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ABSTRACT

Objectives: The need for public education on palliative care has been widely argued for. To
develop effective educational strategies, a stronger evidence base is needed on what exactly is
known and unknown about palliative care as well as what the differences are between
subgroups.

Methods: We conducted a cross-sectional population-based survey. Mail questionnaires were
sent to a random sample of 4400 citizens (aged >16 years) within 4 municipalities in Flanders,
Belgium. The Palliative Care Knowledge Scale (PaCKS) was used to measure knowledge.
Associations between knowledge and socio-demographics and various experiential factors
were tested, as well as the congruence between actual and self-perceived knowledge scores.

Results: Response was obtained from 2008 (45.6%) citizens. The mean PaCKS score was
7.87 (SD 3.41; range 0-13) with the highest proportion (84.7%) correctly answering that
palliative care is not specifically for older adults and the lowest (32.1%) correctly answering
that improving the ability to participate in daily life is a palliative care goal. Being aged
between 30-59, non-religious, more highly educated, having professional healthcare
experience and knowing palliative care through personal experience were significantly
associated with higher knowledge, while sex and informal caregiving experience were not.
52.4% self-perceived their knowledge as lower than it actually was.

Conclusions: While the general public seems to be familiar with some basic concepts of
palliative care, several key aspects remain unknown. Educational strategies, with suggested
potential for community- and experience-based approaches, may need to focus specifically on
these aspects and not just on the broader palliative care concept.

Source of funding: This study is supported by a grant from the Research Foundation —
Flanders, file number S002219N.

Key words: palliative care, health literacy, information sources, cross-sectional studies,
surveys and questionnaires, health promotion



KEY STATEMENTS

1) WHAT IS ALREADY KNOWN ON THIS TOPIC

e Public knowledge on palliative care has been shown to be generally low and this
counts as an important barrier to the access and use of palliative care as well as its
broader development on a local and global scale.

i) WHAT THIS STUDY ADDS

e While the general public widely recognizes that palliative care isn't just for older
adults or cancer patients, the majority of the population is unaware of several of its
key roles, such as enhancing day-to-day activities and managing serious illness-
induced stress.

e Knowledge levels differ depending on age, religious beliefs, educational levels, having
professional healthcare experience and knowing palliative care through personal
experience, while having informal caregiving experience does not affect knowledge.

iii) HOW THIS STUDY MIGHT AFFECT RESEARCH, PRACTICE OR POLICY

e Rather than focusing on the general concept of palliative care, educational strategies
would do better to focus primarily on specific unknown or misunderstood aspects of
palliative care, in particular those aspects that actively challenge stigmatized views on
palliative care.

e The importance of experience within the personal social context highlights the
potential impact of community-based educational initiatives, centered around peer
advisors and experience-based knowledge exchange.



INTRODUCTION

Previous studies have often demonstrated low levels of public awareness and knowledge,
persistent misperceptions and negative beliefs about palliative care' 8. Overall, these
observations can be identified as serious obstacles to a timely and equitable use of palliative
care!, potentially leading to unnecessary suffering, inappropriate treatments, suboptimal levels
of wellbeing and quality of life and other negative end-of-life outcomes such as dying in non-
preferred locations’. This lack of public awareness and recognition of palliative care has also
been recognized as an important barrier to the further development of palliative care across
the Western European region® and on a global scale®. As argued by Alcalde and Zimmerman,
societal awareness is a necessary condition to build enough political pressure to create better
palliative care policies and structures®. Additionally, public awareness and knowledge on
palliative care are needed to stimulate the development and uptake of new public health
initiatives in palliative care, aiming to involve the wider community in the care and support
for people confronted with serious illness, dying or losst. Educational initiatives can help in
this regard'%3 put for those to be effective, it is important to have an assessment within the
local context they are targeting, of what precisely is unknown or misunderstood and what the
differences in knowledge are between subgroups. While the international literature on public
perceptions of palliative care is slowly emerging, there remains an ongoing need for more
research since public perceptions of palliative care are - just like the field itself - constantly
evolving and because gaining a broader view on similarities and differences across regions
and timespans can help to inform global efforts to improve the access, delivery and uptake of
palliative care. Moreover, there is a need for more clarity and a stronger evidence base
towards factors associated with palliative care knowledge, since the existing research on this
is rather limited and inconclusive®. This study therefore set out to investigate the knowledge
about palliative care and differences between subgroups among the general public in two
urban and two semi-urban cities in Flanders, Belgium. The research question guiding this
research is: ‘How well does the general public know palliative care and its different aspects? .

