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Citizens appreciate talking about death and
learning end-of-life care — a mixed-methods
study on views and experiences of 5469 Last
Aid Course participants

Georg Bollig ©**34, Frans Brandt Kristensen™“, Donna Lykke Wolff'*

!Medical Research Unit, Institute of Regional Health Research, University of Southern Denmark, Aabenraa,
Denmark, Palliative Care Team, Medical Department Sgnderborg/Tender, South Jutland Hospital,
Sgnderborg, Denmark, >Last Aid International, Schleswig, Germany, *Medical Department Sgnderborg/
Ténder, South Jutland Hospital, Senderborg, Denmark

Background: Most people would prefer to die at home. Engaging citizens in end-of-life care may contribute
to making home death possible for more people.

Aims: To test the feasibility and acceptability of Last Aid Courses in different countries and to explore the
views and experiences of participants with the course.

Methods: International multi-centre study with a questionnaire based mixed methods design. 408 Last Aid
Courses were held in three different countries. Of 6014 course participants, 5469 participated in the study
accounting for a response rate of 91%.

Results: The median age of participants was 56 years. 88% were female. 76% of participants rated the
course “very good”. 99% would recommend it to others. . Findings from the qualitative data revealed that
participants found the atmosphere comfortable; instructors competent; appreciated the course format,
duration, topics and discussions about life and death.

Conclusions: Last Aid Courses are both feasible and accepted by citizens from different countries. They
have a huge potential to inform citizens and to encourage them to engage in care at home. Future
research should investigate the long-term effects of the course on the ability and willingness of
participants to provide end-of-life care and the impact on the number of home-deaths.

Keywords: Palliative care, Public awareness, End-of-life care, Home death, Compassionate communities, Last Aid Course, Public palliative care education

Introduction

The need for palliative care is expected to increase due to
the growing number of elderly people with multi-mor-
bidity, dementia and frailty." > As most people would
prefer to die at home, communities should prepare for
an increasing number of people needing palliative care
at home.>* To make home death possible for more
people and to meet their needs, all health-care systems
have to cooperate with communities including relatives,
friends and neighbors. According to Kellehear “end-of-
life care is everyone’s business” and compassionate com-
munities include the public in end-of-life care.>® Thus,
end-of-life care is a public health issue. The Public
Knowledge Approach and the Last Aid Course are
strategies for raising awareness and improving citizens’
public knowledge about death, dying and palliative
care, and were first described by Bollig in 2008.” !

Correspondence to: Georg Bollig Palliative Care Team, Medical
Department Senderborg/Tender, South Jutland Hospital, Sydvang 1,
Senderborg 6400, Denmark. Email: georg.bollig@rsyd.dk

Many people have neither seen a dead person, nor do
they have experience with end-of-life care. Presumably
there are many barriers and fears to caring for dying
relatives or friends at home. In other words, death lit-
eracy is needed. Various authors have stated a need
for education of the public about palliative care.”®
However, public awareness of palliative care and
broad implementation of options for support in end-
of-life care are lacking.'> "> Public palliative care edu-
cation may contribute to enabling citizens to participate
in end-of-life care. The main aims of the Last Aid
Course project are to raise awareness, to empower citi-
zens to recognize the need for palliative care and to par-
ticipate in its provision. A German pilot study from
2015 has indicated the feasibility and acceptance of the
Last Aid Course by citizens’ and the Last Aid concept
has become widely recognized.'®!”

Aim: To test the feasibility and acceptability of Last
Aid Courses in different countries and to explore the
views and experiences of Last Aid Course participants
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with the course, including their opinion about course
content and format.

Methods

Study design and analysis

An international multi-centre study with a mixed
methods design was employed to provide a richer
picture of the views and experiences of Last Aid
Course participants. As an assessment tool, a pilot-
tested questionnaire’ including both quantitative
and qualitative data was used (Table 1). It includes;
ranking of the modules and the course as a whole,

Table 1 The Last Aid Course questionnaire

closed questions and open questions. Doubts about
data coding were discussed between the authors. In
cases where two people completed a questionnaire
together, this was treated as two questionnaires.
Questionnaires with missing data were included and
missing data registered (see Fig. 1).

