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Abstract

Background

Cancer is one of the leading causes of death in China, and a majority of the patients are already
at an advanced stage at the time of diagnosis. Despite the advances of cancer treatment, cancer
patients, particularly those at an advanced stage, and their informal caregivers still suffer from
a wide range of undesirable distress. There has been a significant demand for palliative care
to relieve cancer patients’ distress and improve their quality of life. However, the development
of palliative care in China is still at an initial stage. There is much room for improvement;
hence, more rigorous studies are needed to provide more high-quality evidence and to persuade
policymakers of the benefits of palliative care. Palliative care needs assessment is the first step
that should be addressed given that appropriate and ongoing needs assessment within this
context could support the development of evidence-based and tailored intervention protocols

and the establishment of culturally tailored palliative care services.

Aim and objectives

The overall intention of this project was to provide preliminary evidence to researchers and
policymakers in relation to developing tailored palliative care interventions and services to
better meet the palliative care needs of Chinese patients with advanced cancer and the needs
of their informal caregivers. This doctoral research project proceeded in two phases. Phase
One aimed to quantify the palliative care needs of Chinese patients with advanced cancer and
the needs of their informal caregivers, with the following objectives: (1) to identify the
prevalence of unmet palliative care needs of advanced cancer patients; (2) to determine the
unique contribution of each hypothesized predictor to the palliative care needs of patients; (3)
to identify the prevalence of unmet needs of informal caregivers of patients; (4) to determine
the unique contribution of each hypothesized predictor to the needs of informal caregivers; (5)
to determine the relationship between the palliative care needs of patients and the needs of
their informal caregivers; and (6) to identify the common and prominent unmet needs of both

the patients and their informal caregivers. Phase Two aimed to explore more details of the



common and prominent unmet needs that were identified in the survey in Phase One, with two
additional objectives: (7) to further clarify and elaborate the identified unmet needs of both
patients and their informal caregivers; and (8) to further explore the perceptions and

experiences of patients and their informal caregivers in relation to the identified unmet needs.

Methods

This doctoral research project employed a multimethod research design, namely, a
quantitatively driven study followed by a qualitative descriptive study. A cross-sectional study
was conducted first as the driven method to quantify the palliative care needs of patients and
the needs of their informal caregivers, the predictors of their needs, and the relationship
between the needs of patients and the needs of their informal caregivers. The selection of the
design and outcome variables of the cross-sectional study was performed based on a
conceptual framework of palliative care needs. A total of 419 patients and 419 caregivers (in
dyads) from two hospitals in Sichuan completed the questionnaires. For the patients, the
dependent variable was palliative care needs, which was measured by the Problems and Needs
in Palliative Care questionnaire-short version (PNPC-sv), and the independent variables were
demographic and clinical characteristics, anxiety, depression, physical distress, social support,
coping strategies, and quality of life, which were measured by the Baseline Data Assessment
Form, the Hospital Anxiety and Depression Scale (HADS), the Edmonton Symptom
Assessment Scale (ESAS), the Medical Outcomes Study-Social Support Survey (MOS-SSS),
the Brief Coping Orientation to Problems Experienced (Brief-COPE) inventory, and the
European Organisation for Research and Treatment of Cancer (EORTC) Quality-of-Life
Questionnaire Core 15-Palliative Care (QLQ-C15-PAL) scale, respectively. For the informal
caregivers, the dependent variable (needs of informal caregivers) was measured by the
Comprehensive Needs Assessment Tool for Cancer Caregivers (CNAT-C), and the relevant
independent variables, including demographic and clinical characteristics, anxiety, depression,
social support, coping strategies, and quality of life, were assessed by the Baseline Data

Assessment Form, the HADS, the MOS-SSS, the Brief-COPE, and the Caregiver Quality of



Life Index-Cancer (CQOLC), respectively. Semi-structured interviews were subsequently
conducted after the completion of the cross-sectional study to further elaborate and explore
the perceptions and experiences of the patients and their informal caregivers in relation to their
identified unmet needs, which involved 17 patients and 15 informal caregivers. Descriptive
analysis was used to describe the characteristics of the needs of patients and their caregivers.
Stepwise regression analysis was adopted to identify the influencing factors of the needs of
patients and caregivers. Pearson’s correlation coefficient was employed to explore the genral
linear relationships between the needs of patients and caregivers. Content analysis was used

to analyse the gualitative data.

Results

The cross-sectional study recruited 428 patient-informal caregiver dyads and 419 dyads (419
patients and 419 caregivers) completed the questionnaires. The top five palliative care needs of
the patients were related to financial (‘extra expenditures because of the disease’, 88.3%; ‘loss
of income because of the disease’, 85.2%), information (‘insufficient information’, 82.3%),
physical (‘pain’, 69.7%), and psychological (‘fear of physical suffering’, 64.9%) domains.
Regarding the informal caregivers, the commonly reported needs were related to the domains of
healthcare staff (‘nurses to promptly attend to patient discomfort and pain’, 95.0%), information
(‘information about tests and treatment’, 92.1%), and hospital facilities and services (‘a
designated hospital staff member who would be able to provide counselling for any concerns,
and guidance with the course of the treatment, from the point of diagnosis to the period after
discharge’, 90.5%). Information needs was a common and prominent unmet need of both the
patients and their informal caregivers. Significant positive correlations between the palliative
care needs of patients and the needs of informal caregivers were identified across a majority of

the needs domains.

The results of the multiple stepwise regression analysis indicated that the patients’ and
informal caregivers’ care needs were influenced by not only the factors related to themselves

but also the factors related to their partners. The physical (symptom distress) and psychological
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factors (anxiety and depression, coping, and quality of life) were found to be more significant
than the demographic and clinical factors in predicting the care needs of patients and informal
caregivers. The presence of anxiety and depression, the use of coping strategies (particularly,
less use of problem-focused coping), and caregivers’ poorer quality of life (QoL) were three
common and significant predictors of higher levels of need for both patients and informal
caregivers. The patients’ symptom distress was identified as another negative factor of their

palliative care needs.

Seventeen patients and 15 informal caregivers with unmet information needs participated in
the follow-up qualitative interviews. Four categories were extracted from the interview data
of both the patients and the informal caregivers, which were types of unmet information needs,
reasons for information needs being unmet, preferences for the provision of information, and
the meaning and role of information. Each category had two to four sub-categories. The sub-

categories for the patients and informal caregivers were similar but not totally the same.

Conclusion

The findings from the cross-sectional study and the semi-structured interviews contributed to
a comprehensive and in-depth understanding of the palliative care needs of patients with
advanced cancer and the needs of their informal caregivers within the Chinese context, which
will provide evidence to researchers and policymakers in terms of developing tailored
palliative care interventions and services. Patients’ and informal caregivers’ needs cannot be
addressed optimally only by increasing the amount of external help and resources; there is also
a need for healthcare professionals to incorporate regular and dynamic assessment of the
presence and intensity of physical and psychological distress, as well as the use of certain
coping strategies, into conventional clinical practice to determine the target group for more
specific interventions to address their needs and concerns. Some specific components can be
included in intervention programmes to relieve patients’ physical and psychological distress
and to improve their coping and problem-solving skills. Informal caregivers’ well-being

should be regarded as important as that of patients. The care needs of patients and informal



caregivers can be better fulfilled via family-based healthcare services and interventions. More
emphasis should be placed on unmet information needs, and how to develop and provide
tailored and appropriate information provision regarding the type and amount of information

to patients and their informal caregivers should be considered in clinical practice.
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Chapter One: Introduction



1.1 Introduction

This chapter will present a general introduction of this doctoral research project, including the
background and study procedures, the operational definitions of terms in this project, and the

organization of the thesis.

1.2 Background and procedures of the study

The worldwide ageing population and increasing incidences of chronic diseases such as cancer
not only add a heavy burden to the healthcare system but also undesirable experiences for
patients and their informal caregivers. China, as the most populous country in the world, faces
the same healthcare-related problems. Around 4.3 million new cases of cancer were diagnosed
and 2.9 million new cancer deaths occurred in China in 2018 (Bray, Ferlay, Soerjomataram,
Siegel, Torre, & Jemal, 2018). Cancer has become one of the leading causes of death in China
(Feng, Zong, Cao, & Xu, 2019). Long-term illness experiences and excessive treatments cause
patients to suffer from a wide range of problems (Gysels, Higginson, Rajasekaran, Davies, &
Harding, 2004), which usually change across the stages of illness, and patients at an advanced
stage usually experience different symptoms from those at early stages (Waller et al., 2012a).
Informal caregivers are closest to the patients and they are usually responsible for taking care
of their loved ones (Chen, Chen, & Chu, 2015a). During the caregiving process, there is an
‘imbalance of care demands relative to caregivers’ personal time, social roles, physical and
emotional states, financial resources and formal care resources’ (Given, Given, Azzouz,
Kozachik, & Stommel, 2001, p. 5), which may cause many problems and increase caregivers’
needs and caregiving burden. The long-term caregiving process therefore is physically and
psychologically challenging, particularly when patients are already at an advanced stage (Cui,
Song, Zhou, Meng, & Zhao, 2014a). Informal caregivers are usually the ‘fellow sufferers’ of
patients (Proot et al., 2004). Unsolved problems and the unmet needs of informal caregivers
not only decrease their own quality of life (Hodgkinson et al., 2007; Park et al., 2010) but also
create negative impacts on patients’ health outcomes (Hodgkinson et al., 2007). On this

occasion, high-quality and ‘patient-and-family-centred’ care is needed to address both the
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patients and their informal caregivers’ various care problems and needs to improve their

quality of life.

Palliative care is an approach that aims at ‘improving the quality of life of patients with life-
threatening illness and their families through means of early identification and impeccable
assessment and treatment of pain and other physical, psychosocial and spiritual’ aspects
(World Health Organization, 2002). Plenty of evidence that palliative care offers benefits to
patients with life-limiting diseases and their families has been identified (Luckett et al., 2014;
Smith, Brick, O’Hara, & Normand, 2014), such as relieving pain (Higginson et al., 2003),
improving quality of life (Peters & Sellick, 2006; Rabow et al., 2013; Temel et al., 2010;
Zimmermann et al., 2014), decreasing unwanted hospital admissions (Chen et al., 2015a),
prolonging median survival time (Rabow et al., 2013; Temel et al., 2010), improving family
coping (HealthTeamWorks, 2011), and promoting the optimization of medical resources and

decreasing burden on the healthcare system (Rabow et al., 2013).

However, palliative care is still a new specialty in Mainland China. Although hundreds of
hospice units have been established, the distribution has been uneven, with a majority of these
units concentrated in major cities (Li et al., 2011; The Economist Intelligence Unit, 2015). In
many other regions, palliative care is either totally non-existent or still at the initial stage (Li
et al., 2011). Approximately 90% of advanced cancer patients cannot benefit from palliative
care due to the lack of adequate palliative care services (Li et al., 2011). According to the 2015
Quality of Death Index (The Economist Intelligence Unit, 2015), China was ranked 71st out
of 80 countries. The availability, affordability, and quality of palliative care in China are still

suboptimal and there is still much room for improvement.

Research can play an important role in the development of palliative care services in Mainland
China, as strong research evidence is usually one of the important facilitators for policymaking
and practice (Ritter, 2009). More rigorous studies within the Chinese cultural context are
needed to provide more high-quality evidence to improve palliative care practices and

persuade policymakers of its benefits. In order to understand the entire picture of the current
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research status of palliative care in Mainland China and to identify the crucial research
direction, the doctoral researcher therefore conducted a comprehensive review (Wang,
Molassiotis, Chung, & Tan, 2018a). In this review, several knowledge gaps were identified.
The quality and availability of palliative care in Mainland China are suboptimal, and
standardized and comprehensive palliative care education and training programmes are
lacking. Palliative care needs assessment is commonly ignored in practice and research, and
early palliative care referral checklists and procedures and culturally tailored palliative care
intervention protocols are scant. Although several potential knowledge gaps to be addressed
in future research were identified, palliative care needs assessment is the first step that should
be addressed because appropriate and ongoing care needs assessment can support the
construction of comprehensive palliative care education and training programmes, the
identification of prognostic factors for timely referral, the development of evidence-based
palliative care intervention protocols, and the establishment of culturally tailored palliative

care services.

Studies regarding palliative care needs assessment have been scanty in Mainland China;
however, a large number of relevant studies have been performed in other countries over the
past decades, particularly in developed countries. To have a better understanding of palliative
care needs assessment, to identify possible limitations in current studies, and to draw
implications for further research on this issue in China, the doctoral researcher therefore
conducted another systematic review regarding the unmet care needs of advanced cancer
patients and informal caregivers (Wang, Molassiotis, Chung, & Tan, 2018b). The findings
showed that both advanced cancer patients and their informal caregivers had a wide range of
context-bound unmet needs. The majority of the included studies investigated the unmet needs
of either patients or caregivers using a cross-sectional study design only, and significant
heterogeneity was identified across studies regarding differences in study contexts, assessment
methods, instruments used for outcome assessment, needs classification, and reporting
methods. Due to the context-specific feature of palliative care needs, data from other contexts

cannot be directly used to develop healthcare services or interventions (Moghaddam, Coxon,
4



Nabarro, Hardy, & Cox, 2016). Therefore, it is necessary to assess and interpret the unmet
needs of advanced cancer patients and their informal caregivers comprehensively within a
given context using a multimethod research design. A qualitative study design is an
appropriate approach because it can explore participants’ in-depth experiences and subjective
feelings that cannot be measured by quantitative methods; additionally, the scope can be much
broader than of quantitative methods (Britten et al., 2002; Grypdonck, 2006). Moreover, unmet
needs assessment on the basis of viewing advanced cancer patients and informal caregivers as
a ‘whole unit’ is generally suboptimal, and more rigorous studies that comply with this concept

are needed. The doctoral research project was therefore designed to address these research

gaps.

The overall aim of this doctoral research project was to explore the palliative care needs of
advanced cancer patients and the needs of their informal caregivers through a quantitatively
driven study followed by a qualitative study by viewing advanced cancer patients and informal
caregivers as a ‘whole unit’. A cross-sectional study was conducted first to quantify the
palliative care needs of advanced cancer patients, the needs of their informal caregivers, and
the associated variables (predictors) of their needs and the relationships between the needs of
patients and their informal caregivers. Following the completion of the cross-sectional survey,
a descriptive qualitative study was designed and conducted to further explore information
needs, which was identified as a common and prominent unmet need for both advanced cancer
patients and their informal caregivers in the cross-sectional survey. The descriptive qualitative
study was built on the results of the quantitative survey, which aimed to further elaborate and
clarify both advanced cancer patients’ and their informal caregivers’ information needs and to
explore their perceptions and experiences regarding information needs through semi-
structured interviews. In addition, as the palliative care needs assessment instrument
(Problems and Needs in Palliative Care questionnaire-short version, PNPC-sv) had not been
translated for and validated among Chinese advanced cancer patients before the
commencement of the doctoral research project, a preparatory study on the psychometric

assessment of the PNPC-sv was also performed and included in this doctoral research project.
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The findings of this research project provided implications for the development of tailored and
evidence-based interventions for both advanced cancer patients and their informal caregivers,

as well as the improvement of current palliative care services in Mainland China.

1.3 Operational definitions of terms

To have a better understanding and interpretation of this research project, the following

operational definitions were used.

(1) Advanced cancer

Advanced cancer in this project refers to patients with solid tumours who were histologically or
cytologically confirmed as no longer amenable to cure and had either extensive local, regional, or
distant metastasis. According to the Tumor, Node, Metastasis (TNM) classification of malignant
neoplasm, patients with stage 111 and stage IV cancer are classified as having an advanced stage of

cancer (Au et al., 2013; Cancer Council, 2016; Cancer Research UK, 2016; Lam et al., 2014)

(2) Palliative care

The definition of palliative care is a somewhat inconsistent and complex concept. In this study, we
adopted the World Health Organization’s (WHO) (2002) proposed definition (as stated in page 3),
which emphasizes the importance of healthcare professionals being able to identify patients and
families” unmet palliative care needs and developings tailored services based on their needs. In this
research project, the unmet palliative care needs of both patients and families are to be assessed, and
the ‘families’ that are mentioned in the definition refers to the people who matter to the patients and
those who are taking care of the patients (informal caregivers). In order to minimize the heterogeneity

of the participants, we focused on cancer patients at the advanced stage and their informal caregivers.

(3) Informal caregiver

‘Caregiver is used to denote a family caregiver, rather than a professional caregiver’

(Papastavrou, Charalambous, & Tsangari, 2009, p. 128). In the present study, caregivers are



non-professional and unpaid caregivers who are nominated by the patient, including a spouse,

daughter/son, daughter-in-law/son-in-law, friend, or relative of the patient.

(4) Care needs

Care needs are defined as ‘the requirement of some action or resource in care that is necessary,
desirable, or useful to attain optimal well-being’ (as cited in Sanson-Fisher et al., 2000, p. 227).
According to Bradshaw’s (1972) taxonomy of needs, human needs is sociological context and
individual’s needs should be considered from their own perspective. In this project, the needs of

patients and their informal caregivers were assessed within Chinese context from their own perspectives.

(5) Unmet needs assessment

Unmet needs assessment is designed to identify how well and how much the needs of advanced
cancer patients and their informal caregivers have been satisfied or not (Harrison, Young, Price,

Butow, & Solomon, 2009).

1.4 Organization of the thesis

This doctoral thesis presents the palliative care needs of advanced cancer patients and their
informal caregivers through nine chapters. This chapter (Chapter One) presented a brief
introduction of the whole doctoral research project. The second chapter consists of a narrative
literature review of palliative care. Chapter Three will detail the current research status of
palliative care in Mainland China and will present the identified research directions through a
comprehensive literature review. In Chapter Four, the specific research gaps will be identified
through a systematic review. The fifth chapter will display the details of the research
methodology, including the research aim and objectives, research questions and hypotheses,
and research design for different phases of the research project. Details about the preparatory
work on the psychometric assessment of the PNPC-sv will be presented in Chapter Six. The
study results, including the results of the quantitative survey and the qualitative interviews,
will be shown in Chapter Seven and Chapter Eight, respectively. Chapter Nine will present

the discussion and conclusion of the whole doctoral research project.
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Chapter Two: A Literature Review of Palliative Care



2.1 Introduction

This chapter will present a narrative literature review and details on palliative care. Seven
sections are included in this chapter. This section (Section 2.1) is a general introduction of this
chapter. Section 2.2 will present the increasing need for palliative care worldwide and in
Mainland China. The following two sections (Section 2.3 and Section 2.4) will generally
review the definitions and the benefits of palliative care, respectively. The overall development
of palliative care worldwide and in Mainland China will be described in Section 2.5 and

Section 2.6, respectively. A summary of this chapter will be given in Section 2.7.

2.2 An increasing need for palliative care

2.2.1 Aging population

According to projections by the United Nations (UN) (2009), the population of those aged 60
years and above is expected to total 2 billion worldwide by 2050, which will represent 22% of
the total population, and approximately 120 million will live in China (World Health
Organization, 2015). The aging population has become a big concern for China (Banister,
Bloom, & Rosenberg, 2012), and the percentage of older people is expected to exceed 30% of
the total population by 2050 (World Health Organization, 2015). Older people reaching the
end of life are more likely to live with multiple debilitating diseases. In China, half of the
elderly suffer from one or more chronic diseases (National-Health-and-Family-Planning-
Commission-of-P.R.C, 2015), which decreases their quality of life and indicates a strong
demand for comprehensive healthcare services, including palliative care (World Health
Organization, 2011). Annual healthcare costs rise significantly in the final year of life (Payne,
Laporte, Deber, & Coyte, 2007), which accounts for approximately 10% of lifetime healthcare
costs (Polder, Barendregt, & van Oers, 2006). The aging population therefore contributes
considerably to increasing national healthcare costs (Alemayehu & Warner, 2004; Rice &

Fineman, 2004; Spillman & Lubitz, 2000).



2.2.2 Chronic diseases

A chronic disease is a result of a combination of genetic, physiological, environmental, and
behavioural factors (World Health Organization, 2017). Cardiovascular diseases, cancers,
chronic respiratory diseases, and diabetes are the four main types of chronic diseases (World
Health Organization, 2014). People, regardless of age and region, are all vulnerable to these
risk factors, but these conditions are more likely associated with older people (World Health
Organization, 2017). Due to the aging population, chronic diseases are not only a national
health issue but also an international health issue, and they increase the global health burden
(Geneau et al., 2010). Chronic diseases were responsible for 38 million (68%) of the world’s
56 million deaths in 2012 (Porche, 2011). China, as the biggest developing country, faces an
increasing incidence of chronic diseases, particularly cardiovascular disease and cancer. Every
year, there are around 2.6 million new cases of cancer, and four out of five are already at an
advanced stage (Li et al., 2011). By 2012, death from cancer in China has accounted for 23%

of the total deaths (World Health Organization, 2014).

2.2.3 Cancer

As a chronic disease, cancer is a major cause of morbidity and mortality worldwide. According
to a GLOBOCAN statistic (Bray, et al., 2018), approximately 18.1 million people were
diagnosed as new cases of cancer and 9.6 million died of cancer throughout the world in 2018.
The WHO estimates that more than 15 million people will be diagnosed with cancer and 10
million will die of cancer per year by 2020 (World Health Organization, 2003). The top five
cancer types are lung cancer (11.60%), breast cancer (11.6%), colorectum cancer (10.2%),
prostate cancer (7.1%), and stomach cancer (5.7%) (Bray, et al., 2018), and those five types
of cancer contribute to nearly half of the global cancer burden. When it comes to cancer-related
deaths, lung cancer ranks first with a percentage of 18.4% of all deaths from cancer, followed
by colorectum cancer (9.2%), stomach cancer (8.2%), liver cancer (8.2%), and breast cancer
(6.6%) (Bray, et al., 2018). The incidence of cancer is closely associated with age. In the age

group of 0 to 14 years old, the cancer rate is about 10 per 100,000 and the corresponding rate
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increases to 150 per 100,000 in the age group of 40 to 44 years old, reaching more than 500
per 100,000 in the age group of 60 to 64 years old (Stewart & Wild, 2014). The incidence of
cancer has strong regional distribution characteristics and is associated with regional economic
levels. More than 60% of the world’s cancer patients live in Africa, Asia, and Central and
South America, and their cancer deaths account for about 70% of the overall deaths in the
world (Bray, et al., 2018), among which more than 50% of the incidence burden occurs in Asia

and around half of the burden is in China (Bray, et al., 2018).

China, a middle-to-high income country, has an intermediate incidence rate of cancer (Stewart
& Wild, 2014). According to the statistics of National Central Cancer Registry of China
(NCCRC) (Chenetal., 2018), the crude incidence rate of cancer was about 278.07 per 100,000.
The top five cancer types in China were lung cancer (57.13/10°), breast cancer (41.82/10°).
stomach cancer (30.00/10°), colorectum cancer (27.08/10°), and liver cancer (26.67/10°). Most
of the cancer cases were diagnosed at a medium or advanced stage, which resulted in
unsatisfactory efficacy of treatment and brought many undesirable experiences to patients and
their families (Stewart & Wild, 2014). Caner has become one of the leading causes of death in
China (Feng, et al., 2019). Lung cancer (45.80/10°), liver cancer (23.31/10°), stomach cancer
(21.48/10°), esophagus cancer (14.11/10°%), and breast cancer (9.9/10%) were the leading types

of cancer that caused deaths in China (Chen et al., 2018).

With advances in cancer treatments, the illness trajectory and prognosis of cancer have
changed, and patients diagnosed with advanced cancer can now live for a relatively long period
(Kim, Schulz, & Carver, 2007; Thorne, Oliffe, Oglov, & Gelmon, 2013). However, lengthy
cancer experiences and anticancer treatments cause patients to suffer from a wide range of
problems, including physical, psychological, social, emotional, spiritual, and practical issues
(Gysels et al., 2004). Cancer-related symptoms and patients’ experiences during cancer
treatment vary across different cancer stages (Waller et al., 2012a). Cancer patients at an
advanced stage usually encounter more difficulties in optimizing their well-being compared

with those at an early-stage, which subsequently contributes to a poor quality of life and an
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increasing demand for care needs (Sanson-Fisher et al., 2000; Waller et al., 2012a). Such
‘chronic and uncertain’ conditions pose a challenge not only to healthcare services but also to

patients’ informal caregivers (Moghaddam et al., 2016).

Informal caregivers are closest to the patients and they are usually responsible for taking care
of their loved ones for a long period (Chen et al., 2015a). The long-term caregiving process is
physically and psychologically challenging, particularly when taking care of patients at an
advanced stage (Cui et al., 2014a). Many informal caregivers, including those who do not
regard caregiving as a burden, suffer from a wide range of problems, such as sleep disturbance,
anxiety, depression, and practical and financial difficulties (Grunfeld et al., 2004; Lambert et
al., 2012). Informal caregivers are therefore usually regarded as ‘fellow sufferers’ alongside
patients (Proot et al., 2004). The unmet needs of patients can increase the level of caregiver
burden (Sharpe, Butow, Smith, McConnell, & Clarke, 2005). In turn, caregivers’ problems are

closely linked with patients’ well-being (Milbury, Badr, Fossella, Pisters, & Carmack, 2013).

Unsolved problems and the unmet needs of caregivers not only decrease their own quality of
life but also affect the patients’ health outcomes negatively (Hodgkinson et al., 2007). Informal
caregivers and patients with advanced cancer are considered a ‘whole unit’ in fighting cancer
(Lambert et al., 2012). In this situation, high-quality and ‘patient-and-family-centred’ care is
needed to address the healthcare problems of both patients and their informal caregivers,
including symptom and side effects management, emotional, psychosocial, and spiritual
support, and quality of life improvement. All these aspects of support are typically categorized

under the umbrella term ‘palliative care’ (World Health Organization, 2002).

2.3 Definitions of palliative care

In addition to the commonly adopted WHO definition (World Health Organization, 2002) of
palliative care, some other definitions recommended by other organizations will be presented

in the following to help us have a better understanding of palliative care.

National Institute for Clinical Excellence (NICE)
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“The active holistic care of patients with advanced progressive illness, management
of pain and other symptoms and provision of psychological, social and spiritual
support is paramount. The goal of palliative care is achievement of the best quality of
life for patients and their families. Many aspects of palliative care are also applicable
earlier in the course of the illness in conjunction with other treatments.” (National
Institute for Clinical Excellence, Guidance on cancer services improving supportive

and palliative care for adults with cancer, 2004)

National Comprehensive Cancer Network (NCCN)

“Palliative care is a special kind of patient and family-centered health care
that focuses upon effective management of pain and other distressing
symptoms, while incorporating psychosocial and spiritual care according to
patient/family needs, values, beliefs, and cultures.” (National Comprehensive

Cancer Network , 2016)

American Society of Clinical Oncology (ASCO)

“Palliative care is focused on the relief of suffering, in all of its dimensions,
throughout the course of a patient’s illness. Palliative management focuses on
the care of patients with advanced illness or a significant symptom burden by
emphasizing honest communication about prognosis and treatment options,
setting of medically appropriate goals, and symptom management.” (Smith et

al., 2012, p. 881)

Given all the definitions mentioned above, palliative care therefore is a somewhat inconsistent
and complex concept. Some have pointed out that palliative care should focus on patients with
advanced progressive illness, whereas others have stated that palliative care should be used
once the patients’ needs are not being addressed, regardless of the stages of their life-limiting

diseases (Waller, Girgis, Currow, & Lecathelinais, 2008). Nevertheless, almost all the
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definitions emphasize that both patients and those individuals who matter to them should be

included in palliative care services.

Many other similar terms such as ‘supportive care’ and ‘hospice care’ are also commonly used
in the clinical setting and in research. To distinguish those similar terms, Hui et al. (2013)
conducted a systematic review of 46 articles and subsequently developed a conceptual
framework to promote the understanding of ‘supportive care’, ‘palliative care’, and ‘hospice
care’ (see Figure 2.1). The framework showed that the stage of the disease was a key
distinguishing factor among ‘supportive care’, ‘palliative care’, and ‘hospice care’. For
palliative care, although its service scope has gradually extended to the early stage of a disease,
the target population of palliative care is still patients who are living with advanced life-
limiting illness, particularly in regions with limited healthcare resources (Hui et al., 2013). The
proposed service scope is consistent with the WHO definition of palliative care. Considering
all the palliative care definitions above and the proposed service scope of palliative care,
palliative care is needs-based (multidisciplinary) and ‘patient-and-family-centred’ care for any
life-limiting illness at any stage, but the target population is patients at an advanced stage. In
this research project, to minimize the heterogeneity of the participants, the focus was on cancer
patients at an advanced stage and their informal caregivers. Cancer patients at any other early

stages should be explored in future.

! Supportive care

1 Palliative care

Hospice care

\ A | | J
| | | |

Disease diagnosis Early stage of disease Advanced stage of disease _

Figure 2.1 A conceptual framework for ‘supportive care’, ‘palliative care’, and ‘hospice care’ adapted from Hui et
al. (2013)

2.4 Benefits of palliative care
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Plenty of evidence has demonstrated that palliative care offers benefits to patients with life-
limiting diseases and their families (Luckett et al., 2014; Smith et al., 2014). Improving the
quality of life of patients and families is the primary goal of palliative care (Cohen, Boston,
Mount, & Porterfield, 2001), and many empirical studies have indicated that early palliative
care with needs-assessment-based services can effectively relieve the distressing symptoms of
patients with life-limiting diseases (Higginson et al., 2003), improve their quality of life (Peters
& Sellick, 2006; Rabow et al., 2013; Temel et al., 2010; Zimmermann et al., 2014), and reduce
invasive treatments at the end of life (Temel et al., 2010). For patient autonomy, integrating
advance care planning into palliative care can decrease unwanted hospital admissions (Chen
etal., 2015b). For many common end-stage diseases, patients who receive early palliative care
have a relatively longer median survival compared with those who receive standard
treatments/care (Rabow et al., 2013; Temel et al., 2010). Moreover, early palliative care can
also improve family coping and adjustment after the death of a patient (HealthTeamWorks,
2011). In addition, the implementation of palliative care can help adjust over-treatment,
promote the optimization of medical resources, and decrease the burden on the healthcare
system (Rabow et al., 2013). According to a comprehensive literature review on the cost-
effectiveness of palliative care interventions, palliative care, particularly home-based
palliative care, was most frequently found to be less costly than usual medical care, which has

been verified by many studies (Smith et al., 2014).

2.5 Development of palliative care: The global level

Palliative care began in the United Kingdom (UK) in the 1960s in response to the unmet needs
of patients with progressive and incurable illnesses and the needs of their families (Bennahum,
2003). Subsequently, palliative care has spread rapidly all over the world and has promoted
the development of care models in both developed and developing countries (Crane, 2010).
Many palliative care guidelines have been recommended by different organizations in several
countries, particularly in developed countries, based on their own national conditions and

cultural contexts (Wang et al., 2018a). A number of palliative care studies have been conducted,
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and needs-based provisions and service models and systems of palliative care have been
established and developed (Girgis et al., 2006; National Institute for Health and Care
Excellence, 2004; Richardson, Medina, Brown, & Sitzia, 2007). Different models of palliative
care services have been developed and implemented across European countries (Centeno et
al., 2007). In addition to the UK, countries such as Germany, Austria, Poland, and Italy all

have a well-developed and extensive network of hospices (Centeno et al., 2007).

According to the latest comparative analysis of palliative care development in 2011 (Lynch,
Connor, & Clark, 2013), 58% of the world’s 234 countries (n=136/234) had at least one
palliative care service; however, a small number of countries (20 countries) were categorized
as ‘hospice-palliative care services are at a stage of advanced integration into mainstream
service provision’ (Lynch et al., 2013 ). Mainland China was categorized as a ‘country where
hospice-palliative care services are at a stage of preliminary integration into mainstream
service provision’ (Lynch et al., 2013, p. 1097), and the ratio of services to population (1:8.5
million) was the highest among all the countries within this category (Lynch et al., 2013). For
quality of palliative care, the UK ranked first in the 2015 Quality of Death Index among 80
countries (The Economist Intelligence Unit, 2015), followed by Australia and New Zealand.
The availability and quality of palliative care has developed rapidly worldwide, with mainly
wealthy countries clustered at the top. Some common characteristics exist among
countries/regions with high death quality, such as “effective and efficiently national palliative
care policy frameworks”, “sufficient public financial support on healthcare services”,
“sufficient training resources for general and specialized healthcare professionals”, “wide
access to opioid analgesics”, and “strong public awareness of palliative care” (Liu & Guo,
2017, p. 13).

2.6 Palliative care in Mainland China

2.6.1 General development of palliative care

Palliative care is a new specialty in Mainland China (Crane, 2010). The first institute for end-

of-life care was established at Tianjin Medical University in 1988 (Li et al., 2011). In 1998,
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the concept of end-of-life care was first introduced in a chapter of the Chinese textbook
Community Nursing (Lin, 1998). Another textbook, Palliative Medicine, was published
afterwards (Li, 2005). Despite these earlier works, palliative care was still not an independent

discipline in medical universities until now.

Since 1998, 32 hospice units have been established throughout China by the Li Ka Shing
Foundation (2017), and these hospice units mainly provide free services such as pain management
for dying people, particularly for indigent advanced cancer patients. In 2004, the international
Collaborating Centre for Palliative Cancer Care was established in the West China University of
Medical Sciences (Liu, Xu, & Yuan, 2008). Following this development in palliative care, more
than 200 palliative care units and hospice care units in urban areas have been established to date

(Lietal., 2011).

In addition, two academic societies related to palliative care have been established in Mainland
China, which are the Committee for Rehabilitation and Palliative Care for Cancer in the Chinese
Society of Clinical Oncology and the Chinese Association for Life Care (Sun & Gu, 1999). In
2015, the China International Exchange and Promotive Association for Medical and Health Care
and Chinese Association for Humanistic and Palliative Care (CAHPC) was established (Liu &
Guo, 2017), which provided a new platform for facilitating the advance of palliative care and
medical humanities in China. In 2016, the government notice ‘Enhancement on Standardized
Cancer Diagnosis and Treatment” was released by the National Health and Family Planning
Commission (Liu & Guo, 2017), and it emphasized the optimization of cancer treatment and

care, palliative treatment, and the importance of addressing patients’ needs.

However, China is a huge and heavily populated country with severe income inequality, which
has resulted in an uneven development and distribution of palliative care and hospice units,
with a majority of these resources concentrated in major cities such as Beijing, Shanghai, and
Guangzhou (Li et al., 2011; The Economist Intelligence Unit, 2015). In many other regions,
palliative care is either totally non-existent or still at the initial stage (Zou, O’Connor, Peters,

& Jiejun, 2013), and no formal palliative care service has been incorporated in the government-
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supported mainstream healthcare system (Li et al., 2011). Funding for the promotion of
palliative care services mainly comes from charitable donations and philanthropic activities
such as the Li Ka Shing Foundation (Zou et al., 2013). Guidelines and standards on palliative
care services are still scant. Healthcare resources for palliative care are mostly allocated in
tertiary hospitals, while community-based and home-based palliative care services are still
limited. Approximately 90% of patients with advanced cancer cannot access palliative care
due to the lack of palliative care services (Li et al., 2011). According to the 2015 Quality of
Death Index (The Economist Intelligence Unit, 2015), China ranked 71st out of 80 countries,
which indicates that the availability, affordability, and quality of palliative care for Chinese

patients are still suboptimal, and there is considerable room for further enhancement.

2.6.2 Importance of research for palliative care development

The lack of national policy support and guidelines is one of the main barriers to progress in the
development of palliative care services in Mainland China (Liu & Guo, 2017). Research has
played an important role in the development of palliative care services in Mainland China and
being able to draw on research evidence is one of the important facilitators for policymaking and
practice (Ritter, 2009). Regarding palliative care research, there has been a limited number of
registered trials so far in Mainland China. More rigorous studies within the Chinese cultural
context are needed to provide more high-quality evidence to improve palliative care services and
persuade policymakers of its benefits. For the overall research status of palliative care in
Mainland China, it remains unclear and no systematic review has been conducted thus far. Only
three narrative reviews (Li et al., 2011; Liu & Guo, 2017; Zou et al., 2013) have been carried
out, and these have mainly focused on the status of current palliative care practices and existing
barriers/challenges to the development of palliative care in Mainland China. The current research
status of palliative care in Mainland China therefore should be explored to identify specific

research directions for further research and practice of palliative care in Mainland China.

2.7 Summary of this chapter
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This chapter provided a narrative literature review of palliative care, which is needs-based
(multidisciplinary) and ‘patient-and-family-centred’ care for life-limiting illness. Due to the aging
population and high incidence of chronic diseases, there is an increasing need for palliative care
worldwide. China, as the most populous country, is currently facing an aging population and an
increasing incidence of chronic diseases like cancer. In the past decades, many palliative care
guidelines and needs-based palliative care service models and systems have been developed and
established in many countries based on their own national conditions and cultural contexts,
particularly in several developed countries. However, palliative care is regarded as a new specialty
in Mainland China. Although hundreds of palliative care units and hospice care units have been
established to date, the distribution is uneven, with the majority of these units in major cities. In
many other rural areas, palliative care is totally non-existent or at the initial stage. Due to the lack
of palliative care services, the majority of advanced cancer patients have not received the benefits

of palliative care.

Given the differences in cultural contexts, palliative care service models and systems in other
countries cannot be directly applied in China, and culturally tailored palliative care services are
needed. Research evidence is generally regarded as one of the important facilitators for practice
and policymaking. In this situation, highly rigorous studies within the Chinese cultural context are
needed to provide high-quality evidence of the need to improve palliative care practices and to
persuade policymakers of the benefits of palliative care. Over the past decades, many studies have
been conducted (as those included and analysed in Chapter 3), but the overall research status of
palliative care in Mainland China remains unclear, and no systematic review has been conducted
thus far. The following chapter will present a comprehensive review conducted systematically by
the doctoral researcher, which intended to obtain an overview of the current research status of
palliative care in Mainland China and to draw potential research directions for this doctoral

research project, as well as implications for further research and practice.
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Chapter Three: Systematic Review I: Identification of Research Directions
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3.1 Introduction

The overview of current research status of palliative care in Mainland China is presented in
this chapter through a comprehensive review which was conducted systematically by the
doctoral researcher. This review was conducted based on a review guide that developed by
extracting key and commonly emphasized information from existing international palliative
care guidelines and definitions. The identified research status and the limitations retrieved
from the current studies served as potential research directions in this doctoral research project.
This chapter consists of four sections. The first section (Section 3.1) shows a general
introduction of this chapter; Section 3.2 will present the whole systematic review, including
the study objectives, study methods, review findings, discussion of the study results, and
summary of the identified evidence. The identified research gaps and implications for this
doctoral research project will be displayed in Section 3.3. Section 3.4 will be a summary of
this chapter. It should be noted that this systematic review has already been published in an
international peer-reviewed journal (Wang et al., 2018a). In order to fit the structure and
organization of this doctoral thesis, the major contents and text citations styles and reference
list of this review have been slightly modified based on the published one. Permission for
using the article in this doctoral thesis has been granted by the publisher (Tao Wang, Alex
Molassiotis, Betty Pui Man Chung, and Jing-Yu Tan, Current research status of palliative care
in  Mainland China, Journal of Palliative Care. 2018, 33(4), 215-241. DOI:
10.1177/0825859718773949. with permission of SAGE under the Green Open Access:

SAGE’s Archiving and Sharing Policy.).

3.2 Systematic review: Current research status of palliative care in Mainland China

3.2.1 Study objectives

This study aimed to obtain an overview of the current research status of palliative care in
Mainland China and identify research directions for this doctoral research project and future
studies by characterizing palliative care studies conducted among patients with life-limiting

illness in Mainland China and published in a peer-reviewed journal before November 2016.

21



3.2.2 Methods

A review guide with 7 categories was developed by extracting key and commonly emphasized
information from existing international palliative care definitions (Center to Advance
Palliative Care, 2015; National Comprehensive Cancer Network, 2016; National Institute for
Clinical Excellence [Improving supportive and palliative care for adults with cancer], 2004;
Smith et al., 2012; World Health Organization, 2002; Zagonel et al., 2009) and guidelines (A
National Framework and Preferred Practices for Palliative and Hospice Care Quality, 2012;
Clinical Guideline in Palliative Care, 2012; Clinical Practice Guidelines for Quality Palliative
Care, 2013; Evidence-based Guideline: Palliative Care for Patients with Incurable Cancer,
2015; National Comprehensive Cancer Network, 2016; Health Care Guideline: Palliative Care
for Adults, 2013) through content analysis (Graneheim & Lundman, 2004; Robinson, Gott, &
Ingleton, 2014) to guide the review toward a highly systematic and structured approach (see
Table 3.1 for an example of the process of data extraction and synthesis). The seven categories
were ‘palliative care education and training,” ‘palliative care screening and timely identification,’
‘palliative care needs assessment and implementation,” ‘advanced decision-making,’ ‘caring for
patients at the end of life,” ‘death and bereavement care,” and ‘psychological support for
palliative care providers’ (see Table 3.2 for details). The seven categories of the review guide
serve as evidence and outline on the manner in which relevant studies are identified and

categorized in this study.
3.2.2.1 Eligibility criteria of the included studies

The inclusion criteria for the current review were as follows: (1) original research articles with
a clearly described study design; (2) any study design type, including quantitative, qualitative,
and mixed-methods approaches; (3) any study topic that fell within one of the extracted
categories of the review guide; (4) studies were conducted in Mainland China, and the
participants were Chinese adults; and (5) articles written in Chinese if published in peer-
reviewed core Chinese journals as categorized by the Chinese Science Citation Database,

Institute of Scientific and Technical Information of China, and General Core Journals of China,
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and articles written in English if published in international peer-reviewed journals. The
exclusion criteria were as follows: (1) reviews, conference articles, and empirical studies
without any data analysis; (2) articles without any description of the study design; and (3) the
participants were Chinese, but the studies were conducted in regions other than Mainland
China, such as Hong Kong, Taiwan, and Macau given that the health-care systems in these

regions differ from that in Mainland China.
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Table 3.1 Examples of meaning contents, condensed meaning contents, and categories

Meaning Contents

Condensed Meaning Contents

Category

Guideline 1 (NCCN, 2016): ‘Educational programs should be provided to all health care professionals and
trainees so they can develop effective palliative care knowledge, skills and attitudes’ (p. MS-8).

‘Clear, consistent, and empathetic communication with the patient and family about the natural history of
the cancer and its prognosis is at the core of effective palliative care’ (p. MS-9). ‘Training in
communication has been shown to improve clinician communication skills” (p. MS-9).

‘Effective training in palliative care can also positively impact provider, patient and caregiver quality of
life’ (p. MS-8).

Guideline 2 (Palliative care for adults, 2013):‘Provide education to clinicians, patients and families
regarding the elements and appropriateness of palliative care’ (p. 12). ‘Prior to implementation, is important
to consider current organizational infrastructure that address the following: System and process design,
and...” (p. 52).

Guideline 3 (Evidence-based Guideline: Palliative care for patients with incurable cancer, 2015): One of
the principles for palliative care providers who care for patients with incurable cancer is ‘Be prepared to get
more continuing education’ (p. 26). For the qualifications of palliative care professionals, ‘acquired by
training courses and/ or further education’ (p. 75).

Guideline 6 (A National Framework and Preferred Practices for Palliative and Hospice Care Quality,
2012): ‘Provide continuing education to all healthcare professionals on the domains of palliative care and

hospice care’ (p. VII).
‘Provide adequate training and clinical support to assure that professional staff are confident in their ability

to provide palliative care for patients’ (p. VII).
‘Hospice care and specialized palliative care professionals should be appropriately trained, credentialed,
and/or certified in their area of expertise’ (p. VII).

Palliative care education and training
should be provided to healthcare staffs
(or patients and/or families) as it can
produce positive effects on

providers, patients and caregiver

Palliative care education and
training should be provided
prior to its implementation

Palliative care education and
training is one of the
necessities of qualified
professionals

Palliative care education and
training should be provided to
make the professionals
qualified

Palliative care
education
and training
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Table 3.2 Seven collected categories and interpretations

Categories

Sub-categories

Interpretations

Category 1: PC
education and
training

PC education and training programme for professionals (or patients and/or families) is one of the most
crucial components of PC. This programme makes professionals qualified and facilitates positive effects
on providers, patients, and caregivers

Category 2: PC
screening and
timely identification

Whenever and wherever a patient is diagnosed with a life-limiting conditions, health-care professionals
should have the consciousness to screen and identify whether the patient will benefit from PC regardless
of the stage of the disease based on certain criteria and/or checklists

Category 3: PC needs
assessment and
implementation

Assessment and management of
physical symptoms

Assessment and management of
psychosocial distress

Assessment of educational and
information needs

Assessment and management of
cultural and spiritual needs

PC quality reassessment

- PC needs assessment is an important precondition for developing tailored PC interventions. Methods
including standardized and validated scales and communication or discussion among patients, families,
and professionals can be used for PC needs assessment

- On the basis of the results of PC needs assessment, if/when appropriate, multidisciplinary providers
may consider adopting PC interventions, including pharmacologic and/or non-pharmacologic ones to
address undesirable symptoms, which include physical symptoms (e.g., pain, dyspnea, nausea and
vomiting, insomnia, fatigue, and constipation), psychosocial distress (anxiety, depression, financial
burden, and social relationship), educational and information needs (diagnosis- and prognosis-related
information), and cultural and spiritual needs

- Dynamic reassessment should be performed to identify if the palliative intervention/plan meets
patients’ and families’ needs. Reassessment should be ongoing throughout the total PC process

Category 4.
Advanced
decision-making such
as advance directives

Advanced decision-making should be initiated among patients and their families when patients have the
ability to make decisions. The decision-making should consider patients’ preferences and wishes, and
decisions should be recorded and documented in medical records

Category 5: Caring
for

patients at the end-of-
life

Treatment decisions and measures should be medically sound on the basis of patients’ and families’
needs, wishes, and values. Preserving patients’ dignity and comfort is the foremost component

Category 6: Death
and
bereavement care

Comprehensive care can be provided for patients’ families and caregivers based on their cultures and
customs after patients’ death. This assistance includes immediate issues and bereavement care for
patients’ families

Category 7:
Psychological
support for PC
providers

PC providers encounter the death of patients and deal with grief, which can cause burnout, compassion
fatigue, and/or moral distress. However, relevant evidence-based interventions are not included

Note: PC is palliative care.
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3.2.2.2 Information sources and search strategies

Ten databases were searched by two independent researchers from the inception of their online
cataloging to November 2016, which included PubMed, CENTRAL, CINAHL, EMBase,
PsycINFO, Web of Science, Wan Fang Data, China National Knowledge Infrastructure
(CNKI), Chongging VIP (CQVIP), and Chinese Biomedical Literature Database (CBM). No
restriction was set for the types of study design when conducting electronic database searches.
Additional sources including the reference list of the included publications, were also screened
by the review authors to determine whether any additional publication could be identified for
possible inclusion. Relevant English and Chinese MeSH terms, key words, and free words
identified from the seven extracted categories of the review guide were included in the search

terms. Table 3.3 lists the relevant search terms and one representative search strategy

(PubMed) of this review.

Table 3.3 Selected search strategies (PubMed) 2

PubMed

ID

Search Strategies

#1

Search (((((CC(C((((((((((Palliative care[MeSH Terms]) OR Palliative medicine[MeSH
Terms]) OR Palliative care[Title/Abstract]) OR Palliative therap*[Title/Abstract]) OR
Palliative treatment*[Title/Abstract]) OR Palliative care medicine[Title/Abstract]) OR
Palliative nursing[Title/Abstract]) OR Palliative care nursing[Title/Abstract]) OR
(Hospice[Title/Abstract] OR Hospice care[Title/Abstract]) OR Terminal
care[Title/Abstract]) OR Terminal ill[Title/Abstract]) OR Hospice[Title/Abstract]) OR
Home care service[Title/Abstract]) OR Attitude to death[Title/Abstract]) OR
Endstage[Title/Abstract]) OR End-stage[Title/Abstract]) OR Hospice
nursing[Title/Abstract]) OR End of life[Title/Abstract]

#2

Search (("education"[MeSH Terms]) OR "education"[Title/Abstract]) OR
"training"[Title/Abstract]

#3

Search ("'screening”[Title/Abstract]) OR "early palliative care"[Title/Abstract]

#4

Search ((((((((((("needs assessment"[MeSH Terms]) OR "pain"[MeSH Terms]) OR
"dyspnea”[MeSH Terms]) OR "constipation"[MeSH Terms]) OR "anorexia"[MeSH
Terms]) OR "cachexia"[MeSH Terms]) OR "nausea"[MeSH Terms]) OR
"vomiting"[MeSH Terms]) OR "anxiety"[MeSH Terms]) OR "depression"[MeSH Terms])
OR "spirituality"[MeSH Terms]) OR "emotions"[MeSH Terms]

#5

Search (((CCCCCCCCC(" needs assessment"'[ Title/Abstract]) OR "assessment of
healthcare needs"[Title/Abstract]) OR "care needs"[Title/Abstract]) OR
"needs"[Title/Abstract]) OR "symptom assessment"[Title/Abstract]) OR "symptom
management”[Title/Abstract]) OR "management"[Title/Abstract]) OR "physical
suffering"[Title/Abstract]) OR "pain”[Title/Abstract]) OR "dyspnea"[Title/Abstract]) OR
"breath shortness"[Title/Abstract]) OR "breathlessness"[Title/Abstract]) OR
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"constipation”[Title/Abstract]) OR "dyschezia"[Title/Abstract]) OR
"insomnia”[Title/Abstract]) OR "psychological"[Title/Abstract]) OR
"emotional"[Title/Abstract]) OR "spiritual”[Title/Abstract]) OR "nausea"[Title/Abstract])
OR "vomiting"[Title/Abstract]) OR "anorexias"[Title/Abstract]) OR
"cachexia"[Title/Abstract]) OR "anxiety"[Title/Abstract]) OR "depression”[Title/Abstract])
OR "symptom control"[Title/Abstract]

#6 Search ((("advance care planning"[MeSH Terms]) OR "advance care
planning”[Title/Abstract]) OR "advance health care planning”[Title/Abstract]) OR
"advance directives"[Title/Abstract]

#7 Search ("quality palliative care"[Title/Abstract]) OR "quality"[Title/Abstract]

#8 Search ((("dying patient"[Title/Abstract]) OR "end of life"[Title/Abstract]) OR
"terminal"[Title/Abstract]) OR "end stage"[Title/Abstract]

#9 Search (((("bereavement”[MeSH Terms]) OR "grief"[MeSH Terms]) OR
"bereavement”[Title/Abstract]) OR "bereavement care"[Title/Abstract]) OR "grief
care"[Title/Abstract]

#10 | Search (((((("psychological support"[Title/Abstract]) OR "oncologist"[Title]) OR
"physician”[Title]) OR "nurse"[Title]) OR "health care professional”[Title]) OR "health
care professional”[Title]) OR "health care provider"[Title]

#11 | #2 OR #3 OR #4 OR #5 OR #6 OR #7 OR #8 OR #9 OR #10

#12 | Search ((((((((China[MeSH Terms]) OR People's Republic of China[Title/Abstract]) OR
Mainland China[Title/Abstract]) OR Chinese[Title/Abstract]) OR Chinese
Mainland[Title/Abstract]) OR Manchuria[Title/Abstract]) OR Mandarin[Title/Abstract])
OR Sinkiang[Title/Abstract]) OR Inner Mongolia[ Title/Abstract]

#13 | #1 AND #11 AND #12

3 1was the search strategy for “palliative care”; #2, #3, #4, #5, #6, #7, #8, #9 and #10 were the search strategies for
the seven categories of the review guide; #12 was the search strategy for “China”. PubMed was the first electronic
database used for literature search, and search strategies used in other databases were adapted from PubMed.

3.2.2.3 Study selection and data collection

After the completion of the literature search, possible duplications were identified using
reference management software. Two review authors (WT and TJY) then selected the
potentially eligible studies by checking the title and abstract of the remaining articles
independently. The full-text versions of potentially eligible articles were obtained for the final
assessment of their inclusion. Disagreements were solved via group discussions, and, if

necessary, a third party was involved to reach a final consensus.

The characteristics of the included studies were extracted and checked independently by the
two review authors through extraction forms that were piloted prior to the current review. The
data extraction form includes information regarding first author, year of publication,
country/region, study sites, aims/ objectives of the study, study design, sample, and relevant

research findings. Disagreements were settled via group discussions with a third party as well.
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3.2.2.4 Quality assessment of the included studies and data analysis

A quality appraisal of the included studies is commonly recommended for a systematic review,
particularly when the scope of sampling is narrow and when the study design is similar
(Robinson et al., 2014).The current review included studies with quantitative, qualitative, or
mixed-methods approaches, which makes the quality evaluation difficult (Whittemore &
Knafl, 2005).More importantly, the review aimed to explore what has been done in terms of
palliative care research in Mainland China without any emphasis on study quality. Therefore,

no quality appraisal of the included studies was performed.

Approaches to data synthesis should be determined by the review questions and the
heterogeneity of the included studies (Ryan, 2013). If the included studies exhibit significant
heterogeneity, then quantitative data synthesis is generally not recommended, and descriptive
analysis can be adopted instead (Ryan, 2013). For the current review, studies were identified
on the basis of any of the seven categories, and the heterogeneity of these studies was high
with different research objectives, research designs, interventions, and outcome assessments,

and thus, descriptive analysis was adopted for the review.

3.2.3 Results

3.2.3.1 Characteristics of the included studies

A total of 4440 studies conducted in Mainland China were identified by searching the 10
electronic databases, and 54 relevant studies (detailed characteristics of the included studies
are shown in Table 3.4 to Table 3.8) were eventually included in the review (see Figure 3.1

for the selection process).

The 54 studies, including 27 in English and 27 in Chinese, were published between 2005 and
2016. Twenty-one studies were conducted in Shanghai, a major and developed city in
Mainland China. The majority (33/54) of the studies recruited patients with cancer, of which
28 (28/33) included patients with advanced cancer. Ten studies focused on health-care
professionals, and 9 focused on the families/informal caregivers of patients with cancer. Only

a few studies recruited patients with other chronic conditions, for instance chronic obstructive
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pulmonary disease (COPD) (Liu, Cui, Huang, & Lu, 2016), HIV (Sheng, Qiu, He, Juniper, &
Zhang, 2010), and renal failure (Lv, Xue, & Tan, 2014). Of the studies within each category,
three focused on ‘palliative care education and training’ (category 1) (Liu, Xu, & Yuan, 2008;
Liu & Yuan, 2009a, 2009b), five were related to ‘palliative care screening and timely
identification’ (category 2) (Gu, Cheng, Chen, Liu, & Zhang, 2016a; Gu, Cheng, Chen, Liu,
& Zhang, 2016b; Huang et al., 2014; Liu et al., 2013; Zhou, Cui, Lu, Wee, & Zhao, 2009), 31
were about ‘palliative care needs assessment and implementation’ (category 3) (detailed
characteristics of the included studies are shown in Table 3.6), 12 concentrated on ‘advanced
decision-making’ (category 4) (Gu et al., 2016b; Hong, 2015; Li & Li, 2016; Li, Zhou, & Luo,
2014; Liu et al., 2015; Wang, 2012; Wang, Hu, Lu, & Gu, 2011; Wang, Hu, Lu, & Gu, 2012b;
Wang etal., 2016; Wang, Lu, Hu, & Gu, 2012a; Zhang, Chen, Gu, Liu, & Cheng, 2015; Zhang,
Xie, Xie & Liu, 2016c), and the remaining four investigated ‘caring for patients at the end of
life’ (category 5) (Dong et al., 2016; Gu, Cheng, Cheng, Liu, & Zhang, 2015b; Zheng, Dong,
Qiang, & Wang, 2013; Zheng, Guo, Dong, & Owens, 2015). No relevant study relating to the
other two categories, ‘death and bereavement care’ (category 6) and ‘psychological support

for palliative care providers’ (category 7), was identified.
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Studies identified through search of 10 databases (N=4440)

Wan Fang (n=670), CNKI (n=638), CQVIP (n=737), CBM (n=228), PubMed (n=905), CINAHL
(n=279), EMBase (n=442), Cochrane (n=329), PsycINFO (n=123), Web of Science (n=89)

L | Duplication(N=1760)

\ 4
Browsing title and abstract of each study (N=2680)

> | Studies excluded (N=2297)

\
Browsing and checking the journal of each study (N =383)

> | Journalsnot meeting the criteria
(N=262)

A 4
Full-textarticles evaluated for eligibility (N=121)

Full-textarticles excluded (N=67)

* Reviews (n=37)

* Participants not meeting the
criteria (n=12)

* Unrelated topics (n=11)

* Duplications(n=7)

Studies included in this review (N= 54)

Wan Fang (n=24), CNKI (n=1), CQVIP (n=1),CBM (n=1), PubMed (n=5), CINAHL (n=15),
EMBase (n=5), Cochrane (n=0), PsycINFO (n=1), Web of Science (n=1)

Figure 3.1 Study selection process
3.2.3.2 Category 1: Palliative care education and training

Three studies (Liu et al., 2008; Liu & Yuan, 2009a, 2009b) focused on education and training
in palliative care for health-care professionals, with 1 published in English and 2 in Chinese
(see Table 3.4). These studies were conducted by the same research team in Shanghai. Study
1 investigated (Liu et al., 2008) the palliative care training needs of nurses using a self-

designed questionnaire, and the psychometric properties of this questionnaire were not
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reported. The most preferable training content of nurses was ‘communication skills’, which
was followed by ‘psychological care’, ‘symptom care’, ‘moral and ethical issues’, ‘terminal
care’, and ‘overview of palliative care’. (Liu et al., 2008) Study 2 considered (Liu & Yuan,
2009a) the ‘level” of the hospital (ie, primary, secondary, and tertiary levels) and explored the
common and individual palliative care training needs of nurses in hospitals of different levels
using the same questionnaire as in Study 1. Nurses in primary- and secondary-level hospitals
had great needs in terms of defining palliative care and basic care, whereas nurses in tertiary-
level hospitals had great needs in terms of ethical and moral issues within the palliative care
context. A third study (Liu & Yuan, 2009b) formed a 6-module training programme for nurses
through a 2-round Delphi survey with 36 professional experts, which included experienced
nursing researchers, nursing teachers, clinical nurses, and oncology physicians. The training
programme developed by the Delphi panel consisted of 69 items within the 6-module training
programme, included content such as ‘palliative care overview’, ‘symptom care’,
‘psychological care’, ‘communication and exchange’, ‘ethics and laws’, and ‘terminal care’.

