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ABSTRACT

Systematic, nationally representative information about physicians’ attitudes and behavior
with respect to hospice care is not available. We sought to describe these previously unex-
amined attitudes and practices. We conducted a mail survey of a random national sample of
1311 internists, of whom 697 responded (an unadjusted response rate of 53%). We elicited
physician’s attitudes and self-reported practice with respect to hospice. Most internists (89%)
felt that hospice care was a good form of terminal care. Physicians with longer definitions of
what constitutes “terminal” illness and those whose patients were more accepting of their
prognoses were more likely to hold this opinion. Over the course of a year, the median in-
ternist referred five patients to hospice. Specialists and those with longer definitions of “ter-
minal” were more likely to have done so. When asked “If you knew exactly how long a pa-
tient had to live, how long before death would you refer them to hospice?” the average
response was 12.1 + 8.5 weeks, but responses varied from 1 to 52 weeks, and the pattern of
responses was bimodal, with one peak at about 13 weeks (73% of internists) and one at about
25 weeks (27%). Moreover, the distribution of hospice enrollment times implied by physician
reports about ideal practice is significantly more compact than the distribution of survival
that is actually observed; physicians support far fewer very short (<2 weeks) and very long
(>6 months) stays in hospice than are observed. We conclude that internists show significant
support for, and utilization of, hospice and they endorse a length of stay that is longer than
currently observed. These findings suggest that it may be possible to increase both the num-
ber of patients using hospice and their duration of use of hospice.

INTRODUCTION

HUSPICE USE IN THE UNITED STATES has grown
rapidly in the 16 years since the introduc-
tion of the Medicare hospice benefit. By 1996,
approximately 260,000 new beneficiaries were
receiving hospice care per year at a total annual
cost to Medicare in excess of $1.5 billion; the

number of patients has consistently grown 10%
to 20% per year (Health Care Financing Ad-
ministration, unpublished data). This increas-
ing use is matched by positive attitudes toward
hospice in the general public, as documented
in at least one national survey of the general
public' as well as in samples of the terminally
ill and their families.?
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The appeal of hospice lies in its advantages
over traditional, hospital-based terminal care:
it is usually delivered at home, facilitating at-
home death®; it optimizes pain relief?; it in-
creases patient and family satisfaction*; and
it is cost effective.!%1° In light of these benefits,
commentators have encouraged physicians to
optimize their use of hospice.!*"'® To this end,
attention might be directed to both the number
of patients referred and the length of time most
patients spend in hospice. However, regarding
the latter, existing data suggest that timing
hospice enrollment is a difficult task for physi-
cians. For example, several commentators!®18-20
and studies?’?” have examined the role of prog-
nostication as a barrier to hospice use. Such dif-
ficulty may partially explain the substantial
heterogeneity in lengths of stay at hospice that
has been noted, with 16% of patients dying
within a week of enrollment and 15% living for
more than 6 months.?®

In light of these complications, it is very dif-
ficult to infer physicians” views of “best prac-
tice” in regard to hospice referral from ob-
served behavior. How do internists regard the
appropriateness of hospice? What do they feel
to be an optimal enrollment time? Despite their
centrality to any effort to understand (or
change) actual hospice use, these questions
have not, to our knowledge, previously been
addressed. Furthermore, it is not known how
these views vary between internists. Therefore,
we conducted a survey of a random, national
sample of internists to assess physicians’ atti-
tudes and self-reported practice with respect to
hospice. Because of the central role of the for-
mulation of a prognosis in hospice enrollment,
we gave special attention to the relationship be-
tween physicians’ attitudes and behavior in re-
gards to prognostication on the one hand and
their views of hospice use on the other. In a
companion paper, we report in greater detail
on physicians’ attitudes towards prognostica-
tion in general.?

METHODS

Survey instrument

Survey subjects received a 12-page, confi-
dential survey instrument requiring about 20
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minutes to complete, a cover letter, a small
financial incentive, and a prepaid return en-
velope. The survey instrument, which has
been previously described,?>?? also solicited
demographic data, attitudes and self-reported
practice with respect to prognostication and
attendant clinical decisions, and open-ended
comments. A verbatim list of key items from
the survey that are analyzed in this article is
presented in the Appendix. There were three
mailing waves.

