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Abstract

Objective—There are numerous challenges to successfully integrating palliative care in the ICU.
Our primary goal was to describe and compare the quality of palliative care delivered in an ICU as
rated by physicians and nurses working in that ICU.

Design—Multi-site study using self-report questionnaires.
Setting—Thirteen hospitals throughout the United States.

Participants—Convenience sample of 188 physicians working in critical care (attending
physicians, critical care fellows, resident physicians) and 289 critical care nurses.

Measurements—cClinicians provided overall ratings of the care delivered by either nurses or
physicians in their ICU for each of seven domains of ICU palliative care using a 0-10 scale (0
indicating the worst possible and 10 indicating the best possible care). Analyses included
descriptive statistics to characterize measurement characteristics of the 10 items, paired Wilcoxon
tests comparing item ratings for the domain of symptom management with all other item ratings,
and regression analyses assessing differences in ratings within and between clinical disciplines.
We used p<0.001 to denote statistical significance to address multiple comparisons.

Main Results—The ten items demonstrated good content validity with few missing responses,
ceiling or floor effects. Items receiving the lowest ratings assessed spiritual support for families,
emotional support for ICU clinicians, and palliative-care education for ICU clinicians. All but two
items were rated significantly lower than the item assessing symptom management (p<0.001).
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Nurses rated nursing care significantly higher (p<0.001) than physicians rated physician care in
five domains. In addition, while nurses and physicians gave comparable ratings to palliative care
delivered by nurses, nurses’ and physicians’ ratings of physician care were significantly different,
with nurse ratings of this care lower than physician ratings on all but one domain.

Conclusion—Our study supports the content validity of the 10 overall rating items and supports
the need for improvement in several aspects of palliative care including spiritual support for
families, emotional support for clinicians, and clinician education about palliative care in the ICU.
Further, our findings provide some preliminary support for surveying ICU clinicians as one way to
assess the quality of palliative care in the ICU.

palliative care; end-of-life care; dying; death; quality of care

Introduction

Approximately 20% of Americans die in the ICU or shortly after a stay in the ICU and
therefore palliative care is an important aspect of an ICU clinician’s daily scope of practice.l
The importance of palliative care in the ICU has also been supported by a number of recent
statements from critical care professional societies,? 3 and its successful integration into
care in the ICU has been shown to be associated with a number of key outcomes. These
outcomes include improved quality of dying and death, shorter ICU length of stay for
patients who die in the ICU, and reductions in family psychological symptoms following a
patient’s death.4~’

In order to improve palliative care in ICU settings, it is necessary to specify and measure
those aspects of palliative care that contribute to high quality care.8 A recent report from the
Robert Wood Johnson Foundation’s Critical Care End-of-Life Peer Work Group identified
seven specific palliative care domains.? These domains were developed through extensive
literature review as well as iterative and collaborative expert consensus process. The
domains included: 1) patient- and family-centered decision making; 2) communication
within the team and with patients and families; 3) continuity of care; 4) emotional and
practical support for families; 5) symptom management and comfort care; 6) spiritual
support of patients and families; and 7) emotional and organizational support for ICU
clinicians.10 Such domains form the basis for a comprehensive approach to measuring the
quality of palliative care in the ICU.

In addition to developing measurement items that represent these domains, it is also
important to select respondents who have participated in and can evaluate palliative care in
the ICU. Patients and their families are important sources of such evaluation and should
generally be considered the “gold standard”. Unfortunately, patient and family report data
are often challenging to obtain. Patients are typically too ill or sedated to respond to surveys.
11 Family members are often dealing with depression and anxiety!? and their perspectives
may represent their own experiences, rather than those of the patient.13-16 There is also
evidence that bias introduced by low family response rates results in an over-estimation of
the quality of palliative care in the ICU.17 In addition, evaluations by patients and families
may be limited by the lack of prior experience with ICU care or by low expectations for
quality of care. ICU clinicians are less likely to have these limitations. Prior studies have
shown that family members have given higher ratings of quality of end-of-life care than ICU
nurses or resident physicians, suggesting that clinicians may be more critical raters of the
quality of ICU palliative care.18: 19 Finally, although the medical record may provide useful

Crit Care Med. Author manuscript; available in PMC 2012 May 1.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Ho et al.

