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Abstract

Background: Preparing families for a relative’s death is fundamental in palliative care, as
it can improve both the dying process and bereavement outcomes. However, current
guidelines remain vague and offer limited practical direction. Research has
predominantly focused on Western contexts, restricting its cultural relevance. Evidence
from non-Western societies is needed to inform culturally sensitive and appropriate

care.

Aim: To explore Taiwanese families’ experiences of preparing for a relative’s death and

to examine how they can be better prepared during this process.

Methods: A qualitative approach underpinned by critical realism was employed,
comprising three complementary studies. A systematic review with narrative synthesis
examined Taiwanese families’ bereavement experiences following an expected death,
offering insights into family death preparation. These findings informed a qualitative
interview study, analysed with reflexive thematic analysis, which explored how family
caregivers prepared for a relative’s death within specialist palliative care. Building on this,
a nominal group technique study with specialist palliative care professionals was
undertaken to develop and prioritise recommendations for supporting families in this

process.

Findings: The systematic review of 17 studies identified family death preparation as a
key element of end-of-life care that shapes bereavement experiences. The interview
study with 22 family caregivers showed that preparation was needed during and after
death. The overarching theme of “getting everything right to have no regrets between
the dead and the living” was seen as crucial to ease bereavement. Four themes were
developed: (1) ‘making the right end-of-life decisions is crucial but complex’, exploring
how family-centred and protective approaches were applied, with an emphasis on
maintaining family harmony through consensus-building; (2) ‘becoming a competent
caregiver is the priority’, addressing preparations for fulfilling responsibilities and
ensuring the dying relative's comfort to reduce future regret about not having done

enough; (3) ‘having a good ending but not the end of the relationship’, addressing



preparations for appropriate conduct at the moment of death, meaningful funerals,
enhancing the deceased’s afterlife, and maintaining continuing relationships; and (4)
‘using religious beliefs and cultural norms to guide preparation’, examining how these
values shaped understandings of a good death and encouraged emotional restraint
before and after death as culturally and religiously appropriate. Finally, the nominal
group technique study with 10 specialist palliative care professionals generated 42
recommendations that were refined into four finalised recommendations. It also
highlights the need for a multidimensional approach to strengthening family death
preparation across individual, systemic, societal, and national levels. Based on the
methodological reflections upon the experience of conducting the nominal group study
in Taiwan, methodological guidance was developed for applying this technique in future

research.

Conclusion: A Taiwan-specific conceptual model integrating clinical, relational, cultural-
religious, and socio-structural dimensions of family death preparation was developed.
The findings extend the continuing bonds theory by demonstrating bereavement as a
continuation of family death preparation, positioning appropriate preparation as
proactive care that can prevent poor bereavement outcomes. The study reframes
palliative and end-of-life care by emphasising family involvement, the enduring role of
religious beliefs, and culturally specific understandings of a good death. The Taiwanese
experience underscores the need to decolonise palliative care and bereavement by

incorporating religious beliefs and cultural norms into care models.
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Glossary

Advance care planning — a process that enables individuals to discuss their values, goals,
and preferences for future medical treatment and care with family members and
healthcare professionals in case they lose decision-making capacity in the future. In
Taiwan, advance care planning is strongly shaped by the Patient Right to Autonomy Act,
which requires the formal involvement of at least one family member.

Ancestor worship — a practice rooted in Confucian values and common across East Asia.
It involves placing ancestral tablets on household altars or in communal ancestral halls
and serves as an expression of filial devotion beyond death, as well as the continuation
of family bonds and care for deceased parents and elder relatives.

Bereavement — the state of having experienced the death of someone significant and
the process of adapting to that loss. In this thesis, bereavement refers to the death of an
adult relative; bereavement following the death of a child under 20 years of age is
beyond the scope of the study.

Conceptual model — a representation of key concepts relevant to a topic and the
relationships between them in explaining a phenomenon. It is often presented as a
structured explanation or diagram to illustrate the current state of knowledge on a
specific topic, identify gaps in understanding, guide methodological approaches to
address these gaps, and demonstrate how research findings contribute to existing
knowledge.

Cultural humility — a lifelong process of critical self-reflection, recognition of power
imbalances, and openness to learning from diverse individuals and communities in order
to provide respectful and culturally responsive care.

Decolonisation — a call to challenge the dominance of influential Western palliative care
and bereavement models and to emphasise the need to decentre Western-centred
assumptions. Decolonising involves engaging with diverse cultural perspectives and
recognising local traditions, values, and beliefs as central to shaping culturally sensitive
palliative care and bereavement support.

Epistemology — concerns what knowledge is possible and how researchers can obtain it.
It examines what can be known, how it can be known, and the relationship between the
researcher and the researched, which is informed by ontology.

Family death preparation —a process involving the achievement of cognitive, emotional,
and behavioural readiness. For families to feel prepared, they require support with
medical, psychosocial, spiritual, and practical tasks.

Filial piety — the expectation, rooted in Confucian values, that children honour, obey, and
care for their parents.



Grief — the physical, cognitive, emotional, and behavioural responses to loss. In this
thesis, the term refers specifically to grief following the death of a relative.

Medicalisation of dying — the increasing management of death and dying within the
medical system, in which death is framed as a clinical event and medical responsibility
rather than primarily a social, familial, or spiritual process. This phenomenon is also
evident in Taiwan, although family involvement and religious practices continue to play
important roles in end-of-life care.

Mourning — the external expression of grief, manifested through social behaviours and
rituals shaped by cultural values and social norms.

Ontology — concerns assumptions about the nature of reality and shapes decisions made
throughout the research process, including views about knowledge and the ways in
which data are collected and analysed.

Positionality — the researcher’s social, cultural, and professional positioning, and the
ways in which this may shape interactions with participants, as well as data collection
and interpretation.

Reflexivity — an ongoing process of critically reflecting on how the researcher’s
subjectivity and positionality influence the research process and the knowledge
produced.

Theory — a set of related concepts and propositions used to explain and understand the
meaning, nature, and relationships associated with a phenomenon. In this thesis, theory
is used primarily as an interpretive lens for understanding research findings, rather than
as a framework guiding study design or data analysis.
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CHAPTER 1: INTRODUCTION

The focus of this thesis is on how families in Taiwan can be better prepared for the death
of a relative. Supporting families through this process is recognised as a critical
component of high-quality palliative and end-of-life care. Previous research has shown
that such preparation enhances the quality of care during the dying process (Hovland-
Scafe & Kramer, 2017) and positively influences bereavement outcomes for family
members (Virdun et al., 2017). Understandings of death and dying are shaped by
cultural, religious, and social contexts. However, palliative and end-of-life care services
in many countries are structured around frameworks that reflect Western values and
assumptions (Ntizimira et al., 2024). These frameworks may have limited relevance or
effectiveness in societies where beliefs and practices surrounding death differ
significantly from those in Western societies. In response to this gap, scholars have called
for culturally sensitive evidence to inform care practices that are more responsive to the

needs of diverse populations (Ntizimira et al., 2024).

The overarching aim of this thesis is to examine how families in Taiwan can better
prepare for the death of a relative. Families’ experiences of death preparation are
explored through retrospective perspectives, and recommendations are developed to
guide healthcare professionals in assisting families during this process, with the goal of
improving practice. While the central focus is placed on family death preparation,
broader themes of death, dying, and bereavement are also addressed to provide a
comprehensive understanding of how these experiences unfold within a specific cultural

context.

A personal reflection on the motivations for undertaking the research is included in this
chapter, together with an introduction to key concepts of the thesis and an overview of

its structure.

1.1 Personal statement

As a Taiwanese specialist palliative care nurse, | have long been interested in how to
provide culturally appropriate guidance and support to families preparing for a relative’s

death. Since 2008, | have worked in specialist palliative care settings in Taiwan, where



services are largely modelled on Western frameworks. My professional training and
education have also been primarily shaped by Western-oriented evidence. However,
Taiwanese cultural values often differ from Western approaches, particularly in relation

to the role of the family and understandings of autonomy.

Reflecting on my own upbringing in a large rural Taiwanese family, | have come to regard
death as a collective family event shaped by complex interpersonal relationships and
familial obligations. In contrast, Western healthcare models often emphasise individual
autonomy and personal decision-making. Merging these models can lead to tensions
between healthcare professionals and families during the process of preparing for death,
especially when the needs of family members are not fully aligned with the principles

guiding clinical care.

My personal experiences with the deaths of close family members have deepened my
understanding of how important preparation is for those who are alive. The words of
Cicely Saunders, a pioneer of modern palliative care, “How people die remains in the
memory of those who live on”, resonate deeply with me. Nearly twenty years ago, my
grandmother received hospice home care and died peacefully at home. The palliative
care nurse alerted us that her death was near, which allowed our family to gather and
be present during her final moments. This opportunity to prepare was profoundly
meaningful and helped support our grief. More recently, while writing this thesis, my
mother was admitted to the intensive care unit following an unexpected motorcycle
accident. She died eight days later. Although her death was sudden, the time we had to
prepare was deeply valuable. Without those eight days, my bereavement would have
been even more difficult. In this experience, | found myself sharing the emotions and
challenges described by many of the families | interviewed. Further reflection on this

personal connection is provided in the discussion chapter.

These clinical and personal experiences have inspired my commitment to understanding
how families in Taiwan navigate the process of preparing for a relative’s death and how
cultural values shape their actions and decisions. This research aims to generate
culturally grounded evidence to inform care practices that are responsive to the needs

of families facing similar experiences within comparable cultural contexts.



1.2 Why should research on family death preparation in the context of

non-Western societies be conducted?

While an in-depth review of the existing literature on family death preparation is
presented in the background chapter, this section outlines the rationale for investigating

this topic specifically in non-Western societies.

Supporting family members in preparing for a relative’s death is a core element of
palliative and end-of-life care (Hudson et al., 2012; Keegan et al., 2021). Palliative care
aims not only to alleviate the suffering of patients by addressing physical, psychological,
social, and spiritual needs but also to support their families during this challenging time
(Radbruch et al., 2020). Assisting families in preparing for death can help ease emotional
distress, enhance acceptance of the impending loss (Hovland-Scafe & Kramer, 2017), and
facilitate the bereavement process by reducing the risk of complicated grief (Kim et al.,
2017). However, the evidence base informing these practices has been largely developed
in Western contexts, including the United States (Hebert et al., 2009; Hovland-Scafe &
Kramer, 2017; Supiano et al., 2020), Canada (Durepos, Ploeg, Sussman, et al., 2020), and
Australia (Breen et al., 2018). Cultural beliefs play a significant role in shaping how death
is understood, experienced, and managed (Gire, 2014), raising concerns about the
applicability of Western frameworks in culturally distinct societies. Such cultural
differences may hinder the delivery of care that is sensitive to the values and

expectations of families in non-Western societies, such as those in East Asia.

Although studies from East Asia, such as Japan (Matsuzaka et al., 2024) and Taiwan (Tang,
Hsieh, et al., 2021; Wen et al., 2022a, 2022b), have begun to address family death
preparation, most rely on quantitative methods. These studies often focus on measuring
levels of preparedness for death (Matsuzaka et al., 2024) or on examining relationships
between preparation and factors such as caregiving burden (Wen et al., 2022b). While
these findings are informative, quantitative approaches may not fully capture why
families have these experiences or how their beliefs and actions shape the process of

preparing for a relative’s death.

| focus specifically on family caregivers, who face complex challenges as death

approaches. Their responsibilities often intensify, requiring coordinating with healthcare



professionals, participating in end-of-life discussions, and providing direct care (Reigada
et al., 2015). Although the nature of these tasks varies according to the patient’s
condition, they typically involve a combination of physical caregiving, emotional labour,
and anticipatory decision making. As discussed in the background chapter, the distinct
role of family caregivers makes their perspectives essential to understanding the process

of death preparation.

Given these considerations, culturally contextualised research is required to deepen
understanding of how family caregivers in non-Western societies experience and
manage the preparation for a relative’s death. This study addresses this gap by examining
family death preparation within a Taiwanese cultural context. In doing so, it contributes
culturally grounded knowledge that may inform the development of more responsive
palliative and end-of-life care in non-Western societies. A detailed discussion of the

study’s contribution to knowledge is provided in the discussion chapter.
1.3 Key concepts in this thesis

1.3.1 Family death preparation

A range of terms have been used in the literature to describe how families anticipate and
respond to an impending death. Among these, preparedness for death is the most
frequently cited (Barry et al., 2002; Breen et al., 2018; Durepos et al., 2019; Hebert et
al., 2006; Hovland & Kramer, 2019; Hovland-Scafe & Kramer, 2017). Related terms
include preparedness for death and bereavement (Hebert et al., 2009), preparedness for
end-of-life (Durepos et al., 2021; Durepos, Ploeg, Sussman, et al., 2020), preparedness
for death and caregiving (Alvariza et al., 2020), and preparedness for loss (Caserta et al.,

2019).

Although the term death preparedness is widely used, this study adopts the term family
death preparation to emphasise the process through which family members prepare for
a relative’s death, rather than a single state of readiness. This process involves
completing a range of medical, psychosocial, spiritual, and practical tasks to achieve
multidimensional readiness, encompassing cognitive, emotional, and behavioural
aspects (Durepos et al., 2019; Hebert et al., 2009). The conceptualisation of family death

preparation is discussed further in the background chapter.



1.3.2 Brief introduction to the research context: Taiwan

Taiwan’s demographic changes, palliative care developments, and cultural traditions
shape families’ end-of-life care experiences, making it a significant context for examining
how families prepare for a relative’s death. Cancer has been the leading cause of death
in Taiwan for more than four decades (Ministry of Health and Welfare of the Republic of
China/Taiwan, 2021). Meanwhile, the population is rapidly ageing, with 16.9% of citizens
aged 65 or older in 2021 (Ministry of Health and Welfare of the Republic of China/Taiwan,
2022) and an average life expectancy of 80.2 years as of 2023 (Ministry of Health and
Welfare of the Republic of China/Taiwan, 2024). These demographic shifts have
intensified the demand for end-of-life care and underscored the important role of
palliative care in this process. Taiwan has established a well-developed palliative care
system that ranked third out of 81 countries in the 2021 Quality of Death and Dying study
(Finkelstein et al., 2022), making it a valuable setting for examining family death

preparation in non-Western societies.

As an East Asian society with a population of over 23 million, Taiwan is predominantly
composed of ethnic Chinese, along with Hakka, Indigenous peoples, and a growing
population of new immigrants who have settled and acquired legal residence or
citizenship through marriage, naturalisation, or other migration pathways (Kasai, 2022).
These new immigrants, distinct from temporary labour migrants, have increasingly

contributed to Taiwan’s social and cultural diversity.

Linguistic and religious diversity further characterise Taiwanese society. Taiwanese
Mandarin (written in Traditional Chinese), Taiwanese Hokkien, and Hakka are widely
spoken, reflecting the country’s multicultural identity. Religious pluralism, supported by
constitutionally protected freedom of religion, is equally prominent. Major traditions
include Buddhism, Taoism, Christianity, and Taiwanese folk religion, which synthesises
Buddhist, Taoist, and Confucian elements (Weller, 2020). These cultural and religious
influences shape beliefs and practices surrounding death, dying, and bereavement, and

inform how care and death preparation are understood within families.

The social, cultural, and institutional factors that influence end-of-life experiences in

Taiwan, and their relevance to family death preparation, are discussed in greater depth



in the background chapter.

1.4 Format and structure of this thesis

This thesis is presented in an alternative format and comprises ten chapters, including
four original papers that have been published in peer-reviewed journals. Table 1 below
shows how each paper addresses different aspects of the research objectives and

guestions. A summary of the structure and content of each chapter is provided below.

The opening chapter outlines the overall rationale and conceptual framing of the thesis.
A personal statement describing the motivations for undertaking the research is
included, followed by a justification for focusing on family death preparation in a non-
Western context, particularly Taiwan. Key concepts underpinning the study are briefly

introduced, and an overview of the thesis structure is provided.

Chapter Two focuses on the research background and a review of theoretical
frameworks. The development of modern palliative care is summarised, and its
relevance and limitations in non-Western societies are critically examined. Existing
research on family death preparation is reviewed, highlighting conceptual and empirical
gaps, particularly in relation to cultural variability. The role and needs of family caregivers
at the end of life are discussed, together with an overview and critique of dominant
bereavement theories. The conceptualisation of family death preparation is also
outlined. The chapter concludes with an introduction to Taiwan as the research context,

focusing on its cultural characteristics, healthcare systems, and palliative care services.

The methodological framework and research design are described in Chapter Three. The
overarching research question, overarching aim, and specific objectives are presented,
and the qualitative methodological approach is explained and justified. Methods of data
collection and analysis are outlined, along with the involvement of patients and the

public in the research process.

Chapters Four to Six present three original research papers. The first article (Chapter
Four, i.e., Paper 1) reports a systematic review using a narrative synthesis approach
(Popay et al., 2006) of family death preparation. Bereavement experiences among
Taiwanese family members following an expected death are explored, and the relevance

of different bereavement theories to the Taiwanese context is considered. The second



and third papers (Chapters Five and Six, i.e., Papers 2 and 3) present findings from a
gualitative interview study with family caregivers in specialist palliative care settings in
Taiwan, analysed using reflexive thematic analysis (Braun & Clarke, 2022b). Chapter Five
(Paper 2) focuses on preparations that occur in the period leading up to a relative’s
death, while Chapter Six (Paper 3) addresses preparations for the moment of death and

its immediate aftermath, including concerns related to the afterlife.

Chapter Seven presents the findings of the nominal group technique study involving
specialist palliative care professionals in Taiwan. This method was employed to develop
and prioritise recommendations for supporting families in preparing for a relative’s
death. Methodological reflections on the use of the nominal group technique (Jinger &
Payne, 2020) in a palliative care context are presented in Chapter Eight (Paper 4), offering

methodological insights and recommendations for future research.

Chapter Nine includes a synthesis of the main findings from the three studies and a
reconsideration of the research question and aim. The chapter also outlines the
development of a conceptual model of family death preparation in Taiwan. A critical
comparison of the Taiwanese model with established frameworks and a theoretical
interpretation of the findings are provided. The study’s contributions to knowledge are
presented, its overall strengths and limitations are discussed, and a reflexive

commentary on the interpretation process is included.

The final chapter concludes with a summary of key implications for future research,
clinical practice, education, and policy, based on the evidence and insights generated

through this study.



Table 1: Overview of the four original papers addressing this thesis’s overarching research question: How can families in Taiwan be better prepared for the
death of a relative?

Paper Paper 1 (Chapter Four) Paper 2 (Chapter Five) Paper 3 (Chapter Six) Paper 4 (Chapter Eight)
Taiwanese family members’ ‘Regrets become a lasting ‘A good ending but not the Methodological reflections to support good
bereavement experience source of pain’: A qualitative  end’- Exploring family practice in using nominal group techniques:
following an expected study on family caregivers’ preparations surrounding a Insights from applications in palliative care
death: a narrative experiences leading up to a relative’s death and the studies.
synthesis review. relative’s death. Afterlife: A qualitative study. Published in Palliative Medicine.
Published in BMC Palliative  Published in Palliative Published in Palliative
Care. Medicine. Medicine.
Topic Families’ bereavement, Family death preparation, Family death preparations, Methodological, recommendation
culture bereavement culture development
Perspective Secondary synthesis of Families’ accounts Families’ accounts Methodological reflections, specialist
families’ accounts palliative care professionals’ accounts
Design Systematic literature review Qualitative interview study Qualitative interview study Nominal group technique study
Aim of the To explore Taiwanese To explore Taiwanese family ~ To explore how cultural To develop and prioritise recommendations
article families’ bereavement caregivers’ preparations context influences for healthcare professionals on family death

experience, aiming to
expand the understanding
of family death
preparation from

retrospective perspectives.

leading up to a relative’s
death and how these
preparations influence their
bereavement.

Taiwanese family caregivers’
experiences of preparing for
a relative’s death.

preparation, and to enhance their
applicability in the Taiwanese context.

To provide methodological reflections on the
use of the nominal group technique in
palliative care research.




CHAPTER 2: BACKGROUND

This chapter includes an introduction to the development of modern palliative care and
critically examines its relevance and limitations in non-Western societies. Existing
literature on family death preparation is presented, outlining the current understanding
and the continuing need for research in non-Western contexts. The conceptualisation of
family death preparation is described, and dominant Western-oriented bereavement
theories are reviewed to consider the topic from multiple perspectives. The chapter
further discusses the role and needs of family caregivers during end-of-life care,
providing a rationale for their inclusion as participants. It concludes with an overview of
Taiwan’s social and cultural context and its health and palliative care services,
establishing the background for examining family death preparation in non-Western

settings.

2.1 Global development in palliative care and the role of the family in

end-of-life care

2.1.1 The emergence of modern palliative care

Death is a universal aspect of human existence, yet individuals’ perceptions of and
responses to it are shaped by the social and cultural contexts in which they live (Howarth,
2007). Advances in scientific medicine and modernisation have reshaped the processes
surrounding dying and death (Howarth, 2007; Lewis, 2007; Zaman et al., 2017). Over
time, the leading causes of death have shifted from communicable diseases to cancer
and other chronic, degenerative conditions (Lewis, 2007). As a result, people now often
experience longer disease trajectories, extended illness periods, and more intensive care
needs. While these developments may provide individuals with more time to prepare

for death, they have also transformed the nature of end-of-life experiences.

One significant transformation concerns the location of death. Historically, death often
occurred at home or within community settings. In recent decades, however, it has more
commonly taken place in institutional environments such as hospitals (Howarth, 2007;
Jiang & May, 2021; Lewis, 2007). A study of 30 European countries between 2005 and
2017 found that hospital deaths ranged from 26% to 68%, with a median of 52% (Jiang



& May, 2021). This shift has important implications, including greater involvement of
healthcare professionals in end-of-life care and a corresponding decline in the role of
family and community. Alongside these institutional changes, modernisation has
diminished the influence of religion in many Western societies (Howarth, 2007;
McNamara, 2001; Zaman et al., 2017). As religious authority declined, clergy such as
priests became less central to end-of-life care, while healthcare professionals assumed
a more dominant role. This transition marked a movement from religious support, such
as through prayers and rituals intended to comfort the soul, to a medical emphasis on

physical management, particularly pain relief (Lewis, 2007; Zaman et al., 2017).

These developments have contributed to the medicalisation of dying, a process through
which death becomes framed as a clinical event and its management as a medical
responsibility. Within this framework, death is often perceived as a failure of medicine,
prompting aggressive efforts to prolong life, even when cure is no longer possible (Lewis,
2007). Consequently, patients, families, and professionals may become more focused on

resisting death rather than preparing for it.

The modern palliative care movement, originating in the United Kingdom in the 1960s,
emerged as a response to the medicalisation of dying. It reshaped approaches to end-
of-life care by reintroducing holistic values such as comfort, dignity, and compassion
(McNamara, 2001; Zaman et al., 2017). This reorientation laid the foundation for
reimagining death not merely as a biological endpoint, but as a personal, familial, and

social process requiring preparation and relational support.

In line with this holistic approach, the World Health Organisation (2002, pp. xv - xvi)

defines palliative care as:

“an approach that improves the quality of life of patients and their families facing the
problems associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment

of pain and other problems, physical, psychosocial, and spiritual”

While this definition has been widely adopted, including by the Asia Pacific Hospice

Palliative Care Network, a more recent consensus-based definition has been proposed:

“Palliative care is the active holistic care of individuals across all ages with serious
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health-related suffering because of severe illness and especially of those near the end
of life. It aims to improve the quality of life of patients, their families and their

caregivers.” (Radbruch et al., 2020, p. 761)

Both definitions emphasise the holistic nature of palliative care in alleviating suffering
and promoting a good death, while supporting families throughout the dying process
and bereavement. The more recent definition further underscores the role and well-
being of caregivers (Radbruch et al., 2020). However, its focus is limited to individuals
with serious illness rather than extending to the wider population with palliative care
needs through public health approaches that have been prompted within global

palliative care policy (Stjernsward et al., 2007b).

The meaning of a good death, a central goal of palliative care, is shaped by cultural values
and social expectations. In Western societies, where individual autonomy is highly
valued (Gémez-Virseda et al., 2019; Inglehart, 2008), a good death is often associated
with control over the dying process, particularly its timing and location (Howarth, 2007;
Kehl, 2006; Meier et al., 2016). This understanding aligns with broader secular trends in
which the influence of organised religion has declined, and healthcare professionals
have assumed central roles in end-of-life care. It also shapes the delivery of spiritual care
in many Western societies, where greater emphasis is placed on existential concerns

rather than on religious beliefs and practices (Lewis, 2007).

Although palliative care was initially established to resist the medicalisation of death, it
has gradually become more procedural and professionalised, often mirroring the
scientific and institutional frameworks it originally sought to reform (Zaman et al., 2017).
However, such Western-oriented perspectives risk overlooking that, for many cultures,
death remains a deeply religious and relational experience. End-of-life care is often
embedded in cultural values, spiritual worldviews, and community rituals (Ntizimira et
al., 2024; Schuster-Wallace et al.,, 2022; Zaman, 2025). Recognising this diversity is
essential for developing palliative care models that are both globally relevant and
culturally responsive. Nevertheless, much of the global body of palliative care research
has originated from Western settings, shaping international norms and reinforcing
Western assumptions (Pastrana et al., 2010). Consequently, research and practice may

inadvertently marginalise the perspectives and needs of families in non-Western
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societies. These limitations have important implications for how the family’s role is

understood within palliative and end-of-life care, as discussed in the next section.

2.1.2 Family roles in palliative and end-of-life care

An essential component of the Western-oriented palliative care model is the inclusion
of family members and caregivers as part of the unit of care, with an emphasis on
preparing them for a relative’s death and offering bereavement support (Radbruch et al.,
2020). The Guidelines for the Psychosocial and Bereavement Support of Family
Caregivers of Palliative Care Patients highlight the importance of ensuring that families
are adequately prepared when death becomes imminent (Hudson et al., 2012). Similarly,
a European consensus on bereavement care in palliative care, developed using the
Delphi technique, underscores the need to assist families in recognising and preparing

for approaching death (Keegan et al., 2021).

Despite these principles, the Western palliative care model continues to focus primarily
on patient autonomy and individual preferences. In many cases, this approach prioritises
the patient’s wishes over those of the family, creating tensions in contexts where
decision-making is fundamentally relational (Zaman, 2025; Zaman et al., 2017). This
emphasis on individualism may not align with the family-centred cultural values
common in many East Asian societies, including Taiwan, where collective responsibility
and interdependent relationships often take precedence over personal choice (Lee et al.,

2024).

Although the Western palliative care model has been widely implemented in East Asia,
it often assumes universal applicability, potentially overlooking important cultural
differences. Even within the region, notable intra-regional variation exists (Hwang, 1999).
While societies such as Taiwan and Japan share Confucian values that emphasise filial
piety and collective responsibility, they differ in the degree of family involvement in care
decisions and in the influence of religious and cultural traditions on dying and death
(World Values Survey, 2023). Taiwan’s greater religious diversity, including Buddhism,
Taoism, folk religions, and Christianity, has fostered practices that extend beyond
religious expectations, placing stronger emphasis on cultural expression and shaping

distinctive end-of-life rituals and meanings (Shih, 1982). These differences illustrate both
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the necessity and the complexity of developing culturally sensitive palliative care models
that respond to local norms and values (Ntizimira et al., 2024; Zaman, 2025; Zaman et

al., 2017).

To address these gaps, this study focuses on examining how Taiwanese families prepare
for the death of a relative within the context of specialist palliative care. Through this
culturally situated approach, the aim is to contribute to a more inclusive understanding
of family death preparation and to support the development of culturally responsive
palliative care practices. The research context of Taiwan is described in greater detail

later in this chapter.

While these cultural perspectives highlight the importance of understanding how
families prepare for a relative’s death within their specific social contexts, the diversity
of families’ needs and expectations also reveals practical challenges for healthcare
professionals in providing appropriate support during end-of-life care, as discussed in

the next section.

2.1.3 Challenges in supporting families during end-of-life care in clinical practice

There remains a continuing need to strengthen clinical practice to better support families
and caregivers as they prepare for the death of a relative. A key aspect of this support
involves providing clear, timely, and appropriate information about the dying process
and what to expect during the final stages of life (Angelo et al., 2013). However, research
consistently identifies gaps in how these information needs are met. For example, a
Canadian study found that even in specialised palliative care settings, family caregivers
often lacked a sufficient understanding of what the dying process entails (Gallagher &
Krawczyk, 2013). In the United States, a study involving 226 family caregivers of patients
with cancer receiving palliative care reported that 49% felt emotionally unprepared and
35% felt practically unprepared for their relative’s death (Caserta et al., 2019). Similarly,
a Swedish study found that 54% of bereaved spouses reported low to medium levels of
preparedness for their partner’s death (Hauksdottir et al., 2010). These findings illustrate
persistent challenges in equipping families for end-of-life experiences, even within
healthcare systems where palliative care is available. These challenges highlight the need

for more nuanced, evidence-informed guidelines that acknowledge the relational and
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emotional complexities of family involvement in end-of-life care.

One contributing factor to these ongoing challenges is that most existing clinical
guidelines on death preparation are primarily patient-centred and provide little specific
guidance for supporting families during this critical time. For instance, the National
Institute for Health and Care Excellence (NICE) in the United Kingdom has issued two
relevant guidelines. The End of Life Care for Adults: Service Delivery guideline
recommends providing emotional and practical support to caregivers as death
approaches (NICE guidline [NG142], 2019). Similarly, the Supporting Adult Carers
guideline encourages healthcare professionals to involve family members in discussions
about death and dying, including helping them understand the patient’s diagnosis and
prognosis (NICE guideline [NG150], 2020). While these documents acknowledge the
importance of engaging families, their recommendations are often broad and general,
offering limited practical guidance on how to support families effectively in clinical

practice.

Providing effective family support in preparing for a relative’s death during end-of-life
care must also be culturally sensitive. Understandings of what constitutes a good death
and what it means to be adequately prepared are shaped by cultural norms and social
expectations (Zaman, 2025; Zaman et al., 2017). These perspectives vary considerably
across populations according to their cultural background, making it difficult for
universal guidelines to address the diverse needs and values of families facing the death
of a relative. This highlights the importance of developing contextually grounded and
culturally informed guidance that can assist healthcare professionals in supporting
families more effectively. Understanding how families experience, interpret, and
respond to the process of preparing for a relative’s death is essential for developing
strategies to guide healthcare professionals. To inform such developments, it is
necessary to first consider how family death preparation has been theorised and
conceptualised in existing literature. The following section reviews current theoretical
frameworks and empirical research on this topic, establishing the foundation for its

conceptual and empirical understanding.
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2.2 Theorising and conceptualising family death preparation

2.2.1 Theoretical frameworks on family death preparation

Awareness of an impending death is a key factor that prompts families to begin preparing
for the loss of a relative (Breen et al., 2018; Glaser & Strauss, 1965). This awareness is
typically triggered by the disclosure of the patient’s medical condition, such as the
severity of illness, disease progression, or limited life expectancy (Parker et al., 2007). It
signposts families to that death is approaching and initiates a process of preparation that
unfolds during the period between this recognition and the actual time of death (Glaser
& Strauss, 1965). Family death preparation is therefore understood to occur in the
context of an expected death, commonly associated with a life-threatening diagnosis,
progression to a terminal stage, or a noticeable decline in physical or cognitive
functioning. However, despite growing scholarly interest, there remains a limited

theoretical understanding of how families engage in this process, as discussed below.

To date, only a few theoretical frameworks have explicitly addressed how families
prepare for the death of a relative. One of the most widely cited is the Theoretical
Framework of Preparedness for End-of-Life developed by Hebert and colleagues (Hebert
et al., 2006). Drawing on existing literature, this model focuses on how family caregivers
of terminally ill patients engage in preparation. It emphasises the interconnectedness of
communication between healthcare professionals and family caregivers, caregiver
preparedness, and caregiver outcomes such as satisfaction with care, mental health, and
bereavement adjustment. The framework conceptualises preparation as a
multidimensional process, encompassing medical, psychosocial, spiritual, and practical
aspects, and underscores the role of end-of-life discussions, particularly those involving
healthcare professionals (Hebert et al., 2006). However, it gives limited attention to the
internal strengths or resources that family caregivers may contribute to the preparation

process.

Building on this earlier work, Hebert and colleagues (2009) developed a refined model
through qualitative research with family caregivers of terminally ill patients in the United
States. This updated framework identifies several key themes, including caregivers’ prior

life experiences, communication dynamics, uncertainty, and dimensions of
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preparedness. It underscores the importance of effective communication in managing
uncertainty across medical, psychosocial, spiritual, and practical domains. The model
also expands the concept of preparation to include cognitive, affective, and behavioural
dimensions. Notably, it integrates the role of advance care planning as part of the
preparation process, helping families anticipate and manage what to expect as death
approaches (Kishino et al., 2022). While support from healthcare professionals remains

central, this version places greater emphasis to the caregiver’s own life experience.

A third framework, the Caregiver Preparedness for End-of-Life in Dementia model, was
developed by Durepos and colleagues based on a concept analysis of the literature
(Durepos et al., 2019). It defines preparedness for death in the context of dementia as
“a cognitive, emotional, and behavioural quality (or state of readiness) to minimise
uncertainty, maintain self-efficacy, and control over current and future losses and death
in persons with dementia” (Durepos et al., 2019, p. 439). This model incorporates
Hebert’s earlier work (Hebert et al., 2006) and categorises preparedness into medical,
psychosocial, spiritual, and practical domains (Durepos et al., 2019). Unlike the previous
frameworks, it places greater emphasis on caregivers’ coping strategies, distinguishing
between problem-focused (cognitive and behavioural) and emotion-focused (affective)
approaches, and recognising the unique challenges of caregiving in the context of
dementia. It also conceptualises family death preparation as a process that progresses
from antecedents, such as illness-related symptoms and advance care planning, to
outcomes, including bereavement adjustment and family well-being after death. By
supporting this transition process, the model suggests that adequate preparation can

enhance post-death outcomes for families (Durepos et al., 2019).

Collectively, these frameworks have primarily focused on family caregivers of patients in
the terminal stage of illness or those with dementia. This focus likely reflects the distinct
challenges these groups face. While terminal illness presents the immediacy of an
expected death, dementia involves prolonged uncertainty, both of which shape different
trajectories of preparation. Although these models do not always explicitly reference

expected deaths, their emphasis on end-of-life contexts implies such a focus.

Importantly, all three frameworks were developed in Western, English-speaking contexts,

primarily involving adult participants from North America. Their applicability to other
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cultural settings, particularly in non-Western societies, remains limited (Ntizimira et al.,
2024; Zaman, 2025). Building on these theoretical insights and recognising their
limitations, there remains a need to explore how families in culturally distinct contexts,
such as Taiwan, prepare for a relative’s death. Understanding these culturally embedded
practices in family death preparation is central to the focus of this thesis. To further
develop this understanding, the following section reviews existing empirical research on
family death preparation, providing the foundation for its conceptualisation within this

study.

2.2.2 Critique of existing research on family death preparation

Research on how families prepare for a relative’s death remains relatively underexplored
globally. Existing studies have largely focused on assessing families’ levels of
preparedness for death (Barry et al., 2002; Kim et al., 2017; Schulz et al., 2015; Yu et al.,
2021) or on examining the relationship between preparedness and factors such as
caregiving burden (Wen et al.,, 2022b), typically using quantitative methods and
standardised measures. For example, a study conducted in Japan found that insufficient
preparedness was associated with poor psychological health, limited social support
during caregiving, and the way in which end-of-life discussions with physicians were
conducted (Matsuzaka et al., 2024). While these studies provide useful insights into
levels of death preparedness and associated factors, they are not designed to capture

the nuanced and multifaceted nature of the family death preparation process.

Current measurement tools for assessing family death preparation primarily focus on
evaluating levels of preparedness for death. Most rely on single-item (Barry et al., 2002;
Schulz et al., 2015; Yu et al., 2021) or two-item measures (Caserta et al., 2019; Kim et al.,
2017), administered either prospectively or retrospectively (Table 2). Prospective
assessments typically ask family caregivers to evaluate how prepared they feel for a
relative’s possible death. For example, studies conducted in the United States, Denmark,
and China have used questions such as: "If your loved one were to die soon, how
prepared would you be for his/her death?" (Schulz et al., 2015, p. 129); “To what extent
do you feel prepared that your relative might die from the illness?” (Nielsen et al., 2017,
p. 2050); and “To what extent do you think you have prepared for the patient’s death?”
(Yuetal., 2021, p. 371).
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The Carer Support Needs Assessment Tool (CSNAT), originally developed in the United
Kingdom to identify caregivers’ support needs, also includes some relevant aspects of
family death preparation, such as understanding the dying process and discussing end-
of-life matters with the dying person, including funeral planning and opportunities to say
goodbye (Ewing, Brundle, et al., 2013; Ewing, Grande, et al., 2013). However, this tool
does not provide a comprehensive account of how families actually prepare for death,
which involves addressing medical, psychosocial, spiritual, and practical tasks (Durepos

et al., 2019; Hebert et al., 2006; Hebert et al., 2009).

Retrospective assessments have similarly relied on brief questions. For instance, studies
conducted in the United States, Iceland, and Sweden asked bereaved individuals: “How
prepared did you feel for the death?” (Barry et al., 2002, p. 450) and "How prepared
were you for your wife’s death?” (Asgeirsdottir et al., 2013, p. 2765; Hauksdottir et al.,
2010, p. 390). Other U.S.-based studies have used two-item measures assessing
emotional and practical preparedness, including taking new responsibilities or making
funeral arrangements (Caserta et al., 2019; Kim et al., 2017). The Views of Informal
Carers-Evaluation of Services tool (VOICES) was developed in the United Kingdom to
assess informants’ overall satisfaction with care during the last three months of life (Hunt
etal., 2019; Young et al., 2009). It also includes items related to family death preparation,
such as recognising signs of dying or spending time with the dying person. However, its
primary focus remains on evaluating the quality of care provided during the final months

of life.

Some studies have examined emotional preparedness for death using indirect
instruments not originally designed to assess family death preparation. In Taiwan, for
example, several studies have employed the five-item “Preparation for End-of-Life”
subscale from the Quality of Life at the End of Life scale, which was initially developed in
the United States to evaluate the quality of life among seriously ill patients (Steinhauser
et al., 2002; Steinhauser et al., 2004). This subscale has been adapted for use with family
caregivers and focuses on emotional concerns such as fear about the dying process,
worries about financial burden, and anticipated regret (Tang, Chang, et al., 2021; Tang,
Hsieh, et al., 2021; Wen et al., 2022a, 2022b). Specific items include statements such as:

“I worry that | am not prepared to cope with the future without my loved one”, and
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“Thoughts of my loved one’s dying and death frighten me”(Wen et al., 2022a). Although
these studies provide valuable insight into the emotional dimension of death
preparation, the use of instruments not specifically designed for family caregivers
highlights a broader issue: emotional preparedness is often assessed in isolation, while
other critical aspects of death preparation, such as relational, spiritual, and practical

elements, are overlooked.

A few tools have sought to offer a more holistic assessment. In South Korea, the 11-item
Preparedness for Death scale was developed to measure both understanding of death
preparation (seven items) and practical considerations (four items), such as funeral
planning, among family caregivers in palliative care settings (Jung et al., 2021). Although
broader in scope, the tool excludes psychosocial and spiritual aspects and was developed
through expert consultation rather than family member perspectives. Similarly, the 30-
item Caring Ahead questionnaire, developed in Canada for caregivers of individuals with
advanced dementia in long-term care facilities, covers medical, relational or personal,
spiritual, and practical domains (Durepos et al., 2021). While more comprehensive, this
tool is specific to a particular illness trajectory, institutional care settings, and cultural
context, which may limit its relevance in other healthcare systems, diagnoses, or cultural

environments, such as those in East Asia.

The development of multidimensional instruments represents an important
advancement in measuring family death preparation, recognising that preparing for a
relative’s death encompasses more than a single dimension of readiness. Preparation is
not merely a matter of being ready; it is a complex, ongoing process that involves both
a state of readiness (Nielsen et al., 2016) and the completion of various tasks (Hebert et
al., 2009). This readiness spans cognitive, behavioural, and emotional aspects (Durepos
et al., 2019; Hebert et al., 2009; Nielsen et al., 2016), while the associated tasks involve
addressing medical, psychosocial, spiritual, and practical needs (Durepos et al., 2019;
Hebert et al.,, 2006; Hebert et al., 2009). These needs may include reconciling
relationships with the dying relative (Durepos et al., 2019; Supiano et al., 2020),
expressing thoughts and emotions before death, and giving permission to let go

(Hovland-Scafe & Kramer, 2017).

Although multidimensional instruments have broadened the conceptual scope of
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preparedness for death, they still tend to define and assess family death preparation in
relatively narrow and static ways. This highlights the need to move beyond quantitative
assessments that simply measure whether families feel prepared, and instead to explore
how they understand, engage with, and interpret the preparation process. Such an
approach underscores the value of qualitative research in providing a richer and

culturally grounded understanding of how families prepare for a relative’s death.
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Table 2: Measurement tools in assessing family death preparation.

Author (year),
Country

Description of tools for assessing family death preparation
Terminology/No. of measures/Content

Response options

Prospective assessment

Ewing, Brundle, et
al. (2013); Ewing,
Grande, et al.
(2013), UK

Carer Support Needs Assessment Tool (CSNAT) - Items related to family
death preparation:
+ Managing the dying relative’s symptoms (e.g., administering
medication)
+ Providing personal care for the dying relative
+ Knowing what to expect next during the dying process
+ Talking with the dying relative about the closeness of death (e.g.,
funeral arrangements, saying goodbye)
+ Knowing what to do when death occurs at home

no, a little more, quite a bit more, very much more

Schulz et al. (2015),
USA

"If your loved one were to die soon, how prepared would you be for
his/her death?"

not at all, somewhat, very

Nielsen et al.
(2017), Denmark

“To which extent do you feel prepared that your relative might die from
the illness?”

low, high

Yu et al. (2021),
China

“To what extent do you think you have prepared for the patient’s death?”

1=none, 2=insufficient, 3=sufficient, 4=more sufficient,
5=complete

Jung et al. (2021),
South Korea

Preparedness for death scale (11-item): understanding of preparation for
death (7), practical preparation for death (e.g., funeral preparations) (4)

1=not at all, 2=somewhat, 3=agree, 4=strongly agree
Scores range 11-44

Durepos et al.
(2021), Canada

Preparedness for end-of-life scale (30-item): medical (9),
relationship/personal (8), spiritual (5), practical preparation (6)

Not mentioned response format

Tang, Chang, et al.
(2021); Tang,
Hsieh, et al. (2021);
Wen et al. (20223,
2022b), Taiwan

Assess emotional preparedness through the five-item Preparation for
End-of-Life subscale of the Quality of Life at the End of Life (QUAL-E)
scale (Steinhauser et al., 2002; Steinhauser et al., 2004):
« | worry that | am not prepared to cope with the future without my
loved one.

1=not at all, 2=a little bit, 3=a moderate amount, 4=quite
a bit, 5=completely
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| have regrets about the way my loved one has lived his/her life.

At times, | worry that care of my loved one may burden my family.
Thoughts of my loved one’s dying and death frighten me.

| worry that caring for my loved one may cause a financial strain to my
family.

Retrospective assessment

Barry et al. (2002),
USA

“How prepared did you feel for the death?”

1=well prepared, 4=somewhat, 7=totally unprepared

Hauksdottir et al.
(2010), Sweden

“How prepared were you for your wife’s death?”

7-point scale: 1=not at all prepared, 7=very well prepared
Preparedness levels: 1-2 (low), 3-5 (medium), 6-7(high)

Asgeirsdottir et al.
(2013), Sweden

“How prepared were you before your wife’s death?”

7-point scale: 1=not at all prepared, 7=very well prepared
Preparedness levels: 1-2 (low), 3-5 (medium), 6-7 (high)

Kim et al. (2017),
USA

“I was prepared for his/her death", “My family was prepared for his/her
death”

5-point: 1=strongly disagree, 5=strongly agree

Caserta et al.
(2019), USA

“Emotionally, how prepared do you think you were for the death of your

spouse/partner?”, “In terms of your daily life, how prepared were you for

the death of your spouse/partner, for example, taking on new

responsibility, planning ahead, funeral preparation, etc.?”

5-point: 1=very little if at all, 5=very prepared
Overall preparedness range: 2 (low) -10 (high)

Hunt et al. (2019);
Young et al. (2009),
UK

Views of Informal Carers-Evaluation of Services tool (VOICES) — Items

related to family death preparation include:

”"Were you involved in decisions about the treatment and care of the
deceased as much as you wanted?”

“Were you told that she was likely to die shortly?”

“Were you contacted soon enough to give you time to be with her
before she died?”

“Do you feel that the deceased died in the right place?”
Communication about the approaching death (e.g., being kept
informed about the dying relative’s condition and care)

Likert-type scale (e.g., excellent, good, fair, poor; strongly
agree, agree, neither agree nor disagree, disagree,
strongly disagree, don’t know, not applicable), multiple
choice & open-ended questions

USA: United States; UK: United Kingdom
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Research using qualitative or mixed-methods approaches to explore family death
preparation remains limited and is predominantly based in Western countries, including
the United States (Hebert et al., 2009; Hovland & Kramer, 2019; Hovland-Scafe & Kramer,
2017; Supiano et al., 2020), Canada (Durepos, Ploeg, Sussman, et al., 2020), and Australia
(Breen et al., 2018). These studies are discussed below and summarised in Table 3, which
presents six qualitative studies (Breen et al., 2018; Durepos, Ploeg, Sussman, et al., 2020;
Hebert et al., 2009; Hovland & Fuller, 2022; Hovland & Kramer, 2019; Hovland-Scafe &

Kramer, 2017) and one mixed-methods study (Supiano et al., 2020).

All of these investigations involved family caregivers, typically adult children or
spouses/partners, who were primarily responsible for providing informal care at the
end-of-life while simultaneously preparing for the death of their relative. Across these
studies, family caregivers played a central role in the preparation process, yet faced
distinct challenges in managing this dual responsibility. Although caregiving can heighten
awareness of impending death, it also demands time, emotional energy, and practical
attention, which may limit caregivers’ ability to engage fully in preparation. This dual role
places family caregivers at the intersection of care and grief, making them a critical focus

of research on death preparation.

Most existing qualitative studies have focused on caregiving for patients with dementia,
likely because the prolonged disease trajectory and extended caregiving period provide
greater opportunity to observe and participate in the death preparation process
(Durepos, Ploeg, Sussman, et al., 2020). Research conducted in palliative care settings,

where end-of-life planning is often emphasised, is also common within this body of work.

Collectively, these studies have advanced the understanding of families’ experiences of
preparing for a relative’s death; however, several limitations remain. Given that family
death preparation is deeply shaped by social and cultural factors, findings from Western
contexts may not reflect the experiences of families in non-Western societies, such as
those in East Asia. Moreover, most research has focused on specific illness trajectories,
particularly dementia, and has been conducted within palliative care settings. While
such studies are valuable, they may not capture the broader variations in how families

prepare for death across different diagnoses, care environments, and cultural contexts.
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As a result, there is still a lack of qualitative research examining how families in East Asia,
including Taiwan, understand and navigate the death preparation process. This gap
underscores the need to investigate family death preparation beyond Western
frameworks. The present study, therefore, adopts a qualitative approach to explore how
family caregivers in Taiwan engage with this process. Family caregivers are the primary
participant group, given their central role in preparing for a relative’s death. The study
includes caregivers of patients receiving specialist palliative care, regardless of diagnosis,
to provide a comprehensive understanding of family death preparation within Taiwan’s
cultural and healthcare context. Taiwan’s social context and palliative care system are

introduced later in this chapter to further situate this focus.

This inquiry aims to develop a culturally grounded understanding of family death
preparation and to inform the design of culturally sensitive and contextually relevant
approaches to palliative and end-of-life care in Taiwan. Insights generated from this
research may also be applicable to other societies with similar cultural backgrounds. The

methodology and methods guiding this study are discussed in the following chapter.
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Table 3: A summary of studies using qualitative and mixed methods on family death preparation.

Author Aims & Design Participants Primary relationship  Themes/ Key Findings
(year), & patient illness/
Country Palliative care (PC)
Hebert Identify key factorsin 33 family Adult children A conceptual model produced: life experiences (e.g., duration of
et al. death preparation caregivers: 6 Cancer caregiving, advance care planning), uncertainty (medical, practical,
(2009), and bereavement & (current), 27 PC: current patients psychosocial, and religious/spiritual), communication, preparedness
USA develop a (bereaved) (cognitive, affective, and behavioural)
preparedness model Time bereaved:
Qualitative interview < 12 months
Hovland- Determine definition 30 bereaved family Spouse/partner, adult  Five themes regarding death preparedness: accepting reality, knowing
Scafe and perceived caregivers children death is near, getting your house in order, saying what you need to say
and importance of Average time Dementia & giving permission to die
Kramer preparedness bereaved: 9 PC: most patients Benefits of being prepared: eliminating surprise, reducing fear, making
(2017), Qualitative interview months death easier to accept, facilitating presence at the end of life, easing
USA transitions into bereavement & managing post-death responsibilities
Breen et Explore family 16 current family Spouse/partner Two themes regarding death preparedness: here and now (the privilege
al. caregivers’ caregivers Cancer and demands of caregiving, family cohesion and conflict & experience
(2018), preparations for PC: all patients with health and social services), negotiating the Here/After
Australia death (unpredictable illness trajectory, trying to prepare while being unable
Qualitative interview to plan, preparing while living with hope and fear, and self-reproach
Grounded theory over future uncertainty)
Hovland Identify barriers and 36 bereaved family  Spouse, adult children Barriers to preparedness: barriers to information, obstacles to hospice
and facilitators in caregivers Dementia care, ineffective comfort efforts & challenges of death in dementia
Kramer preparing family Average time PC: most patients Facilitators of preparedness: religious or spiritual belief, caregiver
(2019), caregivers for death bereaved: 9.5 initiative, prior experience, witnessing decline, professional guidance
USA Qualitative interview months on impending death & culture and caregiving legacies
Durepos, Identify components, 16 bereaved family Adult children Four Themes regarding death preparedness: a crazy rollercoaster at the
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Ploeg, barriers, and caregivers Dementia end (challenging caregiving and end-of-life preparation), a sense of
Sussman, facilitators of Average time No PC control (managing patient care and needs), doing right (fulfilling
et al. preparedness for bereaved: 9.6 societal obligations) & coming to terms (adapting to patient decline,
(2020), death months losses, and identity changes)
Canada Qualitative interview Barriers to preparedness: patients' sudden decline, poor
communication with healthcare providers
Facilitators to preparedness: good relationships with healthcare
providers, planning ahead to fulfil obligations
Supiano  Examine how death 100 family Adult children, Adequate death preparation: positive memory-making, viewing death
et al. preparedness affects  caregivers: 50 grandchildren as the end of suffering, resolving relationships, understanding
(2020), grief and the role of (current), 50 Dementia dementia & shared meaning of dementia with family at end-of-life
USA meaning-making in (bereaved) No PC Inadequate death preparation: perception of the dying process as
death preparation Time bereaved: traumatic, loss of the caregiver role & lack of support
Mixed methods < 6months Perceived preparedness for death: a more constructive grief experience
(anticipatory grief & post-death grief)
Hovland  Explore how African 6 bereaved family  Adult children Five themes regarding death preparedness: accepting reality, | just kind
and American caregivers caregivers Dementia of knew, person with dementia was ready, spending time & getting
Fuller prepared for the Average time No PC your business in order
(2022), death of an older bereaved: 9.5 Benefits of being prepared: getting finances in order, arranging living
USA adult family member  months situations, planning the funeral, seeking emotional support, avoiding

Qualitative interview

shock & saying final words

USA: United States, PC: palliative care
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As previously discussed, existing theoretical frameworks on family death preparation
emphasise the role of advance care planning in shaping how families prepare for a
relative’s death (Durepos et al., 2019; Hebert et al., 2006; Hebert et al., 2009). These
frameworks also indicate that the extent and quality of family death preparation may
influence bereavement outcomes. The following section builds upon these insights by
examining in greater detail the functions and impact of advance care planning and its

relationship to bereavement within the broader context of family death preparation.

2.2.3 Advance care planning and its role in family death preparation

Advance care planning enables individuals to discuss their values, goals, and preferences
for future medical treatment and care, communicate these preferences with family
members and healthcare professionals, and document these decisions in case they lose
capacity in the future (Rietjens et al., 2017). Although this definition acknowledges the
potential involvement of families, their participation in advance care planning is not a
formal requirement. However, when families are included, advance care planning can
enhance their understanding of what to expect as death approaches, thereby supporting
emotional, practical, and relational preparation (Hebert et al., 2009; Kishino et al., 2022;
Schulz et al., 2015; Sellars et al., 2019). For example, a systematic review found that
advance care planning helped family caregivers of people with dementia manage fear of
loss and come to terms with the inevitability of death (Sellars et al., 2019). Similarly, a
gualitative study involving family caregivers of patients with cancer showed that advance
care planning provided clarity about the end-of-life process and enhanced their
preparedness for death (Hebert et al.,, 2009). In the United States, a prospective
longitudinal study also identified a strong association between engagement in advance
care planning and increased feelings of preparedness among family caregivers of

patients recently admitted to nursing homes (Schulz et al., 2015).

