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Abstract

Background overall Quality of Life (QoL) is fundamental for both well and ill people. For
the cancer patients it is a vital issue in the presence of this devastating condition that
depletes all the resources on both the individual and community level. This study looked
into the cancer patients QoL at the most difficult times of their lives. Cancer is the second
leading cause of death in Palestine; 12.4% of all deaths (MOH, 2012). Most of the cases are
diagnosed in late stage (Husseini et al, 2009), and very low levels of pain control and

palliative care are available (AL-Sadeel Society website, 2012).

Methods The aim of this study is to assess QoL domains scores and symptoms experience
within the Palestinian culture. The study was carried out in the only three main settings

available for treatment of cancer in the West Bank of Palestine.

In-depth interviews with 10 cancer patients were done to reveal the uniqueness and any
special concerns for Palestinian patients. And a cross sectional design studied 323 patients
to reveal associated factors with QoL. The data collection tools were structured in-depth-
interview questions and the QoL assessment tool of the European Organization for
Research and Treatment of Cancer (EORTC QLQ C-30) to which socio demographic data

were added.

Findings Both qualitative and quantitative parts of this research were in harmony in
representing the poor health related QoL (41.8%) of the cancer patients. The predictors of
poor QoL were advanced stage of cancer (= -0.3, p<0.001), poor economical condition
(B=0.19, p=0.001), low educational level (= 0.12, p=0.04), and long duration of treatment
(B= -0.11, p=0.04). As well, the generated qualitative themes supported these results; the
main expressed needs of the cancer patients were financial aid, pain management, fully
equipped healthcare facilities in their vicinity, availability of medications and qualified
staff, eradication of stigmatization, communication and psychosocial support, health

education, home nursing care, and palliative care.

QoL functions were low and below half of the full function in most cases; physical
(48.5%), role (48.8%), emotional (46%), cognitive (60.5%), and social (50%). Moreover,

severe symptoms were experienced by cancer patients; fatigue (66.6%), pain (63%),



insomnia (56.4%), appetite loss (45.3%), and financial difficulties (64.6%). These results
were lower than other studies in the region, denoting difficult conditions of Palestinian

patients with cancer.

Conclusion Palestinian cancer patients are suffering from quite difficult conditions. These
can be divided to two main streams; socio-economic factors of the patients, and inability of
the healthcare system to early detect, diagnose, treat, and provide professional support,

especially to advanced stages cancer patients.

So, and for better QoL, there is desperate need for integrating palliative care services into
the health care system in Palestine as quality improvement, cost-effective and economically
efficient measure, and develops social welfare system. As well as, there is a need for early

detection, and awareness and education for cancer patients and health care providers.



:\.éj,.\.hlﬂ‘ ;\.5\\933\ s JB gé Crmadadanaddl) yUa i) a4 blia Baga
A Cuiwa daaa talas)

ala¥l ] L3 1))

1 edla

soesldl aa o oyl g elanadl ulud i b slall Baga 5 Aoy o) AGAIA)
lsall IS oy (53 cunll Gapall 138 slay cand sy () GUajedl (ol dailly
Jaa g Allis o3gd xdindl 5 ot Gugiadl e

A Olayulld Aled) agds ks dllal Pla glajud) (aye Bl aga (& G Al o8 )
5 «(MOH, 2012) <lid goann (0 %12.4 <0 Cua cplanld 8 3l Sl S6
&V 3LV ((Husseini et al, 2009) Gl st dahall 3 jadi alVla sl

(2012 i) dsa) Lpilalill Aylesyll et i axe 5 AL Sanl dpngaas

cabel1 5 slall sasn 5 Leg Ve Ganlie apii D) Auhall oda Caag rdimgdall
) i)l DN Shall 3 Auhall Cyal Cua Lol dam ol daliad)
5 Adhradl) 5 Relaa¥) el gu b ADl 4 Cliay 5 dapall Al (& olasl

ool daliadl (e g slall 3asa 5 A g Ve Ganlia 5 daliadl) Lol

S ) elatinl Glaje ke Bpie ae dfaee DLl Jee o dmgid) codicl
323 J dphic dase dulp dee o adie) WS coplanli 8 ol Lals clalaial
i de pane Aanlsy Ciloglaall gon 2 Cus L agils Lo iy Aatiyall Jolsall o Laiind) Liayyae
o Aallaad) 5 Eanll s V1 Aalaiall slal) Fae b (and 3l Aiaal) DL 8 dagies

-(EORTC QLQ C-30) (;Uayud)

slall 3asn 5 Ay S8 s2e b B Ailia egill 5 S) Gl il il sl
I sl Al slall due il 0K cliimal) culS Cua ((%41.8) Glajull i yal dpaiall
B= ) tid) golai) wagll 5 (B= -0.3, P<0.001) lapull dasiiall Alsyall & {om
B= ) ol Alshall s34 5 (B= 0.12, p=0.04) Sxiall aaill (s5isall 5 (0.19, p=0.001



Cilaws G ol aliee 8 Caalll (o i A Aplall (il Gulie cela LS
5 (%60.5) AN 5 (%46) Akl 5 (%48.8) sl 5 (%48.8) duall il
Jas Eum lajall iy (sl Gale V) asms 335 I 28l L (%50) due LiaY) il sl
5 (%45.3) Ll glas 5 (%56.4) 3N 5 (%63) NI 5 (%66.6) xill ulie

Akl & e (e sul ol s2a cilS L (%64.6) Lkl il gaall

Cisne b it Lol 508 A0 e (5l aidanddl) llapud) ampe O W)ty Al
o nall el Gl 5538 5 ¢ ouayall Blal alaBY) Lelaia) dalsal) tlea G
G ol el Lk el aedll pag 5 dalladl a5 oSl Cail

Al goana (e %714 G5 (Al Aadgiall Ja)ll

slalS cplands 8 daal) Alesl) Al 1) Agkalil) dle )l cilead 2l ) Al dala clilia
S dslall Laf 5 o elaal glam alas el 5 bale spe 5 cLoliail Ak 305 Jaa
Agaal) lesll (g353e 5 Glapad) mpe (e JS a5 Aol 5 Sl Cai

Vi



Table of Contents

11
1.2
13
1.4

1.5

2.1

2.2

2.2.1
2.2.2
2.2.3
224
2.2.5
2.2.6
2.2.7
2.2.8
2.2.9
2.3

23.1
2.3.2

2.3.3
2.4

2.5

2.6

Thesis Approval
Dedication
Declaration
Acknowledgments
Abstract

Abstract in Arabic
Table of Contents
List of Tables

List of Figures
List of Annexes
List of Abbreviations

Chapter One: Introduction
Background

Study Problem

Study Justification

Research Objectives, Hypothesis and
Questions

Potential Difficulties and Limitations

Chapter Two: Literature Review
Introduction

Cancer Overview

Burden of Cancer

Types of Cancer

Treatment Modalities

Stages of Cancer

Cancer in Palestine

Quality of Life (QoL)

Palliative Care (PC)

Pain

QoL Domains

Previous Studies Review

QoL and Influencing Factors

Local, Regional & International Studies on
QoL

Palliative Care ... way to better QoL...
Studies reviewing Assessment Tool (EORTC
QLQ-C30)

Economic and Public Perspective of Palliative
Care

Summary

vii

i
i
vii
xii
Xiv
XV



3.1
3.2
3.3

4.1
4.2
4.3

4.4
4.5
4.6

4.7
4.8
4.9

5.1

5.2

521
5.2.2
5.2.3
5.24
5.2.5

5.2.6

5.2.7
5.2.8

5.3
531

5.3.2
5.4

Chapter Three: Conceptual

Framework

Conceptual Framework
Conceptual Definitions
Operational Definitions

Chapter Four: Methodology
Introduction

Research Design

Sampling Methodology

Population

Selection Criteria

Sample

Study Settings

Permissions and Ethical Consideration
The Assessment Tools

Pilot Study

Validity and Reliability of the Questionnaire
Data Collection

Data Analysis

Summary

Chapter Five: Results

Introduction

Quantitative Results

Socio-Demographic Characteristics
Respondents’ Needs for Other Services
Means for GQoL, Functions, and Symptoms
33% Cut-Off Point Classification
Relationship between patients’ characteristics
and GQoL, QoL domains, and the most
significant symptoms and issues; (t-test &
ANOVA)

The relationship between GQoL and
symptoms associated with cancer (Pearson’s
correlation)

The relationship between stage of cancer and
independent variables

Predictors of GQoL and QoL domains;
(Regression analysis)

Quialitative Results

Demographic Characteristics of the
qualitative sample

Main Themes and Subthemes Analysis
Summary

viii

77

78

79

85
85



6.1
6.2
6.2.1
6.2.2
6.3

6.3.1
6.3.2
6.4
6.5
6.5.1
6.5.2
6.5.3
6.5.4
6.5.5
6.6
6.7
6.8

Chapter Six: Discussion and

Conclusion

Introduction

Quality of Life of Respondent Cancer Patients
QoL Domains / Functions

Symptoms and Difficulties

Factors Associated with Poor QoL and Worse
Symptoms

Associated Sociodemographic Factors
Associated Clinical Factors

Determinants of Poor QoL

Important Themes of the Qualitative Part
Patients’ Perception of Cancer and Treatment
Patients’ Needs for Improved QoL

Barriers to Service Delivery

Patients’ Satisfaction with Service Delivery
Community Perception

Conclusions and Implications
Recommendations

Summary

Bibliography

Annexes

101

101
102
103
103
105

106
109
111
113
113
114
115
116
116
117
118
120
122
129



List of Tables

Table
(2.1)
(4.1)
(4.2)
(5.1)

(5.2)

(5.3)

(5.4)

(5.5)
(5.6)

(5.7)

(5.8)
(5.9)

(5.10)

(5.11)

(5.12)

(5.13)

(5.14)

Title
Summary of reviewed studies of QoL of cancer patients.

Intra class correlation coefficient of the questionnaire items with
the total degree of the tool.
Internal reliability of questionnaire (Cronbach’s Alpha test)

Socio-demographic characteristics of the respondents.

Place & type of treatment and the person taking-care of the cancer
patients.

Stage of cancer and duration of treatment since diagnosis.

Distribution of cancer Diagnoses among the sample of the study
according to frequency of occurrence.

Other places used by participants besides the hospital of treatment.

Other services used by the participants outside the hospital of
treatment.

Needed services that are not available at the hospital of treatment
as expressed by participants.

Means for GQoL and QoL Domains (Functions) for participants.

Means for Symptoms and Financial difficulties for the
participants.

Patients GQoL and QoL five domains according to their socio-
demographic characteristics (ANOVA & t-test).

Patients’ FA, FI, and PA according to their socio-demographic
characteristics (ANOVA &t-test).

Significant relationships between GQoL and cancer symptoms
and financial difficulties (Pearson’s correlation).

Regression analysis: significant relationship between GQoL and
independent variables.

Regression analysis: significant relationship between Physical
function and independent variables.

Page
29

48

49
56

57

58

59

61

62

62

63

64

71

74

78

79

80



(5.15)

(5.16)

(5.17)

(5.18)

(5.19)

(5.20)

(5.21)

(5.22)

(6.1)

(6.2)

Regression analysis: significant relationship between Role
function and independent variables.

Regression analysis: significant relationship between Social
function and independent variables.

Regression analysis: significant relationship between Cognitive
function and independent variables.

Regression analysis: significant relationship between Emotional
function and independent variables.

Regression analysis: significant relationship between Fatigue and
independent variables.

Regression analysis: significant relationship between Financial
difficulties and independent variables.

Regression analysis: significant relationship between Pain and
independent variables.

Characteristics of respondents.

Comparison of GQoL, QoL functions, most severe symptoms, and
financial difficulties of cancer patients in different studies.

Statistically significant determinants for QoL (functions and
symptoms).

xi

81

81

82

82

83

84

84

85

105

112



List of Figures

Figure

2.1)

(2.2)

(2.3)

(3.1)
(5.1)

(5.2)

(5.3)

(5.4)
(5.5)
(5.6)
(5.7)

(5.8)

(5.9)

(5.10)

Title

Distribution of Reported Cancer Cases Incidence Rate per 100,000

by Governorate, West Bank, Palestine, 2011. (MOH, 2012)

Most Common Cancer Cases, West Bank, Palestine, 2011. (MOH,

2012)

WHO Public Health Model for Palliative Care (adapted from

Stjernsward et al, 2007a).
Conceptual Framework of the study.
Distribution of participants according to district

Distribution of cancer cases over governorates of West Bank of

Palestine (source MOH annual report, 2011).

The 10 most common cancer types in current study, compared to

those presented by MOH annual report, 2011.

33% cut-off point classification of GQoL and fatigue.

33% cut-off point classification of nausea & vomiting and pain.
33% cut-off point classification of dyspnea and insomnia.

33% cut-off point classification of appetite loss and constipation.

33% cut-off point classification of diarrhea and financial

difficulties.
33% cut-off point classification of PF and RF.

33% cut-off point classification of EF and CF.

Xii

Page

12

12

13

34
54

54

60

65
65
66
66

67

67

68



(5.11)

(5.12)

(5.13)

(5.14)

33% cut-off point classification of SF.

Statistically significant (p<0.05) variables (Means for GQoL and

other domains) according to region.

The relationship between stage (1-4) of cancer and educational

level of respondents; Cross tabulation (Chi Square test (%?)

Predictors of GQoL according to regression analysis of significant

variables.

xiii

68

71

78

80



List of Annexes

Annex

Annex 1:

Annex 2:
Annex 3:
Annex 4:
Annex 5:
Annex 6:
Annex 7:
Annex 8:
Annex 9:
Annex 10:

Annex 11:

Title

Pearson’s correlation: The relationship between GQoL and
symptoms associated with cancer.

Thematic Analysis Table

Demographic Data Questions- Arabic

QLQ-C30 questionnaire- Arabic

QLQ-C30 questionnaire- English

Qualitative in-depth-interview structured questions- Arabic
EORTC Approval for use of the Tool

Informed Consent- Arabic

AVH approval letter

MOH approval letter

Expert reviewers of the study tool

Xiv

Page
129

130
151
152
154
156
158
161
162
163
164



List of Abbreviations

PC: Palliative Care.

QoL.: Quality of Life.

HRQoL: Health Related Quality of Life.
GQoL.: global quality of life

PF: physical function

SF: social function

EF: emotional function

CF: cognitive function

RF: role function

FI: financial difficulties

PA: pain

FA: fatigue

DY: dyspnea

CO: constipation

DI: diarrhea

SL: insomnia

AP: loss of appetite

ANOVA: analysis of variance

MOH: Palestinian Ministry of Health
WHO: World Health Organization
MOSA: Ministry of social Affairs
GHS: Governmental Health Services
UNRWA: United Nations Relief and Work Agency

NGO’s: Non Governmental Organizations

XV



Chapter One

Introduction

1.1 Background

Quality of life (QoL) is the up to date attracting issue in the world nowadays. The term
quality of life is used to evaluate the general well-being of individuals and societies. The
term is used in a wide range of contexts, including the fields of healthcare. Quality of life is
a wide term that can include multi diverse aspects from wealth, employment and built
environment, to physical and mental health, education, recreation and leisure time, and
social belonging (Wikipedia, 2011). Quality of life for the cancer patients is a vital issue in
the presence of this devastating condition that depletes all the resources on both the

individual and community level.



Cancer is one of the first leading causes of death globally, according to WHO it caused 7.6
million deaths in 2008, approximately 70% of cancer deaths occur in low- and middle-
income countries (WHO, 2012). Cancer is the second leading cause of death in Palestine,
accounting for 12.4% of all deaths (MOH, 2012). According to the Palestinian health
information center (PHIC) report (MOH, 2012), the reported new cases of cancer in
Palestine were 1,498 in the West Bank, with an incidence rate of 64.2 per 100,000
populations, where the cases of mortality from cancer were 897 persons. National statistics
showed that most of the cancer cases are diagnosed at the end stage of the disease
(Husseini, et al, 2009); this late diagnosis makes it difficult to treat and control symptoms

and results in low survival rates and poor QoL of the cancer patients.

According to WHO 30% of cancer deaths can be prevented by implementation of evidence-
based strategies for cancer prevention, early detection and management (WHO, 2012).
Furthermore, it has been stated in the literature that at least 100 million people would have
improved quality of life (QoL) if today’s knowledge of palliative care was accessible to

everyone of the public (Stjernsward et al, 2007 a).

Moreover, QoL assessment is a vital instrumental tool to adopt, especially at the primary
steps, in developing data bases for future use in formulation of country wide programs to
support the efforts for better QoL. Guner et al (2006) cited in their study that QoL
assessment considered the most important indicators of the outcome of medical service;
provides understanding of nature of disease and experiences of patient, and works as index
of efficiency for treatment. There is need for QoL assessment in different places, as it was
cited that there is differences between cultural groups in their QoL aspects (Alawadi and
Ohaeri, 2009).

Palliative care for those patients is the advanced and most up to date choice that should be
provided for them. To our best knowledge, palliative care service is not yet integrated
within the Palestinian health care system. So, this study will consider the QoL of the cancer
patients in Palestine in the absence of palliative care services that are supposed to provide

them with comfort and better QoL.



1.2 Study Problem

It is evident, after searching the literature, that there is no comprehensive assessment of the
QoL of Palestinian cancer patients. Despite the fact that some regional studies done in the
neighboring Arab countries with their different contexts and circumstances, Palestine has
its own special entity and cultural considerations, due to its unique situation under the
Israeli occupation with its strict regulations and control over all aspects of life of the
Palestinians. So, the researcher went toward studying the QoL of cancer patients in the
Palestinian hospitals and how it has been affected by the level of pain and other symptoms
management that is provided to them. In addition to that is the fact that, till the time of this
study, palliative care service is not yet integrated within the national health care services.

It has been stated in the literature that at least 100 million people would have improved
QoL if today’s knowledge of palliative care was accessible to everyone of the public. This
can be best achieved through taking up a Public Health Strategy approach for translating
new knowledge and skills into evidence-based, cost-effective interventions that can reach
everyone in the population (Stjernsward et al, 2007 a). This strategy should be included
within the national health policy as Stjernsward et al (2007 b) stated. They add that this will
facilitate the implementation of palliative care programs in the community and aim for
providing care for all people in need of that, and ensures equitable access to affordable
medications and therapies (Stjernsward et al, 2007 b).

1.3 Study justification

The quality of life (QoL) is the issue of today’s interest; especially the health-related QoL
which increased since the 1990s. This is increasing not only because life span of patients is
increasing, but also as people are more aware and interested in the quality of life they are
living (Guner et al, 2006). Theofilou (2011) discussed the issue of under estimating the
need, by many recent policies, for using health related quality of life (HRQoL)
measurement as a supplement of the traditional public health’s measures of morbidity and
mortality. It has been considered a measure of outcome of health care and took the attention

of clinicians, researchers, economists and managers (Schwartz and Sprangers, 2002;



Theofilou, 2011). Even though, healthy people 2010 and the Center for Disease Control
and Prevention identified it as central goal for public health and an important health
outcome (CDC, 2012).

QoL research is either led by researchers looking for medical outcomes focusing on
HRQoL, or by medical sociologists with the intention to study economic and social
determinants (Schwartz and Sprangers, 2002). So, we are going to study the QoL of our

Palestinian cancer patients and measure the effects of the surrounding factors on that life.

Cancer is the second leading cause of death in Palestine, accounting for 12.4% of all deaths
(MOH, 2012). Moreover, national statistics showed that most of the cancer cases are
diagnosed at the end stage of the disease (Husseini, et al, 2009); this late diagnosis makes it
difficult to treat and control symptoms and results in low survival rates of the cancer
patients. According to the Palestinian health information center (PHIC) report (MOH,
2012), the reported new cases of cancer in Palestine were 1,498 in the West Bank, with an
incidence rate of 64.2 per 100,000 populations, where the cases of mortality from cancer
were 897 persons. This also confirms that those newly diagnosed cases of cancer are at an

advanced stage and terminally ill, and in need for palliative care service.

Moreover, very low level of pain control and palliative care, low level of staff training, and
also low number and level of health facilities that care for cancer patients in Palestine (only
three main centers in West Bank) are available. This is based on a need assessment survey
in the West Bank of Palestine that was done by a local non-governmental organization for
palliative care (AL-Sadeel Society, 2012). Unfortunately, there is scarcity of studies of QoL
of cancer patients (Alawadi and Ohaeri, 2009); only one small-scale study was done in
2010 to measure the Quality of Life (QoL) of 70 Palestinian cancer patients in two of the
three available centers (Thweib, 2011). Results found that the QoL of Palestinian cancer
patients is low in all QoL domains. More intense symptoms were found when compared
with regional countries. Thweib’s study stressed the importance of palliative care service
for Palestinian cancer patients. But on the other hand, it did not focus on all cancer patients
in Palestine. The sample size of the study was not representative to generalize study
findings.



While pain is considered one of the most important symptoms when talking about cancer; it
is also considered one of the main factors that have an apparent effect on the QoL of
patients with cancer. Thienthong et al (2006) found a high correlation between the average
change of pain intensity and QoL scores; a change of scores of pain of at least 3 points out
of 10 had a significant statistical and clinical effect on the QoL of 520 cancer patients. The
conclusion of this study suggests the high importance of pain management for better QoL
of cancer patients. It provided deeper look into the way those patients see and deal with

their disease within their social context.

This study provides information regarding patients’ perceived satisfaction with their global
health status and their evaluation of their QoL, and adds to the baseline data of the QoL of
cancer patients in Palestine. It is further expected that this study will improve national
understanding of the need of integrating palliative care and symptom management service
within the health care system policies and plans, and encourage stakeholders in Palestine to
pay attention to this issue; the thing that might result in decreased patients' and families
suffering. In other words, this might positively affects the national concept and
methodology of dealing with ill cancer patients, and aligns with the universally approved

and accepted concepts of palliative care for cancer patients.

This study feasibility was clear as it was based on the researcher surveying and
interviewing of the candidates of the three available settings for cancer care in Palestine.
This was followed by the necessary data analysis and processing.

1.4 Research Objectives, Hypothesis and Questions
Purpose of the study

The purpose of this triangulated study (qualitative, quantitative) is to assess the QoL
domains scores within the unique Palestinian culture. This will be done in the three settings

available for treatment of cancer in the West Bank of Palestine.



Objectives
The objectives of this study were:
Qualitative part:

The objective of using this method is to have an in-depth understanding of any unique or
specific factors (cultural, social, ideological or political) that are related to the quality of life
of the cancer patients in Palestine, especially, in the absence of supportive palliative care

services from the national health care system.

Quantitative part:

1. Assess the GQoL of cancer patients in the West Bank.

2. Assess the QoL domains (functions and symptoms) scores of cancer patients.

3. Assess the relationship between socio-demographic factors and global QoL and
domains (functions, and symptoms).

4. ldentify determinants (predictors) of GQoL.

Hypothesis

1. HO: There is no significant relationship (at P<0.05) between GQoL of cancer
patients and the independent variables (gender, age, education, place of residence,
income, marital status, living condition, and house ownership, place of treatment of

treatment, department, stage, duration of treatment, and region).

2. HO: There is no significant relationship between functions and symptoms of cancer
patients with the independent variables (gender, age, education, place of residence,
income, marital status, living condition, and house ownership, place of treatment of

treatment, department, stage, duration of treatment, and region).



Research Questions

1. What are the factors that affect the QoL of the Palestinian cancer patients?
2. s there statistically significant relationship between QoL of Palestinian cancer
patients and their sociodemographic characteristics?

3. What are the needs of the Palestinian cancer patients?

1.5 Potential difficulties and limitations:

e Accessibility to the three settings and difficulty to reach them under the current
imposed restrictions by the Israeli occupation of Palestine. Alternative approaches
were used when needed such as filling the questionnaires by patients themselves

with the help of their caregivers in case patient was illiterate.

e Difficulty in collecting the data and completing the questionnaire tools assessments,
when some participants were in exacerbation stage and not able to respond
adequately; due to effects of medication and side effects. In this case, the researcher

returned later to assess them or selected randomly another cancer patient.

e Scarcity of literature and research studies related to cancer in Palestine, and

unavailability of accurate cancer registry.



Chapter Two

Literature Review

2.1 Introduction

This chapter presents an overview about cancer, burden of cancer, the most common
four types of cancer, cancer brief treatment modalities, and stages of cancer. Then, some

main figures and statistics regarding cancer in Palestine are presented.

Moreover, the theoretical background includes definitions and aspects of quality of life,
palliative care, pain, and some of the quality of life domains are presented according to

main international categorizations and definitions.

In addition, previous studies that are related to palliative care as a way to better QoL,
the factors that influence QoL; including pain and fatigue, demographic factors, and

clinical factors, were discussed.

The literature related to the study assessment tool including its validity and reliability

and its effectiveness were presented.



At the end, the economic perspective and public health view of palliative care were
discussed. This is a validating part of the need and efficiency of adopting a monitoring
system of the QoL of cancer patients, and providing a cost-effective and valid scope of
service, that is through palliative care integration into the health care system as a whole.
Table (2.1) summarizes some studies that conducted in the contexts of QoL of cancer

patients.
2.2 Cancer Overview

Cancer is defined by the WHO as

“A generic term for a large group of diseases that can affect any part of the body”, and it is
“the rapid creation of abnormal cells that grow beyond their usual boundaries, and which
can then invade adjoining parts of the body and spread to other organs. This process is

referred to as metastasis, and is the major cause of death from cancer” (WHO, 2012).

