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ABSTRACT: Since patients with chronic obstructive pulmonary disease (COPD)
infrequently discuss treatment preferences about end-of-life care with physicians, the
goal of the present study was to identify which specific areas of communication about
end-of-life care occur between patients with severe COPD and their physicians, and
how patients rate the quality of this communication.

A total of 115 patients with oxygen-dependent COPD, identified in pulmonary clinics
in three hospitals and through an oxygen delivery company, were enrolled in this study.
A 17-item quality of communication questionnaire (QOC) was administered to patients,
along with other measures, including satisfaction with care.

The patients reported that most physicians do not discuss how long the patients have
to live, what dying might be like or patients9 spirituality. Patients rated physicians
highly at listening and answering questions. Areas patients rated relatively low included
discussing prognosis, what dying might be like and spirituality/religion. Patients9
assessments of physicians9 overall communication and communication about treatment
correlated well with the QOC. Patients9 overall satisfaction with care also correlated
significantly with the QOC.

In conclusion, this study identifies areas of communication that physicians do not
address and areas that patients rate poorly, including talking about prognosis, dying
and spirituality. These areas may provide targets for interventions to improve
communication about end-of-life care for patients with chronic obstructive pulmonary
disease. Future studies should determine the responsiveness of these items to
interventions, and the effect such interventions have on patient satisfaction and quality
of care.
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Chronic obstructive pulmonary disease (COPD) is a
leading cause of morbidity and mortality worldwide, and
age-adjusted mortality continues to increase while mortality
from other leading causes of death, including cardiovascular
disease and cancer, has decreased [1, 2]. Among patients with
life-limiting illnesses such as COPD, there are documented
shortcomings in the current provision of end-of-life care [3].
Improving the quality of care for patients at the end of life has
become a major goal of the medical community and the
general public [4, 5]. However, the recently updated Global
Initiative on Chronic Obstructive Pulmonary Disease guide-
lines, assembled by an expert panel under the auspices of the
National Heart Lung and Blood Institute and the World
Health Organization, do not include recommendations on
providing end-of-life care for patients with COPD, in large
part because of an absence of data guiding such care. Data
about providing high-quality end-of-life care would be
beneficial given recent studies that suggest end-of-life care
may be worse for patients with COPD compared to those
with other diseases such as lung cancer [6, 7]. Although
reasons for these differences are not clear, prior studies show
that only a small proportion of patients with moderate-
to-severe COPD have discussed treatment preferences and

end-of-life care issues with their physicians, and the vast
majority of these patients believe their physicians do not
understand their preferences for end-of-life care [8, 9]. Patients
with COPD are more likely than patients with cancer or AIDS
to express concern about the lack of education that they
receive about their disease, treatment, prognosis and advance
care planning [10]. It is possible that part of the reason that
patients with COPD may receive lower quality end-of-life care
is that patient-physician communication about end-of-life
care may be less likely to occur, more difficult to conduct for
patients with less certain prognosis or some combination of
both.

In order to improve communication about end-of-life care
for patients with COPD, it would be useful to identify the
specific components of this communication that patients
report are not occurring or occur poorly, in order to
identify targets for future interventions. In this paper, the
authors examine patient-physician communication amongst
a cohort of patients with oxygen-dependent COPD, in
order to identify specific areas of communication about
end-of-life care that patients report are not occurring, and
to identify specific areas of good and poor quality
communication.
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Methods

Participant recruitment and enrolment

This study was conducted in Seattle (WA, USA) between
July 1999 and June 2002. Patients were eligible if they were
o18 yrs, English speaking, had a diagnosis of COPD with
airflow obstruction and had been prescribed oxygen therapy
for continuous home use. Patients were excluded if they were
not expected to use oxygen indefinitely or their mental status
precluded participation. Patients were identified through
ambulatory pulmonary clinics in three hospitals (university,
county and veteran affairs (VA) teaching hospital) and
through an oxygen delivery company. Two enrolment methods
were used. At the county and university hospitals, a clinician
familiar with the patient asked if he or she was willing to talk
with study staff. At the VA medical centre and oxygen delivery
company a letter was mailed to all patients on oxygen asking
them to call a toll-free voice message if they were unwilling to
participate; if they did not leave a message declining participa-
tion, they received a phone call from the study staff.