Despite these recognised benefits, relatively little research has examined how advance
care planning supports families’ preparation for a relative’s death. Much of the existing
literature focuses on evaluating its effectiveness (Dixon et al., 2018), often using
healthcare utilisation metrics such as hospital admissions (Garden et al., 2016), length
of hospital stay (Caplan et al., 2006), place of death (Garden et al., 2016; Livingston et

al., 2013), healthcare costs, and use of intensive care (Nicholas et al., 2014). Other
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studies prioritise patient-related outcomes, including quality of life, emotional and
physical distress (Korfage et al., 2020), decisional conflict (Hilgeman et al., 2014), and
care coordination (Livingston et al., 2013). Research examining family outcomes has
generally centred on healthcare satisfaction (Garden et al., 2016; Livingston et al., 2013)
and on caregivers’ anxiety, depression, and self-care prior to bereavement (Hilgeman et
al., 2014). Although these studies offer valuable contributions, they tend to emphasise
measurable clinical and psychological indicators while overlooking the relational,
spiritual, and anticipatory dimensions of how families prepare for death. Consequently,
they fail to capture the broader potential of advance care planning to support families in
navigating the multifaceted and complex nature of death preparation (Durepos, Ploeg,

Akhtar-Danesh, et al., 2020; Durepos et al., 2019; Malhotra et al., 2022).

Qualitative research has provided further insight into how patients and families engage
with advance care planning, particularly the emotional challenges they may encounter
during the process. For example, patients with advanced cancer have reported difficulty
discussing future-oriented topics, including their preferences for end-of-life care
(Zwakman et al., 2021). Similarly, families described initial discomfort with advance care
planning conversations, although they later perceived these discussions as meaningful
and beneficial (Kodba-Ceh et al., 2022). Despite these challenges, advance care planning
can foster hope for both patients and families, as shown in earlier studies involving
individuals with advanced cancer and their families (Kodba-Ceh et al., 2022), as well as
those with end-stage renal disease (Davison & Simpson, 2006). A recent systematic
review further found that advance care planning can help families develop a shared
understanding of what matters most to the patient and prepare them for making difficult
end-of-life decisions (Malhotra et al., 2022). In light of these broader functions, the
review proposes reframing advance care planning as ‘advance care preparation’ to

better reflect its preparatory role for both patients and families.

Taken together, these insights highlight the need to reorient advance care planning
research and practice to place greater emphasis on how families prepare for death, a
critical but underexplored aspect of end-of-life care. This study addresses this gap by
examining the experiences of family caregivers in Taiwan and their engagement with

death preparation within specialist palliative care settings.
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2.2.4 Bereavement outcomes and family death preparation

Before reviewing the literature on bereavement in relation to family death preparation,
it is important to clarify key terms. Grief refers to an individual’s response to loss, such
as the death of a relative, and encompasses a wide range of physical, cognitive,
emotional, and behavioural reactions (Keegan et al., 2021; Worden, 2018). Bereavement
denotes the state of having experienced the death of someone significant and the
process of adapting to this loss (Keegan et al., 2021). In contrast, mourning is the external
expression of grief, manifested through social behaviours and rituals shaped by cultural

values and social norms (Howarth, 2007; Stroebe & Schut, 1998).

Family preparation for a relative’s death has been shown to influence both family
members’ perceived end-of-life experiences and their subsequent bereavement
processes. Adequate preparation can reduce emotional distress, including fear and
anticipatory grief, facilitate presence at the end of life, and promote acceptance of
death’s inevitability (Hovland-Scafe & Kramer, 2017). Anticipatory grief refers to the
sense of loss experienced in anticipation of a relative’s death (Nielsen et al., 2016) and
has been associated with inadequate preparation in a large Danish population-based
study (Nielsen et al., 2017). Similarly, Canadian research has emphasised the importance
of emotional adaptation to loss during the end-of-life period as a form of preparatory
work (Durepos, Ploeg, Sussman, et al., 2020). These findings highlight that family death
preparation involves not only practical arrangements but also emotional and
psychological adjustment, with anticipatory grief playing a central role (Durepos et al.,

2019).

Feeling adequately prepared for a relative’s death is associated with more positive
bereavement outcomes (Kim et al., 2017; Virdun et al., 2017). Studies in the United
States have shown that family caregivers who felt well prepared experienced lower levels
of complicated grief (Kim et al., 2017; Schulz et al., 2015), less intense grief, and fewer
symptoms of depression (Kim et al., 2017). In contrast, systematic reviews have found
that insufficient preparation is linked to complicated grief, depression, and anxiety
(Nielsen et al., 2016; Treml et al., 2021). These findings demonstrate the vital role that
family death preparation plays in shaping bereavement experiences (Durepos et al.,

2021; Durepos, Ploeg, Akhtar-Danesh, et al., 2020).
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However, it remains unclear which specific components of family death preparation
shape bereavement outcomes and how these processes occur (Nielsen et al., 2016). The
present study explores how families experience and engage in preparing for a relative’s
death and how this preparation influences their bereavement experiences, drawing on
bereavement theory to guide the interpretation of findings. Key bereavement theories
are reviewed in the following section, while additional theoretical perspectives relevant
to the cultural interpretation of these findings are addressed in the discussion chapter.
In doing so, this study aims to deepen the understanding of how family death
preparation relates to bereavement outcomes and to generate insights that may inform
more effective approaches to supporting families prior to death and reducing adverse

bereavement outcomes.

2.3 Critique of Western-oriented bereavement theories

Influenced by Freud’s work on grief published in the 1910s (Freud, 1917), mainstream
bereavement theories, largely grounded in Western psychological traditions, have
shaped contemporary understandings of grief and loss since the twentieth century
(Howarth, 2007; Rothaupt & Becker, 2007). While often referred to as bereavement
frameworks, many of these theories focus primarily on the psychological and emotional
processes of grief rather than wider familial, social, and cultural contexts in which
bereavement occurs (Keegan et al., 2021). Early research sought to distinguish between
normal and pathological grief, often emphasising detachment from the deceased person
as a necessary step in healthy adaptation to loss (Howarth, 2007). During this period,
phase and stage models were particularly influential. A key example is John Bowlby’s
attachment and loss theory, introduced in the 1960s, which remains foundational in
bereavement research. Bowlby argued that early-life attachment patterns influence how
individuals cope with loss and that grief is resolved when emotional separation from the
deceased person is achieved (Bowlby, 1961, 1977). For much of the twentieth century,
this notion of detachment dominated psychological understandings of grief. Over time,

however, these psychologically oriented perspectives have faced growing criticism.

Later developments have placed greater emphasis on the social context and cultural
variability that shape bereavement processes. For example, Parkes’ four phases of

mourning, which include numbness, yearning and protest, disorganisation, and
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reorganisation, conceptualise the death of a significant other as a transformative life
event involving psychological adjustment and the reorganisation of social roles and
expectations (Parkes, 1970, 1985). The once-dominant assumption that detachment
from the deceased person is essential for healthy grieving has been increasingly
challenged since the 1990s. In response, the continuing bonds theory emerged,
proposing that maintaining an ongoing connection with the deceased person can be a
normal and meaningful aspect of bereavement (Klass & Silverman, 1996; Steffen & Klass,

2018). This shift is also reflected in subsequent theoretical models of bereavement.

The dual process model describes how bereaved individuals oscillate between
confronting the pain of loss and engaging in restorative, everyday activities (Stroebe &
Schut, 1999, 2010). It acknowledges the importance of sustaining emotional ties with
the deceased person while adapting to new roles and relationships. Similarly, Worden's
task model outlines four tasks of mourning: accepting the reality of the loss, processing
the pain of the grief, adjusting to a world without the deceased person, and maintaining
an enduring connection with them (Worden, 2018). This model evolved from advocating
detachment to promoting emotional relocation, encouraging the bereaved to carry

forward a continuing relationship with the deceased person while re-engaging with life.

Meaning-centred approaches to bereavement have also gained prominence in recent
decades. Theories such as meaning reconstruction (Gillies & Neimeyer, 2006; Neimeyer,
2000) and the meaning-making model (Park, 2005) highlight the role of personal
significance and narrative in emotional adaptation to loss. Meaning reconstruction
theory, for example, integrates psychological and social dimensions by encouraging
bereaved individuals to resolve unfinished emotional matters, often through expressive
practices such as writing letters to the deceased person, which facilitates an ongoing
inner dialogue (Neimeyer, 2019). These approaches align with the continuing bonds
perspective and expand the conceptualisation of grief beyond symptom-based or
pathological frameworks. Table 4 summarises how these major Western bereavement

theories conceptualise the relationship between the bereaved and the deceased person.
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Table 4: Bereavement theories on the deceased-bereaved relationship.

Relationship between the deceased relative and the survival family

Emotionally detach Relocate emotionally Continuing relationship
Freud’s work Worden's task model Continuing bonds theory
Bowlby’s attachment and (revised in the second Meaning reconstruction
loss theory edition) theory
Worden's task model (first | Dual process model
edition)

While these theoretical developments represent a more flexible and relational
understanding of bereavement, most bereavement theories continue to focus primarily
on post-death experiences. They tended to overlook the significance of the dying process
and the role of family death preparation in shaping bereavement. However, evidence
indicates that feelings of regret or guilt about perceived inadequacies in caregiving or
actions before death can intensify grief (Holland et al., 2014; Holtslander et al., 2017;
Ishida et al., 2012; Milberg et al., 2008; Stroebe et al., 2014; Tang, 2019; Tey & Lee, 2025).
These findings suggest that families’ experiences prior to death can influence how
bereavement is experienced. While the central focus of this thesis is family death
preparation, its findings may also contribute to bereavement theory by offering
preventive insights into how preparation before death can influence bereavement

outcomes.

Although contemporary Western bereavement theories increasingly acknowledge the
influence of social and cultural factors, their applicability to non-Western settings, such
as Taiwan, remains uncertain. Social and cultural norms surrounding emotional
expression and spiritual belief play a central role in shaping grieving processes, often in
ways that diverge from Western assumptions (Aeschlimann et al., 2024). Applying
Western-oriented theories to interpret findings from non-Western contexts, therefore,
requires careful cultural consideration. The present study examines bereavement
experiences among Taiwanese family members following an expected death to critically
reflect on the cultural relevance and limitations of existing Western bereavement models.
Before introducing the social and cultural context of Taiwan, the key components of

family death preparation are defined in the next section, providing the conceptual and
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analytical foundation for this study.

2.4 Conceptualising family death preparation

It is essential to conceptualise how families prepare for a relative’s death based on
existing literature to clarify the current state of knowledge, identify conceptual and
empirical gaps, and establish the methodological orientation of this thesis (Varpio et al.,
2020). This conceptualisation provides an analytical lens for examining how families
engage in the process of preparing for a relative’s death and supports the development

of a culturally grounded understanding of this phenomenon.

Drawing on established theoretical frameworks (Durepos et al., 2019; Hebert et al., 2006;
Hebert et al.,, 2009) and related empirical studies, family death preparation is
conceptualised as a multifaceted and evolving process that occurs in the context of an
expected death. It is typically initiated when signs of imminent death are indicated by a
decline in health and involves both achieving a state of readiness (Durepos et al., 2019)
and completing various preparatory tasks (Durepos et al., 2019; Hebert et al., 2009).
Readiness is multidimensional, encompassing cognitive, emotional, and behavioural
aspects (Durepos et al., 2019; Hebert et al., 2009; Nielsen et al., 2016), and requires
attention to medical, psychosocial, spiritual, and practical needs (Durepos et al., 2019;
Hebert et al., 2006; Hebert et al., 2009). These components frequently overlap and
interact, reflecting the complexity of how families navigate the process of preparing for
arelative’s death. Their expression and prioritisation are influenced by social and cultural
contexts, contributing to the diversity in how family death preparation is practised across

settings.

Existing theoretical frameworks and empirical research recognise the potential role of
advance care planning (Rietjens et al., 2017) in supporting family death preparation,
particularly by enhancing families’ understanding of what to expect as death approaches
(Hebertetal., 2009; Kishino et al., 2022; Schulz et al., 2015; Sellars et al., 2019). However,
the contribution of advance care planning to family death preparation remains
insufficiently understood. Similarly, although research has demonstrated associations

between family death preparation and bereavement outcomes (Kim et al., 2017; Virdun
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et al,, 2017), it remains unclear how specific components of this preparation shape post-

death adjustment.

Most theoretical models and empirical studies addressing this topic have been
developed in Western contexts and rely predominantly on quantitative approaches.
Consequently, they provide limited insight into how family death preparation is
experienced in non-Western societies, such as Taiwan, where social and cultural values
may shape how families approach this process in ways that differ from Western norms.
Evidence derived from Western contexts may not be directly transferable and could
hinder the development of culturally sensitive palliative and end-of-life care. In response,
a qualitative approach is employed to explore how Taiwanese families prepare for a
relative’s death, using these conceptual frameworks as pre-understandings rather than
fixed analytical categories for interpreting participants’ experiences. Through this
approach, current conceptual understandings are extended by illustrating how culturally
embedded values and practices influence the ways families engage in death preparation.
The following section provides a detailed discussion of Taiwan’s social and cultural

context.

2.5 Family death preparation in Taiwan

The social and cultural context of Taiwan, together with its healthcare system and the
development of palliative care services, is outlined below to provide a deeper

understanding of the research context for this thesis.

2.5.1 Social and cultural context in Taiwan

Taiwan, like many East Asian societies, is deeply influenced by Confucian values that
emphasise mutual dependence, relational harmony, and collectivism (Hsu et al., 2009;
Yum, 1988). These values promote concern for others and a strong sense of
interconnectedness (Hui & Triandis, 1986). Taiwan'’s constitution guarantees freedom of
religion, resulting in a diverse religious landscape that includes Taiwanese folk religion (a
synthesis of Buddhism, Taoism, and Confucianism), Buddhism, Taoism, Christianity, and
Yiguandao (a syncretic faith that incorporates elements of Confucianism, Taoism,
Buddhism, Christianity, and Islam) (Weller, 2020). It is common for individuals to engage

in multiple religious practices simultaneously, such as identifying as Buddhists while
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participating in Taiwanese folk rituals (Weller, 2020). This religious inclusivity reflects an
adaptive and pluralistic worldview that shapes beliefs about family, relationships, and
death. Collectively, these cultural and religious influences play a significant role in how

Taiwanese families prepare for the death of a relative.

A family-centred orientation is deeply embedded in Taiwanese society and is strongly
shaped by Confucian values and collectivist traditions. In Taiwanese culture, the family
is regarded as a vital support system (Yum, 1988), and the principle of filial piety, where
children are expected to honour, obey, and care for their parents, is central (Hsiung et
al., 2025; Wu, 2006; Yeh et al., 2013). Harmony and respect for hierarchical familial
relationships are reflected in the saying “Jia He Wan Shi Xing” (ZZfi15 25 E4), meaning
“family harmony brings prosperity” (Hsu et al., 2009; Penson, 2004; Yick & Gupta, 2002).
These values influence not only family dynamics but also interactions within healthcare
systems, where deference to professional authority and collective forms of decision-

making are commonly observed (Brewer & Chen, 2007).

Attitudes towards death in Taiwan are shaped by Confucian ideals and diverse religious
beliefs. Although the growth of palliative care has increased public awareness of death-
related issues, the traditional belief that discussing death invites misfortune remains
prevalent (Hsu et al., 2009). Nevertheless, Taiwanese cultural and religious practices
provide structured ways of engaging with death, particularly through ancestor worship
and rituals such as the Ghost Festival (Weller, 2020), which is similar to All Saints’ Day.
Ancestor worship, a practice rooted in Confucianism and common across East Asia,
serves as an expression of filial devotion and the continuation of family bonds (Hsu et
al., 2009; Yao, 2000). It often involves placing ancestral tablets on household altars or in
communal ancestral halls (Weller, 2020). This practice, however, generally excludes
deceased children, whose deaths are addressed through distinct ritual traditions (Weller,

2020), which are beyond the scope of this thesis.

The tradition of caring for the deceased person’s afterlife reflects a widespread belief in
Taiwan that the well-being of the dead continues to influence the living (Hsu et al., 2009).
Taiwan’s religious diversity further reinforces this emphasis on continuity between life

and death. For example, the Buddhist concept of ‘rebirth’ ({34, wang shéng), widely
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accepted in Taiwan even among those who do not identify as Buddhist, views death as
a transition rather than an end, offering hope of renewal in another realm. Such beliefs
highlight the importance of religious and spiritual preparation for death and shape how

families engage with the dying process.

Taiwan’s social and cultural values contrast with those of many Western societies, where
individualism and autonomy are emphasised (Inglehart, 2008) and religious
participation in death is less pronounced (Lewis, 2007). This contrast highlights Taiwan
as a valuable setting for examining how family death preparation unfolds within non-
Western cultural frameworks. Moreover, the expansion of palliative care services in
Taiwan has encouraged greater public engagement with death and dying, influencing
how families navigate the end-of-life process within healthcare systems. Building on this
cultural foundation, Taiwan’s palliative care services, along with the legal and policy
framework shaping end-of-life care and decision-making, are introduced in the following

section.

2.5.2 Palliative care, legal framework, and advance care planning in Taiwan

Taiwan has developed a comprehensive palliative care system supported by legal and
policy frameworks that influence how families prepare for a relative’s death during end-
of-life care. A summary of key developments is presented in Figure 1. Palliative care was
first introduced in the 1980s and has since been integrated into the national healthcare
system, with services covered under the National Health Insurance scheme. Specialised
care is provided by multidisciplinary teams with advanced training and includes hospice
inpatient units, hospital-based consultations, and home-based care. In addition,
community-based palliative care is delivered by primary care providers with basic
palliative care training. As of 2021, Taiwan’s palliative care network comprised 81
inpatient units, 158 consultation teams, 122 home care teams, and 352 community care

teams (National Health Insurance Administration, 2021).
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Figure 1: Development of palliative care in Taiwan (created by the researcher).

Palliative care in Taiwan is available to patients with both cancer and non-cancer
conditions. However, access remains uneven. In 2017, 60.95% of patients with cancer
received palliative care in their final year of life, compared with only 14.21% of those
with non-cancer diagnoses (Control Yuan of Republic of China/Taiwan, 2019). This
disparity suggests that palliative care continues to be closely associated with cancer
trajectories, reflecting its historical roots in oncology and the ongoing predominance of

cancer as the leading cause of death in Taiwan (Ministry of Health and Welfare, 2020).

To improve end-of-life care and safeguard patients’ rights, Taiwan has enacted two
landmark pieces of legislation: the Natural Death Act (2000) (Laws & Regulations
Database of The Republic of China/Taiwan, 2000) and the Patient Right to Autonomy Act
(2019) (Laws & Regulations Database of The Republic of China/Taiwan, 2019). Both laws
highlight the family’s role in end-of-life decision-making. The Natural Death Act permits
family members to sign Do-Not-Resuscitate orders on behalf of patients based on their
previously expressed wishes. The more recent Patient Right to Autonomy Act mandates
the inclusion of at least one family member in advance care planning consultations,

thereby formalising family involvement in end-of-life decisions.

Under the Patient Right to Autonomy Act (2019), advance care planning consultations
must involve the patient, a physician, a nurse, a social worker or psychologist, and at
least one family member (Laws & Regulations Database of The Republic of China/Taiwan,

2019). This requirement contrasts with international definitions of advance care
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planning, which often do not specify family participation or just recommend it (Rietjens
et al., 2017). In Taiwan, advance care planning discussions focus on the individual’s
preferences for future treatment decisions, such as life-sustaining interventions and
artificial nutrition and hydration in specific clinical conditions (e.g., terminal illness,
irreversible coma, permanent vegetative state, severe dementia, or incurable disease
causing unbearable suffering). These preferences can be formalised through legally
binding advance directives. Between 2019 and 2022, approximately 43,500 individuals
in Taiwan participated in advance care planning consultations and signed advance

directives (Wang, 2023).

Although Taiwan’s legal framework actively promotes family participation in advance
care planning consultations, little is known about how these experiences shape families’
own preparations for a relative’s death. Existing research on advance care planning in
Taiwan has primarily evaluated its effectiveness through clinical and administrative
indicators. These include documentation rate of advance directives (Chu et al., 2018),
healthcare utilisation and place of death (Yen et al., 2022), the use of life-sustaining
treatments (Yen et al., 2018; Yen et al., 2022), patient outcomes such as quality of life
and psychological distress, including anxiety and depression (Tang et al.,, 2019),
satisfaction with the advance care planning process (Yen et al.,, 2021), and the
concordance between patients’ and those of their surrogates (Ke et al., 2020). However,
these studies have largely focused on patient and healthcare outcomes, offering limited
insight into the family perspective, particularly how families interpret, negotiate, and

prepare for death within these legal and institutional frameworks.

2.5.3 Personal reflection on palliative care approaches between Taiwan and the

United Kingdom

Based on my professional experience in Taiwan and voluntary work in a hospice in the
United Kingdom, both similarities and differences can be observed in how palliative care
is delivered in these two contexts. Both countries provide inpatient care, hospice home
care, and consultation services, but notable distinctions exist. In Taiwan, palliative care
is primarily hospital-based, whereas in the United Kingdom it is more commonly
delivered through hospice and community settings. Taiwan’s services are fully funded

through the National Health Insurance scheme, while in the United Kingdom, charitable
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donations play a significant role in sustaining palliative care provision.

Another key distinction concerns the role of the family. In Taiwan, palliative care teams
routinely collect detailed information about the patient’s family, such as through
genograms, reflecting the family’s central role in the care process. This practice is less
common in the United Kingdom, where a more individualised approach to care generally
prevails. Both countries also provide designated viewing rooms in inpatient settings for
the period following a patient’s death, although their design and purposes differ. In
Taiwan, the viewing room ({3:4:= %, wang sheng shi) allows the deceased patient to
remain for several hours, enabling family members to conduct religious rituals according
to their beliefs. These rooms are often decorated with religious symbols, particularly
Buddhist and Christian, whereas viewing rooms in the United Kingdom tend to be secular

and contain few religious features.

These differences reflect how healthcare systems and cultural values shape the practice
of palliative and end-of-life care. Taiwan adopts a more family-centred and religiously
integrated approach, while the United Kingdom generally prioritise patient autonomy
and incorporates religion to a lesser extent. Understanding these contrasts provides an
important backdrop for exploring how Taiwanese families prepare for a relative’s death

within palliative care settings, as examined in the next section.

2.5.4 Family death preparation in palliative care settings in Taiwan

Supporting patients and their families in preparing for death is a core component of
palliative care training in Taiwan. The Taiwan Academy of Hospice Palliative Medicine
and the Taiwan Association of Hospice Palliative Nursing regularly provide professional
training that includes the use of the Checklist of Good Death Preparation. Originally
developed by Taiwanese palliative care experts based on a literature review and
published by the Department of Health, Executive Yuan (now the Ministry of Health and
Welfare) in 2000, the checklist is intended to guide healthcare professionals in
addressing the physical, psychosocial, spiritual, and funeral-related aspects of death
preparation (Chao, 2000a, 2000b) (Table 5). Despite its widespread use in palliative care
clinical practice for more than two decades, the checklist was developed from an expert

perspective and does not fully incorporate the perspectives or lived experiences of
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family members. It also combines patients’ and families’ tasks for preparing for death

into a single framework, rather than distinguishing between them, a design that may

reflect Taiwan’s family-centred cultural orientation.

Table 5: The checklist of death preparation used in palliative care in Taiwan.

Areas Tasks of death preparation
Families Patient
Physical Educate family members on recognising n/a
pre-dying signs, providing physical care,
and performing post-mortem body care
Psychosocial | Educate family members on effective Encourage the patient
communication with the patient to express their final
Guide family members in providing words
companionship to the patient during the | Assist the patient in
dying process completing any
Offer support to family members at risk of | unfinished business
complicated grief
Facilitate open and supportive
communication among family members
Spiritual Encourage family members to engage in Relieve the spiritual
religious preparations (e.g., religious distress of the patient
rituals and relevant materials for the if needed
moment of the death) in accordance Guide the patient
with the patient’s religious beliefs or based on their beliefs
preferences regarding the
direction after death
or their afterlife
Funeral Educate family members about obtaining | Assess the patient’s

death certificates
Educate family members about preparing
funeral rituals

preferred place of
death

n/a: Not applicable

2.6 Chapter summary

In this background chapter, an overview of existing evidence on family death preparation

has been provided, together with an outline of the social, cultural, and healthcare

context of Taiwan. The need for further research to understand how family caregivers

engage in death preparation within non-Western cultural settings is highlighted. The

present study seeks to explore family members’ perspectives on preparing for the death
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of a relative and to develop recommendations for healthcare professionals to better
support families in this process. The aim is to contribute culturally grounded evidence
that extends beyond Western contexts, informing clinical practice, professional
education, and the broader delivery of palliative and end-of-life care in Taiwan. They
may also have relevance for culturally diverse populations living in Western societies.
The overarching research question, overarching aim, specific objectives, and the
methodological approach adopted to address these are described in the following

chapter.
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CHAPTER 3: METHODOLOGY AND METHODS

In this chapter, the overarching research question, aim, and specific objectives of this
thesis are outlined. The choice of critical realism as the research paradigm is introduced,
followed by an explanation of how this philosophical stance informs the study design
used to explore family death preparation in Taiwan. The analytic methods employed in
the study are also described, and their suitability within a critical realist framework is

justified.
3.1 Research question, aim, and objectives
The overarching research question of this thesis is:
“How can families in Taiwan better prepare for the death of a relative?”

Accordingly, the overarching aim of this thesis is to explore how families in Taiwan can
better prepare for the death of a relative. To address this overarching research question

and aim, four specific objectives were formulated:

1. To systematically analyse published literature on the bereavement experiences
of Taiwanese family members following an expected death and to identify
culturally appropriate bereavement theories relevant to the Taiwanese context.

2. To explore Taiwanese family caregivers’ experiences of preparing for a relative’s
death within specialist palliative care settings.

3. To examine how Taiwanese families’ approaches to death preparation are
influenced by cultural context and how such preparations shape their
subsequent bereavement experiences.

4. To develop and prioritise culturally sensitive recommendations for healthcare
professionals to better support families in preparing for the death of a relative
within the Taiwanese context.
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3.2 Critical realism as the paradigm for exploring family death

preparation

3.2.1 Understanding and positioning the research paradigm

Understanding the philosophical paradigm underpinning a study is essential for ensuring
coherence between the researcher's assumptions, research questions, and
methodological choices. A research paradigm provides a worldview for understanding
the nature of reality and knowledge, shaping every aspect of the research process. It
encompasses three interrelated components: ontology, epistemology, and
methodology (Esposito & Evans-Winters, 2021; Rehman & Alharthi, 2016). Ontology
concerns assumptions about the nature of reality and what exists. These ontological
positions, in turn, inform epistemology, which addresses what can be known, how it can
be known, and the relationship between the researcher and the researched.
Methodology is shaped by these philosophical assumptions and guides the strategies
and procedures used to gather and analyse data. In essence, the selected ontology
informs the epistemological stance, which subsequently guides methodological

decisions throughout the research process.

In positioning this research within an appropriate paradigm, the overarching research
guestion was considered. This study seeks to explore how families in Taiwan can better
prepare for the death of a relative. Family death preparation is recognised as a complex
process involving multiple dimensions of readiness (Nielsen et al., 2016) and a range of
tasks (Hebert et al., 2009), shaped by the broader social, cultural, and clinical contexts
in which families are situated (Howarth, 2007). It was also important to reflect upon my
own assumptions as a researcher. As a Taiwanese specialist palliative care nurse and
researcher, | believe that while the reality of optimal family death preparation exists, it
is inevitably shaped by contextual factors. Furthermore, the belief that families should
be adequately supported in this process forms a central motivation for undertaking this
research, with the broader aim of contributing to improvements in palliative and end-
of-life care. These assumptions align with the principles of critical realism, which was

identified as the most appropriate paradigm to underpin this study (Clark et al., 2008).
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3.2.2 Core assumptions and application of critical realism

Critical realism, developed by Roy Bhaskar (1975), provides the philosophical foundation
for this research by combining ontological realism with epistemological relativism.
Ontological realism holds that an independent reality exists, characterised by complexity
and openness (Bhaskar, 2008). Within critical realism, reality is conceptualised across
three domains: the empirical domain, referring to what can be observed or experienced;
the actual domain, referring to events that occur whether or not they are observed; and
the causal domain, referring to the underlying mechanisms that generate these events.
In contrast, epistemological relativism recognises that while various methods can be
employed to explore reality, our understanding of it remains inherently partial and
contextually mediated. What can be accessed is not independent reality itself but rather
a contextual truth shaped by social, cultural, and experiential factors (Bhaskar, 2008).
Thus, knowledge is approached through multiple methods and understood as situated,
provisional, and open to refinement. Critical realism further emphasises the dynamic
interaction between mechanisms and contexts, with an overarching aim of improving
practices (McEvoy & Richards, 2016). These theoretical assumptions guided the
methodological choices made in this study and ensured the coherence between its

philosophical foundations, aims, and methods.

Informed by the assumptions of critical realism, a qualitative approach incorporating
multiple methods and perspectives was employed to explore the complex experience of
preparing for a relative's death in Taiwan. The overarching research question was
examined through three interconnected perspectives: the bereavement experiences of
family members following an expected death, the experiences of family caregivers who
had engaged in the process of death preparation, and the views of specialist palliative
care professionals who provide support. Accordingly, a systematic review and two
empirical studies were conducted. The systematic review, using a narrative synthesis
approach (Popay et al., 2006), examined the bereavement experiences of Taiwanese
family members following an expected death. Its aim was to gain insights into family

death preparation through post-bereavement reflections.

The second study employed a qualitative interview design with reflexive thematic

analysis (Braun & Clarke, 2006, 2022b) to explore family death preparation from the
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perspectives of family members. It examined how Taiwanese family caregivers prepared
for a relative’s death within specialist palliative care settings, how cultural context
shaped these preparations, and how such processes influenced subsequent

bereavement.

The third study employed the nominal group technique (Jinger & Payne, 2020)
combined with framework analysis (Parkinson et al., 2016; Ritchie & Spencer, 2002) to
explore the perspectives of specialist palliative care professionals. The aim was to
develop and prioritise culturally sensitive recommendations for improving support for

families preparing for a relative’s death in the Taiwanese context.

The systematic review (Paper 1) (Liang, Xiong, Remawi, et al., 2024) and the qualitative
interview study (Papers 2 and 3) (Liang, Xiong, Lin, et al.,, 2024, 2025) have been
published in peer-reviewed journals. A fourth article, which reflects on the
methodological application of the nominal group technique, has also been published
(Paper 4) (Liang, Xiong, & Preston, 2025). Details of the research methods used in this
thesis are summarised in Table 6. Although the four papers outline the methodological
approaches employed, the word limits imposed by peer-reviewed journals required
concise reporting. In particular, Paper 4 focuses primarily on methodological reflections
on the use of the nominal group technique and therefore provides limited details on how
this method was applied within this thesis. Additional information on the

methodological and analytical procedures is presented in the following sections.

Table 6: The methods used in this thesis.

Research Critical realism

paradigm Qualitative approach

Study in this  Systematic Qualitative interview study Nominal group

thesis review technique study

Research Paper 1 Paper 2 Paper 3 Paper 4

article Taiwanese ‘Regrets ‘A good Methodological
family become a ending but  reflections to
members’ lasting source  not the support good
bereavement  of pain’: A end’- practice in using
experience gualitative Exploring nominal group
following an study on family  family techniques:
expected caregivers’ preparations Insights from
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death: a experiences surrounding applications in

narrative leading uptoa arelative’s palliative care
synthesis relative’s death death and studies
review the Afterlife:

A qualitative

study

Methodology Systematic Qualitative interview with Nominal group

review with reflexive thematic analysis technique,
narrative framework
synthesis analysis

3.3 Systematic review: Understanding family death preparation through

the lens of bereavement (Paper 1)

3.3.1 Rationale for conducting the systematic review

A systematic review using a narrative synthesis approach (Popay et al., 2006) was
conducted to explore the bereavement experiences of Taiwanese family members
following an expected death. The aim was to provide a deeper understanding of family
death preparation by examining it through post-death bereavement perspectives,
offering insight into how families retrospectively made sense of the preparation process.
This review was designed in accordance with a critical realist orientation, recognising
that family death preparation is shaped by context-dependent realities and that multiple

perspectives are required to capture its complexity (Bhaskar, 2008).

The review focused exclusively on expected deaths, intentionally excluding sudden or
unexpected deaths such as those caused by accidents, disasters, or suicides. This
decision was based on evidence showing that unexpected deaths are associated with
more complex bereavement outcomes, including higher risks of post-traumatic stress
disorder and prolonged depressive symptoms (Kaltman & Bonanno, 2003; Kristensen et

al., 2012), as well as abnormal grief responses (Djelantik et al., 2020; Krychiw et al., 2018).

Bereavement experiences among Taiwanese families have been examined using diverse
research designs, including both qualitative and quantitative approaches. To construct
a more comprehensive understanding of these experiences following an expected death,

a systematic review integrating empirical studies employing varied methodologies was
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required. A synthesis method capable of accommodating such methodological diversity
was therefore essential. The narrative synthesis approach (Popay et al., 2006) was
selected as the most suitable method. This approach is particularly effective for
synthesising findings from studies using diverse methodologies while relating them to
established theories and concepts. It enables an interpretative synthesis rather than a
purely aggregative approach and is therefore well aligned with the aims and

philosophical underpinnings of this review.

Alternative synthesis approaches were also considered but ultimately deemed
unsuitable. The integrative review method allows for the inclusion of both theoretical
and empirical evidence (Whittemore & Knafl, 2005) and is commonly used to define
concepts, review theoretical frameworks, or analyse research methodologies. As this
review focused exclusively on empirical studies rather than theoretical or
methodological literature, the integrative review was not appropriate. Similarly, critical
interpretive synthesis (Dixon-Woods et al., 2006) was considered as a potential option,
but it is primarily designed to generate new theoretical constructs and conceptual
innovations. By contrast, this review sought to apply existing bereavement theories,
predominantly developed in Western contexts, to evaluate their cultural relevance in
Taiwan and to highlight any emerging insights within Chinese communities. For these
reasons, the narrative synthesis approach (Popay et al., 2006) was identified as the most

methodologically and philosophically coherent option.

3.3.2 The narrative synthesis process

While the process of conducting the narrative synthesis is presented in Paper 1,
additional details are provided in this section to enhance methodological transparency.
The section outlines how the synthesis was carried out in accordance with the four key
elements proposed by Popay et al. (2006, p. 11) and how empirical evidence was

interpreted and integrated to address the review aim.
Element 1: The role of theory in evidence synthesis

This element concerns how theory is used to guide the interpretation of findings. Theory
refers to a set of related concepts and propositions used to explain and understand the

meaning, nature, and relationships associated with a phenomenon (Varpio et al., 2020).
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In the context of a narrative synthesis approach, theory provides a foundation for
understanding how interventions operate, the mechanisms through which they produce
outcomes, and the contexts in which they are most effective (Popay et al., 2006).
However, this review did not examine the effectiveness or mechanisms of interventions.
Instead, it focused on understanding the lived experiences of a specific phenomenon.
Therefore, an inductive approach, without reliance on predefined frameworks or
concepts, was adopted to analyse and synthesise data. Nevertheless, existing Western-
oriented bereavement theories were subsequently used to interpret and contextualise
the findings, including the continuing bonds theory (Klass et al., 1996; Steffen & Klass,
2018), Worden'’s task model (Worden, 2018), and the dual process model (Stroebe &
Schut, 1999, 2010).

Element 2: Developing a preliminary synthesis

This element involved constructing an initial synthesis of the findings from the included
studies using techniques such as tabulation, data transformation, and data translation
(Popay et al., 2006). Tabulation was used to organise key study characteristics, including
participant details, study design, definitions of bereavement, theoretical frameworks,
and relevant key findings into structured tables. These visual representations facilitated

the identification of patterns and variations across the studies.

Data translation was then employed to explore thematic similarities and to identify key
themes and concepts that captured the main findings (Popay et al., 2006). All extracted
data from the included studies, including qualitative, quantitative, and mixed methods
designs, were imported into ATLAS.ti, a qualitative data management tool. A line-by-line,
inductive coding approach was used to generate initial codes without using a priori
categories. Codes were then grouped into preliminary themes, with iterative refinement

of theme labels and data allocations throughout the synthesis process.
Element 3: Exploring relationships within and between studies

Relationships within and across the included studies were explored to identify thematic
patterns, divergences, and sources of heterogeneity (Popay et al., 2006). Particular
attention was given to factors such as bereavement timeframes, relationships to the

deceased person, patient diagnosis, and varying definitions of bereavement. To deepen
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the analysis, concept mapping was used to develop a visual model that illustrated key
concepts and their interrelationships, thereby highlighting the current state of
knowledge on bereavement experiences in Taiwan. Several versions of the conceptual

model were developed and refined in consultation with supervisors during the synthesis.
Element 4: Assessing the robustness of the synthesis

The final element involved evaluating the robustness of the synthesis. Two strategies
were used to enhance the quality and transparency of the process: critical appraisal and
reflexive evaluation. Hawker’s critical appraisal tool (Hawker et al., 2002) was used to
assess the methodological rigour of the included studies. In addition, a second reviewer
participated in the article screening process to strengthen methodological rigour (Tong
et al., 2012); this procedure is described in more detail in Paper 1 (Chapter 4). Reflexive
considerations regarding the strengths and limitations of the synthesis process are

explored further in the discussion chapter.
Summary

The systematic review has been published (Paper 1; see Chapter Four) (Liang, Xiong,
Remawi, et al., 2024). Its findings indicate that family death preparation is a significant
issue in end-of-life care and should be recognised as a key factor shaping bereavement
experiences. However, there remains a limited understanding, particularly outside
Western contexts, of how families prepare for a relative’s death and how this preparation
influences their subsequent bereavement. This gap in the literature highlighted the need
for further empirical research. To address this, a qualitative interview study was

conducted, as presented in the next section.

3.4 Application of qualitative interviews to explore family caregivers’

experiences of death preparation (Papers 2 and 3)

3.4.1 Rationale for qualitative interviews

Semi-structured interviews were used as the primary method of data collection to
explore family caregivers’ experiences of preparing for the death of a relative.
Interviewing is a widely used qualitative research method that involves direct

engagement between researchers and participants. It can be implemented in three main
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formats: structured, unstructured, and semi-structured interviews (Carter & Henderson,

2005), each suited to different research paradigms and aims.

Structured interviews involve administering a fixed set of predetermined questions in
the same order and manner across all participants (Carter & Henderson, 2005). This
format is typically associated with quantitative or survey-based research, aiming for
generalisability and hypothesis testing. However, such an approach is inconsistent with
the philosophical underpinnings of this study, which adopts a qualitative approach
grounded in critical realism. The aim here is not to test hypotheses but to gain an in-
depth understanding of how family caregivers prepare for a relative’s death within

specialist palliative care settings in Taiwan.

At the opposite end of the spectrum, unstructured interviews are fully participant-led,
allowing individuals to share their experiences freely with minimal direction from the
researcher (Carter & Henderson, 2005). While this format can elicit rich and nuanced
narratives, it may also lead to data that moves away from the central focus of the study.
Given these considerations, semi-structured interviews were deemed the most
appropriate method for this research. This approach offers a balance between structure
and flexibility. Interviews were guided by a topic guide developed in line with the
research questions and piloted prior to formal data collection (Carter & Henderson,
2005). This ensured the core areas of interest were addressed while allowing
participants the freedom to introduce and elaborate on issues they perceived as
important. The researcher could adapt the order and phrasing of questions in response
to the conversational flow and participants’ accounts, enabling deeper exploration

where appropriate while maintaining alignment with the study’s aims.

The use of semi-structured interviews aligns with the study’s critical realist positioning
(Bhaskar, 2008), which acknowledges that while an independent reality exists,
individuals” understandings of that reality are shaped by social and cultural contexts.
This method enabled the generation of rich and contextualised accounts of family
caregivers’ lived experiences and allowed the researcher to engage interpretively and

reflexively throughout the data collection process.
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Information on this study’s participant criteria, sampling strategy, recruitment
procedures, and data collection is detailed in Papers 2 and 3. A pilot interview was
conducted in September 2022, followed by formal interviews undertaken between
October 2022 and March 2023. The interview topic guide for family caregivers and the
interview distress protocol are included in the supplementary materials of Papers 2 and

3.

3.4.2 Reflexive thematic analysis to capture the complexities of family death

preparation

Braun and Clarke’s reflexive thematic analysis (Braun & Clarke, 2022b) was applied to
explore the complexities of Taiwanese family caregivers’ experiences in preparing for the
death of a relative. Thematic analysis is a method for analysing qualitative data through
coding and theme development (Braun & Clarke, 2024). Several variants of thematic
analysis exist, each underpinned by different philosophical assumptions and

methodological practices (Braun & Clarke, 2022a, 2022b, 2023, 2024).

One variant, coding-reliability thematic analysis, aligns with a small-q theoretical
position and adopts a positivist or post-positivist stance (Braun & Clarke, 2022b). Small
g qualitative research refers to the use of qualitative techniques for data generation and
analysis within a positivist framework, with an emphasis on coding reliability and
accuracy. This approach typically seeks to minimise researcher bias through procedures
such as inter-coder agreement or member checking. In contrast, reflexive thematic
analysis (Braun & Clarke, 2022b), the approach adopted in this study, is grounded in a
Big Q perspective within a non-positivist paradigm. While both Big Q and small g
gualitative research use qualitative methods, they are underpinned by different research
values (Braun & Clarke, 2025). Big Q qualitative research rejects objectivist assumptions
and norms, and adopts an interpretative stance, acknowledging that knowledge is
situated, partial, subjective, and shaped by context (Braun & Clarke, 2025). Researcher
subjectivity is not seen as a potential threat to research quality and to be eliminated, but
as a valuable resource for research, with reflexivity playing a central role in the research
process. A third approach, codebook thematic analysis (Braun & Clarke, 2022b), occupies
a middle ground between the coding reliability and reflexive approaches, combining

elements of both to meet different theoretical and practical needs.
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Braun and Clarke’s reflexive thematic analysis, underpinned by a Big Q approach, was
selected for this study because of its alignment with the critical realist paradigm that
underpins the research (Braun & Clarke, 2022b, 2023). Within a critical realist framework,
reflexive thematic analysis seeks to generate meaningful interpretations of participants’
accounts that reflect socially and culturally situated realities, rather than to represent
objective truth (Braun & Clarke, 2022b). In this study, | examined how participants
perceived and articulated their experiences of preparing for a relative’s death, shaped
by their specific social and cultural contexts. What was accessed were context-
dependent understandings of reality, conveyed through qualitative interview data and
interpreted through the lens of my professional and cultural background. While the
possibility of an optimal family death preparation experience is acknowledged, the
findings presented here reflect situated knowledge constructed through participant

narratives and shaped by my interpretative engagement with the data.

Braun and Clarke’s reflexive thematic analysis also facilitates the development of shared
patterns of meaning across a dataset while remaining sensitive to the social and cultural
contexts in which experiences are embedded (Braun & Clarke, 2006, 2020, 2022b). This
method supports the generation of insights that can inform clinical practice, making it
particularly suited to the aims of this study. Specifically, it was used to explore how
Taiwanese family caregivers prepare for a relative’s death within specialist palliative care
and how these experiences are shaped by cultural contexts. The resulting thematic

findings provide evidence to inform and enhance palliative and end-of-life care practice.

In reflexive thematic analysis, themes are understood as patterns of meaning across the
dataset rather than as meanings located within individual cases (Braun & Clarke, 2023,
2024). Themes are not simply summaries of data domains or grouped topics that lack
shared meaning, nor do they pre-exist within the data, awaiting discovery or passive
emergence (Braun & Clarke, 2022b). Instead, they are actively developed by the
researcher through reflexive and systematic engagement with the dataset (Braun &
Clarke, 2022a). In this approach, themes represent analytic outputs, each underpinned
by a central organising concept and constructed iteratively through the generation and

refinement of codes (Braun & Clarke, 2022a, 2022b, 2024).

Two types of codes are recognised within this approach: semantic and latent codes
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(Braun & Clarke, 2022a, 2022b, 2024). Semantic codes operate at a surface level,
reflecting meanings that closely align with participants’ explicit language. In contrast,
latent codes capture underlying or implicit meanings that are more interpretative in
nature, often involving abstraction beyond the surface content. When developing code
labels, it is important that they convey specific and contextually grounded meanings, as
reflexive thematic analysis aims to capture the richness and diversity of meaning

relevant to the research questions (Braun & Clarke, 2022b).

In this study, data were inductively analysed using Braun and Clarke’s reflexive thematic
analysis, following a six-phase process: (1) familiarisation with the dataset, (2) coding the
data, (3) generating initial themes, (4) developing and reviewing themes, (5) refining,
defining, and naming themes, and (6) writing up (Braun & Clarke, 2022a, 2022b). The
inductive approach informed both data collection and analysis, allowing coding and
theme development to be guided by the content of the data itself (Braun & Clarke,
2022a). These phases were undertaken in a manner consistent with the values and
assumptions of a Big Q theoretical position (Braun & Clarke, 2022b). The analysis process
and thematic maps for this study are presented in Papers 2 and 3 and their
supplementary materials. Additional details of the reflexive thematic analysis procedure

are provided in Appendix 1.

Reflexivity is a key component of reflexive thematic analysis, which emphasises that
researchers should critically reflect on how their personal and professional assumptions
influence the research process and shape the knowledge that is generated (Braun &
Clarke, 2022b). A common strategy for maintaining reflexivity is keeping a reflexive
journal throughout the research process, which was also applied in this study. Further

details on how reflexivity was maintained are presented later in this chapter.
Summary

The qualitative interview study has been written up and published (Papers 2 and 3; see
Chapters Five and Six) (Liang, Xiong, Lin, et al., 2024, 2025). The findings highlight the
pivotal role of healthcare professionals in supporting family death preparation,
particularly in relation to end-of-life decision-making and caregiving. In response, a

nominal group technique study with specialist palliative care professionals was
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subsequently conducted to develop practical recommendations on how better to

support families preparing for a relative’s death.

3.5 Application of the nominal group technique to develop

recommendations for supporting family death preparation (Paper 4)

3.5.1 Rationale for using the nominal group technique

The third study employed the nominal group technique (Jinger & Payne, 2020),
combined with framework analysis (Ritchie & Spencer, 2002), to explore family death
preparation from the perspectives of specialist palliative care professionals. Its purpose
was to develop and prioritise culturally sensitive recommendations for improving

support for families in Taiwan as they prepare for a relative’s death.

The nominal group technique was chosen because it facilitates structured group
discussion and consensus-building, particularly in areas where empirical evidence
remains limited (Jinger & Payne, 2020). Among formal consensus approaches, the
Delphi method and the nominal group technique are most widely used to generate
recommendations through practitioner participation (Black et al., 1999; Fink et al., 1984;
Foth et al., 2016; Jinger & Payne, 2020; Redman et al., 1997). While the Delphi method
emphasises iterative, anonymous rounds of data collection, the nominal group
technique enables real-time interaction and clarification among participants, allowing
for immediate identification and ranking of priorities (Jinger & Payne, 2020). Given the
limited exploration of family death preparation and the absence of detailed clinical
guidance, as discussed in the background chapter, the nominal group technique was

considered well-suited to the aims of this study.

3.5.2 Conduct of the nominal group technique

The study followed a structured nominal group technique process involving preparation,
sampling, facilitation of group meetings, and data analysis (Jiinger & Payne, 2020). A
detailed methodological reflection on the use of this technique, including its application
in this study, is presented in Paper 4 (Liang, Xiong, & Preston, 2025) (see Chapter Eight).

The following section outlines key procedures not included in the published paper.
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Sampling

Participants were purposively recruited based on their expertise in specialist palliative
care, ensuring a breadth of disciplinary and experiential perspectives to strengthen the
quality of the outcomes (Jiinger & Payne, 2020). Eligible participants had at least five
years of professional experience in specialist palliative care settings (Baker et al., 2006),
including inpatient units, consultation teams, or home care services. Physicians, nurses,
social workers, psychologists, and chaplains were all eligible to ensure multidisciplinary
representation. To support group interaction and allow sufficient time for each
participant to contribute, the target group size was set between eight and twelve

participants (Jones & Hunter, 1995).
Recruitment

Recruitment was facilitated through gatekeepers such as managers of specialist palliative
care teams and professional organisations, including the Taiwan Association of Hospice
Palliative Nursing. These gatekeepers assisted in disseminating study information and
minimising potential coercion, particularly as the researcher is a Taiwanese specialist
palliative care nurse and a member of the same professional community. Interested
individuals could contact the researcher directly or, with consent, have their contact
details shared. A participant information sheet and consent form were provided to
support informed decision-making. Questions or concerns raised during the consent
process were addressed using participants’ preferred communication methods,
including Line, a widely used messaging platform in Taiwan. Participants were informed
that the meeting would be digitally recorded to facilitate subsequent analysis of how
recommendations were generated and discussed. Written informed consent, including
consent for audio recording, was obtained either a few days prior to the meeting

(virtually) or on the day of the meeting before it began.
Nominal group meeting

The group meeting followed standard stages of the nominal group technique:
introductions, presentation of evidence, recommendation generation and listing,
clarification, voting and ranking, and conclusion (Jones & Hunter, 1995; Jiinger & Payne,

2020). A pilot meeting was held on 8 June 2023, followed by the main group meeting on
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8 July 2023. During the session, participants discussed the research question:

What are feasible strategies to improve care for families preparing for the death of a

relative, from the perspective of specialist palliative care professionals?

Recommendations were first generated individually, then shared, clarified, and refined
through group discussion. Participants subsequently voted anonymously for their top
ten recommendations and ranked them in order of implementation priority. Further
details of the meeting process are provided in Paper 4 (Liang, Xiong, & Preston, 2025)
(see Chapter Eight). Supporting materials, including the nominal group technique guide

and participant characteristics form, are provided in Appendices 2 and 3.

3.5.3 Applying framework analysis to refine recommendations

The rationale for applying framework analysis in this study and its implementation are
detailed in Paper 4 (Liang, Xiong, & Preston, 2025) (see Chapter Eight). In brief,
conversations from the recommendation listing, clarification, and discussion phases of
the nominal group meeting were transcribed in Traditional Chinese and analysed
inductively using the key five stages of framework analysis: familiarisation, identifying a
thematic framework, indexing, charting, and mapping and interpretation (Ritchie &
Spencer, 2002). These segments were selected for in-depth analysis instead of the full
meeting transcript, as they contained the richest insights into participants’ reasoning
and discussions surrounding the recommendations. During the charting stage, selected
data extracts were translated into English and incorporated into the thematic framework.
This process ensured that the recommendations remained grounded in participants’
original meanings while enhancing their clarity, applicability, and transferability to

practice.

Through this analytic process, the 42 initial recommendations generated from the
meeting were refined and consolidated into four final recommendations, accompanied
by two main thematic findings. The findings of the nominal group technique study,

including participant characteristics, are presented in Chapter Seven.

3.6 Researcher subjectivity and reflexivity

Positionality, subjectivity, and reflexivity are central to qualitative inquiry because they
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shape how knowledge is produced throughout the research process. Positionality refers
to the researcher’s social, cultural, and professional positioning and the ways in which
this shapes interactions with participants, as well as data collection and interpretation
(Bourke, 2014). Subjectivity encompasses the perspectives, values, beliefs, and lived
experiences that researchers bring to their study, shaped by cultural background,
education, professional training, and broader social positioning (Varpio & Ellaway, 2021).
Reflexivity is understood as an ongoing, critical engagement with subjectivity and its
influence on all stages of the research process (Bourke, 2014; Braun & Clarke, 2022b,
2024). This research is situated within a critical realist paradigm, which assumes that
while an independent reality exists, our understanding of it is partial, mediated, and
shaped by context (McEvoy & Richards, 2016). This philosophical stance aligns with my
beliefs that although “best possible” experiences of preparing for a relative’s death may
exist, access to such experiences is shaped by social, cultural, and structural conditions.
In this study, subjectivity is not treated as a bias to be minimised but as a resource that
requires critical engagement through reflexivity (Braun & Clarke, 2022a, 2022b). This
section outlines how my positionality and subjectivity shaped the research process and

how | engaged reflexively with that influence.

As the researcher conducting the study, | occupy multiple roles, including being
Taiwanese, a family member who has experienced the death of close relatives, a
specialist palliative care nurse, and a PhD student trained in the United Kingdom. My
cultural upbringing and lived experiences in Taiwanese society have shaped my
understanding of death, dying, and bereavement in this context. The death of my
grandmother, who received hospice home care and died peacefully at home, deepened
my appreciation of the importance of a good death for families’ bereavement. During
the process of writing this thesis, my mother died following an unexpected motorcycle
accident. She received care in the intensive care unit for several days before her death.
This experience further shaped my understanding of the research topic and made me
feel that | was, in some ways, connected to the bereaved families | interviewed, as |
shared similar experiences and emotions with them. Further reflection on this personal

connection is provided in the discussion chapter.

My clinical experience in Taiwanese palliative care has also provided practical insights
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into end-of-life care, the healthcare system, and the pivotal role of family caregivers. At
the same time, my professional and academic training in Taiwan and the United Kingdom
has exposed me to theoretical frameworks predominantly grounded in Western
approaches to palliative and end-of-life care. This multiple positioning situates me as
both an insider, sharing linguistic, cultural and emotional familiarity with participants,
and as an outsider, informed by international literature and Western theoretical models.
This insider-outsider positioning influenced the study design, my engagement with
participants, and the process of data analysis, offering both advantages and challenges
(Varpio & Ellaway, 2021). Further reflection on how my subjectivity influenced the

interpretation of the findings is provided in the discussion chapter.

During data collection, my familiarity with Taiwanese cultural values, language, and
social norms helped me build trust and rapport with participants, which was particularly
important when discussing sensitive topics such as death, dying, and bereavement. This
shared cultural background appeared to support participants in speaking openly and
enabled the collection of rich and nuanced narratives. It also helped me recognise
linguistic and cultural meanings embedded in Traditional Chinese or Taiwanese that
might have been overlooked by non-native speakers during data analysis. At the same
time, | remained aware that my cultural closeness and professional background could
shape data collection and my interpretation of participants’ accounts, including the risk
of reinforcing assumptions or narrowing interpretative possibilities. For example, | might
assume | understood participants’ meanings without probing further. This multiple
positioning, including the clinician-researcher role, highlighted the importance of

reflexivity (Salifu, 2025).

