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Introduction: It is necessary to understand the decision-making dynamics between physicians and families so as to help families
better participate in shared decision-making.

Methods: A qualitative observational research was conducted. Conversations between physicians and families at a tertiary care
hospital from July to December 2022 were audio-recorded. The families were those with critically ill patients lacking decision-making
capacity in the intensive care unit. Data were analyzed using an inductive content analysis method.

Results: A total of 40 conversations were analyzed. There were 12, 15, and 13 decisions made on the day of hospital admission, when
the patient’s condition changed, and during the end-of-life situation, respectively. In all decision-making stages, some sharing of
information occurred between physicians and families. The degree of sharing differed depending on the decision-making context. In
end-of-life situations, decision-making mostly involved families, which might only represent the values and preferences from family
members but not patients.

Conclusion: Evidence of shared decision-making between physicians and family members was low. The levels of shared decision-
making varied according to the context in which decisions were made. The shared decision-making between physicians and families
might only represent the values and preferences from family members but not patients. Family members often faced decision-making
difficulties and regrets.
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Introduction
Shared decision-making (SDM) refers to the process in which patients, their healthcare proxies, and medical staff work
together to make clinical decisions based on the best available scientific evidence and the patients’ goals, values, and
preferences.' In 2016, the American College of Critical Care Medicine and the American Thoracic Association
recommended that the SDM model be applied when making major treatment decisions on behalf of intensive care unit
(ICU) patients.” The SDM model has three stages: information exchange, negotiation, and decision-making.” This model
enables physicians to provide professional patient-centered recommendations to patients and family members while
considering patient values, goals, and preferences.

However, some studies have reported inadequate implementation of SDM in clinics. In a recent study conducted in seven
ICUs in the United States, fewer than 1 in 10 goals-of-care clinician-family meetings for critically ill neurological patients
contained all SDM components.> Moreover, Scheunemann et al* found that physicians made treatment recommendations based

on patients values and preferences in only 8.2% of situations in 13 ICUs from six hospitals in the United States. In China, families
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of patients in ICU often feel overwhelmed by the medical terms and often rely on physicians to make decisions.” In addition, due
to the collectivistic nature of Chinese culture, family members often play crucial role in medical decision making.®

In the ICU, SDM with family members can be more prevalent compared to other settings due to patients’ critical illness, often
including unconsciousness and/or intubation. In a study by Cai et al,” approximately 95% of patients were critically ill and often
comatose or under sedation in the ICU.” These patients are unable to communicate and express their wishes to physicians. Their
families become spokespersons and decision-makers. The medical decisions made by physicians and patients’ families directly
affect the prognosis and quality of life of patients. In general, their treatment decisions should follow the ethical principles of
autonomy, non-harm, benefit and fairness.® However, when there is a significant change in the patient’s condition or medical
emergency, many physicians or even families are unaware of the patient’s wishes in advance and are likely not to follow the
patient’s goals, values, and preferences during emergency resuscitations.” Some families also feel extreme pressure when they
have to share decision-making with physicians.'® In addition, the SDM process should change according to different SDM
scenarios and situations.!! Family preferences during SDM can vary significantly.'> Some families choose to strengthen control
in decision-making, while others hand over all controls to physicians."? For example, due to unfamiliarity with the ICU
environment, families may have less control in the early stages of their ICU stay.'* Furthermore, the different cultural and
religious backgrounds of decision-makers can have a significant impact on the SDM process.'

Overall, SDM can be a critical process during patient management in ICU. However, there is limited understanding of
SDM implementation in ICU in China. The purpose of this study was to understand the degree of SDM between
physicians and families in the ICU setting.

Methods

Study Design

A qualitative observational study using qualitative content analysis. A qualitative study could enable us to gain an in-
depth understanding of family member experience, perspectives, and contextual factors influencing their SDM process.

Settings and Participants

This qualitative study took place in the ICU of the First Affiliated Hospital of Soochow University, China, from July to
December 2022. The hospital is a tertiary care hospital with a 16-bed ICU admitting over 300 critically ill patients
annually. The physicians leading the conservation had completed specialized training in critical care medicine. Before
data collection, all physicians received oral and written information and signed the informed consent.

