CAREGIVER BURDEN AND QUALITY OF LIFE AMONG
PRIMARY CAREGIVERS OF HEMODIALYSIS PATIENTS
AT TERTIARY CARE CENTERS IN
THIRUVANANTHAPURAM CITY
A CROSS-SECTIONAL STUDY

Dr. AFINA AZEEZ

Dissertation submitted in partial fulfilment of the requirements for the
award of the degree of

Master of Public Health

ACHUTHA MENON CENTER FOR HEALTH SCIENCE STUDIES
SREE CHITRA TIRUNAL INSTITUTE FOR MEDICAL SCIENCES AND
TECHNOLOGY, THIRUVANANTHAPURAM
Thiruvananthapuram, Kerala. India — 695011
SEPTEMBER 2022



ACKNOWLEDGEMENT

I would like to express my deepest gratitude to my guide Dr. Srikant Ambatipudi for his
guidance and advice. His constant encouragement and invaluable feedback, have helped to
shape this thesis from conception to completion. His vision, sincerity, strong determination,
and motivation have deeply inspired me.l am deeply indebted to Dr. Sankara Sarma P, Dr.
Jissa VT and Dr Mala Ramanathan for their help in statistical and ethics related matters. |
would also like to express my gratitude to Dr. Rakhal, Dr Srinivasan K, Dr. Ravi Prasad
Varma, Dr. Jeemon P , Dr. Biju Soman and Dr. Manju Nair for their indispensable
comments during our many presentations.l would like to express my deepest gratitude to
Dr. Noble Gracious, Professor(CAP) Government Medical College, Thiruvananthapuram
for the immense support and help during the data collection. Dr. Manju Thampi, consultant
nephrologist NIMS hospital (IEC, member secretary), Neyyattinkara for giving permission
to conduct data collection.l am thankful to Dr. Bhavya, Dr. Reshmy Mohan, Dr. Anusha
C.P for being the constant support and strength during the stressful periods of dissertation
work as well as the course period. | also extend my heartfelt thanks to my colleagues and |
am grateful for their friendship and support over the past two years. | would also like to
express my deepest acknowledgement to my parents and sister for their constant
encouragement. This thesis would not have been possible without the support and help of
my husband and my little one Eshal who sacrificed a lot for completion of this course. |
would like to express my heartfelt gratitude to all the participants who spared their valuable
time and cooperation given. Last but not the least, | would like to thank the Almighty for
giving me the endurance and strength to overcome the numerous hurdles that arose on the

way to the completion of this project.



DECLARATION

| hereby declare that this dissertation titled — “Caregiver burden and quality of life among
the primary caregivers of hemodialysis patients at tertiary care centers in
Thiruvananthapuram city- A cross-sectional study” is a bonafide record of my original
research. It has not been submitted to any other university or institution for the award of
any degree or diploma. Information derived from the published and unpublished work of

others has been duly acknowledged in the text.

Dr. Afina Azeez
Achutha Menon Center for Health Science Studies
Sree Chitra Tirunal Institute for Medical Science and Technology,

Thiruvananthapuram, Kerala, India — 695011

SEPTEMBER, 2022



CERTIFICATE

Certified that the dissertation titled - “Caregiver burden and quality of life among the
primary caregivers of hemodialysis patients at tertiary care centers in Thiruvananthapuram
city- A cross sectional study” is a record of the research work undertaken by Dr. Afina
Azeez, in partial fulfilment of the requirements for the award of the degree of Master of

Public Health under my guidance and supervision.

Guide: Dr. Srikant Ambatipudi

Assistant Professor

Achutha Menon Center for Health Science Studies

Sree Chitra Tirunal Institute for Medical Sciences and Technology, Thiruvananthapuram
Thiruvananthapuram, Kerala. India -695011

SEPTEMBER 2022



TABLE OF CONTENTS

Section Title Page No.
List of figures and tables Vil
Glossary of abbreviations Vil
Abstract 1
Chapter 1. Introduction

1.1 Background of the study 2
1.1.1 Caregiver burden 4
1.1.2 Caregiver’s quality of life 4
1.1.3 Chronic Kidney Disease 5
1.14 Importance of caregivers for ESRD patients 5
1.2 Literature Review 6
1.2.1 Chronic Kidney Disease 7
1.2.2 Caregivers 7
1.2.3 Types of caregivers 7
1.2.4 Caregiver Burden and Quality of life 8
1.2.5 Global Studies 10
1.2.6 National studies 13
1.2.7 Regional studies 14
1.3 Gaps in Researches 15
1.4 Rationale of the Study 15
1.5 Objectives 15
Chapter 2. Methodology

2.1 Study design 16
2.2 Study setting and Study population 16
2.3 Sample size estimation 16
2.4 Sample selection procedure 16
2.5 Subject selection 16
2.5.1 Inclusion criteria 16
25.2 Exclusion criteria 16
2.6 Data collection method 17
2.7 Study period 18
2.8 Data collection tools 18
2.8.1 Zarit Burden Interview 18
2.8.2 WHO QoL BREF 19
2.9 Ethical considerations 19
2.10 Data analysis 20
2.11 Statistical analysis 20
2.11.1  Multivariate analysis 21
2.12 Variables in the study 21
2.13 Operational definitions of the variables in the study 22
2.14 Expected outcomes 23



Chapter 3. Results

3.1
3.2
3.3
3.4
3.5
3.6
3.7

3.7.1
3.7.2
3.7.3
3.74
3.8

3.9

3.10
3.11
3.12
3.13
3.14
3.15

3.16
3.17

Socio demographic characteristics of caregivers

Health related and caregiving aspects of the caregivers

Patient characteristics

Assessing the level of caregiver burden of primary caregivers
Assessing the quality of life of primary caregivers

Caregiver burden and socio demographic characteristics
Association of WHO QoL BREF scale and characteristics of
caregivers

WHO QoL BREF Physical domain

WHO QoL BREF Psychological domain

WHO QoL BREF Social domain

WHO QoL BREF Environmental domain

Multivariate analysis of caregiver burden with characteristics of
caregiver

Association of independent variables with Physical domain of
WHO QoL BREF

Association of independent variables with Psychological domain
of WHO QoL BREF

Association of independent variables with Social domain of WHO
QoL BREF

Association of independent variables with Environmental domain
of WHO QoL BREF

Association of caregiver burden with quality of life

Physical domain of WHO QoL BREF and Zarit burden
Psychological domain of WHO QoL BREF and Zarit burden
Social domain of WHO QoL BREF and Zarit burden
Environmental domain of WHO QoL BREF and Zarit burden

Chapter 4. Discussion

4.1 Sociodemographic characteristics of the caregivers
4.2 Caregiver burden
4.3 Quality of life of the caregivers
4.4 Strength and limitations
4.5 Conclusion
4.6 Public health relevance
4.7 Recommendations
References
Annexure
I Participant information sheet in English
I Informed consent form for participants in English
11 Interview schedule in English
IV Participant information sheet in Malayalam
V  Informed consent form for participants in Malayalam
VI  Interview schedule in Malayalam
VIl 1EC approval letter
VIl Permission letters from hospitals
IX  Table showing association of caregiver burden with
sociodemographic characteristics of caregivers and patients
X Originality Report

24
26
27
28
28
29
31

31
32
33
34
35

37

38

39

40

41
42
43
44
44

46
48
50
il
52
52
53

60
62
63
74
77
78
87
89
92

95

\



LIST OF TABLES

Table No. Title Page no.

3.1 Socio demographic characteristics of caregivers 25

3.2 Factors related to the health related and caregiving aspects of 26
caregivers

3.3 Patient characteristics 27

34 Significant association of level of caregiver burden with various 30
characteristics of caregivers

3.5 Association of WHO QoL BREF Physical domain with 31
characteristics of caregivers

3.6 Association of WHO QoL BREF Psychological domain with 32
characteristics of caregivers

3.7 Association of WHO QoL BREF Social domain with 33
characteristics of caregivers

3.8 Association of WHO QoL BREF Environmental domain with 34
characteristics of caregivers

3.9 Factors associated with level of burden 36

3.10 Factors associated with the Physical domain of WHO QoL BREF 37

3.11 Factors associated with the Psychological domain of WHO QoL 38
BREF

3.12 Factors associated with the Social domain of WHO QoL BREF 39

3.13 Factors associated with the Environmental domain of WHO QoL 40
BREF

3.14 Association of caregiver burden with each domain of WHO QoL 41-42
BREF

3.15 Results of multivariate analysis of physical domain of WHO QoL 43
BREF and Zarit burden

3.16 Results of multivariate analysis of Psychological domain of WHO 43
QoL BREF and Zarit burden

3.17 Results of multivariate analysis of Social domain of WHO QoL 44
BREF and Zarit burden

3.18 Results of multivariate analysis of Environmental domain of WHO 45
QoL BREF and Zarit burden

LIST OF FIGURES

Figure No.  Title Page no.

2.1 Flow chart showing the sample selection procedure for the data 17
collection

3.1 Level of caregiver burden among the caregivers based on Zarit 28
burden

3.2 Mean score of each domain of WHO QoL BREF 29

Vil



GLOSSARY OF ABBREVIATIONS

ADL Activities of daily activities
AOR Adjusted odds ratio

CB Caregiver burden

CKD Chronic Kidney Disease
COR Crude odds ratio

Cl Confidence Interval
DALY Disease Adjusted Life Years
ESRD End Stage Renal Disease
GBD Global Burden of Disease
KRT Kidney Renal Transplant
HD Hemodialysis

PD Peritoneal Dialysis

QoL Quality of life

WHO World Health Organization

Vil



ABSTRACT
Background: Chronic kidney disease is a leading chronic disease that impacts the
physiological, psychological and functional ability of patients and their families. The
primary caregiver is required to assist the patient in his or her everyday tasks. This may
cause caregivers to feel burdened, resulting in a poor quality of life. The current study aims
to examine the degree of caregiver burden and quality of life among the primary caregivers
of hemodialysis patients.
Methods: Primary caregivers (N=200) of the patients undergoing hemodialysis at tertiary
care centers were conveniently sampled. Data was collected through a structured interview
schedule. Zarit Burden Interview and WHO Quality of Life BREF scale were used for
assessing caregiver burden and quality of life of caregivers respectively. Univariate and
multivariate analysis was used to identify the association between the variables.
Results: Majority (46%) of the caregivers reported mild to severe levels of caregiver
burden. The caregivers without leisure time [AOR=3.1 (95% ClI: 1.8-6.7)], monthly income
of less than 320000 [AOR= 2.1 (95% CI: 1.1-4.5)], perceived financial stress [AOR= 2.3
(95% CI: 1.2-4.5)] and caregivers with more than three comorbidities [AOR= 4 .0 (95%
Cl: 1.6-9.9)] had an increased odds of caregiver burden. There was a significant association
of caregiver burden with poor quality of life in each domain of WHO QoL BREF. The
caregivers who had caregiver burden had an increased odds of poor physical [AOR-
7.9(95% CI-3.8-16.2)], psychological [AOR-6.6(95% ClI-3.0-14.3)], social [AOR-2.5(95%
CI-1.3-4.7)] and environmental [AOR-4.3 (95% CI-2.1-8.8)] of quality of life.
Conclusion: The present study revealed the presence of mild to severe levels of caregiver
burden and poor quality of life in each domain of WHO QoL BREF. This study opens new
avenues of research and potential intervention to reduce caregiver burden and improve the

quality of life of caregivers.



CHAPTER-1
INTRODUCTION

1.1 Background of the study

The term "caregiving" refers to the activity or profession of daily caring for a child, the
aged, or the disabled. It may entail catering to an individual's mental or physical well-
being. It may be long-term caregiving for someone with a chronic disease or physical
impairment, or it can be periodic and occasional, as in the case of caring for someone with
an acute sickness or an acute episode of a chronic condition (Greenlee and Scharlach,
2001). Caregivers are persons who provide care to people requiring assistance in taking
care of themselves. A caregiver's typical tasks may include caring for someone who has a
chronic illness or condition; managing medications or communicating with physicians and
nurses on someone's behalf; assisting in bathing or dressing someone who is weak or
disabled; or taking care of domestic chores, meals, or processes linked to health for

someone who cannot do these things alone (van den Berg et al., 2004).

"Caregiver" can be formal and informal. The formal caregiver is the professional who has
been academically educated/trained to fulfil the patient's unique requirements. They are
commonly referred to as "providers,” whereas the informal caregiver is a family member
or friend who is asked or volunteers to perform the majority of the patient's day-to-day care
in the family environment (Oliveira et al., 2007). Primary caregivers play an important role
in health care since they are often the primary source of crucial patient information (Mitnick
etal., 2010). The burden of caring for chronically unwell family members may cause stress
for the caregiver. This caregiver stress has been linked to an increased risk issues with
mental (Gallagher et al., 2018) and physical health (Gallagher and Hannigan, 2014), as well
as poor immunity (Gallagher et al., 2009) and higher blood pressure (Gallagher and

Whiteley, 2012).



