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Abstract

Background : Chronic kidney disease (CKD) affects about 12.1% of the global population where
the prevalence is higher in Africa at 15.8% (2018). In Ethiopia, the prevalence of CKD was 12.2%
where the prevalence among adults aged 35 and less was estimated to be around 41% in 2018.
CKD progress to end stage renal disease (ESRD) where patients will be forced to undergo dialysis
or kidney transplant. With the latter being difficult to access, most patients will be put on dialysis.
Dialysis interferes with daily life, causing feelings of isolation, depression, frustration apart from
its high cost. Despite these challenges, in Ethiopia, little is known about the lived experiences of

patients who are living with CKD especially at their productive age.

Objectives: To explore the lived experiences of patients aged 18 to 40 years old, with chronic

kidney disease on hemodialysis treatment.

Methods: phenomenological qualitative research was employed to explore the lived experiences
of dialysis patients. Data were generated using a semi structured in-depth interview guide among
17 purposively selected participants. The interview was then transcribed verbatim and translated
to the English language and coded using open code software version 4.03 and data were analyzed
thematically. Efforts were made to uphold the qualitative study's credibility, dependability,
transferability, and confirmability.

Results: Six major themes and 12 sub-themes emerged from the data. This study showed that adults
aged 18-40 years face unique burdens while undergoing dialysis including career disruption and
social alienation, physical changes, emotional challenges such as depression and anxiety. In
addition, the need for adaptive strategies centered on peer networks, self-discipline, and external
support systems were eminent findings.

Conclusion: The findingsrevealed complex interplay of physical, emotional, economic, and social
struggles, and coping mechanisms of patients. Following the findings, a shift from clinical
management to a holistic approach addressing the physical, social, emotional and financial needs,

need to be put in place.

Key words: chronic kidney disease, hemodialysis, lived experiences, young adults, Ethiopia



Introduction

Background

The world health organization (WHO) together with, Kidney disease improving global outcomes
(KDIGO) defineschronic kidney disease (CKD) as “abnormalities of kidney structure or function,
present for a minimum of 3 months, with implications for health.”(1). There were more than 850
million people diagnosed with kidney disease globally in the year 2019(2). The overall prevalence
of CKD in Africa in the year 2018 was 15.8% while in eastern africa it compromised about
14.4%(3). In recent years, chronic kidney disease (CKD) has become a growing health concern,
contributing to higher rates of illness and death worldwide(4). There are two main treatments for

CKD: kidney transplant and hemodialysis(5).

Dialysis is the main modality of treatment for severe kidney disease due to shortage of organ
donors and high transplant risks. Dialysis helps to prolong life of patients(6). There are three types
of dialysis including home hemodialysis, in-center hemodialysis and peritoneal dialysis. Of which
the focus of this study was in-center hemodialysis. Dialysis in general is a way of replacing the
impaired filtration function of the kidneys with machine filtration. A standard practice of three

dialysis sessions per week is advised for patients (7).

Though dialysis is known to support the lives of patients with CKD, it is not without risks. A study
in Ethiopia found that 45.1% of patients died during dialysis, and 23.1% died within the first 90
days. Only 42.1% of patients survived more than a year. These statistics can be indicators of the
many challenges patients on dialysis face(6). In addition to these, there are also evidences that
show that dialysis imposes significant burdens, particularly for young adult patients. They must
undergo regular treatment, each lasting several hours, which interferes with daily activities,
education, and work. For young individuals, this routine can create a sense of loss of independence

and frustration(8).

Adults with chronic kidney disease that are undergoing dialysis face serious psychosocial
challenges, including depression, anxiety, and social isolation (9). They also often struggle with
decision-making, which affects their mental and emotional well-being(10). Ethiopia, as a low-

income country, faces significant challenges in healthcare due to limited resources. In such



settings, medical treatment, including dialysis, is often costly, and most patients must pay out of

pocket(11). A study in Addis Ababa highlighted the high cost of dialysis and suggested that steps

should be taken to make it more affordable for those in need (12).

Having all these burdens chronic kidney disease (CKD) is a growing health issue in Ethiopia, but
there are limited evidences that show the experiences of young patients with CKD. Most studies
focus on older adults or clinical outcomes, leaving behind the emotional, social, financial and
physical challenges of young dialysis patients. This study aimed at exploring the lived experiences

of young patients on hemodialysis.

Statement of the problem

Chronic kidney disease (CKD) is a major global health issue that places a heavy economic burden
on healthcare systems. It affects an estimated 11 to 13% of the global population. The majority of
these cases are in stage 3, which is considered moderate kidney damage(13). A 2017 report by the
global burden of disease (GBD) ranked CKD as the 16th leading cause of premature death. It also
estimated that in the year 2040 it will be among the top five leading causes of premature death(14).

In a meta analysis done, the global age-specific incidence rate of early-onset chronic kidney
disease (CKD) in adults significantly increased. The rate rose from 25.04 cases per 100,000
populations (with a 95% confidence interval of 18.51 to 31.65) to 32.21 cases per 100,000(15).
Although there are limitations on data about the prevalence of CKD, few studies indicate
estimations of around 12.2% prevalence among young populations aged 18 to 40 years of age,

CKD prevalence is as high as 41.0% in those under 35 years, with 62% of cases occurring in
males(6).

Routine hemodialysis is very stressful, has a tendency tolead to depression, posses a threat towards
developing anxiety and reduces quality of life of patinets. Hemodialyisis patients have to
sometimes travel long distances three days a week to have a three to four hours long sessions. This
has an inhibiting factor for patinets to obtain regular jobs, maintain relationships and it induces
phyiscal and mental disorders(16).In Ethiopia, hemodialysis is a common treatment for chronic
kidney disease (CKD). This has introduced additional burden to the already overburdened health

system of the country. Hemodialysis is often unaffordable and inaccessible for most patients.



Without taking into consideration the costs of medications for comorbidities such as medications
from anemia, bone disorders, hypertension, diabetes, the cost of dialysis solely was estimated to
be around 2300 Ethiopian Birr (Equivalent to USD$51) per session according to a study done in
the year 2022 (17). A price that has surged up since.

Despite the rising number of adults with CKD in Ethiopia, there is limited research on the unique
challenges these groups face. The emotional, social, financial and physical challenges faced by
them are not well understood. Most studies focus on clinical outcomes, leaving a gap in knowledge
about how young patients cope with their illness. These individuals often struggle with depression,
anxiety, isolation, and the high costs of treatment which have not been studied exhaustively. There
hasn’t been any initiation towards mitigating the different challenges and problems faced by these

patients, by the government or other stakeholders, locally as well as nationally.

The lack of research on the challenges faced by adults aged 18-40 years with CKD in Ethiopia
leaves a gap in understanding how the disease affects them beyond just their physical health. These
individuals face emotional, financial, and social challenges as well that are not fully addressed in

current studies. To improve care for young CKD patients, it is important to explore these issues

and provide support that considers their overall well-being, not just their medical treatment.
Rationale for conducting this study

Most research on CKD focuses on older adults and their clinical outcomes, but there is little
information about the challenges faced by younger adults, aged 18-40. These patients face unique
challenges while undergoing dialysis which significantly differs from those faced by older patients.
This age group is often going through important life stages like finishing school, starting careers,
or building families. The impact of dialysis on these transitions is often overlooked in research,
rendering it necessary to explore how adults balance their personal, academic, social and
professional lives while managing the physical and emotional demands of CKD. By focusing on

this specific group, the study aimed at filling a significant gap in current knowledge.

Frequent dialysis treatments and the limitations of the disease can affect their energy, self-esteem

and overall quality of life. Additionally, mental health issues such as depression, anxiety and



isolation can be exacerbated by the chronic nature of the disease. Identifying coping strategies and
sources of social support is essential to help these individuals manage dialysis-induced distress.
Tailoring healthcare practices to the unique needs of adults can improve clinical outcomes and
emotional well-being, ensuring that their care is more suited for their specific stage of life. This
study will serve as an important starting point for understanding the experiences of young adult

patients with chronic kidney disease (CKD) who are undergoing hemodialysis in Ethiopia.
Significance of the study

The research will provide valuable insights into how young CKD patients deal with the social,
emotional, financial and physical pressures of CKD and the stigma often linked with chronic
illness. These findings will help healthcare providers better understand the needs of young patients
and create care plans that address not only medical treatment but also their emotional well-being.
Additionally, the study will highlight the need for better mental health services for young CKD
patients, particularly in addressing issues like depression, anxiety, and social isolation. It could
also influence healthcare policies by suggesting the creation of financial assistance programs to

help with the high costs of treatment.

Results obtained from this study can also be used by different stakeholders to address the many
issues these young patients face in their day-to-day life and activities. As one of the objectives of
this study is to highlight the financial burden faced by dialysis patients in general and young
dialysis patients in particular, different stakeholders can use the findings of this study to take

appropriate measures and support initiatives aimed at alleviating the financial burdens imposed on

these patients.



Research questions

1. Howdoesbeing in the 18 to 40 age range influence the experience, perception, and physical
health challenges related to hemodialysis, including symptoms of chronic kidney disease?
2. What coping strategies do individuals aged 18 to 40 use to manage the disruptions caused
by hemodialysis, and how do they balance daily activities, work, education, and social life?
3. What emotional and mental health challenges do adults face while undergoing
hemodialysis, and how do healthcare providers address any mental health issues that arise?
4. What are the roles of healthcare providers and the impact of social support on the overall

physical and mental health of dialysis patients?



Literature review

Chronic kidney disease has been defined in many different ways over time. But the current
international definition of CKD is presence of markers of kidney damage or glomerular filtration

less than 60 ml/min/1.73m? for more than 3 months, irrespective of the underlying cause(18-20).

Global burden of CKD and Hemodialysis

A recent meta-analysis study in the year 2022 estimates that there are around 843.6 million people
affected with CKD. The study also revealed that the global prevalence of CKD stages 1-5 to be
13.4%. it also reported a percentage of 10.6% prevalence for CKD stage 3-5(21). A more recent
study revealed that the global median prevalence of CKD was around 9.5% with the highest

number recorded in Eastern and Central Europe(22).

Other studies showed that there has been a surge in the incidence and prevalence of CKD over
time. One study found an increase in the number of CKD patients from 7.8 million in 1990 to
18.99 million in 2019 with DALYS increasing from 21.5 million to 41.54 million(23). A study
also put the age-standardized incident rate of CKD at 30.3% per 100,000 in 2019 which showed a
21.8% increase from the year 1990. The age-standardized mortality ratio (ASMR) was also
recorded at 5.2 per 100,000 which showed a 24.6% increase from the year 1990(24). A similar
study also found death associated with CKD showed a significant increase from 192.26 thousand
in 1990 to 487.97 thousand in 2019(25). The above study also showed that Central Latin America
exhibited the most ASMR recorded, followed by Southeast Asia and Andean Latin America.
Whereas, Eastern Europe recorded the lowest ASMR due to CKD(25). With a prevalence rate
ranging from 5-18%, the International Society of Nephrology’s Global Kidney Health Atlas found
the prevalence of CKD in Africa tobe 6%(26). Anotherstudy found the pooled prevalence of CKD
in Africa to be around 10% whereas prevalence in sub-Saharan Africa was found to be 14%(27).A
study in Ethiopia revealed the prevalence of CKD among patients with chronic illness tobe around

21.7%, with most of the patients coming from the Oromia region (32.55%)(28).