In this study, reflexivity involved continual reflection on how my positionality, including
my Taiwanese identity, cultural background, personal experience of bereavement and
family death preparation, and disciplinary training, shaped my understanding of the
research topic. To support reflexive practice, | kept a reflexive journal in my native
language to document analytic reflections, emotional responses, and evolving
perspectives throughout the research process (Braun & Clarke, 2022a, 2022b). | chose
to use my native language when undertaking personal reflection and analytic thinking

during data collection and analysis, including thinking through the development of
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themes and the interpretation of findings (van Nes et al., 2010). This allowed me to
reflect in the language shared with participants, supporting deeper understanding of the
phenomenon and more comprehensive interpretation of findings. Regular discussions
with my two supervisors, one from an English background and the other from a Chinese
background, provided valuable opportunities to question assumptions, enhance cultural
sensitivity, and deepen reflexive awareness. My supervisors’ complementary cultural
and linguistic backgrounds supported the research process by offering critical reflections
that highlighted the interconnection between language, culture, and family death
preparation. These discussions were particularly useful when navigating translation
challenges and examining how cultural norms shaped language and meaning in
participants’ accounts. Reflexivity was also closely connected to the multilingual nature

of the research process.

Language and translation were important methodological considerations in this thesis.
Data were collected in Traditional Chinese or Taiwanese, while the thesis and
publications were written in English. This required careful attention to preserving both
the meaning and cultural resonance in participants’ accounts. To support this, | remained
in the original language as long as possible during the analytic process, including writing
my reflexive journal in my native language and translating relevant material into English
at later stages of analysis (van Nes et al., 2010). When discussing the analysis with my
main supervisor, who does not speak the source language, relevant materials were
translated while retaining the original text and avoiding fixed one-word translations (van
Nes et al., 2010). When translating, rather than prioritising literal translation, | sought
cultural equivalence to preserve the depth and nuance of participants lived experiences.
Working across languages also highlighted the broader cross-cultural dynamics of the
study, as the research was situated within a Taiwanese context but written and theorised
in English. In addition, much of my professional training, as well as the broader practice
of palliative care in Taiwan, has been influenced by Western models and evidence. These
dynamics underscored the importance of cultural sensitivity and sustained reflexivity

throughout the research process.

In sum, consistent with the critical realist paradigm (Bhaskar, 2008), my subjectivity is

not viewed as a source of bias to be eliminated but as a lens through which knowledge
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is generated (Braun & Clarke, 2023). My aim was to engage with participants’ situated
realities while remaining reflexive about the interpretative processes shaping data
collection and analysis. The knowledge generated in this thesis is therefore understood

as contextual, situated, and open to reinterpretation.

3.7 Ethical considerations and public engagement

Ethical and public engagement considerations formed an integral part of the research
design and conduct of this study. Ethical issues related to the two empirical studies are
discussed in Papers 2 and 3 (see Chapters Five and Six) and earlier in this chapter. Copies

of the ethical approval documents are provided in the appendices (Appendix 4).

Public engagement in health research encompasses various approaches that reflect
different levels of involvement. Such engagement may include consulting members of
the public about research priorities and implementation strategies, inviting their
participation on advisory committees, collaborating with them in developing research
proposals, or involving them directly as co-researchers responsible for data collection
(Collins & Halliday, 2020). These activities are typically categorised into three main forms:
consultation, collaboration, and user-controlled research (Collins & Halliday, 2020).
Consultation generally involves a one-off or time-limited interaction in which
researchers seek input from individuals with lived experience relevant to the study topic.
Collaboration represents a more sustained partnership between researchers and
members of the public, with both parties working together toward shared objectives. In
contrast, user-controlled research is led by service users who retain primary
responsibility for directing and conducting the study. When determining the most
appropriate model of public engagement, researchers are encouraged to reflect on their
motivations, values, and the intended influence of public involvement on both the

research process and outcomes (Collins & Halliday, 2020).

In this PhD study, public engagement followed a consultation approach, with the primary
aim of enhancing the relevance of the research topic and the rigour of the study design.
The researcher consulted three bereaved family members and three specialist palliative
care professionals. These individuals were personally known to the researcher as friends

or colleagues with direct experience in preparing for a relative’s death. Their
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contributions informed several key aspects of the study’s development, including the
significance of the research topic, strategies for participant recruitment, and approaches

to data collection.

The consulted individuals collectively emphasised that preparation for a relative’s death
is a critical factor in supporting families through the subsequent bereavement process.
They observed that family caregivers often prioritise the needs of the dying relative over
their own well-being and highlighted that minimising future regrets is particularly
important in this context. They also advised that interviews with bereaved family
members should be conducted with particular sensitivity, recommending a flexible
approach to accommodate participants’ emotional variability. This feedback directly
informed the development of the interview distress protocol for bereaved family
caregivers. Finally, they recommended the use of multiple recruitment channels for both
bereaved family caregivers and specialist palliative care professionals to increase the
likelihood of obtaining a diverse and meaningful dataset, thereby strengthening the

depth and applicability of the study’s findings.

The individuals consulted did not take part in the subsequent pilot test of the study.
Incorporating public engagement to inform study design is relatively novel within the
Taiwanese research context. However, the extent of its influence may have been limited
by the researcher being primarily based in the United Kingdom, which reduced

opportunities for more in-depth local collaboration.

3.8 Chapter summary

In this chapter, the overarching research question, overarching aim and specific
objectives, the philosophical paradigm underpinning the study, and the methods used
to address them have been outlined. The rationale for adopting critical realism as the
guiding paradigm has been explained, along with how this philosophical stance informed
the methodological choices. The methods used in the three studies, a systematic review,
a qualitative interview study, and a nominal group technique study, have been described
in more detail than in the published papers. Finally, research reflexivity, ethical
considerations, and public engagement have been discussed in relation to the overall

research process. The next four chapters present the research outputs from the
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systematic review and the qualitative interview study, comprising three published
papers (Chapters Four to Six, i.e., Papers 1, 2, and 3). The empirical findings from the

nominal group technique study are presented in Chapter Seven.
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CHAPTER 4: TAIWANESE FAMILY MEMBERS’
BEREAVEMENT EXPERIENCE FOLLOWING AN EXPECTED
DEATH: A NARRATIVE SYNTHESIS REVIEW (PAPER 1)

4.1 Overview

This paper (Liang, Xiong, Remawi, et al., 2024) specifically addresses the first research

objective of the thesis:

To systematically analyse published literature on the bereavement experiences of
Taiwanese family members following an expected death and to identify culturally

appropriate bereavement theories relevant to the Taiwanese context.

A systematic review using a narrative synthesis approach (Popay et al., 2006) was
conducted to examine the bereavement experiences of Taiwanese family members
following an expected death. The review aimed to gain insight into how families prepare
for a relative’s death from a post-bereavement perspective, thereby contributing to a

broader understanding of family death preparation within the Taiwanese context.

Insights derived from this review provided both theoretical and empirical foundations
for the subsequent stages of this thesis. A key finding was that family death preparation
influences subsequent bereavement experiences, yet understanding of this process
remains limited, particularly outside Western contexts. These findings informed the
design of the qualitative interview study (Papers 2 and 3), which explored in greater
depth how Taiwanese families prepare for a relative’s death within specialist palliative
care settings. The review findings also guided the design of the nominal group technique
study (Chapter Seven, i.e. Paper 4), serving as evidence presented to participants to
support the development of culturally sensitive and practical recommendations for

improving support for families during this process.

The published paper is reproduced in the following section.
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Taiwanese family members’bereavement
experience following an expected death:
a systematic review and narrative synthesis
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" Abstract

Background Bereavement experience is shaped by cultural and social contexts. No systematically constructed
reviews were identified to explore the bereavement experience for people who are influenced by Chinese culture
valuing filial piety and mutual dependence. This review aimed to systematically review the bereavement experience
of Taiwanese family members living in Taiwan following an expected death.

Methods MEDLINE, PsycINFO, CINAHL, China Academic Joumal Database, and Chinese Electronic Pericdical Services
were searched with no date restrictions from inception to 20 October 2022. The methodological rigour of studies
was assessed using Hawker's appraisal tool. A narrative synthesis approach using Popay’s work was employed to
synthesise the findings of the studies. Studies investigating Taiwanese family members’ bereavement experiences
were included. We excluded papers studying bereavement through the death of a child.

Results Searches retrieved 12,735 articles (after de-duplication), 17 of which met the inclusion criteria and were
included for synthesis: English [9] and Chinese [8], published between 2006 and 2021. The studies varied in quality
with scores ranging from 22 to 33 out of 36. The studies differed in the relationship between participants and the
deceased, the bereaved time frames, and the definitions of bereavement. Most studies focussed on family members
of cancer patients receiving specialist palliative care. Three bereavement theories and four tools were used. Risk
factors of bereavement outcomes included family members feeling less prepared for death and deaths where
palliative sedative therapy was used. Protective factors were higher caregiving burden and longer caregiving periods.
Four themes regarding Taiwanese bereavement experience were generated: multiple impacts of death; problem-
based coping strategies; importance of maintaining connections; influential religious beliefs and rituals.

Concluslon Continuing the relationship with the deceased is a key element of Taiwanese bereavement experience
and itis influenced by religious and cultural beliefs. Suppressing or hiding emotions during bereavement to connect
with the deceased and maintain harmonious relationships needs to be acknowledged as culturally acceptable and
encouraged by some religions in Taiwan. The findings could be potentially relevant for other Chinese populations,
predominantly Buddhist countries or other East Asian societies. The role of preparing for death in bereavement
outcomes is little understood and requires further research.
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Background

Bereavement care service is an essential part of delivering
palliative care [1-3]. Bereavement experience is shaped
by cultural and social contexts [4-6]. The bereaved
express their grief through social acts and mourning
practices appropriate to their cultural context [7]. Hence,
the provision of good bereavement support needs to con-
sider the cultural and social context of the bereaved [5,
8], and this would enhance the quality of palliative care
services.

Chinese is the largest ethnic group in the world, con-
sisting of about 20% of the global population and num-
bering around 14 billion people worldwide [9]. The
Chinese culture has been deeply influenced by Confu-
cianism and collectivism, which values the importance
of family, filial piety, mutual dependence [10], and con-
cern for others [11]. Maintaining harmony in a group
is also a dominant feature of the Chinese culture [12].
The experience of bereavement in Chinese culture has
been explored using different research designs, includ-
ing quantitative and qualitative. There is a wide range
of previous systematic reviews on bereavement experi-
ences such as abnormal grief [13-15], grief measure-
ments [16, 17], interventions for bereavement [18, 19]
and bereavement outcomes [20]. However, no systemati-
cally constructed reviews were identified to explore such
experiences for people who are influenced by Chinese
culture. A systematic review to synthesise the current
evidence can allow a more comprehensive understand-
ing to inform clinical practice regarding providing cul-
turally sensitive bereavement care. Therefore, a review to
synthesise the bereavement experience of Chinese family
members should be carried out.

Although many areas of East Asia, such as Taiwan,
China, and Hong Kong, share a similar traditional Chi-
nese culture, the palliative health care systems are dif-
ferent. For instance, Taiwan was ranked in third place in
the Quality of Death and Dying in 2021; China and Hong
Kong were ranked 53rd and 23rd, respectively [21]. Given
the differences in healthcare systems, a review to syn-
thesise the bereavement experience of Taiwanese family
members living in Taiwan under the context of expected
deaths was planned. The review excluded unexpected
deaths such as accidents, disasters, and suicides as they
are associated with a more difficult bereavement, includ-
ing greater posttraumatic stress disorder symptoms,
enduring depression [22, 23] and abnormal grief [13, 24].

Western-oriented bereavement theories, such as Wor-
den'’s task model [25, 26] and the Dual Process Model
[4, 27], were commonly employed to inform clinical
practice in Taiwan. Western cultures tend to promote

autonomy and individualism [28], which is very different
from Chinese culture, as described earlier. The applica-
tion of Western-oriented bereavement theories in Tai-
wan needs adaptation to consider cultural differences
[5, 8]. Therefore, this review also aimed to inform which
Western-oriented bereavement theories are more cultur-
ally appropriate in Taiwan and whether any new theories
have been developed and applied in Chinese commu-
nities. The aim is these can inform future research and
bereavement support practices for Taiwan and other Chi-
nese populations.

Methods

The review question

What is the bereavement experience of Taiwanese family
members following an expected death?

The review design

An integrative review approach was used as it can
include different designs to gain a wider understanding of
the phenomena. The Enhancing transparency in report-
ing the synthesis of qualitative research (ENTREQ) state-
ment [29] was followed in reporting the review.

The search strategy. Five electronic databases were
searched from inception to 20 October 2022: MED-
LINE, PsycINFO, CINAHL, China Academic Journal
Database (CNKI), and Chinese Electronic Periodical
Services (CEPS). A specialist health librarian was con-
sulted for the search strategy. The following key concepts,
along with synonyms and tailored subject headings, were
used: ‘bereavement, family, and ‘Chinese’ (Supplemen-
tary Material 1). The reason for using ‘Chinese’ as a key-
word is that the majority of literature tends to define the
population in Taiwan as Chinese (‘Hua-ren; #¥ A). Bool-
ean operators (AND, OR) and search commands such
as truncation and proximity searches were applied [30].
There were no date restrictions. The MEDLINE database
search string (Supplementary Material 2) was adjusted to
other databases. Additional search strategies included:
using key papers to test the searching strategy, searching
Open Grey (grey literature database), screening reference
lists of included studies, conducting citation tracking
of included papers through Google Scholar, and setting
alerts in MEDLINE, PsycINFO, and CINAHL to track
potential new articles.

Study eligibility. Table 1 describes the inclusion and
exclusion criteria. In the review, Taiwanese family mem-
bers mean Taiwanese living in Taiwan as this review
investigates the bereavement experience which is influ-

enced by cultural and social contexts. Papers about peo-
ple bereaved through the death of a child were excluded
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Table 1 Inclusion and exclusion criteria

Inclusion criteria Exclusion
criteria
Study «Taiwanese over 18 years old living = The bereave-
population  inTaiwan ment caused by
« Participants are family membersor  the death of a
significant others of the deceased chid
«The relationship to the deceased:
spouse, parents, adult children, sib-
ling, significant other, partner
Studytopic - Studies focused on the experience - Studies focused
of having lost a relative or significant  on developing
other from an expectad death, trying  bersavement
to adapt to the relative's or significant  measurements
other’s death or the process of griev-  or interventions
ing and mouming « Unexpected
death suchas
COMD-18, vio-
lence, accidents,
disaster, suicide,
and murder
Type of « Primary research
evidence « Peer-reviewed journal articles
Language « English, traditional Chinese

because it is recognised as a more challenging experi-
ence than other types of bereavement [31] and may
have a higher risk for suffering in abnormal grief [32].
The main researcher (HJL) screened titles and abstracts
of all retrieved articles, while a second reviewer (BNR)
screened 10% of them to enhance the rigour of the
screening process [29]. Disagreements of four articles
(0.3%) were resolved through further discussions about
the inclusion criteria among authors.

Quality assessment and data extraction. Hawker et
al's data extraction form [33] was adapted according to
the review's purpose to collect relevant data (Supple-
mentary Material 3). For qualitative research, relevant
descriptions of key themes were drawn from the included
papers. Quantitative data which answered the review
question was transformed into a textual description [34]
as this review aims to explore the bereavement experi-
ences such as adaptation after death.

Hawker et al's critical appraisal tool with a score rang-
ing from 9 to 36 was chosen as it is suitable for reviewing
different designs [33]. Assessment of study quality was
conducted by the main researcher (HJL) while extracting
data from all identified papers.

Data synthesis. Popay et al’s approach to narrative syn-
thesis was undertaken in an iterative manner [34]. Tabu-
lation was conducted to summarise details of participants
and key findings and to identify patterns and differences
across studies. Translating data was applied to systemati-
cally identify the main themes that represented research
findings. The results of the tabulation were imported into
ATLAS.ti to assist with the translating process. Initial
free coding was conducted line-by-line inductively across
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the studies. The researcher (HJL) grouped the codes and
developed potential themes (Supplementary Material
4). Initial themes were renamed, and data were moved
around to fit the themes throughout this process. These
were reviewed and developed in an iterative process
through discussion with NP and QX. A conceptual model
was developed to visually present the findings through
discussion (Supplementary Material 5). Finally, the domi-
nant bereavement theories were used to interpret the
review findings.

Results

Searches retrieved 12,735 articles (after de-duplication),
17 of which met the inclusion criteria of the review
and were included for synthesis. The Preferred Report-
ing Items for Systematic reviews and Meta-Analysis
(PRISMA) flowchart [35] shows details of the studies’
identification and selection process (Fig. 1).

Study characteristics

The 17 papers were published between 2006 and 2021.
There were ten qualitative studies [36-43, 45, 46], one
mixed-methods study [47], and six quantitative surveys
[48-53]. Six of the 17 studies employed longitudinal
design [39, 43, 48, 49, 52, 53] (Table 2). The main aim of
the qualitative studies was to explore family members’
bereavement experience, while the quantitative surveys
mainly investigated the relationship between grief and
specific variables such as family members’ demograph-
ics and palliative sedation therapy. Most studies (n=12)
recruited participants from a single hospital [39-43, 45,
46, 48-52], and two qualitative studies included only one
family member as the participant [41, 42]. Studies were
conducted across Taiwan. For an overview of the charac-
teristics of the included studies see Supplementary Mate-
rial 7.

The participants in the studies were 2,011 family mem-
bers; nearly 65% were female. The mean age of family
members was 46 years (range: 36-73). The majority of
the participants held Buddhist beliefs, with some also
practising Taoism/Daoism and Christianity. The included
studies differed in the relationship between participants
and the deceased and the bereaved time frames. The pri-
mary relationships were spouse and parent-adult children
[36, 38, 46, 48-53]. The average bereaved time varied
with the range between 36 hours and four years, but most
studies were from six months to 18 months [37-39, 43,
45, 46, 50-52]. Most studies (n=16) investigated ter-
minally ill cancer patients [36-39, 41-43, 45-53] who
received specialist inpatient palliative care (n=10) [39,
42, 43, 45, 46, 48-51, 53]. No study investigated hospice
home care patients. Table 2 describes the characteristics
and the key relevant findings of the included studies.
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Records identified through
electronic database searching
(n=14,297)

Additional records identified
through other search sources

(n= 160)

Duplicates (n=1,722)

Records screened by titles
and abstracts
(n=12,735)

A

Full-text articles

Records excluded (n= 12,554) as did not
meet inclusion criteria

assessed for eligibility
(n=181)

Studies included in the synthesis
(n=17)
9:in English, 8:in Chinese

Full-text articles excluded (n= 164) reasons:
73: included unexpected death

31: cannot identify the causes of death

15: not relevant study topic

< 9: not primary research

10: not Chinese participants

10: included children's death

10: papers from China

4: papers from Hong Kong

1: paper from Singapore

1: the same article in English and in Chinese

Fig. 1 Search process flowchart (PRISMA flowchart)

The studies varied in quality with scores ranging from
22 to 33 out of 36; most studies (11 out of 17) scored
between 26 and 32 [37-40, 43, 45, 47-51] (Supplemen-
tary Material 6). Among the nine domains of Hawker's
appraisal tool, the included studies were assessed as good
or fair in the abstract and title, method and data, and
results section. The common reasons for achieving poor
or very poor quality in the included studies were related
to ethics and bias [36, 37, 39, 49, 50], data analysis [36,
38, 41, 47], and implication and usefulness [36, 37, 39, 42]
because of the limited information provided by authors.

Exploration of definitions and theories of bereavement

The definition of bereavement varied among the included
studies. Only three studies investigated complicated or
prolonged grief [50-52]. Complicated grief was defined
as the experience of having separation distress and
post-traumatic stress and being unable to cope with the
death [50]. Prolonged grief was described as experienc-
ing intense grief reactions which lasted for more than

six months [51, 52]. Moreover, Taiwanese researchers
Lee et al. developed the term Bei-Dao ({54#) [43]. Bei (
AE) means individual grief; Dao (1) indicates collective
mourning and emphasises the continuing relationship
with the deceased [43], which recognises the impor-
tance of relationships for the Taiwanese. Other studies
also emphasised that reconnection with the deceased
was vital for the bereaved [37, 40]. Two studies described
bereavement as a family event and would impact the fam-
ily dynamics [38, 46]; two studies illustrated that bereave-
ment was the experience of making sense of the loss [39,
42]. The other four studies used diverse bereavement def-
initions: grief reactions with physical, psychosocial, and
spiritual dimensions [45]; bereavement was related to the
coping mechanisms of the bereaved and their support
systems [47]; the bereaved might re-experience grief in a
specific time such as the deceased birthday [41]; bereave-
ment might impact the emotional and physical health
status of the bereaved [49]. Three studies did not clearly
define bereavement [36, 48, 53].
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Table 2 Characteristics and key findings of the included studies

Author,year  Participants/ Method Key findings Hawk-
of publica- Setting er
tion, Region score
Tsai, 2007, 14 bereaved fam- Grounded 1. The benefits of religion for family members' bareavement: providing support, 22
Middle Taiwan  ily membersof cancer  theory relieving shocks caused by the death of a loved one, religious communities be-
36] patients, the gander came a supportive system, performing religious rituals which might be beneficial
of the participants not for the deceased, knowing the place afterlife the deceased has gone to, having
mentioned continuing bonds with the deceased, believing in a reunion with the daceasad
in the future
Tsai, 2009a, 11 bereaved adult Grounded 1. The deceased parent became virtual existence and had a new position with 26
Not men- children whose parents  theory different functions in their family. The functions of the new position of the
tioned [27] died from cancer (n=7 deceased included: communication, decision-making, and having space and
females), recruited from affections such as feeling beloved by the deceased parent
family support groups or 2. The methods of continuing bonds between the bereaved children and the
hospitals deceased parent included: fulfilling the deceased's last wishes, carrying on the
deceasedss legacy such as recognising the deceased as a role madel
Tsai, 2009b, 14 bereaved fam- Grounded 1. Changes in the family relationships of the bereaved after the death of a koved 26
Notmen- ily membersof cancer  theory one included: becoming closer in family relationships, repairing conflicts among
tioned [38] patients (=9 females), family members, becoming more isolated in family relationships, arguing with
were recruited from each other more often
family support groups or
hospitals
Linetal, 2011, 10bereaved caregivers  Phenom- Themes: the imaginative rumination, such as a sense of the deceased's presence; 27
Southemn whose spouse diedfrom  enclegical transformative symbol, such as keeping or throwing away the deceased's belong-
Taiwan [39] cancer and received spe- Longitudinal  ings the ethical relationship, such as keeping thinking of the marital relationship
cialist inpatient palliative  interviews and buikding or refusing new relationships
care (n=7 females)
Hung 2013,  6bemaved adultfamily  Ethnography Effects of performing funeral rituals included: having no time to go through the 29
, Middle members of patients grief, accepting the truth of the death of a loved one, suppressing individual
Tatwan [40] who died from chronic emotions, facilitating expression of collective emotions, receiving support from
disease (n=4 females) other relatives, experiencing reconnection with the deceased
Cheng, 2016, 1middle-agedwidow  Thematic Anniversary or holiday reactions of the bereaved included: feeling sad, feeling 25
Not men- whose husband died analysis sorry for the children, going to the tomb, avoiding happy people, easily getting
tioned [41] from lung cancer irritated with relatives and friends, spending holidays with friends having a similar
experience
Jung and 1 middle-aged, single Narrative Themes: the grief reactions such as poor appetite, crying alone, and suppressing 23
Hung 2017,  female whose father inquiry emotions in publics, missing a lot about the deceased such as talking to the de-
Not men- died from cancer and ceased and watching audio records of the deceased, leaming to change such as
tioned [42] received palliative care leamning to bacome independent and cherishing families and friends, accepting
service the death of the loved one such as the belief in a reunion with the deceased
Lee etal, 2017, 10 family members Phenomeno- Theme 1:a blurred boundary of life (Yang) and death (Yin) reuniting the de- k)|
Southemn whose spouse diedfrom  kogical ceased through different means such as perceived physical encounters, dream-
Taiwan [43] cancer and received spe- Longitudinal  ing of the daceased and performing religious rituals; receiving blessings from the
cialist inpatient palliative  interviews deceased; love never dies and yuan (§8) never ends
care (n=7 females) Secondary  Theme 2: the transformation of relational bonds between the bereaved and
qualitative the deceased such as believing in reincarnation; reinventing the ethical bords
data analysis  among family members such as reassigning roles and responsibilities
[44]
Liang and Lai, 6 bereaved adult chil- Focusgroup  Themes: physical and mental suffering such as poor sleep, loss of weight, and 32
2020,Southem dren of cancer patients  Content missing the deceasad sorely; bittersweet emotions such as sadness, self-blame,
Taiwan [45) who received specialist  analysis and no regret due to good death; unreal feelings and fighting back tears such as
inpatient palliative care a sense of unreality and crying alone; scene-evoked memories such as seeing the
(n=5 females) deceased’s belongings; self-reflection such as reconsidering life goals
Laietal, 2021, 16 family caregiversof ~ Thematic Themes: grieving in silence; taboo topics such as avoiding talking about the 33
Southem cancer patients who analysis deceased; emotion hiding such as maintaining a superficial "okay”; asynchronous
Tatwan [46] received specialist grief; relational tension such as comparing the intensity of grief to each other

inpatient palliative care
(n=11 females)

family
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Table 2 (continued)
Author,year  Participants/ Method Key findings Hawk-
of publica- Setting er
tion, Region score
Shih etal, 20 olderfemaleswhose  Mixed meth- 1. Participants with strong religious beliefs reported fewer coping problems 29
2010, husbands died from od (survey 2. Coping problems the participants had, for example, loneliness, being with-
Northern chronic disease, recruited and critical ~ drawn, low self-esteem, not wanting to bacome a burden to their children, low
Tatwan [47] from the community thematic income, lacking help in housekeeping, moving home
administration officesin  analysis) 3. Coping strategies the participants used, for example, leaming self-care, making
five districts money, shopping by themselves, living a simple life, paying attention to their
awn health, receiving support from family members and friends, helping others,
becoming optimistic, confident, and calm, praying, chanting, worshipping ances-
tors, searching for divination resources
Liu and Lai, 120 adult family caregiv-  Longitudinal 1. The relationship batween anticipatory grief and grief during bereavement 28
2006, Northern  ers of terminally ill cancer survey remains unclear
Tatwan [48] patients who received 2. Age and gender of family caregivers and their relation ship to the deceased
specialist inpatient pallia- were not associated with grief during bereavement
tive care, 65% female
Hsieh etal., 46 family caregivers Longitudinal 1. There was no difference in grief reactions 1 month after death between family 28
2007, of advanced cancer survey caregivers whose patients died at home versus those who died in the hospital
Northern patients who received 2. Predictor of grief reactions immediately after the death of the patient was the
Taiwan [49] specialist inpatient pallia- family caregiver's educational level
tive care, 56.5% female 3. Predictors of grief reactions 1 month after the death of the patient were the
patient’s age and the perception that the patient had unfinished business
Chiuetal, 668 bereaved family Cross-sec- 1. The prevalence of complicated grief was 24.6% (n=164) 30
2010,Southem  caregivers of terminally  tional survey 2. Risk factors of complicated grief: female gender, spouse relationship, parents-
Taiwan [50] ill cancer patients who children relationship, no religious belief, unavailable family support, history of
received spacialist mood co-morbidity
inpatient or palliative 3. Protective factors of complicated grief: longer duration of caring, caregivers
care consultation, 60.6% with medical disease history, patients being cared for on the hospice ward
female
Chiuetal, 432 bereaved family Cross-sec- 1.The prevalence of prolonged arief was 9.95% (n=43) 32
2011, caregivers of terminal tional survey 2. Risk factors of prolonged grief: older age, female, spousal relationship, parent-
Southem cancer patients who child relationship, caregivers suffering medical disease
Tatwan [51] received spacialist 3. Protactive factors of prolonged grief: education, higher income, a longer
inpatient palliative care, duration of caring for patients, religious belief, good family support, good social
71.1% female support
Tsaietal, 2016, 493 family caregivers Longitudinal 1. The prevalence of prolonged arief among family caregivers of terminally ill 33
Northern of terminally ill cancer survey cancer patients decreased through the first years of bereavement with 7.37% (28
Taiwan [52] patients in the general out of 380), 1.80% (6 cut of 234), 2.49% (7 out of 281), and 1.85% (4 cut of 216) at
medical inpatient unit, 6,13, 18, and 24 months after death, respactively
64.7% female 2. Risk factors of prolonged grief: caregivers who suffered from more severe
depressive symptoms before the loss, perceived a more difficult dying process
and death, and were less prepared for the death
3. Protactive factors of prolonged grief: caregivers who reported higher subjec-
tive caregiving burden before death and perceived greater concurrent social
support
Shen etal,, 143 family membersof  Longitudinal 1. Family members of patients in the palliative care unit had lower grief levels 33
2018, advancad cancer pa- suney than those in the intensive care units 3 days and 1 month after the death
Northern tients in a palliative care 2. For the palliative care unit, family members of patients who received palliative
Tatwan [53] unit or terminal cases in sedation therapy had higher levels of grief than those of patients who did not

six intensive care units,

55.2% female

receive such therapy
3. Risk predictors of higher grief levels: good or very good intimacy relationship
with patients, female family members, younger patients

Three bereavement theories were mentioned: continu-
ing bonds theory, Worden's task model and meaning
reconstruction theory [39, 42, 43, 46]. The continuing
bonds theory represents a continuing relationship with
the deceased and is a possible adaptive behaviour; Lee
et al. considered such a relationship as vital for the

Taiwanese [43]. Worden's task model illustrates four
grief tasks, such as acceptance of the loss, that should be
achieved while going through bereavement. However, Lai
et al. argued that the task of experiencing the pain of grief
might not be suitable for the bereaved Taiwanese who
tended to suppress and hide their emotions [46]. Two
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studies emphasised that finding meaning in loss is key,
which was the important point of the meaning recon-
struction theory [39, 42], but they did not provide further
comments.

Measurement tools

Four tools were used in six surveys (Table 3) [48-53]: the
Chinese variation of the Inventory of Complicated Grief
[50, 51] and the Prolonged Grief-13 [52] were used to
detect abnormal grief; the Chinese version of the Texas
Revised Inventory of Grief [49, 53] and the Chinese Peri-
natal Grief Scale [48] were used to assess the level of
grief. The quality of the four tools was mentioned in all
six surveys. Two studies explained that the Chinese varia-
tion of the Inventory of Complicated Grief was suitable
for their research sample, supported by the literature [50,
51]. The Chinese version of the Texas Revised Inventory
of Grief for family members of inpatient palliative care
patients also demonstrated good psychometric charac-
teristics [49]. However, this scale was then employed for

terminal patients in intensive care units in the research of
Shen et al. [53]. Finally, the Perinatal Grief Scale, initially

Table 3 Measurement tools of bereavement
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developed for perinatal loss, was applied to family mem-
bers of adult cancer patients in the work of Lit and Lai
after the rigorous translation and validating procedures,
including modifying to suitable wording and measuring
internal consistency reliability for adult populations [48].

Predictors of bereavement outcomes

Six surveys investigated predictors of bereavement out-
comes [48-53] (Table 4). All six studies included termi-
nally ill cancer patients’ family members as participants;
one of them also included family members of terminally
ill patients in intensive care units [53]. Only one study
included patients not in receipt of specialist palliative
care [52].

Some factors appeared modifiable through health care
interventions before the death, including family mem-
bers who felt that their loved one had unfinished busi-
ness [49], felt less prepared for the death and perceived a
difficult dying process and death [52]. Receiving special-
ist inpatient palliative care [50, 53] and Taiwanese fam-
ily members having a faith were potentially beneficial for
bereavement outcomes [47, 50, 51]. Furthermore, some

Tool Purpose Scale Content subscales Response  Used in the
items format included studies
Authors  Timing
after
death
Chinese Detectcompli- 19 No subscales 5-point Chivetal, 6-14
variation catad grief Content: frequency of emotional, cognitive, and behavioural Likert 2010[50] months
of the symptoms, Eq, anger aver the death, avoidance of reminders of Aver-
Inventory of the deceased [54] age: 89
Compli- months
cated Grief Chiuetal, 6-142
2011 [51] months
Aver-
age: 9.1
months
Chinese Assess Ractions 26 3 subscales: 5-point Hsiechet 1
versionof  and levels of 1) Past behavicurs Likert, al,, 2007 month
the Texas grief 2) Present feelings Trueorfalse  [49)
Revised 3) An assortment of facts related to death
Inventary of 21 2 subscales: 5-point Shenetal, 3days
Grief 1) Past behaviours Likert 2018[53] and1
2) Present feelings month
Prolonged  Diagnose pro-  Not No subscales Not Tsaietal, 6,13,
Grief-13 longed grief applicable Thecriteria include: applicable  2016[52] 18,
1) Experience of yearning and 24
2) At least five of nine symptoms of functional impairment are months
caused by the death: Eg,, feeling emotionally numb, stunned,
that life is meaningless
3) Symptoms present more than at least six months after the
death
Chinese Assess grief 33 3 subscales: 5-point Liu and Approx-
Perinatal during 1) Active grief Likert Lai, 2006  imately
Grief Scale  bereaverment 2) Difficulty coping [48] 2
3) Despair months
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Table 4 Protective and risk factors of bereavernent outcomes
Protective factors

Family mem- - Personal medical disease history [50]

bers related - Religicus belief [51]

« Education [51]

« Reporting higher subjective caregiving burden just
before patient death [52)

« Longer duration of caring for patients [50, 51)

« Being cared for on the hospice ward [50,53]

Patients
related

Social related  « Higher income [51]

» Good family support [51]

« Perceived good social support [51,52]
Risk factors
Family mem-

bers related

«Female [50, 51, 53]

« Clderage [51]

« Educational level [49]

» No religicus belief [50]

« Suffering their oan medical disease [51]

» Having a history of mood co-morbidity [50]

» Suffering severe depressive symptoms before the
death [52]

= Good or very good intimacy relationship with patients
[53]

«The perception that the patient had unfinished busi-
ness [49]

» Perceived a more difficult dying process and death [52]
« Less preparad for death [52)

=Youngerage [53]

» Receiving palliative sedation therapy [53]

« Spouse or parents-children relationship [50,51]

» Unavailable family support [50]

Patients
related

Other

predictors were somewhat counterintuitive. Higher care-
giving burden [52] and longer caregiving periods [50, 51]
could positively impact the bereavement experience. By
contrast, receiving palliative sedation therapy was associ-
ated with higher levels of grief [53].

Although being female [50, 51, 53], of older age [51],
and spouse or parents of children [50, 51] were the risk
predictors for worse bereavement outcomes, one study
by Liu and Lai showed that gender and the age of adult
family caregivers and their relationship with the deceased
were unrelated to the bereavement [48]. The two stud-
ies did not state whether lower or higher education was
important [49, 51]. Overall, the quality of the six surveys
was good; all scored over 28. A minority of participants
in three surveys experienced complicated grief [50-52].

Key themes

Through the systematic comparison and exploration of
the included studies, four themes about the bereavement
experience of Taiwanese family members following an
expected death were generated: multiple impacts of the
death, problem-based coping strategies, importance of
maintaining connections, and influential religious beliefs
and rituals (Fig. 2).
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Theme 1: multiple Impacts of the death

The bereaved Taiwanese encounter multiple impacts
caused by an expected death, including physical, daily
life, psychosocial, and spiritual dimensions. The bereaved
suffered from physical problems such as poor appe-
tite [42] and poor sleep [45] which led to challenges in
daily life, including lack of help in housekeeping and low
income [47]. They also experienced considerable psycho-
social impacts during bereavement, such as self-blame
[40, 45], sadness [41, 45], missing the deceased [42, 45],
worry about becoming a burden to others [47], and being
irritated with other people [41]. However, the loss might
offer them an opportunity to adjust their personal values
and life goals by thinking of meaning in life [45].

Theme 2: Problem-based coping strategies

The bereaved Taiwanese tended to employ problem-
based coping strategies to adjust to their life without
the deceased, including the behavioural strategy - taking
actions and the cognitive strategy - thinking positively.
Taking actions indicated they learned new ways and
changed their behaviours to cope, including learning self-
care [47], engaging in personal religious communities,
performing religious rituals [36, 40, 47], changing their
caring focus to their children [39, 43], and reassigning
roles and responsibilities amongst the family [43]. Addi-
tionally, thinking positively was a cognitive coping strat-
egy the bereaved Taiwanese used which included trying
to be confident, calm, and optimistic [47], cherishing
families and friends [42], feeling happy because of having
shared memories with the deceased, and having no regret
due to good death of the loved one [45].

Theme 3:importance of maintaining connections
‘Importance of maintaining connections’ was the broader
theme including two subthemes: continuing the relation-
ship with the deceased and maintaining relationships
with others.

Continuing the relationship with the deceased. Con-
tinuing the relationship with the deceased family mem-
ber was particularly important. This was achieved
through two means: ‘the belief’ and ‘the doing’ Regard-
ing ‘the belief, the bereaved Taiwanese believed a reunion
with the deceased would happen in the future because
of their religious belief [36, 42, 43]. Christians believed
in meeting the deceased in Heaven [36, 42]. Buddhists
believed in reuniting with the deceased following rein-
carnation. For instance, the deceased might be reborn as
a new-born in their family [43]. The bereaved Taiwanese
also believed in encountering the deceased in the future
because of the concept of yuan (4%), a Chinese culture-
specific belief which means the relationship is endless
[43].
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Fig. 2 Themes of the bereavement experience of Taiwanese family members

“The doing’ was the second way of connecting with the
deceased. Notably, the bereaved Taiwanese felt they did
something beneficial for the deceased by conducting reli-
gious rituals such as chanting [36, 40], praying [36], and
offering sacrifice [37, 41, 43] and not crying, because
cying for the deceased would threaten the well-being
of their soul [40, 46]. Maintaining or inheriting non-
material resources related to the deceased was another
vital connection. For instance, maintaining the deceased
family member’s bloodline, life values, religious beliefs,
and preferences such as singing songs they liked and also
inheriting their roles and responsibilities in the family
[37, 41, 42]. Additionally, there were several other ways
of ‘doing: physical encounters with the deceased such as
seeing or hearing them, dreaming about the deceased [39,
43], keeping thinking of a time related to the deceased

Spiritual

Problem-based coping
strategies

Behavioural strategy:
taking actions
Cognitive strategy:
thinking positively

=

such as shared memories with them [39, 41, 45], talking
to the deceased [37, 42]; and keeping and seeing physical
materials which reminded them of the deceased such as
their belongings, room, photos, and films [37, 39, 42, 43,
45].

Maintaining relationships with others. Maintaining
relationships with others who were still living was vital
too, including changes in relationships, maintaining
harmonious relationships, and developing future rela-
tionships. Changes in relationships with others, because
of the expected death, comprised positive and negative
components. The bereaved Taiwanese might resolve con-
flicts with their family and become closer than before the
death [38]. However, they might argue with each other
more often and become more isolated with conflicted
family relationships [38, 46]. This was because the death
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revealed or exacerbated existing family problems [38],
or the bereaved could not understand and support their
other family members [46].

Maintaining harmonious relationships was impor-
tant for the bereaved Taiwanese but it required avoiding
mentioning the deceased [46] and behaving well in pub-
lic such as suppressing and hiding their emotions and
crying alone [42, 45, 46]. Regarding future relationships,
they might rebuild or refuse new relationships [39]; for
instance, the bereaved spouse may decide to live in wid-

owhood for their entire life [43].

Theme 4: influential religious beliefs and rituals

The final theme of the Taiwanese bereavement experi-
ence is influential religious beliefs and rituals. Religion
was an important protective factor for bereavement
outcomes [47, 50, 51]. The bereaved Taiwanese felt sup-
ported by their belief that they had a continuing relation-
ship with the deceased [36, 40, 43]. Additionally, they felt
comfortable knowing the place the deceased went after
death such as Heaven (Abrahamic religions) [36, 42]
and the Western Pure Land (Buddhism), where there is
a world without suffering [40]. Performing funeral ritu-
als according to religious beliefs also helped them accept
the death, such as guiding the soul of the deceased family
member to the paper spirit tablet which includes written
the name of the deceased and symbolises the deceased's
soul [40]. However, they would suppress emotions and

have no time to focus on their grief when conducting rit-
uals and being with other people [40].

Discussion

This review explores the bereavement experience of Tai-
wanese family members following an expected death.
The results show that continuing the relationship with
the deceased and suppressing or hiding emotions during
bereavement deeply reflects the specific Taiwanese cul-
ture and the experience of family members. Importantly,
the results show that the experience of family members
before the death plays a vital role in their bereavement.
Among the included studies, family members of cancer
patients were the most common, possibly because cancer
has been the leading cause of death in Taiwan for over
four decades [55]. Cancer patients in Taiwan are more
likely to receive specialist palliative care than people with
noncancer. In 2017, 60.95% of cancer patients and 14.21%
of noncancer patients received such care during their last
year [56]. It is almost certain that specialist palliative care
was the research context for most of the included studies.

Continuing the relationship

This review suggests that continuing the relationship
with the deceased family member is a vital and specific
phenomenon in Taiwan. The idea of detaching from the
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deceased dominated the understanding of bereavement
during most of the twentieth century, and this influential
idea shifted about thirty years ago [57]. The review shows
that the bereaved Taiwanese strongly believe they will
reunite with the deceased in the future due to their reli-
gious and cultural belief, such as reincarnation and the
concept of yuan (£%) [43]. The concept of yuan (4§), the
belief that relationships are endless no matter death, is an
influential opinion in Chinese society and a key notion of
Buddhism as well. A likely explanation is that Buddhism
is a powerful religion in Taiwan [58] although the partici-
pants’ religions in the review varied including Buddhists,
Taoists, and Christians. Importantly, the review shows
that the bereaved Taiwanese also believe they can help
the deceased go to a better after-world through religious
rituals [36, 37, 40, 41, 43]. Similarly, a study in Hong Kong
showed that conducting rituals, such as burning paper,
was believed to help the deceased have a better afterlife
[59]. Indeed, caring about the afterlife of the deceased is
a traditional Chinese value, as the bereaved believe the
well-being of the deceased could influence their own life
[60]. Such elements of the Taiwanese bereavement expe-
rience are very different from some Western experiences.
Two studies in the United States investigating afterlife
beliefs, religion, and bereavement adjustment did not
show similar findings to this review [61, 62], including
belief in reincarnation and improving the well-being of
the deceased through rituals. Hence, the findings of the
review may be appropriate for other Chinese populations
or predominantly Buddhist societies.

The review found that ancestor worship is a culturally
meaningful way to connect to the deceased in Taiwan
[37, 41, 43]. The purpose of ancestor worship is to express
filial piety, respect, and gratitude to the deceased senior
family members [60]. This ritual has been widely per-
formed by having tablets on a shrine in homes or com-
munal ancestral halls across Taiwan [63] and many areas
of East Asia due to the philosophy of Confucianism [60,
64]. Therefore, this review's finding could also be poten-
tially relevant to other East Asian societies and continu-
ing the relationship should be understood in social and
cultural contexts [65, 66].

The review shows that continuing the relationship
may positively impact the bereavement by having ‘hope’
because of a belief in a future reunion with the deceased
[36, 42, 43], and feeling comfortable knowing the
deceased no longer suffers in their afterlife [36, 40, 42].
However, a study in Hong Kong showed some partici-
pants have negative feelings due to fear that the deceased
went to hell [59]. Two studies from Western countries
showed that continuing the relationship was associated
with poor bereavement adjustments, such as depression
[67, 68] and a higher level of grief [67], however, both
employed different items to measure this variable [67,
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68]. Consequently, whether continuing the relationship
is beneficial or disadvantageous in coping with bereave-
ment is still debated [26, 69, 70], possibly because its defi-
nition is complex and highly related to social and cultural
contexts [65].

Culturally acceptable and religious behaviour

The review shows that the bereaved Taiwanese avoid
expressing emotions and tend to use behavioural and
cognitive strategies to adjust to death. They suppress
or hide emotions to avoid becoming a burden to others
[46], thus, choosing ‘Bao xi bu bao you' (JRE 1 HE),
which means to only report good or pleasant news, not
bad news. Unlike the value of Western societies high-
lighting autonomy and individualism, Taiwan and other
East Asian countries value mutual dependence and social
relationships due to Confucianism [10, 60]. Hence, con-
trolling negative emotions is key to maintaining harmo-
nious relationships [71]. Suppressing or hiding emotions
might also be helpful to maintain dignity which is highly
valued in Chinese culture [5, 72, 73]. If a person cannot
suppress or hide emotions properly, it may cause embar-
rassment that is knowns as 'shi tai' (%#8) and ‘diu lian’ (
Zi#) [74], which means making a ‘gaffe’ and ‘losing face,
respectively.

The term Jie a.i. (# %) is often used to express condo-
lences for the bereaved in Chinese society. This expres-
sion comes from Confucianism, the book of Li Ji (#72),
which is a collective work by Confucian philosophers
over two thousand years ago. The purpose of Jie a.i. (il
¥) is to encourage the bereaved to restrain their grief,
accept the death and move on with life because the death
cannot be changed. From the perspective of Confucian-
ism, expressing emotions is not an adaptative way to cope
with bereavement compared to cognitive and behavioural
strategies. It explains why the bereaved Taiwanese tend
to employ problem-based coping strategies to adjust to
death, as found in the review.

Moreover, suppressing or hiding emotions may be
related to the religious beliefs of the bereaved Taiwanese.
The review shows the bereaved chose not to cry for the
deceased. This may be related to the predominant reli-
gion of Buddhism in Taiwan because Buddhists believe
crying for the deceased would negatively influence their
process of rebirthing to a better world and threaten their
well-being in the after-world [58]. Similarly, a study in
Hong Kong showed that family members tried not to cry
at the moment of death as they worried it would affect
the reincarnation of the deceased [75]. Consequently, the
findings of the review seem to be suitable for other Chi-
nese populations, predominantly Buddhist countries or
other East Asian societies.

From the view of Western-oriented bereavement the-
ories, it is widely believed that expressing emotions is a
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highly adaptive means of coping with bereavement [26,
76, 77]. Nonetheless, the review shows that it is unclear
whether suppressing or hiding emotions negatively
impacts Taiwanese bereavement. Two studies from out-
side of East Asian countries found that emotional expres-
sion was not beneficial for bereavement adjustments such
as improvement in depressive symptoms [78]. There-
fore, it may not be appropriate to simply emphasise the
importance of expressing emotions in working through
bereavement.

‘Emotional expressive flexibility’ may be more suitable
for understanding the expression of emotions during
bereavement. The concept means the ability to flexibly
enhance or suppress emotional expression according to
situational demands [79, 80]. As discussed before, the
purpose of suppressing or hiding emotions for the
bereaved Taiwanese is to maintain harmonious relation-
ships [10, 60, 71] and avoid becoming a burden to others
[11]. It highlights they value their interpersonal relation-
ships when expressing emotions during bereavement.
Studies from the United States show that expressing
emotions according to individual and contextual needs
was associated with better bereavement adjustment,
such as fewer depressive symptoms [81] and less suffer-
ing from grief symptoms including self-blame and diffi-
cult acceptance of the death [82]. The role of emotional
expressive flexibility in bereavement adjustment should
be addressed in future bereavement research, especially
in the context of Chinese culture.

Reflections on Western-oriented bereavement theories
The continuing bonds theory may be more appropriate
for understanding Taiwanese bereavement because con-
tinuing the relationship is very important. This theory
was developed in the United States while working with
bereaved parents and inspired by ancestor worship in
Japanese culture [66, 83]. Nonetheless, ancestor worship
has a very specific cultural meaning for showing respect
to the deceased senior family members. Hence, this ritual
is not an appropriate way of connecting with the junior
deceased generations such as a child, as discussed before.
The continuing bonds theory proposes that the ongoing
relationship with the deceased is normal and widespread,
might be beneficial for bereavement adjustment, and
should be understood in social and cultural contexts [57,
66]. The critical point of this theory is similar to the term
Bei Dao (#4f), developed by Taiwanese researchers [43].
The review shows that continuing the relationship deeply
reflects Taiwanese cultural values and religious beliefs,
including belief in reincarnation and yuan(£%), helping
the deceased have a better afterlife, and not crying for
the deceased. It supports the importance of assessing the
religious beliefs of patients and their family members at
the end of life. However, more work is needed to explore
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the application of this theory, especially in the context of
Taiwan and other East Asia countries.

Other Western-oriented bereavement theories empha-
sising the importance of detachment from the deceased
might not be appropriate for the Taiwanese who want to
maintain the bond. For instance, John Bowlby's popu-
lar attachment theory theorises that the development of
affectional relationships early in life influences responses
to the loss of a loved one. He proposed that the bereaved
should detach from the deceased to recover from the loss
[84].

Although some Western-oriented bereavement theo-
ries looked at bereavement from the view of continuing
relationships or developing bonds, they seem to not be
culturally appropriate for the Taiwanese. Worden's task
model, a widely used theory in clinical practice, proposes
that finding a way to remember the deceased should be
achieved [26]. The Dual Process Model, reporting the
bereaved person oscillating between loss and restoration
orientation coping behaviours to come to terms with the
loss of a loved one, also emphasises maintaining an emo-
tional bond with the deceased [4, 27]. However, both fail
to mention that such a continuing relationship is related
to cultural and social contexts, which is highly important
for the bereaved Taiwanese based on the findings of the
review. Worden's task model suggests that working with
the pain caused by the loss, such as sadness and anger,
is one of the mourning tasks. Nonetheless, the review
shows that the bereaved Taiwanese tend to suppress or
hide emotions during bereavement to connect with the
deceased and maintain harmonious relationships with

others.

Experiences at the end of life and bereavement

This review highlights the experience of family mem-
bers at the end of life, including “Two P’ elements: patient
care-related experience and preparedness-related experi-
ence, which could influence bereavement.

Patient care-related experience. The patient care-
related experience includes (a) family members’ per-
ceived quality of care leading up to the death of patients
and (b) the caregiving experience of family members.

Firstly, this review shows that the bereaved Taiwanese
may suffer from a higher level of grief if they perceive the
patient had unfinished business [49] and a more difficult
dying process and death [45, 52]. A study in the United
States reported that better quality of death of cancer
patients predicted better bereavement of family caregiv-
ers [85]. Nonetheless, palliative sedation therapy, a treat-
ment for managing severe symptoms during end-of-life
care, may negatively impact the Taiwanese’s bereave-
ment [53]. Most family members participating in the
study strongly agreed or agreed that there might be other
means of relieving symptoms. A likely explanation is
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that they may worry that the most appropriate means to
relieve patients’ suffering had not been used. It may also
be related to Buddhism, as Buddhists believe that main-
taining awareness during the process of dying is the key
to rebirthing to a better world [58, 60]. To summarise,
good quality of care leading up to the death of patients,
especially good symptom management which maintains
awareness, through appropriate interventions, may posi-
tively impact bereavement.

This review shows caregiving experience of family
members at the end of life could also impact bereave-
ment. The bereaved Taiwanese who had a higher sub-
jective caregiving burden [52] and a longer caregiving
period, may have better bereavement adjustment [50,
51]. This interesting finding reflects the Taiwanese cul-
ture emphasising a tendency for concern for those close
to oneself [11]. Similarly, a systematic synthesis showed
that family caregivers tend to ignore their own needs
and feelings and do their best to relieve the patients’ suf-
fering; they would be more satisfied with their caregiv-
ing experience because of a sense of fulfilling duty and
showing love through care [86]. However, a qualitative
study in China showed that family members perceived
adverse caregiving, such as feeling exhausted, negatively
impacted bereavement [87].

Preparedness-related experience. Preparedness-related
experience of family members at the end of life, which
would influence their bereavement, includes the expe-
rience of preparing for the death of a loved one. This
review shows the bereaved Taiwanese could suffer from
complicated grief due to less preparation for the death
[52]. Similarly, two review articles from Europe showed
that low levels of preparation for death were associated
with abnormal grief [88, 89]. A Delphi study of develop-
ing a consensus on bereavement care in palliative care
services in Europe highlights the importance of helping
family members prepare for death and understand when
death is impending [6]. Preparing for the death of family
members seems beneficial for bereavement. Thus, ‘pre-
paring for death and bereavement’ may be more appro-
priate for describing such an experience and it would be
an essential issue in palliative care and end-of-life care.
However, this topic is not well understood such as which
components of preparing for the impending death impact
the bereavement experience.

Strengths and limitations

This is the first review to explore the bereavement experi-
ence of Taiwanese family members following an expected
death. A systematic and comprehensive searching
approach was used to gain a deeper and broader under-
standing, including using articles in English and Chinese
and including different study designs (quantitative, mixed
methods, and qualitative research). However, there are
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several limitations. Two qualitative studies included only
one family member as the participant [41, 42]. Most
included studies recruited participants from a single
hospital (n=12), investigated family members of cancer
patients (n=16), and explored the context of specialist
palliative care (n=10). Consequently, those may under-
mine the transferability of this review [90]. Although the
review involved a second reviewer, the data extraction,
quality appraisal and synthesis were conducted by only
one reviewer, which might undermine this study’s rigour.
However, some measures were taken to improve qual-
ity through discussions between authors throughout the
study. Despite the limitations discussed here, the synthe-
sis answers the review question, which reflects the spe-
cific bereavement experience of the bereaved Taiwanese.

