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Abstract

Purpose: Prior researchers studying end-of-life decision making (EOLDM) in intensive care units
(ICUs) often have collected data retrospectively and aggregated data across units. There has been
little research, however, about how cultures differ among ICUs. This research was designed to study
limitation of treatment decision making in real time, to evaluate similarities and differences in the
cultural contexts of four ICUs and the relationship of those contexts to EOLDM.

Materials and Methods: Ethnographic field work took place in four adult ICUs in a tertiary care
hospital. Participants were health care providers (e.g., physicians, nurses, and social workers),
patients and their family members. Participant observation and interviews took place 5 days/week
for 7 months in each unit.

Results: The ICUs were not monolithic. There were similarities, but important differences in
EOLDM were identified in formal and informal rules, meaning and uses of technology, physician
roles and relationships, processes such as unit rounds, and timing of initiation of EOLDM.

Conclusions: As interventions to improve EOLDM are developed, it will be important to
understand how they may interact with unit cultures. Attempting to develop one intervention to be
used in all ICUs is unlikely to be successful.
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Introduction

Researchers studying end-of-life decision making (EOLDM) and limitation of life supporting
technologies in intensive care units (ICUs) have found difficulties with both care and the
decision making process. Problems identified include perceptions of overuse of technology
(1); treatment of dying patients not congruent with preferences (2); failures in communication
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and pain control (3,4); lack of family access, lack of sensitivity to the family (4,5); wide
variation in how life support is used (6); and a high burden of patient symptoms (7).

Most studies have been retrospective, either provider or family focused rather than including
both, based in a single ICU, or comprised of data aggregated across multiple ICUs. Until very
recently, researchers have focused on individual provider-patient/family interactions, ignoring
the unit level context for these interactions and how that context may differ across ICUs. The
limitations of this work have been identified as the need to address the health care context, not
just individual behavior (8), the need for more family perspective (9), and a lack of focus on
the culture of the organization (10,11). We chose to focus on the cultures of ICUs, the
organization in which they resided, and the broader social context in order to identify additional
insights and approaches to addressing already identified difficulties in EOLDM in these
settings.

Culture is shared knowledge and customary actions, constituted by social systems, manifest
in the the rules, roles, relationships, and actions of persons (12-17). Persons in an institutional
setting, such as an ICU, fill roles, exercise rights and privileges, and are expected to conform
with established rules for action (18,19) The rules may be explicit and written, assumed, taken
for granted, or not acknowledged. Decision making is affected by the culture in which it takes
place.

Three recent ethnographic studies about the culture of end of life in adult ICUs were identified
(20-27). One researcher studied only British ICUs (25-27). Another studied dying patients in
US acute care hospitals and incidentally included ICUs (23,24). Neither researcher focused on
comparisons of cultures across ICUs. The third study (20-22) was undertaken to assess EOL
issues in surgical ICUs and involved comparisons of two units from different parts of the United
States and one in New Zealand. These ethnographies were not designed to explore variation

among types of ICUs within one institution.

People in many different roles may be involved in making decisions about limitation of
treatments in ICUs. Health care providers may include physicians (43-48; attendings,
intensivists, residents, consultants), nurses (49-51; staff, managers, practitioners), social
workers, chaplains, and others, who interact with each other (41,43,44-62). Patients (63-69)
may or may not be able to participate in decision making. Families (70-83) may be large or
small, related by blood or legal ties (e.g., marriage) or neither (e.g., significant others, close
friends). Obviously persons in these multiple roles have been studied in some depth, but few
researchers have attempted to study all participants interacting within a unit context. Persons
in these roles bring different expectations, and, for providers, these expectations vary by
discipline and specialty.

This research was designed to study EOLDM in four U.S. adult medical and surgical ICUs
within one hospital by systematically examining their cultures, evaluating similarities and
differences and the relationship of those cultures to EOLDM. We studied instances of both
problematic and non-problematic decision making to identify barriers and facilitators.
Problematic EOLDM involves conflicts among family members, among providers, and/or
between providers and family members. Conflicts are not uncommon. There are many recent
studies of conflict or its management in dying patients, several focused on EOLDM (28-42).