All interviews were completed as outpatients in a private
setting, in physicians9 offices or patients9 homes. Each
participating patient was also asked to identify the physician
who was primarily responsible for taking care of his or her
pulmonary disease. The Human Subjects Committee at the
University of Washington approved all study procedures and
patients provided written consent for participation.

Quality of communication questionnaire development

The quality of communication questionnaire (QOC) was
adapted from a prior version developed through focus groups
of patients with AIDS [11] and validated in a cohort of
patients with advanced AIDS [12]. This initial questionnaire
had four items and, although it demonstrated construct
validity, it had an important ceiling effect in which 50% of
physicians were assigned the highest possible score by their
patients. In order to improve the instrument9s performance
and ability to discriminate specific components of commu-
nication about end-of-life care, additional communication
items concerning end-of-life care were identified through a
series of qualitative studies involving patients with COPD,
cancer and AIDS [10, 13, 14]. In these studies, patients were
asked to identify the components of physician skill at
providing end-of-life care, and transcripts were analysed
using the methods of grounded theory to identify components
of communication about end-of-life care important to patients
[15, 16]. The relevance to patients with severe COPD was
confirmed by conducting three additional focus groups
comprised of 15 patients with oxygen-dependent COPD.
During these three focus groups, patients were asked to
identify the skills important to them in patient-physician
communication about end-of-life care, and subsequently
shown the 17 items identified from the prior studies. These
three focus groups were audiotaped and transcribed verbatim
by a transcriptionist experienced with the qualitative research
process. Using the principles of content analyses [17],
investigators reviewed the transcripts to confirm the items
previously identified and searched for additional components
of quality communication. Based on the prior studies and
these focus groups, 17 items were identified and then
confirmed. Patients are asked to rate how good their doctor
was at each of the communication skills on a scale of 0–10,
with "0" indicating "the very worst" and "10" indicating "the
very best". Patients were also offered the response option of
"my doctor did not do this", which allowed them the

opportunity to leave an item unrated when it did not occur.
A summary score was created by adding the scores for the 17
individual items, dividing by the number of items answered by
the patient and multiplying by 10 to provide a score ranging
0–100. No values were substituted for missing (including
"don9t know" and "refusal" responses) or "doctor did not do"
responses. A trained interviewer administered this question-
naire; patients were provided with a copy of the instrument to
read along if they chose to do so. The questionnaire is avail-
able online [18].

Additional questions

In addition to the QOC, a number of healthcare commu-
nication items were included. These were: 1) two questions
concerning physician-patient communication in general; 2)
two questions assessing overall satisfaction with healthcare;
and 3) one question assessing physician comfort talking about
dying. These questions were included to provide measures of
comparable constructs to those assessed by the QOC.

Patient demographic data collected included age, sex and
race. Patients also completed the Center for Epidemiologic
Study – Depression (CES-D) survey, a validated instrument
for assessing depressive symptoms, and the CES-D was
scored according to standard methods [19]. As previously
validated, a CES-D score of 16 was used as the dichotomous
cut-off point, with higher and lower scores indicating presence
or absence of depression, respectively [20]. In addition,
patients were asked to report their duration of time on
oxygen therapy and co-existing illnesses. Each patient9s
forced expiratory volume in one second (FEV1) was obtained
using a portable spirometer according to American Thoracic
Society standards [21]. Alternatively, if patients consented to
medical record review, FEV1 values were obtained from
medical records. Physician demographic data was collected
using surveys sent to physicians identified by patients as being
primarily responsible for care of their lung disease. These data
included age, sex, years in practice, years caring for the
patient, specialty and subspecialty training, and number of
patients treated with COPD.

Statistical analyses

QOC items were examined using descriptive analyses
including % missing, % "doctor did not do this", %
respondents scoring 0, % respondents scoring 10, means, SD

and ranges. The per cent of patients endorsing items with
a score f5 was also identified. The relationship between
the QOC summary score, and both patient and physician
characteristics was assessed using Spearman9s correlation
coefficient for continuous variables, Kruskal-Wallis test for
categorical variables and the Mann-Whitney test for dichot-
omous variables. The relationship between the QOC sum-
mary score and other variables that were expected to measure
similar, but not identical, constructs were assessed, including:
1) general satisfaction with care; and 2) overall ratings of
communication. Non-parametric statistics were used due to
the skew in the QOC distribution. Analyses were confirmed
using linear regression; since statistical associations were
identical, only the non-parametric statistics are presented.
Statistical significance values were set at pf0.05.