There are many causes of CKD. The primary causes reported however are diabetes and
hypertension. According to the US CDC 1 in 3 and 1 in 5 of diabetes and hypertensive patients
will end up being diagnosed with CKD respectively. Other causes of CKD include
glomerulonephritis, Chronic tubulointerstitial nephritis, Hereditary or cystic diseases and so on.

The causes of CKD in general can be classified as prerenal, intrinsic renal and postrenal diseases.
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According to CDC’s 2021 statistics those aged 65 and older (38%) were more prone to CKD,
followed by those between 45-65 years (13%) and 18-44 years (7%), with CKD prevalence
reported to be slightly higher in males than females (20,29). The percentage of prevalence of CKD
reported among those aged 18-44 seems to be low when compared to those that are above 45 years
old, however, it should be noted that these age groups are not supposed to be at risk of developing
CKD as compared to older age groups. In addition, it is rare to see the comorbidities and factors
such as diabetes and hypertension that are the primary causes of CKD in these group of people.
Hence, this prevalence can be considered high, instigating need for further research on these

groups.

There exist three treatment modalities for patients with CKD who need renal replacement therapy.
The three modalities are kidney transplantation, hemodialysis and peritoneal dialysis. Although
kidney transplantation is the best treatment modality with the best outcome for patients, because
of scarcity of lack of donors most patients resort to dialysis(30). One study found that hemodialysis
was the most common treatment modality (60%) followed by kidney transplantation (30%) and

peritoneal dialysis (10%)(31).

Another study found that hemodialysis is the most common type of renal replacement therapy used

worldwide with a prevalence rate of 69% of the general available renal replacement therapies(32).

One study found that chronic hemodialysis was available in 162 countries, with kidney transplant

available in 116 countries. Only 121 countries provided hemodialysis for approximately 50% of

their population who are affected with CKD(22).

CKD and Hemodialysis in Ethiopia

A cross-sectional study conducted in the year 2018 in Ethiopia estimated that 12.2% of the
population suffer from CKD. Of these patients those aged 35 and below account for about
41%(33). Another similar study found the prevalence of CKD patients among chronic patients to
be 21.3%(14).

With the highest prevalence recorded in Oromia region, a pooled estimated of CKD patients among

chronic patients showed a 21.7% prevalence rate(28).

Renal replacement therapy (RRT) was first introduced in Ethiopia in the 1980°s with hemodialysis
as the flagship treatment modality. Its introduction was however, for those suffering from acute

kidney injury (AKI). The treatment was started in a single public hospital. In the year 2001,
7



maintenance hemodialysis was introduced into the country and started providing dialysis for
chronic kidney patients as well. Recently there has been a surge in thenumber of dialysis providing

facilities across the country especially within the capital Addis Ababa(17).

One qualitative study in Ethiopia resulted in the following experiences among dialysis patients:

Feeling grateful, facing a restricted life, a supportive environment, dreaming of a transplant, and

leading a hassled life. These are some of the common themes among dialysis patients(34).

Factors associated with undergoing hemodialysis

Fluid restrictions, special diets, regular trips to the hospital, unscheduled visits to the emergency
unit, taking medications regularly are some of the challenges dialysis patients face. Adults
suffering from CKD face a lot of challenges including the above-mentioned ones in maintaining
their health. Adults are at a greater disadvantage and risk than other groups of CKD patients
because of their age. Young adulthood is an age where people start to adopt to their body, find
themselves, start careers, get themselves ready for relationships so on and so forth. The medical
and physical factors such as fluid restriction, special diet, constant visit and stay in the hospital,

change in physical appearance, hinders their movement, motivation to work, self-esteem.

A study in Addis Ababa highlighted the significant impact of physical restrictions on adults with
chronic kidney disease (CKD) who are undergoing hemodialysis. The strict fluid and dietary
limitations required for dialysis can be very challenging, leading to frustration, fatigue, and a
reduced quality of life. In addition to these restrictions, the need for dialysis access lines and the
complications they cause add further medical challenges, making daily life even harder. These
factors contribute to the overall burden of living with CKD and undergoing regular dialysis
treatments(34). Similarly, a study at Felge Hiwot Centralized Hospital found that patients with
CKD often feel weak and tired, making it difficult for them to complete daily tasks or work. The

physical strain from the disease, along with the need to manage strict diets and fluid intake, lowers

their energy levels and productivity(35).

A stydy in Kampala, Uganda found that patietns suffured from body weakness, fever, feeling hot,
fatigued, inability to move, dizziness, loss of weight, inability to do work, difficulties in breathing,
loss of energy, loss of appetite, menstrual irregularity, muscle and bone cramps and headache
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associated with dialysis. Some of the participants also reported of having lost weight because of

the fluid and diet restrictions(36).

Another study by Al-Talib, et.al also states that challenges faced by young dialysis patients
undergoing dialysis include those of mental health including depression and anxiety as well as
physical health as they balance life between hemodialysis and manage life goals such as career

and relationships(37).

A study in Brazil revealed that managing fluid consumption and diet was a common challenge for
both young adolescents and adults on hemodialysis. They struggled with controlling their weight
between dialysis sessions, which added to the difficulty of maintaining self-care. These nutrition
and fluid-related issues, along with the physical and emotional toll of CKD, make it hard for

patients to manage their condition effectively and maintain a normal life(8).

A meta-analysis among adults with chronic kidney disease (CKD) and those on hemodialysis
found that these health conditions make it difficult for them to achieve their life goals. They often
feel different from their peers, leading to loneliness, low self-esteem, and a sense of losing their
identity. The ongoing health issues can leave them stuck in an "in-between" stage, where they can't
fully move into adulthood. This delay affects their personal and social development, making it

harder to grow and feel confident about their future(11).

Similarly, a study in Georgia found that young CKD patients often struggle with their self-image,
feeling like their condition makes them "different" or "out of place." This can lead to a loss of

confidence and motivation to pursue their life goals(38).

A study in Iran highlighted that patient on hemodialysis face significant psychological stress, with
feelings of anxiety and depression. The lack of empathy from healthcare staff can make these
emotional challenges worse. Family support, especially from a spouse, is key to helping these
patients cope, but without it, they may feel more isolated. Many also experience social stigma,
being pitied or seen as weak, which can further harm their mental well-being. Changing attitudes

toward CKD patients in society could help improve their emotional support(12).



In two studies done in Brazil, adults with CKD reported feeling emotionally vulnerable, as the
illness disrupts important life plans, such as careers, education, and starting a family. They also
face stigma, which can increase feelings of isolation and stress. Supportive care and understanding

from others are essential to help them manage these challenges(9,39).

An Ethiopian study on global dialysis perspective states that challenges in provision of
hemodialysis ranged from policy to lack of resources. The fact that renal care in Ethiopia is in a
policy vacuum stakeholder are unable to work effectively making health care inaccessible.
Provision of dialysis is largely left to the private sector and there is little to none quality check on
these centers as well(17). A study assessing factors affecting access to dialysis in Sub-Saharan
Africa found health provider-related factors, health system-related factors, and patient factors to
be barriers in dialysis care(40). A study in the Philippines identified several significant barriers in
dialysis care, including long wait times and overcrowding, which limited personalized attention
and led to suboptimal care. Financial and geographic constraints also restricted access to quality
care, while poor communication between healthcare providers and patients caused confusion and
worsened treatment outcomes(41). Similarly, a study in Pakistan found that many dialysis patients
experienced frustration and dissatisfaction with their treatment. They often lacked understanding
of the dialysis process, highlighting a significant gap in education. Patients also expressed mistrust
towards their doctors and reported poor communication, which left them feeling confused and
unsupported in their care. These issues led to lower satisfaction and reduced confidence in the
healthcare system(42). A study also supports that the healthcare system puts a strain on adults,
making it harder for them to live their lives while undergoing hemodialysis. This burden affects

their mental and physical well-being.

A study in Addis Ababa found that the mean annual cost of hemodialysis treatment was
121,089.27ETB ($4466.59). The direct and indirect costs covered 77.0% and 23.0% of the total
costs, respectively. Most of the cost, about 72.9%, came from direct medical expenses. Age,

wealth, duration of stay in hospital and other comorbidities were factors associated with the cost
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of hemodialysis treatment(43). Another similar study also found that the average cost of
hemodialysis in selected hospitals was $7,739.17, with a variation of $2,833.51. Most of the cost,
about 72.9%, came from direct medical expenses. The type of hospital (private or public) and the

length of time on hemodialysis were factors that increased the overall cost of treatment(12).

Similarly, a study in Jimma highlighted that chronic kidney disease patients often face financial

difficulties, which make it hard for them to access necessary treatment. Many rely on the support

of others to manage their condition(44).

In Uganda, a study showed that paying for medical bills was a major concern for many families.
Financial support often came from children, parents, relatives, or sometimes through sponsorship.

This financial burden was one of the main challenges mentioned by participants(36).

The above studies outlining the different factors associated with chronic kidney disease and
hemodialysis treatment show that the disease and its treatment affects patients in more ways than
one. The burdens imposed on these patients cannot just be described using numbers it needs to be
understood from the view point of the patients. The factors outlined above need to be studied along
with the effects they have on the patients, and they need to be well understood. And no better way

to study and understand the effects than from the experiences of those who lived through them.

Impact of hemodialysis on quality of life

Quality of life is an individual’s perception of their position in life in the context of their culture,
value system, and relationship to life goals, expectations, standards, and other related matters.
Quality of life is an increasingly important factor in the assessment of the management of chronic

kidney disease patients undergoing hemodialysis(45).

A studyincluding 124 chronic kidney disease patients undergoing hemodialysis, showed that most
patients in the study reported good quality of life (84; 67.7%), and only 40 (32.3%) reported poor
quality of life(46).

Another study by Sathvik BS, et al, on the assessment of quality of life (QOL) in hemodialysis
patients showed QOL of hemodialysis patients was found to be significantly (P < 0.05) impaired

in comparison to the QOL of healthy individuals selected from the general population, particularly
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with respect to the physical, psychological, and social relationship domains, but not in the

environmental domain(47).