Future research

An alternative approach to exploring the topic of bereave-
ment is necessary. There is an urgent need to investigate
the experience of preparing for death and bereavement
for family members and how this impacts bereavement.
Future research should also focus on barriers to imple-
mentation for preparing family members for death and
bereavement from the perspectives of healthcare pro-
viders. Moreover, for the bereavement theory develop-
ment, continuing the relationship with the deceased is
a relatively new notion and should be explored in social
and cultural contexts. More work is needed to examine
whether continuing the relationship with the deceased
is beneficial for bereavement adjustment and to explore
the continuing bonds theory, particularly in the context
of Chinese culture. For instance, investigating the belief
in reincarnation, which is a vital feature of continuing the
relationship with the deceased in Taiwan and predomi-
nantly Buddhist societies, in coping with bereavement.
The role of emotional expressive flexibility in bereave-
ment adjustment should also be addressed in future

bereavement research.

Conclusions

The review suggests that continuing the relationship with
the deceased is a key element of the bereavement experi-
ence for the bereaved Taiwanese and it is influenced by
religious beliefs and cultural values, including the belief
in reincarnation and yuan (&%), helping the deceased have
a better afterlife by performing rituals and connecting to
the senior deceased family members through ancestor
worship. The continuing bonds theory could be useful for
understanding the Taiwanese bereavement experience
and potentially for people who are influenced by Chi-
nese culture. Moreover, suppressing or hiding emotions
during bereavement to connect with the deceased and
maintain harmonious relationships needs to be acknowl-
edged as culturally acceptable and encouraged by some
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religions in Taiwan. The review findings could be poten-
tially relevant for other Chinese populations, predomi-
nantly Buddhist societies or other East Asian countries.
More importantly, preparing for death and bereavement
for family members would be critical at the end of life but
it is not well understood, leading to a major obstacle to
good palliative care and end-of-life care. Studies explor-
ing the role of preparing for death in bereavement out-
comes are required, aiming to improve bereavement care
services [6].
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4.2 Chapter summary

In this chapter, a systematic review (Paper 1) using a narrative synthesis approach (Popay et
al., 2006) synthesising what is known about the bereavement experiences of Taiwanese family
members following an expected death has been presented. The review included 17 studies
and showed that how prepared families feel and how they experience the dying process can
shape subsequent bereavement outcomes (Liang, Xiong, Remawi, et al., 2024). At the same
time, the evidence did not clearly explain what families actually do to prepare, or which
aspects of preparation matter most for later adjustment. These findings informed a qualitative
interview study exploring family death preparation in depth. The qualitative interview study
has been published in peer-reviewed journals (Papers 2 and 3) and is presented in the

following two chapters.
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CHAPTER 5: ‘REGRETS BECOME A LASTING SOURCE OF
PAIN’: A QUALITATIVE STUDY ON FAMILY CAREGIVERS’
EXPERIENCES LEADING UP TO A RELATIVE’S DEATH
(PAPER 2)

5.1 Overview

Both Papers 2 and 3 are developed based on the same dataset, but focus on different
dimensions of family death preparation. They present findings from the qualitative
interview study analysed using reflexive thematic analysis (Braun & Clarke, 2006, 2022b),

which addressed the following two objectives of the thesis:

To explore Taiwanese family caregivers’ experiences of preparing for a relative’s death

within specialist palliative care settings.

To examine how Taiwanese families’ approaches to death preparation are influenced
by cultural context and how such preparations shape their subsequent bereavement

experiences.

This second paper (Liang, Xiong, Lin, et al., 2025) reports findings specifically related to
families’ preparations and actions before the death and explores how these processes
influenced their later bereavement experiences. The findings highlight the pivotal role
of healthcare professionals in supporting family death preparation, particularly
regarding end-of-life decision-making and caregiving. However, as discussed in the
background chapter, existing clinical guidelines remain limited and vague. These insights
informed the design of the subsequent nominal group technique study (Chapter Seven
and Paper 4), which aimed to develop practical recommendations for improving support

for families preparing for a relative’s death.

The published paper is reproduced in the following section.
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What is already known about the topic?

Preparing families for a relative’s death in palliative and end-of-life care is important, involving medical, psychosocial,
spiritual and practical tasks to enhance cognitive, behavioural and emotional readiness.

Adequate death preparation benefits families” experiences before death and during bereavement and is shaped by
cultural contexts.

Research on family caregivers’ death preparation primarily focusses on Western societies, overlooking insights from
non-Western cultures like Eastern Asia, which could hinder culturally appropriate care.

What this paper adds?

Preparing for ‘right’ end-of-life decisions and caregiving was important for participants’ death preparation, which aimed
at reducing future regrets and benefiting subsequent bereavement.

Protecting the dying relative through varying levels of involvement, respecting their preferences, maintaining family
harmony through consensus-building and being supported by professionals’ expertise increased the potential for the
best end-of-life decisions.

Preparations to reduce regret about not having done enough involved fulfilling care responsibilities, developing caregiv-
ing competence to ensure the dying relative's comfort, making sacrifices and fulfilling their last wishes.

Implications for practice, theory or policy

The findings provide culturally appropriate guidance for preparations before death to help families feel they have mini-
mised regrets, including assisting them in making the best possible end-of-life decisions, fulfilling care responsibilities,
ensuring they feel they have done their best and preparing them to provide competent caregiving to ensure the dying
relative's comfort.

Clinicians should discuss end-of-life care plans with family members, recognise the importance of building family con-
sensus and recommend including the patient in these discussions where possible when caring for patients from family-
centric cultures.

Further research is needed to explore the role of autonomy in end-of-life decision-making and death preparation from

patients’ and healthcare professionals’ perspectives.

Introduction

Family preparation for death involves completing medical,
psychosocial, spiritual and practical tasks2 for improving
cognitive, behavioural and emotional readiness for the
death,® which shapes families’ end-of-life care experi-
ences and subsequent bereavement.4-6 Adequate prepa-
ration alleviates fear of death, enables families to be
present at the end of life and makes the impending death
more acceptable while also easing the bereavement expe-
rience.>7 Inadequate preparation is linked to poor
bereavement adjustment,*#¢ leading to complicated grief
and distress, depression and anxiety.**° Feelings of regret
or guilt of not doing enough for the deceased before
death are common among bereaved individuals.11-14
However, existing evidence fails to identify which aspects
of preparation influence bereavement.

Informal caregivers, often family members, are key in
palliative and end-of-life care!® due to their increased
responsibilities as death nears.’®” They usually coordi-
nate with healthcare professionals, make end-of-life deci-
sions,*® and deliver direct care. Families become aware of
the impending death through caregiving?® to meet com-
plex care demands and prepare for death.?® Most research
on family caregivers’ death preparation is conducted in

Western societies,>72¢-25 |imiting its cross-culture trans-
ferability.® Research from non-Western world, such as
Eastern Asia,?”3! js limited. Such studies often focus on
identifying the relationship between death preparation
and caregiving burden using a quantitative approach with
standardised measurements.?® For example, a survey in
Taiwan showed that 60% of family caregivers felt insuffi-
ciently prepared for a relative’s death,* but it offers lim-
ited insights into why people have these experiences and
the key components of preparation.

Taiwan’s palliative care services are funded through
National Health Insurance and are well-developed to
cover people with cancer and non-cancer diagnoses.
Ensuring patients’ autonomy during advance care plan-
ning consultations is a legal responsibility stipulated by
The Patient Right to Autonomy Act (2016).2 Advance care
planning in the West enhances family caregivers’ death
preparedness,’?13 understanding of end-of-life pro-
cesses,?! and coping with impending death.* Taiwan’s
palliative care framework offers a valuable context for
investigating families’ death preparation. This paper
draws upon data collected for a PhD project3® and focusses
on family caregivers’ experiences of death preparation
before their relative dies and how the preparation affects
subsequent bereavement using qualitative methods.
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Methods

Design

A qualitative interview study was conducted, followed by
Braun and Clarke’s reflexive thematic analysis® that allows
for exploring experiences to develop meaningful patterns
of death preparations for generating a better understand-
ing in a broad context.37 It is underpinned by critical real-
ism acknowledging that good experiences of death
preparations exist but are contextually influenced.36*
Reflexive Thematic Analysis Reporting Guidelines ensured
study quality and thorough reporting.363%-41

Setting

The study aimed at families whose relatives had experi-
enced specialist palliative care in Taiwan. Taiwan'’s special-
ist palliative care services include multidisciplinary teams
with advanced training, offering hospice inpatient, con-
sultation and home care services.

Participants

Participants were family members who were primary car-
egivers of a relative who received specialist palliative care
before death, aged 20 years or older (recognised as an
adult in Taiwan before January 202342), fluent in Mandarin
or Taiwanese. They had bereaved 6-18 months,¥?? an
appropriate timeframe allowing for grieving*? and recall
of experiences. Individuals bereaved for deaths of chil-
dren (under 20 years old) were excluded due to significant
differences from adult deaths.**

Sampling and recruitment

Purposive and snowball sampling methods were employed
for recruitment. Specialist palliative care teams holding
records of deceased patients for bereavement support
were initially contacted to help recruit potential partici-
pants. The consent process encouraged questions and
discussion, and written informed consent was obtained
before all interviews.

Data collection

Following a pilot interview in September 2022, H-JL con-
ducted semi-structured interviews with a literature-
informed topic guide (Supplemental Appendices
1)519.21,23.2¢ from October 2022 to March 2023, either
in-person at participants' convenient places or online
complying with the COVID-19 policies. Demographic
data were collected (Supplemental Appendices 2).
Interviews were audio-recorded and had flexible dura-
tions. A distress protocol was developed*s to ensure
safety (Supplemental Appendices 3).
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H-JL's background as a palliative care nurse might affect
interviews and data interpretation. Thus, she kept a reflex-
ive journal to challenge assumptions in real-time and
reflect on personal feelings and thoughts.

Recruitment was concluded based on information
power that continually assessed data richness to ensure
the research questions were sufficiently addressed.3646

Ethical approval

Ethics approval was received from the Hospital (A-ER-111-
193) and Lancaster University (FHM-2022-0972-ExRev-1)
Research Ethics Committees.

Data analysis

H-JL conducted data analysis recursively following the six
phases of reflexive thematic analysis: familiarising with
the dataset, coding, generating initial themes, developing
and refining themes and writing up.*® Interview record-
ings were transcribed in Traditional Chinese and managed
with NVivo. Coding was conducted in Traditional Chinese
for close engagement with the data and to improve analy-
sis quality.*’ Selected code labels and relevant data were
translated into English for team discussions, including NP
being an English speaker, to enhance understanding,
interpretation of the data and researcher reflexivity
throughout the analysis process.3¢

H-JL critically engaged with the dataset, conducted two
rounds of inductive coding and translated final codes into
English with certain Traditional Chinese terms retained.
H-JL then generated, reviewed and refined themes by
clustering related codes, creating thematic maps
(Supplemental Appendices 4), defining each theme and
developing a coherent narrative.

Findings

Participants characteristics

Twenty-two primary family caregivers from seven hospi-
tals with specialist palliative care units were interviewed
(Table 1). The hospitals included four medical centres, two
regional hospitals and one district hospital across Southern
(n =3), Central (n = 2), Northern (n = 1) and Eastern (n=1)
Taiwan. Participants’ mean age was 55.3 years (range = 23—
78 years), including 8 men and 14 women, mainly adult
children of people who died, employed full-time and fol-
lowed Taiwanese folk religion. The average bereavement
period was 10.7 months (range = 6-17 months). The 21
deceased patients, averaging 70.9years old (range 44—
93 years), were mostly women and mainly diagnosed with
cancer. Nearly half died at home, while the rest were in
hospice or non-hospice inpatient units. Interviews aver-
aged 115 min (range = 70-186 min).
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Table 1. Descriptive characteristics of family members and deceased patients.

Bereaved family members (N = 22)

Deceased patients (N = 21)

Age Age at death
20-40 2 41-65 7
41-65 15 66-80 9
66+ 5 81+ 5

Gender Gender
Man 8 Man 4
Woman 14 Woman 17

Employment status Primary medical diagnosis
Full time 12 Cancer 14
Retired 8 Non-cancer 7
Unemployed 2 Specialist palliative care received before death

Religious beliefs Inpatient, consultation and home care 7
Taiwanese folk religion 8 Inpatient and consultation care 4
Buddhism 3 Inpatient and home care 3
Taoism/Daoism or Yiguandao 3 Inpatient care 2
Christianity/Catholic 6 Home care 5
No affiliation 2 Death of place

Relationship with deceased patients Home 10
Adult children 14 Hospice inpatient unit 9
Spouse 5 Non—hospice inpatient unit 2
Sibling 2
Parents of adult child 1

Bereaved time before recruitment (months)
6-12 18
13-18 4

Themes leading up to the death: (1) ‘making the right end-of-life

An overarching theme of ‘getting everything right — to
have no regrets between the dead and the living’ was
developed as a vital goal in death preparation. Participants
aimed at doing their best in death preparation to minimise
future regrets, reduce the dying relative's regrets and
ensure their comfort:

It’s necessary to ensure that the person who's about to leave
[referring to dying] has no regrets but also making sure that
those close to them don’t carry regrets in their hearts.
(Daughter, FC4)

‘Having no regrets between both sides [referring to the dying
relative and fomilies] (Daughter, FC18) was emphasised.
Participants noted that ‘regrets become a lasting source of pain’
(Father, FC13) and that ‘there will be no chance to do it again’
(Doughter, FC4), leading to ‘self-blame’ (Daughter, FC18) and
‘quilt’ (Doughter, FC3), which complicated bereavement. As
described, ‘To have less grief means not feeling regrets’ (Father,
FC13). While phrases like ‘having no regrets’ (Doughter, FC18)
and ‘not feeling regrets’ (Father, FC13) may seem unrealistic,
participants used them to stress the need to reduce regrets
when preparing for a relative’s death, recognising their impact
on bereavement.

This overarching theme was broken down into two themes
focussed upon improving the dying relative’s well-being

decisions is crucial but complex’ and (2) ‘becoming a com-
petent caregiver is the priority’. These themes highlight
families’ preparations and actions before the death, spe-
cifically regarding regrets and their impacts on subse-
quent bereavement (Figure 1).

Theme 1: Making the right end-of-life decisions is crucial
but complex. This theme explores the complexity and
importance of preparing for the ‘right’ end-of-life deci-
sions, including how and why families make these choices
and what they mean to them.

Preparing to address worries about making wrong
choices. Preparing to address worries about making
wrong choices as death approached was emphasised.
Participants expressed anxieties such as ‘Did | make any
wrong decisions?’ (Daughter, FC10) and ‘1 worried that
this choice for my mother was wrong’ (Daughter, FC12).
They were afraid that decisions could lead to ‘increased
suffering’ (Husband, FC19), ‘unnecessary treatments’
(Daughter, FC17) or shorten the relative’s life, causing
‘unforgivable guilt’ (Father, FC13). These concerns often
revolved around decisions regarding withholding or
withdrawing life-prolonging treatments like removing a
nasogastric tube’ (Daughter, FC12) and ‘Do-Not-Resusci-
tate’ (Daughter, FC9):
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Theme 1: Making

the right end-of-life

dedslons Is crucial

but complex
1.1 Preparing to oddress
warmies about making
wrang chalces

Getting
everything right

Figure 1. Families’ preparations and actions before the
relative’s death.

To be honest, when faced with signing a Do Not Resuscitate
form, | really couldn’t bring myself to do it. Overcoming thot
barrier was extremely challenging. It was very, very difficult.
That feeling was truly frightening. | mean, once | signed, it felt
like my mother was going to pass away soon. (Daughter, FC17)

Participants addressed these concerns by striving to get
choices ‘right’, making the best possible end-of-life deci-
sions through a good decision-making process and involv-
ing all essential parties, as detailed below.

Ensuring a good decision-making process. Preparing
for a good decision-making process was part of making
the best possible end-of-life decisions. This included eas-
ing the dying relative’s burdens and shielding them from
negative emotions like ‘fear’ (Sister, FC5). As expressed,
‘We didn’t want to make my mum feel like her life was
coming to an end' (Daughter, FC7). Participants thus
found it essential to determine whether, when and how
to involve the dying relative, leading to varying inclusion
levels. Exclusion happened if the dying relative showed
disinterest or if decisions were guided by families’ knowl-
edge about them and topic sensitivity. Selective involve-
ment aimed to protect the dying relative, while inclusion
was necessary if they preferred to decide independently,
highlighting the importance of aligning the process with
their preferences:

In the past, my mum olways made decisions for herself. So, |
also hoped that in the final moments of her life, she could
follow her own wishes and maoke her own decisions.
(Doughter, FC18)

Protecting the dying relative during decision-making also
influenced how distressing information was disclosed.
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Participants felt ‘guilt’ (Daughter, FC2) if inappropriate
disclosure caused suffering. Concerns included ‘potential
impacts on the illness condition” (Husband, FC20), ‘col-
lapse’ (Daughter, FC2), emotional distress like “shocking,
overwhelming’ (Daughter, FC9) or ‘disrupted joy in life’
(Husband, FC19). This information included medical
details like Tife expectancy’ (Daughter, FC9) and non-med-
ical issues such as other family members dying or becom-
ing unwell. Consequently, participants often withheld full
disclosure or provided only vague details:

1 asked the physician how much time my young sister had left,
and he said approximately three months. However, | only told
her that her treatment waos no longer effective ond did not
reveal the specific time remaining. [The patient did not ask
about her lifespan] (Sister, FC5)

Preparing to engage with the dying relative, the fam-
ily and professionals. Preparing to engage with the
dying relative, family and professionals was important to
make the best possible end-of-life decisions. While direct
involvement of the dying relative was not always essen-
tial, respecting their preferences was vital. As expressed,
‘It’s so important to respect my mother’s preferences’
(Daughter, FC18). Therefore, planning to understand
the dying relative’s end-of-life preferences through dis-
cussions like ‘advance care planning consultation’ (Son,
FC16) was necessary. Preferences varied from general
principles like ‘don’t make me suffer’ (Daughter, FC17) to
specific ones like ‘Do Not Resuscitate’ (Daughter, FC9).
Without explicit instructions, participants needed to
infer potential preferences based on their understand-
ing of the dying relative:

Knowing my husbond’s personality, | was aware that he
wouldn’t want to continue lying in bed ond be cared for by
others. So, | made the decision about removing a nasogastric
tube for him. (Wife, FC14)

Preparing to ‘maintain family harmony’ (Daughter, FC18)
by reaching consensus in end-of-life decision-making was
essential. As expressed, Y/ feared my sisters might oppose
our mother’s advance directive and see it as me acting uni-
laterally’ (Son, FC16) ‘caregiving matters’ (Daughter, FC18).
This emphasised the need for family consensus on deci-
sions, including, to avoid conflicts:

If one of my siblings didn’t agree with the decisions | made for
my mother, the outcome couldn’t be satisfied like it is now.
So, | believe that it's important to have a consensus among
the fomily. (Doughter, FC17)

Preparing to engage with healthcare professionals was
important for making the best possible end-of-life deci-
sions. Participants, often ‘non-professionals’ (Daughter,
FC3), found it challenging to act as intermediaries in
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‘the professional decision-making process’ (Daughter,
FC12). Gaining knowledge in advance through ways like
‘searching for information’ (Sister, FC5) improved their
communication with professionals. As expressed, ‘/
would know how to ask medical staff questions after
doing some research’ (Daughter, FC7). Additionally,
obtaining professionals’ expertise and medical infor-
mation about the dying relative through ‘family meet-
ings’ (Wife, FC1)was essential in enhancing participants’
confidence and moving them beyond relying solely on
personal opinions:

The family meeting process gove me the feeling thot the
decision [referring to removing a nasogastric tube] we mode
for my mother was reviewed and supported by the medical
team, not just made on our own, but | had o team to support
it. (Daughter, FC12)

Preparing for the ‘right’ (the best possible) end-of-life
decisions to minimise regrets included ensuring a pro-
cess that shielded the dying relative from stress, aligned
with their preferences, maintained family harmony
through consensus-building and relied on professionals’
expertise.

Theme 2: Becoming a competent caregiver is the prior-
ity. Why and how family members prepare to become
competent caregivers and actions taken to maximise the
dying relative's comfort, the primary goal of death prepa-
ration, are explored in this theme.

Fulfilling care responsibilities is important. Fulfilling
care responsibilities before the death helped minimise
regrets afterwards. Familial duty and affection motivated
participants to care for their dying relatives. As expressed,
‘I had to fulfil the responsibility as a husband’ (Husband,
FC19). Aduit children saw ‘caring for sick parents’ (Son,
FC22} as a way to honour filial piety’ (Daughter, FC18)
and repay their nurturing, regardless of past relationship
quality. For instance, ‘Caring for my mother was a way of
paying her back for raising me’ (Son, FC22). This approach
helped avoid the regret of ‘wanting to care for parents,
but they are no longer around’ (referring to their death)
(F 8L 2T #R A1, Zi yu yéng ér gin bizai) (Daughter, FC4).
Showing gratitude for the dying relative’s past contribu-
tions to the family through caregiving was also important:

My wife hasn’t experienced much happiness since we got
moarried. We've faced challenges from the beginning, and
she’s stood by me through it all. That’s why I've made it a
priority to accompany ond care for her to the best of my
obility. (Husband, FC15)

Fulfilling caregiving responsibilities to minimise regret
was perceived as essential, necessitating thorough prepa-
ration for this role, as described below.
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Preparing for the caregiving role — Sacrifice and
competence. Preparing for caregiving involved making
sacrifices and developing competence. These sacrifices
prioritised the dying relative’s needs over their own and
gave participants a sense of having ‘fulfilled the utmost
responsibility and done everything possible’ (Husband,
FC19) and helped ‘minimise regrets’ (Daughter, FC12)
after death. Sacrifices included adjusting personal lives
to ‘move back to live with my mother to care for her’
(Daughter, 18) and ‘focus almost entirely on my young
sister apart from work’ (Sister, FC5), as well as neglecting
personal physical, social and emotional needs at times,
such as ‘enduring a painful knee from frequently climb-
ing stairs while caregiving’ (Husband, FC19), 'giving up
all volunteering activities’ (Daughter, FC18) and ‘making
a lot of efforts to maintain emotional stability while car-
ing for my mother’ (Daughter, FC12).

Witnessing the dying relative’s suffering was described
as ‘unbearable’ (Son, FC11), causing mental pain like ‘help-
lessness, self-blame’ (Daughter, FC3), ‘guilt’ (Daughter,
FC4), feeling ‘heartbroken’ (Daughter, FC6) and ‘deep pain
in heart’ (Husband, FC19). Participants feared they could
not ease or might worsen the suffering through inade-
quate caregiving. Despite this, caregiving also evoked posi-
tive feelings of being ‘relieved’ and ‘more at ease’ (Sister,
FC5). Participants developed their caregiving competence
by ‘acquiring a lot of knowledge’ (Son, FC22) and learning
new skills through ‘guidance from healthcare profession-
als’ (Husband, FC15), ‘training courses’ (Son, FC22) and
‘online resources’ (Sister, FC5).

Ensuring the dying relative’s comfort and minimis-
ing their regrets. Preparations to ensure the dying rela-
tive’s comfort and reduce regrets before death included
competent caregiving and selecting an appropriate care
location. Preferences varied between hospitals with ‘pal-
liative care inpatient units’ (Wife, FC1), valued for their
‘medical staff’s expertise’ (Husband, FC15) and ‘assisted
bathing equipment’ (Daughter, FC10) and care at home,
which offered ‘a sense of security’ (£, Gn quén gdn)
(Daughter, FC17) in a familiar environment. Home care
required preparing for symptom management like learn-
ing to administer ‘subcutaneous morphine’ (Husband,
FC15) and adjusting the home environment to meet the
relative’s needs, including space and necessary medical
devices:

My brother’s room was transformed into my fother’s room.
We moved some furniture out ond put a medical bed into the
room. (Doughter, FC4)

Preparing to provide personal care, including ‘changing
nappies, adjusting positions’ (Daughter, FC12) and ‘pre-
paring meals’ (Daughter, FC4), was essential for the dying
relative’s cleanliness and comfort. Participants viewed
food preparation as a way of ‘expressing care’ (Daughter,
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FC2) and regarded food as vital for physical strength. They
worried about their dying relative ‘being hungry’ (Son,
FC11) if they did not eat enough, motivating them to pre-
pare meals to ‘supplement nutrition’ (Daughter, FC7).
Therefore, preparing to understand and accept the dying
relative’s reduced appetite and decreased need for food
through ‘past experiences, reading materials’ (Daughter,
FC2), and ‘professional explanations’ (Son, FC11) was
necessary.

Ensuring the dying relative’s ‘happiness’ (Wife, FC1),
‘feeling loved’ (Husband, FC19) and ‘inner peace’ (Daughter,
FC12) as they ‘approached the last moment of life’ (Wife,
FC1) was important. Preparation involved helping them
‘feel happy and joyful until the end’ (Husband, FC19) by
safeguarding their decision-making process, as discussed
in Theme 1. This also included providing family compan-
ionship through ‘being surrounded by family members’
(Father, FC13) and respecting their preferences for enjoy-
able activities, like ‘not making my husband do things he
didn’t want to do’ (Wife, FCI). Adjusting interactions,
including ‘greeting and talking to my wife even when she
could no longer communicate verbally’ (Husband, FC19),
was essential for showing love. Additionally, preparing reli-
gious practices based on shared beliefs, such as singing
hymns’ (Daughter, FC12), ‘discussing religious texts” (Son,
FC21) and performing rituals like Tighting a lantern’ (a
practice from Yiguandao, which blends teachings from
Confucianism, Taoism, Buddhism, Christianity and Islam)
(Son, FC22), enhanced the dying relative’s inner peace and
mental strength.

Preparing the dying relative to minimise regrets before
death was vital. As expressed, 7 told my husband, | didn’t
want you to leave (referring to die) with regrets’ (Wife,
FC1). This included help them review their life, asking
questions like ‘Have you been happy in your entire life’
(Daughter, FC18), and creating opportunities for ‘recon-
ciliation’ (Son, FC11) and heartfelt expressions between
the dying relative and family members. Actions included
‘showing gratitude and saying sorry’ (Daughter, FC10),
‘offering comforting words’ (Daughter, FC3) and ‘resolving
past conflicts’ (Daughter, FC4). Understanding and fulfill-
ing the dying relative’s unfinished business or wishes was
also important:

About a month before my younger sister passed away, she
was in the hospital and expressed her wish to see our father’s
spirit tablet [o tablet with the deceased's name, symbolising
the soul of the deceased] and worship him. We sought
permission from the hospitel and brought her home to fulfil
her wish. (Sister, FC5)

Preparing to be competent caregivers was the priority,
aiming to minimise future regrets by fulfilling caregiving
responsibilities, making sacrifices and ensuring the dying
relative's comfort.
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Discussion

Main findings of the study

Preparing for the ‘right’ end-of-life decisions and caregiv-
ing was important for Taiwanese families in the study dur-
ing death preparation, aimed at minimising future regrets
and benefiting subsequent bereavement. The best possi-
ble decisions included protecting the dying relative by
deciding whether to involve them in discussions, main-
taining family harmony through consensus-building and
relying on professional expertise. Preparations to reduce
regret about not doing enough involved fulfilling care
responsibilities, making sacrifices, developing caregiving
competence to ensure the dying relative's comfort and
addressing their last wishes to minimise regrets.

What this study adds?

The study demonstrates how the cultural context shapes
families’ end-of-life decision-making and caregiving for
the dying relative during death preparation. Participants’
end-of-life decision-making reflects Taiwan’s family-led
culture, which may conflict with the Western-centric
model underpinning Taiwan’s palliative care practices.
The time participants spent caring for a dying relative
aligns with findings from Western studies, 2024 but our
study reveals the deeper cultural significance of caregiv-
ing in Taiwan.

This study highlights that it was sometimes necessary
to shield patients from direct participation in end-of-life
discussions, with their level of involvement determined by
families who aimed to ensure the best possible decisions.
Patients were excluded if they showed no interest or based
on families’ prior knowledge of the patients and the sensi-
tivity of topics. These complex interactions between
patients and families shaped their awareness of the
impending death over time* and influenced death prepa-
ration.*® However, the families’ exclusionary approach may
conflict with Western perspectives on patient autonomy,
prioritising individualism and opposing paternalism,*¢ and
these views often influence medical practices in Taiwan.*!
Instead, relational autonomy, which respects individual
choice within social and cultural contexts, is more suitable
for end-of-life situations across cultures,*® including family-
centric societies.5? Our findings show families played a key
role in decision-making®? that is viewed as a collective fam-
ily responsibility in Taiwanese culture.®? In Taiwan, the
Natural Death Act (2000)** and the Patient Right to
Autonomy Act (2016)** mandate family participation in
medical decisions, including their right to sign Do-Not-
Resuscitate forms considering patients’ preferences® and
involving at least one family member in advance care plan-
ning.3® These laws acknowledge family roles in medical
decision-making but may struggle to address the need for
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building family consensus in end-of-life decisions, aiming
to avoid conflicts and maintain family harmony, as this
study highlights. This reflects the central Taiwanese cul-
tural emphasis on Confucian values of family-centred-
nesss2% and harmonious relationships.®®* From the
perspective of relational autonomy, patients’ preferences
should take precedence over contextual factors, including
family wishes, when they conflict.*® Thus, this approach is
less applicable in the Taiwanese context, where family con-
sensus is important despite potential misalignment with
patients’ end-of-life care preferences.5¢ Our findings pro-
vide new insights into relational autonomy in end-of-life
decision-making from the family perspective. Future
research should investigate this concept from the view-
points of patients and professionals.

Align with previous research, this study finds that fami-
lies’ death preparation impacted their bereavement.**#
Our study further highlights that getting end-of-life deci-
sion-making and caregiving ‘right’ was perceived as ben-
eficial for subsequent bereavement by minimising regret.
Regret, involving self-appraisal of past behaviours, often
leads to painful emotions such as guilt, self-blame and a
wish to change those actions if dissatisfied.*’>® Regret or
guilt about not doing enough for the deceased before
death is common among the bereaved,!*~** and such feel-
ings can intensify grief, making bereavement more chal-
lenging.***! While bereavement theories typically focus
on post-death experiences, %6 our study offers preventa-
tive insights into reducing regrets beforehand to ease
bereavement. However, this approach may not apply to
sudden or unexpected deaths.

End-of-life decision regrets among families are underex-
plored,® with limited evidence on their extent and contrib-
uting factors.®® For instance, a Taiwanese study found
substantial decision regrets among family caregivers before
and after the death, while a U.S. study linked life-prolong-
ing treatment to increased regrets among African American
families.’” These regrets likely stem from the complex deci-
sion-making process involving dying patients, families and
healthcare professionals, as underscored in our study.
Attempting to make the best possible end-of-life decisions
was seen as beneficial in this study by mitigating regret from
perceived wrong choices. This involved protecting the dying
relative from too close involvement at times, maintaining
family harmony and relying on professional expertise to
avoid unnecessary suffering and treatments.

Evidence on the impact of end-of-life caregiving on
bereavement is mixed.®¢*# For example, a U.S. study
found that positive caregiving aspects, such as feeling
useful, were linked to higher grief levels.*® However, our
study shows that being useful through fulfilling care
responsibilities,?*% making sacrifices,”® and ensuring the
dying relative’s comfort?.7 were perceived as beneficial
for bereavement. Families in our study also experienced
emotional distress from witnessing suffering and feeling
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unable to help, leading to self-blame and guilt,”? compli-
cating the bereavement. Our findings underscore self-
sacrifice being important in caregiving, shaped by
Taiwan'’s collectivist culture prioritising others over indi-
viduals? and Confucius values emphasising filial pietyss74
and the fulfilment of family care duties.””* This cultural
significance of caregiving may help explain the positive
impact of end-of-life caregiving on bereavement among
Taiwanese families.”®

Healthcare professionals were pivotal in families’ death
preparation, including end-of-life dedsion-making and car-
egiving.}??%7 However, families' needs often remained
unmet, even in palliative care settings.” Future research
should explore healthcare professionals’ perspectives on
strategies for supporting family preparation. Suggestions for
preventing challenging bereavement before death include
assisting families in making the best possible decisions, fulfill-
ing care responsibilities, ensuring they feel they have done
their best and preparing them to provide competent caregiv-
ing to ensure the dying relative's comfort. Additionally, clini-
cal practices should prioritise family involvement and
consensus-building in end-of-life decision-making through
family meetings,” in contexts where family-centric
approaches are valued or when caring for patients and fami-
lies from other cultural backgrounds in Western societies.
Patients” wishes and families” knowledge about the patient
can help clinicians decide whether to exclude the patient
from end-of-life care discussions. When the patient is
excluded, it is vital to guide families in respecting the patients’
expressed preferences or inferring potential preferences
based on their understanding of the patient, especially when
no explicit instructions have been provided.

Reflections, strengths and limitations of the
study

Families’ death preparation is contextual, including interac-
tions with the dying relative, other family members, health-
care professionals, healthcare system and the broader social
and cultural context. The main researcher (H-JL), a senior
Taiwanese palliative care nurse, acted as a clinician-
researcher, which might have influenced data generation
and analysis” due to her personal cultural background and
preconceived views on death preparation. However,
researcher reflexivity was fully considered.?*™ H-JL main-
tained a reflexive journal and had ongoing discussions with
NP and QX to receive critical feedback, enhancing data inter-
pretation and reflexivity.?® For example, the interviews did
not explore participants’ views on what constituted ‘right’,
‘good’ or ‘best’ end-of-life decisions. Instead, H-JL reflected
this point on the Taiwanese collectivist values, emphasising
self-improvement through self-criticism.” In Taiwanese soci-
ety, criticism of poor decision-making is common, which may
explain the focus on making ‘right’ decisions. In this study,
‘right’ was interpreted as ‘the best possible”.
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The study’s strength is the diverse participant resi-
dences across Taiwan, achieved through purposive sam-
pling, which enriched the data, allowed for a thorough
exploration of research questions and enhanced its trans-
ferability to countries with family-centred decision-mak-
ing.*® To preserve cultural meaning, findings were
translated from Traditional Chinese to English later in the
analysis, retaining certain Traditional Chinese words.¥
Additionally, H-JL and QX, who spoke Chinese and English,
facilitated exploring language nuances in both languages.

The study has some limitations, including potential issues
with transferability to non-specialist palliative care settings
and non-primary family caregivers. The predominance of
adult children of deceased patients, mainly women, and the
focus on people with cancer could also affect transferabil-
ity.* While we believe that participants’ experience of the
entire death preparation process provided valuable insights,
we acknowledge that the 6- to 18-month bereavement
timeframe might have influenced the study’s findings, par-
ticularly the emphasis on preparation to reduce regret
about not doing enough, a sentiment commonly felt by
bereaved individuals.1! Future research should explore this
topic in non-specialist palliative care contexts, focus on the
period before the patient’s death, examine a wider range of
relationships with the deceased, address various diagnoses
and incorporate patients’ perspectives. Additionally,
although both in-person and virtual interviews might affect
data quality, previous research shows they yield similar rap-
port and depth of information,®! consistent with our study’s
comparable interview durations.

Conclusion

Preparing for end-of-life decisions and caregiving is impor-
tant for Taiwanese families in the study to minimise regrets,
benefiting subsequent bereavement. Family involvement
and consensus-building in these decisions are essential in
Taiwan, reflecting its family-led culture. These findings can
inform clinical practices in family-centric decision-making
contexts. Suggestions for preventing difficult bereavement
before death include fulfilling caregiving responsibilities,
providing competent care and relieving the dying relative’s
suffering. Future research should include the perspectives
of patients and healthcare professionals.
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5.2 Chapter summary

Paper 2 focuses on family caregivers’ preparation before a relative’s death and how these
actions and efforts shaped bereavement outcomes. Key elements of pre-death preparation
involved making the best possible end-of-life decisions and providing competent caregiving to
ensure the dying relative’s comfort (Liang, Xiong, Lin, et al., 2025). These efforts helped
families feel that they had fulfilled their responsibility and done their best for the dying relative,
which in turn minimised regret and eased bereavement. Taiwanese family caregivers’
preparation for the time surrounding a relative’s death and the post-death period was

published in a peer-reviewed journal (Paper 3) and is presented in the next chapter.
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CHAPTER 6: ‘A GOOD ENDING BUT NOT THE END’-
EXPLORING FAMILY PREPARATIONS SURROUNDING A
RELATIVE’S DEATH AND THE AFTERLIFE: A QUALITATIVE
STUDY (PAPER 3)

6.1 Overview

Building on the previous paper (Liang, Xiong, Lin, et al., 2025), this third paper (Liang,
Xiong, Lin, et al., 2024) presents further findings from the qualitative interview study

analysed using reflexive thematic analysis (Braun & Clarke, 2006, 2022b).

This paper examines families’ preparations surrounding the time of death, the funeral,
and the afterlife. These findings demonstrate that beliefs and practices related to the
afterlife hold distinctive cultural significance in shaping how Taiwanese families approach
and make sense of death preparation. The study provides deeper insight into how
cultural and religious contexts influence family caregivers’ experiences during this
process, particularly how these beliefs shape families’ notions of a good death, their

continuing bonds with the deceased relative, and the expression of emotional restraint.

The published paper is reproduced in the following section.
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Background: Adequate death preparation positively influences families’ experience before death and during bereavement. However,
how to prepare families in non-Western cultures has received scant attention.

Aim: To explore family caregivers’ experiences in preparing for a relative’s death in specialist palliative care in Taiwan.

Design: A qualitative study employing reflexive thematic analysis of data collected from semi-structured interviews was conducted.
Setting/participants: Twenty-two family caregivers from seven hospitals participated.

Results: The overarching theme was ‘getting everything right to have no regrets between the dead and the living’. We developed
two themes to explain preparations for the time surrounding and after the death, including the deceased’ afterlife: (1) ‘having a
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What is already known about the topic?

e Preparation for a relative’s death is crucial in palliative and end-of-life care, greatly influencing the experience of family
members both before the death and during subsequent bereavement.

e Preparedness, including cognitive, behavioural and emotional readiness, is a multifaceted concept requiring accom-
plishment through medical, psychosocial, spiritual and practical tasks.

e Research on death preparation, predominantly conducted in Western countries, may limit its universal applicability,
hindering the provision of culturally appropriate palliative and end-of-life care.
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What this paper adds?

Preparing for the time after death is crucial in Taiwanese families, including appropriate conduct at the moment of
death, organising a meaningful funeral, enhancing the deceased’s afterlife and preparing for ongoing relationships.
Taiwanese families’ preparation for death emphasises achieving a culturally appropriate death for the dying relative,
with a focus on a dignified appearance (clean and well-dressed body, eyes closed, mouth shut) at the moment of death
and ensuring a better afterlife, aiming to prevent regrets for both the deceased and the living.

Preparing to refrain from strong emotions around the dying relative, both during and after their death, is important and
culturally appropriate and believed to benefit their well-being.

Implications for practice, theory or policy

Understanding and respecting families’ religious beliefs (e.g. regarding the afterlife) and conforming to cultural norms
are essential when assisting them in preparing for a relative’s death.

Our study contributes to a deeper understanding of what constitutes a good death from family perspectives within
Taiwan’s cultural context, which may apply to other Chinese societies.

Further research could explore culturally appropriate emotional support strategies for Taiwanese individuals and
develop effective approaches to establishing continuing relationships before a relative’s death that positively impact

bereavement adjustments, thereby informing proactive bereavement support.

Introduction

Preparedness for a relative’s death involves cognitive,
behavioural and emotional readiness'= and requires
managing medical, psychosocial, spiritual and practical
tasks.2-* Assisting families in this is crucial in palliative and
end-of-life care,>® with evidence showing positive impacts
on families, including emotional support, acceptance of
death? and better bereavement outcomes such as lower
levels of grief® and reduced complicated grief.18-12 Despite
its importance, there is a need to improve this aspect of
care as studies indicate that family caregivers often lack
essential information about the dying process and are
unsure about the appropriate actions to take at the time
of death,*! with approximately 60% (N = 393) feeling inad-
equately prepared.t?

Research on families’ death preparation remains under-
studied, with most focussing on Western countries like
the United States,27.1314 Canada®® and Australia.1® Culture
influences how people approach death, respond to related
issues and define a good or bad death.!” Differences in
culture suggests that findings from Western studies may
not universally apply, potentially hindering culturally
appropriate palliative and end-of-life care for other groups.
Therefore, research specific to non-Western cultures, like
East Asian contexts, is essential to address this gap.

Although some studies in East Asian cultures have
explored preparedness for death, they often do not fully
capture the comprehensive actions taken by families. For
example, research in Taiwan has examined how family
caregivers’ preparedness relates to variables like depres-
sive symptoms,'®-20 quality of life,'® prolonged grief
symptoms,2? and subjective caregiving burden.'? In Japan,
insufficient preparedness has been linked to factors like

unawareness of patients’ medical conditions.?! Given the
influence of Confucianism and Collectivism in East Asian
cultures, which emphasise familial support, filial piety
(children showing respect, obedience and care for par-
ents), mutual dependence,?? and concern for others,??
means culturally contextualised studies are needed to
better understand death preparation in the region.
Taiwan ranks the third among the 81 countries in the
2021 Quality of Death and Dying study,?* offering a well-
developed palliative care system to evaluate death pre-
paration in non-Western cultures. With constitutionally
protected freedom of religion, Taiwan’s diverse religious
landscape, including Buddhism, Taoism, Christianity and
Taiwanese folk religion (a blend of Buddhism, Taoism and
Confucianism),?® offers insights into the role of religion in
death preparation. This study explores how cultural con-
text influences family caregivers’ experiences of preparing
for a relative’s death in specialist palliative care in Taiwan.

Methods
Design

The study employed Braun and Clarke’s reflexive thematic
analysis with a Big Q approach grounded in critical
realism,2¢ highlighting the acknowledgement that reality
exists but is subject to contextual influences.?” This
method was chosen for its theoretical flexibility and align-
ment with the study’s critical realism philosophy,?¢ aiding
in understating participants’ experiences within a broader
context by developing meaningful patterns across the
dataset.?6:2® The inductive nature informs both data col-
lection and analysis. Reporting of the study followed the
Reflexive Thematic Analysis Reporting Guidelines.26:29-31
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Setting

In Taiwan, government-funded palliative care services are
integrated into the healthcare system to support patients
with a cancer or non-cancer diagnosis. Specialist palliative
care is provided by multidisciplinary teams with advanced
training, operating across hospice inpatient units, consul-
tation teams and home care services,*? which is the con-
text of this study.

Participants

Eligible participants were bereaved family members of
patients who received specialist palliative care services
before their death. They were aged 20 years or older, flu-
ent in Mandarin or Taiwanese, and served as unpaid car-
egivers. The bereaved timeframe ranged from 6 to
18 months before recruitment, following previous studies
on preparedness.’*!* Six months post-death allowed for
the grieving process,?? while the 18-month limit facilitated
recall of experiences. Those bereaved by a child’s death
(under 20 years old) were excluded due to their unique
experiences, as indicated by previous research.3*

Sampling and recruitment

Purposive and snowballing sampling methods were
employed to recruit participants. Specialist palliative care
teams, who maintain records of deceased patients to sup-
port bereaved families, were contacted to assist recruit-
ment. Each potential participant received an information
sheet and consent form (Supplemental Appendix 1).
Interested individuals contacted the research team or had
their information forwarded if preferred. The consent pro-
cess included clarifications and additional details as
requested. Written informed consent was obtained before
the interview in-person or electronically.

Data collection

Semi-structured interviews were conducted from October
2022 to March 2023 using a literature-informed topic
guide,2713-15 covering awareness of impending death,
challenges, facilitators, tasks and emotions related to
death preparation (Supplemental Appendix 2). Minor
adjustments were made following a pilot interview in
September 2022, including adding a question about
actions that enhance preparedness and those to avoid.

H-JL conducted individual interviews in person or virtu-
ally, based on participants’ preferences and COVID-19
policies. In-person interviews occurred at participants’
homes or in private public spaces like cafes. An interview
distress protocol®s (Supplemental Appendix 3) was devel-
oped. H-JL maintained a reflexive journal, reflecting on
assumptions, emotions and thoughts.?¢

Following the study’s philosophical assumptions, when
recruitment ended was guided by information power,
ensuring data sufficiency for addressing the research
questions. The assessment was ongoing through data col-
lection and analysis.26:36

Ethical approval

Approval was obtained from the Hospital (A-ER-111-193)
and University (FHM-2022-0972-ExRev-1) Research Ethics
Committee.

Data analysis

The six-phase recursive process of reflexive thematic anal-
ysis was employed.?® H-JL transcribed interview audio
recordings in Chinese, managing with NVivo software.
Coding was conducted in Chinese for linguistic conveni-
ence and data proximity but with some initial translation
for discussion with the wider team as NP did not speak
Chinese.3” H-JL conducted two rounds of inductive coding,
generating distinct code labels without predetermined
frames. The list of code labels was translated into English,
keeping certain original Chinese words by the end of cod-
ing. H-JL developed initial themes by clustering related
codes, refining them through review and thematic maps
(Supplemental Appendix 4). Continuous discussions with
NP and QX aimed to enhance understanding, interpreta-
tion and researcher reflexivity.26

Findings
Participants characteristics

Twenty-two participants (8 men and 14 women) were
interviewed from seven hospitals (Table 1), comprising
four medical centres, two regional hospitals and one dis-
trict hospital across Southern (n=3), Central (n=2),
Northern (n =1) and Eastern (n = 1) Taiwan. Participants’
average age was 55.3 years (range = 23-78 years). Most
were women, working full time, adult children of decea-
sed patients and practicing Taiwanese folk religion. On
average, they were bereaved for 10.7 months (range = 6—
17 months). A total of 21 deceased patients averaged
70.9 years old (range = 44-93 years), mostly women, diag-
nosed mainly with cancer, with about half dying at home.
Interviews lasted between 70 and 186 min, averaging
115 min.

Themes

The overarching theme was ‘getting everything right to
have no regrets between the dead and the living’, a pri-
mary goal in Taiwanese families’ death preparation.
Families strived to ensure a culturally appropriate death
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Table 1. Descriptive characteristics of family members and
deceased patients.

Family member participant characteristics N=22
Age (years)

20-40 2

41-65 15

66+ 5
Gender

Man 8

Woman 14
Employment status

Full time 12

Retired 8

Unemployed 2
Religious beliefs

Taiwanese folk religion 8

Buddhism 3

Taoism/Daoism or Yiguandao 3

Christianity/Catholic 6

No affiliation 2
Relationship with deceased patients

Adult children 14

Spouse 5

Sibling 2

Parents of adult child 1
Bereaved time before recruitment (months)

6-12 18

13-18 4
Deceased patient characteristics N=21
Age at death (years)

41-65 7

66-80 9

81+ 5
Gender

Man 4

Woman 17
Primary medical diagnosis

Cancer 14

Non-caner 7
Specialist palliative care received before death

Inpatient, consultation and home care 7

Inpatient and consultation care 4

Inpatient and home care 3

Inpatient care 2

Home care 5
Death of place

Home 10

Hospital 11

for their dying relative, aiming to avoid regrets. We devel-
oped two themes to explain families’ preparations for
the time surrounding and after the death, including the
deceased’ afterlife: ‘having a good ending but not the
end of the relationship’ and ‘using religious beliefs and
cultural norms to guide preparation’ (Figure 1). These
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Figure 1. Families’ preparations for the time surrounding and
after a relative’s death.

preparations and beliefs about the afterlife hold specific
cultural importance in Taiwanese families’ approach to a
relative’s death, which is discussed below.

Theme 1: Having a good ending but not the end of the
relationship. Taiwanese families’ death preparation
extended beyond the moment of death, including actions
from the dying process through to the funeral. These
preparations aimed to ensure a good ending, involving
appropriate conduct at the moment of death, arranging a
meaningful funeral and enhancing a better afterlife.
Emphasis was also placed on preparing to maintain con-
nections with the deceased.

Ensuring everything is right surrounding the death.
Families ensured appropriate conduct at the moment of
death by being physically present and ensuring the dying
relative had a clean, neatly dressed body to uphold their
dignity. Preparing to be physically present at the death
involved learning to recognise dying signs, planning arrival
times, deciding on attendees and considering alternative
methods if unable to be present. This presence fostered
closeness, allowing final interactions and farewells and
ensuring the relative did not die alone, with immediate
and extended family typically present:

In total, more than 30 relatives, including my aunts and
sisters, came to see my mother for the final time, to say the
last goodbye. (Son, FC16)

Video calls often served as an alternative for this final
interaction, especially during the pandemic when physical
presence was hindered by quarantine policies. However,
despite offering comfort, this method cannot fully replace
physical presence, which might be more helpful in later
bereavement.
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Preparing a clean, neatly dressed body and offering
comforting words were crucial for ensuring the dying
relative could ‘depart with dignity’ (Daughter, FC2). This
involved preparing clothing and necessary items, under-
standing body handling procedures at death, including
managing tubes like ‘urinary catheters’ (Husband, FC15)
for home deaths, and learning how to clean the relative’s
body and dress them, often with coordination from
nurses or funeral staff:

At the last moment, when we were changing his clothes, my
son helped shave his beard and tidy up his hair. The hospice
nurse assisted us with this. (Wife, FC1)

Preparing for organising a meaningful funeral. Get-
ting the funeral ‘right’ was essential and required advance
planning. In Taiwanese culture, it is a crucial life event
symbolising life’s conclusion. A well-conducted funeral
offered the deceased a dignified ending and insights into
their life. For instance, a large funeral could symbolise
societal contributions and convey love, echoing the Tai-
wanese saying, ‘As the coffin is closed, the fate is sealed’
(¥4 % %, Gai guan lun ding) (Daughter, FC18), which
reflects beliefs that judgments on one’s life are made
after death. Families also expressed gratitude and love
through funeral activities, contributing to overall prepa-
ration. A common and unique practice involved collabo-
rating with funeral staff to prepare the deceased’s body
before the ceremony:

The funeral staff asked me if | would like to come and watch
as they gave my mum a spa treatment. | agreed. During this
process, he guided me to give my mum a massage, massaging
her hands and feet. He also guided me to kiss her and say
goodbye. In that process, | could still express to my mum; |
love you [chopped up and teary-eyed], and say goodbye
while talking to her. (Daughter, FC7)

Funeral preparations were intricate, involving decisions
on whether, who, what and how to discuss arrange-
ments with the dying relative. Some families chose open
engagement, while others opted to shield the dying rela-
tive. Selecting the ‘right’ individuals, like those perceived
as ‘better at communication’ (Daughter, FC4) and pos-
sessing ‘more rational and positive thinking’ (Sister, FC5),
was crucial. Discussions varied from discussing key prin-
ciples to planning detailed tasks such as organising elab-
orate ‘burial clothes’ (Daughter, FC2) and ‘posthumous
photos’ (Wife, FC1), choosing a ‘funeral venue’ (Daughter,
FC4) and ‘resting place’ (Husband, FC15), arranging ‘reli-
gious rituals’ (Daughter, FC3), preparing offerings like
‘flowers’ (Daughter, FC2) and ‘white envelopes’ (v ¢,
Bdi bao, a Taiwanese tradition involving monetary gifts)
(Son, FC21). An invitation list was compiled based on the
preferences of the family and their dying relative. Using
appropriate language and alternative expressions to

address sensitive topics was vital during these discus-
sions. For instance, asking questions like ‘Where would
you like to live afterwards?’ (Daughter, FC18) instead of
directly discussing burial places helped navigate the con-
versation thoughtfully.

Supporting the dying relative in transitioning to a bet-
ter afterlife. Preparing for a better afterlife was integral to
a good ending, influenced by religious beliefs and cultural
customs. This included guiding the dying relative towards
their destination after death, facilitating a smooth transi-
tion and alleviating suffering in the afterlife.

Preparing the dying relative for their destination after
death involved discussing shared religious beliefs about
the afterlife. Religious expressions like encouraging them
to ‘follow the Bodhisattva’ (& &, Pusa, referring to a being
committed to the path of a Buddhahood) (Daughter, FC6)
or assuring them with statements such as ‘God loves you,
you do not have to be afraid and follow the light’ (Daughter,
FC9) were commonly used in their final moments.

Preparing for a smooth transition from life to death
involved contacting religious practitioners like ‘the head
monk of the temples’ (Daughter, FC17) or ‘a minister in
Christianity’ (Daughter, FC9) in advance. For Buddhists
and followers of Taiwanese folk religion, who believed
‘the soul experienced great pain during separation from
the body’ (Son, FC16), the ‘support-chanting’ (¥* %, Zhu
nian) (Son, FC11) ritual was arranged. This ritual, con-
ducted from dying until hours after death, involved ‘chant-
ing Buddhist names’ (Son, FC16) and ‘avoiding moving the
body’ (Son, FC11). Preparations included ‘organising con-
tact details for chanting groups’ (Son, FC21), preparing
the ‘Rebirth Blanket’ (a Buddhist item for alleviating suf-
fering, bringing blessings and guiding the deceased to
rebirth in the Pure Land) (Husband, FC20) and discussing
the location and duration of the chanting session.