Subjects

Using the 1994 American Medical Associa-
tion (AMA) Masterfile,* the AMA provided a
random sample of 1500 internists drawn from
the 94,381 internists who had completed their
training and were in active practice. This sam-
ple size was dictated by a prior power calcula-
tion (taking into account typical response
rates), which suggests that the sample would
have greater than 95% power to detect differ-
ences of 10% in the proportions of physicians
holding specific views. Of the 1500 names ini-
tially provided by the AMA, 82 were excluded
because they were only secondarily internists;
71 were excluded because they did not have
current addresses (the mail was returned by the
post office or the address provided by the AMA
was inadequate); and 36 were excluded be-
cause they noted themselves to meet exclusion
criteria (e.g., they responded but noted that
they were retired). The final sample thus con-
sisted of 1311 internists.

A total of 697 physicians responded to the
survey, yielding an unadjusted response rate of
53% (697 of 1311). This response rate compares
favorably with response rates achieved in such
lengthy surveys of physicians.>! Assuming that
subjects who did not respond were eligible to
participate in the same proportion as those
whose eligibility status could be ascertained,
the estimated denominator for the survey may
be adjusted downward to 1179; consequently,
the adjusted response rate is 59% (697 of
1179).%2 Due to occasional missing data, and be-
cause a few subjects returned unusable sur-
veys, not all totals in the analyses equal 697.

Two techniques were used to evaluate non-
response: (1) respondents and nonrespondents
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were compared along several demographic
variables that were available for all 1500 sub-
jects, and (2) the pattern of responses across
time was assessed. In keeping with previous
research examining response rates based on
Masterfile samples,® our respondents did not
differ from nonrespondents in terms of age,
specialty, or geographic location. Moreover,
time to response was not associated with any
of the variables reported here in a statistically
significant fashion, including, for example, age,
sex, specialty, proportion of time spent in pa-
tient care, experience with hospice referral, or
attitudes toward prognostication. Thus, the in-
cremental addition of respondents to the sur-
vey sample had no observed effect on sample
representativeness.**3

Statistical analysis

Multivariable techniques were necessary and
appropriate for three questions presented here
in order to separate the core associations from
possibly spurious associations. Logistic regres-
sion was used to examine which subgroups of
internists were most likely to regard hospice fa-
vorably, since this was a dichotomized re-
sponse variable. The second set of analyses
below interrogate which characteristics of in-
ternists are associated with greater referral to
hospice. For count data of this type, negative
binomial regression was used.?® This technique
is an extension of Poisson regression that esti-
mates an additional error term with a log
gamma distribution, and it was required be-
cause the regressions showed that there was
substantial extra-Poisson variation in the data.
The third set of multivariable analyses again
use logistic regression to show the degree to
which characteristics are associated with pref-
erences for relatively earlier referral. All the re-
gression results are reported as the odds-ratios
(OR) associated with each variable.?

RESULTS

Respondents

As previously reported,* respondents had a
mean (=5D) age of 45.8 = 10.7 and had spent
a mean of 18.9 + 11.0 years in practice; 77.6%
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spent 90% or more of their time in clinical prac-
tice; 80.7% were male; and 79.8% were board
certified. Their specialties were as follows:
47.8% were general internists, 12.5% were car-
diologists, 9.5% were gastroenterologists, 6.9%
were pulmonologists, 6.6% were hematolo-
gist/oncologists, and the remaining 16.7%
were some other internal medicine subspe-
cialty.

Attitude toward and practice of hospice referral

With respect to attitude, most physicians
(89.2%) reported feeling that hospice is “an ap-
propriate mode of care for most terminally ill
patients.” As shown in Table 1, this attitude
was not associated with physician characteris-
tics such as specialty, years in practice, pro-
portion of time in patient care, board certifica-
tion, or gender; however, it was associated with
having a definition of “terminal” that involved
longer survival. We asked physicians, “When
physicians say that a patient is ‘terminal,” how
many weeks, on average, should the patient
have left to live?” Adjusting for other factors,
each 1-week increase in the definition of “ter-
minal” was associated with a 6% increase in the