Descriptive statistics were used to describe partici-
pants’ characteristics. Continuous variables were
reported as medians and interquartile ranges.
Categorical variables were presented as percentages.
To investigate differences in the rating of Modules
1-4 between gender, age groups, and professions, a

1. Evaluation of the course content

(Assessment: 1= very good, 2 = good, 3= satisfactory, 4 = inadequate)

Please make one cross for every course module

Theme

1. Care at the end of life

2. Advance Care planning and decision making

3. Symptom management

4. Cultural aspects of death and bereavement

Assesment oft he course as a whole

2. Your personal impression (please write)
a. This topic was most interesting for me...

b. Ihave gained confidence in dealing with...

(please make a cross for yes or no)
c. The course is helpful for every citizen
d. Ihave learned many new things
e. The contents have been taught understandable

f. T will recommend the course to others

3. What did you like very well?

4. Occupation:

Gender (female/male):

Oyes 0Ono
gyes Ono
oyes Ono

Oyes 0Ono

Age:

5. Please use this space for other comments or suggestions (you may use the back side too)

Thank you very much for your help!
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Participants
N=6014

v

4

Returned the
questionnaire
N=5478

Did not return the questionnaire
N =536 (8.9%)

v

A 4

Questionnaires for
analysis (partly or fully
completed)

N = 5469

Figure 1

dichotomous outcome variable was constructed from
the answer categories: “very good” and “others” (com-
posed of “good”; “satisfactory” and “inadequate”). A
univariate logistic regression was used to derive odds
ratios (OR) and confidence intervals (CI). Significance
was set at 5%. All quantitative data analyses were per-
formed using Stata software, version 16.0 (StataCorp
LP, College Station, TX, USA).

Qualitative data derive from the open questions of
the questionnaire. Qualitative description'® %" was
used for analysis of the qualitative data. Reporting
of the findings is based on a reporting guideline for
mixed-methods®' and COREQ guidelines for report-
ing qualitative research®* from the EQUATOR
network.”® Analysis of the themes found in the data
material and the coded text was performed iteratively.
As a measure to validate the findings, repeated
reading of the informants’ written comments and
repeated discussions between the authors were under-
taken, in order to question the findings.>*

Setting, participants and sample selection

All courses complied with the international rules for
Last Aid Courses. Course participants from
Germany, Switzerland and Austria were asked to
complete a questionnaire about participants’ views
on the course and its contents directly after the end
of module 4 in German. An English version is
shown in Table 1.

Inclusion criteria:
e German speaking Last Aid Course participants
Exclusion criteria:
e Incomplete participation in the Last Aid Course

All participants were informed that participation in
this evaluation was voluntary and that they could
choose not to complete the questionnaire if they did
not want to. Data were collected from January 2015
to June 2018.

Returned a questionnaire with no
outcome answers
N =9 (0.2%)

Flowchart of Last Aid course participants, respondents and included questionnaires

The Last Aid Course concept and instructor
training

The Last Aid Course was created to inform the
general public based on the presupposition that
most people would prefer to attend only once with
minimal time consumption.”” The idea of the Last
Aid Course was first described in 2008’ and uses a
curriculum that has been designed by an inter-
national working group.”'' The Last Aid Course
consists of four modules (each of 45 min duration)
taught during one day. The four modules are:
1. Dying as a normal part of life; 2. Planning
ahead; 3. Relieving suffering; 4. Final goodbyes.
Themes include end-of-life care, advance care plan-
ning and decision-making, symptom management,
burial and cultural aspects of death and bereave-
ment. Instructors have experience from the field of
palliative care and include nurses, physicians, social
workers, priests, hospice volunteers, etc. The Last
Aid Course includes both education (e.g. measures
to relieve pain, breathlessness, nausea and infor-
mation about local available palliative care services
and support) and reflection about death and dying
in general. All instructors received one whole day
of training. A trial lecture was used as an exam, as
a prerequisite for certification as instructor. The
Last Aid Course must be held by a team of two cer-
tified instructors, one of whom is either a nurse or a
doctor working in palliative care. The contents of the
Last Aid Course are shown in Table 2. The curricu-
lum and slide presentation are based on a consensus
by international experts from the International Last
Aid working group with members from 16
European countries.”

Results

Participant characteristics

408 Last Aid Courses were held in three different
countries (Germany 388, Switzerland 13, Austria 7).

Progress in Palliative Care 2021



Table 2 The Last Aid Course contents
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Module

nr. Main theme Topic

Course content (examples)

Module 1 Dying as a normal

part of life

To care and to accompany

Module 2 Planning ahead To make plans and decisions

on your own

Module 3  Relieving suffering  To alleviate suffering

Module 4  Final goodbyes To say farewell — cultural

aspects of death and dying

When does the dying process start?