Methods

Sample

Page 3

information about quality of end-of-life care, it can only reflect the documentation of such
care and such documentation may be limited.20: 21

Clinicians are in a unique position to evaluate the quality of palliative care. They can place
their assessments within a framework of prior experiences and may be able to assess care
that is not always well documented in the medical record. Some prior studies have examined
clinicians’ ratings of quality of dying and death for critically ill patients, 19 22, 23 pyt to date
there are few assessments of ICU clinicians’ perceptions of palliative care quality in their
ICUs. 24 25 These prior studies have shown interesting differences between ratings of nurses
and the rating of physicians, suggesting this comparison may be instructive.

In this study, we piloted ten items providing overall ratings of the quality of palliative care
in the ICU from physicians and nurses. These items were based on the seven domains
described above.? Our goal was two-fold: 1) to examine the items’ content validity; and 2)
to use the items to describe the quality of palliative care in the ICU from the perspective of
ICU physicians and nurses in order to identify potential targets for quality improvement. To
explore the items’ content validity, we examined each item’s distributional characteristics.
To describe the quality of palliative care, we examined 1) mean scores for each item as
compared with the item assessing symptom management, with the rationale that that
symptom management is a standard and primary skill of palliative care;2: 26728 2) jtem
ratings of the quality of palliative care delivered by the respondent’s discipline (e.g.,
physicians rating physician care) as compared with ratings by respondents from another
discipline (e.g., nurses rating physician care); and 3) within the physician group, house staff
item ratings as compared with attending physician item ratings.

Using a self-report questionnaire, we conducted a multi-site study with nurses, attending
physicians and house staff (i.e., residents, fellows) assessing the quality of palliative care
provided by physicians and nurses in their ICU. Thirteen hospitals throughout the United
States participated as part of a convenience sample. Seven of the thirteen sites were
university-affiliated medical centers and the remaining were community hospitals.

Survey ltems

The ten items that are used in this study were selected from a longer survey that included 61
items in the physician version and 63 items in nurse version. The full set of items was
designed to sample each of the seven domains of quality care developed by the Robert
Wood Johnson Foundation’s Critical Care End-of-Life Peer Work Group and was based on
the 53 items in that report.? Investigators (JRC, JN, JL, DER, MML) piloted the items
through repeated administration, developing the questionnaire’s face validity through this
process. Items were written to assess care provided in the ICU generally rather than to assess
the care of a specific patient.

Prior to selecting the summary items as the focus of this analysis, we completed factor
analytic studies using all items in an attempt to identify empirically-derived domains and
consider creating a multi-item scale that produced a single score. These analyses did not
identify solutions that met acceptable standards for scale development (data not shown).
Consequently, we chose to report only scores for the summary-item ratings that were
developed to represent each of the seven domains and we do not propose development of a
multi-item score from these items at this time.

Crit Care Med. Author manuscript; available in PMC 2012 May 1.
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The summary items (the focus of the present report) asked respondents to evaluate the
overall quality of care in each of the seven quality-of-care domains. In four of the domains,
a single question is used; in three of the domains, two questions are used. The domains with
two items allowed us to assess dual features of that domain (i.e., continuity of care among
caregivers or colleagues, communication of goals of care with team or patients/families;
emotional or educational support to ICU clinicians). Each of the ten overall rating items
were examined separately. The summary rating items use a 0-10 scale with O indicating the
worst possible care and 10 indicating the best possible care. Respondents were asked to rate
each of the 10 summary items once for care delivered by doctors and once for care delivered
by nurses. The full survey is in the public domain and available online
(https://depts.washington.edu/eolcare).

Data Collection

Analyses

Questionnaire data were collected from November, 2003 to December, 2004. At each ICU,
we contacted medical and nursing directors or their designees to gain permission and access
to physicians and nurses working in the ICU. A research nurse performed site visits over one
to two days at each participating ICU. To encourage participation, she provided lunch at
each site and invited clinicians to complete surveys at that time. In addition, surveys were
available at the nursing stations of each ICU for clinicians who could not attend the lunch
session. All site visits occurred during daytime hours.

Volunteer participants completed questionnaires anonymously and no sign-ups or logs were
kept of potential participants. It was not feasible to assess the number of potentially eligible
clinicians at each site due to the diverse staffing patterns in the different ICUs. All study
procedures were approved by the Institutional Review Board at Rhode Island Hospital and
approved or determined to be exempt from institutional review at the other institutions.

Content validity—Content validity is supported when an instrument is appropriate relative
to its intended use. 2° Appropriateness may be determined by examining the distributional
characteristics of an instrument or items; these characteristics may include the number of
valid responses, the use of the full range of scores with little skew, and few ceiling scores
(scores at the very top of the response scale) and floor scores (scores at the very bottom of
the response scale).39 We used descriptive statistics (% missing responses, skew, % scores
of “0”, % scores of “10”) to assess each item’s performance in comparison with the
following standards: 1) 5% or less missing responses; 2) distributions with skew less than +/
—1.00; 3) 5% or less of floor scores of “0”; and 4) 5% or less of ceiling scores of “10”.

