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Abstract

Background: Transferring patients home to die from critical care remains an unusual event in
Western healthcare systems, but is more usual in China. Despite this very little is known about the

transfer decision-making and families’ experiences of transfer in China.

Aims: This study sought to understand families’ experiences of decision-making when transferring
home patients to die from intensive care units in China, focusing on the decision-making
processes, the decision-makers, their information and support needs, barriers to, and facilitators

of transfer, and meaning making of their experiences.

Methods: A constructivist qualitative study methodology was adopted. Interviews were
undertaken with thirteen family members sharing their experiences of transferring ten patients’
home to die from one intensive care unit in mainland China. Data analysis followed the thematic
process outlined by Braun and Clarke and generated four themes (“Stay here or go home?”: two
steps to decide transfer; “His sons discussed and others were not involved”: the decision-makers in
the process of deciding to transfer; “Falling leaves return to their roots”: the meaning making of
transfer; and “It’s a gap in the care”: the unmet information and support needs) and one
overarching theme (“Nowhere else to go”: a single path towards a home death through a web of

power).

Findings: Transfer decision-making by family members progressed through two steps: accepting
the inevitable death and transferring home to die. The decision-making process was driven by
Chinese cultural values and norms about a home death which obligates family members to
achieve this outcome despite the lack of transit and home care services. Transferring home to die
in China was a family-led decision-making process with limited choices and little support pre,
during, and post transfer, and was informed by a web of interrelated and conflicted power.
Conclusion: Family members have limited choices regarding place of death for relatives due to the
unique societal culture and healthcare system in China. Powerful cultural drivers and expectations
of a home death were identified as factors that obstruct service development which would
provide meaningful end of life care choices for family members in China. A lack of choice of
transfer decisions reflects inadequate end of life service provision in China. Findings of this study
suggest the need to develop end of life care provision in China, including transfer services. This
would improve both support for family members and the death and dying experience for people

in China.
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Definitions and Abbreviations

Definitions and Abbreviations

Barriers: factors that would limit or restrict implementation of decision-making (Légaré and Zhang

2013), regarding transferring home to die.

Critical Care Units (CCUs) and Intensive Care Units (ICUs): Critical care units in China refer to
general ICUs, specialty ICUs, and subspecialty CCUs within some primary specialties, for example,
pulmonology, surgery, emergency medicine, and anaesthesia (Du and Weng 2014). Because the
study was placed in an international context and evidence from the UK dominated in the
literature the classification of CCUs by the UK is used for discussing these literature: ICUs,
intensive therapy units (ITUs), and high dependency units (HDUs) which is one level down from
intensive care (NICE 2009; NHS Choices 2015). In some healthcare systems these terms refer to
differing specialities (Cardiac Care Unit for example) but the study in this thesis was carried out in

an ICU in Mainland China.

Culture: the character of a group of people who share a common history and perception of

appropriate normative behaviours, values, and beliefs (Glazer and Karpati 2014).

Decision-making: the cognitive process of identifying and choosing alternatives based on the
values, preferences and beliefs of the decision-maker. Three interrelated constituents in decision-
making are decision situation, decision-maker and decision-making procedure (Zachary et al.

1982).

End of life (EoL): end of life, terminally ill, and terminal care period are synonymous and apply to

patients with progressive disease with months or less of expected survival (Hui et al. 2014).

End of Life Care (EoLC): the care provided during the end of life stage and involves palliative care
and hospice care for patients with months or less of expected survival without limitations to

illness and settings.

Facilitators: factors that would promote or help implement decision-making (Légaré and Zhang

2013), regarding transferring home to die.

Family: Family is a cultural concept and its function and structure changes with social context. For
Chinese, family is a collective unit with physical and emotional connects between nuclear and

extended family (Zang and Zhao 2017).

Gatekeeper: individuals or institutions who have the power to either grant or withhold access to a

research population (De Laine 2000).
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Definitions and Abbreviations

Health Care Professionals (HCPs): people who “study, advise on or provide preventive, curative,
rehabilitative and promotional health services based on an extensive body of theoretical and
factual knowledge in diagnosis and treatment of disease and other health problems” (World

Health Organization 2010 P1).

Healthcare system: healthcare system, health system, or health care system all refer to the
interconnections of all the people, organisations and actions whose primary purpose is to

promote, restore or maintain health (Pittet et al. 2009).

Home death: a death occurs at home and home is the place where the patient lived usually and is

claimed as home by themselves or their family members.

Institutional death: all deaths occurring in places other than home are institutional deaths

including hospitals, long-term care facilities, hospices, and other institutions.

Patient: individuals with a critical illness who need specialised monitoring, treatment and

attention being treated in ICUs and other CCUs (NICE 2009).

Place of care: the location where formal or informal care is provided.

Place of death: the location where the death of an individual occurs.

Story: the account about experience of family members elicited through interviews.

Transfer: the process of relocating individuals in the course of receiving health care. In this study,

transfer means the relocation of patients from ICU to their home.
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Abbreviations
ACP: Advanced Care Planning
ACSQHC: Australian Commission on Safety and Quality in Health Care
ADs: Advance Directives
CPR: Cardiopulmonary Resuscitation
CVD: Cardiovascular Disease
EAPC: European Association of Palliative Care
GP: General Practitioner
JBI: Joanna Briggs Institute
LST: Life Sustaining Treatment
MV: Mechanical Ventilation
NHFPC: National Health and Family Planning Commission of the People’s Republic of China
NICE: National Institute for Health and Care Excellence
PCC: Participants, Concept, and Context
PPI: Patient and Public Involvement
PTSD: Post-Traumatic Stress Disorder
Qol: Quality of Life
RNCMS: Rural New Cooperative Medical Scheme
SDM: Shared Decision-Making
SES: Socioeconomic Status
THtD: Transferring Home to Die
UEBMI: Urban Employee Basic Medical Insurance
UK: United Kingdom
URBMI: Urban Resident Basic Medical Insurance
USA: United States of America

WHO: World Health Organization

WLST: Withdrawing/Withholding Life Sustaining Treatment
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Chapter 1 Introduction

Chapter One presents the introduction and background to the study presented in this thesis. The
aim of this chapter is to present the topic of interest and to situate this topic in the informing
contexts: the sociodemographic and unique cultural context; healthcare system of China; end of
life care service provision and what is known about preferred place of death in China. This chapter

concludes with an overview of the structure and content of the thesis.

1.1 Rationale for research

Dying in a favourite place, which is often home, is viewed as a good death by many ethnicities and
races (Hattori 2007; Biilow et al. 2008; Ko et al. 2013; Huang et al. 2015a; Cottrell and Duggleby
2016). Going home to die is discussed as being preferred by patients in critical care (Antonelli et
al. 2010). However, the prevalence of home deaths varies significantly between countries (Pivodic
et al. 2016). Home deaths are less common in many Western countries, such as the United
Kingdom (UK), Europe, the United States of America (USA), and Canada (Broad et al. 2013; Cohen
et al. 2015), and more common in Eastern countries, particularly China (Gu et al. 2007; Cai et al.

2017; Dong et al. 2019).

One group of patients who are frequently not offered the option of transferring home to die
(THtD) in the West are patients who are dying in critical care units (CCUs), some of whom might
prefer a home death rather than a CCU death or a hospital death (Coombs et al. 2015). Healthcare
professionals (HCPs) in the UK are reported as viewing THtD from critical care as complex and
challenging (Coombs et al. 2014) and recommend that a great deal of consideration is required
before, during and after transfer (Coombs et al. 2015). In mainland China 35% (74/211) - 60%
(96/159) of dying patients are transferred home to die from intensive carer units (ICUs) (Xu et al.
2001; Sheng et al. 2012; Zhao et al. 2014). What was of interest to me as an intensive care nurse
working in an ICU in mainland China was that despite THtD being more common in China, the
transfer decision-making process itself remains unclear, and the perspective of family, who are
crucial to successful transfer, is largely neglected in the research literature. My experience was
that this was a challenging and often distressing experience for family members that | had worked
with and so in order to gain an in-depth understanding of family members’ decision-making
regarding transferring patients home to die from ICU the study presented in this thesis was
undertaken by applying a constructivist qualitative design, interviewing family members who

undertook THtD of a dying family member from an ICU clinical context in mainland China.
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1.2 Sociodemographic of China

Covering approximately 9.6 million square kilometres, China is the third-largest country in the
world by land area (World Health Organization 2015). In 2017, China had 34 provincial-level
administrative regions, 23 provinces (including Taiwan), five autonomous regions and two Special
Administrative Regions (SARs), Hong Kong and Macau; 334 prefecture-level regional
administrative units, 2851 county-level regional administrative units, and 39,888 township-level
regional administrative units (National Bureau of Statistics of China 2018). According to China’s
economic development and administrative divisions, China is divided into three regions, namely

Eastern China, Central China and Western China (Cai et al. 2017).

China is the most populous country in the world. The population of China reached 1.39 billion in
2017 (National Bureau of Statistics of China 2018). The population in a prefecture or province can
be equal to or larger than the population in a medium or small country (Sun et al. 2017). China is
rapidly ageing. According to World Health Organization (WHO) criteria, China became an ageing
society in 1999, with 11.4% of its population over 65 years old in 2017 (National Bureau of
Statistics of China 2018). The population of China is distributed unevenly across the country, with
higher densities in eastern and central areas and a lower density on the western plateau (World
Health Organization 2015), and a higher proportion in urban areas than rural areas (58.5% vs

41.5%) in 2017 (National Bureau of Statistics of China 2018).

China has a diverse composition of ethnicities. Not including the unknown ethnic groups as well as
foreigners with Chinese citizenship, a total of 56 ethnic groups inhabit China, the largest of which
is the Han, accounting for 91.6% of the total population (Guo 2017). This diversity contributes to
China being a multilingual country, with over 80 languages spoken and some 30 written languages
(National Bureau of Statistics of China 2017). Mandarin (Pu Tong Hua, i i) is the predominant

language, spoken by over 70% of mainland Chinese (O'Connor et al. 2015).

1.3 Chinese philosophies and religions

Taoism, Confucianism, and Buddhism are the main three philosophies or religions in Chinese
culture (Hsu et al. 2009). Taoism is considered both a religion and philosophy emphasizing the
independence of the individual and connection to natural forces of life. Buddhism contains the
rituals of the spiritual life (Hsu et al. 2009). Confucianism provides the moral code of ethics of
behaviour and emphasizes the virtues of filial piety, family values, and social responsibilities (Hsu
et al. 2009). However, Confucianism is not generally considered a religion by most Chinese people
(Bulow et al. 2008). Chinese people have integrated these philosophies and religions to form the

basis of their culture, norms and traditions in relation to health, death and dying (Hsu et al. 2009).
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People’ attitudes toward end-of-life decision making can be understood through the lens of

values from Confucianism, Buddhist and Taoist traditions.

1.3.1 Confucianism

The term Confucianism refers to the venerable, all-encompassing tradition rooted in Chinese
culture and philosophical-religious thought. Confucianism suggests the comportment with Li (%),
Xiao (Z£), Ren (=) and Yi ( X) for an individual, which shape how he or she should live and
interact with others, in the realm of family, community, and society. Following these teachings, a
person achieves his or her self-cultivation to become a superior person (Junzi, & ) (Hsu et al.

2009).

Propriety (Li, L) refers to the ritualized norms of proper conduct regulating all aspects of human
interactions according to one’s position and rank in family and society. For example, children are
taught to honour the Li, honouring parents, loving siblings, respecting elders, trusting friends, and
retaining loyalty to the family. The procedure of funeral and death anniversaries needs to be
based on the ritualized norms of proper conduct to secure the quality of the deceased’s life in the
other world (Hsu et al. 2009). The rituals and ceremonies associated with death are important to
the living. First, the extent of the rituals (i.e. the number of people at the funeral, who attended,
the extent of the venues such as dance, music team, etc.) reflects the stature and reputation of
the dead and his/her associated family. The event of death serves as another opportunity for
bonding, socialization, and networking among family members, friends, and other associates (Xu
2007). There are numerous culture-based procedures and rituals to conduct with death, from
embalming of the corps to burial services. Many of these rituals, procedures, and taboos are
unwritten based on custom and tradition and can only be learned from the elders through the
oral tradition (Xu 2007). The core of Chinese tradition customs is for burial of the body in the
ground even though cremation has become mandatory practice in cities, burial is still most

common in rural areas (Zhao et al. 2014).