Ritual preparations from the deathbed to the funeral
aimed to enhance the deceased’s afterlife, ensuring
essentials like ‘money in the afterworld’ (Wife, FC1).
Rooted in Taiwanese folk religion, common practices
included burning ‘paper gold ingots, paper lotus flowers’
(Wife, FC1), and ‘symbolic daily necessities like paper
watches’ (Daughter, FC2). Influenced by Confucianism,
there was a tradition of preparing the deceased’s favour-
ite food as sacrificial offerings:

During the funeral period, we needed to worship him three
times a day, ensuring that he could have a meal with each of
them. (Daughter, FC4)

Preparing to maintain connections with the dying
relative. Ongoing care for the afterlife reflected families’
belief in a lasting connection. Before death, it was impor-
tant to prepare for a continuing relationship with the
deceased. Non-religious methods included ‘leaving
behind some memories’ (Daughter, FC9) and preparing
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physical items like ‘photos’ (Daughter, FC17), ‘videos’
(Wife, FC1), ‘gifts’ (Daughter, FC9) and creative works such
as ‘handprint models’ (Daughter, FC12). Viewing memen-
toes provided a sense of the deceased’s enduring pres-
ence; as one participant described, ‘It made me feel like
our mother was still accompanying us’ (Daughter, FC9).
However, allocating sufficient time and emotional energy
for this viewing mementoes after death was essential:

| actually don’t dare to look at my deceased father’s photos
and videos. | recorded a lot of them, but | dared not watch
them after he left [referring to dying]. This week, | happened
to reset my mobile phone, so basically, everything | recorded
was gone. | backed them up on my laptop, but they were
completely detached from my mobile phone. I'm not ready to
watch them. (Son, FC11)

Anticipating a future reunion brought comfort, providing
a sense of being ‘a bit better and relaxed’ (Daughter, FC12)
during the death preparation. Rooted in religious beliefs,
Buddhists anticipated reunion in the ‘Western Pure Land’
(Daughter, FC17), while Christians in ‘Heaven’ (Sister, FC8).
Discussing the future reunion with the dying relative
before death was helpful in preparing for a continuing
relationship afterwards:

| knew my elder sister told her, you’ve gone, and we will
follow. In the next life, we’ll meet again. Go in peace, and
we’ll be sisters again in the next life [choking up and shedding
tears]. (Sister, FC5)

Religious beliefs and cultural norms influenced families’
preparations and actions from the dying process to the
funeral, focussing on ensuring a better afterlife and main-
taining connections with the deceased, as discussed above.
The following theme further explores this influence.

Theme 2: Using religious beliefs and cultural norms to
guide preparation. Religious beliefs and cultural norms
guided Taiwanese families in preparing for a relative’s
death. This theme explores how these beliefs shaped fam-
ilies’ perceptions of a good death and influenced their
emotional expressions before and after the death.

A good death (“4+ 4_’, Hdo z6u) is culturally appropri-
ate. Achieving a culturally appropriate death (‘4+ 4, Hdo
z0u) was crucial in families” death preparations, ensuring
no regrets between the deceased and the living. Fami-
lies emphasised following religious and cultural beliefs to
allow the dying relative to die naturally, such as ‘allowing
nature to take its course’ ("8 £ g A, shun qi zi rén) (Wife,
FC1), ‘obeying destiny’ (§& * #, ting tian ming) (Sister,
FC5) and accepting that ‘the lifespan of human beings has
been predestined’ (Son, FC22) by the Creator/God/gods.
These beliefs helped families accept imminent death and
enhanced their emotional readiness:

It’s just that the determination of time is in God’s arrange-
ment. . .. So, what | meant was, when my wife left [referring
to dying], it was also her time, and she departed. It’s the
same for everyone. This was also to prepare my sons
psychologically. (Husband, FC19)

Some specific indicators at the moment of death shaped a
culturally appropriate death, reflecting careful prepara-
tions discussed in Theme 1. Physical presence of relatives
at the moment of death, influenced by the cultural tradi-
tion of ‘Sui shi zai ce’ (4 i# %17, signifying descendants
being at the bedside), was crucial, especially for senior
relatives:

| felt that my mother had a peaceful departure because all
her children were by her side at her dying, which | believed
was very comforting. People often talk about having a good
death, where your descendants surround you during your
dying, and you can peacefully rest. For me, my mother’s dying
was like this — a good and peaceful ending. (Daughter, FC7)

Emphasis was also placed on a dignified appearance at
the moment of death, which included a clean and well-
dressed body, a peaceful expression resembling sleep
with ‘no pain’ (Son, FC21), ‘no discomfort’ (Wife, FC14)
and ‘eyes closed and mouth shut’ (Daughter, FC18). These
aspects echoed the cultural belief of ‘si yé ming mu (7 «
i@ p ), symbolising a peaceful death free from worries and
attachments, articulated as ‘no attachments left’ (Son,
FC21) and ‘wasn’t afraid’ (Daughter, FC17).

A better, suffering-free afterlife was integral to a cul-
turally appropriate death. Families believed the deceased
transitioned to this favourable afterlife, often recog-
nised it when the deceased’s body remained ‘still soft’
(Daughter, FC7), influenced by their religious beliefs:

My mother appeared lively, not like a dead person; her hands
could be lifted, and her body was soft as cotton after being
taken out of the freezer. | felt she had departed from the sea
of suffering [+ i#, Kuhdi, referring to the life of a human
being is filled with various hardships and pains]. She ascended
to the Boundless Pure Land [referring to an after-world
advocated by Yiguandao — a religion which combines the
five teachings, including Confucianism, Taoism, Buddhism,
Christianity and Islam], commonly known as heaven. Isn’t
that wonderful? She is happier there, free from troubles and
worries. (Son, FC22)

Influenced by the cultural belief of “leaves falling back to
the roots’ (% # #7119, luo ye gui gén) (Son, FC16), dying at
home was considered a good death. When this was not
possible, families performed a ritual of ‘covering the
deceased with an oxygen mask and waiting to remove it
until returning home’ (Son, FC16). This required coordina-
tion with funeral staff and advance preparation. However,
some perceived home deaths unfavourably, fearing a nega-

tive impact on the well-being of surviving family members:
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My mother deeply believed that people should not pass away
at home. She thought that leaving in such a way would be
unfavourable for the people at home, for the family. She
believed it would not be good for the younger generations
and would be detrimental to the household. (Daughter, FC4)

Not showing strong emotions is beneficial for the dying
relative’s well-being. Religious beliefs and cultural norms
guided families to control emotional expression for their
dying relative’s well-being. Avoiding strong emotions like
crying loudly around the dying relative during the dying
process and funeral was believed to facilitate a smoother
transition and enhance the afterlife, contributing to a
good death. However, expressing sorrow through weep-
ing or tears was acceptable. Rooted in Buddhist beliefs,
loud crying might hinder the transition:

I only hoped that she could peacefully and smoothly reach
Amitabha Buddha. My belief was so clear. So | didn’t cry. |
couldn’t cry. If | cried, what if she fell down? It’s because my
religion tells me not to cry. If I cried, it would hinder her.
(Daughter, FC17)

Guided by the collectivist value of concern for others, fami-
lies practiced emotional restraint to prioritise the dying rela-
tive’s needs, aiming to protect them from emotional burdens
like feeling ‘uneasy and uncomfortable’ (Husband, FC20)
and to ensure a dignified funeral and a better afterlife:

Was my mother happy to see me sad? Consider whether my
mum would have wanted to see me sad and discouraged
because of her leaving [referring to dying]. Was it helpful for
my mum if | were sad for her? It might make her feel distressed
if she sees me sad from above [referring to an after-world the
deceased has reached]. She would worry about me instead.
(Son, FC22)

Religious beliefs and cultural norms shaped views of a
good death, promoting emotional restraint before and
after death for the well-being of the dying relative.

Discussion
Main findings of the study

Preparing for post-death arrangements was crucial for
families in Taiwan, aligning with religious beliefs and cul-
tural norms. This involved ensuring appropriate conduct at
the moment of death, organising a meaningful funeral,
enhancing the deceased’s afterlife and maintaining con-
nections with the deceased. These components comprised
a culturally appropriate death. Preparing to not show
strong emotions around the dying relative during and after
death was necessary to benefit their well-being.

What this study adds

Our study’s main findings differ from the existing litera-
ture, which primarily focusses on death preparation in

Western cultures.?”13-16 |n Taiwan, preparing for the
funeral was key.2'6 Rooted in the Confucian cultural
principle of ‘carefully handling the conclusion of life’ (&
i, shen zhong), the funeral held diverse meanings, pro-
viding closure and insights to the deceased, with a par-
ticular emphasis on conducting appropriate funeral
ceremonies, especially for parents. Our study under-
scores the complexity of funeral preparations, involving
decisions about the dying relative’s involvement, select-
ing ‘right’ family members for discussions, determining
preparation content and using appropriate language. It
challenges the common avoidance of death conversa-
tions in Chinese culture, often deemed taboo due to its
association with bad luck.3® Thus, acknowledging and
respecting family culture when addressing death-related
topics becomes imperative, demanding a sensitive
approach.?* Recognising funeral preparations is crucial
in Taiwan, providing insights into culturally appropriate
palliative and end-of-life care, potentially applicable to
Confucian-influenced societies like Chinese populations
and East Asian countries.?®

The study underscores the importance of achieving a
culturally appropriate death in Taiwanese families’ prepa-
rations, focussing on natural death®® and freedom from
pain,*-%5 which is consistent with previous evidence.
Significant Cultural aspects included ensuring a dignified
appearance at death (clean and well-dressed body, eyes
closed, mouth shut) and enhancing the afterlife, reflecting
Taiwanese religious beliefs and traditional Chinese values
of posthumous care.?® Despite Taiwan developing a Good
Death scale based on Western literature and expert opin-
ions in palliative care, it overlooks these religious beliefs
and familial concerns about the afterlife.¢ Additionally,
previous studies have debated whether dying at home
effectively indicates a good death.424447 with our findings
revealing variability based on patient needs and family
beliefs. This research sheds light on what constitutes a
good death from Taiwanese family perspectives, with
implications for similar practices in other Chinese socie-
ties. Considering the place of death is crucial in support-
ing families during death preparation. Further research
could investigate whether home deaths reliably reflect
good deaths and evaluate the quality of palliative and
end-of-life care in Taiwanese populations.*®

Our study highlights how religious beliefs and cultural
norms shaped Taiwanese families’ approach to death
preparation, though distinguishing their individual influ-
ences was challenging. For instance, refraining from loud
crying before and after death was seen as both religiously
and culturally appropriate. Some participants engaged
in rituals like support-chanting more due to cultural
norms than personal religious beliefs.*®* Moreover, many
Taiwanese people follow multiple religions, such as identi-
fying as Buddhists or Taoists while also incorporating
beliefs of Taiwanese folk religion.?®> These intertwined
practices and beliefs complicate clear distinctions. Despite
this complexity, it remains crucial to understand families’
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religious beliefs and respect their cultural norms when
assisting with death preparation.

The need to prepare for an ongoing relationship after
death is linked to the continuing bonds theory within
Western-oriented bereavement theory.’%3' The theory,
inspired by Japanese ancestor rituals, stresses maintaining
connections with the deceased is normal and prevalent.>?
Despite literature often overlooking this aspect before
death,335% our study reveals how such bonds were formed
through actions like creating positive memories®? and pre-
paring mementoes with the deceased.> Anticipating and
discussing a future reunion with the dying relative, influ-
enced by participants’ beliefs about the afterlife, aided
family preparedness, highlighting the importance of align-
ing strategies with religious beliefs and cultural norms.>3
Research highlights the importance of maintaining con-
nections in Taiwanese family members’ bereavement
experiences,*® but the impact of these connections on
bereavement adjustment remains debated.**%! Conse-
quently, further research could investigate strategies for
maintaining a continuing relationship before death that
positively impacts bereavement outcomes, enhancing
death preparation and proactive bereavement support.
Understanding families’ religious beliefs, particularly about
the afterlife, is essential for maintaining connections
through religion and improving their preparedness.

Our study highlights the importance of preparing to
refrain from strong emotions around the dying relative
during and after the death, mainly influenced by Buddhism
and the cultural value of collectivism.?* A review confirms
that hiding emotions is culturally appropriate and linked
to religious beliefs during bereavement in Taiwan.®
However, expressing emotions is generally seen as adap-
tive in Western literature during grieving.5%6263 Further
research could explore culturally appropriate emotional
support strategies for Taiwanese people, Chinese popula-
tions and individuals following Buddhism.

Reflections, strengths and limitations
of the study

The main researcher (H-JL), a senior palliative care nurse
from Taiwan, with extensive experience in assisting fami-
lies with death preparation, might think they understood
the participants’ stories which could limit deeper explora-
tion during interviews and analysis. Ongoing discussions
with NP and QX enhanced researcher reflexivity through
challenging assumptions.2% A reflexive journal was used to
enhance the analysis.?®

Moreover, the study highlights the importance of cul-
tural context in death preparation, including prepara-
tions for the funeral and the deceased’s afterlife. These
aspects are often overlooked in clinical practices, which
tend to be dominated by Western-centric palliative care
knowledge.

A notable strength is the diverse participant pool from
seven hospitals across Taiwan, representing various religious
beliefs. This diversity enriched the data, facilitating a compre-
hensive exploration of research questions and improving the
transferability of study findings to Taiwan and potentially
to Chinese populations, predominantly East Asian socie-
ties or Buddhist countries.?®

Limitations include the study may not fully capture pre-
paredness in contexts involving non-specialist palliative
care. The predominance of female participants and adult
children of deceased patients, alongside the inclusion of
both cancer and non-cancer diagnoses, could impact the
study’s transferability.?* Further research could explore
death preparation among male participants, other family
relationships (e.g. spouses) and persons living with chronic
conditions before death (e.g. dementia). Including patients’
perspectives in future studies would enhance a more
comprehensive understanding of death preparation.

Another potential limitation is the translation of find-
ings from Chinese into English, which may have lost some
cultural meaning. However, H-JL and QX spoke both lan-
guages, enabling the exploration of language nuances.
This was further enhanced by initially coding the data in
Chinese and translating it into English later while retaining
certain Chinese words.??

Conclusion

Taiwanese family members’ death preparation, influ-
enced by religious beliefs and cultural norms, extends to
the time after the death, aiming for a culturally appropri-
ate death. It involves funeral preparations, enhancing the
afterlife and maintaining connections. Not showing strong
emotions is culturally appropriate and beneficial for the
dying relative. These insights inform death preparation in
Taiwan and provide perspectives for palliative and end-of-
life care beyond Western culture, potentially benefiting
Chinese populations, predominantly East Asian societies
or Buddhist countries. Future research exploring cultur-
ally appropriate strategies for emotional support and
maintaining connections before death is needed.

Acknowledgements

The authors extend their gratitude to all participants for sharing
their stories, as well as to the specialist palliative care teams for
their assistance in identifying potential participants.

Author contributions

H-JL, NP and QX contributed to the conception and design. H-JL,
P-CL and J-HT contributed to the ethical approval and partici-
pant recruitment. H-JL carried out the interviews and thematic
analysis. H-JL, NP and QX presented the data analysis and inter-
pretation. NP and QX provided supervision for the study. H-JL
drafted the manuscript. All authors reviewed the manuscript
and approved the final version for submission.



1192

Palliative Medicine 38(10)

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) received no financial support for the research,
authorship, and/or publication of this article.

Ethics approval

The study received approval from the National Cheng Kung
University Hospital Institutional Review Board (Ref: A-ER-111-
193) and Lancaster University Faculty of Health and Medicine
Research Ethics Committee (Ref: FHM-2022-0972-ExRev-1).
Details of the consent process are provided in this article.

Data management and sharing

Additional data are available in the Supplementary File and from
the corresponding author (h.liang3@lancaster.ac.uk).

ORCID iDs
Hui-Ju Liang ajj https://orcid.org/0000-0002-8115-6706
Nancy Preston @1‘ https://orcid.org/0000-0003-2659-2342

https://orcid.org/0000-0003-0318-3474

Jui-Hung Tsai {

=

Supplemental material

Supplemental material for this article is available online.

References

1. Nielsen MK, Neergaard MA, Jensen AB, et al. Do we need to
change our understanding of anticipatory grief in caregivers?
A systematic review of caregiver studies during end-of-life
caregiving and bereavement. Clin Psychol Rev 2016; 44: 75-93.

2. Hebert RS, Schulz R, Copeland VC, et al. Preparing family
caregivers for death and bereavement. Insights from car-
egivers of terminally ill patients. J Pain Symptom Manag
2009; 37: 3-12.

3. Durepos P, Sussman T, Ploeg J, et al. What does death
preparedness mean for family caregivers of persons with
dementia? Am J Hosp Palliat Med 2019; 36: 436-446.

4. Hebert RS, Prigerson HG, Schulz R, et al. Preparing caregiv-
ers for the death of a loved one: a theoretical framework
and suggestions for future research. J Palliat Med 2006; 9:
1164-1171.

5. Keegan O, Murphy |, Benkel |, et al. Using the Delphi tech-
nique to achieve consensus on bereavement care in pal-
liative care in Europe: an EAPC White Paper. Palliat Med
2021; 35: 1908-1922.

6. Hudson P, Remedios C, Zordan R, et al. Guidelines for the
psychosocial and bereavement support of family caregivers
of palliative care patients. J Palliat Med 2012; 15: 696—702.

7. Hovland-Scafe CA and Kramer BJ. Preparedness for death:
how caregivers of elders with dementia define and per-
ceive its value. Gerontologist 2017; 57: 1093-1102.

8. KimY, Carver CS, Spiegel D, et al. Role of family caregivers’
self-perceived preparedness for the death of the cancer
patient in long-term adjustment to bereavement. Psycho-
oncology 2017; 26: 484-492.

10.

11.

12.

13.

14.

15;

16.

17

18.

19.

20.

21.

22.

23.

24.

25.

26.

. Schulz R, Boerner K, Klinger J, et al. Preparedness for death

and adjustment to bereavement among caregivers of
recently placed nursing home residents. J Palliat Med 2015;
18:127-133.

Treml J, Schmidt V, Nagl M, et al. Pre-loss grief and prepar-
edness for death among caregivers of terminally ill cancer
patients: a systematic review. Soc Sci Med 2021; 284: 114240.
Gallagher R and Krawczyk M. Family members’ perceptions
of end-of-life care across diverse locations of care. BMC
Palliat Care 2013; 12: 25.

Wen FH, Chou WC, Hsieh CH, et al. Distinct death-prepared-
ness states by combining cognitive and emotional prepar-
edness for death and their evolution for family caregivers
of terminally ill cancer patients over their last 6 months of
life. J Pain Symptom Manag 2021; 62: 503-511.

Supiano KP, Luptak M, Andersen T, et al. If we knew then
what we know now: the preparedness experience of pre-
loss and post-loss dementia caregivers. Death Stud 2022;
46(2): 369-380.

Hovland CA and Kramer BJ. Barriers and facilitators to pre-
paredness for death: experiences of family caregivers of
elders with dementia. J Soc Work End Life Palliat Care 2019;
15: 55-74.

Durepos P, Ploeg J, Sussman T, et al. “A crazy roller coaster
at the end”: a qualitative study of death preparedness with
caregivers of persons with dementia. SAGE Open Nurs 2020;
6: 1-11.

Breen LJ, Aoun SM, O’Connor M, et al. Family caregivers’
preparations for death: a qualitative analysis. J Pain
Symptom Manag 2018; 55: 1473-1479.

Gire J. How death imitates life: cultural influences on concep-
tions of death and dying. Online Read Psychol Cult 2014; 6: 3.
Tang ST, Hsieh CH, Chou WC, et al. Course of changes in
emotional preparedness for death and its associations with
caregiving outcomes for family caregivers of terminally ill
cancer patients over their last year of life. J Pain Symptom
Manag 2021; 61: 974-982.

Wen FH, Chou WC, Hou MM, et al. Caregivers’ death-pre-
paredness states impact caregiving outcomes and patients’
end-of-life care. J Pain Symptom Manag 2022; 63: 199-209.
Wen FH, Chou WC, Hou MM, et al. Associations of death-
preparedness states with bereavement outcomes for family
caregivers of terminally ill cancer patients. Psychooncology
2022; 31: 450-459.

Matsuzaka S, Ohba A, Masukawa K, et al. Factors associ-
ated with the preparedness for bereavement in families of
patients with cancer: a secondary analysis of a nationwide
bereaved family survey. Psychooncology 2024; 33: e6276.
Yum JO. The impact of confucianism on interpersonal
relationships and communication patterns in East Asia.
Commun Monogr 1988; 55: 374-388.

Hui CH and Triandis HC. Individualism-collectivism: a study
of cross-cultural researchers. J Cross Cult Psychol 1986; 17:
225-248.

Finkelstein EA, Bhadelia A, Goh C, et al. Cross country com-
parison of expert assessments of the quality of death and
dying 2021. J Pain Symptom Manag 2022; 63: e419-e429.
Wikipedia contributors. Religion in Taiwan, https://en.
wikipedia.org/w/index.php?title=Religion_in_Taiwan&
oldid=1217025478 (2024, accessed April 3 2024).

Braun V and Clarke V. Thematic analysis: a practical guide.
1st ed. Thousand Oaks: Sage, 2022.



Liang et al.

1193

27,

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43,

McEvoy P and Richards D. A critical realist rationale for
using a combination of quantitative and qualitative meth-
ods. J Res Nurs 2016; 11: 66—78.

Braun V and Clarke V. Using thematic analysis in psychol-
ogy. Qual Res Psychol 2006; 3: 77-101.

Braun V and Clarke V. One size fits all? What counts as
quality practice in (reflexive) thematic analysis? Qual Res
Psychol 2021; 18: 328-352.

Braun V and Clarke V. Conceptual and design thinking for
thematic analysis. Qual Psychol 2022; 9: 3.

Braun V and Clarke V. Supporting best practice in reflexive
thematic analysis reporting in Palliative Medicine: a review
of published research and introduction to the Reflexive
Thematic Analysis Reporting Guidelines (RTARG). Palliat
Med 2024; 38(6): 608-616.

National Health Insurance Administration. The palliative
care services in Taiwan, https://www.nhi.gov.tw/Content_
List.aspx?n=D8386FD9AD1B49D3&topn=D39E2B72B0B
DFA15 (2021, accessed February 03 2022).

Miller MD. Complicated grief in late life. Dialogues in clini-
cal neuroscience 2012; 14: 195-202.

Bogetz JF, Revette A, Rosenberg AR, et al. “I could never
prepare for something like the death of my own child”:
parental perspectives on preparedness at end of life for
children with complex chronic conditions. J Pain Symptom
Manag 2020; 60: 1154-1162. e1151.

Draucker CB, Martsolf DS and Poole C. Developing distress
protocols for research on sensitive topics. Arch Psychiatr
Nurs 2009; 23: 343-350.

Braun V and Clarke V. To saturate or not to saturate?
Questioning data saturation as a useful concept for the-
matic analysis and sample-size rationales. Qual Res Sport
Exerc Health 2021; 13: 201-216.

Abfalter D, Mueller-Seeger J and Raich M. Translation deci-
sions in qualitative research: a systematic framework. Int J
Soc Res Methodol 2020; 24: 469-486.

Hsu CY, O’Connor M and Lee S. Understandings of death
and dying for people of Chinese origin. Death Stud 2009;
33:153-174.

Jung Y, Yeom H-E and Lee N-R. The effects of counseling
about death and dying on perceptions, preparedness, and
anxiety regarding death among family caregivers caring for
hospice patients: a pilot study. Korean J Hosp Palliat Care
2021; 24: 46-55.

Miyashita M, Morita T, Sato K, et al. Factors contribut-
ing to evaluation of a good death from the bereaved
family member’s perspective. Psychooncology 2008; 17:
612-620.

Meier EA, Gallegos JV, Thomas LPM, et al. Defining a good
death (successful dying): literature review and a call for
research and public dialogue. Am J Geriatr Psychiatry 2016;
24:261-271.

Miyashita M, Morita T, Sato K, et al. Good death inventory:
a measure for evaluating good death from the bereaved
family member’s perspective. J Pain Symptom Manag
2008; 35: 486-498.

Wilson DM and Hewitt JA. A scoping research literature
review to assess the state of existing evidence on the “bad”
death. Palliat Support Care 2018; 16: 90-106.

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59:

60.

61.

62.

63.
64.

Miyashita M, Sanjo M, Morita T, et al. Good death in cancer
care: a nationwide quantitative study. Ann Oncol 2007; 18:
1090-1097.

Steinhauser KE, Clipp EC, McNeilly M, et al. In search of a
good death: observations of patients, families, and provid-
ers. Ann Intern Med 2000; 132: 825-832.

Cheng S-Y, Hu W-Y, Liu W-J, et al. Good death study of
elderly patients with terminal cancer in Taiwan. Palliat Med
2008; 22: 626-632.

Steinhauser KE, Christakis NA, Clipp EC, et al. Factors consid-
ered important at the end of life by patients, family, physi-
cians, and other care providers. JAMA 2000; 284: 2476-2482.
Pasman HRW, Brandt HE, Deliens L, et al. Quality indicators
for palliative care: a systematic review. J Pain Symptom
Manag 2009; 38: 145-156. e121.

Shih S-Y. Religious behavior and religious phenomena
(Part 1). Chin Buddhism Monthly 1982; 26: 3-10.

Steffen EM and Klass D. Culture, contexts and connections:
a conversation with Dennis Klass about his life and work as
a bereavement scholar. Mortality 2018; 23: 203-214.

Klass D and Silverman PR. Introduction: what’s the prob-
lem? In: Klass D, Silverman PR and Nickman SL (eds)
Continuing bonds: new understandings of grief. USA: Taylor
& Francis, 1996, pp.3-27.

Klass D. Grief in an Eastern culture: Japanese ancestor
worship. In: Klass D, Silverman PR and Nickman SL (eds)
Continuing bonds: new understandings of grief. USA: Taylor
& Francis, 1996, pp.59-70.

Root BL and Exline JJ. The role of continuing bonds in cop-
ing with grief: overview and future directions. Death Stud
2014; 38: 1-8.

Hedtke L and Winslade J. Remembering lives: Conversations
with the dying and the bereaved. Milton: Taylor & Francis
Group, 2004.

Riegel M, Buckley T and Randall S. Family’s experience of
memory making in adult intensive care and its use in early
bereavement: a descriptive qualitative study. J Clin Nurs
2023; 32: 6648-6661.

Liang H-J, Xiong Q, Remawi BN, et al. Taiwanese family
members’ bereavement experience following an expected
death: a systematic review and narrative synthesis. BMC
Palliat Care 2024; 23: 14.

Benore ER and Park CL. INVITED ESSAY: death-specific
religious beliefs and bereavement: belief in an afterlife and
continued attachment. Int J Psychol Relig 2004; 14: 1-22.
Boelen PA, Stroebe MS, Schut HA, et al. Continuing bonds and
grief: a prospective analysis. Death Stud 2006; 30: 767-776.
Field NP and Friedrichs M. Continuing bonds in coping with
the death of a husband. Death Stud 2004; 28: 597-620.
Worden JW. Grief counseling and grief therapy: a handbook
for the mental health practitioner. New York: Springer, 2018.
Stroebe M, Schut H and Boerner K. Continuing bonds in
adaptation to bereavement: toward theoretical integration.
Clin Psychol Rev 2010; 30: 259-268.

Lindemann E. Symptomatology and management of acute
grief. Pastor Psychol 1963; 14: 8-18.

Parkes CM. Bereavement. Br J Psychiatry 1985; 146: 11-17.
Krefting L. Rigor in qualitative research: the assessment of
trustworthiness. Am J Occup Ther 1991; 45: 214-222.



6.2 Chapter summary

Paper 3 demonstrates that family death preparation in Taiwan extends beyond the point of
death (Liang, Xiong, Lin, et al., 2024). Families described preparing for the moment of death
itself, arranging for a meaningful funeral, maintaining continuing relationships, and supporting
the dying relative’s peaceful transition and afterlife. These accounts reflect the central role of
religious beliefs, ritual practices and cultural norms in guiding preparation. They also shaped
understandings of a good death and encouraged emotional restraint before and after death as

culturally and religiously appropriate.

The interview study indicated that healthcare professionals can play a vital role in supporting
family death preparation, but practical guidance on how healthcare professionals can do so
remains limited. Building on the findings of the qualitative interview study (Papers 2 and 3), a
nominal group technique study with specialist palliative care professionals in Taiwan was
conducted. The aim was to develop recommendations to better support families’ death
preparation, and the findings are presented in the next chapter. A critique of the methods used

is presented in the subsequent chapter.
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CHAPTER 7: FINDINGS OF THE NOMINAL GROUP
TECHNIQUE STUDY

The preceding chapters presented findings from the systematic review (Paper 1, Chapter
Four) and the qualitative interview study (Papers 2 and 3, i.e., Chapters Five and Six),
which explored family experiences of death preparation in Taiwan. Building on this
foundation, the current chapter reports the findings of the nominal group technique
study. The methods for this study were reported in Chapter Three and Paper 4 (Chapter
Eight). This study aimed to generate recommendations for how healthcare professionals
can better support families in preparing for a relative’s death in Taiwan and to identify
priorities for implementation. The study involved specialist palliative care professionals

and employed the nominal group technique (Jlinger & Payne, 2020) to reach consensus.

7.1 Characteristics of specialist palliative care professionals

Ten specialist palliative care professionals participated in the nominal group technique
meeting. The group included two physicians, six nurses, one psychologist, and one
chaplain. Their demographic and professional characteristics are summarised in Table 7.
The mean age was 52.2 years (range, 33—74), and the mean length of specialist palliative
care experience was 16.3 years (range, 6—26). Most participants were women (n = 7),
with men accounting for three. Geographically, the majority were based in northern

Taiwan (n = 7), followed by two from the south and one from central Taiwan.

Table 7: Characteristics of specialist palliative care professionals (n=10).

Age Type of specialist palliative care
30-50 4 Inpatient care 1
51-65 5 Consultation care 3
66+ 1 Home care 1
Gender Inpatient and home care 1
Man 3 Inpatient, consultation, and home care 4
Woman 7 Years of experience in specialist palliative
care
Profession 5-10
Physician 2 11-20
Nurse 6 21-30 3
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Psychologist/chaplain 2 Region of specialist palliative care team
Northern
Middle 1
Southern

7.2 Initial results from the nominal group meeting

The initial outcomes of the nominal group technique meeting, including the number of
recommendations generated, a summary of their content, and the associated voting and

ranking results, are presented in this section.

A total of 42 recommendations were generated by participants on how healthcare
professionals could better support families in preparing for a relative’s death.
Participants were then asked to select ten recommendations from the list of 42, based
on their perceived importance and priority for implementation. The ten most frequently
selected recommendations were identified through this voting process. These were
subsequently ranked on a scale from 1 (highest priority) to 10 (lowest priority) to
determine their implementation order, with lower aggregated scores indicating higher

overall priority. The process is illustrated in Figure 2.

42 initial recommendations: Vote for 42 recommendations:
Clinical care: Nos. 1-21 8 votes: No. 10
Education: Nos. 22-29 7 votes: No. 38
Law & policy: Nos. 30-32 Vote 6 votes: No. 13
Research: Nos. 33, 34 5 votes: Nos. 22, 30
Religion & culture: Nos. 35-37 4 votes: Nos. 12, 26, 27, 34, 37
Others: Nos. 38-42

Rank

Rank of top ten:

1%:No. 10  6th: No. 26
2":No.12 7t No. 38

3 No.13  gth=gth: No. 37
4"™: No.27  gth=gth: No. 34
5%:No.30  10%: No. 22

Figure 2: The process of voting and ranking during the group meeting.

All 42 recommendations were categorised into six predefined thematic areas: clinical

care (21 recommendations), education (8), law and policy (3), research (2), religion and
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culture (3), and other considerations (5), as summarised in Table 8. Clinical care was the
most frequently represented theme, underscoring its central role in supporting families
through death preparation. Participants also highlighted the importance of education
on death and dying for both healthcare professionals and students, alongside the need

for supportive government policies and further research.

The top ten priority recommendations spanned all six predefined thematic areas: clinical
care (Recommendations 10, 12, 13), education (Recommendations 22, 26, 27), law and
policy (Recommendation 30), research (Recommendation 34), religion and culture
(Recommendation 37), and other considerations (Recommendation 38). Clinical care
and education were the most frequently represented. As one participant reflected: “In
my view, it is very important that these top ten recommendations cover various aspects”
(Participant A). Collectively, the top ten emphasised the need for healthcare
professionals to recognise signs of dying and to provide appropriate end-of-life care
(Recommendation 10). This included involving families in decision-making
(Recommendation 12) and facilitating consensus between patients and families on end-
of-life matters, such as funeral arrangements (Recommendation 37). Effective
communication (Recommendation 13), supported by adequate education and training
(Recommendations 26 and 27), was regarded as essential. In addition, raising public
awareness about death-related issues (Recommendations 22 and 38), advocating for
supportive government policies (Recommendation 30), and conducting further research
in this area (Recommendation 34) were identified as vital to improving family death

preparation.

During the voting process, eight recommendations received four votes. However, three
of these (Recommendations 1, 3, and 4) were mistakenly excluded from the final top ten
list. All three were related to clinical care, including predicting life expectancy, an
important element of end-of-life preparation. This oversight was addressed later during
the framework analysis (Parkinson et al., 2016; Ritchie & Spencer, 2002), as discussed in

the section on the finalised recommendations.
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Table 8: Initial recommendations, voting and ranking result.

Rank No. & description of initial recommendation from the nominal group meeting ° Stage 1: Vote for 42 Stage 2: Rank
order recommendations  of top 10 °
1st 10. Healthcare professionals have the ability to recognise dying signs and deliver appropriate care 8 35
2nd 12. Healthcare professionals could encourage family members to participate in end-of-life care 4 41
decision-making through various means (e.g., shared decision making)
3rd 13. Healthcare professionals have the ability to communicate with patients, families and other 6 45
healthcare staff during end-of-life care
4th 27. The need to include end-of-life care in healthcare professional education programmes 4 48
5th 30. Making top-down policies is crucial 5 53
6th 26. Using bedside teaching and real case studies in end-of-life care education 4 60
7th 38. The need to promote death preparation as a social issue through various ways (e.g., death 7 63
festivals, using social media)
8th=9th 37. Healthcare professionals have the ability to help patients and their families reach a consensus 4 68
on funeral arrangements
8th=9th 34. Research is needed to understand the end-of-life needs of patients in community settings (e.g., 4 68
how Taiwanese died in community settings)
10th 22. The need to provide education about death and dying to individuals in community settings or 5 69
long-term care institutions
n/a 1. Healthcare professionals could identify the needs of family members facing the impending death 4°¢
of a relative
3. Healthcare professionals have the capability to predict the life expectancy of their patients 4¢

4, Healthcare professionals could deliver appropriate care to patients, tailored to the various stages 4°¢
of their life expectancy

14. Healthcare professionals could help family members fulfil the patient’s last wishes and 3
complete their unfinished business
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23. The need to create and distribute films that educate the public about death preparation

2. Healthcare professionals could address the needs of family members facing the impending death
of a relative

6. The need to provide integrated and continuous palliative care across disciplines in hospitals and
extend outreach to the community

7. Healthcare professionals could facilitate family meetings with family members to help them
prepare for a relative’s death

8. Healthcare professionals could guide family members to participate in the physical care of the
patient

11. Healthcare professionals could facilitate communication between patients and their families
18. Healthcare professionals could provide anticipatory grief support to significant others of the
patient, reaching beyond their families

25. Death education should be compulsory in general education curricula

29. Improve death literacy as well as health literacy, particularly at end of life among the public
33. Developing and optimising prognostic tools for accurately estimating survival time is needed
36. Religious-related groups/organisations could actively provide the public with death education
and consultation services

39. Healthcare professionals in community settings could initiate advance care planning discussions
with patients and the public in the community

41. Non-profit organisations should establish multiple channels for medical consultation both in
person and online

9. Staff in long-term care institutions have the capability to identify patients with palliative care
needs

15. The need to conduct family-centred groups that focus on the family as a unit to address
psychosocial and spiritual concerns among the family

16. Healthcare professionals could ask patients two questions during end-of-life care: “How would

N N NN
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you describe your life in a sentence?” & “Do you have any unfinished wishes?”

24. The need to provide death education to the public through diverse channels (e.g., Death Café)

28. Healthcare professionals in intensive care units should improve their skills in providing end-of-

life care

35. Healthcare professionals could have knowledge about the religious and cultural customs that 1
are associated with funeral arrangements and rituals

42. National clinical audits should assess whether hospitals provide appropriate integrated 1
palliative and end-of-life care

5. Healthcare professionals could assist patients in creating a legacy to connect with their families 0
after death

17. Healthcare professionals should possess both moral sensitivity and legal knowledge to provide 0
appropriate end-of-life care for individuals who have unspeakable relationships with the patient

19. Healthcare professionals could offer anticipatory grief support for family members coping with 0
a foetus diagnosed with life-limiting conditions

20. The need to deliver appropriate end-of-life care for family members who are Taiwanese new 0
immigrants

21. The need to provide appropriate end-of-life care for family members or significant others facing 0
death caused various life-limiting conditions at all ages

31. Government agencies could offer funding for research 0
32. Making an unpaid leave policy to encourage family members to attend family meetings or 0
family-centred groups

40. The provision of appropriate end-of-life care is needed in primary care networks 0

2 Predefined theme of recommendations: Clinical care, Nos. 1-21; Education, Nos. 22-29; Law & policy, Nos. 30-32; Research, Nos. 33 & 34; Religion &
culture, Nos. 35-37; Others, Nos. 38-42
blower score higher ranking

¢Three of the eight recommendations received the same number of votes, but three were mistakenly excluded from the final top ten.
n/a: not applicable
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When comparing the number of votes with the final priority rankings of the top ten
recommendations, both areas of alignment and divergence were evident. For instance,
the clinical care recommendation on recognising signs of dying (Recommendation 10)
received the highest number of votes and was also ranked as the top priority. Similarly,
the recommendation to enhance healthcare professionals’ communication skills

(Recommendation 13) was third in both votes and ranking.

In contrast, some recommendations showed a mismatch between votes and ranking.
The recommendation on involving families in end-of-life care decision-making
(Recommendation 12) received the fewest votes among the top ten but was ranked
second in priority. Conversely, the recommendation to promote death preparation as a
societal concern (Recommendation 38) received the second-highest number of votes

but was placed seventh in the final ranking.

Notably, all three clinical care recommendations included in the top ten were ultimately
ranked among the highest-priority items. This reflected participants’ emphasis on the
centrality of clinical practice in supporting families, as one participant explained:
“Because | am working on the front of clinical practice, | believe that we need to focus
back on the aspect of clinical care” (Participant D). The alignment and divergence

between voting and ranking are illustrated in Figure 3.

Votes

No. 10 No. 12 No.13 No.27 No. 30 No. 26 No. 38 No. 34 No. 37 No.22
Rank order

Figure 3: The alighment and divergence between voting and ranking results.
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7.3 Findings of the nominal group study using framework analysis

In this section, the findings of the nominal group study derived from framework analysis
(Parkinson et al., 2016; Ritchie & Spencer, 2002) are presented. Key themes on how to
improve preparation for a relative’s death are explored. Additionally, recommendations
that were overlooked during the group meeting are addressed. Finally, a refined set of
recommendations for healthcare professionals to better support families in this process

is provided.

7.3.1 Themes on improving preparation for a relative’s death

Following the framework analysis (Parkinson et al., 2016; Ritchie & Spencer, 2002), two
main themes were developed that capture specialist palliative care professionals’
perspectives on how families’ preparation for a relative’s death could be improved.
These were: awareness of difficulties, and a multidimensional approach is necessary.
Each theme included several subthemes, which are presented in Table 9 and discussed

in the subsequent sections.

Table 9: Themes on improving preparation for a relative’s death.

Themes Subthemes

1. Awareness of 1.1 Insufficient competencies in end-of-life care among
difficulties healthcare professionals
1.2 Family involvement in end-of-life decision-making is essential
but challenging
1.3 Inadequate care in non-palliative care units
1.4 Limitations in current legal provisions and healthcare

policies
2.A 2.1 Providing high-quality care for patients and families
multidimensional 2.2 A continuous and comprehensive end-of-life care network is
approach is essential
necessary 2.3 Improving death literacy among the public

2.4 The need to engage the government and conduct further
research

Theme 1: Awareness of difficulties

This theme was developed to capture participants’ reflections on the obstacles to family

death preparation and highlights participants’ recognition of these difficulties as the
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foundation for formulating tailored and appropriate support. Although the nominal
group meeting was designed to generate recommendations for improving family death
preparation, participants also reflected on the barriers that may hinder families from
engaging in this process. They emphasised that acknowledging these challenges is a
necessary first step toward developing effective, context-sensitive solutions. This
recognition informed the rationale behind the recommendations generated during the
group meeting. This main theme was further derived into several subthemes, as

presented below.

Subtheme 1.1: Insufficient competencies in end-of-life care among healthcare

professionals

Participants observed that some healthcare professionals continued to demonstrate
limited competencies in end-of-life care, which hindered their ability to support families
in preparing for a relative’s death. A central concern was inadequate communication
skills, particularly a reluctance to engage in conversations about death-related topics. As
one participant noted, “Many healthcare staff just avoid and refuse to talk about it
(referring to death-related topics)” (Participant C). Effective communication was
regarded as essential for shaping positive end-of-life experiences for both patients and
families: “I believe this aspect (end-of-life communication skills) is very important
because it will directly affect the patient’s and the families’ end-of-life care experience”
(Participant C). Despite this recognition, initiating open discussions remained difficult
due to the emotional sensitivity of these topics and the involvement of multiple

stakeholders, including patients, families, and other healthcare professionals.

Another prominent challenge involved communicating life expectancy. Families
frequently asked how much time their relative had left, yet healthcare teams often
struggled to provide answers. As one participant explained, “We are most frequently
asked by patients’ families, how much time does my father...my mother have left? This is
actually the question we get asked the most” (Participant D). Participants regarded this
information as essential for enabling families to set realistic care goals, make informed
medical decisions, and prepare for what was to come. Prognostic communication was
therefore seen as central to the overall quality of end-of-life care, although conveying

such information was described as inherently difficult due to uncertainty in survival
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predictions.

The unpredictable nature of illness trajectories, particularly among “patients with non-
cancer diagnoses” (Participant B), was identified as an additional barrier. Moreover,
many healthcare professionals were unfamiliar with using prognostic survival estimation
tools. As one participant stated: “Healthcare professionals were not familiar with using

prognostic survival estimation tools” (Participant D).

Discrepancies also emerged between the prognostic information provided by clinicians
and the expectations of families. Clinicians often relied on statistical probabilities framed
within time periods (for example, a 30-day survival probability of less than 30 per cent),
whereas families typically preferred clearer estimates expressed in terms of duration (for
example, “weeks” or a range such as 14-55 days). These differences complicated
prognostic communication and contributed to misaligned expectations during the death

preparation process.

Subtheme 1.2: Family involvement in end-of-life decision-making is essential but

challenging

Family involvement in decision-making at the end of life was regarded as essential, yet
participants noted that it was often difficult to achieve in clinical practice. They
acknowledged that Taiwanese culture places strong value on family roles, particularly in
healthcare decision-making. However, differing opinions among family members
frequently led to disagreements, sometimes escalating into arguments and, ultimately,
“feelings of regret” (Participant B). Participants therefore emphasised the importance of
assisting families in reaching consensus on end-of-life decisions wherever possible,

especially when decisions were being made on behalf of a dying relative.

Despite this recognised importance, achieving family consensus in practice was
described as challenging for several reasons. A key barrier was the limited time available
to healthcare professionals. As one participant observed, “I have noticed that medical
staff seem to have limited time to engage in in-depth discussions with families
(Participant A). In addition, ensuring that all key family members were present for these
discussions was often difficult. Even when some were involved, they frequently

struggled to understand the medical information provided or found it challenging to
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convey what they had learned to other relatives. As one participant reflected:

“Another issue is health literacy. Many families still have limited health literacy, which
creates communication barriers. For example, a family member might understand
what a physician is explaining, but when trying to convey this information to other

relatives, they may struggle and feel uncertain.” (Participant F)

These challenges underscored the need for healthcare professionals to communicate
medical information in a way that was accessible and understandable to families. This,
in turn, shaped the overall end-of-life decision-making process. This issue was noted not
only by participants with medical or nursing backgrounds but also by those from other
professional disciplines. It also echoed earlier concerns discussed in Subtheme 1.1
regarding the communication skills of healthcare professionals, while highlighting the
influence of family dynamics. The process of sharing medical information was shaped
not only by individual family members’ ability to comprehend and communicate, but

also by the family’s established patterns of interaction.
Subtheme 1.3: Inadequate care in non-palliative care units

From the participants’ perspective, specialist palliative care played a vital role in helping
families prepare for the death of a relative. However, late referrals often left families
with limited time and few opportunities to engage in this process. Palliative care was
typically introduced only when a patient’s condition was considered terminal or when
curative treatment was no longer an option. This delay was attributed to the
underdevelopment of generalist palliative care services in non-specialist settings, where
healthcare professionals lacked both specialist training and even a basic understanding

of palliative care. As one participant explained:

“The involvement of early palliative care is vital because, at present, most cases
transition directly from disease treatment to palliative care. However, the role of the

generalist palliative care service in this process is still ignored.” (Participant 1)

Concerns were also raised about inadequate end-of-life care in non-palliative care
settings, particularly in intensive care units, primary care, and community environments.
Despite the high number of deaths occurring in intensive care units, the quality of end-

of-life care in these settings was described as insufficient. Similarly, the absence of
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comprehensive end-of-life care in primary care and community services often leaves

patients and families with no alternative but to seek hospital-based support.
Subtheme 1.4: Limitations in current legal provisions and healthcare policies

A final challenge in preparing for a relative’s death concerned the broader national
framework in which families were situated. This framework encompassed existing legal
structures and healthcare policies, particularly Taiwan’s Patient Right to Autonomy Act
and National Healthcare Insurance system, both of which were highlighted by
participants. Limitations within these systems were seen as hindering families from

adequately preparing for an impending death.

Advance care planning was generally viewed as beneficial for supporting family death
preparation. However, the Patient Right to Autonomy Act sets out strict legal
requirements, including the stipulation that such discussions must take place in
designated qualifying hospitals. As a result, some healthcare professionals were
perceived as approaching advance care planning primarily as a legal obligation rather

than a holistic opportunity for reflection and communication. One participant explained:

“Such actions (referring to conducting advance care planning consultations in non-

qualifying hospitals) are not permitted under current policies.” (Participant H)

Participants also pointed to limitations within the National Healthcare Insurance system,
which was considered insufficient in meeting the needs of all dying patients. This was
especially problematic for individuals living in rural areas with limited medical resources,

or for those unable or unwilling to seek care in hospital settings. As one participant noted:

7’

“Don’t assume that the National Healthcare Insurance can cover all dying patients

needs in Taiwan.” (Participant D)

Although palliative care services, including hospice home care, are covered under the
National Healthcare Insurance system, they are primarily delivered by hospital-based
teams. This institutional concentration was perceived to restrict access to appropriate
end-of-life care for people in less urbanised areas or those who preferred to receive care

at home.

Taken together, the challenges identified in Theme 1 show that the obstacles to
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preparing for a relative’s death extend beyond individual and interpersonal dynamics to
include systemic and policy-related barriers. Addressing these complex and
interconnected issues requires a multidimensional approach, as explored in the

following theme.
Theme 2: A multidimensional approach is necessary

This theme outlines the recommendations identified as necessary to improve families’
experiences of preparing for the death of a relative. Participants emphasised that a
multidimensional approach was essential, recognising the complex and nuanced nature

of this preparation process.
Subtheme 2.1: Providing high-quality care for patients and families

Participants emphasised the importance of ensuring high-quality care for both patients
and families when considering how to improve preparation for a relative’s death.
Meeting the needs of the dying person was seen as essential not only in its own right
but also as a critical part of supporting families through this process. Appropriate end-
of-life care was described as responsive to the patient’s evolving condition and
extending beyond physical needs to include psychological, social, and spiritual
dimensions. Particular attention was given to psychological and spiritual care, such as
helping patients to “fulfil unfinished business” (Participant G) or engage in “life review”
(Participant H), both regarded as integral to achieving a good death. As one participant

noted, “Helping patients to have a good death is part of helping families prepare for the

death” (Participant A).

Other aspects of family death preparation included resolving relational matters between
the dying person and their relatives and making “funeral arrangements in line with
religious and cultural beliefs” (Participant J). Cultural appropriateness was therefore
framed as a core component of high-quality care. Legacy creation was also emphasised
as a way of supporting continuing bonds between the deceased relative and surviving

family members. One participant explained:

“The first recommendation | wrote about is to help patients leave behind a presence.
This means that the patient leaves behind objects that signify their existence, such as

writing letters, voice or video recordings, or creating hand moulds. We implemented
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them in clinical practice to ensure that, even after the patient has died, their presence

is still remembered and documented by their family.” (Participant E)

Equally important was the involvement of families in end-of-life care, which was seen to
enhance their overall preparation experience. Guiding families to provide physical care

for the dying relative was regarded as particularly meaningful:

“I believe it is important to encourage family members to do something for the patient,
such as participating in the patient’s care, rather than leaving them with a sense of
passively waiting for death. By teaching them how to assist with personal care tasks,
such as oral care, we can help them feel that they are still contributing meaningfully,

even at this stage.” (Participant G)

Family involvement was also described in terms of “being present during the final
moments” (Participant J) and “taking part in end-of-life decision-making” (Participant B).
Supporting these decisions required careful attention to factors such as “the illness
trajectory” (Participant B) and “life expectancy” (Participant D), alongside “receiving
informational support from healthcare professionals” (Participant A). Participants
repeatedly stressed the importance of “understanding and respecting the dying
relative’s preferences on end-of-life matters” (Participants B, D, H) and “achieving family

consensus” (Participant J).

Overall, providing high-quality end-of-life care was seen as a way of improving families’
experiences of death preparation. This required healthcare professionals to develop core
competencies, including the ability to identify and address patient and family needs,
estimate life expectancy, and communicate prognostic information in a sensitive manner.
Skills in facilitating end-of-life decision-making, such as through “family meetings”
(Participant G), were also considered essential, reflecting the cultural significance of a
family-centred approach in Taiwanese society. In addition, participants highlighted the
importance of professional knowledge of end-of-life legislation and sensitivity to
religious and cultural practices, including funeral arrangements and rituals.
Strengthening these competencies required dedicated education for both healthcare

professionals and students. As one participant stated:

“End-of-life care is a fundamental right for everyone, and there should be mandatory
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courses on this topic in all healthcare professional development curricula.” (Participant

B)

This subtheme highlights the clinical care dimension of family death preparation,
particularly at the level of individual healthcare professionals. Enhancing competencies
in end-of-life care through appropriate training and education was considered essential

for ensuring that both patients and families receive the support they need.
Subtheme 2.2: A continuous and comprehensive end-of-life care network is essential

As discussed in Subtheme 1.3, inadequate provision of palliative and end-of-life care
posed a significant challenge to family death preparation, particularly in non-palliative
care settings such as intensive care units, primary care, and community environments.
To address this, participants stressed the need to establish a continuous and integrated
end-of-life care network within the healthcare system. A central element of this
approach was strengthening generalist palliative care services in non-specialist settings.
Such a network would ensure that patients and families receive appropriate care across

hospital, community, and primary care contexts. As one participant explained:

“So, can we have a continuous system that spans from within the hospital, across
different departments or units, to the community, and even to primary care, such as
local clinics, to provide patients and their families with good palliative and end-of-life
care?... | believe that there needs to be a comprehensive plan to develop it.”

(Participant F)

Participants also noted that support in preparing for an impending death should not be
confined to traditional definitions of “family members”, typically those related by blood
or marriage. Instead, they recommended broadening the scope to include other
significant individuals in the patient’s life, such as “those in relationships that are not
openly acknowledged by the patient’s family or society and individuals in cohabiting
partnerships lacking legal recognition” (Participant F). They further drew attention to
the needs of Taiwanese new immigrants, a term that broadly refers to individuals who
have settled in Taiwan and acquired legal residence or citizenship through marriage,
naturalisation, or other migration pathways, distinct from temporary labour migrants

(Kasai, 2022). Participants observed that this group continues to receive limited
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attention in end-of-life care, which can affect their experiences when preparing for a
relative’s death. Collectively, participants emphasised the importance of adopting an
inclusive approach to identifying those who play meaningful roles in a patient’s life. Such
an approach ensures that high-quality end-of-life care encompasses not only legally or
biologically defined family members but also others who are closely connected to the
patient, particularly individuals or groups whose relationships may not be socially

accepted or formally recognised within Taiwan’s culturally diverse society.

This subtheme places particular emphasis on the healthcare system, underscoring the
need for systemic reform and structural integration to achieve comprehensive and
inclusive palliative and end-of-life care, which in turn can better support families in

preparing for a relative’s death.
Subtheme 2.3: Improving death literacy among the public

Improving death literacy among the public was regarded as essential for helping families
prepare for the death of a relative. Participants emphasised the need to encourage a
shift in public attitudes towards death-related topics, enabling individuals to better
understand what to expect and how to approach the process. They recommended that
the public be educated on preparations related to death and dying, including “advance
care planning, discussions about the preferred place of death, decisions about post-death
clothing, funeral arrangements, expressing gratitude to the dying relative, and financial
planning” (Participant H). Importantly, such preparation was seen as something that

should begin early, rather than being delayed until death was imminent.

To support this goal, participants proposed multiple methods of raising death literacy
and awareness. Suggestions included “engaging religious groups and organisations to
provide the public with death education” (Participant F), “organising events such as
death festivals and Death Cafés” (Participant B), and “producing and distributing
relevant films” (Participant H). These initiatives reflected a belief that death preparation
should be viewed as a societal responsibility rather than a matter left to individual

families alone. As one participant explained:

“Death preparation should be framed as a societal issue so that the public can start

paying attention to it in their everyday lives. It should be presented as a topic that can
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be discussed over the long term, allowing people to engage in ongoing conversations

about it.” (Participant B)

Although this subtheme focuses on the societal dimension of family death preparation,
participants stressed that enhancing public death literacy is closely connected to the

experiences of individuals and families.
Subtheme 2.4: The need to engage the government and conduct further research

As previously discussed, improving family death preparation required a
multidimensional approach. This included providing high-quality care for patients and
families through well-trained healthcare professionals, strengthening end-of-life care
services within the healthcare system, and increasing public death literacy through
education. Participants emphasised that these initiatives should be further supported by
active government involvement. The government was viewed as playing a vital role in
overseeing, evaluating, and regulating palliative and end-of-life care across the country.
In addition, participants highlighted the importance of high-quality research to guide

policy development and inform clinical practice. As one participant suggested:

“The government needs to establish relevant policies (on delivering palliative and end-
of-life care), such as monitoring or incentive systems. However, research support is
essential when creating these policies. | believe these are areas where government

involvement is necessary.” (Participant F)

This final subtheme highlights the central role of government and research in advancing
family death preparation. More broadly, Theme 2 demonstrates that support must be
addressed in a multidimensional way across four levels: individual, systemic, societal,

and national.