Secondary research questions are:

1: Which personal characteristics and experiences are associated with better palliative

care knowledge?



2: How congruent is the actual knowledge score of citizens with their self-estimated

knowledge of palliative care?

3: Through what information sources did persons with low levels of palliative care
knowledge learn about palliative care and do these sources differ from the sources
reported by people with average to high levels of palliative care knowledge?

METHODS

Design

We applied a cross-sectional population-based survey study-design in two urban and two

semi-urban cities in Flanders, Belgium.

Population, sampling and data collection procedures

The target population was all citizens aged 16 and older. A random sample was drawn from
the population registry by a city official in all four cities. In three of the four cities a simple
random sampling procedure was drawn, in one a disproportionally stratified random sample
(with an oversampling of registered informal caregivers in the only city which kept such a
register; see published protocol for more details'®). To strive for optimal response rates the
Total Design Method*® was applied and a total of 4400 individuals (1100 in each city;
corresponding to an anticipated response rate of 35%, determined by applying a conservative
approach'’) were invited by mail to partake in the survey-study during January — June 2021.
Questionnaires were accompanied by a pre-paid return envelope and an information letter
indicating among others the goal of the study, reasons to participate and its voluntary and
anonymous nature. Individuals were sent a maximum of three reminders at set time intervals
in case of continuing non-response. We also provided the opportunity for respondents to

complete the questionnaire online.

Survey instrument



The survey questionnaire consisted of several validated scales as well as self-constructed
questions measuring in total eight different concepts. We focused on 1) the Palliative Care
Knowledge Scale (PaCKS), a validated scale to measure the knowledge and knowledge gaps
of palliative care?®, 2) self-constructed questions regarding personal experience with serious
advanced illness, the end of life and loss, sources through which information on palliative
care was obtained and self-perceived knowledge of palliative care, and 3) socio-demographic
information. The PaCKS consists of 13 different statements about palliative care with answer
options "correct™, "incorrect” and "don't know" and was translated using the forward-
backward translation technique. The total score has a range of 0 (no knowledge) to 13 (perfect
knowledge) and is calculated by the sum of correctly assessed items (incorrectly assessed

items or “don't know” are given a score of 0).

Statistical analysis

For the descriptive analyses, data were weighted to correct for the disproportional
stratification (in one city), for sampling error and for differential nonresponse by age. To deal
with missing values in the calculation of the total PaCKS score, we chose to only include
respondents who completed at least 11 of the 13 items (see Supplementary File - Table 1 and
Figures 1 to 3 for sensitivity analysis). To study the relationship between self-perceived and
actual knowledge of palliative care, a ‘congruence variable’ was created linking the seven
possible values of self-estimation to the fourteen possible values of the total PaCKS score
according to a symmetrical scheme (see Supplementary File - Table 2). For the multivariable
analysis, missing data of all relevant variables were explored starting from the unweighted
dataset. Incomplete data of the total PaCKS score and estimated predictors (sex, professional
health care experience, informal caregiver experience, personal experience with palliative
care, age, educational level and religion) were multiply imputed using the fully conditional
specification method (number of imputations = 15, number of iterations = 20). Missing values
for all (categorical) predictors for the multivariable model were imputed using logistic
regression. As required, the imputation model was congenial with the analysis model.
Potential predictors for the knowledge of palliative care were identified based on literature
and, conform recommendations from the ‘table 2 fallacy” literature®®, directed acyclic graphs
were drawn to hypothesize causal relations (see Supplementary File - Figures 4 to 11) so that
models would each time be adjusted for possible confounders of the predictor-outcome

association, but not for variables identified as mediators. Since the data distribution of the
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dependent variable, the total PaCKS score, showed an excess of zero’s, we applied a hurdle
model to investigate associations. For each predictor of interest, the analysis involved two
parts: the fitting of a binary logistic model for the zero values and the fitting of a linear
regression model for the non-zero values. A sensitivity analysis was performed by running
complete case analyses on the original observed data which operates under the stricter
assumption of missing completely at random (see Supplementary File — Table 3). All analyses
were carried out using SPSS, version 27 and the significance level was set at p < 0.05.

