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Abstract

Objectives: Research indicates that the increasing population of over 25 million people in the 

US who have limited English proficiency (LEP) experience differences in decision making and 

subsequent care at end of life in the Intensive Care Unit(ICU) when compared to the general 

population. The objective of this study was to assess the perceptions of healthcare team members 

about the factors that influence discussions and decision-making about end-of-life for patients and 

family members with Limited English Proficiency in the ICU.

Design: Qualitative study using semi-structured interviews with ICU physicians, nurses, and 

interpreters.

Setting: Three ICUs at Mayo Clinic Rochester.

Subjects: 16 ICU physicians, 12 ICU nurses, and 12 interpreters.

Intervention: None

Measurements and Main Results: We conducted 40 semi-structured interviews. We 

identified six key differences in end-of-life decision making for patients with LEP compared to 

patients without LEP: 1) clinician communication is modified and less frequent, 2) clinician ability 

to assess patient and family understanding is impaired, 3) relationship building is impaired, 4) 

patient and family understanding of decision making concepts (e.g. palliative care) is impaired, 5) 

treatment limitations are often perceived to be unacceptable due to faith-based and cultural beliefs, 

and 6) patient and family decision making styles are different. Facilitators of high quality decision 
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making in patients with LEP included: 1) pre-meeting between clinician and interpreter, 2) 

interpretation that communicates empathy and caring, 3) bidirectional communication of cultural 

perspectives, 4) interpretation that improves messaging including appropriate word choice, and 5) 

clinician cultural humility.

Conclusions: End-of-life decision making is significantly different for ICU patients with LEP. 

Participants identified several barriers and facilitators to high quality end-of-life decision making 

for ICU patients and families with LEP. Awareness of these factors can facilitate interventions to 

improve high quality, compassionate, and culturally sensitive decision making for patients and 

families with LEP.
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Introduction:

More than 25 million people in the United States have limited English proficiency (LEP)and 

this number continues to increase(1). Those who have LEP have difficulties speaking and 

understanding English (1, 2). A large body of research has demonstrated the adverse health 

effects associated with having a language barrier (3–15). In the outpatient setting at the end-

of-life, patients with LEP are at risk of poor symptom control, poor understanding of their 

diagnosis and prognosis, and poor quality discussions about goals of care (16–18).

In the ICU, patients with LEP have been shown to have lower likelihood of do-not-

resuscitate orders, lower rates of advance directive completion, and lower rates of comfort 

measure order use prior to imminent death (19). Decisions to limit life support also took 

longer for patients who had LEP when compared to the general population (19). Immigrants 

are also more likely to receive aggressive care in the ICU and to die in the ICU(20).

It is unclear whether these observed differences represent authentic preferences for increased 

intensity of life sustaining treatment or whether they represent suboptimal decision making 

secondary to poor bidirectional communication and potential disparities (21). Prior studies 

suggested that family members of patients with LEP in the ICU may be given less 

information about their loved one and also provided less emotional support during family 

conferences—suggesting that suboptimal communication may be an important consideration 

(22). In addition, it is challenging to parse out the specific influences of language versus 

culture on end-of-life decision making, at end of life. Indeed in Australia these minorities 

are described as a group using the term CALD-culturally and linguistically diverse, 

suggesting the concepts of language and culture are inevitably intertwined(23).

There is a knowledge gap in our understanding of the factors that influence end-of-life 

decision making in the ICU for patients who have LEP. Exploring these factors is a key step 

to developing interventions to improve the delivery of high quality end-of-life decision 

making for this growing patient population. The objective of this study was to identify and 
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understand the barriers and facilitators that influence decision making about end-of-life care 

for patients with LEP in the ICU.

Methods:

We conducted a qualitative study using semi-structured interviews of ICU physicians, 

nurses, and interpreters. The Mayo Clinic Institutional Review Board approved the protocol. 

Informed consent was obtained from participants.

Participants

Inclusion criteria were >18 years old, working in the general medical or surgical ICUs at 

Mayo Clinic Rochester, and self-reported experience caring for patients with LEP. 

Participants were recruited via email invitation using distribution lists (113 physicians, 195 

nurses, and 65 interpreters were contacted via email). We initially enrolled 10 interpreters, 

10 physicians, and 10 nurses. We enrolled additional participants until data saturation was 

achieved. We experienced no difficulties with recruitment and cancelled several planned 

future interviews once data saturation was achieved.

