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BACKGROUND: Despite recent growth in palliative care
programs palliative care remains underutilized. Studies
suggest that patients and providers commonly associate
palliative care with end of life, often leading to misconcep-
tions and late referrals.
OBJECTIVE: To characterize self-reported palliative care
knowledge and misconceptions about palliative care
among US adults and demographic, health, and social
ro le fac tors assoc ia ted wi th knowledge and
misconceptions.
DESIGN: We conducted secondary data analysis of na-
tionally representative, self-reported data from the 2018
Health Information National Trends Survey (HINTS) 5,
Cycle 2. We examined associations between knowledge
and misconceptions about palliative care together with
demographics, health care access, health status, and so-
cial roles.
PARTICIPANTS: 3504 US adults. 2594 included in the
first analysis after omitting missing cases; 683 who re-
ported knowing about palliative care were included in the
second analysis.
MAIN MEASURES: Palliative care knowledge was self-
reported in response to: “How would you describe your
level of knowledge about palliative care?” Level of miscon-
ceptions was based on a series of factual and attitudinal
statements about palliative care.
KEYRESULTS: Among US adults, 28.8% report knowing
about palliative care, but only 12.6% report knowingwhat
palliative care is and hold nomisconceptions. Thosemost
likely to report knowing about palliative care are female,
college-educated, higher income, have a primary health
care provider, or are a caregiver. Among those who report
knowing about palliative care, misconceptions were com-
mon: 44.4% automatically think of death, 38.0% equate
palliative care with hospice, 17.8% believe you must stop
other treatments, and 15.9% see palliative care as giving
up.
CONCLUSIONS: US adults who have some knowledge of
palliative care are most likely to confuse it with hospice
but are less likely to see it as requiring forgoing treatment

or as giving up. Primary care clinicians should be encour-
aged to communicate about palliative care with patients.
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BACKGROUND

Palliative care is a health care specialty aimed at improving
quality of life and relieving suffering for patients of any age or
stage of disease. Specialty palliative care is provided by a
team, including physicians, nurses, social workers, and chap-
lains to manage pain and symptoms associated with serious
illness, promote illness understanding, enable treatment deci-
sions aligned with goals of care, and to support care coordi-
nation across settings and specialties.1 Palliative care is appro-
priate no matter the age or stage of serious illness and is not
associated with end of life or terminal illness.2 Evidence
shows that patients living with serious illness, their family
members, and the health care system can benefit from pallia-
tive care.1 Early integration of palliative care alongside
disease-directed treatment can improve quality of life and
reduce health care costs.2–6 Over the past decade, palliative
care programs in hospital and community-based settings have
grown dramatically.2 Still, despite increasing demand for ser-
vices, palliative care remains underutilized and misunder-
stood.2, 7, 8

Inadequate knowledge andmisconceptions lead to apprehen-
sion among patients and have been identified as barriers to the
use of palliative care.7, 9, 10 Many wrongly believe palliative
care is the same as hospice or associate it only with end of life.1,
10, 11 These misconceptions may also influence providers, who
have reported that they worry recommending patients for palli-
ative care could result in a loss of hope, or lead the patient to
believe their provider is giving up on them.1, 9 Yet, research
suggests that once consumers are aware of the benefits of
palliative care, there is broad support for its value and role for
patients with serious illness, no matter the age or stage.10

While qualitative studies and surveys in convenience sam-
ples have documented misconceptions related to palliative
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care,7, 9, 10 there are no national estimates for the magnitude of
these misconceptions. Using a nationally representative sam-
ple of US adults, this study provides insight into the extent of
these misconceptions and an examination of variability based
on demographic and social characteristics.

OBJECTIVE

The objective of this study is to provide a robust baseline for
palliative care knowledge and misconceptions in the general
population and offer insights into the demographic, health care
access, health status, and social role characteristics that are
associated with greater knowledge and misconceptions. The
purpose is to enable better targeting of public education
strategies.
We hypothesize that a range of personal health status and

social role characteristics (i.e., previous cancer diagnosis, poor
health status, status as a widow, and status as a caregiver)
would have a greater likelihood of exposing people to pallia-
tive care services and those respondents would report greater
knowledge and fewer misconceptions.