It’s not surprising that a chronic disease such as chronic kidney disease and a lifelong treatment
that imposes restrictions on its patients, affects the lives of patients and their quality of life. In the
above-mentioned literatures, there are great deal of patients that report that quality of life has
become poor as a result of going through hemodialysis. This study will provide essential data to

improve the overall wellbeing of young adult patients undergoing hemodialysis.

Coping mechanisms of young adult patients undergoing hemodialysis

Undergoing hemodialysis is a very stressful process. Patients are often seen using different coping
mechanisms to relieve themselves of the emotional, social, financial and physical challenges they
face. Most patients use emotional regulation as a coping mechanism as compared to other coping
strategies such as problem solving. Emotional regulation involves finding new attitudes and

beliefs, positive reappraisal and increased level of confrontation(48).

A study in Ethiopia found that patients use coping mechanisms such as seeking help from family
and friends, reducing frequency of hemodialysis sessions, and cutting back on prescribed
medications(12). A study conducted in Iran found that patients preferred emotion focused coping
mechanisms compared to problem focused coping mechanisms. The study found a strong
association between emotion focused dimensions and coping. Emotion focused dimensions such
as finding new attitudes that have a positive outlook about hemodialysis and life in general and

receiving positive appraisals were found to be significantly associated with coping(49).

A study conducted in Taiwan among young adult hemodialysis patients aged 20-40 years of age,
found three common stressors among them. Fluid restriction, food limitation and fatigue. These
groups faced these stressors and others much more than other groups. The groups were reported
to use finding meaning in the situation and trying out different solutions for the restrictions as a
way of coping mechanism. In this study the participants were found to have favored more the
problem focused coping mechanism.(50). The findings of the above studies can serve as evidence
that patients use different coping mechanisms to cope up with undergoing the hemodialysis

treatment. Focus needs to be given to these different coping mechanisms as they may serve useful

for patients.
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A study in Iran also found that patients used social support as a coping mechanism. The study
highlighted that there was a significant association between death anxiety and resilience in patients
undergoing hemodialysis. However, social support was found to be a major mediating factor

between the two helping patients in resilience(51).
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Objectives

General objectives

v To explore the lived experiences of young adult patients with chronic kidney disease who

are on hemodialysis treatment.
Specific objectives
The study assessed the following specific objectives

v’ Explore the different challenges faced by adults undergoing hemodialysis treatment,

v Explore the coping mechanisms of young adult patients undergoing hemodialysis
treatment,

v" Explore patients’ perception towards the hemodialysis process
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Materials and methods

Study setting and period

This study was conducted in selected health facilities of Addis Ababa (AA), the capital city of
Ethiopia.

Beginning in the 1970’s Ethiopia has been implementing the primary health care system
throughout the country. Since 1993 the primary health care system has been the core of the
country’s health care scheme. Currently the country’s health care system is a four tire which
comprises of primary health care units (PHCUs), district hospitals, general hospitals and

specialized hospitals. (52).

Most of the major specialized hospitals are located in this city. The city’s health care system is
divided into 10 administrative zones with five public and 25 private hospitals (51). Inrecent times,
with the growing number of chronic kidney disease patients, dialysis centers across Addis Ababa

have also been growing.

In a survey conducted on September 2021, there were 35 hemodialysis units in Ethiopia. Eleven
units were government owned hospitals while the remaining units were private for-profit units.
The majority of the dialysis centers and patients are concentrated in the capital city of Addis
Ababa, where 23 of the 35 units (66%) and 77% of the patients receiving dialysis are located,
however, the city accounts for only about 4% of the total population of the country(17).

Out of the 23-dialysis units located within the capital city, 19 of them are private owned dialysis

centers.

The study was conducted in three purposively selected private owned dialysis centers namely
Addis Hiwot general hospital, Lancet General hospital and Yanet General Hospital from January
2025 to May 2025. Private facilities were selected for the study because of availability of
maintenance hemodialysis as compared to governmental facilities, which currently are only
providing services for only acute kidney injury (AKI) patients. The three facilities were selected
because of the relatively large number of patients on hemodialysis treatment, and availability of

trained sub-specialized nephrologist who regularly follow-up the patients.
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Study approach

A phenomenological qualitative approach proposed by Edmund Husserl,1913, referred to as

descriptive phenomenological study was employed to gain an in-depth understanding of the lived
experiences of dialysis patients. Descriptive phenomenological study is a study that remains
closely aligned to the original experiences and aims to distinguish, understand, and make clear the
essential feature of a defined phenomenon from the viewpoint of the persons directly involved (54).
This approach aims to describe the essential meanings and structures of the phenomena without
imposing any preconceptions or interpretations. The data analysis process involves four steps:
bracketing, horizontalization, clustering, and textualization. The consolidated criteria for reporting
qualitative research (COREQ) checklist was also used to promote the rigor, credibility and

comprhensiveness of the research(55).

Population
All CKD patients visiting dialysis centers in Addis Ababa were considered for the study. The study
participants included purposefully selected dialysis patients who have been on dialysis for at least six

months, are willing to share their personal experiences during data collection and are aged between18

and 40.
Selected patients visiting dialysis centers at Addis Hiowt general hospital, Lancet General hospital
and Yanet general hospital fulfilling the inclusion criteria were then included in the study.

Study participants

Number of participants used in a previous study resembling this study was found to be 12 to 14
participants(34). Selection of participants was determined upon information redundency and

saturation. Accordingly number of participatns was added or reduced.

Purposive sampling was used for this study approach. Participants who were eligible and voluntary

for this study were purposefully chosen from the pool of dialysis patients at each selected dialysis

centers.

Recruitment of participants

A purposive sampling method was used to select participants for this qualitative study. This

approach involved identifying and choosing individuals who have direct experience with the
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dialysis process and can provide detailed insights into their lived experiences. The sample size,
categorized into healthcare facilities, is outlined below (Table 2).

Recruitment was carefully planned to capture a diverse range of patient perspectives that reflect
the study objectives. Efforts were made to include patients with varying treatment histories, ages,
and backgrounds to ensure a comprehensive understanding of their experiences. Key hospital staff,
such as dialysis unit coordinators and nursing supervisors, were consulted to help identify suitable
participants. Patients were selected from the three chosen private facilities based on the number of
patients receiving the services. Four patients were selected from Addis Hiowt general hospital,
seven patients from Lancet general hospital and three patients from Y anet general hospital. Lancet
general hospital provided hemodialysis treatment for majority of the patients hence, larger
proportion of selected participants were allocated to it. Subsequently, Addis Hiowt general hospital
had the second highest number of patients receiving hemodialysis treatment and hence the
allocation of the second highest number. A total of fourteen participants were chosen. However, it

needs to be noted that this number was dependent upon information saturation.

Table 1: number of patients selected centers provide dialysis for (recruitment of participants)

Selected health facilites Number of total patients Nubmer of sessions per day
Addis Hiowt general hospital | 38 3
Lancet general hospital 80 5
Yanet general hospital 30 4

Table 2: sampling of targeted participants

Selected health facilites Key hospital staff consulted for | Expected number of
patient identification participatns to be selected
from each facilites
Addis Hiowt general hospital | Head dialysis nurse 4 plus one health care provider
Lancet general hospital Head dialysis nurse 7 plus one health care provider
Yanet general hospital Head dialysi nurse 3 plus one health care provider
TOTAL 17

Additionally, healthcare workers providing dialysis were interviewed to help in triangulating
results. The number of healthcare workers to be interviewed was dependent on information

saturation and they were also purposively selected.
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Data collection methods

The datacollection method for this study primarily involved an in-depth, semi-structured interview

with dialysis patients.

Interviews were conducted with eligible participants in a comfortable, private setting within the
healthcare facility or another location chosen by participants to ensure confidentiality and ease.
Each interview lasted approximately 40—50 minutes, depending on the participant's comfort and

willingness to share.

A semi-structured interview guide was used to cover key topics while allowing flexibility for
participants to discuss additional relevant experiences. With participants' consent, each interview
was audio-recorded to capture their words accurately. Throughout the interview process, the
interviewer also took field notes, capturing non-verbal cues, emotional tones, and immediate
reflections. These notes supplemented the audio-recorded data and contributed to a fuller

understanding of participants' experiences.
Data processing and analysis

After each interview session, the recorded information on an audio recorder was transcribed using
aclean verbatim transcription approach by the interviewer, capturing the exact words and meaning
of the speaker while omitting unnecessary filler words and non-verbal sounds for better clarity.
The Amharic transcriptions were then translated into English and aligned with the interviewer’s
field notes. The transcribed and translated format was presented to each participant for their
approval and consistency of the transcription and translation. Open Code 4.03 software was used
to store and manage these interview transcripts. Subsequently, a preliminary analysis followed to
assess information saturation and identify emerging themes. Data collection ceased when the
saturation point was reached, and no new codes were expected. Thematic analysis was applied to
analyze the transcribed interviews. Efforts were made to uphold the qualitative study's credibility,

dependability, transferability, and conformability which is outlined in the next section.

Table 3: table of the description of the coding tree

Major themes Sub-themes Representative codes
Hemodialysis experience e Physical and emotional “I usually describe dialysis as
experience slow depletion of the body and
spirit, just like a steady stream
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would do to a pile of soil.”
Physical and emotional
depletion

Financial experience

"I've sold everything—my house,
my land, even my wife’s jewelry.
And still, [ wonder ifit’s enough."
economic depletion

Availability, accessibility and
efficiency of healthcare

“Sometimes, the machines fail.
Sometimes, there’s no doctor
when you need one,” lack of
facility and care

Experiences associated with
caregivers

“’I believe she always worries
thinking what if he collapses?
What iff we run out of
money? " worrying for
caregivers

Treatment experience and
health status of
hemodialysis patients

Perceived  effectiveness  and
gratitude for treatment

"The treatment I am receiving is
good, and having access to this
kind of service is a blessing.”
Gratitude

High prevalence of comorbid
conditions

“There are lots of treatments |
am receiving, because I have
different diseases other than the
kidney disease. I have heart
disease, goiter, blood pressure in
addition to the renal disease. I am
taking medications for all these
diseases I am diagnosed with.”
comorbidities

Underlying causes and secondary
diagnoses

"The primary condition leading
to renal failure in most patients
are diabetes and hypertension.”
Causes of renal failure

Life style modifications

“...I limit my water intake, as
increasedwaterconsumption can
lead to difficulty breathing and
other complications.”
restrictions

Treatment adherence

Diet and nutrition
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Interaction with healthcare
workers

Challenges and
mechanisms

coping

Physical and emotional challenges

“I feel like I have no energy leff
in me after I finish my dialysis
session.” Physical challenges

Economic challenges

“The economic burden gets you
so confused and uncomfortable”.
Financial burden

Social challenges

“I used to be a kindergarten
teacher. Now I'm just 'the sick
one,” stigma

Coping mechanisms

"I would tell them that dialysis is
a demanding process that
requires a lot of adjustments in
lifestyle. It can be physically
exhausting and emotionally
draining, but it is manageable
with the right support and
mindset" peer support

Trustworthiness (Rigor)

The four basic criteria to maintain the rigor of a qualitative study were upheld, and the findings

focused on the credibility, dependability, transferability, and confirmability of the study.