(Liu & Yuan, 2009b)
3.2.3.3 Category 2: Palliative care screening and timely identification

Five articles (Gu et al., 2016a, 2016b; Huang et al., 2014; Liu et al., 2013; Zhou et al., 2009)
published in English were included in the ‘palliative care screening and timely identification’
category, 3 of which were retrospective study designs (see Table 3.5). Three of the studies
(Huang et al., 2014; Liu et al., 2013; Zhou et al., 2009) focused on exploring the prognostic
factors for life expectancy (1 and 3 months) (Huang et al., 2014; Zhou et al., 2009), with the
common factors identified being performance status (Karnofsky performance status [KPS]),
dyspnea, lack of appetite, and edema. The other 2 studies used the time interval from admission
to palliative care unit to patient death to identify whether patients with advanced cancer were
referred in a timely manner, with the median time intervals being 21 and 16 days (Gu et al.,

2016a, 2016b), respectively.
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Table 3.4 Characteristics of the included studies on palliative care education and training (Category 1, N=3) @

Author,
Setting, and Aims/Objectives Methods Relevant Findings
Year
S1°: Liu, et To explore the Cross-sectional study Important sequence of PC training contents based on nurses’
al., 2008 needs for PC Convenience sampling needs: communication skills, psychological care, symptom care,
An oncology training contents | Sample size:148 moral and ethics, terminal nursing, and overview on palliative care
hospital in and the relevant | Valid respondents: 131 (91.3%) Influential factors:
Shanghai influential factors | Questionnaire: a self-designed questionnaire (93 items) (1) The length of service of the nurse was positively related to
(in Chinese) | in oncology nurses | without specifying the psychometric properties psychological care, communication skills, and moral and ethics
professional.
(2) The professional title of the nurse was positively related to
communication skills.
S2: Liu, & To analyze the Cross-sectional study Important and common training contents: 24 common training
Yuan, 2009a common and Stratified sampling, including 15 hospitals (8 hospitals for | contents for different hospital levels
Shanghai individual PC the primary level, 4 hospitals for the secondary level, and | Individual training contents:
(in Chinese) training needs 3 hospitals for the tertiary level) (1) Primary-level hospital: the concept of PC, basic care, and
among nurses in | Sample size: 405 bereavement support
different hospital | Valid respondents: 340 (83.9%) (2) Secondary-level hospital: the overview of PC, basic care,
levels Questionnaires: the same self-designed questionnaire of and pain management
S13 (3) Tertiary-level hospital: radiotherapy and chemotherapy care
and ethical and moral problems in PC
S3: Liu, & To construct the | Development of the initial questionnaire (the same as S13! | A six-module training programme with 69 training items was
Yuan, 2009b PC-related and S2 %): constructed (pp. 453-454):
Shanghai training contents Literature review + experts’ comments + group (1) ‘overview of the palliative care’-8 items
(in English) for clinical nurses | discussion (2) ‘symptom care’—24 items

Expert panel: 50 experts were invited on the basis of
specific criteria, and 36 experts gave their responses.
Two-round Delphi studies were conducted:
Round 1: emailed the questionnaire (36 experts)
Round 2: stamped the guestionnaire (36 experts)

(3) ‘psychological care’—15 items

(4) ‘communication and exchange’—13 items
(5) “ethics and laws™—5 items

(6) ‘terminal care’—4 items

Notes: Abbreviations PC, palliative care. ® S: study. 2 All three studies were performed by the same research group.
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Table 3.5 Characteristics of the included studies on palliative care screening and timely identification (Category 2, N=5)

Author, Year,

Setting, and Aims/Objectives S;m;%;:] Participants Measurements Outcomes
Language
S1%: Guetal., To investigate the Retrospecti 759 patients with Time interval: from PCU enrollment to | The median LOS (days) was 21 days.
2016a PC referral time of ve study, advanced cancer the death of patients (LOS) and longer long | The LOS presented an increasing trend in the recent
A cancer center, patients with data in LOS indicated early referral years (2007-2013) although the statistic difference
Shanghai advanced cancer 2007-2013 insignificant (p =0.157).
(in English)
S2: Zhou et al., To explore a Retrospecti 1,019 patients with Symptoms/signs 10 prognostic factors: loss of weight, nausea, difficulty
2009 prognostic scale for ve study, advanced cancer: Performance status: Karnofsky | swallowing, edema, cachexia, breathlessness,
A hospice center, predicting life data in Training set : 814 Performance Status (KPS) dehydration, gender, low KPS, and QOL
Shanghai expectancy in 2003-2007 | Testing set®: 205 Quality of life (QOL): a Chinese version | The cutoff point of 3-month survival was 28: >28
(in English) patients with QOL scale means that survival time is more likely less than 3
advanced cancer Survival time months.
The accuracy rate: >65.4% (testing set)
S3: Huang, et al., Todevelop a Prospective 309 patients with Symptoms/signs 8 prognostic factors: low KPS, dyspnea, cognitive
2014 prognostic scale of study terminal cancer: Performance status: KPS impairment, leukocytosis, loss of appetite, edema, and
Two cancer survival in Chinese Training set: 181 Laboratory variables: white blood cell and | increased urea and alanine transaminase concentrations
centers, Wuhan patients with terminal - Testing set: 128 platelet counts, lymphocyte percentage, | The cutoff point of one-month survival was 4; scores
(in English) cancer urea, and calcium more than 4 indicated a high risk of survival for less than
one month.
S4: Liuetal., To investigate the Cross- 163 patients with end- | Performance status: KPS Five independent risk factors: low KPS, fatigue, lack
2013 independent risk sectional stage cancer Prevalence and severity of common | of appetite, dyspnea, and age (RR =0.797, 1.581, 1.122,
A hospital, factors for the survival study symptoms:  Edmonton ~ Symptom | 1.123,and 1.022)
Xuzhou of patients with end- Assessment Scale (ESAS)
(in English) stage cancer
S5: Guetal., To investigate the Retrospecti 436 patients with Time interval: from PCU enrolimentto the | The LOS was 16 days (range: 1-179 days).
2016b associated factors of ve study, advanced cancer death of patients (LOS) and long LOS | Associated factors were present in Table 7 (Category 4)
A PCU, Shanghai decision-making in data in indicated early referral
(in English) patients with terminal | 2007-2013

cancer ¢

Notes: Abbreviations: PC: palliative care. PCU: palliative care unit; LOS: length of stay; 2S: study. ® The “training set” means the group of patients for developing the scale; ¢ The
‘testing set” means the group of patients for validation study; ¢ This study was included in Category 2 (because the data of LOS was mentioned) and Category 4.
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3.2.3.4 Category 3: Palliative care needs assessment and implementation

Palliative care needs assessment. Twelve studies (Cui et al., 2014a, 2014b; Deng, Lin, &
Law, 2015a; Gu, Shi, & Yuan, 2015a; Hong, Song, Liu, Wang, & Wang, 2014; Hu et al., 2015;
Liu, 2008; Liu, Cui, Huang, & Lu, 2016; Sheng et al., 2010; Wang, Shen, & Xu, 2011; Yan,
2013; Zhang et al., 2016a) explored palliative care needs assessments, with eight published
(Cui et al., 2014a, 2014b; Deng et al., 2015a Hong et al., 2014; Hu et al., 2015; Sheng et al.,
2010; Wang et al., 2011; Zhang et al., 2016a) in English and four published (Gu et al., 2015a;
Liu, 2008; Liu et al., 2016; Yan, 2013) in Chinese (see Table 3.6). Three cross-cultural
validation studies (Hu et al., 2015; Yan, 2013; Zhang, et al., 2016a) aimed at introducing new
instruments for conducting needs assessments to Mainland China, including the McGill
Quality of Life Questionnaire (MQOL) (Hu et al.,, 2015), EORTC Quality-of-Life
Questionnaire-Core 15-Palliative Care (QL-C15-PAL) Scale (Zhang et al., 2016a), and

Palliative Care Outcome Scale (POS) (Yan, 2013).

Six studies (Cui et al., 2014a, 2014b; Gu et al., 2015a; Liu, 2008; Liu et al., 2016; Wang et al.,
2011) adopted a cross-sectional design to assess palliative care needs. Three of the studies (Cui
etal., 2014b; Gu et al., 2015a; Wang et al., 2011) assessed the palliative care needs of patients
with advanced cancer, one study (Cui et al., 2014b) evaluated the needs of the informal
caregivers of patients with advanced cancer, one study (Liu, 2008) evaluated the palliative
care needs of patients with advanced cancer and their informal caregivers, and one study (Liu
et al., 2016) focused on patients with COPD. The majority of these studies explored palliative
care needs more from the perspectives of patients with advanced cancer than from the
perspectives of informal caregivers or health-care professionals. The sample sizes of the 6
studies ranged from 108 to 649. The adopted scales were Functional Assessment of Cancer
Therapy—General (FACT-G) (Wang et al., 2011), MD Anderson Symptom Inventory
(MDASI-C) (Wang et al., 2011), MQOL (Cui et al., 2014a), POS (Liu et al., 2016), KPS (Cui,
et al., 2014a; Liu et al., 2016), Hospital Anxiety and Depression Scale (HADS) (Liu et al.,
2016) and self-designed questionnaires with (Cui et al., 2014b; Liu, 2008) or without (Gu et

al., 2015a) testing their psychometric properties. The commonly identified palliative care
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needs of patients with cancer were physical symptoms, including fatigue (Cui et al., 2014a;
Liu, 2008; Wang et al., 2011), pain (Cui et al., 2014a; Liu, 2008), and dyspnea (Cui et al.,
2014a); education and information needs related to their disease (Liu, 2008); and psychosocial
needs and family support (Gu et al., 2015a; Liu, 2008). The identified needs of informal
caregivers were illness-related information (Cui et al., 2014b; Liu, 2008), symptom
management for the patients (Cui et al., 2014b), and psychological and technical support from

health-care professionals (Cui et al., 2014b; Liu, 2008).

The other three studies (Deng et al., 2015a; Hong et al., 2014; Sheng et al., 2010) adopted
qualitative study designs to explore palliative care needs. One study (Hong et al., 2014)
assessed the needs of patients with cancer through a focus group discussion, identifying five
needs, including ‘informational needs’, ‘emotional and psychological needs’, ‘technical
support needs’, ‘social resource mobilization’, and ‘palliative care in certain stage’. One study
(Sheng et al., 2010) focused on patients with end-of-life HIV and through a focus group
discussion identified three palliative care needs, including ‘be accepted by others’, ‘mental
health care and support from professionals’, and ‘more material support from the government’.
Another study (Deng et al., 2015a) explored the spiritual needs of hospice patients (mainly
patients with advanced cancer) and identified two particular needs, including ‘having a nice

day without pain’ and ‘wishes of family health and happiness’.

Palliative care implementation. Nineteen studies (Chen et al., 2014; Chen, Ju, Lu, & Shi,
2008; Deng, Deng, Liu, Xie, & Wu, 2015b; He, Wang, & Liu, 2005; Huang & Wang, 2016;
Lai, Zhou, & Qu, 2013; Li, 2013; Lv et al., 2014; Peng, Wang, Wei, Lu, & Zhan, 2005; Wang,
2009; Xiao, Kwong, Pang, & Mok, 2012, 2013; Yang, 2012; Yang, Liu, & Huang, 2016; Yao,
etal., 2016; Zhang, Fan, Wu, & Lin, 2016b; Zhang, Zhu, Liu, Hui, & Mu, 2015a; Zhang, Qiu,
Zhou, Liu, 2013; Zhu Sun, & Zhang, 2016) focused on palliative care implementation, five
(Chen et al., 2014; Deng et al., 2015b; Lv et al., 2014; Xiao et al., 2012, 2013) of which were
published in English and the others (Chen et al., 2008; He et al., 2005; Huang & Wang, 2016;
Lai etal., 2013; Li, 2013; Peng et al., 2005; Wang, 2009; Yang, 2012; Yang et al., 2016; Yao,

et al., 2016; Zhang et al., 2016b; Zhang et al., 2015a; Zhang, et al., 2013; Zhu et al., 2016) in
35



Chinese (see Table 3.6). Seven studies (He et al., 2005; Li, 2013; Peng et al., 2005; Xiao et
al., 2013; Yang, 2012; Yang et al., 2016; Zhang et al., 2015a) were randomized controlled
trials (RCTs), six were single-group pre—post studies (Chen et al., 2008; Deng et al., 2015b;
Lai et al., 2013; Wang, 2009; Yao, et al., 2016; Zhang et al., 2016b), four were controlled
clinical trials (Chen et al., 2014; Huang & Wang, 2016; Zhang, et al., 2013; Zhu et al., 2016),
and the other two were a case study (Lv et al., 2014) and a qualitative study (Xiao et al., 2012).
The majority of the included studies (17 studies) focused on patients with cancer and their
family members, and only 2 studies focused on patients with other terminal diseases [ie, renal
failure (Lv et al., 2014) and mixed terminal diseases (Zhu et al., 2016)]. In terms of the
disciplines involved in the palliative care intervention, the providers of palliative care in 17 of

the 19 studies were registered nurses without any multidisciplinary team support.

The design of the included studies revealed certain methodological issues. Regarding the
development of the palliative care intervention protocol, only 8 studies (Chen et al., 2014;
Chen et al., 2008; Deng et al., 2015b; He et al., 2005; Lai et al., 2013; Li, 2013; Zhang, et al.,
2013; Zhu, et al., 2016) developed their intervention protocols based on the needs of patients,
and no study dynamically adjusted the protocol based on ongoing needs reassessment during
the study period. None of the studies adopted sample size calculation. The intervention
duration varied from 2 weeks to 6 months, and 6 studies (Huang & Wang, 2016; Peng et al.,
2005; Yang et al., 2016; Zhang et al., 2016b; Zhang et al., 2015a; Zhu et al., 2016) even failed
to report the duration of the intervention. In terms of the 7 RCTs, some other methodological
flaws existed, such as the absence of randomization methods, allocation concealment, and
blinding designs (see details in the third column of Table 3.6). The commonly adopted
palliative care intervention components in the included studies were symptom management,
psychological support, health education, social support, spiritual support, individual care, and

life review programmes.

Eleven studies adopted quality of life as one of their outcome measures, and the commonly
used questionnaires were MQOL, quality-of-life instrument for patients with cancer, EORTC

Quality-of-Life Questionnaire-Core 30 (EORTC QLQ-C30), and self-designed questionnaires
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with or without testing their psychometric properties. Six studies (Huang & Wang, 2016; Lv
et al., 2014; Yang et al., 2016; Yao, et al., 2016; Zhang et al., 2015a; Zhang, et al., 2013)
measured anxiety and/or depression using the Self-Rating Anxiety Scale, Self-rating
Depression Scale, and HADS. Two studies (Li, 2013; Zhu et al., 2016) measured the
satisfaction of patients and/or their family members regarding their needs and the nursing
services. Only 2 studies were identified in terms of the palliative care for symptom
management, with one study (Chen et al., 2014) on pain and the other (Wang, 2009) on
dyspnea. All of the studies support the proposition that palliative care improves the patients’

and their families’ quality of life and relieves their anxiety and depression.
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Table 3.6 Characteristics of the included studies on palliative care needs assessment and implementation (Category 3, N=31)

Author, Year

Study

Participants

Setting, and Aims/Objectives Desi Measurements Outcomes
esign
Language
S12: Wang et To evaluate the Cross- 201 patients | Functional Assessment of | The mean QOL score was 62.2 +16.8.
al., 2011 symptoms and the | sectional study with Cancer Therapy— The most severe and prevalent symptom was fatigue (88.6%)
Five quality of life of advanced General (FACT-G) and then followed by difficulty in remembering (78.1%), dry mouth
community patients with cancer, MD Anderson Symptom | (73.6%), distress (73.1%), and shortness of breath (69.7%).
health-service advanced cancer convenience | Inventory (MDASI-C) Correlation: symptoms (MDASI-C) negatively correlated with the
centers, sampling QOL (FACT-G), and psychological symptoms were the most
Shanghai correlated factor (correlation coefficient = —0.645).
(in English)
S2:Huetal., To validate the Validation 126 patients | The McGill Quality of Constructive validity: consistent with the original model
2015 McGill Quality of study with cancer | Life Questionnaire through confirmed factor analysis
Two hospitals, Life Questionnaire (MQOL) Internal consistency reliability: Cronbach’s o.=0.582-0.917
Wuhan (MQOL) in patients Test—retest reliability: 0.509-0.859
(in English) with cancer ina PC Face validity: satisfied
setting
S3: Cui, etal ., To investigate the Cross- 531 patients | The McGill Quality of 96.0% reported one most troublesome symptom, and 55.9%
2014b QOL of patients with | sectional study with Life Questionnaire reported 3 most troublesome symptoms.
13 hospitals, advanced cancer advanced (MQOL) Top five symptoms: pain (39.4%), loss of appetite (25.6%),
Shanghai cancer by Karnofsky fatigue (23.9%), weakness (20.0%), and dyspnea (19.2%)
(in English) convenience | Performance Status Correlation: KPS correlated with QOL (MQOL)
sampling (KPS)
S4: Hong etal., | To explore the needs Qualitative 32 health-care | NA (not applicable) Five nursing professional support needs (pp. 1052-1054) 4
2014 of cancer patients in study: focus professionals (1) Information needs, such as disease information guidance and
Two hospitals, terms of nursing group interview | by purposive diet guidance
Anhui professional social sampling (2) Emotional and psychological needs. such as “psychological
(in English) support and the support, esteem support, and improving coping strategies”

factors that hinder
needs assessment and
fulfillment

(3) Technical support needs, such as “proficient nursing skill,
disease observation, and symptom management”

(4) Mobilization of the social resource such as “‘establishment and
utilization of social resource; help returning to society”

(5) Palliative care during certain stages, such as death education
Four potential reasons:

(1) Patients lack the awareness of searching for support.

(2) Professionals lack training for providing support.
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(3) Professionals’ shortage and heavy workload
(4) Lack of appropriate assessment tools

S5: Zhang, et | To validate the EORTC Validation 243 patients | EORTC QOL-C15- Internal consistency reliability: Cronbach’s a ranged from 0.70 to
al., 2016a Quality-of-life study with PAL and EORTC 0.80.
A hospital, Questionnaire Core 15 advanced QOL-C30 EORTC QOL-C15-PAL sub-scale scores can explain 84.8%—
Tianjing Palliative (QOL-C15- cancer Eastern Cooperative 90.3% of the original EORTC QOL-C30 score distribution (R
(in English) PAL) in patients with Oncology Group ranged from 0.848 to 0.903)
advanced cancer ina PC Performance Status Acceptability: missing rate of each item: 0%—2.1%.
setting (ECOG-PS)
S6: Cuietal.,, | To explore the needs Cross- 649 family A self- developed Top 3 needs (p.567) *4: “knowledge about the disease and
2014b of family caregivers | sectional study | caregiversby | validated treatment,” “symptoms control for patients,” and “support
15 hospitals, of patients with convenience | questionnaire, with from health-care professionals”
Shanghai advanced cancer sampling overall Cronbach’s a= | The least need (p.567) *: “support on funeral”
(in English) 0.902
S7: Sheng et To learn about PC Quialitative 7 end-of-life | NA Three aspects of needs:
al., 2010 specific needs of the study: focus patients with (1) Be accepted without discrimination, especially by professionals
3villages, Henan | end-of-life patients group HIV by (2) Hopes of getting mental care and support from doctors and
(in English) with HIV purposive nurses
sampling (3) Additional material support from the government
S8: Deng et al., To investigate the 2-3 times in- 107 patients | NA 76.72% reported one expectation.
2015a expectations and depth with Three expectations/spiritual needs (p.728) “:
21 hospice spiritual needs of interview (a advanced (1) Have a nice day without suffering from pain
centers Chinese hospice life review ©) cancer (2) Wish family health and happiness
(in English) patients using the life per patient (3) Fulfill their dreams such as witnessing future family
review method events, and company of their families, etc.
S9:Yan, 2013 To validated the A validation 300 patients | EORTC QOL--C30 Internal consistency reliability: Cronbach’s o.>0.734, and
8 hospitals, Palliative care Outcome and cross- with POS correlation coefficient between POS and QOL-C30: 0.574
Shanghai Scale (POS) and to sectional study advanced Total POS score: 16.55 + 6.47 (0-40)
(Thesis, in explore the quality of cancer by Total QOL score: 37.71 + 19.75
Chinese) PC for patients with convenience
advanced cancer sampling
S10: Guet al., To investigate the Cross- 134 inpatients | Self-designed 91.8% of the participants were daily life dependent, and
2015a health-care needs of sectional with terminal | questionnaire without 64.2% suffered from pain.
A community | patients with terminal survey cancer by specifying the Top 3 needs: psychological support (47%), family support and
hospice care cancer convenience | psychometric properties | company (51.5%), daily living (31.3%)
unit, Shanghai sampling

(in Chinese)
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S11: Liuetal., To explore the PC Cross- 108 COPD | POS POS score: 14.10 + 5.40 (0-40)

2016 needs and the sectional patients by | Modified Borg Scale Dyspnea score: 4.50 +1.82 (0-10)
A hospital, relevant factors in survey convenience | KPS KPS score: 60.56 + 15.46 (0-100)
Guangxi COPD patients sampling Hospital Anxiety and HAD score: 8.36 £ 4.35and 16.39 £ 7.32 (0-21)

(in Chinese) Depression scale (HAD)

S12: Liu, 2008 To investigate PC Cross- 115 patients | Self-designed Needs for patients:

A hospital in needs of patients sectional with questionnaire with (1) Psychological needs: families’ understanding and support (96.5%),
Shanghai with advanced cancer survey advanced acceptable content encouragement and support from others (91.3%), and communication
(thesis, in and their caregivers cancer and | validity (no details) needs (87.9%)

Chinese) 113 (2) Physical needs: treatment and rehabilitation information (80.9%) and
caregivers symptoms control (fatigue: 76.3%, pain: 72.2%, constipation: 62.6%, and

nausea and vomiting: 61.7%)

(3) Social needs: peer support (54.8%)

Needs for caregivers:

(2) Psychological needs: communication with patients and professionals
(76.1%6), expressing undesirable experiences (58.5%)

(2) Social needs: treatment information (81.4%) and financial support
(67.3%)

(3) Education needs: medicine (80.5%), diet (77.0%), and basic caring
skills (66.4%)

Notes: S?: study; b: this study has 3 parts: (1) investigated the utilization status of community health-care services; 2) investigated patients and caregivers’ PC needs; and 3) constructed
a home-based PC service framework, and only the data of the second part were used in this review. c: All 107 patients completed a life review with 2—3 times in-depth interviews. PC:
palliative care. QOL: quality of life.

Author, Year,
Setting, and Aims/Objectives Study Design | Participants Intervention Measurements/Outcomes
Language
S1% Deng et To evaluate the Multicenter, 640 patients | Practitioners: multidisciplinary team (physicians, nurses, and Measures
al., 2015b effects of hospice pre—post study with hospice social workers) QOL.: McGill Quality of
32 hospice care on the QOL of advanced Intervention (n = 640): home hospice services, including needs | Life Questionnaire-Hong
centers patients with cancer evaluation and individual care (physical examination, Kong Chinese (MQOL-HK)
(in English) advanced cancer psychosocial, and spiritual care) Effects: 4 domains
Duration: weekly and 3 weeks (physical, psychological,
existential, and support) of
QOL (+)
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S2: Chenetal., To explore the Multicenter, 542 patients | Practitioners: multidisciplinary team (pharmacists, oncologists, Measures
2014 effects of pain controlled with cancer | oncology nurses, and administrators) Pain: Numeric or visual
Unclear management in clinical trial Intervention group (n=269): rating scales
(in English) patients with cancer (ccm (2) Establishment and training of team practitioners Side effects
who received (2) Pain management: evaluation, therapy selection, monitoring the | QOL.: Quality of life scale for
Clinical Pharmacist- process of management, providing education, and follow-up (two | cancer patients
Led Guidance Teams times per month) Effects:
(CPGTs) Control group (n=269): only usual pain management Pain: bone pain (+) body
Duration: 6-month intervention and 6- month follow-up pain (+), visceral pain (+)
nerve pain (+)
Side effects: constipation (+),
nausea, and vomiting (+)
QOL.: overall score (+)
S3: Lvetal, To describe the Case report 3 patients Case 1: withdrawal of dialysis, pain control, skin care, itching Measures:
2014 implementation of with end- alleviation, preventing increased abdominal pressure, and volume Comorbidities with
A hospital, PC for peritoneal stage renal overload Charlson Comorbidity
Xi’an dialysis patients at failure Case 2: prevention of abdominal distention and edema, relaxation, | Index (CCI)
(in English) end-stage renal and improvement of sleep quality Nutritional status with
failure Case 3: prevention of volume overload, intermittent transfusions subjective global
and clonazepam, a stay with her families assessment (SGA)
Duration (from implementation to death): case 1: 15 days, case 2: | KPS
5 days, case 3: 2 months HAD
Effects: reduced patients’
distress improves the
quality of life before death
(descriptive data).
S4°: Xiao et al., To evaluate the A descriptive 26 patients Intervention (n = 26): Effects:
2012 effects of a life qualitative with (1) Life review programme (semi-structure interview): (1) Accepting the unique
A hospice, review programme design advanced Session 1: reviewing patient’s present life, beliefs in heaven experiences of their lives
Fujian for enhancing the cancer and death; (2) Relieving negative
(in English) psychospiritual well- Session 2: reviewing adulthood, such as work, sex, family, emotions

being of patients with
advanced cancer

hardship, relationships, and religion; Session 3: reviewing
childhood and adolescence, including school, relationships,
fear, grief, and religion

(2) Formulation and presentation of a life review booklet to
each patient

Duration: once a week for 3 weeks

(3) Bolstering their
understanding of meaning
in life

(4) Life review booklet
was a personal legacy, and
it could help their loved
ones to remember them.
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(5) Promoting future
orientations (preparation
for death, leaving words,
and funeral)

S5¢: Xiao et al., To explore the Randomized 80 patients Intervention group (n = 40): Measures:
2013 effects of a life Control Trial with Life review programme %*: reviewing patients’ lives and | QOL:
A home-based review programme (RCT) advanced formulating and presenting the life review booklets to each | (1) Self-report single-item
hospice, Fujian on QOL among Methodology cancer patient scale (the test-retest
(in English) patients with quality: Control group (n = 40): only usual home visits and reliability was 0.86)
advanced cancer MR: telephone follow-up (2) QOL Concern in the
AC: x Duration: once a week for 3 weeks end-of-life questionnaire
Blinding: x (Cronbach’s 0. = 0.6-0.77)
Effects:
Overall QOL (+) and four
dimensions (“support,”
“negative emotions,”
“sense of alienation,”
“existential distress,” and
“value of life””) of QOL:
(*)
S6: Huang, & To explore the CCT 101 family Intervention group (n = 49): Measures:
Wang, 2016 effects of special members of | (1) Health education, especially knowledge about cancer Anxiety: Self-Rating Anxiety
A hospital, nursing intervention patients with | (2) Psychological management: listening and Scale (SAS)
Hainan for the family advanced communication Depression: Self-Rating
(in Chinese) members of patients cancer (3) Social support: encouraging the social workers to give Depression Scale (SDS)
in PC settings help QOL.: EORTC QLQ-C30
(4) Pharmacological treatment if necessary Effects:
Control group (n =52): usual care Anxiety and depression (+)
Duration: unclear Overall QOL and all
dimensions (“role function,”
“cognitive function,”
‘emotional function,” and
“social function”) of QOL
()
S7: Peng et al., To explore the RCT 100 patients | Intervention group (n = 50): Measures:
2005 effects of social Methodology with Social support (without explaining any details of the Social support
A hospital, support for patients | quality: advanced support)
Shenzhen with advanced cancer | MR: x cancer Control group (n=50): usual care
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(in Chinese) in home-based PC | AC: x Duration: unclear QOL.: scale of patients with
settings Blinding: x cancer (without specifying
the psychometric properties)
Effects:
Utilization rate of social
support (+)
QOL: (+)
S8 : Yang et To explore the effect RCT 90 patients Intervention group (n = 45): Measures:
al., 2016 of spiritual care for | Methodology with cancer | Spiritual care: 4 times psychological counseling Anxiety: SAS
An Oncology patients with cancer | quality: Control group (n = 45): only usual home-based PC Depression: SDS
hospital, in home-based PC MR: x Duration: unclear Effects:
Hu’nan settings AC: x Anxiety and depression
(in Chinese) Blinding: x (+)
S9: Laietal,, | Toexplore the effect | Pre—post study | 86 patients Intervention (n = 86): basic care, pain assessment and Measure:
2013 of PC for the QOL of with management, psychological care, providing a comfortable | QOL.: self-rating scale of
A hospital, patients with advanced environment life quality (SSLQ,
Shanghai advanced cancer cancer Duration: 1 month without specifying the
(In Chinese) psychometric properties)
Effects:
Overall QOL (+)
S10: Li, 2013 To explore the RCT 86 patients Intervention group (n = 43): Measures:
A hospital, effects of PC for the | Methodology with (1) Needs assessment QOL: EORTC QLQ-C30
Qigihaer QOL of patients with | quality: advanced (2) Symptoms control, including pharmaceutical and non- | Self-designed
(in Chinese) advanced cancer MR: cancer pharmaceutical methods Satisfaction Scale
AC: x (3) Psychological support (Cronbach’s o.= 0.836)
Blinding: x (4) Death education; with three sub-scales

(5) Family support
Control group (n = 43): usual care
Duration: 3 weeks

(nursing skills, nursing
service, and hospital
environment)

Effects:

QOL.: Overall QOL and
all dimensions (“role
function,” “cognitive
function,” “emotional
function,” and “social
function”) of QOL (+)
Satisfaction: Overall
score and two sub-scales

LR
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(nursing skill and nursing
service): (+)

S11: Heetal., | To explore the effect RCT 54 elderly Intervention group (n = 26): Measures:
2005 of PC for the QOL of | Methodology | patients with | (1) Assessment of pathological and physiological problems | QOL questionnaire
A hospital, elderly patients with | quality: advanced (no details) (without specifying the
Wuhan advanced cancer MR: x cancer (2) Management of the physical symptoms name and psychometric
(in Chinese) AC: x (3) Psychological care for patients and family members properties)
Blinding: x Control group (n = 28): usual care Self-designed symptom
Duration: 3 months questionnaire: emotional
problems, chest pain,
insomnia, insomnia, and
inappetence psychometric
properties
Effects:
Overall QOL (+)
Self-designed
guestionnaire: fatigue (+),
inappetence (+), insomnia
()
S12: Zhang et | To explore the effect RCT 46 elderly Intervention group (n = 23): Measures:
al., 2015a of PC for the QOL of | Methodology | patients with | 1) Pain management Anxiety: SAS
A hospital, elderly patients with | quality: advanced 2) Psychological support Depression: SDS
Jilin advanced gastric MR: x gastric cancer | Control group (n = 23): usual care Effects:
(in Chinese) cancer AC: x Duration: unclear Anxiety and depression
Blinding: x (+)
S13: Wang, To explore the effect | Pre—post study | 40 patients Intervention: medicine, health education (breathing skills | Measures:
2009 of PC for relieving with and skills of relaxation), and psychological care Dyspnea: Dyspnea
A hospice unit, the symptom of advanced Duration: 20 days and 30-60 minutes/day Assessment Scale without
Nanchang dyspnea in patients cancer specifying the name and
(in Chinese) with advanced cancer psychometric properties

QOL: QOL scale (without
specifying the
psychometric properties),
including appetence, sleep,
energy, daily life, and
social relationship
Effects:

Dyspnea: (+)
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QOL.: appetence (+), sleep
(+), energy (+), daily life (+),
social relationship (+)

S14: Zhang et | To formulate and test | Pre—post study | 30 patients | Intervention (n = 30): Measures:
al., 2016b the effect of a with (1) Formulating a handbook of PC including six domains: QOL: short form 36
Unclear, handbook of PC for advanced perceptions of cancer, physical management, psychological | questionnaire (SF-36),
Nanjing elderly patients with cancer support, social support, death education, and bereavement | including 8 domains:

(in Chinese) advanced cancer care physical function, physical
(2) Giving the handbook to every patient and supervising themto | role, pain, general health,
reading energy, social function,
(3) Communicating with the patients weekly and organizing family | emotional role, and
meeting monthly psychological health
4) Weekly meeting among nurses and patients Effects:

Duration: unclear QOL.: overall score and
physical role, pain, social
function, psychological
health: (+)

S15° Zhu, et al., To construct and CCT 118 patients | Intervention group (n="59): Measures:
2016 evaluate a hospice with terminal | Procedure of the hospice care model: needs assessment and then | Patients’ needs satisfaction

A hospital, model in patients stage implementation (ward environment,

Zhejiang with terminal Content of the hospice care model: death and hospice care communication, diagnosis and

(in Chinese) diseases education, physical care, psychological care, nutrition care, spiritual | progression, symptoms
care, and bereavement care control, daily activities,
Control group (n =59): usual care psychological needs, guidance

of nutrition, guidance of

Duration: unclear medicine, spiritual needs, and
family accompany) and
family members’
satisfaction, with Cronbach’s
a=0.822
Effects:

Patients’ satisfaction needs
(apart from ward environment
and symptoms control): (+)
Family members’
satisfaction (+)

S16: Chen et To investigate the Pre—post study | 89 families of | Intervention: individual nursing based on the needs Measures:

al., 2008 effect of individual patients with | assessment (not any details)

nursing for improving

advanced

Duration: 2 weeks
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A hospital, families’ emotional cancer by Emotional Questionnaire
Shanghai status convenience without specifying the
(in Chinese) sampling psychometric properties
Effects:
Negative emotions
including depression,
aggressive, anxiety, and
confusion: (+)
S17: Zhang, et | To explore the effect CCT 200 patients | Intervention group (n=100): Measures:
al., 2013 of the PC of dyspnea with lung (1) Dyspnea assessment Anxiety: SAS
A hospital in in patients with lung cancer (2) Contents of the intervention: promote the air ventilation or use fans; Depression: SDS
Shenzhen cancer appropriate position, skills of breath exercise, skills of breath relaxation, Effects:
(in Chinese) and oxygen therapy Anxiety and depression
Control group (n=100): usual care (+)
Duration: 2 weeks
S18: Yao, et To explore the Pre—post study | 50 patients Intervention: Measures:
al., 2016 effects of home- with (1) Health education about cancer SAS on patients’ comfort
A healthcare | based PC for patients advanced (2) Presenting caring skills to families, such as oral care and skin care | Anxiety (families): SAS
community, with advanced cancer cancer and 50 | (3) Using certain complementary therapies, such as modem era- Effects:
Shanghai patients and their families acupuncture Patients’ comfort level (+)
(in Chinese) families (4) Providing family medical services Family members’ anxiety
(5) Providing individual psychological support to patients and (+)
families
(6) Providing social support
Duration: 6 months
S19: Yang, To investigate the RCT 200 patients | Intervention group (n=90): Measures:
2012 effect of a systematic | Methodology with Systematic health education: QOL.: Chinese version
A hospital, health education for | quality: advanced (1) Giving health education based on patients’ knowledge level QOL scale (Cronbach’s o
Hu’nan the QOL of patients | MR: x cancer (booklets and DVD for high level of knowledge and face-to-face | = 0.785)
(thesis, in with terminal cancer | AC: x education for low levels of knowledge) Effects:
Chinese) in home-based PC Blinding: x (2) Offering outpatient services every 7-10 days QOL.: overall score and

settings

(3) Group education for families per month
Control group (n=110): usual education
Duration: 3 months

sub-scales (appetite, sleep,
pain, and family support):

*)

Notes: Sa: study; (+): After intervention, the effect of the intervention group was significantly effective than that of the control group (two-arm study) and/or before intervention

(pre—post studies) (p < 0.05). MR: methods of randomization; AC: allocation concealment; blinding: methods of blinding for patients, care provider, or outcome assessor. v': low
risk of bias; x: high risk of bias; b: S4 and S5 come from the same project. PC: palliative care. QOL.: quality of life.
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3.2.3.5 Category 4: Advanced decision-making such as advance directives

Twelve studies (Gu et al., 2016b; Hong, 2015; Li & Li, 2016; Li et al., 2014; Liu et al., 2015;
Wang, 2012; Wang et al., 2012b; Wang et al., 2012a; Wang et al., 2016; Wang, Y. etal., 2011;
Zhang et al., 2015b; Zhang et al., 2016c) were identified as falling into the category of
‘advanced decision-making’, with five published in English (Gu et al., 2016b; Liu, et al., 2015;
Wang, et al., 2016; Zhang et al., 2015b; Zhang, et al., 2016c) and seven in Chinese (Hong,
2015; Li & Li, 2016; Li et al., 2014; Wang, 2012; Wang et al., 2012b; Wang et al., 20123;
Wang, Y. et al., 2011) (see Table 3.7). All focused on investigating the attitudes of patients
with cancer, of their families, and/or of the health-care professionals toward advanced
decision-making only. More specifically, eight studies (Hong, 2015; Li & Li, 2016; Li et al.,
2014; Wang, 2012; Wang et al., 2012b; Wang et al., 2012a; Wang, Y. et al., 2011; Zhang, et
al., 2016c) investigated the attitudes toward advanced directives and advance care planning by
patients with Cancer (Li & Li, 2016; Li et al., 2014; Wang, 2012; Zhang, et al., 2016c¢), their
family members (informal caregivers) (Li et al., 2014; Li & Li, 2016; Wang, 2012; Wang et
al., 2012a; Zhang, et al., 2016c), and health-care professionals (Hong, 2015; Li et al., 2014;
Wang et al., 2012b; Wang, Y. et al., 2011). The approval rates of patients, family members,
and health-care professionals varied across studies, ranging from 66.7% to 88.3% (Li et al.,
2014; Wang, 2012), from 51.4% to 58.0% (L. et al., 2014; Wang, 2012), and from 85.7% to
87.2% (Li et al., 2014; Wang et al., 2012b), respectively. Inconsistent attitudes toward
advanced decision-making also existed among health-care professionals (Hong, 2015; Liu et
al., 2015). Six studies (Hong, 2015; Liu, et al., 2015; Wang, 2012; Wang et al., 2012b; Wang
etal., 2012a; Wang, et al., 2016) explored the attitudes of patients, family members, or health-
care professionals toward specific decision-making issues, such as life-sustaining treatment at
end of life, and 32.1% of the family members and 41.3% of the patients (Wang, 2012)
emphasized that they would choose life-sustaining treatment and ‘try their best’’ to save lives.
Meanwhile, many health-care professionals were unwilling to use life-sustaining treatments
for patients with terminal-stage diseases (68.8%) (Wang et al., 2012b). Similar to patients in

many Eastern countries, patients in Mainland China prefer that their family members make the
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medical decisions for them, and this preference accounted for up to 97.25% in the study
conducted by Gu et al (Gu et al., 2016b).

3.2.3.6 Category 5: Caring for patients at the end of life

Four articles (Dong et al., 2016; Gu et al., 2015b; Zheng et al., 2013; Zheng et al., 2015)
published in English were included in the category of ‘‘caring for patients at the end of life,”’
with one quantitative and three qualitative studies (see Table 3.8). Three of these studies
(Dong et al., 2016; Zheng et al., 2013; Zheng et al., 2015) explored the experience of health-
care professionals two of nurses (Zheng et al., 2013; Zheng et al., 2015) and one of physicians
and nurses (Dong et al., 2016) who cared for patients at the end of their life. The most common
experiences identified among health-care professionals were ‘experiencing confusion and
dilemmas due to cultural sensitivity and self-limitations” (Dong et al., 2016; Zheng et al., 2015)
and ‘experiencing both positive and negative effects on themselves’ (Dong et al., 2016; Zheng
et al., 2013; Zheng et al., 2015). All three studies explored experiences of caring for end-of-
life patients from the perspectives of health-care professionals. One study (Gu et al., 2015b)
explored the preference for the place of death of patients with terminal cancer and their

families/informal caregivers, finding that more than half of them preferred to die at home.
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Table 3.7 Characteristics of the included studies on advanced decision-making such as advance directives (Category 4)

Author, Year,

Setting, and | Aims/Objectives | Study Design Participants Relevant Findings
Language
S1%: Guetal., To explore the Retrospective | 436 patients with | A total of 97.25% patients with cancer preferred that their families make medical decisions for
2016b characteristics of | study, data in advanced cancer | them, especially their spouse (45.6%) and offspring (44.3%).
A Palliative decision-making 2007-2013 Only 12 patients made the decision of end-of-life by themselves.
Care Unit and relevant A sum of 47.3% of the patients received one or more life-sustaining treatments
(PCL), factors in (LSTSs), especially artificial nutrition and hydration (ANH) (40.4%) and
Shanghai patients with vasopressors (49.1%), until death.
(in English) terminal cancer The median time interval from decision-making to the death of the patients was
20.17 hours (range: 4.3-70.2)
Factors: patients younger than 65 years old and patients who lived in urban
areas were likely to receive LST at the end-of-life.
S2: Zhang, et To investigate Face-to face 424 participants | 74% of the participants agreed with Ads.
al., 2016¢ the attitudes interview and (209 patients More than 80% of the participants agreed that the ADs should be completed when the patients
A Cancer toward advance | cross-sectional | with cancer and | were diagnosed with a life-threatening disease” (p.819) ™°, and less than 10% thought it should
Center, directives (ADs) study 215 family be conducted “when they were healthy” (p.819) 7.
Guangzhou in patients with caregivers) by | 71% of the participants were in favor of the legalization of ADs.
(in English) cancer and their convenience Predictors of positive attitudes toward ADs (p.822) ™: not living with their family members,
families and its sampling having a relative long cancer experience, agreeing with disclosure regarding their terminal
predictors conditions, having some previous information of ADs, refusing life-sustaining treatment
approach, preferring hospice palliative care, and having a low family function
S3: Wang, et To investigate Retrospective | 348 patients with | 74.7% signed DNR orders by surrogates in the patients’ absence.
al., 2016 the acceptance of | study, data in advanced lung | CPR was performed on 10.3% of the patients with DNR orders.
A hospital, do-not- 2004-2014 cancer Factors: Patients with poor performance status and relatively long life expectancy (>3 months)
Guangdong resuscitate were likely to agree with DNR orders.
(in English) (DNR) order and
relevant factors
S4: Liu, et al., To explore the | Face-to face in- | 15 professionals | Professionals were unwilling to face LST decisions at the end stage of life and hold negative
2015 factors that depth interview | (8 physicians and | attitude toward CPR at that time.
A hospital, related to end-of- 7 nurses) by Four factors that influence the end-of-life decision making were gathered (pp.547-548) ™
Luzhou life decision- purposive (1) “Negative physician—patient relationships associated with mistrust and even conflict.”
(in English) making from the sampling (p.547);

experience of
professionals in
ICU

(2) Cognitive deficiencies; thinking that withdraw LST treatment means abandonment and
discontinuation of comfort care to the patients.

(3) Policy restrictions and absence of standards and guidelines in abandoning LST.

(4) Economic status, which induced two conditions- “being forced to abandon the patient”
(p.548) due to the heavy medical cost or overtreatment for rich patients.
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Sb: Zhang et

To evaluate the

Retrospective

314 end-of-life

Factors: Male patients, patients younger than 65 years old, and patients who died within one

al., 2015b factors that study (case— patients with year after the diagnosis of cancer were likely to request for CPR treatment.
A cancer center, | associated with control study), cancer
Shanghai CPR selection in | data in 2007—
(in English) China 2012
S6: Lietal., To analyze the Cross-sectional 325 participants | The awareness rates of ACP in patients with cancer, professionals, and family members were
2014 attitudes of patients | study with self- | (210 professionals, | 6.8%, 16.7%, and 9.5%, respectively.
A hospital, with cancer, designed 105 family members | The agreement rates of the implementation of ACP in patients with cancer, professionals, and
Shaoguan professionals,and | questionnaires and 103 patients | family members were 88.3%, 85.7%, and 51.4%, respectively.
(in Chinese) family members to with cancer) by Most common reason for the agreement: patients considerably suffered, and ACP can help
advance care convenience relieve distresses at the end of life.
planning (ACP) sampling Most common reason for the disagreement: no legalization support, its professionals’
responsibility to rescue lives, and ethical issues
S7°: Wang et To explore the | Face-to face in- 17 family Four themes about family members’ attitudes toward ADs were gathered:
al., 2012a attitudes toward | depth interview members by (1) Families would support if patients proposed Ads.
An oncology ADs among the purposive (2) Difficult to make such a decision for patients although patients might benefit from ADs
hospital, family members sampling (3) Cannot make sure the positive effects of ADs due to some deficiency of ADs
Shanghai of patients with (4) Have some barriers for the implementation of Ads, such as weak consciousness of ADs in public
(in Chinese) advanced cancer Attitudes toward LST at end-of-life:
(1) Few families would give up life-sustaining treatment.
(2) Most families felt difficult to make a decision and choose life-sustaining treatments.
S8: Li, & Li, To explore the Cross-sectional | 220 participants | The agreement rate of ADs in patients was higher than that of family members.
2016 influential study with self- (100 patients Family members’ educational level, religion, and experience of bereavement were related to the
A hospital, factors of ADs in designed with advanced | agreement rate of ADs.
Xinjiang patients with questionnaires cancer and 120 | Most common reason for the agreement: patients considerably suffered, and ACP can help
(in Chinese) advanced cancer families) by an | relieve distresses; its patients’ autonomous right.
and their families unclear sampling | Most common reason for the disagreement: ethical issues
method
S9: Wang et To explore the | Face-to face in- 8 oncology Accepted ADs positively: although ADs can help improve patients” QOL; help family
al., 2011 attitudes of depth interview | professionals by | members to relieve financial and ethical burden; optimize the medical resource allocation;
A hospital, oncology purposive understand medical science rationally
Shanghai professionals sampling Have some barriers for the implementation of ADs: traditional Chinese cultural, lack of
(in Chinese) toward ADs for legalization support, weak consciousness of public, and barriers from families

patients with
advanced cancer

Preliminary implementation with some countermeasures: communicate with families first,
strengthen death education, and call for legislation and policy support

S10°: Wang et
al., 2012b

To investigate
professionals’
attitudes toward

Cross-sectional
study with self-

109 oncology
professionals by

A total of 87.2% of the professionals hold positive attitudes toward ADs.
A total of 65.1% of the professionals agreed to tell patients the truth of diagnosis and prognosis of
their diseases, and 98.2% thought that informing patients the truth was a complex process.
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An oncology ADs and its designed convenience A total of 68.8% of the professionals did not agree with LST, such as CPR.
hospital, relevant factors | questionnaires | sampling Factors: department, education levels, and marital status
Shanghai
(in Chinese)
S11P: Wang, To investigate Cross-sectional | 187 participants | The agreement rates toward ADs were 58% and 66.7% for families and patients,
2012 the preference | study with self- | (75 patients and | respectively.
An oncology for ADs about designed 112 families) by | Attitudes toward LST at end of life: 32.1% of families and 41.3% of patients would select
hospital, LST among questionnaires convenience LST.
Shanghai patients with sampling Factors: educational level and religious belief.
(thesis, in advanced cancer
Chinese) and their families
S12: Hong, To explore Face-to face in- | 17 professionals | Attitudes toward informing patients of their disease conditions were inconsistent:
2015 professionals’ depth interview | by purposive Should inform patients due to patients’ right and dignity; should not directly inform patients as
Zhejiang, attitudes toward sampling doing so would increase patients’ psychological burden; to inform or not should depend on
(Thesis, in the actual conditions.
Chinese) implementation Attitudes toward LST at terminal stage: refuse LST based on patients and families’
of ACP in decisions; select LST as life is substantially important.
patients with Attitudes toward the feasibility of implementing ACP: it was feasible as it could help relieve
end-stage patients’ distresses, decrease financial burdens, and promote the optimization of medical

diseases and its
potential barriers

resources; it was not feasible because it would increase medical disputes.
Preliminary implementation with some countermeasures: calling for legislation and
improving public’s awareness

Notes: S% study; b: S7, S10, and S11 came from the same project.
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Table 3.8 Characteristics of the included studies on caring for patients at end-of-life (Category 5)

Author, Year, &

Setting Aims/Objectives Study Design Participants Relevant Findings
S1: Zheng et al., To explore the Face-to-face in- | 28 nurses by Five themes (pp. 291-294) 81
2015 experience of depth interview | purposive Fundamental care, spiritual support and maintenance of dignity for dying patients;
A Cancer hospital, oncology nurses for sampling Families support and family function promotion for family members;
Tianjing taking care of dying Dilemmas due to cultural sensitivity and difficult communication;
(in English) cancer patients Feelings of moral distress, self-limitation and negative emotions when caring for the patients;
Benefits such as development of personal philosophy on death and life, and professional growth.
S2: Dong et al., To explore the Face-to-face in- | 15 physicians Five themes (pp. 191-194) 8
2016 experience of depth interview | and 22 nurses by | Felt strong senses of obligation and crisis;
A Cancer hospital, professionals who purposive Maintain patients” hope and spirit needs;
Tianjing care for dying cancer sampling Minimize patients’ sufferings and improve their quality of life;
(in English) patients Promote patients’ family function and help families prepare for the death of patients

Dilemmas due to cultural sensitivity, inexperienced in psychological care and professional growth versus
negative influence

S3: Zheng et al.,

To explore the

Face-to-face in-

21 nurses by

Four themes (pp. 410-413) &

2013 experience of nurse depth interview | purposive “Feelings expressed during the process of rescuing patients: being fearful, stressful and confused; shirking from the
A Cancer Institute for caring for sampling event and death even the patients were at the terminal stage of the disease; strong sense of obligation and crisis; and
and Hospital, catastrophic upper sense of psychological overload and job bumout”
Tianjing gastrointestinal “Feelings expressed from succeeding or failing to save the lives of patients: being proud with a high sense
(in English) bleeding in patients of accomplishment; feelings of powerless and guilty when patient bled to death; facing the reality and
with hepatocellular accepting the fact of patients’ death”
carcinoma “Feelings expressed from family members’ response to nurses’ actions: doing one’s best and showing
sensitivity; being in doubt and perfunctory as some family members refuse to accept the death of their loved
ones”
Positive and negative impacts on nurses: nurses’ daily life, work (especially for new nurses) and philosophy
of life.
S4:Guetal., To identify the Face-to-face 522 patient- Four main findings (p. 837)
2015b preference of death place structured caregiver dyads | 53.6% patients expressed that their preferred place of death was at home while not hospital (39.08%).
A Cancer Center, in terminally cancer interview using 51.34% of the caregivers also preferred their loved ones could die at home.
Shanghai patients and their questionnaires 84.10% of the patient and caregiver had a consistent preference (at home).
(in English) caregivers Patients in rural areas, those lived with spouse or families and those with low educational level showed

more obvious preference for dying at home.

Notes: S2: study.
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3.2.4 Discussion of the study results and implications for future research

3.2.4.1 Palliative care education and training

Although a local palliative care training programme with 6 modules was constructed in one
study, several limitations remained. First, the training programme/content was mainly
constructed based on the 2-round Delphi study, whereas the results of the other 2 studies (eg,
concerning the preferable training contents for nurses and the different training needs of nurses
in different hospitals) were not considered. Second, although lay experts play an important
role in terms of judging obscure words, ambiguous phrasing, and the validity of the
relationship between initial ideas and exact expressions of meaning and wording (Tilden,
Nelson, & May, 1990), no fresh nurses on the frontline were recruited to appraise the initial
training items. Moreover, the feasibility and effectiveness of the programme were not
evaluated by empirical studies. In addition, the content of the programme was based on the
health-care context of Shanghai. The development of palliative care in Shanghai takes a
relatively leading position in China (Gu et al., 2016a; Ma & Qiang, 2015), as hospice/palliative
care units and services have been established and offered in many general hospitals (Gu et al.,
2016b; Zhou et al., 2009) and communities there (Wang et al., 2011; Yao et al., 2016). Whether
the training programme can be generalized to other places in Mainland China, particularly
poor areas with limited health-care support, is unclear. The training programmes identified in
this review were only formulated from the perspectives of nurses without having any training
components for other health-care professionals. However, palliative care providers are not
limited to nurses but include many other multidisciplinary healthcare professionals, such as
general practitioners, physicians, oncologists, and pharmacists (Clinical Practice Guidelines
for Quality Palliative Care, 2013; World Health Organization, 2002). Therefore,

comprehensive education and training programmes that involve multidisciplinary health-care

professionals should be developed on the basis of their needs through rigorously designed

studies with professional experts and lay experts.

3.2.4.2 Palliative care screening and timely identification

53



Palliative care is recommended to be incorporated early into curative treatments when patients
are diagnosed with a life-limiting disease (World Health Organization, 2002) or when the
palliative care needs of patients are identified (Waller et al., 2008); however, the referral time
is late in Mainland China, with the median time interval being less than 1 month before the
death of patients. In Mainland China, patients with cancer in palliative care units are
commonly transferred from general wards, which means that their cancer diagnoses have
generally been confirmed long before their referral to the palliative care units. Late referrals
prevent palliative care units from having adequate time to provide specific care services for
the achievement of palliative care goals. Therefore, relevant screening checklists or criteria
and palliative care needs assessment tools can be used to promote timely referral. In certain
palliative care guidelines, comprehensive screening checklists or criteria for referral were
pointed out. For instance, ‘‘life expectancy of 6 months or less’’ (p. MS-10) was recommended
as one of the major criteria (National Comprehensive Cancer Network, 2016). Screening

checklists or criteria like this could be further clarified and validated within the Chinese

cultural context. Moreover, prospective observational studies that aim at exploring prognostic

factors for predicting life expectancy could be performed in future to develop accurate and

context-specific screening models for the timely identification of palliative care services in

Mainland China.

In addition to the lack of screening checklists and palliative care needs assessment tools, poor
awareness of the early implementation of palliative care among most Chinese patients,
families, and health-care professionals may partly contribute to late referrals (Gu et al., 20164,
2016b). Certain inappropriate notions held by families or physicians, such as palliative care
means giving up treatment and waiting for the death of patients, and health-care professionals
should try their best to save patients’ lives at all costs and should not stop anticancer treatment
until the death of patients (Dong & Ding, 2009; Wang et al., 2004), could also partly result in
late referrals. Other potential factors in late referrals in Mainland China might include the

heavy clinical workload and the limited number of health-care professionals, the lack of
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health-care insurance, and the absence of comprehensive and holistic assessments and standard

referral procedures.

3.2.4.3 Palliative care needs assessment and implementation

A good understanding of the needs of patients and relevant factors could provide considerable
evidence to health-care professionals as to how to respond to patients’ needs (Wen &
Gustafson, 2004). Many specific palliative care needs assessment tools, particularly for
patients with cancer, have been developed in Western countries [e.g., Needs Assessment Tool:
Progressive Disease—Cancer (NAT: PD-C) (Waller et al., 2010) and Problems and Needs in
Palliative Care guestionnaire (PNPC) (Osse, Vernooij, Schadé, & Grol, 2004, 2007 ), but none
of them was validated and utilized in the studies included in the current review. Although
quality-of-life measurements generally serve as needs assessment tools in clinical management
(Awad & Voruganti, 2000), they did not remain tools specifically for needs assessment. The
POS was originally designed for palliative care quality evaluations, which might not be the

best option for palliative care needs assessment. Thus, specific tools should be developed or

validated within the Chinese context to assess a patient’s palliative care needs and to further

facilitate timely referrals and promote tailored palliative care interventions. The majority of

the included studies explored the palliative care needs of patients from patients’ own

perspectives only. According to the principles of health-care needs assessment, such needs

should be assessed from the perspectives of all relevant stakeholders, including patients,

informal caregivers, and health-care professionals (Field & Clark, 2001). Furthermore, few of

the studies adopted qualitative study designs to explore palliative care needs. Health-care

needs are caused by not only physical burdens but also by psychosocial distress, including
undesirable mental health experiences, as well as the interactions between physical symptoms

and mental health experiences. Apart from quantitative studies, qualitative studies are also

necessary. Compared to quantitative approaches, qualitative research could bring the
experiences and perspectives of participants that are associated with the target issues to the
forefront as qualitative data are by definition more in-depth and detailed and as their scope is

usually very broad (Grypdonck, 2006; Britten et al., 2002).
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The WHO-recommended palliative care definition highlights the importance of palliative care
for family members and patients without cancer (World Health Organization, 2002). However,
according to the findings of this review, current palliative care research in Mainland China is
still mainly focused on patients with cancer only. Similarly, although many guidelines
emphasize that palliative care should be a multidisciplinary support, palliative care providers
in majority of the included interventional studies (studies within the category of ‘‘palliative

care implementation’’) were nurses only. Therefore, several studies involving

multidisciplinary health-care professionals should be performed in future to address the needs

of patients with cancer and other life-limiting diseases and their families. In addition, given

the unsatisfactory quality of the current interventional studies of palliative care in Mainland

China, numerous rigorous studies should be conducted to fill the identified research gaps in

the current studies. First, palliative care intervention protocols should be evidence based with

their components generated from critical literature reviews, comprehensive needs assessment,
and expert consensus. The MRC guidelines (Craig et al., 2011) should be considered when
developing and evaluating such complex interventions. Second, future research should
elaborate more on the needs assessment, the intervention components and procedures, the
practitioners, the duration of interventions, and the dynamic adjustment of the interventions to
promote the replication of intervention protocols. Third, although improving the quality of
life of patients and their families/informal caregivers (World Health Organization, 2002) is the
goal of palliative care, any other secondary outcomes identified through needs assessments
should also be evaluated. Moreover, the effectiveness of palliative care intervention protocols
should be examined via a series of rigorously designed trials that follow the CONSORT
guidelines (Schulz, Altman, & Moher, 2010). Furthermore, except for holistic palliative care
interventions, considerable attention should be paid to symptom management, particularly the
management of symptom clusters in palliative care settings as multiple symptoms commonly
occur simultaneously in the form of symptom clusters for patients who suffer from life-
limiting diseases (Chen et al., 2012). In addition, patients and caregivers as a ‘whole unit’ for
interventions (partnership-based) could be considered in future studies, as the health outcomes
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of patients and caregivers have been shown to be closely linked to one another (Milbury et al.,

2013).

3.2.4.4 Advanced decision-making such as advance directives

Many palliative care guidelines have emphasized that the discussion of advanced decision-
making among patients and their families should be initiated when patients still possess
decision-making capacity. However, the acceptance rate of advanced decision-making in
Mainland China was low, particularly for family members of patients (51.4%-58.0%). Similar
to patients from many Eastern countries, patients in Mainland China always play passive roles
during the decision-making process (Kumar & Temel, 2013; Zhang et al., 2016c). The scenario
that families help make decisions for their patients is common in Mainland China, for instance,
choosing life-sustaining treatment although it might be unnecessary for patients who are at the
terminal stage. Given the mistrust in physician—patient relationships and the absence of
national policy and guidelines in Mainland China (Liu et al., 2015), health-care professionals
generally have to ‘‘respect’” any decision made by the families and try their best to ‘‘save’’
patients’ lives using many life-sustaining treatments although they generally hold negative
attitudes toward such unnecessary life-sustaining treatments. Such an approach is regarded as
an appropriate measure in terms of protecting themselves from medical conflicts (Liu et al.,

2015). Given the passive decision-making role of patients in Mainland China, additional

studies should be conducted to explore culturally tailored advanced decision-making models

in Mainland China in future. Moreover, factors that can facilitate or hinder the implementation

of advanced decision-making services among Chinese patients should be further examined.

3.2.4.5 Caring for patients at the end of life

Family members/informal caregivers face the death of their loved ones, and the health
outcomes of patients and families/informal caregivers are closely associated with one another
(Milbury et al., 2013), and so the experiences and needs of families/informal caregivers should
also be explored. However, none of the studies reviewed focused on families/informal

caregivers. Moreover, given the poor practices surrounding advanced decision-making and the
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lack of relevant legislative support, many ethical and cultural dilemmas arise during the
caregiving process of health-care professionals, which makes realizing medically sound and
concordant treatment decisions based on the needs of patients and their caregivers difficult.
Health-care professionals not only experience positive self-growth but also have compassion
fatigue, negative emotions, poor sleep quality, and poor appetite during the caring process

(National Comprehensive Cancer Network, 2016).However, relevant studies and support

systems were absent in the current palliative care research. As the majority of patients with

cancer and their families/informal caregivers preferred to die at home, homebased end-of-life

care could be one research direction for future studies, and more studies are needed to obtain

considerable reliable evidence.