Caring for dying people

Who cares and who supports the carer?

Hospice philosophy and Palliative Care

What will be important for me when | have to die?

Communication and preparation
How can we reach god decisions?
To make provisions (e.g. living will)
Social networks

Living until the end of life

Options to handle and alleviate pain and other distressing

symptoms (drugs and non-pharmacological options)

e The role of eating and drinking at the end of life (including
artificial nutrition and fluid management)

e What to do if nothing helps

Is there a right place to be?

Grief and bereavement

Rituals around the end of life

Burial — national rules and regulations
Summary and questions

Feedback and farewell

Of 6014 participants, 5478 returned the questionnaire
and 5469 completed the questionnaire for analysis
with a response rate of 91% (Fig. 1).

Basic data from the participants are shown in Table 3.
The median age of participants was 56 years (interquar-
tile range 49-65; Fig. 2); 88% were female.

Participants’ views and ranking

Overall, the course was feasible and well accepted by the
participants. 99% found the contents of the course easy
to understand (0.7% missing data), 84% stated that they
had learned many new things (4.1% missing data), 98%
found the Last Aid Course beneficial for everyone (1.7%
missing data), and 99% would recommend it to others
(1.7% missing data). The overall ranking of the course
is shown in Fig. 3. 76% rated the course “very good”
(15.4% missing data) and the same trend persisted
after stratifying for gender, age and medical education.
All modules were rated very high (Fig. 4). Module 3
was rated best with 74% “very good” (2.8% missing
data). The lowest rating was given to module 2, which
still was rated very good by 64% (3.7% missing data).
When comparing the ratings of “very good” versus
“other” of module 1-4, females rated “very good”
more often in all modules (Modulel: OR 1.4; CI 1.2-
1.7; Module 2: OR 1.5; CI 1.2-1.8; Module 3: OR 1.4;
CI 1.2-1.7; Module 4: OR 1.3; CI 1.1-1.6). The rating
“very good” was equal between participants under 65
years of age compared to 65 years and older in
module 2 and 4 (Module 2: OR 1.3; CI 1.0-1.3;
Module 4: 1.1; CI 0.9-1.3), while participants under
65 years of age rated “very good” more often in
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module 1 and 3 (Module 1: OR 1.2; CI 1.1-1.4;
Module 3: OR 1.4; CI 1.2-1.6). There was no significant
difference in the rating of “very good” between partici-
pants with and without medical education (Module I:
OR 1.1; CI 0.9-1.3; Module 2: OR 0.9; CI 0.8.-1.2;
Module 3: 1.0; CI 0.8-1.3; Module 4: 1.0; CI 0.8-1.3).

Results of the qualitative data

In the qualitative data from the open questions five
major themes could be found and will be described
below. The informant’s quotes include information
on age, gender and profession.

(1) Atmosphere and surroundings

Many participants describe the atmosphere as nice
and comfortable. Many appreciate the open discus-
sions of instructors’ and participants’ personal experi-
ences. Others like the somehow relaxed approach to
death and dying. Although most participants meet
for the first time, most of them have no problem
talking openly about death and dying in the group.
Some describe a climate of trust and openness:

Today we were a big family. Female, 49, cleaning
woman

(2) The instructors

The instructors are very often described as open and
competent. The participants like their easy-to-under-
stand explanations and their willingness to answer
questions. Many informants appreciate the use of
case stories from the instructors lived experience.



Table 3 Basic data from the participants
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Total
N=5469

Age group
Gender
Profession

Rating — Module 1

Rating — Module 2

Rating — Module 3

Rating — Module 4

Overall ranking of the course as a whole

Beneficial for everyone

Learned a lot new things

The contents were easy to understand

| will recommend the course

18-64

65+
Female
Male
Medical
Non-medical
Very good
Good
Satisfactory
Inadequate
Very good
Good
Satisfactory
Inadequate
Very good
Good
Satisfactory
Inadequate
Very good
Good
Satisfactory
Inadequate
Very good
Good
Satisfactory
Inadequate
Yes

No

Yes

No

Yes

No

Yes

No

3764 (73.6%)
1347 (26.4%)
4075 (87.9%)
(12.1%)
(9.4%)
4125 (90.6%)
3704 (69.8%)
1488 (28.1%)
93 (1.8%)
.
3347 (63.5%)
1774 (33.7%)
126 (2.4%)
(0.
(
(
71(

