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Palliative Care & Social Practice

Providing clarity: communicating the 
benefits of palliative care beyond end-of-life 
support
Julie L. Masters , Patrick W. Josh, Amanda J. Kirkpatrick, Mariya A. Kovaleva  
and Harlan R. Sayles

Abstract
Background: Palliative care affords numerous benefits, including improvements in symptom 
management, mental health, and quality of life, financial savings, and decreased mortality. 
Yet palliative care is poorly understood and often erroneously viewed as end-of-life care 
and hospice. Barriers for better education of the public about palliative care and its benefits 
include shortage of healthcare providers specializing in palliative care and generalist 
clinicians’ lack of knowledge and confidence to discuss this topic and time constraints in busy 
clinical settings.
Objectives: Explore and compare the knowledge, values, and practices of community-dwelling 
adults 19 years and older from Nebraska about serious illness and end-of-life healthcare 
options.
Design: Secondary analysis of cross-sectional data collected in 2022 of 635 adults. We 
examined the fifth wave (2022) of a multiyear survey focusing on exploring Nebraskans’ 
understanding of and preferences related to end-of-life care planning.
Methods: Descriptive statistics and chi-square tests to compare results between groups. 
Univariable and multivariable logistic regression analyses examine associations of variables 
as to knowledge of hospice and palliative care.
Results: While 50% of respondents had heard a little or a lot about palliative care, 64% either 
did not know or were not sure of the difference between palliative care and hospice. Those 
who reported being in poor health were not more likely to know the difference between 
palliative care and hospice compared to those reporting being in fair, good, or excellent 
health.
Conclusion: This study offers insight into the knowledge and attitudes about palliative care 
among community-dwelling adults, 19 years and older living in Nebraska. More effort is 
needed to communicate what palliative care is, who can receive help from it, and why it is 
not only for people at end of life. Advance care planning discussions can be useful in offering 
clarity.
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Original Research

The concept and practice of palliative care has 
served as a source of support for patients and 
families facing serious illness since the mid-to-late 
20th century.1 While oftentimes associated with 
hospice care,2 the benefits of palliative care for 

those with chronic, serious conditions can be far-
reaching. These benefits include financial sav-
ings, quality of life improvements, increased 
survivability, improved mental health, and better 
symptom management.3–9 These outcomes are a 
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result of earlier goals of care conversations that 
promote patient-centered care by aligning 
patients’ values with the care they receive.

Yet understanding the support palliative care 
offers is often lost for those with serious illness 
when it is believed to be limited to end-of-life 
care. Palliative care is based on a diagnosis of a 
serious illness, while hospice care is focused on 
both the diagnosis along with a 6 months or less 
benefit requirement. Palliative care is an umbrella 
term with a focus on supportive care that addresses 
sources of suffering to provide relief and promote 
quality of life but not intended as a cure.10

Earlier studies illuminate a lack of awareness and 
understanding of palliative care,11–13 which has 
contributed to low use by those most in need and 
when it could offer the greatest benefit for 
addressing serious symptoms.14 Likewise, 
research has demonstrated that even when indi-
viduals identify as having knowledge of what pal-
liative care is it is often full of inaccuracies and 
misperceptions.15,16 Additionally, a gap in aware-
ness and discomfort of practitioners in recom-
mending palliative care or end-of-life care17 
suggests a need for greater efforts directed toward 
communicating the purpose and value of pallia-
tive care to and for patients with serious illness 
whose prognosis is years compared to the months 
required for hospice care.14,18 Moreover, as 
reflected in both local and national surveys,11 the 
confusion between palliative care and hospice 
care underscores the value and importance of 
finding ways to educate patients, families, and the 
professional community of the benefits of pallia-
tive care, regardless of prognosis and beyond end-
of-life care.

Current practice
Given the shortage of healthcare providers spe-
cializing in palliative care, communication about 
treatment options during serious illness and at the 
end of life, including palliative and hospice care, 
is increasingly the responsibility of generalist cli-
nicians.19 However, many generalist healthcare 
providers feel challenged by limited time or lack 
of training in having difficult conversations involv-
ing mortality, treatment options, and end-of-life 
preferences.10,20,21 Despite significant efforts to 
increase awareness and communication training 
about palliative care, gaps in palliative care com-
petence remain. Misperceptions of palliative care 
exist in the healthcare provider and patient realms 
of understanding. On the provider side, barriers 

such as a lack of confidence, skills, and education 
have been identified as significant hurdles to pal-
liative care use.22,23 Research suggests that delay 
in conducting these important discussions is 
compounded by divergent views on the health-
care team about whose responsibility it is to initi-
ate palliative (serious illness) care conversations, 
resulting in one healthcare professional waiting 
on another to take the initiative.24

Ultimately, this void in communication leaves 
patients and their families confused, dissatisfied, 
and uninformed as to the benefits that palliative 
care, and when needed, hospice care can provide. 
Taber et al.25 found that relatively few individuals 
understand what palliative care is or are even 
aware of it. Likewise, in this study, the authors 
note that even when individuals indicated having 
increased levels of awareness, it did not necessar-
ily translate into actual knowledge about the 
topic.25 Further supporting the idea that misper-
ceptions still exist within healthcare professionals 
and patients and families. More work is needed to 
increase awareness of palliative care and hospice 
care among interdisciplinary providers and the 
general population.21,26 In the absence of trained 
professionals who are comfortable explaining 
patients’ options for palliative and hospice care, 
the promotion of personal goal-aligned care will 
likely remain in a liminal state.10,20,23,26