3.3 Summary of the identified research gaps and targeted population for this doctoral research

project

3.3.1 Summary of the research gaps

The findings of this review corroborate that palliative care has been gradually developing in
Mainland China over the past decades, but the current research status of palliative care remains

to be at an early stage. The quality and availability of palliative care in Mainland China are

suboptimal, and standardized and comprehensive palliative care education and training

programmes are lacking. Palliative care needs assessment is commonly ignored in practice and

research, and early palliative care referral checklists and procedures and culturally tailored

palliative care intervention protocols are scant. Although several potential knowledge gaps to

be addressed in future research were identified, palliative care needs assessment is the first

step that should be addressed given that appropriate and ongoing needs assessment from the

perspectives of patients, informal caregivers, and health-care professionals could support the

construction of comprehensive palliative care education and training programmes, the

identification of prognostic factors for timely referrals, the development of evidence-based

and tailored intervention protocols, and the establishment of culturally tailored palliative care

services.
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More specifically, the purpose of palliative care education and training programme is to help
healthcare professionals and trainees meet the needs of both patients and their families better.
In order to make the programmes more tailored and effective, the modules of the education
and training should be constructed based on the needs of patients and informal caregivers.
Also, needs assessment would contribute to the timely palliative care referral. The time point
of palliative care implementation should be based not only on the diagnosis but also on the
identifiable needs from the perspectives of patients, as well as their informal caregivers.
Palliative care should be provided at any time for any life-limiting disease once the needs of
patients are not addressed. Mismatched healthcare or interventions that are inconsistent with
patients and caregivers’ needs can increase health care expenditure and can even lead to
harmful effects (Wen & Gustafson, 2004). Palliative care intervention or services should be
tailored on the basis of assessing their needs of both patients and their informal caregivers

(Lam et al., 2011; Valery et al., 2015).
3.3.2 Rationale for choosing advanced cancer patients and their informal caregivers
3.3.2.1 A high incidence of cancer in Mainland China

As mentioned in Chapter 2, cancer has become a major health problem throughout the world.
About half of the incidence burden of cancer occurs in Asia and nearly half (21.8%) of the
burden is attribute to China (Stewart & Wild, 2014). Approximately 2.6 million new cases of
cancer are diagnosed every year in China, of which nearly 80% are already at advanced stage
(Lietal., 2011). By 2012 (World Health Organization, 2014), death from cancer in China have

accounted for 23% of the total deaths.
3.3.2.2 Cancer patients at an advanced stage have different experiences

As mentioned in Chapter 2, the characteristics of cancer have shifted from the predicable
rapid progression to the currently long and uncertain condition in terms of the illness trajectory
and prognosis (Thorne et al., 2013). The long-term cancer experience and anti-cancer
treatments make patients suffer from a wide range of problems including physical,

psychological, social, emotional, spiritual and practical issues (Gysels et al., 2004). Cancer
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experiences and symptoms of patients are changeable across the stages of the cancer journey,
and patients at advanced stage usually experience different symptoms from those in early
phases as patients at an advanced stage usually encounter more difficulties in optimising their

well-being (Sanson-Fisher et al., 2000; Waller, et al., 2012a).
3.3.2.3 Advanced cancer patients and their informal caregivers are a ‘whole unit’

As justified in Chapter 2, informal caregivers are closest to the patients and have to take care
of their loved ones for a long period (Chen et al., 2015a). The long-term caregiving process
brings both physical and psychological burden to caregivers, especially patients at an advanced
stage (Cui et al., 2014a). Many informal caregivers suffer a wide range of problems such as
sleep disturbance, anxiety, depression, and practical and financial difficulties (Lambert et al.,
2012). Informal caregivers are the ‘fellow sufferers’ of patients (Proot et al., 2004). Informal
caregivers’ undesirable problems are closely linked with patients’ well-being (Milbury et al.,
2013). Unsolved problems or unmet needs of caregivers not only decrease caregivers’ own
quality of life but also make negative impacts on patients’ health outcomes (Hodgkinson et al.,
2007). Informal caregivers and advanced cancer patients are therefore a “whole unit” for
fighting the illness (Lambert et al., 2012), which is consistent with the concept of ‘patient-and-

family-centered’ that advocated by the WHO.
3.4 Summary of this chapter

This chapter presented a systematic review that summarized the current research status of
palliative care in Mainland China. Fifty-four studies that fell into any category of the review
guide were included and analysed systematically. The review findings showed that the current
research status of palliative care in Mainland China remains at an early stage with minimal
palliative care services used. Although several knowledge gaps were identified, the first step,
which should be addressed, is needs assessment. An appropriate and ongoing needs assessment
could provide important information for constructing comprehensive education and training
programmes of palliative care, identifying prognostic factors of timely palliative care referral,

and developing evidence-based and tailored palliative care services. Although studies on
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palliative care needs in Mainland China is limited, a large number of relevant studies have
been performed in other countries over the past decades, particularly in developed countries.
However, no systematic review regarding the unmet needs of advanced cancer patients and
their informal caregivers has been conducted to identify the current research evidence on this
issue by following the concept of ‘fellow sufferers’, ‘a whole unit’, and ‘patient-and-family-
centered care’. In order to have a better understanding of the palliative care needs assessment,
to identify possible limitations from current studies, and to draw implications for this doctoral
research project within the context of Mainland China, the doctoral researcher therefore
conducted another systematic review regarding the unmet care needs of advanced cancer
patients and informal caregivers, and the details of the systematic review will be presented in

the next chapter.
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Chapter Four: Systematic Review II: Identification of Research Gaps in Palliative

Care Needs Assessment
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4.1 Introduction

The domains and prevalence of unmet care needs and its associated factors in advanced cancer
patients and their informal caregivers, needs assessment tools commonly used in current
studies as well as the limitations of current studies were identified and summarized through a
systematic review. The limitations retrieved from the included studies served as potential
research gaps of this doctoral research project. Based on the identified unmet needs domains,
associated factors of unmet needs and needs assessment tools in current studies, some
implications for future research and practice were concluded and used in this doctoral research
project regarding the study design, and selection of outcome variables and assessment tools.
This chapter will present the systematic review of the current research evidence on unmet
needs of advanced cancer patients and their informal caregivers. It consists of four sections.
Section 4.1 is a general introduction of this chapter. The whole content of this systematic
review will be presented in Section 4.2, which includes study objectives, study methods,
review findings (results), discussion of the study results and limitations. ldentified
implications and research gaps will be displayed in Section 4.3. A summary of this chapter
will be shown in Section 4.4. It should be noted that the following systematic review has
already been published in an international peer-reviewed journal (Wang et al., 2018b).
According to the publisher, the published systematic review is “an open access article
distributed under the Creative Commons Attribution License, which permits unrestricted use,
distribution, and reproduction in any medium, provided the original work is properly cited”
(Source: https://bmcpalliatcare.biomedcentral.com/articles/10.1186/512904-018-0346-
9/open-peer-review). In this doctoral thesis, we slightly modified the major contents, and
styles of text citations and reference list of the published systematic review to fit the structure

and organization of this doctoral thesis.
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4.2 Systematic review: Unmet Needs of Advanced Cancer Patients and their Informal

Caregivers
4.2.1 Study objectives

Specific objectives of this review included: (1) to identify the unmet care needs and their
associated factors in patients with advanced cancer and their informal caregivers, and (2) to
summarize needs assessment tools that were used in the included studies.

4.2.2 Methods

4.2.2.1 Search Strategies

With consideration of the language expertise of the review authors, English and Chinese
databases were included. Ten databases, including PubMed, Cumulative Index to Nursing and
Allied Health Literature (CINAHL), EMBase, Cochrane Central Register of Controlled Trials
(CENTRAL), PsycINFO, Web of Science, Wan Fang Data, China National Knowledge
Infrastructure (CNKI), Chongging VIP (CQVIP), and Chinese Biomedical Literature Database
(CBM), were searched systematically from inception of each database to December 2016.
Restrictions regarding study design were not set. The used MeSH terms, key words, and free
words included needs assessment, assessment of healthcare needs, unmet needs, neoplasms,
advanced cancer, terminal cancer, metastatic cancer, and the forth. Manual searches were also
conducted by examining the reference lists of the included studies. Three representative search
strategies of this systematic review are listed in Table 4.1 below:

Table 4.1 Selected search strategies

PubMed

#1 Search (((("needs assessment"[MeSH Terms]) OR "needs assessment"[Title/Abstract]) OR
"assessment of healthcare needs"[Title/Abstract]) OR "assessment of health care
needs"[Title/Abstract]) OR "unmet needs"[Title/Abstract]

#2 Search ((((((("palliative care"[MeSH Terms]) OR "palliative medicine"[MeSH Terms])
OR "hospice care"[MeSH Terms]) OR "supportive care"[Title/Abstract]) OR "palliative
nursing"[Title/Abstract]) OR "palliative care nursing"[Title/Abstract]) OR "terminal
care"[Title/Abstract]) OR "hospice nursing care"[Title/Abstract]

#3 Search ((((("neoplasms"[MeSH Terms]) OR "advanced cancer"[Title/Abstract]) OR
"terminal cancer"[Title/Abstract]) OR "metastatic cancer"[Title/Abstract]) OR
"tumor"[Title]) OR "cancer"[Title]

#4 #1 AND #2 AND #3
CINAHL
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#1 TI needs assessment OR TI assessment of healthcare needs OR TI assessment of health
care needs OR Tl unmet needs

#2 AB needs assessment OR AB assessment of healthcare needs OR AB assessment of health
care needs OR AB unmet needs

#3 AB palliative care OR AB palliative medicine OR AB hospice care OR AB supportive
care OR AB palliative nursing OR AB palliative care nursing OR AB terminal care OR
AB hospice nursing

#4 TI palliative care OR TI palliative medicine OR TI hospice care OR TI supportive care
OR TI palliative nursing OR TI palliative care nursing OR TI terminal care OR TI hospice
nursing

#5 Tl neoplasms OR TI tumor OR TI cancer OR Tl advanced cancer OR TI terminal cancer
OR TI metastatic cancer

#6 AB neoplasms OR AB tumor OR AB cancer OR AB advanced cancer OR AB terminal
cancer OR AB metastatic cancer

#7 #1 OR #2

#8 #3 OR #4

#9 #5 OR #6

#10 | #7 AND #8 AND #9

EMBase

#1 'needs assessment'/exp

#2 'needs assessment’:ab,ti OR (assessment:ab,ti AND of:ab,ti AND healthcare:ab,ti AND
needs:ab,ti) OR (assessment:ab,ti AND of:ab,ti AND health:ab,ti AND care:ab,ti AND
needs:ab,ti) OR 'unmet needs":ab,ti

#3 #1 OR #2

#4 ‘palliative care':ab,ti OR ‘palliative medicine":ab,ti OR 'hospice care':ab,ti OR 'supportive
care":ab,ti OR 'palliative nursing"ab,ti OR 'terminal care':ab,ti OR 'hospice nursing':ab,ti

#5 ‘palliative nursing'/exp

#6 #4 OR #5

#7 ‘advanced cancer'/exp

#8 'neoplasm’/exp

#9 ‘advanced cancer':ab,ti OR (terminal:ab,ti AND cancer:ab,ti) OR (metastatic:ab,ti AND
cancer:ab,ti) OR neoplasm:ab,ti OR cancer:ab,ti OR tumor:ab,ti

#10 | #7 OR #8 OR #9

#11 | #3 AND #6 AND #10

4.2.2.2 Study identification and data extraction

Duplications were identified and eliminated through a reference management software
(NoteExpress). Titles and abstracts of the remaining studies were screened independently by
two review authors (WT and TJY), and full text of potentially eligible studies were
subsequently located for further screening. Studies satisfying the following inclusion criteria
were included: (1) studies that included either adult (=18 years old) patients with advanced
cancer or adult informal caregivers of patients with advanced cancer; (2) studies that reported

data in terms of unmet care needs or concerns that are directly linked to the unmet care needs
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of patients with advanced cancer and/or their informal caregivers, regardless of the study
design; and (3) accessible full texts were published in peer-reviewed journals. Exclusion
criteria were: (1) studies with mixed sample of patients with cancer at any cancer stage (except
those patients with advanced cancer who were analyzed separately); (2) studies solely focusing
on quality of life (Harrison et al., 2009), satisfaction with healthcare services, care service
utilization, or presence of symptoms/problems; (3) studies focusing on instrument
development, translation, or evaluation; and (4) conference articles with only abstracts,
editorial comments, guidelines, policies, or treatment recommendations. Data were extracted
by two independent review authors. These data included information regarding the first author
of the study, year of publication, country of origin, research setting, research design, sampling
approach, sample size, need assessment methods (interview or other instruments), prevalence
of unmet needs, and related factors for unmet needs. Any disagreement was settled and

discussed by the two other review authors (CPM and AM).

4.2.2.3 Methodological quality appraisal of the included studies

The methodological quality of included studies was assessed by two review authors (WT and
TJY) independently with the Mixed Methods Appraisal Tool (MMAT) (Pace et al., 2012).
This tool is highly efficient; it takes approximately 14 min to evaluate one study (Pace et al.,
2012) with robust consistency among reviewers (intraclass correlation = 0.72 [Pace et al.,
2012]); MMAT is specifically designed to assess the quality of either quantitative or
qualitative studies. Four different quality criteria for qualitative studies and different types of
guantitative studies, including randomized control trials, quantitative nonrandomized trials,
and quantitative descriptive studies, were used (Pace et al., 2012). Each criterion was graded
as 0 (unmet) or 1 (meet), and the global score of each study was calculated from 0 to 4 (0 = no
criterion satisfied, 1 = satisfied one criterion, 2 = satisfied two criteria, 3 = satisfied three
criteria, and 4 = satisfied all four criteria). When any disagreement occurred, the review

authors conducted a group discussion to reach final agreement.

4.2.2.4 Data analysis
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Content analysis (Hsieh & Shannon, 2005) was used to identify the unmet need domains of
patients with advanced cancer and informal caregivers across quantitative and qualitative
studies. A priori content categories of patients with advanced cancer were determined on the
basis of previous studies; these categories included health system and information, patient care
and support, activities of daily living (ADL), physical, psychological, financial, and spiritual
(Moghaddam et al., 2016). With regards to informal caregivers, five content categories were
determined on the basis of a previous review (Lambert et al., 2012); these categories included
cancer care services, information, psychological, spiritual, and social needs. Data of the
included studies were compared, combined, and clustered with respect to those domains for
patients and informal caregivers. Terms, such as instrumental and personal care, were included
in the ADL domain because they were frequently mentioned in several North American studies
(Harrison et al., 2009). Summative content analysis was used to identify and extract new
categories within content not covered by previous domains. The approach of descriptive
analysis was used for the prevalence of unmet needs due to the significant heterogeneity of the
included studies (Ryan, 2013). Variables associated with patients and informal caregivers’

needs and used instruments were analyzed through descriptive approach.

4.2.3 Results

4.2.3.1 Characteristics of the included studies

Among the 4277 potentially eligible studies, 45 studies were included. After screening the
reference lists, five other eligible studies were retrieved. Finally, 50 studies (5 published in
Chinese and 45 in English language) were included in this review (see Figure 4.1). The
majority of the studies (43/50) used quantitative study designs, with 42 surveys (1 longitudinal
survey [Lam et al., 2014] and 41 cross-sectional surveys) and 1 (Waller et al., 2012a) pre-post
intervention study (only baseline data were used in this review). The seven other studies
(Carter, Bryant-Lukosius, DiCenso, Blythe, & Neville, 2010, 2011; Dehghan, Ramakrishnan,
uUddin-Ahmed, & Harding, 2012; Lee et al., 2014; Mangan, Taylor, Yabroff, Fleming, &

Ingham, 2003; Murray, Kendall, Boyd, Worth, & Benton, 2004; Soelver, Rydahl-Hansen,
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Oestergaard, & Wagner, 2014) were qualitative designs with individual in-depth interviews
and/or focus group. Among the 50 included studies, 33 studies investigated the unmet needs
of patients with advanced cancer only, with 31 out of 33 studies from the perspective of
patients, one study from the perspective of informal caregivers, and one from the perspectives
of both patients and informal caregivers. Twelve studies (Buck & McMillan, 2008; Carter et
al., 2010; Chen et al., 2016; Chen et al., 2008; Cui et al, 2014a; DuBenske et al., 2008; Fukui,
2004; Joad, Mayamol, & Chaturvedi, 2011; Lee et al., 2014; Mangan et al., 2003; Osse et al.,
2006; Park et al., 2010) explored the unmet needs of informal caregivers, and five other
(Dehghan et al., 2012; Hwang et al., 2003; Liu, 2008; Miu, Cao, & Wang, 2016; Wong et al.,
2002) studies investigated the unmet needs of patients with advanced cancer and their informal
caregivers. With regards to sample sources, six studies (DuBenske et al., 2008; Houts et al.,
1988; Johnsen, Petersen, Pedersen, Houmann, & Groenvold, 2013; Lelorain et al., 2015;
Mangan et al., 2003; Park et al., 2010) reported no information regarding the recruitment
setting, while in the remaining studies patients, and/or caregivers were mainly recruited from
outpatient departments (n = 16), inpatient departments (n = 11), home/home-based care units
(n = 10), and mixed settings (n = 7). In terms of cancer sites, 29 studies focused on patients
with mixed cancer site and/or their caregivers, 11 studies focused on specific patients with
cancer and/or caregivers three studies on prostate cancer (Carter et al., 2010; Templeton, &
Coates, 2003; Carter et al., 2011), five studies on breast cancer (Aranda et al., 2005; Au et al.,
2013; Dehghan et al., 2012; Lam et al., 2014; Uchida, et al., 2011), and three on lung cancer
(Chen et al., 2016; Liao et al., 2011; Murray et al., 2004), while other studies (Chen et al.,
2008; Deng et al., 2015b; Fitch, 2012; Huang, Xu, & Peng, 2008; Hwang et al., 2003; Joad et
al., 2011; Khan et al., 2012; Waller et al., 2012b) reported no information about cancer types.
The diagnostic criteria of advanced cancer were presented in 13 studies (13/50), with five
studies (Aranda et al., 2005; Lelorain et al., 2015; Osse et al., 2005, 2006; Waller et al., 2012a)
adopting the criteria of cancer with metastasis, and seven studies (Au et al., 2013; Cui et al.,
2014a; Johnsen et al., 2013; Lam et al., 2014; Liao et al., 2011; Liu, 2008; Uchida et al., 2011)
using the stage 111/ IV criterion according to TNM staging system. With regards to geographic
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distribution, nine studies were conducted in the USA (Buck & McMillan, 2008; Carter et al.,
2010; Christ & Siegel, 1990; DuBenske et al., 2008; Houts et al., 1988; Hwang et al., 2003;
Hwang et al., 2004; Mangan et al., 2003; Schenker, Park, Maciasz, & Arnold, 2014), seven
were in mainland China (six of which were conducted in Shanghai) (Chen et al., 2008; Cui et
al., 2014a; Deng et al., 2015b; Gu, Shi, & Yuan, 2015; Liu, 2008; Miu et al., 2016), five in
Australia (Aranda et al., 2005; Rachakonda, George, Shafiei, & Oldmeadow, 2015; Rainbird,
Perkins, Sanson-Fisher, Rolfe, & Anseline, 2009; Waller et al., 2012a; Waller et al., 2012b),
five in the Netherlands (Osse et al., 2005, 2006; Teunissen et al., 2006; Uitdehaag, et al., 2015;
Voogt, van Leeuwen, Visser, van der Heide, & van der Maas, 2005), four in Canada (Carter
et al., 2011; Fitch, 2012; Khan et al., 2012; Wong et al., 2002;), three in Japan (Fukui, 2004;
Hasegawa, et al., 2016; Uchida, et al., 2011), three in Taiwan (Chen et al., 2016; Liao et al.,
2011; Lee et al., 2014), two in the UK (Murray et al., 2004; Templeton & Coates, 2003), two
in Denmark (Johnsen et al., 2013; Soelver et al., 2014), two in Hong Kong (Au et al., 2013;
Lam et al., 2014), and one each in Italy (Morasso et al., 1999), France (Lelorain et al., 2015),
South Korea (Park et al., 2010), Spain (Vilalta, Valls, Porta, & Vifias, 2014), Indonesia
(Effendy et al., 2015a), the Czech Republic (Buzgova, Hajnova, Sikorova, & Jarosova, 2014),
India (Joad et al., 2011), and Bangladesh (Dehghan et al., 2012). Characteristics and main

findings of all included studies are presented in Table 4.2 below:
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Studies identified through search of 10 databases (N=4277)

PubMed (n=466), CINAHL (n=279), EMBase (n=1006), CENTRAL (n=180),
PsycINFO (n=55), Web of Science (n=18), Wan Fang (n=670), CNKI (n=638),
COVIP (n=737), CBM (n=228)

.| Duplication (N=1753)

A4

Browsing title and abstract of each study (N=2524)

» Studies excluded (N=2262)

Full-text articles evaluated for eligibility (N=262)

Full-text articles excluded due to
the following reasons (N=217)
Participants not meeting the
inclusion criteria (n=167)

Not related to needs assessment
(n=33)

Validation study (n=11)
Conference papers (n=6)

A\ 4

Eligible studies meeting the inclusion criteria (N=45)

.| Browsing the reference list of the
eligible studies: 5 more studies were
located

A

Studies finally included in this review (N=50)
Study design: quantitative study (n=43) qualitative study (n=7)

Participants: advanced cancer patients only (n=33) informal caregivers only (n=12)
patients and caregivers (n=5)

Figure 4.1 Flowchart of study selection
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Table 4.2 Characteristics and main findings of the included studies

Studies Regarding Advanced Cancer Patients (n=33)

Author,

Year, Couqtry/ Setting Stqu Participants Diagnosis Response Data Collection Method/ Instrument & Findings
&0S Region Design Rate
St Italy Inpatients | Semi- Sampling: Random Terminal 89/94 Interviews guide: 5domainsand 41 items: “‘physiological needs”, “‘safety needs”, “‘loved
Morass structured | sampling cancer (94.7%) | andbelonging needs”, “self-esteem needs” and “‘self-fulfillment needs™ (p.404)
o,etal, interview | Sample size: 94 patients Unmet needs (p.406): 1) symptoms control (62.8%), 2) occupational functioning
1999, survey Age (yr): 64.8£11.1 (mixed (62.19%), 3) emotional support (51.7%), 4) Nutrition (43.2%), 5) sleep (37.1%), 6) self-
Qs3 Gender: 38/89 (F) cancer sites) fulfillment (32.5%), 7) communication (27.7%), 8) information (25.0%), 9) personal care
(14.6%), 10) financial support (14.1%) and 11) emotional closeness (13.8%)
S2: Australia | Outpatients | Multiple Sampling: unclear Advanced 195/219 | Supportive Care Needs Survey (SCNS-SF34): 5 domains and 34 items
Waller, time points | (219/613) cancer (89.0%) | Needs Assessment for Advanced Cancer Patients (NA-ACP): only used 6 items on
etal, pre-post Sample size: 219 patients spiritual needs
20123, interventio | Age (yr): 66.1+10.7 (extensive Moderate-to-high unmet needs: 1) “not being able to do the things you used to do”
n study? Gender: 91/195 (F) local, regional (33.0%),2) “concerns about the worries of those close to you™ (27.9%), 3) “lack of energy,
Qs:4 or metastatic) tiredness” (26.2%), 4) “work around the home” (23.0%), 5) “uncertainty about the
(mixed future”(21.4%), 6) “pain” (20.9%), 7) “worry that results of treatment are beyond your
cancer sites) control” (19.4%), 8) “fears about the cancer spreading” (18.8%), 9) “felling unwell a lot
of the time”(17.3%), and 10) “anxiety” (15.3%)
S3: Netherla- | Inpatients | Structured | Sampling: unclear Advanced 181/181 | Structured interview with a standard list: 4 domains: emotional needs, social needs,
Teuniss nds interview | Sample size: 181 cancer (100%) | spiritual needs, and functional needs. (p.153)
en, SC, survey Age (median, yr): patients Each item including 2 parts: 1) if the issue is a “problem”; 2) actual wishes to receive
etal, 18-79 (mixed professional support were labelled as palliative care needs. (p. 153)
2006 Gender: 101/181 (F) | cancer sites) Unmet needs:
1) functional support (62.4%), 2) support in coping (57.5%), 3) emotional support
QS:3 (53.1%), 4) support of informal caregivers (34.3%), 5) spiritual support (7.7%), 6) co-
ordination of care (9.9%), 7) relational support (9.9%), and 8) support in communication
(7.7%).
S5: Netherla- Home- Questionna | Sampling: unclear? Distant 94/112 Problems and Needs in Palliative Care questionnaire (PNPC): 10 domains and 90
Osse nds based iresurvey | Sample size: 112 metastatic (84.0%) | items
BHP, et Age (yr): 58+12.3 cancer Top 10 unmet needs: 1) “difficulty coping with the unpredictability of the future”
al, (30-87) (mixed (25%), 2) “fear of metastases” (25%), 3) “fear of physical suffering”” (24%), 4)
2005, Gender: 66/94 (F) cancer sites) “experiencing difficulties in remembering what was told”” (24%), 5) “difficulties to
accept the disease” (23%), 6) “‘extra expenditure because of disease” (23%), 7) “fear of
Qs:3
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death” (21%), 8) “frustrations because I can do less than before” (20%); 9)
“experiencing loss of control over one’s life” (19%); 10) ““fear of treatments” (19%)

ST Japan Inpatients | Questionna | Sampling: random Advanced NR Supportive Care Needs Survey (SCNS-SF34): 5 domains and 34 items

Hasega iresurvey | sampling cancer Hospital Anxiety and Depression Scale (HADS)

wa, et Sample size: 45 patients Functional Independence Measure (FIM)
al, 2016 Age (¥): 666+93 (mixed Top 10 Moderate-to-high unmet needs:

Qs:3 Gender: 21/45 (F) cancer sites) 1) “Being informed about things you can do to help yourself to get well” (51.1%); 2)
“Having one member of hospital staff with whom you can talk to about all aspects of your
condition, treatment, and follow-up” (51.1%); 3) “Concemns about the worries of those
close to you™(44.1%y); 4) “Anxiety”’(41.8%); 5) “Not being able to do the things you used
to do”” (37.2%); 6) “Feeling down or depressed”’ (37.2%); 7) “Being treated like a person
notjust another case” (34.8%); 8) “Hospital staff acknowledging, and showing sensitivity
to, your feelings and emotional needs” (34.8%); 9) “Hospital staff attending promptly to
your physical needs” (34.8%); 10) “Feelings of sadness” (32.5%); 11) “Feelings about
death and dying™; (32.5%); 12) ‘“Reassurance by medical staff that the way you feel is
normal” (32.5%); 13) “Learning to feel in control of your situation” (32.5%);

S8: Netherla- | Outpatients | Questionna | Sampling: Incurable EC 57/90 Problems and Needs in Palliative Care questionnaire (PNPC): 9 domains and 90
Uitdeha nds iresurvey | consecutive sampling orPBC (63%), items
ag MJet Sample size: 57 cancer with24 EC | EORTC QLQ-OES18

al, Age (yn): patients and 33 EORTC QLQ-PAN26

2015 EC.65+11.8 PBC Unmet needs:

PBC: 64+12.2 EC: 1) “fatigue” (21%); 2) “frustration can do less than usual” (21%); 3) “shortness of

QS:4 Gender: breath” (17%)

EC: 224 (F) PBC: 1) “fear of physical suffering” (34%), 2) “‘lack of written information” (28%), 3)
PBC:10/33(F) “fatigue’ (22%).

S10: Indonesia | Outpatients | Questionna | Sampling: unclear Advanced NR Revised Problems and Needs in Palliative Care questionnaire-short version
Effendy, iresurvey | Samplesize: 180 cancer (PNPC-sv,24 items): adjusted within Indonesian context and deleted 9 items, and 24
C,etal, Age (yr): (mixed items were maintained

2015a Indonesian: cancer sites) Unmet needs:

49.3£10.7 Physical: sweating (76.2%), sexuality (75%6), short of breathless (67.3%), pain (66.4%)

Qs:2 Netherlands: 58+12.3 Autonomy: “difficulties in finding someone to talk to”” (82.8%);

Gender: Psychological: ““difficulties showing emotions’ (84.4%)
Indonesian: 133/180 (F) Spiritual: “difficulties about the meaning of death” (85.4%)
Netherlands: 66/94 (F) Financial: “extra expenses because of the disease” (72%)
Si1: Spain Outpatients Sampling: unclear NR Self-designed questionnaire for spiritual needs:11 domains and 28 items
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Vilalta, Questionna | Sample size: 50 Advanced Top 10 spiritual needs (p. 594):
A etal, iresurvey | Age (yr): Mean 60.9 cancer 1) “to be recognized as a person until the end of life” (8.6+1.3); 2) “the need for truth”
2014 (33-81) (mixed (8.3+2.7); 3) “to reinterpret life” (6.2£1.9); 4) “to look for a meaning to existence”
Gender: 19/50 (F) cancer sites) (5.7£2.5); 5) “the need for hope” (5.743.5); 6) “to see life beyond the individual”
QS:3 (5242.5); 7) “the need for religious expression” (4.9+2.5); 8) “the needs for continuity and
an afterlife” (4.0+2.0); 9) “the need for freedom and to be free” (3.8+3.4); 10) “to be fiee
blame and to forgive others” (1.5+2.0).
S12; USA Outpatients | Questionna | Sampling: unclear Advanced 169272 | Adapted Needs Assessment of Advanced Cancer Patients (NA-ACP): 32 items
Schenke iresurvey | Samplesize: 169 cancer (62.1%) | and 6 domains, without reporting psychological properties
ry.et Age (yr): 623+116 (mixed Unmet needs: 1) symptom (62%); 2) psychological (62%); 3) medical
al., Gender: 107/169(F) cancer sites) communication/information (39%); 4) daily living (27%); 5) spiritual (23%); 6) social
2014 (20%)
Qs:3
S16: Japan Outpatients | Questionna | Sampling: random Advanced 85/87 Supportive Care Needs Survey (SCNS-SF34): 5 domains and 34 items
Uchida iresurvey | sampling breast cancer (97.7%) | Hospital Anxiety and Depression Scale (HADS)
M, etal,, Sample size: 85 patients (stage EOERC-QLQ-C30
2011 Age (yr): 58.6+11.9 V) Top 10 moderate-to-high unmet needs:
Gender: 85/87 (F) 1) “Fears about the cancer spreading” (78.8%); 2) “Worry that the results of treatment
QS:4 are beyond your control”” (71.8%); 3) “Concermns about the worries of those close to you”
(68.2%); 4) “Having one member of hospital staff with whom you can talk to about all
aspects of your condition, treatment and follow-up” (67.1%); 5) “Being informed about
things you can do to help yourself to get well” (65.9%); 6) “Anxiety” (65.9%); 7)
“Feeling down or depressed” (62.4%); 8) “‘Uncertainty about the future” (62.4%y); 9)
“Feeling about death and dying” (62.4%); 10) “‘Having access to professional
counseling if you, family or friends need it” (57.6%);
Si7. Taiwan Mixed Questionna | Sampling: unclear Advanced 152/188 | Cancer Needs Questionnaire (CNQ)-Chinese version: 5 domains and32 items
Liao iresurvey | Sample size: 152 lung cancer (80.9%) | Hospital Anxiety and Depression Scale (HADS)
YC, et Age (yr): 60.2+11.0 patients Symptom Severity Scale (SSS)
al, Gender: 73/152 (F) (95.4% stage Items of highest unmet needs by each domain:
2011 -1V or 1) “things helping self get well” (65.8%), 2) “cancer remission” (63.8%), 3)
extensive “benefit and side-effects of treatment” (63.8%), 4) “test results as soon as
QS:3 metastasis) possible” (62.5%); 5) “dealing with fears about disease spreading and return”

(40.2%), 6) “doctor acknowledges and shows sensitivity to your feelings and
emotional needs” (39.5%), 7) “dealing with lack of energy and tiredness” (28.3%)

73




S18: Czech Inpatients | Questionna | Sampling: unclear Advanced NR Patient Needs Assessment in Palliative Care (PNAP): 5 domains and 42 items
BUZG | Republic iresurvey | Sample size: 93 cancer Hospital Anxiety and Depression Scale (HADS)
OVA et Age (yr): 61.6£16.8 (mixed EOERC-QLQ-C30
al, 2014 Gender: 41/93 (F) cancer sites) Items of highest unmet needs by each domain:
1)Spiritual: “‘attending religious services or other ceremonies’” (44%); 2) Autonomy:
Qs:2 “‘continue my usual activities” (38%); 3) Social: “being financially secure’” (27%); 4)
psychological: “fear of dependence on help from others” (30%); 5) physical: “fatigue”
(30%);
S19: Netherlan Home- Questionna | Sampling: unclear Advanced 128/192 | Problemsand Needs in Palliative Care questionnaire (PNPC): used the 12 items on
Voogt ds based iresurvey | Samplesize: 128 cancer (66.7%) | information needs
E etal, Age (yr): 63.6+10.5 (mixed Hospital Anxiety and Depression Scale (HADS)
2005 Gender: 66/128 (F) cancer sites) Utrecht Coping List to measure disease-specific coping
Unmet information:
QsS: 4 1) complementary care (93%); 2) alternative medicine (86%); 3) euthanasia: (83%);
4) care settings (78%); 5) Sexuality and cancer (729); 6) psychological care (71%);
7) cause of cancer (65%); 8) food and diet (44%); 9) helpful devices (33%); 10)
organizations that offer help (32%); 11) expected physical (20%); 12) treatment
options and side effects (4%)
S20: Questionna | Sampling: random Advanced 977/1630 | 3-Levels-of-Needs Questionnaire (3LNQ):12 items
Johnsen iresurvey | sampling cancer with (60%) Unmet needs:
AT, et Denmark Sample size: 977 mixed sites 1) fatigue (35%); 2) physical activities (32%6); 3) work and daily activities (29%); 4)
al, NR Age (yr): mean 64 (95% at stage worry (31%); 5) sexuality (28%); 6) pain (23%); 7) concentration (25%); 8) depression
2013 Gender: 547/977 (F) /v) (24%); 9) dyspnea (19%); 10) nausea (12%); 11) lack of appetite (13%y); 12) difficulties
QS:4 with family life and contact with friends (11%6)
S21: USA NR Semi- Sampling: stratified Caregiversof | 433/515 | Self-designed questionnaire of needs in cancer patients, including 14 areas: physical,
Houts P, structured | random sampling terminal (84.0%) | activities of daily lives, reaction to treatment, nutrition, emotional, life purpose, social,
etal, interview | Sample size: 433 cancer family, financial, insurance, getting health care, medical staff, home health care, and
1988 survey Age (yr): >20y (mixed transportation (p. 629)
QsS:4 (retrospecti | Gender: unclear cancer sites) Unmet needs:
Ve) 1) activities of daily lives (42%); 2) emational (21%); 3) physical (21%); 4) insurance
(19%); 5) financial (15%); 6) medical staffs (20%6)
S22: Canada | Outpatients | Questionna | Sampling: unclear Advanced NR Problems and Needs in Palliative Care- short version (PNPC-sv): 8 domains and 33
KhanL, iresurvey | Sample size: 40 cancer items
etal, (patients= 20, patients and Patients’ unmet needs from their own perspectives:
2012 caregivers=20) their 1) “doing light housework™ (25%y); 2) “pain’ (25%), 3) “fatigue” (25%), 4) “personal
QS:3 Age (yr): caregivers transportation” (22.2%y); 5) “sleeping problems” (21.1%); 6) “body care, washing,
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Patients: unclear

(cancer site

dressing, or toilet” (20%); 7) “fear of metastases” (17.6%); 8) “pricking or numb

Caregivers: unclear unclear) sensation” (16.7%); 9) “experiencing loss of control over one’s life” (16.7%), 10) “fear
Gender: unclear of physical suffering” (16.7%)
Patients’ unmet needs from caregivers’ perspectives: 1) “sexual dysfunction”
(100%) ;2) “problems in relationship with life companion” (100%); 3) “finding
others not receptive to talking about the disease” (100%); 4) “difficulties to show
emotions” (100%), 5) “difficulties to be of avail for others” (100%), 6) “difficulties to
accept the disease” (100%), 7) “extra expenditures because of the disease” (100%), 8)
“loss of income because of the disease” (100%), 9) “pain”(35%), 10) “fear of physical
suffering” (29.4%)
S25: Canada | Outpatients | Questionna | Sampling: Advanced 69/106 Adapted Supportive Care Needs Survey (SCNS): 7 domains and 61 items:
Fitch iresurvey | convenience cancer (65.1%) | information, physical symptoms, psychological, emotional, spiritual, social, and
Mil, sampling patients practical, Cronbach’s 0=0.35-0.81
2012 Sample size: 69 (cancer sites Unmet needs in terms of issues reported by 50% patients:
QS:4 Age (yr): mean 65y unclear) 1) “pain” (63.5%); 2) “fear of pain” (62.9%); 3) “lack of energy” (52.8%); 4) ““fear about
(35-84y) physical disability or deterioration” (50%); 5) ““fear about cancer spreading” (51.4%; ); 6)
Gender: 34/69 (F) ‘not being able to do things you used t0” (46.9%); 7) “‘decreased appetite” (47.4%); 8)
“feeling unwell”” (44.7%); 8) “fecling down or depressed” (30%), 9) “not being able to
work around at home” (44.2%); 10) “‘concemns about the worries of those close to
you”(294%)
S28: China Home- Interview | Sampling: unclear Advanced NR Guided life review (2-3 times in-depth interview)
DengD based survey Sample size: 107 cancer Three expectations (spiritual needs) (p.728):
etal. Age (yr): mean 57y patients 1) have a nice day without pain (14.3%)
2015b (18-87y) (cancer sites 2) wish family health and happiness (37.6%)
Qs:2 Gender: 58/107 (F) unclear) 3) fulfill patients’ dreams (witness future family events, company of their families,
etc.)(45.8%)
S29: Australia Inpatients | Questionna | Sampling: unclear Advanced NR Needs Assessment of Advanced Cancer Patients (NA-ACP): 7 domains and 132
Rachak iresurvey | Eligible sample: cancer items
onda, et unclear patients Items of highest unmet needs by each domain:
al, 2015 Sample size:75 (mixed 1) symptom “dealing with lack of energy or tiredness” (30.7%); 2) psychological
Qs:1 Age (yr): 68+12 cancer sites) “coping with frustration at not being able to do the things you used to do”” (24.3%);

Gender: 32/75 (F)

3) daily livings “getting assistance with preparing meals” (12%); 4) social
“receiving emotional support from friends and family” (12.2%); 5) medical
information and communication (9.3-14.9%), “getting information about non-
conventional treatments” (14.9%); 6) financial “paying the non-medical costs of
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your illness”; (17.3%); 7) spiritual “being able to choose the place where you want
to die” (11%).

S30: Australia Home- Questionna | Sampling: unclear Advanced 246/418 | Needs Assessment of Advanced Cancer Patients (NA-ACP): 7 domains and 132
Rainbird based iresurvey | Sample size: 246 cancer (59%) items
K, etal Age (yr): 61+11.9 patients Items of highest unmet needs by each domain:
2009 Gender: 131/246 (F) (mixed 1) symptom (15-22%)’ “dealing with loss of appetite” (22%); 2) psychological
Qs:3 cancer sites) (39-40%0), “coping with fears about the caner spreading” (40%) and “coping with
frustration at not being able to do the things you used to do” (40%); 3) daily livings
(10-30%), “dealing with doing work around the house” (30%y); 4) social (10-13%),
“being able to express feeling with friends and/or family” (13%); 5) medical
information and communication (31-35%), “getting information about factors,
which could influence the course of the cancer” (35%); 6) financial (11-12%),
“dealing with concemns about your financial situation” (12%); 7) spiritual (11-
15%), “being able to choose the place where you want to die” (15%)
S33: Hong Outpatients | Questionna | Sampling: Advanced 198/220 | Chinese version of Supportive Care Needs Survey (SCNS-SF33-C): 4 domains and
AuA, et Kong iresurvey | consecutive sampling | breast cancer (90%%0) 33 items: physical and daily living, psychological, sexuality, health system, information
al., Sample size: 198 patients (stage and patient support (HSIPS)
2013, Age (yr): 534+9.74 V) Hospital Anxiety and Depression Scale (HADS)
QsS:4 Gender: 198/198 (F) Memorial Symptom Assessment Scale Short-Form (MSAS-SF)
Chinese Patient Satisfaction Questionnaire
Top 10 moderate-to-high unmet needs:
1) “Having one member of hospital staff with whom you can talk to about your
concerns” (63.7%); 2) “informed about cancer is under control or diminishing”
(61.6%); 3) “Informed about things you can do to get well” (58.6%); 4) “‘Informed
about your test results” (51%); 5) “Given written information” (46.9%); 6) “‘given
information about aspects of managing iliness and side-effects at home” (39.9%); 7)
“adequately information about the benefits and side-effects of treatments” (39.3%)) ; 8)
“given explanations of those tests for which you would like explanations (36.9%); 9)
“being treated like a person” (35.4%); 10) “more choice about cancer specialists”
(31.8%)
S35: Australia | Outpatients | Questionna | Sampling: Metastatic 105/172 | Supportive Care Needs Questionnaire (SCNQ): 5 domains and 59 items
Aranda iresurvey | consecutive sampling | breast cancer (61%) Moderate to high unmet needs:
S,etal, Sample size: 105 1)Psychological needs (24-41%b): “concerns about the worries of those close to
2005 Age (yr): (34-85, you” (41%), “uncertainty about the future” (38%), etc.
Qs:4 median 57)

Gender: 105/105(F)
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2)Information needs (26-41%b): “informed about things you can do to help
yourself get well” (41%), “one member of hospital staff with whom you can
talk” (32%), etc.

3)Physical and daily living needs (25-28%): “pain” (28%), “not being able to
do the things you used to” (25%).

S36: France NR Questionna | Sampling: Metastatic NR Adapted Supportive Care Needs Survey (SCNS): 2 domains and 13 items:
Lelorain iresurvey | consecutive sampling cancer psychological dimension, and staff-related dimension. Seven-point scale (1-7): 1= no
S, etal,, Sample size: 201 (mixed need at all, 7=a total need of help

2015 Age (yr): mean 62 cancer sites) Unmet needs:

Qs:2 Gender: 146/201 (F) 1) psychological needs: “being informed about things you can do to help yourself'to

get well” (3.83+£2.24), etc.
2) staff-related needs: “being informed about your test results as soon as
feasible”(3.44+2.27), etc.

$40:Gu | Shanghai, | Inpatients Questionna | Sampling: Advance 134/134 | Self-designed questionnaire for needs including 4 parts (26 items) (p. 2656): basic
W/, et | China iresurvey | convenience cancer (100%) | information, quality of life, health care service needs and attituides towards disease and

al., sampling (mixed death

2015 Sample size: 134 cancer sites) Needs: 1) psychological (47%); 2) daily living (31.3%); 3) spiritual (13.4%); 4)
Qs:3 Age (yr): 75.9£105 families” support and accompany (67.9%); 5) needs of volunteers (18.7%); 6)

Gender: 62/134 (F) friends’ support and accompany (59%)

$41: | Shanghai, | Home- Questionna | Sampling: random Advance 113/116 | Self-designed questionnaire for needs including (items: not described)

Huang | China based iresurvey | sampling cancer (97.4%) | Needs on community wards: (pp. 34-35)

Jetal, Sample size: 113 (cancer sites 1) treatment care like transfusion, injection (77%); 2) pain (46.9%); 3) constipation,
2008 Age (yr): 58.31+8.7 unclear) nausea (45.1%); 4) information about disease (37.2%) and rehabilitation (32.7%),
Qs:3 Gender: 54/113 (F) psychological like anxiety (38.9%), sense of fear (20.4%).

Needs on home-based care:

1) treatment care like transfusion, injection (71.7%); 2) regular health assessment
(43.4%); 3) knowledge about nutrition (31.0%) and care skills (23.9%), pain
(36.3%), communication (28.3%).

Needs on day care center:

1) treatment care like transfusion, injection (69%); 2) regular health assessment
(42.5%); 3) information and education (28.3%) ; 4) communication (18.6%); 5)
nutrition (38.9%)

A3 | Australia | Mixed Multi- Sampling: unclear Advance 36% Needs Assessment Tool: Progressive Disease-Cancer (NAT: PD-C): 4 sections and
Waller center cancer 18 items (Significant)
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A, etal, questionnai | Sample size: 219 (cancer sites Overall: 80% had at least one concern
2012h resurvey | patients unclear) Patients’ well-being:
QS:2 NAT: PD-Cs were 1) physical:58%
completed on 120 2) daily living: 29%
patients 3) psychological:19%
Age (yr): 66.1+10.7
Gender: 90/198 (F)
S44; UK Home- Structured | Sampling: unclear Advance 79% Adapted Toronto Information Needs Questionnaire (TINQ-BC): 5 domains and
based interview | Sample size: 90 prostate 29 items
Templet survey Age (yr): 71-80 cancer Unmet needs:
on& (48.9%) 82.2% of the patients need more information:
Coates, Gender: 90 (M) 1) “side effects of treatment” (66.7%);
2003 2) “how to ease side effects of treatment” (64.4%)
QS:4
5 | USA Mixed Questionna | Sampling: Advance 296/312 | 14-item unmet needs questionnaire: 5 domains and 14 items
Hwang, iresurvey | consecutive sampling cancer (94.9%) | Unmet needs:
S etal, Sample size: 296 (mixed 1) physical: 46.1%-80%;
2004 Age (yr): median 68 cancer sites) 2) emotional/social: 10.1%-32.5%
Qs:3 (29-96) 3) economic: 6.6%-17.3%
Gender: 296 (M) 4) medical: 12.5%-13.6%
5) community: 0-14.3%
$46: | UK Outpatients | Semi- Sampling: purposive | Advance lung NA Semi-structured interview, 40mins- 2 hours, tape recorded
Murray, structured | sampling cancer Unmet needs:
SA et interview | Sample size: 20 1) “fear, distress and uncertainty” (p. 41)”
al, 2004 Age (yr): median 65 2) review “what they had achieved, what still needed to be done before death” (p. 42),
QsS:4 Gender: unclear and establish themselves as they ‘really” are” (p. 41)
3) “feeling of loss of control’” (p. 42)
4) “hard to find hope,” and “‘questioned their faith wonder why God had not heeded their
prayers” (p42)
AT Denmark | Inpatients Semi- Sampling: openand Advance NA Semi-structured interview, 30mins- 1 hour
Soelver structured | strategic sampling cancer Unmet needs (pp. 177-180):
L, etal, interview | Sample size: 11 (mixed 1) professionals failed to provide patients timely information; 2) patients experienced that
2014 Age (yr): median cancer sites) “professionals failed to give much help in terms of physical and emotional burden™; 3)
QS:4 71.3 (54-86) Not being regarded as a person: “lack of dialogue with professionals make patients feel

Gender: 7/11 (F)

neglected and uncertain in the sense of belonging’’; 4) autonomy: “patients wanted to be
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proactive in problem solving, but did not know how to do”; 5) lack of help for their
physical and emotional problem

$48: | Canada Outpatients | Semi- Sampling: unclear Advance NA Semi-structured focus group (90-120 minutes) and in-depth interview (30-60 minutes) ,
Cater N, structured | Sample size: 29 prostate tape recorded
etal, focus Age (yr): mean 75 cancer Unmet needs (pp. 191-193):
2011 group and | (59-88) 1) function issues: pain, fatigue, side (e. ., urinary incontinence issues, loss of sexual
Qs:2 in-depth Gender: 29 (M) function, etc.);
interview 2) information needs of treatment, medication, side effects and health care service etc.;
3) emotional distress: sadness, anger, frustration and regret which associated with some
unsolved issues about diagnosis and treatment decisions.
$49: | USA Outpatients | Interview | Sampling: unclear Advance NR Structured in-depth telephone interview (30 minutes)
Christ, survey Sample size: 200 cancer Unmet needs (p. 762): 1) personal: 6%: 2) instrumental: 43%; 3) administrative: 38%:
& Age (yr): 45-64 (mixed 4) medical:18%
Siegel (54%) cancer sites)
1990 Gender: 62% (F)
Qs:1
S50: Hong Outpatients | Questionna | Sampling: Advance 228/262 | Supportive Care Needs Survey- Chinese version (SCNS-SF33): 4 domains and 33
LamW. | Kong ire survey | consecutivesampling | breastcancer | (87.0%) | items
W.T, (longitudin | Sample size: 228 (stage 111V) Hospital Anxiety and Depression scale (HADS): 14 items
ETAL, al) Age (yr): 53.449.79 Memorial Symptom Assessment Scale Short-form (MSAS-SF)- Chinese version: 32
2014 Gender: 228 (F) items
Qs:4 Top 10 Moderate-to-high unmet needs: 1) “Having one member of staff with whom

you can talk to about all aspects of your condition” (64.5 %), 2) “Being informed about
cancer which is under control” (60.4 %), 3) “Being informed about things you can do to
help yourself to get well” (57.4%), 4) “Being informed about your test results as soon as
feasible” (50.8 %), 5) “Being given written information about the important aspects of
your care” (42.3 %), 6) “Being adequately informed about the benefits and side effects of
treatments before you choose to have them” (42.3 %), 7) “Being given explanations of
those tests for which you would like explanations” (37.6 %), 8) “Being treated like a
person not just another case” (34.5 %), 9) “Being given information about aspects of
managing your illness and side effects at home” (34.2 %), 10) “More choice about which
cancer specialists you see” (30.5 %).
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Studies Regarding Informal Caregivers (n=12)

Author,

Year, Region Setting Stu_dy Participants Diagnosis Response Data Collection Method/ Instrument
&Q Design Rate
S Netherlan Home- Questionna | Sampling: unclear? Informal 76/81 Problems and Needs in Palliative Care questionnaire-caregiver form (PNPC-C):
Osse | ds based iresurvey | Sample size: 81 caregiversof | (938%) | 67items
BHP, et Age (yr): mean 54y mixed Unmet needs (top 10): 1) “knowing physical signs what I should notice” (25%),
al., 2006 (28-78y) advanced 2) “lacking of information in writing” (23%); 3) “fear of an unpredictable future”
Qs:3 Gender: 30/76 (F) cancer (22%), 4) “difficulty in coordinating the care of different professionals” (22%), 5)
patients “difficulty in getting access to help from agencies/professional organizations”
(distant (22%)); 6) “difficulty in getting a second opinion from another doctor” (21%), 7)
metastasis) “how I should handle the patient’s pain” (21%), 8) “‘extra expenditure because of
the disease” (17%), 9) “insufficient adjustment of hospital care to the home
situation” (17%), 10) “the possibility to choosing another care provider” (14%)
Information needs: information on 1) “the physical problems” (69%), 2)
“expectations for the future” (59%), 3) “the possibilities of treatment and side
effects” (52%); 4) “euthanasia” (41%); 5) “cause on cancer’’(39%), 6) “on
nourishment” (37%); 7) “on places and agency that provide help” (30%); 8)
“aids to help me” (29%)
S6: South NR Questionna | Sampling: unclear? Informal 16624042 | Self-designed needs questionnaire: including 5 domains: 1) symptom management, 2)
Park Korea iresurvey | Sample size: 1662 caregivers of (414%) | psychosocial support, 3) financial support, (4) community support, including volunteer
SM, et (retrospecti | Age (yr): not report mixed assistance, and 5) religious support.. (p.701)
al, 2010 Ve) Gender: 1099/1662 advanced Unmet needs (p. 703): 1) symptom support (42.8%), 2) financial support (42.7%),
Qs:1 (3] cancer 3) psychological support (20.6%), 4) community support (19.7%), and 5) religious
patients support (3.8%)
(patients died)
S9: Taiwan Mixed Questionna | Sampling: Informal 166/190 | 1)Partnersand Caregivers supportive care needs survey (SCNS-P&C):6 domains
Chen iresurvey | consecutive sampling | caregivers of (874%) | and44items
SC, et Sample size: 166 advanced 2) Numerical rating scale (NRS) (0-10, 0= no fatigue or sleep disturbance, 10=worst
al, 2016 Age (yr): 49.6+12.0 lung cancer imaginable): fatigue or sleep disturbance
Qs:4 Gender: 71/166 (F) patients Top 10 unmet needs: 1) “Managing concems about the cancer coming back

(78.3%); 2) “Addressing fears about the person with cancer’s physical or mental
deterioration” (72.3%); 3) “Ensuring there is an ongoing case manager to coordinate
services for the person with cancer” (71.1%); 4) “Accessing information on what the
person with cancer’s physical needs are likely to be”” (68.7%); 5) “Accessing
information about the person with cancer’s prognosis, or likely outcome” (65.1%); 6)
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“Accessing information about the benefits and side-effects of treatments so you can
participate in decision making about the person with cancer’s treatment” (62.1%); 7)
“Obtaining adequate pain control for the person with cancer” (61.5%); 8) “Finding
out about financial support and government benefits for you and/or the person with
cancer” (60.9%); 9) “Understanding the experience of the person with cancer”
(58.5%); 10) “Reducing stress in the person with cancer’s life” (56.1%)

S13: | Shanghai, | Inpatients | Questionna | Sampling: Family 649/700 | Self-designed needs questionnaire: 7 dimensions and 36 items (p. 567)
CuiJ et | China iresurvey | convenience caregiversof | (95.6%) | Cronbach’s o= 0.902
al, sampling mixed Scores of Needs (p. 567):
2014a Sample size: 649 advanced 1) “maintaining health” (3.48+1.04); 2) “support fiom professionals” (4.11+0.84); 3)
Qs:4 Age (y):49.213.18 cancer “knowledge about disease and treatment” (4.37+0.81); 4) “funeral support” (2.85+1.30);
Gender: 369/649 (F) | patients (stage 5) “information for hospice care” (3.01x1.14); 6) “psychological support from patients”
V) (3.08£1.18); 7) “‘symptom control for patients” (4.26+0.95); 8) overall (3.6+0.75)
Si4. Japan Inpatients | Questionna | Sampling: Family 66/125 Self-designed information needs questionnaire: 7 items
Fukui iresurvey | convenience caregiversof | (528%) | Information needs (p. 32):
S,2004 sampling mixed Disease-related Information
Qs:2 Sample size: 66 advanced 1) Information on disease (54, 82%); 2) Information on treatment (48, 73%); 3)
Age (yr): 55.6+12.1 cancer Information on prognosis (43,65%)
Gender: 46/66 (F) patients Care-related information
1) Patients’ physical care (40, 61%); 2) Patients’ psychological care (33,56%); 3)
Family care (31,47%)
S15: USA NR Questionna | Sampling: Informal NR Self-designed Cancer Caregiver Needs Checklist: 9 domains and 104 items
?(Ztl)_eli]s e Survey g:ﬁ::;@ carz?/aelrz of Information needs (p. 269):
' . ) 1) Disease/ medical (0.59+0.29); 2) Caregiving (0.56+0.27); 3) Relating with the patient
etal, Sample size: 159 mixed (059+031)
2008 Age br): advanced 4) Caregiver welldoeing (0.4130.30): 5) Financialllegal (028+035); 6) Famill and close
QS:3 50.28+12.91 cancer others (042+0.33)
Gender: 159/159(F) | patients 7) Future outiook (04240.39); 8) Dying (0.48+0:33); 9) Spirituality (0.19027)
S24; USA NR Qualitative | Sample size: 32 Informal 56/60 Semi-structured focus groups interview (audiotaped) and constant-comparative for
Mangan study Active caregivers caregiversof | (93.3%) | analysis
PA etal (focus (n=17) mixed Unmet needs (p. 247):
2003 group) Bereaved caregivers advanced 1) Medical care such as provision of information, coordination of care; 2) quality of life
Qs:3 (n=15) cancer (caregiver well-being including physical and emotional, caregivers roles); 3) help from
Sampling: unclear
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patients others (practical assistance and social support) 4) unsolicited needs such as non-
(metastasis) professional information needs, impacts on their family
S26: India Mixed Interview | Sampling: unclear Family NR Semi-structured questionnaire
Joad survey Sample size: 56 caregivers 3-6 Unmet needs (pp. 192-193):
ASK et withsemi- | Age (yr): 36 months after 1) Medical needs: “lack of home -care services” (17%); * training in “‘care giving’”’
al,, structured | caregiversaged 30-60 | the death of (71%); “need for an admission to a hospice/hospital”” (40%). 2) Psychological needs: 1)
2011 questionnai | Gender: unclear patients “felling of tense’ (39%); 2) “‘anxious” (17%); 3) “depressed’” (32%); 3) Financial
Qs:2 re (cancer sites needs: “need financial help from other families or friends” (55.6%); 4) Information
unclear) needs: “help in communicating disease status and prognosis with their loved one”
(35%6); 5) Social needs: “lack of social life” (71.4%); “affected the relationships and
interactions with others” (42.9%)
S2T: USA Home- Questionna | Sampling: unclear Informal NR Spiritual Needs Inventory (SNI): 17 items
Buck based iresurvey | Samplesize: 110 caregivers of Top 10 unmet needs of each item:
HG, et Age (yr): 64.7£14.6 mixed 1) “be with family” (20%); 2) “laugh”(16%); 3) “be with friends”(12%); 4) “see
al,, 2008 Gender: 83/110 (F) advanced smiles of others”(12%), 5) ‘think happy thoughts’(11%), 6) “be around children”
QS:2 cancer (10%); 7) “go to religious services” (10%); 8) “‘talk about day-to-day things” (8%); 9)
patients “read inspirational materials” (8%), 10) “talk with someone about spiritual issues”
(6%)
S32: USA Mixed Qualitative | Sampling: unclear Family NA Semi-structured in-depth interview (40-90mins) and focus group (60-90mins),
Carter study Sample size: 19 (16 caregivers of audiotaped
N, etal, (semi- wives, 3 children) advanced Needs (pp. 167-168):
2010 structured | Gender: unclear prostate 1) information needs regarding disease, treatment, side effects and care services, etc.
Qs:3 in-depth cancer 2) “uncertainty about the future”
interview 3) caregiver burden including supporting the physical, functional and emotions needs of
and focus patients
group) 4) “practical assistance needs like household chores”
5) “ feelings of isolation as lack of social activities™
S3r: Taiwan Home- Qualitative | Sampling: Family 44149 In-depth interview with open-ended questionnaire (30-40mins) (tape recorded)
Lee based study (in- | consecutivesampling | - caregiversof | (89.8%) " Needs: 1) Emotional support from families and professionals including listening,
HTS, et qeplh_ Sample size: 44 terminal encouragement, etc. 2) Information needs regarding “‘symptom management, nutrition,
al, 2013 interview) cancer concerns about dying, medication and nursing aids” (p. 633).
QS:3 patients
(mixed
cancer sites)
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S39: | Shanghai, | Inpatients | Questionna | Sampling: Family 89/100 | Self-designed questionnaire (unclear items)
Chen | China iresurvey | convenience caregiversof | (89.0%) | Needs(p.19):
HY, et sampling advanced 1) prognosis of disease (100%); 2) help to realize patient’s wishes(100%); 3) continuous
al.2008 Sample size: 89 cancer support after discharge from hospital(100%); 4) knowledge of self-care(100%); 5)
Qs:2 Age (yr): (23-72, patients relevant knowledge of disease(98.9%); 6) regular counseling service (84.3%y); 7)
median 52.1) (cancer sites emotional support(69.7%); 8) pain management of patients(59.6%6); 9) accompany
Gender: 58/89 (F) unclear) (50.6%0)
Studies Regarding Both Advanced Cancer Patients and Their Informal Caregivers (n=5)
Author, Study Response
Year & | Region Setting . Participants Diagnosis Data Collection Method/ Instrument & Findings
Qs Design Rate
S23: Banglade | Outpatients | Qualitative | Sampling: Advanced NA Semi-structured in-depth interview with open-ended questions (tape recorded) and
Dehgha | sh study convenience breast cancer qualitative description for analysis
nR,et (in-depth | sampling and family Needs (pp. 147-148): 1) “social needs of patients and families” due to financial impact,
a, interview) | Samplesize: 20 members economic uncertainty and needs for social security;
2012 Patients (n=3), Family 2) “psychological and spiritual needs of patients and families”: feeling of sadness,
QS:4 members (n=9), anxiety, anger, abandonment, fear and hopeless;
Clinical staffs (n=8) 3) “need for information among patients and families™.
4) “Access to and receipt of care from professional systems and providers”
S3L: Canada | Outpatients | Questionna | Sampling: unclear Mixed 144/264 | Advanced Cancer Information Needs Survey (ACIN): 22 items
Wong iresurvey | Sample size: 144 advanced (55%) Needs for patients:
RKS, Patients: n=71 cancer 1) “pain control” (75%), 2) “weakness and fatigue” (58%), 3) “shortness of breath”
etal, Caregivers: n=73 patients and (52%), 4) “what cause cancer” (48%), 5) “home care services” (46%), 6)
2002 Age (yr): their “‘communicating with loved ones” (46%)
QS:2 Patients: unclear caregivers Needs for caregivers:
Caregivers: unclear 1) “pain control” (82%), 2) “weakness and fatigue” (66%), 3) “home care services”
Gender: unclear (58%), 3) “what cause cancer” (53%), 4) “how can we prevent cancer” (58%), 5) “why
are some cancers not curable” (56%)
S34: USA Mixed Questionna | Sampling: Informal 100/149 | The Family Inventory of Needs (FIN): 20 items
Hwang iresurvey | consecutivesampling | caregiversof | (67.1%) | Caregiver’s Perception of Patients’ Unmet Needs (PPUN): 14 items
SS, et Sample size: 100 advanced Perception of Patients’ Unmet Needs (PPUN):
al, 2003 Age (yr): (27-85, cancer 1) physical (80%), 2) nutritional (51%), 3) daily living (44%), 4) emotional (33%).
Qs:4 median 62) patients Caregiver unmet needs (FIN):
Gender: unclear (cancer sites 1) “having information about what to do for the patient athome” (37%); 2) “knowing
unclear) when to expect symptoms to occur” (31%); 3) “being told about people who could
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help with problems” (26%); 4) “knowing the probable outcome of the patient’s
illness” (26%)

S38: | Shanghai, | Home- Questionna | Sampling: Mixed cancer | 228/400 | Self-designed needs questionnaire for advanced cancer patients and their

Liu, China | based iresurvey | convenience patients at (57%) caregivers

2008 sampling stage IV | (patients:1 | Needs for patients (pp. 30-31):

Qs:3 Sample size: 400 and their 15, 1) psychological: families” understanding and support(96.5%6), etc. 2) Physical care:
Age (yr): caregivers | caregiver:l | information of treatment, rehabilitation (80.9%), etc. 3) Social: peer activities and
Patients:60.61+12.67 13) support (54.8%), efc.
Caregivers: Needs for caregivers (p. 38):
56.04+1257 1) psychological: communication with families and professionals (76.1%6), etc. 2)
Gender: social: information about treatment and prognosis(81.4%) etc. 3) educational:
Patients:63/115(F) medication guidance(80.5%) etc.
Caregivers:29/113(F)

$42: Shanghai, | Inpatients Questionna | Sampling: unclear Mixed 42/45 Self-designed needs questionnaire for advanced cancer patients and their

MiuJ,et | China iresurvey | Samplesize: 42 (42 advanced (93.3%) | caregivers (Liu,2008)
al., patients and 42 family cancer Needs for patients (p. 2387):

2016 caregivers) patients and 1) “families’ understanding and support”” (2.43+0.59); 2) “relieving constipation”

Qs:2 Age (yr): their (2.3810.62)
Patients:72.9+11.6 caregivers 3) “psychological support for caregivers after the death of themselves” (2.36+0.66); 4)
Caregivers: “pain assessment” (2.3340.61); 5) “pain management” (2.314+0.64); 6) “improving
55941345 appetite” (2.31+0.6)
Gender: Needs for caregivers:
Patients:18/42 (F) 1) “dietary and nutrition” (2.38+0.66); 2) “‘guidance about how to help patients do
Caregivers:23/42 (F) activities” (2.38+0.66); 3) “pain assessment” (2.38+0.73); 4) “communication between

families and professionals” (2.360.58); 5) “information about treatment and prognosis”
(2.33+0.65)

Notes 1: QS: overall quality score; ADL: Activities of daily living; M: male; F: female; G1: groupl; G2: group2;

G3: group3; EC: Oesophageal; PBC: Pancreaticobiliary; EORTC QLQ-OES18: EORTC QLQ-

Oesophagus (OES) 18 (oesophagus cancer module) questionnaire; EORTC QLQ-PAN26: EORTC QLQ-Pancreatic (PAN) 26 (Pancreatic cancer module) questionnaire; EORTC QLQ-C30: European
Organisation for Research and Treatment of Cancer Quality of Life Core 30; a: only the baseline data was used in this review.