RESULTS

Of 4400 questionnaires sent, 2135 were returned. After removing unusable questionnaires
2008 remained, resulting in a response rate of 45.6% (2008/4400)?°. Characteristics of

respondents are found in Table 1.

Table 1. Characteristics of respondents (n=2008).

Unweighted data Weighted data®
Sociodemographics® n | %" n | %
Age
16-29 246 12.4% 306 15.4%
30-44 322 16.2% 362 18.3%
45-59 541 27.3% 536 27.0%
60-74 564 28.5% 505 25.5%
75 and older 309 15.6% 273 13.8%
Sex
Male 958 48.2% 951 47.9%
Female 1027 51.7% 1034 52.1%
Other 1 0.1% 1 0.1%
Highest level of education
Lower educational level 525 26.7% 506 25.8%
Medium educational level 655 33.4% 666 33.9%
Higher educational level 741 37.7% 748 38.1%
Other 43 2.2% 43 2.2%
Professional status
Working 985 49.9% 1038 52.6%
Retired 745 37.7% 658 33.4%
Other (student, unemployed, unfit to | 244 12.4% 277 14.0%
work, other)
Religion
Not religious 647 33.1% 675 34.6%
Catholicism 1161 59.4% 1128 57.8%
Islam 89 4.6% 92 4.7%
Other 56 2.9% 58 3.0%
Residence of respondents




Brugge 561 27.9% 561 27.9%
Sint-Niklaas 515 25.6% 515 25.6%
Herzele 441 22.0% 441 22.0%
Gavere 491 24.5% 491 24.5%
Personal experiences with serious advanced illness, death, dying and loss
Informal caregiver Yes 739 36.8% 700 34.9%
(currently or in the
past) No 1269 63.2% 1308 65.1%
Having a chronic Yes 234 11.7% 220 11.0%
illness

No 1774 88.3% 1787 89.0%
Currently mourning Yes 447 22.3% 441 22.0%
for someone

No 1561 77.7% 1567 78.0%
Ever work(ed) in Yes 271 13.5% 278 13.8%
health care

No 1737 86.5% 1730 86.2%
Ever talked with a Yes 602 32.1% 600 31.9%
dying person about
his or her death No 1274 67.9% 1280 68.1%
Ever kept Yes 1120 59.6% 1107 58.8%
somebody company
who was close to No 759 40.4% 774 41.2%

death

“Missing data [unweighted]: n= 26 (1.3%) for age, n=22 (1.1%) for sex, n=44 (2.2%) for educational
level, n=34 (1.7%) for professional status, n=55 (2.7%) for religious beliefs, n=132 (6.6%) for ‘talked
with a dying person about his or her death’, n= 129 (6.4%) for ‘kept somebody company who was
close to death’. No missing values for residence of respondents, having a chronic illness, mourning

for someone, work(ed) in health care, and, informal caregiver (currently or in the past).

bvalid percentages are given, i.e., not including missing values.
‘weighing coefficients: 0.58, 0.70, 0.94, 0.98, 1.00, 1.36, 2.26, 2.42

Public knowledge of palliative care

The total PaCKS score was calculated for 1852 respondents (92.2% of total cases). A mean
score of 7.87 and median of 8 was obtained (range 0 to 13). 24.1% answered correctly on at
least eleven of the thirteen items and 19.8% gave the correct answer on less than six items.

The data further showed a zero-inflated pattern with zero-scorers (6.6%) consisting mainly of

respondents who filled in “I don’t know” (6.1%) on all items (see Figure 1).
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Figure 1 Division of total scores on Palliative Care Knowledge Scale.

