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Abstract

Background: Chinese American adults experience health disparities at the end of life. Culturally tailored
advance care planning (ACP) may promote goal-concordant care across the continuum of serious illness.
However, seriously ill Chinese Americans’ preferences for ACP remain unknown.
Objective: To explore barriers and facilitators to ACP among Chinese patients with advanced cancer and their
caregivers.
Design: Informed by socioecological theory, we conducted an exploratory qualitative study using semi-
structured interviews that were thematically analyzed.
Setting/Participants: We recruited participants at one U.S. comprehensive cancer center. Of 27 eligible patients
approached, we recruited 20 patients (74.1%) and 8 accompanying caregivers. Overall, participants were middle
aged (55.6 – 13.5 years), 60.7% female, 85.7% partnered/married, 89.3% college educated, and had low ac-
culturation (mean Suinn-Lew Asian Self-Identify Acculturation = 2.0 – 1.6/5.0). More patients were privately
insured (35%) than self-pay (30%), Medicare (25%), and Medicaid (10%). Caregivers were split between
‘‘spouse’’ and ‘‘child.’’
Results: Findings highlight participants’ trust in their clinicians and the study institution as primary supports for
clinicians to lead ACP. However, participants’ preconceptions of clinicians’ professional responsibilities and
participants’ belief in an uncertain future may hinder an open discussion of goals and values for future medical
care. A key moderating factor in how participants view ACP may be their level of acculturation to local care,
behavioral, and communication norms.
Conclusions: Chinese patients may prefer a routinized clinician-led ACP approach that supports their ac-
tionable priorities in the present by leveraging patient–clinician trust, gauging acculturation level, and using
indirect communication strategies. Future studies should investigate preferred communication strategies to
support in-the-moment care planning.
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Introduction

Advance care planning (ACP) ‘‘.supports adults at
any age or stage of health in understanding and sharing

their personal values, life goals, and preferences regarding
future medical care.’’1 ACP’s growing evidence base high-
lights its potential to improve satisfaction with serious illness
communication and decrease distress among patients and
surrogates.2–4 However, researchers, clinicians, and commu-
nity members question ACP’s effectiveness in the cross-
cultural context due to its roots in Western bioethics and
behavior models.5,6 Recent efforts to culturally adapt ACP
have largely focused on black and Latinx communities,7–10 but
the preferences for and effectiveness of ACP among ethnically
Chinese adults, the largest and fastest growing Asian Ameri-
can subpopulation,11–13 remain underinvestigated.14

Existing data on Chinese Americans’ serious illness care
and communication experiences raise concerns about dis-
parities. When compared with non-Hispanic white patients,
Chinese patients with advanced cancer are less likely to use
hospice services,15 more likely to use life-sustaining treat-
ments and more likely to die in hospital.16,17 These measures
of high-intensity care contrast with emerging evidence dem-
onstrating Chinese Americans’ preference against non-
beneficial life-sustaining treatments.18 Prior studies attributed
these conflicting findings to cultural differences, mistrust,
language barriers, and differential engagement with ACP.19–21

However, our recent systematic review demonstrated that
Chinese culture is not opposed to ACP, but the experiences of
seriously ill patients are missing from the literature.14

This qualitative study aims to address this knowledge gap
by exploring the preferences of Chinese patients with ad-
vanced cancer and their caregivers for ACP. Achieving a
better understanding of Chinese patients’ perspectives on
ACP represents a critical step toward culturally tailored
communication and decision making across the continuum of
serious illness.

Methods

Design

We conducted a qualitative semistructured interview study
in accordance with the consolidated criteria for reporting
qualitative research (Supplementary Table S1).22 The insti-
tutional review board at the Dana-Farber Cancer Institute
approved this study.

