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Abstract

Context. Lack of knowledge or misconceptions about palliative care (PC) can serve as barriers to accessing PC for seriously

ill patients. Although self-reported rates of PC knowledge have been increasing, little is known about how self-reports relate to

actual PC knowledge.

Objective. To determine the prevalence of PC knowledge and the portion of those reporting they are knowledgeable have

actual PC knowledge of basic PC principals.

Methods. We used the Health Information National Trends Survey 5, Cycle 2, a nationally representative data set to

describe the prevalence of self-reported PC knowledge. We conducted chi-squared test to compare self-rated PC knowledge

level with actual knowledge. Finally, we ran a logistic regression to examine if self-reported knowledge level, age, and cancer

history were associated with actual PC knowledge.

Results. About 34% of participants self-reported having at least some knowledge of PC, and 41% of those reporting

familiarities with PC were able to answer all three basic PC questions correctly. Rates of correct responses for cancer patients

were similar (42%) to the general sample and older adults were lower (35%). Compared with those with less than a high

school education, people with a bachelor’s degree and post-baccalaureate degree had higher odds ratio (21.07 and 23.07,

respectively) of actual understanding of PC.

Conclusions. We found that self-reported PC knowledge may not reflect actual PC knowledge. Physicians should carefully

explain PC when introducing it to patients. In addition, this PC information should be provided at a low literacy level to

ensure widespread understanding of the service. J Pain Symptom Manage 2019;58:460—464. © 2019 American Academy of
Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction

State and national surveys consistently have demon-
strated that the American public has little knowledge
of palliative care (PC). In a nationally representative
survey conducted in 2011, just 8% of respondents re-
ported that they were familiar with F‘C,l with state sur-
veys from California (2012)” and a more recent one
from New York (2017)” reporting that 17%—27% of
respondents, respectively, had knowledge of PC.
Despite this self-reported knowledge, misconceptions
and misinformation about PC are rampant; in the
New York study, about half of the respondents

knowledgeable about PC had a misconception about
the service. There is growing concern about the pub-
lic’s perception that hospice and PC are more or less
the same.” That is, PC is a “pre-hospice” program.
This perception is being fueled by public communica-
tion that often pairs PC with terms such as “end of
life” or “hospice”.”

Existing surveys consist of general population and
do not focus specifically on those who may need PC
most or have been exposed to PC such as patients
with cancer or who are older. These individuals have
a greater likelihood of exposure to PC services, either
through their own illness or that of a loved one. Thus,
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following research on hospice where those who have
been exposed to hospice have greater knowledge of
it,® we would expect that older populations or those
with a cancer history would have greater knowledge
and more accurate knowledge of PC.”

The purpose of this study was two-fold. First, we
aimed to determine the prevalence of PC knowl-
edge using a nationally representative data set.
Next, we examined the extent to which those re-
porting they were knowledgeable about PC to their
actual knowledge of basic PC principals. We also re-
viewed level of knowledge among people with a his-
tory of cancer and older adults, as both disease and
age increase likelihood of exposure to PC programs
and services.

Methods

Data were obtained from the National Cancer Insti-
tute’s Health Information National Trends Survey
(HINTS), a nationally representative data set. We
used newly released HINTS 5, Cycle 2 (2018) data
set containing 3504 respondents aged 18 years or old-
er to compare self-rated PC knowledge with actual PC
knowledge level.

Variables

To determine self-rated PC knowledge, participants
were asked their level of knowledge about PC, with
response options including: 1) never heard of it, 2)
know a little bit about PC, and 3) know what PC is
and could explain it to someone else. Among those
who selfreported that they knew a little bit or
more, respondents were next given three statements
about fundamental aspects of PC and asked the
extent to which they agreed with each. These ques-
tions included: 1) PC means giving up, 2) if you
accept PC you must stop other treatments, and 3)
PC is the same as hospice care. The Likert scale re-
sponses included strongly disagree, somewhat
disagree, somewhat agree, strongly agree, and do
not know. We examined self-reported and actual PC
knowledge among the entire sample, and then
among older adults and those with cancer to deter-
mine if there were differences by age and among
illness.

Analysis

We grouped people who strongly or somewhat
disagree with the statements as correct answers and
grouped do not know, strongly or somewhat agree as
incorrect responses. Then, we summed the number of
correctly answered questions to reflect actual PC knowl-
edge. We conducted chi-squared test to determine if
actual knowledge is associated with self-reported level.

Finally, we ran a logistic regression to examine if self-
reported knowledge level, age, and cancer history
were associated with actual PC knowledge, controlling
for marital status, race, education, and income. The bi-
nary dependent variable in this model was whether par-
ticipants answered all three fundamental PC questions
correctly. Jackknife replicate weights were applied dur-
ing the analyses for proper inference.”