Items with strikingly high as well as strikingly low total scores were observed (see Table 2).
Less than half of respondents correctly knew that “stress from serious illness can be addressed
by palliative care” (35.6%) and that “a goal of palliative care is to improve a person’s ability
to participate in daily activities” (32.1%). Likewise, less than half of respondents correctly
knew that the statement “palliative care is exclusively for people who are in the last 6 months
of life” is incorrect (44.2%). However, the majority of respondents knew that the statements
“palliative care is specifically for people with cancer” (82%), “people must be in the hospital
to receive palliative care” (78.2%) and “palliative care is designed specifically for older
adults” (84.7%) are wrong and that “palliative care helps the whole family cope with a serious
illness” (76.1%) is correct. On all but one PaCKS item (item five) the % of people responding

‘I don’t know” exceeded the % of persons giving the incorrect answer.

Table 2: Knowledge on different aspects of palliative care [weighted data]
Palliative Care Knowledge Scale (PaCKS)

True False “Don’t Missings
n (%) n (%) know” n (%)
n (%)
1. A goal of palliative careisto | 969 367 538 133
address any psychological (51.7%) (19.6%) (28.7%) (6.6%)
issues brought up by serious
iliness.




2. Stress from serious illness 667 554 652 135
can be addressed by palliative | (35.6%) (29.6%) (34.8%) (6.7%)
care.

3. Palliative care can help 916 432 509 151
people manage the side (49.3%) (23.3%) (27.4%) (7.5%)
effects of their medical

treatments.

4. When people receive 87 (4.6%) | 1357 438 126
palliative care, they must give (72.1%) (23.3%) (6.3%)
up their other doctors.

5. Palliative care is exclusively | 535 824 507 141 (7%)
for people who are in the last | (28.7%) (44.2%) (27.2%)

6 months of life.

6. Palliative care is specifically | 96 (5.1%) | 1545 244 123
for people with cancer. (82.0%) (12.9%) (6.1%)
7. People must be in the 108 1480 305 115
hospital to receive palliative (5.7%) (78.2%) (16.1%) (5.7%)
care.

8. Palliative care is designed 58 (3.1%) | 1594 231 124
specifically for older adults. (84.7%) (12.3%) (6.2%)
9. Palliative care is a team- 1274 109 (5.9%) | 468 156
based approach to care. (68.8%) (25.3%) (7.8%)
10. A goal of palliative careis | 999 293 561 155
to help people better (53.9%) (15.8%) (30.3%) (7.7%)
understand their treatment

options.

11. Palliative care encourages | 170 1251 455 132
people to stop treatments (9.1%) (66.7%) (24.3%) (6.6%)
aimed at curing their illness.

12. A goal of palliative careis | 594 526 733 155
to improve a person’s ability (32.1%) (28.4%) (39.6%) (7.7%)
to participate in daily

activities.

13. Palliative care helps the 1442 89 (4.7%) | 364 113
whole family cope with a (76.1%) (19.2%) (5.6%)

serious illness.

Bold numbers represent the correct answers.

Congruence with self-perceived knowledge

36.9% rated their knowledge as very low to rather low (score of less than 4 on a scale from 1
“I don't know anything about it” to 7 “I know a lot about it”), 21.4% situated their knowledge
at the midpoint of four and 41.6% rated their knowledge as rather high to very high (score of
more than 4). Comparison of self-estimation and actual knowledge scores showed that 52.4%
of respondents underestimated their knowledge compared to 22.7% who overestimated their

knowledge (see Figure 2). One quarter (25%) estimated their knowledge accurately.
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Figure 2 Congruence between self-perceived knowledge and actual knowledge on palliative
care.

Associated factors

Our analysis (see Table 3 for condensed results and Supplementary File - Table 4 for full
results) showed that those with lower educational attainment and of younger age (16-29) were
less likely to have a knowledge score above 0 and (of those who did score higher than 0) had
significantly lower mean PaCKS scores than their counterparts with higher educational
attainment and older age (see specific age ranges in table). Non-religious people were
significantly more likely to score better than zero compared with those indicating their beliefs
as Islamic or ‘other’ and had higher average above-zero knowledge scores than those
subscribing to Catholicism or Islam. Having professional experience in health care and
knowing palliative care through personal experience were also associated with better
knowledge (i.e. nonzero scores and higher average scores). For sex we only found a
significantly higher chance of men to score zero but the average scores above zero did not

significantly differ between men and women. No significant associations were found with
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having informal caregiving experience. Our sensitivity (complete case) analysis confirmed all

significant associations and achieved similar estimates (see Supplementary File - Table 3).

