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Abstract

Background: Chronic kidney disease is one of the major health challenges across the world, and
a silent killer of Nigerian people because they can’t pay for life saving treatment which has been
available for over 30 years. People pay for their own haemodialysis (HD) treatment without any
government or healthcare insurance-based support system. Studies have explored the lived
experiences of dialysis patients in other parts of the world, where governments support the
patients with the cost of care, there is no evidence that reports the lived experiences of what it
means to be a dialysis patient in Nigeria. It is important to expose the experiences of HD patients
living in a healthcare system where there is unequal access to treatment; where factors such as
culture, cost, family and dependents needs influence and affect compliance to treatment. The
aim of the study was to explore the experiences of CKD patients receiving HD in Nigeria.
Methods: Seventeen eligible HD patients were recruited (5 females and 12 males). A qualitative
longitudinal research approach was used in the conduct of the study over a period of seven
months. Semi-structured interviews were conducted in three waves (1, 4 and 7 month) while a
reflexive journal was kept through the period of the study and was used in the data analysis. All
the interview data were analysed using framework analysis approach. Following the first
interview, summary of the interview transcripts was sent to the participants for confirmation
before the second and the third interviews. The transcripts of the three interviews were analysed
and presented as the themes.

Findings: This study exposed the unique experiences of people living with ESKD in Nigeria,
reported as ‘death sentence’. Those who the money to access dialysis services had survived
longer while those who had no money died early. However, that survival came at a price, often
the family, friends and even whole villages would sell assets to fund short term dialysis
treatment. This was unsustainable and resulted in increased poverty for the families and the
dialysis patient, who ultimately died due to irregular and sub-optimum treatment. Decisions to
attend dialysis sessions or adhere to treatment regimen was influenced by -cultural
practices/societal norms, costs issues, geographical barrier, family needs and religion. Lack of
accurate information on conservative management (where there would be no financial gain for
the health care facility) forced patients to make decisions to commence dialysis, resulting in
early death due to inability to sustain the cost of treatment.

Conclusion: Healthcare practitioners need to provide accurate information on conservative
management to enable patients to make informed choices over their lives. They should be
discouraged from selling all they have to pay for treatment, stripping themselves and their

Xii



families of meagre resources, for very little gain, and health policy should support funded HD

programmes.
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Chapter 1: Chronic Kidney Disease and the Nigerian
context

1.1 Introduction

Patients suffering from long-term conditions such as end-stage kidney disease (ESKD)
experience various psychological, physical and socio-economic challenges which can reduce
their quality of life and in some instances, result in social exclusion (Department of Health
[DH], 2001); these experiences influence an individual’s needs and priorities (DH, 2012).
Dialysis patients in Nigeria experience similar challenges but with the added pressure of
having to pay for their treatment costs and sustain employment while undertaking treatment.
There is limited evidence to explore the impact this financial stress has on the lived
experiences of people managing chronic kidney disease (CKD) undertaking dialysis in
Nigeria. Although many patients fail to sustain and/or attend for treatment (Arogundade et
al., 2011; Okafor, 2012; Arogundade, 2013). This thesis is one of the first studies to gain a
deeper understanding of the economic, cultural, family and societal challenges ESKD
patients face when accessing haemodialysis (HD) treatment in Nigeria. The study generates
an evidence base to inform government policy and enhance service delivery.

The Thesis is divided into seven chapters. This chapter introduces the structure and topic of
the Thesis and focus of the research. My motivations and passion for this study are captured
and the health context of Nigeria described. The global incidence, aetiology and risk factors
for developing CKD, alongside international best practice management of CKD are
compared to the choices and treatment options available for people living in Nigeria. The
structure of Nigerian healthcare systems and renal care services are examined alongside
generating a clear understanding of the ‘Pay for Health Treatment’ policy in Nigeria and the

impact this has for many people living on low incomes.

Chapter Two provides a critical analysis of current literature examining the lived experiences
of people with CKD; searching for existing evidence of what we currently know about the
experiences of HD patients in Nigeria. The key concepts were exposed which informed the
development of this study regarding what to examine and explore within the Nigerian HD

patient population to compare patient experience across various parts of the globe.

Chapter three discusses the key theoretical concepts arising from the literature reviewed. The
key concepts were discussed in relation to healthcare services in Nigeria and the relevant



theories guiding the study while possible relationships existing among these concepts were
highlighted. The concepts from the literature reviewed which were explored in the current
study included illness representation, spirituality, cultural belief and healthcare utilisation.
These concepts amongst other key issues were explored in detail in this study to understand

how they impact on the experiences of dialysis patients in Nigeria.

Chapter four brought together the gaps identified from the literature, the methodology
lessons learnt, and theoretical concepts important to the study and the Nigerian context to
develop a PhD study to generate high quality research. The theoretical concepts uncovered
in Chapter Three informed the framework for the study, used to draw out the meaning of
illness, access to treatment, religious/spiritual, cultural and economic influences that impact
on patients” experiences and their lives living with a long-term condition. The chapter also
discussed the research approach used in this study and the method of data analysis was

clarified.

Chapter five presents the study participants™ biographies to gain an understanding of the
type and range of people recruited and involved in the study. It highlights the clinical blood
results of the participants over time and the frequency of their dialysis throughout the
period of the study. The chapter also presents a critical analysis of the themes of
understanding CKD and the treatment and meaning of living as CKD patients on

haemodialysis.

Chapter six presents a critical analysis of the themes of the impact of CKD and dialysis,
and the challenges of accessing treatment. It highlighted the issues that affect the ability of

dialysis patients in low-resource settings to access regular treatment.

Chapter seven discusses the findings of the study and critically appraised the findings in the
context of current literature and Nigerian health policy. It also examined the limitations of
the research. It highlighted the new knowledge contributed by this study and made the
appropriate recommendations for practice, research and policy and the conclusions of the

study.



1.2 Chronic Kidney Disease

The kidneys are essential excretory organs which regulate body fluid, electrolyte and acid-
base balance of the human body. Injury or damage to any of the kidneys in an individual can
have far-reaching consequences for the growth, systemic functions and existence of the
person. When appropriate measures are taken in the control of both the diet and the blood
pressure, an individual diagnosed with an ongoing or progressive kidney disease could lead
a healthy life for the rest of his/her life (Ormandy, 2008). However, when the injury or
damage to the kidneys is irreversible, compromising normal bodily functions of the kidneys,
normal growth of the individual and life, it is known as chronic kidney disease (CKD)
(Barnett, Li Yong, Pinikahana and Si-Yen, 2008). The National Kidney Foundation Kidney
Disease Quality Outcome Initiative (NKFKDQOI, 2002) defined CKD as the condition of
the kidney where the glomerular filtration rate (GFR); the rate at which the kidneys filter
waste products from the blood (Levey et al., 1999), falls below 60ml/min per 1.73m2 for at
least 3 months irrespective of the cause. Individuals whose kidneys are not damaged but
have a GFR of 60ml/min/1.73m2 are also included in this definition because clinically this
indicates that they have lost over half of their normal kidney function and are at risk of
additional complications (NKF, 2002). The GFR is an estimated figure which corresponds
to the percentage of the kidney which is still normal and functional in an individual; in CKD,
the critical level is when an individual’s GFR becomes less than 15ml/min/1.73m2. This
indicates only 15% of the kidneys functioning (Levey et al., 2011) and at this point renal
failure is said to be established, with an individual requiring a more dynamic treatment
regimen to survive. CKD was classified in 2002 into five stages shown in Table 1(Levey et
al., 2003, p.139).

Table 1: Stages of Chronic Kidney Disease

Stages of CKD  Description of stages Estimated GFR
(ml/min/1.73m?)
Stage 1 The GFR is normal but the structural 90 or more

abnormalities indicate kidney disease

Stage 2 The kidney function is mildly reduced and 60-89
already known to have some kidney disease or

damaged




Stage 3 There is moderately reduced kidney function ~ 30-59

Stage 4 Kidney function is severely reduced 15-29

Stage 5 Very severely reduced kidney function Less than 15

A patient at stage 5, end-stage renal failure (ESRF) or end-stage kidney disease (ESKD)
presents with a chronic, irreversible condition in which the kidney function is severely
reduced, and the only means of survival is through renal replacement therapy (RRT) (NKF,
2002). The RRT is a therapy that replaces the normal blood-filtering function of the kidneys.
It includes dialysis (haemodialysis and peritoneal dialysis) and renal transplantation. The
aim of the RRT is to prolong the life of the individual and to enhance the quality of life
through an independent living with minimal support (Kimmel and Patel, 2006; Barnett et al.,
2008).

1.2.1 Global Incidence of CKD

According to the Global Burden of Disease (GBD) study in 2010 (Lozano et al., 2010), CKD
ranked 27th in the comprehensive list of causes of death worldwide in 1990 (depicting an
age-standardised death rate of 15.7 per 100,000 annually), and this rose to 18th in 2010
(depicting an annual death rate of 16.3 per 100,000). This escalation of CKD up the list was
reported as second only to that of HIV and AIDS globally (Lozano et al., 2010).

There is no national data on the incidence and prevalence of CKD in Nigeria. This is due to
lack of any established renal registry in the country, thereby making it difficult to give any
accurate statistics on the true CKD situation in the country (Okafor and Kankam, 2012).
Most of the statistics on the prevalence and incidence of CKD in Nigeria are therefore based
on institutional studies. Ulasi and ljoma (2010) highlighted the enormity of the CKD
problem in Nigeria using a Federal Teaching Hospital in the South-Eastern State in Nigeria
as case study. It was reported that ESKD accounted for 8% of all the medical admissions in
the hospital and 42% of all renal admissions. Similarly, in the South-Western part of Nigeria,
the frequency of CKD in the overall admissions of a different University Teaching Hospital
was captured over a ten year (1992-2002). Over the 10 years 3.6% of admissions (182 out
of 5,107 cases) were recorded as related to ESKD (Alebiosu, Ayodele, Abbas and Olutoyin,

2006). Although there is no existing renal registry in Nigeria, studies have shown that the



incidence of CKD in Nigeria range of 1.6% to 12.4% (Alebiosu, Ayodele, Abbas, and
Olutoyin, 2006; Afolabi, Abioye-Kuteyi, Arogundade and Bello, 2009; Odubanjo,
Oluwasola and Kadiri, 2011). However, these figures represent only findings from a few
hospital-based studies; therefore, they do not include many patients who do not have access
to hospital care who could not have been represented. Nigeria ranks third in the list of
African countries with the largest number of patients on haemodialysis (HD) (6.3 per million
populations) after South Africa and Kenya (Pozo et al., 2012). These figures indicate ESKD

is a growing and expanding problem for Nigerian people and health services.

In the wider African context, there is also no national registry for renal disease in any of the
African countries (Naicker, 2013). This therefore makes statistics on the prevalence of CKD
in most African countries unreliable. However, in a recent review of the prevalence, causes
and treatment regimen for ESKD in Sub-Saharan Africa (SSA) based on published literature
and relevant data obtained from renal experts in Africa by Naicker (2013), CKD was
reported to affect mainly young adults in the age of 20 and 50 years in SSA mainly due to
hypertension and glomerular diseases. It has been estimated that the incidence of CKD is at
least three or four times higher in African countries than in the developed countries of the
world (Naicker, 2003). It has also been predicted that by the end of 2020 the prevalence of
CKD and ESKD will have increased substantially because of a concomitant increase in the

cases of diabetes mellitus and cardiovascular diseases by 130% in Africa (Schenna, 2000).

In contrast however, the United States of America (USA) Renal Data System (USRDS), the
United Kingdom (UK) Renal Registry (UKRR) and the national renal registries of many
other nations especially the developed countries of the world have been recording data on
the incidence of CKD in their various countries. For instance, the USRDS has been keeping
annual data on RRT in the USA since 1980 to the current date, to facilitate the comparison
of the incidence, prevalence and RRT services globally. The UKRR which shares data with
the USRDS collates individual patient data of all CKD patients in the 71 adult renal centres
across the UK (52 renal centres in England, five in Northern Island, five in Wales and nine
in Scotland) and has since 1998 to 2015 published 19 annual reports to evaluate RRT
services within the country (Caskey, Steenkamp and Thomas, 2017; USDRS, 2017). It is

therefore pertinent to draw basic comparative information from these two data sources.

There has been a steady rise in the incidence of ESKD globally. For instance, according to
the 19th UK Annual Renal Report (Gilg, Methven, Casula and Castledine, 2017), the total



number of CKD patients initiating RRT in the UK in 2015 was 7,814 representing an
incidence rate of 120 per million population (pmp) in contrast to 115 pmp in 2014, although
the incidence rate from 2006 to 2013 was reported to have been stable for England (Gilg,
Pruthi and Fogarty, 2014). This overall increase represents increases in the incidence rate
from each of the four countries making up the UK. A similar pattern increase was observed
across various countries in 2014 according to the latest yearly reports available in those
countries. The incidence rate in the UK was reported to be like those in various other
countries in Northern Europe, New Zealand and Australia (Figure 1). However, the
incidence rate has remained considerably lower than in some other countries such as the
USA, Japan and Greece (Gilg et al., 2017).
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Figure 1: International comparison of RRT incidence rates in 2014 as reported in UKRR (2017, pg 39)

A B C D E F G H I J K L M N O P

KEY

A-Iceland; B-Finland; C-Norway; D-Australia; E-Netherlands; F-United Kingdom; G-
Sweden; H-Austria; 1-New Zealand; J-Denmark; K-Spain; L-France; M-Canada; N-

Greece; 0-Japan; P-United States of America.




1.2.2 Aetiology and Risk Factors for Developing CKD

There is a variation in the causes or predisposing factors to CKD worldwide. Generally, the
major causes of CKD in developed countries like the UK, the USA, are diabetes mellitus
and hypertension while infectious diseases, environment and industrial pollution, and herbal
medicines are other causes which have been linked with the development of the condition in
Asian and Sub-Sahara African countries (Jha et al., 2013; USRDS, 2017). Other factors that
have been associated with the development of CKD in developed nations are old age, obesity
and smoking (Levey and Coresh, 2012; Jablonski and Chonchol, 2014).

In Nigeria, chronic glomerulonephritis, hypertension and diabetes mellitus have been
reported as the three major causes of CKD (Alebiosu and Ayodele, 2005; Arogundade, 2011,
Bamgboye, 2011; Bello et al., 2013). Age, obesity, consumption of herbal medications,
protracted use of non-steroidal anti-inflammatory drugs, and a family history of diabetes
mellitus have also been reported as risk factors for the development of CKD in Nigeria
(Akinsola, Odesanmi, Ogunniyi and Ladipo, 1989; Okpere, Anochie, Eke, Bell-Gam and
Jaja, 2012; Wachukwu, Emem-Chioma, Wokoma and Oko-Jaja, 2015). Studies have shown
that CKD and ESKD patients in Nigeria present at a very relatively young age of 20 to 50
years, compared with similar patients in the developed world (Arogundade and Barsoum,
2008; Arogundade et al., 2011; Arogundade, 2013). This finding according to Arogundade
(2013) could be due to high prevalence of infection-related glomerulonephritis and the
genetic susceptibility of people of black descent to hypertensive renal damage. Similarly,
glomerulonephritis is a common cause of CKD in Asian countries (Jha et al., 2013). Across
the Sub-Saharan African (SSA) countries, hypertension is the leading cause of CKD with
statistics ranging from 25% in Senegal, 29.8% in Nigeria, 45.6% in South Africa to 48.75%
in Ghana (Naicker, 2013), A significantly male prevalence of CKD has been reported in
various parts of SSA (Diouf et al., 2000; Arogundade and Barsoum, 2008; Naicker, 2010;
Arogundade et al., 2011). The increase in the prevalence of infectious diseases because of
poor sanitary conditions, large concentrations of disease-transmitting vectors, inadequate
supply of safe water, consumption of uncontrolled food additives, pesticides, environmental
pollution, abuse of analgesics, and excessive consumption of herbal medications have
continued to heighten the burden of CKD in low-income and developing countries (Jha,

2004; Ayodele and Alebiosu, 2010). Variations in genetic factors have been linked with the
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development of non-diabetic CKD in people of African heritage (Kao et al., 2008; Kanji et
al., 2011).

1.2.3 Best Practice Management of CKD

The functions of the kidneys are vital to life. Prior to the 1960’s in the UK and in many
countries the diagnosis of CKD would have resulted in an individual’s certain death
(Department of Health [DH], 2004). Since this time, there has been remarkable improvement
in the understanding and treatment of the condition, resulting in patients living much longer.
The advances over the years in the management of CKD include: accelerated growth and
improved availability of dialysis facilities, the development of kidney transplantation option
in combination with the introduction of more effective anti-rejection drugs, and the ability
to treat older CKD patients with co-morbid conditions (DH, 2004; Gill et al., 2005; Carson,
Juszczak, Davenport and Burns, 2009). All these have led to reduction in the mortality rate
and improved quality of life in CKD patients. Another crucial advance in the management
of CKD over the years is indeed, the successful treatment of young infants and children
through dialysis and kidney transplantation, resulting in good long-term outcomes (DH,
2004; Gill et al., 2005; Gill et al., 2013; Kaur and Davenport, 2014). The introduction of
RRT has helped to improve the lives of CKD patients, with some surviving the rigours of
treatment for more than 30 years, particularly if they receive a kidney transplant, although
this is rare in cases of renal transplantation (DH, 2004; Smyth, 2012; Methven, Steenkamp
and Fraser, 2017).

Generally, haemodialysis (HD) and peritoneal dialysis (PD) are the common forms of
dialysis. HD involves the circulation of the patient’s blood through a dialysis machine, which
filters the waste products and excess water, and these are passed into a special liquid known
as the dialysate. Normally, ESKD patients on HD require three sessions of it, with each of
these sessions lasting for hours in a renal dialysis centre, the patient’s home or in a satellite
unit. When patients choose to dialyse at home, they are given the appropriate trainings for
them to be able to do this. The National Institute for Health and Care Excellence (NICE) had
recommended that all patients who have been assessed and considered to be suitable for HD
treatment should be availed the opportunity of choosing to have HD at home or in renal
centre (NICE, 2002). Despite this guidance, home HD has been poorly-used in the UK as a



choice treatment in ESKD patients (NICE, 2002). In Nigeria, home HD is not an option;
dialysis treatment is available only to those with sufficient resources to pay for the high cost
of treatment. There is no access to any form of government support for healthcare and
specifically for renal patients and in addition to the high cost of dialysis treatment. Patients
also are expected to procure ancillary ESKD treatment medication for the management of
anaemia and mineral bone disease associated with the disease, which places access to such
treatment out of the reach of the patients with low incomes (Okafor, Ekwem and Wakoma,

2012; Oluyombo, Obajolowo, Ayorinde, Olanrewaju and Okunola, 2014).

Internationally, the use of daily HD and nocturnal HD have received increased attention. In
daily HD treatment, the patients receive daily short sessions of HD while patients on
nocturnal HD are given longer slower HD treatments overnight, perceived to be more
effective as a replacement of kidney function (Lebner, Nesrallah and Mendelssohn, 2007;
Raymont and Bonner, 2008). Predominantly in ESKD patients with undamaged arteries and
veins, the vascular access of choice for HD is an arteriovenous (AV) fistula. This vascular
access has the least complications but takes more than two months to develop fully after its
formation (NKF, 2006; Santoro et al., 2014). The AV fistula is a surgically-modified blood
vessel created through the connection of an artery to a vein, and this is usually created in the
upper or wrist of the patient. The creation of a fistula through the connection of the artery to
the vein increases the size and the strength of the blood vessel, thereby enhancing the transfer
of blood from the patient to the dialysis machine and back to the patient’s blood vessel. The
AV fistula is often created 6 weeks before the commencement of HD, to allow time for the
skin and the tissues surrounding the fistula to heal. However, where the blood vessels of the
patient are too narrow to enable the creation of an AV fistula, an alternative procedure called
an AV graft (AVG) which involves the use of synthetic tubing known as graft in connecting
an artery to a vein may be recommended. Once established, two thin needles are inserted
into the AV fistula or the AVG and secured into place during each session of dialysis. Each
of the needles slowly draws blood from the patient’s AV fistula or graft and transfers this to
the dialysis machine (dialyser) which contains a special liquid known as dialysate and series

of membranes that act as filters.

As a temporary measure in emergency situations or where permanent access cannot be
achieved, venous catheters are often inserted into a vein in the patient’s neck (jugular vein),
chest or the groin. These catheters split into two tubes with two caps outside the body of the

patient and is designed to be connected to the line which conveys blood to the dialysis
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machine and another line which carries blood from the machine back to patient’s body). In
Nigeria, most ESKD patients on dialysis treatments use a temporary form of vascular access
because of late presentation or referral to the nephrologists, limited number of vascular
surgeons who are skilled in the creation of AVF in the country, and the high cost of treatment
(Chukwuonye and Oviasu, 2012).

Peritoneal Dialysis (PD) involves the introduction of dialysis fluid into the peritoneal cavity
located in the patient’s abdomen. Like the HD, access is necessary for PD, although this is
not created into the circulatory system of the patient. A tube or catheter through a surgical
procedure and under the influence of a local anaesthesia is inserted into the peritoneal cavity
through the abdominal wall of the patient. The peritoneal cavity is lined by a thin peritoneal
membrane which acts as a filter for excess water and waste products from the blood. There
are basically two types of PD. Continuous Ambulatory Peritoneal Dialysis (CAPD) in which
case the fluid is exchanged (drained out of the peritoneum and then manually replaced) four
to five times a day or Automated Peritoneal Dialysis (APD) in which there is more frequent
fluid exchange and the patient is connected to a machine which filters the blood throughout
the night while the patients are asleep. The evolution of the different types of PD was to
enhance the efficiency of PD treatment and promote the convenience of the treatment for
patients (Pike, Hamidi, Ringerike, Wisloff and Klemp, 2017).
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Figure 2: Illustration of the location of PD catether

Compared to HD and PD, kidney transplantation has been demonstrated to be the best form
of RRT, for almost 40% of ESKD patients who are clinically stable, as it corrects the already
lost endocrine function in ESKD (DH, 2008; Chukwuonye and Oviasu, 2012). In this
procedure, kidney organs can be donated from a deceased or living donor. Nowadays, living
donations occur between family members, close friends or through altruistic donors who
have the same blood group and closest tissue type as the patient, to reduce the chance of
organ rejection. In recent times, there has been a consideration for paired donation, in which
a family member is willing to donate their kidney to an unknown patient in exchange for the
benefit of their own relative who needs a kidney given by another paired donor (DH, 2008);

this practice is not yet available in Nigeria.

RRT services have been offered in Nigeria since 1981 with Obafemi Awolowo University
Teaching Hospital (OAUTH), lle-Ife and the University College Hospital (UCH), Ibadan
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were the pioneering centres (Bamgboye, 2003; Agabaji and Abene, 2012). The predominant
form of RRT available in Nigeria is the HD (Bamgboye, 2003; Alebiosu et al., 2006;
Arogundade and Barsoum, 2008; Naicker, 2009). PD is still to this date largely due to a lack
of availability of PD fluid, not manufactured in the country, thus requiring importation and
increasing the cost of PD treatment to more than HD, placing access to such treatment
beyond the reach of many low and middle-income patients (Arogundade, Sanusi, Hassan
and Akinsola, 2011; Agbaji, 2011; Agbaji and Abene, 2012). A review of RRT modality in
OAUTH (Nigeria) over a period of 19 years revealed that CAPD represented only 1.2% of
RRT in the centre (Arogundade et al., 2011). The low utilisation of PD services within this
major centre suggests that uptake within wider Nigeria could be even less. The increased
risk of infection (peritonitis) discourages wider use of PD in Nigeria (Arije, Akinlade, Kadiri
and Akinkugbe, 1995; Arogundade et al., 2004). Currently, there is minimal training and
experience of PD among renal staff in the various renal centres in Nigeria reflecting the low
use of the therapy, which also acts as a barrier to increasing use. There are currently more
than 30 government-owned health facilities and several privately-owned healthcare facilities
providing HD services across the various states in Nigeria (Agbaji and Abene, 2012).
Although, these centres are inadequate to effectively manage the rise in ESKD within the
Nigerian population. Most of these centres are situated in the urban areas, with limited access
to services by patients living in rural areas (Bamgboye, 2003). The locations of the various

dialysis centres in Nigeria are as shown in Figure 3.

There are variations in the cost of HD services across the country between the government-
owned and privately-owned health facilities; with the cost of each HD session ranging from
25,000 to 40,000 naira (£88 to £140) (Agbaji and Abene, 2012; Chukwuonye and Oviasu,
2012). This is a very expensive to patients as in other parts of the world and the patients bear
these costs as government subsidy is almost non-existent and the national health insurance
scheme does not include renal care (Agbaji and Abene, 2012; Arogundade, 2013). To put
this into perspective, the Nigeria’s National Minimum Wage (NMW) is only 18,000 naira
(E70) per month and a new graduate earns less than a 100,000 naira (£350) per month
(Chukwuonye and Oviasu, 2012; Nwude, 2013). It is therefore an economic challenge for
ESKD patients to sustain dialysis treatment, and this is clearly demonstrated through an
unacceptable mortality rate of 80% for ESKD patients, many dying within some weeks after
diagnosis (Arije, Kadiri and Akinkugbe, 2000; Bamgboye, 2003; Arogundade et al., 2011).
One of the centres which provides HD to 70 % of its ESKD patients found that only 5% of
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these patients could maintain their treatment for more than 12 weeks, largely due to financial
constraints (Akinsola, Adelekun and Arogundade, 2000; Grassmann, Gioberge, Muller and
Brown, 2006; Arogundade et al., 2011; Arogundade, 2013). Similarly, a recent evaluation
of HD services across the country revealed that most ESKD patients in Nigeria cannot
maintain the normal three sessions of HD per week and most them (over 90%) stopped
treatment by the end of a period of three months (Agaba et al., 2003; Alasia, Emem-Chioma
and Wakoma, 2012).

Kidney transplantation has been recognised worldwide as the gold standard treatment option
for ESKD because it is relatively cost-effective, improves the quality of life of the patients
and reduces the frequency of hospitalisation in the ESKD population (Arogundade, Abd-
Essamie and Barsoum, 2005; Arogundade and Barsoum, 2008; Dominguez, Harrison and
Atal, 2011; Haller et al., 2011; Garcia, Harden and Chapman, 2012). However, its choice or
utilisation globally has been constrained by the huge financial implications involved,
difficulty in obtaining donor organs, issues of immunosuppression, and more recently organ
trafficking (Badmus et al., 2005; Unuigbe, 2006; Arogundade and Barsoum, 2008; Sanusi,
Arogundade and Badmus, 2008; Bamgboye, 2009; Howard et al., 2009; Glazier and
Delmonico, 2012; Gondos et al., 2012). In the Nigerian context, funding has remained the
major challenge to establishing renal transplantation because the majority of the ESKD
patients cannot pay the cost of the procedure; thus, access to transplantation is reduced and
often not even a choice for patients (Bamgboye, 2009; Howard et al., 2009). In almost half
of the ESKD population funding of renal transplantation preparation and surgery in the
country is often borne by the patient or their relatives, while the other half of the population
source funds from their employers, philanthropists, and government donations (Arogundade,
2013, p.242: Table 2).
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Table 2: Funding of kidney transplant management in Nigeria

Sources Transplant surgery Maintenance therapy
Private /personal 48 (33.6%) 107 (74.8%)

Employer 34 (23.8%) 34 (23.8%)
Philanthropists 13 (9.1%) Nil (0%)

Other donations 31 (21.7%) Nil (0%)

NGO 2 (1.4%) 2 (1.4%)
Governmental support 15 (10.5%) Nil (0%)

Health insurance Nil (0%) Nil (0%)

*NGO- Non-governmental organisations

There is no cadaveric transplantation in Nigeria, only living donation is practised. Most of
the donors are genetically-related, the rest of the cases emotionally-related (Arogundade,
2013). The independent ethical committee in the various transplant centres usually ensure
that the altruism of the emotional donors is maintained and where necessary seeks legal
authorisations; this is to prevent commercialism and adhere strictly to the Declaration of
Istanbul (International Summit on Transplant Tourism and Organ Trafficking [ISTTOT],
2008; Glazier and Delmonico, 2012). The evidence indicates that greater than 50% of ESKD
patients in South Africa do not have access to dialysis or transplantation (Moosa and Kidd,
2006; Katz, Gernholtz and Naicker, 2011).

1.2.4 Complications of dialysis

Despite the benefits of dialysis for ESKD patients, it is associated with some complications.
Venous catheters are associated with increased risk of serious sepsis, morbidity and mortality
(Hokimoto et al., 2015; Landry and Braden, 2015; Wang, Wang, Liang, Lu and Liu, 2015;
Rivara et al., 2016). A lack of good vascular access (VA) is a major cause of morbidity in
HD patients, and is responsible for 25% of hospital admissions in dialysis patients (Levy,
Morgan and Brown, 2001; Tzanakaki et al., 2014; Tong et al.,, 2016). Similarly, a
significantly high risk of thrombosis, and other complications which affect prognosis have
been reported to be associated with the use of CVC (Lok and Foley, 2013).
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PD has also been linked with the development of encapsulating peritoneal sclerosis (EPS) -
a rare but serious clinical condition which occurs because of long-term PD therapy. The
exact incidence of EPS worldwide is not known but it’s reported that the incidence increases
as time spent on PD increases (Hurst et al., 2014; Alatab et al., 2017).

1.2.5 Mortality in end-stage kidney disease patients on dialysis therapy

Although maintenance dialysis therapy has successfully prolonged the lives of ESKD
patients, mortality remains high within the population especially within the early period of
transition to ESKD when the patients are most vulnerable (Pozzoni et al., 2004; Sim et al.,
2018). High mortality rates of up to 30 percent has been reported within the first year of
patients” transition from CKD to ESKD (Chan et al., 2011; Foley et al., 2014; Saran et al.,
2017). Although the evidence is not exclusively consistent, studies have shown spikes in
mortality rates within the first few weeks to months transition to ESKD (Chan et al., 2011;
Lukowsky et al., 2012; Wick et al., 2017). This alarming rate of mortality has therefore been
the drive behind the Healthy People 2020 goals to reduce ESKD mortality rate to 333 per
1000 patient years at risk within the first three months of transition from CKD to ESKD
(Healthy People2020, 2018). Cardiovascular complications are the major causes of
morbidity and mortality among dialysis patients (Mavrakanas and Charytan, 2016). The
common cardiovascular complications include acute coronary syndrome (ACS), sudden
cardiac death (SCD), heart failure, atrial fibrillation (AF) and stroke.

In Nigeria just like in many Aftrican countries, there is no national data on the mortality rates
in ESKD patients. This is due to the lack of any established renal registry in the country,
thereby making it difficult to give any accurate national statistics on the true situation of
CKD in the country (Okafor and Kankam, 2012). However, some authors have reported
mortality rate of 80 percent for ESKD patients, with many dying within some weeks after
diagnosis (Arije, Kadiri and Akinkugbe, 2000; Bamgboye, 2003; Arogundade et al., 2011).
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1.2.6 Impact of CKD and treatments

In addition to the function of removing waste products from the blood, the kidney regulates
the acidity level of the body, blood pressure, water level, production of haemoglobin and
bone formation. Thus, when the kidney’s fail it results in the need to follow fluid and dietary
restrictions, alongside complex drug regimens, HD or PD treatments to promote the survival
and the quality of life of the patients (Baines and Jindal, 2000; Pang, Ip and Chang, 2001;
Barnett et al., 2008). Ineffective treatment regimen and imbalance in ESKD patients
predispose them to numerous complications such as cardiovascular disease, fluid overload,
hyperkalaemia, acidosis, malnutrition, anaemia, renal osteodystrophy and fluid depletion
(Levyetal., 2001; Stevens et al., 2004). Sexual dysfunction is also a complication associated
with CKD and these usually occurs earlier before ESKD is established, but in most cases, it
is irreversible even after commencing RRT (Palmer, 1999; Finkelstein and Finkelstein,
2002). In male patients, the sexual dysfunction includes decreased libido, premature
ejaculation, erectile dysfunction and difficulty in reaching orgasm; while in female patients
it includes lack of vaginal lubrication, dyspareunia, decreased libido, infertility and difficulty
in achieving orgasm (Finkelstein and Finkelstein, 2002). There are also menstrual
irregularities in the ESKD patients (Rathi and Ramachandran, 2012) and a reduced chance
of conception and successful pregnancy, although this can improve after a successful renal
transplantation (DH, 2004). Even with renal transplantation, the long term complex drug
regimens which follow the surgical procedure create numerous side effects. It is therefore
not surprising there are poor rates of survival for ESKD patients on dialysis given the

complexity of the cause of the disease, co-morbidity and the requisite treatment modality.

The management of ESKD also has both financial and social implications including changes
in lifestyle for the patient. The time taken off from work to keep to dialysis schedules for
HD can be over 20 hours per week if the patient attends the prescribed three times a week
schedule, including time travelling to and from the renal centre. The treatment time have a
significant effect on an individuals’ ability to sustain work. In most developed worlds, large
numbers of ESKD patients give up their work or reduce their working hours just before or
after the initiation of dialysis treatment (Curtin, Oberley, Sacksteder and Friedman, 1996;
USRDS, 2017). For instance, ESKD patients on chronic RRT in the USA are regarded as
“disabled” and are therefore enlisted for Medicare benefits, and following a successful renal
transplantation, the patient may be expected to return to work to enhance the rehabilitation
(Eng et al., 2012). However, in some other developed countries, the patients are expected to
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have worked for up to a certain number of years or to have been gainfully employed (Julian-
Mauro, Molonuevo-Tobalina and Sanchez-Gonzalez, 2012). Employment issue has been
reported as one of the major concerns for dialysis patients (Morton et al., 2017). Dialysis
patients who are of working age are more likely to be unemployed than their age-mates who
are healthy (Kutner, Bowles, Zhang, Huang and Pastan, 2008; Muehrer et al., 2011,
Helantera et al., 2012; Essue, Wong, Chapman and Li, 2013). The factors that have been
identified to be associated with job loss after the initiation of dialysis in ESKD patients
include: gender (female), older age (over 49 years), dialysis mode (HD rather than PD as
first treatment modality), concurrent chronic diseases, poor or no Erythropoietin usage
before ESKD and poor health insurance coverage (Helantera et al., 2011; Muehrer et al.,
2011). Similarly, family caregivers are also at a high risk of losing their jobs because of the
time demands for an individual who is on dialysis (Morton, Tong, Webster, Snelling and
Howard, 2011).

Even ESKD patients who choose to do PD also experience similar difficulties associated
with maintaining dialysis treatment while on employment in the long-term. This disruption
in the normal working hours of the patients will obviously place financial burden on the
patients and this can affect the entire families including the affordability of the cost of
treatment (in the case of Nigeria, South Africa and the rest of the African continent). There
is also the difficulty of planning and being able to afford embarking on holidays for patients
on HD as they would need to be close to renal centres where they can maintain their
treatment, while PD patients would need to plan for the delivery of the dialysis fluid to their
holiday destinations (for patients in developed world). However, for HD and PD patients in
developing world like Nigeria, South Africa and the rest of the countries in SSA, embarking
on holidays is a luxury which is hardly within the reach of the ESKD patients as most of
them bear the expensive cost of their RRT services. Therefore, patients suffering from long-
term conditions such as ESKD experience various psychological, physical and socio-
economic challenges which can reduce their quality of life and in some instances, result in
social exclusion (DH, 2001) and these experiences also influence their choice of needs and
priorities (DH, 2012; Morton et al., 2017).
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Figure 3: Location of dialysis facilities in Nigeria

1.3 Health care services in Nigeria

This section will discuss the structure of the health care system in Nigeria, health care

financing, the healthcare financing policy and health coverage in the country.

1.3.1 Structure of the Healthcare Systems/Services in Nigeria

The organisation of healthcare services in Nigeria is complex, comprising of both private
and public-sector providers. The private providers include non-governmental and religious
organisations, private-for-profit providers, community-based organisations and traditional
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care providers (World Health Organisation [WHO], 2015). The Nigerian public sector, in
principle, operates a decentralised three-tier healthcare system with responsibilities entrusted
to the three tiers of government agencies: The Federal Ministry of Health (FMOH), the State
Ministry of Health (SMOH) and the Local Government Health Department (LGHD). The
governance system in the country is categorised into one Federal Government, thirty-six
Stage Governments including the Federal Capital Territory Abuja, and 774 Local
Government Areas (Lukpata, 2013; Okebukola and Brieger, 2016). All the three tiers are
involved in major health system functions including planning, financing and service
provision. The public-sector financing of health care in Nigeria is therefore tied to the
national funds which are allocated the three tiers of government. The sharing formula of the
funds confers undue financial advantage on the Federal Government as almost half of the
funds are allocated to the Federal Government while the thirty-six States in Nigeria are
allocated a quarter of the fund and the remaining quarter goes to the 774 local governments
(Lukpata, 2013). However, the allocation of funds to the local governments is through the
state governments in deference to the 1999 constitution of Nigeria (Constitution of the
Federal Republic of Nigeria [CFRN], 1999). The devolution of the responsibility of
managing PHC to the Local Governments without any guaranteed financial matching has
resulted in varying patterns of health outcomes across the local governments depending on
the ability of the community to influence the demand and supply of the PHC services
(Babalola and Fatusi, 2009; Ononokpono and Odimegwu, 2014). The channelling of funds
meant for the Local Governments through the States has created alot of loopholes for
corruption, whereby the various State Governments allocate to the Local Governments
whatever amount they consider appropriate and this has further weakened the functional

capacity of this tier of government.

The FMOH is responsible for the formulation of national health policy for the country and
provides technical and financial support to the overall health system, coordinating and
supervising services in the two other levels (Omotosho, 2017). It is responsible for
international relations on health matters regarding the country and provides tertiary health
services/facilities through the Federal Medical Centres, Federal Teaching Hospitals and
National Laboratories. The FMOH also carries out disease surveillance, training of health
professionals and regulation of drugs (Okebukola and Brieger, 2016). The SMOHSs provide
secondary care services through comprehensive health centres and state hospitals. It also

regulates and provides technical support to primary health care (PHC) services provided by
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the LGHD, through primary healthcare centres (PHCs). The State Governments are mostly
responsible for the funding and management of the secondary healthcare facilities which
include the general hospitals, and some of the primary healthcare facilities. The State
authorities are also responsible for the training of nurses, midwives, health care technicians
and provision of technical assistance to the health programmes and facilities of the LGHD
(National Primary Health Care Development Agency [NPHCDA], 2013; Okebukola and
Brieger, 2016).

The 774 Local Governments in conjunction with the State Governments are responsible for
the management of the LGHD. They provide the necessary human resources and other
logistics for the provision of PHC. Every community is an integral part of a local government
area which is administered by the local government authority. Although the State
Governments and the Local Governments are jointly responsible for the LGHD, the decision
on what sub-national government takes primary responsibility for the provision of PHC is
dependent on the internal arrangement within each state (CFRN, 1999; FMOH, 2004;
Abimbola et al., 2015). Generally, the States oversee the recruitment of healthcare personnel
to work in the PHCs which are operated by the Local Governments. However, the States
retain this responsibility only for the senior healthcare workers such as doctors, nurses,
midwives and senior community health workers while they delegate the function of hiring
junior health personnel such as junior community health workers to the Local authorities
(Bonilla-Chacin, Okigbo, Malife, Sherburne-Benz and Ruhl, 2010).

Although the local governments have the main responsibility for managing the PHC, all the
three tiers of government and various agencies participate in PHC as the constitution of
Nigeria is silent on the roles of each of the various governments in healthcare provision
(Omotosho, 2017). This at times results in duplication, overlap, and confusion of roles and
responsibilities. In addition, the PHC which constitute the mainstay of the national health
system has continuously remained in shackles largely due to lack of political will, gross
underfunding, and a lack of capacity at the Local Government levels which are supposed to

implement PHC at the grassroots to the communities (Omotosho, 2017).
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1.3.2 Healthcare financing in Nigeria

Health care in Nigeria is financed by a combination of tax revenue, out-of-pocket payments,
donor funding, and health insurance (social and community) (WHO, 2009; Olakunde, 2012).
Nigeria’s health expenditure is relatively low, even when compared with other African
countries. The total health expenditure (THE) as a percentage of the gross domestic product
(GDP) from 1998 to 2000 was less than 5%, falling behind THE/GDP ratio in other
developing countries such as Kenya (5.3%), Zambia (6.2%), Tanzania (6.8%), Malawi
(7.2%), and South Africa (7.5%) (Soyinbo, 2005). Recent publications show that there has
been a steady rise and fluctuations in the THE since 2009 to 2014. For instance, the THE
was 23.97% in 1997, it rose to 31.4% in 2001 and fell to 29.2% in 2005. In 2009, the figure
rose again to 36.3% but fell drastically again in 2013 to 15.6% (WHO, 2017) as shown in
Table 2. These figures clearly show a lack of government commitment or will towards
funding the health care systems in Nigeria. Olaniyan, Oburota and Obafemi (2013) reported
that government financing of healthcare in Nigeria for many years contributed less than 20%
of the total health care financing in the country while out-of-pocket financing of healthcare
by the citizens has consistently risen higher than 67% of the total healthcare financing. This
situation has therefore resulted in unequal access to healthcare for the poor citizens who
struggle to meet basic daily needs and as such find it difficult to afford cost of medical care
(Ichoku and Fonta, 2009). Achieving a successful health care financing system continues to
be a challenge in Nigeria. Limited institutional capacity, corruption, unstable economic, and
political context have been identified as factors why some mechanisms of financing health
care have not worked effectively (Adinma and Adinma, 2010). The capacities of facilities
installed many years ago are now overstretched and the building infrastructure in various
states of disrepair. Evidence suggests the Nigerian public seems to be reverting to the
traditional care providers, because of problems of access and affordability (Emuakpor, 2010;
Abdulraheem, Olapipo and Amodu, 2012; Jaro and lbrahim, 2012). Moreover, the
demography of Nigeria shows that about 55% of the total population live in the rural areas
compared to 45% in urban cities (Omoruan, Bamidele and Phillips, 2009) and most of the
rural dwellers are poor and predominantly peasant farmers. Figures from 15 years ago
indicated that Primary health care were catering for less than 20% of the potential patient
population (Gupta, Gauri and Khemani, 2003). The goal of the National Health Policy
(1987) revised in 2004 (Federal Ministry of Health, 2004) was to introduce a comprehensive

healthcare system based on primary health care that is preventive, protective, restorative and

21



rehabilitative to all Nigerian citizens. In addition, within the available resources is was
envisaged that health would be promoted to assure and increase productivity, social well-
being and the quality of life of individuals and communities (Adeyemo, 2005). This

ambitious goal has not been realised.

Table 3: Indicators of health expenditures in Nigeria (WHO, 2017)

1997 2001 2005 2009 2013

Total expenditure on health as % of GDP 4.6 5.2 6.6 58 3.9

General expenditure on healthas % of THE 235 314 292 36.3 15.6

Private expenditure on health as % of THE 76.5 685 708 673 66.8

Out-of-pocket expenditures as % of THE ~ 94.6 914 958 956 95.8

1.3.3 Health Care Finance Policies in Nigeria and Health Care Coverage

Over the years, successive governments in Nigeria have made varying efforts aimed at
addressing the healthcare financing issues. Uzochukwu et al. (2015) highlighted that has led
to the development of several policies and plans with a view to achieving universal health
coverage (UHC). Some of the policies and plans include: The National Health Policy (NHP),
Health Financing Policy (HFP), National Health Act (NHA) and National Strategic Health
Development Plan (NSHDP).

The major thrusts of the National Health Policy with respect to healthcare financing is to
expand the sources of financing healthcare and strengthen private sectors™ contribution
towards this. It also seeks to engage households and communities through community-based
schemes in financing PHC services in Nigeria. It explores the public-private partnership
approaches for the expansion of health financing options at all levels of care.

The NHFP was enunciated in 2006 by the FMOH to promote equity and access of Nigerians
to quality and affordable healthcare, and to promote accountability and efficiency through
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the development of a fair and sustainable health financing system (FMOH, 2006). The
overall goal of the policy is to ensure the availability of adequate and sustainable resources

to all levels of care through an efficient allocation mechanism to PHC services.

The NSHDP (2010-2015) represents a shared desire to strengthen the national health care
systems and to substantially improve the health status of Nigerians. It was developed as the
reference health care development document for all stakeholders in the healthcare sector and
to promote accountability in the realisation of the national health goals and targets. The
overall goal of NSHDP is to ensure the availability and provision of adequate funds and
other resources for the provision of accessible, efficient, affordable, and equitable healthcare

services at the Federal, State and Local levels.

The National Health Act (2014) provides the legal framework for the regulation,
management and funding of PHC services in Nigeria. The NHA includes a provision for the
basic health care provision fund (WHO, 2014). The Act created the National Primary Health
Care Development Fund (NPHCDF) which is responsible for the disbursement of the funds
meant for essential drugs for PHC, maintenance of PHC facilities and development of human
resources through the State Primary Health Care Boards for onward distribution to the Local
Government Health Authorities. The act stipulates that:

e 50% of the funds shall be used for the provision of basic health services to all the
citizens in eligible PHC facilities via the NHIS.

o 25% of the funds shall be used to supply essential drugs to the PHC facilities

e 15% of the fund shall be used for the provision and maintenance of PHC facilities,
equipment and transport for PHC.

e 5% of the funds shall be used for the development of human resources for eligible
PHC facilities; and

e 5% of the funds shall be used for National Health Emergency and Epidemic

Response by the Federal Ministry of Health.

Although the NHA Act and other policies and plans as highlighted clearly defined the roles
of the various tiers of government in Nigeria and provided roadmaps for the nation's health
care systems, the realisation of the objectives has largely remained a wishful thinking as
poor funding, systemic corruption and lack of political will on the part of the government in

investing heavily on the health care systems.
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1.4 Perspectives on death and dying in Nigeria

Death is an inevitable end to human life, however, just as people have different perception
of life, so do they have of death. The differences in the perception of death by individuals or
groups is like the understanding of life itself from a religious, cultural or scientific
perspective (Neimeyer, Wittkowski and Moser, 2004). While the interpretation of life from
a scientific perspective may result in an individual's preparation for death based on medical
report and other scientific evidences, those who see death from the religious perspective are
to a large extent concerned with religious injunctions regarding death, and those who have
cultural perspective of death consider other factors which are responsible for a person’s
death. These factors may include the assumption or belief that one’s enemies could use
spiritual powers to cause misfortune, and deities can strike people to death or end people’s
lives if they offend the gods and other spiritual forces (Okechi, 2017). Although most
religions provide frameworks for answering the existential questions regarding death and
dying, however, individuals attitude and belief towards death and dying beyond any cultural
and socio-economic factors, may affect one’s conception or perception of the phenomenon
of death and dying (Wulffs, 1991).

Among various societies in the world, how, when, where and what can cause death has
become a source of concern to not only individuals and groups but also specialists such as
sociologists, psychologists, social workers, etc. globally (Okechi, 2017). Evidence has also
shown that the divergence in culture, civilisation and life experiences can significantly affect
the perspectives of individuals and groups on death and dying (Weafer, 2009). In most
developed nations, individuals perceive death as a stage in life, which everyone will come
to irrespective of time or context. For instance, a survey by the Irish Hospice Foundation
showed that among the Irish people, about 14 percent of Irish adults had written up living
will or advanced directives, which is an order to terminate their lives whenever they are
faced with terminal illnesses (Weafer, 2009). Similarly, most Europeans and Americans
have the understanding that death is a necessary end that needs preparation by every
individual based on their values and beliefs; for example, some European nations have
legally-approved assisted suicide and individual approval for life termination when should
one be faced with severe health complications (Wright, Zozula and Wilcox, 2012). The
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perception of death in Africa generally and in Nigeria particularly, however, is unique when
compared to other parts of the world (Umoh, 2012). In the African perspective, only elderly
persons are perceived to have completed their assignments on earth and are assumed to have
gone home to be with their ancestors when they die; the death of a young person is therefore
naturally seen as unacceptable and is attributed to the handwork of an enemy (Okechi, 2017).
This perception is becoming increasingly worse in contemporary times when many socio-
economic factors are fuelling the low life expectancy and health indicators in many African
nations. In most African societies especially in Nigeria's rural communities, there is a lot of
overt or covert bitterness shown after the burial of a dead relative. In most cases, some
individuals or even some family members must avoid the burial scene due to various reasons
ranging from the fear of being accused to being bewitched at the burial arena. In addition,
out of fear, some individuals may choose to leave the community during the burial to avoid
being caught up in any form of troubles. However, most cases of such deliberate avoidance
are perceived as an implicit sign of guilt; this can lead to the destruction of the houses and

other personal belongings of such people.

In most African communities including Nigeria, rejecting the possibility of individuals dying
of natural cause as inevitable is fast becoming the ideal way of coping psychologically in
moments of grief. Typically, Nigerian communities find it difficult to accept the inevitability
of death. Consequently, due to the difficulty in establishing any reliable scientific
explanation, which can convince the bereaved especially with a poor health care system, the
only alternative argument therefore lies in the realm of spiritual enemies and witchcraft as
the cause of death. For instance, among the Anang people of Southern Nigeria, presumably
incurable disease conditions are portrayed as unnatural and occur as a handwork of the
enemy or the gods (Okpechi, 2017). Due to the poor health care system and a lack of
adequate health awareness among the poor masses, several health conditions such as
epilepsy, elephantiasis, paralysis, etc., according to popular beliefs among the people do not
just strike the victims naturally. Such diseases are therefore believed to be inflicted upon

one, or as they are described locally, “given to the victims by enemies”.

The knowledge of life expectancy and the factors affecting it is lacking among traditional
Nigerian communities even in modern times. For instance, culturally it is abominable for
one to say that somebody may die even from chronic illnesses in typical Nigerian
communities especially if the person suffering from the condition is still young. Should one

say such a thing, one either is deemed mentally unfit or is wishing people death as a
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messenger of doom. Therefore, the only message or comment that is widely acceptable
among the people is that everyone irrespective of his or her health condition will live a long
life. Hence, any preacher preaching about death will likely lose members, any researcher
researching on death and dying and any government agency working on death-related

information may not receive proper attention from potential participants.

1.5 The anticipated contributions of the study to knowledge

Many research evidences exist in literature on the experiences of ESKD patients who are
receiving HD or PD. These studies reported the experiences of dialysis patients to include
emotional or psychological issues, disruptions in family relationships, dependence on
dialysis machine, body image issues, suffering, spirituality, and uncertainty. However, all
these studies were conducted in health care systems with equal access to dialysis services or
those in which the government offered subsidies to ESKD patients. While we know what
the experiences are for these group of dialysis patients, we do not know what the experiences
of dialysis patients in Nigeria or any African context where the healthcare systems are
characterised by unequal access to treatment and the patients pay out of pocket. Therefore,
this study is the first to explore the experiences of dialysis patients in any health care systems
with unequal access to health services. Also, while previous other studies collected data
either one off or in two successions, none of them utilised a QLRS approach in exploring
the experiences of ESKD patients on dialysis. Collecting a one-off data does not give a true
picture of what life is like for dialysis patients as no two days are ever the same like in every

chronic condition.

The findings of this research have the potential to:

(1) Add new knowledge to what is already known on the experiences of dialysis patients
globally.

(2) Enhance the delivery of renal care services in Nigeria.

(3) Make methodological contributions in understanding the experience of patients

living with long term conditions.
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1.6 Summary

Patients suffering from long-term conditions such as ESKD experience various
psychological, physical and socio-economic challenges which can reduce their quality of
life and in some instances, result in social exclusion. Diabetes mellitus, hypertension,
infectious diseases, environment and industrial pollution, and herbal medicines are other
causes which have been linked with the development of the condition in Asian and Sub-
Sahara African countries. There is no national data on the incidence and prevalence of
CKD in Nigeria; this is due to lack of any established renal registry in the country. ESKD
accounts for 8% of all the medical admissions in the hospital and 42% of all renal
admissions in a hospital-based record in Nigeria. Studies have shown that the incidence
of CKD in Nigeria is in the range of 1.6% to 12.4%. Nigeria ranks third in the list of
African countries with the largest number of patients on haemodialysis (HD) (6.3 per
million populations) after South Africa and Kenya. Most ESKD patients in Nigeria cannot
maintain the normal three sessions of HD per week and many of those (over 90%) stopped
treatment by the end of a period of three months. This study wil therefore explore the
experiences of haemoialysis patients in such a healthcare where people pay out of pocket

for the cost of their treatment.

The next chapter will highlight and discuss the findings of a systematic review of previous
studies which examined the experiences of ESKD patients who are receiving dialysis

treatment with a view to establishing the gap in literature.
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Chapter 2:  Current understanding of CKD patient
experience

2.1 Introduction

The introductory chapter provided an overview of CKD, highlighting the global incidence,
aetiology and risk factors for developing CKD, the impact of CKD on the physical body and
the side effects, alongside identifying best practice management, but more importantly the
limited options for people in Nigeria. The structure of healthcare systems/services in Nigeria,
renal services and policy in Nigeria and highlighted potential real-life issues Nigerian people
face in accessing regular life-saving treatment. This chapter seeks to understand and
highlight research evidence that exists which reports ESKD dialysis patient experience and
the impact it has on their daily lives. By doing this the gaps in literature and knowledge will
be exposed and will situate the current study (Jesson, Matheson and Lacey, 2011; Fink,
2014). The chapter presents the findings of a systematic review of previous studies which
examined the experiences of ESKD patients who are receiving dialysis (haemodialysis or

peritoneal dialysis).
The purpose of this systematic review was two-fold:

(1) To identify and present a detailed synthesis of the best available evidence exploring the

experiences of ESKD patients who are receiving dialysis, and

(2) To identify the gaps in literature of what is currently known on the topic to contextualise

the current study.

The review process followed the qualitative systematic review protocol developed by Butler,

Hall and Copnell (2016). The review question was:

What are the experiences of ESKD patients who are receiving dialysis?

The literature search process is clearly described alongside the critical appraisal methods
employed in determining the quality of the studies included in the review. The findings
provide a synthesis of both common themes and divergent views gleaned from the qualitative
studies reviewed. The limited evidence base provides a rationale to support a deeper in-depth
which seeks to expand the understanding of the experiences of ESKD patients who are on

dialysis (Ring, Ritchie, Mandava and Jepson, 2013).

28




2.2 Search Strategy

2.2.1 Initial search

The search strategy forms a major component of the literature review in any research study.
To ensure literature relevant to the study was retrieved, a comprehensive approach of
searching the bibliographic databases, citation tracking and a search for grey literature (such
as dissertations, conference papers, unpublished reports), to avoid review bias, was adopted
(Cooper, 1998; Conn et al., 2003). The search strategy is defined, with a focus on seeking
the patient perspective; the voices of the patients living with the condition. The initial

literature search was completed between January and November 2015.

Five databases were considered appropriate to search because they contained core electronic
journals of health care research, and these databases included the Cumulative Index to
Nursing and Allied Health Literature (CINAHL), Medical Literature On-Line (MEDLINE
Ovid), Web of Science, Psych Info and Google Scholar. Initially broad search terms were
used and then the key words were refined to have a more focused search and to retrieve an
output of relevant literature (Table 4).

To facilitate the recall of related terms and ensure that all relevant studies were retrieved, the
keywords and their related terms were combined during the search using the Boolean
operators “AND” and “OR”, the MeSH headings, and databases’ thesauri (Brettle and Grant,
2004). The search was limited by language (only studies published in English) and date; no
earlier than 1993 (to present day) as different forms of dialysis were more readily available
from this time (Ormandy 2008). The combined search of the five electronic databases
(CINAHL, MEDLINE, Web of Science, Psych Info and Google Scholar) using the refined
specific search terms yielded a total of 805 studies. The review of the abstracts indicated 50
papers were related to the topic of study. On further scrutiny of the full article, 32 papers

met the inclusion/exclusion criteria and were included in the review (Table 4).

A manual search of grey literature was performed to expose any articles not listed in the
databases, but no further papers were located (Brettle and Grant, 2004; Pope, Mays and
Popay, 2007).
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2.2.2 Updated search

The updated search was completed in November 2017 to retrieve any published evidence
relevant to the review and which might have been omitted during the initial search and ensure
that no existing relevant evidence was omitted. Therefore, the initial literature search
strategy was repeated in November 2017 and this yielded 312 references from the five
databases and these were saved into the Endnote and screened for any possible duplicates.
This further reduced the number of abstracts relevant to the review to 40. The titles and
abstracts of the 40 were screened using the same inclusion and exclusion criteria. Only six
primary studies (Al Nazly, Ahmad, Musil and Nabolsi, 2013; Guerra-Guerrerro, Camargo
Plazas, Camero, Santos Salas and Cofre Gonzalez, 2014; Shaw, 2015; Gullick, Monaro and
Stewart, 2016; Burns, Tranter and Raghunath, 2017; Nagpal et al., 2017) and a systematic
review (Reid et al., 2016) were identified as relevant and the full texts were identified.
However, Reid et al. (2016) was later excluded because almost all the studies it reviewed
had already being included in the current review. Four studies (Asti et al., 2006; Davison
and Simpson, 2006; Polaschek, 2007; Wu et al., 2016) were excluded because they did not
meet the criteria listed in Table 4, and a literature review (Polaschek, 2003b) was excluded
because it did not clarify the review strategy. Similarly, another study by Pugh-Clarke, Read
and Sim (2017) was excluded because it explored the symptom experiences of non-dialysis
dependent ESKD patients. The 38 primary studies provided the evidence base for the final
review (Table 4; Appendix 2).
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Table 4: Search strategy, keywords and results

Stage

Keywords/Search terms

Total

papers

Broad topic search

(all databases)

Dialysis, renal failure, end-stage renal failure, CKD,
renal replacement therapies, experiences of ESKD,

experiences of RRT.

10,020

Refined search

(all databases)

End-stage kidney disease; Chronic kidney disease;
Renal failure ; End-stage renal disease; End-stage
renal failure; Kidney failure; Kidney disease; Renal
replacement therapy (RRT); Dialysis patients;
Haemodialysis; Peritoneal  dialysis; Lived
experiences; Perceptions of dialysis; Coping with
chronic kidney disease; Perceptions of chronic
kidney disease; Meaning of illness; Iliness
representation; Meaning of dialysis; Experience of
chronic kidney disease; Perspectives of chronic
kidney disease patients; Living with chronic kidney

disease.

805 (312)

Abstract review

Title and abstract relevant to topic

50 + (40)

Inclusion/Exclusion

Inclusion:

e published between 1993 and 2017

e English language only

e studies and reviews on ESKD patient experiences
on dialysis; patient meaning of ESKD and
dialysis

e studies on dialysis patients’ perspectives of their
condition and treatments

e studies related to adult ESKD patients (>18 years)

Exclusion:
e healthcare professional’s perspectives of patient
experiences

e abstracts only/ conference/opinion papers

32+ (6)

18 (34)
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Total papers reviewed 38

2.3 Results of the literature search

2.3.1 Overview

The thirty-eight primary studies published between 1993 and 2017 were selected for the
review. Thirty-seven of the studies employed qualitative approaches, and only one study
(Caress et al., 2001) employed both qualitative and quantitative approaches. The most
popular qualitative study design was interpretative or descriptive phenomenology, this is
often the method of choice for in-depth exploration of people’s feelings and experiences
(Speziale and Carpenter, 2007). Although, the range of qualitative approaches suggested
phenomenology was one of many different methodologies that could appropriately be used
to explore the topic of patients’ lived experiences. In eight studies (Hagren et al., 2005;
Hardwood et al., 2005; Tong et al., 2009; Clarkson and Robinson, 2010; Ekelund and
Andersson, 2010; Tong et al., 2013; Shaw, 2015; Burns, Tranter and Raghunath, 2017) the
research designs employed were unclear although, the methods used to elicit data were
adequately described. A summary of the studies included in this review is shown in
Appendix 2. Three of the studies were conducted in the United Kingdom (UK), seven
Australia; six Sweden; five Canada; four United States of America (USA); two in both New
Zealand and Iran; one each in Singapore, Greece, Philippines, Brazil, Spain, Republic of
Ireland, Chile, and Jordan. None of the studies explored the lived experiences of CKD
patients within an African country or healthcare systems with such an inequitable access to

dialysis treatment for CKD patients.

2.3.2 Study Aims

Whilst some studies combined different aims to investigate research questions, there was
clear overlap of study aims across all the studies reviewed. The studies generally sought to
explore a deeper understanding of the meaning of living with CKD, perceptions, attitudes,
views, and experiences of CKD patients undergoing dialysis. Most of the studies clearly
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explored the life experiences of CKD patients on dialysis, meaning of renal illness and
dialysis treatment, meaning of life to dialysis patients, and the views, thoughts, feelings and
perceptions of dialysis patients about their treatment. One study examined the experiences
of social interactions in the daily lives of CKD patients on HD (Kazemi et al., 2011) while
only one of the studies investigated the experiences of dialysis and its impact on CKD
patients and their partners (White and Grenyer, 1999), while one other study (Mitchell et al.,
2009) explored HD patients’ views on what helps them while transiting onto dialysis
therapy. One study (Tanyi and Werner, 2008) specifically examined the experiences of

spirituality among CKD stage-5 women and those on HD.

2.3.3 Patient Modality

All studies included within the review involved CKD patients receiving various forms of
RRT; HD patients were the most prevalent participants as twenty-seven studies exclusively
recruited only patients receiving HD; five studies combined patients receiving HD or PD,
and one (White and Grenyer, 1999) recruited PD patients and their partners only (Appendix
2). Three studies recruited a cross-section of patients at CKD stages 1-5: patients not
currently receiving dialysis treatment (pre-dialysis), alongside those on HD, PD and renal
transplant (Caress et al., 2001; Tong et al., 2009; Tong et al., 2013), while only one of the
studies (Sadala et al., 2012) involved only PD patients. The mode of dialysis was unclear in
two of the studies (Molzahn et al., 2008; Nagpal et al., 2017) the different patient dialysis
modalities of the participants; however, only one of the studies (Shaw, 2015) involved
patients who combined both modes of dialysis. It recruited patients who were on only PD
(7), patients who were on HD (10) and patients who combined both PD and HD (3). Most
of the HD studies involved participants receiving in-centre treatment compared with home
dialysis therapy, highlighting that in-centre HD is the commonest delivery method of HD
treatment in most parts of the world. In addition, only one of the studies (Burns, Tranter and

Raghunath, 2017) involved patients who were on in-centre night haemodialysis (INHD).
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2.3.4 Sample and Sampling Method

The number of participants recruited in each of the 37 qualitative studies varied from three
(Giles, 2005) to 63 (Tong et al., 2009) while the only mixed method study (Caress et al.,
2001) had 405 participants. Twenty-five studies recruited samples less than 21 participants
(range 3-20) while twelve other qualitative studies had samples ranging from 23 to 63
(Appendix 2). Twenty-six studies recruited participants from one centre or study site, while
nineteen studies selected participants across different centres. There was variance in the
gender representations across the various studies; most of the studies recruited more males
than females; two studies (Polaschek, 2003; Giles, 2005) recruited only men while one
recruited only women (Tanyi and Werner, 2008). The age ranges varied in accordance with
the renal modalities, with more elderly patients receiving HD treatment. One study targeted
younger people on dialysis with participant’s ages ranging between 12 and 24 years (Tong
et al., 2013); another recruited younger aged adult ranging from 30-45 years (Herlin and
Wann-Hansson, 2010), whereas Axelsson et al. (2012) targeted older patients aged between
66-87 years. The demographic details of patient ethnicity were not explicit across the studies;

although some identified participants as either Caucasians, Asians or Black Americans.

The clarity of reporting the sampling methods, participant selection and recruitment were
mixed across the 38 primary studies. Most of the studies (28) reported using a non-
probability sampling design. Four used a convenience sampling approach (Hagren et al.,
2005; Velez and Ramasco, 2006; Polaschek, 2007; Clarkson and Robinson, 2010). Twenty-
two studies used purposive sampling approach: more specifically one study used purposive
convenience sampling (Tanyi and Werner, 2008); two used theoretical sampling (Harwood
et al., 2005; Kaba et al., 2007) while another described using a purposive theoretical
approach (Faber et al., 2003). In nine studies, the sampling approach was unclear (White and
Grenyer, 1999; Caress et al., 2001; Hagren et al., 2001; Molzahn et al., 2008; Herlin and
Wann-Hansson, 2010; Lai et al., 2012; Guerra-Guerrerro et al., 2014; Lindsay et al., 2014;
Vestman et al., 2014).

2.3.5 Ethical Issues

Thirty-three studies reported gaining ethical approval from the appropriate ethical authorities

(Hospital, University, or Local Research Ethics Committee) and described the processes
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used to gain informed consent from the participants prior to recruitment, which included
providing information to participants. Three gained permission to undertake the study from
the Directors of the hospital sites where the study was to take place (Davison and Simpson,
2006; de Guzman et al., 2009; Vestman et al., 2014), while another five studies (Faber et al.,
2003; Hagren et al., 2005; Velez and Ramasco, 2006; Ekelund and Andersson, 2009; Sabet
et al., 2011) provided no clear indication whether ethical approval was obtained from the
appropriate authority. All studies except two described the participant data protection,
confidentiality, and anonymity measures adopted within the studies (Faber et al., 2003;
Vestman et al., 2014).

2.3.6 Methods/ Data Collection

Thirty-seven studies used exclusively qualitative methods in the collection of data. Almost
all the studies used interviews as the means of data collection, although with some variations
in the details of the interview process except two studies (Molzahn et al., 2008; Vestman et
al., 2014) which collected data through written narratives of the patients. Most of the
qualitative studies (24) adopted open-ended interviews while ten used semi-structured
interviews. The majority were individual interviews except Tong et al. (2009) which used
focused group interviews. Sadala et al. (2012) conducted narrative interviews, Lai et al.,
(2012) performed an open-ended conversational type of interview whereas Vestment et al.
(2014) collected data through written narratives. Most of the studies (26) conducted one
interview at one point in time, whereas others (7 studies) performed multiple interviews over
time. The interview schedule, examples of the questions asked, or the topics discussed was
clearly presented in five studies (Herlin and Wann-Hannsson, 2010; Axelsson et al., 2012;
Lai etal., 2012; Al Nazly et al., 2013; Nagpal et al., 2017). The length of time of interviews
ranged from 26 minutes (Monaro et al., 2014) up to three hours (Velez and Ramasco, 2006).
In addition, six studies combined interviews with data collection methods such as participant

diaries, observations and the reflective accounts by the researchers.

There were variations in the underpinning philosophy and description of the studies. Thirteen
of the qualitative studies described clearly and followed an analytical process such as
Colaizzi's methodology and content/thematic analytical methods, showing clarity and
depicting trustworthiness of the data (Gregory et al., 1998; White and Grenyer, 1999;
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Polascheck, 2003; Giles, 2005; Ravenscroft, 2005; Velez and Ramasco, 2006; Molzahn et
al., 2008; Tanyi and Werner, 2008; Moran et al., 2010; Sabet et al., 2011; Al Nazly et al.,
2013; Guerra-Guerrerro et al., 2014; Gullick, Monaro and Stewart, 2016). As stated earlier,
seventeen studies used phenomenology, of which eleven used interpretive phenomenology
(hermeneutics) and six descriptive phenomenology with bracketing (Appendix 2), but only
two of these (Tanyi and Werner, 2008; Sabet et al., 2011) reported details of the bracketing
processes or measures and reflexivity within the study. Many of the studies simply provided
a broad description of the data analysis by coding and thematic analysis. Clearly, some of
the studies may have been pressured by the policy of the journal and the limited space
allocated, as there were differences in the details and depth of the various studies reported

in the journals.

2.3.7 Researcher Bias

Most of the researchers were external to the field of renal care while across the various
studies the researchers were a mix of academic nurses, doctoral students in nursing, renal
specialists, nurse practitioners, renal social workers and medical practitioners in renal
medicine. In two studies, members of the research team were also Directors of the Renal
Unit where the studies were conducted (Harwood et al., 2005; Herlin and Wann-Hansson,
2010). This could possibly have increased the chance of introducing bias in the study both
in their selection of patients and in what patients may say about their experience to people
who care for them. Ten studies did not provide any information on the professional
background of the researchers making it difficult to assess potential bias (Gregory et al.,
1998; Curtin et al., 2002; Faber et al., 2003; Davison and Simpson, 2006; Tanyi and Werner,
2008; de Guzman et al., 2009; Al Nazly et al., 2013; Lindsay et al., 2014; Vestman et al.,
2014; Shaw, 2015).

2.3.8 Quality of Evidence

Different assessment criteria have been developed to evaluate the quality of qualitative
research studies and enhance evidence-based healthcare practice. This has resulted in an

increased volume of systematic reviews and the hierarchy of research evidences, essential
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for evidence-based practice (Ross et al., 2009; Gopalakrishnan and Ganeshkumar, 2013).
Since almost all the papers in this review (37) were qualitative except for one (Caress et al.,
2001) which is mixed methods, it was therefore important to consider the potential methods
of quality appraisal. While the critical appraisal of quantitative studies is well established,
the appraisal of qualitative research studies is generally prone to poor acceptance and there
exists little consensus on what makes a good qualitative study and whether the critical
appraisal of qualitative studies should be undertaken at all or what should be done with the
findings of such studies (Dixon-Woods et al., 2006; Downe, 2008; Thomas and Harden,
2008; Porritt, Gomersall and Lockwood, 2014; Toye et al., 2014; Butler, Hall and Copnell,
2016) . This is because the appraisal seems not only more subjective and less deductive but
also more of an art than a scientific endeavour (Booth and O Rourke, 2001). In addition, the
instruments of data collection in qualitative research studies such as focus groups or
interviews appear to be more susceptible to the influence and bias of the researcher (Rees et
al., 2010). Debates suggest that such research studies do not seek replicable findings and
generalisation but seek to provide concrete and clear observation of the phenomenon being
studied (Rolfe, 2006; Porter, 2007). More recently, there are growing agreements that
qualitative research studies will not only increase the knowledge base but will broaden the
scope of evidence-based health care practice (Hurst, 2011; Reid et al., 2016). Three distinct
factors to assess quality include, the need to use criteria like those used in appraising
quantitative research studies, develop new sets of criteria for qualitative studies and to have

no pre-planned set of criteria (Rolfe, 2006).