Study purpose
Masters et al.27 reviewed statewide data from an 
end-of-life survey in Nebraska over four survey 
waves in 2003, 2006, 2011, and 2017. They 
found family and nonhealthcare providers are 
more often consulted about discussions about 
serious illness and end-of-life care than healthcare 
providers. While the level of knowledge of non-
healthcare professionals was unknown, respond-
ents viewed them as reliable sources of 
information. These professionals, including attor-
neys, financial planners, and even clergy were 
selected for their perceived expertise in the dis-
cussion of wishes as well as the execution of nec-
essary healthcare directive forms.27 Knowing of 
this reliance on nonhealthcare professionals 
remains important when charting a strategy for 
discussing the benefits of palliative care among 
those with serious illness and the persons with 
whom they look to in decision-making. 
Nonhealthcare professionals’ awareness of what 
palliative care offers those with serious illnesses 
and those working in the healthcare field is vital.
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The purpose of this secondary analysis is to 
explore and compare the knowledge, values, and 
practices of community-dwelling adults nineteen 
years and older about serious illness and end-of-
life healthcare options. We explore the results of a 
fifth wave of a statewide survey examining 
Nebraskans’ comprehension and engagement 
around end-of-life planning and how these results 
can inform ways to best communicate and market 
the benefits of palliative care and clarify its dis-
tinction from hospice care.

Methods

Survey overview
In 2022, the University of Nebraska–Lincoln 
Bureau of Sociological Research28 contracted 
with the Nebraska Hospice and Palliative Care 
Association29 to prepare, and distribute a survey, 
and enter the survey data for a random sample of 
Nebraskans ⩾19 years of age (19 is the age of 
majority in Nebraska). The data from this survey 
are the fifth in a series of five survey waves (2003, 
2006, 2011, 2017, and 2022) that have been 
administered to explore Nebraskans’ knowledge, 
beliefs, and behavior surrounding their end-of-life 
wishes. Survey items are a continuation of the ini-
tial survey distributed in 2003 with some modifi-
cations to reflect current events such as 
COVID-19 and the use of terms such as POLST 
(Physician Orders for Life Sustaining Treatment). 
Examples of survey questions were ‘Have you 
heard of hospice services?’, ‘Do you know the dif-
ference between hospice and palliative care?’ 
Some questions tested the respondents’ knowl-
edge, such as ‘Does Medicare pay for palliative 
care/hospice services?’ Responses to questions 
were ‘yes/no’, multiple choice, and some free text 
responses (comments, not reported in this quan-
titative results paper). The Nebraska Hospice and 
Palliative Care Association29 made the data avail-
able to us in a de-identified format for our sec-
ondary analysis.

Data were collected between July and September 
2022 with invitations sent to a sample of 
Nebraskans 19 years of age and older in each of 
the six behavioral health regions of Nebraska to 
ensure adequate representation across the state. 
No weighting was used for oversampling for race 
or ethnicity. A total of 3000 households were 
sampled. A total of 635 people completed the sur-
vey for a response rate of 21%.

To ensure a probability sample, in each sampled 
household, the adult with the next closest birth-
day was asked to complete the survey. Respondents 
were provided with two options for completing 
the survey: online Qualtrics survey or on paper. 
As a secondary analysis, this study was deter-
mined to be exempt by the University 
Institutional Review Board (IRB). The data 
source for the survey was treated as an evalua-
tion and did not require IRB approval. The 
reporting of this study conforms to the 
Strengthening the Reporting of Observational 
Studies in Epidemiology (STROBE) statement30 
(Supplemental File).

Data analysis
All survey measures were initially summarized 
using means, standard deviations, and ranges for 
continuous measures and frequencies and per-
centages for categorical measures. Comparisons 
of continuous measures over levels of a two-level 
categorical variable were made using Wilcoxon 
rank-sum tests. In most cases, comparisons of 
categorical measures over levels of another cate-
gorical measure were evaluated using chi-square 
tests or Fisher’s exact tests, as necessary. To test 
trends in proportions of a dichotomous measure 
across ordered levels of another categorical meas-
ure, we used Cochran–Armitage trend tests. A 
primary outcome was defined as respondents’ 
answers to ‘Do you know the difference between 
hospice and palliative care?’ Responses were 
dichotomized into ‘Yes’ versus ‘No’ or ‘Not sure’. 
Univariable and multivariable logistic regression 
models were used to identify respondent charac-
teristics associated with thinking that they knew 
the difference.

The univariable models allowed for assessment of 
the association between each independent varia-
ble and the outcome measure individually while 
the multivariable models evaluated these associa-
tions while adjusting for (or controlling for) pos-
sible effects of other independent variables. These 
models were run with the assumptions common 
to linear models of this sort, namely that all obser-
vations are independent, the set of independent 
variables in multivariable models were not sub-
stantially multicollinear, and there exists a linear 
association between each independent variable 
and the log odds of the outcome measure. Each 
model was run using the PROC LOGISTIC pro-
cedure in SAS v9.4 (SAS Institute, Inc.). 
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Additional similar models were used to examine 
who was most likely to have completed an 
advanced directive. As a person was counted as 
having completed a directive if they responded 
that they had completed either ‘A Health Care 
Power of Attorney (HCPA) in which you name 
someone to make decisions about your health 
care in the event you become incapacitated’ or ‘A 
living will in which you state the kind of health 
care you want or don’t want under certain cir-
cumstances’. All analysis was completed using 
SAS 9.4 and p values less than 0.05 were consid-
ered significant.

