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Objective: This study aimed to explore hospice caregivers’ downward referral decision-making experiences and
barriers under the triadic linkage model in China and to analyze the deeper social dynamics of hospice referral
choices.

Methods: Semi-structured interviews were conducted with caregivers handling hospice referrals from two primary
hospice agencies in Nanjing, China. The themes were analyzed and summarized using the Colaizzi 7-step analysis.
Results: Four themes and nine subthemes were extracted: multidimensional caregiver psychological experience
(Dilemma and Guilt, Emotional Support and Psychological Adaptation), perceived disparities between referral
organizations (convenience and affordability in the home community, perceived lack of primary health care
resources), limitations of caregiver decision-making (cognitive comprehension bias, difficulty in information
seeking, and passive acceptance of decision making), and limitations of health care referral support (lack of health
care referral guidance, inadequate referral handoffs).

Conclusions: Feedback from caregivers of hospice-referred patients reveals many barriers to hospice referral
decision making and referral implementation. Overcoming these barriers entails efforts to change the
cognitive misunderstandings regarding hospice referrals from patients' perspective, clarify the distribution of
responsibilities among hospice agencies, and provide information support and decision-making assistance.
These measures must be employed to improve the implementation of hospice referral, realize the multiple
benefits of hierarchical diagnosis and treatment, boost patients’ satisfaction with the referrals, and ensure the
rational and efficient distribution of hospice resources.

Introduction

According to the World Health Organization, 40 million people
worldwide require hospice care each year, but only 14% of them receive
it.' The global demand for hospice care will continue to grow as the
population ages, and society will place a premium on quality end-of-life
care.” To address this growing demand and balance it with the scarcity of
hospice resources, many countries have adopted a tiered care system to
match hospice services to the need. For example, the hospice system in
the United States is divided into primary, secondary, and tertiary ser-
vices. The primary hospice model is based on home care, secondary
hospice provides general inpatient care and multidisciplinary team sup-
port, and tertiary hospice's professional care model is mainly for difficult
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case consultations.®> Similarly, the health care delivery system in the
United Kingdom is organized into primary, local, and central health care
providers to ensure that hospice services are delivered effectively from
primary to critical care.*

Meanwhile, China's hierarchical diagnosis and treatment system di-
vides hospice services into three categories: hospitals, communities, and
homes. Tertiary hospitals provide hospice services to seriously ill patients
requiring hospitalization and are responsible for hospice technical sup-
port, professional training, and other tasks. Lower-tier hospitals and
communities provide institutional hospice services to hospice patients
with less severe symptoms who require hospitalization. For hospice pa-
tients with stable symptoms who do not require hospitalization, the
community provides home hospice services. The national document
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emphasizes the need to explore the establishment of a working mecha-
nism that combines institutional, community, and home hospice care and
to form a seamless and reasonable referral system.” In recent years, many
places in China have implemented the hospital-community—home hos-
pice model, which is an effective linkage of hospitals, communities, and
homes through health care consortiums and Internet-based service
platforms. Regional health care alliances have also been formed among
different levels of institutions for resource sharing and division of labor to
realize the rational allocation of health care resources and personalized
care for patients.

Some studies have confirmed that transitions of patients with termi-
nal illnesses between different institutions are common; however, the
lack of coordination between different institutions leads to the frag-
mentation of care, which prevents patients from receiving consistent,
high-quality care.® The two-way referral system under the triadic model
facilitates patients' coordinated, flexible, and efficient transfer between
different levels of care and their families according to their objective
physical condition, disease progression, and subjective personal wishes.
Patient preference and prognosis and the resources required for care
influence patient choice.” However, caregivers are often the primary
decision makers in hospice care because of the severity of their patients'
conditions and diminished decision-making ability.® In this process, pa-
tients and caregivers often do not receive adequate decision-making
support, such as communication and information exchange, emotional
support, and social support from professionals.’ At the same time, owing
to a lack of public trust in the ability of primary care organizations to
provide hospice services in the community and other primary care set-
tings, transferring patients from specialized hospices to primary care
settings, such as community and nursing homes, is particularly difficult
while primary care resources are not adequately utilized.'” Stiel et al.'!
demonstrated that the tensions and decision-making complexities
involved in the transfer of patients with hospice needs to nursing homes
are associated with feelings of abandonment and guilt for both patients
and caregivers. Decision-making experiences and barriers for patients
and their caregivers have emerged as important variables influencing the
effectiveness of referrals. The purpose of this study is to explore and
describe the decision-making process and rationale for hospice referrals
in patients’ homes from the perspective of patients who have experienced
referrals to different levels of hospice care. In addition, this study aims to
analyze the underlying social dynamics of hospice referral choices to
further optimize the referral mechanism and maximize the service ca-
pacity of health care organizations at all levels.