Several qualitative research appraisal tools with similar assessment criteria have been
published, with an ongoing debate over which of the tools is most appropriate for the
appraisal of qualitative studies in systematic reviews (Spencer et al., 2003; Dixon-Woods et
al., 2006; Briggs, 2008; Downe, 2008; Toye et al., 2014). Although research on the use of
checklists in the appraisal of qualitative research suggests that it is not desirable nor
practicable to choose only a single appraisal tool (Barbour, 2001), the Critical Appraisal
Skills Programme (CASP, 2015) was selected for reviewing the studies included in this
review (Appendix 1a); the systematic review was critically appraised using the critical
appraisal checklist for systematic review (Appendix 1b). The rationale for choosing the
framework is due to the diversity of the methodology used in the various studies and the
simplicity of the checklist in providing a framework for assessing the qualities of all types

of qualitative studies, also it has been used effectively in other systematic reviews of
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qualitative studies (Kane, Wood and Barlow, 2007; Hannes, 2015). The tool or framework
used in appraising the quality of qualitative research studies should demonstrate (i) a clear
aim of the research study, (ii) an appropriate methodology and (iii) a justification for the
sampling strategy used (Rees, 2010); the CASP tool utilised clearly fulfils these criteria. The
CASP tool contains ten questions which facilitate rapid evaluation of each of the studies,
however, it does not provide a scoring system for the studies reviewed. The quality of each
of the studies was assessed using the tool, 25 studies satisfied all the 10 items on the CASP
checklist while thirteen studies did not satisfy one or two items on the checklist (Appendix
3). The researcher and another doctoral researcher (B.N.) independently appraised the
studies using the CASP tool. Some of the studies did not fulfil all the items on the checklist,
but clearly reported the results of the studies using well-illustrated participant narratives,
quotes and comments. Only a few of the studies did not include details of the quotes or
narratives of the participants (Harwood et al., 2005; Noble et al., 2010; Herlin and Wann-
Hansson, 2010). The majority reported a thorough, clear and rigorous approach to the data
analysis. Since there are currently no accepted methods for the exclusion of studies based on
their appraisal score, all the studies were included in the data synthesis and analysis (Thomas
and Harden, 2008; Hannes, 2011).

2.3.9 Analysis and Synthesis

The synthesis of qualitative research studies has generated many discussions in the literature
(Finfgeld, 2003; Thorne et al., 2004; Flemming, 2007). The debate aimed at increasing the
knowledge base of healthcare in consonance with the principles of evidence-based practice,
which require a change from the use of individual primary studies to an integration of these
individual studies in the construction and formulation of theories (Sandelowski, 1993; Rolfe,
2006; Porter, 2007). This expectedly should influence healthcare professionals and enhance
the translation of theory into practice. Some of the arguments put forward by these authors
have questioned the possibility or the acceptability of conducting syntheses of qualitative
evidence and whether it is acceptable to carry out a synthesis of qualitative studies conducted

using different approaches (Sandelowski, Doherty and Emden, 1997).

There are numerous methods of synthesising qualitative research studies, and these include

meta-ethnography, meta-synthesis, thematic analysis, meta-summary, meta-narrative
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mapping, meta-study, case survey, content analysis and qualitative comparative analysis
method (Dixon-Woods et al., 2005; Pope and Mays, 2006). However, meta-ethnography and
meta-synthesis are two common methods used in synthesising qualitative research studies,
although they require higher skills or expertise, time and many reviewers and are therefore
not usually recommended for inexperienced researchers (Finfgeld, 2003; Thorne et al.,
2004). The synthesis of qualitative studies with a similar methodology is advocated, but even
though similar themes can be identified across various studies the mixing of methods could
lead to difficulties in the development of theory because of the differences in the
epistemological foundations of the various studies (Estabrooks, Field and Morse, 1994;
Jensen and Allen, 1996). Others adopted a more pragmatic approach (Paterson et al., 2001).

The diversity of the groups of participants and the methods in the various studies elicits some
pertinent questions as to how the findings should be presented. One way could be initially
to examine the experiences of the HD patients, then the experiences of HD and PD patients
combined, and finally those of the PD patients alone (Hurst, 2011; Polit and Beck, 2014).
However, following a careful analysis of all the studies included in this review, it was
obvious that several common concepts and themes had emerged. This therefore informed
the decision of the researcher to present the narratives in terms of the common themes and

concepts derived from all the qualitative studies included in this review (Hurst, 2011).

2.4 Main Themes and Review Findings

Polit and Beck (2014) stated that the analysis of qualitative evidence generally starts with
the search for common categories and themes, so the findings from each study were
examined separately and then tabulated together allowing cross cutting common themes to

emerge. DeSantis and Ugarriza (2000, p.362) offered a useful definition of a theme as:

‘An entity that brings meaning and identity to a current experience and its variant
manifestations. As such a theme captures and unifies the nature or basis of the

experience into a meaningful whole.’

A variety of concepts emanating from the studies were also helpful to the evaluation process,

with themes emerging at the levels of concepts of categories, domains or taxonomies
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(Parahoo, 2014). Nine core themes representing the key findings identified from the analysis
of the combined studies in the review, these included:

e Uncertainty

e Meaning of illness

e Body image

e Physical effects

e Dependence on dialysis and dialysis machine

e Normality and lifestyle

e Relationships: Families and healthcare professionals
e Suffering

e Spirituality/religion

2.4.1 Uncertainty

The theme of uncertainty was associated with possible prognosis of the disease condition
and the treatment outcomes and this was prominent across 13 of the qualitative studies in
the review (Appendix 2). The patients expressed uncertainty concerning the debilitating
impact of their health due to constant interruptions in their life activities occasioned by
serious illness episodes (White and Grenyer, 1999; Kaba et al., 2007). Uncertainty was often
ameliorated when the patients visit the hospital and see other patients who were worse off.
The constant feeling of uncertainty by CKD patients who were on dialysis was reinforced
not only by their health condition but also by the sense of insecurity and anxiety about the
impact of CKD on their future (Tong et al., 2013). For some of the patients, this feeling of
uncertainty and frustration usually grew whenever they were informed that their creatinine
level had gone high during clinic visits (Tong et al., 2013). Young adult patients were more
anxious and uncertain about the possibility of ever finding a life partner, being able to raise
their own families, and pursuing their career ambitions. Younger women were uncertain
about the possibility of having a baby in future due to their dialysis treatment (Tong et al.,
2013).

One of the studies (Molzahn et al., 2008, p.14) described the experience of “liminality” as
“ambiguous or in-between spaces” which are associated in the literature with uncertainty.

The study involved a narrative review of the stories written by the dialysis patients in books,
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which involved secondary analysis, weakening constructs and inferences since the
researchers did not have a direct access to the patients. However, the themes which emerged
from the study were centred on the experience of living in “liminal space” by dialysis
patients while awaiting transplantation. This is like the study of Monaro et al. (2010) in
which case the theme of uncertainty was associated with waiting for a transplant, while the
experience of living in hope waned and in turn created uncertainty. Living in a liminal space
and experience of uncertainty as described the studies were defined around the alterations
and the in-between situation felt by the dialysis patients; this however provided a contrast
between “independence” and “dependence” and being “normal” and “not normal”. Although
the theme of uncertainty was associated with waiting for transplantation Herlin and Wann-
Hannsson (2010), identified patients were more anxious and uncertain about the possibility

of getting a matching donor and the prognosis of the surgery.

The concept of uncertainty was referred to as a situation of the “unknown” by the patients;
while others described it as temporal which changes over a period (Curtin et al., 2002;
Polaschek, 2003; Kaba et al., 2007). The fear of death was a major cause of uncertainty
among dialysis patients regarding the prognosis of their disease condition and the treatment
regimen (Curtin et al., 2002; King et al., 2002; Velez and Ramasco, 2006; Ekelund and
Andersson, 2010). However, some of the dialysis patients expressed positive disposition and
readiness to accept death whenever it came (Curtin et al., 2002; Ekelund and Andersson,
2010; Velez and Ramasco, 2006). This awareness of death enhances patients™ sense of self-

awareness and reflection (Moch, 1989; Carpenter et al., 1999).

2.4.2 Meaning of illness

The course of illness in CKD is distinctive to individual patients and families (Jablonski,
2004). As these patients continue to live with the health condition and the stress associated
with it, they begin to question the meaning of their illness and the life they are living, and
this usually helps them substantially in adjusting to the management of their conditions
(Gregory, Way, Hutchinson, Barrett and Parfrey, 1998). The meaning of relates to the
“meaning” based on the individual experiences of the patients. There has been increased
recognition of the concept of meaning of illness across disciplines and this has led to the

description of the concept from different perspectives; from the discipline of psychology
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(Leventhal et al., 1998) and from the theories on stress and coping (Lazarus and Folk, 1984)
(discussed further in the next chapter). However, it is arguable that every model of health
crisis has a common feature, that pre-existing belief structures influence patients

representations of illness (Sharpe and Curran, 2006).

The representation of the meaning of illness varied across the studies. Meaning of illness
was represented as living in pain, stress and other social and psychological inconveniences
associated with dialysis treatment and learning to deal with the negative changes in one’s
life (Faber et al., 2003; Axelsson et al., 2012); this therefore led the patients to constantly
question the essence or meaning of life (Axelsson et al., 2012). In other studies, meaning of
the illness was described in terms of a loss of “normality” which has extensive and long-
lasting impact on the patients lives and identity (Caress et al., 2001; Velez and Ramasco,
2006). The specific meanings of illness among dialysis patients were influenced by
situational factors such as experience of their condition, knowledge, sociocultural forces and
includes a cognitive appraisal of the patients’ illness episodes and lifestyle changes
(Gregory, 1998), these factors shape the reaction of patients to illness (Velez and Ramasco,
2006). This could be described as “knowing” and “doing”, and it includes knowing the
diagnosis, understanding the treatment regimens, knowing how to control the negative
feelings associated with the condition and the limitations associated with the treatment
regimen. On the other hand, the “doing” involves the translation of the knowledge into
action. However, the knowledge of the patients clearly did not translate into consistent health

behaviours.

Only one of the studies in the review explored how meaning of illness is represented by
dialysis patients using a quantitative approach (Caress et al., 2001). Caress et al. specifically
explored the subjective meaning of illness in a cross-section of pre-dialysis, dialysis and
transplant patients using the Meaning of Iliness Schema based on the work of Lipowski
(1983) in which patients were offered eight choices of possible meanings of illness. The
schema was based on the belief that individuals have different perspectives to illness; while
some may view illness positively as a sort of challenge, others view it negatively as a form
of loss or punishment. Again, this is consistent with the assertions of Lipowski (1983) and
the findings of other studies included in this review (Curtin et al., 2002; Faber et al., 2003;
Giles, 2005; Polaschek, 2007; de Guzman et al., 2009; Ekelund and Andersson, 2010;
Axelsson et al., 2012); however, this has been reported elsewhere to be somewhat at variance

with the current trends of promoting patient empowerment (Gibson, 1991; Richards, 1999).
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The information on the prognosis of their condition was more of a concern to the pre-dialysis
and the transplant patients than it was for the dialysis patients (Caress et al., 2001). Although
the study of Caress et al provided interesting perspectives on the meaning of illness, the
finding is weakened by the fact that the quantitative measurement employed in the study
cannot be a good approach to elicit information on a subjective construct like the “meaning
of illness”. Therefore, the qualitative approach adopted in the other studies discussed earlier
in this review does provide a more objective, personal, sensitive, and unbiased understanding

which can hardly be ignored in the search for meaning.

2.4.3 Body Image

Patients reported that the commencement of HD treatment had both positive and negative
changes in their bodies. Although there was initial fear of disability or possible death before
commencing dialysis, some of the participants reported improvement in their well-being and
better daily functions since commencing dialysis (Monaro et al., 2014). Some of them
reported feelings of physical depletion, headache and fatigue due to dialysis. In Tong et al.
(2013), some of the participants who had smaller or shorter body stature than their colleagues
felt they were much weaker; particularly, some of the male participants perceived themselves
as less masculine than their peers. Patients were self-conscious about the body scars and

protrusion from their bodies.

The bodily changes in dialysis patients were generally reported as uncomfortable, impacting
negatively on not only their self-images and functions but also on how other people
perceived their bodies. The bodily changes reported were related to scarring resulting from
arteriovenous (AV) fistula for HD and physical changes on their bodies, medication use
resulting in hair loss, weight gain and increased body hair, skin changes and loss of freedom
to carry out activities of daily living independently (Kazemi et al., 2011; Lindsay et al.,
2014). These changes were reported to have resulted in changed sexuality, which negatively
impacted on their inter-personal relationships. However, some participants expressed a lack
of concern about the scars and body image. Younger dialysis patients were more upset about
changes in their self-images due to the bumps of AV fistula and living with the dialysis
catheter in their necks (Kazemi et al., 2011). Both the older and the younger patients reported

that the self-image negatively affected their degree of social interaction with others.
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Giles (2005) explored the existential concept of the body, due to the continuous dependence
of the body on the dialysis machine for survival. Giles utilised the van Manen’s (1997) work
to understand the concept of the lived body in home haemodialysis patients and their
subjective experiences of the treatment. The concept specifically relates to the human body
as a physical entity within the realm of dialysis. Giles (2005) discussed the patients
relationship to the HD machine; patient’s described the relationship as that of a struggle
between their bodies and the dialysis machines. Older HD patients nearing end of life
interpreted their deteriorating bodies differently (Axelsson et al. 2012). While some of the
patients likened their deteriorating bodies to “deteriorating machine”, others interpreted it

because of old age or not sure if it’s due to their disease condition.

2.4.4 Physical effects

The physical impact of CKD and dialysis reported across the studies focused on how they
affect daily activities of the patients. The side effects of both PD and HD and the medications
were regarded as negative. The physical effects manifested as various symptoms and the
patients described them in terms of enduring, suffering or loss of autonomy. The physical
effects are often associated with reduction in the physical activities of the patients and this
made them more reliant on support persons in the performance of daily tasks (Polaschek,
2003; Noble et al., 2010; Al Nazly et al., 2013; Lindsay et al., 2014; Monaro et al., 2014).
The commonest excessively distressing symptom reported was increasing fatigue
(Polaschek, 2003; Axelsson et al., 2012; Al Nazly et al., 2013; Monaro et al., 2014). Patients
reported that their symptoms were often not considered important by their healthcare
providers. This is related to the common medical doctrine which presupposes that patients
are considered “well” in as much as their clinical and biomedical indicators are normal. For
instance, symptoms such as pruritus and restless leg which are capable of imposing
significant problems in the daily lives of dialysis patients may sometimes be ignored as
minor. These physical symptoms according to Curtin (2004) can significantly impact on self-
management by the patients. Most patients on nocturnal HD (Burns, Tranter and Raghunath,
2017) reported they experienced feeling less tired or having more energy since they
commenced dialysis and improved ability to manage their fluid and dietary regimen when

compared to their pre-dialysis period while only a few experienced physical symptoms such
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as cramps and allergy to paper tape. These physical symptoms were related to the longer
hours the patients spent on the machine.

2.4.5 Dependence on dialysis and dialysis machine

Patients receiving HD generally referred to the impact of the dialysis machine on their lives
and this seemed to dominate their entire experience of treatment discourse (Curtin et al.,
2002; Polaschek, 2003; Kaba et al., 2007; Sabet et al., 2011; Axelsson et al., 2012; Gullick,
Monaro and Stewart, 2016). The dialysis machine was perceived to be in total control of the
body by the patients, while the body was being separated from self, and the patient feeling
to have lost control over self (Giles, 2005; Velez and Ramasco, 2006; Ekelund and
Andersson, 2010; Kazemi et al., 2011; Shaw, 2015; Gullick, Monaro and Stewart, 2016). In
many cases paradoxically, the machine was an essential tool for sustaining life and which
the patient cannot do without (Hagren et al., 2001; Curtin et al., 2002; Faber et al., 2003;
Hagren et al., 2005; Sabet et al., 2011; Guerra-Guerrerro et al., 2014; Vestman et al., 2014;
Shaw, 2015). Therefore, patients regard dialysis and the machine as essential components of
their lives (Sabet et al., 2011; Shaw, 2015; Gullick, Monaro and Stewart, 2016). This
acceptance of the dialysis machine’s life-saving facet has been described by Curtin (2002)
as self-adaptation and reframing experience which confers on the patient some degree of
control over the treatment. Similarly, Polaschek (2003) described this as a relationship
between autonomy and dependence. The depiction of the dependence engendered by the
machine was reflected in the patients’ view of the entire illness process as a struggle between

dependence and independence (Kaba et al., 2007; Molzahn et al., 2008).

The amount of time spent on dialysis has also been variously described across the studies
(Hagren et al., 2001; Ravenscroft, 2005; Ekelund and Andersson, 2010; Herlin and Wann-
Hansson, 2010; Kazemi et al., 2011; Al Nazly et al., 2013; Shaw, 2015; Gullick, Monaro
and Stewart, 2016). One study (Burns, Tranter and Raghunath, 2017) which involved
patients on nocturnal HD (performed overnight whilst the person was asleep) reported that
patients had improved quality of life because the treatment allowed the patients a lot more
time to engage in other non-dialysis activities. How patients adapt to the machine and cope
with it is somewhat variable, some studies expressing dialysis in terms of “work™ or a

“career” (Faber et al., 2003; Gullick, Monaro and Stewart, 2016). The study by Faber (2003)
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has adopted work as the main theme, as patients attempt to cope with the limitations imposed
by dialysis. In Moran’s study time was described as ‘killing time’ and ‘waiting time’, both
related to individuals’ perceptions of how much time is taken waiting to go on the machine
and time whilst on the machine causing boredom (Moran et al., 2009b). Similarly, in Gullick,
Monaro and Stewart (2016) time according to the dialysis patients were grouped into “lost
time”, “clock time” and “lived time” and these times described the compartmentalising of
the life of a patient on dialysis into dialysis and non-dialysis days. This leads to another
dominant theme of all the studies regarding the ways in which the experience of dialysis

disrupts normality.

2.4.6 Normality and lifestyle

Most of the studies included in this review have focused on the investigation of the
experiences of patients on dialysis, and these experiences are largely related to the way
dialysis affects and disrupts normal life. This therefore includes the social, psychological,
emotional and physical impact on the patients. While some studies reported the negative
view of a struggle for normality (Hagren et al., 2001; Dekkers et al., 2005; Molzahn et al.,
2008), others reported one of optimism and success in achieving some level of normality
(Curtin et al., 2002; Velez and Ramasco, 2006). Molzahn et al. (2008) and Tong et al. (2009)
described this as having to put one’s life on the hold or losing normality and control over
one’s life. Many other studies described the struggle of negotiating and dealing with the
unwanted side effects of dialysis to adopt a new way of life (Gregory et al., 1998; Hagren et
al., 2001; Curtin et al. 2002; Faber et al., 2003; Dekkers et al., 2005, Hagren et al., 2005;
Velez and Ramasco 2006; Guerra-Guerrerro et al., 2014; Gullick, Monaro and Stewart,
2016; Nagpal et al., 2017). To achieve some level of control over their lives, some patients
undertook some adaptive measures which involved fitting the treatment plan into their lives
(Curtin et al., 2002; Polaschek, 2003b; Curtin et al., 2004; Ravenscroft, 2005; Polaschek,
2007; Gullick, Monaro and Stewart, 2016). Curtin et al. (2002) also identified that although
it may take a lot of efforts, participants often endeavoured to have some level of normality
or even to the “new normal” situation. This struggle for normality could be achieved through
hobbies, socialisation or the patient engaging in meaningful employment (Walton, 2002);
however, this depend on how well the individuals have adapted to the regime of dialysis

therapy. Gregory (1998) describes this process of adaptaion as a move from the old self to a
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new self. Curtin et al. explored the experiences of long-term dialysis survivors-those who
had been on dialysis for at least four years. Words such as “enduring” have been used by
patients when describing what it means to remain positive as dialysis patients (Gregory et
al., 1998). Patients who were regarded as successful in achieving this appeared to have
certain common attributes such as stoicsm, optimism, fighting spirit, motivation, autonomy
and self-assurance (Caress et al., 2001; Hagren et al., 2001; Curtin et al., 2002; Hagren et
al., 2005; Polaschek, 2007). These attributes in some cases may be linked to spirituality
(Tanyi and Werner, 2008). It can be argued that similar factors may have influenced other
interviews (Caress et al., 2001; Polaschek, 2007).

2.4.7 Relationships: Families and healthcare professionals

All the studies of experiences of CKD patients receiving dialysis referred to families and the
healthcare providers, as the major social support structures around the patients. Families
were usually described in a very positive sense as the most important source of support,
financially and emotionally. However, the impact of the disease on the family may also be
profound as patients become increasingly more dependent on them (Gregory et al 1998,
Hagren et al 2001; Polaschek, 2003; Hagren et al., 2005; Nagpal et al., 2017). Some studies
have highlighted that the illness often strengthen family relationships, and this could be a
source of motivation for the patient (Polaschek, 2003; Molzahn et al., 2008). The role of the
healthcare providers in their illness experience was also described in the studies in both a
positive and a negative sense. Patients who were dependent on in-centre dialysis also
referred to the impact of staff within their respective units. Participants were conscious that
they were dependent on the renal staff, and that their lives were in their hands (Faber et al.,
2003). The level of support the participants required was linked to the expertise of the staff,
the level of trust existing between the staff and the patient (Gregory et al., 1998; Ravenscroft,
2005; Kaba et al., 2007). These positive views according to the participants reflect the
appreciation of the caring attitude of the medical and nursing staff. Nursing staff were found
to play a more dominant caring role than the medical staff, while the medical staff were often
mentioned as not being present enough. Some participants however, experienced loneliness
and social isolation (Kaba et al., 2007; Molzahn et al., 2008), which resulted in some of them
“putting on appearances”, and giving full information to the healthcare professionals (Caress
et al., 2001; Hagren et al., 2001; Polaschek, 2003). While some of the patients chose to
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become an integral part of the dialysis community, others preferred to separate themselves
from it (Faber et al., 2003). The participants also described the dominant attitude of some
medical and nursing staff. The asymmetry of the relationship between the medical and
nursing staff and the patients, and the medicalisation of symptoms were also highlighted
frequently in some of the studies (Faber et al., 2003; Velez and Ramasco, 2006; Polaschek,
2007). The paternalistic approach to how healthcare practitioners deal with patient problems
seems to create negative feelings with some patients on dialysis and this was reflected as
some of the patients requested that dialysis nurses should be friendlier with them and carry
out more effective communication while giving them nutritional and dietary information (Al
Nazly et al., 2013). In studies of self-care patients, learning the medical language is seen to

be an important feature of the process (Curtin et al., 2004; Polaschek, 2007).

2.4.8 Suffering

Suffering is a word used in many studies to describe the physical and emotional turmoil of
the participants (Faber et al. 2003, Polaschek, 2003; Ravenscroft, 2005). Hagren et al. (2001)
uses suffering as a focus to discuss the losses the participants felt because of HD, discussing
it as loss of freedom, and strain on the family. The authors further described the suffering as
taking place on three levels: suffering as related to sickness and treatment, suffering related
to the care being provided, and suffering related to each person’s unique life and existence
(Hagren et al., 2001). The authors also described the ultimate suffering as the fear of death,
which is always present as dialysis patients. Hagren (2001) descried the existential optimism
participants used as a way of reducing suffering. A combination of the fear of possible
machine breakdown or what could happen should the machine fail to work and a reflection
on their illness, expectations and hope all add to the sufferings of the participants. The major
limitation of Hagren’s study is the nature of the interviews. The interviews were very brief
because of the frailty of the participants. This may have limited the richness and depth of the
participants™ responses in contrast to a major feature of qualitative studies (Parahoo, 2014).
Participants decribed ways of reducing suffering and coping with words such as hope,
endurance and perseverance. Hagren et al. (2001) also found that waiting for a transplant

was described as an example of suffering by the participants.
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2.4.9 Spirituality/Religion

Spirituality was used as the focus of experiences, using spirituality to gain acceptance of
their illness and to help them to come to terms with the possibility of death, which offered a
slightly different perspective (Tanyi and Werner, 2008). It described how participants used
spirituality as a powerful coping strategy. However, the participants in this study were only
women, so did not include the perception of male dialysis patients of their religion as a
coping tool. The authors described other themes such as fortification (an inner strength
which gives individuals the will to remain alive and to help others). This however involves
the patients learning about their illness and the self-care required. Tanyi and Werner (2008)
also described the theme of emotional modulation or fostered coping which helps patients to
reduce anger and depression and promote happiness in them. Another study described
participants expressing their faith in God as helping them cope with their condition, they
perceived their diagnosis of CKD and being on dialysis as a test of their faith in God (Al
Nazly et al., 2013). They also expressed their diagnosis of CKD and being on dialysis has
strengthened their faith in God; however, they reported that their dialysis routines sometimes
made it very difficult for them to keep to their religious commitments especially during the
religious fasting periods. Similar findings identified patients expressed tenacity and

resilience rooted in spirituality (Nagpal et al., 2017).

Other studies have occasionally referred to spirituality, but often in a negative sense when
participants have searched for meaning, blaming their illness on spiritual factors or on divine
intervention (Caress et al., 2001; Velez and Ramasco, 2006). This could be explained by the
way these studies were conducted and the questions used. Interestingly, many of the coping
behaviours arising through spirituality were found in the other studies and could therefore

be regarded as illustrations of an inherent human quality.

2.5 Summary of the review

The purpose of this review was to identify existing evidences on the experiences of CKD
patients receiving dialysis treatment, as expressed through the voices of the patients and their
perspectives on living with the condition. Thirty-eight studies, which met the inclusion

criteria, were therefore chosen and reviewed. Thirty-seven of those studies used qualitative
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approaches while only one used both a qualitative and quantitative approaches (Caress et al.,
2001). All the studies were assessed on their quality using the CASP tool. Almost all the
studies reviewed were conducted in developed countries of the world and only a few from
developing countries, with none from any developing country or any African nation where
there is unequal access to healthcare treatment. The themes identified from the studies
include the themes of uncertainty, meaning of illness, body image, physical effects,
dependence on dialysis and dialysis machine, normality and lifestyle, relationships, families

and healthcare professionals, suffering and spirituality/religion.

The themes and concepts described from the findings of these studies can help to provide
understanding of the multidimensional and complex experiences of individuals living with
CKD. While most of the studies focused on in-centre HD, there are common elements across
all modes of RRT. There is however, an over-representation of participants on HD compared
to PD as only five of the studies involved only PD patients. Unlike the other studies, the HD
experience relates to the machine, time spent on the machine, the environment and the side
effects. It is difficult to determine whether the medical discourse was more predominant in
the HD patients than those on PD. There were also studies that only included either men or
women, often from white backgrounds. Different ethnic minorities and gender are not truly
represented in these studies, cultural differences were rarely referred to in fact, and only one

study used culture as its focus (Kaba et al., 2007).

The studies included in this review provide useful insights into the sociological
considerations and psychosocial issues for individuals living with CKD. The coping and
adaptation perceived in these studies relate to their journey from diagnosis up to starting
dialysis and their continued lifetime on dialysis. From the studies in this review the meaning
of illness, unless explicitly described, was often viewed differently; some studies concentrate
on the negative aspects of CKD and others the value and positive features of the adaptive
process. These conflicting views can be assigned to the different theoretical and
methodological approaches adopted in the various studies, and experience of long-term

condition was a common element (Thorne et al. 2002).
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2.6 Gaps in literature

Following a comprehensive search of existing literature on the topic (January 1993-2017),
several studies have explored the experiences of CKD patients receiving different forms of
dialysis in various settings. The evidence has identified many core themes related to the
experiences of CKD patients receiving dialysis in well-structured healthcare systems in
which the patients have access to regular dialysis and did not have to pay for their care.
However, we do not know what the experiences are for dialysis patients in healthcare
systems with unequal access to healthcare such as Nigeria or any other African country
where the patients must pay from their pockets for the full cost of dialysis without any health
insurance or government support. None of the studies reported any major issues associated
with access and sustainability of dialysis by the patients. Therefore, we do not know how
issues such as the culture of the people, economic circumstances, and familial and societal
issues affect people with long-term conditions such as ESKD, and how these issues affect
their ability to access and sustain dialysis. It is therefore pertinent to explore and highlight
the experiences of these patients and create awareness on their plights. While some of the
studies reviewed collected data at more than one point, none used a longitudinal approach in
gathering data as patient’s experience of their illness changes or otherwise over time. No
two days are same for patients suffering from long-term conditions such as CKD. There are
clear gaps in evidence which have been used to form the basis of this PhD study and

informed the research aims and study objectives.

2.7 Research aims, objectives and questions

2.7.1 Research aim

The overarching aim of this study is to explore the experiences of CKD patients receiving

haemodialysis in healthcare systems with unequal access to treatment.

2.7.2 Research objectives

The specific objectives of this study are therefore to:
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e Gain a deeper understanding of the meaning of living with CKD and receiving
dialysis and how this influences treatment.

e Explore and describe experiences of dialysis patients in healthcare systems with
unequal access to healthcare and highlight any change in the experiences or
otherwise over time.

e Explore the impact of economic, social, cultural, societal and familial issues on
access and sustainability of dialysis treatment

e Explore the views of the patients regarding ways to improve their access and
sustainability of treatment

2.7.3 Research questions

The research questions guiding this research are:

e What does living with CKD and receiving dialysis mean to dialysis patients in
healthcare systems with unequal access to treatment?

e What are the experiences of dialysis patients in Nigeria?

e What socio-economic, cultural, familial or societal issues influence patient’s

decision to access and sustain dialysis?

The next chapter will discuss the theoretical issues arising from the literature reviewed in

this chapter and discuss the theory informing the current study.

2.8 Summary of the review

The purpose of this review was to identify existing evidences on the experiences of CKD
patients receiving dialysis treatment, as expressed through the voices of the patients and their
perspectives on living with the condition. Thirty-eight studies, which met the inclusion
criteria, were therefore chosen and reviewed. Thirty-seven of those studies used qualitative
approaches while only one used both a qualitative and quantitative approaches (Caress et al.,
2001). All the studies were assessed on their quality using the CASP tool. Almost all the

studies reviewed were conducted in developed countries of the world and only a few from
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developing countries, with none from any developing country or any African nation where
there is unequal access to healthcare treatment. The themes identified from the studies
include the themes of uncertainty, meaning of illness, body image, physical effects,
dependence on dialysis and dialysis machine, normality and lifestyle, relationships, families

and healthcare professionals, suffering and spirituality/religion.

The themes and concepts described from the findings of these studies can help to provide
understanding of the multidimensional and complex experiences of individuals living with
CKD. While most of the studies focused on in-centre HD, there are common elements across
all modes of RRT. There is however, an over-representation of participants on HD compared
to PD as only five of the studies involved only PD patients. Unlike the other studies, the HD
experience relates to the machine, time spent on the machine, the environment and the side
effects. It is difficult to determine whether the medical discourse was more predominant in
the HD patients than those on PD. There were also studies that only included either men or
women, often from white backgrounds. Different ethnic minorities and gender are not truly
represented in these studies, cultural differences were rarely referred to in fact, and only one
study used culture as its focus (Kaba et al., 2007).

The studies included in this review provide useful insights into the sociological
considerations and psychosocial issues for individuals living with CKD. The coping and
adaptation perceived in these studies relate to their journey from diagnosis up to starting
dialysis and their continued lifetime on dialysis. From the studies in this review the meaning
of illness, unless explicitly described, was often viewed differently; some studies concentrate
on the negative aspects of CKD and others the value and positive features of the adaptive
process. These conflicting views can be assigned to the different theoretical and
methodological approaches adopted in the various studies, and experience of long-term
condition was a common element (Thorne et al. 2002).
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Chapter 3:  Conceptual Framework

3.1 Introduction

Following the literature reviewed in chapter 2, all the previous studies exploring the
experiences of ESKD patients receiving dialysis where conducted in regions of the world
where the participants had equal regular access to treatment or received healthcare support
from the government. However, all the available evidence shows that there have been no
previous similar studies conducted in regions of the world like African societies and
particularly Nigeria where dialysis patients must pay out of pocket for their treatment. This
therefore underscores the need for this study to explore what it means to be a CKD patient
receiving haemodialysis services in such a system. To guide this study therefore, it is crucial
to discuss in this chapter the key theoretical concepts arising from the literature reviewed
and these will be explored in the current study. The key concepts will be discussed in relation
to healthcare services in Nigeria and the relevant theories guiding the study while possible
relationships existing among these concepts will be highlighted. The concepts to be explored
include illness representation, spirituality, cultural belief and healthcare utilisation. These
concepts amongst other key issues will be explored in detail to understand how they impact

on the experiences of dialysis patients in Nigeria.

3.2 lllness representation

IlIness representations or meaning of illness refers to the ways in which individuals define
and adjust to various perceived interruptions to their health (Scambler, 2007). It is
conventional in the field of medical sociology to distinguish between illness and disease;
while illness refers to the subjective definitions of health problems, disease refers to the
“professional” or objective definitions of health problems which is based on signs and
symptoms. The diagnosis of a chronic disease such as ESKD and its subsequent management
brings about uncommon experiences and meanings to not only the patient but also the family.
In the biomedical world, there is less emphasis on illness and its meaning while more
attention is focused on diseases (Larsen, 2009). Disease can be measured and quantified and
fits well into the medical model framework. Iliness and its varied meaning does not fit into
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this model; it is not a black and white concept as it consists of many shades of grey and as
such could not be easily measured or quantified (Larsen, 2009).

Kleimann writing extensively on illness behaviour and its meaning, highlighted the concern
that researchers have “reduced sickness to something divorced from meaning to avoid the
hard and still unanswered technical questions concerning how to go about measuring
meaning and objectivising and quantitating its effect on health status and illness behaviour”
(Kleinmann, 1985, p.149). Drawing on the importance of this scientific work, Kleinmann
views it as “detrimental to the understanding of illness as human experience, since they
redefine the problem to subtract that, which is mostly innately human, beliefs, feelings...”
(p. 149). According to the common sense self-regulation model (Leventhal et al., 2001)
individual illness perception influences the coping responses to an illness. The Leventhal
perspective seeks to explain that individual clients construct their own illness representations
to help them make sense of their illness experience. These representations form the basis of
appropriate or inappropriate coping responses exhibited by clients suffering from chronic
illnesses as could be seen in CKD patients who are receiving dialysis treatment (Leventhal
et al., 2001). Charmaz (1984) in her research in which she interviewed individuals with
chronic illnesses through a symbolic interactionist perspective described this concept with
the phrase “loss of self”. The influences on the loss of self develops from managing a chronic
condition and the illness experience associated with it. Charmaz (1994) described the illness
experiences of the clients as living a restricted life, experiencing social isolation, being
discredited and burdening others. She further highlighted that the individual with chronic
illness slowly feels a disappearance of their self-image: a loss of self without the
development of an equally valued new one (Charmaz, 1994, p. 168). Meaning of illness in
CKD patients has been represented as living in pain, stress and other social and
psychological inconveniences associated with dialysis treatment and learning to deal with
the negative changes in one’s life (Faber et al., 2003; Axelsson et al., 2012); this led the
patients to constantly question the essence or meaning of life (Axelsson et al., 2012).
Meaning of illness has also been described in terms of a loss of “normality” which has
extensive and long-lasting impact on the patients™ lives and identity (Caress et al., 2001;
Velez and Ramasco, 2006). One of the studies in the literature reviewed (Caress et al., 2001)
explored how meaning of illness is represented by dialysis patients using a quantitative
approach (Caress et al., 2001). Caress et al. specifically explored the subjective meaning of

illness in a cross-section of pre-dialysis, dialysis and transplant patients using the Meaning
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of Illness Schema based on the work of Lipowski (1983) in which patients were offered eight
choices of possible meanings of illness. The schema was based on the belief that individuals
have different perspectives to illness; while some may view illness positively as a sort of
challenge, others view it negatively as a form of loss or punishment. The meaning of illness
is influenced by situational factors such as experience of their condition, knowledge,
sociocultural forces and includes a cognitive appraisal of the patients™ illness episodes and
lifestyle changes (Gregory, 1998) and these factors shape the reaction of patients to illness
(Velez and Ramasco, 2006). Thorne (1993, 1999) asserted that the meaning ascribed to long-
term conditions as seen in ESKD by individuals is shaped and heavily influenced by the
social and the political contexts in the society and the healthcare system. The review
indicated various roles played by the patients in the management of their conditions, use of
technology, the healthcare systems involved, and the impact treatment and disease
management had on their social life (Faber et al., 2003; Tong et al., 2009; Kazemi et al.,
2011).

In understanding how Nigerian CKD patients™ interpretation or representation of illness
influence their coping actions, I will utilise the Leventhal's self-regulatory model of illness
behaviour. This will help me to frame the interview questions to explore how the meanings
of living with CKD and receiving dialysis treatment could shape the coping strategies of
dialysis patients in dealing with the emotional and cognitive distress associated with their
condition. The Common-Sense Model of Iliness Representations otherwise known as the
Self-Regulation Theory was initially defined in the late 1960s and early 1970s by Leventhal
as the model which provides the framework for understanding how the symptoms and
emotions individuals experience during a health threat or diagnosis influence their
perception of the illness and how the individuals™ personal beliefs determine their responses
and how they cope with the threat to their health (Browning et al., 2009). Leventhal and his
colleagues in their research explored how fear messages related to acute situations could
lead people giving up smoking or taking health-promotion actions, such as wearing seat belts
while driving (Leventhal, Brissette and Leventhal, 2003). In their research, Leventhal et al.
found that various types of information were needed to influence not only the actions but
also attitudes to any perceived threat, and these lasted for short period of times. In the
extension of their model, Leventhal et al. wanted to find out those adaptive and coping efforts
that are necessary in individuals suffering from chronic illnesses such as chronic kidney

disease and others. This therefore led to the proposition of a hierarchically organised model
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of adaptation featuring the three major constructs of: (i) “representation” of the illness
experience which might guide (ii)action planning or “coping” responses and performance of
these, followed by (iii) “appraisal”, or monitoring of the coping efforts (Nerenz and
Leventhal, 1983) (to be discussed later in this chapter). The model is like many other theories
of problem-solving behaviour such as the Transactional Model of Stress and Coping
(Lazarus and Folkman, 1984), wherein chronic kidney disease and the associated treatment
regimen are considered as stressful experience. A unique feature of the Leventhal's
proposition is the delineation of the active parallel cognitive processing of how individuals
regulate their responses to “illness danger”. The model proposes that individuals develop
their understandings of their illnesses or diagnoses through a formulation of their own ideas
about what the illness is, its causes, impact on their lives, how long it will last, and whether
it can be cured, managed or controlled. For instance, CKD patients in Nigeria might develop
a better understanding of the illness through self-questioning by asking relevant questions
such as: what is chronic kidney disease? What are the treatment options available for me?
What can | objectively do about it? Should I commence dialysis treatment or local herb
consumption? How long can | sustain the treatment? This understanding is usually not
medically validated but based on individual experience of the patients with physical and
emotional impacts, social influences and interactions with the healthcare practitioners. It
creates an individual's illness representations which influence the actions or coping
strategies adopted to mitigate individual health risk or health changes (Browning et al.,
2009). The two central phenomena of the Common-Sense Model (CSM) of Iliness
Representations are based on the notion that individuals are problem-solvers and can deal
with the perceived reality of their health threats and the emotional reactions to these threats.
In relation to ESKD patients, the CSM posits that they can initiate and maintain their
treatment (dialysis or transplantation) based on the meaning they ascribe to their illness and
the coping strategy they adopt in dealing with it. There are three major constructs of this
model: illness representation, coping and appraisal (Fig 4).
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Figure 4: Common-Sense Model of IlIness Representations

Iliness representations guide individuals in interpreting new illness threats and allows for
both cognitive and emotional reactions along with potential coping strategies to assist in
dealing with the health threat. The cognitive and emotional representations are two separate
but related components of illness representations. Emotional representations were
overlooked in the initial instrument development to measure illness representations and were
not clearly defined (Moss-Morris et al., 2002). Emotional representations are responses to
the illness that engulfs the attention of one’s consciousness and elicits an unwanted reaction.
Emotional representations in chronic illness such as chronic kidney disease consist of
feelings of upset, anxiousness, depression, anger, worry and fear (Moss-Morris et al., 2002).
The emotional reactions expressed by the patients such as fear and/or anger to symptoms
and other extraneous events have been found to be separate motivators for seeking healthcare
(Moss-Morris et al., 2002). These motivators were found to be unrelated to the perceived
seriousness of the disease and are an alternative way to regulate one’s emotional reactions
to an illness situation (Moss-Morris et al., 2002). It is therefore necessary to explore in this
study if ESKD patients on dialysis in Nigeria would be willing and motivated to carry on
with dialysis treatment if they perceive that withdrawal from or non-sustenance of dialysis
could lead to adverse health consequences for them. On the other hand, the emotional
representations of anger, depression, upset because of the possible consequences of living
with CKD and receiving dialysis, paying for the dialysis treatment out of pocket, in a health
care system with unequal access to dialysis care, and lack of adequate family or social

support in managing the condition might impact negatively on patients™ ability to maintain
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dialysis treatment. It also worthy to explore how these shapes the meaning of being CKD
patients in such a society. Also, different cultural or ethnic groups may collectively have
feelings or beliefs about certain health issues, this could also influence the illness
representation and the subsequent actions taken to deal with the health condition. This is
necessary as the meaning of illness is socially and culturally-constructed (Conrad and
Barker, 2010).

Coping strategies are based on the individual’s illness representation and a response plan or
procedure that is developed (Diefenbach and Leventhal, 1996). For patients on dialysis,
coping could mean accepting and confronting mortality and reframing one’s life by adopting
a positive outlook, a technique used for restructuring and reorganising one’s thoughts and
beliefs (Tanyi and Werner, 2008). For ESKD patients in Nigeria, it could mean resorting to
spiritual means or adoption of unscientific measures for dealing with the illness. It is
therefore necessary explore this further in this study. Patients on dialysis could therefore
resort to various coping strategies such as spirituality, family members and friends or
possibly denial of the health condition as has been reported in literature (Spinale et al., 2008;
Tanyi and Warner, 2008). Lastly, an appraisal is done to evaluate the progress of the coping
actions and is compared to expected outcomes. The progression of each of these stages
(representation, coping, and appraisal) is not unidirectional, the process can occur from the
bottom-up or top-down, and for example appraisal outcomes can lead to differences in
representation which might lead to new and different coping actions (Diefenbach and
Leventhal, 1996). Leventhal et al. (1997) and Leventhal and Diefenbach (1991) propose that
patients' illness representations are based on five distinct components. These components
comprise; identity, cause, time-line, consequences of an illness and curability /controllability
of the illness. Leventhal et al. (1997) described five components of the illness representations

construct thus:

(i) 1dentity: The identity component consists of the “label” or name individuals give to the
condition or health threat and the symptoms associated with. It includes the beliefs
individuals hold for the health condition and the symptoms they experience. Dialysis patients
may label their health condition based on the impact it has on their ability to maintain their

jobs, care for their families and lead a normal life.

(if)Cause: This refers to the patient’s beliefs regarding the major cause of the condition or

health threat. Generally, before the advent of orthodox medicine, ancestral spirits constituted
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amajor part of the ordered structure of the African Traditional Religion (ATR). It was widely
believed among Africans that upsetting the ancestors results in the disruption of this order
and hence illness and disharmony occurs (Ojua, Ishor and Ndom, 2013). This belief persists
in some African societies as all living things including man is believed to be in a harmonious
relationship with the gods and the spirits; such relationship is based on the vital forces which
these entities generate. A state of health is therefore believed to exist only when there is a
healthy relationship between man and his ancestors (White, 2015). This belief is not only
common among those who practise the African Traditional Religion, but it also found among
some Christians and Muslims at one point or the other (Omotosho, 2010). In Nigeria for
instance, Sickle Cell Disease (SCD) in children (called Ogbanje in local dialect) is believed
to be due to reincarnation within the family of a child who died due to an illness (Nzewi,
2001). This belief often leads to discrimination of SCD patients in Nigeria and it influences
the health-seeking behaviour of the parents of SCD children in the country. It is therefore
necessary to explore in the current study, the interpretation of CKD patients in Nigeria
regarding the causes of their illness and the impact such interpretation has on the compliance
with their treatment regimen. The representations patients have regarding the cause of the
condition may be based on the pieces of information they gathered from their personal
experiences as well as the opinions of the health care practitioners, significant others and
possibly media sources, reflecting previous lifestyles, stress, environment factors and
pathogens. The causes attributed to their health condition has implications for patients’
health seeking behaviour as patients who are spiritually or culturally-inclined may not want
to seek appropriate health care.

(iii)Time-line: This indicates the perceived duration and course of an illness. It is the
predictive belief a patient holds about how long the condition might last, i.e. is it acute or is
it going to be chronic? These beliefs can always be re-evaluated as time progresses, and it
has been suggested that ‘Inside every chronic patient is an acute patient wondering what
happened?” (Brown, pg.1443). The expectations of patients regarding time line of their
health condition or threat has been categorised into three: acute (symptomatic and curable),
cyclic (symptomatic, removable but recurrent) and chronic (a stable part of the self
regardless of symptoms) (Leventhal and Nerenz, 1983). In Nigeria for instance, this
perceived duration of the illness by CKD patients could have some implications on whether
they bother at all to initiate or maintain treatment. It is necessary to explore this because

since the patients pay out of pocket without any support from the government, they may
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choose not to commence treatment at all. They may choose not to start the treatment at all if
they understand that CKD is a long-term condition which they must live with and still die of
as they may never sustain the treatment. However, such decision may depend on patients’

knowledge or understanding of the prognostic information given by the HCPs.

(iv)Consequences: The consequences component highlights the perceived physical,
economic and psychosocial consequences of illness. Being diagnosed of ESKD and having
to be on dialysis is a very dramatic situation with lots of consequences for many patients.
This could affect family income and priorities, social relationships, perceived or actual
stigma and discrimination in some cultural settings, loss or possible change of occupation
for the patient, changes in body image and dealing with the management of the symptoms
associated with the condition and possibly death. This study will therefore explore the impact
(if any) of the understanding of CKD patients’ in Nigeria regarding the economic
consequences on their sustainability of treatment. These representations may develop into
more realistic beliefs over time. It is pertinent in this study therefore to know if patients are
motivated to go for dialysis because of their belief that they will be well in the end; do they
not maintain dialysis because they place more priority on meeting the financial needs of their
families? Or because they feel there is no need to continue dialysis as they perceive they will
die of the condition, or because they fear that not maintaining dialysis could lead to their
death.

(v)Curability/controllability: This component is about the beliefs individuals have about
whether the condition can be cured or kept under control and the extent to which the

individual plays a role in achieving this.

Iliness representations are fluid and therefore change as individual patients assimilate new
information into the representations (Anagnostopulous and Spanea, 2005). As people with
chronic illness like ESKD acquire new information about their health condition and their
treatment (dialysis) and then evaluate their attempts to moderate or cope with its effects and
consequences, new representations are formed and developed based on these experiences.
This then allows the individuals to utilise different coping strategies and develop new
representations when illness threats are re-encountered (Leventhal et al., 1984,
Anagnostopulous and Spanea, 2005).
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3.3 Spirituality

The meaning of the concept of spirituality has developed and changed with time, and various
meanings can be found alongside each other. Its definition has long been a debatable issue
and therefore it has no singular or widely-accepted definition (Dyson, Cobb and Forman,
1997; Vachon, Fillion and Achille, 2009). However, for the current study, spirituality
according to Tanyi and Werner (2003) is defined as an instinctive human component which
can facilitate meaning in illness, optimism, solace and provide a strong coping mechanism
necessary in dealing with chronic illnesses. According to Waaijman (2003, p.2), the
traditional meaning of spirituality is a process of reformation which "aims to recover the
original shape of man, the image of God”. In modern times, spirituality has shifted from the
early Christianity connotation of a life that is oriented towards the Holy Spirit (Wong, 2009)
to a more encompassing concept that does not necessarily connote only religion. It has
therefore, included an emphasis on the deepest meanings and values which guide peoples’
lives and the subjective experiences of a sacred dimension (Saucier, 2006). Although
religion and spirituality are often used interchangeably, the two mean different things. Tanyi
(2002, p.502) highlighted that “spirituality is more of an individual, encompassing relational
component with others, God or a higher power, and the self and one’s search for life’s

Meaning and purpose”.

From the literature reviewed (Chapter 2), it was identified that spirituality was used as the
focus of experiences by female patients on HD, to gain acceptance of their illness and to help
them to come to terms with the possibility of death (Tanyi and Werner, 2008). Religion also
was also found to help dialysis patients cope in with their illness (Al Nalzy et al., 2013).
Similarly, the diagnosis of CKD and patients being on dialysis has been found to strengthen
their faith in God (Nagpal et al., 2017). In the examples cited here, spirituality/religion was
expressed in the positive sense. However, religion or spirituality was also expressed in a
negative sense in the study of Caress et al. (2001) where it was reported that in the search
for the meaning of their illness, CKD patients blamed their illness on spiritual factors or
divine intervention. Studies have shown that spiritual and religious beliefs enhance coping
in cancer patients by enabling them to accept their illness and deal with it in a more positive
way (Weaver and Flannelly, 2009). It is necessary to explore in the current study, the

possible impact of spirituality/religion on CKD patients who are depended on dialysis in
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Nigeria. This is very important as most Nigerians identify as being religious or spiritual
(Dowd, 2014; Angerbrandt, 2015).

Studies in Nigeria have shown contrasting influence of religion on the utilisation of health
services or compliance with medical treatments. Spirituality and religious beliefs have been
found to promote adherence to Highly-Active Anti-Retro-viral Therapy (HAART) among
HIV/AIDS patients in Nigeria (Ayuk, Udonwa and Gyuse, 2017). Similarly, another study
exploring the influence of religion on the utilisation of maternal health services in Northern-
Central Nigeria (Al-Mujtaba et al., 2016), found minimal influence of religious belief on the
compliance with the utilisation if the healthcare services. However, Umar (2017) found that
ethnicity and religious beliefs influenced patients™ use of maternal and child health services
in the six geo-political regions of Nigeria. Nothing is known in literature about the influence
of religious beliefs or spirituality in the compliance of ESKD patients with dialysis therapy
in Nigeria. The current study will therefore explore any impact of religious beliefs on the
compliance to treatment of HD patients in Nigeria. Questions relating to participants
perception of dialysis treatment and its efficacy will be elicited. It will also seek to find out
if the religious beliefs of the study participants have any impact on their illness

representations.

3.4 Culture/cultural beliefs

“Culture is the core, fundamental, dynamic, responsive, adaptive, and relatively coherent
organizing system of life designed to ensure the survival and wellbeing of its members and
is shared always to find meaning and purpose throughout life and to communicate caring”
(Kagawa-Singer et al., 2010, p.17). It is the social behaviour and norms found in every
human society. Culture comprises the values, beliefs and lifestyles which enable the people
of a society to adapt to their environment using the available resources and technology
(Kagawa-Singer, 2001). Culture through its perspective or construction of reality, provides
the means to understand life events, especially during difficult times such as when an
individual develops a chronic illness like cancer or CKD (Kagawa-Singer et al., 2010).
Therefore, through the specific values, beliefs and rituals of a people, this perspective or

worldview helps in making sickness and death more understandable and easier to deal with.
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It shapes the behavioural and the emotional reactions of individuals to a disease condition
and how one’s social network provides comfort, support, care and safety.

The cultural practices of a people affect both the health and all aspects of one’s life including
their interpersonal relationships, contribution to the society and disease condition (Ojua,
Ishor and Ndom, 2013). This is particularly so because individuals are affected by what
happens in the environment within which they interact. All people irrespective of their race
or creed, have certain beliefs and practices regarding health and illness. These beliefs and
practices therefore influence the perception of individuals, their attitude and behaviour in the
management of illnesses they encounter (Ojua et al., 2013). Therefore, the cultural belief
system of a society provides the lens through which people can make sense of, interpret,
label and explain their illness experiences (Goins, Spencer and Williams, 2011). This study
will therefore explore issues of cultural practices that could be a barrier towards compliance
with treatment by the study participants.

The culture of a society also frames the attitude towards gender roles in any society
(Kagawa-Singer et al., 2010). This is particularly necessary to be explored in this study in
which the research participants live in a multi-ethnic society with diverse cultural practices
(Adedini et al., 2014). Different ethnic factors play a role in influencing healthcare behaviour
among the people. For instance, amongst women, delays in getting permission from their
husband to seek medical care have been found to be a major barrier to the timely utilisation
of healthcare services in some parts of the country (Adedini et al., 2014). Wall (1998) found
that Hausa women in the Northern region of Nigeria are hardly seen in the public because
due to the adoption of a strict form of wife seclusion practice known as purdah. Because of
this practice of spatial constraint, most Hausa women have little or no autonomy and freedom
to move around; hence, they are subject to male control, social exclusion and isolation. More
recently, Hugo (2012) found that women in purdah are expected to always remain indoors
but can go out with the permission of their husbands only in extreme circumstances where
they need medical treatment. This harmful cultural practice has negative implications for
the society as even in extreme circumstances such as child labour, a woman in purdah is not
allowed to seek medical help until the husband gives her the permission or takes her to the
medical facility. It is therefore worthy to explore similar issue of cultural practices and how

it affects married women who are on dialysis in Nigeria.
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Due to the huge cultural differences existing within the Nigerian society, there are massive
variations in the utilisation of healthcare services among various ethnic groups in the
country. For instance, Babalola and Fatusi (2009) found that the utilisation of antenatal and
postnatal services was lower among women of Hausa ethnic group in comparison to the
women of Yoruba and Igbo ethnic groups. More recently, Ononokpono et al. (2013) found
lower antenatal care visits among Hausa/ Fulani/Kanuri women in comparison with women
of other ethnic groups. These evidences are true reflections of the ethnic differences existing
within the healthcare system in Nigeria and how it affects access to healthcare utilisation.
Patients suffering from ESKD in Nigeria do not exist in isolation as they are part of the
healthcare system where one is excluded on the account of personal characteristics such as
gender and economic status. It is therefore worthy to explore in this study how societal norms
or cultural practices impact on the health care behaviour of dialysis patients in Nigeria with

a view to eliciting cultural barriers to regular medical treatment.

3.5 Health care access and health service utilisation

Health care access is a complex term to define. According to the Institute of Medicine (IOM)
(1993), access to healthcare means utilising appropriate healthcare services to achieve the
best health outcomes. In this study, access to healthcare would mean ESKD patients in
Nigeria who have opted to depend on HD for their treatment having regular access to dialysis
services as prescribed by the HCPs. Access to healthcare is based on the following four
measurable dimensions: availability, accessibility, accommodation and affordability
(Gulliford et al., 2002).

Availability- this refers to the adequacy of the supply of health care resources such as nurses,
doctors, and other health care professionals; of facilities such as hospitals and clinics and of
specialised health care programmes such as emergency care, mental health services,
peritoneal dialysis or haemodialysis facilities and facilities for renal transplantation. Patients
in need of health care services may have access to them but often encounter different
challenges in utilising the services, and thus the potential access may not be achieved. Thus,
Donabedian (1972) noted that the true proof of access to health care is simply not the

presence of a health care service or facility but the utilisation of it. Pechansky and Thomas
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(1981) identified three major barriers to the efficient utilisation of health care services as

personal, organisational and financial barriers.

Accessibility- this refers to the relationship between the location of the health care resources
and the location of the health care clients or patients, regarding the patients™ travel time and
transportation resources, distance and cost of travelling. If the location of renal facilities in
Nigeria is geographically distant to the residents of the patients, the costs of accessing
dialysis services will be generally higher and this may affect the ability of the patients to

access the services as they must pay out of pocket.

Accommodation- the relationship between the way in which the health care resources are
organised to attend to patients (including hours of operation, telephone services, appointment
systems, walk-in-facilities) and the ability of the patients to accommodate these factors and

the patients™ perception of their appropriateness.

Affordability- this refers to the relationship of prices of health care services and patients
ability to pay, healthcare providers insurance or existing health insurance. Patients’
perception of the worth of the health care services relative to the total cost is important, as

is the patients” knowledge of the prices, total cost and potential credit facilities.

3.5.1 Barriers to the utilisation of health care services

Personal barriers- Patients™ recognition of their needs for health care services and their
subsequent decisions to seek these services forms the major step in accessing healthcare
services. The prospect of utilising health care services by patients depends on the balance
between patients” perception of their health care needs and their beliefs, attitudes and
previous experiences with the health care services (Mechanic, 2015). Therefore, access to
health care services implies that the individual health care service user recognises and
accepts the need for the services, consents to assume the role of a service user and
acknowledge the resources they are ready to utilise. These processes of gaining access to the
healthcare services are dependent on not only the social and cultural influences but also on
the environmental constraints (Gulliford et al., 2002). This study will therefore explore

possible personal barriers the participants face in accessing regular dialysis services.
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Financial barriers- Financial barriers can impact patients’ utilisation of health services even
in some developed nations where the healthcare services are generally free, some specific
services such as eye tests, dental check-ups and dispensing of prescribed medications are
paid for by the patients out-of-pocket. Patients could also incur costs due to the time lost
from work in travelling to and from the healthcare facility. This is also important to explore
in this study as most dialysis patients in Nigeria pay out of pocket. The impact of the user
charges and other extraneous costs incurred by ESKD patients as they access dialysis in
healthcare systems with unequal access to dialysis services could affect them in different
ways depending on their socio-economic status. For some of the patients, access to dialysis
services may not be compromised by financial issues, whereas for others the cost could mean
a major deterrent to seeking dialysis services (Lundberg et al., 1998). The impact of the
financial barriers therefore depends on both the magnitude of the costs and the patients

ability and willingness to pay.

Organisational barriers-The inefficient use of existing capacity or the failure to design
health care services around the needs of patients could result in long waiting hours and
waiting lists and constitute organisational barriers to the utilisation of health care services.
Also, systematic variations in the referral practises especially from the primary health care
level to the secondary health care level may act as barriers to the effective utilisation of
health care services (Gulliford et al., 2002).

3.6 Conceptual Framework Model

Fig.5 shows the relationship between the various concepts discussed above. It demonstrates
that the culture (cultural beliefs) and spirituality (religion) respectively can influence both
iliness representations and health behaviour (utilisation of health services or compliance with
treatment) by CKD patients. This will be further explored in this study to understand how
they influence compliance of the participants to deal with their illness. These concepts will
therefore guide the formulation of the interview questions as will be highlighted in the

methodology chapter (chapter 4).
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Culture/cultural practices

Utilisation of dialysis
[llness representation services

Spirituality/religion

Figure 5: Conceptual Framework

3.7 Summary

This chapter discussed the key theoretical concepts arising from the literature
reviewed in the previous chapter, and which will be explored in the current study.
The concepts to be explored include illness representation, spirituality, cultural belief
and utilisation of dialysis services. These concepts amongst other key issues will be
explored in detail to understand how they impact on the experiences of dialysis
patients in Nigeria and sustainability of dialysis treatment. The key concepts were
discussed in relation to healthcare services in Nigeria and the relevant the Common-
Sense Model of Iliness Representation which will guide the study while possible

relationships existing among these concepts were explored.

The next chapter will bring together the gaps in knowledge identified from the literature

reviewed, the methodology lessons learnt, and theoretical concepts important to the study
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and the Nigerian context to develop a PhD study to generate high quality research. The
study aims, and objectives clarify the focus and the sample, recruitment and approach

provide a comprehensive plan that guided the chosen study.
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Chapter 4:  Methodology of the Research
4.1 Introduction

When the literature on the experiences of CKD patients receiving dialysis was critiqued
(Chapter Two) there was no evidence base found exposing the experiences of people in
Nigeria. Indeed, there was no patient experience evidence gathered within African countries
like Nigeria, where people have no access to health insurance or government support for
dialysis treatment. The difference for these people compared to those in developed countries
is they are required to pay from their own pockets for dialysis; so only those with the funds
to pay for treatment can access it. Throughout the literature there was a dearth of studies
identified that exposed and described the economic, cultural, familial and societal issues
facing patients suffering from long term conditions such as CKD, within other African
contexts. This lack of evidence and gaps in the understanding of Nigerian (or African) patient

experience living with an inequitable health service, informed the need and focus of the PhD.

The critical review did however, provide a valuable insight into the methods that had been
used to explore the experiences of patients and the impact of dialysis on their quality of life.
For the plethora of studies from developed countries the research methodology
predominantly examined data snapshots collected at a single point in time. Whilst this
approach uncovered valuable patient experiences, it relied on what could be recalled and
discussed within the time frame on maybe a single data collection event, which potentially
limited the richness of data. Other methods will be discussed in this chapter that follow and
measure the impact of living with dialysis, over time, to gain a deeper understanding of how
experiences and priorities may change. The theoretical concepts uncovered in Chapter Three
inform the analytical framework for the study, used to draw out the meaning of illness, access
to treatment, religious/spiritual, cultural and economic influences that impact on patient

experience and their lives living with a long-term condition.

This chapter brings together the gaps identified from the literature, the methodology lessons
learnt, and theoretical concepts important to the study and the Nigerian context to develop a
PhD study to generate high quality research. The study aims, and objectives clarify the focus
and the sample, recruitment and approach provide a comprehensive plan that guided this

study.
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4.1.1 Research aim

The overarching aim of this study is to explore the experiences of CKD patients receiving

haemodialysis in healthcare systems with unequal access to treatment.

4.1.2 Research objectives

The specific objectives of this study are therefore to:

e Gain a deeper understanding of the meaning of living with CKD and receiving
dialysis and how this influences treatment.

e Explore and describe experiences of dialysis patients in healthcare systems with
unequal access to healthcare and highlight any change in the experiences or
otherwise over time.

e Examine the impact of economic, social, cultural, societal and familial issues on

access and sustainability of dialysis treatment

4.1.3 Research questions

The research questions guiding this study are:
e What does living with CKD and receiving dialysis mean to dialysis patients in
healthcare systems with unequal access to treatment?
e What are the experiences of dialysis patients in Nigeria?
e What socio-economic, cultural, familial or societal issues influence patient’s decision

to access and sustain dialysis?

71



4.2 The research paradigm

Every researcher is guided by beliefs, perspectives or worldviews and pattern of interaction
with their environment; this therefore influences the ways or choices of methods used by
researchers in answering the research questions. These set of beliefs or worldview which
guide the choice of methods used by a researcher are known as paradigms (Mertens, 1998;
Lincoln and Guba, 2000) or epistemologies and ontologies (Crotty, 1998). Research
paradigms serve as a guide for a disciplined enquiry and are identified by ontological,
epistemological and methodological issues, and by the theoretical perspectives underlying
the chosen research methodology (Guba, 1990; Crotty, 1998). A research paradigm has been

described as:

“patterns of beliefs and practices that regulate inquiry within a discipline by
providing lenses, frames and processes through which investigation is
accomplished ” (Weaver and Olson, 2006, p.460)

Indeed, a research paradigm signals an individual's perceived worldview and guides the
research process (Kikuchi, 2003). Epistemology is the scientific study of knowledge, its
nature and validity (Pope and Mays, 2006) seeking to answer the question of what the
relationship between the researcher and the phenomenon is. Commonly used paradigms in
nursing research are the positivist, post positivist, interpretive and critical social theory
paradigms (Weaver and Olsson, 2006), although the positivist paradigm has dominated

nursing research in the last decades (Polit and Beck, 2004).

As a Nigerian | have experienced the health care culture, and whilst | have been fortunate to
be born within a family with the finances to pay for health care we have not experienced the
drain on resources a long-term condition may create. | find the whole system inequitable and
have watched friends die early because of their inability to pay for much needed health care,
which has driven me to undertake this research to expose the real-life issues for people, on
low incomes. For this study of patient experiences in Nigeria the ontology or nature of reality
(Crotty, 1998; Pope and Mays, 2006) is sought through exposing and valuing the individual
meaning and understanding of their illness, in the context of their lives, culture and economic
world (Addo and Eboh, 2014; Parahoo 2014). There is no single truth when exploring a
person’s experience, but truth is what a person says it is, related realities of people which are
difficult to quantify. To expose the related realities of people living within the Nigeria

context qualitative approaches are considered the best approach, reinforced by the
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domination and success use of qualitative approaches in the literature (Reid, Flowers and
Larkin, 2005; Hurst, Summers and Caress, 2014; Parahoo, 2014). This type of exploration
is more suited to gain rich meaningful data to create collective reality of the context being
studied.

Qualitative studies are defined more by key characteristics rather than by any explicitly
bounded definition (Denzin and Lincoln, 2011). These characteristics include: the researcher
as the primary tool of data collection, face-to-face data collection in naturalistic settings,
focus on the in-depth description and understanding of the participants™ opinion, views and
meanings, flexible and creative strategies into the private world of the research participants,
inductive or deductive methods of data analysis, use of purposeful samples in data collection,
interactive and reflexive process and adopting a holistic approach in understanding the
meanings of the phenomena being studied by collecting and analysing data from multiple
sources and approach (Stake, 2010; Creswell, 2012; Parahoo, 2014; Corbin and Strauss,
2015; Merriam and Tisdell, 2015). In contrast, quantitative research methodology is based
on the foundation of an objectivist approach to social sciences and it generally adopts
experimental methods as measures of reducing or eliminating bias to establish facts, causes
of behaviour and relationships in an objective manner (Denscombe, 2014; Parahoo, 2014).
Researchers need to choose what methodology is best for answering the research questions;
therefore, qualitative, quantitative and mixed methods can be appropriate for different
research (Parahoo 2014). For this study a qualitative approach best reflects the interest and
paradigm of the researcher to give a voice and platform to people managing a long-term
condition in a context of inequitable health care. Listening to, hearing and reporting these

subjective experiences is the focus of this study.

4.2.1 Qualitative research

Qualitative research has been defined as an approach to the scientific enquiry which allows
researchers to explore human experiences in social and personal contexts to gain a deeper
understanding of the various factors influencing those experiences (Addo and Eboh, 2014).
Parahoo (2014) defined qualitative research as an umbrella term that describes diverse
research approaches which seek to understand human experiences, perceptions, beliefs,
intentions, opinions, motivation, and behaviours by means of exploration. Qualitative

researchers are premised on the belief that interpretation is crucial to the exploration and the
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understanding of all social phenomena (Parahoo, 2014). It suits the focus of this study which
seeks to gain a deeper understanding of human experiences as it is lived by carefully
collecting and analysing usually subjective, qualitative data was more aligned to the research
questions raised from the literature and would generate new knowledge (Polit and Beck,
2009; Borbasi and Jackson, 2015).

A qualitative research methodology is appropriate when researching complex human or
social phenomenon which cannot be reduced to numbers or are not amenable to
measurement (Denzin and Lincoln, 2011; Parahoo, 2014; Robson and McCartan, 2015). The
holistic approach which is associated with qualitative methodology is crucial in gaining
deeper understanding of the people being studied or the events in their social settings or lives
(Denzin and Lincoln, 2011). The individual experiences of each research participant are fully
embraced by the characteristics and philosophy of qualitative research methodology as it
offers the participants the opportunity to talk about the totality of their experience of the
phenomenon being studied in their own words and the meaning they ascribe to events in
their lives and not through the lens of the researcher (Denzin and Lincoln, 2011; Parahoo,
2014). It enables researchers to put participants’ responses into context as the participants’
experiences of the phenomenon being studied can be socially, culturally and historically
constructed (Parahoo, 2014). Also, it enables the researcher to appreciate the participants
constructions of their worlds, to empower them to share their narratives and to generate
theories where little or none exists (Creswell, 2012). Therefore, qualitative researchers
generally aim to gather rich and in-depth data to understand human behaviour and to offer
explanations of possible influences on the behaviour and meaning through the interaction of
the researcher and the participants within their natural settings (Denzin and Lincoln, 2011).
Because of the characteristics of qualitative research methodology stated earlier, it is
pertinent that qualitative researchers demonstrate commitment to remain open-minded, be
flexible, to take risks and be able to views things from multiple perspectives (Merriam and
Tisdell, 2015). Qualitative research approaches tend to answer research questions which
focus on the why and how and not only what, where and when. The qualitative approach will
explore why ESKD patients do not sustain regular dialysis in Nigeria and whether or how
familial, societal, cultural, economic and religious factors influence the decisions of the
participants to access dialysis. A qualitative research methodology was therefore chosen for
this study because of the congruence of the underpinning philosophy of qualitative inquiry

with the aims and objectives of this research project. Usually, a holistic approach is used in

74



qualitative research to refer to the relationship or connections existing between the
philosophical framework and the research method chosen (Hesse-Biber and Leavy, 2017).
The researcher viewed the various aspects of the phenomenon being studied such as the
meaning of living with ESKD and receiving dialysis, poor access to dialysis, the impact of
the socioeconomic issues, geographical, religious and familial issues as closely
interconnected, and these parts can only be interpreted within context.

There are a plethora of different methods or strategies for conducting qualitative research,
some of the common approaches include: ethnography, grounded theory, phenomenology,
narrative research, and case studies (Creswell, 2009). Other qualitative methods include
discourse analysis (Parahoo, 2014; Silverman, 2016), historical research and community-
based participatory research (Liehr and Lobiondo-Wood, 2006); ethnomethodology, action
research, biographical studies and qualitative longitudinal research (QLR) (Neale and
Flowerdew, 2003; Draper, 2007; Denzin and Lincoln, 2013). Although these qualitative
strategies or methods share similar characteristics described previously in this section, each
of them has its specific characteristics in terms of not only the methodological and theoretical

assumptions but also in terms of aims and methods.