Our purpose was to clarify unit cultures surrounding EOLDM in each of the four units studied.
Understanding differences in ICU cultures and expectations of different participants about
EOLDM could contribute to the design of interventions mutually acceptable to patients,
families, and health care providers, to improve the quality and outcomes of decision making.

J Crit Care. Author manuscript; available in PMC 2008 June 1.
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Design and Methods

Setting

Participants

Instruments

Procedure

This was a prospective ethnographic study of four adult ICUs. A 6-member research team used
participant observation, fieldnotes, and semi-structured interviews of providers, patients, and
families to describe the EOLDM cultures of each unit and to provide an understanding of
differing expectations. Team members were faculty and doctoral students in a school of
nursing. They represented the disciplines of sociology, anthropology, and nursing. Their
clinical backgrounds included medical and surgical critical care, inpatient and ambulatory
psychiatric, cardiac, emergency, and gerontologic nursing. An ethnographic design allowed us
to interview participants and observe actions surrounding events and processes related to
individual cases of EOLDM from multiple perspectives as they occurred in real time. While
some numbers are provided, we did not routinely track numbers of occurrences of different
types of events.

The setting was a 740-bed academic health center in the mid-Atlantic United States. Units
studied were a 17 bed medical ICU (MICU), a 20 bed surgical ICU (SICU), a 15 bed burn and
traum a ICU (BTICU), and a 14 bed cardiovascular ICU (CVICU). Data were collected from
2001 to 2004.

Participants included health care providers, patients, and family members (see Table 1). When
possible we interviewed providers and patients or family members involved in the same
situations. The university Research Subjects Review Board approved the study. All interviewed
family members signed informed consents; interviewed health care providers were informed
of their rights in a written information sheet. Family and providers were interviewed for eight
EOLDM cases on two units and nine cases each on the other two. Of the 34 cases, 19 died in
the ICU, 6 died in the hospital, 6 were discharged from the hospital (2 to hospice, 2 to nursing
homes, 1 to a rehabilitation facility, 1 to home), and 3 were transferred to another floor and
lost to follow-up.

Tape-recorded semi-structured interviews lasting 15 to 60 minutes were conducted. An
interview guide was based on key issues of importance to the study (e.g., perceptions about
decision making, barriers and facilitators) derived from ongoing analysis, fieldwork, and the
literature (1,4,62,82-83). Most interviews and family meetings were audiotaped and
transcribed. Transcripts of interviews, family meetings, and field notes were reviewed for
accuracy and entered into the ATLAS.ti program.

Data were collected for approximately 5 hours a day, 5-7 days a week for 7 months on each
unit sequentially. EOLDM situations and key persons to interview were identified through our
participant observation in rounds and the day to day work of the staff and by discussions,
primarily with intensivists, charge nurses, care coordinators, and resident physicians
(residents). Once a potential EOLDM situation was identified, the attending physician
(attending) was asked for permission to contact the patient and family and to attend family
meetings. Data collection began as soon as possible after identification of an EOLDM situation
and ended with the patient's death or discharge from the ICU or hospital. Patients were followed
over time, as decisions were often revisited.

J Crit Care. Author manuscript; available in PMC 2008 June 1.
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Data Analysis

Results

Analysis, using an ethnographic approach (84), began at the time of the first observation and
continued throughout the study. The purpose of the analysis was to look for themes, patterns,
connections, and relationships that had meaning for the patients, families, and providers related
to EOLDM (85). Data were coded and recoded with comparisons of new and old data; codes
were grouped and categorized. Hypotheses about patterns observed were developed, discussed,
and tested by repeated observations and questions asked of interviewees. “Deliberate or
focused sampling” of observations was used for validation or comparison of data (85).
Regularity and comparability of data collection and coding was developed and maintained by
the weekly research team meetings. Trustworthiness was assured by prolonged engagement
on each unit, discussion of findings and their interpretation at team research meetings to a point
of agreement, by hypothesis generation and testing, and by involvement of the entire team in
development of this publication.