Results

Table 1 shows demographic distribution of the data
set along with self-reported PC knowledge level. The
average age in this sample was 57 years (SD = 17)
with more women (59%) and whites (57%). About
43% of participants had at least a bachelor’s degree
and about 32% had a household income over
$75,000. Among the 3445 participants who reported
their PC knowledge, 66% of respondents had never
heard of PC, 21% knew a little, and 13% reported
that they could explain PC. About 75% of the men
and 75% non-whites reported that they had never
heard of PC. Women (39%) and whites (40%) were
significantly more likely than men (25%) and non-
whites (24%) to selfreport having PC knowledge.
Similarly, being married, having higher education
and higher income were positively associated with
level of self-reported PC knowledge.

For those who had heard of PC, few agreed with the
statements that PC means giving up (20%) or stop-
ping other treatments (30%). However, almost half
of the respondents (49%) agreed with the statement
that PC is the same as hospice care. Although there
was a significant association between self-reported
and actual PC knowledge (P = 0.007), among those
stating they are very knowledgeable, only about half
(51%) correctly answered all three PC knowledge
questions. Rates of correct responses for patient with
a history of cancer were similar (50%) to the overall
sample, however, among older adults, only 44% re-
sponded correctly to all three knowledge questions.
In fact, there was no statistically significant relation-
ship between self-reported PC knowledge with actual
PC knowledge among adults who were older than 65
years and those with a history of cancer (Table 2).

In the multivariate analysis (Table 3), self-reported
PC knowledge level and education were significantly
associated with actual PC knowledge. For people
who self-reported knowing what PC is and can explain
to others, the odds of answering all the statements
correctly were two times higher than for those who
knew a little. Compared with those with less than a
high school education, people with a bachelor’s de-
gree and post-baccalaureate degree had higher odds
ratio (21.07 and 23.07, respectively) of actual PC
understanding.
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Distribution of Self-Reported PC Knowledge

Table 1

Sample Distribution

Never Heard PC, Know a Little PC,

Know and Can Explain PC,

n = 3504 n = 2283 n="712 n = 450 Pvalue
Age (Mean, SD), yrs 57 (17) 56 (17) 57 (15) 56 (15) 0.256
Gender (Frequency, %) <0.001
Female 2054 (59) 1205 (53) 473 (66) 333 (74)
Male 1894 (40) 1032 (45) 232 (33) 116 (26)
Missing 56 (2) 46 (2) 7 (1) 1 (0)
Race (Frequency, %) <0.001
White 1983 (57) 1165 (51) 505 (71) 291 (65)
Non-white 1168 (33) 862 (38) 166 (23) 117 (26)
African-American 444 (13) 328 (14) 64 (9) 40 (9)
Hispanic 461 (13) 356 (16) 58 (8) 39 (9)
Asian 138 (4) 95 (4) 27 (4) 15 (3)
Other 125 (4) 83 (4) 17 (2) 23 (5)
Missing 353 (10) 256 (11) 41 (6) 42 (9)
Education (Frequency, %) <0.001
<High school 275 (8) 240 (11) 16 (2) 7(2)
High school 631 (18) 505 (22) 85 (12) 27 (6)
Some college 1039 (30) 710 (31) 195 (27) 117 (26)
Bachelor’s degree 910 (26) 554 (24) 206 (29) 143 (32)
Post-baccalaureate 598 (17) 240 (11) 201 (28) 152 (34)
Missing 51 (2) 34 (1) 9 (1) 4 (1)
Marital status (Frequency, %) 0.019
Married 1651 (47) 1035 (45) 373 (52) 223 (50)
Living as married 96 (3) 66 (3) 19 (3) 10 (2)
Divorced 588 (17) 372 (16) 127 (18) 81 (18)
Widowed 429 (12) 286 (13) 71 (10) 59 (13)
Separated 80 (2) 59 (3) 11 (2) 6 (1)
Single, never married 605 (17) 430 (19) 100 (14) 65 (14)
Missing/Error 55 (2) 35 (2) 11 (2) 6 (1)
Income (Frequency, %) <0.001
Less than $20,000 579 (17) 460 (20) 66 (9) 39 (8)
$20,000 to <$35,000 428 (12) 294 (13) 78 (11) 48 (11)
$35,000 to <$50,000 404 (12) 283 (12) 70 (10) 45 (10)
$50,000 to <$75,000 567 (16) 380 (17) 117 (16) 67 (15)
$75,000 or more 1109 (32) 583 (26) 307 (43) 206 (46)
Missing 417 (12) 283 (12) 74 (10) 45 (10)

PC = palliative care.

Discussion

This manuscript is the first to compare self-reported
PC knowledge with actual PC knowledge among a na-
tionally representative sample in the U.S. The rates of
self-reported PC knowledge in this very recent, nation-
ally representative sample are higher than found in
previous studies. In the present study, we found that
33% of respondents reported having knowledge of
PC, compared with earlier studies citing knowledge
rates of 8%, 17%, and 27%, respectively.'fﬁ Our

findings demonstrate that PC awareness is improving
nationally, perhaps in response to the increase in prev-
alence of PC programs and services.”’

