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Summary

Introduction. Cancer is a primary and devastating health problem. Because of large
population growth and increased life expectancy, prevalence of cancer is rising. The
impact of cancer trajectory is beyond cancer patients as it affects the social environment of
the patients. The effect of cancer on the psychological well-being of the caregivers of
cancer patients could result a raised risk of psychiatric morbidity as relater to stressful life
events. However, the caregivers have been ignored or overlooked team. Early
identification and treatment of depression, can improve their physical and mental health,
their quality of life, limit suffering, and can improve their service/care giving role to
patients with cancer.

Objective. To determine prevalence of depression and associated factors among caregivers
of cancer patients attending Hawassa university specialized hospital oncology unit, South
Ethiopia, 2019.

Methodology. Institution based mixed study design will be conducted among family
caregivers of adult cancer patients attending Hawassa University Specialized Hospital
oncology unit. For quantitative method, convenient sampling technique considered to be
used and sample size determined by calculating using single population proportion and
became 422 sample size. But the service takers are not more than 300 per month; because
of this census technique will be considered. For qualitative method, purposive sampling
technique will be used and sample size will be determined based on the saturation of the
information. The data will be collected wusing structured and semi-structured
questionnaires. The data will be analyzed using SPSS version 24 and MAXQDA version
18.1and the results will be triangulated and displayed by tables, figures and texts.
Expected outcome: High rate of depression, burden and disrupted quality of life and
different significantly associated factors will be expected from this study. And the study
will benefit the cancer patients, caregivers, and nurses at large.

Budget: To conduct this project for about 40,419.30EB is needed.

Vi



CHAPTER ONE: INTRODUCTION

1.1. Background
Cancer is a primary and devastating health problem(1). According Global Burden of

Disease for 2018 there were 18.1 million and 9.6 million new cancer cases and death
worldwide respectively(2). Because of large population growth and increased life
expectancy, prevalence of cancer is rising. The probability of developing lifetime invasive
cancer is estimated about 42% and 38% for men and women respectively. Nowadays,
because of increased early detection, advanced treatment and improved health behaviors of
the population increased cancer survivors. Cancer survivors might experience recurrence
or develop secondary cancer in the future, and/or might live with fearing future diagnosis

of the disease(3).

Based on population based Cancer registry data the incidence of cancer in Ethiopia was
estimated that there were 64,285 new cases (4) and more than 44,000 mortality annually
and total national mortality accounts for about 5.8%. The risk of diagnosed with cancer

and dying from the disease is 11.3% and 9.4% respectively(5).

The impact of cancer trajectory is beyond cancer patients as it affects the social
environment of the patients. The effect of cancer on the psychological well-being of the
caregivers of cancer patients could result a raised risk of psychiatric morbidity as relater to

stressful life events [2].

The diagnosis and treatment of cancer is a traumatic event that has a significant burden
upon caregivers and can cause emotional responses of shock, uncertainty, anxiety and
depression(6). Caregiver is an important member of oncology team but many times the
caregiver has been ignored or overlooked team. The impacts of care start from diagnosis
through treatment and, goes in more than half of a million cases per year, to death. These
impacts of care giving largely remain unknown in developing countries. Most often the

family member of the patient are spouse, son, daughter, friend or other close relatives



become the caregiver and the caregiver play an important role in the care and recovery of

the patient(7, 8).

Cancer disrupts the quality of caregivers in many ways; but greatest burden related to their
psychological well-being. When the responsibilities placed on caregivers higher than their
capacities, caregivers feel exhausted and report high stress. The stress has a negative effect
on the caregiver’s psychological wellbeing, and if it is unresolved, can negatively affect
their physical well-being as well. The effects on the psychological domain of quality of life
appear as increased emotional distress/depression; feelings of helplessness and loss of
control; and difficulty in coping with care giving roles(9). Family caregivers are the long-
term care providers of cancer patients, however, they receive little preparation,

information, or support to perform their vital role (10).

Studies show that depression in general population of Africa is lower than other continents.
However, there is a limitation of studies on caregivers of cancer patients. The same is true
in Ethiopian context; as far as strongly searched, there is no study found on depression

among caregivers of cancer patients (11-14).



1.2. Statement of the Problem
Depression is a serious condition of health problem that affects patients with cancer and

their caregivers. It is one of the most prevalent and treatable mental health and regularly
seen by the wide spectrum of health care providers(15, 16). Caregivers of patients with
cancer experiences distress as a result of care giving role, and have been shown to continue

over time and may also be aggravated by the patients’ disease progression(8).

Most cancer patients’ caregivers developed high level of emotional distress or psychiatric
morbidity (mild to major depression illness). Caregivers of patients with advanced cancer
or patients receiving palliative care developed about 30-50% psychiatric morbidity and

also depression contributes for early death of the caregivers of cancer patients(17).

Although some studies suggest that caregivers experience approximately equal symptoms
of psychological distress, such as depressed or anxious mood when compared with
patients, others report that caregivers have higher levels of depression even does not remit
over time than do the cancer patients that they care for. A review found that prevalence
rates for caregiver depression ranged from 20 to 73% and those higher levels of depression
in caregivers are often associated with higher sleep disturbance, fatigue, anger, guilt, and

irritability, as well as with lower quality of life and satisfaction with life (18-20).