Primary caregivers such as adult children or spouses are more vulnerable to stress (Jellema
et al., 2019). Caregiving chores may need round-the-clock care and supervision, reducing
time spent on other significant activities such as paid jobs and leisure activities
(Kniepmann, 2014). Many primary caregivers reported their experience as extremely
demanding and difficult in a study on the role of spouse caregivers for stroke survivors
(Knecht-Sabres et al., 2016). Furthermore, partners and other family caregivers are more
likely than the general population to have physical and mental health issues (Jellema et al.,
2019). According to the British GP Patient Survey, primary caregivers had much worse

health than their non-carer peers (Health, 2015).

Caregiving is a major public health issue that impacts the lives of millions of people.
Caregivers help another individual with their social or health requirements. Caregiving
tasks can grow and shift as the recipient's requirements alter, putting an additional burden
on the carer. Caregiving may have a wide range of effects on the caregiver's life, including
his or her capacity to work, engage in social interactions and relationships, and maintain
physical and mental health (Caregiving for Family and Friends — A Public Health Issue,
2019).

With increased life expectancy and the development of more effective illness treatment
resources, the job of the caregiver has grown crucial. Caring for a sick family member may
be extremely demanding on the caregiver, resulting in hardship and changes in family

relations (Delalibera et al., 2015).

With the onset of a chronic illness in the family, the sick family member requires care due
to clinical complications of his state of health, and the caregiver's occupational life is
adversely affected in the areas of occupational self-care, work, and leisure, because

they have less time to take care of themselves, and to relate outside their family nucleus.



They experience challenges in their everyday life as a result of adverse implications such
as overload, depressive symptoms, anxiety, and higher levels of stress (Pinto and Nations,

2012).

1.1.1 Caregiver Burden

Caregiver Burden can be defined as the extent to which caregivers perceive their emotional
or physical health, social life and financial status in a decreasing manner because of the
care they provide for a chronically ill, disabled, or elderly family member (Alshammari et
al., 2021). The caregiver burden can have an objective dimension, which refers to the
"visible™ consequences of problems arising from caring functions, such as an excess of
patient care, a change in the family routine, and life projects; and/or a subjective dimension,
which is directly associated with subjective issues, such as the degree of distress
experienced by the family member in the care given to the patient in daily routines (Soares
Neto et al., 2011).The impacts of the caregiver burden may increase when all of the caring
tasks are assigned to a single caregiver, who acting alone and without proper supervision,
is more likely to deteriorate his or her quality of life and health, leading to exhaustion, and
stress (Almeida et al., 2010).

1.1.2 Caregivers’ Quality of Life

Caregivers' Quality of Life (QoL) is influenced by social, physical, and psychological
factors like an obligation, everyday tasks, stress, discomfort, loss of sleep, and other
significant health issues (Aljuaid et al., 2022). Since caregiver burden affects both the
patient and the caregiver's well-being, it is critical to understand the characteristics linked
to caregiver burden. Previous work done on caregiver’s quality of life suggest that caregiver
burden is highly connected to caregiver’s quality of life and that lowering caregiver burden

can enhance caregiver’s quality of life. Because caregivers spend so much time each day



caring for patients, their daily activities are constrained, and they have little time to respond
to their own needs. More than half of family caregivers have chronic health conditions such
as heart disease and hypertension. Additionally, caregivers reported various degrees of
physical weariness and deterioration in health during long-term care. Caregivers endure

caregiver burden and a poor quality of life in general (Liu et al., 2020).

1.1.3 Chronic Kidney Disease

In India, Global Burden of Diseases 2015 ranks Chronic Kidney Disease(CKD) as the
eighth leading cause of death (Wang et al., 2016). CKD now accounts for 3.0% of deaths,
in South Asia (Misra et al., 2017). India has emerged as a ‘hotspot’, probably having the
highest burden of CKD in South Asia (Abraham et al., 2016). Among the various Indian
states, Kerala occupies a leading position in the incidence of CKD and associated ailments.
In Kerala, majority of the patients are males, below 60 years. The mean duration of
treatment was 5.26 years and mean age was 48.6 years and 62% of patients are in advanced

stages of disease (Jacob et al., 2019).

Kidney failure treated with dialysis is called End Stage Renal Disease (ESRD) (Burrows et
al., 2018). Diabetic nephropathy alone or in combination with hypertensive nephropathy is
the most common causes of ESRD in developed and developing countries (Ghaderian et
al., 2015). Regardless of several advantages of kidney transplantation, some patients choose

hemodialysis (HD) for the treatment of ESRD (Gordon, 2001).

1.1.4 Importance of caregivers for ESRD patients

The ESRD or CKD, not only influences the patients but also the whole family by adversely
impacting their socio-economic and psychological wellbeing. Especially, one of the family

members, known as the primary caregiver who takes the accountability for the greatest



care and needs of the patients (Peter, 2021). The CKD patients depend on their primary
caregivers for daily activities and their medical requirements including administration of
medicines, assisting them in transportation before and after dialysis, routine check-ups,
maintaining personal hygiene, preparation of renal diet and other household activities
(Mashayeknhi et al., 2015). The primary caregivers split their time and attention between
the existing demands of the patients and their own activities including professional, social
and marital roles. They willingly take the responsibility of a diseased patient in its broader
sense without any financial remuneration. This leads to immense physical, emotional and
financial stress on them (Monarrez-Espino et al., 2021) and may result in greater reductions
in caregiver’s quality of life (Nataatmadja et al., 2021).

In the current scenario, COVID-19 has been declared as a global pandemic. COVID19
affects the HD patients badly, worsening their conditions which might result in death. So,
utmost care should be given to HD patients to protect their life. It doubles the responsibility
of the caregivers to make their loved ones from any complications or any other acute
infections (Sharma et al., 2021). Caregivers who face caregiver burden without enough
support or resources negatively influence the quality of care they provide (Liu et al., 2020).
Therefore it is important to evaluate the caregiver burden as it affects both the patient’s and

caregiver’s quality of life and the quality of care they provide (Joy et al., 2019).

1.2 Literature Review

The literature review was carried out using PubMed, Google scholar and SCTIMST
Dspace. The keywords, including “Caregivers, Caregiver burden, Quality of life, Socio-
demographic factors, Hemodialysis (HD), chronic kidney disease” and MeSH terms such
as chronic kidney disease (CKD), End-Stage Renal Disease (ESRD), Renal failure,
Hemodialysis (HD) were used for search. The Boolean operator ‘AND’ was used to

combine search results.



1.2 .1 Chronic Kidney Disease (CKD)

Chronic kidney disease (CKD) can be defined as a condition in which kidneys are damaged
and their ability to filter wastes from the blood is decreased. This can cause waste to build
up in the body and can cause other health problems including high blood pressure, anaemia
(low blood count), weak bones, poor nutritional health, and nerve damage. CKD also
increases the risk of having heart and blood vessel disease. These problems may occur
gradually over a long time. Early detection and treatment can often hold chronic kidney
disease from getting worse. If kidney disease is not treated properly, it may eventually lead
to kidney failure, which requires dialysis or a kidney transplant to survive ((Levey and
Coresh, 2012), (Webster et al., 2017)). At this stage the patients require caregivers for

providing help with their day to day activities (Mashayekhi et al., 2015).

1.2.2 Caregivers

Caregivers are individuals who are closely committed to providing care to the patients
during the course of treatment. They play a major role in the management of the symptoms

and needs of the patients to handle the disease (Joy et al., 2019).

1.2.3 Type of Caregivers

Formal caregivers are members of an organization who must adhere to certain standards of
behaviour and practise. They might be professionals, support staff, or volunteers. Informal
caregivers are not affiliated with any organization. They have no formal training and are
not held to any norms of behaviour or practise. They might be relatives or neighbours.
Informal or unpaid caregivers are the backbone of in-home long-term care (Caregiving for

Family and Friends — A Public Health Issue, 2019).



1.2.4 Caregiver Burden and Quality of Life

A scientific review on the factors related to caregiver burden revealed that a variety of
patient and caregiver related factors that have a positive and negative impacts on caregiver
burden. These factors are classified into five groups such as socio demographic factors of
both patient and caregiver, situational and relational factors, disease related factors,
environmental and psychological factors. The inter connection of all these factors needs
attention to recognize the overall impact of caregiver burden (Alshammari et al., 2021).
Caregiving duties in managing dialysis have proven to be stressful for the physical, social,
and emotional health of informal caregivers. According to previous research, caregivers
may experience depression, anxiety, fatigue, social isolation, relationship strains, financial
difficulties, and stress as a result of the additional responsibility of managing their care
recipient's treatment, dietary requirements, clinic appointments, and psychosocial issues.
In contrast to developed countries, the caregiving procedure for HD patients is extremely
difficult in low and middle-income countries where family caregivers provide more than
20 hours of care every week (Abebe et al., 2022).

The widespread availability of HD saves and extends the lives of ESRD patients but these
patients, on the other hand, suffer from a variety of symptoms and complications, including
profound fatigue, nausea, insomnia, hypotension, and muscle cramps (Garg et al., 2017).
They are also required to adhere to extensive medication regimens, as well as dietary and
fluid restrictions, all of which have an impact on their ability to travel, participate in social
activities, and maintain employment (Reid et al., 2016).This often transmits into an intense
care burden for their caregivers (Moskovitch et al., 2020). Primary caregivers face
significant physical and psychological stress when caring for patients undergoing HD

(Matthews et al., 2021).



According to research, the primary caregivers of CKD patients are male patients' partners,
followed by daughters and other female relatives ( (Gilbertson et al., 2019); (Mollaoglu et
al., 2013). It has been proposed that caregivers of CKD patients are influenced by two key
elements. The first is the disruption to their social life caused by both HD and PD dialysis
treatments, and the second is increased physical help after the patient loses functional
independence (Low et al., 2008). When a caregiver feels burdened, the quality of care
decreases. It may appear as a result of the care recipient's poor coping abilities and a lack
of emotional support (Liu et al., 2020).

A comprehensive evaluation of 61 quantitative studies involving 5,000 caregivers of adult
dialysis patients showed that caregiver burden and quality of life were poorer for dialysis
users than for patients with other chronic health conditions. The caregiver had equivalent
effects when the patient received either HD or PD; however, caregiver burden and quality
of life were worse among caregivers of patients undergoing HD (Gilbertson et al., 2019).
Low et al. discovered that caregivers who lived with a patient with ESKD suffered
exhaustion, stress, isolation, life constraints, increased workload, financial implications, an
altered relationship with the patient, and intimacy issues in marital relationships.
Caregivers were generally reported to ignore their own health, however caregivers who
took a vacation from the caregiving position had a favorable influence on their health (Low
et al., 2008).

Caregivers of patients with HD and PD have a detrimental influence on work, leisure
activities, and social activities (Cantekin et al., 2016). Patients with comorbid illnesses and
greater physical dependence have been observed to lead to a greater caregiver burden

(Walker et al., 2015).



1.2.5 Global Studies

Scientific investigations on the caregiver burden and factors linked with caregiver burden
from Jordan revealed severe caregiver burden (CB) amongst the participants that were
associated with increasing age of caregivers. The caregivers who had sufficient health
literacy exhibited a lower level of burden (Abed et al., 2020). Studies conducted in Nigeria
found mild to moderate CB amidst the caregivers in which female caregivers encountered
a higher level of burden and less quality of life in comparison with the male caregivers.
The researchers also pinpointed that anxiety, depression and burden were frequent among
caregivers of CKD patients especially females compared to age and sex matched controls
(Adejumoetal., 2019). A study conducted in USA reported moderate to extreme caregiving
burden among different categories of caregivers. The caregivers with proper health and
those who optimistically approach the caregiver role underwent a lesser degree of burden
(Affinito and Louie, 2018).

Investigations conducted by public health researchers from Jordan showed a moderate
degree of burden and it also manifests that staying along with the patient was the main
variable which was positively correlated with the CB. Supplementary socio demographic
elements of both patient and caregivers, hours of caregiving per week and years of care
giving were not associated with CB (Alnazly, 2016).

A study conducted in Spain on the Health-Related Quality of Life (HRQOL) and
caregiver’s burden showed moderate to severe burden. In addition, those caregivers who
had insufficient social support and poor physical and mental health, experienced a higher
caregiver burden.  Further the number of caregiving hours, age of patients, morbid
conditions of patients and caregivers and number of treatments were positively associated
with CB (Alvarez-Ude et al., 2004). Research reports from Saudi Arabia revealed moderate

to severe CB among the caregivers. The study showed a negative association of caregiver

10



burden with the age of the caregivers. But the age of the patients was positively associated
with the caregiver burden. While, the level of education of both patient and caregiver has a
negative relationship with CB(Bayoumi, 2014).

Research conducted in Brazil regarding perceived burden and HRQOL of the caregivers of
HD patients showed a moderate level of CB. The factors such as caregivers of the male
patient with low literacy rates and those caregivers of patients with multiple comorbidities
showed higher caregiver burden scores. Also, those caregivers who were females with an
increased number of caring hours, showed higher burden levels (Belasco et al., 2006).
Scientific investigations conducted in Turkey to evaluate the burden of caregivers of HD
and related variables showed a moderate level of CB. The caregivers who were female and
being working, had three or more children, with lower income and those who offered care
for more than five years were found to experience a higher level of CB. In accordance with
this, they also reported that their role in family and working were negatively impacted with
the caregiving. But other socio demographic factors including caregiver's age, education
level, marital status, place of residence and dialysis sessions per week, were not related to
CB (Cagan et al., 2018).