Methods
Design

A descriptive phenomenological approach was used to examine hos-
pice caregivers’ downward referral decision-making experiences and
barriers in a three-tiered linkage model. Face-to-face, semi-structured, in-
depth interviews were conducted with eligible caregivers to gather in-
formation on their referral experiences and feelings.

Participants and setting

Hospice patients are more symptomatic, making it difficult to obtain
their cooperation during prolonged interviews. Given that caregivers
play an important role in their patients’ medical decision making, life
care, and emotional support, the interviews were adapted to caregivers.
In this study, caregivers of hospice patients referred by two primary care
organizations in Nanjing, China, from January to March 2024 were
selected using purposive sampling. These two primary care organizations
have established a close ternary health care alliance with one or two
tertiary care hospitals to achieve mutual referrals between tertiary
care-primary care-at-home care. All their downstream referrals are pa-
tients from the original tertiary care hospitals. The inclusion criteria for
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caregivers were as follows: (1) the primary caregivers of the hospice
patients included in this study and had participated in hospice referral
decision making and the complete referral process and (2) those who
voluntarily participated in this study and agreed to share their hospice
referral experience. The exclusion criteria were as follows: (1) those in an
employment relationship in which they received payment for their labor
and (2) caregivers who had recently experienced other major stressful
events or had a mental illness. The sample size was used until no new
themes emerged from the data analysis and the data were saturated.

Interview topic guide

With the population—capacity—process (PCP) model'? as a theoretical
guide, the model in this study was derived from existing research showing
that failures in interagency patient referral (e.g., vaguely defined referral
populations, service capabilities of health care organizations that do not fit
patients’ needs, and a poorly flowing referral process) are often attributed
to the neglect of one or more of the three PCP domains. On the basis of a
literature review, this study developed an interview outline that incorpo-
rated the three areas of the PCP model to systematically analyze hospice
referral decision-making experiences and barriers. The first draft of the
interview outline was guided by two experts in the hospice field. Two
caregivers were selected for pre-interviews, the results of which served as
basis in modifying the interview outline. The interview outline was as
follows: (1) How much do you know about hospice care and the referral
system? (2) Did you initiate the referral? Who recommended the down-
ward referral to you? Why did you accept it? (3) Where do you most expect
hospice care to be and what factors do you think will influence your
choice? (4) What advice did health care professionals give you as they
helped you make your choice of referral organization and what else would
you have liked them to have done to assist you? (5) What is the impact of
receiving a hospice referral on you and your family (illness, death,
meaning of life, finances, caregivers)? (6) Did you experience any diffi-
culties during the referral process? If so, what were the specific difficulties?

Data collection

A semi-structured in-depth interview method was used to collect data.
The interviewers were postgraduate hospice care students and were
registered in the hospice unit in advance to ensure their familiarization
with the work. The patients and caregivers were initially screened ac-
cording to the nativity criteria prior to the start of the interview. Under the
guidance of a charge nurse, the interviewer approached each caregiver for
a brief introduction and trust building. The purpose and significance of the
study were explained to the interviewees before they signed an informed
consent form, and a general information questionnaire was distributed to
collect information on their age, sex, relationship with the patient, edu-
cation level, number of days of referral, and participation in the referral
process. The interviewers had completed learning and training modules
on qualitative research methods before the interviews to ensure that the
interview process was reasonable and standardized. The interviews were
conducted in a quiet and private consultation room. The interviews were
recorded with the interviewees' consent. By using various techniques such
as careful listening and feedback and raising appropriate follow-up
questions, the interviewers proceeded with the in-depth interviews and
encouraged the interviewees to express their thoughts and feelings freely.
The interviewees’ facial expressions and body movements were recorded
in a timely manner without using guiding or suggestive language. Each
interview lasted for 30-60 min.

Rigor

The interviewers arrived early at the lower-level hospital to build
trusting relationships with the patients and caregivers. To ensure the
accuracy and adequacy of the caregivers’ memory and experience with
regard to the downward referral process and decision making, this study
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limited the referral of a patient to the institution where he or she is
currently located to a period between 2 weeks and 1 month. The in-
terviewers remained neutral throughout the interviews and did not ex-
press their personal opinions or judgments. When unclear statements or
feelings arose, the interviewers sought clarification from the participants
during the interview. In the data analysis process, the original statements
of the interviewees were acknowledged without personal interpretations
or opinion. After the data analysis, the textual data were given to the
interviewees for validation to ensure the stability of the results.

