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ABSTRACT
Background: Caring for a cancer patient is not easy and caregivers receive little
preparation, information, and support to carry out their caregiving role. Caregivers
experience physical, psychosocial/spirituals, emotional, financial distress, which

increase their risk for burden, poor quality of life (QoL), and burnout.

Aim: The study aimed to develop and pilot test a support programme for caregivers of

cancer patients in Palestine.

Methods: The study was underpinned by Lazarus and Folkman’s transactional model of
stress and coping. A sequential multi-method study design which employed two scoping
reviews, and an intervention design with pre-test post-test approach was used.
Therefore, the study had four Phases. Phase One was a scoping review, to synthesise
the evidence regarding the support needs of caregivers of cancer patients, Phase Two
was the second scoping review in order to exhaust the viability of published support
programmes for caregivers of patients diagnosed with cancer, Phase Three was a
developed/adapted and validated a support programme for caregivers of cancer
patients and Phase Four was pilot tested of the support programme. The primary
outcome was caregiver QoL and secondary outcomes caregiver burden, patient pain,
symptom burden and QoL. Sampling was convenience and fifty care givers (n=50) and
(n=50) patients were recruited. The Caregiver QoL Index-Cancer (CQOLC) and Zarit
Burden Interview (ZBl) measured caregiver outcomes and The Brief Pain Inventory
(BPI), EORTC QLQ and Memorial Symptom Assessment Scale (MSAS) measured
patient pain, QoL and symptom burden.

Results: The first scoping review revealed that the caregivers had numerous unmet
needs which were grouped in seven themes namely: information and emotional needs,
cancer care services and physical, social, psychological/spiritual and financial support

needs.

Different caregivers support programmes were investigated from included studies in the
second scoping review, which are varied in the scope of interest. All the studies were

conducted in developed countries. A shared theme in most of the works that offered
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programmes was easy to understand and applicable to the participants, to facilitate the
sharing of experiences as well as enhancing their role as caregivers in cancer care. In
response to the support needs identified, a support programme was developed,
validated by a group of experts and implemented. There was an improvement in
caregiver burden and caregivers and patient QoL post intervention. There an
improvement change in the patients’ pain severity score post intervention. The worst
pain and pain interference with daily activities also showed an improvements as well as
the total symptom burden, the global distress index and psychosocial symptoms were

improved post intervention.

Conclusion: The study provided evidence that the support program had a positive
influence on the QoL of the caregivers and decreased their caregiving burden. In
addition, the patients also benefitted as their QoL, symptom burden and pain improved.
The positive results support the conclusion that the programme was successful and
emphasizes the importance of such programs to improve the lives of cancer patients
and their caregivers. However, this was a pilot study without a control group and a small
number of participants. Therefore, the results should be not overemphasized and

considered cautiously.

Keywords: Cancer, Care burden, Quality of life (QoL), Support program, Cancer

symptoms burden.
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CHAPTER ONE
OVERVIEW OF THE STUDY

1.1 INTRODUCTION

Chapter One provides the outline and significance of the current study. It begins by
describing the challenges in providing care for a person with cancer, followed by
analysing the knowledge gaps in quality of life, needs of caregivers and support
interventions programmes. Thereafter, it describes the research questions, aim and

objectives of the study, followed by the definition of terms used.

The majority of worldwide deaths have occurred due to non-communicable diseases
(NCDs), and cancer probably ranks as the most important reason for loss of life and the
greatest barrier to increasing life expectancy globally in the 21st era. According to
recent estimations from the World Health Organization (WHO), cancer is the first or
second main reason of death before the age of 70 years in 91 out of 172 countries, and

considered third or fourth in another 22 countries (Cao et al., 2017; Bray et al., 2018).

The most popular health problem in Palestine is cancer. It is the second main reason of
death (15%), and mostly discovered at an advanced stage (Abu-Rmeileh et al., 2016;
Palestinian Central Bureau of Statistics, 2016). According to the Al-Sadeel Society for
Palliative Care (2017), there were 8106 new cancer patients between 2000 and 2016 in
the West Bank, with 3471 (42.8%) people dying during the same period, which indicates
a high mortality rate between cancer patients in Palestine. According to the Palestinian
Ministry of Health (Abu-Rmeileh et al., 2016), the most common cancer among the
Palestinian population is breast cancer, which constitutes 17.8% of all cancers, followed
by colon cancer (9.4%) and lung cancer (8.7%). However, the data of the National
Cancer Registry in Palestine, a section of the Health Information Centre, shows that
cancers of the breast, lung, colon and brain plus leukaemia constitute 58.6% of the
cancers resulting in death among Palestinians (Palestinian Central Bureau of Statistics,
2016).

As mentioned, most cancer patients in Palestine (68%) are diagnosed with advanced

cancer, thus too late to be cured. The improvement in cancer diagnosis and
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management, which allows patients to live beyond five years after diagnosis, has shifted
healthcare management from acute cancer centres such as hospitals and inpatient care
to outpatient care taking place at homes and in community settings (World Health
Organization, 2010; Hamid, 2014). Therefore, the care burden has moved from
healthcare professionals to caregivers, who mostly work as primary caregivers (Bauer
and Sousa-Poza, 2015; Friedemann and Buckwalter, 2016; Frambes et al., 2017).
Although family caregivers mostly provide care for patients at home, they also care for
patients at the hospital, as 50% of cancer patients are not treated for their illness
(Bakitas, Kathleen Doyle Lyons, et al., 2009; LeSeure and Chongkham-Ang, 2015).

With the cancer patient’'s care gradually being moved to the home, providing care of
such patients is a demanding physical and emotional experience, which results in a
tremendous burden on caregivers (Ishii et al., 2012; Kulkarni et al., 2014; Grov and
Eklund, 2016; Frambes et al., 2017; Maree et al., 2017). Advanced cancer has complex
physical needs that pose a daily challenge to their caregivers (Qi and Leow, 2011; The
National Cancer Institute, 2016). In addition to helping the person with their activities of
daily living (ADLs), caregivers also have to control the person’s pain and other
symptoms; furthermore, the person’s physical condition could fluctuate day-to-day,
making it difficult for caregivers to cope with this constant change (Schulz and Eden,
2016).

The physical needs of the person increase significantly in the last three months of life as
they become weak as death approaches (Hui, Dev and Bruera, 2015; Lim, 2016). Apart
from coping with stress arising from the physical care of the person with advanced
cancer, caregivers have to cope with their own emotions of having to face the imminent
loss of their loved one and witnessing their deteriorating condition (Stajduhar et al.,
2010; LeSeure and Chongkham-Ang, 2015). Studies found that caregivers of people
with advanced cancer stated increased levels of burden compared to those who care of
frail elderly people, which was attributed to the terminal nature of the illness and the
prospective occurrence of death (Baider and Surbone, 2014; Grov and Eklund, 2016;
Ringer et al., 2017).



Caring for a cancer patient is not easy and consumes many hours every day. For
instance, Reinhard et al. (2008), in a study conducted in USA, found that caregivers can
spend eight hours or more a day taking care of cancer patients. Most caregivers are
not prepared to care for a person with cancer, but suddenly find themselves having to
fulfil this role (Bevans and Sternberg, 2012; Chih et al., 2013). During attempts to take
care of their relative with cancer, caregivers neglect their needs, such as their health,
exercise and sleep. Therefore, the caregiving has a negative influence on them and the
sick person’s QoL (Lapid et al., 2016; Louis, 2017). Adding to this, Bakitas et al. (2009),
in a study conducted in USA, revealed the caregivers of cancer patients who used
palliative care have better mental wellbeing compared to those who have not, and most
caregivers who have not received any form of supportive care have suffered from

serious levels of anxiety and have had signs and symptoms of depression.

The significance of cancer care programmes focusing on caregiver needs as a
fundamental part of excellence in cancer care, has been well documented (Glajchen,
2012; American Cancer Society, 2017). Unfortunately, researchers primarily give
attention to the QoL, physical and mental difficulties of cancer patients and give less
attention to the needs of caregivers (Fujinami et al., 2012; Kent et al., 2016). To
decrease the burden of care imposed on the caregivers and enhance their QolL,
supportive plans such as support programmes should be used (Bahrami and Farzi,
2014; Schulz and Eden, 2016).

1.2 RESEARCH PROBLEM AND QUESTION

The research problem for this study relates to the influence caring for a cancer patient
has on the caregiver’s life. As already mentioned, a cancer diagnosis does not only
effect the person diagnosed with the cancer, but also those who care for him/her
(Graves, 2009; LeSeure and Chongkham-Ang, 2015; Hamad and Abu-odah, 2016).
Most cancer patients experience social, spiritual, emotional, and physical problems
resulting from the cancer and its pharmacological treatment and suffer from symptoms
such as pain and fatigue. These symptoms and problems have a deleterious influence
on cancer patients’ QoL and other functional activity daily living, and can lead to

depression, hopelessness and distress (Omran et al., 2014; Karunanithi et al., 2018). In
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addition, the long hours family members spend caring for the patients have a negative
influence on the caregiver's QoL (Seir and Kharroubi, 2017). Girgis, Lambert and
Lecathelinais (2011), in a study conducted in Australia, found both the patients and their

caregivers often experienced emotional distress and other psychosocial symptoms.

Similar to the rest of the world, the prevalence of cancer is on the increase in Palestine
(Abu-Rmeileh et al.,, 2016; Hamadeh, Borgan and Sibai, 2017). Despite the various
problems faced by caregivers of people living with cancer, limited attention has been
given to their physical, social, and psychological wellbeing (Shin et al., 2002; Yusuf,
Adamu and Nuhu, 2011). Most interventions are focused on the cancer patients’
treatment, with only a few on the caregiver (Given, Given and Sherwood, 2012;
Northouse, et al., 2012; Northouse et al., 2014; Aubin et al., 2017). Although literature
emphasises the importance of caregiver support, such support programmes are not
available in Palestine. This deficit is exacerbated by the fact that cancer patients and
their families living in Palestine face various challenges. For instance, the Palestinian
health structure functions under huge pressure because of the rapid population growth,
absence of sufficient financial resources, scarcities in basic medical supplies,
inadequate resources and absence of access to cancer care, which contribute to the
fact that many cancer patients are detected with Stage Ill and IV cancer (Shawawra and
Khleif, 2011; Ambrogio et al., 2016).

The absence of health insurance plans and education, the lack of knowledge of the
values and practices of cancer care between healthcare professionals, patients and
their relatives, especially male caregivers (Maree, Wright and Makua, 2011), and the
inaccessibility of drugs, mainly opioids, not only to add to the burden of the patient, but
also to that of the caregiver (Hammoudeh, Hogan and Giacaman, 2016; Seir and
Kharroubi, 2017).

According to the Italian study of Andersen (2013), there are knowledge gaps regarding
the caregiving process among caregivers of cancer patients. The major gaps include
scarce information about the needs of caregivers, little information on the experiences
of caregivers especially males, and the influence of interventions on caregiver

behaviours. Currently, there is no standardised support programme for caregivers of
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patients with cancer found in Palestine, and because the caregiver plays a major role as
the primary caregiver, this has led to questions in the effectiveness of the care provided.
Additionally, there are no clinical guidelines available to guide the caregivers’ caring
process, which would enhance their QoL, lessen the care burden and increase the QoL

of patients with cancer.

The proposed study is to add to the bulk of available knowledge by highlighting the
support needs of cancer patient’s caregivers, their burden of quality of life and care,
before and after the implementation of a support programme. In addition, the study was
investigate the symptom burden and QoL of patients cared for by the participants in this

study.

To address the research problem, the following questions were formulated:

1. What evidence is available pertaining to the support needs of caregivers of cancer

patients, and which support programmes exist.

2. Could the findings of the scoping reviews lead to a validated support programme for

caregivers of cancer patients in the Palestinian context?

3. Would a support programme for caregivers of cancer patients have a positive
influence on caregivers’ care burden and QoL as well as cancer patients QoL, pain

experience and symptom burden in the Palestinian context?

1.3 RATIONALE FOR THE STUDY

The literature review shows that both cancer diagnosed patients and their caregivers
experience worries and difficulties including physical, financial, emotional, and
psychosocial distress associated with the illness (Girgis et al., 2013; LeSeure and
Chongkham-Ang, 2015). There is therefore a need to deliver the caregivers with support
programmes that improve their physical, social, and psychological wellbeing, as well as
QoL. This study provides a support programme (Addendum A) for the caregivers of
persons diagnosed with cancer who receive treatment at the An Najah National
University Hospital in Palestine.



The main issues of quality of life and care burden are crucially significant in both the
short- and long-term of cancer patient’'s management, but these stay unaddressed in
the Palestine cancer care system. The current study strived to discover and focus on
the existing status of the care burden amongst caregivers of cancer patients and quality
of life in public and community settings. In addition, it aimed to examine the support
programme for caregivers in terms of enhancing their quality of life and decreasing their

burden.

The results from the current study contributed to teaching nurses, doctors, social
workers, and other healthcare providers on the effects of giving care to cancer patients
on their caregivers or families. In addition, the hope is it enhances the aforementioned
professionals’ understanding of the essential needs of their cancer patients as well as
the care requirements of their caregivers. The results from the current study may be
used as a model for establishing upcoming interventions to assist cancer patients’
caregivers in the direction of refining resilience and satisfaction in giving care, decrease
the care burden and elevate wellness and favourable caregivers’ experiences.
Moreover, results from the current study were a worthy reference for healthcare
provider's policymakers and healthcare organisers in Palestine in planning, applying,
and assessing the efficacy of supportive strategies and protocols for the caregivers
taking care of patients with cancer and other chronic diseases.

1.4 AIMS AND OBJECTIVES OF THE STUDY

The study aims to develop and pilot test a support programme for caregivers of cancer

patients in Palestine.
The study objectives are:

1. To explore literature to synthesise the support needs of caregivers of cancer patients

as well as the exiting support programmes.

2. To develop/adapt and validate a support programme for caregivers of cancer
patients in the Palestinian context.



3. To pilot test the support programme for caregivers of cancer patients in the
Palestinian context in terms of the following outcomes: primary outcome of
caregivers QoL and secondary outcomes of caregivers’ care burden, as well as

cancer patients’ QoL, pain experience and symptoms burden.

Four Phases were conducted to fulfil the aims and objectives of the current study.

Phase 1: was consisted of a scoping review on how to synthesise the evidence
regarding the support needs of caregivers of cancer patients.

Phase 2. was consisted of a scoping review to find support programmes available for
caregivers of cancer patients.

Phase 3: was focused on the development/adaptation and validation a support
programme for caregivers of cancer patients.

Phase 4: was a pilot test of the study to test the support programme using an

intervention study design.

1.5 THEORETICAL MODEL

The theoretical model for this study was the Lazarus and Folkman transactional model
of stress and coping. This model acknowledges personal, social, and illness-related
factors as antecedent conditions that can constitute harm and effect the QoL of primary

caregivers of cancer patients (Lazarus and Folkman, 1984).

1.6 RESEARCH DESIGN

This is a sequential multi-method study conducted in Phases, which involves:

1.6.1 Phase 1- Scoping review

Scoping review was used to synthesise the evidence regarding the caregivers of cancer
patients support needs. The following research question was to guide the current
review, What evidence is available pertaining to the caregivers of cancer patients’

support needs?



To search the literature in a comprehensive manner, related peer-reviewed journal
papers published between 1st January 2008 and 31 December 2017 were searched
using the following electronic databases: PubMed, CINAHL, Science Direct, and
Scopus. Using the mentioned inclusion criteria, 487 (n=487) papers were recognised
through the databases; of these, 19 (n=19) were involved in this scoping review.

1.6.2 Phase 2- Scoping review

The second scoping review was to exhaust the viability of published support
programmes for caregivers of patients diagnosed with cancer. This review was guided
by the research question, What support programmes are available for caregivers for

cancer patients?

To search the literature in a comprehensive manner, relevant peer-reviewed journal
papers published between 1st January 2008 and 31 December 2017 were searched
from the following four electronic databases: PubMed, CINAHL, Science Direct, and
Scopus. Using the above inclusion criteria, no support programmes (n=0) were found,
however the researcher searched Google and Google scholar for related reviews,

(n=22) were found and included in the current literature review.

1.6.3 Phase 3- Developed/adapted and Validation Phase

Phase three was development/adaptation and validation of a support programme for
caregivers of cancer patients. A draft of a support programme for caregivers of cancer
patients was developed based on Phases 1 and 2, and the opinions of the expert panel
in Phase 3. The support programme was presented to the expert panel for validation
using a scoring sheet with a 5-point Likert scale and necessary changes were made to
some statements. They were allowed to make comments, which informed the changes

to be made to the support programme content.



1.6.4 Phase 4 - Pilot-Testing Phase

The proposed and validated support programme was pilot tested and the outcomes
assessed; this was done by conducting interventions and pre-test post-tests of the
caregivers’ support programme. The intervention was assessed in terms of a primary
outcome of caregivers QoL and secondary outcomes of caregivers’ care burden as well
as cancer patients’ QoL, pain experience and symptoms burden. The methodology
chapter of this study fully discussed each Phase with the corresponding research

design.

1.70PERATIONAL DEFINITIONS
1.7.1 Cancer

According to the National Cancer Institute (2015d) and the World Health Organization
(2017a), and for the benefits of the current study, cancer is well-defined as a broad
term for a wide group of ilinesses that can have an impact on every part of the human
body; other terms used are malignant tumours and neoplasms. According to Seyfried
and Huysentruyt (2013), one describing trait of cancer is the speedy formation of
irregular cells that develop outside their normal limits, and which may then assault
neighbouring cells and spread to additional structures and tissues; this end-Phase is
known as metastasising. Advanced cancer is defined as end-stage cancer as the
disease is incurable (Torre et al., 2015; National Cancer Institute., 2017).

1.7.2 Caregiver

For the purpose of the study and pertaining to the American Cancer Society, (2016c),
the cancer caregiver refers to any family member, friend, or former support individual
who offers all type of support at any time through the cancer course (Mahendran et al.,
2015). This assistance is provided free of cost to the cancer patient. Caregivers are
often not qualified in giving care but regularly assist the cancer patient. The caregiver’'s
role is a lifeline for the cancer patient, as they fulfil many roles and the role changes as
the needs of the patient change (Glajchen, 2004; Steinwedel, 2013)



1.7.3 Caregiver burden

For the purpose of this study, the burden of caregiving denotes a multidimensional
reaction to the undesirable appraisal or judgement and experienced stress caused from
offering cancer care to sick persons, or the suffering that caregivers’ sense because of
given care; it refers to the care and differs from being anxious or depressed as a result
of other emotional and overall reactions (Kim et al., 2012; Rha et al., 2015; Gabriel and
Mayers, 2019). Such response occurs as a consequence of the imbalance of care
strains or demands with caregivers’ private time, social duties, physical personal needs
and emotional issues, economic concerns and proper care means, added to other

numerous duties they fulfil (Applebaum, Kulikowski and William Breitbart, 2015).

1.7.4 Caregiving

Caregiving means providing care or assistance to the person suffering from some
illness, or is disabled and needing help in terms of physical, social, emotional and
psychological aspects, by healthcare providers, family members or friends. In this study
it refers to cancer patients requiring care and specific attention and the person who
cares for them (Hermanns and Mastel-smith, 2012; Roth, Fredman and Haley, 2015).

1.7.5 Quality of life (QoL)

According to the World Health Organization (1996), QoL is the conception or perception
of persons of their own condition inside their beliefs, value and cultural framework or
system; it takes into account the person’s physical tasks, psychological or mental well-
being, family and social relationships, environmental impacts, and values or beliefs
(Alptekin et al., 2010).

1.7.6 Supportive care

For this study’s purpose, the Fitch, Porter and Page (2009) definition was applied.
These authors defined Supportive care “as the providing of essential services for
persons diagnosed or affected by cancer and living with it to provide access to

“‘informational, emotional, spiritual, social, or physical needs” through their diagnostic,
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cancer therapy, or follow-up stages, covering concerns of improving health and

deterioration prevention, surviving, providing palliation, and mourning .
1.7.7 Palliative care

Palliative care as a method or attitude that recovers or enhances the QoL of sick
persons and their caregivers in the face of the deadly disease, by the anticipation,
prevention and release of distress and suffering in terms of early recognition and
infallible evaluation and action of cancer pain and physical, psychosocial and emotional
concerns (Eliot, 2017; World Health Organization, 2018).

1.8 OUTLINE OF THE STUDY

This study was structured as outlined below:

Chapter One: this chapter presents the background and the study rationale, the
research problem, aim and study objectives, research question, and operational
definition of terms related to the study. It concludes with the conceptual framework that

guided the study.

Chapter Two: this chapter discusses the literature related to cancer patients, incidence
of caregiver burden, caregiver burden and caregivers’ QOL, and provides an overview
of psychosocial interventions, effectiveness of such interventions, outcome measures
reported, evaluations of the outcome measurement tools, and critical appraisal of study

instruments used by reviewed articles.

Chapter Three: this chapter presents the methodology of the study, which includes the
study design, study setting and population, inclusion criteria, sample, measurement
instrumentation, pilot study, data analysis, and data collection procedures. The ethical

considerations and issues of data management and storage conclude this chapter.

Chapter Four: this chapter presents the sample characteristics baseline and the study

results.
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Chapter Five: this chapter discusses the results, recommendations, study limitations,

and conclusion.
1.9 SUMMARY

This chapter outlined the introduction and study background, rationale, research
problem and question, aim and study objectives, hypothesis and definition of basic

terms, as well as the conceptual framework used to guide the research.

Chapter 2 outlines the review of literature pertaining to influence of support interventions

on the caregivers of patients diagnosed with cancer.
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CHAPTER TWO

LITERATURE REVIEW

2.1 INTRODUCTION

This chapter will focus on study key concepts and will describe cancer as a worldwide
health problem, followed by the cancer diagnosis and treatments, overview of palliative
and support care, caregiver and incidence of caregivers’ burden, caregivers’ burden and
QoL, psychosocial distresses, stressors and self-efficacy of caregivers, spousal
caregivers and finally, the researcher will provide the theoretical framework for the

study.

2.2 CANCER AS WORLDWIDE HEALTH PROBLEM

Cancer is a global health problem and affects people of all ages and walks of life
(Ketlogetswe, 2018). The global cancer burden in 2018 was estimated at 18.1 million
with 9.6 million deaths related to cancer (Bray et al., 2018; World Health Organization,
2018b). Amongst five men and six women worldwide, one will experience cancer
throughout their lifetime worldwide, and out of eight men and 11 women one will die
from cancer (Roxanne Nelson, 2018; World Health Organisation, 2018b). The number
of people who lived within five years of the disease diagnosis globally, is assessed to be
43.8 million (American Cancer Society, 2018a ;Kelland., 2018).

The number of those newly diagnosed with cancer is likely to increase by around 70%
within the next two decades (World Health Organization, 2007; Torre et al., 2015). The
growing burden of cancer, due to various reasons such as the growing and ageing
population, is greater than ever as well as the altering prevalence of some specific
causes of cancer related to social and financial improvement (Michelle, 2010; Smetana
et al., 2016). This is evidenced in quickly rising economies, where a change is
witnessed in cancers associated with poverty and infections to cancers linked to a way
of life more typical of developed countries (Maree, Lu and Wright, 2012; World Health
Organisation, 2018b).
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In 1970, 85% of recently diagnosed cancer cases existed in developed countries and
just 15% in developing countries (Brown et al., 2012; Naghavi, 2015; Azubuike et al.,
2018). However by 2030, developing countries are likely to afford 70% of the burden of
cancer globally (World Health Organisation., 2010; Moten et al., 2014; Torre et al.,
2016). This significant shift relates to a rise in different risk factors in developing and
newly developed countries, such as improved in people life growth, ageing populations,
the use of a western regime, the increased consumption of tobacco, fat rich meals and
lack of fibre in diets, as well as a decrease in physical activity (Bener et al., 2010). In
countries located in the Middle East, the amount of cases newly diagnosed with cancer
is likely to rise by 50 to 70% by 2020 (Beaulieu et al., 2009; Folley et al., 2012) due to
an increase in the ageing population (Al Mezan Center for Human Rights, 2018;
Halahleh and Gale, 2018).

Similar to other Middle Eastern countries, in Palestine cancer is responsible for 14% of
deaths and is considered the main reason of death (the seconed) next to cardiac
disease (Abu-Rmeileh et al., 2016; Halahleh and Gale, 2018). In 2005, the incidence of
newly diagnosed cancer patients in the West Bank was 49.2 per 100,000 and 32.7 per
100,000 in the Gaza Strip, and the mortality rate was 27.8 per 100,000 for both
locations (Abu-Rmeileh et al., 2016; Awwad, 2016). In Palestine the burden of cancer is
estimated to rise, and challenges in the economic and infrastructural purse of the

existing healthcare system will worsen the problem (Halahleh and Gale, 2018).

Most cancers deaths in Palestine are due to lung cancer amongst men (22.8 %) and
breast cancer (21.5 %) in females, prostate cancer (9.5 %) takes third place, followed
by colon cancer in females (11.4 %) (Abu-Rmeileh et al., 2016; Awwad, 2016; World
Health Organization, 2018b). This trend is similler to the global trend where cancer of
the lung and female breast are the most common, contrbuting to about 11.6% of the

entire incidence burden of cancer (Bray et al., 2018; World Health Organisation, 2018b).

Unfortunately, people living in Palestine present late and approximately 60 % of cancer

patients are diagnosed at stages Il or IV.
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Culture, inadequate resources, and difficulties in using medical services contribute to
the cancer late diagnosis (Silbermann, 2016). However, late presentation with cancer
seems to be a worldwide phenomenon and has been reported in various countries
(Forbes et al., 2014; Murugan et al., 2014; Asoogo and Duma, 2015). Late presentation
has many causes and in addition to those mentioned, it is influenced by social and
demographic aspects like age, gender, educational level, religions and cultural
prescriptions, lack of knowledge, poverty, the absence of screening programmes and
not using the screening opportunities available (Mbuka-Ongona and Tumbo, 2013; Dey
et al., 2015). Cancer diagnosis can also be delayed by healthcare providers and
secondary care, such as misdiagnosis, a lack of examination, co-morbidity and patient
characteristics. Delays caused by the health system are long waiting times for tests,

referrals and follow up visits (Forbes et al., 2014; Jansen van Rensburg, 2016).

People presenting with advanced cancer in the developing world face additional
challenges to those of the developed world. Developing countries have additional
challenges such as a high burden of infectious illnesses like HIV/AIDS and non-
communicable diseases, poverty, insufficient government funding for healthcare and a
shortage of healthcare providers, especially trained providers to take care of cancer
patients, resulting in inadequate resources to diagnosis and treat cancer. Healthcare
priorities in developing countries give preference to communicable diseases and
treatment of non-communicable diseases is often not well structured (Maher, Ford and
Unwin, 2012). A shortage of surgeons skilled in cancer surgery, radiation oncologists
and medical physicists, as well as radiation equipment and cytotoxic drugs, compounds
the lack of effective cancer treatment offered to the patients in developing countries.
Palliative care available to cancer patients is insufficient in many developing countries
and healthcare providers are not trained in effective pain control (Jansen van Rensburg,
2016).

According to the World Health Organization (2017a), between 30-50% of cancers could
be prevented. Factors that increase the chance of the disease are increased smoking
consumption, increased consumption of fat rich meals and the lack of fiber in diets, as

well as a decrease in physical activity (Bener et al., 2010; Maree, Lu and Wright, 2012).
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Other cancer prevention strategies include regulations for limiting trans-fats and salt in
foods, reduction of tobacco use by means of limiting advertising of smoking and
restrictions on smoking areas, and elimination of infant feeding bottles containing

bisphenol A (Jansen van Rensburg, 2016).

Cancer screening plays a significant role in lessening the burden of cancer through
prevention and early detection (Maree, Wright and Makua, 2011; Cora et al., 2012).
Screening programmes vary in terms of their exposure to the population and areas, and
the way in which they involve the community (Marcus et al., 2016). Programmes that
provide worldwide coverage for groups where appropriateness is dependent on an
accurately measured population risk are typically categorised as population-based
programmes (Walsh, Silles and Ciaran, 2011). Such programmes use a self-
determining risk assessment as rules for persons’ eligibility criteria, as well as
implementing a systematic method for contacting those who are eligible to participate
(Walsh, Silles and Ciaran, 2011; Frohlich, 2014). Opportunistic programmes depend on
the subjective assessment of risk by the persons as well as the readiness and capability
of the persons to take responsibility to organise a screening test (Walsh, Silles and
Ciaran, 2011; Marcus et al., 2016). Dissimilarities in the role given to the individual
among the two programmes could contribute to the variances in screening, as the
awareness of the risk, enthusiasm and capability of persons to organise screening will
be different, such as social and economic characteristics (Walsh, Silles and Ciaran,
2011).

Various screening tests are available to detect cervical, breast, colorectal and prostate
cancer. Cervical cancer screening is done by means of a Pap smear whilst a
mammogram is used for breast cancer detection (Wirth et al., 2014). Home testing kits
are available for testing faecal occult blood, and if the result is positive, a colonoscopy is
done for the screening of colorectal cancer. Prostate specific antigen (PSA) is done to
check and examine the prostate for cancer as well as a rectal examination (Wirth et al.,
2014; Ferlay et al., 2015). According to literature, screening individuals with a high risk

of lung cancer using “low-dose, helical computed tomography (LDCT) scans”
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decreased their chances of death due to lung cancer by 20% compared to individuals
screened with classical chest x-rays (Maree, Lu and Wright, 2012; National Cancer
Institute, 2014a; Masoudiyekta et al., 2017).

Unfortunately, the lack of financial and infrastructure resources in developing countries
often makes screening impossible. Not having screening services is especially negative
considering the fact that the incidence of cancer in developing countries is increasing
rapidly and an 85% increase is expected by 2030 (Jansen van Rensburg, 2016).
Cancers can be treated with early detection but unfortunately in Palestine they are
being diagnosed at advanced stages compared to developed countries (Ambrogio et al.,
2016; Halahleh and Gale, 2018). The only active programme individuals can find in
Palestine is a breast cancer-screening programme. The Palestinian Breast Cancer
Programme’ is a nationwide programme using a portable mammography clinic and
centralised film interpretation. Mammograms are provided free for females more than 40
years old, as well as for young women who are at high risk (Abu-Rmeileh et al., 2016;
Halahleh and Gale, 2018). The programme although successful needs significant
enhancement. There are, of course, economical restraints, but there is a need for public
awareness to cope with the cultural issues towards mammography, particularly in Gaza.
There are no structured programmes for lung, colorectal or prostate screening
(Halahleh and Gale, 2018).

2.3 CANCER DIAGNOSIS

To understand cancer survival, it is necessary to understand how cancer is diagnosed,
graded, staged and treated. Establishing a cancer diagnosis starts with taking a holistic
history and physical examination followed by diagnostic tests (Rosenzweig, Gardner
and Griffith, 2015). Investigation includes assessments and tests to approve the
existence of illness and recognise the precise tumour type, extent, location and stage
(Jelovac and Armstrong, 2011; Levesque et al., 2015). Various tests can be used to
diagnose cancer, such as “physical examination, investigative tests like blood tests, x
rays, Computer Tomography (CT), Magnetic Resonance Imaging (MRI), and Positron

Emission Tomography scan (PET), however, a histopathological examination is critical
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for confirming the diagnosis and to guide the treatment and management of the patients
(Hamilton, 2010; Meads et al., 2013; Wait et al., 2017).

2.3.1 Cancer grading system

A grading system of tumour cells, shown in Table 2.1, was established to accurately
describe the malignant characteristics of individual tumour diagnosis in humans
(Avancini and Alves, 2017; American Cancer Society, 2018b). Grading is the
assessment of the degree of malignancy of tumours by matching the cellular anaplasia,
diversity and mitotic motion of the cells (Mendoza et al., 2015). It compares cancer cells
with their normal counterparts in terms of appearance and cellular activity (Fleming et
al., 2012; Newton, Hickey and Brant, 2017). Cancer cells that resemble their normal
appearance and functions are considered low grade; others are more aggressive and
treatment resistant and are classified as high-grade tumours (Galli et al., 2017; Newton,
Hickey and Brant, 2017). The cancer grading system is very important in planning

treatment and the possible outcome (Lambin et al., 2013; Riera et al., 2013).

Table 2.1: Grading System for Malignancy

Grade | Definition

GX Grade cannot be determined

Gl Cells are very much distinguished, much like the cells from where they
emerge, indicted for a “low-grade tumour”

G2 Cells are reasonably distinguished, look like normal cells, but displayed
other malignant traits

G3 Cells are not well distinguished, scarce usual cellular features are
reserved, but the cells of source may still be developed .

G4 Cells are distinguished, certainly not usual cellular appearance, defining
the source of cells is very hard.

American Joint Committee on Cancer, (2016)

In order to select the best treatment option for a specific tumour, the cancer stage must
be determined. Tumour staging is to define the extent and site of the tumour, and the

degree to which the cancer has spread is done as a step-by-step process (Galli et al.,
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2017; American Cancer Society, 2018b). The smaller the tumour and the less it has
spread at the time of diagnosis, the greater the potential for cure or control of the

disease.

According to the American Joint Committee on Cancer (2016), the “ Tumour, Node,
Metastasis (TNM) staging system,” as shown below in Table 2.2, is used to stage
malignancies and define the prognostic variable, such as their pattern of growth and
spread. T indicates the size or extent of the tumour, N indicates the existence or non-
existence of lymph node envelopment, and M denotes the existence or non-existence of
distant metastasis. The number assigned to any of these components (T3, N2, M1)
indicates the degree of tumour size, nodal involvement, and metastasis spread (Galli et
al., 2017). Once the TNM staging has been determined, it is combined to define the
stage of the cancer.

The TNM classification system serves several purposes: to stage the tumour at
diagnosis, to examine the progress of disease related to the usual progress of cancer,
to provide standardised data on which the base treatment options, and to specify

prognosis (American Joint Committee on Cancer, 2016; Galli et al., 2017).

Table 2.2 Tumors, Node and Metastasis classifications of cancer

Classificatio | Definition

n

X Primary tumour cannot be evaluated

TO No evidence of primary tumour

Tis Carcinoma in situ (early cancer that has not spread to neighbouring tissue)
T1-T4 Size and/or extent of the primary tumour

NX Local lymph nodes assessment cannot be done

NO No regional lymph node involvement (no cancer found in the lymph nodes)
N1-N3 Involvement of regional lymph nodes (number and/or extent of spread)

MO No distant metastasis (cancer has not spread to other parts of the body)
M1 Distant metastasis (cancer has spread to distant parts of the body)
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American Joint Committee on Cancer, (2016)

The majorities of tumours are divided into four stages, Stages | to 1V, with Stage 1 being
the least disease and Stage 4 disseminated diseases. Some cancers have a Stage 0
(zero), which refers to the cancer found only in ducts and lobules tissue of the breast
and has not metastasised to the adjacent tissues. It is also known as non-

invasive cancer (Galli et al., 2017; Newton, Hickey and Brant, 2017).

The stage of cancer at diagnosis will identify the treatment available and prognosis, and
has a strong influence on the length of survival (Cetin et al., 2015; Rivera-Franco and
Leon-Rodriguez, 2018). If it is presented and diagnosed at an initial stage, as soon as
the cancer is still limited (Stagel), the prognosis will almost be positive, but if it has
spread or metastasised (Stage 4) to additional portions of the body, the survival or
length of survival chances are low (Zhang et al., 2012). Therefore, the earlier that
cancer is screened and detected, the better chance cancer patients have of survival for

5 years after being diagnosed (Borneman et al., 2015; Ghandourh, 2016).

However, cancer patients mostly discover and present to the hospital for treatment at a
late stage (stage 3 or 4) of the disease when the individual is terminally ill, needs
aggressive treatment strategies and has limited chances of survival (Montazeri, 2009;
Ghandourh, 2016; Seir and Kharroubi, 2017).

2.4 CANCER TREATMENTS

According to the American Cancer Society (2015) and Matthews and Choi (2016),

various treatment modalities are available to treat cancer patients.

The selection of treatment modalities are subject to the location, tumour grade and
the cancer stage, and conversely, the patient's performance status (Kelly and
Shahrokni, 2016). Performance status measures patients’ general well-being and
capability of carrying out daily living activities, as well as determining their ability to

tolerate therapies such as chemotherapy, radiotherapy, etc. (Young et al., 2015;

20



Kelly and Shahrokni, 2016). As shown in Table 2.3, the “Eastern Cooperative
Oncology Group (ECOG),”, is the commonly used scoring system (Oken et al.,

1982).

Table 2.3: Cancer patients ECOG performance status

Grade | ECOG

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

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

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

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

4 Completely disabled. Cannot carry on any self-care. Totally confined to bed or
chair.

5 Dead.

The Eastern Cooperative Oncology Group (ECOG) (Oken et al., 1982).

There are many ways that the cancer can be treated, by surgery, radiotherapy,

chemotherapy and hormonal therapy or by using of different treatments in

combination, all of which be determined by the stage of the cancer (Jelovac and
Armstrong, 2011).

The major aims of the treatment of cancer are to cure or substantially extend the life

of cancer patients and to safeguard the finest potential QoL for survivors (Balogh et

al., 2011; World Health Organization, 2018a). People presenting with advanced

cancer should have access to curative treatment where their prognosis is good, as

well as palliative treatment to prolong survival and maintain the best QoL for the

cancer patient and their family (Kim et al., 2013; Heckel et al., 2015).
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2.4.1 Cancer surgery

Cancer surgery is used for diagnosis, the staging of tumours, cure and palliation, and
can be used in combination with chemotherapy, radiation and immunotherapy as part
of multidisciplinary treatment, and for prophylaxis in case of genetic predisposition to
certain cancers (Oncology Nursing Society, 2013).

Curative surgery, believed to be the primary treatment, is used when the cancerous
tumour cells are localised to a certain body part (Bacchetti et al., 2014). Preventive
surgery is usually applied to eliminate tissue that does not include harmful cells but
could change and grow into a malignant tumour (Matthews and Choi, 2016).
Diagnostic surgery serves to decide if the cells have a carcinogenic feature, as well
as used to take out a tissue for testing and evaluation to confirm a diagnosis, and to
recognise the cancer type or define the cancer stage (Pedamallu et al., 2016). In
Debulking surgery is where part of the tumour is removed. It is used in specific
circumstances when eliminating the whole tumour might affect or cause harm to
other body organs (Martinek and Kehoe, 2009; Tangjitgamol, Manusirivithaya and
Laopaiboon, 2014).

Palliative surgery deals with cancer at late stages. It will not treat the cancer, but will
relieve distress and discomfort, or manage further cancer problems in which related
therapy might be generated (Fahy, 2013; Bacchetti et al., 2014; Nthumba, 2014).
Restorative surgery is occasionally applied to return the normal appearance of
cancer patients after curative or other cancer surgeries, or to restore the function of a
body part (Bacchetti et al., 2014; Nthumba, 2014).

2.4.2 Cancer chemotherapy

Cancer disease can be managed by a single cytotoxic treatment as the primary
treatment, but mostly commonly it is managed in combinations; chemotherapy can work
together with other treatment modalities to enhance action and to prevent chances of

resistance (Fowler, Mankoff and Joe, 2017).
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Chemotherapy is defined as a systemic form of tumour therapy that uses cytotoxic
treatments to cause damage to cancer cells (Raffaghello et al., 2010; Palumbo et al.,
2013). The chemotherapy may destroy the cancer cells including those that have
metastasised to other parts of the body. Chemotherapy is not specific to cancer cells
only, as it targets all rapidly growing cells. Cancer cells are however unable to repair the
deoxyribonucleic acid damage, whereas normal cells can (Pegg, 2012; Liu et al., 2015).
Due to absence of specificity, chemotherapy has the possibility of harming healthy
tissue, especially those that have a high replacement rate, for example, cells in the

mouth and those in the intestinal lining (Pegg, 2012).

Occasionally chemotherapy is the single therapy that patients need. More often,
chemotherapy is applied together with surgery or radiation treatment, or both, for
different reasons. It may be given to decrease the tumour size before surgery or
radiation therapy; if applied in such a manner it is known as neoadjuvant therapy.
Chemotherapy may be applied post-surgery or after radiation treatment to destroy any
cancer cells remaining, in this instance it is known as adjuvant therapy. Chemotherapy
can also be applied with other therapies if a patient’s disease re-occurs (Carroll, 2015;
World Health Organization, 2018).

2.4.3 Cancer radiotherapy

Radiotherapy is a significant and essential way of controlling cancer, commonly
enhancing the survival benefit (Lutz, Jones and Chow, 2014). Radiation therapy
damages the cancer by concentrating a “high-energy” beam of ionising radiation on the
cancer tissue (Baskar, Yap, et al., 2012; Baskar et al., 2014). It is a localised therapy
that uses ionising material to destroy cells of cancer and minimises the size of the
tumors by destroying the cells’ genetic makeup making it impossible for them to
continue growing and dividing. The main aim of radiotherapy, which can be
administered as external beam radiotherapy and as brachytherapy, is to kill as many
cancer cells as possible and limit the harm to adjacent normal cells (Taleghani,
Shabhriari and Alimohammadi, 2017). To achieve this aim, fractionation is used, allowing

the recovery of healthy tissues between fractions (Bamps, Dok and Nuyts, 2018). The

23



effects of therapy are localised and confined to the treatment region. Radiation therapy
does not destroy the cancer cells immediately; it needs days of therapy before DNA is
destroyed in an adequate way for cancer tissue to die. At that time, cancer tissue will
keep dying for weeks or more, even after radiation therapy ceases (Baskar, Lee, et al.,
2012; Polanski et al., 2016).

2.4.4 Cancer immunotherapy, targeted therapy, and hormonal therapy

Recently, the ability to distinguish a definite gene mutation in diverse cancers, and a
better biological understanding of the cellular actions and the ways of motivating
carcinogenesis, led to the evolution of targeted agents and immunotherapeutics
(Palumbo et al., 2013). These fresh therapies seem to provide substantial benefits in
providing growth inhibitory or cytotoxic properties in a much more cell-specific style
(Palumbo et al., 2013; Riaz et al., 2016).

Cancer immunotherapy includes using naturally or unnaturally generated ingredients to
stimulate the immune system to identify and fight cancer cells (Tarkowski and Rzaca,
2014; Dine et al., 2017). The immune system is stimulated to enhance its activities in
attacking cancer cells, or the patient may be given some immune system ingredients
such as “man-made” immune system proteins (Masoudiyekta et al., 2017). This
therapy has become a crucial up-to-date oncology option since first defined in 1985.
Immunotherapeutic methods apply components of a cancer patient's own immune
system to selectively targeted cancer cells thereby modifying various side effects

related with typical alternative treatment (Palumbo et al., 2013; Koury et al., 2018).

Targeted therapy targets the changes that are specific to cancer cells that help in their
growth, division and spread. This therapy targets exact genes or proteins that are seen
in cancer cells or in cells associated with cancer growth, such as cancer vascular cells
(Newton, Hickey and Brant, 2017; Wilkes, 2018). Targeted therapies used in various
kinds of cancer are currently being developed at a rapid pace (Bozic et al., 2013). Such
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therapy is pushing the boundaries to significantly improve patient outcomes and quality
of life (Chan and Hughes, 2015).

Hormonal treatment is a form of systemic therapy, which is non-cytotoxic, prescribed
for cancer patients whose cancer is influenced by hormones to inhibit tumour growth
(Palumbo et al., 2013). Hormonal treatment lowers the amount of body hormones,
which prevent cancer progress, and play a vital role in the treatment or management
of breast and prostate cancer (Nelles, Hu and Prins, 2011; Garay and Park, 2012).
Hormonal therapy for breast cancer has enhanced disease survival by about 10% to
10 years (Dowsett et al., 2010) and patients with advanced disease or metastatic
disease respond well to hormonal therapy (Carducci et al., 2015; Abraham and
Staffurth, 2016). Hormonal therapy is used as adjuvant therapy to help decrease the
risk of recurrence as well as neoadjuvant (Wisniewska et al., 2016; Karunanithi et al.,
2018).

Each of the modalities of treatment has its own effects and side effects, which may
have a serious influence on the QoL of the patient and their family. It is not only the
treatment, but also the cancer that has an effect on all aspects of a patient’s life and
that of their families. It not only causes physical symptoms, such as pain, fatigue,
nausea and vomiting, but has an influence on mental and physical functioning, body
image, psychological wellbeing, social and financial aspects, roles and spiritual life
(Newton, Hickey and Brant, 2017).

Irrespective of the treatment used, the goal of treatment is curing the disease,
prolonging cancer patients’ lives and ensuring the best possible QoL (Rome et al.,
2011; Davis, 2015; Newton, Hickey and Brant, 2017).

2.45 Goals of cancer treatment

There are three main goals for cancer - cure, control and palliation. Cure when the
cancer cells are eradicated in the body. Control means containment of the growth of
cancer cells without complete eradication and palliation when the possibility of cure is

hopeless. Palliation means to comfort and relieve the symptoms, which is the major aim
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of cancer treatment and includes any of the therapeutic modalities (Itano and Taoka,
1997).

Cancer care involves various treatment modalities, and is reliant on the stage of the
disease. Irrespective of whether the goal of treatment is a cure, control of disease or
palliation, patients need to be supported through the cancer experience to ensure the
best QoL possible for the patient and family (Rome et al., 2011). In the end, from a
patients’ rights is the availability of all types of treatment that the cancer patient needs
(HPCSA, 2008; Mastaneh and Mouseli, 2014).

2.4.6 Response to cancer treatment

The effect of cancer treatment is measured in terms of response. Tumour size,
performance status, and lymph node involvement are used in determining patients’

response to treatment (Graham et al., 2014; Tadayyon et al., 2017).

Response to cancer treatment is indicated as follows: Complete Response (CR)
meaning that all targeted lesions disappear, which is a localised change in a tissue or
an organ that has been specifically measured; Partial Response (PR) means the sum of
the targeted lesion’s longest diameter decreases by 30% and takes the baseline sum of
the longest diameter as reference as well as a 30% reduction in the longest diameter of
target lesions in total; Stable Disease (SD) means there is no definite shrinking, which
can define partial response; it uses the smallest diameter sum as the reference from the
start of treatment. Progressive Disease (PD), which means the target lesion’s longest
diameter increases by 20% or more; the smallest sum of the longest diameter is noted
from the time of treatment resumed or appearance of new lesions and used as the
reference (Tahara et al., 2005; Maree, 2011; Maas et al., 2015; Fowler, Mankoff and
Joe, 2017; Gordic et al., 2019).
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2.5 PALLIATIVE AND SUPPORT CARE

Services of Palliative Care (PC) do an essential role in the multidisciplinary care of
cancer patients and their caregivers (Maciasz et al., 2013). According to the World
Health Organization, (2017b), palliative care is an approach that improves the QoL of
patients and their families facing the problems associated with life-threatening illness,
through the prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other distressing symptoms,
physical, psychosocial and spiritual (Khleif and Dweib, 2015; Jansen van Rensburg,
2016).

The WHO specifies that palliative care is applied early in the course of sickness in
concurrence with other treatments that are proposed to prolong patients’ lives, like
chemotherapy or radiation treatment modalities, and contains investigations or
examinations to better recognise, manage and understand stressful clinical
complications (Fadul et al., 2009; Lim, 2016). Early transfer to palliative care is of great
significance in allowing healthcare providers to offer early relief of physical and
psychosocial upset, start a relationship with cancer patients and their caregivers, as well
as give the care providers the opportunity to discuss the concerns of discharge planning
that may prevent a patient’'s death. Researchers agree with this definition, but with
emphasis on symptoms management and spiritual and psychosocial issues of the

patient, the caregiver and family as a whole (Mosher et al., 2016; Nemati et al., 2018).

According to International Association for Hospice and Palliative Care (2018), palliative
care addresses patient and family needs, such as counselling and bereavement,
through a team approach. It also emphasises that palliative care processes must be
applied as soon as a life-threatening illness has been diagnosed, but becomes the
focus of care when cure or life-prolonging therapies are no longer effective (Murphy,
2016; Narsavage et al., 2017).

Palliative care, as defined earlier, assists with decision making, improves the care
quality and reduces the unnecessary use of medical and technological cancer services

(Portenoy, 2016; Cotogni, Saini and De Luca, 2018). Until recently, it has been vague
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as to why referrals to palliative care happen late in the illness course (Dalal and Bruera,
2017; Narsavage et al., 2017). Traditionally, palliative care was always delivered late to
those hospitalised in specialised inpatient wards, or as a counselling service for those
patients who encountered uncontrolled symptoms (Temel et al., 2010; Chen and
Glover, 2016). Previously, studies had suggested that referring patients for palliative
care services just before death was insufficient to change the quality and conveyance of
services offered (Caraceni et al.,, 2012; Epstein and Morrison, 2012). Palliative care
should be provided early during the course of the disease and as soon as metastatic
diseases are diagnosed so that meaningful effects on patients’ QoL and end-of-life care

can be achieved (Temel et al., 2010).

Specialised palliative care delivered parallel with usual oncology care decreases
wearisome psychological symptoms, enhances QoL, reduces healthcare expenses near
to death, enhances timing of treatments, and may prolong a patient’s life (Bakitas,
Kathleen Doyle. Lyons, et al., 2009; Cherny et al., 2010; Davis et al., 2010). Palliative
care asserts life and regards dying as a normal path; it aims to neither accelerate nor
delay death, incorporates the psychological and spiritual aspects of cancer patient care,
offers a support system to provide help to patients live as actively as possible until
death, and a support system which allows caregivers to adapt through the patients
sickness and their own grief. It uses a team method to recognise the patients’ and their
caregivers’ needs, as well as mourning counselling, if desired, it will improve QoL, and
may also positively affect the illness’ course (Sepulveda et al., 2002). In some countries,
the practicing of specialist palliative care occurs in units and run exclusively for palliative
care by nurses and doctors who are qualified as palliative care specialists. Whether
such specialisation is significant or vital is something that can only be argued in the
perspective of national needs and resources. Effective and actual public health plans,
covering community and home-based care, are crucial to release pain and other
cancer-related symptoms and palliative care for cancer patients and caregivers in low-
resource settings (Kim et al., 2017). Enhanced access to oral morphine is obligatory for
the treatment of cancer pain when it is rated from moderate to severe, which over 80%

of cancer patients in late Phase suffer from (Simmons, MacLeod and Laird, 2012).
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To date, the providing of palliative care services to cancer patients still inadequate. The
informational, physical, financial, social and emotional, unmet support needs and needs
are commonly unmet for patients with advance disease taking usual oncology care
(Whitmer et al., 2006; Rainbird et al., 2009). One of the reasons for insufficient use of
palliative care may be misunderstandings regarding the meaning and/or scope of
palliative care services. Patients and healthcare providers may wrongly equate PC with
hospice, or assume that palliative care services cannot be delivered concurrently with
cancer treatment (Mahon and McAuley, 2010; Mosher et al., 2014).

Conversely, Uchitomi et al., (2007) study revealed the undesirable image of palliative
care was the main obstacle to early referral of the patient to an inpatient palliative care
department as perceived by the cancer patients, caregivers, and healthcare providers.
While comparing the terms palliative care and supportive care, Boldt, Yusuf and
Himelstein's (2006) study revealed that the term palliative care stimulates bad emotions
and reduces hope, and was less preferred by caregivers or healthcare providers.
Healthcare providers in Fadul et al., (2009) study during a discussion on patient’s
referral to palliative care services sensed the name palliative care as a source of

distress and anxiety, not only for patients and their caregivers but also to themselves.

Fitch, Porter and Page (2009) defined support care as the provision of necessary
services for those living with or affected by cancer to meet their informational,
emotional, spiritual, social, or physical needs during their diagnostics, treatment, or
follow-up Phases encompassing issues of health promotion and prevention,
survivorship, palliation, and bereavement . The National Cancer Institute (NCI) defines
support care as care provided to enhance the QoL of patients who have a severe or
deadly disease (Hui et al., 2012). The objective of support care is to stop or treat as
quickly as possible the symptoms of the illness, treatments’ side effects, and social,
psychological and spiritual difficulties associated with cancer or its active therapy (Fadul
et al., 2009; Molassiotis et al., 2011).

The European Society of Medical Oncology (ESMO) has documented the importance to
integrate support care and palliative care to cancer patients care (Cherny et al., 2010;

Jordan et al., 2018). Supportive care is defined by the ESMO as care that aims to
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optimise the comfort, function, and social support of patients and their families at all
stages of the illness, including those with curable cancer (Jordan et al.,, 2018).
However, Fitch, Porter and Page (2009) might clarify the conflicting interest between
palliative care and support care through their description of support care, which is the
provision of the necessary services for those living with or affected by cancer to meet
their informational, emotional, spiritual, social, or physical needs during their diagnostic,
treatment, or follow-up Phases encompassing issues of health promotion and
prevention, survivorship, palliation, and bereavement . Figure 2.1 will describe the time
of palliative and support care implementation through the cancer journey (Fadul et al.,
2009; Hui, 2012; Marrow, Secreted and Protect, 2014).

Supportive care

Palliative care

Hospice care

| | |
| | |
No evidence Curable cancer Incurable cancer Bereavement

of disease Death

Figure 2.1: Integrating support and palliative care into the trajectory of cancer
(Benz, 2016)

Uchitomi et al. (2007) revealed in their study that healthcare providers have a
preference for using the term support care more than palliative care while discussing
the referrals of cancer patients and caregivers regardless of healthcare provider age,
years in practice, specialty or earlier training in palliative care. The study revealed an
important variance in probability of referral of cancer patients receiving active therapy

preferring a service with the name support care.

In addition, a study conducted in the USA by Fadul et al. (2009) revealed that
oncologists prefer a service with the name support care for cancer patients who are
actuality treated with curative intent. In instances where patients were beyond all

anticancer treatment choices and those whose end of life was imminent, there was no
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preference to whichever term. This outcome proposes that healthcare providers

recognise the dissimilarity between the terms that are associated to clinical background.

Curable cancer patients have diverse needs and want diverse modes of care (Hui et al.,
2013). For patients with treatable cancer disease and dying patients, the perspective of
imminent end-of-life makes these concerns more significant and fundamental to the
whole clinical endeavour (Hudson, Aranda and Kristjanson, 2004; Benz, 2016). This
uniqueness between palliative care and support care based on need and clinical
context, necessitates a different method to provide care (Fadul et al., 2009; Hui et al.,
2013). Although the provided services differ between those patients with treatable
cancer and those with terminal disease, the offering of these services should be
completed by the same team to give emphasis to continuity and stability of care and
patient's QoL concerns, and to overcome healthcare delivery system challenges
(Juhasz et al., 2006; Fadul et al., 2009; Park et al., 2010).

From the above, it appears complicated and actually sad that there is no one definition
regarding the services provided. The researcher supports the definition of supportive
care as stated by Fitch, Porter and Page (2009), which actually says palliative care is
part of supportive care. It would appear the definitions are the same, however there is a
debate of when palliative care should be started; it is does not matter what it is called as

long as it is done.
2.6 THE ROLE OF CAREGIVERS IN THE CARE OF CANCER PATIENTS

Every cancer patient’s journey is shared by their family caregivers, who might be as
influenced and affected by the diagnosis and its consequences or outcomes as the
cancer patient. A caregiver is a person who provides assistance and care to anyone
who needs it, especially those who can no longer do it independently (Hunt, 2004,
Wilson et al., 2012). According to the American Cancer Society (2016c), the caregiver
of cancer patients refers to a family member, friend, loved one or other support person
who lends physical, emotional or other support to someone at any time during the
cancer journey (Mahendran et al., 2015:1). This assistance is provided free of cost to

the cancer patient. Caregivers are frequently not qualified in giving care, but regularly
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assist the cancer patient. The caregiver’s role is a lifeline to the cancer patient, and they
fulfil many roles, which change as the needs of the patient change (Glajchen, 2004;
Steinwedel, 2013).

As the needs of patients change, so do the roles of the caregivers (Mwangipowell,
Pereira and Spence, 2003; Schulz and Eden, 2016). The many roles caregivers play
result in them being involved in various activities, such as taking the patient for doctor
visits, providing assistance with meals, providing nutritional support, feeding the patient,
picking up medicines and ensuring that treatment is taken according to the care plan,
symptom management especially pain management, wound care, hygiene, and running
of errands, such as bill payments, as well as accessing health system resources. Other
activities include coordinating care, monitoring use of electronic devices, such as
oxygen concentrators, and communicating with healthcare providers (Park et al., 2010;
Ryn et al., 2011; Wozniak and lzycki, 2014).

Caregivers have always been an extension of the professional workforce for cancer and
play a serious and important part in cancer care and its components of care (Given,
Given and Sherwood, 2012; Maree et al., 2017). Cancer care is shifting from longer to
shorter hospital stays and outpatient treatment, such as homes and community settings
to reduce the economic burden (Northouse, et al., 2012; Ferrell et al., 2018). Due to this
shift, most cancer patients are cared for at home and caregivers find themselves playing
the role with little knowledge and without support and guidance from the healthcare
system (Reinhard et al., 2008; Hudson et al., 2015; LeSeure and Chongkham-Ang,
2015).

Caring for a cancer patient is not easy; it is demanding and challenging as caregivers
share the experiences of cancer with the patient (Jacobs, Clawson and Mynatt, 2014;
Jacobs and Shulman, 2017). In addition, it is possible that a cancer diagnosis could
have a greater impact on the caregivers compared to the patient (Northouse, et al.,
2012; Hudson and Aranda, 2014). Caregiving is linked with negative physical health
difficulties such as pain, fatigue, impaired cognitive function, sleep problems, and burn
out (Stenberg, Ruland and Miaskowski., 2010), as caregiving often results in other

duties invading the caregivers’ daily needs, and consuming the caregivers’ time,

32



attention and energy leading to caregiver burden (Bevans and Sternberg, 2012;
Sakakibara, Kabayama and Ito, 2015).

2.7 CAREGIVERS CARE BURDEN

According to Applebaum, Kulikowski and Breitbart, (2015) caregiver burden denotes a

multidimensional reaction to the undesirable appraisal or judgement and experienced
stress caused from offering cancer care to sick persons, or the suffering that caregivers
sense because of given care. It refers to the care and differs from being anxious or
depressed due to other emotional and overall reactions. Kim et al. (2012) agree with the
multidimensionality of the burden and ascribe it to the negative appraisal and/or
assessment of caregiving and the perception of stress as a result of caring that impends
the psychological, physical, emotional and functional health of caregivers (Etters,
Goodall and Harrison, 2008; Carretero et al., 2009).

Besides the caregiver burden being multidimensional, it also consists of objective and
subjective burdens (Gabriel and Mayers, 2019). Objective burdens are caregivers’
health and individual time away from providing care and contain privacy, salary,
personal time and freedom, holidays, energy, and relationships with individuals.
Subjective burdens are the perceptions of the impact of objective burdens on the
caregiver arising from the process of caregiving. This aspect of the caregiving burden is
the psychological dimension of caregiving, which is rooted in social support and coping
ability. Subjective caregiver burdens deplete the psychological resources of the
caregiver in the process of caregiving (Govina et al., 2015). Although it is important and
necessary to assess both the objective and subjective caregiver burden, the objective
burden does not show how the caregivers carry out caregiving duties. Some caregivers
might enjoy providing care for a loved cancer patient, while others may find it hard and
not an easy duty, resulting in changes in subjective burden over time due to alterations

in the caregiving condition, and the upcoming prospects of the patient (Sur et al., 2002).

Lau et al., (2010) also identified self-confidence as an asset. Self-confidence assisted in

reducing the high subjective caregiver burden, which impedes the caregivers'
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performance. Other factors that increased subjective burden were negative emotional
statuses, such as exhaustion and grief, physical impairments, low literacy level and poor
communication skills. Competing responsibilities, such as occupation, housework, and
care of other dependents, acted as obstacles to caregiving. The ability of caregivers to
create and preserve a good relationship with their patient and the availability of support

networks were positive in terms of social functioning.

Gabriel and Mayers (2019) investigated breast cancer patient’s caregiver burden and
focused on three broad perspectives of caregiver burden: psychological burden,
occupational burden and economic burden. The study reported that the causes of
psychological burden were caregiver burden, patient anxiety and patient physical
functioning, resulting in caregiver anxiety and depression. In addition, the psychological,
occupational and economic burdens related to caregiving increased as the patients'
functional status declined, which led to caregiver anxiety and depression.

Various studies (Kim et al., 2012; Glajchen, 2012; Datta and Kar, 2016 Abdullah et al.,
2019) support the belief that the caregiver burden increases as the patient’s illness
worsens. During deterioration, the patients’ disability increases, they have higher
personal care needs, lack mobility, have a greater dependency on their caregivers, and
experience pain and functional impairment (Glajchen, 2012; Datta and Kar, 2016). The
caregiver burden reaches its height through giving care to the terminal Phase cancer
patients and existing with the patient experiencing high physical wellbeing impairment
and needs, since the caregivers tend to offer more physical care to the cancer patients
with less chances for respite (Glajchen, 2012; Abdullah et al., 2019). Caregivers also
have a tendency to experience major distress as they observe the suffering of their
loved cancer patient, and at the end of life they tend to become unsociable (Glajchen,
2012; Northouse, Williams, et al., 2012).