Study population and recruitment

One author (Z.J.) identified prospective patients with
metastatic colorectal, thoracic, and breast cancer using the

institution’s electronic medical record and a validated
shortlist of Chinese surnames.23 Coordinating with the in-
stitution’s medical oncology disease centers (gastrointestinal,
breast, and lung) and the attending oncologist, the same au-
thor approached, screened, and recruited eligible patients
either in-person or by phone (Table 1). We used a combi-
nation of purposive and snowball sampling to recruit patients
and their primary caregivers, respectively. Recruitment
stopped when we reached thematic saturation. Participants
received a $20 gift card.

Data collection

One author (Z.J.) obtained written informed consent from
Mandarin-speaking participants witnessed by certified insti-
tutional interpreters. We obtained a waiver for documenta-
tion of informed consent for English-speaking participants.
Participants also completed an oral questionnaire that cap-
tured sociodemographic and clinical factors.

We measured acculturation using a combination of birth-
place, length of U.S. residence, and a brief Suinn-Lew Asian
Self-Identity Acculturation scale (SL-ASIA).24 The brief SL-
ASIA is the only validated acculturation tool (Cronbach
a = 0.82) with documented use among Chinese American
patients with cancer.25 The SL-ASIA produced an average
score ranging from 1 (Asian identified) to 3 (bicultural) to 5
(Western identified).24

We developed the semistructured interview guide in-
formed by the socioecological model26 and our systematic
review14 (Supplementary Table S2). The guide was itera-
tively revised with language from the cultural formulation
interview,29 feedback from multidisciplinary qualitative re-
searchers, and cognitive interviews with Chinese American
volunteers. Two authors (Z.J. and C.L.) independently for-
ward translated the finalized guide into simplified Chinese. A
certified institutional interpreter reviewed the translation and
resolved any ambiguous terms. One author (Z.J.) back
translated the guide and ensured semantic equivalence with a
second author (R.E.L.).

One author (Z.J.) interviewed participants in Mandarin and/
or English from February to November of 2020. The interviews
were conducted in-person or by phone, and independently or
dyadically. Four participants did not consent to audio recording
but did allow field notes. One author (Z.J.) audio recorded,
transcribed, and deidentified the remaining interviews.

Data analysis

We descriptively analyzed the participants’ socio-
demographics, clinical characteristics, and interview
statistics.

Table 1. Eligibility Criteria for Patient and Caregiver Participants

Patient eligibility Caregiver eligibility Exclusion criteria

Adult (age >18 years)
Stage 4 lung, gastrointestinal,

or breast cancer diagnosis
Aware of cancer diagnosis
Self-identified as ethnically Chinese
Speaks English or Mandarin

Adult (age >18 years)
Identified by patient as a key caregiver
Speaks English or Mandarin

Adults unable to consent
Infants, children, teenagers
Pregnant women
Prisoners
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One author (Z.J.) translated Mandarin transcripts into
English using established protocols.27 A second author (C.L.)
independently translated 10% of transcripts to ensure con-
ceptual equivalence.27 Next, using a developed glossary, a
second author (C.L.) reviewed the remaining translated
transcripts to ensure consistency (Supplementary Table S3).
Any ambiguities were resolved in consultation with a third
author (A.S.Y.). The English transcripts were uploaded to
NVivo 12 software for analysis.

We used a six-step thematic analysis to analyze the English
transcripts.28 The first step involved three authors (Z.J., C.L.,
and R.E.L.) reading and rereading the interview transcripts to
become familiarized with the primary data. The second step
involved developing a codebook using deductive (i.e., the so-
cioecological model26 and our prior systematic review14) and
inductive approaches (i.e., open coding 10% of transcripts).
The third step involved two authors (Z.J. and C.L.) indepen-
dently coding the transcripts using the finalized codebook. The
fourth step involved comparing and combining similar codes
into primary themes. The fifth step involved organizing the
primary data (i.e., quotations) under each primary theme. The
final step involved contextualizing themes in relation to ACP.