TasLe 1. FACTORS ASSOCIATED WITH INTERNISTS'
Attitupe Towarp Hospice Usk
Variable Qdds ratio 95% ClI
Generalist (vs. specialist) 1.03 0.59-1.82
Percentage of time in patient 0.98 0.85-1.12
care (10% increment)
Board certified 0.88 0.42-1.82
Years in practice 1.01 0.98-1.03
Male gender 1.05 0.50-2.17
Definition of terminality 1.06 1.02-1.10°
in weeks
Definition of terminality not (.48 0.23-0.990
quantifiable in weeks
Prognostication is stressful 0.92 0.51-1.64
Patients do not expect too 2.35 0.96-5.74
much certainty
Patients accept prognoses 2:32 1.09-4.930
that are offered
Physicians should wait to be 1.09 0.62-1.92

asked before offering
prognoses

The table shows a logistic regression model of response
to the question “hospice is an appropriate mode of care
for most terminally ill patients.” There were complete
data for 571 cases.

ap < 0.01.

by < 0.05.
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odds of favoring hospice (95% CI, 2-10%).
Thus, a physician whose definition of termi-
nality was in the 75th percentile (24 weeks) was
3.3 times more likely to view hospice favorably
than a physician whose definition was in the
25th percentile (4 weeks). In addition, physi-
cians who felt that terminality could not be de-
fined in terms of weeks (or a time frame in gen-
eral) were 52% less likely to favor hospice use.
Furthermore, those physicians who feel that
their patients display more trust in their (the
physicians’) judgment (measured in two ways)
are more approving of hospice (OR, 2.32; 95%
CI, 1.09-4.93; and OR, 2.35; 95% CI, 0.96-5.74,
respectively, for questions regarding patients’
acceptance of physicians’ prognoses and the
certainty they expect).

A majority of physicians had at least some
experience with hospice referral; 84.1% had re-
ferred at least one patient to hospice in the year
prior to the survey; the median number of pa-
tients was five, and the interquartile range ex-
tended from two to ten. This experience varied
substantially with specialty, however. For ex-
ample, in the year prior to responding to the
survey, the median general internist reported
having referred 5 patients to hospice; the me-
dian pulmonologist/critical care physician re-
ferred 10 patients; and the median hematolo-
gist/oncologist referred 38 patients to hospice.
(The differences between these groups are all
significant at the <0.001 level.) As shown in
Table 2, adjusting for other factors, generalists
referred fewer patients to hospice; male physi-
cians and those spending more time in patient
care referred patients more often. Importantly,
physicians who felt favorably about hospice
were much more likely to report having re-
ferred patients. Moreover, longer definitions of
what it means for a patient to be “terminal”
were also consistently associated with in-
creased use of hospice. There was a negative
association between viewing one’s patients as
accepting of one’s prognoses and one’s fre-
quency of hospice referral. Physicians’ atti-
tudes toward prognostication overall were not
consistently associated with hospice referral.

Preferred length of hospice use

Given the extensive use of at least some hos-
pice, we investigated variation in physicians’
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TaBLE 2. FACTORS ASSOCIATED WITH INTERNISTS
SELF-REPORT OF NUMBER OF PATIENTS REFERRED
TO HOSPICE IN THE PRECEDING YEAR

Coefficient

Variable (ratio) 95% ClI

Generalist (vs. specialist) 0.65 0.51-0.812

Percentage of time in patient 1,13 1.06-1.192
care (10% increment)

Board certified 1.12 0.84-1.51

Years in practice 0.99 0.98-1.00

Male gender 1.36 1.02-1.810

Definition of terminality 1.03 1.01-1.042
in weeks

Definition of terminality not 113 0.80-1.60
quantifiable in weeks

Prognostication is stressful 0.97 0.77-1.22

Patients do not expect 1.15 0.86-1.52
too much certainty

Patients accept prognoses 0.61 0.42-0.88¢
that are offered

Physicians should avoid being 0.86 0.60-1.24
specific in offering prognoses

Physicians should wait to be 0.97 0.77-1.21
asked before offering
prognoses

Hospice is appropriate for 2.04 1.41-2.96"

most terminally ill patients

The table shows a negative binomial regression model
of self-report of number of patient referred to hospice in
the preceding year. The constant and alpha parameter
have been omitted; the alpha parameter indicated
substantial overdispersion in the data relative to the Pois-
son. There were complete data for 555 cases.

ap = 0.001.

bp < 0.05.