Building on these thematic findings derived from the framework analysis (Parkinson et
al., 2016; Ritchie & Spencer, 2002), the next section turns to the recommendations
developed through the framework analysis, which translate these themes into practical
and actionable guidance for healthcare professionals in supporting families as they

prepare for a relative’s death.
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7.3.2 Recommendations following the framework analysis

Through the framework analysis, all 42 initial recommendations generated from the
nominal group meeting were revised to enhance clarity and practical relevance, drawing
on the discussions that took place during the session. These modified recommendations

are provided in Appendix 5.

While the thematic findings in Section 7.3.1 highlight the challenges and underlying
principles of improving family death preparation, the recommendations outlined here
translate those insights into more concrete guidance. As reflected in Theme 2,
supporting families requires a multidimensional approach spanning four levels:
individual, systemic, societal, and national. At the individual level, recommendations
focused on strengthening healthcare professionals’ competencies in end-of-life care
through targeted education and training to ensure high-quality care for patients and
families. The systemic level addressed the organisation and delivery of palliative and
end-of-life care services within the healthcare system. At the societal level,
recommendations emphasised improving public death literacy to encourage more
informed and open discussions about death and dying. At the national level, participants
stressed the importance of government involvement in policy development and
research to advance initiatives in family death preparation. Although this
multidimensional perspective was seen as essential, it did not indicate which levels
should be prioritised or the order in which they should be implemented. To address this,
the top ten recommendations, selected and prioritised by participants through voting
and ranking during the nominal group meeting, were used to establish an order for

practical implementation.

Taken together, the multidimensional framework encompassing individual, systemic,
societal, and national levels provided a comprehensive structure for analysing and
integrating the 42 modified recommendations (see Appendix 5) and guided the
synthesis into four finalised recommendations. As shown in Table 10, these finalised
recommendations each comprise several related modified recommendations along with
their implementation priorities. This overview clarifies how the modified
recommendations informed the finalised recommendations, ensuring transparency in

the framework analysis process. The following sections elaborate on these four finalised
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recommendations in detail.

Finalised recommendation 1: Providing appropriate end-of-life care to patients and
their families necessitates that healthcare professionals possess competencies in this

field, which should be cultivated through adequate professional education

This recommendation integrated three interdependent components: the delivery of
appropriate end-of-life care, the development of professional competencies, and the
provision of, and access to, relevant education and training. These elements were

regarded as essential for improving family death preparation in Taiwan.

Delivering appropriate end-of-life care for patients and families was considered central.
Such care should be responsive to the patient’s changing condition and extend beyond
physical needs to include psychological, social, and spiritual dimensions, with the overall
aim of supporting a good death. Psychological and spiritual care should involve helping
patients fulfil final wishes, resolve unfinished business, and engage in life review.
Families also require emotional and informational support, including clear explanations
of what to expect during the dying process. Practical actions such as helping to arrange
funerals in accordance with cultural and religious beliefs, addressing unresolved
relational matters, and facilitating legacy-building activities (for example, recordings or

hand moulds) were seen as important for enabling closure and sustaining ongoing bonds.

Families should be actively involved in end-of-life care. This includes participating in the
patient’s physical and personal care, accompanying them throughout the dying process,
especially during the final moments, and contributing to decision-making. Achieving
family consensus, respecting patient preferences, and taking life expectancy into

account were regarded as critical for appropriate decision-making.

Healthcare professionals require comprehensive training in end-of-life care to support
these practices. Core competencies include recognising signs of dying, estimating life
expectancy, and communicating effectively with patients, families, and colleagues. Skills
in involving families in end-of-life discussions, for example, through shared decision-
making and family meetings, are also essential. Professionals should be confident in
initiating advance care planning discussions and knowledgeable about relevant

legislation, religious practices, and cultural customs. End-of-life care should be
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integrated into professional curricula, with teaching methods such as case studies,

bedside teaching, and hands-on practice.

Finally, as noted in Section 7.2, an error during the voting stage of the nominal group
meeting resulted in eight initial recommendations receiving the same number of votes,
with three (Recommendations 1, 3, and 4) mistakenly excluded from the final top ten.
These were subsequently incorporated into this finalised recommendation during the

framework analysis, given their strong relevance and consistency with the overall theme.

Finalised recommendation 2: The significance of active government involvement and

research is needed to support the delivery of appropriate palliative and end-of-life care

This recommendation, developed from the framework analysis, was designated as the
second-highest priority for implementation. Unlike the top priority, which focused on
delivering high-quality end-of-life care, this recommendation adopted a national-level
approach to strengthening family death preparation. A central aspect was the
recognition that government leadership is needed to develop policies and allocate
resources that ensure equitable access to high-quality palliative and end-of-life care
services. Such services are essential for enabling families to prepare adequately for the

death of a relative.

The government should take responsibility for developing, coordinating, auditing, and
monitoring palliative and end-of-life care systems. Rather than concentrating only on
passing new laws, attention should be directed towards ensuring the effective
implementation of existing legislation, such as the Patient Right to Autonomy Act, and
formulating supportive policies that make these frameworks workable in practice. This
includes establishing clear guidelines, incentive structures, and monitoring mechanisms
to ensure that patients and families can access consistent and equitable services. In
addition, promoting death-related education for both healthcare professionals and the
general public is essential. Sustained governmental investment in research is also
required to support high-quality studies that evaluate existing systems, inform policy
development, and guide educational initiatives. This emphasis on research highlights its

vital role in improving family death preparation.

Several key research directions were identified. First, studies should explore patients’
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experiences of dying and end-of-life care within community settings in Taiwan. Second,
further research is required to examine the influence of governmental policies and legal
frameworks on the delivery of palliative and end-of-life care, including whether national
healthcare policies, such as Taiwan’s National Healthcare Insurance, adequately meet
the needs of dying patients. Third, investigations should assess the impact of legislation,
such as Taiwan’s Patient Right to Autonomy Act, on healthcare professionals’
engagement in advance care planning. Finally, the development and refinement of
prognostic tools for survival estimation were highlighted as priorities, as these would
enable clinicians to predict life expectancy more accurately and better meet Taiwanese

families” expectations.

Finalised recommendation 3: Strengthening palliative and end-of-life care services
within the healthcare system is essential, with particular emphasis on further
developing generalist palliative care and integrating these services into non-specialist

care units

As outlined in the second priority recommendation, ensuring access to high-quality
palliative and end-of-life care is fundamental to helping families prepare for the death
of a relative. Building on this, the third priority recommendation emphasises how such

care can be strengthened within the healthcare system.

At its core, this recommendation highlights the need for structure and systemic reforms,
calling for a more coordinated and consistent approach to delivering palliative and end-
of-life care as a strategy to enhance family death preparation. A central proposal was the
development of a continuous and comprehensive palliative and end-of-life care network
within the healthcare system. This would require expanding generalist palliative care
services and reinforcing the capacity of primary care and community-based settings to

provide such care across all levels of the system.

It was also recommended that palliative and end-of-life care services be integrated into
non-specialist care units, particularly intensive care units, to better support families
during the dying process. In addition, comprehensive provision should address the needs
of all individuals with life-limiting conditions and those close to them, rather than

focusing solely on immediate family members. This includes recognising and supporting
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patients’ significant others who may not be legally or formally acknowledged, such as
individuals in long-term relationships important to the patient but without legal
recognition. Ensuring inclusivity for these often-overlooked groups was considered

essential to delivering comprehensive palliative and end-of-life care.

Finalised recommendation 4: It is essential to increase the public’s death literacy and
awareness of issues surrounding death, alongside encouraging a shift in societal
attitudes towards death-related topics through targeted and culturally sensitive public

education initiatives

This recommendation, developed through the framework analysis, was designated as
the final priority for implementation and emphasises the importance of adopting a
societal-level approach to improve family death preparation. At its core is the
recognition that preparing for a relative’s death should be understood not only as a
clinical responsibility or a private family matter but also as a broader social concern

requiring collective awareness and engagement.

Efforts should therefore focus on enhancing the public’s death literacy and raising
awareness about death and dying through targeted education initiatives. A range of
strategies was identified to achieve this goal, including partnering with advocacy groups
and non-profit organisations, making effective use of social media platforms, hosting
events such as death festivals and Death Cafés, and producing and distributing
educational films. In addition, engaging religious groups and faith-based organisations
was recommended to ensure that public education initiatives are culturally sensitive and

responsive to diverse community needs.

Table 10: Finalised recommendations following the framework analysis. @

Finalised recommendations following the framework Recommendations
analysis modified by
framework analysis °

Recommendation 1: Providing appropriate end-of-life care Nos. 1, 2,3,4,5,7,8,
to patients and their families necessitates that healthcare 10, 11, 12, 13, 14, 15,

professionals possess competencies in this field, which 16, 26, 27, 35, 37, 39
should be cultivated through adequate professional

education

Recommendation 2: The significance of active Nos. 25, 30, 31, 32,
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government involvement and research is needed to 33, 34,42
support the delivery of appropriate palliative and end-of-
life care

Recommendation 3: Strengthening palliative and end-of- Nos. 6,9, 17, 18, 19,
life care services within the healthcare system is essential, 20, 21, 28, 40

with particular emphasis on further developing generalist

palliative care and integrating these services into non-

specialist care units

Recommendation 4: It is essential to increase the public’s  Nos. 22, 23, 24, 29,
death literacy and awareness of issues surrounding death, 36, 38, 41
alongside encouraging a shift in societal attitudes towards

death-related topics through targeted and culturally

sensitive public education initiatives

@ Each finalised recommendation encompasses several modified recommendations
integrated through framework analysis, and the numbering reflects their
implementation priorities.

b Details of the 42 modified recommendations corresponding to each finalised
recommendation are provided in Appendix 5.

These four finalised recommendations and their implementation order, developed
through the framework analysis, were discussed earlier. Although grounded in the
original recommendations proposed by participants and informed by the discussions
during the nominal group meeting, the wording of the final recommendations was
refined and differed from the participants’ original expressions. Additionally, the scope
of prioritisation shifted from the top ten recommendations to a distilled set of four. The
implementation order of these finalised recommendations was determined based on
the priorities established during the nominal group meeting. Ideally, these refined
recommendations and their order would have been presented to participants for review.
However, this step was not undertaken due to the absence of prior consent. Further

reflections on the framework analysis are presented below.

7.4 Reflections on framework analysis

The framework analysis led to the development of two main themes related to
improving family death preparation. The first theme, awareness of difficulties, served as
a foundational step in understanding why certain recommendations were proposed. The
second theme, a multidimensional approach is necessary, provided a broader

perspective by framing the recommendations across four interconnected levels:
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individual, systemic, societal, and national. This thematic approach enabled a more
holistic interpretation, allowing all proposed recommendations to be evaluated within a

wider systematic context rather than viewed in isolation.

The framework analysis also created space to review and reflect on the nominal group
meeting process itself, particularly the stages of listing, clarifying, voting on, and ranking
the recommendations. This enabled me to move beyond simply refining participant-
generated recommendations and instead examine the group meeting process and the
discussions that informed them. This shift offered valuable insights into the context and
rationale underpinning the recommendations, contributing to a more comprehensive

understanding of their development.

Although the nominal group technique theoretically emphasises preserving participants’
original wording, this approach can sometimes limit the clarity and practical applicability
of recommendations, thereby hindering their dissemination and implementation. In this
study, the framework analysis adopted an interpretative stance, refining the original
recommendations to enhance their clarity, feasibility, and relevance rather than strictly
maintaining the participants’ original phrasing. Ideally, these refined recommendations
should have been returned to participants for feedback and to determine whether the
original consensus remained unchanged. However, as previously noted, this was not

possible due to the lack of prior consent for follow-up engagement.

7.5 Chapter summary

The findings of the nominal group technique study on developing recommendations for
improving family death preparation have been presented in this chapter. Combined with
those reported in Chapters Four (Paper 1, systematic review), Five (Paper 2, qualitative
interview study), and Six (Paper 3, qualitative interview study), all findings of this thesis
are now presented in full. Before synthesising and discussing these findings to provide
an overarching account of how families in Taiwan can better prepare for the death of a
relative, the next chapter offers methodological reflections on using the nominal group
technique in Palliative Care, drawing on the experience of conducting the study in Taiwan,

a non-Western context.
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CHAPTER 8: METHODOLOGICAL REFLECTIONS TO SUPPORT

GOOD PRACTICE IN USING NOMINAL GROUP TECHNIQUES:

INSIGHTS FROM APPLICATIONS IN PALLIATIVE CARE STUDIES
(PAPER 4)

8.1 Overview

The fourth paper (Liang, Xiong, & Preston, 2025) presents methodological reflections on the
application of the nominal group technique in palliative care. It draws on the experiences of
conducting the third study of this thesis, which employed this method to address the final

research objective of the thesis:

To develop and prioritise culturally sensitive reccommendations for healthcare professionals
to better support families in preparing for the death of a relative within the Taiwanese

context.

This paper provides a detailed account of how the nominal group technique was applied to
generate recommendations for improving family death preparation in Taiwan. It also
identifies methodological challenges encountered in using this technique in palliative research

and offers practical recommendations to inform future applications of the method.

The published paper is reproduced in the following section.
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Abstract

Background: High-quality recommendations require rigorous methods based on strong evidence to improve clinical practice. In
palliative and end-of-life care, expert consensus is sometimes achieved through nominal group techniques. However, its practical
challenges are often underestimated, potentially compromising the rigour and the quality of the recommendations.

Methodological reflections: The methodological reflections on developing recommendations using the nominal group technique
are discussed in this paper. These reflections are drawn from its theoretical foundations and applications in palliative care research,
including a Taiwanese study on preparing families for a relative’s death. We highlight key issues such as the omission of pilot
meetings and the underestimation of practical challenges in conducting group meetings, including time constraints and real-world
uncertainties, especially during the stages of listing, clarifying, voting and ranking recommendations. Cultural factors are often
overlooked, as seen in the example study, where the moderator avoided interruptions to show respect and politeness during the
meeting. Additionally, valuable data gathered during meetings is often underutilised. These factors collectively can undermine the
quality of recommendations. Based on these insights, we offer suggestions for improvement.

Key suggestions: Pilot meetings should be conducted and reported to demonstrate how they inform the main meeting, ensuring
research rigour and recommendation quality. Sufficient time should be allocated for listing and clarifying recommendations and
in societies with specific etiquettes (e.g. minimising interruptions to show politeness). Further qualitative analysis of meeting
transcripts is suggested to better understand the context and rationale behind the recommendations and enhance their
applicability and clarity.

Keywords
Nominal group technique, consensus methods, recommendation development, interpretive qualitative analysis, framework analysis

What is already known about the topic?

e Developing practice recommendations based on evidence using rigorous and transparent methods is essential for
enhancing healthcare quality through formal consensus methods such as the nominal group technique.

e The nominal group technique is a structured method for identifying priorities, reaching consensus and developing
recommendations, but despite its wide use in healthcare research, it remains underutilised in palliative care.
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What this paper adds?

We reinforce the value of conducting pilot meetings and highlight the practical challenges of conducting nominal group
technique meetings, as difficulties arise from multiple tasks, time constraints, practical complexities and real-world
uncertainties, particularly during the recommendation listing, clarification, voting and ranking phases.

Cultural factors in applying the nominal group technique are overlooked, as shown in the example study, including the
need for more time to summarise and record participants’ verbal recommendations in written Traditional Chinese
(which uses complex characters with many strokes) and the necessity of adhering to etiquette by minimising interrup-
tions to demonstrate politeness.

Existing palliative care research using nominal group techniques often underutilises valuable qualitative data from
group meetings, overlooking opportunities to reflect on their conduct or address practical challenges that have been
encountered during the process through post-meeting qualitative analysis.

Implications for practice, theory or policy

Pilot meetings should be conducted and reported to show how they inform the main meeting, ensuring research rigour
to improve recommendation quality.

Sufficient time should be allocated for conducting nominal group technique meetings, particularly for listing and clarify-
ing recommendations, with culturally appropriate consideration given to societies where interruptions are avoided to
show politeness, necessitating prior arrangements made with participants.

Further qualitative analysis of group meeting transcripts through a more interpretive qualitative approach (e.g. frame-
work analysis), particularly of discussion during recommendation listing and clarification, is recommended to reflect on
meeting conduct, gain deeper insights into the context and rationale behind participant-generated recommendations,

and enhance their applicability and practicability.

Background

Implementing research findings into clinical practice is
essential for enhancing patient care and maintaining
healthcare quality.1* The quality of recommendations
depends on the strength of the underlying evidence.! In
palliative and end-of-life care research, expert consensus
together with engaging practitioners in the stage of devel-
oping evidence-based recommendations is vital.2* Formal
consensus methods, such as the Delphi method and nom-
inal group technique, are commonly used to establish
consensus and involve practitioners in the process.>?
The nominal group technique, developed in the 1970s,
is a structured method for generating recommendations
that prioritise group consensus over diverse perspec-
tives.#10-12 Unlike the multi-round Delphi method, it is
more time-efficient and less demanding for participants,
requiring only a single session.> This method ensures equal
participation opportunities to contribute,>!! preventing
domination by certain individuals, a common issue in focus
groups.t314 The technique comprises four stages: prepara-
tion, sampling, group meeting and data analysis>!11215
(Table 1). The preparation stage involves practical tasks
such as planning the meeting, setting its duration, and
arranging space and equipment, alongside research-
related tasks like gathering relevant evidence®’”? and con-
ducting pilot meetings.> In the sampling stage, participants
with diverse expertise are selected, usually through purpo-
sive sampling,>®2 to enhance data quality and minimise
social hierarchy effects.> Nominal group meetings typically
involve five to ten participants, depending on the research

scope and participants’ availability, ensuring adequate
data collection while providing equal opportunities for all
participants to contribute.>915

Group meetings are the core of the nominal group tech-
nique, following a structured process of introduction, rec-
ommendation generation, listing, voting and ranking.>11
The moderator begins by outlining objectives and expected
outcomes, followed by brief participant introductions.11>
Relevant research evidence is presented before introduc-
ing the meeting’s research questions.>17 Participants
then generate recommendations individually and silently,
without discussion.>1112 Next, they take turns sharing one
recommendation at a time, trying to avoid repetition while
promoting equal participation and diverse input.121518 A
discussion phase follows for clarification before voting and
ranking to reach consensus.''> The meeting concludes
with a summary of key outcomes, expressions of gratitude
and final questions.> Meetings typically last 90-120 min,>1>
depending on group size, the number of research ques-
tions and available time.'® Two moderators usually lead
the session, with one facilitating and the other observing
and taking notes. Collected data, including recommenda-
tion lists, counts and voting results, are analysed using
quantitative and qualitative methods.>*5

The nominal group technique serves multiple research
purposes, including developing recommendations, solving
problems, establishing priorities and building consen-
sus.>&1 |t is suited to explore sensitive or under-researched
topics,®> which are common in palliative care. Although
widely applied in healthcare and nursing,® its application in
palliative care research remains limited.?° This paper aims
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Table 1. Process of the nominal group technique.®611

Stages Main tasks

Preparation

Organising the meeting procedures, such as scheduling and securing meeting space and equipment.

Preparing a synthesis of evidence on research topics to be presented to participants.
Conducting a pilot meeting to test the meeting procedures and research questions to be presented during the

The meeting procedure involves an introduction, presentation of relevant research evidence, silent

meeting.
Sampling Recruiting participants based on the study’s inclusion and exclusion criteria.
Running group
meeting

Data analysis

recommendation generation, recommendation listing and clarification, voting and ranking, and conclusion.
Data from nominal group technique meetings, including recommendation counts, recommendation lists, and

voting and ranking results, is typically analysed using quantitative and qualitative methods.

to provide methodological reflections on the technique,
drawing from its theoretical foundations and applications
in selected exemplar palliative care studies. While focused
on this field, the insights may be relevant more broadly.

Relevant literature was identified through Scopus and
Google Scholar using the keywords ‘nominal group tech-
nique’ and ‘palliative care’. Sixteen papers published
between 2006 and 2024 were selected based on rele-
vance to palliative care.’62135 A summary of how the
method has been used is available in the supplementary
file (S1). Collectively, these studies demonstrate the tech-
nique’s adaptability. It has been used to explore research
conduct.?426 research priorities,'® clinical practice,?83132
outcome measurement??3335 and professional educa-
tion.22 Many studies included participants in varied
roles,1621,24-3335 gych as patients, family members and
healthcare professionals,2435 demonstrating the tech-
nique’s capacity to capture diverse perspectives. Some
studies combined the technique with other research
methods.21.2428 Seven studies presented relevant evi-
dence during meetings,1624-29 which can enhance recom-
mendation quality, participant engagement and group
cohesion.>7 However, nine studies omitted this step,
21-23,30-35 possibly to emphasise participants’ lived experi-
ences, underscoring the method’s flexibility.

Challenges in applying the nominal group technique
were reported in 11 studies (see Table 2 for details), includ-
ing participant recruitment,21,22.24.26-29.35 the conduct of
the meeting,243435 reaching consensus,3 data analy-
sis, 243435 and verification of recommendations with par-
ticipants after the meeting.2326 In contrast, five studies did
not state any challenges.16:253%-32 Qverlooking these issues
can compromise methodological rigour and the quality of
recommendations produced. These challenges are further
reflected upon in relation to our study, as discussed below.

A practical example of the nominal group
technique

The example study is part of a larger project aimed at
improving the preparation for a relative’s death in
Taiwan3%-38 underpinned by critical realism, acknowledg-
ing that truth is contextualised 3° This study aimed at

developing recommendations for healthcare profession-
als on preparing families for a relative’s death using the
nominal group technique. On 8th July 2023, a nominal
group meeting was held in Taiwan with ten specialist pal-
liative care professionals, including two physicians, six
nurses, one psychologist, and one chaplain. The partici-
pants generated and voted upon 42 recommendations,
resulting in a prioritised list.

Methodological reflections on the nominal
group technique

The real-world challenges of applying the nominal group
technique are explored, addressing both its theoretical
foundations and practical applications in palliative care
research.

The absence of pilot meetings or poor
reporting

Pilot meetings are recommended to refine meeting proce-
dures, improve the clarity of research questions to be pre-
sented and enhance moderator confidence.>121540 By
addressing potential challenges in advance, they help
ensure smoother main sessions and improve recommen-
dation quality.>?4° For methodological rigour and trans-
parency, changes made following pilot findings and their
impact on the formal session should be reported. However,
pilot meetings were often omitted or poorly documented
in the exemplar palliative care studies.6212435 Only two
studies reported conducting pilot meetings.?%2* One found
no relevant outcomes,? while the other extended dis-
cussion time but made no protocol changes.?2 However,
the pilot involved research team members rather than
intended participants (family caregivers) and lacked details
on the original or revised discussion duration, limiting
transparency.

In contrast, our study reinforced the value of pilot
meetings by providing feedback that refined the main ses-
sion. The pilot, held on 8 June 2023 with 10 specialist pal-
liative care nurses who did not participate in the main
meeting, tested all procedures and led to key modifica-
tions. While recommendations are usually grouped into
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Table 2. Challenges reported in exemplar palliative and end-of-life studies using the nominal group technique.

Key

Challenges encountered in practice

Authors, year, country

Conduct of  Establish Data Participant

meeting

Participant-
related

analysis  rechecking

consensus

Research question potentially interpreted differently across groups

Analysing data across groups

1
2
3
4
5

Aspinal et al.35, UK

3

Tuffrey-Wijne et al.34, UK

Challenges in grouping and ranking for participants with limited literacy

Diverse recommendations made consensus difficult.

Pastrana et al.?3, Germany

6,7

5
5
5

Higginson et al., 2013, UK %
Rice et al.22, USA, Canada

Limited participant diversity — hard to get non-health care professionals

Limited time to conduct meeting to reach consensus
Limited time to create clear recommendations

6
7
8
9

de Wolf-Linder et al.??, Ireland

Walshe et al.28, UK

Difficulty analysing recommendations that had multiple parts

Findings not presented to participants for feedback

5

Dhingra et al.27, 2022, USA
Hussain et al.26, 2022, UK
Hokka et al.2?, Europe
Walshe et al.21, UK

aFive of 16 studies did not report any challenges.16.2530-32 UK: United Kingdom, USA: United States.

themes during the clarification stage!® or in post-meeting
analysis,*>3> pilot feedback suggested introducing prede-
fined themes, such as clinical care and education, during
the listing stage. This helped identify recurring recom-
mendations and streamline voting and ranking. Other
refinements included sharing meeting objectives, proce-
dures and research questions with participants in advance
to allow for preparation and questions beforehand. Typing
recommendations into a laptop and using voting software
to improve efficiency and reduce manual errors was also
suggested. Recognising the need for sufficient time, the
meeting duration was extended from 140-150 min to
allow more time for presenting evidence and listing and
clarifying recommendations while slightly reducing the
time for voting and ranking.

Lack of clarity in defining group consensus

Establishing group consensus is a central goal of the
nominal group technique. For methodological rigour,
researchers should clearly define what constitutes con-
sensus, including how it will be identified and measured.>
Theoretically, consensus refers to the degree of individual
or overall group agreement and whether the collective
views demonstrate sufficient alignment.> In practice, con-
sensus is typically reached through independent voting
and ranking, followed by aggregation of results without
further participant comments.'* Additional voting rounds
may be conducted if needed.®> Importantly, verifying that
participants accept the final outcomes confirms whether
consensus has been achieved. This poses a methodologi-
cal challenge in studies involving multiple groups, where
researchers must decide whether to assess consensus
within each group or across all groups collectively.

In the exemplar palliative care studies, definitions and
processes for reaching consensus varied in rigour and
transparency. Some followed clear procedures,?*% while
others lacked sufficient detail.16:2223.27,29-323435 ost
commonly, consensus was achieved by selecting the top
five?7:29-323435 or top ten'®2123 recommendations after a
single one voting round. However, few studies reported
whether participant feedback was sought or whether
additional rounds were conducted to confirm agreement.
Only one study explicitly stated that consensus was
reached when participants had no further comments and
results were finalised 2°> while another defined consensus
as full participant agreement during the clarification
phase rather than the ranking process.?2 Moreover, multi-
group studies rarely described how consensus was estab-
lished across groups.2223:27.313435 A few used follow-up
online surveys to assess cross-group consensus.7.24,32,41,42
Some used statistical measures such as median score
and interquartile ranges,'”244142 while another asked
participants from multiple groups to prioritise the top
five recommendations based on perceived importance.3?
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However, these approaches seldom addressed whether
any disagreement remained, raising concerns about the
robustness of consensus verification. Follow-up surveys
may offer a practical solution for assessing consensus
across groups.

In our example study, 42 recommendations were voted
upon, and the 10 receiving the highest number of votes
were prioritised. As the results were accepted by all
participants, no additional voting rounds were required.

Overall, the lack of consistent definition and transpar-
ent reporting criteria for establishing consensus can com-
promise the reliability of nominal group technique studies.
Clear operationalised definitions and explicit procedures
for establishing consensus are essential for ensuring
methodological rigour.

Underestimate the practical challenges of
conducting group meetings

Practical challenges in conducting nominal group meet-
ings are often underestimated, yet they can undermine
the rigour of the method and the quality of recommenda-
tions developed.? One possible reason for this may be the
technique’s inherent flexibility. Although theoretically
structured, the nominal group technique varies in for-
mats, research objectives and participant needs.5183543
Meetings may be conducted in person or online® and
may involve a single session or multiple sessions with
different groups,812:17.:3135 held either simultaneously%17
or asynchronously.831.35 Standard procedures involve list-
ing recommendations without discussion, grouping simi-
lar ones and prioritising them through ranking and votes.®
However, the procedure of generating recommendations
can be different. While recommendations are often writ-
ten during meetings,3> some studies asked participants to
prepare them in advance.?1° Some adaptations allow dis-
cussion during the listing phase or grouping recommenda-
tions into broader themes during meetings.184043 This
adaptability is evident in the exemplar palliative care
studies. Some conducted one in-person meeting25:30.33;
others organised multiple in-person sessions for different
groups, either simultaneously'®24262% or asynchronou
sly.22:27,:2831,32,34,35 Some opted for multiple online sessions
for separate groups at different times.??* These format
and timing choices reflect efforts to accommodate partici-
pants while maintaining the integrity of the consensus
process. However, most studies did not report challenges
encountered during meetings.1621-23.2533 QOnly a few
noted specific difficulties,?*35 such as applying the same
research question to different types of participants.3>
The structured design and practical flexibility of the
nominal group technique are strengths, but they do not
eliminate implementation challenges.®43 In our example
study, despite a pilot meeting conducted, several issues
arose during recommendation listing, clarification, voting

and ranking. These challenges stemmed from managing
multiple tasks under time pressure, linguistic complexity
and real-world uncertainties. While recommendations
should be recorded as accurately as possible to preserve
participants’ original wording,%%> it was difficult in prac-
tice. None of the exemplar palliative care studies reported
challenges with capturing participants’ voices,¢21-3> put
in our case, recording participants’ verbal recommenda-
tions in written Traditional Chinese, a language with com-
plex characters and many strokes, within time constraints
was challenging. This increased time pressure also raised
the risk of human errors in subsequent voting and ranking
stages. In our study, eight recommendations tied in vot-
ing, but three of the tied ones were missed in the final
listing of the top ten recommendations.

Technologies, such as laptops, projectors and voting
software, can streamline the meeting process and
reduce manual errors.21-23.31 However, technical difficul-
ties may still arise. In our case, typing handwritten rec-
ommendations in Traditional Chinese for voting software
was more time-consuming than in English, increasing
the likelihood of errors. Additionally, Mentimeter was
planned to be used for ranking, but it failed during the
meeting despite prior testing, so we had to switch to
paper-based ranking.

Our study illustrates that practical challenges of con-
ducting nominal group meetings can occur even after
pilot meetings. Greater attention to these real-world
barriers is essential to ensure robust application of the
nominal group technique.

Insufficient attention to cultural contexts

Cultural context is often overlooked in applying the nomi-
nal group technique.*®* This limitation is apparent in
the exemplar palliative care studies, likely due to studies
predominately being conducted in Western societies,
including the United Kingdom,16:17,21,24-26,28,32,34,35,41,42
Europe,?3:29-3133 the United States?’” and Canada.?? Our
study underscores the importance of considering cultural
factors when applying the nominal group technique,*3
particularly in non-Western contexts, to ensure both
methodological rigour and cultural sensitivity.

In our example study conducted in Taiwan, cultural and
linguistic factors affected the recommendation listing
stage and prolonged the session. Summarising partici-
pants’ verbal recommendations during the listing stage
was challenging. Participants struggled to make succinct
suggestions, often presenting multiple recommendations
at once, and had difficulty articulating their thoughts on
death preparation. These patterns may reflect communi-
cation styles within Taiwanese culture.** Consequently,
the moderator needed to interpret participants’ state-
ments, identify key points being made and confirm these
with them. Despite awareness of time constraints, the
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moderator did not necessarily interrupt participants to
manage the session, as avoiding interruptions to show
respect and politeness is a cultural norm in Taiwan.%*
Additionally, writing recommendations in Traditional
Chinese slowed down the real-time documentation pro-
cess. Therefore, much more time was spent on listing,
clarifying and discussing recommendations than expected;
our entire session still exceeded the adjusted duration
(150 min) based on a pilot by approximately 80 min.

Underutilisation of the rich qualitative data
from group meetings

A reductionist approach, consolidating similar recommen-
dations during meetings to minimise post-meeting analy-
sis, is often used in the data analysis of the nominal group
technique,’® leading to methodological challenges.!?
Consequently, greater emphasis is placed on quantitative
data for voting and ranking outcomes and cross-group
comparisons.*® In contrast, qualitative analysis tends
to be inconsistently applied and usually limited to the
synthesis of participant-generated recommendations.!’
In-depth analysis of meeting transcripts is rare and often
poorly reported,* leading to underutilisation of rich qual-
itative data from group meetings and loss of contextual
insights into how recommendations are developed.1543

This pattern is reflected in the exemplar palliative care
studies. Voting and ranking results were typically analysed
using descriptive statistics and compared across groups
when needed.2227.31,3435 Qualitative data, including par-
ticipant-generated recommendations,17:22.23.283135 gcribe
notes262% and meeting transcripts,?527.3233 were analysed
less consistently. Most studies focused on synthesising
recommendations or scribe notes, often neglecting
deeper insights available in transcripts.?2.23,26,:28,29,31,35
Thematic analysis was commonly used?3.25-293335 while
some studies applied content analysis,?232 or did not
specify the method.17.2431, A few studies omitted post-
meeting qualitative analysis,6:3934 possibly due to using
reductionist approaches during meetings, which reduced
the need for further analysis.°

While some exemplar palliative care studies analysed
transcripts,?>27:3233 few reflected on how meetings were
conducted or practical challenges encountered. In our
example study, challenges arose despite prior piloting.
Although the moderator aimed to remain neutral, 04>
interactions during the recommendation listing and clari-
fication stages proved complex. Time constraints and data
complexity contributed to errors in voting and ranking,
with recommendations made on the day missing impor-
tantinformation from deeper discussions. This highlighted
the need to critically examine the conduct of group meet-
ings and the researcher’s role. An interpretive qualitative
approach can offer greater insight into the context and
reasoning behind participants’ recommendations and
enhance the relevance and applicability of findings.

In our study, framework analysis was chosen to allow
structured interpretation within a predefined theme
framework.*647 The process followed five stages: famil-
iarisation, framework development, indexing, charting,
and mapping and interpretation.?” The meeting recording
was transcribed and reviewed to familiarise the researcher
with the data. A framework was developed that included
the recommendations listed and agreed upon by partici-
pants, along with the top 10 ranked recommendations. It
also incorporated summaries of discussions about each
recommendation (e.g. how they were developed through
group interactions), reflections on the meeting process
(e.g. missed or misunderstood recommendations), chal-
lenges faced by staff in death preparation, and refined
recommendations for preparing patients and families for
an expected death. This framework guided the annota-
tion, categorisation and synthesis of data under relevant
headings, enabling refinement, elimination of duplicates
and consolidation of related recommendations. During
this process, the three tied recommendations missed in
the final ranking were reintroduced and incorporated into
the refined top-ranked recommendations, which included
predicting life expectancy, delivering appropriate end-of-
life care and supporting families” psychological needs.
Table 3 illustrates how this recommendation evolved into
a more comprehensive form through analysis.

The final recommendations were developed from
participants’ input and discussions, but their wording
was modified for clarity and practical relevance. The
final recommendations were not returned to participants
for review or re-ranking due to no consent obtained for
a follow-up.

Our study demonstrates the value of in-depth transcript
analysis using an interpretive approach. Although the nom-
inal group technique emphasises preserving participants’
original wording, this may limit the practical utility of rec-
ommendations. A more interpretive lens enhances clarity,
feasibility and contextual relevance, while also providing
deeper insights into the reasoning behind recommenda-
tions. It allows researchers to evaluate all recommenda-
tions within a broader context rather than focusing solely
on the top ten generated during the meeting.

Suggestions for supporting good practice
in using the nominal group technique

The nominal group technique aims to build consensus by
engaging practitioners in generating and prioritising rec-
ommendations.>® Based on our methodological reflec-
tions, we suggest several strategies for future research to
strengthen its application and enhance recommendation
quality (Table 4). These insights developed in palliative
care research are relevant to other fields.

Pilot meetings should be conducted to test research
questions to be presented, refine meeting procedures,
and report their impact on the main meeting. If no
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Table 4. Key suggestions for conducting nominal group techniques research.

Recommendations for researchers

Conduct a pilot nominal group meeting

Define group consensus

Pilot meetings should be conducted to pre-test research questions to be presented and meeting procedures.

Adjustments based on pilot findings should align with specific research needs and be clearly justified.

Pilot findings and their impact on the main meeting should be documented and reported.

Pilot meetings can serve as main meetings if no significant changes to the meeting procedures are required, and this should be
planned (e.g. obtaining informed consent from participants).

e Definition of group consensus should be clearly stated, including when predetermined agreement threshold met, such as
through majority votes, ranking priorities or statistical measures, and when no significant objections remain.

Present relevant evidence if necessary

e Whether to provide participants with relevant evidence on research topics during group meetings should be clearly justified to
ensure transparency in the research process. If included, the evidence should be synthesised and presented to participants in a

clear and succinct manner.
Plan for practical challenges

e Allocate appropriately sufficient time and have help from experienced researchers/moderators to overcome the practical
challenges of conducting nominal group meetings posed by multiple tasks, time pressure, practical complexities and real-world

uncertainties.
Follow social norms in cultural contexts

e Consider social norms, communication styles, and behaviours deemed appropriate in cultural contexts.
e Allocate sufficient time, especially for conducting nominal group meetings in hierarchical societies emphasising politeness and

respect for senior people.

Analyse the rich qualitative data from the group meeting process

e Review the conduct of nominal group meetings and reflect on the researcher’s role in these processes through additional in-

depth qualitative data analysis, such as framework analysis.

e Analyse the discussion during recommendation listing and clarification to gain deeper insights into the context and rationale

behind participant-generated recommendations.

¢ The final list of refined recommendations should be presented to participants for review.

significant changes to the procedures are required, these
pilot meetings can serve as main meetings, and data can
be analysed to generate findings. This should be planned
so that informed consent can be obtained. We also rec-
ommend that researchers clearly justify whether relevant
evidence will be presented to participants during meet-
ings to enhance transparency.

It is important to anticipate and address practical chal-
lenges when conducting group meetings, as strictly
following the original plans is often unrealistic and may
compromise the quality of recommendations. These chal-
lenges, often underreported in the literature, can persist
even after pilot meetings due to multiple tasks, time
constraints, practical complexities and real-world uncer-
tainties. Such issues are particularly evident during the
recommendation listing, clarification, voting and ranking
stages. Cultural considerations are also essential when
applying the nominal group technique. In societies where
interruptions are avoided as a sign of respect and polite-
ness, allocating sufficient time for group meetings, particu-
larly during the recommendation listing and clarification
stages, and using it efficiently is vital. Prior arrangements
to accommodate participants’ communication styles can
help ensure they fully express their recommendations.

Although time-consuming, in-depth analysis of meet-
ing transcripts, particularly discussions during recom-
mendation listing and clarification, using an interpretive

qualitative approach is highly recommended for future
studies. This approach allows for reflection on the group
meeting process and the researcher’s role and can
address practical challenges encountered during the
process. It provides deeper insights into the context and
rationale behind participant-generated recommenda-
tions, refining them for better applicability. To assess if
the original consensus has changed, the final list of
refined recommendations should be presented to par-
ticipants for review, with the possibility of re-ranking the
recommendations.

Conclusion

The nominal group technique serves various research pur-
poses and has significant potential to advance palliative
care research and other fields. While methodologically
structured, it remains flexible and can be adapted to spe-
cific research objectives or participant needs. Drawing
from its theoretical foundations and practical applications
in palliative care, we provide methodological reflections
and identify key challenges: the absence of pilot meet-
ings, neglecting practical challenges in conducting group
meetings, insufficient attention to cultural factors and
underutilisation of valuable data generated during meet-
ings. These issues can undermine research rigour and the
quality of recommendations. We also offer suggestions to
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address these methodological challenges to strengthen
the application of the nominal group technique, including
culturally appropriate approaches. This paper will support
the development of more contextually relevant and
implementable recommendations.
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8.2 Chapter summary

Paper 4, a reflective methodological paper on applying the nominal group technique in
palliative care, has been presented in this chapter. Several limitations were identified,
including insufficient attention to practical challenges, limited consideration of cultural
influences, and underuse of qualitative data from meetings. In response, recommendations
are provided to support future nominal group technique research, including adopting a more
interpretative approach to analysing meeting transcripts. In the following discussion chapter,
the thesis findings will be synthesised to provide a comprehensive overview of how families in
Taiwan can better prepare for a relative’s death. This synthesis will address the overarching

research question and situate the findings within a broader context.
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CHAPTER 9: DISCUSSION

This thesis included three studies exploring family death preparation in Taiwan from
different perspectives. The first was a systematic review (Paper 1, i.e., Chapter Four)
that synthesised evidence on Taiwanese families” bereavement experiences following
an expected death, highlighting that family death preparation can shape the
bereavement adjustment. The second was a qualitative interview study (Papers 2 and 3,
i.e., Chapters Five and Six) that examined how family caregivers prepared for a relative’s
death, showing how cultural values, religious beliefs, and familial responsibilities
influenced decision-making, caregiving, and emotional expression. Building on these
insights, a third study used the nominal group technique (Chapter Seven) to develop
recommendations with healthcare professionals on supporting families in preparing for
a relative’s death. Methodological reflections on the use of this technique in the
palliative care context were also presented (Paper 4, i.e., Chapter Eight), offering

suggestions for enhancing its use in future research.

In this discussion chapter, findings from the three studies are brought together to
address the overarching research question. A Taiwan-specific conceptual model of
family death preparation is introduced and situated in relation to existing Western
frameworks. The findings are then interpreted through relevant theoretical
perspectives. Finally, the chapter outlines my original contributions to knowledge,
clinical practice, and methodology, and concludes with a reflection on its strengths,

limitations, and my reflexivity.

9.1 A summary of the key findings and specific research objectives

The overarching research question was: “How can families in Taiwan better prepare for
the death of a relative?” In this section, a summary of the key findings is presented,
outlining how the overarching question was addressed and how each specific research

objective was achieved.
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9.1.1 Summary of findings from Paper 1

Objective 1: To systematically analyse published literature on the bereavement
experiences of Taiwanese family members following an expected death and to identify

culturally appropriate bereavement theories relevant to the Taiwanese context.

The systematic review examined Taiwanese families’ bereavement experiences
following an expected death. A comprehensive search of five electronic databases was
conducted without date restrictions up to 20 October 2022, and a narrative synthesis
approach (Popay et al., 2006) was applied to analyse and integrate findings from 17

studies.

Four main themes were generated and are illustrated in Figure 2 of Paper 1: (1) multiple
impacts of the death, (2) problem-based coping strategies, (3) the importance of
maintaining connections, and (4) influential religious beliefs and rituals. A key finding
was that family members’ experiences during the end-of-life period, particularly
caregiving responsibilities, perceptions of care quality, and preparation for death,
shaped the subsequent bereavement. Bereavement was therefore understood to be
continuous with family death preparation rather than a separate phase. Maintaining
continuing relationships with the deceased person was central to bereavement, often
sustained through religious rituals intended to support the deceased person’s afterlife.
This suggests that the continuing bonds theory (Klass & Silverman, 1996; Steffen & Klass,
2018) provides a culturally appropriate framework in the Taiwanese context.
Additionally, the suppression or concealment of strong emotions was identified as a

normative practice influenced by cultural values and religious beliefs.

9.1.2 Summary of findings from Papers 2 and 3
Objective 2: To explore Taiwanese family caregivers’ experiences of preparing for a

relative’s death within specialist palliative care settings.

Objective 3: To examine how Taiwanese families’ approaches to death preparation
are influenced by cultural context and how such preparations shape their subsequent

bereavement experiences.

A qualitative interview study with 22 primary family caregivers was conducted following

the death of a relative who had received specialist palliative care. Data were collected
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through semi-structured interviews and analysed using reflexive thematic analysis

(Braun & Clarke, 2024).

Paper 2 focused on family caregivers’ preparations before the death of a relative and
how these efforts shaped bereavement. The actions and considerations undertaken by
families during this period are illustrated in Figure 1 of Paper 2 (Liang, Xiong, Lin, et al.,
2025). Central to these preparations were making the best possible end-of-life decisions
and providing competent caregiving, both viewed as essential for reducing regrets.
Preparations for decision-making included protecting the dying relative from emotional
distress, deciding whether and how to involve them in discussions, respecting their
preferences, maintaining family harmony through consensus-building, and drawing on
professional support. Caregiving preparations involved fulfilling responsibilities,
developing care competence, making personal sacrifices, and meeting the dying
relative’s last wishes. These actions were understood as ways of ensuring comfort for

the dying relative and easing bereavement for the family.

Paper 3 explored preparations for the time of death and the post-death period, as
illustrated in Figure 1 of Paper 3 (Liang, Xiong, Lin, et al., 2024). Families emphasised
achieving a culturally appropriate death through dignified handling of the body (kept
clean, well-dressed, eyes and mouth closed), meaningful funerals, and rituals to support
the deceased relative’s afterlife and continuing bonds. Emotional restraint was also
considered necessary, with families suppressing strong emotions during dying and
bereavement as a way of protecting the deceased relative’s peace. These findings are
consistent with those from the systematic review (Paper 1) but deepen understanding
of how cultural and religious practices shape Taiwanese families’ approach to death

preparation.
9.1.3 Summary of findings from the nominal group technique study (Chapter Seven)
and Paper 4

Objective 4: To develop and prioritise culturally sensitive recommendations for
healthcare professionals to better support families in preparing for the death of a

relative within the Taiwanese context.
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A nominal group technique study was conducted with ten specialist palliative care
professionals to generate recommendations for improving family death preparation. As
detailed in Chapter Seven, participants initially identified 42 recommendations during
the group meeting. Through framework analysis (Parkinson et al., 2016; Ritchie &
Spencer, 2002), two main themes were developed. The first emphasised the importance
of recognising challenges that hinder families from engaging in death preparation,
viewing this as a necessary starting point for formulating effective recommendations.
The second highlighted the need for a comprehensive and multidimensional approach,
addressing individual, systemic, societal, and national levels. Based on these themes,
four finalised recommendations were produced to guide culturally appropriate support

in Taiwan.

Paper 4 provided methodological reflections on applying the nominal group technique
in palliative care, drawing on the Taiwanese study and a review of exemplar research
(Liang, Xiong, & Preston, 2025). Several limitations were identified, including limited use
and poor reporting of pilot meetings, unclear definitions of group consensus, insufficient
attention to practical challenges, and limited consideration of cultural influences such
as hierarchy and conversational politeness. In addition, qualitative data from meetings
were often underutilised. To strengthen future application of the technique,
recommendations included conducting and reporting pilot meetings, addressing social
and cultural factors, and paying greater attention to qualitative analysis of meeting
transcripts, with particular focus on the listing and clarification phases. A more
interpretative approach could deepen understanding of the reasoning behind
participant-generated recommendations, support critical reflection on group processes,

and improve the contextual relevance and feasibility of recommendations.

9.2 A culturally grounded conceptual model of family death preparation
in Taiwan

A conceptual model is presented in Figure 4 to illustrate how family death preparation
is understood and enacted in Taiwan. The model was developed from the findings of the

three studies and informed by earlier conceptualisations introduced in the background

chapter. Previous research has described family death preparation as a
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multidimensional process involving cognitive, emotional, and behavioural readiness,
alongside the completion of medical, psychosocial, spiritual, and practical tasks
(Durepos et al., 2019; Hebert et al., 2009; Nielsen et al., 2016). Such work highlights the
complexity of the process and the importance of healthcare professionals in supporting

families (Hebert et al., 2006; Hebert et al., 2009).

The Taiwanese model builds on these understandings but extends them by embedding
family death preparation within East Asian cultural, religious, and social contexts. While
drawing on dimensions identified in Western literature, it expands them by reflecting
the lived experiences of Taiwanese families. The model identifies four interrelated
domains, including clinical, relational, cultural-religious, and socio-structural, that
together illuminate how families in Taiwan prepare for a relative’s death. These domains
demonstrate that preparation is not limited to medical tasks or individual readiness, but
is deeply rooted in cultural and religious traditions, collective responsibilities, and

broader structural influences.

Each domain is described below, illustrating how the Taiwanese model both shares
features with wider East Asian approaches and introduces elements that are distinct to

Taiwan’s cultural and healthcare context.

Continuum of M 1
preparation Clinical domain Relational domain
Before. death The dying person’s comfort Family involvement in
Families’ protective approach end-of-life care
End-of-life decision-makin| i
4 ) ’g relationships (e.g., family
Healthcare professionals consensus)
support Continuing bonds with the
i deceased relative
A e A
Atthe moment : Family death :
of death M Socio-structural  preparation  Cultural-religious v
Access to palliative and end- Caregiving obligations
of-life care Funeral arrangements
Public death literacy Ritual conduct
Government involvement: Supporting the afterlife
legal provisions & policies Emotional restraint
5 Professional training &
education
After death
(funeral & Afterlife) iy

v
Bereavement-related outcome domain:
Regret reduction & A culturally appropriate death

Figure 4: A conceptual model of family death preparation in Taiwan.
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Clinical domain

The clinical domain highlights how the well-being of the dying person in the period
leading up to death was supported through collaboration between families and
healthcare professionals. Families took responsibility for providing care to ensure the
dying relative’s physical, psychosocial, and spiritual comfort, while professionals
contributed expertise and resources to support this care. This collaborative dynamic was
also evident in end-of-life decision-making, where the way decisions were made also
influenced the well-being of the dying person. A distinctive feature of Taiwanese
practice was the family-centred and protective approach to end-of-life decision-making.
As shown in both the interview (Papers 2 and 3) and nominal group studies (Chapter
Seven), decision-making was rarely viewed as the patient’s responsibility alone but as a
process shared with, and often led by, the family. During this process, healthcare
professionals needed to balance respect for patient autonomy with recognition of the

importance of family involvement and family wishes.

The dying person’s role in decision-making was carefully negotiated. Both families and
healthcare professionals sought to respect the patient’s wishes; however, families
placed greater emphasis on shielding the patient from emotional distress. This was
evident in the practice of selective involvement, in which families decided whether,
when, and how to include the dying person in decisions, guided by their understanding
of the dying person’s values and the sensitivity of the issues under discussion. For
families, selective involvement was not regarded as paternalism but as an act of care,
limiting exposure to potentially distressing conversations while still honouring known or
inferred preferences. This protective logic also extended to information-sharing
practice. Families in this research often asked clinicians to disclose prognostic details,
including life expectancy, to family members first, allowing them to determine how
much information to share with the dying relative. Sensitive non-medical information,
such as another relative’s illness, was likewise withheld by family members to preserve

the dying person’s peace of mind.

These practices have also been observed in Taiwan (Hu et al., 2002; Lin et al., 2017) and
across other East Asian contexts (Cheng et al., 2025; Martina et al., 2021). They align

with broader East Asian approaches to clinical care, where collective and protective
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decision-making and family-mediated disclosure are common. In Japan, families
frequently play a central role in medical decision-making (Ito et al., 2010). They are often
consulted before patients are informed of a serious diagnosis (Matsumura et al., 2002),
and in some cases, decisions are made solely by the family without involving the patient
(Tanaka et al., 2021). Similarly, in South Korea, non-disclosure remains common when
families perceive the information as harmful (Mo et al., 2012), and decisions regarding
life-sustaining treatments are often made on family members’ input, reflecting the
enduring influence of the family in end-of-life decision-making (Park et al., 2021). In
China, decisions are likewise frequently made collectively with the family rather than
individually by the patient (Cheng et al., 2025). Taiwanese practice, therefore, reflects
this regional ethos of collective responsibility, where protecting the patient is regarded
as integral to good care, an ethos grounded in Confucian values of filial piety, familial
duty, and relational harmony (Chen & Fan, 2010; Inglehart & Baker, 2000; Yum, 1988).

These themes are examined further in Section 9.4.

In this clinical domain, how Taiwanese families balance two interrelated goals is
illustrated: ensuring the dying relative’s comfort and enacting their perceived protective
role in medical decision-making and information disclosure. End-of-life care is delivered
through collaboration between families and professionals, but with strong expectations
that families remain central to this process. This positions the Taiwanese model within
a distinctively East Asian paradigm of relational and family-centred care, providing a

foundation for understanding the relational domain discussed below.
Relational domain

The relational domain highlights the central role of the family in end-of-life care, where
responsibilities for decision-making, caregiving, and accompanying the dying relative
were shared among family members. Findings from the qualitative interview (Papers 2
and 3) and nominal group technique studies (Chapter Seven) show that these
responsibilities were understood as collective duties. Preserving harmony within the
family was a recurring concern, with participants emphasising consensus-building as a
way of avoiding conflicts in end-of-life matters. This emphasis on shared responsibility
and harmony reflects a family ethic of obligation, a feature also noted in other East Asian

contexts (Chen & Fan, 2010). For example, a study in China found that family harmony
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was often prioritised over the patient’s own wishes, and preserving harmony was
considered essential for achieving what family members perceived as a good death

(Cheng et al., 2025).

The relational orientation was also evident in professional practice. In the nominal group
study (Chapter Seven), healthcare professionals described family meetings as a valuable
means of facilitating shared decision-making and achieving consensus, echoing findings
from earlier Taiwanese research (Yu et al., 2024). Such practices reflect a model of care
in which agreement among relatives is viewed as essential for maintaining family
cohesion and ensuring effective care delivery. Evidence from Japan shows that family
meetings can improve families’ psychological well-being (Fukui et al., 2013), while in
Taiwan, they have been associated with greater engagement in palliative care and a
reduced likelihood of cardiopulmonary resuscitation (Yu et al., 2024). By creating
opportunities for open discussions about treatment options, care goals, and personal
concerns, this approach may help alleviate families’ emotional distress at the end of life
and reduce unnecessary medical interventions. Consensus-building through family
meetings is therefore not only a cultural preference but also a practice with potentially

measurable clinical and emotional benefits.