Results
There were 635 community-dwelling people 
who provided usable responses to the survey but 
varying levels of item nonresponse and skip pat-
terns lead to differing numbers of responses for 
each question. Table 1 presents demographic 
characteristics of those who answered a ques-
tion about knowing the difference between hos-
pice and palliative care by whether they claimed 
to know the difference. Focusing on only non-
missing responses to individual items (number 
missing for each item is found in Table 1), the 
sample had a mean age of 60.9 years (SD 
16.7 years), was 66% female, and 94% non-His-
panic white. Over half (60%) were married or in 
a domestic partnership and most (78%) lived 
alone or with just one other person. About a 
quarter (27%) had household incomes between 
$40,000 and $74,999, while almost half (47%) 
had incomes above that range. Most (79%) had 
attended at least some college or technical 
training.

Asking about knowing the difference between 
hospice care and palliative care reveals a lack of 
understanding among respondents. Of the 618 
who responded to this question, only 224 (36%) 
said that they knew the difference between hos-
pice and palliative care, with the remaining 64% 
either not knowing the difference or being unsure 
of the difference. While 97% (n = 616/633) had 
heard a little or a lot about hospice care, only 50% 
(309/616) of respondents had heard a little or a 
lot about palliative care. When asked how inter-
ested they would be to hear more about hospice 
care or palliative care, 40% were very or some-
what interested in learning more about hospice 
care and 42% were very or somewhat interested 
in learning more about palliative care. When 
asked where people would prefer to receive care, 

91% preferred to receive hospice care at home 
and 88% of respondents preferred to receive pal-
liative care at home.

Several characteristics defined those who knew 
the difference between hospice and palliative 
care. Those who were female, married, in a 
domestic partnership, or widowed, with higher 
incomes, higher education, or living in larger 
households, were more likely to say that they 
knew the difference between palliative care and 
hospice care, compared to their counterparts with 
other characteristics.

When examining the logistic regression models 
in Table 2, sex, marital status, household 
income, household size, and education level 
were all significant in univariable models of 
claiming to know the difference. Those who 
self-identified (subjective) in poor health, who 
arguably would benefit most from palliative 
care, did not report knowing the difference 
more frequently than those who identified them-
selves as in fair, good, or excellent health. When 
these measures were all evaluated in a single 
multivariable model, only sex and household 
income remained significant.

A breakdown of which individuals are most likely 
to be trusted and preferred sources for informa-
tion and conveying wishes are found in Table 
3(a, c). When asked who a respondent would 
trust and prefer to initiate, discuss, and/or pro-
vide information about end-of-life issues, 
respondents were more likely to select family 
members and then a primary care physician as 
noted in Table 3(a, b). When asked who they 
had discussed their wishes for end-of-life care, 
respondents indicated talking with family 
(spouse/partner, children, other family) or a law-
yer more often than discussing wishes with a pri-
mary care physician as noted in Table 3(c). The 
mean age of the respondents implies most chil-
dren are adults.

Finally, respondents reported on whether they 
had completed a healthcare directive, with 322 
(53%) indicating they had completed some 
type of directive. Table 4 shows that those least 
likely to complete a healthcare directive are 
younger, single, and/or identify themselves as 
having poor health. Additionally, 95 (15%) of 
respondents had spoken to no one about the 
sort of care they would like to receive at the 
end.
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Table 1.  Demographics.

Demographic Questions/
Characteristics

Total (N = 618) Know the difference between 
hospice and palliative care

p Value

Yes (N = 224) No (N = 394)

What was your age at your last birthday?

  N (missing) 580 (38) 205 (19) 375 (19) 0.46a

  Mean (SD) 60.9 (16.7) 60.4 (15.9) 61.2 (17.1)

Five-level age groups, n (%) 0.466b

  19–35 68 (11.7) 25 (36.8) 43 (63.2)  

  36–49 69 (11.9) 22 (31.9) 47 (68.1)  

  50–64 167 (28.8) 63 (37.7) 104 (62.3)  

  65–79 209 (36.0) 79 (37.8) 130 (62.2)  

  80–99 67 (11.6) 16 (23.9) 51 (76.1)  

  Missing 38 19 19  

Age 65 or older? n (%) 0.657c

  Yes 276 (47.6) 95 (34.4) 181 (65.6)  

  No 304 (52.4) 110 (36.2) 194 (63.8)  

  Missing 38 19 19  

Sex, n (%) 0.003c

  Male 195 (33.7) 54 (27.7) 141 (72.3)  

  Female 384 (66.3) 154 (40.1) 230 (59.9)  

  Missing 39 16 23  

Race, n (%) 0.679d

  NH White 544 (93.8) 197 (36.2) 347 (63.8)  

  NH Black 6 (1.0) 1 (16.7) 5 (83.3)  

  Hispanic 19 (3.3) 5 (26.3) 14 (73.7)  