Quality of palliative care—Descriptive statistics (means, standard deviations) were used
to assess survey responses provided by physicians and nurses for both their own evaluations
and evaluations of care provided by other clinicians. To compare quality ratings for all
domains with ratings of symptom management, we used paired Wilcoxon tests. To compare
ratings within and across disciplines, we used robust regression analyses controlling for site
with dummy indicators and respondent type (physician vs. nurse or house staff vs. attending)
as the predictor. Because these items have not been previously validated, we do not have an
estimate of their minimum clinically important difference. We have therefore reported effect
sizes using Cohen’s d. We chose a stringent p value for significance (p<=0.001) to account
for the large number of comparisons.

Crit Care Med. Author manuscript; available in PMC 2012 May 1.
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Results

A total of 289 nurses and 188 physicians (83 attending physicians, 104 residents/fellows, 1
physician with unreported status) completed the survey at 15 ICUs in 13 institutions (Table
1).

Content validity

Item completion rates for all items and for all respondents (i.e., physicians, nurses) ranged
from 94.1% to 99.5% for physicians and 95.8% to 99.7% for nurses. (Table 2) With the
exception of two items reported by physicians, all items met our expectation that 95% or
more of participants answered each item (i.e., “How well does your organization support the
provision of emotional support for nurses caring for dying patients?”, “How well does your
organization support the provision of education about palliative care for nurses?”). Item
distributions generally met the requirement of skew not exceeding +/— 1.00 with the
following exceptions: two items answered by physician respondents assessing continuity of
care (nurses’ communication with colleagues about patient/family emotional needs,
physicians’ communication of goals of care to next caregivers) and four items answered by
nurse respondents assessing continuity of care (nurses’ communication with colleagues
about patient/family emotional needs; nurses’ attention to patients/families” emotional and
practical needs; nurses’ symptom management and comfort care; and nurses’ support for
patients/families’ spiritual needs). Skew ranged from —1.41 to —1.04, with a larger
proportion of responses in the higher response categories for these skewed distributions.

Endorsements of floor scores of “0” ranged from 0% to 3.7% for physician-completed items
and from 0% to 8.0% for nurse-completed items. Only two items completed by nurses had
more than 5% of scores at the response scales’ floor: “How well does your organization
support the provision of emotional support for physicians caring for dying patients?”(8.0%)
and “How well does your organization support the provision of education about palliative
care for physicians?” (5.9%). Endorsement of ceiling scores of “10” ranged from 2.1% to
26.1% for physician respondents and from 0.7% to 27.7% for nurse respondents. Ceiling
scores exceeded 5% on 14 of the 20 items. The item with the highest ceiling scores was
“How well do nurses in your ICU manage symptoms and provide comfort care?”(physician
respondents = 26.1%; nurse respondents = 27.7%)

Comparison of each item to the symptom management item

Ratings in each of the ten summary items were all significantly lower than ratings for
symptom management, our standard for comparison, with two exceptions: 1) physician
ratings of their own ability to communicate goals of care to patients and families; 2) nurse
ratings of physicians’ ability to elicit and respect patients” and families’ preferences about
goals of care and treatments. The significantly lower scores in comparison to symptom
management persisted regardless of the respondent pattern (i.e., nurses evaluating nursing
care; nurses evaluating physician care; physicians evaluating physician care, physicians
evaluating nursing care) (Figure 1).

Respondents rating care by their own discipline

Respondents in both disciplines (nurses and physicians) rating care provided by their own
discipline gave the highest ratings to symptom management (nurse mean = 8.61, physician
mean = 8.32) and to eliciting and respecting patients’ and families’ preferences about goals
of care and treatment (nurse mean = 8.11, physician mean = 8.05). They gave the lowest
ratings regarding care by their own discipline to spiritual support for families (nurse mean =
7.89, physician mean = 6.26), emotional support for clinicians caring for dying patients
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(nurse mean = 5.95, physician mean = 5.02), and education about palliative care (nurse
mean = 5.76, physician mean = 5.97) (Table 3).