Filial piety (Xiao, Z%) is the primary duty of all Chinese requiring obedience of children to parents
during their lifetime and taking the best possible care of them as they grow older (Hsu et al.
2009), and is considered as one of the key values necessary to maintaining social stability
(Bowman and Singer 2001). It is the duty of family and friends to ensure that the final days of a
person’s life are the best they can be. Thus, a child who agrees to a parent’s refusal of treatment

would be violating the principle of filial piety.

Humanity (Ren, 1=) refers to the attribute of being fully human, indicating a relationship between

persons in the community, with the root of filial piety (Hsu et al. 2009). It is a theory of virtue
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ethics and deontology which sheds light on modern Chinese medical practice (Li 2013). Doctors
have a responsible to do good for patients. To a large extent, Chinese bioethics is profoundly

influenced by Confucianism.

Appropriateness (Yi, X) emphasizes that individual behaviour and manners must be proper, right,
and fitting in relation to other people (Hsu et al. 2009). Taking care of older parents, especially
when they are ill, is an important obligation of Chinese people. Confucian concepts of Yi, and filial
duty are reflected in the process of caregiving and the patient-caregiver relationship.
Consequences of the process include finding meaning in life and peace of heart and mind (Mok et

al. 2003).

The philosophy of death in Confucianism has impacted Chinese people’s thoughts and behaviours,
including whether they accept talking about death or do not (Deng et al. 2019). Death is a taboo
and most Chinese families will not discuss issues of death and dying for fear of invoking bad luck
or further precipitating the patient’s death while also acknowledging that death is part of the
lifespan (Hsu et al. 2009). Words that sound like ‘death’ are avoided as far as possible (Chan and
Chow 2006). Chinese tend to use euphemistic expressions such as “go to the heaven,” “pass
away,” or “become old” instead of the word ‘death’ (Huang et al. 2015a). The cultural taboo on
talking about death openly can result in most family members avoid talking about death with
patients, which makes it difficult for HCPs to carry out advanced care planning (ACP) or advanced
directives (ADs) with patients, their families, and physicians (Cheng 2018; Liao et al. 2019). This

can hinder Chinese HCPs' effective communication with dying patients at end of life (EoL) (Li

2013; Zheng et al. 2015; Dong et al. 2016; Lai et al. 2018; Deng et al. 2019).

1.3.2 Taoism

The Tao is a central concept of ancient Chinese thought and simultaneously embodies both

‘being’ and ‘non-being’ in constant, cyclical, and evolutionary flux of production and destruction
(Hsu et al. 2009). From this notion, the system of Yin—-Yang (FHfH) and Wu-Xing (F.17) is produced
and these become the fundamental philosophies of Feng-Shui (JX.7K), reversion, and meditation.
Good Feng-Shui will bless residents and descendants with wealth, health, and success and
harmonize the natural environment of their dwellings and tombs. Poor Feng-Shui of the
ancestors’ tombs or memorial tablet located at home may lead to ancestors’ displeasure, and
illness and misfortune sent as a reminder for communicating displeasure. Reversion is a concept
emphasizes that all things ultimately revert to their primordial, original tranquil state of
equilibrium, the Tao itself. For the Taoists, this means to escape from the mundane world to enjoy

the unbounded freedom that Tao affords, recognized as immortality. Taoist meditation seeks to
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break free of all myriad things of the individual body and mind to achieve immortality and
unbounded freedom. This meditation aims to deconstruct the body and mind from material
actuality back to the fluidity of potentiality in order to create an ideal and embryonic construction

to embody a perfected body and mind (Hsu et al. 2009).

In terms of its values on iliness and death, Taoism is divided into philosophical and religious
Taoism (Bowman and Hui 2000; Bilow et al. 2008). In philosophical Taoism acceptance is the only
appropriate response when facing death, and artificial measures to preserve life contradict the
natural events. The Taoist regards death as a natural part of the lifespan. Death in older age is
more likely to be accepted as ‘nature taking its course’ (Tang et al. 2010). In religious Taoism
death may lead to either an afterlife of endless torture in hell (Chan and Chow 2006) and
therefore a Taoist may cling to any means of extending life to postpone that possibility. Taocism
speaks of death as an inauspicious event, to be avoided (Hsu et al. 2009). Taoists suggests that
death is not an achievement for life and that people should perform self-cultivation techniques,
such as Feng-Shui (JX\7K) and Tai-Chi Chuan (X 1)2Z8), in order to prolong physical life. When a
family member experiences life-threatening illness, it is common for Chinese people to attribute it
to one of these ascriptions: retribution (1), poor Feng-Shui, misfortune, and bad luck, and
Taoist rituals might be performed by Tao-Shih (i& 1:) to seek its cause, in order to relieve the

symptoms and prolong the patient’s life (Hsu et al. 2009).

1.3.3 Buddhism

Buddhism is one of the world’s major religion, with a significant influence on Chinese culture for
thousands of years. Samsara, nirvana, and karma are the main beliefs of Buddhism for
understanding suffering and the nature of existence (Hsu et al. 2009). Buddhist thought places
emphasis on the transitive and impermanent aspects of life. A central focus of Buddhism is the
attainment and maintenance of a clear, calm, state of mind, a state in which one is undisturbed by
worldly events (Bowman and Singer 2001). Buddhism draws on monasticism, celibacy, and
withdrawing from societal practices. Buddhists, also, accepted the traditional Chinese value of
filial piety and ancestor worship, and the Buddhist concepts of samsara and karma not only relate
to the individual but adapted to include ancestors and families, even descendants (Hsu et al.
2009). A person who decides to forego life-prolonging treatments because of the emotional or
financial burdens that his illness incurs would be performing a compassionate act which may derive

from the Buddhist value of justice (Bowman and Singer 2001).

Understandings of death and dying in Chinese Buddhism have combined with the original

Buddhist teaching and Chinese indigenous philosophies (Hsu et al. 2009). The concept of life cycle
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is based on the Buddhist belief that once a person has entered the cycle of life, aging, illness, and
death are inevitable (Bowman and Singer 2001). In Chinese Buddhist belief, the last thought
during a person’s last moments, whether good or evil, will influence the individual’s next rebirth.
Therefore, from the Chinese Buddhist view, caring for the dying person focuses on the patient’s
state of mind at the moment of her/his death. When death is imminent, reciting Sutra around the

dying person will instruct him to go freely in peace (Hsu et al. 2009).

In summary, Taoism, Confucianism, and Buddhism are the three combined philosophies in China
that contribute to the unique cultural context for end of life decision-making. In this cultural
context, family members have the obligation to provide end of life care and make decisions on
behalf of their relatives. Attitudes towards death based on different beliefs may lead to different
treatment decisions. Death and dying have to follow culturally meaningful rituals and procedures
and take place in a particular location. Furthermore, death and dying are also influenced by the

healthcare system in China.

1.4 The healthcare system in China

The healthcare system in China is more complex than that of many other countries because of the
country’s large population and regional diversity (Meng et al. 2019a). China has a three-tiered
system for healthcare delivery: health organisations and providers operate at county, township,
and village levels in rural areas, and at municipal, district, and community levels in urban areas
(Meng et al. 2019a). This is generally organized according to government administration
comprising the central government, and local governments in provinces, cities, counties and

townships (Sun et al. 2017).

Public hospitals dominate health care delivery in China (National Health Commission 2018).
Hospitals in China are accredited at three levels: primary, secondary and tertiary. Primary
hospitals are at township level for primary public and clinical health care. Secondary hospitals
correspond to hospitals at the county and prefectural levels providing a comprehensive health
service with coverage for certain regions. Tertiary hospitals are more likely at the provincial level,
providing a comprehensive or advanced health service with coverage for the province or even the
whole nation. Hospitals at each level are ranked A and B on the basis of the functions, size,
technical skills, equipment, and quality of service. A hospital ranked as A at level three is

considered to be the best (Sun et al. 2017).

China has three basic health insurance schemes: urban employee basic medical insurance
(UEBMI), urban resident basic medical insurance (URBMI), and rural new cooperative medical

scheme (RNCMS) (Fang et al. 2019). Rural and urban resident based health insurance is funded
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mainly by government subsidies (about 70% of the total funds), and employee based health
insurance is funded by employer and employee contributions (Meng et al. 2019a). In addition to
the three basic health insurances, insurances for critical illness, medical assistance (MA), and
emergency disease assistance as well as private insurance exist (Sun et al. 2017). Although more
than 95% of the Chinese population was covered by health insurance in 2011 (Liang and
Langenbrunner 2013), the out-of-pocket expenditure remained 29% of total health expenditure in

2017 (Fang et al. 2019).

China has implemented a health system reform over the past decade (Liu et al. 2017; Meng et al.
2019a). Although good progress and achievements have been made, issues exist. China’s health
system remains hospital centric. The capacity and use of primary care providers are inadequate.
The healthcare delivering system is vertically segmented (Sun et al. 2017) and collaboration
between different health sectors is poor (Meng et al. 2019b). China is still facing many health
challenges such as non-communicable diseases, an ageing population, and people’s rising

expectations about health (World Health Organization 2015; Meng et al. 2019b).

1.5 End of life care service provision in China

1.5.1 The availability of palliative care services

China is the most populous country in the world, but access to palliative care is extremely limited
(Yin et al. 2017; Lu et al. 2018). In 2017, 15.8 million people in China (11.4%) were aged over 65.
The national mortality rate in 2017 was reported as 7.11%., that is, more than 7 million people
(National Bureau of Statistics of China 2018). However, most of the hospice and palliative care
services are still provided in secondary and tertiary hospitals, while beds for hospice and palliative
care are in great shortage. There are almost no palliative institutions in small cities and rural areas
in China (World Health Organization 2015). In addition, general end of life care (EoLC) services in
non-palliative care settings, for instance ICU, are underdeveloped in China (Lai et al. 2018). Most
patients spend their last weeks in tertiary/ secondary hospitals before going home to die, being
transferred from one location to another, receiving illness- and symptom-focused treatment, with

no other places as options for end of life (Lai et al. 2018).

Community and home palliative care in China are in their infancy. Palliative care programmes are
limited across the country and the number of them providing community-based and home-based
palliative care is relatively small. For instance, among three representative palliative care
programmes in Beijing, Chengdu and Kunming, only the one in Chengdu provides a home
palliative care service, delivers pain medications for patients in the last days of life and offers

bereavement counselling at home, with a daily census of 10 patients (Yin et al. 2017). Shanghai is
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the pilot and leading city providing community hospice care in mainland China. Before 2012, there
was only one Community Health Service Centre in Zhabei district offering hospice care in

Shanghai.

In 2012, the Hospice Care Service Programme (% T 472557 $7 AR 55522300 H ) was launched in
Shanghai to provide hospice care to terminally ill patients (Shanghai Health Bureau 2012). The
local government website (Shanghai Health and Family Planning Commission 2019) shows that
currently there are 76 institutions providing hospice and palliative care across the city including
20 community hospice care centres, about 300 palliative care wards, 890 institutional beds and
801 palliative care beds for home-based terminally ill patients. However, this is extremely limited
compared with the large population of the city. In 2017, the total population in Shanghai was
24.18 million and of them, 14.3% (3.46 million) were aged 65 and over, and 18,154 died within

the year (National Bureau of Statistics of China 2018).