Results

At the two study sites where research staff were present in
the clinics, 78 eligible patients were identified and 50 enrolled
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for a participation rate of 64%. At the two study sites where
patients were sent a mailing describing participation, 217
eligible patients were identified and 68 enrolled for a
participation rate of 31%. Overall, out of the 295 eligible
patients contacted and asked to participate in a 1-h in-person
interview, 118 were enrolled for 40% participation. Out of the
118 enrolled patients, 115 completed the interviews and three
were unable due to fatigue. Questionnaires were mailed to
physicians for 102 patients (physicians could not be contacted
for 13 patients). Questionnaires were returned from physi-
cians for 88 patients, giving a response rate from physicians of
86%. There were 55 unique physicians: 39 physicians had one
patient, eight physicians had two patients, three physicians
had three patients, two physicians had four patients, and
three physicians had five or six patients. Demographic
characteristics of the patients and physicians are shown in
table 1. Patients had a mean age of 67 yrs and a mean
predicted FEV1 value of 29%. Approximately three-quarters
of patients were male and 84% were Caucasian. Over 80% of
the physicians were trained in internal medicine and almost
60% had training in pulmonary medicine.

Description and measurement properties of the quality of
communication items

The items of the QOC and their measurement properties
are shown in table 2. To assess specific items that patients
report physicians do not perform, the proportion of patients
that indicated "doctor did not do" for each item was
examined. Endorsements indicating that the "doctor didn9t
do this" ranged from a low of 0% on three items to 88.7% on one
item. There were four items that more than half of patients
reported were not performed by their physicians. These
included "talking about how long you have to live" (74.8%),
"talking about what dying might be like" (87.0%), "talking
with loved ones about what dying might be like" (88.7%) and
"asking about your spiritual or religious beliefs" (82.6%).

In order to identify items on which physicians were rated
most highly, the proportion of patients rating an item as 10
out of 10 was examined. All items had some respondents
endorsing this maximum score. These endorsements ranged
from a low of 3% of respondents on the item "how good is your
physician at talking with loved ones about what dying might be
like" to 59% of respondents on "how good is your physician at
listening to what you have to say". The other items that were
rated as 10 byw50% of patients were "answering all questions
about your illness" and "looking you in the eye".

To assess which items, when performed, were rated poorly,
items for which at least one quarter of patients endorsing the
item rated their physician as f5 on the scale of 0–10 were
examined. These poorly performed items included "asking
about your spiritual or religious beliefs" and "talking about
how long you have to live."

Measurement properties of the quality of communication
summary score

A summary score for the QOC was calculated as the average
of all valid items and was then multiplied by 10 to give a score
ranging 0–100. The summary score was based on at least five
valid responses out of a total of 17 items. The QOC summary
score using this method was 87.4 with a SD of 14.9 and a range
8–100. There was no floor effect (individuals who scored their
physician at 0) and 19% of patients gave their physician a score
at the questionnaire9s ceiling (a perfect score of 100) (table 2).

Correlates of better quality communication

There were no significant associations between the patient
or physician characteristics in table 1 and the QOC summary
score (data not shown). There was, however, a significant
association between the QOC summary score and the burden
of depressive symptoms as assessed by the CES-D. Using the
dichotomous cut-off for depression for the CES-D, those with
a CES-D score consistent with clinical depression at o16 had
a QOC summary score of 82.6 compared to those with a
CES-D score v16 who had a significantly higher QOC
summary score of 90.2 (pv0.001).

Patients9 assessment of their overall ratings of physician
communication skill and their general satisfaction with care
were all associated with the QOC summary score. The
patients9 assessments of the physicians9 overall communication
were significantly correlated with the QOC summary score, as
shown in table 3. In addition, the patients9 assessment of the
physicians9 comfort in talking about dying was also highly
correlated with the QOC summary score. Finally, the
patients9 overall satisfaction with care was also significantly
correlated with the QOC summary score.

