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ABSTRACT

Introduction Population ageing, technological
advancements and an increasing emphasis on patient
empowerment imply that individuals are increasingly
confronted with intricate end-of-life decisions. Personal
end-of-life health literacy skills may help empower
individuals to participate more actively in their own
end-of-life decisions, including engagement in advance
care planning (ACP). This study thus investigates the
associations between individuals’ end-of-life health literacy
and their knowledge and behaviours toward ACP among
a population-based sample of adults aged 58+ years in
Switzerland.

Methods We used data from 1319 respondents from
Wave 8 (2019/2020) of the Survey on Health, Ageing, and
Retirement in Europe. The Subjective End-of-life Health
Literacy Scale (S-EOL-HLS) served as the measurement
tool. Respondents’ end-of-life knowledge was assessed
using test-based questions about 11 end-of-life medical
situations. Behaviours toward ACP were measured by
whether respondents have discussed their end-of-life
wishes, completed advance directives (AD) and appointed
a potential surrogate for medical decisions in case of
incapacity. Associations were estimated using separate
ordinary least square and probit regressions, controlling for
social, health and regional characteristics.

Results Respondents with higher end-of-life health
literacy tended to have better end-of-life knowledge

and were more likely to have discussed their end-of-life
wishes, to have completed AD and to have appointed a
surrogate for medical decisions in case of incapacity. On
regressing the outcomes on the three end-of-life health
literacy dimensions, interactive health literacy positively
correlated with end-of-life knowledge and the three
behaviours toward ACP, while critical health literacy was
only associated with having an AD and appointing a
surrogate for medical decisions.

Conclusions Our findings suggest that end-of-life health
literacy may play a significant role in individuals' level

of end-of-life knowledge and their behaviour toward

ACP. Thus, developing public health policies that aim at
strengthening their end-of-life health literacy skills may
increase individuals’ engagement in the ACP process and
make ACP more effective.

,"?3 Sarah Vilpert,>® Maud Wieczorek,? Carmen Borrat-Besson,®

WHAT IS ALREADY KNOWN ON THIS TOPIC

= Individuals’ health literacy significantly impacts their
behaviours toward advance care planning (ACP), yet
existing research relies on general health literacy
measures; thus, this study employs the Subjective
End-of-life Health Literacy Scale (S-EOL-HLS) to
comprehensively assess the relationship between
end-of-life health literacy and ACP behaviours in
older Swiss adults.

WHAT THIS STUDY ADDS

= This study reinforced that higher end-of-life health
literacy is correlated with better end-of-life knowl-
edge and positive behaviours toward ACP. Those
with higher end-of-life health literacy are more likely
to discuss end-of-life preferences, complete AD and
appoint a medical surrogate. Among three end-of-
life health literacy dimensions, the interactive di-
mension—focused on effective communication and
engagement—stands out as the most influential.

HOW THIS STUDY MIGHT AFFECT RESEARCH,
PRACTICE OR POLICY

= The findings underscore the need for interventions
that provide tailored information and support to
older adults in engaging in ACP. Solutions such as
specific consultations with healthcare professionals,
a national day focusing on end-of-life discussions or
the introduction of a ‘Personal Healthcare Guide’ can
help improve individuals’ end-of-life health literacy.
Future research should explore the impacts of differ-
ent demographics on end-of-life literacy and work
on developing objective measures for a more com-
prehensive understanding. The results lay a founda-
tion for strategies that prioritise the needs of older
adults, facilitating a more dignified and respectful

end-of-life process.

INTRODUCTION

Over recent decades, the need to make impor-
tant end-of-life (EOL) healthcare decisions
has increased drastically.' This growth can
be attributed to medical advancements that
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extend life, potential concerns about overtreatment and
an evolving relationship between patients and healthcare
providers, which now emphasises patient autonomy and
self-determination in medical decisions.?® Furthermore,
EOL decisions present their own set of challenges, often
asking individuals to contemplate future hypothetical
scenarios or confront current situations burdened with
emotionally charged decisions. The complexity of EOL
decisions arises from the acuity of the situation, the
multitude of options available, uncertainties particularly
concerning prognosis, a common lack of preparation
and often impaired decisional capacity, whereby rele-
vant scenarios frequently require individuals to weigh
the trade-offs between quality and quantity of life.*® As
a result, individuals may have to make challenging deci-
sions about situations that are highly uncertain and about
which they often have very little knowledge.®”