Table 3: Associated factors with knowledge of palliative care

PART 1: binary logistic models | PART 2: linear regression models for non-

for zero values zero values
OR(95% Cl) | sign. B (95% Cl) \ Sign.
Model 1 (no confounders)
Sex* Sex

Female | Reference
Male | 0.59 (0.37 — 0.95) p=0.032 | -0.17(-0.44—0.11) | p=0.232
Model 2 (no confounders)
Age* Age*
16-29 | Reference
30-44 | 1.21(0.66—2.22) p=0.542 | 0.56 (0.06—1.05) | p=0.028
45-59 | 2.08 (1.14-3.78) p=0.017 | 0.73 (0.26—1.19) p=0.002
60-74 | 2.45 (1.11 - 5.37) p=0.027 | 0.34 (-0.14-0.82) | p=0.166
75+ | 1.06 (0.56—1.99) p=0.864 | 0.07 (-0.50—-0.63) p=0.815
Model 3 (confounders: sex and age)
Educational level* Educational level*
Low | Reference
Medium | 3.37(1.99 —5.71) p<0.001 | 0.85(0.47—1,23) p<0.001
High | 10.18 (5.38 —19.26) | p<0.001 | 1.69 (1.31—2.07) p<0.001
Other | 0.71 (0.30—1.70) p=0.442 | 0.06 (-0.94 —1.07) p=0.900
Model 4 (confounders: sex, age and educational level)
Religion* Religion*
Not religious | Reference
Catholicism | 0.72 (0.42 —1.22) p=0.221 | -0.36 (-0.65 —-0.08) | p=0.013
Islam | 0.10 (0.05—0.19) p<0.001 | -2.24(-3.05—-1.42) | p<0.001
Other | 0.36 (0.13-0.97) p=0.043 | -0.46 (-1.24—-0.33) | p=0.252
Model 5 (confounders: sex, age and educational level)
Professional experience in health care* Professional experience in health care*
No | Reference
Yes | 5.83 (1.35—25.19) p=0.018 | 1.08 (0.71—1.46) p<0.001
Model 6 (confounders: sex, age and professional experience in health care)
Informal caregiving experience Informal caregiving experience
No | Reference
Yes | 1.35(0.82 —2.20) p=0.233 | 0.13 (-0.18 —0.44) | p=0.426
Model 7 (confounders: sex, age, professional experience in health care and informal
caregiving experience)
Knowing palliative care through personal Knowing palliative care through personal
experience* experience*
No | Reference
Yes | 9.15 (4.00 — 20.95) p<0.001 | 0.66 (0.38 —0.95) p<0.001

*significant with p<0.05 in all 15 imputed datasets
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Information sources

Informal sources, personal experience and traditional media were the most important sources

through which people with low levels of knowledge of palliative care (operationalized as

scoring less than the mean PaCKS score) reported having heard of palliative care (see Table

4). Looking only at people with average to high knowledge levels (scoring higher than the

mean PaCKS score), the same three information sources were most frequently reported

although the relative order differed (personal experience > informal source and traditional

media) and the importance of ‘formal sources’ was relatively higher in this group.

Table 4: Information sources through which people have heard of palliative care
[weighted data]

People with low levels of People with average to high
palliative care knowledge levels of palliative care
(n=726) knowledge
(n=1110)
n % n %
Informal source? 313 43.2% 487 43.9%
Formal source® 66 9.1% 265 23.8%
Traditional media® 237 32.6% 479 43.2%
New media® 90 12.4% 183 16.5%
Personal experience® 260 35.8% 594 53.5%
Other sourcef 12 1.7% 43 3.9%
‘Never heard from it’ 88 12.1% 11 1%
‘I don’t remember’ 49 6.7% 31 2.8%

%through an acquaintance, friend or family member who talked about palliative care
and/or works in the field

bthrough schooling and/or work as a professional or volunteer

‘newspapers, magazines, television or radio

dthe internet or social media

eperson received, or, a friend, family member or acquaintance receives or received
palliative care

fincludes among others: health promotion & health literature, through health care
providers/-settings,...