Table 1. – Participant characteristics

Participant characteristics Patients Physicians

Subjects n 115 55
Age yrs 67.2¡9.5 43.4¡9.0
Duration oxygen use months 35.0¡24.6
FEV1 % pred 29.0¡14.3
Time since med school graduation yrs 16.4¡10.2
Male 72 (83) 80 (45)
White 84 (96) 84 (46)
Married or with partner 46 (53)
Education

f8th grade 4 (5)
9–12th grade 39 (45)
w12th grade/some college 34 (39)
College degree 12 (14)
wCollege 9 (10)

Health insurance
Private, prepaid 21 (24)
Government programme 94 (108)
None 1 (1)

Monthly income
f$500 2.6 (3)
$501–$1500 43.5 (50)
$1501–$3000 20.9 (24)
o$3001 22.6 (26)

Type of practice
Solo or small group private 5.4 (3)
Group practice 14.3 (8)
HMO 10.7 (6)
VA clinic 42.9 (24)
University clinic 14.3 (8)
County hospital clinic 10.7 (6)

Specialty
Family practice 7.5 (4)
Internal medicine 82.1 (46)
Other 8.9 (5)

Subspecialty training#

Pulmonary 58.9 (33)
Critical care 50.0 (28)

COPD patients cared for n
w200 patients 44.6 (25)

Data are presented as mean¡SD or % (n). FEV1: forced expiratory
volume in one second; HMO: health maintenance organisation; VA:
veteran affairs; COPD: chronic obstructive pulmonary disease. #:
respondents were able to endorse more than one subspecialty.
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Discussion

There has been increased emphasis on the importance of
patient-physician communication about end-of-life care in the
medical literature [22]. A number of excellent review articles
have provided expert opinion concerning the delivery of bad
news [23–27] and communication about palliative medicine
[28], but there are limited empirical data that show how to
improve this communication [26]. Prior qualitative studies of
patients with severe COPD suggest that communication about
end-of-life care and concerns about death are important
to these patients [10, 29, 30]. In the current study, patients9
ratings of the quality of specific areas of patient-physician
communication about end-of-life care were examined. There
were several areas of communication that patients rated
highly, including listening to patients, attending to patients9
concerns and answering patients9 questions. Although these
are general communication skills that extend beyond communi-
cation about end-of-life care, they have been demonstrated to
be important to patients with life-limiting diseases, including
COPD, in prior qualitative studies [10–14]. Identifying those

aspects of communication that most physicians perform well
provides positive feedback for physicians caring for patients
with severe COPD and may be an important strategy for
promoting end-of-life communication.

There were also a number of areas that physicians
addressed poorly or not at all. These areas centre on difficult
issues, such as being able to talk with patients about how long
they have to live and what dying might be like. These tasks
require that patients and physicians talk honestly about
prognosis and death, and require that physicians educate
patients about the nature of their disease. Prior research
suggests that education about these issues is particularly
important to patients with COPD [10]. Among patients with
terminal or life-limiting illness, honest and straightforward
information is paramount among communication needs [31].
In a large multi-centre study of patients with cancer, 87%
reported wanting all possible information [32]. Despite the
desire of many patients for full and truthful information,
dramatic disagreement is often found between patients9 and
physicians9 estimates concerning survival. Patients are more
optimistic about their prognosis than their physicians, and

Table 2. – Quality of communication questionnaire (QOC) item characteristics

QOC Items Missing#

% (n)
Doctor

didn9t do
% (n)

Scoring 0
out of 10

% (n)

Scoring 10
out of 10

% (n)

Mean¡SD

score}
Range Scoring f5

out of 10
% (n)z

Using words you understand 6.1 (7) 2.6 (3) 0.0 (0) 39.1 (45) 8.76¡1.46 4–10 5.7 (6)
Looking you in eye 4.3 (5) 0.9 (1) 0.0 (0) 51.3 (59) 8.94¡1.65 3–10 7.3 (8)
Including loved ones in treatment discussions 6.1 (7) 37.4 (43) 0.0 (0) 27.8 (32) 8.85¡1.67 2–10 6.2 (4)
Answering all questions about illness 2.6 (3) 1.7 (2) 0.9 (1) 56.5 (65) 9.01¡1.68 0–10 5.5 (6)
Listening to what you have to say 1.7 (2) 0 (0) 0.0 (0) 59.1 (68) 9.05¡1.56 2–10 5.3 (6)
Caring about you as a person 6.1 (7) 0 (0) 0.9 (1) 47 (54) 8.82¡1.74 0–10 8.3 (9)
Giving full attention 1.7 (2) 0 (0) 0.0 (0) 56.5 (65) 9.07¡1.56 1–10 4.4 (5)
Talking about your feelings about getting

sicker
3.5 (4) 43.5 (50) 0.0 (0) 23.5 (27) 8.46¡2.05 2–10 14.8 (9)