METHODS

Data Source

This cross-sectional study uses data from the Health Informa-
tion National Trends Survey (HINTS) 5, Cycle 2, conducted in
2018 (n = 3504) by the National Cancer Institute (NCI).12 The
sample is nationally representative and the data are self-
reported with the option of survey responses in English and
Spanish.12 Post-collection weighting adjusted for household
size and non-response.
Historically, NCI adds new questions based on trending

topics and recent developments in communication and cancer
care.12 In HINTS 5, Cycle 2, five questions about palliative
care were added to Section F.12 The five questions about
palliative care include the following: level of knowledge
(F1), goals of palliative care (F2), where you would go first
for information about palliative care (F3), most trusted source
of information about palliative care (F4), and perceptions
about palliative care (F5). We examined associations between
knowledge and perceptions of palliative care together with
demographics, health care access, health status, caregiver sta-
tus, and previous cancer diagnosis.12

Sample Measures

Knowledge. The first of our two dependent variables was
defined as “knowing about palliative care.” In question F1 of
the survey instrument, respondents were asked: “How would
you describe your level of knowledge about palliative care?”
Three response items were provided, and we dichotomized “I
know a little bit about palliative care” or “I know what

palliative care is and could explain it to someone else” as
“yes” and “I’ve never heard of it” as “no.”13

Misconceptions. The second dependent variable was the level
of misconceptions about palliative care. In the administration
of HINTS by NCI, questions about misconceptions were only
asked of respondents who reported at least “know a little bit”
in question F1 (and were coded as “yes” for knowing about
palliative care in our analysis). Misconceptions were based on
responses to four survey items in question F5.13 The items are
consistent with palliative care definitions from the World
Health Organization (WHO) and the National Consensus Pro-
ject for Quality Palliative Care14, 15 and were administered as
follows: “How much do you agree or disagree with the fol-
lowing statements about palliative care?” (1—Strongly Agree,
2—Somewhat Agree, 3—Somewhat Disagree, 4—Strongly
Disagree, 5—Don’t Know) for the following four statements:
“accepting palliative care means giving up,” “if you accept
palliative care, you must stop other treatments,” “palliative
care is the same as hospice care,” and “when I think of
‘palliative care,’ I automatically think of death.”13 All of
these statements associate palliative care with end-of-life,
hospice, or forgoing other treatments—common miscon-
ceptions reported in the literature.1, 2 Therefore, we cate-
gorized agreement (i.e., a response of 1 or 2) with these
responses as misconception, disagreement (i.e., a response
of 3 or 4) as accurate knowledge, and do not know (i.e., a
response of 5) as missing. The resultant variables were treated
in two ways: First, in data visualization, we preserved the
distinctions between strongly and somewhat agree and disagree
to capture how strongly held the misconception was. Second, in
regression analysis, wemodeled the response as total number of
misconceptions (ranging from 0 to 4) as a count variable.
The HINTS survey included one more item related to

palliative care in question F5, but we did not include it in
our variable for misconceptions. The item is “it is a doctor’s
obligation to inform all patients with cancer about the option
of palliative care.”While agreement with this response focuses
on greater integration of palliative care in cancer care, and
would generally be aligned with greater upstream integration
of palliative care, we excluded it since it relates more to a
professional organizations assessment of appropriate referrals,
rather than a broader understanding or misunderstanding of
the field of palliative care.16

Statistical Analysis

We controlled for characteristics expected to increase the
likelihood of a need for and/or the potential for greater inter-
action with palliative care. Drawing on the literature and
expert knowledge, we compiled a causal framework focusing
on four specific domains that we expected might impact an
individual’s knowledge and perceptions about palliative
care:17 demographics, health care access, health status, and
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social roles. Demographics includes age (in years), gender
(“male,” “female”), race/ethnicity (“Non-Hispanic White,”
“Non-Hispanic Black,” “Hispanic,” “Non-Hispanic Asian,”
and “Non-Hispanic Other”), education (recoded to “Less than
high school,” “High school to some college,” and “College or
above”), and income (9-level categorical variable ranging
from < US$9999 to $200,000 or more, in increments of
$5000, $15,000, and $25,000). The second domain, health
care access, includes the types of insurance by which the
respondent was covered at the time of survey, and whether
the respondent reports having a primary health care provider.
The third domain highlights characteristics of respondents that
would be more likely to have a need for palliative care,
including health status (self-reported with a five-level Likert
scale, recoded to fair/poor health status vs. excellent/very
good/good health; and whether the person was ever diagnosed
with cancer) and social roles (marital status, with an interest in
widowed, and current status as a caregiver (i.e., whether they
had performed any caregiving for someone with medical,
behavioral, disability, or other condition)).
Descriptive statistics of the chosen variables and their unad-