Various factors influence caregiver burden. Kim et al., (2012) study, which examined the
predictors of caregiver burden among caregivers of dementia patients, established both

correlations and predictors of caregiver burden. The study found that nine identified
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factors, caregiver age, caregiver gender, marital status, living with the care recipient,
daily activities, instrumental activities of daily living, number of carers, adaptation
strategies, and number of hours were all predictors of caregiver burden, and were the
greatest contributors to caregiver burden prediction, accounting for 18%, 34%, 27% and
32% respectively. By implication, patients with significant functional decline place
serious demands on the caregiver in terms of time devoted to the care and increased
help with daily activities, which in turn results in high levels of both objective and
subjective caregiver burden. This finding supported those from other studies including
Sussman and Regehr (2009) and Conde-Sala et al., (2010) who reported similar
findings on the predictors of caregiver burden of cancer patients, especially with regard

to daily activities of caregiving.

In terms of cancer care, Stajduhar, Fyles and Barwich (2008) add to the list of predictors
of the caregiver burden. When investigating the aspects manipulating family caregivers'
capability to adapt to care provided to end-of-life cancer patients, the researchers
identified five broad themes: (1) the approach of how the caregiver's perceive life, (2)
the patient's sickness involvement or experience, (3) the person’s gratitude of the
caregivers' support to cancer care, (4) the value or feature of the relationship between
the caregiver and their sick person, and (5) and how safe the caregivers feel.
Caregivers with a positive attitude to life tend to cope better with caregiving demands
than those who do not, indicating that a positive attitude to life tends to reduce the
subjective caregiving burden. In addition, the relationship between the care recipient
and caregiver plays a significant role in creating an effective coping environment for
caregivers. Social support was further shown to be an important element in caregiving
as care recipients were grateful of the support received from family and friends. This
boosted the caregivers' coping strength. Healthcare systems and institutions also act as
caregivers to the caregivers when they provide support to them, strengthening the

caregivers coping abilities in a positive way.
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2.7.1 Caregivers burden assessment instruments

Caregiver burden instrument was initially developed in 1980 by Steven Zarit, a
Professor of Pennsylvania State University (The Joanna Briggs Institute, 2007). The
Zarit Burden Interview (ZBIl), is used internationally (Kumar and Gupta, 2014; Bianchi et
al., 2016; Souza et al., 2017), although numerous caregiver burden instruments are
available to measure the burden of the caregiver (Frederick, 2018). Caregiver burden
instruments repeatedly focus on the several disease courses of the individual being
cared for (Reinhard et al., 2008; Mlinac and Feng, 2016; Molony et al., 2018). Several
examples of how specific disease entities have impacted caregiver burden have been
observed, these include: testing caregiver burden which is the outcome from caring with
a prolonged physical illness (Lim and Zebrack, 2004; Reinhard et al., 2008; Faronbi et
al., 2019); taking care for old persons with chronic disease (Stoltz, Udén and Willman,
2004), caring for cancer patients and in need of PC service’s (Harding et al., 2004);
taking care for dementia diagnosed patients (Thompson et al., 2007); taking care of
psychiatric illnesses (Ostman and Hansson, 2004). Caregiver burden instruments have
been used in a lot of countries and translated into other languages (Ozer, Yurttas and
Akyil, 2012; Bachner, 2013; Bianchi et al., 2016; lecovich, 2017; Souza et al., 2017,
Gratdo et al., 2019). The Zarit Burden Interview instrument (ZBI) was used in the

current study to measure the care burden of caregivers of cancer patients.

2.8 SPOUSAL CAREGIVERS

Special attention was applied to the spouse/dyad caregivers of cancer persons because
they are a high risk population for caregiving burden, as well as diminished QoL due to
the major role of caregiving they play as the primary source of cancer patients’ support.
The impact of cancer on caregivers is real when the cancer patient’s caregiver is the
patient’s spouse, who takes on vigorous task of implementing treatment choices and
delivers emotional, physical and psychological support to the cancer patient (Kayser,
Watson and Andrade, 2007; Hagedoorn et al., 2008; Li and Yuen, 2014). It is stated that
the support provided by the spouse of the cancer patient is of huge magnitude, and this

support is greater than that provided from friends or other family caregivers (Li and
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Yuen, 2014). However, by concentrating on giving, the spousal caregivers frequently fail
to deal with their own needs and their emotional state (Chung, 2012; Lopez, Copp and
Molassiotis, 2012; Li and Loke, 2014). Literature revealed that the spousal caregivers of
cancer patients are at a high risk of concealed physical, mental and social illnesses, as

a result of giving care (Li and Yuen, 2013; Li and Loke, 2014).

At different levels cancer has an emotional impact on patients and their partners as one
component, instead of as isolated entities, causing partners to respond to a cancer
diagnosis as an “emotional system” (Hagedoorn et al.,, 2008). The diagnosis and
management of cancer can adjust how the relationship moves among cancer patients
and their close partners, which could have an effect on individual well-being and the
ability to adapt to some concepts (Dankoski and Pais, 2007). The partners have a
shared effect on their QoL, mental health, and amendment to their duties (Northouse et
al., 2000; Kim et al., 2008).

These alterations and mutual effect may disturb the core of the relationship, duties and
their responsibilities, causing unclear future plans (Dankoski and Pais, 2007). A cancer
diagnosis causes the couple stress regarding “breaking the bad news,” discussing the
alterations in work-related issues, family title role, and handling home and childcare
duties (Maughan, Heyman and Matthews, 2002; Lopez, Copp and Molassiotis, 2012).
During the cancer’s course, the couple must adapt with the everyday concerns and
problems they may come upon (Dankoski and Pais, 2007). Spouses moreover have
concerns about their capability to deliver emotional, financial and realistic support to
their cancer patient, as well as the possible harm to their partner (Maughan, Heyman
and Matthews, 2002; Li and Yuen, 2014).

To give attention to cancer care, studies have moved from the single involvements of
“cancer patients or spousal/dyads caregivers to caregiver-patient dyads” (Fletcher et al.,
2012). It is recommended that in the future, the relations among caregivers and patients
as care spouses/partners should be highlighted (Fletcher et al., 2012; Li and Yuen,
2014). Two conceptual models were recognised that are based precisely on “caregiver-
patient dyads” in the cancer inhabitants. One is the “relationship intimacy model,” which

reports the psychosocial coping of the patient and spousal caregivers to cancer (Manne
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and Badr, 2008). This model highlights the significance of the relationship between the
parties, and how much communication improves the relationship throughout stressful

times.

The second conceptual model, proposed by Fletcher et al., (2012), “caregiver-cancer
patient dyads” is hypothesised as a practical component with a shared concern over the

LE 1

three dyad concepts: “communication,” “reciprocal influence,” and “caregiver-patient
congruence.” The idea is the emphasis and route of research on the process of
caregiving, which must focus on the “caregiver-patient dyad” as a one unit (Fletcher et

al., 2012; Li and Yuen, 2014).

Worry of potential side effects, such as treatment addiction, tolerance and depression
that could be happen, may affect the spouse’s judgment regarding administering
analgesics (Savage, Kirsh and Passik, 2008; Prince et al., 2011; Raff et al., 2014). Non-
adherence with pain treatments is aggravated by the fact that partner caregivers rarely
receive information about the significance of complying and obeying treatment
schedules (Brown and Bussell, 2011; Saifan et al., 2015). Pain education programmes
could provide support in refining pain management and controlling awareness among
patients and their spousal caregivers (Kim et al., 2013; Latter et al., 2016; Lam et al.,
2017).

Pain context comprises various aspects and consists of how patients diagnosed with
cancer and their spouse caregivers recognise, reply to, and assess pain and in what
way that effects patient’'s agreements with pain controlling approaches (Achterberg et
al., 2013; Lichtner et al., 2016). Spirituality and beliefs are aspects surrounding this
context. Such beliefs have an influence on symptom control, and the awareness of and
the response to symptoms by the caregivers and cancer patients (Dedeli and Kaptan,
2013; Agorastos, Demiralay and Huber, 2014; Lichtner et al., 2016).

Unrelieved cancer pain is an important health issue that negatively affects the QoL of

cancer patients as well as their spouse caregiver (Sessle, 2011; Saifan, Bashayreh and
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Saifan, 2015). The experience lived by cancer regarding cancer pain not only has an
effect on the physical well-being of cancer patients, it also has an influence on spouse
caregiver's mental well-being as well as other life aspects, causing both physical and
mental ilinesses for both parties. Physically distress occurs as a consequence of sleep
deprivation, anorexia, weakness, and diminished functioning, thus causing additional

medical illnesses (Sessle, 2011; Saifan, Bashayreh and Saifan, 2015).

2.9 CAREGIVER QOL

Caregiver QoL is an important outcome of the caregiver burden (Boyoung et al., 2013;
Gabriel and Mayers, 2019) as the caregiver burden negatively affects the QoL of
caregivers (George and Gwyther, 1986; Collins and Swartz, 2011; Glajchen, 2012).
There is no worldwide explanation for the QoL, however the World Health Organization,
(1996) states that the QoL denotes for the persons' awareness 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, standards and concerns. QoL consists of various domains or
dimensions and authors differ in terms of these domains, for instance, QoL has various
dimensions including health and physical functioning, economic, emotional, social,
psychological and caregivers (Alptekin et al., 2010:608). QoL in simpler terms is the

individual's general feeling of wellness with regard to life (Salvador-Carulla et al., 2014).

Various studies, by Sur et al. (2002), Northouse, Williams, et al. (2012), Belgacem et al.
(2013) and Johansen, Cvancarova and Ruland (2018), agreed that the caregiver burden
affects the caregiver's psychological, behavioural, physiological and psychological
health as well as economic and financial resources. In addition, caregiver suffering and
QoL have been strictly related to the cancer patients’ physical health; if the patient’s
health worsens, the caregiver care burden increases and QoL of the caregiver worsens
(Rutering et al., 2016). The decrease in QoL of the caregiver affects the quality of care
provided to the patients and thus the QoL of the patient (Ugur et al., 2014; Krug et al.,
2016; Seyedeh, Ebadi and Seyed, 2017; Souza et al., 2017).
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QoL is hard to test or evaluate but it comprises the social well-being of the individual as
well as the prevailing health condition (Cano and Hobart, 2011; Hand, 2016). This
explanation of QoL varies and fluctuates from individual to individual, and expresses
and articulates different meanings to the same individual through the disease course
(Alptekin et al., 2010; Svalastog et al., 2018).

2.9.1 QoL assessment instruments

There are numerous QoL instruments available to investigators, but there is little
guidance for the researcher to select between them (Hyland, 2003; Matthews and Choi,
2016). To choose between the QoL instruments it is not easy because in fact that
experts who developed the instrument are commonly part of their own scales (Hyland,
2002, 2003). Even though the investigators may feel daunted in the need to select
them, this task is amazingly straightforward as soon as the guidelines and rules
underlying QoL scale performance are comprehended. This study used the “Caregiver
Quiality of Life Index-Cancer” (CQOLC) to measure the cancer caregivers QoL and the
“European Organization for Research and Treatment of Cancer Quality of Life

Questionnaire (EORTC)” to measure cancer patients QoL.

2.10 CANCER PAIN

Pain is a multifaceted phenomenon and refers to, unhappy “sensory and emotional”
involvement ascending from real or possible tissue injury (International Association For
The Study Of Pain, 2014) . According to Everdingen et al. (2007), more than 70% of
cancer patients experience pain caused by their disease and/or treatment. However,
50% to 70% of cancer patients experience pain in some point, which usually increases
as the disease aggregates (Kaila and Maree, 2018). Cancer pain can either be acute or
chronic, based on duration of pain, which may trigger fear of cancer progression or

recurrence, worsen anxiety, hopelessness and depression (Brant, 2018).

Cancer pain includes inflammation mechanisms, compression and ischemia producing
nociceptive and neuropathic combination symptoms and this neuropathic component

has been adjudged to affect, at minimum, 20% of all cancer patients (Yoon and Oh,
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2018; Edwards, Mulvey and Bennett, 2019). According to Brant (2018), nociceptive pain
consists of “somatic and visceral” pain. Somatic pain is produced by stimulation of
“nociceptors” in the periphery arising from the bone, muscles, skin, joint or connective
tissue and is described as localised, aching, gnawing, sharp or throbbing pain or
pressure, and can be persistent or recurrent (Beinart et al., 2012; Kaila and Maree,
2018; Yoon and Oh, 2018; Edwards, Mulvey and Bennett, 2019). Visceral pain results
from stimulation of nociceptors in the abdominal or thoracic cavity, secondary to
distension of viscera, compression or infiltration of the thoracic or abdominal tissue and
is characterised by diffuse, aching or cramping sensations which are poorly localised,
dull, aching or cramping (Sikandar and Dickenson, 2012; Kaila and Maree, 2018).
Peripheral pain is neuropathic pain caused by peripheral nerve injury, often
characterised by numbness and a tingling sensation, whilst centrally mediated pain is
neuropathic pain characterised by radiating and shooting sensations within a
background of burning and aching (Sikandar and Dickenson, 2012; Yoon and Oh,
2018).

Cancer pain can be acute or chronic. Acute pain is pain which typically lasts less than
six months, the cause is often known and pain behaviours are more frequently exhibited
(Brant, 2018; Kaila and Maree, 2018). Acute pain is one that has a sudden, well-defined
onset, an identifiable cause and is subject to sympathetic output. Acute pain may be
caused by diagnostic or treatment interventions including surgery, biopsy, reactions to
anticancer therapies, such as chemotherapy or the infusion technique, radiotherapy
such as mucositis in response to chemotherapy toxicity, hormonal therapy,
immunotherapy and infection (McMahon et al., 2006; Kaila and Maree, 2018).

Chronic pain continues for more than three months, or reoccurs over several months
beyond the usual course of an acute illness or injury (Kwon et al., 2013; Agboola et al.,
2015). Chronic pain is one of the main reasons of suffering and disability globally, and a
shared symptom of both cancer and HIV/AIDS. Chronic pain is also associated with a
collection of maladjustment of physical, psychological, family and social concerns and
can be considered as a disease entity (Brennan, Lohman and Gwyther, 2018; Kaila and

Maree, 2018). Chronic pain may be caused by the disease itself resulting in muscle
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pain, chronic headache, peripheral neuropathic pain and pain syndrome of the viscera,
and is also associated with cancer therapy, such as hormonal treatment, chemotherapy,

or surgical therapy (Brown, Ramirez and Farquhar-Smith, 2014).

Persistent pain is devastating for the QoL of those having cancer (Brown, Ramirez and
Farguhar-Smith, 2014; Stewart, 2014). Unrelieved pain results in many adverse effects
that have a negative outcome on the patient’s physical, psychological, social and
economic status. Physically the patients elicit pathophysiologic neural alterations,
including peripheral and neuronal sensitisation, which includes chronic pain syndromes.
In addition, the physiologic and psychological impairments related to pain interfere with
the patient’s ability to function at work, whilst persistent pain affects their capability to
sleep, eat, concentrate and deal with others (Sessle, 2011; Kaila and Maree, 2018).
Emotional and psychological issues, such as mood, fear and worry or anxiety, as well
as environmental issues, such as relationship with friends and families, influence the

pain experience and is associated suffering (Cousins, 2007)

Unfortunately, cancer pain is not always well managed. Deandrea et al. (2008), in a
systemic review focusing on the incidence of under-treatment pain of cancer, suggest
that approximately one in two patients with cancer pain are undertreated. Despite
several guidelines focusing on the management of cancer pain, including the WHOs
recommendations developed over two decades, 70% to 90% of cancer patients
experience pain even if effective treatment is available. Among cancer patients who
experience pain, 42% report insufficient analgesia (Rannestad and Skjeldestad, 2007;
Kaila and Maree, 2018). Unrelieved cancer pain is also related to sleep turbulences and
feeling depressed, which is more often stated by young cancer survivors and those with

co-morbidities (Syrjala et al., 2014; Posternak et al., 2016).

Inappropriate management of pain, due to barriers relating to patients and health care
providers, contributed pointedly to the challenges of controlling cancer pain (Kaila and
Maree, 2018). According to Oldenmenger (2009), patient and family barriers include
false impression about anaesthetics medication and their side effects, which lead to
non-adherence to treatment schedules and low communication of their distress to

health professionals. Not reporting pain is also a barrier to effective management.
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Campbell (2011), stated that patients might not report their cancer pain for many
reasons, such as the desire not to bother the staff, fear that their pain is indicative of
disease progression, fear of becoming addicted or tolerant to the pain medication and
concern about the side effects (Omran et al., 2014; Givler and Maani-Fogelman, 2019).
Additional barriers include ignorance about pain medication, social, educational,
economic and/or religious factors, family beliefs, culture and society’s attitudes towards
pain relief and the belief of patients that they can manage their own pain (Givler and

Maani-Fogelman, 2019).
2.10.1 Pain assessment

A systematic assessment of cancer pain is the crucial first step in pain management
and of little significance if the assessment is incorrect (Breivik et al., 2008; Campbell,
2011; Kim et al., 2012; Boekel et al., 2017). According to Campbell (2011), the existing
standard method of early cancer pain assessment comprises a comprehensive history
and physical examination, assessment of the psychosocial conditions of the patient and
a diagnostic work up considering what causes the pain and pain intensity. Brant (2018)
suggests the "ABCDE" approach consisting of ask, believe the patient, choose an
intervention and treatment, deliver treatment on time and empower the patient to have
control of their situation to assess and treat pain. However, pain assessment usually
includes two areas. the initial assessment that consists of the site of pain, pattern of
pain, aggravating factors, relieving factors, patient’s description of pain and an ongoing
assessment that includes the response to treatment (Campbell, 2011; Stewart, 2014).

2.10.2 Pain Assessment Instruments

Pain assessment instruments are important to perform a proper assessment and likely
to be communicated constantly and sustained over any period of time
(Hadjistavropoulos et al., 2016; Lichtner et al., 2016). Numerous assessment
instruments and pain rating scales have been developed for different types and sub
types of acute and chronic pain that are either one-dimensional or multidimensional.
One dimensional instruments have one measure to rate pain, while multidimensional

instruments measure numerous factors and its severity, such as behaviour, mood, how

43



pain impacts on life, activities of daily living and the treatment used before (Dansie and
Turk, 2013; Brant, 2018). Pain measurement scales include verbal rating scales, word
scales, nonverbal scales, face scales, behavioral pain scales and behavioral
observation scales. Numerical rating scales are commonly used in adults (Hjermstad et
al., 2011; Pathak, Sharma and Jensen, 2018) and verbally administered numerical
rating scales are favoured over visual analogue scales and word descriptor scales
(Pathak, Sharma and Jensen, 2018).

Pain assessment instruments usually include a rating scale, and assess other factors
such as the quality of the pain, the location of the pain, what alleviates and what
aggravates the pain (Hjermstad et al., 2011; Kaila and Maree, 2018). The brief pain
inventory (BPI) (Ballout et al., 2011) is an example of such an instrument and was used

in this study.

2.11 THEORETICAL MODEL

There are a number of models relating to stress and coping with stress. The model
selected for this study was Lazarus and Folkman's (1984) transactional model of
stress, appraisal, and coping . According to Lazarus and Folkman, (1984, 1987), Shaw,
(1999) and Hudson, (2003), this model has been broadly supported as a valuable model
to direct caregiver research. This model recognises the significance of positive mental
states and intervention outcomes related to caregiving. While this seminal body of
research is important in the understanding of how caregivers react to and cope with
stressors, it assumes that coping is the most efficient means for adaptation. This may
be more useful as a model in short-term crisis events as opposed to long-term living

with the outcome of cancer and its related treatment.

Lazarus and Folkman (1987) contended stress was a consequence of a transaction
among a person and his/her environment. As such, stress incorporates a set of
intellectual, perspective, affective, and coping factors . According to Lazarus and
Folkman (1984), Serido et al. (2014) and Yao et al. (2017), stress is a consequence of

an inequality between the caregivers and cancer care-related environment.
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Personal appraisal of an event or condition provokes adapting and the ability to use
available support resources and these reactions facilitate the existence of a stress
response. To be precise, stress will take place once there is an apparent inconsistency

among the needs of the situation and the sources existing to deal with the stressor.

Lazarus and Folkman's (1984) model proposes that cancer is a stressor in cancer
patients and will affect the physical and psychosocial status of caregivers of cancer
patients. In this perspective, stress includes cognitive, affective, and adaptive variables.
In addition, the factors that influence appraisals of harm include a person’s values,
commitments, nature of the harm, social support, availability of resources, coping skills,

and duration of harm.

This model described in figure 1.2 claims that the main facilitator of “person-
environmental transactions” is appraisal. Three kinds of appraisal that define the
emotions and coping behavior are: “primary, secondary, and reappraisal” (Lazarus and
Folkman, 1984).

Primary appraisal is a judgment about how a person perceives a situation to be a
potential source of harm, as well as what harm occurred because of the situation. This
awareness of harm elicits the secondary appraisal. Secondary Appraisal is the
procedure of defining what adaptive preferences or behaviours exist to deal with any
harm and how effective these options might be. Frequently, primary and secondary
appraisals happen simultaneously and interrelate with each other; factors that affect the
appraisal involved in an individual‘s belief in personal control. Other factors affecting the
cognitive appraisal comprised the volatility of an incident, how imminent an incident was
and the incident duration. Reappraisal is the process of continuously evaluating and
changing earlier primary or secondary appraisal as the situation progresses; what was
firstly perceived as harm might now be observed as irrelevant. Often, reappraisal results

in the cognitive elimination of an apparent risk (Shaw, 1999).

Use of the Lazarus and Folkman model
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Figure 2.2 presents the Lazarus and Folkman’s “transactional model of stress and

coping” model to guide the current study.

Situation or event
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Appraisal (primary appraisal)
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CQ Seconchryappraisal% u

Perception of the ability to cope
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Figure 2.2: Lazarus and Folkman’s transactional model of stress and coping
(Shaw, 1999).

According to this model, personal, social, and disease-associated factors are
antecedent circumstances that can constitute harm and affect the QoL of cancer
caregivers. The transaction between a person and his/her social or illness-related
factors, such as cancer ,can influence how individuals appraise and cope with the
illness (Shaw, 1999).

Lazarus and Folkman’s “ transactional model of stress and coping” is a conceptual
model developed for evaluating the process of coping with numerous stressors, such as
work stress, family stress, and the challenge of caregiving. The conceptual
underpinning of the model is that when persons are confronted with a stressor such as
cancer, they experience appraisal practices which point their coping to the stressor. If

they are unable to cope, it will have an impact on their QoL.
This model offers a testable theoretical method for measuring the alteration in QoL. This

theoretical model, as shown in figure 2.3, was used in this study to explain and expect

alterations in QoL as consequences of the collaboration of mentioned factors.
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Figure 2.3: Theoretical framework of factors affecting Primary Caregiver QoL.
Arrows ( —_ ) indicate the effects of the intervention on the outcome. Light lines
( — ) indicate significant relationships between variables of the study that observed

from previous studies.

The variables identified in Lazarus and Folkman’s “transactional model of stress and
coping” are predictors of physical, emotional and psychosocial outcomes of cancer
patient’s primary caregivers. Therefore, they offer a solid theoretical source for an

intervention to enhance QoL.
2.11.1 Stress

Lazarus and Folkman (1984), defined stress as an association among the individual
and the environment that is appraised by the individual as exhausting, or greater than a
person’ resources and compromises an individuals’ wellbeing . The decision that a
certain “person-environment” correlation is stressful is a turning point for a cognitive
appraisal . When threatened with a stressful event, an individual may react with a
psychological or physical reaction (Lazarus, 1999). The existence of a stressful state
does not mean that the individual would have a reaction, as stress was well-defined by

the individual's reaction instead of the incident (Lazarus, 1999).

Stressful circumstances could possibly be classified into three areas: (a) great scale

incidents including a lot of persons, such as “disasters or wars,” (b) great incidents,
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which have an influence on one or a few persons, such as decease of a precious one,
and (c) day-to-day hassles or small annoyances which have an influence on responses
to bigger stressors (Lazarus and Folkman, 1984). Caring for a cancer patient could
position itself into the second or third areas, where the large-scale event involved a
caregiving experience. Not everybody reacts to similar stressful conditions in a similar
way, as the stressful incident and the features of the caregiver vary (Lazarus and
Folkman, 1984).

2.11.2 Coping

Once an individual appraised an incident as stressful, the individual then identified what
they might do to adapt to this incident (Lazarus and Folkman, 1984). Coping may
possibly take two forms, either “ problem-focused or emotion-focused strategies”
(Lazarus and Folkman, 1984). “Problem-focused strategies” are coping strategies that
include handling or modifying the trouble with the individuals or the environment.
“‘Emotion-focused strategies” comprise an adaptable, expressive reaction to the
incident. Persons might use both kinds of strategies to hand out the stressors.
“‘Emotion-focused forms of coping,” which consist of denial and avoidance can damage
health by blocking or hindering the coping health and disease-related behaviour
(Lazarus and Folkman, 1984). Once using the “emotion-focused strategies,” individuals
may succeed in depressing emotional distress, but during the course, have no success
in pointing out the problem that could be receptive to appropriate action (Lazarus &
Folkman, 1984).

2.12 SUMMARY

This chapter provided a brief history of cancer as a disease, cancer symptoms,
diagnosis of cancer and treatment, the influence of caring of cancer patients on
caregivers, the role of caregivers, palliative and support care, and then went further to
discuss in detail the conceptual framework used. The next chapter describes the
methodology and research design used in the study.
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CHAPTER THREE
RESEARCH DESIGN AND METHODS
3.1 INTRODUCTION

This chapter focuses on the study design, study setting, population of the study and
sample, instruments, recruitment, inclusion criteria, collection of the data procedures,
management and analysis of the data and ethical considerations. The current study was
aimed to develop and pilot test a support programme for caregivers of patients with
cancer in Palestine. The intervention was measured in terms of a primary outcome and
secondary outcomes; the primary outcome was caregiver QoL and secondary outcome,
caregiver care burden, cancer patient QoL, pain experience and symptom burden.

3.2 STUDY DESIGN

The research design presents the process of enquiry and is the plan for solving
research questions (Creswell, 2014; Adebiyi and Abayomi, 2016), and serves as the
blueprint of a study guiding its planning and implementation in a way to achieve
accurate results. The research design is a set of consistent steps, which the researcher
takes in order to offer answers to the research questions (Byrne and Humble, 2007;
Burns and Grove, 2009; Polit and Beck, 2012; Creswell, 2014).

The research design for this study was a sequential multi-method study conducted in
Phases (Figure 3.1). According to Mafuba and Gates (2012), supported by Stange,
Crabtree and Miller, (2006) and Byrne and Humble, (2007), sequential multiple methods
comprise the use of outcomes and results obtained via one data gathering method to
determine the implementation and direction of following Phases of a research plan. This
design assisted the researcher in using all the available tools to gather extra
comprehensive information, which offers outcomes that have a comprehensive
perspective of the overall concern or the problem of the current research. Instead of just
focusing on one style of research methodology, mixed methods encouraged the

researcher to highlight or underline the research problem and use all methods available

49



in order to have a better understanding (Creswell and Plano Clark, 2007, 2011; Wium

and Louw, 2018).

Phase 1

Phase 2

Phase 3

Scoping review, to
synthesise the
evidence regarding

Scoping review in
order to exhaust the
viability of published

Developed/adapted
and validation of a
support programme
for caregivers of

the support needs of 3 SUPPOIt programmes
caregivers of cancer for caregivers of
patients patients diagnosed
with cancer

cancer patients.

Phase 4

Pilot test the support
programme

Figure 3.1: Summary of Steps of the Study

Development of a support programme for caregivers of cancer patients involves a
scoping review and systemic search of the literature. In the current study, however, both
of scoping reviews occurred prior to the implementation of the programme to allow the
researcher to recognise the existing issues, improvement and challenges that the
caregivers face in cancer care. It also allowed the researcher to formulate the intended
support programme content that was found in the literature (Levac, Colquhoun and
O’Brien, 2010). A scoping review includes a precise method of intensive literature
review that categorises, critically appraises, chooses and synthesises all pertinent
research evidence about a particular research question (Arksey and O’Malley, 2005).
The scoping reviews should be used to search for evidence and the criteria for selecting
the evidence and the strong point and limitations of the core of evidence must be
undoubtedly described (Arksey and O’Malley, 2005; Levac, Colquhoun and O’Brien,
2010; Dijkers, 2011).
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3.3 PHASES OF THE STUDY
3.3.1 Phase 1: Scoping review

The research question addressed in this scoping review was, “What evidence is

available pertaining to the support needs of caregivers of cancer patients?

These questions were answered by obtaining evidence about the effects of support
programmes on cancer patients’ caregivers’ QoL and care burden, as well as, cancer
patients’ QoL, pain experience and symptoms burden according to the literature. The
scoping reviews followed Arksey and O’Malley's (2005) guidelines. The method for the
scoping reviews is discussed in detail.

Scoping reviews have become a common method for synthesising research evidence
(Arksey and O’Malley, 2005; Levac, Colquhoun and O’Brien, 2010; Pham et al., 2014).
Scoping studies are an easier and faster method of gathering ideas and main
perceptions that the research depends on and the type of evidence that is available.
Scoping can be carried out as individual research particularly if the area under
investigation is complicated or it is studied for the first time (Arksey and O’Malley, 2005;
Emmerson et al.,, 2009; Dijkers, 2011; Daudt, Van Mossel and Scott, 2013). The
scoping review also strives to offer a general idea of a possibly great and varied body of
literature relating to a comprehensive area (Arksey and O’Malley, 2005; Boldt, Yusuf
and Himelstein, 2006; Drucker, Fleming and Chan, 2016; Aryal, 2017).

Scoping reviews are used to evaluate the research findings, identify the knowledge
gaps in the research study, set the research agenda, identify implications for decision-
making, identify articles that are used or designated scoping review approaches and
give guidelines and quality for reporting scoping review studies (Burga and Rezania,
2015; Buchberger et al., 2016).

The researcher selected Arksey and O'Malley's (2005) “five-stage framework,” which
approves a rigorous or precise method of clearness, permitting duplication of the search
plan and aggregating the consistency of the results for the scoping review. Arksey and

O’Malley (2005) aim to inspire conversation about the worth of scoping reviews and
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offer a starting point in the direction of a practical model. Since the development of
Arksey and O’Malley, (2005) scoping review, a few researchers have depended on their
experience with scoping reviews and applied an enhancement or refining to the core of
the scoping review (Brien et al., 2010; Daudt, Van Mossel and Scott, 2013; Pham et al.,
2014).

To search the literature, relevant and related peer-reviewed journal articles published
between 1st January 2008 to 31 December 2017 were searched from the following
electronic databases; PubMed, CINAHL, Science Direct, and Scopus. The key words
used were support needs + caregivers + cancer. The databases were chosen to be
broad and to overlay a wide range of disciplines. In addition, reference lists of tracked

papers were also used to track other related articles.

The review comprised the following five stages: (1) finding the initial question of the
research, (2) detecting related studies, (3) study selection, (4) charting the information
that the research obtained and (5) summarising and reporting the outcomes utilised in

this review.

3.3.2 Phase 2: Scoping review

The researcher used a Scoping review to answer part two of the first research question:
Which support programmes exist in literature? The second scoping review was used by
the researcher in order to exhaust the viability of published support programmes for
caregivers of patients with cancer. And the same method used in Phase 1 was used

here in Phase 2.

For a wide-ranging search of the literature, publications of related and relevant peer-
reviewed journal articles written in English were searched in the following four electronic
databases; PubMed, CINAHL, Science Direct, and Scopus. The databases were
chosen to be broad and to overlay a wide range of disciplines. Data were collected by
repeatedly searching the selected databases with the key words: Support programme +

Caregivers + Cancer.
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Literature reviews, dissertations, editorials and letters to the editor, case reports,
discussion papers, conference proceedings, and grey literature, as well as duplicate
articles were not included. Shortlisting of the articles according to the criteria described
was done by the researcher who checked the titles of all the identified work papers,
picking those that related to the study, as well as evaluating the abstracts and reading
the selected papers that appeared to answer the research question.

During phase 1 and 2 regular meeting with the supervisor was done to identify the
relevant studies and to ensure study rigour. The abstracts were read in full to see
whether they were suited to the inclusion criteria. If the abstract are not clear, the full

texts were read.

3.3.3 Phase 3- Development/adaptation and validation of the support programme

for caregivers of cancer patients.

This Phase refers to the second objective of this study, which was the
development/adaptation and validation of the support programme for caregivers of
cancer patients. During the programme development, the findings of the literature
reviews conducted in Phases 1 and 2 guided the development of the support
programme. The data were analysed according to the question asked during the
reviews, “What evidence is available pertaining to the support needs of caregivers of
cancer patients and which support programmes exist in literature? An expert group

validated the proposed support programme.

The support programme was adapted from the work of numerous authors (Hudson et
al., 2008, 2009; Miyashita et al., 2008; White et al., 2008; Bakitas, et al., 2009; Clarke
and Seymour, 2010; Badger et al., 2011; Meyers et al., 2011; Porter et al., 2011; Boele
et al., 2012; Ledderer et al., 2013; Mclean et al., 2013; Northouse et al., 2013;
Belgacem et al., 2013; Clark et al., 2013; Collinge et al., 2013; Fegg, 2013; Badr et al.,
2015; Shaw et al., 2015; Sun et al., 2015; Dionne-odom et al., 2015; Hendrix et al.,
2016), as well as publications of the National Cancer Institute, (2014), Department of

Health and Human Services, including: “When Someone You Love is Being Treated for
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Cancer,” which is a programme focused on the caregiver who provides care to a

critically ill person and cancer patients.

The findings from the two scoping reviews were triangulated, using an inductive
approach to draw conclusions which were used to develop/adapt the new support

programme (Addendum A).

Once developed, an expert group validated the programme; the purpose was to ensure
the programme measured what it was supposed to. The hope was that during the
validation, the expert group would subject it to face and content validity, and then it
could be modified in line with the outcome of the exercise. The validation process was
performed by disseminating the developed support programme and the self-designed

scoring form with a Likert scale by the expert group.

Convenience sampling was used to select experts who validiated the programme.
Convenience sampling, also known as accident sampling, is a type of nonprobability or
non-random sampling where participants of the target population meet defined criteria,
such as geographical closeness, availability or accessibility at a given time, or the
willingness to take part for the objective of the current study (Farrokhi, 2012; Etikan,
Musa and Alkassim, 2016). It is also denoted as the researching of participants within

the population who are accessible without difficulty to the researcher (Zohrabi, 2013).

The expert group, who practiced in the field of cancer care, worked with the cancer
patients and their families in inpatient and outpatient clinics at the target hospital, and
had more than two years’ experience. According to Guimaraes et al. (2015), these two
years of experience were enough to prepare experts who were nurses and physicians
to be specialised in health fields with at least two years of practice. The expert group
consisted of healthcare professionals (n=6): four senior oncology nurses (n=4) who had
more than five years of experience, two of whom had post-graduate degrees in
oncology, one oncologist (n=1) acting the Head of Oncology and Bone Marrow
Transplantation Department and who had more than 15 years of experience with cancer
patients, and one social worker (n= 1) with more than 15 years of experience with
cancer patients, having worked 9 years in the private sector and 6 years in the target
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hospital. All the experts worked in the oncology unit at the target hospital with cancer
patients treated at the same facility. In addition, the chosen caregivers (n=4) had to
have more than three months experience taking care of their cancer patients at home to

make them eligible to be included as an expert to validate the proposed programme.

It is important to ensure content and face validity as these two measures build a strong
foundation for an empirical measure. The expert group was asked to read the
developed support programme, and use the self-designed scoring sheet form for
feedback, recommendations, criticisms, suggestions to be analysed and to enhance the

face and content validity, as well as incorporate it into best practice.

Face validity, is the extent to which a support programme is subjectively viewed as
covering the concept it purports to measure (Elo et al., 2014; Bolarinwa, 2019). At this
stage, the expert group, who were familiar with the concept under investigation, were
given the programme to review the support programme and conclude it measured the
characteristic or trait of interest. Face validity involves the expert looking at the items in
the programme and agreeing that it is valid to measure the concept being measured
(Tsang, Royse and Terkawi, 2017; Bolarinwa, 2019). This means they are evaluating
whether each of the measuring items in the proposed programme match any given
conceptual domain of the concept; it is the most widely used form of validity in
developing countries (Elo et al., 2014; Bolarinwa, 2019). The expert group was required
to evaluate the programme with respect to problems, ambiguity, relativity, proper terms
and grammar, and understandability using the self-designed scoring sheet (Addendum
C).

The content validity of the support programme refers to the degree to which a support
programme is relevant to, and representative of the targeted construct it is designed to
measure (Dahiru, Aliyu and Kene, 2006). Assessment of the content validity of the
support programme was by asking the expert group whether they agreed that each
heading and subheading, as referring text, was about that which it was supposed to be.

The experts were asked to look for the sampling sufficiency of the content being
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assessed to validate and refine the programme. The rating for the programme content

was for relevance for the intended target group, the feasibility of the programme by

means of applicability, adequacy or appropriateness of the intervention’s acceptability

and recruitment ways. The programme material, delivery, period and strength, as well

as its support nature and comprehensiveness were also to be validated (Dalal and

Bruera, 2017; Seltam, 2018). The support programme and self-designed scoring sheet

were collected and analysed.

The procedure for validation in Phase 3 was as follows:

The necessary permissions were obtained, and the expert panel group recruited.

During the first visit, the nurse, oncologist and social worker who were on duty in
the oncology department and caregivers accompanying the cancer patients were
recruited by requesting their permission to take part in the study as an expert
group, if they were eligible according to the inclusion criteria, after the

explanation was provided regarding their role, goals and objectives of the study.

When the researcher prepared the support programme, the programme and a
self-designed scoring form with a Likert scale, which were translated and printed,
were given to all members of the expert panel, one week before a scheduled
group meeting. The self-designed scoring form with the Likert scale, agree,
disagree and not sure what the expert believed, was to validate the programme
and ensure familiarisation with the programme with the view to facilitate

discussion of the same.

The expert group was also given the opportunity to express their opinions or
views, and make comments, notes and suggestions, or corrections and
recommendations on the support programme after agreeing or disagreeing with
the statement, and provide any comments they thought would enhance and
strengthen the proposed support programme for caregivers’ of cancer patients,
as the process would lead to changes in the programme draft by restructuring,

modification of sentences and reordering of statements. The researcher asked
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the experts their opinion about whether the programme focused on the concept
intended and the degree to which the objects in the tool sufficiently signified the
whole content for the idea being assessed. To confirm anonymity, assessors

were not asked to provide their names.

The Likert scale, used for the validation, aimed to identify the ideas or attitude of
a topic and cover a number of declarative declarations. Answer choices on a
Likert scale usually state agreement, evaluation and frequency (Burns and
Grove, 2009; Pearse, 2011; Lovelace and Brickman, 2013). The Likert scale
assigns a numerical score to individuals to put them on a continuum with respect
to the attribute being measured. Declarative statements expressing a viewpoint
on the topic were developed and the panel was asked to indicate the degree to
which they agreed or disagreed (Pearse, 2011; Hudson and Aranda, 2014). Data
were analysed descriptively to determine whether or not the panel approved the

content.

One week later, permission was again obtained from the head of the department
to meet with the expert group without affecting their daily duties by choosing the
most suitable time and place. The time allocated was at 12 mid-day in the
oncologist’s office; the six healthcare experts were available as the department
works until 5 pm daily, which enables the researcher to meet them any time in
any day. The researcher agreed to meet the caregivers separately as they came

with their sick persons on different days.

The meeting with the expert group included discussion of their notes and
recommendations. The researcher took the notes and discussed them with the
supervisor to ensure the capturing of all their comments. The notes were added
to those on the self-scoring sheet, and the expert group notes were also
analysed to guide the refinement of the support programme.

The researcher provided the expert group with the validated support programme

before it was implemented for the final evaluation.
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e The process was continued until the saturation level of the notes analyses was
seen and no new notes were provided. At this point, the support programme

(Addendum A) was validated and ready to pilot test.

3.3.4 Phase 4: Pilot testing the support programme
3.3.4.1 STUDY SETTING

The state of Palestine is divided into two geographical parts; the West Bank is located in
the East close to Jordan, and the Gaza Strip is located by the Mediterranean Sea in the
West. East Jerusalem is the capital of Palestine. The number of inhabitants in both
parts is 5.148.809 as of March 23, 2019. Palestine includes 21 cities distributed in all
lands controlled by Palestinian’s government (Palestinian Central Bureau of Statistics,
2011; Al Mezan Center for Human Rights, 2019) and 73.7% of the population is urban
(3.822.445). The median age of Palestinians is 19.6 years. Regarding religion, 93% of
Palestinians are Muslim, while Palestinian Christians represent an important minority of
6% (Falk, 2012; Falah, 2014). Regarding education, the literacy rate was 96.3%
according to a 2014 report by the United Nations Development Programme, which is
high by worldwide criteria (Hugh et al., 2019).

The study was conducted in An-Najah National University Hospital in Palestine, Nablus
City in the West Bank, which is easily accessible to all patients and their families of the
Nablus Province, and which forms part of the public health services, providing cost-free
healthcare services to patients in Nablus City and surrounding provinces (Figure 3.2).
The health service provided by the hospital is funded by the An-Najah National
University and by the Government. The hospital has 120 beds plus 25 beds for
oncology patients, has more than 500 staff members and serves more than 389,328
residents living in the city, and more than 200 000 from surrounding areas. This central
hospital also serves the cancer patients from other referral governmental and private
hospitals in Palestine. Cancer patients have access to surgery and cancer
chemotherapy as primary treatment modalities. Treatment and care are delivered on an
outpatient and inpatient basis by a multi-professional team (An Najah National
University, 2019).
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Figure 3.2: Map of Palestine/West Bank showing 10 states (Jardaneh, 2007).

3.3.4.2 RESEARCH DESIGN AND METHODS

Pilot study to test the support programme using an intervention study design and pre-
test post-test approach to measure the outcomes. Nursing interventions are defined as
“‘intentional cognitive, physical, or verbal actions accomplished with, or on behalf of,
persons and their families that are directed in the direction of accomplishing specific
therapeutic objectives relative to a individuals health and wellbeing (Wilson-Barnett,
2001; Burns and Grove, 2006; Reising, 2016; Butcher et al., 2018). The nursing
interventions was defined as a treatment, therapies, procedures, or actions applied by
healthcare professionals toward clients, in a specific situation, to move the individual’s
condition to preferred health outcomes that are helpful to the individual (Wilson-Barnett,
2001; Burns and Grove, 2006; Reising, 2016; Butcher et al., 2018).

Intervention research is a term occasionally used to speak of a unique practice of
design, developing, applying, testing, analysing, distributing and disseminating
interventions (Polit and Beck, 2004; Lobo, Kagan and Corrigan, 2017). Intervention
studies test the influence of an intervention on a dependent variable or outcome (Burns
and Grove, 2009; Thiese, 2014; Alla, 2016). As well as an intervention study, a research

design is the process of specifying who will receive an intervention and how outcomes
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were observed. In addition, its indicates when an intervention occurs and for what
period it was provided (Fraser et al., 2009; Alla, 2016).

Interventional study design, also named experimental studies, are those wherever the
researcher acts as mediator as part of the design of the study, and are frequently
prospective and explicitly tailored to assess the direct effects of treatment or protective
actions on disease (Thiese, 2014; Adebiyi and Abayomi, 2016). According to Burns and
Grove (2009), intervention research is a revolutionary new methodology that has great
potential and promises as a more efficient way of interventions measurement and

analysis. It swings the focus from causal connection to causal outcomes.

The intervention in the current study was the support programme for caregivers of
cancer patients and it was developed based on findings of Phase 1 and 2 of the study.
Intervention design used in current study was appropriate because it allowed the
researcher to examine the effectiveness the proposed support programme, and to
conclude that the support programme was responsible for an observed outcome that
was not spuriously the result of some of other factor (Fraser et al., 2009; Thiese, 2014).
The intervention was introduced to observe the effect of independent variables, which
was the support programme given to the caregivers’ of cancer patients and the

dependent variables, included the primary and the secondary outcomes.

The intervention study design was used to introduce the validated support programme
in Palestine using a pre-and post-intervention method and products of the programme

were assessed.
3.3.4.3 Pre-test Post-test approach

This involves implementing the intervention to some subjects and assessing that
intervention before and after (Thiese, 2014; Krasny-Pacini and Evans, 2018). Pre-test
post-test approach testing is an evaluation, assessment or measurement model
planned to examine the alteration in overall critical thinking skills or dispositions in a
group that took the test or the intervention (Valer et al., 2015; Alessandri, Zuffiand and

Perinelli, 2017). It includes the observation of the dependent variable, which is the
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primary and secondary outcomes at two points in time pre and post the intervention
(Polit and Beck., 2010; Marsden and Torgerson, 2012).

This Phase was conducted as follows:
Recruit intervention group — pre-test group — intervention — post-test group

Caregivers (n=50) and cancer patients (n=50) with different cancer types and disease
stages were sampled using a convenience sampling method. The researcher first asked
the patients to identify the primary caregiver. Those who fitted the inclusion criteria were
enrolled into the current study, if available and willing; they could only participate if their
cancer patients also agreed to participate in the study. The caregivers attended the
intervention without cancer patients as this programme was established by means of

the caregivers support needs.
3.3.4.4 Pre-test approach

Before the support programme was implemented, caregivers of cancer patients QoL,
and care burden, as well as, cancer patients QoL, pain experience, and symptoms
burden were assessed to determine the influence of the support programme would have

on the outcomes.
3.3.4.5 Study Population

Population is all participants that conform to a set of specifications, which is the total
group of people that are of concern to the researcher and to whom the research’s
results can be generalised (Eldredge, Weagel and Philip, 2014; Schuller et al., 2014;
Rudhumbu, 2015). A population is a whole set of persons or objects that share specific
characteristics of interest to the researcher and can consist of objects, people, or
places, such as schools, from which the sample is taken (Banerjee and Chaudhury,
2010; Asiamah, Mensah and Oteng-Abayie, 2017).

The target population differs from the population and, according to Byrne and Humble,
(2007) is the total set of people about which the researcher would like to generalise the

findings. The target population has to meet specific criteria, but may still be too large for
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a study. Therefore, due to time, money and personnel constraints, the accessible
population, which is available and meets the criteria of the target population, is used
(Etikan, Musa and Alkassim, 2016; Asiamah, Mensah and Oteng-Abayie, 2017).

The population for this study was all cancer patients 311 (N=311) and their caregivers

311(N=311), who accompanied their cancer patients to the hospital.
3.3.4.6 Sampling

The method of sampling selects a fraction of the population, or members selected from
the whole population, who represent the whole population to make inferences and
conclusions about the population (Palinkas et al., 1968; Omair, 2014; Rudhumbu, 2015;
Seltam, 2018).

Convenience sample was used to select the participants. The participants were all
accessible adult unpaid primary caregivers and cancer patients who receive cancer
care and treatment at the setting at the time of the study, which represented different
cultural groups in Palestine, both males and females and who lived in both rural and

urban communities.

Thabane et al. (2010) stated that pilot studies can be used to assess treatment or
interventions. The authors also stated there is no need for a sample size calculation in a
pilot study. Cohen (1992) however stated that to achieve power (confidence level) for a
pilot study, when expecting a medium effect in an intervention study, a sample size of
approximately 50 (n=50) is adequate. For the purposes of this study however, 50 (n=

50) caregivers and 50 (n= 50) cancer patients, were included in the pilot study.
3.3.4.7 Inclusion criteria

The inclusion criteria for the participants in the current study was a cancer patient 18
years old and older, has an “ECOG performance status” of less than four and who
agreed to participate in the study, and caregivers 18 years old and older who have more
than three months experience of caring for a cancer patient, should identified by the

patients as the primary caregivers and agree to participate in the study.
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3.3.4.8 Recruitment

The researcher approached the nurses practicing in the oncology unit after data about
the study was clarified to them in order for them to provide assistance to the researcher
to organise the educational intervention for caregivers and to communicate with cancer
patients to get them to identify the primary caregiver. As the cancer patients health
status ‘was one of the main inclusion criteria for the study, the researcher, together with
nurses, used the ECOG performance status to measure if the cancer patients’ health
status made the patients eligible to be included in the study and if they were capable of

answering the pre- and post- intervention questionnaires.

Caregivers were recruited conveniently when they accompanied their relatives or
persons with cancer for whom they were caring to outpatient consultations. After the
researcher recognised the caregivers, with assistance provided from the nurses and
their cancer patients, caregivers was asked for their permission to participate in the
study. Caregiver information leaflets (Addendum D) and informed consent (Addendum
E) were posted in the department waiting sector and disseminated by the researcher

himself.

Once the caregivers were recruited, the cancer patients were approached and asked
whether they would be prepared to participate in the study. The caregivers were entered
into the programme only if the sick person was willing to participate. An information
leaflet was given to both caregivers and the patients and informed consent (Addendum

F & G) to participate in the study was obtained from both parties.
3.3.4.9 Data collection

Data collection is the organised and structured collecting of data relevant or related to
the research purpose or objectives and questions using the inclusion criteria of the
study (Dahiru, Aliyu and Kene, 2006; Polit and Beck, 2012; Bhaskar and Manjuladevi,
2016). In addition, data may be collected from the participants by “observing, testing,

measuring, questioning or recording, or a grouping of all these approaches” (Burns and
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Grove, 2011; Bhaskar and Manjuladevi, 2016). The data collection process was as
described bellow:

e The necessary approvals were obtained from the Department of Nursing Education,
the School of Therapeutic Sciences Research Assessor Group and the Ethics
Committee of the University of the Witwatersrand with reference No: M180115
(Addendum H). The Chief Executive Officer (CEO) of the hospital where the study
took place also approved the application to conduct the research (Addendum I).

e The researcher approached the Head of Nursing and Head of Department to ask for
permission to commence the data collection and to gain their support for the study.
The researcher intended no disruption to the daily functions of the department.

e The patients were approached and recruited, using convenience sampling, to
identify their primary caregivers. The researcher started to recruit the caregivers
when they accompanied the sick person to the hospital or outpatient’s clinic, and the
caregivers were allowed to participate if their cancer patients were also willing to join
in the study.

e Study descriptions were provided to all participants. The researcher explained that
joining the study was voluntary and that participation could be withdrawn at any time
without any penalty, and no names would appear at any point of the study.

e The researcher administered questionnaires to collect the data. This approach had
the advantage of permitting the researcher to explain or rephrase the questions and
include participants of all educational levels (Bolderston, 2012; Alshengeeti, 2014;
Practice, Carolina and Hill, 2015).

e Demographic data were gathered first by means of a pre-interview questionnaire
using self-conducted sociodemographic data questionnaire.

e The researcher collected the data pre and post the intervention (Figure 3.3 ), and
validated the Arabic questionnaires, ZBIl, CQOLC, BPI, EQRTC and MSAS, used in
previous studies (Ballout et al., 2011; John, 2015; Shata, El-Kady and Ibrahim, 2015;
Alawneh et al., 2016; Taherdoost, 2016; Mohajan, 2017; Zarit et al., 2019) served as
data collection questionnaires. The questionnaires were selected because they were

recommended standard questionnaires that have been used in studies of cancer
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caregivers’ burden and QoL, and have established validity and reliability (Tamayo et
al., 2010; Leow, Chan and Fai Chan, 2015).

Caregivers and cancer patients

v

Assessment for meeting

inclusion criteria
Excluded caregivers because of
I Patients could not participate (n= 17).
P1 Not accepted to participate (n= 8).
* Not interested (n= 3).
Not enough time to participate (n= 6).

(Caregiver (n=50) and Cancer patients (n=50))

\

Support programme
(10 Sessions and Standard Care)

v

Total number of excluded caregivers due to

Excluded caregivers because
patient’s death (n=38) — of cancer patients’ death

¢ (n=12)

Follow up evaluation after completion of the intervention
(caregivers (n=38) and cancer patients (n=38)).

Figure 3.3: data collection process in Phase 4 adopted from (Arksey and O’Malley
(2005)

3.5 STUDY INSTRUMENTS

Six instruments were used to collect the data. Five of the instruments were standard
instruments that have been used in studies of cancer caregivers’ burden and QolL, and
have established validity and reliability (Shilling et al., 2016; Bhardwaj, 2018). The sixth
instrument was a researcher-developed sociodemographic questionnaire. In addition to

the sociodemographic questionnaire, the ZBlI and the CQOLC questionnaires were
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completed by the caregivers and the BPIl, EQRTC and MSAS were completed by the

cancer patients. The questionnaires were:
3.5.1 Socio demographic data questionnaire

The researcher developed this closed-ended socio-demographic questionnaire
(Addendum J). The questionnaire was guided from previous studies that had the same
research interest and comprised 10 questions relating to age, gender, material status,
level of education completed, employment status, relation to cancer patients, and the
type of cancer the patient was suffering from, the anticancer treatment they received

and the medication they use.
3.5.2 Zarit Burden Interview (ZBl):

The ZBI is most popular and regularly used to measure caregiver burden (Bédard et al.,
2001; Bachner, 2013; Valer et al.,, 2015; Shilling et al., 2016; Souza et al., 2017;
Tessitore et al.,, 2018; Yu, Yap and Liew, 2018; Gabriel and Mayers, 2019). Initially
established and validated three decades ago (Zarit, Reever and Bach-peterson, 1980),
the ZBI has 22 items and is identified as a “one-factor scale,” reflecting the following
concern, namely “health, finances, social life, emotional well-being, personal life, and
interpersonal relationships” (Bédard et al., 2001; Ozer, Yurttas and Akyil, 2012). A new
meta-analytic study done by Yu et al. (2018) revealed that responses and replies to
such scale are reliable on caregivers population’s such as “spouses/partners, children,

parents” and care receivers such as “cancer, dementia, physical illness, mental illness.”

The original 22 item ZBI is scored on a “5 point Likert scale”. Every item is scored from
“0 to 4,” where “0= never, 1= rarely, 2= sometimes, 3= quite frequently, and 4 = nearly
always”. The entire ZBI was achieved by calculating the scores for the 22 items with a
range of O to 88, upper scores indicating more burden (Zarit, Reever and Bach-
peterson, 1980). According to the interpretation of the scores, the ZBI has four levels:
“0 - 20 little or no burden, 21- 40 mild to moderate burden, 41- 60 moderate to severe
burden and 61- 88 severe burden”. In the full 22-item scale, two different aspects were

recognised, “personal strain and role strained,” both representing sufficient internal

66



consistency (& = 0.89 and & = 0.77, respectively). The concurrent validity of replies was
also proven (Bédard et al., 2001; Harding et al., 2004; Bianchi et al., 2016).

The ZBI has been validated in many different countries, including Turkey, Singapore
and China. In Turkey, it was used to measure the caregiving burden among family
caregivers of inpatients in hospitals or clinics. It has an overall coefficient alpha of 0.82.
The Cronbach alpha extended between 0.81 and 0.83 (Ozer, Yurttas and Akyil, 2012).
The ZBI was used to measure the level of caregivers care burden they experienced in
Singapore (Seng et al., 2010); validity scores were very much associated with the
“Burden Assessment Scale” score (correlation coefficient = 0.73, p<0.0001) (Seng et
al., 2010; Taherdoost, 2016).

With time, abridged or condensed forms of the ZBI have been presented (Bédard et al.,
2001). The abridged Arabic version of the (ZBI-A) was used to measure the caregiver
care burden (Addendum K) after permission to use it was obtained (Addendum L). (ZBI-
A) is comprised of 12 items, which are graded on a “5-point Likert scale from 0 (never)
to 4 (almost always)”’, with an upper score expressing a higher care burden. Total
scores range from “0 (low burden) to 48 (high burden)” (Zarit, Reever and Bach-
peterson, 1980; Bachner, 2013). Pearson correlations were made to observe the validity
of the ZBI-A. Important correlations were seen among caregivers’ well-being,
depression and emotion and the ZBI-A. As predicted, higher scores on the ZBI-A were
linked with higher scores on the measure of caregiver depression (r =0.39, p < 0.001)
and emotional tiredness (r= 0.22, p < 0.05) and with low scores on the measure of well-
being (r= 0.37, p < 0.001) (Bachner, 2013).

3.5.3 The Caregiver Quality of Life Index-Cancer (CQOLC):

CQOLC is commonly used and mostly recommended standard instruments to measure
cancer caregivers’ QoL (Weitzner et al., 1999; Duan et al., 2015; Shilling et al., 2016;
Diesbach et al., 2018). The CQOLC scale is a 35-item “cancer-specific” instrument that
measures “physical, social, emotional, financial aspects of well-being, and functioning”
(Weitzner et al., 1999; Shata, El-Kady and Ibrahim, 2015).
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The CQOLC scale was established by Weitzner et al. (1999) using cancer patients and
their caregivers in 1997 (Duan et al., 2015). CQOLC contains 35 items, and responses
are counted from 0 (not at all) to 4 (very much) (Weitzner et al., 1999; Lim et al., 2017;
Gabriel and Mayers, 2019). One hundred and forty is the entire potential score, with
higher scores signifying improved QoL. In the first study conducted by Weitzner et al.
(1999), suggestions were made for four subscales: “Burden, disruptiveness, positive
adaptation, and financial concern” (Duan et al., 2015; Lapid et al., 2016). These four
concerns contained 27 items, with eight extra items not fitting into these concern or
factors. Sufficient internal consistency was established, with internal consistency values
(Cronbach’s alpha) related to the four subscales being “0.89, 0.83, 0.73, and 0.81”, with
a value of 0.90 for entire CQOLC scores (Weitzner et al., 1999; Lapid et al., 2016).

The CQOLC (Arabic version) Index (Addendum M) was translated by Halabi (2006) and
used to measure the QoL of the caregiver of the cancer patient after permission was
obtained (Addendum N). CQOLC has well recognised reliability and validity in both
Arabic and English languages (Halabi, 2006; Turkoglu and Kilic, 2012). The Arabic
version of the QoL Index is very reliable and has adequate content validity for
measuring QoL of Arabic-speaking participants. The instrument has a “test-retest
reliability correlation coefficient of 0.95 and a Cronbach’s alpha coefficient of 0.91”
(Halabi, 2006).

3.5.4 Brief Pain Inventory (BPI) (short form):

The BPI, was developed by Charles S. Cleeland in 1991 (Cleeland and Ryan, 1994,
Ballout et al., 2011; Poquet and Lin, 2016), and is a self-administered questionnaire that
was initially planned to measure cancer pain. BPI exists in a short form (nine items) and
the long form (17 items) (Saifan et al., 2015) The BPI short form is most commonly used
to measure cancer pain (Cleeland and Ryan, 1994; Wang et al., 1996; Uki, Mendoza
and Cleeland, 1998; Kapstad, Rokne and Stavem, 2010).

The BPI has primarily been applied to the measurement of cancer-related pain. It has
been translated into different languages, including Arabic, and used throughout the

world for cancer pain measurement (Cleeland et al., 1988; Caraceni et al., 1996; Wang
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et al., 1996; Uki, Mendoza and Cleeland, 1998; Ger, Ho and Sun, 1999; Radbruch et
al., 1999; Rauch et al., 2001; Klepstad, Loge and Borchgrevink, 2002; Ballout et al.,
2011). Kumar mentions that the BPI usage has been established in breast cancer, bone
metastases and post-operative cancer patient populations in a diversity of languages
(Kumar, 2011).

The instruments psychometric properties have been analysed in a variety of pain cancer
and non-cancer patients. Adequate reliability has been stated in pain with advanced
cancer patients studies (Pelayo-alvarez, Perez-hoyos and Agra-varela, 2013),
osteoarthritis pain (Williams, Smith and Fehnel, 2006; Kapstad, Rokne and Stavem,
2010), and in patients with neuropathic and nociceptive chronic pain (Erdemoglu and
Koc, 2013). Reliability test and retest for malignant pain was assessed and
demonstrated a good reliability for intensity of pain (r = 0.8) and for the interference of
pain (r = 0.8). The “internal consistency” of BPI severity scale is high <0.81 and <0.89
and “interference scale” <0.88 and <0.95. With regard to criterion validity, the
“Spearman’s correlation coefficient” among BPI “intensity and interference scales” and
the “Short Form Survey Instrument SF-36 Bodily Pain displays a moderate relationship
<0.47 to <0.65. The coefficient among “pain interference score” and the “Roland Morris
Disability Questionnaire” was r = 0.57, presenting moderate correlation. Cronbach alpha

reliability ranges from 0.77 to 0.91.