Notes 2: in the “Data Collection Method/ Instrument & Findings” column, direct quotations from several included quantitative studies using commonly utilized research scales with documented
psychometric properties were details of each of the used research questionnaire items. Thus, information regarding page numbers was not provided, but that for direct quotations from studies using self-
designed semi-structured questionnaires and/or qualitative methods, as well as page numbers for such quotations, was provided.
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4.2.3.2 Quality of the included studies

The methodological quality of the included studies was generally robust, with 17 and 18
studies satisfying all four criteria (34%) and three of the four criteria (36%), respectively. The
prominent weaknesses of 43 quantitative studies were poor sampling strategy and low
response rate. The response rates of 16 studies (Buzgova, et al., 2014; Buck & McMillan.,
2008; Christ & Siegel, 1990; Deng et al., 2015b; DuBenske et al., 2008; Fukui, 2004;
Hasegawa et al., 2016; Khan et al., 2012; Lelorain et al., 2015; Liu, 2008; Park et al., 2010;
Rachakonda et al., 2015; Rainbird et al., 2009; Vilalta et al., 2014; Waller et al., 2012b; Wong
et al., 2002) were lower than 60%, and 14 studies (Buck & McMillan, 2008; Buzgova et al.,
2014; Christ & Siegel, 1990; Deng et al., 2015b; Hwang et al., 2004; Joad et al., 2011; Liao et
al., 2011; Miu et al., 2016; Osse et al., 2005, 2006; Park et al., 2010; Rachakonda et al., 2015;
Schenker et al., 2014; Waller et al., 2012b) failed to report the sampling method, sampling
procedure, or sample size justification. Among the seven other qualitative studies, three studies
(3/7, 42.9%) (Carter et al., 2011; Lee et al., 2014; Mangan et al., 2003) failed to interpret how
findings were related to the study context, and two studies (2/7, 28.6%) (Carter et al., 2010,
2011) provided no explanation on how the research process was influenced by the researchers.

The overall quality score of each study is presented in the first column of Table 4.2.
4.2.3.3 Unmet needs of patients with advanced cancer

A total of 12 domains of unmet needs were identified from 34 quantitative and four qualitative
studies. These domains included physical, ADL, psychological, health system and information,
patient care and support, social, communication, financial, spiritual, autonomy, sexuality, and

nutritional needs.

Unmet patient needs based on guantitative studies. Study sample sizes ranged from 40 to

977, with the average sample size being 165 and the response rate ranging from 36 to 100%.
Physical needs were reported in 24 studies, and the most prominent physical unmet need was
fatigue (Buzgova et al., 2014; Fitch 2012; Hasegawa et al., 2016; Johnsen et al., 2013; Khan

et al., 2012; Liao et al., 2011; Liu et al., 2008; Osse et al., 2005; Rachakonda et al., 2015;
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Uitdehaag et al., 2015; Waller et al., 2012a; Wong et al., 2002). In terms of ADL, 11 studies
were included, and the most highlighted item was ‘not being able to do the things you used to
do’ (Aranda et al., 2005; Au et al., 2013; Fitch 2012; Hasegawa et al., 2016; Waller et al.,
2012a). Twenty-eight studies reported psychological needs, and the most common item was
‘emotional support’ (Carter et al., 2011 Effendy et al., 2015a; Fitch 2012; Hasegawa et al.,
2016; Houts et al., 1988; Hwang et al., 2004; Johnsen et al., 2013; Morasso et al., 1999; Osse
et al., 2005; Soelver et al., 2014; Teunissen et al., 2006; Uchida et al., 2011; Waller et al.,
2012a). In terms of health system and information, ‘being informed about benefits and side-
effects of treatment” was the most common one (Huang et al., 2008; Lam et al., 2014; Lelorain
etal., 2015; Liao etal., 2011; Liu, 2008; Osse et al., 2005; Rachakonda et al., 2015; Templeton
& Coates, 2003; Uchida et al., 2011; Voogt et al., 2005). With regards to patient care and
support needs, two prominent unmet needs, namely, ‘reassurance by medical staff that the way
you feel is normal’ (Hasegawa et al., 2016; Uchida et al., 2011) and “doctor acknowledges and
shows sensitivity to your feelings and emotional needs’ (Hasegawa et al., 2016; Liao et al.,
2011), were identified. ‘Family and friends’ support’ was the most common social unmet need
(Gu et al., 2015; Johnsen et al., 2013; Liu, 2008; Miu et al., 2016; Rachakonda et al., 2015;
Rainbird et al., 2009; Teunissen et al., 2006). Communication and financial support needs
were also reported (Buzgova et al., 2014; Effendy et al., 2015a; Houts et al., 1988; Huang et
al.,2008; Hwang et al., 2004; Liu, 2008; Morasso et al., 1999; Osse et al., 2005; Rachakonda
etal., 2015; Rainbird et al., 2009; Teunissen et al., 2006; Wong et al.,2002). ‘Meaning of death’
(Effendy et al., 2015a; Osse et al., 2005) was the most commonly mentioned spiritual need. ‘I
can do less than before’ (Buzgova et al., 2014; Osse et al., 2005; Uitdehaag et al., 2015) was
the most prominent unmet autonomy need. Detailed unmet needs and their prevalence are

presented in Table 4.3.

Unmet patient needs extracted from gualitative studies. According to four qualitative

studies (Carter et al., 2011; Dehghan et al., 2012; Murray et al., 2004; Soelver et al., 2014),
several unmet needs that were similar to those identified in quantitative studies were extracted

and categorized. For instance, patients commonly expressed ‘pain, fatigue or side effects of
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treatment, such as urinary incontinence and loss of sexual function’ (p. 191-192) (physical
needs) (Carter et al., 2011), ‘feelings of fear, hopelessness and uncertainty about the future’
(Dehghan, et al., 2012; Murray et al., 2004) or ‘feelings of sadness, anger, anxiety, frustration
and desperation’ (Carter et al., 2011; Dehghan et al., 2012; Murray et al., 2004) (psychological
and spiritual needs), ‘insufficient information from professional staff’ (information needs)
(Carter et al., 2011; Dehghan et al., 2012; Soelver et al., 2014), ‘need more social security’
(social needs) (Dehghan et al., 2012), and ‘not being regarded as a person’ (p. 178) (healthcare
service and information needs) (Soelver et al., 2014). However, the needs in qualitative studies
were more detailed than those in quantitative studies, and the specific causes of unmet needs
were identified. For example, patients elaborated that ‘lack of dialogue with the professionals
led some patients to feel neglected and uncertain in their sense of belonging’ (p. 178) (Soelver
et al., 2014) was the cause of ‘not being regarded as a person’ (p. 178). Additionally, ‘sadness,
anger, frustration and regret’ resulted from ‘some unsolved issues about diagnosis and
treatment decisions’ (Carter et al., 2011). Several unmet needs identified from the qualitative
data were not identified in quantitative studies. For instance, subjects expressed ‘what they
had achieved in their lives and what still needed to be done before death’ (p. 42), ‘establish
themselves as they “really” are’ (p. 41) (spiritual needs) (Murray et al., 2004), and ‘patients
want to be proactive in problem solving® (p. 179), but they did not know how to do it

(autonomy needs) (Soelver et al., 2014).
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Table 4.3 Overall unmet needs domains and prevalence ranges of prominent items by each domain (patients)

Domains Number of Subdomains/Items Prevalence Ranges
Studies
Fatigue 18%-76.3%
(Waller, et al., 2012a; Osse, et al., 2005; Hasegawa, et al., 2016; Uitdehaag, et al.,
2015; Liao, et al., 2011; Buzgova, et al., 2014; Johnsen, et al., 2013; Khan, et al.,
2012; Fitch, 2012; Rachakonda, et al., 2015; Wong, et al., 2002; Liu, et al.,2008)
Pain 18%-75% (Waller, et al., 2012a; Osse, et al., 2005; Hasegawa, et al., 2016;Effendy,
et al., 2015a;Johnsen, et al., 2013; Khan, et al., 2012; Fitch, 2012;Wong, et
Physical 29 al.,2002;Aranda, et al., 2005;Huang, et al., 2008 )
Sleep problems 21.1%-37.1% (Morasso, et al., 1999; Khan, et al.,2012)
Dyspnea 19%-67.3% (Effendy, et al., 2015a; Johnsen, et al., 2013;Wong, et al.,2002)
Lack of appetite 13%-80% (Johnsen, et al., 2013;Rainbird, et al., 2009;Liu, 2008;Fitch, 2012))
gastrointestinal symptoms 12%-45.1% (Johnsen, et al., 2013;Huang, et al.,2008)
‘Felling unwell a lot of the time’ 17.3%-44.7% (Waller, et al., 2012a;Hasegawa, et al., 2016; Fitch, 2012)
Activities of ‘not being able to do the things you used to | 19%0-46.9% (Waller, et al., 2012a;Hasegawa, et al., 2016;Au, et al., 2013;Aranda, et
Daily Living 1 do’ al.,2005;Fitch, 2012)
(ADL) ‘Work around the home’ 18.6%-44.2% (Waller, et al., 2012a;Hasegawa, et al., 2016; Rainbird, et al., 2009;
Fitch, 2012)
‘Uncertainty about the future’ 21.4%-62.4% (Waller, et al., 2012a; Osse, et al., 2005; Hasegawa, et al.,
2016;Uchida, et al., 2011;Aranda,et al., 2005)
Emotional Support 10.1-84.4% (Waller, et al., 2012a; Morasso, et al., 1999; Teunissen, et al., 2006;
Osse, et al.,2005; Hasegawa, et al.,2016; Effendy, et al., 2015a; Uchida, et al., 2011;
Johnsen, et al., 2013; Fitch, 2012; Houts, et al., 1988; Hwang, et al., 2004; Soelver, et
al., 2014; Carter, et al., 2011)
(Anxiety [Waller, et al., 2012a;Hasegawa, et al., 2016]: 15.3-41.8%; Depression
[Hasegawa, et al., 2016; Uchida, et al., 2011; Osse, et al., 2005;Fitch, 2012]:15-
Psychological 25 62.4%)

‘worry that the results of treatment are
beyond your control’

19-71.8% (Waller, et al., 2012a;Au, et al., 2013;Uchida, et al., 2011;Aranda,et al.,
2005;Fitch, 2012)

‘Feeling about death and dying’

32.5-62.4% (Uchida, et al., 2011;Hasegawa, et al., 2016)

‘Fears about the cancer spreading’

17.6-78.8% (Waller, et al., 2012a;Uchida, et al., 2011;L.iao, et al.,2011;Rainbird, et
al., 2009;Khan, et al., 2012;0sse, et al., 2005; Fitch, 2012)

‘concerns about the worries of those close
to you’

27.9-68.2% (Waller, et al., 2012a;Hasegawa, et al., 2016;Uchida, et al.,
2011;Aranda,et al., 2005; Fitch, 2012)

‘Support in coping’

24.3-57.5% (Teunissen, et al.,2006;Rachakonda, et al.,2015;Rainbird, et al.,2009)
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‘Learning to feel in control of your
situation’

32.5%-56.5% (Hasegawa, et al., 2016;Uchida, et al., 2011)

‘Fear of physical suffering’

16.7-62.9% (Osse, et al., 2005;Uitdehaag, et al.,2015;Khan, et al., 2012;Effendy, et
al., 2015a; Fitch, 2012))

family and friends’ support

9.9-96.5% (Johnsen, et al.,2013;Rachakonda, et al.,2015;Rainbird, et al.,2009; Gu, et

Social 9 al., 2015; Teunissen, et al.,2006;Liu,2008;Miu, et al.,2016)
volunteers 18.7% (Gu, et al., 2015)
Communication 5 Communication 7.7%-87.9% (Morasso, et al.,1999; Teunissen, et al.,2006;Huang, et al.,2008;Wong,
et al., 2002;Liu,2008))

Financial 8 Financial 6.6%-72% (Morasso, et al.,1999;0sse, et al., 2005;Effendy, et al., 2015a;Buzgova, et
al.,2014;Houts, et al.,1988;Rachakonda, et al.,2015; Rainbird, et al.,2009;Hwang, et
al.,2004)

Meaning of death 15-85.4% (Osse, et al., 2005;Effendy, et al., 2015a)

Spiritual 5 Religious 44% (Buzgova, et al.,2014))

‘being able to choose the place where you 11-15% (Rachakonda, et al.,2015; Rainbird, et al.,2009)
want to die’

Autonomy 5 ‘I can do less than before’ 17-83% (Osse, et al., 2005; Uitdehaag, et al.,2015;Buzgova, et al.,2014)
‘experiencing loss of control over one’s 16-19% (Osse, et al., 2005;Khan, et al.,2012)
life’

Patients care 3 ‘Reassurance by medical staff that the way | 32.5-56.5% (Hasegawa, et al., 2016; Uchida, et al., 2011)

and support you feel is normal’
‘doctor acknowledges and shows sensitivity | 34.8-39.5% (Hasegawa, et al., 2016;L.iao, et al.,2011)
to your feelings and emotional needs’

Healthcare ‘Being informed about things you can do to | 41-65.9%] (Hasegawa, et al., 2016; Uchida, et al., 2011;Liao, et al.,2011;Aranda, et

service and help yourself to get well’ al.,2005;Lam, et al.,2014)

information “Having one member of hospital staff with | 32-72% (Hasegawa, et al., 2016; Uchida, et al., 2011;Lam, et al.,2014;Au, et al.,
whom you can talk to” 2013;Aranda, et al.,2005)
‘Being informed about your test results as 50.8-62.5% (Uchida, et al., 2011; Liao, et al.,2011;Lam, et al.,2014)
soon as feasible’
‘benefit and side-effects of treatment’ 4-66.7% (Osse, et al., 2005;Rachakonda, et al.,2015;Templeton &

14 Coates,2003;Voogt, et al.,2005;Liu, 2008;Huang, et al.,2008;Uchida, et al.,

2011;Liao, et al.,2011;Lam, et al.,2014)

‘Being given written information about the
important aspects of your care’

42.3-52.9% (Uchida, et al., 2011;Lam, et al.,2014)

‘Being treated like a person not just another
case’

34.5-54.1% (Vilalta, et al., 2014;Uchida, et al., 2011;Lelorain, et al.,2015;Lam, et
al.,2014)

‘Being informed about cancer which is
under control’

54.1-60.4% (Uchida, et al., 2011;Lam, et al.,2014)
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Sexuality 4 Sexuality 5-75% (Osse, et al., 2005;Effendy, et al.,2015a;Johnsen, et al.,2013;Au, et al., 2013)
Nutrition 2 Nutrition 38.9-43.2% (Morasso, et al.,1999; Huang, et al., 2008)
Counseling 1 17-24% (Osse, et al., 2005)

Notes: Needs items (sentences or phrases) which were put in the quotation marks were directly extracted from the corresponding included studies.
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4.2.3.4 Unmet needs of informal caregivers

Seven unmet need domains were extracted on the basis of qualitative (n = 4) and quantitative

(n = 13) studies.

In terms of the guantitative studies, the sample size ranged from 42 to 1662, with the mean

sample size being 259. The response rates ranged from 41.4 to 95.6%. Seven domains,
including information, physical, psychological, financial, cancer care service, spiritual, and
social needs, were identified. Information domain included two subdomains, namely, illness
and treatment and care-related information. Unmet needs regarding illness and treatment
information were mentioned in nine studies, and the prevalence ranged from 26 to 100% (Chen
et al., 2016; Cui et al., 2014a; DuBenske et al., 2008; Fukui, 2004; Joad et al., 2011; Liu,
2008; Miu et al., 2016; Osse et al., 2006; Wong et al., 2002), Care-related information was
reported in 10 studies with the prevalence rate in the range of 21-100% (Chen et al., 2016;
Chen et al., 2008; Cui et al., 2014a; DuBenske et al., 2008; Fukui, 2004; Hwang et al., 2003;
Joad et al., 2011; Liu, 2008; Miu et al., 2016; Osse et al., 2006 ). With regard to cancer care
services, 21-72.3% of the informal caregivers presented unmet needs in terms of quality of
care (Chenetal., 2016; Osse et al., 2006; Teunissen et al., 2006), and 14-100% reported unmet
needs on transitional care services (Chen et al., 2008; Joad et al., 2011; Osse et al., 2006; Park
et al., 2010). The percentages of the five other domains, including physical, psychological,
financial, spiritual, and social unmet needs, were 42.8% (Park et al.,2010), 17-78.3% (Chen
etal., 2016; Chen et al., 2008; Joad et al., 2011; Liu, 2008; Park et al., 2010), 17-67.3% (Chen
et al., 2016; Joad et al., 2011; Osse et al., 2006; Park et al., 2010;), 3.8-100% (Buck &
McMillan, 2008; Chen et al., 2008; Osse et al., 2006; Park et al., 2010), and 42.9-71.4% (Joad
et al., 2011), respectively. Furthermore, ‘managing concerns about the cancer coming back’
(78.3%) (Chen et al., 2016), “finding out about financial support and government benefits for
you and/or the person with cancer’ (60.9%) (Chen et al., 2016), ‘help to realize patient’s wishes’
(100%) (Chen et al., 2008) and ‘lack of social life’ (71.4%) (Joad et al., 2011) were reported

as the most common psychological, financial, spiritual, and social needs.
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According to four gualitative studies (Carter et al., 2010; Dehghan et al., 2012; Lee et al.,

2014; Mangan et al., 2003), three similar unmet need domains, namely, information,
psychological, and social needs, were identified through summative content analysis. Informal
caregivers commonly stated about “unmet information needs in terms of disease, treatment,
side effects, care services, symptom management, nutrition, medication and nursing aids”
(information) (Carter et al., 2010; Dehghan et al., 2012; Lee et al., 2014), ‘feelings of sadness
and loneliness, as well as a sense of abandonment, fear and helplessness’ (p. 147) (Dehghan
et al., 2012) or ‘insufficient listening and encouragement from other family members and
professionals’ (Lee et al., 2014) (psychological), and “feelings of isolation due to the lack of
social activities’ (social) (Carter et al., 2010). Several specific unmet needs, including the
manner of communication between professional staff and caregivers or patients, the
administration and function of the healthcare system, and some practical assistance, such as
cleaning the house and walking the dog (Mangan et al., 2003), were also identified in

qualitative studies (Mangan et al., 2003).

4.2.3.5 Variables associated with the unmet needs of patients with advanced cancer

Variables associated with the unmet needs of patients with advanced cancer are summarized
in Table 4.4. Relevant variables were categorized as patient-related variables (demographics,
disease-related, physical, and psychological) and informal caregiver-related variables (age,

gender, and psychological distress of informal caregivers).

In several studies, age, gender, marital status, education level, and income level were
insignificantly associated with patients’ unmet needs. Although a significant relationship was
reported, results were inconsistent across studies in terms of age and marital status. With
regards to gender, three studies (Hasegawa et al., 2016; Liu, 2008; Morasso et al., 1999)
reported that female patients indicated more physical and psychological unmet needs than
those of male patients. Patients who were living alone experienced high psychological needs
(Morasso et al., 1999), and patients with high educational level presented considerable unmet

needs in physical (Liao et al., 2011), ADL (Liao et al., 2011), information (Voogt et al., 2005),
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community service (Houts et al., 1988), and sexuality (Au et al., 2013) domains. Moreover,

financial needs were less reported in patients with high income (Houts et al., 1988; Liu, 2008).

Four studies (Au et al., 2013; Hwang et al., 2004; Lam et al., 2014; Liao et al., 2011) explored
the relationships between symptom distress and unmet needs, and all these studies showed that
patients with symptom distress experienced more unmet needs in the psychological, physical,
and ADL domains. Patients with poor ability in daily living (Morasso et al.,1999) indicated
more unmet needs than those of independent patients, especially in terms of information,
communication, psychological, and occupational needs. Two studies (Morasso et al.,1999;
Hwang et al., 2004) showed that no relationships were observed between the cancer site and
their unmet needs, but two other studies (Houts et al., 1988; Liu, 2008) showed opposite results.
Two (Lam et al., 2014; Liao et al., 2011) out of five studies reported that no relationship was
observed between cancer stage (only stages 111 and 1V) and unmet needs, and three other ones
(Au et al., 2013; Hwang et al., 2004; Liu, 2008) indicated that patients with stage IV cancer
presented more unmet needs than those with stage 111 cancer. Results were inconsistent across
studies for cancer treatment, with two studies showing no relationship (Liao et al., 2011; VVoogt
et al., 2005) and two other studies suggesting either positive (Lam et al., 2014) or negative (Au

et al., 2013) relationship.

Patients with anxiety experienced high levels of physical, psychological, healthcare, and
information, as well as ADL unmet needs, which was confirmed across several studies (Au et
al., 2013; Hasegawa et al., 2016; Liao et al., 2011; Uchida et al., 2011; Voogt et al., 2005).
Patients with depression (Au et al., 2013; Hwang et al., 2004; Liao et al., 2011; Voogt et al.,
2005) demonstrated varied results. Patients with low quality of life showed high unmet needs,
especially in physical and psychological domains (Buzgova et al., 2014; Uchida et al., 2011).
Patients reported more unmet needs when their caregivers were male (Morasso et al.,1999)
young people (Morasso et al.,1999), or those who suffered from psychological distress

(Morasso et al.,1999).

4.2.3.6 Variables associated with the unmet needs of informal caregivers
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Older caregivers (Chen et al., 2016; Osse et al., 2006) showed less unmet needs in terms of
financial, social, and care-related information needs than those of younger caregivers.
Caregivers in different caregiving settings reported different levels of unmet needs
(home>general hospital>hospice care unit) (Fukui, 2004; Park et al. 2010). Caregivers with
many physical problems experienced many unmet needs (Chen et al.,2 016; Liu, 2008).
Caregivers had higher levels of unmet needs when patients suffered from anxiety (Chen et al.,
2016), depression (Chen et al., 2016), or low physical performance (Chen et al., 2016). Results
varied across studies in terms of gender (Osse et al., 2006), length of caregiving (Cui et al.,
2014a; Liu, 2008), and education level of caregivers (Liu, 2008) (see Table 4.5). Similarly,
results were conflicting with regard to the relationships between caregivers and patients. One
study (Fukui, 2004) showed that spousal caregivers presented many information needs, and

another study (Liu, 2008) indicated that non-spousal caregivers reported many unmet needs.
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Table 4.4 Summary of the variables associated with advanced cancer patients’ unmet needs

Demographics Physical Disease-related Psychosocial Caregiver

Older | Female | Living | Married | High | High Physical ADL | Cancer | Stage | Treatme | Anxiety | Depressi | High Distress Older | Fem
Alone Educ | Inco (depend | Sites nt on QOL (anxiety/ ale
ation | me ent) depression)

Study

Mora + + + - - + P
soet | (phy) | (osy, | (psy) (psy, (info,

al, com) com) com,
199 psy,

occup)

Teuni -
sen | (phy,
etal, pSys,
2006 | com)

Osse | ~(fin,
etal, | psys)

Haseg - - + + (phy, +(phy,
aVVa, (phy: psys; pSyS,

etal, ADL) ADL) ADL)
2016

Uchid +(psy, (psy,
aet phy, phy,

a, ADL, ADL,
2011 HSIPS) HSIPS

Liao -(psy) - + (phy + (phy, psys, <> - + (psy, -(HS'PS)
etal, ADL) ADL) ADL phy | +(psy)
2011 , HSIPS)

Buig - (phy,
ovaet psy,
al, spiri)
2014
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Voogt | =« > ~(info) +(info > +(info) >
etal, )
2005
Houts | -(phy, - - + - H "
etal, psys, (com | (fin)
1988 fin) m-
unity)
Auet - - (phy, + <« | +(phy, ADL, - -(HSIPS) +(psy) -
al, ADL) (sex) psy, HSIPS)
2013 +(sex)
Liu, | -(phy) |+ -(phy, - +oes -(psy) | -
2008 (phy) soc) (psy)
Hwan - +(phy,psy > + +(psy,fi
get (phy, fin,med) n,med)
al, fin,m
2004 ed)
Lam + (HSIPS, <> | +(psy)
etal, psy, phy,
2014 ADL)

Notes: “-”: negative relationship; “+”: positive relationship; “ < ” : no significant relationship;
“PM”: pain management; “soc”: social needs; “phy”: physical needs; “psy”:psychological needs; “psys”: psychosocial needs; “inf”: information needs; “com”: communication needs;

(332

: relationship variable across different types of cancer; “fin”: financial needs;

“occup”: occupational needs; “HSIPS”: health system, information, and patient care support; “med”: medical needs; “spiri”: spiritual needs.
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Table 4.5 Summary of the variables associated with informal caregivers’ unmet needs

Study Demographics of caregivers Caregivers’ Relationship Patients-related
physical symptom
Older Female | Education | Length of Care setting Spousal Patients’ Patients’ | Lower physical
level caregiving caregivers anxiety | depression | performance

Osseet | -(fin, PM, F (+phy)

al, soc,) )
2006 M (+ inf)
Parket Conventional hospital

al, care > hospice care
2010 (symptom management,

psy support, religious
support )

Chen + (overall) +(overall) | +(overall) +(overall)
etal,
2016
Cuiet -

al,
2014a
Fukui, - Home > hospital (inf) +
2004

Liu, - -(psy) +(soc) + -(inf)
2008 | (soc,psy,inf)

+(soc)
Notes: “-”: negative relationship; “+”: positive relationship; “fin”: financial needs; “PM”: pain management; “soc”: social needs; “phy’’: physical needs; “inf”: information needs;

“overall”: overall needs
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4.2.3.7 Summary of the needs assessment instruments used in the included studies

For patients with advanced cancer, the most commonly used multidimensional instruments
were Supportive Care Needs Survey (SCNS, n =8) (Aranda et al., 2005; Au et al., 2013; Fitch,
2012; Hasegawa et al., 2016; Lam, et al., 2014; Lelorain et al., 2015; Uchida et al., 2011,
Waller et al., 2012a), Problems and Needs in Palliative Care questionnaire (PNPC, n = 5)
(Effendy et al., 2015a; Khan et al., 2012; Osse et al., 2005; Uitdehaag et al., 2015; Voogt et
al., 2005), and Needs Assessment of Advanced Cancer Patients (NA-ACP, n = 3) (Rachakonda
et al., 2015; Rainbird et al., 2009; Schenker et al., 2014). Other multidimensional instruments
that were adopted included Cancer Needs Questionnaire (CNQ) (Liao et al., 2011), Patient
Needs Assessment in Palliative Care (PNAP) (Buzgova et al., 2014), 3-Levels-of-Needs
Questionnaire (3LNQ) (Johnsen et al., 2013), Needs Assessment Tool: Progressive Disease—
Cancer (NAT: PD-C) (Waller et al., 2012b), Caregiver’s Perception of Patients’ Unmet Needs
(PPUN) (Hwang et al., 2003), and other instruments without reporting their psychometric
properties. Among studies that focused on one specific need domain (n = 4), three explored
information needs (Templeton & Coates, 2003; Voogt et al., 2005; Wong et al., 2002), and
one investigated spiritual needs (Vilalta et al., 2014). The unidimensional instruments adopted
included the following: Toronto Information Needs Questionnaire (TINQ-BC) (Templeton &
Coates, 2003), Advanced Cancer Information Needs (ACIN) (Wong et al., 2002), PNPC (only
used the items of the information domain) (Voogt et al., 2005), and an instrument (Vilalta et
al., 2014) for spiritual needs assessment without specifying its psychometric properties.
Overall, more than half of the quantitative studies (20/34) adopted instruments with acceptable

validity and reliability. Details of those instrument are presented in Table 4.6.

Among the 13 quantitative studies reporting unmet needs of informal caregivers,
comprehensive unmet needs (multiple domains) were explored in 10 studies (Chen et al., 2016;
Chen et al., 2008; Cui et al., 2014; DuBenske et al., 2008; Hwang et al., 2003; Joad et al.,
2011; Liu, 2008; Miu et al., 2016; Osse et al., 2006; Park et al., 2010). Different quantitative

studies used different measures, which included PNPC questionnaire-caregiver form (PNPC-
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¢) (Osse et al., 2006), Family Inventory of Needs (FIN) (Hwang et al., 2003), Partners and
Caregivers supportive care needs survey (SCNS-P&C) (Chen et al., 2016), needs of family
caregivers of patients with advanced cancer (Cui et al., 2014), and other self-designed
instruments (Chen et al., 2008; DuBenske et al., 2008; Joad et al., 2011; Liu, 2008; Miu et al.,
2016; Park et al., 2010). Among the three other studies that focused on unidimensional needs
assessment, two (Fukui, 2004; Wong et al., 2002) measured information needs, and one (Buck
& McMillan, 2008) explored spiritual needs. The scales used were Spiritual Needs Inventory
(Buck & McMiillan, 2008) and two other self-designed instruments, namely, with (Wong et
al., 2002) or without (Fukui, 2004) psychometric property testing. Among all the 13 studies,
only four studies used scales with documented psychometric properties. Details of those

validated instrument are presented in Table 4.7 below:
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Table 4.6 Validated tools used in the included studies (patients)

(Khan, etal., 2012)

somewhat, no) and 2) if

social iSSUes,

people, and followed by pilot test and expert review

Tool Dimension Item Scoring Domains and Items Psychometric Properties A?\s/leestsk:r;(ejnt
. Validity
nguprglg;tlgcﬁgsl\llze;i)s Five-point scale (1-5): | 5 domaips: phys'ical (1) Content validi_ty_: review by oncologist and patients
(Waller, etal., 2012a; 1:n9 need/not ano! daily  living, | (2) anstruct valld_lty: 5 factors were revealed by factor
Haseg,;awa.’et al ' appllcab'le,' 2= no | patients care a}nd analysis, and explal_nl_ng 73% of Fhe variance .
2016: Uchida ot ;;I Multidimensional need/satisfied,  3=low | support, _ sexuality, | (3) Convergent validity: correlation with Distress HADS, Patient
2011’. Fitch 2’012*'_’ neeq, 4= moderate need, | psychological, and The_rm(_)meter, EORCT-C30 (r=0.48-0.56) completed
Al ,et al '2013*_ ' 5:_h|gh need health _system and | Reliability o
Lelorélin e"c,al 201é*_ I—!lgher score means |nfc_)rmat|on; (€] Intern_al reliability: Cronbach’s 0=0.86-0.96
Lam ét al 501 2) ' higher needs. 34 items Responsiveness: NR
e Feasibility: reading level 79-8" grade education
Validity
5-point scale (1-5): (1) Content validity: review by oncologist and patients
1=no need/not | 5 domains: physical and | (2) Construct validity: 5 factors were revealed by factor
. applicable, 2= no | daily living, patients care | analysis, and explaining 64% of the variance
gﬁﬁg%;?;gg%; Multidimensional need/satisfied,  3=low | and _ supp(_)rt, 3) {:or]\{ergent validity: NR Patient
( Aranda, etal, 2005%) need, 4= moderate need, | psychological, sexuality, | Reliability completed
N 5=high need. and health information. | (1) Internal reliability: Cronbach’s 0=0.87-0.97.
Higher score means | 59items Responsiveness: NR
higher needs. Feasibility: reading level 4%-5" grade education,
completed within 20 minutes
Validity
Problems and Needs Including two parts: 1) | 10 dqmai_ns: activ?ties (1) Content validity:_interviews with patieqts, their close
in Palliative Care problem checklist: “is | of dai I)_/ !lfe, p_hysmgl, people, followed by pl!ot test and gxpert_rewew
questionnaire (PNPC) this a problem?” (ye_s, role act|V|t|e§, flnan_clal (2) Convergent validity: correlation with EORCT- C30
(Osse, et al, 2005: somewhat, no) and 2) if | and  administrative, | and COOP WONCA QOL Patient
AR ' Multidimensional | need any support for this | autonomy,  spiritual, | Reliability
Uitdehaag, et al., o - . T completed
2015 Effendy, et al, problen_1, do you want social, _psychologlcal, (1) Internal rellablllty._
20158**: Voogt, et al professional attention for g:ounselll_ng, and | Part 1 (problem checklist): Cronbach’s ¢=0.67-0.89
2605**) R this?” (yes, as much as | information. Part 2 (needs support): Cronbach’s 0=0.73-0.92
now, no) 90 items Responsiveness: NR
Feasibility: NR
Problems and Needs in Including two parts: 1) | 8  domains:  daily Validity
P\?;nge(gg&is)” Multidimensional ﬁ;.()sblzrr;r:az;kl?ft' (yelss, ﬁlr\]"pttloersm autr())hnstl)s%cﬁll (1) Content validity: interviews with patients, their close COF:E(;;L d
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need any support for this
problem, “do you want
professional attention for
this?” (yes, as much as
now, no)

psychological ~ issues,
spiritual issues,
information needs, and
financial.
33items

(2) Convergent validity: correlation with EORCT- C30
and COOP WONCA QOL

Reliability

(1) Internal reliability:

Part 1 (problem checklist):

Internal reliability (8 domains): Cronbach’s 0=0.61-0.86
Part 2 (needs support):

Internal reliability (8 domains): Cronbach’s 0=0.70-0.86
Responsiveness: NR

Feasibility: completed with 5-10minutes

Needs Assessment
of Advanced Cancer
Patients (NA-ACP)

Five-point scale (1-5):
1=not applicable, 2=

7 domains: activities of
daily living, symptom,
psychological,  social,

Validity

(1) Content validity: literature review, focus group with
patients, and expert opinion

(2) Construct validity: 25 factors were revealed by factor
analysis, and explaining 55% of the variance

Reliability

(1) Internal reliability: Cronbach’s 0=0.79-0.98

2618 :f eSZ(e:L’aektoarlllaa Multidimensional | satisfied, 3-5=low, | financial, spiritual, and | (2) Test-retest: 0.67-0.93 coﬁtlferlz q
et,al 2015- ’ moderate and high | medical informationand | Responsiveness: NR P
Rain.i)ir q ei level of need communication; Feasibility:

al 2009’)) 132 items Reading level: 90% (25-64 years old) and 77% (aged
B 65+ years) of the participants can easily understand the
questionnaire
Acceptability questions: 86% of participants reported
that the questions were clear and understandable.
. Validity
5 dolr:fa(;%OSealmy (1) Construct validity: 5 factors were revealed by factor
Five-point scale Spyhysﬂei' callh and daily lliving analysis, and explaining 68% of the variance
C«gncer!\leeds - _ Slandgrdlzed scores of each care, ological, (2) Convergent v_alld_lty: correlation with EORCT- C30 Patient
Quegtlonnalre (CNQ) Multidimensional dpmaln ranged  0-100, atient carejsana C dl support and_Be_cI_< depression inventory (short-form) completed
(Liao, etal., 2011) higher score means greater and interpersonal Reliability . ’
unmet needs communication (1) Internal reliability: Cronbach’s 0=0.77-0.94 (0.83-0.95)
2 items ' Responsiveness: NR

Feasibility: NR
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Including two parts:
1) if an issue was important
(five-pointscale 1-5): 1=not

Patient Needs a all, 5=very important; | 5 domains:
Assessment in Palliative higher score means greater | psychological, physical, Patient
Care (PNAP) Multidimensional | importance; socil, spiritual, | Not available (not in English language) completed
(Buzgova, etal., 2014) 2)iftheissuewasmet (five- | autonomy.
pointscale 1-5): 1=notatall, | 42items
5=yes, very much; lower
score means greater unmet
needs
Including two parts:
1) problem intensity: “not
at all”, “a little”, “quite a
bit” “very much”
2) felt need including 4 Validity
sub-items: if they do not (1) Content validity: literature review and comparison of
3-Levels-of-Needs have the problem; if itisa patients’ written comments to questionnaire with the Patient
Questionnaire (3LNQ) | Multidimensional | problem, have got help or | 12 items researchers’ interview completed
(Johnsen, etal., 2013) not? (“yes” “no”); if yes, if Agreement between observers: 67%-100%, and the
the help  adequate? median kappa=0.91
(inadequate partly,
adequate; no interested in
the help or not); if not, if
they want help? (“yes”
“no”);
Including 4 sections | Validity
Needs Assessment and 18 items: 1)referral | (1) Concurrent validity: PABAK value: 0.24-0.48, Cohen’s
Tool: Progressive Section 1: (yes, o) to SPCS; 2) patient’s | kappa: 0.25-0.47.
Disease-Cancer (NAT: Multidimensional | Section 2: P (nbne some well-being; 3) | Reliability Professionals
PD-C) ) ' " | caregiver’s ability for | (1) Inter-rater reliability: completed

(Waller, etal., 2012b)

significant)

taking care of patients;
4) caregiver’s well-
being

Cohen’s kappa= 0.02-0.59, percentage of agreement=48%-
88%.
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Validity

Adapted Toronto 5 domains: disease, | (1) Content validity: expert opinion and patients’

Information Needs Five-point scale (1-5): treatment,  physical, | interview Patient
Questionnaire (TINQ) | Unidimensional | 1= not important 5= | psychological, and | (2) Construct validity: factor analysis (details were not completed
(Templeton & Coates, extremely important investigative tests reported) P

2003) 29 items Reliability
(1) Inter-rater reliability: Cronbach’s 0=0.73-0.92
Including two parts:
. . 1) if it is a problem (very Validity
Caregw?rs},)emepuon much, some, a little Construct validity: factor analysis, but details was .
of Patients’ Unmet - . . Caregiver
Multidimensional | problem) 14 items not reported
Needs (PPUN) . o completed
(Hwang, et al, 2003) 2) if need relevant help Rellablllty_ N
B (need help, somewhat Internal reliability: Cronbach’s=0.74
need, not at all)
Self-designed Five-point scale (1-5): 11 components  of
questionnaire for .- . (1=not at all, 2=a little, 3= | .. o Not report but specified the process of compiling the Patient
o Unidimensional . _ spiritual needs and 28 . .
spiritual needs quite a lot, 4= a lot, items questionnaire completed
(Vilalta, etal., 2014) 5=totally)
Advanced Cancer Five-point scale (1-5): . . .
Information Needs Unidimensional (0= not at all interested, | Information needs and caﬁgi?;aﬁ%ggﬁfﬁ"i&%ﬁ\igg”gﬂ?ﬁgIgescv?éf?g; Patient
(ACIN) 4=very interested) 22 items ’ plance, completed

(Wong, etal., 2002)

reported.

Notes: *: variants of the original scales with testing the psychometric properties; **: variants without testing the psychometric properties. Sentences and
phrases which were put in the quotation marks were directly extracted from the corresponding included studies.
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Table 4.7 Validated tools used in the included studies (caregivers)

Tool Dimension Item Scoring Domains and Items Psychometric Properties A?\;ejfr:ggm
. Including two parts:
Inv;::g Fa(;‘]:llyee ds 1) the importance of the Validity
v family needs (0-10, (1) Construct validity: factor analysis, but details were .
(FIN) - . ~ . . Caregiver
Multidimensional | O=extremely  unimportant, 20 item not reported
(hwang, et 10=important) Reliability completed
9, etal., 2) fulfillment of care needs (1) Internal reliability: Cronbach’s=0.92
2003)
(O=not met, 1=met)
Partners and Validity
. Five-point scale (1-5): L . (1) Content validity: literature review and expert
Caregivers _ - 6 domains: information, health -
supportive care 1=no need, 2=needs already care  service, daily living, | 2PMON
PP - . satisfied, 3=some need, 4= . y Vg, (2) Construct validity: factor analysis, revealed 4 factors | Caregiver
needs survey Multidimensional _ communication, legalffinancial, L
(SCNS-P&C) low need, 5=moderate or choloaical and ofher needs Reliability completed
high level of need ijitemsg (1) Inter-rater reliability: Cronbach’s a=0.73-0.92
(Chen, etal,, 2016) Chinese version- Taiwan(6 domains and 44 items):
T Cronbach’0=0.96
7 domains: ~ Mmaintaining Chinese VVersion
health, professional support, | S yiqm——
. Validity
Needs of family funeral support, knowledge D C lidity: 1 . her
caregivers of . . about disease and treatment (.) . ontent_val fy: lerature review  researcher s .
- . Five-point scale (1-5): . . . " | clinical experience, and reviewed by experts and patients | Caregiver
advanced cancer | Multidimensional _ . ! information for hospice care, D
: 1=no need, 5=badly in need . (2) Construct validity: 4 factors were revealed by factor | completed
patients psychological  support  for - - 0 :
(Cui, etal, 20143) patients, symptom control for analysis, and explaining 66.15% of the variance
E o Reliability
et (1) Internal reliability: Cronbach’s = 0.785-0.89
.. Including two parts: Validity
Isn Fvg:]tfoil N(gelz\cljls) 1) rate the item (1-51= (1) Content validity: interviews with patients
y Unidimensional never, 5= always, higher 17 items (2) Construct validity: factor analysis, revealed 5 Caregiver
(Buck & score= greater needs); factors, explaining 63.7% of the variance completed
McMillan, 2008) 2) if the needs met or not Reliability

(yes, no).

(1) Internal reliability: Cronbach’o=0.85
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4.2.4 Discussion of the study results and limitations

The included studies highlighted that both advanced cancer patients and their informal
caregivers possess a wide range of unmet needs. Psychological and physical unmet needs are
two areas of focus for patients with advanced cancer; this result is consistent with a previously
published review (Moghaddam et al., 2016). Among informal caregivers who had experience
in managing patients’ negative emotions, more than 30% of them reported that emotional
management is the most challenging part of caregiving (Deshields et al., 2012). Three other
unmet needs, namely, the need for autonomy, communication, and nutrition, were identified
in this review compared with the previous review (Moghaddam et al., 2016). These needs may
be related to the differences in cultural contexts, healthcare systems, and economic levels
because several included studies in this review were conducted in eastern and developing
countries. For instance, the need for autonomy is commonly culture-related (Effendy et al.,
2015a). Family members usually make decisions for patients in eastern cultures because
family-collective decision-making is much more popular there than in other cultures (Gu et al.,
2016b). This result showed the importance of developing tailored healthcare services or
interventions based on context-specific unmet needs. Disease-related information needs were
the most commonly reported unmet needs of informal caregivers. Considerably fewer studies
reported unmet needs that are associated with the caregivers’ own well-being, as they generally
focus more on the patients’ well-being than their own (Osse et al., 2006). The prominent care
needs of each domain were identified for patients with advanced cancer and informal
caregivers in this review provide useful information and evidence for the development and
implementation of tailored healthcare services. For example, emotional support was identified
as the most commonly unmet need in the psychological domain for patients, thereby indicating
that emotional distress (e.g., anxiety and depression) management should be a priority when
providing mental health services. In addition, patients with advanced cancer and informal
caregivers’ unmet need domains involved multiple disciplines, which indicated that healthcare
services should be multidisciplinary. The value of multidisciplinary care for patients with

cancer has been well recognized (Health Care Guideline, 2013). Support for informal
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caregivers is suboptimal in many instances (Hudson et al., 2012). The unmet needs of informal
caregivers are often ignored and excluded from healthcare planning (Halkett et al., 2015;

Sealey, Breen, O’Connor, & Aoun, 2015).

The prevalence of unmet needs varied across the quantitative studies for both patients and
caregivers. This variability may be caused by the heterogeneity of the included studies, which
were conducted within different cultural contexts, healthcare systems, and economic levels
that may be associated with unmet needs. High-income countries or regions generally present
well-established healthcare service systems, which can facilitate the timely identification and
resolution of healthcare problems (several physical symptoms particularly require high-quality
professional support [Morasso et al., 1999]). Different study designs, especially the diverse
instruments used, for unmet needs assessment also contribute to this heterogeneity. The
highlighted heterogeneity makes it difficult to gauge and pool the percentages of unmet needs
by domains. SCNS was the most commonly used instrument, which was used in eight studies.
However, these eight studies adopted five different variants of the same scale, with 13
(Lelorain et al., 2015), 33 (Au et al., 2013), 34 (Hasegawa et al., 2016; Uchida et al., 2011;
Waller et al., 2012a), 59 (Aranda et al., 2005), and 61 items (Fitch, 2012) for each of the five
versions. Different methods of need classification are also a major barrier in gauging unmet
needs by domains. For instance, in SCNS, several items were classified as spiritual needs (e.qg.,
[Fitch, 2012]). In other studies, the same items were coded as psychological needs (e.g.,
[Uchida et al., 2011]). Moreover, approaches in defining unmet needs were inconsistent.
Among studies that utilized the SCNS, several of them regarded moderate and high levels of
need as unmet needs (e.g., [Uchida et al., 2011]). In other studies, low need level was
calculated as an unmet need (e.g., [Fitch, 2012]). Different reporting methods also caused
heterogeneity. Several studies reported the prevalence of unmet needs by domains without
specifying the percentage of items within each domain. Some studies (e.g., [Hasegawa et al.,
2016]) only listed the prevalence of the top 10 or 20 items without reporting the prevalence by
domain. Thus, directly combining the prevalence of reported items within a domain may

increase the risk of overestimating the actual unmet need level (Harrison et al., 2009).
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Although consistent results across studies showed that patients with advanced cancer with
symptoms of distress and anxiety and low quality of life are more likely to report high demands
of unmet needs, the conclusion must be interpreted with caution. Causality cannot be
established because almost all of the included studies were cross-section in design. Other
patient-related variables with inconsistent results, (e.g., gender, marital status, education level,
cancer site, and depression) may be caused by cultural differences and/or methodological
flaws (e.g., insufficient sample size to explore relationships between two factors) of the
included studies. Hence, more longitudinal studies with rigorous study designs should be
adopted. In addition, whether caregivers’ health outcomes were associated with the unmet
needs of patients is still unclear because of the limited evidence that can be drawn from current
studies. Therefore, more studies should focus on caregiver-related variables. Relevant studies
regarding variables associated with informal caregivers’ unmet needs are limited, and no

conclusion can be drawn from the current findings.

The strength of this systematic review is that a large number of studies with considerable
information were assimilated and analysed through a systematic method, which can minimise
biases and facilitate reliable conclusions. This work is the first systematic review conducted
by considering patients with advanced cancer and their informal caregivers as a whole unit.
However, this review also presents several limitations. First, subgroup analysis in terms of
contexts and economic levels was not conducted. Second, given the confounding factors and
insufficient number of studies in each subgroup, meta-analysis was also not performed to
compare the prevalence of each identified need domain. Third, language bias cannot be
excluded because only papers that were published in English or Chinese language were
included. Finally, instruments for needs assessments were only summarized from the included

studies, and studies in terms of instrument development were excluded.

4.3 Implications and research gaps
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Several implications and research gaps were identified in a number of current studies exploring
unmet needs of patients with advanced cancer and their informal caregivers via this systematic

review.
4.3.1 Unmet needs investigated only at a single time point

Patients with cancer at an advanced stage commonly experience fluctuating unmet needs over
time due to rapid disease progression (Waller et al., 2012a). Nevertheless, little is known about
how patients with advanced cancer and/or their informal caregivers’ unmet needs change
across the illness trajectory. Almost all the included quantitative studies investigated unmet

needs at a single time point with cross-sectional study designs.
4.3.2 Unmet needs were mainly assessed through a biomedical lens only

Unmet care needs assessment in the majority of the included studies is mainly problem-
oriented from a biomedical lens. Few studies considered contextual issues (sociocultural and
healthcare service provisions) when assessing and interpreting results in a given context
although it will be of benefit to the development and implementation of tailored interventions
at a local level. Accordingly, qualitative studies are an appropriate approach because it can
explore participants’ in-depth experience and subjective feelings that cannot be measured by
guantitative methods; additionally, the scope can be much broader than those of quantitative
methods (Grypdonck, 2006; Britten et al., 2002). Deeper understanding of unmet needs can be
extracted from the qualitative studies than from quantitative findings. However, limited studies

adopted qualitative study designs, and only few studies utilized multimethod methods.
4.3.3 Patients and their informal caregivers not regarded as a ‘whole unit’

Care needs should be comprehensively evaluated from all stakeholders, including patients,
caregivers, and healthcare providers (Field & Clark, 2001). A comprehensive understanding
of both patients with advanced cancer and informal caregivers’ unmet needs can enable
healthcare providers to develop evidence-based and tailored interventions (Valery et al., 2015).
Nevertheless, the majority of the included studies assessed patients’ unmet needs only rather

than from the perspectives of all relevant stakeholders. Despite that the concept of ‘patient-
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and-family-centered care’ is advocated by the WHO (2002), structured unmet needs
assessment of informal caregivers is still an uncommon practice. Only a few studies assessed
the unmet needs of patients and informal caregivers, and their unmet needs were assessed
separately. Whether advanced cancer patients’ unmet needs and their informal caregivers’
unmet needs are interdependent should be explored in future, which would provide
information for developing specific interventions that focus on both patients and their informal
caregivers. The mechanism of integrating the data of patients and caregivers should be
considered to further embody the conceptualization as a “whole unit”. Focused group with
mixed samples, including patients and informal caregivers in the same group, may be an

appropriate approach.
4.3.4 Unsatisfactory outcome assessments

Finally, research instruments used for needs assessment in several included studies were
inappropriate. Some scales are generic ones used for supportive care needs assessment, and

more specific and validated instrument should be used in future studies.
4.4 Summary of this chapter

This chapter presented a systematic review that summarized the current research evidence on
unmet needs of advanced cancer patients and their informal caregivers. Fifty available studies were
included and analysed in this systematic review. The review findings support that a wide range of
unmet care needs existed in both advanced cancer patients and informal caregivers. Given the
context-bound feature, their unmet needs should be comprehensively assessed and interpreted
within a given context by using rigorous multimethod research design. Assessing unmet care needs
by viewing patients with advanced cancer and their informal caregivers as a “whole unit” is highly
desirable. Associated factors of their unmet needs should not be ignored, which can provide
evidence for decision-making with regards to healthcare resource allocation. The value of better
examining unmet needs and their associated factors in advanced cancer patients and informal
caregivers ultimately depends on how well it could inform the development and implementation

of tailored healthcare service or intervention. The current doctoral research project was therefore
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designed to address majority of the identified research gaps that mentioned above. The next chapter
will comprehensively present the research aim and objectives, research questions and hypotheses,
as well as the detailed research methodology of this doctoral research project, which include the
development of a conceptual framework to guide the research direction and variables selection of
this research project in a more evidence-based and structured approach, the design of the cross-
sectional survey to examine the care needs of both advanced cancer patients and their informal
caregivers and the associated factors of their needs, and the design of the semi-structured interview
to further explore the experience of the most commonly reported unmet needs that identified in the

cross-sectional survey in both advanced cancer patients and their informal caregivers.
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Chapter Five: Research Methodology
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5.1 Introduction

Research gaps for this doctoral research project were identified in the systematic review in
Chapter Four. This chapter, which consists of seven major sections, will present the research
methodology of this doctoral research project. This doctoral research project adopted a two-
phase multimethod research design that involved two discreet but linked studies (phase one
was a cross-sectional survey and phase two was semi-structured qualitative interviews).
Section 5.1 will provide a general introduction of this chapter, and the research aim, objectives,
guestions, and hypotheses will be presented in Section 5.2. In Section 5.3, the multimethod
research design, including the definition, strengths, and types of multimethod study designs,
and the rationale for choosing the multimethod research design for the current doctoral
research project will be described. Section 5.4 will detail the study design of the cross-sectional
survey (phase one) to quantify the unmet needs of both patients with advanced cancer and their
informal caregivers, their interrelationships, and the predictors of their needs. The design of
the phase two semi-structured interviews to further elaborate and explore the perceptions and
experiences of patients and their informal caregivers in relation to the most common unmet
needs that were identified in the cross-sectional survey will be presented in Section 5.5. The
study team, the study’s quality assurance, and the ethical considerations of this project will be

described in Section 5.6, and Section 5.7 will summarize this chapter.

5.2 Research aim, objectives, questions, and hypotheses

5.2.1 Research aim and objectives

The overall intention of this study was to provide preliminary evidence to researchers and
policymakers in relation to developing tailored palliative care interventions and services to
better meet the palliative care needs of Chinese patients with advanced cancer and their
informal caregivers. This study proceeded in two phases. Phase One aimed to identify the
palliative care needs of Chinese patients with advanced cancer and the needs of their informal

caregivers, with the following objectives:
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(1) To identify the prevalence of unmet palliative care needs among patients with
advanced cancer;
(2) To determine the unique contribution of each hypothesized predictor to the palliative
care needs of patients with advanced cancer;
(3) To identify the prevalence of unmet care needs among informal caregivers of
advanced cancer patients;
(4) To determine the unique contribution of each hypothesized predictor to the needs of
informal caregivers;
(5) To preliminary determine the relationship between the palliative care needs of
patients with advanced cancer and the needs of their informal caregivers; and
(6) To identify the frequently reported unmet needs in both patients with advanced

cancer and their informal caregivers.

Phase Two of this study aimed to explore more details in relation to the common unmet needs
that were identified in Phase One for both patients and their informal caregivers. Two main

objectives are listed as follows:

(7) To further clarify and elaborate the identified unmet needs of both advanced cancer
patients and their informal caregivers; and
(8) To further explore the perceptions and experiences of advanced cancer patients and

their informal caregivers in relation to the identified unmet needs.

5.2.2 Research questions

The specific research questions for the cross-sectional survey (questions 1 to 6) and the semi-

structured interviews (questions 7 and 8) are as follows:

(1) What are the unmet palliative care needs of patients with advanced cancer and the
prevalence of each unmet palliative care need?

(2) What are the predictors of the palliative care needs of patients with advanced cancer?
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(3) What are the unmet needs of informal caregivers of advanced cancer patients and
the prevalence of each unmet need?

(4) What are the predictors of the needs of informal caregivers?

(5) What is the relationship between the palliative care needs of advanced cancer
patients and the needs of their informal caregivers?

(6) What are the common and prominent unmet needs of advanced cancer patients and
their informal caregivers?

(7) What are the perceptions and experiences of advanced cancer patients in terms of
the identified commonly reported unmet needs?

(8) What are the perceptions and experiences of informal caregivers in terms of the
identified commonly reported unmet needs?

5.2.3 Research hypotheses

Determining the predictors of the palliative care needs of advanced cancer patients and the
predictors of the needs of informal caregivers, as well as the relationship between the palliative
care needs of advanced cancer patients and the needs of their informal caregivers, were three
important objectives in this doctoral research project. The research hypotheses therefore were

proposed as follows:

(1) Advanced cancer patients’ personal characteristics (sociodemographic, illness-
related, physical, and psychological characteristics), social support, coping
strategies, and quality of life will be significantly associated with their palliative
care needs;

(2) Informal caregivers’ personal characteristics (sociodemographic and psychological
characteristics), social support, coping strategies, and quality of life will be
significantly associated with the palliative care needs of their advanced cancer

patients;
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(3) Informal caregivers’ personal characteristics (sociodemographic and psychological
characteristics), social support, coping strategies, and quality of life will be
associated with their unmet needs;

(4) Advanced cancer patients’ personal characteristics (sociodemographic, illness-
related, physical, and psychological characteristics), social support, coping
strategies, and quality of life will be associated with the needs of their informal
caregivers; and

(5) There will be significant correlations between the palliative care needs of advanced

cancer patients and the needs of their informal caregivers.

5.3 Multimethod research design

5.3.1 Definition of the multimethod design

The multiple methods design, along with qualitative research and quantitative research, is
regarded as another major research approach, and it has been widely used in many fields,
including social and behavioural research (Tashakkori & Teddlie, 2003) and health science
(Johnson, Onwuegbuzie, & Turner, 2007). The definition of the multimethod research design
varies across the literature as different definitions have been proposed by different researchers
(Stange, Crabtree, & Miller, 2006). As Stange et al. (2006, p. 292) stated, ‘Multimethod
research brings together numbers and narratives, description, hypothesis testing, hypothesis
generation, and understanding of meaning and context to provide fuller discernment and
greater transportability of the phenomenon under study.” According to Morse (2003, p. 190),
a multimethod design is ‘the conduct of two or more research methods, each conducted
rigorously and complete in itself, in one project. The results are then triangulated to form a

complete whole.’

Although differences in the definitions exist, there is strong agreement that the multimethod
research design refers to the concurrent or sequential use of more than one method or more
than one worldview in a study at the methodological level (Schoonenboom & Johnson, 2017).

The multimethod research design can refer to the combination of solely multiple qualitative
115



approaches or solely multiple quantitative approaches in one project (Schoonenboom &
Johnson, 2017; Swartz, Amatucci, & Coleman, 2016); it can also include both quantitative and
qualitative approaches in one project, where the qualitative and quantitative studies are
relatively complete but are used together to form the essential components of one research
project (Morse, 2003, p. 191). Morse (2003, p. 199) emphasized that multimethod designs are
different from mixed methods designs, and ‘the major difference between multimethod and
mixed methods designs is that in multimethod design all projects are complete in themselves.
The major research question or problem drives the research program, but the program consists
of two or more interrelated studies.” In the multimethod research design, each study is
conducted to answer a particular sub-question (Morse, 2003). However, mixed method design
is usually used to answer and add to the understandings of one research question (fuller and

richer information) by mixing quantitative and qualitative findings.

