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Purpose: The family plays a major role in medical decision-making in China. Little is known about whether family caregivers 
understand patients’ preference for receiving life-sustaining treatments and are able to make decisions consistent with them when 
patients are incapable of making medical decisions. We aimed to compare preferences and attitudes concerning life-sustaining 
treatments of community-dwelling patients with chronic conditions and their family caregivers.
Patients and Methods: We conducted a cross-sectional study among 150 dyads of community-dwelling patients with chronic 
conditions and their family caregivers from four communities in Zhengzhou. We measured preferences for life-sustaining treatments 
(cardiopulmonary resuscitation, mechanical ventilation, tube feeding, hemodialysis, chemotherapy), who should decide, the timing of 
making decisions, and their most important consideration.
Results: The consistency of preferences for life-sustaining treatments between patients and family caregivers was poor to fair, with 
kappa values ranging from 0.071 for mechanical ventilation to 0.241 for chemotherapy. Family caregivers more frequently preferred 
each life-sustaining treatment for the patients than the patients themselves. More family caregivers than patients preferred the patient to 
make their own decisions about life-sustaining treatments (29% of patients and 44% of family caregivers). The most important 
considerations when deciding on life-sustaining treatments are family burden and the patient’s comfort and state of consciousness.
Conclusion: There is a poor to fair consistency between community-dwelling older patients and their family caregivers in their 
preferences and attitudes towards life-sustaining treatments. A minority of patients and family caregivers preferred that patients make 
their own medical decisions. We recommend healthcare professionals to encourage discussions between patients and their families on 
future care to improve the mutual understanding within the family about medical decision-making.
Keywords: older patients, life-sustaining treatment, serious illness conversation, Asia, culture

Introduction
In most Western countries, patient-centered care requires healthcare professionals and families to respect and prioritize 
patients’ values and preferences.1 Advance care planning conversations are used to enable patients to discuss their goals 
and preferences for future care with their family and healthcare professionals, which may contribute to goal-concordant 
care.2,3 Family members often make medical decisions with patients in a collaborative manner or as surrogate decision- 
makers when patients are incapable of making their own decisions.4,5 However, surrogate decision-making for ill loved 
ones is complex and challenging because patients rarely discuss their preference for future care with their families.6 

According to previous studies, less than half of the families can correctly predict patients’ preferences for future care.7,8 

In Taiwan, a family-oriented society, agreements between cancer patients and their family caregivers have been found to 
decline over a decade,9 with patients preferring less aggressive medical treatment while families shifting towards greater 
uncertainty.10,11

In traditional Chinese society, the perceived taboo of discussing death-related topics and the partial or non-disclosure 
of bad news reduces the opportunity to understand the end-of-life goals and preferences of patients.12,13 Patients, 
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particularly older patients are barely involved in making decisions about their own treatment and care, for reasons such as 
the family’s wish to maintain patients’ hope and preserve familial harmony.14 Healthcare professionals are likely to 
discuss serious illnesses with the family and to inform the patient only with the family’s consent.14–16 Some attempts to 
address this dilemma are occurring in mainland China, the “living will” legislation in Shenzhen has been enacted and 
implemented from January 1st, 2023. It stipulates healthcare professionals and families should respect patients’ choices 
on end-of-life medical treatments.17 The perception of patients’ preferences of the family is important to consider when 
making critical medical decisions for patients, in particular in a family-oriented society such as China.18 Understanding 
patients’ and their families’ preferences for future care and its consistency is essential to support care that is aligned to 
the patient’s preferences19 and help inform more national legislation on respecting patients’ choices.20

However, life-sustaining treatment preferences and their consistency between patients and families have been mainly 
investigated in Western countries and developed Eastern countries.21–23 Only limited evidence is available to inform 
clinical practice in regions with a family-oriented culture, such as mainland China.24 Therefore, the aim of this study was 
to investigate the preferences and attitudes of older Chinese patients and their family caregivers on life-sustaining 
treatment and their consistency.

Material and Methods
Study Design
A cross-sectional survey was conducted among patients and their family caregivers in Zhengzhou, from January 2019 to 
November 2019. This study was approved by the Ethics Review Committee of Zhengzhou University in Zhengzhou, 
China. This study complies with the Declaration of Helsinki.