< 0.01.

preference regarding timing of hospice enroll-
ment. We asked “If you knew exactly when a
patient was going to die, how many weeks be-
fore death would you refer the patient for
home-based hospice care, if you felt that hos-
pice care was appropriate?” The range of re-
sponses to this question is shown in Figure 1.
The average “lead time preference” was 12.1 =
8.5 weeks; only 2.0% would ideally prefer for
their patients to spend only a week or less in
hospice, and only 3.6% would ideally prefer for
their patient to spend more than 26 weeks. Re-
sponses varied from 1 to 52 weeks, and the pat-
tern of responses was bimodal. That is, as
shown in Figure 1, 73% had a lead time pref-
erence of less than 16 weeks to live, with a peak
at about 13 weeks, and 27% had one of 16 or
more weeks to live, with a peak at about 25
weeks.
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FIG. 1. Distribution of “lead time preference” with re-

spect to hospice referral in a national sample of internists.

Table 3 presents a logistic regression model
of the characteristics of physicians associated
with having preferences for relatively earlier
enrollment (defined as enrollment greater than
or equal to 16 weeks before death). Lead time
preference was not associated with years in
practice, amount of time in patient care, gen-
der, or board certification. But adjusting for
these covariates, physicians who thought hos-
pice was an appropriate mode of terminal care
were 3.72 times as likely to prefer a lead time
of 16 weeks or more (95% CI, 1.29-10.80), and
generalists were 1.66 times as likely (95% CI,
1.07-2.58).

What do these expressed preferences imply
about the survival distribution of these physi-
cians’ patients taken as a whole? We weighted
each physician’s lead time preference by the
number of patients they reported having re-
ferred to hospice in the previous year and de-
veloped an implied survival distribution for
patients who might have been referred in this
way, as shown in Figure 2. This distribution
demonstrates the survival times following en-
rollment in hospice that would be observed if
physicians could make perfect predictions and
they were willing and able to act on their stated
lead time preference. The median survival in
such a distribution is 11.8 weeks, with an in-
terquartile range of 7.6 to 23.6 weeks. Fewer
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than 1% of patients would live less than a week,
and fewer than 0.5% would live longer than 6
months.

DISCUSSION

We surveyed a national random sample of
internists to assess certain of their attitudes and
practices regarding hospice care. We found that
there is substantial support for, and referral to,
hospice. In addition, attitude and self-reported
behavior were highly linked. It is not possible,
given this cross-sectional data, to determine the
causal ordering between these favorable atti-
tudes toward hospice and the frequent practice
of referral; it is likely that the two are codeter-
mined.

Although a large majority of physicians sup-
port hospice as a form of terminal care, there
remains significant heterogeneity in attitudes
and practice with respect to hospice referral. As
might be expected given their different patient
populations, specialists refer more patients to
hospice in a year than do generalists. As re-
ported previously, there is also substantial

TaBLE 3. FACTORS ASSOCIATED WITH
INTERNISTS” SELF-REPORTED PREFERENCE
FOR EARLIER ENROLLMENT IN Hospick

Variable Odds ratio 95% CI
Generalist (vs. specialist) 1.66 1.07-2.582
Percentage of time in patient 0.96 0.86-1.06
care (10% increment)
Board certified 1.51 0.86-2.65
Years in practice 1.00 0.98-1.02
Male gender 1.21 0.70-2.11
Prognostication is stressful 0.76 0.48-1.19
Patients do not expect too 1.39 0.83-2.34
much certainty
Patients accept prognoses 0.82 0.41-1.64
that are offered
Physicians should wait to be 1.20 0.77-1.85
asked before offering
prognases
Hospice is appropriate for 3.72 1.29-10.80°

most terminally ill patients

The table shows a logistic regression model of response
to the question “If you knew exactly when a patient was
going to die, how many weeks before death would you
refer the patient for home-based hospice care, if you felt
that hospice was appropriate?” Responses were
dichotomized at =16 weeks versus <16 weeks. There
were complete data for 468 cases.

ap < 0.05.
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FIG. 2. Implied survival distribution from hospice lead

time preferences of a national sample of internists
weighted by self-reported referral experience (heavy line).
The shaded curve is the observed survival distribution in
the United States.?® Median survival times are indicated
for comparison.

disagreement among internists in what consti-
tutes a “terminal” patient. Physicians who de-
fine “terminal” patients as those with relatively
longer to live are more likely to approve of and
use hospice.

Similarly, there exists a substantial diversity
of opinion as to what constitutes the ideal time
prior to death at which a patient should be re-
ferred to hospice. Generalists and those sup-
portive of hospice care reported preferences for
longer use of hospice. These results were ag-
gregated to demonstrate that if physicians’
preferences were acted on and were the sole
determinant of hospice timing, the median
length of stay in hospice would be just under
12 weeks; moreover, there would be virtually
no very short (<1 week) or very long (>6
months) enrollments.