Comparisons were made of each interview with other interviews about the same patient, with
other interviews from the same group (e.g., nurses), and with interviews on the same and other
units. This offered the opportunity to compare attitudes, beliefs, and behaviors within
situations, identify similarities and differences that cut across situations and units, and clarify
patterns and key variables that might otherwise be missed (86).

An inductive method of analysis was used. The process remained close to the data in early

analysis, progressing to more abstract levels through an iterative process of analysis and data
collection. We reflected on aspects of the data that revealed information about rules, roles, and
relationships of persons and institutions (e.g., hospital, unit, family, work). As themes emerged
the most abstract questions were asked: for example, Is this case reflective of the unit and/or
larger hospital culture? What are common patterns? How do these patterns relate to EOLDM?

Both similarities and differences in EOLDM among the four ICUs were influenced by formal
(written) and informal rules, by unit structure, by participant roles and relationships (e.g.,
physicians, nurses, family members, patients), and by unit processes reflective of the cultures
(see Table 2). Key aspects of similarities and differences in unit cultures and their implications
for EOLDM are highlighted below. To preserve confidentiality of our participants, the
individual units are not identified in the following presentation; rather we have chosen to
highlight concepts on which units differed without identifying where each unit is located within
the concepts. Sources of quotations are indicated by fieldnotes [fn], nurses [RN], physicians
[MD], family members [F], ethicists [E], and social workers [SW].

Key Similarities and Differences Among ICU Cultures

EOLDM rules—Certain formal societal rules were common to all of the units; for example,
the ICUs were all regulated by the federal Patient Self Determination Act and state regulations
about advance directives (ADs [living wills or health care proxy/surrogate designations]). Of
the 34 patients we studied closely, 17 had an AD. ADs helped families assert the need to follow
patient wishes when members of the provider team did not agree, an issue that arose only on
surgical units and only with surgeon providers.

In at least two cases on surgical units families used ADs to stand firm in requesting withdrawal
of life supporting technologies despite strong pressure from surgeons not to do so. In one
instance two sons were clear that their mother's condition would not improve to what she
considered acceptable after complications of coronary bypass surgery. The surgeon disagreed.
F: “And her feelings are she does not want to be kept alive. Her brother was in intensive care
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for 7 months. And she pleaded with us not to do it. I'm her healthcare proxy person, and I mean
here | am, it's now 2 days into the treatment, she's no response whatsoever and we're saying,
you know, “‘What are we going to do.”” The sons insisted on ventilator withdrawal. The surgeon
directed a nurse practitioner to withdraw the ventilator. When a researcher asked him about
the case, he said, “[She] was allowed to die by her family's wishes, a situation which | felt was
premature in a patient who given the appropriate support had an excellent chance for survival.
End of discussion.” In the other case it took an ethics consultant to indicate that the health care
proxy (a daughter who was a nurse and who had the full agreement of all her siblings) had the
authority to demand withdrawal of treatment despite a covering neurosurgeon’s reluctance to
withdraw when the attending neurosurgeon was out of town. No such occurrences were seen
on the medical unit, where the usual culture was to accept ADs or family decisions to limit
treatments as an expression of patient wishes.

The units were governed by the same institutional policies and procedures, with common
formal rules; for example, hospital rules about DNR orders. However, there were profound
differences in interpretation and implementation of formal rules that contributed to unit-based
informal rules.

DNR orders were managed differently across the four units we observed. On the combined
medical/surgical unit a nurse practitioner said, “We'll usually push for a DNR; that will be the
first step.” The physician director on a medical unit followed that pattern in planned family
meetings, getting a DNR before discussing limitation of ongoing or potential treatments. On
one surgical unit, a DNR order was not considered a high priority. MD: “It's paperwork...and
sometimes if things are happening very quickly I'll skip the DNR paperwork.” He expected
the same of other attendings on the unit. This informal rule was perceived as a facilitator to
good EOLDM by the physician, who believed that it was painful for families and unnecessary
to address DNR in a patient's final moments and that ICU patients seldom die of a cardiac
arrest. He said that if he “skips” it, “I haven't had to make some 90-year-old who's about to be
a widow or widower, take them the paper [ask them to sign for a DNR], and then watch them
suffer as they can't write and tears are on the paper, and the whole experience is miserable to
me.” In another interview the same physician said, “My feeling about the full code issue is that
these patients rarely die of a cardiac arrest, so | don't push that DNR part because | don't think
it ever helps.”