justed association with “knowing palliative care” were derived
and tabulated. For regression analysis predicting “knowing palli-
ative care,”we chose binary logistic regression which accommo-
dates the dichotomous nature of the response variable.18 To
assess the relationship between individual characteristics and
number of misconceptions about palliative care, we conducted
Poisson regression, which is fit for count outcomes such as the
number ofmisconceptions.18 For both regressionmodels, we first
performed univariate models using each independent variable
individually, followed by an adjusted model with all proposed
factors included in the model. For continuous predictors, qua-
dratic and cubic terms were also included initially to capture
potential non-linear relationships. Non-significant quadratic and
cubic terms were subsequently removed from the model. Based
on this method, the quadratic term of age was retained in the
adjusted logistic model. Statistical significance was determined
based on p value < 0.05. For categorical variables, an overall log-
likelihood ratio test was first performed, and we only interpreted
the p values of the dummy variables if the overall test was
statistically significant. All analyses used Stata 15 SE (StataCorp,
College Station, TX, USA) and adjusted for the complex sam-
pling weight feature of HINTS.

RESULTS

Less than one-third (28.8%) of the US adult population reports
knowing about palliative care, with 17.9% knowing a little bit
and 10.8% knowing well enough to explain to others. The
multivariable logistic regression model (N = 2594) reveals that
female gender and being college-educated are associated with
a greater likelihood of knowing about palliative care. Age has
an inverted u-shaped relationship, with people around 60 years
old knowing more about palliative care. Income levels lower

than $9999 (vs. $50,000 to $74,999) are associated with a
lower likelihood of knowing about palliative care. Insurance
status, health status, and cancer diagnosis were not associated
with knowledge, but having a primary health care provider
and being a caregiver were associated with a greater likelihood
of knowing about palliative care (Table 1).
Only 12.6% of US adults have no misconceptions about

palliative care (Fig. 1, N = 3445). Among respondents who re-
ported knowing about palliative care, misconceptions were com-
mon. About 44.4% endorsed a statement that when they think of
palliative care they automatically think of death, 38.0%
responded that palliative care is the same as hospice care,
17.3% agreed that if you accept palliative care you must stop
other treatments, and 15.9% suggested that accepting palliative
care means giving up (Fig. 2). The multivariable Poisson regres-
sion (Subset N = 683) results suggest that among those who
report knowing about palliative care, individuals who have less
than a high school education, have private insurance, or are
uninsured have a greater relative risk of holding a greater number
of misconceptions. While income was overall a significant pre-
dictor (p= 0.0002), we do not observe a clear trend in the risk
ratios along the income categories (Table 2).

Limitations

This study is cross-sectional and therefore only captures one
point in time with respect to knowledge and misconceptions
about palliative care. Additionally, we are only able to assess
the level of misconceptions among the population who report at
least knowing a little bit about palliative care. The measure we
use for caregiving is imperfect with respect to serious illness, as
not all caregiving roles would indicate a need for palliative care
(i.e., caregiving for a person with a developmental disability).
Lastly, we have no way to capture how individuals have learned
about palliative care, and whether primary care providers are the
source of this information, despite associations between having a
primary care provider and reporting greater knowledge of prima-
ry care.

DISCUSSION

These findings in this nationally representative sample provide
insight into the public’s knowledge of palliative care. Pallia-
tive care is an important health care specialty that provides
critical wraparound support for individuals with serious illness
and their caregivers.11 Yet, most US adults report that they are
not aware of palliative care, and those that report having some
knowledge still have misconceptions.
This study further documents widespread lack of knowl-

edge about palliative care. Lack of knowledge has already
been shown to impede timely palliative care referrals, restrict
informed decision-making based on robust communication
and goals of care conversations, and undermine the prospect
of truly patient-centered care.7, 11 However, among those
reporting knowledge of palliative care, accurate perceptions
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were held more frequently than inaccurate ones. This suggests
that current communications about palliative care are largely

effective; however, they seem to be reaching very few US
adults.

Table 1 Descriptive Statistics and Logistic Regression, Knowing About Palliative Care

Variable Overall Know about palliative care? (N = 3445)b Multivariable logistic regression
predicting the odds of knowing
about palliative care (N = 2594)Never heard of A little/very well

n %a n %a n %a p
valuec

aOR 95%CI p value

Never heard of palliative
care

2283 71.3% 2.283 – 1162 – –

Age
(years, mean, and 95%CI)

– 49.0
(48.3,
49.7)

– 47.6
(46.5,
48.7)

– 54.8
(50.6,
53.0)