A study to determine the factors associated with CB of caregivers of HD patients in
Indonesia showed no to low burden. Factors such as duration of caring hours, gender and
education level were not significantly correlated to CB, but the lower income and older age
of caregivers showed association with high CB (Faridah et al., 2020).

Likewise, a study conducted in USA displayed little to no burden (Affinito and Louie,
2018). Reports from Vietnam showed moderate to severe burden among caregivers. The
spouses of patients ,the elderly, those who had comorbidities and provided a longer
duration of caregiving to dependent patients showed higher caregiver burden (Hoang et al.,

2019).

11



Jafari et al., 2018 evaluated the level of burden and quality of life among caregivers of HD
patients and their findings indicate a moderate to severe level of caregiver burden. The
factors such as education level and self-care of the patients were negatively linked with CB.
On the other hand, the age of caregivers was positively linked with caregiver burden. Other
factors such as patient’s age, gender of the patients and caregivers, occupation and income
were not related to CB. Caregivers of patients having comorbidities showed a high CB
scores. The quality of life of caregivers showed a negative association with the CB score
(Jafari et al., 2018).

A survey organized among primary caregivers of HD patients from Turkey revealed mild
to severe burden especially among female caregivers, also among young caregivers, single,
well-educated, and those with comorbidities. The spouses of HD patients had low levels of
CB in comparison with other relatives. Caregivers from the peripheral district or small town
had a higher burden than those who are natives of centered districts. However, the
researchers found no association between the occupation and income of caregivers and CB
(Mollaoglu et al., 2013).

Reports from investigations conducted among caregivers of Greece displayed a moderate
burden. But there was no association between the age, gender, education, marital
satisfaction, and employment status of caregivers with the patient status such as dialysis
dependent or not with the CB (Paschou et al., 2018). Shah et al., (2017) based on their
observations from Pakistan reported mild, moderate CB and a positive association between
the CB and factors such as duration of the patient on dialysis and hours of caregiving, low
socioeconomic stat and highly dependent patients (Usman Shah et al., 2017).

A study from Nepal revealed a moderate to high burden and pointed out that increased CB
was linked with low socio-economic status, lower education status, aged and lack proper

social assistance. Widowed caregivers elicited higher CB levels in comparison with
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married women. However, the lowest levels of CB were observed in unmarried women.
Spouses and parents of the ESRD patients had a higher CB as compared to other relatives.
However, duration and frequency of dialysis and comorbidities of patients were not found
to be significantly linked with CB. Caregiver burden is markedly associated with the quality
of life (QoL) of caregivers (Shakya et al., 2017). Research reports from Japan reveals mild
to moderate burden and factors such as spouses, those having chronic diseases and longer
duration of care giving were linked with CB (Washio et al., 2012).

A study from China among primary caregivers of HD patients showed that 51% of the
caregivers reported mild to moderate burden and 25.2% reported mild to severe burden.
Age of the caregivers, low educational status, unemployment and increased duration of
caring had resulted in higher levels of CB. Those who were physically and mentally healthy
experienced low CB. Caregiver burden was considerably increased in caregivers with more
than two comorbidities and patients with low income. Relationship with patient such as
parents, spouses and adult children felt more burden than with other relatives (Zhang et
al., 2020).

1.2.6 National Studies

A study conducted in Hyderabad by Nagarathnam et al., (2019) among the caregivers of
HD, PD, RT patients and their quality of life indicated moderate to severe burden among
the caregivers of HD patients which also affected their quality of life. They revealed that
the increased level of burden on caregivers of HD patients may be due to the elevated
responsibilities such as supporting the patients in to and fro journey to the dialysis center,
preparation of special diets and taking care of the complications of treatments. Also, social
isolation and altered daily activities of the caregivers increased their burden (Nagarathnam
et al., 2019). Recent report from Sikkim pointed out that more than half of the caregivers

experienced mild to moderate burden. There was a marked link between the age and gender
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of caregivers and CB. Female caregiver had moderate to severe burden as compared to the
male caregivers. Those caregivers who had poor educational status had higher CB. In
addition, aged caregivers had higher CB. Occupational status of the caregiver also impacts
the CB. Unemployed caregivers had high CB than others. The other factors such as age of
the patient, number of comorbidities of patients and longer duration of dialysis were also
associated with CB. Also there is a positive correlation between the CB and severity of
depression in patients (Joseph et al., 2021). A study from Uttarakhand, India, on the burden
of caregivers of patients undergoing HD indicated mild to moderate level of CB. The study
also revealed that caring and being with the patient most of the time might affect the health
and quality of life of the caregivers (Sharma et al., 2021).

A study from Lucknow, UP revealed that majority (43.3%) of the participants had mild to
moderate caregiving burden. Besides, higher CB was experienced by elderly caregivers,
specifically women, married, illiterate, those with three or more children, with an income
generating and giving care for 1-2 years. Although no significant association was found
with these variables (Peter, 2021).

1.2.7 Regional Studies

Limited studies have been done on the CB and quality of life in Kerala. A recent study
conducted by (Joy et al., 2019) on the burden and resilience in caregivers of patients in
maintenance HD showed moderate to severe burden among the caregivers. The factors
comprising extent of care giving and time utilized for daily care were influenced by the
CB. Female caregivers and those who struggled to perform the caregiver role experiences
higher burden. However, the age of the caregiver had no association with burden. The study
also showed that the caregivers experienced low resilience status due to the various
elements such as physical and mental burden of the caregivers along with financial strains

they experienced (Joy et al., 2019).



1.3 Gaps in Researches

A number of studies regarding CB and quality of life were conducted in developed
countries. In India most of the studies were focused on the level of burden and associated
factors. A study done in Kerala on Burden and resilience in caregivers of patients on
maintenance HD (Joy et al., 2019) revealed that 80% of the caregivers had caregiver burden
but it did not assess the quality of life of the caregivers.

1.4 Rationale of the study

Hemodialysis has become a highly safe medical procedure which can significantly extend
the life of chronic kidney disease patients. It is nonetheless a stressful and lengthy process.
However, a physical and psychological challenge associated with the long-term dialysis
therapy causes negative impact on patients as well as caregivers. Recurrent hospitalization
of the patient and factors related with ESRD can often lead to diminishing the quality of
life of caregivers. There are very limited studies from Kerala focusing on the CB. The
relation between CB and its association with quality of life of the primary caregivers
remains underexplored. It is vital to realize the burden of primary caregivers of HD patients
and provide timely intervention to enhance their quality of life. Hence, the present study

was envisaged.

15 Objectives
e To analyse the level of caregiver’s burden and associated factors among the primary
care givers of hemodialysis patients.

e To evaluate the quality of life of primary care givers of hemodialysis patients.
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CHAPTER-2

MATERIALS AND METHODOLOGY

2.1 Study Design . A cross-sectional study was conducted to assess the level of
caregiver burden and quality of life among the primary caregivers of HD patients.

2.2 Study Setting and Study Population: Primary caregivers of the hemodialysis patients
at the designated hemodialysis centers aged 18 years or more in Thiruvananthapuram city,
Kerala, India was invited to participate in the study.

2.3 Sample Size Estimation: Assuming that 80% caregivers experience moderate to severe
levels of caregiver burden (Joy et al., 2019), with an absolute precision of 10% over the
95% confidence interval, the estimated sample size was 120. Assuming 20% non-response,
the sample size was estimated to be 140.

2.4 Sample Selection Procedure:

Dialysis centers were contacted for their willingness to participate in the study. Primary
caregivers of the patients undergoing HD at the participating centers were selected using a
convenient sampling method. Sample selection process is explained in Figure 2.1.

2.5 Subject Selection:

2.5.1 Inclusion Criteria:

1. Caregivers of age > 18 years.

2. Persons who have provided care for >3 months.

3. Caregivers who were proficient in reading and writing the Malayalam language.

2.5.2 Exclusion Criteria:

1. Paid caregivers.

2. Caregivers of peritoneal dialysis patients.
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Figure 2.1: Flowchart showing the sample selection procedure for the study

Total no. of dialysis
centres in
Trivandrum=30

A

A ¥

No. of centres No. of centres
under Public sector=8 under Private sector=22
| _ |
. 4
v Y
Willing to Not willingto
participatein the study participate in the study

Satisfying inclusion criteria

h 4 ¥

Selected for the study Exclude from the study

2.6 Data Collection Method:

A structured interview schedule in Malayalam was administered by the principal
investigator. The Malayalam version of the study tool (here, structured interview schedule)
was printed and retained with the principal investigator during the course of data collection.
Responses received from the participants as answers to the queries in the interview schedule
was noted in the print outs. The interview schedule was divided into 3 segments.

First section included the socio-demographic particulars of the participant (age, education,
income, marital status, number of children, patient treatment linked details, socio economic
particulars, transportation information, patient linked activities, etc.)(Annexure-3). The
second section included the assessment of degree of caregiver burden assessed using Zarit
Burden Interview Scale (Annexure 3). The third section covered the assessment of quality

of life of the primary caregivers using WHO QoL BREF scale (Annexure-3). The
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participants had the choice to not answer questions and their involvement was absolutely

voluntary.

2.7 Study Period:

The study was conducted during the time period of March 11", 2022 to May 21%, 2022.

2.8 Data Collection Tools

Structured Interview Schedule based survey using the Zarit Burden Interview and WHO

QoL —BREF scales.

2.8.1 Zarit Burden Interview:

Zarit Burden Interview (ZBl) was implemented for evaluating primary caregiver’s
professed burden. It is one of the most frequently used tools for assessing burden and has
been authenticated in many culturally or ethnically diverse populations. The revised version
of ZBI comprises 22 items. Each item was scored using a 5-point scale. Response options
vary from 0O (never) to 4 (nearly always). Higher the score, bigger was the perceived burden.
The Malayalam version of the tool used in this study was kindly shared by Dr. Jomon Joy,
Associate professor of Psychiatry, SUT academy of medical science (Joy et.al 2019). The
final score was interpreted as: 0-21-little or no burden; 21-40 — mild-to-moderate burden;
41-60 — moderate-to-severe burden; and 61-88 — severe burden. The internal consistency

of ZBI was evaluated using Cronbach’s alpha.
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2.8.2 WHO QoL-BREF:

The WHO QoL-BREF, a shorter version of the WHOQoL-100 was used for assessing the
quality of life among the primary caregivers of the individuals undergoing dialysis. It
comprises of four domains namely physical, psychological, social, and environmental.
Items on this measure were scored on a 5-point Likert scale. The scores span from 1 (low)

to 5 (high) with escalating scores from 1 to 5 denoting higher QoL.

The raw domain scores acquired from the WHO QoL- BREF were transformed to a 4 - 20
score and then scaled in a positive direction (higher scores denote a higher quality of life).
The mean score within each domain was calculated. The Malayalam version of this tool
was used in this study after seeking permission from the author (Sreedevi et al., 2016). The

internal consistency of the WHO QoL BREF scale was measured using Cronbach’s alpha.

2.9 Ethical Consideration:

The present study received ethical clearance from the Institute Ethics Committee of Sree
Chithra Tirunal Institute for Medical Science and Technology, Thiruvananthapuram,
Kerala (SCT/IEC/1828/JANUARY/2022)(Annexure-7).Also, the permission from the
Directorate of Health Service, Thiruvananthapuram, the Nephrology Department of
Government Medical college ,Thiruvananthapuram and the concerned head of the private
institutions were obtained before the start of the data collection (Annexure-8).The interview
was performed warranting absolute privacy to the participant. The principal investigator
and participant were the only persons present at the time of interview. All attempts were
made to ensure confidentiality of the personal information gathered from the participant.
The information gathered was not shared with anyone outside the study group and reporting

was done in cumulative form only. Identity of the responder was not publicized at any point
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of time. All hard copies of filled interview schedules and consent forms were kept under
the guardianship of principal investigator and will be appropriately discarded after a period
of five years.

2.10 Data Analysis:

The data entry was done using Microsoft excel software and was then imported into SPSS
version 25. All the statistical analysis was performed using SPSS version 25. Data cleaning
was done before the analysis. Coding and recoding of the data were done prior to the
analysis.

Frequencies and proportion were calculated for the categorical variables, and median,
standard deviations were calculated for the continuous variables. Median age and age range
were examined and independent test was applied to compare the mean and standard
deviation in categorical variables. The level of burden was represented as frequencies and
percentages in each category. The QoL was reported using Mean and Standard deviations
for each domain.

For exploring the association between CB and quality of life with the independent
variables, the dependent variables were dichotomized. Caregiver burden were classified
into no burden and burden by keeping little/no burden as no burden and by pooling mild to
severe level of burden-to-burden category. WHO QoL BREF scale was divided into two as
good and poor based on the median score. Those scores below median were considered to
have poor quality of life while those with scores greater than or equal to median were
considered to have good quality of life.