Data Collection and Analysis

An interview guide asking a series of open-ended questions (Supplemental 2) was developed 

by a multidisciplinary team (AKB, CAN, CJ, and MEW) based on literature review, expert 

opinion, and clinical experience. We (CAN, AKB, CJ) conducted one on one in-person 

semi-structured interviews lasting approximately 30 minutes each between November 2017 

and April 2018. Interviews were audio-recorded, transcribed verbatim, and transcripts were 

subsequently anonymized.

Principles of grounded theory were used to analyze the transcripts with open, axial, and 

selective coding using the software NVivo Version 11 (QSR Intl Inc; Burlington, MA). 

Thirty percent of transcripts were coded to consensus by 2 coders (AKB, CAN). All 

successive transcripts were coded in duplicate independently (AKB, CAN, NRE) and coders 

met to reach consensus on each interview. The ongoing process of coding led to refinement 

of the codebook and the addition of some new codes and sub-codes as well as clearer 

definitions of existing codes. Following completion and of coding and consensus the 

investigators met to develop overarching themes and select representative statements.

Results:

We conducted 40 interviews. Participants’ baseline characteristics are provided in Table 1. 

We identified 6 key barriers to and 5 key facilitators of high quality end-of-life decision 

making for patients with LEP (Table 2, Table 3, and Supplemental Table 1). Figure 1 

provides a conceptual framework outlining the factors that influence decision making and 

lead to differences.

Barriers to end-of-life decision making for ICU patients with LEP compared to those with 
no LEP

Table 2 and supplemental table 1 describe the key barriers.
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Clinician communication is modified and less frequent—This includes 

communication about routine updates. Furthermore, conversations about decision making 

also occur less frequently—often due to the delayed arrival or early departure of an 

interpreter. Interpreters perceive that stress and tension can occur among patients and 

families with limited English proficiency if they are waiting for an interpreter or clinician. 

Debriefing after significant conversations is hampered and this can reduce iterative decision 

making that might otherwise occur. In addition, physicians may avoid conversations with 

patients who have LEP because conversations with interpreters may be time consuming. 

Some physicians also believe they lack the skills to have adequate discussions or fear 

offending patients with unfamiliar languages and cultures. Physicians may also have 

unconscious biases and divert attention to the needs of other patients who are more 

straightforward. Also, interpreters, nurses, and physicians perceive that infrequent 

communication leads to patient and family mistrust, distress, inadvertent misconceptions. In 

addition, a focus on language accuracy reduces likelihood that empathy is relayed 

effectively. Finally, with LEP, clinicians listen less and have less direct communication with 

patient. Clinicians are often more inclined to speak with family members who speak English 

rather than communicating directly with the patients themselves. Several interpreters noted 

this phenomenon.

Clinician ability to assess patient and family understanding is impaired—
Clinicians may find it difficult to assess patient and family understanding about the 

seriousness of a diagnosis, prognosis, or treatment. Without understanding the spoken 

language of the patient and family, the healthcare team may also find it hard to evaluate 

health literacy. Clinicians are also challenged in their assessment of patient and family 

preferences based on culture or faith as well as limited in their ability to evaluate in passing 

situational family dynamics that are often important for decision making about end-of-life 

care.

Relationship building is impaired—The need for third party (interpreter) involvement 

affects usual patient/clinician therapeutic relationship. The focus on linguistic accuracy 

inhibits the development of the patient/clinician relationship. Sensitive topics are sometimes 

unintentionally and inappropriately revealed due to the clinician’s belief that since the 

interpreter is present as much information must be gathered as possible during the 

conversation.

Patient and family understanding of /familiarity with decision making 
concepts (e.g. palliative care) is impaired—Patients and families often struggle with 

general understanding as well as concepts that those who speak English are familiar with 

including palliative care, and code status decision making.

Treatment limitations are perceived to be unacceptable due to faith-based and 
cultural beliefs—Those with LEP were more likely to pursue aggressive life support 

interventions by accepting all offers of life support, resisting efforts to discontinue life 

support, and prolonging life support despite a lack of effectiveness. Many interviewees 
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reported that patient and family cultural and religious beliefs prevented patients and families 

from making decision to limit or withdraw life support.

Patient and family decision making styles are different—Patients and families also 

often struggle with the notion of making their own decisions rather than the clinicians 

deciding for them. Request for non-disclosure of the diagnosis and prognosis to the patient 

was a frequent experience of all members of the healthcare team. Due to family centered 

decision making styles clinicians may need to interact with several family members 

simultaneously and that can be challenging.