Advance care planning (ACP) is a proactive approach
involving structured discussions between healthcare
professionals, (potential) patients and often their fami-
lies, anticipating possible health deterioration leading to
decisional incapacity.® Its primary objective is to prepare
for communication and decision-making, thereby
enhancing patient well-being throughout their health-
care journey and leading to improved EOL experiences
as perceived by the patient.”"! This process often culmi-
nates in the drafting of an advance directive (AD), that s,
documented decisions that encapsulate patients’ medical
preferences, particularly regarding treatments they would
have to accept or decline in situations where they may
have become incapacitated, and information regarding
the person they designated to make medical decisions
for them in case of incapacity.'” These processes and
documents can play a pivotal role in protecting patient
autonomy, ensuring that medical interventions reso-
nate with their personal wishes, and offering guidance
to families and healthcare practitioners in challenging
decision-making situations.'”” Despite the potential
benefits of ACP, such as enhanced patient satisfaction,
greater respect for patient autonomy and care more in
line with patients' wishes,'*'° there remains a noticeable
lack of awareness and engagement in ACP and AD use
among the general population.'”™? This gap is especially
pronounced among vulnerable older adults and those
with limited health literacy.*’

Individuals’ behaviours toward ACP often appear to
be shaped by their health literacy, which has been shown
to affect their understanding of health challenges, their
communication with medical professionals and their ability
to make informed medical decisions.”’ ** Specifically, prior
research showed that limited health literacy is associated
with suboptimal self-care behaviour for diabetes,” poor
health-related knowledge of chronic diseases,” commu-
nication gaps between patients and healthcare providers
when discussing EOL care,” misunderstandings about EOL
treatment options,”® an increased probability of undergoing
aggressive EOL care,? lesser engagement in ACP* * and
fewer chances of having an AD.” Moreover, health literacy

has emerged as a pivotal factor in determining ACP engage-
ment.”’ * While associations between health literacy and
knowledge regarding ACP have been documented in
existing literature,” much of the existing research has
relied on rather general health literacy measures such as
the Test of Functional Health Literacy in Adults.* These
broad measures may often fail to capture important nuances
related to EOL decisions, especially in emotionally charged
situations of life and death, the heightened role of uncer-
tainty and potential trade-offs between length and quality
of life. Such decisions demand a deeper comprehension,
given their sensitive nature. To the best of our knowledge,
no studies are exploring the associations between specific
EOL health literacy measures and EOL knowledge and
behaviours toward ACP.

To fill this gap, the present study uses the recently validated
Subjective End-of-ife Health Literacy Scale (SEOL-HLS)™ to
investigate the associations between individuals’ EOL health
literacy and their knowledge and behaviours toward ACP
among a population-based sample of adults aged 58+ years
in Switzerland. The new measure of EOL health literacy was
the first instrument developed to assess the level of compe-
tencies individuals perceive in dealing with EOL care situa-
tions and decision-making. The tool was demonstrated to be
a reliable and valid instrument for measuring older adults'
self-perceived EOL health literacy.” In this study, we define
EOL health literacy as the capacity to obtain, process and
understand basic health information and services needed to
make appropriate EOL decisions. In contrast, EOL knowl-
edge refers to an individual’s understanding of specific
aspects of EOL care, such as palliative care options, legal
aspects of ACP and medical interventions commonly used
at the EOL. Another distinctive feature of this research is its
use of the three dimensions within the SEOL-HLS: func-
tional, interactive and critical EOL health literacy. Designed
to provide a multifaceted perspective on EOL health literacy,
these dimensions allow our study to shed more light on
the intricate associations between EOL health literacy and
ACP, offering a comprehensive perspective absent in prior
research on general health literacy and ACP.

MATERIALS AND METHODS

Study design and participants

We used cross-sectional data from the Wave 8 of the Survey
on Health, Ageing, and Retirement in Europe (SHARE)
that was collected between October 2019 and the beginning
of March 2020.%°%” SHARE collects data every 2 years from
targeted respondents and their partners aged 50 years and
older in 28 European countries and Israel using Computer-
Assisted Personal Interviewing. The internationally harmo-
nised, questionnaire-based in-person interview collects infor-
mation on individuals' health, socioeconomic status and
social networks. In addition, each country can add a country-
specific Paper-and-Pencil Self-Administrated questionnaire.
Our analyses include respondents from Switzerland who
participated in the main questionnaire and the National
Paper-and-Pencil questionnaire from Wave 8 on EOL issues.
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Respondents consented to participate twice, when they
agreed to schedule an interview and when they attended
the in-person interview. SHARE samples are designed to be
nationally representative of the target population of adults
aged 50 years and older. However, as the Swiss sample has
not been refreshed since 2011, we only include respondents
aged 58 years and older in our analysis. In Switzerland, 2009
respondents participated in the main SHARE questionnaire;
94.4% also answered the National Paper-and-Pencil ques-
tionnaire (n=1896). After excluding respondents’ partners
aged 50-57 years and those with missing responses on varia-
bles used in the analysis, our final analytical sample includes
1319 respondents.