A purposive sampling method was used. The research associates screened the medical records and looked for critically ill
ICU patients who had no decision-making capacity, with an Acute Physiology Assessment and Chronic Health Evaluation IT
(APACHE 1I) score >25 and a predicted in-hospital mortality of 50% or greater. Their family members who were aged >18
years and in a close relationship to the critically ill patients as determined by the treating physicians and agreed by all family
members were invited to the present study. Those family members who had difficulty in effectively expressing themselves,
listening to others, or engaging in clear and respectful conversations were excluded. Patients in differing ages, sexes, disease
severities, and length of ICU stays were included to increase the generalizability of our research results. Similarly, family
members with differing ages, sexes, patient relationship types, and educational levels were included. The study design,
process, purpose, and potential outcomes were fully explained to the family members by the research associates.

Our researchers mainly recorded three decision situations in a temporal order, the admission situation referred to the
period immediately after ICU admission. The condition change situation referred to the period when the patient’s
condition changed, which required invasive procedures, including tracheal intubation and hemodialysis. The end-of-
life situation referred to the period when family members had to make a decision to continue resuscitation or withdraw
life-support treatments. We did not include temporary meetings, one-on-one bedside conversations, or discussions held
during daily family-centered rounds.'®
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Participant Recruitment and Consent Process

A member of the research team introduced the project to the eligible families and explained the definition of SDM and
the purpose of the study. Families who were interested in participating were further informed about the process, duration,
and potential outcomes of the study, and then asked for their oral and written consent. Family members were explained
that, during the conversation, they could decline to answer any questions and could stop the conversations at any time.

Data Collection

After the informed consent process, a trained research associate followed the physician and patient’s family into a
dedicated conference room in the ICU. A voice-recording device was placed in an inconspicuous place. After the
meeting, the physicians and the patient’s family members completed the demography and baseline data. We collected
patient information through a medical chart review. Research associates identified and transcribed the recordings

verbatim within 48 hours.

Data Analysis
The qualitative content analysis was conducted by the inductive content analysis method that was applied previously.'’

Four relevant articles on SDM were identified for coding physician and family conversations. First, Charles et al'®
and Kon et al®> elaborated on the SDM framework in medical decision-making, which consists of three stages:
information exchange, negotiation, and decision-making. Second, White et al'’ developed a validated 10-element
SDM instrument to assess the extent of SDM. In addition, there was a study that coded conversations between
pediatricians and parents in the end-of-life decision.”® Based on these existing literatures, the following coding scheme
was developed to accommodate all decision situations in the present study.

The framework of SDM consisted of three stages, which could occur consecutively or iteratively (Table 1). During
these stages, the behaviors of physicians and families were defined. A researcher with qualitative research experience
(JJ), a researcher with rich experience in the ICU (QL), an expert in the field of oncology care and hospice care (YY),
and two researchers in the field of health communication (XL and QY) performed the research.

All researchers carefully read and re-read the transcripts while simultaneously listening to the audio recordings. The
interactions between physicians and families were coded. In the initial draft of our coding scheme, we integrated the
three analytical stages with codes for physician behaviors. After carefully reviewing the first ten transcripts, we further
detailed the coding elements for physician behaviors and added the following adjustments to the coding scheme: 1) a
code of interactions between physicians and families was added, 2) a code on a key decision step on “Description of

nature of decision-making” according to White et al'’

was added, and 3) integrated codes about emotions to suit all
situations were added. Then, two researchers (MAV and BMG) conducted the transcript coding and re-coding for the first
ten transcripts. Interrater reliability among all five coders was calculated on ten of the randomly selected transcripts,

which were coded separately by these five coders. The inter-rater reliability (Cohen’s k-statistic) was 0.81, indicating

Table | Three Stages of the Shared Decision-Making Process

Stages of Shared Decision-Making

Stage |. Information exchange
The physician provides information about available treatment options, the benefits and risks, and the potential effects on the patient’s well-being.
The patient or the representatives provide information about preferences, values, lifestyles, beliefs, and knowledge about the illness, prognosis, and

treatment.

Stage 2. Negotiation

All parties express and discuss their treatment preferences.

Stage 3. Decision-making

All parties work toward reaching a joint decision to which they all agree.
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excellent interrater reliability. Any discrepancies in the code application were resolved through discussion. Subsequently,
we complied a worksheet containing all dialogue segments for each applied code across all cases.