Home care services for dying patients at home have been well developed in Western countries
with the European Association for Palliative Care (EAPC) recommending the ratio of one home
palliative care service per 100 thousand inhabitants (Radbruch and Payne 2010). In the UK, there
are 258 home palliative care services available across England, Wales, and Northern Ireland (one
team per 224 thousand inhabitants) (The National Council for Palliative Care 2012). In 2014, about
67,000 paid, regulated long-term care service providers served about 9 million people in the USA,
with services provided by 4,800 adult day services centres, 12,400 home health agencies, 4,000
hospices, 15,600 nursing homes, and 30,200 assisted living and similar residential care
communities (Harris-Kojetin et al. 2016). Canada also has a good home care support system. A
survey in the central west region of Ontario reported that patients received five different home
care services during the last four weeks of their life and 81% of them died at home (Brazil et al.

2012).

China remains at a preliminary stage of integrating palliative care into mainstream service
provision with a relatively low ratio of palliative care services to population (1: 8.5 million) (Lynch
et al. 2013). In the Quality of Death Index, China ranked 71 of 80 countries, a worrying result
reflecting a slow adoption, limited availability and poor quality of palliative care (The Economist
Intelligence Unit 2015). To date, there is still no national certification program for hospice and
palliative care physicians and nurses in China. The public have misunderstandings about, or a low
awareness of, palliative care (Hu and Feng 2016; Yin et al. 2017; Yan et al. 2019). Both hospital-
and home or community-based formal EoLC services are not widely available (Gu et al. 2007). An

EoLC system has yet to be fully realized or created in China (Deng et al. 2019).
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In 2017, the Chinese government released the first national policy and standards for EoLC practice
in China, namely the Basic Standards and Regulations (Trial) of the Palliative Care Centre (% ‘T*JT
P AP AEFRN S FR VS (GRR4T) ) (NHFPC 2017a) and the Guideline for Palliative Care
Practice (Trial) (% TJ7 $" 5L F8FF (3X4T) ) (NHFPC 2017b). The policy defines that EoLC is to
provide pain and symptom management, comfortable care, psychological, spiritual and social
support to terminally ill patients and their families through a multi-disciplinary collaborative mode
(NHFPC 20173, b). However, the national policy did not provide the criteria by which service
providers assess that patients are at their end of life stage, and the policy and standards do not
appear to be being implemented by service providers in clinical practice in China (Gong et al.
2018; Lai et al. 2018). Limited palliative and hospice provision may be part of the reason why

home deaths are usual in China (along with other factors).

1.5.2 Usual place of death in China

In mainland China, evidence shows that most deaths occur at home and an extremely small
proportion occur in hospitals or other institutions. A large scale national survey in China identified
that 88% of the 23,098 deaths between 1998 and 2012 occurred at home (Cai et al. 2017).
Another national survey found that 82% of the 352 Chinese decedents between 2014 and 2016
died at home with 72% of the deaths occurring at home in urban areas, and 91% of the deaths
occurring at home in rural areas (Dong et al. 2019). A similar figure was reported by a study about
ten years ago that 92% of 6,444 Chinese oldest decedents (aged 80 years and over) died at home,

with only 7% dying in hospitals and 1% in other institutions (Gu et al. 2007).

Compared to other countries, more Chinese people die at home than in hospitals. A cross-national
comparison of 45 countries of information from published reports and available data showed that
more than half (54% and more) of all deaths across populations occur in hospitals and residential
elderly centres with the exception of Albania, China (20%, 868,484 decedents), Chile, Lithuania,
and Serbia (Broad et al. 2013). In England hospital deaths accounted for 45% of 228,811 deaths,
and home deaths accounted for 24%, with 23% in care homes and 6% in hospices in 2018 (Public
Health England 2019). The rates of home deaths varied between 22% of 294 decedents (Sweden)
and 52% of 163 decedents (Greece) within13 European countries between 2005 and 2012
(Penders et al. 2017). In the USA 30% of 2.7 million decedents died at home while 37% died in the
hospital (Aldridge and Bradley 2017) and 25% of 1,361,870 deaths occurred in nursing homes in
2015 (Teno et al. 2018).

Given that so many people die at home in China, the quality of death at home is essential.

However, there is very limited evidence about the quality of death at home in mainland China. In
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the global Quality of Death Index, China ranked 71° of 80 countries, a worrying result concerning
the overall quality of death (The Economist Intelligence Unit 2015). Evidence from other countries
or regions indicates that the quality of patients’ end of life and families’ bereavement may be
better for patients dying at home, where home care services are available. In Taiwan, Yao et al.
(2007) found that home deaths with palliative home care are better than hospital deaths except
for physical comfort. In Canada, Hales et al. (2014) reported that home deaths with palliative care
services have better overall quality of dying and death, better symptom control and death
preparation than deaths in other places. In the USA, Wright et al. (2010) revealed that compared
with patients who died at home or in a hospice, patients who died in an ICU or hospital
experienced more physical and emotional distress and worse quality of life (QoL). In addition,
families were more likely to experience post-traumatic stress disorder (PTSD) in the group of ICU
deaths and prolonged grief disorder among hospital deaths. A recent survey in the UK suggested
that a home death could be more peaceful and better for grieving processes than a hospital death
if the following provisos were in place: patient’s preferences are discussed, their GP can visit them
at home, and they have the support of their family (Gomes et al. 2015). Thus, the quality of home

death can be better if necessary support is available.

Compared to the West, home deaths are more common in China but the quality of home deaths
in mainland China seems poorer based on the limited evidence published. This is of concern in

view of the needs of a critically ill patient who may be transferred home to die from an ICU.

1.6 Factors influencing preferred place of death

Evidence shows that patients who have a preference for a home death as opposed to a hospital
death are more likely to die at home (Gomes and Higginson 2006; Gomes et al. 2015). A
systematic review reported that most people worldwide, including patients, caregivers and
members of the general public prefer to die at home rather than in hospitals or other institutions
(Gomes et al. 2013). Furthermore, a recognition of the patients’ preferences by the HCPs and
family members involved in care can increase the likelihood of a home death (Gomes and

Higginson 2006; Hunt et al. 2014; Lee et al. 2014a; Gomes et al. 2015).

However, the evidence shows an incongruence between the preferred place of death and the
actual place of death. Table 1.1 presents the reported figures of the percentage of people
expressing the wish to die at home, and the percentages of actual home death among people in
general and patients (i.e. residents in a nursing home or across the country) in China and Western

countries.
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Table 1.1  Reported figures of preferred place of death and actual place of death in China and

other countries

Comparing items Western countries
(UK, Europe and USA)

Mainland China

Preferred home deaths Most patients, families and members of |23% - 26%
the public (Gomes et al. 2013) (Ni et al. 2014; Kang et al. 2017)
Actual home deaths 22% -57% 82% -92%

(Aldridge and Bradley 2017; Penders et |(Gu et al. 2007; Cai et al. 2017;
al. 2017; Public Health England 2019) Dong et al. 2019)

In mainland China, the majority of Chinese die at home but only a small group of people express
this preference. Surveys in China reported that fewer than a quarter (23% of 467 respondents) of
nursing home residents wanted to die at home, but more than half (58%) would prefer to live and
die at their present nursing home (Ni et al. 2014), and a little more than a quarter (26% of 1,084
respondents) of general patients preferred to spend their last days of life at home whereas most
of them (44%) chose general hospital (Kang et al. 2017). The low expressed preference for a home
death among these participants in mainland China might be a result of multiple factors, such as
the decreasing access to family caregivers due to the increasing number of single households with
fewer generations, the concerns about quality of life at home and burden upon family members
when home care service is not available, and the cultural taboo about talking about dying and
death. The significant incongruence between the preferred place of death and the actual place of
death among Chinese population indicates that personal preference has an impact on the

decision but other factors are more influential which are discussed in following sections.

1.6.1 Factors influencing choice of place of death

Personal reasons for preferring a home death may change over time (Murtagh et al. 2012; Gomes
et al. 2013), with a shift away from home to institutions (Higginson and Sen-Gupta 2000;
Higginson et al. 2010; Gerrard et al. 2011; Sue Ryder 2013). Reported reasons for change of
preference include: the perceived level of family support, and health care input (Murtagh et al.
2012; Gomes et al. 2013). The increasing burden of care or consideration of the carer/family
burden (as well as personal considerations) are a major influence on the preferences of patients
(Higginson and Sen-Gupta 2000; Murtagh et al. 2012), and the preference of a home death is
conditional on the support available from both family carers and professional services (Gomes
and Higginson 2013). Empirical research identifies the benefits of distinguishing preferred place of
death and preferred place of care before death (Gerrard et al. 2011). However, ‘going home’ is an
important metaphor which carries multiple meanings in different social contexts (Long 2004). At

least two layers of meanings are ascribed to home as a place of death by Chinese people.
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First, home is connected with physical comfort, emotional safety, connection with family
members (Gott et al. 2004; Long 2004; Horsfall et al. 2015), a peaceful place with no mechanical
medical treatments (Ko et al. 2013), a sense of belonging, freedom and control of being in a
familiar environment, and a sense of normality (Tang 2000; Lin and Lin 2007; Tang et al. 2008).
These meanings about home can be mapped to the model by Oswald and Wahl (2005) that home
is a setting comprising physical, behavioural, cognitive, emotional and social dimensions, which is
illustrated in Figure 1.1. These meanings of a home can be altered by the care of dying relatives
(Morris et al. 2015; Milligan et al. 2016) and appear to be universal across cultures, including

Chinese culture (Huang et al. 2015a).

Figure 1.1 The meanings of home at the end of life stage

Physical aspects Personal aspects

the experience of housing Behavioural aspects

conditions: 4) Everyday indoor activities

1) Residential area and quality 5) Proactive environmental
of neighbourhood manipulation

2) Accessibility to the outdoor Cognitive aspects
environment 6) Perceived autonomy

3) Amenities, furnishing 7) Familiarity, maintenance,

routine

8) Reminiscence, a sense of
insideness in the place of
home, planning

9) Identity

Emotional aspects
Social aspects 10) Privacy, safety, retreat
12) Relation to fellow-lodger 11) Stimulation, pleasure,
13) Visitors, neighbours excitement

Source: (Oswald and Wahl 2005)

Figure 1.1 illustrates the model by Oswald and Wahl (2005) about a variety of meanings of home
in old age which comprises three domains (physical, personal and social), five
categories/dimensions and thirteen items (Fellow-lodger in item 12 refers to the person who lives

in a rented house with the house owner).

Second, home is connected with cultural, religious, and spiritual meaning as a place of death,
which is very important for Chinese people. Two qualitative studies mentioned that Chinese
culture and norms about going home to die are the reasons for some ICU patients forgoing life-
sustaining treatment (LST) to be taken home to die by their family members in mainland China
(Xie et al. 2015; Liu et al. 2016), but the primary focus of the two publications was on ICU families’
decision to withdraw/withhold life-sustaining treatment (WLST) with little insights into the

underlying patterns about THtD.
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Chinese traditional beliefs about a good death are that dying at home is as natural as the leaves
falling down to the roots of a tree (Tang 2000). For the Chinese, dying at home is a way of
continuing bonds with ancestors (Hsu et al. 2009). The cultural, religious and spiritual meanings of
home imply that a home, to many individuals, might not be replaceable by other places (i.e.
hospice) as a place of death. The study presented in this thesis further explored the cultural and
religious meaning of home in families’ decision to THtD from ICUs in China by identifying the more

in-depth mechanism and role of cultural values and norms in this decision-making process.

1.6.2 Social demographic factors

Many social demographic factors are reported as influencing actual place of death, including age,
gender, minority and socioeconomic status (education, social class, income). These factors
informed the collection of demographic information of participants in the study presented in this

thesis.

There are inconsistent findings about the influence of age in home deaths (Gomes and Higginson
2006). Older age was found associated with increased likelihood of dying at home in Taiwan (Lin
and Lin 2007; Yeh et al. 2019), New York (Decker and Higginson 2007), and Italy (Cohen et al.
2010), but decreased likelihood of dying at home in the UK (Decker and Higginson 2007; Gao et al.
2013) and other European countries (Cohen et al. 2010). A systematic review indicated that older
patients, especially those with dementia, were most likely to die in care homes (Murtagh et al.

2012).