As investigations indicate, depression is significantly associated with burden of caregivers.
The transition of a cancer patient from curative to palliative stage is one of the more
difficult and challenging phases of cancer care, both to the physician and to family
caregiver. Caregivers of cancer patients stay for longer hours/days and not only support but
also perform complex medical or nursing tasks. As a result they face higher burden

situation which is higher than that of non-cancer patients’ caregivers’ burden(20).

Despite some controversies, there are studies supporting those socio-demographic
characteristics of caregiver and patient as factors of developing caregiver depression.
Additionally literatures mentioned that clinical characteristics of the patient also affect the

psychological well-being of the caregivers (21-24).



Caregivers are often without desired training and preparation to give care. On the other
way, caregivers with limited resources (financial problem), lack of support, disrupted
social functioning and impact on schedules of caregivers and also self-esteem and health
condition of caregivers are the main cause of caregivers’ burden which finally result

depression (25).

Caregivers have psychological needs that everyone should consider to address so they can
maintain their own health and provide the best care possible to the patient. Referral of
caregivers to their primary care providers for depression screening may result in early
identification and treatment of depression, which can improve their physical and mental
health, improve their quality of life, limit suffering, and can improve their service/care
giving role to patients with cancer. The caregivers can be supported by delivering psych-

education, skills training and therapeutic counseling (19, 26-28).



CHAPTER TWO: LITERATURE REVIEW

2.1. Introduction
The aim of this literature review is to summarize what has already been existing

knowledge base about caregivers of cancer patients and associated factors, to discuss the
impact of the research findings to clinical practice, and to identify gaps in caregivers of
cancer patients in Ethiopia. As a baseline, literatures have been reviewed and collected on
prevalence of depression, demographic characteristics of the cancer patients and caregivers
and clinical characteristics of patients and caregivers’ burden, which have an impact on

depression and quality of life among caregivers of adult cancer patients.

2.2. Prevalence of Depression

It is very challenging to study depression as the occurrence of symptoms span on a
spectrum that ranges from sadness to major depression. The overall prevalence rate of
depression in caregivers of cancer patients remains vague and wide variation of prevalence
rates reported in previous studies done. This variation can be by the difference in
conceptualization of depression, differences in methodological approaches used to
diagnose depression and different population groups studied with respect to different

attributing factors.

Recent studies have found that 32%—50% of caregivers had depressive symptoms at a level
suggesting moderate to high clinical depression(19). One study conducted on caregivers of
end stage of cancer patients indicate about 30% of caregivers develops depression
symptoms. On the other hand study done on caregivers of colorectal cancer patients in

Miami shows the development of depression symptom is about 6%(8, 29, 30).

Studies conducted in different countries represented that the prevalence of depression was
82.2% in Korean(21) and 26% in Uganda(22). Depression of caregivers of cancer patients
investigated in Putra, Malaysia was 29.4% (31)and Adana, Turkey 24.7%, 20.7% and

12.7% were mild, moderate and severe depression respectively(32).



One study conducted in Freiburg, Germany among caregivers of cancer patients (spouse)
was 26%(10) and another study from United Kingdom show the prevalence of depression

among caregivers of long-term survivors of cancer patient was about 3% (33).

2.3. Associated Factors of Depression and Quality of Life

The prevalence of depression in caregivers of cancer patients is unlikely to be explained
mere by the psychological impact of cancer diagnosis alone. Different demographic
characteristics, length of hours stay caring the cancer patient, clinical variables of the
patient and caregiver experience or burden have been considered to play a role in the

development of depression and poor quality of life in caregivers of cancer patients(19,

34),

2.3.1. Socio-demographic Characteristics of Patients and Caregivers

Study conducted in Turkey show higher prevalence of caregivers’ depression with varying
for women 10-25% and for men 5-12% which indicates depression in women is higher
than men in this study are(32). However, the study in Nigeria indicate the male caregivers

were more likely experience high level of depression(35).

Recent study in India showing gender variable scores are statistically significant that
females suffer more developing depression. The study groups explain that the reason may
be due to the dual role of maintaining the home and caring of the patient [29]. A
prospective study in Morocco show that depression was more common in female relatives
and, may be because of women are more vulnerable and close to the relatives of Moroccan
population(36). One study show that univariate analysis indicate there was significant

correlation between male cancer patient and caregivers’ depression(37).

A study conducted in Athens Greece show that the age of caregiver not related to
depression of the caregiver.(17) Similar study in Japan indicates similar result(37).

