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Abstract: Population aging and the increasing burden of chronic diseases have heightened the demand for hospice care.
Participation in end-of-life decision-making is a core component of medical care for terminally ill patients, crucial for
improving their quality of life and alleviating the burden on their families. This article reviews research hotspots, assessment
tools, and influencing factors related to participation in hospice decision-making, aiming to provide a reference for related

research and practice in China.
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1 Introduction

According to global cancer statistics for 2022,
there were nearly 20 million new cancer cases and 9.7
million cancer-related deaths worldwide (Bray et al.,
2024). Hospice care, a specialized medical model, is
increasingly gaining attention. Palliative care (PC)
aims to provide comprehensive physical, psychologi-
cal, and spiritual services to terminally ill patients and
their families near the end of life, focusing on symp-
tom control, pain relief, quality of life improvement,
and helping patients complete their final journey with
dignity (Brown et al., 2019). Approximately 14% of
individuals in need of hospice care receive such ser-
vices globally (National Comprehensive Cancer Net-
work, 2023). In China, this figure is as low as 0.3%
(Yao et al., 2022).

Hospice providers identify a lack of understand-
ing and acceptance of hospice care among patients
and their families as key barriers to its utilization
(Yao et al., 2022). For patients approaching the end of
life, decisions regarding palliative care are often made
by family members on their behalf (Mushi et al.,
2023). However, for families, deciding whether to ini-

tiate palliative care is extremely challenging, involv-
ing not only medical considerations but also emotion-
al, ethical, and cultural dimensions, often leaving
them in a dilemma (Bélanger et al., 2011; Dionne-
Odom et al., 2023). Studies confirm that most cancer
patients desire clear information about their diagnosis
and prognosis; even in advanced stages, their willing-
ness to understand their condition remains strong
(Cheng et al., 2021). Furthermore, failure to clarify
advance care preferences in advance can increase the
risk of overtreatment, causing greater patient suffer-
ing, imposing heavier burdens on families, raising
public health expenditures, and wasting medical re-
sources (Wang et al., 2023).

Therefore, involving terminally ill patients in
hospice decision-making is crucial, as it concerns
their autonomy and dignity and directly affects their
end-of-life quality and satisfaction with hospice ser-
vices (Liu & Yang, 2024). Active participation of can-
cer patients in decision-making has been found to im-
prove doctor-patient relationships and communica-
tion, effectively alleviate anxiety and depression, en-
hance treatment adherence, and reduce unnecessary
medical interventions (Yildiz et al., 2023). Moreover,
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it helps patients better understand their condition and
treatment options, enabling them to make choices
aligned with their values and preferences (Ozdemir et
al., 2023). This study systematically reviews the cur-
rent state of research on hospice decision-making par-
ticipation, including assessment tools and influencing
factors, to provide theoretical guidance and practical
references for improving the level of participation in
China and enhancing the quality of death for terminal-
ly ill patients.

2 Overview of decision-making participation
in palliative care

2.1 Concepts of hospice decision-making partici-
pation

Decision-making is the process wherein an indi-
vidual or group analyzes, evaluates, and compares
multiple options to select the most appropriate course
of action (Levoy et al., 2020). Treatment decision-
making, a crucial part of clinical decision-making,
typically refers to the process where healthcare profes-
sionals, patients, and families choose between two or
more treatment options with uncertain outcomes
(Hao, 2024). End-of-life decision-making involves pa-
tients” decisions about medical care, life-sustaining
treatment, and end-of-life issues, including treatment
withdrawal or continuation. It marks a significant
shift from curative-oriented active treatment to pallia-
tive care focused on comfort and quality of life (Qiao
et al., 2023). In this study, hospice decision-making
participation refers to the process wherein conscious
and decisionally capable terminally ill patients, based
on a full understanding of their condition, treatment
options, and prognosis, discuss with healthcare profes-
sionals and family members to ultimately make
healthcare decisions consistent with their values and
preferences. Current content of hospice decision-mak-
ing primarily involves refusal of resuscitation (Qutob
et al., 2023; Chiu et al., 2023), life-sustaining treat-
ment (Kim et al., 2021; Baek et al., 2023), attitudes to-
ward death (Wang et al., 2024; Huang et al., 2024),
place of death (De Roo et al., 2014; Driller et al.,
2022), and advance directives (Canny et al., 2022; Ivo
et al.,, 2012). Refusal of resuscitation typically per-
tains to the unwillingness to undergo chest compres-
sions, defibrillation, or pacemaker use. Life-sustain-

ing treatment mainly includes the use of artificial res-
piration, organ transplantation, cardiopulmonary re-
suscitation, nutritional support, hemodialysis, etc. Ad-
vance directives are healthcare choices made in ad-
vance by patients while conscious and decisionally ca-
pable, including living wills and healthcare proxies.