The extent of SDM was evaluated for the conversations in all stages. Coders iteratively refined the coding taxonomy
using constant comparison of codes and achieved consensuses for all coded sections of the text. The extent of sharing
was rated as rarely, sometimes, very often, and always. All qualitative analyses were performed in NVIVO 11 software
(Lumivero, Denver, CO, USA). The Standards for Reporting Qualitative Research were followed.*'

Ethical Considerations

The institutional ethics committee at the First Affiliated Hospital of Soochow University approved this study (approval
number: No.059). The study was conducted in compliance with the Declaration of Helsinki. Every study participant had
signed the informed consent, including the consent to publish anonymized responses/direct quotes. They were also
explained that they could withdraw from the study at any time.

Results

Characteristics of Participants and the Decision-Making Process

One family member withdrew from the conversation due to emotional distress and was excluded from the data analysis.
Finally, 40 decision-making conversations from 12 physicians and 30 family members to 25 patients were recorded. The
characteristics of family members, physicians, and patients were listed in Tables 2—4, respectively. Most family members
were females and spouses to the patients. There were more junior physicians involved in the current study. Most patients
were elderly age with an ICU length of stay 1-3 weeks. There were §, 10, and 7 patients in admission, condition changes,
and end-of-life situations (total 25 unique patients, as some patients might have been involved in multiple decision
types).

There were 12, 15, and 13 decisions made on the day of hospital admission, when the patient’s condition changed,
and during the end-of-life situation, respectively (total 40 decisions). All the conversations were categorized as the
followings: the admission situation as #1-#12, condition changed situation as #13-#27, end-of-life situation as #28-#40.
The conversation #1, #15 and #38, conversation #6, #18 and #23, conversation #8, #19 and #31, conversation #9, #20
and #28, and conversation #11, #22 and #40 were from the same family member (at the admission, condition change, and
end of life situations, respectively).

The SDM family meeting lasted an average of 26 minutes (range: 13—44 minutes). Tables 2 and 3 show the
characteristics of the 40 family members and 12 physicians, while Table 4 lists patient demographics and clinical

characteristics.

Table 2 Family Member Characteristics

Characteristics Admission Condition Change End-of-Life
(n=8) (n=10) (n=12)
Age, years 41.2 40.6 47.2
Female, N (%) 4 (50) 6 (60) 7 (58)
Education, N (%)
Junior high school 2 (25) 2 (20) 2(17)
High school 2 (25) 6 (60) 6 (50)
College or above 4 (50) 2 (20) 4 (33)
Relationship, N (%)
Spouse 3 (37.5) 4 (40) 7 (58)
Parents 2 (25) 4 (40) 3 (25)
Children 3 (37.5) 2 (20) 2(17)
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Table 3 Physician Characteristics

Characteristics Results
Age, years 36.4
Female, N (%) 8 (66)
Professional service, years 10.5
Title, N (%)
Junior 7 (58)
Senior 5 (42)

Table 4 Patient Demographics and Clinical Characteristics

Characteristics Admission Condition Change End-of-Life
(n=8) (n=10) (n=7)
Age, years 66.3 65.2 67.8
Female, N (%) 5 (63) 6 (60) 4 (57)
Disease severity
APACHE II, M+SD 25.7£7.0 25.4+7.4 26.8+6.2
ICU length of stay, days, 15 18 I
Hospital discharge disposition, N (%)
Medical ward 4 (50) 6 (60) 0 (0)
Home 3 (37.5) 0 (0) 0 (0)
Inpatient or home hospice I (12.5) 3 (30) 3 (43)
Death 0 (0) I (10) 4 (57)

Abbreviations: APACHE Il, Acute Physiology and Chronic Health Evaluation; ICU, intensive care unit; M%SD,
mean * standard deviation.

Communication Behaviors Throughout the Different Decision-Making Situations

The conversations occurred at three stages: information exchange, negotiation, and decision-making (Table 1). The
characteristics of SDM focused on different points in different stages. In admission situations, physicians were busy
evaluating patients and providing life-support interventions (Table 5, #2). In the condition-change situation, the
physicians needed to negotiate with the family members to change the treatment plan (Table 6, #16 and #19).
Decision-making was usually affected by the high cost of drugs and examinations, as well as the informed consent
requirement for invasive procedures (Table 6, #16 and #29). In end-of-life situations, the main decision-making content
was whether to withdraw life-support treatments. In this situation, family members, as the main decision-makers, often

doubted their own decisions without knowing the patient’s prior desire and felt regret and self-blame (Table 7, #38).

Stage |: Information Exchange

In most recorded conversations, stage 1 was completed (Table 5). The physicians always started the conversations by asking
families about the patients’ information (Table 5, #1 and #2). Families always provided information about decisions and
asked for treatment effects (Table 5, #3). Families were always concerned about the patient prognosis in all decision
situations, which was only clearly explained by the physicians in the end-of-life situations (Table 5, #25 and #29).