But some nurses saw not having a DNR order as a barrier because it could lead to confusion
when patients were dying. The physician was aware of this conflict, MD: “Sometimes the
nurses want to get the families to talk about it so they have a DNR on the chart so should
something happen, we don't resuscitate but...in the ICU...that, in my experience, is not all that
practical or useful.”

There were unit level informal rules governing communication about EOLDM. On all units
there were informal rules discouraging nurses, and, on some units, also medical residents from
raising the topic of limitation of treatment with families. One medical unit attending was very
clear: MD: “I'm not trying to minimize the nurse and the social work[er], but they have to be
part of the team rather than the spearhead.” However, on that same unit physicians attended
closely to what nurses said on the topic during rounds. MD: “Sometimes they'll initiate
[discussion about EOLDM],...they will mention at rounds that, ‘The family told us that they
had a living [will], advance directive we didn't know about.”” Rounds were one systematic
way nurses' perspectives were included on this unit; such efforts were not common to all the
ICUs.

Technology, a structural variation—Structurally ICUs were technology-intensive. All
the 1ICUs used “routine” technologic interventions such as ventilators, bedside dialysis, and
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hemodynamic monitoring, but they differed in levels and use of other types of technology. On
the MICU the routine technology was as described; the other three units added specialty
technology associated with their patient populations. On the CVICU the use of cardiac
ventricular assist devices seemed to reach the highest level of technology.

In a complex interplay between technology, patient types, and provider patterns, the role of
technology as a trigger for EOLDM varied by unit. Two technological interventions were
commonly considered simultaneously: tracheostomies and placement of percutaneous
endoscopic gastrostomy (PEG) tubes for feedings. For medical patients, decisions about
tracheostomy and PEG placement were treated as an opportunity to initiate EOLDM
discussions. For example in several stroke patients, lengthy discussions about patient goals
and wishes preceded discussions about tracheostomy and PEG placement. The following is
taken from fieldnotes on rounds in a medical unit, [fn] “The questions are about whether to do
atrach or a PEG to help him with the pneumonia and get him out of the unit, but then the family
has to wonder to what end. ‘This man lived in fear of going into a nursing home,” which is the
R3's [third year medical resident] recollection of what the daughter had said yesterday. It is
very likely, according to the R3, that he will need nursing home placement. It might be possible
to do the PEG and the trach only temporarily, but for now he has no swallow, and if that function
doesn't return, then he would continue to need those if they wanted to sustain his life.”

For patients of surgeons, these decisions often were treated as routine, presented to families as
standard care. Two medical nurses spoke about the differences between medical intensivists
and surgeons: RN1: “And [surgeons] often...they like trach and PEG everybody after...” RN2
(completing her sentence): “so many days.” RN1: “Everybody is trached and PEGed... They
[surgeons] do a lot more rapid, just about everything. Boom, boom, boom, boom, boom...
trach, PEG them, get them out.”

Roles and relationships: Physicians—Societal recognition of physicians' importance
was seen across units in an influential physician hierarchy. Physicians held a high place in the
hierarchy on all units, but they differed in their beliefs, attitudes, roles, and relationships with
others in EOLDM. One key difference was whether the physicians were primarily surgical or
medical. Medical intensivists were more likely to consider moving away from disease-driven
care earlier in the illness trajectory, to call for an ethics or palliative care consultation, to talk
with families and other providers about options and to share decision making. Medical
intensivists made deliberate attempts to ascertain patient goals and facilitate patients and
families changing those goals to ones more in line with patients’ prognoses if and when they
deemed it necessary. In contrast, attending surgeons usually worked with an understanding
(explicit or implicit) that the patient's goal was to survive, and there was seldom a surgeon-
initiated attempt to question this goal until they believed treatment options had been exhausted.