2.2 Hospice decision-making participation re-
search hotspots

2.2.1 Shared decision-making

Shared decision-making (SDM) is currently a re-
search focus across healthcare domains. SDM is a col-
laborative process where patients and clinicians work
together to make healthcare decisions aligned with
the patient’s goals and values (Godftrey et al., 2024).
In hospice care, SDM is a complex process involving
multiple decisions in challenging, multifaceted, and
evolving situations with limited options and trade-
offs. In this context, participation in SDM depends on
individual and system-level factors, including the abil-
ity and opportunity to build trusting relationships
among healthcare providers, cancer patients, and in-
formal caregivers (Rabben et al., 2024). The core prin-
ciple of SDM is collaboration between the patient,
family, and healthcare provider or interdisciplinary
team in making care decisions (Kuosmanen et al.,
2021). The SDM process involves recognizing the
need for a decision, exchanging information, consider-
ing the values and preferences of all involved, evaluat-
ing preferred and actual choices, implementation, and
outcome assessment (Légaré et al., 2011). Studies in-
dicate that SDM enhances treatment adherence, im-
proves satisfaction with care, reduces patient concerns
and decisional conflict, with these benefits being par-
ticularly significant in oncology and hospice care
where decisions profoundly impact patients’ quality
of life and end-of-life experience (Glaria et al., 2024).
Therefore, clinicians need to identify and properly
characterize situations, understand the decision-mak-
ing role preferences of cancer patients and their fami-
lies, and tailor their SDM approach to the individual
and context.

2.2.2 Surrogate decision-making

A surrogate decision-maker acts on behalf of the
patient when the patient lacks or has lost decision-
making capacity (Bakke et al., 2022). Internationally,



surrogate decision-makers primarily include patients’
relatives, physicians, court-appointed guardians, and
those designated in advance medical directives (Weiss
et al., 2012). In China, according to Article 32 of the
Regulations on the Administration of Medical Institu-
tions (State Council, 2022) and Article 1045 of the
Civil Code (National People’s Congress, 2020), surro-
gate decision-makers are mainly blood relatives. Influ-
enced by traditional culture or beliefs, families often
believe that diagnostic information and poor progno-
sis should be withheld from cancer patients, under-
scoring the critical role of family in patient care (Lary-
ionava & Winkler, 2021). Currently, medical deci-
sions for elderly terminally ill patients are typically
made by their family caregivers. However, due to
caregivers’ general lack of professional medical
knowledge, insufficient understanding of disease pro-
gression, subjective cognitive biases about diseases,
influence of family opinions and personal values, and
cognitive differences between patients and surrogate
decision-makers regarding medical choices, patients’
true wishes may not be fully reflected or implemented
in medical decisions, leading to misaligned care (Wu
et al.,, 2021). Therefore, during relatively stable dis-
ease phases, promptly guiding patients to communi-
cate with their families and medical teams about per-
sonal values, life goals, and end-of-life treatment pref-
erences is key to ensuring informed and autonomous
patient decision-making and timely, effective hospice
care.