About a quarter of physicians explained the pros and cons of each decision in detail in the condition-change and end-
of-life situations (Table 5, #21 and #40). However, physicians often used medical terminology in the process of
explanation, which could limit the understanding of the family (Table 5, #21). In all decision situations, fewer than
one-third of physicians and family members summarized the decision (Table 5, #6, #18, and #36). The pace of the
physician—family conversations made it difficult to determine how well the family understood the decisions. At the end

of the conversation, most physicians asked the families if they had any additional questions.
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Table 5 Stage |I: Exchange of Information

Coded Behaviors

From Physicians to Families

From Families to Physicians

(Cases Number),

(%)

lllustrative Quotes

(Cases Number),

(%)

lllustrative Quotes

I. Asking for/ providing
information about actual
situation and treatment

effects

Admission situation
(1'1/12), (91%)

“Perhaps you can tell me what happened today when he suddenly
fell”.(#2)
“The first thing we do now is to maintain the patient’s vital signs, and

resuscitation is the most urgent thing at the moment”. (#2)

Admission situation
(10/12), (83%)

“Doctor, what is the situation with my husband ?
He suddenly has stomach pain and can’t

straighten her waist”.(#1)

Condition changed
Situation
(13/15), (87%)

“At present, antibiotics are only used empirically. The source of

infection is not yet clear”.(#13)

Condition changed
Situation (14/15),
(93%)

“Is my husband’s treatment currently effective?
Why does he suddenly have difficulty
breathing?”(#15)

End-of-life situation
(10/13), (78%)

“The patient’s overall condition is poor, with significant edema and a
low albumin level.(#28)

End-of-life situation
(13/13), (100%)

“When we visited her, we found that my
daughter’s chest moves up and down. Why did
she tell us that she didn’t breathe on her
own?”(#34)

2. Asking for/
providing information
about

prognosis

Admission situation
(2/12), (17%)

“The patient is very young, and there is still hope for a cure.”(#6)

Admission situation
(12/12), (100%)

“Doctor, can my wife’s illness be cured?”’(#3)

Condition changed
Situation (3/15), (20%)

“The patient’s condition is very critical and requires immediate
tracheal intubation. However, due to his underlying diseases,
whether he can go offline after intubation depends on the successful

infection control”.(#19)

Condition changed
Situation (15/15),
(100%)

“If we chose to receive hemodialysis now, we
would like to know if his urine can return to
normal”.(#17)

End-of-life situation
(13/13), (100%)

“The patient has been treated for almost 30 days and still
experiences high fever and arrhythmia. We are unable to find a

better treatment method”.(#35)

End-of-life situation
(12/13), (92%)

“Doctor, my husband has such a severe infection.
Is there still hope based on the current
situation?” (#29)

3. Asking for/
providing options about

pros and cons

Admission situation
(0), (0%)

Admission situation
(0), (0%)

Condition changed
Situation (6/15), (40%)

“At present, our treatment is challenge. The patient has deep vein
thrombosis in their lower limbs, but thrombolysis carries the risk of
bleeding”.(#21)

Condition changed
Situation (2/15), (13%)

“In addition to CT, contrast media can affect his
kidney function. Are there any other options to
help determine the cause of his changes”.(#17)

“How does a deep vein thrombosis occur?”(#21)

End-of-life situation
(3/13), (23%)

“We can also try to put a chest tube in him, which can reduce his

breathing difficulties, but it also increases the risk of infection”.(#40)

End-of-life situation
(1/13), (8%)

“Doctor, is there any other way to restore his
lung function”.(#39)

e 32 nq
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4. Asking for/
Providing a summary

Admission situation

(1112), (8%)

“Do you have a clear understanding of the patient’s condition so
far?”(#6)

Admission situation

(0). (0%)

Condition changed
Situation (4/15), (27%)

“Do you understand the next treatment plan?”(#18)

Condition changed
Situation (2/15), (13%)

“So far, we understand the reason why the
patient was intubated”.(#24)

End-of-life situation
(5/13), (38%)

“The patient’s condition is not good and is deteriorating. Do you
understand?”(#36)

End-of-life situation
(3/13), (23%)

“My daughter’s bleeding’s not going to improve,
isn't it?”(#34)

5. Inviting to ask

additional questions

Admission situation
(10/12), (83%)