Outcome variables

EOL knowledge

The Swiss Paper-and-Pencil questionnaire integrated 11 items
on the likelihood of important potential EOL medical situa-
tions that the respondents had to evaluate on a 4-point scale:
1=very unlikely (0-25%), 2=rather unlikely (26%-50%),
3=rather likely (51%-75%) and 4=very likely (76%-100%).
EOL medical situations refer to issues like cognitive impair-
ment, medical treatment and place of death (see online
supplemental appendix 1). Following the approach of a
previous study that used the same set of EOL knowledge ques-
tions,” we defined the accuracy of perceptions of different
EOL situations using dichotomised variables: 1 indicates
a correct answer, and 0 indicates an incorrect answer. The
correct category for the answer was determined using results
from recently published research articles. For instance, in
the first EOL medical situation, respondents were asked to
rate the chances of suffering from dementia at the age of
75 years. Given that the prevalence estimate for dementia
is lower than 5% for individuals aged 75 years or younger,”
the correct category for the answer is 'very unlikely (0-25%)".
Further information can be found in online supplemental
appendix 1. Then, the resulting initial EOL Knowledge
Score that summed up all correct answers ranged from
0 to 9, as no respondents answered all questions correctly.
Following the approach from Pelikan et al,39 missing values
were treated as 0, and the final EOL Knowledge Score only
includes respondents with no more than two missing values
on the items. In total, 259 respondents (15.1%) had more
than two missing values on the 11 items. The score was then
standardised by dividing it by its SD (1.78) and finally ranged
from 0 to 5.1. This standardisation was done to normalise the
distribution and make the score more interpretable in the
context of our analysis.

Behaviours toward ACP

Respondents were asked whether they had ever discussed
their wishes for the end of their life with someone (0=no,
1=yes), whether they had completed a written statement
about their wishes and refusals for medical treatments
and care (AD/living will) (0=no, l=yes) and whether
they had appointed someone in writing to make medical
decisions for them should they not be able to make those

decisions for themselves (durable power of attorney,
0=no, 1=yes).

Exposure

Subjective End-of-Life Health Literacy Scale

The Swiss Paper-and-Pencil questionnaire included the
items from the SSEOL-HLS,” a novel instrument designed
to measure individuals' self-perceived competencies in
managing EOL care situations and decision-making. The
scale was previously developed and validated, demon-
strating that the SSEOL-HLS is a reliable and valid tool for
measuring EOL health literacy, and offers insights into
individuals' readiness to engage in EOL planning and
decision-making. In the validation paper, high internal
consistency and reliability for the overall instrument were
highlighted, with a Cronbach’s alpha of 0.93. The vali-
dation paper also highlighted the potential of the S-E-
OL-HLS to identify individuals with limited EOL health
literacy and guide interventions aimed at enhancing
their understanding and engagement in EOL care plan-
ning.”® The instrument consists of 18 items (see online
supplemental appendix 2) divided into three dimensions
(1) functional EOL health literacy, where respondents
have to rate their level of understanding EOL medical
terms; (2) interactive EOL health literacy, which assesses
respondents’ self-rated ease in defining treatment goals,
in finding information on EOL planning options and in
communicating about EOL issues; and (3) critical EOL
health literacy, which asks respondents to indicate their
self-rated competency in choosing medical treatments.
Respondents evaluate each item on a 4-point Likert scale
with answers ranging from ‘very easy’, ‘fairly easy’, ‘fairly
difficult’, to ‘very difficult’. The items are then dichoto-
mised with a value of ‘0’ for ‘very difficult’ and ‘fairly
difficult” and a value of ‘1’ for the categories ‘very easy’
and ‘fairly easy’, allowing us to construct a score from 0
to 18. This means that a higher score indicates a greater
level of EOL health literacy. Following the approach from
Pelikan et al,39 missing values were treated as 0, and the
final EOL Health Literacy Score was then computed for
respondents with no more than two missing item values.
In total, 116 respondents (6.8%) had more than two
missing values on the 18 items. The score was then stand-
ardised by dividing it by its SD (4.6), resulting in a range
from 0 to 3.9. To deepen the analysis, three standardised
EOL health literacy subscores were calculated based on
the three dimensions of the scale: functional, interactive
and critical EOL health literacy.