Talking about details if you got sicker 1.7 (2) 47.0 (54) 0.9 (1) 21.7 (25) 8.25¡2.32 0–10 16.9 (10)
Talking about how long you have to live 3.5 (4) 74.8 (86) 0.9 (1) 11.3 (13) 7.68¡3.09 0–10 28.0 (7)
Talking about what dying might be like 5.2 (6) 87.0 (100) 0.0 (0) 4.3 (5) 8.67¡2.35 3–10 11.1 (1)
Talking with loved ones about what dying

might be like
6.1 (7) 88.7 (102) 0.0 (0) 2.6 (3) 9.00¡1.26 7–10 0 (0)

Involving you in treatment discussion about
your care

5.2 (6) 47.8 (55) 0.9 (1) 17.4 (20) 8.39¡2.11 0–10 13.0 (7)

Asking you about important things in life 4.3 (5) 48.7 (56) 0.9 (1) 16.5 (19) 8.41¡1.97 0–10 11.1 (6)
Respecting important things in your life 8.7 (10) 21.7 (25) 0.9 (1) 37.4 (43) 8.94¡1.77 0–10 8.8 (7)
Asking about spiritual, religious beliefs 2.6 (3) 82.6 (95) 0.9 (1) 3.5 (4) 7.18¡3.07 0–10 29.4 (5)
Respecting spiritual, religious beliefs 17.4 (20) 46.1 (53) 0.0 (0) 19.1 (22) 8.50¡2.45 1–10 16.7 (7)
QOC summary score (transformed to

0–100 scale)
1.7 (2) 0.0 (0) 19.1 (22) 87.37¡14.90 7.50–100 1.8 (5)

#: missing includes "don9t know" and "refusal" responses; }: item scores on a scale of 0–10 and summary score transformed to 0–100; z: % based on
number of valid responses.

Table 3. – Quality of communication questionnaire (QOC) association with healthcare communication items, general satisfaction
with care and comfort discussing dying

Spearman correlations
with QOC score (p-value)

Communication items
How would you rate your treatment discussions that you have had with your physician?# 0.68 (0.0001)
Rate your doctor9s overall communication# 0.67 (0.0001)

Satisfaction with care
How skilled and knowledgeable is your physician?} 0.24 (0.01)
How would your rate the overall care you have received from your doctor?# 0.52 (0.0001)

Comfort discussing death
How comfortable is your doctor about talking about dying?# 0.71 (0.0001)

#: 1–10 with 0=very worst and 10=very best; }: 1=not at all, 2=somewhat, 3=quite, 4=very, 5=extremely.
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the physicians9 estimates are more accurate [33]. In addition,
some physicians report deliberately withholding information
in response to patients9 own assessments, as humane ways of
preserving or fostering hope in their patients [34–36]. Further
studies are needed to find ways to help physicians provide
truthful disclosure about prognosis.

Another area that physicians did not address or addressed
poorly was asking about patients9 spiritual or religious beliefs.
Prior studies suggest that the majority of patients want to
discuss spiritual or religious issues with their physicians
[37–39] and, in Europe, religion may be an important
determinant of the care patients receive [40]. Several reviews
suggest approaches that physicians can take in discussing
religion with patients [41, 42], although empirical data about
which specific techniques improve patient satisfaction are
limited. The current study confirms this to be an area that
many physicians do not discuss with their patients with
COPD and, when they do discuss this area, patients rate the
quality of these discussions relatively poorly.