However, other study indicated that younger caregivers develop more depression.(35)



Study in Turkey found that educational level, occupational status and income inversely
correlated with depression among caregivers.(30) Another study found that those
caregivers with less than a high school education were more depressed than with higher

level of education.(37)

Cancer is a family’s illness because a diagnosis of cancer deeply affects the relationship
and roles among family members. Partners in comparison to other informal caregivers, are
more likely to experience burden and become ill themselves and experience higher rates of

psychiatric symptoms.(38)

Caregivers who were unmarried suffer from increased psychological distress, as they
perceive loss of social support. Spouses experience more emotional distress than other
kinship. Spouses in particular become restricted in their activities and socially isolated in
their care-giving task. Problems of communication, sexual difficulties, neglect of their
children and significant others and absenteeism in their professional work are leading to

emotional stress. [29]

2.3.2. Caregivers’ Burden

The potential demands and subsequent burden on caregivers are significant. About 61% of
750 caregivers reported that care giving was the center of their activities and 58% of this
sample, indicated that to provide care, and required to give up many other activities(39).
Another study shows most of the caregivers depressed by their care giving activities. This
is because of the caregivers having not had professional training and preparation for

caring(8).

Study conducted in Melbourne, Australia on family caregivers of palliative care show that
low level of optimism, greater impact on schedule and loss/decline of social function and
lack of social support significantly related to the development of depression
symptoms(20). Another study identified caring for patients with advanced stage of cancer

are more likely than individuals in the general population to develop depression(40).



Study conducted in Taiwan on family caregivers of terminally ill cancer patients the
indicates prolonged psychological distress and burden/physical demands significantly

disrupts the QOL of family caregivers (41).

2.3.3. Clinical Characteristics of the Patient

Study have shown the caregivers depression increases as the patients’ functional status
declines and as the patients’ disease progress or as the disease become advanced(42).

Care giving for older cancer patients (>70years old) leading to increased caregivers’
burden which finally leads to depression. This is may be because of as become older the

morbidity or co-morbidity increases which rises the demand of caring(37).

There are statistically significant changes of emotional distress in caregivers’ caring for
patients with variable cancer type. Patient’s type, schedule, and side effect of treatment,
anxiety regarding the intervention procedures, cost of treatment and outcome of the
treatment all leads to distress in caregivers, as they are the ones who would actively be
there with the patient through all this process and a part of decision making in choosing the
treatment option for the patient. This study shows that the treatment category has

statistically significant results as associative factors of caregivers’ depression [29].

Studies have shown that caregivers of patients with advanced disease and receiving
palliative care, reported 30-50% of depression. A patient in the later stages of illness is
likely to need more physical care and provoke more concerns for the caregiver because, as
the illness progressed, caregivers experienced more depression, a greater adverse impact
on their own health and daily lives and spent more time helping patients cope with daily
living activities. As the patients experience more physical symptoms like pain and

deteriorate functional status, caregivers’ distress increases (17, 43, 44).

2.3.4. Length of Stay Caring the Patient

As the caregivers spent more hours per day caring the cancer patients, quality of life and

mental health the caregivers became worsen(34).



2.4. Conceptual Framework of the Study
The conceptual framework showed below developed after reviewing different literature

from several countries (8, 9, 17, 20, 29, 30, 32, 34-38, 40, 43, 44). It shows the effect of

independent variables on dependent variable (Depression).

Socio-demographic characteristics of patients and caregivers
Age Education
Gender Employment
Marital status Relationship of Patient and caregiver
Residency Income
£ PISERSIIEESSEE A Length of
. stay caring
Caregivers’ .
Burdens _| Depression | the patient
4

Clinical Characteristics of the patient
Cancer type

Stage of cancer

Functional status

Treatment options

Physical symptoms

Figure 1: Conceptual framework of depression and associated factors among caregivers of
cancer patients(6).



2.6. Justification of the Study
The main aim of this study is to assess the prevalence of depression and associated factors

among caregivers of cancer patients attending HUSH oncology unit. The cancer disease
pattern is increasing leading to dependency and the high burden of the caregivers increased

across the world.

Despite, the government has a program on the issues of non-communicable diseases with
special emphasis on cancer to reduce the incidence and mortality of cancer patients, the
caregivers are overlooked(5). Although the presence of studies on prevalence and
associated factors among caregivers, none of them concern about caregivers of cancer
patients. However, scholars mentioned psychological threats of caregivers of cancer patient
more than other caregivers did(20).The need to measure prevalence of depression and

associated factors among caregivers of cancer patients is important in Ethiopia.

10



2.7. Significance of the Study

It will be baseline data and information about psychological well-being of the caregivers of
cancer patients and it will indicate the prevalence of depression and associated factors
among caregivers of cancer patients. Therefore, it will have an implication to caregivers in
addition to treating the cancer patients’ symptoms, the caregivers’ specific symptom to

reduce their psychological problems.

This study will have valuable implication for oncology nurses by increasing the
awareness/knowledge of the caregivers’ psychological burden, as with their routine
discussions of the physical, psychological, and social impact of cancer and treatment with
patients; would have similar discussions with caregivers to identify those exhibiting
symptoms of depression.

It also contributes for the policy makers of government and Non-Governmental
Organizations who are interested in health care improvement, to promote programs on the
health care of caregivers of cancer patients and for other health care communities to give

attention for them.

11



CHAPTER THREE: OBJECTIVES

3.1. General Objective

1. To determine prevalence of depression and associated factors among primary
caregivers of adult cancer patients attending Hawassa university specialized

hospital oncology unit, South Ethiopia, 2019.