5.3.2 Strengths of the multimethod design

Generally, the purpose of a quantitative method is to understand variations and generalization
among the elements of a phenomenon in a study using a deductive research process, whereas
a qualitative method is an inductive research process that generalizes the concepts to develop
themes and theoretical frameworks (Teddlie & Tashakkori, 2009). Based on the view of
pragmatists, many research questions cannot be addressed with a single research method as
each method has its own limitations. Quantitative methods emphasize hnumbers, which might
ignore complex human experiences and thus fail to capture the full and detailed context of a
situation; however, such an issue can be supplemented with a qualitative method, which allows
greater flexibility and obtains in-depth information about complex phenomena under
investigation (Lyu, 2016). In this situation, a multimethod research design is often needed to
expand both the breadth and depth of a study. According to Sandelowski (1995), the obvious
strength of using the multimethod research design is to obtain different levels of data, and
there are many other strengths in applying a multimethod design in research (Morse, 2003;

Schutz, Chambless, & DeCuir, 2004).
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A multimethod research design can provide researchers with the opportunity to look for
corroboration when using at least two approaches to investigate the same aspects of one
phenomenon (Schutz et al., 2004). When the focus of a research project is to study different
aspects of a phenomenon, rather than the same aspect, the multimethod design has the potential
to achieve complementarity (Schutz et al., 2004). Different from corroboration, the goal of
complementarity is ‘to elaborate and enhance the results of one method with the results of
another method’ (Schutz et al., 2004, p. 278). For example, a quantitative study may use a
follow-up qualitative dimension to help explain unusual or unexpected results that were
identified in the quantitative approach (Schutz et al., 2004). Moreover, a multimethod design
can be a means of advancing a study or a research programme, which is that the result from
one method can be used to guide the development of the next phase of the study (Schutz et al.,

2004).

5.3.3 Types of multimethod designs

According to Morse (2003, p. 196), one of the most important principles in designing
multimethod research is to ‘identify the theoretical drive of the research project,” which may
be inductive (qualitative) or deductive (quantitative). In a multimethod research design, there
is a ‘driven’ method and a ‘supplemental’ method (Morse, 2003; Schoonenboom & Johnson,
2017). If the major thrust of a project is to test a theory or hypothesis, to answer questions like
how much and how many, and to determine interrelationships, the project is therefore defined
as deductive (quantitative) driven even if the project incorporates qualitative inductive
components, because the deductive (quantitative) component is the major direction of thinking
used in the project as a whole (Morse, 2003). Similarly, the project is inductive (qualitative)

driven when the major thrust is discovery (Morse, 2003).

In addition to the thrust of a project, the researcher needs to consider whether an inductive or
deductive component should be conducted in a given time, which is the sequence of the
qualitative component and the quantitative component. Quantitative and qualitative

components can be conducted sequentially or simultaneously (Morse, 2003). Regarding the
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sequential design, the particular sequence is usually determined by the research purpose and
particular research questions (Andrew & Halcomb, 2009, as cited by Courtney, 2012). As
Schoonenboom and Johnson (2017, pp. 114-115) have stated, a sequential multimethod design
is usually ‘using the outcomes of the first research component, the researcher decides what to
do in the second component.” Sequential designs may be either explanatory or exploratory. In
a study with an explanatory sequential design, the first phase of the quantitative data collection

and analysis is followed by a qualitative [QUAN—qual] or a second quantitative [QUAN—

guan] phase to further explain the initial quantitative results (Schoonenboom & Johnson, 2017).
For an exploratory sequential design, the qualitative data is collected first, and then followed

by a quantitative [QUAL —quan] or a second qualitative [QUAL—qual] element of the study

(Creswell & Clark, 2017). For a simultaneous design, it can be either quantitative driven or
qualitative driven, but the driven and supplemental components are conducted simultaneously,
with the following possibilities: QUAN + qual, QUAN + quan, QUAL + quan, and QUAL +

qual.
5.3.4 Rationale for the multimethod design in the current study

As previously outlined, the overall intention of this study was to provide preliminary evidence
to researchers and policymakers in relation to developing tailored palliative care interventions
and services based on the specific palliative care needs of Chinese patients with advanced
cancer and the needs of their informal caregivers. This study was therefore designed to
examine these care needs within the context of China. As presented in Chapter Four, several
instruments specifically designed for advanced cancer patients and their informal caregivers
have been developed and used outside China (Wang et al., 2018b). Thus, the quantitative
method provides a way to quantify the palliative care needs of advanced cancer patients and
the needs of their informal caregivers using validated instruments. Although the guantitative
method offers the potential strengths of quantification, precision, and reliability, any other
detailed information about the identified unmet needs cannot be drawn from the quantitative

method (Courtney, 2012). Care needs are not only a biomedical phenomenon but also a result
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produced within a multifaceted and complex context, including sociocultural and healthcare
service provisions (Wang et al., 2018b). Alternatively, the qualitative method can provide in-
depth information, and the qualitative data from the patients’ and informal caregivers’
interviews did give a fuller and more holistic understanding of their unmet needs within a
certain context. The information drawn from the qualitative method will be helpful in
developing targeted interventions and making beneficial policies. Besides, the research
questions of this study could not be addressed comprehensively using a single research method
or design. In addition, given that the quantitative study and qualitative study of this research
project will be conducted in themselves to answer particular sub- research question rather than
to answer and enhance the understandings of one research question by mixing quantitative and
gualitative findings. A multimethod design was therefore selected as a more appropriate
research design on the basis that each method served as a tool calibrated to answer specific

research questions (Courtney, 2012).

A multimethod research design allows the results to be triangulated, that is, it gains different
perspectives from the data to give a fuller picture, which enhances the sophistication and rigor
of the research (Williamson, 2005). In accordance with the proposed research objectives and
guestions, this current study employed a quantitatively driven study followed by a qualitative

study [QUAN—qual] (Morse, 2003). A cross-sectional survey was conducted first as the

driven method to quantify the palliative care needs of advanced cancer patients and the needs
of their informal caregivers, the predictors of their needs, and the relationship between the
needs of advanced cancer patients and those of their informal caregivers. The quantitative
survey addressed a majority of the research questions, and it therefore served as a driven

method in this study.

To explain and expand upon the initial quantitative findings, a follow-up qualitative
descriptive study was designed and conducted to further explore the perceptions and
experiences of the patients and their informal caregivers regarding the prominent unmet needs

that were identified in the quantitative survey via semi-structured interviews. The qualitative
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interview in this study was built on the previous quantitative survey, but it was a complete
study in itself and served as a supplemental method with a different set of strengths that
improved the overall ability of the research design to achieve the study’s goals. The unmet
needs that were explored in the qualitative interviews were determined based on the findings
of the quantitative survey. Information needs were explored in the qualitative phase, and the
reasons for further exploring these information needs are justified in Section 5.5.1 of this
chapter. The study design and process of this doctoral research project is presented in Figure
5.1 below. Details about the design of the cross-sectional survey and the descriptive qualitative

study will be presented in Section 5.4 and Section 5.5, respectively.
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Identify the Research Gaps via Two Systematic Reviews

Preparatory Study: Translation and psychometric test of the PNPC-sv

Phase one: Cross-sectional Survey: (1) To quantify the palliative care needs of advanced cancer patients
and the needs of their informal caregivers; (2) to identify the influencing factors of their needs; (3) to explore the
relationship between the needs of advanced cancer patients and those of their informal caregivers; and (4) to
identify the common and prominent unmet needs of both advanced cancer patients and their informal caregivers.

y

L4

Advanced Cancer Patients
Primary Qutcome:
v Problems and Needs in Palliative Care
questionnaire-short version (PNPC-sv)
Associated variables:
v Baseline Information Form
v" Anxiety & Depression: Hospital Anxiety
and Depression Scale (HADS)
v Physical Distress: Edmonton Symptom
Assessment Scale (ESAS)
v Social Support: Medical Outcomes Study-
Social Support Survey (MOS-SSS)
v" Coping: Brief Coping Orientation to
Problems Experienced (Brief-COPE) scale
v" QoL: EORTC Quality-of-Life
Questionnaire Core 15-Palliative Care
(QLQ-C15-PAL) scale

Informal Caregivers

Primary Outcome:

v

Comprehensive Needs Assessment Tool
for Cancer Caregivers (CNAT-C)

Associated variables:

v
v

v

Baseline Information Form

Anxiety & Depression: Hospital
Anxiety and Depression Scale (HADS)
Social Support: Medical Outcomes
Study-Social Support Survey (MOS-
SSS)

Coping: Brief Coping Orientation to
Problems Experienced (Brief-COPE)
scale

QoL Caregiver Quality of Life Index-
Cancer (CQOLC)

Quantitative Data and Analysis: Quantitative findings (Research questions 1 to 6)

Phase two: Follow-up Qualitative Descriptive Design: (1)
To further clarify and elaborate the information needs of both
advanced cancer patients and their informal caregivers; and
(2) to explore their experiences and perceptions in terms of
the information needs in both advanced cancer patients and
their informal caregivers.

Semi-structured Interviews:
e Advanced cancer patients
e Informal caregivers

Qualitative Data and Analysis: Qualitative findings
(Research questions 7 and 8)

Identification of the issue to be covered in the
interviews: information needs was selected due to
reasons: 1) patients and caregivers had frequently
reported unmet information needs in common. 2)
this finding was different from other previous
study findings. 3) limited information can be
drawn from the quantitative survey particularly
for the patients.

Figure 5.1 Study design and process of the study
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5.4 Phase One: The cross-sectional survey
5.4.1 Study design

The cross-sectional study design is regarded as the best way to examine prevalence and is a
very useful method for identifying associations between risk factors and outcomes, and many
outcomes and risk factors can be assessed at one time point (Levin, 2006; Mann, 2003). The
purpose of the quantitative phase was to quantify the prevalence of the palliative care needs of
advanced cancer patients and the needs of their informal caregivers, the predictors of their
needs, the relationship between the needs of patients and those of their informal caregivers,
and the common and prominent unmet needs of both patients and their informal caregivers.
Thus, a cross-sectional study design was employed in the quantitative phase in line with the

research objectives.
5.4.2 Conceptual framework

To have a better understanding of the concepts that are related to palliative care needs and to
guide palliative care needs assessment and the selection of outcome variables for this cross-
sectional study in a more evidence-based and structured approach, a preliminary conceptual
framework, which will be presented in this section, was developed based on the Supportive Care
Needs Framework for Cancer Care (SCNF) (Fitch, 1994), the study findings from systematic

review Il (Wang et al., 2018b), and the social-ecological theory (Bronfenbrenner, 2009).

The SCNF was originally formulated by Fitch (1994), which was developed as a tool for
cancer care professionals and programme managers to conceptualize what types of needs
cancer patients and their families and informal caregivers might have and how cancer care
services might be approached. The SCNF has been widely adopted in oncology and adapted
in many other areas, such as informal caregivers of stroke patients (Maclsaac, Harrison, &
Godfrey, 2010) and parents of pediatric cancer patients (Kerr, Harrison, Medves, Tranmer, &
Fitch 2007). The SCNF contains three main constructs: six domains of supportive care needs,
influencing factors of their supportive care needs, and spectrum of cancer trajectory (Fitch,

1994). The six domains of supportive care needs include practical, spiritual, psychosocial,
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information, emotional, and physical needs (Fitch, 1994). The six domains of needs are
influenced by different factors, including age, gender, education, religion, family, place of
residence, social support, coping resources, and personality (Fitch, 1994). Another important
construct of this framework is that both cancer patients and their informal caregivers are
exposed to a spectrum of the cancer trajectory, from phases of screening/diagnosis to the
palliation stage (Fitch, 1994). Patients and their informal caregivers are a ‘whole unit’ in
fighting cancer (Lambert, et al., 2012). The unmet needs of patients can increase caregivers’
burden (Sharpe et al., 2005). Unsolved unmet needs of caregivers, in turn, can affect patients’
health outcomes negatively (Hodgkinson et al., 2007). It has been suggested that patients’ and

informal caregivers’ needs are interactive.

Patients and their informal caregivers may enter at any point of the cancer trajectory (spectrum)
and move through the spectrum at varying speeds and along different pathways (Fitch, 2000).
In this proposed study, the focus was on advanced cancer patients at the palliation stage and
their informal caregivers. Cancer experiences and symptoms of patients and their informal
caregivers are changeable across the stages of the cancer trajectory (Waller et al., 2012a). The
domains of palliative care needs of advanced cancer patients and informal caregivers that were
retrieved in systematic review Il well covered the six domains that are highlighted in the SCNF
and include some other needs domains, such as activities of daily living (ADL), patient care
and support, and financial, autonomy, and sexuality needs. For the influencing factors of
patients’ and informal caregivers’ needs, apart from those factors identified in the SCNF, many
other potential influencing factors were identified in systematic review Il as well, including
demographic factors such as marital status, living status, length of time since caregiving, and
relationship between patients and caregivers; illness-related factors such as cancer sites, length
of time since diagnosis, and types of cancer treatment; physical factors such as physical
distress; and psychological factors such as anxiety, depression, and QoL. All the new findings,
including the domains of palliative care needs and related influencing factors extracted in
systematic review Il, were included in the SCNF to adapt the preliminary conceptual

framework tailored for this doctoral research study.
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Moreover, the ‘holistic’ view has been adopted in the area of needs assessment for people
living with illness, which is considered different types of needs in composite (Boberg et al.,
2003). This “holistic’ view of needs assessment might be best understood within the context
of Bronfenbrenner’s (2009) social-ecological theory of human behaviour and development.
This theory emphasizes not only commonly researched biomedical perspectives but also the
relationships between people and the settings and contexts in which they are actively involved.
This includes consideration of certain contexts that patients and their informal caregivers are
particularly involved in. This theory has been well adapted and used for supportive care needs
assessment of gynaecological cancer (Beesley et al., 2008). The social-ecological theory
places needs assessment within the contexts of personal characteristics and social/family
support (Beesley et al., 2008). Within each context, the potential influencing factors of needs
assessment have been summarized and are partially in line with the SCNF and the study

findings of systematic review II.

With the combination of the above-mentioned frameworks and the study findings from
systematic review Il, a more comprehensive picture can be achieved regarding the potential
influencing factors of palliative care needs assessment, which include sociodemographic
factors such as age, gender, education, social-economic status (SES), place of residence
(rural/urban), religion, marital status, length of time since caregiving, and relationship between
patients and caregivers; illness-related factors such as cancer stage, cancer sites, length of time
since diagnosis, comlications, and treatment therapies; physical factors such as physical
distress; and psychological factors such as anxiety, depression, coping, and QoL. Social
support includes support from families, friends, and care delivery professionals. Based on the
SCNF, the findings from systematic review Il, and the social-ecological theory, a preliminary
conceptual framework for palliative care needs assessment and influencing factors
identification was developed for the cross-sectional survey of this doctoral research project
(see Figure 5.2). This conceptual framework theoretically and empirically suggests that the
variables in each context are important factors associated with the palliative care needs of

advance cancer patients and the needs of their informal caregivers.
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5.4.3 Study sample and sample size

5.4.3.1 Participants and eligibility criteria

Advanced cancer patients and their informal caregivers were the targeted population of this
survey. The convenience sampling method was used for subject recruitment from April 2018

to January 20109.

Inclusion criteria:

(1) Patients with histologically or cytologically confirmed advanced cancer (no longer amenable
to cure, either extensive local, regional, or distant metastasis) that is classified as stage Il not
amenable to cure or stage 1V. (Au et al., 2013; Cancer Council, 2016; Cancer Research UK,
2016; Lam et al., 2014);

(2) Patients with informal caregivers who are non-employed and nominated by patients,
including spouse, daughter/son, daughter-in-law/son-in-law, a very close friend, or a relative;
(3) Caregivers have no serious diseases that may affect his/her own life;

(4) Both the patient and the caregiver are adult Chinese (age =18 years);

(5) Both the patient and the caregiver can communicate in Chinese Mandarin; and
(6) Both the patient and his/her informal caregiver agree to participate in the survey and are

willing to give written informed consent (see Appendix I).

Exclusion criteria:

(1) Patients with hematologic cancer;

(2) Patients with “primary” brain cancer; and

(3) Patients who are participating in any other research project (e.g., intervention of symptom

management).

5.4.3.2 Sample size estimation

In this study, the quantitative cross-sectional survey was mainly used to investigate the

prevalence of the palliative care needs of advanced cancer patients and the needs of their
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informal caregivers. According to relevant literatures on sample size calculation, the following

formula (Naing, Winn, & Rusli, 2006) was adopted to calculate the sample size for this study:

_Z?P(1-P)
n — ——
d?

In the equation, n = sample size, Z = Z statistic for a level of confidence, P = expected
prevalence or proportion, and d = precision (Naing et al., 2006). When choosing a conventional
level of confidence of 95%, the Z value was 1.96 (Naing et al., 2006). For the expected
prevalence (P), it was not easy to come up with a good estimation as very few studies were
conducted in China in terms of the prevalence of the palliative care needs of advanced cancer
patients and the needs of informal caregivers. In this case, P = 0.50 was suggested to be used
to achieve the maximum sample size (Naing et al., 2006), and d was half of the width of the
confidence interval. In this study, the sample size was therefore calculated to be 385 using Z
=1.96, P = 0.50, and d = 0.05. Considering the issues of missing data, potential dropouts, and
unusable questionnaires, a sample size of 10% more than 385 was the aim (Naing et al., 2006).
Finally, the total sample size was calculated to be 428 for advanced cancer patients and 428

for their informal caregivers, respectively.

5.4.3.3 Study settings

A convenience sampling method was used to select the study hospitals. This cross-sectional
study was carried out at two large medical centres, which included the Affiliated Hospital of

Southwest Medical University and the Affiliated Hospital of North Sichuan Medical College.

(1) The Affiliated Hospital of Southwest Medical University

The Affiliated Hospital of Southwest Medical University is a very large hospital in the south
of Sichuan province, with nearly 50 clinical departments and 3,200 beds in total; it also has a

very large cancer centre, with nearly 200 beds.

(2) The Affiliated Hospital of North Sichuan Medical College
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The Affiliated Hospital of North Sichuan Medical College is a big medical centre in the north
of Sichuan province, and it is also a teaching hospital. There are 44 departments and 2,500

beds in this hospital, and the oncology department has nearly 150 beds.

5.4.4 Data collection procedures

As the two study hospitals were located in two different cities in China, apart from the
researcher, two research assistants with a healthcare research background were invited to
participate in this study for data collection in the Affiliated Hospital of Southwest Medical
University. One week before the commencement of this study, the researcher provided
standard training to the two assistants. The training content included an introduction of the
study’s aims, objectives, study procedures, the purpose of each questionnaire/scale,
communication skills and principles, and standard methods in terms of guiding the participants
in completing the instruments. Moreover, a booklet including all the training content
mentioned above was developed and provided to the research assistants. After the training, the
research assistants were assessed by the researcher to ensure that the research assistants could
conduct the data collection independently and to maintain consistency between the researcher
and assistants. Process evaluation was performed by the researcher throughout the whole data

collection process to ensure the study’s quality.

Before the commencement of the data collection, the researcher visited the study hospitals to
meet the oncology nurses who were the team members of this study. The oncology nurses
were responsible for identifying the eligibility of the potential participants who were attending
either outpatient clinics or inpatient departments and for inviting potential participants
(patients and their informal caregivers) to take part in this study. All invited participants who
were interested in this study were approached in person (face-to-face) by the researcher or the
research assistants. An information sheet was given to the eligible participants and detailed
information on the study’s purpose and procedures were provided by the researcher or the
research assistants. Participation in the study was based on the voluntary principle, and all the
potential participants were informed and assured that they had the right to refuse or withdraw
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from the study at any time, and it would not affect the healthcare services that they received
in any way. If the eligible patients agreed to participate in the study, written informed consent

was received from them.

In this study, the participants were included only when both patients and their nominated
informal caregivers were eligible for and agreed to participate in the study. After obtaining the
informed consent, a basic information form and questionnaire booklet, including all the study
guestionnaires/scales, were given to the patients and their informal caregivers to complete. If
the participants felt confused in terms of the questionnaires or the items on the questionnaires,
neutral interpretation or other assistance (e.qg., reading the questionnaires aloud word by word)
was provided by the researcher or the research assistants. After finishing the questionnaires,
the researcher or research assistants immediately checked for any missing data or scribbled

answers for correction.

5.4.5 Outcome measures

Several instruments were used to collect the survey data. The primary outcomes, the palliative
care needs of the advanced cancer patients, and the needs of their informal caregivers were
assessed using the Problems and Needs in Palliative Care-short version (PNPC-sv)
questionnaire and the Comprehensive Needs Assessment Tool for Cancer Caregivers (CNAT-
C), respectively. The potential influencing factors, in line with the proposed conceptual
framework mentioned in Section 5.4.2, including demographic characteristics, psychological
distress (anxiety and depression), physical distress, social support, coping strategies, and
quality of life, for both the patients and the informal caregivers were measured by several
multidimensional scales, including the self-designed Baseline Data Assessment Form, the
Hospital Anxiety and Depression Scale (HADS), the Edmonton Symptom Assessment Scale
(ESAS), the Medical Outcomes Study-Social Support Survey (MOS-SSS), the Brief Coping
Orientation to Problems Experienced (Brief-COPE) scale, the EORTC Quality-of-Life

Questionnaire Core 15-Palliative Care (QLQ-C15-PAL), and the Caregiver Quality of Life
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Index-Cancer (CQOLC). Details of each outcome measurement will be presented in the

following.

5.4.5.1 Baseline Data Assessment Form

Demaographic information and other baseline data were collected via a self-designed Baseline
Data Assessment Form (see Appendix I1). The demographic data of the advanced cancer
patients included age, gender, education background, family monthly income level, occupation,
place of residence (rural/urban), religion, and marital status; the patients’ illness-related
information included the type of cancer, length of time since diagnosis, stage of cancer, date
of cancer surgery, complications, and treatment therapies; and caregiver-related data included
the demographic data of the caregivers (age, gender, education background, religion, and
marital status), length of time since caregiving, and relationship between patients and

caregivers.

5.4.5.2 Primary outcomes

5.4.5.2.1 Patients’ needs: Problems and Needs in Palliative Care-short version (PNPC-sv)

(1) Selection of the appropriate scale for measuring the palliative care needs of advanced cancer

patients

According to the study findings of systematic review Il, there are many instruments for needs
assessment of patients with advanced cancer. The most commonly used multidimensional
scales included the Supportive Care Needs Survey (SCNS), the Problems and Needs in
Palliative Care (PNPC) questionnaire, and the Needs Assessment of Advanced Cancer Patients
(NA-ACP), among which, the SCNS is a generic scale for cancer patients rather than a
specifically designed instrument for patients at an advanced stage. The other two instruments,
the PNPC and the NA-ACP, were particularly designed to assess the palliative care needs of
advanced cancer patients, and both cover a majority of the domains of palliative care needs
that were identified in systematic review Il. Both the PNPC and the NA-ACP seemed

appropriate for this study. However, compared with the PNPC’s 90 items (Osse et al., 2005),
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the NA-ACP has 132 items (Rainbird, Perkins, & Sanson-Fisher, 2005), which could have
presented a greater burden on the participants in completing the questionnaire and may have
resulted in a large amount of missing data (Tan, 2017). Therefore, the PNPC was much more
appropriate than the NA-ACP. Nevertheless, the 90-item PNPC is still a complicated
instrument for advanced cancer patients. A short version of the PNPC, the PNPC-sv, was
developed with well-established psychometric properties (Osse et al., 2007), which includes
only 33 items but comprehensively covers eight domains of the palliative care needs identified
in systematic review Il (as presented in chapter 4). Given all the concerns above, the PNPC-
sv was chosen for this study as the most appropriate instrument for measuring the palliative

care needs of advanced cancer patients.

(2) The Problems and Needs in Palliative Care-short version (PNPC-sv) questionnaire

The PNPC-sv, a self-administered instrument, was developed in The Nerthelands to measure
the problems and palliative care needs of advanced cancer patients in clinical practice (Osse
et al., 2007) (see Appendix I11). The PNPC-sv covers eight domains of palliative care needs
(Osse et al., 2007), which includes daily activities, physical symptoms, autonomy, social issues,
psychological issues, spiritual issues, financial issues, and information needs. The PNPC-sv
consists of a Problem part and a Need for Care part (Osse et al., 2007). For each item, patients
are asked two questions (Osse et al., 2007): (1) ‘Do you experience the item to be a problem?”,
which belongs to the Problem part with answers of ‘yes’, ‘somewhat’, and ‘no’; and (2) ‘Do
you need (extra) professional attention for the item?’, which belongs to the Need for- Care part
with answers of ‘yes, more’, ‘as much as now’, and ‘no’. In terms of the PNPC-sv scoring
system, ‘yes’=2, ‘somewhat’/‘as much as now’=1, and ‘no’= 0. Higher scores indicate more
problems and stronger care needs. After a brief introduction, the participants were instructed
to go through the questionnaire and circle a response to each question that was most applicable

to their condition.

Internal consistency of the PNPC-sv was determined using Cronbach’s alpha. The Cronbach’s
alpha for the Problem part across different domains ranged from 0.61 to 0.86, and the
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Cronbach’s alpha for the Need for Care part across different domains ranged from 0.70 to 0.86
(Osse et al., 2007). Construct validity was well demonstrated with a high correlation between
the PNPC-sv and the PNPC domains, with Spearman’s rho correlation well above 0.80 (Osse
et al., 2007). Convergent validity of the PNPC-sv was examined with a quality of life
measurement, the European Organisation for Research and Treatment of Cancer (EORTC)
Quality of Life Questionnaire (EORTC QLQ-C30), and the correlations between the PNPC-
sv and the EORTC QLQ-C30 were above 0.40 (Osse et al., 2007). The feasibility of the PNPC-
sv was also well demonstrated with an average of five to 10 minutes to complete the whole
scale (Osse et al., 2007). However, there is no Chinese version of the PNPC-sv. Before using
the PNPC-sv in this study, a psychometric assessment study was performed first to identify
the validity, reliability, and clinical feasibility of the PNPC-sv, Chinese version, for Chinese
patients with advanced cancer, and details of this preparatory study will be presented in

Chapter 6.

5.4.5.2.2 Caregivers’ needs: Comprehensive Needs Assessment Tool for Cancer Caregivers

(CNAT-C)
(1) Selection of the appropriate scale for measuring the needs of informal caregivers

Based on the study findings of systematic review I1, the most commonly used instruments with
satisfactory psychometric properties for needs assessment of informal caregivers were the
Family Inventory of Needs (FIN), the Needs of Family Caregivers of Advanced Cancer
Patients, the Comprehensive Needs Assessment Tool for Cancer Caregivers (CNAT-C), and
the Supportive Care Needs Survey-Partners and Caregivers (SCNS-P&C), among which the
FIN is a validated scale with 20 items, but this scale failed to identify clear dimensions for
different needs (Kristjanson, Atwood, & Degner, 1995) and there is no Chinese version. The
other three instruments, including the CNAT-C (Zhang et al., 2015b), the SCNS-P&C (Chen
et al., 2014), and the Needs of Family Caregivers of Advanced Cancer Patients (Cui et al.,
2014a), are all multidimensional scales for informal caregivers of cancer patients, and their

psychometric properties have been well established for the Chinese versions, among which
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only the Needs of Family Caregivers of Advanced Cancer Patients is specifically designed for
cancer patients at an advanced stage; however, the seven dimensions of this scale do not match
the needs domains for caregivers that were identified in systematic review Il. In terms of the
other two scales (the CNAT-C and the SCNS-P&C), the identified needs domains for informal
caregivers are well covered by the dimensions in the CNAT-C (Shin etal., 2011; Zhang et al.,
2015b). Considering all the issues mentioned above, the CNAT-C (see Appendix IV) was
selected as the most appropriate scale for measuring the needs of informal caregivers in this

study.

(2) The Comprehensive Needs Assessment Tool for Cancer Caregivers (CNAT-C)

The CNAT-C is a needs assessment scale for the informal caregivers of cancer patients. It was
originally developed by Dong Wook Shin et al. (2011) in Korea. This scale has 41 items with
seven dimensions, including health and psychological support (six items), family and social
support (five items), professional support (eight items), information support (eight items),
spiritual support (two items), hospital facilities and services (six items), and practical support
(six items) (Shin et al., 2011). Each item is measured with a 4-point Likert-type scale (0=no
need, 1=low need, 2=moderate need, 3=high need), referring to the previous month (Shin et
al., 2011). Higher scores indicate higher levels of need (Shin et al., 2011). The CNAT-C is a
self-reported scale. After brief directions, the informal caregivers were instructed to complete
the scale by circling a response to each item that was most suitable for their condition. The
CNAT-C was validated in Mandarin Chinese in 2015 (Zhang et al., 2015b). The Chinese
version of the CNAT-C scale has adequate validity and reliability. The internal consistency of
the Chinese CNAT-C was tested using Cronbach’s alpha, with a value of 0.94 for the total
score and values of 0.61 to 0.93 for the seven dimensions (Zhang et al., 2015b). Test-retest
reliability was reported as 0.85 for the overall scale and 0.80 to 0.97 for the seven dimensions
(Zhang et al., 2015b). The split-half coefficient was measured as well, with 0.77 for the overall
scale and 0.59 to 0.88 for each dimension (Zhang et al., 2015b). In terms of validity,
confirmatory factor analysis was used and the fit indexes were deemed satisfactory, with chi-

squared divided by the degrees of freedom equal to 1.98, the root-mean-square error of
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approximation was 0.079, and the comparative fit index was 0.91 (Zhang et al., 2015b). The
CNAT-C can be completed within 10 minutes, which shows good clinical feasibility (Zhang

et al., 2015Db).

5.4.5.3 Associated variables
5.4.5.3.1 Physical distress: Edmonton Symptom Assessment Scale (ESAS)
(1) Selection of the appropriate scale for measuring the physical distress of patients

For cancer patients, the Edmonton Symptom Assessment Scale (ESAS), the Memorial
Symptom Assessment Scale-Short Form (MSAS-SF), and the M. D. Anderson Symptom
Inventory-Cancer (MDASI-C) are three widely used instruments for measuring physical
distress, and all three instruments have been validated in Chinese (Wen, Pang, Ding, Lu, &
Yang, 2012), among which the ESAS is specifically designed for advanced cancer patients
(Carvajal, Centeno, Watson, & Bruera, 2011; Moro et al., 2006; Nekolaichuk, Watanabe, &
Beaumont, 2008; Wen et al., 2012). The other two instruments are generic scales for cancer
patients at any stage. Therefore, the ESAS was selected as an appropriate instrument for this

study to measure the physical distress of advanced cancer patients (see Appendix V).
(2) The Edmonton Symptom Assessment Scale (ESAS)

The ESAS is a valid and reliable tool for assessing common symptoms of advanced cancer
patients. Since the development of the scale in 1991 (Bruera, Kuehn, Miller, Selmser, &
Macmillan), it has been adopted nationally across Canada and internationally for clinical,
administrative, and research purposes (Carvajal et al., 2011; Moro et al.,2006; Nekolaichuk et
al., 2008; Wen et al., 2012). The ESAS consists of 11 visual numerical scales (VNS), from 0
to 10, for pain, fatigue, nausea, depression, anxiety, drowsiness, shortness of breath, appetite,
difficulty in sleeping, overall well-being, and ‘other’ (Dong et al., 2015). It is a self-managed
scale, and higher scores indicate a greater severity of symptoms (0=absence of symptom and
10=worst possible intensity). The psychometric properties of the ESAS, Chinese version (C-

ESAS), have been well tested (Dong et al., 2015), which showed that the C-ESAS was a good
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tool for measuring multidimensional symptoms in Chinese patients. The internal consistency
of the C-ESAS was 0.72 (Cronbach’s alpha) (Dong et al., 2015). The test-retest reliability of
the C-ESAS was reported with a range of 0.47 to 0.92 (Dong et al., 2015). The concurrent
validity of the C-ESAS was examined with another symptom scale, the M. D. Anderson
Symptom Inventory-Cancer (MDASI-C), and the Pearson’s correlation coefficient ranged

from 0.70 to 0.96 (Dong et al., 2015).
5.4.5.3.2 Emotional status: Anxiety and Depression

(1) Selection of the appropriate scale for measuring anxiety and depression of both patients and
caregivers

For anxiety and depression, the commonly used scales include the Hospital Anxiety and
Depression Scale (HADS), the Self-Rating Anxiety/Depression Scale, and the Beck
Anxiety/Depression Inventory. All of these scales have been well validated in Chinese and
have been commonly used for the cancer patients. It seemed that all of the scales would be
appropriate for this study. However, compared with the HADS (14 items in total), both the
Self-Rating Anxiety/Depression Scale and the Beck Anxiety/Depression Inventory have a
larger number of items, which could have placed a greater burden on the participants and may
result in more missing data (Tan, 2017). Moreover, only the HADS is a specific scale for
individuals within the context of the hospital, and the psychometric properties of the HADS
has been tested on Chinese cancer patients and their informal caregivers (Li et al., 2016).
Therefore, the HADS was deemed to be the most appropriate scale for measuring the anxiety

and depression of both patients and their informal caregivers in this study (see Appendix V1).

(2) The Hospital Anxiety and Depression Scale (HADS)

The HADS is an effective measure for both anxiety and depression, and it has been widely
used in many studies in terms of cancer populations and family caregivers (Mitchell, Meader,
& Symonds, 2010; Saboonchi, Wennman-Larsen, Alexanderson, & Petersson, 2013). The
HADS is a self-reported measure. Participants can complete the scale in a very short time as

it contains only 14 items in total with two sub-scales (seven items for the anxiety sub-scale
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and seven items for the depression sub-scale) (Zigmond & Snaith, 1983). Each item is rated
using a 4-point Likert-type scale, from 0 (not a problem) to 3 (high levels of the problem). The
total score for each sub-scale ranges from 0 to 21, which can be obtained by summing up the
score of each item (Li et al., 2016). Higher scores in each sub-scale indicate a greater severity
of anxiety or depression. Scores between 8 and 10 are considered borderline, and those above
10 are indicative of clinical anxiety or depression (Molassiotis, Wilson, Blair, Howe, & Cavet,
2011a). The psychometric properties of the HADS, Chinese version, for cancer patients and
their informal caregiver have been examined (Li et al., 2016). The internal consistency of the
anxiety sub-scale (Cronbach’s alpha) for cancer patients and informal caregivers was 0.874
and 0.857, respectively, and for the depression sub-scale it was 0.874 and 0.851, respectively
(Li et al., 2016).The concurrent validity of the HADS was established by examining the
negative correlations with the Medical Outcomes Study 12-item Short Form (SF-12), and the
correlation coefficients for cancer patients and informal caregivers were 0.40 to 0.55 and 0.41

to 0.53, respectively (Li et al., 2016).

5.4.5.3.3 Social support: Medical Outcomes Study-Social Support Survey (MOS-SSS)

(1) Selection of the appropriate scale for measuring the social support of both patients and
caregivers

The Duke-UNC Functional Social Support Scale, the Structural-Functional Social Support
Scale (SFSS), and the Medical Outcomes Study-Social Support Survey (MOS-SSS) are three
social support tools that have been widely used in cancer populations (Eom et al., 2013;
Kalbfleisch, Cyr, Gregorio, & Nyhof-Young, 2015; Lehto-Jarnstedt, Ojanen, & Kellokumpu-
Lehtinen, 2004). The Duke-UNC Functional Social Support Scale contains 14 items, which
measure four aspects, including quantity of support (three items), confidant support (four
items), affective support (three items), and instrumental support (four items) (Broadhead,
Gehlbach, De Gruy, & Kaplan, 1988). The SFSS is a multidimensional instrument with 12
items that measures the amount of received and needed social support given by supervisors
(spouse/partner, families, etc.), relatives, friends, colleagues, and occupational healthcare

service providers (physicians, nurses, etc.) (Lehto-Jérnstedt et al., 2004); The MOS-SSS is
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also a multidimensional instrument (19 items) that was particularly designed for investigating
the social support of patients with chronic diseases (Sherbourne & Stewart, 1991). It measures
four aspects of functional support, including emotional/informational support, tangible support,
affectionate support, and positive social interaction (Sherbourne & Stewart, 1991). All three
scales are multidimensional and the number of items is similar, which suggested that all of
these were appropriate for use in this study. However, only the MOS-SSS has been validated
in Chinese and its psychometric properties have been well documented in both Chinese
patients (Yu, Lee, & Woo0, 2004) and informal caregivers (Shyu, Tang, Liang, & Weng, 2006).

The MOS-SSS therefore was utilized in this study (see Appendix VI1).

(2) The Medical Outcomes Study-Social Support Survey (MOS-SSS)

The MOS-SSS is a self-reported scale, with 19 items covering four sub-scales
(emotional/informational support, tangible support, affectionate support, and positive social
interaction) and one additional item measuring the structural dimension of social support and the
amount of close relatives and friends of the participants (Kalbfleisch et al., 2015; Sherbourne &
Stewart, 1991). Each of the 19 items is measured using a 5-point Likert-type scale to indicate
how often the respondent received support, from 1 (none of the time) to 5 (all of the time) (Yu
et al., 2004). The total score of each sub-scale can be transformed to a 0 to 100 scale using the

following formula:

(observed score—minimum possible score)

100 x

(maximum possible score—minimum possible score)

Higher scores indicate better perceived social support (Yu et al., 2004). The MOS-SSS has been
translated into traditional Chinese in Hong Kong (Yu et al., 2004) and Taiwan (Shyu et al., 2006),
and its reliability and validity have been examined in heart failure patients (Yu et al.,2004) and
informal caregivers of cancer patients (Shyu et al., 2006). In 2012, the MOS-SSS was introduced
to mainland China and relevant psychometric properties were examined in patients with chronic
diseases. Internal consistency was tested, with a Cronbach’s alpha of 0.889 for the total score
and 0.759 to 0.863 for the four sub-scales (Li, 2012). Test-retest reliability of the MOS-SSS total

score was 0.77. The split-half reliability was 0.933 for the whole instrument and 0.757 to 0.846
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for the four sub-scales (Li, 2012). Regarding construct validity, confirmatory factor analysis was

used and the fit indexes were satisfactory (Li, 2012).

5.4.5.3.4 Coping strategies: Brief Coping Orientations to Problems Experienced (Brief-
COPE) scale

(1) Selection of the appropriate scale for measuring coping strategies of both patients and
caregivers

The Ways of Coping Scale (WOCS), the Jalowiec Coping Scale (JCS), the Brief Religious
Coping Scale (RCOPE), and the Brief Coping Orientation to Problems Experienced (Brief-
COPE) scale are the four most popular coping scales used for cancer patients and their informal
caregivers. The WOCS is one of the most widely used coping measures, and the assessment
of ‘what a person actually does within a specific situation rather than what the person typically
does or thinks himself/herself will do” is one of the strengths of this scale (Rexrode, Petersen,
& O’Toole, 2008). However, this scale has up to 66 self-reported items (Lev et al., 2004). As
the participants in this study were advanced cancer patients and their informal caregivers, the
length of the questionnaire may have been one of the concerns when selecting an appropriate
scale. The JCS also contains a large number of items (60 self-reported items) (Jalowiec,
Murphy, & Powers, 1984). Moreover, neither the WOCS nor the JCS have been validated in
a Chinese version. For the RCOPE, although there are only 14 items, it is a specific coping
scale that assesses religious-related coping (Phelps et al., 2009). Therefore, the RCOPE was
also not suitable for this study. The Brief-COPE scale is a 28-item self-reported coping scale
(Carver, 1997), and it has been translated into Mandarin Chinese and the relevant
psychometric properties have been tested. Thus, the Brief-COPE scale was determined to be

the most appropriate scale for this study (see Appendix VI11).
(2) The Brief Coping Orientations to Problems Experienced (Brief-COPE) scale

The Brief-COPE scale was abbreviated based on the COPE Inventory (Carver, Scheier, &
Weintraub, 1989) in 1997 (Carver). It is a 28-item self-administrated scale that measures both
adaptive and maladaptive coping skills (Carver, 1997). It can be used to assess trait coping

(the manner in which a person copes with stress in daily life) and state coping (how a person
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copes with a specific stressful situation) (Wang, Lambert, & Lambert, 2007). The Brief-COPE
scale contains four domains: (1) problem-focused coping (six items); (2) emotion-focused
coping (six items); (3) adaptive coping (four items); and (4) maladaptive coping (12 items)
(Carver, 1997). Each item is measured using a 4-point scale in terms of the extent to which the
participant experienced coping (Carver, 1997), ranging from 0 (‘haven’t been doing this at all”)
to 3 (‘I’ve been doing this a lot”) (Carver, 1997). Higher scores indicate more frequent use of
the coping strategies. The Brief-COPE scale has been translated into Chinese and has been
widely used among many patients with chronic diseases, including stroke patients (Qiu & Li,
2008), HIV patients (Su et al., 2015), cancer patients (Li & Lambert, 2007), and informal
caregivers of cancer patients (Han et al.,2014), with an internal consistency (Cronbach’s alpha)
of 0.82 for cancer patients (Li & Lambert, 2007) and 0.85 for informal caregivers of cancer

patients (Han et al., 2014).

5.4.5.3.5 Quality of life (QoL)

Advanced cancer patients
(1) Selection of the appropriate scale for measuring the quality of life of advanced cancer

patients

Three QoL instruments are commonly used in cancer studies, including the Functional
Assessment of Cancer Therapy-General (FACT-G), the European Organisation for Research
and Treatment of Cancer (EORTC) Quality-of-Life Questionnaire (EORTC QLQ-C30), and
the Short Form (36) Health Survey (SF-36) (Ferrans, 2010). However, all of these tools are
generic QoL instruments for cancer patients. For this study, an advanced cancer-specific scale
would be much more powerful in terms of exploring these patients’ particular QoL (Ferrans,
2010). Moreover, cancer patients at the palliation stage are extremely ill, so the questionnaire
should be as brief and as focused as possible (Petersen et al., 2006). Thus, a valid and reliable
instrument for advanced cancer patients was developed by Petersen et al. (2006), which was
the EORTC Quality-of-Life Questionnaire Core 15-Palliative Care (QLQ-C15-PAL). This
instrument is a much more appropriate tool compared with the others, and the psychometric
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properties of the Chinese version of the QLQ-C15-PAL have been examined, showing that it
is an effective tool for determining health-related QoL in Chinese patients with advanced
cancer in Mainland China (Zhang et al., 2016a). Given all the concerns above, the QLQ-C15-
PAL was adopted for this study as the most appropriate instrument for measuring the quality

of life of patients with advanced cancer.
(2) The EORTC Quality-of-Life Questionnaire Core 15-Palliative Care (QLQ-C15-PAL)

The QLQ-C15-PAL consists of two function scales (physical—three items—and emotional—
two items), seven symptom scales, with one to two items for each, and one global quality-of-
life item (Zhang et al., 2016a) (see Appendix IX). All items are scored with a 4-point Likert
scale (1=not at all and 4=very much), with the exception of the one global quality-of-life item,
which is scored with a modified 7-point linear analogue scale (Zhang et al., 2016a). The cross-
cultural adaptability and validity of the Chinese version of the QLQ-C15-PAL scale have been
examined (Zhang et al., 2016a). The completion rate was high, with the highest missing rate
for each item at only 2.1% (Zhang et al., 2016a). Internal consistency was tested and the
Cronbach’s alphas were generally above 0.7 across all the sub-scales (Zhang et al., 2016a).
For validity, the patients were divided into two groups based on their Eastern Cooperative
Oncology Group Performance Status or divided into three groups according to mental status,
and both sets of results showed that the QLQ-C15-PAL could distinguish between the patients
in the aforementioned sub-groups (Zhang et al., 2016a). Moreover, the sub-scales of the QLQ-
C15-PAL explained 84.8% and 90.3% of the original EORTC QLQ-C30 score distribution,

with the proportion of variance (R?) ranging from 0.848 to 0.903 (Zhang et al., 2016a).

Informal caregivers
(1) Selection of the appropriate scale for measuring the quality of life of informal

caregivers

Many general quality-of-life measures have been developed, but only a few measurement
scales have been designed specifically for informal caregivers (Deeken, Taylor, Mangan,
Yabroff, & Ingham, 2003). The Caregiver Quality-of-Life Index (CQOLI), the Quality of Life
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Tool (QOL Tool), and the Caregiver Quality of Life Index-Cancer (CQOLC) are three
commonly used instruments for informal caregivers (Deeken et al., 2003), among which the
CQOLI and the QOL Tool are two generic instruments. The CQOLC is the only instrument
designed specifically for the informal caregivers of cancer patients (Deeken et al., 2003), and
it has been translated into Chinese (Duan, 2012). Moreover, the CQOLI is not a
multidimensional tool as there are only four items in total. Thus, the CQOLC was the most

appropriate instrument for this study (see Appendix X).

(2) The Caregiver Quality of Life Index-Cancer (CQOLC)

The CQOLC is a specific scale developed by Weitzner, Jacobsen, Wagner, Friedland, and Cox
(1999) to evaluate the QoL of informal caregivers of cancer patients. It is a self-administered
rating scale with four domains (burden, disruptiveness, positive adaption, and financial
concerns). Each item is scored by a 5-point Likert-type scale (O=not at all, 1=a little bit,
2=somewhat, 3=quite a bit, and 4=very much). A total score is calculated by adding all item
scores, which ranges from 0 to 140. Higher scores reflect poorer quality of life (Weitzner et
al., 1999). Since 1999, it has been translated into and validated among many languages, such
as Korean (Rhee et al., 2005), Turkish (Bektas & Ozer, 2009), traditional Chinese (Tang, Tang,
& Kao, 2009), and simplified Chinese (Duan, 2012). The psychometric properties of the
simplified Chinese version of the CQOLC have been tested (Duan, 2012). Internal consistency
was examined and the Cronbach’s alpha was 0.884 for the total score. The test-retest reliability
of the total score was 0.821 and split-half reliability was 0.793 (Duan, 2012). For the validity
of the scale, exploratory factor analysis was used, and the index ranged from 0.66 to 0.88 and
the total cumulative was 59.69% (Duan, 2012). The criterion validity of the CQOLC was

judged using the SF-36 and it showed good validity (Duan, 2012).

5.4.6 Data analysis

Data were entered into statistical software to create datasets for statistical analysis. IBM SPSS
Statistics for Windows, version 25.0 (IBM Corp., Armonk, NY, USA), was utilized for data

analysis. The significance level was set as p<<0.05, and a two-tailed test was used for all the
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statistical analysis. Data management and analysis for this cross-sectional survey involved the
following three aspects: (1) data entry and cleaning; (2) descriptive statistics; and (3)

hypothesis testing.

5.4.6.1 Data entry and cleaning

All collected survey data was coded with numbers, and relevant data was entered into the
statistical programme directly by the doctoral researcher. The datasets were checked against
the paper recordings of raw data to ensure that the data coding was correct. To maintain the
validity of statistical analysis, data cleaning is an important procedure (Portney & Watkins,
2000, p. 626). After entering all the data, data cleaning was therefore carried out by the
doctoral researcher and another doctoral graduate at The Hong Kong Polytechnic University
School of Nursing, including checking for incorrectly entered data, missing data, and outliers.
Categorical variables were checked by generating frequency counts to identify the frequency
of the codes and possible missing values for each variable (Portney & Watkins, 2000, p. 626).
Continuous variables were checked using corresponding descriptive statistics, including the
maximum value, minimum value, and mean score, to examine whether the score range fell

within the normal scope (Portney & Watkins, 2000, p. 626).

5.4.6.2 Statistical analysis

Statistical analysis for the cross-sectional survey included both descriptive statistics and
inferential statistics. IBM SPSS Statistics for Windows, version 23.0 (IBM Corp., Armonk,

NY, USA) was employed.

Descriptive statistics

Descriptive statistics were used to present response rates during the process of recruitment and
to summarize the sample characteristics and outcome measures. For the sample characteristics,
continuous data including age were presented as mean (M) and standard deviation (SD), while
the categorical data, including education background, marital status, employment status,
religious background, family monthly income, types of cancer, length of time since diagnosis,

cancer stage, surgery or not, types of treatments, and having complications or not, were
142



presented as absolute numbers and percentages. For the data of outcome measures, descriptive
statistics (M+SD) was used to describe the characteristics of the palliative care needs of
advanced cancer patients, the needs of their informal caregivers, the physical distress of the
patients, and anxiety and depression, social support status, coping strategies, and quality of

life of both the patients and their informal caregivers.

Hypothesis testing

Inferential statistics was used to test the hypotheses in this study. To perform the most
appropriate statistical tests, data distribution for each scale and sub-scale was first assessed
using skewness and kurtosis (Hae-Young, 2013). According to the reference values regarding
normality test (Hae-Young, 2013), an absolute skew value larger than 2 or an absolute kurtosis
value larger than 7 are used as reference values to determine substantial non-normality when
the sample size is greater than 300. In this study, the sample size was significantly larger than
300, and both the absolute skew value and kurtosis value were less than 2 and 7; thus, the data
was determined as normality and a parametric test was employed in this study. The
relationship between the independent and dependent variables was preliminarily explored
using univariate analysis for categorical independent variables and correlation analysis for the

continuous variables.

In this study, the dependent variables were the palliative care needs of advanced cancer
patients and the needs of their informal caregivers, and the independent variables (as per the
conceptual framework presented in Chapter 5, page 125) included baseline data, the physical
distress of the patients, and anxiety and depression, coping strategies, social support, and
quality of life of both the patients and their informal caregivers. For the categorical
independent variables, independent t-tests (two means) and one-way ANOVA (three or more
means) were conducted to explore the differences in needs in relation to the baseline
information (categorical variables) of the patients and their informal caregivers. For
continuous independent variables, Pearson’s correlation coefficient (r) was used to describe

the strength and direction of a linear relationship between each potential influencing factor
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(independent variables) and the dependent variable. A correlation coefficient of r =0.30
indicates a weak association, r=0.30-0.59 indicates a moderate association, and r = 0.60

represents a strong association (Martinez-Martin et al., 2007).

If differences and correlations were identified (either in a positive or a negative direction) with
statistically significant (p<0.05), these relevant variables were further introduced into the next
multiple regression analysis to quantify the unique contribution of each potential independent
variable to the dependent variable. Multiple regression analysis, a form of general linear
modelling, is a multivariate statistical method to explore the specific relationships between a
single dependent variable and many independent variables and to identify the independent
variables necessary to predict the dependent variables (Hair, 2006). The stepwise multiple
linear regression approach is a method of regressing multiple independent variables while
simultaneously removing those that are not important (Lyu, 2016). The stepwise approach
combines the advantages of forward and backward approaches (Lyu, 2016). Hair (2006)
suggested that the number of predictor variables to include in the equation should be
considered when using regression analysis. It was recommended by Stevens (1996, as cited by
Courtney, 2012, p. 72) that “for social science research, about 15 subjects per predictor are
needed for a reliable equation.” In this study, the sample size was determined as 428 (428
patients and 428 caregivers) based on research question 1 and question 3, which allowed for
the exploration of a maximum of 28 predictor variables for patienst and caregivers,
respectively. Variables that showed statistical significance (cut-off point p<0.05) in the
univariate analysis and correlation analysis were included in the regression analysis using the

stepwise variable-selection method with entrance and removal levels of p<<0.05 and p=0.10,

respectively. Stepwise multiple linear regression can be regarded as an appropriate approach
in this study for identifying potential predictors of dependent variables as long as the predictor
variables finally included in the regression analysis were equal to or less than 28. The
predictors of the palliative care needs of the patients with advanced cancer and the needs of

the informal caregivers were explored separately using stepwise multiple linear regression.
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Dummy variables were set in terms of the independent variables (categorical variable) with
three or more categories. Pearson’s correlation coefficient was employed to preliminarily
explore the genral linear relationships between the palliative care needs of advanced cancer
patients and the needs of their informal caregivers without distinguishing the dependent and
independent variables. Additional analysis can be conducted in future to further explore their
relationships by considering the identified influencing factors of the needs of both patients and

caregivers.

5.4.7 Summary of Phase One

This section will present a summary of the design of the cross-sectional survey, which aimed
to quantify the palliative care needs of patients with advanced cancer and the needs of their
informal caregivers, the predictors of their needs, and the relationship between the needs of
advanced cancer patients and those of their informal caregivers. Two study sites were involved
for subject recruitment, and the sample size was determined to be 428 for advanced cancer
patients and 428 for informal caregivers. The advanced cancer patients and their informal

caregivers were recruited in dyads using convenience sampling.

The primary outcomes were the palliative care needs of advanced cancer patients and the needs
of their informal caregivers, which were measured by the PNPC-sv and the CNAT-C,
respectively. The potential associated factors (predictors) of the needs of the patients and their
informal caregivers were selected based on a proposed conceptual framework, which included
sociodemographic factors (age, gender, marital status, education background, income level,
living place, etc.), clinical factors (cancer site, cancer stage, treatment therapies, etc.),
psychological factors (anxiety and depression measured by the HADS, coping strategies
measured by the Brief-COPE scale, and QoL measured by the QLQ-C15-PAL for the patients
and the CQOLC for the informal caregivers), physical factors (physical distress measured by
the ESAS), and status of social support (measured by the MOS-SSS). The sociodemographic

and clinical variables were collected using a self-designed Baseline Data Assessment Form.
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Both descriptive statistics and inferential statistics were utilized for data analysis. The
predictors of the palliative care needs of the advanced cancer patients and the needs of their
informal caregivers were identified separately using the stepwise multiple linear regression

approach. The design of the qualitative study will be detailed in the following.

5.5 Phase Two: Qualitative interviews

5.5.1 Reasons for exploring unmet information needs via a qualitative study

As mentioned in Section 5.3, this doctoral research project employed a quantitatively driven
multimethod study design. The quantitative portion, a cross-sectional survey, provided a way
to quantify the palliative care needs of advanced cancer patients and their informal caregivers.
The follow-up qualitative interviews in this study were designed based on the findings of the
guantitative survey, which served as a complementary method with a different set of strengths
to improve the overall ability of the research design to achieve the study’s goals. According to
the quantitative results, information needs as a frequently reported need was identified in both
Chinese advanced cancer patients and their informal caregivers (details of the results can be
found in Chapter Seven, Section 7.4.1 and Section 7.8, respectively). This finding was
different from the findings of our systematic review (Wang et al., 2018b), which showed that
physical and psychological needs were much more prevalent than information needs,
particularly for the patients. Moreover, this finding was also inconsistent with a study on Dutch
patients using the same measurement (PNPC-sv), in which a majority of unmet needs were

concentrated in the psychological domain (Osse et al., 2005).

Although information need was identified as a frequently reported unmet need in both patients
and their informal caregivers, little information could be drawn from the quantitative results
particularly for the patients because only one item was included in the PNPC-sv questionnaire
to measure their information needs. Thus, qualitative interviews could further elaborate and
clarify patients’ unmet information needs in detail. In addition, the identified predictors in the
quantitative survey could only partly account for 13.2% and 28.2% occurrence of information

needs for advanced cancer patients and their informal caregivers, respectively (details of the
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results can be found in Chapter Seven, Section 7.6.8 and Section 7.10, respectively). To further
elaborate and to better explain and expand upon the quantitative findings within the Chinese
context, the information needs of both patients and their informal caregivers were worth
further exploring through a qualitative approach. A qualitative interview was therefore
designed to further elaborate the patients’ and their informal caregivers’ unmet information
needs and to further explore their perceptions and experiences regarding the prominent unmet

information needs that were identified in the quantitative survey.
5.5.2 Study design

The qualitative descriptive design has been commonly used in qualitative studies, particularly
in healthcare sciences and nursing-related phenomena (Polit & Beck, 2009). This design is a
‘vast’ and ‘open’ descriptive approach in terms of answering qualitative research questions
(Lyu, 2016). According to Sandelowski (2010), the qualitative descriptive design can
contribute to a better and in-depth understanding of many human situations, including health
and illness experiences. This design underpins the concept of naturalistic inquiry and examines
a phenomenon in its natural state (Sandelowski, 2000a). The purpose of a qualitative
descriptive study is to achieve a pure description, and it does not always follow a specific
qualitative research tradition (Sandelowski, 2000b). The qualitative description was promoted
by Sandelowski (2000a, p. 336) as a well-developed method to provide a ‘comprehensive
summary of an event in the everyday terms of those events.” In this study, the qualitative
research objectives (as described in Section 5.2) were to elaborate and clarify the unmet
information needs of advanced cancer patients and their informal caregivers, and to gain an
in-depth understanding of their perceptions and experiences in relation to their information
needs. Given all the concerns mentioned above, the qualitative descriptive design was deemed
appropriate to address the research objectives, and therefore it was employed in Phase Two of

the doctoral research project.

Data collection techniques for the qualitative descriptive design typically include individual

interviews and focus groups using structured or semi-structured interview questions/guides
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(Kim, Sefcik, & Bradway, 2017). The technique that was selected and used for data collection

in this study will be elaborated in the following section.

5.5.2.1 Reasons for using semi-structured interviews for data collection

Individual interviews and focus groups are two commonly used qualitative research
approaches in health sciences research (Britten, 1999; Legard, Keegan, & Ward, 2003). Using
interviews as a data collection technique can help ‘explore the views, experiences, beliefs
and/or motivations of individuals on specific matters’ (Gill, Stewart, Treasure, & Chadwick,
2008, p. 292). Structured interviews, semi-structured interviews, and unstructured interviews

are three commonly used individual interviews in research.

Structured interviews are usually conducted using questionnaires. The interview questions are
predefined and fixed, and no changes and modifications are allowed during the
implementation of the interview (Gill et al., 2008). In this study, many questionnaires were
used in the quantitative survey, so the method of structured interviews would not allow an in-

depth exploration of certain research questions in relation to unmet information needs.

Unstructured interviews are an approach without any predefined questions, which plays a
necessary role when a very intensive depth of exploration is needed, particularly when the
research questions are totally new topics (Gill et al., 2008). However, having no predefined
guestions renders the whole interview process weak in management and organization (Gill et

al., 2008).

As for semi-structured interviews, it is currently the most popular and commonly used
approach for qualitative data collection in healthcare research (Gill et al., 2008) because it
combines the strengths and eliminates the weaknesses of structured and unstructured
interviews. An interview guide with several predefined questions in relation to the research
questions is usually used to provide guidance on what to talk about and allows the interviewer
or interviewee to diverge in order to pursue an idea or response in more detail (Gill et al.,

2008). The semi-structured interview also leaves some space for researchers to further explore
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some particular aspects of the research questions, which can enable an in-depth understanding

of the participants’ perceptions and/or experiences of the focused research topics (Britten,

1999; Gill et al., 2008).

Focus groups are another type of qualitative data collection method, which can be utilized in
healthcare research to explore participants’ attitudes, views, experiences, and needs regarding
particular research topics (Gill et al., 2008; Kitzinger, 1995). However, this approach usually
requires about six to eight participants to participate at a particular time point, which could
have been problematic in this study because the majority of the study participants in this
doctoral research project came from rural areas and all the patients were at an advanced stage.
It would have been difficult to gather sufficient patients and informal caregivers for focus

groups.

Given all the concerns mentioned above, the semi-structured interview was selected as the
most appropriate approach for this doctoral project to explore the perceptions and experiences
of the patients and their informal caregivers regarding the unmet information needs that were
identified in the quantitative survey. The study design of the semi-structured interviews will

be described in the following sections.