Covariates

Our statistical models include information on sex (male,
female), age (58-64 years, 65-74 years, 75+ years), educa-
tion levels (low=International Standard Classification of
Education (ISCED) levels 0, 1, 2; middle=ISCED levels
3-4, high=ISCED levels 5-6*), partnership status (has a
partner, has no partner), Switzerland’s linguistic regions
(German, French or Italian), subjective financial difficul-
ties (ability to make ends meet: easily, fairly easily and
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with difficulty), living area (urban, rural) and self-rated
health (poor/fair health, good health, very good/excel-
lent health).

Statistical analysis

The characteristics of the study population were described
using number counts and proportions. A binned scatter-
plot assessed the bivariate association between standard-
ised EOL Health Literacy and EOL Knowledge Scores.
Bivariate associations between average standardised
EOL Health Literacy Score and behaviours toward EOL
healthcare planning were computed with bar charts. The
partial association between the standardised EOL Health
Literacy Score and the standardised EOL Knowledge
Score was assessed using ordinary least square regres-
sions, while the respective associations between the stand-
ardised EOL Health Literacy Scores and the three behav-
iours toward ACP were explored using separate probit
regression models. The same statistical modelling was
used when considering the three dimensions of the End-
of-Life Health Literacy Scale as exposures. Each regres-
sion model controlled for sex, age, education levels, part-
nership status, Switzerland’s linguistic regions, subjective
financial difficulties, living area and self-rated health. In
addition, to account for potential unobserved dependen-
cies between the target respondents and their partners,
the error terms were clustered at the household level.
All estimations used STATA/SE V.17.0 software (STATA
Corporation) and results were reported as average
marginal effects (AME) along with corresponding SEs
clustered at the household level.

Patient and public involvement

Our research was conducted without the involvement of
patients or the public in its design, execution, reporting,
or dissemination strategies.

RESULTS

Selected characteristics of the study participants are
displayed in table 1. Of the 1319 participants, 680
(51.5%) were female, and the mean age was 70.6 years
old (SD: 7.9). The age distribution was as follows: 352
participants (26.7%) were between 58 and 64 years,
579 (43.9%) were between 65 and 74 years and 388
(29.4%) were 75 years or older. In terms of education,
848 participants (64.3%) had a middle education level,
279 (21.1%) had a high education level and 192 (14.6%)
had a low education level. Regarding partnership status,
1021 participants (77.4%) had a partner. Financially, 745
participants (56.5%) reported finding it ‘easy’ and 416
(31.5%) ‘fairly easy’ to make ends meet at the end of the
month. Concerning the language region of Switzerland,
960 participants (72.8%) resided in the German-speaking
parts, 316 (24%) in the French-speaking parts and 43
(3.2%) in the Italian-speaking parts. Geographically, 594
participants (45%) lived in urban settings and 725 (55%)
in rural areas. For health assessment, 548 participants
(41.6%) rated their health as good and 557 (42.2%) as

Table 1 Characteristics of the study population, adults
aged 58+ years, SHARE Switzerland, 2019/2020, n=1319

n %

Gender

Male 639 48.5

Female 680 51.5
Age groups

58-64 years 352 26.7

65-74 years 579 43.9

75+ years 388 294
Education

Low 192 14.6

Middle 848 64.3

High 279 21.1
Partnership status

Has a partner 1021 77.4

No partner 298 22.6
Make ends meet

Easily 745 56.5

Fairly easily 416 31.5

With difficulty 158 12
Language

German 960 72.8

French 316 24

Italian 43 3.2
Living area

Urban 594 45

Rural 725 55
Self-rated health

Poor/fair health 214 16.2

Good health 548 41.6

Very good/excellent health 557 42.2
EOL discussions

No 441 33.4

Yes 878 66.6
Completed AD

No 759 57.5

Yes 560 42.5
Appointed surrogate

No 733 55.6

Yes 586 44.4
Standardised EOL Health Literacy = Mean: 2.9 SD: 1
Score Min: O Max: 3.9

Mean: 1.7 SD: 1

Standardised EOL Knowledge Score Min: 0 Max: 5.1

Note: number of observations for the whole sample.
AD, advance directives; EOL, end-of-life.
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Figure 1 Average EOL Health Literacy Standardised Scores per EOL knowledge and behaviours toward ACP, adults aged
58+ years, SHARE Switzerland, 2019/2020, n=1319. Note, the first graph is a binned scatterplots of standardised EOL Health
Literacy and Knowledge Scores. AD, advance directives; EOL, end-of-life; ACP, advance care planning.

very good or excellent. Concerning EOL healthcare plan-
ning, 878 participants (66.6%) had discussed their EOL
wishes, 560 (42.5%) had completed AD and 586 (44.4%)
had appointed a surrogate to make medical decisions.