In mainland China, some studies found no age difference in place of death (Gu et al. 2007; Li et al.
2019), and WLST in ICU (Zhao et al. 2014), but others found that a home death was more likely as
age increased (Cai et al. 2017) and patients aged younger than 40 were more likely to die in the
ICU than go home to die (Xu et al. 2001). For Chinese people, a young death is not easy to accept
and it is less likely for family to give up a younger family member according to Chinese culture
about death and filial piety. Therefore, the pattern of age influence on place of death might
reflect the underlying societal culture in China, however, the current understanding about the age
influence is based on a limited number of publications generating inconsistent findings, without a

direct evidence about the underlying reasons for the difference.

Inconsistent findings are also reported on the gender difference in home deaths. Being a woman
decreased the likelihood of dying at home in the UK (Decker and Higginson 2007) and other

European countries (Cohen et al. 2010) because historically women play the role of caregiving in
the family and men go to work, so that there is a lack of spouse caregiver when the dying family

member is female. But the likelihood was increased in New York (Decker and Higginson 2007),
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Italy (Cohen et al. 2010) and Taiwan (Lin and Lin 2007), suggesting that other factors played a role
among the participants in these contexts, for instance in Taiwan, the fact that females are more
attached to home than males and are more likely to stay at home when dying. In mainland China,
a gender difference was not found between home deaths and hospital deaths (Gu et al. 2007; Cai
et al. 2017; Li et al. 2019) and WLST in ICU (Zhao et al. 2014). This might be because the primary
decision-makers for most of the dying patients or ICU patients are their children, whose decision-
making is influenced by filial piety according to Confucian philosophy (Bowman and Singer 2001,
Ni et al. 2014), and their decisions about place of death for father could not be different from
those for mother. However, further investigation is needed to confirm the influence of gender on
going home to die from ICUs and reveal the underlying interpretations which findings of the study

presented in this thesis can inform.

Evidence from the West showed that ethnic minorities are more likely to die in hospital (Gomes
and Higginson 2006; Murtagh et al. 2012) because many people from ethnic minorities feel they
are not provided with enough choices, and the different access to home care by socially
disadvantaged people could contribute to more likelihood of a hospital death (Gomes and
Higginson 2006). China might tell a different story. Two large scale quantitative studies in
Mainland China reported that minority ethnicities were less likely to die at the hospital than the
Han majority (Gu et al. 2007; Cai et al. 2017). The cultural beliefs about a home death and the
limited access to hospital beds and social care services or inability to afford the costs of a hospital
death are possible causes for this difference (Gu et al. 2007), which the findings of the study in

this thesis could inform.

In the West, higher socioeconomic status (SES) as indicated by further education, higher social
class, and higher household income are associated with a home death (Gomes and Higginson
2006; Murtagh et al. 2012), whereas lower SES reduces the likelihood of death at home (Decker
and Higginson 2007). In contrast, in China, a better SES reduces the chances of a home death (Gu
et al. 2007; Cai et al. 2017; Li et al. 2019) and this is reported to be related to the availability of or
access to health care services that can be paid for, because the family with a higher SES can afford
the cost of a hospital death in China (Cai et al. 2017). The influence of SES on family decision-

making regarding THtD was explored in the study presented in this thesis.

1.6.2.1 Financial burden and health insurance support

Evidence from mainland China shows that financial hardship in relation to the coverage of
healthcare insurance is a barrier to patients being cared for and dying in ICUs or hospitals or other
institutions. These patients are more likely to be taken home to die because home deaths are

cheaper than hospital deaths. Studies in China reported that if patients whose family finance was
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good and/or whose medical costs were covered by public medical care or medical insurance, they
were less likely to die at home (Gu et al. 2007; Cai et al. 2017), and their families intended not to
forgo LST in ICU (thus not to THtD) (Liu and Zhu 2016). In contrast, if the costs were not covered
by insurance and/or the further stay and treatment were a burden to the family, it was decided
that patients would forgo LST (Liu et al. 2015; Liu et al. 2016) and were more likely than those
covered by insurance to go home to die (Xu et al. 2001). A retrospective observational study
reported that out-of-pocket was the source of medical expense for 88% of 82 patients with the
choice of WLST, and the huge financial cost of critical care was a leading obstacle for many
patients to proceed (Zhao et al. 2014). Based on their findings of a large scale study Gu et al.
(2007) suggest that the primary reason that most people died at home in mainland China is not

because they can access to home care, but because they cannot afford the hospital costs.

Some evidence shows that the care costs increase at the end of life stage which indicates that
dying and death become expensive due to the use of care services and resources. A population-
based retrospective study in urban China found that costs increased rapidly as death approached
(Li et al. 2019b). This was consistent with findings of a scoping review which identified that
caregiver costs were highest when the care recipient was in the palliative phase of the disease
(Coumoundouros et al. 2019). The high medical costs during end of life stage might be related to
the use of ICU. In the USA, the prevalence of high-intensity care at the end of life is on the rise,

including ICU stay (Aldridge and Bradley 2017).

Deaths in ICUs or spending time in ICUs before death are very expensive in mainland China. A
population-based study from urban China reported that the average expenditures per capita
during the last 6 months of life were $18,235, and 6% of the 894 deceased patients were
admitted once into the ICU and the use of ICU services increased the EolLC costs (Li et al. 2019b).
In contrast, another retrospective review of an ICU in China showed that WLST, following which
many went home to die, reduced the length of stay and financial costs in ICU (Zhao et al. 2014).
The cost of the ICU department is among the highest within the healthcare industry (van der Sluijs
et al. 2017). The ICU cost in China is higher than other countries such as the USA (Ye et al. 2017).

Home deaths are cheaper than hospital deaths, including deaths in ICUs. Population-based
retrospective studies in mainland China reported that patients who died in the hospitals spent
1.5-fold, 2.3-fold, 3.5-fold and 3.2-fold higher than those who died at home during the last one
week, one month, three months, and six months of life (Li et al. 2019b); hospital deaths utilized
more inpatient hospitalization services and emergency department visits than home deaths (Li et

al. 2019a).
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Most countries with high performing health systems and good palliative care development do
provide some financial support for caregivers (Courtin et al. 2014; Gardiner et al. 2019). A
systematic review identified that studies from countries with comprehensive public funding
reported less medication, physician and home care costs (Gardiner et al. 2014). In China, health
insurance does not cover all individuals (Liu et al. 2015). The limited palliative care services are
generally not supported through the national health insurance (Hu and Feng 2016; Yin et al. 2017)

and the full funds approved by the government have not yet been allocated (Huang 2015).

1.6.3 Family support and decision-making

Family can be defined as people related by marriage, birth, consanguinity or legal adoption, who
share a common kitchen and financial resources on a regular basis (Sharma 2013), or in a very
broad sense as people connected by emotional and functional connection (Mirabelli 2014). A
function-based definition of family is that family is a basic unit of human society to support and
regulate human sexual interaction, reproduction, childrearing and socialization, elderly care, and
other important functions (Zang and Zhao 2017). From a structural perspective, family comprises
nuclear family and extended family. The nuclear family, for example, is composed of two
generations, the parents and the children, while the different extended family types are
composed of at least three generations, for example, the grandparents, the parents, the children,

as well as kin on both sides (Georgas 2003).

Family is not an objective, fixed existence but has a fluid dynamic nature within the social context
in which a family is embedded. The structure, function and meaning of family will change with the
change of social context. For example, the family structure in China is highly influenced by policy
changes, and the One-Child Policy enacted in 1979 (Xia et al. 2014) was replaced by a Two-Child
policy in October, 2015 (Zeng and Hesketh 2016). Family is a product of social construction
(Holstein and Gubrium 1999), as the characteristics of the family change due to real time and
place, through interpretive practice. The meaning of family is produced in the interaction

between family members and the social context.

The concept of family is culturally sensitive (Georgas 2003; Bornstein 2012). In China, Confucian
teachings suggest that formal behaviour and manners are followed in personal family life:
children are taught to honour parents, love siblings, respect elders, trust friends, and retain
loyalty to the family; these reflect the virtues of propriety, filial piety, appropriateness, and

humanity (Hsu et al. 2009).

Family centeredness is a remarkable characteristic of traditional Chinese societies, which attach

less importance to the principle of autonomy (Kang et al. 2017). The individual is considered an
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integral part of the family, and the family, in turn, is seen as an entity that exists before one is
born, and shall continue to exist after one has died. Thus, the accomplishments and choices of
individuals are not theirs alone, but belong to the family (Bowman and Singer 2001). Familial
relationships are stressed more than an individual’s rights (Li 2013). Important personal decisions,
such as marriage, job seeking, or ACP in death, are often made in consultation, if not in
conjunction, with family members (Cheng 2018). China values collectivism more than
individualism and relies on families rather than a social security system to care for the elderly (Xu
and Xia 2014). The Chinese culture represents one of the most collectivistic cultures in Asia (Lee et

al. 2014b).

1.6.3.1 Family support and home death

Family play a key role in achieving a home death. Reliable evidence from a systematic review
showed that living with relatives, extended family support, being married and caregivers’
preferences were associated with the likelihood of a home death for cancer patients (Gomes and
Higginson 2006). Similarly with non-malignant conditions, another systematic review suggested
that patients who lived alone (single or widowed) were less likely to die at home, and more likely
to die in care homes, while those who were married were more likely to die at home (Murtagh et
al. 2012). Consistent findings about the presence and absence of family members related to home
deaths were also reported in other studies from Europe (Cohen et al. 2010), UK (Gao et al. 2013),
and Taiwan (Yeh et al. 2019).

Wishing to die at home and having that wish come true requires not only advance planning, but
also is heavily dependent on family caregivers being available, willing, healthy, and capable to
support patients in the home (Tang et al. 2005). The contemporary family, in its many forms, is
fundamental to the character of modern dying (Broom and Kirby 2013). The availability of family
members is also found to be an influential factor of home deaths in mainland China.
Representative quantitative studies revealed that the elderly who were cared for by spousal
caregivers and children were more likely to die at home compared with those cared for by other
caregivers in China (Cai et al. 2017) and when a spouse, and especially children and/or
grandchildren, are available as primary caregivers, it is almost impossible for the Chinese elderly

person to be institutionalized and to die there (Gu et al. 2007).

Family caregiving at the end of life stage has the cultural meaning in China. It is a stigma for adult
children to place their elderly parents in nursing homes (Xia et al. 2014), because if the elderly
with children or offspring enter institutions for care, it normally indicates that children or
offspring are not filial (Gu et al. 2007). Caring for the parents at the end of life stage is not only

the last opportunity to practice filial piety derived from Confucian philosophy, but also provides
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children with a sense of fulfilment and preparedness for loss (Zuo et al. 2014). In fulfilling
patients’ wish of dying at home underpinned by a patient-caregiver relationship, Confucian
concepts of Yi (appropriateness or rightness), and filial duty can give the family caregiver meaning
of life and peace of heart and mind (Mok et al. 2003). These cultural expectations impose a
specific decision-making context for family members that is not replicated in Western cultures,

and which is a gap in the knowledge base informing Chinese palliative and EoLC.

1.6.3.1 The role of family in decision-making

The importance of involving family members in the decision-making process for EoLC has been
found across all racial or ethnic groups, although preferences for how family members are
involved in the process differs (Kwak and Haley 2005). Huge variations have been reported in
family involvement in ICU EoL decision-making with more family involvement in Asian countries
(100% in India, 98% in Hong Kong) than in Western countries (51 79% in Spain, 44% in France)
(Curtis and Vincent 2010). In China, families are more commonly involved in patients’ care
decision-making even when patients have capacity to make decisions (Rui 2015; Lu et al. 2018).
Gu et al. (2016) reported that 97% of 436 patients’ end of life discussions in China excluded
patients, occurring between family caregivers and physicians; the main decision-maker involved in
decision making was usually spouse (46%) and offspring (44%) with only a minority of decisions
made by parents (3%), son-/daughter in-law (2%), and relatives (1%) (Gu et al. 2016). In Chinese
culture, seriously or terminally ill people, especially elderly patients, would not be told about their
real situation because relations think they would break down if they knew the truth (Kang et al.