The underpinning assumptions were examined for the different qualitative methods and
strategies and the pros and cons considered before a best method identified. An ethnographic
study would have been useful if | could have spent a long time in the HD facility, but patients
may have viewed me more as a HCP than a researcher and not fully independent. Viewing
patient experience as a phenomenon was a possibility using Phenomenology focusing on the
individuals™ interpretation of their experiences based on the ways the experiences are
expressed by the individuals (Parahoo, 2014). Whilst the method has been used to interpret
the complex nature of human experience, more importantly the need for the experience to
be studied in the true way it is lived (Polit and Beck, 2003), it felt a complex method which
impinged the free flow of the research. Biographical and narrative approaches would provide
a way of capturing people’s experiences using time and events to help organise data.
However, reflecting on the observation from the literature and the lack of patient experience
follow up over time the method that seemed to fit well with the research focus was a possible
QLR approach. This qualitative method utilised humanistic enquiry, was flexible and
enabled themes to be followed up with individuals, thus fostering confirmation of and

clarification of analytical interpretations.
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4.3 The research design

A QLR approach has been described as an emerging methodology used to investigate social
phenomena, although its theoretical orientation and paradigm are yet to be fully understood
(Neale and Flowerdew, 2003; Holland, Thomson and Henderson, 2006). Longitudinal
research designs are characterised by the collection of data about a phenomenon over a
period of two or more distinct times (Menard 2002). QLR is hinged on the investigation and
detailed interpretation of changes in the phenomena being studied over a period (Saldana,
2003; Thomson and Holland, 2003; Carduff, Murray and Kendall, 2015) and it’s also based
on the foundational principles of time, duration and change within a social context (Saldana,
2003; Carduff, Murray and Kendall, 2015; McCoy, 2017). The passage of time and change
are two inextricable constructs in the context of understanding human experiences (Holland,
Thomson and Henderson, 2006). Since time is an inherent component of QLR, this
orientation provides a unique way of understanding possible relationships among
experiences, time and change in a social context (Calman, Brunton and Molassiotis, 2013).
There is an opportunity to collect individual experiences of people managing ESKD over a
period compared with a one-off interview which may not fully capture the whole experience
of patients, particularly when experiences of living with a long-term condition changes over

time.

Every longitudinal study is context-specific and is influenced by the research goals, research
questions, methodology and conceptual framework (Saldana, 2003). There is no consensus
on when to generate research data throughout the period of a longitudinal study; it depends
on the context of what is being studied and other factors considered relevant to the study
(Saldana, 2003). Traditionally, longitudinal research designs have always been used in
quantitative studies with only a relatively few qualitative studies adopting the approach
(Hermanowicz, 2013; McCoy, 2017). However, over the last decade QLR designs have
become increasingly prominent in social science disciplines such as criminology,
anthropology, social policy, sociology, education and psychology (Hermanowicz, 2013;
Carduff, Murray and Kendall, 2015; Thomson and McLeod, 2015). To understand complex
worlds and conceptualisations of time, there is an increasing number of studies that utilise

qualitative techniques to collect and analysing data from participants followed over a distinct
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period (Calman, Brunton and Mollassiotis, 2013; Miller, 2015). This has led to the
recognition of the QLR approach as not only a distinct and an acceptable manner of
conducting research but also as one that comprises a range of prospective methodologies
(Snelgrove, 2014; Thomson and McLeod, 2015). Some critics argue that QLR cannot be
regarded as a methodology because it does not have a clear theoretical and philosophical
foundation (Hermanowicz, 2013; Miller, 2015). McCoy (2017) suggested that while QLR
highlighted time and change to be pertinent in understanding experiences, it provided no
clear procedure which the data collection and analysis could be hinged upon. Because of
this, QLR has become known as a research orientation which is often combined with other
research designs and methods (Hermanowicz, 2013; Thomson and McLeod, 2015). In a
practical sense, the analytical and empirical potentials of QLR occurs when fused with other
qualitative research methodologies that have distinct data collection and analysis approach
(Calman et al. 2013), to enhance qualitative research rigor (McCoy, 2017). While the QLR
orientation is a means through which data could be collected across time, it becomes the
specific qualitative methodology that answers such questions as what changes occurred, how
such changes occurred and why the changes occurred in the context of sociocultural
environment and time (Carduff et al., 2015). Therefore, the approach through which the
findings are conceptualised can vary greatly depending on the how the QLR has been
combined with other qualitative methodologies (McCoy, 2017). To maintain both theoretical
and methodological congruence, QLR should combined with only qualitative methodologies
which share its focus on the key characteristics such as time, change and the inherent iterative
nature (Saldana, 2003; Calman et al., 2013; Miller, 2015), which require further discussion.

4.3.1 Time

The synchronised biographical time of both the researcher and the participants serve as the
medium of movement between the past and the present in QLR, thereby allowing for the
opportunity to capture the HD patient’s prospective and retrospective accounts of their
experiences (Carduff et al., 2015; Thomson and McLeod, 2015). While prospective QLR
studies use multiple interviews to track research participants’ outcomes, retrospective
studies require the participants to recount their past experiences currently (Holland,
Thomson and Henderson, 2006). This process of traversing between the present and past

emphasises the temporal dimensions of experience and complicates the linear constructions
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of time (Miller, 2015). It is particularly useful when talking to patients to keep going back
and forward in different time to better understand and identify changes in the meaning of
their illness. The traditional notion of time as a linear construction shifts during the back and
forth movement in time during the data collection and analysis phases of QLR (Calman et
al., 2013). Saldana (2003) identified that different periods of time and different points in
time are qualitatively idiosyncratic reflecting different experiences, influenced also by
cultural conditions surrounding an individual's geographic location, which can impact on
the speed and duration of the individual's perceived change across time. Therefore, the
individual's construction of time (for example how long they have had an illness or felt ill)
has been recognised as a major contextual factor influencing the individual's subjective
experiences and is a distinct feature of data sets in studies which employed the QLR
orientation (Saldana, 2003; Miller, 2015; McCoy, 2017).

4.3.2 Change

Just like time is a contextual construct, so also is change and change can only be interpreted
through an individual's perspective of the back and forth movement between the past and
the present (Carduff et al., 2015; Thomson and McLeod, 2015). Every researcher and every
QLR study must choose a flexible approach in the classification of change (Saldana 2003).
This distinctive definition of change can be influenced and can continue to emerge and be
constructed just as the study progresses and the data collected analysed. Whilst change is
defined in a study by the pre-determined aims and outcomes it is important that QLR
researchers clarify the various contextual factors that subjectively and inevitably influence

change within the phenomena being studied (Saldana 2003).

Additionally, apart from the need for a continuous revision of the definition of change in for
every QLR study, Lewis (2007) highlighted that QLR researchers must be aware of the four
kinds of change that can be observed or exposed through the analysis of qualitative research
data in QLR studies:

0] Narrative change which reflects the constantly unfolding individual stories of the
participants across time with the reactions, hopes and feelings associated with

these stories.
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(1) Change within the context of time and occurs as participants reinterpret and retell
their stories or re-describe events in their lives during later interviews. As
Calman et al. (2013) noted, certain issues that appears very important to the
participants at one point in time may change with additional experiences and their
perspectives of time. Therefore, in this way, Lewis (2007) highlighted that QLR
provides more opportunity for engaging the research participants in the analysis
of change, observing any possible features of change in the participants
narratives and interpretations, and thus reflecting inconsistencies to enhance a
collaborative interpretation of the research participants™ account of their stories.

(1) Change arising as the researcher continues to see the research participants more
clearly across the period of the study (Lewis, 2007; Carduff et al., 2015). As the
participants continue to reinterpret and subsequently change their stories or
narratives over time, so also is the QLR researcher learning more about the
participants over time and this evokes reinterpretations of the research
participants™ experiences, stances and behaviours (Lewis, 2007).

(IV)  The last type of change that can be observed in QLR studies is no change. The
absence of change and the subsequent presence of continuity in the phenomenon
being studied could be positive as it may depict consistency, stability or maturity
and it could also be negative in that it may reflect a failure in progress or dearth

of development (Lewis, 2007).

In the understanding of change as a major tenet of QLR, Lewis (2007) urges qualitative
longitudinal researchers to be acquainted with the different kinds of change and the potential
meanings they reflect regarding research participants™ lived experiences. Similarly,
qualitative longitudinal researchers are challenged to confront their preconceptions about
change and allow the definition of change in QLR studies (if any) emerge without imposition
(Pettigrew, 1990; Saldana, 2003; Lewis, 2007).

4.3.3 lterative nature

Another key tenet of QLR data generation is the iterative nature as it draws on what was
learnt previously to understand what has changed to tell the participants™ stories over time
(McLeod and Thomson, 2009; Carduff et al., 2015). QLR is therefore characterised by the
practice of going back and forth to research participants™ archived data or any form of
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recorded personal narratives or histories (Miller, 2015). This process of going back to
previously collected data according to Miller (2015) raises some philosophical concerns
founded in positivism about whether the process of going back to previous interpretations of
participants’ narratives and data is possible. Mertens (2015) noted that from the ontological
perspective of subjective realities, truly returning to previous data collected from participants
would be impossible, as the passage of time leads to further interactions of the participants
with their environments and this subsequently evokes changes in the perception of truth,
being and knowledge of not only the research participants but also the QLR researcher.
However, Miller (2015) highlighted that this inability of the researcher to truly go back to
the previous research data sets provides an opportunity for the emergence of new reflections
and interpretations among the research participants and for the researcher to edit, add or alter
the earlier interpretations or understandings of the of the phenomenon being studied. The
secondary analysis of earlier data collected alongside the primary analysis of newly collected
data elicits the blurring of distinct data sets and data analysis phases which are beneficial for
richer understanding of the participants’ experiences (Miller, 2015). The QLR orientation
and its associated iterative analysis of cumulative data sets therefore provides an opportunity
for gaining fresh analytic insights for extending, revisiting and retheorising periods of
significant transition (Calman et al., 2013; Miller, 2015).

The QLR approach was chosen in this study based on the belief that the experiences of the
individual dialysis patient being studied is unique and these experiences constantly change
over time. The choice of QLR approach was inspired by not only the desire to explore any
possible changes but also to understand why and how the changes occurred within the social
and cultural context (Holland, Thomson and Henderson, 2006). It also expresses the
interaction between time and the cultural aspects of social life, thereby representing time as
a non-linear factor (Neale and Flowerdew, 2003). This study will therefore seek to
understand over time the cultural, familial and societal issues facing patients managing a
LTC such as CKD who must pay from their pockets for dialysis without any health
insurance; how these issues affect their access to dialysis treatment and how their
experiences of dialysis treatment changes or otherwise over time. The researcher was
inspired by the desire to gather rich, in-depth data over the course of the research as opposed
to a snap shot in time adopted by most other studies (Chapter two). Carduff, Murray and
Kendall (2015) noted that one of the crucial benefits of QLR is the nuanced understanding

of the phenomenon being studied which evolves over a period, particularly crucial in
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understanding the experiences of illness in individuals. The prospective benefits of
understanding the needs of people with chronic illnesses in response to the temporal and
complex changes they experience have been highlighted in other studies using the QLR
approach (Murray and Sheik, 2006; Murray et al., 2009; Cavers et al., 2012). Although, no
previous other study has used the QLR approach in exploring the lived experiences of CKD

patients receiving dialysis in any country or setting.

The research adopts a QLR approach, capturing the experiences of a cohort of CKD (stage-
5) patients over time (seven months) to better understand the obstacles and challenges they
face when accessing HD treatment. Seven months was the time frame selected to because
the anecdotal evidence suggested the long-term survival for many patients in Nigeria
accessing HD was not much longer than six months. It was hoped that over a shorter time
the researcher may be able to sustain three waves of data collection during the QLR approach
(discussed later). QLR enabled the researcher to develop a relationship with the research
participant over time and generate a rich textured in-depth account of everyone’s lived
experience of accessing HD (Holland, Thomson and Henderson, 2006; Henwood and
Coltart, 2012; Neale, 2012). Indeed, the aim was to gain a deeper understanding of the wider
economic, cultural, family and societal challenges faced by people with CKD accessing HD
in Nigeria and identify why some people do not attend for treatment. Exploring these
concepts and lived experience over a longer period provides an opportunity for the
participant to have a stronger voice, limiting the often-power imbalance inherent in the
researcher-participant dyad (Carrick et al., 2001), and avoiding a biased perspective gained
sometimes from one interview at one moment in time. It allows the researcher to map
repeated challenges faced by people with CKD in Nigeria over time and identify and share
strategies that some people adopt to overcome issues. This deeper understanding of the real-
life experiences in the community mapped to the impact of health policy is particularly
pertinent for a researcher working within the government, to ensure health policy is meeting

the needs of the population.

The research was underpinned by theoretical assumptions of symbolic interactionist that self
is dynamic and always in process (Mead, 1934; Blumer, 1969), drawing on the work of
Charmaz (2002) that human experiences constantly change especially during periods of
chronic illness such as CKD, which also reinforced the need for a study longitudinal in
nature. The research fostered a collaborative approach wherein the participants were experts

on their own lives and working together through the participant describing and the researcher
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listening, probing and clarifying it was possible to gather in-depth information or knowledge
specific to their individual experiences. The use of one-to-one interviews was an effective
means of gaining insights into the experiences of research participants (Holloway, 2005;
Creswell, 2009).

4.4 Sampling, size and procedure

A purposive sampling technique was used in the selection of participants for the study. This
method of sampling is often but not exclusively used in qualitative research; where the
researcher deliberately chooses ‘who to include in the study on the basis that those selected
can provide the necessary data’ (Parahoo 2006, p.232). All patients who met the inclusion
criteria and were willing to participate in the research were recruited, while those who did

not meet the selection criteria, excluded (Box 1).

Box 1: Participant’s inclusion criteria

« Adult ESKD patients aged at least 18 years

Patients who have been receiving haemodialysis for at least 3 months

Ability to speak English or Igbo language

No mental or cognitive impairment

Ability to give informed consent

Whatever sampling technique employed in choosing participants in a research must ensure
that the population being studied is adequately represented (Parahoo, 2006; Ingleton, 2007).
In this study this was somewhat unrealistic given there was no accurate Hospital record
detailing the number of HD patients in the facility, those still alive at the time of this study,
thus the scope or characteristics of a target population were unknown. A review conducted
in the facility (Ulasi and ljoma, 2010) indicated that the facility served about 908 CKD
patients (593 males /315 females). | contacted the authors to gain more information, but they
highlighted that the Hospital didn’t have the facility for proper record keeping, they could
estimate that the Renal Unit had close to one hundred patients on HD. Therefore, | initially

set out to recruit up to 15 participants, then decided to increase the number of participants to
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20 to minimise the impact of high attrition rate which is usually associated with longitudinal
research (Soloff et al., 2003). Recruiting participants was a major challenge not least because
when | embarked on data collection the Hospital was still on strike for about five months
during (July- November 2015). Even when the strike was called off the turmoil of catching
up in the healthcare facility, water quality delaying treatment, the anger and unrest within
the patient population made the research at the bottom of people’s priorities. As a result, and
to allow issues to settle, | delayed the recruitment of the participants for the study until about
the first week of January 2016. Overall, a total of 17 participants (5 females/12 males) were
recruited for the study. To capture a wide range of lived experiences, the sample was drawn
from across different age groups (over 18 vyears), cultures and economic status as
appropriate, although it was just not possible to recruit an equal number of male and female
participants. Although the sample was small it did not pose a problem for the study,
particularly as there is no documented consensus on what an acceptable sample size in
qualitative research is (Parahoo, 2006; Holloway, Wheeler and Holloway, 2010). Having too
many participants when using purposive or theoretical sampling could lead to the generation
of too many complexes which may cloud the issues being investigated and complicate the

process of data analysis (Schwandt, 2007).

4.5 Study setting

The centre for the study is the University of Nigeria Teaching Hospital (UNTH), Enugu,
Nigeria. The Nephrology Clinic of UNTH is the only public healthcare facility providing
services to patients from the catchment area predominantly from the South-Eastern region
of Nigeria which has an estimated population of 16 million people (National Population
Commission [NPC], 2006). The only data available, as mentioned earlier, reports that the
dialysis unit provides HD services to approximately 908 CKD patients (593 male/315
female) with mean age of 42.55+ 15.43 years, with end stage renal disease being the cause
of 22.03% of all medical deaths in the facility (Ulasi and Ijoma, 2010).
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4.6 Gaining access

Potential participants were identified through the assistance of the Head of the Renal Unit.
Written information sheets and invitation letter were provided to potential participants
attending the unit for dialysis by the researcher with the help of the matron. Participants were
then contacted a week later by the researcher to answer any questions regarding the study
and enquire if they would like to be involved (Appendices 5 and 6). However, tracking
people referred to dialysis who do not attend (because they may not be able to attend for any
reason) was more difficult and it required a direct contact of the Head of the Renal Unit and
then the provision of written information or direct explanations of the study over the phone
if the distance to the unit is too far for them to travel. All interviews where at all possible
were planned to take place face to face either in the participants” home or hospital, but all

chose to be interviewed within the hospital setting.

4.7 Data collection methods

For this research, lived experience data were better gathered through narrative interviews
provided by the research participants (Lindseth and Norberg, 2004). These narratives were
then converted into texts and interpreted to elicit meanings the participants ascribed to the
experiences. The primary data for the research were collected using semi-structured
qualitative interviews within three waves of data collection (months 1, 4, and 7) and this
allowed a three-month interval between each interview to analyse individual experiences
and identify themes to clarify and discuss in the follow up interviews as part of a tailored
longitudinal interview approach. Each interview lasted between 30 minutes to 1 hour, was
digitally recorded (with the participants™ consent) and took place in a room in the dialysis
unit, where it was possible to talk privately without being disturbed. Individual interview

was considered appropriate to achieve the research objectives;

“As with any qualitative research data collection tool, is to explore the “insider
perspective’. To capture, in the participants” own words, their thoughts, perceptions,
feelings and experiences. (Taylor, 2005, p.39)

Semi-structured interviews provided a flexible approach to phrasing and ordering of

interview questions, enabling the elaboration of information or exploration of ideas of
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interest, which the researcher may not have previously thought about as important (Britten,
2006; Gill et al., 2008). In semi-structured interviews, the researcher has a degree of control
in the interview process, using predetermined interview questions to guide the interview
process, but the ability to allow the free emergence of topics to expose the participants
perspective (Parahoo, 2006). This means at the outset the researcher does not have a full
knowledge of all the questions to ask the participants but using QLR the responses of
participants and areas of interest can be built into subsequent interviews across the whole
sample, allowing deeper clarification and confirmation of data. Secondary data collected
during each wave of data collection included the monthly haematology and biochemistry
test results of the participants which were obtained from their respective Hospital Records

(such as haemoglobin levels, serum Urea and Electrolytes, and albumin levels).

4.7.1 Data collection schedule

Data collection occurred in three waves over a seven-month period.

4.7.1.1 First wave

The first wave of data for the research was collected between January 7 and January 22,
2016. A total of 17 participants (5 females/ 12 males) who were recruited for the study were
interviewed after giving an informed consent to participate in the study. The data collection
commenced with the introduction of the researcher and the purpose of the study, and then

asking the initial question.

4.7.1.2 Second wave

The second wave of data was collected between April 14 and April 25, 2016. The total
number of participants remaining on the study was 12 (4 females and 8 males) and these
were interviewed. 4 male participants were reported dead by the hospital management and 1
female participant was critically ill at the time of the second interviews and therefore could
not have participated. Informed consent was obtained again, and participants did sign the

consent forms provided.
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4.7.1.3 Third wave
The third wave of data was collected between July 25 and August 2, 2016. A total of 6
participants (2 females and 4 males) who were still alive and consented to continue with the

study were interviewed, while the other 6 had passed on before the period of this interviews.

4.7.2 The interview process

A good qualitative research interview question must be open-ended, clear, neutral and
sensitive (Patton and Patton 2002; Britten 2006), the researcher opened each interview with

the question: Tell me your experiences with respect to haemodialysis treatment?

Underlying the research was the philosophy that every individual's illness experience is
unique and no two individuals™ experience is the same (Jablonski, 2004). As such | went to
the field with an open mind, set to explore the experiences of the dialysis patients by posing
the initial question and allowing the participants to express freely their views, perceptions
and concerns without introducing personal prejudice. Before asking the question,
demographic details were gathered alongside biographical information about their family,
dependents, their disease progression, and lifestyle. Once a participant had answered the
initial question posed, specific questions were used to elicit richer, clearer and more in-depth
descriptions of their experiences. The interview process guided by a list of simple questions
(see below) and the use of scheduled and unscheduled probes to obtain detailed narratives

from the participants (Qu and Dumay, 2011).

e What does living with CKD mean to you and your life, what impact does living with

CKD have on the quality of your life?
e What symptoms do you experience? How does this make you feel?

e What are your experiences with respect to HD treatment, what influences whether you

attend or not, what challenges do you face when accessing treatment?

o What are your experiences of the care that you receive at the unit or from the doctor?

How often are you reviewed and followed up?
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e What influences whether you attend dialysis or not? (physical symptoms, cost of
treatment, whether you work or not, your culture, beliefs, needs of your family, where

you live)

e Are there any government interventions that could make a difference to your experience
of treatment and CKD?

Scheduled probes enabled me to elaborate on the emerging responses from the participants,
suing phrases such as “please tell me more about this”, each time a participant disclosed
information of interest to the research. | asked the initial broad question and followed the
threads of the conversation to probe and explore the physical, psychological and social
experiences of living with CKD, to understand if access to the healthcare system was
unequal, for who and how. Silences were allowed, not all cultures are expressive and
talkative some are taciturn and could use silences as a part of their language (Qu and Dumay
2011). Indeed, silences allowed participants time to reflect and think, add more depth, regain
energy and concentration, although it was not easy they were “tolerated” (Doyle 2004, p.
11). Having a good knowledge of the subject area being researched, observing gestures,
facial expressions and body language, being sensitive to the use of specific language and the
vocalisations used by the research participants was important in this setting full of different
cultures and customs (Taylor, 2005; Kvale and Brinkham, 2009).

Care was taken to manage the researcher-participant relationship, ensuring that participants
did not perceive the relationship to be intrusive or neglectful throughout the research period.
This was achieved by ensuring that data collection was continuous, not too frequent and
sensitive to possible changes in the participants without constituting a nuisance to them.
Certain lines of inquiry were initiated during the first interview and any new emerging issues
were followed through subsequent interviews. To ensure over time participants were well
enough to be involved in the research, | established a mechanism of constant communication
with the head of the renal unit, to avoid contacting the individual’s family and causing any
distress, this turned out to be the most vital link. A reflective diary was also maintained
throughout the study to enhance the collection of rich data and promote the credibility of the
study and assist the researcher in the data analysis process (Pope, Ziebland and Mays, 2000;
Saldana, 2003). Interviews were audio-recorded and lasted between 30 minutes to 1 hour

because most of the participants were too tired to withstand long periods of talking.

87



During the second wave of data collection, the interviews from the first wave had been
transcribed and emerging themes and categories noted. Going back to the research
participants during the second interview with the summary of the transcripts from the first
interview helped in clarifying meanings and interpretations (preventing over interpretation)
to ensure that it is their voices and not my assumptions and interpretations that were
transcribed (Taylor, 2005). The summary from the first interviews served as a prompt to
guide the second interview and new ideas were followed through in the second and third

waves of data collection.

4.7.3 The Role of the Researcher in the interview process

I continually reflected on my role in the entire interview, important for qualitative
interviewers to reflect on being part of the research process and articulate possible
assumptions which might influence the study design and implementation (Taylor, 2005). At
the outset I had to consider carefully how the participants might view my “intrusion” into
their experience of their health condition, what their perspectives of themselves could be and
how much information they could be willing to disclose during the interviews. It was
pertinent for me to undertake adequate interview preparation, to understand and recognise
an interviewee’s response to questions were influenced by factors such as age, gender, social
class and professional status (Silverman, 2013). Understanding it may be difficult to uncover
the true feelings and emotions of the participants during one interview session, so the benefit

of interview waves allowed the narrative to move further than a public account.

Two participants knew me as a nurse from my previous practice setting while others
identified me as a research student but had no idea of my professional background. | carefully
considered my approach towards all participants (those that knew me before and those that
didn't have a prior knowledge of who | am) because | wanted them to view me from the
perspective of a researcher even though that couldn't possibly erase their mental picture of
me as a nurse. It has been shown that participants in qualitative interviews may respond
differently to questions posed to them by persons they perceive as being of higher status
when compared with their responses to a student researcher or a novice researcher (Richards
and Emslie, 2000; Taylor, 2005). After gaining informed consent, | fully introduced myself
and encouraged general conversation to elicit any concerns the participants might have

regarding the research. This helped in establishing a rapport and develop a level of trust that
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encouraged participants to feel relaxed before the interview commenced. This process was
repeated at each wave of the data collection and participants were informed of their right to

withdraw from the study whenever they wished which not affect their treatment in any way.

It was important for me to decide in advance on what information to reveal during the
interviews. | tried to be mindful of the issues as a nurse researcher, but at times it was
impossible to keep one’s role as a clinician out of the interview process (Carolan, 2003;
Clarke, 2006). To resolve tension, | used reciprocity, ‘the practice of exchanging things with
others for mutual benefit’ (Carolan, 2003, p.12) this enabled participants to see me as a
human being, a Nigerian, not just as a researcher. | also considered other issues such as the
use of a digital recorder where it should be placed or positioned during the interviews, what
I should wear to the interview sites, how to deal with emotional or difficult issues which
might arise during the interview and the need to be careful of my body gestures during the
interviews. | needed to consider where the interview took place at private place/room at the
unit that was conducive for participants to feel comfortable to stay and agree to participate
in the interviews. The frailty of participants was considered which influenced the time frame
for the interviews to suit individual preferences. It was very difficult to interview participants
who came from very far distances to the Hospital who did not want to be interviewed in their
homes but did not present for dialysis during the day hours. This led to me needing to stay
in a hotel overnight to interview such participant(s) the next day before they travelled back

to their rural homes.

4.7.3.1 The Reflexive Journal

Keeping a journal helps researchers carrying out qualitative interviews to be reflexive and
examine experiences to enhance their understanding of the research topic and the entire
research process (Taylor, 2005). The choice of the term reflexive not reflective was
deliberate since the two words have different meanings. Reflection defined as “internally
examining and exploring an issue of concern, triggered by an experience, which creates and
clarifies meaning in terms of self, and which results in a changed conceptual perspective ”
(Boyd and Fales, 1983, p.100) is not necessarily specific to research (Dasgupta and Charon,
2004) Reflexivity specifically acknowledges the role of the researcher in the entire research

process (Jasper, 2005); where researchers carry out critical self-reflection, analyse and take
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note of personal values and biases which could affect the data collection processes and the
interpretation (Polit and Beck, 2008).

In this study, reflexivity formed a crucial aspect of data collection, exploring issues of
personal bias, decisions along the life course of the research, reflexive thoughts and to record
these in my personal memos and diaries (Carolan, 2003; Taylor, 2005; Polit and Beck, 2008).
The diary provided the opportunity to explore emerging themes from the data, to make a
comparison with my previous assumptions about the topic being researched (Taylor, 2005).
This certainly helped to ensure the final analysis of the data reflected the participants’
meaning, beliefs and views and was not just an exercise aimed at placing the data into
preconceived categories. Indeed, it provided depth of understanding to context when the
spoken words were not enough to convey true meanings or when someone had difficulty
expressing themselves (Van Manen, 2016). The process of reflexivity was continuous, and
it served as a vital resource for audit trails to elicit the trustworthiness of the entire research
process (Jasper, 2005; Taylor, 2005). Extracts from the reflexive journal have been used in
the presentation of the findings, to reinforce meaning and capture context, research

decisions, conflict, challenges and experiences.

4.8 Ethical considerations and research governance

Full ethical approvals were obtained from both the Research Ethics Panel of the University
of Salford and the University of Nigeria Teaching Hospital Health Research Ethics
Committee (Appendices 8 and 9). Before the commencement of the data collection, the
potential participants were given copies of the participants™ information sheet (Appendix 5)
to read and those who could not read the sheets were given full explanation of the content of
the sheets and the research process. All questions were fully answered, and clarifications
adequately made. Patients who agreed to participate were given the consent forms (Appendix
7) to sign and were informed of their right to withdraw at any stage of the research and that
would not affect their treatment. Confirming consent was a continuous process rather than a
one-off practice but took place at the start of each interview wave, recommended particularly
in longitudinal research of this kind (Crow et al., 2006; Holland et al., 2006). This was

important in this study since the researcher needed to spend a considerable time in the field
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collecting the data. Doing this enabled the researcher to reconfirm the agreement by the
participants to continue to participate in the study.

The nature of qualitative research can appear harmless but is associated with certain risks to
research participants; such as distress and anxiety, misrepresentation, exploitation and
identification of the participants in published research work (Richards and Schwartz, 2002).
Indeed “people have rights over their lives and beliefs and actions, and the use that is made
of information about them” Alderson (2001, pg. 17). In this study the process of carrying
out in-depth qualitative interviews could initiate or uncover emotional issues or cause
offence. This was a major concern where getting the participants to talk about their
experiences of their condition, could be very distressing. The researcher informed the
psychological support services at the unit of the research to secure follow up support for
people should the need arise. In addition, the researcher showed empathy, avoided probes
which caused distress, and opted to stop an interview as necessary (Clarke, 2006).

To ensure the confidentiality and privacy of the research participants, all the information
provided were used solely for this study. The responses (transcripts), contact details and
email addresses were safely stored on password-protected private computer accessed only
by the researcher. Participants™ responses were coded and anonymised using pseudonyms to
ensure the confidentiality of identities. All interview recordings were transcribed by the
researcher, so no other persons had access to the details of the transcripts, although
anonymised transcripts were independently analysed by the research supervisor.

The role of the researcher was also considered very important from the ethical standpoint.
The researcher ensured professionalism and integrity throughout the period of data collection
and this helped to maintain existing trust between him and the research participants. The
participants were made to feel relaxed and able to talk freely in line with the philosophy of
the methodology chosen for this study. They were also allowed to choose wherever they
wanted to be interviewed without any pressure from the researcher as discussed previously
in this section; this was necessary to limit the often-power imbalance inherent in the

researcher-participant dyad (Carrick et al., 2001).
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4.9 Data analysis

A large amount of data was collected, which them formed the corpus, which was analysed
to answer the research questions. The process of analysis of the data started with the data
transcription and the details of the processes are described in the following sections. The
interviews data collected were transcribed by listening carefully to the recordings as the first
step towards the data analysis. The transcription was carried out by the researcher, which
was time-consuming due to the large data set, but necessary because some participants were
interviewed in the local dialect. Personal transcription helped in the familiarisation with the
data and the understanding of the emerging ideas during the data analysis. I didn’t want any
part of the participants’ response being distorted due to poor interpretation or translation of
their responses from Igbo language to English, which could have led to misrepresentation of

the patients” voices, views and opinions.

During the first phase of the data collection, all the interview transcripts were manually
coded, and emerging concepts, themes, and issues noted. Prior to the second stage these
themes were confirmed with the participants to ensure that their voices were appropriately
represented. The emerging issues, themes and opinions were further explored in more details
in the subsequent phases while new questions were also asked. Similar steps as described in
phase one were also followed in analysing the data collected during the second phase.
Detailed analysis of all the transcripts including the data collected in the third phase was
carried out manually, this was preferred to stay true and in contact with the data throughout.

This was then combined with other data sets (Box 2).

Box 2: Data corpus

e 35 interviews with the participants-recordings and transcripts
e 17 patients’ folders: health history, treatments regimen, results of blood chemistry

e Researcher’s reflexive journal and field notes
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4.9.1 Analysis of participants™ hospital records/documents

Document analysis involves the location, evaluation, and interpretation of documents and
drawing conclusions about the evidence to generate meaning, gain understanding and
provide empirical knowledge (Corbin and Strauss, 2008; Fitzgerald, 2012). The analysis of
the participants™ hospital records added depth and context to the interview data and the field
notes taken throughout the period of the study through a process of triangulation (Patton,
2002; Carter et al., 2014; Yin, 2014). Carter et al. (2014) asserts that collecting information
from multiple perspectives in research enhances the validation of the data. The hospital
records that were reviewed included the medical history of the participants, the results of the
participants™ blood chemistry- Serum creatinine, Glomerular filtration rates (GFR), and
Blood Urea Nitrogen (BUN) at each stage of the data collection process. The hospital records
were analysed prior to each interview session, during the coding process and throughout the
period of data analysis through an iterative process of meticulous reading, re-reading and
using annotations to ensure that any conclusions made was sound and relevant to the aims
of the study. For instance, reviewing each participant’s hospital record/document helped me
in familiarising myself with their present health history, attendance to hospital appointments,
attendance to dialysis prior to the date of the interviews, the frequency of their review by the
consultants, the results of their kidney function tests and other pieces of information
necessary in achieving the aims of this research. All the key points were noted in my research
diary and these were used during the analysis of the data. Doing this helped me a lot in
understanding the narratives made by the participants during the interviews even though |
still had to seek some clarifications on certain points or issues from the participants

individually after each interview sessions.

4.9.2 Analysis of interview data

Inductive or deductive approaches are used in analysing qualitative data in research
(Spencer, Ritchie and O’Connor; 2004; Lathlean, 2006). The inductive approach involves
analysing qualitative data without any predetermined theory, framework or structure by
using the actual data generated during the study to attain the structure for the analysis
(Lathlean, 2006; Burnard et al., 2008), most commonly used approach to analyse qualitative

data. Conversely, the deductive approach involves the use of predetermined structure,
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theories or framework in analysing research data (Burnard et al., 2008). Fundamentally,
researchers using deductive approach impose their own structure or framework or theories
on the data and then use these in analysing the interview transcripts (Williams, Bower and
Newton, 2004). Although the deductive approach is relatively quicker and easier in
analysing qualitative data, the inflexibility of the approach could potentially bias the entire
data analysis process since the coding framework has been predetermined which limits the

chances of theme and theory development (Burnard et al., 2008).

The framework analysis (FA) approach was applied in the analysis of the data generated in
this study. The choice of this approach was guided by the research aims and the research
questions, which the study sought to answer. The analysis aimed to organise, explore and
explain the data collected with a view to understanding: the meaning of living with ESKD
to the participants and how this influenced their treatment, describing the experiences of the
dialysis patients over time, and how societal, financial, cultural, geographical, familial and
capture other wider contextual issues influencing their ability to access and sustain dialysis
treatment. FA was selected because it is a flexible approach that can be adapted for use in
many qualitative approaches, not aligned with any theoretical, philosophical or
epistemological approach (Gale et al., 2013). It provides a clear track of how decisions were
made in arriving at the themes, enhances transparency in the data analysis process and
encourages teamwork (Ritchie and Lewis, 2003; Dixon-Woods, 2011; Swallow, Lambert,
Santacrose and Macfadyen, 2011; Ward et al., 2013). The FA is a method of data analysis
rather than a research paradigm and its ontological position adheres closely to subtle
relativism (Snape and Spencer, 2003), which argues that the social world researchers seek
to study exists independently of individual subjective understanding, however is only
accessible in qualitative research through participants™ interpretations which are further
interpreted by the researcher (Hammersley and Atkinson, 2007). Using this approach in the
analysis of the research data enabled me to remain true to the data and remain open-minded
in ensuring that my preconceptions did not influence the interpretations given to the
interview extracts. The analysis process of the data occurred throughout the entire period of
data collection and beyond until the final research report was produced.

The FA approach involved five distinct stages which were interlinked, methodical and
rigorous (Ritchie and Spencer, 1994) (Box 3). The process of the analysis started during the
phase of data collection and it involved actively looking for issues that relate to the research

questions in the data, thinking about the patterns of meaning and reflecting on the entire
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experience of the data collection (interviews, documents and field notes/research diary). The
final stage was the reporting of the final themes from the data.

Box 3: Stages of framework analysis (Ritchie and Spencer, 1994; p.173)

e Familiarisation with the data

e Developing and testing an analytical or theoretical framework
e Indexing

e Charting

e Synthesising data by mapping and interpreting

4.9.2.1 Familiarisation with the data

Having conducted all the interviews at every stage of the data collection myself, it was easier
and less time-consuming for me to familiarise myself with the depth of the data from the
beginning of the data collection process (Spencer, Ritchie, Ormston, O Connor and Barnard,
2013). The interviews were transcribed verbatim shortly after the completion of each stage
of the data collection before the commencement of the next wave of interviews.
Familiarisation involved listening to each interview recordings, reading the transcripts, and
making any analytical notes of preliminary impressions and thoughts in the margins of each
transcript. Despite the large volume of the data gathered in each stage, it was necessary to
review each of the transcripts in detail at each phase. All the key phrases were highlighted
using pen highlighters and labelled as the initial codes as a means of staying true to the data
instead of using the Nvivo (Spencer et al., 2013). Reviewing the entire transcripts ordinarily
is not required when using FA in data analysis as this normally occurs in the later stages of
the data analysis process (Srivastava and Thomson, 2009). However, to familiarise myself
with all the key issues, ideas, and themes during each wave of data collection, to inform the
subsequent interview questions continuous immersion in the data was necessary. All the
field notes and reflexive journal excerpts documented through each data collection wave

were read alongside the transcripts and referred to during analysis.
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4.9.2.2 Developing and testing an analytical or thematic framework

The development of the framework started with the comparison of all the codes that were
applied to each transcript to ensure uniformity. Ritchie and Spencer (1994) highlight that the
process of developing framework categories is informed by both a priori concerns and the
emergent issues arising from the earlier familiarisation stage. However, the degree to which
this is used involved a process of trial and error to identify the categories that provide the
best fit for the research data and the research questions. Accommodating both a priori and
emergent issues in the development of framework categories ensured that the framework not
only focused on the research questions but also incorporated the research interests of the
researcher and the issues most pertinent to the participants (Parkinson et al., 2016). Initially,
the framework was used as a data management system rather than interpreting the data. This
led to the formation of framework categories and the generation of initial codes, reflecting
the concepts uncovered by the guiding conceptual framework (discussed in the previous
Chapter), and incorporating key issues followed up through the data collection waves. The
framework categories had to be flexible and remain open to participant-oriented issues
arising from the research data, so the framework was tested through a pilot analysis of the
first wave interviews. There were codes which did not fit into the framework, which resulted
in the inclusion of “other” code under each category to capture relevant data that did not fit

but could not be ignored.

Box 4: Analytical framework

e Meaning of living with ESKD

e Impact of ESKD on quality of life

e What influences attendance to dialysis

e Challenges to accessing dialysis treatment

e Experiences of symptoms and its impact

e Experiences of care by doctors and nurses

e Interaction between the interviewee and the interviewer
e Others
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There was also overlap across categories which led to the adjustment and refining of
categories and clarity of key emerging sub-categories. This refinement helped ensure data

fit and reduced repetition (Ward et al., 2013), as shown in Box 4.

4.9.2.3 Indexing and Charting

The refined analytical framework (Box 4) was applied to each of the subsequent interview
transcripts. Working through each of the transcript texts using the Microsoft Word
document, chunks of the text were highlighted, indexed and categorised (Spencer et al.,
2013). Data which did not fit into any of the categories were placed under the “Other”

category.

After the completion of the indexing processes as described, data was organised into a more
manageable format, to enhance data analysis for the next stage of the FA approach
(Parkinson et al., 2016). Summaries of data were extracted from each transcript and charted
using a spreadsheet to generate a framework matrix. Efforts to maintain a balance between
the reductions of the data and retain original meaning, views, and opinions of the participants
were made. To ensure this, quotes of the participants” responses to the interview questions
and references to illustrative or interesting quotes were copied word-for-word and included
in the charts (Gale et al., 2013). Alongside a summary of thoughts regarding the quotes for
each participant was noted on the margin of the Microsoft Word spreadsheet (Furber, 2010)
as shown in Appendix 11. Considering the frailty of many of the participants in this study,
there was no need for me to paraphrase their words as they were taciturn in the interviews,
so the words of the participants were used, as verbalised by them without altering the
meanings underpinning and upholding the philosophical positions of the study. Appendix 11
shows extracts from the framework matrix used in the study. The rows show the categories
from the framework while the participants are shown in the columns in a case-based chart.
This enabled the summaries to be read across for either within-case analyses, or downwards
for between between-case analyses or for the analysis of any specific theme (Ward et al.,
2013).
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4.9.2.4 Synthesising data by mapping and interpreting

The aim of this stage was to move beyond data management towards understanding what
the data means, to pull together the data maps/charts and interpret the entire data set (Ritchie
and Spencer, 1994). Patterns in the data were explored and sets of themes developed to
capture the participants’ experiences of living with ESKD, dialysing within systems with
unequal access to healthcare. Charts were reviewed, checking all the extracts or quotes in
the charts against the original interview transcripts, the field notes and the audio recordings
and compared the various themes and sub-themes with each other to identify their
relationships and identify if any changes or merging was required (Ward et al., 2013;
Parahoo, 2014). This led to the merging of some themes where there was insufficient data to
support. This was necessary to avoid what Bryman (2016) refers to as “anecdotalism”- a
term which describes situations where few instances of a phenomenon are erroneously
considered as a theme or a pattern when they are truly idiosyncratic and could therefore not
represent a theme. Other themes were expanded, separated or even renamed to appropriately
reflect the data and the relationships existing between them (Parahoo, 2014). The entire
process of the data analysis and theme development was reflective and iterative,
independently checked by the supervisory team for accuracy, truth and credibility. Each
theme (discussed in the next two findings chapter) were constructed to reflect the contents
and the hierarchy of meaning within the data, while the labels given to each theme and sub-
theme were deliberately concise to express the core meaning of the themes and the sub-

themes.

4.9.3 Ensuring quality in the research process

For any research project to be valuable, it is crucial to demonstrate the quality and the
integrity of the entire research process. Qualitative researches are often criticised as lacking
scientific rigour and justification of the methods; mostly they are considered to produce
anecdotal evidence, are biased by the researcher’s predispositions and it generally lacks
generalisability (Sandelowski, 1993; Rolfe, 2006; Pope and Mays, 2013). What constitutes
rigour or quality in qualitative research has been a subject of debate amongst scholars and
as such, there is no consensus regarding the standards by which the quality of qualitative
researches is judged (Cutcliffe and McKenna, 2004; Rolfe, 2006; Parahoo, 2014). Silverman

and Marvasti (2008) argue that the quality of any research should be assessed using criteria
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which are considered appropriate and that the perception of the credibility of a research
comes from those judgements that are made using such criteria. The criteria will vary
according to the different approaches such as phenomenology, critical theory, ethnography,
grounded theory, and feminist inquiry (Silverman, 2017).

The term “rigour” which denotes quality in research process was replaced by the term
“trustworthiness” for judging naturalistic inquiry (Lincoln and Guba, 1985). Although no
definitive criteria exist for the evaluation of quality in qualitative research, the use of clear
evaluative criteria enhances the transparency of the entire research process, the critical
thoughts undertaken in the research and the personal values of the researcher (Patton, 2014).
This research established trustworthiness through the concepts of credibility (internal
validity), dependability (reliability), confirmability (objectivity or reliability), and

transferability (external validity or generalisability) (Box 5).

Box 5: Criteria for the assessment of the quality of naturalistic inquiry (Lincoln and Guba, 1985)

Credibility Refers to the truth or believability of the research findings

Dependability | Demonstrating that the findings of the study are consistent and could be

repeated

Confirmability = Refers to the extent to which the findings of the research are shaped by the

participants™ and not the researcher’s interest or motivation

Transferability | Demonstrating that the findings can be applied in other settings similar to

those of the study

In this study credibility was achieved through rigorous in-depth field work, the truth of the
participants responses gathered overtime using repeated measures allowing confirmation
and changes in opinions and experiences to be captured. Primary interview data was
supported by collating patient clinical indicators as a measure of adequate dialysis. The
researcher ‘self” within the research was acknowledged at the outset through a critical self-
reflection and reflexivity which continued throughout the period of data collection (Patton,
2014), having a Nigerian background facilitated a deeper understanding of the embedded
culture. Dependability describes the constancy of the research data over a similar condition
(Tobin and Begley, 2004; Polit and Beck, 2012), addressed through a robust audit trail using
Halpern's (1983) categories for reporting information (Box 6). All the methodological and

analytical decisions made during the entire research process were clearly documented giving
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a transparent account of the research steps taken and the rationale for taking the steps; from

the commencement of the research project to the development and reporting of the research

findings. The accuracy of the interview transcriptions was considered essential and checked

by reading the transcripts whilst listening to the interviews.

Box 6: Audit trail of essential information

Category

Audit trail

Raw data

All audio recordings, interview transcripts, field notes, journal excerpts,
and copies of documented information from the participants™ hospital files
were stored securely and available for external scrutiny. All the interview

data were anonymised before the storage.

Data reduction

The steps taken in coding each interview transcripts and the synthesised

reconstruction
and synthesis

products

and analysis findings are stored in a secure computer whereas the hard copies of word

products documents are available for examination and some are attached at the
appropriate appendix section of the research report.

Data The process of theme development, the relationships between the themes

and the existing literature, the findings of the research, the conclusions, the
final report and its connection to exiting literature are all stored securely

electronically as Word documents readily available for examination.

Process notes

All the decisions made were recorded in the form of field notes, in a
reflexive journal used as part of the data set, alongside research supervision

forms and the research report.

Materials relating
to intentions and

Copies of ethical approvals for the research, participant information sheets

which contain details of the proposed research are included in the

development
information

dispositions appendices. The research proposal is available on request, and a copy held
by the Ethics and Research Committee of the University.
Instrument All the forms and guides used in the conduct if this research is included in

the appendices section of the research report.
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Confirmability refers to the extent to which the findings of the research were shaped by
participants™ and not the researcher’s interest or motivation. To enhance the confirmability
of the research | maintained a reflective diary throughout the period of the study, had
constant critical discussions with my supervisory team, and most importantly validated the
research findings using QLR with the participants themselves, where possible. The
interpretations of the findings and the conclusions will be discussed in Chapter 6; rich quotes
of the participants™ responses to the interview questions and the extracts from my reflexive
journal will be included to demonstrate how each theme was derived (Cope, 2014). These
confirm the authenticity of the research and the relevance of the new knowledge generated
in enhancing clinical practice. No previous other study has explored the experiences of
ESKD patients receiving dialysis services in healthcare systems with unequal access to
healthcare. Therefore, the findings of this study are unique and invaluable to ESKD patients,

the healthcare providers and the government in shaping the healthcare policy in the country.

Transferability refers to findings that can be applied in other settings or groups like those of
the study (Polit and Beck, 2012; Houghton, Casey, Shaw and Murphy, 2013). It replaces the
concept of generalisability or external validity which is associated with the positivist
paradigm. This is perhaps more difficult to achieve in qualitative research as the focus in not
on generalising findings. However, the similar themes across individual accounts (discussed
in the following chapters) reinforces the transferability and applicability of the findings to

other ESKD patients, the healthcare setting and the wider Nigerian context.

4.9.4 Reflexivity and my role in the research process

In qualitative research, both the researcher and the subjects being studied are interconnected
in the social process of research (Kvale and Brinkmann, 2015). The researcher could be a
veritable tool for generating new insights into the phenomenon being studied. However, even
though the researcher is the instrument of data collection in qualitative research (Parahoo,
2014), it is pertinent that whatever influence the researcher has on the data generation and
analysis process is made explicit to ensure the trustworthiness of the research findings
(Baillie, 2015; Morse, 2015). Therefore, my role as the researcher and whatever influence |

may have had on this research project is discussed here.
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Reflexivity involves self-awareness (Lambert, Jomee and McSherry, 2010) and that means
the researcher being actively involved in the research process. It is the recognition as
researchers that we are a part of the social world we seek to study (Ackerly and True, 2010;
Morse, 2015). The process of reflexivity requires that a researcher should be critically aware
of the ways his or her personal values, assumptions and prejudices may have affected the
methodological design, conduct, analysis of the data and the conclusions drawn in the
research project (Patton, 2014). Reflexivity was used in this research to enhance the quality
of the findings in terms of its credibility, dependability and transferability (Lincoln and
Guba, 1985).

Reflexivity involves a continuous process of my reflecting on my values as a researcher and
recognising, examining and understanding how my assumptions, social background and
locations affected the entire research processes (Hesser-Biber, 2012). Patton (2014) states
that the process of reflexivity can be enhanced by using multiple researchers in discussing
the beliefs, assumptions, values, and perspectives of the researchers during the research
process. Although there have not been multiple researchers involved in the full conduct of
this research project, | regularly engaged with my research supervision team, fellow doctoral
researchers and other experienced researchers who have carried out and published extensive
qualitative research studies to openly share my research work with them and to seek their
views, comments and opinions regarding any aspect of the research work including my role,
views and values as it relates to the research project. Koch and Harrington (1998, pg. 888)
refer to this process as “critical gaze turned towards the self”’, examining my personal
position, self and identity within the research process. To ensure a transparent audit trail of
all the decisions I made throughout the research project, I kept a reflexive journal throughout
the three phases of the data collection and this was used as part of the data corpus during the
data analysis phase. The reflexive journal contains information such as the field notes | took
during the research, any participants” comments or observations of interest to the research
project, private participant’s comments, thoughts, questions or concerns which they did not
express during the interview processes; my thoughts about the patients’ responses and
observations were documented in the journal and rationales for taking any action were also

recorded.

My roles in this research process included: researcher, nurse lecturer and a nurse as | had
cared for two of the participants in my previous role as nurse in the similar clinical context

must be acknowledged in this research. In this context [ was aware of my “insider/outsider”
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role as a researcher on one hand and a former healthcare practitioner who had cared for some
of the participants on the other. My influence on every aspect of the research process are

discussed in the appropriate sections throughout the thesis.

I qualified as a Registered General Nurse (RGN) in 2010 having completed a five-year
degree nursing programme in Ebonyi State University, Abakaliki, Nigeria. | worked initially
in the adult surgical and medical wards, but | spent most of my clinical practice hours in the
dialysis unit in two different hospitals in the Eastern and the Western part of Nigeria. Since
2012, | have maintained my skills in clinical nursing practice, but | have worked mainly as
a nurse lecturer teaching and supporting undergraduate nursing students while 1 also
practised part-time in a private hospital. The motivation to embark on this study arose from
my professional experience as a nurse in the renal unit. | observed Nigerian HD patients
suffering from CKD unable to access regular treatment, many patients dropping out and/or
not attending treatment at all. In some cases, when these patients are given the information
that they are suffering from CKD at the renal clinic, they are hardly seen to come back to
the hospital for any follow up care and there is no mechanism for tracking any diagnosed
patient to know what treatment options they are embarking on. Some of the patients when
referred for RRT didn’t turn up for any session because they were aware that they could not
afford the treatment costs long term, others attended once or twice a month depending upon
their financial circumstances and other needs. Medical professionals, doctors and nurses felt
helpless, | felt helpless but began to accept there was nothing | could do to rectify the
situation. The whole health system was inequitable, this we knew in Nigeria, but | had not
experienced it as starkly as inequitable treatment of CKD patients from lower socioeconomic
backgrounds. There is no CKD register unlike the UK and no one follows people diagnosed
with CKD, monitors their treatment choices and how their treatment progresses; those
referred for HD treatment if they don’t attend appear to be forgotten. As I started my PhD I
knew from the outset that | wanted to explore the plight of Nigerian people with CKD
referred for HD, to find out what it means for them to live with their condition and receive
dialysis services in a healthcare system with unequal access to healthcare. This is necessary
to bring the plights of the renal patients to the attention of policy makers and to seek ways

of improving access to dialysis care in the country.

Researcher motivation is crucial in carrying out a successful research project (Alvesson and
Stoldberg, 2018). Although 1 was a relatively inexperienced researcher at the

commencement of this study, | have been highly motivated to undertake this research and |
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brought certain knowledge and skills acquired during my professional life which has
continued to strengthen me. I view myself this research as a “conveyor” of the voices or
messages of the frail participants in this research who by their social and economic
backgrounds ordinarily may not be heard. I do recognise that undertaking this research is an
arduous project especially using a qualitative longitudinal research approach which would
mean that | will spend a considerable period on the field collecting the relevant data.
However, | am a very resilient person and my ability to manage large tasks without giving
up will be a great asset during the research, to stay through and collect all the necessary data
including the interviews, observations, and collecting useful information from the
participants™ hospital files to enhance the credibility and the transferability of the research

findings.

Having conducted a primary research in the past, | had some knowledge and skills of
conducting a research, but | was careful and deliberately conscious not to allow my previous
knowledge or values interfere with or influence my decisions in the entire research process
in a negative manner. Therefore, before the commencement of the data collection phase, |
carefully considered my opinions regarding the plights of the patients and what my thoughts
were regarding their experience of their condition and recorded this in my reflexive journal
for reflection throughout the period of the data collection and analysis. | was also aware of
the possibility of my tilting the direction of the interview towards my personal interests. To
avoid this, | had to stick to the question items written in the interview guide while 1 am
asking only probing questions following each of the questions to obtain rich and in-depth

account of the phenomenon being studied.
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4.9.5 Summary

This research adopted a QLR approach, in capturing the experiences of a cohort of CKD
(stage-5) patients over time (seven months) to better understand the obstacles and
challenges they face when accessing HD treatment. The QLR approach was chosen in
this study based on the belief that the experiences of the individual dialysis patient being
studied is unique and these experiences constantly change over time. The choice of QLR
approach was inspired by not only the desire to explore any possible changes but also to
understand why and how the changes occurred within the social and cultural context.

A total of 17 participants (5 females/12 males) were recruited for the study. To capture a
wide range of lived experiences, the sample was drawn from across different age groups
(over 18 years), cultures and economic status as appropriate, although it was just not
possible to recruit an equal number of male and female participants.

The primary data collected was through semi-structured interviews while the secondary
data included blood chemistry results of the participants within the period of the study.
The data was collected in three phases over a period of seven months. The interview

transcripts were analysed using framework analysis.

The findings chapters are split into with chapter five presenting the first two themes and
chapter six presenting the next two themes of the study. Chapter five will present the analysis

of the data generating relating to the two themes.
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Chapter 5:  ESKD in Nigeria — challenging experiences

5.1 Introduction

The overarching aim of this study was to explore the experiences of CKD patients receiving
HD in healthcare systems with unequal access to treatment. The qualitative longitudinal
exploratory research approach captured the experiences of a cohort of participants over a
period of seven months to better understand the obstacles and challenges they face when
accessing treatment in Nigeria. The people managing CKD in this study experienced a “life
world” dominated by poor access to dialysis treatment, this included trying to maintain
normality and to adjust to the impact of the CKD and dialysis on every aspect of their lives.
In a world where dialysis has extended the life of people with ESKD (for some in the UK
up to 20-30 years), the findings of this study expose the plight of people who just don’t have
the resources to pay for regular HD treatment and the impact on their family. These people

predominantly die within the first 3-6 months of being diagnosed with kidney failure.

The chapter first presents the study participants biographies to gain an understanding of the
type and range of people recruited and involved in the study. From the analysis of the
interview transcripts four key themes were generated, two will be discussed in detail within

this chapter, focusing on the experiences of people:

e Understanding ESKD and treatment
e Meaning of living as ESKD patient in dialysis

Two further themes will be presented in chapter six, focusing on the impact and challenge

of accessing treatment:

o Dialysis decision

e Impact of CKD and dialysis
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5.2 Recruitment and study participants

5.2.1 The recruitment

Seventeen participants (five females/ twelve males) were recruited for the study. The
seventeen were interviewed in the first wave of data gathering, twelve in the second wave
(four females and eight males) and six (two females and four males) participants in the third
wave of data gathering. Sadly, ten participants, 59% of the study sample died during the
three waves of the study spanning a seven-month period, with one person critically ill, who
was also excluded from the study. The problem of sustained participation across the three
waves of the study reflects the key finding that people who couldn’t pay for regular treatment

were dying.

Participants were recruited from the health facility through information sheets and informal
discussion. Participants had time to ask questions and completed a written consent form,
agreeing to be interviewed three times for the study and share their experiences. At each
wave of interview’s consent to be involved and their participants understanding of the study
was confirmed. All the interviews took place within the health care facility at the request

and preference of the participants.

5.2.2 Study Participants

The geographical spread of the participants ranged from Ogoja in Cross River State, Ebonyi
State, Rivers State, Ebonyi State and Enugu State, Nigeria. The mean age of the participants
was 52 and the age ranged from 19-83 years. There was no existing renal registry in Nigeria
to demonstrate the average age of people commencing HD in the country and to compare
the average age of the participants in this study (Alasia, Emem-Chioma and Wokoma, 2012).
All the names presented throughout the thesis are pseudonyms to ensure the anonymity of
the participants in accordance with ethical principles. All the participants were receiving HD

in the same hospital facility.

The demographic details of the participants are summarised in Table 5. The five women

worked in roles ranging from civil servant, teachers, nurse and two farmers. Most of the men
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recruited were also working some in professional roles such as teacher, graphic designer,
civil servant or businessmen, alongside traders, and physical professions such as mechanic

and carpenter. One male was a student and the other an unemployed graduate.
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Table 5: Demographic characteristics of participants

Participant Age (years) Gender  Occupation Family Aetiology of CKD

A 32 Female  Teacher Husband; parents; no children  Poorly-managed spontaneous abortion
B 66 Male Trader 7 children; 1 Wife Hypertension

C 45 Female  Auxiliary nurse 6 children; (husband died) Diabetes mellitus

D 50 Male Business 4 children; 1 Wife Chronic gouty arthritis

E 65 Male Mechanic 4 children; 1 Wife Diabetes mellitus

F 34 Male Unemployed (Graduate)  Mum, Dad and 5 siblings Chronic glomerulonephritis (CGN)
G 20 Male Student Mum, 6 siblings (dad died) Hypertensive nephrosclerosis

H 53 Male Business 1 Wife; 5 children Hypertension and diabetes mellitus
I 83 Male Trader 2 Wives; 16 children Hypertension

J 41 Male Graphic designer 1 Wife; a child Cause unknown

K 38 Male Carpenter 1 Wife; 2 children Obstructive nephropathy

L 50 Male Civil servant 1 Wife; a child Chronic glomerulonephritis (CGN)
M 45 Male Lecturer 1 Wife; 2 children Polycystic kidney disease (PKD)

N 69 Male Trader 10 children; 1 Wife Hypertension

O 50 Female  Farmer 4 children; (Husband died) Diabetes mellitus

P 71 Female  Farmer 3 children; Husband Diabetes mellitus

Q 66 Female Retired civil servant 2 children; Husband (sick) Hypertension
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The most common cause of ESKD was hypertension (6 people) followed by poorly
controlled diabetes mellitus (4 people). Other causes included Chronic Glomerulonephritis
(CGN) and Polycystic kidney disease (PKD). Younger people lived with their parents, older
men and women lived with their husband or wives and dependent children (ranging from 1-
16).

Table 6 presents the frequency of dialysis in between the interview waves, frequency
measured by the number of sessions accessed in the month prior to the interview. For
example, participant A had two dialysis sessions in the month before the first interview (T1),
one in the couple of months before the second interview (T2) and one again in the two to
three months before the third interview (T3). Compared to someone in the UK who over a
seven-month period would have received three sessions a week (approximately 84 sessions).
Most of the participants received the standard 4 hours of dialysis in each session and in some
instances, were prescribed 6-8hours. The commonest vascular access was venous catheter
because of the late presentations of most of the patients to the renal clinic while some of
them had AV graft. All the seventeen participants were interviewed during the first wave
(T1). Five people were unable to take part in interviews at the second wave (T2) as four had
died and one was critically ill. Similarly, ten people had died by wave three and one person
remained critically ill. Only six of the participants who were still alive and physically strong
enough were interviewed during the third wave (T3). As indicated in the appropriate section
in Chapter 4, T1 was between January 7 and January 22, 2016; T2 was between April 14,
2016 and April 25, 2016 while T3 was between July 25 and August 2, 2016.

110



Table 6: Frequency of dialysis sessions throughout the period of the study

Participants
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Frequency of dialysis*
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Yes
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*Frequency = number of dialysis session in the previous month
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T2

Yes
RIP
Yes
Yes
Yes
Yes
Yes

Yes
RIP
RIP
Yes
Yes
Yes
RIP

Yes
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5.2.2.1 Presenting the participants and their biographies

The summary of each participant’s background, their personal circumstances and brief
overview of their experiences are presented with pseudonyms ranging from A-Q. It was
important to me as a researcher to generate a participant biography, so the reader could get
to know about the people who took the time to be involved, and to provide authenticity and

reality to the study findings.
Mrs A

Mrs A was a 32-year-old teacher married without children, originally based in Abuja but had
to relocate to her village in Enugu State, when she and her husband could not cope with the
cost of dialysis care in the capital city. She had been on HD since January 2015 (12 months
prior to first interview). She was diagnosed of ESKD secondary to poorly managed repeated
spontaneous abortion. At the time of recruitment into the study, she was living with her
parents in the village because of a lack of funds to take care of her medical bills and the
inability of the husband to pay the rent on their house. According to her, the husband who
was a petty trader had sold all his goods and some properties to sustain her treatment in
Abuja but she had to return home to accept support from her parents regarding her treatment.
Mrs A was interviewed during all three waves of data collection.

Mr B

Mr B was a 66-year-old petty trader who lived in Rivers State-an adjoining State to Enugu.
He was married and had seven children who lived with him and were all still in school. He
had been on HD since January 2015 (26 months prior to first interview). He had dialysed
only twice in the last month prior to the first interview. According to him, he would have
loved to access dialysis in his locality but there was no dialysis facility available and so he
was forced to travel far on public transport from Omoku to Enugu for dialysis (204
kilometres). Sometimes he doesn't access dialysis on the exact day he arrives in Enugu for
his treatment due to long waiting hours as there were usually too many other dialysis patients
waiting. Mr B’s wife is a peasant farmer and supports her husband in paying for their
children’s education and looking after her husband. Sadly, | could not meet him for the

second and third interviews as he was reported to have died.
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Mrs C

Mrs C was a 65-year-old widow who lost her husband in 2012. She had been on HD since
May 2015 (8 months prior to first interview) and managed to dialyse once a month depending
on her circumstances. Mrs C's late husband had a second wife with two children who at the
time of the interviews had no job and was fully dependent on Mrs C for survival. Mrs C had
six children although two had died. She was an auxiliary nurse in one of the private medical
centres in Abakaliki where she had worked for almost 30 years, helping to fund the training
of one of her daughters who was a medical doctor. She currently has two of her children in
University studying Law and they are still dependent on her meagre income. Mrs C reported
that she had to stop her job temporarily to be able to take care of her health before she
resumes. She travels very far from Abakaliki (70.1 kilometres) sometimes most times on
public transport and sometimes in the family car when her son is available to take her to
access dialysis care. On the day of the first interview, Mrs C reported she had had dialysis
only once in the past month as she could not afford attending her routine hospital
appointments. She was on hospital admission in the facility during the period of industrial
action but was discharged to dialyse in a private renal dialysis facility before I met her for
the first interview. Mrs C participated in the three interview sessions.

Mr D

Mr D was a 50-year-old businessman who had been dialysing for about eight months before
the date of the first interviews. According to him, he had been having dialysis twice every
week since April 2015 (9 months prior to first interview). He was married and had four
children who currently lived with him and were undergraduates. He was diagnosed with
chronic gouty arthritis over six years ago which resulted in ESKD and HD treatment. Mr
D's wife was a nurse and according to him she has been very supportive helping him in
maintaining his treatment and offering useful advice; he had abandoned his business in
faraway Niger State in the northern part of Nigeria where he was based and returned to
Enugu as there was not a single dialysis centre there. Before presentation to the facility, he
had been on Uloric medication, sent to him by one of his family friends who was a physician
based in the United States. However, his Uric acid level did not come down despite his
adherence to his medication regimen, even when he tried a different brand of anti-gout for
better results. He could not see any difference in the treatment with this and then he was

referred to the UNTH where the diagnosis of ESKD was confirmed, and he was advised to
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go on dialysis. He was not a known diabetic or had any history of hypertension. He was
dialysing in a hospital-owned dialysis facility, which he described as a ‘death centre’ due to

the inefficiency of the management. He was interviewed in all three waves of data collection.
Mr E

Mr E was a 65-year-old HD dialysis patient who had been on dialysis since March 2015 (11
months prior to first interview). He was married and had four children who still lived with
him; all his children had graduated from the University but none had yet gained any
meaningful employment at the time of the first interview. He was a known diabetic (Type-
2) and had constantly failed to keep to his management regimen. Mr E used to be a mechanic,
a job he described as extremely energy demanding which he had to quit when he was
diagnosed of ESKD and instead took up a local security job, which he described as “less
demanding” but with meagre pay. Mr E's wife was a peasant farmer who supported him in
the cost of his treatment. According to him, he had dialysed only once in the last month prior
to the first interview. He was interviewed in the first and second interview sessions but sadly

could not be interviewed in the last phase as he was reported to have died.
Mr F

Mr F was a 34-year-old graduate who had been on HD since May 2015 (8 months prior to
first interview). He was the first child in a family of five. According to him, he used to smoke
in the past prior to this condition but he does not drink alcohol or take any form of illicit
drug. Mr F had completed his University education and was yet to secure meaningful
employment, hindered by his ailing health. He had only one session of HD in the previous
one month before the first interview session. His parents and five younger siblings were
supporting him. Mr F was interviewed in both the first and second wave but was sadly

reported to have died, when I returned for the third interview.
Mr G

Mr G was a 20-year-old student who had been on HD since February 2015 (11 months prior
to first interview). He was the first child in a family of six children. Mr G had completed
his secondary education but was unable at the time to continue to University because of his
poor health and medical condition. He was living with his uncle who offered to assist him
set up a business in South Africa where both of them (he and his uncle) were living before

he was diagnosed of ESKD. Mr G was a deeply religious man (he was a Christian). He
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consistently reported how the condition had affected his Christian life in the interview
excerpts. He was being supported by his parents who were peasant farmers and partly by his
uncle. Mr G was restless and unsettled intermittently during the second interview. His
Father, who appeared deeply religious asked me if I wished his son would continue to be on
dialysis; he insisted that God would heal his son and he would certainly not continue to be
on dialysis, which | echoed Amen. He was interviewed twice but was sadly reported to have

died when | returned to complete the third interview.
Mr H

Mr H was a 53-year-old businessman who had been on HD since March 2015 (10 months
prior to first interview). He had been diagnosed with hypertension and diabetes mellitus
some years ago in a hospital in Lagos and had been on the treatment since then. Mr H was
married and has five children who lived with him. He had lost his sight because of poorly-
managed diabetes mellitus and hypertension. According to him, he was doing very well in
his business in Ikom Cross River State before the onset of this condition which had since
drained his financial account. Mr H was being supported by his lovely wife who now
managed the business. He was diagnosed of ESKD in late 2014. Mr H lived about 213
kilometres away from the dialysis facility and he commuted via public transport for his
dialysis treatment as there was no dialysis facility close to his town. He alleged biased
treatment by the dialysis nurses in the only dialysis facility (State-owned) where he used to
dialyse which prompted him to register for his treatment in another State. Mr H was

interviewed during all three waves of data collection.
Mr |

Mr | is an 83-year-old trader who was on dialysis for about eight months before his
recruitment into this study. He was married with two wives and had sixteen children from
both wives who lived with him during the period of this interview. He had been on HD for
about 10 months prior to the first interview. He looked smart and very much younger than
his age. He lived in a village about 30 kilometres from the dialysis facility and was normally
accompanied to the facility by one of his daughters. He was initially receiving his dialysis at
the Park Lane Teaching Hospital but was referred to the UNTH to continue his treatment
because of certain managerial issues at the centre. Mr | had only one session of HD in the
last month prior to the first interview. He was interviewed in the first interview but sadly

was reported to have died by the family before the second interview.
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Mr J

Mr J was 46 years old and lived with his wife and their only child in Abakaliki which is
about 60 kilometres from the nearest dialysis facility. He had been on HD since June 2015
(7 months prior to first interview). Mr J had had seven sessions of HD in the last month
prior to the first interview due to his recurrent high serum urea level. He was on admission
in another private Hospital in Abakaliki where he was diagnosed of ESKD and then referred
to UNTH because of a lack of any dialysis facility in Abakaliki. Mr J was had no history of
diabetes or hypertension and no history of any other medical condition. He was diagnosed
of chronic renal failure due to an unknown cause. He indicated he was good at drinking
excessive amounts of alcohol when he was “still in the world” referring to when he was
living a “carefree” life, but expressed deep regret over his past lifestyle as he felt his

condition was a result of his abuse of alcohol.

Mr J did not look well, he appeared pale and ascitic, on the first day | met him at the facility
but he insisted on being recruited to the study. He was interviewed in the first wave but

unfortunately, was reported to have died before the second wave of data collection.
Mr K

Mr K was a 38-year-old carpenter, married and had two children who lived with him. He
couldn’t afford a session of HD in the last month prior to the first interview session.
According to him, his condition started sometime in 2014 when he felt sick and had to take
some self-prescribed anti-malarial medication for almost a month without any improvement
before presenting to the hospital in Markurdi Benue State where he lived with his family. He
was diagnosed of ESKD in November 2014 and commenced dialysis treatment in February

2015 (11 months prior to first interview).

He appeared to be unwell and in mild distress when | was interviewing him for the first time
but he vehemently rebuffed my observation and insisted he was fine. His face was puffy and
the legs appeared heavily swollen. | asked if he wished to stop the interview until he felt
better but he insisted he was fine and wanted to continue, he would not accept he was
experiencing symptoms of fluid overload. He was interviewed in the first and second waves
of data collection but he was reported to have died when | returned to conduct the third

interview.
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Mr L

Mr L was a 50-year-old civil servant who had been undergoing HD since December 2014
(24 months prior to first interview). He lived with his wife and their only child (still in
school) in Abakaliki. Mr L was diagnosed with ESKD in a Federal Teaching Hospital in
Abakaliki and referred to the UNTH for HD as the Hospital did not offer dialysis services.
According to him, he had had five sessions of HD one month prior to the date of the first

interview.