Tobacco use, alcohol use, unhealthy diet and physical inactivity are the main cancer risk

factors worldwide (WHO, 2012).

2.2.1. Burden of cancer:

Cancer is one of the first leading causes of death globally, according to WHO it
accounts for 7.6 million deaths in 2008, approximately 70% of cancer deaths occur in
low- and middle-income countries, and 30% of cancer deaths can be prevented by
implementation of evidence-based strategies for cancer prevention, early detection and

management (WHO, 2012).

2.2.2. Types of cancer:
The following are the first four types of cancer in Palestine:

Breast cancer: is “Cancer that forms in tissues of the breast, usually the lobules (glands
that make milk). It occurs in both men and women, although male breast cancer is rare”
(NCI, 2012). The incidence rate of breast cancer in Palestine was 7.6 per 100,000
(MOH, 2011).



Colon cancer: is “Cancer that forms in the tissues of the colon. Most colon cancers are
adenocarcinomas (cancers that begin in cells that make and release mucus and other
fluids)” (NCI, 2012). The incidence rate of colon cancer in Palestine was 6.2 per

100,000 (MOH, 2011).

Stomach cancer: is “cancer arising from any part of the stomach. Stomach cancer causes

about 800,000 deaths worldwide per year” (Wikipedia, 2012). The incidence rate of
stomach cancer in Palestine was 5.8 per 100,000 (MOH, 2011).

Lung cancer: is “a disease characterized by uncontrolled cell growth in tissues of the
lung. This growth can spread beyond the lung in a process called metastasis into nearby
tissue and, eventually, into other parts of the body. Most cancers that start in lung,
known as primary lung cancers, are carcinomas that derive from epithelial cells”
(Wikipedia, 2012). The incidence rate of lung cancer in Palestine was 3.6 per 100,000
(MOH, 2011).

2.2.3. Treatment Modalities:

Cancer treatment requires a careful selection of one or more intervention, such as
surgery, radiotherapy, and chemotherapy. The goal is to cure the disease or considerably
prolong life while improving the patient's quality of life. Cancer diagnosis and treatment
is complemented by psychological support. Some of the most common cancer types,
such as breast cancer, cervical cancer, oral cancer and colorectal cancer have higher

cure rates when detected early and treated according to best practices (WHO, 2012).

Chemotherapy: is “Chemotherapy is the treatment of cancer with an antineoplastic drug
or with a combination of such drugs into a standardized treatment regimen” (Wikipedia,

2012). It is “Treatment with drugs that kill cancer cells” (NCI, 2012).

Radiotherapy: is “The use of high-energy radiation from x-rays, gamma rays, neutrons,
protons, and other sources to kill cancer cells and shrink tumors. Radiation may come
from a machine outside the body, or it may come from radioactive material placed in the
body near cancer cells. Systemic radiotherapy uses a radioactive substance, such as a
radiolabeled monoclonal antibody, that travels in the blood to tissues throughout the

body. Also called irradiation and radiation therapy” (NCI, 2012).
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Surgery: is “A procedure to remove or repair a part of the body or to find out whether
disease is present; an operation to remove tissue or part or all of an organ. For example,
mastectomy is Surgery to remove part or all of the breast. There are different types of

mastectomy that differ in the amount of tissue and lymph nodes removed” (NCI, 2012).

2.2.4. Stages of cancer:

Staging system: is “A system that is used to describe the extent of cancer in the body.

Staging is usually based on the size of the tumor and whether the cancer has spread
from where it started to nearby areas, lymph nodes, or other parts of the body” (NCI,
2012).

The roman numbers I to IV usually used for staging cancer, with IV having more

progression.
Stage I: cancers are localized to one part of the body.
Stage II: cancers are locally advanced.

Stage III: cancers are also locally advanced. The specific criteria for Stages II and III

therefore differ according to diagnosis.

Stage IV: cancers have often metastasized, or spread to other organs or throughout the

body.

(Wikipedia, 2012).

2.2.5. Cancer in Palestine:

Cancer is the second leading cause of death in Palestine, accounting for 12.4% of all
deaths. 1,498 new cancer cases were reported in West Bank in 2011, 54.3% of those
cases were females. The cancer incidence rate was (64.2) per 100,000 of population.
38% of the cases were over 65 years of age and 57% were between 15 and 65. The
geographical distribution of reported cancer cases shows that Bethlehem governorate
reports the highest figures with an incidence rate of 111.3 per 100,000 populations as
shown in figure (2.1) (MOH, 2012).
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Figure (2.1): Distribution of Reported Cancer Cases Incidence Rate per 100,000 by
Governorate, West Bank, Palestine, 2011. (MOH, 2012)

The most common cancer in Palestine is breast cancer (11.8%) and it is the first in
females, while the first in males was the colon cancer (9.7%) and was the second overall

cancer. The third was stomach cancer (9%) as shown in figure (2.2) (MOH, 2012).
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Figure (2.2): Most Common Cancer Cases, West Bank, Palestine, 2011. (MOH, 2012)
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As cancer is the second leading cause of death in Palestine and in the region (MOH,
2012; Bingley & Clark, 2009). This represents a significant need for Palliative Care
service in the Middle East region, including Palestine (Bingley & Clark, 2009). The
national health strategy vision is to have “Better quality of life for the Palestinian people
through controlling cancer prevalence in Palestine” (National Strategy for Cancer

Prevention and control, 2009).

2.2.6. Quality of Life (QoL):

WHO defines QoL as “an individual’s perception of their position in life in the context
of the culture and value systems in which they live and in relation to their goals,
expectations, and standards and concerns. It is a broad-ranging concept affected in a
complex way by the person’s physical health, psychological state, level of
independence, social relationships, and their relationships to salient features of their

environment” (WHO, 1997; Bowling, 2003).

The Center for Disease Prevention and Control (CDC) define QoL as “a broad
multidimensional concept that usually includes self-reported measures of physical and

mental health” (CDC, 2012 b).

Health related quality of life (HRQoL) is defined as “individual’s definition of their
overall satisfaction with life, or, a sense of personal psychological, physical and social
well-being in being self-determining, independent and satisfied with control of disease

processes” (O’Connor, 2004).

It has been discussed that (HRQoL) researches have shown the human side of cancer
care and played a strong role as a predictor for survival. As well as, they helped in the
decision making process for both the physician and the patient, throughout weighing

costs and benefits of the deferent care modalities. (Schwartz and Sprangers, 2002)

2.2.7. Palliative Care (PC):

WHO defines Palliative care as “an approach that improves the quality of life of patients
and their families facing the problem associated with life-threatening illness, through

the prevention and relief of suffering by means of early identification and impeccable
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assessment and treatment of pain and other problems, physical, psychosocial, and

spiritual. Palliative care:

e provides relief from pain and other distressing symptoms;

e affirms life and regards dying as a normal process;

¢ intends neither to hasten or postpone death;

e integrates the psychological and spiritual aspects of patient care;

e offers a support system to help patients live as actively as possible until death;

e offers a support system to help the family cope during the patients illness and in
their own bereavement;

e uses a team approach to address the needs of patients and their families,
including bereavement counseling, if indicated;

e will enhance quality of life, and may also positively influence the course of
illness;

e s applicable early in the course of illness, in conjunction with other therapies
that are intended to prolong life, such as chemotherapy or radiation therapy, and
includes those investigations needed to better understand and manage distressing

clinical complications.” (WHO, 2012).

Meier and Brawley (2011) articulated Palliative care (PC) as a “broad construct defining
a continuum that serves patients and families from the time of diagnosis with a chronic
or acute progressive illness throughout the entire course of the disease”. Early PC
intervention, in accordance with the usual standard treatment for cancer was found to
have better outcomes such as better QoL, mood, and survival (Yennurajalingam et al,
2010). It can be provided in hospital or outside it, and it emphasizes on expert and

professional symptoms management (Meier and Brawley, 2011).

The goal of PC is to prevent and relieve suffering to achieve the best QoL for cancer
patients; it also includes the family members in this endeavor. This expands the
traditional model of disease treatment to include the goal of aiming for better QoL and

functions for patient and family (Theofilou, 2012).

PC is considered as human right in many universal declarations. Of these declarations
are the Universal Declaration of Human Rights for the right to standard living and

healthy well-being, equal access to preventive, curative and palliative health services,

14



avoidable pain management, and essential drugs. The goal is to have PC and pain
treatment on the agenda of the policy makers in each country health system (Breitbart,
2011). It is a public health strategy adapted by the WHO since 1990, who produced the
WHO public health model for palliative care (Stjernsward et al, 2007a). (Figure: 2.3)
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Figure (2.3): WHO Public Health Model for Palliative Care (adapted from Stjernsward
et al, 2007a).

It is a public health issue to deal with people with cancer in the proper way (Sepulveda
et al, 2002). This has special concern as cancer is the second leading cause of death in
Palestine (MOH, 2012), and as palliative care and pain control is considered as one of

the human rights (Breitbart, 2011).

The WHO defined gaps to bridge in the way to implement PC programs. Of these; are
considering PC as a priority public health problem, by countries, and integrating it into
the national health policies. As well, it advocated for key components of comprehensive
PC programs such as policy development, education and training, drug availability, and
providing good quality care (including home-based care) (Sepulveda et al, 2002; and
Stjernsward et al, 2007a).
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2.2.8. Pain:

Pain is considered one of the most important symptoms when talking about cancer. As
well, it is considered one of the main factors that have an apparent effect on the QoL of
patients with cancer. Pain is defined in many ways, one of the reliable and simple ones
is “An unpleasant sensory and emotional experience associated with actual or potential

tissue damage, or described in terms of such damage” (IASP, 2011).

2.2.9. QoL Domains:

There are several dimensions of QoL of cancer patients. Here are some definitions of
those domains of the QoL as defined by Schwartz and Sprangers (2002); first, Physical
function was defined as “the ability to perform a range of activities of daily living”. On
the other hand, Symptoms were said to be “patients’ subjective perceptions of an
abnormal physical or psychological state”. Also, Functioning are “assessments of ability
to perform specific tasks or functions, such as physical, social, emotional, and role
functioning”. Furthermore, General health perceptions are “patients’ global perceptions
about their health and include the values patients attach to different symptoms or
functional impairments”. And finally, Overall QoL is “a measure of life satisfaction that
may be unrelated to health”. For example, overall QoL may be strongly influenced by
factors such as an individual’s economic and employment status, family situation, or the

political environment (Schwartz and Sprangers, 2002).

2.3 Previous Studies Review

2.3.1. QoL and Influencing Factors:

Major associations with health related quality of life (HRQoL), in neighboring Arab
country, were found with age, stage of cancer, radiotherapy treatment, and fatigue
(Alawadi and Ohaeri, 2009). On the other hand, in two seperate studies in Iran, it was
found that no correlation is present between QoL and age, sex, marital status, duration

of disease, economic conditions, educational level, and occupational function; but, with
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cycles of chemotherapy (more than two cycles) (Dehkordi et al, 2009 and Heydarnejad
et al, 2011)). In a third one in Turkey by Pinar et al (2003) they found that duration of
the disease and type of cancer, presence of metastasis, and type of treatment had no

effect on QOL.

From a different view, Meier and Brawley (2011) pointed toward other studies, by Satin
et al (2009) and Giese-Davis et al (2011) that presented depression as independent
predictor of shortened survival. While Alawadi & Ohaeri (2009) found that younger
Kuwaiti patients with breast cancer had lower (poorer) HRQoL scores, and that social
functioning had the highest proportion of variance for GQoL. Other predictors were role
function for physical function and vice versa, and cognitive for emotional function and
vice versa. The financial difficulty had highly significant prediction of GQoL (P<
0.007) and social functioning (Alawadi and Ohaeri, 2009). Internationally, Scott et al
(2007) found that the role and social functioning aspects have more apparent effect on

QoL in Islamic countries.

Pain and Fatigue

Bostrom et al (2003) concluded that pain has a negative impact on QoL, especially on
physical health. This pain usually increases towards the final stages of life, and they

concluded that it is an unnecessary burden, which can be prevented.

This was also apparent in a multi center cohort prospective study that was done in
Thailand. Thienthong et al (2006) found that a change of scores of pain of at least three
points out of 10 had a significant statistical and clinical effect on the QoL of 520 cancer
patients who was included in their study. The conclusion of this study suggests the high

importance of pain management for better QoL of cancer patients.

Furthermore, Meier and Brawley (2011) argued that a review of 52 studies, which were
reviewed by Beuken-van Everdingen in 2007 in their study “Prevalence of pain in
patients with cancer: A systematic review of the past 40 years”, found that pain
prevalence among cancer patients was 53%; with 64% prevalence among patients with
advanced stages, and rating of pain as moderate to severe in one third of those who
reported it. In addition to that, pain was associated with adverse outcomes such as

depression, functional decline, and patient misery (Meier and Brawley, 2011). It can
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happen in cluster with other symptoms, such as fatigue, insomnia, and mood
disturbance, and negatively affect QoL and functional status of cancer patients (Cheng

and Lee, 2010).

Regionally, Alawadi & Ohaeri (2009) found in their study of Kuwaiti cancer patients
that the commonest problem areas were, also, pain, dyspnea, sleep disturbance, and
poor appetite. As well, Fatigue found to have the highest correlation (r=0.21, P<0.01)
with GQoL in the same study (Alawadi & Ohaeri, 2009). Better QoL was also found in
patients with “all-low” cluster of four symptoms experience; including fatigue and pain
(Pud et al, 2008). Internationally, Scott et al (2007) found in their Meta analysis study
that fatigue is the most strongly associated factor with overall QoL. While Heydarnejad
et al (2011) found the Iranian patients with pain have lower QoL.

Demographic Factors

Guner et al (2006) found in their study of the demographic factors effects on Turkish
cancer patients that the total QoL mean scores were lower in men, illiterate patients, and
those unsatisfied with their income. The lowest scores were in the over 65 years of age.
In another study in Turkey by Pinar et al (2003) the results concluded that
sociodemographic factors contribute to poorer QoL of cancer patients, namely they
found that older cancer patients have lower QoL. Additionally, in another Turkish
study, statistically significant relationship was found between QoL of cancer patients

and education and employment status (Uzun et al, 2004).

In Turkey, older cancer patients believed that cancer is the end of the road and had low
expectations of themselves as well of the society, the thing that negatively affected their
QoL (Guner et al, 2006). Also, Koo et al (2012) found that elderly patients with
advanced cancer have different QoL scores that tend to be worse than younger patients
upon assessment using (EORTC) QLQ-C15-PAL and (EORTC) QLQ-C30 tools. On the
contrary, Alawadi & Ohaeri (2009) found in their study of Kuwaiti cancer patients that

there is more symptom intensity and worse functioning in younger patients.

Furthermore, highest QoL was in unmarried, in Turkey, as they have less responsibility
by living with the family and gaining its support. While worst QoL was in widows as

they lack the support of both family and spouse (Guner et al, 2006). Also, they
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discussed that better QoL in educated patients may was due to better coping
mechanisms or better access, finding and benefiting from resources. In the same

prospect, the Illiterate patients had the lowest QOL scores (Pinar et al, 2003).

Financial burden has its effects also. Higher income was associated with better QoL.
This was explained by Guner et al (2006) who said that patients with the higher income
have better ability to find resources in less burden and stress. As well, Alawadi &
Ohaeri (2009) found significant association of cancer with financial burden on cancer
patients and their families, even though, treatment is free of charge. But they also
stressed the social system support; they said that family social support and institutional

support have a role in improving psychosocial wellbeing of those patients.

Clinical Factors

In the study of Kuwait, 59% of the cancer cases were in stages III and IV. Those with
advanced disease had worse functioning; especially role function. As well, radiotherapy
treatment found significantly associated with more fatigue (Alawadi and Ohaeri, 2009).
On the other hand, in the study of Turkey by Pinar et al (2003) they found that duration
of the disease and type of cancer, presence of metastasis, and type of treatment had no
effect on QOL. However, hospitalized patients had lower QOL scores than patients

treated on an outpatient-basis (Pinar et al, 2003).

2.3.2. Local, Regional and International Studies on QoL.:

In a regional study in Kuwait, the GQoL found to be 45.3% with poor to average
functioning (Alawadi & Ohaeri, 2009). In Turkey, Pinar et al (2003) measured GQoL,
using different measurement tool (Multidimensional Quality of Life Scale-Cancer 2;
MQOLS-CA2), to be 66.2 out of 100 points. In a study in Iran, QoL was fairly
favorable (66% of cases) or favorable (23%) in cancer patients. it was found that the
most common problems in Iranian patients to be fear about future, thinking about the

disease and its consequences, impatience, and depression (Dehkordi et al, 2009).

Moreover, most of cancer patients, in the Middle East region, prefer to die at home due

to presence of multiple traditional and social reasons. This stresses the need for home-
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based services as a high priority in the health care system for better QoL (Silbermann,

2012).

In Palestine particularly, Bailony et al (2010) in their study; Cancer registration and
healthcare access in West Bank, found that the concentration of cancer cases is in the

districts that are considered metropolitan and where the referral hospitals are located.

Also, it was found in a non-published study done to assess factors influencing QoL of
breast cancer patients in Palestine that marital status, economic status, and level of
education were not significantly associated with QoL of those patients. Furthermore, it
found that cancer in Palestine is diagnosed at late stage, and the surveyed sample had

high spirituality beliefs (Samar & Saca, 2009).

As well, one study was done in 2010 to measure the QoL of 70 Palestinian cancer
patients (Thweib, 2011). Results found that the QoL of Palestinian cancer patients is
low in all QoL domains. More intense symptoms were found when compared with
regional countries. This study stressed the importance of palliative care service for
Palestinian cancer patients. the factors that were found to be associated with global
quality of life (GQoL) and QoL domains for the Palestinian cancer patients were pain,

gender, fatigue, income, and cancer stage (Thweib, 2011).

Nevertheless, palliative care is not present in Palestine yet, and it is not integrated
within the health care system (Khleif & Shawawreh, 2011; Khleif, 2010; and Bingley &
Clark, 2009). One study findings illustrated the main problems in the region in lack of
fund or governmental support, and lack of awareness for need for such service among

the public as well as the policy makers and professionals (Bingley & Clark, 2009).

The main areas for attention are professional training, public awareness, health policies
regarding opioids use and dispensing, accessibility to essential PC drugs, and
integrating palliative care into the health system, service provision and health education

(Khleif & Shawawreh, 2011; Khleif, 2010; Bingley & Clark, 2009).

Silbermann (2012) discussed the culture of taboo and stigma of cancer and its pain. He
said that people in this region consider it as part of disease and accept it, they use non-
pharmacological modalities. The stress is on assessment of pain and distress to be
routine practice. He concluded that of the barriers to PC are also the protective attitudes

of the family of patient.
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Scott et al (2007) in their international Meta analysis study about the effects of
geographical and cultural aspects on the study tool; EORTC QLQ-C30 questionnaire,
found that there is effect of these aspects among different cultural groups, which has its

implications for international comparisons that shows differences between cultures.

On the other hand, a qualitative study conducted in Canada by Shahidi, Bernier and
Cohen (2010) found eight domains upon content analysis of 110 answers of terminally
ill cancer patients that affect QoL. These were physical condition and symptoms,
psychological status, existential, relationships and support, quality of care, physical

environment and living facilities, hobbies and daily activities, and finances.

2.3.3. Palliative Care: ...way to better QoL...

Stjernsward et al (2007a) discussed that it is estimated that 7 million new cancer cases
each year are not cured and die within a year of diagnosis, 60% of cancer patients suffer
from significant pain, and 35 million people around the world are in need and can

benefit from palliative care (PC) service.

It is recommended in the literature that to recognize the value of PC there is need for
competent palliative medicine. This can be done through including PC requirements in
the training programs of oncology trainees, and through system redesigns that has PC as
essential part of its standard cancer care, protocols, and delivery models. This will need,
off course, necessary investments in resources; both human and logistic (Meier and
Brawley, 2011). The tragedy is the non-availability of PC for most of the world’s
population (Stjernsward et al, 2007a).

Meier and Brawley (2011) discussed the need for palliative care for better QoL for
cancer patients and their families. They argued that palliative care should be for all
patients with cancer and not only at the end-of-life care or what so called hospice care;
as the later focus on caring of patients with limited life expectancy and mainly provided

at home.

And so, palliative care medicine and practitioners work with other specialists on
providing care to patients with curative and life-prolonging therapies (Theofilou, 2012;

Meier & Brawley, 2011). Furthermore, the need for earlier and greater involvement of
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PC in the treatment of cancer was argued, as a result of the accumulated evidence of
benefits of PC in alleviating symptoms distress in those patients and improving
outcomes of care (Meier and Brawley, 2011) and provide them with better QoL

(Stjernsward et al, 2007a).

In this context, Meier and Brawley (2011) stressed the importance of promoting quality
of care for cancer. They suggested new delivery and payment models aiming for
promoting quality of care which may increase the incentives toward whole-person

quality care.

On the other hand, Bakitas et al (2009) Compared, in their randomized controlled trial,
participants receiving usual oncology care, and those who received a nurse-led,
palliative care-focused intervention in the fields of physical and psychosocial aspects.
They found statistically and clinically significant effects of nursing-led palliative care

interventions on better QoL and mood of patients with advanced cancer.

Patients with cancer have many symptoms. On top of that are the physical symptoms
including pain, which are highly prevalent in those patients, and have a major impact on
many aspects of quality of life. This contradicts with the aim of palliative care
(Mercadante et al, 2000). In their studies, Temel et al (2010) and Meier and Brawley
(2011) found that early palliative care along with standard oncologic treatment resulted
in better quality of life, mood, and prolonged survival. While Paci, et al (2001) found
that QoL measures can be used to assess the outcome for patients who are involved in

palliative care service.

Furthermore, PC is not only associated with better QoL of cancer patients themselves, it
is also found to play a role in protecting the family and care givers of those patients.
Meier and Brawley (2011) explored other studies findings of increased mortality and
post-traumatic stress and grief disorders in family and caregivers of died cancer

patients. So, PC is needed for the whole context of the patient.

From a different perspective, unnecessary suffering and costs for patients, families, and
society in general are related to lack of good policies. Stjernsward et al (2007b)
suggested development of national cancer control policy in order to integrate PC into

the health care system and as a priority aspect in the national health plan. And then, to
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incorporate PC and pain management in service delivery for cancer patients, which

improves their QoL (Uzun et al, 2004).

But unfortunately, Silbermann (2012) explained that the Middle East countries still lack
governmental policies that recognize PC. The patients, mostly, prefer to die at home due
to presence of multiple traditional and social reasons in the Middle East region. This
stresses the need for home-based services as a high priority in the health care system

planning (Silbermann, 2012).

Lamas& Rosenbaum (2012) explained that the root of the problem, in a way or another,
lays in physician’s perception about palliative care, as many physicians believe that
discussing pain control is admitting defeat; they are afraid of treating pain as they are

afraid of patients’ addiction to morphine.

This clearly stresses the need for PC services of cancer patients in Palestine in order to
improve their QoL and decrease their suffering, as well as their families and caregivers.
The implications, off course, are far beyond the mere patient. It is for the benefit and

effectiveness of the whole health care system.

2.4 Studies reviewing the Assessment Tool (EORTC QLQ-C30)

HRQoL is an essential component in the care of cancer and chronic diseases.
Generating data about QoL is accessible by using a valid and reliable tool to extract the
data from its source; which is the patient perceptions (Theofilou, 2011). Patients are
seen as the best possible source of data on the impact of treatment (Schwartz and

Sprangers, 2002).

Theofilou (2012) discussed the factors necessary to choose a tool, among over 1000
available tools, to measure patient perception of QoL. Of the many factors he discussed
are considering the aims and reasons for outcome, coverage of item of interest, validity
and reliability, respondent item burden, patient-related factors in palliative care, and the
concept of spirituality; in other words, an instrument with robust psychometrics and

valid collection methods, and when it is disease-specific.

Theofilou (2012) discussed most frequently used tools to measure QoL in general and

specific diseases patients. He compared the development, validity, and reliability of
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those tools. The conclusion is the (EORTC) QLQ-C30 tool, that is used for this
research, ranged of the best instruments among other tools, and ranged from good to
excellent in its rating for validity and reliability. Dehkordi et al (2009) consider it as the

most widely applicable tool.

The EORTC quality of life questionnaire (QLQ) is an integrated system for assessing
the health related quality of life (HRQoL) of cancer patients. The core questionnaire is
the product of more than a decade of collaborative research. More than 2200 studies so
far used it, with less than 2% of missing data (Fayers et al, 2001). This tool was
developed over data collected from centers in 13 countries and it is specific to measure
QoL in cancer patients. Its item scores are linearly transformed to a range from 0 to 100
(Theofilou, 2012), and is based upon the widely applied Likert method of summated
scales (Fayers et al, 2001).

Alawadi & Ohaeri (2009) and Thweib (2011) choose it for its reliability and validity in
diverse cultures including Arab countries, availability of data body to compare own
results with, and availability of ready Arabic translation of the tool by the original
author. It has a scoring manual with it that we used to score out data and enter it to the

statistical software Statistical Package for Social Sciences (Fayers et al, 2001).