“Do you have any other questions?”(#12)

Admission situation
(0), (0%)

Condition changed
Situation (I1/15),
(73%)

“Do you have any questions about the follow-up treatment on the
patient?”’(#21)

Condition changed
Situation (0), (0%)

End-of-life situation
(11/13), (84%)

“The patient can only be treated conservatively. Do you have any
other questions”.(#25)

End-of-life situation
(0), (0%)

e 39 nq
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Table 6 Stage 2 Negotiation

Coded Behaviors

From Physicians to Families

From Families to Physicians

(Cases Number),

(%)

lllustrative Quotes

(Cases Number),

(%)

lllustrative Quotes

I, Description of
nature of decision-

making

Admission situation
(2/12), (17%)

“Your husband’s diagnosis is pancreatitis, and we want to explain his

treatments”.(#5)

Admission situation
(0), (0%)

Condition changed
Situation
(6/15), (40%)

“The patient has difficulty breathing and oxygenation is very poor.
We plan to intubate him, but require your agreement”.(#16)

Condition changed
Situation (0), (0%)

End-of-life situation
(1'1/13), (87%)

“The current rescue of the patient makes little sense. He has brain
death. You have to make the final decision”.(#33)

End-of-life situation
(0), (0%)

2. Asking which
role in decision-
making would be

preferred

Admission situation
(0). (0%)

Admission situation
(0). (0%)

Condition changed
Situation (0), (0%)

Condition changed
Situation (0), (0%)

End-of-life situation
(5/13), (38%)

“Your mother has three children. Who gets to decide?”(#35)

End-of-life situation
(0), (0%)

I. Asking /provid-
ing values and
preferences
about decisions

Admission situation
(0), (0%)

Admission situation
(0), (0%)

Condition changed

Situation (3/15), (20%)

“The patient can’t make a decision. What does your family think
about this?”(#19)

Condition changed

Situation (2/15), (13%)

“We want to do our best to save our daughter. We will
not give up as long as there is still some hope”.(#22)
“We can’t accept to cut his airway. The Chinese pay
attention to the skin of the body, and the we can’t leave
a hole in the old man’s body”.(#39) (ethical dilemmas)

End-of-life situation
(1/13), (8%)

“What are your family’s thoughts on whether to give up treatment
or not?”(#36)

End-of-life situation
(3/13), (23%)

“My mother is very old and we don’t want her to
suffer”(#37) (ethical dilemmas)

e 32 nq
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4. Expressing
objections to the

other’s preferences

Admission situation
(0), (0%)

Admission situation
(0). (0%)

Condition changed
Situation (0), (0%)

Condition changed
Situation (0), (0%)

End-of-life situation
(1/13), (8%)

“It is no longer meaningful for the patient to continue the current
treatments. We hope that the family can consider the issue from
the patient perspective and not increase his pain”.(#29)

End-of-life situation
(2/13), (15%)

“My husband is not responding well to the current
treatments. His infection is getting worse.”(#36)
“The old man didn’t want to be intubated, and we
couldn’t do it”.(#29)(contradiction)

5. Inviting to share
emotions
/expressing

emotions

Admission situation
(0), (0%)

Admission situation
(0), (0%)

Condition changed
Situation (3/15), (20%)

“I know this is hard to accept”.(#24)

Condition changed
Situation (4/15), (27%)

“We’re confused. There doesn’t seem to be a fool proof
way. We don’t want to risk it.”(#27) (regret)

“We must find a balance between saving lives and the
high cost of treatment.”(#29)

End-of-life situation
(9/13), (70%)

“We understand your fear of losing your loved one”.(#39)

End-of-life situation
(1'1/13), (85%)

“How the hell are we gonna save my mom when we've
tried everything”.(#35) (confusion)

e 39 nq
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Stage 2: Negotiation

In the negotiation stage, many steps were missing (Table 6). At first, some physicians did not explicitly state that now
was the time to make a decision, especially in admission situations (Table 6, #5). In line with this, physicians rarely
seemed to ask about the family’s role in decision-making. Only in end-of-life decision situations did one physician ask
about the family’s role in the decision-making (Table 6, #35). He explained the decision conversation and asked which
role the family would play. Patient values and preferences are discussed to different degrees in different decision-making
situations. In admission situations and condition-changed situations, physicians and families often ignored the patient
values and preferences. In end-of-life decision-making situations, nearly a quarter of decisions were closely related to the
patient values and preferences (Table 6, #36 and #37). Physicians often gave different treatment options and advised the
family on these options, but the family still needed to make a final decision (Table 6, #29). Of course, end-of-life
situations often involved contradictory and conflict-ridden decisions. Physicians and families did not always agree with
each other (Table 6, #27 and #35). Some families wanted to continue the patient’s life, which was often determined
meaningless by physicians (Table 6, #35). In addition, the emotions of family members were expressed to different
degrees in different decisions. In admission situations, the focus of both sides was not on the emotion. In a condition-
change situation, some family members were worried about the changes in the patient’s condition and also felt
challenged in making a decision (Table 6, #29).