2017).

Therefore, differing from the individual-based and autonomy-oriented bioethics in the West,
Chinese bioethics is a family-based and harmony oriented ethical system embedded in the
Chinese culture (Li 2013) (Table 1.2). In China, the legal consent for medical decisions can be

provided by patients themselves, but more commonly, by their adult children or spouse.

Table 1.2  The differences in the informed consent between China and the West

China West

Family autonomy Individual autonomy

Doctor-family-patient relationship Doctor-patient relationship

Chinese doctors would need a special reason to Western doctors would need a special reason to
justify telling the truth to the patient justify not telling the truth to the patient

Source (Li 2013)
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Dying in a family-oriented society is more complicated (Lai et al. 2018). The practice of excluding
patients from EoL decision-making results in many patients not being able to die in the way they
prefer. Overtreatment is common. To extend an ailing parent’s life is to extend the opportunity to
show filial piety (Bowman and Hui 2000). Family members would abandon the choice to WLST
due to concerns about social judgement (Xu et al. 2001). In addition, family disagreement
influences the decision to WLST in the ICU in China (Liu et al. 2016) leading to not forgo LST in ICU
(Liu and Zhu 2016) or even conflicts with ethical values (Lee et al. 2014b). Finally, family members
can experience profound feelings in EoL decision-making for patients such as shock, pain,

helplessness, and guilt in deciding WLST (Xie et al. 2015).

The evidence suggests that in China family members are not only the primary caregivers for those
dying at home, but also are intensively involved in the decision-making about THtD from ICUs.
However, previous studies provided limited understanding about how the decisions regarding
THtD were made in China, and particularly how family members were involved in the decision-
making process and interacted with other individuals. It is also necessary to understand the role
of family in the decision-making process regarding THtD in other societies, which is a key finding

of the literature review in Chapter 2.

1.6.4 Transferring patients home to die from CCUs

Global evidence shows that approximately one fifth of patients die in ICUs after admission. Audits
or surveys reported that the ICU mortality rates worldwide were 16% (of 10,069 patients)
(Vincent et al. 2014), and the figure in European ICUs was 17% (of 4,852 patients) (Vincent et al.
2018), 17% (of 38,168 patients) in the UK (West et al. 2014), 15% (of 12,265 patients) in Canada
(Bagshaw et al. 2018), and 18% (reported by ICU directors without specific number of patients) in
Latin American countries (Estenssoro et al. 2017). In the USA the overall hospital mortality
decreased to 20% (of 1,361,870 decedents) but the use of ICU during the last 30 days of life
increased and the rate of use of ICU was 29% (of 1,361,870 decedents) in 2015 (Teno et al. 2018).
China has an ICU mortality rate close to that of other countries. A large scale and representative
study reported the ICU mortality rate in mainland China was 17% (of 1,297 patients) (Du et al.
2013).

The percentage of THtD is reported to range from 40% (74/184) to 60% (96/159) in ICU dying
patients in mainland China (Xu et al. 2001; Sheng et al. 2012; Zhao et al. 2014). THtD usually
followed the decision to WLST being documented. WLST has become a common practice in much
of the world (Curtis and Vincent 2010). WLST is the decision to actively stop a life-sustaining
intervention presently being given for example cardiopulmonary resuscitation (CPR),

endotracheal intubation, mechanical ventilation (MV), vasopressor therapy, total parenteral
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nutrition, dialysis, blood products, antibiotics, and intravenous fluids (Sprung et al. 2014b). The
practical triggers for initiating discussions on WLST include multi-organ failure, predicted short-

term survival, and predicted poor neurologic outcome (Joynt et al. 2015).

Evidence from quantitative studies, which is limited, shows that family members play a central
role in the decisions to WLST and go home to die from ICUs in mainland China. Retrospective case
reviews of ICU in China reported that 79% of the 136 requests to WLST (Sheng et al. 2012) and
98% of 96 cases of self-discharge for a home death (Xu et al. 2001) were raised by family
members without patients’ participation, and all the decisions were finally signed by family
members including adult children and spouse (Xu et al. 2001; Gu et al. 2012). In China, family
members can make a decision against doctors’ advice and patients’ own wishes. For instance, the
retrospective review of an ICU by Zhao et al. (2014) reported that most (93% of 82 patients) of the

decisions to WLST were made by patients’ families without the intervention of physicians.

Although the prevalence of WLST is reported to be lower in Asia (Phua et al. 2015) than in the
West (Mark et al. 2015; Lobo et al. 2017), a variation caused by the differences in the case mix of
patients, their severity of illness, and differences between attitudes, religions, and cultures of
patients and their surrogates (Sprung et al. 2015), WLST is not uncommon in critically ill patients
in China (Zhao et al. 2014). For example, retrospective case note reviews in China revealed that
68% (137/202) of patients in one ICU (Gu et al. 2012) and 65% (136/211) of dying patients in
another ICU (Sheng et al. 2012) had a decision to forgo LST. Following the decision to WLST, what
happens next is a key question for family members of patients in CCUs. In the West death is most
likely to take place in the CCU or hospital setting (Coombs et al. 2017) whereas the expectation in
China and indicated in preceding sections is that death will occur in the patients’ home. The family
related decision-making process regarding how these decisions are made, discussed, shared, and
implemented are not known. Therefore, based on my personal experience and observation in the
previous clinical practice as an intensive care nurse, the study presented in this thesis was
designed to explore this gap in the knowledge base with the aim of informing end of life care

practice and policy in Chinese ICUs.

The study aimed to address the following research question: What were the experiences of

families who made the decision to transfer their relative from the ICU in China to die at home?

1.6.5 Conclusion

Macrosocial factors play a key part in where patients die, including health policies, stages of
development of palliative care, cultural beliefs and attitudes towards place of death and dying at

home; these might explain the variations in place of death between countries and regions (Gomes
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and Higginson 2006). Overall, China has the largest proportion of home deaths, followed by a
relatively small proportion of hospital deaths, and a low proportion of deaths in other institutions
(i.e. nursing homes). Such a pattern is mainly determined by the Chinese healthcare system, its
traditions regarding family, and cultural values on place of death (Gu et al. 2007; Cai et al. 2017; Li
et al. 2019). The healthcare system in China has very limited input in supporting home deaths due
to the early stage of development of EoLC systems. In addition, the limited coverage of health
insurance and high out-of-pocket expenses is a reason for many patients to go home to die in
China, because hospital deaths are expensive. In Chinese tradition, family is both the primary
caregiver and the primary decision-makers for many EoLC decisions. For Chinese people, home
has the cultural and religious meaning, thus going home to die is a common event which presents
specific challenges to family caregivers. These challenges are the basis for the exploration

presented in this thesis.

The study in this thesis addressed a major gap in the knowledge about decision-making and
families’ experiences, and provided important evidence to inform the development of care
services, evidence-based guidance and policies for THtD and EoL decision-making in critical care

contexts in mainland China.

1.7 Structure of the thesis

This thesis presents a qualitative study exploring the decision-making regarding transferring
patients home to die from an ICU in China, through understanding family members’ stories

elicited in interviews about their experiences of taking a dying relative home.

Chapter Two presents a systematic scoping review of the global literature related to transfer
practice and underpinning the decision-making required for a transfer in the international

context.

Chapter Three illustrates the philosophical position and methodology guiding the research

process, justifying choices of methods.

Chapter Four presents the methods and research processes with rationale for specific approaches

for sampling and data collection, as well as the reflexivity on research processes.
Chapter Five outlines the data analysis, which was a six-stage process of thematic analysis.

Chapter Six presents the findings of the study including four themes and an overarching theme

that addressed the research question and objectives.

21



Chapter 1

Chapter Seven discusses the findings of this thesis, positioning it in the wider literature and

international context, directly linking to the research question and objectives.

Chapter Eight concludes the study, makes recommendations for future research, policy and
practice, and reflects on the whole study in terms of limitations and challenges, as well as the

researcher’s self-reflections.
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Chapter 2 International practices of transfer home: a scoping review

2.1 Introduction

Chapter Two presents a systematic scoping review aiming to illustrate the current state of
knowledge related to the practice of transferring patients from CCUs, home to die. Literature
reviews offer a starting point for researchers as they identify existing knowledge and the
historical, theoretical, social, and clinical context within which the topic of interest is embedded
(Thompson 2009). Furthermore, reviews can inform decision making around data collection and
analytic method choices following a critique of retrieved studies (Maggio et al. 2016). A literature
review is a first step in uncovering what is currently known about the phenomenon to be

investigated.

The primary purpose of the literature review presented in this chapter is to map the current
practice of transferring a critical care patient home to die from an international perspective,
identify what is known about this practice clarifying: what research designs have been chosen to
explore this practice, what challenges have been identified and what recommendations are in
place. By setting the scene the contextual knowledge of conducting the following study in this
thesis is provided, the rationale for further research is established and the methods for further

research are determined.

Chapter Two concludes with the description of the research question and objectives, and the

justification for the conduct of the research.

2.2 Scoping review methodology

A scoping review is “a form of knowledge synthesis that addresses an exploratory research
question aimed at mapping key concepts, types of evidence, and gaps in research related to a
defined area or field by systematically searching, selecting and synthesizing existing knowledge”
(Colquhoun et al. 2014). Scoping review methodology is particularly suitable for a field with
emerging evidence, where the literature has not been comprehensively reviewed, or is complex

or heterogeneous nature (Mays et al. 2001; Peters et al. 2015b; Peters et al. 2017).

2.2.1 Strengths and limitations of scoping reviews

Scoping reviews include several incomparable strengths as a type of literature review. Scoping
reviews aim to include a broad evidence base and range of research methodologies and in

addition to quantitative, qualitative and mixed method studies would also include non-empirical
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work such as discussion and opinion text. Evidence and insights about the phenomenon of
interest are presented in an accessible and summarised format (tabulated or charted). With the
established guiding frameworks, scoping reviews provide a rigours and transparent approach for
mapping literature of a particular area (Peters et al. 2017; Tricco et al. 2018). It is a type of
literature review that is widely used to identify the gaps in literature, inform the future research
priorities on a specific topic and are being used increasingly in healthcare to inform clinical
practice and identify research questions (Anderson et al. 2008; Davis et al. 2009; Pham et al.

2014).

Some limitations of scoping reviews have also been discussed in the literature. The balance
between breadth and depth of a scoping review is a challenge for researchers (Arksey and
O'Malley 2005; Pham et al. 2014). The relatively broad questions addressed in scoping reviews
can generate a substantial amount of data from papers included. A coverage of all available
literature can result in challenge in providing a detailed analysis that is easier on a smaller number
of studies. A decision on the breadth of the literature has to be made with a consideration of the
resources for synthesis of data. Another limitation of scoping reviews is that some relevant papers
may be missed for inclusion (Pham et al. 2014). Scoping reviews seek to cover a broader scope so
that a complete map of the literature can be drawn. However it is impossible to include all papers
met inclusion criteria in a scoping review. Scoping reviews often select a limited number of
databases, exclude some sources of grey literature, and include papers written in English. Finally,
a scoping review is not a “rapid” and “cheap” option compared to other types of review
(Anderson et al. 2008). The choice of the scoping review methodology is decided by the objectives

of study rather than by time and finance reasons.

A debate about the scoping review methodology is the need for quality assessment. The lack of
critical appraisal of literature was reported as a major limitation in some scoping reviews (Brien et
al. 2010; Feehan et al. 2011; Bostrom et al. 2012). However, other researchers stated that the
primary aim of a scoping review is to pursue a broad coverage of relevant literature rather than to
generate a standard evidence for addressing a focused question (McColl et al. 2009; Njelesani et
al. 2011). The quality assessment is set as an optional step in most frameworks and is not used to

exclude papers on grounds of quality (Arksey and O'Malley 2005; Peters et al. 2017).

The drawbacks of scoping reviews can be limited by articulation of a clearly defined focus and
ensuring there is an audit trail for transparency. A scoping review approach is suitable for the
current review, to broadly map the available international literature reporting or discussing the

practice of THtD from CCUs.
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2.2.2 Scoping review frameworks

Several frameworks are available for conducting scoping reviews and four of them are influential.