Data analysis

A researcher transcribed the acquired audio-recorded data into tex-
tual data within 24 h after the end of each interview. Upon completing
the transcription, the researcher checked the data again, coded the in-
terviewees sequentially, and finally imported all data into NVivo 11.0
software for data management. Using the Colaizzi 7-step analysis
method!?® for data analysis, two researchers performed textual analysis
and integration independently and then compared and summarized the
results; any disagreement was discussed and resolved by the members of
the subject group.

Ethical considerations

The study was reviewed by the Hospital Ethics Committee (IRB No.
2024-090-03), and the subjects provided informed consent and volun-
tarily participated in the study.

Results
Participants’ characteristics

Twelve caregivers (coded as F1-F12) were ultimately included in this
study. General information about the caregivers is presented in Table 1.
The caregivers’ experiences in decision making for the downward hos-
pice transfer of patients and the barriers they faced were categorized into
four themes and nine subthemes based on the PCP theory.'?

Theme 1: caregivers’ multidimensional psychological experience

Dilemma and guilt

Under the advocacy of the “patient-centered” concept, caregivers
gradually develop a value system that prioritizes the needs and well-
being of patients. Caregivers often worry that their decisions might
cause further harm to the patients. F1: “I am really torn. I'm very worried
that if we transfer him to another facility, their infrastructure might not

Table 1
General information of respondents (N = 12).
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be adequate, and the staff may not understand his symptoms, thus failing
to provide proper care.” F7: “My mom's cancer has metastasized
throughout her body, and she is aware of her condition. We have
considered transferring her to a smaller hospital for more convenient
care, but we are uncertain whether the new hospital can handle all of her
medical needs.” Additionally, transferring patients to nursing homes or
community facilities presents an emotional burden for caregivers, as they
fear the patients might feel abandoned to some extent. To alleviate these
concerns, caregivers often reassure the patients. F7: “We will not leave
you; we will stay with you. Moving to a nursing home will allow us to
take better care of you.”

Emotional support and psychological adaptation

Influenced by the traditional Chinese concept of “returning to one's
roots,” many terminally ill patients wish to return home. Transferring
palliative care patients to community or home settings aligns with some
patients' attachment to their families and desire for a familiar environ-
ment. Caregivers also express an understanding and support for the
emotional needs of patients. F1: “He knows he doesn't have much time
left, so he wants to stay at home.” F2: “She wants to die at home, and we
plan to take her back when she feels a bit better.” Some respondents also
recognize that a community environment may bring positive experiences
to patients and their families. F4: “He is quite satisfied with transitioning
to community care because they feel it allows for a more normal life.”
F12: “For us, there is a sense of hope, that transferring her down might be
a good sign, or at least she will be in less pain.”

Theme 2: perceived interagency gaps in referrals

Convenience and economy of home communities

Although primary care is not an option prioritized in previous studies,
the patients and caregivers referred to primary care services in this study
generally reported that these services exceeded expectations. F5 offered
the following response: “Because dad is already in the end stage, there is
not much point in fighting against the tumor anymore. He originally had
many other chronic illnesses, so he wanted to have an integrated and
comprehensive treatment over here. There is no need to transfer him to
other departments to address individual diseases.” As for F10, “My father
is old and has multiple metastases, and it's not easy for him to move
around at home, so it's more convenient for us to go back and forth to
take care of him because we can provide this kind of comprehensive and
all-inclusive medical service here.” F6 said, “So I want a single room as it
makes offering care easier.” F8 mentioned, “There is less waiting time in
the queue for registration and checkups, and there is no need to transfer
to different departments for individual diseases.” Meanwhile, the high
cost of treatment for end-stage diseases puts a huge financial burden on

Code  Primary caregiver Patient

Referral pathway

Sex Age (years) Educational Relationship Age (years)  Type of disease Self-care ability
attainment with patients