This work provides another view on the re-
cent attention to the variation in the timing of
hospice use. For example, a recent study
demonstrated that the majority of patients en-
rolled in hospice programs under the Medicare
benefit, especially those with cancer, are en-
rolled relatively late in the course of their ill-
ness; many patients (25%) die within 2 weeks
of referral, and most (85%) die within the 6-
month Medicare standard.?® Our results indi-
cate that physicians do not affirmatively desire
such survival times; the variation that exists in

IWASHYNA AND CHRISTAKIS

physician ideals is insufficient to explain the
variation observed in actual survival following
enrollment. In particular, physicians’ ideals of
behavior would place far fewer individuals in
the tails of the distribution.

While documenting this incongruity be-
tween physicians’ ideal referral practice and
the observed survival of patients following
hospice enrollment, the data presented here
only support speculation on its origins. It is
possible that patients have different under-
standings of what it means to be terminal and
different ideals about the use of hospice than
do physicians; if so, the observed distribution
may represent an imperfect compromise be-
tween patients and their physicians. Compli-
cating the possibilities of such a compromise,
the SUPPORT study has shown that patients in
some serious diseases substantially overesti-
mate their own probability of long-term sur-
vival, and that these predictions affect their
treatment preferences, reducing the appeal of
palliative care.’” However, the degree to which
physicians incorporate patient preferences into
their treatment regimens at the end of life has
been questioned.™ Work in progress suggests
that this discrepancy between observed and
ideal survival distributions might be explained
by the systematic errors physicians make in
prognosis.?” Alternatively, hospices are not al-
ways and uniformly available.® That is, even
if physicians and patients agreed about the
ideal timing of hospice enrollment and were ac-
curate in their predictions, the facilities to meet
this desire promptly might not exist. Further
research into the relative contributions of
physicians’ behavior, patients’ preferences, and
the organizational context of hospice use is
therefore necessary.

Our study has several limitations. First, we
studied physicians’ behaviors and attitudes by
directly asking physicians; such self-reports
have not been validated by comparison with
physicians’ revealed preferences during actual
patient care. Second, given the response rate of
less than 100%, the possibility of recruitment
bias suggests caution in generalizing our re-
sults. However, our response rate is very sim-
ilar to that of other reported surveys requiring
physician completion,?! there was no change in
sample representativeness associated with tim-
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ing of response, and there was only a minimal
difference between respondents and nonre-
spondents on attributes of both groups that
we were able to measure. And third, we only
studied internists; studies of different popu-
lations of physicians might yield different re-
sults.

Despite these limitations, the results pre-
sented here suggest that physicians are aware
of hospice. Moreover, internists in general
agree with hospice providers about the need
for stays longer than a few weeks. Our results
suggest, therefore, that efforts to improve the
care of the dying, and, in particular, to optimize
the use of hospice, must move beyond the ba-
sic educational task of increasing familiarity
with hospice. Instead, it is necessary to seek a
more nuanced understanding of the role of
physician and patient preferences as well as in-
stitutionally constrained opportunities in order
to explain whether and when hospice is used
as a form of terminal care.
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APPENDIX

Select survey items.

For each of the following questions, please circle an answer

. I find it stressful to make predictions about the course of a patient’s illness.

Agree Disagree
[ usually wait to be asked by a patient before offering a prediction about the course of a pa-
tient’s illness

Agree Disagree
My patients often expect too much certainty when I make predictions about their illness.

Agree Disagree
My patients accept the prognoses I offer, when I render prognoses.

Agree Disagree
Physicians should avoid being too specific when making predictions to patients.

Agree Disagree
Hospice is an appropriate mode of care for most terminally ill patients.

Agree Disagree

For each of the following questions, please enter a number.

i |8

2.

Approximate number of patients who have asked you “How long do I have to live?” in the
last year: patients

Approximate number of patients you have referred for inpatient or outpatient hospice care
in the last year: patients

If you knew exactly when a patient was going to die, how many weeks before death would
you refer the patient for home-based hospice care, if you felt that hospice care was appro-
priate? ______ weeks

When physicians say that a patient is “terminal,” about how many weeks, on average, should
the patient have left to live? weeks




