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ABSTRACT

In the 21% century the pattern of disease burden has markedly shifted towards
chronic diseases. Among them, Chronic Kidney Disease is important and contributes
to the End-Stage Renal Disease and Cardiovascular disease. A cross-sectional hospital-
based study using descriptive method was conducted to describe care seeking
experience of hemodialysis patients in renal medical department of Thingangyun
General Hospital during August to November, 2019. Data collection was done through
face-to-face interviews of 128 caregivers of hemodialysis patients by using structured
questionnaire. In this study, ages of hemodialysis patients were between 18 to 86 years,
mean age (SD) was 50 (13.5) years. The most common age group of 40-59 years
(51.6%), and more than half of the participants were female (55.5%). Most of the study
participants were married (70%). About half of the respondents had middle school level
of education (46.1%) and only 25% were graduates. Majority of the respondents
(71.8%) were dependent at the time of study. Of the respondents, 85% earned below
minimum wage of 4,800 Kyats per day. Most of the breadwinners of family were
spouse (28.9%), son/daughter (30.5%). There were experiencing with majority of
respondents (92.2%) financial problems. Most of the respondents had comorbid
diseases such as hypertension (85.93%), diabetes mellitus (26.56%) and cardiovascular
diseases (16.4%). All patients were prescribed to do hemodialysis at least twice per
week, however 8.6% could do once per week. The cost one hemodialysis treatment was
different from that of private and charity hospitals. They responded their experience on
overall quality of dialysis care as excellent (6.2%), good (88.3%) and fair (5.5%). In
conclusion, in spite of being the hemodialysis treatment pleased with the care, they had
financial hardship. Therefore, policy makers should allocate more resources to
hemodialysis center in turn to reduce the socioeconomic burden of hemodialysis
patients.

Key words: Care Seeking Experience, Hemodialysis Patients, Socioeconomic Burden,

Quality of Care
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CHAPTER (1)
INTRODUCTION

1.1 Background Information

The mode of disease burden in the 21% century has markedly shifted towards
chronic diseases. Among them, chronic kidney disease (CKD) is significant and
contributes to the cardiovascular disease (CVD) and end-stage renal disease (ESRD)
(Nugent, Fathima and Feigl, 2011). CKD is a worldwide health problem. CKD causes
damage to the kidneys and gets worse over time and may lead to Kidney failure.
Treatment options are dialysis or a renal transplant. Unfortunately,
many patients with chronic kidney disease, Stage 4 or Stage 5 will progress to ESRD
and dialysis or renal transplant is essential (American Kidney Fund, 2019).

Renal replacement therapy (RRT) include peritoneal dialysis, in-center (clinic)
hemodialysis, home dialysis, and renal transplantation. Modern dialysis is an expensive
and inadequate treatment, and most uremic toxins are removed by the dialyzers. The
increasing trends in ESKD prevalence and projections demand more dialysis and
kidney transplantation services so that the disease’s growing burden of the world will
be met. Patients with ESKD are living longer. But, in reality only in a few countries
provide demand for transplantation, so the numbers of patients requiring dialysis and
transplantation will continue to rise (Robinson et al., 2016).

Kidney disease has been regarded as the most neglected chronic disease. The
consequences of kidney diseases have implications for public health policy in all
countries. Increasing economic and health disparities, demographic transition, unsafe
working conditions and natural disasters and pollution may disturb attempts to reduce
the morbidity and mortality from Kidney disease. A multisector approach is needed to
handle the global burden of kidney disease (Luyckx and Stanifer, 2018).

Patient experience of care (PEC) is defined as patients’ perceptions of
interactions they have met with the health care system, including care from providers
and facilities. In the United States, there has been a shift towards standardized
surveillance of PEC amongst dialysis patients in order to: (1) set an expectation for the

importance of PEC (2) standardize the components of patients’ experience to minimize


https://www.kidney.org/kidneydisease/global-facts-about-kidney-disease
https://www.kidney.org/kidneydisease/global-facts-about-kidney-disease

potential “blind spots” (3) provide a direct “voice” to the patient when describing
perceptions of their care (4) facilitate comparisons of quality across facilities and (5)
broaden accountability for PEC to the entire multidisciplinary dialysis care team.
“Patient experience of care” (PEC) is essential for the quality of treatment of in-center
hemodialysis patients (Rhee et al., 2017).

The management of renal failure is very high cost-demanding in comparison
with other medical conditions and constitutes a heavy burden on communities
worldwide. Renal replacement therapy (RRT) consumes many resources, the
equipment and consumables are expensive and skilled personnel are required. Burning
health issues like high maternal and infant mortality, HIV/AIDS and undernutrition,
hemodialysis becomes a serious economic burden on the healthcare sector (Halle et al.,
2017). Hemodialysis treatment is a procedure that needs specific resources especially
financing. It has a great burden on patients, caregivers, and healthcare system. Chronic
conditions cause major economic hardship to patients. Economic hardship is
exacerbated by insufficiency of government support and health services (Walker et al.,
2017).

Globally 10% of the population are in danger of chronic kidney disease (CKD),
as a result it becomes one of the most prevalent chronic diseases. Several studies have
highlighted that CKD have a prominent impact on patients (Alshammari et al., 2019).
Diseases of the kidney and urinary tract increase the global burden of diseases,
according to the World Health Report 2002 and Global Burden of Disease (GBD)
project. The GBD 2015 estimated in 2015, 1.2 million people died from kidney failure,
an increase of 32% since 2005. In 2010, an estimated 2.3—7.1 million people with end-
stage Kidney disease died without receiving to chronic dialysis. There were
approximately 58 million deaths worldwide, 35 million developed according to
the World Health Organization. With early diagnosis and treatment, it's possible to
reduce the progression of kidney disease (National Kidney Foundation, 2015).

Chronic kidney disease becomes greatly prevalent in developing countries.
Rapid increase in risk of diabetes, hypertension, and obesity will result in greater burden
of chronic kidney disease in the future. It may have substantial socioeconomic and
public health consequences in resource-poor countries (Zhang et al., 2010). Asia is the
most heterogeneous continent in the world. Patients with end-stage renal disease is
increasing rapidly in Asia (Prasad, 2015). The overall prevalence of CKD among Indian
adults was 10.2% (Hasan et al., 2018).



Globally, millions of people die from chronic kidney disease (CKD) each year
because they do not have access to affordable treatment. Worldwide over 2 million
people are receiving treatment with dialysis or a kidney transplant to stay alive. Yet this
number may only represent 10% of people actually requiring treatment to live. Of the
2 million people receiving treatment for kidney failure, only 20% are from developing
countries. In middle-income countries, treatment with dialysis or kidney transplantation
creates a great financial burden for those who need it. Many people cannot afford
treatment at all, and over 1 million results annually from untreated kidney failure
(National Kidney Foundation, 2015).

Even in well-developed health systems, quality remains a serious concern, with
differences in standards of health-care delivery within and between health-care
systems. Particularly in developing countries which need to optimize resource use,
the process of improvement and scaling up needs good strategies so that the best
possible results can be achieved (Bengoa, 2006). Dimension Quality of care consists
of technical competency, access to services, continuity of care, safety, interpersonal

relationship, amenities, efficiency and effectiveness of care.

1.2 Problem Statement

In Myanmar, problems in diagnosis and management of Chronic Kidney
Disease are numerous. Because of there is no proper registry for CKD cases in
Myanmar, it is not easy to assess the true extent of the complications. The estimated
cases of End Stage Renal Disease (ESRD) in Myanmar is about 200/million population.
Renal replacement therapy (RRT) is possible only for 10-15% of these cases. Health
care system in Myanmar, is a combination of public and private system both in
financing and provision. Hemodialysis (HD) in Myanmar started in 1970, private HD
began in 1986. There are more than 300 HD machines throughout the country, treating
over 1800 patients. The problems of HD include funding (self-payment mostly),
availability of resources and quality assurance of centers and staff. More than 400 cases
kidney transplant had been performed successfully since 1995. Plans to expand the
transplant program are reviewed, lack of options and choices of RRT (hemodialysis
predominant), and absence of public awareness (Khin-Maung-Maung-Than, 2018).