2.11 Statistical Analysis

For analysis logistic regression was done with,

e Sociodemographic variables as the independent variable and caregiver burden as the

dependent variable.
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e Sociodemographic variables as the independent variable and each domain of the
WHO QOL BREF as the dependent variable.
e Caregiver burden as the independent variable and each domain of the WHO QOL

BREF as the dependent variable.

Bivariate analysis was executed using Chi-square test for categorical data. Binary logistic
regression analysis was conducted to find out the correlates of caregiver burden and quality
of life of the caregivers. Odds ratio was computed for all the associations assessed and the
p-value obtained was used to determine whether the association were significant. A p value
of <0.05 was used as cut off for statistical significance.

2.11.1 Multivariate Analysis
The factors which were found to have association with both Zarit Burden and WHO QoL

BREF scales were selected for the multivariate analysis. For the analysis each domain of
WHO QoL BREF scale was taken as the dependent variable and from the multiple models,
the best model based on Hosmer and Lemeshow Test p-value was selected. The Hosmer-
Lemeshow statistic indicates a good fit if the significance value is greater than 0.05.

2.12 Variables in the study:

Dependent variables:

The primary outcome of the study was the level of the caregiver burden and the secondary

outcome variable was the quality of life of the primary caregivers of HD patients.

Independent variables:

Independent variables were the sociodemographic characteristics of the caregivers and the
patients, transportation details, health related and caregiving aspects of the caregivers and
treatment related factors of the patients and their dependency of their caregivers. Socio

economic factors were assessed by income range.
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2.13 Operational definitions of the variables in the study

Sociodemographic Variables of caregivers

Age — Age in completed years as reported by the participant.

Sex- Male/ Female as reported by the participant.

Religion — religion followed as reported by the participants — Hinduism/
Christianity /Islam.

Relationship of the caregiver to the patient -reported by the participants as
spouses/mothers/daughters/son/siblings/others.

Education — Highest level of education as reported by the participants.

Income — Income of household categorised into two as below and above 320000/-
Presence of comorbidities- Health related comorbidities of the caregivers were
grouped as yes or no and number of comorbidities were grouped into 4 categories
0,1, 2, >3).

Leisure time- Availability of free time of the participants were categorised as yes
and no.

Source of treatment expenses-sources as reported by the participants
Transportation details- the variables such as residency were categorised into rural
and urban.

Distance to the hospital- categorised as reported by the participants.

Type of transportation-categorised into public and private transport as reported by

the participants.
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Variables related to the patients

e Age —age in completed years as reported by the caregivers.

e Sex of the patient-- Male/ Female as reported by the participant.

e Duration of the treatment- grouped into 3 categories as 3-6months/
1-2years/more than 2 years.

e Number of weekly sessions-number of sessions per week were categorised into one
session/two session and 3 sessions.

e Activities of the patients depend on caregivers- Activities of the patients depending
on the caregivers were grouped into 2 categories dependent and independent.

e Caregiver burden- Caregiver Burden is a generally accepted term used to describe

the emotional, physical and financial cost of the care by the primary caregivers.

e Primary /family caregivers- Individuals who care for members of their family of
origin are referred to as "family caregivers,” while those who care for their family

of choice are also referred to as "family caregivers.”" (Mitnick et al., 2010).

2.14 Expected outcome:
The expected outcome of the study was to assess the level of caregiver burden and the

quality of life of the primary caregivers of HD patients.
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CHAPTER 3

RESULTS

The findings of the study are presented in this chapter. The first section includes
background characteristics of the caregivers, focusing on their socio demographic, socio
economic, health related and care related factors. Patient characteristics and treatment
related details were also described. In the second section findings of caregiver burden were
explained and the results of quality of life of the caregivers were described in the third
section. This is followed by the results of univariate and multivariate analysis focusing on

the study objectives.

3.1 Socio-Demographic Characteristics of Caregivers

Socio-demographic characteristics of caregivers (N=200) are shown in Table 3. 1. The age
of participants ranged from 22-85 years with a median age of 55 years. Majority of the
caregivers were females (77.5%). About 69 percent of the caregivers belonged to Hindu
religion and most of the participants were married (93.5%). About half of the participants
had higher secondary or higher than secondary level of education. Majority of the
caregivers in this study were the spouses (77.5%) of HD patients. More than half of the
caregivers were homemakers (57%) and one fourth of them were unemployed and retired.

The household income of about 70 percent of the caregivers were below 320,000.
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Variables

Age in years (median and range)
Gender

Male

Female

Religion

Hindu

Muslim
Christian
Marital status
Single

Married
Divorced
Widowed
Relation of the caregiver to the patient
Spouse
Mother

Son

Daughter

Siblings

Others
Educational status

No formal education
Primary School
High School

Higher secondary
Graduate

PG

Others
Employment status

Home maker

Public Sector

Private Sector

Self employed

Daily wage earner

Unemployed

Retired

Income range (in ¥ per month)
<20000

>20000

Table 3.1 Socio-demographic characteristics of caregivers (N=200)

N (%)
55 (22-85)

45 (22.5)
155 (77.5)

138 (69)
27 (13.5)
35 (17.5)

8 (4)
187 (93.5)
2(1)

3 (1.50)

155 (77.5)
12 (6)
10 (5)

15 (7.5)
5 (2.5)
3 (1.5)

5 (2.5)
26 (13)
69 (34.5)
36 (18)
40 (20)
19 (9.5)
5 (2.5)

114 (57)
12 (6)
10 (5)
18 (9)
6 (3)

20 (10)

20

140 (70)
60 (30)
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3.2 Health Related and Care Giving Aspects of the Caregivers

The different factors related to the health related and care giving aspects of the caregivers
are shown in Table 3. 2. Nearly, three fourth of the caregivers had presence of comorbidities
(73.5%) and among them 75% of them had more than one comorbidity. More than half of
the caregivers had perceived financial stress to meet the expenses for the patient treatment
(51%) and nearly 63% of the caregivers depended on the relatives help, loans or the help
of the charitable trusts. Most of them had no health insurance. Nearly 60% of the
participants were from the rural areas and majority (83%) of them lived at a distance of
more than five kilometers from the dialysis center. Most of them were (57.5%) depend on

the public transport to reach the dialysis center.

Table 3.2: Factors related to the health related and care giving aspects of the caregivers

Variables N (%)
Presence of comorbidity

No 53 (26.5)
Yes 147 (73.5)
Number of comorbidities

One comorbidity 50 (25)
Two comorbidities 42 (21)
Three comorbidities and more 55 (27)
Presence of leisure time

No 102 (51)
Yes 98 (49)
Average caring hours

<8 hours 188 (94)
>=8 hours 12 (6)
Perceived financial stress

No 90 (45)
Yes 110 (55)
Source of treatment expenses

Relatives Help 92 (46)
Own money 73 (36.5)
Trust Help 22 (11)
Loan debits 28 (14)
Insurance availability

No 110 (55)
Yes 90 (45)
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Locality

Rural

Urban

Distance to the dialysis center
<1 km

2-5 km

>5 km

Type of transportation

Public transport

Private transport

3.3 Patient Characteristics

118 (59)
82 (41)

3 (1.5)
31 (15.5)
166 (83)

115 (57.5)
85 (42.5)

Table 3.3 represents the characteristics of hemodialysis patients (N=200) of the caregivers.

Majority of the patients were in the age range of 20 — 86 years with median age of 61 years,

prominently males (62%). The treatment duration for majority of the patients was greater

than 2 years (50.5%) with two weekly sessions of dialysis (72%) and most of them were

dependent on care givers for carrying out their day-to-day activities (53.5%).

Table 3.3: Patient characteristics (N=200)

Variables

Age in years (median and range)

Gender

Male

Female

Duration of treatment
3 months - 6 months

6 months -12 months
1-2 years

>2 years

Number of weekly dialysis sessions

One session
Two sessions

Three sessions

Activities of patients depending on

caregivers
Independent

Dependent

N (%)
61 (20-86)

124 (62)
76 (38)

39 (19.5)
24 (12)
36 (18)
101 (50.5)

10 (5)

144 (72)
46 (23)

93 (46.5)
107 (53.5)
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3.4 Assessing the Level of Caregiver Burden of Primary Caregivers

The level of caregiver burden is shown in Figure 3.1. Most of the caregivers in the study
experienced mild-moderate caregiving burden. Among them, 42 percent reported mild to
moderate level of burden and 11 percent reported moderate to severe burden. Only one

percent caregivers reported severe level of burden.

S
=
(&)
c
(O]
3
(o
g
(N
. |
No burden Mild-moderate Moderate-severe Severe
H (%) 42 46 11 1

Level of burden

Figure 3.1. Level of burden among the caregivers based on the Zarit burden scale
3.5 Assessing the Quality of Life of Primary Caregivers

The mean and standard deviation of physical, psychological social and environmental
domains of quality of life were 13.71(3.15), 12.92(3.46), 13.89(3.30), 12.67(2.89)
respectively. The mean and standard deviation of overall quality of life was 2.94(1.01) and
that of overall quality of health was 3.10(1.01). The mean score of each domain of quality
of life is shown in Figure 3.2.
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Figure 3.2: Mean score of each domain of WHO QoL BREF scale

3.6 Caregiver Burden and Socio-Demographic Characteristics

Among the male caregivers, 60 percent reported caregiver burden and 57.4 percent of the
female caregivers experienced burden. Among the caregivers who reported burden, 75
percent were mothers of the HD patients followed by son (60%) and spouses (58.7%).
Nearly two third of the participants (65%) who had less than R20000 of household income
reported caregiver burden. About 66.7 percent of the caregivers who had presence of
comorbidities and majority of the caregivers (71%) with more than three comorbidities
reported burden of caregiving. Most of the caregivers with perceived financial stress

(71.8%) and without leisure time (73.5%) experienced burden (Annexure -9).

The variables such as income range (p value=0.002), presence of comorbidities (p
value=4.5E"-5), number of comorbidities (p vale=0.001), perceived financial stress (p
value=1.5E"-5), leisure time (p value=8E"-6), average caring hours (p value=0.015)
showed significant association with the level of caregiver burden and were selected for

multi variate analysis by binary logistic regression (Table 3. 4).
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of caregivers

Variable Category N Zarit burden P value
(x2)
No burden | Burden
N (%) N (%)
Income range <20000 140 49 (35) 91 (65) 0.002
>=20000 60 | 35(58.3) | 25(41.7) (9.4)
Presence of No 53 35 (66) 18 (34) 4.5EM-5
comorDidities Yes 147 | 49 (33.3) |98 (66.7) (17.1)
No of 1 comorbidity | 50 20 (40) 30 (60) 0.001
comorbidities
2 22 | 13(31) | 29(69) (17.1)
comorbidities
>=3 55 16 (29) 39 (71)
comorbidities
Perceived No 90 | 53(58.9) | 37 (41.1) 1.5EN-5
o as2
Yes 110 | 31(28.2) | 79(71.8)
Leisure time No 102 | 27 (26.5) | 75(73.5) 8EN-6
(20.6)
Yes 98 | 57(58.2) | 41(41.8)
Caring hours <8 hours 188 | 83(44.1) | 105 (55.9) 0.015
>=8hours | 12 | 1(83) | 25(4L7) (5.9)

Table 3.4: significant association of level of caregiver burden with various characteristics
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3.7 Association of WHO QoL BREF Scale and Characteristics of Caregivers

3.7.1 WHO-QoL BREF Physical Domain

The association of physical domain with characteristics of caregivers was investigated and
the results are represented in Table 3.5. The caregivers with presence of comorbidities (p
value=6.7E"-9), increased number of comorbidities (p value=5.6E”-8) and without leisure

time (p value=0.015) were found to have poor physical quality of life.

Table 3.5: Association of WHO-QoL BREF Physical domain with characteristics of

caregivers
Variable Category N  Physical domain of WHO P value
QoL BREF (x2)
Good n (%)  Poor n (%)
Presence of No 53 46 (86.8) 7(13.2) 6.6EM-9
comorbidities Yes 147 61 (415) 86 (58.5) (32.1)
No. of 1 comorbidity 50 24 (48) 26 (52) 5.5EM-8
Comorbidities 2 42 15(35.7) 27 (64.3) (34.9)
comorbidities
>=3 55 21 (38.9) 33 (61.1)
comorbidities
Leisure time No 102 46 (45.1) 56 (54.9) 0.015
Yes 98  61(62.2) 37(37.8) (5.9
Caring hours <8 hours 188 105 (55.9) 83 (44.1) 0.008
>8 hours 12 2(16.7) 10 (83.3) (6.9)
Activities of the Independent 93 59 (63.4) 34 (36.6)  0.009
patient (6.9)

dependency on Dependent 107 48 (44.9) 59 (55.1)

caregivers
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3.7.2 WHO-QoL BREF Psychological Domain
The association of psychological domain with characteristics of caregivers was evaluated

and the results are shown in Table 3.6. The psychological domain shows significant

association with income range (p value=3.2E”-4), presence of comorbidities (p value =2E-

4), number of comorbidities of the caregivers (p value=6E”"-4), leisure time, average caring

hours and perceived financial stress.