3.2. Specific Objectives

1. To identify prevalence of depression among primary caregivers of adult cancer
patients attending Hawassa university specialized hospital oncology unit, South
Ethiopia, 2019.

2. To determine associated factors of depression among primary caregivers of adult
cancer patients attending Hawassa university specialized hospital oncology unit,
South Ethiopia, 2019.

3. To describe the experiences of primary caregivers of adult cancer patients attending
Hawassa university specialized hospital oncology unit, South Ethiopia, 2019.

4. To identify coping styles of primary caregivers of adult cancer patients attending

Hawassa university specialized hospital oncology unit, South Ethiopia, 2019.

12



CHAPTER FOUR: METHODOLOGY

4.1. Study Area and Study Period

This study will be conducted in Hawassa city University Hospital, which is about 300km
far away from the capital city of Ethiopia Addis Ababa to the south. The Hospital is the
biggest Hospital in the Southern Nation, Nationalities and People of Ethiopian region. It
has different specialty departments including oncology unit. The hospital started to serve
breast cancer chemotherapy by 2012 and nowadays it is serving adult cancer treatment for
solid tumors including lymphomas and gynecologic cancers. Though the center does not
have radiotherapy, it has inpatients and OPD services. The study period will be from

January to June, 2019.

4.2. Study Design

Institution based mixed study will be conducted among caregivers of cancer patients

receiving services at the outpatient and inpatient of the oncology unit in HUSH.

4.3. Source Population

The source population will be all cancer patients’ caregivers who attend HUSH oncology

unit.
4.4. Study Population

The study population will be informal/family caregivers of the cancer patients and one

caregiver for the corresponding patient will be included in the study.

4.5. Inclusion and Exclusion Criteria

4.5.1. Inclusive Criteria

The caregivers who fulfill the following criteria will be included in the study.
Caregivers age >18 years
Caregivers who can understand Amharic

Caregivers with sufficient general conditions to interview

13



4.5.2. Exclusive Criteria

Professional caregivers or paid caregivers
Caregivers stayed with caring the patient less than two weeks

Caregivers with previous history of depression

4.6. Sampling Procedure & Sample Size

For quantitative method, convenient sampling technique will be used and sample size is
determined by calculating using single population proportion.

Sample size calculation formula n=(zq)*pq/d>.

Using a confidence level of 95% (0=0.05; z,»= 1.96 and a maximum permissible error
of5% and since there is no similar study found in Ethiopia p= 50% is used. The result of
the calculation is n=384 caregivers and considering 10% for missing data and for non-
response rate then Nn=422. But the center gives service for about 300 patients per month.
Finally, census sampling technique will be considered.

In addition, for qualitative method, purposive sampling method will be used. The sample

size will be determined based on the saturation of the information.

4.7. Study Variables

4.7.1. Dependent

% Depression

4.7.2. Independent

» Socio-Demographic Characteristics of Patient and Caregivers
Age
Gender
Marital status
Income
Educational level
Residency

Employment

14



» Clinical Characteristics of the patients
Cancer type
Physical functional status
Stage of cancer
Treatment
Physical functional status
» Caregivers Burden
» Length of stay with caring the patient
4.8. Data Collection Procedures and Quality Assurance
The data collection process planned to include three data collectors and one supervisor
who will be trained for 1 day. The data collectors will be BSc nurses who are working in
the hospital including oncology unit and will be selected purposively to get the nurse with
good data collection and communication skills. The supervisor will be nurse MSc holder.

The data collection will be from February to March, 2019.

A. For the quantitative method, the caregivers will be identified by asking the
patient who is your caregiver and stay with longer caring and then if the caregiver
fulfils the inclusion criteria, interview will be started with structured
questionnaires. To assess the depression level of caregivers, patient health
questionnaire-9(PHQ-9) model will be used. This is validated for screening and
diagnosis of depression of patients(45), caregivers(14) and population level(46); it
is also validated in Ethiopia (47). To assess caregivers’ burden, Zarit burden
interview (ZBI) will be used(48, 49). Zarit burden interview questionnaire will be
translated to Amharic language and Ethiopian context and back to English for
checking its consistency. The clinical variables of patients will be collected from
patients’ health care profile by preparing local format based the clinical variables
needs to be collected.

B. For qualitative method, data will be collected using semi-structured questionnaire
in-depth interview with audio recording and note taking. The participants included
in this interview will be from the same participants of the quantitative interviewee,

but the interviewer will take consideration that the one that can tale him/her more.

15



C. Pretest- will be done 1 week before data collection on the same study population
and study subjects interviewed for pretest will be excluded from the study. In
addition, the ZBI will be tested for its consistent on few study subjects for the study
area.

D. Data quality Assurance-The quality of data will be assured by proper designing
and pre-testing of the checklists in 5% of caregivers and by giving training for the
data collectors and supervisors before the actual data collection. Appropriate
modifications will be made after viewing the pre-test result and overall supervision
will be made by the principal investigator. Every day after data collection,
checklists will be reviewed and checked for completeness, accuracy and clarity by
the supervisors and principal investigator and the necessary feedback will be
offered to data collectors in the next morning. The possibility of repetition of
interview will be avoided by using patient’s hospital number and asking both the

patient and caregiver there were asked or not.