For credibility, the investigator managed to create rapport with participants through friendly, open

conversations, using good interview techniques. The investigator was able to create a friendly

environment. For dependability, the investigator verified the accuracy of transcripts through audio

recordings and took detailed notes, using a code-recode strategy. To ensure transferability, the

study provided detailed contextual information, and participants were purposively selected, with

findings presented clearly to allow replication. For confirmability, the investigator reduced

personal bias by reflecting on expectations and experiences while ensuring findings are

participants' words and are not manipulated, supported by triangulation of data from multiple

Sources.
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Reflexivity

Reflectivity is crucial in qualitative research, especially when the researcher is also facing similar
challenges as the participants, as it allows for a more thoughtful and transparent exploration of

how personal experiences may shape the data collection, interpretation and analysis.

I have been battling with CKD and hemodialysis for ten years now. This personal experience with
CKD and hemodialysis provides me with a deep sense of empathy and insight into the physical,
emotional and social challenges adults face while undergoing the treatment. It also allows me to
connect with participants and gain trust and openness. This in turn will create a more comfortable
environment for participants to freely share their stories. However, it should be noted that it also
raises the potential for biases, as I may project my own experience or assumption on their
narratives. Hence, why I engaged in self-reflection throughout the research process. I took steps
such as, considering areas where my personal experience and assumption would influence my
approach to data collection and analysis. I made efforts to ensure the voices of the participants
remained central to the findings of the study, rather than allowing for my personal experiences to

overshadow them. I also extended efforts towards creating a balanced approach regarding

interactions with participants.

Efforts were made to navigate the complexities of conducting research on a subject that is
personally as well as professionally important, while maintaining the integrity and objectivity

necessary for high-quality qualitative research.

Operational definition

v" Chronic kidney disease patient: a patient with abnormalities of kidney structure or
function, present for a minimum of 3 months, with implications for health.

v" Young adult : In this research work, young adult refers to individuals who are in the stage
of life between adolescence and full adulthood, usually aged between 18 and 40.

Classification is based on Erikson's stages of human development(56).

Ethical considerations

The proposal for this thesis was submitted to obtain clearance from the Ethical Review Committee

of Addis Ababa University. Ethical approval for the study was obtained from the Addis Ababa
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Regional Health Bureau. A letter of support was written to the selected hospitals from AAU’s
School of Public Health to inform them about the study.

The data collectors explained the objective of the study and all necessary information to the study
participants. Participants were informed that the information they provide was to be accessed only
by the principal investigator, and verbal informed consent was obtained from them. Data was kept
confidential and used solely for research purposes. In addition, participants were also insured that
audio recordings of the interview were to be kept private and accessed only by the principal
investigator. In respecting their rights, participants were entitled to ask questions, were not
pressured to participate, and had the option to withdraw at any point during the interview.
Participants were also informed that no direct incentives will be provided, and they will be asked

to allot 40—50 minutes of their time for the in-depth interview (IDI).

Dissemination of the results

The primary aim of this thesis was to fulfill partial requirements for the Master of Public Health
in General Public Health specialization. Consequently, the study results will be submitted to the
Department of General Public Health, School of Public Health, at AAU. Additionally, copies of
the findings will be shared with the participating hospitals and relevant organizations.
Furthermore, the findings will be disseminated through presentations at professional, local,
national, and international conferences, and efforts will be made to publish the results in peer-

reviewed journals, both at the national and international levels.
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Results

Six major themes were generated from the data including 1) hemodialysis experience 2) treatment
experience and health status of hemodialysis patients 3) treatment adherence 4) diet and nutrition

5) interaction with healthcare workers and 6) coping mechanisms. Additionally, inputs from

healthcare workers have also been included as seventh major theme, triangulating the results.

Socio-demographic characteristics

In this study, key informant interviews were conducted with patients diagnosed with chronic
kidney disease who are undergoing hemodialysis at three privately owned dialysis centers in Addis
Ababa. A total of 17 participants participated in the interviews, including 10 female and 7 male
participants. The frequency of dialysis sessions varied among the patients, with some undergoing
the procedure once, others twice, and few three times a week, depending on their financial

capacity.

Table 4: Socio-demographic characteristics of participants

SEX

Male 7
Female 10
Age

<28 7
>28 10
Marital status

Single 6
Married 6
Divorced 3
Widowed 2
Employment Status

Employed 5
Unemployed 12
Length on Hemodialysis

6-23 months 4
24-47 months 7
>48 months 3
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Hemodialysis experience

The findings from this study indicated that living with dialysis had significant physical, emotional,
and economic impacts. Most of them reported that they have lost weight, had poor appetite, and
also lost interest to engage with their daily life. The treatment’s side effects such as nausea,
vomiting, and swelling add to the existing struggle of coping up. On top of that, the fact that they
had to rely on a machine for survival posed significant challenge for individuals undergoing
hemodialysis, as they face the fact that this is now part of their daily lives resulting in feelings of
anxiety and depression. This dependency usually contributes to emotional and physical hardships,
as patients grapple with a restricted lifestyle alongside the physical toll of regular treatment. One

patient aged 38 stated the situation as follows:

“I usually say that dialysis depletes the body and spirit as a water would do to soil.”
Following each session is an insurmountable amount of fatigue which makes tasks such as going
to taxi stations to go back home hard. Some patients prefer staying in healthcare facilities rather
than returning home, not just for medical support but because hospitals offer a temporary escape
from the crushing responsibilities and anxieties of their daily lives. One of the study participants

aged 34 stated the situation as follows:

“To be honest, I would feel somewhat more at comfort when I stay at the health facility
than home. When I stay at the health facility the health professionals and the services are
there and I feel safe and hope of getting well soon. However, when you be at home there
are a lot of stuff to be done. You think about your health condition, your being coming too

weak to do something, your family condition, your kids’ life, the economic burden gets your

so confused and uncomfortable”.

The financial burden is another critical issue, as hemodialysis is a costly procedure especially in
countries such as Ethiopia where resources are scarce and there are no subsidiaries to support

patients. This expense often forces patients and their families to make significant sacrifices, adding

to the stress.

A 35-year-old patient’s voice trembled as he spoke with grievance,
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"I've sold everything—my house, my land, even my wife’s jewelry. And that is still not

enough"

It’s not just the cost of dialysis thatis financially disabling but also associated costs of medications
for comorbidities, transportation and laboratory fees as well. A 37 years old patient with many

comorbidities described with frustration his situation as follows:

“I don’t have other alternatives to not undergo dialysis and also take these medications,
unless Tundergo dialysis and take these medications the condition of my health will worsen.
Therefore, unless I encounter shortage of money or lack of medications in the market, |

will undergo dialysis and take the medications regularly as per the prescription”

This is one of the major reasons patients are seen skipping sessions, reducing frequency of dialysis
and not taking medication on time risking their health and life in the process. This is the sad reality

patients on dialysis face as the treatment that is supposed to make their health condition better is

also what is causing them to lose everything.

Setting the financial constraints aside, poor access to facilities and inadequacy makes dialysis
harder on patients. Many lack access to specialized care, vascular access treatments, or even basic
medical support, causing feelings vulnerability and neglection amongst patients. Healthcare
accessibility remains a persistent obstacle. Patients may encounter complications such as
infections during dialysis procedures and vascular access failure and care for repair of the vascular
access or specialized treatments for the different cases is often inadequate. This lack of resources

adds to the already existing challenges faced by patients.

“Sometimes, the machines fail. Sometimes, there’s no doctor when you need one,” a 22

years old patient muttered with a feeling of despair.

overall quality of life for both patients and their caregivers is also severely affected. Patients often
struggle with physical exhaustion and emotional distress that comes along with regular dialysis.
Similarly, caregivers, who play a vital role in providing support, also face significant emotional
and financial pressures, which is witnessed resulting in compromised quality of life for them as

well.
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One patient aged 32 describes with worry the feeling he thinks his wife has
“I always think that she always worries about me collapsing? or about us running out of
money?"

These interconnected challenges highlight the multifaceted difficulties associated with
hemodialysis and underscore the need for comprehensive support systems and improvements in

healthcare infrastructure.

Treatment Experience and Health Status of Hemodialysis Patients

The respondents spoke of their gratitude for the availability of the dialysis treatment, the little
amount there is. Many of the participants acknowledged that availability and accessibility, no

matter how limited it is, to such clinical care significantly improved their quality of life.
One 27 years old patient said that:

"The treatment I am receiving is good, and having access to this kind of service is a

blessing.” The use of such a word as “blessing” signifies that the availability and accessibility of

dialysis to patients was more than just a mere treatment but also gave patients hope for tomorrow.

Majority of the patients were found to have comorbid conditions such hypertension, heart disease,

diabetes, anemia, joint pain, and gastritis.
A 37 years old participant said that:

“There are lots of treatments I am receiving, because I have different diseases other than
the kidney disease. I have heart disease, goiter, blood pressure in addition to the renal disease. |

am taking medications for all these diseases I am diagnosed with.”

The presence of these comorbidities necessitates patients take additional treatment regimens on
top of the already exhausting dialysis treatment. In order for patients to manage their health
condition they are forced to adhere to strict medical prescriptions and attendance of their dialysis

sessions so that they can sustain their current health condition.

According to this study, renal failure is often attributed to diabetes and hypertension.
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A 32 years old patient said that:

"The primary conditions leading to renal failure in most patients are diabetes and

hypertension."

Another 40 years old male who do have regular dialysis at one of the dialysis centers said that:

“I am receiving hemodialysis treatment for my kidney failure. The process takes about four
hours each session. In addition to hemodialysis, I manage my diabetes with insulin and other

medications prescribed by my doctor."

Most of the patients reported that they developed anemia after having started dialysis. Following
the anemia were symptoms such as fatigue, difficulty concentrating, difficulty breathing and pale

skin.

Patients reported adhering to strict lifestyle changes to manage their health. Key modifications
included limiting water intake to avoid complications like difficulty breathing, oedema and
refraining from strenuous activities. Despite these efforts, many continued to experience persistent

symptoms such as physical weakness, fatigue, and electrolyte imbalances.
A 27 years old patient said that

“...I limit my water intake, as increased water consumption can lead to difficulty breathing

and other complications."

Although patients undergo these and other lifestyle changes discomfort still remains in the

patients’ life.