Table 3.6: Association of psychological domain with characteristics of caregivers

Variable

Income range

Presence of

comorbidities

No. of

Comorbidities

Leisure time

Perceived
financial

stress

Caring hours

Category

<20000
>=20000
No

Yes
1

comorbidity

2
comorbidities
>=3
comorbidities
No
Yes
No

Yes
<8 hours

>8 hours

N

140

60

53

147
50

42

55

102

98
90

110
188

Psychological domain of P value
WHO QoL BREF x2)

Good n(%o)
65 (46.4)

45 (75)
44 (83)

66 (44.9)
25 (50)

21 (50)

19 (35.2)

43 (42.2)
67 (68.4)
61 (67.8)

49 (44.5)
108 (57.4)
2 (16.7)

Poor n (%)
75 (53.6) 3.2EN-4

(13.8)
15 (25)
9 (17) 2EN-6
(22.8)
81 (55.1)
25 (50) 6EN-6
(27.0)
21 (50)
35 (64.8)

59 (57.8)  2E/-4
31(31.6)  (13.8)
29(32.2)  0.001

(10.7)

61 (55.5)
80 (42.6)  0.006
10(83.3)  (7.5)
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3.7.3 WHO-QoL BREF Social Domain

The caregiver’s characteristics which showed association with social domain of QoL is
shown in Table 3.7. The factors such as relationship of the caregiver to the patient (p
value=0.001), income range (p value=2.8E"-4), leisure time (p value=0.006), perceived
financial stress (p value=0.001), average caring hours (p value= 0.002), distance to the

hospital (p value=0.008) shows association with the poor social quality of life.

Table3. 7: Association of social domain with characteristics of caregivers

Variable Category N Social domain of WHO = P value
QoL BREF 2 )
Good n Poor n (%)
(%)
Relation Spouse 155 98 (63.2) 57 (36.8) 0.001
Mother 12 2(16.7) 10 (83.3) (21.1)
Son 10  8(80) 2 (20)
Daughter 15 4(26.4) 11 (73.3)
Siblings 5 2(40) 3 (60)
Others 2 3(100) 0.0
Income <20000 140 70 (50) 70 (50) 2.8EM-4
range (13.8)
>20000 60 47 (78.3) 13 (21.7)
Leisure time No 102 50 (49) 52 (51) 0.006
Yes 98 67 (68.4) 31 (31.6) (7.7)
Perceived No 90 65(72.2) 25(27.8)  0.001
financial (12.6)
%l Yes 110 52 (47.3) 58 (52.7)
Caring <8 hours 188 115(61.2) 73 (38.8) 0.002
hours >8 hours 12 2(16.7) 10 (83.3) (9.2)
Distance to <1 km 3  3(100) 0 0.008
the 9.7
hospital 25km 31 11(355) 20 (64.5)
>5 km 166 103 (62) 63 (38)
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3.7.4 WHO-QoL BREF Environmental Domain

The caregiver’s characteristics which are associated with the environmental domain is

represented in Table 3. 8. The factors such as educational status(p value=0.012), relation

of the caregiver to the patient(p value=0.006), income range(p value=2E”"-6), presence of

comorbidities(p value=3E”-6), number of comorbidities(p value=1.7E6-5), leisure time(p

value=1.4E"-4), perceived financial stress(p value=2E”-6), average caring hours(p value

=0.013), type of transportation(p value=0.019) and gender of the patients(p value=0.037)

are significantly associated with the poor environmental quality of life.

Table 3.8: Association of WHO-QoL BREF Environmental domain with characteristics of

caregivers

Variable

Educational
status

Relation

Income range

Category

No formal
education

primary
High school

Higher
secondary

Graduate

Postgraduate
Others

Spouse
Mother

Son
Daughter
Siblings
Others
<20000

>=20000

26
69

36

40
19

155
12

10
15

140

60

Environmental domain

of WHO QoL BREF

Good n
(%)

2(40)

10(38.5)
29(42)

17(47.2)

28(70)
15(78.9)
2(40)
82 (52.9)
1(8.3)

9 (90)

6 (40)

3 (60)
2 (66.7)

57 (40.7)

46 (76.7)

Poor n(%o)

3(60)

16(61.5)
40(58)

19(52.8)

12(30)
4(21.1)
3(60)
73 (47.1)
11 (91.7)
1 (10)
9 (60)

2 (40)
1(33.3)

83 (59.3)

14 (23.3)

P value
(x2)

0.012
(16.3)

0.006
(16.2)

2EN-6
(21.7)
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Presence of No 53 41 (77.4) 12 (22.6) 3E"™-6
comorbidities  Yes 147 62 (42.2) 85(57.8) (19.3)
1 1.7EN-5
comorbidity R 26 (52) 24 (48) (24.1)
Number of 2
comorbidities = comorbidities 42 17(4095) 25(599)
>=3
comorbidities 22 18 (333) 36 (66.7)
Leisure time No 102 39 (38.2) 63 (61.8) 1.4EMN-4
Yes 98 64 (65.3) 34 (34.7) (14.6)
Perceived No 90 63 (70) 27 (30) 2EN-6
financial stress = Yes 110 40 (36.4) 70 (63.6) (22.4)
Caring hours <8 hours 188 101 (53.7) 87 (46.3) | 0.013
>=8 hours 12 2 (16.7) 10 (83.3) (6.2
Type of Public 115 51 (44.3) 64 (55.7)  0.019
transportation  Private 85 52 (61.2) 33(38.8) (5.5
Gender of the  Male 124 71 (57.3) 53 (42.7)  0.037
patient Female 76 32(42.1) 44 (57.9) (4.3)

3.8 Multi Variate Analysis of Caregiver Burden with Characteristics of Caregivers

All the independent variables which were found to have significant association with the
outcome variables in univariate analysis (p value<0.05) were included in the logistic
regression analysis. Table 3.9 shows the results of association of the independent variables
with level of caregiver burden. The caregivers without leisure time [AOR=3.1 (95% CI:
1.8-6.7)], monthly income of less than 320000 [AOR=2.1 (95% CI: 1.1-4.5)] and perceived
financial stress [AOR= 2.3 (95% CI: 1.2-4.5)] had an increased odds of having higher
caregiver burden. We also found that the caregivers who had two comorbidities [AOR=3.6
(95% ClI: 1.4-9.2)] had an increased odds of having higher caregiver burden. Importantly,
caregivers with more than three comorbidities [AOR= 4 .0 (95% CI: 1.6-9.9)] had four

times increased odds of caregiver burden compared to those without any comorbidities.
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Table 3.9: Factors associated with level of caregiver burden

Variables

Leisure time

Income range

No. of
comorbidities

Perceived
financial
stress

Caring hours

Category

Yes

No

>=20001

<=20000

No
comorbidities

1 comorbidity

2
comorbidities

3 or more
comorbidities

No
Yes
<8 hours

>=8 hours

Crude odds
P value ratio (95%
Cl)
Reference
OEA7 3.9(2.1-7.0)
Reference
0.003 2.6 (1.4-4.8)
Reference
0.012 2.7 (1.25-6.1)
0.001 4.1 (1.7-9.7)
3.4E~5  4.4(1.9-9.8)
Reference
1.7EN-5 3.6 (2.0-6.6)
Reference
0.040 8.7 (1.1-68.7)

Adjusted
odds ratio
(95% CI)

Reference

3.4(1.8-6.7)

Reference
2.1(1.1-4.5)

Reference

1.8 (0.74-
4.4)

3.6 (1.4-9.2)

4 (1.6-9.9)
Reference
2.3 (1.2-4.5)
Reference

8 (0.75-8.5)

P value

2.3EM-4

0.046

0.197

0.009

0.002

0.017

0.085
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3.9 Association of Independent Variables with the Physical Domain of WHO QoL

BREF

All the independent variables which were found to have significant association with each

domain were included in the logistic regression analysis. Table 3.10 shows the results of

association of the independent variables with physical domain of WHO QoL BREF. The

caregivers who had caregiving duties of more than eight hours [AOR=6.4 (95% CI: 1.1-

36.7)] and increased number of comorbidities [AOR=12.1(95% CI: 4.2-34.8)], [AOR=11.1

(95% CI: 4.0-30)] had an increased odds of having poor physical quality of life.

Table 3.10: Factors associated with the physical domain of WHO QoL BREF scale

Variables Category
Yes
Leisure time = Not enough
time
No
comorbidities
One

comorbidity
No of

comorbidities W
comorbidities

Two

Three or
more
comorbidities
<8hours

Caring hours
>=8hours

Crude
P value odds ratio
(95% CI)
Reference
0.016 2 (1.1-3.5)
Reference
7.3 (2.8-
5.9E~-7
19.2)
21.1 (4.4-
1EN-6
33.3)
10.6 (4-
2EN-6
21.7)
Reference
6.3 (1.3-
0.019
29.7)

Adjusted
odds ratio
(95% CI)

Reference

1.7 (0.9-3.2)

6.9 (2.5-19)

12.1 (4.2
34.8)

11.1 (4-30)

6.4 (1.1-36.7)

P value

0.105

1.7EMN-4

3E™-6

2E™-6

0.037
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3.10 Association of Independent Variables with the Psychological Domain of WHO

QoL BREF

Table 3. 11 shows the results of association of the independent variables with psychological

domain of WHO QoL BREF. The caregivers with no leisure time [AOR=2.8 (95% CI: 1.4-

5.6)], monthly income of less than 20,000 [AOR=3.6 (95% CI: 1.6-8.3)]), increased

number of comorbidities [AOR=3.7 (95% CI: 1.4-9.9)], [AOR=4.6(95% CI: 1.6-12.8)],

[AOR=3.6(95% ClI: 2.0-6.5)], and caregiving duties exceeding 8 hours [AOR=6.8(95% ClI:

1.0-43.3)] had an increased odds of poor psychological quality of life.

Table 3.11: Factors associated with psychological domain of WHO QoL BREF

Variable Category
Leisure time Yes
No
Income range >20000
<=20000
No of No
comorbidities  comorbidity
One
comorbidity
Two
comorbidities
Three or
more
comorbidities
Perceived No
financial
stress Yes
Caring hours <8hours
>=8hours

P value

Reference
2.4EN-5
Reference

3EN-4
Reference

9EN-5

0.0001

2EN-6

Reference

0.001

Reference

0.015

Crude odds
ratio (95%
Cl)

3 (1.7-5.3)

3.4 (1.7-6.7)

5 (2-12.4)

5 (2-12.8)

9.2 (3.7-22.8)

2.6 (1.5-4.7)

6.7 (1.4-31.7)

Adjusted odds
ratio (95%
Cl)
Reference

2.8 (1.4-5.6)
Reference

3.6 (1.6-8.3)
Reference

3.7 (1.4-9.9)

4.6 (1.6-12.8)

3.6 (2.0-6.5)

1.3 (0.62-2.3)

6.8 (1.0-43.3)

P
value

0.003

0.002

0.009

0.004

6E"-6

0.502

0.044
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3.11 Association of Independent Variables with the social Domain of WHO QoL
BREF

Table 3.12 lists the results of association of the independent variables with social domain
of WHO QoL BREF. The caregivers who were daughters had higher odds of poor social
quality of life compared to the spouse [AOR-7.0 (95%CI-1.9-25.8)]. The caregivers with
monthly income of less than 320,000 [AOR=2.8 (95% CI: 1.2-6.6)]), increased number of
comorbidities [AOR=3.3(95%CI:1.3-8.6)] and caregiving duties exceeding 8 hours
[AOR=6.7(95% CI: 1.3-35.4)] had an increased odds of poor social quality of life.

Table 3.12: Factors associated with social domain of WHO QoL BREF

Variable Category P value Crude odds = Adjusted odds P
ratio (95% ratio (95%  value
Cl) Cl)
Spouse Reference Reference
Relation of ;5 ¢her 0.007  8.6(1.8-40.6) 4.4(0.87-21.7) 0.073
the caregiver
to the patient | ™ gon 0.30  0.43(0.88-21) 1.6(0.28-9.6) 0.582
Daughter 0.01 47 (1.4-155)  7(1.9-25.8)  0.004
Siblings 0.307 0.25(0.42-16) 4 (0.58-27.2)  0.159
Income range  >=20001  Reference Reference
<=20000 3.1E™4 3.6 (1.8-7.2) 2.8(1.2-6.6) 0.019
Leisure time Yes Reference Reference
No 0.006 2.2 (1.3-4) 1.8 (0.91-3.6) 0.086
No of No Reference Reference
comorbidities
One 0.130 1.8(0.83-4.2) 1.4(0.52-3.6) 0.515
Two 0.384 1.5 (0.62-3.4) 1.4 (0.5-4) 0.529
Three or 0.012 2.8 (1.2-6) 3.3(1.3-8.6) 0.016
more
Perceived No Reference Reference
financial
stress
Yes 4.4EN-4 2.9 (1.6-5.3) 1.9(0.91-3.8)  0.090
Caring hours <8 hours = Reference Reference
>=8 hours 0.009 7.9 (1.7-3.7) 6.7 (1.3-35.4)  0.026
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3.12 Association of Independent Variables with the Environmental Domain of WHO

QoL BREF

Table 3.13 represents the association of independent variables with environmental domain
of WHO QoL BREF. The caregivers who had monthly income of less than 320,000 [AOR-
3.9(95% CI (1.6-9.2)], no leisure time [AOR-3.0(95% CI-1.5-6.1)], used public transport
for traveling to dialysis center [AOR-2(95% CI-0.98-4.2)], with perceived financial stress
[AOR-2.0(95% CI-1.0-4.2)], increased caring hours of more than 8 hours [AOR-8.6(95%
ClI-(1.0-7.0) had higher odds of poor environmental quality of life.