Stage 3: Reaching a Decision

Table 7 gives an overview of decision-making process in this stage. At first, physicians invited the families to make
decisions, including decisions that might be affected by personal values, goals, and preferences, as well as limiting or
withdrawing life-prolonging interventions (Table 7, #12, #16, and #33). These two types of decisions mainly focused on
the latter two decision situations. In addition, most physicians sought the families’ consent in the SDM process.
Physicians usually believed that the family was the final decision maker, since some treatments involved financial
costs and might bring additional burdens to families (Table 7, #6 and #28). Some families also worried about the patient’s
treatment effects and might have questions about the current treatment plan (Table 7, #39). In five cases, mainly end-of-
life decisions, physicians and families could not reach an agreement (Table 7, #38 and #39). Families often required more
time to make the final decision, which was agreed by the physicians. Obviously, withdrawing life-sustaining treatment
brought ethical and moral problems to the families.

Extent of Shared Decision-Making

An overview of the extent of SDM is shown in Table 8. In all stages of the SDM process, there was some sharing of
information between physicians and families. However, the extents of sharing were different in different decision
situations. Families were most involved in the SDM in end-of-life situations but often expressed difficulties.

Discussion
The Method and Content are in Different Situations

In this study, we attempted to understand the extent to which family members of critically ill patients participated in
SDM throughout the course of illness. We found that the method and content of the patients’ families’ participation in
SDM varied according to different situations. In admission situations, due to the sudden notice of ICU admission, the
family members were often in a state of pain, shock, and confusion, making it difficult for them to take responsibility for
major decisions.”” Most family members actively requested or preferred physicians to make decisions. Physicians made
decisions and took the lead in the decision. The decision content of this stage was mostly about value-neutral decisions
that followed routine standard practice, such as vital sign monitoring, laboratory tests and medication administrations.
The dialog focused primarily on the exchange of information. Obviously, it is also unethical to let families decide on the
type and dosage of fluid supply to patients.?

On the basis of information sharing, physicians informed the families of the patient’s treatment plan and prognosis. In
the condition-change situations, family members had been adapted to the ICU environment and medical procedures and
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Table 7 Stage 3: Reaching a Decision

Coded Behaviors

From Physicians to Families

From Families to Physicians

(Cases Number),

(%)

lllustrative Quotes

(Cases Number),
(%)

lllustrative Quotes

I. Asking whether
and which deci-

sion should be

Admission situation
(1/12), (8%)

“Patients with many underlying diseases may face a lot of

complications. Your family should be prepared for these”.(#12)

Admission situation
(0), (0%)

Condition changed

“We have not found the cause of the patient’s condition change. We

Condition changed

decision being
reached

(11/12), (92%)

oxygenation”.(#7)

(10/12), (83%)

made
Situation plan for a CT examination this afternoon. The family members need | Situation (0), (0%)
(8/15), (53%) to cooperate with us”.(#16)
End-of-life situation “Your father’s condition is critical. His temperature is rising but the | End-of-life situation -
(13/13), (100%) source of the infection has not been found. The family(#2) should be | (0), (0%)
prepared for a bad outcome”.(#33)
I. Informing about | Admission situation “The patient is currently on a non-invasive ventilator to improve his | Admission situation “I sent my husband to the ICU because | want the

best for him”.(#4)

Condition changed
Situation (10/15),
(67%)

“We need to start him on prone ventilation”.(#25)

Condition changed
Situation (8/15), (53%)

“We will cooperate with the doctor for CT
examination to rule out the risk of DVT”.(#22)

End-of-life situation
(5/13), (46%)

“You need to agree on whether or not to resuscitate him”.(#35)

End-of-life situation
(8/13), (62%)

“Withdrawing life support is a difficult decision for
us”.(#34)

I. Asking for agree-
ment

regarding pro-

Admission situation
(4/12), (33%)