Treatment adherence

Medical intervention and seeking for medical care are not the only requirements of chronic kidney
disease patients, strict adherence to medication, treatment, checkup and lifestyle is also necessary.
These patients undergo dialysis and on top of that they need to manage the comorbidities. This
requires dedication and disciple unlike any other. That is why patients are seen following strict

dialysis, medications and dietary adjustments.
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As per the respondents’ report, almost all patients do have an insight and awareness about the

benefits of each and every treatment and also the consequence of not adhering to them, with all

patients adhering to treatment unless unforeseen circumstances happen.
One of the respondents aged 25 said that:

"Adhering to the treatment regimen is essential for my health, but it requires a lot of
discipline and support from my family. There are times when I feel overwhelmed, but I remind

myself of the importance of staying healthy for my loved ones”.

Majority of the participants use medications primarily toaddress high blood pressure and diabetes.
However, occasional shortages of essential medicines in the market disrupt adherence for some
patients. Adhering to the treatment plan helps patients feel more in control of their condition and
health outcomes. Patients prioritize to adhere strictly to the prescribed treatment regimen and
medications. Most patients do follow their treatment plans as prescribed, unless there is an issue
with the availability of medications in the market, which is a common challenge. According to the
respondents’ response, they become confident and reassured when they adhere to the treatment
regimen as recommended by their physician. This confidence comes from knowing that taking
steps to manage their health effectively will reduce the risks associated with their condition.

Following the prescribed treatment plan also gives to patients a sense of control and stability in

their life, despite the challenges that come with their medical condition.

"[ strictly adhere to the prescribed treatment regimen, including taking medications to

control blood pressure”. Responded one female 26 years old patient.
Another respondent aged 26 reported that:

“I make it a priority to adhere strictly to the prescribed treatment regimen and
medications. Most patients like myself are very diligent about following their treatment plans,
unless there is an issue with the availability of medications in the market, which can occasionally
occur. 1 feel confident and reassured when I adhere to the treatment regimen as recommended by
my physician. This confidence comes from knowing that I am taking proactive steps to manage my
health effectively and reduce the risks associated with my condition. Following the prescribed
treatment plan also gives me a sense of control and stability in my life, despite the challenges that

come with my medical condition”.
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Diet and nutrition

Patients undergoing dialysis have specific dietary restrictions to ensure they maintain their health
and avoid complications. Certain foods are restricted for these patients. For instance, it is advised
to avoid consuming raw meat or unpasteurized milk due to potential health risks. Additionally,
limiting the intake of high-protein foods, sugary foods and beverages, alcohol, and high-sodium
items is strongly recommended, as these can negatively affect overall health and put pressure on
the kidneys. Whenever possible, patients have to check for the content of sodium, potassium, and
phosphorus when consuming canned goods. This is because these patients are more susceptible to
infections such as diarrhea, typhoid, and common colds, because of their suppressed immune
system. It is crucial to avoid high-potassium and high-phosphorus foods, as kidneys in patients
with renal failure struggle to balance these minerals, which can lead to serious health issues.

Patients are also advised/restricted to limit their intake of carbonated drinks and sodas.

“As a dialysis patient, I have specific dietary restrictions to maintain my health and avoid
complications. For example, I cannot consume raw meat or unpasteurized milk because my
immune system is more vulnerable to infections. I also avoid undercooked foods, certain juices,

and large quantities of water” reports one of the female respondents aged 35.

Carbonated drinks and sodas usually contain high levels of phosphorus and sodium, which are
harmful to patients with renal failure. It is also important for patients to monitor their fluid intake
carefully. Excessive fluid can lead to swelling, difficulty in breathing, high blood pressure, and
puts the heart at risk. Drinking the right amount as prescribed by their healthcare provider is
essential. It’s understandable that sticking to these restrictions can be challenging for patients.
However, it is these restrictions that keep patients healthy and prevent them from developing
complications. Many patients feel more confident and secure knowing that they are following a

treatment regimen that helps manage their condition effectively.
One of the male participants aged 37 reported that

"I avoid high-potassium and high-phosphorus foods, I follow the dietary and nutrition
guidelines provided by health professionals strictly”.

Another female study participant aged 32 said that.
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"...The dietary restrictions are challenging, but I understand they are necessary for my

health. I try to make healthy food choices and plan my meals to ensure I am getting the right

nutrients without exceeding my dietary limits”.

Interaction with healthcare workers

Most participants have reported about interaction with healthcare workers as being excellent.
Participants have created a kind of family-like relationship with healthcare providers. It is because
health care providers truly empathize with patients’ pain and understand challenges they face. The
conversations often extend beyond medical issues to include discussions about family, financial
struggles, children, and other social matters. Even when patients are not at the health facility, they
stay in touch through phone calls and greetings. Healthcare worker’s concern for patients’ well-
being goes beyond the clinical environment, and they are dedicated to providing the best possible
care and support every day, making participants feel valued and cared for. As data generated from
respondents revealed; the level of communication was actually beyond the patient’s expectation.

One male respondent said that,
“We did not really expect such kind of familyhood at a health facility.”

What most of the study participants liked was the true value, the deep sense of trust and connection
of healthcare providers. This close relationship allows healthcare workers to offer patients more
personalized and compassionate care. However, during difficult health situations, the emotional
attachment can be challenging. When the pain becomes unbearable and situations become
extremely difficult, patients’ behavior sometimes changes, and patients may become noisier and

more irritable.

Working as a healthcare provider is undoubtedly challenging. When asked what they would do if
assigned to a treatment center as health professionals, the key informants emphasized the
importance of empathetic and patient-centered communication. They stated that their primary goal
would be to create a comfortable environment where patients feel at ease discussing their concerns
and experiences. They highlighted the significance of providing clear and accurate information
about treatment plans and encouraging patients to ask questions. Additionally, they expressed a

commitment to involving patients in decision-making processes to ensure they feel supported and

well-informed throughout their care journey.
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"I appreciate their care, but sometimes I wish they had more time to address my concerns
and provide more personalized support. If [ were a health worker, I would ensure to spend more
time listening to patients and addressing their individual needs" responded one 24 years old

patient.

Furthermore, Healthcare providers have also built a familial bond with patients, going beyond
clinical care to engage in personal and emotional support. Communication exceeds expectations,
creating trust and reassurance. However, the emotional attachment can pose challenges during
difficult health situations, underscoring the need for healthcare workers to balance empathy with
professional boundaries. Empathetic communication fosters trust and improves adherence.

However, emotional challenges faced by healthcare providers emphasize the need for resilience

training and professional development.

Challenges and coping mechanisms

The challenges, most of patient who undergo hemodialysis faces include: physical exhaustion, lack
of awareness about kidney health, economic burdens, lack of robust psychological support, lack
of peer support or inadequate Social Support, blood sugar levels may drop, blood pressure might
increase, feelings of hopelessness, having different comorbid disease, lack of adequate facility
access, decreased Urine Output, Painful Urination or discoloration, difficulty in Urine flow, dietary
restrictions, mental health and psychosocial related problems, and societal stigma, fatigue, dietary

restrictions, and frequent medical appointments.

Dialysis affects the body and mind of patients. Patients are fatigued after each session, a fatigue
that can only be explained by them and no one else. They also have to face comorbidities. The
psychological effect of having to navigate a chronic illness that requires one to live off of a
machine is unimaginable. The physical symptoms these patients face is debilitating, sudden drop
in blood pressure during dialysis, low blood sugar level, painful urination if there is any. The
emotional symptoms are not to be masked by the physical symptoms either. Depression and
anxiety are common, exacerbated by the knowledge that this is not a temporary battle but a lifelong

war.
One female participant reported
“I feel like I have no energy left in me after I finish my dialysis session.”
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Another male participant said

“Some days, I look at the machine and think, 'is this how [ will be living the rest of my life?

This is not fair.”

One of the respondents aged 38 said that:
“The economic burden gets you so confused and uncomfortable".

The financial burden caused as a result of dialysis almost always leaves patients and their families
in ruins, causing them to lose everything. Especially in countries like Ethiopia, where there are no
financial schemes in place to help patients cope with the debilitating financial problems. The
financial burden is not to solely be attributed to dialysis, but also the cost of medications towards

comorbidities especially hypertension, diabetes and anemia.

Dialysis patients often face societal misunderstandings and loneliness. The treatment schedule

disrupts social interactions. The strict dialysis schedule usually cuts societal ties of patients to

community and work.

“lused to have a job, but I can’t work now because I have to be here three times a week.”

speaks a respondent with uneasiness in her sound.

It also creates adrift between families, as some patients opt to hide their pain to avoid "being a

downer." The loneliness is a silent side effect no prescription can fix.

The respondents highlighted several key coping mechanisms, diligently following the treatment
plan, empathizing with patients' pain, receiving some level of support from the government and
NGOs, engaging in spiritual practices, benefiting from the care and encouragement of healthcare
professionals, and finding strength through shared experiences with others, regular check-ups and
a healthy lifestyle. Additionally, ensuring not to overhydrate, focusing on maintaining a balanced
diet by incorporating fruits, vegetables, whole grains, and lean proteins, minimizing intake of salt,
processed foods, and excessive sugar, as these can burden the kidneys, taking care with foods that

are rich in potassium or phosphorus, keeping blood pressure and blood sugar levels in check,
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staying active with regular exercise to help manage blood pressure and maintain a healthy weight,
refraining from smoking, limiting alcohol consumption, sustaining a healthy body weight, and

prioritizing getting sufficient rest.
As per the response of a 40 years old participant:

“When a new patient comes to the facility, existing patients reassure new patients by
sharing their experiences. For example, they will tell to these new patients about their own
personal experiences and how they got through it or the experiences of other patients who have

been in the ICU but are now doing well and successfully managing their businesses alongside their

dialysis treatment.”

They emphasize to the new patients that they are not alone in this journey rather there are many
others who are facing the same challenges. And again, respondents introduce confidence in them

by expressing their belief that they too will be able to cope with the situation.

“Over time, patients often tell us that the initial advice and reassurance we provided were
instrumental in helping them cope with the challenges they faced.” Expresses one respondent with

a smile on her face.

Respondents also inform the new patients about the physical and emotional challenges they might
encounter, such as fatigue, dietary restrictions, and the need for frequent medical appointments.
And they encourage them to maintain a positive outlook, follow their treatment plans diligently,
and seek support from healthcare professionals, family, and friends. By sharing real-life success

stories and offering continuous support, existing patients help new patients build resilience and

adapt to their new reality.

“I would tell them that dialysis is a demanding process that requires a lot of adjustments
in lifestyle. It can be physically exhausting and emotionally draining, but it is manageable with

the right support and mindset” said one 32 years old female patient.

Perception of health care providers

Although there are different types of dialysis the focus of this study was on in-center hemodialysis.