The bivariate associations displayed in figure 1 describe
the relationship between the standardised EOL Health
Literacy Score and both the standardised EOL Knowl-
edge Score and behaviours toward ACP. The scatterplot
graph demonstrates a positive association between EOL
health literacy and knowledge; a higher standardised
EOL Health Literacy Score is associated with a higher
standardised EOL Knowledge Score. The next three bar
charts show that respondents who had discussed their
EOL wishes, completed an AD, or appointed a surrogate
for medical decisions consistently exhibited higher stan-
dardised EOL Health Literacy Scores.

Table 2 shows the partial associations between the stan-
dardised EOL Health Literacy Scores, the standardised
EOL Knowledge Score and behaviours toward ACP. A
one SD higher EOL Health Literacy Score is associated
with an increase in the standardised EOL Knowledge

Score (AME: 0.17, p<0.001), the likelihood of discussing
EOL preferences (AME: 0.14, p<0.001), the completion
of AD (AME: 0.13, p<0.001) and the appointment of a
medical decision surrogate (AME: 0.12, p<0.001). These
findings have been adjusted for several confounders,
including sex, age, education levels, partnership status,
subjective financial situation, linguistic region, living area
and self-assessed health.

The partial associations between the standardised
EOL Knowledge Score, behaviours toward ACP and the
three standardised scores of the distinct dimensions of
EOL health literacy are presented in table 3. The inter-
active dimension of EOL health literacy demonstrates
the most consistent positive association with the expo-
sure variables. An increase in the interactive EOL Health
Literacy Score correlates with an increased standardised
EOL Knowledge Score (AME: 0.17, p<0.001), a higher
likelihood of engaging in EOL discussions (AME: 0.12,
p<0.001), completion of AD (AME: 0.10, p<0.001) and
designation of a surrogate for medical decisions (AME:
0.08, p<0.001). The critical dimension also exhibits
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Table 2 Partial associations between EOL knowledge and behaviours toward ACP on the standardised EOL Health Literacy
Score, adults aged 58+ years, SHARE Switzerland, 2019/2020, n=1319

EOL knowledge

EOL discussions Completed AD Appointed surrogate

Standardised EOL Health Literacy Score ~ 0.17*** (0.03)
Observations 1319

0.14** (0.01) 0.13**(0.01)  0.12*** (0.01)
1319 1319 1319

Average marginal effects and SEs are shown in parentheses. Statistical significance: *p<0.05, **p<0.01, **p<0.001.

The first column shows the results from an ordinary least squares regression of the standardised EOL Knowledge Score on the standardised
EOL Health Literacy Score and the covariates. The next three columns present probit regression models regressing each EOL health
outcome on the standardised EOL Health Literacy Score and the covariates. The covariates include sex, age, education levels, partnership
status, subjective financial situation, linguistic region, living area and self-rated health.

ACP, advance care planning; AD, advance directives; EOL, end-of-life.

associations, notably with the completion of AD (AME:
0.04, p<0.05) and the appointment of a surrogate (AME:
0.06, p<0.001). However, the associations related to the
functional dimension are not statistically significant.
All these associations have been adjusted for the same
confounders as in table 2.

DISCUSSION

Using data of 1319 adults aged 58 years and older from
Switzerland, this study explored the relationships between
EOL health literacy, knowledge and behaviours toward
ACP. A positive correlation emerged, indicating that indi-
viduals with higher EOL Health Literacy Scores tend to
possess better knowledge about EOL medical situations
and are more proactive in planning for it. Particularly,
the results highlight the association between increased
EOL health literacy and the likelihood of discussing EOL
preferences, completing AD and appointing a surrogate
for medical decisions. Among the three dimensions of
EOL health literacy assessed, the interactive dimension
emerged as the most associated with the four outcomes
variables. On the contrary, while the critical dimension
also presented some notable associations, the functional
dimension showed a clear tendency for better EOL
knowledge and more positive behaviours toward ACP,
but the corresponding associations did not turn out to
be statistically significant. The findings from this study

reinforce and complement previous research that has
demonstrated the importance of health literacy in influ-
encing various behaviours toward ACP. In another study
measuring death literacy, defined as individuals' skills
and knowledge regarding the death system, the results
showed that higher death literacy can be associated with
better informed decisions regarding EOL and death care
options.”’ While the results go in the same direction,
the death literacy index is primarily designed for group
assessment and the items do not specifically address
individuals' ability to navigate medical decisions at the
EOL. Finally, what sets this research apart is its in-depth
exploration of some aspects of the ACP process using a
nuanced measure of EOL health literacy.