<
0.001

1.07 1.02, 1.13 0.012

Age squared – – – – – 0.9994 0.9989,
0.9999

0.022

Female 2054 51.2% 1205 45.8% 806 64.0% <
0.001

2.10 1.48, 2.97 < 0.001

Race/ethnicity <
0.001

0.081d

Non-Hispanic White 1983 64.8% 1165 60.6% 796 75.8% Ref. – –
Non-Hispanic Black 444 10.8% 328 11.4% 104 9.1% 0.92 0.51, 1.67 0.786
Hispanic 461 16.0% 356 18.8% 97 8.7% 0.48 0.24, 0.94 0.032
Non-Hispanic Asian 138 5.2% 92 5.6% 42 4.2% 0.54 0.27, 1.06 0.071
Non-Hispanic Other 125 3.3% 83 3.7% 40 2.2% 0.80 0.39, 1.65 0.542
Education <

0.001
< 0.001 d

Less than HS 275 9.0% 240 11.2% 23 2.5% 0.54 0.17, 1.73 0.291
HS to some college 1670 62.3% 1215 66.8% 424 51.0% Ref. – –
College or above 1508 28.8% 794 22.0% 702 46.5% 2.40 1.69, 3.40 < 0.001
Income range, US$ <

0.001
0.003 d

$0 to $9999 219 7.8% 185 10.1% 28 1.8% 0.24 0.12, 0.48 < 0.001
$10,000 to $14,999 183 5.2% 138 5.8% 42 3.6% 0.66 0.22, 2.01 0.459
$15,000 to $19,999 177 4.7% 137 5.1% 35 3.6% 0.97 0.46, 2.04 0.936
$20,000 to $34,999 428 11.9% 294 12.4% 126 10.3% 0.92 0.51, 1.66 0.778
$35,000 to $49,999 404 13.5% 283 15.0% 115 9.4% 0.60 0.35, 1.01 0.056
$50,000 to $74,999 567 17.8% 380 18.5% 184 16.6% Ref. – –
$75,000 to $99,999 364 12.6% 212 11.4% 149 15.6% 1.49 0.76, 2.93 0.244
$100,000 to $199,999 548 19.4% 288 16.5% 252 26.4% 1.29 0.77, 2.16 0.326
$200,000 or more 197 7.2% 83 5.1% 112 12.7% 1.81 0.97, 3.38 0.060
Insurance: Medicare 1285 22.1% 852 21.2% 403 23.6% 0.156 1.03 0.67, 1.59 0.885
Insurance: Medicaid 503 15.3% 400 17.4% 90 10.0% <

0.001
0.98 0.47, 2.06 0.960

Insurance: Private 2225 66.0% 1355 62.4% 841 74.8% <
0.001

0.72 0.42, 1.24 0.227

Insurance: Other 279 6.3% 203 6.4% 70 5.5% 0.444 0.73 0.35, 1.51 0.388
Insurance: Uninsured 183 8.5% 147 10.7% 32 3.4% <

0.001
0.44 0.16, 1.20 0.106

Have a primary
HC provider

2470 65.5% 1511 60.7% 923 78.3% <
0.001

1.50 1.05, 2.14 0.027

Self-rated health as
fair/poor

554 14.8% 408 16.6% 134 10.0% 0.003 0.84 0.49, 1.46 0.530

Ever diagnosed w/cancer 593 9.4% 378 8.7% 207 11.2% 0.043 0.82 0.55, 1.23 0.331
Marital status <

0.001
0.364 d

Married/living as married 1747 52.5% 1101 49.4% 625 60.9% Ref. – –
Single 605 30.4% 430 34.0% 165 21.5% 0.96 0.60, 1.56 0.879
Divorced/separated 668 11.9% 431 11.9% 225 11.5% 1.33 0.89, 1.98 0.156
Widowed 429 5.2% 286 4.7% 130 6.2% 1.34 0.80, 2.24 0.267
Currently a caregiver 484 14.9% 262 12.0% 210 21.2% <