4.9. Data Synthesis and Statistical Analysis

All filled checklists/questionnaires will be checked for completeness and consistencies,
cleaned manually and will entered into statistical package for social science (SPSS)
windows version 24 and an in-depth audio recorded interview will be changed to text and
checked for consistency and grouped into themes then entered to MAXQDA version 18.1

software for analysis and final it will be triangulated.

Descriptive statistics will be computed for the socio-demographic, caregivers’ related
burden and clinical variables of the patient and depression. Pearson correlation will be used
to identify the correlation of variable. T-test will be used to examine the strength of
associations of caregivers’ burden, and socio-demographics of caregivers and patients and
clinical characteristics of the patient with depression of caregivers. The variable with a p-
value less than 0.05 will be declared to be associated with dependent variable (depression).
Multivariate logistic regression will be conducted to examine whether and which of the
socio-demographic, clinical characteristics and caregivers’ characteristics predict

caregivers’ depression.
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4.10. Ethical Consideration

Ethical approval for this study will be obtained from college of health science school of
nursing and midwifery.

The study will be conducted with individual informed consent after taking permission from
HUSH.

4.11. Dissemination of the Result
Finally, the result of this study will be presented for different seminars and workshops and

submitted for the academic school of Nursing and Midwifery of Addis Ababa University,
HUSH, for Ministry of Health of Ethiopia and reputable journals.

3.12. Operational Definitions
Caregiver — In this study, is an individual nominated by the patient, and who providing

consistent help/ care. The study caregiver of this research can be close friends or family
members who will not paid for caring the patient and should be the one who stay with
patient caring for more than two weeks.

Caregiver burden-The caregiver burden measured using short form Zarit Burden
Interview (ZBI-12) and who score greater than or equal to 10 will be taken as burdened
caregiver.

Depression in caregiver- depression in caregiver will be measured by using PHQ-9
depression assessment tool. And caregivers who score 10-27 will be taken as depressed.
Physical functional status-is the general well-being and how the patient performs his/her

activities of daily life. This is measured based on the following ECOG performance status

grade.

Grade | ECOG performance status scale

0 Fully active, able to carry on all pre-disease performance without restriction

1 Restricted in physically strenuous activity but ambulatory and able to carry out
work of a light or sedentary nature, e.g., light house work, office work

2 Ambulatory and capable of all self-care but unable to carry out any work
activities. Up and about more than 50% of waking hours

3 Capable of only limited self-care, confined to bed or chair more than 50% of
waking hours

4 Completely disabled. Cannot carry on any self-care. Totally confined to bed or
chair
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Informal caregivers — An informal caregiver is an individual who has no special training
of caring for cancer patient and provides unpaid assistance and cancer-related care.

Primary caregiver- are family members and/or close friends who care the patient. Family
members can be father, mother, sister, brother, daughter, son, uncle, ant, grandfather or

mother, partner, son and/or daughter in law and other blood relatives.
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CHAPTER FIVE: PLANNING AND MONITORING OF ACTIVITIES

5.1. Work Plan

Table 1: Tentative action plan of the thesis project

Months R bl

Activities January | February | March | April | May | June esponsibity

Writing research Principal

Proposal investigator

Training for data Principal

collectors  and investigator

supervisor

Data collection Data
collectors

Data tabulation Data

and feeding to collectors,

SPSS and supervisor

MAXQDA and Principal
investigator

Research PI  Principal

analysis investigator

Summit the Principal

research  thesis investigator

for comment to

advisers

Final summation Principal

of the research investigator

thesis
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5.2. Budget Plan

Table 2: Tentative table of budget showing list of items and total cost of the study needed.

. . Each | No of | Total Cost
Budget Category | No | Qualification Cost | days (Birr)
1. | Personnel
1.1 Training
Data 3 BSC nurses 300 1 900.00
collectors
Supervisors | 1 | MSc Nurses 300 1 300.00
Data
1.2 collection
Principal 1 MSc oncology nursing student | -----
investigator
Data ) BSC nurses 200. 30 12000.00
collectors 00
Supervisors | 1 | MSc Nurses 300 30 9000.00
Fluent speakers of both Amharic | 5000
2 | Translators | 2 |and  English  language  for 10,000.00
questionnaire and audio
interpretation
Sub total 32,200.00
. Unit Multiplying
3 Supplies & equipment’s Quantity price factor Total
Checklist/questionnaires 1688 0.90 1688 1519.00
Print for proposal and thesis | 6 copies 50 6 300.00
Pen 4 7.00 4 28.00
Paper 4reams 135.00 4 540 .00
Pencil 4 4.00 4 16.00
Eraser 4 5.00 4 20.00
CD (read only) 15 10.00 150 150.00
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Binding 4 50.00 200.00
Audio recorder 1 5000 5000
Sub total 7,773.00
Total 39973.00
Contingency 10% 3,997.30
Grand Total 435%%30
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CHAPTER SEVEN: ANNEX

Annex A. Information Sheet
Title of the Research proposal: Prevalence of Depression and Associated Factors among

Primary Caregivers of Adult Cancer Patients Attending Hawassa University Specialized
Hospital Oncology Unit South Ethiopia, 2019.