EOL knowledge and behaviours toward ACP

One significant obstacle to the wider adoption of AD and
active engagement in ACP is a lack of knowledge to navi-
gate the intricate landscape of EOL medical decisions.”
However, so far, only a few studies have focused on the
general population and their understanding of EOL
healthcare options. Studies conducted in North America
using knowledge assessment tests consistently indicate a
significant knowledge gap concerning EOL care options
among the general public.42_44 Another study found
that while most older adults in China value healthcare
transparency and autonomy, there is a significant lack

Table 3 Partial associations between EOL knowledge and behaviours toward ACP on the three dimensions from the
standardised EOL Health Literacy Score, adults aged 58+ years, SHARE Switzerland, 2019/2020, n=1319

EOL EOL

knowledge discussions Completed AD Appointed surrogate
Standardised functional EOL Health Literacy Score 0.03 (0.03) 0.02 (0.01) 0.01 (0.02) 0.01 (0.02)
Standardised interactive EOL Health Literacy Score 0.17*** (0.04) 0.12***(0.01) 0.10*** (0.02) 0.08*** (0.02)
Standardised critical EOL Health Literacy Score 0.00 (0.03) 0.02 (0.01) 0.04* (0.02) 0.06*** (0.02)
Observations 1319 1319 1319 1319

Average marginal effects and SEs are shown in parentheses. Statistical significance: *p<0.05, **p<0.01, **p<0.001.

The first column shows the results from an ordinary least squares regression of the standardised EOL Knowledge Score on the three
dimensions of the standardised EOL Health Literacy Score and the covariates. The next three columns present probit regression models
regressing each EOL health outcome on the three dimensions of standardised EOL Health Literacy Score and the covariates. The covariates
include sex, age, education levels, partnership status, subjective financial situation, linguistic region, living area and self-rated health.

ACP, advance care planning; AD, advance directives; EOL, end-of-life.
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of awareness and preference for ACP, potentially influ-
enced by traditional values and education levels.” In
addition, a population-based telephone survey in Hong
Kong exploring behaviours and preferences of older
adults regarding ACP revealed significant gaps between
individuals’ preferences to communicate and make
their own EOL decisions and their awareness of ACP,
with many also unfamiliar with AD.* Moreover, a study
in Wales exploring public views on death and EOL care
revealed the need to address societal taboos around death
discussions, especially in light of the increased awareness
brought about by the COVID-19 pandemic.”” Finally,
a study on older adults aged 55+in Switzerland found
notable misunderstandings about EOL healthcare and
planning, potentially leading to suboptimal EOL deci-
sions and limited patient participation.® Given the clear
knowledge gaps highlighted in multiple studies about
EOL decisions among older adults and considering that
improved EOL healthcare knowledge enhances partici-
pation in ACP**™® and the completion of AD,**"° tackling
this lack of awareness is essential. Providing individuals
with appropriate EOL health literacy skills could increase
their awareness of ACP, potentially improving their
knowledge of and behaviours toward ACP.

EOL health literacy and its importance for AGP

Addressing knowledge gaps in EOL healthcare and
related behaviours toward ACP requires focusing on
empowering individuals to take control of their EOL
decisions. As highlighted in a previous study analysing
health literacy and EOL healthcare preferences, to
support individuals effectively, it is essential to enhance
their health literacy, ensuring they are well-informed
and possess the necessary skills to make informed health-
related decisions.”® Two other studies supported those
results, the first one showing that health literacy strongly
influences knowledge, behaviours and decisions about
hospice care among older adults’” and the second one
that health literacy significantly influences older adults’
understanding of ACP more than their prior experi-
ence with ACP.”® Although previous studies used general
health literacy measures rather than one tailored specifi-
cally to EOL situations, they underscored the significance
of health literacy skills in EOL healthcare decisions. With
adequate EOL health literacy skills, individuals could
improve their understanding of medical terms and the
different types of EOL healthcare options, reduce their
emotional barriers when communicating with health-
care providers and their loved ones, and thus facilitate
healthcare that aligns with their preferences.”’ There-
fore, as highlighted by the results from our study, indi-
viduals’ competencies for EOL decisions are crucial, as
they positively correlate with EOL healthcare knowledge,
discussions about EOL wishes, AD completion and the
designation of a medical decision surrogate. Ultimately,
enhancing EOL health literacy and increasing the adop-
tion of ACP can foster a dignified and respectful EOL
process while alleviating the decision-making burden

frequently shouldered by family members and healthcare
providers.