These differences might be attributed to differences in types of patient care for (e.g., differing
demographics. However, more important than patient demographic differences were the role
expectations for medical and surgical physicians. Surgeons typically saw patients for a discrete
intervention. They had specific immediate, focused goals for the patient related to the patient's
underlying diagnosis. Life sustaining treatment was considered something that might be needed
after the intervention. Medical intensivists in the MICU saw generally older, chronically ill
patients admitted unexpectedly. Often the immediate goal for their patients was to sustain life
while the intensivist evaluated whether there were interventions to treat or palliate the
underlying problems.

Differences in how physicians approached families about making limitation decisions were
perceived by many. An intensivist: “The surgeons never say this to the families, never tell them
that, “Yes, we can save your daughter's life, but we don't think she will be anything but a
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vegetable after that’”; and an anesthesia resident: “Surgeons...want to get the job done and get
out...Medicine you want to be a little more touchy feely, you want to talk to people.” Nurses
commented on differences between medicine and surgery; a nurse researcher: “The surgeons
when they come through on their rounds, they are dashing in saying four or five sentences to
a patient and dashing out again... The medical attendings appear to take more time”; a staff
nurse: “Surgeons...have that need to do everything possible.” Other providers also noted the
differences, E: “In surgery the value system is...the surgeon has the most information...and
can make the best decision...Medical doctors...are more likely to see themselves (in) the role
of an educator”; SW: “[Internists] work more collaboratively related to end-of-life decision
making...[Surgeons] are just a lot less available to families.” In part, this lack of availability
related to surgeons' need to be in the operating room for a large portion of many days.

Physician specialties and individual personalities, particularly of the unit medical directors,
and how attending rotations were managed on all the units, strongly influenced unit cultures.
Some unit directors, in general those who were often physically present on the unit, influenced
EOLDM of other attendings. In these situations we observed fewer differences in how EOLDM
was managed despite the rotation of attendings. Other unit physician directors, often those less
present on the unit, asserted less influence over rotating attendings, creating situations when
EOLDM changed drastically with attending rotation. On such occasions, nurses, who were
aware of the various attendings' attitudes toward EOLDM, were observed to time their efforts
to influence the process to coincide with particular attendings' rotations. A staff nurse speaking
about a dying patient, [fn]:“Dr. X is on. One of the first items on yesterday's agenda was a
family meeting... She [the patient] is now DNR, comfort care only. The RN at the meeting
said it was like her husband was ready and just waiting for someone to ask the question. I asked
why the question wasn't asked last week, and the RN responded that it was because, ‘Dr. Y
was on. He's uncomfortable with everything so he just avoids these discussions. He even has
a hard time talking to a family about a trach.””

Drastic change in the EOLDM process related to attending differences was also hard on
families, who had difficulties with a lack of continuity in EOLDM and, in keeping track of
who was in charge. One family member described how he attempted to ascertain who was the
attending physician: F: “I look them over and see who was the oldest one, and then | can figure
out who was boss.”

Rounds, an important unit process. Processes associated with EOLDM such as patient rounds
were similar in that rounds occurred on all units; yet there were important differences in this
process across units that did not divide by medical versus surgical. Morning rounds were an
opportunity for all providers to plan together for the day's care and to discuss issues of concern.
On two units (one medical, one surgical), nurses took part in rounds related to the patients for
whom they were caring. On the medical unit, [fn] “In closing off the rounds, [the attending]
turned to the nurse and asked whether there was anything else she wanted (another practice
that seemed-along with inclusion of the patient's nurse in the discussion—to be routine with
every patient).” On the surgical unit [fn] “Bedside nurses usually came up to the group for
rounds and participated, asking questions, sometimes answering the attending's teaching
questions.” On the other surgical unit, nurse participation was variable. If they were not present,
they were not sought out.