  Other 11 (1.9) 4 (36.4) 7 (63.6)  

  Missing 38 17 21  

Race condensed, n (%) 0.306c

  NH White 544 (93.8) 197 (36.2) 347 (63.8)  

  Other 36 (6.2) 10 (27.8) 26 (72.2)  

  Missing 38 17 21  

Marital status, n (%) 0.042c

  Single/never married 66 (11.3) 14 (21.2) 52 (78.8)  

(Continued)
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Demographic Questions/
Characteristics

Total (N = 618) Know the difference between 
hospice and palliative care

p Value

Yes (N = 224) No (N = 394)

  Married/domestic partnership 350 (60.0) 136 (38.9) 214 (61.1)  

  Widowed 94 (16.1) 35 (37.2) 59 (62.8)  

  Divorced/separated 73 (12.5) 23 (31.5) 50 (68.5)  

  Missing 35 16 19  

Household income, n (%) <0.001c

  Less than $10,000 18 (3.3) 5 (27.8) 13 (72.2)  

  $10,000–$19,999 48 (8.9) 9 (18.8) 39 (81.3)  

  $20,000–$39,999 96 (17.8) 35 (36.5) 61 (63.5)  

  $40,000–$74,999 147 (27.3) 38 (25.9) 109 (74.1)  

  $75,000–$99,999 89 (16.5) 39 (43.8) 50 (56.2)  

  $100,000–$149,999 87 (16.1) 40 (46) 47 (54)  

  $150,000+ 54 (10) 27 (50) 27 (50)  

  Missing 79 31 48  

Household size is 1 or 2, n (%) 0.039b

  Yes 450 (77.7) 151 (33.6) 299 (66.4)  

  No 129 (22.3) 56 (43.4) 73 (56.6)  

  Missing 39 17 22  

What is the highest level of education 
that you completed? n (%)

<0.001b

  Less than high school 10 (1.7) 3 (30) 7 (70)  

  High school graduate or equivalent 111 (19.1) 24 (21.6) 87 (78.4)  

  Some college or technical training 192 (33) 67 (34.9) 125 (65.1)  

  College graduate (4 years) 161 (27.7) 62 (38.5) 99 (61.5)  

 � Postgraduate or professional 
degree

108 (18.6) 52 (48.1) 56 (51.9)  

  Missing 36 16 20  

aWilcoxon rank-sum test.
bCochran–Armitage trend test.
cChi-square test.
dFisher’s exact test.
NH, non-Hispanic; SD, standard deviation.

Table 1.  (Continued)
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Table 2.  Logistic regressions for knowing the difference between hospice and palliative care.

Odds of knowing the difference 
between hospice and palliative 
care versus not

Univariable OR (95% CI) p Value Multivariable OR 
(95% CI)

p Value

What was your age at your last 
birthday?

0.997 (0.987, 1.007) 0.585  

Five-level age groups 0.274  

  19–35 0.957 (0.543, 1.686) 0.878  

  36–49 0.77 (0.432, 1.373) 0.376  

  50–64 0.997 (0.655, 1.517) 0.988  

  65–79 Ref. Ref.  

  80–99 0.516 (0.276, 0.967) 0.039  

Age 65 or older?

  Yes 0.926 (0.658, 1.302) 0.657  

  No Ref. Ref.  

Sex

  Male 0.572 (0.393, 0.832) 0.003 0.589 (0.389, 0.892) 0.013

  Female Ref. Ref. Ref. Ref.

Race 0.648  

  NH White Ref. Ref.  

  NH Black 0.352 (0.041, 3.037) 0.343  

  Hispanic 0.629 (0.223, 1.773) 0.381  

  Other 1.007 (0.291, 3.481) 0.992  

Race condensed

  NH White Ref. Ref.  

  Other 0.678 (0.32, 1.434) 0.309  

Marital status 0.001 0.318

  Single/never married 0.424 (0.226, 0.794) 0.007 0.715 (0.352, 1.45) 0.352

  Married/domestic partnership Ref. Ref. Ref. Ref.

  Widowed 0.933 (.583, 1.494) 0.774 1.528 (0.817, 2.859) 0.185

  Divorced/separated 0.724 (.422, 1.24) 0.24 0.989 (0.532, 1.838) 0.972

Household income 0.001 0.02

  Less than $10,000 1.103 (0.369, 3.299) 0.861 1.84 (0.556, 6.089) 0.318

  $10,000–$19,999 0.662 (0.293, 1.493) 0.32 0.802 (0.332, 1.935) 0.623

  $20,000–$39,999 1.646 (0.944, 2.87) 0.079 1.831 (0.981, 3.42) 0.058

(Continued)
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Odds of knowing the difference 
between hospice and palliative 
care versus not

Univariable OR (95% CI) p Value Multivariable OR 
(95% CI)

p Value

  $40,000–$74,999 Ref. Ref. Ref. Ref.

  $75,000–$99,999 2.237 (1.28, 3.91) 0.005 2.279 (1.265, 4.107) 0.006

  $100,000–$149,999 2.441 (1.392, 4.276) 0.002 2.395 (1.303, 4.4) 0.005

  $150,000+ 2.868 (1.499, 5.488) 0.002 2.393 (1.179, 4.856) 0.016

Household size is 1 or 2

  Yes 0.658 (0.442, 0.981) 0.04 0.587

  No Ref. Ref. Ref.