Another feature of the relational domain identified in this research was preparation for
continuing relationships with the deceased relative. Across all three studies, cultivating
bonds before death and sustaining them afterwards was regarded as an essential aspect
of both family death preparation and the bereavement process. Preparations included
religious practices, such as anticipating reunion in the afterlife, and non-religious acts,
such as legacy creation or memory making. Relational continuity was therefore viewed
as an integral part of family death preparation, linking the final phase of life with the
continuing presence of the deceased person in family life. Comparable traditions have
been observed in Hong Kong (Chan et al., 2005) and across East Asia (Le et al., 2025),
where ancestor worship and enduring familial ties reflect obligations that extend

beyond death to include ritual care for ancestors (Hsu et al., 2009; Lee, 2010).

The relational domain demonstrates how collective responsibilities, consensus-building
to preserve family harmony, and preparation for continuing bonds shape family

relationships and interactions when preparing for a relative’s death in Taiwan. These
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practices demonstrate that family death preparation is not limited to the dying phase
but spans the boundary between life and death, maintained through cultural and
religious frameworks that are examined further in the next section on the cultural-

religious domain.
Cultural-religious domain

The cultural-religious domain captures the influence of cultural values and religious
beliefs on how Taiwanese families prepare for a relative’s death. These influences were
evident across all three phases of preparation: before death, at the moment of death,
and after death. Central to this domain was the emphasis on ensuring the deceased
relative’s well-being in the afterlife, which shaped families’ rituals, behaviours, and
understandings of what constitutes a good death. Findings from all three studies in the
thesis consistently show that these values guided families’ priorities as death

approached.

Findings from this research also reveal that ritual practices surrounding dying and death,
from the deathbed to the funeral, were seen as essential to supporting the dying
person’s transition to a better afterlife. Conducting these rituals in accordance with
cultural and religious expectations was viewed as a moral obligation. As shown in both
the qualitative interview (Papers 2 and 3) and nominal group technique studies (Chapter
Seven), funerals were described not only as marking the end of life but also as vital for
the deceased relative’s continuing well-being after death, a finding consistent with
earlier Taiwanese research (Shih et al., 2009) and also reported across East Asia. For
example, in China (Cheng et al., 2025) and Hong Kong (Chan et al., 2005), parents’
funerals are central expressions of filial duty and family continuity, allowing children to
repay their parents through respectful posthumous treatment and to maintain the
ancestral line (Yick & Gupta, 2002). These findings underscore that in Taiwan, rituals
surrounding dying and death are not merely cultural customs but moral obligations
grounded in Confucian values, especially filial piety, which remains influential across the

region (Hsiung et al., 2025; Wu, 2006; Yeh et al., 2013).

Another defining feature of this domain is emotional restraint, identified in both the

systematic review (Paper 1) and the interview study (Papers 2 and 3). Suppressing overt
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expressions of grief at the deathbed or funeral was understood as protecting the dying
relative’s peace and facilitating a smoother transition to the afterlife. At the same time,
emotional restraint preserved social harmony, reflecting Confucian and collectivist
values that emphasise relational interdependence and the avoidance of conflict (Brewer
& Chen, 2007). This dual function, ensuring the deceased person’s spiritual well-being
while maintaining harmony among the living, positions emotional restraint as a cultural
and religious norm, also observed in Chinese societies (Li et al., 2024), such as Hong Kong
(Bond, 1993; Chow et al., 2006). Emotional restraint should therefore be understood as
a culturally and religiously appropriate practice, rather than merely the suppression of

emotion.

Cultural and religious values also shaped how families defined a good death. In Taiwan,
this is commonly expressed as Hao z6u (%7, “to depart well”), a concept that extends
beyond symptom control to include family presence at the deathbed, respectful
handling of the body (kept clean, well-dressed, eyes closed, mouth shut), and the
assurance that the deceased relative would not suffer in the afterlife. Religious rituals
and emotional restraint were regarded as central means of achieving this goal. Regional
comparisons reveal both shared influences and distinctive emphases in defining a good
death. In China, funerals continue to play a central role in achieving a good death,
although concerns about the afterlife are less pronounced than in Taiwan, possibly
reflecting lower levels of religiosity (Cheng et al., 2025). In Japan, a good death is more
often associated with the quality of the dying process itself, particularly symptom
control and relational closeness, rather than with funeral rites or afterlife preparation
(Hirai et al., 2006; Ikari et al., 2022; Miyashita et al., 2007). These comparisons highlight
Taiwan’s distinctive religious orientation, which sustains a particularly strong focus on

the afterlife.

The cultural-religious domain illustrates how Taiwanese families embed death
preparation within moral, cultural, and religious frameworks that link dying with post-
death continuity. Through ritual practices, emotional restraint, and afterlife
considerations, family death preparation is understood not only as caring for the dying

relative but also as fulfilling familial obligations that extend beyond death. These
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obligations intersect with broader societal and institutional factors, which are addressed

in the socio-structural domain.
Socio-structural domain

The socio-structural domain captures the systemic and policy-level factors that shape
families’ ability to prepare for a relative’s death. It highlights how the healthcare system,
public awareness of dying and death, and government policy influence the extent to
which families can engage in death preparation. These issues were particularly
emphasised in the nominal group technique study (Chapter Seven), where specialist
palliative care professionals identified the need for structural and policy reforms to

better support families.

Within the healthcare system, participants underscored the importance of coordinated
and consistent palliative and end-of-life care services. Expanding access to generalist
palliative care alongside specialist provision was regarded as essential for ensuring that
families across different geographical and institutional settings could obtain timely
support, a concern echoed in European evidence (Gomez-Batiste et al., 2017). These
findings align with international calls for integrated models to meet population needs
and reduce inequities (Stjernsward et al.,, 2007b). Strengthening healthcare
professionals’ competencies through training and continuing education was also
highlighted, reflecting global evidence of persistent skills gaps and the need for stronger

professional preparation in end-of-life care (Centeno et al., 2017).

At the societal level, participants emphasised adopting a public health and community-
based approach to dying and death to improve death literacy and normalise
conversations about the end of life. Death literacy refers to the knowledge and skills that
enable people to access, understand, and act upon end-of-life care options (Noonan et
al.,, 2016). Increasing public awareness of death-related issues through community
engagement initiatives was viewed as a way to empower families to speak more openly
and prepare more effectively for a relative’s death. Evidence from the United Kingdom
illustrates this potential: the Good Grief Festival, designed to engage the public in open
discussions about death, dying, grief, and bereavement, was found to increase

attendees’ confidence in talking about grief and supporting someone who is bereaved
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(Selman et al., 2023). These findings align with international movements such as
compassionate communities (Kellehear, 2013), which reframe dying and death as
shared social responsibilities rather than solely medical concerns (Breen et al., 2022;

Kellehear, 2013; Sallnow et al., 2022; Selman, 2024).

Government and policy were recognised as pivotal in creating the structural conditions
that enable family death preparation. Participants highlighted the importance of clear
legal provisions, sustained investment in palliative care infrastructure, and continued
research to strengthen evidence-based practice. These perspectives echo global
debates that identify the integration of palliative care into national health strategies as
essential for equitable access to care and sustainable quality (Callaway et al., 2018;
Stjernsward et al., 2007a). In Taiwan, legislation such as the Natural Death Act (2000)
(Laws & Regulations Database of The Republic of China/Taiwan, 2000) and the Patient
Right to Autonomy Act (2019) (Laws & Regulations Database of The Republic of
China/Taiwan, 2019) represents progress, but the continued dominance of hospital-
based palliative care and the uneven reach of community-based services, especially to

rural areas, reveal persistent gaps.

The socio-structural domain demonstrates that families’ ability to prepare for a
relative’s death is shaped not only by personal, cultural, or relational resources but also
by the availability of supportive structures embedded with healthcare systems and

wider society.
Interconnections between domains

The four domains of family death preparation do not operate in isolation but are closely
interrelated. For example, decisions about the place of death may simultaneously reflect
clinical considerations, cultural and religious beliefs about what constitutes a good
death, family dynamics in reaching consensus, and the availability of end-of-life care
services. Similarly, the practice of emotional restraint illustrates the overlap between
cultural-religious values, social expectations of relational harmony, and clinical
approaches to communication and information disclosure. These interconnections show
that family death preparation is not merely a medical or individual responsibility, but a

collective, relational, and socially embedded process. Effective support for this
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preparation, therefore, requires coordination across clinical, policy, and community
stakeholders and should remain consistent with prevailing cultural values and social

expectations.
Bereavement-related outcome domain

In addition to the four core domains, the Taiwanese model includes a further dimension
related to bereavement outcomes. Families' ability to minimise regrets and achieve a
culturally appropriate death strongly influenced their subsequent bereavement
experiences. As shown in the systematic review (Paper 1) and the qualitative interviews
(Papers 2 and 3), bereavement was particularly challenging when families perceived
poor-quality care or felt that they had not fulfilled their responsibilities, such as decision-
making, caregiving, or ensuring the dying relative’s comfort. These perceptions often
generated feelings of regret, guilt and self-blame, which in turn complicated the

bereavement process (Stroebe et al., 2007).

The bereavement-related outcome domain illustrates that adequate family death
preparation can function as proactive bereavement support. By reducing regret and
enabling a culturally appropriate death, preparatory actions taken before the death
directly shaped families’ post-death bereavement experiences. Preparation included
fulfilling caregiving responsibilities, making good end-of-life decisions, and conducting
ritual practices. Conversely, inadequate preparation in these areas left families
vulnerable to more difficult bereavement trajectories, underscoring the importance of
providing sufficient guidance and resources before the death occurs. In this way,
bereavement cannot be understood in isolation from what happens before death but
must be viewed as continuous with the process of family death preparation (Lichtenthal
et al., 2024). The Taiwanese model demonstrates that the foundations of bereavement

adjustment lie in how families prepare, care, and fulfil obligations prior to the death.

Having outlined the culturally grounded conceptual model of family death preparation
in Taiwan, the next step is to situate it in relation to established Western frameworks.
This comparison highlights both shared concerns and distinctive cultural emphases,
clarifying the model’s contribution to international understandings of family death

preparation.
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9.3 Comparing the Taiwanese and Western models of family death

preparation

To explore similarities and differences in family death preparation between Taiwan and
Western contexts, two established Western frameworks are compared with the
Taiwanese model developed in this thesis: Hebert’s Theoretical Framework of
Preparedness for End-of-Life (Hebert et al., 2006; Hebert et al., 2009) and Durepos’s
Caregiver Preparedness for End-of-Life in Dementia model (Durepos, Ploeg, Sussman, et
al., 2020; Durepos et al., 2019). Hebert’s framework, developed in the United States,
was grounded in a literature review and empirical refinements, while Durepos’s model,

from Canada, extended this work through concept analysis and further testing.

All three models recognise family death preparation as complex and multidimensional,
but they diverge in emphasis. Hebert’s (2006; 2009) and Durepos’s frameworks (2020;
2019) prioritise the family caregiver’s individual readiness, framing preparation largely
as an individualised and pre-death activity. Durepos’s model extends this focus by
highlighting coping with anticipated loss. By contrast, the Taiwanese model advances a
more relational and continuous perspective. Rather than centring solely on family
caregivers’ psychological adjustment, it emphasises the dying person’s needs, the
achievement of a good death, and the performance of cultural and religious rituals that
extend into the post-death period. Preparation is thus reframed not as ending with

death but as a sequence of practices and responsibilities continuing into bereavement.

The models also differ in their approach to relational influences. In Hebert’s framework
(2006; 2009), communication with healthcare professionals is central, reflecting the
medicalised orientation of end-of-life care in the United States. Durepos’s model (2020;
2019), while less focused on professional involvement, highlights reconciliation and
closure between family caregivers and the dying relative. The Taiwanese model instead
prioritises consensus-building, family harmony, and continuing bonds with the deceased
relative. This reflects a collectivist orientation in which the family is the unit of care and
moral responsibility. While Western models tend to emphasise relational resolution

before death, aiming for emotional closure and a sense of completion, the Taiwanese
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model highlights the continuation of relationships beyond death as both expected and

desirable.

Cultural and structural dimensions mark another divergence. The Taiwanese model
situates preparation within religious beliefs, social expectations, and policy conditions,
including professional training, public death literacy initiatives, and legislation. These
elements are largely absent in Western frameworks (Durepos, Ploeg, Sussman, et al.,
2020; Durepos et al., 2019; Hebert et al., 2006; Hebert et al., 2009), which tend to place
greater emphasis on advance care planning. In Hebert’s model (2006; 2009), advance
care planning is described as a facilitator of preparation, while in Durepos’s model (2020;
2019), it acts as a trigger for the process. Yet neither framework elaborates on how
advance care planning shapes families’ engagement in death preparation. In contrast,
the Taiwanese model assigns advance care planning a relatively minor role, as families
place greater focus on relational and ritual obligations that define adequate death
preparation within their cultural context. This reflects both cultural priorities and that
advance care planning has only recently entered public discourse in Taiwan, within the

past decade (Wang, 2023).

A final point of contrast concerns bereavement. Both Western models acknowledge
links between family death preparation and bereavement outcomes but treat
bereavement primarily as a post-death phenomenon related to adjustment and mental
health (Durepos, Ploeg, Sussman, et al., 2020; Durepos et al., 2019; Hebert et al., 2006;
Hebert et al., 2009). The Taiwanese model instead integrates bereavement into the
preparation process itself, identifying pre-death practices, such as caregiving, decision-
making, and ensuring a culturally appropriate death, as pivotal in shaping bereavement
outcomes. This reflects a cultural view that bereavement adjustment depends on
whether families have fulfilled obligations and enabled a meaningful transition for the

dying relative.

Overall, these comparisons show that while all three models recognise family death
preparation as multidimensional, the Taiwanese model differs in at least three ways: (1)
its temporal scope (continuous versus pre-death), (2) its orientation of responsibility
(collective versus individual), and (3) its integration of cultural and structural influences

(see Table 11). By embedding preparation within moral and cultural contexts, the
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Taiwanese model extends Western conceptualisations and reframes family death
preparation as a socially situated process that links dying, death, and bereavement into

a continuous trajectory.
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Table 11: Comparison of Taiwanese and Western models of family death preparation.

Dimension Hebert’s framework (2006; 2009) Durepos’s model (2020; 2019) (Canada) Taiwanese model (this study)

(United States)
Development & Literature review; later refined Built on Hebert’s framework; integrated Empirical development through qualitative
context with empirical studies of family concept analysis; applied to family interviews, systematic review, and nominal

caregivers of terminally ill
patients

caregivers of persons with dementia

group technique with family caregivers and
professionals in palliative care

Primary aim

Address caregiver preparedness
across cognitive, emotional, and
behavioural domains

Achieve caregiver preparedness (medical,
psychosocial, practical, spiritual, cognitive,
affective, behavioural)

Minimise regret; Achieve a culturally
appropriate death

Temporal scope Preparation during the pre-death  Preparation during the pre-death period Preparation as continuum, spanning before
period and after death

Core focus Caregiver readiness and Caregiver coping and adaptation to Dying relative’s well-being, fulfiiment of
communication with healthcare anticipated loss familial obligations, and performance of
professionals cultural and religious rituals

Relational Emphasis on caregiver- Emphasis on closure in caregiver-dying Emphasis on family harmony and

orientation professional relative relationship continuing bonds with the deceased

relationships

relative

Role of cultural and
religious beliefs

Minimal emphasis

Minimal emphasis

Central: religious rituals and cultural
practices shape preparation

Role of socio-
structural factors

Limited attention

Limited attention

Explicitly considered (e.g., professional
training, public death literacy, and
government involvement)

Role of advance
care planning

Highlighted as a facilitator of
preparation

Viewed as an antecedent/trigger for
preparation

Not central

Bereavement
orientation

Viewed as a post-death outcome;
link acknowledged but
mechanisms unspecified

Viewed as a post-death outcome; link
acknowledged but mechanisms
unspecified

Seen as an integrated outcome; pre-death
actions (e.g., caregiving, decision-making,
rituals) shape post-death adjustment
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9.4 Exploring research findings through theoretical perspectives

In this section, the research findings are examined through theoretical perspectives to
show how family death preparation in Taiwan is shaped both by cultural values and by
the influence of Western palliative care models. Confucian familism (Badanta et al.,
2022; Hwang, 1999) is used to explain why families assume collective responsibility for
preparing for a relative’s death, while Hofstede’s cultural dimensions theory (Hofstede,
1984, 2001) situates these practices within a broader collectivist orientation.
Modernisation theory (Ntini, 2016; Tipps, 1973) highlights how family death preparation
has been reshaped by globalisation, professionalisation, and the diffusion of Western
palliative care models, exposing tensions created by transferring Western-oriented
approaches into Taiwanese settings. Postmodern perspectives (Jeong-ho & Naehui,
2022) are then used to question Western universalism and to support calls for

decolonising palliative care, a theme developed further in Section 9.5.

Although findings from the systematic review (Paper 1) and the qualitative interview
study (Papers 2 and 3) have been discussed in published papers, this section extends
those accounts by synthesising and interpreting them through these theoretical lenses.
In doing so, it demonstrates how Taiwanese family death preparation is grounded in
cultural traditions yet continually reshaped by structural and global influences,
particularly the introduction of Western palliative care. This analysis offers a critical

perspective that reveals both commonalities and divergences from Western contexts.

9.4.1 End-of-life decision-making and caregiving

Family-centred decision-making and autonomy in tension

A family-centred, consensus-oriented, and protective approach to decision-making was
identified in this research. End-of-life choices were understood not as the sole
responsibility of the patient but as collective family duties (Mo et al., 2012). Discussions
aimed to reach consensus to preserve family harmony, with potentially distressing
information often filtered through family members before reaching the patient (Chen &
Fan, 2010). This approach reflects Confucian familism (Hwang, 1999) and collectivism
(Hofstede, 1984, 2001). Familism emphasises role-based obligations, expressed through

protecting dying relatives from distress during end-of-life decision-making (Badanta et
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al., 2022). When the dying relative is a parent, adult children’s involvement in decision-
making and their effort to ensure that choices convey respect and gratitude are viewed
as expressions of filial piety. Collectivism, meanwhile, underscores interdependence and
relational cohesion (Hsu et al., 2009; Yum, 1988). From this perspective, limiting a
patient’s direct involvement in certain decisions can be understood not as paternalism
but as an act of care, intended to reduce emotional burden while still aligning with the

patient’s known or inferred preferences (Bowman & Singer, 2001).

In many Western contexts, palliative care models prioritise individual autonomy as the
foundation of bioethics (Inglehart, 2008). Autonomy safeguards patient choice and
independence, reflecting the assumption that the individual is the primary moral unit
(Gémez-Virseda et al., 2019; Tan Kiak Min, 2017). Taiwan has incorporated these ideas
into legal and clinical practices through mechanisms such as informed consent and
surrogate decision-making (Gomez-Virseda et al.,, 2019). In practice, however,
autonomy is often negotiated alongside family involvement and consensus, as shown in
this research and supported by other studies in other East Asian contexts (Matsumura
et al., 2002; Mo et al., 2012). From the perspective of modernisation theory (Ntini, 2016;
Tipps, 1973), this reflects how global discourses of autonomy have entered Taiwanese
palliative care but have been adapted rather than replacing existing cultural values
(Inglehart & Baker, 2000). Autonomy is thus reframed relationally, integrating both
patient wishes and family consensus within shared decision-making processes (Lee et
al., 2024). This highlights the challenges of applying Western concepts of autonomy
across cultural settings, particularly where emotional protection and collective harmony

are prioritised.
Relational autonomy and whole-family care

Findings from this research suggest that relational autonomy offers a culturally
appropriate framework for understanding end-of-life decision-making in Taiwan. The
concept has been proposed as a more suitable approach to end-of-life care across
cultures (Donchin, 2001; Gomez-Virseda et al., 2019), including in collectivist societies
such as Taiwan (Tan Kiak Min, 2017). It recognises individuals as socially embedded,
highlighting the need to consider relational and structural factors in decision-making

(Gomez-Virseda et al., 2020; Mackenzie & Stoljar, 2000). At the practical level, relational
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autonomy is enacted through shared decision-making processes such as family meetings
(Grignoli et al., 2018; Yu et al., 2024). This approach was identified in both the interview
(Papers 2 and 3) and nominal group studies (Chapter Seven) and is also supported by

Western palliative care evidence (Hudson et al., 2021; Hudson et al., 2008).

In Taiwan, relational autonomy is reflected not only in family decision-making but also
in the palliative care philosophy of “whole-family care” (&5 I&z&, quan jia zhao hu)
(Chao, 2015). The relational features observed in my research align with this philosophy,
which regards the family as the unit of care and emphasises the assessment of family
dynamics, genograms, and significant family events as part of clinical practice. This
highlights that decisions and care responsibilities are embedded in wider relational
networks rather than resting solely with the patient. While this differs from many
Western systems, where the patient is usually prioritised as the primary unit of care,
family-inclusive practices are also gaining recognition in some Western contexts (Broom
& Kirby, 2013). These comparisons show that models of care and decision-making are

diverse and shaped by context, and no single framework is universally applicable.

The interview study (Papers 2 and 3) also revealed that patients’ voices were sometimes
partial or absent, with family consensus outweighing their stated preferences. This
pattern has been observed in Taiwan (Lee et al., 2024) and other East Asian contexts
(Cheng et al., 2025). Participants in this research described family consensus as a key
component of the best possible decision, intended to reduce conflict and maintain
harmony within the family. Within Taiwanese cultural values, this was perceived as
culturally appropriate rather than a denial of autonomy. From the perspective of
relational autonomy, contextual factors such as family dynamics are recognised as
important influences on decision-making (Gémez-Virseda et al., 2019). However, the
framework also maintains that the patient’s wishes should remain central and take
precedence when they conflict with family preferences. In this light, prioritising family
consensus over the patient’s voice may risk silencing patient agency. These findings
suggest that even relational autonomy requires cultural adaptation and cannot be
assumed to resolve all challenges in end-of-life decision-making (Asagumo, 2022;

Krishna et al., 2015).
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Caregiving as a moral duty and relational obligation

Findings from this research revealed that end-of-life caregiving carried multiple
meanings for Taiwanese families, encompassing both the fulfilment of familial
responsibilities and the provision of comfort to the dying relative. Sacrifices in caregiving,
such as adjusting work schedules, enduring physical strain, or setting aside personal
needs, were often described as integral to doing one’s utmost, as shown in the interview
study (Papers 2 and 3). These practices reflect Confucian familism (Hwang, 1999), which
frames caregiving as a moral expectation, and collectivist values that locate care

responsibility within the family rather than the individual (Hofstede, 1984, 2001).

Most participants in this research were adult children caring for their parents. Within
this relational context, providing direct care for dying parents was understood as an
expression of loyalty, gratitude, and filial responsibility, regardless of the quality of past
interactions (Hsiung et al., 2025; Wu, 2006; Yeh et al., 2013). Evidence from Chinese
communities in the United Kingdom shows similar expectations, with direct involvement
in caring for dying parents regarded as essential, reflecting the persistence of filial
caregiving norms even within a professionalised care system (Fang et al., 2015). These
examples illustrate that filial caregiving expectations persist across cultural settings. In
Taiwan, caregiving is therefore framed less as a technical task and more as a relational

obligation and a symbol of moral virtue (Hwang, 1999).

In many Western contexts, caregiving is often discussed in terms of burden, burnout,
and the need for self-care (Angelo et al., 2013). Although intensive caregiving has
sometimes been linked to poor bereavement outcomes (Lai et al., 2014), both the
systematic review (Paper 1) and the interview study (Papers 2 and 3) found a different
pattern. Families who provided longer or more demanding caregiving often described
reduced regret and more positive bereavement experiences, as they felt they had
fulfilled their responsibilities and done their best. This finding aligns with some Western
evidence (Lowers et al., 2020) and suggests that the relationship between caregiving
intensity and bereavement outcomes can vary across cultural contexts. Caregiving can
be both demanding and meaningful, highlighting the need for caution when applying
concepts such as caregiver burden universally without regard for cultural meaning and

context.
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Modernisation, professionalisation, and evolving filial piety

Modernisation theory (Ntini, 2016; Tipps, 1973) helps explain how developments in
modern palliative care have reshaped, but not displaced, Taiwanese end-of-life practices.
My findings show that the expansion of institutional infrastructures and professional
roles has provided new resources and guidance (Howarth, 2007; Zaman et al., 2017), yet
families remain central to both decision-making and caregiving. The interview (Papers 2
and 3) and nominal group studies (Chapter Seven) highlight the growing role of
healthcare professionals in supporting families to make confident decisions and provide
care. Rather than diminishing family responsibility for end-of-life care,
professionalisation has complemented and adapted family involvement within these

practices (Krishna et al., 2015).

Filial piety further illustrates this adaptation under modernisation. Traditionally
associated with respecting, obeying, and repaying parents (Yum, 1988), filial piety has
evolved in contemporary Taiwan (Wu, 2006). While unquestioning deference is now less
common, the obligation to care for ageing or ill parents remains influential (Hsiung et
al., 2025; Wu, 2006; Yeh et al., 2013). In the interview study (Papers 2 and 3), most
participants, who were adult children, described caregiving as a way of repaying their
parents for their upbringing, even when past relationships were strained (Fang et al.,
2015; Yum, 1988). In this way, filial piety continues to motivate caregiving, but in forms

that have adapted to modern social and medical contexts.
Summary

End-of-life decision-making and caregiving in Taiwan are interwoven practices shaped
by Confucian familism, collectivism, and evolving filial piety, while also influenced by the
professionalisation of palliative care and global discourses of autonomy. Families remain
central, with autonomy understood relationally and caregiving framed as a moral duty
that is both demanding and meaningful. These findings demonstrate that autonomy and
caregiving acquire culturally specific meanings through the interaction between
enduring traditions and modern healthcare systems. While particularly visible in Taiwan,
similar family-centred approaches are also evident in other settings, including minority

communities in Western countries (Bennett et al., 2018; Fang et al., 2015). This
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underscores the need to interpret end-of-life practices within their social and cultural

frameworks, recognising diversity rather than assuming uniformity.

9.4.2 Religion, spirituality, and cultural definitions of a good death

Religious beliefs, spirituality, cultural continuity

Religious beliefs remained central to Taiwanese families’ experiences of death, dying,
and bereavement, as shown across all three studies in this thesis. Despite modernisation,
religiosity in Taiwan remains pluralistic and overlapping, with families often drawing
simultaneously on Buddhism, Taoism, and folk traditions (a blend of Buddhism, Taoism,
and Confucianism) (Weller, 2020). Some practices, such as support-chanting (Bj &,
Zhunian) at the deathbed, have become cultural norms extending beyond explicitly
religious settings (Shih, 1982). From the perspective of modernisation theory (Ntini,
2016; Tipps, 1973), this persistence challenges the assumptions that modernisation
inevitably leads to secularisation. In many Western societies, secularisation has reduced
the social significance of religion, and palliative care often operates within secular
frameworks, where spiritual care focuses on existential rather than ritual meanings
(Howarth, 2007; McNamara, 2001; Zaman et al., 2017). Nevertheless, religious
traditions continue to influence end-of-life care in some Western communities,
suggesting that secular and religious approaches can coexist within the same cultural

landscape.

In Taiwan, religious and cultural frameworks remain integral to end-of-life care and
bereavement, coexisting with medical systems and professionalised palliative care
(Bennett et al.,, 2018; Fang et al., 2015). This helps explain why Clinical Buddhist
Chaplains are included in palliative care teams and why rituals from the deathbed to the
funeral remain essential, as reflected in the interview study (Papers 2 and 3) and in other
Taiwanese literature (Cheng et al., 2016; Shih et al., 2009). Professionals routinely assess
patients’ religious identities and ritual needs, and palliative care inpatient units must
provide designated spaces such as viewing rooms for post-death rituals. These rooms
are often furnished with Buddhist statues, Christian symbols, or other religious artefacts.
When a deceased patient is taken from the ward, staff accompany the body and the

family to the lift, bowing in a farewell ritual (dian t7 song bié, EE %, “lift send-off”).
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Such practices illustrate how spiritual care in Taiwan integrates ritual expression and

afterlife preparation as essential components of care (Shih et al., 2009).
Cultural and religious framings of a good death

Findings from this research suggest that a culturally appropriate death (%F%E, héo si,
meaning “a good death”) in Taiwan is relational, ritualised, and collectively experienced,
echoing earlier findings from Hong Kong (Chan et al., 2005). It extends beyond the
moment of dying to include bodily dignity, funeral rites, and the deceased relative’s well-
being in the afterlife. Families in the interview study (Papers 2 and 3) emphasised the
importance of maintaining a dignified appearance at death and holding meaningful
funerals, reflecting the Confucian principle of shén zhong (fE4%, “carefully handling the
end of life”). Funerals provided both social recognition and emotional closure, while a
peaceful appearance, such as a clean and well-dressed body with eyes closed, embodied

the saying ‘si y& ming mU’ (JEH2IE H, “death with closed eyes”), symbolising a smooth

transition free from worries.

Beliefs about the afterlife also shaped Taiwanese families’ understandings of a good
death (Chan et al., 2005). Ancestor traditions, Buddhist teachings on rebirth (1£4:, wang
sheng), and the widespread use of the term “rebirth” instead of “death” reflect families’
continuing concern for the deceased relative’s well-being (Hsu et al., 2009; Weller,
2020). At the same time, freedom from pain (Meier et al., 2016; Miyashita et al., 2008b;
Miyashita et al., 2007; Steinhauser, Clipp, et al., 2000; Wilson & Hewitt, 2018) and a
natural death (Miyashita et al., 2008a) were also central values in defining a good death,
identified both in previous studies and in this research. Families consistently emphasised
comfort and symptom management, aligning with Confucian ideals such as ‘kdo zhong
ming’ (F&4%1p), one of the Five Blessings (wufu, 71 1), which aspires to a peaceful death
free from suffering. Expressions used by participants in the interview study (Papers 2
and 3), such as “allowing nature to take its course” (shun qi zi ran, [EE H4X) and
“accepting destiny” (ting tian ming, JE-K:147), further illustrate this worldview (Bennett

et al., 2018).
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Negotiating a good death under modernisation

Findings from this research show that the negotiation of a good death in Taiwan reflects
the coexistence of legal, moral, and cultural frameworks. The introduction of Western
palliative care has influenced Taiwanese understandings of a good death but has not
displaced existing cultural frameworks. The Natural Death Act (2000) (Laws &
Regulations Database of The Republic of China/Taiwan, 2000) institutionalised do-not-
resuscitate orders, resonating with the ideal of a natural death while creating tension in
end-of-life decision-making. This tension is particularly evident in relation to filial piety,
which remains a deeply held value in Taiwan (Hsiung et al., 2025; Wu, 2006; Yeh et al.,
2013) . Adult children may feel pressure to “do everything possible” (FZI]JEE, jiu dao di)
to save a parent’s life, both as an expression of filial devotion and to avoid social criticism
if life-sustaining treatment is withdrawn (Bowman & Singer, 2001), as also supported by
recent evidence from China (Jeon & Jing, 2023). Such dilemmas illustrate how legal
provisions and cultural obligations intersect, requiring families to navigate between
medical principles and filial as well as social expectations. These dilemmas were not
explicitly observed in the qualitative interview study (Papers 2 and 3), possibly because
participants’ relatives were already receiving specialist palliative care, where do-not-
resuscitate decisions were accepted as part of clinical practice. However, participants
described these decisions as emotionally challenging for families, reflecting the moral

tensions between clinical guidelines and filial responsibility.

Western notions of a good death often emphasise autonomy and control, sometimes
extending to the hastening of death in debates on assisted dying (Howarth, 2007; Kehl,
2006; Meier et al., 2016). Taiwanese families, by contrast, more commonly described
death as predestined by higher powers or natural law, as supported by this research and
others (Bennett et al., 2018). Yet professional frameworks in Taiwan increasingly
incorporate autonomy as a quality indicator in palliative and end-of-life care (Cheng et
al., 2016). For example, the Good Death scale developed in Taiwan includes autonomy
but omits religion and afterlife (Cheng et al., 2008). This selective adoption illustrates
how professional practice draws on Western frameworks without fully aligning with
family perspectives, revealing the coexistence of secular and religious understandings

of a good death.
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The interview study (Papers 2 and 3) also revealed that dying at home is not universally
viewed as a good death; its meaning depends on patients’ needs, family beliefs, and
practical circumstances. Modernisation has reshaped the place of death in Taiwan,
reflecting trends observed in Western societies (Jiang & May, 2021; Lewis, 2007). A
Taiwanese study found that institutionalisation has shifted most deaths into hospitals:
between 2007 and 2018, hospital deaths rose from 40.2% to 53.9%, while home deaths
declined from 55.7% to 35.1% (Chiang & Kao, 2021). Traditionally, dying at home
embodies the belief of lud yé gui gén (% EEEFFR, “fallen leaves return to the roots”),
long regarded as a marker of a good death in Taiwan and other Chinese communities
(Cheng et al., 2025). However, findings from this research indicate that what constitutes
an appropriate place of death has become more flexible and situational, shaped by the
patient’s health conditions, family values, and the care options available. This variability
has also been noted in previous studies (Miyashita et al., 2008b; Miyashita et al., 2007;
Steinhauser, Christakis, et al., 2000). Families in my research who chose hospital care
for its medical expertise and resources but still wished the patient could die at home
often arranged symbolic compromises, such as enabling the patient to take their final
breath at home, a practice that continues to be observed in Taiwan (Lin & Chou, 2024).
These practices demonstrate how medicalisation and cultural values are continually
negotiated as families seek to reconcile institutional realities with deeply rooted cultural

expectations of a good death.
Summary

Religious and cultural beliefs continue to underpin Taiwanese understandings of a good
death, shaping spiritual care, ritual obligations, and preparation for the afterlife. At the
same time, legal and professional frameworks have introduced new emphases, such as
autonomy, which coexist with and are reinterpreted through local values. These
orientations are not simply oppositional but demonstrate how ritual, relational, and
professional practices are woven together in end-of-life care. Although these dynamics
are particularly visible in Taiwan, similar patterns can be observed elsewhere, such as in
religious communities within Western societies that continue to value ritualised and
relational forms of end-of-life care. Taken together, these findings highlight the

importance of situation notions of a good death within their social and cultural contexts
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(Zaman, 2025). Building on this, how emotional expression and continuing bonds are
negotiated within these cultural and professional frameworks is explored in the next

section.

9.4.3 Emotional restraint, continuing bonds, and bereavement continuity

Emotional restraint as a cultural practice

My findings show that the emotional restraint demonstrated by Taiwanese families
during death preparation and bereavement should be understood as a culturally and
religiously appropriate practice with multiple layers of meaning. Both the systematic
review (Paper 1) and the qualitative interview study (Papers 2 and 3) found that families
often suppressed overt expressions of grief during the dying process and funeral (Li et
al., 2024). Drawing on Buddhism and Taiwanese folk religion, emotional restraint was
interpreted as facilitating a smoother transition to the afterlife, consistent with earlier
evidence from Hong Kong (Chow et al., 2006). Confucian familism (Badanta et al., 2022;
Hwang, 1999) and collectivist values (Hofstede, 1984, 2001) further reinforced this norm.
Emotional control was understood as a means of protecting the dying relative’s peace,
avoiding burdening others, and preventing loss of face (Z, diu lian, meaning “loss of
dignity”) in public, as also reported in other studies (Koo et al., 2006; Penson, 2004; Yick
& Gupta, 2002). The appropriateness of emotional expression was context-dependent,
negotiated relationally and situationally, and, as shown in other research, shaped more
by cultural and religious expectations than by individual preferences (Bonanno et al.,

2004; Westphal et al., 2010).

Taiwan’s emphasis on emotional restraint contrasts with dominant Western
bereavement models, which often assume that emotional release is inherently
beneficial for adjustment (Lindemann, 1963; Parkes, 1985; Worden, 2018). These
assumptions have also influenced Taiwanese professional practice. In the nominal group
study (Chapter Seven), healthcare staff encouraged families to express their emotions
openly but struggled to reconcile this approach with the families’ cultural preferences
for restraint. This reflects a professional dilemma in which clinicians recognise the
importance of emotional support but find it challenging to offer in a way that aligns with

cultural expectations of emotional restraint.
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The practice of emotional restraint is not unique to Taiwanese families. A study in
France, for instance, found that healthcare professionals caring for dying patients in
nursing homes also regulated or suppressed their emotions, not because of cultural or
religious norms, but as a strategy of self-protection to sustain their capacity to provide
effective care (Umubyeyi et al., 2024). This comparison illustrates that while the
meanings and functions of emotional restraint vary across contexts and groups, the
practice itself is widespread, underscoring the need to move beyond simple cultural

binaries.
Continuing bonds as a relational framework

Maintaining continuing bonds with the deceased relative was central to Taiwanese
family death preparation and bereavement, as evidenced in both the systematic review
(Paper 1) and the interview study (Papers 2 and 3). These findings suggest that the
continuing bonds theory (Klass & Silverman, 1996; Steffen & Klass, 2018) resonates
more strongly with Taiwanese practices than earlier detachment-based models (Bowlby,
1961, 1977). Developed in the United States and influenced partly by Japanese ancestor
rituals (Klass, 1996), the theory highlighted the prevalence of ongoing connections with
the deceased person. While Western evidence acknowledges that such bonds can be
initiated before death (Hedtke & Winslade, 2004), they are typically framed as post-
death and non-religious practices, such as remembering the deceased person (Supiano
et al., 2020), engaging in inner dialogue, or keeping memory objects (Riegel et al., 2023).
These interpretations reflect assumptions grounded in individualism and secularisation,

which differ from Taiwanese understandings.

Findings from this research show that continuing bonds in Taiwan are broader and more
encompassing, integrating pre-death, religious, and collective dimensions (Root &
Exline, 2014). Families often initiate bonds before death (Hedtke & Winslade, 2004),
treating them as part of preparing for a relative’s death and extending them into the
post-death period. While Western applications frequently highlight psychological or
emotional connections through non-religious acts such as memory-making or legacy
creation (Riegel et al., 2023), my research found that Taiwanese practices gave equal or
greater weight to ritual and religious acts intended to enhance the deceased relative’s

afterlife. As shown in both the systematic review (Paper 1) and the interview study
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(Papers 2 and 3), religious traditions strongly shaped these bonds. Families spoke with
the dying relative about reunion in the afterlife based on their shared religious beliefs,
such as the concept of yuan (4%), a key notion in Buddhism and a widely held belief in
Chinese society that frames relationships as predestined and continuous (Chan et al.,
2005; Lee et al., 2017). Ancestor worship, rooted in the Confucian principle of zhutyuan
(872, honouring one’s ancestors), illustrates that bonds are not only emotional but also
moral and relational obligations that extend filial duty beyond death (Hsu et al., 2009;
Shih, 2010; Weller, 2020; Yao, 2000). Thus, in the Taiwanese context, continuing bonds
are simultaneously emotional ties and expressions of religious beliefs, Confucian

familism, and filial continuity (Badanta et al., 2022; Hwang, 1999).

Evidence on the role of continuing bonds in bereavement adjustment remains mixed
(Benore & Park, 2004; Boelen et al., 2006; Field & Friedrichs, 2004; Stroebe et al., 2010;
Worden, 2018). Some studies suggest that maintaining such bonds can be beneficial. For
example, individuals may find comfort in believing that the deceased relative is free
from suffering in the afterlife (Hung, 2013; Jung & Hung, 2017). Other research highlights
potential risks, including difficulties in adapting to the loss (Carr & Sharp, 2014; Clarke
et al., 2003) or greater emotional distress (Boelen et al., 2006; Field & Friedrichs, 2004).
However, in my research, continuing bonds in Taiwan were generally associated with
positive bereavement outcomes. This suggests that the meaning and function of
continuing bonds are not universal but are shaped by cultural, religious, and social

frameworks (Root & Exline, 2014).

Building on these findings, Taiwanese practices extend the continuing bonds theory
(Klass & Silverman, 1996; Steffen & Klass, 2018) in two ways (Table 12): temporally, by
establishing bonds before death as an integral part of family death preparation; and
structurally, by embedding them in collective, moral, and religious obligations. These
insights demonstrate that while the continuing bonds theory remains valuable for
understanding Taiwanese bereavement, it requires adaptation to account for non-
Western contexts where relational, cultural, and religious dimensions play a central role

(Root & Exline, 2014).

170



Table 12: Extensions of the continuing bonds theory.

Dimension Original version Taiwanese extensions
Timing Recognised mainly Begin before death, integrated into
after death, framed as  family death preparation
part of bereavement
Focus Primarily psychological, Collective, relational & religious
emotional & individual
Form Mainly non-religious Combination of non-religious and
(e.g., taking photos) religious (e.g., reunion conversations,
offerings, rituals for the afterlife,
ancestor worship)
Underlying Individual autonomy, Interdependence, filial duty, and
assumptions  secular orientation, religious continuity (e.g., death as a
psychological transition rather than an endpoint)
internalisation
Function Bonds serve primarily Bonds serve also as preventive

as post-death
adjustment processes

strategies, and as moral/religious
obligations

Bereavement as continuity of preparation and preventive care

Findings across all three studies in this thesis confirm that bereavement in Taiwan is not
understood as a discrete stage beginning after death, but as the continuation of family
death preparation. While similar perspectives have been discussed by some Western
scholars (Lichtenthal et al., 2024), they remain underrepresented in mainstream
bereavement theories. Most existing models conceptualise bereavement primarily as a
post-death process of adaptation (Stroebe & Schut, 2010; Worden, 2018). As noted in
the background chapter, these theories emerged largely from Western contexts and
often emphasise psychological or social factors rather than collective and ritual
obligations. Stage- and phase-based models, such as attachment and loss theory
(Bowlby, 1961, 1977), stress emotional release and the resolution of grief through
detachment from the deceased person. The dual process model (Stroebe & Schut, 1999,
2010) allows oscillation between loss- and restoration-oriented activities but still

situates bereavement as beginning after death. Although the concept of anticipatory
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grief recognises pre-death responses (Nielsen et al., 2016), it focuses mainly on
individual emotional adjustment to an expected loss and does not encompass the
broader scope of family death preparation, including fulfilling obligations and

preventing regrets, as found in my research.

Findings from my research further show that culturally appropriate family death
preparation can function as a form of preventive bereavement care, shaping
bereavement before death occurs. Western evidence seldom specifies which
components of such preparation shape bereavement outcomes (Kim et al., 2017; Schulz
et al., 2015), but these were identified in this research. As shown in the interview study
(Papers 2 and 3), whether families fulfilled their responsibilities to the dying relative,
minimised regret, and achieved a culturally appropriate good death influenced their
bereavement experiences. Both the systematic review (Paper 1) and the interview study
(Papers 2 and 3) showed that inadequate preparation, such as poor symptom control,
limited participation in caregiving, or failure to make good end-of-life decisions and
organise meaningful funerals, often led to feelings of regret, guilt, and self-blame,
thereby complicating bereavement adjustment. By contrast, fulfilling familial
obligations through decision-making, caregiving, dignified body handling, and ritual and
funeral preparation enabled families to feel they had done their utmost, which in turn

supported smoother bereavement.

These practices, including fulfilling familial obligations, minimising regret, and achieving
culturally appropriate good death, can therefore function as preventive strategies that
shape bereavement before death. Bereavement in Taiwan was thus evaluated through
a moral lens, where adjustment depended on whether duties were fulfilled and regrets
minimised. This moral framing reflects Confucian relational ethics (Badanta et al., 2022;
Hwang, 1999), in which bereavement experiences are shaped by the fulfilment of
obligations, offering an alternative moral and cultural perspective for understanding

bereavement in palliative care.
Summary

The need to support families in bereavement is recognised in both Taiwanese and

Western palliative care models (Chao, 2015; Ferrell et al., 2018; Radbruch et al., 2020).
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Both approaches emphasise that poor bereavement outcomes can potentially be
prevented through preparatory support before death (Lichtenthal et al., 2024).
However, despite these similarities, their orientations also differ. In Taiwan, emotional
restraint and continuing bonds are integral to this process, functioning as cultural and
religious practices that connect family death preparation with bereavement. While
Western bereavement models focus mainly on post-death adaptation, the Taiwanese
case illustrates an alternative trajectory in which preparing for a relative’s death,
including caring for the dying relative and fulfilling familial obligations, is central. These
findings underscore the importance of understanding bereavement within its social and
cultural context and of developing bereavement care that aligns with local values and

practices.

9.4.4 Structural and systemic influence on family death preparation

Legal frameworks and advance care planning

Taiwan’s adoption of autonomy-centred models is most evident in its legal frameworks
(Cheng et al., 2016). The Natural Death Act (2000) (Laws & Regulations Database of The
Republic of China/Taiwan, 2000) and the Patient Right to Autonomy Act (enacted in
2016 and implemented in 2019) (Laws & Regulations Database of The Republic of
China/Taiwan, 2019) enshrine the principle of patient choice at the end of life or when
mental capacity is lost. However, these laws have been adapted through family
involvement, reflecting Taiwanese culture, which values collective decision-making
(Badanta et al., 2022). This pattern was also evident in my research. Unlike most
Western contexts (Rietjens et al., 2017), the Patient Right to Autonomy Act requires at
least one family member to participate in advance care planning consultations,
consistent with Confucian expectations that decisions are shared with family members
(Badanta et al., 2022; Hwang, 1999). Yet findings from the interview study (Papers 2 and
3) suggest that this design still underestimates the importance of maintaining harmony
among relatives through consensus-building, which often takes precedence over

individual preferences (Lee et al., 2024).

The Patient Right to Autonomy Act also stipulates that advance care planning

consultations must take place in designated hospitals with specified professionals (a
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physician, nurse, social worker or psychologist). Participants in the nominal group study
(Chapter Seven) expressed concern that these requirements risk reducing advance care
planning to a procedural task rather than an ongoing dialogue. From the perspective of
modernisation theory (Ntini, 2016; Tipps, 1973), these developments illustrate
rationalisation and professionalisation, but also show how globalised norms are

reinterpreted through cultural negotiation.

While advance care planning is designed to clarify individual preferences in case of lost
mental capacity (Rietjens et al., 2017), Western scholars have critiqued it as overly
future-oriented, noting that preferences can change over time and that not all patients
lose decision-making capacity at the end of life (Malhotra et al., 2022; Morrison et al.,
2021). Consistent with these critiques, findings from this research suggest that what
patients and families need is better described as advance care preparation: an evolving
process that supports ongoing conversations about future care, shared decision-making,
and broader aspects of death preparation (Malhotra et al., 2022). This approach
reframes advance care planning from static documentation of future preferences to a

dynamic process of preparation.
Service design: Specialist-focused and hospital-centred palliative care

As shown in the nominal group study (Chapter Seven), the development of palliative
care in Taiwan has been characterised by a strong emphasis on specialist and hospital-
based services, with limited expansion of generalist and community-based care (Cheng
et al., 2016). Generalist palliative care refers to care provided in non-specialist settings,
where all clinicians are expected to possess basic palliative care competencies (Quill &
Abernethy, 2013). Specialist palliative care, by contrast, focuses on complex cases and
provides education and support for generalist providers (Gomez-Batiste et al., 2017;
Quill & Abernethy, 2013). This pattern reflects the rationalisation of palliative care under
modernisation, privileging institutional expertise and professional authority (Tipps,
1973), while narrowing the space for family- and community-based approaches that

remain central to cultural understandings of end-of-life care in Taiwan.

This Taiwanese trajectory contrasts with international recommendations advocating

integrated palliative care models that link hospitals, community, and primary care,
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balancing generalist and specialist roles according to the complexity of patients’ and
families’ needs. The World Health Organisation (2014) and national strategies in
countries such as the United Kingdom emphasise community-based and primary care-
led palliative care as essential for equitable access and sustainability (Gomez-Batiste et
al.,, 2017; Murray et al., 2015). Concentration of resources in hospitals and specialist
services has consequently limited investment in primary and community-based
palliative care capacity, a pattern also observed internationally (Murray et al., 2015;

Quill & Abernethy, 2013).

Taiwan’s Hospital at Home initiative, launched in 2024 (National Health Insurance
Administration, 2024), aims to extend hospital-level services into patients’ homes and
residential institutions. However, by replicating hospital procedures within community
settings, it risks reinforcing professional dominance rather than promoting meaningful
community-embedded forms of care. These dynamics correspond closely to the
relational and socio-structural domains of the Taiwanese model of family death
preparation, as outlined in Section 9.2. While families view caring for a dying relative as
a collective duty grounded in cultural and familial obligations, the healthcare system
continues to privilege institutional and professional authority. This misalignment
highlights the need for palliative and end-of-life care services that more effectively

integrate the contributions of families, communities, and professionals.
Professional education and its limitations

Professional education and training in Taiwan reflect Western orientations toward
scientific rationality and standardisation. One example is the Checklist of Good Death
Preparation, developed more than two decades ago and still used in education and
clinical practice. (Chao, 2000a, 2000b). The checklist includes items on body handling,
religious rituals, and funeral arrangements, aligning with some cultural elements
identified in the interview study (Papers 2 and 3). However, it omits aspects central to
families, such as continuing bonds and afterlife preparation (Shih et al., 2009). Similarly,
professionals in the nominal group study (Chapter Seven) acknowledged the importance
of religion but rarely addressed it explicitly, often treating it as beyond their professional
scope. This reflects a deeper tension: the dominance of scientific rationality in

professional training tends to marginalise cultural, religious and afterlife concerns, even
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though families consistently view them as essential. At the same time, the checklist
merges patient and family tasks, implicitly reflecting a collectivist orientation consistent
with Confucian familism (Inglehart & Baker, 2000). This supports the empirical findings
of this thesis, which emphasise that supporting the dying patient cannot be separated

from supporting families in preparing for death.
Summary

Structural and systemic factors, including legal frameworks, institutional design, and
professional  training, have embedded autonomy, rationalisation, and
professionalisation into Taiwanese palliative care. At the same time, these frameworks
coexist with local cultural and religious traditions that emphasise family consensus, filial
duty, and afterlife preparation. This coexistence generates tensions: autonomy-centred
laws do not fully capture consensus-seeking practices; hospital policies marginalise
family and community roles; and professional education often sidelines religion and the
afterlife as beyond the scientific domain. These observations highlight the need to
understand palliative and end-of-life care in Taiwan as shaped by the interaction
between global frameworks and local cultural values, rather than as a straightforward

adoption of Western models.

The findings in this section show that Taiwanese family death preparation is shaped by
cultural, religious, relational, and systemic factors, while also incorporating elements of
global palliative care. These dynamics highlight the importance of interpreting practices
within their social and cultural contexts, demonstrating that similarities and differences
with Western models emerge through ongoing processes of adaptation and negotiation.
Building on these insights, the culturally situated findings are discussed in the next
section to explore how they contribute to the global knowledge base of palliative care

and bereavement.
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9.5 Rethinking and decolonising palliative care and bereavement:

Insights from Taiwanese practices

9.5.1 Rethinking palliative care and bereavement

Postmodern perspectives challenge modernist assumptions of a single trajectory of
progress, typically characterised by secularisation, rationalisation, and individualisation
(Jeong-ho & Naehui, 2022). Instead, they emphasise plurality and contextuality.
Taiwanese practices exemplify alternative pathways that broaden the understandings
of what palliative care and bereavement can mean in diverse settings. Rather than
following a linear path toward secular modernity, Taiwanese approaches demonstrate
how global models are integrated with local cultural traditions. The differences between
Taiwanese and Western approaches to palliative care and bereavement can be
synthesised across several key dimensions, as summarised in Table 13. This table draws

together insights from Section 9.4 and my reflections on palliative care in both Taiwan

and the United Kingdom, first introduced in the background chapter.

Table 13: Varied emphases in Taiwanese and Western approaches to palliative care
and bereavement.

Dimension Taiwanese context Western contexts

Definition of  Often relational, ritualised, Often individual-centred,

a good death afterlife-oriented (e.g., funeral with more emphasis on
rites) autonomy and control

Unit of care  Family frequently treated as the Patient usually treated as

& Autonomy  primary unit; decisions emphasise the primary unit; family
consensus supported but secondary to

patient autonomy

Spirituality & Strongly embedded in religious Spiritual care often

Religion beliefs and rituals; includes afterlife  secularised; more focus on
preparation; inpatient unit spaces existential meaning
adapted for post-death rituals

Bereavement Preventive: family death More reactive: bereavement

care preparation (e.g., minimising support often framed as

regret, fulfilling familial
responsibilities, achieving a good
death) shapes bereavement;
emotional restraint viewed as
protective and relational

post-death interventions
(e.g., grief counselling);
emotional release often
assumed to be beneficial
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Both Taiwanese and Western approaches to palliative care emphasise holistic care,
recognising the need to address the physical, psychological, social, and spiritual
dimensions (Radbruch et al., 2020; World Health Organisation, 2002). Yet the weight
assigned to these dimensions differs. In much Western literature, autonomy and
individual control are treated as central indicators of care quality (Meier et al., 2016). In
Taiwan, greater priority is often placed on family consensus, cultural rituals, and
religious frameworks (Badanta et al., 2022; Hwang, 1999). These patterns suggest that
holistic care is not a universal checklist but must be interpreted through local priorities.
From a postmodern perspective (Jeong-ho & Naehui, 2022), these distinct emphases

represent equally valid expressions of holistic care.

Similar diversity appears in definitions of a good death, a central concern of palliative
care worldwide (Radbruch et al., 2020; World Health Organisation, 2002). Taiwanese
families emphasise family presence, bodily dignity, meaningful funerals, and the
deceased person’s well-being in the afterlife, treating death as a transition rather than
an end (Chan et al., 2005; Shih et al., 2009). In much Western literature, a good death is
more often associated with autonomy and individual control, sometimes extending to
debates on assisted dying (Howarth, 2007; Kehl, 2006; Meier et al., 2016). These are
tendencies rather than absolutes: religious communities in Western societies also value
ritual and spiritual continuity, while some Taiwanese families give greater weight to
autonomy. From a postmodern standpoint (Jeong-ho & Naehui, 2022), these variations
demonstrate that there is no single, universal definition of a good death but multiple

culturally situated understandings (Zaman, 2025).