Permission was obtained (Addendum O) to use the short form of Arabic BPI (Addendum
P) to measure the pain experienced by the cancer patients. This short form asks 16
guestions, and measures two domains: pain severity and the effect pain have on a
patient’s life. Numerical scales are used to measure pain at its worst and least, on
average, and pain experienced at the time of data collection. How pain interferes with
daily life is measured in terms of normal activity, walking, employment, mood, life
pleasure, relationships with others, and sleep. Numerical scales are once again
provided (Ballout et al.,, 2011). Every item is in a similar manner to the last score,
extend from “0 to 40” (Chaudakshetrin, 2009; Ballout et al., 2011). When investigating
the reliability of the Arabic short form BPI, the values of the Cronbach coefficients were

0.82 for the severity objects and 0.92 for the interference objects. The interim
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associations and correlation of the severity of objects were statistically significant and
ranged between mild to strong, the values alternating between 0.37 (current pain and
strongest pain) and 0.68 (minimum pain and tolerated pain) (Ballout et al., 2011; Poquet

and Lin, 2016; Tegegn and Gebreyohannes, 2017).

3.5.5 European Organization for Research and Treatment of Cancer Quality of
Life Questionnaire (EORTC)

The EORTC is a popular and most used instrument for assessment of the QoL of
patients mainly in palliative care. Conversely, it is comprehensive and comprises items
unrelated to palliative care services (Ozcelik et al., 2016). Consequently, the EORTC
QOQ-C15-PAL is an abridged 15-item form of EORTC QLQ-C30. It contains four
scales: “multi-item functional scales, physical (questions 1-3) and emotional (questions
13 and 14), multi-item symptom scales, fatigue scale (questions 7 and 11), and pain
scale (questions 5 and 12), five single-item symptom scales (nausea and vomiting,
dyspnea, insomnia, appetite loss, and constipation) and one global QoL item (question
15)”. This instrument has been translated to numerous languages, one of which is
Arabic (EORTC, 2005; Shin et al., 2011; Suarez-del-Real et al., 2011; Arraras et al.,
2014; Natalia and Nunes, 2014; Alawneh et al., 2016; Zhang et al., 2019). EORTC
QLQ-C30 scoring manual was used in order to generate the scores of the different
scales of the QLQ-C15-PAL (Groenvold et al., 2006) was used. The functioning and
symptom subscale item scores range from 0 to 100. A high scores for individually
functional scales and the last question of the QLQ-C15-PAL, which describe the overall
QOL perception of patient’s; signifies a positive response (Ilwase et al., 2015; Ahlam et
al., 2019).

Studies have been conducted to measure the “validity and reliability” of the EORTC
QLQ-C15-PAL’s scale (Abu-Saad Huijer, Sagherian and Tamim, 2015; Ozcelik et al.,
2016). Internal consistency level of the scale items was tested with the intention of
defining its level of reliability and lack of measurement errors. For this reason,

“Cronbach’s internal consistency coefficients” were calculated for the entire scale, as
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well as for the subscales. In calculations applied from the first information, Cronbach’s
alpha met the “0.7” criterion. In calculations applied using the entire dataset of the
research, the values of Cronbach’s alpha were found to vary among “0.93 and 0.98,
equivalent to 0.90” for the entire scale. These results confirm that the EORTC QLQ-
C15-PAL scale is a reliable instrument (Huijer, Sagherian and Tamim, 2013; Ozcelik et
al., 2016).

All EORTC QLQ-C15-PAL items are counted on “4-point Likert scales” that extend
from “1 (not at all) to 4 (very much)”, with the exclusion of one item on the global health/
QoL scale, which uses a revised “7-point linear analogue scale”, one very poor to 7
excellent QoL (Shin et al., 2011; Ahlam et al., 2019).

The Arabic version of the scale (Addendum Q) was used to measure the patient’s QoL
with permission (Addendum R). Six investigators reviewed the Arabic version of the
instrument and found no linguistic concerns. Cronbach’s alpha coefficient encountered
the 0.7 alpha criterions. Whole item-scale association coefficients exceeded the
established value of 0.40, demonstrating acceptable convergent validity (Awad, Denic
and EIl Taji, 2008; El Fakir et al., 2014; Alawneh et al., 2016). Construct validity was
verified by point inter scale correlation coefficient. The entire constructs had correlation
coefficient of <0.70. External validity was verified and significant differences (P value
<0.05) were found in the entire scale (Huijer, Sagherian and Tamim, 2013; Alawneh et
al., 2016).

3.5.6 Memorial Symptom Assessment Scale (MSAS):

The MSAS was developed by Portenoy et al. (1994), contains a number of subscale
scores: “a physical symptom or PHYS subscale” that contain the average of the
“frequency, severity, and distress” related with 12 symptoms which are “lack of appetite,
lack of energy, pain, feeling drowsy, constipation, dry mouth, nausea, vomiting, change
in taste, weight loss, feeling bloated, and dizziness”; “a psychological or PSYCH
subscale” that contain the average of “frequency, severity, and distress” scores for six

symptoms which are “feeling sad, worrying, feeling irritable, feeling nervous, difficulty
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sleeping, and difficulty concentrating”; and the “Global Distress Index (MSAS-GDI)’, is
used to measure the overall symptom distress. That includes the average of the only
item dimension scores for 10 symptoms: the frequency scores for “feeling sad, worrying,
feeling irritable, and feeling nervous, and the distress scores for lack of appetite, lack of
energy, pain, feeling drowsy, constipation, and dry mouth” (Portenoy et al., 1994;
Lobchuk, 2003; Thiagarajan et al., 2016). Each symptom’s rate is rated as occurring

” W«

“rarely,” “occasionally,” “frequently,” and “almost constantly.” Severity is assessed as

” o«

“‘mild,” “moderate,” “severe,” and “very severe.” Symptom-related distress is rated using

LEAN1] L AN1Y

a 5-point Likert scale: “not at all,” “a little bit,” “somewhat,” “quite a bit,” and “very much.”
Every symptom score is an average of the three dimensions (Portenoy et al., 1994;

Abu-Saad Huijer, Sagherian and Tamim, 2015). The Global Distress Index is the rate of

the incidence scores for “feeling sad,” “worrying,” “feeling irritable,” and “feeling

” M

nervous,” along with the distress scores for “lack of appetite,” “lack of energy,” “pain,”

“feeling drowsy,” “constipation,” and “dry mouth. The higher scores indicating more
severity, greater frequency, and higher distress (Portenoy et al., 1994; Oechsle et al.,

2013; Thiagarajan et al., 2016).

The MSAS has established validity and reliability in a cancer patients in- and outpatient
population (Portenoy et al., 1994; Abu-Saad Huijer, Sagherian and Tamim, 2015).

In a Lebanese study conducted in 2015, the MSAS Cronbach’s alpha coefficients and
its subscales fluctuated from 0.71 to 0.83 (Abu-Saad Huijer, Sagherian and Tamim,
2015). Regarding convergent validity analysis, the universal distress key and
psychological subscales were moderately related (r > 0.50; P < 0.01) with the emotional
operative subscale of the related instruments (Thiagarajan et al., 2016). Correlation
coefficients among the MSAS items and chosen subscales from the EORTC QLQ-C30
suit the criteria of convergent validity (r = -0.55 to 0.81; P < 0.01) excluding the
nausea/vomiting subscale (Howard-Ruben, 2014; Abu-Saad Huijer, Sagherian and
Tamim, 2015).
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The early step calculates a score for every symptom. If a symptom does not occur, all
aspects are scored as 0, “the score for that symptom is 0”. If a symptom occurs, the
score for that symptom is identified as the rate of the scores on the “severity, frequency
and distress” scales, or if suitable, on the “severity and distress” scales only. Missing
items are simply not entered in the calculation of the entire symptom score. If a
symptom that is assumed to have all three scopes answered by the participants, but
actually has two dimensions answered, the score is for the average symptom of the two
objects instead of the three objects. Only a certain extent of data that is missed should
be acceptable before excluding the patient from the overall calculation of MSAS scores;
in the current study, this was subjectively recognised at 13% of the objects (Portenoy et
al., 1994; Heo et al., 2016).

The MSAS has been translated into and validated in numerous languages, and Arabic
is one such language (Cheng et al., 2009; Yiidirim et al., 2011; Browall et al., 2013;
Abu-Saad Huijer, Sagherian and Tamim, 2015). Reliability and validity were reported in

all studies.

The Arabic version of the MSAS- Leb (Addendum S) with permission (Addendum T)
was used to measure the patient symptom burden. The MSAS-Leb measures 32
associated symptoms in terms of cancer “occurrence, intensity, and distress,” and has
adequate psychometric properties regarding its reliability and validity. This instrument is
recommended for use in clinical practice as well as outpatient clinical settings to enable
healthcare professionals to evaluate and have further follow-up regarding symptom
burden of cancer patients (Abu-Saad Huijer, Sagherian and Tamim, 2015).

The MSAS-Leb and related subscales “PSYCH, PHYS, and GDI” met the criterions of
reliability and internal consistency, with coefficients extended between “0.71 and 0.83”.
The entire MSAS-Leb had a mean score of 2.30 (SD = .51); the maximum mean score
between the three subscales was found to be in the MSAS-PSYCH (score = 2.46; SD =
.68) (Abu-Saad Huijer, Sagherian and Tamim, 2015). Regarding validity, the “MSAS-
PSYCH (r=_0.59; P <0.01) and GDI (r = _0.51; P < 0.01)” had acceptable correlations

with the emotional operational subscale only, thus fit the criterions of convergent
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validity. Conversely, the associations among the “physical functioning and the MSAS-
PHYS (r = _0.35; P <0.01) and GDI (r = _0.27; P < 0.01)” subscales were lower than
the set principles and did not maintain convergent validity. All correlation coefficients
suit with the criterions of “convergent validity (r = _0.55 to 0.81; P < 0.01)” except for the
‘MSAS-vomiting” and the “nausea/vomiting (NV)” subscale. Powerful correlations were
found among MSAS-“lack of energy” and the “fatigue subscale (r = 0.81; P < 0.01)” and
“‘MSAS nausea with the NV subscale” (r = 0.73; P < 0.01) (Abu-Saad Huijer, Sagherian
and Tamim, 2015).

3.6 PROCEDURE OF PRE-TEST APPROACH

The support programme of caregivers of cancer patients was developed and the
intervention study design pre-test post-test approach was used to implement the

support programme in Palestine, and the outcomes were evaluated.

e Once the caregivers were recruited, the cancer patients were approached and
asked whether they would be prepared to participate in the study. The caregivers
were entered into the programme only if the sick person was willing to participate.

¢ An information leaflet was given to the caregivers and patients and written informed
consent to take part in the study was obtained from both parties.

e Caregivers (n=50) were requested to complete the self-developed
sociodemographic questionnaire, as well as the pre-test CQOLC and ZBI
guestionnaires (10-15 every session).

e At the same time, the cancer patients (n=50), who met the inclusion criteria and
agreed to participate in the study, were requested to complete the BPI, EQRTC and
MSAS questionnaires (10-15 every session).

e After completing the questionnaires, the researcher placed them together with the

informed consent forms into two sealed boxes, each labelled for its intent.
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3.7 POST-TEST APPROACH

The researcher administered the support programme, which was continued for three
months until the objectives of the programme was fully completed and the entire content

of the programme was provided.

By using researcher administered questionnaires, and after three weeks from the
completion of the support programme, the post-test ZBI and the CQOLC questionnaires
were obtained from caregivers (n=38) as well as the post-test BPl, EQRTC and MSAS
from patients (n=38). The reason for the 12 participants (n=12) who did not complete
the intervention was because of cancer patients’ deaths. The researcher observed 24%
attrition. Sensitivity analysis was performed using multiple imputations in STATA 14 to
ascertain if there were some substantial changes in the results attained from the
complete case analysis. However, there were no substantial differences and the
researcher proceeded with the complete case analysis, assuming missing data was

completely at random (MCAR).

The researcher placed the questionnaires together with the informed consent forms into

two sealed boxes, each labelled for its intent.

3.8 DATA MANAGEMENT AND ANALYSES

After data gathering was done, all the questionnaires were checked for quality. The
guestionniares were saved in a sealed box, numbered sequentially, cleaned and
entered using Excel spread sheets and analysed by means of descriptive statistics with
the assistance of the STATA 14 computer programme. When the data entry was
completed, the data collected were stored in a locked cupboard to which only the
researcher had access. Wilcoxon matched-pairs signed-ranks test was used also to test
the statically differences between variables, and Spearman’s correlation was a
nonparametric test to the strength the correlation among the variables, the Chan,
(2003); Akoglu, (2018), criteria of interpretations of the (r) value were used (+1 to -1
was perfect; +0.9 to -0.8 was very strong; +0.7 to -0.6 was moderate; +0.5 to -.03 was

fair; +0.2 to -0.1 was poor and 0 was zero correlation among the variables).
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As there was some substantial missingness (20% both groups) post intervention, the
researcher performed some sensitivity analysis using multiple imputations in STATA 14
to ascertain if there were some substantial changes in the results attained from

complete case analysis.

To attain the objectives of this study, different statistical methods were used, which are

outlined below.
3.8.1 Level of significance

The level of significance is the probability that a detected relationship refers to the
sampling error, also known as Type 1 error (Banerjee et al., 2009). The specification of
an alpha level enables the researcher to control the risk of a Type 1 error, which would
lead to the rejection of a true null hypothesis. A p<0.05 was used in this study to
determine if the result was significant. A 5% level of significance was chosen as this is
the conventional value employed in healthcare researches (Banerjee et al., 2009; Burns
and Grove, 2009).

3.8.2 Wilcoxon matched-pairs signed-ranks test

This test is a non-parametric equivalent of the paired t-test. It is generally used to
examine the difference in the mean, or median, of paired explanations — whether those
measurements occur in pairs of units or pre- and post-measurements on the identical
unit. It could also be used on a “one-sample” test to examine whether a certain sample
originated from a population with a quantified median (Byrne and Humble, 2007;
MacFarland and Yates, 2016).

3.8.3 Management of missing data

Missing data frequently occurs in research and could occur at item-level, where
individuals questions were not answered by the participants, or due to participant
attrition for longitudinal research (Dong and Peng, 2013; Young and Johnson, 2015). In
this study, there was no missing data at item level, as the researcher ensured that
participants completed all survey questions, missing data only occurred due to

participant attrition. As there was substantial absence of data (20%) post intervention,
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the researcher performed sensitivity analysis using multiple imputations in STATA 14 to
ascertain if there were some substantial changes in the results attained from complete
case analysis. There were no substantial differences; therefore the researcher

proceeded with the complete case analysis.
3.9 RIGOUR OF THE STUDY

Rigour is the striving for excellence in research using precision, precise pledge to detail
and strict accuracy (Burns and Grove, 2009; Stewart, 2014; Shelton, Smith and Mort,
2014; Cypress, 2017). Strict rigour must be ensured in the study by making sure strict
procedures are followed to guarantee quality of the findings (Charrois, 2015; Turner et
al., 2017). Each step in the research process was carried out with solicitous attention to
detail and linked together in a logical way; this approach was followed to ensure rigour
in this study.

The reviews in Phase 1 and 2 had a defined population and a main question to maintain
focus. The main databases in health and nursing were included and a hand search of
literature was carried out. Multiple databases were searched so that the risk of
introducing database, source selection and publication bias would be reduced. The
researcher appraised each study included in the study. A defined selection principle
was adhered to by having an inclusion and exclusion criteria for studies included within

the study, and the criterion for excluding studies was stated.

In Phase 3, content and validity of the support programme was evaluated by an expert
panel (n=6) with more than two years of cancer care experience and (n=4) caregivers.

All experts agreed it was a valid programme to implement.

In Phase 4, the data collection instrument for patients and their caregivers was validated
and reliable for such purpose and used in literature on same population characteristics
(Ballout et al., 2011; John, 2015; Shata, El-Kady and Ibrahim, 2015; Alawneh et al.,
2016; Taherdoost, 2016; Mohajan, 2017; Zarit et al., 2019). Validity is the extent to
which a concept is accurately measured. It broadly ensures the soundness or accuracy

of the study’s evidence, which is whether the results are equitable or unbiased, cogent
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and well-grounded (Kimberlin and Winterstein, 2008; Burns and Grove, 2009; Heale
and Twycross, 2015). Reliability denotes to the amount of consistency or dependability
with which an instrument assesses a specific trait (Kimberlin and Winterstein, 2008;
Heale and Twycross, 2015). Simply, it is the consistency of the measure obtained
(Burns and Grove, 2009; Heale and Twycross, 2015; Mohamad et al., 2015). Reliability
gives attention to the degree to which a measurement of a phenomenon supplies a
stable and consist result. Reliability is also concerned with repeatability (John, 2015;
Taherdoost, 2016; Mohajan, 2017).

To confirm validity and reliability of the research, the researcher ensured rigour and
control throughout the research process. This was maintained in the study by ensuring
that the same method of data collection and instrument were used throughout the study.

All the data was collected by the researcher without influence from anyone.

Literature document the monitoring of intervention fidelity (completeness and
consistency of the intervention implementation) during the conduct of the study (Mars et
al.,, 2013; Swanson et al.,, 2013), to ensure consistency the intervention was
implemented by the researcher. Gathering data was done in a structured way. Data
gathering took place in the Department of Oncology at the hospital where the study was
conducted and private rooms were available to ensure privacy, comfort and
confidentiality. Data gathering in the current study was controlled by means of a good
guality measurement instrument. Research outcomes can be influenced by
respondents’ knowledge of the study, for example the Hawthorne effect, which implies
that being part of a study can have an influence on respondents’ behaviour (Burns and
Grove, 2009). During data gathering, respondents were informed about the study and
that all data gathered would be anonymous, as questionnaires did not contain the
respondents’ names, only numbers. Respondents took part in the study voluntarily, with
the assurance there would be no consequences should they refuse to take part. The
researcher explained the rationale for conducting the study, based on the identification

of a gap in the knowledge base according to the literature.
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In addition, the data analysis process was described comprehensively, with graphs and
tables labelled clearly. Interpretation of the results was explained and the researcher
indicated whether the aims of the study were met, as well as what the implications of
the research were for clinical practice (Yilmaz, 2013). The instrument used was well
validated and used in literature (Mohamad et al., 2015). The researcher used five
validated instruments from other researchers of the same culture and population

environments.

Sample sizes are usually large enough to indicate whether the intervention would work
(Burns and Grove, 2009; Silva, 2011). In this study the sample size was 50 caregivers
(n=50) and 50 cancer patients (n=50) recruited and entered into the study.

3.10 ETHICAL CONSIDERATIONS

The researcher in the current study made the effort to reduce risk especially when
dealing with human participants. There are many ways to reduce risk, including
informed consent, confidentiality, data protection, right to withdraw and informing
participants about potential benefits and harm (Royal College of Nursing, 2009). The
ethical principles outlined by the Health Professions Council of South Africa, (2016) was

applied in the study.

e The proposal was submitted to Wits Human Research Ethics Committee (HREC)
for approval, with ethics reference number. M180115, and the Ethical Review
Committee at An Najah National University (Addendum V). Permission was also
obtained from the Chief Executive Officer (CEO)/Medical Director of the hospital
where the study was conducted.

¢ Informed, written consent was gained from all applicants before participating in the
study.

¢ Participants should be fully aware of the research aims and any potential benefits
and harms and should give their consent voluntarily without cohesion.

e The right to self-determination was upheld, as participation was voluntary and

respondents were free to withdraw from the study without being harmed in any way.
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e Confidentiality and anonymity were ensured by numbering the questionnaires
sequentially and respondent’s information was not discussed with other people.

e The survey questionnaires were numbered sequentially and the names of
respondents did not appear on them. Participants could have access to research
findings upon request.

e The right to fair treatment was maintained as participants were selected according
to the inclusion criteria and all were treated with respect throughout the study.

e Autonomy, respect for dignity, justice and dissemination of results was maintained.

e The principle of non-maleficence applied, as respondents were not forced to
disclose any information.

e Research participants were informed and reassured that their data would be kept
safe and protected by the researcher.

e Participants in this study were informed that their data was kept safe and handled

only by the researcher.

3.11 SUMMARY OF CHAPTER THREE

This chapter described the research methods used, outcomes, pre-post research
design, population, sampling, sample size, recruitment data collection and instruments,
data analysis and the procedure for all Phases, validity, reliability and the ethical
considerations was described. Chapter 4 will present the findings of the Phases of the

study.
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CHAPTER FOUR
RESULTS OF PHASE 1 AND 2
4.1 INTRODUCTION

This chapter describes the results of the first two phases of the study — the scoping

reviews.

4.2 Phase 1: For the first scoping review the researcher selected Arksey and
O'Malley's (2005) five-stage framework to guide the study. This framework provides a
rigorous, precise, permitting duplication of the search plan of the results for the scoping
review. Scoping reviews are used to evaluate the research findings, identify the
knowledge gaps in the research study, set the research agenda, identify implications for
decision-making, identify articles that are used or designated scoping review
approaches and give guidelines and quality for reporting scoping review studies (Burga
& Rezania, 2015; Buchberger et al., 2016).

4.2.1 Stage one: Identify the research question
This review was guided by the following research question,

o What evidence is available pertaining to the support needs of caregivers of

cancer patients published between 1st January 2008 and 31 December 20177

4.2.2 Stage two: ldentify relevant studies

To search the literature, relevant and related peer-reviewed journal articles published
between 1st January 2008 and 31 December 2017 were searched form the following
electronic databases: PubMed, CINAHL, Science Direct, and Scopus. The key words
used were support needs, caregivers and cancer. The databases were chosen to be
broad and to overlay a wide range of disciplines. In addition, reference lists of tracked
papers were used to track other related articles. Regular meetings with the supervisor
was done to identify and find consensus on the relevant studies and to ensure study

rigour.
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4.2.3 Stage three: study selection

As the researcher wished to include empirical research only, studies had to be
published in English, between 1st January 2008 and 31 December 2017, in a peer-
reviewed journal. Literature reviews, editorials and letters to the editor, dissertations,
discussion papers, case reports, conference proceedings, and grey literature were not

included.

Content analysis, using an inductive approach, was used to analyse the data
(Margarete Sandelowski, 2010; Elo et al., 2014) to enhance the rigour of the study. Data
gathering occurred simultaneously with data analysis to recognise the unmet needs
support care domains of caregivers of cancer patients across studies. Descriptive
statistics were used for the incidence of support care unmet needs. Content analysis is
is a research method where the content of text data is subjectively interpreted through a
classification process of coding and recognizing themes (Marvasti, 2019). This type of
analysis classifies large amounts of text into a manageable number of categories
representing a similar meaning (Elo et al., 2014; Marvasti, 2019). Data are presented in
words and themes, which allows the researcher to draw interpretations of the results.
An inductive approach was used, and when using this type of approach, the text is
analyzed with an open mind in order to identify meaningful subjects to provide answers
to the research question (Bengtsson, 2016). The researcher and supervisor were
involved in the coding of data; the data was confirmed after consensus was reached.
The researcher used reflexivity whilst analysing the data to be aware of the possible
influence to the study’s findings. Reflexivity is a process where researchers reflect on
themselves to provide a fair and impartial analysis. The researcher consciously
acknowledges the preconceived thoughts and assumptions they bring into the research
and therefore shape the outcome (Palaganas et al., 2017).

The data were analysed as follows:
o The articles were read and reread, and notes and headings were made in the
margins. This manner was repeated to make sure the headings labeling all the aspects

of the content were written down.
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o The categories belonging together were grouped as sub-themes, which were
then grouped as themes. Higher order headings were allocated to the themes (Elo et
al., 2014).

The data were analysed according to the question asked during the review, “What
evidence is available pertaining to the support needs of caregivers of cancer patients?”
The themes were organised into topics by examining what was important and
describing them. A new reading was done to start coding the data in a systematic way.
Several readings of the data were done for complete coding of themes and subthemes

together.

Data gathering started in August 2018 and ended in November 2018. Regular searches
were done to enhance inclusion of the available work. In total, 487 (N=487) articles
were identified across the databases: 39 (n=39) articles were found in PubMed, 53
(n=53) in Science Direct, 62 (n=62) in CINAHL and 374 (n=374) in SCOPUS. The lists
of publications were printed and the duplicates were removed. Thereafter the
researcher reviewed the titles to confirm the work examined some aspect of caregivers
support needs; abstracts were used where the titles were not clear. Full texts were used
to examine the latter if the abstracts did not offer the need information. Once the
duplicated articles (n=32) were removed and 40 (n=40) were excluded because only the
abstracts were available, 418 (n=418) remained. The researcher then excluded those
that did not meet the inclusion criteria, leaving 19 (n=19) articles for inclusion in this
review (Figure 4.1). Once this process was completed, a consensus meeting was held

with the researcher’s supervisor.

83



Papers recognised through
database searching (n=487)

‘\\\\\\\\\\\\\\‘

Additional papers recognised
through reference lists (n=3)

/

Total number of manuscripts (n=490)

l

Records removed as duplicate (n=32)

— =

Records screened (n=458)

>

Records excluded as having
abstracts only (n=40)

i

(n=418)

Full papers evaluated for eligibility

Full papers excluded based on the
inclusion criteria for the study
(n=399)

!

Studies included (n=19)

Figure 4.1: A flow diagram of the scoping review search process (Arksey &

O’Malley, 2005)

4.2.4 Stage four: charting the data

In Stage Four, the researcher developed a data extraction sheet to chart the data (Table
4.2), which allowed the researcher to summarise it in a consistent way (Arksey &
O’Malley, 2005) and combine results effectively. The data were charted in terms of
author(s), year of publication, country of origin, studu aim, study design, population and
sampling, data collection and instrument; the main findings were captured. To prevent

the risk of bias, the first author extracted the data where after it was reviewed by the

supervisor; a consensus meeting was held to promote rigour.
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4.2.5 Methodological quality appraisal

The methodological quality of the articles included was evaluated by the researcher
using the Mixed Methods Appraisal Tool (MMAT) (Hong et al., 2018), and confirmed by
the supervisor. The MMAT (Addendum W) evaluates the quality of qualitative studies,
mixed methods and quantitative studies, specifically quantitative randomised control
trials, non-randomised studies and descriptive studies (Hong et al., 2018). Two
screening questions are asked, namely whether the study has clear research questions,
and whether the data collected is suitable to answer the research question. Only studies
with a “yes” answer to both the screening questions are assessed according to the
research design used. For each research design, there are specific five questions and

responses are “yes”, “no” and “cannot tell” (Hong et al., 2018).

When appraising the methodological quality of the studies included in this review, only
one (n=1; 5%) qualitative descriptive study, by Al-Jauissy (2010), had clear research
guestions allowing a quality assessment, and according to the set of criteria in the
MMAT, this study got one score. No study was excluded based on its quality
(Dougherty, 2010; Evertsen & Wolkenstein, 2010; Khan Joad, Chaturvedi & Mayamol,
2011; Fridriksdottir et al., 2011; Harding et al., 2012; Deshields et al., 2012; Shaw et al.,
2013; Lee et al., 2014; Butow et al, 2014; Chen et al., 2014; Cui et al., 2014; Aoun et
al., 2015; Borneman et al., 2015; Heckel et al., 2015; Richardson, Morton & Broadbent,
2015; Haynes-Maslow, Allicock & Johnson, 2016; Hazen, Lazar & Gennari, 2016;
Glltas & Yilmaz, 2017).

4.2.6 Results: summarising, and reporting the outcomes utilized in this review.
Descriptive statistics and content analyses were used to obtain the outcomes; seven
themes or domains of caregivers support care need were recorded.

4.2.6.1 Support care needs

The highest support care needs (Table 4.1) were obtained from the included studies

and according to need, the areas were:
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e Information need was recorded in 18 (n=18; 95%), and was the most common need,
and included providing sufficient information to caregivers on how to communicate
with their cancer patients (Khan Joad, Chaturvedi & Mayamol, 2011) or with
healthcare professionals (Dougherty, 2010; Shaw, Harrison, et al., 2013; Butow et al.,
2014), provide information to family members to maintain active caregiver roles and
how to deal with their own feelings and the cancer patient’s needs (Al-Jauissy, 2010;
Evertsen & Wolkenstein, 2010; Frioriksdottir et al., 2011; Deshields et al., 2012;
Harding et al., 2012; Shaw et al., 2013; Chen et al., 2014, Lee et al., 2014; Aoun et
al., 2015; Heckel et al., 2015; Richardson, Morton & Broadbent, 2015), provide
instruction in practices such as symptom management, provide information on cancer
disease, benefit of treatment and the side effects, prognosis and outcomes (Al-
Jauissy, 2010; Dougherty, 2010; Fridriksdéttir et al., 2011; Harding et al., 2012; Shaw
et al., 2013; Lee et al., 2014; Butow et al, 2014; Chen et al., 2014; Cui et al., 2014,
Aoun et al., 2015; Heckel et al., 2015; Richardson, Morton & Broadbent, 2015;
Hazen, Lazar & Gennari, 2016; Haynes-Maslow, Allicock & Johnson, 2016; Gultas &
Yilmaz, 2017), information about hospice care (Al-Jauissy, 2010; Khan Joad,
Chaturvedi & Mayamol, 2011; Cui et al., 2014; Gultas & Yilmaz, 2017), discharge
plan (Dougherty, 2010), tracking health information and technology use (Khan Joad,
Chaturvedi & Mayamol, 2011; Hazen, Lazar & Gennari, 2016), patient’s care such as
wounds, nutrition regimen and hygiene (Al-Jauissy, 2010; Fridriksdéttir et al., 2011;
Chen et al., 2014; Lee et al., 2014; Gultas & Yilmaz, 2017) and provide information
on alternative therapy (Heckel et al., 2015).

e Emotional support needs were obtained from 11 (n=11; 58%) studies, and varied
from friend, family and healthcare professionals’ emotional support groups (Al-
Jauissy, 2010; Evertsen & Wolkenstein, 2010; Harding et al.,, 2012; Shaw et al.,
2013; Butow et al, 2014; Cui et al., 2014; Lee et al., 2014), coping (Deshields et al.,
2012), empathy from clinical staff, to emotional expression through starting
communication with healthcare professionals (Evertsen & Wolkenstein, 2010;
Richardson, Morton & Broadbent, 2015).

86



e Cancer care services support needs were also presented in seven (n=7; 37%)
studies, and included managing the household, caring for others and childcare (Al-
Jauissy, 2010; Deshields et al., 2012; Chen et al.,, 2014; Richardson, Morton &
Broadbent, 2015), transportation support (Al-Jauissy, 2010; Haynes-Maslow, Allicock
& Johnson, 2016; Gultas & Yilmaz, 2017), follow up and comprehensive medical
support services (Shaw et al., 2013; Haynes-Maslow, Allicock & Johnson, 2016), and

the availability of equipment used in cancer care (Aoun et al., 2015).

e Physical support needs were described in four (n=4; 21%) studies, and included,
fatigue (Borneman et al., 2015), physical burden (Khan, Joad, Chaturvedi &
Mayamol, 2011; Borneman et al., 2015), and physical and mental wellbeing (Butow et
al, 2014; Aoun et al., 2015).

e Social support needs are shown in 13 (n=13; 68%) studies and include, time to
socialise, family, spouse and children time, relationships and interaction (Evertsen &
Wolkenstein, 2010; Khan Joad, Chaturvedi & Mayamol, 2011; Borneman et al., 2015;
Haynes-Maslow, Allicock & Johnson, 2016; Gulltas & Yilmaz, 2017), social support,
isolation, communication and advance direct planning (Aoun et al., 2015; Borneman
et al., 2015), social life activities (Khan Joad, Chaturvedi & Mayamol, 2011; Heckel et
al., 2015; Gultas & Yilmaz, 2017), family and friends support (Al-Jauissy, 2010;
Butow et al, 2014; Chen et al., 2014; Richardson, Morton & Broadbent, 2015),
healthcare professionals support (Chen et al., 2014), cultural silence (Haynes-
Maslow, Allicock & Johnson, 2016), patients’ visits (Al-Jauissy, 2010; Dougherty,
2010), life change (Shaw, Harrison, et al., 2013) and personal time (Aoun et al.,
2015).

e Psychological and spiritual support needs were recorded in 19 (n=19; 100%) of the
studies and the concerns included, feelings of distress, upset, irritable, tense, anxiety,
lost, alone, scared, overwhelmed, depression, exhaustion, frustration, uncertainty and
worries because of health deterioration and the unfamiliarity with cancer care
(Evertsen & Wolkenstein, 2010; Khan Joad, Chaturvedi & Mayamol, 2011; Deshields
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et al., 2012; Shaw et al., 2013; Butow et al, 2014; Chen et al., 2014; Lee et al., 2014,
Aoun et al.,, 2015; Borneman et al., 2015; Heckel et al., 2015; Hazen, Lazar &
Gennari, 2016; Gultas and Yilmaz, 2017), family support group (Al-Jauissy, 2010;
Evertsen & Wolkenstein, 2010; Harding et al., 2012; Shaw et al., 2013; Butow et al,
2014; Richardson, Morton & Broadbent, 2015; Haynes-Maslow, Allicock & Johnson,
2016), funeral concerns (Harding et al.,, 2012; Cui et al., 2014), cognitive statues,
purpose and meaning, and inner strength (Borneman et al.,, 2015), hope
(Frioriksdottir et al.,, 2011; H.-T. S. Lee et al., 2014; Borneman et al., 2015),
witnessing patients’ health status (Deshields et al., 2012), coping strategies
(Dougherty, 2010; Shaw et al., 2013; Richardson, Morton & Broadbent, 2015),

understanding the experience of patients with cancer (Chen et al., 2014).

Financial support needs were also described in 14 (n=14; 74%) studies, and these
included financial and work life (Al-Jauissy, 2010; Dougherty, 2010; Khan Joad,
Chaturvedi & Mayamol, 2011; Harding et al., 2012; Shaw et al., 2013; Chen et al.,
2014; Lee et al., 2014; Aoun et al., 2015; Richardson, Morton & Broadbent, 2015;
Heckel et al., 2015; Haynes-Maslow, Allicock & Johnson, 2016; Giltas & Yilmaz,
2017), and medical insurance (Deshields et al., 2012; Cui et al., 2014). Table 4.1

lustrates the themes investigated in this review.

Table 4.1: Themes investigated between 2008 and 2017 in the articles included in

this review (n=19)

Included studies research themes and subthemes n | %**
Information support needs

Disease, treatment and prognosis, outcomes and symptom management 15|79
Hospice care 4 |21
Alternative therapy 5
Actual role as a caregivers 11 |58
Technology use 2 |11
Patients’ care, wound care and hygiene 5 |26
Communication with patients’ healthcare professionals 1|5
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Communication with healthcare professionals 3 |16
Discharge plan 1 |5
Physical support needs

Fatigue 1 |5
Physical burden 2 |11
Physical and mental well-being 2 |11
Social support needs

Family time, relationships and interaction 5 |26
Social support, isolation, communication and advance direct planning 2 |11
Social life activities 3 |16
Family and friends support 4 |21
Healthcare professionals support 1 |5
Cultural concern 1 |5
Patients’ visits 2 |11
Life changes 1 |5
Personal time 1 |5
Psychological and spiritual support needs

Distress, upset, irritable, tense, anxiety, lost, alone, scared, overwhelmed, 12 | 63
depression, uncertainty and worries.

Family support group 7 |37
Funeral concern 2 |11
Cognitive statues, purpose and meaning and inner strength 1 |5
Hope 3 |16
Patients’ health status witnessing 1 |5
Coping strategies 3 |16
Understanding the experience of patients with cancer 1 |5
Emotional support needs

Emotional support groups from friend, family and healthcare professionals 7 |37
Coping 1 |5
Empathy and emotional expression 2 |11
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Cancer care services support needs

House holding 4 |21
Healthcare providers support, follow up and comprehensive medical support 11
services

Transportation 3 |16
Caregivers financial support needs

Financial and work life 12 | 63
Medical insurance 2 |11

** Some included studies have more than one theme and subthemes, therefor percentage are higher than 100%.

4.2.6.2 Characteristics of the studies

A summary of the characteristics of the studies will first be presented in Table 4.2,

where after the specifics will be presented.
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Table 4.2: The first scoping review data extraction sheet

AUTHOR STUDY AIM STUDY POPULATIO SAMPLIN DATA DATA COLLECTION MAIN FINDINGS
(DATE) DESIGN N & SAMPLE | G COLLECTIO INSTRUMENTS
COUNTRY SIZE METHOD N METHOD
Khan Joad, | To evaluate the needs of Qualitative Caregivers of Not clear. Interviews. Researcher Most of caregivers had unmet needs such as home care,
Chaturvedi | caregivers of patients with descriptive. terminally ill administered questionn psychological support, financial, medical, social and
and advanced cancer. cancer aire. informational needs.
Mayamol, patients
(2011) (n=60).
India.
Harding et To create evidence to inform a Quialitative Caregivers of Purposive Semi- Not clear. Caregivers required better preparation for their caring
al., (2012) successive suitable intervention cross cancer sampling. structured responsibilities. They needed information and physical,
UK. depending on the experiences of sectional. patients interviews. emotional, spiritual/psychological and financial support.
the caregivers. (n=20).
Borneman To report on the education content | Quantitative Lung cancer Not clear. Researcher Self-developed The topic chosen by the caregivers included worry, fatigue,
etal., of a nurse-lead, tailored palliative descriptive. patients (n= administered interdisciplinary fear, purpose and meaning of life and communication. A
(2015) care programme for caregivers 272) and questionnaire. | palliative care plan need for palliative care services was identified.
USA. and cancer patients. caregivers (IPC).
(n=366).
Deshields To study the observed needs in Quantitative Cancer Convenien Self- Questionnaire. Caregiver’s reported that they need for e emotional
etal., terms of the psychosocial descriptive. patient and ce administered support as their patients need as well as for psychological
(2016) responsibilities of caregiving and their sampling. questionnaire. and logistic issues need. The outcomes showed the
USA. assess the relationship between caregivers patients may undervalue how hard the caregivers
demographic and clinical variables (n=100). recognize the psychosocial aspects of caregiving.
with care needs.
Cui et To describe the needs of Quantitative Caregivers Convenien Self-report Questionnaire. Various support needs were identified. The needs included
al.,(2014) caregivers and the potential cross- (n=649). ce questionnaire. support from the health care providers, how to maintain
China. factors related with their needs. sectional. sampling. health, treatment and prognosis informational need,
hospice care, funeral support, symptoms management and
psychological support. Hospital and treatments bills, the
long-period caregiver care burden and the relationship with
the cancer patient were also identified as needs.
Fridriksdétt | To evaluate the needs and unmet Quantitative Caregivers of Not clear. Self-report Family Inventory of The prevalence of anxiety and depression was high. There
iretal, needs, QoL, anxiety & depression | cross- cancer questionnaire. | Needs (FIN). was a positive relationship between unmet needs and
(2011) symptoms, and the association sectional, patients Quality of Life Scale QoL. The significance of screening needs and
Iceland. among those variables in a big descriptive & | (n=223). (QOLS). spiritual/psychological distress were highlighted.
sample of caregivers of patients correlational. Hospital Anxiety and
with cancer in different points of Depression Scale
illness. (HADS).
Hazen, To investigate the caregivers Quantitative Brain cancer Convenien Semi Demographic and Although current technology use in health-related activities
Lazar and experiences, challenges, interests, | survey. patients (n=7) | ce structured Health and technology was minimal, participants reported being highly willing to
Gennari, and preferences for managing and 6 sampling. interviews. Use survey. use such technologies to capture and manage information,
(2016) symptoms and health information. caregivers provided they were designed according to the needs,
USA. (n=6). interests, and abilities of these users. Participants felt that
such tools could benefit patient care activities, and help to
address information challenges for both current and future
patients and caregivers.
Giltas and | To define the difficulties Quantitative Cancer Not clear. Face to face Self-developed Relatives experienced difficulties in maintaining the proper
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Yilmaz, experienced by caregivers who survey. patients and interviews. guestionnaire. relationship with family members, not utilizing home care
(2017) provide palliative care at home caregivers services, information about the disease, prognosis and
Turkey. related to QoL. (n=100). Caregiver quality of life treatment. The faced difficulties with managing symptoms
cancer index (CQOLC). | such as pain, nausea, vomiting, defecation, and mobility.
9 Richardson | To describe the psychological Qualitative Head and Convenien Self- Questionnaire. The participants described their need to be acknowledged,
, Morton support needs of caregivers and descriptive. neck cancer ce administered and for empathy and practice support. They had
and cancer patients. The suitable patients sampling. questionnaire. informational, psychological support needs and face to
Broadbent, | timing, extent, design and content (n=83) and face sessions. Interventions for caregivers and cancer
(2015) of education sessions were also caregivers patients should start as early as possible post diagnosis;
New examined. (n=73). person to person sessions should be held and true and
Zealand. realistic data about cancer and coping should be provided.

10 | Butow et To investigate QoL, burden and Quantitative Caregivers of Not clear. Self-report 12-item Short Form The mental and physical QoL decreased over time but not
al, (2014) end of life unmet needs for prospective ovarian questionnaire. | version 2 (SF-12v2). for social support. Caregivers need help with controlling
Australian. caregiver of women diagnosed longitudinal. cancer Hospital Anxiety and emotions regarding prognosis, matching their personal

with ovarian cancer. (n=99). Depression Scale needs and the patient’s needs, work, as well as decision-
(HADS). making while there is uncertainty.
Duke-UNC Functional
Social Support
guestionnaire.
Life Orientation Test-
Revised (LOT-R).
Supportive Care Needs
Survey (SCNS)-
caregivers version.
Functional Assessment
of Cancer Therapy-
Ovarian scale (FACT-
O-version 4).

11 | Chenetal., | To recognize factors related to Quantitative | Spousal Convenien | Self- Partners and The caregiver’s needs for supportive care in information
(2014) unmet supportive care needs of Cross- caregivers of ce administered caregivers supportive domain and healthcare professional/healthcare services
Taiwan. caregivers of cancer patient. sectional. oral cancer sampling. questionnaire. | care needs survey. domain were highest. Caregivers who received less social

patients Social Support Scale support from other family members were associated with
(n=102). modified. greater overall unmet supportive care needs. Caregivers
Symptom Distress report the need for more information and healthcare
Scale modified for head | services.
and neck cancer.
The Pittsburgh Sleep
Quality Index.
Hospital Anxiety and
Depression Scale
(HADS).

12 | Evertsen To explore women'’s interactions Qualitative Female Not clear. Focus group Open-ended trigger A need for more emotional support in terms of providing
and with physicians (primary care and focus group. | partners of interviews. questionnaire. opportunities to share experience, during the uncertainty of
Wolkenstei | urologist) and the support needs patients transfer process when the treatment has no longer benefit
n, (2010) associated with the diagnosis and diagnosed and changes in partner relationships emerged as main
USA. treatment of their partners’ with prostate themes.

prostate cancer. cancer
(n=14).

13 | Haynes- This study focuses on the Qualitative Breast cancer | Not clear. Focus group Semi structured Participants discussed five themes: (1) a culture that

Maslow, challenges that both African focus group. | survivors and interviews. moderator guide. discourages the discussion of cancer; (2) lack of support
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Allicock American cancer survivors and their services for African American cancer survivors; (3) lack of

and caregivers face across the cancer caregivers support services for cancer caregivers; (4) need for

Johnson, continuum. (n=41). culturally appropriate cancer resources, including

(2016) resources targeted at African American women; and (5)

USA. aspects that were helpful to cancer survivors and
caregivers, including connecting with other survivors and
caregivers, and having strong social support networks.

14 | Hsin-Tzu To explore caregivers’ Qualitative Cancer Consecutiv | Semi Open-ended Participant interviews revealed 5 themes, hoping for a
Sophie Lee | experiences and their needs over longitudinal. caregiver’s e sampling. | structured questionnaire. cure, experiencing fluctuating emotions, accepting the
etal, a 1-year data gathering period in (n=44). interviews. patient’s dying, regarding the patient’s death as a good
(2014) relation to the provision of home death, and needing emotional support and information.
Taiwan. care to the advance patients with Caregivers in hospice home care who experienced

cancer in Taiwan. difficulties tended to seek emotional support and
information throughout the entire caregiving process.
Nurses play a major role in relieving the distress of
caregivers.

15 | Dougherty, | To determine the specific needs of | Qualitative Cancer Convenien Self- Questionnaire. The main needs identified were cancer information,
(2010) patients and family members descriptive. patients and ce administered communication, environment cleanliness, pain control, and
USA. during an inpatient oncology their sampling. questionnaire. discharge information.

admission. caregivers
(n=27).

16 | Shaw et To explore the caregiver’s Qualitative Patients with Not clear. Semi- Not clear. The participants reported a significant informational and
al., (2013) experiences of upper Gl cancer longitudinal. upper Gl structured support needs. Lack of care knowledge caused increased
Australia. post-surgical intervention to (1) cancer telephone in caregiver distress. The caregivers access to the need

recognize the supportive care caregivers Interviews. support was restricted causing increasing anxiety and
unmet needs and (2) examine (n=58). distress.

how caregivers recognize their

caregiving role during this point.

17 | Aounetal., | To describe the caregivers Preliminary Caregivers of Random Semi- Family Appraisal of The caregivers of brain cancer had significantly higher
(2015) support needs using the Care stepped patients with sampling. structured Caregiving levels of caregiver strain; lower levels of mental wellbeing
Australia. Support Needs Assessment Tool wedge primary brain telephone questionnaire. and a higher level of ADL workload in comparable with

(CSNAT). cluster cancer Interviews. 12-item Short Form other caregivers taking care with different cancer type.
comparative. | (n=29). version 2 (SF-12v2). Their physical wellness also deteriorated significantly over
Care Support Needs time. This preliminary study has demonstrated that the
Assessment Tool CSNAT provides a practical and useful tool for assessing
(CSNAT). the support needs of family caregivers of patients with
brain cancer.

18 | Al-Jauissy, To explore health care and unmet Qualitative Caregivers of Consecutiv | Structured Caregivers’ medical Most of patients caregivers reported their need was “a very
(2010) needs of caregivers of cancer descriptive cancer e sampling. | interviews. information form. important need” such activity management, personal care,
Jordan. patients in Jordan. exploratory. patients Caregivers need scale work, involvement with health care and social

(n=82). relationships.

19 | Heckel et To examine levels of unmet needs | Multi-center Dyads Random Self- Supportive Care Needs | All caregivers reported unmet needs; the most commonly
al., (2015) and depression among caregivers | RCT. caregiver of sampling. administered Survey (SCNS)- endorsed unmet needs were in the domains of information
Australia. of people newly diagnosed with cancer questionnaire. | caregivers version. and health care service needs. Because the relationship

cancer and to identify groups who patients Centre of between depression and unmet support needs; 30% of
may be at higher risk, by (n=150). Epidemiologic- caregivers at risk of clinical depression.

examining relationships with
demographic characteristics.

Depression Scale
(CES-D).
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Among 19 studies, 14 (n=14; 74%) were conducted in developed countries such as
USA, Australia, Iceland, Turkey, UK and New Zealand, while five (n=5; 26%) were
conducted in developing countries, such as Taiwan, India, China and Jordan (Table
4.3).

Table 4.3: Countries contributing to the data collection listed on the selected data
basis between 2008 to 2017 by country (n = 19)

Country
USA

Australia

Taiwan

India

Iceland
China
Turkey

Jordan
UK

New Zealand

R R R R R R RN N o S

ol o1 o1 o1 o 01 Ol

Six studies (n=6; 32%) investigated the support needs of the caregivers and the cancer

patients, whilst 13 studies (n=13; 68%) explored the support needs of caregivers only.

Various research designs were used; nine (n=9; 47%) were qualitative research design
(Al-Jauissy, 2010; Dougherty, 2010; Evertsen and Wolkenstein, 2010; Khan Joad,
Chaturvedi and Mayamol, 2011; Harding et al., 2012; Shaw, Harrison, et al., 2013; H.-T.
S. Lee et al., 2014; Richardson, Morton and Broadbent, 2015; Haynes-Maslow, Allicock
and Johnson, 2016), which included descriptive study, focus groups, cross sectional
and longitudinal studies, and ten (n=10; 53%) were quantitative research design
(Frioriksdattir et al., 2011; Deshields et al., 2012; Butow et al, 2014; Chen et al., 2014;
Cui et al., 2014; Aoun et al., 2015; Borneman et al., 2015; Heckel et al., 2015; Hazen,

Lazar and Gennari, 2016; Gultas and Yilmaz, 2017) including, descriptive study, cross-
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sectional studies, survey studies, longitudinal studies, randomised control trials and

preliminary steeped wedge clustral comparative studies (Table 4.4).

The sample size for qualitive studies ranged from 14 to 272, and the sample sizes for
the quantitive research ranged from 13 to 649, with observation times ranging from 4
months to 24 month from baseline.

A non-probability sampling method was used for nine (n=9; 47%) studies, whilst two
(n=2; 11%) used probability sampling and eight (n=8; 42%) did not state which
approach was used (Table 4.4).

Questionnaires remained the common data collection instrument, as used in nine (n=9;
47%) of the studies, followed by eight (n=8; 42%) interview data collection methods; two
(n=2; 11%) of the studies did not mention the methods they used to collect data (Table
4.4).

Table 4.4: Research designs and methods used in the studies included in this
review.

Design Method n | %

Qualitative research design
Descriptive study 4 |21
Focus groups 2 |11
Longitudinal study 2 |11
Cross-sectional 1 |5

Quantitative research design
Describtive study 2 |11
Cross-sectional 3 |16
Survey studies 2 |11
Longitudinal study 1
Randomised control trials 1 |5
Preliminary, steeped wedge clustral |1 |5
comparative study
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Sampling
A non-probability sampling
Purposive 1 |5
Convenience 6 |32
Consecutive 2 |11
Probability sampling Random 2 |11
Not stated 8 |42
Data collection methods
Questionnaires 9 |47
Interviews 8 |42
Not stated 2 |11

Pertaining to the diagnostic focus, 10 (n=10; 53%) studies focused on caregivers of
patients with no specific cancer, while two (n=2; 11%) focused on the caregivers of
patients with brain cancer, one (n=1; 5%) each focused on caregivers of patients with

head and neck, oral, prostate, breast, upper Gl, lung and ovarian cancer (Table 4.5).

Table 4.5: Cancer diagnostic focus of caregivers of cancer patients included in
this review.

Cancer diagnostic focus | n | %

=
o
(&)
w

Mixed cancer site

Brain cancer

Head and neck cancer

Oral cancer

Prostate cancer

Breast cancer

Lung cancer

Ovarian cancer

Pl R R R R R RN
g g g ;g ;] g o

Gastrointestinal cancer

Participants were recruited from various settings, two (n=2; 11%) were in Palliative care

medicine department and hospices’ home care and medical oncology outpatients clinic,
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one (n=1; 5%) each were home cancer palliative care, head and neck outpatient clinics,
Gl surgery wards, otolaryngology head and neck surgery wards, urology clinic,
outpatient chemotherapy clinic, and three (n=3; 16%) were in the oncology department

(for full explanation of other details (Table 4.6).

Table 4.6: Settings and sources of information for studies included in this review

Sample source n | %
Palliative medicine department 2 11
Hospices’ and palliative home care | 3 16
Medical oncology outpatients clinic | 3 16
Radiation therapy centres 1 5
Head and neck outpatients clinics | 1 5
Gl surgery wards 1 |5
Head and neck surgery wards 1 5
Urology clinics 1 5
Health service clinics 1 |5
Oncology departments 3 16
Multi-cites and other places 1 5
Not mentioned 1 |5

The data were collected during different times, ranging from 1 to 3 years after cancer
diagnosis, in quantitative studies, and for qualitative studies the times ranged during the
whole treatment course till the patient completed the treatment.

4.2.6.3 Instruments used in quantitative studies included in scoping review

The studies included in this review did not have the same sample sizes and methodical
rigour. All tools were either previously validated or validated in the related study.
Validated tools were used to evaluate the needs of caregivers of cancer patients using

self-developed and validated instruments.
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The quantitative work used 19 different questionnaires. The Khan Joad, Chaturvedi and
Mayamol, (2011); Deshields et al., (2012); Cui et al., (2014); Glltas and Yilmaz, (2017)
works used self-developed questionnaires for their aims and purposes. The Hospital
Anxiety and Depression Scale (HADS) was the most commonly used in the included
studies (Fridriksdottir et al., 2011; Butow et al, 2014; Chen et al., 2014), followed by 12-
item Short Form version 2 (SF-12v2) of the Health Survey, which was used in two
studies (Butow et al, 2014; Aoun et al., 2015). The family Inventory of Needs (FIN) and
the Quality of Life Scale (QOLS) were used in Fridriksdéttir et al, (2011) study, the
Caregiver Quality of Life Index Cancer Scale —-CQOLC was used in Gultas and Yilmaz's
(2017) study, the Duke-UNC Functional Social Support Questionnaire, Life Orientation
Test-Revised (LOT-R), Supportive Care Needs Survey (SCNS)-caregivers version and
Functional Assessment of Cancer Therapy-Ovarian scale (FACT-O-version 4) were
used in Butow et al, (2014) study. The Partners and Caregivers Supportive Care Needs
survey, social support scale modified, symptom distress scale modified for head and
neck cancer, and the Pittsburgh Sleep Quality Index were used in Chen et al., (2014),
and finally, the Family Appraisal of Caregiving questionnaire and Care Support Needs
Assessment Tool (CSNAT) were used in the study of Aoun et al. (2015), (See Table
4.7).
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Table 4.7: The Instruments used in quantitative studies included in the scoping review

Instruments used in the first scoping review

ir et al.
(2011)

Butow et al.
(2014)

Chen et al.
2014)

Aoun et al.
(2015)

Giiltas and
Yilmaz,
(2017)

Khan Joad,

Chaturvedi

and

Mayamol
(2011)

Deshields
et al. (2016)

Cui et al.
(2014

Family Inventory of Needs (FIN).

+ | Fridriksdott

Quiality of Life Scale (QOLS).

+

Hospital Anxiety and Depression Scale (HADS).

Technology used survey.

Caregiver quality of life cancer index (CQOLC).

12-item Short Form version 2 (SF-12v2).

Duke-UNC Functional Social Support Questionnaire.

Life Orientation Test-Revised (LOT-R).

Supportive Care Needs Survey (SCNS)-caregivers version.

Functional Assessment of Cancer Therapy-Ovarian scale (FACT-O-version 4).

Partners and caregivers supportive care needs survey.

Social Support Scale modified.

Symptom Distress Scale modified for head and neck cancer.

The Pittsburgh Sleep Quality Index.

Care Support Needs Assessment Tool (CSNAT).

Family Appraisal of Caregiving Questionnaire (FACQ-PC).

Caregivers need scale.

Centre of Epidemiologic-Depression Scale (CES-D).

Self-developed questionnaires or survey.
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4.3 SUMMARY OF THE FIRST SCOPING REVIEW

In total, 490 articles (n=490) were found through the database searches; 19

papers (n=19) met the inclusion criteria and were included in this review.

The aim of the Khan Joad, Chaturvedi and Mayamol (2011) qualitative study was
to measure the caregivers (n=60) needs of critically ill cancer patients by using
semi-structured questionnaires. The study revealed that the service of cancer

care need is to identify psychological and technical need support.

To create evidence to develop a suitable intervention depends on experiences of
caregivers. Harding et al, (2012) qualitative study was conducted in UK amongst
20 (n=20) caregivers of cancer patients, and used purposive sampling and
flexible, open-ended, semi-structured interviews. The study showed that the
caregivers noted the need for better preparedness for caring tasks as they
needed more information and skills and physical, emotional, psychological and
financial support. Conversely, a qualitative study conducted by Borneman et al.,
(2015), in USA, examined the effectiveness of an interdisciplinary palliative care
intervention comprising of assessment of patient and education by nurses on
(n=272) cancer patients and their caregivers (n=366) using a self-developed
interdisciplinary palliative care plan (IPC). The result indicated that currently there
is a big need for cancer care services during the cancer journey. The nurse plays

a major role in integrating cancer care into the daily routine care.

The quantitative descriptive study of Deshields et al. (2012), was aimed at testing
the observed needs concerning the psychosocial responsibilities of caregiving,
as stated by patients and caregivers. They also assessed the relationship of
demographics and caregivers self-reported clinical care needs, using
convenience sampling to recruit 100 cancer patients and their caregivers. Their
self-developed questionnaire was used to collect the data need, as their study
revealed patients with cancer might undervalue how hard caregivers identify the

psychosocial characteristics of the caregiving designate. It would appear that
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caregivers have a tendency to undertake the psychosocial characteristics of
caregiving, while patients do not want to report this need.

In China, a quantitative cross-sectional study using convenience sampling,
conducted by Cui et al. (2014), was used to search caregivers’(n=649) needs
and the potential related influences by completing data collection questionnaires.
The results showed the factors such as medical bills payment and lacking of
medical insurance increase burden on caregivers, as well as, giving care for long

time also affect the caregiver’s burden.

A quantitative cross-sectional study was conducted in Iceland by Fridriksdottir et
al.,, (2011), using an emailed questionnaire to 233 (n=233) caregivers, to
evaluate the support needs, QoL, anxiety and depression symptoms, as well as
the association among those variables in diverse Phases of disease. After
analysis, the study revealed there was an association among the significant
needs and QoL, as well as among needs that were met and QoL; in addition,

there was a major association between anxiety and support needs.

Convenience sampling was used to recruit the brain cancer patients (n=7) and
caregivers (n=6) in the quantitative survey study conducted by Hazen, Lazar and
Gennari (2016) in USA, and a semi-structured interview to collect the data. The
study showed that although current technology uses in health-related actions
were lacking, applicants stated being extremely ready to use such technologies
to release and manage the data need regarding disease and treatment. By using
the same research design in the study conducted by Gultas and Yilmaz (2017),
in Turkey, 60 (n=60) caregivers and cancer patients were interviewed face-to-
face with the researcher to define the challenges that the relatives faced whilst
giving palliative care at home, as well as their QoL; the result revealed that the
palliative care team should take into consideration the caregivers needs as well
and provide the support the caregivers need. The scope of palliative care needs

to grow to increase the value of services provided.
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To search the psychological support needs of patients diagnosed with head and
neck cancer and their caregivers, the New Zealand qualitative descriptive study
of Richardson, Morton and Broadbent (2015) was conducted using the
convenience sampling method to recruit their sample, which included cancer
patients (n=83) and their caregivers (n=73), and their self-developed
guestionnaire to collect the data. This study illustrated the importance of
discussing the psychological support needs as early as possible to patients and
their caregivers and provides all the information they need regarding the disease,
prognosis and treatment and how they have to deal with other difficulties they

may face.

In the quantitative prospective longitudinal study conducted in Australia by Butow
et al. (2014), caregivers (n=99) of ovarian cancer patients were recruited to
identify the support needs related to QoL and the care burden of caregivers of
women with ovarian cancer using a self-reported questionnaire to collect the
data. This study indicated that the caregivers’ role was not to maintain patient
QoL, but that of the caregiver and to minimise distress related to caregiving, as
they need support in managing their emotional upsets and the imbalance

between their personal and patients’ needs.

To recognise the influences related to support supportive care needs in
caregivers of patients diagnosed with cancer after an operation, the Taiwanese
guantitative cross-sectional study, conducted by Chen et al. (2014), involving 102
(n= 102) caregivers was convenience sampled and used a self-administered
guestionnaire to gather the data. The study reported the need for information
regarding the disease as well as the importance of implementing support
programmes to answer all questions regarding caregiving concerns. Evertsen
and Wolkenstein's (2010) qualitative focus group study investigated the
relationships of female partners (n=14) of patients diagnosed with prostate
cancer with doctors and the support needs related to their husband’s prostate

cancer in terms of diagnosis and treatment. The data collected via the interviews
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was analysed and the result indicated the information needs among the
caregivers as well as other support needs. They revealed the doctor’s role in
referring the patients as quickly as possible for support care, and the delay in
referring increased the patients and caregivers’ burden. The caregivers also
reported the relationship between partners changed, as the husband became
more dependent on his wife and she acted as the main communicator and
caregiver. Another qualitative focus group study, conducted by Haynes-Maslow,
Allicock and Johnson (2016), examined the challenges that the African American
cancer patient and their caregiver faced through the cancer journey; semi-
structured interviews were applied with breast cancer survivors and their
caregivers (n=41). This study reveals the unlimited need for services that include
cultural and traditional variances that are found in different races in providing the

support care for the cancer patients.