Patients had to go to the hospital or dialysis center constantly as dialysis is a procedure that requires
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patients to be attached to a machine that will function for them as their kidneys would. This
procedure is recommended to be done at least three times a week for four hours. This implies that
patients are in constant contact with their health care providers. Making the perceptions of health

care providers significant.

Health care providers pointed out that there are different types of challenges patients face in the
course of undergoing dialysis. They mentioned challenges such as financial, physical,

psychological, social and emotional challenges.
One of the nurses at Yanet general hospital said

“One of the problems that dialysis patients face is the economic problem. That is, they are

paying a lot of money for dialysis for a long time. The problem that More Challenge is facing and
what makes the job very difficult is the economic problem.”

Another respondent also pointed out

“There are health problems in the patients, sometimes blood pressure drops, blood sugar

’

drops, and different things.’

One of the respondents retaliated that the pile up of different challenges and the psychological

stress it causes to patients really cause an emotional toll on patients. She spoke of this by saying

“What is seen is that dialysis patients are emotionally affected, because first, there is an
impact on them that their health is being affected, second, there is an economic impact, third, there

’

is a family problem, and these are all these things.’
Another respondent also pointed this out saying

“They get emotionally hurt on the simple things, they get stressed out and disturbed over

’

silly things...’

There are different challenges health care providers themselves face as they are engaged in
providing dialysis treatment for their patients. One respondent claimed that there exists lack of

awareness amongst patients about their treatment and the outcomes it brings along with it, she said

“First, there is no awareness on the part of the patient. Most of them do not have

awareness. Dialysis patients do not have much knowledge about dialysis ...”
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Another dialysis nurse mentioned that the equipment needed for dialysis are very expensive to

procure causing delays in providing dialysis or increasing the cost of dialysis on patients, she

explained as

“Dialysis treatment is a capacity-challenging process, so there are various challenges

associated with capacity. There may be a lack of capacity in the current situation. Again, I think

it is a bit difficult because the materials are a bit expensive.”
This was strongly supported by another nurse from a different center in which she replied

“The main problem the cost of living and the supply of goods are very expensive. It is also
expensive to buy a machine. If there are not enough machines, we will not be able to accept people

who want to do dialysis as they want. This is what has put us in trouble.”

Dialysis patients need constant support from whoever they can get it. Since the treatment is a very
difficult and hard to carry on by oneself, support for these patients is necessary. Support from any
source is welcomed with open arms and support from health care providers is a much needed one.
The health care providers say that they start lending a supporting hand from the time a patient

enters the dialysis room and that helping hand extends far beyond the dialysis room. One

participant, with a bright smile on her face proclaimed

“.... we ask them, first, when the patient comes in, we communicate a lot, asking, "How
are you?", "What are you experiencing?", "What are you doing?", "How are things going?",
"What do you think? And we try to support them as much as we can by trying to listen to what they

have to say.”

The response of one respondent shows the intra-dialysis care and support they provide for their

patients,

“...many things happen during dialysis, when these things happen, we approach the patient
and explain to them that there is a solution to each problem, just like family, so that they accept

us immediately. That's how we ensure that.”
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Health care providers donot believe that dialysis service is accessible and affordable. They believe

that the service cost is very expensive and hard on patients, rendering patients unable to receive

treatment. One respondent spoke of this with frustration and anger saying

“I don't believe that this service is accessible and affordable. I believe that it is a sector
where not much has been done as a country and I really want more work to be done on it and for
the government to pay attention fto it, and for the wealthy to pay attention to it because there are
so many people and yet the service is not being accessed. I mean even in Addis Ababa it is still yet
to be accessible let alone the rural areas; it’s at the point where you can say the service doesn’t
exist in rural areas. And I just hope that the relevant authorities pay attention to making this

service accessible. And I don't believe that it is accessible and affordable.”

Health care providers also put emphasis on the fact that supplies for dialysis treatment are imported

from abroad and that make the service expensive. With one respondent mentioning

“I don't think it's affordable or accessible. Personally, I think it's a little expensive in terms
of our lifestyle, and I think it's not accessible. I think it's a little inaccessible because everything

comes from abroad in terms of supply and availability.”

Availability of machines were also mentioned as one challenge where accessibility was put into

question.

“I can't say it's accessible to everyone because we don't have enough machines. On the
other hand, dialysis is very expensive, so we can't say it's affordable.” The respondent speaks of
not having enough machines to provide care for patients but could do so if there were more

machines.

“If there are not enough machines, we will not be able to accept people who want to do

1

dialysis as they want. This is what has put us in trouble.’

Dialysis patients provide different feedbacks to their health care providers. Not only they give
feedbacks to the treatments they receive they also will develop their own opinion about their

dialysis treatment and their health status. One feedback a health care provider received was
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“They tell us that they are happy with us and that they are happy when they come to our

’

center for dialysis..."

However, health care providers reported that most of the opinion patients formulate themselves

and give as feedback to them are illogical and unscientific. One respondent says

“But sometimes patients think that dialysis is only done to remove fluid, and that is a trend
they are used to, other things they usually say ‘I have gained this much today so I need you to
remove this much amount of fluid’ or ‘my blood pressure went down, so I didn't take my medicine’
or ‘I drank this much fluid, so this is why I am like this.” These are some of the illogical and

’

unscientific things that I have seen.’

Another respondent spoke of these self-developed opinions as

“For example, when their blood pressure drops or rises, we hear different ideas about the
amount of fluid they lose per session, the increase or decrease in their blood sugar, and laboratory

results, but we continue to explain it scientifically.”

Another respondent however vied this self-developed opinion as awareness by the patients about

their health status and the dialysis procedure. She states

“Most of them know certain things, such as how much fluid they need, how much fluid they

need to take, and what medications they need to take, because they often encounter them, and they

learn from their experience.”
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Discussion

The findings reveal the complex interplay of medical, emotional, social, and economic factors
affecting dialysis patients. Renal failure’s systemic impacts, including comorbidities and immunity
vulnerabilities, underscore the need for holistic care. Despite effective dialysis, patients face
significant adjustments in daily life. The emotional and physical toll of dialysis is profound. The

respondent’s preference for the health facility highlights the importance of supportive

environments in mitigating stress.

"Patients often feel more at ease at the health facility but struggle with loneliness and
tension when at home.” Adherence to treatment and dietary guidelines is vital for managing

chronic kidney disease but poses challenges due to restrictions and occasional medication

shortages.

"High-phosphorus foods and excessive fluids are restricted. While challenging, adhering

to these guidelines is essential for patient well-being."

Empathetic communication fosters trust and improves adherence. However, emotional challenges
faced by healthcare providers emphasize the need for resilience training and professional

development.
"Their care makes me feel valued and cared for."”

Economic hardships, societal stigma, and physical limitations highlight the need for policy

interventions and community support.
"The economic burden gets you so confused and uncomfortable.”

Expanding dialysis services, providing financial aid, and increasing awareness about kidney health

are critical steps to alleviate burdens on patients.

"Establishing patient associations would allow us to share burdens, including economic

challenges."
Another key informant reported that

"I'would like to emphasize the importance of a strong support system, both from family and
healthcare providers. It makes a significant difference in coping with the challenges of

hemodialysis."
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Hemodialysis experience

The hemodialysis experience was physically and emotionally exhausting, with frequent sessions
(up to three times per week) leaving patients weakened and depressed. The reliance on machines
posed significant challenges, contributing to emotional and physical hardships. A study in India

emphasizing the results of this study also reported similar findings. A respondent in that study
reported

“I feel, as if I am dead, my mind is not there with me, no interest to live... I can no longer

feel or enjoy anything. ”(57).

A different study conducted in India also showed that patients felt restricted to participate in
different activities, restriction in diet, fatigue associated with lack of strength and energy, and
decreased ability to perform their jobs(58) which aligns with the findings of this study as well. The
consistency of physical and emotional exhaustion across studies and countries shows the gruesome
side of dialysis and points out areas where intervention is much needed while caring for dialysis

patients.

Financially, the procedure was costly, forcing many patients to make significant sacrifices, such
as selling assets, as reported by participants in this study. A study on the economic burden of
hemodialysis in Addis Ababa quantified this, reporting an annual mean cost of $7,739.17, with
direct medical costs comprising 72.9%, and noted that 95.3% of patients reported insufficient
income to cover costs(12). This aligns with the provided study’s emphasis on financial strain, with
patients reducing sessions due to cost. The similarity in financial burden across studies highlights
a critical area for intervention, with an alternative explanation for cost variations being the type of

facility (private vs. public), as private facilities were found to increase costs significantly.

Healthcare accessibility remained a persistent obstacle, with complications like infections during
dialysis and inadequate access to advanced care adding to the already existing challenges. A study
in Pakistan supports the findings of this study, which reported patients couldn’t find access to

dialysis due to health facility scarcity(59). A study in Nepal also strengthens the finding of this

study in which reported was a respondent’s response as

“If we have any health problem, then we need to go to OPD to meet the Doctor. Here in
the HD ward, we could not get to meet the doctor....” (60).
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Addition of more dialysis centers with available resources and medical personnel should be taken

into consideration.

Anunexpected detail from this study was patients preferring to stay at health facilities for comfort
and security, feeling more confident with professional care compared to the stress of home

environments due to family and financial pressures. As can be noted from the response of one of

the respondents who said,

“To be honest, I would feel somewhat more at comfort when I stay at the health facility

than home... When I stay at health facility the health professionals and the services are there and

’

1 feel confident having the service get well soon.’

This preference highlights the importance of supportive healthcare environments, a finding less

emphasized in other studies but critical for patient well-being.
Treatment experiences and health status of hemodialysis patients

Patients in this study expressed gratitude for the availability and efficacy of dialysis treatment,
despite facing significant comorbidities such as high blood pressure, heart disease, diabetes, and
symptoms like fatigue, nausea, and physical weakness. Renal failure was often linked to diabetes
and hypertension, with common associated conditions including joint pain, gastritis,
cardiovascular diseases, anemia, and increased infection vulnerability due to compromised
immune systems. These finding aligns with other studies, such as a study from Jimma, Ethiopia,
which reported similar comorbidities and outcomes among hemodialysis patients, clinical
characteristics and outcomes of patients on hemodialysis at Jimma medical center(61). The
findings of this study also align with a study in Ghana which reported that hypertension was the

major underlying cause for patients to end up on dialysis(62).