Setting and Participants
We purposefully selected four communities served by a community healthcare center equipped with an electronic 
healthcare record system. Community residents with hypertension, diabetes, coronary heart disease, and stroke are 
registered in this system and were recruited by a consecutive sampling method. Records in the system were sorted by the 
date the record was created. Patients were recruited when they were aged ≥60 years old, were diagnosed with a chronic 
condition (hypertension, type 2 diabetes, stroke, coronary heart disease), provided informed consent; and their family 
caregiver also agreed to participate in the study. Family caregivers were recruited when they were aged ≥18 years; were 
designated by the patient as the primary caregiver; and were an unpaid caregiver.

Data Collection Process
The researcher used phone numbers from the system to contact patients. After the researcher introduced the purpose and 
procedures of the study, those patients interested in participating with their family caregivers were asked to make an 
appointment to complete questionnaire surveys. The sampling was stopped after 150 participants were included due to 
time constraints and limited resources. This survey was conducted in the participants’ homes. Patients and their family 
caregivers were asked to complete the questionnaire independently. The interviewer (T.Z.) used educational videos if 
patients or their family caregivers expressed difficulties in understanding specific life-sustaining treatments.

Survey Instrument
We developed a self-constructed questionnaire based on “the End-of-life Preferences Interview”.25 In addition, three 
community healthcare workers and three geriatric healthcare professionals critically reviewed the draft questionnaire, but 
no modification was made after their assessments. The questionnaire addressed the following topics:

● Demographic and clinical characteristics: age, gender, marital status, education level, religion, type of relation 
between patients and family caregivers (spouse/adult children). Patients were also asked about their main chronic 
condition (hypertension, type 2 diabetes, stroke, and coronary heart disease) and self-reported health status (scored 
on a 5-point scale from 1 - excellent to 5 - very poor).
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● Preferences related to life-sustaining treatments were measured through four questions:
1. “What treatment would you want to receive if you were incapable of making medical decisions?” (patients)/ 

“When your family member was incapable of making medical decisions, what treatment do you wish he/she 
could receive?” (family caregivers). For each of the life-sustaining treatments (cardiopulmonary resuscitation, 
mechanical ventilation, tube feeding, hemodialysis, chemotherapy), answering options were “yes”, “no” and 
“never considered”.

2. “If you are incapable of making medical decisions, who would you want to make decisions for you?”/“If the 
patient would be incapable of making medical decisions, who would you want to make decisions for him/her?”. 
The answering options were: “my previous decisions should be followed” (patients)/ “the patient’s previous 
decisions should be followed” (family caregivers), “family members”, and “healthcare providers”.

3. “When do you think discussions about life-sustaining treatments should start?” The answering options were: “in 
a healthy state”, “when older than 60 years”, “when diagnosed with a life-limiting condition”, “when curative 
treatments are no longer effective”, “when life-sustaining treatments are inevitable due to deterioration”, “when 
initiated by healthcare providers”, and “when death is inevitable within a short period”.

4. “What is your most important consideration when making decisions related to life-sustaining treatments?”. 
Answering options were “comfort”, “treatment affordability”, “state of consciousness”, “family burden”, and 
“others”.

The questionnaire is in Appendix 1.

Statistical Analysis
Means and standard deviations (SDs) were calculated for continuous variables, and frequencies and percentages were 
calculated for categorical variables. The agreement on preferences for life-sustaining treatments between patients and 
their family caregivers was analyzed using Cohen’s Kappa. Differences in patient and family caregiver’ preferences 
related to life-sustaining treatments were compared using chi squares. Fisher’s exact tests were applied for items where 
the expected count was <5. Data were analyzed using IBM SPSS for Windows version 20.0. A p-value<0.05 was 
considered statistically significant.

Results
Participants Demographic Information
Between January 2019 to November 2019, 150 pairs of patients and their family caregivers were enrolled. The 
demographic characteristics of participants are described in Table 1. The mean age of patients was 71 years (SD = 
4.63) and family caregivers was 43 years (SD=5.48). More than half of all participants were female (75% of 

Table 1 Characteristics of Patients and Family Caregivers

Patients Family 
Caregivers

N=150 (%) N=150 (%)

Gender Male 37 (24.7%) 48 (32.0%)

Female 113 (75.3%) 102 (68.0%)

Age 30–39 – 52 (34.7%)
40–49 – 89 (59.3%)

50–59 – 9 (6.0%)

60–69 101 (67.3%) –
≥70 49 (32.7%) –

(Continued)
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patients and 68% of family caregivers) and married (74% of patients and 81% of family caregivers); Less than 
ten percent of patients (8.7%) and the majority of family caregivers (90%) had received higher education (high 
school or university degree). Less than half of all participants were religious (20% of patients and 6% of family 
caregivers). Most of the patients (89%) reported a (very) good or excellent health status. Nearly half of the 
patients had hypertension (47%). The majority of family caregivers were the adult children of the patient (89%).