F1 Female 38 Junior High School =~ Adult children 67 Lung cancer Unable to self-care ~ 3A Hospital - Home - Community
F2 Female 40 Bachelor's Degree Adult children 63 Colorectal cancer Unable to self-care ~ 3A Hospital - Home - Community
F3 Female 43 Bachelor's Degree Spouse 49 Pancreatic cancer Partially self-care 3A Hospital - Community
F4 Male 49 Junior High School  Spouse 55 Lung cancer Partially self-care 3A Hospital - Home - Community
F5 Male 35 Bachelor's Degree Adult children 67 Lung cancer Unable to self-care ~ 3A Hospital - Community
F6 Female 42 Junior High School  Adult children 70 Cerebral infarction ~ Unable to self-care  3A Hospital - Community
F7 Male 43 Senior High School ~ Adult children 81 Pancreatic cancer Partially self-care 3A Hospital - Home - Nursing Home
F8 Female 48 Junior High School =~ Adult children 76 Heart failure Unable to self-care ~ 3A Hospital - Nursing Home
F9 Female 30 Bachelor's Degree Adult children 62 Liver cancer Partially self-care 3A Hospital - 2A Hospital - Nursing Home
F10 Female 45 Junior High School  Adult children 76 Lung cancer Partially self-care 3A Hospital - 2A Hospital - Nursing Home
F11 Female 67 Junior High School  Spouse 62 Liver cancer Partially self-care 3A Hospital - Home - Nursing Home
F12 Male 38 Junior High School =~ Adult children 66 Pancreatic cancer Partially self-care 3A Hospital - Nursing Home

3A Hospital: Grade III, Class A hospital in China.
2A Hospital: Grade II, Class A hospital in China.
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patients' families, and some patients' caregivers are using economic fac-
tors as one of their considerations. F3 responded, “Because there is no
hope for a cure, I thought about transferring to this side (the community).
The pressure on us has been minimized.”

Perceived inadequacy of primary health care resources

China is increasing its support for primary hospice services, but the
existing primary care system is not highly trusted and accepted by pa-
tients and caregivers because of limited resources, inadequate policies,
and insufficient training. F1 said, “We are also coming from tertiary
hospitals, which are more complete in terms of medical facilities, secu-
rity, medicines, and so on.” F6 responded, “I think the main problem was
because we didn't have enough resources when we transferred over
here.” Especially for hospice patients requiring a wide variety of medi-
cations, their symptom control requirements are high. F6 added, “We
have to take a picture of the medication in the tertiary hospital and send
it to this side to make sure he has his medicine before the transfer; only
this drug is very effective for him.”

Theme 3: limitations of caregiver decision-making

Cognitive understanding bias

Owing to a lack of publicity about MCH and the tertiary referral
system, the respondents were less aware of hospice referrals. They had
social biases and misunderstandings about downward hospice referrals.
Specifically, they believed that referral to primary care was equivalent to
abandoning treatment and that referring patients from a high-level
hospital to a primary care facility was irresponsible and thankless. This
perception seriously impeded the acceptance of referrals. F5 said, “We
resisted going to a community hospital as soon as we heard the doctor's
suggestion that we needed to go there.” F3 responded, “Other people say
that moving to hospice is done only when there is no hope and that
referral to a community facility creates a negative impression for others.”

Difficulty in seeking information

Access to hospice referral information and advice is critical for patient
and caregiver decision making. Patients and caregivers often lack
adequate information during the referral process, resulting in an inability
to fully understand the hospice referral organization. F1 responded, “It's
hard for me to know who's responsible for what (hospital, primary,
community hospice), and the doctors don't have very clear guidance.”
The caregivers reported that referral information was mostly obtained
online and through acquaintances and that they lacked access to objec-
tive and authoritative information. For example, F4 said, “We learned
about this service (hospice) through a friend.” F9 responded, “From the
little red book or something, and I've checked on Baidu, the internet says
there's still a big demand for this.” When faced with a large amount of
information, caregivers have difficulty sifting through and judging the
correctness and reliability of the information, and they are easily misled.
F11 described the same: “There is so much information on the internet,
and we don't know which is true and which is false.”

Passive acceptance of decision making

In many cases, hospice patients and caregivers are unable to fully
recognize what is at stake because of a lack of professional knowledge
and decision-making support, and they can only passively accept the
advice of health care professionals. This limitation makes communica-
tion and discussion with physicians on an equal footing particularly
difficult. Consequently, patients and caregivers lack the ability to make
decisions on their own. This passive acceptance of decision making tends
to undermine caregivers' initiative to participate in the referral process.
F3 described the following scenario: “Oftentimes, we just have to do what
the doctor says, and we don't know what to do ourselves.” F8 said, “We
don't always fully grasp the doctor's words, and we can only understand
the arrangements.” Faced with complex medical decisions, caregivers
often tend to rely on the professional judgment of health care
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professionals and ignore their own judgment and wishes. F12 responded,
“I think the doctors are more professional so we just listen to them.”