To identify the caregiver’'s needs and experiences during hospice home care for
patients with advanced cancer, a qualitative longitudinal study was conducted in
Taiwan by Lee et al. (2014) amongst 44 caregivers (n=44) who were recruited by
consecutive sampling, using semi-structured interviews to assemble the data.
The result provided evidence that the caregivers faced difficulties in caring for the
cancer patient; they try to seek the support needs regarding informational and
emotional support in the caregiving process. The results indicated that nurses
play a major role in alleviating caregiver's distress during giving care.
Dougherty's (2010) qualitative descriptive study aimed to define the precise
needs of patients and caregivers in clinical settings; cancer patients and their
caregivers (n=27) were recruited via convenience sampling and a questionnaire
was used to gathered the needs information. Many needs were identified by the
participants; one need was for information and the communication process
regarding care of cancer patients, as well as environmental cleanness and pain
management concerns. In depth semi-structured telephone interviews were used
with upper Gl cancer caregivers (n=58) to evaluate their perceptions and needs
during giving care to Gl cancer patients after surgery in qualitative longitudinal

study conducted in Australia by Shaw et al. (2013). The caregivers stated

103



important information and support needs were required, as their personal
suffering was aggravated by the absence of care facts and information.

A preliminary stepped wedge cluster comparative study, conducted by Aoun et
al. (2015), to discover brain cancer caregivers support needs used the self-
developed CSNAT. Random sampling was used to recruits the caregivers
(n=29) of patients with primary brain cancer; the data were collected using semi-
structured telephone interviews. This study established a new tool, CSNAT,
which is an applied and valuable way for evaluating the support needs of brain
cancer caregivers. Conversely, a multi-centre RCT study was applied by Heckel
et al. (2015) to test support needs and depression between caregivers of patients
recently diagnosed with cancer; random sampling was also used to recruit the
caregivers of cancer patients (n=150). The result of this study found it was
important to develop a support programme especially for caregivers who take
care of recently diagnosed patients with cancer. Finally, a qualitative descriptive
exploratory Jordanian study used convenience sampling to recruit cancer
patients’ caregivers (n=82) to depict the needs, as well as support needs, of
Jordanian caregivers of patients diagnosed with cancer. In this study, structured
interviews were used to collect the data and the results of the data analyses
indicated that when designing a plan for the caring of cancer patients, the

education and support needs of caregivers should be taken in consideration.

This review informed the intervention of the support needs for caregivers of
cancer patients identified from the included studies: information support needs,
followed by physical support needs, social support, psychological and spiritual
support needs, emotional support needs, cancer care services support needs,

and finally, financial support needs used to develop the support programme.

4.4 RESULTS OF PHASE 2: SCOPING REVIEW

As already mentioned, Phase 2 of the study consisted of the second scoping

review in order to exhaust the viability of published support programmes for

104



caregivers of patients diagnosed with cancer. This review was guided by the
research question, ‘What support programmes are available for caregivers for
cancer patients?’ and by Arksey and O'Malley's (2005) five-stage framework: (1)
formulating the research question, (2) finding related studies, (3) study selection,
(4) charting the information that the research obtaining, and (5) summarising and
reporting the outcomes.

4.4.1 Stage one: Identify the research question

This review was guided by the following research question

e Which caregivers of cancer patients’ support programme is available
published between 1st January 2008 and 31 December 20177

4.4.2 Stage two: ldentify relevant studies

To search the literature, relevant and related peer-reviewed journal articles,
published between 1st January 2008 and 31 December 2017, were searched
from the following electronic databases: PubMed, CINAHL, Science Direct and
Scopus, using the key words Support programme + Caregivers + Cancer. The
databases were chosen to be broad and to overlay a wide range of disciplines. In
addition, Google and Google scholar were searched to track other relative works.
Regular meetings with the supervisor were done to identify and find consensus

on the relevant studies and to ensure study rigour.

4.4.3 Stage three: study selection
The researcher used the same methods and data analysis as in Phase 1.
The data were analysed as follows:

e The articles were read and re-read and notes and headings made in the
margins. This process was repeated to make sure the headings describing
all the aspects of the content were written down.

e The included works were read in full, the intervention or the caregivers

support programmes were read in full and the main concepts and

concerns were noted and used in this current research
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The data were analysed according to the question asked during the
review, Which caregivers of cancer patients’ support programmes are
available?

Data gathering started in March 2018 and ended in June 2018. Regular
searches were done to enhance inclusion of the available work. In total,
257 (N=257) works were identified across the databases, however, 155
(n=155; 60%) were excluded by title or due to duplication, 81(n=81; 32%)
were excluded as only abstracts were available, and 21(n=21; 8%) were
excluded after the full reading as they did not answer the research
guestion, which left no (n=0; 0%) suitable work. The researcher searched
Google and Google Scholar for related reviews and 22 (n=22) were found
and included in the current literature review. Therefore, Phase 2 of this
study comprised 22 work papers issued between 2008 and 2017 (Figure
4.2). Once this process was completed, a consensus meeting was held

with the researcher’s supervisor.
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Articles recognised through database Potential relevant documents from
searching (N=257) Google and Google Scholar (n=22)

\. /

Total number of articles (n=279)

l

Articles removed by title or by duplicates (n=155)

— —

only (n=81)

Articles screened (n=124) | Articles excluded as having abstracts

e

inclusion criteria for the study

(n=43) > (n=21)

Full articles evaluated for eligibility Full articles excluded based on the

!

Articles guiding the support

articles?
(n=22)

programme are you sure they are

Figure 4.2: A flow diagram of the scoping review search process (Arksey
and O’Malley, 2005).

4.4.4 Stage four: charting the data

The researcher developed a data capturing spread sheet (Table 4.8) to
summarise the data of the included studies terms of the first author, year of
publication and country, study aim, study design, population, sample size and
source, name of intervention, duration and setting of the intervention,
assessment instruments used in included studies and main findings of the
interventions. To prevent the risk of bias and promote rigour the researcher

extracted the data while it was reviewed by the supervisor for agreement.
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Table 4.8: Support programmes available for caregivers (2008-2017), general characteristics (N=22)

AUTHOR STUDY AIM STUDY POPULATIO NAME OF DURATION DATA COLLECTION INSTRUMENTS MAIN FINDINGS
(DATE) DESIGN N AND INTERVENTI | OF
COUNTRY SAMPLE ON INTERVENT
SIZE ION
Badger et To assess the effectiveness Experimenta | Prostate Telephone 8 weeks Centre for Epidemiological Studies- The psychosocial interventions were
al., (2011) of two telephone-delivered . cancer (n=71) | Interpersonal (4 sessions). | Depression Scale (CES-D). effective in preserving or enhancing the
USA. psychosacial interventions patients and Counselling Positive and Negative Affect Schedule QoL of the caregivers and patients.
for maintaining and caregivers (TIP-C). (PANAS).
improving QoL. (n=70). Perceived Stress Scale (PSS).
Multidimensional Fatigue Inventory (MFI).
Perceived Social Support- Family scale
(PSS-FA).
Quiality of Life-Breast Cancer version
questionnaire.
Badretal., | To describe if the A dyadic Randomized | Lung cancer A dyadic 6 weeks (6 Patient Reported Caregivers’ level of depression, anxiety and
(2015) Psychosocial Intervention control trial. patients and Psychosocial sessions). Outcomes Measurement Information care burden declined significantly. The
USA. Model is superior to the caregivers Intervention System (PROMIS). results supported the intervention
existing practices of typical (n=39). Model. Zerit burden inventory. practicability, appropriateness, and
medical care. Self-developed Autonomy Scale. preliminary efficacy.
Self-developed Competence scale.
Fegg, To offer the need care to Randomized | Caregivers Existential 3-12 months | Brief Symptom Inventory. The programme seems to exert beneficial
(2013) caregivers of patient using clinical trial. (n=202) and Behavioral (6 group Satisfaction with Life Scale (SWLS). effects on caregiver’'s QoL and distress.
Germany. palliative in bereavement cancer Therapy sessions). WHO Quality of Life-BREF scale. Additional longitudinal evidence is needed
course. patients. (EBT). Numeric rating scale for QOL (QOL-NRS, to approve these findings.
range 0-10).
Ledderer et | To examine the feasibility of Randomized | Lung and Psychosocial One year (2 EORTC-QLQ-C30. The QoL caregivers in intervention group as
al.,, (2013) the intervention in a clinical trial. cancer and sessions). WHO-Five Well-Being Index. well as those in control group improved.
Denmark. randomized controlled trial patients and Rehabilitation However, no clinical significance difference
(RCT) and to evaluate the caregivers Intervention. was found between the groups.
impact on QoL. (n=42). The study found it might be challenging to
apply an RCT of psychosocial rehabilitation
intervention for couple’s intervention. The
study highlighted the challenges
experienced in terms of an RCT, inclusion
and drop out.
Meyers et To examine the importance Randomized | Caregivers (COPE) 6 months (3 City of Hope Quality of Life. The programme enabled caregivers to
al., (2011) of a consistent cognitive— clinical trial. (n=136). Problem sessions). Social Problem Solving Inventory-Revised. obtain a steady QoL post intervention but
USA. behavioral problem-solving Solving not for the patients.
educational intervention on Model.

the caregivers and cancer
patients.
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6 Miyashita To deliberate the worries and | Intervention Caregivers Population- One-hour Self-developed questionnaires. This intervention was effective in shifting
etal., distresses related to end of al. (n=607). based educational beliefs regarding feasibility and practicing
(2008) life choices. Educational lectures cancer care at homes, preference for life-

Japan. Intervention. from April prolonging treatment and methods headed

2006 to for end-of-life care. This programme

March 2007. changed the believes and attitudes about
management cancer symptoms, the opioids
use and it is misconceptions and practicing
artificial hydration. Communication between
caregivers and patients and health care
providers also improved post intervention.

7 Sunetal., To confirm the effectiveness Quasi- Caregivers Interdisciplina | 12 weeks (4 | City of Hope QOL Tool (COH-QOL-FCG). An interdisciplinary method to palliative care
(2015) of an interdisciplinary experimental | (n=366). ry Palliative educational Functional Assessment of Cancer Therapy- | for patients with in lung cancer resulted in
USA. palliative care intervention Care sessions). Lung tool. statistically significant enhancements in

for caregivers of patients Intervention. Functional Assessment of Chronic lliness caregiver’s social wellbeing as well as
cancer. Therapy-Spirituality Subscale. psychological distress and fewer caregiver
Distress Thermometer. care burden.

8 White et To offer the caregivers with Mix Caregivers Learn Now, Six Modules | Self-developed questionnaire. This programme effectively enhanced
al., (2008) daily need skills for caring of methods. (n=205). Live Well carried out caregiver’s access to support through a
Australia. patients at home; increase (LNLW). for over 3 range of sectors, increasing assurance by

awareness of current public Saturdays. education and support. By increasing
means for caregivers; raise knowledge and care confidence, a
caregivers’ confidence substantial decline of care isolation was
through the need information obtained.

and knowledge; as well as

support the concepts of

palliative care.

9 Porter et To confirm the effectiveness Randomized | Caregivers Caregiver- 14 Brief Pain Inventory (BPI). This psychosocial intervention was
al,, (2011) of lung cancer patient’s Clinical Trial. | and lung Assisted telephone Beck Depression Inventory (BDI). beneficial and can produce enhancements
USA. caregiver-assisted coping cancer Coping Skills sessions). State Trait Anxiety Inventory (STAI). in a range of consequences for cancer

skills training protocol. patients Training. Functional Assessment of Cancer Therapy- | patients. Pain, depression, QoL, and self-
(n=233). Lung Cancer (FACT-L). efficacy for cancer patients, and caregiver's
Chronic Pain Self-Efficacy Scale. anxiety and self-efficacy improved post
Profile of Mood States-B (POMS-B). intervention.
Caregiver Strain Index (CSlI).
Modified version of a standard self-efficacy
scale.

10 Clarke and | To comprehend the Qualitative. Caregivers The Listening Four Self-developed anonymous questionnaire. Three themes were observed through this
Seymour, distresses related to the (n=74). Events Help Workshops. programme; commination according end of
(2010) concerns of the end of life, the Aged. life, death and dying concerns and
UK. providing information and development care planning. Additional

inspiring reflection.

community-based explanations to queries
of quality of death should be available,
supported by public education programmes.
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11 Collinge et To describe the effect of Randomized | Caregivers Multimedia 4 weeks Perceived Stress Scale (PSS-10). Significant reductions in all symptoms
al., (2013) caregiver administered controlled (n=97). Caregiver (listening 20 Functional Assessment of Cancer Therapy- | occurred for patients after both activities:
USA. massages on patient trial. Education min session General (FACT-G, version 4). 12-28 % reductions after reading vs. 29-44

symptoms and adverse Program. three times % after massage. Massage caregivers
effects and, on QoL of per week). showed significant gains in confidence,
patients and stress points comfort, and self-efficacy using touch and
equally in caregivers and massage as forms of caregiving.

cancer patients.

12 Bakitas et To recognize the common Randomized | Caregivers Project 4 sessions. Karnofsky Performance Scale (KPS). It is possible to overcome several of the
al., (2009) methodological concerns controlled and patients ENABLE II. Edmonton Symptom Assessment Scale methodological obstacles to applying a
USA. that confront palliative care trial. (n=322). (ESAS). rigorous RCT in palliative care.

investigators. Centre for Epidemiological Study-
Depression Scale (CES-D).
Functional Assessment of Chronic lliness
Therapy-Palliative Care (FACIT-Pal).

13 Shaw et To test the efficacy of a Randomized | Caregivers Family 6 months. Short Form (SF)-12v2. This programme reduced caregivers worry
al., (2015) structured telephone controlled (n=128). Connect Partner and Caregiver Supportive Care about finance and provided social support.
Australia. intervention for caregivers of | Trial. Individualized Needs Survey (SCNS-P&C). However, the programme did not find any

cancer patient who have a Intervention. Caregiver Reaction Assessment (CRA)— significant improvement in caregiver well-
poor prognosis to raise disrupted schedule. being. This programme decreased hospital
psychosocial consequences Distress Thermometer. consultations and unintended readmissions
similarly in both caregivers Functional Assessment of Cancer post-discharge period.
and cancer patients. Therapy—General (FACT-G).

Supportive Care Needs Survey—Patient

version (SCNS-34).

14 Northouse To study the influence of Randomized | Cancer FOCUS 6 months Appraisal of lliness Scale (patients). Significant improvement in coping, self-
etal, FOCUS Program on couples | clinical trial. patients and Programme. (6 sessions). | Appraisal of Caregiving Scale (caregivers). efficacy, social and emotional QoL were
(2013) using the programme caregivers Mishel Uncertainty in lliness Scale. found. However, these effects were
USA. comparable with those who (n=484). Beck Hopelessness Scale. sustained for three month only.

not use the programme. Brief Cope scale.
Researcher-developed scale to measure
Healthy behavior.
Social Support Questionnaire.
Lewis Mutuality and Sensitivity Scale.
Lewis Cancer Self efficacy Scale.
Functional Assessment of Cancer Therapy
(version 4).

15 Hudson et To prepare the caregivers for | Qualitative. Caregivers Carer Group 3 sessions Carer Competence Scale. This study confirmed that a group education
al., (2009) the role of supporting a (n=156). Education during 3 Preparedness for Caregiving Scale. program has positive effects on caregiver
Australia. patient with advanced Program weeks. Family Inventory of Need. competence, rewards, information needs

cancer. (CGEP). Rewards for Caregiving Scale. and preparedness to provide support at
home.

16 Clark et al., | To maintain QoL for end Randomized | Caregivers Cognitive 6 months Beck Depression Inventory-Il (BDI-Il)". Participating in this intervention was
(2013) stage cancer patients using controlled (n=131). Behaviour Th (six 90- Functional Assessment of Cancer Therapy- | effective in maintaining the QoL of cancer
USA. radiotherapy, and their trial erapy (CBT). minute General (FACT-G, version 4). patients.

caregivers QoL during sessions). Caregiver quality of life cancer index

cancer.

(CQOLC).
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17 Hudson et To examine the utility of Mix method. Caregiver Carer Group 3 sessions Self-developed questionnaire. This study confirmed that the programme
al., (2008) a group family caregiver (n=74). Education (1.5/h each) was successful in preparing caregivers to
Australia. psycho-educational Program over a 3- provide support for dying patients at home

programme focused on (CGEP). week period. and increased caregiving competence.
preparing primary family

caregivers for the role of

supporting a relative with

advanced cancer at home.

18 Mclean et To evaluate the effect of Randomized | Cancer and A couple- 3 months Revised Dyadic Adjustment Scale. The efficiency of and adherence to the
al., (2013) Emotionally Focused controlled their based (8 sessions). | Beck Depression Inventory-Il (BDI-II). intervention were confirmed by this study.
Canada. Therapy, modified for the trial. caregivers Emotionally Caregiver Burden Scale. There was an improvement of marital

advanced cancer population (n=42). Focused Relationship-Focused Coping Scale functioning and patient experience of
versus standard care, on Therapy (RFCS). caregiver’s empathic care.

marital functioning and (EFT)

psychosocial outcomes intervention.

among distressed couples.

19 Belgacem To examine the efficiency of Randomized | Cancer Caregiver 4 years. Short form 36 of the Health Survey. The educational programme improves the
etal., a caregiver educational clinical trial. patients and Educational Zerit burden inventory. QoL caregivers and cancer patients alike
(2013) programme by evaluating the their Program. and declines caregivers’ burden.

France. caregivers and cancer caregivers
patients QoL and care (n=67).
burden.

20 Boele et To define the issues Randomized | Caregivers Cognitive Two years Health related QoL questionnaire. This intervention found efficient in
al., (2012) influencing caregivers QoL controlled (n=56). Behaviour Th (6 sessions). preserving caregivers QoL, mental
Netherland | and their mastery of trial. erapy (CBT). wellbeing and caregivers mastery as well as
S. caregivers of cancer rise the sense of caring throughout the 8

patients. months.

21 Dionne- To describe the effect of Randomized | Caregivers Grief 3 years Caregiver quality of life cancer index The caregivers in early group had lesser
odom et early versus delayed controlled (n=122). counselling. (CQOLC). depression scores at 3 months and lesser
al., (2015) beginning of a palliative care | trial. Center for Epidemiologic Study—Depression | stress burden.

UK. intervention for caregivers (CESD) Scale.
Montgomery—Borgatta CG Burden (MBCB).

22 Hendrix et To test the influence of an Randomized | Caregivers Enhanced One to two Self-efficacy Scale for Cancer Caregivers. Enhanced-CT protocols lead to temporary
al., (2016) improved informal caregiver controlled (n=120). Caregiver hours. Preparedness for Caregiving scale. enhancements in self-efficacy in controlling
USA. training (Enhanced-CT) trial. Training Profile of Mood States (POMS). symptoms and caregiver stress, and

protocol in symptom of Program. Center for Epidemiology Studies readiness for caregiving but not in

cancer and monitoring of
caregiver stress.

Depression Scale (CES-D).
Caregiver Reaction Assessment (CRA).

psychological well-being of caregivers.
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445 Methodological quality appraisal

The methodological quality of the work included works that were evaluated by the
researcher and the supervisor by means of the Mixed Methods Appraisal Tool
(MMAT) (Hong et al., 2018).

When appraising the methodological quality of the works included in this review,
only one (n=1; 5%) mix method study referred to Hudson et al. (2008) three
sessions Carer Group Education Programme (CGEP) study was aimed to assess
the efficiency of the proposed programmes allowing the caregivers caring for
their cancer patient at home and have a clear research question allowing a
guality assessment. and according to the set of criteria in the MMAT, this study
got one score. As guided by MMAT, no further appraisals were done. No works
were excluded based on their quality (Hudson et al., 2008, 2009; Miyashita et al.,
2008; White et al., 2008; Bakitas, et al., 2009; Clarke & Seymour, 2010; Badger
et al., 2011; Meyers et al., 2011; Porter et al., 2011; Boele et al., 2012; Ledderer
et al., 2013; Mclean et al., 2013; Northouse et al., 2013; Belgacem et al., 2013;
Clark et al., 2013; Collinge et al., 2013; Fegg, 2013; Badr et al., 2015; Shaw et
al., 2015; Sun et al., 2015; Dionne-odom et al., 2015; Hendrix et al., 2016).

4.4.6 Results: summarising, and reporting the outcomes utilised in this

review.

Different caregivers support programmes were revealed from the investigated

studies. The details will be described below.

All the studies were conducted in developed countries, indicating the lack of
caregivers of cancer patients’ support programmes in developing countries such
as Palestine. The USA had the largest share of included works, followed by
Australia (Table 4.9).
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Table 4.9: Countries contributing to the data collection listed in the
selected data basis between 2008 and 2017 (n = 22)

Country n %
USA
Australia
UK

Germany

H
o
N
o1

Denmark

Japan

Canada

France

N N I LIS

Netherlands

4.4.6.1 Programme designs and duration

Different designs and research methods were used: nine (n=9, 41%) randomised
control trials (Bakitas, Kathleen Doyle. Lyons, et al., 2009; Boele et al., 2012;
Clark et al., 2013; Collinge et al., 2013; Mclean et al., 2013; Badr et al., 2015;
Dionne-odom et al., 2015; Shaw et al., 2015; Hendrix et al., 2016), followed by
six (n=6, 27%) randomised clinical trials (Meyers et al., 2011; Porter et al., 2011;
Belgacem et al., 2013; Fegg, 2013; Ledderer et al., 2013; Northouse et al.,
2013), two (n=2, 9%) intervention study designs (Miyashita, Sato, Morita, et al.,
2008; Hudson et al., 2009), two (n=2, 9%) mix method designs (Hudson et al.,
2008; White et al., 2008), one (n=1, 5%) experimental (Badger et al., 2011), one
(n=1, 5%) quasi-experimental design (Sun et al., 2015), and one (n=1, 5%)
gualitative study design (Clarke & Seymour, 2010). The length of the
programmes varied from 3 weeks to 4 years and the duration of the contact
session was between 1-3 hours. All the programmes were executed by health

experts.
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4.4.6.2 Program themes

22 (n=22; 100%) reported the concerns allied with cancer care. Some of the
programmes were conducted widespread with caregivers, cancer patients and

the public.

Programmes applied to caregivers and widespread to the general public (Hudson
et al., 2008; Miyashita, et al., 2008; Hudson et al., 2009; Clarke & Seymour,
2010), proposed to raise conversation on general themes and assess the
efficiency of programmes that would allow the public’s input on caregiving and
emphasise the ability to play the active role as a caregiver (Hudson et al., 2008).
They also hoped to increase the caregiver’s capability in caregiving duties and
maintain their wellbeing, raise awareness towards the available of public
resources, which may be needed in cancer care, raise the caregivers’ self-
reliance through knowledge and information needed for caring, enhance the
ideas of cancer care or in the last stage of disease bereavement (White et al.,
2008; Hudson et al., 2009; Fegg, 2013), and measure the efficiency and level of
influence of similar interventions on different life domains in caregivers of patients

in the advanced disease stage.

A shared theme in most of the works that offered programmes was easy to
understand and applicable to the participants, to facilitate the sharing of
experiences as well as enhancing their role as caregivers in cancer care
(Bakitas, Kathleen Doyle. Lyons, et al., 2009; Badger et al., 2011; Meyers et al.,
2011; Porter et al., 2011; Boele et al., 2012; Mclean et al., 2013; Northouse et al.,
2013; Belgacem et al., 2013; Clark et al., 2013; Collinge et al., 2013; Ledderer et
al., 2013; Badr et al., 2015; Sun et al., 2015; Dionne-odom et al., 2015; Hendrix
et al., 2016).
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4.4.6.3 Data collection instruments

In total, 56 (n=56) varied data collection instruments were used to measure the
results of the programmes, the most common ones being the Center for
Epidemiological Studies-Depression Scale (CES-D), which was used to measure
depression among the participants (Bakitas et al., 2009; Badger et al., 2011;
Dionne-odom et al., 2015; Hendrix et al., 2016), the Functional Assessment of
Cancer Therapy-General (FACT-G, version 4) to evaluate the health-related QoL
in cancer patients going through cancer treatment, the influences of cancer
treatment in four domains, physical, emotional, social/family and functional as
used in Clark et al., (2013), Collinge et al., (2013), Northouse et al., (2013), Shaw
et al.,, (2015), followed by Beck's Depression Inventory (BDI) to assess
the depression severity of individuals as used in the studies of Porter et al.,
(2011); Clark et al., (2013); Mclean et al., (2013) (Table 4.10).
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Table 4.10: The Instruments used in quantitative studies included in the scoping

review (n=22)

Badger et al., (2011)

Badr et al., (2015)

Fegg, (2013)

Ledderer et al.,

(2013)

Meyers et al., (2011)
Miyashita et al.,
(2008)

Sun et al., (2015)

White et al., (2008)

Porter et al., (2011)

Clarke and

Seymour, (2010)

Collinge et al.,

(2013)

Bakitas et al., (2009)

Shaw et al., (2015)

Northouse et al.,

(2013)

Hudson et al., (2009)

Clark et al., (2013)

Mclean et al., (2013)

Belgacem et al.,

(2013)

Boele et al., (2012)

Dionne-odom et al.,

(2015)

Hendrix et al., 2016)

Centre for Epidemiological Studies-Depression Scale.

e

Es

Es

Positive and Negative Affect Schedule (PANAS).

Perceived Stress Scale (PSS).

Multidimensional Fatigue Inventory (MFI).

Perceived Social Support- Family scale (PSS-FA).

QoL Breast Cancer version questionnaire.

|+ |+ |+ |+ |+

Patient Reported Outcomes Measurement Information
System (PROMIS).

Zerit burden inventory.

Self-developed Autonomy Scale.

Self-developed Competence scale.

Brief Symptom Inventory.

Satisfaction with Life Scale (SWLS).

WHO Quality of Life-BREF scale.

Numeric rating scale for QOL.

+ |+ |+ [+

EORTC-QLQ-C30.

WHO-Five Well-Being Index.

City of Hope Quiality of Life Instruments.

Social Problem Solving Inventory-Revised.

Functional Assessment of Cancer Therapy-Lung tool.

Functional Assessment of Chronic +lliness Therapy-
Spirituality Subscale.

Distress Thermometer.

Beck Depression Inventory (BDI).

State Trait Anxiety Inventory (STAI).
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Chronic Pain Self-Efficacy Scale.

Profile of Mood States-B (POMS-B).

Caregiver Strain Index (CSI).

Self-efficacy Scale.

+ |+ |+ |+

+ |+ |+ |+

Functional Assessment of Cancer Therapy-General
(FACT-G, version 4).

Karnofsky Performance Scale (KPS).

Edmonton Symptom Assessment Scale (ESAS).

Functional Assessment of Chronic lllness Therapy-
Palliative Care (FACIT-Pal).

Short Form (SF)-12v2.

Partner and Caregiver Supportive Care Needs Survey
(SCNS-P&C).

Caregiver Reaction Assessment (CRA)

Supportive Care Needs Survey (SCNS-34).

Appraisal of lllness Scale

Appraisal of Caregiving Scale.

Mishel Uncertainty in llilness Scale.

Beck Hopelessness Scale.

Brief Cope scale.

Social Support Questionnaire.

Lewis Mutuality and Sensitivity Scale.

Lewis Cancer Self efficacy Scale.

|+ [+ ]|+ [+ ]|+ |+

Carer Competence Scale.

Preparedness for Caregiving Scale.

Family Inventory of Need.

Rewards for Caregiving Scale.

+ |+ |+

Caregiver quality of life cancer index (CQOLC).

Revised Dyadic Adjustment Scale.

Relationship-Focused Coping Scale (RFCS).

Short form 36 of the Health Survey.

Health related QoL scale.

Montgomery—Borgatta CG Burden (MBCB) Scale.

Self-developed questionnaires
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Participants were recruited from various settings. The sample sources of the
reviewed studies varied from surgical and medical oncology clinical settings to
community settings (Table 4.11).

Table 4.11: Settings and sources of information for studies included in this
review (n=22)

Sample source n %
Surgical and medical oncology clinical settings | 11 | 50
Community oncology clinics 4 18
Palliative and hospice care settings 2 9
Veterans medical centres 2 9
Radiation oncology department 1 5
Oncologists’ offices 1 5
Not mentioned 1 5

4.4.6.4 Programs assessment

The interventions that were investigated in this review were varied in the scope of
interest. Some of the interventions (n=13, 59%) focused on providing the proper
skills the caregivers needed during taking care of their cancer patients (Hudson
et al., 2008, 2009; Bakitas et al., 2009; Badger et al., 2011; Meyers et al., 2011;
Porter et al., 2011; Northouse et al., 2013; Belgacem et al., 2013; Clark et al.,
2013; Collinge et al., 2013; Ledderer et al., 2013; Badr et al., 2015; Hendrix et
al., 2016), others (n=1; 5%) focused on “couple-based interventions” for married
relationships (Mclean et al., 2013), one (n=1; 5%) on clusters skill teaching
(Fegg, 2013) and five (n=5; 23%) on interventions that provide training to
sharpen the caregivers skills, such as the communication process with patients,
providing daily need activities and managing cancer symptoms (White et al.,
2008; Boele et al., 2012; Dionne-odom et al., 2015; Shaw et al., 2015; Sun et al.,
2015). Conversely, two interventions (n=2; 10%) focused on community
individuals as well as the caregivers to apply the programme or training they
established (Miyashita, Sato, Morita, et al., 2008; Clarke & Seymour, 2010).

118



45 SUMMARY OF THE SECOND SCOPING REVIEW

In total, 490 articles (n=257) were found through the database searches, Google
and Google scholar; 22 papers (n=22) met the inclusion criteria and were
included in this review.

The eight sessions of telephone interpersonal counselling (TIP-C) in the
experimental study of Badger et al. (2011), were conducted in USA on caregivers
and cancer patients to evaluate the efficiency of two telephone-delivered
psychosocial interventions for preserving and enhancing QoL for participants.
The intervention showed its effectiveness on maintaining or enhancing the
caregivers and cancer patients QoL. Besides this, a randomised control trial was
also conducted in the USA by Badr et al., (2015) to determine whether their six
weeks intervention was superior to existing practices of usual medical care. This
dyadic self-developed psychosocial intervention enabled the caregivers with the
abilities to direct care and encounter the challenges of cancer care. Conversely,
in a prospective, multi-institution, randomised clinical trial, three sessions of the
COPE problem solving model was applied by Meyers et al. (2011), which allowed
the caregivers to be much nearer to their established QoL over the 6-month

follow-up.

The prospective, quasi-experimental study of Sun et al. (2015) was designed to
implement the interdisciplinary palliative care intervention among American
caregivers and lung cancer patients to verify the efficiency of four educational
sessions for caregivers of patients with non-small cell lung cancer. The
intervention indicated for the enhancements in caregiver's social wellbeing,
psychological distress and decrease in the caregivers’ burden. To verify the
effectiveness of a caregiver-assisted CST protocol in patients with lung cancer,
the Porter et al. (2011) randomised clinical trial was conducted. The findings of
the 14 telephone sessions that used in the study indicated for an enhancement of
the outcomes of cancer patients could be achieved by such psychosocial
interventions. In their randomised control trial, Collinge et al. (2013) aimed to

define the influence of a multimedia caregiver education programme on patient’s
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symptoms and side effects on patients’ QoL, and stress points in patients and
their caregivers. This 4-week programme may offer caregiver's practical
resources for improving self-efficacy and satisfaction in caregiving even with
declining patient pain, depression, and other symptoms. In addition, caregivers
could learn and apply safe and simple ways to enhance the patient’s comfort and
decrease distress. Another randomised controlled trial of Bakitas et al. (2009)
was conducted in the USA. This four-session ENABLE Il project aimed to
enhance palliative care for rural cancer patients; this project demonstrated the
usefulness of a new model of palliative care for cancer that could be used in
oncology settings. To measure the effect of the FOCUS Program on pairs
comparable with those who did not use the programme, Northouse et al. (2013)
conducted their randomised clinical study in the USA on 484 advance cancer
patients and their caregivers. This 6-sessions FOCUS Program had positive
outcomes for dyads, but few sustained effects; dyads benefit when viewed as a

unit of care.

Another randomised control trial was conducted in the USA by Clark et al.
(2013). The 6 months (six 90-minute sessions) Cognitive Behaviors Therapy
(CBT) intervention aimed to sustain the QoL of end stage cancer patients who
were receiving radiotherapy, as well as practical support for patients and
caregivers’ QoL during cancer course. The results displayed that participating in
a 6-session multidisciplinary intervention was effective in sustaining the cancer
QoL who were actively using radiotherapy. The QoL of this population as well as
symptom burden is striking, making it significant to recognize the effective QoL
approaches to implement in combination with cancer care. According to the last
study conducted in the USA, the randomised control trial (Hendrix et al., 2016)
included a one to two hours Enhanced Caregiver Training Program, which was
applied to test the influence of an improved informal caregiver training
(Enhanced-CT) protocol in cancer symptoms and stress of caregivers of cancer
patients in hospital, using 120 caregivers and cancer patients. This study

revealed that the Enhanced-CT protocol caused a short-term enhancements in
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self-efficacy for dealing with symptoms of cancer and caregiver stress, and
readiness for caregiving but not in caregivers' psychological well-being.

White et al.(2008) conducted a mixed method study in Australia, which
implemented the Learn Now, Live Well (LNLW) programme on 205 caregivers
and cancer patients. The six modules carried out over three Saturdays in hospital
and community settings, aimed to provide the caregivers with everyday skills
needed for caring for patients at home, raise awareness of present public
resources for caregivers, raise caregivers’ confidence through information and
knowledge and support the ideas of palliative care. The LNLW programme
effectively enhanced access of caregivers to support through a range of sectors,
improving confidence through education and support. Another randomised
controlled trial in an Australian study conducted by Shaw et al. (2015),
implemented a 6 months family connect individualised intervention to examine
the efficiency of a structured telephone intervention for poor prognosis cancer
patient’s caregivers to increase psychosocial outcomes amongst 128 caregivers
and Gl cancer patients. The study did not indicated for any significant
enhancements in caregiver well-being but did result in a lessening in unplanned
patient emergency department visit and re-admissions in the immediate post-

discharge period.

In Australia, Hudson et al. (2009) conducted the Carer Group Education
Program, using a qualitative study design amongst 156 caregiver and their
cancer patients, to develop the capability to improve the role of caregivers; this
three session programme verified that a group education programme for
caregivers to be ready for supporting a dying relative at home duties was
effective. Hudson et al. (2008) also implemented the Carer Group Education
Program (CGEP) over a 3 weeks period (three sessions) on 74 caregivers and
cancer patients using mixed method research design to assess the efficiency of
programmes that allow the caregivers to care for patients at home; the study

verified that a group education programme to prepare family caregivers for the
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role of supporting a dying relative at home was accessible, applicable and
effective.

In a randomised controlled trial study conducted in the UK by Dionne-odom et al.
(2015) to define the influence of early versus delayed start of a palliative care
intervention for cancer patients’ caregivers. In this trial, grief counselling and
three structured weekly telephone-coaching sessions, ENABLE || programme,
were applied on 122 caregivers and cancer patients. The study revealed that the
early group of caregivers had lower depression scores at 3 months, and lower
depression and stress burden in the terminal decline analysis. The study by
Clarke and Seymour (2010) was conducted on community caregivers older than
60 years to comprehend the distresses of end-of-life concerns, providing data
and inspiring reflection. This qualitative study used the 4 Workshops of Listening
Events Help the Aged (guided by the booklet Planning for Choice in End-of-Life
Care). The programme showed that more community-based solutions to

guestions of quality of death needed to be found.

Fegg (2013) conducted a randomised clinical trial, in Germany, on 81 caregivers
and cancer patients to provide need maintenance to informal caregivers of
patients using palliative care in the course of bereavement; the Existential
Behavioural Therapy (EBT) was applied over 3 to 12 months (six group
sessions). This trial showed the Existential Behavioural Therapy appeared to
exert beneficial effects on distress and QoL of informal caregivers of palliative
patients. Conversely, Ledderer et al. (2013) conducted a randomised clinical trial
study in Denmark on 42 lung and gynaecological cancer patients and their
caregivers; over one year, two sessions of psychosocial and rehabilitation
intervention were applied to test the intervention feasibility of the randomised
control trial as well as to assess the influence of the intervention on QoL. This
trial showed it might be difficult to apply an RCT of a psychosocial rehabilitation
intervention for pairs, and difficulties with inclusion and drop out have to be

recognized.
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The Japanese interventional (Miyashita et al., 2008) study was implemented with
607 end-of-life home care community public caregivers and using a population-
based educational intervention continuo for one year. The study showed that
such population-based educational intervention was efficient in shifting beliefs
concerning the possibility of home care, preference for life-prolonging treatment

and attitudes to end-of-life care.

To assess the influence of 3 months (eight sessions) couple-based Emotionally
Focused Therapy intervention versus routine care, and on married conditions
and psychosocial consequences of distressed pairs, Mclean et al.,, (2013)
conducted a randomised controlled trial in Canada on 42 caregivers and cancer
patients. This trial demonstrated the effectiveness of and adherence to the EFT
couple intervention for patients facing advanced cancer. The Belgacem et al.
(2013) French randomised clinical trial implemented the caregiver educational
programme on 67 caregivers and cancer patients to measure the effectiveness of
a caregiver educational programme by assessing two outcomes: caregivers and
cancer patients QoL and care burden over 4 years. This educational programme
for caregivers inspires the involvement of patients, informal caregivers and
healthcare providers in a triangular relationship, which improves the QoL of

patients and caregivers equally and declines caregivers’ burden.

Finally, the randomised controlled trial of Boele et al. (2012) was conducted in
Netherlands on 56 caregivers and cancer patients, over 2 years (6 sessions),
using the Cognitive Behaviour Therapy (CBT) to define the issues that influence
health-related QoL and mastery of caregivers of brain tumour patients, and
examined if a structured intervention containing psych-education and cognitive
behavioural therapy enhanced the mental component of health-related QoL and
mastery of caregivers. This intervention helped caregivers to maintain a stable
level of health-related QoL and enhanced the feelings of mastery over an 8-

month period.
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Programmes evaluated in Phase 2 identified possible learning activities, useful
handouts and their presentation, and potential guiding questions for discussion.
The programmes provided the researcher with a suitable framework to develop a
support programme to encourage the caregivers to try to see positive
characteristics in the caregiving experience, and offered access to spiritual
guidance, to support self-care by inspiring caregivers to improve their physical
and mental health. Such guidance included supporting regular ‘time out,
pleasant experiences, adequate sleep, a healthy food, aerobics exercises,
guidance on relaxation plans by providing caregivers the chance to recognize
concerns and plan goals/strategies and counselling them of their rights and other
aspects, such as coordinating care and maintaining communication to prevent
misunderstanding and promote positive interaction, and how the caregivers’

reactions to demands of care were adopted and implemented.

46 SUMMARY OF CHAPTER FOUR

This chapter describes the results of the first two phases of the study. The results
started with the first scoping review, which synthesised the evidence regarding
the support needs of caregivers, after content analysis seven themes were raised
and analysed to be used in development of the support programme. Then the
second scoping review data were analysed in order to exhaust the viability of
published support programmes for caregivers. Different programmes pointed to
the caregivers were analysed and used to develop the support programme.
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CHAPTER FIVE

RESULTS OF PHASE 3 AND 4

5.1 INTRODUCTION

The results of the development/adaptation and validation of the support
programme (Phase 3) and intervention study (Phase 4) are described in this

chapter.

5.2 THE RESULTS OF PHASE 3: THE DEVELOPMENT/ADAPTATION AND
VALIDATION OF THE SUPPORT PROGRAMME

The findings of the literature reviews conducted in Phases 1 and 2 guided the
development of the support programme (Addendum A). As already mentioned,
the data from the scoping reviews were analysed with an open mind in order to
identify meaningful subjects to provide answers to the research questions. The
researcher used reflexivity whilst analysing the data to be aware of the possible

influence to the study’s findings.

The inductive analysis of the aggregated conclusions revealed there was a need
to address basic cancer knowledge and describing the role of caregivers. Some

conclusions from the reviews are presented:

e There were a limited number of studies and programmes focusing on the
care needs of family members caring for cancer patients.

e Most of the studies were conducted in developed countries and all the
programmes studied were conducted in developed countries.

o Different research designs were used.

e The studies and the programmes used different sample sizes and
caregivers of patients diagnosed with different cancers.

e The caregivers lacked knowledge about cancer and it is treatments as well
as, the ability to access information to enhance their understanding of

relevant issues and to provide a basis for skill acquisition.
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e The caregivers lacked information about the meaning of support.
e The caregivers lacked knowledge about adjusting to being a caregiver, for
instance how to manage common patient’s symptoms /emotions.
e The caregivers lacked the ability to provide for their own needs and apply
self care
e The support needs of the caregivers were grouped into seven themes:
- Information support needs.
- Physical support needs.
- Social support needs.
- Psychological and spiritual support needs,.
- Emotional support needs.
- Cancer care services support needs.

- Financial support needs.

The support programme (Addendum A) was adapted from the work of numerous
authors (Hudson et al., 2008, 2009; Miyashita et al., 2008; White et al., 2008;
Bakitas, et al., 2009; Clarke and Seymour, 2010; Badger et al., 2011; Meyers et
al., 2011; Porter et al., 2011; Boele et al., 2012; Ledderer et al., 2013; Mclean et
al., 2013; Northouse et al., 2013; Belgacem et al., 2013; Clark et al., 2013;
Collinge et al., 2013; Fegg, 2013; Badr et al., 2015; Shaw et al., 2015; Sun et al.,
2015; Dionne-odom et al., 2015; Hendrix et al., 2016), as well as from
Publications of the National Cancer Institute, (2014), Department of Health and
Human Services, including: “When Someone You Love is Being Treated for
Cancer,” which can be found at https://www.cancer.gov/publications/patient

education/when-someone-you-love-is-treated.pdf”.

The support programme was tested for readability, pilot-tested and adapted to be
used in this study. The expert panel group validated the programme, and face
and content validity were established. The expert group consisted of healthcare
professionals (n=6); Four senior nurses (n=4), one oncologist (h=1), one social

worker (n=1) and four caregiver (n=4) of cancer patients, who works in the
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oncology unite at the target hospital with cancer patients who treated at the same

facility, as well as four caregivers of cancer patients .

The programme was reviewed by the expert group for language, clarity, and
validity to assess if the programme was developed to assess the caregivers QoL
and care burden. Expert group also required to segregate the statements on
different support care dimensions of QoL and care burden (Information, physical,
psychological/ spiritual, emotional, social, and financial and cancer care services

support needs).

Seven responses were retained and the expert group had agreements on the

rest of the support programme.
The responses of the expert panel group (Addendum X) were as follows:

The main concerns revolved around the terminology used, as some of the words
would not be easy for the community to understand; some advised changing the
terminology to lay language or to include simple explanations. Some concerns
were raised around the time needed to implement the programme. In addition, it

was recommended that:

e The concept of end-of-life care should be used to a greater extent

e Caregivers and cancer patients should be advised to visit social workers
and mental health clinics regularly

e Care should be taken when describing sexual problems; some experts
said, “Please omit any things related to sexual intercourse, as may they
refuse to continue and would lead to losing them.” They concluded that
communication between patients or caregivers and healthcare providers,
coupled with cultural beliefs and norms surrounding sex, may exacerbate
concerns in this domain, as it does not suit the culture, beliefs and norms;
sexual issues might have been ‘taboo’ with caregivers or patients.

e If the patient does not know about his/her disease do not include them

(Table 5.1 presents the suggested changes).
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Table 5.1: Changes suggested by the expert panel (n=10)

Suggested change n | %
Limit the time of each of the session 2 120
Remove all information related to sexual issues 2 120
Patients who do not know their diagnosis should not be included in 1 |10
the study

Add text from Holy Quran (reading and listening) 1 |10
Increase the attention given to end of life support 1 |10
Change the terminology to lay language 2 |20
Encourage the caregivers to visit social workers and mental health 1 |10
specialist clinics

On the basis of the remarks of the expert group, a response was then reworded
for presenting clarity, avoiding ambiguity and suits the Palestinians culture. After
the support programme was validated, the researcher begin preparing for

programme implementation.

5.3 PROGRAMME IMPLEMENTATION

After validation of the support programme, the programme was finalised, and
learning material was developed (Addendum Z). The researcher held a short
meeting with the management and staff of the oncology department at the target
hospital, at a convenient time, to organise the support programme, as well as to

help the researcher assemble the caregivers recruited to attend the sessions.

Recognizing that caregivers had limited time, the support programme content
was organized so it could be covered in ten sessions over a period of three

months; this enabled the researcher to cover the content of the programme.

The researcher began with a small speech to welcome the participants, provided
a brief introduction to caregivers’ life, the described benefit of participants, and

the purpose of the meeting.
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Every session includes 10-15 participants, and each session was 60-100 minutes
in length, using a PowerPoint presentation. The objectives described for each

session were listed in the support programme.
The themes of the support programme were:

1. The introduction, the objective of the programme, and general information
about cancer.

2. The meaning of support, the influence of disease on patients, caregiver
demands, and providing support to the sick person

3. Patient illness-related needs: introduction to comfort and cure-symptom
management, emotional support, administration of medications,
assistance with mobility or bathing and indirect care, such as obtaining
medications, transportation, errands, scheduling and coordinating
appointments, assisting with the medical bills and finances, coordinating
care and maintaining communication to prevent misunderstanding as well
as promote positive interaction

4. Caregiver’s needs: information, support, assistance and adjusting to being
a caregiver

5. Caregivers’ reactions to demands of care.

Every session began with caregivers discussing what they learned in the

previous session and sharing their experiences.

The description of how the programme sessions were delivered and presented

available in appendices (Addendum A).

5.4 RESULTS OF PHASE 4: PRE AND POST INTERVENTION
This section was described the five outcomes studied in Phase 4 of the study,
the result of the outcomes measured, namely; caregivers QoL and care burden

and cancer patients QoL, pain experience and symptoms burden
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The total number of participants was for the group (n=50) that started the
intervention and completed the questionnaires pre-intervention, and 38
participants remained (n=38) and completed the questionnaires post-intervention.
The reason for the 12 participants (n=12) did not complete the intervention was
because of cancer patients’ deaths.. However, there were no substantial
differences and the researcher proceeded with the complete case analysis,

assuming missing data was completely at random (MCAR).

5.4.1 Socio-demographic characteristics of the caregivers

The ages of the caregivers ranged between 18 and 74 years; the mean was
(m=39.44; SD+13.82) years. Males and females were equally represented (n=25;
50%) and most (n=37; 74%) were married. The greatest percentage of the
caregivers (48%; n=24) were the child of the sick person, full time employed
(n=16; 32%), and cared for the sick person between 1 and 2 years (n=26; 52%).
As reported by the caregivers, the greatest percentage of patients (18%; n=9)
had breast cancer and acute lymphatic leukaemia and took Step 2 pain drugs.

Table 5.2 presents the details.

Table 5.2: Socio demographic characteristics of the caregivers (n=50)

Variable n %
Age

18-29 18 36
30-39 5 10
40-49 13 26
50-59 10 20
60-69 3 6
70 years and above 1 2
Gender

Male 25 50
Female 25 50
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Marital status

Married 37 74
Divorced 12
Single 8
Widowed

Education Level

No formal education 2 4
Primary School 9 18
High School 25 50
Graduate School 12 24
Post graduate 2 4
Employment status

Full time 16 32
Part time 13 26
Retired 3 6
Not employed 18 36
Relationship to the patient

Parent 6 12
Spouse 12 24
Sibling 7 14
Child 24 48
Friend 1 2
Caregiver’s period of caring

< lyear 9 18
1-2 years 26 52
> 2 years 15 30
Type of the treatment the cancer patients received**
Chemotherapy 50 100
Radiotherapy 4 8
Surgery 30 60
No anti- cancer therapy 50 10

Cancer diagnosis of the patients reported by the caregivers
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Acute lymphatic leukaemia 9 18
Breast cancer 9 18
Prostate cancer 3

Chronic lymphatic leukaemia 4 8
Colon cancer 6 12
Oesophageal cancer 1

Liver cancer 2 4
Lung cancer 6 12
Multiple myeloma 2 4
Ovarian cancer 4 8
Pharyngeal cancer 2 4
Skin cancer 1 2
Stomach cancer 1 2
Medications reported by the caregivers

Morphine, Oxycodone and Methadone 21 42
Paracetamol and NSAIDs 27 54
Not mentioned 2 4
ECOG Score of the patients as reported by the caregivers

1 8 16
2 13 26
3 17 34
4 12 24
5 0 0

** Some of patients received more than one type of cancer treatment therefore the percentages
and frequencies are higher than 100%

5.4.2 Caregiver QoL

According to the Arabic CQOLC, the lower the mean (m) scores are, the higher
the QoL. As illustrated in Table 5.3, there was an improvement in the QoL after
the intervention according to the Wilcoxon matched-pairs signed-ranks test
(p=0.0000). The pre-intervention mean score was (m=91.06; SD+5.33),
compared to the post intervention mean score (m=75.47; SD+5.67).

Table 5.3: QoL of the caregivers pre (n=50) and post (n=38) intervention
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Pre-intervention

QoL

Post-intervention

mzSD

Range (0-140)

m+SD

Range (0-140)

p-value

91.06+5.33

80-105

75.47+5.67

62-85

0.0000*

* Significant change occurred p<0.05

When analysing the 35 individual QoL items, before the intervention, patient

death had the highest mean score (m=3.50; SD+0.64), followed by management
of patient’s pain, (m=3.30; £SD 0.73) and sadness (m=3.16; SD+0.54). Family
communication had the lowest mean score (m=1.64; SDz0.57). After the

intervention, guilt had the highest mean score (m=1.00; SD+0.77), followed by
frustration (m=1.18; SD+0.45) and disruption of sleep (m=1.31; SDz=0.66).
Relationship with patient had the lowest mean score (m=3.84; SD+0.36). Of the

35 items, 26 (74%; n=26) showed an improvement change after the intervention

(p<0.05). In contrast, nine items (26%; n=9) deceased in mean scores post

intervention, which showed an improvement change (p<0.05). Table 5.4

describes the mean score of the individual items pre- and post-intervention.

Table 5.4: The mean of QoL items of the caregivers pre (n=50) and post (n=38)
intervention

Caregivers CQOLC Items Pre-intervention Post-intervention p-value
m=SD Range | m+SD Range
(0-4) (0-4)
Alteration in daily routine 2.74+0.44 | 2-3 1.84+0.36 1-2 0.0000*
Disruption of sleep 2.50+0.54 | 1-3 1.31+0.66 0-2 0.0000*
Impact on daily schedule 2.76x0.55 | 2-4 1.55+0.64 0-3 0.0000*
Satisfaction with sexual function 2.88+0.93 | 14 1.65+0.81 0-3 0.0000*
Maintenance of outside activities 2.56+x0.50 | 2-3 1.39+0.59 0-2 0.0000*
Financial strain 2.86x0.57 | 2-4 1.78+0.66 1-3 0.0000*
Concern about insurance 3.12+0.65 | 2-4 2.05+0.80 0-4 0.0000*
Economic future 3.02+0.68 | 2-4 1.89+0.68 0-3 0.0000*
Death of patient 3.50+0.64 | 2-4 1.97+0.85 1-4 0.0000*
Outlook on life 1.56+0.83 | 0-4 2.07+0.71 1-4 0.0001*
Level of stress 3.16£0.54 | 2-4 2.07+0.71 1-3 0.0000*
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Spirituality 1.94+0.86 | 1-4 3.23+0.71 1-4 0.0000*
Day-to-day focus 2.74+0.44 | 2-3 1.63+0.75 0-3 0.0000*
Sadness 2.36+x0.66 | 1-4 1.68+0.57 1-3 0.0000*
Mental strain 3.06+0.51 | 2-4 2.02+0.75 1-4 0.0000*
Social support 1.82+0.91 | 04 3.21+0.52 2-4 0.0000*
Guilt 2.20+0.69 | 1-3 1.00£0.77 0-2 0.0000*
Frustration 1.86+0.80 | 1-4 1.18+0.45 0-2 0.0000*
Nervousness 2.42+0.64 | 1-4 1.57+0.50 1-2 0.0000*
Impact of illness on family 2.86+0.72 | 14 1.44+0.60 0-3 0.0000*
Patient’s eating habits 2.72+0.70 | 2-4 1.36%0.71 0-2 0.0000*
Relationship with patient 1.56+£0.90 | 0-4 3.84+0.36 3-4 0.0000*
Informed about illness 2.2+0.83 | 0-4 3.52+0.60 2-4 0.0000*
Transportation 2.8+0.57 2-4 1.81+0.39 1-2 0.0000*
Adverse effect of treatment 2.76x0.71 | 2-4 1.65+0.74 0-3 0.0000*
Responsibility for patient’s care 2.910.64 2-4 1.73+0.64 1-3 0.0000*
Focus of caregiving 1.54+0.64 | 0-4 3.71+0.51 2-4 0.0000*
Family communication 1.46+£0.57 | 1-3 3.55+0.55 2-4 0.0000*
Change in priorities 2.72+0.70 | 1-4 1.55+0.82 0-4 0.0000*
Protection of patient 2.92+0.69 | 24 2.00£.95 0-4 0.0000*
Deterioration of patient 2.40+£0.49 | 2-3 3.44+0.79 1-4 0.0000*
Management of patient’s pain 3.30£0.73 | 2-4 2.18+0.80 1-4 0.0000*
Future outlook 2.80+0.83 | 2-4 1.65+0.70 1-4 0.0000*
Family support 1.66x0.55 | 1-3 3.34+0.53 2-4 0.0000*
Family interest in caregiving 2.82+0.43 | 2-4 1.34+0.66 0-3 0.0000*

* Significant changes occurred p<0.05

The QoL varied according to the different age groups. Caregivers within the age group

of 40-49 years had the highest QoL pre-intervention (m=86.66), and the same age

group had the highest mean score post-intervention (m=70.66),

indicating an

improvement change (p=0.0051). However, the biggest change occurred in the 60-69

age group pre intervention (m=92.18) and post intervention (m= 74.84); but this was
not a significant change (p=0.1797) (Table 5.5).
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Table 5.5: The mean of caregiver’s QoL scores by age category, pre- (n=50) and
post-intervention (n=38).

Caregivers QoL by age category | Pre-intervention Post-intervention

P value

m m

18-29 94.00 85.00 0.0014*
30-39 88.33 72.50 0.0341*
40-49 86.66 70.66 0.0051*
50-59 91.13 76.72 0.0180*
60-69 92.18 74.84 0.1797
70 and more 90.72 76.12 0.3173

* Significant changes occurred p<0.05

When comparing the caregiver’s relationship to the patients and their QoL, it was found
that friend (m=87.00) and Parent (m=89.50) had the highest QoL pre and post
intervention. The QoL of all categories of caregivers improved from pre to post
intervention; all except for friends indicating an improvement change (p<0.3173) (Table
5.6).

Table 5.6: The mean of caregiver’s QoL scores by relationship, pre (n=50) and
post intervention (n=38).

Caregivers QoL by relationship Pre-intervention Pre-intervention

P value

m m

Child 91.29 75.00 0.0002*
Friend 87.00 69.00 0.3173
Parent 89.50 73.00 0.0431*
Sibling 91.14 77.00 0.0178*
Spouse 91.66 77.85 0.0180*

* Significant changes occurred p<0.05

5.4.3 Caregiver burden

The caregiver burden varied according to the different age group. In addition, the
caregiver burden of all age groups increased except for those 50-59 and 60-69 age
groups. Caregivers within the age group of 18-29 years had the highest care burden
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(m=31.00) pre-intervention which was improved (p=0.0026) post-intervention
(m=32.00). The biggest change occurred in the 60-69 caregivers age group pre-
intervention (m=27.25) and post-intervention (M=26.30), which was not
significant change (p=0.6547), (See Table 5.7).

Table 5.7: The mean of caregiver’s care burden scores by age category, pre-
(n=50) and post-intervention (n=38).

Caregivers care burden with age Pre-intervention Post-intervention ——
category m m

18-29 31.00 32.00 0.0026*
30-39 21.66 25.00 0.1797
40-49 21.00 23.33 0.0493*
50-59 25.00 24.72 0.2459
60-69 27.25 26.30 0.6547
70 and more 26.45 27.12 0.3173

* Significant changes occurred p<0.05

When comparing the caregiver’s relationship to the patient and the care burden, it was
found that friends had the highest care burden (m=29.00), followed by spouses
(m=27.08) pre-intervention, while friends (m=28.00) and children (m=26.55) had the
highest care burden mean scores post-intervention. However, only the category

children showed an improvement change (p<0.0010), (See Table 5.8).

Table 5.8: Caregiver’s care burden scores by relationship, pre (n=50) and post
intervention (n=38).

Caregivers care burden with Pre-intervention Post-intervention

cancer patients relation m m P value
Child 25.62 26.55 0.0010*
Friend 29.00 28.00 0.3173
Parent 25.16 26.00 0.0556
Sibling 24.57 25.57 0.1405
Spouse 27.08 23.57 0.07984

* Significant changes occurred p<0.05

136



When calculating the caregiver burden, there was an improvement in care burden post

intervention (Table 5.9).

Table 5.9: Care burden pre- (n=50) and post- (h=38) intervention

Care burden Pre-intervention Post-intervention p-value
level
m=SD Range(0-48) m=SD Range(0-48)
25.84+6.34 14-40 25.78+4.45 18-37 0.0003*

* Significant change occurred p<0.05

In terms of the 12 (ZBI) items individually, all items decreased post-intervention except

for four items that did not have really differences (p>0.05), (See Table 5.10).

Table 5.10: The mean care burden items pre- (n=50) and post- (n=38) intervention

Caregivers ZBI ltems Pre-intervention Post-intervention
m+SD Range | m+SD Range Pvalue

(0-4) (0-4)
Do not have enough self-time 2.06£1.01 | 14 2.15+0.88 | 0-4 0.2188
Stressed between caring and other duties 2.10+1.16 | 14 2.10+£1.06 | 0-4 0.2188
Angry when you are around your relative 2.86+1.06 | 1-4 2.89+£0.98 | 14 0.6250
Relationship with family was affected 1.92+1.20 | 1-4 1.89 £0.89 | 0-3 0.0625
Strained when you are around your relative | 2.02+0.93 | 1-4 2.00£0.80 | 0-3 0.5625
Caring for your relative affects your health 1.28+1.12 | 1-3 1.39+£0.91 | 0-3 0.2891
Do not have privacy 2.26+1.08 | 14 2.10+0.95 | 0-4 0.0625
Caring of your relative affects your social life | 1.96+0.96 | 1-4 1.94+0.89 | 0-3 0.3594
Lost control of your life 2.10+0.83 | 14 2.15+0.67 | 1-4 0.0625
Uncertain about what do about your relative | 2.14+0.80 | 1-4 2.07£0.63 | 1-3 1.0000
You should be doing more for your relative 2.54+0.95 | 0-4 2.50+0.86 | 1-4 0.4375
Could do a better job in caring of relative 2.60+£1.03 | 0-4 2.55+1.00 | 1-4 0.3750

5.4.4 Level of caregiver’s care burden

Pre-intervention, a larger proportion of the participants (80%) reported having high

caregiver burden, while 20% reported having a mild to moderate burden. Post-
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intervention, most of the participants (92%) reported having a high caregiver burden,
whilst 8% reported mild to moderate burden, (See Table 5.11).

Table 5.11: Care burden pre- (n=50) and post-intervention (n=38)

Pre-intervention | Post-intervention
Care burden level
Freq. | % Freq. | %
No to mild burden
Mild to moderate burden 10 20% 3 8%
High burden 40 80% 35 92%

5.4.5 General characteristics of the patients

The ages of the patient participants ranged between 20 and 86 years, with a mean of
60.22 (SD+13.82). Most (n=30; 60%) were male. All the participants (n=50; 100%) had
received chemotherapy, 60% (n=30) had surgical interventions, and 8% (n=4) had

received radiotherapy. Table 5.2 presents the general characteristics.

5.4.6 Cancer patients’ QoL

When investigating the individual items measured, feeling nauseated was the most
pressing problem (m=3.32), followed by pain (m=3.24), constipation (m=3.06) and
walking outside (m=3.00). Only seven of the 14 items showed an improvement after
the intervention (p<0.05), (See Table 5.12).

Table 5.12: Cancer patients QoL pre- (n=50) and post- (n=38) intervention.