However, despite this higher level of self-reported
PC knowledge, most lacked actual PC knowledge;
overall, 65% of respondents never heard of PC. In
addition, higher rates of no PC knowledge were found
among non-whites (74%) and those with high school
education or less (82%). Among those reporting PC
knowledge, this knowledge is accompanied by

Table 2

Association Between Self-Reported PC Knowledge With Actual PC Knowledge Level Among Subgroups

Entire Sample” (n = 1112); Frequency

(%)

Age 65 yrs and older (n = 356);
Frequency (%)

Cancer (n = 196); Frequency (%)

Know a Little

Know and Can Explain

Know a Little

Know and Can Explain

Know a Little ~ Know and Can Explain

0 correct 82 (12) 25 (6) 33 (14) 11 (9)
1 correct 128 (19) 55 (13) 49 (21) 17 (13)
9 correct 934 (35) 136 (31) 77 (39) 43 (34)
All correct 931 (34) 9291 (51) 71 (30) 55 (44)

11 (10) 6 (7)
23 (22) 14 (15)
33 (31) 96 (29)
38 (36) 45 (50)

“P=0.007.
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Table 3
Multivariate Logistic Regression Model for Factors
Associated With Being Fully Understanding PC

All Self-Report
Knows Frequency

(%; n = 925) Odds Ratio
Variable

Self-report known PC

Little 566 (61)

More 359 (39) 2.06"
Gender

Female 642 (69)

Male 283 (31) 1.13
Age, yrs

<6b 640 (69) 0.99

=65 285 (31)
Marital status

Married 498 (54)

Living as married 24 (3) 0.87

Divorced 172 (19) 0.96

Widowed 87 (9) 0.42

Separated 16 (2) 0.35

Single, never been married 128 (14) 0.79
Race

Non-white 236 (26)

White 689 (74) 1.66
Education

Less than high school 14 (2)

High school graduate 86 (9) 8.71

Some college 236 (26) 15.35

Bachelor’s degree 290 (31) 21.07¢

Post-baccalaureate degree 299 (32) 23.07¢
Income

Less than $20,000 86 (9)

$20,000 to <$35,000 102 (11) 1.45

$35,000 to <$50,000 103 (11) 1.06

$50,000 to <$75,000 163 (18) 1.16

$75,000 or more 471 (51) 1.24
Ever had cancer

No 778 (84)

Yes 152 (16) 0.79

PC = palliative care.
“P < 0.05.

substantial misconceptions about PC. Findings show
that although there was a significant relationship be-
tween self-reported and actual knowledge, only half
of those claiming to know what PC is correctly re-
sponded to all three fundamental PC statements,
and 19% of those claiming knowledge answered only
one or fewer questions correctly. Surprisingly, this
rate was not improved among older respondents and
those with a history of cancer; in fact, while not statis-
tically significant, there was a trend (P = 0.08) toward
older respondents having lower actual knowledge of
PC.

The most frequently missed knowledge statement
for all groups was “PC is the same as hospice care.”
Perhaps one of the greatest barriers to PC faced by
the U.S. health care system is the widespread confu-
sion between PC and hospice, namely that PC is
similar to hospice.'” Given the negative perceptions
of hospice and the well documented associations
between “hospice” and negative terms such as

“death” and “giving up,” 112 Jocumentation of confu-
sion between hospice and PC is concerning and can
contribute to additional barriers to PC."”

The confusion between hospice and PC stems from
the fact that PC is a component of hospice care, thus
PC is provided by both hospices and PC programs. To
avoid the arising consumer confusion around PC pro-
grams, some organizations are finding success in using
alternate terms for their PC program, such as “sup-
portive” or “comfort” care.'""”

Finally, in the regression analysis, we found that
higher education attainment (bachelor’s degree or
more) was positively associated with actual PC knowl-
edge. This finding may be due to issues of health liter-
acy. A previous study found that online PC and
oncology patient educational articles are written
beyond the national health literacy guidelines.m
Thus, although people may be more exposed to the
term “PC,” only those with higher education levels
may have the advantage of understanding what the
term actually means. Health literacy also has been
found to be predictive of end-of-life care decisions.'”

Limitations

The measurement tool used in the HINTS to mea-
sure actual PC knowledge was based on just three
fundamental questions. To better understand the
full range of PC knowledge and possible misconcep-
tions, a more comprehensive PC knowledge question-
naire would be needed. Validated tools, such as the
Palliative Care Knowledge Scale,'® a 13-question scale
that focuses on areas including the team approach,
psychosocial support, and populations served,'” may
elicit a clearer understanding of the PC knowledge
level among the general public.

Implications

This study provides initial insight into a comparison
of stated knowledge and actual PC knowledge and
demonstrates that many who claim to know about
PC lacked specific knowledge of it. This finding holds
tremendous implications for physicians and other cli-
nicians. When discussing PC or initiating referrals to
PC services, it is important for health care providers
to present a description of the services or care, regard-
less of patientstated knowledge or familiarity, to
address potential misconceptions and erroneous be-
liefs about PC. In addition, this PC information should
be provided at a low literacy level to ensure widespread
understanding of the service. Finally, by asking pa-
tients and family members to describe what they
know of PC, health care professionals will have the op-
portunity to directly address patient and family PC
misconceptions and lack of knowledge.
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