“Do you agree that the current treatment focused on fighting

infection and improving lung function”.(#6)

Admission situation
(0), (0%)

Condition changed

“We’re going to put a deep vascular catheter in him, which is an

Condition changed

osed
Zec's' N Situation (5/15), (33%) | invasive procedure. Is that okay with you?”(#28) Situation (0), (0%)
isio
End-of-life situation “Your mother has multiple organ failure. We consider terminating End-of-life situation -
(12/13), (92%) pointless resuscitations”.(#32) (0), (0%)
I. Expressing Admission situation “We can wait until he’s stable, then go for surgery”.(#4) Admission situation “We agree with your decision”.(#5)
agreement (3/12), (25%) (4/12), (33%)

Condition changed
Situation (0), (0%)

Condition changed
Situation (6/15), (40%)

“We agree with hemodialysis. There’s no better
way”.(#26)

End-of-life situation
(2/13), (15%)

“We respect the patient’s wishes and want to reduce his suffering”.
(#29)

End-of-life situation
(2/13), (15%)

“We have no choice but to give up treatment”.(#32)

(Continued)
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Table 7 (Continued).

Coded Behaviors

From Physicians to Families

From Families to Physicians

(Cases Number),

(%)

lllustrative Quotes

(Cases Number),
(%)

lllustrative Quotes

|. Expressing
dissent

Admission situation
(0), (0%)

Admission situation
(0), (0%)

Condition changed
Situation (0), (0%)

Condition changed
Situation (1/15), (7%)

“My family doesn’t agree on the bronchoscope for
sputum aspiration, since it would add a lot of pain to
her”.(#39) (ethical dilemmas)

End-of-life situation
(0), (0%)

End-of-life situation
(4/13), (31%)

“My mother has always been in good health and it is
hard for us to accept this situation”.(#38) (regret)
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Table 8 Extent of Shared Decision-Making (Adapted From Charles et al 1999 and White et al 2007)

Process of Decision- Characteristics of a Shared Process Extent of Sharing Identified (+
Making Rarely; ++ Sometimes; +++ Very
Often; ++++ Always)
Stage | Providing and I. Exchanging information: Admission Condition End-of-life
receiving information I.1. Physician informs parents about actual situation, prognosis, situation changed situation
treatment options, and their risks and benefits. Situation
1.2. Families inform physicians about their findings and considerations.
+H++ ++++ ++++
2. Helping family understand
2.2. By inviting to ask questions. +++ ++++ ++++
2.3. By checking understanding
+ ++ ++++
+ ++ ++
Stage Il Deliberating 3. Discussing which role families prefer to have in decision-making. + + +
4. Discussing treatment preferences
+++ +++ ++++
4.1. Physician expresses preference.
4.2. Families express preference. ++ ++ +++
4.3. Exchanging underlying values and deliberations.
+ ++ ++
Stage Il Reaching a 5. Making the final decision together. ++ ++ ++
decision 6. Reaching agreement (eventually) about the most appropriate decision.
++++ ++++ +++

Notes: Extent of sharing: rarely < 10%, sometimes 10-50%, very often 51-90%, and always > 90%.

could maintain a “calm and optimistic” attitude towards the patient’s condition and prognosis, which was consistent with
a previous study report.”> When they faced complex decisions, they consulted physicians. The focus of the dialog mainly
included all goals of care and preference-sensitive decisions, such as the decision for tracheotomy in patients who could
not be weaned from mechanical ventilation.

In end-of-life situations, family members might have felt overwhelmed, anxious, denied, or defensive as well as
remembering their past unpleasant decision-making experiences.”* All of these emotions can lead to decision-making
difficulties. Some family members found it difficult to accept the patient’s current treatment results, fell into a state of
self-blame and often felt conflicted and entangled with their own decisions. The focus of the dialog mainly included
withholding or withdrawing life-sustaining treatment.

Families Participating in SDM Face Dilemmas

Consistent with previous research,”*** we found that it was difficult to take patients’ preferences and values into account in
any SDM process. Moreover, in terms of content, we found that these conservations often missed patients’ preferences and
values, especially on an acceptable level of functioning and quality of life. Without this information, physicians could not
make patient-centered recommendations, and families could not understand how treatments might reflect important patient
values. In the end-of-life decision, influenced by the traditional Chinese culture of filial piety, some family members tried
everything to save the lives of patients to avoid possible blame later on. It was difficult to give up treatment voluntarily. They
often experience complex psychological activities and heavy mental burdens, leading to difficulties in SDM.?