Mr L was quite irritable at the onset of the first interview. | paused the interview to elicit
what was wrong with him, to see if | could be of help in any way possible. | asked if he
preferred that | stop the interview but he insisted that | continue. Despite insisting | continue
with the interview, he was very reluctant to talk through his experience, he appeared to be
bothered by something, but wouldn't say. | proceeded but kept the interview short as at the
time it felt a difficult ethical decision. During the second and third wave interviews he

appeared a lot livelier, settled and happy to discuss his experiences.
Mr M

Mr M was a 45-year-old lecturer who was diagnosed of ESKD secondary to Polycystic
Kidney Disease (PKD). He was married and had two children who he lived with. Mr M had
been on HD since October 2014 (15 months prior to first interview) and had about 12 dialysis
sessions within a month period prior to the first interview. He lived within 20 kilometres
from the dialysis facility and he has consistently accessed two dialysis sessions a week since

the diagnosis.

He recalled how difficult it was for him to commence antihypertensive medications due to
lack of funds as he was still undertaking a Master degree study when the diagnosis of PKD
was made. According to him, he had spent almost all his life earnings on his treatment and
the government didn’t offer any form of assistance, despite having served the State as a
Commissioner in the past. He had to sell most of his property, including houses, to pay for
his treatment. At the time of the first interview, he told me he was planning to undergo a
renal transplant in the UK and he had been in contact with the proposed Hospital but was
finding it hard get a donor. Mr M appeared healthy in stark contrast to every other participant
recruited in this study, more than likely related to the regular dialysis he received twice

weekly. He was interviewed in all three waves of the study, and at the last interview he was

117



yet to undergo the transplant due to challenges relating to finance and identifying a suitable

donor.

Mr N

Mr N was a 69-year-old petty trader who had been on HD since April 2015 (9 months prior
to first interview). He was married and had ten children of which three were still in school
and dependent on him. Mr N was on admission a few days prior to the first interview in a
private medical centre due to the industrial action in UNTH and he was referred to dialyse
in a private dialysis facility where I met him for the first interview. He lived about 15
kilometres away from the dialysis facility. According to him, he did not attend any dialysis
session in the last month prior to the first interview and he recounted he had had only three
sessions of HD since he was diagnosed with the condition and advised to commence
treatment. He appeared well and asymptomatic despite not accessing treatment. Sadly, he

was reported to have died before the second and third interviews.
Mrs O

Mrs O was a 50-year-old widow who has diagnosed of ESKD in 2015. She was on HD for
8 months prior to the first interview. She lived in her village about 80 kilometres from the
nearest dialysis centre, with her four children. Mrs O was a peasant farmer who struggled
with the management of her condition, because of poorly managed diabetes mellitus.
According to her she had not had any dialysis in the last month prior to the first interview.
She recounted using a herbal concoction to manage her condition as she could not afford the
cost of dialysis care. According to her, the herbal remedy offered her some momentary
respite, but her condition deteriorated after prolonged ingestion of the concoction. Mrs O
believed despite her condition, she could be cured by the herbal remedy. She consistently
complained how it was difficult for her to cope with the care of her children as she had no
support from her family or her late husband's brothers. She managed the meagre proceeds
from the sale of her agricultural produce to pay for her care and the upkeep of her children
who were still dependent on her. Whilst she appeared well during the first interview, she was
pale, symptomatic with her face swollen at the second interview. Sadly, she died before the

third wave interview.
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Mrs P

Mrs P was a 71-year-old farmer who lived with her husband and their three children in a
village about 50 kilometres away from the dialysis facility. She was diagnosed with diabetes
mellitus and chronic hypertension in 2014 but she dismissed it initially insisting that God
would heal her. Mrs P had been on irregular HD for 13 months prior to the first interview.
According to her, she never believed the diagnosis was true and so she could not adhere to
the treatment regimen. Mrs P’s religious beliefs were strong and whether she had dialysis or
not God would heal her, as a result she saw dialysis as just something she had to do because
the doctors prescribed it, she did not believe it would offer her any lasting relief. Mrs P
downplayed the importance of dialysis to her health, maintaining it was time-consuming and
she could not afford to be waiting so long at the hospital when she was supposed to come
back home and prepare a meal for her husband and children. She reported she had not
received any dialysis in the previous month prior to the first interview. Mrs P was
interviewed in the first and second waves of data collection but was reported to have died

before the third interview.

Mrs QO

Mrs Q was a 66-year-old retired civil servant who lived with her ailing husband and their
two daughters within the suburb of Enugu, about 30 kilometres to the dialysis facility. She
retired from her job about two years ago and has being accessing dialysis for only about 8
months prior to the recruitment into this study. Mrs Q had only one session of HD in the last
month prior to the first interview. She recounted that despite her health condition she was
always finding it difficult to seek permission from her work place and colleagues to go for
dialysis, even when she had managed to raise the money. She also recounted her ordeal in
caring for her husband who was chronically ill (she didn't want to disclose the ailment and
her decision was respected) and looking after her own health. Mrs Q was interviewed once
and she had been critically ill throughout the time frame of the study unable to be interviewed

in the second and third waves of data collection.

The interviews provided some interesting ethical challenges, not least the decision to
continue an interview when a person appeared unwell and irritable, suffering different ESKD
symptoms not least fluid overload. When this occurred | continually reassessed the
interviewee and reaffirmed consent to continue. For one interview despite consent | drew

the interview to a close early as | felt the participant was not well enough at that time to
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continue (Mr L). The benefit of the qualitative longitudinal approach however, enabled me
to follow up any gaps in the interview process for some of those people. For others it exposed
the stark reality of irregular dialysis access over time, resulting in early death for ten out of

17 participants unable to sustain participation in all three waves of the study, over a seven-
month time frame.
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5.3 Thematic Analysis

The overarching aim of this study was to explore the experiences of CKD patients receiving
haemodialysis in healthcare systems with unequal access to treatment. Specifically, the study
sought to:

(i) Gain a deeper understanding of the meaning of living with CKD and receiving dialysis

and how this influences treatment.

(i1) Explore and describe experiences of dialysis patients in healthcare systems with unequal
access to healthcare and highlight any change in the experiences or otherwise over time.

(iii) Explore the impact of economic, social, cultural, societal and familial issues on access

and sustainability of dialysis treatment

(iv) Expose the views of the patients regarding ways to improve their access and

sustainability of treatment.

Following the methods described in chapter four, four themes were identified from the data
collected, each of these themes will be presented in detail alongside the extracts from the
interview transcripts and the researcher’s reflexive journal. The reflexive journal excerpts
provide context and meaning to the data and capture thoughts, feelings, and participant
behaviour real time. In keeping with the methodological and philosophical approach adopted
in this study, all the extracts are taken verbatim from the recordings made during each

interview session. The four themes and their respective sub-themes are as follows:
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Table 7: Summary of themes

Main Theme Sub-Themes

(1) Understanding CKD e Knowledge and information gaps

and treatment e Superstition and self-interpretation

(2) Meaning of living with | ¢ CKD and dialysis as stressors
CKD and dependingon | ¢ Death

dialysis e Disruptions
e | 0sses
(3) Dialysis decision e Cost as a barrier

e Societal norms

¢ Religious influences

e Dialysis as secondary to other needs
e Geographical issues

o Dialysis services

e Physical symptoms

(4) Impact of CKD and e Changing body/bodily impact
dialysis e Employment challenges

e Finances and sources of income

e Changing social relationships

e Religious practices

e Psychological and emotional impact

The process of developing the themes based on the interview transcripts had been discussed
in the relevant section of Chapter 4 (copies shown in Appendix 11). The experiences of the

participants are illustrated in Figure 5.
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Knowledge and information
gaps

Superstition and self-
interpretation

Cost as a barrier

ESKD and dialysis as stressors ESKD Societal norms

Death patients Religious influences
Disruptions Dialysis secondary to other needs

Losses experiences Geographical issues

Physical symptoms

Dialysis services

Changing body/bodily impact
Employment challenges
Finances/sources of income
Changing social relationships
Religious practises

Psychological and emotional impact

Figure 6: Thematic representation of the findings
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5.3.1 Understanding ESKD and treatment

The first theme-understanding ESKD and treatment focuses on two key sub-themes:
knowledge and information gaps and superstition and self-interpretation. These two themes
highlight the experiences of Nigerian HD patients, exposing poor information provision,
lack of knowledge and gaps in both disease and treatment education, which reinforced

superstitions and caused self-interpretation which was often inaccurate.

5.3.1.1 Knowledge and information gaps

Many participants demonstrated a lack of adequate information regarding the cause,
treatment and possible outcomes of their condition. This resulted for most patients in raised
levels of uncertainty and the need for self-interpretation to try to make sense of their
condition and HD. The uncertainty associated with this condition arose from being given
contradictory information, not knowing what to eat or drink and what foods to avoid, not
knowing the local sources of the foods that were recommended by the healthcare
practitioners (HCPs). This uncertainty, particularly surrounding a lack of adequate
information, was demonstrated by some participants during the interviews when they had to
pause many times to ask me the local sources of protein which they had been advised to
avoid and to ascertain the possible local sources of the foods they had been advised to eat
and the amount of fluid to take each day. The responses of the participants regarding
knowledge of their treatment confirmed the inadequate and inappropriate information

provision to ESKD patients in the context of this study was a major issue.

For one participant, the nurses rarely have the time to give adequate information on the
prescribed food and drink choices. Participants felt nurses were much more interested in the
patients making the necessary payments for the dialysis than having time to give them any
reasonable information regarding their treatment, when information was provided it was
usually at the first session, before the commencement of dialysis:
Dr Bob wrote a list of the foods and drinks | should avoid. He said they are mostly
foods containing protein. They included foods like beans, milk, and many others. For
the nurses immediately, you come they find out if you have paid and have the

necessary materials. So, they don't bother or have time to talk about the foods and
lifestyle you should maintain especially if they had told you during the previous
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dialysis sessions. It’s like they only tell the patients before patients start dialysis (the
first dialysis session /pre-dialysis). Well, if you ask them they can answer you. If you
dont ask them, they may not have the time to tell everyone (Mr J, Int. 1).

The perception of the HCPs not giving the participants details of the prescribed food and
drink choices was maintained throughout the period of the study. Although some of the
participants described being given information, they insisted simply telling them to avoid
foods that contain protein was not enough. They often made suggestions on the need for the
HCPs to provide them with printed materials on the list of the food and drink choices as

demonstrated thus:

The nurses informed me to avoid any food that contains protein. They told me that
that will include beans, egg, red meat, etc. They encouraged me to eat fish, and white
meat. | was told to avoid any food that contains protein as it is dangerous for my
health. They also highlighted the importance of me avoiding medications that are not
prescribed by the doctor and the need for me to be taking the pills the doctor
prescribed for me. The nurses should do more in explaining to the patients at every
session of dialysis or during any contact the foods they should be eating and those
they should avoid. For instance, if you are telling me to avoid foods that contain
proteins, how can | know all of them? So, I think it will be better if these things can
be highlighted on leaflets and explained to us in our local dialect. It will make a lot
of difference for us. Simply saying avoid any food that contains protein is not really
clear especially to patients who are not educated (Mr G, Int. 1).

In India my doctor referred me to the nutritionists, again .... I was even given a chart
of the things I should eat or avoid. | wasn't given such here but the only thing is that
there is no organised way of doing this here and just may be when you ask they will
tell you don't eat this, don't eat that unlike in India where there was already a plan
and you are given a copy of the plan; in fact, I still have the note from my doctors in
India. Down here I believe the nurses should be able to educate dialysis patients on
their nutrition and lifestyle especially when they don't seem to be compliant with the
dietary regimen. To tell you the truth, the nurse is the first contact (the main contact)
between a patient and the hospital. So, they should be able to tell the patient the
things to avoid helping the patient (Mr M, Int. 1).

The need for a continuous reinforcement of information by the HCPs reflected participants
experienced throughout the study. The assumption that patients already knew what to eat or
drink and what to avoid was not helpful to the participants as summarised by the comment
from Mr F thus:
Apart from the initial time when | commenced dialysis, the nurses have never given
me any further information on what | should eat or avoid. Maybe they assumed that

| already know and didn’t see any reason to waste their scarce time talking about
that again with me. 1 would like the nurses to take time to explain to me the things |
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should not eat and those that I can eat especially those that are available locally and
are relatively affordable (Mr F, Int. 1).

When patients have limited understanding of health information or what the HCPs are
communicating to them they feel disempowered to make rational health decisions on simple
actions such as deciding what food or drinks they should take. This was expressed by one of
the participants that despite being informed of the prescribed food and drink choices, she
could not decide how to choose foods that do not contain protein from the local food sources

available to her:

The nurses and the doctors told me the kind of food | should be eating the first day |
went for dialysis. They always remind me again whenever | ask them any question
regarding that and the amount of fluid | should be taking but most of the time I find
it difficult to know what food contains protein especially when | eat the local food |
harvested from my farm (Mrs O, Int. 1).

For some other patients, there seemed to be a discrepancy in the way the HCPs provide them
with information. This depends on the healthcare setting (Private or public). The public
dialysis settings were reportedly more likely to give health information to the patients than
the private settings, which they accuse of being only interested in money while not paying
much attention to their well-being:
| was at the Park Lane Teaching Hospital and now at the UNTH and the nurses did
give such information to me; meanwhile this is not done in most private
establishments (private renal facilities) as they are too busy for that and are a lot
more money-conscious. The private of facilities are business-oriented and they want
you to keep coming (patronising them) but when you come to the UNTH, you will be
educated on your nutrition and lifestyle by the dieticians. They explain this to us each

time we attend the renal clinic. It is only in private settings that they do not do this.
Therefore, 1 would want the private renal facilities to improve on (Mrs E, Int. 1).

Another participant had an opposite experience and identified that the private dialysis
facilities provided him detailed information regarding his food and drink choices as
prescribed by the doctors while this was not available in the public dialysis facility. He
attributed this lack of information to excessive workload of the dialysis nurses in the facility,
which made it difficult for them to have adequate time for patient education:
There is no further information that |1 was given here. When | was admitted in the
other private clinic where the diagnosis was first made the nurses explained
everything to me regarding the kind of food I should be eating, types of drink and the

quantity and other lifestyles | have to avoid or maintain. In fact, there are leaflets
containing this information in that clinic and some were pasted on the walls of the
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clinic. So here, it is only what the doctor told me that I maintain. The nurses have
not been telling me anything regarding what to eat and what to avoid. | think they
are too busy. You can see the number of people who are waiting here today to be put
on the machine. That is how it is every time you come here (Mr N, Int. 1).

Surprisingly, some of the participants reported not being given information regarding their
food and drink choices. Because of this lack of information on diet and lifestyle
modifications required in this condition, Mrs C during the first interview session was more
focused on adhering to the medications that were prescribed for her by the doctors. The
interview highlighted that despite her daughter was a medical doctor and has been supporting
her financially in her treatment cost but had not been addressing her information needs. She
worried about the HCPs in the dialysis facility not giving her information even though she
has been undergoing dialysis in the facility for over a year. She was overwhelmed by sense
of uncertainty not knowing what the appropriate food and drink choices for her condition
could be. Her voice during the conversation echoed the frustration she felt with a lack of
information by the HCPs:

| have never been told or given information on the things I should avoid eating or

lifestyle it was only in Abakaliki that | was educated on nutrition and lifestyle. They

hardly tell me anything on all that. All I do is to keep to the medications prescribed
by the doctor (Mrs C, Int. 1).

Another participant, MR | during the first interview expressed worries over the delay and
lack of adequate information by the HCPs. He had consistently eaten foods that he was
supposed to avoid because of lack of information regarding. Mr | demonstrated willingness
and readiness to self-care if given the right information on time despite his lack of belief in
dialysis as a treatment for his condition. He also suggested that the HCPs should make a list

of the foods they should eat and give to the patients at every point of contact:

I strongly believe that lack of proper or adequate information regarding my diet and
lifestyle is the main cause of my body always swelling and this makes me to come
here for dialysis. If I am avoiding the things, | should avoid my kidneys will start
getting better but | don't always know those things. For instance, it was just
yesterday that I heard that people who are receiving dialysis are not supposed to eat
Okro soup. Okro soup incidentally is my favourite soup and | have been having it
without being told that | shouldnt eat it now. | was told that | should not eat Semolina
and that's also one of my favourite foods. It was only yesterday that | started eating
bitter leaf soup. So, ignorance of the specific food | should eat or avoid is a major
source of worry for me. | just want to know whatever | can do in my capacity to help
myself even though doing dialysis is not a solution to my problem. They should write
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out the list of the foods and drinks to be taken and those to be avoided, make
photocopies of it and give to the patients each time they come here for dialysis. It
will go a long way in helping us (Mr I, Int. 1).

For Mr K, it was only the doctors who gave him information, the nurses did not. He
rationalised the reason for this lack of information from the nurses to be either due to the
amount of work they must do, since there were always too many patients waiting on the
queue to be dialysed. Whereas the doctors had more time to give patients information during

consultation at the renal clinic:

| was not told anything. They did not inform me about the kind of food | should be
eating or those | should not eat. It was only the doctor who told me on the first day
before I started dialysis. Since then, I can’t recall hearing anything of such from the
nurses. Maybe they are too busy or they felt the doctor must have told me and felt the
doctor must have told me and so couldn’t bother to talk about it (Mr K, Int. 1).

Another participant described a similar experience and expressed disgust at the way some
nurses communicated with them, although he pointed out that other nurses treated them well
with respect and dignity:

Erm....like I said the other time, the doctors are generally nice to me and they give
me the details of my care and try to encourage me to comply with my treatment
regimen. However, most of the nurses here show some signs of stress and aggression.
I don't like the way they talk to the patients. To be fair to them ...erm there are some
of them who are very good and they show you kindness and compassion and provide
answers to your questions as a patient (Mr F, Int. 2).

When | interviewed some of the participants during the first interview session, their
responses showed that they were not given adequate information regarding their treatment,
food and lifestyle while they continued dialysis treatment. | was struck that the HCPs did not
continue to reinforce the health information continuously at every dialysis session. However,
during the second interview session, some revealed that nurses did provide them with the
necessary information although continued to point to the doctors who were more readily
disposed to do this. This reinforced the importance of using a qualitative longitudinal
approach in this study, it offered me an opportunity to understand the changes or otherwise
which could occur in the experiences of care of the patients. Reflexive journal field notes:
January 7, 9 and 20, 2016; April 17, 2016.

During the second interview, Mr G not only complained about the nurses not giving him

enough information regarding his treatment regimen, he alleged that the nurses treated him
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and other patients in the facility in a paternalistic manner as though they have no right to
know anything about their treatment. He felt “ignored”, “neglected”, “not being heard” and
powerless because of his health condition. There was a clear resentment of the loss of control
over his life because of the condition and being on dialysis. I did not see this as the issue
with him since he had been on dialysis for just fifteen months as at the time of this second

interview:

Erm, ...... the doctors are a lot better than the nurses here. I'm not saying that all the
nurses here are bad, no. All I'm saying is that many of them appear too stressed up
and when you ask them questions, they hardly take time to explain things to you.
Maybe......maybe...erm they are too busy because of the number of people who come
here for dialysis. There are those of them who still take time to give you details of the
answers to any question you ask them. What | mean is that when you ask them
questions, they will claim they are busy and will not answer you. Some of them still
explain to me later on anyway but | would expect them to have more time to give us
more information regarding our treatment. They should treat us like people who have
rights. It's not our fault that we are sick and we come here for treatment (Mr G, Int.
2).

During this second interview with Mr G, my instinct was that the nurses were too busy with
their work that they did not have enough time to provide answers to his questions. From my
observation, there were too many ESKD patients on the waiting list and | could hardly find a
conducive room in the facility where | could conduct the second interview due to the number
of patients who were present. It was possible that he was not actually ignored as he felt but |
was careful not to influence what he thought or said about his experience of care by the nurses.
It may therefore well be that the nurses did not realise that he felt ignored and neglected at
the postponement of when to provide him with the information he required. Reflexive journal
field notes: April 15, 18 and 24, 2016.

Some of the participants in this study also reported conflicting health information by the
HCPs. Giving of conflicting information to the participants could be because of poor
knowledge of renal diets by the HCPs and in most cases, could result in uncertainties among
the patients in the facility. It can also lead the patients to the consumption of foods and drinks
that are not recommended for ESKD patients and deny them the opportunity to make
effective diet decisions. For some of the participants like MR G, he recalled being given
conflicting information regarding his diet by the HCPs, and how he had inadvertently

depended on local foods, which he was supposed to avoid:
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Even when they tell you to avoid taking certain fruits, usually they are not clear or
specific about it; orange is a fruit, water melon is a fruit and to my mind banana is
a fruit. So, there should be clearer explanations. The other day | came here | asked
one of the doctors on duty and he said to me “you can eat anything”. I was not
satisfied with the response and | insisted on getting clearer answers from the nurse
who later told me to avoid proteins (Mr G, Int. 1).

Many participants in the study demonstrated a lack of adequate knowledge of the treatment
options and outcomes of ESKD. Those who were informed of the treatment options and the
importance of dialysis to their health had higher levels of education and or their

partners/spouses are HCPs.

For Mr M who was a university Professor and had been on a regular dialysis three times
weekly for nearly two years as at the time of this study, he acknowledged the importance of
dialysis and the danger of herbal consumption for ESKD patients during the second
interview:

Obviously no, because you don't know the chemical content of the herbs and you will

end up further damaging the kidneys. So, it's never an option although it's the lot in
the rural areas in this clime (Mr M, Int. 2).

Mr D, educated up to university level, was married to a registered nurse, and had been on
regular dialysis three times weekly for eight months prior to the first interview. He had this
to say regarding herbal remedy during the second interview:

Herbal remedy is not a good option for my treatment even though it’s a common
treatment when someone is sick in our society (Mr D, Int. 2).

During the third interview session, | wanted to find out if he had ever taken herbal remedy
for the management of his condition despite his level of education. His response suggested
that apart from his level of education, the wife who is a registered nurse obviously had some
influence on his treatment decisions:

I have never taken herbal remedy in this condition. In fact, even if | think about it my

wife will never allow that, remember she's a nurse and would never condone that. |
don’t think it’s a better option definitely (Mr D, Int. 3).

Whilst the educational level of some of the participants and occupation of either the

participants or their spouses seemingly influenced their responses to the knowledge of the
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treatment of their condition, this was different for some participants. Mrs C had been an
auxiliary nurse in one of the private medical centres in her town for 30 years and one of her
daughters who has been supporting her in the payment of her medical treatment is a medical
doctor. Arguably, she would be expected to have a good knowledge of the treatment options
for her condition and to comply strictly with the prescribed treatment regimen. However, her
narrative during the first interview session surprisingly suggested that she did not believe
the dialysis she was receiving from the facility would make her well, but continued to access
treatment to please her daughter:
I have defaulted consistently in managing my condition until about one year ago
when | was placed on oral antidiabetics. | have consistently declined insulin
injections when the condition became worse. Even though | am an auxiliary nurse, |
didn’t believe that orthodox medicine was the best means for my treatment and so, |
was taking our herbal concoction all the time for my condition. | was later placed on
monthly observation until when my blood sugar level dropped to a reasonably lower
level. During this period, | constantly defaulted in keeping my hospital appointment

until in 2014 when | had very severe headache, which led her to taking Tramadol
tablet (Mrs C, Int. 1).

During the second interview session, Mrs C declined to comment on her view or use of
herbal remedy for her condition and her wish was respected. However, during the third
interview, she maintained that even though she was not sure of the impact of the herbal
remedy on her health, she still consumed it and would never disclose that to the HCPs. She
felt “isolated in her own world” from the tone of her voice and questioned why she would
disclose her use herbal remedy to the HCPs. Even though she recognised that her
consumption of herbal remedy was “certainly not better than doing dialysis” she could not
give up the habit, especially if she failed to attend dialysis:

It's my use of herbal remedies...yes, | still use herbal remedies and even though |
come here for dialysis, | still try to use it because of my belief that it's helping me. |
try to hide this from my doctor anyway and I’'m very sure you are not going to tell
them. Erm....... I don’t know really. I don 't think it is better than dialysis but it’s just
a cultural thing and I think it’s good for my health but it’s certainly not better than

doing dialysis. | try to use it most of the times | fail to come here for dialysis due to
certain reasons (Mrs C, Int. 3).

Similarly, another participant educated to university level and a civil servant was also
adamant that the consumption of herbal remedy had no adverse impact on his health. His

belief on the effectiveness of herbal remedies on his illness was based on the cultural norm
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of the society and not based on any evidence. This perception of herbal remedy as a sort of
“alternative” to dialysis for ESKD patients certainly influenced whether he could be
bothered to attend dialysis sessions or consultations. He believed the herbal remedy offered
almost the same relief as dialysis:

Herbal remedies are okay because if you think about it before the white man brought

orthodox medicine to Africa, our great grandparents were using herbs for healing
and it worked (Mr L, Int. 2).

During the third interview session with Mr L, | realised that his perception of herbal remedies
as an “alternative solution” to his health condition was influenced by his inability to afford
the cost of maintaining his dialysis. This reinforced the value of a longitudinal research
approach in this study as his response during the first and second interviews did not reveal
this. He was aware of the importance of attending dialysis sessions but was clearly
constrained in his choice of treatment by lack of funds:

| did say that and yes to be honest with you | have been forced by the situation to

take some despite the fact that you can say that I'm educated and should know that

it may not be entirely good, but then what can you do when you don't have money to
continue to seek orthodox treatment as you would like? (Mr L, Int. 3).

His response, like other participants in the study, showed that even though the HCPs did give
information regarding his treatment, he chose to do what he liked and still wanted to “be
seen” by them as adhering to his treatment plans, thus often hiding this information from the
renal doctors and nurses. Perhaps reporting this information to the HCPs earlier could have
helped in their management and could well have produced better clinical outcomes. He did
not think about the impact of herbal consumption on his kidneys but was more concerned
about “appearing to be a good patient” who complies with his treatment regimen as
demonstrated by this comment:

No, no, no......you don’t say that to your doctor. The doctors you know would always

speak against patients taking herbal remedies, so telling them that would be wasting

your time and you are making them see you as not taking any advice they give you
especially regarding what you should eat and what you should avoid (Mr L, Int. 3).

Another participant provided similar comments thus:
I didn't tell them about the treatment because they are not going to support it. They
like people coming here for dialysis so that they can make more money. If you tell

them about another treatment, they will try to discourage you from the treatment and
since I'm being better from the treatment, | don't think anyone should discourage me
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from doing that. So, .....erm... that is why I don't want to tell them here (Mr H, Int.
3).

I was struck by responses of some of the participants who chose to indulge in herbal
consumption and had to hide the information from their HCPs practitioners. | was more
surprised that they cared less about the possible implications of their actions but were more
interested in maintaining the label of “good patient”, so HCPs assumed they were compliant
with the health information and advice provided. However, | realised that this was a major
feature of lack of education. Not necessarily lack of education by the HCPs but a failure of
the patients to understand the consequences of their pretences because they knew that their
use of herbal remedies would not be supported by their HCPs. They saw the doctors as
“Lords” and could not challenge their authority or advice because doing so would mean
invoking their “anger” in their treatment. This view was maintained throughout the period
of the study to the detriment of these patients. Reflexive journal field notes: April 18 and 24,
2016; July 26, 2016.

More concerning was his perception of the herbal remedy as still very helpful despite his
acknowledgement that it is not a good option for him as an ESKD patient. To him, a good
day was the day he felt relieved from the symptoms of his condition after the consumption
of herbal remedy and a bad day was any day he did not feel relieved. The lack of symptom
relief appeared to be a major factor influencing his choice to do whatever he can to attend
dialysis despite the cost concerns:

Well sometimes, | do and at some other times, | do not. It depends on the present

condition I find myself. Sometimes | take it and feel well so in that case | could say it
is helpful but at some points, it is not (Mr L, Int. 3).

Some other participants held similar views on the effectiveness of herbal remedy thus:

Sometimes | tend to feel so but I think the dialysis is still very good but may be
combining the two is better than just the dialysis. You see when | was going on only
the machine | wasn't feeling this better and | was always tired but I think | have
improved greatly since | started the combination of the treatment (Mr H, Int. 3).

Erm,....well...I do believe that herbal remedy is an alternative to dialysis treatment
for poor people like us who cannot afford the high cost of dialysis in this part of the
world (Mr E, Int. 2).

Mrs O also revealed that her perception of the herbal remedy as helpful sometimes makes

her to forgo attending dialysis:
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I would say yes because erm.....sometimes instead of coming for dialysis | would
resort to using herbal remedies. You know it's part of our culture for a very long
time now. So, ....... there are times that I would feel like not going for dialysis but
choose to use local herbs since they are also good for my health even though the
doctors said it’s not good (Mrs O, Int. 2).

Overall, the major factor, which influenced the participants in this study to resort to herbal
consumption, was economic. A lack of adequate funds to sustain their dialysis treatment
prompted them to imbibe the age-long African culture of treating illnesses with herbs
without any knowledge of the possible consequences on their health. This will be analysed
in details under the next theme. The following comments support how money influenced
some of the participants to use herbal remedies:

I have been using herbal remedies in managing my condition as | don't have money
(Mrs O, Int. 1).

1 know that dialysis is very good because any time I go there for dialysis.....I feel a
lot better and stronger and I can breathe well, but... ...in the absence of money I had
to seek alternative (Mr E, Int. 2).

I am considering going for an alternative medicine, as | can no longer cope with the
cost of this dialysis. There is a place | was told that they can cure this condition
without dialysis or the so-called transplant. It's lack of money to cope with this
dialysis thing that is driving me back to alternative medicine again. | strongly believe
that | will be healed, and my kidneys will be okay when I start that (Mr H, Int. 2).

As | listened to the participants during the interviews, | began to imagine the impact of lack of
money to sustain treatment on patients in healthcare systems with unequal access to healthcare.
| initially felt that their perception of herbal remedies as effective in their health condition was
based on ignorance and lack of information but I later realised their inability to sustain the cost
of dialysis was actually the major factor which influenced their use of the herbs. The issue of
herbal consumption was general practice among the people especially when they could not
afford the cost of seeking medical care and so, it was not a practice just isolated to ESKD
patients as seen in this study. Reflexive journal field notes: January 8, 2016; April 16, 2016;
July 25, 2016.

Another participant resorted to the use of herbal remedy because of long waiting periods at
the dialysis facility:
Well, erm...erm.... the thing is that I was taking local medicine; you know what 1
mean? | was taking our local herbal concoction. When | started taking the

concoction, | was feeling quite better but after some time, I discovered that my health
started going worse. Also, most times when you come here, you have to wait for so
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long to be attended to and the appointments they were giving me was too lengthy. So,
so, that was why it was like I stopped using the medications and the management the
way the doctor said to me (Mr E, Int. 1).

Most of the participants seemed to lack adequate knowledge of the fact that ESKD was a
long-term condition. This lack of adequate information appeared to have stemmed from the
period of diagnosis and commencement of dialysis wherein it seemed they did not make an
informed decision on what option would be better for them. Information of a realistic
prognosis, particularly the implications of irregular dialysis, on symptoms and well-being
were lacking which disabled people from making an informed decision. Even with this
information, finances (or lack of) and a belief they would be healed (discussed in later
themes) were influential in how people managed their illness. This is demonstrated by this
example:

Erm.....generally I don’t know how long this condition will last. I don't know when [
will be healed but then I trust in God for my healing (Mrs P, Int. 2).

5.3.1.2 Superstition and self-interpretation

From the interpretation of the interview transcripts, there was a general superstition
expressed regarding the causes of ESKD by some of the participants as they attempted to
understand how their illness originated. Some attributed the cause to some unknown
“supernatural forces” which they believed had inflicted the condition on them because of
some sort of “human invocation” to deal with them. There was a general notion that “people
do not suffer any major illness by chance” in the study. They saw the biomedical causes of
ESKD as secondary and believed that any health condition that defies orthodox treatment
was underpinned by supernatural forces directed by wizards, witchcrafts, angered ancestors
and evil spirits. This belief was a major feature of misinformation and impacted on how the

participants perceived attending dialysis sessions.

For some participants, the cause of their health condition was attributed to supernatural or
spiritual attack by their “enemies” or those who do not wish them well represented by this
example:
When | woke up from the sleep, I started having pain in my neck and this has lasted
for almost 2 months now. I therefore rushed to my doctor and complained about it

and he downplayed it while I also called my brother (the medical doctor based in the
US) to tell him that “they have come for my neck o”. I was having the impression
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that my enemies in the village were using diabolical means to attack my health but
he (the doctor) told me that it’s not a serious issue (Mr D, Int. 1).

Another participant related the cause to poisoning:
Although the doctors made the diagnosis, | have a strong feeling | was poisoned. |
believe I was “poisoned” through diabolical means and I have removed the poison

from my body through unorthodox means. The poisoning is the cause of my condition
(Mr H, Int. 1).

When I tried to find out the details of how he supposedly “removed” the “poison” from his
body, he declined further comments and requested that we move on with other questions on
the interview guide. However, he maintained the view that he was poisoned by his detractors
to destabilise his business within subsequent interview sessions:

1 still have the feeling that......that I was poisoned and that is the cause of this

condition. Look... .... the target is just my business and my family. My enemies are
after me but ...they will all fail in in Jesus name, Amen (Mr H, Int. 2).

| still believe so that my condition was caused by poisoning by the people in my
village, but I will be over it in Jesus name (Mr H, Int. 3).

His embedded and real belief that his enemies were after his business and that he would do
everything within his capacity to defeat them clouded his understanding of the disease
progression and treatment; even with the finances his decision making was underpinned and

influenced by a misconception.

During the second interview session, he was considering going for what he described as an
“alternative or complementary treatment” which involved the use of fruits and some herbs
in managing his condition. I could not understand why he wanted to go for the “alternative
treatment” as he could still afford the cost of dialysis; the cost of this “treatment” could offer
him at least six months of regular dialysis. | had an informal conversation with him to elicit
the details of why he was having such thought. He disclosed to me that he did not feel
reassured that dialysis alone would offer him any solution to his health problem. So, he felt
that a combination of dialysis and the “alternative treatment” would offer him the “cure” he
longed for. | was in a dilemma regarding what to do as | did not feel comfortable with his
plans, knowing the implication that would have on his already diseased kidneys. | thought of
informing the renal doctors and the nurses to explain the implications of him doing that and
possibly that could dissuade him from proceeding on his plan. However, | had to keep to the
information he disclosed to me confidential. Therefore, I counselled him on the implication
of the planned treatment on his kidneys and | sought to know if there was any way | could
help to ensure he maintained his regular dialysis. | also suggested the option of renal
transplant to him, but he declined consistently. When I met him during the third interview
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session, he stated that he was getting well based on the result of his clinical tests. On
observation, he seemed better than he was when I interviewed him during the previous
sessions. Sadly, he passed away a few months after the completion of the data collection.
Reflexive journal field notes: January 22, 2016; April 14 and 20, 2016; August 2, 2016.

For Mrs O, a 50-year old widow who was diagnosed of ESKD secondary to poorly-managed
type-1 diabetes mellitus, she demonstrated lack of knowledge of the cause of her condition.
According to her, her brothers-in-law accused her of killing her husband and attributed the
cause of her health condition to the “wrath of the gods” on her for the alleged killing as she
expressed in this statement:
They claimed that I'm suffering from this condition because | killed my husband.
They, they said that this condition is a consequence of the wrath of the gods against
me for allegedly killing my husband. I don"t know why anyone would ever think that
| killed my husband. They even went as far as asking me to drink the water they used
in washing my late husband's body before his burial. It’s, it's very devastating for

me ....... I wish he was alive to support me in this difficult period of my illness (Mrs
O, Int. 1).

The interpretation of the cause of her health condition because of the “wrath of the gods”
affected her ability to receive any form of support from her late husband's family. She was
left alone to “suffer” what they felt was the consequence of “her action”. She felt alone in
her life, living with ESKD and depending on dialysis without any support from her close
family members:
| have nobody supporting me and my children. My husband has died and his
brothers don't come close to me and my children as they are insisting that | killed

him and that is why I'm suffering from this condition. 1 didn't kill my husband and
why would | do that? (Mrs O, Int. 2).

As | interviewed Mrs O during the first and second interviews, | felt very emotional, sad and
wished | could do something to change her situation. | felt sad for her as a woman who was a
victim of an outdated culture of her people whereby if a woman is suspected of killing her
husband, she is given the bath water from the corpse of the late husband to drink to prove her
innocence. She did not use the word “loneliness” during the interviews with her but the tone of
her voice and my observation suggested so. | asked her if she felt loneliness as an ESKD patient
who is on dialysis without any support but accusation by those who should have supported her
in her condition. She confirmed she felt so. Reflexive journal field notes: January 22, 2016;
April 17, 2016.

There were also self-interpretations of the causes of ESKD and “who should suffer from the

condition.” Some of the participants expressed a clear lack of knowledge of the cause of

136




ESKD. For Mr F, he expressed regret for his past lifestyle which he described as full of
“booze” and “smoking”. He attributed his past which he described as “reckless” to his
present condition. Although, he was unsure of what was the cause for his condition:
| have never taken any illicit drug or indulged in alcohol consumption; yes, | used
to smoke cigarette occasionally and that was a long time ago. So, | keep wondering
and asking myself everyday what could possibly have caused this? | regret ever

smoking in my life, but the doctor said the cause is queried. So, it means smoking
cigarette couldn’t possibly have been the cause (Mr F, Int. 1).

Others believed that ESKD was not supposed to affect them because of their poor social
status. For them, ESKD is a disease condition of the rich and those who can afford the cost
of treatment:
This condition is not supposed to affect a poor person like me who doesn't have the
means to treat myself (Mrs O, Int. 2).

This condition is not supposed to affect a commoner like me (Mrs P, Int. 2).

Mrs O had no idea of the cause of her condition even though she was told by the doctor that
it was possibly due to her poorly-managed type-1 diabetes mellitus. She felt “torn” and
confused even though she believed the doctor. It was evident that her life world was
dominated by not just her living with ESKD and going through the burden of her treatment
alone but living with the attribution of her condition to her husband’s death. She had to ask
me | knew the cause of her condition:

| want to ask what really caused my condition. Do you know?........ even the doctors

could not tell me the cause of my condition and they only said the cause is queried
(Mrs O, Int. 2).

She paused severally during the interviews to ask me if | believed her story that she was not

responsible for the death of her husband.

Superstition and self-interpretation were also reported in this study in relation to kidney
donation. ESKD patients who can afford the cost of renal transplantation faced the great
challenge of finding the suitable kidneys due to grievous superstitious beliefs held by
suitable potential donors. In addition to facing the challenge of paying for the huge cost of
renal transplantation, this issue of finding suitable donors who were willing to donate was
“burdensome” for participants. There were expressions of superstition among potential
donors as they held the views that donating one of their kidneys would result in the

shortening of their lifespan. Others reportedly expressed that donating their kidneys to
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someone else would mean “not being whole” when they die as they would have lost a vital
component of their bodies. These expressions were not related to any religion or faith but
were based on issues surrounding death and dying. The following excerpts were from one
of the participants who described his experiences of living with ESKD and waiting for a
suitable kidney donor:
Erm... the people are generally afraid of dying after the donation. They usually think
that when you donate an organ like the kidney, then your lifespan will be shortened.
Some others also expressed the fear that when they donate an organ like the kidney

to a recipient, then a certain vital part of their whole being is lost and when they die,
they may not have their whole remains interred (Mr M, Int. 2).

Mr M described the anxiety and uncertainty he faced while waiting to find a suitable donor.
Although he could afford the cost of regular dialysis three times every week, his experience
of living with ESKD and being on dialysis without being able to proceed on the planned
renal transplantation made him feel powerless and uncertain about his future and possible
outcomes of living with ESKD. This feeling of powerlessness arose from the not being able
to influence his close family members who were suitable potential donors but refused to
donate to him for various reasons which he saw as based on no evidence. He made the
following comments during the third interview with him:

Waiting to find the right donor has been like hell for me. It has been full of

uncertainties and anxiety as | don't know when and how to go about it anymore. |

just wish there’s anything else | can do but erm... ...... I don’t know and I'm confused
(Mr M, Int. 3).

Curiously, the superstitious beliefs reported by some of the participants as expressed by
potential donors, was also expressed by one of the female participants in this study as
illustrated by this comment:

Such a practice has its consequences and can lead to the death of the person to whom

the body part was given. So, even if I have the money for that I wouldn’t even
contemplate going for it (Mrs O, Int. 2).
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5.3.1.3 Summary of key findings: Understanding ESKD and treatment

e Lack of adequate information was common among the participants in the study.

e Poor health literacy, superstition and faith hindered the understanding of
information even when it was provided.

e Excessive workload and poor attitude towards patients were the common reasons
attributed to the lack of information by the participants.

e The information provided by the HCPs on patients’ diet, lifestyle modifications
and treatment regimen were inadequate and often contradictory which created a
sense of dilemma and uncertainty for the patients.

e Lack of adequate knowledge of the treatment options and the outcomes of ESKD
was common among the participants.

e Participants believed that herbal remedies could help them, some to relieve
symptoms others as cheaper alternative treatment to dialysis (which they couldn’t
not afford).

e Participants purposely failed to disclose the use of herbal remedies to HCPs to be
‘a good patient’.

e Whilst higher education levels (and relatives with health care training) for some
provided increased knowledge of treatment options and the importance of dialysis
the misunderstanding of this knowledge for some translated into poor
management of their disease and access to treatment

e There were expressions of superstitious beliefs regarding the causes of ESKD,
such as being poisoned, an attack by their enemies, and the wrath of the Gods.

e Some believed no matter what treatment their faith in God would heal them.

e Finances influenced access to treatment even though some understood they
needed to access dialysis three times a week, it was financially impossible.

e Long waits at the dialysis facility put some people off attending for dialysis.

The next theme highlights the meanings the participants ascribed to their health condition

and being on dialysis and how this impacted their treatment.
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5.3.2 Meaning of living as ESKD patients on dialysis

The second largest theme resulting from the data was the meaning given to the condition
participants were suffering from, their treatment and how this influenced their health care
decisions. The sub-themes were inextricably linked and dominated by a sense of anxiety,
guilt and the unknown. This theme is very crucial in understanding why dialysis patients in
this healthcare setting do not follow through their dialysis regimen and in helping the
healthcare practitioners modify the information they give to the patients regarding their

diagnosis, treatment options and the prognosis of their condition.

The meanings given to living with ESKD and being on dialysis by the participants were
largely based on their individual experiences of living with the condition, feeling of
abandonment due to lack of adequate support systems to ensure sustainability of treatment,
the uncertainty of the possible prognosis and the impact of the condition on every aspect of

their lives as corroborated by the following sub-themes:
e ESKD and dialysis as stressors
e Death
e Disruptions

e Losses

5.3.2.1 ESKD and dialysis as stressors

Living with ESKD and being dependent on HD was seen by most of the participants as a
stressor on their individual lives in terms of time spent on dialysis, financial strain on their
lives and their respective families and restrictions on their social lives. The construction of
living with ESKD and depending on HD as stressors in terms of the time spent waiting on
the queue for dialysis in the facility was ambivalent in the study. While most participants

viewed waiting in the queue as time-consuming and tiresome, they still believed that it’s the
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only option of treatment available to them, which they could not do without. This perception
of ESKD and dialysis did not seem to deter them from attending dialysis whenever they had
the means to. They felt that it was a big challenge to their lives but would do anything

possible to “fight” to live.

The first excerpt is from Mr H who was in addition to living with ESKD and being on dialysis
was suffering from poorly-managed diabetes mellitus which had dominated his life and
“taken” him away from his once “lucrative” business which he loved doing. His depiction
of living with his condition and being on dialysis as stressors was related to the abandonment
of his business and having to focus on his treatment:
Going on dialysis for me means abandoning everything | have laboured for and
focusing on taking care of my health, attending dialysis three times per week

according to the doctor and giving up my financial role towards my family as | will
not be able to concentrate on doing my business as before (Mr H, Int. 1).

Others related it to the impact on their career/job and their family as illustrated by this
example:
Living with this condition means a stop to my usual way of life of going to the farm

regularly and taking care of my children as | have nobody else to do this for me (Mrs
O, Int.1).

During the first interview session with Mr M, not only did he describe what living with
ESKD and depending on dialysis means for him in terms of his job and family, he also
described it in terms of the strain on his finances and cost of treatment thus:
When you talk about the meaning of this condition, to me, it is....it is.... terrible! It
is a big strain on my life, my finances, my family and my job. So, that’s the problem

and I'm still borrowing to complete the cost of my care and also my family is there
to be taken care of (Mr M, Int. 1).

For MR L, the construction of living with ESKD and depending on dialysis was related to
the length of time it takes him to travel from where he lives in Abakaliki to the dialysis
facility located in a different State, waiting in the long queue and not being certain of getting
dialysed same day.

Dialysis is a big stressor. | called it a stressor because of the amount of time it takes

me to travel to Enugu for my dialysis, as | told you earlier on that I live and work in
Abakaliki and you can imagine what it means for me to travel from such a very far
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distance to this place for dialysis and then | must wait for a very long time because
of the large number of people who are waiting to be dialysed in this facility (Mr L,
Int. 1).

While many of the participants described living with the condition and depending on dialysis
explicitly as a stressor, Mrs C during the second interview session metaphorically likened it
to “being perpetually confined to hell. This description was related to her life world of living
with the physical symptoms of ESKD and the frustration of “knowing what to do” but not
having the means to embark on this which in this situation was her inability to afford the

cost of sustaining her dialysis:

I describe every day as a living hell because | have not been feeling well, I cannot
say that I'm feeling better or well at all and the symptoms keep increasing every day.
It's true that | have been able to manage to have dialysis once every month since
then but if I had the means-that is money, | would have been attending four times
every month since then and.....and.....you know that | would be feeling much better
than I am now. So, when you know how to make yourself feel better, but you don't
have the money to achieve that then it is very frustrating and then that is the living
in hell and then I'm dying gradually each day without any help (Mrs C, Int. 2).

During the second interview session with Mrs C, she appeared pale and distressed. | tried
to elicit if she had any issues troubling her, but she insisted that all was well with her. |
also offered to stop the interview, but she persisted that she was fine. | was struck by her
appearance as she recounted how lack of money to sustain her dialysis made her feel like
living in perpetual hell. In my observation, she felt powerless as she could not afford the
cost of regular treatment. Her situation made me to understand and appreciate the
experience of many other dialysis patients in the facility who couldn't even pay for a
session of HD in a month. Reflexive journal field notes: January 18, 2016; April 20,
2016; July 27, 2016.

The participants™ construction of living with ESKD and depending on dialysis as stressors

did not affect or influence their attitude towards going for dialysis.

5.3.2.2 Death

Not being able to pay for the cost of dialysis or sustain the HD treatment was also linked to
the meaning some of the participants ascribed to living with ESKD and depending on
dialysis. The initial diagnosis of CKD was always greeted by shock, denial and subsequent

acceptance of the situation and having to depend on dialysis as expressed by most of the
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participants. Living with the condition and not being able to access or continue with the

prescribed treatment constructed as a “death sentence” by some participants.

For some participants, not being able to afford the cost of dialysis and sustaining treatment
means living with the symptoms and possibly death. Some examples of the excerpts
depicting this are:
Things are really getting worse for me. Maybe by the next time you come here | would
have been dead as my family have sold all they have to support me in this condition
all to no avail. If 7 don’t have the money to come here and go on the machine, it

would mean that I will live with this condition and the symptoms and then die of it
(Mrs A, Int. 3).

Living with this condition to me is a death sentence of which | cannot be free until
the day I die. Since | graduated from the University, | have not been able to gain any
meaningful employment to be able to support my mother and my other siblings only
to be told that I'm suffering from kidney failure. So, living with this condition and
not having the money to go for treatment means that I'm already dead (Mr F, Int. 1).

For Mrs A, living without the chance of bearing children was related to her description of
living with ESKD and being on dialysis as a death sentence. She was visibly sad while she
narrated how she had series of spontaneous abortions which were poorly-managed by the
doctors in a private clinic. She recounted how her life had been dominated by her “horrible”
experience of the health condition and dialysis issues and the sadness of not having any child
due to the condition and her treatment:

Living with this condition is death for me. It s like......umm, umm... How could I lose

my health and my future through pregnancy? Children mean a lot to me and all my

effort to have one has resulted in having to live with this condition. For me, living

with this condition and not having any child and no hope of ever having any means
this life is not worth living and I'm as good as dead (Mr A, Int. 1).

Although she perceived living with ESKD as death, she showed resilience and the
willingness to live and never to give in to her condition. The choice of the word “death” by
the participants to describe the experience of living with ESKD and being on dialysis reflects

the severity of the condition to them.
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5.3.2.3 Disruptions

Participants described living with the condition and being on dialysis as a huge disruption in
their lives. Some who described living with ESKD and being on dialysis as a disruption in
their lives felt their condition was temporary and with time they will be fine. Whilst they
demonstrated resilience, optimism and courage in the face of adversity and suffering, those
who thought it was temporary were unperturbed as they misunderstood the fact that ESKD
was a long-term condition. This further highlights the knowledge gap in the understanding
of ESKD and treatment.

For a male young participant aged 38 years who had been on dialysis about a year before the
first interview, being on dialysis for him meant “suffering”, a sudden change in his life
ambitions and “loss of hope”. He described how his condition had affected his job, family

and his sources of finance:

To me living with this condition is a setback in my life. I am only 38-year-old with
two kids who mean so much to me. You can imagine living with this condition at this
age when I'm supposed to be strong and work hard to look after my family. This is
the stage of my life when I'm supposed to work extremely hard to train my children
to the level of education | want them to attain as | had no such opportunity in my life
but, but, erm, erm.... this condition is trying to cut short my dream. So, to me life as
a dialysis patient is a life of suffering, end of my dream and hopelessness as | don't
know if I would be alive to fulfil my life dreams (Mr K, Int. 1).

Other participants expressed with similar thoughts:

Living with kidney failure to me means living with an enemy which tends to stop
every dream you have in life. It means an abrupt disruption of my life plans
and ...... It's awful and it’s going to end all my life plans and ambitions (Mr B, Int.
2).

Erm...living with CKD means a disruption in my life. Look at me now, at my age I'm
supposed to be enjoying my retirement with my grandchildren but | have been on
medications and requiring dialysis every week (Mrs Q, Int. 1).

Mr K was in mild discomfort during the first interview session, but he vehemently rebuffed my
observation and my suggestion to stop and allow him to get some rest. His face was puffy, and
the legs appeared heavily swollen. He could not accept that his legs were swollen. | was caught
in the dilemma regarding what to do as he consistently insisted that he was fine, but my
observation was that he was very symptomatic and at times a little confused. I persuaded him,
and he finally accepted, to have the interview rescheduled to a later date, although this did not
take place as he was unwell. Initially I did not really understand why he wanted to carry on

144



with the interview even when it was obvious that he was labouring to make coherent speeches.
However, | concluded that even though his physical body was weak, he was determined to get
the story of his experience of living with the condition out there. He wanted to talk to me about
what life, the missed opportunities and how he had lots to offer as a young man, which was cut
short because he couldn’t access regular dialysis. With equitable treatment this young man
could have continued to make a valuable contribution to the community and local economy.
Reflexive journal field notes: January 10, 2016; April 20, 2016.

5.3.2.4 Losses

The representation of living with ESKD and depending on dialysis as a “loss” by some
participants related to the impact of the condition on their body image, finances or sources
of income, privacy and inter-personal relationships. The functional and physical effect of
ESKD and dialysis sometimes caused participants to worry how their bodies had “failed
them”, and although the loss of independence was difficult to accept, they showed resilience
and the eagerness to return to their “normal” way of life. This made them feel powerless and

“useless” but they were prepared to overcome it and carry out their daily activities unaided.

Mr | expressed his loss of his social life and the desire to regain his “previous self”, this loss
of independence meant his role had changed:
Erm, when you talk of the meaning of this condition, | can't do most of the things I
used to do in the past. It's true that I'm no longer working due to my age but I miss

most of the things | used to do such as drinking wine, going out with my friends and
doing things for myself instead of being dependent on others (Mr 1, Int. 1).

Loss was also related to the feeling of “isolation”, “loneliness” and “abandonment” the
participants experienced in their life world as ESKD patients in a healthcare system with
unequal access to treatment. The participants expressed being “let down” and “deserted” by
their friends who they had always being in regular social contact with but were left to deal
with their health condition alone. The following excerpt represent how participants described
their loss of social relationships:

And.....and.... you can see why I said that living with this condition is hell as nobody

else can help you and you are basically on your own. You are deserted by your

friends, relations and those you have always enjoyed their companies. So, you are
practically left alone in the cold (Mrs A, Int. 2).
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Participants also described living with ESKD and being on dialysis as a loss in relation to
the impact on their sources of income or finances. They expressed how being on dialysis had
rendered them “dependent” on family members and friends. For one male participant, it
made him feel “sad” and “redundant”™ as he felt a sense of “loss of control” over issues in his
family as most of his financial responsibilities had been shifted to the wife. Another man Mr

H expressed similar thoughts:

As aman, | would prefer being able to pay for my treatment and supporting my family
and doing many things for myself as against my current situation where I must
practically depend on my family for everything even though | dialyse at least twice
every week. It makes me feel like a burden to my fellow man. | feel like I I'm tied to
someone and quite inseparable and have lost my financial freedom (Mrs D, Int. 3).

It has been like hell because things have been very terrible for me. It has been very
tough coping with the stress occasioned by this condition. | have lost my
independence and financial freedom in life and now | must depend on the efforts
made by my wife in dealing with this situation and | have no other support (Mr H,
Int. 3).

| was quite emotional listening during these interviews and while I listened to the recordings. |
could recall Mr D weeping as he expressed his sadness and perceived lack of control over his
condition and the impact it had on him. | fought hard to hold back my tears. Culturally, it takes
extreme emotions for an Igbo man of his age to shed tears. So, coming from the same ethnic
origin with Mr D gave me an insight into the level of worry and anxiety that pervaded him.
Reflexive journals field notes: January 20, 2016; April 18, 2016; August 1, 2016.
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5.3.25 Summary of key findings: Meaning of living as ESKD patients

e The meanings given to living with ESKD and being on dialysis were largely based
on individual experiences of living with the condition, feelings of abandonment due
inadequate support systems to ensure sustainability of treatment, the uncertainty of

the possible prognosis and the impact of the condition on every aspect of their lives.

e Unequal access to healthcare services were described by the participants as stressors,
death, disruptions and losses on their lives.

e The construction of living with ESKD and being on dialysis as a stressor by the
participants was related to the time spent on dialysis, the financial strain on their lives

and their families, and the restrictions on their social lives.

e Participants described living with the condition and being on dialysis as a huge

disruption in their lives in terms of daily life structures and future ambitions.

e The representation of living with ESKD and depending on dialysis as a loss was
related to the impact of the condition on their body image, finances or sources of

income, privacy and inter-personal relationships.

e Although there was general feeling of uncertainty among the participants, they
demonstrated resilience, optimism and courage in the face of adversity and suffering.
e The notion that the condition was temporary signalled a misunderstanding of the

meaning of a long-term condition.

5.4 Summary of the chapter

This chapter brought together the key findings from the two largest themes of the study
although there was considerable overlap within the themes (certainly financial issues) to be
discussed in the next chapter. There was a considerable lack of information provided by
HCPs which resulted in misunderstandings and deficits in knowledge. This lack of
knowledge then impacted directly on the individual being able to make informed decisions.
There was evidence of actions of missing dialysis, taking herbal remedies and making
decisions whether to wait a long time and pay for treatment, where decisions were being
made daily, some informed by experience of feeling better some because finances were
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strained. The evidence does suggest that decisions to continue treatment, even irregular one
off spurious sessions once a month, spending all the money they had saved (and their
families) were not fully informed. No individual mentioned the option of conservative
management, whether this had been discussed or that they had been told if they didn’t keep
up regular treatment they would certainly die. A finding supported by the ever-reducing
sample during the interview waves. Indeed, some people perceived ESKD to be temporary

and curable by herbal remedies and their faith, sadly these people died.

The collation of Nigerian peoples lived experiences is powerful and enlightening uncovering
the real issues people face and their resilience, but also highlighting the stark reality of
mortality in this under resourced and poor country, where people who made a valuable
contribution to the society are left to die from ill-health unless they are wealthy culminating

in a: “No money, No treatment” culture.

The next chapter will focus on the impact of CKD and dialysis, and the challenges of
accessing treatment. It will highlight issues that affect the ability of dialysis patients in

low-resource settings to access regular treatment.
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Chapter 6:  Dialysis decision and Impact of ESKD and
Treatment

6.1 Introduction

The previous chapter presented two themes- understanding CKD and its treatment and the
meaning of illness in CKD. It exposed the knowledge gaps among the participants and the
need for provision of adequate information by the HCPs.This lack of knowledge impacted
greatly on the individuals being able to make informed decisions regarding their treatment
choices. The current chapter will focus on the impact of CKD and dialysis, and the

challenges of accessing treatment. It will highlight issues that affect the ability of dialysis

patients in low-resource settings as found in this study to access regular treatment.

6.2 Dialysis decision

Making the decision to attend dialysis sessions was one of the prominent themes found in
this study. It is a very important theme as one of the objectives of this study is to
understand why most of the HD patients in the Nigeria do not sustain their dialysis
treatment and there is no means of accounting for the reasons. Generally, the participants
demonstrated the willingness and readiness to attend regular HD sessions as recommended
by the HCPs. However, several factors enabled or impaired this important decision. The

theme has the following sub-themes:

e Cost as a barrier

e Societal norms

e Religious influences

o Dialysis as secondary to other needs
e Geographical issues

e Dialysis services

e Physical symptoms
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Based on the experiences of the participants, the only similarity existing among the sub-
themes is that most of them affected adversely the decisions of the participants to attend

regular dialysis sessions.

6.2.1 Cost as a barrier

Almost all the participants expressed cost as the major barrier to their accessing regular
dialysis. Participants expressed several instances where, they were willing to attend
dialysis sessions but were constrained by lack of money. All the participants paid for the
cost of accessing their ESKD treatments out-of-pocket. Only one of the participants
reported that the full cost of his treatment was borne by a close relative. Participants
described how they felt “left out”, “abandoned” and “excluded” from the “normal” people
in the society. The inability to afford the cost of dialysis treatment often led participants to
resort to the use of herbal remedies which some of them perceived as an “alternative” to
dialysis. Generally, participants perceived the cost of dialysis as excessively high but were
determined to access it whenever they can afford the cost. Some participants associated the
cost of treatment with the cause of ESKD and sometimes questioned why they should
suffer from the condition. They perceived ESKD as a disease condition which should
affect “only the rich” and never the “poor” or the “less privileged” in the society who can
hardly afford the cost of regular treatment. Although this can be perceived as a major
feature of lack of information, it may not necessarily be but could be their construction of
ESKD as a disease condition. The cost of treatment for most of the participants includes
not just the money they have to pay for each dialysis session, it includes costs of laboratory
and radiological investigations, consultation fees for every session of HD, the cost of
hospitalisation if they need to be admitted after dialysis (in some cases), cost of feeding,
and cost of medications. These costs vary among facilities, with the cost being more
expensive in private facilities as expected than in public facilities. This situation is far
worse for HD patients residing in rural areas who must go through the horrible experience
of travelling to the city via unsafe and irregular public transport system to get to the
dialysis facility. Similarly, those who are resident in other States where there are no
dialysis facilities had to commute via private or public transport systems to the facility and

this adds to their total cost of dialysis treatment.
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Participants who lived in distant States or in the rural areas also highlighted the challenges
they faced in accessing dialysis as the cost of transportation sometimes delved into the

money they had for dialysis thus:

The cost of travelling to the hospital is too much and it adds to the total cost of my
dialysis any time I'm coming here. So...so...you can imagine what that means (Mr
G, Int. 2).

For instance, we spend about #15,000 on transportation to come for a session on
dialysis. We come all the way from Ikom in Cross River State and you can imagine
the risks involved (Mr H, Int. 1).

Throughout the period of the study, it was evident that the major barrier to accessing and
sustaining dialysis among most of the participants is affordability of the cost of dialysis.
This was illustrated by the following comments:

I have not been able to go for dialysis, as | would love due to different reasons
mainly due to lack of money and the distance issue. It has made me feel much
worse throughout this period but | hope that I will be able to get money soon and
go (Mrs C, Int. 2).

The cost of the treatment like | have said before clearly discourages me from
coming here and so it is to many other dialysis patients who come here for
treatment. It is excessively high and frankly unaffordable for common people like
me (Mrs A, Int. 3).

Overall, although the cost of treatment was a major barrier to sustaining dialysis among the
participants, they demonstrated “hope” to live. This therefore affected their ability to sustain
treatment. While the cost of treatment was not a major barrier to those who can afford the
cost of treatment, it was evidently an obstacle for the less privileged and this further

highlights the experience of dialysis patients within the healthcare system.
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The impact of the cost of dialysis on the patients in this facility was horrendous as
presentation to the dialysis facility without the requisite amount to pay before being dialysed
amounted to death. On some occasions during the interview sessions, | witnessed the death
of some patients whose conditions were critical at the point of presentation but could not pay
for the cost of treatment on time. The situation was worse for patients whose families could
not afford initial financial deposits to the hospital. The sight of patients passing away while
their family members rallied round to sort out financial issues regarding their treatment was
a “normal” occurrence in the facility. Patients who had the means to pay for their treatment
did not have to go through the hassles but always attended their dialysis sessions on schedule.
These experiences provided more insight into my understanding of the experiences of dialysis
patients in Nigeria and in deed the general healthcare system of the country where its “money
first before service” irrespective of patients” health condition. Reflexive journal field notes:
January 15, 2016; April 18 and 24, 2016; July 26, 2016.

6.2.2 Societal norms /cultural beliefs

The cultural inclinations of the participants were a dominant issue in this study which
affected dialysis decisions. Cultural issues played a major role in the compliance of some
participants with attending dialysis sessions, treatment regimen and health check-ups. The
cultural norms of the society observed among the participants relate to the use of herbal
remedies for treatment, attitude towards seeking healthcare services, and cultural
expectations of the people.

The use of herbal remedies as described by some of the participants was due to their
cultural beliefs that herbal consumption is an effective treatment in any illness. The
following comments illustrate how some of the participants described the impact of culture

on their decision to use herbal remedies for their illness:

You know that we like using our local herbs to treat any health condition that we
have here, and it has always worked for us. Even as I'm taking the medicines given
to me by the doctors, sometimes I still complement it with the local herbs especially
when | don’t have money to go for dialysis (Mr K, Int. 2).

My son, you cannot take away the drinking of local herbs away from our people. It
is part of our lives and even religious belief doesn't affect that. | don't want to tell
him because he would try to discourage me from doing that. He treats me well |
don’t want to be seen as disobeying him .....so the best thing for me is to not tell
him about it (Mrs P, Int. 2).

152



Although some of the participants used herbal remedies, they often hid this behaviour from

the HCPs who they perceived would discourage them from such behaviour:

It's private although I will tell you the truth, yes, | do take herbal remedies
sometimes although I don’t tell my doctor anyway because they will always try 10
discourage you from doing it (Mr L, Int. 2).

Erm, .....normally I don't tell the doctor that | still use the herbal remedy. Yes, | still

use the herbal remedy sometimes....not as much as I used to drink it before (Mrs P,
Int. 2).

Some others attributed the use of herbal remedies as a treatment for ESKD to their inability
to afford the “high cost” of dialysis (as discussed under the cost sub-theme). The cultural
inclination of herbal consumption affected negatively the decision to attend dialysis
treatment by these participants.The cultural expectations of the society also had influence
on the participants” dialysis decisions. The dominant cultural expectations of the society
which had serious impact on the treatment decisions of the participants included looking
after one’s siblings, the first wife in a polygamous family looking after the rest of the
husbands wives if the husband is late and the societal expectations as a woman. These
cultural expectations had negative impact on the participants™ ability to access dialysis as

they should have. These were illustrated by the following comments:

You know that in our culture you have to take care of your siblings, your father and
your mother and every other member of your extended family as much as you can,
so all of these people depend on my meagre salary and now | have been dealing with
the issue of attending dialysis. That is why | have not been able to cope with the
recommended amount of dialysis in a week because sometimes even when | want to
come for dialysis and my siblings have financial issues I try to assist them first and
then defer my dialysis for a later time. You see that It's not quite easy for me (Mr L,
Int. 1).

Waiting in the queue is time-consuming and | cannot afford waiting so long at the
hospital when I'm supposed to go back home and prepare meal for my husband. You
know in our culture, no matter what could be happening to you, as a wife you are
supposed to cook for your husband. So, | don't always stay on the queue any day the
queue is so much; so, for me it’s a big issue as | cannot afford to wait that long (Mrs
P, Int. 1).
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As | interviewed some of the participants, | was struck by their strong inclination to the
cultural belief of the society, which obviously influenced their decision of treatment for
their illness, as they should have. More surprising for me was their attitude towards
these cultural practices, which they did not see as wrong but were perceived to be an
integral part of their lives. There were instances where | was moved by my emotions to
discourage them from continuing with their adherence to those cultural beliefs, but I
realised I needed to respect their choices and their belief system and keep to my role as
a researcher and not a clinician in that context. Reflexive journal field notes: January
15, 2016; April 18, 2016; August 2, 2016.

Although some of the participants had some cultural inclinations which affected their
dialysis decisions, most of the participants in the study expressed that their cultural belief
did not influence their dialysis decisions. The following comments demonstrate this:

I don’t have any cultural inclination that could have affected my decision to come
here for dialysis treatment (Mrs A, Int. 3).

No, like I told you the other day, | have no cultural inclination and even if I do, it
couldn’t affect or influence my decision to come here for dialysis. | do know the
importance of dialysis for my condition and skipping dialysis is very detrimental to
my health and that’s why I do all I can to come here three times every week as per
the prescription and that’s why you can see that I don 't 100K like a dialysis patient in
this part of the world (Mr M, Int. 3).

The major cultural issues which affected dialysis decisions among the participants were

therefore culture of herbal consumption and cultural expectations from the society.

6.2.3 Religious influences

The religious beliefs of some of the participants also influenced their decisions or views on
RRT. While some participants held strong views regarding their religious belief as a source
of healing, some others did not. For some participants in the study, their faith in God was
the true source of “healing”, “comfort” and “restoration” of their health while dialysis was
often discountenanced and seen as secondary to “divine healing”. Religious belief often
made some of the participants to accept their living with ESKD as the “will of God” in their

lives and this helped to reinforce their belief in divine intervention to “save” them. The

154



following comments of some of the participants illustrate how religious belief influenced

their perception of dialysis as not being a “major” solution to their condition:

Someone’s faith saves him; you know? It is my belief that if | trust God for healing,
he will heal me of this condition. Prayer can save me. They said my kidneys are bad;
what is kidney failure in the sight of God? God takes care of bigger situations and
heals more dangerous conditions, so in the sight of God my condition is nothing. |
believe this condition is his will in my life as it's only what he approves of that can
happen in a man's life. So, dialysis or no dialysis, once it's God's will for me to be
healed | will be healed (Mr G, Int. 1).

Someone can still do dialysis and die the same day; so, it's only God who gives life.
If God proclaims that | am going to live, even without this dialysis | can still live.
God can still do it (Mr I, Int. 1).

I have no cultural inclination but my belief as a Christian is that no matter what |
face in life, my God will always see me through. In fact, this dialysis thing in my view
is not necessarily the ultimate cure for my condition. So, dialysis or no dialysis God
must heal me. My healing will come from God not from dialysis (Mrs P, Int. 1).

Some of the participants perceived attending dialysis sessions as simply trying to “please”
the doctors because of the way they were cared for by them and not necessarily as a major
source of treatment for their condition. In other words, dialysis was secondary to the

“supernatural healing” in their condition. This is illustrated by the following comment:

Erm, .....to be honest with you my son, | had to do it not because I felt the need to do
it but because the doctor who has been very nice to me in the way he treats me
actually insisted that | needed to do it (Mrs P, Int. 2).

Although the religious beliefs of some of the participants influenced their perception of
dialysis and subsequently the decision on dialysis attendance, it had no influence on dialysis
decision among some of them as can be seen in the following comments:

My religious belief doesn’t stop me from receiving dialysis if | have the means to go
about it (Mrs C, Int. 3).

For my religious belief...erm....it has never stopped me from coming for dialysis.
Dialysis is necessary for my health and it's not prohibited by the bible so, my religion
is not a problem; although I cannot receive blood or human tissue or organ into my
body and it’s the only major reason why | have not been serious with the proposal
for a transplant which my cousin has been talking about (Mr D, Int. 2).
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The religious beliefs of participants in this study not only shaped their dialysis decision, it
also had influence on their acceptance of the idea of renal transplantation as they were
counselled by the HCPs. Although the thought of renal transplant for most of the participants
in the study was ““a luxury” due to their horrible experience of affording the cost of regular
dialysis, some of them perceived receiving the kidney of others via renal transplantation as

“abhorrent”, and “unacceptable” and against the tenets of their religion:

The doctor talked about the option of transplant. He said it's the best form of
treatment for the condition but my religious belief does not permit me to accept any
body part from another human being. Every human part is sacred and unique to the
person; so.... erm the option of transplant is out of it for me (Mr L, Int. 2).

My religious belief doesn’t allow me to accept blood, or any organ from anyone. [
am of the Jehovah Witness Christian denomination. It's a part of my religious belief
that cannot be negotiated with anyone because if you respect any human life you do
not try to prolong it by taking other person’s organ. So, doing that would mean going
against my religious faith (Mrs P, Int. 2).

Apart from the fear | have regarding the possible outcome of the operation, it is
against my belief as a Christian to receive the kidney of another human being. Every
human part is very unique and God gave everybody their own, so | don't think I can
possibly go for the operation (Mr D, Int. 2).

During the first interview session, | witnessed the death of a young female dialysis patient in the
facility who refused to be given blood transfusion due to her religious belief. She was brought into
the facility from one of the rural areas in the State for dialysis. Blood investigations revealed that
her haematocrit was 12 percent and she needed to be infused with blood. She declined all advice
by the HCPs to be transfused because her religious faith as a Jehovah Witness forbids her from
accepting any human tissue or organ into her system. She passed away after a couple of hours of
waiting as the nurses informed her that it was against the policy of the facility to dialyse patients
with such a PCV value without blood transfusion. Reflexive journal field notes: January 10, 2016;
April 22, 2016; August 2, 2016.