Hemodialysis started in Myanmar Military Defense Service General Hospital
since 1970 and Yangon General Hospital (YGH) since 1996. In 2008, there are 13

dialysis centers in public hospitals and 16 in private hospitals throughout Myanmar. In
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Yangon, public hospitals which have hemodialysis units are Yangon Specialty Hospital
(YSH), Thingangyun General Hospital (TGH), North Okkala General Teaching
Hospital (NOGTH) and private Hospitals they are Victoria Hospital, Pan Hlaing Siloam
Hospital, KBC Hospital, Pin Lon Hospital, Bahosi Hospital, SSC Shwe Gone Daing
Hospital, Asia Royal Hospital, Thiri Sandar Hospital etc. Other Public Hospitals are
Mandalay General Hospital (MGH), 1000 bedded Hospital, Nay Pyi Taw, Pyin Oo
Lwin General Hospital, Meikhtilar General Hospital and Pakhawkku General Hospital.

Thingangyun General Hospital, 500 bedded teaching hospital of University of
Medicine (2), is located at suburb of Yangon, on Kyaikasan Pagoda Road, Thingangyun
Township. It is one of the tertiary hospitals which has hemodialysis unit where the
hemodialysis machines are supplied from both the government and donors. The
hemodialysis unit was established as a portion of Renal Medical Ward in 1999 using
hemodialysis machine supported by Snake Bike Control project. Thingangyun General
Hospital, it started with only one dialysis machine and increases gradually up to 24
machines. For routine hemodialysis 19 machines can be used and five machines for
emergency conditions. TGH could support only one time per week for each patient.
Hemodialysis can be performed from Monday to Friday for routine hemodialysis and
24-hour service for emergency condition. Since 2013 there was a course of dialysis
training for staffs who wanted to learn from district hospitals and hospitals which do
not have hemodialysis center before. 52 persons (17doctors and 35 staff) who
completed hemodialysis training course (15" time) at TGH. The patients who received
HD care at TGH were 347 in 2013, 551 in 2014, 884 in 2015, 1251 in 2016, 1286 in
2017 and 1215 in 2018.

1.3 Justification

Chronic kidney disease need long term treatment. Hemodialysis usually takes
place at least two times a week, each session lasting between three and six hours. In
TGH (Public hospital) they can be taken dialysis only one time per week with cost
sharing prices and possible drugs support. The experiences on receiving care of
dialysis patients treated weekly for some hours. Each time is likely to have an
important impact on patients with chronic illness. Improving patient satisfaction with
dialysis treatment has an effect to increase quality of life and patient-level outcomes.

Utilization of hemodialysis increases with the increased of chronic kidney

diseases, so services for hemodialysis and quality of care is important. By exploring



the chronic kidney patients care seeking experience for their treatment, health care
provider and health administrator can know about how to correct the difficulties of
hemodialysis patients. Greater knowledge of how patients experience all impact of
long-term dialysis is needed for health care administrators in designing future plans
for promoting physical facility, coordination, financial support, social support, mental
support and management of health problems among hemodialysis patients.



CHAPTER (2)
LITERATURE REVIEW

2.1 Hemodialysis

Hemodialysis is the mainstay therapy which is offered for ESRD patients who
cannot undergo renal transplantation. The main purpose of hemodialysis is the
provision of sufficient and safe patient treatment, which contributes to the better
physical condition of the patient and it prevents further problems and
complications. HD should take place at least three times per week in nearly all patients
with end-stage chronic renal failure. Reduction of dialysis frequency to twice per week
because of insufficient dialysis facilities is unacceptable (U.K Renal Association,
2007). It is usually done three times a week, each session lasting between 3 and 6 hours
depending on the type of the patient and their compliance. For patients in developing
countries it is not easy to increase their session time and/or frequency. They find
difficulty even to do thrice per week especially those patients who live far from dialysis
centers. Patient education and financial support is crucial to bring about understanding
and acceptance of prolonged or more frequent dialysis sessions. Dialysis done twice
weekly can also provide benefit for dialysis patients. In an Indian study it was found
that twice per week hemodialysis can provide good quality of life for the patients
especially living far away from dialysis centers (Chauhan and Mendonca, 2015).

Hemaodialysis is the life supporting procedure for individuals with ESRD. Long
term dialysis therapy, is time-extensive, costly, and requires regular follow-up to
medication regimens including fluid and dietary restrictions. It also frequently results
in loss of privacy and self-help; dependence on caregivers; disruption of social life; and
reduction or loss of financial income (Sathvik, Parthasarathi, 2008). The patient’s
provision of knowledge of ESRD about the use of the hemodialysis machine, how to
improve health, and how to balance his or her life is necessary for the patient on
hemodialysis. Nurses have the responsibility to improve their own knowledge, as well
as that of their patients, by providing adequate time, material and regular health
education programs. Both quantity and quality of nursing involvements should be

measured in improving patients’ knowledge (Bayhakki and Riau, 2012).



Since 1960s, hemodialysis has been applied practically for renal failure.
Hemodialysis treatments were sorted to be more effective and decrease side effects. In
recent years, simpler dialysis machines enable home dialysis gradually attractive.
Hemodialysis is still a complex process that requires an efficient and coordinated team.
That team consists of nephrologist, dialysis nurse, dialysis technician, dietitian, and
social worker. Patient and patient’s family members are the most important persons for
a successful treatment plan (Rockville, Madison, 2006) .

In New Delhi Indraprastha Apollo Hospital, 1000 bedded hospital, established
in 1996.New Delhi is the foremost centers for renal transplant in India. The operation
theatre is also equipped with lamina flow ventilation, infection control guidelines and
all other up-top date surgical, anesthetic and safety equipment. There are 90
hemodialysis, CAPDs, 3-5 CRRT procedures,5-8 kidney biopsies, and 10-12 vascular
access placements are done every week (For Medical Travellers,VVaidam.com, 1996).

During dialysis, HD patient’s blood is washed by the use of a fluid called
dialysate, or “bath.” Wastes and fluid from patient’s blood flow into the bath and are
drained away. The dialysis machine contains two systems- extracorporeal circuit and
the dialysate delivery system (Madison, 2005).

Chronic Kidney Disease (CKD) is the structural or functional abnormalities of
Kidney or decreased GFR < 60 ml/min/1.73 m2 for 3 months (Hasan et al., 2018).
Comparing with Asia and Africa, America and European countries have greater
prevalence of CKD. But, Iran is an exception in Asia with high level of CKD due to its
socioeconomic background. All people with a GFR less than 60 ml/min/1.73 m? for 3
month consecutively are defined as suffering from chronic kidney disease. Protein in
the urine is important marker for worsening of kidney function and cardiovascular
disease (Hill et al., 2016).

End-stage kidney disease is the whole or nearly complete failure of the kidneys
to perform normal functions. End-stage kidney disease can be fatal if you do not have
dialysis or a Kkidney transplant. Our rationale is to assess precisely the bad
socioeconomic effects of ESRD and hemodialysis on the patient and to support and

save their lives from the severe problems of ESRD (Sayed et al., 2014).
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2.2 Socio-economic burden of hemodialysis

Regarding socio-economic burden of hemodialysis patients, in addition to direct
costs (due to treatment), loss of productivity for patient and family (indirect costs) have
the important impact on illness. This type of cost is the value of production lost as a
result of illness or treatment course. In the case of in-center hemodialysis attempt to
include these cost such as on loss of time and employment is essential. Morbidity also
causes important production losses. The components taken into account in order to
guess morbidity costs were premature retirement, absence from work and reduced
productivity during work (Kaitelidou et al., 2004).