Nurses rating nurses compared to physicians rating physicians

Nurses’ ratings of care by nurses were significantly higher than physicians’ ratings of care
by physicians on 5 of the 10 items (p <0.001): continuity of care with colleagues, continuity
of care with the next caregivers, emotional and practical support for the patient and family,
spiritual support for the patient and family, and emational support for clinicians Effect sizes
for these significant differences ranged from 0.36 to 0.84, qualifying as small (0.20),
medium (0.50) and large (0.80) effects using Cohen d 31 (Table 3).

Ratings of own compared to rating of other discipline

Nurses’ ratings of physician care were significantly lower than physicians’ ratings of
physician care at p < 0.001 on all except one item (provision of emotional support for
clinicians caring for dying patients, p = 0.009; Table 4). Effect sizes were moderate to large,
ranging from 0.54 to 0.92. In contrast, nursing care was rated similarly by both nurses and
physicians (Table 4).

Ratings of house staff compared to attending physicians

House staff rated physician care significantly higher only on the patient and family centered
decision making item and the effect size was moderate (0.52). We found trends toward
higher ratings by house staff (at a p value < 0.05, but > 0.001) for six additional items (Table
5).

Discussion

We had two primary goals in this study: 1) to evaluate the content validity of the 10 overall
rating items assessing 7 domains central to the delivery of palliative care; and 2) to use these
10 overall rating items to assess the quality of palliative care delivered in the ICU as rated
by clinicians working in the ICU. In our analyses of item measurement characteristics, we
found the rating items met most of the criteria that support the appropriateness definition
associated with content validity: few missing responses, little skew, and minimal floor
effects. The one critieria that was unmet was the percent of ceiling scores. Seventy percent
of items (14/20) had ceiling scores greater than 5% and 45% of items (9/20) had ceiling
scores greater than 10%. While ceiling scores limit the items” ability to demonstrate
additional quality improvement, they are unlikely to undermine the appropriateness of the
items to provide a measure of the current quality of palliative care.

In our analyses comparing aspects of palliative care to the domain of symptom management,
we found opportunities for improvement. All domains except one were rated as significantly
lower than the domain of symptom management. We noted that three domains in particular
received relatively lower ratings: the provision of education about palliative care to
clinicians, the assessment of spiritual and religious needs of the patient and family, and the
provision of emotional support for clinicians caring for dying patients.

Previous research has also supported a need for improvement in these domains. The low
rating for ICU clinician education in palliative care is consistent with the Statement of the
5t International Consensus Conference in Critical Care which noted a lack of training in
end-of-life care for ICU clinicians.32 Spiritual support is an important and under-achieved
aspect of comprehensive care in the ICU, and the assessment of spiritual and religious needs
of patients and families are important first steps in being able to provide spiritual support.3:
34 Additionally, spiritual and religious needs’ assessments of patients and families are

Crit Care Med. Author manuscript; available in PMC 2012 May 1.
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important because family satisfaction with spiritual care is an important predictor of family
satisfaction with their overall ICU care.33 The low ratings in the domain of emotional
support for clinicians are concerning since caring for dying patients is a strong risk factor for
burnout,3® and poor support may lead to higher levels of burnout. Addressing emotional
support for ICU clinicians may be an important step in ensuring an adequate critical care
workforce in the future.36: 25 Ratings of this domain are especially meaningful as clinicians
are in the best position to evaluate it, as opposed to other domains that might be better
evaluated by patients or families.3’

We also found that palliative care delivered by nurses as rated by nurses was significantly
higher than physician care rated by physicians. These higher ratings for nurses may be due
to the fact that ICU nurses are the clinicians that spend the most time at the bedside. They
therefore play important roles supporting patients and families in the domains identified
here.3840 Higher ratings for nurses are supported by surveys of clinician barriers to high
quality palliative in the ICU documenting that physicians experience more barriers than
nurses, especially in the areas of clinician training in communication and palliative care.*!

Interestingly, nurse delivery of palliative care was rated similarly regardless of rater but
physician delivery of palliative care was rated significantly differently depending on rater.
Physicians consistently rated physician care higher than did nurses rating physician care.
This discrepancy between raters for physician care suggests the need for improved
communication among clinicians providing palliative care in the ICU.42: 43 Several studies
suggest that current interdisciplinary collaboration about end-of-life care in the ICU is
variable and often poor. For example, a study from France showed that collaboration about
end-of-life decision-making between physicians and nurses occurred only 27% of the time
as reported by nurses and 50% as reported by physicians.*# A more recent study from
Europe found that physicians reported that nurses were involved in end-of-life decisions in
three-quarters of cases involving withholding or withdrawing life support, but there was
significant variability between northern and southern Europe.*® A transcontinental study of
physicians found wide regional variability in the proportion of decisions about end-of-life
care in the ICU in which physicians reported involving nurses with the U.S. reporting the
lowest proportion of all countries studied.3* Furthermore, most of the interventions that have
resulted in improvements of end-of-life care in the ICU have involved interdisciplinary
teams in the interventions.*~" Interventions that facilitate and support communication and
collaboration within the context of an interdisciplinary approach may result in more
concordant evaluations of, and improvements in, ICU palliative care.