Theme 4: limitations of health care referral support

Lack of health care referral guidance

In this study, the caregivers expressed a desire for more advice and
guidance from professionals during the referral process to facilitate de-
cision making. “It might have been easier for me if my doctor had given
me advice to come here,” F7 said. Meanwhile, F11 responded, “I think it
would have been easier for the doctors in the hospitals to give advice on
referrals.” Additionally, demanding health care work can affect the ex-
change of information between health care providers and patients, with
caregivers feeling inadequately guided. As F5 said, “But that doctor is
also busy and doesn't have time to give you a very detailed explanation.
So communication is not very easy.”

Discharge referral system to be improved

The lack of development in the discharge referral system causes a gap
in palliative care services. This erodes caregiver confidence and in-
terferes with patients' ongoing care. F5: “We are completely unfamiliar
with the new palliative care facility, and there was no detailed intro-
duction during the referral.” F3: “We were also unaware of the services
provided by the new facility at the time of referral, and we were reluctant
to transfer.” After a patient is referred, the system for their continued care
and assistance is still in its infancy. After being sent to primary hospitals,
patients and caregivers anticipate assistance from higher-level hospitals.
Nevertheless, there is a lack of proper implementation of homogeneity
management between medical facilities of varying levels. F12: “Initially,
I was very reluctant to come, but the doctor informed us that it was a
collaborative relationship with our previous hospital, with direct
communication and cooperation between doctors, which is why we
came.” F10: “I hope the doctors from the previous higher-level hospital
could come for consultations, but it hasn't happened yet. So, I believe
there are communication issues between the doctors at the two
hospitals.”

Discussion
Main findings

End-of-life health care is a major practical concern for everyone. Hi-
erarchical hospice care aims to fully utilize all levels of health care and
societal resources to meet the growing demand, promote the rational
triage of patients, and balance the relationship between supply and de-
mand for hospice care. Appropriate hospice care settings are an impor-
tant part of ensuring quality of life at the end of life. The results of this
study showed that strong emotional stress and lack of decision-making
support for caregivers involved in the decision-making process for the
downward referral of patients to hospice care cause some patients to
develop complex emotions such as helplessness and indecisiveness,
which lead to decision-making barriers. Okimura et al.'* confirmed that
owing to the sense of uncertainty about the referral process between
hospice sites, about 70% of caregivers regret their choice of hospice care
facility. Influenced by traditional views of filial piety and death, care-
givers also face a complex decision-making process in referring patients
to primary care.'® In the current study, some of the caregivers attributed
their complex psychological experiences to the lack of knowledge about
the hospice and referral system and the uncertainty in decision making;
this result is consistent with the findings of Yamamoto et al.'® Hence, the
hierarchical hospice care system should be fully explained to patients and
caregivers, they should be provided with informational support to
expand their knowledge base and thereby reduce the sense of uncertainty
about decision making. Advanced care planning can also be employed to
improve patient and caregiver congruence in future health care decisions
and promote shared decision making.'”
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The interviews in this study revealed the caregivers' inadequate
knowledge of primary hospice care and the discrepancies between the
expected and actual experiences of interagency referrals, which may be
attributed to the lack of clear guidance on hospice site selection. Previous
research has focused on the quantitative study of factors influencing
patients' choice of end-of-life location,'® but the expected and actual
end-of-life locations are not always aligned.'® Furthermore, the
end-of-life process is characterized by a lengthy course of illness and
complex symptomatic changes; therefore, a single end-of-life location
cannot satisfy actual situations. Community and home hospice services
have several advantages, such as keeping patients in their living envi-
ronment, increasing patient satisfaction, and saving medical and health
resources.’” Hence, primary hospice care may be the final destination for
most patients. Owing to information asymmetry between doctors and
patients, patients' choice of referral largely depends on their doctors’
recommendations,?! as confirmed in this study. Accordingly, the current
level of knowledge, attitudes, and behaviors of health care professionals
toward medical associations and hospice referrals must be improved.??
Therefore, the referral system must be clarified and promoted among
health care professionals to encourage them to actively introduce the
advantages of the referral system to patients and caregivers and eliminate
the influence of stereotypes on the decision-making process for hospice
referrals of affected patients. These measures will increase the rate of
downstream referrals.