Other studies have validated this tool, for example; Awad et al (2008) assessed the
psychometric properties of the Arabic version of the tool for Arabic-speaking
populations and concluded that it is a reliable and valid tool for assessment of QoL in
Arab patients with cancer. The questionnaires' validity was confirmed using "known
group comparisons," which showed that the QLQ-C30 discriminated between
mastectomy and lumpectomy patients on the emotional and cognitive function scales (P
< 0.001). (Awad et al, 2008). Questionnaire reliability was assessed using Cronbach's
alpha coefficient, in which the values were all >0.7, with the exception of cognitive
function and pain in the QLQ-C30 (Cronbach's alpha 0.67 and 0.51, respectively).
(Awad et al, 2008).

Safaece & Dehkordi (2007) examined reliability and validity of it for use in Iran, and
Uwer et al (2011) studied responsiveness of it in colorectal cancer patients in France.
They found it more responsive in chemotherapy patients, particularly in functional

scales.
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As described in the tool scoring manual, there are a number of ways to ease the
interpretation of QLQ-C30 results. One can report the raw scores in addition to the
transformed scores. Scores range from 0 to 100; a higher score represents a higher
("better") level of functioning or GQoL, or a higher ("worse") level of symptoms. The
author of the tool recommended the use of Global health status / QoL scale (Q29 and

Q30) as the overall summary measure of QoL (Fayers et al, 2001).

Many previous studies used the cutoff scale score of 33% to interpret the results
(Thweib, 2001; Alawadi & Ohaeri, 2009). That was adopted based on suggestions from
an empirical general population study (as cited by Alawadi & Ohaeri (2009) from
Fayers PM: Interpreting quality of life data: population-based reference data for the
EORTC QLQ-C30, 2001). We are also using these methods of categorizing patients
QoL scores in this study.

It has been argued that the use of these measuring tools provided evidence which can be
used for evaluating the needs and feelings of the cancer patients, the thing that is crucial

for professionals, as well as, managers in the health care system (Theofilou, 2012).

2.5 Economic and Public Perspective of Palliative Care

Millions of people around the world, with a majority of occurrence in developing
countries, have great suffering and economic hardship due to life threatening illnesses
such as cancer. The key feasible alternative to the urgent needs of those people to
improve their QoL, according to WHO global perspective, is to develop an effective,
low-cost approach of palliative care service of good quality and coverage. The best way
to do so, in countries with strong family support and poor health infrastructure, is home-

based palliative care (Sepulveda et al, 2002; and Stjernsward et al, 2007a).

Assessment of QoL and interpretation of its results and data is important for supporting
the generation of policies and legislations. It will also help in allocating resources,
building strategic plans, and monitor effectiveness of community based interventions
(Theofilou, 2011). As well, Rogers et al (2012) found in UK cancer patients that more

financial burden is associated with cancer and resulting in poorer QoL.
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Outcome measurement, which are based on measured reported outcome by patients, has
major role in improving, not only the quality of palliative care, but also its efficiency
and availability. It is considered an effective tool to assess and monitor care and QoL in
palliative care services for cancer patients. Furthermore, this can help focusing on

improving quality of services (Theofilou, 2012).

Schwartz and Sprangers (2002) and Theofilou (2011) discussed that data of the
assessment of QoL can help in comparisons between different treatments the thing that
can be used in prioritizing actions, allocating resources, evaluating effectiveness,
measuring outcomes, and analyzing cost-utility. This is particularly apparent when
looking at the modern technologies and its subsequent increase in the costs of medical
interventions, and the need for the proof of effectiveness and quality of the care

provided.

Meier and Brawley (2011) discussed that PC teams can support mobilization of
resources in the community for sustainable and safe living environment for patients and
families after discharge from hospitals. Additionally, such interventions have low costs
and no or minimal risks. PC service found to reduce unnecessary use of hospitals,
diagnostics, treatments, and invasive procedures. Rogers et al (2012) concluded that
multi disciplinary teams play an important role in addressing patients’ needs early and

providing them with advice for better access to the best benefits and least costs.

Husseini et al (2009) discussed the high cost of care; indirect loss of production, and the
societal stress. This is the result of the high morbidity and mortality of cardiovascular
and cancer diseases as major killers in Palestine. They added that a large proportion of

the expenditure on health in Palestine is on expensive curative care outside the area.

Meier and Brawley (2011) stressed the importance of promoting quality of care for
cancer. They suggested new delivery and payment models aiming for promoting quality
of care which may increase the incentives toward whole-person quality care. As many

therapies to control cancer are ineffective and expensive (Stjernsward et al, 2007a).

It is recommended in the literature that, to recognize the value of PC, there is need for
competent palliative medicine. This can be done through system redesign that has PC as

essential part of its standard cancer care, protocols, and delivery models. This will need,
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off course, necessary investments in resources; both human and logistic (Meier and

Brawley, 2011).

Husseini et al (2009) argued that the challenge of chronic diseases, including cancer, is
not the only one. The national economy, strategic planning, health-care policy
formulation, and national priority setting are affected by the Israeli occupation. The
geographic and administrative fragmentations of occupied Palestine, the military
checkpoints and barriers to movement, and the separation wall and many other fences
and barriers are all having their damaging effects on the health care system abilities and
deliverability. In addition to adding to the physical suffering of patients and the
financial costs since they have to travel for treatment (Husseini et al, 2009; Physicians

for Human Rights website, 2012).

2.6 Summary

QoL is subjective in nature. At the same time it can be reliably and validly measured,
but keeping the focus on the patient as the primary source of information (Schwartz and
Sprangers, 2002). As health care providers and as leaders in palliative care, we need to
measure patients’ perceptions of their well-being, or QoL. This is important for both;
for having the ability to perform high quality patient care by professionals, and for
being accountable for monitoring and measuring the impact of services and treatments

by the program managers (Theofilou, 2012).

Throughout this chapter of literature review we explored a wide variety of studies as
well as articles and books. We came out with the conclusion that HRQoL assessment is
an important public health tool (Theofilou, 2011). It was clearly apparent the need for
palliative care (PC) services for cancer patients in Palestine in order to improve their
QoL and decrease their suffering, as well as their families and caregivers. The
implications, off course, are far beyond the mere patient entity; it is for the benefit,

efficiency, and effectiveness of the whole health care system.
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To conclude, the literature review was supporting to the rational that we conducted to
justify the aim for this research. The national and international data revealed almost
consensus on the value of assessment of QoL of cancer patients in monitoring care,
proposing actions, regulating policies, saving costs, and alleviating suffering of cancer
patients and their families. This is uniquely applicable to Palestinian cancer patients,
especially in the present health care system that is struggling in many ways; explicitly

the absence of palliative care from the system.
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Table (2.1): Summary of reviewed studies of QoL of cancer patients.

Methodology

Study Main Purpose (design, sample, place, Data Analysis Findings
tool)
Outcome Measurement | To focus on best practices in Review of available Comparative Choosing a tool depends mainly on the
in Palliative Care; QoL. | selecting QOL instruments, as | literature for QoL analysis of tools type of study, condition to be measured,
(Theofilou, 2012) well as review and evaluate measurement tools. based on validity & and the researcher orientation to scientific
current QOL instruments. reliability. and clinical situation. Collaborations

between clinicians and researchers greatly
enhance the feasibility and capacity for
implementing outcomes programs. More
accurate determination HRQoL when
disease specific instruments are used.

Patients' perception of
the financial impact of
head and neck cancer
and the relationship to
health related quality of
life.

(Rogers et al, 2012)

To ask patients about the
financial burden of having
head & neck cancer, and to
explore its relation with
HRQoL.

Cross-sectional survey
447 respondents
Mersey region, UK
Questionnaire

Statistical analysis
for responses to the
questionnaire.

Patients with worse physical and social
emotional functioning experienced more
notable financial burden, more difficult
life circumstances and greater financial
difficulty and loss in income, more
dissatisfaction with how well they took
care of their own financial needs. This has
a serious impact on financial aspects of
patients' lives and seems to be associated
with a poor HRQoL.

Quality of Life of
Palestinian Cancer
Patients.

(Thweib, 2011)

To highlight the concept of
QOL for Palestinian cancer
patients through providing an
understanding about influences
of cancer and chemotherapy on
QOL of cancer patient.

Cross-sectional
descriptive study.
70 cases.

Palestine.

EORTC QLQ-C30.

Statistical analysis
using SPSS software
for descriptive,
correlations, and
means tests.

Results about QOL were low in all
aspects; most of them were less

than the half of full function, and, more
intense symptoms and

negative effects were found to be in
Palestinian cancer patients

Factors affecting quality
of life in cancer patients

To evaluate the QoL in cancer
patients with solid tumors and

Cross-sectional
descriptive study.

Statistical analysis
using SPSS software

A chemotherapy cycle may improve QoL
in patients with solid tumors. Patients

undergoing at the different chemotherapy | 200 cases. for descriptive, with pain have lower QoL.
chemotherapy. cycles. Iran. correlations, and

(Heydarnejad et al, EORTC QLQ-C30. means tests.

2011).
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Effects of pain, fatigue,
insomnia, and mood

Describes prevalence of pain,
fatigue, insomnia, and mood

Cross-sectional study
used secondary data from

Statistical analysis
for descriptive and

Pain, fatigue, insomnia, and mood
disturbance are highly prevalent in elderly

disturbance on disturbance in elderly cancer a convenience sample of | correlations. patients who undergone cancer therapy.
functional status and patients. The inter-correlations | 120 patients in Hong These four symptoms may occur in a
quality of life of elderly | among these symptoms and the | Kong, China. cluster and may negatively influence
patients with cancer. relationship to functional elderly patients' functional status and QoL
(Cheng & Lee, 2010) status and QoL during cancer during cancer therapy.

therapy.
Factors influenced QoL | to investigate the main factors | Cross-sectional Descriptive Marital status, economic status, and level
for women with breast that influence the quality of descriptive study. statistics. of education were not significantly

cancer in Palestine.
(Samara et al, 2009)

life for women with breast
cancer in Palestine

108 cases.

Palestine.

Ferrell and Grants (1995)
QoL assessment tool.

correlated to the four domains of quality
of life.

Cancer in Palestine is diagnosed at late
stage.

Women had higher mean scores
according to their spiritual well being.

Health - related QoL of
Kuwaiti women with
breast cancer: a
comparative study using
the EORTC QoL
Questionnaire.
(Alawadi & Ohaeri,
2009)

To highlight the health-related
QoL of Kuwaiti women with
breast cancer, in comparison
with the international data, and
assessed the socio-
demographic and clinical
variables that predict the five
functional scales and GQOL
scale of the QLQ — C30.

Cross-sectional
descriptive study.

348 cases.

Kuwait.

EORTC QLQ — C30 and
its breast specific module
(BR-23).

Statistical analysis
using SPSS software
for descriptive,
correlations, and
means tests.

Kuwaiti women had clinically
significantly poorer GQoL and functional
scale scores, and more intense symptom
experience. Younger women had poorer
HRQOL scores. In regression analysis,
social functioning accounted for the
highest proportion of variance for GQOL.

QoL in Cancer Patients
undergoing
Chemotherapy
(Dehkordi et al, 2009)

To describe the QoL in cancer
patients with solid tumors and
at different chemotherapy
cycles.

Cross-sectional
descriptive study.
200 cases.

Iran.

EORTC QLQ-C30

Statistical analysis
using SPSS software
for descriptive,
correlations, and
means tests.

There were no correlation between the
QoL and age, sex, marital status, and
duration of disease, economic conditions,
occupational function, and patients’
educational level. Nevertheless, a
significant correlation was found with the
no. of chemotherapy cycles (>2cycles)

Cardiovascular,
Diabetes & Cancer in
the occupied Palestinian
territory.

(Husseini et al, 2009)

To identify any relevant
scientific reports about chronic
diseases in the occupied
Palestinian territory.

Analysis report of
available data based on
specific search strategy
and selection criteria.
Palestine.

Gathering data from
different resources,
national surveys, and
epidemiological
studies. Then

Heart disease, cerebrovascular disease,
and cancer are the major causes of
morbidity and mortality in the occupied
Palestinian territory, resulting in a high
direct cost of care, high indirect cost in
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Search through Medline
(1966-2008) with
specific search terms.

completeness and
quality of data
assessed & compiled

loss of production, and much societal
stress.

10 | Effects of a palliative To determine the effect of a Randomized Controlled Statistical analysis Compared with participants receiving
care intervention on nursing-led intervention on Trial of Multi- for intervention usual oncology care, those receiving a
clinical outcomes in quality of life, symptom component, psycho- effects, descriptive, nurse-led, palliative care—focused
patients with advanced | intensity, mood, and resource educational intervention | correlations, and intervention addressing physical,
cancer. use in patients with advanced case control study. means tests. psychosocial, and care coordination
(Bakitas et al, 2009) cancer 322 patients. provided concurrently with oncology care

NCI, USA. had higher scores for quality of life and
Tools: Functional mood, but did not have improvements in
Assessment of Chronic symptom intensity scores or reduced days
Illness Therapy for in the hospital or ICU or emergency
Palliative Care, department visits.

Edmonton Symptom

Assessment Scale, Center

for Epidemiological

Studies Depression Scale.

11 | Validation of the To assess the psychometric Cross-sectional. Statistical analysis Arabic versions of the EORTC QLQ-C30
European Organization | properties of the Arabic 87 patients. using SPSS software | and QLQ-BR23 are reliable and valid
for Research and version of the EORTC general | United Arab Emirates. for descriptive, tools for assessment of quality of life in
Treatment of Cancer QoL questionnaire (QLQ-C30) | EORTC QLQ-C30, correlations, and Arab patients with cancer.

Quality of Life and of the breast cancer- QLQ-BR23. means tests.
Questionnaires for specific questionnaire (QLQ-
Arabic-speaking BR23).
Populations.
(Awad et al, 2008)
12 | The relationship To investigate whether Meta analysis study. Linear regression The results provided evidence that

between overall quality
of life and its sub-
dimensions was
influenced by culture:
analysis of an
international database.
(Scott et al, 2007)

geographic and cultural factors
influence the relationship
between the global health
status quality of life (QL) scale
score of the EORTC QLQ-C30
questionnaire and seven other
subscales representing fatigue,
pain, physical, role, emotional,
cognitive, & social functioning

Large international
database of QLQ-C30
responses.

model used to
predict QL scale
scores. Using
STATA software
Included interactions
between
geographical/cultural
groupings & seven
other scale scores.

different cultural groups may emphasize
different aspects of their QoL. This has
implications for studies using QoL
questionnaires in international
comparisons.
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13 | QoL and socio- To determine whether a Exploratory study using a | Statistical analysis Men, older adults, widowed spouses,
demographic relationship exists between convenience sample. for descriptive, patients with lower levels of education,
characteristics of QoL and the 620 cases. correlations, and housewives, and those with lower income
patients with cancer in sociodemographic Turkey. means tests. had lower QOL scores.

Turkey. characteristics of gender, age, | Face-to-face interviews
(Guner et al, 2006) marital status, educational to fill Rolls-Royce
level, occupation, and level of | Quality-of-Life Scale.
income in patients with cancer
in Turkey.

14 | Quality of life in To determine QoL of Turkish | Descriptive study. Descriptive Two sociodemographic variables
women with breast women with breast cancer, and | 72 cases. statistics. (educational background and employment
cancer in Turkey. to examine whether QoL was Turkey. status) were related to QoL of women
(Uzun et al, 2004) related to sociodemographic or | Quality of Life Scale with breast cancer. And affected QoL in

clinical variables. (QoLS), and the Visual varying degrees.
Analogue Scale (VAS)
15 | Assessment of QoL in To evaluate the QoL and Cross-sectional study Statistical analysis Sociodemographic factors rather than

Turkish Cancer patients.

(Pinar et al, 2003)

affecting factors on it in
Turkish cancer patients.

using self-report
questionnaire. 188 cases.
Turkey. Turkish version
of Multidimensional
Quality of Life Scale-
Cancer 2.

using SPSS software
for descriptive,
correlations, and
means tests.

cancer related factors could contribute to
poorer QoL. Associations found between
poorer QoL and older age, illiterate, and

hospitalized patients.
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Chapter Three

Conceptual Framework

3.1 Conceptual Framework

Do the Palestinian cancer patients have their QoL preserved? Does this affected by any

unique cultural, social, ideological or political factors?

Is the QoL of the Palestinian cancer patients affected by pain_and other symptoms

management in hospitals in the West Bank in its specific socio-demographic context?
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Figure (3.1): Conceptual framework of the study; different factors affecting QoL in
anticipated direct and indirect relationships.
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3.2 Conceptual Definitions
Conceptual Framework

It is “a conceptual model broadly presents an understanding of the phenomenon of interest
and reflects the assumptions and philosophic views of the model’s designer. Conceptual
models can serve as springboards for generating research hypotheses” (Polit & Beck,
2003).

The current study conceptual framework represents the different factors affecting QoL of
the cancer patient in Palestine. The model shows that QoL and its domains are affected
directly by the sociodemographic factors, stage of the disease, and level of pain and
symptom control. Also, they are affected indirectly by care setting. Moreover, there are

some relationships between the different independent factors as shown in figure (3.1).

QoL Definition

WHO defines QOL as “an individual’s perception of their position in life in the context of
the culture and value systems in which they live and in relation to their goals, expectations,
and standards and concerns. It is a broad-ranging concept affected in a complex way by the
person’s physical health, psychological state, level of independence, social relationships,

and their relationships to salient features of their environment” (Bowling, 2003).

Pain Definition

Pain is defined in many ways, one of the reliable and simple ones is “An unpleasant
sensory and emotional experience associated with actual or potential tissue damage, or
described in terms of such damage” (IASP, 2011).

QoL Domains (Functions) definitions:

Physical function: “the ability to perform a range of activities of daily living”.
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Symptoms: “patients’ subjective perceptions of an abnormal physical or psychological

state”.

Functioning: are “assessments of ability to perform specific tasks or functions, such as

physical, social, emotional, and role functioning”.

General health perceptions: are “patients’ global perceptions about their health and include

the values patients attach to different symptoms or functional impairments”.

Overall QoL: is “a measure of life satisfaction that may be unrelated to health. For
example, overall QoL may be strongly influenced by factors such as an individual’s

economic and employment status, family situation, or the political environment.”

(Schwartz and Sprangers, 2002).

3.3 Operational Definitions

Dependant variables:

gl

EORTC QLQ C-30 (EORTC @3EORTCE=E") provides a Scoring Manual which includes
the operational definitions (EORTC, 2009).

Global Quality of Life (GQoL):

29. How would you rate your overall health during the past week?

30. How would you rate your overall quality of life during the past week?

Physical Function (PF):

1. Do you have any trouble doing strenuous activities, like carrying a heavy shopping
bag or a suitcase?

Do you have any trouble taking a long walk?

Do you have any trouble take a short walk outside of the house?

Do have to stay in bed or a chair for most of the day?

o ~ w DN

Do you need help with eating, dressing, washing yourself or using the toilet?
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Role Function (RF):

6. Were you limited in doing either your work or other daily activities?

7. Were you limited in pursuing your hobbies or other leisure time activities?

Social Function (SF):

26. Has your physical condition or medical treatment interfered with your family life?
27. Has your physical condition or medical treatment interfered with your social

activities?

Emotional Function (EF):

21. Did you feel tense?

22. Did you worry?

23. Did you feel irritable?
24. Did you feel depressed?

Cognitive Function (CF):

20. Have you had difficulty in concentrating on things, like reading a newspaper or
watching television?

25. Have you had difficulty remembering things?

Financial Difficulties (FI):

28. Has your physical condition or medical treatment caused you financial difficulties?

Fatigue (FA):

10. Did you need to rest?
12. Have you felt weak?
18. Were you tired?

Nausea & Vomiting (NV):
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14. Have you felt nauseated?

15. Have you vomited?

Pain (PA):

9. Have you had pain?
19. Did pain interfere with your daily activities?

Dyspnea (DY):

8. Were you short of breath?

Insomnia (SL):

11. Have you had trouble sleeping?

Appetite Loss (AP):

13. Have you lacked appetite?

Constipation (CO):

16. Have you been constipated?

Diarrhea (DI):

17. Have you had diarrhea?

Independent variables
These include sociodemographic and clinical variables:

Gender: male or female.

Age: from 18 and above; this was classified to three age groups which are below 40, from

41 to 64, and above 65 years old.

Educational level: either illiterate, primary school, secondary school, or university.
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Residence: either in a city, village, or camp.

Governorate: either one of Palestine governorates; Jenin, Tobas, Tulkarm, Nablus,

Qalgelia, Salfit, Ramallah & Beirah, Jericho, Jerusalem, Bethlehem, and Hebron.

Income: classified as either less than 2000 NIS, from 2000 to 4000 NIS, or more than 4000
NIS.

Caregiver: either the patient is self care independent, depends on family member to take
care of him/ her, depends on a paid person to take care of him/ her, or any combination of
the previous three options; self care and family member, self care and paid person, family

member and paid person, or the three options.

Marital Status: either the patient is single, married, or other than that; which includes

divorced, widow, separated, or any other option.

Living condition: either living alone, with family, or other.

Housing: either the patient is living in a rented house or an owned one.

Place of treatment: is the hospital; either in outpatient or in-patient departments. The three

hospitals are Augusta Victoria Hospital, Watani Hospital, or Beit Jala Hospital.
Department: is the ward; inpatient or outpatient.

Stage of disease: will be determined from the patients files based on the medical diagnosis

and staging. The first and second stages will be considered as early disease, the third and

fourth stages of cancer patients will be considered late disease.

Setting variable: there are three main settings that treat patients with cancer in Palestine;

these are Beit Jala and AL Watani governmental hospitals, and Augusta Victoria non-
governmental hospital. In each setting patients are either in out-patient or in in-patient

departments.

Duration: is the time span of treatment; less 3 months, more than 6 months, or in between

the two periods.
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Region: is the area of the West Bank of Palestine; north, middle, or south.
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Chapter Four

Methodology

4.1 Introduction

In this chapter we explored and discussed the design of this research and the sampling
methodology that was followed to identify and approach the sample cases of cancer
patients who participated in this study. Settings where the study took place and some of
their characteristics and data were discussed as well.

4.2 Research Design

In this study a triangulation design is used through quantitative descriptive correlation
and qualitative phenomenological methods. In the qualitative part, the living
experiences of cancer patients from different areas of Palestine were explored. That was
done through direct in-depth-interviews by the researcher with participants who

attended for cancer treatment in one of the selected centers.
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Schwartz and Sprangers (2002) cited in their article from Krause and Jay (1994) that
qualitative research revealed that the frame of reference defer from respondent to
respondent while answering the questions in the QoL questionnaires. They added that
the specific references vary by age and education.

In the quantitative part, we used a cross-sectional descriptive design using a self-filling
questionnaire to collect the data from cancer patients from different settings in
Palestine. This was used to describe different variables affecting the GQoL, QoL
domains functions, and symptoms of cancer patients. This method was chosen as it
describes these variables from the patients’ point of view, it is feasible and applicable to
do by the researcher, and because this area of study was never been studied in such
extensive and in-depth way and using such method is good for doing such primary
studies. This type of study is preferable when there is a time limitation (Polit & Beck,
2003).

4.3 Sampling Methodology

Population

The exact numbers of cancer cases in the West Bank of Palestine is not known, due to
the scarcity and inaccuracy of information available and reported. Palestinian cancer
registry is not systematically updated and hospitals did not have accurate count of active
cancer patients on treatment. Upon contacting the Palestinian MOH, the Palestinian
health information center, and the three cancer treating hospitals, the researcher came

out with estimation of the population of the study.

Based on the statistics of MOH annual health report (2011), there were 1350 new cancer
cases in 2010 (of which, 1278 cases are above 15 years old), and 1312 cases in 2009,
with mortality of 727 deaths in 2010 from cancer. Also, by keeping in mind that the
course of treatment for cancer is from six months to two years (so the patient is either
cured or dead, and in both cases is out of the population count); this makes the
estimated count of active cancer cases at the time of planning for this study to be around
2000 cases.
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Selection criteria
Inclusion criteria

e Cancer patients above the age of fifteen years old.

e Cancer patients attending and have files in any of the three main hospitals for
cancer treatment; Beit Jala hospital in Bethlehem, Al-Watani hospital in Nablus,
and Augusta Victoria hospitals (AVH) in Jerusalem.

Exclusion criteria

e Any patient who have any surgical intervention within the last thirty days, or
e Any patient who have systematic disease or mental incompetence, which may
prevent him/ her from being able to answer the questionnaire or complete the

interview.

Sample

A purposive sample of 10 participants was chosen for the qualitative part based on
saturation of data, as evaluated by the researcher and the supervisor. This is acceptable
method in qualitative research. Polit & Beck (2003) stated that the principle of data
saturation occurs when themes and categories in the data become repetitive; that is no

new information can be generated by further data collection.

A convenient sample of 323 respondents was chosen for the quantitative part. This
sample size was calculated to achieve statistical significance (0.05 error margin), and
using the online sample size calculators (Raosoft, 2012; Survey System, 2012).
Convenient sample use was obligatory due to unavailability of accurate data, no general
data base to draw a random sample from, hospitals could not provide us with an exact
number of active patients on treatment, and very poor information available for patients'

contacts, addresses, or telephone numbers.