3941 (74.2%)
1274 24.0%)
1.3%)
28 (0.5%)
3736 (71.3%)
1377 (26.3%)
107 (2.0%)
1 (0.4%)
3505 (75.8%)
1081 (23.4%)
25 (0.5%)
16 (0.3%)
5260 (97.9%)
114 (2.1%)
4425 (84.4%)
820 (15.6%)
53098 (99.4%)
34 (0.6%)
5321 (99.0%)
56 (1.0%)

Everything was explained understandably, the case
stories and the personal experiences of both instruc-
tors and participants. Female, 56, naturopath

(3) Course content
Most participants write that almost all of their
questions about end-of-life care and death are

Percentage

4.5%
4.0%
3.5%
3.0%
2.5%
2.0%
1.5%
1.0%
0.5

R

0.0%

~wn

0 = < M~
= " v uwn

o
Lle]

answered. In general,

participants appreciate the
course format and duration. A few participants

want an extended course with more teaching lessons.

m
o

Everything was
Female, 34, nurse

interesting and

important.

All questions were answered. Male, 22, non-

medical profession

w0 o
w W

H H ||I||I||_.
™~ 1 00 - <

~ o m O O
O O O O

Figure 2 Age distribution of Last Aid Course participants. Note: Age range from minimum 15 to maximum 94

Age(years)
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100 %
90 %

80 %

70% -
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Ranking overall

100 %
90 %
80 %
70 %
60 %
50 %
40 %
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0%
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W 65 + years

2
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Ranking overall stratified by age-group

100 %
90 %
80 %
70 %
60 %
50 %
40 %
30%
20%
10 %

0%

B Female

= Male

RY
“\\Q’ ‘-;'P \'~\(<b

Ranking overall stratified by gender

100 %
90 %
80 %
70 %
60 %
50 %
40 %
30%
20%
10%

0%

B Medical

“ Non-medical

Ranking overall stratified by medical education

Figure 3 Participants ranking of overall course. Stratified by age, gender and medical education

100.0% -
80.0% -
60.0% -
40.0% -

20.0% -

0.0%

“ Module 1
® Module 2
® Module 3
H Module 4

T

"Very good" "Good"

Figure 4 Participants ranking of the four modules
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(4) Effects of the course on the participants’ feelings or
views

The participants’ feedback is very positive in general.

Most participants appreciate both information about

palliative care and the discussions about life and

death.

I am now able to talk more relaxed about death
and dying. Female, 46, nurse assistant

Some state that they gained a more self-confident
approach to end-of-life care.

The course made me more self-assured. Female,
55, office worker

Participants are reassured that death belongs to life.

To acknowledge the normality of death — death
is a normal part of life. Male, 65

(5) Suggestions for improvement.

Few participants share suggestions for improve-
ment. These are about expanding some of the topics
(for e.g. advance care planning), a handout to take
home or the suggestion to teach Last Aid in schools.
Some express the importance of time-keeping and
providing opportunities for everybody to engage in
the discussions.

Discussion
To our knowledge, this is the first international multi-
centre study using a standardized public palliative
care education program for citizens in different
countries in many training centers run by different
organizations. The main findings are: The Last Aid
Course is feasible on a large scale and very well
accepted by the participants. The contents are per-
ceived easy to understand. Almost all participants
would recommend the course to others. Findings
from the qualitative data revealed that participants
find the atmosphere comfortable; instructors compe-
tent; appreciate the course format, duration, topics
and discussions about life and death. The combined
results from quantitative and qualitative data show
that public palliative care education can be delivered
using the Last Aid Course format in a very short
time frame within four teaching hours on a single day.
It is known that an awareness of palliative care and
knowledge about end-of-life care is lacking in the
public,®'>!5 thus indicating a need for information
about end-of-life care on the population Ilevel.
Education to enhance knowledge and skills of
family caregivers has been recommended as part of
a public health strategy for palliative care*® but inter-
national programs to achieve this have until now been
absent. The World Health Organisation and the
Vatican recommend public awareness campaigns