Cancer patients EORTC items Pre-intervention Post-intervention
145D Range 145D Range | p-value
(0-4) (0-4)
Walk outside 3.00+0.80 | 2-4 2.284+0.69 | 1-4 0.0000*
Stay in bed during day 2.36£0.85 | 1-4 1.84+0.76 | 1-3 0.0000*
Eating, dressing, or washing 2.42+1.03 | 1-4 2.23+0.99 | 1-4 0.1191
Dyspnea 2.68+1.01 | 14 2.36x0.71 | 1-4 0.0201*
Pain 3.24+0.74 | 1-4 2.36x0.75 | 1-4 0.0000*
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Insomnia 3.24+0.68 | 2-4 3.07+0.78 | 1-4 0.6938
Weak 2.78+0.76 | 2-4 2.52+0.92 | 14 0.1108
Appetite loss 2.92+0.80 | 1-4 2.65+0.78 | 1-4 0.2534
Nausea 3.32+0.62 | 2-4 2.78+0.70 | 1-4 0.0018*
Constipated 3.06£0.76 | 1-4 2.68+0.84 | 1-4 0.0144
Tired 2.92+0.96 | 1-4 3.23+0.67 | 1-4 0.0217
Pain interferes with daily activities 2.86+0.94 | 1-4 2.44+0.82 | 14 0.0236*
Tense 2.94+0.81 | 1-4 2.60+0.88 | 2-4 0.0977
Depressed 3.36+0.74 | 2-4 3.73+x0.50 | 1-4 0.0156*

* Significant changes occurred p<0.05

The global QoL and the functional scale, pain symptoms subscale, fatigue symptoms
subscale and five items symptom subscales were measured. A poor global QoL was
reported with a mean score (m=3.00; SD+1.03), however it showed improvement
(m=4.02; SD+0.88) after the intervention (p=0.0000). The same trend was seen in the
physical subscale but not the emotional subscale, which scored the lowest before the

intervention and stayed the lowest after the intervention and with no actual change

(p=0.6632).

The highest mean score for the EORTC QLQ-C15-PAL symptom items pre-
intervention was for pain (m=68.33; SD+21.88), followed by fatigue (m=61.66;
SD+20.27) and the five items symptom scales (m=18.13; SD+13.28); the mean of the

pain symptoms subscale improved after the intervention (p=0.0000), (See Table 5.13).

Table 5.13: Cancer patients Global Health status/QoL and EORTC subscales pre-

(n=50) and post- (n=38) intervention.

EORTC Global health

Pre intervention

Post intervention

status QoL and scales Range Range p-value
m+SD m+SD
(0-100) (0-100)
Global health status/QoL | 3.00+£1.03 10-50 4.02+0.88 20-60 0.0000*
Functional scale
Physical Functioning 46.88+19.60 | O0-77 62.57£14.70 | 44-100 0.0000*
Emotional Functioning 28.33+£18.21 | 0-66 27.63£15.63 | 0-66 0.6632

Symptoms scale
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Pain symptoms 68.33+21.88 | 0-100 46.92+21.17 | 0-83 0.0000*
Fatigue symptoms 61.66+20.27 | 17-100 62.71+17.93 | 33-100 0.9982
Five items symptom

Dyspnea 2.68+1.01 1-4 2.36x0.71 1-4 0.0201*
Insomnia 3.24+0.68 2-4 3.07+0.78 1-4 0.6938
Appetite loss 2.92+0.80 1-4 2.65+0.78 1-4 0.2534
Nausea 3.32+0.62 2-4 2.78+0.70 1-4 0.0018*
Constipation 3.06+0.76 1-4 2.68+0.84 1-4 0.0144*

* Significant changes occurred p<0.05

5.4.7 Cancer patients’ pain severity and interference

As already mentioned in Chapter Three, the BPI was used to assess the patients’ pain.
On asking the patients before the intervention whether they have pain everyday other
than headaches, sprains and toothaches, all (n=50; 100%) responded positively. The
same trend followed as all the patients experienced pain after the intervention (n=50;
100%). When asking the patients to indicate the location of their pain, the majority
(62%; n=31) indicated their chest area, followed by the abdominal region (n=23; 46%).

After the intervention, the same areas were commonly indicated, but to a lesser extent.

Table 5.14 summarises the results.

Table 5.14: Pain location that was shaded by cancer patients using the BPI

diagram

Pain location

Pre intervention

Post intervention

n* 0p** n* O
Whole body 1 2 1 3
Abdominal regions 23 46 17 45
Buttocks 6 12 5 13
Chest 31 62 29 76
Neck 9 18 8 21
Legs 3 6 3 8
Pelvis 10 20 9 24
Back 12 5 13
Arms 3 6 3 8
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Head 8 16 8 21

** Some of patients had more than one body pain location, therefore the frequencies and percentages were
higher than 100%

The pain severity compromised four questions - worst pain, least pain, average pain
and pain right now. Pain at its worst was more than 7 pre-intervention therefore severe,
but decreased to less than 7, thus moderate, after the intervention; this change was
significant (p=0.0254). Similarly, improvements were found in the average pain, least
pain and pain right now (p< 0.05), however, the pain remained moderate. Table 5.15

provides the detalils.

Table 5.15: Cancer patients’ worst pain, least pain, average pain and right now
pain pre- (n=50) and post- (n=38) intervention.

Pain severity Pre-intervention Post-intervention p-value
m=SD Range (0-10) m=SD Range (0-10)

Worst pain 7.22+1.23 5-10 6.86+1.06 5-9 0.0254*

Least pain 5.52+1.79 2-9 5.15+1.48 2-8 0.0313*

Average pain 6.88+1.30 5-10 5.94+1.01 5-9 0.0000*

Right now pain 6.42+1.29 4-9 5.71+1.01 3-7 0.0000*

* Significant changes occurred p<0.05

The pain severity was measured by the sum of the means of worst pain, least pain,
average pain and pain right now. When comparing the pre- and post- intervention
overall pain levels, an improvements of pain severity was found post intervention
(p=0.000), (See Table 5.16).

Table 5.16: The cancer pain severity pre- (n=50) and post- (n=38) intervention.

Pain Pre intervention Post intervention p-value
severity m=SD Range (0-100) m=SD Range (0-100)
26.04+4.34 17-33 23.68+3.47 16-30 0.0000*

* Significant change occurred p<0.05

When grouping the pain levels experienced into mild, moderate and severe pain, 26%
(n=13) of the patients stated they experienced moderate pain pre-intervention and 32%
(n=12) reported they had moderate pain post-intervention. However, most patients
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(74%; n=37) reported having severe pain pre-intervention and 68% (n=26) had severe
pain post-intervention, (See Table 5.17).

Table 5.17: Pain level pre- (n=50) and post- (n=38) intervention.

Pain level Pain level Pre-intervention Post-intervention
n % n %

Worst pain No pain

Mild pain

Moderate pain | 13 26 12 32

Severe pain 37 74 26 68
Least pain No pain

Mild pain 6 12 5 13

Moderate pain | 28 56 25 66

Severe pain 16 32 8 21
Average pain No pain

Mild pain

Moderate pain | 21 42 27 71

Severe pain 29 56 11 29
Pain right now No pain

Mild pain 1 3

Moderate pain | 24 48 28 74

Severe pain 26 52 9 24

When asking the patients to what extent their pain treatment provided pain relief during
the past 24 hours using a numerical scale, a mean of less than 1 (m=< 1) was found
both before and after the intervention, however, improved of pain relief was occur post
intervention (p=0.0099), (See Table 5.18).

Table 5.18: Pain relief after using pain medication pre- (n=50) and post- (n=38)
intervention.

Pain relief | Pre-intervention Post-intervention p-value
m=SD Range (1-10) | m+SD Range (1-10)
0.48+0.131 | 2-8 0.52+0.131 | 2-8 0.0099*

* Significant change occurred p<0.05

When asking the patients which pain medication they took for pain, the greatest
percentage (54%; n=27) used paracetamol and NSAIDs. The percentage increased
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post-intervention to 78.9% (n=30). Interestingly, the use of strong opioids decreased
from pre-intervention (42%; n=21) to post-intervention (19%; n=7), (See Table 5.19).

Table 5.19: Pain medication used for cancer pain pre- (n=50) and post- (n=38)
intervention.

Pain medication used Pre-intervention Post-intervention
n % n %

Morphine, Methadone, and Oxycodone 21 42 7 19

Paracetamol and NSAIDs 27 54 30 79

Not mentioned 2 4 1 2

When investigating how the pain interfered with the patient’s general activity, mood,
walking ability, normal work, relations with other people, sleep and enjoyment of life
during the last 24 hours, the mean score for normal work scored the highest before the
intervention (m=6.36; SD+1.41) and walking ability the highest after the intervention. In
addition, pain interfered least with sleep before the intervention (m=5.18; SD+1.27) and
with the relation with other people after the intervention (m=5.23; SD+1.36). There was

an improvmrnts change was found in general activity, walking ability, normal work and

sleep, (See Table 5.20).

Table 5.20: Pain interference with daily living activities pre- (n=50) and post-

intervention (n=38).

Interference of pain Pre-intervention Post-intervention
during the last 24 hours | m+SD Range m+SD Range | p-value
(0-10) (0-10)

General activity 6.14+1.59 | 2-9 5.65+1.30 | 2-8 0.0469*
Mood 5.78+1.59 | 2-9 5.36+1.45 | 2-8 0.0557
Walking ability 6.30+1.48 | 4-9 5.86+1.45 | 4-10 0.0001*
Normal work 6.36£1.41 | 3-9 5.70£1.27 | 3-9 0.0025*
Relation with people 5.66+£1.52 | 3-10 5.23£1.36 | 3-9 0.1094
Sleep 5.18+1.27 | 3-8 4.78+1.14 | 3-8 0.0098*
Enjoyment of life 5.74+1.35 | 3-8 5.57£1.40 | 3-9 0.2668

* Significant changes occurred p<0.05
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The mean of pain interference was calculated using the sum of the related items
indicted above. Before the intervention, the mean of pain interference was (m=41.16;
SD+7.12) compared with post-intervention (m=38.21; SDz%6.10), which is an
improvement’s change (p=0.0000). Table 5.21 provides the details.

Table 5.21: Pain interference pre- (n=50) and post-intervention (n=38).

Pain Pre-intervention Post-intervention |
-value
interference | m+SD Range(0-100) m+SD Range(0-100) P
41.16+7.12 26-59 38.21+6.10 23-49 0.0000*

* Significant changes occurred p<0.05

5.4.8 Patient’s symptoms burden

When calculating the total symptoms burden, an improvement was found from pre- to
post-intervention (p=0.0000). In addition, a small change was observed in the global
distress index before and after the intervention, this change was statistically significant
(p=0.0119). The same trend was seen in the psychological symptoms subscale,
however, the small difference in the mean score before and after the intervention of the

physical symptoms subscale was not a really change (p>0.05), (See Table 5.22).

Table 5.22: MSAS global distress index, Physical and psychological symptoms
subscales pre- (n=50) and post-intervention (n=38).

MSAS total symptoms burden Pre-intervention Post-intervention p-value
global distress index and m=SD Range | m+SD Range
subscales (0-100) (0-100)

Total symptoms burden 50.0£2.71 | 19-31 38.0£2.56 | 20-28 0.0000*
Global distress index 2.86+0.46 | 19-38 2.80+0.21 | 21-33 0.0119*
Physical symptoms subscale 2.75+0.47 | 18-32 2.56+£0.34 | 18-32 0.1565
Psychological symptoms subscale | 3.02+0.47 | 18-38 3.01+0.32 | 25-38 0.0000*

* Significant changes occurred p<0.05

When analysing the 24 individual symptoms measured, in terms of often, severe and

bothering/distress symptoms occurring during the past week, the following was found:
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pre-intervention, the lack of appetite had the highest mean score (m=5.52; SD+0.70) in
the “often” group, followed by feeling sad (m=3.42; SD+0.60) and worrying (m=3.38;
SD+0.56); sweats had the lowest mean score (m=1.72; SDzx0.64). After the
intervention, worrying had the highest mean score (m=3.68; SD+0.47), followed by
feeling nervous (m=3.47; SD+0.68) and vomiting (m=3.18; SD+0.69), sweats had the
lowest mean score (m=1.42; SD+0.64). Of the 24 symptoms mean scores, Six were
increased post-intervention, of which four showed an improvement change (p<0.05).
However, the mean scored of 18 symptoms deceased post-intervention, 14 of which
showed an improvement (p<0.05). According to the symptoms in the “severe” group,
feeling sad had the highest mean score pre-intervention (m=3.34; SD+0.71), followed
by difficulty sleeping (m=3.26; SD+0.69) and feeling nervous (m=3.24; SDz=0.68);
itching had the lowest mean score (m=1.56; SD+0.64). Of the 24 symptoms mean
scores, eight were increased post-intervention, and seven of these symptoms showed
an improvement change (p<0.05). However, 16 symptoms had a decreased in mean
score post-intervention, with 15 symptoms showing showed an improvement change
also (p<0.05).

When looking at the distress or bother symptoms group, feeling sad had the highest
mean score (Mm=3.48 SD+0.57) pre-intervention, followed by worrying (m=3.44
SD+0.78) and difficulty sleeping (3.36x+0.77); itching had the lowest mean score
(m=1.44; SD+0.67). Of the 24 symptoms mean scores, eight were increased post-
intervention, with two symptoms showing an improvement change (p<0.05). The mean
of 16 symptoms decreased post-intervention, and 10 symptoms showing an

improvement change (p<0.05). Table 5.23 provides the details.
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Table 5.23:

Symptoms experienced in the first group symptoms, pre- (n=50) and post-intervention (n=38)

Symptoms experienced

How OFTEN did you have?

How SEVER was it usually?

How much did it DISTRESS OR BOTHER

you

Pre-intervention Post-intervention P-value | Pre-intervention Post-intervention P-value | Pre-intervention Post-intervention P-value

m+SD (R;‘Z)ge m+SD (Ff:)ge m+SD (Ff:)ge m+SD zé_’z)ge m+SD (Fffz)ge m+SD (Fffz)ge
Difficulty concentrating 2.18+0.71 1-3 1.86+0.66 1-4 0.0005* | 2.06+0.84 | 1-3 1.86+0.70 | 1-4 0.0039* | 2.08+0.80 | 0-3 1.50+0.76 | 0-3 0.0001*
Pain 2.78+0.67 1-4 2.81+0.69 1-4 0.0000* | 2.90+0.99 1-4 2.65+0.84 | 1-4 0.0001* | 3.02+0.84 | 1-4 2.73+0.68 | 2-4 0.0018*
Lack of energy 2.54+0.86 1-4 1.86+0.81 1-4 0.0000* | 2.56+0.90 1-4 2.89+0.89 1-4 0.0039* | 2.48+1.01 | 0-4 2.84+0.78 | 1-4 0.0032*
Cough 2.56+0.99 1-4 2.47+£1.00 1-4 0.0703 2.26+1.05 1-4 2.10+0.98 1-4 0.0002* | 2.52+0.90 | 0-4 2.52+0.89 | 1-4 1.0000
Feeling nervous 3.20+0.63 | 2-4 3.47+0.68 3-4 0.0078* | 3.24+0.68 | 2-4 3.57+0.50 | 34 0.0020* | 3.12+0.79 1-4 3.31+0.66 | 2-4 0.0918
Dry mouth 2.64+1.00 1-4 2.31+0.90 1-4 0.0010* | 2.46+0.97 1-4 2.21+0.74 | 1-4 0.0098* | 2.54+0.90 | 14 2.21+0.70 | 1-4 0.0019*
Nausea 2.96+0.87 1-4 2.26+0.64 1-4 0.0000* | 2.62+0.87 1-4 2.23+0.67 1-4 0.0001* | 3.02+0.74 | 1-4 2.86+0.74 | 2-4 0.4049
Feeling drowsy 2.36+0.77 1-4 2.05+0.80 1-4 0.0001* | 2.02+0.93 1-4 1.94+0.80 | 1-4 0.0078* | 2.16+0.65 | 1-3 1.71£051 | 1-3 0.0000*
Numbness in hands/feet 2.02+0.71 1-3 1.94+0.61 1-3 0.0625 1.68+0.84 | 1-3 1.81+0.80 | 1-3 1.0000 2.12+0.52 | 0-4 1.71£051 | 1-3 0.0009*
Difficulty sleeping 3.12+0.79 | 2-4 3.00+0.77 2-4 0.0078* | 3.26+0.69 | 2-4 2.65+0.84 | 2-4 0.0000* | 3.36+0.77 1-4 3.02+0.75 | 1-4 0.0063*
Feeling bloated 2.68+1.00 1-4 2.65+0.99 1-4 0.1250 2.44+0.83 1-4 2.76+0.75 1-4 0.0039* | 2.50+0.81 1-4 2.73+1.00 | 1-4 0.3914
Problems with urination 1.72+1.00 1-4 1.55+0.79 1-4 0.0039* | 1.64+1.13 1-3 1.65+0.96 1-4 1.0000 2.08+0.94 | 0-4 1.89+1.00 | 0-4 0.0625
Vomiting 2.96+0.92 1-4 3.18+0.69 1-4 0.1094 2.90+0.93 | 2-4 2.78+0.81 1-4 0.0039* | 3.22+0.88 1-4 2.89+0.72 | 1-4 0.0001*
Shortness of breath 2.40£1.00 1-4 2.39+0.87 1-3 0.0391* | 2.12+1.08 1-4 1.86+0.87 1-3 0.0002* | 2.32+0.99 | 0-4 2.31+1.01 | 04 0.2534
Diarrhoea 3.04+0.66 1-4 2.73£1.10 1-4 0.0005* | 2.94+0.97 1-4 2.73+0.75 1-4 0.0010* | 3.20+0.53 2-4 2.76£0.81 | 2-4 0.0000*
Feeling sad 3.42+0.60 | 2-4 3.02+0.78 3-4 0.0002* | 3.34+0.71 | 2-4 3.65+0.48 | 3-4 0.0195* | 3.48+0.57 2-4 3.68+0.47 | 3-4 0.1250
Sweats 1.72+0.64 | 1-3 1.42+0.64 1-2 0.0020* | 1.76+0.55 1-3 1.44+0.50 | 1-2 0.0215* | 1.76+0.62 1-3 1.42+0.50 | 1-2 0.0010*
Worrying 3.38+0.56 | 2-4 3.68+0.47 2-4 0.0078* | 3.18+0.82 | 3-4 3.65+0.53 | 24 0.0001* | 3.44+0.78 1-4 3.73+0.60 | 1-4 0.0039*
Sexual problems 2.94+0.71 1-4 2.71+0.89 2-4 0.2198 2.78+0.95 1-4 3.05+0.65 | 2-4 0.0005* | 2.64+0.82 | 0-4 2.52+0.82 | 0-4 1.0000
Itching 1.96+0.75 1-4 2.00£0.56 1-2 1.0000 1.56+0.64 | 1-3 1.18+0.45 1-2 0.0054* | 1.44+0.67 | 0-3 1.50+£0.64 | 0-3 1.0000
Lack of appetite 5.52+0.70 1-4 2.42+0.59 1-4 0.0156* | 2.62+0.69 1-3 2.44+0.82 1-4 0.0283* | 2.16+0.86 1-4 2.31+0.84 | 1-4 0.7656
Dizziness 2.04+0.72 1-4 1.92+0.42 1-3 0.0625 2.08+0.66 1-3 1.81+0.56 1-3 0.0020* | 2.18+0.62 | 0-3 1.97+0.67 | 1-3 0.0195*
Difficulty swallowing 2.10+1.00 1-4 1.97+0.85 1-3 0.0117* | 1.94+0.71 1-4 1.60+0.59 1-3 0.0005* | 2.10+0.70 | 1-4 2.05+0.69 | 1-4 0.0625
Feeling irritable 2.80+0.72 1-4 3.05+0.61 2-4 0.0215* | 2.74+0.72 1-4 3.07£0.63 | 2-4 0.0313* | 2.74+1.12 1-4 3.00£0.92 | 1-4 0.1875

* Significant changes occurred p<0.05
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The MSAS also measured eight additional symptoms in terms of severity and distress
occurring during the past week. According to the symptoms in the “severe” group, weight loss
had the highest mean score (m=3.28; SD+0.70) pre-intervention, followed by constipation
(m=3.04; SD+0.80) and change in the way food tastes (3.02+0.79); swelling of arms and legs
had the lowest mean score (m=2.29; SD+0.64). Of the eight symptoms the mean scores of four
were increased post-intervention, with three showing an improvement change (p<0.05). Four
symptoms had a decreased mean score post-intervention with three having had an
improvement change (p<0.05). When looking at distress or bother, constipation had the highest
mean score (m=3.59; SD+0.50) pre-intervention, followed by hair loss (m=3.58, SD+0.49) and
change in the way food tastes (m=3.46; SD+0.57); “I don’t look like myself’ had the lowest
mean score (m=2.52; SD+0.57). The mean of all eight symptoms decreased post intervention
(p<0.05), (See Table 5.24).

Table 5.24: Symptoms experienced in the second different group, pre- (n=50) and
post-intervention (n=38)

Symptoms How SEVERE was it usually? How much did it DISTRESS OR BOTHER
experience you

Pre-intervention Post-intervention P-value Pre-intervention Post-intervention P-value

Range Range Range Range

m=SD (1-4) m=SD (1-4) m=SD (0-4) m+SD (0-4)
Mouth sores 2.92+0.77 2-4 2.68+0.57 2-4 0.0020* 3.06+0.68 2-4 2.81+0.69 2-4 0.0215*
Change in 3.02+0.79 2-4 3.284+0.51 2-4 0.0391* 3.46+0.57 2-4 3.18+0.39 3-4 0.0034*
taste
Weight loss 3.28+0.70 2-4 3.71+0.65 2-4 0.0001* 2.76%£0.68 2-4 2.34+0.48 2-3 0.0023*
Hair loss 2.94+0.79 2-4 3.18+0.83 2-4 0.0078* 3.58+0.49 3-4 3.18+0.45 2-4 0.0002*
Constipation 3.04+0.80 2-4 2.42+0.72 2-4 0.0001* 3.59+0.50 3-4 2.97+0.54 2-4 0.0000*
Swelling of 2.29+0.78 1-4 2.23+0.58 1-4 1.0000 3.24+0.71 2-4 2.52+0.76 2-4 0.0001*
arms or legs
"l don't look 2.48+0.81 1-4 2.13+0.47 1-3 0.0057* 2.52+0.57 1-4 2.18+0.39 2-3 0.0010*
like myself"
Skin Changes | 2.74+0.75 1-4 2.78+0.57 1-4 0.7539 2.94+0.54 2-4 2.39+0.59 2-4 0.0000*

* Significant changes occurred p<0.05
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5.4.9 The correlation between the study outcomes

The Spearman correlation (r) tested the correlation between the outcomes studied.
Outcome correlations ranged from “perfect” correlations to “none,” as mentioned in
Chapter Three (Chan, 2003; Akoglu, 2018). All the “very strong” correlations among
the outcomes were significant, such as the correlation between the care burden and
cancer pain severity pre- and post-intervention. The same trend occurred for moderate
correlations, however, the poor correlations were non-significant and varied between
negative and positive, such as the negative correlation between cancer QoL post-
intervention and cancer pain interference post-intervention, and the correlation
between QoL pre- and post-intervention. The fair correlations varied between
significant and non-significant, the significant correlation was between the QoL pre-
intervention and care burden post-intervention, and non-significant between the cancer
pain severity pre-intervention and cancer global distress index post-intervention. Only

two fair correlations were found to be negative, (See Table 5.25).
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Table 5.25: Correlation between outcomes measured
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Cancer patients’ Global
distress index post-
intervention.
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* Indicated for significant correlations occurred between the outcomes p<0.05
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5.5 SUMMARY OF CHAPTER FIVE

This chapter described the results of the validation of the support programme and
the results of the pilot test in terms of caregiver QoL and care burden and cancer
patient QoL, pain experience and symptoms burden. The next chapter will discusses

the findings of the study according to the Phases.
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6.1

CHAPTER SIX
DISCUSSION

INTRODUCTION

This chapter discusses the findings of the study according to the phases.

Phase one: there were seven caregivers’ support needs identified from the
included studies namely; information needs, physical, psychosocial/spiritual,
emotional, and social needs. In addition, caregivers' financial support needs.

Phase two: there were different programmes structures, learning activities,
useful handouts, potential guiding questions for discussion were revealed

from the studied programmes.

Phase three: the conclusions and determining the overarching goals and
objectives of the programme and a preliminary structure found in the studies
of Phase 1 and 2 were used developed/adapted. The programme was
validated in terms of the face and content validity by using expert group
responses; related to the terminology used, the timing of the programme
implementation, encouraging to visit sociologists and mental health clinics as

well as the non-describing sexual issues.

Phase four: The results of the pilot test of the programme were:
An improvement of caregiver QoL and care burden post-intervention.
An improvement of cancer patient QoL, pain experience, and symptoms

burden post-intervention.
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6.2 PHASE 1: FIRST SCOPING REVIEW:

The first scoping review was conducted to synthesise the evidence regarding the

caregivers of cancer patients support needs.

The findings of the first scoping review provided evidence that 19 papers, focusing
on caregivers of cancer patients support needs, were published over 10 years in the
USA, Australia, Iceland, Turkey, UK, New Zealand, Taiwan, India, China and
Jordan. Most of studies were conducted in developed countries with few in
developing countries, as it may be possible they do not have advance research
capability and therefore the absence of manpower or permitting environment to
apply indigenous health research (Dye, Reeder and Terry, 2013; Obiora, Maree and
Nkosi-Mafutha, 2020). The content analysis and synthesis of the results, the first
scoping review highlighted seven themes the caregivers’ support need namelly;
information needs, physical, psychosocial/spiritual, emotional, and social needs. In

addition, caregivers financial support needs.

The majority of the included studies were not of the highest quality because they did
not have clear research questions. Conversely, in the same manner as the guidance
of Hong et al., (2018), only one (n=1; 5%) qualitative descriptive study by Al-Jauissy
(2010) had clear research questions allowing a quality assessment. The researcher
did not exclude any study according to it is own quality.

Various research designs were used. Most of studies (n=10; 53%) were a
guantitative research design, including descriptive studies, cross-sectional studies,
survey studies, longitudinal studies, randomised control trials and preliminary
steeped wedge clustral comparative studies (Fridriksdottir et al., 2011; Deshields et
al., 2012; Butow et al, 2014; Chen et al., 2014; Cui et al., 2014; Aoun et al., 2015;
Borneman et al., 2015; Heckel et al., 2015; Hazen, Lazar & Gennari, 2016; Gultas &
Yilmaz, 2017), while nine (n=9; 47%) were qualitative research design (Al-Jauissy,
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2010; Dougherty, 2010; Evertsen and Wolkenstein, 2010; Khan Joad, Chaturvedi
and Mayamol, 2011; Harding et al., 2012; Shaw, Harrison, et al., 2013; Lee et al.,
2014; Richardson, Morton and Broadbent, 2015; Haynes-Maslow, Allicock and
Johnson, 2016), which included descriptive study, focus groups, cross sectional and
longitudinal studies. This was not similar to the Australian scoping review conducted
by Pelentsov, Laws and Esterman (2015), which included four studies that used
guantitative design, and 18 that used qualitative research design. Similar to the other
Australian integrative review conducted by Alananzeh et al., (2016), four of the
studies employed quantitative methodology, but two qualitative studies were
conducted. The studies included in the first scoping review used mostly convenience
sampling method to recruits the participants, and this was similar to the Alananzeh
et al. (2016) review, as most studies in their study were based on convenience or

consecutive sampling.

Similar to the findings of Petricone-Westwood and Lebel (2016) and Heckel and
Heynsbergh (2019), the first scoping review demonstrated that the peer-reviewed
scientific data on caregivers’ care and support needs and what it means to be a
caregiver for a cancer patient is limited. According to the researcher’'s knowledge,
the first scoping review is the first that includes a wide range of caregivers support
needs, apart from one review conducted in Sydney exploring the unmet needs of

Arab people affected by cancer (Alananzeh et al., 2016).

The first scoping review provides evidence that spouses or adult children were the
primary caregivers of cancer patients (Robison et al., 2009; Deshields et al., 2012).
The researcher particularly encountered difficulties in the classification of the
caregivers needs cited within the literature across the seven domains. The
caregivers experienced a large number of complex challenges and had various
needs, such as information needs, physical, psychosocial/spiritual, emotional, and
social needs. In addition, their financial wellbeing was under threat; they faced
health-related problems and high burdens related to caregiving as supported by Al-
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Jauissy, (2010); Altamimi, (2013); Shaw et al., (2013); Yi and Kim, (2015);
Alananzeh et al., (2016), as well as the prevalence of unmet needs being high
(Butow et al., 2011; Shaw, Butow, et al., 2013; Alananzeh et al., 2016). Some needs
were found to fit quite well and some did not, while others the author felt fit across
more than one domain, and this was reported by Kerr et al. (2007) in a mixed-
method study and by Pelentsov, Laws and Esterman (2015) in an Australian scoping
review study where they encountered difficulties categorising the needs of

caregivers of cancer patients.

In the first scoping review, the prevalence of unmet needs ranged from 5.0% to
79.9%, depending on the domain. These prevalence rates are higher than those
found in the study of Kim et al. (2010) who, in study conducted in the USA, reported
prevalence rates ranging from 18.9% to 67.9% in Western country. This discrepancy
could relate to differences in participants and backgrounds, and the availability of
supportive care, as there is a huge difference between developed and developing

countries in cancer care resources viability.

The result of the first scoping review was supported by two articles reported in Arab
cancer caregivers’ needs (Al-Jauissy, 2010; Altamimi, 2013), and one of them was
included in first scoping review (Al-Jauissy, 2010). These studies, conducted in
Jordan, highlighted the cultural commitment to caregiving, which places high
expectations for fulfilling the caregiving role. However, these studies found that
caregivers had unmet needs relating to information, health services and patient care,
psychological and spiritual issues, and experienced a financial burden. Al-Jauissy
(2010) recognised 68 needs across six domains, individual and self-care,
management duties, contribution with cancer care, work, interpersonal collaboration
and interaction, and finance. The highest ranked needs were, being informed about
symptoms (97.6%), the need for home nursing (95%), the need for information about
their patients’ health condition (94.7%), help with the patients’ emotional needs
(87.8%), and help with supplementary expenses (85.4%). The study of Al-Jauissy
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(2010), highlighted the negative influence caring for cancer patients had on
Jordanian caregivers; fatigue was the most common (78.0%), followed by sleep
problems (64.6%), anxiety (60.7%), financial constraints (58.5%) and mood
problems (43.9%).

Osse et al. (2006), in a study applied in the Netherlands, included
psychological/spiritual and emotional needs in the top 20 caregiver needs they
presented. In addition, many caregivers needed care support regarding cancer
symptom management information and cancer service care (Stenberg, Ruland &
Miaskowski, 2010).

The first scoping review indicated the absence of reviews that span the cancer
trajectory, as this was supported by previous studies of Stenberg, Ruland and
Miaskowski (2010), Deshields et al. (2012), Petricone-Westwood and Lebel, (2016)
and Revenson et al., (2016). They emphasised the lack of evidence and highlighted
a need for further research on this important area. These results map out certain
essential outcomes that prospective researchers must appraise longitudinally within
the population of cancer.

As seen from the synthesis of the results, the first scoping review highlighted
caregivers’ QoL domains, physical, psychosocial/spirituality, social and financial
wellbeing and emphasised their importance. It was interesting to note that the QoL
of caregivers was good and stable during the first 12 months of diagnosis, after that
it declined in steady manner because of the patient remaining sick as well as the
disease progression; in the last year before death, the caregivers QoL appeared to
be much poorer. This was supported by Petricone-Westwood and Lebel (2016), in
their study conducted in Canada, as well as by the Australian study of Butow et al.
(2014), which indicated that worsening in QoL wellbeing and the escalation in

suffering and distress was visibly determined in the last year before death.

156



6.2.1 Informational support needs

The first scoping review provided evidence that information seeking was highest
immediately following diagnosis. The need for information has consistently been
described as an unmet need (Harrison et al., 2009; Fiszer et al., 2014). This could
be because of the patient’s illness being serious and expected to need additional
physical care, which induced more worries and concerns for caregivers (Cui et al.,
2014). According to Alananzeh et al. (2016), the strong need for additional
information about the disease, treatment and symptoms may be indicative of how
information is presented in the care environment. This is a mismatch in content
between patient and caregivers and the information they are provided, and the
degree to which high-quality educational materials are available within Arab

countries.

Caregivers usually used all sources available; healthcare providers frequently
searched for the information from family and friends as well as from the Internet.
Conversely, caregivers gain experience and learn by trial and error, and by informal
channels, such as a neighbour or friend. This is similar to what was reported in
Schubart, Kinzie and Farace's (2008) study conducted in USA, their need was for
the physicians to inform them of what to expect earlier, before the crisis. They
needed to be ready to manage the neurocognitive alterations that were likely to
occur and to know how to address the health needs of the patient and the behaviour
alterations, how to manage the hostile or life-threatening behaviour, and at what time

they would need to look for specialised assistance.

As observed in the first scoping review, various studies identified caregivers had

high unmet needs with regard to needs for information about the disease, prognosis,

outcomes, symptom management, hospice care, treatment, caregiver role and

support from healthcare professionals (Schubart, Kinzie and Farace, 2008; Kim et

al., 2010; Frioriksdottir et al., 2011; Deshields et al., 2012; Chen et al., 2014; Cui et
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al., 2014; Yi and Kim, 2015; Heckel et al., 2015; Hazen, Lazar and Gennari, 2016;
Gultas and Yilmaz, 2017; Ashrafian et al., 2018). A study conducted by Hydary
(2015), focusing on breast cancer, supports this finding as receiving information
about breast cancer, self-care and patient care were the main needs of the
caregivers. Similarly, Cui et al. (2014), when investigating 649 caregivers in
Shanghai hospitals in China, found the most prominent unmet needs included the
need for the disease-related knowledge and its treatment and support from
healthcare providers. This strongly indicates that both caregivers and cancer
patients depend heavily on oncology healthcare providers for informational and
educational support. Thus, it is necessary for oncology healthcare providers to be
prepared to communicate effectively with caregivers by providing appropriate
information in an empathetic manner. Furthermore, interventions such as support
programmes would be helpful, not only to meet the unmet needs of caregivers but
also to improve their QoL (Northouse et al., 2012; Yi and Kim, 2015).

Informational support is particularly significant when cancer patients are discharged
from hospital to be treated at home, as instruction and the provision of needed
information at the time of hospital discharge is inadequate most times. This was
supported by Schubart, Kinzie and Farace (2008), as they reported that caregivers
need to be ready for the exact responsibilities they will expected to carry out for their
cancer patient. Many of the caregivers who offered nursing care duties had very
little, if any, preparation to accomplish what was needed. Home appointments by
healthcare providers who were qualified to support caregivers with the need of
cancer care, would, once the patient was discharged and at other critical transition

points, enhance the value of this data and endorse improved patient care.

6.2.2 Emotional and psychological/spiritual support needs

The care support needs for caregivers were one of the most needed among

caregivers who reported in the first scoping review, and this was similar to the result
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of the study conducted on 188 caregivers of patients with cancer, which showed that
emotional and psychological/spiritual support are the most prominent areas of
caregivers’ unmet needs (Sklenarova et al., 2015). This was supported by Kim et al.
(2010) in their study on three groups of caregivers who were either 2 months, 2
years, or 5 years into their patient’s cancer diagnosis; their main needs included
psychological/spiritual, among others. The differences observed in the caregivers’
need priorities were anticipated, and could be attributed to the differences in
research setting and context, as well as methodology; in other words, people from

different countries may have different needs.

As seen in the first scoping review, caregivers were challenged continually to resolve
difficulties and provide decisions according to the change of care needs. They
regularly performed new jobs that they were not qualified to do, leaving their own
emotional and spiritual needs unnoticed and unaddressed. The same concerns were
reported in the study of Goldzweig et al. (2013) conducted in Jerusalem, which
described the levels of emotional and spiritual/psychological suffering were
approximately double for caregivers of older cancer patients. In the study of
Sklenarova et al. (2015), it was reported that the caregivers had a considerably
higher irritable, tense, anxiety, lost, alone, scared, and depression score compared
to their patients, which agreed with their recurrently stated needs, and gave
emphasis to the terror and probable threat of losing the one they love faced by

caregivers with a cancer diagnosis.

6.2.3 Physical support need

The evidence regarding physical needs of caregivers was confirmed in the first
scoping review; the caregivers experienced physical needs included sleep problems
and fatigue. The same result was described in the Australian study conducted by
Butow et al. (2014), as they reported that mental as well as physical wellbeing of
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caregivers was compromised due to giving cancer care, mainly in the last 6 months

of the cancer patient’s life.

6.2.4 Social support needs

The first scoping review recognised caregivers' social wellbeing as essential and
appeared to play a part in their overall wellbeing, which was similar to that reported
in Petricone-Westwood and Lebel's (2016) study conducted in Canada, and many
other studies (Arden-Close et al., 2010; Frost et al.,, 2012; Butow et al, 2014),
reported that the social need for caregivers was one of the main needs during
cancer caregiving. As well as social support, feeling socially isolated was one of the
main social needs, as stated by caregivers in the first scoping review, at the
beginning of the last year of life; this was mentioned in the studies of Koldjeski et al.
(2007), Frost et al. (2012) and Petricone-Westwood and Lebel (2016). They reported
that social support, including social life activities, isolation and personal time, was
different but deteriorated from diagnosis to 3 years later, and then was steady over
the last year before death. The first scoping review provided evidence that
caregivers’ social networks influenced the caregiving quality, as other members in
the family and their friends were important to be supported, and the same result
was reported in Robison et al. (2009) who found that when the community and care
system support is lacking for caregivers, it will lead to work loss, feeling isolated and

depressed, which in turn will lead to institutionalisation and burn out of caregivers.

In addition to sociality, communication with patients, family members and friends
was one of the most important needs of the caregivers. As the findings of the first
scoping review suggested, caregivers relied heavily on support from family and
friends, but indicated poor communication, as a significant percentage of the
caregivers had unmet needs in this domain. This was supported by Butow et al.
(2014), as they reported the important support care need was lack of ability to deal
with the issue of cancer in social sites and communication during the end-of-life
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period. The result was similar to Khan Joad, Chaturvedi and Mayamol (2011), who
reported that 42% of caregivers’ care experience had a negative influence on the
interactions with other family members and friends, as well as experiencing an

interruption in personal habits and schedules and constraints on their leisure time.

6.2.5 Financial support needs

Financial concerns were one of the main caregivers’ needs revealed in the first
scoping review, Caregivers are still faced with great financial burden due to
expensive medications and diagnostic and medical services; this was also reported
in the studies of Zierhut and Bartels, (2012) Anderson, Elliott and Zurynski (2013)
and Pelentsov, Laws and Esterman, (2015), who described that the high cancer
indirect costs imposed, as well as potential unemployment following the patient’s

process of treatment and care, created a huge financial burden.

Caregivers in other studies described financial matters as a major source of stress
and distress. A similar result was reported in the study of Pelentsov, Laws and
Esterman (2015), as they described that many caregivers reported financial hardship
associated with their patient’s disease and ongoing care requirements. Caregivers in
the first scoping review expressed their financial needs and unstable work life, the
cost of medical bills and medical insurance coverage, and the consequences of this
on their psychological and mental wellbeing; the same concept was described in the
studies of Ashrafian et al. (2018) and Hashemi, Irajpour and Taleghani (2018).
According to their results, the caregivers have extensive unmet needs, including
financial needs, and they confirmed the financial unmet needs of caregivers were
high.

Absence of sufficient continuing care services as well as financial trouble were

obviously the hardest and most dependable predictors of the range of health and

psychosocial outcomes deliberated. Even though conclusions from other
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researchers supported the necessity of adequate revenue for caregiver wellbeing,
lack of desired care services provided from within the community has not been

studied with caregivers until now (Robison et al., 2009).

6.2.6 CONCLUSION

The majority of the caregivers of patients with cancer have many unmet needs.
Healthcare providers should attend to the care needs of patients with cancer, as well
as the unmet physical, psychological, and social needs of their caregivers and other
family members, by designing and implementing dynamic and holistic care
programmes. It is important to note that although patients with cancer and their
caregivers are regarded as one care unit, the patients’ needs require attendance
independently of the caregivers’ needs, and meeting the patients’ needs and their

satisfaction does not equate to meeting the caregivers’ needs and their satisfaction.

Nevertheless, part of the needs of the patients and caregivers may be beyond the
ability or scope of responsibility of healthcare providers. Accordingly, the role of
multidisciplinary care teams and other systems providing support and cancer care
services becomes more vital, and they can play an effective role in reducing the
caregivers’ burden of care and improving their QoL by adopting the right strategies
and interventions (Yi and Kim, 2015; Ashrafian et al., 2018). The healthcare
providers should always remember that the first responders to the problems of
patients with cancer are their caregivers, and their value in the process of patient

care should be further recognised.

In included studies, the caregivers of cancer patients and their cancer patients had

lower QoL, thus, more attention must be given to these vulnerable groups, in order

to encourage them to obtain adequate rest and not feel obligated to deal with the

patient’s condition at all times. Healthcare providers must pay attention to caregivers

who have been providing care for a long period (Weitzner, McMillan and Jacobsen,
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1999: Dumont et al., 2006; Kim et al., 2012; Romito et al., 2013; Laws, 2014; Yi and
Kim, 2015).

The extent of unmet needs was highly correlated to QoL. Higher unmet needs
scores corresponded to lower QoL levels. However, as indicated in previous studies
(Kitrungrote and Cohen, 2006; Kim et al., 2010), QoL was influenced by unmet

needs in the domains of “health/psychological problems,” “practical support,” and
“caregivers/social support,” which showed relatively low prevalence rates. This
indicates caregivers may suffer from their own physical and psychological health
problems, but do not feel able to discuss them because they are afraid to draw
attention to themselves, thereby distracting from the care of the cancer patients they
care for. These findings clearly suggest that it is necessary to include the physical
and psychological health of caregivers when developing interventions (Schubart,
Kinzie and Farace, 2008). Practical support and caregivers/social support requires
reinforcement to improve the QoL of caregivers. In particular, low-income caregivers
living with patients with advanced or terminal-stage cancer, and those who have
been providing care for long periods, must receive support from other family
members as well as oncology healthcare providers. Utilising respite care and self-
help group activities would help to enhance the QoL of caregivers. For caregivers,
sharing their experiences in self-help groups could relieve their feelings of being
burdened. Identifying a “caregiver champion” (Northouse, et al., 2012), would be an
important step in empowering caregivers. As many authors have noted (Northouse
et al., 2010; Northouse et al., 2012; Yi and Kim, 2015), such programmes must be
designed to help caregivers, be tailored to their needs, and focused on their physical

and psychosocial/spiritual, emotional and social care.

6.3 PHASE 2: SECOND SCOPING REVIEW:

The second scoping review was conducted to exhaust the viability of published

support programmes for caregivers of patients diagnosed with cancer.
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The majority of the included works were not of the highest quality because they did
not have clear research questions. Conversely, similar to the guidance of Hong et al.
(2018), only one (n=1; 5%) mixed method study (Hudson et al., 2008) had clear
research questions allowing a quality assessment. The researcher did not exclude

any study according to it is own quality.

The findings of the second scoping review provided evidence that 22 support
programmes for caregivers of cancer patients were published over a period of 10
years in the USA, Australia, UK, Germany, Denmark, Japan, Canada, France and
Netherlands; all interventions were done in developed countries. The same result
was reported in the systematic review study of Fu et al. (2017), as most of their
included interventions applied to developed countries. This review also verifies the
result of Reigada, Pais-ribeiro and Novellas' (2014) study, which indicated the lack of
publications regarding programmes designed and developed to support caregivers

of cancer patients in developing countries.

Different designs and research methods have been used, and in the last 6 years,
according to Waldron et al. (2013), both the quality and quantity of research referring
to cancer care had been enhanced significantly. The majority (41%; n=9) of work
designs in the second scoping review were randomised control trials (Bakitas,
Kathleen Doyle. Lyons, et al., 2009; Boele et al., 2012; Clark et al., 2013; Collinge et
al., 2013; Mclean et al., 2013; Badr et al., 2015; Dionne-odom et al., 2015; Shaw et
al., 2015; Hendrix et al., 2016), followed by six (n=6, 27%) randomised clinical trials
(Meyers et al.,, 2011; Porter et al., 2011; Belgacem et al., 2013; Fegg, 2013;
Ledderer et al.,, 2013; Northouse et al., 2013), and other works (n=7; 33%)
distributed between intervention, mix method, experimental, quasi-experimental and
qgualitative study designs. The same study designs were used in the systematic
review of Fu et al. (2017), as 91% of their review included interventions used RCT,
two of which were of quasi-experimental design. Although the works delivered
respected evidence, the caregivers of cancer patients benefitted from such support
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intervention. Nonetheless, no such support programmes were found in developing

countries or in Palestine.

The second scoping review indicated the importance to involve the caregivers and
cancer in a cancer care system as soon as possible, in order to address their
demands together and maintain quality of care. All types of educational or supports
programmes acknowledged and studied by several authors may be an example of
good practice observed in individual and group interventions (Tufan et al., 2011;
Reigada, Pais-ribeiro and Novellas, 2014). The second scoping review has shown
that support programmes can reduce caregiver burden and improve their QoL
(Witkowski and Carlsson, 2004; Miyashita, Sato, Morita, et al., 2008; Miyashita,
Sato, Morita, et al., 2008; Bakitas et al., 2009; Clarke and Seymour, 2010; Fegg,
2013; Badr et al., 2015; Dionne-odom et al., 2015; Sun et al., 2015), nonetheless

most of this education is done through verbal or written means.

The works included in the second scoping review offered three kinds of interventions
of programmes focusing on cancer patients caregivers, containing psycho-
educational, skills training, and/or therapeutic counselling. This was similar to the
Chinese review study of Fu et al. (2017), as they reported the programme offering in
their review was caregivers training, group training and paired-intervention. The
paired intervention turned out to be a new style, and exposed a substantial influence
on refining QoL. This was also reported in the RCT study of Belgacem et al. (2013),
which aimed to measure the effectiveness of a caregiver educational programme by
assessing two outcomes: caregivers and cancer patients QoL and care burden; the
importance of this type of intervention in decreasing care burden was also described
in the RCT study of Badr et al. (2015) conducted in the USA. Many interventions had
broad scope and spoke of instructive and skills training activities by means of
primary or secondary objectives. The common of these interventions contained
educational material for caregivers that spoke of giving care to cancer patients,
preserving family and spousal relationships, as well as self-caring, signifying some
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agreement that these are important interventions focused on content and offered to
caregivers. Some of the interventions were intended for and focused on caregivers’
self-care (n=9; 40%). Most of them were provided together to caregivers and cancer
patients (n=13; 59%), proposing the caregivers and cancer patients are influenced
by cancer, conversely offering directed interventions to caregivers and cancer
patients. Providing communication and emotional support had an obvious influence
on both barites. Some works indicated that caregivers and cancer patients preferred
to not receive all counselling or educational sessions together (Northouse et al.,
2010; Fu et al.,, 2017), sometimes they wanted to be with their consultant by
themselves. In this instance, they might better explicate their feelings, concerns and
worries without swaying each other. Direct intervention led to better guiding contents
on handling the symptoms, releasing emotional burdens and stress and self-
adjustment was useful, practical and efficient for the caregivers. Conversely, the

caregivers’ traditional intervention approach also showed to be effective.

In addition, the second scoping review illustrated that the assessment of caregivers’
skills and needs might help with their QoL, the result of which was likened to those
stated by other systematic reviews (Waldron and Janke, 2013; Fu et al., 2017). For
caregivers getting an evaluation, they expected they could flexibly talk about
feelings, concerns and worries, and that their speech would be heard and
understood by healthcare providers, which in turn might decrease their strain. Even
in interventions applied by the multidisciplinary healthcare team, social workers were
mentioned in only six studies (Hudson et al., 2008, 2009; Bakitas, Kathleen Doyle.
Lyons, et al., 2009; Clark et al., 2013; Collinge et al., 2013; Ledderer et al., 2013),
which indicates that the social worker role in support programmes had not been

recognised and given full attention.

According to the contents of interventions, the mentioned support programmes

focused on how the support programmes for caregivers could improve caregivers’

and their cancer patients’ QoL and reduce caregivers care burden (Waldron and
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Janke, 2013). The second scoping review provided additional evidence to support
the result of delivered information on cancer training and education on living a

healthy life style might help in improving caregivers and cancer patients’ QoL.

The studies in literature reported about caregivers’ support needs, as well as the few
programmes developed on the same target group, as the researchers primarily gave
attention to the QoL, physical and mental difficulties of cancer patients and gave less
attention to the needs of caregivers. There is little attention focused on caregivers’
specific informational needs and preferences for diagnostic information or to
caregivers’ readiness or willingness to integrate this new medical information
(Fujinami et al., 2012; Kent et al., 2016). More attention needs to be devoted to the
needs and support of caregivers in order to facilitate the caregiving tasks, minimising
the caregiving burden and enhancing their QoL. Supportive plans such as support
programmes should be used (Bahrami and Farzi, 2014; Schulz and Eden, 2016).

6.4 PHASE 3: DEVELOPMENT/ADAPTATION AND VALIDATION THE
SUPPORT PROGRAMME

The results of Phases 1 and 2 were used to develop and adapt the programme, and

the expert group validated the support programme.

In order to ensure the process of developing the support programme, one principle
was taken into account, the content of the programme had to be empirically
grounded in the caregivers support needs identified through content analysis of the
studies included in Phase 1. Based on this, the researcher knew that caregivers
often did not take time for themselves, and were at risk of their own health-related
problems as a consequence (Khan Joad, Chaturvedi and Mayamol, 2011; Harding
et al.,, 2012; Giltas and Yilmaz, 2017). Therefore, it was determined that the
purpose of the programme would be to promote the health and well-being of
caregivers.
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Programmes evaluated in Phase 2 were drawn upon to identify possible learning
activities, useful handouts and their presentation, and potential guiding questions for
discussion. As the programme was developed, some natural combinations emerged
and topics were combined. For example, the module on family caregiver needs for
information support was combined with the module on the assistance and adjusting
to being caregiver. The discussion on caregiver health was woven throughout all the

modules rather than separating this content into a separate module.

Despite the strengths of many of the programmes, the evidence available to support
caregivers’ effectiveness in enabling them to manage their responsibilities through
knowledge, skill development and self-efficacy enhancement, none of the
programmes evaluated in Phase 2 addressed all the support needs identified during
Phase 1. It became clear that a customised programme would be required.

The support programme was adapted to local practice patterns and resource
availability. This programme seeks to improve caregivers’ roles in Palestine and
does not intend to repeat all that contained in international guidelines, but to state
what is relevant and appropriate for the Palestinians caregivers’ environment.
Finally, in response to the conclusions and establishing guiding principles,
determining the overarching goals and objectives of the programme and a
preliminary structure, the support programme was developed to meet the identified
caregivers support needs. This same approach was performed in a study conducted
in the USA by Finlayson, Garcia and Preissner, (2008) to identify and develop a

programme for caregivers.

The researcher used convenience sampling to recruit the expert group to validate
the programme. Continuous meetings with them was discuss their notes and
recommendations about the programme. The main concerns revolved around the
terminology used, as some of the words would not be easy for the community to

understand; some advised changing the terminology to lay language or to include
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simple explanations. Some concerns were raised around the time needed to
implement the programme. The concept of end-of-life care should be used to a
greater extent. Caregivers and cancer patients should be advised to visit social
workers and mental health clinics regularly. Care should be taken when describing
sexual problems as may they refuse to continue, which would lead to losing them.
They concluded that communication between patients or caregivers and healthcare
providers, coupled with cultural beliefs and norms surrounding sex, may exacerbate
concerns in this domain, as it does not suit the culture, beliefs and norms. Sexual
issues might have been ‘taboo’ with caregivers or patients, and the same concern
was addressed in study conducted in the USA by Attum and Shamoon (2018), in
which the researchers indicated the Muslims tended to avoid discussing sexual
issues, as they have a tendency to keep sexual matters private. Sexual relationships
were not described in the study; if they had been the results may have differed. The
recommendation was that training for caregivers on the importance of sexual
relationships and ways to raise them in a culturally sensitive manner may help to
address this potentially hidden need. The study conducted by Motsomi et al. (2016)
to investigate the factors that affected effective communication concerning sexual
issues, emphasised enhancing the awareness of sexual life among participants.

On the basis of the remarks of the expert group, a response was re-worded for
presenting clarity, avoiding ambiguity, and which suited the Palestinian culture. After
the support programme was validated, the researcher began preparing for

programme implementation.
6.5 PHASE 4: PILOT TEST THE SUPPORT PROGRAMME

The CQOLC and ZBI was used to measure the caregivers QoL and care burden
respectively, while the EORTC, BPI and MSAS measured cancer patients QoL, pain
experience and symptoms burden respectively. The result indicated for the

improvement in the outcomes was measured in intervention.
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6.5.1 Socio-demographic characteristics of the caregivers

The results showed that participants' relationships with the patients ranged from
friend to spouse, however, the greatest percentage of the participants (48%) were a
child of the sick person. Gender was evenly distributed, and most (74%) were
married. Gultas and Yilmaz's (2017) Turkish study reported the same result with
regard to the material status of the caregivers, as most of the caregivers in their
study were married and had children. The same result was reported in LeSeure and
Chongkham-Ang (2015), and included a child of the sick person, parents, spouses,
and next of kin as the main caregivers for cancer patients. Of the participants, 50%
were high school graduates and 28% had completed graduate and post graduate
school, which is typical for the population in Palestine; the latest statistics show that
96.3% of the population of Palestine are literate (Palestinian Ministry of Education
and Higher Education, 2014).

Caregivers’ ages ranged from 18 to 74 years, with a mean of 39.44. Similar numbers
were reported in the Jordanian study of Al-Jauissy, (2010), as the age of participants

in the sample ranged between 21 and 62, with mean age 36.2.

6.5.2 Caregivers QoL

With respect to the caregivers’ QoL pre-intervention, it was interesting to note that
people between 40 and 49 years of age had the highest QoL; this was also reported
in Shahi et al. (2014) in their study conducted in USA, as their result showed that
older caregivers of cancer patients demonstrated better QoL than younger
caregivers. And who had the poorer QoL were primarily spouses, children and
siblings, whilst friends reported the highest QoL. As revealed in the current review,
spouses played a major role in caregiving as the primary source of cancer patients’
support, and got the poorer QoL score pre-intervention. This finding agreed with Li,
Mak and Loke's (2013) review study reporting that spousal caregivers perceived
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greater levels of negative and undesirable experience in caregiving, such as
decreased mental health, decreased physical health, poorer health-related QoL,

decreased life satisfaction and reduced marital satisfaction.

After the intervention, QoL showed an improvement for all age groups. These same
findings were reported in Belgacem et al. (2013) in their French study, which
reported that the support intervention enhanced the caregivers’ QoL in all domains
after intervention, for all different caregivers’ ages. In the current review, the QoL
ratings for caregivers with different relationships to the patients also improved.
Friends and parents of patients with cancer reported the highest QoL. Parent
caregivers had the better QoL post-intervention; this finding was the same as that of
Helga Bragadéttir (2008) and Tang et al. (2014), who described that the support
programme enhanced parent coping abilities, in a manner of decreased depression,
anxiety, burden, stress, and negative mood and perceived bonding in cancer
caregivers. The QoL rating for spouses who were caregivers was the lowest. The
finding of the current review revealed that the spouses received the lowest QoL,
before and after the intervention. Studies by Kayser, Watson and Andrade (2007),
Hagedoorn et al. (2008) and Li and Yuen (2014) described that the influence of
cancer on caregivers is real when the cancer patient’'s caregiver is the patient’s
spouse, who takes on the vigorous task of implementing treatment choices and
delivers emotional, physical and psychological support to the cancer patient, and
because of the tremendous duties they apply, their QoL is always compromised.

As seen in the results of Phase 4, the total score of CQOLC was 91.06 pre-
intervention and 75.47 post-intervention. According to the literature, the total score of
CQOLC of this study was above average, as the total score of CQOLC in other
studies was 71.77 (Bektas and Ozer, 2009).

The study provided evidence that the support programme significantly enhanced the
overall QoL post-intervention, maybe due to the programme contents that included a
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large part to the domain of QoL. This is what can be expected after such an
intervention, a pattern increase in reported QoL. The findings of the study were
similar to studies that utilised intervention programmes such as CCP, FOCUS and
COPE, which stated the effects of a support programme or intervention on
caregivers QoL (McMillan et al., 2006; Belgacem et al., 2013; Northouse et al., 2013;
Leow, Chan and Fai Chan, 2015; Hendrix et al., 2016).

Although QoL is the conception or perception of persons of their own condition
inside their beliefs, value and cultural framework or system, it takes into account the
person’s physical tasks, psychological or mental well-being, family and social
relationships, environmental impacts, and values or beliefs (Alptekin et al., 2010).
The interventions that integrate with features of support programmes that deal with
caregiver spirits, feelings, perceptions, emotional state and experiences, possibly
have a major influence on QoL. This is because the caregiver learns how to deal
with distress that emanates from the real demands of the caregiver position as well
as the emotional demands, and they are capable of looking out for and managing
the care recipient; these concepts were also applied in previous studies (Badger et
al., 2011; Meyers et al., 2011; Porter et al., 2011; Boele et al., 2012; Belgacem et al.,
2013; Clark et al., 2013; Ledderer et al., 2013; Northouse et al., 2013; Shaw et al.,
2015).

6.5.3 Caregiver care burden

The reported caregiving burden differed with respect to the relationship of the
caregiver to the patient before intervention; caregiving burden was highest for the
friend caregiver followed by the spouse caregiver, child caregivers reported slightly
less burden followed by parents, and the sibling caregivers experienced the least
amount of burden (Table 4.17). This result was in concordance with Hong and Kim
(2008), Pinquart and Sérensen (2011) and Revenson et al. (2016), who reported
that the burden of caregiving was higher among spouses of patients with cancer.
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This is explained by the fact that spousal caregivers provide more care and support
to their cancer partners, as they are more likely to share household duties as well as
the changes that occur in personal relationships, as well as the burden of economic
hardship, which fell heavily on them. It was also reported that spouses of patients
with cancer reported a significantly higher burden than the children (Lowenstein and
Gilbar, 2000). Spouse’s caregivers had the lower care burden post-intervention,
which was similar to the studies of Northouse et al. (2010) and Litzelman and
Yabroff (2015), due to the support programme for cancer caregivers emphasising
how the spouses control patients symptoms and in the way they can cope with major
psychological distresses near the time of diagnosis and treatment.

Other studies have observed the high incidence of caregiving burden as reported by
patients' relatives before intervention in this review. It is clear that the caregiver’s
burden has a direct effect on caregivers. Parents, children, siblings and spouses are
those directly involved in taking care of patients with cancer and therefore
experience first-hand caregiving burden. The burden experience is attributable to
factors such as financial burden, personal care, medical care and the general
management of the patient. Patients with cancer, particularly in the late stages,
require dietary management, lifestyle changes and management of medication,
among others. It is the task of the caregiver to perform these effectively to
ameliorate the effect of the illness on the patient. Lu et al. (2010) also reported that

patients’ relations are most likely to experience high caregiver burden.

The study provides evidence that support programmes improved care burden post-
intervention. The findings are in accordance with those of McMillan et al. (2006),
Belgacem et al. (2013) and Bahrami and Farzi (2014) who reported the care burden
of the caregiver was significantly reduced because of the intervention. This finding is
also in line with those who reported that the different support interventions had an
effect on care burden, by expanding the way of caring, providing the need care,
obtaining the need information and increasing the mastery (Hudson, Aranda &
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Hayman-White, 2005; White et al., 2008; Miyashita, Sato, Morita, et al., 2008;
Hudson et al., 2009; Badger et al.,, 2011; Porter et al., 2011; Boele et al., 2012;
Belgacem et al., 2013; Mclean et al., 2013; Badr et al., 2015; Sun et al., 2015;
Dionne-odom et al.,, 2015; Hendrix et al., 2016). In the present study, the
performance of the intervention on the caregivers' burden followed a pre-expectation
of a lessening of the burden and enhancing the experience of caregiving to be able

to cope with the caregiver’s role and provide care to cancer patients.

Cancer care, such as supportive and palliative care, is more informal than formal,
and this has implications for the caregivers. More attention needs to be devoted to
the needs and support of caregivers in order to facilitate the caregiving tasks and

minimising the caregiving burden and enhancing their QoL.

6.5.4 Cancer QoL

The findings provide evidence that the QoL scores for cancer patients show a
significant difference pre- and post-intervention, and this was expected after such
support programmes. This was congruous with studies that utilised intervention
programmes, and reported major effects of a support intervention on the QoL of
cancer patients (Montazeri et al., 2008; Saleha. et al., 2010; Badger et al., 2011;
Ganz et al., 2011; Zucca et al., 2012; Ledderer et al., 2013). The reason for better
QoL in cancer patients was because the caregivers used the offered support
programme and they gained the needed information about their health condition,
social relationships and financial support, as well as being conscious about their
health, and they have the need for information on how to manage symptoms as the
caregivers obtain the needed information and skills on how to be a caregiver; all of

this affects the cancer patients QoL positively.