Moreover, samples from each setting were based on each hospital's staff estimation of
the size of their patients from the total population of cancer patients. Estimation were;
more than half for Beit Jala hospital, around one-third for AVH, and around one-tenth

for Watani hospital. The data was collected during a period of three months.
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4.4 Study Settings

There were two governmental hospitals included in the study; Beit Jala hospital in
Bethlehem in the southern region and Al-Watani hospitals in Nablus in the northern
region, and one non-governmental setting; Augusta Victoria hospital (AVH) in

Jerusalem in the middle region of the West Bank (WB) of Palestine.

Beit Jala Hospital: is the main governmental center for cancer treatment in Palestine. Its
capacity is 119 beds and treats all types of cancer and cancer patients, including
pediatric patients. It has a separate oncology department of 25 in-patient beds. It has
also a day care unit for chemotherapy for cancer patients. The hospital has out-patient
oncology clinics four days per week. It is considered the referral hospital for cancer in
the government and treats patients from all over the West Bank of Palestine (MOH,
2011).

Al-Watani Hospital: is a secondary governmental center to treat cancer patients. Its
capacity is 55 beds and treats adult cancer patients only. There is no specific oncology
department in it and patients are admitted to the medical ward. It has a day care unit that

provides assessment, diagnosis, and treatment for patients (MOH, 2011).

Augusta Victoria hospital (AVH): is the only non-governmental center to treat cancer
patients. It depends on referrals of patients from the government. It has been located in
Jerusalem since 1950, and work on a mix of charitable and private bases. Its capacity is
164 beds and has nine major departments; including the cancer center that has medical,
surgical and radiation units. It treats all types of cancers and patients, including children
(AVH website, 2012).

4.5 Permissions and Ethical consideration

The Research Review Committee of the School of Public Health at Al-Quds University
reviewed and approved this research. The Palestinian MOH was contacted for
permission to access the two governmental hospitals (Annex 10), as well as Augusta
Victoria hospital (Annex 9), and all of them allowed us access to patients’ files and to

conduct survey and interviews.
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Patients consents were taken by informed consent (Annex: 8), either verbal or written,
after full explanation of the study and its objectives. Patients were assured anonymity of
participation, and confidentiality of the data collected. The qualitative part participants
were also asked for agreement to voice record the interviews. All participants were

aware of the fact that they can withdraw from the study (interview) at any time.

The permission to use the tool was also granted from the European Organization for

Research and Treatment of Cancer (EORTC €YEORTCE=E") who developed it. The
tool is free of charge for academic uses (EORTC, 2011). The researcher had contacted
the EORTC by email and got the required permission and approval to use their

assessment tool as shown in annex (7).

4.6 The Assessment Tools

The qualitative part study tool consisted of a list of questions. This list is prepared by
the researcher, after thorough review of literature, and approved by the thesis
supervisor, as well as enriched by the review of the experts in their validation process of
the research tools. It consists of questions about QoL perception and determinants from
the patients view point. These questions were somehow adapted from the questions of

the QoL questionnaire and were as follows:

1. How did the disease affect your daily living? What are the interactions of the
disease with your daily life?

How do you deal with the disease?

What are the arrangements you need to do in order to get health care services?

How do you evaluate the health care services you are receiving or had received?

a ~ w DN

What are the things / measures that should be available in order for you to have
a high quality of life as a cancer patient?
6. How do you see, in general, the community/ social context view of cancer and

cancer patient in Palestine?

The guantitative part study tool consisted of two sections. The first section is the
demographic data including age, gender, educational level, place of residence,

governorate of residence, monthly income, caregiver, marital status, living conditions,
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house ownership, place of treatment, department of care, stage of disease, and duration

of treatment.

The second section is measure of QoL of cancer patients by European Organization for

Furvpen gt
"

Research and Treatment of Cancer (EORTC EIEORTCE=: ). It has been translated and
validated in 81 languages —one of them is Arabic. It is free of charge for academic uses
(EORTC, 2011). This tool was used to assess QoL of cancer patients in the region,
including Palestine, and found to be valid tool (Thweib, 2011). Moreover, Uwer et al
(2011) found in their study of the responsiveness of the tool that the EORTC QLQ-C30
questionnaire is more responsive in patients receiving chemotherapy than other two
tools designed to measure QoL. The questionnaires' validity was confirmed, in Arab
population, using "known group comparisons,” which showed that this tool
discriminated between mastectomy and lumpectomy patients on the emotional and
cognitive function scales (P < 0.001). (Awad et al, 2008).

EORTC Tool (Aaronson, 1993):

The European Organization for Research and Treatment of Cancer (EORTC) Quality of
Life Questionnaire Core 30 (QLQC30) Version 3.0 consists of 30 items; 28 four-point
scale items and two seven-point scale items. It consists of five multi-item scales
measuring functionality in physical, role, social, emotional, and cognitive dimensions;
three multi-item symptom scales measuring fatigue, pain, and nausea and vomiting; six
single-item symptom measuring dyspnea, insomnia, appetite loss, constipation,
diarrhea, and financial difficulties; and a global health and QoL scale (Theofilou, 2012;
and Fayers et al, 2001).

Validity and reliability of the tool was tested in many cultures and languages (Safaee &
Dehkordi, 2007; Theofilou, 2012; Dehkordi et al, 2009; Uwer et al, 2011), including
Arabic language (Awad et al, 2008). Alawadi & Ohaeri (2009) and Thweib (2011)
choose it for its reliability and validity in diverse cultures including Arab countries,
availability of data body to compare own results with, and availability of ready Arabic
translation of the tool by the original author.

National and regional studies (Alawadi & Ohaeri, 2009; Thweib, 2011) used the cutoff

scale score of 33% to interpret the results of the QLQ-C30 questionnaire. That was
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adopted based on suggestions from an empirical general population study (as cited by
Alawadi & Ohaeri (2009) from Fayers PM: Interpreting quality of life data: population-
based reference data for the EORTC QLQ-C30, 2001). We are using the same method
of categorizing patients QoL scores in this study.

Scoring linear conversion was done according to the EORTC QLQ-C30 scoring
manual. Scores range from 0 to 100; a higher score represents a higher ("better") level

of functioning or GQoL, or a higher ("worse™) level of symptoms (Fayers et al, 2001).

Pilot Study

A pilot study was done to verify the research tool and questions, and to identify any
special concerns or uniqueness of cancer patients in Palestine. It was conducted in one
of the hospital settings and included 15 patients for the quantitative survey and one

patient for the qualitative interview.

The results of this pilot study were used to modify the questions in order to best suit the
local cancer patients especially in relation to data collection procedure. Minor changes
were found to be necessary after the pilot study. These changes were limited to

rephrasing some words for clarity reasons and consistency.

Validity and Reliability of the Questionnaire

Validity of the questionnaire for use with Palestinian cancer patients was assured by
experts’ review of the questionnaire and its items. The questionnaire was reviewed by a
specialized palliative care doctor, a specialized palliative care nurse, an oncologist, a
social worker, and an expert in research methodology and design (Annex 11). Experts
confirmed suitability of the questionnaire items and questions to Palestinian cancer
patients, and that they are measuring what they are intended to measure. Off course their
inputs in both the qualitative and quantitative questions were incorporated and

integrated into the study tools and produced the final tool for the research.

As well, validity was confirmed through calculating the intra class correlation
coefficient of the questionnaire items (questions) with the total degree of the tool, as

47



shown in table (4.1) below. The results showed high statistical significance (P<0.0001,
2-tailed), with strong positive correlation (range from r=0.28 to r=0.79) in all items,
except of questions 29 and 30 were it was strong negative correlation (r= -0.61 and -
0.53 respectively). This resembles the direction of the correlation but preserving the
strength; as the intra class correlation coefficient is like the interclass correlation
(Pearson’s), which is confined to the interval (-1, +1) (Wikipedia, 2012).

Table (4.1): Intra class correlation coefficient of the questionnaire items with the total

degree of the tool.

# Questions / Items Pearson P value
Correlation (2-tailed)
(n
1 | Do you have any trouble doing strenuous activities, like carrying a 0.54 <0.001
heavy shopping bag or a suitcase?
2 | Do you have any trouble taking a long walk? 0.62 <0.001
3 | Do you have any trouble take a short walk outside of the house? 0.63 <0.001
4 | Do have to stay in bed or a chair for most of the day? 0.65 <0.001
5 | Do you need help with eating, dressing, washing yourself or using 0.57 <0.001
the toilet?
6 | Were you limited in doing either your work or other daily activities? 0.61 <0.001
7 | Were you limited in pursuing your hobbies or other leisure time 0.64 <0.001
activities?
8 | Were you short of breath? 0.57 <0.001
9 | Have you had pain? 0.68 <0.001
10 | Did you need a rest? 0.66 <0.001
11 | Have you had trouble sleeping? 0.58 <0.001
12 | Have you felt weak? 0.78 <0.001
13 | Have you lacked appetite? 0.60 <0.001
14 | Have you felt nauseated? 0.56 <0.001
15 | Have you vomited? 0.41 <0.001
16 | Have you been constipated? 0.50 <0.001
17 | Have you had diarrhea? 0.28 <0.001
18 | Were you tired? 0.77 <0.001
19 | Did pain interfere with your daily activities? 0.79 <0.001
20 | Have you had difficulty in concentrating on things, like reading a 0.68 <0.001
newspaper or watching television?
21 | Did you feel tense? 0.65 <0.001
22 | Did you worry? 0.70 <0.001
23 | Did you feel irritable? 0.59 <0.001
24 | Did you feel depressed? 0.63 <0.001
25 | Have you had difficulty remembering things? 0.42 <0.001
26 | Has your physical condition or medical treatment interfered with 0.58 <0.001
your family life?
27 | Has your physical condition or medical treatment interfered with 0.61 <0.001
your social activities?
28 | Has your physical condition or medical treatment caused you 0.51 <0.001
financial difficulties?
29 | How would you rate your overall health during the past week? -0.61 <0.001
30 | How would you rate your overall quality of life during the past -0.53 <0.001
week?
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Reliability; internal consistency or responsiveness to change, was examined by using
Cronbach's alpha test. Cronbach's alpha determines the internal consistency or average
correlation of items in a survey instrument to gauge its reliability. However, an alpha of
0.7 or above is normally considered to indicate a reliable set of items (Greasley, 2008;
Awad et al, 2008). In this study, the overall Cronbach’s Alpha reliability test was 0.87
and this gives the tool a high degree of reliability, see table (4.2) for detailed results.

Table (4.2): Internal reliability of questionnaire (Cronbach’s Alpha test)

No. of items Cronbach’s
Alpha
Overall reliability 30 0.87
GQoL 2 0.88
Physical Function (PF) 5 0.84
Role function (RF) 2 0.90
Emotional function (EF) 4 0.87
Cognitive function (CF) 2 0.53
Social function (SF) 2 0.89
pain (PA) 2 0.82

Awad et al (2008) tested the reliability of the QLQ-C30 using Cronbach's alpha
coefficient, in which the values were all >0.7, with the exception of cognitive function
and pain (0.67 and 0.51, respectively), and they concluded that the tool is reliable for

use in Arab population to assess QoL of cancer patients (Awad et al, 2008).

It is noticeable that cognitive function reliability is low, as well as in regional studies,
the thing that maybe due to decreased ability of the tool to assess this aspect or inability
of the respondents to understand it well. On the other hand, it is usually not easy for the
person to admit of having decreased cognitive ability, the thing that maybe reflected in

this low reliability score.
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4.7 Data Collection

Qualitative part: The researcher interviewed 10 participants using face-to-face in-depth-

interview technique. Each one of them was interviewed separately in private place. The

interviewees were chosen from the three settings; AVH, Watani, and Beit Jala hospitals.

The in-depth-interviews were conducted during May and June 2012. The length of each
interview ranged from 30 to 50 minutes. All interviews were recorded on digital voice
recorder. The recorded material was saved and coded by number, place of interview, sex
of patient, age of patient, place of residence, diagnosis, date and time of interview, and

the duration of each interview.

Quantitative part: Self-administered questionnaires were distributed to 350 patients who

were waiting for oncology out-patient clinics, taking chemotherapy session in the day
case department, or admitted as in-patients. That was done during May and June 2012,
Each participant was asked for willingness to participate and if was enrolled before in
the study; this guaranteed no repetition or duplication of cases. 323 questionnaires were
returned producing 92% response rate. Privacy of patients guaranteed by offering them
to fill in the questionnaire themselves or by the researcher on one-to-one bases. Data,
then, entered into the Statistical Package for Social Sciences software (SPSS 19).

4.8 Data Analysis
Qualitative Data Analysis

The researcher used the verbatim method of transcribing the recorded in-depth-
interviews. Then the transcriptions were reviewed by three experts; an expert in
research and research methodologies with interest and experience in analyzing in-depth-
interviews, a specialized palliative care nurse, and the researcher. Also, the thesis

supervisor reviewed the end-result themes as well.

The analysis of the data was based on using the thematic analysis method based on the
study objectives and the research questions. Firstly, the three reviewers produced the
themes independently through repeated readings of the interviews transcriptions, coding

of sentences and phrases, and eliciting ideas and themes. Then, the reviewers conducted
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meetings to discuss the interviews and the coding, and then, agreed on common themes

for each question based on the answers of the participants.

Analysis was for unique factors (themes) related to QoL of cancer patients in Palestine.
The generated themes were distributed in the table of themes which contained the main
themes, sub-themes, divisions under sub-themes, and quotations of participants’
responses (Annex: 2). Then, these themes were processed for some features like
repetition and the most common issues. These were arranged to show frequencies and
ranking and used in the discussion part to support some of the significant results that

were generated by the quantitative analysis.

Quantitative Data Analysis

The statistical package for social sciences (IBM® SPSS® version 19) was used to enter
the raw data. The EORTC manual was used for coding the data. ANOVA, t-test, Chi
square, and Pearson’s correlation tests, to test relationships and correlations between
GQoL, QoL domains, and Symptoms with socio-demographic and condition factors,
were used. Then, predictors of GQoL, QoL domains, and the most significant symptoms
and issues related to them were produced using regression analysis. Tables and figures
used, where statistically significant data presented only within the text body.

4.9 Summary

This study used a triangulated (qualitative, quantitative) methodology in assessing the
QoL of the cancer patients in the West Bank of Palestine. This research collected the
data through structured in-depth-interviews and through a questionnaire tool. The data
was processed manually and through SPSS statistical package testing. This was done
according to international and local standards of research, taking into consideration the
ethical and scientific rules and obligations. Reliability and validity of the study tool was
assured through statistical and experts testing, as well as through extensive literature
review. That supported the study and its importance and vitality for cancer patients in

Palestine.

51



Chapter Five

Results

5.1 Introduction

This chapter consists of two parts. Part one is presenting quantitative results. It will explore
the demographic characteristics of the respondents. Other items are also presented such as
diagnosis diversity, places, services for treatment outside the main hospitals facility, and

needs as expressed by the patients themselves.

Presentation of GQoL, QoL domains functioning, and symptoms averages and percentages

are follow. Some classifications according to region and treating hospital are done in
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correlation to severity of three items; GQoL, pain, and financial difficulties. A 33% cut-off
point classification was used to identify the percentage of the respondents who are
considered to have either the severe symptoms (>66%) or the poor QoL (<33%). This
classification was based on other studies, (Alawadi & Ohaeri, 2009; Thweib, 2011), for

better understanding of the results of the QoL assessment tool.

Part two is presenting qualitative results. These include presenting the demographic data of
the participants from different regions and governorates of the West Bank of Palestine.
Then the main themes resulted from these interviews are presented. Consensus and
agreements on most apparent themes and issues were presented, then presentation of
resulted subthemes and divisions from the main themes are articulated. Quotations for the

most important and distinctive issues were also expressed.

5.2 Quantitative Results

This section includes the presentation of the quantitative socio-demographic data, and the
results of the data generated from the EORTC QLQ-C30 tool including respondents’
physical function (PF), social function (SF), role function (RF), cognitive function (CF),
emotional function (EF), and symptoms of fatigue (FA), pain (PA), nausea and vomiting
(NV), dyspnea (DY), constipation (CO), diarrhea (DI), insomnia (SL), appetite loss (AP),

as well as financial difficulties (FI).

5.2.1. Socio-Demographic Characteristics:

The total number of the respondents involved in this study is 323 patients (92% response
rate). Socio-demographic and financial characteristics, as well as characteristics related to

their disease status and treatment related issues were explored and presented in this section.

Figure (5.1) shows the distribution of participants according to the governorate they live in.
It shows that the majority of respondents are from the south (58.2%), while (17%) from the
middle, and (19.4%) from the north of the West Bank of Palestine.
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Distribution of cases on Governorates (current study, 2013)
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Figure (5.1): Distribution of participants according to district

Figure (5.2) shows the distribution of the cancer cases over the governorates of the West
Bank of Palestine (MOH, 2011). In the current study the respondents’ distribution is

congruent with that of the MOH reported cases, with some minimal deviations.

Distribution of cancer cases on Governorates (MOH, 2011)
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Figure (5.2): Distribution of cancer cases over governorates of West Bank of Palestine

(source MOH annual report, 2011).
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Socio-demographic characteristics for the participants in this study are presented in table
(5.1). It shows that 58.2% are females, mean age is 52.7 years (SD=15.2), and the majority
of cases are in the age group of 41 to 64 years (59.4%).

Of the total participants, majority had low education; 20.1% were illiterate, 37% had
primary education, and only 13.2% had high education as shown in table (5.1). The table
shows also that 55.4% of participants were from villages against 39.6% from cities, and

only 4.7% from camps.

The majority of cases (75.2%) were very poor with an income less than 2000 NIS, 20.9%
had income of less than 4000NIS, and only 3.9% of participants had income more than
4000NIS per month as shown in table (5.1). This means that 75.2% of the Palestinians have
severe poverty. The Palestinian statistics determined the relative poverty line and the deep
poverty line according to consumption patterns (for reference household consisted of 2
adults and 3 children) in the Palestinian Territory in 2012 of 2,293 NIS, and 1,832 NIS
respectively. It showed poverty rate among Palestinian individuals of 17.8% in the West
Bank (PCBS, 2012). This was due to loss of jobs by cancer patients after they got the

disease in most of the cases.
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Table (5.1): Socio-demographic characteristics of the respondents.

Frequency Percentage
Sex Male 135 41.8
Female 188 58.2
Age Group* <40 yrs 60 18.9
41 - 64 yrs 189 59.4
> 65 yrs 69 21.7
Educational level [lliterate 64 20.1
Primary 118 37.0
Secondary 95 29.8
University 42 13.2
Place of residence City 125 39.6
Village 175 55.4
Camp 15 4.7
Monthly income Less than 2000 234 75.2
NIS
2000 - 4000 NIS 65 20.9
More than 4000 12 3.9
NIS
Marital status Single 38 11.8
Married 247 76.7
Other 37 11.5
Living condition Living alone 26 8.1
Living with family 292 90.7
Other 4 1.2
House ownership Rented house 27 8.4
Owned house 296 91.6

*Mean age is 52.7 years (SD=15.2).

The study findings showed that marital status of participants was 76.7% married, 11.8%
single, and 11.5% widow, divorced, or separated. Also, the majority (90.7%) is living with
their families, and only 8.1% of participants are living alone, while some (1.2%) had other
living conditions such as living in geriatric house or do not have place to live in. On the
other hand, 91.6% of participants had owned their houses, while 8.4% were living in rented

houses as shown in table (5.1).
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Table (5.2) shows that the majority of respondents (62.2%) were treated at Beit Jala
Hospital in Bethlehem, 29.7% were at Augusta Victoria Hospital in Jerusalem, and 8% at
Watani Hospital in Nablus. The concentration of cancer cases was in the outpatient
departments (73.7%), while the inpatients were 26.3%. The study revealed that most of the
participants were on chemotherapy treatment (52.2%), and 36.2% had a combination of the
all types of treatments, of which are 10.6% had used alternative medicine in accordance

with their medical treatment.

Table (5.2): Place & type of treatment and the person taking-care of the cancer patients.

Frequency Percentage
Place of treatment Beit Jala Hospital 201 62.2
Watani Hospital 26 8.0
AVH 96 29.7
Type of treatment Chemotherapy 167 52.2
Radiotherapy 17 53
Surgical treatment 20 6.3
Combinations 119 36.2
Department of care | Outpatient clinic 238 73.7
In-patient ward 85 26.3
Person taking care | Self caring 111 34.5
of patient Family member 132 41.0
Paid person 1 0.3
Both; self caring & 78 24.2
Family member

Table (5.2) shows that 34.5% of participants are taking-care of themselves. But (41%) of
the participants expressed that someone from the family members is taking care of them in
their sickness, while 24.2% were taking care of themselves with help from a family

member.
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Table (5.3) shows that the majority of respondents (71.4%) were in advanced disease

condition with (35.7%) in the third stage and (35.7%) in the fourth stage, while only

(24.2%) in stage two and (2.5%) in stage one. This is higher than international figure for
advanced stages (NCI, 2012).

Table (5.3): Stage of cancer and duration of treatment since diagnosis.

Frequency Percentage

Stage of disease stage 1 8 2.5
stage 2 76 24.2
stage 3 112 35.7
stage 4 112 35.7
Unknown 6 1.9

Time  span  of | less than 3 months 67 21.0

treatment 3 - 6 months 53 16.6
more than 6 199 62.4
months

In table (5.3) the duration of treatment for the participants was mainly longer than six

months (62.4%), 21% less than three month duration, and 16.6% were between 3-6 months.

Table (5.4) shows the distribution of cancer diagnoses for the participants. The most

common cancer is breast cancer (31.6%) of all cases (males and females) while colon

cancer was 14.2% of all cases.

58



Table (5.4): Distribution of cancer Diagnoses among the sample of the study according to

frequency of occurrence.

Frequency Percentage

Breast cancer 102 31.6
Colon cancer 46 14.2
Prostate cancer 21 6.5
Lymphoma 19 5.9
Leukemia 18 5.6
Stomach cancer 16 5.0
Lung cancer 14 4.3
Brain cancer 12 3.7
Skin carcinoma 11 34
Ovarian & Uterine 9 2.8
Thyroid cancer 6 1.9
Kidney cancer 6 1.9
Unknown 5 1.5
Other cancers 5 1.5
Laryngeal cancer 4 1.2
Pancreatic cancer 4 1.2
Gallbladder cancer 3 0.9
Bone cancer 2 0.6
Sarcoma 2 0.6
Esophageal cancer 1 0.3

Total 306 94.6

Figure (5.3) shows that; these results are in accordance with the national data for the first

two most-common cancers in Palestine (MOH, 2011).
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10 Most Common Cancer Cases

31.6

11.8

Figure (5.3): The 10 most common cancer types in current study, compared to those

presented by MOH annual report, 2011.

5.2.2. Respondents’ Needs for Other Services:

Table (5.5) presents the places that the participants are seeking for other services, in this
study, beside the main hospital they are treated in. They articulated these places as
alternative places to go to when they have needs for other services that are either not
available at the hospital of treatment or because the hospital is far away. It shows that

18.9% used private services, 14.6% used governmental health services (GHS), and the
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others used NGOs, abroad, UNRWA, Ministry of Social Affairs (MOSA), or religious

entity. Nevertheless, the majority (35%) said “No Place” which not necessarily means the

absence of the need, but the absence of the alternative.

Table (5.5): Other places used by participants besides the hospital of treatment.

Frequency Percentage

No place 113 35.0
Private center 61 18.9
GHS 47 14.6
Abroad 12 3.7
NGOs 7 22
UNRWA 6 1.9
MOSA 5 1.5
Religious entity 1 0.3

Total 252 78.1

In table (5.6), around 16% needed to do diagnostic testing outside the treating hospital.
15.2% needed to have treatment or medication outside the hospital for their symptoms such
as pain. 5.3% needed to seek financial supports, 1.2% needed to have fluids and blood
infusions, and 0.6% needed laboratory testing in other place. Nevertheless, 35% of
participants did not use services outside the treating hospital; this does not necessarily mean

the absence of the need, but the absence of the alternative.
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Table (5.6): Other services used by the participants outside the hospital of treatment.

Frequency Percentage

No service 113 35.0
Diagnostic tests 52 16.1
Pain & symptoms meds and Rx 49 15.2
Financial support 17 53
Blood & fluids 4 1.2
Lab. tests 2 0.6

Total 237 73.4

The participants expressed the following (Table: 5.7) as their needs when they were asked
for things that they needed throughout the course of treatment: (25.1%) expressed the need
for financial aids in covering the expenses accompanied with disease, such as
transportation, food, and accommodation, 12.1% needed medications and treatment such as
chemotherapy, symptom management medications and 2.8% expressed the need for
diagnostic facilities availability in their local area. However, 24.5% of respondents
indicated that they need ‘“nothing”. This was noticed to be as a reflex to show

dissatisfaction and anger with the available services for them.

Table (5.7): Needed services that are not available at the hospital of treatment as expressed

by participants.
Frequency Percentage
Financial aids 81 25.1
No expressed needs 79 24.5
Availability of meds & Rx 39 12.1
Diagnostic facilities 9 2.8
Home nursing care 8 2.5
Psychosocial support 6 1.9
Non-distant treatment center 5 1.5
Less waiting time 3 0.9
Medical & Mechanical supplies 3 0.9
Health education 3 0.9
Transportation availability 3 0.9
Total 239 74
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Other needs were home nursing care (2.5%), psychosocial support services (1.9%), non-
distant hospital for treatment (1.5%), less waiting time especially in the outpatient clinics
(0.9%), medical and mechanical supplies such as wheel chairs, artificial cosmetic parts, and
disposables (0.9%), health education (0.9%), and availability of easy transportation (0.9%)

especially in the presence of the separation wall.