On the combined unit there were three physician-led teams that rounded at unpredictable times
and with unpredictable interest in nurse participation. The lack of one central rounding team
generated complexity for the nurses. A nurse on that unit compared her unit's rounds to those
on a medical ICU, “We try to do something similar, but we don't have any physician present.”
Often the groups that rounded did not include an attending physician, so nurses had to work
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with a fellow or resident leading the rounds, which frustrated them when they had issues they
believed needed to be considered by an attending, such as EOLDM.

These varying rounding processes shaped the communication patterns among providers and
families surrounding EOLDM. In the first two units, multidisciplinary discussions regarding
treatment limitation were routine and addressed daily. In a third unit, EOLDM discussions
were triggered by critical events, and, in the fourth such discussions often proceeded via a nurse
or nurse practitioner among separate rounding groups.

Timing of EOLDM—EOLDM was affected by all the key similarities and differences
previously discussed: rules, technology, roles and relationships, and unit processes, such as
rounds. Some parts of the process for EOLDM were similar across units, in that patients
generally lacked capacity to participate by virtue of their illness severity and sedation. Lack of
ADs compounded the loss of personhood of the patient, resulting in frequent circumstances
where providers interacted with families to ascertain patient wishes. Families comprised a
separate domain of customs, rules, and roles that added to the complexity of the interaction.
These circumstances were rife with opportunities for conflict.

Although there were these similarities across units, the EOLDM process differed from unit to
unit in important ways, for example in timing. The timing of discussions surrounding EOLDM
was patterned by unit. Judgments of the appropriateness of the timing varied by provider type,
for example decisions made days to weeks before a patient's death were seen as timely by most
nurses and medical ICU physicians and premature and/or not an option by most surgeons.
Decisions to limit or withhold treatment made hours before a patient's seemingly unavoidable
death were seen as appropriate by some, usually surgeons, and delayed or avoided by others,
usually medical physicians and nurses.

For surgical patients on several of the units, decisions were more commonly left until the
providers thought death was imminent and inevitable meaning no additional treatment
interventions were deemed available. An RN compared work in a surgical ICU to a medical
ICU and said it took longer before EOLDM was “approached to the family.” Families
sometimes were contacted and asked to agree to withdrawal in situations where withdrawal
meant only a small difference in time to death, leaving them little time to prepare for the loss
of their family member. This upset the nurses who had less time for EOL care.

Another option exercised more commonly on surgical units was transfer of patients or of
responsibilities for them when death was thought to be near or no surgical options were thought
to exist. On one occasion a neurosurgical patient was assessed to be dying despite treatments
and not a candidate for further surgery. Attending responsibility for her care was transferred
to an intensivist, who said she could be transferred out of the ICU. According to a surgical ICU
nurse practitioner, [fn] “Now that she's extubated, she doesn't need to be here either.” She was
transferred out of the ICU later that night.

Timing has implications for the involvement of nurses and families. For patients cared for by
medical intensivists, who in general raised EOLDM issues early, the provider team had open
discussions, and families were involved. Families were almost always asked what the patient
would have wanted; nurses had a longer time to develop and provide EOL care; patients were
seldom transferred out of the unit during withdrawal.

Problematic decision making also often had a timing issue. For medical patients the conflicts
we observed almost always involved what providers characterized to us or to each other as
patients/families being unable or not ready to let go. For surgical patients, the conflicts in
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decision making we observed were fairly evenly divided between cases where either the
attending surgeon or the patient/family was uncertain, unable, or not ready to let go

Discussion and Conclusions

In assessing key similarities and differences in the cultural context of adult ICUs in one hospital
that influenced EOLDM, we found that ICUs were not monolithic, one like another. However,
EOLDM occurred repeatedly within units in a patterned fashion related to structure and culture
of each unit. Both similarities and differences across units influenced EOLDM. Whether key
aspects of the culture were viewed as facilitators or barriers depended upon the role perspective
of the participant. Identifying the predictable, but different, EOLDM unit cultures and role
perspectives is necessary for developing interventions to improve EOLDM.