EOL health literacy dimensions

This research identifies specific dimensions of EOL
health literacy that are crucial for supporting patients,
their loved ones and healthcare providers in their collec-
tive aim to align EOL healthcare with patients’ values,
preferences and goals. The distinct dimensions of func-
tional, interactive and critical EOL health literacy are
the first to provide an understanding of what composes
the concept of EOL health literacy. The first dimen-
sion, functional EOL health literacy, measures individ-
uals’ comprehension of common EOL medical terms.”
This dimension appeared to be the least influential, as
its associations with EOL knowledge and behaviours
towards ACP were not statistically significant. These non-
significant results show that merely possessing the basic
skills to understand EOL medical terms may be insuf-
ficient for individuals to have higher EOL knowledge
and to engage in the ACP process. Although individuals
might have the correct understanding of common EOL
medical terms, higher skills are needed to engage in the
ACP process. The second dimension, interactive EOL
health literacy, evaluates respondents’ self-assessed chal-
lenges in defining treatment goals, obtaining informa-
tion on EOL healthcare planning options and discussing
EOL matters.® Of all the dimensions, this one showed
the most consistent associations with the outcomes of
interest. Results indicated that higher scores in interac-
tive EOL health literacy correlate with better knowledge
of EOL, more discussions on the topic, higher comple-
tion rates of AD and more designation of a medical deci-
sion surrogate. These findings underscore the signif-
icance of the interactive dimension in EOL knowledge
and behaviours toward ACP. It highlights the need to
emphasise advanced cognitive and social skills, enabling
individuals to engage in meaningful communication with
healthcare providers, actively participate in ACP and gain
a deeper comprehension of the dying process. In addi-
tion, it underscores that the more proactive aspects of
ACP, such as seeking information and discussing EOL
issues, can be challenging for some individuals. There-
fore, providing them with the opportunity to initiate
this process with social support could be beneficial in
encouraging engagement in ACP. Lastly, the critical EOL
health literacy dimension estimates respondents’ diffi-
culties in choosing EOL medical treatments.” Results
from this dimension showed notable positive associations
with both AD completion and surrogate appointment.
These results from the critical dimension indicate that
advanced cognitive and social skills, crucial for analysing
and utilising information, are essential for individuals
when translating the gathered information and inform-
ative discussions into making definitive decisions about
EOL medical treatments. The results ultimately show that
to complete AD and appoint a surrogate, both the inter-
active and the critical EOL health literacy dimensions
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are essential. This highlights once again that individuals
need particularly high skills to achieve the decision-
making part.

Practical implications and future research

Existing research has shown that limited health literacy
can lead to suboptimal participation and engagement
in ACP*®* This study emphasises the pivotal role of
EOL health literacy in improving knowledge about EOL
medical situations and being more proactive in planning
for it. As a result, it now raises the question of how to
improve individuals' EOL health literacy to ensure they
have the necessary skills for engaging in ACP. In addi-
tion, when examining the distinct dimensions of the
scale, the results suggest that merely providing simplified
information on EOL issues seems insufficient. Instead,
creating new targeted interventions to support older
adults in engaging in the ACP process and strength-
ening their skills is necessary. Such interventions could
include offering consultations with health professionals
to discuss potential decisions concerning EOL medical
situations. For instance, in the Netherlands, research
showed that inviting older adults to information sessions
about EOL healthcare led by general practitioners can
positively impact individuals’ engagement in ACP.”® The
authors further explained that although this approach
mainly resonates with older individuals already curious
about the topic, it appears to be a straightforward way to
encourage ACP.”" It is also crucial to enlighten healthcare
providers about the significance of assessing the health
competency level of patients concerning EOL healthcare.
This would enable them to tailor their communication,
fostering better understanding between patients and
healthcare providers. In a prospective study conducted
in four palliative care units in Switzerland, the authors
found that healthcare providers’ behaviours might
hinder patients from discussing potential future compli-
cations or completing AD, suggesting that the approach
and perspectives of healthcare providers can significantly
impact patient decisions regarding EOL healthcare.”
Moreover, establishing another type of intervention for
the public, such as a national day focusing on EOL issues,
could serve as an excellent platform for widespread
discussion, potentially equipping the general population
with a deeper understanding of these intricate matters.
Furthermore, when considering the significant impact
that media coverage of personal ACP experiences has
on health decisions,” integrating such narratives into
a national day could significantly enhance EOL health
literacy among the general population. Finally, within the
broader healthcare landscape, introducing a mandatory
‘Personal Healthcare Guide’ for older adults similar to
vaccine booklets for children that details EOL health-
care options aligned with personal values, preferences
and goals could not only bolster individual EOL plan-
ning skills but also encourage healthcare providers to
initiate crucial EOL discussions, guide older adults in