The caregivers interviewed in this study identified the need for
communication and information support. Moreover, the analysis
revealed barriers to communication, including the lack of communica-
tion opportunities because of health care staff shortages and heavy
workload, lack of communication methods as result of the existing
organizational structure and work patterns in hospitals, and lack of in-
formation provided because of inadequate improvements in hospice
services; these findings are similar to those of Adriana et al.> Timely and
effective communication between hospice professionals, patients, and
caregivers can reduce negative emotions such as pain and sadness and
assist patients and families in preparing for and facilitating a smooth
transition to referrals.>* Despite differences in national contexts, the
content and needs of hospice communication share commonalities.?® To
understand the willingness of end-stage patients to choose treatment and
care, other countries have constructed communication models such as
the REMAP care goal communication framework,?® COMFORT commu-
nication program,27 and THREE-TALK communication model,28 all of
which mobilize the autonomous decision-making power of patients and
caregivers to improve communication efficiency. In the future, we can
learn from relevant communication frameworks and shared
decision-making models of patients and caregivers in different countries,
conduct localized research and improvements, and construct communi-
cation models suitable for the clinical environment of China to promote
communication and decision-making support.

Owing to a lack of clarity in the admission and exit criteria for each
level of hospice care, referral channels between health care organizations
are not standardized, and patients suffer from delayed downward referrals
and a lack of clarity in the target referral organization. Currently, no gold
standard has been established for hierarchical hospice referrals, and most
referrals are based on the clinical experience of health care providers, who
are susceptible to individual decision-making differences and implicit bias
in the absence of a systematic approach. Scotland's NHS Quality
Improvement clinical standards for hospice care suggest the desirability of
using a validated assessment tool to assess referral needs and prioritiza-
tion.>® However, limited research has been conducted on the referral
criteria between different levels of care in hospice services.>° Although a
great deal of work has been done to identify potential hospice clients or
develop criteria for referral to hospice services,>"*? only a handful of
studies from abroad have investigated how hospices direct patients to
appropriate agencies. The fulfillment of the needs of patients with terminal
illnesses is one of the most important indicators for evaluating quality of
death and is key to developing hospice practice.>> For example, the referral
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classification tool RUN-PC developed by Russell et al.>* and the inpatient
hospice admission triage tool IPAT developed by Philip et al.>> improve the
distribution of hospice services by assessing the urgency and prioritization
of patients' needs to ensure their access to the appropriate resources. These
studies suggest that hospice referral is a complex process that requires
collaborative and negotiated decisions based on local hospice resource
availability, patients and caregivers, and clinical care specifics. Therefore,
in the future, scholars should further develop multi-attribute decision aids
in hospice referral organization selection and referrals so that patients can
participate in the referral decision-making process, choose the appropriate
hospitals based on the assessment of multiple indicators, and improve
patient satisfaction with referrals while facilitating the rational and effi-
cient allocation of hospice resources.

Implications for nursing practice and research

Future research and practice should further investigate how to opti-
mize the triadic linkage model to more effectively support patients and
caregivers in their decision-making process. Psychosocial support should
be enhanced by providing more comprehensive and transparent infor-
mation to facilitate their understanding of and ability to cope with the
complexity of downward transfer decisions. Further research should
investigate how to improve the balance of quality of care in health care
alliances and the provision of improved information sharing and transi-
tional care services. In addition, nurses, as the core force of doctor-
patient communication, should develop locally-appropriate communi-
cation models, considering the specific circumstances in China, to
improve the efficiency of communication and decision-making support
for patients and caregivers during the referral process.

Limitations

This study is the first to explore downward referral decision-making
experiences and barriers using the current hierarchical referral model
for hospice care in China. Barriers to hospice referral can be better
analyzed by surveying patients and caregivers who have personally
experienced the referral process. However, this study only interviewed
caregivers from hospice organizations in Nanjing, China. Future research
could expand the survey population and gain a deeper understanding of
the current status of hospice referral services in rural and remote areas to
promote hospice care in remote grassroots areas.

Conclusions

This study provides an in-depth analysis of the downward referral
decision-making experience and barriers for caregivers of hospice-
referred patients through a semi-structured interview methodology.
The results are important for constructing a hospice referral assessment
program and promoting interagency referrals for hospice care. When
implementing the three-tiered hospital-community-home hospice
model, site-specific and demand-driven principles should be followed to
facilitate the implementation of hospice referrals, improve the referral
experience of patients and their caregivers, and fully utilize the service
capabilities of health care organizations at all levels.
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