5.2.3. Means for GQoL, Functions, and Symptoms:

Table (5.8) presents the mean of the global health status and QoL (GQoL) of the
participating cancer patients. The average mean of GQoL was 41.8% (SD=26), this means
less than half of the full GQoL, which means a very low mean. In this scale measure, the

higher the percentage (from 0 to 100) is the better QoL for those patients.

Five other functions or QoL domains were measured also as shown in table (5.8). All the
functions were below the half of the full function, except for cognitive function (60.5%).
The average was for Physical function 48.5%, role function 48.8%, emotional function
46%, and social function 50%. The table also presents the number of participants in each
domain and the standard deviations. This shows it clearly that the GQoL and other QoL

domains are very low and under half of the full function in this scale.

Table (5.8): Means for GQoL and QoL Domains (Functions) for participants.

N | Mean* | Std. Error
Global health status (GQoL) 315| 41.8 1.5
Physical functioning (PF) 300 48.5 1.6
Role functioning (RF) 314 48.8 2.2
Emotional functioning (EF) 306| 46.0 1.7
Cognitive functioning (CF) 310f 60.5 1.7
Social functioning (SF) 314, 50.0 2.1

*Higher mean is better GQoL or better functioning.
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The most distressing symptoms, of the eight symptoms measured for the participants in this
study as shown in table (5.9), were fatigue (66.6%) and pain (63%). This is considered a
very high score on this scale from 0 to 100, as the higher the result is the worse symptom to
experience by cancer patients. Other symptoms were insomnia (56.4%), appetite loss
(45.3%), dyspnea (37.2%), constipation (36.3%), nausea and vomiting (31.5%), and
diarrhea (18.5%).

Table (5.9): Means for Symptoms and Financial difficulties for the participants.

N Mean* | Std. Error
Fatigue (FA) 311 66.6 1.6
Financial difficulties (FI) 318 64.6 2.1
Pain (PA) 311 63.0 1.9
Insomnia (SL) 317 56.4 2.2
Appetite loss (AP) 317 45.3 2.2
Dyspnea (DY) 317 37.2 2.1
Constipation (CO) 319 36.3 2.3
Nausea & vomiting (NV) 311 31.5 1.9
Diarrhea (DI) 319 18.5 1.7

*Higher mean is worse symptoms or worse financial difficulties.

Table (5.9) shows mean for the expressed financial difficulties (64.6%) experienced by
participants in this study. This represents a high financial burden added on the Palestinian

cancer patients.

5.2.4. 33% Cut-Off point Classification:

The 33% cut-off point classification is used to identify the percentage of the sample that are

either in the lower third or in the upper third of this classification. That is; those who are
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considered to have either the severe symptoms (>66%) or the poor QoL (<33%). This
classification was based on other studies, (Alawadi & Obhaeri, 2009; Thweib, 2011), for

better understanding of the results of the QoL assessment tool results.

The next paragraphs present the results of the study in terms of QoL domains and

symptoms using the 33% cut-off point classification.
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Figure (5.4): 33% cut-off point classification of GQoL and fatigue.

In figure (5.4), around 62% of participants had severe fatigue (>66% cut-off point), and

48.6% of participants had moderate GQoL (33% to 66%).
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Figure (5.5): 33% cut-off point classification of nausea & vomiting and pain.
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In figure (5.5), 51.5%of participants had mild nausea and vomiting (<33%), and 59.2% of

participants had severe pain (>66%).
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Figure (5.6): 33% cut-off point classification of dyspnea and insomnia.

In figure (5.6), 40.1% of participants had mild dyspnea (<33%), and 55.5% of participants

had severe insomnia (>66%).

Appetite Loss (mean=45.3)

43.90%

M below 33%

M 33% to 66%

24.30%

= over 66%

Constipation (mean=36.3)

35.10%

49.20%

M below 33%

15.70% M 33% to 66%

= over 66%

Figure (5.7): 33% cut-off point classification of appetite loss and constipation.
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In figure (5.7), 43.9% of participants had severe loss of appetite (>66%), and 49.2% of

participants had mild constipation (<33%).

18.

Diarrhea (mean=18.5)

14.40%
66.80%

M below 33%
m33%to 66%

= over 66%

67.00%

Financial Difficulties (mean=64.6)

15.40%

17.60%

M below 33%
m33% to 66%

W over 66%

Figure (5.8): 33% cut-off point classification of diarrhea and financial difficulties.

In figure (5.8), 66.8% of participants had mild diarrhea (<33%), and 67% of participants

had severe financial difficulties (>66%).

Physical Function (mean=48.5)

32.00%
25.70%

B below 33%

42.30%

M 33% to 66%

M over 66%

Role Function (mean=48.8)

47.10%

33.80%

19.10% M below 33%
. 0

M 33% to 66%

M over 66%

Figure (5.9): 33% cut-off point classification of PF and RF.
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In figure (5.9), 42.3% of participants had moderate physical function (between 33%
66%), and 47.1% of participants had a good role function (>66%).

and

Emotional Function (mean=46.0)

30.70%
M below 33%

34.60%

M 33% to 66%

M over 66%

Cognitive Function (mean=60.5)

13.20%

M below 33%
m33%to 66%

M over 66%

34.60%
31.90%

Figure (5.10): 33% cut-off point classification of EF and CF.

In figure (5.10), the participants were distributed between moderate and good emotional

function (34.6%), and 54.8% of participants had a good cognitive function (>66%).

Social Function (mean=50.0)

47.80% 27.10%
. 0

M below 33%

M 33% to 66%

M over 66%

25.20%

Figure (5.11): 33% cut-off point classification of SF.

In figure (5.11), 47.8% of participants had a good social function (>66%).
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5.2.5. Relationship between patients’ characteristics and GQoL, QoL
domains, and the most significant symptoms and issues; (t-test & ANOVA):

Table (5.10) indicates that there were significant differences at the level (a=0.05) between
the means of PF and RF components attributed to age group of the participants. Tukey test
shows that the differences in PF were between the age group (18-40) and (41-64) and (>65)
in favor of the younger age groups. This indicates that the younger the cancer patients the
better Physical Function they have. However, Tukey test shows that the differences in RF
were between the (>65) and the age groups (18-40) and (41-64) in favor of younger ages.
This means that the younger the participants the better Role Function they have.

Table (5.10) indicates that there were significant differences at the level (0=0.05) between
the means of GQoL, PF, RF, EF, CF, and SF components attributed to Educational level
of the participants. Tukey test shows that the differences in GQoL were between the
illiterate and secondary/ university levels in favor of the later; and the differences between
the primary/ secondary and university in favor of university. This indicates that the higher
the educational level the better the QoL of the cancer patients. However, Tukey test shows
that the differences in PF were between the illiterate and primary/ secondary/ university
levels in favor of the later; and the differences between the primary and university in favor
of university. This indicates that the higher the educational level the better the Physical
Function of the cancer patients. Moreover, Tukey test shows that the differences in RF
were between the illiterate and secondary/ university levels in favor of the later. This means
that patients with secondary and university levels have better Role Function. In addition,
Tukey test shows that the differences in EF were between the illiterate and secondary/
university levels in favor of the later. This means that patients with secondary and
university levels have better Emotional Function. Finally, Tukey test shows that the
differences in SF were not significant. However, the means show that the higher the

educational level the better the Social Function of the respondents.

Table (5.10) indicates that there were significant differences at the level (0=0.05) between
the means of GQoL, PF and EF components attributed to monthly income of the
participants. Tukey test shows that the differences in GQoL were between the classes

(<2000 NIS) and (2000-4000 NIS) and (>4000 NIS) in favor of the higher income patients.
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This indicates that the higher income of the cancer patients the better QoL they have.
However, Tukey test shows that the differences in PF and EF were between the (>4000
NIS) and the classes (<2000 NIS) and (2000-4000 NIS) in favor of (>4000 NIS) class. This
means that the higher income the better Physical and emotional Function of the

participants.

Table (5.10) indicates that there were significant differences at the level (0=0.05) between
the means of PF components attributed to marital status of the participants. Tukey test
shows that the differences in PF were between the singles and those who are married or
other status (widow, divorced) in favor of the single patients. This indicates that the single

participants have the better physical function.

Table (5.10) indicates that there were significant differences at the level (0=0.05) between
the means of GQoL, PF, CF, and SF components attributed to department of care of the
participants. The differences in GQoL were in favor of the outpatient department, with a
higher mean of responses to better GQOoL for outpatients compared to inpatients. However,
the differences in PF, CF, and SF were in favor of outpatients, indicating that outpatients

reported better Physical, cognitive, and social Functions compared to inpatients.
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Table (5.10): Patients GQoL and QoL five domains according to their socio-demographic characteristics (ANOVA & t-test).

GQoL Physical Function Role Function Social Function Cognitive Function Emotional Function
Variables Mean | T/F | P- Mean | T/F | P- Mean | T/F | P- Mean | T /| P- Mean | T/F | P- Mean | T/F | P-
value value value F value value value

Gender Male 41.6 | -0.1 09| 481 | -02 08| 49.0 0.1 1.0 | 483 | -0.7 05| 615 0.5 0.6 | 49.5 1.7 0.1

Female 41.9 48.8 48.7 51.2 59.8 43.5
Age group | 18-40 46.4 19| 0.15| 63.3]17.9* | <0.01 | 61.5]|72* |<0.01| 50.0| 07| 047| 63.1 1.3 ] 027 | 484 1.0 | 038

41-64 41.8 48.6 49.8 51.7 614 46.7

>65 37.3 34.5 36.0 453 55.1 41.4
Educational | illiterate 32.8 ] 7.3*% | <0.01 | 31.5]14.8% | <0.01 | 34.7 | 5.0* |<0.01 | 414 ] 1.8% | <0.01| 46976 0.15 35.6 | 5.9* | <0.01
level primary 40.4 48.3 473 52.9 62.8 44.3

secondary | 43.5 55.9 55.7 50.5 61.5 51.7

university | 56.1 63.3 59.6 56.3 74.6 58.1
Place  of | city 43.6 06| 0.56| 489 03| 075 499 08| 046 | 535| 16| 020 62.2 1.0 035 448 05| 0.8
residence village 40.3 473 48.9 47.9 59.7 46.6

camp 423 524 36.7 37.2 50.0 38.3
Monthly <2000 38.1 | 12.9* | <0.01 | 46.1 | 8.6* | <0.01 | 46.1 20| 0.14| 47.0| 27| 0.07| 58.0 19| 0.14 | 43.6 | 6.2* | <0.01
income NIS

2000 -| 493 47.5 51.8 56.2 65.1 47.4

4000

>4000 69.4 79.4 66.7 65.3 69.4 74.3

NIS
person self caring | 45.6 1.3 027 | 59.1|8.6* |<0.01| 56.3 23] 0.07| 56.1| 14| 023| 645 1.6 0.19| 49.1 1.0 | 0.40
taking care | family 40.1 41.1 46.9 46.9 60.2 43.3
of patient | paid persn | 25.0 46.7 50.0 50.0 83.3 75.0

Both 39.5 45.9 41.7 47.0 55.0 45.5
Marital single 42.8 06| 056 | 62.0| 62*|<0.01| 60.4 22| 012 | 57.7] 1.0| 0.39| 635 0.6 | 0.55| 463 1.0 | 0.36
status married 42.4 48.0 48.1 48.8 59.4 47.2

other 37.6 39.0 42.6 48.6 64.3 39.3
Living alone 47.0 21| 0.12 | 522 02| 0.80| 58.7 1.8 0.16 [ 51.3]0.04| 096 | 64.0 02| 083 | 413 03| 0.74
condition with 41.6 48.1 48.3 49.9 60.2 46.5

family

Other 18.8 46.7 20.8 45.8 58.3 45.8
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Table (5.10 a): Patients GQoL and QoL five domains according to their socio-demographic characteristics (ANOVA & t-test).

GQoL Physical Function Role Function Social Function Cognitive Function Emotional Function
Variables Mean | T/F | P- Mean | T/F | P- Mean | T/F | P- Mean | T /| P- Mean | T/F | P- Mean | T/F | P-

value value value F value value value

House rented 324 -19 01| 425 | -1.1 03| 346 | -20 01| 378 | -1.7 0.1 615 0.2 09| 373 | -15 0.1
ownership | owned 42.6 49.0 50.1 51.1 60.4 46.8

Place  of | BetJalaH | 39.3 25| 0.08| 46.6 20| 0.14| 473 12| 030| 481 | 08| 047 | 59.0 06| 0.54| 43.7 1.6 021
treatment Watani H 48.1 45.6 42.7 55.8 62.7 474
AVH 453 53.5 53.7 52.3 63.0 50.6

Department | Outpatient | 44.6 | 3.3* | <0.01 | 52.3 | 4.0*% | <0.01 | 51.2 1.7 | 0.084 | 529 |23* | <0.05| 63.5| 3.0%* | <0.01 | 47.1 1.0 | 0.312
of care In-patient 33.8 38.2 42.2 42.1 51.9 43.1

Stage  of | stage 1 552 | 14.1* | <0.01 | 71.7 | 25.8% | <0.01 | 87.5 | 14.0* | <0.01 | 64.6 | 8.6* | <0.01 | 75.0 | 10.5* | <0.01 | 55.2 | 18.3* | <0.01
disease stage 2 57.5 67.5 68.3 68.5 74.3 67.3
stage 3 414 51.5 47.2 48.8 61.0 44.6
stage 4 31.0 32.0 329 38.2 48.3 322
Unknown 34.7 36.7 77.8 41.7 83.3 70.0

Time span | <3 month | 482 | 5.1* | 0.01 | 564 | 5.6*|<0.01| 54.0 251 0.08| 563| 23| 0.11] 599 1.1 033] 518 20| 0.13
of 3 - 6 mon 46.5 54.0 56.5 54.7 66.0 47.9
treatment > 6 month | 38.0 44.4 45.1 46.6 59.0 433

Region Northern 47.8 | 5.7% | <0.01 | 479 | 59%*|<0.01| 47.0 1.7 | 0.18 | 514 6.6* | <0.01 | 60.5| 4.0*| 002 | 48.1 | 3.3*| 0.04
Middle 48.0 59.1 57.0 64.8 70.4 53.2
Southern 37.8 443 46.2 44.6 57.1 41.8

72




Table (5.10) indicates that there were significant differences at the level (a=0.05) between
the means of GQoL, PF, RF, EF, CF, and SF components attributed to stage of disease of
the participants. Tukey test shows that the differences in GQoL were between stages (4)
and stages (2 & 3) in favor of the later. This indicates that the earlier the stage the better
the QoL of the participants. However, Tukey test shows that the differences in PF were
between stage (4) and stages (1&2&3) in favor of the later; and the differences between (2)
and (3) in favor of stage (2). This indicates that the earlier the stage the better the Physical
Function of the participants. Moreover, Tukey test shows that the differences in RF were
between stage (4) and stages (1&2&3) in favor of the later; and the differences between
stage (3) and stages (1&2&4) in favor of stages (1 &2) as they have the higher means. This
means that participants with stages (1&2) have better Role Function than stages (3 &4). In
addition, Tukey test shows that the differences in EF and CF were between stage (4) and
stages (2&3) in favor of the later; and the differences between stage (3) and (2) in favor of
stage (2). This means that participants with earlier stages have better Emotional and
cognitive Functions. Finally, Tukey test shows that the differences in SF were between
stages (2) and stages (3&4) in favor of stage (2). This means that participants with stage
(2) have better Social Function.

Table (5.10) indicates that there were significant differences at the level (0=0.05) between
the means of GQoL and PF components attributed to duration of treatment of the
participants. Tukey test shows that the differences in GQoL and PF were between the
duration of less than 3 months and more than 6 months in favor of the later. This indicates
that the longer the duration of treatment the worse the QoL and physical function of the

participants.

Table (5.10) indicates that there were significant differences at the level (0=0.05) between
the means of GQoL, PF, RF, EF, CF, and SF components attributed to region of living of
the participants. Tukey test shows that the differences in GQoL were between the southern
and both northern and middle regions in favor of the later. This indicates that there is lower
level of QoL of the participants who are living in the southern region of the West Bank of
Palestine. However, Tukey test shows that the differences in PF, CF, and SF were between
the south and middle in favor of the middle. This means that Physical, cognitive, and
social Functions of the participants are worse/ lower in those living in the southern region

of the West Bank.
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The following items are found statistically non-significant for comparison of means upon
testing with t-test and ANOVA with GQoL, PF, RF, SF, CF, EF; those factors are gender,
Place of residence, Living condition, House ownership, Place of treatment, and the Type of

treatment.

Table (5.11): Patients’
characteristics (ANOVA &t-test).

FA, FI, and PA according to their socio-demographic

FA FI PA
Variables Mean | T/F | P- Mean | T/F | P- Mean | T/F | P-
value value value
Gender Male 64.6 | -1.0 03| 669 1.0 0.3 62.9 | 0.05 1.0
Female 68.0 62.9 63.0
Age group | <18-40 59.5| 5.5%| <0.01 | 61.0 04| 0.64 58.3 2.0 0.14
41-64 65.8 65.9 62.2
>65 75.8 66.2 69.9
Educational | illiterate 82.0 | 14.5% | <0.01 | 74.5 | 4.6* | <0.01 78.1 | 9.3* | <0.01
level primary 68.4 65.2 63.3
Secondary 60.7 62.7 58.3
University 48.6 48.0 43.7
Place  of | city 68.1 04| 070 | 58.5 29| 0.06 61.3 0.8 0.47
residence village 65.7 68.0 63.9
camp 70.6 73.3 72.2
Monthly <2000 NIS 69.8 | 10.4* | <0.01 71.0 | 20.7* | <0.01 65.5 | 6.9* | <0.01
income 2000 - 4000 64.2 49.0 60.3
> 4000 NIS 333 19.4 29.2
person self caring 60.8 | 3.3*| 0.02| 623 0.7 | 0.57 57.6 1.4 0.23
taking care | family memb 70.6 64.1 66.3
of patient paid person 22.2 100.0 50.0
Both (1&2) 68.4 67.9 65.6
Marital single 61.9 08| 044 | 50.0| 4.0*%*| 0.02 54.4 1.4 0.24
status married 66.5 66.0 64.5
other 70.6 72.1 62.2
Living living alone 65.3 131 029] 64.0 1.1 | 033 60.4 0.8 0.46
condition with family 66.4 64.1 62.8
other 88.9 91.7 83.3
House rented house 72.0 1.0 03| 795 | 22*%| 0.01 73.7 1.7 0.1
ownership | owned house 66.1 63.2 62.0
Place  of | Beit Jala H. 68.7 1.5 024 653 03| 0.71 65.6 2.0 0.13
treatment Watani H. 61.8 59.0 52.7
AVH 63.4 64.6 60.1
Department | Outpatient 63.2 | -3.5% | 0.001 | 62.1 | -2.0* | 0.046 584 | -4.2* | 0.001
of care In-patient 75.8 71.4 75.5
Stage  of | stage | 54.2 | 25.1* | <0.01 41.7 | 5.1* | <0.01 47.9 | 19.4* | <0.01
disease stage 2 45.8 53.2 39.3
stage 3 66.5 62.5 62.7
stage 4 82.5 74.8 80.2
Unknown 51.9 72.2 61.1
Time span | <3 months 623 | 3.5%| 0.03| 59.7 24| 0.09 58.3 1.9 0.15
of 3 - 6 months 60.3 57.9 57.7
treatment > 6 months 70.0 68.2 65.9
Region Northern 65.0 3.1 | 0.05* | 66.7 3.2 | 0.04* 58.3 2.0 0.14
Middle 59.3 53.9 58.2
Southern 69.9 67.8 66.4
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Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FA components attributed to age group of the participants. Tukey test shows
that the differences in FA were between the age group (>65) and the age groups (18-40)
and (41-64) in favor of older ages. This means that the older the cancer patients in this
study the more Fatigue they have. However, pain and financial difficulties did not reach
the statistical significance, but the means show more pain and more financial difficulties as

the patients are more advancing in age.

Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FA, PA, and FI components attributed to educational level of the
participants. Tukey test shows that the differences in FA were between the illiterate and
primary, secondary, and university levels in favor of the illiterate; and the differences
between the primary and university in favor of primary. This indicates that the higher the
educational level of the respondents the less the Fatigue. However, Tukey test shows that
the differences in PA were between the illiterate and primary, secondary, and university
levels in favor of the illiterate; and the differences between the primary and university in
favor of primary. This indicates that the higher the educational level of the participants the
less the Pain they suffer. In addition, Tukey test shows that the differences in FI were
between the illiterate and primary with university level in favor of the formers. This means

that the participants with university degree have less financial difficulties.

Table (5.11) indicates that there were significant differences at the level (0=0.05) between
the means of FA, PA and FI components attributed to monthly income of the participants.
Tukey test shows that the differences in FI were between the classes (<2000 NIS) and
(2000-4000 NIS) and (>4000 NIS) in favor of the less income patients. This indicates that
the less income the respondents the more financial difficulties they have. However, Tukey
test shows that the differences in FA and PA were between the (>4000 NIS) and the classes
(<2000 NIS) and (2000-4000 NIS) in favor of the less income classes. This means that the

less income the more Fatigue and pain symptoms distress the respondents.

Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FI components attributed to marital status of the participants. Tukey test
shows that the differences in FI were between the singles and those who are married or
other status (widow, divorced) in favor of the other status patients. This means that the

widow and divorced participants have more financial difficulties.
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Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FI components attributed to House ownership of the participants. The
differences in FI were in favor of the rented houses, with a higher mean of responses to

more financial difficulties for rented houses compared to owned houses ownership.

Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FA, FI, and PA components attributed to department of care of the
participants. The differences in FA, FI, and PA were in favor of the inpatient department,
with a higher mean of responses to more intense symptoms and issues (fatigue, pain,

financial difficulties) for inpatients compared to outpatients.

Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FA, FI, and PA components attributed to stage of disease of the participants.
Tukey test shows that the differences in FA and PA were between stage (4) and stages
(1&2&3) in favor of stage (4) which has a higher mean; and the differences between (2)
and (3) in favor of stage (3). This indicates that the later the stage the worse the fatigue
and pain of the cancer patients. However, Tukey test shows that the differences in FI were
between stage (4) and stage (2) in favor of (4). This indicates that the later the stage the

more the financial difficulties for the participants.

Table (5.11) indicates that there were significant differences at the level (a=0.05) between
the means of FA components attributed to duration of treatment of the participants.
Tukey test shows that the differences in FA were in favor of the longer duration. This

means that the longer the duration of treatment the more the fatigue of the participants.

Table (5.11) indicates that there were significant differences at the level (0=0.05) between
the means of FA and FI components attributed to region of the participants. Tukey test
shows that the differences in FA and FI were between the middle and southern region in
favor of the southern. This means that the participants who are living in the southern region

of the West Bank of Palestine have the more fatigue symptoms and financial difficulties.

The following items are found to be statistically non-significant for comparison of means
upon testing with t-test and ANOVA for FA, FI, and PA; these factors are gender, Place of

residence, Living condition, Place of treatment, and the Type of treatment.
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According to the region of the West Bank of Palestine, figure (5.12) presents poorer
GQoL, EF, PF, SF, and CF, and more intense symptom and financial difficulties in the

southern region in comparison with the middle or the northern regions.
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Figure (5.12): Statistically significant (p<0.05) variables (Means for GQoL and other

domains) according to region.

5.2.6. The relationship between GQoL and symptoms associated with

cancer (Pearson’s correlation):

The results show that there is a significant negative/ inverse relationship at the level
(0=0.05) between the GQoL and symptoms associated with cancer and financial
difficulties. These relationships were strongest with pain (r =-0.622, p< 0.001), fatigue (r =
-0.620, p< 0.001), insomnia (r = -0.447, p< 0.001), dyspnea (r = -0.423, p< 0.001), and
financial difficulties (r = -0.393, p< 0.001) as shown in table (5.12). Further details

available in Annex (1).
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Table (5.12): Significant relationships between GQoL and cancer symptoms and financial

difficulties (Pearson’s correlation).

FA N&V Pain DY SL AP CO DI FI
R -0.62 -0.39 | -0.62 | -0.423 -0.447 -0.39 [ -0.33 | -0.224 -0.39
p- <0.01 | <0.01| <0.01| <0.01 <0.01 | <0.01 | <0.01 | <0.01 | <0.01
value

5.2.7. The relationship between stage of cancer and independent variables:

In cross tabulation between cancer stage and other independent variables, significant
relationship with the educational level was found as shown in figure (5.13). It is clear that
low educated respondents had more advanced stages of cancer (stage III and 1V); 88.7% of

illiterates have advanced stage cancer, while 57.5% only in the university level.

50.0%
40.0%
Il st |
30.0% >tage
M stage Il
20.0%
° [ stage Il
10.0% W stage IV
0.0%
illiterate primary secondary  university
Educational Level
x2=17.9 df=9 p-value = 0.04

Figure (5.13): The relationship between stage (1-4) of cancer and educational level of

respondents; Cross tabulation (Chi square test (%?)
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5.2.8. Predictors of GQoL and QoL domains; (Regression analysis):

In the regression model we included all variables that were significant according to P value
in the bivariate analysis (P < 0.05), and we presented only those that were still significant

in the regression analysis.