6.2.4 Geographical issues

The distance of where participants lived to the location of the dialysis facility was also an
issue in the study. Most of the participants either travelled from distant villages or different
States to the dialysis facility. This often presented difficulties for them in arriving the facility

on time for their dialysis appointments. It also adds to the cost of treatment for these set of
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patients and often “discouraged” them from attending dialysis sessions or other medical
appointments. The concentration of most of the dialysis facilities in the country within the
cities posed serious threat to the effective management of ESKD in the country. In some
instances, patients who had consistently failed to attend dialysis for various reasons were
brought into the facility from very far villages at the points when their blood urea and
creatinine levels were extremely high that they were almost dying.

On multiple occasions during the study, patients were brought in dead from the rural areas
because of complications of symptoms of ESKD occasioned by non-dialysis. Some of these
patients could have possibly survived the complications had they lived close to the dialysis
facility or if they had any dialysis facility closer to them.

Going for dialysis for most of the participants meant they had to give up other activities for
the day such as going to work, caring for their children, keeping other appointments and
sometimes returning home on the same day. Some of them described instances where they
had to put up in the hotel for some days as they missed their dialysis appointment on the
scheduled time due to transport challenges from their respective states to the dialysis facility.
Missing dialysis appointment time was compounded by the issue of high number of patients
on the dialysis waiting list; this meant that patients who missed their appointed time
irrespective of the cause would most likely either go back home and be rescheduled or sleep
over in the hospital to be rescheduled for the next day. Sleeping over in the hospital was not
cost-free as patients who elected to are expected to pay for the cost of “staying in bed” as
that amounted to being on admission until the scheduled period of dialysis. This therefore
added to the high cost of dialysis treatment and often affected participants’ ability to travel
back to their homes after dialysis sessions.

Some participants described their experience of being dialysis patients and living very far

away from the dialysis facility thus:

| have spent all my life savings on this condition. We spend about #2,500 and #3,000
(E5-£6) on fuel each time we are coming here for dialysis from Abakaliki. Sometimes
we hire cabs from Abakaliki when our family car breaks down to the dialysis centre
here in Enugu as it’s not always convenient for me to come here by public transport
for instance there was a day my condition deteriorated and we needed to rush down
here for dialysis so we had to search almost endlessly for where to hire a vehicle and
so we had to come by public transport and before we could arrive here | was almost
dead (Mrs C, Int. 1).

We spend about #15,000 (30) on transportation to come for a session of dialysis. We
come all the way from lIkom in Cross River State and you can imagine the risks
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involved. For instance, the number of accident scenes on the Abakaliki-Enugu
highway is frightening enough for one to undertake such a risk travelling down here.
I was always coming with my wife before but at some point, | stopped her because
instead of the two of us taking the risk, it is better that one of us should be taking the
risk. Like today | prepared to be here alone, but my younger sister spoke extensively
to me last night on why we should come together. This encouraged me to come here
today with her especially because of my sight problems (Mr H, Int. 1).

The cost of travelling to the hospital is too much and it adds to the total cost of my
dialysis any time I'm coming here. So...so...you can imagine what that means.
Meanwhile we manage to come not minding the cost and the inconveniences (Mr G,
Int. 2).

The distance issue was understandably more “worrisome” and “distressing” for the older
participants than it was for the younger ones. For Mrs Q who was 66 years old and lived
with her ailing husband and her 2 kids, travelling from her village to dialyse in Enugu via
public transport system was problematic as she expressed thus:
Distance to the dialysis facility is a very big issue for me. You can imagine me at my
age now...erm...erm...it s not easy for me to walk to the dialysis centre. Even when
| try to get on the public transport, it's not always easy as you know how our public
transport system is in this country. If my husband was ok he would have been the one

taking me there but unfortunately, like I told you he is very sick and I'm the one
caring for him. You can imagine a sick person caring for another sick person! (Mrs

Q, Int. 1).

Although the issue of distance between the location of the dialysis facility and patients’
residence affected the decision of some of the participants in attending dialysis sessions, this
was not the case in for some participants in the study. While they admitted that the cost of
travelling substantially increased their overall cost of treatment, they remained “resilient”
and felt “indomitable” by this experience in their illness journey. The participants whose
dialysis decisions were not affected by geographical issues provided the following
comments:

Well the place where I live ordinarily is supposed to be a factor affecting my decision

to come for dialysis as | don't live in this state and | have to travel from a very far

distance to here but honestly once I have the money to come for dialysis, I wouldn’t
mind travelling to here for the dialysis (Mr B, Int. 1).

You know that I'm a civil servant as | told you the other time we met? It is not easy
for me to be taking permission all the time to travel to Enugu here for my treatment
three times every week assuming | have the money to follow the doctor's
recommended sessions of dialysis for my treatment (Mr L, Int. 2).
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Although the dialysis facility is located on the outskirts of the city, it is very far for some
of the participants who had to travel from other States for their treatment. There is high
risk of travelling on the roads ranging from bad road, high chances of accidents on the
roads and having to pay high fare to the facility. During the data collection, | had a first-
hand experience of some of the complaints made by the participants regarding travelling
to the facility as | went to the facility via public transport system on several occasions.
Reflexive journal field notes: January 10, 2016; April 22, 2016; August 2, 2016.

6.2.5 Physical symptoms

The participants’ decision to go for dialysis sessions was also largely influenced by their
experience of the physical symptoms associated with ESKD. Most of the participants
spoke about how they would have avoided going for dialysis but were “forced” to attend
by the distressing symptoms they experienced. Although the ability to afford the cost of
dialysis was identified by almost all the participants as the major factor which affected
their decision to go for dialysis as highlighted earlier, the physical symptoms was the
second major factor which influenced their decisions to “go to any length” irrespective of
the cost issue to attend dialysis sessions. Participants described a feeling of “normality”
they feel after each dialysis session and compared it to a feeling of “having normal
kidneys”:

You know when I don’t go for dialysis, my legs swell up, even my face and my

hands but...when I go on the machine, I feel better and the swelling comes down. 1

didn’t want to go for dialysis the other time.... after the last time you interviewed

me but my whole body was very swollen, and | almost died....so that was why I had

to go on the machine. Erm......we live in a village and it's not easy for us to get
here (Mr G, Int. 2).

When participants perceived the physical symptoms, they experienced as “minor”, they
chose to “ignore” them and carry on with their daily activities without a thought of going
for dialysis. However, when the symptoms became “severe” or “serious” because of build-
up of waste products in their blood, participants expressed this often left them with no
other option than to seek dialysis. Some of the participants were often confused in

recognising whether the symptoms they experienced were due to the accumulation of
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waste products in their blood because of failure to attend dialysis or arising from other

health conditions they are suffering.

For most of the participants who usually waited to come down with the physical symptoms
before making the decision to go for dialysis, dialysis was a “necessity” only when the
symptoms are “difficult to bear” and not a decision that should be made based on

recommendations by their HCPs as illustrated by the following comments:

I cannot just come here if not for the symptoms that is very difficult for me to bear.
You can see how my body looks now. My whole body has risen and my face full of
my body fluid.....so, it makes me feel distressed and [ am not able to breathe well at
all. This is the kind of situation that makes me come here to go on the machine and
my family try to borrow money to make sure | come here if there is no money (Mr
K, Int. 2).

I always try to come here and go on the machine only when the symptoms become
so much that I can no longer cope with it. If the symptoms like the pain in my belly,
the swelling of my belly and the hiccups which make me uncomfortable are less,
then | don't need to come here as | would rather use the money to look after my
children’s needs than giving it to the hospital people, do you understand? (Mrs O,
Int. 2).

If not for the fact that | was really down, vomiting, my legs were swollen and |
couldn’t do anything, I wouldn’t have been here today to go on the machine like
today, my family would have used the money to sort out other family matters (Mrs
A, Int. 3).

The perception of attendance to dialysis as a necessity only when the physical symptoms
are worse or unbearable can be a major feature of lack of adequate information as these
participants would have known that living with their condition without conservative
management was unhealthful. For some other participants, the decision to go for dialysis
was motivated by the fear of the possible effect of the physical symptoms on their overall
health. The physical look of other patients who were brought into the dialysis facility at a
terminal stage due to failure to adhere to dialysis therapy often motivated some of the
participants as demonstrated by the following excerpts:
I have been seen a lot of people who come here for dialysis only when the
symptoms are so high, their whole body is swollen, their urea levels are high and
they are almost dying; that’s what I see here anytime I come for dialysis and
sometimes | see people die while they are still waiting to go on the machine
because their conditions are so bad before they are brought here usually because
they don’t have the money to come here or because of the distance of where they

live to this place. So, .....after seeing such thing I don't think any sane person would
want to wait to come down with the symptoms before coming here for the dialysis

160



when you have the money or funding support to come here for treatment. The
physical symptoms have never really made me to go for dialysis but somehow you
can say it has made me because | have always attended the dialysis not because |
came down with any of the major symptoms but because I don’t want to suffer from
any of them. The symptoms are very horrible and I don’t think I want to go through
all that any time (Mr D, Int. 3).

For Mr M who was diagnosed of ESKD secondary to PKD, going for dialysis is a
necessity irrespective of the presence or absence of any physical symptoms gave similar
thus:

Usually, I don’t come down with the symptoms except at the initial stage after the
diagnosis but since then | have always tried to go on dialysis as recommended you
know my case is particularly exceptional because of the cause of my kidney failure
which like you know is PKD. | can't afford to come down with the symptoms if my
urea and creatinine levels accumulate so high. It will weaken me and that would
mean I won't be able to do anything and I can’t just afford that right now or
anytime. | need to be fit to be able to move around and source all that | need to go
for the transplant (Mr M, Int. 3).

Generally, the health seeking behaviour of Nigerians is poor as documented in literature and
confirmed by the responses of the participants. Most of the participants involved in the study were
quite frail and appeared almost lifeless. They reflect the general presentation of the dialysis
population in the facility. Their look corroborates the responses provided during the interviews
that the physical symptoms mainly influence their decision to attend dialysis. Reflexive journal
field notes: January 10, 2016; April 22, 2016; August 2, 2016.

6.2.6 Dialysis as secondary to other needs

Most of the participants prioritised family needs above going for dialysis therapy. Though
they expressed having the knowledge of the importance of regular dialysis and expressed the
willingness to embark on it, they were constantly constrained by the high cost of dialysis
sessions. Therefore, the perception of dialysis as secondary to family needs was related to
the inability to afford the cost of dialysis concurrently with meeting crucial family needs.
Choosing between going for dialysis therapy and meeting other family needs was a difficult

decision for most of the participants. However, family needs always took precedence over
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the decision to go for dialysis especially for the male participants than it was for the female
participants. This was understandably so as it is customary in African context for the males
to take full responsibility of the family needs while the females are considered “weaker sex”
and “dependent” on the males. This therefore makes it more difficult for them to access
regular dialysis treatments since they must pay out-of-pocket amid competing family needs
to be seen as “responsible” head of their respective families. The following comments
corroborate these assertions:

The needs of my family normally come first before this dialysis as | must support my
kids and the entire family. My daughter has been an immense source of help though.
I would have come here to go on the machine more times than I did in the last two
months if not for the needs of my family sometimes (Mrs C, Int. 3).

Basically, it's the needs of my family that have interfered with my plan to come for
dialysis as | would have wished in the last two months but what can | do? My family
is much more important than me you know? I needed to sort out a few financial issues
that my family had and so...I couldn 't raise the money to come here for my treatment.
It limits my chances of receiving dialysis the way I would love to but ....what can
you do? You have to support your family first before anything else (Mr L, Int. 2).

Although Mr D is being supported in his cost of treatment by his cousin, making the decision
to receive regular dialysis treatment was also constrained by the needs of his family. During
the first interview session, he received adequate fund from his cousin for his treatment cost
and did not complain about the family needs affecting his ability to go on regular dialysis.
However, during the second interview session, he revealed he no longer received regular
funding for his treatment. This made him to skip some sessions of dialysis he would have
loved to do to save some money and take care of the family needs as he stated thus:

Erm......, somehow, I can say that the need of my family is an issue. If you can
remember | told you that my children are still in the University studying so it’s a lot
of cost for me and my family. I would have been coming for the dialysis three times
every week since my cousin gives me money for that but....erm....I reduced the
frequency of my coming here so that | can use part of the money for the payment of
my children’s school fees and support them in their studies. So, ...... erm....I would
say it has affected it but not really so much as I still come here for my treatment every
week (Mr D, Int. 2).

Meeting basic family needs such as food and paying school fees for their children were the
major family issues that impaired participants™ ability to go for treatment. This was
particularly more difficult for the older patients who were not in active employment but

depended on their irregular pension payments from the government to pay for their health
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care. Mr E is a 65-year old mechanic who later turned a security guard due to his health
condition. He made this comment regarding the impact of other family needs on his dialysis

decision during the second interview before he passed away:

Erm......the needs of my family is also a big issue for me and to a great extent it
affected my ability to go for dialysis in the last 2 months. In fact, | wanted to go for
dialysis last week but there was no food for my children to eat and they also needed
to pay their school fees......so...1 had to use the only money I had to sort these out.
If 1 was still employed maybe, | would have asked my employer for some upfront
payment to enable me solve these problems and then still be able to go for my dialysis
but......that is it my brother (Mr E, Int. 2).

Similarly, Mrs Q who is a retired civil servant expressed similar constraint during the first
interview thus:

Many times the needs of my family do affect my ability to come for dialysis. When we
don’t have much money, | have to make do with the little we have to take care of the
family need first before talking about going for dialysis, you know I'm no longer in
active service and it’s not easy with us pensioners as the government doesn't pay us
on time (Mrs Q, Int. 1).

Although the family needs of most of the participants in this study affected their dialysis
decision making, only three of them reported that it had no impact on their dialysis decision.
While these participants admitted they faced difficulty in accessing regular dialysis without
any support and at the same supporting their families financially, they had to remain resilient
and creative in ensuring sustaining their dialysis treatment as illustrated by the following
excerpt:

Erm,...the needs of my family is there but it has never affected my going to dialysis
as my wife is working, although I must admit it has not been easy as we also have to
train our kids you know?, ...so, erm but it has never been an issue anyway. The needs
of my family are there but they also need me to be alive, ......... so we try as much as
we can to forgo unnecessary expenses and save for my dialysis (Mr M, Int. 2).

The impact of family needs on their dialysis decision created many emotions for me. Being
a son of someone with a long-term condition and being a parent myself, I could understand
the concerns of many of the participants in trying to take care of their family needs first
before attending to their treatment. The participants were often in dilemma as to whether
to go for dialysis or to take care of family needs first. However, the latter often took
precedence, and this affected their ability to sustain their treatment. Reflexive journal
field notes: April 22, 2016; August 2, 2016.
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6.2.7 Dialysis services

Another major sub-theme under the theme of dialysis decision is the issue of dialysis
services the participants received. The dialysis services were characterised by various
challenges which impaired participants™ ability to access dialysis services regularly.
Participants described their experience of the challenges as “horrible” and “unacceptable”.
Their life world as ESKD patients receiving dialysis services in the facility was also
dominated by a sense of uncertainty. The uncertainty was related to incessant strike action
by the HCPs in the facility because of poor remuneration by the government. This strike
action not only affected the participants’ dialysis services, it also delayed the recruitment
of participants for this study as it lasted several months.

Dominant among the major challenges the participants faced in the facility was the issue of
long waiting hours because of too many ESKD patients receiving dialysis services in the
facility. The facility serves as the only Federal Government-owned dialysis centre in the
State and it serves patients from neighbouring States where some of the participants in the
study came from. This meant that most of the patients had to wait for too long number of
hours and some had to cancel other daily engagements in order not to miss their dialysis
schedule. The experience of long waiting hours therefore created what some participants
described as “uncertainty in the schedule” of dialysis. The following are some of the
participants comments on their experiences of long waiting hours for dialysis:

You can see the kind of queue that is here now? See the number of patients who are
here waiting for dialysis, it's not an easy condition, sometimes we come here and
we end up spending two days because of the number of people who are waiting to
be dialysed (Mrs O, Int. 2).

My experience of dialysis treatment has not been a nice one. There are always long
queues here just like you have seen for yourself. For you to be attended to, you
have to leave your house very early in the morning to come here and you have to
abandon every other plan you have for the day as the number of people who come
here to dialyse every day is too much (Mrs P, Int. 1).

Another participant described the experience of waiting for too long and almost the entire
day to go on the dialysis machine as a “normal” part of their life world as dialysis patients
in the facility. He also described how some of the patients who were waiting passed away

even before being placed on the dialysis machine as a “common occurrence’:

It’s a common thing here and you can see that for yourself. All you need to do if
you want to see for you to be here until the end of the day and you will understand
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what I have been talking about. The worst is that while we are waiting here
somebody might drop dead due to the long waiting hours (Mr H, Int. 3).

There were always too many patients waiting to be dialysed in the facility. This could be
because the cost of a session of HD is cheaper there than in the private facilities in the city.
Some of the patients who waited laid on the floor while they waited for their turn to go on
the HD machine. Issues such as establishing more dialysis facilities especially in the rural
areas, travelling and accommodation within the dialysis facility were raised by most of the
patients | interacted with during the study (including the participants). These will be
highlighted in the recommendation section of the thesis. Reflexive journal field notes: April
22, 2016; August 2, 2016.

The long waiting hours associated with going for dialysis in this study sometimes affected
participants’ decision to go for dialysis. The thought of spending an entire day waiting and
not being sure of going on the machine also forced one of the participants to resort to the

use of herbal remedies as he described thus:

Most times when you come here, you have to wait for so long to be attended to and
the appointments they were giving me was too lengthy. So, so, that was why it was
like I stopped using the medications and the management the way the doctor said to
me (Mr E, Int. 1).

For Mr F, the long waiting hours created some form of “uncertainty” in his dialysis

experience and this often made him to postpone going for his treatment:

Sometimes when | remember that going for dialysis would mean having to spend
the whole day in the hospital and sometimes it may not be your turn to be dialysed
on the same day you are booked for it because they might have some emergency
dialysis going on and so that disrupts the schedules, 1.... kind of say ok let me be
sure before | go. Meanwhile, you can’t always be too sure though (Mr F, Int. 2).

Other major challenges participants in this study experienced was incessant break down of
the dialysis machines and strike actions by the HCPs which often forced them to either
wait until the machines are repaired or seek dialysis services elsewhere mainly in the
private facilities which are extremely expensive and beyond the reach of most of the
patients. The breakdown of dialysis machines often caused abrupt shutdown of machines

while dialysis sessions are ongoing. The experience of strike actions which resulted in the
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death of some of the dialysis patients was described as “horrible” and “avoidable”. This is

summed in the following comment of Mr E during the first interview:

My experience at the UNTH is that their machines are always breaking down. There
was a day | was on the dialysis machine and dialysis session had commenced; and |
had to spend more than extra four hours (more than 8 hours). The engineers had to
start working on the machine unit by God'’s grace. It was the fault of the management
of the hospital and lack of attention by the government because that kind of situation
can hardly occur in private renal facilities. To be honest with you, UNTH is not worth
existing at all. We were there on admission before the workers went on strike and the
time this happened, | had spent 4 days on the admission in the medical ward. All of
us patient was discharged. It wasn’t supposed to be so because the hospital treats
numerous health conditions and many of the patients whose health conditions were
critical died. Uuhmm! It wasn’t a good experience for me (Mr E, Int. 1).

The issue of machine breakdown and strike action by the HCPs dealt with most of the patients
in the facility including me as a researcher as the recruitment of participants for this study
was put on hold for several months until the strike action was called off. Even when the strike
action was called off, the facility faced the challenge of not having water for dialysis and
some of their HD machines broke down. The experience was very frustrating for me as an
“outsider” who was there for a limited period to complete this study; I could only imagine
the experience of the poor patients who had to depend solely on this facility because of their
inability to afford the cost of dialysing in private renal facility. Reflexive journal field notes:
January 10, 2016; April 22, 2016; August 2, 2016.

Inherent within the dialysis services is the participants” experience of the attitude of some of
the HCPs towards them which they described as “awkward” and “unprofessional”. Most of
the participants praised the professional attitude of most of the nurses and the doctors who

29 ¢

they described as “empathetic”, “compassionate” and “kind” in their services to them:

The nurses and the doctors are kind and very humane in their approach to my care.
They have been wonderful. They always told me to avoid foods that contain protein
and to not take any medication apart from the ones that the doctors asked me to buy
and take (Mrs C, Int. 3).

For Mrs O, the attitude of the HCPs towards her care and the psychological care they
provided helped in her adjustment to the condition and attendance at dialysis:
The doctors and the nurses are doing well. They always treat me nicely, they are

quite polite and when you are even feeling down they try to encourage you. The
doctors always remind me that I shouldn’t eat any food that contains protein, but |
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don't know all of them. They also try to give me information regarding my treatment
and condition from time to time (Mrs O, Int. 2).

During the second interview session, Mr M described a similar experience and how it

encouraged him to continue seeking dialysis care in the facility:

My experience of care from the nurses has always encouraged me to go for dialysis.
You recall that I told you about a dialysis centre where | used to dialyse whenever |
go to Abuja? The service there is really poor, and the hygienic practice of that facility
is nothing to write home about. If the service you receive from a service provider is
satisfactory, then you have no reason not to continue the patronage, so that explains
why | come here for my dialysis (Mr M, Int. 2).

However, one of the participants described his experience of the treatment he received from
some of the HCPs as “horrible” but was left with “no alternative” choice to make. The
experience created an atmosphere of “fright” and “uneasiness” for him and constantly made
him to “keep to himself” and often avoided asking the HCPs relevant questions regarding
his care. This experience made him feel “intimidated” and “powerless”. He narrated his
experience thus:
The doctor is not friendly because the only question I asked her was greeted by a
very rude and shocking response and so even when | had other questions to ask
regarding my care, | couldn't muster the courage to ask because | don't know what
her reaction could be. In that private facility, for the nurses, it depends on the
environment in which they found themselves working. If your boss is full of harassing
people (patients), then the atom of that harassment will be there so like I told you, |

was always afraid and mine was to sit down on the machine bed for 4 hours and then
get out and look for where | can get cure for myself (Mr H, Int. 1).

When | interviewed him during the second phase of this study, he mentioned that he had
another “ugly” experience from another doctor in the facility. He was strong in his choice of
words for the doctor he described during the first interview as he called him a “nasty doctor”.
However, he declined to discuss his experience with the second doctor in this interview as
he mentioned he wouldn't want to talk about it:
You know last time | told you about a nasty doctor? Well, | have had another ugly
experience from another doctor, but I don't really like to talk about it. Erm...many

of the doctors are doing well now as they take more time to explain things to us. The
nurses are also very okay in doing this too (Mr H, Int. 2).
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His choice of name for the doctor during the second interview was a reflection of his
provoked emotions. This could also be the reason why he declined to speak about his
experience with the second doctor. This revelation further highlights the usefulness of a
QLRS approach in this study as it provided the opportunity to explore any changes in the
patients™ experiences of their treatment.

Throughout the interview sessions with Mr H, | wasn't really surprised about his
experience with the doctors. As a nurse who had worked in a similar environment, |
recalled seeing some of my colleagues speak to patients in manners that made them feel
powerless. From my perspective, the HCPs appeared to arrogate so much power and
influence to themselves while the patients perceive them to “hold the key to their well-
being”. The attitude of the doctors towards him made him feel alienated and he had found
it difficult to ask relevant health questions which he needed as a LTC patient. Reflexive
journal field notes: January 10, 2016; April 22, 2016.

Although Mr H had these “ugly” experiences in his interactions with some of the doctors,
he still maintained his dialysis attendance. This was because of his feeling of
“powerlessness” in a healthcare system which he perceived as paternalistic and does not

offer him any choice. Therefore, the experience of care did not affect his dialysis decision:

Erm.....what can we do my son? We have no choice.....if you are treated shabbily by
the seller of a product, which is abundant in a market place where you have, you will
have a choice to buy elsewhere but when the product is scarce in the market, you
may endure all the treatment and go for the product because you need it. Do you
understand what I'm trying to say? We have no choice so....I simply ignore the ill-
treatment from any of the workers, go on the machine, and leave this place. My
experience doesn't determine whether | come for dialysis or not (Mr H, Int. 1).

Similarly, although most other participants in the study maintained positive views regarding
their experiences of care they received, a “lack of choice” in seeking dialysis services from
the private facilities meant the experience of care had no impact on their dialysis decision.
Curiously, the responses given by most of the participants in respect of their care experiences
reflects a general attitude of patients in Nigeria where “patients are not expected to criticise
the actions or expressions of your HCPs”. Most of the participants tended to ignore any

negative attitude they observed from their HCPs and were more concerned about their health
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condition. This is illustrated by the following responses to the question whether the attitude
of the HCPs towards their care affect their decisions to continue to attend the facility for

their dialysis:

Erm......no it has never stopped me from going for dialysis. Although if | have a
choice I would choose to go to the private dialysis centre where the doctors and the
nurses are more compassionate and kind to the patients. Do you understand what |
mean? No one likes where he or she is treated like s**t. So.....1.... simply try to ignore
some of the bad attitude of some of the nurses and do my dialysis (Mr G, Int. 2).

As a dialysis patient, 1 don’t think you have another option regarding your treatment
whether you are treated well or not by the nurses in this centre. This is the only
government-owned dialysis facility around here, so you can't but come here to save
cost of the treatment (Mr L, Int. 2).

While I was interviewing the participants, I thought the “positive views” regarding the
experience of care by the HCPs motivated the participants to continue attending dialysis in
the facility. However, it was during the analysis of the data that | realised that it was,
because the participants had no other choices, as dialysing in the private facility was very
costly and quite unaffordable for most of them. Reflexive journal field notes: January 10,
2016; April 22, 2016; August 2, 2016.
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6.2.8 Summary of key findings: dialysis decision

This section discussed the theme of dialysis decision by the research participants. The cost
of treatment was a major barrier to accessing regular dialysis services among the
participants and often caused them to resort to herbal consumption, which they described
as an “alternative” to dialysis. Those who could afford the cost of treatment accessed
regular dialysis services throughout the period of the study. The physical symptoms
experienced by the participants was a major force, which drives them to seek dialysis
services. Participants cared less about going for dialysis when they felt minimal symptoms
but paid attention to seeking dialysis services mainly when they faced major physical
symptoms. Adherence to societal/cultural norms of the society also affected participants’
ability to receive regular treatment. The cultural norms of the society influenced negatively
on their ability to seek dialysis services. The cultural/societal norms include the use of
herbal remedies for treatment, attitude towards seeking healthcare services, cultural
expectations of the society as a married woman, and the first wife in a polygamous family
looking after the rest of the husband’s wives if the husband is late. The religious beliefs of
some of the participants had negative influence on their health-seeking behaviour as some
of them held the belief that God will heal them and therefore did not believe in the dialysis
treatment. This therefore affected their compliance with treatment regimen. Geographical
issues and family needs also served as barriers to regular dialysis access among the study
participants. The dialysis services were also characterised by too long waiting hours, poor
supply of dialysis supplies including water for dialysis and disrespectful treatment by
some of the HCPs.

6.3 Impact of CKD and dialysis

The last theme in the study was the theme of the impact of living with ESKD and depending

on dialysis. It has the following sub-themes:

e Changing body/bodily impact

e Employment challenges
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e Finances and sources of income
e Changing social relationships
e Religious practises

e Psychological and emotional impact

6.3.1 Changing body/bodily impact

The participants described the bodily impact of ESKD and being on dialysis on their
activities of daily living, job or carrier, body image, and interpersonal relationships. Most of
the participants in the study were observed to be frail and lethargic but resilient in their
attitude towards their health condition and management. The participants described their
experience of the physical symptoms as a “debilitating component” of their life world as
dialysis patients. They described the impact of the physical symptoms they experienced as
causing their bodies to “fail them” in their desire to carry out those activities they would
normally do. The experience of the bodily impact of living with ESKD and depending on
dialysis was expressed mainly by the female participants in the study understandably
because of the way they perceive the society “views” them as dialysis patients. The
generalised body swelling seen in most of the participants was metaphorically described as
“being falsely-pregnant”. This term was used to describe the perception of the swelling in
their abdomen by the society as a sign of pregnancy. This was very “worrisome”, “upsetting”

and “undignifying” as the patients felt they were “perpetually pregnant” without any

“product of conception”.

The impact of ESKD on the body was very much worrying for the youngest female
participant in the study (Mrs A, aged 32). The physical symptoms made her constantly
“weak” and unable to do things for herself without assistance from family members, which
made her, feel like a “burden on others”:
My whole body is now swollen because of this condition and | now look like I'm
pregnant again when I'm not. Every day | experience excruciating pain especially

down my abdominal region and this makes me feel paralysed. It makes me very much
uncomfortable and unable to do anything (Mrs A, Int. 1).
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She was visibly worried during the second interview about “loosing” her body as a woman
and the knowledge that she will never conceive again. According to her, the “loss of her
body” was because of the disfigurement from the fistula scars on her body and the impact of
her health condition on her chances of having a child (this had been described fully earlier

under the meaning of illness theme):

Living with this condition means that I'm always feeling so ashamed of myself
looking at how the fistula has disfigured my body, my hand...I can no longer wear
anything that is transparent, and the scars will be seen. It makes me feel awful,
disfigured and disgusted about how | have lost my body. I know that how I look like
is not supposed to be my priority now but I'm also concerned about how I look or my
body image as a woman (Mrs A, Int. 2).

The impact of ESKD and dialysis treatment affected her perception of her “look™ and this

often made her to skip some dialysis sessions, as she was not confident of her look:

I still do feel very much sad and ashamed of how my body has been disfigured by the
fistula and the effect of the dialysis on my body. However, it has not in any way
affected my coming here for dialysis (Mrs A, Int. 3).

Mr P described similar experience thus:

| also have the swelling, which you can see, on my face, my legs and my belly. It
makes me look like I'm pregnant at 71 years of my life. It's not good my son as it
makes me feel very bad and unease to go to attend church services and stay where
people are (Mr P, Int. 1).

| observed during the interviews that Mrs A constantly mentioned being sure, she would
never have children. It shows me how much children mean to her and the constant thought
always made her sad and distraught. The second interview with her was very distressing
for me as she wept in between the interview questions and despite my pleas to discontinue,
she insisted that she was fine. Reflexive journal field notes: January 10, 2016; April 22,
2016; August 2, 2016.
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6.3.2 Employment challenges

Living as an ESKD patient who is dependent on HD meant “living with the burden” of
finding any reasonable job and “being dependent” financially on your family or loved ones
due to lack of sustainable employment opportunities as found in this study. Although most
of the participants who expressed their experiences with employment issues demonstrated
the willingness and fortitude to deny their pains and get jobs to be able to afford the cost of
their treatments, but they were discriminated against and in some cases stigmatised.
Participants were always judged based on their physical appearances, which in most
instances were clearly “frail”. This affected their chances of employment and created a sense

of stigmatisation:

| was invited for interviews by the three schools I applied to, but | was told clearly
by the Heads of two of the schools that I'm fully qualified for the job but my physical
look did not inspire confidence for them to proceed with my employment. They were
very clear, and | really understood them. For the head of the third school, she did
not get back to me even after all efforts | made to have a feedback from her. | do
think she has the same impression but really found it difficult to tell me (Mrs A, Int.
3).

Erm...there was a restaurant I went to last week to seek employment, but I was told
clearly that looking at the way | look they can't offer me any job since the job entails
that | should be strong and smart. | tried to convince the owner of the business that
I am just a dialysis patient and it wouldn't affect my performance on the job but....
that worsened my chances. He simply asked me to take time to look after my health
as the work demands much energy (Mr F, Int. 2).

1....applied to some places to work but when they see me and my physical look they
asked me if | was okay, so | told them truly that I'm a dialysis patient and they told
me “‘no we cannot employ you”. S0, it has not been easy with me (Mr K, Int. 2).

Some of them who were still on their employment did not receive any form of financial
support from their employers towards their treatment and their treatments often interfered
with their work schedules. They felt “abandoned” and were left to “bear their burden” alone

as illustrated by the following excerpt:

No, I am not receiving any form of support from my former employer. You know how
private employers behave. The medical centre where | was working is privately
owned and the owner doesn't really care. In fact, | told you before that even when |
went back to see if they can reinstate me to enable me work and support my family
and my treatment | was told that I'm no longer fit to work with them. | believe he
made his judgement based on my physical look, as I looked quite frail. So.....erm |
think it wasn't his fault because this condition has made me look very different from
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every normal human being and it’s hard to see any employer who can employ me for
any job here (Mrs C, Int. 2).

The disruptions in the work schedule of some of the participants due to travelling to the
facility for dialysis sessions often created “feelings of loss of privacy” as they always had to
reveal to their work colleagues why they were always away from work to attend their
hospital appointments. There were also feelings of “uncertainty” among these participants,
as they feared their continuous absence could lead to the loss of their jobs. This experience

was worse among those employed in the private sectors than for those in the public sector.

The physical symptoms the participants experienced often affected their chances of
sustaining their jobs and led to the sale of personal belongings to pay for the cost of their
treatments. It also made some of the participants to feel a sense of “self-doubt” and
“incapacitation” that even if they got employment opportunities, they might not be able to
cope with the job demands. This can be seen in the case of Mrs A who was a schoolteacher
but lost her job as she could not cope with the symptoms of her condition and had to relocate

to live close to her family for their support:

I can no longer get back on my teaching job or any other job in life. Who can ever
employ me again? Even if I'm employed, where do | find the strength to perform my
job? So, this condition has rendered me useless and incapacitated. This condition
has led me to be unemployed and not only that, my husband has become poor due to
this condition. He has sold all the goods in his shop and other property to pay for my
medical bills and this has got to the point that we are no longer able to pay our rent
(Mrs A, Int. 1).

Mrs C had a similar experience, and this forced her to quit her job and had to depend solely
on her daughter for her treatment:
Since the commencement of dialysis, | have always experienced constant fatigue
which affected my performance on my job and so I had to quit my job in November

2015 because I find it very difficult to walk unaided and so can 't be tolerated to carry
on in my workplace. I’ m no longer able to work again (Mrs C, Int. 1).

For Mr E, his health condition and the dialysis treatment he was receiving constituted a
“nuisance” to his life. He could not sleep properly in the night but could only sleep in the

daytime. This affected his ability to cope with his new security guard job as he had to deal

174



with not only the sleeplessness at night but also the fatigue associated with his illness and

was always falling asleep on duty:

| do not sleep well in the night time. I'm thinking it could be a side effect of the
medications I'm taking although the doctors said it’s because I need to undergo
dialysis. It’s really disturbing me so much; you can imagine when other people are
asleep in the night and you are awake doing nothing. I sleep in the daytime. It affects
my job as I had to leave my previous job and now it makes me sleep at work where
I'm doing security work (Mr E, Int. 1).

When | interviewed him during the second phase of the data collection, he was already
sacked because of the impact of the physical symptoms and sleeplessness at night, which he

could not cope with:

1.... still don't sleep well in the night time and ...when I go to work I sleep on duty.
You asked me about work... ...I have lost my job now. | was sleeping on duty one day
and......my boss caught me, and he said he could no longer keep a security man who
sleeps when he is supposed to be awake. So...so.....that was how [ was fired from my
security job and since then I have not been able to get another one. It's not his fault.
Ifyou look at the nature of my job, I...shouldn 't be sleeping on duty anyway but....it's
not my fault. Maybe it's because of the effect of my condition which makes me feel
very tired and | don't sleep in the night time (Mr E, Int. 2).

The loss of his job affected his ability to cope with the cost of treatment as he had no form
of support from any source and his family members were still dependent on him. Mr E
metaphorically described himself as a “walking corpse”. This expression was used by some
other participants in the study to describe what life means for them as dialysis patients who
could not afford the cost of treatment and had to live everyday with the knowledge that they
are going to die from their illness:
Erm....... it has made me not to have any money to talk of going to the hospital for
dialysis. You know that if you don’'t have money to pay, nobody is going to listen to
you when you go to the hospital for your treatment not to talk of going for any
hospital appointment. So....erm.....It's hard my brother. Here if you don" have
money, then you are a walking corpse. That is the major reason why | have not gone

for dialysis since the last two months now. It has made my life worse, ...my condition
has turned worse as you can see (Mr E, Int. 2).
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Mr E’s likening of himself to a “walking corpse” just like some other participants in the
study in my reflection suggests a feeling of incapacitation as a result of knowing what to
do as a dialysis patient but was restricted by financial constraints. It also demonstrates
an awareness of the likely prognosis of his illness. Reflexive journal field notes: January
10, 2016; April 22, 2016.

The impact of the illness on employment or job issues was not peculiar to the participants
who were employed in the private or public sectors. Others who were running private
businesses also expressed how their business ventures were “paralysed” because of the
physical symptoms they experienced which affected their ability to cope with the demands
of their businesses. This was illustrated by the following comments:
When I go back to my business I experience so much pains in my joints and I'm so
fatigued that I hardly do anything since my job involves lifting or carrying goods out

from the stores manually but if it’s only to bring out goods for a customer I wouldn’t
have much reason to worry (Mr D, Int. 1).

It has been a very tough time for me my brother. I.....1....have been trying to see if [
can get a job here as | can no longer continue with my carpentry job due to the
constant tiredness that I always have but I have not been able to get one. Erm,.....I
have been living my life from hand to mouth and now....I am a big problem for my
family. You know if not for them | wouldn't have been able to go for dialysis more
than once since and my health condition would have been much better (Mr K, Int. 2).

For Mr J, his frailty and not having anybody who he could entrust his business to meant he
had to shut down his business just to take care of his health. This meant he could not afford
to sustain his treatment and take of other family needs:

I am no longer able to go to work regularly and so | spend most part of my time
staying at home. | don’t have apprentices or any subordinate who supports or assists
me in my business. How can | get money to sustain my dialysis and other treatment
if I don't carry on with my business? So, erm...but I need to be strong to do anything.
| can't concentrate on doing anything meaningful when you think about the impact

of the symptoms of this condition, the needs of your family, going for dialysis in such
an extremely far distance so that you can live (Mr J, Int. 1).

The employment issues some of the participants faced persisted throughout the period of the
study and this possibly caused some of them to drop from accessing dialysis, as they could
not cope with the high cost of their treatment. Those of them who were still alive in the

second and third phases of this study made the following comments:
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No, | have not been able to secure any other job. You can imagine how wasted I look
now, so it has been very difficult to get a job. Which employer will give a job to a
potential employee like me my brother? This condition makes me feel so tired that |
hardly can do anything for myself let alone working for anyone. So, so, | have been
bearing my burden all alone and with the support from my family (Mrs A, Int. 2).

Erm, basically I have had financial challenge, which made it difficult for me to go
for dialysis. You know I told you last time that | have not gotten any job to do since
1 graduated from the university. So, so..... the cost of my treatment has been borne
by my aged parents and my younger brothers who are really struggling to make ends
meet. In addition, one of my brothers who has been supporting me has just lost his
job and now he cannot even afford to look after himself not to talk of having any
money to give me for my care. So...his loss of job has now added to my issues and
pressures as he cannot support me financially as he used to do in the past (Mr F, Int.
2).

Although I was quite emotional and empathetic while the participants recounted their
ordeal in securing job opportunities, at the back of my mind I felt their fragile look could
have contributed to that. However, | was stunned by the manner with which some of the
potential employers spoke to some of the participants. Reflexive journal field notes:
January 10, 2016; April 22, 2016; July 27, 2016.

6.3.3 Finances and sources of income

Participants expressed how their illness and dependence on dialysis had affected their
sources of income and rendered them financially independent. The financial impact of living
with ESKD and depending on dialysis for them included giving up their work or businesses
(as already discussed above), spending all their life savings on their treatment and
dependence on family members or friends for their treatment costs in certain cases. This
often-created uncertainty in their lifeworld as dialysis patients as other family needs could
take precedence over their treatment and this makes them feel “unsure” about when they
could go for their treatment. For the family members, the economic implications of caring
for relatives who are dependent on dialysis included giving up work or other daily schedules,
holidays and the costs of travelling from their locations to the dialysis facility. The study did
not set out to include the family members but two of the family members were eager to

highlight the impact the illness and the treatment had on them and | had to oblige them.
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Mr D described the impact of the illness and his treatment on his source of income thus:

Currently, | have no grown up male child or any helper at the shop. I used to have a
sales boy but since | became ill and travelled back home for treatment, my business
has crumbled, and the boy has stolen all my money. | had to shut down my motorcycle
parts shop and asked him to move over to the other shop where | sell mobile phones
until I return (Mr D, Int. 1).

Generally, for the participants, their experiences of their illness were worsened by a lack of
any form of financial assistance or dialysis subsidy from the government, which could have
made life easier for them. During the interview sessions, many of them asked me if | was
going to assist them with the cost of treatment or “speak for them” as they felt the appropriate
health authorities should be able to assist them. Struggling to cope with the experience of
symptoms and working to afford the cost of dialysis and other family needs meant the
thought of any sort of recreation or holiday is a luxury for them unlike ESKD patients in

developed societies.

The experience of financial independence was worse for the male participants than for the
female participants. This could be because of the societal norm of “the man being the head

of the family” and “should be able to provide for the family”. This often made the male

2 13

participants in the study feel “powerless”, “worried” and experienced some form of role
conflict in their quest to fulfil this “essential” role in the family. This is captured by the

following comments from two of the male participants:

So, my business has suffered, and my income has depleted as | have to pay for my
dialysis and look after my family. It's not been easy with me coping with the financial
pressure | have faced since this condition started (Mr B, Int. 1).

It has....it has.... done a lot of damage to my business and that has made me to be
reductant and | cannot support my family financially the way | used to do before.
1...1.... have given up this important role of every man to his family to my wife. It
makes me sad terribly. My children are still in the University studying and they need
financial support from me but now | cannot do all that as | used to do and all the
money | was using for my business is almost gone in taking care of their cost of
studying. | cannot leave everything for my wife to do you know? (Mr D, Int. 2).
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The experience of loss of financial independence was not limited to only the male
participants, two female participants also expressed loss of financial freedom due their
illness and treatment thus:
We both now depend on my family for our upkeep. This is not the kind of life | wished
for myself and my husband but it's now the reality (Mrs A, Int. 1).

Assuming | am still working and earning salaries it will help me in the payment of
my medical bills but now I don’t work, and | have become a burden to my daughter
who is a medical doctor as now takes care of my bills (Mrs C, Int. 1).

For Mrs O, the cost of her treatment led her to selling her properties, as she could no longer
cope with the high cost of treatment:

My son,...it has not been easy with me and my children. I have sold virtually
everything | have to be able to keep to my treatment, but it has not been enough (Mrs
O, Int. 2).

Though Mr D's cousin supported him financially in his treatment, giving up his business
because of ESKD and dependence on dialysis was very frustrating for him and wished he
could change the situation. He wished he could retune to his “previous self” which described

as “normal”. He made this comment during the third interview:

As aman, | would prefer being able to pay for my treatment and supporting my family
and doing many things for myself as against my current situation where I must
practically depend on my family for everything even though I dialyse at least twice
every week. It makes me feel like a burden to my fellow man. | feel like I I'm tied to
someone and really quite inseparable and have lost my financial freedom.....I have
had to shut down my business over there and look after myself and it’s really been
telling on me and my ability to cope with my financial obligations (Mr D, Int. 3).

The impact of the illness and the treatment on the participants™ finances and their sources
of income worsened due to a lack of support from the government, which they described
as abandoning them to their fate. They repeatedly asked me if the government could come
to their aid throughout the period of the study. Some of them also severally encouraged
me to utilise the findings of this study to highlight the challenges they faced to the
appropriate authority. Reflexive journal field notes: January 10, 2016; April 22, 2016.
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6.3.4 Religious practices

Some of the participants in this study appeared religious and they utilised their religion as a
source of coping with the stress of living with their illness. All the participants identified
themselves as chritsians belonging to the various denominations of Christianity. Not being
able to perform religious rituals such as doing “midnight prayers”, praying ecarly in the
morning before embarking on their daily schedules and attending religious events were
perceived by some of the participants as the worst impact of the physical symptoms
associated with their life world as dialysis patients. The most common symptoms that
participants reported as barriers to their religious practices were fatigue and joint pain, which
they described as “excruciating” and “debilitating”. They often referred to God as the source

of their healing as discussed in the previous theme.

The inability to cope with their religious obligations as Christians due to the impact of the
symptoms resulted in the perception by some of the participants that ESKD and the
treatments are “intrusions’ into their “normal lives”. To them, there is a distinction between
their “normal lives” as faithful Christians who prayed every day and at the right hours,
attended church programmes and events and their current “lives” on dialysis where all these
values, which they cherish, had been “lost”. Therefore, living with ESKD and depending on

dialysis is a barrier to the expression of their Christian values.

One of the male participants expressed the impact on his Christian life thus:

It has affected negatively on my Christian life. 1 don't have the energy to pray as
much as | used to in the past because of fatigue which I experience every day (Mr G,
Int. 1).

During the second interview, he expressed the impact of the symptom on his religious life
thus:

Erm......the weakness has worsened, and | can no longer attend fellowships in the
church or even pray the way I used to do before. I still try hard to pray but .... the
weakness is usually worse in the day times, so praying in the daytime is now very
difficult for me (Mr G, Int. 2).
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For Mrs P, her religious life is an “essential” aspect of her life, which she cherished and will
never relinquish because of her illness. She described the impact of her illness on her
religious life thus:

Even these days | am not able to pray in the middle of the night the way | used to. My

spiritual life is very important to me but to be honest with you, this condition has
imparted it negatively, but I will never give up (Mrs P, Int. 1).

She went further describing the impact on her thus:

So, ...erm, ...you can imagine what it means for my family and me. 1 always like to go
to church and attend all the church activities but that has not been possible due to
this illness (Mrs P, Int. 1)

The religion of the participants meant so much to them. It was their source of comfort, hope
and coping with the stress associated with their illness. | admired their perseverance and
sense of optimism in the face of adversity. Reflexive journal field notes: January 15, 2016;
April 20, 2016.

6.3.5 Changing social relationships

The families of the participants played crucial roles in their experience of living with the
illness and affording the cost of treatment. They constantly mentioned the roles of their
families as their major source of support. Some often highlighted being “over dependent” on
their families for help in carrying out activities of daily living, transportation to the dialysis
facility and payment of their treatment costs. This often created a sense of guilt, loss and
anxiety and participants described how they should have been the ones assisting their family
members financially but were constrained by their illness and the treatment. To them, their
illness was a unifying factor, which brought every member of the family together, and they
were not seen as “burden” on their families. Clearly, from the interview data, some of the
participants were the ones who perceived themselves as “burden” on their respective

families.

There were many instances in the interviews where participants described how their families

had been “the force pulling them through” in their illness experience by providing every
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necessary support, encouragement and the determination to carry on and never to surrender
to the illness. Mrs A described how her poor parents struggled to pay for the cost of her
treatment thus:

The cost of this dialysis is very high and poor people like us can hardly afford it and

it's only through the grace of God that I'm alive today as my poor parents struggle
to raise money for my dialysis (Mrs A, Int. 1).

Mrs C also perceived herself as a “burden” to her daughter who takes care of her treatment
costs:
Assuming | am still working and earning salaries it will help me in the payment of

my medical bills but now I don’t work, and | have become a burden to my daughter
who is a medical doctor as she now takes care of my bills (Mrs C, Int. 1).

However, only one of the participants described experience of negative treatment from
members of her extended family (late husband’s brothers) who accused her of being
responsible for the death of her husband. She described her experience thus:
I have nobody supporting my children and me. My husband has died and his brothers
don’t come close to my children and me as they are insisting that I killed him and

that is why I"'m suffering from this condition. | didn"t kill my husband and why would
| do that? (Mrs O, Int. 2).

Participants described the impact of their illness and the associated symptoms on their
relationships with their friends and associates. The illness confined some of them as they
struggle to cope with the symptoms, which they described as “agonising” and “restrictive”.
It often alienates them from their peers, as they feel ashamed of their present look in their
iliness. The following are some of the comments they made in their description of the impact
on their relationships:

How can my belly be so swollen? It makes me stay indoors and | find it difficult to

go out and associate with my friend. Erm... | cannot recall any day the physical

symptoms affected my coming for dialysis. It only affects my social relationships with
my friends as | don’t go out with them again (Mrs B, Int. 1).

You can see me now; you can see how my body is like I'm pregnant with all my whole
body swollen.............. I can no longer go out as much I could, and it has affected
my ability to go out with my friends for social events (Mrs O, Int. 1).
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Two other participants felt abandoned by their friends and expressed reduction in their social
circle as result of their illness. They described the impact on their relationships with friends
thus:

| am feeling abandoned by my friends and my brothers and sisters who are supposed
to help me get the right treatment but then they are ....... not doing anything (Mr H,
Int. 3).

I am particularly confined by this condition; I can't go out as | used to do in the past
when | was okay. You know when things were good | used to have many friends
flocking around me. But since this condition started, it has reduced the number of
friends that | have. Sometimes some of my friends don’t even pick up my calls or even
call me back probably they feel I will ask them for help. So, it's just a few of my close
friends who still call and check on me (Mr J, Int. 1).

22, 2016; August 1, 2016.

In all the interviews conducted, participants were full of praises for their families who have
always been their “pillar of support”. Surprisingly, there was little or no mention of the support
of the HCPs in their illness experience. Reflexive journal field notes: January 10, 2016; April

There was no mention of the impact of the illness on participants™ relationship with their

work colleagues.

6.3.6 Psychological and emotional impact

The physical symptoms some of the participants experienced often resulted in psychological
and emotional impacts on them. The commonest symptoms participants reported as
“troubling” and “very uncomfortable” were swelling in the ankles, feet and abdomen, and
generalised body pain especially in the joints and the chest, which often made them unable
to breathe properly. The swelling in the abdomen was more worrying for the participants as
they perceived themselves to be “pregnant”. This feeling was found to be more common
among the female participants especially the older ones who could not reconcile their “new
look™ with their previous “self”. This resulted in the perception of negative body image
among the participants and affected their interpersonal relationships, as they had to “keep to
themselves”. Some of the participants described the impact of their illness and the associated

symptoms on them thus:
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The swelling is quite discomforting to me. It makes me feel very heavy and it doesn’t
permit me to breathe well; even now, I can’t breathe well, and it disturbs my sleeping
pattern. I only manage to sleep a few hours in a day,; I'm only managing my life (Mrs
C, Int. 1).

Others described the impact of the illness on their body image thus:

I don't sleep well in the night. Erm, it .... makes me feel like vomiting especially when
my face and my legs swell, and | don't go for dialysis. Sometimes, my legs will be
doing me like I'm walking even when I'm sitting down in a place without doing
anything. All these make me feel awful and unease (Mrs Q, Int. 1).

Sometimes, when my belly is swollen I am not able to go out due to severe weakness
that | feel and because | feel sad and shamed to go out to church because of the
swelling, which makes me, feel like someone who is pregnant (Mrs P, Int. 2).

This condition makes me stay in-doors all the time as my whole body is usually
swollen and I find it stressful to walk about as | used to do in the past. You can see
that my whole body is swollen now; how can | go out like this and everybody will
start looking at me and some others will start asking me if I'm okay (Mr G, Int. 1).

The distress caused by the physical symptoms and the swelling which affected Mr H often
led him to have suicidal ideation as he expressed during the third interview session thus:
| still feel same way of putting an end to this situation, but I hope everything will be
fine someday. | have been having the same thought especially whenever my body

keep swelling up and its affecting the way | breathe, you know it could be very
distressing and it makes me very anxious (Mr H, Int. 3).

During the analysis of this data, | read severally the lines of the second interview transcripts,
which suggests Mr H had suicidal ideation. | took notice of the comment- “I still feel the
same way of putting an end to this situation”. It suggests to me that perhaps this ideation had
existed even before the first interview but he either deliberately masked it or he felt he
expressed it during the first interview. This further highlighted to me the importance of the
QLRS approach which I used in this study as this important issue could possibly not have
been uncovered if | had used any other approach. However, | was in a dilemma regarding
what to do in that circumstance without compromising the principle of confidentiality of
participant's information. | encouraged him to talk openly about any issues he might have
which could be bothering him and I listened to him carefully without being judgemental. He
was also encouraged to speak more openly about any worries he might have to either his
family members or members of the healthcare team. Reflexive journal field notes: January
10, 2016; April 22, 2016; July 25, 2016.
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Another participant also discussed the impact of the illness and the symptoms on him thus:

Whenever | undergo HD sessions | feel free, | feel better and normal but after some
time my body will start experiencing pain, with fine tremors on my upper and lower
extremities and feeling unwell. It also affects my appetite, as [ wouldn’t be able to
feed as normal. I don’t feel hungry most of the time, and a lot of abnormal feelings
occur on my mind in fact don’t feel happy at all. I'm always sad because of this
condition and the associated symptoms (Mr E, Int. 1).

The debilitating impact of the illness was also found to lead to diminished self-worth in some
participants. Not being able to concentrate on working and providing for the family made
some of the male participants to feel a sense of “worthlessness” as they could no longer cope
with their traditional roles as “the head of the family”. Mr D discussed how he felt at not
being able to play this role thus:

It has not been quite easy especially watching my wife deal with all the financial
matters in the family and now everyone of us have been dependent on her. It makes
me feel less worthy as a man. You can imagine what it means for a woman to be the
person catering for a family in our society. It kind of makes me feel that I'm no
longer a man, in fact as though I'm no longer alive because | should be the one
providing for my family and my wife's role would be supportive and not being the
one in charge of everything (Mr D, Int. 3).

6.3.7 Summary of key findings: Impact of CKD and dialysis treatment

The bodily impact of the illness was more worrying for the female participants than
the males because of the effect on their reproductive lives. In addition, the
disfigurement from the fistula scars on the body created a created a sense of
negative body image in the female participants. The participants experienced
employment challenges due to the physical symptoms of their illness and the
inability to cope with the pressure of job and treatment of their illness. ESKD
patients faced discrimination in employment issues and were often stigmatised. For
those who were fortunate enough to keep hold of their jobs, they faced the pressure
of travelling very far distances from their residents to the dialysis facility. They
also lacked financial support from their employers and work colleagues due to
incessant absence from work due to the debilitating impact of their illness. Living
with ESKD and being on dialysis created financial challenges for the participants,
as they had to quit their job, businesses and still provide for their families without

any assistance from the government. This experience was particularly worse for
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the male participants than the females as most of them were the breadwinners of
their respective families. Families were the major source of support for the
participants and participants felt abandoned and deserted by their friends. The
iliness therefore had negative impact on their wider interpersonal relationships and
deprived them of more support. The cost of treatment placed huge financial burden
on the family members who had to pay for the cost of dialysis. It also affected the

employment of some family members who cared for them.

6.4 Summary of the chapter

This chapter has exposed the various challenges faced by dialysis patients in a healthcare
system with unequal access to healthcare where the poor patients must pay out of their
pockets for the huge cost of treatment. The cost of treatment was found to be the major
barrier to accessing regular dialysis services. Lack of money to access regular dialysis often
caused them to resort to herbal consumption, which they described as an “alternative” to
dialysis. Those who could afford the cost of treatment accessed regular dialysis services
throughout the period of the study. The physical symptoms experienced by the participants
was a major force, which drives them to seek dialysis services. Some cultural/societal norms
also influenced negatively on the ability of the patients to seek dialysis services. The
cultural/societal norms include the use of herbal remedies for treatment, attitude towards
seeking healthcare services, cultural expectations of the society as a married woman, and the
first wife in a polygamous family looking after the rest of the husband’s wives if the husband
is late. The concentration of the government-owned renal facilities within the cities also
served as barrier to accessing regular dialysis services by the participants as it increased the
cost of their treatment, which they could hardly afford. Religious beliefs also had negative
influence on the compliance to treatment by some of the participants because they believed
in God for their healing. The dialysis services were characterised by too long waiting hours,
poor supply of dialysis supplies including water for dialysis and disrespectful treatment of
patients by some of the HCPs.
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This chapter also highlights the employment challenges and discrimination in workplace
faced by dialysis patients in Nigeria. In addition, the impact of CKD and dialysis on
interpersonal relationships, patients’ finances, the family and the body image of patients

were also highlighted.

The next chapter will discuss the findings of this study in within the context of other related

studies.
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Chapter 7:  No Money, No Treatment, No Life- “CKD
is a death sentence”

7.1 Introduction

This chapter highlights what was already known about experiences of dialysis patients in
regions of the world with equal access to treatment, the new knowledge resulting from the
current study and a discussion of the key findings presented in Chapters 5 and 6 of this

thesis.

7.2 What was known before this study

From the literature reviewed in Chapter 2 and wider literature on dialysis patients, we
know the following about the experiences of ESKD receiving dialysis:

e Living with ESKD is associated with uncertainty regarding waiting for dialysis and
renal transplantation, and possible prognosis of their disease condition.

e Meaning of illness in ESKD is represented by living in pain, stress and other social
and psychological discomforts associated with the treatment. The meaning of
ilIness shapes how individuals deal with the management of their illness.

e Haemodialysis impacts negatively on the body image and social relationships of
ESKD patients.

o Dialysis disrupts the normal life of ESKD patients and has social, psychological,
emotional and physical effects on them.

e Dialysis patients use various coping mechanisms such as hoping for normality,
faith and spirituality, socialisation, hobbies and engaging in meaning employment
in dealing with their illness. Religious beliefs have no impact on decision to seek
dialysis services.

e Family is a major source of support in ESKD providing financial and emotional
support. However, family needs have no impact pf decision to seek dialysis
services.

e No previous explored the experiences of dialysis patients in health care systems

with unequal access to healthcare to treatment.
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e We did not know the impact of culture, cost, religious beliefs and institutional

challenges on access to treatment in ESKD patients.

7.3 What this study adds

e It exposes the challenges faced by ESKD patients receiving haemodialysis in
healthcare systems with unequal access to dialysis to treatment. It reveals that cost
is a huge barrier to regular access to treatment for dialysis patients. It also exposes
the negative impact of religious beliefs, societal norms/cultural practices,
geographical issues, poor health care policy and family needs on the ability of
ESKD patients to seek renal services.

e This study also exposes that physical symptoms and the fear of the possible
consequences is a major factor that influences decisions of ESKD patients to seek
dialysis services in such context. This contrasts with what is known in literature.

e Meaning of illness has no impact on the health seeking behaviour of dialysis
patients in health care systems with unequal access to treatment.

e Lack of adequate communication regarding treatment choices (especially with
respect to conservative management), nutritional and prognostic information are
challenges to effective management of ESKD in low-resource settings.

e Lack of awareness of the causes of chronic kidney disease and the effective
management. People’s perception of the causes of chronic kidney disease and
treatment was inaccurate and misinformed.

e Religious and superstitious beliefs in addition to cost of treatment are the major
barriers to renal transplantation in Nigeria.

e Qualitative longitudinal research approach is a valuable approach for gaining
deeper understanding of the lived experiences of patients suffering from chronic

illnesses.
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7.4 Discussion of the findings

7.4.1 Introduction

Leventhal’'s Common-Sense Model (CSM) of Iliness Representations (Leventhal, 1997)
posits that individuals’ illness perception influences the coping responses to an illness. The
Leventhal perspective seeks to explain that individuals construct their own illness
representations to help them make sense of their illness experience. These representations
form the basis of appropriate or inappropriate coping responses exhibited by clients suffering
from chronic illnesses (Leventhal et al., 2001). The themes deduced from the interviews did
not reflect Leventhal’'s common-sense model of illness representation. The meaning of
illness did not change as the illness progressed, participants continued with their
maintenance dialysis and recieved more information. Therefore, the meaning of illness had
no impact on the sustainability of treatment by the participants. The key findings are

therefore discussed below:

7.4.2 lllness identity

Participants in this study were patients with stage 5 CKD who perceived no specific
symptoms at the onset as shown by their hospital records and corroborated by the
participants during the interviews. Many of them sought medical attention because they felt
uncomfortable or presented with various signs and symptoms (fatigue, generalised body
weakness, foamy urine, oedema, and vomiting) which they could not cope with. This finding
is therefore consistent with Leventhal's self-regulation model which states that the identity
or label a patient gives to an illness depends on the presence of physical symptoms and the
information from various channels such as healthcare practitioners, the illness experiences
of other people and the health information they receive via the mass media (Leventhal et al.,
1984; Diefenbach and Leventhal, 1996). Early identification of symptoms and treatment are
crucial in preventing the progression of CKD to ESKD (Locatelli, Vecchio and Pozzoni,
2002; Feehally et al., 2008).

As indicated in chapter one, Nigeria ranks third in the list of African countries with the
largest number of patients on haemodialysis (HD) (6.3 per million populations) after South

Africa and Kenya (Pozo et al., 2012). This figure indicates that ESKD is a growing and
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expanding problem for Nigerian people and the health services. This may be due to multiple
causes. Studies have shown that most people in Nigeria (less than 35 percent) especially
those in the rural communities have no knowledge of CKD (Ayokunle et al., 2015; Okwuonu
et al., 2015; Oluyombo et al., 2016). To achieve early diagnosis and treatment, individuals
must be able to self-identify abnormal symptoms. Otherwise, they might misinterpret
abnormal symptoms and care less about seeking medical help as reported by some of the
participants. This is consistent with the generally poor health-seeking behaviour among
Nigerians as reported in other literatures (Abdulraheem, 2007; Omotosho, 2010;
Chukwuneke et al., 2012). By the time some of the participants felt uncomfortable and
noticed obvious symptoms which prompted them to seek medical care, their CKD had

progressed to ESKD which is irreversible.

7.4.3 Causes

Some participants believed the cause of their illness was supernatural or spiritual attack by
their “enemies” or those who do not wish them well. They saw the biomedical causes of
ESKD as secondary and believed that any health condition that defies orthodox treatment
was underpinned by supernatural forces directed by wizards, witchcrafts, angered ancestors
and evil spirits. One of the participants believed his illness was caused by his past
inappropriate lifestyle believed it is a punishment for her sins by God. However, a few of
the participants believed their illness was due to some other primary chronic diseases such
as diabetes mellitus, hypertension and PKD based on the medical. The causes described by
the participants were consistent with those reported in previous other studies (Haroun et al.,
2003; Stengel, Tarver-Carr, Powe, Eberhardt and Brancati, 2003; Shankar, Klein, and Klein,
2006). The beliefs of most of the participants regarding the cause of their illness demonstrate

low level of knowledge of CKD among the people.

7.4.4 Time line/Control

Some of the participants knew that their illness cannot be cured but could be controlled.
However, a few of them demonstrated a lack of knowledge of the course of their illness as
shown in the interviews. Based on cognition and beliefs, most of the participants believed
that following their doctors™ recommendation to maintain dialysis appropriate sessions of

weekly dialysis was the best way to manage their illness, however, they were constrained by
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lack of money for the treatment. Therefore, the duration of the illness and possibility of being

cured or otherwise had no impact on them sustaining their dialysis treatment.

7.4.5 Consequences

During the interviews, when participants talked about illness consequence perceptions, most
of them did not want to talk about the possible consequences like death. Only a few of them
talked about the possible consequences. This finding is consistent with the typical Nigerian
culture of not talking about death or dying (Okpechi, 2017). Most of the participants also
described the negative consequences of their illness on their finances, social relationships,
religious practices and employment.

7.4.6 “A death sentence”-inequality and lack of service provision

Based on the literature reviewed in Chapter 2, this is the first study to explore the lived
experiences of ESKD patients receiving dialysis services in low-resource settings with
unequal access to treatment like Nigeria. The study identified several barriers that impaired
the patients™ ability to sustain access to regular dialysis services. These barriers included
cost of treatment, location of dialysis services, societal norms and family needs. The findings
show that the cost of treatment is the major barrier to regular access to dialysis services by
ESKD patients in Nigeria. As discussed in the introduction of this thesis (Chapter 1), health
care in Nigeria is financed by a combination of tax revenue, out-of-pocket payments, donor
funding, and health insurance (social and community) (WHO, 2009; Olakunde, 2012).
Majority of ESKD patients in Nigeria therefore pay out-of-pocket (OOP) for their RRT
without any healthcare insurance and the non-availability of PD services further compounds
their problems (Okafor and Kankam, 2012; Arogundade, 2013). This was found to be the
case in this study as almost all the participants paid OOP and only one of them was supported
by his cousin. This therefore creates massive inequality gap in the access to dialysis services
among dialysis patients as was found in this study as only those who have money can access
regular treatment while those who cannot afford the cost of treatment are left to die. It also
shows that living with ESKD in Nigeria is a death sentence to the patients just as they often
described in the interviews. The finding of the current study is like that of another, which
investigated the impact of out-of-pocket payments for healthcare services on the utilisation

of primary health care in the South-Eastern region of Nigeria (Onah and Govender, 2014).
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The finding of this study therefore supports the view that OOP payments put patients into
medical poverty trap, as they often had to borrow to be able to access the services without
any government support or health insurance services available to them. The cost of treatment
for the participants included direct costs such as: dialysis session fees, cost of consumables,
outpatient consultation fees, drugs, costs of laboratory and radiological investigations, and
the cost of hospitalisation if they need to be admitted in the facility after dialysis. The indirect
costs include cost of feeding, transportation and the monthly cost of loss of productivity for
the patients and their caretakers for each session of dialysis and other clinical consultations.
For those of them who live in rural areas far away from the city, the cost of transportation
often prevented them from attending dialysis sessions. This therefore consistently impaired
the ability of some of the participants to maintain their treatment while those who could
afford the cost of treatment received treatments as prescribed as evidenced by the dialysis
frequency throughout the period of this study (Table 7). It also caused some of the
participants to resort to herbal consumption.

The cost of treatment of renal diseases has been documented as a leading threat to health
care resources globally even in the most advanced nations of the world (Mushi, Marschall
and Flel3a, 2015). The major factor found to have influenced dialysis decisions and the
coping strategies of almost all the participants regarding their illness was the cost of
treatment. This finding contrasts with the CSM as cost is not one of the five constructs of
the model. Therefore, this study adds a new dimension of cost to the Leventhal’s CSM as
the cost of treatment influenced the illness perception of the participants and their coping
responses. In Nigeria, the cost of a session of dialysis varies among facilities, with the cost
being excessively higher in private facilities than in the public facilities. This is further
worsened by the lack of regulatory framework for the provision of dialysis services in the
country to ensure quality and patient safety (Bello, 2014). There has been an increase in the
number of dialysis facilities in the country in recent years. Most of the new facilities are
owned and run by private individuals. Although this is a commendable development, it has
however generated many disturbing questions regarding the quality of the services rendered
to ESKD patients in those facilities. The concerns stemmed from the fact that most of the
owners of these new facilities are business moguls who see these facilities as business
investments for making profits. This concern in addition to the issue of shortage of qualified
nephrology personnel in the country as discussed in Chapter 1, has led the Nephrology

Association of Nigeria (NAN) and several leading nephrologists in Nigeria to raise concerns
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regarding the quality and safety of the services they offer to patients (Braimoh, Mabayoje,
Amira and Coker, 2012; Bello, 2014). In addition, the lack of local regulatory oversight has
created an opportunity for arbitrary charges for the cost of a session of dialysis in private
facilities as observed in this study. This further adds to the challenges of the poor dialysis
patients in the country who can hardly afford to sustain their treatment. Therefore, it is
necessary to for the government to increase the financial commitment to healthcare, include
RRT in the NHIS and where possible subsidise the cost of dialysis for the patients. It is also
necessary for the government to put in place a regulatory framework for the provision of
renal services in the country to ensure the safety of ESKD patients. While many other studies
have evaluated and compared the costs of RRT in various regions of the world, none has
considered the impact of cost on access to treatment and sustainability of dialysis among
ESKD patients in healthcare systems with unequal access to treatment. The finding of this
study therefore, exposes the major barrier faced by ESKD in accessing dialysis services in

low-resource settings.

Another major finding of the study is the issue of long waiting hours to be dialysed. The
participants faced in the facility was the issue of long waiting hours because of too many
ESKD patients receiving dialysis services in the facility. Some of the participants described
having to wait for too long number of hours to be dialysed, and some had to cancel other
daily engagements in order not to miss their dialysis schedule. The amount of time spent on
dialysis has been variously described across the studies reviewed in chapter 2 (Hagren et al.,
2001; Ravenscroft, 2005; Ekelund and Andersson, 2010; Herlin and Wann-Hansson, 2010;
Monaro et al., 2009b; Kazemi et al., 2011; Al Nazly et al., 2013; Shaw, 2015; Gullick,
Monaro and Stewart, 2016). The finding of this study is consistent with that of a previous
study (Monaro et al., 2009) where time spent by dialysis patients was described as “lost
time” and this was further categorised into “killing time” and “waiting time”, and both relate
to patients” perceptions of how much time is taken waiting to go on the dialysis machine and
time while on the machine causing boredom. Similarly, in Gullick et al. (2016) time
according to the dialysis patients were grouped into “lost time”, “clock time” and “lived
time” and these times described the compartmentalising of the life of a patient on dialysis
into dialysis and non-dialysis days. In contrast however, Burns, Tranter and Raghunath
(2017) found that patients on in-centre night HD (INHD) had improved quality of life
because the treatment allowed the patients a lot more time to engage in other non-dialysis

activities as INHD is done at night times and is accompanied with sleeping during the
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process. The experience of long waiting hours therefore created feelings of uncertainty
among the participants. This finding supports those of previous studies associating the
concept of uncertainty with haemodialysis patients (Tong et al., 2013; Kim et al., 2017;
Sahaf et al., 2017). Long waiting hours to receive medical care has been associated with poor
health outcomes including death (Prentice and Pizer, 2007; Pomerantz et al., 2008).
Similarly, previous studies on cancer and heart disease patients have found prolonged
waiting hours for care to be associated with an increased risk of mortality and morbidity in
the patients (Starfield et al., 2005; Fahmy et al., 2009). The long waiting hours often
discouraged some of the participants from attending dialysis sessions and forced them to
resort to the use of herbal remedies which are readily available and cheaper than dialysis.
Long waiting hours was found to have affected negatively the ability of some female
participants to access regular dialysis. They cited societal norm/cultural expectations of
married women not staying late away from home and being expected to do house chores like
cooking for their husband as challenges they faced in dealing with the issue of long waiting
hours. Waiting for too long late into the nights was therefore a taboo for them, and this
caused them to skip some dialysis sessions. For most of the participants in this study who
are frail, long waiting hours could therefore lead to the deterioration of their health condition
and possibly death as was observed on a few occasions in the facility during the period of
the study. This situation could have been better if more dialysis facilitates were established

in the rural areas to reduce the pressure on the only facility existing in the city.