Policy makers are facing challenges to give quality dialysis because financial
impact of ESRD is rising annually. Decisions of dialysis depends on losses due to
increase unemployment, the need of more government support and disadvantages due
to socioeconomic context. In 2000, direct cost of hemodialysis providing therapy for
0.5% of population, in Greece 2% of national health expenditure .1t was estimated that
ESRD imposes significant cost on society in terms of production losses due to the
treatment requirements and mortality (Kaitelidou et al., 2004).

Among people living in remote areas of Australia, the incidence and prevalence
rates of this diseases are highest, which can reflect in other developed countries, USA
and Canada(Gorham et al., 2019).

Globally, Chronic Kidney Disease (CKD) which ranked 27" leading cause of
death and became ranked 18" in 2010. CKD patients are easily prone to develop end-
stage renal disease (ESRD). CKD needs priority because it has an association with of
uncontrolled diabetes and hypertension that are supposed as worldwide epidemic
nowadays (Hasan et al., 2018).

Diabetes is the foremost cause of ESRD worldwide whereas hypertension
becomes second leading cause. Hypertension control is important for decreasing
mortality and morbidity (Deidra C. Crews Aminu K. Bello Gamal Saadi, 2019).
Hypertension, diabetes mellitus and cardiovascular disease (CVD) have been mainly
focused by health programs for prevention of chronic diseases. CKD prevalence is
progress to end-stage renal disease and the financial result of renal replacement therapy
become a great problem. The burden of CKD is growing promptly worldwide (Agarwal
and Srivastava, 2009).Government has to begins more dialysis centers at the public
level for better quality of life at the public sector. Recently international non-

governmental organizations and non- governmental organizations are expecting to
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provide more cost-effective management. Free distributing of drugs mainly for
hypertension as well as diabetes will also help the patients to reduce the overall burden
of renal failure (Suja et al., 2012).

In developing countries, costs for dialysis and renal transplantation are still very
high. Dialysis services should be altered from curative to preventive medicine
(Soliman, Fathy and Roshd, 2012). Hemodialysis patients experience terrific
psychosocial burden, fluid and diet restrictions. Additionally, contribute to this burden
are physical and cognitive impairment, failure of adherence to the treatment regimen,
dependency upon treatment and health professionals and the fear of death. Social
support is understandably one of the most effective ways of long-term treatment success
and patients' adjustment to illness (Theodoritsi et al., 2016).

2.3 Quality of care

Today, hemodialysis is the most common alternative treatment in patients with
renal failure in the world. Although the support is provided to these patients, they still
show dissatisfaction with the quality of care and find it insufficient. Really, the quality
of care is a multidimensional issue. Structure indicators are the availability of services
or resources, psychological or nutritional programs for these patients, the nurse-to-
patient ratio, etc. (Hashemi, Irajpour and Abazari, 2018).

Nephrologists and other physician are mainly responsible for CKD care.
Depending on the structure of the health care system, the roles of a nephrologist vary
(Deidra C. Crews Aminu K. Bello Gamal Saadi, 2019).There were some problems in
Asian countries such as the scarcity of renal physicians, inadequate health education
for patients, and shortage of biomedical engineers to provide up keeping of equipment’s
(Masuda,2017).

Planning for modification of physical stressors, increasing the support of
patients, improving the quality of care services provided by the treatment team,
upgrading of the facilities and equipment and the implementation of an interdisciplinary
approach are all believed to enhance the care services among in-patients receiving

hemodialysis treatment (Hashemi, Irajpour and Abazari, 2018).



2.4 Conceptual Framework

Socio-demographic
Characteristics

Age, Sex, Residence, Education,
Occupation, Marital Status,
Family Income

Economic burden

Clinical Factors

Duration of illness (renal disease)

Duration of hemodialysis Quality of care

Frequency of hemodialysis per
week

Comorbidities

Figure (2.1) Conceptual framework of care seeking experience of hemodialysis
patients
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CHAPTER (3)
OBJECTIVES

3.1 General Objective
To describe the care seeking experience of hemodialysis patients in
Thingangyun General Hospital

3.2 Specific Objectives
1. To explore the experience of patients on quality of care of hemodialysis in
Thingangyun General Hospital
2. To describe the economic burden of hemodialysis patients in Thingangyun

General Hospital
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CHAPTER (4)
RESEARCH METHODOLOGY
4.1  Study design
The study was a cross sectional descriptive study.

4.2  Study period
The study was conducted from August to November, 2019.

4.3  Study area
The study was conducted in the Renal Medical Department of Thingangyun
General Hospital.

4.4  Study population
Study population was care givers of hemodialysis patients from Renal Medical

Department at Thingangyun General Hospital.

45  Sample size determination
Sample size was calculated by the following formula.

Np(l—P)le_g

= 2
N= - -7 (Wayne, 1995)
2

N (number of patients treated with hemodialysis in Renal Medical Department of
TGH) =190
z =1.96 (reliability coefficient corresponding to 95% confidence level)
p (proportion of patients who rated the overall care of hemodialysis as excellent)
= 0.465 (Palmer et al., 2014)
d = marginal error = 0.05
n = required sample size = 128

Therefore, minimum required sample size was 128 care givers.
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4.6  Sampling procedure

There were 190 patients taking HD at the time of data collection. Required
number of care givers were selected randomly by using the patients' register book. If a
selected care giver refused to take part in the study, care giver of another patient was
selected.

4.7  Data collection methods and tools

Face to face interview with caregivers of hemodialysis patients were conducted
by using structured questionnaire. If caregivers could not answer some questions that
were directly related to the patient, these were answered by the patients.

Questionnaire consists of three parts, patient's sociodemographic characteristics
of patients, experiences of patients relating to hemodialysis and different aspects of
care. Patients' experiences relating to the different aspects of dialysis care
questionnaires were adapted from "The Choices for Healthy Outcomes in Caring for
End-Stage Renal Disease (CHOICE)" questionnaire, which evaluates satisfaction with
dialysis treatment. The questionnaire consists of 13 questions about patients’
experiences relating to the different aspects of dialysis care on a 4-point Likert scale
(poor, fair, good, excellent). The next three questions are describing the rate the overall
quality of care, evaluating the progress of care and giving recommendation others need

dialysis (definitely not, probably not, not sure, probably yes and definitely yes).

4.8  Data management and analysis

Completeness of the questionnaire was checked after completing face-to-face
interview every day. Data entry and data analysis was done by SPSS version16, the data
cleaning process for errors, missing and outliers was done carefully.

In exploratory data analysis, the data cleaning done by looking for previously
unrecognized illogical errors and any inconsistencies. After preliminary data analysis
for further data cleaning and exploratory data analysis for data distributions, descriptive
statistics was done. The summary measures (means, standard deviations, maximum,
minimum) for continuous variables and frequency and percent for categorical variables

was calculated.
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4.9  Ethical consideration

The study was conducted according to the guidelines issued by University of
Public Health and ethical clearance was obtained from the Institutional Review Board
of University of Public Health, UPH-IRB (2019/MHA/10). The study was conducted
by approval of Senior Medical Superintendent and Professor/Head of Renal Medical
Department of TGH.