Facilitators of high quality end-of-life decision making in the ICU for patients with LEP

Table 3 describes the key facilitators.

There are several measures that can be taken on an individual level by clinicians and 

interpreters to improve the quality of decision making for patients with LEP. In-person 

interpreters were considered the gold standard for end-of-life and goals of care discussions. 

As well as facilitating clear bidirectional communication, the extent to which interpreters 

incorporate empathy and cultural perspectives into their interactions with patients/families 

and clinicians can influence discussions and decision making. An interpreter noted: “For my 

role, I have to make sure that sides, provider, and the patient understand each other.” 

Another explained: “We’re part of the care team. We’re here to facilitate you both, to gain 

that trust.” Conducting a pre-meeting between the clinician and interpreter (to define 

purpose of the meeting and share background information) was considered a useful strategy 

to help improve quality and understanding of conversations. Furthermore, interpreters can 

help with messaging and word use to improve conversations. It is helpful for clinicians ask 

about and to recognize and accept cultural and faith-based differences in preferred care and 

preferred decision making approaches. While sometimes difficult, maintaining cultural 

humility is important. A physician elucidated: “there are very large differences between how 

different groups approach end-of-life care, like any complex medical decision making. 

Without recognizing these differences or responding to that in a meaningful way …one loses 

the opportunity for establishing a relationship, which is, again, the pathway or the portal to 

effective care for that patient”.

Discussion:

A number of studies have identified key differences in end-of-life care for ICU patients who 

have LEP (19, 20). The purpose of this study was to explore the perspectives of ICU 

physicians, bedside nurses, and interpreters to better understand this phenomenon and 

whether the differences noted represent disparities in communication or reflect belief 

systems that drive differences in preferred end of life care including increased interventions.

We have identified several key reasons for differences in end-of-life decision making in the 

ICU for patients who have limited English proficiency. Several of our findings have not been 

previously reported. Former work measuring the duration of time participants spoke during 

family conferences reported that LEP families with loved ones in the ICU received less 

information (22). Our findings go further and our qualitative data shows that LEP had an 
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impact on frequency of routine clinical updates as well as iterative decision making over 

several conversations. These recurrent conversations with clinicians usually serve to inform 

decision making at end of life and highlight the distinct disadvantage that patients with LEP 

have in relation to important discussions beyond the use of an interpreter -facilitated 

decision making at scheduled intervals. Reduced conversation frequency may also lead to 

prolonged medical treatment (19, 20).

Due to perceived complexity and /or time constraints, some clinicians may avoid 

conversations or modify the frequency of conversations with patients who require language 

interpreters. While bias towards racial and ethnic minorities has been widely documented, 

the finding that clinicians consciously or unconsciously might avoid interactions with those 

who have LEP is also new and concerning (24).

Relationship building that may be taken for granted when communication is easy and the 

clinician and patient share certain assumptions, and an implicit understanding of various 

aspects of the healthcare system, is impaired for many patients with LEP. Studies have 

shown that when provider and patients are language-concordant or racially and culturally 

concordant outcomes improve and care is perceived to be better (7, 15, 25, 26).

When caring for patients with LEP, clinicians have a substantial disadvantage when reliably 

estimating health literacy, understanding, preferences for end-of-life care, and whether 

decision making is informed. The finding that patients and families have impaired 

understanding has face validity and a “glazed over look” may provide a clue that the patient 

or family member lacks confidence in the situational context of the ICU and decision 

making or is specifically uncomfortable with the interaction secondary to poor 

understanding. Accurate language interpretation alone cannot completely mitigate such 

comprehension difficulties. Impaired understanding extends to conceptual elements of the 

healthcare system as well understanding of illness, illness severity, and treatment options.

Facilitators that helped to improve end-of-life discussions and decision making included, 

having a pre-meeting between the clinician and the interpreter. These encounters allowed 

interpreters to understand the medical concerns and purpose of the conversation, gave the 

interpreters the opportunity to give cultural context about the patient and family to the 

clinicians and provide advice about word use and messaging. Interpretation that imbued 

empathy and respect helped clinicians convey compassion. Interpretation that checked and 

confirmed understanding was also an important facilitator. While pre-meetings with 

interpreters have been known and reported to be a useful approach to improve the quality of 

conversations, our specific findings about empathy are new (27, 28). Furthermore it is likely 

that pre-meetings will reduce the likelihood that alterations during interpretation will occur, 

an added benefit (29). Previous work by Hsieh and others has also endorsed a non-utilitarian 

approach when using interpreters and outlined the benefits of working collaboratively with 

them to deliver better and more empathic care not just to use them simply as linguistic 

instruments (30–33).