According to table (5.13) there is significant relationship at the level (a=0.05) between the
GQoL and educational level, monthly income, stage of cancer, and duration of treatment

for cancer.

Table (5.13): Regression analysis: significant relationship between GQoL and independent

variables.
F-value B-Value
Independent variables P-value ‘ P-value
(ANOVA) (Regression)

Education of patient 7.3 <0.01 0.118 0.041
Monthly income 12.9 <0.01 0.186 0.001
Stage of disease 14.1 <0.01 -0.304 <0.001
Time span of treatment 5.1 =0.01 -0.108 0.042

R square (R?) = 0.251

The strongest predictor of GQoL was the stage of cancer with a negative relationship; as
the increase in stage means worse GQoL, then the monthly income with a positive
relationship, then the educational level with a positive relationship, then finally the
duration of cancer treatment with a negative relationship (figure 5.14). The coefficient of
determination (R?) shows that 25.1% of the variance of the GQoL explained by the

independent variables shown in table (5.13).
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Figure (5.14): Predictors of GQoL according to regression analysis of significant variables

(P <0.05).

According to table (5.14) there is a significant relationship at the level (0=0.05) between
the PF and educational level, person taking care of the patient, department of treatment

(outpatient or inpatient), stage of cancer, age, and duration of treatment for cancer.

Table (5.14): Regression analysis: significant relationship between Physical function and

the independent variables.

F-value B-Value
Independent variables P-value P-value
(ANOVA) (Regression)

Education of patient 14.8 <0.01 0.18 0.002
Department of care (t-value) 4.0 <0.01 -0.21 <0.001
Stage of disease 25.8 <0.01 -0.37 <0.001
Time span of treatment 5.6 <0.01 -0.10 0.043
Age Group 17.9 <0.01 -0.19 0.001

R square (R?) = 0.406

The strongest predictor of PF was the stage of cancer with a negative relationship, then the

department with worse effect on PF for inpatients, then the age with a negative effect, then
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the educational level with a positive relationship, then finally the duration of cancer
treatment with a negative relationship. The coefficient of determination (R?) shows that
40.6% of the variance of the PF explained by the independent variables shown in table
(5.14).

According to table (5.15) there is a significant relationship at the level (a=0.05) between
the RF and the stage of cancer.

Table (5.15): Regression analysis: significant relationship between Role function and

stage of disease.

F-value B-Value
Independent variables P-value ‘ P-value
(ANOVA) (Regression)
Stage of disease 14.0 <0.01 -0.31 <0.001

R square (R*) =0.154

The strongest predictor of RF was the stage of cancer with a negative relationship. The
coefficient of determination (R?) shows that 15.4% of the variance of the RF explained by

the stage of cancer as shown in table (5.15).

According to table (5.16) there is a significant relationship at the level (a=0.05) between
the SF and the stage of cancer.

Table (5.16): Regression analysis: significant relationship between Social function and the

stage of disease.

F-value B-Value
Independent variables P-value P-value
(ANOVA) (Regression)
Stage of disease 8.6 <0.01 -0.27 <0.001

R square (R?) =0.098
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The strongest predictor of SF was the stage of cancer with a negative relationship. The
coefficient of determination (R?) shows that 9.8% of the variance of the SF explained by
the stage as shown in table (5.16).

According to table (5.17) that there is significant relationship at the level (a=0.05) between
the CF and the variables of department of treatment (outpatient or inpatient), and stage of

cancer.

Table (5.17): Regression analysis: significant relationship between Cognitive function and

the independent variables.

F-value B-Value
Independent variables P-value ‘ P-value
(ANOVA) (Regression)
Stage of disease 10.5 <0.01 -0.26 <0.001
Department of care (t-value) 3.0 <0.01 -0.14 0.015

R square (R?) = 0.097

The strongest predictor of CF was the stage of cancer with a negative relationship, then the
department with worse effect on CF for inpatients. The coefficient of determination (R?)
shows that 9.7% of the variance of the CF explained by the independent variables shown in

table (5.17).

According to table (5.18) there is a significant relationship at the level (a=0.05) between

the EF and the variables of educational level, and stage of cancer.

Table (5.18): Regression analysis: significant relationship between Emotional function

and the independent variables.

F-val -Val
Independent variables ( AI\?SiZ) P-value (R[j:greassl,lif)n) P-value
Stage of disease 18.3 <0.01 -0.35 <0.001
Education of patient 59 <0.01 0.15 0.012

R square (R?)=0.182
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The strongest predictor of EF was the stage of cancer with a negative relationship, then the
educational level with a positive relationship. The coefficient of determination (R?) shows
that 18.2% of the variance of the EF explained by the independent variables shown in table
(5.18).

According to table (5.19) there is a significant relationship at the level (a=0.05) between
the FA and the variables of educational level, department of treatment (outpatient or

inpatient), stage of cancer.

Table (5.19): Regression analysis: significant relationship between Fatigue and the

independent variables.

F-value B-Value
Independent variables P-value ) P-value
(ANOVA) (Regression)
Stage of disease 25.1 <0.01 0.32 <0.001
Education of patient 14.5 <0.01 -0.22 <0.001
Department of care 3.5 <0.01 0.15 0.004

R square (R*) =0.278

The strongest predictor of FA was the stage of cancer with a positive relationship, then the
educational level with a negative relationship, then the department with worse effect on FA
for inpatients. The coefficient of determination (R?) shows that 27.8% of the variance of

the FA explained by the independent variables shown in table (5.19).

According to table (5.20) there is a significant relationship at the level (a=0.05) between

the FI and the variables of stage of cancer, and monthly income.
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Table (5.20): Regression analysis: significant relationship between Financial difficulties

and the independent variables.

‘ F-value B-Value
Independent variables P-value P-value
(ANOVA) (Regression)
Stage of disease 5.1 <0.01 0.17 0.002
Monthly income 20.7 <0.01 -0.31 <0.001

R square (R?) =0.180

The strongest predictor of FI was the monthly income of the cancer patient with a negative
relationship indicating more financial difficulties with less income, then the cancer stage
with a positive relationship indicating more financial difficulties with advanced stages of
cancer. The coefficient of determination (R?) shows that 18% of the variance of the FI

explained by the independent variables shown in table (5.20).

According to table (5.21) there is significant relationship at the level (0=0.05) between the
PA and the variables of educational level, department of treatment (outpatient or inpatient),

and stage of cancer.

Table (5.21): Regression analysis: significant relationship between Pain and the

independent variables.

‘ F-value B-Value
Independent variables P-value P-value
(ANOVA) (Regression)
Education of patient 9.3 <0.01 -0.208 <0.001
Department of care (t-value) -4.2 <0.01 0.176 0.001
Stage of disease 19.4 <0.01 0.359 <0.001

R square (R?) = 0.266
The strongest predictor of PA was the stage of cancer with a positive relationship
indicating more severe pain in advanced cancer stages, then the educational level with a
negative relationship indicating less pain for highly educated patients, then the department

(outpatient or inpatient) with worse effect on PA for inpatients. The coefficient of
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determination (R?) shows that 26.6% of the variance of the PA explained by the

independent variables shown in table (5.21).

5.3 Qualitative Results
5.3.1. Demographic characteristics of the qualitative sample:

The qualitative part consists of 10 in-depth-interviews that were conducted with cancer
patients from different areas of the West Bank of Palestine. Also, those patients were from
different ages, genders, backgrounds, and diagnoses. Table (5.22) shows the characteristics

of informants.

The cases were from most areas of the West Bank; Hebron, Bethlehem, Jenin, Ramallah,
and Nablus. The participants’ age ranged from 25 to 70 years old and 6 females and 4
males. The diagnoses were breast cancer, lymphoma, uterine cancer, leukemia, colon

cancer, brain cancer, and lung cancer.

Table (5.22): Characteristics of respondents.

Sex Age | Area Diagnosis
Female 50 Hebron Breast Ca
Female 25 Bethlehem | Lymphoma
Female 42 Jenin Uterine Ca
Male 60 Hebron Leukemia
Male 46 Ramallah Colon Ca
Male 70 Hebron Colon Ca
Female 41 Hebron Breast Ca
Female 34 Nablus Brain Ca
Female 46 Ramallah Breast Ca
Male 60 Hebron Lung Ca
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5.3.2. Thematic Analysis:

Through the thematic analysis of the in-depth-interviews in this study, seven categories
were identified. The categories were originated from the main questions of the interviews
and based on the participants’ responses. These categories were; (a) Effects of cancer on
the daily life, (b) Personal perceptions of cancer, (c) Factors affecting coping status with
cancer, (d) Patients’ beliefs regarding treatment, (e¢) Barriers to service delivery, (f)
Satisfaction of patients with service delivery, and (g) Community perceptions for cancer

and cancer patients. Moreover, patients’ needs were identified and discussed in terms of

QoL.

For each category, several themes were indentified. Annex (2) illustrates and categorizes
all these data, as well as, provides the supporting original text in Arabic as the patients had
said literally. Also, the table provides English translation of the most important quotations

of participants’ responses that are included in the body of the text in this study.

1. Effects of cancer on the daily life.

The effects of cancer on the daily life of patients were classified into five themes; physical,
social, psychological, sexual, and financial. The physical effects were apparent mainly
through pain and fatigue from the disease process and chemotherapy treatment, besides
some other physical symptoms like edema and bleeding. A female breast cancer patient

from Hebron governorate who aged 50 years said;

“All my strength collapses; I didn’t have the power to stand to drink water. The pain is the

worst; even it is worse than cancer itself”

Another female patient from Nablus governorate (34 years) with brain cancer said;

“I have a lot of fatigue; I feel tired when I take the chemotherapy, sometimes I fall unconscious
when I am at the hospital, also, there is pain in my back... I can’t take it anymore, all the times

I am in the bed”
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Role performance were concentrated around issues like the relationships among the
family and the family feelings toward each others, roles and duties of family members, and
resulted fear, anxiety, stress and burden of having a cancer patient in the family. A breast

cancer female patient from the south area said;

“The most important thing to me is to be with my kids; their feelings were abnormal, I was

away outside home, I was taking hypnotic and sleep for hours, they were lost in that time.”

Sexuality: it was through the expression of frigidity and cold feelings among spouses,
expression of low desire and unwillingness for a relationship, feeling of fatigue, and even

refusal of continuing the marriage in some cases. A breast cancer patient of 41 years old

said;

“After chemotherapy, I feel tired when I am back at home. Off course, this cause indolence and

frigidity at home... whatever, it has an effect.”

Another patient said;

“I have no desire, I don’t think about it, actually nothing is between us now. Actually I asked

for divorce before I had my surgery.”

Psychologically, the effects were illustrated in fear due to unawareness and poor
understanding of the disease process and treatment consequences, death ideation, denial,
hopelessness, sadness, coupled to disease and hospital, troubling feelings, and negative

impact of the disease in life aspects. A male colon cancer patient from the south who is 70

years old said;
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“They told me you are in need for urgent surgery; I was terrified... how they are going to open
my abdomen!? So, I ran away for six months, then I was really tired, so, I said do it and open

my abdomen... if I’ll die, let me die.”

This example showed that physician does not give enough explanation for the patients and
patients are unaware of their rights toward their role in the treatment plan that depends on
real understanding of their health problem. Such lack of knowledge may lead to anxiety
and fear among patients. it seems that patients do not have the courage to ask questions
because they believe that their treatment is physician’s decision. In addition, they fear that

asking questions may upset the physicians and this affects their treatment.

2. Personal perceptions of cancer.

Patients’ perceptions of their disease status, causes, and consequences were classified into
self integration with the disease, shame feeling from being a cancer patient, and feeling of

guilt from being diseased. A 25 years female with lymphoma said;

“Indeed, I am the only one with cancer in my area of living.”

Their ideations, beliefs, and understanding for their disease were that cancer is death, fear
from discovering that they have the disease, incurability of cancer, and no necessity for
pain management as it causes addiction. Death anxiety was clear through a 42 years old

patient with uterine cancer from Jenin said,

“I think I am going to die and that’s it, this disease means death and I am already going to

die... actually, all those with this disease are died.”
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Also, they link cancer causes with other treatments they had taken, with the Israeli nuclear
weapon, with chemical factories, food preservatives and fruits & vegetables fertilizers,

with smoking, or contagion. One participant said;

“I don’t think there is complete cure for cancer... I think my disease was caused by hormonal
therapy for infertility, or some people are saying it is the nuclear weapon of Israel and its

factories in Dimona.”

And sometimes, they are considering it as ordeal, test or mercy from God, or sometimes, as
punishment for doing sins or expiation to remove these sins. Spirituality was clear through

what a leukemia patient from Hebron area speech;

“The disease cause is from God, it is not shame or demerit, it is mercy; our God is testing us by

the disease, it is mercy and expiation of sins.”

They believed also, that acceptance of the disease and its pain is a must and no need to
take actions against it, as cure is something beyond capabilities of human beings, or

sometimes it depends on their spirit and morale. A patient from the north said;

“I am feeling that I’ll be taking treatment for all my life; indeed I am not aware of the cause of

this disease.”

3. Factors affecting coping status with cancer.

Through analysis of the cancer patients’ responses, several factors were illustrated that
might have effect on the patients’ acceptance of the cancer, and in enhancing their ability
to cope. These factors were having commitment toward others and having goal in life,
personality, attitudes, knowledge, and having faith and religious beliefs which had an
apparent effect on patients through enforcing their abilities and strengthening their

spirituality, also, having a support system from social and familial context or from the
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treating professionals. Role performance was apparent in a female patient from Bethlehem

who said while describing her commitment toward her family;

“The woman lives in this life mostly for her kids; especially that mine are girls.”

Personal factors that helped patients to overcome the struggle of having cancer in many
times were illustrated in having better ability to fight against troubles in life due to
experience with the disease, having own house and privacy, having patience and ability to
tolerate, having own competence, and having knowledge about their condition. A 46 years
old patient with breast cancer from Ramallah said describing her ability to cope with the

disease;

“What helped me was that I know what my disease is, and I believe it is easier than other
types... thank God, I am patient and accepting my condition... may God cure us by Doaa

(supplication).”

Faith and religious beliefs (spirituality) of patients were clearly apparent in supporting
them and providing them with strength and power to stand in front of such disease. Their
rationales of faith in front of disease were that cure is only from God. The need for strong
faith in such condition through praying and reading Quran, obedience of God will and
destiny, acceptance of death as being with the hands of God and that death is the final end
anyway, “Tawakul” or trust in God that he is taking care of human, faith that disease is
mercy from God to expiate sins and not a punishment, and the Islamic directives of
combining the best possible treatment with full faith and supplication to God. A lung
cancer patient who is 60 years old said while explaining his way of dealing with cancer and

how he is coping with the disease;

“Faith in Allah (God) helped me through; he is the cause and the cure of the disease... firstly,
we are in the hands of God; he is “AL-Shafi” the healer... and the person needs to accept it,

needs to be faithful in God... for me, this is before everything, even before treatment.”
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The support system was another factor which helped patients to overcome and cope with
cancer. The support that the patients have is mainly from their families and social context,
and in some cases there was some support and education from the health care providers. A

patient said in her answer toward the inquiry about support from the health team;

“The nurse is the one who was helping us, he is the one who is giving us the treatment and he

is the one who is providing advices and education.”

Moreover, patients expressed their satisfaction with all types of help and support from
anyone in the community, and they stressed on the psychological and emotional effects of
that type of support for overcoming the crises of cancer, especially in the absence of any
other specialized or professional support system. In that context a 42 years old cancer

patient from Jenin said;

“All of them helped me... my husband, my relatives, and the neighbors... thank God, but the
help of my husband was the most. They were all with me on the day of my surgery, which
really made me relaxed; I went into the surgery calm and reassured as they were around me...

off course; the family provides help, thanks God.”

Another patient who is 70 years old and has colon cancer said;

“I swear by God that nothing helped me at all, no body except of my children who helped me.”

4. Patients’ beliefs regarding treatment.

Patients’ beliefs and understanding regarding their treatment for cancer were classified into
two parts; toward curative medicine and toward other integrative modalities of medicine.
Informants’ attitudes were either positive or negative towards these treatments according

to their experiences. A patient from the south said;
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“last thing, I had severe pain in my abdomen and in my back, maybe due to the large amount of
medication which I am taking; as any medication may affect the liver, and I am trying to avoid
such thing and take care... maybe I should bear the pain better than bearing the medication side

effects.”

Another patient from the north said;

“They told me take Anise, Chamomile, and other herbs... with no benefit, no benefit at all.”

5. Barriers to service delivery.

The barriers were classified into economical, political, and policy and regulation. The
economic barriers were treatment related expenses such as costs of transportation, and
food and accommodation for the companion, which are usually not easy for them to
handle. Therefore, there is need for policy and regulations that enable easy access to
treatment centers and accommodation facilities that would decrease patients suffering. This

was expressed by one patient while explaining her problem;

“The transportations are not covered by the insurance, as well as accommodation and food. I
hope if they can provide bus to take us to hospital, I am not satisfied with the distance I travel,

it is hard for me. I hope there is nearer chemotherapy treatment for us in Hebron.”

The political barriers are related to difficulty in accessing hospitals for treatment because
of check points and need for permits to enter East Jerusalem. Moreover, travelling for long
distance from north to south. A 34 years old patient from Nablus area explained her

struggle with access to care to East Jerusalem hospitals as follows;

“And the way to hospital has many, many difficulties... on the metal rotating barriers and at
the checkpoints... too much. I have to change my address to AL-Ram because it is easier for
me to do the permit paper there. My brothers are all young men, and they were abundant and
forbidden from passing the wall checkpoint. I was in Augusta Victoria and Makkasid

hospitals... everybody has his relatives around him, and I was setting alone in my bed like a
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monkey... I swear by God, I was feeling strangled, I hoped there is anyone of my brothers

there... of my family... that would be of great help.”

6. Satisfaction of patients with service delivery.

Patients’ satisfaction is one of the important themes derived from their responses to open
ended questions. Those classified as with healthcare personnel, medical equipments,

supplies, services, and referral system.

Some respondents were dissatisfied with healthcare personnel, medical treatment plan,
pain management, assessment routine, diagnostic testing, and alternative remedies. A

lymphoma patient from the south said;

“The doctor said to me not to take medications for the chemotherapy treatment, but only
Paracetamol, they told me to take that for pain, indeed, it did not work, it was good in

decreasing headache... I was immobile and struggling with pain for days.”

Another patient from the north said,

“There is medication for pain... or maybe there is not... I don’t know. When I have pain, they
told me you will get used to it with time and the pain will fade... I think they were not telling
the truth.”

On the other hand, some respondents expressed their satisfaction with the health care
providers and their hard efforts to meet the high need and load of patients with their limited

numbers and capacities. A 60 years old patient from Hebron said;

“I have good trust in the team, they are good... excellent, the nurse here is extra excellent.”
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There was also “service provider induced demand” in some cases. This was through
guiding patients to use some healthcare services instead of others; even it was sometimes
costly and difficult to reach for patients. A 41 years old female patient with breast cancer

told her story when she had mastectomy surgery;

“We have insurance, but first action we had gone to a private doctor who referred us to a
private hospital. This is not good from the doctor... he knew that we have insurance, and we
are poor, and the surgery costs a lot. He was supposed to refer us to the governmental hospital,
they can do the surgery not less competently, he should refer us... but he didn’t. We did pay a

lot of money to the private hospital.”

Moreover, some respondents were not satisfied with psychosocial support and
communication of healthcare professionals. Mainly, in communicating bad news to
patient and family, and dealing with them in anger and toughness, not helping or
supporting them, hiding the truth about the disease, unavailability of care and support over
the phone, unethical attitude toward patients, and not enough or missing explanation and

education. One of the respondents said;

“The doctor informed me in coldly lethal nerves, as if telling me you have flu: you have a
malignant cancer in your brain... I fainted on the spot; I was on the ground unconscious. When
I was awake again ... he informed me it needs operation and surgical resection... again, and as
the first time. That made me mad... two times, I was informed in the same way, as telling a

story.”

On the other hand, some patients were satisfied with staff communication, sharing in
decision making about their disease and treatment plans, providing advices and

instructions, and availability of support over the phone.

“The doctor informed me that it is a small lump, and you have to decide with your family...
imagine, I was born again, I took my decision. This is a human being, he treated me as human

being... indeed, I am no-more sick after that.”
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Other source of dissatisfaction was with health education and awareness provided to
patients and their families. This included insufficient teaching and explanation, absence of
educational and awareness material and brochures, and inadequate instructions to deal with

the disease symptoms and side effects. A patient of 41 years old said;

“Indeed, all respect is due to my nurse, more than anybody else. That is because the physician
wrote the order only, but the nurse gave us the advices, for all patients, not only me, but for all

... may God will reward him the best remuneration ever.”

A second theme was related to medical equipments, supplies, and services. This included
dissatisfaction with quality and scarcity of some diagnostic testing and examination at the

governmental health system. A 46 colon cancer patient from middle said;

“There are some tests available in the government, but others are available outside, not all tests

are available.”

Also it was mentioned by some respondents the unavailability of medicine and symptom
management medications sometimes as a source of discomfort. A leukemia patient of 60

years from the south said;

“The essential medications are available here, but the other medications; we need to buy it
sometimes from outside pharmacies. The treatment is OK; sometimes there are some shortages,

but not all the times.”

Moreover, some respondents were unhappy with poor environment, hygiene, cleanness,
crowdedness, lack of privacy, and small space for clinical care. A 25 years old patient who

had lymphoma said;
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“The patients are crowded over each others, there is no privacy. The governmental hospital
needs to enlarge the areas, so to comfort the patients, it is better for their self-esteem and

psychology... indeed, when I came to the hospital I get sicker.”

Third theme that was derived from the referral system, coverage of medications and
procedures include shortage in medications, long waiting lists, complicated referral

process, and favoritism. One patient said;

“I had surgery in private hospital and paid for it, because it was not available at the
governmental hospital. I have health insurance, but they kept delaying my surgery... and the
doctor advised me not to delay my surgery more, he said: it is not good for you. So, I had it in

private hospital.”

7. Community perceptions of cancer patients.

This included pity feelings with cancer patients, stigmatization of having cancer,
perceiving it as fatal and serious disease, considering it as punishment from God, and

sometimes solidarity and help.

Example is perception of patient as dying person. One patient said;

“The way people look to me is painful; they have pity and sympathy with that poor patient.
This is too bad, it affects my psychology. Our community does not accept it, they usually say

may God heal you and preserve you for your kids. .. they let you feel it is the end of your life.”

Another example of stigmatization is what a breast cancer patient said;

“My mother-in-law wanted to marry her son to another wife... also, people tried not to inform
me that other cancer patients already died. Also it is hurting when people say cancer is a

hereditary disease, this stigmatizes my daughters.”
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Also, a male leukemia patient said;

“It is terrifying disease, people perceive it as dangerous... they are usually asking about the

cancer patient... how is he? Did he die? Is he still alive?”

Another example for punishment is the opinion of a 41 years old female patient;

“People think that cancer patients are not faithful people, they are not believers that this is

ordeal and test from God... they say that this person did mistakes so he got cancer.”

An example of solidarity and support is in what a 46 years old breast cancer patient

expressed;

“Everybody was kind with me, supporting my spirits, was good to me, compassion and

cooperative... thanks God.”

And what a 70 years old colon cancer patient stated;

“People... they don’t help at all... nothing at all.”

Expressed Patients’ Needs

Respondents’ needs were related to treatment plan, financial support, psychosocial support,
and system management. This included good interpersonal, professional, supportive
relationship; such as telling truth and communicating bad news. A 60 years old male from

the south said;
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“They hide the news from me... the doctor had told my children. It was by chance that I heard
them speaking, they should told me, because hiding the truth is not good. I hope they told me,
that would be much-more nicer and better, but hearing them speaking by chance, that’s really

bad, it affected me indeed.”

Another 34 years old female from the north said,

“I was calling for somebody to check my 1.V canula, I mean, the least thing to ask for, he said:
I am busy, call someone else, call the doctor; you see; I feel like I am a bad guest at their

home.”

It, also, included sharing information, decision making, and health education. A breast

cancer patient from Hebron area said;

“Dealing with the disease is ok for me; I do what doctors are saying, I have no experience in
such things. But I like everything to be clear for me; I want to know everything about my case

and my disease.”

Also, this included availability of medication, diagnostic tests, supplies, and cosmetic

prosthetics and materials. One patient said;

“When the medication is not available, we buy it by cash, and moreover, these tests are very
expensive, a thousand and a thousand and eight... it should be available; sometimes we were

obliged to do them outside.”

Financial support to cover transportation costs, house sanitation, extra expenses
associated with disease and treatment such as food and accommodation. A patient from

Nablus area who was coming to the south for treatment said;
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“The way from Nablus is very far, [ need at least a hundred shekels just for transportation, not

counting any food or drink.”

Also, this included social and psychological, spiritual and emotional support. One patient

said;

“Every human, especially the patient, needs counseling. But I did not find anybody to cover

this need in the hospital.”

Moreover, it included need for support groups. A cancer patient from Jenin articulated

the support of a cancer survival;

“All cancer patients whom I know had died, but only this woman survived. She had talked to
me and helped me, she improved my spirits and morale, she had the disease and she is still

alive!”