A statistical significant difference was observed between the pre and post mean
scores of Global health status/QoL, physical, pain symptoms scales and dyspnea,;
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these results also replicate previous research findings that confirm the effects of
such support programmes on QoL, physical and symptoms scales (Allard et al.,
2001; Korstjens et al., 2006; Borneman et al., 2010; Badger et al., 2011; Porter et
al., 2011; Clark et al., 2013; Shabani et al., 2014; Syrjala et al., 2014; Koplin et al.,
2016; Kristanti, Setiyarini & Effendy, 2017). The influence of the current support
programme was possibly due to numerous reasons. Firstly, in the study by McMillan
and Weitzner (1998), it was advocated that the QoL of cancer patients in life-
threatening illness reduced mostly due to the decrease in physical functioning. On
the other hand, the enhanced global health status/QoL of cancer patients in Phase 4
could relate to the enhancement of physical aspects and lowering in pain levels, as
well as the facilitation of symptom elevation during the support programme.
Secondly, the support programme being developed/adapted was mostly to improve
the caregivers’ contribution in cancer care (So et al., 2010; Kristanti, Setiyarini and
Effendy, 2017). To be together with friends and caregivers is probably the most
essential coping approach for persons facing imminent death from cancer (Sand,
Olsson and Strang, 2009). Offering productive social and psychological support has
proven valuable in decreasing pain and depressing all the depressive symptoms
(Hughesa et al., 2014; Kristanti, Setiyarini and Effendy, 2017). Thirdly, it is also likely
that the caregivers practicing the relief measures, such as changing patients’
positions and enhancing patient’s hygiene, helps patients decrease their focus on
their physical discomfort and makes them more able to remain socially, spiritually
and emotionally involved. Caregivers also provide patients with the informational
needs regarding their illness and treatment from the start (Wittenberg et al., 2017).
Enhancing knowledge will aid in their decision-making, thus reducing their stress
and better their QoL (Shea-Budgell et al., 2014; Wittenberg et al., 2017). Literature
also shows the effectiveness of support interventions on the emotional adjustment,
physical condition, treatment and disease-related symptoms, or improving patients'
information (Shabani et al., 2014).
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As seen in the findings of the Phase 4, emotional function mean scores did not
improve post-intervention, but this result it is not congruous with most studies. Those
of Barre et al. (2015), Larson, Rosen and Wilson (2018) and Villani et al. (2018),
conducted to assess the cancer patients emotional wellbeing, revealed a significant
difference between the pre- and post-intervention scores in respect of emotional
functioning; this result may because of the nature of cancer disease. Even small
improvements were observed in the means scores of nausea and vomiting,
insomnia, appetite loss and constipation symptoms, although this improvement was
non-significant. The non-significant increasing of the fatigue symptoms post-
intervention was similar to Bower's (2014) study, as they described that cancer
disease and the treatment mechanism were associated with elevated levels of

fatigue.

6.5.5 Cancer pain severity and interference

The findings of Phase 4 regarding cancer pain severity and interference was
significantly decreased post-intervention. This is consistent with other previous
support and educational interventions (Miyashita, Sato, Morita, et al., 2008; Bennett,
Bagnall and Pain, 2009; Chan et al., 2011; Porter et al., 2011; Collinge et al., 2013;
Lee et al., 2014; Nguyen, Alexander and Yates, 2018), which describe the crucial
benefit from such programmes on cancer patients pain level. This result may be
overshadowed by the influence of the intervention on improving physical symptoms
and QoL of cancer patients (Given et al., 2002; Lee et al., 2014; Nguyen, Alexander
nd Yates, 2018). The fact that patients in Phase 4 stated significant decreases in
pain from the period before to the period after intervention may suggest that pain
concerning issues treated in the support programme helps cancer patients by
enhancing their pain and pain interference even in the face of the cancer's
progressive nature and its treatments (Bennett, Bagnall & Pain, 2009; Porter et al.,
2011; Collinge et al., 2013; Somers et al., 2016). The support programme armed
patients’ caregivers with instructive information regarding cancer and its
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management, and chances to ask questions and deliberate worries related to the
patient's pain and other symptoms. The kind of detailed information that was
delivered in this support programme may be helpful to participants by relieving their

patients’ worries that come from lack or misunderstanding (Porter et al., 2011).

The mean of pain intensity level at its worst, least, on average in the last 24 h and at
the time of intervention (“right now”) reduced significantly after intervention.
Conversely, the amount of patients who stated worst pain in severity in the last 24 h
declined from 74% pre-intervention to 68% post-intervention. In the same way, the
mean of pain interference in term of physical and effective functions also significantly
declined; this result was in agreement with the studies of Bennett, Bagnall and Pain,
2009, and Lee et al., 2014). They described the reduction of cancer pain can be

attributed to enhanced pain controlling after the intervention.

The findings of Phase 4 showed the degree to which the caregivers of cancer
patients received the essential basics of management cancer pain, pain evaluation
and regular monitoring. By comparing with the cancer pain results pre-intervention,
pain intensity level at present, at least, at worst, and on average, and the level of
pain interference with activity daily function, significantly reduced after intervention.
The results are in agreement with results from other previous related studies,
including programmes for cancer pain management (Wells-Federman, Arnstein and
Caudill, 2002; Germossa, Helles and Sjetne, 2019), pain educational programmes
(De Rond et al., 2000; Zhang et al., 2008; Germossa, Helles and Sjetne, 2019) and
pain management programmes (Germossa, Helles and Sjetne, 2019) on pain and its
interference with activity daily function. Even though the findings of Phase 4
presented a significant positive influence on the mean pain intensity and functional
interference level, the number of patients who stated pain in the last 24 h post-
intervention was quite high when compared with the outcomes of prior prevalence
studies in Germany (63%) (Strohbuecker et al., 2005), and in Chicago, USA (59%)
(Germossa, Helles & Sjetne, 2019).
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The usually used medications for cancer pain were Non-Steroidal Anti-Inflammatory
Drugs (NSAID), such as paracetamol and ibuprofen, and the reason for medication
selection may be related to the intervention effect on decreasing pain severity and
interference. Furthermore, taking pills to manage the cancer pain could be
determined mainly on the direct orders from oncologists. While labours were made
to enhance the caregivers communication and collaboration with healthcare
providers, the influence was on enhancing pain severity of cancer patients when
appropriate prescribing of pain medication is needed (Allard et al., 2001; Nguyen,
Alexander and Yates, 2018).

6.5.6 Cancer symptoms burden

The total symptoms burden, global distress index and the psychological symptoms
subscale were significantly improved post-intervention. This result was similar to the
study of McMillan et al. (2006), conducted in USA, which reported that the
intervention was efficient in increasing the QoL of caregivers, decreasing patients’
symptoms burden as well as caregiving burden. Despite the improvement in the
mean score of the physical symptoms subscale, this improvement was non-
significant. Notably, the global distress index is a combined measure of the most
predominant physical and psychological symptoms that the cancer patients
experienced. As cancer patients’ experiences of their illness is mainly through
symptoms, lowering distress of the most predominant symptoms is an essential and

promising outcome (Deshields et al., 2012; Ruland et al., 2013).

The findings of Phase 4 measured the prevalence, frequency, severity and distress

of symptoms the cancer patients experienced. The majority of studies have reported

the pain N/V, fatigue and vomiting are the most frequent symptoms (Baggott et al.,

2010; Atay, Conk & Bahar, 2012; Torres et al., 2019). Some of the symptoms

recorded in Phase 4 were reported in previous studies, namely lack of appetite,
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feeling sad, vomiting, worrying, feeling nervous and difficulty sleeping were
recognised as the most dominant symptoms (Collins et al., 2000; Hockenberry &
Hooke, 2007; Yeh et al., 2008; Yeh, Wang & Chiang, 2009; Walker, Gedaly-Duff, et
al., 2010; Miller, Jacob & Hockenberry, 2011). In this study and before intervention,
the author found these symptoms were not only the most prevalent symptoms, but
also the most severe and most bothersome or distressful of all symptoms.
Gastrointestinal symptoms (lack of appetite, nausea, mouth sores and constipation)
were also among the most frequently reported physical symptoms pre-intervention,
and this is similar to other reports (Yeh et al., 2008; Baggott et al., 2010; Atay, Conk
& Bahar, 2012). The existing literature about psychological symptoms in patients
with cancer is scarce. Pre-intervention, psychological symptoms such as anxiety,
fear and worries were amongst the most reported in this and previous studies
(Ribeiro et al., 2009; Baggott et al., 2010; Torres et al., 2019). Patients may have
worries or concerns about treatment failure and fears of dying (Aparecida Garcia de
Lima et al., 2010; Torres et al., 2019). Other negative emotions, such as feeling sad,
angry, and sorry for oneself have been previously reported to be associated with
fatigue (Walker, Johnson, et al., 2010).

Yeh, Wang and Chiang (2009) stated that one of the most disturbing symptoms of
Taiwanese cancer patients is lack of appetite. Inconsistencies among symptom
experiences might be associated with culture, treatment modality differences, size of
population, as well as the difficulty in measuring the symptom (Robinson & Carr,
2007; Miller, Jacob & Hockenberry, 2011). Similar to previous studies, the trend was
for the poorest for symptoms to be of a more subjective nature, such as
psychological distress - worrying, feeling sad and feeling nervous (Lobchuk &
Degner, 2002; Mcpherson & Brajtman, 2008). Feeling nervous, worrying and feeling
irritable did not improve post-intervention and symptoms were recorded mostly as
sever pain, and distress in patients, such as pain, nausea, difficulty in sleeping, lack
of appetite and feeling irritable improved post-intervention. Other patients’ symptoms
were significantly enhanced by the support programme and in a practical sense,
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which means that caregivers were getting to use the information provided from the
support programme, and they were now more skilled to deal with patient symptoms,

or tasks such as providing personal care (McMillan et al., 2006).

The caregivers experienced lower QoL and high level of burden because the
influence of cancer care is a demanding and life-long job. Caregivers undertake the
vigorous task of implementing treatment choices and delivering emotional, physical
and psychological support to the cancer patient, and these tremendous duties run
parallel with household duties if the caregivers are spouses, as well as the changes
that occur in personal relationships.

The implemented support programme for cancer caregivers enhanced their QoL,
and lowered their burden by enhancing their coping abilities, emphasising how the
caregivers control patient’s symptoms by providing the information of cancer care in
a way they can cope with major psychological distresses, such as depression,
anxiety, burden, stress, and negative mood, and perceived bonding in cancer

caregivers near the time of diagnosis and treatment.

The programme integrates with features of support programmes that deal with
caregivers’ spirits, feelings, perceptions, emotional state and experiences that
possibly have a major influence on QoL. This is because the caregiver learns how to
deal with the distress that emanates from the real demands of the caregiver position
as well as the emotional demands, and they are capable of looking out for and
managing the care recipient; these concepts were also applied in previous studies
(Badger et al., 2011; Meyers et al., 2011; Porter et al., 2011; Boele et al., 2012;
Belgacem et al., 2013; Clark et al., 2013; Ledderer et al., 2013; Northouse et al.,
2013; Shaw et al., 2015). Conversely, with the enhancing of the caregivers’ QoL, this
reflected on the cancer patients’ QoL, and the information provided allows the
caregivers to alleviate cancer patients' pain and other symptom burden (Shea-
Budgell et al., 2014; Wittenberg et al., 2017).
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6.6 JUSTIFICATION OF THE STUDY

The study will be justified in terms of the aims and its objectives. The aim for this
study was to develop and pilot test a support programme for caregivers of cancer
patients in Palestine. In order to achieve the aims of the study, the following

objectives were developed:

e To explore the literature to synthesise the support needs of caregivers of cancer
patients as well as the exiting support programmes.

e To develop/adapt and validate a support programme, suitable for the Palestinian

context, for caregivers of cancer patients.

e To pilot test the caregivers support programme in the Palestine context in terms
of the following outcomes: primary outcome of caregivers QoL and secondary
outcomes of caregivers’ care burden as well as cancer patients’ QoL, pain

experience and symptoms burden.

All the chapters of this study were geared towards achieving the study objectives

through the four Phases described in the previous chapters.

6.7 LIMITATIONS

Despite several steps to ensure high validity for the study, such as using multiple
methods and multiple data sources, various limitations were identified. This study
had four phases, and different limitations for the different study phases were
described.

The first two phases were the scoping reviews. These reviews had some limitations

that require acknowledgement, as they were traditional scoping reviews focusing

only on peer-reviewed articles. There could be some unpublished work on

caregivers' support needs, or could have been disseminated through other venues,
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and citations in the reference lists of the excluded studies may have been missed.
Many of the studies had both patients and caregivers, or had patients identify their
caregivers, which could introduce bias to the samples examined. A further limitation
could be there were some articles missed because keywords were definitive for

support needs, caregivers and cancer in the search terms.

According to the validation of the programme, the researcher aimed to ensure best
practices during the validation, such as independent expert assessments and inputs
before producing the final programme, however, the particular support needs of
caregivers of cancer patients' across Palestine might not have been fully captured in

the new programme.

As mentioned before, and according to the validation of the support programme, by
using expert group opinion, their response and advice (n=2) was not to discuss the
sexual life with the participants, as this did not suit the culture and would lead to
losing them; they concluded that communication between patients or caregivers and
healthcare providers, coupled with cultural beliefs and norms surrounding sex, may
exacerbate concerns in this domain. As stated, this topic was possibly ‘taboo’ with
caregivers or with their patients. If sexual issues had been described in this study,
the results may have differed. However, the recommendation was that training for
healthcare professionals on the importance of sexual relationships and ways to raise
them in a culturally sensitive manner, may help to address this potentially hidden

need.

Phase four was the pilot test of the support programme directed in the exact

selected area using a convenience sampling method; consequently, the results

cannot be comprehensive or generalised. Due to the lack of a comparable control

group, it is not probable to appeal final decisions about the influence of the support

programme, as it is likely that the influence achieved might be the effect of time.

Similarly, the main study limitation was the lack of a randomised controlled trial
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design, and there may have been some normal enhancement in the symptoms
experienced regardless of the effect of the intervention (Chan, Wong and Lee,
2019). The small sample size of convenience, which may not have achieved the
power required to detect a difference pre- and post-intervention, was a significant
shortcoming, the caregivers’ recruitment process was challenging, mainly when
patients were diagnosed with a bad prognosis, the high level of withdrawal (24%)
might have been caused by the recruitment methodology, and patients and
caregivers needed to consent to participate in the study; the same percentages of
withdrawal of participants was described in literature (Meyers et al., 2011; Porter et
al., 2011; Boele et al., 2012; Badr et al., 2015; Dionne-odom et al., 2015; Shaw et
al., 2015). Since the outcomes were conceptually reasonable, it is unlikely they were
the result of accident or chance. The researcher observed 24% attrition. Sensitivity
analysis was performed using multiple imputations in STATA 14 to ascertain if there
were some substantial changes in the results attained from the complete case
analysis. However, there were no substantial differences and the researcher
proceeded with the complete case analysis, assuming missing data was completely
at random (MCAR). There is a need for identification of outcome enhancement

strategies, with greater appeal to caregivers and their cancer patients.

Another limitation was the administered questionnaire approach. Generally, multiple
guestions confuse the respondents (Zohrabi, 2013) and, according to the same
researcher, “Leading questions reveal a bias or an assumption that the researcher is
making, which may not be held by the participants. These set the respondent up to

accept the researcher’s point of view.”

Literature recommends using research assistants to collect the data if the main
researcher plans to implement the intervention (Hudson, 2011; Harding et al., 2012).
The researcher funded this research and due to financial concerns, he collected the

data himself, maintaining his neutrality.
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Considering all possible confounding factors, there may nevertheless be some
residual confounding factors that could explain the results obtained.

Furthermore, as this study was conducted in just one area of Palestine, cultural
discrepancies in diverse areas could have had an effect on taking care of cancer
patients, as well as caregiver QoL.

The evaluation of the project was restricted to a three-week post-education period.
Further projects, if feasible, should be extended to undertake a longer post

programme follow-up.

The researcher encountered some problems during the study:

e Some of the patients had no idea about their cancer diagnosis and were not

included in the study, leading to minimising the sample size.

e Due to the session being 60-90 minutes long, the cancer patients had to stay
at the department by themselves, and the researcher and the other staff

working there had to take care of them until the caregivers returned.

e Sometimes the questionnaire required more than 15-20 minutes to complete
as the participants paused the process to do other things and the researcher

had to wait for them to return to complete the questionnaires.

e Sessions had to be postponed because the caregivers did not attend due to a

change in the cancer patients' treatment regime.

e Some of the participants became emotionally distressed during the study and

therefore referred to the mental health clinics for counselling.
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6.8 SUMMARY

This chapter discussed the results of the study. In the final chapter, the study will be
justified, the limitations presented, recommendations will be made and the study will
be concluded. Finally, the researcher will reflect on his experiences when conducting
this study.

The Lazarus and Folkman model chosen in the current study focused on how
caregivers received the role of caregiving, as well as the impact on their loved one
diagnosed with cancer. The developed programme added a different way to cope
with the situation, and to deal with it in a good manner. The study follows the model
of Lazarus and Folkman by providing long- and short-term coping strategies to
reduce stress to a tolerable level. Creating a meaning of resilience and role
satisfaction, as much as possible, assists caregivers to cope with their new role, as
well as the effect of caregiving on their life, such as burden, fatigue, stress, change

in life routine, social, psychological, financial, and physical alterations.

Because the stress was occurred as a consequence of inequality between the
caregivers and cancer care-related environment, providing adequate information on
the current situation to enhance the understanding of how caregivers react to and
cope with stressors was applied through the implementation of the support

programme.
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CHAPTER SEVEN
IMPLICATIONS FOR PRACTICE AND RECOMMENDATIONS FOR FUTURE
RESEARCH AND CONCLUSION

7.1 INTRODUCTION

This chapter will provide the conclusion to the study in terms of implications for
practice and recommendations with regard to the purpose and aims of the study.
The plan is to evaluate the study in terms of its positive influence to the body of

scientific knowledge.

7.2 IMPLICATIONS FOR PRACTICE AND RECOMMENDATIONS FOR FUTURE
RESEARCH

Guidelines currently recommend comprehensive care for cancer patients (Dionne-
odom et al.,, 2015), however, caregivers have received less attention and few
interventions. In this study, the researcher provided the support programme directly
to caregivers, which significantly improved their outcomes. It is important that
investigators find means to support caregivers experiencing caregiving burden
(Dionne-odom et al., 2015).

Caregivers support programmes was developed in a way to lessen the sum of
responsibilities and hours that the caregivers spend in caregiving, and focus on
enhancing the physical health of caregivers. In addition, future studies might
deliberately explore other features connected to the intervention. This study
described the effectiveness of support programmes for caregivers of cancer
patients, and literature also indicated the patients should be requested to attend
some of the provided sessions alone, so that they would feel comfortable disclosing
their distress without being concerned about burdening their or other caregivers.

Other studies results proposed that when interventions are accessible for both
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cancer patients and caregivers as the unit of care, caregivers and cancer patients

coping skills, self-efficacy, and QoL aspects might be maintained, or even enhanced.

Additional intervention studies are required to provide the information about the
complexity and diversity of the experiences of caregivers, and to contain their
interactions with the healthcare professionals who provide care for cancer patients,
to better realise and meet the needs of these significant providers to the healthcare
process. Research is also required to evaluate the discrepancies among caregivers
and patient’'s expectations and their real experiences to define the education and

support needed to achieve ideal health and QoL outcomes.

A strong qualitative study in this field could add much to the body of knowledge by
highlighting the support needs of cancer patient’s caregivers and their burden of QoL
and care, before and after the implementation of a support programme. In addition,
the study should investigate the symptom burden and patients’ QoL of those cared

for by the participants in this study.

A multi-centre study and larger sample size would have provided a better result in
identifying the influence of the support programme on caregivers and their cancer

patients.

Once the support programme has been refined, the intervention should be pilot

tested again before testing by means of a randomised controlled trail.

Before future implementation, this programme will be accessible for both cancer
patients and caregivers as the unit of care, caregivers and cancer patients coping
skills, self-efficacy, and QoL aspects might be maintained, or even enhanced. Had
the sexual issues been added, the results may have differed, and training the

healthcare professionals on the importance of sexual relationships and ways to raise
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them in a culturally sensitive manner, may help to address this potentially hidden
need.

7.3 CONCLUSION

This is the first study of its kind conducted in the Arab world and it explored the
support care needs as well as exhausted the viability of published support
programmes for caregivers of patients diagnosed with cancer. It pilot tested a
caregivers of cancer patients support programme in terms of primary and secondary
outcomes. From the first scoping review exploring seven themes, namely
information, physical, psychosocial/spiritual, emotional, social, financial wellbeing
and cancer as a service’s needs, it became evident that the majority of caregivers of
cancer patients have a variety of unmet needs that predicted their QoL. This review
provided knowledge about the caregivers’ need for consideration when developing
appropriate future support programmes or interventions for cancer patient’s

caregivers.

The second scoping review explored the intervention programme conducted with the
caregivers of cancer patients over 10 years. All the included programmes focused
on caregivers of cancer patients, and indicated both the caregivers and cancer
patients benefitted from the programmes. The programmes were effective in
improving or maintaining the caregivers QoL and decreasing care burden,
enhancing caregivers’ preparedness, self-efficacy as well as cancer patients’ QoL,
and lowering their symptoms burden by empowering the caregivers with the skills
and information to coordinate care and meet the challenges of caregiving. The
programmes were conducted in developed countries, but unfortunately, such
programmes are not available for use in developing countries such as Palestine. The
general overview of the content of the available programmes, related to the
caregivers of cancer patients, was studied and used to develop/adapt the current

support programme. This caregiver support programme was tailored to meet the

188



needs and expectations of both caregivers and cancer patients. Both caregivers and
cancer patients considered their overall QoL had improved significantly by providing
the needed knowledge during implementation of the support programme. Caregivers
considered their burden to be lessened and cancer patients’ pain severity and the
total symptoms burden declined. These enhancements can be related to the content
delivered in the intervention to their caregivers. The outcomes of this study
demonstrate that caregiver’s support programmes are a need for caregivers, and
that there are benefits from attending such programmes as it was noted that several
cancer patients do not obtain any other cancer care, and it is likely that this support
programme also may be supportive to them and caregivers.

According to the pilot test of the support programme of caregivers of cancer patients,
the results showed an improvments of study outcomes measured in term of
caregivers QoL and care burden as well as, cancer patients QoL, pain experience

and symptoms burden.
7.4 REFLECTION OF THE STUDY

According to Helyer (2015), reflection is associated with “looking back” and
examining the past in order to learn from what happened and not repeat mistakes. It
is also a learning process, which involves revisiting one’s thoughts, feelings or
actions after an encounter with an event, with the purpose of making sense of the
experience (Boud, Keogh & Walker, 2013). Therefore, | would like to look back at my
experiences in order to learn from what happened and make sense of my
experience. Eight years ago | started work in the oncology field, publishing my first
paper in 2014 (Omran et al., 2014). In general, the concept of support care for
caregivers and for their cancer patients is still new in Palestine. The starting point of
this PhD was a scoping review, to discover what was already known about this
concept. The surprising results of lack of literature, and physical and emotional
burden for both caregivers and cancer patients, persuaded me to do something

about the support care for caregivers and cancer patients.
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Reflecting on the experience of conducting this research, | truly enjoyed the process.
| am person who is passionate about learning and writing research, mostly in the

oncology field.

This study has been helpful in gaining a learning experience and understanding the

research process and thinking beyond boundaries.

| have learnt how to put things into categories and explain them in detail so that the

examiners would know what | had done, but also to provide them with key ideas.

Although at times it was hard to inspire myself to do the work, | enjoyed the research
and writing, and found the work was much more manageable than | thought it would
be. It was very difficult to match my ideas with what | wanted to write about with a
relevant topic and information that actually existed. Doing a PhD can be boring and
frustrating sometimes, however after realising what is required it can also be greatly
exciting. After completion of my PhD, | feel more prepared and excited to write
theses and articles in the upcoming years.

Finally, this research changed my knowledge of the concepts of cancer care, ways
of caring, difficulties of caring, resources that should be available, support needs,
and the effect of caring on individuals, enhancing my knowledge in such a way to be

able to plan for future action according to cancer care in Palestine’s health system.
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APPENDICES
ADDENDUM A

Support Programme for Caregivers of Cancer Patients.

e The training programme included the main domain of supportive and palliative care.
The domains were physical, social, psychosocial, and spiritual needs.

o After recruiting participants, the programme was introduced and schedules of
sessions and meetings clarified.

e A conducive room in the target hospital (Computer, LCD, board, markers,
comfortable chair, paper, pins, refreshments drinks and junks) was prepared.

e The total training programme time was 7hr 60 minutes.

e Managerial administrative permission was received from the hospital.

The objective of the Training Programme of Caregivers for Cancer Patients was:

1- To prepare caregivers by providing them with information (verbal, written) about typical
aspects and common issues associated with the caregiving role

2- To guide and educate by offering caregivers an opportunity to access information (verbal
and written) to enhance their understanding of relevant issues and to provide a basis for skill
acquisition

3- To support caregivers by focusing specific attention on their needs and reinforcing the
role of the cancer care services, identifying services ‘outside’ the palliative care team and
providing strategies to involve family/friends

4- To help caregivers make sense of and/or find meaning by normalising emotional
reactions to the situation, encourage caregivers to try to see some positive aspects of their
experience, and offer access to spiritual guidance

5- To promote self-care by encouraging caregivers to enhance their physical and mental
health by promoting regular ‘time out,” enjoyable experiences, enough sleep, healthy diet,
exercise, and advice on relaxation strategies

6- To provide options by offering caregivers an opportunity to identify issues and plan

goals/strategies, and advising caregivers of their rights
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An interactive session was to follow every module for brainstorming and conversation.
MODULE ONE: INTRODUCTION AND INFORMATION ABOUT CANCER

Time Activity Aim of activity Equipment
needed
Session 1 20 Welcome and -Make them familiar with one another Computer, LCD,
minutes | Introduction of -Provide an opportunity to express their whiteboard,
Participants ideas, views, and experiences markers,
-Facilitate creating a working atmosphere | comfortable
Session 2 10 Expectations and -Understand the topics of the training chair, paper, and
minutes | objectives of the training | -Explain the objectives of the training pins
Session 3 60 Basic information about | - Know about cancer.
minutes | cancer and its treatment
Other:
Refreshments
drinks and
snacks
MODULE TWO: CAREGIVERS SUPPORT
Time Activity Aim of activity Equipment
needed
Session 1 30 Describe the meaning Expand the caregiver’s capacities to Computer, LCD,
minutes | of support and the respond to care demands to maintain the whiteboard,
influence of giving care | patient’s comfort and enhance the patient’'s | markers,
on caregivers QoL, and to prevent or minimise comfortable
unnecessary caregiver distress chair, paper, and
Session 2 30 Educational and Provide the appropriate information for pins
minutes | Informational support caregivers to provide care for patients
programme. Other:
Session 3 30 Participants express Maintain coping and stress management Refreshments
minutes | their experience drinks and
concerning caregiving snacks
burden
MODULE THREE: PATIENT ILLNESS-RELATED NEEDS
Time Activity Aim of activity Equipment
needed
Session 1 60 Practical care, how to Know about practical care. Computer, LCD,
minutes | deal with common -Know what to do when patients whiteboard,
patient symptoms / experience certain symptoms and markers,

emotions, and
introduce the term of
comfort as well as the
cure

emotions

comfortable
chair, paper, and
pins
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Session 2 30 Patient needs for To ensure caregivers’ perceptions are
minutes | comfort congruent with patient needs, and the
addressing of direct and indirect care
needs. Healthcare professionals need to
provide caregivers with appropriate
information to manage patients’ symptoms
Session 3 30 Coordinating and Recognise the main communication
minutes | keeping communication | technique, emphasising the importance of

to prevent
misunderstanding and
promote positive
interaction

communication in caregiving
Participants had the ability to get health
information from patients and the health
care providers

Other:
Refreshments
drinks and
snacks

MODULE FOUR: CAREGIVER NEEDS FOR INFORMATION, SUPPORT, ASSISTANCE

AND, ADJUSTING TO BEING CAREGIVER

Time Activity Aim of activity Equipment
needed
Session 1 90 Family caregiver needs | To gain a deeper understanding of Computer, LCD,
minutes | for information support caregiving whiteboard,
Assistance and Understand the basic concept and markers,
adjusting to being meaning of caregiving comfortable
caregiver Helping the participants to adjust to being | chair, paper, and
a caregiver pins
Other:
Refreshments
drinks and
shacks
MODULE FIVE: CAREGIVERS’ REACTIONS TO DEMANDS OF CARE
Time Activity Aim of activity Equipment
needed
Session 1 30 Caregivers’ reactions to | To decrease the negative influence Computer, LCD,
minutes the demands of care (caregiver burden) of caring on caregiver whiteboard,
QoL markers,
Session 2 40 Describe the To assist the participants to become comfortable
minutes importance of self-care | familiar with self-care and how to practice chair, paper, and

and how the caregivers
could practice self-care

self-care

pins

Other:
Refreshments
drinks and
snacks
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The researcher began with a small speech to welcome the participant’s, provided a brief
introduction on caregivers’ life, the described benefit of participants and the purpose of the

meeting.

Participants supporting the programme will learn basic information about cancer, its
treatment and evolution, adjusting to being a caregiver, community resources that can help
cancer caregivers, how to help families improve their emotion-management strategies, the
variety of internal and external resources to assist caregivers in this role, amongst others.

The training includes 10 support programme modules/sessions; the duration of each daily

session is 60—-90 minutes (one session per week/group) that will last for three months.

Finally, the researcher declares the official opening of the training of caregivers on the
outcomes of a support programme for caregivers of cancer patients. For a successful
training programme over the next 10 weeks, all participants are encouraged to become
actively engaged in the various course sessions and discussions on the subject matter. The
researcher wishes all participants 10 fruitful weeks of an interesting and beneficial

programme.

Before starting with the caregiver's support programme, the researcher will describe the

following concepts.
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Definition: Who Is the Caregiver?

Also referred to as informal caregivers, caregivers provide a complex array of support tasks
that extend across physical, psychological, spiritual, and emotional domains. Generally,
more women than men become caregivers, and most are related to the cancer patient.

Caregivers, whoever they are, play an important role in the management of cancer; enlisting
their cooperation and including them as the unit of care from the outset are critical
ingredients to effective cancer management. Most oncology teams recognise this and try to
include caregivers in treatment planning, decision making and implementation. However, for
a programme to be feasible, they must be appropriate within the constraints of busy
oncology practices and service delivery environments. Short-term hospital admissions may

also restrict the time available to implement supportive strategies for caregivers.

The Caregiver’s Perspective: Across the lliness Trajectory

Caregivers have their emotional responses to patients’ diagnoses and prognoses, and may
require coaching and emotional support separate from that offered to patients. Caregiver's
roles and burdens are affected by a patient’s prognosis, stage of illness, and goals of care.
The existing body of work on family caregivers of patients with cancer focuses primarily on a
caregiver’s adjustment during the acute survivorship Phase, from the time of diagnosis to 2

years post-diagnosis.

As open communication and diagnostic disclosure for patients have gained in popularity,
studies have focused on the impact of truth-telling amongst patients, and guidelines for such
communication have been developed. Although caregivers are sometimes included in these
studies, little attention has been paid to their specific informational needs and preferences
for diagnostic information or to their readiness or willingness to integrate this new medical
information. Yet, a caregiver is expected to learn new illness-related terminology, enter the
new treatment setting with the cancer patient, and participate actively in treatment decision
making. For all of these reasons, caregivers experience a complex array of powerful
emotions that may equal or surpass those experienced by the patient during diagnosis and

treatment.

256



MODULE ONE: INTRODUCTION AND INFORMATION ABOUT CANCER
Session (1): Participants introducing (10.00-10.20).

Aim: Participants were familiar with each other, and provide the opportunity to express their
ideas, views, and experience besides, creating a working atmosphere.
Materials: flipchart, markers, board, projector, and computer

Session (2): Objective and expectations of training programme -------------- (10.20-10.30)
Aim: After describing the training objective, participants understand their expectations,
explain the objectives of the training, and the main topic of training.

Materials: flipchart, markers, board, projector, and computer

Session (3): Information about cancer, types, and methods of treatments, symptoms
management, and trajectory of disease was provided -----------------=------ (10.30-11.30).
Aim: Understanding the cancer disease and it is treatment.

Materials: flipchart, markers, board, projector, and computer

Objectives of Module One:
e Training objectives were clearly understood by the participants, the sharing of the
overall views about training and the time of commencement. Provide all information

needed about cancer disease.

Cancer key fact
Cancer is one of the leading causes of morbidity and mortality worldwide, with
approximately 14 million new cases in 2012. The number of new cases is expected to rise

by about 70% over the next two decades.

Cancer is the second leading cause of death globally, and was responsible for 8.8 million

deaths in 2015. Globally, approximately one in six deaths is due to cancer.

Approximately 70% of deaths from cancer occur in low- and middle-income countries.
Around one-third of deaths from cancer are due to the five leading behavioural and dietary
risks: high body mass index, low fruit and vegetable intake, lack of physical activity, tobacco

use, and alcohol use.
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Tobacco use is the most important risk factor for cancer, and is responsible for
approximately 22% of cancer deaths. Cancer-causing infections, such as hepatitis and
human papillomavirus (HPV) are responsible for up to 25% of cancer cases in low- and

middle-income countries.

Late-stage presentation and inaccessible diagnosis and treatment are common.

In 2015, only 35% of low-income countries reported having pathology services generally
available in the public sector. More than 90% of high-income countries reported treatment

services were available compared to less than 30% of low-income countries.

The economic impact of cancer is significant and increasing. The total annual economic cost
of cancer in 2010 was estimated at approximately US$ 1.16 trillion. Only one in five low- and

middle-income countries have the necessary data to drive cancer policy.

Cancer is a generic term for a large group of diseases that can affect any part of the body.
Other terms used are malignant tumours and neoplasms. One defining feature of cancer
is the rapid creation of abnormal cells that grow beyond their usual boundaries, and which
can invade adjoining parts of the body and spread to other organs; the latter process is

referred to as metastasising. Metastases are a major cause of death from cancer.

The problem
Cancer is a leading cause of death worldwide, accounting for 8.8 million deaths in 2015.
The most common causes of cancer deaths are cancers of the:

e Lung (1.69 million deaths)

e Liver (788 000 deaths)

e Colorectal (774 000 deaths

e Stomach (754 000 deaths)

e Breast (571 000 deaths)
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What causes cancer?

Cancer arises from the transformation of normal cells into tumour cells in a multistage
process that generally progresses from a pre-cancerous lesion to a malignant tumour.
These changes are the result of the interaction between a person's genetic factors and three
categories of external agents, including:
1. Physical carcinogens, such as ultraviolet and ionising radiation
2. Chemical carcinogens, such as asbestos, components of tobacco smoke, aflatoxin
(a food contaminant), and arsenic (a drinking water contaminant)

3. Biological carcinogens, such as infections from certain viruses, bacteria, or parasites

Aging is another fundamental factor in the development of cancer. The incidence of cancer
rises dramatically with age, most likely due to a build-up of risks for specific cancers that
increase with age. The overall risk accumulation combines with the tendency for cellular

repair mechanisms to be less effective as a person grows older.

Risk factors of cancers

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

factors worldwide, and the four shared risk factors for other non-communicable diseases.

Some chronic infections are risk factors for cancer and have major relevance in low- and
middle-income countries. Approximately 15% of cancers diagnosed in 2012 were attributed
to carcinogenic infections, including Helicobacter pylori and Human papillomavirus (HPV),
Hepatitis B virus, Hepatitis C virus, and Epstein-Barr virus. Hepatitis B and C virus and some
types of HPV increase the risk for liver and cervical cancer, respectively. Infection with HIV

substantially increases the risk of cancers such as cervical cancer.

Reducing the cancer burden.

Between 30-50% of cancers can currently be prevented, by avoiding risk factors and
implementing existing evidence-based prevention strategies. The cancer burden can be

reduced through early detection of cancer and the management of patients who develop
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cancer. Many cancers have a high chance of cure if diagnosed early, and treated
adequately.

Modify and avoid risk factors

Modifying or avoiding key risk factors can significantly reduce the burden of cancer.

These risk factors include:

e Tobacco use including cigarettes and smokeless tobacco
e Being overweight or obese

e An unhealthy diet with low fruit and vegetable intake

o Lack of physical activity

e Alcohol use

e Sexually transmitted HPV-infection

e Infection by hepatitis or other carcinogenic infections

e lonising and ultraviolet radiation

e Urban air pollution

e Indoor smoke from household use of solid fuels

Tobacco use is the single most important risk factor for cancer and is responsible for

approximately 22% of cancer-related deaths globally.

Pursue prevention strategies. To prevent cancer, people may:

e Increase avoidance of the risk factors listed above
¢ Vaccinate against HPV and hepatitis B virus

e Control occupational hazards

e Reduce exposure to ultraviolet radiation

e Reduce exposure to ionising radiation (occupational or medical diagnostic imaging).

Vaccination against these HPV and hepatitis B viruses could prevent 1million cancer

casesl/year.
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Early detection

Cancer mortality can be reduced if cases are detected and treated early. There are two
components of early detection:

Early diagnosis

When identified early, cancer is more likely to respond to effective treatment and can result
in a greater probability of surviving, less morbidity, and less expensive treatment.
Significant improvements can be made in the lives of cancer patients by detecting cancer

early and avoiding delays in care.

1. Early diagnosis consists of three steps that must be integrated, and provided promptly:
Awareness and accessing care

Clinical evaluation, diagnosis, and staging

Access to treatment.

Early diagnosis is relevant in all settings and the majority of cancers. In the absence of an
early diagnosis, patients are diagnosed at late stages, when curative treatment may no
longer be an option. Programmes can be designed to reduce delays in, and barriers to care,

allowing patients to access treatment promptly.

Screening

Screening aims to identify individuals with abnormalities suggestive of specific cancer or
pre-cancer who have not developed any symptoms and refer them promptly for diagnosis
and treatment.

Screening programmes can be effective for select cancer types when appropriate tests are
used, implemented effectively, linked to other steps in the screening process, and when
quality is assured. In general, a screening programme is a far more complex public health

intervention compared to early diagnosis.

Examples of screening methods are:
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e Visual inspection with acetic acid (VIA) for cervical cancer in low-income settings
e HPV testing for cervical cancer

o PAP cytology test for cervical cancer in middle- and high-income settings

e Mammography screening breast cancer

Treatment

A correct cancer diagnosis is essential for adequate and effective treatment, because every
cancer type requires a specific treatment regimen that encompasses one or more
modalities, such as surgery, radiotherapy, and chemotherapy. Determining the goals of
treatment and palliative care is an important first step, and health services should be

integrated and people-centred.

The primary goal is generally to cure cancer, or to prolong life. Improving the patient's
quality of life is also an important goal, and is achievable by supportive or palliative care and
psychosocial support.

Potential for cure among early detectable cancers
Some of the most common cancer types (breast cancer, cervical cancer, oral cancer, and
colorectal cancer) have high cure rates when detected early, and treated according to best

practices.

Potential for the cure of some other cancers.

Some cancer types, even when cancerous cells have travelled to other areas of the body,
such as testicular seminoma and leukaemia and lymphomas in children, can have high cure
rates if given appropriate treatment.

Palliative care

Palliative care is a treatment to relieve, rather than cure, symptoms caused by cancer and
improve the quality of life of patients and their families. Palliative care can help people live

more comfortably. It is an urgent humanitarian need for people worldwide with cancer and
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other chronic fatal diseases and particularly needed in places with a high proportion of
patients in advanced stages of cancer where there is little chance of cure.

Relief from physical, psychosocial, and spiritual problems is achievable in over 90% of
advanced cancer patients through palliative care.

Palliative care strategies
Effective public health strategies, comprising of community and home-based care are
essential to provide pain relief and palliative care for patients and their families in low

resource settings.

Improved access to oral morphine is mandatory for the treatment of moderate to severe

cancer pain suffered by over 80% of cancer patients in the terminal Phase.

Contact on routine bases with the social worker at hospitals or clinics as well as with the
mental health specialist.
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MODULE TWO: CAREGIVERS SUPPORT
Session (1): The meaning of support was described, and what the influence of

disease affects patients and caregivers demands (10.30-11.30)

Aim: Support from healthcare professionals, family, and friends can help family caregivers
expand their capacities to respond to care demands. The goals of support should be to
enable family caregivers to maintain the patient's comfort, enhance the patient’s quality of
life and prevent or minimise unnecessary caregiver distress. Support should balance the
psychosocial needs of the caregiver and promote the caregiver's physical and emotional
well-being so that he or she can effectively attend to the physical and emotional needs of
the patient with cancer. The needs: To provide this support, a partnership and collaboration
must be developed between health professionals and family caregivers around the patient’s
plan of care. Professionals should develop a patient-family member-focused plan for care
that recognises the caregiver's capabilities. Such a plan should begin with a focus on

illness-related patient needs.

Getting Support
Knowing Your Strengths and Limits

You may face new challenges and concerns now that your loved one has advanced cancer.
If the illness has been going on for a long time, these challenges may wear you down. Many
caregivers say on looking back, they took on too much themselves, or they wish they had
asked for help sooner in sharing tasks or seeking support.

Take an honest look at what you can and cannot do. What things are you good at? What do
you need to do yourself? What tasks can you give to or share with others? Be willing to let
go of things that others can do.

Many people may want to help you, but are unsure of what you need or if you want help.

As the cancer progresses, you may see changes in the support you get from others, for
example:

o People who have helped before may not help now

e Others who have helped before may want to help in new ways now

e People who have not helped before may start helping now
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o Agencies that could not help before may offer services now

Remember that getting help for yourself can also help your loved one, as well as other
friends and family.

e You may stay healthier

e Your loved one may feel less guilty about all the things that you are doing

e Some of your helpers may offer time and skills you do not have

e Having a support system is a way of taking care of your family. The idea is to remove
some tasks so that you can focus on others

o Talk with someone you trust, such as a friend, member of your faith community, or
counsellor. Other people may be able to help you sort out your thoughts and
feelings. They may also be able to help you find other ways to get support

Planning and Implementing Patient Care

If healthcare providers are to be supportive of caregivers and facilitate quality care for
patients with advanced disease, they have to implement programmes that address
caregivers’ priority needs, such as the need for information and education, have the ability to
mobilise formal and informal sources of assistance, and strategies for maintaining physical
health, positive attitudes, and well-being. In tailoring such programmes, providers must
recognise that caregivers possess different levels of knowledge and skill, differ in their level
of burden, experience different levels of care demands, and differ in the amount of support

and assistance they receive from other family members.

Session (2): Educational and Informational support needs----------------- (30 Minutes)

Aim: It is clear from a review of literature that education and information are essential if
family caregivers are to participate effectively in the home care of patients. Families report
providing much care through trial and error; this creates a sense of uncertainty that makes
caregiving more time-consuming and stressful. Information that is tailored to the problems
that caregivers face would provide them with guidance for implementing care but more
importantly, would reduce the stresses of caregiving and the associated burdens and

feelings of inadequacy and helplessness arising from ambiguity. Firstly, Therefore, the
265



support programme will be reviewed first, recognising that effective education will produce
important secondary benefits for caregivers and reduce the necessity for such a
programme. There are personal as well as structural reasons why caregivers of patients with
advanced disease often do not have the appropriate information to care for their patients;
moreover, in many instances caregivers are not perceived as partners in developing the

patients’ plans of care.

Needs (1): caregivers should be included in care plans; being overwhelmed by the care
situation, they may not have prepared their questions or may be unaware of what questions
should be asked. Additionally, patients with advanced disease may have wide fluctuations in

disease and treatment status, and need for care.

Needs (2): Providing Specific Guidelines

Healthcare professionals need to establish a structured and ongoing dialogue with family
members about treatment goals, plans of care, and expectations regarding patient
outcomes. They may find it useful to develop protocols or “help sheets” to meet the

informational needs of caregivers.

Having specific guidelines or suggestions for care provides caregivers with a sense of
control, and monitoring patients according to specific limits, such as “report to the health
care professional temperature of 101° that persists for 36 hours,” helps them evaluate the
need for assistance. Wherever possible, professionals need to distribute written,
individualised guidelines that caregivers can follow, with specific actions when reaching a

criterion.

Caregivers report that specific and tailored direction is supportive and reduces the
uncertainty they experience as they provide care, but they do not want to be overwhelmed

with massive amounts of nonspecific information.

Acquiring information regarding the disease and treatment-related expectations from
healthcare providers can help caregivers plan care, anticipate possible problems and detect

changes in the trajectory of the illness.
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In general, the reasons caregivers give for their lack of sufficient information include:

1. The inability of family members to ask questions (they may lack social skills)

2. Inability to obtain specific information from providers

3. Limited contact with providers

4. Too many intermediaries between the treating oncologist, the patient and the
caregiver

5. Primary care physicians who do not understand cancer, cancer treatment, or cancer
care needs

6. Providers who talk only to the patient and do not relate to the family
Receiving only filtered information from providers

8. Being overwhelmed due to distress, and having attention or comprehension deficits

Customising information by addressing it

1. What family caregivers can expect about the patients’ symptoms, disability, reactions
to treatment, and disease trajectory
What patients and caregivers can expect from their healthcare provider
How different types of supportive and educational care services can assist them, as

well as the situations in which these services are most useful

Needs (3): Clinicians need to be cognizant of how the course of the disease and treatment
will affect caregiving situations, anticipate the problems and needs of family caregivers
during these transitions, and provide anticipatory guidance to family members. Restrictions
on time, personal activities and privacy may increase during the advanced disease Phase,
and family caregivers need to be informed to anticipate these changes and

restrictions. They need to know there are nine types of support services that may help

careqgivers challenged by multiple care demands. The areas identified were:

1. Diagnostic and medical treatment information

Interpretation of the course of illness and anticipatory guidance
Interpretation of patients’ emotions to the caregiver
Interpretation of iliness to school-aged children

The cognitive process of the meaning of illness

o g > w N

Access to services for physical care
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7. Skill-building services
8. Problem-solving services

9. Referral services for distressed family caregivers

Session (3): Participants expressed their experience concerning caregiving burden ---
(30 Minutes)

The design of the support programme for caregivers is to enhance morale, self-esteem,
coping, sense of control and problem-solving abilities, and to decrease caregiver emotional
distress while caring for patients at home. These support programmes are not designed to
inform caregivers regarding specific aspects of delivering care, but focus on helping

caregivers psychologically adjust to the demands of caring.

Aim: Problem-solving and stress management are important components of psychological
support for caregivers and health professionals need to recognise when family caregivers
may benefit from such support programmes (a problem-solving approach can help reduce a
caregiver’s sense of uncertainty and accompany feelings of stress and burden enhancing

positive patient outcomes).

Needs: Family caregivers should be assessed periodically for psychological/emotional
distress and the specific sources of this distress should be identified. The assessment of the
quality of the family relationship and communication patterns is necessary if support
programmes are to be effective. If warranted, a referral should be made to outside expert
resources. e.g., counsellor, psychologist. During visits, healthcare providers need to devote
time to candid discussions with caregivers to enable questions and concerns to be freely

expressed.

Healthcare providers must plan patient care based on the assumption that the family is a
system and that the behaviour and response of one member affects the family as a unit.
Both the patient and the caregiver may need cancer care support or caregiver classes.

The emotional distress of the caregiver must be addressed. Although the support
programme may be important for some family caregivers, most clinical oncology settings do

not include such services. Nevertheless, problem-solving and stress management are
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important components of the support programme for caregivers, and health professionals
need to recognise when family caregivers could benefit from such.

MODULE THREE: PATIENT ILLNESS-RELATED NEEDS
Activity (1): The term of comfort, as well as the cure, were introduced ----(10.00-11.00)

Aim: Cancer team may refer the patients and family back to the primary care physician.
These care transitions occur at a time when families may be experiencing not only the
shock, anger and depression associated with realising that treatments are no longer
effective, but also increased care responsibilities.

This may place family caregivers in a particularly difficult situation, without a consistent
provider to turn to for advice and direction, regarding the plan of care for their patient.
Patients’ needs are influenced by age, the number of comorbid conditions, psychological
disposition, cultural traditions, cancer stage, and Phase of treatment. Caregivers, in turn,

may perceive this patient's needs as demands.

Helping your Loved One Cope with Cancer.

Your loved one may be struggling with advanced cancer or with a cancer recurrence.
Doctors may be saying the cancer is not responding to treatment, that long-term remission is
not likely, or your loved one may have decided to discontinue treatment and live out his or

her days to the fullest.

This may be a time to make new decisions. Shifts in care may be needed, or may already be
taking place. The burden of making these decisions together may seem heavier than it
used to be. These choices often come with many emotions, such as sadness, anger and
fear of the unknown. They may also come with questions about how much longer your loved

one will live.

Thinking or talking about these issues may feel like you are giving up, but you are not; it
does not mean giving up hope. People usually cope better when they have different options.
Having information about how to deal with tough situations will help. Your loved one still
deserves good medical care and support from the healthcare team even if the treatment

changes.
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Making Decisions Together.

You may have been caring for the cancer patient for a short or a long time. Most likely, you

will be very involved in helping make choices about the next steps for care.

Some of these choices may include:

Treatment goals
When to use hospice care
Financial decisions

How to get support from family members

When dealing with advanced cancer, people have different goals for their care; some want

to keep following aggressive treatments, others decide to choose other paths for care. You

may wonder, “Have we done everything possible to treat cancer, or should we try another

treatment?” It is natural to want to do all you can, but you should weigh these feelings

against the positives and negatives for your loved one.

Questions to ask:

What is the best we can hope for by trying another treatment?

Is this treatment meant to ease side effects or slow the spread of cancer?

Is there a chance that a new treatment will be found while we try the old one?

What are the possible side effects and other downsides of the treatment? How likely
are they?

Are the possible rewards bigger than the possible drawbacks?

Asking these questions, may help the patient decide whether to continue or begin more

treatment? It is best to work together on this process. It will help you figure out both of your

needs and the needs of others close to you.

It is important to ask your healthcare team what to expect in the future. It is also important to

be clear with them about how much information you and the patient want from them.

Understanding Your Loved One’s Wishes
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For many families, your loved one must be in charge of making decisions. In some families
and cultures, it is common for the caregiver to make many of the decisions, with or without
the patient knowing, or sometimes the patient wants the caregiver to make all the decisions
This may be hard, for many reasons:

e Your stress may make it hard to decide

e Your ideas about how to move forward may differ from the ideas of other family
members or friends

e The patient may have different beliefs about care than you or other loved ones

e The opinions of your healthcare team may differ from your loved ones or yours

There may also come a time when you have to make decisions for your loved one because
he/she is no longer able to. It is important to get a sense of how he/she feels about this
before it happens. How would he/she like to deal with it? This may mean letting go of some
opinions that you have about treatment (for example, you may want to keep your loved one
alive, whatever it takes, but he/she may wish to stop receiving life-sustaining measures at a
certain point.) Try to keep things in perspective by looking at the facts.

Palliative Care

All patients have a right to comfort and quality of life throughout their care. Care that makes
patients feel better, but does not treat the disease itself, is palliative care, and includes

treating or preventing cancer symptoms and side effects caused by treatment.

Comfort care can also mean getting help with emotional and spiritual problems during and
after cancer treatment. People once thought of palliative care as a way to comfort those

dying of cancer.
Doctors now offer this care to all cancer patients, beginning when the cancer is first

diagnosed. Palliative care can go on through treatment, survival, advanced disease and the

time when treatment no longer controls the cancer.
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Members of the healthcare team may be able to provide comfort care, but a palliative care
specialist may be the best person to treat some problems. Ask the doctor or nurse if there is

a specialist your loved one can see.

Choices for Care

There are several options for your loved one’s cancer care; these depend on the type of
cancer and the patient’s goals for care.
These options include:

e Clinical trials (research studies)

o Palliative radiation, chemotherapy, or surgery

e Hospice care

¢ Homecare

Many patients choose more than one option. Your loved one should base his/her decision
on the risks and benefits of available treatments, as well as their feelings about life and
death.

You both have to ask all the questions you need to. If he/she chooses notto get further
active cancer treatment, it does not necessarily mean a quick decline and death, and they
will continue to receive palliative care and be made comfortable. The healthcare team can

offer information and advice on treatment options.

Palliative Treatment

Many of the same methods used to treat cancer, such as medicines and certain treatments,
can be used to reduce pain or other symptoms and help a patient feel more comfortable. In
advanced cancer, palliative treatment may be given to help a person feel better, even if it is
not intended to treat cancer. For example, doctors may give chemotherapy to slow the
growth of a tumour that is causing pain, or surgery to remove a mass that is pressing on

certain nerves and causing pain.

Needs (1): Participants should differentiate between Direct and Indirect Care.
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Care may be classified as “direct care” or “indirect care,” depending on its focus.

This classification affects the demands of caregiving. Direct care is carried out directly with
the patient, such as symptom management, emotional support, administration of
medications, and assistance with mobility or bathing. Indirect care is carried out on behalf
of the patient, and includes activities such as obtaining medications, transportation, errands,

scheduling and coordinating appointments, and assisting with the medical bills and finances.

Practical care

Information about your relative’s illness.

A person’s medical history is often a private matter, but there are usually a couple of people
in our lives with whom we do not mind sharing this information. If possible, get your relative
to write down the people who they will allow access to this medical information, and ask

them to sign it and have someone sign as a witness.

If you are going to be the main caregiver for your relative, having their written permission to
give and receive information about their medical situation may make it easier for you. This
will make communication easier when you need to speak to nurses, doctors and other

health professionals about your relative’s condition.

Providing practical care.

Your relative may be quite independent with some tasks or may require assistance. You will
find it helps if you have some knowledge of these tasks, so you can assist when necessary.
Remember, only do things you feel comfortable with; if you are unsure at any time, seek

guidance from the palliative care team.

Helping with medications

Always double-check the label on containers to ensure you are giving the right medicine at

the right time. Not all medicines are taken orally (by mouth), so check first; not all medicines
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are in tablet form, some may be liquid and others may need to be given by injection or via a
skin patch.

Sometimes people receive a list, from the hospital or GP, of what medicines are for and
when to take them. If you have not got a list and would like one, speak with the GP or
palliative care team

Some medicines need to be given at certain times; others are given ‘as required.” For
example, some pain medications are only taken when the person gets pain, whilst other

pain medications are given regularly at specific times of the day or night.

Medicines should only be taken ‘as directed;’ if your relative is unsure about this, speak to

the doctor or nurse.

If there are many tablets, consider using a dosette box, which allows tablets to be put into
special compartments so that it is easier to remember which ones need to be given when.
Dosette boxes are available at most chemists and can be filled by you, or the chemist.
Alternatively, speak with your chemist, palliative care team or GP about a ‘webster’ pack;

this is a weekly pack, made up by your chemist, of all the necessary medicines.

If using syringes and needles, ask about safe disposal via a ‘sharps disposal’ container

available from the chemist or local council.

It is quite common for medicines to change. When medicine is no longer needed, it should
be discarded to avoid accidental use. Unused medicines should be returned to the chemist
for safe disposal. If there is a chance that medicine may need to be used again in the future,
store it in a safe, cool and dry place, away from the medicines that are being used every

day.
If you have only a few tablets (or other medicines) left, phone the GP to arrange for another

prescription. Try not to leave this too late. Where possible, avoid having to arrange this on a

weekend. Some chemists provide home prescription delivery services.
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If swallowing is difficult, it is possible to crush some tablets give with food or fluids. Check
first, with the doctor or nurse, as some tablets should not be crushed, and an alternative
form of the medication may need to be prescribed.

Some people may need to take strong pain medicines, such as morphine. If strong pain
medicine is required, the doctor, chemist or palliative care team can explain why, how, and
when to use it; written information is also available.

In many cases, the palliative care team may arrange for some medicines, in the form of
injections, to remain in a safe place within the home. Sometimes referred to as ‘emergency
medications,’ these are prescribed ‘just in case’ your relative has discomfort that is not
relieved by oral medicines. For example, if a person has nausea and is unable to take their
pain medicine by mouth, the nurse or doctor may need to visit to give an injection to stop

nausea or to prevent the pain.

Many drugs (medicines) given to relieve pain also have unwanted side effects; speak with
your nurse about this, so you know what to look for. Most side effects wear off within 24 or
48 hours as the body gets used to the drug. However, it is much better to prevent the side
effects where possible, for example, by giving laxatives regularly to prevent constipation or

having anti-nausea medications on hand to prevent vomiting.

Some patients and families worry about the use of strong pain medicines (opioids such as
morphine). They worry that the person may become addicted, or that the prolonged use of
these powerful drugs may hasten death. You can rest assured that palliative care is based
on the latest evidence. This shows that when given for pain, opioids do not cause addiction,
and when used in prescribed doses, do not hasten death. Many patients feel so much better
when their pain is relieved; their appetite improves, they can move about more freely and

can often resume pleasurable activities.

Providing hygiene care

Assisting with hygiene care is possible in different ways; you might just be nearby to ‘lend a
hand,” you may offer to wash your relative’s face and hands, you may want to assist with a

complete shower or bed bath, your relative may also need help to move out of bed and to
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the bathroom. The nurse can guide you with any of these tasks. If preferred, a nurse can
provide hygiene care and/or you can do it together.

Safety is important. Consider having rails installed in the bathroom, where there are steps.
Talk to your palliative care team about hiring a shower/bath chair so that your relative does
not have to stand. A handheld shower hose may also make things easier. A health
professional can assess the bathroom set up in your home to improve safety. Several other

devices help people move safely if they are unsteady on their feet.

If incontinence, that is loss of control over passing urine or faeces, is an issue there are
several aids or products that can help your relative feel clean and comfortable. Do not be

afraid to talk about this to one of the palliative care team or your GP.

Assisting with eating and drinking

Many people with a life-threatening illness lose their appetite, possibly caused by the
disease, or a side effect of treatment and/or medications, or by feeling sick, downhearted,
constipated, tired, or having a sore or dry mouth. Unrelieved pain can also result in a loss of
appetite.

Despite the reason, caring for a person who is not interested in food and is losing weight

can be very hard.

Here are some suggestions you can offer:

¢ Regular smaller meals, rather than three big meals; serve food on smaller plates and
do not fill drinks to the top of the glass

o New types of foods, as people’s food desires may also change. For example, people
may no longer like sweet tastes and may now prefer spicy food

e Nutritious drinks. These are available in chemists and some supermarkets. You can
also make juices or smoothies. If a person is not interested in solid food, offer drinks

regularly
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e Good mouth care; keep the mouth moist by encouraging regular teeth cleaning,
drinks, and mouth rinses. If you notice white ‘flaky’ spots in the mouth, let the doctor
or nurse know. This is common and is easily treatable with a special medication

e As your relative’s illness progresses, you may notice they are eating less. It may not
be so important at this stage to have ‘well-balanced meals’ every day, but to

concentrate on what your relative enjoys.

Help with other ‘technical’ care

Some patients cared for at home require special management of various tubes, wounds,
drainage systems, injections, etc. Many relatives develop significant skills in managing this

complex care, but others are not so comfortable.

Use of special equipment

The equipment you need depends on your situation. The use of equipment can increase

your relative’s independence, make it easier for you, and promote a safer environment.

The following types of equipment may be needed in the home:

e Shower chair — enables a person to sit down safely in the shower

e Commode — portable toilet, looks like a chair

o Bath/shower handrails — provides support for standing/sitting in a bath/shower

o Bath board — enables a person to safely get into and out of the bath

e Slipper pan/urinal — devices to allow toileting in bed

e Absorbent and plastic sheets — used on a bed or chair where incontinence
(uncontrolled bladder or bowels) is an issue

e Dosette box — special medicine container that helps people to take the correct tablets
at the right time + Syringe driver — a device used to deliver medications under the
skin rather than by mouth

e Sharps container for used syringes and needles

e Call bell or intercom

o Disposable gloves
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o Hospital bed — a bed that can be raised or lowered and has sides to prevent falls

o Bed stick — helps the person to sit up and get in or out of bed

o Urinary catheter — tube into the bladder to assist the passing of urine

e Pressure-relieving devices — special mattresses, sheepskins or cushions used for
comfort in bed or a chair and to prevent bedsores

o Walking frame — a device used to help with walking

o Wheelchair — allows a person to be mobile if they are unable to walk easily

o Slide sheets —slippery sheets, make it easier to move your relative around when they

are in bed

Dealing with common symptoms

The word symptom describes an issue related to an illness. When a person has a serious
illness, and where curative treatment has stopped, the focus of care is on relieving
symptoms that may arise.

Every person is different and so are the symptoms that might occur. It is important to
highlight the common symptoms (pain, constipation, nausea, tiredness, breathlessness) and
some basic ways of relieving them. Symptoms may not disappear completely, but in most

cases, controlled to a comfortable level.