The Preferences of Patients and Their Family Caregivers on Life-Sustaining Treatment
According to the date in Table 2, for each of the life-sustaining treatments (cardiopulmonary resuscitation, 
mechanical ventilation, tube feeding, hemodialysis, chemotherapy), family caregivers more frequently than 
patients indicated that they would prefer that treatment for the patient in case the patient would be incapable of 
making medical decisions (0–67% for patients and 8–76% for family caregivers). Among the five treatment 
options, patients and family caregivers had the highest agreement in their preference for chemotherapy, with 
a Kappa value of 0.241 indicating fair agreement. None of the patients preferred chemotherapy, compared to 8% 
of family caregivers. The majority of both patients and family caregivers preferred tube feeding (67% and 70%, 
respectively), but their agreement was poor (kappa value =0.179). Most family caregivers (76%) preferred the 
patients to receive mechanical ventilation, but only 10% of patients preferred to receive mechanical ventilation, 
with low consistency (kappa value=0.071). Sixty-one percent of patients and 44% of family caregivers had never 
considered their preferences for hemodialysis, these percentage were lower for other types of life-sustaining 
treatment, ranging from CPR with 10% for patients and 14% for family caregivers, to chemotherapy with 22% for 
patients and 28% for family caregivers.

Table 1 (Continued). 

Patients Family 
Caregivers

N=150 (%) N=150 (%)

Marital status Married 111 (74.0%) 122 (81.3%)
Single (Divorced/Widowed) 39 (26.0%) 28 (18.6%)

Educational level Elementary school and below 92 (61.3%) –

Junior high school 45 (30.0%) 15 (10.0%)
High school 13 (8.7%) 126 (84.0%)

College degree and above – 9 (6.0%)

Religion Yes 30 (20%) 9 (6.0%)
No 120 (80.0%) 141 (94.0%)

Relationship with older patients Spouse – 17 (11.3%)
Adult children – 133 (88.7%)

Chronic conditions Hypertension 71 (47.3%) –

Type 2 diabetes 53 (35.3%) –
Stroke 12 (8.0%) –

Coronary heart disease 14 (9.3%) –

Self-reported health status Excellent 7 (4.7%) –
Very good 78 (52.0%) –

Good 49 (32.7%) –

Poor 16 (10.7%) –
Very poor – –
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The Attitudes of Patients and Their Family Caregivers Towards Life-Sustaining 
Treatment
Most patients and family caregivers preferred family members to make decisions for the patient when the patient would 
be incapable of making decisions (70% of patients and 48% of family caregivers, P=0.003), as shown in Table 3. Patients 
more often preferred to begin discussions about life-sustaining treatments when they were over 60 years old (32%) or in 

Table 2 The Agreement on Preferences of Life-Sustaining Treatments Between Patients and Family Caregivers When Patients Were 
Incapable of Making Medical Decisions

LSTs Patients’ Acceptance  
of LSTs (n,%)

Family Caregivers’ Acceptance of LSTs (n,%) Kappa 
value

P-value

Yes No Never 
Considered

Total

Cardiopulmonary 

resuscitation (CPR)

Yes 4 (2.7) 52 (34.7) 4 (2.7) 60 (40.0) 0.006 0.337

No 1 (0.7) 60 (40) 8 (5.3) 69 (46.0)

Never considered 0 18 (12.0) 3 (2.0) 21 (14.0)
Total 5 (3.3) 130 (86.7) 15 (10.0) 150 (100)

Mechanical ventilation Yes 13 (8.7) 86 (57.3) 15 (10.0) 114 (76.0) 0.071 0.004

No 0 7 (4.7) 1 (0.7) 8 (5.3)
Never considered 3 (2.0) 13 (8.7) 12 (8.0) 28 (18.7)

Total 16 (10.7) 106 (6.7) 28 (18.7) 150 (100)

Tube feeding Yes 76 (50.7) 10 (30.7) 19 (12.7) 105 (70.0) 0.179 0.003
No 2 (1.3) 10 (6.7) 1 (0.7) 13 (8.7)

Never considered 23 (15.3) 4 (2.7) 5 (3.3) 32 (21.3)

Total 101 (67.3) 24 (16.0) 25 (16.7) 150 (100)
Hemodialysis Yes 8 (5.3) 14 (9.3) 36 (24.0) 58 (38.7) 0.011 0.838