DISCUSSION

Main findings
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Our cross-sectional population-based survey showed that palliative care is generally well
known among a substantial portion of the general public but remains an unknown or
misunderstood concept for many others. Within a range from 0 (minimum knowledge) to 13
(maximum knowledge), a mean total PaCKS score of 7.87 was found. Some specific aspects
of palliative care were very well known such as the facts that palliative care is not only for
older adults nor just persons with cancer, yet clear gaps in knowledge were also found with
the largest one being that palliative care aims to improve a person’s ability to participate in
daily activities. Being aged between 30 and 59, non-religious, more highly educated, having
professional experience in health care and knowing palliative care through personal

experience were significantly associated with higher mean knowledge scores.

Strengths and limitations

One of the strengths of this study lies in the random sampling and the statistical
generalizability for the city populations. However, the selection of the four cities might not be
enough to argue for theoretical generalizability to the whole of Flanders. Another strength
comes from the use of the validated PaCKS scale, facilitating comparisons with other studies
and contexts. It can still be argued though that the PaCKS scale’s items are too limited and do
not capture the broader meaning of palliative care as a vital public health and human rights
issue, going beyond being a pure health service.

What this study adds

While the 2015 Quality of Death Index ranked Belgium as the highest scoring country on
public awareness and understanding of palliative care services?!, our results paint a more
nuanced picture and show - at the very least - that there is much room for improvement. Our
obtained mean PaCKS score (7.87) was lower than the mean found in studies among young
adults (aged 18-29) in the UK!! (8.87) and adults in Northern Ireland? (8.31) but higher in
comparison to three studies done among various samples in the USA (mean scores ranging
between 4.38 and 5.25)?224, The differences between these scores may be seen as partly
reflecting the diversity in structural conditions and broader socio-cultural settings in which the
knowledge on palliative care is embedded (although these differences have to be interpreted

cautiously in light of the differences in sample characteristics and potential divergencies in the
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use of the PaCKS scale between studies). Importantly though, while palliative care is
historically anchored the longest in the UK and this might partly explain the higher mean
scores, the studies there still report widespread misunderstandings on palliative care, leading
to similar conclusions as the studies with much lower mean scores in the USA. Considering
the gaps in knowledge found in our sample, many of those seem to reflect a belief that
palliative care is synonymous with terminal care or care at the very end of life. Across studies,
this persistent view has been reported, often directly linked to the stigma surrounding
palliative care?>?®, Given the prevailing practice of late referrals?’ and the fact that most
palliative care services still focus their interventions strongly at the end of life, it is not
surprising that a substantial portion of the population sees palliative care as purely terminal
care. Understood within this context it also deserves a more nuanced interpretation than
merely being a ‘misconception’ or ‘negative belief” as is often done in the literature.
However, contrasting to what is often presented as myths or persistent misconceptions of
palliative care?®?® but resonating with findings of two other relatively recent studies!'=°, high
proportions of our respondents were familiar with the facts that palliative care is not only for
persons who have cancer nor only for older adults, is not given exclusively in hospital settings
and has a focus on the whole family. Although minimal improvements over time in public
awareness and knowledge of palliative care have been reported*, other studies have argued
differently*31, The results of our study also seem to suggest that the historical developments
of palliative care have at least partly seeped through into the public knowledge about

palliative care.

With the exception of sex, most of the knowledge associated factors that are frequently
brought forward (education, gender/sex, age, personal experience and professional health care
experience®) were confirmed as relevant to palliative care knowledge in our study. The fact
that no significant difference was found between people with or without informal caregiving
experience might be explained by the broad range of possible chronic conditions that require
or benefit from informal caregiving support, also outside the broad scope of palliative care.
Additionally, being religious proved to be a factor related to poorer palliative care knowledge
and this differs from earlier studies finding no associations among young adults in the UK or
among Asian populations in the USA?%. Lower knowledge scores among Muslims and
Catholics might be influenced by a variety of factors such as individual religious beliefs and

practices and access to information and services, but further research (preferably in-depth
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qualitative research) is needed to fully understand the relation between palliative care

knowledge and religion.