From the physician’s perspective, families were the main decision-makers. “Family requirements” and “ineffective
treatment” were the only reasons to give up the treatment. However, a previous study reported a low consistency of
decision-making between patients and family members,?’ suggesting that most family members were not aware of the
patient’s preferences. Therefore, regardless of the different decision-making situations, patients’ values and preferences
were often missed during SDM. It was difficult for physicians and family members to make decisions that best aligned

with the patient’s “best interests”.
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In our study, although most families expressed agreement with physicians, they often experienced decision-making
dilemmas due to various internal psychological stresses and many external uncertainties. For instance, a previous study
involving 748 ICU patients found that 54% of family members had mild regret and 19% had moderate regret for their
previous decisions.?® Many uncertain factors, such as the patient’s condition, unclear information provided by physicians,
and patient prognosis, could lead family members to face a dilemma during the SDM process. Among these factors,
uncertainty about the patient’s prognosis was present throughout the entire SDM process. The emotions of family
members fluctuated as the patient’s condition changed. High uncertainty regarding patient prognosis places a great
challenge on patients’ families when participating in SDM. Our study also found that there was little active discussion to
assess patient preferences and values, although the conversations between physicians and family members seemed to
meet minimum standards of deliberation. Most families had a strong desire to be involved in the decision, especially
when there was disagreement, but physicians were more focused on providing detailed information and did not actively
invite the family to share the decision. Therefore, hospitals and ICU departments should provide more training and
education to physicians and other medical staff to better understand the family members and patient requirements.

The Interprofessional SDM Model Should Be Suggested

Since it was difficult for individual physicians to make accurate judgments on the patient’s condition and prognosis, as
well as provide treatment plans, we advise that decisions that can have a profound impact on patient outcomes, such as
strengthening or reducing life support therapy, should be made under the interprofessional SDM model (IP-SDM).*’ The
hospital administrators and relevant authorities should coordinate and facilitate the interprofessional collaborations. This
mode focuses on family meetings involving other ICU medical staff and medical providers from other departments, such
as pharmacists, dieticians, ethics experts, and psychiatrists. It is necessary to understand the decision-making process of
both physicians and families so as to help them better participate in SDM. Based on a comprehensive assessment and
agreement on the patient’s disease status and prognosis, an SDM was formed to best suit the patient’s interests.*® The
hospital should provide necessary training for medical staff to have better communication skills, listen to families, use
plain language during conversation, and provide emotional support by arranging interdisciplinary family meetings with
their families. The medical staff can also establish good relationships with family members to increase their trust and
empowerment.>' In this mode, both physicians and family members can play a positive role, thereby reducing families’

decision-making difficulties and regrets.

Strengths and Limitations

We described the SDM process and explored the extent to which SDM was implemented. Future research could use our
method to analyze audio recordings that cannot be easily obtained in a quantitative study. Compared with the quantitative
study method, qualitative audio analysis can preserve tone, inflection, and emotion of the family members, and provide
contextual understanding of their thoughts and motivations to reveal emergent themes that may not be anticipated by a
quantitative study. The study limitation included its single-center research on ICU patients. Further research is required to
validate our findings in other clinical settings, especially in countries other than China due to cultural differences. In
China and certain Asian countries, Confucian principle, which emphasizes respect, duty, and care for one’s parents and
elders, could push family members taking an active, or even leading, role in the SDM on behalf of the ill patients.
Physicians might also discuss the medical situations with family members, rather than the patients, first, especially with
grave prognosis. A practice rooted in Confucian values might also let the family members to ask physicians not to fully
disclose the poor prognosis to the patients, with the belief to protect the patients from psychological distress.® All of these
could place special challenge in SDM between physicians and families in China, which requires further studies. In
addition, we collected data on family meetings only during the daytime, thus missing data at night when a patient’s
condition may change and require unplanned decision-making. We applied the audio recordings, but not video record-

ings, during the conversations, which might limit the analysis of non-verbal communication.
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Conclusions

The conversations between physicians and families suggested that the SDM was low in the ICU in China. The levels of
SDM varied according to the context in which the decisions were made. The shared decision-making between physicians
and families might only represent the values and preferences from family members but not patients. Family members
often faced decision-making difficulties and regrets. The hospital administrators and departments should provide
necessary training and education for physicians and other ICU medical staff to improve their communications skills
and encourage family participation in the SDM depending on the decision-making context, while not missing the values
and preference from patients.
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