2.2.3 Advance care planning

Advance Care Planning (ACP) is conducted in
anticipation of potential adverse events and the possi-
ble loss of decision-making capacity (Robinson &
Paes, 2025). It aims to help patients define future
medical and hospice interventions based on their val-
ues, wishes, and preferences from illness onset until
the end of life (Sedini et al., 2022). ACP is essential
for ensuring patient autonomy and improving end-of-
life quality, forming an integral part of hospice care
and facilitating initiation of end-of-life conversations.
Integrating ACP with effective hospice care, such as
symptom management, can enhance the quality of
end-of-life for patients and families and reduce inva-
sive medical interventions in the final weeks of life
(Lee et al., 2024). Research shows that understanding
cancer patients’ pre-established healthcare planning
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preferences can guide hospice planning and resource
allocation, better meeting their end-of-life needs and
improving quality of life (Lee et al., 2024). Therefore,
to maximize alignment between patients and their
family caregivers in ACP decisions, healthcare profes-
sionals need to facilitate communication between
both parties to explore patients’ preferences regarding
life-sustaining treatments and encourage caregivers to
fully consider patients’ values to address the individu-
al needs of terminally ill cancer patients.

3 Hospice decision-making participation as-
sessment tools

3.1 Hospice decision-making willingness scale

Lei (2022) developed the Community Elderly
Hospice Decision-Making Intention Scale based on
cultural psychology and terror management theory, in-
corporating characteristics of hospice decision-mak-
ing among community-dwelling elderly. Reliability
testing and item screening showed a content validity
index (I-CVI) of 0.833-1.0, scale-level content validi-
ty index (S-CVI) of 0.974, exploratory factor analysis
cumulative variance contribution rate of 78.962%, to-
tal questionnaire Cronbach’s a of 0.874, and test-re-
test reliability ICC of 0.974. The final scale comprises
12 items across three dimensions: hospice cognition,
hospice emotion, and hospice behavioral intention.
The scale demonstrates good reliability and validity.
A limitation is its design specifically for community-
dwelling elderly, who differ significantly from termi-
nally ill elderly patients in health status, hospice
needs, psychological state, and perceptions and expe-
riences of hospice care, thus limiting its applicability.

3.2 Patient version of the doctor-patient shared
decision-making questionnaire (SDM-Q-9)

Originally developed by Kriston et al. (2010) to
assess patient participation in shared decision-mak-
ing, this scale was translated into Chinese and its reli-
ability and wvalidity evaluated by Luo and Xiao
(2019). Exploratory factor analysis extracted one com-
mon factor, with a cumulative variance explained of
69.824%. The scale’s Cronbach’s a was 0.945, and
the test-retest reliability coefficient was 0.319. The fi-
nal version consists of 9 items in a unidimensional
structure. While the scale shows good reliability and
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validity, its unidimensional nature may introduce mea-
surement bias.

3.3 Cancer patient participation in treatment
decision-making scale

Developed by Xiao et al. (2022) based on theo-
ries and conceptual frameworks related to doctor-pa-
tient shared decision-making and integrating ground-
ed theory, this scale assesses the level of treatment de-
cision-making participation among cancer patients in
China. Reliability testing and item screening resulted
in [-CVI and S-CVI both equal to 1.0, exploratory fac-
tor analysis cumulative variance contribution rate of
52.498%, total Cronbach’s a of 0.911, and test-retest
reliability ICC of 0.974. The final scale contains 19
items across two dimensions: information exchange
and weighing, and subjective perceptions of participa-
tion. The scale exhibits good reliability and validity
but lacks specificity for measuring hospice decision-
making participation directly. It can be used to investi-
gate the status of treatment decision-making participa-
tion but not specifically as a measure for hospice deci-
sion-making participation.

4 Analysis of factors influencing hospice
decision-making

4.1 Demographic factors

The level of participation in hospice decision-
making varies among cancer patients. Studies indicate
that older female cancer patients show greater willing-
ness to accept and participate in hospice decision-
making (Mushi et al., 2023). Educational level also in-
fluences participation; Chen et al. (2019) noted that
higher education levels are associated with greater
motivation to participate, likely because more educat-
ed patients seek treatment information, actively ex-
press their views, and thus exhibit enhanced participa-
tion. Health insurance is another significant factor;
Wang et al. (2021) demonstrated that financial inde-
pendence grants patients greater autonomy, making
them more willing to receive hospice care in terminal
stages. Therefore, healthcare professionals should at-
tend to patients with different characteristics, encour-
age them to express personal thoughts and end-of-life
decision-making wishes, and enhance their enthusi-
asm for participation.