5.5.3 Study sample and setting

Given that the objectives of the qualitative interviews were to further clarify the identified
unmet information needs and to explore the perceptions and experiences of advanced cancer
patients and their informal caregivers in relation to their unmet information needs, a purposive
sampling method was adopted to recruit participants, from early February 2019 to the end of
March 2019, until data saturation was reached. The participants, both advanced cancer patients
and informal caregivers, from the two study sites who met the following criteria were invited
to participate in the interviews: (1) had participated in the Phase One cross-sectional survey
and completed all the questionnaires; (2) reported unmet information needs (for patients, it
was determined using the PNPC-sv questionnaire with the answer of ‘yes, more’ for the

question ‘Do you want professional attention for this?’; for informal caregivers, it was
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determined using the CNAT-C with answers of moderate or high levels of need for
information); (3) were physically capable of having an interview that lasted 30 to 60 minutes,
particularly for patients (if necessary, this was determined by the physicians); and (4) agreed
to participate in the interviews and were willing to share their views and/or experiences. Data
saturation was achieved through repetition and confirmation of information obtained by the
participants (Corbin & Strauss, 2008). The interviews took place in an interview room,
demonstration room, ward, or other places at the study hospitals that were quiet and convenient

for the interviewees to ensure the participants’ privacy.
5.5.4 Study procedure

The participants, both advanced cancer patients and informal caregivers, who met the inclusion
criteria (as described in the section above) were invited to participate in the interviews. If the
patients or the informal caregivers showed interest, the doctoral researcher approached them
and explained the purpose and the process of the interview to them. All participants were
informed and assured that they had the right to refuse or withdraw from the study at any time,
and that this would not affect the healthcare services they or their loved ones received in any
way. Those who were willing to participate were required to sign a written consent form (see
Appendix 1) and provide their contact details. Then, the doctoral researcher negotiated with
each participant to arrange the most appropriate time and location to conduct the interview,
and all the interviews were scheduled for the time and location that were convenient for the

participants.

All of the interviews were conducted by the doctoral researcher, and the interviews of the
patients and informal caregivers were performed separately. Prior to the commencement of
each interview, the doctoral researcher gave a brief self-introduction again and repeated the
research purposes and procedures of the interview to the participant. During each individual
interview, a semi-structured interview guide was used for data collection. The interview guide
was developed by the doctoral researcher based on the research question 7 and question 8 (as

presented in Section 5.2.2), which aimed to further elaborate the unmet information needs of
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both patients and caregivers as well as their experiences in relation to the information needs;
because the quantitative findings that information need identified as one frequently reported
unmet need in both patients and caregivers were inconsistent with our systematic review
(Wang et al., 2018b) and some other previous studies (Osse et al., 2005), and very limited
information can be drawn from the Phase One quantitative survey. A series of qualitative
studies and mixed-methods studies that investigated patients’ and/or informal caregivers’
views and/or experiences in relation to information needs (James-Martin, Koczwara, Smith,
& Miller, 2014; Jepson, Hewison, Thompson, & Weller, 2007; Kemp et al., 2018; Kwok &
White, 2014; O’Callaghan et al., 2016; Taylor, 2011; Tsuchiya & Horn, 2009; Uysal, Toprak,
Kutlutsurkan, & Erenel, 2018) were also used as references for the development of the
interview guide in this study. Besides, the development of the interview guide also followed
the recommendations and suggestions provided by the two academic supervisors of the
doctoral researcher, who are familiar with qualitative research. The semi-structured interview
guide consisted of six core open-ended questions, and the details of the interview guide

(English version and Chinese version) are displayed in Appendix XI.

The patients and informal caregivers were invited to express their information interests, as
well as their experiences, thoughts, and feelings in terms of their unmet information needs and
currently available information resources. Probes were used by the doctoral researcher during
the interview process to ask the participants to elaborate more about their thoughts and ideas
or to give some examples when describing certain issues. Prior to the commencement of the
formal interviews, pilot interviews were conducted by the doctoral researcher to test the
validity of the questions in the proposed interview guide and to practice and test the interview
skills of the researcher (Griffee, 2005). The transcript of the pilot interview was reviewed by

one of the academic supervisors of the doctoral researcher.

Moreover, before the commencement of this study, the doctoral researcher completed a
gualitative research methodology subject and gained some experience in conducting a semi-

structured interview and analysing qualitative study data. The process of each interview was
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audio-recorded. The confidentiality of the participants’ information and discussions were all

assured by the doctoral researcher.

5.5.5 Data analysis

The interviews were conducted by the doctoral researcher in Mandarin Chinese, and each
interview was audio-recorded using a digital recorder. The doctoral researcher recorded field
notes during the interview process and/or immediately after the semi-structured interviews.
The interview data were transcribed verbatim by a helper with a master’s degree in nursing
who was not involved in the qualitative interviews, the doctoral researcher, and another
nursing researcher (TJY) with a qualitative research background. After that, the transcripts
were checked against the original audio-taped records to ensure that all the records were

correct and accurate.

Qualitative content analysis, a commonly used strategy for a qualitative descriptive study, was
employed in this study to analyse the data, which allows ‘the researchers to stay close to the
data, with minimal transformation during analysis’ (Kim et al., 2017, p .24). Categories are
the primary product of a qualitative content analysis, which mainly refers to ‘a descriptive
level of content and can thus be seen as an expression of the manifest content of the text’ (Chu,
2009, p. 75). A category is a group of content that shares a commonality (Krippendorff, 2018).
It has also been pointed out that categories are internally homogeneous and externally
heterogeneous (Patton, 1987 as cited by Chu, 2009, p. 75). Some others have emphasized that
categories must be mutually exclusive, which indicates that data should not fit into more than
one category or between two categories (Elo & Kyngas, 2008; VVaismoradi, Jones, Turunen, &
Snelgrove, 2016). To establish analytical categories, a constant comparison method was
required to identify and examine whether the data was best fit into the category (Vaismoradi
et al., 2016). A category may include several sub-categories, and the sub-categories can be
combined and abstracted into a category (Graneheim & Lundman, 2004). Sub-categories focus
on one notable specific content or aspect but share the same central organizing concept as the

category (Vaismoradi et al., 2016).
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The “four phases of category development” method proposed by Vaismoradi et al. (2016) was
employed to guide the qualitative data analysis, which includes ‘initialization’, ‘construction’,
‘rectification’, and ‘finalization’. In the initial phase of ‘initialization’, the transcribed data
were read and re-read many times by the doctoral researcher to be familiar with the qualitative
data, as ‘the ability to generate ideas and make sense of data depends on researchers’ closeness
to data through immersion’ (Vaismoradi et al., 2016, p. 103). Contents (phrases, sentences,
and/or paragraphs in the transcriptions) that were relevant to the research questions were
highlighted as the meaning units. Then, the meaning units were further condensed and coded,
which is an important process of data reduction in qualitative approaches (Vaismoradi et al.,

2016).

The ‘construction’ phase is a process of classifying and comparing the initial codes in terms
of the similarities and diversities, and then assigning the codes to different groups based on
the research questions (Vaismoradi et al., 2016). Due to the principle of ‘mutually exclusivity’,
a code that is attributed to more than one classification group should be assigned only to the
one that fits best (Insch, Moore, & Murphy, 1997; Krauss, 2005). Each group that covers
similar codes was then assigned a label to give a sense of the main ideas, and these labels are
usually taken from the ‘conversation topics, meaning, feelings, and proverbs found or
generated by [the] researcher during reading transcriptions’ (Vaismoradi et al., 2016, p. 105).
The next step is defining and describing the label to improve the level of abstraction of data

analysis and to generate the initial categories and sub-categories (Vaismoradi et al., 2016).

To achieve a relative certainty about the developed categories and sub-categories, another
important phase called ‘rectification” was conducted. In this phase, the researcher reappraised
the analysis process, as researchers are recommended to ‘distance themselves from the data
for a period of time so as to increase their sensitivity and reduce any premature and incomplete
data analysis’ (Vaismoradi et al., 2016, p. 106). During this process, the initial categories and
sub-categories were reviewed and checked at either the level of the coding process or the level
of the whole dataset, and further modifications of the categories and sub-categories were made

at this stage (Vaismoradi et al., 2016).
153



After all the categories and sub-categories were identified and confirmed, the final phase of
‘finalization’ took place, which involves reporting the content analysis results to answer the
research questions (Vaismoradi et al., 2016). For each category and/or sub-category,
representative data (quotes) that extracted from the transcriptions were used to support each

of the reported categories and/or sub-categories and a final report was produced.

Descriptive content analysis was used in this study following the “four phases of category
development’ method. A coding structure was developed first by the doctoral researcher and
two other independent qualitative researchers. They coded several transcripts independently
and then compared the results to achieve consistency after their discussions. After that, based
on the coding structure, the doctoral researcher completed the rest of the analysis. To ensure
the objectivity of the data analysis, ongoing discussions among the doctoral researcher, her
supervisors, two other independent researchers, and the study participants were performed
during the whole process of data analysis. To maintain the study’s trustworthiness, several
approaches were used during the processes of study implementation, data analysis, and final

report writing, and the relevant strategies will be detailed in Section 5.6.3.

5.5.6 Summary of Phase Two

This section will presented the design of the semi-structured interviews. The subjects were
recruited among those who completed the cross-sectional survey using purposive sampling. A
predefined interview guide with several open-ended questions was used to guide the interviews
to explore the types of information that the advanced cancer patients and their informal
caregivers wanted and to explore the patients’ and informal caregivers’ perceptions and
experiences in relation to their information needs. Qualitative content analysis was used to

analyse the data.

5.6 Study team, study quality assurance, and ethical considerations of the research project

5.6.1 Study team and training of study team members
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The study team consisted of seven core members, which included the doctoral researcher, her
two academic supervisors, two oncology nurses, and two research assistants. The whole study
was mainly implemented by the doctoral researcher. The doctoral researcher is a registered
nurse in China who has a master’s degree in nursing and has experience of conducting cross-
sectional surveys with large sample sizes. The doctoral researcher was primarily responsible
for subject recruitment and the administration of the whole study. However, given that the
study sites were located in two different cities and the doctoral researcher could not collect
data from the two study sites at the same time, two research assistants were invited to
participate at one of the study sites. Prior to the commencement of the survey, the doctoral
researcher visited the study site and provided face-to-face training to the two research
assistants to standardize the research procedure, the verbal communication between
researchers and the study participants, and the neutral interpretations of the questionnaire items.
After the training, an assessment was conducted between the researcher and the research
assistants to ensure consistency. The two oncology nurses in this study were responsible for
the eligibility assessment of the potential participants (one for each study site). For the
interview data collection, all the interviews were conducted by the doctoral researcher. During
her doctoral study at The Hong Kong Polytechnic University, the doctoral researcher
successfully completed a qualitative subject, and one of her academic supervisors, who is a
qualitative researcher, helped to improve her interview skills through practice prior to the
commencement of the interviews. The whole study was designed and implemented with the
support and guidance of the two academic supervisors. The research team was therefore

capable for managing both the quantitative and qualitative study in the project.

5.6.2 Study quality assurance for the phase one cross-sectional survey

To minimize the potential risks of bias, several strategies were proposed to maintain the study

quality of the cross-sectional survey as follows.

(1) Choosing scales with good psychometric properties and an appropriate number of
items
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For a cross-sectional study, many scales are usually used to measure the outcomes, and the
reliability of the study findings is closely associated with the validity and reliability of the
scales. In this study, all the instruments used were scales with well-established psychometric
properties, which ensured the reliability and validity of the study findings. For the PNPC-sv
questionnaire, there was no Chinese version, and a validation study was conducted first to
examine its validity and reliability within the Chinese culture before the final implementation

of this scale in this study (the psychometric properties of the PNPC-sv guestionnaire will be

presented in Chapter Six). The majority of the selected scales were specific to the issues that

were measured, which promoted the accuracy of the findings. For example, the PNPC-sv
guestionnaire was particularly designed to assess the palliative care needs of cancer patients
at an advanced stage, and the CQOLC is a specific scale used for quality of life assessment in
relation to the informal caregivers of cancer patients. To minimize the nonresponse rate and
missing data, the number of items in the scales was considered when choosing the scales.
Moreover, the researcher and the research assistants were required to check the scales
immediately after the participants completed the questionnaire booklets. If there were any

missing data or scribbled answers, the participants were asked to complete their answers.

(2) Providing standard training for the research assistants

To ensure consistency among the research assistants and the researcher, the doctoral researcher
(WT) visited the study sites and provided face-to-face training to the two research assistants
prior to the commencement of the survey. The training programme included the research aims
and objectives, the study procedures, purpose of and instructions for each scale, how to
introduce and guide the participants in filling out the scales, how to interpret the terms in the
scales, how to provide a neutral interpretation if the participants felt confused about terms or
items in the scale, how to provide assistance to elderly participants or participants with vision
problems (e.g., read aloud word by word), and how to communicate with the participants in a

friendly manner and establish a good relationship with them. During the study process, the
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researcher kept in contact with the research assistants and had regular video meetings with

them to ensure the quality of the study’s implementation.

(3) Double-checking the data

As this was a cross-sectional survey with a large sample size, a huge amount of data was
managed and analysed. To minimize mistakes, all data were double-checked by the researcher

and another student helper before conducting data cleaning.
5.6.3 Study quality assurance for the phase two semi-structured interviews

The rigor and trustworthiness of the semi-structured interviews were maintained by the
following four indicators: credibility, transferability, dependability, and confirmability (Anney,

2014; Lincoln & Guba, 1985).

Credibility refers to the truth of the data and findings (interpretation and representation)
(Anney, 2014). In this study, several strategies were used to ensure the credibility of the

qualitative part:

(1) Ensure participants’ honesty in contributing data (Shenton, 2004): The participation
of all participants was on a voluntary basis, and only those who were really willing to
take part in the study and express their views freely were included. Moreover, all the
participants were those who had taken part in the survey.

(2) Build trust and rapport between the doctoral researcher and the interviewees (Anney,
2014): Before the qualitative interviews were conducted, a cross-sectional survey was
conducted first in the study hospitals and the researcher stayed in the study hospital
for 10 months. During this period, the researcher built trust and rapport with the
participants.

(3) Frequent debriefing (Anney, 2014): This was performed between the doctoral
researcher and her two supervisors. During the process of data collection, the doctoral

researcher reported the study’s progress to her two supervisors regularly by email
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communication and face-to-face meetings to timely recognize her own biases and
preferences.

(4) Member checking (Anney, 2014): This was used to ensure that the findings were true
to the informants’ expressed meanings. Several participants were invited to read the
transcripts of the dialogues in which they participated to check whether the words
matched what they actually intended to express. The identified categories and sub-
categories were sent back to some of the participants to check whether these categories
really indicated their perceptions and experiences.

(5) Separate coding (Anney, 2014): Some transcripts were coded independently by the
doctoral researcher and two other experienced qualitative researchers with PhD
degrees (LXL and CHL). The majority of the codes were agreed upon easily. For any
disagreement, consistency was achieved through discussion among the doctoral
researcher, the two qualitative researchers, and the supervisors of the doctoral
researcher. After finalizing the coding structure, the doctoral researcher completed the
rest of the coding and the results were discussed among the doctoral researcher and
her two supervisors until agreement was achieved.

In relation to the extracted categories and representative quotes that were listed in the
qualitative study results section, two bilingual translators (English and Mandarin Chinese, WT
and TJY) translated the quotes (forward and backward translation) to ensure the equivalence
of the participants’ descriptions between the different languages (English and Mandarin
Chinese). A third party was involved when inconsistency existed between the two bilingual

translators.

Transferability is the external validity of a study, which refers to the degree to which the
findings can be transferred to other situations (Anney, 2014). Positivists have stated that it is
impossible to demonstrate the transfer of qualitative findings and conclusions to other
situations and populations as qualitative studies are specific to a small number of participants
within a particular environment (Shenton, 2004). While some have argued that although each

case may be unique, it is also an example of a broader group (Denscombe, 1998; Stake, 1994,
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pp. 236-247). In this study, transferability was ensured by providing thick descriptions of the
research context and findings, and sufficient and representative extracts (i.e., vivid quotes from
the participants) were used to support the identified categories and sub-categories. A detailed
description of this study intended to help readers determine how far the results and conclusions
could be transferred to other situations. As Li (2004, p. 305) has suggested, a detailed
description to ‘enable judgments about how well the research context fits other contexts, thick
descriptive data, i.e. a rich and extensive set of details concerning methodology and context,

should be included in the research report.’

Dependability refers to ‘the stability of findings over time’ (Bitsch, 2005, p. 86). In this study,
dependability was ensured by taking the following measures. First, the qualitative part in this
thesis was reported in detail based on the Standards for Reporting Qualitative Research (SRQR)
(O’Brien, Harris, Beckman, Reed, & Cook, 2014). Moreover, some transcripts were analysed
by more than two researchers separately and the results were compared to achieve consistency.
Details of this strategy (i.e., separate coding approaches among different researchers) was
elaborated in the credibility section above. The code-recode strategy (Anney, 2014) was also
used in this study. The doctoral researcher code-recoded the data twice, with an interval period
between each coding, to see whether the results from the two codings were similar. A
comparison of the results from the two codings was conducted among the doctoral researcher
and her two supervisors. Finally, to ensure dependability, the study design and study process
were reported in detail in this thesis to enable a future researcher to develop a thorough
understanding of the study and to repeat the work. The concept of confirmability is ‘the
qualitative investigator’s comparable concern to objectivity’ (Shenton, 2004, p. 72). In this
study, the coding data, sub-categories, and categories were shared with the participants and
experts in oncology and qualitative methodology to ensure that the results were not based on
the doctoral researcher’s preferences but were the real thoughts and views of the participants

(Shenton, 2004).

5.6.4 Ethical considerations
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Ethical approvals of this project were obtained from the Research Committees of The Hong
Kong Polytechnic University and the three study hospitals (the Affiliated Hospital of
Southwest Medical University, the Affiliated Hospital of North Sichuan Medical College, and
the Fifth Affiliated Hospital of Zunyi Medical University) before the implementation of this
study (see Appendix XII). As this study involved human subjects, the following ethical
principles were considered and followed during the whole study process (Beauchamp &

Childress, 2009; World Medical Association, 2001).

The Principle of Autonomy

All study participants were clearly informed of the following issues: (1) why the study was
being done; (2) the full study procedure; and (3) the potential risks and benefits of the study.
Based on their personal values and beliefs (Beauchamp & Childress, 2009), the participants
had the right to decide whether to participate in the study or not. An information sheet (see
Appendix XI11) was provided for every potential participant, and a written informed consent
form (see Appendix 1) was obtained from every eligible person who agreed to participate after
the risks and benefits of the study had been fully explained both verbally and in writing. The
contact number of the researcher was provided to the participants for any further inquiry.
Participation in the study was on a voluntary basis, and all potential participants were informed
and assured that they had the right to refuse to participate in or withdraw from the study at any
time and that it would not result in any negative effects regarding their care, treatment, and

other healthcare services.

The Principle of Confidentiality

All potential participants were informed and assured that any information they provided would
be used for research purposes only. Researchers must not use or disclose information gained
from the participants without the confider’s authorization (Beauchamp & Childress, 2009). To
ensure confidentiality and anonymity in this study, every document collected from the
participants was coded with a number rather than the participants’ name or clear identifiers,

and all data were only accessible to the researcher and her two academic supervisors. Hard
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copies of the study data (e.g., questionnaires, etc.) were kept by the researcher in a locked
cabinet, and the electronic copies (e.g., audio data from the interviews) were stored in an

encrypted computer file. All the data will be destroyed five years after the study.

The Principle of Non-maleficence and Beneficence

Non-maleficence means do no harm to the participants (Beauchamp & Childress, 2009).
Researchers cannot conduct any action that may put the participants at risk (Andersson et al.,
2010). Beneficence means ‘all forms of action intended to benefit other person[s]’
(Beauchamp & Childress, 2009, p. 197). This study intended to learn about palliative care
needs using a cross-sectional survey and interviews. Potential risks to the participants were
minimal. There was only a small risk that the patients would feel sad when they were talking
about their unhappy experiences in the interviews. For these cases, some psychological support
was provided for free. If the interviewee felt extremely uneasy or sad, the interview was
stopped (which did not happen in this study). Because this study involved no interventions, no
biomedical procedures, and no drugs, there was no possibility of physical harm. This study
added new knowledge in this area, providing evidence for improving current healthcare
services in terms of better meeting the needs of advanced cancer patients and their informal

caregivers.

5.7 Summary of this chapter

This chapter presented the whole research methodology of this doctoral research project. This
study employed a multimethod research design (a quantitatively driven project followed by a

gualitative project [QUAN—qual]). Phase One was a cross-sectional survey and Phase Two

was a follow-up qualitative descriptive study using semi-structured interviews. Before
reporting the study findings of the cross-sectional survey and the semi-structured interviews,
a preparatory study examining the psychometric properties of the Chinese version of the
PNPC-sv questionnaire will be presented first in the next chapter, including the background,

study design, results, and discussion.
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Chapter Six: Preparatory Study: Psychometric Properties of the PNPC-sv

Questionnaire, Chinese Version
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6.1 Introduction

The PNPC-sv is a scale that was specifically designed for measuring the palliative care needs
of advanced cancer patients, and it was selected and used in this current study to measure the
palliative care needs of Chinese advanced cancer patients (rationales of selection are presented
in Section 5.4.5.2.1). However, there is no Chinese version of the PNPC-sv. Before using the
PNPC-sv in this study, a psychometric assessment study was conducted first to examine the
validity, reliability, and clinical feasibility of the PNPC-sv for Chinese patients with advanced
cancer. Details of this preparatory study are presented in this current chapter. The background,
methods, results, and discussion of this preparatory study will be reported in this chapter in
Section 6.2 to Section 6.6. It should be noted that this validation study has already been
published in an international peer-reviewed journal (Wang, Molassiotis, Chung, & Tan, 2019).
In order to fit into the whole structure and organization of this doctoral thesis, the major
contents, text citations, and reference list of the published validation study have been slightly
modified by the doctoral researcher. According to the publisher, this published validation
paper is ‘an open access article distributed under the Creative Commons Attribution License,
which permits unrestricted use, distribution, and reproduction in any medium, provided the
original work is properly cited’ (Source:
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-019-0450-5).

6.2 Background

Experiences and symptom distress of cancer patients vary across their illness trajectory
(Waller et al., 2012a). Cancer patients at an advanced stage usually encounter more difficulties
in optimising their well-being than those at an early-stage, which subsequently contribute to a
poor quality of life and an increasing demand of care needs (Sanson-Fisher et al., 2000; Waller
et al., 2012a). Quality of life is the patients’ subjective view of their overall life satisfaction
and their sense of well-being, which involves multidimensional components including
physical, psychological, social, etc. (Chu, 2009). According to the definition proposed by the
World Health Organization (World Health Organization, 2002), palliative care is an approach

that aims to optimize patients’ well-being and improve quality of life through addressing their
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multidimensional problems and needs. A recent systematic review conducted by our group
highlighted that advanced cancer patients had a wide range of palliative care needs and their
needs were somewhat context-bound (Wang et al., 2018b). Patients with unsolved problems
and unmet needs experience poor health status and quality of life (Cheng, Wong, & Koh, 2016).
Assessing patients’ care needs in a given setting therefore is important for developing tailored
palliative care services to overcome their problems and meet their needs. Healthcare services
that are inconsistent with their care needs would increase healthcare cost and result in negative
effects such as increasing patient’s anxiety and decreasing quality of life (Wen & Gustafson,

2004).

Providing tailored palliative care services requires systematic and comprehensive assessment
first, and such an assessment could be supported better by a valid and specific instrument
(Wang et al., 2018a). Several instruments have been developed and used in advanced cancer
patients, and have been critically evaluated in a recent systematic review conducted by our
group (Wang et al., 2018b); not all the assessed instruments reported adequate evidence with
regards to their psychometric properties (Wang et al., 2018b). Multidimensional instruments
with well-documented psychometric properties were scant and the commonly used scales in
current practice and research were the Supportive Care Needs Survey (SCNS), Problems and
Needs in Palliative Care questionnaire (PNPC), and the Needs Assessment of Advanced

Cancer Patients (NA-ACP) (Sanson-Fisher et al., 2000).

The SCNS is a generic tool rather than a specific one for patients at advanced stage. The two
other instruments (PNPC and NA-ACP) were particularly designed for advanced cancer
patients and cover the majority of the palliative care needs of advanced cancer patients (Osse
et al., 2004; Rainbird et al., 2005). However, the NA-ACP has 132 items, which might
overburden patients and contribute to missing data (Tan, 2017). Besides, patients might not
want professional care support for each of the problems they experience (Steinert & Rosenberg,

1987). The PNPC questionnaire was designed considering this issue, and it assesses patients’
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problems and to which extent they want care support to address their problems (needs for care)

separately (Osse et al., 2004).

The PNPC questionnaire was first developed in 2004 through a series of rigorous procedures
including in-depth interviews with patients, their life companions and health professionals,
literature review, expert panel discussion, and repeated adjustment (Osse et al., 2004). The
original language of the PNPC questionnaire was Dutch and it has been translated into English
(Osse et al., 2004). The original version consisted of 90 items; thus, patients needed a long

time to complete the entire questionnaire.

To improve its feasibility and utility, the PNPC-shorter version (PNPC-sv) with 33 items was
subsequently developed in 2007 (Osse et al., 2007). Its psychometric properties have been
examined, with adequate validity, reliability and feasibility (Osse et al., 2007). The PNPC-sv,
as a simple and user-friendly instrument, has been translated and utilized in both research and
clinical practice in some countries (Effendy et al., 2015a; Khan et al., 2012). Due to the
absence of such an instrument in China, the aims of this study were to translate the PNPC-sv
questionnaire into Mandarin Chinese and determine its reliability, validity and feasibility in a

heterogeneous group of Chinese patients with advanced cancer.

6.3 Methods

6.3.1 Study design

This was a validation study using a forward- and backward- translation procedure, a panel of
experts and a cross-sectional study design, from October 2017 to April 2018. A convenience
sampling approach was used for subject recruitment. Ethical approvals were granted by the
Human Subjects Ethics Sub-Committee at The Hong Kong Polytechnic University and the

study hospitals. Written informed consent was required from each study participant.

6.3.2 Translation of the PNPC-sv questionnaire

The original English version was translated into Mandarin Chinese following a forward- and

backward-translation procedure (Sousa & Rojjanasrirat, 2011). Four independent translators
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(two each for forward and backward translation) were included with the following inclusion
criteria (Sousa & Rojjanasrirat, 2011): (1) were bilingual, including English and Mandarin
Chinese; and (2) had different backgrounds, were knowledgeable about the terminology used
in health science, and were familiar with colloquial phrases, idiomatic expressions, and health

care slang and jargon in Mandarin Chinese.
6.3.2.1 Forward translation

The original English version of the PNPC-sv was translated into Mandarin Chinese by two
translators separately. The first author and a nursing academic (who was bilingual in English
and Mandarin Chinese, had a PhD degree in nursing, and has accumulated rich research
experience in cancer and palliative care) compared the two translated Chinese versions from
ambiguities and discrepancies of the words and sentences. Different translations were
identified for five items (14, 19, 20, 27, and 28). Discussions among the researcher, nursing

academic, and the two translators were conducted to reach an agreement.
6.3.2.2 Backward translation

The preliminary translated Chinese version of the PNPC-sv questionnaire was translated back
into English by two other independent translators who were blind to the original English
version. The equivalence of the original and back-translated English versions was assessed
and compared by a panel, consisting of the researcher, all four translators and the nursing
academic. Different opinions were raised regarding items 20, 27, and 28 (item 20— ‘Finding
others not receptive to talking about the disease’; item 27—‘Difficulties to be engaged
usefully’; and item 28— Difficulties to be avail for others”). Discussions were conducted

among the panel and further revisions were made to reach agreement.
6.3.3 Readability and clarity test of the translated version

As recommended by Koller et al. (2007), 10 adult (>18 years old) Chinese advanced cancer
patients (stage Ill or stage 1V) with different background (e.g., education level, age, and
occupation) were included using a purposive sampling approach. After they completed the

entire questionnaire, participants were asked six questions regarding the readability and clarity
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of the PNPC-sv to determine if the items in the questionnaire were easy to read and understand
and if any of the items have particular ambiguous, discrepant and sensitive expressions. Those
six questions were designed based on previous studies (Kakehi et al., 2002; Tan, Suen, &
Molassiotis, 2016) and group discussions among the researchers: Q1) ‘Is the instrument useful
to record your problems and needs that you experienced during your cancer trajectory? [0-10
numerical rating scale [NRS] from 0 (totally useless) to 10 (totally useful)]’; Q2) ‘Is the
instrument easy for you to complete? [0-10 NRS scale from 0 (extremely difficult) to 10
(extremely easy)]’; Q3) ‘Are there any difficulties in understanding any of the items? (yes /no,
no=0, yes=1)? If yes, please specify.’; Q4) ‘Are there any sensitive items or words that make
you not want to fill out the instrument? (yes /no, no=0, yes=1)? If yes, please specify.’; Q5)
‘How long did it take you to complete the instrument (minutes)?’; and Q6) ‘Do you have any

other comments and recommendations? Please specify’.

Participants reported that the PNPC-sv Mandarin Chinese version can comprehensively assess
their existing problems, with the score of Q1 rating from 7 to 10 (mean: 8.5). The PNPC-sv
was also regarded as a scale easy to understand (Q2 mean: 8.5), and the average time for
completing the questionnaire was 11.4 minutes. No patient complained about sensitive and/or
abstract words or items. The completion rate was high, without any missing data in any item.
This translated version was confirmed with satisfactory readability and clarity and was further

used in the next study phase to examine its psychometric properties.

6.3.4 Sample and sample size calculation

Eligible patients were recruited from three tertiary hospitals in China (participants of the phase
one cross-sectional survey as per Chapter 5 were recruited from two of the tertiary hospitals)
based on the following inclusion criteria: (1) a confirmed diagnosis of cancer at advanced stage
(stage Il or stage 1V); (2) aged above 18 years; (3) able to communicate in Chinese Mandarin;
(4) agreed to participate in this study and willing to sign the informed consent; and (5)

emotionally, cognitively, and physically capable of study participation.
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Cengiz et al. (2015) proposed that the sample size for estimating the reliability of an instrument
should be five to 10 times larger than the total items of the scale. The PNPC-sv has 33 items,
the sample size therefore should be at least 165 patients. Hobart et al. (2012) suggested that
20 and 80 subjects were the minimal sample size for the reliability and validity estimation,
respectively. Considering the above recommendations, 165 was used as the estimated sample
size of this study. By considering additional 8% of missing data, the sample size was finally

determined as 178.

6.3.5 Data collection procedures

The content validity of the translated version of the PNPC-sv was evaluated through a panel
of six experts specialized in cancer care and/or palliative care using the Content Validity
Assessment Form (see Appendix XIV). Half of the experts had more than 15 years of clinical
or research experience. Three were professors or associated professors working in universities
or tertiary hospitals, while the other three were lecturers or senior lecturers with more than five
years of experience in cancer-related research. Four experts had a doctoral degree and two had
a master’s degree. The panel used a 4-point Likert scale (‘4=very relevant’, ‘3=quite relevant’,
‘2=somewhat relevant” and ‘1=not relevant’) to assess the cultural relevance and translation
equivalence of each item. Oncologists or oncology nurses helped to screen and identify the
patients who met the inclusion criteria at the study hospitals. Detailed information of the study
purpose and procedures were elaborated by the researcher before inviting them to participate
in this study. Patients who agreed with study participation were asked to sign a written consent.
Each patient was then asked to complete a demographic questionnaire, the translated Chinese
PNPC-sv questionnaire and the EORTC QLQ-C30. Participants completed all the
questionnaires anonymously and they returned the questionnaires to the researchers
immediately after completion. For any missing data or scribbled answer, the participants were
asked for clarification. The PNPC-sv was self-administered, and the researchers provided
assistance to patients who were unable to complete it on their own by reading the items as they

were in the scale and not providing any further clarification.
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6.3.6 Study questionnaires
6.3.6.1 Demographic questionnaire

A demographic questionnaire specific for this validation study was designed. The items
included age, gender, educational background, income level, place of residence, religion and
marital status, and illness-related information including diagnosis, cancer stage and relevant

treatments, etc.
6.3.6.2 Problems and Needs in Palliative Care-short version (PNPC-sv)

The PNPC-sv has 33 items and covers eight domains of problems and palliative care needs of
advanced cancer patients including daily activities (three items), physical (nine items),
autonomy (four items), social (five items), psychological (five items), spiritual (four items),
financial (two items) and information (one item) issues (Osse et al., 2007). The PNPC-sv
consists of the Problem part and the Need for Care part (Osse et al., 2007). In each item, the
patients were asked two questions (Osse et al., 2007): (1) ‘Do you experience the item to be a
problem?’, which belongs to the Problem part with the answer of ‘yes’, ‘somewhat’, and ‘no’;
and (2) ‘Do you need (extra) professional attention for the item?’, which belongs to the Need
for Care part with the answer of ‘yes, more’, ‘as much as now’, and ‘no’. In terms of the PNPC-
sv scoring system for the psychometric assessment purpose, the scoring method of the original
guestionnaire (Osse et al., 2007) and the recommendations from the researcher who developed
the PNPC-sv were adapted (‘yes’=2, ‘somewhat’/‘as much as now’=1, and ‘no’=0). Higher
scores indicate more problems and stronger care needs. The psychometric properties of the

Problem part and the Need for Care part were determined separately.

6.3.6.3 European Organisation for Research and Treatment of Cancer Quality-of-Life

Questionnaire Core 30 (EORTC QLQ-C30)

As with the original version of the PNPC-sv, the QLQ-C30 was used to test the concurrent
validity of the PNPC-sv Mandarin Chinese version (see Appendix XV). This scale is a self-
administered QoL scale which was specifically designed for cancer patients (Aaronson et al.,

1993). It consists of 30 items, with five scales assessing functional status (physical, role,
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emotional, cognitive, and social), three symptom scales (pain, fatigue, and nausea, and vomiting),
a global health status/QoL scale, and some single items measuring other symptoms which are
frequently reported by cancer patients, and one item regarding financial difficulties (Aaronson
et al., 1993). Higher scores for each sub-scale indicate poorer QoL. While for the global health
status /QoL scale, higher score represents better QoL. Satisfactory psychometric properties of

the QLQ-C30 have been reported in Chinese cancer patients (Wan et al., 2008).

6.3.7 Psychometric assessment

6.3.7.1 Validity

Content validity, face validity, concurrent validity and construct validity were examined. A
panel of six experts identified the content validity through a 4-point Likert scale. Face validity
was examined by asking patients and experts several questions regarding the feasibility,
usability and clarity of the PNPC-sv. Concurrent validity is ‘how well a test correlates with
another test that has already had its validity estimated” (Newman & Newman, 1994, p. 53),
which was measured by exploring the relationships between the PNPC-sv and the QLQ-C30.
Sub-scales in the PNPC-sv that do not have corresponding dimensions in the QLQ-C30 were
not included in the concurrent validity test (Osse et al., 2007). The total scores and sub-scores
of the PNPC-sv and the QLQ-C30 were hypothesized to be significantly correlated with each
other. For construct validity, confirmatory factor analysis was performed to evaluate the fitness
of original model of the PNPC-sv to the present data. Besides, the construct validity was also
evaluated using contrasted group analysis, which is an approach used for identifying
differences between known groups to demonstrate different traits on a construct of
measurement (Terwee et al., 2007). Based on previous studies (Fitch, 1994; Wang et al.,
2018b), differences in the total scores and sub-scores of the PNPC-sv were compared between
patient subgroups with different gender, age, marital status, educational level, living place, and
cancer stage. It was hypothesized that female patients would have higher scores in the
psychological, physical and ADL sub-scales; single patients would demonstrate higher scores

in the psychological sub-scale; scores of financial problems and needs would be higher among
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patients with lower education and those living in countryside; elderly patients would report
higher scores in terms of ADL and physical sub-scales, but lower financial scores; and the
scores of physical and psychological sub-scale would be higher among stage IV cancer

patients (Fitch, 1994; Wang et al., 2018b).
6.3.7.2 Reliability and acceptability

Internal consistency reliability of the PNPC-sv Mandarin Chinese version was measured by
Cronbach’s alpha (Frost et al., 2007). Item-to-total correlations were examined to test how
well each item score correlates with the overall PNPC-sv score (Bohrnstedt, 1969). Test-retest
reliability was not measured given that problems and palliative care needs of advanced cancer
patients are not stable as they usually experience rapid progression or deterioration (Waller et
al., 2012a). Completion rate and the six questions (as mentioned before) were used to

determine its acceptability and feasibility.
6.3.8 Data analysis

Data analysis was conducted using the IBM SPSS 22.0 and the IBM SPSS Amos 24.0. All
statistical tests were two-tailed and the significance level was set as P<0.05. Descriptive
statistics were used to present the demographic characteristics of the patients. The content
validity index (CVI) was adopted to measure content validity of the scale. CV1 for each PNPC-
sv item was examined by the proportion of items which were rated as ‘very relevant’ or ‘quite
relevant’ (Lynn, 1986; Rubio, Berg-Weger, Tebb, Lee, & Rauch, 2003; Waltz, & Bausell,
1981) by the expert panel. The item was regarded as content valid when at least five out of six
experts rating it as ‘very relevant’ or ‘quite relevant” (Lynn, 1986). The average CVI across
items was used to present the content validity of the entire PNPC-sv scale, and a CV1 of 0.83
or above was viewed as a satisfactory agreement level (Lynn, 1986; Rubio et al., 2003).
Structural Equation Modelling was used to evaluate the relationships between structural paths
and factors. The goodness-of-fit indicators including chi-squared (x?) divided by degrees of
freedom (x?/df), Root-Mean-Square Error of Approximation (RMSEA), the Comparative Fit

Index (CFI), the Tucker-Lewis index (TLI), and the Root Mean square Residual (RMR) were
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employed to assess the fit of the original model to this sample data (Schreiber, Nora, Stage,
Barlow, & King, 2006). The criteria for a good fit were 1.0<x2/df<3.0, RMSEA<0.08,
CFI=0.90, TL1=0.90, and RMR=0.05 (Arpaci & Baloglu, 2016). If the model did not fit the
data adequately, items with a factor loading of 0.4 or below could be considered for removal
(Malakouti, Fatollahi, Mirabzadeh, Salavati, & Zandi, 2006), but whether it should be deleted
or not would finally be determined based on both the statistical and judgmental criteria for
scale-purification (Wieland, Durach, Kembro, & Treiblmaier, 2017) (details are elaborated in
the discussion section). The normality of each independent variable (demographic
characteristics) was explored by using the Kolmogorov-Smirnov tests. A Mann-Whitney U
test was finally utilized for the contrasted group analysis because all the variables violated the
assumption of normal distribution. For concurrent validity, Spearman’s correlations were used
to explore the relationships between the PNPC-sv and the QLQ-C30. A correlation coefficient
of 0.40 or above was regarded as substantial for conceptually related scales (Kaasa et al., 1995;
Lim, Seubsman, & Sleigh, 2008). Reliability was tested using Cronbach’s alpha and item-to-
total correlations. Alpha values and values of item-to-total correlations were regarded as

acceptable when they reached 0.65 and 0.40 or above, respectively (DeVellis, 2003).
6.4 Results

6.4.1 Psychometric properties assessed by expert panel

6.4.1.1 Content validity and face validity

A panel of six experts were invited and two rounds of content validity assessment were
performed. In round one, some comments and suggestions were provided for items 10, 17 and
29. For example, three experts suggested changing the ‘sexual dysfunction’ (item 10) to
‘...affecting sexual life’, which could make this expression less sensitive within the
conservative Chinese culture (Tan, 2017). With considering those suggestions and comments,
item 10 was revised. In the second-round, all six experts agreed that the PNPC-sv is

specifically designed for measuring problems and palliative care needs of advanced cancer
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patients and all items are culturally appropriate. A CVI of 1.0 was achieved at both the item-

level and the scale-level.

Patients further reported that the PNPC-sv is a useful instrument to assess their problems and
needs and the mean score was 7.99 (SD=1.48). Almost all of the participants reported that the
items were not particularly sensitive and easy to understand. Only one patient reported the
item 16 (‘experiencing loss of control over one’s life”) was a little difficult to understand, and
item 10 (“affecting sexual life’) and item 29 (“difficulties concerning the meaning of death’)

were reported somewhat sensitive by three and one patient, respectively.
6.4.2 Psychometric properties assessed via the patients
6.4.2.1 Demographic and clinical characteristics of the patients

Of the 178 patients who participated in the study, 174 completed all the questionnaires.
Regarding recruitment, 96.6% of the patients were recruited from inpatient settings. More than
60% of the patients were male and younger than 60 years old, 75.9% had a middle school
education or below, and most of the patients were married (94.8%) and employed (80.5%).
Almost a third of (31%) of the participants had lung cancer, while a smaller propotion had:

nasopharyngeal (17.2%); colorectal (16.7%); cervical (12.1%) or other gynecological cancers

(6.3%). Most (60%) had advanced cancer (stage 1V) (see Table 6.1).
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Table 6.1 Demographic and clinical characteristics of the study sample (N=174)

Demographic and Clinical Characteristics N(%)

<60 109(62.6%)
Age (year) >60 65(37.4%)
Female 69(39.7%)
Gender Male 105(60.3%)
. Inpatient 168(96.6%)

Infoutpatient Outpatient 6(3.4%)
Education level Middle school education or below 132(75.9%)
High school education or above 42(24.1%)

. Single 9(5.2%)
Marital status Married 165(94.8%)
Technical staff 24(13.8%)
Manual worker 57(32.8%)

Housewife 10(5.7%)

Employment status Clerical/admin 17(9.8%)
Self-employed 32(18.4%)

Unemployment 8(4.6%)
Retired 26(14.9%)
Non/Not Indicated 145(83.3%)
Religion Buddhism 26(14.9%)

Taoism 3(1.8%)

. I Countryside 80(46.0%)
Location of living place City 94(54.0%)
. Living alone 3(1.7%)
Living status Living with family 171(98.3%)

Lung cancer 54(31.0%)
Nasopharynx cancer 30(17.2%)
Colorectal cancer 29(16.7%)
Cervical cancer 21(12.1%)
Types of cancer Gynecological cancer 11(6.3%)
Liver cancer 5(2.9%)
Breast cancer 4(2.3%)
Oesophageal cancer 3(1.7%)
Oral cancer 6(3.4%)
Others 11(6.4%)
1T 70(40.2%)
Stage of cancer v, 104(59.8%)

6.4.2.2 Acceptability and descriptive analysis of the scale

The acceptability of the PNPC-sv questionnaire was satisfactory with the completion rate of
97.6%. The majority of the patients reported the PNPC-sv is easy to understand. The average
time to complete the questionnaire was 11 minutes. Percentages of each PNPC-sv item
reported to be either a problem or somewhat a problem by the patients ranged from 7.5% to

83.9%, with financial problems were the most prominent issue (69.5% to 83.9%). For the
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indicated problems, 10.3% of the patients had the need for professional attention and support.
(see Table 6.2)

6.4.2.3 Reliability

Cronbach’s alpha coefficient for the total scale of Problem part and Need for Care part was
0.88 and 0.91, respectively. Cronbach’s alpha coefficients for all the sub-scales within the
Problem part ranged from 0.58-0.79, while they were 0.69-0.85 for the sub-scales within the
Need for Care part (see Table 6.2). The majority of the item-to-total correlations were above

0.40.

Table 6.2 Cronbach’s alpha reliability: Total scale and sub-scales

PNPC Problem Part PNPC Need for Care Part
) Range in Range in
DI?nI:IEr?siz\r/\s II\Itgﬁ;): percentage of Cronbach’s | percentage of ‘as | Cronbach’s

‘somewhat’ and alpha much as now’ alpha

‘yes’ (%) and ‘yes’
ADL 3 30.5-42.0 0.75 27-29.3 0.81
Physical 9 20.1-54.0 0.61 13.2-54.3 0.72
Autonomy 4 25.1-52.3 0.79 27-45.4 0.84
Social 5 7.5-23.6 0.75 10.3-20.1 0.79
Psychological 5 30.5-49.4 0.78 23-42.5 0.85
Spiritual 4 19.5-38.5 0.68 19.5-27.6 0.80
Financial 2 69.5-83.9 0.58 63.2-82.8 0.69
Information 1 425 NA 43.1 NA
Total scale 0.88 0.91

Note: NA=not applicable

6.4.2.4 Construct validity

The goodness of fit indexes for the Problem part were x?=700.8, x?/df=1.58, RMSEA=0.06,
CFI=0.83, TLI1=0.81, and RMR=0.04. For the Need for Care part, the corresponding indexes
were x?=907.354, x%df=2.05, RMSEA=0.07, CF1=0.81, TLI=0.79, and RMR=0.03. The CFI
and TLI in both the Problem part and Need for Care part were slightly below the cut-off values
of 0.90. The factor loading ranged from 0.12 to 0.79 for Problem part and from 0.23 to 0.87
for Need for Care part. The items with factor loading less than 0.4 were all in the physical
factor including item 8—*Itch’, item 9—‘Sexual dysfunction’, item 10—‘Prickling or numb

sensation’, and item 11—‘(Nightly) Sweating or hot flushes’. Considering that all these four
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symptoms were not uncommon theoretically and clinically in advanced cancer patients, the
four items were not deleted after a group discussion with clinicians and researchers in cancer

care to maintain its clinical value.

6.4.2.5 Contrasted groups validity

Female participants reported higher scores regarding global and some sub-scores including
ADL, psychological, and spiritual domains (p<0.05) for both the Problem part and needs-for-
care part (see Table 6.3). Higher scores were presented in older patients regarding ADL,
physical, social problems and the global score of the Problem part (p<0.05). Younger patients
demonstrated more financial problems (p<0.05). Similar results were detected for the needs-
for-care part, with older patients having higher needs scores for ADL, physical, and social
support (p<0.05), and older patients reported lower score for financial needs (p<0.05) (see
Table 6.4). Patients who were living in countryside had higher scores for the financial needs
(p<0.001). Except for psychological needs (p<0.05), no significant differences were detected
in the marital status of patients. Single patients had lower scores of psychological needs
(p=0.045). In terms of the educational level, patients with middle school education or below
reported higher scores of financial problems (p<0.01) and financial needs (p<0.001). Stage IV
cancer patients had higher scores regarding the autonomic and social problems (p<0.05) as
well as higher global score of the Problem part (p<0.05) than patients with stage Il cancer.

Similar trend was detected in the Need for Care part.
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Table 6.3 Differences in total and sub-scores of the PNPC-sv between female and male subjects

. . Female Male

Dimensions N Mean Rank N Mean Rank Z Value P Value
Problem Part
ADL 69 99.63 105 79.53 -2.685 0.0072
Physical 69 92.66 105 84.11 -1.100 0.271
Autonomy 69 91.93 105 84.59 -0.962 0.336
Social 69 87.04 105 87.80 -0.113 0.910
Psychological 69 101.54 105 78.28 -3.017 0.0032
Spiritual 69 98.29 105 80.41 -2.400 0.0162
Financial 69 87.67 105 87.39 -0.038 0.970
Information 69 94.79 105 82.71 -1.746 0.081
Global Problem Score 69 98.28 105 80.27 -2.338 0.0192
Need for Care Part
ADL 69 99.26 105 79.77 -2.728 0.0062
Physical 69 91.50 105 84.87 -0.857 0.392
Autonomy 69 93.17 105 83.78 -1.265 0.206
Social 69 84.64 105 89.38 -0.731 0.465
Psychological 69 100.11 105 79.21 -2.776 0.0062
Spiritual 69 97.03 105 81.24 -2.230 0.0262
Financial 69 88.44 105 86.88 -0.211 0.833
Information 69 92.75 105 84.05 -1.255 0.210
Global Problem Score 69 97.28 105 81.07 -2.079 0.0382

Note: a=Statistic reached a level of statistical significance.
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Table 6.4 Differences in total and sub-scores of the PNPC-sv between different age groups

. . <60ys >60ys

Dimensions = | Mean Rank n ] Mean Rank Z Value P Value
Problem Part
ADL 109 81.14 65 98.17 -2.250 0.0242
Physical 109 80.78 65 98.77 -2.288 0.0222
Autonomy 109 83.53 65 94.16 -1.379 0.168
Social 109 81.06 65 98.30 -2.507 0.0122
Psychological 109 84.99 65 91.71 -.862 0.389
Spiritual 109 83.89 65 93.55 -1.281 0.200
Financial 109 94.87 65 75.15 -2.699 0.0072
Information 109 83.94 65 93.47 -1.362 0.173
Global Problem Score 109 81.55 65 97.48 -2.020 0.0432
Need for Care Part
ADL 109 81.83 65 97.00 -2.099 0.0362
Physical 109 79.51 65 100.90 -2.734 0.0062
Autonomy 109 84.68 65 92.23 -1.006 0.314
Social 109 80.79 65 98.75 -2.743 0.0062
Psychological 109 83.94 65 03.48 -1.253 0.210
Spiritual 109 84.82 65 92.00 -1.003 0.316
Financial 109 93.45 65 77.52 -2.130 0.0332
Information 109 83.72 65 93.85 -1.444 0.149
Global Problem Score 109 81.77 65 97.11 -1.945 0.052

Note: a=Statistic reached a level of statistical significance.
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6.4.2.6 Concurrent validity

Significant positive correlations were found between PNPC-sv and QLQ-C30 in terms of the
majority of the sub-scale scores, with the correlation coefficients ranging from 0.19 to 0.56 in
the Problem part and from 0.24 to 0.60 in the Need for Care part. Significant negative
correlations were identified between the total score of PNPC-sv and the score of global health
status of QLQ-C30, with the correlation coefficient of -0.48 and -0.42 for the Problem part and
Need for Care part, respectively. Correlations identified between the Problem part of PNPC-sv
and QLQ-C30 were better than that between the Need for Care part of PNPC-sv and QLQ-C30

for the majority of the sub-scales (see Table 6.5).

Table 6.5 Correlations between the PNPC-sv and the EORCT QLQ-C30

LQ-C30 PNPC Need for Care
PNPC-sv D(?m(e?nsions PNPC Problem Part Part
Dimensions Eégﬁ?;?gtéo %l:)e::_gg?il;: Spearman’s Correlation
ADL Physical 0.563** 0.597**
Functioning
Fatigue 0.509** 0.588**
Nausea and 0.200** 0.129
Vomiting
Physical Pain 0.581** 0.519**
Dyspnoea 0.509** 0.337**
Insomnia 0.437** 0.358**
Appetite Loss 0.196** 0.250**
Financial Ein_ancigl 0.363** 0.477**
Difficulties
Social Social Functioning 0.188* 0.243**
. Emotional 0.527** 0.499**
Psychological Functioni
unctioning
Global Scores | Global Health Status -0.484** -0.419**

Note: This table shows Spearman’s rho correlations of sum scores of proposed PNPC-sv dimensions with
corresponding dimensions of the EORTC QLQ-C30. **: The correlations are significant at 0.01.*: Significant at
0.05.

6.5 Discussion

The PNPC-sv is currently the only scale designed to evaluate both the problems of advanced
cancer patients and to which extent they need care support to address their problems (palliative
care needs). The PNPC-sv was initially developed in Dutch (Osse et al., 2004), and it was

subsequently translated into English (Osse et al., 2007) and Indonesian (Effendy et al., 2015a).
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The psychometric properties of the Indonesian version were not reported (Effendy et al.,
2015a). This paper presents the first validation study of the PNPC-sv Mandarin Chinese
version in advanced cancer patients. Conceptual and cultural equivalence between the original
and the Mandarin Chinese version of the PNPC-sv were well maintained through a forward
and backward translation approach, which enables the Mandarin Chinese version of the PNPC-
sv to be culturally relevant to Chinese advanced cancer patients (World Health Organization,
Process of translation and adaptation of instruments). Excellent content validity was identified
with the CVI value being higher than 0.83 (Lynn, 1986; Rubio et al., 2003). Face validity was
documented, as patients reported that the PNPC-sv questionnaire can comprehensively cover
and assess their existing problems and palliative care needs. Usability and clarity of this tool
were well supported by the responses of both the panel experts and the patients. Given patients
completing the questionnaire within a relatively short time and the good completion rate, the
PNPC-sv was proved to be a convenient and user-friendly tool. Such a convenient instrument

will produce less burden on patients and minimizes the risk of missing data.

Concurrent validity of the PNPC-sv was adequate with moderate or strong correlations
identified in majority of the sub-scales, which was similar to the original version (Osse et al.,
2007). The significant negative associations between the total scores of the PNPC-sv and
global health status of the QLQ-C30 supported that patients who had more problems and care
needs experienced poorer health status and QoL (Cheng et al, 2016). Statistically significant
correlations were also observed between the majority of the sub-scales of PNPC-sv (problem
and Need for Care part) and QLQ-C30, confirming that the PNPC-sv and the QLQ-C30 are
conceptually related. As expected, the correlations of QLQ-C30 were statistically stronger
regarding the Problem part than the Need for Care part and weak correlations were identified
for a few sub-scales. Such findings were similar to the psychometric assessment results of the
original version (Osse et al., 2007). A possible explanation might be the difference in the focus
of the PNPC-sv and the QLQ-C30. The QLQ-C30 scale mainly assesses patients’ quality of
life through capturing the problems they experienced, while patients’ needs for professional

care are not its focus. Compared with the psychometric assessment study of the original
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version of the PNPC-sv, significant correlations between the PNPC-sv and the QLQ-C30 were
observed in more sub-scales in this study, which may be partially attributed to a larger sample

size in the current study.

Factor analysis has been regarded as one of the commonly utilised methods in psychological
measures development and evaluation. In this study, the value of CFI and TLI were slightly
lower than the recommended cut-off points (0.90), which might indicate that the original
model did not well fit this sample data adequate. However, the CFI and TLI value were close
to the threshold of 0.90. Meanwhile, according to the critical value of 0.80 proposed by Kline
(Kline, 2010), the results may indicate that the overall fit of the instrument model was basically
acceptable. Some also argued that ‘if the vast majority of the indexes indicate a good fit, then
there is probably a good fit’ (Schreiber et al., 2006. p. 327). In this study, three out of five fit
indexes meet the critical criteria, which might, to some extent, indicate a potentially acceptable
fit. Removing items with low or complex factor loadings is a commonly used approach when
the hypothesized model does not fit the data adequate (Litzelman, Stratos, Marriott, & Skeff,
1998). However, researchers should ‘ensure that judgmental and statistical criteria are
combined before making a scale purification decision’ (Wieland et al., 2017, p. 325). The
application of judgmental criteria mainly relies on theoretical and practical knowledge of the
domain experts (Wieland et al., 2017). Judgmental assessment ensures that ‘a scale covers the
entirety of all relevant aspects that need to be measured’ (Wieland et al., 2017, p. 325). Thus,
whether the items with low factor loading can be definitely deleted should be determined based
on not only the statistical results but also researchers’ professional and practical knowledge
and concerns. In this study, the PNPC-sv was a clinical practice-focused instrument which
aims at examining problems and to which extent the available care can address the problems
in general advanced cancer patients. Keeping these items in the scale therefore would maintain
the clinical value of this instrument and help clinicians comprehensively identify patients’
physical problems and needs. All the physical symptoms mentioned in the items were not
uncommon in advanced cancer patients, and they were ‘regarded as relevant from a theoretical

perspective’ (Cambra-Fierro & Polo-Redondo, 2008, p. 216). According to a general rule of
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thumb, the sufficient sample size for confirmatory factor analysis should be 300 to 500
subjects (Gonzalez & Griffin, 2011; Sousa & Rojjanasrirat, 2011), while the sample size in
this study was significantly fewer than the recommended sample size. In such a relatively
small sample size, a mixed sample with more than 10 types of cancer were included, which
might be a possible reason to contribute to the low factor loadings as those symptoms were
particularly related to specific cancer types or cancer treatments. Thus, the currently study
results can only be interpreted as preliminary given the mixed study sample with various types

of cancer and a relatively small sample size.

Construct validity of the PNPC-sv was well demonstrated given contrasted groups analysis
clearly indicated that patients with different gender, age, living place and cancer stage
presented different problems and care needs in some specific PNPC-sv domains. Female
patients reported more ADL, psychological and spiritual problems and needs, and the results
were consistent with previous studies (Hasegawa et al., 2016; Morasso et al., 1999). Living in
rural or urban areas has been deemed as an influencing factor for palliative care needs of
advanced cancer patients (Fitch, 1994), which was also verified in this study. The results of
elderly patients having more physical issues and fewer financial issues were consistent with
some previous studies (Morasso et al., 1999; Osse et al., 2005), although opposite results were
identified in some other studies, with elderly patients reporting fewer physical issues (Houts
et al., 1988; Teunissen et al., 2006). Patients with stage IV cancer generally showed more
problems and higher needs, which was in line with only one previous studies (Hwang et al.,
2004). 1t might be because the predictive value of age and cancer stage on problems and care
needs are not as strong as the gender factor, and this study adopted non-parametric tests which
are less powerful than parametric tests. The factors of age and cancer stage are worthy of
further exploration. Different from previous studies, statistical differences were detected in
only one sub-scale of the PNPC-sv among patients of different educational level and marital
status, and the considerably uneven sample size between groups may partially contribute to
this. Reliability was adequate and it was similar to the original version, which indicates that

the Mandarin Chinese PNPC-sv is internally reliable. Acceptable internal consistency
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indicated that items of each domain of the PNPC-sv measure the same construct and

conceptually fit together (DeVon et al., 2007).

There were some limitations of this study. Although the patients of this study were recruited
from three study sites, the convenience sampling method used for subject recruitment may
limit the generalizability of the study findings. A mixed sample with various types of cancer
diagnosis in this study contributed to significantly heterogeneity of the study participants, and
results from the factor analysis should be prudently interpreted. Future research is needed to
further examine the psychometric properties of the PNPV-sv, particular its internal structure,

in new and larger patient samples.

6.6 Summary of this chapter

This chapter presented the preparatory study in terms of the psychometric assessment of the
PNPC-sv (Chinese version) in a group of Chinese patients with different advanced cancer
diagnosis. A total of 174 advanced cancer patients participated and completed the study. High
content and face validity were determined after the two rounds of assessment with the expert
panel and the patients. Contrasted groups analysis clearly discriminated the differences on
some specific needs in patients with different gender, age and cancer stages. Satisfactory
concurrent validity of the PNPC-sv (Chinese version) was identified when tested against the
EORTC QLQ-C30. The internal consistency and item-to-total correlations also proved to be
adequate and acceptable. The findings of the preparatory study showed that the Mandarin
Chinese version of the PNPC-sv is a valid, reliable and user-friendly instrument for measuring
problems and palliative care needs of patients with advanced cancer in Mainland China. The
PNPC-sv (Chinese version) was therefore used in the cross-sectional survey to assess the
palliative care needs of Chinese advanced cancer patients. The findings of this doctoral
research project, including the results from both the cross-sectional survey and the semi-

structured interviews, will be presented in the following chapters.
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Chapter Seven: Results of the Cross-sectional Survey
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7.1 Introduction

This chapter, which consists of eleven sections divided among three parts, will present the
study results from the cross-sectional survey. These results will address the first six research
objectives of the doctoral research project that were listed in Chapter 5, page 113. This first
section provides a general introduction of this chapter. Section 7.2 will describe the
recruitment of subjects and response rate. Part One (Sections 7.3 to 7.6) will present the results
from the patients with advanced cancer who participated in the study. Demographic and
clinical characteristics, physical distress, anxiety and depression, social support, coping
strategies, and quality of life of the patients will be described in Section 7.3, while Section 7.4
will report the problems and palliative care needs of patients with advanced cancer. Univariate
analysis (categorical variables) and Pearson’s correlation analysis (continuous variables) were
used to explore the relationships between the potential predictors of needs and the palliative
care needs of patients, and the results will be reported in Section 7.5. The significant predictors
of the palliative care needs of patients with advanced cancer were examined using stepwise
regression analysis, and Section 7.6 will show the results. Part Two (Sections 7.7 to 7.10) will
show the results relating to the informal caregivers who participated in the study, including
demographic and clinical characteristics (Section 7.7), the levels of their care needs (Section
7.8), the relationship between the potential predictors of needs and their care needs (section
7.9), and the significant predictors of caregivers’ needs (Section 7.10). Part Three (Section
7.11) will report the correlations between the needs of the patients and their informal

caregivers. Section 7.12 will summarize the chapter.