The distance between where participants lived to the location of the dialysis facility was also
found to be a barrier to regular dialysis services. This often-presented difficulties for them
in arriving the facility on time for their dialysis and sometimes resulted in missing hospital
appointments. The concentration of most of the dialysis facilities in the country within the
cities posed serious threat to the effective management of ESKD in the country. It also adds
to the cost of treatment for the participants and often “discouraged” them from attending
dialysis sessions or other medical appointments. This finding is consistent with those of other
studies where travel times to dialysis facilities served as geographic barrier to travelling to
dialysis facilities in Wales (White et al., 2006), England (Maheswaran et al., 2003; Judge et
al., 2011) and Japan (Kashima, Matsumoto, Ogawa, Eboshida and Takeuchi, 2012). It
therefore suggests that the issue of geographic barrier to the effective utilisation of renal
services is also observed internationally. Previous other studies have demonstrated an

association between patients living closer to healthcare facility and having better health
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outcomes when compared to those living further away (Jackson et al., 2013; Albornoz et al.,
2016). This supports the observation in this study where in some instances, patients who had
consistently failed to attend dialysis for various reasons were brought into the facility from
very far villages at the points when their blood urea and creatinine levels were extremely
high that they were almost dying. Some of these patients could have possibly survived the
complications had they lived close to the dialysis facility or if they had any dialysis facility
closer to them. Geographic challenges for commuting seemed to decrease participants
access to dialysis services as observed throughout the period of the study from the
interviews. Some of them described instances where they had to put up in the hotel for some
days as they missed their dialysis appointment on the scheduled time due to transport
challenges from their respective States to the dialysis facility. Missing dialysis appointment
time was compounded by the issue of high number of patients on the dialysis waiting list;
this meant that patients who missed their appointed time irrespective of the cause would
most likely either go back home and be rescheduled or sleep over in the hospital to be
rescheduled for the next day. Sleeping over in the hospital was not cost-free as patients who
elected to are expected to pay for the cost of “staying in bed” as that amounted to being on
admission until the scheduled period of dialysis. This therefore added to the high cost of
dialysis treatment and often affected participants’ ability to travel back to their homes after
dialysis sessions. The remote areas have serious challenge of public transportation
infrastructure. Although | could not obtain any data on the actual availability of
transportation means of the participants, most of them however use public transport system
which they described as “erratic” and others use their private cars to commute to the facility.
The latter means of transportation would be almost impossible from my observation as most
of the participants in this study appeared quite frail. The distance issue was understandably
more “worrisome” and “distressing” for the older participants than it was for the younger
ones as they had difficulty in driving their car by themselves or travelling to the dialysis
facility unaided by their family members. The extra cost of transportation often discouraged
participants from attending dialysis and resulted in the postponement of the decision to
attend dialysis. Establishing and maintaining dialysis facilities in the rural and remote areas
would be vital in reducing the widening accessibility gap among ESKD patients on dialysis
therapy. Providing public transport system or any other support system such as ambulance
pickups for the patients could be a very important resource for the patients especially the
elderly ones and those resident in rural areas where there are no facilities yet.
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The cultural belief system of a society provides the lens through which people can make
sense of, interpret, label and explain their illness experiences (Goins, Spencer and Williams,
2011). Cultural belief played a major role in the compliance of some of the participants with
their treatment regimen and health check-ups. The cultural norms of the society observed
among the participants relates to the attitude towards seeking healthcare services, and
cultural expectations of the people. From the literature reviewed in chapter 2, ESKD patients
on dialysis referred to family members, friends and HCPs as their source of social support.
Generally, families were described in the positive sense as an important source of financial
and emotional support. (Gregory et al 1998, Hagren et al 2001 ; Polaschek, 2003 ; Hagren
et al. 2005 ; Nagpal et al. 2017). This is supported by a similar finding in the current study.
In addition, the impact on the family may be profound as patients become increasingly
dependent on them (Hagren et al., 2005; Nagpal et al., 2017); this was observed in the case
of two younger participants in this study who depended fully on their respective families for
their care. As they described during the interviews, their parents had to sell family properties
to support them financially in their cost of treatment. This finding is synonymous with the
finding of Gulics et al. (2013) which reported that chronic illness places huge financial
burden on the family of the patient. Meeting basic family needs such as food and paying
school fees for their children often affected participants™ ability to go for dialysis. This was
particularly more difficult for the older patients who are not in active employment but
depended on their irregular pension payments from the government to pay for their health
care. Though they had adequate knowledge of the importance of regular dialysis and
expressed the willingness to embark on it, they were constantly constrained by the high cost
of dialysis sessions and the competing needs of their families. Therefore, in most cases,
going for dialysis sessions or other hospital appointments was perceived as secondary to
family needs and participants often skipped dialysis sessions to meet them. The inability to
sustain the cost of treatment was observed to be worsened by some societal norms/cultural
expectations of the society. The cultural expectations/practices include older adults being
responsible for the financial needs of their younger siblings, the first wife in a polygamous
family looking after the rest of the husband’s wives if the husband is late and the societal
expectation of a married woman cooking for her husband and doing house chores
irrespective of her health condition. These were found to impact negatively on the ability of
female ESKD patients to access regular dialysis services in this study and thus widens the
inequality gap in the access to treatment between male and female ESKD patients. Some of

the women reported skipping some hospital appointments because of obeying their cultural
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norms of cooking for their husband. Cultural beliefs and practices have been found to be
associated with adverse outcomes in pregnancy, labour and postpartum period in SSA
(Sumankuuro, Crockett and Wang, 2018). This suggests the need for mass education of the
people to dissuade them from conforming to harmful cultural practices at the expense of
their health.

The construction of living with ESKD and being on haemodialysis by the participants in this
study as death was not surprising because of their lack of agency to deal with the demands
of their illness. This is consistent with the work of Gregory et al. (1998) which identified
that situational factors such as the knowledge, experience of an illness, socio-cultural forces
and a cognitive appraisal of the illness episodes and lifestyle changes influence the meaning
given to an illness by patients, and these factors shape patients™ reaction to the illness (Velez
and Ramasco, 2006). The depiction of living with ESKD as death was as a clear expression
of frustration of “knowing”- having the knowledge of the nature of their illness, the
management regimen and the possible prognosis and being constrained by lack of necessary
financial resources to sustain their treatment. The representation of meaning of life as ESKD
and dialysis as death as expressed by the participants in this study has not been reported
elsewhere in literature. This is particularly so in part because almost all previous similar
studies on the experiences of ESKD were conducted in regions of the world where the
participants have regular access to healthcare including RRT, received healthcare support
from the government and did not have to worry about the cost of treatment like those in this
study. However, previous other study (Caress et al., 2001) based on the Meaning of IlIness
Schema (Lipowski, 1983) had reported that dialysis patients described living with ESKD as
a challenge which was consistent with “fighting spirit”. The authors reported that
participants demonstrated a sense of fatalism by accepting to put up with their illness without
letting it affect their daily lives; such demonstration of “fighting spirit has been shown to
improve health outcomes in cancer patients (Luker et al., 1996; Pintado, 2018). The meaning
of illness as ESKD patients by the participants was clearly shaped by their understanding of
the fact that they will die of their illness due to the lack of money to maintain treatment. This
finding supports the assertion of Leventhal’s SRM (Leventhal, 1980) that time line and
cure/control dimensions of an illness shape patients” meaning of their illness. However, the
meaning the participants ascribed to their illness in contrast to the posits of SRM had no
impact on their coping and health behaviour as these were heavily shaped by the cost of

treatment as found from the interview transcripts over time.
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The lack of equal healthcare access to ESKD patients and by extension the general Nigerian
populace has serious cost implications for the government and the society. This is because
patients suffering from chronic illnesses as observed in this study are lost to death due to
lack of health insurance and affordable care. As can be seen from the findings of this study,
most of the participants were quite frail and passed on before the completion of the study.
This therefore deprives the society of their valuable contributions. It shows by extension, the
negative impact of ESKD and poor healthcare policy on the Nigerian society and the need

for urgent action by the government.

7.4.7 Accessing irregular dialysis-misinformed and wasting scarce

resources

The effectiveness of the care given to patients with long-term conditions is strongly affected
by the quality of the communication, the rapport and the therapeutic relationship between
the HCPs and the patient, including others who are involved in the care and support of the
patient (Checton et al., 2012). One major finding of this study is the clear lack of adequate
information on the treatment options for the management of ESKD. Although most of the
participants demonstrated awareness of renal transplantation as a treatment option, they
clearly lacked any knowledge of conservative management as a better choice than dialysis
in the management of ESKD. This lack of information therefore affected the ability of the
participants to make informed decisions about using their money wisely for the appropriate
treatment. This finding is consistent with those of previous other studies which found that
lack of information on the available treatment options constrained decision making on RRT
by ESKD patients and thereby limited their options (Trisolini et al., 2004; Harwood et al.,
2005; Landreneau and Ward-Smith, 2006). This finding may not be entirely surprising
because, most Nigerians have poor health-seeking behaviour and do not bother going for
health checks until they are severely-ill (Onwujekwe et al., 2010; Audu et al., 2014; Ajaegbu
and Ubochi, 2016). Therefore, this finding could mean that the participants presented to the
renal clinic when they were already in advanced stage of the disease and the only option left
would usually be to commence dialysis before patients develop severe symptoms leading to
hospitalisation as discussed in the introduction (chapter 1). The management options usually
communicated to the participants as found in this study are haemodialysis and renal
transplantation since peritoneal dialysis was not practised in Nigeria as at the time of this
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study. However, considering the poor economic situations of the participants, renal
transplantation seemed out of reach and affording the cost of regular dialysis almost
untenable. This therefore, left them with no other option than to initiate HD as the only
orthodox treatment they can afford. In addition, the lack of provision of information on
conservative management despite its advantages over dialysis to the participants could be
due to the non-familiarity with the option or a lack of information to counsel the patients and
their families. This therefore suggests that educational programs targeting renal patients,
primary care physicians, renal nurses and the entire renal community should be designed to
raise the awareness of the importance of conservative management as a viable and acceptable
alternative treatment. Whatever the circumstances of the patients are, it is pertinent to give
adequate information on all the treatment options available to ESKD patients and allow them
to make informed choice based on their resources, cognition and life goals. Perhaps the
participants could have opted to undergo conservative management of their illness as
opposed to spending their meagre resources to commence haemodialysis knowing fully well
that they could not sustain their treatment. They could also have chosen to die and use their
little resources to plan for their funeral or made different treatment choice based on the full
information given to them. This is necessary as Seah et al. (2013) found that the financial
implications of maintenance dialysis largely influence ESKD patients™ decision to opt out of
dialysis and depend on conservative non-dialytic management. More so, conservative non-
dialytic management of ESKD has been reported to offer better survival advantage over
dialysis and improves quality of life in the patients (Fasset et al., 2011; O Connor and
Kumar, 2012). HCPs involved in renal services should therefore discuss conservative non-
dialytic management as an alternative while counselling patients and their families about
dialysis especially the elderly patients or those with increased comorbidity. Since most of
the patients cannot afford the cost of maintaining their dialysis without any support from the
appropriate authority as found in this study, HCPs should do well to inform them of the
consequences of not maintaining dialysis after initiation as was common among the
participants. This is very important as patients who decline to initiate dialysis have been
reported to live for months to years with the appropriate supportive care unlike withdrawal

from dialysis which ultimately leads to death (O Connor and Kumar, 2012).

The need for ESKD patients to have access to information that enables them to make
informed choices and achieve the best possible quality of life has been emphasised by the

UK National Services Framework for renal services (DOH, 2004). In addition, provision of
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information to ESKD patients at the commencement of dialysis has been discussed in
literature and the need for this have been highlighted. Most of the studies on information
provision in CKD have focused on examining the roles of ESKD patients in decision making
for the choice of dialysis modality, and their information needs (Szabo et al., 1997; Orsino
et al., 2003; Lin, Lee and Hicks, 2005; Tweed and Ceaser, 2005; Lee, Gudex, Povlsen,
Bonnevie and Nielsen, 2008; Murray et al., 2009; Chanouzas, Ng, Fallouh and Baharani,
2012; Harwood and Clark, 2013). These studies highlight the enormous challenges ESKD

patients face in making a choice between the dialysis modalities available to them.

Studies examining the impact of education on the choice of dialysis modalities have
demonstrated that pre-dialysis education programme promotes the choice of home-based
therapies by ESKD patients (Rasgon et al., 1996; Gomez et al., 1999; Wilson and Clarke,
2004; Goovaerts et al., 2005; Ribitsch et al., 2013). Similarly, an incomplete presentation of
treatment options to dialysis patients has been reported as the major reason for the poor
utilisation of home-based dialysis therapies and possible delayed access to renal
transplantation (Mehrotra et al., 2005). This supports the view that pre-dialysis patient
education should focus on not only patients™ lifestyles but also on their beliefs and facts
about dialysis. Curiously, in all the studies mentioned above, little emphasis was placed on
the complications, risk factors and prognostic information on ESKD treatments. Some
authors have argued that the provision of prognostic information has been neglected by
HCPs for various reasons including ethical dilemma and the conventional paternalistic
approach of the medical profession (Fine et al., 2005; Miller, 2005; Holley, 2007). However,
the paradigm shifts to a more autonomous approach and acceptance of the need for patients
to be fully informed has further advanced the debate for the provision of prognostic
information to patients. In the current study, some of the participants demonstrated clear lack
of knowledge regarding the possible prognosis of their illness as evidenced by some of the
questions they posed to me during the interviews sessions and their assertions regarding their
treatment as highlighted in Chapter 5. While some of the participants perceived ESKD as an
illness that can be cured through few sessions of haemodialysis, others had the perception
that they can be cured by divine intervention. It is therefore inconclusive whether this was
a manifestation of lack of provision of prognostic information by the HCPs or because of
the African cultural practice of not discussing unwanted outcomes such as death when one
is suffering from an illness (Ekore and Lanre-Abass, 2016) as discussed in chapter 1. This

also reflected in this study as only two of the participants talked about death. In the context
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of this study, providing the patients with adequate prognostic information is pertinent;
because being aware of the possible prognosis may offer them the opportunity to make
decisions whether to commence dialysis and still die from the symptoms due to inability to
sustain the cost of dialysis, or to channel their meagre resources towards planning for the
end of their lives. A systematic review of patients’ information need (Ormandy, 2008),
identified thirteen information topics that are of importance to CKD patients. Some of the
topics include information on RRT, lifestyle regimen and physical symptoms of the illness
(Ormandy, 2008). However, it is still not yet clear when is the best time during the
progression of CKD to provide the respective information or in deed which of the topics is
of higher priority at any point in time (Ormandy, 2008)? This study is limited in the extent
to which answers to the questions of what, when and how much risk information should be
provided to ESKD patients. For patients who have been diagnosed to be in advanced stages
of CKD as the participants in this study, this finding suggests that every necessary
information should be given to them right from the point of diagnosis to enable them make

decisions regarding their healthcare and their end-of-life decisions.

Within the UK renal services, enhancing patient participation in the management of their
health through the provision of patient information is a priority (DOH, 2004). This further
demonstrates the importance of information in ensuring better patients outcomes. However,
there are no formal guidelines on the development of patient information resources or to
evaluate the quality, source and the amount of information on renal services that the patients
are given (Winterbottom, Conner, Mooney and Bekker, 2007). The health information
patients need is quite diverse and vary according to their age, sex, preferences, beliefs,
general literacy level, first language, coping strategies, skills and abilities (Coulter, Parsons
and Askham, 2008). The information needs of patients often change during an illness and
this is prevalent in patients with long-term conditions such as ESKD (Coulter, Parsons and
Askham, 2008). It is therefore pertinent for HCPs to recognise that at the initial point of
diagnosis, patients often need viable information to support their health care decisions
including reassurances to reduce anxiety. However, this information needs change later to
more specific and detailed information when they focus on the long-term self-care and

prognosis of the illness.

Communication and interpersonal skills have been emphasised as one of the four key areas
of professional nursing practice (Nursing and Midwifery Council [NMC], 2014). Effective

communication among healthcare practitioners, patients and their families are an essential
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aspect of quality healthcare practice, and it plays a major role in improving patient outcomes
(Holman and Lorig, 2000; Pomey et al., 2015). There was a clear lack of adequate and
effective communication of nutritional and prognostic information to the participants.
Various reasons were ascribed by the participants as to why the HCPs did not give them
adequate information regarding their treatment. The reasons included lack of time for proper
explanation of necessary information and assumption that participants already had the
necessary knowledge. Similar finding has been reported in a previous study assessing CKD
management in the UK (Ahmad, 2006) where lack of time due to excessive workload on
HCPs was found to be a barrier to effective counselling of patients. However, this study did
not set out to include the HCPs and so, there was no concrete information on why the HCPs
did not communicate effectively with the participants in respect of their treatment regimen,
and the possible outcomes of their illness. It is well recognised that the successful
management of chronic illness depends on active patient involvement and enhances self-
management. Self-management of long term conditions therefore involves both the adoption
of new health behaviours by the patients and changes in existing behaviours. However,
evidence has shown that achieving behaviour change is dependent on many other factors
including effective communication with HCPs (Michie, Miles and Weinman, 2003).
Similarly, health literacy is fundamental to promoting self-care among patients with long-
term conditions (Coulter and Ellins, 2007; Edwards, Davies and Edwards, 2009). If patients
with long-term conditions cannot obtain process, understand and utilise basic health
information, they will not be able to make appropriate decisions regarding their health or
treatment. Health literacy does not only involve patient’s ability to read and understand
health information but it also includes empowering patients to make health decisions.
Patients with low health literacy have poorer health status and are less likely to comply with

prescribed treatments and self-care plans (Coulter and Ellins, 2007).

Another major finding of the study was the clear lack of adequate nutritional education of
the participants. Participants reported being given conflicting nutritional information by the
HCPs. Due to the educational levels of most of the participants it was not clear whether the
conflicting nutritional information was provided by the renal dieticians or other HCPs.
However, one of the participants was categorical that he was given conflicting nutritional
information by a doctor. This affected their ability to make simple nutritional decisions and
created a sense of confusion to the participants. Poor patient communication by healthcare

practitioners has been associated with decreased patient confidence and satisfaction (Epstein,
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1995; Preston, Cheater, Baker and Hearnshaw, 1999). This finding is consistent with that of
another study which explored patients’ experiences of dietary change in type-2 diabetes
mellitus (Ball et al., 2016) where conflicting nutritional information from HCPs and other
sources created confusion in the ability of patients to maintain healthy diet. This is very
worrisome and raises questions about the healthcare practitioners” knowledge of the
nutritional management of HD patients. Studies have shown that ESKD patients prefer
receiving dietary education from experts like renal dietitians who can provide them with the
requisite practical and constructive advice (de Brito-Ashurst et al., 2010; Meuleman et al.,
2014). However, this may not be feasible in low-resource settings such as Nigeria as was
observed in this study. This finding therefore suggests that it is necessary that all HCPs
involved in renal care should be trained on the nutritional management of renal conditions
especially in low-resource settings such as the context of this study where inadequate number
of renal dieticians or entirely lack of any would mean the renal nurses and doctors must carry
out this role. This is necessary to ensure that all clinicians involved in renal care have the
relevant knowledge and skills to provide flexible, personally and culturally-relevant
nutritional counselling to ESKD patients. In addition, some of the participants reported
difficulty in identifying the local food sources based on the recommendation to avoid foods
that contain protein. This means that it is necessary for the HCPs to design nutritional leaflets
detailing the local sources of food that contains protein and those foods that are necessary in
the management of their illness. This will help to reinforce the initial information provided
at the commencement of their dialysis session. The leaflets should be designed in a clear,
concise and readable format; it should be made readily accessible and comprehensible in
both English and the local language of the of the patients community to enable shared

decision-making.

Although most of the study participants appeared frail and fatigued as result of their inability
to sustain their management regimen and cope with the symptoms of their illness, they were
optimistic, resilient and defiant of the possible prognosis of their condition. Despite their
frailty, they were willing to engage in meaningful employment to be able to pay for their
treatment but could not secure any. This finding supports that of a previous study (Huang et
al., 2017) which reported low level of employment as a challenge among persons of working
age who were on maintenance haemodialysis. The physical symptoms (as can be inferred
from the clinical parameters- Tables 8, 9 and 10) experienced by some of the participants

who were on employment were found to affect their ability to cope with their jobs due. This
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resulted in their loss of their job and worsened their ability to cope with the cost of
maintaining their treatment, and most of them had to skip many sessions of HD as evident
on the dialysis frequency table (Table 7). Another surprising finding in this study is that
discriminatory tendencies by potential employers due to physical appearance and
stigmatisation from work colleagues were reported to be barriers to successful employment
by the study participants. This finding corroborates those of previous other studies (Huang
etal., 2017; Tsutsui et al., 2017) which found lack of acceptance by employers and superiors
and misunderstanding by work colleagues due to frequent hospital visits and physical
symptoms as the main challenges that affect employment in haemodialysis patients. This
finding therefore suggests that dialysis patients, the public and employers should be educated
on the treatment choices and the therapeutic goals for ESKD. The importance of employment
in the rehabilitation of haemodialysis patients, enhancement of their socioeconomic status
as well as in the promotion of their quality of life should be stressed (Muehrer et al., 2011,
Julian et al., 2012). These should also be taken into serious consideration when formulating
healthcare policy or quality control programs for ESKD population to help working age
patients keep their jobs. In addition, the provision of social support, vocational rehabilitation
or employment counselling could help lower some of the barriers to employment in dialysis
patients who have the capacity and the capability to engage in meaningful employment. It
may also be pertinent to adapt haemodialysis shifts to the lifestyle of individual patients to

improve the chances of employment continuation in dialysis patients.

7.4.8 Being healed by faith and herbal remedies

The spiritual and religious beliefs of patients help in their experience of coping with a
chronic illness by providing them with hope, confidence and support or they can interfere
with the successful management of their condition (Harvey and Silverman, 2007). This is
because patients may neglect self-care activities and prescribed treatment by relying on
prayers or medications in the management of their illness (Quinn, Cook, Nash and Chin,
2001). The religious beliefs of the participants in this study influenced their decisions and
views on RRT. While some participants held strong views regarding their religious belief as
a source of healing, some others did not. For some, their faith in God was the true source of
“healing”, “comfort” and “restoration” of their health while dialysis was often

discountenanced and seen as secondary to “divine healing”. This finding sharply contrasts
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that in the literature reviewed (Tanyi and Werner, 2008) in which spirituality/religion was
found to be crucial in the acceptance of diagnosis, adjustment and adherence to treatment by
ESKD women on HD. Religion/ spirituality helped the participants in this study accept to
accept their living with ESKD as the “will of God” in their lives and this helped to reinforce
their belief in divine intervention to “save” them. However, religiosity/ spirituality has been
associated with non-compliance with immunosuppressive medications in renal transplant
patients (Silva et al., 2016).

In the context of wider literature, religion/spirituality have been reported to facilitate
patients” adherence to medical treatment (Singleton, 2002; Caspi, Koithan, and Criddle,
2004). However, it has been associated with poor compliance with Anti-Retroviral Therapy
(ART) in HIV/AIDS patients (Kremer, Ironson and Porr, 2009; Martinez, Lemos and Hosek,
2012; Nozaki et al., 2013). Therefore, the religious beliefs of some of the participants in this
study had a negative influence on their health behaviour. This made them to perceive
attending dialysis sessions as simply trying to “please” the doctors because of the way they
were cared for by them and not necessarily as a major source of treatment for their condition.
This finding suggests a massive gap in knowledge of the participants which needs adequate
attention to help save the ESKD population. Religious leaders should be involved in creating
awareness of the causes and treatment regimen of CKD in Nigeria especially in the rural

areas.

The religious beliefs of participants in this study not only shaped their dialysis decision, it
also had influence on their acceptance of the idea of renal transplantation as they were
counselled by the HCPs. Although the thought of renal transplant for most of the participants
in the study was “a luxury” due to their horrible experience of inability to afford the cost of
regular dialysis, some of them perceived receiving the kidney of others via renal
transplantation as “abhorrent”, “unacceptable” and against the tenets of their religion. During
the third interview, one of the participants surprisingly remained adamant that he was
prepared to “die” than to ever contemplate renal transplantation. While many studies have
considered factors influencing kidney donation or the donation of other organs, none has
evaluated the willingness of ESKD patients to accept kidneys. However, uncertainty about
risk to personal health has been reported as the main cause of reluctance to accept
xenotransplantation by a majority of ESKD patients in the Netherlands (Kranenburg et al.,
2005); while only a small percentage cited religious or spiritual reasons for non-acceptance.

The finding of the current study therefore provides a unique perspective to understanding
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issues surrounding renal transplantation among ESKD patients in African context. It
suggests that while renal transplantation is the gold standard treatment for ESKD, it's
acceptance may be limited by cultural or religious beliefs as found in this study. Therefore,
it is pertinent to create awareness on the importance of transplantation among ESKD patients
especially those resident in rural areas to quash such beliefs and promote RRT for ESKD
patients.

Although religious beliefs influenced the dialysis and transplant decisions of some
participants in this study, it generally served as a source of “hope”, “comfort” and “strength”
in coping with the experience of living with ESKD and receiving dialysis in a health care

system with unequal access to treatment.

Another finding of the study is that herbal remedies were believed to be effective in the
management of ESKD by some of the participants, and they consistently held this view
throughout the period of the study. This belief is culturally constructed as surprisingly, some
of the participants who stated they often consumed herbal remedy as a treatment are educated
and stated such practice has been an essential part of the culture of the society when one is
ill. This finding supports that of a previous study (Lee, Charna, Chewa and Ng, 2004) in
which the use of complementary and alternative medicine (CAM) by patients suffering from
chronic illnesses such as arthritis, musculoskeletal disorders and stroke were significantly
associated with cultural beliefs of the patients than satisfaction with the quality of the health
care services they received. Similarly, herbal use has been found to be common among
patients diagnosed with long-term conditions such as diabetes mellitus, hypertension and
hyperlipidaemia (Tulunay, Aypak, Yikilkan and Gorpelioglu, 2015). In contrast to the
findings of other studies (Barnes, Bloom, Nahin, 2008; Ipek et al., 2013; Soner, Sahin and
Sahin, 2013), this study did not observe any relationship between the use of herbal remedies
by the participants and their educational level, as some of them are educated individuals.
Those studies found that people who had high levels of education were more likely to use
herbal remedies in the management of their chronic illnesses. In addition, while women have
been found to be more prone to use herbal remedies (Barne et al., 2008; Ipek et al., 2013;
Soner, Sahin and Sahin, 2013), this study in contrast had almost equal number of men and
women who reported use of herbal remedies. However, the study did not include equal
number of men and women as participant and so; it could be difficult to make a non-biased
conclusion regarding this. In contrast to the finding of Tulunay et al. (2015) in which herbal

remedies were often recommended by the HCPs for the management of chronic diseases,
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this study did not find such. In fact, all the participants who reported their use of herbal
remedies during the interviews stated that they hid such information from the HCPs to be
compliant with the recommendations given to them. Withholding a major clinical
information by patients is a sort of intentional deception in the healthcare practitioner-patient
relationship, which can hinder effective clinical care (Palmieri and Stern, 2009). This
practice was evident throughout the period of this study. The concealment of the practice of
herbal consumption by some of the participants who indulged in the act suggests a fear of
reprimand by the HCPs or possibly because of feeling of loneliness or social isolation which
could result in patients™ hiding of information as reported in previous other studies included
in the literature reviewed (Kaba et al., 2007; Molzahn et al., 2008). One of the participants
who later reported his use of herbal remedies did not reveal this during the first interviews
but was considering opting for it during the second interview. While I probed further during
the interview, he revealed why he was opting for the herbal treatment. This finding highlights
the importance of using a QLRS approach in this study as it shows the changes in the
treatment decisions, views, options and reasons among dialysis patients in low-resource
settings which | could not have uncovered in a snapshot of interview. The concealment of
useful lifestyle information by patients could lead to poorer health outcomes for them as the
combination of orthodox treatment and the herbal remedies could worsen their biochemical
test results. This practice suggests knowledge gap and complete lack of education as these
participants did not seem to understand the impact of herbal remedies on their already-
diseased kidneys. The use of herbal remedies by the participants was also found to be related
to their inability to sustain the cost of dialysis, which they perceived as exorbitant and beyond
their reach as discussed above. The inability to sustain the cost of treatment was observed

to be worsened by some cultural expectations of the society.

The use of herbs in the treatment of illness is an ancient societal/cultural norm in most
African societies which persists today due to ignorance and strongly-held beliefs in its
efficacy to heal all diseases (Abdullahi, 2001; Boadu and Asase, 2017). This was observed
in this study as participants consistently maintained their position in its efficacy to heal their
illness. In some cases, as noted in the interviews, some of the participants reported
combining their medical management (dialysis) with the herbal consumption in the hope that
it will cure their disease. This further demonstrates lack of awareness, information and
knowledge about the causes, treatment and prognosis of ESKD among Nigerians with little

or no formal education and those resident in the rural communities. This practice therefore
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conflicts with the orthodox management of ESKD and is a clear barrier to the effective
management of ESKD in low-resource settings where the patients are severely poor and can
hardly afford healthcare.

7.5 Key contributions to knowledge

This study exposed the various challenges faced by ESKD who are dependent on
haemodialysis treatment for their survival in a healthcare system where only those who have
the money to access dialysis services survive longer while those who do not have die early.
It highlights the level of mortality associated with CKD in regions of the world where
patients and their families bear the burden of the illness and the cost of treatment without
any form of support from the government. It also exposes the negative impact of some
religious beliefs, societal norms and cultural practices on compliance with treatment in
dialysis patients. In addition, it highlights the need for the provision of detailed information
to dialysis necessary for the management of renal patients to enable them to make informed
choice regarding their treatment. It also demonstrates that qualitative longitudinal research
approach is valuable approach for gaining deeper understanding of the lived experiences of

patients suffering from chronic illnesses.

7.6 Strengths and limitations of the study

7.6.1 Strengths
The key strengths of the study include:

e The use of a QLRS approach in its conduct. Adopting a QLRS approach enabled me
to explore in detail, what it means to be a renal patient receiving dialysis services in
a low-resource setting like Nigeria. Several other studies had been conducted in
regions of the world where ESKD patients on dialysis treatments either have equal
access to healthcare or where the cost of renal services is being subsidised by the
government. The experiences of such patients as can be seen from the literature

reviewed (Chapter 2) clearly contrast those of the participants in this study. Patients
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in such climates lived longer and had better quality of lives in contrast to those in the
setting of this study whose lives were dominated by the impact of the illness and lack
of resources to seek the necessary treatment. Therefore, collecting a snapshot of data
from the participants in the study reviewed could be a good representative of the
ilIness experiences of the patients studied. However, such would have been a contrast
in this study, as a snapshot of interviews could not have given a detailed picture of
the experiences of the patients in such setting. Therefore, QLRS approach offered
the unique opportunity to engage with the participants over time and gain a deeper
understanding of their lives as dialysis patients in a low-resource country where they
had to struggle to pay out pocket for their treatments despite their frailty and
disability. It also enables me to dig deeper into the cultural and societal norms which
act as barriers to effective compliance with treatments as can be found from the
interview transcripts where some of the participants were not willing to talk about
certain issues in the first interview session but where more relaxed and comfortable
to share their experiences of the illness. This unique importance of QLRS approach
in giving researchers the opportunity to establish a mutual trust with the research
participants to elicit information on the phenomena being studied is an excellent
strength of this study. This is because most of the participants as can be seen in their
difficult stories would not have revealed a lot about their experiences. In addition, in
a society where HCPs are “Lords” and patients obviously have no much say in their
care, most of the research participants would not have been courageous enough to
speak out on their true experience of the care they were being given by the HCPs.
This supports the finding of other researches, which found that QLRS has therapeutic
potentials for research participants (Holland et al., 2006; Murray et al., 2009; Taylor,
2009) because a trusting relationship between the researcher and the participants

enables the participants to share their stories.

Using a QLRS approach in this study was also apt as it offered the opportunity to
follow the participants through over the period of the study and gain a real
understanding of the mortality issue among ESKD population in Nigeria as was
found in this study. Using a snapshot approach in the data collection could not have
revealed the danger of the patients face as can be seen in the number of participants

left on the study during the third phase of the data collection.
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The combination and application of other data such as the reflexive journal inserts in
the formulation of the respective themes and an acknowledgement of ‘self’ within
the research at the outset through a critical self-reflection and reflexivity which
continued throughout the period of data collection enhances the credibility of this
study. In addition, the truth of the participants’ responses gathered overtime using
the QLRS approach allowing confirmation and changes in opinions and experiences

to be captured adds to the credibility and the dependability of the research findings.

Another major strength of this study is that it is the first to examine the experiences
of ESKD patients receiving dialysis treatment in healthcare systems with unequal
access to healthcare. It is also the first study to expose the impact of contextual issues
such as cultural/societal norms, cost of treatment, family and religious beliefs on
sustainability of dialysis treatment. It therefore adds a new perspective into what was
known on the lived experiences of dialysis patients globally.

7.6.2 Limitations of the study

Although the findings of this study have contributed new knowledge to the understanding of

the lived experiences of ESKD patients who are receiving dialysis services, the findings may

not be transferable (generalizable) to other contexts due to the limitations in the study design.

The limitations therefore include:

Lack of transferability- Qualitative studies exploring patients™ experiences by their
nature are not transferable. This is due to the characteristics small sample size, which
cannot represent a whole population. However, the usefulness and transferability of
the study should not be judged based on positivist criteria but by the criteria, which
are consistent with the philosophical values underpinning qualitative studies.
Therefore, the aim of the research, which was to explore the experiences of CKD
patients receiving haemodialysis in healthcare systems with unequal access to
treatment, was achieved through in-depth interviews of the participants and did not

intend to generate any statistically generalisable finding.
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Nature of the study sample- The study included higher number of men than women,
so to some extent may represent more of the experiences of male dialysis patients
than those of female patients. Perhaps recruiting equal number of male and female
patients could have given a different mix of the experiences of the patients. It is
pertinent to do this as studies have shown higher prevalence of CKD in females than
in males in Nigeria (Oluyombo et al., 2013; Nalado et al., 2016; Abene et al., 2017).
In addition, most of the study participants were quite frail because of the impact of
their illness and so could not respond to some of the questions or speak for too long
during the interviews sessions. This could possibly have denied me the opportunity
to capture further details of their stories, which could have further enriched the depth

of study the findings.

Possible researcher influence-In a qualitative study like, my role as researcher may
have influenced the interviews and the interpretation of the findings even though I
was conscious of that and | tried to be detached from having any influence of any
form on the whole process. As | had acknowledged in the reflexivity section (Chapter
4), bringing my professional experience as a nurse who had cared for two of the
research participants into the research process could have influenced the ways |
framed the interview questions and my perception of the healthcare system.
Therefore, my personal biases and preconceptions could have influenced the way the

interviews progressed.

7.7 Recommendations

This section presents a summary of the implications of the research findings for practice,

policy and research.

7.7.1 Implications for practice

The following recommendations are made for clinical practice based on the research

findings:

There is a need to improve information provision to dialysis patients and their

families. The specific recommendations in this area:
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(@) There needs to be a discussion regarding the option of conservative non-dialytic

management while counselling patients and their families about dialysis especially the

elderly patients or those with increased comorbidity. This is necessary to provide them

with the information to make choices regarding their condition and consider fully end-

of-life issues given the financial pressures of treatment.

(b) There needs to be information provided on the consequences of initiating dialysis options

and not sustaining treatment. It is also pertinent for the HCPs to improve on the provision

of prognostic information to the patients.

(c) Nutitional information provided to CKD and ESKD patients needs to be improved. This

can be achieved by designing nutritional leaflets detailing the local sources of food that

contains protein and those foods that are necessary in the management of their illness.

This will help to reinforce the initial information provided at the commencement of their

dialysis tretament. The leaflets should be designed in a clear, concise and readable

format; it should be made readily accessible and comprehensible in both English and the

local language of the of the patients” community to enable shared decision-making.

Mass education and creation of awareness on the causes, prevention and treatment
of CKD in Nigeria is required. This is particularly important within rural
communities where many people reside and are less likely to have the knowledge of
the condition. There is a need to involve religious and community leaders in carrying
out this mass awareness programme to ensure its effectiveness. This will help reduce
the prevalence of CKD in the country, promote health-seeking behaviour among the
people, break the cultural and barriers to dialysis access, quash superstitious beliefs

surrounding kidney/organ donation and transplantation,

HCPs involved in renal services require training on appropriate information
provision and nutritional management of renal conditions in low-resource settings.
This is necessary to ensure that all clinicians involved in renal care have the relevant
knowledge and skills to provide flexible, personally and culturally relevant
nutritional counselling to ESKD patients. It will also help eliminate the cases of
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HCPs providing patients with contrasting nutritional information and enhance the
confidence of patients in their healthcare providers.

There is a need to develop and promote patient empowerment through adequate
patient-centred information provision that reflects and respects their opinions and

choices.

7.7.2 Implications for health care policy

Based on the research findings, the following recommendations are made to improve the

health care policy in Nigeria:

The Nigerian government needs to change the current health policy and include renal
services on the NHIS programme to enable those people without the funds to pay for
treatment to have equitable access to health care. This should be made available for
all citizens as a right without exclusion based on personal circumastances. This
means that the service should not exclude individuals who are not working in the
government sector as the cost of renal treatment is a huge burden for families to bear

and the government should be taking the lead in tackling this problem.

More government funded renal facilities are required, particualrly within rural and
remote areas, which to reduce the widening accessibility gap among ESKD patients
on dialysis in Nigeria. The establishment of these services in the rural areas would
help alleviate the hardship dialysis patients’ resident in the rural areas face in
accessing the services from the available centres in the city. Siting of dialysis
facilities in the rural areas will also help in reduce the increasing pressure on the few

facilities located in the cities, characterised by long waiting hours.
The government should consider the provision of a public transport system or support

system such as ambulance pickups for those unwell or elderly patients, and those

resident in rural areas where there is no local access to renal facilities.
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e There is a need for the government to develop a regulatory framework to monitor the
cost and quality provision of renal services in the country to ensure safety of ESKD
patient treatment and prevent corrupt pricing and extortion. This will curtail the
arbitrary charges for a cost of dialysis session seen in the private dialysis facilities.

¢ Inthe formulation of healthcare policy, the government should consider the inclusion
of the provision of social support, vocational rehabilitation or employment
counselling to the ESKD population. This will help lower some of the barriers to
employment in dialysis patients who have the capacity and the capability to engage
in meaningful employment. It will also help to enhance the socioeconomic status as

well as promote the quality of life of ESKD patients.

7.7.3 Implications for research

This study has raised a few issues that are relevant for future research. Therefore, the
following suggestions are made as possible research topics:

e Exploration of the knowledge and perception of conservative non-dialytic
management of ESKD among healthcare providers.

e Assessment of the knowledge of nutritional management of ESKD among doctors
and nurses involved in renal services.

e Exploration of the lived experiences of HCPs working in the renal services.

e Exploration of the lived experiences of elderly dialysis patients in low-resource
settings.

e Exploration of the burden of care among the families of dialysis patients in low-
resource settings.

e Exploration of the lived experiences of ESKD patients who were diagnosed but could

not go on to initiate dialysis therapy.
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7.8 Conclusions

Money was a major issue which threaded throughout the study and affected patients™ ability
to access regular dialysis services. It impacted negatively on not only the meanings
participants ascribed to living with ESKD and depending on haemodialysis but also on the
decisions they made with respect to sustaining their treatment regimen. Lack of money often
made some of the participants to resort to the use of herbal remedies, skip dialysis sessions
and resort to religion as a source of healing. Dialysis patients should be discouraged from
selling all they have to pay for treatment thereby stripping themselves of the meagre
resources of their families for very little gain. Healthcare practitioners should provide
accurate information on the treatment options for ESKD to patients to enable them to make

informed choices over their lives.

Therefore, within the limitations expressed, this study was successful in providing an
invaluable insight into how ESKD patients who are dependent on haemodialysis live and
manage their condition in a healthcare system with unequal access to treatment. It has also
added to the global understanding of the topic and provided evidence to advise change in

practice in both renal services and healthcare policy in Nigeria.
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Appendices

Appendix 1: Critical Appraisal Checklist for Literature

Review

Yes/no or unclear are answers to the following questions

1. There is congruity between the stated philosophical perspective and the
research methodology

2. There is congruity between the research methodology and the research
question or objectives

3. There is congruity between the research methodology and the methods used
to collect data

4. There is congruity between the research methodology and the representation
and analysis of data

5. There is congruity between the research methodology and the interpretation of
results

6. There is a statement locating the researcher culturally and theoretically

7. The influence of the researcher on the research, and vice-versa, is addressed

8. Participants, and their voices, are adequately represented

9. The research is ethical according to current criteria or, for recent studies; there
is evidence of ethical approval by an appropriate body

10. Conclusions drawn in the research report do appear to flow from the analysis,

or interpretation, of the data

(Briggs, 2008)
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Appendix 2: Studies included in the literature review

Author (year) | Country | Aims Methodology | Participants Analysis Finding Quality
(1) White and | Australia | To explore the impact of Qualitative Dialysis patients Husserlian e Anxiety about uncertainty of
Grenyer dialysis on patients and interviews (HD HD) + their phenomenological health changes in lifestyles
(1999) their partners partners N=44 approach following initiation of
dialysis
¢ Negative emotional respond
to dialysis

(2) Mitchell et | United To identify factors Semi- HD patients N=10 Interpretive e  Preparation
al. (2009) Kingdom | identified by patients as structured content analysis e  Cognitive style

helpful in the transition interviews e Social support

onto HD.
(3) Tong et al Australia | To describe the experience | Focus group Patients at various Inductive and 5 main themes
(2009) of patients different stages | interviews stages of CKD deductive process e  Personal meaning of CKD

of CKD about the meaning (stage 1-3) HD + to develop themes e managing & monitoring

of CKD and its treatment PD patients + to health

influence lifestyles and transplant o lifestyle consequences

relationships. N=63 e Family impact

e informal support structures

(4) Tong et al. To elicit the experiences Qualitative Non-dialysis Thematic analysis | 5 mean the can
(2013) Australia | and perspectives young interviews dependent CKD e Inferiority
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people waiting for kidney

transplant

patients + HD + PD
patients N = 27

e Insecurity
e Injustice
e Resilience

e  Adjustment mentality

(5) Polaschek | New To gain an understanding Semi- HD patients N=6 Themes were 4 main themes: Aims
(2003) Zealand | of the experiences of structured identified in e Limitations as a result of were
Caucasian ESKD patients | interviews. relation to discuss negotiating HD. poorly
who are receiving home analysis e -Ongoingness and stated
HD uncertainty of life an and
dialysis unclear
e Suffering due to continued
symptoms.
e  Altered relationship between
autonomy end dependence
inherent in living on dialysis
(6) Noble etal | United Not stated. Qualitative CKD patients Unclear Main findings related to physical and
(2010) Kingdom interviews & managed without mental symptoms
observations. | dialysis
N=30
(7) Monaro et | Australia | To describe the essence of | Phenomenolog | HD patients + Interpretive 7 main themes

al (2014)

the lived experience of
patients and families in the
early phase of long-term
HD therapy

ical
hermeneutic

interviews

family caregivers

phenomenological

analysis

e Shock and grief

e loss of sense of self

e changed body feelings
e loss of spontaneity and

personal freedom
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e changed body feelings
o refraining family role

e |oss of social connectedness

(8) Molzahn et | Canada To explore how people Secondary All RRTS constructive 4 contrasting themes
al (2008). with CKD describe story analysis of the approach e restrictions/freedom
experiences of liminality participants, e Not normal/normal
associated with CKD and | written e worse off/better off
its treatment narratives. e Alone/connected
(9) Lindsay et | Australia | To examine the life Existential HD patient (N =7) | Thematic analysis | 3 main themes
al (2014) experiences of living with | phenomenolog e challenges of living with
chronic illness for the HD | ical interview CKD
patient e Body changes and
embodiment
o lllness experience and
social relationships
(10) Lai et al Singapor | To explore the lived Semi- HD patients Interpretive 3 main theme
(2012) e experience of incident HD | structured N=13 phenomenological e Emotional distress
patient in Singapore interview analysis e Treatment related concerns
e Social support
(11) Kazemi et | lIran To investigate the Qualitative 21 HD patients (9 Thematic analysis | 4 main themes
al (2011) experiences in the social semi- females and 12 e living with fatigue
interactions in the daily structured males) e Change in self-image
life of Iranian persons who | interviews

are on HD

e Hiding the disease
e Dependency on the device,

place and time of HD
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(12) Kabaetal | Greece To explore how Greek Grounded HD patients Inductive theory 5 major categories
(2007) patients receiving long- theory N=23 development into e Problem related to the
term HD perceive their interviews major categories symptoms
problems and describe the e Limitations in life
impact on these patients’ e Uncertainty
lives o Dependence
e  Changes on personality
(13) Herlin Sweden To describe how HD Qualitative HD patients Inductive and Major theme was a total lack of
and Wann- patients between 30 and 45 | interview N=9 deductive freedom. 5 sub-theme were.
Hansson years of age experienced progress to A sense of fear
(2010) their dependence on HD develop themes
treatment
(14) Harwood | United To explore the specific Semi- HD patients Content analysis 4 major themes
et al (2005) kingdom | stressors patients with structured N=11 e  Stressors
CKD who are on HD recall | interviews e Emotional responses
experiencing as they e Learning preparation and
approach dialysis. acceptance
e Regret and dissatisfaction
(15) Hagren et | Sweden | To examine how patients Semi- 41HD patients (15 | Content analysis 3 main themes
al (2005) on maintenance HD structured females and 26 ¢ Not finding space for living
express their life situation interviews males) e Feeling evoked in the care

situation
e Attempting to manage

restricted life.
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(16) Giles Canada To investigate, explore and | Phenomenolog | HHD patients (3 Interpretive Major theme was that of a content No
(2005) describe the embodied life- | ical interviews | males) phenomenological | struggle between the body and the justificati
world experiences of analysis dialysis machine on was
people who lived with a given on
HHD machine the poor
sample
size
(17) Ekelund Sweden To elicit the psychological | Questionnaire- | HD + PD+ their Inductive and 5 major themes
and Andersson and psychosocial problem | based partners deductive e Importance of individual
(2010) existing in dialysis patients | interviews + N=60 approach to losing treatments
and their partners. telephone derive themes e Dependence on an apparatus
interviews e Consequences of the disease
and the treatment.
o Hopes for the future.
e  Thoughts concerning life
and death
(18) de Philippin | To explore the essences or | Phenomenolog | HD patients Thematic analysis | 3 major themes
Guzman et al es languages of coping ical interviews | N=13 e Coping as scaffolding: the
(2009) according to a select of power to hold on.
Filipino elderly patients e Coping as sailing the power
with lived HD experience to see the difference
(19) Curtin et USA To explore factors that Exploratory Long-term Content analysis e Adaptation to changed

al (2002)

enhance the survival of
dialysis patients and enjoy
good QOL

description
Semi-
structured

interviews

survivors of
HD/PD/Renal
transplant. A total
of 18 patients (8

situations
o Life constraints/uncertainty/

setbacks/dialysis treatment
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females and 10
males) were

recruited for the

Transformation active self-

management

study
(20) Sadalaet | Brazil To highlight the meaning Hermeneutic PD patient Qualitative 3 major themes
al (2012) of PD as experienced by interview N=19 structural analysis e Facing the world of CKD
patients with chronic renal and dialysis
e Living changes in one’s own
body
e Sources of support
(21) Velez and | Spain To describe and Narrative 12 HD patients (6 Content analysis 4 major categories:
Ramasco characterise the attributed | qualitative women and 6 men) o lllness experience
(2006) meanings of ESRD and methodology e Treatment and compliance
HD from patients’ involving e Coping strategies
perspective as a first interviews e Uncertain future
approach to the
representational world of
this event.
22)Tanyi and United To describe women's lived | Descriptive 16 female HD Content analysis Four major themes:
Werner (2008) | States of | experiences of spirituality | phenomenolog | patients recruited e Understanding
America | within ESRD and HD ical method from 2 dialysis e Acceptance
involving centres e Fortification
qualitative e Emotion modulation
interviews
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23)Ravenscrof | Canada To explore the experience | Qualitative 7 HD patients (5 Inductive analysis | 2 major themes and their sub-themes:
t (2005) of kidney failure fromthe | interviews females and 2 e Global experience
perspective of individuals | using males) recruited -diagnosis
with diabetes mellitus interpretive from 2 HD centres -illness intrusion
description -interactions with healthcare
approach providers
e Adjusting to living with
kidney failure
-personal control and
-hope
24) Monaro et | Republic | To explore the experiences | Hermeneutical | 16 HD patients Qualitative 3 main themes:
al. (2010) of Irelan | of ESKD patients phenomenolog interpretive e Living in hope
d receiving HD y approach analysis e Uncertainty
e Being on hold
25) Sabet etal. | Iran To describe the life Descriptive 10 HD patients (7 Colaizzi’s method | 4 main themes:
(2011) experiences of ESKD phenomenolog | females and 3 of analysis e Haemodialysis as an

patients within the HD unit

ical approach

males)

irrefutable component of life
e Tensions of dialysis life
e Need to support

o Effective adaptation
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26) Hagrenet | Sweden To describe patients’ Interpretive 15 HD patients (8 Qualitative 2 main themes with their respective
al. (2001) experiences of suffering qualitative women and 7 men interpretive subthemes:
from ESKD design in a dialysis content analysis e  Haemodialysis machine as a
facility) lifeline
-dependence
-disrupted daily life
-loss of freedom
o Alleviation of suffering
-gaining a sense of existential
optimism
-achieving a sense of personal
autonomy
27)Vestman et | Sweden | To describe patients’ Qualitative Home Qualitative 5 main themes:
al. (2014) experience of having home | approach haemodialysis analysis of the e Freedom to be at home and
HD involving patients, n=11 narratives have self-control of the
written treatment
narratives e Feeling of being alone with

the responsibility

e Changes in the home
environment

o  Well-being with HHD

e Needs of aids and safety
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28)Faber etal. | Canada To understand the life Multiple case | 4 dialysis patients Strauss and Central theme: The
(2003) experiences of people study design (3 on HD but the Corbin (1988) o  “Work” involved in living samples
living with kidney failure using semi- mode of dialysis of | analysis with kidney disease size used
structured one was not stated) | framework 3 subthemes: in the
interviews -work in the biomedical community study
-work outside the hospital or dialysis | was quite
setting small and
-work entailed in living with the the
consequences of kidney disease modality
of
dialysis
of one of
the
participa
nts was
not
stated.
29)Caress et United To explore the subjective Cross- 405 CKD patients Chi-square test 3 major themes:
al. (2001) Kingdom | meaning of illness in renal | sectional (predialysis, n=155, | and content e Overcoming illness
patients survey design | dialysis=103, analysis of the e Being “normal”
transplant=147) qualitative data e All adverse life events as a
challenge
30)Gregory at | Canada To explore patients Grounded HD patients, n=36 Constant 3 main themes:
al. (1998) experiences and theory comparative e Redefinition of self

perceptions of ESKD and
HD treatment

methodology

method of data

e  Quality of supports and
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analysis to
identify themes

e Meanings of

illness/treatment

31)Clarkson
and Robinson
(2010)

USA

To explore the lived
experiences of ESKD

patients

Qualitative

interviews

10 dialysis patients
(HD=6, PD=4)

Thematic analysis

3 main categories emerged with sub-
themes:
e Life changing on dialysis
-restricted life
-limitations and
- hard on body
e Coping and
e Areas lacking
-health management
-education and

-preparing the next generation

32) Axelsson
et al. (2012)

Sweden

To describe and to
elucidate the meanings of
the

lived experience of being
severely ill living with
haemodialysis when

nearing end of life

Phenomenolog
ical
hermeneutic

method

8 aged HD patients
(aged 66-87years)
recruited from 4

different facilities

Qualitative
structural analysis
of data

3 main themes and eleven sub-
themes:

e  Being subordinate to the

deteriorating body

-feeling that fatigue is taking over life
-interpreting the deteriorating body
-being increasingly dependent on
others
-feeling trapped
-having a changing social life

e Changing outlook on life
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-living with the sorrow of having to

give up plans

-having to accept a changed life

-hovering between living the present

and worrying about the future

-reflecting on the meaning of a life

with haemodialysis

33)Burnsetal | Australia | To investigate and describe | Descriptive 8 male and 6 female | Thematic analysis e INHD had positive effects
(2017) the experiences of INHD qualitative INHD patients on physical health
from a patient’s methodology e Patients felt isolated from
perspective during the first the rest of the dialysis
12 months of the in-house patients
service e  Patients experienced new
symptoms related to poor
sleep
34) Gullick et | Australia | To interpret the spatial- Phenomenolog | 11 HD patients and | Heiddegerian e  Theme of Being-in the-
al. (2016) temporal experience of ical approach 7 family members hermeneutic world as a new

people with

End-stage kidney disease
and their families in the
first months of

haemodialysis.

framework

haemodialysis patient
Compartmentalising
life into dialysis and non-

dialysis days

Compartmentalising

space
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35) Nagpal et | USA To understand the Descriptive 36 HD patients Thematic analysis | Five themes of:

al. (2017) psychosocial context of phenomenolog e The transition to dialysis is
living with ESKD among y abrupt
black and Latino adults and unexpected,;
who reside in a medically e denial is often an initial
underserved community response;

o dialysis is the new normal
and in order to survive one
must forget the past and
press forward,;

o dialysis changes everything
and impacts the entire
family;

e strength was often found in
faith and family

36) Shaw New To investigate Qualitative 7 PD and 13 HD Thematic analysis e Positive experience of home
(2015) Zealand | the experience of being-in- | interviews; no | patients dialysis is relative to socio-

dialysis as an
intercorporeal relation

between self and other,

clear design

economic positioning and
the lived relation of patients

to others
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technology and world

37) Al Nazly Jordan To examine the lived Descriptive 9 HD patients Thematic analysis | Seven common
et al. (2013) experiences of Jordanian phenomenolog themes:
patients with y using o lifestyle change,
chronic kidney disease interviews e  time wasted,
who received e symptom-related suffering,
haemodialysis e  marital and family role
disruption,
o religious commitment
disruption
e motivators to alleviate
stressors,
e and experience
of healthcare providers’ support
38) Guerra- Chile To explores the lived Hermeneutic 15 HD patients Thematic analysis | Two main themes derived from the

Guerrerro et al.
(2014)

experiences of patients on
Haemaodialysis concerning
the adherence to treatment

and quality of life.

Phenomenolog
ical approach
Qualitative

interviews

analysis:
e Embracing the disease and
dialysis, and
e  Preventing progression of
the disease through

treatment management.
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Appendix 3: Critical Appraisal Summary

Studies Clear Appropriate Appropriate Appropriate Appropriate data  Relationship Ethical issues Rigorous Clear Value of
statement of methodology design recruitment collection between considered. data analysis  statement of research

aim strategy strategy researcher and findings

participants

White and Yes Yes Yes Yes Yes Unsure Yes Yes Yes Yes
Mitchel et al. Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
Tong et al. Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

Tong et al.(2013) IS Yes Yes Yes Yes Yes Yes Yes Yes Yes

Polaschek (2003) N[} Yes Yes Yes Yes Yes Yes Yes Yes Yes
Noble et al(2010) IS Yes Yes Yes Yes Yes Yes Yes Yes Yes

Monaro et Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
al.(2014)
Molzahn et Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
al.(2008)
Lindsay et Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
al.(2014)

Lai et al.(2012) Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

Kazemi et Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
al.(2011)

Kaba et al. Yes Yes Yes No Unsure Yes Yes Yes Yes Yes
(2007)

Herlin and Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
Wann-Hanson

(2010)
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Harwood et al.
Hagren et al.
Ekelund and
De Guzman et
Curtin et al.

Tanyi and
Ravenscroft
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Hagren et
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Clarkso!
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Yes

Yes Yes Yes Yes

Yes Yes Yes Yes

Axelsson et Yes
al.(2012)

Burns et

o |
Gullick et al. Unsure
(2016)

Nagpal et
Em: - - - - -~ = = =
SIEY (2015) Unsure
Al Nazly et
-----—--—-
Guerra-Guerrerro €S
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Appendix 4: Example of Literature search strategy in
CINAHL

1. *End-stage kidney disease

2. *Chronic kidney disease

3. *Renal failure

4. *End-stage renal disease

5. *End-stage renal failure

6. *Kidney failure

7. *Kidney disease

8.*Renal replacement therapy (RRT)

9. *Dialysis patients

10*Haemodialysis patients

11. *Peritoneal dialysis patients
12.*1or2or3ord4or50r6or7or8or9oril0orll
13. *Lived experiences

14. *Perceptions of dialysis

15. *Coping with chronic kidney disease
16. *Perceptions of chronic kidney disease
17. *Meaning of illness

18. *lliness representations

19. *Meaning of dialysis

20. *Experience of chronic kidney disease
21. *Perspectives of chronic kidney disease patients

22. *Living with chronic kidney disease
307



23.*130or14or150r 16 or 17 or 18 or 19 or 20 or 21 or 22

24.*12 and 23

Appendix 5: Participants” information sheet

Study Title: The lived experiences of haemodialysis patients in Nigeria and sustainability of

treatment: a qualitative longitudinal study

For participants who can read English

I would like to invite you to participate in a research study on the lived experience of people
who are referred to and/or accessing haemodialysis treatment. However, before you decide on
whether to be involved you need to understand why this research is being done and what may
be expected of you throughout the time of the study. Please take time to read the following
piece of information carefully and ask any questions if anything is not clear to you or if you

require further information. Feel free to decide whether you wish to take part or not.

The purpose of the study is to gain an insight of the experiences of haemodialysis
patients in Nigeria and explore the factors affecting their access and sustainability of

dialysis treatment in order to improve service delivery.

Why have | been invited?

You have been selected to participate in this study because you have chronic kidney disease
and are receiving or have been referred for haemodialysis treatment in the Renal Unit of the
University of Nigeria Teaching Hospital (UNTH), Enugu. Your name was randomly selected

from all the possible patients that could be asked to be involved in the study.
Do I have to take part?

Participation in the research study is entirely voluntary. You are completely free to decide.
This information sheet will describe the process of the research study and you are free to ask
any further questions to enable you make an informed decision on whether to participate or
not. You will then be asked to sign a consent form if you agree to participate in the study. If
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you prefer a telephone interview then you will be asked to digitally record your verbal consent
to be involved in the study, prior to the telephone interview. You are free to withdraw at any
time, without giving a reason and this this will not affect the standard of care or treatment you
receive in the facility.

What will happen to me if | take part?

If you agree to participate in the research study, you will agree to take part in 3 separate
interview sessions over a period of 7 months. There will be three sessions of interview with
each interview lasting between 1 to 2 hours at month 1 then repeated at 4 months and 7 months
(3 to 6 hours of interview contact in total). The interview will take place at a time and place
which is convenient for you and it will be tape recorded and securely saved in a data file which
will be placed on a password-protected computer to which only the researcher will have
access. The interview recordings will be transcribed and important issues from the
conversation reflected to you in interview 2 and 3 to confirm that the analysis of your
experience is accurate. The type of questions you may be asked during the interview could

include:

e What does living with CKD mean to you and your life, what impact does living with CKD
have on the quality of your life?

e What symptoms do you experience? How does this make you feel?

e What are your experiences with respect to HD treatment, what influences whether you
attend or not, what challenges do you face when accessing treatment?

e What are your experiences of the care that you receive at the unit or from the doctor? How
often are you reviewed and followed up?

e What influences whether you attend dialysis or not? (physical symptoms, cost of
treatment, whether you work or not, your culture, beliefs, needs of your family, where you
live)

e Are there any government interventions that could make a difference to your experience
of treatment and CKD?

Secondary data will be collected from your hospital records in the Renal Unit. The data will
include your monthly haematology and biochemistry tests such as the haemoglobin levels,
serum Urea and Electrolytes, and albumin levels. These data will be collected at each wave of

data collection.
Will I receive any payment or expenses?

For the time spent during each interview session, a travel cost of #2,000 will be paid by the

researcher (ABC) as a reimbursement for your time and travel costs to attend the interview.

What will 1 have to do?
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If you agree to be involved you just need to let me know and I will contact you and organise
a date, time and place that will be convenient for you during the scheduled months for the
interviews to take place as outlined earlier in this information sheet and you are free to let me

know if there is any change in plan.
What are the possible disadvantages and risks of taking part?

This study should pose no known risks, discomfort or inconvenience to you. However, should
you find any aspect of the study inconvenient, please feel free to let me know and this will not
in any way affect the quality of your care or treatment. Also, should you feel upset about any
aspect of the question or experience of your health condition, kindly let me know and support

services can be made readily available for you from the renal unit as appropriate.
What are the possible benefits of taking part?

Participating in the research may not be of any benefit to you but the findings from this study
will help in generating evidence which will be used in providing better access and
sustainability of dialysis treatment to chronic kidney disease patients and in enabling the

healthcare practitioners in improving the care they render to the patients.

Will my taking part in the study be kept confidential?

All the information you provide during the interviews will be used for this study only. Your
responses, contact details and email address will be stored safely and confidentially on a
password-protected computer, which will be accessed only by the researcher. Your responses
to the questions will be transcribed and analysed to understand and describe your experiences
and to elicit those issues affecting the sustainability of dialysis treatment. After the completion
of the study, all your information will be stored anonymously and your email erased. In
addition, your responses will be coded anonymised using pseudonyms instead of using your
real names to ensure the confidentiality of your identity. No one will know that you have taken
part in this study unless you choose to tell them.

What will happen if I don’t carry on with the study?
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If you withdraw from the study we will destroy all your identifiable samples/ tape recorded

interviews, but we will need to use the data collected up to your withdrawal.
What will happen to the results of the research study?

The study findings will be published in a PhD Thesis and publications in academic journals.
Any quotes from your interview that are used in any report/publication will not identify you
unless you give specific consent. You can indicate after the third interview if you would like
to be provided with a summary of the study findings and recommendations and these will be
sent to you. Or if you decide later you want to see the results you can contact me direct at any
time to ask for a copy of the findings.

Who is organising or sponsoring the research?

My research study is funded by the Tertiary Education Trust Fund of Nigeria in partnership
with the Management of Ebonyi State University, Abakaliki, Nigeria. However, | am not
under any obligation to make available any information you provide to me during the study.

What if there is a problem and | want to complain about how the research is being

conducted?

If you have a concern about any aspect of this study, you should ask to speak to the

researcher who will do his best to answer your questions.

Researcher and Project Co-ordinator:

ABC PhD Student, University of Salford, Manchester, UK
Emai:abc@edu.salford.ac.uk

Mobile: 080X XXXXXXX

If you remain unhappy and wish to complain formally you can do this either through the
Matron in Charge of the Renal Dialysis Unit or the researcher’s academic supervisor details
below.

Matron, Renal Unit:

Mrs KLM

Phone: 080X XXXXXXX
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Or Supervisor:

Professor XYZ, University of Salford, Manchester, UK
Phone: ++44 161 295 XXXX

Email: XYZ@salford.ac.uk

or
Mr AAA

Research and Innovation Manager
College of Health and Social Care
University of Salford
Phone+44(0)161 295 XXXX

E-mail: aaa@salford.ac.uk

Any further questions about the research or you want more information please
contact: ABC on 080X XXXXXXX

Thank you for taking the time to read this information
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Appendix 6 : Participants’ Invitation Letter

The lived experiences of haemodialysis patients in Nigeria and sustainability of

treatment: a qualitative longitudinal study

You are respectfully invited to participate in a research study on the lived experiences of
people who are referred to and/or accessing haemodialysis treatment in the dialysis unit of
the University of Nigeria Teaching Hospital (UNTH), Enugu. The purpose of the study is to
gain an insight of the experiences of haemodialysis patients in Nigeria and explore the
factors affecting their access and sustainability of dialysis treatment to improve service

delivery.

However, before you decide on whether to be involved you need to understand why this
research is being done and what may be expected of you throughout the time of the study.
Please take time to read the following piece of information on the participant information sheet
carefully and ask any questions if anything is not clear to you. Feel free to decide whether you
wish to take part or not. Should you have need further information on the study, kindly contact
me on 080X XXXXXXX and I will be happy to discuss with you any questions you may have.

Kindly fill the enclosed consent form if you choose to participate in this study and send back

to me in the pre-paid envelope provided.

Thank you very much for taking time to read this letter.

Yours sincerely,

ABC

PhD Student, University of Salford, Manchester
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Appendix 7: Informed consent form

Study Title: The lived experiences of haemodialysis patients in Nigeria and sustainability
of treatment: a qualitative longitudinal study

Participant Identification Number

Name of Researcher: ABC Please sign and date each box

I confirm that | have read and understand the information sheet (28.7.15

v1.) for the above study and have had the opportunity to ask questions

I understand that my participation is voluntary and that | am free to
withdraw at any time, without giving any reason, without my legal rights

being affected.

I understand that my name and involvement in the study will remain

confidential.

| understand that any personal information about me such as my email
contact address will not be shared outside of the study team and will only
be used for this research (unless | have given instructions to be placed on a

separate mailing list).

I understand that the information I provide could be used as part of the
final study report or journal publications but any comments used will not
be identifiable to me.

In understand that the interviews will be digitally recorded and transcribed

| agree that you can collect my monthly blood results routinely collected
on the dialysis data

| agree to take part in the above study

Name of Participant Date Signature
ABC
Name of Researcher Date Signature
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Appendix 8: University of Salford Ethical Approval

Research, Innovation and Academic
Engagement Ethical Approval Panel
Research Centres Support Team
G0.3 Joule House

University of Salford

M5 AWT

T +44(0)161 295 2280

www.salford.ac.uk/

29 September 2015

Dear Chidiebere,

RE: ETHICS APPLICATION HSCR 15-93 — The lived experiences of haemodialysis

patients in Nigeria and sustainability of treatment: a qualitative longitudinal study

Based on the information you provided, | am pleased to inform you that application
HSCR15-93 has been approved.

If there are any changes to the project and/ or its methodology, please inform the Panel as
soon as possible by contacting Health-ResearchEthics@salford.ac.uk

Yours sincerely,
Sue McAndrew

Chair of the Research Ethics Panel
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Appendix 9: UNTH Ethical Approval

Chief Sir Dr. C. J. UDEOGU,

UNIVERSITY OF NIGERIA
TEACHING HOSPITAL

ITUKU - OZALLA, P. M. B. 01129, ENUGU
TEC: 024 - 252022. 252573. 252172, 2552134, FAX: 252665

NHREC/05/01/2008B-FWA 00002458- IRB00002323
ETHICAL CLEARANCE CERTIFICATE

TOPIC: THE LIVED EXPERI<KNCES OF HAEMODIALYSIS PATIENTS IN
NIGERIA AND SUSTAINABILITY OF TREATMENT: A QUALITATIVE

LONGITUDINAL STUDY
BY: CHIDIEBERE VALENTINE EKUMA

FOR A DOCTORAL DISSERTATION OF THE MULTI. PROFESSIONAL POST
GRADUATE STUDIES, SCHOOL OF NURSINCX MIDWIFERY, SOCIAL
WORK AND SOCIAL SCIENCES, UNIVERSITY OF SALFORD:
MANCHESTER.

This research project on the above topic was reviewed and approved by the
University of Nigeria Teaching Hospital Health Research Ethics Committee, This
certificate is valid for one year from date of issue. Please note that the Committee
Reserves the Right to monitor the Conduct of the study at any time for strict

Compliance to the Protocol.

Date:

Research Ethics Committee
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Appendix 10: Draft interview guide

Draft Interview Guide Wave 1:

Introduction of the researcher and purpose of the study
Written (or recorded verbal) consent obtained

Demographic details of the participant: age, gender, start of dialysis, frequency of
treatment accessed over the last month, employment,

Family, dependents, role and current social situation

Biographical understanding of disease progression and start of treatment, referral to the
service

General open conversation prompt questions:

What does living with CKD mean to you and your life, what impact does living with CKD
have on the quality of your life?

What symptoms do you experience? How does this make you feel?

What are your experiences with respect to HD treatment, what influences whether you
attend or not, what challenges do you face when accessing treatment?

What are your experiences of the care that you receive at the unit or from the doctor? How
often are you reviewed and followed up?

What influences whether you attend dialysis or not? (physical symptoms, cost of
treatment, whether you work or not, your culture, beliefs, needs of your family, where you
live)

Are there any government interventions that could make a difference to your experience
of treatment and CKD?

Draft interview Guide - Wave 2 & 3

Introduction of the researcher and purpose of the study
Written (or recorded verbal) consent obtained

Review status and characteristic changes such as frequency of access to dialysis

Review and confirm key themes from previous interview
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e Tell me about your experiences since we last met and what it has been like for you over
the last two months.