The first methodological framework for scoping reviews is considered the framework published in
2005 by Arksey and O’Malley. Arksey and O’Malley outlined this framework based on their
experiences of reviewing the literature on services for carers for people with mental health
problems (Arksey et al. 2002; Arksey and O'Malley 2005). The scoping studies in this framework
referred to ‘map rapidly the key concepts underpinning a research area and the main sources and
types of evidence available, and can be undertaken as standalone projects in their own right,
especially where an area is complex or has not been reviewed comprehensively before’ (Mays et
al. 2001: 194). The Arksey and O’ Malley framework comprises six stages: identifying the research
question, searching for relevant studies, selecting studies, charting the data, collating,
summarizing, and reporting the results, and consulting with stakeholders to inform or validate
study findings. The Arksey and O’ Malley framework is the most widely applied methodological

framework for scoping reviews (Pham et al. 2014).

However, some researchers encountered challenges in applying the Arksey and O’ Malley
framework in their scoping reviews and made recommendations to enhance the framework

(Brien et al. 2010; Levac et al. 2010; Daudt et al. 2013; Peters et al. 2015b).

Levac et al. (2010) clarified some detail and made recommendations to the Arksey and O’Malley
framework: a) linking the purpose and research question (stage one); b) balancing feasibility with
breadth and comprehensiveness of the scoping process (stage two); c) using an iterative team
approach to study selection (stage three) and d) data extraction (stage four); e) incorporating a
numerical summary and qualitative thematic analysis, reporting results, and considering the
implications of study findings to policy, practice, or research (stage five); f) incorporating
consultation with stakeholders as a required knowledge translation component of scoping study
methodology (stage six). The advancements by Levac et al. (2010) provide more explicit detail
regarding what occurs at each stage of the review process and this enhancement increases both
the clarity and rigor of the review process. Levac et al. (2010) also called for additional
considerations on the consistency of the terminology and further discussions on the quality

assessment for scoping study methodology.

Daudt et al. (2013) further enhance the framework of scoping reviews surrounding the types of
questions for which Arksey and O’Malley’s framework is most appropriate and suggestions to the
six-stage framework based on their experience of working with Arksey and O’Malley’s framework.

Daudt et al. (2013) argued that questions portraying comparisons such as between interventions,
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programs, or approaches seem to be the most suitable to scoping reviews. Recommendations by
the authors included piloting the Arksey and O’Malley’s framework, keeping flexible, using a large,

inter-professional team, and assessing the quality of studies.

223 The Joanna Briggs Institute framework for this scoping review

Based on earlier work by Arksey and O'Malley (2005) and Levac et al. (2010), the Joanna Briggs
Institute (JBI) developed a guidance for the conduct of scoping reviews (Peters et al. 2015a; Peters
et al. 2015b) and this guidance was updated in 2017 (Peters et al. 2017). JBI guidance outlines a
review process that includes the elements presented in Table 2.1. In line with the JBI framework,
the Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for Scoping
Reviews (PRISMA-ScR) reporting checklist was published recently to assist in standardizing the
conduct and reporting of scoping reviews. The PRISMA-ScR checklist comprises 20 items plus 2
optional items (Tricco et al. 2018). In addition, The JBI guidance provides a distinctive framework
for defining the components involved in a scoping review: Participants, Concept, and Context
(PCC). Outcomes, interventions or phenomena of interest do not need to be stated explicitly for a
scoping review; however elements of each of these may be implicit in the Concept (Peters et al.

2017).

The current review chose the JBI framework to systematically search literature and map the
available evidence on the practice of THtD. The choice of the JBI framework rather than other
frameworks was underpinned by the consideration that it should be, to date, the most rigorous
and clearly defined framework for conducting scoping reviews. The JBI framework is an advanced
guidance to the collective work by Arksey and O'Malley (2005) and Levac et al. (2010) and
therefore has the least deficiencies as a methodological framework for scoping reviews. Since it
was first published in 2005, a number of scoping review studies about various topics related to

health care published or on-going has used the IBI framework (Peters 2016).

As a part of a PhD thesis, the process of JBI scoping reviews was amended for use in this thesis

with the process followed outlined in Table 2.1.
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The JBI scoping review framework and PRISMA-ScR with amendments and associated

The JBI framework for scoping reviews

How implemented in this literature review.

Review authors: at least two reviewers

Author with 41 papers being reviewed by

supervisors.

PCC structures: Participants, Concept, and Context

The PCC structure in JBI framework directly
guided the process of this scoping review,
including the development of the review
objectives and review question, inclusion
and exclusion criteria, search strategy,
data extraction, and presentation of

results.

Review question(s): underpinned by review
objectives

Review objective(s)

Stated in section 2.3.

Review objectives outlined in Table 2.2.

Inclusion criteria: the basis on which sources will be
considered for inclusion in the scoping review; be
clearly defined,;

Types of participants: characteristics (i.e. age)
Concept: the core concept or the principle focus,
including the components of ‘interventions’ and/or
‘ohenomena of interest’ and “outcomes”;

Context: specific clinical settings, cultural context/
countries;

Types of sources: the design/methods, empirical

and non-empirical work.

See section 2.4.
Inclusion criteria with justification is set

out in Table 2.3.

A three-step search strategy if recommended:

1) an initial limited search of at least two
appropriate online databases relevant to the topic,
and an analysis of the text words contained in the
title and abstract of retrieved papers, and of the
index terms used to describe the articles,

2) a second search using all identified keywords

and index terms across all included databases,

The search strategy is outlined in section

2.5.
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3) the reference list of identified or selected from
full-text and/or included in the review is searched
for additional studies; be comprehensive including
both published and unpublished papers; author
contact; hand search for key journals; the input of a
research librarian; limitations such as language and

timeframe.

Study selection: the screening of title and abstract
and subsequent reviewing of full text by two
reviewers independently.

Quality assessment: optional, usually absent.

The paper selection was incorporated in
the search process which is described in
section 2.5.

Quality assessment was not conducted in

this review.

Data extraction: referring to ‘charting the data’,
extract all data relevant to inform the scoping
review objective/s and question/s, develop a tool
(charting forms or tables) for charting, determine
and define the items of data to be extracted:
author, year, objectives, participants, concept,
context, and two reviewers carry out the data

extraction.

See section 2.7.

The following data were extracted and
tabulated: author(s), year, study title,
country of origin, study population &
sample size, methodology/ methods, the
number /percentage of transfer,
characteristics of patients transferred,
participants in the decision making
process, barriers to, and facilitators of
THtD.

The charting form and data items were
established by thesis author with review by

supervisors.

Synthesis of data: describe the methods of handling

and summarizing the data that were charted.

See section 2.8.

Presentation of results: describe the results in brief
and how they have been organized in relation to
the objective and question/s of the scoping review.
Classify the results under the concept categories.
The results can be presented: in a narrative format,
table, or visual representation, including a map or

diagram.

A narrative summary and the themes of
results are presented in section 2.9.

A PRISMA flow chart presenting the search
decision is shown in section 2.6.

All data extracted are presented in Table

2.5.
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2.3 The review question and objectives

A broad review question was developed to guide the scoping review: “What is known in the
international literature about the practice of transferring patients home to die from hospital

critical care units?”

Specific objectives for the review are justified in Table 2.2.

Table 2.2  Review objectives and the rationale

Review objectives Rationale

1 |Toidentify the countries |A geographical distribution of the practice provides the

where the practice of information on the national, social and cultural context of the
transfer is reported transfer practice.

2 |To identify the types A better understanding about the population that the practice
(characteristics) of of transfer targeted, including the criteria for transfer on the
patients transferred in patients’ characteristics (who were transferred, who were not
these countries considered for a transfer)

3 |Toidentify the barriers to |A summary of the factors influencing the process of transfer
and facilitators of transfer |reported in the literature gives an overview of the main findings
of included papers and in-depth knowledge of the complexity of

practice

2.4 Inclusion criteria

The inclusion criteria for the review is presented in Table 2.3.

This review considered papers concerning the transfer of dying patients who were aged 18 and
older, of any gender, diagnosis and ethnicity. Papers about other individuals’ perspectives or
views on the practice of transfer were also considered, including HCPs, patients’ families and

policymakers.

Dying patients in this review were defined as terminally ill or critically ill patients who were
treated in critical care settings. Such patients are often in complicated conditions: severe
respiratory, cardiovascular or neurological derangement, often in combination, unconscious,
maintained by MV and inotropes (Bangash et al. 2012; Bauchmuller and Faulds 2015; Sprigings
and Chambers 2017).
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Table 2.3 Inclusion criteria for the scoping review

Inclusion criteria

Types of Dying patients who were critically ill or terminally ill in CCUs;

participants Age: 18 years and older

Concept Papers provided information about the practice of transferring home to die
Context Setting: CCUs (ICUs, ITUs, HTUs);

Transfer destinations: patients’ home;

Any geographical locations: any countries or regions

Types of sources | any types of sources: quantitative, qualitative, mixed methods, text papers
such as reviews, service description, discussion and opinion papers, book or

book chapter, newspaper, government policy documents, websites

Date range 1970-2019

Sources about transferring non-adult patients including new-borns, infants and children, were
excluded. The age limitation was determined by the objectives of the review. This review targeted
the adult group to inform the research priorities in the field of transfer practice for adult patients.
The transfer for non-adult groups differs from this process for adult patients in many aspects
(Hawdon et al. 1994; Zwerdling et al. 2006; Stark et al. 2008; Simpson and Penrose 2011; Laddie
et al. 2014). For example, the decision-maker for the transfer often has to be the parents instead

of the patients themselves.

Papers reporting or discussing the practice of transferring or discharging adult patients home to
die from CCUs were sought for inclusion. Specifically papers that described any following
information were included: number of patients transferred over a specified period of time,
individuals involved in the transfer decision-making process, and barriers to, and facilitators of

THtD.

Studies that reported the number of transfers over a specified period of time or the rate of

transfer in a particular CCU were sought to provide context to how this process is operationalised.

The identification of individuals involved in the decision-making process for a transfer was
essential for understanding the practice of transfer so that initial barriers to, and facilitators of
transfer could be reviewed. An analysis of this evidence would inform an in-depth understanding

about the complexity of the transfer practice.

The setting or context was CCUs including ICUs, intensive therapy units (ITUs), and high

dependency units (HDUs) which is one level down from intensive care (NICE 2009; NHS Choices
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2015) in any countries or regions. Transfer from non-CCUs was excluded. Studies carried out in
any geographic locations were included (Objective One) so that transfer practice from an

international perspective could be mapped.

Papers that reported the destination of transfer that was not the patients’ home were excluded.
These included locations such as general hospital wards, other hospitals and institutions, such as
hospices, or nursing homes. In this review, home has been defined as the place where the patient

lived usually and is claimed as home by themselves or their families.

No limitation was imposed on the types of sources for this scoping review or design or
methodology. Both published and unpublished sources, were reviewed including grey literature
including government information and reports, books or book chapters, newspapers, and

websites.

The papers published from 1970 to present (2019) were included. The timeframe was determined
by the emergence in the literature of discussions on place of care for the dying, place of death,
home death, discharge home to die and intensive care practice. The debates about place of death
entered are recorded in literature from 1970 (Lerner 1970; McNulty 1970; McNulty 1973),

therefore 1970 to 2019 was the date range set for the coverage of this review.

2.5 Search strategy

As recommended by the JBI framework for scoping reviews, a three-step search strategy was

utilized.

Step One: the search terms listed in Table 2.4 were entered into an initial search in MEDLINE and
CINAHL. The two databases were selected as they are the main sources of literature in the field of
medicine and nursing and therefore appropriate for the search of evidence on the topic of

transfer practice which involves doctors and nurses.