What is the highest level of 
education that you completed?

0.002 0.107

  Less than high school 0.684 (0.171, 2.745) 0.593 0.380 (0.04, 3.654) 0.402

 � High school graduate or 
equivalent

0.44 (0.254, 0.765) 0.004 0.496 (0.257, 0.954) 0.036

 � Some college or technical 
training

0.856 (0.554, 1.322) 0.483 0.840 (0.513, 1.378) 0.49

  College graduate (4 years) Ref. Ref. Ref. Ref.

 � Postgraduate or professional 
degree

1.483 (0.905, 2.428) 0.118 1.29 (0.749, 2.221) 0.358

In general, how would you rate 
your health right now?

0.32  

Very good health 1.455 (0.979, 2.163) 0.064  

Good health Ref. Ref.  

Fair health 1.106 (0.699, 1.75) 0.668  

Poor health 1.276 (0.407, 4.003) 0.676  

CI, confidence interval; NH, non-Hispanic; OR, odds ratio.

Table 2.  (Continued)

Discussion
An aging population, along with a concomitant 
increase in the prevalence of chronic conditions 
underscores the need and value of discussing care 
options with people with serious illnesses who 
would benefit from comforting and supportive 
measures. A call by national stakeholders identi-
fies early and universal palliative care access 
among seriously ill and at-risk groups10,26,31 as a 
crucial next step. However, the field of palliative 
care currently faces two significant barriers, 
namely a lack of general awareness, and 

commonly held misconceptions about palliative 
care services.23,32 In our secondary analysis, while 
half of respondents said they had heard a little or 
a lot about palliative care, a majority (64%) either 
did not know the difference or were not sure of 
the difference between palliative care and hospice 
care. Comparatively, one study found as little as 
29% of US adults indicated that they knew what 
palliative care was, and of those only 13% had 
knowledge that did not include some type of mis-
conceptions.16 Thus, even when a person says 
they have a general awareness of what palliative 
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Table 4.  Persons most and least likely to complete a healthcare directive.

Persons most likely to complete 
a healthcare directive (living will/
durable power of attorney for 
healthcare)

Persons least likely to complete 
a healthcare directive (living will/
durable power of attorney for 
healthcare)

Older (80+ year of age) Younger (19–35 years of age)

Widowed Single or never married

Very good health Poor health

Living in a one- or two-person 
household

Living in a multi-person 
household

College education or higher High school education or less

Table 3.  Preferred sources of information regarding 
end-of-life issues (N = 635).

Sources N (%)

(a) Who would you want to initiate conversation 
with you about end-of-life issues? (mark all that 
apply)

  Children 355 (56)

  Spouse or partner 346 (55)

  Other family 194 (31)

  Primary care physician 187 (29)

  Lawyer 139 (22)

  Specialty physician 123 (19)

  Clergy or other religious 120 (19)

 � Financial planner/
insurance agent

84 (13)

  Friends 76 (12)

  No one 44 (7)

  Other 7 (1)

(b) Who would you trust to provide information on 
end-of-life issues? (mark all that apply)

  Children 346 (55)

  Spouse or partner 328 (52)

  Primary care physician 268 (42)

  Lawyer 229 (36)

  Other family 193 (30)

  Specialty physician 192 (30)

 � Clergy or other religious 
leader

145 (23)

 � Financial planner/
insurance agent

110 (17)

  Friends 82 (13)

  No one 15 (2)

  Other 8 (1)

(c) With whom have you talked about your wishes 
for care at the end of your life? (mark all that 
apply).

  Spouse or partner 338 (53)

  Children 285 (45)

Table 3.  (Continued)

Sources N (%)

  Other family 188 (30)

  Lawyer 125 (20)

  No one 95 (15)

  Friends 64 (10)

  Primary care physician 48 (8)

 � Financial planner/
insurance agent

33 (5)

 � Clergy or other religious 
leader

24 (4)

  Other 11 (2)

(Continued)

care is, there is a significant risk that awareness 
contains misconceptions about actual services.

Our study highlights the importance of educating 
people who are at-risk of suffering due to lack of 
knowledge about and documentation of their 
wishes for palliative care. Characteristics of those 
at greatest risk for deficient palliative care under-
standing include being male, not married, lower 
education, limited income, and living in a small 
household. Notably, these characteristics are sim-
ilar to people who reported not having a docu-
mented advance directive. It is without question 
that those in poor health, low income, and lacking 
social support would benefit greatly from pallia-
tive care and having documented healthcare deci-
sions. However, these may also be barriers to 
seeking out or accessing services.10,26,31 This is an 
important discovery as it highlights indicators and 
vulnerabilities of uninformed persons with respect 
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to current and future healthcare needs including 
access to palliative care beyond end-of-life care.