In our analysis comparing house staff and attending ratings, we found that house staff rated
one item significantly higher (at our stringent p value of 0.001): patient- and family-centered
decision making. In addition, there were trends for higher ratings by housestaff on six other
items. These findings are in contrast to an earlier study that showed that house staff rated the
quality of dying for patients in the ICU significantly lower than attending physicians.19 It is
difficult to reconcile these findings. It may be that house staff are exposed to more training
about communication and emotional support and perceive these components of care as
better than attendings while rating the overall dying experience as worse. Further study is
needed to understand these differences.

A unigque component of this study is the use of clinician ratings. Clinician ratings are not
only more easily accessible than those of patients and families but, because clinicians take
care of critically ill patients on a daily basis, they may be able to use their previous
experiences to gauge the current delivery of palliative care. Since differences in ratings
identify differences in perceptions of quality of palliative care, these ratings may also be
useful to help target improvements in care that could help improve shared perceptions and
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mitigate conflict among ICU clinicians and between disciplines. This is important because
prior research has shown that conflict among clinicians in the ICU about end-of-life care is
common and harmful to patient care and clinician well-being.3> 46=48 |n addition, research
from outside the ICU setting suggests that improved interdisciplinary collaboration has a
high likelihood of improving quality of palliative care.4?: %0: 51 Finally, clinicians’ ratings
may lead to interventions that are more likely to succeed in improving care because they are
directed to resolving problems that are recognized and endorsed by clinicians.

This study has a number of limitations. First, the participating sites and the ICU clinicians
who completed questionnaires volunteered for this study and therefore constituted a
convenience sample that may not be representative of all ICU clinicians or hospital sites. We
were unable to determine the denominator of eligible clinicians and therefore cannot
calculate an accurate response rate. Therefore, our ability to generalize these findings
broadly is limited. However, because we obtained responses from an interdisciplinary
sample of nearly 500 ICU clinicians representing 13 institutions with diverse characteristics
across the country, this study provides insight into the specific centers sampled and the items
used to rate quality of palliative care. Second, in an effort to ensure anonymity in this initial
use of these items, we collected very little demographic or professional characteristics about
the clinicians surveyed and cannot assess whether these characteristics are associated with
ratings of palliative care. Third, our findings are drawn from a novel set of items that needs
to be studied further in order to understand its psychometric properties, including reliability,
validity and responsiveness. Our data provide a first step in that process and our findings
should be considered as exploratory. Finally, our approach of using symptom management
as the “standard” is supported by some literature,2 26=28 put also somewhat arbitrary and
other standards could have been used.

In summary, our study suggests that, as perceived by the ICU clinicians, there are domains
in which ICU palliative care needs targeted improvement including spiritual support for
families, emotional support for clinicians, and clinician education about palliative care in the
ICU. Further, there are significant differences between how nurses and physicians rate each
others’ palliative care skills in the ICU with physicians’ care being rated more poorly than
nurses’ care in this area. Our findings also support the importance of interdisciplinary
communication and collaboration as an avenue to improve palliative care in the ICU.
Finally, this study provides preliminary evidence supporting further evaluation of survey
items assessing the quality of palliative care in the ICU as rated by physicians and nurses in
that ICU.
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Figure 1.

ICU clinician ratings of the quality of ICU palliative care comparing the domain of
symptom management versus the other six domains of ICU palliative care
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Participant characteristics

Table 1

ICU Type Academic Affiliation | # Beds | Physicians (n=188) | Nurses (n=289)
Medical
Site 1 X 8 9 23
Site 2 X 8 19 22
Site 3 X 14 22 23
Site 4 X 14 19 21
Site 5 X 18 6 16
Site 6 X 14 7 20
Site 7 12 17 13
Surgical
Site 8 24 16 17
Site 9 16 13 30
General/Combined/Other
Site 10 16 20 20
Site 11 9 7 11
Site 12 27 13 22
Site 13 24 7 21
Site 14 12 9 14
Site 15 X 9 4 16

Crit Care Med. Author manuscript; available in PMC 2012 May 1.
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