Trustworthiness

We took several additional steps to establish trustworthi-
ness.28 First, two authors (Z.J. and C.L.) held biweekly peer
debriefing sessions to establish dependability. Second, the
primary author recoded the primary data twice to ensure
credibility. Third, we recorded field notes, coding memos, re-
search meeting minutes, and correspondences to establish an
audit trail. Fourth, we rigorously documented the study popu-
lation and interview setting to establish transferability. Finally,
we provided a reflexive account of the study team’s personal
and clinical experiences (Supplementary Table S4). We col-
lectively approached this study with a health equity lens.29

Results

Recruitment and participant statistics

We approached 27 eligible patients and enrolled 20 patients
(74.1%) with 8 accompanying caregivers (Fig. 1). We con-
ducted 22 interviews, of which a majority were conducted
individually (n = 16, 72.7%), in-person (n = 14, 63.6%), and in
Mandarin (n = 12, 54.5%). The recorded interviews averaged
*45 minutes. Participating patients were middle aged
(57.7 – 12.5 years), 65% female, 85% partnered/married, 70%
insured, and 85% college educated. In terms of acculturation,
patients were bicultural Asian identified (mean SL-
ASIA = 2.0 – 0.8), 90% immigrants, and had a median U.S.
residency of 17.5 years (interquartile range [IQR] = 4.5–36).
The most common cancer diagnosis among patients was
‘‘gastrointestinal,’’ followed by ‘‘lung,’’ then ‘‘breast.’’
Caregiver–patient relationships were split between spouse and
child. Caregivers were middle aged (50.0 – 15.3 years), 50%
female, 87.5% partnered/married, and 100% college educated.
Caregivers were bicultural Asian identified (mean SL-ASIA
score = 2.1 – 1.1), 87.5% immigrants, and had a median U.S.
residency of 13.5 years (IQR = 2–30.5) (Table 2).

Qualitative themes

We identified four major themes (Roman numerals) and
accompanying subthemes (letters) (Fig. 2). Hereunder, we
describe our findings illustrated by representative quotes.

I. Patients trust clinicians to guide ACP conversations

a. Institutional reputation inspires confidence in
cancer care

Participants cited reputation as a key reason for seeking
care at the study institution:

I feel confident in the care and that I know that this is a
world class institution. (Patient ID 18)

FIG. 1. Flowchart of participant recruitment. EMR, electronic medical record.
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Participants’ confidence in care was strengthened by the
integrity of regulatory bodies and protocolized treatment
strategies:

The FDA is very trustworthy; their approval means things
are safe. (Patient ID 4)

So they will try regular therapies first, if it fails, then they
give you trial medicine. (Caregiver ID 8)

b. Compassionate clinicians promote trust

Participants were impressed by the clinicians’ approach to
care:

They are patient, they are kind and compassionate. Here
they treat everyone equal, they give you time, and you feel that
you trust the care here. (Patient ID 1)

Patients shared examples of both verbal and nonverbal acts
of compassion:

Or you can tell from their tone, it’s all sympathetic tone.
The doctor just said ‘‘hey’’ and patted on my shoulder, which
gave me some sympathy. (Patient ID 17)

c. Clinician should initiate ACP according to illness se-
verity

Most participants preferred clinicians to lead ACP con-
versations:

I would like the doctor to bring it up. Because most time
patients don’t have the foresight. Because some questions,
they don’t know whether it’s appropriate to ask or not. (Patient
ID 13)

Patients believed that clinicians would gauge the appro-
priateness of ACP according to their health status:

Doctors will not talk to you about how serious things can
become. Because you’re not there. (Patient ID 7)

II. Preconceived clinician and family roles

a. Patients and caregivers value clinicians’ fairness
and objectivity

Participants appreciated being treated fairly by their cli-
nicians:

They don’t look down on me. When I was home, I was a
rural person. Wherever I go, people look down on me. (Patient
ID 22)

Patients expected clinicians to adopt an objective approach
to care planning.