Notably, those who rated their own health as poor 
did not report knowing the difference between 
palliative care and hospice more frequently than 
those who rated their own health as fair, good, or 
excellent. Arguably, clinicians should pay partic-
ular attention to persons in poor health, explain-
ing to them the difference between palliative care 
and hospice. This was not the case. Attention to 
self-rated health is essential: self-rated health is an 
independent predictor of mortality, regardless 
more specific health status parameters and covar-
iates that predict mortality.33 Self-rated health 
also predicts morbidity.34 Potentially, not only 
physical health problems contribute to poor self-
rated health but also socioeconomic factors, such 
as poverty, and psychosocial factors, such as 
social isolation and loneliness. Positive but small 
association between income and self-rated health 
has been found.35 Similarly, individuals who per-
ceive themselves as lonely are less likely to rate 
their health as good, very good, or excellent, and 
they report a greater number of chronic condi-
tions.36 Clinicians may use self-rated health ques-
tionnaires to offer advance care planning 
discussions, focusing especially on those who rate 
their health as poor.

Additionally, our findings reveal people are inter-
ested in learning more about palliative care and 
hospice care. Given respondents tendency to look 
to spouses/partners or children to be sources of 
support, finding a way to provide palliative care 
education/information to all persons in each 
patient’s support network is critical as they are 
seen as go-to sources to start, discuss, and/or pro-
vide information related to healthcare options. We 
also note that educating healthcare professionals is 
equally important, as 42% of respondents would 
trust a primary care physician to provide informa-
tion about serious illness and end-of-life care 
options. People are also interested in receiving pal-
liative care and/or hospice care in the home. Yet, if 
their wishes are not made known, the possibility of 
this happening is left to chance. Advance care 
planning discussions are an opportune time to 
address both the need for palliative care education 
and documentation of patients’ values and wishes.

Advance care planning
Advance care planning discussions support 
personal goal-aligned end-of-life care through 

education of aging adults about and documen-
tation of their wishes for life-sustaining treat-
ments and other decisions surrounding 
death.10,20 Advance care planning initiation 
promotes earlier use of palliative care when 
documented early or prior to a serious diagno-
sis.10,21,24 These advance directives are often 
made in the interest of prioritizing one’s qual-
ity of life over quantity of life through pallia-
tion and in support of loved ones who must 
make decisions when a patient is no longer 
able.21,24

The value of having these discussions is an area 
noted by the American Geriatrics Society in their 
2020 position statement.37 And it is an area that is 
gaining more attention as findings from other 
global health events such as the 1918 influenza 
pandemic have revealed the vulnerability of per-
sons of all ages with chronic conditions to be 
more susceptible to fast moving disease states and 
infection.37 While the 1918 influenza pandemic 
occurred over a century ago, historical perspec-
tive informs current healthcare. Wissler and 
DeWitte38 discovered that frail individuals – spe-
cifically those with the evidence of the most prior 
environmental, social, and nutritional stress – had 
the highest mortality risk. Thus, frailty, used as a 
proxy of prior accumulated stress, rather than age 
alone, was associated with the highest mortality 
risk.38 This finding, placed in the context of 
advance directives, indicates that clinicians 
should discuss advance care planning with per-
sons of all ages, rather especially those who are 
frail and with evidence of severe environmental, 
social, and nutritional stress. Furthermore, accu-
mulating chronic stress and resultant frailty in 
younger adults should prompt not only discus-
sions about advance care planning but also about 
improving these younger adults’ health.

Thus, recognition of an individual as in need of 
an advance care planning discussion serves as 
dual purpose: to educate about end-of-life care 
and also to make a care plan to reduce frailty and 
improve health status. Such use of advance care 
planning conversation may mitigate younger 
adults’ fear and reluctance to speak about end of 
life and instead use the advance care planning dis-
cussion as a teachable moment to speak about the 
ways to promote health. Potentially, younger 
adults with accumulating environmental, social, 
and nutritional stress may not see themselves as 
frail and may be surprised when advance care 
planning is introduced. This situation may 
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prompt clinicians to both discuss advance care 
planning and also illuminate ways in which accu-
mulating chronic stress and frailty endanger this 
younger person’s health. Younger adults, in fact, 
wish to have more information on advance care 
planning.39 Potentially, illuminating younger 
adults’ risks, such as chronic stress, may serve as 
a conversation starter targeting both advance care 
planning and initiating a care plan for reducing 
health risks, mitigating chronic stress, and 
decreasing frailty.

The considerable number of COVID-19 infec-
tions and deaths continues to focus attention on 
the need for many adults to make decisions about 
the future life-saving measures they want for 
themselves or their loved ones.20 When an adult is 
hospitalized with a serious or terminal illness like 
COVID-19, the absence of advance care planning 
documentation places distressed and potentially 
uninformed family members in the position of 
making decisions about life-saving treatments 
that may be incongruent with the patient’s wishes. 
Instead of dying at home near family under the 
specialized care of hospice services, many adults 
are dying on ventilators or suffering from the con-
sequences of futile and brutal resuscitation 
efforts.20 Though respondents indicated a prefer-
ence to receive care and die in their home, the 
pandemic limited this option for many who 
remained in the confines of hospital care for the 
protection of others. That most 2022 respondents 
(53%) had initiated healthcare advance directives 
represented an increase in comparison to previ-
ous surveys27 and the previously reported national 
average of 37%.40 It is possible that this increase 
was a result of the widespread and highly publi-
cized futility of care witnessed during the pan-
demic. Nebraska was like other states faced with 
high mortality among its older population and 
those from marginal communities. Those with 
multiple health problems going into the pandemic 
were also those most at risk and in a position to 
think about care plans.