4.2 Family factors

In the process of hospice decision-making, ex-
cessive emphasis on family and collective viewpoints
often leads to relative neglect of patient information
disclosure, communication, and personal wishes.
When a patient is diagnosed with an incurable dis-
ease, some families, for various reasons, request con-
cealing the illness, resulting in terminally ill patients
being unable to participate in end-of-life decisions.
Physicians may then bypass the patient to communi-
cate solely with the family (Zhao, 2023), making the
family the final decision-maker. In reality, there is of-
ten a discrepancy between the family’s decision-mak-
ing intentions and the patient’s own wishes, failing to
fully reflect the patient’s desires. Family-led end-of-
life medical care may not align with the principle of a
“good death” (Ryu & Choi, 2020). In contrast, West-
ern countries emphasize individualism, particularly in
medical decision-making, where patient informed
consent and autonomous decision-making are legal
rights. Studies show that increasingly, patients priori-
tize information needs, decision-making autonomy,
and comfort care at the end of life (Zhou et al., 2016).
Healthcare professionals should help families under-
stand and respect patients’ preferences for informa-
tion and autonomy, facilitate multiple honest commu-
nications between the patient and family, and guide
patients themselves to participate in hospice decision-
making to improve the quality of end-of-life care.

4.3 Sociocultural factors

Among medical specialties, hospice care is one
of the most influenced by sociocultural and religious
views on death (Turley et al., 2020). The traditional
socio-cultural consensus of avoiding death has made
it a sensitive topic in daily life, leading to indefinite
postponement of discussions related to medical care,
funerals, and estate arrangements. Furthermore, the
Chinese Confucian concept of filial piety may mis-
lead patients into choosing inappropriate curative
treatments at inappropriate times, potentially leading
to rejection of palliative care (Wang et al., 2024).
These negative attitudes and avoidance of end-of-life
topics can significantly hinder palliative care educa-
tion and promotion. Studies indicate that in clinical
practice with cancer patients, healthcare personnel of-
ten communicate with families from a protective per-
spective, resulting in patients being uninformed about



their condition (Wang et al., 2004; Lei, 2021). Influ-
enced by traditional “filial piety culture,” families of-
ten tend to choose life-sustaining measures to prolong
life, thereby neglecting the patient’s own participation
in hospice decision-making. This leads to many termi-
nally ill patients suffering due to life-sustaining sup-
port technologies, which not only ignores patient indi-
viduality and autonomy but also inadvertently hinders
their participation in hospice decision-making and im-
plementation, reducing their quality of life.

5 Conclusion

Currently, participation in hospice decision-mak-
ing, as a core aspect of medical care for terminally ill
patients, is studied primarily through three hotspots:
shared decision-making, surrogate decision-making,
and advance care planning, emphasizing the impor-
tance of patient autonomy, family collaboration, and
doctor-patient communication. Existing assessment
tools, such as the Hospice Decision-Making Willing-
ness Scale and the Doctor-Patient Shared Decision-
Making Questionnaire, provide means to quantify par-
ticipation levels. However, problems persist, includ-
ing limited application scenarios (e. g., specific to
community elderly), unidimensional structures, and a
lack of tools specific to terminally ill patients. Factors
affecting participation encompass socio-demographic
characteristics, family dynamics, and socio-cultural el-
ements, which are intertwined, resulting in low partic-
ipation rates in China and challenges in fully realizing
patients’ true wishes. Future research can be ad-
vanced in three aspects: First, develop specific assess-
ment tools for terminally ill patients, incorporating lo-
cal cultural contexts and covering multiple dimen-
sions such as decision-making cognition, willingness,
and behavior to enhance measurement accuracy. Sec-
ond, conduct interventional research targeting family-
dominated decision-making biases and patient-doctor
communication barriers, designing structured decision
support programs. For instance, use family meetings
to guide families in respecting patient wishes and em-
ploy decision aids to enhance patient participation ca-
pacity. Third, promote institutional and cultural devel-
opment, strengthen public awareness of hospice care
and life-death education, break traditional conceptual
constraints, and improve legal protections for advance
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medical directives. This will provide institutional sup-
port for patient participation in decision-making, ulti-
mately realizing a transition from a “family-led” mod-
el to a “patient-led, multi-party collaborative” deci-
sion-making model, thereby enhancing the quality of
life and dignity in death for terminally ill patients.
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