Our findings furthermore show the importance of experience within the personal social
context on obtaining knowledge of palliative care. This finding emerges consistently across
various studies and points to the potential value of community-based educational
approaches®, centered around peer advisors and experience-based knowledge exchange.
Efforts to stimulate talking about death, dying and loss, the sharing of personal narratives
surrounding these topics, can serve as a vehicle to spread more awareness on the different
care options at the end of life. Our results are also in line with previous research showing the
unfulfilled potential to promote palliative care through new media such as websites and
YouTube channels®*=® and urges further investigation of the quality of information offered
through traditional media channels (which has been shown to be limited in scope and

potentially contributing to negative or inaccurate perceptions®3).

In terms of implications for practice and policy, our findings indicate a clear need for
educational efforts to improve the public knowledge on palliative care. Previous research has
shown that educational initiatives on palliative care are effective in improving knowledge and
attitudes towards palliative care'>?4%, Importantly though, since many people seem to be
already familiar with some of the basic concepts, these educational efforts may need to focus
primarily on specific unknown or misunderstood aspects of palliative care rather than (only)
on the broad concept of palliative care and its contributions. The implications of the specific
understanding of palliative care as terminal care for instance go beyond the conceptualizations
of the field itself but also translate into the image it (re)produces of the person with palliative
care needs, for example as someone who is “losing the battle”*® or in a passive, dependent
position3. Efforts to promote (early) palliative care should therefore pay proper attention to
underscore palliative care as care directed at persons who can still have other active
treatments and who can still have active roles in life, a life that can last for years. This way
not only more knowledge on palliative care can be aimed for but also a reduction in the
stigma surrounding it®. Public education initiatives are however only part of the puzzle; they
will also need to be accompanied by shifts in policy and actual practices that currently
perpetuate misconceptions such as late referrals and financial support systems restricted to

limited life expectancy.

Building on the findings from this research and addressing a scarcity of in-depth qualitative

research regarding public perceptions of palliative care, our next steps include a reflexive
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thematic analysis of personal narratives surrounding experiences with serious illness, the end
of life and palliative care. This analysis aims to achieve a more profound and contextualized
understanding of attitudes towards palliative care. Furthermore, to enhance the effectiveness
of forthcoming public campaigns on palliative care, a focus group study will be undertaken to
investigate how past (both national and international) educational initiatives on palliative care

are received and evaluated by diverse members of the public.

CONCLUSION

Improving public knowledge on palliative care is a crucial part of improving a timely and
equitable access to palliative care and stimulating political and community engagement with
palliative care. The results of this study highlight this need and show that even though the
general public seems to have a relatively good understanding of some of the basic concepts of
palliative care, several of its key aspects remain unknown or misunderstood. As long as the
general public remains unaware that palliative care is not limited to the last six months of life
or that it aims to improve one’s ability to participate in daily activities despite serious illness,
a stigmatized perception of palliative care as terminal care can persist, thus obstructing timely
initiation of palliative care to fully benefit patients and their families.

Strategies to improve the public knowledge on palliative care will need to be locally
grounded, collaborative and adaptable to fully serve the diversity within our societies. This
means that to reach all who could benefit from palliative care, now or in the future,
educational strategies directed to the general public need to be tailored to the needs and
resources of different social groups to ensure existing inequalities in access and use of
palliative care are not unintentionally exaggerated. This necessitates actively listening to and
involving people from diverse backgrounds in the development of these initiatives.
Additionally, global discourses on palliative care, for instance considering compassionate
communities, should be effectively translated into the local context. One way to do this is
through the existence of durable local partnerships between palliative care practitioners,
policy makers, researchers and citizens. By implementing these strategies, we can reduce gaps
in knowledge, battle stigmatization, and enhance public receptivity towards palliative care,

ultimately leading to improved care and quality of life for individuals facing serious illnesses.
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