Use prompts to follow up interview themes and conversations, challenges positive and

negative experiences, influences.
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Appendix 11: Extracts of framework analysis matrix

Partici

pants

A Living Icanno | We both My whole body is | The cost | Every The care | The nurses
with this | longer now now swollen of this day | receive and the
condition | get back | depend because of this dialysis experien | from the doctors have
isdeath | onmy on my condition and | is very ce nurses and | always
for me. teaching | family for | now look like I'm | high and | excrucia | the doctors | taught me
It's job or our pregnant again poor ting pain | here are about what
like.....u | any upkeep. when I'm not people especiall | okay. They | food and
mm, other job | This is (Concerns about | like us y down have drinks to
umm... in life. not the body) can my always take and
How Who can | kind of hardly abdomin | treated me | they also
could | ever life | affordit | al well stressed the
lose my employ | wished and it’s region although need for me
health me for myself only and this | when it to avoid
and my again? and my through makes comes to buying
future Even if husband the grace | me feel the issue of | drugs
through | I'm butit's of God paralyse | payment, indiscrimina
pregnanc | employe | now the that I'm d. It they are tely
y? d, where | reality alive makes not friendly | (Informatio

do I find today as | mevery | onthat. If n from
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(Descript
ion of
living
with
CKD)

the
strength
to
perform
my job?
So, this
conditio
n has
rendered
me
useless
and
incapaci
tated.
This
conditio
n has led
me to be
unemplo
yed and
not only
that, my
husband
has
become
poor due
to this

(Depende
nce on

family)

my poor
parents
struggle
to raise
money
for my
dialysis
(Concern
s about
cost of

dialysis)

much
uncomfo
rtable
and
unable
to do
anything
(Descrip
tion of
sympto

ms)

you don’t
pay, you
are not
going to be
dialysed. In
fairness to
them, they
are doing
their best
within the
available
resources
they have
at their
disposal.
They are
compassion
ate, kind
and
empathic
(Descriptio
n of care

received)

healthcare

workers)
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conditio
n. He
has sold
all the
goods in
his shop
and
other
property
to pay
for my
medical
bills and
this has
got to
the point
that we
are no
longer
able to
pay our
rent
(Impact
of
conditio

non
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employ

ment)
I was Living I couldnt | I have not been So, my How can | I normally | So, I cansay | Also, Well  the
managin | with have able to focus on business | my belly | experience | that the erm... || place
g this kidney imagined | my business due has be  so | constant main thing cannot where |
condition | failure that I will | to the constant suffered swollen? | paininmy | that recall live
with the | to me have a tiredness | always | and my It makes | abdomen. influence my | any day | ordinarily
recomme | means condition | have and the income me stay | My face decision to the is
nded living whereby | swelling of my has indoors | and my leg | come for physical | supposed
medicati | with an my whole | body (Impact of depleted | and I | are swollen | dialysis is symptom | to be a
onsbutl | enemy body will | symptoms) aslhave | find it | like you money. If | s affected | factor
couldn’t | which swell and to pay for | difficult | can see. have the my affecting
comply tendsto | I will look my to goout | Erm...erm money coming my
with the | stop like a dialysis and ... Lalso required for | for decision to
treatmen | every pregnant and look | associat | vomit the dialysis, | dialysis. come for
tand dream woman aftermy | e with | especially buying the It only | dialysis as
other you have | (Descripti family. my whenever | | materials affects | don’t live
lifestyle | inlife. It | on of It's not friends eat certain | that are my social | in this state
adjustme | means body been easy | (Impact | kinds of needed and | relations | and | have
nts. | an image) with me on food. The paying for hips with | to  travel
kept on abrupt coping social swelling my my from a very
using disruptio with the relation | makes me transportati | friends as | far
herbal n of my financial | ships) feel sad on all the I don’t go | distance to
remedies | life pressure and way from out with | here  but
which | plans I have ashamed of | Port them honestly
bought and faced myselfas | | Harcourt again once | have
frommy | ... It's since this look likea | and back (Impact | the money
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areaand | awful condition pregnant home then | | of to come for
I was (Meanin started woman have no symptom | dialysis, |
using g of (Impact (Impact of | optionthan | on social | wouldn’t
this for living of symptoms) | to come for | relations | mind
almost2 | with condition my dialysis. | hips) travelling
years. | conditio on So, to here for
tried n) finances) erm...erm... the dialysis
keeping basically (Distance
to my money is the as a non-
hospital major issue)
appointm challenge |

ents face (Impact

sometime of money on

s but dialysis

failed to decision)

attend

most of

them

(Culture

of use of

herbal

remedies

)

Since the | The I have | Assuming | am The | have Also, many | | have

commenc | swelling | spent all | still working and | people never of our defaulted

ement of | is quite my life | earn salaries it I'm been people do consistently

dialysis, | discomfo | savings will help me in the | paying told or not know in managing
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I have
always
experien
ced
constant
fatigue
which
affected
my
performa
nce on
my job
andso |
had to
quit my
job in
Novembe
r 2015
because
I find it
very
difficult
to walk
unaided
and so
can’t be

tolerated

rting to
me. It
makes
me feel
very
heavy
and it
doesn’t
permit
me to
breathe
well;
even
now |
can’t
breathe
well and
it
disturbs
my
sleeping
pattern.
I only
manage
to sleep
a few

hours in

on this
condition.
We spend
between
#2,500
and
#3,000 on
fuel each
time we
are
coming
here for
dialysis
from
Abakaliki.
Sometime
s we hire
cabs from
Abakaliki
when our
family car
breaks
down to
the
dialysis
centre

here in

payment of my
medical bills but
now I don’t work
and | have
become a burden
to my daughter
who is a medical
doctor as how
takes care of my
bills (Dependence
on others for

support)

school
fees for
are
numerou
s because
my late
husband
had 3
wives
and I am
the first
S0 now
that he is
late | try
to take
care of
the other
2 wives
and their
children.
| pay the
tuition
fees for
both my
children
and

theirs;

given
informat
ionon
the
things |
should
avoid
eating
or
lifestyle
it was
only in
Abakalik
i that |
was
educate
don
nutrition
and
lifestyle.
They
hardly
tell me
anything
on all
that. All

I doisto

what is
called CKD
or dialysis
and so die
out of
ignorance
for instance
in Mount
Carmel
yesterday a
restless
dialysis
patient was
brought in
from
Abakaliki
and he was
gasping for
breath; so
even
though he
wasn’t
dead but
you can
imagine the
difference

having a

my condition
until about
one year
ago when |
was placed
on oral
antidiabetics
. I have
consistently
declined
insulin
injections
when the
condition
became
worse. Even
though I am
an auxiliary
nurse, |
didn’t
believe that
orthodox
medicine
was the best
means for
my
treatment
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to carry
on in my
workplac
e.l’m
no
longer
able to
work
again
(Challen
ges with
maintain
ing
employm

ent)

a day,
I'm only
managin
g my life
(Impact
of
symptom
on
sleeping

pattern)

Enugu as
it’s not
always
convenien
t for me
to come
here by
public
transport
for
instance
there was
a day my
condition
deteriorat
ed and we
needed to
rush
down
here for
dialysis
so we had
to search
almost
endlessly
for where

to hire a

for
instance,
this my
daughter
who is
looking
after me
now is a
third-
year law
student in
EBSU
and one
of my
sons is in
second
year
studying
microbiol
ogy and
the other
oneisin
first year
studying
Mass
communi

cation.

keep to
the
medicati
ons
prescrib
ed by
the
doctor
(Non-
informa
tion on
manage
ment
regimen

)

dialysis
facility
close to
him would
have had
on his
experience.
So, it will
be very
good if the
government
can
establish
renal
centres
(even ifit’s
just one or
two) in
Abakaliki.
You can
imagine the
frustrations
we are
going
through in
getting

money for

and so, |
was taking
our herbal
concoction
all the time
for my
condition. |
was later
placed on
monthly
observation
until when
my blood
sugar level
dropped to a
reasonably
lower level.
During this
period, |
constantly
defaulted in
keeping my
hospital
appointment
until in 2014
when | had

very severe
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vehicle
and so we
had to
come by
public
transport
and
before we
could
arrive
here |
was
almost
dead
(Experie
nce of
travelling
for

dialysis)

My step-
children
are 6 and
| pay
their
tuition
fees;
although
the eldest
of them
all has
graduate
d and is
now
married
but I paid
her
tuition
fees
although
her study
period. |
am
taking on
this
responsib

ility

dialysis
and then
money for
transportat
ion to
Enugu
(Distance
asa

barrier)

headache
which led
her to taking
Tramadol
tablet
(Cultural
belief)
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because
neither of
them has
a job and
accordin
g to our
culture,
the first
wife
becomes
the bread
winner of
the
family if
the
husband
dies
(Cultural
expectati

ons)

Before
he
brought
me the
medicati
on, | had

taken

When |
go back
to my
business
|
experien

Cce SO

You know
I have to
help
myself by
not
carrying

heavy

Currently, I have
no grown up male

child or any

helper at the shop.

| used to have a
sales boy but

since | became ill

This
disturban
ce in my
sleep
pattern
started

immediat

You
know if
you miss
dialysis
in the
morning

hours,

From the
day |
commenced
my dialysis,
I have
never spent

my money

Life has not
been so easy
with me as |
feel so
worthless
and | cannot

provide for

My
cousin
wanted
me to go
to India
for renal

transplan
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several
medicati
ons
which |
bought
from the
chemist
shop to
solve this
problem.
I have
taken
this
medicati
Oon....
erm,
erm,
what is
the name
again? |
can't
even
remembe
r again,
it was
prescribe

d for me

much
pains in
my joints
and I'm
SO
fatigued
that |
hardly
do
anything
since my
job
involves
lifting or
carrying
goods
out from
the
stores
manuall
y but if
it’s only
to bring
out
goods
for a

customer

items out
from the
shop to
avoid
killing
myself. |
do this
just to
help
myself
because if
I should
try doing
the things
| used to
do when |
was fine
and fit
then |
would die
early and
you know
it’s not
good to
disturb
the
kidneys. |

and travelled back
home for
treatment, my
business has
crumbled and the
boy has stolen all
my money. | had
to shut down my
motorcycle parts
shop and asked
him to move over
to the other shop
where | sell
mobile phones
until I return
(Impact of
condition on
livelihood)

ely I and
my family
returned
from the
village. It
doesn’t
happen
to only
me
though,
that same
Sunday
evening
when we
returned
from the
village, |
had a
restless
night and
couldn’t
sleep so |
had to lie
ona
bench to
rest my

head and

then you
have to
join the
long
queue
and you
are not
sure of
being
attended
toon
that day.
Also,
dialysin
g herein
the
afternoo
n is not
advisabl
e
because
of the
discomf
ort you
may
experien

ceasa

on
treatment.
The total
cost of my
treatment is
being paid
by my
cousin-the
medical
doctor
based in
the US. He
sends me
$2,000
every
month. He
usually
sends it
before the
25" day of
every
month. So,
the cost of
my
treatment
has not

really been

my family as
I would love
to and all
major
responsibilit
ies have
been
abandoned
to my wife
(Feeling of
worthlessne

SS)

t but we
are not
ready
yet. If not
for my
fear, any
time |
call him
and tell
him that |
want to
go for the
transplan
tation, he
is ever
ready.
Even in
the last 3
days that
I spoke to
him on
the
phone, he
mentione
d it but
I'm still

afraid
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by one of
the
doctors
ina
peripher
al clinic
I visited
earlier
and it
included
several
pain
killers
too. My
thought
then was
that the
medicati
ons had
done
their
work and
I had no
clue that
it was
depositin

g some

|
wouldn’t
have
much
reason
to worry
(Impact
of
symptom

on job)

have to
do
whatever
I canto
remain
alive and
see what
the future
holds for
me and
my family
(Positive
spirit)

I slept
off. When
I woke up
from the
sleep, |
started
having
pain in
my neck
and this
has
lasted for
almost 2
months
now. |
therefore
rushed to
my
doctor
and
complain
ed about
it and he
downplay
ed it
while |

also

result of
the
prevalen
t hot
weather
(Long
waiting

hours)

an issue for
me (Source
of support
for

dialysis)

because |
have
never
had an
operation
[surgery
in the
past; so,
that
instils
fear in
me.
Ordinaril
ylam
always
healthy
and |
don't go
to the
hospital
for
anything,
so this
condition
is strange
and it’s

like an
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harmful
things on
my
kidneys
and later
my blood
pressure
got
excessive
ly high
(Culture
of self-
medicati

on)

called my
brother
(the
medical
doctor
based in
the US)
to tell
him that
“they
have
come for
my neck
o”. I was
having
the
impressio
n that my
enemies
in the
village
were
using
diabolica
| means
to attack

my health

accident
to me
(Uncerta
inty of
transpla
nt)
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but he

(the

doctor)

told me

that it’s

not a

serious

issue

(Supersti

tious

belief)
Well, Yes, Idon’t My experience at | They The Imagine Yes, the Yes, |
erm...er | wheneve | sleep well | the UNTH isthat | care nurses here in Leo | need of my was at
m.... the | rl in the their machines are | more in are Hospital is | family does | the Park
thing is undergo | night always breaking the trying in | much more | affect my Lane
that | HD time. I'm | down. There was private their expensive coming for Teaching
was sessions | thinking it | a day | was on the | dialysis care than dialysis. Hospital
taking I feel could be | dialysis machine facilities | because | another However, and now
local free, | a side and dialysis more wheneve | private there’s at the
medicine | feel effect of session had than in r facility nothing UNTH
;you better the commenced; and | | the difficult | (Mount greater than | and the
know and medicatio | had to spend more | governm | situation | Carmel)- life. Life nurses
what | normal ns I'm than extra four ent s arise it’s about comes first did give
mean? | | but after | taking hours (more than | facilities | they #20,000in | andsolcan | such
was sometim | although | 8 hours). The such as adopt Mount always put informati
taking emy the engineers had to the multi- Carmel but | aside the on to me;
our local | body doctors start working on UNTH in | professi | it’s#15,000 | need of my meanwhil
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herbal
concocti
on. When
| started
taking
the
concocti
on, | was
feeling
quite
better
but after
sometime
|
discover
ed that
my
health
started
going
WOorse.
Also,
most
times
when
you

come

will start
experien
cing
pain,
with fine
tremors
on my
upper
and
lower
extremiti
es and
feeling
unwell.
It also
affects
my
appetite
as |
wouldn’t
be able
to feed
as
normal.
Idon’t
feel

hungry

said it’s
because |
need to
undergo
dialysis.
1t’s really
disturbin
g me so
much;
you can
imagine
when
other
people
area
sleep in
the night
and you
are
awake
doing
nothing. 1
sleep in
the day
time. It
affects my

jobasl

the machine unit
by God’s grace. It
was the fault of
the management
of the hospital and
lack of attention
by the government
because that kind
of situation can
hardly occur in
private renal
facilities. To be
honest with you,
UNTH is not
worth existing at
all. We were there
on admission
before the workers
went on strike and
the time this
happened, | had
spent 4 days on
the admission in
the medical ward.
All of us patient
was discharged.

It’s wasn’t

fact they
are
taking
good
care of
me in the
private
facilities
but they
charge
more
than the
UNTH
(Differen
cesin
care
between
private
and
governm
ent

facilities)

onal
approac
hin
resolvin
git. The
doctors
are
highly
qualified
and they
take
good
care of
me. | am
reviewe
d once
ina
month
although
this
depends
on my
health
status
(Care by
health

care

at the
UNTH. You
can see
that so
many
people who
are coming
here for
dialysis
were
referred
from the
UNTH
because of
the
breakdown
of their
machine
(Discrepan
cy in the
cost of

dialysis)

family to
take care of
my health
and then
attend to the
need
afterwards.
No, the
symptoms
have never
been a
barrier
towards my
coming for
HD (Impact
of family
need on
dialysis

decision)

e this is
not done
in most
private
establish
ments
(private
renal
facilities)
as they
are too
busy for
that and
are a lot
more
money-
consciou
s. The
private of
facilities
are
business-
oriented
and they
went you
to keep

coming
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here, you
have to
wait for
so long
to be
attended
to and
the
appointm
ents they
were
giving
me was
too
lengthy.
S0, so,
that was
why it
was like
| stopped
using the
medicati
ons and
the
manage
ment the

way the

most of
the time,
and a lot
of
abnorma
| feelings
occur on
my mind
in fact
don’t
feel
happy at
all. I'm
always
sad
because
of this
conditio
n and
the
associat
ed
symptom
S.
However
, | feel
better,

had to
leave my
previous
job and
now it
makes me
sleep at
work
where I'm
doing
security
work
(Impact
of
symptom
on
employm

ent)

supposed to be so
because the
hospital treats
numerous health
condition and
many of the
patient whose
health conditions
were critical died.
Uuhmm! It wasn’t
a good experience
for me (Poor
maintenance of
facility)

workers

)

(patronis
ing them)
but when
you come
to the
UNTH,
you will
be
educated
on your
nutrition
and
lifestyle
by the
dieticians
. They
explain
this to us
each time
we attend
the renal
clinic.
It’s only
in private
settings
that they
don’t do
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doctor agile this. So, |
said to and able would
me to do the want the
(Culture | things | private
of herbal | normally renal
ingestion | do in the facilities
) past to
(Experie improve
nce of on this
symptom (Patient
s and educatio
impact) non
manage
ment
regimen)
| have Living I have The doctors Apart Apart In fact, in So, you are
never with this | never looking after me fromthe | fromthe | the case of | kept waiting
been to conditio | taken any | here are very nice | initial issue of | the for longer
the nto me illicit as they talk tome | time cost of University | than
hospital | is like drug or politely and they | when | dialysis | College necessary
to check | serving indulged | take time to commenc | one Hospital while some
my blood | a life in alcohol | provide ed major Ibadan other
sugar sentence | consumpt | explanations on dialysis, | factor where | patients can
level or of which | ion; yes, | | any questions | the that is used to jump the
my blood | I cannot | used to have regarding nurses discoura | dialyse queue and
pressure | be free smoke my condition. The | have ging me | before when you try
and | until the | cigarette | nurses here are never from returning to challenge
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have
never
been
diagnose
d of any
medical
condition
in the
past. |
came to
the
hospital
because
of the
swellings
on my
legs,
arms and
face. The
doctor
carried
out
examinat
ion on
me and
confirme
d that |

day I
die.
Since |
graduate
d from
the
Universi
ty, |
have not
been
able to
gain any
meaning
ful
employm
ent to be
able to
support
my
mother
and my
other
siblings
only to
be told
that I'm

suffering

occasiona
Ily and
that was
along
time ago.
So, | keep
wonderin
gand
asking
myself
everyday
what
could
possibly
have
caused
this? |
regret
ever
smoking
in my life,
but the
doctor
said the
cause is
queried.
So, it

all the same. They
don’t take the
patients seriously
and sometimes
when you want to
ask them some
questions, they
pretend they don’t
know you are
referring to them.
I don't know if it’s
the nature of their
job that is making
them behave that
way (Experience
of care with

nurses)

given me
any
further
informati
on on
what |
should
eat or
avoid.
Maybe
they
assumed
that |
already
know and
didn’t see
any
reason to
waste
their
scarce
time
talking
about
that
again

with me.

accessin
g
dialysis
wheneve
r 1 come
here for
dialysis
is too
much
queue
and you
must
spend
the
whole
day
being
outside
(waiting
in the
hospital)
because
of the
number
of
patients

who are

home,
people are
attended to
based on
their tribe.
The nurses
attend to
their
Yoruba
people first
as they all
speak same
language
and you
are treated
differently
because
you are not
of their
tribe; so,
you are
kept
waiting for
longer than
necessary
while some

other

that you are
made to wait
longer. So,
those of us
who are of
other tribes
appear
powerless
unless we
know
anybody
working
there and
when we
complain it
will worsen
the
treatment
(Power

imbalance)
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am
suffering
from
CKD
stage-5
and |
was
therefore
advised
to
commenc
e
haemodi
alysis
(Culture
of not
seeking
healthca

re)

from
kidney
failure
(Meanin
g of
living
with
CKD)

means
smoking
cigarette
couldn’t
possibly
have been
the cause
(Rational
isation of

cause)

I would
like the
nurses to
take time
to
explain
to me the
things |
should
not eat
and those
that | can
eat
especiall
y those
that are
available
locally
and are
relatively
affordabl
e
(Informa
tion on
manage
ment

regimen)

waiting
to be
dialysed
(Issue of
waiting

times)

patients
can jump
the queue
and when
you try to
challenge
that you
are made
to wait
longer. So,
those of us
who are of
other tribes
appear
powerless
unless we
know
anybody
working
there
(Biased
treatment

by nurses)
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When |
commenc
ed
dialysis,
the
members
of staff at
the
UNTH
were
about
going on
strike
and the
manage
ment
also
complain
ed about
breakdo
wn of
their
machines
; so, |
had to
continue

dialysing

It has
impacted
negativel
y on my
Christia
n life. |
don't
have the
energy
to pray
as much
as | used
to in the
past
because
of
fatigue
which |
experien
ce every
day
(Impact
on
spiritual
life)

This
condition
makes me
stay in-
doors all
the time
as my
whole
body is
usually
swollen
and | find
it
stressful
to walk
about as |
used to
do in the
past. You
can see
that my
whole
body is
swollen
now; how
canlgo

out like

The fatigue |
experience
everyday has
made it very
difficult for me to
be able to do
anything for
myself. | have had
to depend
practically on my
family for support
financially and in
doing anything. |
feel very worthless
as a human being
right now
(Dependence for

support)

Since |
commenc
ed
dialysis, I
hardly
sleep in
the night
but I
sleep
well in
the day
time, you
seeif |
continue
to sleep
in the
day time
when I'm
supposed
to be
working,
it makes
my
condition
worse as
all the

cost of

There at
the
Mount
Carmel
(that is
the
private
centre)
the
nurses
and the
doctors
were
very
good.
They
talked to
me
politely
and
treated
me with
dignity
but here
at the
UNTH,
the

At the
UNTH, the
nurses talk
to you
whichever
way they
want, you
know we
are
powerless
and as such
we can't
even
challenge
some of
their
attitude as
we depend
on them for
our care. In
fact, they
make you
feel
worthless
and even
add to the

pain of

To be fair to
them, not all
the nurses
and doctors
here are
harsh but
most of them
are. There is
one doctor
here-Dr
Onwe who is
very good.
He was the
one who
made us feel
settled by
talking us
through my
condition,
the
treatments |
have to
undertake,
how to take
my
medicines

and the

Yes, the
nurses
informed
me to
avoid any
food that
contains
protein.
They told
me that
that will
include
beans,
egg, red
meat, etc.
They
encourag
ed me to
eat fish,
and white
meat. |
was told
to avoid
any food
that
contains

protein

Even when
they tell
you avoid
taking
certain
fruits,
usually
they are
not clear
or specific
about it;
orange is a
fruit, water
melon is a
fruit and to
my mind
banana is
a fruit. So,
there
should be
clearer
explanatio
ns. The
other day |
came here
| asked

one of the

Someon
e's
faith
saves
him,
you
know?
It is my
belief
that if |
trust
God for
healing
, he will
heal me
of this
conditi
on.
Prayer
can
save
me.
They
said my
kidneys
are
bad;
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at the
Mount
Carmel
dialysis
facility
in
Emene,
Enugu
(Issues
with
machine
breakdo

wn)

this and
everybod
y will
start
looking at
me and
some
others
will start
asking me
if I'm
okay
(Impact
of
condition
on body

image)

my
treatment
would be
borne by
only my
parents
and |
have
turned
out to be
a burden
to their
lives
(Concern
s about
impact of
symptom
on
employm

ent)

nurses
are
complet
ely
different
. Here
when
you ask
anybody
(the
healthca
re
workers
includin
g
nurses)
any
guestion
about
anything
they will
tell you
angrily
togo
there
and find

out. In

your
condition.
They are
easily
irritated
and I don’t
even know
why.
Sometimes,
| feel it’s
because of
the amount
of work
they have
to do or
may be due
to the

challenges

of their job.

Whatever
the reason
is, such
attitude
makes me
feel it's my
fault that |

have this

things |
should
expect in the
curse of my
condition.
We were just
lucky to
have met
him and
incidentally
I and Dr
Onwe are
from the
same town
but we
didn’t know
each other
in the past.
Up till
today, he
still attends
to us very
well and
whenever we
call him he
is ever ready

to help us in

asitis
dangerou
s for my
health.
They also
highlight
ed the
importan
ce of me
avoiding
medicati
ons that
are not
prescribe
d by the
doctor
and the
need for
me to be
taking
the pills
the
doctor
prescribe
d for me.
The

nurses

doctors on
duty and
he said to
me “you
can eat
anything”.
| was not
satisfied
with the
response
and |
insisted on
getting
clearer
answers
from the
nurse who
later told
me to
avoid
proteins
(Discrepa
ncy in
informatio

n)

what is
kidney
failure
in the
sight of
God?
God
takes
care of
bigger
situatio
ns and
heals
more
danger
ous
conditi
ons, so
in the
sight of
God my
conditi
onis
nothing
N
believe
this
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that
private
centre,
the
nurses
will
come to
me and
tell me
that |
will be
fine;
they ask
me
about
my
worries
and try
to
provide
any
explanat
ion to
my
question
s. |

could

condition
and this
I'm sure
could be
the way
other
patients
feel. |
prefer the
care |
received at
the private
centre to
that I'm
receiving
here but |
can't
continue
there
because it’s
more
expensive
than here
(Power

imbalance)

any way he
can. You can
see that
when we
came he
immediately
assessed me
and
suggested
that | have
to do
another test
today
(Experience
of care by

doctors)

should do
more in
explainin
g to the
patients
at every
session of
dialysis
or during
any
contact
the foods
they
should be
eating
and those
they
should
avoid.
For
instance,
if you are
telling
me to
avoid
foods
that

conditi
onis
his will
in my
life as
it's
only
what he
approv
es of
that
can
happen
ina
man’s
life. So,
dialysis
or no
dialysis
, once
it's
God’s
will for
me to
be
healed

I will
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recall contain be

the last proteins, healed
time we how can (Impact
went to I know of

the all of religiou
private them? s belief
centre, So, | on

and | think it dialysis
needed will be decisio
to be better if n)
transfus these

ed with things

blood. can be

The highlight

nurse ed on

without leaflets

wasting and

time explained

went tous in

and got our local

the dialect. It

blood will make

from the a lot of

blood differenc

bank e for us.

and Simply

commen saying
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ced the
transfusi
on
without
any
bureauc
racy as
you
would
see at
the
UNTH.
Not only
did she
start the
transfusi
on but
she was
there by
my
bedside
monitori
ng me
and
giving
me some

comfort

avoid any
food that
contains
protein is
not really
clear
especiall
yto
patients
who are
not
educated
(Informa
tion to

patients)
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by

talking

to me

and

reassuri

ng me

(Experie

nce of

care

from the

nurses)
Although | Going I am now | Uumh, they are When | The The doctor | Physical Yes, Uuhhmm, | The job | Thereis
the on being taking good care | asked the | doctor is not symptoms distance | the need of | is theirs | no
doctors dialysis | assisted of their patients doctor in | arrogant | friendly really do isa the family | and dialysis
made the | for me to do and that is why the ly because the | influence my | serious will always | they centre in
diagnosi | means things you can see former retorted, | only coming for issue for | be  there | are Ikom
s, | have | abandon | like a people come for facility (a | “When question | dialysis. me. For from time | doing where |
astrong | ing little dialysis here. As private you are | asked her Sometimes | | instance, | totime and | their live with
feeling | | everythi | child. | we stay in the facility) done was don’t have we spend | as far as | best my family
was ng | would ward, they are where | with greeted by | money to about you are an | and | and in
poisoned | have love to very nice; | have used to your avery rude | embark on #15,000 Ibo  man, | must Calabar
N laboured | have my dialysed in other dialyse urinatio | and coming here | on you have a | comme | (UCTH)
believe I | for and bath, facilitiesand I can | onhow | | nyou shocking for dialysis | transport | responsibil | nd them | which is
was focusing | wash my | tell you the can get can response as a result of | ation to ity towards | for that | governme
“poisone | on clothes, difference that come and so even | other family | come for | your entire | (the nt-owned,
d” taking gotothe | between hereand | catheter | and lie when | had | needs and asession | family. You | nurses). | if you
through | care of toiletand | those, do you that they | on this other the far on have to | Uummh | don’t
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diabolica
I means
and |
have
removed
the
poison
from my
body
through
unorthod
0X
means.
The
poisonin
g is the
cause of
my
condition
(Percepti
on of
cause of
the

conditio

n)

my
health,
attendin
g
dialysis
three
times
per week
accordin
g to the
doctor
and
giving
up my
financial
role
towards
my
family as
I will not
be able
to
concentr
ate on
doing
my
business

go to the
market on
my own
without
any
assistanc
e but now
I cannot
do those
things
again. Of
what use
am |
again?
(Loss of
independ

ence)

understand? In
terms of the care
being rendered,
the nurses here
are so dedicated
and so they do
take care of the
patients very well
(Experience of

care by nurses)

will fix in
my eyes
because
of my eye
problem,
she said
to me
“go and
meet
your
villagers,
I don’t
have time
to do all
those
kinds of
thing.
She
arrogantl
y
retorted,
“When
you are
done with
your
urination

you can

couch if
you
wish, so
|
manage
dto do
as she
comman
ded as |
have no
choice
after all
I can't
treat
myself
and
since
that day
|
decided
never to
dialyse
there
again
(Power
imbalan

ce

guestions
to ask
regarding
my care, |
couldn’t
muster the
courage to
ask
because |
don’t know
what her
reaction
could be. In
that private
facility, for
the nurses,
it depends
on the
environmen
tin which
they found
themselves
working. If
your boss
is full of
harassing

people

distance but
I have no
choice when
the
symptoms
become too
much for me
to bear
(Physical
symptoms as
a factor
influencing
dialysis

decision)

dialysis.
We come
all the
way from
Ikom in
Cross
River
State and
you can
imagine
the risks
involved.
For
instance,
the
number
of
accident
scenes on
the
Abakaliki
-Enugu
highway
is
frighteni
ng
enough

cater for
your
immediate
family and
also your
extended
family, do
you
understand
? So, the
hazard will
be there. At
times, it
prevents
me  from
coming for
dialysis
(Family
needs as
an
influencin

g factor)

hl
don't
see any
other
thing
we are
lacking
I Most
times
when
you
come
here
you see
dialysis
patients
waiting
all day
up until
12
midnig
ht
waiting
to go
on
dialysis

due to

“know
somebod
v just
like in
any other
governme
nt
establish
ments in
this
country,
then you
arein
trouble
because
you will
end up
spending
your
entire
day
waiting
and
nobody
will
attend to

you. So,
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as
before
(Meanin
g of life
on

dialysis)

come and
lie on
this
couch if
you wish,
so |
managed
to do as
she
command
edas|
have no
choice
after all |
can't
treat
myself
and since
that day |
decided
never to
dialyse
there
again.
That was
why |

switched

between
patients
and

doctors)

(patients),
then the
atom of
that
harassment
will be
there so
like 1 told
you, | was
always
afraid and
mine was
to sit down
on the
machine
bed for 4
hours and
then get out
and look
for where |
can get
cure for
myself
(Fear of
the

unknown)

for one to
undertak
esuch a
risk
travelling
down
here. |
was
always
coming
with my
wife
before
but at
some
point, |
stopped
her
because
instead of
the two
of us
taking
the risk,
itis
better

that one

the few
number
of
functio
nal
machin
es
availab
le here
(Long
waiting
hours
for
dialysis

)

the
governme
nt should
provide
more
facilities
especiall
y in the
rural
settings
(Biased
treatment
of

patients)
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to this
facility
(Experie
nce of
care by
doctors)

of us
should be
taking
the risk.
Like
today |
prepared
to be
here
alone but
my
younger
sister
spoke
extensive
ly to me
last night
on why
we
should
come
together.
This
encourag
ed me to
come

here
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today
with her
especiall
y because
of my
sight
problems
(Distanc
easan
influenci
ng
factor)

I have
never felt
sick all
my life
and
never
bothered
to see
any
doctor
for any
treatmen
tatall;
even

when |

Erm,
when
you talk
of the
impact
of this
conditio
n, I can't
do most
of the
things |
used to
do in the
past. It's
true that

You can
imagine
paying
almost
#30,000
for a
session of
dialysis
and you
are
expected
to do it
three
times

every

The nurses did tell
me to avoid taking
much drinks and
certain foods that
contain proteins
but I would still
want them to give
more information
that are specific
on the quantity or
amount of fluid |
can take daily
when I'm not on
admission in the

hospital and

There are
S0 many
things |
expect
them to
inform
me
because
I'm
paying so
much for
this
dialysis;
it's not
#5,50 |

Someon
e can
still do
dialysis
and die
the same
day; so,
it's only
God
who
gives
life. If
God
proclai

ms that |

344




feel my
health is
not okay,
I simply
take
some
herbal
remedy
and | get
well and
carry on
with my
business;
so, that's
why if
not that
it looks
like
dialysis
it's
necessar
y in this
my
condition
)
wouldn’t

even

I'mno
longer
working
due to
my age
but |
miss
most of
the
things |
used to
do such
as
drinking
wine,
going
out with
my
friends
and
doing
things
for
myself
instead
of being
depende

week.
That
means
you must
spend
millions
in a year
in order
to live.
That
means
living
with this
condition
without
you being
rich is
living in
fear of
the
unknown
as you
don’t
know
what next
could

happen to

possibly give me a
full list of the food
I can eat or avoid.
I would want them
to tell me the
things | can do in
order to live
longer and reduce
the frequency of
my coming here
for dialysis
(Patient

education)

should be
well
informed
about my
condition
and
treatment
by the
nurses
and
doctors.
They
should
make a
list of all
these
things (I
mean the
foods and
drinks)
and not
for me to
continue
eating
the same
kind of

food and

am
going to
live,
even
without
this
dialysis
I can
still live.
God can
still do it
(Dialysi
sas
seconda
ry to
religiou
s belief)
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bother
myself
being
here
(Poor
health
seeking

behaviou

r)

nton
others
(Loss of
indepen

dence)

you if you
don’t
have
money to
go for
dialysis
not to talk
of going
for
transplan
t
(Dialysis
as

uncertain
ty)

come
here for
dialysis
all the
time. |
strongly
believe
that lack
of proper
or
adequate
informati
on
regardin
g my diet
and
lifestyle
is the
main
cause of
my body
always
swelling
and this
makes me
to come

here for
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dialysis.
If I am
avoiding
the things
I should
avoid my
kidneys
will start
getting
better but
I don’t
always
know
those
things.
For
instance,
it was
just
yesterday
that I
heard
that
people
who are
receiving

dialysis
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are not
supposed
to eat
Okro
soup.
Okro
soup
incidenta
lly is my
favourite
soup and
I have
been
having it
without
being
told that
|
shouldn’t
eat it
now. |
was told
that |
should
not eat
Semolina

and
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that's
also one
of my
favourite
foods. It
was only
yesterday
that |
started
eating
bitter leaf
soup. So,
ignoranc
e of the
specific
food |
should
eat or
avoid is a
major
source of
worry for
me. | just
want to
know
whatever

I can do
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in my
capacity
to help
myself
even
though
doing
dialysis
isnot a
solution
to my
problem.
They
should
write out
the list of
the foods
and
drinks to
be taken
and those
to be
avoided,
make
photocop
ies of it

and give
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to the
patients
each time
they
come
here for
dialysis.
It will go
along
way in
helping
us
(Expecta
tions on
patient
informati

on)

Living
with this
condition
and
dialysing
every
week is a
very big
lesson to

me. It

I am no
longer
able to
goto
work
regularl
y and so
I spend
most

part of

I'm
always
very
heavy and
S0
fatigued
that |
hardly do
those

things |

They are doing
their best but they
need to show
more compassion
when it comes to
the cost of
dialysis. They
shouldn’t
emphasise more

on us paying the

Dr
Onodugo
wrote a
list of the
foods and
drinks I
should
avoid. He
said they

are
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means
that
nothing
is
constant
in life-
someone
who has
everythin
g going
well for
him or
her
today
could be
worse off
tomorro
w. If
anybody
had told
me that |
was
going to
have this
kind of
problem
|

my time
staying
at home.
I don’t
have
apprenti
ces or
any
subordin
ate who
supports
or
assists
me in my
business.
How can
| get
money to
sustain
my
dialysis
and
other
treatmen
tifl
don't

carry on

used to
do in the
past. This
affects my
ability to
do my
business,
do things
for myself
and
associate
with my
friends. |
am
particular
ly
confined
by this
condition
;lcan't
go out as
| used to
do in the
past when
I was
okay. You

know

money first but to
save life first
before money. |
know they are
doing their job
and you have to
show receipts
before you go on
dialysis but in
some cases where
they are seeing
that someone is
dying I think they
should dialyse
first and then the
family of the
patient can pay
later. Life is
precious and any
little lapse in
maintaining it
could lead to
death. Imagine the
other day a
dialysis patient
was brought in

here and he was

mostly
foods
containin
g protein.
They
included
foods like
beans,
milk, and
many
others.
For the
nurses
immediat
ely you
come
they find
out if you
have paid
and have
the
necessar
y
materials
. So they
don’t

bother or
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wouldn’t
have
believed
it. It
shows
how
temporal
and
uncertai
n life
could be.
Erm,
erm...er
m... my
life on
dialysis
is erm...
full of
uncertai
nties
because
I don’t
know
what the
future
holds for

me as

with my
business
? So,
erm...bu
t I need
to be
strong to
do
anything
.lcan't
concentr
ateon
doing
anything
meaning
ful when
you
think
about
the
impact
of the
symptom
s of this
conditio
n, the

needs of

when
things
were
good |
used to
have lots
of friends
flocking
around
me. But
since this
condition
started, it
has
reduced
the
number of
friends
that |
have.
Sometime
s some of
my
friends
don’t
even pick

up my

in a critical
condition because
he couldn’t
dialyse for almost
3 months may be
because he didn’t
have the money or
for any other
reason, but he
died because the
nurses insisted he
must pay and
present the
receipts to them
before he can be
dialysed. You see?
Where is the
humanity? Where
is the
compassion?

(No compassion)

have time
to talk
about the
foods and
lifestyle
you
should
maintain
especiall
y if they
had told
you
during
the
previous
dialysis
sessions.
It’s like
they only
tell the
patients
before
patients
start
dialysis
(the first

dialysis
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failure to
come
dialysis
may be
due to
lack of
money
could
mean
preparin
g for
death
(Meanin
g of life
on

dialysis)

your
family,
going
for
dialysis
in such
an
extremel
y far
distance
so that
you can
live. You
see, it's
difficult
for me
and my
family
My wife
had
gone to
visit her
family in
Enugu
for some
time now

and she

calls or
even call
me back
probably
they feel |
will ask
them for
help. So,
it's just a
few of my
close
friends
who still
call and
check on
me. My
siblings
are trying
greatly in
supportin
g me
beyond
my
expectati
on
(Impact

of

session
Ipre-
dialysis).
Well, if
you ask
them they
can
answer
you. If
you don’t
ask them,
they may
not have
the time
to tell
everyone
(Informa
tion on
nutrition
and fluid
intake by

doctors)

354




hasn't physical

returned | symptoms

. S0, you | on social

can relations

imagine | hips)

what this

conditio

n means

for my

business

-the only

source

of my

income

(Impact

of

symptom

son job)
To me lamnot | It I was not told
living sure therefore | anything. They did
with this | where makes me | not inform me
condition | this feel about the kind of
isa whole worthless | food I should be
setback conditio | aslcan't | eating or those |
in my n will even should not eat. It
life. 1am | lead into | afford the | was only the
only 38- | because | costof my | doctor who told
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year-old
with two
kids who
mean so
much to
me. You
can
imagine
living
with this
condition
at this
age
when I'm
supposed
to be
strong
and work
hard to
look
after my
family.
This is
the stage
of my life
when I'm

supposed

although
after
dialysis,
I always
feel a lot
better
but even
being on
that
machine
for 4
hours is
not quite
easy for
me. | am
not sure
of living
long
enough
to train
my kids
and look
after my
family
especiall
yasl
don't

treatment
and now
have to
depend
on my
wife and
my
parents
for my
survival.
How can
I still
depend
on my
parents at
this stage
in my
life? This
is going
back and
not
moving
forward
in my life
as |
should be

supportin

me on the first day
before | started
dialysis. Since
then, I can’t recall
hearing anything
of such from the
nurses. Maybe
they are too busy
or they felt the
doctor must have
told me and felt
the doctor must
have told me and
so couldn’t bother
to talk about it

(No information)
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to work
extremel
y hard to
train my
children
to the
level of
educatio
n | want
them to
attain as
I had no
such
opportun
ity in my
life but,
but, erm,
erm....
this
condition
is trying
to cut
short my
dream.
So, to me
lifeasa

dialysis

have the
means to
sustain
my
dialysis
treatmen
t let
alone
talking
about
going
for a
transpla
nt

(Uncerta

inty)

g my
family
now and
not them
paying
my bills.
I'm
always
feeling
exhausted
all the
time
(Worthles

sness)
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patient is
a life of
suffering
, end of
my
dream
and
hopeless
ness as |
don't
know if |
would be
alive to
fulfil my
life
dreams
(Meanin
g of
conditio

n)

Dialysis
is a big
stressor.
I called
ita
stressor

because

Most
times
that |
come
here for
dialysis |

would

Itis also
a big
stressor
for me
financiall
y as

coming

You know that in
our culture you
have to take care
of your siblings,
your father and
your mother and

every other

As a civil
servant,
it's also
very
difficult
for me to

be taking

For
now, I'm
still
going to
work
and

have not

Yes, the
doctors and
the nurses
explained
to me the
foods to eat

and those
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of the
amount
of time it
takes me
to travel
to Enugu
for my
dialysis,
as | told
you
earlier
on that |
live and
work in
Abakalik
i and you
can
imagine
what it
means
for me to
travel
from
such a
very far
distance
to this

not be
able to
go back
to work
and you
can
imagine
what
that
means
for a
civil
servant
to be
constantl
y taking
permissi
on all
the time
to attend
dialysis.
It's not
an easy
one and
that
means

you have

for
dialysis is
a big
strain on
my
monthly
income.
The cost
of dialysis
is so huge
that an
average
civil
servant
like can
hardly
afford to
afford it
more than
once ina
week and
even
doing it
once a
week
doesn't

come very

member of your
extended family as
much as you can,
so all of these
people depend on
my meagre salary
and now | have
been dealing with
the issue of
attending dialysis.
That is why | have
not been able to
cope with the
recommended
amount of dialysis
in a week because
sometimes even
when | want to
come for dialysis
and my siblings
have financial
issues I try to
assist them first
and then defer my
dialysis for a later

time. You see that

permissio
n three
times
every
week in
order to
come for
dialysis.
You see
there is
no
dialysis
facility in
Abakaliki
and even
after
dialysis, I
am
always
tired and
find it
difficult
getting
back to
work
after

undergoi

requeste
d for
exempti
on from
work.
Erm, to
be
honest
with you
most of
the time
I am
scared
of the
likely
outcome
of this
conditio
n. I
don't
want to
die and
leave my
family
behind
as there

will be

to avoid.
Maybe they
would need
to do more
to make it
clearer
especially
to those
patients
who are
not literate
enough to
identify
classes of
food. |
don’t think
it's enough
to simply
tell patients
that they
should
avoid foods
that
contain
protein
when they

don’t know
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place for
dialysis
and then
I must
wait for
avery
long time
because
of the
large
number
of people
who are
waiting
to be
dialysed
in this
facility
(Meanin
g of
dialysis)

to let
your
colleagu
es know
about
your
health
conditio
n and
that
means
you
don't
have any
privacy
again
(Loss of

privacy)

easy. So,
S0, it's
affecting
me in
every way
and my
family
doesn't
get
enough
money
from my
monthly
salary for
their
upkeep
(Cost

issue)

It's not quite easy
for me
(Culture)

ng
dialysis.
So, it’s
very
difficult
for me. If
I
continue
like this |
risk
losing my
job as my
boss and
colleague
s may not
understa
nd what
it means
to be
suffering
from this
condition
. Civil
service
has its
rules and

there's a

no one
else to
cater for
them.
My wife
is not
working
now and
every
member
of my
family
depend
on me.
I'm
scared
about
the
future
and
what it
holds for
me
regardin
g this
conditio

n

what they
are
(Informati

on)
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minimum | (Uncert

level of ainty)

health

you

should

have to

be able

to

perform

your

duties

(Fear)
I have Like you | To be The thing is, I could I thank | So, these Yes, because | | amvery | Also, the
spent came in | sincere in | ordinarily cost say for God | are the inIndiamy | sorry to experience
about when | this and distance example, | have issues but if | doctor say that I have had
£85,000 | was place, could influence it | I'mvery | been there's a referred me | the point | with the
already | typing that is but for me | worried able to good to the is this, doctors
(that is somethin | why | decided that no here sustain | association | nutritionists, | the abroad is
about g.lwas | come matter what because | | my that is again .... I nurses at | different
twenty- sending | here. because, because | know | treatmen | receiving was even the from here
three email to | They are | onelwantto have t; I have | funding given a UNTH, because a
million the very remain alive people avery and doing chart of the | the way doctor
naira) so | UNDP good; until... you know? | who do stable advocacy... | things | they abroad
itsa office in | they | want to stay dialysis mind but | another should eat behave will be
whole lot | Abuja attend to | alive and look in other I have thing | or avoid. and able to tell
of tryingto | you with | after my family. In | centres been wanttodo | No, lwasn't | attendto | you the
money. It | see if courtesy | fact, thereisa sometime | here and | isto do given such patients problem,
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includes
the cost
of the
transpla
nt,
medicati
ons and
other
materials
needed
for the
surgery.
I will
still pay
more, do
you
understa
nd? It's
because
of this
condition
that |
have
sold all
the
propertie

sl

there is
any
support I
can
receive
from
them. If
it's just
for the
work |
do |
can't
pay for
my
treatmen
t, it's not
possible
because
how
much is
my
salary
that |
could
contempl
ate

maintain

and treat
you like a
human
being and
not just
asa
patient.
That is
why |
come
here (the
private
dialysis
facility). 1
wouldn’t
want to,
even
when | go
to Abuja |
don’t do
dialysis
there. |
make sure
| fly back
to do my
dialysis

here

decision | took
that | cannot
succumb to this
kidney issue. This
condition will
never defeat me
and | will come
out stronger. So,
because of that
decision | took
I'mdoing all I can
by God’s grace to
be able to
maintain this. |
come from
Nsukka, so | come
every morning
from Nsukka. So, |
told myself that no
matter what I'm
going to make
sure that | deal
with it; | won’t
succumb to it,
that’s the decision
I took and that

decision is simply

S you go
there is
no light
or that
the
machines
broke
down and
sometime
S you go
they will
tell a
story for
as whole
month
and
nothing
will
happen. |
don’t
know
what they
expect
the
patients
to do. So,
| believe

seen
patients
who
cannot
afford to
do
dialysis
and
sometim
es | help
them
and
some
other
times |
encoura
ge them;
I know
S0 many
things. |
rememb
er many
of them |
started
dialysis
with are
all dead

advocacy
and
encourage
people to
donate
kidneys to
patients
because in
developed
countries
abroad
people
come in
willingly
and sign
that they
want to
donate
their
kidney. Our
people here
need to
understand
; when you
tell
somebody

here can

here but the
only thing is
that there is
no
organised
way of doing
this here
and just may
be when you
ask they will
tell you
don’t eat
this, don’t
eat that
unlike in
India where
there was
already a
plan and
you are
given a copy
of the plan;
in fact, | still
have the
note from
my doctors

in India.

is not
done
anywhere
else in
the
world. In
this place
(the
private
centre)
the
nurses
treat you
like a
human
being
and
better
may be
because
itsa
private
place but
in
UNTH,
itsa
different

how he
will
approach
it and
discuss
with you
before
even
treatment.
To tell you
the truth, |
have a
copy of my
treatment
file from
India with
me; so,
whatever
isin my
medical
file in the
hospital in
India is
also in my
file which |
have with

me. So,
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acquired
and | am
left with
nothing.
When
you talk
about the
meaning
of this
condition

, to me, it

terrible.
Itisa
big
strain on
my life,
my
finances,
my
family
and my
job. So,
that’s the
problem

and I'm

ing my
dialysis
weekly
not to
talk of
planning
to go for
renal
transpla
nt. There
is no
support
for
kidney
patients
in this
country
and just
like in
almost
every
other
conditio
n except
in the
case of
HIV/AID

because |
don’t
want to
catch
infection;
I dont
want any
story. So,
because
of it, even
if I'm
travelling
for a
project in
Abuja, |
will make
sure | fly
out to
Enugu to
do
dialysis.
So, they
are very
good in
the way
they
attend to

mean. That is why
you may not
notice that I'm a
dialysis patient. |
have a stable
mind and | don’t
feel worried; I'm
okay
(Perseverance/det

ermination)

the
governm
ent
should
find a
way to
subsidise
the cost
of
dialysis
and
establish
more
dialysis
centres
especiall
y within
the rural

settings

and |
feel bad
and
pained
about it;
someho
wl
blame
myself
and wish
I could
do more
then to
assist
them to
live. |
know
that if
we were
able to
form a
dialysis
associati
on, they
would
have

been

you donate
your
kidney? He
or she feels
you want
him or her
to die but
somebody
has 2
kidneys; he
needs one
and you
will even
live a
better life
than
someone
who has 2
kidneys. In
fact, some
naturally
have only
one kidney.
It's not
been so
easy for me

to geta

Down here |
believe the
nurses
should be
able to
educate
dialysis
patients on
their
nutrition
and lifestyle
especially
when they
don’t seem
to be
compliant
with the
dietary
regimen. To
tell you the
truth, the
nurse is the
first contact
(the main
contact)
between a

patient and

ball
game. In
fact, |
don't
want to
talk
about my
experienc
e there as
it's
horrible
(Carein
governm
ent

hospitals

)

you are
given a
copy, tests,
recommen
dations,
everything,
the way
the doctor
filled it.
They will
give you a
copy and
you take
along. The
same thing
in the UK;
| have the
same
record. In
fact, in the
UK after a
session
with the
doctor, |
will be
sent an

email on
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still
borrowin
gto
complete
the cost
of my
care and
also my
family is
there to
be taken
care of
(Meanin
g of
living
with
CKD)

S where
the
governm
ent helps
with the
provisio
n of
HAART.
It's only
God that
is
helping
me
because
I still
have the
strength
to do my
work.
Even the
person
I'm
sending
this
email to
doesn't

know

patients;
the
hygiene is
what |
also like.
They are
very...,
they
always
make sure
that their
patients
are kept
away
from
infection.
In fact, if
you stay
here you
will
notice it.
So, it’s
very....in
fact, |
have seen
people, |

remember

alive;
even
myself |
cannot
sustain
it for
them for
too long
(Guilt)

donor and
getting one
is really
difficult
now but we
are
exploring
various
options at
the moment
(Kidney

donors)

the hospital.
So, they
should be
able to tell
the patient
the things to
avoid to
help the
patient. The
nurses here
do it
(referring to
the private
dialysis
centre)(Inad
equate

information

)

all the
discussion,
what was
agreed,
diagnosis,
everything.
I have it, |
have all
the email
of the
details of
my
interaction
s with the
doctors,
everything
isin my
email; if
you doubt
it I can
give you a
copy from
my email. |
have the
email for
each visit.
So, that is
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I'm
doing
dialysis;
he
doesn’t
know
I'ma
kidney
patient.
There
are
diseases
that the
governm
ent
should
assist
sufferers
, the
number
one is
this
kidney
issue
and
another

one is

in Abuja,
a friend
they
destroyed
her
fistula.
Even
when she
had to put
a
neckline,
they
infected
the
neckline.
So, you
can
imagine
that; so, |
don't...,
that's
why I'm
always
afraid of
going
elsewhere

to do

how...but
in this
place
(referring
to
Nigerian
context)
the way
doctors
treat
patients is
amazing
and that is
why it’s
difficult to

servant
relationshi
p here and
that goes a
long way
to affect
the
recovery
of the
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cancer dialysis patient
(No (Carein (Care by
support) | private doctors)
facility)

Living So this Many So, basically no Thereis | Sometim

with this | conditio | times | other factor no es, you

condition | n means | prepare determines that further even

has done | that | to come for me except informati | come

agreat will not | here for money, the ability | onthatl | here and

damage | be able my to pay is the issue | was they tell

to my towork | treatment | for me. There are | given you

life. It the way | | but the also many times here. there is

has used to issue of that when | plan When | no water

impacted | inthe lack of to come here for was or the

adversel | pastand | money treatment and my | admitted | machine

yonmy | be able hindered | family cannot in the has

sexual to have me. | only | afford to buy food | other broken

life. My | the come for | or take care of private down. In

manhood | money to | treatment | any other need, | clinic fact,

no train my | when | will have to where the | there

longer children | have cancel going for diagnosis | was a

erectsas | whoare | saved my dialysis. What | was first | time

its used still in enough can ldomyson? | madethe | when the

to and the for my It’s family first. nurses nurses

thishas | schools. | treatment | Sometimes, | can | explained | and the

affected | How can | because | | save some money | everythin | doctors

my someone | have to to come butifmy | gtome were on
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sexual
ability.
My
manhood
no
longer
rise
again as
it used to
be. |
used to
be
sexually
active to
be
honest, |
know |
shouldn’t
be telling
you this
but I'm
just
being
honest,
there is
nothing
to hide

who is
so weak
like me
goto
work
and
raise
some
money?
That is
why it’s
difficult
for me to
come
here for
the
dialysis
the way
my
doctor
asked
me to do
(Meanin
g of life
on

dialysis)

have
money to
pay for
the
hospital
card and
the
dialysis
and also
for the
medicatio
ns. In
terms of
family
support,
it’s only
my first
daughter
who has
been
supportin
g me as
much as
she can
because
my first

son is

children need to
pay their school
fees or any other
fee in the school, |
will have to attend
to them first so
that | won't
continue to
disturb my
daughter for
money (Family

need)

regardin
g the
kind of
food |
should be
eating,
types of
drink and
the
quantity
and other
lifestyles
I have to
avoid or
maintain.
In fact,
there are
leaflets
containin
g this
informati
on in that
clinic
and some
were
pasted on

the walls

strike
for
several
months
and
those of
us who
were on
admissio
n were
hurriedl
y
discharg
ed
before
the
closure
of the
hospital
(Institut
ional

issues)
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as you
are a
man like
me and |
find it
comforta
ble
sharing
this
concern
with you
(Impact
on
sexual
life)

married
and now
pays
more
attention
to his
own
family
and same
with my
second
son. So
this my
daughter
is the
only
source of
financial
help |
have in
this
condition
(Family
support)

of the
clinic. So
here it is
only what
the
doctor
told me
that |
maintain.
The
nurses
have not
been
telling
me
anything
regardin
g what to
eat and
what to
avoid. |
think they
are too
busy. You
can see
the

number
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of people
who are
waiting
here
today to
be puton
the
machine.
That is
how it is
every
time you
come
here
(Informa

tion)

It has led
me into
trying
different
methods
to seeif |
can get
healing.
That is
why |

have

It has
affected
my
quality
of life
negativel
yasl
cannot
carry on
with my

farming

I am not
able to
sleep
most of
the time;
even
when |
sleep
sometime
sldon't

sleep for

If you can
remember | told
you that my
husband’s people
are not supporting
me in any way.
The care of my
children and
myself is my sole
responsibility and

most time it takes

Not
really.
Although
sometime
s the pain
iS S0
much
that it
affects
my

ability to

My
husband
°s family
accused
me of
killing
my
husband
and that
is why

they

They
claimed
that I'm
suffering
from this
condition
because |
killed my
husband.
They, they
said that

Yes, the
nurses and
the doctors
told me the
kind of food
I should be
eating the
first day |
went for
dialysis.
They always

You can
see me
now; you
can see
how my
body is
like I'm
pregnant
with all
my whole
body

369




been
using
herbal
remedies
in
managin
g my
condition
as |
don't
have
money.
Sometim
es | feel
better by
using the
herbal
remedies
and
some
other
times |
dont
feel
better. |
like

using the

as | used
to do.
So,
living
with this
conditio
n means
a stop to
my usual
way of
life of
going to
the farm
regularl
y and
taking
care of
my
children
as | have
nobody
else to
do this
for me.
You can
see that
if I don't

long and

I sleep
mostly in
the day
time and
this
affects my
ability to
go to the
farm most
of the
time. It
does
make me
feel sad,
worthless
because |
can no
longer
stand for
my
children
the way |
have been
over the
years

since the

precedence over
every other thing
and that includes
my very own
health and life
and my dialysis.
Like every mother,
most times that |
might want to
come here for
dialysis if my
children don’t
have money to
feed or pay their
school fees, | have
to sort their own
problem first
before thinking
about dialysis. |
understand that if
I come for dialysis
I will be able to
live longer for
them but you
know, most times

it's very difficult

walk or
do
anything,
it has
never
been a
reason
for not
going for
my
treatment
. Like |
said
before
it's
mainly
money
that is my
problem
(Physical
symptom
s as non-

issue)

have
abandon
ed me
and my
children
to suffer
and |
have no
other
form of
support
from
anywher
eor
anybody
(No
support)

this
condition is
a
consequenc
e of the
wrath of
the gods
against me
for
allegedly
killing my
husband. 1
don’t know
why anyone
would ever
think that |
killed my
husband.
They even
went as far
as asking
me to drink
the water
they used
in washing
my late

husband’s

remind me
again
whenever |
ask them
any question
regarding
that and the
amount of
fluid |
should be
taking but
most of the
time I find it
difficult to
know what
food
contains
protein
especially
when | eat
the local
food |
harvested
from my
farm
(Patient

swollen.
It makes
me feel
S0 much
ashamed
of myself
but what
can | do?
It’s not
my fault
that this
condition
befell me.
I can no
longer go
out as
much |
could
and it
has
affected
my
ability to
go out
with my
friends

for social
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herbs
and |
believe it
will heal
me some
day(Her
bal

remedies

)

goto
farm my
family
will
suffer as
we don’t
receive
any
support
from my
late
husband
*s family
and my
children
are still
depende
nt on me
for their
survival
and
educatio
n
(Meanin
g of
conditio

n)

death of
my
husband
(Feeling
worthless

)

to make some of
these choices

(Family needs)

body before
his burial.
It’s, it's
very
devastating
for me

he was
alive to
support me
in this
difficult
period of
my life
(Cause of

condition)

information

)

events
(Body

image)
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May be
it's my
fault
anyway,
maybe |
have
offended
God but
| pray to
him for
his
forgivene
ss. My
God is
compassi
onate
and full
of
kindness;
he is
ever
ready to
forgive. |
have
always
believed
in God to

Living
with
kidney
failure
to me
appears
like |
have
been
abandon
ed by
God; it
is a big
blow on
my
Christia
n life. |
can't
believe
that |
have this
conditio
n I
dont
just want
to

believe it

I can't
believe
that |

have this

condition.

I dont
just want
to believe
it
(Denial)

Even these days |
am not able to
pray in the middle
of the night the
way | used to. My
spiritual life is
very important to
me but to be
honest with you,
this condition has
imparted it
negatively but |
will never give up

(Spiritual impact)

I will
never
surrende
r to the
devil; |
will
never
surrende
r to this
condition
. My God
is greater
than any
condition
I have
and |
believe
he will
heal me
at the
appointe
d time.
So, so...it
will
never
make me

stop

I always
have
pain in
my
joints. I,
I,
l..erm,..|
always
have
pains
within
my
abdome
n too.
The pain
is like
my body
is being
pierced
by a
sharp
needle. |
always
have
general
weaknes

sof my

My God is
greater
than any
condition |
have and |
believe he
will heal
me at the
appointed
time
(Religious
belief)

I also have
the swelling
which you
can see on
my face, my
legs and my
belly. It
makes me
look like I'm
pregnant at
71 years of
my life. It’s
not good my
son as it
makes feel
very bad
and unease
togoto
attend
church
services and
stay where
people are
(Body
image/social

isolation)

My
experienc
e of
dialysis
treatment
has not
been a
nice one.
There are
always
long
queues
here just
like you
have seen
for
yourself.
For you
to be
attended
to, you
have to
leave
your
house
very

early in

Waiting in
the queue
is time-
consuming
and |
cannot
afford
waiting so
long at the
hospital
when I'm
supposed
to go back
home and
prepare
meal for
my
husband.
You know
in our
culture, no
matter
what could
be
happening
to you, as

a wife you

| have
no
cultural
inclinat
ion but
my
belief
asa
Christi
anis
that no
matter
what |
face in
life, my
God
will
always
see me
through
.In
fact,
this
dialysis
thing in
my

view is

The
doctors
and the
nurses
are doing
their best
but they
are not
God.
They are
doing the
best they
can, but,
but...erm.
.. the
ultimate
healer is
my God
(Care
experien

ce)
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heal me
(Guilt)

(Meanin
g of
conditio

n)

worshipi
ng God
(Persever

ance)

body
that |
won't be
able to
do a lot
of
things. It
is
always
better
any time
I have
dialysis
anyway
but you
know |
don't
have the
money
to
always
go for
dialysis.
I also
have the
swelling

which

the
morning
to come
here and
you have
to
abandon
every
other
plan you
have for
the day
as the
number
of people
who
come
here to
dialyse
every day
is too
much
(Waiting

times)

are
supposed
to cook for
your
husband.
So, I don't
always
stay on the
queue any
day the
queue is so
much; so,
for meit’s
a big issue
as | cannot
afford to
wait that
long
(Culture)

not
necessa
rily the
ultimat
e cure
for my
conditi
on. |
am
doing
the
dialysis
just
because
the
doctor
asked
me to
do it
that it
is
benefici
al for
my
health
and not

necessa
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you can rily that
see on I

my face, believe
my legs it will
and my offer
belly any
(Descrip lasting
tion of relief to
sympto my

ms) situatio
n. So,
dialysis
or no
dialysis
God
must
heal
me. My
healing
will
come
from
God
not
from
dialysis

(dialysi
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S

second

ary to

religiou

S

belief)
Erm...liv | Notonly | Idon't Distance to the So, that My My two Yes, many I think I am Yes, the | Definitely
ingwith | that I'm | sleep well | dialysis facility is | is the experien | daughters times the the reviewed nurses | yes, the
CKD dealing in the a very big issue situation | ce has have needs of my | doctors normally gave governme
meansa | withmy | night. for me. You can of things. | not been | graduated | family do and the everytwo | the nt has
disruptio | own Erm, it imagine me at my | Most a good from the affect my nurses weeks but | informa | abandone
nin my conditio | .... makes | age importan | one as university ability to are doing | sadly | tion d me for
life. Look | n, I am me feel now...erm...erm... | tly, the the but sadly come for their best | don't have | regardi | example.
at me also like it's not easy for issue of challeng | none of dialysis. in caring | the money | ngthe How can
now, at taking vomiting | me to walk to the moneyis | esl'm them has When we for us but | to be kind of | I spend
my age care of especially | dialysis centre. a big facing been able don’t have the major | coming food all my
I'm my whenmy | Evenwhen I try to | challenge | are too to secure much challenge | here like and youthful
supposed | husband | face and | get on the public .IfI'had | numerou | any money, | we have | thatso | drink to | years and
to be who has | my legs transport, it'snot | the s for me. | meaning have to ismoney | can'teven | be energies
enjoying | been swell and | always easy as money to | When | employmen | make do to pay for | remember | taking. | working
my critically | I don’tgo | you know how our | be was still | tand they with the dialysis the last I think, | forthe
retireme | -ill over | for public transport coming in active | still depend | little we (Care time I was | erm governme
nt with the dialysis. system is in this here even | service on me for have to take | experien | reviewed they nt only to
my years. Sometime | country. If my ifit'sjust | and this | their care of the ce) (Reviews) | said it be
grandchi | So, you s, my legs | husband was ok once ina | diagnosi | survival; family need should | abandone
Idren but | can will be he would have week, | swas they have first before be d at this
I have imagine | doing me | been the one believe made, it | both talking protein | stage?
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been on
medicati
ons and
requiring
dialysis
every
week
(Meanin
g of
conditio

n)

the
impact
this has
on me
and my
life at
this
stage. It
has
taken
away my
freedom
and
liberty to
enjoy my
retireme
ntand I
wish |
still have
all the
energy
to cope
with this
level of
stress in
my life
at this

like I'm
walking
even
when I'm
sitting
downin a
place
without
doing
anything.
All these
make me
feel awful
and
unease
(Physical
symptoms

)

taking me there
but unfortunately,
like 1 told you he
is very sick and
I'm the one caring
for him. You can
imagine a sick
person caring for
another sick
person! (Distance

issue)

that my
health
condition
will be
better
than it is
now
(Financi

al issue)

was hell
for me
because
you can
imagine
a civil
servant
always
taking
permissi
onto go
to the
hospital
for
treatmen
t.
Althoug
h the
people
you are
working
with in
the
office
might
understa
nd but

travelled to
Lagos
recently to
look for
work and
it's only me
and my
husband
who is
seriously il
that are at
home with
no other
person to
support us
(No
support)

about going
for dialysis,
you know
I'mno
longer in
active
service and
it's not easy
with us
pensioners
as the
government
doesn’t pay
us on time
(Family

needs)

free but
it’s not
too
clear
even
though
I'm
educate
dbutl
think
it's
difficult
to know
all the
foods
that
contain
protein.
May be
they
should
type
these
foods
and
make a

few

Now they
cannot
even pay
me my
pension
on time
even
though
my
monthly
entitleme
nt is not
enough to
go for
dialysis
twice in a
montbh, it
cangoa
long way
in
supportin
g my
survival
(Abando

nment)
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age
(Loss of

freedom

)

the thing
is that
you will
now
have to
let them
know
exactly
why you
are
always
taking
permissi
on and
that now
means
losing
your
privacy
because
they
cannot
just
continue
to take
your

excuses

pictures
of them
so that
all the
patients
especia
Ily
those
who
are not
S0
educate
d will
be able
to
identify
them
(Patien
t
inform

ation)
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all the
time
(Loss of

privacy)
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T2 CODES

Participa

nts

A I have not been | | have not been | It makes me feel so | | was.....I | Erm, like | said | And.....and It's not easy for | Erm........ the
able to secure any | able to secure | ashamed of myself | was..... really | before the major | you can see | people like me | experience  of
other job. You can | any other job. | looking at how the | sad because | challenge | have is | why | said | who are living | care | received
imagine how | You can imagine | fistula has disfigured | of my | actually that of | that living | with this | from the doctors
wasted I look now, | how wasted I look | my body, my hand...I | dependence money. It's really | with this | condition. The | and the nurses
so it has been very | now, so it has | can no longer wear | on my family | hard to get the | condition is | government have been
difficult to get a job. | been very difficult | anything that is | who I should | money to pay for the | hell as | can help us by | positive. They
Which employer | to get a job. | transparent and the | have been | treatment and when | nobody else | reducing the | have not
will give a job to a | Which employer | scars will be seen. It | supporting you don't have it, | can help you | cost of this | changed from
potential employee | will give a job to | makes me feel awful, | financially nobody is going to | and you are | treatment. It's | their usual
like me my brother? | a potential | disfigured and | and now my | talk to you when you | basically on | too much for | caring, kind and
This condition | employee like me | disgusted about my | aged parents | go to the hospital | your own | us. The | compassionate
makes me feel so | my brother? | body. | know that | are the ones | (Financial (Meaning of | government | | approach
tired that | hardly | (Rationalisation | how I look like is not | supporting challenges to | living with | believe can | towards me.
can do anything for | of reason for job | supposed to be my | me dialysis) CKD) also set up | Honestly, they
myself let alone | issues) priority now but I'm | financially more centres | have been very
working for anyone. also concerned | with their close to the | supportive in
So, so, | have been about how I look or | resources. rural areas for | terms of
bearing my burden my body image as a | They  have the many | encouraging me
all alone and with woman (Bodily | done so much people who are | to comply with
the support from my for me in life living with this | my  treatment

family (Impact of

and

condition and

plan and
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symptoms on job awareness/ Body | d now...this they are not | explaining
issues) image) condition has even aware of | things that |
made me it let alone | don't know
to ....This coming for | concerning my
condition is treatment treatment
really a (Participant’s | (Experience of
setback in my opinion) care)
life (Loss of
financial
freedom)
| describe every day | Erm.....there is It is only God who I have | believe he made I am not Well, nothing I have not been
as a living hell | no particular has been my applied for his judgement based | receiving any | has changed able to go for
because | have not | way or means of | consolation in this three on my physical look | form of really. The dialysis as |
been feeling well, I | coping with the condition. | draw my | different jobs | as | looked quite support from | only change is | would love due
cannot say that I'm | fatigue that | daily strength from and..... up till | frail. So.....erm | my former that the doctor | to different
feeling better or | know. | only try the scripture as a now none has | think it wasn't his employer. spent more reasons mainly
well at all and the | to rest properly Christian, knowing been fault because this You know time in due to lack of
symptoms keep | every day and it | and believing in God | successful. | condition has made | how private | explaining money and the
increasing  every | has affected the as my only source of | even went me look very employers some things | distance issue.
day. It's true that | | way I do the strength and comfort | back to the different from every | behave? The | should be It has made me
have been able to | things | do every | (Religion as a hospital normal human medical eating and the | feel much worse
manage to have | day. For coping strategy) where I was | being and it'shard | centre where | medications | throughout this
dialysis once every | instance, even to working as to see any employer | | was should avoid period but |
month since then | get up from the an auxiliary | who can employ me | working is but the nurses | hope that I will
but if | had the | bed and brush nurse to for any job here privately- are always too | be able to get
means-that is | my teeth appeal to (Rationalisation of | owned and busy to give money soon and
money, | would | sometimes is very them to reason for job the owner you details of go (Financial
have been attending | difficult and you reinstate me issues) doesn't that (Contrast | challenges to
four times every | canimagine but I was told really care. in information | dialysis)
month since then | what would have that I am no In fact, 1 told | giving by
and.....and.....you happened if | longer fit to you before health
know that | would | don’t have my continue with that even workers)
be feeling much | children in the the job. when | went
better than | am | house, it means So.....erm...it back to see if
now. So, when you | that | cannot has been very they can
know how to make | even manage to difficult for reinstate me
yourself feel better | eat (Information me especially to enable me
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but you don’t have | and knowledge without a job work and
the  money to | gap) and with a support my
achieve that then it couple of family and
is very frustrating dependants my treatment
and then that is the on me too I was told
living in hell and (Impact of that I'm no
then I'm dying CKD on job longer fit to
gradually each day issues) work with
without any help them (Lack
(Meaning of living of support
with CKD) from

employers)
Erm.....I have not | To be honest with | Hahahaha.....erm.... | Erm.... yes My brother.....you | N o ... . . .| Distanceis Erm, .. ..the
been able to find . .Yes | am still very would think that erm .....the | still anissue nurses and the