Also, respondents stressed on healthcare provision management related needs such as
better waiting time management, referral availability, palliative care availability, enough
capacity and facility, and screening and early detection services, workload management
and organization of flow of patients especially in the outpatient clinics. A patient who was

in several hospitals for treatment for her cancer for the last two years said;

“It is the order in the outpatient clinics, there is no order; I am usually from 10am till 6pm, also
in the other hospital; they thought I am crying because I am angry with my husband or my
family... but, I am here since 7am, waiting till 1pm for the result of the blood test... I ask
them, but they say: do you think you are the only one at the hospital... indeed, I am the first
one here, even before they start their work in the morning... when I do the blood test outside in

a lab, it takes five minutes, but they do not accept it.”
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Other needs related to accessible, well equipped health services. One of the comments was;

“They took me to Ramallah... they did not have a free bed for me. I wish there is a near

treatment center. .. I wish indeed.”

5.4 Summary

The quantitative part main results were the poor GQoL (41.8%), the poor functionality, and
the severe symptoms of the Palestinian cancer patients. These included fatigue (66.6%),
pain (63%), and insomnia (56.4%), financial difficulties (64.6%). Many socio-
demographic and clinical factors found to be statistically significant at (p<0.05) in relation
to the GQoL, QoL functions, symptoms severity, and financial difficulties. The most
common factors were stage, educational level, department of care, region, and monthly
income. Other significant relationships were between GQoL with FA, NV, PA, DY, SL,
AP, CO, DI, and FI. Moreover, there was a significant relationship between educational
level of participants and their cancer stage. Predictors of poor QoL were advanced stage of
cancer (B= -0.37, p<0.001), low income (B= 0.19, p=0.001), low educational level (=
0.12, p=0.04), and long duration of treatment (f= -0.12, p=0.04).

The qualitative part of this study generated eight themes which were affecting respondents’
daily life, personal perceptions of cancer, factors affecting coping status with cancer,
patients’ beliefs regarding treatment, barriers to service delivery, satisfaction of patients,

patients’ needs, and community perceptions of cancer patients.

The results of this study are supporting the need for palliative care service for those
patients to control their pain and symptoms in order to improve their QoL, the need of
integrating palliative care within the Palestinian healthcare system and health policies, and

provided base line data of the QoL of cancer patients in Palestine.
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Chapter Six

Discussion and Conclusion

6.1 Introduction

This study provides basic understanding of factors affecting the Palestinian cancer patients’
perception of their QoL and their symptoms management. Also, it assessed the scores of
the Quality of life domains of cancer patients in Palestine using a statistically significant
and representative sampling size. As well, it included a qualitative part, which provided

some vital information that is unique and specific to the Palestinian cancer patients.

Moreover, it identified predictors of poor QoL and functions. This is important because this
is how we can prioritize our endeavors toward improving the QoL of cancer patients,

particularly under current economical, social, and political conditions.
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The following sections discuss the main results of this study; it includes QoL of Palestinian
cancer patients and the factors affecting it, the predictors of poor QoL, comparison with
other studies in the same field, as well as, some other issue that was highlighted through the
study such as significant family role and the desperate need for palliative care integration
within the national health care system. Moreover, recommendations for policy makers,

healthcare organizations and researchers were highlighted.
6.2 Quality of Life of respondent cancer patients

QoL of the respondents were very poor (41.8%) in comparison with other studies from the
region. Also, when using the 33% cut-off point the majority of respondents (79.4%) were
below the good functioning point. In a study in Kuwait, the GQoL was 45.3% with poor to
average functioning (Alawadi & Ohaeri, 2009). In Turkey, Pinar et al (2003) GQoL was
66.2 out of 100 points. In a study in Iran, QoL was fairly favorable (66%) or favorable
(23%) in cancer patients (Dehkordi et al, 2009). This was statistically and clinically

significant and reflected on all aspects of patients’ life.

Also, there was significant relationship between QoL and educational level, income,
department of care, stage of cancer, duration of treatment, and region. As well as, there
were significant effects on QoL from FA, NV, PA, DY, SL, AP, CO, DI, and FI. Predictors
of QoL were respectively arranged according to degree of effect as the stage of cancer (B= -
0.3, p<0.001), monthly income (= 0.19, p=0.001), educational level of patient (f= 0.12,
p=0.04), and duration of treatment (= -0.12, p=0.04). Moreover, QoL was worse than
national and international data (Dweib, 2011; Samara & Saca, 2009; Alasadi & Ohaeri,
2009; Pinar et al, 2003; Scott et al, 2007).

In this study, there was no significant relationship between GQoL and place of treatment,
house ownership, living condition, and marital status, person taking care of the patient,
place of residence, age, and gender. Whereas major associations with HRQoL were found
in Kuwait with age, stage of cancer, radiotherapy treatment, and fatigue (Alawadi and
Ohaeri, 2009). On the other hand, in Iran, it was found that no correlation present between

QoL and age, sex, marital status, duration of disease, economic conditions, educational
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level, and occupational function; but, with cycles of chemotherapy (more than 2) (Dehkordi

et al, 2009).

In the qualitative part of the study, patients expressed their needs for improved QoL
through describing their feelings, satisfaction and needs. This poor QoL results stress the
need for intervention to preserve the QoL of cancer patients by better care, early detection,
holistic multiple team approach, and better pain and symptoms control. This should be done
on all levels including policy maker, health professionals, organizations in the field of

cancer care, patient support groups, and patients and their caregivers.

6.2.1. QoL Domains / Functions:

Most of the functions were below the half of the full function. The means were between
46% and 60.5%. Pain and fatigue were found to be significantly and strongly correlated in a
negative relationship with all the functions. Also, when using the 33% cut-off point, the
majority of cancer patients (especially PF, EF, and SF) were below the good functioning

point, which intensifies these results.

General look at the results of this study, in comparison with other studies (table 6.1),
presents variations in QoL functions that were lower or within the same level of other
studies (Thweib, 2011; Alawadi & Ohaeri, 2009; Samara & Saca, 2009; Scott et al, 2007).
This is another indicator for the bad situation for Palestinian cancer patients. This
emphasizes the need for in-depth studies to explore in more details all aspects of the cancer

patient life and needs.

6.2.2. Symptoms and Difficulties:

The most distressing symptoms and difficulties in this study were fatigue (66.6%), financial

difficulties (64.6%), and pain (63%). Also, when using the 33% cut-off point, the majority
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of cancer patients experienced very bad symptoms and high financial burden (almost two

thirds of the patients were in the high burden area).

Qualitative interviews supported this finding. This was clearly stated by 34 years old cancer

patient;

“I have a lot of fatigue; I feel tired when I take the chemotherapy, sometimes I fall unconscious
when I am at the hospital, also, there is pain in my back... I can’t take it anymore, all the times

I am in the bed”

Other studies presented similar findings. Pain and fatigue were the most prevalent and
severe among majority of cancer patients in many studies. Also, these were found
associated with QoL and adverse outcomes such as depression, functional decline, and
patient misery (Meier and Brawley, 2011; Alawadi & Ohaeri, 2009). On the contrary, Pud
et al (2008) found better QoL in patients with less fatigue and pain.

This was indicator of the harsh conditions that the cancer patients live in, especially within
the Palestinian context under the known fact of poverty and the Israeli occupation policies,

which is affecting access of users to care.

In summary table (6.1) shows that Palestinian patients QoL is the poorest if compared to

Kuwait, Turkey, and UK cancer patients.

The poorer QoL of Palestinian cancer patients on comparison might be due to the
deteriorating socio-economic and political situation in the country, or lack of professional

and specialized care to support cancer patients.
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Table (6.1): Comparison of GQoL, QoL functions, most severe symptoms, and financial

difficulties of cancer patients in different studies.

Current QoL Cancer | QoL Breast | QoL BreastCa | QoL QoL
study Palestine Cancer Kuwait Cancer Cancer
Palestine (Thweib, Palestine * (Alawadi & Turkey UK
(Khleif, 2011) (Samara & Ohaeri, 2009) (Pinar et (Scott et
2012) Saca, 2009) al,2003) | al, 2007)
GQoL 41.8% 48% 49% * 45.3% 66.2% 63.8%
PF 48.5% 47.8% 55.4% * 52.6% - 79.7%
SF 50.0% 49.2% 45.8% * 61.2% - 72.4%
EF 46.0% 48.4% 44% * 60.3% - 74.9%
CF 60.5% 57.6% - 59.9% - 82.7%
RF 48.8% 47.8% --- 55.1% --- 55.1%
Most FA (66.6%) | SL (59.5%)
severe | PA(63%) | FA(59.2%) | Spirituality | Lo Y251 | FA,PA
symptoms | SL (56.4%) | PA (58.5%) an
FI 64.6% 52.3% - — — —

*In this study, results were calculated using linear transformation of the Likert scale.

6.3 Factors associated with poor QoL and worse Symptoms

Many factors identified through this study to be associated with poor QoL and worse
symptoms and difficulties. These were grouped into sociodemographic factors and clinical

factors as follows.
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6.3.1. Associated Sociodemographic Factors:

These included the factors that were mostly discussed in the literature as associated factors
with QoL of cancer patients. These were gender, age, marital status, education, income, and

region.

Gender

Distribution of females to males in the study sample (58.2% to 41.8%) was similar to that
of the cancer patients’ distribution in Palestine (54.3% to 45.7%) according to MOH report
of 2011. But gender was not statistically significant with any of the QoL domains or
symptoms. Also, there was no difference noticed in responses of patients to in-depth-
interviews between males and females in expressing their needs or satisfaction. However,
Guner et al (2006) found in their study of Turkish cancer patients that women perceive less

negative impact of cancer on their lives than men do.

Age

In this study Mean age was 52.7 years (SD=15.2) where younger patients had significant
better in their physical and role functions and less fatigue. However, there were no
significant relationship between GQoL and age. On the other hand, other studies found that
older cancer patients have lower QoL (Guner et al, 2006; Pinar et al, 2003; Koo et al,
2012). On the contrary, Alawadi & Ohaeri (2009) found in their study of Kuwaiti cancer

patients that there were more symptom intensity and worse functioning in younger patients.

Qualitative results showed perception of cancer as a fatal disease and representing the end
of life, but that was not apparent to be linked to being older. However, Guner et al (2006)
stated that older cancer patients believed that cancer is the end of the road and had low

expectations of themselves as well as of the society, the thing that negatively affected their

QoL.
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Also, results of this study showed that older patients had more fatigue and poorer physical

and role functions.

Marital status and family support

In this study, there was statistical significance between marital status as being married and
poor physical function and more financial difficulties. Guner et al (2006) found that highest
QoL was in unmarried as they have less family responsibilities, while worst QoL was in

widows as they lack the support of both family and spouse.

On the other hand, in the qualitative part, patients expressed high perception and value of
family support, help, and encouragement, especially the supportive role of spouse. Also,
having children and family was a factor that helped them overcome the disease and gave
them power to fight it. Patients stressed on the psychological and emotional effects of that
type of support for overcoming the crises of cancer, especially in the absence of any other

specialized or professional support system.

This indicates the important role of family support within the Palestinian context;
especially that 90.7% of patients in this study are living with their families and 41%
expressed that someone from the family members is taking care of them in their sickness.
The Palestinian culture and society highly value the solidarity of the community members
as a whole, and specifically the close family members. This is unique in the Palestinian
culture; people help and support each other on different aspects either physically, socially,
emotionally, or even financially. On the other hand, this is sometimes compensating for the
missing professional counseling and support system within the health care system in
Palestine, due to lack of resources and low level of awareness of patients to the need for

such professional support.
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Education

In this study, 57.1% of patients were under secondary education, of which 20.1% were
illiterates. This was significantly associated with poor GQoL, low functions (PF, RF, SF,
and EF) and high FA, FI, and PA. Similar results found in literature; illiterate patients had
the lowest QoL scores (Pinar et al, 2003). Guner et al (2006) concluded that better QoL in
educated patients may be due to better coping mechanisms, better access, and /or finding

and benefiting from resources.

Knowledge is very important in the fight against cancer. Patients expressed knowledge,

besides their faith, as the tool that enables them to cope through the in-depth-interviews.

It is clear that educational level has apparent effect on cancer patients’ QoL and symptoms

experience, and is a predictor for QoL.

Income

The majority of cases (75.2%) were very poor with an income less than 2000 NIS. This is
even below the poverty line (2,293 NIS) in Palestine (PCBS, 2012). Also, higher income
was significantly associated with better GQoL and QoL domains, and worse symptoms and

financial difficulties.

Similarly, higher income was associated with better QoL as patients have better ability to
find resources in less burden and stress (Guner et al, 2006; Alawadi and Ohaeri, 2009). In-
depth-interviews showed that financial difficulties and associated costs have high burden

on cancer patients.

This was exacerbated by the fact that most cancer patients’ lose their jobs after they got the
disease, besides the extra expenses associated with treatment. In addition, FI was worse for
those living in rented houses, living in the south, less educated, in advanced disease stage,

hospitalized, and married with more familial responsibilities.

This indicates the need for social and welfare support system for those patients. The

government through its ministries, especially ministry of social affairs, has a major role and
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responsibility toward such intervention. It was clear that it is not enough to have cancer
treatment free of charge, but also to cover associated expenses and financial burden that is

unbearable by those vulnerable cancer patients.

Region

In this study, poorer GQoL, EF, PF, SF, and CF, and more fatigue and financial difficulties
were found significant in the southern region of the West Bank in comparison with the
middle or the northern regions. Also, 58.2% of the cases were from the south. In addition,
this was noticed through patients’ perceptions of cancer in the qualitative part. A 60 years

old lung cancer patient from Hebron area said;

“I think it is due to the nuclear radiation from the reactor of Dimona in Israel... there are more

cases in the southern areas.”

This might be an issue, even though; more attention to conditions of patients and available

healthcare services are needed.

6.3.2. Associated Clinical Factors:

These included the most apparent factors associated with the QoL of cancer patients. These

were stage of cancer, current treatment, department of care, and duration of disease.

Stage of cancer

In this study, (71.4%) had advanced stage of cancer. This is higher than international

figures. For example, advanced cancers recorded 59% in Kuwait (Alawadi and Ohaeri,
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2009). Moreover, this study found that the stage was significantly high in affecting all
aspects of QoL functions and symptoms. This is congruent with literature. Alawadi and

Ohaeri (2009) found those with advanced cancer to have worse functioning.

In addition, significant relationship found between stage and educational level of patients.
(88.7% of illiterates had advanced stages of cancer, while 57.5% only of university degree

patients).

This is an important indicator of the massive need for intensive awareness campaigns, early
detection, and education for the community as a whole, and to patients and their families as
specific. Moreover, education and training of health care professionals on better detection

and classification of cancer is high priority.

Current treatment

The study revealed that the main type of treatment was the chemotherapy treatment
(52.2%). There were no significant association between type of treatment and QoL. Similar
results found by Pinar et al (2003) in Turkey. On the contrary, Alawadi & Ohaeri (2009)

found significant association of radiotherapy treatment with more fatigue in Kuwait.

Department

In this study, the majority of patients were outpatients (73.7%). However, there was
significant association between inpatients and poor QoL (functions and symptoms). Pinar et
al (2003) also found that hospitalized patients had lower QoL scores than patients treated

on an outpatient-basis.

Usually, patients with severe symptoms and worse conditions are hospitalized; however,

more attention to them by healthcare providers and managers is needed.
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Duration of treatment

This study revealed that majority of patients (62.4%) had long duration with cancer and this
had significant effect on patients’ QoL. That was not the same in other studies; Pinar et al

(2003) found that duration of the disease and type of cancer had no effect on QoL.

This indicates that the longer period with disease the more suffering the cancer patients in
Palestine have. This emphasizes the need for more care and attention to such patients to

improve their QoL.

6.4 Determinants of Poor QoL

This study revealed that the poorest QoL among Palestinian cancer patients was related to
low education, poor financial condition, hospitalization, advanced stage of disease, longer
duration of treatment, and living in the southern region. Table (6.2) shows the predictors for
QoL, functions, symptoms, and financial difficulties, in which stage, education, and income

were the main predictors for almost all of them.
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Table (6.2): Statistically significant determinants for QoL (functions and symptoms).

Significant Determinants (P<0.05)

GQoL | Education, |income, in-patient, advanced stage, >6 months

treatment, south W.B.

PF Old, | education, |income, widow/divorced, in-patient,

advanced stage, >6 months treatment.

RF Old, | education, advanced stage.

SF | Education, in-patient, advanced stage.

CF In-patient, advanced stage.

EF | Education, |income, advanced stage.

FA Old, | education, in-patient, advanced stage, >6 months
treatment.

FI | Education, |income, live in rented house, in-patient,

advanced stage, south W.B.

PA | Education, in-patient, advanced stage.

Alawadi and Ohaeri (2009) found that poorer HRQoL scores were associated with younger
patients, financial difficulty, social function, role function, physical function, cognitive
function, and emotional function. Other studies found predicting relationship between
depression and shortened survival (Meier and Brawley, 2011). Scott et al (2007) found that
role and social functions have greater influence in Islamic countries than UK. While, Cheng
and Lee (2010) concluded that Chinese cancer patients poorer QoL is associated with a
cluster of symptoms including pain and fatigue. Rogers et al (2012) found that UK cancer

patients with more financial burden are associated with poorer QoL.
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These results are of high value in determining the most vulnerable cancer patients within
the general population of cancer patients. This would be of great value for policy makers
and health care planners, for health care providers and professionals, and for fund raising
and allocation. This would help in determining the priorities, especially under the current

scarce resources and weak economy in Palestine.

6.5 Important Themes of the Qualitative Part

This study generated many themes from the in-depth-interviews with cancer patients. The
most important were the patients’ perceptions of their disease and its treatment, patients’
expressed needs for better QoL, barriers to service delivery, patients’ satisfaction with
service delivery, and community perceptions for cancer and cancer patients. Similar
domains were generated by other international studies. Shahidi, Bernier and Cohen (2010)
found eight domains upon content analysis of 110 answers of terminally ill cancer patients,
which were physical condition and symptoms, psychological status, existential,
relationships and support, quality of care, physical environment and living facilities,

hobbies and daily activities, and finances.

6.5.1. Patients’ Perception of Cancer and Treatment:

This study revealed cancer patients’ perceived understanding and beliefs toward their
disease and treatment. The main perceptions of patients were classified into self-integration
with the disease, shame feeling from being a cancer patient, feeling of guilt from being
diseased, incurability of cancer, no necessity for pain management, powerlessness against
cancer, and linkage of cancer causes with surrounding environment and past events and

sins.
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Those perceptions were based sometimes on personal ideation, cultural beliefs and values,
religious beliefs and faith, misunderstanding, poor knowledge, low level of awareness, or

traditional interpretations.

Some of these were apparent in literature as well. Mazzoti et al (2012) found that 58% of
patients perceived their disease as severe, while 44% thinks it is difficult to cure. Dehkordi
et al (2009) and Mazzoti et al (2012) found that psychological implications of cancer were
anxiety, fear about future, thinking about the disease and its consequences, impatience, and

depression.

Patients perception usually stem from their knowledge and information available to them.
This; off course, emphasizes the need for extensive programs of rehabilitation and training
for healthcare professionals in the field of communicating information and supporting
patients. Moreover, raising awareness and health education and workshops for patients are

highly needed, especially through better use of media.

6.5.2. Patients’ Needs for Improved QoL:

In the study, 35% of patients expressed that they did not use other places or other services
outside the hospital. This does not imply that they did not need such services; on the
contrary, it is an indicator of lack of these services. That is clear through their expressed

needs for many services in both the quantitative and the qualitative parts of this study.

One fifth of patients used private sector for needed services, and 31.3% had diagnostic tests
and got medication and treatment for pain and symptoms relief outside the treating hospital

of cancer. Also, quarter of patients expressed the need for financial aid.

This is of high importance for healthcare system policy makers, as well as for the
healthcare providers and professionals. It is clear that patients have huge economic burden
on them. This highlights the need for palliative care (PC) service integration into the health
system in the efforts toward quality improvement and as a measure that is economically

efficient and cost-effective, not only for the patient, but also for the health care system.
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A lot of strategies were identified in the literature including; considering PC as a priority
public health problem, integrating it into the national health policies and develop national
cancer control policy in the national health plan, education and training, drug availability,
providing good quality care including home-based care especially as most patients prefer to
die at home and not able sometimes to afford coming to the hospital, promoting quality of
care toward whole-person quality care, and family social and institutional support
(Sepulveda et al, 2002; and Stjernsward et al, 2007a; Meier and Brawley, 2011;
Silbermann, 2012; Alawadi and Ohaeri, 2009).

6.5.3. Barriers to Service Delivery:

In this study, the main barriers faced the informants were the expenses associated with
treatment, and access to treatment because of the distance, and political barriers
(checkpoints, separation wall, and siege) as result of Israeli occupation. A 34 years old
patient from Nablus area explained her struggle with access to care to East Jerusalem

hospitals;

“And on my way to hospital I have many, many difficulties... on the metal rotating barriers and
at the checkpoints... I have to change my address to AL-Ram because it is easier for me to do
the permit paper there. My brothers are all young, and they were abundant and forbidden from
passing the checkpoint. I was in Augusta Victoria and Makassid hospitals... patients have their
relatives around them, and I was setting alone in my bed like a monkey... I swear by God, I was
feeling strangled. I hoped there is anyone of my brothers there... of any family member... that

would be of great help.”

This reflects the heavy burden that patients have besides their misery of having cancer. This
needs urgent intervention from all; including the Palestinian government, the healthcare
system policy makers, the donor countries, and the international aid agencies. That might
be through providing near and easy access to care, and making sure all required treatment

modalities and diagnostic facilities are available. On top of that is to remove the physical
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apartheid wall and checkpoints that are preventing patients and families from access to

carc.

6.5.4. Patients’ Satisfaction with Service Delivery:

The main expressed areas of dissatisfaction were with pain management scheme, boring
complicated routine, bureaucratic long process to get the referral, favoritism and nepotism,
sometimes unavailability of medication and diagnostic testing, poor symptom management
and palliative treatment of associated conditions, inaccuracy or delay in diagnosis or test

results, and unhygienic environment due to crowding and uncleanness.

The majority of respondents were dissatisfied with services provided by healthcare
professionals such as in: psychosocial support, communication and education behavior and
ability, attitude and ethics, honesty in telling truth, and sharing in treatment decision
making plan. But an important issue was identified regarding producer induced demand of

some services with some patients.

This emphasizes urgent need for the MOH to develop healthcare system policies and
practices that ensures all needed resources and implements more monitoring on practice, to

ensure the preservation of patients’ rights.

6.5.5. Community Perception:

In this study, community perceptions were pity feelings with cancer patients, stigmatization
of cancer, perceiving it as a fatal and serious disease, considering it as a punishment from
God, and sometimes solidarity and willingness to help. In general patients were unhappy

with the negative views of the community.

These findings shed light on the importance of community, as well as, the need for
awareness campaigns toward better understanding and support for cancer patients in their

fight against cancer.
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6.6 Conclusions and Implications

These results suggest the need for early detection and awareness among cancer patients and
their families, as well as awareness and education of health care providers for better care
and symptoms management to achieve better QoL for patients. More important is the
desperate need for integrating palliative care into the health care system in Palestine as an

economically efficient, cost-effective and quality improvement measure.

This study revealed that the main problem lies within two main streams; the socio-
economic factors of the patient, and the ability of the health care system to early detect,
diagnose, treat, and provide professional support for cancer patients, such as qualified and
trained healthcare providers in palliative care and symptom management. Stjernsward et al
(2007a) found that 35 million people around the world are in need and can benefit from PC

service.

The integrating of cost-effective palliative care services is seen as solution to the burden on
the healthcare system and patients. This can be done through education, training, and

awareness to both professionals and patients.

The results of this research are of high importance for healthcare system policy makers and
professionals. The results exposed the extremely poor QoL of the cancer patients in
Palestine, severe symptoms, and extra financial burden. As well, the study suggested the
need for palliative care (PC) service integration into the health system to improve quality of

care and as an economically efficient and cost-effective measure.

Uzun et al (2004) suggested incorporating PC and pain management in service delivery for
improving QoL of cancer patients. Also, Sepulveda et al (2002) suggested that it is a public
health issue to deal with people with cancer in the proper way. Moreover, cancer is the

second leading cause of death in Palestine (MOH, 2012), and palliative care and pain
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control is a human right (Breitbart, 2011). This emphasizes the importance of such public

health need.

Within these endeavors, many gaps defined internationally to bridge in the way to
implement PC programs. Of these; are considering PC as a priority public health problem,
integrating it into the national health plans and develop national cancer control policy,
effective cancer registry, education and training, drug availability, providing good quality
care including home-based care especially as most patients prefer to die at home and not
able sometimes to afford coming to the hospital, valuing competent palliative medicine,
including PC requirements in the training programs of professionals, promoting whole-
person quality care, and family social and institutional support (Sepulveda et al, 2002; and
Stjernsward et al, 2007a; Meier and Brawley, 2011; Silbermann, 2012; Alawadi and
Ohaeri, 2009).

6.7 Recommendations

The results of this research are of high importance for healthcare system policy and

professionals. This research is recommending the following notes;

For the policy makers:

1. Considering palliative care (PC) as a priority public health problem, integrating it
into the national strategy for cancer.

2. Integrating palliative care service into the health care system within the efforts
toward quality improvement, and as a quality measure that is economically efficient
and cost-effective.