Before interview, an introduction to the study, its purpose as well as an
explanation about the selection of the research subjects and the procedures were
thoroughly explained to the participants. Written informed consent was obtained from
the respondents only after knowing about the study in a clear and manifest way. The
opportunity for the participants to ask questions regarding the research were provided.
The place for data collection was chosen appropriately in a privacy setting. No name
was mentioned and coding system was used in data collection. The privacy and
confidentiality of the collected information from the research participants were strictly

safe-guarded.
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CHAPTER (5)
FINDINGS

In renal medical department of TGH, there were inpatients ward and OPD time
which is two days per week (Wednesday and Thursday). Outpatients were about 40 per
day. Average monthly inpatients admission were about 60 per month. There were one
professor, two senior consultants, one specialist assistant surgeon, one rotating
specialist assistant surgeon, two assistant surgeons. In this department, nephrologists
managed inpatient, OPD time and hemodialysis unit. In emergency condition of renal
failure, hemodialysis was urgently done through neck line by nephrologist. Routine
hemodialysis was done on Monday to Friday by trained hemodialysis nurses supervised
by nephrologist. There were 40 patients in a day, in morning session (07:00 -11:00) and
afternoon session (12:00 -16:00). In hemodialysis unit, five senior nurses and one
trained nurse were assigned. For the entire renal medical department, there were one

sister, seven senior nurses and four trained nurses.

5.1 Socio-demographic characteristics of hemodialysis patients

Table 5.1 Background characteristics of hemodialysis patients

Background characteristics number (n=128) %
Age (years)
<29 d 7.0
30-39 21 16.4
40-49 30 23.5
50-59 36 28.1
60-69 21 16.4
>70 11 8.6
Sex
Male 57 44.5
Female 71 55.5
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Table 5.1 Background characteristics of hemodialysis patients (Continued)

Background characteristics number (n=128) %

Marital status

Single 26 20.3
Married %0 703
Divorced/Separated 6 a1
Widowed 6 a1
Residence
Urban 120 93.8
Rural 8 6.2
Educational level
[lliterate 1 0.8
Only read and write 1 0.8
Primary school 19 14.8
Middle school 59 46.1
High school 6 4.7
University student 10 7.8
Graduate 32 25.0
Occupation
Dependent 100 78.1
Retired 11 8.6
Employee 8 6.3
Own business 9 7.0
Respondent income (in Kyats)
Below minimum wage 109 85.2
Minimum wage and above 19 14.8

(Minimum wage =4,800 Kyats per day) *

*4800 Kyats per day (MoLIP,2016)
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Table 5.1 Background characteristics of hemodialysis patients (Continued)

Background characteristics Number (n=128) %

Major breadwinner in respondent’s household

Patient 16 12.5
Spouse 37 28.9
Son/Daughter 39 30.5
Parents 19 14.8
Siblings 13 10.2
Sister in law/brother in law 3 2.3
Niece/Nephew 1 0.8

In this study, ages of the participants were between 18 to 86 years and mean age
(SD) was 50 (13.5) years. About 50% of the participants were between 40 and 59 years
of age. More than half of the participants were female. Most of the study participants
were married. Respondents mostly resided in urban area (93.8%). About half of the
respondents had middle school level of education (46.1%) and only 25% were
graduates. Majority of the respondents (71.8%) were dependent at the time of study.
(Table 5.1)

Of the respondents, 85% earned below minimum wage 4,800 kyats per day.
Family monthly income was between 45,000 Kyats to 1,400,000 Kyats and median
income (IQR) was 415,000 (300,000 to 600,000) Kyats. Most of the breadwinners of
family were spouse (28.9%) and son/daughter (30.5%) Only 12.5% of the patients were
the breadwinners of their family. (Table 5.1)
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5.2 Hemodialysis Experiences of Patients

Table 5.2 Duration and waiting time for hemodialysis

Number %
(n=128)
Total duration of hemodialysis (years)
<2 42 32.8
2-5 67 53.2
>5 19 14.8
Duration of hemodialysis in TGH (years)
<2 85 66.4
2-5 37 28.9
>5 6 4.7
Waiting time for hemodialysis at TGH (months)
<6 37 28.9
6-12 70 54.7
>12 21 16.4

In this study, 32.8% of participants had total dialysis duration of less than 2
years, 52.3% had between 2 to 5 years and 14.8% had more than 5 years. In this study,
66.4% of participants had dialysis duration in TGH of less than 2 years, 28.9% had
between 2 to 5 years and 4.7% had more than 5 years. Half of the participants in TGH

had waiting time between 6 to 12 months.
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Table 5.3 Physical accessibility to TGH for hemodialysis among the patients

Accessibility Number %
(n=128)
Access to TGH
Easy 123 96.1
With some difficulty 5 3.9
Mode of transportation
By taxi 83 64.8
By bus 27 21.2
By walking, trishaw 14 10.9
By express bus 3 2.3
By ambulance of NGO 83 0.8
Time taken (hour)
<1 100 78.2
1-2 20 15.6
2-3 5 3.9
>3 3 2.3

Most of the participants come to TGH by taxi car 64.8%, some are by bus,

trishaw, express bus and ambulance of NGO. Time taken to reach to TGH for

hemodialysis from patient’s residence were less than 1hour (78.2%), 1-2 hour (15.6%),
2-3hours (3.9%) and more than 3hours (2.3%).

Table 5.4 Number of hemodialysis prescribed by doctors

Number of hemodialysis prescribed by number (n= 128) %
doctors (times/week)
2 122 95.3
3 6 4.7
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Table 5.5 Total number of hemodialysis per week at TGH and other place of

care

Actual number of hemodialysis prescribed  number (n=128) %
by doctors (times/week)

1 11 8.6
2 111 86.7
3 6 4.7

Majority of the patients have to undergo two times of hemodialysis per week
prescribed by doctors (122, 95.3%) and (6, 4.7 %) have to undergo three times of
hemodialysis per week prescribed by doctors. However, only 111 (86.7%) patients
could do twice per week as prescribed by doctors and (11, 8.6%) could do once per

week due to financial problems.

Table 5.6 Hemodialysis done at another sites other than TGH

Other Sites number (n=121) %
Private hospital 96 79.3
Charity hospital 25 20.7

The patients received hemodialysis treatment one time in TGH and one time in
private hospitals or charity hospitals. Only 20% of them had undergone HD in charity

hospitals.
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Table 5.7 Cost of one hemodialysis treatment

Minimum  Maximum Median (IQR)
(Kyats) (Kyats) (Kyats)
Cost of one
hemodialysis in TGH 13,400 63,500 37,500 (34,500 to 40,500)
(n=128)
Cost of one
hemodialysis in other 14,800 106,500 69,000 (58,000 to 81,000)

hospitals (n=121)

The cost of hemodialysis in TGH and other sites (private and charity hospital)
was not the same. Cost of one hemodialysis in TGH was ranging from 13,400 Kyats to
63,500 Kyats, and median (IQR) of 37,500 (34,500 to 40,500) Kyats. Cost for receiving
one time of hemodialysis in other private or charity hospitals was ranging from 14,800
Kyats to 106,500 Kyats and median (IQR) of 69,000 (58,000 to 81,000) Kyats.

Son/daughter 35.1%

Relative 26.6%

Spouse

Selling properties - 7.0%
Own work - 5.5%

Savings I 1.6%

24.2%

Figure (5.1) Sources of financial support for the health care of hemodialysis
patients
Financial support for vast majority of HD patients were from their offspring or

relatives or spouse. However, some had to sell their properties for treatment cost.



Hypertention _85.9%
Diabetes mellitus - 26.6%
Cardiovascular diseases - 16.4%
Others . 10.2%

Figure (5.2) Comorbidity of hemodialysis patients (Multiple responses)

Majority of respondents had comorbid diseases. Hypertension occurred in
(85.9%) and diabetes mellitus (26.6%), cardiovascular diseases (16.4%) and others

(10.2%) were systemic Lupus Erythematosus, Pre-eclampsia, congenital renal disease.

Table 5. 8 Financial hardships for hemodialysis treatment

Financial hardship number (n=128) %
Present 118 92.2
Absent 10 7.8

The overwhelming majority of respondents had experienced financial problems
for hemodialysis treatment. All patients took regular follow-up hemodialysis treatment
once per week in TGH.