Differences in interpretation of formal rules, such as those about DNR orders, and informal
rules, such as those discouraging nurse-initiated discussions with families, had the potential to
generate conflict between nurses and physicians, complicating EOLDM. Identifying both
formal and informal rules would allow tailoring of unit-based EOLDM interventions.

Technology was ubiquitous in the ICUs. The development of increasingly complex technology
has created EOLDM in which the patient seldom has capacity for full involvement. Decision
making often is left to others. One solution would be to initiate discussions with patients earlier,
before they are unable to participate. This would certainly be feasible for patients undergoing
elective surgeries.

Whether the use of particular technologies served as a trigger for EOLDM was unit and
physician specialty dependent as other researchers have found (87). When decision making
about the use of technology was viewed as an opportunity to begin EOLDM, providers
perceived it as a facilitator. Identifying and capitalizing on technological triggers as
opportunities to initiate EOLDM is an area that holds promise.

The role of attending physicians in EOLDM was central. Their high place in the institutional
hierarchy as well as their power over the use of technology meant that they were important
shapers of the unit's culture. Whether an ICU was primarily surgical or medical or some
combination influenced EOLDM, as did the specialties of the attendings (e.g., whether they
were attending surgeons or intensivists, and whether intensivists were originally internists,
anesthesiologists, or surgeons).

Our findings are congruent with others. Recently a group of ICU surgeons and an
anthropologist (20,47) studying SICUs identified the surgeon's sense of accountability for
patient outcomes, their covenantal ethic, and a need to rescue as creating difficulties in making
decisions to limit treatments (47,48). They contrasted this surgical mind set with that of the
intensivist, who is likely to have a more utilitarian perspective, considering resource use (20).

Medical attendings in our study tended to do what Back, Arnold, and Quill (88) identified as
“hoping for the best; preparing for the worst” from the time they assessed that any patient had
the potential not to do well. For medical units, an intervention built on proactive anticipation
of EOLDM between and among providers and families early in a petient's ICU stay (e.g.,
89-93) would be congruent; in surgical units such an intervention might clash with the culture.
Because of the central role of physicians in EOLDM, the structure of physicians' work was of
central import. Disruption of EOLDM arose around attendings' rotations or unavailability,
where there was no strong director overseeing the unit, and when the timing of rounds was not
predictable. Nurses and social workers often were adept at tailoring their approaches to
physicians' work patterns to achieve care decisions or order they sought. However, families
generally lacked knowledge and had difficulty or were confused by the work patterns. These
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patterns disrupted communication, relationships, and trust, all critical in EOLDM. An
identified physician leader with authority over other attendings, willing to listen and share
decision making, and support collaborative structures, such as interdisciplinary rounds on all
patients to begin the day, could facilitate provider care coordination.

The process of scheduled interdisciplinary rounds also could serve as a facilitator of
collaboration in EOLDM when participation of multiple providers was encouraged, and family
members were not excluded. On some units, the lack of interdisciplinary rounds during which
all patients were considered, led to missed opportunities for shared decision making about
patient care. These rounds also could lead to explicit consideration of EOLDM earlier in a
patient's course of illness. That early discussions facilitate EOLDM is well accepted in current
literature (86-91), however it was not the practice we observed, particularly on surgical units.
Rounds could also serve as a time to explicitly clarify communications and set daily goals,
which could improve level of agreement among providers (94,95).

With most patients unable to participate fully in EOLDM because of lack of advance directives,
illness, and technology of care, there are many difficulties for physicians and nurses on the one
hand, and families on the other, who function in separate domains, in interacting to navigate
these complex ICU cultures to engage in EOLDM.

This study was limited in that it took place solely within one institution. Aggregating results
from multiple units in a single hospital and drawing conclusions expected to relate to all ICUs
would be problematic. The research team included no physicians, although there were multiple
interview with physicians, who are quoten extensively here to provide their perspective.

To understand and improve EOLDM greater attention needs to be paid to the structure, culture,
and variations in provider roles of specific units. As interventions to improve EOLDM are
developed, it is important to understand how they may interact with unit-based culture,
including formal and informal rules, the meaning and uses of technology, roles and
relationships, and processes such as unit rounds.
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