7.2 Recruitment of subjects and response rate

The participants in this study were recruited from two tertiary hospitals in Mainland China.
Participant recruitment was conducted during a ten-month period, from April 2018 to January
2019. Patients and their informal caregivers were recruited in dyads. 477 eligible patient and
informal caregiver dyads were approached; however, 49 dyads declined to participate for the
following reasons: the patients or informal caregivers had no interest in this study (n=20), the

patients or informal caregivers complained about the number of questionnaires (n=19); and
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some families would not allow the patients to participate (n=10). Ultimately, 428 patient and
informal caregiver dyads provided written informed consent and participated in the survey,
yielding a response rate of 89.7%. Of the 428 received questionnaires, nine were subsequently
excluded because the percentage of missing data exceeded 50% and many important questions
had not been answered (these patients absented themselves for physical examinations during
the period in which their questionnaires were being completed). Thus, a total of 419 patient
and informal caregiver dyads completed all the required questionnaires, and they constituted
the final sample of participants. The results of patients and caregivers will be reported separately
in two parts as follows before the presentation of the relationships between the needs of patients

and caregivers.

Part One: Patient Needs Assessment Survey Results

7.3 Characteristics of patients with advanced cancer

7.3.1 Demographic and clinical characteristics

The mean age of the patients was 56.2+1.0 years, ranging from 19 to 88 years old. The majority of
the participants (343/419, 81.9%) had only a primary school education or less, and a small number
(76/419, 18.1%) had received a higher level of education. The majority of the patients (402/419,
95.9%) were married, and only 17 patients (17/419, 4.1%) were single. A majority (357/419, 85.2%)
indicated no religious beliefs. Nearly half of the patients (207/419, 49.4%) reported that their family
income was less than 3,000 Chinese Yuan per month. More than half (235/419, 56.1%) of the patients
came from the countryside. More than one-third (148/419, 35.3%) were lung cancer patients, and
66.1% (277/419) of the patients had stage IV cancer and the rest had stage I11. About two-thirds of
the patients (286/419, 68.3%) reported that they had received cancer-related surgery after their
diagnosis. The majority of the patients (342/419, 81.6%) were receiving curative-intent treatment at
that time, with 16.2% patients (n=68) receiving both chemotherapy and radiotherapy, 55.8% (n=234)
receiving chemotherapy only, 5.0% (n=21) receiving radiotherapy only, and 4.5% (n=19) receiving
chemotherapy/radiotherapy combined with targeted therapy. One-fifth of the patients (85/419, 20.3%)

reported that, apart from the cancer, they had one or more complications (chronic diseases, e.g.,
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chronic obstructive pulmonary disease, heart disease, etc.). Details of the demographic and clinical

characteristics of the patients are presented in Table 7.1 below:

Table 7.1 Demographic and clinical characteristics of the patients (N=419)

Variables Mean+SD/Percentage
Age (yrs.) 56.2+1.0
Gender Male 237(56.6%)
Female 182(43.4%)
; Inpatients 411(98.1%)
In/outpatient
nioutpatien Outpatients 8(1.9%)
No formal education 66(15.8%)
Education Primary education” 277(66.1%)
Higher education # 76(18.1%)
Marital status Marrled 402(95.9%)
Single 17(4.1%)
i No 357(85.2%)
Rel
etiaion Yes 62(14.8%)
<3000 CNY 207(49.4%)
Family income per | 3000-6000 CNY 146(34.8%)
month 6000-10,000 CNY 42(10.0%)
>10,000 CNY 24(5.8%)
Living place Rl_JraI 235(56.1%)
City 184(43.9%)
Respiratory system 148(35.3%)
Digestive system 98(23.4%)
Types of cancer Reproductive system 63(15.0%)
Head and neck cancer 83(19.8%)
Others 27(6.5%)
<1 month 48(11.5%)
Length of time 1-3 months (@nclud!ng 3) 77(18.4%)
since diagnosis 3'6 monthS (lnCIUdlng 6) 84(200%)
6-12 months (including 12) 97(23.2%)
>12months 113(26.9%)
Stage i 142(33.9%)
v 277(66.1%)
Surgery Yes 286(68.3%)
No 133(31.7%)
Chemotherapy + radiotherapy 68(16.2%)
Chemotherapy only 234(55.8%)
Radiotherapy only 21(5.0%)
Chemotherapy/radiotherapy + 0
tcrl;;:ren”;ms targeted therapy 19(4.5%)
Symptoms relieving 40(9.5%)
Follow-up* 22(5.3%)
No treatment** 15(3.6%)
Complications Yes 85(20.3%)
No 334(79.7%)

Note: * Follow-up: patients who had already completed either chemotherapy or radiotherapy at that time and were at the stage of
follow-up. ** No treatment: patients who were just diagnosed with advanced cancer at that time and did not receive any treatment.
# Primary education: patients who had received primary school and middle school education; ## Higher education: patients who
had received high school education or above.

187



7.3.2 Characteristics of physical distress

The physical distress of the patients with advanced cancer was assessed using the Edmonton
Symptom Assessment Scale (ESAS); the Cronbach’s alpha was 0.861 in this sample. Each
item (symptom) of the ESAS was assessed with a 0 to 10 visual numerical scale (VNS), and
the higher the score the greater the severity of the symptom. According to the mean scores of
each symptom, the top three symptoms rated by the patients with advanced cancer were fatigue
(4.4£3.0), poor appetite (4.6£2.9), and well-being (4.8+1.7). Details of the physical distress of
the patients are listed in Table 7.2 below:

Table 7.2 Symptoms experienced by patients with advanced cancer (N=419, M+SD)

Item 1-Pain 0 10 4.2+3.0
Item 2-Fatigue 0 10 4.4+3.0
Item 3-Nausea 0 10 3.6+2.9
Item 4-Depression 0 10 3.7+2.6
Item 5-Anxiety 0 10 3.7+2.8
Item 6-Drowsiness 0 10 4.1+2.9
Item 7-Shortness of breath 0 10 2.9+2.9
Item 8-Appetite 0 10 4.6+2.9
Item 9-Sleep 0 10 4.2+3.0
Item 10-Well-being 0 10 4.8+1.7

7.3.3 Characteristics of emotional status

The emotional status of the patients with advanced cancer was evaluated via the Hospital
Anxiety and Depression Scale (HADS). The ranges of possible scores are from 0 to 21 for the
sub-scales of anxiety and depression. Total scores of 8 to 10 indicate borderline cases, and
total scores of 11 or above indicate a clinical case of anxiety and depression. In this study, the
Cronbach’s alpha was 0.85 for the sub-scale of anxiety and 0.88 for the sub-scale of depression.
The actual scores ranged from 0 to 19 for both the anxiety and depression sub-scales, with a
mean score of 7.1 (SD=4.1) for anxiety and 6.9 (SD=4.6) for depression. Some of the patients
with advanced cancer showed symptoms of clinical anxiety (21.7%, n=91) and depression
(23.2%, n=97), and some patients had borderline cases of anxiety (29.1%, n=122) and

depression (24.6%, n=103).
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7.3.4 Characteristics of social support

The Medical Outcomes Study-Social Support Survey (MOS-SSS) was used to measure the
status of received social support for the patients with advanced cancer. Higher scores indicate
better social support, and all the scale scores were transformed to a 0 to 100 scale using the
recommended formula. The Cronbach’s alpha of the MOS-SSS in this study was 0.91. The
highest score was for the sub-scale of tangible support, with a mean and standard deviation of
77.7£12.6. The lowest score was for the positive social interaction sub-scale (60.5+18.8). The

ranges of the scores, the mean scores of each sub-scale, and the overall scale, are shown in

Table 7.3.
Table 7.3 Social support for patients with advanced cancer (N=419, M£SD)
Domains Number of Items | Minimum | Maximum | MeanzSD

Tangible support 4 313 100 77.7£12.6
Informational and emotional 8 15.6 100 65.1+12.9
support
Positive social interaction 4 0 100 60.5+18.8
Affectionate support 3 8.3 100 71.5%143
Total Score 19 26.3 100 67.8+11.8

7.3.5 Characteristics of coping strategies

The Brief Coping Orientation to Problems Experienced (Brief-COPE) scale was employed to
evaluate the coping strategies of the patients, and the Cronbach’s alpha was 0.86 in this sample.
Since the number of items (N) in the domains varied, the mean of each sub-scale (M+SD)
divided by N was calculated to compare the relative contributions of the domains with the total
score. The results showed that problem-focused coping (3.1£0.6) was the most commonly
used coping strategy for patients with advanced cancer. The least frequently used coping
strategy was maladaptive coping (2.2+0.4). The details are outlined in Table 7.4 below:

Table 7.4 Coping strategies of patients with advanced cancer (N=419, M+SD)

Number of

Domains Items (N) Minimum | Maximum | Mean+SD | (M+SD)/N
Problem-focused coping 6 9 24 18.4+3.5 3.1+0.6
Emotion-focused coping 6 8 24 14.1+2.6 2.4+0.4
Adaptive coping 4 6 16 11.1+£2.0 2.8+£0.5
Maladaptive coping 12 16 43 26.1+4.5 2.2+0.4
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7.3.6 Characteristics of quality of life

The EORTC Quality-of-Life Questionnaire Core 15-Palliative Care (QLQ-C15-PAL) was
utilized to assess the quality of life of the patients. Except for global health status, a high score
represented a poor quality of life. In this survey, the Cronbach’s alpha of the QLQ-C15-PAL
was 0.78. Since the number of items (N) in the domains varied, the mean of each sub-scale
(M=SD) divided by N was calculated to compare the relative contributions of domains with

the total score. The mean score of each sub-scale is presented in Table 7.5 below:

Table 7.5 Quality of life of patients with advanced cancer (N=419, M+SD)

. Number Transformed
Domains | of Items Raw Scores Scores
(N) Minimum | Maximum | Mean+SD | (M+SD)/N | Mean+SD
Physical 3 3 12 5.142.3 1.7+0.8 76.5£25.9
Functioning
Emotional 2 2 8 42416 2.10.8 62.6£27.4
Functioning
Fatigue 8 49+1.8 2.5£0.9 48.7+30.3
Nalsea and 1 1 4 2.2+1.0 2.2+1.0 40.932.6
\Vomiting
Pain 2 2 8 4.5+1.9 2.3£0.9 41.8+£31.5
Dyspnoea 1 1 4 1.840.9 1.8+0.9 28.2+31.1
Insomnia 1 1 4 2.3+1.0 2.3x1.0 43.3+34.8
Appetite Loss 1 1 4 2.5+1.0 2.5%1.0 48.4+33.3
Constipation 1 1 4 2.0+1.0 2.0£1.0 33.5+33.7
Global Health 1 1 7 43412 43412 54 6+20.6
Status

7.4 Problems and palliative care needs of patients with advanced cancer

7.4.1 Percentages of problems and palliative care needs of patients with advanced cancer
The palliative care needs of patients with advanced cancer were assessed using the Problems
and Needs in Palliative Care questionnaire-short version (PNPC-sv). This instrument included
two parts, the Problem part and the Need for Care part. The Cronbach’s alpha for each part
was 0.88 (Problem part) and 0.94 (Need for Care part) in this sample. The patients were asked
to indicate the level of problems they experienced and the extent to which they needed
professional attention using a 3-point Likert scale, where 1=°yes’, 2=‘somewhat’, and 3=‘no’
(Problem part) and 1="yes, more’, 2=‘as much as now’, and 3=‘no’ (Need for Care part). For

the Problem part, those who answered ‘somewhat’ and ‘yes’ were grouped together and
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classified as ‘having the problem’. For the Need for Care part, the answer of ‘yes, more’ and
‘as much as now’ were grouped together and classified as ‘need for professional attention for
the problem’. For the Problem part, as shown in Table 7.6, the top five problems reported by
the patients were ‘extra expenditures because of the disease’ (92.6%, Financial Problems),
‘loss of income because of the disease’ (87.4%, Financial Problems), ‘insufficient information’
(80.7%, Information), ‘pain’ (69.9%, Physical Symptoms), and ‘fatigue’ (68.5%, Physical
Symptoms). The five problems with the lowest frequency of occurrence included ‘problems
in relationship with life companion’ (11.9%, Social Issues), ‘difficulties in talking about the
disease with life companion’ (22.0%, Social Issues), ‘Itch’ (26.0%, Physical Symptoms),
‘sexual dysfunction’ (24.9%, Physical Symptoms), and “difficulties in finding someone to talk

to (confidant)’ (27.2%, Social Issues).

For the Need for Care part, patients needed professional attention/support for the following
problems: ‘extra expenditures because of the disease’ (88.3%, Financial Needs), ‘loss of
income because of the disease’ (85.2%, Financial needs), ‘insufficient information’ (82.3%,
Need for Information), ‘pain’ (69.7%, Physical Symptoms), and ‘fear of physical suffering’
(64.9%, Psychological Issues). The items on which the least number of respondents reported
‘yes, more’ and ‘as much as now’ were ‘difficulties in finding someone to talk to (confidant)’
(34.6%, Social Issues), “difficulties in talking about the disease with life companion’ (33.2%,
Social Issues), ‘Itch’ (32.5%, Physical Symptoms), ‘problems in relationship with life
companion’ (27.7%, Social Issues), and ‘sexual dysfunction’ (23.7%, Physical Symptoms).
Details of the percentages of problems and palliative care needs of patients are listed in

Table 7.6 below:
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Table 7.6 Responses of the patients with advanced cancer to their problems and palliative care needs (N=419, %)

Do you want professional attention for this?

Is this a problem? (Problem Part) Item (Need for Care Part)
Yes Somewhat No D)+(2) Yes, more | Asmuch as No (1)+(2)
() 2 @) ) now (2) (©)
Daily Activities
33(7.9%) 90(21.5%) 296(70.6%) | 29.4% | Body care, washing, dressing, or toilet 24(5.7%) 156(37.2%) | 239(57.0%) | 42.9%

56(13.4%) 104(24.8%) | 259(61.8%) | 38.2% | Personal transportation (cycling, driving a 34(8.1%) 167(39.9%) | 218(52.0%) | 48.0%
car, using public transportation, etc.)

57(13.6%) 85(20.3%) 277(66.1%) | 33.9% | Doing light housework (tidying up, etc.) 48(11.5%) | 133(31.7%) | 238(56.8%) | 43.2%
Physical Symptoms

155(37.0%) 138(32.9%) | 126(30.1%) | 69.9% | Pain 135(32.2%) | 157(37.5%) | 127(30.3%) | 69.7%
146(34.8%) 141(33.7%) | 132(31.5%) | 68.5% | Fatigue 157(37.5%) | 111(26.5%) | 151(36.0%) | 64.0%
141(33.7%) 136(32.5%) | 142(33.8%) | 66.2% | Sleeping problems 172(41.1%) | 88(21.0%) 159(37.9%) | 62.1%
80(19.1%) 122(29.1%) | 217(51.8%) | 48.2% | Shortness of breath 110(26.3%) | 106(25.3%) | 203(48.4%) | 51.6%
84(20.0%) 100(23.9%) | 235(56.1%) | 43.9% | Cough 101(24.1%) | 108(25.8%) | 210(50.1%) | 49.9%
42(10.0%) 67(16.0%) 310(74.0%) | 26.0% | Itch 42(10.0%) | 94(22.4%) 283(67.5%) | 32.5%
27(6.5%) 76(18.4%) 311(75.1%) | 24.9% | Sexual dysfunction 21(5.1%) 77(18.6%) 316(76.3%) | 23.7%
77(18.4%) 87(20.8%) 255(60.9%) | 39.1% | Prickling or numb sensation 85(20.3%) | 95(22.7%) 239(57.0%) | 43.0%
104(24.8%) 87(20.8%) 228(54.4%) | 45.6% | (Nightly) Sweating or hot flushes 120(28.6%) | 79(18.9%) 220(52.5%) | 47.5%
Autonomy

68(16.2%) 130(31.0%) | 221(52.7%) | 47.3% | Difficulties in continuing the usual activities | 102(24.3%) | 115(27.4%) | 202(48.2%) | 51.8%
75(17.9%) 124(29.6%) | 220(52.5%) | 47.5% | Difficulty to give tasks out of hands 105(25.1%) | 105(25.1%) | 209(49.9%) | 50.1%
106(25.3%) 124(29.6%) | 189(45.1%) | 54.9% | Being dependent of others 110(26.3%) | 112(26.7%) | 197(47.0%) | 53.0%

91(21.7%) 93(22.2%) 235(56.1%) | 43.9% | Experiencing loss of control over one’s life 118(28.2%) | 69(16.5%) 232(55.4%) | 44.6%

Social Issues

3(0.7%) 47(11.2%) 369(88.1%) | 11.9% | Problems in the relationship with life 12(2.9%) 104(24.8%) | 303(72.3%) | 27.7%
companion
26(6.2%) 66(15.8%) 327(78.0%) | 22.0% | Difficulties in talking about the disease with | 32(7.6%) 107(25.5%) | 280(66.8%) | 33.2%

life companion

101(24.1%) | 95(22.7%) 223(53.2%) | 46.8% | Finding it difficult to talk about the disease, | 67(16.0%) | 113(27.0%) | 239(57.0%) | 43.0%
because of not receptive to talking about the
disease
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74(17.7%) 108(25.8%) | 237(56.6%) | 43.4% | Finding others not receptive to talking about | 72(17.2%) | 102(24.3%) | 245(58.5%) | 51.5%
the disease

44(10.5%) 70(16.7%) 305(72.8%) | 27.2% | Difficulties in finding someone to talk to 64(15.3%) | 81(19.3%) 274(65.4%) | 34.6%
(confidant)

Psychological Issues

116(27.7%) 146(34.8%) | 157(37.5%) | 62.6% | Depressed mood 122(29.1%) | 139(33.2%) | 158(37.7%) | 62.3%

117(27.9%) 138(32.9%) | 164(39.1%) | 60.9% | Fear of physical suffering 151(36.0%) | 121(28.9%) | 147(35.1%) | 64.9%

131(31.3%) 120(28.6%) | 168(40.1%) | 59.9% | Fear of metastases 156(37.2%) | 106(25.3%) | 157(37.5%) | 62.5%

67(16.0%) 121(28.9%) | 231(55.1%) | 44.9% | Difficulty coping with the unpredictability 100(23.9%) | 100(23.9%) | 219(52.3%) | 47.7%
of the future

123(29.4%) 93(22.2%) 203(48.4%) | 51.6% | Difficulties to show emotions 150(35.8%) | 82(19.6%) 187(44.6%) | 55.4%

Spiritual Issues

93(22.2%) 107(25.5%) | 219(52.3%) | 47.7% | Difficulties to be engaged usefully 131(31.3%) | 97(23.2%) 191(45.6%) | 54.4%

102(24.3%) 131(31.3%) | 186(44.4%) | 55.6% | Difficulties to be avail for others 118(28.2%) | 108(25.8%) | 193(46.1%) | 53.9%

88(21.4%) 116(28.2 %) | 208(50.5%) | 49.5% | Difficulties concerning the meaning of death | 105(25.5%) | 78(18.9%) 229(55.6%) | 44.4%

147(35.1%) 87(20.8%) 185(44.2%) | 55.8% | Difficulties to accept the disease 173(41.3%) | 56(13.4%) 190(45.3%) | 54.7%

Financial Problems

313(74.7%) 75(17.9%) 31(7.4%) 92.6% | Extra expenditures because of the disease 337(80.4%) | 33(7.9%) 49(11.7%) 88.3%

321(76.6%) 45(10.7%) 53(12.6%) 87.4% | Loss of income because of the disease 330(78.8%) | 27(6.4%) 62(14.8%) 85.2%

Need for Information

280(66.8%) 58(13.8%) 81(19.3%) 80.7% | Insufficient information, e.g., about the 315(75.2%) | 30(7.2%) T74(17.7%) 82.3%

disease and its treatment, aids and agencies
that can provide help, alternative healing
methods, etc.
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7.4.2 Problems and unmet palliative care needs of patients with advanced cancer

For the Problem part, the answer of ‘somewhat” and ‘yes’ were accumulated and classified as
‘having the problem’. For the Need for Care part, patients who rated ‘yes, more’ were
classified as ‘unmet need’ (i.e., the need was not met). Financial problems (87.3% to 92.6%)
and information problems (80.6%) were the most reported problems. Likewise, financial and
information needs were rated as the top two unmet care needs of patients with advanced cancer,
with percentages of 78.8% to 80.4% and 75.2%, respectively. The mean scores and the
percentage ranges for each domain are reported in Table 7.7 below:

Table 7.7 Problems and unmet palliative care needs of patients with advanced cancer

PNPC-sv Problem part PNPC-sv Need for Care part
Domains MeanxSD Problem MeantSD Need for Care
Part* (%) Part**(%)
ADL 1.4+1.8 29.4%-38.2% 1.6+1.8 5.7%-11.5%
Physical 6.4+3.5 24.5%-69.9% 6.9+4.4 5.0%-41.1%
Autonomy 2.7+2.7 43.9%-54.9% 3.0+£3.0 24.3%-28.2%
Social 2.1+2.0 11.9%-46.8% 2.4+2.6 2.9%-17.2%
Psychological 41429 44.9%-62.5% 4.5+3.3 23.9%-37.2%
Spiritual 3.1+2.4 47.7%-55.9% 3.3+2.8 25.1%-41.3%
Financial 3.3+1.2 87.3%-92.6% 3.3+1.3 78.8%-80.4%
Information 1.5+0.8 80.6% 1.6+0.8 75.2%

Note: * Problem part=*Is this a problem?’: accumulated categories: Yes + Somewhat; ** Need for Care
part=‘Do you want attention for this?’: categories: Yes, more.

7.5 Relationship between various independent variables and palliative care needs of
patients

The normality of the data was determined using skewness and kurtosis. In this study, as both
the absolute skew value and kurtosis value were less than 2 and 7, respectively, the data was
determined to be normal distribution, and a parametric test was employed. An independent t-
test and one-way ANOVA were conducted to explore the association between demographic
characteristics (categorical variables) and the problems and palliative care needs of patients
with advanced cancer. Pearson correlation analysis (continuous variables) was used to explore
the correlations between physical distress, anxiety and depression, social support, coping

strategies, quality of life, and the problems and palliative care needs of patients.
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7.5.1 Associations between demographic characteristics (categorical variables) and

problems and palliative care needs

7.5.1.1 Gender
Female patients had more psychological problems than male patients (p=0.006). No significant
differences were identified in any other domains of the problems and palliative care needs.

The detailed results are shown in Table 7.8.

7.5.1.2 Marital status
As is shown in Table 7.9, no significant differences were identified in terms of the problems
experienced by married patients and singles. For the Need for Care part, significant differences

were identified in the domains of ADL (p=0.008) and autonomy (p=0.005).

7.5.1.3 Living place

Patients who lived in rural areas recorded higher scores in the financial (p=0.000) and
information domains (p=0.002) and the global score in the Problem part (p=0.024). Regarding
the Need for Care part, those who lived in rural areas recorded higher scores in the domains
of physical, social, financial, and information needs, as well as the global need score (p<0.05).

The results are presented in Table 7.10.

7.5.1.4 Religion
No significant differences were identified in either the Problem part or the Need for Care part

(p>0.05).

7.5.1.5 Stage

As shown in Table 7.11, patients at stage IV reported higher sub-scores in the domains of
ADL (p=0.028) and psychological (p=0.001), as well as the global score (p=0.019), in the
Problems part compared with patients at stage I11. No significant differences were identified

in any domain in the Need for Care part (p>0.05).

7.5.1.6 Surgery or not

A significant difference was identified in the information domain (p<0.023) in the Problem

part. For the Need for Care part, significant differences were detected in the domains of
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physical, social, spiritual, and information and the global score (p<0.05). Details are listed in

Table 7.12.

7.5.1.7 Complications

As shown in Table 7.13, patients with complications reported higher scores in the physical,
psychological, and information domains and the global score in the Problem part compared
with patients without complications (p<0.05). Statistical differences were detected in the same

domains in the Need for Care part (p<0.01).

7.5.1.8 Education level

Patients with a higher level of education had fewer problems regarding the physical, social,
spiritual, financial, and information domains, as well as a lower global score, than those with
a primary education or no formal education (p<0.05). Regarding the Need for Care part,
patients with a higher level of education reported less physical, autonomy, social, and spiritual

needs (p<0.05). Table 7.14 shows the details.

7.5.1.9 Length of time since diagnosis

Significant differences were detected in many domains in the Problem part, including physical,
autonomy, social, and psychological problems (p<0.05), while for the Need for Care part, only
needs in the autonomy domain showed statistical differences among patients with different

lengths of time since diagnosis (p=0.014). Details are displayed in Table 7.15.

7.5.1.10 Monthly family income
As shown in Table 7.16, except for the ADL and psychological domains in the Problem part,
significant differences were detected in all the other domains in both the Problem part and the

Need for Care part (p<0.01).

7.5.1.11 Types of cancer
Significant differences were identified in the spiritual domain (p=0.044) in the Problem part. For the
Need for Care part, significant differences were detected in the social and spiritual domains as well

as the global score, with a p value less than 0.05. The details are shown in Table 7.17.
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7.5.1.12 Received treatment therapy
Patients receiving different treatments reported different ADL and autonomy problems (p=0.000).
Significant differences were detected in all of the Need for Care domains and the global score

(p<0.05). Detailed information is highlighted in Table 7.18.

7.5.1.13 C-Education (informal caregivers’ education level)

Apart from the financial domain (F=5.451, p=0.005) in the Problem part, no significant differences

were identified in any other domains regarding the education level of the informal caregivers.

7.5.1.14 C-Gender (informal caregivers’ gender)
No significant differences were identified in either the Problem part or the Need for Care part

(p>0.05).

Variables that showed statistical significance (p<0.05) in the univariate analysis (as shown in
Table 7.8-7.18) were included in the regression analysis for each domain of the PNPC-sv and
the global score of the PNPC-sv (both Problem part and Need for Care part). Details of the

variables included in the regression model for analysis were listed as follows:

Problem part

ADL cancer stage, treatment therapy

Physical education level, complications, length of time since diagnosis, income

Autonomy length of time since diagnosis, income, treatment therapy

Social education level, length of time since diagnosis, income

Psychological | gender, cancer stage, complications, length of time since diagnosis

Spiritual education level, income, cancer type

Financial living place, education level, income

Information living place, surgey or not, complications, education level, income

Global score living place, cancer stage, complications, education level, length of time since

diagnosis, income, treatment therapy
Need for Care part

ADL marital status, income, treatment therapy

Physical complications, surgey or not, education level, income, treatment therapy

Autonomy marital status, education level, length of time since diagnosis, income, treatment
therapy

Social living place, surgey or not, education level, income, cancer type, treatment therapy

Psychological | complications, income, treatment therapy

Spiritual surgey or not, education level, income, cancer type, treatment therapy

Financial living place, education level, income, treatment therapy

Information living place, surgey or not, complications, income, treatment therapy

Global score living place, surgey or not, complications, education level, income, cancer type,
treatment therapy
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Table 7.8 Differences in total and sub-scores of the PNPC-sv between female and male patients (N=419, M+SD)

Gender

MeanxSD

ADL | Physical Autonomyl Social | Psychological‘ Spirituall Financiall Information‘ Global Score

Problem Part
Female (n=182) | 1.4+1.8 | 6.5+3.5 2.7+2.6 2321 | 4.6x29 3.1+23 | 34+11 | 15+0.8 25.6£11.2
Male (n=237) 1.3+1.8 | 6.3+3.6 2.8+2.7 2.0x1.9 | 3.8+2.9 3.12+5 | 3.2+12 | 1.5+0.8 23.9+£11.5

t 0.653 0.719 -0.292 1.690 2.774 0.160 1.906 0.192 1.517

p 0.514 0.472 0.771 0.092 0.006 0.873 0.057 0.847 0.130
Need for Care Part
Female (n=182) | 1.5+1.7 | 6.4%+4.2 2.8+2.9 23124 | 4831 3.2425 | 3.5+1.2 | 1.6x0.8 26.0£13.7
Male (n=237) 1.7£1.8 | 6.9+4.6 3.243.1 25+27 | 4.4+3.3 3.4+3.0 | 3.2+1.3 | 1.6+0.8 27.0+£16.6

t -1.184 | -1.341 -1.505 -0.532 1.093 -0.691 1.838 -0.214 -0.668

p 0.237 0.181 0.133 0.595 0.275 0.490 0.067 0.831 0.504

Table 7.9 Differences in total and sub-scores of the PNPC-sv between patients by marital status (N=419, M+SD)

Married/ Mean+SD
Single ADL | Physical | Autonomy | Social | Psychological | Spiritual | Financial | Information | Global Score
Problem Part
Single 1.2+1.6 | 5.8+4.1 2.1+2.6 2.3+¥2.3 3.4+3.1 3.2+¢31 | 3.2#11 1.5+0.9 22.7£13.7
(n=17)
Married 14+1.8 | 6.4+£35 2.8+£2.7 2.1+2.0 4.2+2.9 3.1+24 | 3.3%x1.2 1.5+0.8 24.7+11.3
(n=402)
t -0.297 -0.716 -1.079 0.396 -1.011 0.113 -0.281 -0.023 -0.716
p 0.767 0.474 0.281 0.692 0.313 0.911 0.779 0.982 0.474
Need for Care Part
Single 0.8+1.1 | 4.844.5 1.5+2.0 1.8+1.9 3.6+£3.4 2.7+¥29 | 3.2£14 1.5+0.9 19.8+13.9
(n=17)
Married 1.6+1.8 | 6.8+4.4 3.1+3.0 2.4+2.6 4.6+3.2 3.4+2.8 | 3.3%1.3 1.6+0.8 26.8+15.4
(n=402)
t -2.961 -1.789 3.155 -1.012 -1.243 -1.011 -0.300 -0.568 -1.837
p 0.008 0.074 0.005 0.312 0.215 0.313 0.764 0.570 0.067
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Table 7.10 Differences in total and sub-scores of the PNPC-sv between patients by geographic origin (N=419, M+SD)

Living Mean + SD
Place ADL Physical Autonomy Social Psychological | Spiritual | Financial | Information | Global Score
Problem Part
Rural 14+18 | 6.6+3.5 2.8+2.7 2.3+2.1 4.2+2.9 3.3+2.3 3.6+0.9 1.6+0.7 25.7£11.0
(n=235)
City(n=184) | 1.3+1.8 | 6.0£35 2.6+2.7 1.9+1.9 4.1+3.0 2.9+2.5 3.0+1.4 1.3+0.8 23.2+11.6
t 0.749 1.604 0.713 1.936 0.232 1.488 5.136 3.114 2.26
p 0.455 0.109 0.476 0.054 0.817 0.138 0.000 0.002 0.024
Need for Care Part
Rural 1.6£1.7 | 7.1+45 3.2+3.1 2.6+2.6 4.7+3.2 3.5+2.8 3.7+0.9 1.7+0.7 28.1+15.4
(n=235)
City(n=184) | 1.5+1.8 | 6.1+4.2 2.8+2.9 2.1+2.6 4.4+3.2 3.1+2.7 2.9%1.5 1.5+0.8 24.4+15.2
t 0.634 2.244 1.473 2.154 0.907 1.533 5.684 2.363 2.441
p 0.527 0.025 0.142 0.032 0.365 0.126 0.000 0.019 0.015

Table 7.11 Differences in total and sub-scores of the PNPC-sv between stage 111 and stage 1V patients (N=419, M+SD)

Cancer Mean+SD
Stage ADL | Physical | Autonomy | Social | Psychological | Spiritual | Financial | Information | Global Score
Problem Part
Stage Il 1.1+14 | 6.0£34 25124 2.1£2.0 3.5£2.6 29124 3.3t1.1 1.5+0.8 22.8+10.9
(n=142)
Stage IV 15+2.0 | 6.6£3.6 2.9+2.8 2.1+2.0 4.4+3.0 3.3x2.4 3.4+1.2 1.5+£0.8 25.5+11.5
(n=277)
t -2.201 -1.521 -1.513 -0.047 -3.217 -1.569 -0.838 -0.057 -2.358
p 0.028 0.129 0.131 0.963 0.001 0.117 0.403 0.955 0.019
Need for Care Part
Stage lll 15+1.6 | 6.5+45 29129 2425 4.1+3.2 3.212.9 3.3x1.3 1.5+0.8 25.5+£15.9
(n=142)
Stage IV 1.7+1.8 | 6.814.4 3.1+£3.1 24126 4.8+£3.3 3.4+2.7 3.3t1.3 1.6+0.8 27.0£15.2
(n=217)
t -1.00 -0.487 -0.845 0.110 -1.906 -0.709 -0.035 -.623 -0.959
p 0.318 0.627 0.399 0.913 0.057 0.479 0.972 0.534 0.338
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Table 7.12 Differences in total and sub-scores of the PNPC-sv for the variable of surgery (N=419, M+SD)

Surgery Mean+SD
or Not ADL | Physical | Autonomy | Social | Psychological | Spiritual | Financial | Information | Global Score
Problem Part
Yes (n=133) 1.4+19 | 6.3£3.7 2.8+2.8 2.1+2.2 4.3+£3.0 2.9+2.3 3.3¥1.2 1.3+0.9 24.4+11.9
No (n=286) 1.3+1.7 | 6.44£35 2.7£2.6 2.1+1.9 4.0+£2.9 3.2£2.5 3.3¢¥1.1 1.5+0.8 24.7£11.1
t 0.566 -0.161 0.025 -0.246 0.823 -1.328 -0.143 -2.296 -0.252
p 0.572 0.872 0.980 0.806 0.411 0.185 0.886 0.023 0.801
Need for Care Part
Yes (n=133) 14+£1.8 | 6.0£4.0 2.7+2.8 1.8+2.1 4.2+3.3 2.812.5 3.2+1.4 1.4+0.8 23.4+13.3
No (n=286) 1.7£1.8 | 7.0+4.6 3.2+3.1 2.7+£2.7 4.7+£3.2 3.6+2.8 3.4+1.2 1.6+0.7 27.9+16.1
t -1.614 -2.273 -1.867 -3.765 -1.582 -3.116 -1.186 -2.407 -3.039
p 0.107 0.024 0.063 0.000 0.114 0.002 0.236 0.017 0.003

Table 7.13 Differences in total and sub-scores of the PNPC-sv for the variable of complications (N=419, M+SD)

A Mean+SD
Complications | — - | Physical | Autonomy | Social | Psychological | Spiritual | Financial | Information | Global Score
Problem Part
Yes (n=85) 1.7¢2.1 | 7.0x34 3.1+2.8 2.3+2.0 4.843.2 3.5+2.7 3.241.3 1.7+£0.6 27.2£12.2
No (n=334) 1.3+1.7 | 6.2+3.6 2.712.6 2.1+2.0 4.0+2.9 3.0x2.4 3.3+1.1 1.4+0.8 23.9+11.0
t 1.46 1.995 1.473 0.913 2.118 1.473 -0.920 2.764 2.390
p 0.145 0.047 0.142 0.362 0.036 0.143 0.359 0.006 0.017
Need for Care Part
Yes (n=85) 1.9+19 | 7.845 3.6%3. 2.7+2.9 5.5+3.3 3.7+£2.9 3.3+1.4 1.8+0.6 30.4+£16.0
No (n=334) 1.5+1.7 | 6.4%4.3 2.91+3.0 2.3+2.5 4.3+3.2 3.2+2.7 3.3+1.2 1.5+0.8 25.5415.1
t 1.832 2.684 1.942 1.308 3.104 1.542 -.453 3.697 2.626
p 0.068 0.008 0.053 0.192 0.002 0.124 0.651 0.000 0.009
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Table 7.14 Differences in total and sub-scores of the PNPC-sv among patients with different education levels (N=419, M+SD)

Mean+SD
Education Level ADL Physical | Autonomy | Social | Psychological | Spiritual | Financial | Information Global
Score
Problem Part
No formal education 1.3£1.7 | 7.2£34 3.2+26 | 2.5%2.2 4.2+2.7 3.6+2.3 | 3.3x1.2 1.6£0.8 26.8+10.7
(n=66)
Primary education 1.3+1.8 | 6.4+35 2.6£2.7 | 2.2+2.0 4.3+3.0 3.2£2.5 3.5£1.0 1.5+0.8 25.0+11.3
(n=277)
Higher education (n=76) | 1.5+1.8 | 5.5£3.7 3.0£2.8 | 1.5+16 3.4+2.7 2.3+2.1 2.8+14 1.3+0.9 21.2+11.7
F 0.292 4.603 1.844 4.781 2.910 5.478 10.548 4.022 4.913
p 0.747 0.011 0.160 0.009 0.056 0.004 0.000 0.019 0.008
Need for Care Part
No formal education 2.0+18 | 8.3x4.6 3.9+£3.0 | 3.3x2.7 5.2+3.2 4.3+2.8 3.4+1.3 1.6+0.7 31.9+16.4
(n=66)
Primary education 1.5+1.8 | 6.5+4.3 2.8£3.0 | 2.3+2.6 4.6£3.3 3.3£2.8 3.5£1.2 1.6+0.8 26.0+£14.9
(n=277)
Higher education (n=76) | 1.6+1.6 | 5.844.3 3.243.1 | 2.0£2.5 4.0£3.2 2.8+2.7 2.8+£1.5 1.5+0.8 23.7+15.6
F 1.740 6.313 3.994 5.300 2.450 5.039 6.945 1.107 5.623
p 0.177 0.002 0.019 0.005 0.088 0.007 0.001 0.332 0.004
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Table 7.15 Differences in total and sub-scores of the PNPC-sv by length of time since diagnosis (N=419, M+SD)

Mean+SD
Time Since Diagnosis ADL | Physical |Autonomy | Social [Psychological | Spiritual | Financial |Information| Global
Score
Problem Part
<1 month (n=48) 1.2+1.8 | 6.0+3.8 2.4+2.8 1.7¢1.7 4.0£3.0 29424 | 3.4+12 1.5+0.8 [23.1+11.7
1-3 months (including 3) 1.2+19 | 5.4+34 2.2+2.3 1.7+1.7 4.0£3.1 2.8£2.8 | 3.1x1.2 1.5+0.8 |21.8+11.5
(n=77)
3-6 months (including 6) 1.2+14 | 6.1+3.6 2.2£25 2.0£2.0 3.6+2.8 29+24 | 3311 1.4+0.8 |22.6%11.6
(n=84)
6-12 months (including 12) | 1.5+1.9 | 6.7+3.1 3.3£2.8 24120 3.9+2.9 3.3+2.4 | 3.3+1.3 1.6+£0.7 | 25.9+9.9
(n=97)
>12months (N=113) 1.6£1.9 | 7.0£3.7 3.2+2.8 2.4+2.3 5.0£2.8 3.4+2.2 | 3.4%10 1.4+0.9 |27.5%115
F 1.219 3.028 4.112 2.510 3.362 1.098 939 1.077 4.319
p 0.302 0.018 0.003 0.041 0.010 0.357 0.441 0.368 0.002
Need for Care Part
<1 month (n=48) 1.3+1.8 | 6.3+4.3 2.6+3.1 2.0£2.6 4.1+3.3 3.242.8 | 3.2+14 1.6+£0.8 |24.4+15.8
1-3 months (including 3) 14417 | 6.0x4.1 2.6x£3.0 2.1+£2.7 4.2+3.5 29+28 | 3.3x14 1.6£0.8 |24.1+15.9
(n=77)
3-6 months (including 6) 15+1.6 | 6.1+4.8 2.4+2.8 2.4+2.7 4.243.2 3.0£2.8 | 3.4+1.2 1.6+£0.8 [24.5+16.1
(n=84)
6-12 months (including 12) 1918 | 7.5+44 3.8£3.0 2.9+2.7 4.8+£3.2 3.8£2.8 | 3.4#13 1.7¢0.7 |29.7£15.0
(n=97)
>12months (N=113) 1.7£1.8 | 7.144.2 3.3£3.1 2.3£2.4 5.0£3.1 3.5+£2.7 3.3£1.2 1.5£0.8 |27.7£14.4
F 1.489 1.858 3.182 1.569 1.328 1.510 256 1.133 2.311
p 0.205 0.117 0.014 0.182 0.259 0.198 0.906 0.340 0.057
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Table 7.16 Differences in total and sub-scores of the PNPC-sv by income level (N=419, M+SD)

Mean+SD
Income ADL | Physical | Autonomy | Social | Psychological | Spiritual | Financial | Infor- Global
mation Score
Problem Part
<3000CNY (n=207) 1.6£1.9 | 7.0£35 3.3+2.7 2.442.0 4.5+2.8 3.7+2.2 3.6+0.8 1.6£0.7 | 27.7£10.4
3000-6000CNY (n=146) 1.1+1.6 | 6.0£3.3 2.3x2.5 2.0£2.0 3.8+3.0 2.5+2.4 3.3x1.2 1.4+0.8 | 22.3£11.1
6000-10,000CNY (n=42) | 1.4+2.0 | 5.3+3.7 2.1+2.6 1.5+£1.7 3.7+3.3 2.4+2.4 2415 1.2+0.9 | 20.0£11.8
>10,000CNY (n=24) 1.1+2.1 | 5.0+3.8 2.3+3.1 1.2+1.4 3.6+2.9 3.1£3.0 25215 1.1+0.9 | 19.9+13.2
F 2.529 5.677 5.439 4.345 2.414 9.349 19.957 5.892 11.802
p 0.057 0.001 0.001 0.005 0.066 0.000 0.000 0.001 0.000
Need for Care Part
<3000CNY (n=207) 2.1+1.8 | 8.0+45 3.9+3.1 3.1+2.7 5.3#3.1 4.2+2.8 3.8+0.7 1.7¢0.6 | 32.0£15.0
3000-6000CNY (n=146) | 1.2+1.6 | 6.0+4.0 2.3+2.8 2.0+2.4 4.0+3.2 2.6+2.5 3.3+1.3 1.5+0.8 | 23.0+13.7
6000-10,000CNY (n=42) | 1.0+15 | 4.1+34 1.942.5 1.1+1.6 3.3+34 2.1+2.3 1.9+1.8 1.3£0.9 | 16.6+12.6
>10,000CNY (n=24) 0.8+1.6 | 4.3+3.9 2.0+2.8 1.1+1.8 3.4+3.0 2.8+3.0 2.0+1.6 1.1+40.9 | 17.6+14.7
F 11.024 | 16.269 12.754 11.987 8.928 13.592 45.622 7.848 22.936
p 0.000 0.000 0.000 0.000 0.000 0.000 0.000 0.000 0.000
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Table 7.17 Differences in total and sub-scores of the PNPC-sv among patients with different cancers (N=419, M+SD)

Types of Cancer Mean£SD
ADL Physical | Autonomy Social Psychological | Spiritual | Financial Infor- Global
mation Score
Problem Part
Respiratory system (n=148) 1.3x1.9 | 6.7£35 2.9+2.7 2.2+1.9 4.3+3.1 34425 | 32413 | 1.6+08 | 25.6+11.1
Digestive system (n=98) 1.6£1.9 | 6.3£3.6 2.7+£2.7 2.242.2 3.9£2.9 27423 | 3.3+x1.1 | 1.4+09 | 24.1+11.8
Reproductive system (n=63) 14+1.8 | 5.7£3.2 2.3£2.3 21419 41425 2.6+2.1 | 3.5+1.0 | 1.4+0.8 | 23.2+104
Head and neck cancer (n=83) 1.1+1.5| 5.9+3.7 2.6x2.7 1.8+1.9 3.8+2.9 3.3+2.7 | 3.4+1.0 | 1.5+0.7 | 23.4+114
Others (n=27) 1.7¢2.0 | 7.5+£3.6 3.5%3.3 2.3+£2.4 4.6+3.5 3.7+22 | 3.2+1.3 | 1.4+0.8 | 28.0+12.8
F 1.042 2.010 1.094 0.685 0.799 2473 1.364 1.087 1.339
p 0.385 0.092 0.359 0.603 0.526 0.044 0.245 0.362 0.255
Need for Care Part
Respiratory system (n=148) 1.5+1.8 | 7.1+44 3.2+3.1 2.5+2.8 4.7+3.3 3.5+2.8 | 3.3x1.3 | 1.6+0.7 | 27.4+15.9
Digestive system (n=98) 1.6+£1.7 | 6.4+4.2 2.9+2.9 2.2+2.3 4.1+3.1 28+26 | 3.1+1.3 | 1.4+0.8 | 245+14.1
Reproductive system (n=63) 1.6£1.8 | 5.6£4.0 2.1+£2.5 1.9+1.9 3.9+2.8 26124 | 35+1.2 | 1.5+0.8 | 22.8+12.3
Head and neck cancer (n=83) 19+1.8 | 7.244.9 3.5£3.3 3.1+2.9 5.1+34 4.0+31 | 3.6+1.1 | 1.7#0.7 | 30.0¢17.5
Others (n=27) 15417 | 6.3t44 3.3£34 2.0£2.3 4.8+£3.6 3.9+24 | 3.2+14 | 1.6x0.8 | 26.5+£15.0
F 0.599 1.702 2117 2.482 1.637 3.744 1.760 2.207 2.558
p 0.663 0.149 0.078 0.043 0.164 0.005 0.136 0.068 0.038
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Table 7.18 Differences in total and sub-scores of the PNPC-sv among patients receiving different treatments (N=419, M+SD)

Mean+SD
Therapy ADL Physical | Autonomy Social Psychological | Spiritual | Financial | Information | Global Score

Problem Part
No treatment (n=15) 0.3+0.8 6.2+3.7 1.3+2.4 1.8+1.8 3.0£3.1 2.6£2.1 3.3£14 1.9+0.5 20.3+9.2
Chemotherapy + 1.8+1.6 7.0£3.7 3.61£2.6 2.5+1.9 43124 3.4+2.0 | 3.6x0.8 1.6+0.7 27.819.5
radiotherapy (n=68)
Chemotherapy only 1.2+1.6 6.1+3.3 2.5+2.6 2.0+£2.0 3.9+2.9 29+24 | 3.3%1.2 1.4+0.8 23.3£11.0
(n=234)
Radiotherapy only 1.3+1.8 7.1+£3.7 3.1£3.0 1.5+1.6 4.0£2.9 3.0£2.8 3.3£1.3 1.7+£0.6 24.9+12.6
(n=21)
Targeted therapy 1.6x2.2 6.2+4.3 2.3+3.0 2.5%2.2 4.2+3.8 3.4+2.8 3.7£0.8 1.4+0.9 25.2+14.2
(n=19)
Symptoms relieving 2.3£2.7 6.913.7 4.0£2.8 1.9+2.3 5.0£3.3 4.2+2.9 3.0£15 1.3+0.9 28.5+13.1
(n=40)
Follow-up (n=22) 0.8+1.6 5.5+3.5 1.6+2.3 3.0+2.4 5.1+3.3 2.9+2.6 3.1+14 1.4+0.9 23.4+£11.6

F 4.520 1.081 4.641 1.969 1.473 1.933 1.838 1.655 2.686

p 0.000 0.373 0.000 0.069 0.186 0.074 0.090 0.131 0.014
Need for Care Part
No treatment (n=15) 0.5+1.2 5.7+4.1 1.3+2.8 1.6+1.8 3.1+3.1 2.0+1.8 2.9+1.8 1.9+0.5 19.1+12.7
Chemotherapy + 25+1.7 8.6+4.3 4.5+3.0 3.7£2.7 5.8+2.6 4.3+£2.7 3.8+0.8 1.7+0.7 34.9+£13.9
radiotherapy (n=68)
Chemotherapy only 1.4+1.7 6.214.2 2.7£2.9 2.1+£25 4.1£3.2 3.0£2.7 3.3£1.3 1.5+0.8 24.4+14.9
(n=234)
Radiotherapy only 2.0+1.7 8.3+4.6 4.1+3.1 2.6+£3.0 4.9+2.9 4.2+3.0 | 3.6x£1.0 2.0+£0.0 31.8£15.1
(n=21)
Targeted therapy 1.1+1.4 5.8t4.4 21124 2.1+£25 4.3+4.0 3.2£2.7 3.6£0.9 1.4+0.9 23.4+14.1
(n=19)
Symptoms relieving 2.2+2.1 7.6£4.7 4.0+£3.2 2.4+3.0 5.6+3.5 4.0£3.2 3.2+15 1.5+0.8 30.5+17.4
(n=40)
Follow-up (n=22) 0.6+£0.9 3.7£34 1.2+2.0 2.0£2.1 4.2+£3.7 24127 2.6x£1.7 1.3+£0.9 17.9£11.4

F 7.907 5.844 7.091 3.948 3.630 3.714 3.1+39 2.621 7.399

p 0.000 0.000 0.000 0.001 0.002 0.001 0.005 0.017 0.000
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7.5.2 Correlations between patients’ age, ESAS, HADS, MOS-SSS, Brief-COPE, QoL, and

PNPC-sv
7.5.2.1 Correlations regarding the Problem part of the PNPC-sv

Table 7.19 displays the results of the correlations between the age of the patients, their ESAS,
HADS, MOS-SSS, Brief-COPE, and QoL scores, and the Problem part of the PNPC-sv. Apart
from age and maladaptive coping, significant correlations were identified between the global
scores in the Problem part of the PNPC-sv and the physical distress, anxiety and depression,
social support, coping strategies, and quality of life scores of the patients, with the correlation
coefficients ranging from -0.194 to 0.625. The absolute values of the majority of the Pearson
correlation coefficients were above 0.3, indicating moderate correlations or above. Social
support (all sub-scales), coping strategies (problem-focused coping, emotion-focused coping,
and adaptive coping), and the global health status of QoL were negatively correlated to the
global scores in the Problem part of the PNPC-sv. In terms of the sub-scores of the PNPC-sv,
patients’ greater physical distress, anxiety and depression, and poorer quality of life were
significantly related to higher levels of problems; patients having more social support and
using more problem-focused, emotion-focused, and adaptive coping strategies and having a

better global health status, were significantly related to lower levels of problems.
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Table 7.19 Correlations between the patients’ age, ESAS, HADS, MOS-SSS, Brief-COPE, QoL, and the PNPC-sv (Problem part)

Aggggﬁg'ég%g}g?f ) Domains of the PNPC-sv (Problem Part)
ADL Physical | Autonomy Social Psycho- Spiritual | Financial | Information | Global
logical Score
Age Age of patients -0.008 0.024 0.026 0.042 0.016 -0.002 -0.162** 0.059 0.011
HADS | Anxiety 0.305** | 0.393** 0.477** 0.317** 0.522** 0.494** 0.214** 0.224** 0.618**
Depression 0.348** | 0.386** 0.492** 0.266** 0.471** 0.490** 0.144** 0.159** 0.592**
ESAS | Item 1-Pain 0.384** | 0.502** 0.439** 0.162** 0.227** 0.244** 0.126* 0.122* 0.482**
Item 2-Fatigue 0.240** | 0.464** 0.436** 0.209** 0.334** 0.370** 0.200** 0.146** 0.519**
Item 3-Nausea 0.190** | 0.294** 0.284** 0.114* 0.211** 0.211** 0.252** 0.025 0.336**
Item 4-Depression 0.263** | 0.435** 0.437** 0.355** 0.592** 0.465** 0.179** 0.161** 0.625**
Item 5-Anxiety 0.259** | 0.465** 0.448** 0.320** 0.531** 0.424** 0.225** 0.122* 0.608**
Item 6-Drowsiness 0.275** | 0.376** 0.353** 0.197** 0.242** 0.257** 0.081 0.111* 0.413**
Item 7-Shortness of 0.261** | 0.451** 0.401** 0.052 0.198** 0.254** 0.108* 0.136** 0.412**
breath
Item -Appetite 0.321** | 0.345** 0.377** 0.053 0.260** 0.291** 0.138** 0.099* 0.408**
Item 9-Sleep 0.167** | 0.475** 0.313** 0.108* 0.297** 0.245** 0.108* 0.034 0.410**
Item 10-Well-being 0.312** | 0.470** 0.491** 0.171** 0.385** 0.340** 0.142** 0.082 0.535**
MOS- | Tangible support -0.072 -0.093 -0.123* -0.249** -0.106* -0.124* -0.172** -0.132** -0.194**
SSS Informational and -0.075 -0.137** | -0.129** | -0.298** -0.188** -0.218** | -0.131** -0.130** -0.255**
emotional support
Positive social -0.067 -0.180** -0.115* -0.292** -0.198** -0.224** -0.123* -0.123* -0.265**
interaction
Affectionate support | -0.184** | -0.176** | -0.255** | -0.213** -0.181** -0.302** | -0.144** -0.197** -0.322**
Total -0.116* | -0.198** | -0.199** | -0.351** -0.218** -0.309** | -0.162** -0.191** -0.338**
Brief- | Problem-focused -0.285** | -0.224** | -0.305** -0.078 -0.104* -0.221** -0.092 -0.182** -0.297**
COPE | coping
Emotion-focused -0.168** | -0.157** -0.224™ -0.158** -0.104* -0.180** -0.101* -0.177** -0.245**
coping
Adaptive coping -0.254** | -0.319** | -0.348** | -0.210** -0.202** -0.321** | -0.129** -0.138** -0.403**
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Maladaptive coping -0.135** -0.041 -0.171** 0.133** 0.109* 0.006 0.027 0.019 -0.018
Physical functioning 0.688** | 0.384** 0.638** 0.092 0.249** 0.256** 0.041 0.139** 0.529**
ESES_T Emotional 0.279** | 0.423** | 0.411** | 0.323** | 0465** | 0.436** | 0.182** 0.191** [ 0.576**
c15 fun_ctlonmg
Fatigue 0.279** | 0.480** 0.426** 0.201** 0.327** 0.362** 0.142** 0.102* 0.514**
Nausea and vomiting 0.167** | 0.309** 0.210** 0.066 0.173** 0.175** 0.191** 0.012 0.287**
Pain 0.366** | 0.492** 0.403** 0.137** 0.264** 0.256** 0.107* 0.103* 0.472**
Dyspnoea 0.227** | 0.470** 0.379** -0.005 0.182** 0.227** 0.038 0.104* 0.378**
Insomnia 0.169** | 0.453** 0.273** 0.102* 0.264** 0.277** 0.067 0.088 0.391**
Appetite loss 0.210** | 0.306** 0.285** 0.046 0.216** 0.248** 0.101* 0.043 0.326**
Constipation 0.167** | 0.249** 0.236** -0.006 0.082 0.150** 0.054 0.077 0.223**
Global health status -0.415** | -0.399** -0.483** -0.172** -0.327** -0.388** -0.130** -0.178** -0.528**

Note: ** = Correlation is significant at the 0.01 level (two-tailed); * = Correlation is significant at the 0.05 level (two-tailed).
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7.5.2.2 Correlations regarding the Need for Care part of the PNPC-sv

Table 7.20 shows the results of the correlations between the age of patients, their ESAS, HADS,
MOS-SSS, Brief-COPE, and QOL scores, and the Need for Care part of the PNPC-sv. The
patients’ age was negatively correlated to their physical and autonomy needs. Moderate
correlations between the ESAS, HADS, MOS-SSS, Brief-COPE, QOL, and the global need
scores were detected, and the absolute values of the majority of the Pearson correlation
coefficients were above 0.3. Higher levels of physical distress, anxiety and depression, and
poorer quality of life were significantly related to higher levels of palliative care needs. For
the correlations between social support, coping strategies, and palliative care needs, negative
correlations were detected. Furthermore, patients who received more social support and used
more problem-focused, emotion-focused, and adaptive coping strategies were significantly

related to lower levels of palliative care needs.
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Table 7.20 Correlations between patients’ age, ESAS, HADS, MOS-SSS, Brief-COPE, QoL, and the PNPC-sv (Need for Care part)

Aggggﬁg'ég%g}g?f ) Domains of the PNPC-sv (Need for Care Part)
ADL Physical | Autonomy Social Psycho- Spiritual Financial Information Global
logical Score
Age Age of patients 0.091 0.125* 0.103* 0.071 0.054 0.049 -0.092 0.080 0.095
HADS | Anxiety 0.477** | 0.547** 0.534** 0.465** 0.647** 0.557** 0.356** 0.290** 0.675**
Depression 0.518** | 0.559** 0.552** 0.459** 0.604** 0.568** 0.338** 0.250** 0.675**
ESAS Item 1-Pain 0.400** | 0.559** 0.450** 0.306** 0.372** 0.334** 0.237** 0.206** 0.514**
Item 2-Fatigue 0.324** | 0.448** 0.441** 0.275** 0.441** 0.388** 0.294** 0.189** 0.495**
Item 3-Nausea 0.233** | 0.371** 0.348** 0.207** 0.286** 0.268** 0.308** 0.040 0.372**
Item 4-Depression 0.329** | 0.462** 0.433** 0.406** 0.622** 0.479** 0.342** 0.227** 0.580**
Item 5-Anxiety 0.360** | 0.504** 0.463** 0.378** 0.577** 0.465** 0.367** 0.188** 0.585**
Item 6-Drowsiness 0.355** | 0.356** 0.364** 0.251** 0.308** 0.289** 0.158** 0.162** 0.394**
Item 7-Shortness of | 0.376** | 0.530** 0.444%** 0.310** 0.360** 0.347** 0.175** 0.139** 0.494**
breath
Item -Appetite 0.362** | 0.413** 0.429** 0.254** 0.365** 0.362** 0.266** 0.146** 0.458**
Item 9-Sleep 0.272** | 0.483** 0.319** 0.212** 0.348** 0.264** 0.147** 0.085 0.405**
Item 10-Well-being | 0.326** | 0.427** 0.421** 0.245** 0.414** 0.328** 0.246** 0.106* 0.455**
MOS-SSS | Tangible support -0.207** | -0.210** | -0.179** | -0.358** | -0.210** -0.215** -0.202** -0.107* -0.284*
Informational and -0.095 | -0.142** | -0.130** | -0.254** | -0.239** -0.216** -0.192** -0.103* -0.230**
emotional support
Positive social -0.037 -0.080 -0.096* -0.164** | -0.186** -0.150** -0.179** -0.109* -0.160**
interaction
Affectionate support | -0.378** | -.0373** | -0.378** | -0.461** | -0.364** -0.426** -0.238** -0.219** -0.486**
Total -0.174** | -0.210** | -0.204** | -0.340** | -0.289** -0.279** -0.239** -0.150** -0.316**
Brief- Problem-focused -0.531** | -0.508** | -0.457** | -0.470** | -0.368** -0.446** -0.275** -0.244** -0.568**
COPE coping
Emotion-focused -0.339** | -0.316** | -0.317** | -0.326** | -0.264** -0.315** -0.231** -0.203** -0.388**
coping
Adaptive coping -0.450** | -0.505** | -0.441** | -0.411** | -0.363** -0.452** -0.281** -0.221** -0.544**
Maladaptive coping | -0.312** | -0.271** | -0.313** | -0.215** -0.086 -0.172** -0.093 -0.041 -0.269**
Physical functioning | 0.673** | 0.500** 0.605** 0.292** 0.399** 0.367** 0.175** 0.225** 0.564**
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EORCT
QLQ-C15

Emotional 0.394** | 0.534** 0.455** 0.431** 0.606** 0.507** 0.316** 0.271** 0.619**
functioning

Fatigue 0.240** | 0.377** 0.349** 0.154** 0.339** 0.300** 0.180** 0.133** 0.377**
Nausea and 0.166** | 0.341** 0.237** 0.121* 0.241** 0.201** 0.231** 0.014 0.290**
vomiting

Pain 0.374** | 0.516** 0.416** 0.264** 0.377** 0.306** 0.212** 0.184** 0.478**
Dyspnoea 0.327** | 0.493** 0.392** 0.217** 0.288** 0.266** 0.088 0.129** 0.414**
Insomnia 0.275** | 0.485** 0.310** 0.181** 0.330** 0.300** 0.143** 0.139** 0.404**
Appetite loss 0.214** | 0.320** 0.303** 0.147** 0.276** 0.252** 0.194** 0.097* 0.325**
Constipation 0.278** | 0.329** 0.271** 0.171** 0.176** 0.229** 0.091 0.125* 0.300**
Global health status | -0.468** | -0.495** -0.468** -0.366** | -0.475** -0.452** -0.275** -0.248** -0.565**

Note: ** = Correlation is significant at the 0.01 level (two-tailed); * = Correlation is significant at the 0.05 level (two-tailed).
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7.5.3 Correlations between caregivers’ HADS, MOS-SSS, Brief-COPE, QoL, and PNPC-sv

Table 7.21 shows the results of the correlations between the caregivers” HADS, MOS-SSS,
Brief-COPE, QoL, and PNPC-sv. The caregivers’ anxiety and depression were positively correlated
to the sub-scores and global score of the Problem part of the PNPC-sv (r<0.3). The caregivers” higher
levels of social support were weakly correlated to the patients’ lower levels of psychological, spiritual,
and information problems. No significant correlations were identified between the maladaptive coping
strategies of the informal caregivers and the Problem part of the PNPC-sv. However, the problem-
focused, emotion-focused, and adaptive coping strategies of the caregivers were negatively related to
the majority of the sub-scales in the PNPC-sv. The informal caregivers” higher levels of quality of life
were related to fewer problems in patients. Regarding the Need for Care part, similar trends were
identified, and the correlation coefficients were stronger than those in the Problem part, as detailed in

Table 7.21 below:
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Table 7.21 Correlations between caregivers’ HADS, MOS-SSS, Brief-COPE, QoL, and the PNPC-sv

HADS/MOS-SSS/Brief-COPE/QoL

Domains of the PNPC-sv

ADL Physical | Autonomy Social Psycho- Spiritual Financial Information Global
logical Score
Problem Part
C-HADS | C-Anxiety 0.105° | 0.164" 0134 | 0.216™ | 0.241™ | 0.236" 0.099" 0.177" 0.273™
C-Depression 0.146™ | 0.179" 0.178" 0.193" | 0.221" 0.249" 0.068 0.128" 0.282"
C-MOS- | Tangible support 0.012 -0.080 0.047 -0.105* | -0.103* -0.081 0.022 -0.032 -0.074
SSS Informational and
. 0.073 -0.045 0.064 -0.101* | -0.102* -0.096* 0.039 -0.123* -0.057
emotional support
Positive social interaction | o3 -0.077 0.017 -0.091 | -0.132** -0.095 -0.022 -0.121* -0.097*
Affectionate support -0.025 -0.045 0-.025 -0.082 -0.119% | -0.147** 0.010 -0.101* -0.107*
Total 0.036 -0.066 0.039 -0.107* | -0.123* -0.111* 0.019 -0.108* -0.086
CéggeEf' Problem-focused coping | 5 130 | -0.144™ | -0.151" | -0.035 -0.067 | -0.148" -0.011 -0.108" -0.165™
Emotion-focused coping [ 991 | -0.113* -0.105" 0064 | -0.149" | -0.150" -0.051 -0.047 -0.165™
Adaptive coping -0.153™ | -0.160™ -0.120" -0.092 -0.125* -0.163" -0.181" -0.085 -0.210"
Maladaptive coping 0.018 0.029 0.048 0.025 -0.064 -0.001 -0.012 0.049 0.013
C-QOL | Burden 0.088 0.178™ 0.160™ 0098 | 0179~ | 0.216" 0.113" 0.170™ 0.241™
Disruptiveness 0.154™ | 0.138™ 0.218" 0.051 0.197* 0.278" 0.088 0.152* 0.258"
Positive adaption 0.021 -0.002 0.027 0.026 0.082 0.116 0.004 -0.026 0.058
Financial concern -0.012 0.031 0.054 0.041 0.130" 0.177" 0.270™ 0.107" 0.135™
Total 0.109" 0.153" 0.189* 0.090 0.209" 0.262" 0.127" 0.151* 0.259"
Need or Care Part
C-HADS | C-Anxiety 0.142" 0191~ | 0.187" 0271 | 0.296™ 0.248™ | 0.148™ 0.238" 0.281™
C-Depression 0.219™ 0.272" | 0.250™ 0.302" | 0.312™ 0.290" | 0.132™ 0.212* 0.341™
C-MOS- | Tangible support 0.014 -0.043 0.041 -0.047 | -0.103* -0.064 -0.015 -0.059 -0.048
SSS Informational and
. 0.076 -0.007 0.052 -0.052 -0.072 -0.038 0.008 -0.131** -0.020
emotional support
Positive social interaction | 4 434 -0.027 0.034 -0.026 -0.092 -0.029 -0.017 -0.133%* -0.034
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Affectionate support 0089 | -0.072 0057 | -0.108* | -0.121* | -0.108* -0.020 0.117* 10.112*
Total 0029 | -0.033 0.031 0060 | -0101* | -0.059 -0.008 0125+ -0.049
CéggeEf' Problem-focused coping | g 597~ | 0300~ | -0.01" | -0.85" | -0220" | -0.260" | -0.131" -0.202™ -0.342™
Emotion-focused coping | g 155~ | 0170~ | -0174" | -0.154" | -0.180™ | -0.180™ | -0.099" -0.093 -0.209™
Adaptive coping 0.222" | -0215" | -0188" | -0.210" | -0.188" | -0208" | -0.219" -0.155™ -0.266™
Maladaptive coping 0001 | 0056 0.042 0.112° | 0.045 0.066 0.012 0.054 0.068
C-QOL | Burden 0.200%* | 0.208** | 0.262** | 0.305** | 0.320** | 0.322** | 0.196** 0.242** 0.365**
Disruptiveness 0.364** | 0.410** 0.399%* | 0.374** | 0.406** | 0.455** 0.239%* 0.252%* 0.500%*
Positive adaption 0.040 0.013 0.051 0.096* | 0.129** | 0.106* -0.049 -0.050 0.074
Financial concern 0.038 | 0.099* 0.095 0.088 | 0.151** | 0.193** | 0.258** 0.133** 0.161**
Total 0.240** | 0310** | 0303** | 0.314** | 0.357** | 0.370** | 0.198** 0.220%* 0.398**

Note: ** = Correlation is significant at the 0.01 level (two-tailed); * = Correlation is significant at the 0.05 level (two-tailed).
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7.6 Predictors of the problems and palliative care needs of patients

Stepwise multiple linear regression analysis was used to explore significant correlates of each
domain and the global score of the PNPC-sv, including the Problem part and Need for Care
part. Variables that showed statistical significance (cut-off point p<0.05) in the univariate
analysis (as shown in Table 7.8-7.18) and correlation analysis (Table 7.19-7.21) were included
in the regression analysis, using the stepwise variable-selection method with entrance and

removal levels of p<0.05 and p>0.10, respectively.