Step One generated four papers, three of which were relevant to the topic. The title, abstract and
keywords of the papers produced 18 new search terms (end of life care, discharge, transfer,
transfer patient, transfer home to die, transfer home, discharge home, discharge planning,
transitional care, transition of care, continuity of care, continuity of patient care, location of
death, site of death, home care service, home hospice, home palliative care, critical care) that

were added to the search terms and the second step.
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Table 2.4  The initial search strategy on MEDLINE

Database MEDLINE (EBSCO)
Timeframe 1970 - 2019
Search terms "dying patient*" OR "terminally ill patient*" OR (MH "Terminally lll") OR

"terminally ill" OR (MH Terminal care") OR " withdrawal of treatment” OR
“withdrawal of life sustaining treatment” OR “treatment withdrawal” OR

“end of life”
AND

(MH "Patient Transfer") OR "patient transfer" OR (MH "Patient Discharge")
OR "patient discharge" OR (MH "Patient Handoff") OR "patient handoff"

AND

"home death" OR "dying at home" OR "death at home" OR "place of

death" OR "dying location"
AND

(MH "Intensive Care Units") OR "critical care unit*" OR (MH "Critical Care")

OR "intensive care unit*" OR "critical care setting*" OR CCU* OR ICU*

Limiters - Language: English and Chinese; Date of Publication: 1970-2019.

Step Two: using identified keywords and index terms a full search was undertaken across all
included databases and websites (see appendix A.1). The search strategy for Step Two was
reviewed by a medical librarian at the University of Southampton. Revision advice was offered in
line with the review objectives and question, including the search terms and adding the literature

sources of Scopus and NICE.

The full search strategy in database MEDLINE is provided in appendix A.2. Adaptions of the actual

search on each database or website was made where necessary.

Step Two produced 239 records from the search of all platforms, comprising 172 papers from
bibliographic databases and 67 papers from grey literature sources (ldentification stage in Figure
2.1). All identified papers (n=239) were imported into the software Endnote X7.2 (Clarivate
Analytics, PA, USA)). After removing duplicates 163 records were obtained. The title and abstract
of each paper were screened against the inclusion and exclusion criteria and selected articles
were discussed with supervisors. At the screening stage 122 papers were excluded and 41 were
selected and retrieved for full-text review and the scan of reference lists in step three (Screening

stage in Figure 2.1).

32



Chapter 2

Step Three included review of the reference lists of the 41 papers retrieved in step two. An
additional seven papers were obtained resulting in 48 papers eligible for full-text review (Eligibility

stage in Figure 2.1).

Two authors (Maureen A Coombs and Anne-Sophie E Darlington) of the key/highly relevant
papers were contacted and no published, unpublished and ongoing studies related to the

guestion were added by them.

2.6 Outcome of searches

The outcome of searches including the paper selection process are presented in the PRISMA-ScR

flow chart in Figure 2.1.

Papers written in English and Chinese were included as the author is bilingual. Of the 48 papers
reviewed in full, 28 papers, five of which were written in Chinese, met the inclusion criteria. The

papers excluded (n=20) and rationale for exclusion are shown in appendix A.3.

In this review, quality of papers included was not rated as this is not the aim of a scoping review
(Peters et al. 2017; Tricco et al. 2018). Although the quality assessment was not formally

conducted this review took a critical stance to the retrieved literature.
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Figure 2.1 The flow chart of search and paper selection

172 records identified through

bibliographic databases:
MEDLINE: 19

CINAHL: 6

PsycINFO: 28
EmBASE: 45

AMED: 2

Web of Science: 4
Scopus: 22

Google Scholar: 40

67 additional records identified
through grey literature sources:
NICE: 41

Open Grey: 3

The British Library: 0

The Cochrane Library: 0

Baidu Wenku: 23

CNKI: 3
WanFang Data: 3

L

163 records screened after duplicates removed

)| 122 records excluded

41 full-text papers assessed for eligibility

7 additional full-text papers

N

retrieved from reference lists

28 papers included

20 papers excluded because:

~| ¢ Non-adult population: 1

¢ No information on the review
concept of transfer: 19

[Identified] [ Eligibility ] [ Screening ] [ Identification ]

2.7 Extraction of data

The data extraction in scoping reviews refers to “charting the results” (Peters et al. 2017 P15) . A

data extraction template was developed to collect key information: 1) author(s); 2) year of

publication; 3) country of origin: the location where the transfer was conducted or considered; 4)

number /percentage of patients transferred home: the size of transfer over a period of time or

the rate of transfer in total death in a particular unit; 5) characteristics of patients transferred: the

demographics (age, gender and ethnicity), cause of death, clinical status (blood pressure, mental

capacity) and life support interventions (i.e. MV and inotropes), and time to death following

transfer; 6) participants in the decision-making process of transfer: the individuals involved in the
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process of deciding the transfer of a dying patient; 7) barriers to, and facilitators of transfer:

factors that prohibit or facilitate the practice of transfer.

2.8 Synthesis of data

The synthesis of data refers to summarizing and presenting the charting results aligning with the
review's objectives (Peters et al. 2017; Tricco et al. 2018). Findings were presented as a map of
the data in the tabular form. These findings were grouped and synthesized into nine themes:
study design, country of origin, transfer size, the perspectives of investigation, patient
characteristics, participants included in transfer decision-making process, barriers to and

facilitators of transfer, the transfer practice in China, and gaps in literature.

2.9 Findings

Linking to the review question and objectives a map of all the data extracted from the 28 papers
about the international practices of THtD from CCUs was generated, including an overview of all
the retrieved papers, the transfer size and characteristics of patients transferred home to die,
participants included in transfer decision-making and the barriers to, and facilitators of transfer

(Table 2.5).
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Table 2.5 The retrieved papers about the practice of THtD (n=28)

Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
Coombs et al. To All patients Retrospective | - - - - -
(2017) determine admitted to the | cohort study
Transferring the size and ICU/HDUs
patients home characteristi | during 1
to die: what is cs of the January 2011 to
the potential critical care 31 December
population in population 2011 and who
UK critical care who could subsequently
units, UK potentially died in the

be ICU/HDU or

transferred within 5 days of

home to die discharge from

these units
(n=7844)
Hutchinson and | To gain Four family Qualitative 4(in 14 Conscious (2); Patient, family, ICU doctors Barrier: family inability to Facilitator: the patient’s wish,
Van Wissen insight into members of descriptive months) tracheostomy (1) and nurses, community care | cope with the patient at supported by family;
(2017) Home to | family patients study services home; Facilitator: respect it as an
die from the members’ transferred Barrier: everything happened option;
intensive care experiences quickly; Facilitator: in collaboration
unit: a when an Barrier: the knowledge and with the family;
qualitative adult ICU skills of the ICU teams; Facilitator: information for
descriptive patient is Barrier: the distance to be families around: support
study of the taken home travelled availability, staff responsible
family’s to die after leaving ICU, and options if
experience, they do not cope at home;
New Zealand Facilitator: a single facilitator
with in depth knowledge of the
process and services

Liu and Zhu To Family Phenomenol - - Family members, ICU Barrier: health insurance -
(2016) understand members of ogical study physician coverage;
Influencing the reasons ICU patients Barrier: a lack of place of care
factors of that families | (n=10) before death;
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Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
clinical decision | refused to Barrier: attitudes towards
of family forgo death in Chinese culture;
members of treatment Barrier: family disagreement
end of life for ICU (all were factors influencing
patients in terminally ill WLST)
intensive care patients
unit, Mainland
China
Liuetal. (2016) | To Family Phenomenol - - Family members Barrier: a lack of place of care | Facilitator: doctors’ poor
Qualitative understand members of ogical study before death prognosis;
research on the factors ICU patients Barrier: family disagreement Facilitator: family financial
refusing to give associated (n=10) Barrier: filial piety difficulties
up treatment of | with family Barrier: the taboo about Facilitator: patients’ wishes of
family members | members’ death going home to die;
for ICU end-of- decisions for Facilitator: the cultural norm
life patients, terminally about going home to die
Mainland China | patientsin

ICU
Coombs et al. To develop Doctors and Mixed - - Patient, family, ICU staff, Barrier: the traditional Facilitator: patient’s wish,
(2015) clinical nurses from methods community-based teams, technological and curative patient’s capacity to undertake
Transferring guidance on secondary involving GP, Macmillan/hospice focus of critical care decision-making;
critically ill the practice (n=57) and consensus visits, bereavement Barrier: unrealistic Facilitator: preparing families
patients home of primary care methodology services, in-hospital teams expectations of family for what will most likely ensue;
to die: transferring trusts or and nominal (including home team, rapid | members about death at Facilitator: a complex,
developing a patients palliative care group discharge) home; multifactorial process involving
clinical guidance | home to die teams (n=18), technique Barrier: a complex, time- health care agencies across the

document, UK

for doctors
and nurses in
critical care

allied health
professionals
(n=4), service
users (n=6)

dependent process;
Barrier: access to care in the
community

primary and secondary care
interface; a single person/point
of contact to lead on transfer
arrangements;

Facilitator: the guidance
developed from the study will
enable staff to actively
consider the practice of THtD
in appropriate patients
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characteristi
cs of

make important decisions and
organise THtD

Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
Darlington et al. | To examine 180 lead National - - - Barrier: poorly explored in the | Facilitator: most participants
(2015) A (1) HCPs’ doctors and online survey literature, an uncommon held largely positive views;
national survey | experience senior nurses event in critical care; Facilitator: more clinical
exploring views | of working in 409 Barrier: a minority of guidance would assist in
and experience transferring CCUs across the respondents viewed as a decision-making to identify
of health patients UK waste of health service appropriate patients for this
professionals home to die resources or the critical care practice; building consensus
about from critical staff have more pressing around characteristics of
transferring care, (2) clinical priorities than patients and supporting
patients from HCPs’ views transferring patients home to guidelines might improve
critical care about die; choice and care at end of life in
home to die, UK | transfer and Barrier: clinically unstable; critical care

(3) Barrier: very little time to

patients,

HCPs would

hypotheticall

y consider

transfer
Xie et al. (2015) | To Family Phenomenol - - Family members, ICU - Facilitator: poor prognosis and
Feelings of understand members of ogical study physician no hope of recovery;
withdrawal of family patients with Facilitator: cultural and
life sustaining members’ decision to religious reasons about going
therapy in experience WLST in ICU home to die
families of ICU of forgoing (n=15) Facilitator: family financial
dying patients, treatment burden
Mainland China | for patients Facilitator: poor quality of

at end of life prolonged life

stage in ICU (all were factors with WLST)