Table 3.13: Factors associated with the environmental domain of WHO QOL BREF

Variable Category
Income range =<20001
<=20000
Leisure time Yes
No
No of No
comorbidities
One
Two
Three or
more
Perceived No
financial stress
Yes
Caring hours <8 hours
>=8 hours
Type of Public
transportation Private
Gender of the Male
patient
Female

P value

Reference

8EN-6
Reference

1.6E™-4

Reference

0.007
3.1EM-4
8E”"-6

Reference

6.4EN-5
Reference
0.026

Reference
0.019

Reference

0.038

Crude odds Adjusted
ratio (95% odds ratio
Cl (95% CI)
Reference

4.8 (2.4-9.5) 3.9(1.6-9.2)
Reference

3.0(1.7-5.4) 3.0(1.5-6.1)
Reference

3.2(1.4-75) 2.0(0.8-5.5)

5.1(2.1-12.5) 5.6 (1.9-16.2)
7.0 (3.0-16.4) 8.0 (2.9-22.4)

Reference

4 (2.3-7.4) 2.0(1.0-4.2)
Reference

5.8(1.2-27.2) 8.6(1.0-7.0)
Reference

2.0(1.1-35) 2.0(0.98-4.2)

Reference
1.8(1.0-3.2) 1.9(0.90-4.0)

P value

0.002

0.002

0.147
0.002
5.6EM-5

0.051

0.044

0.050

0.090
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3.13 Association of Caregiver Burden with Quality of Life

The results of the association of level of caregiver burden with each domain of WHO QoL

BREF scale is represented in Table 3.14. There was a significant association of caregiver

burden with poor quality of life in each domain of WHO QoL BREF. The caregivers who

had caregiver burden had an increased odds of poor physical [COR-9.4(95%CI-4.8-18.6)],

psychological [COR-10.8 (95% CI-5.3-21.81)], social [COR-3.1(95% CI-1.7-5.7)] and

environmental [COR-7.8 (95% CI-4.1-15.0)] of quality of life.

Table 3.14: Association of caregiver burden with each domain of WHO QoL BREF scale

Physical domain

Variable | Category | N Physical P value COR P value
domain of x2) (95%Cl)
WHO QoL
BREF
Good Poor
(N) (N)
Zarit 69 15 T
blirdin No burden | 84 82.1) | (17.9) 4% - Reference
11 38 78 9.4 "
Burden 6 | (32.8) | (67.2) (47.7) (4.8-18.6) 9.6EM-11
Psychological domain
Variable | Categor | N | Physical domain P COR P value
y of WHO QoL value | (95%CI)
BREF (x2)
Good Poor
(N) (N)
Zarit No 84 71 13 Referenc
burden burden (84.5) | (15.5) | 9.2E"- e
39 77 13 10.8
Burden | 116 | (33.6) | (66.4) | (51.0) | (5.3-21.8) | 4.0EM-11
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Social domain

Variable | Category | N | Physical domain | P value COR P value
of WHO QoL x2) (95%CI)
BREF
Good Poor
(N) (N)
Zarit 62 22
burden | NOPUrdeN | 84 | 738) | (26.2) | 1.9E7-4 Reference
55 61 (13.9) 3.1 A
Burden | 116 47.4) | (526) (1.7-5.7) 24EN-4
Environmental domain
Variable | Category | N Physical Pvalue | COR P value
domain of 2) (95%Cl)
WHO QoL
BREF
Good Poor
(N) (N)
Zarit 66 18 =
burden No burden | 84 (786) | (21.4) 711% - Reference
11 37 79 7.8 .
Burden 5 (31.9) | (68.1) (42.4) (4.1-15.0) 5.9EM"-10

3.14 Physical Domain of WHO QoL BREF and Zarit Burden

Table 3.15 shows the result of multivariate analysis of caregiver burden and physical

domain. The model with variables burden and increased number of comorbidities were

selected as the best model (Hosmer and Lemeshow Test p-value =0.940). The caregivers

with burden [AOR-7.9(95% CI-3.8-16.2)] and increased number of comorbidities [AOR-

6.2(95% Cl-2.2-17.8)], [AOR-9.5(95% ClI-3.2-28.3)]. [AOR-7.7 (95% CI-2.7-21.9)] had

increased odds of having poor physical quality of life.
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comorbidity

Variable category P value Adjusted OR (95%Cl)
Zarit burden | No burden Reference
burden 1.9EN-7 7.9(3.8-16.2)
Number of No comorbidity Reference
comorbidities | One comorbidity 0.001 6.2(2.2-17.8)
Two comorbidities | 6.2E”-5 9.5(3.2-28.3)
Three or more 1.2EN-4 7.7(2.7-21.9)

3.15 Psychological Domain of WHO QoL BREF and Zarit Burden
Table 3.16 shows the results of factors associated with burden and psychological domain.

The final model was selected based on the Hosmer and Lemeshow Test p-value =0.843.

Table 3.15: Results of multivariate analysis of Physical domain of WHO QoL BREF and
Zarit burden

The caregivers with burden [AOR-6.6(95% CI-3.0-14.3)], no leisure time [AOR-2.1 (95%

ClI-1.0-4.3)], with monthly income of less than ¥20,000[AOR-2.8 (95% CI-1.3-6.3)], and

increased number of comorbidities [AOR-3.2(95% CI-1.2-9.0)], [AOR-3.1 (95% CI-1.1-

8.9)], [AOR-6.8(95% CI-2.4-19.2)] had increased odds of having poor psychological

quality of life.

Table 3.16: Results of multivariate analysis of psychological domain of WHO QoLBREF

and Zarit burden

Variable category P value Adjusted OR (95%Cl)
Zarit burden | No burden Reference
burden 2.0E"-6 6.6 (3.0-14.3)
Leisure time | Yes Reference
No 0.050 2.1(1.0-4.3)
Number of No comorbidity Reference
comorbidities | One comorbidity 0.024 3.2(1.2-9.0)
Two comorbidities | 0.038 3.1(1.1-8.9)
Three or more 3.1EN-4 6.8(2.4-19.2)
comorbidity
Income >=20001 Reference
range <=20000 0.012 2.8(1.3-6.3)
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3.16 Social Domain of WHO QoL BREF and Zarit Burden

In the final model of the social domain and Zarit burden, the factors such as burden of the
care giver, low income range, number of comorbidities of the caregiver were associated
with the poor social quality of life of the participants. The Hosmer and Lemeshow Test p-
value of the final model =0.940. Table 3.17 shows the association of caregiver burden and
social domain of WHO QOL BREF. The caregivers with burden [AOR-2.5(95% CI-1.3-
4.7)] and monthly income of less than 320,000 [AOR-3.1(95% CI-1.5-6.3)], had increased

odds of having poor social quality of life.

Table 3.17: Results of multivariate analysis of social domain of WHO QoL BREF and Zarit

burden

Variable category P value Adjusted OR (95%Cl)

Zarit burden | No burden Reference
burden 0.007 2.5(1.3-4.7)

Number of No comorbidity Reference

comorbidities | One comorbidity 0.613 1.2(0.5-3.0)
Two comorbidities | 0.920 0.9(0.4-2.4)
Three or more 0.136 1.9(0.8-4.6)
comorbidity

Income >=20001 Reference

range <=20000 0.003 3.1(1.5-6.3)

3.17 Environmental Domain of WHO QoL BREF and Zarit burden
The final model was selected based on the Hosmer and Lemeshow Test p-value =0.699.

Table 3.18 shows the association of caregiver burden and environmental domain.

The caregivers with burden [AOR-4.3 (95% CI-2.1-8.8)], no leisure time [AOR-2.6 (95%
ClI-1.3-5.4)], with monthly income of less than % 20,000[AOR-5.0(95% CI-2.2-11.3)], and
increased number of comorbidities [AOR-3.7(95% CI-1.3-10.4)], [AOR-5.5(95% CI-2.0-

12.5)] had increased odds of having poor environmental quality of life.
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Table 3.18: Results of multivariate analysis of environmental domain of WHO QoL BREF

and Zarit burden

Variable category P value Adjusted OR
Zarit burden | No burden Reference
burden 9EN-5 4.3(2.1-8.8)
Leisure time | Yes Reference
No 0.009 2.6(1.3-5.4)
Number of No comorbidity Reference
comorbidities | One comorbidity 0.214 1.8(0.7-4.9)
Two comorbidities | 0.013 3.7(1.3-10.4)
Three or more 0.001 5.5(2.0-12.5.)
comorbidity
Income >=20001 Reference
range <=20000 1.3EN-4 5.0(2.2-11.3)

45



CHAPTER 4
DISCUSSION AND CONCLUSION

The present cross-sectional tertiary care hospital-based research was designed to assess the
caregiver burden and quality of life among the primary caregivers of HD. In doing so, we
were able to determine the level of caregiver burden, quality of life and the factors
associated with it.

4.1 Sociodemographic and health related characteristics of the caregivers

In our study majority of the caregivers were females, married, having low educational
status, which was comparable with many other studies which has been discussed below.
Age and Gender of the Caregivers
The median age of the caregivers in our study is 55 years with range of 22-85 years of age
and that of patient with median age of 61 years with range of 22-87 years. This result is
similar to a study done in Iran (Mashayekhi et al., 2015). In our study majority of the
caregivers were females (77.5%). This finding is similar to many other studies conducted
on the caregivers of HD patients irrespective of the region of the studies. The study
conducted in Iran on the assessment of caregiver burden showed 68.6 percent of the
caregivers were females (Mashayekhi et al., 2015) and in another study done in China
(Zhang et al., 2020), majority (64%) were female caregivers. Also a study in Saudi Arabia,
female caregivers were higher than male caregivers (70%) (Bayoumi, 2014).

This may be due to the gender norms existing in the society that females are more engaged
with household and caring responsibilities of the family. It also may be due to the fact that
majority of the patients in our study were males.

Marital and Relationship status
In the present study 93.5 percent of the caregivers were married and 77.5percent of them

were spouses. Similar findings can also see in various studies. One of the studies in Nepal
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showed among the caregivers 75.6 percent were married and 70.9 percent were spouses of
the patient(Shakya et al., 2017). The study in China revealed 90.7 percent of the caregivers
were married and most of the caregivers were parents and spouses (Zhang et al., 2020).
The study in Turkey showed 80.3 percent of female caregivers, 74.5 percent of the
caregivers were married and 65 percent were spouses(Mollaoglu et al., 2013).

In the Indian context, the study done in Lucknow showed majority of the caregivers were
males (61.7%) and most of them were son /daughters (36.6%) (Peter, 2021). Similar was
the findings of other studies in Uttarakhand and Sikkim in which majority of the caregivers
were males 75 percent and 56.9 percent respectively Also most of the caregivers were son/
daughter (40%) in Uttarakhand study (Sharma et al., 2021), (Joseph et al., 2021)
Educational status and Income

In the current study, about 50 percent of the caregivers had higher secondary or more level
of education and also 70 percent of the caregivers were with low monthly income of less
than 20000. Similar findings were observed in a study in Sikkim. About 90 percent of the
caregivers had higher secondary and above level of education and majority come under
lower middle-income category (80.4%) (Joseph et al., 2021). In the study from Lucknow
showed 61.7 percent come under monthly income of below 5000(Peter, 2021). The low
monthly income may be the reason for the perceived financial stress among the caregivers
and also the dependence on external financial resources in the present study.

The present study reported that majority (73.5%)of the caregivers had presence of
comorbidities which is inconsistent with the findings of Mollaoglu in which 70.5 percent
of caregivers had no health issues (Mollaoglu et al., 2013).

Patient Characteristics

In our study majority of the patients were males (62%). More than half of the patients

undergoing the treatment for more than 2 years. Majority (72%) of the patients had weekly
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2 sessions of dialysis. About 53.5 percent of the patients were depending on their caregivers
for daily activities. These findings were similar to the findings of Shakya et al, in which
majority of the patients(74.4%) had 2 sessions of weekly dialysis and undergoing dialysis
for more than 2 years with mean duration of 14 months(Shakya et al., 2017). Also in the
study of Alnazly, 65 percent of the patients were males and the mean duration of disease
was 4.3 years (Alnazly, 2016).