Clinician cultural competence has been widely endorsed in the last 2 decades. However, it 

may be better to focus on clinician humility and sensitivity as an essential quality to 
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demonstrate caring and respect for patients from diverse backgrounds (34). This concept was 

supported in our study. It is important for clinicians to recognize that they do not require an 

encyclopedic range of knowledge about faith, spiritual and cultural differences but should be 

more focused on asking, responding to, and accepting differences within these realms (34). 

This also reduces the risk of stereotyping from generalizations (35).

Rather than reflecting a purely linguistic disadvantage, some of the factors we noted in our 

study may reflect confounding variables including cultural, spiritual, ethnic, and racial 

diversity that often occur in conjunction with patients who have LEP (23, 36, 37). Findings 

that signified cultural and spiritual factors(rather than linguistic capabilities) included 

differences in patient and family preferences, perceptions about treatment limitations, 

decision making styles, and the central involvement of family in decision making that might 

seek non-disclosure of diagnosis and prognosis to the patient (23, 38–42). Conceptual 

differences among diverse groups have been reported previously (43) (44) but few studies 

have been done to mitigate the linguistic, health literacy and cultural factors that drive these 

differences. (45–47).Some patients with LEP are more familiar with the US medical culture 

making some of the challenges we have noted less likely and the linguistic issues more 

prominent. First generation immigrants who are more likely to have LEP, rarely discuss end-

of-life care although second generation immigrants are more likely to discuss and accept 

end-of-life care; this likely reflects acculturation and language acquisition (48).

This study has some limitations. First, this study was conducted at a single tertiary care 

medical center in the United States Midwest. Our findings may have limited generalizability 

to other populations and settings. The languages spoken by patients in our ICUs include: 

Arabic (26%), Spanish (26%), Somali (9%), Cambodian (4%), Vietnamese (3%), Lao (3%), 

Hmong (2%), Russian (2%), and other (25%)(19) Second, while we captured physician, 

nurse, and interpreter perceptions, we did not capture patient and family perceptions. This 

remains an important subject for future research. Third, there may be selection bias as a 

result of recruiting participants via email distributions lists. It is possible that those with 

strong opinions and an interest in this topic self-selected for this study. The data is the 

insights of a small number of interpreters, physicians, and bedside nurses but since data 

saturation was reached we believe these findings are robust. Moreover the phrase “Limited 

English Proficiency” (LEP) despite being the commonly used definition in the literature 

incorporates a wide spectrum of linguistic abilities (26, 49, 50).

Strengths of this study include the fact the data was triangulated by seeking the perspectives 

of three different member groups from the healthcare team. While previous studies have 

sought the perceptions of nurses, interpreters, and physicians, this is the first that has 

incorporated all of these distinct groups into one qualitative study(51, 52). All of the 

interviews were coded independently and in duplicate and consensus reached on each 

transcript where differences in coding occurred.

Conclusions:

In the ICU, end-of-life decision making for patients with LEP is significantly different than 

for English speaking patients. The identified barriers and facilitators to high quality end-of-
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life decision making are important to consider when developing interventions to improve 

end-of-life decision making for ICU patients and families with LEP. It is paramount that 

clinicians understand the potential issues that can make conversations with patients who 

have LEP challenging and strive to deliver compassionate and culturally sensitive care.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Figure 1. 
Framework of barriers to end-of-life decision making (DM) and care for patients with 

limited English proficiency.
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Table 1.

Baseline Characteristics of Participants

Interpreters
n=12

Nurses
n=12

Physicians
n=16

Female sex, n (%) 10 (83) 11(92) 5(31)

Age, years, range 30-65 20-35 30-65

Born in the United States, n (%) 1(8) 12(100) 9(56)

Languages Interpreted, n (%) NA NA

    Spanish 5(42) NA NA

    Somali 1(8) NA NA

    Arabic 3(25) NA NA

    Mandarin Chinese 1(8) NA NA

    Lao 1(8) NA NA

    Hmong 1(8) NA NA

Years of ICU experience, range 2-20 1-11 4-30
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Table 2:

Barriers to end of life decision making for ICU patients and families with LEP

Barrier Quote

1) Clinician communication is modified and less frequent

-Routine clinical updates are less 
frequent

One physician noted: “It can be awkward and sometimes sadly unfortunate that if [the patient were] 
English speaking you’d just stop at the door, and you say, ‘Hi. How are you? We missed you this 
morning. Everything is stable. We talked to your family. We’re gonna be back on afternoon rounds 
in a little while.’ and you just move on. Whereas, you can’t say that if they don’t speak English at 
all. It’s hard to just give them that update.”