It was detected that older adults (80 years old), 
widowed, in good health, and college educated 
were more likely to have completed a health direc-
tive. Those who have lost a spouse or who are 
older adults and have likely witnessed the death of 
a loved one are more likely to recognize the 
importance of advance care planning. 
Experiencing the loss of someone close may have 
served as an educator and motivator in ensuring 
documentation of their own wishes for end-of-life 

decision-making. In contrast, demographic data 
indicates that those who are younger, less edu-
cated, with lower income, and in poorer health 
are more likely to have encountered barriers to 
advance care planning. The cost of services and 
limited awareness of the importance of planning 
behavior may impede health directive completion 
among these individuals and those in underrepre-
sented groups. The proposed ‘Improving Access 
to Advance Care Planning Act’ (H.R. 8840/S. 
4873) will remove cost-sharing for these services, 
increase the types of professionals that can bill for 
advance care planning conversations, and evalu-
ate advance care planning under the Medicare 
program. Such an incentive may prompt provid-
ers to think about these conversations more inten-
tionally and to bring awareness about and 
normalize these conversations for those who are 
of limited means and those who have the resources 
but have not acted on or engaged in such 
discussions.

While funding is available through such avenues 
as the Centers for Medicare and Medicaid to sup-
port and bill for conversations about preferred 
care for serious illness or end of life, researchers 
note the low use of this option due to confusion, 
discomfort, and pessimism about the benefits of 
such discussions.31 However, when healthcare 
providers are trained on the value and method for 
how to have healthcare discussions, advance care 
planning encounters, and subsequent billing for 
this effort increases.41 They are also more likely to 
engage in conversations with patients about their 
wishes because they have taken the time and 
effort to think intentionally about serious illness 
and end-of-life care.17

As noted in our study and other research, the 
public and healthcare professionals lack under-
standing of what palliative care offers.22,23,25 
There is value in having a coordinated effort in 
communicating care options for serious illness 
and end-of-life care. If we continue to educate in 
silos, different professionals along with members 
of the public will fail to come together in provid-
ing and receiving coherent care. A community-
based approach is necessary to show how and 
when to communicate about the differences and 
commonalities of palliative care and hospice care. 
It is important for healthcare professionals and 
non-healthcare professionals such as lawyers, 
financial planners, and clergy to understand and 
communicate these differences when having 
advance care planning discussions.

http://journals.sagepub.com/home/pcr


Palliative Care & Social Practice 18

12	 journals.sagepub.com/home/pcr

In this study, we found several demographic char-
acteristics where there was a statistically signifi-
cant lower likelihood of not knowing the difference 
between palliative care and hospice care and of 
not having documented advance directives. While 
healthcare providers need to educate all patients 
who may need palliative care about the difference 
between palliative care and hospice care, the cat-
egories identified in Figure 1 may serve as a 
marker for individuals in need of extra attention. 
Considering time and resource constraints in 
busy primary care practices, clinicians may plan 
dedicated time and leverage interprofessional 
care teams (e.g. social workers, registered nurses, 
case managers, and chaplains) to educate these 
persons.

Limitations
This secondary data analysis is limited to 
Nebraska residents 19 years of age and older and 
may not be generalizable beyond those persons 
completing the survey. A low survey response rate 
(21%) and variable response rate on some items 
throughout the survey are also limitations. 

Whether completing on paper (n = 490) or elec-
tronically (n = 145), respondents were not forced 
to complete all survey items. Reasons for non-
completion of some items is unknown, but may 
be related to survey fatigue, overlooking ques-
tions, or skipping items due to uncertainty or per-
sonal reasons. Also, given respondents were 
mainly white and only English-speaking, the 
results are limited by this group’s homogeneity. 
Further surveys with purposive sampling meth-
ods are warranted to provide insight from a more 
diverse and global sample. Likewise, the response 
rate was 21%, indicating that most people tar-
geted did not respond. Likely, their knowledge of 
palliative care and hospice may be worse for vari-
ous reasons (e.g. no interest in research participa-
tion, potential apprehension of survey completion 
among immigrants, mistrust of research, not 
understanding the purpose of research, low health 
literacy).

The survey results reflect mostly self-reports and 
not solely knowledge assessment (with the excep-
tion of a few questions, such as about Medicare 
payment for palliative care and hospice). Future 

Gender

Male Female

Marital status

Single, never 
married Married In a domestic partnership Widowed

Income

Under $75,000/year $75,000/year and above

Divorced/ separated

Household size

Household size 1 or 2 Household size is more than 2

Highest level of 
education

Less than 
high school

High school 
graduate or 
equivalent

Some college or 
technical training

College 
graduate

Post-graduate or 
professional degree

Figure 1.  Individuals who were statistically significantly less likely to know the difference between palliative 
care and hospice (highlighted).
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surveys would benefit from a knowledge compo-
nent as this may reveal further misunderstandings 
of what palliative care can offer. Analysis of those 
who know the difference between hospice and 
palliative care relied on self-report items of par-
ticipant knowledge. Future studies should include 
more objective assessment of participant knowl-
edge and compare it to self-report data. 
Additionally, the 2022 survey contained some 
new items and response options when compared 
to previous survey iterations. This limited the 
possibility of conducting comparative analysis 
and assessing change over time.