The family as a unit of care provides another illustration of diversity. In Taiwan, families
are explicitly recognised as the primary unit of care (Chao, 2015), whereas in many
Western systems the patient is treated as the main unit, with families supported in a
secondary role (Rietjens et al., 2017). Both perspectives value family involvement but
balance patient and family priorities differently. From a postmodern perspective (Jeong-
ho & Naehui, 2022), whether care is family-centred or patient-centred should be viewed
as reflecting culturally specific assumptions about personhood rather than as fixed

opposites.
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Spiritual care also highlights divergent emphases. In Taiwan, it is expressed through
religious practices: Buddhist chaplains, ritual acts, and afterlife preparation are
embedded in palliative care (Shih et al., 2009). Rituals such as support-chanting at the
deathbed and the “lift send-off” are not peripheral but integral to how families and
professionals approach death. In many Western contexts, spirituality is more often
framed in existential or secular terms, with less focus on ritualised religious practices,
particularly in clinical environments (Howarth, 2007, McNamara, 2001; Zaman et al.,
2017). These contrasts demonstrate that spiritual care should reflect its cultural
contexts, integrating ritual and religious elements where central and existential

dimensions where more relevant.

As discussed in Section 9.4.3, bereavement in Taiwan is understood as preventive. Poor
bereavement outcomes can be avoided through how families prepare, care, and fulfil
familial obligations before death. Emotional restraint and continuing bonds are integral
to family death preparation rather than confined to post-death adjustment. These
orientations, though not repeated here in detail, exemplify how culturally grounded
values produce alternative pathways that challenge assumptions embedded in

mainstream Western bereavement theories.

In sum, Taiwanese practices highlight that autonomy, holistic care, definitions of a good
death, family involvement, spirituality, and bereavement care are not universal
categories but culturally negotiated. Postmodern perspectives (Jeong-ho & Naehui,
2022) encourage recognition of these variations not as deviations from a norm but as
plural expressions of what palliative care and bereavement can mean. This provides a
foundation for questioning the universal authority of Western frameworks and

rethinking them as culturally specific approaches situated alongside others.

9.5.2 Decolonising palliative care and bereavement

Palliative care and bereavement cannot be grounded in a single universal framework
(McNamara, 2001; Zaman et al., 2017). Instead, they are culturally situated practices,
and Taiwanese experiences provide a critical lens through which to challenge and enrich
global models. Findings from my research suggest that culturally appropriate palliative

care in Taiwan is characterised not only by the relief of suffering through holistic care,
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but also by family-centred decision-making, fulfilment of caregiving obligations, and the
integration of religious and ritual practices that address both bereavement and the
afterlife. In this sense, Taiwanese practice represents a rebalancing of shared elements
shaped by local cultural and religious values. While the core elements of palliative care
and bereavement, such as holistic approaches, the pursuit of a good death, family
support, spiritual care, and bereavement care, are widely shared, their relative emphasis
differs across contexts. From a postmodern perspective (Jeong-ho & Naehui, 2022), this
underscores the need to question the universal claims of Western frameworks and to

understand them instead as culturally specific.

Decolonising palliative care and bereavement does not mean rejecting Western models
but decentring them by repositioning them as one set of culturally grounded approaches
among many and treating them as equally valid contributions (Hamilton et al., 2022).
This shift requires moving from exporting Western norms to fostering dialogue across
cultural contexts. Rather than focusing solely on adapting Western frameworks,
decolonising approaches recognise local traditions, values, and beliefs as integral to the
global knowledge base of palliative care and bereavement (Rosa et al., 2022; Sallnow et
al.,, 2022). In this regard, cultural humility offers a more appropriate orientation
(Foronda et al., 2016). Unlike the notion of cultural competence, which assumes cultural
knowledge can be mastered and risks reducing culture to a checklist of practices
(Schuster-Wallace et al., 2022), cultural humility emphasises continuous self-reflection,
recognition of power imbalances, and openness to learning from families as co-experts
in shaping care (Foronda et al., 2016). Applied to the Taiwanese context, this means
acknowledging that practices such as consensus-based decision-making, ritual
engagement, emotional restraint, and continuing bonds are not peripheral but central

to how families define appropriate preparation for death and bereavement.

At the same time, decolonising approaches to palliative care and bereavement must
avoid oversimplification. Cultural sensitivity should not collapse into a binary of
individualism versus collectivism, as this risks reinforcing stereotyping (Schuster-Wallace
et al., 2022). Individualist societies include people who value family-based decision-
making, just as collectivist societies include those who prioritise personal choice

(Hofstede, 2001). Recognising this fluidity prevents cultural values from being
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essentialised and highlights the diversity that exists both across and within societies.
Framing Taiwanese practices in this way reinforces that they do not stand in opposition
to Western models but illustrate how different cultural contexts generate distinctive

emphases, all of which hold value for global understandings of care.

Nevertheless, the model proposed in this thesis is not without limitations. With ongoing
globalisation and increasing Western influence, questions remain as to whether it can
retain cultural sensitivity and adapt to future shifts in social structures and values. From
a postmodern perspective (Jeong-ho & Naehui, 2022), such diversity and fluidity should
be viewed as normative rather than exceptional. Taiwanese practices, therefore, not
only critique Western universalism but also exemplify how plural and context-specific
approaches can enrich global understandings of palliative care and bereavement. This
analysis underscores the need for decolonising approaches that recognise local values
and practices as central in shaping care. In doing so, it repositions Taiwanese
experiences as valid forms of knowledge and provides a foundation for the next section,
which outlines the thesis’s original contributions to knowledge, clinical practice, and

methodology.

9.6 Original contributions to knowledge, clinical practice, and
methodology

The original contributions of this thesis to knowledge, clinical practice, and research
methodology in palliative and end-of-life care are outlined in this section (Table 14). A
key contribution is the development of a culturally grounded conceptual model of family
death preparation in Taiwan, which integrates clinical, relational, cultural-religious, and
socio-structural dimensions. This model provides a reference point for future
comparative research and offers new insights into Western frameworks by presenting a
culturally nuanced account of how preparation is enacted in Taiwan. In particular, it
demonstrates a continuum of preparation extending from the pre-death phase through
the dying process, the funeral, and the afterlife. This trajectory, shaped by Confucian
values, religious beliefs, and collectivist social structures, is absent from existing
Western models (Durepos, Ploeg, Sussman, et al., 2020; Durepos et al., 2019; Hebert et

al., 2006; Hebert et al., 2009), which focus primarily on the pre-death stage.
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The Taiwanese model also shows that family death preparation is influenced not only
by cultural traditions but also by broader socio-structural factors, including government
policy, legislation, and the education and training of healthcare professionals. This
perspective extends beyond Western approaches, which tend to focus either on the
healthcare system (Hebert et al., 2006; Hebert et al., 2009) or on families’ coping
strategies (Durepos, Ploeg, Sussman, et al., 2020; Durepos et al., 2019). These findings
highlight dimensions often overlooked in Western frameworks and provide a culturally
grounded understanding of how families prepare for a relative’s death. They contribute

to global knowledge and inform clinical practice, particularly in non-Western contexts.

Another important contribution is the reframing of palliative care practices by
emphasising the centrality of family involvement, the enduring role of religion, and
culturally specific interpretations of a good death (Schuster-Wallace et al., 2022). In
Taiwan, end-of-life decision-making is family-centred, consensus-oriented, and
protective of the dying relative, offering a culturally specific interpretation of relational
autonomy. The concept of a good death is expanded to include not only the dying
process but also funeral rituals and the afterlife, underscoring the significance of
religious belief (Chan et al., 2005; Shih et al., 2009). These findings challenge the
assumed universality of dominant Western palliative care paradigms and contribute to
global debates on how palliative care systems can be made more culturally responsive

and inclusive.

Findings from this thesis also contribute new perspectives on bereavement support and
theory. They show that bereavement in Taiwan is understood as a continuation of family
death preparation, where pre-death practices, such as ensuring the dying relative’s
comfort, fulfilling obligations, avoiding regret, and achieving a good death, shape post-
death bereavement outcomes. These findings indicate that culturally embedded family
death preparation can function as a proactive and preventive form of bereavement care
before death occurs (Lichtenthal et al., 2024). Furthermore, emotional restraint, often
viewed negatively in Western contexts (Lindemann, 1963; Parkes, 1985; Worden, 2018),
is shown in Taiwan as a culturally and religiously appropriate practice that supports both
relational harmony and the dying person’s peace before and after death. Together,

these insights extend Western bereavement theories, which have focused primarily on
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post-death interventions (Stroebe & Schut, 2010; Worden, 2018), by highlighting the
importance of culturally embedded practices and the need for frameworks that

recognise variation in how grief is expressed.

The findings further extend the continuing bonds theory (Klass & Silverman, 1996;
Steffen & Klass, 2018) by showing that connections with the deceased relative are not
only maintained after death but also actively cultivated before death as part of family
death preparation. In Taiwan, such bonds are embedded in cultural and religious values
and practices, broadening the continuing bonds theory beyond its individual and
psychological focus. This provides a more culturally responsive understanding of
bereavement and underscores the importance of recognising these practices in clinical

care.

On a methodological level, my research demonstrates the value of the nominal group
technique (Jinger & Payne, 2020) for developing practice-oriented recommendations in
collectivist societies. Based on methodological reflections on its application in palliative
care research, several challenges were identified. These included the limited use of pilot
meetings, insufficient analysis of qualitative data, and the underestimation of cultural
influences. The research offers practical guidance for future research, emphasising the
need to conduct pilot meetings, account for cultural factors, and adopt a more

interpretative qualitative approach to analysing group meeting discussions.

In sum, this culturally contextualised research provides a comprehensive understanding
of how families in Taiwan prepare for a relative’s death, moving beyond Western-
oriented evidence. It contributes to knowledge by developing a new conceptual model,
to practice by reframing family involvement, religion, and bereavement support, to
theory by extending the continuing bonds framework (Klass & Silverman, 1996; Steffen
& Klass, 2018), and to methodology by critically reflecting on the use of the nominal
group technique (Jinger & Payne, 2020). These contributions offer new conceptual,
practical, and methodological insights that enrich global understandings of palliative and
end-of-life care. In the following section, the strengths and limitations of this thesis are

discussed.
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Table 14: Summary of original contributions of this thesis to knowledge, clinical practice, and research methodology.

Domain Key contributions Reference
Knowledge « Developed a Taiwan-specific conceptual model of family death preparation (clinical, relational, cultural- Papers1,2,3 &
religious, socio-structural, bereavement domains) Chapter Seven
Identified a continuum of preparation from pre-death to afterlife
Demonstrated specific components of family death preparation shape bereavement: reducing regret &
achieving a good death
Clinical Reframed palliative care practice by emphasising family centrality and religious beliefs Papers 2, 3
practice Broadened the concept of a good death to include funeral rituals and afterlife considerations
Provided culturally specific interpretations of relational autonomy (family-centred, consensus-oriented,
protective end-of-life decision-making)
Contributed to global debates on making palliative care models more culturally responsive and adaptable
Bereavement Extended bereavement care by framing pre-death preparation as preventive support (e.g., fulfilling obligations, Papers 1, 2
care making good end-of-life decisions)
Highlighted emotional restraint as culturally and religiously appropriate
Theory Extended the continuing bonds theory by showing bonds cultivated during dying, embedded in religious beliefs Papers 1, 3
and rituals
Methodology Demonstrated the use of the nominal group technique in collectivist societies Paper 4

Provided critical reflections and practical guidance on the culturally sensitive application of the nominal group
technique
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9.7 Strengths and limitations of the thesis

The strengths and limitations of the systematic review and the qualitative interview
studies have been discussed in Papers 1 (Chapter Four), 2 (Chapter Five), and 3 (Chapter
Six). This section focuses on the strengths and limitations of the nominal group
technique study (Chapter Seven), while also considering the overarching strengths and

limitations of the thesis as a whole.

9.7.1 Strengths of the thesis

A key strength of this thesis is the use of a sequential, multi-method design to explore
the complexity of family death preparation. Three studies, using different methods and
perspectives, were conducted to address the overarching research question: “How can
families in Taiwan better prepare for the death of a relative?” This design enabled a
multidimensional understanding of the topic from diverse stakeholder perspectives and

allowed findings from each study to inform the next.

The systematic review (Paper 1), conducted using a narrative synthesis approach (Popay
et al., 2006), examined family death preparation from retrospective perspectives,
focusing on families’ bereavement experiences following a relative’s death. By including
gualitative, quantitative, and mixed-methods studies published in both English and
Traditional Chinese, the review broadened the evidence base and provided a culturally
inclusive synthesis. The findings identified family death preparation as a vital factor
influencing bereavement outcomes in Taiwan, but also revealed limited clarity regarding
which specific components of preparation shape post-death adjustment. This gap
underscored the need for further empirical research and informed the design of the

qualitative interview study.

The qualitative interview study (Papers 2 and 3), analysed using reflexive thematic
analysis (Braun & Clarke, 2006, 2022b), explored how families prepared for a relative’s
death. Recruiting participants from multiple regions of Taiwan enhanced the diversity of
the dataset and strengthened the transferability of the findings to other family-centred
cultural contexts. The study also identified the pivotal role of healthcare professionals

in supporting families during death preparation, highlighting the need to include
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professional perspectives. This insight informed the design of the subsequent nominal

group technique study.

The nominal group technique study (Chapter Seven) engaged specialist palliative care
professionals from multiple disciplines, including medicine, nursing, psychology, and
chaplaincy, across hospitals in different regions of Taiwan. The disciplinary and
geographic diversity of participants provided valuable insights into the personal,
structural, societal, and institutional factors shaping professional roles in supporting
families. This study broadened the understanding of family death preparation by
incorporating  socio-structural dimensions and generated practice-oriented

recommendations to strengthen support for families in the Taiwanese context.

A dedicated methodological paper (Paper 4) provided a critical reflection on the use of
the nominal group technique (Jinger & Payne, 2020) in palliative care research. It
identified both the value and challenges of applying this method in collectivist settings
and underscored the need for culturally sensitive adaptations. This reflection adds a
distinctive methodological contribution to the thesis, highlighting not only significant

findings but also innovations in research design and practice.

Another major strength is the sustained commitment to cultural and linguistic sensitivity
throughout the research process. The researcher’s clinical, cultural, and academic
background facilitated rapport-building and enabled meaningful data collection (Krys et
al., 2025). All interviews and nominal group discussions were conducted in participants’
native languages (Traditional Chinese and Taiwanese), allowing the expression of
culturally embedded concepts. Several strategies were employed to preserve linguistic
nuance, including delaying translation into English until the later stages of analysis and
retaining selected Traditional Chinese terms in the presentation of findings. A bilingual
supervisor supported the interpretation of language-specific meanings, enhancing both

the rigour and cultural sensitivity of the analysis.

Overall, the sequential multi-method design, combined with methodological innovation
and cultural-linguistic sensitivity, represents a rigorous and original approach in

palliative and end-of-life care research. These features enhance the originality, rigour,
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and transferability of the findings. In addition to these strengths, several limitations of

the thesis are discussed below.

9.7.2 Limitations of the thesis

Several limitations should be acknowledged to contextualise the findings. While the
Taiwanese setting enabled a rich, in-depth exploration of family death preparation in a
non-Western context, this cultural specificity may limit the transferability of findings to
societies where the role of the family and collectivist values are less pronounced. In
addition, all three studies focused on expected deaths, which may also limit their

relevance to unexpected deaths, such as suicide.

From a methodological perspective, the systematic review (Paper 1) focused on
Taiwanese families living in Taiwan and did not include those residing overseas, whose
bereavement experiences may differ due to the influence of other social and cultural
environments (Bennett et al., 2018; Fang et al., 2015). Although this focus enhanced the
review’s relevance to the Taiwanese context, it excluded the voices of Taiwanese
families abroad. While a second reviewer participated in article screening, data
extraction, analysis, and synthesis were conducted solely by the researcher. This single-
researcher approach may have influenced the rigour of the review, although this was
mitigated through ongoing discussion and critical feedback from supervisors. The review
was underpinned by a critical realist position (Bhaskar, 2008), which assumes that reality
exists but is context-dependent. Therefore, the findings should be interpreted as shaped

by both available evidence and the Taiwanese cultural setting.

The qualitative interview study (Papers 2 and 3) also has several limitations. It included
only bereaved family caregivers whose relatives had received specialist palliative care,
thereby excluding those in non-specialist settings, which may limit understanding of
experiences in contexts with fewer palliative care resources or support. The
retrospective design also limits the transferability of findings to families currently
undergoing death preparation. Participants’ memories may have been influenced by
their later perceptions of the patient’s dying process and death, feelings of regret, or
retrospective justification of past decisions. Nevertheless, bereaved family caregivers

were uniquely positioned to reflect on the full trajectory of preparation, and reflexive
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thematic analysis (Braun & Clarke, 2006, 2022b) enabled an in-depth exploration of their
experiences. Variation in participants’ relationships with the deceased relative (e.g.,
adult child, spouse, sibling) and in diagnoses (cancer and non-cancer) may limit the
applicability of findings to particular groups, as the study did not focus on any specific
relationship or diagnostic category. Recruitment through specialist palliative care teams
may also have resulted in participants who were more likely to report positive
experiences, potentially underrepresenting more distressed or marginalised voices. In
addition, the study did not include participants from ethnic minority groups in Taiwan,
such as Indigenous peoples and new immigrants who have settled and obtained legal
residence or citizenship through marriage, naturalisation, or other migration pathways
(Kasai, 2022). Immigrants’ beliefs and practices around death and dying are often
shaped by both their culture of origin and that of their new country, which can make
their experiences particularly complex (Bennett et al., 2018; Bowman & Singer, 2001;

Fang et al., 2015).

The nominal group technique study (Chapter Seven) was limited to healthcare
professionals working in specialist palliative care. The absence of participants from non-
specialist palliative care settings, such as primary care, intensive care units, or long-term
care, restricted the diversity of perspectives and may have oriented recommendations
more strongly toward specialist service models. Moreover, as the study involved only
Taiwanese professionals, the recommendations generated reflect the norms, policies,
and legal frameworks of Taiwan’s healthcare system, which may limit their applicability
to other national or cultural contexts. While framework analysis (Parkinson et al., 2016;
Ritchie & Spencer, 2002) strengthened the practical orientation of the findings, they

remain contextually specific.

Finally, despite efforts to preserve cultural and linguistic meanings, the potential for
subtle meaning loss during translation should be acknowledged. The systematic review
(Paper 1) included articles written in Traditional Chinese, and all qualitative data were
collected in either Traditional Chinese or Taiwanese. Translation into English was
intentionally delayed until the later stages of analysis, and key Chinese terms were
retained to preserve cultural nuance. Nevertheless, some meanings may not have been

fully conveyed in the English presentation of findings. At the same time, retaining
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Traditional Chinese terms strengthened the thesis’s cultural integrity by reflecting

concepts deeply embedded in the Taiwanese language and practices.

Taken together, these limitations reflect the inherent challenges of conducting culturally
grounded, multilingual qualitative research on end-of-life issues. They highlight the
difficulties of conveying culturally embedded meanings across languages and academic
traditions. Recognising these limitations helps situate my contribution within their
appropriate context and underscores the importance of interpreting the findings with
cultural sensitivity. These reflections also point to directions for future research, which

will be discussed in the concluding chapter.
9.8 Reflexivity in interpreting the findings

As discussed in the methodology and methods chapter, my subjectivity, shaped by my
multiple positionings, including being Taiwanese, a family member who has experienced
the death of close relatives, a specialist palliative care nurse trained primarily through
Western evidence, and a PhD student trained in the United Kingdom, influenced the
research design, data collection, and analysis. It also shaped how | interpreted the

findings and engaged with culturally situated meanings of family death preparation.

Drawing on both my cultural background and clinical lens, | was able to recognise and
interpret deeper meanings in data from the systematic review, the qualitative interview
study, and the nominal group technique study (Krys et al., 2025). These perspectives
informed my understanding of families” experiences and professionals’
recommendations. At the same time, my clinical experience could have narrowed my
focus, leading me to rely too heavily on practice-based knowledge rather than critically
engaging with theoretical perspectives. Interpreting the findings as an insider, therefore,
required continuous reflexive effort. | frequently reflected on whether my cultural and
clinical viewpoints were taking precedence over theoretical analysis or introducing
assumptions that were culturally incongruent. Ongoing engagement with relevant
literature and regular supervisory discussions supported this reflexive process and

strengthened the cultural sensitivity and trustworthiness of the analysis.

Although | share cultural values such as filial piety, family harmony, and belief in the

afterlife with many participants, | was initially unaware of how deeply these values

189



shaped their approaches to preparing for a relative’s death. Conducting the research
helped me recognise important differences between Taiwanese practices and dominant
Western palliative care models, particularly regarding the role of the family, religion,
and interpretations of a good death. For example, | had not anticipated that a culturally
appropriate death in Taiwan extends beyond the dying process to include funeral rituals
and efforts to ensure the deceased relative’s afterlife. Similarly, the systematic review
and interview study deepened my understanding that emotional restraint, such as
avoiding loud crying or overt displays of grief, should be interpreted as a culturally and
religiously appropriate practice rather than a lack of emotional engagement. My
experiences visiting and volunteering in hospices in the United Kingdom also highlighted
cultural contrasts in practice. For instance, in Taiwan, ensuring that the eyes of the
deceased person are closed holds profound cultural significance, whereas in the United

Kingdom, this detail carries little meaning.

This reflexive process became more personal when | experienced the unexpected loss
of my mother while completing the thesis. This bereavement made the research both
more emotionally challenging and more meaningful. | remained attentive to my
emotional responses during writing and sought support from my supervisors and
through short-term bereavement counselling. Having engaged in advance care planning
with my mother and discussed her end-of-life and funeral preferences, my family and |
were able to make decisions aligned with her wishes, including the decision to withhold
dialysis. This experience deepened my appreciation of the significance of family death
preparation and the role of minimising regret in bereavement. Families in the interview
study often described how regret, if not addressed before death, can intensify grief
afterwards. My own bereavement experience reinforced this insight and strengthened
my empathy for the families who shared their stories. In addition, my involvement in my
mother’s care in the intensive care unit resonated with the findings of the nominal group
technique study, particularly the concern that end-of-life care in non-palliative care
settings, especially intensive care units, may be insufficient. This personal experience
helped me understand more deeply the implications of my research findings for clinical

practices.
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Overall, this reflexive process enabled me to balance academic rigour with cultural
sensitivity and to navigate the complexities of my subjectivity, shaped by my multiple
positionings. It also enhanced the trustworthiness of the research by ensuring that
interpretations were critically examined rather than taken for granted. Ultimately,
reflexivity contributed to a richer, more contextually grounded account of family death

preparation in Taiwan.

Building on the discussion in this chapter, the implications for future research, clinical

practice, and policy are presented in the next chapter.
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CHAPTER 10: CONCLUSION

The key findings, theoretical interpretation, and original contribution of this thesis have
been presented in the discussion chapter. Based on these, a discussion of its implications
for future research, clinical practice, education, and policy is outlined in this concluding

chapter.

10.1 Areas for future research

Building on the findings and limitations of this thesis, several areas require further
investigation within Taiwan and internationally. Although the research was conducted in
Taiwan, its insights resonate across diverse cultural contexts, highlighting the need to
expand understanding beyond Confucian societies and Western frameworks (Krys et al.,
2025). A first priority is to examine family death preparation in other non-Western
contexts to develop a more inclusive evidence base. Comparative studies involving East
Asian populations, as well as Taiwanese and Chinese communities living in Western
societies, could show how cultural values and healthcare systems shape preparation
practices in different settings. Such work would generate culturally sensitive evidence
and help to decolonise and decentre Western palliative care models (Rosa et al., 2022;

Sallnow et al., 2022).

To deepen understanding of family death preparation in Taiwan, research should extend
beyond the current focus on bereaved caregivers. It should include specific relational
groups such as spouses and adult children, caregivers of individuals with conditions like
dementia, families without access to specialist palliative care, and those in resource-
limited settings (Durepos, Ploeg, Sussman, et al., 2020). Prospective longitudinal studies
that follow families through the end-of-life trajectory are also needed to complement
retrospective accounts and reveal how decision-making, caregiving roles, and emotional
support develop over time (Nielsen et al., 2016). It is also important to include the
perspectives of Indigenous peoples and new immigrants, whose beliefs and practices

around end-of-life care may differ significantly (Bennett et al., 2018; Fang et al., 2015).

The tension between culturally embedded family practices and professional practices

shaped by Western-oriented training also requires deeper exploration. Closely related
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is the issue of autonomy. The findings underscore that family involvement and
consensus-building are central to end-of-life decision-making in Taiwan, reflecting a
relational interpretation of autonomy that differs from individualistic Western models.
Future studies engaging patients, families, and professionals could clarify how autonomy
is enacted in collectivist contexts, contributing to global debates on relational autonomy
(Gomez-Virseda et al., 2019; Tan Kiak Min, 2017). In addition, further attention is needed
to develop culturally appropriate emotional support strategies in Buddhist or collectivist
settings, where emotional restraint may be regarded as appropriate (Lai et al., 2021).
The perspectives of children and adolescents also remain underexplored in this topic,
yet their roles in family-centred preparation in collectivist societies deserve closer study

(Shih, 2010).

Future inquiry should also move beyond description to develop culturally grounded
indicators and measurement tools for the evaluation of palliative and end-of-life care.
Key elements of effective family death preparation were identified. These included
achieving a culturally appropriate death, minimising bereavement-related regrets, and
addressing broader structural influences such as professional education, continuity of
end-of-life care, government policy, research investment, and public awareness.
Evaluating these elements as quality indicators could strengthen palliative and end-of-
life care in Taiwan and contribute to international debates on care quality standards (De

Roo et al., 2013; Finkelstein et al., 2022).

Several emerging areas also deserve further exploration. Continuing relationships with
the deceased relative were found to be central to family death preparation and
bereavement in Taiwan, highlighting the relevance of the continuing bonds theory (Klass
& Silverman, 1996; Steffen & Klass, 2018). Future work could explore how such
relationships can be supported prior to death to promote positive bereavement
outcomes. Emerging technologies such as artificial intelligence are beginning to shape
new forms of remembrance and communication with the deceased person (Kawashima
etal., 2023; Manevich & Aluma, 2025). Although this topic has not yet received sufficient
attention, understanding how families interpret and use these technologies within their
cultural and religious frameworks will be important for future palliative care and

bereavement research. Research should also explore the potential benefits and ethical
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implications of these developments.

10.2 Implications for clinical practice

The findings have several implications for clinical practice. First, they highlight the
importance of cultural humility and sensitivity in end-of-life care (Foronda et al., 2016).
Recognising diversity among patients and families, maintaining openness, and showing
respect are essential to ensure that high-quality palliative care reflects local values and
beliefs. Evidence from Taiwan provides a valuable foundation for decolonising palliative
care and prompting culturally responsive practice (Rosa et al., 2022; Sallnow et al., 2022).
The study offers culturally grounded guidance for healthcare professionals in Taiwan
and can also inform practice in other East Asian contexts, among Asian populations living
in the West, and in any care settings where family-centred and collectivist values are

important.

A key implication of this research is that family death preparation extends beyond the
dying process into the funeral and even the afterlife. The findings reveal that, in Taiwan,
rituals such as preparing the body, arranging meaningful funerals, and ensuring the
deceased person’s well-being in the afterlife were integral to families’ understandings
of a good death. These insights underscore the need for clinicians in any context to
explore and respect culturally specific beliefs about death, including afterlife
expectations and ancestor honouring. Such beliefs shape how families define a good
death and approach dying. Healthcare professionals should actively understand and
incorporate these perspectives into care, recognising that definitions of a good death
vary widely across cultures (Zaman, 2025). Such cultural values also influence how

families engage in decision-making and communication at the end of life.

End-of-life decision-making likewise requires cultural sensitivity. The findings indicate
that, in Taiwan, family-centred, consensus-oriented, and protective approaches were
often prioritised, with shielding the dying person from emotionally distressing
conversations viewed as an act of care. Similar collective or protective decision-making
patterns are reported in other collectivist societies, such as East Asia (Matsumura et al.,
2002; Mo et al., 2012). For clinicians working in multicultural Western contexts, these

examples highlight that respect for patient autonomy should be applied flexibly. When

194



direct communication with the patient is not possible or when excluding the patient is
culturally appropriate, healthcare professionals should support families in making
decisions aligned with the patient’s known or inferred preferences, while navigating
family dynamics and seeking consensus. Facilitating family meetings is a useful strategy
for culturally sensitive decision-making and should be supported through
multidisciplinary collaboration (Hudson et al., 2008). Multidisciplinary teamwork is also
vital in helping families prepare for a relative’s death, as such preparation spans clinical,
relational, cultural, and spiritual dimensions that require coordination across medicine,

nursing, psychology, social work, and chaplaincy (Fernando & Hughes, 2019).

Another important implication is that family death preparation can function as a form
of pre-death bereavement support. The findings suggest that minimising regret, fulfilling
familial obligations, ensuring the dying person’s comfort, and achieving a good death
were viewed as ways to prevent poor bereavement outcomes. Continuing bonds with
the deceased relative were often cultivated before death through both religious and
non-religious practices. These insights suggest that bereavement support need not be
confined to the post-death period. Integrating culturally appropriate forms of family
death preparation into anticipatory grief support could strengthen end-of-life and

bereavement care globally (Lichtenthal et al., 2024).

Emotional expression also requires careful interpretation. The findings highlight that, in
Taiwan, emotional restraint, such as avoiding overt display of grief, was often
understood as protecting the dying person and ensuring their peace both before and
after death. Clinicians should recognise that such restraint may be culturally appropriate
in certain contexts and avoid pathologising it. Instead, they can create supportive
environments that respect these expressions, whether through ritual facilitation or
quiet presence. Recognising these culturally grounded forms of emotional expression is

also vital for providing sensitive bereavement support.

Overall, while grounded in the Taiwanese context, the findings of this study illustrate
broader principles for clinical practice in multicultural settings. Clinicians should explore
culturally specific definitions of a good death, adapt medical decision-making
approaches to local contexts, and recognise diverse emotional expressions, including

restraint, as culturally meaningful. Such principles are fundamental to providing
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culturally responsive palliative and end-of-life care, not only in East Asian societies but

also in increasingly multicultural healthcare systems worldwide.

10.3 Implications for professional education

Professional education and training in palliative and end-of-life care should prioritise
cultivating cultural humility and sensitivity (Foronda et al., 2016). Rather than assuming
the universality of Western models, training programmes need to help healthcare
professionals recognise that high-quality care must reflect patients’ and families’ social
and cultural values. In Taiwan, for example, a culturally appropriate good death is
defined not only by comfort during the dying process but also by the performance of
funeral rituals and beliefs about the afterlife. Integrating these culturally specific
understandings of a good death into curricula reminds trainees that diverse values

should be elicited and respected in all care settings.

To cultivate cultural humility effectively, training should encourage healthcare
professionals to engage in reflexivity and self-awareness, both central elements of
practising cultural humility (Foronda et al., 2016). Trainees should be guided to reflect
on their own cultural assumptions, values, and emotional responses when working with
death and bereavement, particularly when caring for patients, families, and colleagues
from diverse backgrounds. Embedding reflective practice into education can strengthen
self-awareness and enhance professionals’ ability to deliver culturally sensitive care.
Such approaches are equally relevant in multicultural Western contexts, where clinicians
encounter patients and families with diverse cultural and religious expectations. The
findings from this thesis provide a foundation for developing culturally tailored
education that incorporates these principles into palliative and end-of-life care training,

both in Taiwan and in multicultural Western settings.

Education should further prepare healthcare professionals to work with patients and
families from backgrounds that value family-centred and consensus-based decision-
making. The findings indicate that, in Taiwan, achieving family consensus to maintain
harmony and protecting the dying relative from emotional distress were often
prioritised over individual autonomy. Rather than viewing this as a departure from good

practice, educators can use such examples to teach the concept of relational autonomy,
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where individual choices are understood within family relationships and cultural
contexts (Donchin, 2001; Gémez-Virseda et al., 2019). The findings can also inform
training that equips professionals with the skills to navigate complex end-of-life
decision-making in Taiwan, across East Asia, and in multicultural Western settings. When
direct communication with the patient is not possible or when excluding the patient is
culturally appropriate, education should focus on equipping professionals’ ability to
engage families effectively, understand and respect patients’ preferences through

family input, and facilitate consensus-building in a culturally sensitive manner.

Another area for professional education concerns emotional expression and
bereavement. The findings highlight that emotional restraint was often viewed as an
appropriate cultural and religious response in Taiwan. Training should therefore
emphasise the importance of recognising diverse emotional expressions and challenge
the assumption that open expression is the only beneficial form of adjustment (Bonanno
et al., 2004; Westphal et al., 2010). Educational approaches should instead focus on
understanding how emotional expression is shaped by cultural contexts, an insight that

is particularly relevant in today’s diverse healthcare environments.

In summary, education and training in palliative and end-of-life care should enable
healthcare professionals to cultivate cultural humility, recognise cultural diversity in
definitions of a good death, navigate family-centred decision-making where appropriate,
and respect varied forms of emotional expression. Developing these competences is
vital for delivering culturally responsive palliative and end-of-life care, not only in East

Asian contexts but also in multicultural healthcare systems worldwide.

10.4 Implications for policy

The four finalised recommendations developed from the nominal group technique study
(Chapter Seven) have important implications for policy. They indicate that supporting
families in preparing for a relative’s death requires a multidimensional approach across

four interrelated levels: individual, systemic, societal, and national, as presented below.

At the individual level, policy should focus on strengthening healthcare professionals’
competencies in palliative and end-of-life care. This includes ensuring the provision and

access to targeted education and training that develop clinical skills, cultural sensitivity,
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and communication competence for engaging patients and families in end-of-life
discussions. The findings suggest that such training could be incorporated into national
education standards and supported through continuing professional development

policies to enhance professionals’ competence and ensure consistent care quality.

At the systemic level, policies must address the organisation and accessibility of
palliative and end-of-life care services within healthcare systems by embedding inclusive
service design, evaluation, and funding criteria (Gomez-Batiste et al., 2017). Equitable
access to services across all care settings, including non-specialist palliative care units,
primary care, community facilities, and rural or underserved areas, is essential to ensure
that families can participate meaningfully in this process, regardless of their location or
care context. Policies should also ensure inclusivity and equitable provision of services
for diverse social groups, including ethnic minorities and marginalised communities,
whose needs and experiences of death and bereavement may differ from majority
cultural norms (Bennett et al., 2018; Fang et al., 2015). System-level policies should
further promote interdisciplinary collaboration to ensure continuity of care across

settings and among professional groups.

At the societal level, the recommendations highlight the importance of improving public
death literacy to encourage more open and informed conversations about death and
dying. Public education campaigns, community-based programmes, and media
engagement can help normalise discussions about dying, reduce stigma, and enhance
families’ readiness for the emotional, relational, and cultural-religious dimensions of
death preparation. These initiatives require sustained policy support and collaboration
among government, healthcare providers, and community or religious organisations to
ensure continuity and long-term engagement in prompting public awareness of death,

dying, and bereavement.

At the national level, strong government leadership is critical to embed family death
preparation within broader health and social policy agendas. National strategies should
prioritise equitable access to professional training and continuing education on
palliative and end-of-life care, expansion of services across care settings, and investment
in culturally relevant research. National quality assurance frameworks should also

include measurable indicators of family death preparation and bereavement-related
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outcomes. The findings of this study demonstrate that culturally appropriate family
death preparation, such as ensuring the dying person’s comfort, fulfilling caregiving
responsibilities, and minimising regret, can serve as family-centred outcomes for
evaluating the quality of palliative and end-of-life care. These culturally grounded
indicators are often overlooked in existing literature (Pasman et al., 2009). For instance,
a recent cross-national study assessing the quality of death and dying, which included
Taiwan, did not incorporate bereavement-related indicators such as regret, duty
fulfilment, or cultural appropriateness (Finkelstein et al., 2022). Integrating
bereavement-related measures into national quality assessment frameworks would
broaden evaluation beyond patient-focused and process-based outcomes to include
family-centred and culturally responsive indicators. Such an approach would
acknowledge families as central participants in end-of-life care and ensure that their

experiences are reflected in system-level assessments of care quality.

These policy recommendations provide a foundation for policymakers to strengthen
professional training, clinical practice, policy development, and public awareness
surrounding death and dying in Taiwan, thereby strengthening families' capacity to
prepare for a relative’s death. Although developed within the Taiwanese context, these
policy directions may also inform approaches in other Asian and collectivist societies.
Implementing these multilevel strategies could help establish family death preparation

as a core component of high-quality, culturally responsive palliative and end-of-life care.

10.5 Concluding remark

| set out to explore how families in Taiwan can better prepare for the death of a relative.
The overarching research question of this thesis was addressed through three sequential
studies using different methods: a systematic review that examined family death
preparation from a post-bereavement perspective, a qualitative interview study
involving bereaved family caregivers, and a nominal group technique study with
specialist palliative care professionals. These multiple methods enabled a
complementary and in-depth examination of family death preparation beyond Western

contexts.
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By centring the perspectives of Taiwanese families and healthcare professionals, a
culturally grounded conceptual model of family death preparation was developed. This
model integrates clinical, relational, cultural-religious, and socio-structural domains, and
highlights family death preparation as a continuum that extends from the dying process
into the funeral and the afterlife. It demonstrates that family death preparation is a
complex, multidimensional process with direct implications for bereavement, and not
solely a personal or clinical task. Rather, it is a relational and collective practice shaped

by cultural and religious values, healthcare systems, and wider structural conditions.

Theoretical perspectives were employed to interpret these findings, revealing the
limitations of Western-centric frameworks when applied in contexts where cultural and
familial norms play a defining role in shaping end-of-life practices. Through Confucian
familism (Badanta et al., 2022; Hwang, 1999) and Hofstede’s collectivism (Hofstede,
1984, 2001), the central role of family in end-of-life care was better understood.
Modernisation theory (Ntini, 2016; Tipps, 1973) illustrates how Western palliative care
models, particularly patient autonomy and advance care planning, have been
introduced into Taiwan, while postmodernism (Jeong-ho & Naehui, 2022) challenges

their universal applicability.

Building on these theoretical insights, the findings support the development of culturally
appropriate models of end-of-life care that honour diverse conceptions of a good death,
acknowledge the significance of continuing relationships before death, and recognise
the family as a central actor in caregiving and decision-making. They also expose a
persistent tension between culturally embedded family practices and Western-oriented
evidence and norms. Addressing this tension requires culturally sensitive approaches
across clinical practice, professional education, and healthcare policy. Importantly, the
findings highlight the role of family death preparation in minimising regret, underscoring
the need for proactive and preventive bereavement support before death.
Methodologically, the value of adapting the nominal group technique in collectivist
settings was demonstrated, along with the importance of reflexivity and bilingual

strategies for capturing culturally embedded meanings.

While the findings are grounded in Taiwan, they are transferable to other East Asian and

collectivist societies and hold relevance for increasingly multicultural healthcare
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systems in the West. They remind us that preparing for a relative’s death is not only a
medical or clinical matter, but also a profoundly cultural, relational, and structural
process. As palliative and end-of-life care continues to evolve under the strong influence
of Western models, the findings of this thesis emphasise the importance of developing
and applying culturally grounded evidence. Doing so is essential to ensure that palliative
and end-of-life care is not only clinically effective but also culturally appropriate,
reflecting local values and beliefs while demonstrating cultural humility in practice.
Ultimately, recognising the cultural and relational dimensions of preparing for a
relative’s death is vital if palliative and end-of-life care is to meet the needs of families

in Taiwan, across East Asia, and in multicultural contexts worldwide.
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Appendix 1: Reflexive thematic analysis for the qualitative interview study

Phase

What I did in the study

Dataset
familiarisation

All the interview audio recordings in Mandarin or Taiwanese were transcribed into
Traditional Chinese. Anonymous transcripts were then produced for further
analysis.

| highlighted interesting content regarding the research questions and took notes
while reading the anonymous transcripts.

Wrote familiarisation notes for the whole dataset.

Coding the
data

Imported the anonymous transcripts in Traditional Chinese to NVivo software.
Coding each data item in Traditional Chinese with an inductive orientation,
including semantic or latent codes. Certain example transcripts and codes were
translated into English for discussions with supervisors while analysing data.
Went through the whole dataset to refine the coding in two rounds in a different
order.

A list of final code labels with all the data relevant to each code in Traditional
Chinese, and then translated into English.

Generating
initial themes

Put all the codes with relevant coded data together.

Clustered together the potentially connected codes to develop potential themes in
relation to the research questions.

Used thematic maps to think about the relationship between initial themes and
thought about the whole story of the analysis that addresses the research
qguestions.

Gathered all the coded data extracts relevant to each initial theme.

Developing Asked questions to guide the process of developing and reviewing themes; for
and reviewing example, “Does each theme have a central organising concept?”, “Is there a clear
themes boundary for each theme?”, and “Are there enough rich data to support each
theme?”.
Checked if the theme works in relation to the coded extracts and the entire
dataset.
Refined and finalised the thematic map.
Refining, Write of a definition for each theme to illustrate the central organising concept,
defining, and scope, and boundaries of the theme.
naming Naming themes.
themes No more than three theme levels.
Writing up Provide an overview of the analysis.

Consider the theme order to tell the whole story about the analysis in relation to
the research questions.

Select a number of data extracts to support each theme.

Draw out analytic conclusions across themes.

Relate the analysis to the research questions and the wider context, such as the
literature and theories.
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Appendix 2: The nominal group technique guide

B Two research questions will be addressed in the second phase of the study:

1) What are the barriers to the implementation of preparing family members for
death and bereavement from the perspective of specialist palliative care
professionals?

2) What are feasible strategies to address the barriers to providing such care for
family members?

The procedures of the NGT, described below, will be applied respectively to answer two
research questions. The questions may be adjusted based on findings of the first phase
of the study.

NOTE: The producers of the NGT may be adjusted after the pre-test NGT.

Step 1: Introduction
«  The facilitator will explain the purposes and process to the group and invite
participants to introduce themselves briefly.
Step 2: Presentation
« The facilitator will present the current state of the science related to
preparedness for death and bereavement, as well as the research question for
the second phase of this study.
Step 3: Generating ideas
« Participants will silently write down their thoughts about the question on
paper (e.g., post-it notes).
Step 4: Listing ideas and clarification
«  Participants will share their ideas without judgment.
+ Those ideas will be listed on a board or typed on a computer and projected
onto a screen.
«  Clarify and discuss the ideas and add new ones if needed.
Step 5: Ranking/Voting and discussion
« Participants will privately rank, and the ranking will be presented and
discussed.
+  More than one round for the same question may be conducted if necessary.
Sept 6: Conclusion
«  The facilitator will summarise the discussions, thank participants, explain what
will happen next, remind them about confidentiality (e.g., not share details of
the discussion outside the group), and answer final questions.
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Appendix 3: Participant characteristics form for specialist palliative care professionals

Name:

Age (years):

Gender

[ ] Male

[ ] Female

[ Prefer not to say

What is your profession?

[] Physician Y Nurse [ Social worker Y Psychologist Y Chaplain Y Other

What type of specialist palliative cares do you provide now? (Multiple choice)

L] Inpatient care

[ ] Consultation or combined care

[ ] Home care

Clinical Work Experience in Palliative Care

years month(s)
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Appendix 4: Ethical approval documents

A4k © 8800-4-07-001
FEHIE  RF S8

Institutional Review Board g sh RGBSR R A129th
National Cheng Kung University Hospital B-AlmM LN FEEER ¢

138 Sheng-Li Rd, Tainan 704, Taiwan R.O.C. S & TR F) 25 1385%

TEL:886-6-2353535 ext.3635 FAX:886-6-2388190 E-mail:em73635@mail.hosp.ncku.edu.tw

Human Study Approval
Date: 2022.07.19
Title:Preparedness for death and bereavement for family caregivers of terminally ill patients receiving
specialist palliative care in Taiwan
Protocol No/ IRB No:A-ER-111-193
Period of Project: From 2022.09.01 to 2023.08.30
Period of Approval: From 2022.09.01 to 2023.08.30
Content/Version:
1. Protocol: Version: 2, Date: 2022.07.09

2. Participant Information Sheet and Informed Consent Form for Family Caregivers: Version: 2, Date:
2022.07.09

3. Participant Information Sheet and Informed Consent Form for Specialist Palliative Care Professionals:
Version: 2, Date: 2022.07.09

4. Demographic Characteristics for Family Caregivers: Version: 1, Date: 2022.05.24

5. Demographic Characteristics for Specialist Palliative Care Professionals: Version: 1, Date: 2022.05.24

6. Family Caregivers Interview Topic Guide Version: 1, Date: 2022.05.24

7. Recruitment Materials for Specialist Palliative Care Professionals: Version: 1, Date: 2022.05.24

8. Recruitment Materials for Family Caregivers: Version: [, Date: 2022.05.24

9. Nominal Group Technique Guide: Version: 1, Date: 2022.05.24

10. Interview Distress Protocol: Version: 1, Date: 2022.05.24

Institute:National Cheng Kung University Hospital
Investigator: Dr. Peng-Chan Lin (Center for Hospice Palliative Shared Care)
Co- Investigators: Dr.Jui-Hung Tsai, R.N. Hui-Ju Liang

Approved Number of Participants: TW 20-25 Family Caregivers, 8-12 Specialist Palliative Care
Professionals. If the number of participants enrolled exceeds the approved number, please submit an
application for amendment and approval.

The Institutional Review Board of National Cheng Kung University Hospital (NCK.UH) is organized and
operated according to the laws and regulations of ICH-GCP and of Central Competent Authorities.

This project is reviewed and approved by NCKUH IRB in 2022.07.19. The period of approval is granted
until 2023.08.30.

Regarding multi-period project, please submit the Interim Report before 2023.06.30. If the approval of
the interim report is not granted on its expiry date, except safeguarding the health of the participants, the
research is suspended.

Regarding completed project, the closure reports shall be submitted within three months of its approved
expiry date. Except for the health of the participants, all the procedures of the project shall be terminated
on its approved stated deadline.

If PI does not submit the Interim/closure reports on time, he/she will be recorded in the overdue list and
received the suspension/ termination notice from NCKUH IRB. The overdue list will be reported to the
IRB. After the resolution of the board meeting, NCKUH IRB will suspend all the new projects applied by
PI until the Interim/closure reports Report is submitted.

For submitting interim/closure reports, please use the IRB online review system.
(https://nckuhirb.hosp.ncku.edu.tw/admin/Home/Login)

Any changes or amendments to the project (including the project period), please submit an amendment
ap;lzlication to NCKUH IRB within its approved period. Any changes or amendments in any other way
will not be accepted. Before the approval of the amendment application, the project is carried out
according to its previously approved plan.

For some reasons projects granted approval by NCKUH IRB couldn’t be implemented, P1 shall apply for
suspension/termination.

During or afier the project is completed, please report any unfavorable occurrence in a human gtudy
particant according to GCP ) di'>‘f—a§ % 7
Yours sincerel 7’20 ;’

Ting-Tsung CH,ang M.D.
Institutional Review Board

Chair
National Cheng Kung University Hospital
5 BI25/ Al25 Rk K §iBiB R
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Appendix 5: The 42 modified recommendations corresponding to the four finalised recommendations

The modified recommendations corresponding to each finalised recommendation

Finalised recommendation 1: Providing appropriate end-of-life care to patients and their families necessitates that healthcare professionals possess
competencies in this field, which should be cultivated through adequate professional education

1: HCPs should possess the capability to recognise the needs of family members facing the impending death of a relative

2: HCPs should possess the capability to recognise and address the needs of family members facing the impending death of a relative (e.g., emotional
needs, the need to address relational issues between the patient and families)

3: HCPs should be competent in predicting the patient’s life expectancy and communicating this information with family members to assist them in
making realistic medical decisions and setting attainable care goals

4: HCPs should demonstrate competence in delivering appropriate end-of-life care, tailored to the various stages of their life expectancy

5: HCPs could assist patients in creating a legacy during the preparation for death, providing a means of connecting with their families after death (e.g.
writing letters, audio recordings)

7: HCPs should be competent in conducting family meetings with family members to assist them in preparing for a relative’s death

8: HCPs could encourage and guide family members to participate in the physical care of the patient during the end-of-life stage

10: HCPs should be competent in recognising dying signs and delivering appropriate care (e.g., alerting families that death is near)

11: HCPs should be competent in facilitating end-of-life communication between patients and their families, including understanding the patient’s
preferences

12: HCPs should facilitate family members' participation in the patient’s end-of-life decision-making process to achieve family consensus and alleviate the
potential for regrets

13: HCPs should be competent in end-of-life communication with patients, families, and other healthcare staff through education and training
programmes (e.g., facilitating discussions about death, dying, and loss and providing appropriate support)

14: HCPs could assist family members in fulfilling the patient’s last wishes and completing their unfinished business during the death preparation process

15: HCPs, especially psychosocial and spiritual care professionals, could facilitate communication between family members by conducting family-centred
groups to address psychosocial and spiritual concerns and promote mutual support in preparation for the death

16: The need to assist patients in life review and fulfilling their last wishes during end-of-life care by asking two questions: “How would you describe your
life in a sentence?” & “Do you have any unfinished wishes?”

26: The need to employ experiential teaching methods in end-of-life care education (e.g., using real case studies, bedside teaching & hands-on practice)
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27: End-of-life care should be compulsory in all healthcare professional development curricula to ensure that all healthcare professionals have a basic
understanding of it

35: HCPs could possess knowledge about the religious and cultural customs related to funeral arrangements and rituals

37: HCPs could be competent in assisting patients and families in reaching a consensus on funeral arrangements, especially funeral religious rituals

39: HCPs in primary care could initiate advance care planning discussions with patients and the public in community settings

Finalised recommendation 2: The significance of active government involvement and research is needed to support the delivery of appropriate
palliative and end-of-life care

25: Death education should be compulsory in all general education curricula through government policy

30: Involving the government and using a top-down policy approach is crucial in organising, auditing, and monitoring palliative and end-of-life care
systems

31: The need to conduct good quality research on palliative and end-of-life care to inform policy making and clinical practice through the government
agencies’ support

32: The need to make an unpaid leave policy through engagement with government agencies to encourage family members’ participation in the patient's
end-of-life discussions (e.g., attending family meetings)

33: Prognostic tools for estimating survival time should be developed and optimised in future research to help HCPs predict life expectancy more
accurately and meet families” expectations

34: Further research in end-of-life care is needed, including understanding the end-of-life and dying experience of patients in the context of communities,
determining if national healthcare policies (e.g., National Healthcare Insurance in Taiwan) can adequately meet dying patients’ needs, and exploring how
policies and legal provisions in Taiwan (e.g., the Patient Right to Autonomy Act), affect the willingness of HCPs to engage in advance care planning
discussions

42: It is necessary to develop a national clinical audit programme to monitor and evaluate the quality of palliative and end-of-life care across the country

Finalised recommendation 3: Strengthening palliative and end-of-life care services within the healthcare system is essential, with particular emphasis
on further developing generalist palliative care and integrating these services into non-specialist care units

6: The necessity to provide integrated and continuous palliative care services across the healthcare system, including the development of generalist
palliative care services

9: HCPs should be competent in the early identification of patients with palliative care needs and discuss their future care plans, particularly in long-term
care institutions
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17: HCPs should possess both moral sensitivity and legal knowledge to provide appropriate end-of-life care for significant others who have unspeakable
relationships with the patient, including providing anticipatory grief support and facilitating communication between them and the families of patients

18: HCPs should offer anticipatory grief support to significant others of the patient during end-of-life care, encompassing individuals who have live-in
relationships without legal status with patients

19: The necessity to provide appropriate end-of-life care, including anticipatory grief support, for family members of a foetus diagnosed with life-limiting
conditions

20: The need to deliver appropriate end-of-life care for a specific group, namely, family members with new immigrant status

21: The necessity of delivering appropriate end-of-life care for individuals of all ages facing life-limiting conditions, as well as their families and significant
others

28: An effective way to improve family members’ death preparation should start in intensive care units, including enhancing end-of-life care
competencies of HCPs in intensive care units

40: The need to strengthen the capacity of primary care networks to deliver appropriate palliative and end-of-life care

Finalised recommendation 4: It is essential to increase the public’s death literacy and awareness of issues surrounding death, alongside encouraging a
shift in societal attitudes towards death-related topics through targeted and culturally sensitive public education initiatives

22: The need to deliver tailored death education to individuals in the community and long-term care institutions through employing various education
methods and utilising diverse education content that covers a wide range of relevant topics

23: The need to educate the public about death preparation by creating and distributing films that cover various topics, including guidance on engaging in
end-of-life discussions, such as understanding the patient’s preferences for medical treatments and funeral arrangements, along with providing direction
on expressing gratitude, love, apologies, and farewells

24: The need to educate the public about death and dying through a variety of ways, such as the Death Café

29: The need to enhance the public’s death literacy and health literacy at the end of life through public education

36: Religious groups and organisations should actively provide the public with death education and consultation services

38: There is a need to promote death preparation, including the topics of death, dying, and bereavement, as a social issue through various approaches
(e.g., collaborating with advocacy groups and nonprofit organisations, using social media & organising events such as death festivals)

41: It is necessary to develop in-person and online channels by non-profit organisations outside of hospitals to provide medical consultation to patients,
families, and the public, including assisting in decision-making

HCPs: Healthcare professionals.
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