Open ended questions for any social problems for care for the patients are
summarized as follows: due to development of chronic renal disease, hemodialysis
patients were facing with many problems and burdens in this study. They lost their jobs
and consequently their income becomes low. The patient become a burden to one’s
family and relatives. The patient gradually lost social relationship with one’s
surroundings. Because of unemployment, there was reduction in productivity of labor
as an indirect cost to this disease. On the other hand, expenditures during the course of
treatment were very high and financial hardship leads to social, economic and

emotional impacts. Finally, patients may lose all social dealings and even one’s life.
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5.3 Patients’ experiences relating to the different aspects of dialysis care

Table 5.9 Patients’ experiences relating to the different aspects of dialysis care

number(n=128) (%)

Patients’ experiences poor fair good excellent

Staff available in emergency 0(0) 15(11.7) 109(85.2 4(3.1)

Information provided from dialysis 0 (0) 2(1.6) 69(53.9) 57 (44.5)
staff

Information about fluid removal by 0 (0) 3(2.3) 95(74.2) 30(23.4)
staff

Attention of staff to cleanliness of 0 (0) 0(0) 104 (81.2) 24(18.8)
the dialysis vascular access site’

Caring and helpfulness of nurses’ 0 (0) 0(0) 98(76.6) 30(23.4)
Response of staff to your pain or 0(0) 1(0.8) 102 (79.7) 25 (19.5)
discomfort

Care of new medical problem by 1(0.8) 2(2.3) 117(91.4) 8(6.2)
staff

Explanation about HD by 0 (0) 1(0.8) 68(53.1) 59(46.1)

nephrologist

Accuracy of information from 2(1.6)  14(10.9) 103(80.5) 9(7.0)
nephrologist (prognosis or getting a
Kidney transplant)

Accuracy of instructions from 0(0) 1(0.8) 112(87.5) 15(11.7)
nephrologist

Nephrologist in mood to talk 0(0) 0(0) 109(85.2) 19(14.8)
Caring and concern from 6 (4.7) 5(3.9) 110 (85.9) 7 (5.5)

nephrologist

Frequency of visit to nephrologist 7 (5.5) 110(85.9) 9 (7.0 2 (1.6)

Almost all participants had answered “excellent” and “good” for the questions
“amount of dialysis information from staff”’, “information about fluid removal from

staff” and “response of staff to your pain or discomfort”. All participants were satisfied
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with “attention of staff to cleanliness of the dialysis vascular access site” and “caring
and helpfulness of nurses”.
Majority of patients want to see nephrologist and they had got accurate

information from nephrologist and accurate instructions from nephrologist.

6.2% 5.5%

= Fair
B Good
Excellent

88.3%

Figure 5.3 Patients’ experiences on overall quality of dialysis care (n=128)

Among the respondents, 88.3% of them rate on the overall quality of dialysis

care as “good”, 6.2% rate as “excellent” and 5.5% rate as “fair”. No one rate as “poor.”

Table 5.10 Participants’ desire to recommend TGH for dialysis care

Participants’ desire to recommend TGH number(n=128) %

for dialysis care

Probably yes 119 93.0

Definitely yes 9 7.0

Concerning participants’ desire to recommend TGH for dialysis care, “probably
yes” was 93% and “definitely yes” was 7%.

In the renal department of TGH, HD patients’ suggestion for further
improvement of HD care in TGH were to increase number of HD machines, regular
free of charge drugs (Erythropoietin drug), some government pensioner want to do 2
times/week in TGH, to reallocate hemodialysis unit in ground floor (present HD unit in
second floor), need more staff in HD unit, need regular electricity, to have private room

for B, C infection positive and renal transplant donors.
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CHAPTER (6)
DISCUSSION

In this study, ages of hemodialysis patients were between 18 to 86 years, mean
age(SD) was 50 (13.5) years. Majority of the respondents (71.8%) were dependent at
the time of study. About half of the breadwinners of family were son/daughter and
spouse. Majority of respondents (92.2%) experienced financial hardship for
hemodialysis treatment. Some patients had comorbid diseases like hypertension
(85.93%), diabetes mellitus (26.56%) and cardiovascular diseases (16.4%). All patients
were prescribed to do HD at least twice per week, however 8.6% could do once per
week. Cost for one hemodialysis at TGH was different from that in private and charity
hospitals. They responded their experience on overall quality of dialysis care as
excellent (6.2%), good (88.3%) and fair (5.5%).

In hemodialysis unit of TGH, nephrologists prescribed hemodialysis for end
stage renal disease patients 3 times per week or 2 times per week according to the
disease severity. However, TGH could support only one time per week for each patient.
Therefore, they had to take HD treatment one time in public hospital and one time in
private hospital or charity hospitals per week. Charity hospital was also overloaded with
hemodialysis patients. Therefore, waiting time in charity hospitals was also prolonged
and patients could have access there in alternate months. For the remaining, they had
to be dialyzed in private hospital where it was costlier. At first most patients could
afford the treatment. However, hemodialysis is a long term treatment causing financial
burden to family, social problem, depression. Majority of the HD patients were
dependent at the time of study. Therefore, affordability declined over time and they
were unable to do 2 times of dialysis per week as prescribed by doctors. In this study
11 patients (8.6%) could not go to other places for HD and therefore they received HD
only 1 time per week. Among the rest, some missed their dialysis in some weeks for
reasons such as financial problem or emergency condition admitted to another hospital.
Patients usually received financial support from their offspring or relatives or spouse.
Apart from that, they had to sell their properties to continue treatment. For patients
living in rural area, they had to migrate to Yangon where there is facility for dialysis.

Therefore, in addition to the costs for HD, they had burden for accommodation cost and
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care givers who had to left his job in native land to take care of the patient. In this study,
92% of hemodialysis patients had financial hardship for dialysis treatment. In the study
of Theodoritsi et al. (2016) , successful end stage renal disease management is
associated with sharing problems together with relatives ,colleges, religious advisiors,
health care providers and society cooperative spirit. Therefore, social support is
understandably one of the most effective ways of long-term treatment success and
patients' adjustment to illness.

As dialysis is costly intervention, poor patient could not have enough money to pay
the charges in private hospitals. The average cost per session was found to be ninety
thousand Kyats and had to pay for ordinary people. The expense of comorbid conditions
may further worsen the situation. The major contributing factor of renal failure were
diabetes and hypertension (Suja et al., 2012). Although hemodialysis is demanding and life
-long treatment, it intentionally prolong the life of end stage renal patients but slight and
severe unfavorable results may be present. Hemodialysis patients need therapeutic care as
well as individual lifetime care regularly (Zhang et al., 2016). In the study in Japan, when
chronic dialysis treatment was started, the occupation of patient could be missed and
ominously troubled by the beginning of chronic dialysis (Nakayama et al., 2015).

As the bed allotment for HD in TGH is limited (19 for routine cases), waiting time
for the patient is prolonged. Half of the hemodialysis patients in TGH had waiting time
between 6 to 12 months, 28.9 % less than 6 months and 16.4 % more than 12 months in
this study. In other countries like India and Pakistan, there were without charges for
physicians’ discussion and supported for transplant charges in their hospitals. For that
reason , patients on initial treatment and ongoing transplantation were overcrowded in
hospitals and prolong waiting lists (Sakhuja, Vinayand Sud, 2003).

Most patients with hemodialysis has other comorbidities. In this study, majority
of respondents had comorbid diseases. Hypertension occurred in (85.93%) and diabetes
mellitus (26.56%) and cardiovascular diseases were found in 16.4%. As in renal
disease journal, majority of end stage renal patients had hypertension (Deidra C. Crews
Aminu K. Bello Gamal Saadi, 2019). According to BMC Nephrology Research Journal
2015, most of the CDK patients had hypertension, some had ischemic heart disease
and diabetes (Fraser et al., 2015). In the Indian study, diabetes and hypertension, the
two major risk factors for CKD. These diseases and cardiovascular disease (CVD) have
been mainly focused by health programs for prevention of chronic diseases . The burden

of CKD is growing promptly worldwide (Agarwal and Srivastava, 2009). Regarding
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the Egyptian study, in patients experienced with dialysis ,diabetes was important reason
of ESRD, hypertension was second and obstructive infective kidney diseases was third
(Soliman, Fathy and Roshd, 2012).