-Decision making conversations are less 
frequent

One nurse commented: “[After the family meeting], all those people leave and oftentimes we’re in 
the room and [the patient and family] have additional questions when an interpreter isn’t there. 
That’s where a lot of the important discussions really happen—so you lose that piece.”

-Clinicians avoid difficult and time 
consuming conversations

One physician said: “I do think there is more of a tendency to not engage when we might otherwise 
if they spoke English.”

-Infrequent communication leads to 
patient and family mistrust, distress, 
inadvertent misconceptions

An interpreter commented: “[Waiting for an interpreter] takes time and sometimes the patient is 
waiting. It causes stress and tension [for the patients].”

-Focus on language accuracy reduces 
likelihood that empathy is relayed 
effectively

A physician said: “Even if you want to try to connect, the interpreter may not have the same 
inflection of empathy or concern that you’re trying to convey.”

-Clinicians listen less and have Less 
direct communication with patient

An interpreter said “It’s easier [for physicians] to talk to the son who speaks English … I think it’s 
just easier to talk to the other part of the family than talking to the patient.”

2)Clinician ability to assess patient and family understanding is impaired

- Patient and family understanding of 
illness, treatment options, prognosis

A physician noted: “It’s harder to assess [the patient’s health literacy] because I can’t necessarily 
analyze the sophistication of their language.”
A physician stated: “Sometimes I feel that the patient will just get a glazed-over look . . They may 
or may not be understanding, but they just keep saying, ‘Yes.’”

-Patient and family preferences and 
culture or faith

A physician explained: “How much of this [disagreement] is me misinterpreting or not 
understanding [the family’s] perspective … just not being a worldview or culture that I know 
anything about.”

-Patient and family situational dynamics A nurse commented: “I did have a patient [who did not speak English] … and the patient started to 
get kind of upset, and … I didn’t know what to do … I could see that there was some sort of 
conflict there and I didn’t know what they were talking about.”

3) Relationship building is impaired

-Focus on language accuracy can impair 
usual patient/clinician therapeutic 
relationship

A physician stated: “You’re emphasizing precision of language rather than forming a connection 
and having a human interaction.”

-Need for third party (interpreter) affects 
usual patient/clinician therapeutic 
relationship
-Discussion of sensitive topics more 
likely to be inappropriate and ill timed

A nurse noted: “[When using an interpreter], all that information passes through somebody else 
who is a stranger to you. That may circumvent the nurse/patient relationship you may develop with 
somebody.”
An interpreter recalled” “Many times doctors and nurses don’t take into consideration when they’re 
asking questions about sexual preference, or … drug use, STDs or other kind of maybe legal 
problems that can come up when they’re asking questions. They ask those questions with the 
family in the room … I feel uncomfortable sometimes . . A gay person that family members didn’t 
know he was gay was in the ICU, and the partner was there. [The family] learned that that was a 
partner, not the roommate right there … that was difficult.”

4) Patient/ Family understanding/ of 
decision making concepts (e.g. 
palliative care) is impaired

An interpreter noted: “Do not resuscitate or resuscitate … [Patients and families] have no idea what 
the concept is. It’s a different concept [for them]. They’re always gonna say, do whatever you can.”

5) Treatment limitations are perceived 
to be unacceptable due to faith-based 
and cultural beliefs

A nurse stated: “I think a lot of times they [patient/family] can’t withdraw cares because that seems 
like they’re… actively taking (a) life.”
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Barrier Quote

6) Patient and family decision making styles are different

-Families are not used to making 
decisions to limit life support

An interpreter stated: “[In my home country, the families always say to the doctor] ‘Whatever you 
think is the best, and it’s your decision…You know what you’re doing. Don’t ask me.’ It’s because, 
in our countries, we don’t have to … .make those decisions.”

-Many families prefer nondisclosure

A physician explained “There may be quite profound cultural differences that coincide with people 
of limited English proficiencies. Ideas around the illness and treatment and the role of who makes 
decisions and who information should be shared with.”

-More family members are involved in 
decision making

An interpreter said: “For Hispanic families, there are several family members. It’s just not 
immediate family. It’s just the cousins and the uncles and everybody’s there, and everybody—
everybody’s opinions count.”
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