maintaining these records and prompt the healthcare
system to prioritise the needs of the ageing population.
Future studies might expand the scope of this study
and investigate the differential impact of EOL health
literacy across diverse demographic groups. Given the
cultural, socioeconomic and educational differences,
understanding how these groups vary in their EOL
health literacy can inform targeted interventions. In
addition, there is a need for the development and valida-
tion of objective measures for EOL health literacy, which
could offer complementary insights to subjective assess-
ments. Also, while our study emphasised three distinct
dimensions of EOL health literacy, future research might
explore other facets or different breakdowns of these
dimensions in the context of EOL healthcare. Moreover,
as the field of EOL healthcare evolves, it is important
to constantly investigate significant factors such as EOL
health literacy determinants in assuring a dignified and
respectful EOL process for patients, their loved ones
and healthcare providers. Finally, future research should
prioritise designing and rigorously evaluating interven-
tions to enhance EOL health literacy, ensuring that new
strategies are both effective and evidence-based.

Limitations

Our research acknowledges several limitations. First,
despite the extensive use and convenience of subjec-
tive measures like the S-EOL-HLS, they may be subject
to potential reporting biases. Depending on their famil-
iarity with EOL issues, participants might undervalue
or overstate their actual skills. Second, the S-EOL-HLS
items cover only a subset of the broad spectrum of EOL
health literacy skills, which can raise questions about the
data’s comprehensiveness, potential bias and clinical
relevance. Moreover, in measuring EOL knowledge, the
use of both qualitative and quantitative labels for answer
categories might have confused some participants. While
some might have relied solely on one type of label when
responding, others could have found the probability
concepts challenging, even though such questions have
been consistently used in the SHARE study. Addition-
ally, while SHARE strives for an accurate representation
of Switzerland’s older population, potential attrition,
a common challenge in longitudinal studies, especially
among the oldest and most frail participants, could influ-
ence our results. Challenges around sample representa-
tion might also suffer from issues such as item non-
response. However, the high response rate to the Swiss
questionnaire and the consistent characteristics of those
excluded from our sample offer some reassurance in our
findings.

Finally, the cross-sectional nature of our study limits our
ability to definitively establish causality and fully address
the directionality of the relationship between EOL health
literacy, EOL knowledge and behaviours toward ACP. To
address this, further research employing a longitudinal
design is required. Additionally, regarding potential
residual confounding, we recognise that there may be
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unmeasured variables that could influence EOL health
literacy, EOL knowledge and ACP behaviours, such as
cultural beliefs, personal values regarding death and
dying, and previous experiences with EOL situations in
a personal or familial context. Future studies should aim
to identify and control for these potential confounders.

Conclusion

This study on 1319 older Swiss adults revealed a strong
positive correlation between EOL health literacy, EOL
knowledge and positive behaviours towards ACP. Indi-
viduals with higher EOL health literacy were more likely
to discuss EOL preferences, complete AD and appoint
a medical surrogate. The interactive dimension of EOL
health literacy seemed to be the most influential, under-
scoring the importance of individuals’ cognitive and
social skills to communicate effectively with healthcare
providers about care preferences, engage in ACP and
develop a deeper understanding of the process of dying to
help them make EOL decisions. Despite the importance
of ACP, barriers such as limited awareness and knowledge
gaps hinder its widespread adoption. Enhancing EOL
health literacy can bridge these gaps, leading to more
informed decisions that respect patient autonomy and
reduce burdens on families and healthcare providers.
The results also highlight the need for targeted interven-
tions such as offering older adults specific ACP consul-
tations with healthcare professionals, improving patient-
healthcare provider communication, creating a national
EOL day or introducing a ‘Personal Healthcare Guide’
to bolster EOL planning and prioritise the needs of older
adults. Finally, future research should explore diverse
demographic impacts on EOL literacy and develop
objective measures for more comprehensive insights and
improved EOL patient healthcare.
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