4.2 Caregiver Burden

The level of caregiver burden was assessed by Zarit burden interview scale. Cronbach’s
alpha test was done to know the internal consistency of the tool, It is a standardized and
pretested tool (Seng et al., 2010).1t has been used in India in assessing caregiver burden in
various contexts (Rawat et al., 2017). The present study showed mild to moderate level of
caregiver burden among the caregivers. This finding is consistent with many other studies.
Comparable findings were seen in the study conducted by Joy et al. (2019), in Kerala and
studies conducted in Lucknow and Sikkim as well (Joseph et al., 2021), (Peter, 2021). In
contrast with this result various studies revealed moderate to severe level of caregiver
burden (Mashayekhi et al., 2015), (Jafari et al., 2018), (Abbasi et al., 2011)). These
disparities in the result may be due to the socio-cultural differences in the study settings of
the regions. In our study setting most of the caregivers felt a sense of responsibility to care
for their loved ones rather than feeling burdened and did so willingly.

Many factors such as low socio-economic conditions, caregivers with comorbidities, no
leisure time showed significant association with higher level of burden in our study. The
caregivers who had low-income levels and thus were unable to meet the health care needs,
were burdened with financial stress leading to higher caregiver burden. These findings were
similar to the studies done by (Cagan et al., 2018), (Alnazly, 2016) and (Abbasi et al., 2011)

which showed caregivers with poor economic status were more vulnerable to have burden
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of caregiving. The caregivers with increased number of comorbidities are more prone to
develop caregiver burden in this study. This may due to the fact that increased responsibility
of caregiving , decreases the time available to cater to their health needs which is
comparable with the findings of study conducted in Iran and China which revealed
caregiver burden was considerably increased in caregivers with more than two
comorbidities. (Zhang et al., 2020, Jafari et al., 2018).

The current study did not show any significant association with variables like gender of the
caregivers, marital status, relation with the patient, educational status, occupational status
and patient characteristics. However, the burden was more in female caregivers, those who
were married, mothers followed by spouses and who had low educational status which is
similar to the studies conducted in Lucknow (Peter, 2021)

In this study, caregiver burden score was more in caregivers who were working in public
sectors and those who were skilled workers. This may be due to the work pressure along
with the caregiver duties. This finding was inconsistent with the findings of (Joseph et al.,
2021), (Peter, 2021), (Cagan et al., 2018) in which the level of burden was less with an
income generating job.

Also higher education was associated with lesser caregiver burden in various studies (Jafari
et al., 2018, (Zhang et al., 2020), (Joseph et al., 2021)), which is similar to the findings of
the present study. Higher level of education may help to become aware of the disease and
its complications, helps in increased access to information about health facilities thus
helping to cope up with the burden of caregiving. In contrast to this,, the study by Mollaoglu
et al., 2013,showed higher education level was associated with increased burden. It may
due to the stress of being aware of the complications of the disease.

In this study higher burden score was observed in mothers, spouses and children which was

supported by the findings of other studies( (Zhang et al., 2020), Jafari et al., 2018).1t may
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be due to the existing cultural norms of our society such that the caring of a sick member
is primarily by their family members. Also, the burden score was more in widowed and
married caregivers which is similar to the study conducted by (Joseph et al., 2021).In
contrast, the findings of Mollaoglu et al., 2013,showed more burden in relatives of the
patients other than family members and the caregivers who were unmarried. This difference
in findings may be due to the difference in the study settings.

In the present study, the burden score is more with the increased duration of caregiving and
time spent for caregiving per day but doesn’t show significant association. But in other
studies, showed significant association of burden score with the increased duration of
caregiving and time spent for caregiving per day ((Zhang et al., 2020)and (Joy et al., 2019)).
In the studies of (Cagan et al., 2018)and (Usman Shah et al., 2017) described a considerable
association of level caregiver burden with the dependency of the patients on their daily
activities, which is similar to the current study. This may be due to the increased work load
experienced by the caregivers. Patient with increased capability of self-care resulted in
lesser caregiver burden (Jafari et al., 2018). Long hours of caring per day along with poor
health conditions of the caregivers of dependent patients resulted may increases the burden
4.3 Quality of life of the caregivers

In this study quality of life of the caregivers were assessed using WHO QoL BREF scale.
It is a positively rated questionnaire assessing the quality of life in different domains of
health. The translated Malayalam version of the tool was used in this study. It is a reliable
tool and shows good internal consistency in this study (Sreedevi et al., 2016).

The quality of life of the caregivers were assessed through four domains of health such as
physical, psychological, social and environmental. In our study we observed a significant
reduction in the quality of life with an increase in care burden among the primary caregivers

of hemodialysis patients in each domain of health. Along with higher burden score the
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factors such low economic status, increased hours of caring and increased number of
comorbidities are associated with poor quality of life of the caregivers .These findings were
supported by the findings of(Sharma et al., 2021).which revealed that caring and being with
patient for most of the time resulted in poor health and quality of life. Abbasi in his study
showed a negative association with the quality of life of the caregivers and the caregiver
burden(Abbasi et al., 2011).The study conducted in Iran also revealed significant and
inverse association of quality of life and caregiver burden (Jafari et al., 2018).

Belasco and Sesso reported that the quality of life of caregivers of hemodialysis (HD)
patients was highly affected by the higher caregiver burden .The caregivers of most
dependent patients ,increased hours of caring, long duration of treatment had higher
caregiver burden. Caregiving may influence their physical and psychological wellbeing,
resulted in feeling of exhaustion and stress which in turn affect their quality of life. The
findings also revealed that increased care giver burden influences the quality of the care
they provide as well as their quality of life both physically and psychologically. (Belasco
et al., 2006, (Mollaoglu et al., 2013).The findings of our study are also in accordance with
this observation. According to the study of (Alvarez-Ude et al., 2004) the caregivers of HD
showed considerable decrease in their energy level ,physical and mental health resulting
in poor quality of life.

4.4 Strength and Limitations:

The study was conducted in 200 primary caregivers of hemodialysis patients attending
tertiary care centers and tried to include adequate representation of the caregivers from both
public and private sectors. The strength of our study is that it found out the level of caregiver
burden and associated factors and its influence in the quality of life of the caregivers. To
the best of our knowledge, there are no previous studies conducted in Kerala on the

caregiver burden and quality of life among the primary caregivers of hemodialysis patients.
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One of the limitations of our study is that it was a cross sectional study so that the causality
cannot be established. In addition, the emotional status of the caregivers at the time of
interview may have influenced the response, leading to information bias.

4.5 Conclusion

Our research observations suggested that caregiver burden is a reality among caregivers of
hemodialysis patients. Caregivers have to sacrifice a lot during the care giving procedure.
They undergo a tremendous amount of physical, psychological, social and economic stress,
which is directly dependent on the severity of the disease. Women caregivers, especially
spouses, are burdened of caregiver burden. In addition to this, they have to suffer from
various comorbidities in addition to the care giving process. Bearing in mind that caregiver
burden influences the quality of life of caregivers and quality of care they provide in a
negative pattern, strict attention must be paid to the requirements of caregivers and they
should be bestowed with adequate social, economic, physical and psychological support.
Proper governmental and non-governmental assistance must be ensured at the required time
for their well-being.

4.6 Public Health Relevance:

In Kerala there are no programmes to address the caregiver burden of primary caregivers
of hemodialysis patients. There is an urgent need to develop healthcare interventions to
improve the quality of life of the primary caregivers and reduce their level of burden. The
issue of caregiver’s burden seems to have escaped the attention of policy makers, primarily
because of the lack of robust data on the caregiver burden in the State.

4.7 Recommendations:

Assessment of caregiver burden: With the involvement of the local self-government, the
caregivers should be assessed once in 3 months about their conditions. Proper training and

counselling should be provided by experts.
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Provide respite care: Respite care means taking a break from caring, while the person you
care for is looked after by someone else. It is useful for caregivers to get a few hours of
their own and helps to reduce exhaustion and burnout. There are many options for respite
care like providing manpower for assisting the patients for the procedure once in a week,
arranging transportation facilities for the patients in a ward to the nearby tertiary care
centers and also providing homecare facilities by trained staffs with the support of local

self-governments.

Provide carer allowance: Implement health care plans to provide caregiver allowance to

the caregivers of mostly dependent patients and those who have no other sources of income
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Annexure |
Participant information sheet (English)

Dear Sir/Madam,

Namaskaram, | am Afina Azeez, studying Masters of public health (MPH) at the Achutha
Menon Center for Health Science Studies, Sree Chitra Tirunal Institute for Medical
Sciences and Technology, Thiruvananthapuram. As a part of the course requirement, | am
conducting a hospital-based study titled “Caregiver’s burden and quality of life among the
primary caregivers of hemodialysis patients at tertiary care centers in
Thiruvananthapuram”. I am contacting you to kindly participate in this research study. This
information sheet and consent form may contain terms and information that you may not
follow. Please feel free to ask me if any term/s or information is not clear.

Purpose of the study

Frequent hospitalizations of the patients and factors associated with the disease can lead to
the reduction of caregiver’s quality of life. Therefore, the evaluation of caregiver’s burden
and determination of their quality of life is very important.

Procedure

I would like to collect the data through an interview schedule that will take about 30 -60
minutes of your valuable time. You will be asked questions related to social, economic
status and lifestyle. Questions inquiring about history of any chronic illness like diabetes,
hypertension, depression etc. will also be asked. There will be questions about your
response towards your caregiving duties and to assess your mental well-being.

Why have you been invited?

You are invited for this study since you fulfil the inclusion criteria defined for this study.
Voluntary participation

In this study, your participation is purely voluntary. You are free to take your own time to
answer the question and if you are not willing, you can ask me to skip the question. You
have the complete right to withdraw your participation from the study at any time during
the interview.

Possible disadvantages and risks of taking part

Participation in the study imposes no risk to your health. One of the rare risks may be loss
of confidentiality. We have taken measures to minimize the risks. You will be asked
questions which you may find personal in nature such as questions about your behavior,
disease/s you are suffering from and your feelings towards your caregiving duties.

Possible benefits of taking part

Though there might not be direct benefit for you from this study, the information you share
will be useful for making possible interventions that would be supportive for caregivers of
Hemodialysis patients in future. I assure you that all information that you will be sharing
with me will be highly confidential and only used for research and publication purposes.
For any clarification regarding the study, you can contact me and for any queries on the
authentication of this study, you can contact the Member Secretary, Institutional Ethics
Committee (IEC) of SCTIMST.

Cost and financial benefit
There will be no costs to participate in this study and will not be paid for your participation
in this study.
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Confidentiality

All information related to you will be kept confidential and at no stage, your identity will
be revealed. A respondent identification number will be assigned to each participant that
will help to maintain the strict confidentiality of the data collected. Access to respondent
identification number will be restricted to those analysing the data only. Participant
confidentiality will be safe guarded during and after the study.

Results of the research study

Results will be published in Dspace SCTIMST. At no point, individual data will be
published.

Contact information

If you have any research related questions you may contact me. If you would like to verify
my credentials, member secretary of our institute’s ethics committee may be contacted. Our
addresses are as follows:

Dr. Afina Azeez Dr. Srinivasa Gopala

E-Code: 7818 Member secretary

MPH student, AMCHSS, Institutional Ethics Committee (IEC)

SCTIMST, Thiruvananthapuram SCTIMST,
Thiruvananthapuram

Ph: 9496238190 Ph:0471-2524689

Email:afinazeez214@gmail.com Email: iec.mem.sec@sctimst.ac.in
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Annexure |1
Informed consent form (English)

INFORMED CONSENT FORM

I have read/been read out the information
in the information sheet. The nature of the study and my involvement has been explained
and all my questions have been answered satisfactorily. By signing/ putting thumb
impression, | confirm that | understand what will be expected of me and that I am willing
to participate in this study. | understand that participation in the study is voluntary and that
| am free to withdraw at any time, without giving any reason. | understand that my identity
will not be revealed in any information released to third parties or during publishing of
data. | have been informed who should be contacted if the need arises. | have been given a
copy of the information sheet and consent form for my record.

Place:

Date:

Signature of the participant:

Signature of the researcher:
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Annexure 111

Interview schedule (English)
Section A
Type of the hospital: Government/Private/others

Date of interview:

Time of interview:

SI.No. ITEM RESPONSE REMARKS
SOCIODEMOGRAPHIC DETAILS
1 What was your age at ~ --------m-mmmmmmemme-
your last birthday?
2 You identify yourself 1)Male
with which gender? 2) Female
3) Transgender
3 What is your Religion?  1)Hindu
2) Muslim
3)Christian
4)Others : specify
4 What is the highest 1)No formal education
education 2)Did not complete primary education
you have received? 3)Primary school level (1 — 7th std)

4)High school level(8 -10 th std)
5)Higher secondary level(11- 12th std)
6)Graduate level

7)Post graduate level and above
8)Others Specify

5 Are you currently 1)Never married
married? 2) Married/cohabiting
3) Separated/Divorced
4) Widowed
6 Are you currently 1)Home maker
employed? 2) Working in govt sector

3) Working in private sector

4) Self-employed/Business

5) Coolie

6) Student

7) Unemployed (Able to work)
8) Unemployed (Unable to work)
9) Others: specify

7 What is the nature of 1)Part time
the Job? 2)Full time
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10
11

12

13

How is the patient
related to you?

How many members
are there in your
family?

No of Children

Do you have enough
leisure time?

What sort of leisure
activities do you have?
Are you suffering from
any of the mentioned
disease/diseases?