Your role in helping to recognise and manage the symptoms will depend on how
independent your relative is, your relationship, and what you feel comfortable doing.
Remember that relief of symptoms is one of the major aims of the palliative care team, so

help is available.
If a symptom arises that is not mentioned here, then speak with the palliative care team and

they will provide you with more information. It may help to keep a diary or a daily journal to

jot down the time and the words used by your relative to describe a particular symptom.
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Pain

Many caregivers worry about the comfort of their relatives. This is very understandable. The
first thing to be aware of is that not all people who need palliative care suffer ongoing pain. It

is also important to realise that a person’s level of comfort is a very personal feeling.

We all feel discomfort in different ways and at different levels. People often associate
discomfort with pain; however, we may also feel uncomfortable if we feel sick, tired, worried,

or restless.

The important thing is that if your relative says they are in pain then the palliative care team
can help. Despite advances in treatment, pain may not always be completely removed. The
palliative care team will help you with various strategies to reduce the pain as much as

possible.

The ways of dealing with pain vary from person to person.

Here are some common things you could do if your relative is in pain:

Assess the pain. You may want to ask your relative these questions and write down the
answers. This will help you to describe the pain to the nurse or doctor and assist in the
choice of treatment.

e Where is the pain? (Sometimes the pain may be in more than one area)

e What does the pain feel like? (e.g., sharp, throbbing, burning)

¢ How long has the pain has been there?

¢ Isthis a new type of pain?

e How would you rate the pain on a scale of 1 to 10?7 (1 ‘no pain,” through to 10
‘excruciating pain’). If the answer is 7 or 8 out of 10 this would be regarded as a
considerable amount of pain

e Do you feel like vomiting?

e When did you last have your bowels open? (Constipation can cause pain)
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Managing the pain:

e Ask your relative to lie on the bed or to sit down

o Ask your relative to take 10 deep breaths

e If your relative has medicines to take (which are for the pain they are feeling) give the
medicine as directed on the container. Check first to see what pain medicines have
already been taken that day. If your relative has had as much as they are allowed,
phone the palliative care service

e Ask your relative to try to take their mind off the pain by reading, watching TV, or
listening to some music

o Offer a massage of feet, hands, or shoulders

o If nausea (feeling like vomiting) or constipation (no bowel action for several days) is
an issue, this may be a possible cause of the pain

o If the discomfort has not eased after 30 minutes phone the palliative care team, they

will be able to review the problem and suggest other ways to reduce the pain

Concern about opioids and hastening death.

Opioids are very strong painkillers only prescribed if the pain is not managed with milder
medicines. Some patients and relatives fear the use of opioids (like morphine for example)
because they think it might hasten death.

It is important to remember that what causes death is the underlying disease, not the drug.
The doctor will carefully reduce the medication if it is causing serious side effects. However,
you must know about the effect of these drugs, and why they are used; ask your palliative

care nurse for a brochure that explains all about opioids.

Nausea

This is the term used when someone feels the urge to vomit or feels sick at the thought or
sight of food. The cause of nausea can be related to the disease, medications,
chemotherapy, radiotherapy, constipation, or an imbalance of chemicals within the body.

If your relative has nausea:
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e Ensure a bowl or bucket is within easy reach in case they vomit

e Ask how they rate nausea on a scale from 1 to 5 (1 being ‘very little’ nausea and 5
being ‘extreme’ nausea)

o If anti-nausea medicines are prescribed, check to see if they have been taken as
directed. If the prescription allows, give the anti-nausea medication, unless the
thought of trying to take a tablet makes your relative feel worse

e Some people prefer not to eat or drink anything until the nausea passes; others find
small amounts of food or drinks helpful

e Ask when was the last time your relative had a good bowel motion. If it is longer than
two days follow directions under the ‘constipation’ symptom below

e Encourage your relative to rest, suggest deep breathing, play some soft music, offer
a foot or neck massage. If your relative feels up to it, a bath or shower may help

e If nausea is not relieved after one hour or if it gets worse, phone the palliative care

team

Constipation

Constipation occurs when a person does not open their bowels for several days. This
symptom can cause nausea, pain, and tiredness. The cause of constipation can be related
to decreased fluid intake, limited mobility, poor diet, or a person’s iliness, and often to the

side effects of strong pain medicines. In most cases, constipation is preventable.

To prevent constipation:

e Encourage drinks such as water and juices

o If possible, have foods high in fibre, as well as plenty of drinks

e Suggest that your relative has a short walk each day, if they feel up to it

e Take note of the bowel actions: are they hard, soft, small, or liquid?

e Keep a record of when bowel actions occur

e If your relative is prescribed strong pain medicines (such as morphine), make sure
that laxatives have been ordered

e There are many natural remedies for constipation that can be used in conjunction

with prescribed medicines. Ask a member of the palliative care team for suggestions
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If there is no bowel action for 2 days, speak with the palliative care team who will set
up a plan specific to your relative’s needs
Do not assume that if your relative is not eating they do not need to use their bowels

— constipation can still occur even when little food is eaten

Breathlessness

Breathlessness or difficulty breathing can be an unpleasant symptom. It is usually caused by

disease of the lung, or asthma, emphysema, chest infection, and pressure from other body

organs, or anxiety.

While the specific treatment depends on the cause, here are some general tips that may

help:

Encourage your relative to sit in the upright position and stay with them.

Put on a fan and/or open a window

Suggest that your relative wear loose-fitting clothing

Put on some calming music, maintain a gentle, reassuring presence, offer a foot,
hand, or shoulder massage

If medicines for breathlessness have been prescribed, ensure they are taken as
directed.

Oxygen via a mask or nasal prongs is not routinely needed and requires a doctor’s
order for use

If breathlessness is not relieved and is causing distress, phone the palliative care

team

Fatigue

Fatigue is very common in people with life-threatening illnesses. It is a feeling of extreme

tiredness that can be quite frustrating or debilitating.

There are several possible causes of fatigue. These include lack of sleep, low oxygen in the

blood, poor diet, depression, the effect of chemotherapy or radiotherapy, infection, or the

effects of the disease itself.
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Fatigue can be (not always) quite hard to manage.

The following strategies may help:

e Encourage short naps during the day

e Suggest regular gentle exercise

e Encourage nutritious food and drinks

e Plan to do the most energetic tasks (e.g., shower or bath) when energy levels are
higher

o Encourage your relative to take up a hobby that does not require a lot of energy, for
example board games, talking books, listening to the radio, and/or watching
television or videos

e If you think that fatigue has become worse, speak with the palliative care team

Delirium

This is a change in a person’s thinking, memory and behaviour, and is common in patients
who are receiving palliative care. The changes are due a disturbance in brain function due

to illness or sometimes medication.

Patients receiving palliative care, either in the hospital or at home, are often more ill than

other patients, and are taking a variety of medicines.

We know that seriously ill patients, who take several different medicines and who may have
infections or have had recent surgery, may develop delirium. Patients who are older, or who

already have some memory problems are more likely to develop delirium.

Delirium can be very distressing for the person who has it, and for their family. People with
delirium have difficulty remembering new information, trouble concentrating, and paying

attention, and sometimes difficulty telling day from night.
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The person with delirium may be confused and not recognise familiar people or they may
become fixated on one thing, or suspicious. Sometimes delirium causes hallucinations when

people see things that are not there.

The doctors and nurses looking after your relative will look for causes and try to treat the
cause so that the delirium will settle. Sometimes the patient may be prescribed tranquilising

medicine to help them to feel calmer and to make sure they are safe.

The changes in the person’s thinking and behaviour when they have delirium are not usually
permanent and do not mean that the person has an ongoing mental health problem.
However, it is noteworthy that patients in a palliative care setting may be very ill and close to
death, and in this situation, the thinking, memory, and behaviour problems of delirium may

not settle completely.

The best way of helping your relative with delirium is to make sure you have eye contact
with them, speak slowly and calmly and remind them who you are, where they are, and that
you are there to help.

If your relative is in the hospital or another care facility, it is very helpful for staff if family and
friends can stay with the patient whenever possible, as patients with delirium respond better

to familiar people than strangers.

It is best for the person with delirium not to have too many visitors at once, nor to have too
much stimulation, such as loud music or TV. It is also important to encourage them to drink

fluids, as they may get dry, especially if they are restless and not wanting to eat and drink.

Please advise health professionals if you think there are changes in your relative that might
mean they are developing delirium. It is also helpful to give the staff as much information as
you can about your relative’s previous history as this may be important in diagnosing the

cause of the delirium and preventing delirium recurring.

Complementary therapies
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Complementary therapies are treatments used together with conventional medicine.
Alternative treatments are those used in place of conventional medicine and are sometimes

referred to as unproven remedies.

Complementary physical and psychological therapies include massage, acupuncture, reiki,

hypnosis, and guided imagery.

Complementary therapies can have beneficial outcomes in some circumstances; however, it
is strongly recommended that you speak with a health professional for further information
about what complementary therapy(s) might be suitable for your relative or you. Other

examples include aromatherapy, music therapy, art therapy, pet therapy.

It is quite common for people with life-threatening illnesses to consider other medical
treatments not routinely used by doctors. This is because people often want to explore all
possible treatment options. It is highly recommended that before using alternative
treatments you discuss these options with your relative’s GP or medical specialist. While
some of these alternative treatments may be promoted as being beneficial, some might be
harmful. It is wise to talk with a medical specialist about the benefits of any alternative

treatments.

Emotional care

It is very hard to provide precise tips on dealing with your relative’s emotions, as every
relationship is different. It may help to be aware that your relative will have ‘highs and lows’
throughout the illness. At times, they might feel angry, upset, grumpy, or irritable and may
even blame you for some of their emotions, however, sometimes they may feel very

positive.

Your relative may be thinking about several major issues about death and dying. Some of
these things may be easier to talk about with someone else, perhaps someone from the

palliative care team. The point is, you do not have to have all the answers.

Some things that may help include:
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e Providing some time alone each day, if desired

e Asking if there is anything that you can do to make things easier

e Suggest some enjoyable things to do together

e Asking if there is anything they particular desire

o Remember that it is normal for your relative to feel downhearted from time to time
e Encourage involvement in ‘day to day’ things such as news and social activities

o Remind your relative of the skills and different roles of the palliative care team

e Tell them how much you care for them and want to help them

In some instances, patients and/or their caregivers become so worried about what is
happening that they become depressed or anxious. Everyone has times where they feel a
bit low or ‘flat.’ Depression usually means the person experiences the following symptoms
for more than two weeks: feeling sad, down or miserable most of the time, lost interest or

pleasure in most of their usual activities.

While there are many types of anxiety disorders and the symptoms for each disorder are
different, some general signs and symptoms include:

e Feeling very worried or anxious most of the time

e Finding it difficult to calm down

e Feeling overwhelmed or frightened by sudden feelings of intense panic anxiety

e Experiencing recurring thoughts that cause anxiety, but may seem silly to others

e Avoiding situations or things that cause anxiety (e.g. social events or crowded
places)

e Experiencing ongoing difficulties (e.g. nightmares/flashbacks) after a traumatic event

Spiritual care at the end of life is much broader than formal religious practices.

It refers to any support related to questions about life’s meaning, depending on the person’s

values and beliefs. The kind of spiritual care required will differ for every person.
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If you are unsure of your relative’s spiritual needs, you (or someone else) can open up a

conversation with questions such as:

e Is there any particular person, place, or object that gives you hope and strength at
this stage of your illness?

o Isthere a patrticular religious ritual with which you would like assistance?

o Do you have any particular concerns as death is approaching?

e Isthere anyone you would like to talk to about spiritual matters?

If your relative is in the habit of attending religious services, and this is no longer possible,
discuss the matter with the religious representative. For example, someone from the
religious community may arrange to come to your home to support you and read the Quran
together.

These religious contacts need to be maintained, as well as any familiar rituals.

These visits may help you and your relative feel less isolated, and to feel that you remain an

important part of the religious community.

Opportunities to receive Holy Communion or to participate in other rituals, to make a
confession or to seek religious ‘counsel’ are all a part of spiritual care, depending on your

relative’s wishes and familiar practices. In times of crisis, spiritual care can be very helpful.

Other spiritual matters may include reminiscing or conducting a ‘life review’ with you and/or
with another family member or friend. This provides the opportunity to ‘tie up loose ends,’ to
laugh and to cry, and to tap into the ‘spirit’ of your relative. Some people choose to write the

life review down so that it can be available as a memoir.

Other ways of tapping into the ‘spirit’ or the ‘whole person’ maybe through music, art,
literature, photos, or conversation. A way into this ‘spiritual realm’ may be to ask your
relative, ‘What’s the most important issue for you at this time?’ or, ‘If you had one wish, what

would it be?”

287



Cultural care

We all have certain values, beliefs, and customs, and these are usually associated with our
cultural backgrounds. You must let the palliative care team know about any specific cultural
practices that are important for you and your relative. These may include matters of diet,

personal hygiene, clothing, special national or holy days, or other important rituals.

If you or your relative has difficulty understanding English, the palliative care service can
arrange for an interpreter. Although family or friends may be able to help with interpreting
from time to time, the recommendation is for professional health interpreters when

discussing important information about healthcare.

If you or your relative would prefer not to discuss issues of death and dying because of your
cultural beliefs, please let the palliative care team know, to prevent offense or

embarrassment.

How much patients should be told about their illnesses

Your relative might have chosen not to be told of their serious illness, leaving you to obtain
all the information and to make the decisions. Even though your relative may in fact ‘know’
that they have a life-threatening illness, they may avoid any discussion on the subject. This
may place a great burden on you, and seeking help from the palliative care team is

essential.

Depending on your relationship with your relative, and the way you have communicated
difficult issues in the past, you may ask, ‘Can we have a chat about this with someone else
here?” A member of the palliative care team can help you with this discussion. Remember
also, that some patients who have previously refused to speak about their terminal illness

change their mind, so be prepared for the unexpected.

On some occasions, family carers think their relative should not be informed about their
diagnosis. This could be because they think their relative will not cope with such news, or

specific cultural reasons why it is not appropriate to talk about death and dying.
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However, people with a life-threatening illness commonly want to plan and make decisions
about their place of care, put their affairs in order, say their good-byes, and be protected

from unnecessary medical interventions.

It is very difficult to keep information from relatives. As one person said, “Truth may hurt but
deceit hurts more.” The palliative care teams are very experienced in having open
discussions and answering family and patient queries about the impact of the iliness.

Forgoing medical treatment

Many patients and carers are keen to pursue ‘just one more treatment’ in the hope of a cure,
or in the desire to postpone the person’s death. Others think that ‘stopping treatment’ is
‘giving up’ or hastening the person’s death. You may find reassurance in the palliative care
principle that treatments should only be offered if they are going to improve the person’s
quality of life. This is why treatment such as pain management remains right until the end.
Remember also, that palliative care focuses on comfort when cure is no longer possible.
When no more specific medical treatment is likely to improve the person’s condition, all
aspects of palliative care (physical, psychological, spiritual, cultural, and emotional) will

continue, together with support for you and your relative.

Working with the Healthcare Team.

Your situation may be changing a lot; it is very important to keep asking questions. Some
caregivers feel they received a great deal of information early on, but not as much later.
Learning all the unknowns of the different care and treatment options can be stressful.

You and your loved one need to sit down with the healthcare team to talk about future steps
and what to expect. You may be afraid of what you might hear, but other caregivers have

felt reassured after learning their options - it made them able to plan.

Some people with cancer want to know everything. Others let their caregivers make
decisions. Sometimes these differences are cultural, other times they are personal. The
patient, your family, and you should decide who would be the primary contact for the

healthcare team.
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General Tips for Meeting With the Health Care Team

If you are going with the patient to medical visits, here are some general tips for meeting
with the healthcare team:
o Make a list of questions before each appointment
e Take notes, or ask the doctor if it is okay to use a tape recorder
e Get a phone number of someone to call with follow-up questions
o Keep a file or notebook of all the papers and test results. Make sure it is taken to
medical visits
o Keep records or a diary of all the visits. List the drugs and tests your loved one has
taken
o Keep a record of any upsetting symptoms or side effects; note when and where they
occur
e Find out what to do in an emergency; this includes who to call, how to reach them,
and where to go

Activity (2): Patient Needs for Comfort------- -- (30 minutes).

Aim: To ensure caregivers’ perceptions are congruent with patient needs, and that direct
and indirect care needs are addressed, healthcare professionals need to provide caregivers

with appropriate information to manage patients’ symptoms.

Symptom management for patient comfort is a fundamental need and becomes a major

concern as the disease progresses and treatments become less effective.

Healthcare providers should assess family members’ abilities to recognise symptoms and to
gauge the circumstances under which the patient should be referred to the healthcare

system.

Tailoring a plan of care involves providing information to enhance family caregivers’ levels of

knowledge so that they can identify symptoms early, manage them effectively and recognise
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when to seek assistance from the formal system, i.e. when symptoms appear out of control

or current measures are ineffective.

Additionally, family members need to know how to report symptoms in ways that are useful
to healthcare professionals in making effective decisions. Symptom control can become a
major struggle for patients with advanced disease and their family caregivers. Pain
management, in particular, often becomes a pervasive and intractable problem for family

caregivers, contributing to care demands as well as to their distress.

Pain Control as a Model:

Pharmacologic Pain Control: The pharmacologic-specific demands on the family caregiver
relate to deciding what medication to use for pain relief, when to give the medication (around
the clock versus as needed), monitoring for side effects, reminding the patient about
medication keeping records, controlling dosage, assessing the efficacy of pain control, and

noting when and how to report negative results or ineffectiveness.

Nonpharmacological Pain Management: Nonpharmacological activities related to pain
management may include distraction, such as talking with the patient or playing music,
emotional support, positioning or complementing drug therapy with heat or cold therapy.
Although healthcare professionals usually help family members understand pharmacologic
issues and medication instructions, nonpharmacological strategies, such as distraction or
complementary approaches, are not discussed as frequently.

Patients/caregivers report they learn these management skills through trial and error, and

would like more assistance from the formal healthcare system.

Asking About Pain

People who have their pain managed can focus on enjoying life
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Caregivers often worry about their loved ones being in pain. If they are preoccupied with
pain, you may notice changes in their personality, such as being distant, not being able to
sleep, or not being able to focus on daily activities they once enjoyed.

Your loved one does not have to be in pain or any discomfort

Some people assume there will always be severe pain with cancer. This is not true. Pain is
manageable throughout treatment. The key is to talk regularly with the healthcare team
about pain and other symptoms. You may want to ask if there is a pain specialist on staff as

well.

Sometimes people with cancer do not want to talk to the healthcare team about their

pain

They worry others will think that they are complaining, or that pain means the cancer is
getting worse, or they think that pain is just something they have to accept. Sometimes
people get so used to pain, they forget what it is like to live without it.

The medical team should ask about pain levels, but it is up to you and the patient to be open
about any pain he/she is having. This is when you need to encourage him/her to speak up,
or you can speak up for them. Be honest with the doctor about the pain and how it is
affecting his/her routine. It may take more than one talk to feel comfortable about the pain

medicines given.

Some caregivers worry that they will give their loved one too much medicine. This rarely
happens, but you need to talk to the doctor about your fears and concerns.

Talk with the healthcare team about how to keep your loved one as comfortable as possible;
make sure to include any hospice staff you may have. Some drugs can help treat pain, and

can be adjusted or changed if they are not working, or have unpleasant side effects.

Do not be afraid to ask for stronger pain relievers or larger doses if needed by the patient;

addiction is not an issue in people with advanced cancer, and they will help your loved one
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stay as comfortable as possible. People with a history of addiction will want to talk to their
doctor about any concerns.

Asking About Other Changes

Sometimes, as treatment continues, changes may take place in the person with cancer.
These may be due to the side effects of treatment or cancer itself, or be caused by other
drugs. Some caregivers have said they wished they had known about these changes sooner
and had known what to expect.
Changes may occur in:

e Looks

e Personality or mood

e Memory

e Sleep

e Appetite or nutrition needs

The person you are caring for may or may not go through any of these changes, but you
should ask the doctor if you need to be aware of them. At the same time, ask what you can
do about them if they happen. It will help you to know that these changes are normal, and
give you ways to be prepared.

Some caregivers who have lost their loved ones say they wished they had known the signs
that death was near. They say this would have helped them be less afraid or worried.

Activity  (3): Coordinating Care and Keep Communication to Prevent

Misunderstanding and Promote Positive Interaction (30 minutes)

Among patients with advanced disease, an often unrecognised and complex demand
relates to the coordination and structuring of care. Family caregivers must interact and
negotiate with the formal care system to schedule appointments, report changes in

condition, change medications, or ask for assistance.
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Health professionals need to recognise that primary family caregivers often are gatekeepers
themselves, and may be reluctant to seek assistance even when they feel inadequately
prepared to provide care and report both informational and skill deficits.

Some caregivers cannot carry out the full range of care activities successfully, some have
difficulty with making decisions and problem-solving, whilst others become stressed dealing
with multiple healthcare providers and coordinating the tasks of both professionals and other
family caregivers. All of this indicates the importance of coordination and communication
between primary caregivers and other health professionals related to their patient’s quality
of life and health condition. Conversely, understanding of caregivers to communicate with

patients will enhance the process of health information exchange.

Aims:
e Recognising main communication techniqgue and emphasising the main role of
communication in caregiving
o Participants will have the ability to get health information for their patients and keep
the connection with others to collect relative information need

As a caregiver and advocate for a loved one, you play a central role in this partnership. You
are likely to be the person who collects information, speaks to healthcare professions,
transports the patient, ensures lab tests are done, picks up, prepares and gives
medications, researches treatment options and risks, handles insurance, and fulfils many
other related tasks. In this fact sheet, we offer some tips to remove barriers and encourage

meaningful communication between you and any other healthcare practitioners.

Talking with Family and Friends.

Talking about serious issues is never easy. It is hard to face an uncertain future and the
potential death of your loved one. Often people are uncomfortable talking about it, or just do
not know what to say, but you will need to talk to your loved one or others about several
issues. These might include the seriousness of cancer, preparing for the future, fears of

death, or wishes at the end of life.
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Some families talk openly about things, others do not. There is no right or wrong way to
communicate, but studies show that families who talk things out feel better about the care
they get and the decisions they make.

Talking with Your Loved One Who Has Advanced Cancer.

Likely, you and your loved one are both having the same thoughts and fears about the end
of life. It is natural to want to protect each other. Talking about death does not cause

someone to die, and keeping things to yourself does not make them live longer.

You and your loved one can still have hope for longer life or an unexpected recovery. It is a
good idea to talk about what is happening, and the fact the future is uncertain; keeping the
truth from each other is not healthy. Avoiding important issues only makes them harder to

deal with later.

You may find that you both are thinking the same things, or you may find you are thinking
very different things. This makes it important to get them out in the open. Talking over your
concerns can be very healing for all involved.

Often the best way to communicate with someone is to just listen

This is one of the main ways of showing you are there for them; may be one of the most
valuable things you can do. It is important to be supportive of whatever your loved one
wants to say; it is their life and their cancer. He/she needs to process their thoughts and
fears in their own time and way. You can always ask whether he/she is willing to think about

the issue and talk another time. He/she may prefer to talk to someone else about the topic.

Bringing Up Hard Topics

Bringing up challenging subjects is draining. You may think, for example, that your loved
one needs to try a different treatment or see a different doctor. They may be worrying about

losing independence, being seen as weak, or being a burden to you.
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What is important to remember is that your loved one has the right to choose how to live the
rest of their life. Although you may have strong opinions about what he/she should do, the
decision is theirs to make.

Here are some tips on how to bring up hard topics:
e Practice what you will say in advance
e Find a quiet time. Ask if it is an okay time to talk
e Be clear on what your aims are. What do you want as a result?
e Speak from your heart
o Allow time for your loved one to talk. Listen and try not to interrupt
o Do not feel the need to settle things after one talk

¢ You do not always have to say, “It'll be okay.”

Some people will not start a conversation themselves but may respond if you start first. Ask

other caregivers how they have handled hard topics.

If you continue to have trouble talking about painful issues, ask for professional advice. A
mental health expert may be able to help you explore issues that you do not feel you can
yourselves, but if your loved one does not want to go, you can always make an appointment
to go alone. You may hear some ideas for how to bring up these topics. You can also talk

about other concerns and feelings you are dealing with.

Keeping the Lines of Communication Open

Understand Your Patient's Actions and Feelings

Cancer caregivers of any age react to their loved one’s cancer in many different ways. They

may:

e Seem confused, scared, angry, lonely, or overwhelmed
e Feel scared or unsure how to act when they see the treatment’s effects on the
patient

e Act clingy or miss all the attention they used to get
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o Feel responsible or guilty

e Get angry if they’re asked to do more chores around the house

e Getinto trouble at work and neglect their duties

e Have trouble eating, sleeping, keeping up with duty issues, or relating to friends
e Be angry that someone else is taking care of them now

No matter how your patient is reacting, it is usually easier to deal with their feelings before
problems appear. If they do not open up to you, they may prefer talking to someone outside
the family; if you notice changes or problems, you may want to ask for help from health
professionals who know your family already. Any of these may be able to suggest a mental

health professional for your patient if needed.

Other Behaviours.

It is normal for some cancer patients to show signs of regression. They may begin acting
younger than their years, resuming behaviours they had stopped, or they may lose skills
they had mastered recently. This is usually a sign of stress.

This is a way for them to express their feelings and, in their way, ask for support. Recognise
they are needier right now. Be patient as you work with them to get them back to their
normal behaviour. Do not hesitate to seek help from a social worker or other professional if

you need more advice, or support.

Try to Ask Open-Ended Questions

For some families, talking about serious issues is very difficult. As challenging as it may
be, not talking about it can be worse. Try to ask open-ended questions, instead of “yes” or
“no” questions.

Here are some ideas you might want to share with cancer patients of any age:

 No matter what happens, you will always be taken care of
e Nothing you did caused the cancer, and there is nothing you can do to take it away

either
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e People may act differently around you because they are worried about you or
worried about all of us

e You can ask me anything anytime

e Are you okay talking with me about this? Or would you rather talk to Mrs. Xxx

e It is okay to be upset, angry, scared, or sad about all this. You may feel lots of
feelings throughout this time. You will probably feel happy sometimes, too. It is okay

to feel all those things

Encourage Your Cancer Patient to Share Their Feelings and Questions

Let them know they are not alone, and that it is normal to have mixed emotions. Help them
find ways to talk about their feelings. Young cancer patients may be able to show you how
they are feeling by playing with dolls or drawing pictures. Other forms of art can help older
patients express themselves.

Keep encouraging them to ask questions throughout caregiving. Keep in mind that young
patients may ask the same question repeatedly. This is normal, and you should calmly

answer the question each time.

Find Moments to Connect

Come up with new ways to connect. Make a point of tucking them in at bedtime, eating
together, and reading to them, talking on the phone, or by email. Talk to them while you fold

clothes or do the dishes.

Have a set time when your children do homework while you do something else in the same
room. Take a walk together. Going to the grocery store can even be “together time.” Just 5

minutes alone with each child without interruptions can make a world of difference.

Communicating with Your Partner with Cancer

Some couples feel more comfortable talking about serious issues than do others. Only you

and your partner know how you feel about it.
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Some things that cause stress for you and your partner cannot be solved immediately, but
sometimes talking about them can be helpful. You may want to say something like this
upfront, “I know we can’t solve this today. But I'd like to just talk some about how it's going

and how we’re feeling.”

Topics to explore may include how each person:

e Copes with change and the unknown

o Feels about being a caregiver or being cared for

o Handles changing roles in the relationship or home

e Would like to be connected

e Sees what issues may be straining the relationship

o Feels, or would like to feel, cared for and appreciated

e Feels thankful for the other person

As your loved one becomes more ill, you may want to share issues that are more practical,
such as what decisions you should share and which you should make alone. Along with this,
you may want to talk about the different tasks you can each handle right now.

Find Ways to Say Thanks

Maybe your partner used to do a lot to keep your family going, and now, because he/she is
sick, you are trying to get used to less help. It may be hard to notice the small things your
partner is still doing to help as often too much is going on. When you can, try to look for

these things and thank your partner for doing them.

Often it does not take much to put a bright spot in your loved one’s day. Bringing your
partner a cool drink, giving him a card, or calling to check in can show that you care.

Showing a little gratitude can make both of you feel better.

Spend Time Together
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Many couples find that it helps to plan special time together. Some days may be better than
others are, depending on how your partner feels; you may need to be okay with last-minute
changes. You do not have to be fancy as it is about spending time together. It can mean
watching a video, going out to eat, or looking through old photos. It can be whatever you
both like to do. You also can plan occasions to include other people, if you miss that.

Communication Troupe

Studies show that open and caring communication works best. Yet often caregivers run
into:
o Tension from different ways of communicating
e Lack of sensitivity or understanding about appropriate ways to talk and share
feelings
e People who do not know what to say, will not communicate at all, or will not be

honest

Talk about it. Choose a time when you both can talk. Focus on how you can renew your

connection.

Try not to judge. If your partner is not performing, try not to read meaning into it. Let your
partner tell you what he or she needs.

Make space. Protect your time together. Turn off the phone and TV. If needed, find

someone to take care of the kids for a few hours.

Communicating with Other Family Members and Friends

Any problems your family may have had before the cancer diagnosis are likely to be more
intense now. This is true whether you are caring for a young child, an adult child, a parent,
or a spouse. Your caregiver role can often trigger feelings and role changes that affect your
family in ways you never expected. Relatives you do not know very well or who live far away

may be present more often, which may complicate things.

It is very common for families to argue over several things at this time.

These might include:
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e Treatment options for their loved one, or whether to continue treatment at all
e When to use hospice care

e What treatment the patient desires

e Feelings that some family members help more than others

While everyone may be trying to do what is best for your loved one, some family members
may disagree as to what this means. Everyone brings their own set of beliefs and values to
the table, which makes these decisions hard. It is often during these times that families ask

their healthcare team to hold a family meeting.

Family Meetings

Family meetings are necessary throughout cancer care. They become even more important
as cancer progresses. In a family meeting, the healthcare team and family meet to discuss
care. You can ask a social worker or counsellor to be there if needed. Talk with your loved
one to see if he wants a family meeting. Ask if he would like to be involved.

Meetings can be used to:

e Have the healthcare team explain the overall goals for care
e Let the family state their wishes for care
e Give everyone an open forum in which to express their feelings

o Clarify caregiving tasks

If you need to, bring a list of issues to discuss. At the end of the meeting, ask the healthcare

team to summarise decisions and plan the next steps.

How to Communicate When Support Is Not Useful

Sometimes people are eager to help you because they want to feel useful, but at times, you
may not need the support, or you may simply want to spend time alone with your sick loved

one.
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If people offer help you do not need or want, thank them for their concern. Let them know
that right now, you have things under control, but you will contact them if you need anything.
You can tell them that it always helps to send cards, letters, and emails, or they can pray or
send good thoughts.

Sometimes people offer unwanted advice on parenting, medical care, or any number of

issues. It can be unpleasant to hear such comments.

For example, some caregivers have shared:

“We have a problem with a member of my husband’s family. She doesn’t live here and
keeps questioning all our decisions. It's gotten so bad that we’ve had our doctor explain to
her that she’s not here all day, and, therefore, doesn’t understand the situation. She has

been a real pain.”

“| feel like people want him to do the treatment they are suggesting, rather than what we

feel is best. It's making this harder than it needs to be.”

“‘People often offer unwanted advice because they aren’t sure what else they can do. They
may feel helpless to do anything, yet want to show their concern. While it may come from a

good place, it can still seem judgmental to you.”

“It’'s your decision on how to deal with these opinions. You don’t have to respond at all if
you don’'t want to. If someone has concerns about your kids that seem valid, talk to a
counsellor or teacher about what steps to take. Or if the concerns are about your loved one,
you can talk to the medical team. Otherwise, thank them. And reassure them that you are

taking the necessary steps to get your loved one and family through this tough time.”

Caring for Your Self.

Coping with Your Feelings
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You have probably had a range of feelings as you care for your loved one. These emotions
can be quite strong at times and less so at others. It takes a lot of energy to stay hopeful
and cope with the ongoing waves of emotion. Now that the cancer has advanced, these

feelings maybe even more intense.

Sadness or Worry

You may feel sad or worried as you watch your loved one struggle with cancer. You may be
concerned with how he/she is coping with side effects or coping with fear. You may be

worried about bills, your family, or ending up alone.

It is okay to cry or express your feelings when you are alone or with a trusted friend. You do
not have to be upbeat all the time or pretend to be cheerful. Give yourself time to cope with

the changes you and your loved one may be going through.

Depression is a persistent sadness that lasts more than two weeks. If any of these
symptoms start affecting your ability to function normally, talk with your healthcare provider.
Do not think you need to tough it out without any help as more than likely your symptoms

can be eased.

Grief

Grief is the process of letting go and accepting and learning to live with loss. Part of the
grieving process is feeling extreme sadness, as well as other feelings. You may feel sad

about the losses you have experienced, including the loss of the life you used to have.

Grieving does not mean you have to feel a certain way

Everyone is different. Let yourself grieve in your way and time. For example, some people
may not show as much emotion as others do when they grieve. They show their feelings by
doing things, rather than talking about them. This does not mean they are not feeling “the

right way,” or that they need to change how they react.
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You may begin to feel the loss of your loved one even before he dies. This is anticipatory
grief. It is normal to feel sad about the changes you are going through and the losses you
are going to have. You may have expected your life with your friend or family member to be
different to what you are going through. Feeling sad over what might have been or what is to
come is expected. It is normal for you to have grief over the future loss of your loved one,

and all the changes involved.

Understand that these feelings are normal, and grief can come up at times when you are
not expecting it. Although it can come and go in intensity, grief can last for many months. It

is important to seek help from hospice staff, a mental health expert, or a support group.

Anger.

Many things are going on right now that can make you angry. You may be angry with
yourself, your family, God, or even the person you are caring for. At first, anger can help by
moving you to take action. You may decide to learn more about different treatment options
or get more medical opinions. However, anger does not help if you hold it in too long, or take
it out on others.

It may help to pinpoint why you are angry. This is not always easy. Sometimes anger
comes from feelings that are hard to show, such as fear, panic, or worry, or it may come
from resentment. If these feelings remain, seek help from a counsellor or other mental

health professional.

Denial

You may have trouble accepting that your friend or family member may not recover. You
may think that if he/she keeps getting treatment, something may finally work, or there will be

a discovery. There is nothing wrong with this, but try to listen to your loved one and the

doctor to hear what they are saying.
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Your way of coping may make the patient feel you do not understand what is happening.
Again, it is okay to deal with things at your own pace, but be aware of the effect this may
have on others.

Caring for Your Mind and Spirit
Find Comfort

Your mind needs a break from the demands of caregiving. Think about what gives you
comfort or helps you relax. Caregivers say that even a few minutes a day without

interruptions helps them to cope and focus.

Take 15—-30 minutes each day to do something for yourself, no matter how small it is. For
example, caregivers often find that they feel less tired and stressed after light exercise - try

to make time for taking a walk, going for a run, riding a bike, or doing gentle stretches.

You may find it is hard to relax even when you have time for it. Some caregivers find it
helpful to do exercises designed to help you relax, such as stretching or yoga. Other
relaxing activities include taking deep breaths or just sitting still.

Look for Positives

Finding positive moments when you are busy caregiving can be hard. Caregivers say that
looking for the good things in life helps them to feel better. Each day, try to think about
something that you find rewarding about caregiving. You also might take a moment to feel
good about anything else from the day that is positive — a nice sunset, a hug, or something

funny that you heard or read.

Find Acceptance

You are on your path toward accepting the fact that your loved one may die. Although it
may take time, acceptance can bring feelings of peace. You may find that cancer helps you
value life more. You may feel that you live each day more fully, even though the future is

unknown.
305



Feel Tankful.

You may feel thankful that you can be there for your loved one. You may be glad for a
chance to do something positive and give to another person in a way you never knew you
could. Some caregivers feel they have the chance to build or strengthen a relationship. This
does not mean that caregiving is easy or stress-free, but finding meaning in caregiving can

make it easier to manage.

Connect with Other People

Studies show that connecting with other people is very important for most caregivers. It is
especially helpful when you feel overwhelmed. Sometimes you want to say things that you

are just unable to say to your loved one.

Try to find someone you can open up to about your feelings or fears. You may find it helpful
to talk with someone outside the situation. Some caregivers have an informal network of
people to contact. Some also see a counsellor or therapist. If you are concerned about a
caregiving issue, you may want to talk with your loved one’s healthcare team. Knowledge

often helps reduce fears.

Let Yourself Laugh

It is okay to laugh, even if your loved one has advanced cancer. It is healthy. Laughter
releases tension and makes you feel better. You can read funny columns and comics, watch
comedy shows, talk with upbeat friends, or remember funny things that have happened to

you in the past. Keeping your sense of humour is a good coping skill.

Confront Your Anger or Frustration

You may find that you are getting angrier and frustrated as the person you are caring for
becomes sicker. It may help to try to process these feelings as they happen, rather than

hold them in. Ask yourself what is causing the anger. Are you tired? Frustrated with medical
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care. Does your loved one seem demanding? If you can, try to let some time pass before
bringing up your feelings. It may also help you to express your anger through exercise, art,
or even hitting the bed with a pillow.

Let Go of Your Guilt

If you are feeling guilty, here are some things you can do:

Let go of mistakes. You cannot be perfect, no one is. The best we can do is learn from our
mistakes and move on. Continue to do the best you can, and try not to expect too much

from yourself.

Put your energy into the things that matter to you. Focus on the things you feel are worth
your time and energy. Let the other things go for now. For example, do not fold the clothes
when you are tired, go ahead and rest instead.

Forgive yourself and others. Chances are people are doing what they can; that includes you.
Each new moment and a new day gives you a chance to try again.

Join a Support Group

Support groups can meet in person, by phone, or over the Internet. They may help you gain
new insight into what is happening, give you ideas about how to cope, and help you know
that you are not alone.

In a support group, people may talk about their feelings and experiences. They may trade

advice with each other and help others who are dealing with the same kinds of issues.

Some people like to go and just listen, while others prefer not to join support groups at all.

Some people are not comfortable with this kind of sharing.

If you feel you would benefit from outside support such as this but are unable to get to a
group in your area, try a support group on the Internet. Some caregivers say websites with

support groups have helped them.
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Making Time for Yourself

You may feel your needs are not important right now, or maybe by the time you have taken
care of everything else, you have no time left for yourself. You may feel guilty that you can

enjoy things that your loved one is unable to right now.

Most caregivers say they have those same feelings. Caring for your own needs, hopes, and
desires is important to give you the strength to carry on.

Taking time to recharge your own body, mind, and spirit can help you be a better caregiver.
If you are sick or not feeling well, it is even more important that you take care of yourself,

too. You may want to think about:

e Finding nice things you can do for yourself—even for a few minutes
¢ Finding nice things others can do or set up for you
e Finding new ways to connect with friends

e Taking larger chunks of time that are “off-duty”

Giving yourself an outlet to cope with your thoughts and feelings is important, too. Try to
think about what would help give you a lift. Would talking with others help ease your load? Is
quiet time by yourself what you would like best? You might want some of both, depending
on what is going on in your life. It is helpful to take the time to think about your own needs.

Finding Meaning

Many caregivers find that cancer experience causes them to look for meaning in their lives.
Taking time to think about your life and your relationship with your loved one may help you
feel a sense of closure, accomplishment, and meaning. You may want to share your
thoughts with your loved one or others, or you may just want to write them down or tape-

record them for yourself.

Here are some questions to ask yourself or your loved one:

e What are the happiest and saddest times we have shared?
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e What are the defining or most important moments of our life together?
e What have we taught each other?
e How has being a caregiver affected my life?

When you are ready, you may want to step back and take a further look at life together.
When someone you love has cancer, you may begin to rethink the things that are important
to you. Some caregivers and loved ones do things together that they had always planned to
do. Others do not make many changes; instead they enjoy the life they have together much
more. Life can become more about the person, not the disease.

Some things you and your loved one can do to celebrate your life together are:

e Make a video of special memories

¢ Review or arrange family photo albums

e Chart or write down your family’s history or family tree

o Keep a daily journal of feelings and experiences

e Make a scrapbook

e Help write notes or letters to other friends and family members

e Read or write poetry

o Create artwork, knit, or make jewellery

e Choose meaningful objects or mementos together to give to others

e Write down or record funny or meaningful stories from the past

You, the patient, and other family members can do whatever brings joy and meaning to
your lives. Your loved one may even decide to make an “ethical will.” It is not a legal paper,
it is something a person writes to share with people he or she cares about. Many ethical
wills contain the person’s thoughts on their values, memories, and hopes. They may also

contain the lessons learned in life or other meaningful things.

Faith and Spirituality

Some find meaning in religion; others look to another kind of higher power.
Some caregivers wonder why they have to go through this experience, whilst others feel

blessed by it; some caregivers feel both these things.
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Being spiritual is very personal and means something different for everyone. As you look at
life in new ways, you may find a spiritual path helpful.
Some ways to add spirituality to your daily life include:

o Reading religious or spiritual books, listening to spiritual music or watching related
videos or TV programmes

o Keeping uplifting quotes handy

e Praying or meditating

e Talking with a member of your faith community or someone else with a spiritual
nature

e Visiting a place of worship

e Finding a special place where you find beauty or a sense of calm

e Asking the hospital social worker or recreation therapist to suggest relaxing music

Caring for Your Body.

You may find yourself so busy and concerned about your loved one that you do not pay
attention to your health. You must take care of yourself.

Taking care of yourself will give you the strength to help others. The added stress and daily
demands often add to any health problems caregivers already have.
They also may have one or more of the problems below:

o Fatigue (tiredness)

e Sleeping problems

o Weaker immune system (poor ability to fight off illness)
e Slower healing of wounds

e Higher blood pressure

e Changes in appetite and/or weight

e Headaches

e Anxiety, depression, or other mood changes
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Taking Care of Yourself.

These ideas for taking care of yourself may sound easy, but they are a challenge for most
caregivers. You will need to pay attention to how you are feeling, in both body and mind.

Even though you are putting your loved one’s needs first, it is important to:

Keep up with your check-ups, screenings, and other medical needs

Try to remember to take your medicines as prescribed

Ask your doctor to give you extra refills to save trips

Find out if your grocery store or pharmacy delivers

Try to eat healthy meals.

Eating well will help you keep up your strength. If your loved one is in hospital, or has long
doctor’s appointments, bring easy-to-prepare food from home. For example, sandwiches,

salads, or packaged foods and canned meats fit easily into a lunch container.

Get enough rest.

Listening to soft music or doing breathing exercises may help you fall asleep. Short naps
can energise you if you are not getting enough sleep. Talk with your doctor if a lack of sleep
becomes an ongoing problem.

Exercise

Walking, swimming, running, or bike riding are a few ways to get your body moving. Any
kind of exercise (including working in the garden, cleaning, mowing, or going upstairs) can
help you keep your body healthy. Finding at least 15-30 minutes a day to exercise may

make you feel better and help manage your stress.

Make time for yourself to relax.
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You may choose to stretch, read, watch television, or talk on the phone. Whatever helps you
unwind, you should take the time to do it.

Reflection.

As a caregiver, you try to strike a balance each day. You have to care for your loved one
while keeping up with the demands of family and work. Your focus tends to be on the
patient’s needs, but it is up to you to try to stay in tune with yourself. Remember the things
you need to maintain a healthy mind, body, and spirit. If you can, try to find a quiet time for
reflection each day; meditating, praying, or just resting may help you keep a sense of peace

at this time.

Other have described caring for someone with advanced cancer as the toughest thing they
have ever been through, yet they would not have given it up for the world.

Whether good or bad, life-changing situations often give people the chance to grow, learn,
and appreciate what is important to them. Many people who care for someone with cancer
describe the experience as a personal journey. They say it has changed them forever, much
like the way people with cancer describe their experience. It is not a journey most caregivers
would have chosen, but they can use their skills, strength, and talents to support their loved

one while finding out more about themselves along the way.
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MODULE FOUR: FAMILY CAREGIVER NEEDS FOR INFORMATION, SUPPORT,
ASSISTANCE AND ADJUSTING TO BEING CAREGIVER

Provide information about the dimensions of care offered to gain a deeper understanding of
caregiving and figuring out the basic concept and meaning of caregiving which help
participants to adjust to being caregiver, such as information and assistance regarding the
disease, physical care, comfort measures, what symptoms to expect, their causes, and how
to manage them, treatment regimens, expectations for future care, patients’ emotional
responses, household management procedures, finances and community resources.
Provide assistance about how to structure such care activities as transportation, monitoring,
and reporting symptoms, providing personal care (bathing, walking, and dressing),
nutritional considerations, coordination of care (scheduling appointments and calling a

physician), monitoring disease status, and financial activities.

Aim: Continued guidance and support from healthcare professionals will assist caregivers in
coping with these aspects of care, which, in turn, will help to alleviate some of the stress,
burden, and depression that caregivers experience and reassuring patients with decreased
energy, as well as about managing other symptoms.

Needs: Patients with advanced disease require direct and indirect care, which involves
coordination with health professionals and healthcare systems that may not be receptive to
the needs of families. The number of required tasks, of which many are unpredictable,
influences the complexity of caregiving. These tasks may require insights and abilities that
caregivers do not possess, adding to caregivers’ anxiety and frustration. The information

thus becomes a key resource for family caregivers.

Session (1): Family Caregiver Needs for Information, Support, Assistance and
Adjusting to Being Caregiver-------------- - (10.00-11.30)

Participants will receive information and assistance regarding the disease; physical care;
comfort measures; what symptoms to expect, their causes, and how to manage them;
treatment regimens; expectations for future care; patients’ emotional responses; household

management procedures; finances; community resources. Assistance about how to
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structure such care activities as transportation, monitoring, and reporting symptoms,
providing personal care (bathing, walking, and dressing), nutritional considerations,
coordination of care (scheduling appointments and calling a physician), monitoring disease
status and financial activities (Table 1).

Table 1 Demands of Caregiving

Demands of Caregiving

Direct Care: (1) Administration of Medications; (2) Wound Care and Dressings; (3)

Bathing; (4) Dressing; (5) Assistance with Mobility; (6) Emotional Support

Indirect Care: (1) Obtaining Medications; (2) Scheduling Appointments and Coordinating

Care; (3) Assistance with Medical Bills and General Finances; (4) Observing for Side Effects

Symptom and Comfort Management: (1) Nonpharmacological Approaches; (2)
Administration of Medications; (3) Titrating Doses of Medication; (4) Observing for Side
Effects

Information Needed: (1) Disease; (2) Treatment; (3) Symptom Management; (4) Expected
Trajectory of lliness; (5) Emotional Distress Management; (6) Coordination of Care

Programme content

Definition:

Who Is the Caregiver?

Also referred to as informal caregivers, family caregivers provide a complex array of support
tasks that extend across physical, psychological, spiritual, and emotional domains.
Caregivers of cancer patients generally undertake multifaceted responsibilities for

tasks, such as:

e Administrative tasks (case management, management of insurance claims, bill

payment)
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Instrumental tasks (accompanying the cancer patient to medical appointments,
running personal errands, managing cooking, cleaning, and other housekeeping
tasks)

Navigation tasks (seeking information that may be difficult to find, finding a doctor)
Social support activities (providing companionship, socialising)

Decision maker; advocate; communicator; hands-on care provider

The caregiver burden commonly describes multiple dimensions of distress that result from

an imbalance between care demands and the availability of resources to meet those

demands.

Physical Impact
Social Impact
Financial Impact
Psychological Impact

Spiritual Impact

Home Care Services for the Cancer Patient

Home care services provided for the cancer patient generally include caregiver support as

part of the plan of care.

Hospice Care for the Cancer Patient

Family caregivers of home-based palliative care patients need coaching in practical care

skills and more access to professional advice to increase their self-confidence and ability to

perform the practical aspects of home-based care. Caregivers assisting patients in the final

stages of life experience as much distress as patients do, if not more.

Adjusting to Being Caregiver

Changing Roles
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Whether you are younger or older, you may find yourself in a new role as a caregiver. You
may have been an active part of someone’s life before cancer, but perhaps now the way you
support that person is different. It may be in a way in which you have not had much

experience, or in a way that feels more intense than before.

Even though caregiving may feel new to you now, many caregivers say they learn more as

they go through their loved one’s cancer experience.

Common situations they describe:

e Your spouse or partner may feel comfortable with only you taking care of him

e Your parent may have a hard time accepting help from you (her adult child) since
he/she has always been used to caring for you

e Your adult child with cancer may not want to rely on his/her parents for care

e You may have health problems yourself, making it hard physically and emotionally to

take care of someone else

Whatever your roles are now, accepting the changes may be tough. It is very common to
feel confused and stressed at this time. If you can, try to share your feelings with other loved
ones or join a support group, or seek help from a counsellor or psychologist. Many
caregivers say that talking with a counsellor helped them; they felt they were able to say
things they were unable to say to their loved ones.

Coping with Your Feelings

You have probably felt a range of feelings as you care for your loved one. They can be quite
strong and may come and go as you go through treatment with the patient. Many caregivers
describe it as being “like a rollercoaster.” You may feel sad, afraid, angry and worried. There
is no right or wrong way to feel or react. These feelings are all normal.

You may relate to all of the feelings described, or just a few. You may feel them at different
times, with some days being better than others are. It may help to know that other

caregivers have felt the same way you do.
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One of the first steps in coping with feelings is to recognise they exist and that having them
is normal. Try to give yourself time to understand and work through your range of emotions.

Anger

Many caregivers say they often feel angry with themselves, their family members, or the
patient. Sometimes anger comes from feelings that are hard to show, such as fear, panic, or
worry; or it may come from resentment of all that you are going through. If you can, try to

avoid lashing out at others because of these emotions.

Anger can be healthy if you handle it the right way. It can help motivate you to take action,
find out more, or make positive changes in your life. If these feelings persist and you remain
angry with those around you, seek help from a counsellor or other mental health

professional.

Guilt

Feeling guilty is a common reaction for caregivers. You may worry you are not helping
enough, or that your work or distance from your loved one is getting in the way. You may

even feel guilty that you are healthy.

You may feel guilty for not acting upbeat or cheerful, but know that it is okay. You have
reasons to feel upset, and hiding these feelings may keep other people from understanding

your needs.

Grief

You may be mourning the loss of what you hold most dear, your loved one’s health or the
life you had with each other before cancer. It is important to permit yourself to grieve these

losses. It takes time to work through and accept all the changes that are occurring.

Anxiety and depression.
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Anxiety means you have extra worry, you are unable to relax, you feel tense, or you have
panic attacks. Many people worry about how to pay bills, how cancer will affect the family,
and of course, how their loved one is doing.

Depression is a persistent sadness that lasts more than two weeks. If any of these
symptoms start affecting your ability to function normally, talk with your healthcare provider.
Do not think that you need to tough it out without help; there are ways of easing your

symptoms during this hard time.

Loneliness

You can feel alone in your role as a caregiver, even if you have people around you. It is
easy to feel like no one understands what you are going through. You may feel lonely
because you have less time to see people and do things that you used to. Whatever your

situation, you are not alone.

Other caregivers share their feelings.

Hope or hopelessness

You may feel hope or hopelessness to different degrees throughout your loved one’s cancer
treatment and this may change over time. You may hope for a cure most of all, but you may

also hope for other things, such as comfort, peace, acceptance, and joy.

If you are not able to get rid of a feeling of hopelessness, talk to a trusted family member,
friend, health provider, or spiritual or a faith leader. As a caregiver, feelings of hope can get

you through the next 5 minutes or the next 5 days.

Other Ways to Cope

Let go of mistakes. You cannot be perfect, no one is. The best we can do is to learn from
our mistakes and move on. Continue to do the best you can. Try not to expect too much

from yourself.
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Cry or express your feelings. You do not have to be upbeat all the time or pretend to be
cheerful. Give yourself time to cope with all the changes you are going through. It is okay to
cry and show that you are sad or upset.

Put your energy into the things that matter to you. Focus on the things you feel are
worth your time and energy. Let the other things go for now. For example, do not fold the

clothes when you are tired. Go ahead and take time to rest.

Understand where anger comes from. Your loved one may get angry with you. It is very
common for people to direct their feelings to those who are closest. Their stress, fears, and

worries may come out as anger.

Try not to take it personally. Sometimes patients do not realise the effect their anger has on
others. So, it may help to share your feelings with them when they’re calm. Try to remember

that the anger is not really about you.

Forgive yourself. This is one of the most important things you can do. Chances are that
you are doing what you can at this moment. Each new moment and day gives you a new

chance to try again.

Knowing Your Strengths and Limits.
One way that caregivers cope is to focus their energy on things they can control. This can

mean:

¢ Helping schedule doctor visits

¢ Helping with daily needs such as meals and errands
o Taking on your loved one’s tasks

e Learning more about cancer and treatment options

e Doing whatever else you can do

Many caregivers say that looking back, they took on too much themselves, or they wish they

had asked for help sooner. Take an honest look at what you can and cannot do. What things
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do you need or want to do yourself? What tasks can you give to or share with others? Be
willing to let go of things that are not essential for you to do.

Setting Your Priorities

Make a list of your weekly tasks and activities. Figure out how much time you spend on
each one and how important it is. Scratch things off your to do list if they are not important.
That will give you more time for the things you want and need to do. This may mean
disappointing someone else, but you need to take care of what is important to you,

regardless of what others may think.

Most people will understand if you tell them what is going on. “You have to learn that if
people offer, let them do something. Ask for what you need, because they don’t know. You

have to be willing to let go of your pride and let them help you.”

Why Getting Help Is Important

Accepting help from others is not always easy. When tough things happen, many people
tend to pull away. They think, “We can handle this on our own.” However, things can get

harder as the patient goes through treatment.

e You may need to change your schedule and take on new tasks. As a result, many
caregivers have said, “There’s just too much on my plate.”
Remember that getting help for yourself can also help your loved one because
e You may stay healthier
e Your loved one may feel less guilty about all the things you are doing

e Some of your helpers may offer time and skills that you do not have

How Can Others Help You?
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Would you find it helpful if someone made dinner for you or ran some of your errands? If so,
you may benefit from having people help with the tasks for which you do not have time.
People want to help, but many do not know what you need or how to offer it.

It is okay for you to take the first step.

Ask for what you need and for the things that would be most helpful to you. For example,

you may want someone to:

e Help with household chores, like cooking, cleaning, shopping, yard work, and
childcare or eldercare

e Talk with you and listen to your feelings

o Drive your loved one to appointments

e Pick up a child from school or activities

e Set up a website where people can find out what support you need or receive
updates on your loved one

e Look up information that you need

e Be the contact person and help keep others updated on your loved one’s situation

Who Can Help?

Think about people who can help you with tasks. Think of all the people and groups you
know, including family, friends, neighbours, and co-workers. Members of your faith
community, civic groups, and associations may also be able to help. The hospital or cancer
centre may also be able to tell you about the services they offer or have a list of agencies to

call.

Finding Respite Help

Respite helpers spend time with your loved one. They can be paid or volunteer their time.
Many caregivers say they wish they had gotten respite help sooner. It can leave you free to
rest, see friends, run errands, or do whatever you would like to do. Respite caregivers can

also help with physical demands, such as lifting the patient into a bed or a chair.

If this service appeals to you, you may want to:
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Talk with your loved one about having someone come into your home to help from
time to time

Get referrals from friends, healthcare professionals, or your local agency

Ask respite helpers what types of tasks they do. You can get respite help from family
and friends, but also government agencies or non-profit groups. Whatever you do,
remember that it is not a failure on your part as a caregiver if you need some help

and time to yourself.

Be Prepared for Some People to Say No

Sometimes people may not be able to help. This may hurt your feelings or make you angry.

It may hard coming from people whom you expected to help. You might wonder why

someone would not offer to help you.

Some common reasons are:

Some people may be coping with their problems, or a may not have the time

They are afraid of cancer or may have already had a bad experience with cancer
They do not want to get involved and feel pain all over again

Some people believe it is best to keep a distance when people are struggling
Sometimes people do not realise how hard things are for you; or they do not
understand that you need help unless you ask them for it directly

Some people feel awkward because they do not know how to show they care. If someone is

not giving you the help you need, you may want to talk to them and explain your needs; or

you can just let it go. If the relationship is important, you may want to tell the person how you

feel, as this can help prevent resentment or stress from building up. These feelings could

hurt your relationship in the end.

Tips on How to Ask for Help

“His cancer is a private thing. | would have to tell people about it to get any support”
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You and your loved one can decide who to tell, what to tell them, and when and how. Some
options are to:

Tell only a few people close to you for now

e Limit specifics about what you share. You can say, “He’s sick,” or “She isn’'t feeling
well today.”

e Ask another family member, friend, or member of your faith or spiritual community to
share the news

e Get help from services or agencies in your area instead of from people you know

e “Everyone has a lot going on. | don’t want to bother them or put them out”

If you are worried about being a burden to others, here are some things to think about:

e Many people probably want to help
e If you let more people help, it can ease your workload
e Would you want to help someone else who was in a similar situation? Would you

mind if they asked you to lend a hand?

‘I can’t explain it, but | just don’t feel up to reaching out right now.

e Many people do not want support when they need it most. You may often back away
from your regular social life and people in general. You may feel that it is just too
much work to ask for help

e Talk with someone you trust, such as a friend, member of your faith community, or
counsellor. This person can help you sort out your thoughts and feelings. They can

also help you find ways to get support

“I have to take care of my family not someone else’s.”

e Having a support system is a way of taking care of your family. Giving some tasks to

others lets you focus on those that you feel you should do yoursel
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MODULE FIVE: CAREGIVERS’ REACTIONS TO DEMANDS OF CARE
Session (1): Describe how the caregivers react with their responsibilities and tasks
(10.00-10.30)

Caregivers’ reactions to the demands of care stem from the ambiguity and uncertainty

associated with organising and addressing multiple tasks and responsibilities in the face of

increasing patient disability.

Aim: To decrease the negative influence (Caregiver Burden) of caring on caregiver’s QoL.
Patients’ dependencies in tasks of daily living, symptom severity, and immobility had a direct
effect on the burden and depression experienced by family members providing care.
Caregivers with a low socioeconomic status report more problems because of limited
resources and a reduced capacity to provide adequate care.

Caregivers report fatigue and inadequate time for sleep and self-care. Compared with non-
caregivers, family members involved in high levels of care have significantly increased odds
of not getting enough rest, not having time to exercise, not having leisure activities, and
forgetting to take prescription drugs.

Caregiver distress to the level of physical care demands, this may be due to increasing

demands as caregivers assume more responsibility for family and social functioning.

Needs: Serious assessment of the family caregiver’s support needs should be documented,
and the capacity to care for the patient evaluated.

Appropriate support from healthcare providers and others may help families to prioritise and
manage patients’ problems, while at the same time lowering the burdens associated with the
uncertainty of caring. If families can acknowledge the value of their care, their sense of

burden is likely to be lower.

Session (2): Describe the importance of self-care and how caregiver’s practice self-
care (10.30-11.10)

Aim: Participants will be familiar with self-care and practice self-care
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How do I look after myself?

Looking after yourself is important, so you should take the time to do something for yourself
every day. Do not feel guilty caring for yourself — you are important and deserve to be
looked after. Your relative will also benefit if you are feeling a bit better about yourself. Even
if it feels selfish to you, many patients feel less of a burden if they can see that the person
caring for them is getting some enjoyment and rest. It may not be possible to take away all

the stress, but here are some things that might help:

Get some exercise

Do something physical. Go for a walk and/or do some bending and stretching. There are
exercise videos, DVDs, and podcasts available for you to use at home if you find it difficult to
leave the house. Exercise will help you maintain your energy. Try to choose an exercise you

enjoy.

Get enough sleep

It is common for carers to have trouble sleeping. Limit coffee and alcohol in the evening.
Consider herbal teas, a warm bath, and/or some relaxing music to help you get off to sleep.
If you are unable to fall asleep, get up for a little while, try to do something relaxing and then
attempt to fall asleep again. If your night-time sleep is disturbed, try to get a brief rest during
the day.

Most of us can manage with less sleep from time to time, but if you are finding it hard to

sleep regularly, discuss this with your nurse or doctor.

Maintain a healthy diet
This can be hard at times, particularly if your relative has lost their appetite. You need your
strength, so eat a balanced diet. Do not forget to ‘treat’ yourself, from time to time, with the

food you enjoy.

Do something just for yourself every day
Make a list of 10 things you enjoy that would give you a short break and replenish your
energy. Do at least one of these things each day. You may feel as though you are managing

quite well; however, looking after yourself also helps prevent stress.