In this study, all patients were satisfied sympathetic and kindness of nurses, care
of team to hygiene of the dialysis vascular entry site, reaction of staff to ache or
discomfort. Almost all participants had answered correctness of knowledge from renal
physicians such as prediction and possibility of receiving a renal transplant and
correctness of instructions from nephrologist. The participants had answered “44.5%
rate as excellent” and “53.9% rate as good” for the information about choosing HD by
nephrologist and explanation about HD information provided from dialysis staff. In this
study the participants rate on the overall quality of care for HD patients in TGH,
“excellent” was 6.2%, “good ,88.3%" and “fair, 5.5%.” In this study, “how much about
their care could be better for patients, one third of the participants responded that
satisfactory of their care in renal medical department. Hemodialysis participants’ desire
to recommend TGH for dialysis care “probably yes” was 93% and “definitely yes” was 7%.

In International survey, the items rated as excellent by respondents were,
‘amount of information from dialysis staff” (34%), correctness of information from
renal physician including prognosis and likelihood of getting a kidney transplant (37%)
and accuracy of instructions from nephrologist (39%). Respondents rated most
frequently as excellent were ‘care of staff to hygiene of the dialysis vascular entry site’
(54%), ‘gentle and support of nurses’ (53%), ‘reaction of staff to ache or discomfort’
(51%) and least response rate is ‘the quantity of report when choosing dialysis modality
(23%). Less than half of respondents rated their overall quality of care as excellent was
46.5% and about three-quarters rated their care as excellent or very good (78.5%). The
proportion rating their overall care as fair in Poland (13.7%), in Argentina (30.3%),
Italy (61.2%), Hungary (63.5%) and Portugal (83.8%). In one international survey,
concerning recommendation about the services, one third of participants responded that
they satisfied the services and they replied nothing of the service could be better. Inan
international survey consisting of four countries; Argentina, Hungary, Poland and
Portugal, when asking about their recommendation on their care service to others who
may need dialysis care, 64.4% of respondents replied that they would definitely
recommend their dialysis center. In that study, they answered that information given by
dialysis staff was enough but those from social workers and renal physicians were not
enough (Palmer et al., 2014).
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CHAPTER (7)
CONCLUSION

The management of renal failure by hemodialysis is costly and becomes a
serious economic burden. So, this study was done in Thingangyun General Hospital to

assess utilization of hemodialysis center with cost-sharing system. It was a cross-
sectional descriptive study to describe socio-economic burden and to explore care-
seeking experience of hemodialysis patients. Data collection method was face to face
interview to caregivers of hemodialysis using structured questionnaire. Generally,
income of most respondents was below minimum wages 4,800 Kyats per day and
majority of patients had financial hardship.

Over 80% of the respondents undertook hemodialysis for twice per week as
prescribed by doctors in public and private hospitals. The average cost for one time of
hemodialysis in private hospital was doubled the average cost in TGH. The
hemodialysis patients received good and excellent response from the staff care and
nephrologist. Although they were satisfied with the above aspects of care, they had
financial hardship and to give more resources to hemodialysis center and to reduce the

socioeconomic burden of patients who took hemodialysis.
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CHAPTER (8)
RECOMMENDATIONS

1. The hemodialysis center of this hospital should be expanded for more availability and
accessibility of its services to patients. Such expansion should also be applied to the other
HD center in Myanmar.

2. Alternative financing mechanism should be found out to reduce the financial burden of
hemodialysis patients in Myanmar.

29



REFERENCES

Agarwal, S.K. and Srivastava, R.K., 2009. Chronic Kidney Disease in India : Nephron
Clin Pract, pp.197-204.

Alshammari, B., Noble, H., Mcaneney, H. and Halloran, P.O., 2019. An exploration of
symptom burden and its management , in Saudi Arabian patients receiving
haemodialysis , and their caregivers : a mixed methods study protocol. BMC
Nephrology, pp.1-9.

Bayhakki, B. and Riau, U., 2012. Lived Experiences of Patients On Hemodialysis: A
Meta-Synthesis. Continuing Nursing Education, (October).

Bengoa, R., 2006. Quality of care. World Health Organization,Geneva.

Cavanaugh, K.L., Merkin, S.S. and Plantinga, L.C., 2008. Accuracy of Patients ’
Reports of Comorbid Disease and Their Association With Mortality in ESRD.
American Journal of Kidney Diseases, 52(1), pp.118-127.

Chauhan, R. and Mendonca, S., 2015. Adequacy of twice weekly hemodialysis in end
stage renal disease patients at a tertiary care dialysis centre. Indian Journal of
Nephrology, [online] 25(6), p.329. Available at:
<http://www.indianjnephrol.org/text.asp?2015/25/6/329/151762>.

Deidra C. Crews Aminu K. Bello Gamal Saadi, 2019. 2019 World Kidney Day
Editorial - burden , access , and disparities in kidney disease Editorial do Dia
Mundial do Rim 2019 — impacto , acesso e disparidades na doenga renal. Braz.
J Nephrol, 95, pp.242-248.

Fraser, S.D.S., Roderick, P.J., May, C.R., Mcintyre, N., Mcintyre, C., Fluck, R.J.,
Shardlow, A. and Taal, M.W., 2015. The burden of comorbidity in people
with chronic kidney disease stage 3 : a cohort study. BMC Nephrology.
[online] Available at: <http://dx.doi.org/10.1186/s12882-015-0189-z>.

Gorham, G., Howard, K., Zhao, Y., Ahmed, A.M.S., Lawton, P.D., Sajiv, C., Majoni,
S.W., Wood, P., Conlon, T., Signal, S., Robinson, S.L., Brown, S. and Cass,
A., 2019. Cost of dialysis therapies in rural and remote Australia — a micro-
costing analysis. BMC Nephrology, pp.1-11.

Halle, M.P., Jimkap, N.N., Kaze, F.F., Fouda, H., Belley, E.P. and Ashuntantang, G.,
2017. Original article Cost of care for patients on maintenance haemodialysis
in public facilities in Cameroon. African Journal of Nephrology, 20(1),
pp.230-237.

30



Hasan, M., Sutradhar, I., Gupta, R. Das and Sarker, M., 2018. Prevalence of chronic
kidney disease in South Asia : a systematic review. BMC Nephrology, pp.1-
12.

Hashemi, M.S., Irajpour, A. and Abazari, P., 2018. Improving Quality of Care in
Hemodialysis : a Content Analysis. Journal of Caring Sciences, 7(3), pp.149—
155.

Hill, N.R., Fatoba, S.T., Oke, J.L., Hirst, J.A., Callaghan, A.O., Lasserson, D.S. and
Hobbs, F.D.R., 2016. Global Prevalence of Chronic Kidney Disease — A
Systematic Review and Meta-Analysis. PLoS ONE, pp.1-18.

Kaitelidou, D., Ziroyanis, P.N., Maniadakis, N., Liaropoulos, L. and Theodorou, M.,
2004. The socioeconomic impact of hemodialysis The socioeconomic impact
of hemodialysis. Research Gate, (May 2014).

Khin-Maung-Maung-Than, 2018. 14 th World Nephrology Conference. J Nephrol
Ther, 8, p.4172.

Luyckx, V.A. and Stanifer, J.W., 2018. Policy & practice The global burden of kidney
disease and the sustainable development goals. Bull World Health Organ,
(November 2017), pp.414-422.