SOCIOECONOMIC DETAILS

14

15

16

17

18

What is the type of
Ration card you have?

What is the
approximate

monthly income of your
family in the previous
month (in Rupees)?
Are you worried about
raising money for
treatment expenses?
How do you meet the
treatment expenses for
Hemodialysis?

Are you
enrolled/utilizing any
health insurance
scheme?

1)Spouse
2) Father
3) Mother
4) son
5)Daughter
6)Siblings

7)Any other Relative :Specify

1)Hypertension

2) Diabetes mellitus

3) Arthritis

4) Cardio Vascular Diseases
5) Mental health problems
6) Respiratory Problems
7)Don’t know/Not known.
8) Others: specify

1)Yellow card

2) Pink card

3) Blue card

4) White card

5) No card
1)Below Rs. 5000
2) Rs. 5001 -10 000
3) Rs.10001-20000
4) Rs.20001-30000
5) Above Rs, 30 000
1)No

2) Yes

1)No
2) Yes
If yes, specify
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PATIENT TREATMENT RELATED DETAILS

19 Age of the patienton ~ ----------m-m-momooo-
his/her last birthday?

20 Sex of the patient? 1)Male
2) Female
3) Transgender
21 How long are he/she is  1)3 weeks — up to 6months
on Hemodialysis? 2)6months — upto12 months
3)1 — 2years
4)>2 years
22 How many sessions of =~ ------------m-emnmmmmm-
dialysis are there in a
week?

23 What was the duration =~ -----------------------
of dialysis you have
spent with the patient in
the last session? (In
hours)

24 What is the average =~ --------------m-mmo--
duration of time spent
for caregiving (In

hours)
25 Do you have any wage
loss by caregiving the
patient?
TRANSPORTATION DETAILS
26 Place of residence 1)Rural
2) Urban
Name of the place
27 What is the 1)Less than 1 Km
approximate distance of = 2) Within 2 -5 Km
hospital from your 3) More than 5 Km
house?
28 How do you visit the 1)Using public transport
hospital? 2) Using private transport

3) Vehicle from charitable trust
4) Others: Specify

PATIENT RELATED ACTIVITIES

29 ACTIVITIES RESPONSE REMARKS
1 Eating and drinking 1) Dependent

2) Independent
2 Bathing 1) Dependent

2) Independent
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Dressing

Urinating and
defecating
Walking
Climbing stairs
Shopping
Cooking

Housekeeping

1) Dependent
2) Independent

1) Dependent
2) Independent
1) Dependent
2) Independent
1) Dependent
2) Independent

1) Dependent
2) Independent
1) Dependent
2) Independent

1) Dependent
2) Independent

66



Section B

THE ZARIT BURDEN INTERVIEW

Zarit Burden Interview will be used for assessing caregiver’s perceived burden. It is one of
the most commonly used burden measures and has been validated in many culturally or
ethnically different populations. The revised version contains 22 items. Each item is scored
using a 5-point scale. Response options range from 0 (never) to 4 (nearly always). More the
score, greater is the burden perceived. The Malayalam version of the tool will used in this
study was shared by Dr. Jomon Joy, Associate professor of psychiatry, SUT academy of
medical science (Joy et.al 2019).

THE ZARIT BURDEN INTERVIEW

Please circle the response the best describes how you feel.

Never

Rarely

Sometimes

Quite
Frequently

Nearly
Always

Score

1. Do you feel that your
relative asks for more
help than he/she needs?

3

2. Do you feel that
because of the time you
spend  with  your
relative that you do not
have enough time for
yourself?

3. Do you feel stressed
between caring for
your relative and trying
to meet other
responsibilities for
your family or work?

4. Do you feel
embarrassed over your
relative's behaviour?

5. Do you feel angry
when you are around
your relative?

6. Do you feel that your
relative currently
affects our
relationships with other
family members or
friends in a negative
way?
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7. Are you afraid what
the future holds for
your relative?

8. Do you feel your
relative is dependent on
you?

9. Do you feel strained
when you are around
your relative?

10. Do you feel your
health has suffered
because  of  your
involvement with your
relative?

11. Do you feel that
you do not have as
much privacy as you
would like because of
your relative? -

12. Do you feel that
your social life has
suffered because you
are caring for your
relative?

13. Do you feel
uncomfortable  about
having friends over
because  of  your
relative?

14. Do you feel that
your relative seems to
expect you to take care
of him/her as if you
were the only one,
he/she could depend
on?

15. Do you feel that
you do not have enough
money to take care of
your relative in
addition to the rest of
your expenses?

16. Do you feel that
you will be unable to
take care of your
relative much longer?

17. Do you feel you
have lost control of
your life since your
relative's illness?
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18. Do you wish you
could leave the care of

: 0 1 2 3 4
your  relative  to
someone else?
19. Do vyou feel
uncertain about what to 0 1 2 3 4

do about your relative?

20. Do you feel you
should be doing more 0 1 2 3 4
for your relative?

21. Do you feel you
could do a better job in

. 0 1 2 3 4
caring for your
relative?
22.  Owverall, how
burdened do you 0 1 5 3 4

feeling caring for your
relative?

Total Score (out of 88)

© 1983 Seven Zarit

Interpretation of Score:
0 - 21 little or no
burden

21 - 40 mild to
moderate burden

41 - 60 moderate to
severe burden

61 - 88 severe burden

Score values and interpretation are guidelines only, as discussed in:
Hebert R, Bravo G, and Preville M (2000). Canadian J Aging 19: 494-507.




Section C

Quiality of life assessing scale (WHOQOL -BREF)

The WHOQOL —BREF, a shorter form of the WHOQOL-100 will be used for assessing
the quality of life among the primary caregivers of the individuals undergoing dialysis. It
consists of four domains of QOL, namely physical, psychological, social, and environment.
Items on this measure are scored on a 5-point Likert scale. The scores range from 1(low)
to 5(high) with increasing scores from 1 to5 denoting higher QOL.

The raw domain scores obtained from the WHOQOL- BREF were transformed to a 4-20
score and then scaled in a positive direction (higher scores denote higher quality of life).
The mean score within each domain is used to calculate the domain and these are linearly
transformed to 1-100 scale. The Malayalam version of this tool is used in this study after
seeking permission from the translated author (Sreedevi et al., 2016).

QUALITY OF LIFE ASSESSING SCALE (WHO QOL -BREF)

Please read each question, assess your feelings, and circle the number on the scale for each
uestion that gives the best answer for you

Very | poor | Neither poor | Good| Very

poor nor good good

1(G1) | How would you rate your i 2 3 4 5
quality of life?

Very Dissatisfied | Neither Satisfied Very
dissatisfied satisfied satisfied
nor
dissatisfied

2 | How satisfied
(G4) | are you with 1 2 3 4 5
your health?
The following questions ask about how much you have experienced certain things in the
last two week

Not | A A Very An
at all | little| moderate | much extreme
amount amount
3 To what extent do you feel 1 2 3 4 5
(F1.4) | that physical pain prevents
you from doing what you
need to do?
4 How much do you need any
(F11.3) | medical  treatment to . 2 2 4 >
function in your daily life?
5 How much do you enjoy
(F4.1) | life? ! 2 3 4 >
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6 To what extent do you feel 1 2 3 4 5
(F24.2) | your life to be meaningful?
Not | A A Very | Extremley
atall | little | moderate | much
amount
7 How well are you ableto| 1 2 3 4 5
(F5.3) | concentrate?
8 How safe do you feel in| 1 2 3 4 5
(F16.1) | your daily life?
9 How healthy is your| 1 2 3 4 5
(F22.1) | physical environment?

The following questions ask about how completely you experience or were able to do
certain things in the last two weeks.

Notat | A | Moderately| Mostly | Completely
all | little
10 | Do you have enough 1 2 3 4 5
(F2.1) | energy for everyday life?
11 | Are you able to accept 1 2 3 4 5
(F7.1) | your bodily appearance?
12 Have you enough money 1 2 3 4 5
(F18.1) | to meet your needs?
13 How available to you is 1 2 3 4 5
(F20.1) | the information that you
need in your day-to-day
life?
14 | To what extent do you 1 2 3 4 5
(F21.1) | have the opportunity for
leisure activities?
Very Poor | Neither poor| Good | Very good
poor nor good
15 How well are you able to| 1 2 3 4 5
(F9.1)| get around?

The following questions ask you to say how good or satisfied you have felt about various
aspects of your life over the last two weeks.

Very Dissatisfied | Neither

dissatisfied satisfied
nor
dissatisfied

Satisfied

Very
satisfied
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16 (F3.3)

How satisfied
are you with
your sleep?

17
(F10.3)

How satisfied
are you with
your ability to
perform your
daily  living
activities?

18(F12.4)

How satisfied
are you with
your capacity
for work?

19 (F6.3)

How satisfied
are you with
yourself?

20(F13.3)

How satisfied
are you with
your personal
relationships?

21(F15.3)

How satisfied
are you with
your sex life?

22(F14.4)

How satisfied
are you with
the  support
you get from
your friends?

23(F17.3)

How satisfied
are you with
the conditions
of your living
place?

24(F19.3)

How satisfied
are you with
your access to
health
services?

25(F23.3)

How satisfied
are you with
your
transport?

The following question refers to how often you have felt or experienced certain things in
the last two weeks
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blue mood, despair,
anxiety, depression?

Never | Seldom Quite Very | Always
often often
26 How often do you have
(F8.1) | negative feelings such as 1 2 3 4 5

Did someone help you to fill out this form?

Do you have any comments about the

2 RTS8 1 1 L
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Annexure 1V
Patient information sheet (Malayalam)
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Annexure V
Consent form (Malayalam)
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Annexure VI
Interview Schedule (Malayalam)
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Section B
THE ZARIT BURDEN INTERVIEW
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Annexure VII
IEC approval letter







Annexure VIII

Permission letters from Hospitals
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Annexure IX

Cross tabulation factors associated with caregiver burden and

sociodemographic characteristics of caregivers and patients

Variable Category N Zarit burden P value
(Chi
square
test)
No burden Burden
N (%) N(%)
Age group Mean and SD 53.25 54.36(11.7) 0.059
(in years) (13.6)
Gender Male 45 18(40) 27(60) 0.757
Female 155 66(42.6) 89(57.4)
Religion Hindu 138 63(45.7) 75(54.3) 0.248
Muslim 27 8(29.6) 19(70.4)
Christian 35 13(37.1) 22(62.9)
Marital Never 8 5(62.5) 3(37.5) 0.307
Status married
Married 187 78(41.7) 109(58.3)
Divorced 2 1(50) 1(50)
Widowed 3 0 3(100)
Education No formal 5 2(40) 3(60) 0.735
education
primary 26 8(30.8) 18(69.2)
High school 69 26(37.7) 43(62.3)
Higher 36 17(47.2) 19(52.8)
secondary
Graduate 40 20(50) 20(50)
Pg 19 9(47.6) 10(52.6)
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Others 5 2(40) 3(60)
Employment | Home maker 114 45(39.5) 69(60.5) 0.899
Public 12 4(33.3) 8(66.7)
Private 10 5(50) 5(50)
Self 18 8(44.4) 10(55.6)
employed
Daily Wage 6 2(33.3) 4(66.7)
Earner
Unemployed 20 10(50) 10(50)
Retired 20 10(50) 10(50)
Relation of | Spouse 155 64(41.3) 91(58.7) 0.378
the caregiver
Son 10 4(40) 6(60)
Daughter 15 7(46.7) 8(53.3)
Siblings 5 4(80) 1(20)
Others 3 2(66.7) 1(33.3)
No. of family | 2members 48 26(54.2) 22(45.8) 0.391
members
3members 44 17(38.6) 27(61.4)
4members 52 21(40.4) 31(59.6)
5members 26 9(34.6) 17(65.4)
>=6members 30 11(36.6) 19(63.4)
Income range | <20000 140 49(35) 91(65) 0.002
>=20000 60 35(58.3) 25(41.7)
Locality Rural 118 49(41.8) 69(58.5) 0.870
Urban 82 35(42.7) 47(57.3)
Distance to <lkm 3 1(33.3) 2(66.7) 0.683
the hospital
2-5km 31 11(35.5) 20(64.5)
>5km 166 72(43.4) 94(56.6)
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Type of Public 115 49(42.6) 66(57.4) 0.839
transportation | transport
Private 85 35(41.2) 50(58.8)
transport
Age inyears | Mean and SD 60.86 59.32(11.42) 0.516
(12.34)
Gender Male 124 53(42.7) 71(57.3) 0.786
Female 76 31(40.8) 45(59.2)
Duration of 3-6months 39 18(46.2) 21(53.8) 0.483
treatment
6-12months 24 11(45.8) 13(54.2)
1-2years 36 11(30.6) 25(69.4)
>2years 101 44(43.6) 57(56.4)
No of weekly | 1 10 4(40) 6(60) 0.091
sessions
2 144 | 67(46.57) 77(53.5)
3 46 13(28.3) 33(71.7)
Activities of | Independent 93 44(47.3) 49(52.7) 0.156
the patient
depend on Dependent 107 40(37.4) 67(62.7)
caregiver
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