No 3 (2.0) 8 (5.3) 15 (10.0) 26 (17.3)

Never considered 11 (7.3) 15 (10.0) 40 (26.7) 66 (44.0)
Total 22 (14.7) 37 (24.7) 91 (60.7) 150 (100)

Chemotherapy Yes 0 11 (7.3) 1 (0.7) 12 (8.0) 0.241 0.000

No 0 82 (54.7) 14 (9.3) 96 (64.0)
Never considered 0 24 (16.0) 18 (12.0) 42 (28.0)

Total 0 117 (78.0) 33 (22.0) 150 (100)

Table 3 The Difference in Preferences Related with Life-Sustaining Treatments Between Patients and Family Caregivers

Item Option Patients Family 
Caregivers

P-value

N=150 (%) N=150 (%)

If you were incapable of making medical decisions,  

who would you want to make decisions for you?

The patient’s previous decisions 44 (29.3) 66 (44.0) 0.003ǂ

Family members 106 (70.7) 72 (48.0)
Healthcare providers 0 12 (8.0)

When do you think the discussion about life- 

sustaining treatments should begin?

In a healthy state 44 (29.3) 16 (10.7) 0.051ǂ

Older than 60 49 (32.7) 30 (20.0)
Diagnosis with a life-limiting condition 36 (24.0) 30 (20.0)

Curative treatments are no longer effective 9 (6.0) 67 (44.7)

Life sustaining treatments are inevitable due 
to deterioration

8 (5.3) 0

Initiated by healthcare providers 4 (2.7) 0
Death is inevitable within a short period 0 7 (4.7)

(Continued)
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a healthy state (29%), and family caregivers more often preferred to begin discussions when curative treatment was no 
longer effective for the patient (44%) with P =0.051. Patients most frequently reported family burden (38%) or comfort 
(28%) as their most important consideration when making decisions about life-sustaining treatments, and family 
caregivers most frequently reported the patient’s state of consciousness (47%) or the patient’s comfort (38%) as the 
most important consideration with P =0.823.

Discussion
In our study, patients and their family caregivers showed a slight to fair agreement in their preferences for life-sustaining 
treatments. For each of the life-sustaining treatments (cardiopulmonary resuscitation, mechanical ventilation, tube 
feeding, hemodialysis, chemotherapy), family caregivers more frequently than patients indicated that they would prefer 
that treatment for the patient in case the patient would be incapable of making medical decisions. More family caregivers 
than patients preferred that the patient makes their own decision about life-sustaining treatments. Patients more often 
preferred to begin discussions about life-sustaining treatments when they were over 60 years old or in a healthy state, and 
family caregivers more often preferred to begin discussions when curative treatment was no longer effective for the 
patient. The most important considerations when making decisions on life-sustaining treatments for most patients and 
family caregivers were family burden and patients’ comfort and state of consciousness.

Our study showed a slight to a fair agreement between patient and family caregiver preference for patients’ proposed 
life-sustaining treatments when the patient is incapable of making decisions. Family caregivers were more likely to prefer 
life-sustaining treatments for the patient than the patients themselves, which makes providing goal-concordant care for 
patients more difficult on the basis of a family-driven end-of-life care discussion process. A study on Taiwanese cancer 
patients suggests that patient-caregiver discrepancies were most likely when patients rejected all types of life-sustaining 
treatment but family caregivers preferred requesting more treatment for the patient.9 Studies showed that more than one- 
third of surrogates were unable to make decisions consistent with patients’ preferences for end-of-life care, the 
consistency was higher in situations involving the patient’s current health situations rather than responses to hypothetical 
scenarios.7,26,27 The uncertainty and complexity of the last months of a patient’s life complicate the surrogate’s prediction 
of the patient’s preferences.28,29 Fagerlin and Marks found that family surrogate decision-makers failed to represent 
patients’ wishes because they are likely to project their views onto what they think are the patients’ preferences.30,31 

Family members might wish to maintain control and hope, and they may feel a sense of guilt and disappointment when 
treatment is withheld from the patient.32,33 In addition to this, familism and filial piety are widely discussed in Chinese 
end-of-life practices. Family members view partly or non-disclosure of bad news and making decisions on behalf of 
patients as their duties. Adult children are expected to pursue measures to prolong their parents’ life.34,35 This 
complicates advance care planning in terms of balancing the role of the family with meeting the patient’s wishes.