325



Try to remain in contact with your friends as much as possible.
Depending on your religious or spiritual beliefs and practices, you may find help in prayer,
meditation, or discussion with a trusted pastoral counsellor. It may also be important for you
to continue your involvement with your religious community or other community involvement.
How do | maintain hope when the situation seems hopeless?
Maintaining hope while expecting the worst is a ‘tough call’ and your feelings of hopefulness
and hopelessness may change many times. Some people have found help in hoping for
small things, even in the face of death and loss.

o “l know | can’t hope for him to be cured, but | can hope that he will have a good day

today.”
e “l hope | can keep my sense of humour even when things get pretty bad.”

e “l hope he knows I'm here even though he’s not able to talk.”

Accepting help

Some former caregivers did not seek help for themselves because they felt their relative’s
needs were more important, or that the palliative care team was too busy to offer additional
assistance.

Remember your well-being is a vital part of being able to support your relative. It is the
palliative care team’s responsibility to help you, so do not be afraid to let them know if you
need more support.

If you have relatives or friends who are willing to help, use them. Their assistance may take
some of the strain off you. Keep handy a list of things that other people could do for you,
such as preparing a meal, being with your relative while you go to an appointment or do
some shopping, making phone calls or taking messages. That way, if you are talking to
someone and they offer to help, you can make suggestions from your list.

Asking for help does not mean you have failed or that you are not coping; it means that you

are being smart, sensible, and acting on your feelings.

Family meetings
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The palliative care team can arrange family meetings, which usually involves the patient (if
well enough to attend), family carer(s), and relevant healthcare professionals. The purpose
of a family meeting is to involve you in developing a ‘care plan’ for your relative and
clarifying the ‘goals of care.’

The care plan is based on your relative’s specific needs and your needs. The care plan is
regularly reviewed by the team, especially when your needs change, or your relative’s

needs change. Having a plan can help you to ‘keep on track.’

Juggling your needs, your relative’s needs and life’s usual duties

Some days you may feel as though all you have done is provide care and had no time for
other things. Despite your relative’s needs, life goes on around you and you may find it hard
to manage.

You may feel as though you are not in control. These are normal responses. You are
reacting to a great deal of change and having to try to adapt quickly. Here are some
suggestions that may help you gain a greater sense of control of the situation:

Priorities tasks into lists:

‘Must do,” ‘would like to do,” ‘if | get a chance I'll do.” You may like to write down a list of
things you would ‘like to’ achieve today, but do not make the list too long. Remind yourself
that it is okay if you do not get everything done. At the end of the day think about the things
you achieved rather than the things you did not.

Take one day at atime
It is normal to think about the future but try to take the challenges of caring one day at a

time.

Consider writing care-related issues down in a diary
You can keep track of things as they occur and you can use it as a reminder when asking

guestions or giving details to the palliative care team or other caregivers.

Keep all written information about your relative in one place
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For example place medication charts, palliative care team information, useful phone
numbers, and this guidebook all in one place.

Get an answering machine
You do not have to pick up the phone if you are busy or having some time to yourself. Use
this opportunity to have private time with your relative, time for an uninterrupted meal, or just

for a time out.

Get a mobile phone if finances permit
You can go out of the house knowing that if there is an urgent issue with your relative you

are contactable.

Make a list of friends/relatives you know you can ask for help
If no one is willing to help, speak with the palliative care team about a volunteer, or see the

social worker.

Consider asking a friend/relative to stay overnight

This may allow you to get a good night’s sleep and you might appreciate the extra company.

Get someone else to do the household chores (unless you find these chores relaxing)
Access the local council, private services in your local newspaper, or ask a friend or relative

to help.

Ask your relatives/friends to bring over some prepared meals (soups, casseroles,
etc.)

If this is difficult, consider ‘meals on wheels’ or other home delivery food services.

Ask one of your relatives/friends to phone or accept calls from ‘others’ who need or
want to know the latest information related to your relative. This saves you repeating

the story.

If your work outside the home is making it stressful trying to juggle both roles,
discuss the issue with your employer (or other people involved) to see how much

flexibility you can have. You may also need to consider taking special leave.
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Consider sending a regular email to friends and families to keep them updated
This allows you to ensure relevant people are aware of how things are, but saves you

making numerous phone calls.

Control the number of visitors

Relatives/friends may want to visit often; however, it is okay to say that the person you are
caring for is very tired. You could put a note on the front door to say they are resting. If
required, ask visitors to please always phone first.

It may help to set up visiting hours to avoid a constant stream of visitors. Do not feel as

though you always need to be the host, ask others to make you a cup of tea.

If there is more than one person caring

Try to set up a roster system to share the load. Get family and friends together and ask what
they would prefer to do, for example, one person may prefer to offer emotional support
rather than physical care. Another may want to act as the key contact with health
professionals.

Give yourself regular rewards
Take a break, have some nice food, do something special for yourself that makes you feel
good and lifts your spirits.

Feeling overwhelmed? It is time to relax

People respond to caring in different ways. Please understand it is very common to feel any
or many of the following: anxious, down, angry, upset, grumpy, guilty, or confused. Do not
ignore how you are feeling. Some caregivers also feel the strain physically; they might get
very tired or get headaches from time to time.

People deal with tension in different ways, there is no right or wrong way of managing the

difficult emotions that arise.

Here are some things that may help:

e Plan to do something you enjoy within the next few hours
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o Discuss your feelings with someone you feel comfortable with (a relative/friend,
religious/spiritual professional or someone from the palliative care team)

o Look for the positive and find some benefits within your situation

o Plan to give yourself a big reward in the next couple of days, for all your hard work so
far

e Maintain hope — that, even in the context of serious illness, things can get better

e Think of something funny that you have experienced or heard, or tell some jokes

e Listen to a relaxation tape

Remind yourself that: You are doing the best you can; there are options (even if you are
unable to see them clearly at the moment); you are not alone; your feelings are normal;
there is help available and you will feel better. Try this relaxation exercise: ‘10 steps to

feeling calm’. It may take some practice, but it gets easier.

e Find yourself somewhere where you know you can have peace for at least 20
minutes

e Take 10 deep breaths

e Find a comfortable place: lie down on the floor. You may need to put something soft
underneath you

e Loosen your clothes and take your shoes off

e Close your eyes

e Take a deep breath and slowly breathe out

e Tense all your body muscles; count to five and then slowly release (do this three
times)

e Begin tensing then relaxing muscles at the top of your head and work your way to
your toes (take your time)

o Keep your eyes closed and imagine a real or fantasised place that is peaceful
Imagine pleasant sounds or sights. Stay in this place until you feel ready to return

e Count from 1-10 slowly, open your eyes. When you are ready stand up slowly
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

No | Type of question Rating scale J

1 | Did you think the developed programme is applicable? Ggree)  disagree  not sure |

2 Did you thing the content of programme are met the need of (agree D disagree not sure ]
caregivers?

3 Does the purpose of programme can be easy deliver to @ee) disagree not sure
caregivers? °

4 Did you think the duration given for programme to implement (¢ agree ) disagree not sure
is enough? i

5 Did you think the programme in general can be support and | agree,  disagree  not sure
helpful for caregivers? £ i

6 | Did you think the programme includes all content that should | agree’y disagree not sure i
be? e

7 Did you believe the developed programme will have positive agree,  disagree not sure
influence on cancer patients and their caregivers =
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

No | Type of question Rating scale

1 | Did you think the developed programme is applicable? 3 disagree not sure

2 Did you thing the content of programme are met the need of gre disagree notsure
caregivers?

3 Does the purpose of programme can be easy deliver to (agree) disagree notsure
caregivers?

4 | Did you think the duration given for programme to implement disagree not sure

P

agre
is enough?
5 | Did you think the programme in general can be support and égree) disagree  not sure
helpful for caregivers? s
6 | Did you think the programme includes all content that should gree disagree notsure
be? o
7 Did you believe the developed programme will have positive agree ) disagree notsure
influence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

s\

No | Type of question gn‘_g scale

1 | Did you think the developed programme is applicable? (agré®y  disagree  not sure

2 | Did you thing the content of programme are met the need of disagree not sure
caregivers? St

3 | Does the purpose of programme can be easy deliver to @ disagree notsure
caregivers? l

4 | Did you think the duration given for programme to implement (" agree ) disagree notsure
is enough? )

5 | Did you think the programme in general can be support and '(agree)\ disagree not sure
helpful for caregivers? g

6 | Did you think the programme includes all content that should (agree) disagree not sure
be? e

7 | Did you believe the developed programme will have positive @ disagree not sure

Linﬂuence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

\p_l_i—*l‘ Type. 6' question Rating scale bk
11 |0 Dul you thunk the developed programme is applicable? agree  disagree not sure ]
12 | 0id you thing the content of propramme are met the need of | agree  disagree  not sure

LL ___{caregwers?

1 3 Does the purpose of programme can be easy deliver to agree disagree not sure

caregivers?
4 | Did you think the duration given for programme to implement | agree  disagree not sure
is enough?
FS Did you think the programme in general can be support and agree disagree  not sure
__| helpful for caregivers?

6 | Did you think the programme includes all content that should | agree  disagree notsure
be?
7 Did you believe the developed programme will have positive agree disagree not sure
influence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

-

4__’_______’_-———-_’.‘
No | Type of question Rating scale
1 | Did you think the developed programme is applicable? agree _ disagree nOLSUr®
2 | Did you thing the content of programme are met the need of | agree disagree not sure
caregivers? —
3 | Does the purpose of programme can be easy deliver to agree  disagree not sure
caregivers? =
4 | Did you think the duration given for programme to implement | agree  disagree not sure
is enough?
5 | Did you think the programme in general can be supportand | agree disagree notsure
helpful for caregivers?
6 | Did you think the programme includes all content thatshould | agree  disagree notsure
be?
7 Did you believe the developed programme will have positive agree disagree notsure
influence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

Rating scale B

Mo | Type of question
1 | Did you think the developed programme is applicable? agree  disagree  not sure

2 | Did you thing the content of programme are met the need of | agree disagree not sure
caregivers?

3 Does the purpose of programme can be easy deliver to agree disagree  not sure
___| caregivers?

4 Did you think the duration given for prog to impl nt | agree disagree not sure
___lisenough?

5 Did you think the programme in general can be support and agree disagree not sure

__1 belpful for caregivers?
6 | Did you think the programme includes all content that should | agree disagree not sure
be?

7 Did you believe the developed programme will have positive agree disagree not sure
influence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)
No | Type of question Rating scale
1 | Did you think the developed programme is applicable? (apr€®y  disagree notsure
2 | Did you thing the content of programme are met the need of disagree not sure
caregivers?
3 Does the purpose of programme can be easy deliver to @ disagree notsure
caregivers? l —
4 | Did you think the duration given for programme to implement @ disagree not sure
is enough? )
5 | Did you think the programme in general can be support and '(agree\)- disagree not sure
helpful for caregivers? —
6 | Did you think the programme includes all content that should (agree) disagree notsure
be? e }
7 l Did you believe the developed programme will have positive Qgrgg ) disagree not sure ]
influence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

No | Type of question Rating scale

1 | Did you think the developed programme is applicable? (agr€®y  disagree not sure

2 | Did you thing the content of programme are met the need of disagree not sure
caregivers? o

3 | Does the purpose of programme can be easy deliver to @ disagree notsure
caregivers? |

4 | Did you think the duration given for programme to implement @ disagree  not sure
is enough? )

5 | Did you think the programme in general can be support and '@. disagree not sure
helpful for caregivers? —

6 | Did you think the programme includes all content that should (agree) disagree not sure
be? i }

7 l Did you believe the developed programme will have positive QgreeE ) disagree not sure ]
influence on cancer patients and their caregivers
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

| No | Type of question Rating scale
| 1 | Did you think the developed programme is applicable? agree disagree  not sure
2 | Did you thing the content of programme are met the need of | agree  disagree not sure
caregivers?
3 | Does the purpose of programme can be easy deliver to agree  disagree not sure
caregivers?
4 | Did you think the duration given for programme to implement | agree disagree not sure
is enough?
5 Did you think the programme in general can be support and agree disagree not sure
helpful for caregivers?
6 | Did you think the programme includes all content that should | agree disagree not sure
be?
7 | Did you believe the developed programme will have positive agree disagree not sure
influence cn cancer patients and their caregivers
ADDENDUM A: SELF-DESIGN SCORING FORM (Arabic)
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ADDENDUM A: SELF-DESIGN SCORING FORM (English)

a

| No | Type of question Rating scale ]
i 1 | Did you think the developed programme is applicable? agree _disagree notsure
| 2 | Did you thing the content of programme are met the need of |agree  disagree notsure
caregivers?
3 | Does the purpose of programme can be easy deliver to agree  disagree notsure
caregivers?
a Did you think the duration given for programme to implement | agree disagree  not sure
is enough?
5 | Did you think the programme in general can be support and agree  disagree notsure
helpful for caregivers?
6 | Did you think the programme includes all content that should | agree disagree not sure
be?
7 | Did you believe the developed programme will have positive agree disagree  not sure
influence on cancer patients and their caregivers
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ADDENDUM D

CAREGIVER INFORMATION LEAFLET
PROJECT TITLE

THE OUTCOMES OF A SUPPORT PROGRAMME FOR CAREGIVERS OF CANCER
PATIENTS.

Dear Madam/Sir,

Good day! My name is Mohammed Hayek and | would like to invite you to participate in a
study that will lead to obtaining a PhD in Nursing. The title of my project is: A support
programme for caregivers of cancer patients in the palestinian context. This
information leaflet will help you to decide whether you would accept this invitation or would
prefer not to take part in the study. Before you agree to take part, you should fully
understand what is involved. You should not agree to take part unless you are completely
satisfied with all aspects of the study.

WHAT IS THE STUDY ALL ABOUT?

The study focuses on identifying the effectiveness of a support program for caregivers of
cancer patients specifically in terms of the caregivers’ quality of life and care burden as well
as the patient’s quality of life and symptom burden and the support program will be continue
until the content of the programme will be completed which is need for three months.

WHAT WILL YOU BE REQUIRED TO DO IN THE STUDY?

If you decide to partake in this study, the following will be required:

e You will have to sign an informed consent form,

e Complete a demographic data and two other questionnaires in the Arabic language all
types of questionnaires may need 10-15 minutes to be completed. Questioners will
includes questions regarding caregivers of a cancer patient's quality of life, that is, some
of the physical, social, emotional, and financial aspects of well-being, and functioning
and other questions to examines burden associated with functional/behavioural
impairments and the home care situation.

e You will attend the support programme as agreed with, and you will complete two (2)
different questionnaires before the programme and you also complete the same
guestionnaires after the programme once again in the Arabic language. You will receive
the support program after the data of the study have been collected and it would not be
required of you complete any additional questionnaires.
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ARE THERE ANY CONDITIONS THAT MAY EXCLUDE YOU FROM THE STUDY?
You may participate:

If you are 18 years and older, have more than three months experience of caring for a
cancer patient and agree to participate in the study.

CAN ANY OF THE STUDY PROCEDURES RESULT IN PERSONAL RISK, DISCOMFORT
OR INCONVENIENCE?

Due to the sensitive nature of the topic, some emotional discomfort may be experienced
during the study. Should you become emotionally distressed, the researcher will refer you to
a counsellor with your permission. This service will be rendered free of cost to you.

WHAT ARE THE POTENTIAL BENEFITS THAT MAY COME FROM THE STUDY?

The result of the study will allow the researcher to see whether a support programme for
caregivers of cancer patients had a positive influence on the quality of life and caregiver
burden and whether it assisted the patients in terms of experiencing less symptoms and
improve their quality of life. This knowledge will assist the researcher to improve the
proagramme if needed before implementing it as part of the standard care of caregivers and
cancer patients.

WILL YOU RECEIVE ANY FINANCIAL COMPENSATION OR INCENTIVE FOR
PARTICIPATING IN THE STUDY?

You will not be financially compensated for participation in the study.
WHAT ARE YOUR RIGHTS AS A PARTICIPANT IN THIS STUDY?

Your participation in this study is entirely voluntary. You are under no obligation to
participate and you have the right to withdraw at any stage. You don’t even have to provide
the reason/s for your decision and be sure that standard care provided for your cancer
patient will not effected in any way if you refuse to participate in this research.

HOW WILL CONFIDENTIALITY AND ANONYMITY BE ENSURED IN THE STUDY?

All information obtained during the course of this study is strictly confidential. The study data
will be coded so that it will not be linked to your name. Your identity will not be revealed
while the study is being conducted or when the study is reported in scientific journals. All the
data sheets and questionnaires that have been collected will be stored in a secure place for
3 years. Any information that is obtained in connection with this study and that can be
identified with you will remain confidential and will be disclosed only with your permission or
as required by law. The information received during the study will only be used for research
purposes.
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IS THE RESEARCHER QUALIFIED TO CARRY OUT THE STUDY?

The researcher is registered with the Palestinian Nursing Council as a nurse and has 5
years’ experience working in the oncology environment. Furthermore, the researcher is in
possession of a Master’s degree in Nursing (Acute Cases) and has published the results of
his dissertation. This study forms part of the researcher’s doctoral degree and is supervised
by an experienced oncology nurse practitioner and researcher.

HAS THE STUDY RECEIVED ETHICAL APPROVAL?

The research proposal has been approved by the University of the Witwatersrand Research
Ethics Committee. All parts of the study will be conducted according to internationally
accepted ethical principles.

WHO CAN YOU CONTACT FOR ADDITIONAL INFORMATION REGARDING THE
STUDY?
The primary investigator, Mr. Mohammed Hayek, can be contacted on his moblie phone

at 009725685994527 or via e-mail: 1805123@students.wits.ac.za. The study supervisor,
Prof JE Maree, can be contacted during office hours at Tel (011) 488 4272/4196 or at
Lize.maree@wtis.ac.za.

Should you need information about the ethics of the study and if you would like to report
complaints / problems, please contact Prof Peter Cleaton-Jones at
peter.cleatonjones@wits.ac.za

DECLARATION: CONFLICT OF INTEREST

This study is funded by the Researcher. No publication prohibitions, conditions or limitations
were placed on the researcher.

A FINAL WORD
Your co-operation and participation in the study will be greatly appreciated. Please sign the

informed consent below if you agree to participate in the study. In such a case, you will
receive a copy of the signed informed consent from the researcher
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ADDENDUM E

CAREGIVERS OF CANCER PATIENTS INFORMED CONSENT

I hereby confirm that | have been adequately informed by the researcher about the nature,
conduct, benefits and risks of the study. | have also received, read and understood the
above written information. | am aware that the results of the study will be anonymously
processed into a research report. | understand that my participation is voluntary and that |
may, at any stage, without prejudice, withdraw my consent and participation in the study. |
had sufficient opportunity to ask questions and of my own free will declare myself prepared
to participate in the study.

Research participant’s name: (Please print)

Research participant’s signature:

Date:

Researcher’'s name: (Please print)

Researcher’s signature:

Date:
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ADDENDUM F
CANCER PATIENTS INFORMATION LEAFLET

PROJECT TITLE

THE OUTCOMES OF A SUPPORT PROGRAMME FOR CAREGIVERS OF CANCER
PATIENTS

Dear Madam/Sir,

Good day! My name is Mohammed Hayek and | would like to invite you to participate in a
study that will lead to obtaining a PhD in Nursing. The title of my project is A support
programme for caregivers of cancer patients in the palestinian context. This
information leaflet will help you to decide whether you would accept this invitation or would
prefer not to take part in the study. Before you agree to take part, you should fully
understand what is involved. You should not agree to take part unless you are completely
satisfied with all aspects of the study.

WHAT IS THE STUDY ALL ABOUT?

The study focuses on identifying the effectiveness of a support program for caregivers of
cancer patients in terms of their quality of life and care burden as well as the patient’s quality
of life and symptom burden. If the programme is found to be effective, it would in future
assist other cancer caregivers to maintain and improve their quality of life and care burden
as well as the quality of life and symptom burden of the person in their care.

WHAT WILL YOU BE REQUIRED TO DO IN THE STUDY?

If you decide to partake in this study, the following will be required:

¢ You would have to sign a separate informed consent form.

¢ You would have to complete three different questionnaires in Arabic before the start
of the support programme that your caregiver would follow.

e You will have to complete the same three questionnaires in Arabic after the final
session of the support programme all types of questionnaires may need 10-15
minutes to be completed.

e Questioners will includes questions that used to assessing the severity of pain and
its impact on functioning, other questions used to assess your symptom burden
while the others used to assess the your quality of life (QOL)

e You will not attend the support program that your caregiver will do, offering the
programme will continue until the contents of programme will be completed which
may take three months.

ARE THERE ANY CONDITIONS THAT MAY EXCLUDE YOU FROM THE STUDY?
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You may participate:

e |If you are 18 years old and older
e Are not bedridden; and
e Agree to participate in the study.

CAN ANY OF THE STUDY PROCEDURES RESULT IN PERSONAL RISK, DISCOMFORT
OR INCONVENIENCE?

Due to the sensitive nature of the topic, some discomfort may be experienced when the
researcher ask you certain questions. Should you become emotionally distressed, the
researcher will refer you to a counsellor with your permission. Counselling will be free of
cost.

WHAT ARE THE POTENTIAL BENEFITS THAT MAY COME FROM THE STUDY?

The result of the study will be used to improve a support programme for caregiver of cancer
patients which will enable caregivers to better support and care for the patients with cancer
not only during treatment phase, but also during the follow-up phase and subsequent years.

WILL YOU RECEIVE ANY FINANCIAL COMPENSATION OR INCENTIVE FOR
PARTICIPATING IN THE STUDY?

You will not be financially compensated for participation in the study. However, through your
participation, you will help the researcher improve cancer care in Palestine.

WHAT ARE YOUR RIGHTS AS A PARTICIPANT IN THIS STUDY?

Your participation in this study is entirely voluntary. You are under no obligation to
participate and you have the right to withdraw at any stage. You don’t even have to provide
the reason/s for your decision and be sure that your standard care will not effected in any
way if you refuse to participate in this research.

HOW WILL CONFIDENTIALITY AND ANONYMITY BE ENSURED IN THE STUDY?

All information obtained during the course of this study is strictly confidential. The study data
will be coded so that it will not be linked to your name. Your identity will not be revealed
while the study is being conducted or when the study is reported in scientific journals. All the
data sheets and questionnaires that have been collected will be stored in a secure place for
3 years. Any information that is obtained in connection with this study and that can be
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identified with you will remain confidential and will be disclosed only with your permission or
as required by law.

IS THE RESEARCHER QUALIFIED TO CARRY OUT THE STUDY?

The researcher is registered with the Palestinian Nursing Council as a registered nurse and
has 5 years’ experience working in the Oncology environment. Furthermore, the researcher
is in possession of a Master’s degree in Nursing (Acute Care). The researcher also
published the results of his study. The current study forms part of the researcher’s doctoral
degree and he is supervised by an experienced oncology nurse practitioner and researcher.

HAS THE STUDY RECEIVED ETHICAL APPROVAL?

The research proposal has been approved by the University of the Witwatersrand Research
ethics committee. All parts of the study will be conducted according to internationally
accepted ethical principles.

WHO CAN YOU CONTACT FOR ADDITIONAL INFORMATION REGARDING THE
STUDY?

The primary investigator, Mr. Mohammed Hayek, can be contacted on his mobile phone

at 009725685994527 or via e-mail: 1805123@students.wits.ac.za. The study supervisor,
Prof JE Maree, can be contacted during office hours at Tel (011) 488 4272/4196 or
Lize.maree@wits.ac.za. If you would like to know more about the ethics of the study and
should you wish to report complaints / problems, please contact Prof Peter Cleaton-Jones at
peter.cleatonjones@wits.ac.za

DECLARATION: CONFLICT OF INTEREST

This study will be funded by the Researcher. No publication prohibitions, conditions or
limitations were placed on the researcher.

A FINAL WORD

Your co-operation and participation in the study will be greatly appreciated. Please sign the
informed consent below if you agree to participate in the study. In such a case, you will
receive a copy of the signed informed consent from the researcher.
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ADDENDUM G
CANCER PATIENTS INFORMED CONSENT

I hereby confirm that | have been adequately informed by the researcher about the nature,
conduct, benefits and risks of the study. | have also received, read and understood the
above written information. | am aware that the results of the study will be anonymously
processed into a research report. | understand that my participation is voluntary and that |
may, at any stage, without prejudice, withdraw my consent and participation in the study. |
had sufficient opportunity to ask questions and of my own free will declare myself prepared
to participate in the study.

Research participant’s name: (Please print)

Research participant’s signature:

Date:

Researcher’'s name: (Please print)

Researcher’s signature:

Date:
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ADDENDUM H

L,
':‘-rut riE ¥

ASAMNE "~.u.?

L ANMNESSURT

R14:48 I~ Moharmed Hayak
HUMAMN RESEARCH ETHICS COMMITTEE (MEDICAL}
CLEARAMCE CERTIFICATE NO. M1E80115

MNAME: Mr BMechammes Hayek
{Principal Investigator)
CEPARTMENT: Mursing Education

An Majzh Maficnal University Hoepital, Palasting, West Bank

PROJECT TITLE: Tha oulcomes of a Support Programme Tor Caregivars
of Cancor Pabienls

DATE CONSIDERED: 26/01/2015

DECISIOM: Approvad
CONDITIONS: Seuth African Human Resoarch Ethice Committees

(HRECSs) have no standing cutside South Africa.
Ethics approval is also reguired from local HREEGs in Palestine

SUPERVISOR.: Frof Lize Maraa

APPROVED BY: u.&y Ty

Professor CB Penny, WHREC Medical)

DATE OF APPROVAL:  26/04/2018 -

This clearance cartificate iz valid for § years from date of approval. Extension may be applied far.

DECLARATION OF INVESTIGATORS

Tw be completad in duplicate and ONE COPY rotured o the Resesqch Office Secrakary an the

Third Flnar, Facully of Fealh Sviencss, Philip Tobias Buildirg. 29 Princesa of Wales Tenaco. Parkiaes,
2193, Univers ity of the Wikwara srand, lwe fully undarstard the cardinons arder which | amhwe sre autorzed
o carry aut the asove Mentioed rsseanc 1 and hwe undetacs o ensura compliarcs with these conditions.
Should any deparure be comtemplaied f-'n“1 the research prolocol 38 approved | e undertake to

res  bmit the EDCI|IC4|:ID"| o the Cemmten | agree o submit a yearly progress report. The dale for

arinual re-cariiteation will be nne yoar aftor l 18 cate of corvened mesting whore tha sbudy was i itiolly
revicwed. [n this casae. the sudy was gy resiessed in January asd will therefare be due in the noenth of
January cnch year. Unrepored changss o the asplication may irvalidate the dearece givan by e

FREC {Medical).

Prnripal Investigstor Sigaaswne Dizta

PLEASE QUOTE THE FROTOCOL NUMBER. IM ALL ENQUIRIES
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UNIVERSITY OF THE &0 HUMAN RESEARCH E'THICS
WITWATERSRAND. COMMITTEE (MEDICAL)
J[OHANNESBURG

J

DECLARATION:

1, the undersigned, hereby declare that 1 have not collected data/ done secondary data analysis oF
other farm of research, pnor to obtaining clearance certificate from the HREC (Medical) for study

o MARR W ST

[ have read and understood the terms and conditions on section 9 of HREC iMedical} applicatien fo
conflrm that it is my responsibility te ensure that 1 have recerved final HREC (Medical) Clearance b
commencing any research,

Webormsmed thanele ——@%w?g

Name, Surname and Signature

—
StudentyStaff no if applicable; \% S \9‘ 3
Date: 2(‘ 27 29’2

’Pﬁ‘gmv 1lize Mav /\/ Maree -

Name, Surname and Signature (/
Supervisor {if applicable)

owe:_5[3 [2018




ADDENDUM I

A 1
An- Najah S
National University

Faculty of Medicine & Health Sciences ialt s pus ) A P
Department of Nursing ey

1.
I\

Date: 21-01-2018

Prof. Salim Haj Yahya

General Director of An-Najah National University Hospital

Nablus- Palestine

Subject: Approval to conduct a study at An-Najah National University Hospital - Cancer Department

| am writing to request permission for Mr. Mohammad Al-Hayek to conduct a study at An-Najah National University

Hospital, Cancer Department. He is currently enrolled in a PhD program at the University of Witwatersrand in South Africa
The study is justified: The outcomes of a support program for caregivers of cancer patients.

Your approval to conduct this study will be greatly appreciated.Thank you for your continued cooperation with us

Sincerely, ,

Ay

idah Alkaissi, PhD

Director of Nursing and Midwifery Department -~..// An-Najah Natiofxal
University
Faculty of Medicine
and Health Scicnces
i 7 Nursing & Midwifery Department
Coordinator of Master Program of Critical Care Nursing wlicsd Yoy Daer

Coordinator of Master Program of Nurse Anesthetist

Faculty of Medicine & Healthy Sciences

Nablus- Palestine

(9"0) (09) 2342910 Jx <3 (970)(09) 23

. 42902:4:7:8:14 S5 707 5'7 = CH
(Nablus-P.O.3ex: 7or 707- T2l (970)(09) 2342902:3:7:8;14- ’\mule {570) (09 -3*“910"_
Email nursing @Znajah edu Web Site:

www.najah.edu

e et e ST YR DR VRORA TSNS TR
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ADDENDUM]

1- How old are you?

2- Gender
Male Female | Other

3- Material status
Married Divorced Single Widowed

4- Level of education completed
No formal Primary High Graduate Post graduate
education school school studies studies

5- Employment status

Full time Part time Retired Not employed

6- Relation to cancer patients

Parent Spouse Sibling Child Friend Other

9- What treatment do they receive?
Chemotherapy Radiotherapy Surgery No anti-cancer therapy
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ADDENDUM K

Cankrrts
Aedvnrea
Polliative Care

Sirained when you are around your

relative?
That your health has suffered

Short Form Zarit Burden Interview (ZBI-12)

10y m =2} 3}

becauss of your invobrement with your

relative?

That you don't hawe as much privacy

as you would like because of your
relative

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

That you hawve lost contmol of your life

since your relative’s illness?

Uncertain about what o do about your
relative’

“ou should be doing more for your

relative?

You could do a better job in caring for

your relathee?

bl

Short form ZB1-12 wvalidated as screening tool in advanced illness including dementia and cancer
Total ZBI-12 score: summation of 12 tems (0 to 4 points per item, total score range 0 to 48)
Copyrighted, but available for free use by clinicians and for mon-funded academic research
Suggested guidelines for scoring:

+ 010 no to mild burden
= 10-20: mild to moderate burden
s =20 high burden
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ADDENDUM L

|Guse_|.Ihplyﬂﬂepl].rm.ﬁ.l|xFurmrd.|~DelEbef|_5pan.|x 1 '|Acﬁms

| ePROVIDE™: Your User Agreement - Zarit Burden Interview - 9331
Fom:
o

UA-7Bl-mohammed...-20171207_9331 pdf (42.5 KB) Download | Briefcase | RBemove

Dear User,

Thank you for using our online distrnbution form on https://eprovide.mapi-trust.org.
Please find attached the completed user agreement.

Should you have any guestions, please contact us at eprovide@mapi-trust.org.

Best regards,

ePROVIDE"

Cndra SUpport fzr JETicsl OUIComMEa O51QEEmantE
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Research Trust

User agreement

Special Terms

Mapi Research Trust, a non-for-profit organisation subject to the terms of the French law of 151 July 1801, regisiered in
Carpentras wnder numoer 453 979 348, whose DUsiNess address is 27 rue de la villette, 89003 Lyon, France, hereafter refemed
o a5 “MRT™ and the User, as defined herein, (each refermed to singuiany as a "Parly” and'or collectively as the “Parties™), do
hereby agree to the following User Agreement Special and General Temss:

Mapi Research Trust
PROVIDE™

27 rue de |a Visette

S9003F Lyon

France

Fhone: +33 (0)4 72 13 66 85

Recitals

The User acknowledges that it is sulbject to these Special Terms and to the General Terms of the Agreement, which ane included
in Appendix 1 1o these Specil Terms and fully incorporated heresn by reference. Under the Agreement, the Quesfionnaire
referenced herein is Beensed, not sold, to the User oy MRAT for use ondy in accordance with the terms and conditions defined
nerein. MAT reserves all nights not expressly granied 1o the User.

The Parlies, in these Special Terms, imend to detall the special conditions of their parnership.

The Parties intend that ail capitalized terms in the Special Terms have the same definiions as those given in article 1 of the
General Tenms inciuded in Appendy 1.

In this respect, the Parties have agreed as follows:

Article 1. Conditions Specific to the User

Section 101 Identification of the User

User Mame mohammed hayek

Legal Form Student

Address Johannesburg city / south Africa
7 yourk street
gouting
D027 Johannesburg

Caountry Palestinian Tefitary, Occupied

Email address m.hayek & najahedu

Telephane number D097 258858427

Section 1.02 Identification of the Duestionnaire

Zarit Burden Interview_LiserAgreement_hMarch2018_5.0

& Mapi Research Trust. The unauthorized modification and use of any portion of this document is prohibited.



Dear Mohammed

I hope this mail finds you well

.As requested attached please find the abridged Arabic version of the Zarit Burden Interview

I'm also attaching an Arabic translation of the Hamilton Depression Scaleﬂiard-ﬁ}.ﬁayhemcmmeitasneﬂm
Please feel free to use both scales

Good luck with your research

Yaacov

Prof. Yaacov G. Bachner, Ph.D

M.A. Program in Gerontology
Department of Public Health

Faculty of Health Sdences

Ben-Gurion University of the Negev
Bear-Shewva, Israel

Tel: +37286477425 Fax: +97286477635
Cel: 0545492177

bachneri@bgu.ac.il

[ hayekfnajah.edu] Mohammed Hayek 1

09:58 2017 0Nl 20 "W Or e

OO0 AL SR

{The abridged Arabic version of the Zarit Burden Interview (ZBI-A :NEM2
Dear professor Yaacov G Bachmer

1 hope my email finds you very well

Am Mohammed Hayek from Palestine - a Najah National University - Faculty of Medicine and Health
_Sciences

I do my PhD. at Witwatersrand University in Johannesburg - South Africa

.The title of my Ph D). will be developing and testing a support programme for caregivers of cancer patients
My professor, Lize Maree and I decide to use the abndged Arabic version of the Zant Burden Interview (ZBI-
A) among other in our study, so can we use your Arabic version of The abridged Arabic version of the Zarit
Burden Interview (ZBI-A) published mm 2013 (Preliminary assessment of the ps'grc!mmﬁh:ic properties of the

abridged Arabic version of the Zarit Burden Interview among caregivers of cancer patients), if yes can you send
it back to me

Thank you, in advance
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ADDENDUM M

CAREGIVER QUALITY OF LIFE- CANCER
Below is a list of statements that other people caring for loved ones with cancer have said are important. By circling one
number per line, please indicate how true each statement has been for you during the past 7 days.

0 = Not atall 2 = Somewhat
1 = A little bit 3 = Quite a bit
4 = Very much

During the past 7 days:
1. It bothers me that my daily routine is altered. 0 1 2 3 4
2. My sleep is less restful. 0 1 2 3 4
3. My daily life is imposed upon. 0 1 2 3 4
4. I am satisfied with my sex life. 0 1 2 3 4
5. Itis a challenge to maintain my outside interests. 0 1 2 3 4
6. I am under a financial strain. 0 1 2 3 4
7. I am concerned about our insurance coverage. 0 1 2 3 4
8. My economic future is uncertain. 0 1 2 3 4
9. [ fear my loved one will die. 0 1 2 3 4
10. I have more of a positive outlook on life sinc 0 1 2 3 4
11. My level of stress and worries has increased. 0 1 2 3 4
12. My sense of spirituality has increased. 0 1 2 3 4
13. It bothers me, limiting my focus to day-to-day. 0 1 2 3 4
14. I feel sad. 0 1 2 3 4
15. [ feel under increased mental strain. 0 1 2 3 4
16. I get support from my friends and neighbors. 0 1 2 3 4
17. [ feel guilty. 0 1 2 3 4
18. [ feel frustrated. 0 1 2 3 4
19. I feel nervous. 0 1 2 3 4
20. [ worry about the impact my loved one's illness

has had on my children or other family members. 0 1 2 3 4
21. I have difficulty dealing with my loved one's

changing eating habits. 0 1 2 3 4
22. I have developed a closer relationship with 0 1 2 3 4
23. I feel adequately informed about my loved one's

illness. 0 1 2 3 4
24. It bothers me that I need to be available to

chauffeur my loved one to appointments. 0 1 2 3 4
25. [ fear the adverse effects of treatment on my

loved one. 0 1 2 3 4
26. The responsibility I have for my loved one's

care at home is overwhelming. 0 1 2 3 4
27. I am glad that my focus is on getting my

loved one well. 0 1 2 3 4
28. Family communication has increased. 0 1 2 3 4
29. It bothers me that my priorities have changed. 0 1 2 3 4
30. The need to protect my loved one bothers me. 0 1 2 3 4
31. It upsets me to see my loved one deteriorate. 0 1 2 3 4
32. The need to manage my loved one's pain is

overwhelming. 0 2 3 4
33. I am discouraged about the future. 0 1 2 3
34. [ am atisfied with the support I get from my

family. 0 1 2 3 4
35. It bothers me that other family members have

not shown interest in taking care of my loved one. 0 1 2 3 4
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ADDENDUM N

Dear Dr. Mohammed,

Thanks for your interest in my publication. I would like to inform you that I agree on using
the Arabic version of QoL-AD scale I developed, providing that a citation of the reference is
ensured in your thesis.

Kindly, find attached Arabic scale as well as the paper of its validation.

Wishing you all the best in your PhD thesis, and if possible I will be happy to receive a copy
of your thesis after publication.

Regards,

Dir. Zeinab Shata

Azsociate Profeszor of Mental Health

Alexandria University, Egypt

e-mail: zeinab shata@yahoo.com

On Sunday, Movember 26, 2017 04:08:36 PM +03, Mohammed Hayek sm.hayak@ najah.edue wrote:

Dear professor Zeinab Mazeeh Shata
IThope my email finds you very well

Am Mohammed Hayek from Palestine - An Najah National University - Faculty of Medicine and Health
Sciences

Ido my PhD. at Witwatersrand University in Johannesburg - South Afrnica
.The title of my Ph.D. will be developing and testing a support programme for caregivers of cancer patients

My professor, Lize Maree and I decide to use the Arabic version of Quality of Life Index, among other
in our study

S0 can we use your Arabic version of Cuality of Life Index published in 2015 ( Reliabality and validity of
(Arabic version of quality of life Alzheimer disease in Alexandna, Egypt
if yes can you please send it back

Thank you for understanding
Thank you, in advance

Mohammed F. A. Hayek

RN, CNE, CNS5, HP, Ph.D. Candidate
Acute Cases Specialiy

Teaching Staff

Faculty of Medicine and Health Sciences
An Najah Natonal University

New Campus|Building: 17| 0ffice: 2060
Phone: +970 9 2345113 ext. B8 2754
Home : +970 9 2370924

Fax: +9709 2342910

Mobile: +970 568594527

Email: m.hayekianajah.edu
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ADDENDUM O

Cm b S el Aaalad)

Arabic Brief Pain Inventory (Short Form)

Patient Initials: Date:

Patient No. Time:
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. E Date:| I | / | l l / | [ | Study Name: .

1903 (month) (day) (year) Protoodl i
Subject's Initials : i :
PLEASE USE Study Subject #: Revision: 07/01/05

BLACK INK PEN

Brief Pain Inventory (Short Form)

1. Throughout our lives, most of us have had pain from time to time (such as minor headaches, sprains, and

toothaches). Have you had pain other than these everyday kinds of pain today?

[JYes [No

2. On the diagram, shade in the areas where you feel pain. Put an X on the area that hurts the most.

Front Back

3. Please rate your pain by marking the box beside the number that best describes your pain at its [
in the last 24 hours.

o [+ 02 s 4 Os e Oz s I [J10
No Pain As Bad As
Pain You Can Imagine

4. Please rate your pain by marking the box beside the number that best describes your pain at its
[ZX] in the last 24 hours.
Jo ]+ 2 s [(]4 s [Js6 7 [Js ]9 [J10

No Pain As Bad As
Pain You Can Imagine

Jo 1 e 18 J4 s e Oz K J9 [J10
No Pain As Bad As
Pain You Can Imagine

6. Please rate your pain by marking the box beside the number that tells how much pain you have [T

Jo [1 2 [7s 4 [d5 @M~ 7 [@—Os8 [M9 [J10
No Pain As Bad As
Pain You Can Imagine

Copyright 1991 Charles S. Cleeland, PhD
. Page 1 of 2 Pain Research Group .

All rights reserved
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B (=3 oo [ /[ /[ [] swovrame N

1903 (month) (day) (year)

Protocol #:
Subject's Initials : PI: %
PLEASE USE StUdy SUbjeCt #: Revision: 07/01/05

BLACK INK PEN

7. What treatments or medications are you receiving for your pain?

8. In the last 24 hours, how much relief have pain treatments or medications provided? Please
mark the box below the percentage that most shows how much [F[f]you have received.

0% 10% 20% 30%  40% 50% 60%  70% 80%  90%  100%
0 0O O O (] O (] O (] (]

No Complete
Relief Relief

9. Mark the box beside the number that describes how, during the past 24 hours, pain has interfered
with your:

o 1 2 [Js a4 s e 7 []8 ]9 [J10
Does Not Completely
Interfere Interferes

o [OJ1 D2 O3 [O4 0Os5 Oe D>~J7 Os [—d9 Q1o

Does Not Completely
Interfere Interferes

[Jo 1 2 s 4 15 e a7z Os [J9 [J10

Does Not Completely
Interfere Interferes

D. Normal Work (includes both work outside the home and housework)
[Jo 1 2 3 []4 s [e 7z [E:] o9 [J10

Does Not Completely
Interfere Interferes

E. Relations with other people
1 2 s 4 s [e 7 s o9 110

Does Not Completely
Interfere Interferes

Clo 11 2 s [J4 s Oe 07 s Oo [J10

Does Not Completely
Interfere Interferes

CJo 11 2 [Js3 []4 s e 07z s 9 710

Does Not Completely
Interfere Interferes
Copyright 1991 Charles S. Cleeland, PhD
- Page 20f2 Pain Research Group .

All rights reserved

413



ADDENDUM P

Hi Mohammed,
Please find attached the Arabic BPI.
Good Luck!

Best,

Suha

Suha Ballout, PhD, RN

Assistant Professor
College of Nursing and Health Sciences
University of Massachusetts Boston

100 Morrissey Blvd.

Boston, MA 02125-3393
E-miail: suha_ballout@umb.edu
Maobile: 305-505-8672

http:/fwww.umb_edufacademics/onhs
https:/ fwww.facebook.com/UMassBostonCollegeofMursingandHealthSciences

From: S5amar Noureddine <sn00@aub edu.lb>
Sent: Monday, November 20, 2017 4:45:29 AM
To: Suha Ballout

Subject: FW: Arabic Brief Pain Inventory

Dear Suha,
How are you doing? Can you answer the email below?

Samar Noureddine, PhD, RN, FAHA, FAAN

Professor

Assistant Director for Academic Affairs

Hariri School of Nursing

American University of Beirut

Maamarni Street

Beirut 1107 2020, Lebanon

Tel: 961-1350000

Fax: 961-1744476

Email: sn00@aub.edu. i

Adjunct faculty: Johns Hopkins University School of Nursing
President, nurses’ Chapter, World wide Alumni Association of the American University of Beinut (WAAAUB)

From: Mohammed Hayek [mailto:m. hayek@najah.edu]
Sent: Monday, November 20, 2017 11:23 AM

To: Samar Noureddine <sn00@aub_edu |b>

Subject: Arabic Brief Pain Inventory
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ADDENDUM Q

ARABIC

&
EORTC QLQ-C15-PAL (Version 3)

3y A0 AL (0 S O i Aoy slo ) lina e e i sl sy (g G
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ARABIC
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© Copyright 1995 and 2005 EORTC Quality of Life Group. All rights reserved. Version 1.
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ENGLISH

QS

EORTC QLQ-C15-PAL (version 1)

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.

Please fill in your initials: I
Your birthdate (Day, Month, Year): | | 1 | 1 1 1 |
Today's date (Day, Month, Year): I I

Notat A  Quite Very
All Little aBit Much

1. Do you have any trouble taking a short
walk outside of the house? 1 2 3 4+

2. Do you need to stay in bed or a chair during the day? 1 2 3 -+

3. 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
4. Were you short of breath? 1 2 3 -+
5. Have you had pain? 1 2 3 4
6. Have you had trouble sleeping? | 2 3 4
7. Have you felt weak? | 2 3 4
8. Have you lacked appetite? 1 2 3 4
9. Have you felt nauseated? 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

10. Have you been constipated? 1 2 3 4
11. Were you tired? 1 2 3 4
12. Did pain interfere with your daily activities? 1 2 3 4
13. Did you feel tense? 1 2 3 4
14. Did you feel depressed? 1 2 3 4

For the following question please circle the number between 1 and 7 that
best applies to you

15. 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 and 2005 EORTC Quality of Life Group. All rights reserved. Version 1
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ADDENDUM R

Dear sir/madam,

Please find below the links where you can download the documents you requested.
Best regards,

Your data:

Title: mr

Firstname: mohammed
Lastname: hayek
Hospital/Institution: an najah nmatlonal university
Address: nablus city
County/State: palesime
Postal Code: @897z

Country: wWest Bank

FPhone: B@972568594527

Fax:

Email: m.hayek@najah.edu
Protocol: EORTC QLOQ-C15-PAL

Documents requested:

QLQ-C15-PAL Core Questionnaire in Arabic
QLQ-C15-PAL Core Questionnmaire in English
QLQ-C15 Scoring Manual

Reference vValues: All cancer sites

URLS:

hittp:/ fwwei.eortc.be/gol/Ffiles/C15/QLQ-C15-PALEZ8Arabic. pdf
hittp:/ fwwe.eortc.be/gol/files/C15/QLQ-C15-PALEZ8ENglish. pdf
http:/  wwe.eortc .be/gol/Files/scManualQL)-C15-PAL . pdf

http:/ fwwe.eortc .be/qgolS/Ffiles/RV/RVE2_all_cancers.pdf

If the links don't work, you cam copy amd paste the entire URL (50 with .pdf included) into
your browser and that should work.If you are having other technical difficulties please
comtact us by email: glgc3@@eortc.be
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Dear Mohammed,

Thank you very much for your email. Yes, sure you can use it

Do you need me to send you the translated tool or do you already have it in our article?
Best wishes,

Alia

Sent from my iPhone

On Mov 6, 2017, at 10:41 PM, Mohammed Hayek <mchayeki@najah.edu> wrote:

Dear Dr. Alia Alawmneh

I hope my email finds you very well.

Am Mohammed Hayek from Palestine - a Najah National University - Faculty of Medicine and
Health Sciences.

Ido my PhD. at Witwatersrand University in Johannesburg - South Africa

The title of my Ph.D. will be developing and testing a supportive eduocative programme
for caregivers of cancer patients in Palestine.

My professor, Lize Maree and [ decide to use the Arabic version of the EOETC QLQ-C15-PAL
among other in our study, so can we use yours validated one in { Psychometric properties of the
Arabic version of EORTC QLQ-C15-PAL among cancer patients in Jordan) 2016, if yes, can you
send back to me to use in my research.

Thank youw, in advance

Mohammed F. A. Hayek

Bz=N, KN, CNE, CNS, HP

Acute Cases Specialty

Teaching Siaff

Faculty of Medicine and Health Sciences
Nursing & Midwifery Department

An Najah National University

New Campus|Building: 17|0ffice: 2060
Phone: +970 9 2345113 ext. 88-2754
Home : +970 9 2370924

Fax: +9709 2341910

Mohile: <970 568504517

Email: mhayeki@najah.edu
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ADDENDUM S
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MEMORIAL SYMPTOM ASSESSMENT SCALE

Name

Date

Section 1

Instructions: We have listed 24 symptoms below. Read each one carefully. If you have had the symptom
during this past week, let us know how OFTEN you had it, how SEVERE it was usually and how much it
DISTRESSED or BOTHERED you by circling the appropriate number. If you DID NOT HAVE the symptom,

make an "X" in the box marked "DID NOT HAVE."

DURING THE PAST WEEK

Did you have any of the
following symptoms?

m<»I H40Z O©O-0O

IF YES

How OFTEN did you
have it?

IF YES

How SEVERE was it
usually

IF YES

How much did it
DISTRESS or BOTHER
you?

Occasionally
Constantly

Almost

Slight

Difficulty concentrating

Pain

Lack of energy

Cough

Feeling nervous

Dry mouth

Nausea

Feeling drowsy

a|alala|a|a|=]| =] Rarey

alalalalalalala

S| alalala| a2 =] Alittle Bit

Numbness/tingling in
hands/feet

-

-

-

Difficulty sleeping

Feeling bloated

Problems with urination

Vomiting

Shortness of breath

Diarrhea

Feeling sad

Sweats

Worrying

alalalalalalalala

alalalalalalalala

a | A& ] e e | s ] = s

Problems with sexual
interest or activity

-

-

-

Itching

Lack of appetite

Dizziness

Difficulty swallowing

Feeling irritable

R I N N I I I I o I RN RN

Wiwlwlww| w Wwwowow o oo o|w wlelw| w|w|w|w| Frequently

NINININININ (NNINININININININI N (NNINININININN

alalalala

NINNININ N [NNINNNRDNNIN N NN N|N| NN NN | Moderate
alala|a|s| s (ala|s|s(s(saa|ns & (afa|s|s|s|b| s[5 VerySevere

WlWw W ww| w W wwwwwww wl w|wwoww w w w wl  Sevre

alalalala

o|o|o|o|o| o |o|o|o|o|o|o|o|o|o| o |[o|o|o|o|o|o|o|o| Notatall
NIN[NININI N [NNNININININININ N [NIN[N|N[N[N NN | Somewhat
wlwlwlwlw| w|wwowlvlwlw w|lw|lw| w|wlw|lw|lw|w|w|w|w| Quite aBit
alala|a|s| s (aa|s|s(sslaa|s| »afa|s|a|s|s| s8] VeryMuch

alalalala
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Section 2

INSTRUCTIONS: We have listed 8 symptoms below. Read each one carefully. If you have had the symptom during this
past week, let us know how SEVERE it was usually and how much it DISTRESSED or BOTHERED you by circling the

appropriate number. If you DID NOT HAVE the symptom, make an "X" in the box marked "DID NOT HAVE."

IF YES IF YES

D

| 3 oo

p | How SEVERE was it | How much did it
DURING THE PAST WEEK, usually? DISTRESS or BOTHER

" you?
Did you have any of the following T Y
symptoms? H 5} - % = &

A 2l .l 8|s|3]|%|32 ‘é

v | & b 5 9 s | 2 ] P

el 2| 8|3 | 8|35 |2|5|35|8

n = n > z < %] (] >

Mouth sores 1 2 3 4 0 1 2 3 4
Change in the way food tastes 1 2 3 4 0 1 2 3 4
Weight loss 1 2 3 4 0 1 2 3 4
Hair loss 1 2 3 4 0 1 2 3 4
Constipation 1 2 3 4 0 1 2 3 4
Swelling of arms or legs 1 2 3 4 0 1 2 3 4
"l don't look like myself" 1 2 3 4 0 1 2 3 4
Changes in skin 1 2 3 4 0 1 2 3 4
IF YOU HAD ANY OTHER SYMPTOMS DURING THE PAST WEEK, PLEASE LIST BELOW
AND INDICATE HOW MUCH THE SYMPTOM HAS DISTRESSED OR BOTHERED YOU.
Other: 0 1 2 3 4
Other: 0 1 2 3 4
Other: 0 1 2 3 4
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ADDENDUM T

Here it is. Good luck

Dr. Huda Abu-5aad Huijer RM, PhD, FEAMNS, FAAN
Professor of Nursing Science

Director Hariri School of Nursing

American University of Beirut

Tel: #+361-1-374374 extension 59523

Fax : +361-1-744476

E-Mail: huda_huijer@aub edu.lb
hitpfwiarwe aub_edu |bf~webson)

American Unlversity of Belrut
We Make History | 1866 - 2016

Join HSON on Facebook

From: Mohammed Hayek [mailto-m_hayek@najah.edu]
Sent: Sunday, Movember 05, 2017 12:25 PM

To: Huda Huijer Abu-Saad <hh35@aub edu. lb>
Subject: Memorial Symptoms Assessment Scale

Dear Dr. Huda

I hope my email finds you very well

Am Mohammed Hayek from Palestine - a Najah National Uiversity - Faculty of Medicine and Health
Sciences.

I do my Ph.D. at Witwatersrand University in Johannesburg - South Africa

The title of my Ph D). will be developing and testing a supportive edncative programme for caregivers of cancer
patients in Palestine.

My professor, Lize Maree and I decide to use the Memorial Symptoms Assessment Scale among other
n our study, so can we nse your Arabic version of Memomnal Symptoms Assessment Scale, if yes from where
can I dowmload to be nsed.

Thank you, in advance

Mohammed F. A. H
RN, CMNE, CNS, HP, Ph.D. Candidate
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ADDENDUM U

Cloze Rephy Reply to All Forward Dalate Spam Actions

Re: i need your permission

From: (Adnan Sarhar)

Toc [ Mohammed Hayek
Dear Mohammed Hayek

| would like to inform you that | accept to participate in your research.
Regards

From: "Mohammed Hayek" =m_hayek@najah edu=

To: "Mohammad Marie” <mohammad.marie@najah.edu=, "Adnan Sarhan” <asarhan@najah.edu=
Sent: Friday, December 8, 2017 7:25:16 PM

Subject: i need your permission

Dears professors Adnan and Mohammed

I hope my email finds both very well

I am doing my Ph.D. at Witwatersrand University / Depariment of Nursing Education

my research fitle will be THE OUTCOMES OF A SUPPORT PROGRAMME FOR CAREGIVERS OF C.

= However, due o the sensitivity of the topic, participants might expenence emotional digtress. The services ol
These =zervices will be free of cost.

professors if you accept to participate in my study, could you please send me back your acceptance letter.

please find the attached documents regarding the proposal and other supportive files
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Dear Mr Hayek

It seems ur are doing very important and interesting research.
Please to let you know that | am happy to help and please to consider this as formal confirmation that
It will be my pleasure to offer help as mental health consultant at Annajah Mational University

Haspital.

| wish you the best with your study

Best Regards

Dr. Mohammad Marie RN, BSc (Hons), MSc, CMHP, M H. Consultant, PhD

Assistant professor | Department of Bio-Medical Sciences | Faculty of Medicine and Health sciences |
An-najah National University

Mablus city | West Bank | Palestine | PO.Box 7

www._najah.edu

Personal page -http:/fstaff najah.edummarie

Facebook page: Mental Health Clinic = s 2ema Sl el daall sl

Mobile: 00972 (0) 595860100

UK-Address: Cardiff University -School of Health Care Sciences- 12th Floor, East Gate House -35-43
Mewport Road- Cardiff CF24 0AB- United Kingdom

Skype: mohammad.marie?r2

hittp:ffwww. cardiff ac_ukfsonmsfcontactsandpeoplefpostgraduatestudentsimarie-mohammad-mr-
overview_new_himil

From: "Mohammed Hayek” <m_hayek@najah edu=

To: "Mohammad Marie™ =m.mariei@najah.edu=

Sent: Friday, December 8, 2017 7-35:32 PFM

Subject: Re: i need your permission

Dears professors Adnan and Mohammed

| hope my email finds both very well

| am doing my Ph.D. at Witwatersrand University / Depariment of Mursing Education

my research title will be THE OUTCOMES OF A SUPPORT PROGRAMME FOR CAREGIVERS OF
CANCER PATIENTS

* However, due to the sensitivity of the topic, participants might experience emotional distress. The services
of your professors as a counsaling for participants who might become emotionally distressed. These senvices
will be free of cost.

professors if you accept to participate in my study, could you please send me back your acceptance letter.
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APPENDIX V

An-Najah e
National Unlversity _ it Tlail Axela
Faculty of medicine ‘ y i Ak 5l

KHealth Stiences = 2 iaeall aple g wualt 3¢
Department of Graduate S Ladl S ! 5 et
Studies
IRB Approval Letter
Study Title:

The Outcomes of a Support Program For Caregivers Of Cancer Patients

Submitted by

rMohammed Hayek, Lize.NMaree

Date Reviewed:
17 December. 2017

Date Approved:
27" December, 2017

Your Study tiled *The Dutcomes of a Support Program For Caregivers Of Cancer
Patients" with achieved number (20 )September 201 ¢ was reviewed by An-Najah National
University IRE committee and was asoravad 28" December, 2017

Hasan Fitian, MD
P —

IRB Committes Chairman
An-Najah National University

(370] (09) 2342010 e Su | | (9707 (08234260 TIBL ~57a || 707 ol 7o ae - _alle
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APPENDIX W

Part I: Mixed Methods Appraisal Tool (MMAT), version 2018

\ Category of study Responses

Methodological quality criteria

designs Yes | No | Can'ttell | Comments

Screening questions SI. Are there clear research questions?

| (for all types) $2. Do the collected data allow to address the research questions?

Further appraisal may not be feasible or appropriate when the answer is ‘No or ‘Can’t tell to one or both screening questions.

1. Qualitative 1. Is the qualitative approach appropriate to answer the research question?

\ | 1.2. Are the qualitative data collection methods adequate to address the research question?

\ 1.3. Are the findings adequately derived from the data?

\ 1.4. Is the interpretation of results sufficiently substantiated by data?

| 15. Is there coherence between qualitative data sources, collection, analysis and interpretation?

2. Quantitative | 2.1. Is randomization appropriately performed?
| randomized controlled | 2.2. Are the groups comparable at baseline?
| trials 2.3. Are there complete outcome data?

\ | 2.4. Are outcome assessors blinded to the intervention provided?

| 2.5 Did the participants adhere to the assigned intervention?

3. Quantitative non- | 3.1. Are the participants representative of the target population?

| randomized | 3.2. Are measurements appropriate regarding both the outcome and intervention (or exposure)?

\ 3.3. Are there complete outcome data?

\ 34. Are the confounders accounted for in the design and analysis?

\ | 3.5. During the study period, is the intervention administered (or exposure occurred) as intended?

| 4. Quantitative 4.1.1s the sampling strategy relevant to address the research question?

| descriptive | 4.2. Is the sample representative of the target population?

\ 4.3. Are the measurements appropriate?

4.4.Ts the risk of nonresponse bias low?

4.5. Is the statistical analysis appropriate to answer the research question?

5. Mixed methods | 5.1. I there an adequate rationale for using a mixed methods design to address the research question?

| 5.3. Are the outputs of the integration of qualitative and quantitative components adequately interpreted?

| 5.4. Are divergences and inconsistencies between quantitative and qualitative results adequately addressed?

\
\ | 5.2. Are the different components of the study effectively integrated to answer the research question?
\
\
\

5.5. Do the different components of the study adhere to the quality criteria of each tradition of the methods involved?

o
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ADDENDUM X

Responses of the expert panel group in validation of the support
programme

e The oncologist (head of oncology department with more than 15 years of
experience with oncology patients, he got his speciality from UK since 1995)
says “you have to be careful about the time you give for the participant, because
they are coming from very long distances and they are tired and please omit any
things related to sexual intercourse, as may they refuse to continue in the
research because they refuse to speak on this specific issues and finally, if the
patient does not know about his disease don’t tell him/her, that's mean you have
to be sure that you speak with family if their patient know about he/she
diagnose”. The score of the self-design scoring sheet for the oncologist (7
guestion — 7 agree).

e The first oncology nurse (High diploma of oncology nursing from Bethlehem
university since 2014 with 14 years of experiance) says” as the oncologist says, |
prefer to remove the sexual issues and please speak with patients and their
caregivers while they not receiving the treatments” as well as changing the
terminology to lay language or to include simple explanations. The score of the
self-design scoring sheet for the Oncology nurse (1) (7 question — 7 agree).

e The second oncology nurse (Bachelor degree of nursing with 10 years of
experience) says” everything is good and he offer if the researcher need for
research assistance”. The score of the self-design scoring sheet for the
Oncology nurse (2) (7 question — 7 agree).

e The third oncology nurse (Bachelor degree of nursing with 9 years of experience)
says” the time is too much to meet the family in hospital if you can meet them
also at homes and please if you can our culture in the programme like Holy
Quran reading and listening ”. The score of the self-design scoring sheet for the
Oncology nurse (3) (7 question — 7 agree).

e The fourth oncology nurse (master degree of oncology nursing with 6 years of
experience) says” everything is good but you can translate the programme to
Arabic”’. The score of the self-design scoring sheet for the Oncology nurse (4) (7

guestion — 7 agree).
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Social worker with bachelor degree and experience larger than 15 years, says”
focus on the end of life support, encourage the patient and the caregivers to visit
the social worker in need and please show them the location of health clinics of
social workers and mental health specialist”. The score of the self-design scoring

sheet for the social worker (7 question — 7 agree). -
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