The consistency in comorbidity profiles across studies suggests a systemic challenge in managing
multiple health conditions alongside renal failure, particularly in resource-limited settings. An
alternative explanation for any variation could be differences in patient screening or diagnostic

capabilities at different centers.
Treatment adherence

Treatment adherence was generally high, with patients following strict regimens of dialysis,

medications, and dietary adjustments, aware of the benefits and consequences of non-adherence.
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However, occasional shortages of essential medicines disrupted adherence, particularly for
managing high blood pressure and diabetes. This finding is consistent with the Bahir Dar study,
which reported nonadherence due to cost and service delivery issues like machine breakdowns(63).
The Addis Ababa economic burden study also noted patients cutting back on medications as a
coping strategy, potentially compromising health(12). The consistency in financial barriers to
adherence suggests a need for systemic solutions, with an alternative explanation for medication

shortages being regional supply chain disruptions.
Diet and nutrition

Patients faced strict dietary restrictions, advised to avoid raw meat, unpasteurized milk, high-
protein, sugary, and high-sodium foods, and to monitor fluid intake carefully. These restrictions
were challenging, with patients reporting difficulty adhering due to limited resources and health
impacts. This is echoed in the Bahir Dar study, describing dietary restrictions as a “double burden ™

limiting food choices(63).

A cross-sectional study on dietary intake and nutritional status of patients in Sub-Sharan Africa
showed that there is a strong association between consumption of high protein, potassium and salt
containing foods and health complications among patients undergoing hemodialysis(64),

solidifying the fact that these patients are made to strictly adhere to a specific kidney friendly diet,

which is also complemented by another study in Malaysia(65).

The consistency across studies underscores the universal nature of this challenge, with an

alternative explanation for adherence difficulties being cultural dietary preferences conflicting

with medical advice.
Interaction with healthcare workers

Interactions with health workers were overwhelmingly positive, with patients reporting familial
relationships and empathetic communication. Participants described their relationships with
healthcare providers as "family-like," where communication extended beyond medical concerns to
include personal and social issues. This aligns with previous researches indicating empathetic and
patient-centered communication enhanced patient satisfaction and led to a better health quality for
patients(66,67). However, the study also revealed these close relationships also posed problems
especially when patients are facing medical emergencies. During such emergencies emotions of

healthcare providers usually cloud their judgment. This finding was supported by a study that
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showed healthcare workers must build a boundary between their emotions, emotional involvement,
empathy and professional practice so as to maintain effective care(68). An alternative explanation
for any variation could be differences in provider training or patient expectations at different

centers.
Challenges and coping mechanisms

Patients undergoing dialysis face different kinds of challenges including physical exhaustion,
anemia, hypertension, diabetes, lack of awareness about kidney health, economic burdens, lack of

psychological support, stigma and dietary restrictions.

Physical exhaustion, anemia, hypertension and diabetes were reported to be the most common
symptoms and challenges faced by patients. This finding is in line with a study which underscores
fatigue as a debilitating side effect of dialysis(69), a study in Tanzania which found anemia to be
very common among dialysis patients(70), a study in America which reported that >80% of
patients on maintenance hemodialysis have hypertension problems(71) and another study in the

USA which reported >60% patients on maintenance hemodialysis have diabetes(72).
A respondent one study reported

“Is this how I will be living the rest of my life? ”(73).

Highlighting the financial burden dialysis places on patients. The financial strain of dialysis
treatment, together with costs of managing comorbidities, creates economic hardship, particularly
in low-resource settings like Ethiopia, where insurance coverage is limited. A similar study in
Ethiopia also supports the findings of this study(12) as well as a systematic review on the cost of
dialysis in LMICs(74). The consistency in financial and emotional challenges across studies
suggests a systemic issue, with an alternative explanation for coping variations being the

availability of community resources.

Coping mechanisms included spiritual practices, support from healthcare providers, and peer
encouragement, with respondents reassuring new patients by sharing success stories, such as those
who managed businesses alongside dialysis. Participants in this study reported that they help each
other out whenever in need, this aligns with a study on peer support in chronic illness
management(75). Patients also use advise from healthcare providers on treatment adherence as

coping mechanism. They also take advice from other patients to encourage themselves and give
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advice to others so as to encourage other patients as well. This shows that social support improves

patients’ health and their outcome. Which aligns with a study that supports this finding(76).
Perception of health care providers

There was a unique result found in this study. Patients preferred to want to be at the dialysis center
more often than to stay at home or not in the dialysis center. The results found from health care

providers also support this finding on the patient’s side.
A study in Canada states that one participant in that study wished
“It would be nice if they could just, I don’t know, listen to me more” (77).

This shows that patients want to be heard and want to talk about what is stressing them out. On
this study health care providers claimed that they provide support such as listening to their patients

as a support method.

“Many things happen during dialysis, when these things happen, we approach the patient,
listen to them and explain to them that there is a solution to each problem, just like family, so that

they accept us immediately. That's how we ensure that.”

A study in Tanzania found that Unavailability and high costs related to utilization of hemodialysis
services among patients needing dialysis are the challenges for better outcomes(78). This aligns

with what the health care providers spoke of about the availability and accessibility of dialysis.

Another study also supports this finding stating that shortage of machines and unavailability of
consumables are part of the major challenges health care providers face in providing their

services(79).

Health care providers had a perception of what the challenges to patients could be. They stated
that patients go through different types of financial, emotional, psychological and social
challenges. The fact that dialysis is expensive, patients require constant monitoring, the effects of
dialysis have a debilitating effect on patients resulting in psychological and emotional problems,
and the social challenges is not to be put into contention. These findings correspond with studies

from Africa, sub-Sarhan Africa, Tanzania, Poland and Vietnam(78,80—83).

Health care providers also reported that they sometimes receive opinions from patients that they
deem illogical and unscientific reporting that some patients don’t have enough knowledge about

their treatment. Such opinions as patients claiming to have gained much weight because they drank
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a lot and wants a certain amount of fluid to be removed for them. Not taking into consideration the

different criteria required for removing fluid.

This finding is in line with a study in Pakistan that reported that patients lacked understanding of
the dialysis process, highlighting a significant gap in education(42).
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Strength and limitation of the study

This study offers valuable insights about the emotional, social, financial and physical experiences

of chronic kidney disease patients undergoing dialysis in three private dialysis centers located in
Addis Ababa, Ethiopia.

Strength of the study
e Provides in-depth understanding of patient experiences

This study focused on the personal lived experiences of patients, thus providing detailed insight

into the emotional, social, financial and physical challenges and experiences these patients face.
e Patient-centered testimonies and identification of hidden challenges

This study gave patients the chance to speak of their story, challenges, struggles and coping
mechanisms. Assuch it revealed the different challenges and coping mechanisms. It also revealed

a unique result.
e Flexibility in data collection

As this was a phenomenological study it used methods such as in-depth interviews (IDIs) which

followed with probing questions. Leading to a deeper understanding of patients’ experience.
e Foundation for further research and support for healthcare improvement

Using the findings of this study other qualitative as well as quantitative studies could be performed
for further investigations. It can also be used for interventions to improve the quality of life of

dialysis patients as well as improve dialysis care in Ethiopia.

45



Limitation of the study
e Potential bias during data collection and interpretation

Interpretation of experiences mainly depends on the researcher, with personal ties to the case as
well, which can be biased. Experience of the researcher, personal ties with the study and time

restraints are some of the reasons for possible bias.
e Dependence on patients’ ability to recall history and to answer in all honesty

Different factors can affect the ability of a patient to recall, and narrate during the IDIs. Factors

such as memory capacity, length on dialysis, state of mind and presence of depression and anxiety

can cause recall bias.
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Conclusion

This qualitative study explored the lived experiences of adults aged 18—40 years old with chronic
kidney disease undergoing hemodialysis, emphasizing challenges, coping mechanisms, and
perceptions of treatment. The findings reveal a complex interplay of physical, emotional,
economic, and social struggles, alongside coping mechanisms that help patients navigate their
condition. Participants reported severe physical exhaustion, treatment side effects such as nausea,
fatigue, hypotension, and emotional distress, including depression and anxiety. The fact that
patients had to undergo dialysis for as long as they live, unless otherwise kidney transplantation is

provided, led to concerns, with one participant describing dialysis as
"Slow depletion of the body and spirit."

Economic hardships were unavoidable, with many patients facing financial crisis due to treatment
costs, medication expenses, and lost income. Socially, dialysis disrupted work, education, and
relationships, leading to isolation and stigma. However, even with the existence of the above-
mentioned challenges, patients still found ways to cope. Patients gained resilience through faith,

social support, and positive healthcare interactions.

However, patients were also not reluctant on mentioning the existence of healthcare
inaccessibility, lack of availability and efficiency together with a need for improved psychosocial

carc.

The study suggested that adults face unique burdens, including career disruption and social
alienation, alongside physical symptoms, the need for adaptive strategies centered on peer
networks, self-discipline, and external support systems. It also indicated that although patients

viewed dialysis a lifeline, they also found it to be a source of emotional distress causing anxiety

and depression.

The preference for health facilities over home environments was an unexpected insight, suggesting

a need for enhanced outpatient support systems.

Finally, the findings of the study indicate the need for a shift from purely clinical management to
a more holistic approach addressing the physical, social, emotional and financial needs, needs to

be put in place.
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Recommendations

Based on this analysis, the following recommendations are proposed:

1.

Financial Support: Increase government subsidies or fee waivers for hemodialysis,

explore insurance models, and establish dedicated funds for patients.

Healthcare Infrastructure: Improve dialysis machine reliability, address power supply

issues, and expand centers to reduce travel burdens.

Peer Support Programs — create an environment where patients can share their

experiences and use those to create resilience amongst themselves.

Patient Education: Provide culturally tailored education on diet and medication

adherence, and establish peer support groups.

Psychosocial Support: Integrate psychological counseling into care and train providers in

empathetic communication.

Research and Policy: Conduct longitudinal studies on outcomes and advocate for renal

care prioritization in national health policies.

Community Engagement: Raise awareness about kidney disease prevention and
encourage community support through volunteer programs.

Workplace, school and Social Reintegration — create awareness among employees,
school and society so as to understand the patients and create a flexible work environment

for patients.
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Annex I: participant information sheet and consent form

Title of Research Study: Gratitude for living off a machine: Lived Experiences of patients aged
18 to 40 years with chronic kidney disease on Hemodialysis Treatment: A phenomenological

Study

Introduction: My name is Yonatan Bekele a master student of general public health at Addis
Ababa Universtiy, college of health sciences, school of public health. I am conducting research to
investigate Lived Experiences of Young Adult Patients with Chronic Kidney Disease on
Hemodialysis Treatment: A phenomenological Study for partial fulfillment of master degree. You
have been selected to participate in this study, and this participant information sheet aims to
provide you with all the necessary details about the study to assist you in making an informed

decision about participating.

Objective of the Study: To explore and understand the Lived Experiences of Young Adult

Patients with Chronic Kidney Disease on Hemodialysis Treatment

Study Procedures: If you choose to participate in this study, you will be invited to take part in an
in-depth interview (IDI) lasting approximately 40 to 50 minutes. The interview will be conducted
in the Amharic language, and with your consent, it will be audio-recorded for accuracy. The
interview will be conducted in a confidential setting and will involve questions about your
experiences with hemodialysis, your physical and emotional well-being, and any challenges or
supports you have encountered during treatment.