Madison, 2005. Just the Facts : The Dialysis Machine. Life Options Rehabilitation
Program, (March).

Masuda, T., 2017. The “ Dialysis Situation in Asian Countries ” Symposium :
Providing New Insights to Improve Dialysis. blood Purification, 44(suppl),
pp.3-18.

Ministry of Lobour , Immigraton and Population,2016. 2016 Payment of Wages Act

Nakayama, M., Ishida, M., Ogihara, M., Hanaoka, K., Tamura, M., Kanai, H.,
Tonozuka, Y. and Marshall, M.R., 2015. Social functioning and
socioeconomic changes after introduction of regular dialysis treatment and
impact of dialysis modality : A multi-centre survey of Japanese patients
Correspondence : ABSTRACT : Aim : Patient socialization and preservation
of socioeco. Nephrology, 20, pp.523-530.

National Kidney Foundation,2015.Global Fact about the kidney disease,
<http://lwww.world kidney day.org/fags/ chronic kidney disease>
accessed 10™ october 2019

Nugent, R.A., Fathima, F. and Feigl, A.B., 2011. The Burden of Chronic Kidney

Disease on Developing Nations : A 21st Century. Nephron Clinical Practice,

31



20036, pp.269-277.

Palmer, S.C., Berardis, G. De, Craig, J.C., Tong, A., Tonelli, M., Pellegrini, F.,
Ruospo, M., Hegbrant, J., Wollheim, C., Celia, E., Gelfman, R., Ferrari, J.N.,
Torok, M., Murgo, M., Leal, M., Bednarek-skublewska, A., Dulawa, J. and
Strippoli, G.F.M., 2014. Patient satisfaction with in-centre haemodialysis
care : an international survey. BMJ Open, pp.1-10.

Prasad, N., 2015. Hemodialysis in Asia. 025, pp.165-177

Rhee, C.M., Brunelli, S.M., Subramanian, L. and Tentori, F., 2017. Measuring patient
experience in dialysis : a new paradigm of quality assessment. Journal of
Nephrology, 0(0), p.0.

Robinson, B.M., Akizawa, T., Jager, K.J., Kerr, P.G., Saran, R., Pisoni, R.L. and
Robinson, B., 2016. Dialysis 3 Factors aff ecting outcomes in patients
reaching end-stage kidney disease worldwide : diff erences in access to renal
replacement therapy , modality use , and haemodialysis practices. The Lancet,
[online] 6736(16), pp.1-13. Available at: <http://dx.doi.org/10.1016/S0140-
6736(16)30448-2>.

Rockville, Madison, T., 2006. Treatment Methods for Kidney Failure
HEMODIALYSIS. National Institutes of Health National Institute Diabetes
and Digestive and Kidney Diseases, p.20.

Sakhuja, Vinayand Sud, K., 2003. End-stage renal disecase in India and Pakistan :
Burden of disease and management issues. Kidney International, 63, pp.115—
118.

Sathvik, Parthasarathi, N., 2008. An assessment of the quality of life in hemodialysis
patients using the WHOQOL-BREF questionnaire. Indian Journal of
Nephrology, (October).

Sayed, M., Abdelatty, M., Elrawy, B., Yasser, M. and Salman, H., 2014. Assessment
of socioeconomic burden of hemodialysis on ESRD patients in suez canal
cities & ELArish Research question Subjects & methods. American Journal of
Research Communication, 2(7), pp.125-134.

Soliman, A.R., Fathy, A. and Roshd, D., 2012. The Growing Burden of End-Stage
Renal Disease in Egypt. informa healthcare, 34(August 2011), pp.425-428.

Suja, A., Anju, R., Anju, V., Neethu, J., Peeyush, P. and Saraswathy, R., 2012.
Economic evaluation of end stage renal disease patients undergoing

hemodialysis. Journal of Pharmacy and Bioallied Sciences, 4(2), pp.2-7.

32



Theodoritsi, A., Aravantinou, M., Gravani, V., Vasilopoulou, C., Theofilou, P. and
Poli-, M., 2016. Factors Associated with the Social Support of Hemodialysis
Patients. Iran J Public Health, 45(10), pp.1261-1269.

U.K Renal Association, 2007.Clinical Practice Guideline, Module 2: Hemodialysis.
4" Edition , Final Version, guideline 5.1 DIAL-HD, pp.8.

Walker, R.C., Howard, K., Tong, A., Palmer, S.C., Marshall, M.R. and Morton, R.L.,
2017. The economic considerations of patients and caregivers in choice of
dialysis modality. Hemodialysis International, pp.634-642.

Zhang, R., Cui, X., Zhuang, H., Xie, W., Liu, Y. and Zheng, F., 2016. The Burden for
Caring Patients on Maintenance Hemodialysis is Influenced by Social and

Demographic Factors General Medicine : Open Access. General Medicine,

4(6), pp.4—T7.

33



ANNEXES

Annex (1) Variable, operational definitions and scale of measurements

their care

(4) excellent

No. | Variables Operational Definitions Scale of
measurement
1 Age Age of patients in completed years Ratio
2 Sex Gender of patient Nominal
3 Address Permanent / temporary(urban/rural) | Nominal
4 Occupation Current working status Nominal
5 Education Formal education level of patients Ordinal
6 Duration of illness From the time of diagnosis ESRD | Ratio
to until now
7 Duration of HD From Time of initiation of HD to until | Ratio
now
8 Duration of HD in From Time of initiation of HD in Ratio
TGH TGH to until now
9 Waiting time for Time from doctor’s prescription to Ratio
TGH first episode of HD in TGH
10 | Cost of hemodialysis | Dialysis cost, investigation cost, Ratio
physician/nurse, medicine and
transportation cost
11 | Care seeking Rate as (1)poor  (2)fair (3) good Ordinal
experience of patients | (4) excellent
12 | Overall quality of Rate as (1)poor  (2)fair (3) good Ordinal
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ANNEX (2)
Informed consent form
Institutional Review Board

University of Public Health, Yangon

Name of Investigator — Dr Lwin Lwin Oo

Title of research - “Care seeking experience of hemodialysis patients in renal

medical department of Thingangyun General Hospital”
Part (A) Informed consent form for face-to-face interviewed questionnaires
1. Introduction

I am Dr Lwin Lwin Oo, Master of Hospital Administration candidate at
University of Public Health, Yangon. | am doing research on “Care Seeking Experience
of Hemodialysis Patients in Renal Medical Department of Thingangyun General
Hospital”

2. Purpose of the research

This study is to assess “Care Seeking Experience of Hemodialysis Patients in
Renal Medical Department of Thingangyun General Hospital”
3. Type of Research Intervention

This research will involve your participation in face-to-face interviewed
questionnaire about thirty minutes.
4. Participant Selection

You are being invited to take part in this research because we feel that you
will interest in “Care Seeking Experience of Hemodialysis Patients in Renal Medical
Department of Thingangyun General Hospital”
5. Voluntary Participation

Your participation in this research is entirely voluntary. It is your choice
whether participate or not.
6. Procedure

I would like to invite you to take part in this research project. If you accept, you
have to answer in face-to-face interviewed questionnaire about thirty minutes. It will
be taken at a place which is comfortable for you. The questionnaire will include
information about your socio-demographic factors, hemodialysis experiences of

patients and patients’ experiences relating to the different aspects of dialysis care. You
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do not have to answer any question or take part in the discussion if you feel the issue(s)
are too personal or if talking about them makes you uncomfortable.
7. Benefits

Participation in this study will not benefit the participant directly but your
participation is likely to help us find out more about how to correct the difficulties of
hemodialysis patients.
8. Confidentiality

I will not be sharing information about your participation in this study to anyone
outside. The information that | collect from this research project will be kept private.
9. Sharing the Results

The knowledge that | get from research will be only to the persons who have
the responsibility for this study. I will then publish the results to be read only by the
interested people.
10. Who to contact

If there are any queries before, during and after the study you can directly
contact the investigator Dr Lwin Lwin Oo, Phone — 095051949 or via email
drdawlwinlwinoo@ gmail.com. This proposal had been reviewed and approved by the
Institutional Review Board, University of Public Health, Yangon which is a committee
whose task is to make sure that research participants are protected from harm. If you
wish to find out more about the committee, contact the secretary of the committee at
University of Public Health, Yangon, No. 246, Myoma Kyaung Street, Latha
Township, Yangon, 11311. Office phone +95 1395213, +95 1395214 ext:23/25.
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Part (B) Consent form

| have been invited to participate in research about “Care Seeking Experience
of Hemodialysis Patients in renal medical department of Thingangyun General
Hospital”.