Bollig et al. Citizens appreciate talking about death and learning end-of-life care

and education to improve palliative care world-
wide.””?® The results presented above show that the
Last Aid Course is a feasible and an acceptable
option for raising awareness and teaching the public
about palliative care. Furthermore, the data show
that people appreciate talking about death and
dying in an open atmosphere. The Last Aid Course
informs the public within merely four teaching
hours.”” According to Ferris et al., education
should be as short as possible: “...focus on what
they need to know in the shortest time possible — ruth-
lessly exclude the extraneous.””® Most participants
had no further questions after the course indicating
that the content is suitable. So far, no other studies
on public palliative care education have been per-
formed, in such a large scale using multiple education
centers in different countries before. In addition to
transferring knowledge, the course provides a forum
for reflection of participants’ attitudes and experi-
ences with death and end-of-life care. The results
from the pilot courses indicated participants’ prefer-
ences for module 3 with the main topic of relieving
suffering and practical Last Aid measures.”'' The
current data show only a minimal higher preference
for module 3 by the participants. Thus, the data indi-
cate that most people appreciate the current modules
as they are. A pilot study from a university hospital
indicated that medical staff would like Last Aid
Courses with an extended curriculum in order to
meet their learning goals.*® In the current data there
is no difference between participants with and
without medical education. It is interesting that par-
ticipants’ often where women (88%) and the majority
was middle-aged or elder. This may reflect the fact
that the majority of spousal caregivers are women.>'
Probably more men should be encouraged to partici-
pate in Last Aid Courses. The results from the quali-
tative data show that most important areas are
covered from the participants’ views. It is interesting
that some participants described that they felt more
self-assured and prepared to participate in end-of-
life care after participation. This was also shown in
a educational intervention on end-of-life care, which
changed beliefs regarding end-of-life care at home.*
Thus, education of the public may contribute to
increasing awareness of palliative care and reducing
existing misconceptions amongst the public.'?
Reflections on death and dying are encouraged
during the Last Aid Course. The current study does
not include information about racial or ethnic back-
ground of the participants. As cultural competence
is important for health care providers and language
barriers need to be addressed,**** future studies
should thus include information about race and
ethic background. Refugees palliative care needs
should also be addressed.*>*® Last Aid Courses may

Progress in Palliative Care 2021
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contribute to create a more expansive and inclusive
‘compassionate communites’ by addressing their
needs and cultural perspectives and to raise public
awareness about the topic.

Implications for practice
The Last Aid Course has a huge potential to enhance
public discussion about death and dying. One might
assume that the course would help to empower
people to engage in palliative care provision at
home, and thus, increase the number of home deaths.
The implementation of Last Aid courses can
increase the public knowledge about palliative care
and may contribute to improved palliative care at
home. Community participation is crucial and should
be based on the recognition of palliative care as ever-
body’s business, respecting diversity and inclusion,
motivating citizens plus participation of local groups
and projects with non-hierarchical systems as a
bottom-up approach of public palliative health care
in the community.>**"*® The Last Aid Course could
help to prepare citizens to provide end-of-life care,
and might, thus, help to empower them and reduce
the strain experienced in caring. With limited resources
and lack of trained professionals, this has a major
impact on making end-of-life care provision possible
at home in the future. As Last Aid Courses may con-
tribute to the development of personal skills and
strengthening community action an annual World
Last Aid Day has been proposed.’’ Further studies
are needed to address the long-term effects of the
course on the ability and willingness of participants
to provide palliative care and end-of-life care and the
possible impact on the number of home-deaths. An
international Last Aid Research Group Europe
(LARGE) has been established in 2019. Research on
Last Aid is ongoing in different countries.

Strengths and limitations

A major strength of the study is the high number of
participants from a variety of regions, small towns
and big cities in the three different countries, the
high percentage of Last Aid Course participants
(91%) who were willing to give their feedback and
the sampling from many courses led by a large
number of different instructors. A limitation could
be selection bias since all informants chose to partici-
pate in a course on that topic. Also missing data (as
shown in the results) could be a limitation. The fact
that informants were asked about their opinion
directly after the course limits recall bias, but does
not provide information about the impact of the
course on the provision of end-of-life care. Using a
mixed-methods approach has lead to a richer picture
of the participants’ experiences and can be seen as
strength. Integrating both methods has provided a

Progress in Palliative Care 2021

broader view of the participants’ opinions and leads
to a deeper understanding of the topic.

Conclusions

The results from the current study show that Last Aid
Courses are both feasible and accepted by citizens.
They have a huge potential to inform citizens about
palliative care and to encourage them to engage in
end-of-life care at home. More research on the
effects of Last Aid Courses is needed. Future research
should aim to investigate the long-term effects of the
course on the ability and willingness of participants
to provide end-of-life care, a possible impact on the
levels of community participation, the number of
home-deaths and the cultural and socio-economic
aspects of end-of-life care in different communities.
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