- | you....it's true . the doctor

someone yet. It is much afraid to go for because | have cost of|forme. Ifyou doctors are
not that easy my | that the doctor the operation my | talked about | financial support paying for | can remember, | doing their best.
brother. I ....have said my brother. My brother it with me Sfor my dialysis..... dialysis did | the last time They are giving
tried many times but is ready to start the then everything is not affect my | we met I told their best in
erm...it has been | condition is due process of the | andhe fine for me. No, going to the | you that looking after me
difficult. There was to the poorly- operation mentioned to | 7% living with hospital for | distanceis a h e r e
this boy my friend but.....apart from the this condition is a m y | big issue for Erm.....they try
helped me to find to | managed chronic | fear | have regarding | me that ...it’s | big disruptiontomy | treatment. | me, trying to to tell you what
take care of the rheumatoid the possible outcome the best plans. It has....it You know 1 | get here to eat and what
business for me. He of the operation, it is has.... done a lot of | told you that | especially not to eat. When
started well at the | arthritis that | against my belief as | option of damage to my my cousin | when | haveto | you come here,
beginning have for so many a Christian to treatment for business and that pays for that. | dialyse early in | they take their
but...after receive the kidney of has made me to be So, for now | the morning time to look for
spending just three | yearsnow. I still | another human | this condition | reductant and I that is not | duetothelong | your file, take
weeks, the whole believe that my being. Every human but I'm cannot support my really an | queues here your blood
story changed part is very unique |~ 7 family financially issue for me | and I don't sample for the
again. He started | village and God gave | stilltryingto | theway lusedtodo | (Cost as a | drive atthe tests that are
going out with bad / L everybody their own, K before. I...1.... have | non-issue) | moment. It needed to be
p e o p | e people ....attacke | | 4on't think 1 can | Ma<e UP MY given up this makes me done and also

who....who...taught
him how to steal my
money. So...erm |
have decided to shut

d me when we

went home but |

possibly go for the
operation (Concerns

mind because

of my

important role of
every man to his
family to my wife

come here late
sometimes and
before | can
come some

tell you about
results.
Although | have
heard some
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down the shop until | know that God regardin g|religious (Meaning of living other people people
God willing I'm fine | . transplant . with CKD are already on | complain that
and strong enough will grant me P : belief. My : the machine they don’t tell
to go back to Minna | victory religious and | have to them what to eat
to focus on the (Superstition) belief i wait until and the things
business. Even the P afternoon they should
other boy I told you against which | don’t avoid. | believe
that...was in charge accepting like. So, maybe they
of selling the motor sometimes | were too busy to
cycle parts for me human organ can wait and tell those
who | asked to move or tissue into some other patients
to the mobile phone timesl haveto | anyway. You
shop.....has not my body go and know they are
been doing well; so, (Religion schedule always busy
nothing is working g again. because of the
my brother(Impact and So.....erm....it |{number of
of CKD on source affects my people who
of income) transplant) ability to come | come here every

here as day for dialysis

planned for my | (Experience of

treatmentand (¢ a r e )

appointments

(Impact of

distance on

dialysis

access)
I have not been able | Erm,....well...I The sleep issue | | erm......the The physical | Hmm!....livi | It's not his I feel
to go for dialysis | do believe that | complained about | needs of my | symptoms I | ng with this | fault. If you | frustrated with
since the last time | herbal remedy is | the last time we met | family is also | experienced in the | condition has | look at the | the way things
we met as | don't | an alternative to | is still there. I.... still | abigissue for | lasttwo months have | been a | nature of my |are in this
have the money to | dialysis treatment | don't sleep well in | me and to a | not in any way | nightmare job, country......if'
go. If .. if......[ | for poor people | the  night time | great extentit | determined my | for me. It has | I...shouldn't be | you don’t have
had the money to | like us who | and ...... when I go to | affected my | going for dialysis. If | impacted my | sleeping on | money then it's
go, | would have | cannot afford the | work I sleep on duty. | ability to go | | have the | life in a very | duty  anyway | like you are not
gone as you can see | high cost of | You asked me about | for dialysis in | money......... erm.... | bad way and | but....its not | worth living.
how my condition is | dialysis in this | work......I have lost | the last 2 | evenif | can't walk | now | can't | my fault. | The government
right now .I know | | part of the world. | my job now. | was | months. In | to go there | would | afford to | Maybe it's | doesn't  care
shouldn’t be telling | 1| know that | sleeping on duty on | fact, | wanted | crawl just to go for | cater for my | because of the | about us but
you that I'm not | dialysis is very | day and.....my boss | to go for | my dialysis | family effect of my | people who are
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keeping to the
recommendations
for my treatment
that the doctors said
but what can | do
again? | have been
taking the herbal
remedy even though
| know it's not the
best option for me
but......... what  do
you want me to do
since | don't have
the money to go for
my treatment in the
hospital?  (Impact
of financial
challenge to
dialysis access)

good because any
time I go there for
dialysis..... 1 feel a
lot better and
stronger and |
can breathe well,
but...... in the
absence of money
I had to seek
alternative
(Information
and knowledge

gap)

caught me and he
said he can no longer
keep a security man
who sleeps when he
is supposed to be
awake.

how | was fired from
my security job and
since then | have not
been able to get
another one (Impact
of physical
symptoms on job)

dialysis last
week but
there was no
food for my
children to
eat and they
also needed
to pay their
school

had to use the
only money |
had to sort
these out. If |
was still
employed

maybe I
would have
asked my
employer for
some upfront
payment to
enable  me
solve  these
problems and
then still be
able to go for
my  dialysis
but...... that is
it my brother
(Impact  of
family needs
on dialysis
decision)

(Physical symptoms
as a non —issue)

(Impact  of
living  with
CKD)

condition

which  makes
me feel very
tired and |
don't sleep in
the night time
(Rationalisatio
n of reason for
job issues)

suffering  from
HIV or AIDS
receive  more
attention. May
be health care
workers are not
bringing  this
issue of kidney
disease and
high cost of
treatment of
dialysis to the
attention of the
government.
The government
should assist us
with the cost of
treatment and
make the
dialysis  more
available to the
rural areas
(Participant’s
opinion)
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Erm, basically I
have had financial
challenge which
made it difficult for
me to go for
dialysis. You know
| told you last time
that | have not
gotten any job to do
since | graduated
from the university.
So, so..... the cost
of my treatment has
been borne by my
aged parents and
my younger
brothers who are
really struggling to
make ends meet.
Also, one of my
brothers who has
been supporting me
has just lost his job
and now he cannot
even afford to look
after himself not to
talk of having any
money to give me
for my care.
So...his loss of job
has now added to
my issues and
pressures as he
cannot support me
financially as he
used to do in the
past (Impact of
CKD on job issues)

Erm...there was
a restaurant |
went to last week
to seek
employment but |
was told clearly
that looking at
the way | look
they can't offer
me any job since
the job entails
that | should be
strong and smart.
I tried to
convince the
owner of the
business that |
am just a dialysis
patient and it
wouldn’t affect
my performance
on the job but....
that worsened my
chances. He
simply asked me
to take time to

look after my

Yes, | still feel the
same way. In fact, |
feel worse than | felt
that day. I described
living with this
condition as a life
sentence because of
the impact it has had
on my life
expectations, hopes
and aspirations. It
has scuttled my lofty
dreams. How else
canl....... canl...
describe a life
condition where |
cannot afford to pay
for my treatment and
I'm here dying
without any help
from the
government?
(Meaning of living
with CKD)

I live each
day as it
comes with
anxiety and
not knowing
what could
happen to my
life in this
condition
because |
don’t know
the likely
outcome
when you
have this
condition
(Uncertainty/
Poor
knowledge of

condition)

Erm... like I said
the other time, the
doctors are
generally nice to me
and they give me the
details of my care
and try to
encourage me to
comply with my
treatment regimen.
However, most of
the nurses here
show some signs of
stress and
aggression. | don’t
like the way they
talk to the patients.
To be fair to

them ...erm there
are some of them
who are very good
and they show you
kindness and
compassion and
provide answers to
your questions as a
patient (Contrast in
information giving
by health workers)

Yes, it still
influences
my decision
to go for
dialysis.
Sometimes
when |
remember
that going
for dialysis
would mean
having to
spend the
whole day in
the hospital
and
sometimes it
may not be
your turn to
be dialysed
on the same
day you are
booked for it
because they
might have
some
emergency
dialysis
going on and
so that
disrupts the
schedules,
1.... kind of
say ok let me
be sure
before I go.
Meanwhile,
you can't
always be
too sure

, the distance
from my home
to this place is
very far. | had
to get on three
buses to be
able to get
here. You know
how the public
transport
system is here
in Enugu. So,
most of the
time | have to
leave the house
as early as
6am in order
to get here
before 8am. If
I don’t do that
erm....it would
mean that my
dialysis for the
day may not be
possible. | can
remember the
other day |
came here, |
couldn’t
dialyse and |
had to spend
sleep over in
the hospital in
order to be
dialysed the
following day
due to the
distance issue
(Impact of
distance on

Erm,...to be
honest | haven't
seen any
change yet.
Nothing has
changed. They
only tell you to
avoid foods that
contain protein
but they don’t
give you any
further details
(Information
by nurses)
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health as the though dialysis
work demands (Irr_lpact of decision)
waiting
much energy hours on
dialysis

(Impact of CKD decision)

on job issues)
Erm, ... the Erm......no it has | 1 don’t believe in Hmm!....... livi | Healing comes from | The cost of The physical | experience a
doctors are a lot never stopped me | culture, so...I have ng asa God and only He travellingto | symptoms | lot of pain in my
better than the from going for no cultural belief. dialysis can heal me. the hospital experience joints especially
nurses here. I'm dialysis. The needs of my patient in this | Dialysis is just a is too much have never in my arms and
not saying that all Although if | family affect the country man-made thing and it adds stopped me legs. This
the nurses here are | have a choice | decision for me to means hell on | and it can fail but to the total from coming occurs mostly
bad, no. All I'm would choose to | attend my hospital earth for me. | only God can save cost of my for dialysis but | when | have
saying is that many | go to the private | appointments and go | Itisamix of | me and heal me dialysis any | it is usually the | stayed for too
of them appear too | dialysis centre for dialysis. You frustration from this situation. | time I'm main reason long without
stressed up and where the know, it’s my poor and hope for | Don't get me coming here. | why I go for going for
when you ask them | doctors and the parents who are me. It is wrong.....dialysis is | So...so...you | dialysis. You dialysis. It's an
questions, they nurses are more | paying for my frustration good in its own can imagine | know when | everyday
hardly take time to | compassionate dialysis and it'snot | for me right but it doesn't what that don’t go for experience for
explain things to and kind to the easy. You know | because....... cure or heal but means. dialysis, my me,
you. patients. Do you | have six younger I don’tknow | God heals. Meanwhile legs swell up, and......and......
Maybe......maybe... | understand what | siblings who are still | what could Erm...my religious | we manage even my face it’s difficult for
erm they are too I mean? No one in the schools and happen to me | belief has never to come not and my hands | me to work.
busy because of the | likes where he or | are dependent on in the end. influenced my minding the | but...when I go | That iswhy I
number of people she is treated like | our poor parentstoo | I.....don't decision to come cost and the | on the have been
who come here for | s**¢. So.....I.... like me? know what here for dialysis inconvenienc | machine, | feel | dependent on
dialysis. There are | simply try to So, .....s0...it's when | could be the | (Impact of religious | es (Impact of | better and the | my family for
those of them who ignore some of they have the money | outcome of belief on dialysis distance on swelling comes | practically
still take time to the bad attitude that | come here this decision) dialysis down. | didn’t | everything
give you details of | of some of the (Impact of family condition. access) want to go for | including the
the answers to any | nurses and do my | needs on dialysis Well, the dialysis the cost of my
question you ask dialysis (Impact | decision) Lord is my other time.... dialysis
them. What | mean | of experience of strength and after the last treatment and
is that when you care on dialysis my comfort. | time you doing basic
ask them questions, | decision) draw my interviewed me | things like
they will claim they daily strength but my whole bathing and
are busy and will from my body was very | washing my
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not answer you. Christian swollen, and I | clothes (Loss of

Some of them still faith and that almost independence)

explain to me later is the hope | died....so that

on anyway but | have was why | had

would expect them (Meaning of to go on the

to have more time living with machine.

to give us more CKD) Erm....we live

information in a village

regarding our and it’s not

treatment. They easy for us to

should treat us like get here

people who have (Impact of

rights. It's not our physical

fault that we are symptoms on

sick and we come dialysis

here for treatment decision)

(Contrast in

information giving

by health workers)

It means a loss of Yes, | still have I still have the You know The needs of my Yes, Well.....ordina | | am

my life. Not living the feeling feeling that......that I | last time | family are there too. | erm.....the rily it should considering

with my full body, that......that I was poisoned and told you If my family has no | issue of but we are going for an

mind and soul as was poisoned that is the cause of about a nasty | money to eat or distance isa | talking about alternative

constantly thinking | and that is the this condition. doctor? Well, | solve any other big problem | life and death medicine as |

about this cause of this Look... .... the target | | have had problem......it's not | for me. If you | here can no longer

condition. It means | condition. is just my business another ugly | possible for me to can but.....what cope with the

loss of my freedom | Look....... the and my family. My experience be coming here for | remember | can | do? I still | cost of this

to perform my daily | targetis just my | enemies are after me | from another | dialysis, although told you that | #ry to come....I | dialysis. There

activities on my business and my | but ...they will all doctor but | my wife usually I live in don't have any | is a place | was

own (Meaning of family. My fail in in Jesus name, | don't really insists but ...yeah Ogoja and other place told that they

living with CKD) enemies are after | Amen (Information | like to talk (Impact of family that is where | that is okay or | can cure this
me but ...they and knowledge gap) | about it. needs on dialysis I come from | closer for me condition
will all fail in in Erm...many decision) to do this to go. without dialysis
Jesus name, of the doctors dialysis. So...despite the | or the so called
Amen - The doctor was not are doing Sometimes | | very very long | transplant
(Superstition) sure as he well now as can have the | hours of (Culture of

they take money to waiting, | still

said ...erm...it might
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be due to poorly-
managed
hypertension and
diabetes mellitus.
So, you can see why
I have been saying
the cause is the
poison, but I will
defeat all my
enemies
(Information and
knowledge gap)

Yes, but it’s lack of
money to cope with
this dialysis thing
that is driving me
back to alternative
medicine again. |
strongly believe that
I will be healed, and
my kidneys will be
okay when | start
that (Information
and knowledge gap)

Even if I have the
money, | am worried
about the possibility
of getting the right
kidneys and the
possibility of
rejection. | don’t
also know what
could be the
outcome of the

more time to
explain
things to us.
The nurses
are also very
okay in doing
this too
(Experience
of care)

can we do my
son? We have
no
choice.....if
you are
treated
shabbily by
the seller of a
product
which is
abundant in a
market place
where you
have, you
will have a
choice to buy
elsewhere but
when the
product is
scarce in the
market, you
may endure
all the
treatment
and go for
the product
because you
need it. Do

come here
for my
dialysis but it
may not be
enough to
pay for the
cost of
transportatio
n to come as
you know it’s
avery far
journey
(Impact of
distance on
dialysis
decision)

try to come
(Impact of
long waiting
time on
dialysis
decision)

herbal
ingestion)

Yes, the doctor
said it but....it
is too
expensive. |
cannot be
thinking about
that now
because | don't
have the
millions to even
think about it.
Also, even if |
have the money,
| am worried
about the
possibility of
getting the right
kidneys and the
possibility of
rejection. |
don't also know
what could be

the outcome of
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surgery. So... ... erm
it's a very difficult
choice my son. Even
if I have such money
I would leave it for
my family to take
care of themselves
because I'm not sure
that | won't die after
the surgery
(Uncertainty)

you
understand
what I'm
trying to say?
We have no
choice so....I
simply ignore
the ill-
treatment
from any of
the workers
and go on the
machine and
leave this
place. My
experience
doesn’t
determine
whether |
come for
dialysis or
not (Impact
of experience
of care on
dialysis
decision)

the surgery.
So...... ermit's
a very difficult
choice my son
(Concerns
regarding

transplant)

Life has been very
difficult. Coping
with a condition
that you have no
money to treat is
like hoping against
hope.....living
under the illusion
that you will be

It has been a very
tough time for me
my brother.
I.....1....have
been trying to see
if I can geta job
here as | can no
longer continue
with my

I cannot just come
here if not for the
symptoms that is
very difficult for me
to bear. You can see
how my body looks
now. My whole body
has risen and my
face full of my body

the distance
of my village
to the dialysis
centre
influenced
my ability or
decision to
come here for

You know that we
like using our local
herbs to treat any
health condition
that we have here
and it has always
worked for us. Even
as I'm taking the
medicines given to

The reason is
that it is
against my
belief as a
person. My
religious
belief forbids
me from
receiving any

I don't believe
so but that
doesn’t mean
that herbal
remedies are
inferior
treatments but
dialysis is
better because

You know there
is just only the
centre that is
owned by the
government in
this state and
the private
centres are very
very expensive
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well when you are
not doing anything
about it
(Description of
living with CKD)

carpentry job due
to the constant
tiredness that |
always have but I
have not been
able to get one.
Erm,.....I have
been living my
life from hand to
mouth and
now....I am a big
problem for my
family. You know
if not for them |
wouldn’t have
been able to go
for dialysis more
than once since
and my health
condition would
have been much
better (Impact of
physical
symptoms on job
issues)

1....applied to
some places to
work but when
they see me and
my physical look
they asked me if |
was okay, so |
told them truly
that I'm a
dialysis patient
and they told me
no we cannot
employ you. So,
it has not been
easy with me

fluid.....s0, it makes
me feel distressed
and | am not able to
breathe well at all.
This is the kind of
situation that makes
me come here to go
on the machine and
my family try to
borrow money to
make sure | come
here if there is no
money (Impact of
physical symptoms
on dialysis decision)

dialysis in the
last two
months. In
fact, there
was a day |
was lucky to
get the money
for the
dialysis but |
couldnt get
the money for
transportatio
n, so it
delayed my
coming here
as | had to
wait to raise
the transport
fare and
before you
know what
was
happening, |
had used part
of the money
to buy some
medications.
Therefore, it
really
affected my
ability to go
within the
period |
wanted to go
before the
symptoms
became
worse and my
whole body
became

me by the doctors,
sometimes | still
complement it with
the local herbs
especially when |
don’t have money to
go for dialysis
(Culture of herbal
ingestion)

Even though |
believe in our local
herbs as good for
treatment of any
condition, I still
believe that dialysis
is better because
any time | go for
dialysis I always
feel much better
(Information and
knowledge gap)

I live each day
thinking about what
could be the result
of this condition.
I.... don’t know if
I'm going to die or
be well in the end. |
do want to live and
take care of my
family but ... ..... I'm
not sure as my
heath continue to
get worse daily
especially as I don’t

body organ
from another
human
being. Every
person is
special in his
or her way
and
receiving
another
human organ
into my body
is
abominable
based on my
religious
belief
(Impact of
religion on
transplant
decision)

Any day you
are coming
here for
dialysis, it
means that
you have to
cancel any
other thing
you need to
do for the
day, as you
may not
come back
that same
day due to
the large
number of
people who
come to go

I always feel
better when |
come here for
dialysis than
when | take
herbal
remedies to
relieved the
symptoms. As |
said before, |
only go for
herbal option
because | don’t
have money to
go for dialysis
(Impact of
financial
challenges to
dialysis)

If you don't
have money
nobody is
going to admit
you here for
dialysis even if
you are dying.
So, lack of any
form of
support
financially is
stopping me
from coming
here for not
only my
dialysis but
also for other
hospital
appointments |

and out of the
reach of
common people
like me
(Inadequate
dialysis facility)

The doctors are
doing their best.
They have been
doing well in
telling me the
things I should
be doing and
the food |
should avoid.
They are also
friendly in their
approach to
care. | think the
nurses are also
nice too. They
take their time
to explain
things to you
and show you
that they do
care about you
(Experience of
care)

Well itis a
place where you
are treated well
that you will
always go. Isn't
it? Meanwhile,
whether I'm
treated well or
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(Discrimination swollen have money to on the should be not, it's my
against dialysis (Impact of maintain my machine coming health that we
patients distance on treatment as (Impact of (Greatest are talking
regarding work) dialysis recommended long waiting | challenge to about and so, it
decision) (Uncertainty) hours on dialysis) wouldn’t stop
dialysis me from coming
access) if I can afford to
pay. You know
that the cost of
going to the
private centre is
much more, so
you have no
choice unless
you are a rich
person (Impact
of experience
of care on
dialysis
decision)
Basically, it’s the You know that It is very very You know it's | Itis usually a major | Herbal The doctor The doctors and
needs of my family I'm a civil difficult my brother. | our culture reason why | come | remedies are | talked about the nurses are
that have interfered You know if you and I cannot | here for dialysis. If | okay because | the option of doing well.
with my plan to servant as I told | continue to take abandon the symptoms are if you think transplant. He | They always
come for dialysis as ou the other permission like that, | themsolong | less, I don’t think I | about it said it’s the teach me the
I would have y your colleagues in as I'malive. | | need to be here as | | before the best form of things | should
wished in the last time we met? Itis | the office may not always try as | would use the white man treatment for be eating and
two months but not easy for me understand and they | much as | money to take care | brought the condition those I should
what can | do? My might think you are | can to give of other family orthodox but my avoid. I would
family is much to be taking going out for them money | needs. So....the medicine to religious belief | like them to
more important ermission all something else from my little | symptoms mainly Africa, our does not break down
than me you know? P (Working and being | salary to make me to come great permit me to what they are
| needed to sort out | the time to travel | on dialysis) support them | because when it’s grandparents | accept any teaching further
a few financial and thenmy | too much for me to | were using body part from
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issues that my
family had and
so...1 couldn’t raise
the money to come
here for my
treatment (Impact
of family needs on
dialysis decision)

Erm...the greatest |
would say is the
issue of being able
to get the money to
sustain my
treatment and also
being able to have
the time from work
to come here. So,
distance to this
centre is a big
issue. If it was in
Abakaliki, | could
always try to
schedule my
dialysis for evening
periods after work
but here there are
too many people
waiting on the
queue (Greatest
challenge to
dialysis)

to Enugu here for
my treatment
three times every
week assuming |
have the money
to follow the
doctor’s
recommended
sessions of
dialysis for my
treatment

(Distance issue)

family and |
manage the
remaining
money. It has
not been

affected my
ability to
come here for
dialysis
sometimes
(Culture of
supporting
extended
families)

It limits my
chances of
receiving
dialysis the
way | would
love to

but .....what
can you do?
You have to
support your
family first
before
anything else
(Impact of
family needs
on dialysis
decision)

bear, there is
nothing else | can
do but to try and
come for dialysis
even if it means |
have to borrow
money from
someone (Impact of
physical symptoms
on dialysis
decision)

herbs for
healing and
it worked
(Information
and
knowledge

gap)

Well, it's
private
although |
will tell you
the truth,
yes, | do take
herbal
remedies
sometimes
although 1
don’t tell my
doctor
anyway
because they
will always
try to
discourage
you from
doing it
(Culture of
herbal
ingestion)

Before the
white man
brought
orthodox
medicine to
Africa, our
great
grandparents

another human
being. Every
human part is
sacred and
unique to the
person;
s0....erm the
option of
transplant is
out of it for me
(Impact of
religion on
transplant
decision)

(Experience of
care)

can't really say
that the
experience of
care from the
nurses has
influenced my
coming here for
dialysis. As a
dialysis patient,
| don’t think
you have
another option
regarding your
treatment
whether you are
treated well or
not by the
nurses in this
centre. This is
the only
government-
owned dialysis
facility around
here, so you
can't but come
here in order to
save cost of the
treatment
(Impact of
experience of
care on dialysis
decision)

391




were using
herbs for
healing and
it worked but
for this my
condition, |
don’t think
it's the best
option for
treating
kidney
conditions
anyway
(Unsure of
impact of
herbal
remedy)

worried
about the
likely
outcome of
my
condition. |
don’t want to
die and
abandon my
family. I do
hope | make
it in the end.
The possible
outcome of
this
condition is
a big source
of worry for
me and my
family
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(Uncertainty

)

Erm, living with my
condition is a big
struggle for my life.
Itis a big strain on
my career, my
family and
everything | have
worked for all my
life (Meaning of
life as a dialysis
patient)

The major issue
delaying the
transplant is
getting a donor.
It has not been
easy getting a
donor yet either
here or in the UK
and my doctors
and | are
currently
considering other
options (Donor
as a challenge to
transplantation)

You know that in this
clime people are not
aware of the
importance of organ
donation. Some are
afraid of the possible
outcome of donating
an organ to someone
else and for some
others, they are not
able to donate due to
religious reasons as
their religion abhors
such a practice
(Information and
knowledge gap)

Erm... the people
are generally afraid
of dying after the
donation. They
usually think that
when you donate an
organ like the
kidney, then your
lifespan will be
shortened. Some
others also
expressed the fear
that when they
donate an organ like
the kidney to a
recipient, then a
certain vital part of

Erm, ...the
needs of my
family is
there but it
has never
affected my
going to
dialysis as
my wife is
working,
although 1
must admit it
has not been
easy as we
also have to
train our kids
you

know?, ...so,
erm but it has
never been
an issue
anyway
(Family
needs as a
non-issue)

Erm,...like I
said the other
time, the
symptoms are
not really
always there
as | have
always come

Obviously no,
because you don’ t
know the chemical
content of the herbs
and you will end up
further damaging
the kidneys. So, it’s
never an option
although it's the lot
in the rural areas in
this clime
(Knowledge of
effect of herbal
remedies)

I would think
that it has
been quite
easier for me
going to
dialysis than
getting a
donor. | do
hope 1 will
be able to
overcome
this hurdle in
the shortest
time
possible. It
has not been
easy doing
dialysis as
prescribed
by the doctor
as it has
taken a great
toll on my
finances, my
life plans
and family.
The financial
commitment
to receiving
dialysis is
the greatest
challenge. In
all, I am
grateful to

The nurses and
the doctors
have been
wonderful.
They are doing
their best and
whenever |
come here the
experience |
have of their
services
remain the
same.

Erm, ..... they
always advise
me on what to
eat and those
to avoid. They
also take time
to reassure me
and tell me
that all will be
well in the end
(Experience of
care)

Definitely my
experience of
care from the
nurses has
always
encouraged me
to go for
dialysis. You
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their whole being is
lost and when they
die, they may not
have their whole
remains interred
(Superstition)

for dialysis to
keep fit
health wise
(Physical
symptoms as
a non-issue)

The distance
is quite an
issue for me,
but it has
never
determined
or influenced
my decision
to come here
for dialysis
(Impact of
distance on
dialysis
decision)

God
(Greatest
challenge to
dialysis)

recall that |
told you about
a dialysis
centre where |
used to dialyse
whenever | go
to Abuja? The
service there is
really poor
and the
hygienic
practice of that
facility is
nothing to
write home
about. If the
service you
receive from a
service
provider is
satisfactory,
then you have
no reason not
to continue the
patronage, so
that explains
why | come
here for my
dialysis
(Impact of
experience of
care on
dialysis
decision)
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I always try to
come here and go
on the machine
only when the
symptoms become
so much that I can
no longer cope with
it. If the symptoms
like the pain in my
belly, the swelling
of my belly and the
hiccups which
make me
uncomfortable are
less, then | don't
need to come here
as | would rather
use the money to
look after my
children’s needs
than giving it to the
hospital people, do
you understand?
(Impact of physical
symptoms on
dialysis decision)

I can remember
the other day |
managed to get
the money for the
dialysis but I
didn’t have the
money for the
transportation, |
couldn’t come
and that made
me to stay back
until when | was
brought here
unconscious and
the doctors told
me when |
became well that
my blood urea
level was too
high. You see, if |
had the means to
come or if there
was any dialysis
centre close to
my village |
wouldn™t mind
trekking down to
go on the
machine (Impact
of distance on
dialysis decision)

So, if we don't
have enough
money to take
care of our
family needs and
my dialysis at the
same time, | have
to first of all
attend to my

This condition is not
supposed to affect a
poor person like me
who doesn’t have the
means to treat
myself (Information

and knowledge gap)

He said it but how
can you mention
transplant to a poor
person like me who
cannot even afford
the cost of regular
dialysis?
(Transplant as
meant for the
wealthy)

I learnt it involves
taking the kidney of
another person into
my body, God
forbid ...tufiakwa!
That is against my
cultural belief. In my
culture a human
being shouldn't
receive the body part

of another person,

The doctors
and the
nurses are
doing well.
They always
treat me
nicely, they
are quite
polite and
when you are
even feeling
down they try
to encourage
you. The
doctors
always
remind me
that I
shouldn’t eat
any food that
contains
protein but |
don’t know
all of them.
They also try
to give me
information
regarding my
treatment
and condition
from time to
time
(Experience
of care)

I would say
that it has
affected it
positively
although
money is the

You can see the kind
of queue that is here
now? See the
number of patients
who are here
waiting for dialysis,
it’s not an easy
condition,
sometimes we come
here and we end up
spending two days
because of the
number of people
who are waiting to
be dialysed (Issue
of long waiting
hours)

Even
sometimes
you come
here and you
are told that
they don’t
have water
or the
machines are
bad, so you
have to wait
until it is
fixed before
you can be
dialysed. It's
not the fault
of the nurses
or the
doctors
(Other
challenges)

I want to ask
what really
caused my
condition. Do
you
know?........ eve
n the doctors
could not tell
me the cause of
my condition
and they only
said the cause
is queried
(Information
and knowledge

gap)

How can my
life end like
this and my
brothers in law
all accused me
of being
responsible for
the death of my
husband and
that is the
cause?
(Superstition)

Look at me,
look at my
whole body, my
whole body
looks like I'm
pregnant when
I’'m not at my
age (Bodily
awareness/
Body image)
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children’s need
and when | have
the money | will
come here
(Impact of
family needs on
dialysis decision)

The doctor
warned me
anyway that |
should stop
taking it that it
can further
worsen my
condition but
that is the
doctor’'s
recommendation;
if 1 don’t have
money to come
for dialysis, what
can | do? So, it’s
not really my
making (Impact
of financial
issues on dialysis
decision)

it's an abomination
and the gods frown
at that (Impact of
cultural belief on

transplant)

Such a practice has
its consequences and
can lead to the death
of the person to
whom the body part
was given. So, even
if I have the money
for that I wouldn’t
even contemplate
going for it
(Superstition)

If you look at my
condition now you
would see that I'm
almost dying, so I'm
much more worried
about the future of
my children. I'm
more worried about
them because | don't
know what the future
holds for them if |
die. They would

have nobody to

major
determinant
because if |
don’t have
the money to
pay certainly
none of them
can ever
attend to me
even if I'm
dying.
Meanwhile, it
doesnt really
matter in this
condition if
you are
treated well
or not as
someone like
me have no
other choice
even if they
don’t treat
me well
because my
major
concern is to
get well. You
know in our
society you
don’t
castigate
someone who
is looking
after you
even if he or
she is wrong
unless you
don’t want
them to
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support them as |

attend to you

have sold almost all (Impa}ct of
experience of
my property to look | care on
after myself in this dlal'y§|s
decision)
condition
(Uncertainty)
The Lord has been | Erm,.....to be The worst for me is Sometimes, Well, may be So, yes, there | The physical Erm, .....normall
mv strenath. He has honest with you when I'm feeling so | when my making sure that my was a dav | symptoms for y | don’t tell the
y gth. my son, | had to | much pain....very belly is husband is properly y me to be doctor that |
given me victory do it not because | sharp pain in my swollen I am | looked after could came honest has still use the
. . | felt the need to | knee and it always not able to go | be described as a never made me | herbal remedy.
over this condition. . L here ...... 1 .
do it but because | make me very week out due to cultural inclination to come here Yes, | still use
I have been coping | the doctor who and | can't even severe as that always make | think that although the the herbal
has been very walk. So,...when this | weakness me not to wait for doctor said it’s | remedy
well by the grace of | . : N was about 2 ;
nice to me in the | happens, I'm not that | feel too long on the the reason why | sometimes....no
God. | mean the way he treats me | able to go out to the | and also queue each time | weeks ago my belly get tas much as |
Lord has been actually insisted | farm and you know because | feel | come here for and if vou swollen used to drink it
that | needed to it's the only source sad and dialysis. It is the y because | don't | before (Culture
giving me the do it (Dialysisas | of my income asmy | shamed togo | culture of our see the kind | come here of herbal
secondary to husband is no longer | out to church | people that nothing constantly for | ingestion)
strength to cope religious belief) | able to work and | because of should stop a of crowd that dialysis as he
with the situation S have my three the swelling woman from was here prescribed
] 0,...erm,...you i i i .
caused by this can imagine children to suppprt which mgkes preparing food for waiting to go (Imp_act of My son, you
. (Impact of physical | me feel like her husbhand physical cannot take
conditionionmy | What '(tj means for | symntoms on job someone who | (Culture of specific | on the SYmptoms on | ;e the
me and my . ; ol Yy
life. He alone is the | family. | always Issues) 1S pre_gnant gender role) machine, dlal_y§|s drinking of
c ' (Bodily decision) local herbs
source of my like to go to awareness/ hmmm! It way from our
_ _ church and Body image) Erm...I live far | @Way from ou
succour in dealing | attend all the was too away from people. It is
. . . iviti art of our lives
with this condition | church activities much that | | here but gnd even
o but that has not honestly the o © )
(Religion as a been possible due had to go distance has religious belief
; to this illness never been a doesn't affect
coping strate back after N
Ping %) (Impact of CKD N major factor | that.1don't
on participant's waiting for | for mein the | Wantto tell him
because he

last 2 months.
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spirituality/religi
ous practice)

I am a strong
Christian and |
always believe in
God for his
healing. My faith
in God for his
healing is
unshaken and he
will heal me. Yes,
that is the major
reason why |
have not
bothered myself
so much about
going for dialysis
except when the
doctor insisted
that | needed to
go for it. My
Christian faith
dictates what |
do in life and
that includes
even in this
condition
(Impact of
religion on
dialysis decision)

May be if | had
the money to
come here
regularly I would
have been doing
that even though
| don't believe in

like 3 hours
and almost
late into the
night. |
needed to go
home and
look after my
husband as
my children
were not at
home (Issue
of long
waiting

hours)

I have many
challenges in
accessing
dialysis even
though I
don't see it
as the source
of my
healing. Part
of the
challenges is
the issue of
the long
waiting
hours here.
Sometimes,

It would be
better though if
the facilities
are brought
closer to those
of us who live
in the rural
areas (Impact
of distance on
dialysis
decision)

The doctors
have been
treating me
well. They are
doing their
best in looking
after me. The
nurses are
amazing. They
do their jobs
very well
(Experience of
care)

They teach me
what to eat and
the things to
avoid. They
always talk to
me nicely and
treat me with
respect maybe
it’s because of
my age
anyway, but
generally they
treat me well.

would try to
discourage me
from doing that.
He treats me
well I don’t
want to be seen
as disobeying
him ... so the
best thing for
me is to not tell
him about it
(Attitude
towards herbal
ingestion)

It is just our
way of life and
it’s really hard
for me to stop
it. Somehow, |
think it
complements
the dialysis
treatment
(Information
and knowledge

gap)

This condition
is not supposed
to affect a
commoner like
me
(Information
and knowledge

gap)

Erm.....generall
y | don't know
how long this
condition will
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dialysis as a
source of my
healing from this
condition (View
on dialysis)

My religious
belief doesn’t
allow me to
accept blood, or
any organ from
anyone. | am of
the Jehovah
Witness
Christian
denomination. It
a part of my
religious belief
that cannot be
negotiated with
anyone because
if you respect any
human life you
do not try to
prolong it by
taking other
person’s organ.
So, doing that
would mean
going against my
religious faith
(Impact of
religion on
transplant
decision)

like the last
two weeks
the queue is
so much that
I don’t have
the patience
and time to
stay here.
You know |
live in a very
far village,
so it’s hard
for me.
Another
issue is
money ...mo
ney to be
able to pay
for the
treatment
because if
you don’t
have money
you can’t go
on the
machine
(Greatest
challenge to
dialysis)

Hey also
explain to me
how to take my
drugs and tell
me to always
come here for
my treatment
(Experience of
care)

Erm ...no I
dont think so.
The nurses are
nice but then if
you don't have
the money to
pay for the
treatment
nobody is
going to allow
you go on the
machine.

So, ....yes it
hasn't affected
my decision to
go for dialysis
(Impact of
experience of
care on
dialysis
decision)

last. | don't
know when |
will be healed
but then I trust
in God for my
healing
(Information
and knowledge

gap)
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T3 CODES

Participan Codes
ts
A God has been | | was invited I still do feel I would have The distance of | It'sa Erm,....the If not for the | 7 don’t have any
my strength. for interviews | very much sad | come here more | the dialysis setback for nurses have fact that | was cultural
He alone has | by the 3 and ashamed | than just twice centre to my me and my been nice, really down,
been my schools | of how my like I mentioned | village isalsoa | life treating me vomiting, my | inclination that
source of applied to but | body has been | to you before but | big issue as | ambitions respectfully legs were could have
strength | was told disfigured by | I couldn’t am struggling and all | and giving swollen and |
because this clearly by he | the fistula and | because | had no | with getting have me every couldn’t do affected my
condition is Heads of 2 of | the effect of money. | can money for both | planned for | necessary anything, | decision to come
really far the schools the dialysis on | remember in one | dialysis and myself in the | information wouldn’t have
above me and | that I'm fully | my body. of the days, my cost of future. You regarding my | been here here for dialysis
is really qualified for However, it whole body was | transportation can imagine | treatment today to go treatment
taking away the job but my | has notinany | swollen and I (Impact of now that I plans but that | on the
all my energy | physical look | way affected couldn’t walk, I | distance on will never doesn’t mean | machine like | (Impact of
every day did not inspire | my coming was vomiting dialysis access) | have they can do today, my culture on
(Religion as a | confidence for | here for and couldn't eat children the dialysis family would
coping them to dialysis because my againinmy | when Idon’t | have used the | dialysis
strategy) proceed with | (Bodily creatinine level life,.........I | have the money to sort decision)
my awareness/ was very high will never be | money to pay | out other
employment. Body image) | and I didn’t have fine to go (Experience | family .
They were money to come back to the | of care) matters We don't have
very clear and here for dialysis. university to (Impact of the money for
I really My parents had gain degree physical me to come here
understood to go and as | had symptoms on | "egularly and
them. For the borrow some planned all dialysis most of the time
head of the money with because of decision) | depend on my
third school, interest from the this Jamily...I mean
she did not get association they condition my father and
back to me belong to before (Meaning of my mum
even after all I could come living with because my
efforts | made here (Financial CKD) husband has lost
to have a everything he

has in the
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feedback from
her. | do think
she has the
same
impression
but really
found it
difficult to tell
me (Impact of
CKD on job
issues)

I'm sure that
my look is a
big factor that
has been
stopping
potential
employers
from offering
me a job
(Rationalisati
on of reason
for job issues)

| did apply for
another job as
a secretary in
company. You
know | can't
do any job
that demands
so much
energy
because of my
condition. The
weakness
wouldn't let
me do any

challenges to
dialysis)

The cost of the
treatment like |
have said before
clearly
discourages me
from coming
here and so it is
to many other
dialysis patients
who come here
for treatment. It
is excessively
high and frankly
unaffordable for
common people
like me (Impact
of cost on
dialysis
decision)

course of this
condition of
mine.

So, ...... sometim
es when there
are other
pressing needs
of the family, it
would mean that
Iwon’t be able
to come here as
I have to pay for
going on the
machine and for
transportation
to this place
(Impact of
family needs on
dialysis
decision)

Sometimes we
have the money
for me to come
here but then we
don’t have the
means to come
and that
increases the
cost of my
treatment. You
know I can’t
walk down from
my village
which is very far
to this place
and ...... someti
mes it
discourages me
from coming
until we are able
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work that
requires much
strength, |
went for the
interview too
but the
feedback | got
was that |
wasn't
successful this
time (Impact
of physical
symptoms on
job issues)

to get more
money to come.
It has happened
many times in
the course of
this my
treatment
(Impact of
distance on
dialysis
decision)

| was invited
by 2 of them,
oneisa
private
hospital which
required the
services of an
auxiliary
nurse and
another one is
a private
clinic which
required the
services of a
cleaner. |
didn’t really
mind what job
itisas | just
want a job in
order to be

.....thatis
true and I still
do that now,
although it’s
not easy for
me and | have
also been
trying to see if
they can get
something
doing to ease
the pressure
on me. I am
planning now
to see if they
can go back to
the village to
continue with
farming as it’s
about rainy

don’t know
really. | don't
think it is
better than
dialysis but
it’s just a
cultural thing
and I think it’s
good for my
health but it’s
certainly not
better than
doing dialysis.
I try to use it
most of the
times | fail to
come here for
dialysis due to
certain

doctor said so
and even my
daughter who is
also a doctor has
been talking
about it but the
issue is money.
My daughter has
just started
practising as a
doctor and has
barely settled
down and now |
shouldn’t be
bothering her
with the cost of
treatment for
transplant even
when it’s not

distance is too
far from
Abakaliki where
I live with my
children and the
cost of
travelling to
here for dialysis
adds to the
problem of my
being able to
come here and
go on the
machine.
Sometimes it
stops me from
coming until my
daughter is
away from work

The nurses
and the
doctors are
kind and
very humane
in their
approach to
my care.
They have
been
wonderful.
They always
told me to
avoid foods
that contain
protein and
to not take
any
medication
apart from

Erm, to be
honest the
greatest
challenge |
face is the
issue of
money to be
able to come
here
regularly and
the
transportatio
n issue that
stops me
from coming
even when |
have the
money to
come. Even
when | have

403




able to earn
some money
and support
my treatment
and my
family. To be
honest, up till
now | cannot
even tell you
the outcome
of the
interviews as |
haven’t heard
from any one
of them. None
of them has
contacted me
and | have
made efforts
togeta
feedback from
them all to no
avail. When |
managed to
go to the
hospitals, the
secretary told
me the
vacancies
have been
filled with
other
employees
and | had to
go back home
(Employment
issues in
CKD)

clear to me

season at
least we can
have food to
eat while we
deal with our
situation
(Cultural
practice of
looking after
hubby's other
wives)

...... 1 cannot
say clearly
yes or clearly
no. Having
them around
me has been a
form of
support
somehow and
in other cases
it has affected
me negatively
financially as
I have to pay
for certain
things for
them and that
adds to my
financial
pressure and
my ability to
come here for
my dialysis as
prescribed by
the doctors
(Impact of the
cultural
practice on

reasons
(Information
and
knowledge

gap)

been easy for her
supporting me
with the cost of
dialysis
treatment.
So......... you
can see that it’s
not what |
should be talking
about now
(Impact of cost
on transplant
decision)

No, my religious
belief doesn’t
stop me from
receiving
dialysis if | have
the means to go
about it (Impact
of religion on
transplant

decision

and then she
can help me by
brining me here
with her car
and you know
what that
means. She will
have to take
time off from
her new job and
that’s not good
especially foe
someone who
has just started
a job (Impact of
distance on
dialysis
decision)

The needs of my
family normally
come first
before this
dialysis as |
have to support
my kids and the
entire family.
My daughter
has been an
immense source
of help though.
I would have
come here to go
on the machine
more times than
I did in the last
two months if
not for the
needs of my
family
sometimes

the ones that
the doctors
asked me to
buy and take
(Experience
of care)

the money to
come here,
the cost of
transportatio
n and the
stress of
having to
wait in the
scorching sun
for hours
waiting for
public
transport to
come here is
a big worry
for me and
many other
patients like
me (Greatest
challenge)
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that | might
not get the job
even during
the interviews.
I was only
trying my luck
to see how it
goes. My look
is horrible
like you can
see but
somehow, |
think I could
still carry on
with any of
those jobs if |
was offered

dialysis
access)

use of herbal
remedies...yes
, | still use
herbal
remedies and
even though |
come here for
dialysis, I still
try to use it
because of my
belief that it’s

(Impact of
family needs on
dialysis
decision)

symptoms
become
unbearable like
when the
vomiting,
itching and my
body swelling
becomes so
much that |
cannot bear it
any more, yes it

because | Pr(;lgcl)nr?ig;eﬁ:is makes me to
have no from my want to come
choice butto | yoctor here for dlzalysw
muster some anyway and as coming here
inner strength | and going on
I'm very sure the machine
and carry on you are not .
as | have no 0ind to tell makes
other source going everything fine
them (Culture and I'm much
of support of herbal bett d feel
except my ingestion) I_e er and fee
daughter |k§ a hum_an
(Rationalisati being again.
on of reason So,...... erm.....
for job issues) | £rm,......... the yes mainly the
culture issue symptoms |
I seriously has not been a experience
regret quitting | factor everyday
my job before, | influencing influence my
maybe | my decision to decision to
should have attend come here and
managed to dialysis. Well, go on the
carry on but it | you might say machine
was really it has because (Impact of
difficult for physical
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me because |
was always
very tired and
couldn’t cope
with the
pressure of
going to do
dialysis,
coping with
the symptoms
and having to
go to work
too. It was
really hard
but I can't
blame myself.
If | had the
strength, |
would have
carried on but
Icouldn’tas I
was too feeble
to carry on
and | was
constantly
going late to
work because
of the impact
of the
symptoms on
me (Impact of
physical
symptoms on
job issues)

of me sticking
with the
culture of my
people in
looking after
my husband’s
other wives
and which has
affected the
money
available for
me to live on
and look after
my treatment.
| just have to
assist them
too survive
too as our
husband is no
longer there
to cater for
them (Impact
of culture on
dialysis
decision)

symptoms on
dialysis
decision)
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I have been
doing my best
to cope with
the situation.
My family has
been very
supportive in
helping me
cope with the
situation by
helping me in
carrying out
many things
that | should
have been
doing on my
own (Source

of support)

I have not
been able to
get someone
yet. | have
made series of
efforts all to
no avail and
so, ... have
had to shut
down my
business over
there and look
after myself
and it’s really
been telling
on me and my
ability to cope
with my
financial
obligations
(Impact of
condition on
source of
income)

It has not
been quite
easy
especially
watching my
wife deal with
all the
financial
matters in the
family and
now everyone

How much
are they going
to pay me in
the job I'm
going to get
besides
looking at me
now which
employer do
you think can
think of
offering me
any job even
though I don’t
look like I'm a
dialysis
patient, | still
feel it inside
me and its
very tiring
(Rationalisati
on of job
issues)

«eeeenhe has
been assisting
me but you know
he’s just an
individual with
his own family
issues to sort out
too. So, he's
doing his best
but the money
has not been
coming so
frequently as it
used to in the
last few months
and its not been
easy at all.
Don’t get me
wrong, he is
really trying so
hard in
supporting me
but if the cost of
this treatment
was lesser, you
know it would
have been much
easier for me
and my family
and for him too
even though he
keeps reassuring
me that money
wouldn’t be an
issue for my
treatment

I still believe so
even though |
don’t have any
proof yet. You
can imagine
how the whole
thing started
and all of a
sudden | was
diagnosed of
kidney
failure.....is that
how human
kidney fails so
easily just from
the treatment of
gout that many
people live with
and nothing
significant
happens to
them? So,....1
still believe that
| was attacked
diabolically but
I will be fine in
the end; my
detractors are
just wasting
their times
(Superstition)

I had told
you before
that my
religious
belief
forbids me
from
accepting
another
human
organ into
my body. It
is against my
religious
belief and
would rather
die than do
that. My wife
and my
cousin have
been trying
so hard to
persuade me
to accept the
option but
after life
here there is
another life
and |
shouldn’t go
against my
religious
belief. |
know it’s
very difficult
for everyone

Nothing has
changed, the
nurses and
the doctors
have been
very kind,
treating me
respectfully
and showing
some genuine
concerns
towards me.
They have
been
excellent in
their care
(Experience
of care)

The physical
symptoms
have never
really made
me to go for
dialysis but
somehow you
can say it has
made me
because |
have always
attended the
dialysis not
because |
came down
with any of
the major
symptoms but
because |
don’t actually
want to suffer
from any of
them. The
symptoms are
very horrible
and I don’t
think I want
to go through
all that any
time (Impact
of physical
symptoms on
dialysis
decision)

As the head of
the family
sometimes I try
to save some
money from my
dialysis money
to support the
family and
sometimes | try
to skip one or
more sessions in
a month in order
to save some
money and
support my
family
financially and
so that’s why [
don’t come here
to go on the
machine three
times every week
as the doctor
prescribed even
though my
cousin gives the
money for the
three sessions
per week
(Impact of
family needs on
dialysis
decision)

I do have
religious beliefs
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of us have
been
dependent on
her. It makes
me feel less
worthy as a
man. You can
imagine what
it means for a
woman to be
the person
catering for a
family in our
society? It
kind of makes
me feel that
I'm no longer
a man, in fact
as though I'm
no longer
alive because
I should be
the one
providing for
my family and
my wife's role
would be
supportive
and not being
the one in
charge of
everything
(Worthlessnes

)

(Financial
support issues)

As a man, I
would prefer
being able to pay
for my treatment
and supporting
my family and
doing many
things for myself
as against my
current situation
where | have to
practically
depend on my
family for
everything even
though I dialyse
at least twice
every week. It
makes me feel
like a burden to
my fellow man. |
feel like I I'm
tied to someone
and really quite
inseparable and
have lost my
financial
freedom (Loss of
financial
freedom)

in my family
but then
think about
my religion
too (Impact
of religion
on
transplant
decision)

| have been
seen a lot of
people who
come here for
dialysis only
when the
symptoms are
so high, their
whole body is
swollen, their
urea levels
are high and
they are
almost dying;
that’s what 1
see here
anytime |
come for
dialysis and
sometimes |
see people die
while they are
still waiting
to go on the
machine
because their
conditions
are so bad
before they
are brought
here usually
because they
don’t have
the money to
come here or
because of
the distance
of where they
live to this

but it hasn'’t
influenced my
coming here for
dialysis (Impact
of religion on
dialysis
decision)

| have never
taken herbal
remedy in this
condition. In
fact, even if |
think about it my
wife will never
allow that,
remember she’s
anurse and
would never
condone that. |
don’t think it’s a
better option
definitely (View
on herbal
ingestion)

D3: ...c.u.n. S0
far, the greatest
challenge I have
is my inability to
provide for my
family and also
finding
somebody who
is trustworthy to
look after my
business in the
north (Greatest
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place.

So, .....after
seeing such
thing | dont
think any
sane person
would want to
wait to come
down with the
symptoms
before
coming here
for the
dialysis when
you have the
money or
funding
support to
come here for
treatment
(Physical
symptoms of
others as a
factor)

challenge to
dialysis)

Idon’t think I
have had any
positive
experience to be
honest with you.
I can’t talk
about any
positive
experience when
I am still
suffering from
this condition
but I will be fine
by the grace of
God (Positive
experiences)

This condition
is a negative
experience for
anyone who is
suffering from it
because it
destabilises
every plan you
have as a man. |
can’t talk of my
experience of
watching people
die here just
because they
can’t afford to
pay. It’s really
hard and it’s not
what | would
love to talk
about please
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(Negative
experiences)

really have
anything else to
say but to ask
you if there is
anything these
questions you
are asking us
can help us
achieve
especially with
respect to
reducing the
price of the
treatment. |
know you are a
nurse too, is
there any way
you can help us
talk to your
colleagues to
bring down the
cost of this
treatment
especially for
very poor
people who
can’t afford the
huge cost of
treatment?
(Interaction
between
interviewee and
interviewer)
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It has been
like hell
because
things have
been very
terrible for
me. It has
been very
tough coping
with the stress
occasioned by
this condition.
I have lost my
independence
and financial
freedom in life
and now |
have to
depend on the
efforts made
by my wife in
dealing with
this situation
and | have no
other support
(Loss of
financial
freedom)

The only
support I have
had been my
wife and no
one else,

been a very

The treatment
has been
going on well.
| feel a lot
better now
and although
sometimes it
feels like there
is no
improvement.
| feel so
although 1 feel
a lot better
when | also go
for dialysis
after taking
the medicine
the
pharmacist
has been
giving me
(Perception of
alternative
medicine to
dialysis)

| didn't tell
them about
the treatment
because they
are not going
to support it.
They like
people coming

He only told
me it’s made
of fruits and
vegetables.
You know he’s
a pharmacist
and he knows
better than us
patients.
So....... 1
didn 't really
bother to find
out the details
of the content
as | have seen
many people
testifying of
being healed
by the
treatment they
received from
the same
pharmacist
(Patients’
perception of
healthcare
workers)

sometimes | tend
to feel so but |
think the dialysis
is still very good
but may be
combining the
two is better
than just the
dialysis
(Information
and knowledge

gap)

Yes | still believe
so that my
condition was
caused by
poisoning by the
people in my
village but I will
be over itin
Jesus name
(Information
and knowledge

gap)

The last time |
came here for
dialysis, the
doctor was not
around so |
couldn’t be
reviewed and
we had to go
back because
you know we
always come
from Cross
River State
which is very
very far from
here (Issue with
doctor’s review)

Nothing has
changed my
son. I don’t like
to talk about it.
I simply come
here and do my
dialysis and
then go home.
The private
centres are
better though
don’t get me
wrong because
you pay so
much and they
don’t want to
lose you so they
do everything to

The issue of
the distance
is still very
much there.
In fact, it’s
very much
worse now
that we have
to come here
for the
alternative
medicine
treatment
and the
consultation
and review
by the
pharmacist
once every
two weeks.
1t’s not quite
easy as it
has
increased
my burden of
cost of
treatment in
this
condition
(Impact of
distance on
dialysis
decision)

The needs
of my family

don’t really
have any
cultural
belief that
can influence
my decision
to come here
(Impact of
cultural
belief on
dialysis
decision)

lit’s a
common
thing here
and you can
see that for
yourself. All
you need to
do if you
want to see
for you to be
here until the
end of the
day and you
will
understand
what | have
been talking
about. The
worst is that
while we are
waiting here
somebody

The greatest
challenge
actually is
getting the
means to get
the treatment
for this
condition. It’s
the greatest
issue in my
life now and
it has affected
everything in
my life
(Greatest
challenge to
dialysis)

| have been
fortunate to
meet some of
the nicest
people in my
life who have
supported me
on some
occasions
showing me
compassion
and even
giving me
money to pay
for some
treatments
whenever |
come here

The major
problem | face
now is being
able to get the
money to pay for
the money
required for this
treatment by the
pharmacist. It’s
really huge
although we
have paid some
amount and the
pharmacist is
insisting that we
must complete
the payment
before my next
appointment
with him. | need
to do everything
possible to
realise the
money because
that can affect
the treatment
I'm receiving
from him
(Concerns
regarding
alternative
medicine
treatment)
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distressing
experience for
me and my
family
(Source of
support)

I still feel
same way of
putting an end
to this
situation but |
hope
everything
will be fine
someday. |
have been
having the
same thought
especially
whenever my
body keep
swelling up
and its
affecting the
way | breath,
you know it
could be very
distressing
and it makes
me very
anxious
(Negative
emotions)

here for
dialysis so
that they can
make more
money. If you
tell them
about another
treatment,
they will try to
discourage
you from the
treatment and
since I'm
being better
from the
treatment, |
don’t think
anyone should
discourage me
from doing
that.

So, .....erm...
that is why
don’t want to
tell them here
(Perception
about use of
alternative
medicine )

You see when
| was going
on only the
machine |
wasn 't feeling
this better and
| was always
tired but |
think I have
improved
greatly since |

be nice to you
but here, it’s all
complaints
about this or
that not being
available if you
can understand
what | mean
(Experience of
care)

will always
be there but
we have
been trying
hard to
manage it
even in the
face of
almost
abject
penury that
we have
faced
recently
(Impact of
family needs
on dialysis
decision)

I would say
the major
influence
has been the
symptoms
which you
know it’s
difficult to
bear and so
when it
comes so
hard like
that, you
have no
choice but to
come here
and go on
the machine
(Impact of
physical
symptoms

might drop
dead due to
the long
waiting hours
(Issue of
long waiting
hours)

ot at all
because you
just have to
do whatever
you can to be
fine you
know?
(Impact of
long waiting
hours on
dialysis
decision)

and the
money we
have for
treatment is
not enough.
There was an
instant when
we came here
and the
money we
had was like
#20,000 short
of the
required
amount and
the nurses
wouldn’t
accept for me
to be treated
even though |
have been
coming here
for along
time and can
actually be
regarded as a
regular
customer but
you know
how the
system is, no
one cares
about
relationships
but the cash
and until you
pay nobody is
going to
attend to you
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started the
combination
of the
treatment
(Perception
about use of
alternative
medicine)

on dialysis
decision)

(Positive
experiences)

I have also
been attended
to by a couple
of doctors
and nurses
who are very
nice and
would take
time to give
me every
necessary
information
regarding my
treatment and
what to do
and those not
to do.

So, ......it's
not been
entirely bad
(Positive
experiences)

| have so
much
negative
experiences
but the most
distressing
among them
all is coming
here and not
having
enough
money to be
able to pay
for my
treatment and
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having to
wait until a
good
Samaritan
came my way
to assist me in
this
condition. |
have also
been troubled
a lot by the
distance |
have been
traveling to
come here
and do
dialysis. It
has not been
easy with us
at all
(Negative
experiences)

In the last two
months there
was a day |
came here
and both the
nurses and the
doctors said
they didn’t
have water so
they couldn 'z
dialyse any
patient that
day and | had
to go back to

1t’s a big
stressor on my
life and those
around me
especially my
wife who have
to cope with
the pressure
of looking
after me and
our child and
then her new
job. It has
been a big

Erm,......the
symptoms are
always
excruciating
especially the
pain (the
abdominal
pain) when
the swelling
starts and
every part of
my body is
swollen so
that is enough

1t’s always there
even though |
have not been
earning enough
to continue to
maintain them
financially as |
used to but what
can | do? | still
have to do that
as the only
person in the
family who at
least can boast

Well sometimes,
| do and at
some other
times, | do not.
It depends on
the present
condition | find
myself.
Sometimes |
take it and feel
well so in that
case | could say
it is helpful but
at some points,

You know
here doctors
and nurses
are seeing as
people who
know it all
regarding
healthcare

and so you

The doctors
did mention
to me the
possible
causes and
the risk
factors but
you know it’s
not like the
definite cause
but just a
risk. So, that
| drank
herbal

Well, ...erm...
..I would say
the greatest
challenge |
have
encountered
in the last two
months is
actually the
issue of
distance
because like |
said before if
the location

The only
positive
experience |
have had in the
course of this
condition is that
it has drawn me
closer to my
God. | have
been much
closer to my
creator in the
course of this
condition and
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Abakaliki.
You know |
don’t live here
andso |
couldn’t wait
until the
following day
because | had
taken only one
day off from
work to go for
dialysis
(Issues with
dialysis
services)

stressor and
yes | still see
it as that
because it has
affected my
life negatively
and disrupted
my plans
(Meaning of
living with
CKD)

to make me
come here for
dialysis and in
the last two
months it
really did
(Impact of
physical
symptoms on
dialysis
decision)

The distance
issue is there
and it has
affected me
because if you
can remember

of any
meaningful job.
It's the culture of
our people and |
have to keep it.
So, ....erm,.....tha
t's the way it’s
been for some
time now
(Culture of
looking after
others)

| did say that
and yes to be
honest with you |
have been forced
by the situation

it is not
(Perception of
herbal remedy)

telling them
something
like that is
like going
against the
rules
(Patients
perception
of
healthcare

workers)

The doctors

remedies |
think....erm
may not be
enough to
cause more
troubles for
me or do you
think
otherwise?
(Information
and
knowledge

gap)

of this
dialysis
centre was in
the Abakaliki
I would have
been able to
go on the
machine at
least twice in
the last two
month;
so....distance
is actually an
issue here
(Greatest
challenge)

Another issue

for me that is
the only positive
experience
(Positive
experience)

The other
experience |
have had is the
experience of
the level of care
my wife and
other family
members have
offered me in the
course of this
condition, being
there to offer

the other day | | to take some h is being able | words of
came and the | despite the fact are the to take encouragement
nurses and the | that you can sa nurses have ermission all | and helping me
doctors said that il‘m ’ been doing Fhe time from | in doin pth?n sl
there was no educated and well and my employer | would r?orma%ly
. they have
water if the should know that been for my have done on my
centre was in | it may not be . treatment. own has been
Abakaliki | entirely good trgatlng me Sometimes, | positive for me
would have but then whaf with respect, wake up sc;me (Positive
care and .

e e | o ot Oy |
day but ) ?\lwoney to They teach tired andyfeel I don’t like
b : you what to : : talking about my

ecause of the | continue to seek 40 and the like ngt doing negative
e | o Y | et i

i 0,an this condition.
s
rid ey | (ot ooy | Tevaret
taking another | herbal should avoid but | have no | horrible and
day off from | ingestion) Sajml](g or choice as | distressing for
my job and I rin llf:jg- So, have to be me to talk about
, No, no, would say ; i (Negative
géa;gz%ggé no......you don’t they have fne; |j(2)ubs i\;v:th experience)
say that to your been trying

(Impact of must keep
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distance on
dialysis
decision)

doctor. The
doctors you
know would
always speak
against patients
taking herbal
remedies, so
telling them that
would be
wasting your
time and you are
making them see

you as not taking

any advice they
give you
especially
regarding what
you should eat
and what you
should avoid
(Attitude
towards herbal
ingestion)

very well
(Experience
of care)

Look, it’s the
only centre
around here
in the South
Eastern part
of this
country and
if you say
because of
the
treatment
you are not
going to
come here
then you
must be
prepared to
pay a lot at
the private
centres. Do
not get me
wrong, you
will
definitely get
better
treatment
there but
then the
money is not
there for me
to embark on
such.
So,...what
do you do?
Just get on
with what
you can

earning some
wages and
maintain my
treatment and
support to my
family
members
(Other
challenge)

I would like to
ask you if there
is any
government aid
for people who
are suffering
from this
condition
especially with
respect to the
interviews you
have been
having with us
since the last
couple of
months now.
After this your
research what
way can you use
this research to
help us because
a lot of people
are dying from
this condition
every day and it
goes unreported
because the
government or
the society
generally
doesn’t care?
(Interaction
between
interviewee and
interviewer
relationship)
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afford for

now (Impact
of
experience
of care on
dialysis
decision)
No, not yet. It | | did meanthe | | have been | Well,.....erm.....I | My brother, it’s | No, like || To be honest | Certainly, the | Definitely  not
has been a | option of | coming  but | have not | difficult to | told you the | with you the | use of herbal | being able to
nightmare for | buying a | not as much | completed the | believe when | | other day, | | nurses and | remedy or | find the right
me to get a | matching because of my | payment yet but | tell you that | | have no | the doctors | concoction donor for close
matching kidney  from | efforts and the | its remaining just | have been on | cultural are wonderful | like you know | to six or seven
kidney vet. 1 | India possibly | movements a little left for me | this battle all | inclination and very nice. | is as old as | months now is a
have been | but that option | involved in my | to pay. It has not | alone in my life. | and even if | | They treated | ourculture.In | sad experience
through a lot | has not been | sourcing for a | been easy though | I have never | do, it | me with | fact, it’s part | for me and my
in a bid to get | feasible as 1 | kidney donor. | as | have had to | received a dime | couldn’t respect and | of the way of | family. If only I
the kidney that | would  have | I have been | sell offalmostall | from anybody | affect or | dignity and | life of our | have been able
will match | had the | able to attend | | have interms of | since | started | influence my | they always | people despite | to find the right
mine (Donor | surgery done | dialysis only | property and | this treatment. | decision to | show the advent of | donor who is
challenges) if it was so | about eleven | even had to |It's been a |come here | empathy in | orthodox willing to donate
easy to come | sessions since | borrow from | personal for dialysis. | | their care | medicine. Itis | I would have
by. There was | the last time | some of my | struggle without | do know the | (Experience | not good to | been a lot more
They are not one of the |we met. || friends in order | any financial importz_alnce_ of care) take _herbal hopefgl in this
ready because middle  men | would have | to enable me pay | support  from | of dialysis Certainl remedies cond_ltlon.
they think | Who usually | attended up to | for the procedure | any source. The | for  my betr amn yti’]esﬁ because you | Coming  here
donating one help people in | say twelve or | (Cost as | issue of | condition th ﬁ“ don’t  know | and seeing
of their | Puying thirteen times | challenge to | healthcare  in | and skipping without tle the  content | people who are
kidneys is | kidneys who | but the last | transplantation) | this part of the | dialysis is | MONEY OV ang ir doesn’s | at the point of
: . | almost duped | time | came world is very | very the care you | have dosage. | death in their
against  their It has been a : receive : e
religious me of my | here _ niaht b p_ersonal and | detrimental Takmg herbal | lives is also a
; money sometimes two | Nightmare — but | gjqce the | to my health | cannot remedies negative
beliefs  and I'm onl .. | guarantee ;
also for fear of because  he | weeks  ago, i Y | government and  that’s | 9 . when one has | experience for
: . knows I'm | there was no 3”“99“”9 _to doesn’t care | why I doall | | YOur being | renal me and it’s a
possibly dying q ; survive and live - dialysed. .
even after esperately in | water for Jon’ about providing | can to come Th condition common
series of | need of the | dialysis and 3*?[ Og I’W“””O free and | here three beyl | areé | obviously is | occurrence here
explanations kidneysand he | by the next | d1€an eafve r_r:y accessible times every | @ Sodu'“fﬂl’ going to | and you are not
were given to wanted to | day, there was Btgouf‘g amily | healthcare to | week as per | WONnderiu further cause | able to help
ehind. The cost and above all
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them. In fact,
one of them
clearly said
that donating
one of his
kidneys to me
would mean
that | would
automatically
change to him
and he would

be “two
persons living
apart in the

same world”,
just to use his
exact  word.
That’s one of
the issues with
organ
donation in
this part of the
world and it
seems not
much is being
done actually
to educate
would-be
donors on the
importance of

organ
donation.

So, .....it’s  the
issue of

superstitious

belief here
and | have
made series of
efforts and
even made

exploit my
desperation to
his financial
advantage but
God for my
Indian doctor
who helped to
ensure he was
arrested and
handed over
to the police
over there
(Donor
challenges)

so much queue
here that |
couldn’t and |
was to travel
the following
day, so | had
to defer it until
| returned
back to Enugu
(Dialysis

service issues)

of the treatment
has really taken
a toll on my
family as | have
had to withdraw
my two children
from private
school to join
public  schools
and you know
what that means
but that’s not my
major  concern
now (Resilience)

the people,
everyone who is
sick is actually
on their own. |
know you might
argue that | was
in  government
and as such
should be given
free money to go
abroad for
medical care, no
I didn’t receive
any financial
assistance from
anyone  apart
from the money
| recently
borrowed from
my friends to
enable me
complete  the
payment for the

transplant in the
UK. Not even
my current
employer  has
offered any
financial
assistance
towards my
treatment.

So, .....that’s our
society and I'm
not just talking
about me but |

feel  generally
that people with
long term

conditions such

the
prescription
and  that’s
why you can
see that |
don’t look
like a
dialysis
patient  in
this part of
the  world
(Cultureasa
non-issue)

The needs of
my  family
are there but
they also
need me to
be

alive, .........
SO we try as
much as we
can to forgo
unnecessary
expenses and
save for my
dialysis
(Family
need as non-
issue)

Usually, 1
don’t come
down  with
the
symptoms
except at the
initial stage
after the
diagnosis

the hygienic
level of this
place makes
me to come
here to avoid
infection
elsewhere
(Experience
of care)

damage to
already
damaged
kidneys and
thereby

worsening the
condition. But
you know its
poverty and
ignorance

that lead some
of our people
to carry on
with this even

when they
may have
been educated
on the
dangers  of
doing that
(View on
herbal
remedy)

Idon’t think I
have had any
positive

experience in
the last two
months really
because it has

been a
nightmare for
me in
securing  or
getting  the
right  donor

despite all the
efforts | have
put in. | still
do hope | can

because I don’t
have the
resources and |
just wish 1 could
help. | was here
the other day
and a lady was
brought in dead

because she
couldn’t afford
to come here for
almost two
months and her
urea and
creatinine level
was  extremely
high. So,......its
distressing  for
everyone  who
come here
regularly for
dialysis. | just
wish the

government  or
philanthropists
can do more to
assist this kind of
patients
(Negative
experience)
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monetary

promises  to
encourage

him to donate
to me but he
wouldn’t. He
turned down
every offer
that | have
made insisted
that he cannot
give one of his
kidneys. The
second  one
cited religious
belief as his
main  reason
and that he
wouldn’t live
with just one
of his body
organs ..he
insisted that
only God
created him
and any of his
body organs
and only him
can ever take
any part of it
away and he
would rather
die than part
with any of his
body organs.
He also felt
that donating
would limit his
life span and
he doesn’t

as this shouldn’t
be left to deal
with the
situation on
their own. It’s
not an easy
situation  just
like cancer. |
would wish the
government and
charity
organisations
can do a lot
more to assist
people living
with this
condition (Lack
of support)

but since
then | have
always tried
to go on
dialysis as
recommende
d you know
my case is
particularly
exceptional
because of
the cause of
my  kidney
failure which
like you
know is
PKD. I can't
afford to
come down
with the
symptoms if
my urea and
creatinine
levels
accumulate
so high. It
will weaken
me and that
would mean
I won'’t be
able to do
anything and
I can’t just
afford that
right now or
anytime. |
need to be fit
to be able to
move around
and source

find soon
(Positive
experience)
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want to die

early and
leave his
family behind
to suffer
despite all

promises or
offers made to
him  (Issues
with donor)

Waiting to
find the right
donor has
been like hell
for me. It has
been full of
uncertainties
and anxiety as
I don't know
when and how
to go about it
anymore. |
just wish
there’s
anything else |
can do but

erm......... 1
don’t know
and I'm
confused.

all that |1
need to go
for the
transplant

(Fear of
symptoms as
a factor)

The distance
issue is there
but it has
never
deterred me
or affected
my coming
here because
I'm very
determined
to live and
never to cave
in to the
stress
orchestrated
by this
condition in
my life
(Distance as
non-issue)
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