in multi-

ethnic

regions of

Xinjiang
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Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
Battle et al. Unspecified See Column CCR 2 F, 68, COPD, Patient, family, a friend, ICU | Barrier: a unique request in Facilitator: a patient’s final
(2014) Enabling Patient conscious, doctors and nurses, our unit’s experience, a wish to go home;
ICU patients to perspective tracheostomy and consultant; relatively innovative concept Facilitator: an option for a
die at home, UK ventilation, a few ICU nurses, healthcare in the UK; small but significant proportion
minutes; assistant, district nurse Barrier: specialised and of patients, the right thing to
F, 71, ovarian liaison team, local technical nature of ICU, the do, family agreed with the
adenocarcinoma, bereavement team, hospice | existing paradigm of intensive | patient’s wishes;
conscious, staff, end of life care care; Facilitator: the family or friend
ventilation, 3.5 programme manager, the Barrier: local bereavement was prepared for what was
hours ward manager team be confused about the likely to happen;
contact by ICU staff, a death Facilitator: a multidisciplinary
certificate by the GP; approach; good organisation
Barrier: the estimated arrival and communication between
time primary and secondary care;
Facilitator: a ‘standard of work’
formulated to support similar
discharges in future; an ‘end of
life at home’ group was
established, including the ward
manager, ICU consultant, four
staff nurses and a healthcare
assistant; an information
leaflet for relatives and carers,
based on family feedback and
staff consultation
Coombs et al. To examine 49 HCPs: Exploratory - - Patient, family members, Barrier: a rare event in the UK, | Facilitator: participants were
(2014) Doctors’ | current doctors and two-stage CCU staff, community not a usual end-of-life care generally positive and
and nurses’ experiences nurses from qualitative colleagues: GP, district but a response to a request supportive of THtD; the
views and of, practices four ICUs, GPs study: focus nurses, palliative care from the patient or family; family’s willingness to transfer;
experience of inand views | and community | groups, teams, specific hospital- Barrier: moving a patient from | Facilitator: staff spoke with
transferring towards nurses; follow up based personnel, rapid curative interventions to end- | family about what care would
patients from transferring members of a interviews discharge teams, ambulance | of-life care; be required to care for a
critical care patients in Patient and services and finance Barrier: ‘certain types of patient at home; how family
home to die: a critical care Public Forum; managers patients’ with high care needs | members could be prepared
qualitative 15 nurses and 6 who were ventilated, had an for the THtD;
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Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
exploratory settings consultants ischaemic bowel (with Facilitator: a complex process
study, UK home to die from CCUs continuous diarrhoea), requiring multi-agency
needed regular surgery, had collaboration and engagement;
open wounds, a a coordinator to lead the THtD
tracheostomy, experienced
uncontrollable pain, were
receiving high levels of
sedation, were unconscious or
were assessed as having
inadequate mental capacity;
Barrier: the perceived
capabilities of the family to
cope with a death at home;
Barrier: uncertain time to
death;
Barrier: uncertain about
community service provision;
Barrier: making a difference to
the staffing on the unit, legal
cover to undertake care in
people’s homes; requiring a
skill set that most critical care
doctors and nurses have not
yet developed
Zhao et al. To ICU patients Retrospective | 52% - Family members (adult - Facilitator: in emergency or
(2014) Current investigate (n=322, in two observational | (64/124) children and spouse), critically clinical condition
situation and the current years) study of all physicians Facilitator: cultural
associated situation and dying requirements
factors of analyse the patients Facilitator: financial difficulties
withdrawing or associated (calculat (all were factors influencing
withholding life | factors of ed based WLST)
support to withdrawing on
patients in an or available
intensive care withholding data)
unit of cancer life support
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Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
center in China, | inICU of the
Mainland China | authors’

cancer

centre
Campbell (2013) | Unspecified See Column CCR 1 M, 64, Urosepsis Patient, family, ICU medical Barrier: transition from Facilitator: wish to go home
Opinion piece: Patient and multi-organ team, a clinical nurse curative care to palliative Facilitator: a multidisciplinary
Honouring the perspective failure, conscious, consultant from palliative care, the culture of ICU team effort
wishes of a no ventilation and care focuses on saving lives rather
dying patient: inotropes, a few than palliation;
from intensive days Barrier: it is impossible to
care to home arrange home mechanical
with palliative ventilation;
care, Australia Barrier: little training to ICU

physicians in providing
palliative care
Nielsen (2013) Unspecified See Column CCR 7 (intwo | Age: 68-84; Cause Patient, family, ICU HCPs, Barrier: stable enough to go | Facilitator: a wish for the
Getting critical Patient (conference years) of death: end-stage | primary care physician and home patient to go home;
care patients perspective abstract) lung disease, nurse Facilitator: HCPs' positive
home for end- cancer, surgical experiences
of-life care, complications,
Denmark conscious; Time to
death: a few hours-
four days

Sheng et al. To Patients who Retrospective | 40% -(no characteristics Family members (adult Barrier: high household Facilitator: family members’
(2012) understand were not cured | chart review (74/184) | of patients children and spouse), income request for WLST
Investigation on | the or died in the of all discharged) physicians Facilitator: family financial
decision-making | participation | ICU of two dying difficulties (all were factors
of ICU dying of patients hospitals patients influencing WLST)
patients and and their (n=211, in one (calculat
their families, families in year) ed based
Mainland China | decision- on

making in available

ICU and data)

analyse the

types and
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case report and
review of the
literature,
Australia

management, registrar

venue of home from a
conscious patient;

Barrier: prognostic
uncertainty about time to
death;

Barrier: local domiciliary
palliative care service were
not prepared to be involved
directly with the withdrawal

Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
reasons of
forgoing ICU
treatment
Tellett et al. This paper A patient’s wife | Collaborative | 1 M; 58; Ebstein The patient, family (wife, Barrier: an option not for all Facilitator: there are choices
(2012) End of seeks to writing anomaly; two children), intensive care | but only for some patients; for some patients and families;
life in intensive challenge between conscious; team, palliative care team, Barrier: physiological reserve a large and supportive family;
care: is transfer | assumptions authors and haemofiltration and | different clinical teams to survive the transfer; getting agreement from
home an and practices participant dopamine support involved in the treatment Barrier: the family may not be | patients, families and all staff
alternative?, UK | about the which were (congenital cardiac, heart in position to cope; on decisions to transition to
options for stopped before failure, respiratory, Barrier: decision-making took | end of life care;
transferring transfer; three electrophysiology, time and negotiation; Facilitator: ensure family aware
the critically days. hepatology; and renal) Barrier: lack of support from of all contact details for
ill patient the hospital palliative care support and the risk of dying in
home at end consultant, GP and hospital transfer and course of events
of life and community based at home;
specialist nurses; Facilitator: co-operation
Barrier: the feasibility of between critical care and
access at home community care colleagues,
and support from the palliative
care and hospital teams
Clinch and Le Unspecified See Column CCR 1 M, 71, Patient, family, ICU Barrier: not previously Facilitator: patient’s main
(2011) Patient meningoencephaliti | clinicians, GP, local reported in the literature; request, supported by his
Withdrawal of perspective s and pneumonia, domiciliary palliative care, Barrier: significant family family, was to be allowed to
mechanical conscious, hospital palliative care conflict on arrival home; die at home;
ventilation in ventilation, 4.5 physician, respiratory Barrier: the withdrawal of life- | Facilitator: consensus and
the home: a hours clinical nurse, hospital sustaining therapy at the respect for a patient’s needs

and wishes; the complete
consensus amongst his family,
treating clinicians and the
institution up to executive
level;

Facilitator: clear and explicit
explanations of the procedure
for withdrawal of ventilation,
prognostic uncertainty, and the
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Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
of ventilation itself; use of medication for symptom
Barrier: be covered from a control
medico-legal perspective for
care of this patient outside
the hospital setting;
Barrier: delivery of a hospital
bed to the home
Lusardi et al. Unspecified See Column CCR/ 7 M: 5, F: 2, Age: 66 Patients, families, ICU Barrier: little guidance from Facilitator: the desires of each
(2011) The Patient Service (2009- (55-74), Cause of nurses, the clinical nurse the literature; patient and the patient’s
Going Home perspective description 2011) death: specialist, and the Barrier: an ICU culture of family;
Initiative: cerebrovascular intensivist, primary care aggressive interventions, Facilitator: transferring
getting critical accident, physician, local hospice transitions from cure- to patients home to die has been
care patients respiratory failure staff, the case manager, an comfort-oriented care; limited, but overwhelmingly
home with (1); respiratory interfaith chaplain, Barrier: disagreements among | positive;
hospice, USA failure (4); a social worker family members about Facilitator: the need to fully
hypotension (1); handling the death at home; prepare families to understand
pancreatitis, Barrier: unstable what will happen post-transfer;
chronic; renal hemodynamic and respiratory | Facilitator: assessment by a
failure (1); no life- conditions; multidisciplinary staff; the
sustaining Barrier: physically and/or multidisciplinary palliative care
treatment, Time to emotionally unable to provide | committee;
death: 8 - 48 hours the necessary care; Facilitator: developing the
Barrier: hastening the Going Home
implementation is difficult; Initiative for THtD
Barrier: lack of family
resources, lack of primary
physician;
Barrier: a substantial
distance from the hospital
Huang et al. To better See Column Retrospective | 346 M: 227, F: 119; Age: | Family, the attendant Barrier: relevant literature is Facilitator: a special cultural
(2009) Going understand Patient observational | (around 62.6116.2; physician, nurse rare; meaning for Chinese patients
home to die events perspective study 25%, in Ethnicity: 98% Han; Barrier: the primary goal is to and their families;
from surgical related to four ventilation; treat and cure; Facilitator: the family chose to
intensive care going home years) vasopressive take patient home
to die from medication; Time to

43



Chapter 2

Withdrawal of
intensive care
treatment at
home - 'a good
death’, UK

perspective

inotropes, 90
minutes

district nurse, the palliative
care team, clinical
government bodies

uncommon, exceptional
event;

Barrier: requiring much time,
effort, work and compassion
by all involved;

Barrier: cardiovascular and
respiratory instability;
Barrier: not be able to cope
with the process of home
death;

Barrier: district

Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
units, Taiwan the ICU, with death: within Barrier: invasive life
China the hope minutes to hours supportive treatments and
that this monitors
information
might
improve the
palliative
care of ICU
patients
Kompanje Unspecified - Discussion - - - Barrier: not see the best Facilitator: substantial meaning
(2009) Should paper interests of an unconscious or | for some cultural or religious
we discharge sedated patient to be groups of patients
comatose transported home to die;
patients from Barrier: requiring a physician-
intensive care staffed mobile intensive care
to die in their unit, which is a more
own bed at expensive form of
home after transportation than a normal
withdrawal of ambulance
mechanical
ventilation? The
Netherlands
Kumar et al. Unspecified See Column CCR 1 F, 71, multi-organ Patient, relatives, ICU Barrier: having not provided Facilitator: the patient’s "last
(2009) Patient failure, conscious, doctors and nurses, GP and this service before, an wish is to die at home"
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Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
nurse/hospice/palliative led
care in place; cooperation by
GP for death certification;
Barrier: nurse safety;
Tellett and Unspecified See Column CCR 1 M, 58, Ebstein Patient, family (wife), Barrier: the stretcher would Facilitator: the patient’s wish
Davis (2009) Patient anomaly and multi- | cardiac intensive care unit not go through the front door | to go home
Case 43 perspective organ failure, nurse consultant,
Fulfilling a conscious, inotrope | community, clinical nurse
patient’s wish and hemofiltration, | specialist in adult congenital
to go home three days heart disease
from intensive
care, UK
Crighton et al. (1) To gain See Column Ethnographic | 1 F, 62, glioblastoma Family, ICU physician, Barrier: different goals of care | Facilitator: communication: a
(2008) insight into Patient case study multiform, palliative care consultant between clinicians and family | process of probing the family
Transitioning to | the multi- perspective unresponsive, no members; about the patient’s wishes;
End-of-Life Care | dimensional life-sustaining Barrier: family be not understanding the family’s
in the Intensive | aspects of treatment, Time to prepared to address the needs for time for decision-
Care Unit: a patient’s, death: five months reality of the eminent death; making
case of unifying | family’s, and Barrier: the amount of time
divergent medical left to live was uncertain
desires, USA providers’
approaches
to EoLC and
(2) To
consider
how
conflicting
goals of
treatment

influence the
transition to
EoLCin the
ICU
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cerebral
haemorrhage, deep
coma, intubated,
ventilation and

Author, Year, Aims Participants Design/ Transfer Patient Participants in transfer Barriers to transfer Facilitators of transfer
Title, Country of Methods size perspective* decision-making
origin
Beuks et al. Unspecified See Column CCR 2 F,56, non-Hodgkin Patients, families, ICU Barrier: the primary focus on Facilitator: the strong wish to
(2006) A good Patient lymphoma, nursing staff and doctors cure, the first goal is to treat die at home;
death, The perspective conscious, and cure Facilitator: when the patient
Netherlands extubated in ICU, and the family make such a
several days choice we should do our
F, 58, probably utmost to accommodate their
tumour, conscious, wishes
extubated in ICU,
one day
Boussarsar and Unspecified See Column Discussion Nearly Ethnicity: Muslims Family, ICU medical staff Barrier: clinical stability; Facilitator: a situation
Bouchoucha Patient paper 10% of society; Cause of Barrier: geographical culturally strongly desired and
(2006) Dying at perspective deaths death: late septic conditions approved;
home: cultural peryear | shock state and Facilitator: requested by
and religious (10/102 multi-organ failure; family members
preferences, in 2005) respiratory and
Tunisia hemodynamic life
support
Jackson (20