Next steps
Clarifying terminology is paramount to encourag-
ing people (patients, families, and clinicians) to 
see the value of palliative care as distinct yet avail-
able when needed within or outside of hospice 
care services. The introduction of new terminol-
ogy such as nonhospice palliative care18 may be 
one such step. While this terminology was not 
used for this survey, future surveys would benefit 
from a revision in terminology. Additionally, 
understanding that palliative care is a basic human 
right is also vital, especially for those who may be 
less familiar with what this form of healthcare has 
to offer.31 A federal initiative, the Palliative Care 
and Hospice Training Education Act (S. 4260), 
has been proposed to improve access to quality 
palliative care. Such legislation offers the poten-
tial for improving universal access to palliative 
care through workforce development and 
increased awareness. In response to noted pallia-
tive care barriers, some academics and profes-
sionals in the field have also suggested that a 
rebranding effort may be necessary to move 
beyond these barriers.42,43 Such recommenda-
tions focus on breaking the stigmas that tangle 
palliative care with end of life. In doing so, the 
hope is that palliative care could be rebranded to 
represent services that are integrated early in the 
chronic disease process leading to best care out-
comes. They may also encourage the use of hos-
pice care earlier when end-of-life care is needed.

Additionally, a more intentional approach to 
incorporating palliative care into the overall plan-
ning for a patient with serious illness may be of 
value. As newer palliative care models continue to 
holistically address individual patient needs, com-
prehensive approaches to better understand what 
influences a patient are vital. Such approaches 
may allow for a more robust discussion around 

patient disease trajectory and management goals 
keeping patient-centered care at the forefront of 
these efforts. Figure 2 is an example of a possible 
integrated approach to communication about 
palliative care. This considers both where the 
communication is coming from and what sup-
ports are in place to ensure effectiveness. For 
example, patients, healthcare providers, social 
support sources, and community resources may 
play an integral role in the messaging around pal-
liative care services. These message sources are 
affected by their own education, awareness, com-
munication method, and access to said services, 
which influences the patient’s decision-making 
process. Viewing the communication process 
from this lens could allow a more comprehensive 
approach to a complex and vital messaging care 
opportunity.

Normalizing the process is also a crucial next 
step. Normalizing the process refers to finding 
ways to engage persons outside the healthcare 
arena to start conversations about end-of-life 
care.27 This can also include incorporating dis-
cussions about care for persons with serious ill-
ness into advance care planning conversations. 
Our study continues to highlight a reliance on 
persons other than healthcare providers for guid-
ance with healthcare options and decision-mak-
ing. Input and support are often sought from 
family members, including spouses and adult 
children. Respondents also look to lawyers, finan-
cial planners/insurance agents, and members of 
clergy or religious groups for direction. This is in 

Figure 2.  A model of support for persons with serious illness.
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addition to a physician or healthcare provider for 
guidance and insight. Our research continues to 
highlight that there are more people involved in 
discussions than first thought.

Conclusion
The findings from this analysis focus on surveys 
completed during the time of a global pandemic 
(2022) and offer unique insight into who is plan-
ning for end-of-life care and who may be missed 
living in the central part of the United States. In 
2021, COVID-19 was the third leading cause of 
death in Nebraska, behind only heart disease and 
cancer.44 With this survey offered in 2022, there 
is a historical bias of a likely unprecedented (in 
the lifetime of survey respondents’) pandemic 
possibly increasing respondents’ awareness about 
hospice and palliative care. Potentially, exposure 
to end-of-life care – through respondents’ own or 
their relatives’ or acquaintances’ healthcare expe-
riences near the end of life – increased respond-
ents’ knowledge about palliative care and hospice. 
For example, in a study conducted in the 
Netherlands, researchers discovered that the pan-
demic illuminated the importance of high-quality 
end-of-life care and what end-of-life care 
entails.45,46 Thus, potentially, this survey respond-
ents were ‘sensitized’ by the pandemic in a unique 
and unprecedented way: the job of clinicians who 
are supposed to educate patients and families 
about end-of-life care was done by the global pan-
demic and possibly the media. Still, the majority 
of respondents did not know or were unsure 
about the difference between palliative care and 
hospice, indicating that education must be done 
by healthcare professionals rather than happen 
due to global events.

Another unique characteristic in Nebraska is the 
state’s rurality, with nearly 35% of the state’s 
population residing in rural areas.47 Rural areas 
face shortage of healthcare professionals48 and are 
marked by residents’ lower educational attain-
ment48 and lower socioeconomic status.49 These 
factors may make Nebraskans less knowledgeable 
about palliative care and hospice, indicating the 
need for healthcare professionals to target rural 
residents with their education.

In our study, we found that younger single men, 
those in poor health, those with lower income, 
and/or lower level of education may be less likely 
to know about palliative care or have planned for 

end-of-life healthcare decisions. Thus, this target 
demographic would especially benefit from infor-
mation sharing and clarification about palliative 
care and hospice. Finding ways to encourage 
them to think about and act on healthcare direc-
tives is important, especially when health status 
can change dramatically in serious illness and 
affect one’s ability to express their wishes.

Regardless of age or income, we found 15% of 
respondents had spoken to no one about their 
wishes for care. Events such as the global pan-
demic from 2020 to 2022 highlight the dramatic 
turn a person’s health can take and the need to 
have someone or something guide the decision-
making process with a clear understanding of pal-
liative care.
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