Name of Investigator: Gulema Demissie (BSC)

Name of the Organization: Addis Ababa University, College of Health science, school of

Nursing and midwifery, Oncology track.
Name of the Sponsor: Addis Ababa University

Introduction: This information sheet is prepared for Hawassa University Specialized
Hospital Hawassa, Ethiopia. The aim of the form is to make the above concerned office
clear about the purpose of research, data collection procedures and get permission to

conduct the research.

Purpose of the Research project: To determine the prevalence of depression and
associated factors among caregivers of cancer patients attending Hawassa University
specialized hospital oncology unit, South Ethiopia, 2019.

Procedure: In order to achieve the above objective, information, which is necessary for
the study will be taken from caregivers of cancer patients by structured questionnaire face-
to-face interview and semi-structured questionnaire in-depth interview with audio

recording and note taking. Clinical variables will be collected from patient’s health profile

Risk and /or Discomfort: Since the study will be conducted by taking appropriate
information interviewing the caregivers of cancer patients, and as it takes some of their
time they may feel discomfort; but the study will only start after informed consent and they
put their signature. Otherwise it will not inflict any harm both to the patient and caregiver.
The name or any other identifying information will not be recorded on the questionnaire
and all information taken from the chart will be kept strictly confidential and in a safe

place. The information extracted will be kept secured by locked in to locker by key. After
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the data collected, it will be entered in to the computer by password. The information

retrieved will only be used for the study purpose.

Benefits: The research has no direct benefit for those who will be interviewed in this
research. However, the indirect benefit of the research for the participant and other clients
in the program is clear. This is because if program planners are preparing predicted plan
there is a benefit for clients in the program of getting appropriate care and treatment
services for the caregivers of cancer patients. Of all, the research work has a paramount

direct benefit for health care professional, planners and managers.

Confidentiality: To ensure confidentiality the information will be collected without the
name of the clients. The information collected from this research project will be kept
confidential and will be stored in a file. In addition, it will not be revealed to anyone except

the investigator and it will be kept in key and locked system with computer password.

Person to contact: This research project will be reviewed and approved by the institutional
review board of college of health sciences, school of nursing and midwifery, Addis Ababa
University. If in case you want to know more information about the research and its

undertakings, you can contact my advisors through the address below.

1. Niguse Tadele: niguse99@gmail.com
2. Sezer Kisa: sezkis@oslomet.no

3. Tadesse Bedada: tadesse.bedada@gmail.com

Permission: Lastly but not least, you are kindly requested to permit and forward your
permission to concerned body in your organization so that the researchers can get

cooperation from the data clerks and other responsible bodies in place.
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ANNEX B: Amharic version of informed consent sheet
PATICT avl B ao(((LE avAge
NUPa uacat specialized PATHA N4 V9P hEA (HaPAATIS +@- 099 3hav PG Yo7y
+OOPFT &ANCTHS O 180F7 ATITPGE OHHIPE aom@ P
V. PTAFPT 0PGk ool avelsm)
AATCF: A7LIPT PATI/h ORI h78I°T hOCT/N
AT £0AA:: NASA ANO (WNIPTS MG 470 hAE 227 &4 +avgd +a7¢
eI AT L9P0, (71LPNZLD TG AL PavlE ANAN T PIAC YaroT? +ThAhOPFT T
AhePARE Mo-15 L ALOAL P90 TEEPTT AMEPPT ADSAU-= PhCAL JPAT PhIOC Var-oTy
+NONNPFT PAIANG TFACG O TATT AGPART AG PavqetY APMen,P Ty ATINParp AIL710TH
APPGAL:: aPMPd §FLT CPHTT PNTAC UaraTy +TONNPTT v 79 Pt
TCHET ANPANT AT87L TIC I0G ATILL PUA:-
ePqk Con:- NUPA er0CAAL specialized OTHA s vhePS hed ehC Yar-a77 +ThihPT
£AOCTHS OO MR 0T 10+
PTGk AA9T:-QUPA fuCAL specialized POTHA A4 vhPS h&ed HaPAATYTS +75F vheoq
TIANIT PNTAC VaraDT +TOPFT &AOCTHS 2O 180577 avav(CIP(C D~
PPGE PPIO:- OU° AT (TG AL 09LATé APT (bTS POLLTTF PPI° ARTCI° hPek PolTT@-
av/ % WPA ernCAt specialized PATFA 2ad vh9PS A (-HaPAATYHS %R UhIPS +1000F
Ph7AC Yooy +7T0nOPTT &0CTHS +EPHD Polaom. FACTT APPLE nTINFA N1AL (UIC LLE
Pt AQTPEA WILTLT LM, LFa0G::
PGk A2Fi- (TSR AL PAte AFAFAPT O e LarM@- FAC PAA AS PULAM-T aPlE
TATELTE ¢hm0P 10
PHAFLPT ao{VFi- N TGE AL aPA+EIC AATPAFEIP av-f ao(It PATFD- (ALPT +HAFLPTI® (9175 D-9°
L ASOFOT NPGE 910N S FANE NHUI® OFen 14 OTSE AL 9°79° ALY TPEPT hAF@. PAM
A9AGLANF@. adomPP L TFAN::
PPeE TLATERYT- TGO ool TATERrE Ha0P AT eem@d AL PrAFLP T AP
ALANZIC:NITTIEP OC (b1 ALY PAFD aolBPTF (avh (PG +avsa9m+ TLATEE (U
Pavl S TIPC HE b4 (AA F AIPCICC Lok LTLDA LUPTA::