0.001
1.68 1.07, 2.64 0.024

Source/notes: Health Information National Trends Survey (HINTS) 5, Cycle 2, 2018. All results account for survey weights. Italicized numbers indicate
aOR being statistically significant by itself (binary or continuous predictors) or as a group (categorical predictors). 95%CI: 95% confidence interval;
aOR: adjusted odds ratio; HC: health care; HS: high school; Ref.: reference group
a: Frequencies are unweighted so they do not agree with the percentages; percentages, means and 95%CI, and ORs are weighted
b: Three choices are allowed for the question FI “How would you describe your level of knowledge about palliative care?” Answers “I know a little
bit” and “I know what palliative care is and could explain it to someone else” were grouped together as “A little/very well”; answer “I’ve never heard
of it” was listed as “Never heard of”
c: t test for age, χ2 test for others
d: p value of log likelihood ratio test of the whole categorical variable as a group. If this overall test is not statistically significant, the p values for the
independent dummy variables inside the variable are not considered statistically significant
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While this study documented the extent of misconceptions
about palliative care among the public, prior research also noted
the critical role of provider misconceptions in shaping patient
access and referrals to palliative care.19 Studies suggest that
providers often reserve palliative care referrals for care related
to a terminal illness or symptom management, and assert that
recommending patients for palliative care will result in a loss of
hope, or lead the patient to believe their provider is giving up on
them.1, 9, 19 The misconceptions assessed in this study directly
address these fears. It is interesting to note that only 15% en-
dorsed the statement that palliative care means giving up. Clini-
cian training on communicating palliative care options should
also dispel clinician misconceptions about patient reactions.
Thus, strategies aimed at increasing awareness and countering
broader public misconceptions must include efforts to address
provider misconceptions.
Recent evidence suggests that we have a shortage of palli-

ative care clinicians.2, 20 Thus, the finding that having a
primary health care provider makes individuals more likely
to know about palliative care suggests there is a valuable
opportunity for enhancing education and training of non-
palliative care providers in primary palliative care. To date, a
range of medical student and provider education strategies
have shown some promise for increasing knowledge of palli-
ative care, as well as comfort with discussing complex pain

and symptom management and advance care planning issues
among patients with serious illness.19 Yet, there is little stan-
dardization across states for what these educational strategies
should include,1 and many states still define palliative care
within their hospice guidelines.21 Moreover, while a handful
of states require primary care clinicians to provide information
to patients about palliative care, these requirements are limited
to patients with terminal illness.21 Together, thesemore limited
strategies further the association between palliative care and
end of life. Developing more robust, standardized education
strategies together with state-level guidance for promoting
earlier referrals could help to counter misconceptions about
palliative care as end of life, better prepare primary care
physicians to meet the needs of patients with serious illness,
facilitate earlier referrals to specialty palliative care, and better
prepare the non-palliative care workforce to deliver primary
palliative care.
With the shift toward value-based health care, there are in-

creasing opportunities to integrate palliative care earlier in the
course of a serious illness in a way that creates aligned incentives
for providers, payers, and patients.22 This integration should
include further enhancement of primary palliative care compe-
tencies among primary care clinicians and specialists who see
patients with serious illness and effective referral systems when
specialty palliative care is warranted.23

Fig. 1 Misconceptions about palliative care (N = 3445). Source/Notes: Source: Health Information National Trends Survey (HINTS) 5, Cycle 2,
2018. All results account for survey weights.

Fig. 2 Knowledge and attitudes about palliative care, among people who report knowing about palliative care (N = 865). Source/Notes:
Responses to question F5, Health Information National Trends Survey (HINTS) 5, Cycle 2, 2018. All results account for survey weights. Data
on misconceptions about palliative care are only available for those who report knowing something about palliative care. The response “I don’t

know” was omitted from this visualization.
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$50,000 to $74,999 Ref. – –
$75,000 to $99,999 0.84 0.56, 1.26 0.388
$100,000 to $199,999 1.08 0.76, 1.53 0.661
$200,000 or more 0.78 0.54, 1.12 0.174

Insurance; Medicare 1.00 0.69, 1.45 0.985
Insurance: Medicaid 1.46 0.75, 2.83 0.261
Insurance: Private 1.47 1.03, 2.11 0.036
Insurance: Other 0.98 0.58, 1.65 0.924
Insurance: Uninsured 2.78 1.57, 4.92 0.001
Have a primary HC provider 1.09 0.76, 1.57 0.639
Self-rated health as fair/poor 0.97 0.70, 1.35 0.849
Ever diagnosed w/ cancer 0.92 0.71, 1.20 0.544
Marital status 0.302
Married/living as married Ref. – –
Single 0.87 0.57, 1.33 0.517
Divorced/separated 0.78 0.55, 1.11 0.167
Widowed 1.21 0.79, 1.84 0.376

Currently a caregiver 0.88 0.60, 1.30 0.519

Source/Notes: Health Information National Trends Survey (HINTS) 5,
Cycle 2, 2018. All results account for survey weights. Italicized numbers
indicate aRR being statistically significant by itself (binary or
continuous predictors) or as a group (categorical predictors); a: p
value of log likelihood ratio test of the whole categorical variable as a
group. If this overall test is not statistically significant, the p values for
the independent dummy variables inside the variable are not considered
statistically significant; 95%CI: 95% confidence interval; aRR: adjusted
rate ratio; HC: health care; HS: high school; Ref.: reference group
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