7.6.1 Predictors of ADL problems and needs

The results in Table 7.22 show that the significant predictors of ADL problem were patients’
global health status, total score of the patients’ symptom distress, and received treatment
therapy at that moment, accounting for 21.1% (adjusted R?=0.211) of the observed variance.
The patients’ global health status, use of coping strategies, total score of symptom distress,
depression, marital status, and their informal caregivers’ overall quality of life, anxiety, and
coping strategies were detected as significant predictors of the ADL needs of the patients.
These identified variables accounted for 43.5% (adjusted R?=0.435) of the observed dependent

variable.

Table 7.22 Stepwise multiple linear regression for variables predicting ADL problem and needs

PNPC Unstandardized
Y . Coefficients Stan. p 2 Adjusted
Do- Variables B Std. B t R
mains Error
Problem part
P*QoL 0.217
QLQ-C15global -0.353 | 0.085 | -0241 | -4126 | 0.000
health status
ADL | P Symptoms
ESAS total score 0.021 | 0.005 | 0.237 4.091 0.000
P Therapy*
symptoms relieving | 9802 | 0270 | 0131 | 2970 | 0003
Need for Care part
P Symptoms 0.449
ESAS total score 0.017 | 0.005 | 0.193 3.318 0.001
ADL P Brief-Coping
Problem-focused -0.091 | 0.027 | -0.181 -3.423 0.001
coping
Maladaptive coping -0.053 | 0.016 | -0.135 -3.212 0.001
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P QoL

QLQ-C15¢global health | -0.155 | 0.073 | -0.109 -2.136 0.033
status

P Depression 0.056 | 0.022 | 0.144 2.480 0.014
P Marital status 0.656 | 0.330 | 0.074 1.988 0.047
P Therapy* 0.397 | 0.183 | 0.083 2.171 0.031
Chemo +

radiotherapy

C** QoL

CQOLC total score 0.015 | 0.005 | 0.159 3.039 0.003
C Coping

Problem-focused -0.052 | 0.021 | -0.100 -2.517 0.012
coping

C Anxiety -0.044 | 0.022 | -0.106 -2.013 0.045

Note: 1 = reference variable: no treatment; P* = patients; C** = informal caregivers.

7.6.2 Predictors of physical problems and needs

Three predictors of physical problems were identified, including patients’ overall symptom

distress, length of time since diagnosis, and use of coping strategies. The results indicated that

those three variables accounted for 41.4% (adjusted R?=0.414) of the variance (see Table 7.23).

For the physical needs of patients, a total of eight independent variables were entered into the

regression (see Table 7.23), among which, the patients’ overall symptom distress was the most

significant positive predictor of physical needs, with the highest Beta coefficient (3=0.551) at

a statistically significant level (p=0.000). The other seven identified predictors were age,

coping strategies in relation to adaptive coping and maladaptive coping, received therapy,

income level, caregivers’ overall quality of life, and caregivers’ problem-focused coping,

accounting for 59.5% of the physical needs of the patients.

Table 7.23 Stepwise multiple linear regression for variables predicting physical problem and

needs
Unstandardized
PNPC- -
sV Variables (éoefflmeg:[t; Stan. t P R? | Adj. R?
Domains y b
Error
Problem Part
P* Symptoms 0.420 | 0.414
ESAS total score 0.112 0.008 0.634 14.599 0.000
) P Length of time
Physical | diagnosis 2
1-3 months 0752 | 0.343 |-0.083 | -2.191 0.029
P Coping
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Problem-focused 0.214 0.055 0.212 3.919 0.000

coping

Adaptive coping -0.340 | 0.092 | -0.194 | -3.696 .000
Need for Care

P symptoms 0.603 | 0.595

ESAS total score 0.121 0.008 0.551 15.420 0.000

P Coping

Adaptive coping -0.336 | 0.083 | -0.154 | -4.058 0.000

Maladaptive -0.087 | 0.033 | -0.089 | -2.639 0.009

coping

P Age 0.045 0.013 0.112 3.565 0.000

P Therapy* -1.420 | 0.621 | -0.072 | -2.287 0.023
Physical | Follow-up

P Income 2

<3000CNY 0.616 0.291 0.070 2.120 0.035

C** QoL

CQOLC total 0.029 0.008 0.125 3.806

score 0.000

C Coping

Problem-focused -0.107 | 0.044 | 0-.082 -2.455 0.015

coping

Note: 1 = reference variable: no treatment; 2 = reference variable: length of time since diagnosis >12
months; 3 = reference variable: >10,000CNY; P* = patients; C** = informal caregivers.

7.6.3 Predictors of autonomy problems and needs

Regarding the autonomy problems of the patients, five independent variables were identified,
and the details of the findings are shown in Table 7.24. Specifically, the regression results
indicated that patients’ overall symptom distress, global health status, treatment therapy,
length of time since diagnosis, and use of coping strategies in relation to adaptive coping were
significant in the prediction of autonomy problem (R?= 39.7%). In terms of autonomy needs,
a total of 10 independent variables were entered into the regression model (see Table 7.24).
Overall, the patients’ symptom distress was identified as the most significant positive predictor
(B=0.411, p=0.000), followed by maladaptive coping, anxiety, age, time since diagnosis,
income level, received therapy, and caregivers’ anxiety, overall quality of life, and problem-

focused coping. These 10 independent variables accounted for 52.7% of autonomy needs.
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Table 7.24 Stepwise multiple linear regression for variables predicting autonomy problem and

needs

PNPC-sv
Domains

Variables

Unstandardized
Coefficients

B Std.
Error

Stan. p

RZ

Adj. R?

Problem Part

P*
Symptoms
ESAS total
score

0.062 0.007

0.458

8.720

0.000

P Therapy*
Symptoms
relieving

1.077 0.352

0.118

3.063

0.002

Autonomy

P QoL
Global health
status

-0.259 0.112

-0.119

-2.306

0.022

P Length of
time
diagnosis 2
3-6 months
1-3 months

-0.751
-0.677

0.263
0.272

-0.112
-0.098

-2.859
-2.484

0.004
0.013

P Coping
Adaptive
coping

-0.134 0.057

-0.101

-2.356

0.019

0.405

0.397

Need for Care part

P Symptoms
ESAS total
score

0.062 0.007

0.411

8.455

0.000

P Coping
Maladaptive
coping

-0.135 0.023

-0.202

-5.809

0.000

P Anxiety

0.124 0.035

0.168

3.494

0.001

P Age

0.026 0.009

0.096

2.815

0.005

P Length of
time
diagnosis 2
6-12months

0.026 0.245

0.076

2221

0.027

Autonomy

P Income 3
3000-
6000CNY

-0.482 0.220

-0.076

-2.191

0.029

P Therapy*
Chemo +
radiotherapy

0.570 0.288

0.070

1.979

0.049

C** QoL
CQOLC total
score

0.034 0.008

0.211

4.436

0.000

C Coping
Problem-
focused
coping

-0.093 0.032

-0.103

-2.898

0.004

C Anxiety

-0.085 | 0.034

-0.119

-2.505

0.013

0.538

0.527

Note: 1 = reference variable: no treatment; 2 = reference variable: length of time since diagnosis >12
months; 3 = reference variable: >10,000CNY; P* = patients; C** = informal caregivers.

7.6.4 Predictors of social problems and needs
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The identified predictors of social problem and needs are presented in Table 7.25. The patients’
overall social support level was the most significant negative predictor (f=-0.270, p=0.000) of
social problems. The other three predictors of social problems were patients’ anxiety and
maladaptive coping and caregivers’ anxiety. These four predictors accounted for only 20.5%
of the variance. For the patients’ social needs, eight predictors were included in the regression
model. The results indicated that the patients’ overall social support level, coping strategies
(problem-focused coping), anxiety, treatment therapy, overall symptom distress, and their
caregivers’ overall quality of life and coping in relation to problem-focused and maladaptive
coping were significant predictors of the social needs of patients, and together these predictors
accounted for 38.2% of the variance.

Table 7.25 Stepwise multiple linear regression for variables predicting social problem and
needs

Unstandardized
D?r\rl:;%s Variables (éoefﬂmeg:; Stan. p t p R? Agzj
Error
Problem Part
P* Social 0.212 | 0.205
support -0.046 | 0.008 | -0.270 | -5.887
MOS-SSS total 0.000
score
_ P Anxiety 0.108 | 0.023 0.221 4.745 0.000
Social
P Coping
Maladaptive 0.083 | 0.020 0.187 4.250
coping 0.000
** 1
C** Anxiety 0.062 | 0.021 0.131 2.888 0.004
Need for Care Part
P Coping 0.393 | 0.382
Problem-focused | -0.143 | 0.036 | -0.193 | -4.022 0.000
coping
P Anxiety 0.095 | 0.036 0.150 2.660 0.008
P Social support
MOS-SSS total -0.035 | 0.009 | -0.158 | -3.832 0.000
score
P Therapy? 0.689 | 0.281 0.098 2.457 0.014
. Chemo + radio
Social P Symptoms
ESAS total score 0.017 | 0.007 0.132 2.374 0.018
C QoL
CQOLC total 0.021 | 0.006 0.151 3.606 0.000
score
C Coping
Problem-focused -0.104 | 0.033 -0.135 | -3.157 0.002
coping
Maladaptive 0.053 | 0.023 0.095 2.274 0.023
coping

Note: 1 = reference variable: no treatment; P* = patients; C** = informal caregivers.
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7.6.5 Predictors of psychological problems and needs

The results of the stepwise multiple linear regression analysis regarding psychological
problems and needs are shown in Table 7.26. For psychological problem, 10 independent
variables were finally detected, including patients’ anxiety, use of coping strategies in relation
to problem-focused and maladaptive coping, overall symptom distress, gender, overall social
support level, time since diagnosis, number of complications, and caregivers’ emotion-focused
coping and anxiety. These independent variables explained 37.5% of the psychological
problems. Among these 10 identified variables, patients’ anxiety was the most significant
positive predictor, with a  of 0.405. Regarding psychological needs, similar but less important
predictors were identified compared with psychological problems. A total of seven predictors
of psychological needs were identified, including patients’ anxiety, overall symptom distress,
number of complications, overall social support level, and caregivers’ overall quality of life
and their emotion-focused coping (adjusted R?=51.4%). Among these, the most significant
predictor of psychological needs was patients’ anxiety level (f=0.377, p=0.000). Detailed

information is listed in Table 7.26 below:

Table 7.26 Stepwise multiple linear regression for variables predicting psychological problems and
needs

Unstandardized
PNPC- .
sV Variables Céoefﬂueg:(sj stan. t p R? Adj. R?
Domains : p
Error
Problem Part
P* Anxiety 0.291 | 0.042 0.405 6.965 0.000 0.390 0.375
P Coping
Problem- 0.182 | 0.045 0.217 4,095 0.000
focused
coping
Maladaptive 0.060 | 0.030 0.092 2.023 0.044
_ | coping
Pl?g;(i:?;; P Symptoms
ESAS total 0.060 | 0.008 0.234 4,212 0.000
score
P Gender -0.569 | 0.237 | -0.096 | -2.401 0.017
P Social
support -0.021 | 0.010 | -0.086 | -2.075 0.039
MQOS-SSS
total score
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P Length of
time
diagnosis 2
6-12 months -0.612 | 0.272 | -0.088 | -2.248 0.025
P Compli- 0.635 | 0.290 0.087 | 2.186 0.029
cations
C** Coping
Emotion- -0.088 | 0.043 | -0.081 | -2.056 0.040
focused
coping
C Anxiety 0.079 | 0.028 0.114 | 2.772 0.006

Need for Care Part

P Anxiety 0.299 | 0.038 0.377 | 7.802 0.000 0.521 0.514

P symptoms
ESAS total 0.045 | 0.008 0.274 5.732 0.000
score
P Compli- 0.574 | 0.282 0.071 2.036 0.042
cations
P Social
support -0.020 | 0.010 | -0.073 | -2.029 0.043
MOS-SSS
total score

Psycho-
logical

C QoL
CQOLC total 0.031 | 0.006 0.180 | 5.007 0.000
score

C Coping
Emotion- -0.092 | 0.041 | -0.077 | -2.229 0.026
focused
coping

Note: 2 = reference variable: length of time since diagnosis >12 months; P* = patients; C** = informal
caregivers.

7.6.6 Predictors of spiritual problems and needs

The predictors of spiritual problems and needs are presented in Table 7.27. The regression
results showed that the patients’ anxiety, overall symptom distress, monthly income level,
overall social support level, coping strategies (problem-focused and adaptive coping),
depression, and caregivers’ quality of life were significant in the prediction of spiritual
problems, with an adjusted R? of 0.324. For spiritual needs, the following seven predictors
were included: patients’ depression, overall symptom distress, adaptive coping, monthly
income level, and caregivers’ quality of life, problem-focused coping, and depression. These

variables together accounted for 45.1% of the variance for spiritual needs.
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Table 7.27 Stepwise multiple linear regression for variables predicting spiritual problems and

needs
Unstandardized
PNPC- .
sv Variables Coefficients Stan. B t P R? Adj. R?
Domains B Std.
Error
Problem Part
P* Anxiety 0112 |0051 | 0188 | 2208 | 0028 | 0337 | 0324
P Symptoms
ESAS total 0.022 | 0.007 | 0.178 3.032 0.003
score
P Income 3 0.210
3000-6000CNY -0.626 -0.123 | -2.986 0.003
P Social support
Spiritual | MOS-SSS total -0.019 | 0.009 | -0.093 | -2.119 0.035
score
P Coping
Problem- 0.158 | 0.041 | 0.228 3.832 0.000
focused coping
Adaptive coping | 9199 | 0.070 | -0.158 | -2.704 0.007
P Depression 0.095 0.048 | 0.178 1.987 0.048
C** QoL
CQOLC total 0.014 | 0.006 | 0.108 2.544 0.011
score
Need for Care Part
P Depression 0.173 | 0.034 | 0.285 5.103 0.000 0.460 0.451
P symptoms
ESAS total 0.030 | 0.007 | 0.217 4.174 0.000
score
P Coping
Adaptive coping | -0.196 | 0.061 | -0.143 | -3.214 0.001
P Income 3
Spiritual | 3000-6000CNY -0.557 | 0.215 | -0.096 | -2.587 0.010
C QoL
CQOLC total 0.042 | 0.007 | 0.282 5.715 0.000
score
C Coping
Problem- -0.085 | 0.033 | -0.103 | -2.600 0.010
focused coping
C Depression -0.078 | 0.033 -0.120 | -2.349 0.019

Note: 3 = reference variable: >10,000CNY; P* = patients; C** = informal caregivers.

7.6.7 Predictors of financial problems and needs

As shown in Table 7.28, several predictors were identified for financial problems. The patients’

income level was the most significant positive predictor (f=0.299, p=0.000), followed by the

patients’ overall symptom distress, age, education level, living place, and caregivers’

education level and adaptive coping. These factors together accounted for only 20.5% of the
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financial problems, while for financial needs, the identified variables accounted for 35.7% of

the variance, including patients’ overall symptom distress, income level, treatment therapy,

education level, and caregivers’ adaptive and problem-focused coping. As with financial

problems, the patients’ monthly family income level was the most significant positive

predictor (f=0.594, p=0.000) of financial needs.

Table 7.28 Stepwise multiple linear regression for variables predicting financial problems and

needs
Unstandardized
szZicr:ws Variables Céoefﬂueg:; Stan. p t P R? Adj. R?
Error
Problem part
0.221 0.205
P*Income 3
<3000CNY | 0.691 | 0.173 0.299 4.004 0.000
3000- 0.482 | 0.163 0.199 2.959 0.003
6000CNY
P
Symptoms 0.009 | 0.003 0.163 3.542 0.000
ESAS total
score
P Age -0.016 | 0.005 -0.152 | -3.477 0.001
P
Financial | Equcation* | 0.183 | 0.054 | 0.149 | 3.364 0.001
Primary
education
P Living -0.240 | 0.116 -0.103 | -2.068 0.039
place
C**
Education® 0.204 | 0.103 0.088 1.981 0.048
Primary
education
C Coping
Adaptive -0.048 | 0.024 | -0.090 | -2.007 0.045
coping
Need for Care part
P
Symptoms | 0.019 | 0.003 0.288 6.808 0.000
ESAS
total score
P Income 3
<3000CN 1.524 | 0.155 0.594 9.798 0.000
. . Y
Financial | 3000 1202 | 0158 | 0447 | 7.619 | 0000 | 369 | 0357
6000CNY
P
Therapy? 0.689 | 0.245 0.112 2.814 0.005
Targeted
therapy
Follow-up | -0.473 | 0.229 -0.082 | -2.061 0.040
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P
Education 0.134 | 0.054 0.099 2.473 0.014
4

Primary
education
C Coping
Adaptive -0.103 | 0.031 -0.174 | -3.328 0.001
coping
Problem- 0.048 | 0.020 0.127 2.406 0.017
focused
coping

Note: 1 = reference variable: no treatment; 3 = reference variable: >10,000CNY;; 4 = reference
variable: higher education; P* = patients; C** = informal caregivers.

7.6.8 Predictors of information problems and needs

For information problems and needs, only a few predictors were identified through the
regression analysis, and the detected factors accounted for less than 15% of the variance. More
specifically, patients’ anxiety, income level, and caregivers’ anxiety were the predictors of
information problems, accounting for only 7.2% of the information problems for the sample
group. Regarding information needs, four independent variables in the regression model were
patients’ anxiety, number of complications, and caregivers’ problem-focused coping and
quality of life. However, they accounted for only 13.2% of the patients’ information needs.

Detailed information is shown in Table 7.29 below:

Table 7.29 Stepwise multiple linear regression for variables predicting information problems and
needs

Unstandardized
PNPC-sv Coefficients p

H 2 H 2
Domains Variables B St Stan. t R Adj. R
Error
Problem Part
p* 0.031 0.010 0.162 3.218 0.001 0.078 | 0.072
Anxiety
Infor- P Income
mation \<2000CN 0.187 0.079 0.117 2.370 0.018
C** 0.022 0.009 0.116 2.367 0.018
Anxiety

Need for Care Part

P Anxiety 0.043 0.009 0.227 4.782 0.000 0.140 | 0.132

P Compli- 0.185 0.090 0.096 2.067 0.039
Infor- cations
mation C Coping

-0.034 0.011 -0.149 | -3.225 0.001
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Problem-
focused
coping
CQOoL
CQoLC 0.006 0.002 0.135 2.821 0.005
total score

Note: 3 = reference variable: >10,000CNY; P* = patients; C** = informal caregivers.

7.6.9 Predictors of overall problems and palliative care needs

Table 7.30 presents the results regarding the predictors of overall problems and palliative care
needs. The predictors of overall problems included the patients’ symptom distress, anxiety,
social support level, use of coping strategies in relation to problem-focused and adaptive
coping, length of time since diagnosis, treatment therapy, and anxiety of their informal
caregivers, accounting for 57.6% of the problems experienced for patients with advanced
cancer. The findings showed that the patients’ overall symptom distress, coping strategies
regarding adaptive and maladaptive coping, anxiety, cancer type, treatment therapy, and
caregivers’ overall quality of life and problem-focused coping were significant variables in
predictiing the palliative care needs of patients with advanced cancer. All these predictors
accounted for 70.2% of the variance (palliative care needs). The patients’ overall symptom
distress was the most significant positive predictor of both the problems and palliative care

needs of patients with advanced cancer, with Beta coefficients of 0.507 and 0.411, respectively.

Table 7.30 Stepwise multiple linear regression for variables predicting overall problems and
needs

e
sV Variables 5 std Stan. B t p R? Adj. R?
Domains '
Error
Problem Part
P* Symptoms 0.000 0.585 0.576
ESAS total score 0.289 0.026 0.507 11.086
P Anxiety 0.633 0.131 0.229 4.818 0.000
P Social support 0.002
MOS-SSS total -0.104 | 0.033 -0.108 -3.121
Global score
Score P Coping
Problem-focused 0.728 0.151 0.225 4.809 0.000
coping
Adaptive coping -0.994 | 0.259 -0.177 -3.836 0.000
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P Length of time
diagnosis 2

1-3 months -3.052 0.970 -0.104 -3.147 0.002
3-6 months -2.060 0.937 -0.073 -2.198 0.028
P 2.765 1.238 0.072 2.233 0.026
Therapy'sympto
ms relieving
C** Anxiety 0.282 0.089 0.105 3.161 0.002

Need for Care Part

P Symptoms 0.708 0.702
ESAS total score 0.317 0.030 0.411 10.680 0.000
P Coping
Adaptive coping -0.983 0.260 -0.129 -3.784 0.000
Maladaptive -0.323 0.100 -0.095 -3.226 0.001
coping
P Anxiety 0.850 0.149 0.226 5.706 0.000
P Income ®
<3000CNY 2.525 0.884 0.082 2.857 0.005
Global | P Cancer type®
Score Reproductive -2.551 1.167 -0.059 -2.186 0.029
system
P Therapy! 2.343 1.156 0.056 2.027 0.043
Chemo + radio
CQoL
CQOLC total 0.150 0.024 0.181 6.363 0.000
score

C Coping
Problem-focused | -0.478 0.132 -0.105 -3.623 0.000
coping

Note: 1 = reference variable: no treatment; 2 = reference variable: length of time since diagnosis >12
months; 3 = reference variable: >10,000CNY; 5 = reference variable: other types of cancer; P* =
patients; C** = informal caregivers.

Part Two: Caregiver Needs Assessment Survey Results

7.7 Characteristics of informal caregivers

7.7.1 Demographic characteristics

The informal caregivers were aged 18 to 78 years old, with a mean age of 45.6+£13.8. More
than half of the informal caregivers were female (229/419, 54.7%). Some 60.4% (n=253) had
only a primary education or less. The majority of the informal caregivers (393/419, 93.8%)
had no religious beliefs, and 66.1% of the informal caregivers (n=277) were unemployed.
Nearly half of the informal caregivers (187/419, 44.5%) had taken care of the patients for one
to six months, about one-third (139/419, 33.2%) had taken care of the patient more than six
months, and the other 22.1% had taken care of the patient for less than one month. Of the

informal caregivers, 191 (45.6%) reported that there were almost no other family members
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sharing the care of the patient. For the relationship between the patients and the informal
caregivers, about half (213/419, 50.8%) of the informal caregivers were couples or partners,
39.4% were children, and the rest were parents (2.9%) and other relatives or friends (6.9%).
The details of the demographic characteristics of the informal caregivers are shown in Table

7.31 below:

Table 7.31 Demographic characteristics of informal caregivers (N=419)

Variables MzSD(%b)
Age (yrs.) 45.6+£13.8
Marital status Married 368(87.8%)
Single 51(12.2%)
Gender Male 190(45.3%)
Female 229(54.7%)
Education No formal education 29(6.9%)
Primary education 224(53.5%)
Higher education 166(39.6%)
Religion No 393(93.8%)
Yes 26(6.1%)
Working status Employed 132(33.9%)
Unemployed 277(66.1%)
Time length of <1 month 93(22.2%)
caregiving 1-6 months 187(44.6%)
>6 months 139(33.2%)
Other caregivers* | No 191 (45.6%)
Sometimes 89(21.2%)
Regular 139(33.2%)
Relationship with | Couples/partners 213(50.8%)
1 *
?323 r;1tre the__of Par_ents 12(2.9%)
the patient) Children 165(39.4%)
Other relatives or friends 29(6.9%)

Note: * = ‘Are there any other family members helping to take care of the patient?’

7.7.2 Characteristics of emotional status

The emotional status of the informal caregivers was evaluated using the Hospital Anxiety and
Depression Scale (HADS). The Cronbach’s alphas of the anxiety and depression sub-scales in
this sample were 0.86 and 0.86, respectively. The scores ranged from 0 to 21 for the anxiety
sub-scale and from 0 to 18 for the depression sub-scale. The mean scores were 7.2 (SD=4.2)
for anxiety and 6.4 (SD=4.2) for depression. Of the informal caregivers, 23.2% (n=97)

exhibited symptoms of clinical anxiety and 18.1% (n=76) exhibited symptoms of clinical
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depression, while 23.2% (n=97) and 24.1% (n=103) showed borderline cases of anxiety and

depression, respectively.

7.7.3 Characteristics of social support

The social support of the informal caregivers was evaluated using the Medical Outcomes
Study-Social Support Survey (MOS-SSS). Higher scores indicate more social support. The
scores of all sub-scales were transformed to a 0 to 100 scale. The Cronbach’s alpha of the
MOS-SSS in the group of informal caregivers was 0.909. Affectionate support was rated
highest (63.2+20.4), followed by tangible support (60.5+21.7), positive social interaction
(57.4+21.0), and informational and emotional support (57.1£18.7). The mean score of the

overall scale was 58.8 (SD=18.2).

7.7.4 Characteristics of coping strategies

The coping strategies used by the informal caregivers were evaluated by the Brief Coping
Orientation to Problems Experienced (Brief-COPE) scale, and its Cronbach’s alpha was 0.828
in this sample. As the item numbers (N) in each domain are different, the mean of each domain
(M+SD) divided by N was calculated. The results were similar to those of the patients with
advanced cancer, which was that problem-focused coping (3.1+0.6) was the most commonly
used coping strategy for the informal caregivers. The least frequently used coping strategy was
maladaptive coping (2.2+0.4). The coping strategies of the informal caregivers are presented in

Table 7.32 below:

Table 7.32 Coping strategies of informal caregivers (N=419, M+SD)

Domains '\'I‘t‘g:’se(rN‘)’f Minimum | Maximum | Mean+SD | (M+SD)/N
Problem-focused coping 6 6 24 18.3+3.4 3.1+0.6
Emotion-focused coping 6 6 24 13.9+2.7 2.3+0.5
Adaptive coping 4 4 16 11.5+2.2 2.9+0.6
Maladaptive coping 12 12 44 26.7+4.6 2.2+0.4

7.7.5 Characteristics of quality of life
The quality of life of the informal caregivers was explored utilizing the Caregiver Quality of
Life Index-Cancer (CQOLC). The higher the score, the poorer the quality of life. The
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Cronbach’s alpha for the informal caregivers was 0.93. According to the results, ‘financial
concern’ was reported as the highest rated domain, with a mean score of 2.7. ‘Disruptiveness’
was the lowest rated domain, with a mean score of 1.6 (SD=0.9). The details are shown in

Table 7.33 below:

Table 7.33 Quality of life of informal caregivers (N=419, M+SD)

Domains NUMPT | Minimum | Maximum | MeantSD | (M+SD)/IN
(N)
Burden 11 0 40 19.6+8.0 1.8+0.7
Disruptiveness 6 0 24 9.845.3 1.6+0.9
Positive adaption 6 1 22 12.9+2.9 2.2+0.5
Financial concerns 3 0 12 8.0£2.8 2.7+0.9

7.8 Comprehensive needs of informal caregivers

The Comprehensive Needs Assessment Tool for Cancer Caregivers (CNAT-C) was adopted
to assess the comprehensive needs of the informal caregivers, with a Cronbach’s alpha of 0.942
in this study. The most frequently reported needs were related to the domains of ‘health-care
staff” (84.5%-95.0%), ‘information’ (66.3%-92.1%), and ‘hospital facilities and services’
(64.2%-90.5%). For the domain of ‘health-care staff’, the highest unmet need was ‘nurses to
promptly attend to patient discomfort and pain’ (95.0%), and the lowest unmet need was ‘being
respected and treated as a person by my doctor’ (84.5%). For information needs, ‘information
about tests and treatment’ (92.1%) and ‘information about caregiving-related stress
management’ (66.3%) were the highest and lowest unmet needs, respectively, reported by the
informal caregivers. In terms of the domain of ‘hospital facilities and services’, the items with
the lowest and highest percentages were ‘a visiting nurse service for home’ (64.2%), and ‘a
designated hospital staff member who would be able to provide counselling for any concerns,
and guidance with the course of the treatment, from the point of diagnosis to the period after
discharge’ (90.5%), respectively. All the results of the unmet needs of the informal caregivers

are shown in Table 7.34 below:
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Table 7.34 Responses of the informal caregivers to their needs (N=419, %)

Response Frequency: N(%0)

complementary and
alternative medicine

Overall
Item No need Low need | Moderate | High need need
1) need (2) 3) expressed
D)+2)+@)

Health and psychological problems (Mean + SD: 33.6+£31.2)
1. My own health problems 208(49.6%) | 57(13.6%) | 80(19.1%) | 74(17.7%) 50.4%
2. Concerns about the patient 127(30.3%) | 78(18.6%) | 120(28.6%) | 94(22.4%) 69.7%
3. Depression 215(51.3%) | 72(17.2%) | 73(17.4%) | 59(14.1%) 48.7%
4. Feelings of anger, irritability, or 223(53.2%) | 73(17.4%) | 71(16.9%) | 52(12.4%) 46.8%
nervousness
5. Loneliness or feelings of isolation | 242(57.8%) | 68(16.2%) | 62(14.8%) | 47(11.2%) 42.2%
6. Feelings of vague anxiety 205(48.9%) | 82(19.6%) | 81(19.3%) | 51(12.2%) 51.1%
Family/social support (MeanzSD: 34.3+28.0)
7. Help with patient over- 146(34.8%) | 83(19.8%) | 134(32.0%) | 56(13.4%) 65.2%
dependence
8. Help with patient lack of | 150(35.8%) | 108(25.8%) | 114(27.2%) | 47(11.2%) 64.2%
appreciation of the caregiving
9. Help with difficulties in family 189(45.1%) | 93(22.2%) | 85(20.3%) | 52(12.4%) 54.9%
relationships after cancer
diagnosis
10. Help with difficulties in 198(47.3%) | 82(19.6%) | 99(23.6%) | 40(9.5%) 52.7%
interpersonal relationship after
cancer diagnosis
11. Help with my own relaxation 222(53.0%) | 89(21.2%) | 75(17.9%) 33(7.9%) 47.0%
and my personal life
Healthcare staff (Mean£SD: 71.3+27.2)
12. Being respected and treated as a 65(15.5%) | 83(19.8%) | 101(24.1%) | 170(40.6%) 84.5%
person by my doctor
13. Doctor to be clear, specific, and 31(7.4%) 78(18.6%) | 109(26.0%) | 201(48.0%) 92.6%
honest in his/her explanation
14. Seeing doctor quickly and easily 26(6.2%) 84(20.0%) | 99(23.6%) | 210(50.1%) 93.8%
when in need
15. Being involved in the decision- 34(8.1%) 78(18.6%) | 109(26.0%) | 198(47.3%) 91.9%
making process in choosing any
tests or treatments that the patient
receives
16. Cooperation and communication 31(7.4%) 73(17.4%) | 110(26.3%) | 205(48.9%) 92.6%
among healthcare staff
17. Sincere interest and empathy 31(7.4%) 70(16.7%) | 111(26.5%) | 207(49.4%) 92.6%
from my nurse
18. Nurses to explain treatment or 36(8.6%) 70(16.7%) | 106(25.3%) | 207(49.4%) 91.4%
care that is being given to the patient
19. Nurses to promptly attend to 21(5.0%) 69(16.5%) | 103(24.6%) | 226(53.9%) 95.0%
patient discomfort and pain
Information (Mean+SD: 59.5+23.9)
20. Information about the current 22(5.3%) 83(19.8%) | 126(30.1%) | 188(44.9%) 74.7%
status of a patient’s illness and its
future course
21. Information about tests and 33(7.9%) 55(13.1%) | 171(40.8%) | 160(38.2%) 92.1%
treatment
22. Information about caring for the 60(14.3%) | 97(23.2%) | 110(26.3%) | 152(36.3%) 85.7%
patient (symptom management, diet,
exercise, etc.)
23. Guidelines or information about 96(22.9%) | 103(24.6%) | 107(25.5%) | 113(27.0%) 77.1%
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24. Information about hospitals or 66(15.8%) | 80(19.1%) | 141(33.7%) | 132(31.5%) 84.2%
clinics and physicians who treat

cancer

25. Information about financial 36(8.6%) 61(14.6%) | 103(24.6%) | 219(52.3%) 91.4%
support for medical expenses, either

from government and/or private

organizations

26. Help with communication with 133(31.7%) | 89(21.2%) | 110(26.3%) | 87(20.8%) 68.3%
the patient and/or other

family members

27. Information about caregiving- 141(33.7%) | 102(24.3%) | 103(24.6%) | 73(17.4%) 66.3%
related stress management

Religious/spiritual support (MeanSD: 13.4+21.7)

28. Religious support 373(89.0%) | 24(5.7%) 14(3.3%) 8(1.9%) 11.0%
29. Help in finding the meaning of 278(66.3%) | 48(11.5%) | 66(15.8%) 27(6.4%) 33.7%
my situation and coming to terms

with it

Hospital facilities and services (Mean£SD: 51.5+26.8)

30. A designated hospital staff 40(9.5%) | 75(17.9%) | 141(33.7%) | 163(38.9%) 90.5%
member who would be able

to provide counselling for any

concerns, and guidance with the

course of the treatment, from the

point of diagnosis to

the period after discharge

31. Guidance about hospital 76(18.1%) | 141(33.7%) | 117(27.9%) | 85(20.3%) 81.9%
facilities and services

32. Need for space reserved for 87(20.8%) | 128(30.5%) | 133(31.7%) | 71(16.9%) 79.2%
caregivers

33. A visiting nurse service for home | 150(35.8%) | 91(21.7%) | 85(20.3%) | 93(22.2%) 64.2%
34. Opportunity to share experiences | 82(19.6%) | 112(26.7%) | 124(29.6%) | 101(24.1%) 80.4%
or information with other caregivers

35. Welfare services (e.g., 112(26.7%) | 105(25.1%) | 115(27.4%) | 87(20.8%) 73.3%
psychological counselling) for

caregivers

Practical support (Mean+SD: 44.6+31.0)

36. Transportation service for 180(43.0%) | 58(13.8%) | 78(18.6%) | 103(24.6%) 57.0%
getting to and from the hospital

37. Treatment near home 150(35.8%) | 76(18.1%) | 79(18.9%) | 114(27.2%) 64.2%
38. Lodging near hospital where the | 225(53.7%) | 58(13.8%) | 56(13.4%) | 80(19.1%) 46.3%
patient is treated

39. Help with the economic burden 54(12.9%) | 57(13.6%) | 77(18.4%) | 231(55.1%) 87.1%
caused by cancer

40. Someone to help me with 208(49.6%) | 61(14.6%) | 66(15.8%) | 84(20.0%) 50.4%
housekeeping and/or child care

41. Assisted care in hospital or at 180(43.0%) | 68(16.2%) | 78(18.6%) | 93(22.2%) 57.0%

home
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7.9 Relationships between various independent variables and care needs of informal
caregivers

Skewness and kurtosis were used to determine the normality of the data. In this study, both
the absolute skew value and kurtosis values were less than 2 and 7, respectively, and the data
was therefore determined as normal distribution, and a parametric test employed. The
association between demographic characteristics (categorical variables) and the care needs of
informal caregivers was explored through independent t-tests and one-way ANOVA. Pearson
Correlation analysis was used to explore the correlations between the age, anxiety and
depression, social support, coping strategies, quality of life and the needs of informal

caregivers.

7.9.1 Associations between demographic characteristics (categorical variables) and care
needs

7.9.1.1 Gender

No significant difference was identified between male and female caregivers regarding their

care needs (p>0.05).

7.9.1.2 Marital status
Informal caregivers who were single reported less health and psychological needs (p=0.010)
and less hospital facilities and service needs (p=0.039). Details are presented in Table 7.35

below:

Table 7.35 Differences in total and sub-scores of the CNAT-C between single and married caregivers (N=419)

CNAT-C: Mean+SD
Health Hospital
Marital and Fam_lly/ Healthcare Infor- Rel.'g.'OUS/ Facilities | Practical
Psycho- Social Staff mation Spiritual and Support Total Score
logical Support Support Services PP
Problems
Single | 23.1+28.6 | 28.1+25.5 | 67.6+24.2 | 60.5+22.3 | 12.7422.0 | 45.2+21.9 | 40.8+29.3 | 278.1+118.0
(n=51)
Married | 35.1+31.4 | 35.1+28.2 | 71.9+27.6 | 59.4+24.1 | 13.5+21.7 | 52.3+27.2 | 45.1+31.2 | 312.3+130.8
(n=368)
t -2.582 -1.679 -1.056 0.329 -0.231 -2.107 -0.913 -1.770
p 0.010 0.094 0.292 0.742 0.817 0.039 0.362 0.077
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7.9.1.3 Employment

Caregivers who had a job reported lower needs scores in terms of needs for hospital facilities

and services (p=0.020). The details are shown in Table 7.36 below:

Table 7.36 Differences in total and sub-scores of the CNAT-C on employment status of caregivers (N=419)

CNAT-C: Mean+SD

Health . - Hospital
Employ- and Fam_lly/ Rel_lg_lous/ Eacilities _
ment Psygho— Social Healthcare Infc_)r- Spiritual and Practical Total Score

logical Support Staff mation Support Services Support

Problems
No 33.8£31.7 | 33.8428.8 | 72.7425.7 | 60.6+23. | 13.5+23.1 | 53.7426.6 | 44.7£30.2 | 312.7£125.7
(n=277) 6
Yes 33.3£30.5 | 35.2426.4 | 68.7429.9 | 57.4+24. | 13.3+18.8 | 47.2426.7 | 44.2+32.5 | 299.3+137.1
(n=142) 3
t 0.130 -0.475 1.409 1.299 0.096 2.339 0.149 0.994
P 0.896 0.635 0.160 0.195 0.924 0.020 0.882 0.321

7.9.1.4 Education

Significant differences were detected in the domains of health and psychological problems,

healthcare staff, hospital facilities and services, and the total score (p<0.05). Detailed

information is shown in Table 7.37 below:

Table 7.37 Differences in total and sub-scores of the CNAT-C among subjects by education attainment

(N=419)
Education CNAT-C: Mean+SD
Health . iqi Hospital
and Fsam.”)(/ Healthcare Infor- Izel_lg_lousi/ Facilities | Practical
Psycho- ocia Staff mation piritua d Support | Total Score
logical Support Support ant
ogica Services
Problems
No formal 54.4+32.7 | 40.5£33.1 | 85.3£19.9 | 66.2+22.2 | 10.3£22.0 | 66.7+26.8 | 50.4+29.7 | 373.8+106.0
education (n=29)
Primary education | 32.9+31.5 | 34.64+28.1 | 69.3+28.5 | 57.5+24.9 | 14.3+23.9 | 51.0+28.3 | 44.7+31.2 | 304.4+135.5
(n=224)
Higher education | 30.9+29.5 | 32.7+26.8 | 71.6+25.8 | 61.0+22.5 | 12.8+18.4 | 49.5+23.8 | 43.3£30.9 | 301.7+£122.7
(n=166)
F 7.317 0.991 4.533 2.282 0.546 5.267 0.651 4.079
p 0.001 0.372 0.01 0.103 0.580 0.006 0.522 0.018

7.9.1.5 Length of caregiving time

As shown in Table 7.38, caregivers with differing lengths of caregiving time reported different

needs in terms of the healthcare staff, information, and hospital facilities domains (p<0.05).
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Table 7.38 Differences in total and sub-scores of the CNAT-C among subjects by length of caregiving time (N=419)

CNAT-C: MeanzSD

Length
of Care- | Health and Familv/ Religious/ Hospital
giving Psycho- amIY | Healthcare Infor- CUGIOUST | Facilities | practical
Time logical Social Staff mation Spiritual and Support Total Score
(months) | Problems | Support Support | Services
<l (n=93) | 34.5+32.8 | 35.1+26.7 73.7+28.6 61.0+23.3 | 16.7+24.7 | 52.5+27.5 | 46.7+31.2 | 320.3+132.4
1-6 35.7£30.2 | 36.7+28.4 67.3+26.5 54.7£22.2 | 13.5+20.8 | 47.4+23.4 | 46.3£32.2 | 301.7+130.0
(n=187)
>6 30.2+31.4 | 30.4+28.0 75.2+£26.5 65.0£25.2 | 11.0+20.7 | 56.2+29.8 | 40.7+29.0 | 308.7+127.7
(n=139)
F 1.304 2.076 3.902 7.810 1.891 4.489 1.603 0.638
p 0.273 0.127 0.021 0.000 0.152 0.012 0.202 0.529

7.9.1.6 Relationship between caregivers and patients

When the informal caregivers were couples/partners, they had lower information needs

(p=0.045). Higher scores of healthcare staff needs and the total score were identified for

informal caregivers who were relatives or friends of the patients (p<0.05). Details are shown

in Table 7.39 below:
Table 7.39 Differences in total and sub-scores of the CNAT-C for subjects’ relationship with patients
N=419)
CNAT-C: Mean+SD
] Health and ) o Hospital
Relation- Psycho- Family/ Healthcare Infor- Religious/ | Facilities Practical
ship logical Social Staff mation Spiritual and Support Total Score
Problems | Support Support | Services
Couples/ | 35.5+31.7 | 34.6+28.7 | 72.8+28.0 | 59.6424.5 | 13.9422.8 | 54.1+28.2 | 46.8+31.4 | 317.4+132.6
partners
Patients 31.9+430.8 | 32.2434.6 | 74.7433.3 | 70.1+21.9 | 9.7+19.4 | 50.0+27.0 | 23.6+18.5 | 292.3+122.9
Children 20.4429.7 | 32.74£26.9 | 67.1425.6 | 57.04¢23.3 | 12.2+19.7 | 47.3+24.5 | 42.8430.6 | 288.6+126.3
Other 4444341 | 40.9426.1 | 83.0+235 | 68.2+20.4 | 17.8+25.6 | 56.1+26.0 | 47.1+31.7 | 357.7+113.9
relatives
or friends
F 2.436 0.747 3.444 2.699 0.717 2.368 2.475 3.127
p 0.064 0.525 0.017 0.045 0.543 0.070 0.061 0.026

7.9.1.7 Patients’ cancer types

Caregivers who took care of a patient with head and neck cancers reported higher needs scores

for the domain of health and psychological problems (p=0.000), family/social support

(p=0.000), practical support (p=0.020), and the total score (p=0.012). The details are shown in

Table 7.40 below:
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Table 7.40 Differences in total and sub-scores of the CNAT-C by patients’ cancer types (N=419)

CNAT-C: Mean+SD

Health and Eamilv/ Religious/ Hospital
Cancer Types | Psycho- s "1 Healthcare Infor- 19 Facilities | Practical
logical ocial Staff mation Spiritual and support Total Score
Support Support .
Problems PP PP Services
Respiratory 34.4430.8 | 35.0+26.6 | 75.1+25.9 | 62.3+22.7 | 14.6+22.2 | 54.5+25.3 | 46.8+32.3 | 322.8+120.8
system
(n=148)
Digestive 28.3+26.1 | 29.7+28.0 | 73.9+27.0 | 58.2424.2 | 11.6+20.2 | 49.7+27.8 | 38.4+28.4 | 289.7+132.3
system (n=98)
Reproductive | 21.1426.1 | 23.8+24.9 | 67.5428.8 | 55.4+26.2 | 15.64+23.7 | 48.9+28.6 | 39.1+26.9 | 271.3+131.7
system(n=63)
Head and neck | 47.1#355 | 44.8+28.2 | 66.4424.7 | 59.7+21.3 | 13.5422.6 | 51.6+23.3 | 52.1+32.7 | 335.1+119.0
cancer (n=83)
Others (n=27) | 36.6+33.6 | 38.3+31.1 | 65.7+34.8 | 58.2+29.6 | 8.0+16.3 | 46.9+35.3 | 44.4+31.8 | 298.2+168.1
F 7.627 6.266 2.203 1.070 0.871 0.945 2.940 3.244
p 0.000 0.000 0.068 0.371 0.481 0.438 0.020 0.012

7.9.1.8 Patients’ treatment therapies

Statistical differences were detected among informal caregivers whose patients were receiving

different treatments in the domains of health and psychological problems (p=0.000), family and

social support (p=0.001), practical support (p=0.002), and the total score (p=0.028). The results are

shown in Table 7.41 below:

Table 7.41 Differences in total and sub-scores of the CNAT-C regarding patients’ treatments (N=419)

CNAT-C: Mean+SD

Treatment Hgalthhand Family/ Health - Religious/ FHos:EJ_it'gal oracticl
; sycho- . ealthcare nfor- - acilities ractica
Therapies logical Sig;)lzlrt Staff mation gsg{l)%ﬁl and Support Total Score
Problems Services
No treatment | 24.1+33.4 | 24.0+23.6 | 79.2425.5 | 66.9+21.4 | 8.9+16.5 51.5+28.3 | 31.1+22.6 | 285.7+110.0
(n=15)
Chemo + 39.9+29.5 | 42.3+26.1 | 68.1+24.0 | 57.4+22.2 | 17.2+19.7 | 53.8423.8 | 49.8+29.6 | 328.5+121.4
radiotherapy
(n=68)
Chemo- 30.6+29.7 | 31.3+27.4 | 71.7+28.4 | 60.0+23.8 | 12.3+21.4 | 51.9427.2 | 43.9+31.4 | 301.8+129.2
therapy only
(n=234)
Radio- 51.3+34.9 | 46.3+28.9 | 65.5+20.1 | 58.1+20.6 | 15.1+21.7 | 48.4+20.9 | 52.6+28.8 | 337.4+112.0
therapy only
(n=21)
Targeted 16.7419.2 | 28.1+28.5 | 67.8435.5 | 56.4+30.8 | 20.2+33.6 | 42.7£29.3 | 31.0+30.3 | 262.7+168.1
therapy
(n=19)
Symptoms 46.9+34.8 | 44.2431.0 | 76.4+23.1 | 61.7423.1 | 15.8+24.7 | 52.6+26.7 | 55.1+32.3 | 352.7+121.3
relieving
(n=40)
Follow-up 26.3+34.2 | 23.6+23.9 | 71.0£29.6 | 55.7+29.8 | 4.5+10.5 | 48.2+33.2 | 28.8+23.4 | 258.2+139.8
(n=22)
F 4.766 4.038 0.816 0.559 1.578 0.547 3.510 2.395
p 0.000 0.001 0.558 0.763 0.152 0.773 0.002 0.028
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7.9.1.9 Patients’ complications

When patients experienced complications, their caregivers required higher needs regarding

health and psychological, family/social support, practical support, and the total need score

(p<0.01). The results are shown in Table 7.42 below:

Table 7.42 Differences in total and sub-scores of the CNAT-C on the variable of patients’ complications (N=419)

CNAT-C: Mean+SD

Health Religious/ Hospital
Compli- and Family/ e .
cation Psycho- Social Heeéltt;;:fare r:]r;fg;;] Spiritual Faglrigles ZLaCt:;:ftl Total Score
logical Support Support Services PP
Problems
No 30.4+30.3 | 32.5+28.4 71.1+27.9 58.5+24.2 | 12.6+21.9 50.8+27.3 | 42.4+30.8 | 298.3+131.3
(n=334)
Yes 46.1+32.1 | 41.1+25.3 72.4+24.3 63.3+22.1 16.7+£20.7 54.1+24.7 53.2+30.4 | 346.9+115.7
(n=85)
t -4.201 -2.719 -0.407 -1.660 -1.553 -1.021 -2.905 -3.118
p 0.000 0.007 0.685 0.098 0.121 0.308 0.004 0.002

7.9.1.10 Patients’ gender

As shown in Table 7.43, caregivers who took care of male patients rated higher scores on

health and psychological, family/social support, healthcare staff, information domain, and the

total score of the CNAT-C (p<0.05).

Table 7.43 Differences in total and sub-scores of the CNAT-C on the variable of patients’ gender (N=419)

CNAT-C: Mean+SD
Health .
. - Hospital
Patients’ and Fam_lly/ Healthcare Info- Rel.'g.'OUS/ Facilities | Practical
Gender Peycho- Social Staff mation Spiritual and Support Total Score
logical Support Support Services PP
Problems
Female | 29.1+30.9 | 30.6+28.2 67.8+28.1 56.0+25.4 | 13.8422.5 | 48.6+28.2 | 41.2+29.7 | 287.1+140.8
(n=182)
Male 37.1+£31.2 | 37.0£27.5 74.1+26.2 62.2+22.3 | 13.1+21.1 | 53.7+255 | 47.1+31.7 | 324.3+118.2
(n=237)
t -2.631 -2.342 -2.365 -2.630 0.349 -1.933 -1.948 -2.874
p 0.009 0.020 0.018 0.009 0.727 0.054 0.052 0.004

7.9.1.11 Patients’ cancer stage

Caregivers who took care of stage 111 patients had higher scores in terms of healthcare staff

compared with those who took care of stage IV patients (p=0.041). The details are shown in

Table 7.44 below:
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Table 7.44 Differences in total and sub-scores of the CNAT-C by patients’ cancer stage (N=419)

CNAT-C: Mean+SD

Health and Family/ Religious/ Hospital
Psycho- . Healthcare Infor- .9 Facilities | Practical
Stage logical Siouglrt Staff mation %ﬂmtgftl and Support Total Score
Problems PP PP Services
Stage Il 31.5+28.1 | 34.9+27.9 | 75.1+254 | 61.7+22.6 | 14.8420.8 | 53.6+24.4 | 43.5+30.4 | 315.1+118.4
(n=142)
Stage IV | 34.7+32.7 | 33.9+28.1 | 69.4+27.9 | 58.4+24.4 | 12.7422.2 | 50.4+27.9 | 45.1+31.3 | 304.6+£135.1
(n=277)
t -1.043 0.328 2.050 1.354 0.934 1.187 -0.500 0.790
p 0.298 0.743 0.041 0.177 0.351 0.236 0.617 0.411

Variables that showed statistical significance (p<0.05) in the univariate analysis (as shown in

Table 7.35-7.44) were included in the regression analysis for each domain of the CNAT-C and

the global score of CNAT-C. Details of the variables that included in the regression model for

analysis were listed as follows:

Health and psychological
problems

marital status, education level, patients’ cancer type, patients’ treatment therapies, patients’
complications, patients’ gender

Family/social support

patients’ cancer type, patients’ treatment therapies, patients’ complications, patients’ gender

Healthcare staff

education level, length of caregiving time, caregivers’ relationship with patients, patients’
gender, patients’ cancer stage

Information

length of caregiving time, caregivers’ relationship with patients, patients’ gender

Religious/spiritual support

none

Hospital facilities and services

marital status, caregivers’ employment status, education level, length of caregiving time

Practical support

patients’ cancer type, patients’ treatment therapies, patients’ complications

Global score

education level, caregivers’ relationship with patients, patients’ cancer type, patients’
treatment therapies, patients’ complications, patients’ gender

7.9.2 Correlations

CNAT-C

between caregivers’ age, HADS, MOS-SSS, Brief-COPE, QoL, and

Table 7.45 shows the results of the correlations between caregivers’ age, HADS, MOS-SSS,

Brief-COPE, QOL,

and CNAT-C. The caregivers’ age was positively related to the need of

health and psychological support, healthcare staff, hospital facilities and services, and the total

score. Moderated positive correlations (r>0.3) were identified between anxiety and depression

and the majority of the CNAT-C domains. For correlations between social support and the

needs of caregivers, the findings indicated that the caregivers’ levels of social support were

negatively associated with their family/social support needs, but this data showed only weak

correlations as all the correlation coefficients were less than 0.3. Weak correlations were
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detected between the use of coping strategies and the needs of informal caregivers. The
caregivers who used more maladaptive coping strategies were significantly related to higher
levels of needs. The caregivers’ use of problem-focused, emotional-focused, and adaptive
coping strategies were negatively associated with health and psychological and family/social
support needs but were positively related to healthcare staff related and information needs. In
terms of the correlations between the caregivers’ quality of life and needs, moderated
correlations were identified in the majority of the needs domains, with coefficients above 0.3.

Caregivers with a poorer quality of life were significantly related to higher levels of needs.
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Table 7.45 Correlations between caregivers’ age, HADS, MOS-SSS, Brief-COPE, QoL, and CNAT-C

HADS/MOS-SSS/Brief-COPE/QOL CNAT-C Domains
Healthand |t ity Religious/ Hospital .
F;gé?:;_ Socia)I/ Hezélttgf(}are Information Spi?itual Facilit?gs and sz;gﬁl ;-coc;[?é
Problems Support Support Services
Age Age 0.140** 0.053 0.146** 0.094 0.049 0.212** 0.079 0.164**
HADS Anxiety 0.487** 0.538** 0.137** 0.300** 0.222** 0.255** 0.421** | 0.508**
Depression 0.508** 0.554** 0.016 0.194** 0.189** 0.133** 0.410** | 0.438**
Tangible support -0.095 -0.168** 0.090 0.055 0.045 0.122* 0.001 0.003
Informational and emotional -0.062 -0.107* 0.135** 0.115* 0.048 0.179** 0.073 0.074
MOS- | support
SSS | Positive social interaction -0.088 -0.119* 0.011 -0.011 00.046 0.016 0.048 -0.024
Affectionate support -0.074 -0.122* 0.162** 0.127** .015 0.152** -0.014 0.044
Total -0.085 -0.139** 0.112* 0.083 0.046 0.139** 0.041 0.034
Problem-focused coping -0.220** -0.188** 0.321** 0.261** -0.047 0.213** -0.124* 0.028
Brief- | Emotion-focused coping -0.096* -0.059 0.232** 0.245** 0.151** 0.209** 0.016 0.130**
COPE | Adaptive coping -0.177** -0.159%* 0.259** 0.153** -0.032 0.103* -0.095 -0.001
Maladaptive coping 0.201** 0.265** 0.204** 0.298** 0.181** 0.312** 0.309** | 0.372**
Burden 0.587** 0.571** 0.164** 0.320** 0.220** 0.371** 0.484** 0.587**
C- Disruptiveness 0.557** 0.607** 0.021 0.215** 0.276** 0.234** 0