We found that 67% of patients and 70% of family caregivers preferred to receive tube feeding when patients are 
incapable of making medical decisions. Available evidence suggests that patients’ preferences for tube feeding vary 
according to their current and expected health status.36,37 Recent studies have provided evidence that Chinese nursing 

Table 3 (Continued). 

Item Option Patients Family 
Caregivers

P-value

N=150 (%) N=150 (%)

What is your most important consideration when 
making decisions related to life-sustaining 

treatments?

Comfort (of the patient) 43 (28.7) 57 (38.0) 0.823ǂ

Treatment affordability 29 (19.3) 5 (3.3)

Patient’s state of consciousness 21 (14.0) 71 (47.3)

Family burden 57 (38.0) 8 (5.3)
Others 0 9 (6.0)

Note: ǂCells have expected count less than 5, this P-value is derived from Fisher’s exact test.
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home residents who report better health status are more willing to receive tube feeding than those with greater health 
impairments.24 Similar results have been found for Chinese patients with advanced cancer.38 Studies of Taiwanese 
patients with cancer have shown that those who were not informed of their prognosis more often preferred to receive tube 
feeding.39,40 A survey of Japanese physicians showed that they were reluctant to withdraw patients’ tube feeding, 
because they considered it to be less invasive than other types of life-sustaining treatments.41 Chang et al42 found that 
seriously ill Taiwanese patients still retained tube feeding even after withdrawal of mechanical ventilation, they interpret 
providing food to patients as maintaining closeness and delivering family care, while forgoing tube feeding might be 
viewed as allowing patients to starve to death, which is incompatible with Chinese cultural norms.24,43

Nearly a third of the patients and more family caregivers in our study preferred patients to make their own decisions 
about life-sustaining treatments. Three systematic reviews showed that patients with cancer from western countries 
preferred a more active role in making medical decisions, whereas Asian patients preferred a more passive role.44–46 

This can be explained by healthcare professionals’ tendency to exclude the patients from the conversation and the patient’s 
priority of family-based decision making, which are common aspects of serious illness conversations in Asia.6,47,48 Chinese 
patients prefer to be informed and engage in shared discussions with important ones and only a small number wanted to be 
in control of important medical decisions.49–51 Chinese patients’ preferences regarding the level of involvement in medical 
decision-making practices may vary at different stages. Our findings suggest that most family caregivers prefer to start 
discussing life-sustaining treatments only when the patient is seriously ill, because they do not want the patient to lose hope 
too early, in which case patients’ opportunities to participate in the decision-making process may be reduced by the late 
initiation. Even though most patients in this study preferred to begin the discussions of life-sustaining treatment at an earlier 
stage, they might rarely initiate such discussions for reasons such as preserving familial harmony.52

Implications
Our study highlights the importance of discussing preferences for future care in advance between patients and their 
family caregivers. Healthcare professionals should understand variations in patients’ preferences for the level of 
participating in serious illness decision-making. The participatory approach should also be adapted considering the 
individual’s preferences for information, discussion, and decision control in the medical decision-making process. More 
efforts should be made to develop culturally sensitive medical decision-making approaches for patients with a serious 
illness. In order to identify the right timing to initiate such conversations, it is necessary to assess the patient-family 
dynamics and their communication patterns. Emphasizing shared considerations and expectations for future care may be 
helpful in reaching an agreement between patients and family caregivers.

Strengths and Limitations
This study has several strengths. First, to capture the dynamics between patients and family caregivers regarding life- 
sustaining treatment, we purposefully enrolled them in dyads. Second, the consistency of data collection was sustained by 
one interviewer (TZ). Several limitations must be considered when interpreting the findings. Firstly, this study was 
conducted in a community setting, and most participants in our study reported good or excellent health, which limits its 
generalizability to other populations and settings. Secondly, unfortunately, we could not collect data about the number of 
people who refused to participate in the study nor their reasons.

Conclusion
Our findings indicate that patients and their family caregivers differ greatly in their preferences regarding the use of life- 
sustaining treatments for the patients on the basis of different motivations. Although the family was expected an 
important role in patients’ decision-making process, there were some patients and family caregivers who prefer that 
patients make their own medical decisions. This highlights the need to share an understanding of each other’s 
perspectives and considerations for future care, and to discuss the role of the family in serious illness conversation 
and decision-making. Healthcare professionals, especially geriatric doctors and nurses, should assess family dynamics 
and facilitate advance discussions between patients and families when possible to help them be prepared when decisions 
need to be made.
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