3. Providing good quality care including home-based care, especially as most patients

prefer to die at home.
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4. Valuing competent palliative medicine through education and training, and
including PC requirements in the training programs of health care professionals.

5. Promoting quality of care toward whole-person quality care; through system
redesign and family social and institutional support.

6. Having effective comprehensive prevention programs for cancer, to be implemented
through health care system redesign.

7. Improving quality health information systems, especially the cancer registry
program, in order to improve data availability and consistency and accuracy. This
will facilitate further researches and will provide better quality data for decision
makers and stakeholders.

8. Financial support for cancer patients, through effective role of the government
ministries, especially the Ministry of Social Affairs.

9. Having PC and symptoms management facilities in all areas around country,
especially in the case of cancer patients as they are the most vulnerable population
among all patients.

10. Ensuring drug availability, especially those for control and management of cancer
symptoms, and adopting essential drug list based on the international essential drug
list for palliative care.

11. Promoting health policies toward better advocacy and increasing awareness about
cancer, screening, and early detection and treatment. And also address
stigmatization of patients.

12. Monitoring system for proper practice and provision of oncology health services.

For the healthcare organizations that provide care for cancer patients:

1. Promoting education on pain management and ensure correcting of wrong beliefs
and myths, such as those related to pain management and addiction.
2. Education and training of staff on issues related to PC, pain and symptom

management, and communication skills.
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3. Ensuring better management of time, especially the waiting at the outpatient
departments.

4. Working on formation of multidisciplinary teams, and integrating them in the care
of cancer patients.

5. Providing education and training for patients and their families regarding symptoms
control and self care, especially at homes.

6. Providing psychological support and education on issues related to disease,
treatment, and coping mechanisms with cancer for the patients and their families.

7. Planning health services to consider the entire life perspectives of the patient and
not only focusing on the disease itself.

8. Involve patients in the treatment decision making plan.

Further research

1. Prospective longitudinal cohort studies in the field of QoL of cancer patients.

2. Disease specific research studies for different types of cancer; especially for breast
and colon cancers as they are the most dominant in Palestine.

3. Further studies in specific fields such as symptom control and pain management
availability and skills,

4. Further studies for cancer patients’ satisfaction with the provided health services.

5. Assessment of quality of health services provision for cancer patients.

6. More concentration on the cognitive part of the assessment tool, which showed low

reliability in this study, as well as other regional studies.

6.8 Summary

The results of this study about quality of life of cancer patients were of high value and
importance to the health policy makers and health care professionals in Palestine. Even

though these results emphasized the international fact that the QoL of cancer patients is

120



usually poor and in need for many interventions, this study articulated the problem
specifically in Palestinian cancer patients. This study clearly indentified the acute need for
development of policy and clinical intervention, especially within the unique Palestinian

context under the Israeli occupation restrictions and rules.

Moreover, the results of this study are supporting the need for palliative care service for
those patients to control their pain and symptoms in order to improve their QoL, and the
need for integrating palliative care within the Palestinian health care system and policy as

an efficient tool for reform.
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Annex (1): Pearson’s correlation: The relationship between GQoL and symptoms associated with cancer.

Fatigue N&V Pain Dyspnea | Insomnia AP Constipation | Diarrhea Fl
R -0.620 -0.391 -0.622 -0.423 -0.447 -0.387 -0.332 -0.224 -0.393
g:)ofa' health status/ g3~ ailed) <0001 | <0001 | <000L| <000l | <000l | <0.001 <0001 | <0001| <0.001
N 308 305 308 311 311 311 313 314 314
R 0.427 0.775 0.467 0.500 0.515 0.415 0.204 0.376
Fatigue Sig. (2-tailed) <0.001 | <0.001 <0.001 <0.001 | <0.001 <0.001 <0.001 <0.001
N 302 304 308 308 308 310 310 311
R 0.382 0.340 0.279 0.554 0.327 0.251 0.196
Nausea & vomiting Sig. (2-tailed) <0.001| <0.001| <0.001| <0.001 <0.001 | <0.001 0.001
N 305 310 309 309 310 308 308
R 0.429 0.502 0.445 0.382 0.205 0.425
Pain Sig. (2-tailed) <0.001 <0.001 | <0.001 <0.001 <0.001 <0.001
N 309 308 308 310 310 310
R 0.335 0.352 0.246 0.167 0.331
Dyspnea Sig. (2-tailed) <0.001 | <0.001 <0.001 0.003 <0.001
N 314 314 316 314 314
R 0.417 0.239 0.187 0.230
Insomnia Sig. (2-tailed) <0.001 <0.001 0.001 <0.001
N 315 316 314 314
R 0.355 0.263 0.239
Appetite loss Sig. (2-tailed) <0.001 | <0.001 <0.001
N 316 314 314
R 0.107 0.242
Constipation Sig. (2-tailed) 0.058 <0.001
N 316 316
R 0.140
Diarrhea Sig. (2-tailed) 0.013
N 317
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Annex (2): Thematic Analysis table of the In-Depth-Interviews.

# Categories Themes Subthemes Quotations Original Arabic statement
1 | Effects of disease | Physical effects Helplessness Cl: all my strength collapses; I didn’t gre Sl dglS S8 et
on daily life have the power to stand to dppk water. | iy co o 281 AN |l o gl
The pain is the worst; even it is worse i a sl e A
than cancer itself. ) o= UA S
Rsase gl aag Al 4
Pain by QS Lo DAl G el i 167
Helplessness nom e il Jaald G Al )
C8: I have a lot of fatigue; I feel tired S
Helplessness ' ghes TR SN RN it e T

Role confusion

when I take the chemotherapy,
sometimes I fall unconscious when I
am at the hospital, also, there is pain in
my back... I can’t any more, all the
times I am in the bed.

& Ul e ety Ulal |ty
Lo Al a5 aS
il e acls Jlay 8 cullay
eosh ey Lo Gl )l 9

Social effects

Role confusion

C1: the most important thing to me is
to be with my kids; their feelings were
abnormal, I was away outside home, I
was taking hypnotic and sleep for
hours, they were lost in that era.

CAEAP}AU}S\d‘J.\:; “«5““(““‘ IC
D OS e V) H el (Y
A Gl 3 e ) Qi | ek

Jselas it b el ol g a s

Role Sl Oos L bua sl Sl 2~

performance O sl (B8 S

Jsdlanaball ) 2V ) 15~

Projection A Al 8 g je paie V277

Lsare ol U Jgniia (KU1 18

e pela

Financial effects Role il ol qlla | yall S 14
performance Aa G lall | ade e
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Sexual life effects Hopelessness C1: I have no desire, I don’t think Bl Ay gaie by
about it, actually nothing is between us cilla & S8 b 8 e i
now. Actually I asked for divorce T ALl 18 Sl el U
before I had my surgery. T ! %ﬂ ‘{M‘ Al U
Role e 5 le )—‘-‘S A el 47
performance A lagha ey Ale
C7: After chemotherapy, I feel tired &g sasll Z3al) gala 7
when I am back at home. Off course, i Jany N s O\:”‘:’ 2l
this cause indolence and frigidity at i TR TS e s .
home... whatever, it has an effect. 055 Lege Yl e Jsed
sl
Psychological effects | Helplessness C6: They told me you are inneed for | Ul alale dilee (5 gud &lay 1518 164
urgent surgery; I was terrified... how isahn s Ca€ Gl |l
Death anxiet they are going to open my abdomen!? | . C_;;)_‘ Q;_w s s o
Y So, I ran away for six months, then I v T g. ‘)“
was deep down tired, so, I said do it el g (Sl pald
and open my abdomen... if I’ll die, let S 5l
Adaptation me die. cealla 5 Jas Cuaxe L5 18~
(il (8 e A ga (s
Losl b S S el 1107
Ll S W sl el U
Personal Self integrations Empowerment day e (gaie Jla G el 2 i1z
perceptions of the delul G 3ana dpadd 5 Baos
disease a5 il
Shame 'SJ;}M ‘5\3_} PP I B L@JLL ;]C
Jas sy La L), .?u._\u:‘jcj)’ju.lg
Jal e Calany
Guilt Al i e de Ul 1z
NEBT
Loneliness C2: Indeed, I am the only one with Ul L Ul 1) dilaiall 3 L,_\;_‘JJ;CJ
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Belief/
understanding

Death anxiety

Fear of unknown

Uncertainty

Helplessness

Death anxiety

Uncertainty

Spirituality

C1: I don’t think there is complete
cure for cancer... I think my disease
was caused by hormonal therapy for
infertility, or some people are saying it
is the nuclear weapon of Israel and its
factories in Dimona.

C3: I think I am going to die and that’s
it, this disease means death and I am
already going to die... actually, all
those with this disease are died.

C4: The disease cause is from God, it
is not shame or demerit, it is mercy;
our God is testing us by the disease, it
is mercy and expiation of sins.
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Uncertainty

Spirituality

Uncertainty

Uncertainty

Helplessness

C8: I am feeling that I’ll be taking
treatment for all my life; indeed I am
not aware of the cause of this disease.

C10: I think it is due to the nuclear
rays from the reactor of Dimona in
Israel... there are more cases in the
south.
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Factors affecting
adaptation with
disease

Commitment/ goal
in life

Role strain

Emotional

C2: The person lives in this life mostly
for her kids; especially that they are
girls.
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Personal factors

Empowerment

Helplessness

Acceptance

C9: What helped me was that I know
what my disease is, and I believe it is
easier than other types... thank God, I
am patient and acceptant... may God
cure us by Doaa (supplication).
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Religious belief/
faith

Spirituality
Faith

Helplessness

Helplessness
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Faith

Faith

Helplessness

Helplessness

C10: Faith in Allah (God) helped me
through; he is the cause and the cure of
the disease... firstly, we are in the
hands of God; he is “AL-Shafi” the
healer... and the person needs to
accept it, needs to be faithful in God...
for me, this is before everything, even
before treatment.
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Support system

Social and
familial support

Support system

C3: All of them helped me... my
husband, my relatives, and the
neighbors... thank God, but the help of
my husband was the most. They were
all with me on the day of my surgery,
which really made me relaxed; I went
into the surgery calm and reassured as
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they were around me... off course; the
family provides help, thanks God.

Cé6: I swear by God that nothing
helped me at all, no body except of my
children who helped.
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Professional
support

C1: The nurse is the one who was
helping us, he is the one who is giving
us the treatment and he is the one who
is providing advices and education.
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Patient’s believes
regarding
treatment

Toward Curative
medicine

Pain feeling

C7: last thing, I had severe pain in my
abdomen and in my back, maybe due
to the large amount of medication
which I am taking; as any medication
affects the liver, and I am trying to
avoid such thing and take care...
maybe I should bear the pain better
that bearing the medication.
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Toward Integrative/
alternative medicine

Hopelessness

C3: They told me take Anise,
Chamomile, and other herbs... with no
benefit, no benefit at all.
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Barriers to service | Economical barriers C1: The transportations are not Sl el Lot Lo sl sall 11
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accommodation and food.

Political barriers

C8: And the way to hospital has many,
many difficulties... on the metal
rotating barriers and at the
checkpoints... too much. I have to
change my address to AL-Ram
because it is easier for me to do the
permit paper there. My brothers are all
young men, and they were abundant
and forbidden from passing the wall
checkpoint. I was in Augusta Victoria
and Makkasid hospitals... everybody
has his relatives around him, and I was
setting alone in my bed like a
monkey... [ swear by God, I was
feeling strangled, I hoped there is
anyone of my brothers there... of my
family... that would be of great help.
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Distance barriers

C1: I hope if they can provide bus to
take us to hospital, I am not satisfied
with the distance I travel, it is hard for
me.
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Policy & regulation

C1: I hope there is nearer
chemotherapy treatment for us in
Hebron.
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Satisfaction with
service delivery

Satisfaction with
personnel

Medical
treatment plan
and pain
management

C2: The doctor had said to me not to
take medication for the chemotherapy
treatment, but only Paracetamol, they
told me to take that for pain, indeed, it
did not work it out, it was good in
decreasing headache... I was immobile
and struggling with pain for days.

C4: 1 have good trust in the team, they
are good... excellent, the nurse here is
extra excellent.
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C8: There is medication for pain... or
maybe there is not... I don’t know.
When I have pain, they told me you
will get used to it with time and the
pain will fade... just like that, as they
were postponing my patience.
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Producer

induced demand

C7: We have insurance, but firstly we
had gone to a private doctor who
transferred us to a private hospital.
This is not good point from the
doctor... he knew that we got
insurance, and we are poor, and the
surgery costs a lot. He was supposed to
refer us to the governmental hospital,
they can do the surgery not less
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competently, they should refer us...
but they didn’t. They let us stay at the
private hospital and we did pay a lot of
money

Psychosocial
support and
supportive
communication

Seeking help

C1: The doctor informed me that it is a
small lump, and you have to decide
with your family... imagine, [ was
born again, I took my decision. This is
a human being, speaks out principles
of human feelings... indeed, I am no-
more sick after that.
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C8: As he was telling me you have
flu... just like that... in coldly lethal
nerves, he was telling me: you have a
malignant cancer in your brain... on
the spot, I was on the ground

unconscious. When I was awake again,

my brother carried me out to the car,
and said: don’t listen to him, there is
nothing. Then, when they informed me
it is for surgical resection, it was again
as the first time to tell me that I have
cancer... it was like madness, two
times, [ was informed the same way,
as nothing serious.
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Health education
& awareness

C7: Indeed, the nurse had all the
praise, even more than the doctors
themselves. Because the doctors write
the treatment and they go, while he
gives us the advices, for all patients,
not merely me, but for all ... may God
reward him all the best for us.
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Satisfaction with
medical equipments
& supplies & service

Diagnostic tests

C5: There are some tests available in
the government, but others are
available outside, not all tests are
available.
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Medication

C4: The essential medication is
available here, but the other
medication; we need to buy it
sometimes from outside pharmacies.
The treatment is OK; sometimes there
are some shortages, but not all the
times.
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Environment

C2: The patients are crowded over
each others, there is no privacy. The
government and the hospital need to
enlarge the patient care areas, so to
comfort the patient, it is better for his
self-esteem and psychology... indeed,
when I came to the hospital I get sick.
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Satisfaction with
Referrals system

C2: We did the surgery in private and
paid for it, because it was not available
here in the governmental hospital. We
have insurance, but they kept delaying
us... and the doctor advised me not to
delay my surgery more, he said: it is
not good for you. So, we did it outside.
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Patient’s Needs
for improved QoL

Treatment plan

Health Provider
communication
style

C4: They hide it from me... the doctor
had told my children. It was by chance
that I heard them speaking, they
should told me, because hiding the
truth is not good. I hope they told me
in their language, that would be much-
more nicer and better, but hearing
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them speaking by chance, that’s really
bad, it affected me indeed.

C8: I was calling for somebody to
check my L.V canula, I mean, the least
thing to ask for, he said: I am busy,
call someone else, call the doctor; you
see; I feel like | am a bad guest at their
home.
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Multidisciplinary
team availability

C2: Every human, especially the
patient, needs for counseling. But I did
not find anybody like this in the
hospital.
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C7: Dealing with the disease is ok for
me; [ do what doctors are saying, |
have no experience in such things. But
I like everything to be clear for me; I
want to know everything about my
case and my disease.
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Psychosocial support

Spiritual &
emotional
support
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Support group
availability

C3: All cancer patients whom I know
had died, but only this woman
survived. She had talked to me and
helped me, she improved my spirits
and morale, she had the disease and
she is still alive!
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Care center system
management

Better Waiting
time
management

C8: It is the order in the outpatient
clinics down, there is no order; I am
usually from 10am till 6pm, also in the
other hospital; they thought I am
crying because I am angry with my
husband or my family... but, I am here
since 7am, awaiting till 1pm for the
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result of the blood test... I ask them,
but they say: do you think you are the
only one at the hospital... indeed, I am
the first one here, even before they
start work in the morning... when I do
the blood test outside in a lab, it is five
minutes, but they do not accept it.

Palliative care C1: Any patient would be in need for
services such thing, I wish, it would be of great
help. Sometimes, [ am not in the mode
to step outside the house.
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Facility and
capacity

C8: They took me to Ramallah... they
did not have a free bed for me. I wish
there is a near treatment center... |
wish indeed.
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Community
perceptions for
cancer and cancer
patients

Pity feelings with
cancer patient

C1: The way people look to me is
painful; they have pity and sympathy
with that poor patient. This is too bad,
it affects the psychology. Our
community does not accept it, they
usually say may God heal you and
preserve you for your kids. .. they let
you feel it is the end of your life.
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Stigmatization of
cancer

C1: My mother-in-law wanted to
change her daughter-in-law... they
say: don’t tell her that those like her
already died. I don’t want people to
say it is hereditary disease, this
affected my daughters.
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Fatal / serious
disease

C4: 1t is terrifying disease, people
perceive it as dangerous. .. they are
usually asking about the cancer
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patient... how is he? Did he die? Is he
still alive?
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Consider it as

C7: They are not faithful people, they
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punishment are not believers that this is ordegl and S shle Jae ol @l oYL
test from God... they say that this ola
person did mistakes so he got cancer. i
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Welling to help Co: People... they don’t help at all... lsacle ¥y Aala V. oulil 267

nothing at all.

C9: Everybody was kind with me,
supporting my spirits, was good to me,
compassion and cooperative... thanks
God.
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Annex (5)

ENGLISH

EORTC QL Q-C30 (version 3)

We are interested in some things about you and your health. Please answer all of the questions yourself by circling the
number that best applies to you. There are no "right" or "wrong" answers. The information that you provide will
remain strictly confidential.

Pleasefill in your initias: I |
Y our birthdate (Day, Month, Y ear): I T T I
Today's date (Day, Month, Y ear): YR T N B |

Not at A Quite Very
All Little aBit Much
1. Do you have any trouble doing strenuous activities,

like carrying a heavy shopping bag or a suitcase? 1 2 3 4
2. Do you have any trouble taking along walk? 1 2 3 4
3. Do you have any trouble taking a short walk outside of the house? 1 2 3 4
4. Do you need to stay in bed or achair during the day? 1 2 3 4
5. Do you need help with eating, dressing, washing
yourself or using the toilet? 1 2 3 4
During the past week: Notat A Quite  Very
All Little aBit Much
6. Wereyou limited in doing either your work or other daily activities? 1 2 3 4

7. Wereyou limited in pursuing your hobbies or other

leisure time activities? 1 2 3 4
8. Wereyou short of breath? 1 2 3 4
9. Haveyou had pain? 1 2 3 4
10. Didyou need to rest? 1 2 3 4
11. Haveyou had trouble sleeping? 1 2 3 4
12. Haveyou felt weak? 1 2 3 4
13. Haveyou lacked appetite? 1 2 3 4
14. Haveyou felt nauseated? 1 2 3 4
15. Haveyou vomited? 1 2 3 4
16. Have you been constipated? 1 2 3 4

Please go on to the next page
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ENGLISH

During the past week: Notat A  Quite Very
All Little aBit Much

17. Haveyou had diarrhea? 1 2 3 4
18. Wereyoutired? 1 2 3 4
19. Did pain interfere with your daily activities? 1 2 3 4
20. Have you had difficulty in concentrating on things,

like reading a newspaper or watching television? 1 2 3 4
21. Didyou fee tense? 1 2 3 4
22. Didyouworry? 1 2 3 4
23. Didyoufed irritable? 1 2 3 4
24. Didyou feel depressed? 1 2 3 4
25. Have you had difficulty remembering things? 1 2 3 4

26. Hasyour physical condition or medical treatment
interfered with your family life? 1 2 3 4

27. Hasyour physical condition or medical treatment
interfered with your social activities? 1 2 3 4

28. Hasyour physical condition or medical treatment
caused you financid difficulties? 1 2 3 4

For the following questions please circle the number between 1 and 7 that
best appliesto you

29. How would you rate your overall health during the past week?
1 2 3 4 5 6 7

Very poor Excellent

30. How would you rate your overall quality of life during the past week?
1 2 3 4 5 6 7

Very poor Excellent

© Copyright 1995 EORTC Qudity of Life Group. All rights reserved. Version 3.0
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Annex (7): Tool Use Approval

OLO-C30 download request from Mohamad Khleif

FROM: glgc30@eortc.be

TO: mkhleif@yahoo.com

Friday, February 10, 2012 8:43 PM
Dear Sir/Madam,

Please find below the links where you can download the documents you requested.
Best regards,
Your data:

Title: Mr.

Firstname: Mohamad
Lastname: Khleif
Hospital/Institution: AL-Quds University
Address: Abo Deis
County/State: Jerusalem
Postal Code: 970

Country: West Bank

Phone: 972 522495249

Fax:

Email: mkhleif@yahoo.com
Protocol: EORTC QLQ-C30

Documents requested:

QLQ-C30 Core Questionnaire in Arabic
QLQ-C30 Core Questionnaire in Arabic
QLQ-C30 Core Questionnaire in English
QLQ-C30 Scoring Manual

URLs:

http://www.eortc.be/home/qol/files/C30/QLQ-
C30%20Arabicl.1.(UAE,Egypt,the%20Arabian%20peninsula,Middle%20East).pdf
http://www.eortc.be/home/gol/files/C30/QLQ-C30%20Arabicl.2.(Maghreb-
Algeria,Libya,Morocco, Tunisia).pdf
http://www.eortc.be/home/qgol/files/C30/QLQ-C30%20English.pdf
http://www.eortc.be/home/qgol/files/SCManual QL Q-C30.pdf

If the links don't work, you can copy and paste the entire URL (so with .pdf included)
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http://us.mg1.mail.yahoo.com/neo/launch?.rand=af0qqg9l3dveb
http://us.mg1.mail.yahoo.com/neo/launch?.rand=af0qqg9l3dveb
mailto:mkhleif@yahoo.com
http://www.eortc.be/home/qol/files/C30/QLQ-C30%20Arabic1.1
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http://www.eortc.be/home/qol/files/C30/QLQ-C30%20English.pdf
http://www.eortc.be/home/qol/files/SCManualQLQ-C30.pdf

into your browser and that should work.If you are having other technical difficulties
please contact us by email: glgc30@eortc.be

RE: use of EORTC QLO 30 for academic research

FROM: Rossella Guzzo
TO: 'moh'd khleif'
Monday, February 13, 2012 1:39 PM

Dear Mohamad Khleif,

Thank you for your request and your interest in our measures.

To obtain a copy of the QLQ-C30 and other validated modules, which are copyrighted
instruments, please visit our website,

http://groups.eortc.be/qol/questionnaires _downloads.htm where you will be able to fill in
a download request.

Once on the web, click the link of the questionnaire you require. A new screen opens
where you should fill in your details (You must fill in each area, if you do not have a fax
number, please put your tel. number into that area), once you have completed them at the
bottom of this page click on SUBMIT. On the next page select the documents you require
(questionnaires, languages, full reference values manual, or parts of the manual). At the
bottom of the page you need to tick the box that you agree to the terms of the User's
agreement. If you have done that, click on SUBMIT and then your request will be sent
through. You will automatically receive an email with the download details of the
documents you requested. Therefore it is essential that you have filled in your proper
email address. So please check it carefully to avoid any inconvenience.

Please feel free to contact me again if you should need anything further.
Kind regards,

Rossella

Rossella Guzzo Foliaro

EORTC, Quality of Life Department Assistant
Tel: +32 2 77416 78

Fax:+32 (0) 2 779 4568

Avenue E. Mounier 83/11 « 1200 Brussels ¢ Belgium
rossella.guzzo@eortc.be

http://groups.eortc.be/qgol

50 years of Progress Against Cancer [1962-2012]
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From: moh'd khleif [mailto:mkhleif@yahoo.com]
Sent: Friday, 10 February, 2012 19:25

To: Rossella Guzzo

Subject: use of EORTC QLQ 30 for academic research

Dear Sir/ Madam;

I am a master student at AL-Quds University in the faculty of public health. my master
will be in health policy and management. | am planning to conduct a research on the
quality of life of cancer patients in Palestine. | have found your tool through my
reviewing of the literature, and it is already translated to Arabic and used in neighboring
countries, including Palestine in one of the small researches done in 2010. | am
contacting you for permission to use your tool in my research questionnaire to measure
the quality of life of the Palestinian cancer patients.

I hope to hear from you soon. | am ready to provide any needed information about myself
or my proposed research.

Very best regards;
Mohamad Khleif
Mohamad H. Khleif RN, BSN, Master candidate

AL-Quds University
Jerusalem
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Annex 11: Expert reviewers of the study tool
The study tool had been reviewed by the following experts:

e Dr. Mohamad Bushnaq, MD, Palliative Care specialist in Jordan. Previously was
the head of oncology and palliative care department at King Hussein Cancer
Center (KHCC).

e Dr. Foad Sabatein, MD, Oncologist at Beit Jala Hospital in Palestine. Previously
was the head of the oncology department at Augusta Victoria Hospital in
Jerusalem.

e Dr. Motasem Hamdan, PhD, researcher and Dean of Public Health faculty at AL-
Quds University in Palestine.

e Mrs. Amal Dweib Khleif, palliative care nurse specialist in Palestine. Founder and
chair of AL-Sadeel Society for Palliative Care for Cancer and Chronic Diseases.
Previously was the head nurse of the oncology unit at Augusta Victoria Hospital
in Jerusalem.

e Mrs. Niveen Abdel Hadi, social worker in the field of cancer care, works with
Palestine Children’s Relief Fund (PCRF) in Palestine.
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