A. PAPPPYT PE
nAL PINNNAPTT avZ8 19910 NHdSt TG E AL APATe LPLE 1P+ ?
1) ALLAUI® (AP(FISAD-)  2) AP (PA oMLt LPTAN)
PAMORM &CTD ..o o S
PAMEE CFNBLNF DY
Pavl % ATAN@« 9P
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Annex C. Data Collection Tools

Table 3: Checklist format for Socio-demographic characteristics of both cancer patients
and their caregivers and clinical variables of the patients attending HUSH oncology unit,
South Ethiopia, 2019.

S.No | Patient’s Socio-demographic status Caregiver’s socio-demographic status
1. | MRN Age
2. | Age
3. Gender Male Female Male Female
4 Residency Urban  Rural Urban Rural
1. wife/husband 2. Daughter 3. Son
5. | Relationship 4. Sister 5. Brother 6. Father 7. Mother
9. Others --------
Marital status 1. Single 2. Married 1, Single 2. Married 3.Divorced
6. 3. Divorced 4.0Other-------- 4.0Other---------
Occupation 1.unemployed 1. unemployed
7. 2. employed 2. employed
Education 1. Illiterate 2.Primary(1-8) | 1. Illiterate 2. Primary (1-8)
8. 3.Secondary (1-12) 3.Secondary (1-12)
4. Higher level 4. Higher level education
Number of
9 .
family
10 | Religion
11 | Ethnicity
112 | Monthly Income
1. Are you living with your relative? 1. Yes 2. No
2. Do you know the diagnosed disease of the patient?
1. Yes 2.No
3. How many hours do you stay caring your relative per day?

Mention-------
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Table 4: (HUSH h70C vh9°s hed holoom- $n20C var-o77 +7an(LPF7 AS eUar-a177 -

0GP v1F Fhadt 6C9°, 2019.(Ambharic version)

Té | 039999 @ N1-T9YNEP U=z 7o A1 0GR v
¢,
1. hCce ¢, (o ——
2. | ALy
3 |2 o0 O 078 O
4 Papq 4P AhA(L 75 W— NAA -
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1. 90t 2. QA AT AR 3. 078 A%
5. | ATFE 4, hUT 5. @189 6. KOT 7. WG T
9. AA —-————--
18 C vs 1. eA10/F 2. QAt8C 1. eA10/F 2. QAt8C
6. R Yy — R Yy ——
: P0e- Ut 1.0¢- PAAD- 1.0¢ PAND-
) 2. (¢-t§ HCHC----- 2. AT HCHG-----
PFIUCT L8 1.9°79°0 N+ 9/ F 1.9°79°0 N9/ F
g 2.871R5 L5 (1-8) 28785 L5 (1-8)
' 30T R4 (1-12) 3.0:0H5 825 (1-12)
4. hgtg 4. hgtg
9 | f0taq ant
10 | veTIet+
" NUC
[1)]
1 CUP L

1. nF919.P+t DG 10+ IS¢t
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Table 5: Short Form Zarit Burden Interview (ZBI-12) for the assessment of burden among
caregivers of cancer patients attending HUSH oncology unit, 2019.

Do you feel?

Never

©)

Rarely

@)

Sometimes

2)

Quite
frequently
3)

Nearly
always

(4)

That because of the time you
spend with your relatives that
don’t have enough time for
yourself?

Stress between caring for your
relative and trying to meet
other responsibilities
(work/family)?

Angry when you are around
your relative?

That your relative currently
affects your relationship with
family members or friends in a
negative way?

Strained when you around
your relative?

That your health has suffered
because of your involvement
with your relative?

That you do not have as much
privacy as you would like
because of your relative?

That your social life has
suffered because you are
caring for your relative?

That you have lost control of
your life since your relative’s
illness?

10

Uncertain about what to do
about your relative?

11

You should be doing for your
relative?

12

You could do better job in
caring for your relative?
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Table 6: (HUSH 170G vh9°s hed hold®m en0c voeaTy 7P F7 8G avav(avs @ hepe(
Zarit Burden Interview (ZBI-12) &€9°, 2019.(Ambharic version)
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Table 7. Patient Health Questionnaire-9 format for the assessment of depression among

caregivers of cancer patients in Hawassa University Specialized Hospital oncology unit
Hawassa, 2019.