The interview will be audio-recorded for transcription and analysis purposes. Your responses will
be kept strictly confidential and used only for the purpose of this study.

Confidentiality and Data Handling: Your participation and responses will be kept strictly
confidential. Any information that could identify you will be remove from the data to ensure your
privacy. The data collected will and only be accessible to the research team and will be stored
securely for the duration of the study. All findings from the study will be reported in aggregate
form, ensuring that no individual can be identified in any publications or presentations resulting
from this research.

Benefits and Risks: Participating in this study will show the real feelings of dialysis patients over

going on their care. While there are no direct benefits to you, your participation may contribute to
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advancing knowledge in this area. There are no foreseeable risks associated with participating in
this study.

Voluntary Participation and Withdrawal: Y our participation in this study is voluntary, and you
have the right to withdraw at any time without providing a reason. Y our decision to participate or
withdraw will not affect your current or future healthcare services.

Consent: By agreeing to participate in the study, you indicate that you have understood the
information provided in this Participant Information Sheet. If you agree to participate, please sign
the attached consent form.

If you have any questions or concerns about the study, please feel free to contact the researcher at
the provided contact information. Thank you for considering participation in this research study.

Researcher: Yonatan Bekele
Contact: +251932509106

yonatanbekeledialysis@gmail.com
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Annex II: Consent form

I volunteer to participate in a research project conducted by Yonatan Bekele from Addis Ababa
University, college of health sciences, school of public health. I will be one of 14 people being

interviewed for this research.

1. My participation in this project is voluntary. I understand that I will not be paid for my

participation. I may withdraw and discontinue participation at any time without penalty.

2.1 understand that if I feel uncomfortable in any way during the interview session, I have the right

to decline to answer any question or to end the interview.

3. Participation involves being interviewed by the primary investigator. The interview will last
approximately 40-50 minutes. Notes will be written during the interview. An audio tape of the
interview and subsequent dialogue will be made. If I don't want to be taped, I will not be able to

participate in the study.

4. I understand that the researcher will not identify me by name in any reports using information
obtained from this interview, and that my confidentiality as a participant in this study will remain
secure. Subsequent uses of records and data will be subject to standard data use policies which

protect the anonymity of individuals and institutions.

5. T understand that this research study has been reviewed and approved by the Institutional Review

Board (IRB) of Addis Ababa University, college of health sciences, school of public health

6. I have read and understand the explanation provided to me. I have had all my questions answered

to my satisfaction, and I voluntarily agree to participate in this study.

7. I have been given a copy of this consent form.

My Signature Date

For further information, please contact: Yonatan Bekele +251932509106

yonatanbekeledialysis@gmail.com
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Annex III: Verbal consent form

I have been provided with information about the research study titled “Lived Experiences of
Young Adult Patients with Chronic Kidney Disease on Hemodialysis Treatment: A

phenomenological Study”

I have been given the opportunity to ask questions and I understand the study's purpose,

procedures, and potential risks or benefits.

I also understand that my participation is voluntary, and I can withdraw at any time without
consequences. I understand that the whole conversation will be audio-recorded, and the
information collected will be kept confidential and used only for research purposes.

I agree to participate in the study and provide my insights. I understand that by providing my verbal
consent, | am indicating my willingness to participate in the study.

By signing below, the datacollector acknowled ges that the participant has provided verbal consent
to participate in the study.

Data collector’s Signature:

Date:
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Annex IV: English version of the questionnaire

Section 1: socio ddemographic data

no | Questions Response

1 Age

2 sex 1.Female
2. Male

3 Residence 1.In addis ababa
2.0utside addis ababa

4 Marital status 1.Single 2 .Married
3.Divorced 4. Widowed

5 Educational status 1.None 2 .Primary
3.Secondary 4. Sceondary above

6 Occupation 1. Employed 2.Unemployed

7 Underlying disease

8 Duration of hemodialysis

9 Monthly income

10

Section 2: Guiding questions for the in-depth interview

Warm up questions:

Can you tell me about yourself? What you do for a living, education, family status and so
on
Why are you here today?
How often do you come here
can you tell me about the treatment you are getting?
o Do you have other comorbidities? Can you tell me about them and the
medication you are taking if any

Can you tell me what it is like for you to be on hemodialysis?

a. Probe for his/ her feelings at health facility

b. Athome,
What treatments do you have?

a. Do you follow the treatment regimen prescribed for you

b. What do you feel about following the treatment regimen/ your medications as

prescribed ?

Can you tell me about your feeding pattern?
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a.
b.

C.

Are there any restrictions?
What are the recommended food and beverages?

What do you feel about the restrictions?

5. Now, can we discuss about your interaction with health workers:

a
b.
c.
d.

What does your communication look like?

Is it as per your expectation?

What do you like about it/ what do you hate about it?

If you were in your health workers place, how would you communicate with your

patients?

7. Based on your experience, what would you tell someone new to dialysis about the challenges

of their treatment?

8. Are there times where you want to stay at home and leave everything to chance or God?

o Can you explain the feeling

8. Is there anything else you would like to say about your experience as a person on hemodialysis?
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Annex V: Amharic version of the consent forms and questionnaire
PtaFe LF OLPF AG OPPIT PR
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Annex VI: Consolidated criteria for reporting qualitative studies

(COREQ) checklist

Table 5: COREQ checklist

no | Guide questions Report to be

1 Which authors conducted the interview or the focus group? PI

2 What were the researcher’s credential’s? MPH candidate

3 What was their occupation at the time of the study? Student

4 Was the researcher male or female? Male

5 What experience or training did the researchers have? Lessons in school

6 Was a relationship established prior to the study commencement Yes

7 Whatdid the participants knowabouttheresearcher? E.g. personal goals, | The researcher was a post

reasons for doing research graduate student doing his

master’s degree. And that the
researcher was also a fellow
patient

8 What methodological orientation was stated to underpin the study? | Descriptive
phenomenological study

9 How were participants selected? Purposive sampling

10 | How were participants approached? Through healthcare
providers

11 How many participants were in the study? 17

12 | Where was the data collected? At the dialysis center

13 | What are the important characteristics of the Sample? Are patients who have been
on dialysis for more than six
months

14 | Were questions, prompts, guides provided by the authors? Was it pilot | No

tested?

15 | Were repeat interviews carried out? If yes, how many? No

16 | Did the research use audio or visual recording to collect the data? Audio

17 | Were field notes made during and/or after the interview or focus group? | Yes

18 | What was the duration of the interviews or focus groups? 40-50 minutes

19 | Was data saturation discussed? Yes

20 | How many data coders coded the data? 3

21 Did authors provide a descriptions of the coding tree? Yes

22 | Were themes identified in advance or derived from the data? Derived from the data

23 | What software, if applicable, was used to manage the data OpenCode 4.0

24 | Did participant provide feedback on the finding? Yes

25 | Were participant quotations presented to illustrate the themes/findings? | Yes

Was each quotations identified? E.g. participant number
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26

Was there consistency between the data presented and the findings

Yes

27

Were major themes clearly presented in the findings

Yes
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Annex VII: Code Book

Table 6:code book

Physical and emotional experience

Signs and symptoms including nausea, vomiting,
fatigue, anxiety and depression that resulted from
dialysis

Financial experience

Any expense associated with dialysis and other
comorbidities related to dialysis or otherwise

Availability, accessibility and efficiency of
healthcare

Existence of dialysis centers, the distance from
home and availability of working machines and
personnel

Experiences associated with caregivers

Feelings patients show and have towards their
family member, friends or others who take care of
them

Perceived effectiveness and gratitude for treatment

Feeling of relief after dialysis, being thankful for
having access and treatment

High prevalence of comorbid conditions

Any health-related condition that came because of
chronic kidney disease

Underlying causes and secondary diagnoses

Any health-related condition that brought about
chronic kidney disease

Lifestyle modifications

Changes patient had to undergo as a result of
having started dialysis related to their day-to-day
activities including eating and drinking habits,
exercise, clothing and the like

Treatment adherence

Sticking to regular dialysis sessions, medications
ordered and follow-ups

Diet and nutrition

Eating habits of patients and the effect it has on
maintaining their health and nutritional status

Interaction with healthcare workers

Relationships patients have and built with their
doctors, nurses and other health care workers
within the dialysis center

Physical and emotional challenges

Challenges patients face and have to overcome as
a result of having physical and emotional
experiences defined in the physical and emotional
experiences section

Economic challenges

Challenges faced by patients and patients struggle
with that are described in the financial experiences
section
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Social challenges

Challenges such as loneliness, discrimination,
misunderstandings and the like patients face while
living within society as dialysis patients

Coping mechanisms

Mechanisms putin place by patients thathelp them
cope with, fight against and persevere while going
through the different challenges and experiences
they face while they are undergoing dialysis

Health care providers view on patients' challenges

Different challenges patients go through that are
noticed by health care providers.

Challenges in providing dialysis

Challenges such as lack of awareness, lack of
supplies, inaccessibility, lack of professionals and
the like that are hindering dialysis providers from
providing enough services

Accessibility and affordability

Can health care providers provide dialysis services
with ease? Do health care providers think the
service they provide is affordable and accessible?

Support

Advices, physical help, psychological help,
emotional help, and such other that health care
providers provide for patients

Opinions from patients

Feedbacks given to health care providers by
patients during their stay in the dialysis center or
through other means of communications and
opinions patients develop after having spent time
on dialysis by their own.
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Annex VIII: Curriculum vitae of the primary investigator

CURRICULUM VITAE

Yonatan Bekele Teshome (Bsc. In public healath, MPH candidate)

PERSONAL DATA

Home Address: Zewditu street, Kirkos Sub City, House number 858
Telephone: +251932509106

Email: yonatanbekeledilaysis@gmail.com

EDUCATION AND TRAINING

Year Institution and certification

2023-2025 Master of public health candidate, Addis Ababa University, College of health
sciences

2018-2022 Bsc in public health, Kea Med College

2008-2011 Highschool diploma, Lideta Catholic Cathedral School

Short courses

Year Institution Courses

April, 2025 FAO eLearning Academy Voluntary National Reviews and the High-
level Political Forum

December 2024, | BVGH and AORTIC AAI Introduction to Common Cancers in

ongoing the Community digital training program

October, 2024 BVGH Basics of clinical trial management digital
course

August, 2024 Addis Ababa  University, | Project management

school of commerce

PROFESSIONAL EXPERIENCE:

Position Title

Employer

Date

Founder and CEO

Miracle Foundation Ethiopia 2019 to date

Founder and CEO

Miracle Health care

2020 to date

Board member and Project
Manager

Miracle Eats

2022 to date

Project Manager

Blessings to Wishes

2022 to date
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