Although there are no prior studies examining the quality
of patient-physician communication about end-of-life care
specifically for patients with COPD, there have been studies
that have examined this communication among a general
patient population or patients with cancer. Several qualitative
studies have examined the quality of patient-physician
communication about "do not resuscitate" orders for hospi-
talised patients [43], and communication between physicians
and outpatients about advance directives [44, 45]. These
studies found substantial short-comings in the communica-
tion skills of physicians, noting that physicians spend 75% of
the time talking, and miss important opportunities to allow
patients to discuss their personal values and goals of therapy.
A recent randomised trial showed that an intensive 3-day
communication skills workshop can improve oncologists9
communication skills, as judged by experts viewing video-
taped encounters with patients [46]. The goal of the current
study was to use the perspective of patients with severe COPD
to assess the quality of patient-clinician communication about
end-of-life care and to determine the specific aspects of this
communication most in need of improvement. If additional
studies find this questionnaire to be reliable, valid and
responsive to change, it may hold promise as an outcome
measure for interventions to improve this communication.
This report provides preliminary validation of this measure,
assessing patient-physician communication about end-of-life
care. The measure is a 17-item questionnaire completed by
patients in v5 min. This questionnaire correlated with meas-
ures assessing similar constructs, such as overall satisfaction
with care and satisfaction with general communication.
Future studies will be needed to assess the measurement
characteristics of this questionnaire, including additional
measures of reliability and validity, and to assess the
responsiveness of this questionnaire to interventions intended
to improve the quality of communication.

No association was found between the patient ratings of
quality of communication and most of the patient character-
istics, including sex, socio-economic status or education. There
was also no association between the QOC summary score and
physician characteristics, including sex, age, years in practice
and specialty. However, it is important to note that the small
sample size in this study may limit the ability to find small but
important differences in assessment of quality of commu-
nication. An association was found between depressive symp-
toms and the QOC summary score, such that the higher the
burden of depressive symptoms, the lower the patient ratings
of the quality of the physician9s communication about end-of-
life care. In this study, it can not be determined whether this
association reflects poorer quality of communication about
end-of-life care with these patients or that patients rate this

communication more critically due to their depressive symp-
toms. Future studies are needed to distinguish these possibilities.

The present study has a number of other important
potential limitations. First, the overall participation rate was
v50%. It is likely that patients who do not wish to participate
in a study concerning communication with their physician
may differ from those that are willing to participate. For
example, patients unwilling to participate may be less willing
to discuss end-of-life care with their physician. Since
communication about end-of-life care may need to occur
even with patients less willing to have such communication,
understanding the perspectives of these patients is extremely
important. Prior research has also found relatively low
participation rates for interviews or surveys regarding end-
of-life care [47]. Although there is no ethical alternative to
studying only those willing to participate, future studies may
find ways to make participation more attractive or interesting
to these patients. The study presented here showed an
important difference in participation rates between the two
methods used for recruitment. The more resource-intensive
method of having a clinician familiar to the patient introduce
the study produced a much higher participation rate than the
less resource-intensive mailing method. A second limitation of
this study is that the use of a questionnaire for patients9
assessment, by design, assesses only patients9 perspective on
patient-physician communication. It may be the case that
patients rate a physician9s communication highly because
they don9t have experiences or a frame of reference that
allows them to see the short-comings of this communication.
In addition, there may be aspects of patient-physician
communication that might represent high-quality commu-
nication but might not be associated with higher patient
satisfaction ratings. Although patient ratings of quality are
not the only way to evaluate this communication, the current
authors believe that it represents an important perspective
that should be included. It also has the advantage of being less
resource intensive than expert evaluation of videotapes [46].
Third, some physicians were represented more than once;
however, the majority of physicians had only one patient in
this study and the QOC score was not different between those
with one patient and those with more than one, making
it unlikely that this would be an important source of
confounding. Finally, this study took place in one city in
the USA, and there may be important regional, cultural and
national differences in the way that healthcare is delivered or
perceived that may affect patients9 assessment of the quality
of communication about end-of-life care. Further study is
needed to understand these differences.

In conclusion, this study describes the specific components
of the quality of patient-physician communication about end-
of-life care from patients9 perspectives and suggests that there
are three specific areas which need to be improved in respect
to communication with patients with chronic obstructive
pulmonary disease, as follows: talking about prognosis,
talking about dying, and talking about spirituality and
religion. These areas provide specific target areas for quality
improvement efforts and future research. Studies are needed
to identify the most feasible and effective way to improve
these aspects of communication about end-of-life care
between patients, physicians and other healthcare providers.
This study also suggests that the quality of communication
questionnaire may be a useful tool for evaluating interven-
tions to improve communication about end-of-life care.
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