Emotions are not relevant in decision making. Culture
should not be relevant in decision making. Doctors should be
indifferent to patient’s background, demographics, and treat
everyone similarly. Professionals are attentive, serious, detail
oriented, and don’t show a lot of emotions. It is the doctor’s duty
to remain unbiased, transparent. Don’t hide the data, don’t let
the emotions affect the communication. (Patient ID 1)

This expectation for objectivity may influence patients’
anticipation of emotional exchanges with their clinician:

Most doctors, not every doctor can be like family. Be-
cause they are just dealing with data and not from the per-
spective of family. I am not trying to obtain an explanation or
sympathy or anything. (Patient ID 24)

b. Patients favor emotionally laden discussions with se-
lect family and community members

Many patients sought out emotional support from their
network of family and friends:

We [patient and patient’s son] talk a lot about my emotions
and such. We have a great relationship; we talk about every-
thing. (Patient ID 2)

If it was me, just talk about it directly. Right, this way, one
could receive the support of family. (Patient ID 15)

Patients often selectively choose their confidants based on
perceived psychological burden:

But with my family, I don’t tell everyone. Only if I feel
that there’s a sense of relief after telling. If they could un-
derstand how I think, then I will tell them. (Patient ID 17)

Table 2. Sociodemographics, Clinical, and Interview

Characteristics of Participating Patients (n = 20)

and Caregivers (n = 8)

Characteristics
Patient
(n = 20)

Caregiver
(n = 8)

Age, mean (SD) 57.7 (12.5) 50.0 (15.3)
Female, n (%) 13 (65) 4 (50)
Marital status 13 (65) 4 (50)
Partnered/married 17 (85) 7 (87.5)
Single/widowed 3 (15) 1 (12.5)
College education 17 (85) 8 (100)

Birthplace, n (%)
China 18 (90) 7 (87.5)
United States 2 (10.0) 1 (12.5)
Chinese ethnicity 20 (100) 8 (100)
Years in the United States,

median [IQR]
17.5 [4.5–36] 13.5 [2–30.5]

Brief Suinn-Lew Asian
Self Identity
Acculturation
Scale, mean (SD)a

2.0 (0.8) 2.1 (1.1)

Insurance, n (%)
Private insurance 7 (35) —
Self-pay 6 (30) —
Medicare 5 (25) —
Medicaid/Masshealth 2 (10) —

Primary cancer diagnosis, n (%)
Gastrointestinal 8 (40) —
Lung 7 (35) —
Breast 5 (25) —

Relationship with patient, n (%)
Spouse — 4 (50)
Child — 4 (50)

Format of interview, n (%)
Over the phone individually 7 (35) 1 (12.5)
Inperson individually 7 (35) 1 (12.5)
Inperson dyadic 6 (30) 6 (75)

Language of interview, n (%)
Mandarin 11 (55) 7 (87.5)
English 9 (55) 1 (12.5)

aBrief Suinn-Lew Asian Self-Identity Acculturation scale is a
validated acculturation tool (Cronbach a = 0.82) that produces an
average score ranging from 1 (Asian identified) to 3 (bicultural) to 5
(Western identified).

IQR, interquartile range; SD, standard deviation.
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Beyond the family, some patients found refuge in local
faith communities:

I have this Church, faith community. Everyone supports,
encourages and prays for each other. (Patient ID 24)

c. Clinician communication styles may be overly direct
and concise

Some patients preferred clinicians to indirectly abstract
care goals and priorities:

They [physicians] should be able to interpret these things
and catch it without speaking directly about it. (Patient ID 1)

To broker communication with clinicians, some patients
suggested involving family members:

I feel that they are too direct. I feel that they don’t need to
discuss with me. Some situations, maybe the doctors should
communicate more with family. (Patient ID 27)

III: Preference for in-the-moment care planning

a. Belief in an unpredictable, uncontrollable, and plurip-
otent future

Participants were united in their view of an unpredictable
and uncontrollable future:

It comes as it comes. You can’t predict it, so it’s kind of life.
(Caregiver ID 6)

For some patients, unpredictability breeds hope:

What if I, if I have a lot more years and they come up with
something better. You know, like dare I say cure but or not.
Maybe, like maybe my life can extend really, really far. (Pa-
tient ID 18)

For other patients, resigning to an unpredictable future
comes after exhausting available options:

You know you’ve done all that you can, the rest is, I resign
to my destiny. (Patient ID 27)

b. Focus on actionable items in the present

The desire for active treatment permeated the transcripts.
One caregiver described action as:

It’s the sliver of hope you see among the despair. (Care-
giver ID 12)

In practical terms, actionable items in the present mani-
fested as ‘‘keeping the weight stable,’’ ‘‘being attentive to
dietary aspects,’’ ‘‘do some Chinese herbs,’’ ‘‘do the acu-
puncture,’’ ‘‘maintain a positive mood,’’ and ‘‘clear the mind
and rest peacefully’’ (Supplementary Table S4). As one
caregiver said:

we’re trying to make her life where she is experiencing the
least amount of discomfort. Where she can still enjoy certain
things in life. (Caregiver ID 6)

c. Limited exposure to and misconceptions about pallia-
tive care

Although participants prioritized minimizing discomfort
and maximizing quality of life in the actionable present, pal-
liative care remains an unfamiliar and misperceived service:

It’s basically when they make you as comfortable as pos-
sible. There’s no more medical. No more procedures. It’s
just to make you comfortable. (Patient ID 5)

IV: Acculturating to local norms

a. Understanding and adapting to the rules of engagement

Participants often arrive at the study institution with un-
certainties about the care process:

I tell people that like getting used to [institution] is sort of
like college orientation. Like when you arrive, you have no
idea what to do. (Patient ID 18)

Reflecting on their care experiences, several participants
identified the importance of self-advocacy and being explicit
about communication preferences.

FIG. 2. Framework outlining primary and secondary themes in the context of ACP among seriously ill Chinese patients
and their caregivers. The primary facilitator to ACP is ‘‘Patients trust clinicians to guide ACP conversations.’’ The primary
barriers to ACP are ‘‘preference for in-the-moment care planning’’ and ‘‘preconceived clinician and family roles.’’ ACP,
advance care planning.
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For example at [institution], you as the patient should be
attentive to your own situation. It may be the communica-
tion mode here is that the patient need to ask first before the
doctor will answer? Or else the doctor will say very little.
Because I’m guessing perhaps this is the style of communi-
cating here? (Patient ID 13)

b. Sense of otherness

Several participants highlighted the conflict between self-
advocacy and Chinese virtues:

So those are the things that actually hold me, and I can see a
whole other Chinese, back. [Chinese] people are not vocal
enough. They don’t claim the credit. When they should.
They are, try to be modest. (Patient ID 14)

The unfamiliar communication expectations, compounded
by the lack of linguistically concordant resources, ‘‘Chinese
support groups,’’ limited community support, ‘‘Chinese
food,’’ and inflexibility in accommodating ‘‘other kinds of
medicines or traditions’’ may perpetuate the belief that the
U.S. health care system is not designed to serve ethnically
Chinese patients (Supplementary Table S5):

I feel like from the point of view of the American hospital,
they are here to serve Americans. So why would they want
to consider how to better serve Chinese? Ethnic Chinese?
(Caregiver ID 12)

Discussion

ACP represents a high stakes communication intervention
with the potential to promote culturally and goal-concordant
serious illness care for ethnic minorities.30,31 This theory-
driven qualitative study explores the untapped perspectives
and preferences of seriously ill Chinese patients and their
caregivers toward ACP.14,32–36 Similar to previous studies,
we found that clinician-initiated ACP rests on the partici-
pants’ trust in their clinicians and the study institution.14

Unseen in prior studies, we found that participants’ expec-
tation of the clinician’s role and view of an uncertain future
may hinder an open discussion of the goals and values for
future medical care. Moreover, acculturation emerged as a
potential moderating factor to participants’ acceptance of
ACP conversations.