I know that | will have to answer the face-to-face interviewed questionnaire
about thirty minutes. | am aware that there may be no benefit to me personally. The
questionnaires include socio-demographic factors, hemodialysis experiences of patients
and patients’ experiences relating to the different aspects of dialysis care. | have read
the foregoing information, or it has been read to me. I have had the opportunity to ask
questions about it and any questions | have been asked to my satisfaction. I consent

voluntarily to be a participant in this study.

Name of participant -----------=-======mmmmmmmommmmee
Signature of participant ------------=-=====-==mmnmmmmo-

39



Care Seeking Experiences of Hemodialysis Patients
At Thingangyun General Hospital
Date
Respondent ID ...l
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Date

Care Seeking Experiences of Hemodialysis Patients

at Thingangyun General Hospital

Respondent ID ~ ----------m--

(A) | Socio-demographic characteristics of the patient
No Questions Code
Al. | Age (in completed year)---------------- |||
A2. | Gender |_|
(1) Male
(2) Female
A3. | Marital Status |
(1) Single
2 Married
3 Divorced/ Separated
4) Widow
A4. | Residence
Township
A5. | Urban/Rural ||
(1) Urban
(2) Rural
A6. | Educational level (completed school) ||
Q) Illiterate
2 Only read & write
3 Primary school
4 Middle school
(5) High school
(6) University
@) Graduate
A7. | Occupation of the patients If(1), skip to Q (8) ||
D Dependent
2 Retired
3 Employee
4 Own Business
(5) Others(specify)
A8. | Average monthly respondent’s income (in kyats)
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A9.

Average monthly family’s income(in kyats)

Al0.

Who is the major breadwinner in your household?
(1)patient
(2)others (specify)

(B) Hemodialysis experiences of patients

No

Questions

Code

Bl.

Duration of illness------------ months

B2.

Duration of Hemodialysis done in TGH (.......... months)

B3.

Duration of waiting time before starting of hemodialysis in
TGH(----months)

B4.

While waiting for TGH Hemodialysis, where did the patient
get treatment?

(1) Private hospital
(2) Charity hospital
(3) Not done

B5.

Can the patient easily access to go to Hemodialysis health
center TGH?

(1) Yes
(2) No

B6.

How did the patient come to Hemodialysis health center TGH?
(1) by ambulance of hospital

(2) by ambulance of NGO

(3) by express bus

(4) by bus

(5) by taxi

(6) by ship, boat

(7) others...if specify --=--=-==mmmmmmmmmmmm oo

B7.

How long did you take to come to Hemodialysis health center
TGH?
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B8S.

How many times of dialysis is the patient prescribed per week?

B9.

How many times does the patient take hemodialysis in a week?

(If one time SKIP to B11).

B10.

If more than one time, where did you take another
hemodialysis in a week?

(1)Private hospoital
(2) Charity hospital
(3)Others------

B11.

How much do you usually cost for receiving one time of
hemodialysis at TGH?

B11.1 Cost of dialysis

B11.2 Investigation cost

B11.3 Physician/nurse

B11.4 Medicine

B11.5 Transportation

B12.

How much do you usually cost for receiving one time of
hemodialysis at other place?

B12.1 Cost of dialysis

B12.2 Investigation cost

B12.3 Physician/nurse

B12.4 Medicine

B12.5 Transportation

B12.6 Registration fee

56




B13.

What are sources of financial support for health care of the
patient?

1) Own work

(2 Spouse

3 Son/ Daughter
4) Relatives

5) Pension

(6) Savings (house rent, bank account, interest)
(7) Community or social network

(8) Others(specify)

B14.

Is there any financial hardship for receiving treatment?

(1) Yes
(2) No

Any social problem?

Eg. care for the patient----------------=-=-m-momommomo oo

B16.

Problems in the family-------------------mmee oo

B17.

Does the patient have other comorbidity? (more than one
response possible)

(1) Diabetes

(2) Hypertension

(3) CvD

(4) Others, please mention .........

B18.

Does the patient take follow-up treatment regularly? If Yes
SKIP Q(B19)

(1) Yes
(2) No

B19.

If not please mention the reasons,
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(C) Patients’ experiences relating to the different aspects of dialysis care

No. Questions 1 2 3

Cl Attention of staff to cleanliness of the dialysis
vascular access site’

C2 Caring and helpfulness of nurses’

C3 Response of staff to your pain or discomfort

C4 Caring and concern from nephrologist

C5 Staff available in emergency

C6 Information about fluid removal by staff

C7 The amount of information when choosing HD

C8 Information about HD provided from dialysis staff

C9 Frequency of visit of nephrologist

C10 | Care of new medical problem by staff

C11 | Accuracy of information from nephrologist

(' prognosis or getting a kidney transplant)

C12 | Accuracy of instructions from nephrologist

C13 | Nephrologist in mood to talk

Cl14 | Please rate the overall quality of their care

=

Poor 2. Fair 3. Good 4. Excellent

No Questions Code

C15. | How much about their care could be better ||

C16. | Whether you would recommend TGH to others who may need ||
dialysis care
(1) definitely not
(2) probably not
(3) not sure
(4) probably yes
(5) definitely yes
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Gantt Chart

Month August | September | October | November | December

Week 112|3|4/1(2|3|4|1/2(3|41|2|3|4/1(2(3|4

Protocol

preparation

Protocol
defend
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of thesis

59




Name
Gender

Date of birth
Race
Religion

Permanent address

Phone Number
E mail address

Academic qualification

Employment history

Publication

Curriculum Vitae

Dr Lwin Lwin Oo
Female

12.8.1971

Bamar i

Buddhist

No0.50 B, Thamine Buta Yone Street, Quarter 2,

Mayangone Township

095051949

drdawlwinlwinoo@gmail.com

1. Dip. Med.Sc (Hospital Administration), (2016),
University of Public Health, Yangon

2. M.B, B.S (1998), University of Medicine 1, Yangon
1.Deputy Medical superintendent, Thingangyun
General Hospital (14.12.2016 up to now)

2. Assistant Medical superintendent, Thingangyun
General Hospital (1.9.16 -13.12.2016)

3. Dip in Hospital Administration Course at UPH
(1.1.2016 to 31.8.16)
4. Assistant surgeon, Mayangone Township Health
Center (1.4.2014 to 31.12.2015)
5. Health System Strengthening Officer, Yangon
Region (1.2.2013 to 31.3.2014)

6. Assistant surgeon, Mayangone Township Health
Center (5.2.2009 to 31.1.2013)

7.Team leader, MCH, Hsipaw Township ,

Shan (North) (19.5.2005 to 31.1.2009)

8.Assistant surgeon, Kyaik Latt Hospital ,
Ayeyarwaddy (19.11.2001 to 9.5.2005)

9. Assistant surgeon, North Okkalapa General

Hospital (25.4.2000 to 12.11.2001)

60


mailto:drdawlwinlwinoo@gmail.com

	Dr LLO cover 181219
	full thesis next-LLO_201219