Over the past two weeks, how often Several | More than | Nearly
S. | have you been bothered by any of the | Not at | days one-half everyda
No | following problems? all(0) | (1) the days(2) |y

3)

Little interest or pleasure in doing
things

Feeling down, depressed, or hopeless

Trouble falling or staying asleep, or
sleeping too much

Feeling tired or having little energy

Poor appetite or overeating

Feeling bad about yourself—or that
6 | you are a failure or have let yourself or
your family down

Trouble concentrating on things, such
as reading the newspaper or watching
television

Moving or speaking so slowly that
other people could have noticed. Or the
8 | opposite—being so fidgety or restless
that you have been moving around a lot
more than usual

Thoughts that you would be better off
9 | dead, or of hurting yourself in some
way

Total
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Table 8. 2071, M5 apm@P(T.AT.n@-9) (HUSH h7aC vhg°s hed holg®m ehrac vy
+70NOPTF7 &NCT avavcars e 2019.(Amharic version)
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1
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2

nra 124
Ne+’r
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NCTT NS SAPFP 090 099 PNt
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ATPOG QAo tGiRT FRp Qavdet  FelC
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NPH?
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TCT AL VANPTT aPANANAN DL AN
At TG INLNPE? APAN  DHA
P10 @L79° EAGTHY (LarAnE?

htAaeLm- M<¢h, A48T LTI T 09,5 D4Y
PNt @e®  (MHPLLD  AbeT  APT
ATIHOF QLT v d Ph Ne PargIC
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A8 FAAN NAD- LANNT LH SOC?

Total

10
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A. Semi-structured Questionnaire for qualitative data collection

1.

Hav&y7 (ov7nOnY 9°% AL1E 0%t LOTTIN?

Alvt: A0

2. Ah0an 900 0Pt 9°7 7 ALY U13PT hoaoPt INC?
avtyF

v. 1A 2C OFPPH A. h&oq IC

h. .G OC av_ N TEAGIPP OC

A. (1g-0 Pav+aqavy P AL, . NNER Ve DTP AL

3. QAhN00 ©PF 10T FACT A% T+ I0C Ot PINLD</AdPDF P9PNGt?
av P F
V. (aP3AL
A. £ Nlavpp
Y

4. 0NAh0hOY 0T 2104V AFG 9HNPD- T1C I°181D-?
av P F

U. ¢FAA @~F A, 0% PRl h. T4 Papq0n

B. Clinical variables of the adult cancer patients attending HUSH oncology unit,
South Ethiopia, 2019.

b=

6

Treatment
1. Chemotherapy 2. Radiotherapy 3. Surgery 4. Hormonal 5.

Others specify ---------

. Physical symptoms

1. Pain, 2. Vomiting 3. Loss of appetite 4. Other mention--------------

. Is there co-morbidity? 1. Yes 2. No

If yes, how many? -------------- , What types? -------------
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Annex D. Training Manual Guide for Data Collectors and Supervisors

Topic: Prevalence of Depression and Associated Factors among Primary Caregivers of

Adult Cancer Patients Attending Hawassa University Specialized Hospital Oncology

Unit South Ethiopia, 2019.

Introductions: this training manual helps the research team to be familiar with words and
sentences used in the checklist, in adopting with data collection techniques and help to get
experience for correctly recording of the data of study subjects. It also helps on how to
perform supervision and how to control data quality.

Objectives of the research; To determine prevalence of depression and associated factors
among caregivers of cancer patients attending Hawassa university specialized hospital
oncology unit, South Ethiopia, 2019.

Purpose of the training:

To familiarize the data collectors & supervisors with unfamiliar words and
sentences used in the checklist.

To adopt data collectors & supervisors with techniques to be followed in data
collection and supervision procedures

To enable data collectors& supervisors in resolving problems in case of
inconveniences

Methods of training: Discussion of data collection tool, Filed practice/pre-testing

Responsibility of research team members:

Principal investigators — control the overall activities of the study

Supervisors - monitor for the correctness of data collections at the spot in the filed

Monitor for constancy and completeness of data at the spot of data collection
Monitor for availability of necessary supplies for the Data collection

Ensure data quality at the spot of data collection

Data collectors

handle necessary supplies to perform the study

perform the Data collection and enumerate correctly
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¢ handle and manage any inconveniences properly

e communicate with supervisors and principal investigator for solving problems
which are beyond their capacity, and for information which needs more
clarifications

e check for completeness of checklists at the site

How to fill the checklists: each data collector should be checked whether he/she has
pencils and checklist to be filled before starting.

Table 9: Training schedule for data collectors and supervisors.

DAY ACTIVITIES

Time breakdown (all in
local time)

2:30-4:00 AM e Welcome, survey objectives and training overview
4:00-4:15 AM TEA BREAK
4:15-6:00AM Overview of survey methodology

* Key aspects of survey design

* Roles and responsibilities of personnel

6:00-7:30 PM LUNCH

7:30-9:00 PM Data collection procedures
* Preparation for data collection

* Procedures before, during and after observing data
extraction forms of ce at oncology department

* What to do at the end of data collection

8:30-8:45 PM TEA BREAK

8:45-11:00 PM Logistics for data collection
Instructions for completing the form, Key rules to remember

Final comments, evaluation of workshop andClosing of the
workshop
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