Interpersonal relationships

Close examination of the primary data reveals both a
vertical and a horizontal dimension to achieving a harmoni-
ous patient–clinician relationship. Whereas the vertical ele-
ment reflects participants’ deference to clinicians’ leadership
in ACP, the horizontal element reflects the complex cogni-
tive, emotional, and identity-related exchanges between pa-
tients and clinicians.37,38 This multidimensional view may
have roots in traditional Chinese ethics, which defines in-
terpersonal relationships by social distance and rank order
(i.e., vertical) and proper conduct (i.e., horizontal).39–41

Deviations from defined social roles (e.g., clinician) and
their associated rites (e.g., compassionate behavior, re-
nxin)42 may precipitate disharmony and threaten one’s
self-image.37,40 Therefore, to ameliorate the disharmony
associated with a threatening conversation (i.e., ACP),
Chinese participants may utilize avoidant and indirect
communication strategies.37,43

Temporal element of ACP

Beyond interpersonal barriers, the time-based underpin-
nings of ACP may pose challenges for Chinese patients.5,14

Consistent with prior studies, our study participants ex-
pressed the futility of discussing a pluripotent and uncertain
future.44 In fact, future-oriented discussions may be per-
ceived as detrimental to patients’ hope by foreclosing treat-
ment possibilities.44 Responding to this temporal and
existential dissonance,45 participants turned to the actionable
present for refuge. Although the identified actionable do-
mains (i.e., physical, emotional, and spiritual) directly align
with traditional Chinese ethics for serious illness care,18,40

participants’ desire to ‘‘live in the moment’’ may be shared
by populations that transcend national borders, cultures, and
spiritual beliefs.46

Impact of acculturation

Acculturation is commonly understood as a process of
social, psychological, and cultural change that results from
cultural blending.47 Our study expands upon existing litera-
ture by identifying acculturation to the medical institution as
a key mutable moderator between barriers and facilitators of
ACP.14,34,36 Although many participants could decode and
adapt to the institutional culture that idealizes a prepared,
engaged, and direct patient, some could not. The resulting
acculturation stress48 may develop into alienation when ex-
acerbated by additional barriers such as language discor-
dance, limited social capital, and differing medical
philosophies.49–52 These findings speak of the dispropor-
tionate burden of acculturation on the part of Chinese patients
and caregivers.

Clinical implications

This study highlights several strategies for engaging Chi-
nese patients and caregivers in ACP. First, assessing Chinese
patients’ acculturation level may assist clinicians in identi-
fying and addressing sources of acculturation stress.14,53

Next, recognizing that Chinese patients and families may
retreat to previously learned behaviors (i.e., avoidant) may
help clinicians gauge the perceived disharmony of ACP.14,43

Finally, to ameliorate the perceived threat of ACP, clinicians
should consider indirect communication strategies such as
explaining the intent and benefits of ACP, assessing readi-
ness, exploring past experiences, employing depersonalized
scenarios and language, and engaging cultural brokers.14

Limitations

Our investigation represents the first rigorous qualitative
study to characterize seriously ill Chinese American pa-
tients’ and caregivers’ preferences toward ACP, yet it has
limitations. First, the younger age and higher socioeco-
nomic status of our study population, likely due to recruit-
ment at a comprehensive cancer center, may limit the
transferability of our findings. Second, restricting partici-
pants’ spoken dialect may limit the generalizability of our
findings to subcultural contexts. Lastly, interviewing par-
ticipants dyadically may limit our ability to capture diver-
gent views within families.
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Conclusion

This qualitative study explores seriously ill Chinese pa-
tients’ and their caregivers’ preferences toward ACP. To
improve ACP engagement in this understudied population,
clinicians should consider eliciting and supporting Chinese
patients’ actionable priorities by harnessing the existing pa-
tient–clinician trust, gauging acculturation level, and using
indirect communication strategies. Future research should
understand the predictors, acceptability, and effectiveness of
indirect communication strategies in supporting seriously ill
Chinese patients and their caregivers through ACP.
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