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Public perception of palliative care:
a survey of the general population
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Abstract

, Sofia C. Zambrano and Steffen Eychmueller

Background: The public’s view of palliative care often involves its potential to improve of
quality-of-life as well as its use as a last resource prior to death.

Objective: To obtain an idea of the image of palliative care held by the public in the German-
speaking part of Switzerland, the authors sought to understand (1) the perceptions of palliative
care and the (2] elements important when thinking about their own end of life.

Methods and Sample: A qualitative design with an inductive reasoning approach based on
Mayring (2014) was chosen. Visitors at an exhibition about palliative care in six locations
provided hand-written answers on provided cards to two statements: (1) if | hear the term
‘Palliative Care’ | think of ... and (2) when thinking about my own end of life, the following is

important to me ...

Results: Answers of 199 visitors (mean age 52, mostly in a good/very good health status)
were analysed. In response to hearing the term palliative care, six areas were categorized:
(1) the main focus; (2) ways of providing palliative care; (3) the best timing; (4] places where
palliative care is provided; (5) who is seen as provider and (6) outcomes of palliative care. Five
categories to the statement about their own end-of-life were identified: (1] the ability to look
back on a fulfilled life and being satisfied; (2) maintaining trusting relationships until the end;
(3) organizing affairs and having everything settled; (4) having their family being cared for and
(5) relief of suffering with the support of knowledgeable people.

Conclusion: Palliative care was mostly associated with positive terms acknowledging an
interprofessional approach. Maintaining one’s dignity as well as dying without suffering
pointed at the persisting stigma that palliative care is mainly limited to end-of-life care. The
results may help healthcare professionals to better understand how the public view palliative

care.
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Introduction

The definition of palliative care by the World
Health Organization embraces a holistic approach
including the physical, psychological, social and
spiritual health and well-being of patients with a
life-threatening illness.! The public’s view and
understanding of palliative care often involves a
focus on pain relief and improvement of quality-
of-life? as well as issues of dying and death.3# The
public image of and knowledge about palliative
care seem to depend strongly on personal experi-
ences or on the attention that today’s media give
to palliative care.’

Whether initiated early or late in the disease tra-
jectory of a life-limiting disease, palliative care
challenges individuals with the prospect of their
own death or that of a loved one. Patients and
their families®7 and the public,?3° frequently mis-
perceive that palliative care is mainly about care
in the last days of life!® and often associate it with
cancer.>»11:12 A recent scoping review found that
the public still equates palliative care to hospice
or end-of-life care and that people often connect
end-of-life care with ‘giving up’.!> As a result, pal-
liative care services are often offered and inte-
grated only very late in the disease trajectory, and
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thus, it continues to be seen as the last resource
prior to death.”

Among healthcare providers, there also seems to
be a heterogenous understanding of what pallia-
tive care entails!415> and what palliative care ser-
vices offer not only to those imminently dying.
Some providers have a lack of or unclear knowl-
edge of how palliative care can contribute to the
diagnosis-driven approach.!%15 Also, it is known
that some physicians refrain from referring
patients to palliative care services because they
associate palliative care with care for the immi-
nently dying,!®-18 are unaware of disease-related
triggers to refer patients to palliative care ser-
vices!®> or lack strategies to speak with patients
about palliative care.!* Contrary to what patients
and their families might need, late referrals to pal-
liative care may lead to suboptimal care and
access to less than ideal palliative care services.

The various misconceptions and stigmas around
the term have led some authors debate or argue
for a name change to eliminate the word ‘pallia-
tive’ and replacing it with ‘supportive’.17-19-22 For
example, two studies explored the effect of a
name change from ‘Palliative Care’ to ‘Supportive
Care’, and found that referral rates increased
because supportive care is not connected to dis-
tress and the idea of taking hope away from
patients.!7-23 In a recent survey however, palliative
care specialists expressed concerns about the
term ‘palliative care’ but anticipated that a change
of the term would eventually not solve the
stigma.?2

For people with a life-limiting disease, it is impor-
tant to be autonomous as long as possible includ-
ing being engaged in everyday life and maintaining
social relationships and also having the ability to
prepare for dying and death while living life as
normal as possible. This includes also the wish of
not being left alone at the time of death?%28 which
should be supported by the palliative care
approach. Unless correct information about what
palliative care entails is provided to the public, the
current misperception may not change.

To understand the views of palliative care held by
the Swiss public, in particular of visitors at a trav-
elling exhibition about palliative care, the authors
sought to understand (1) the perceptions about
palliative care and (2) elements that the public
finds important when thinking about their own
end of life.

Methods

In this study, visitors at an exhibition about palli-
ative care were asked about their perspectives on
palliative care and end of life. The two statements
that they were asked to share their thoughts on
were:

1. IfThear the term ‘Palliative Care’ I think of . . .
2. When thinking about my end of life, the fol-
lowing is important to me . . .

Design and setting

A qualitative research approach was chosen to
explore visitors’ personal perceptions of palliative
care and to analyse responses. Answer cards to
the aforementioned statements were available at
the exhibition site in which visitors were asked to
write words, phrases or sentences or they also
could use other forms of answers such as
drawings.

This study was linked to an exhibition organized
in 2016 by the Bernese section of the Swiss
Association for Palliative Care (palliative bern).
The Canton of Bern is culturally mainly part of
German-speaking Switzerland with 86% of peo-
ple speaking German and 11% speaking French.
The exhibition rotated throughout various loca-
tions/communities over a period of 6 weeks
(approx. one week per site): city of Bern,
Interlaken, Thun, Biel, Burgdorf, Langnau, and
Langenthal.

The exhibition was developed to enhance the
knowledge of the public and sensitize them to
what palliative care involves. The exhibition
intended to provide answers to questions about
palliative care by storytelling of individuals who
were directly confronted with the finiteness of
life. Answers were displayed to questions such as

e How has death and dying changed in mod-
ern times?

e How can palliative care support the final
phase of life?

e What does a palliative care team offer?

e How can individuals deal with powerless-
ness and grief?

e What does hope mean?

These stories and reflections were either exhib-
ited on panels or could be heard as an audio file.
They were intended to encourage visitors to
engage in discussions about these topics within
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their own social environment or with profession-
als of the local palliative care teams who were pre-
sent during exhibition hours.

Participants and data collection

Visitors at the exhibition had the opportunity to
obtain a response card available in the exhibition
area containing demographic questions and the
two statements. Visitors were encouraged to vol-
untarily complete the card during their visit at
their convenience or take the card home and send
it back to the researchers via mail. Visitors were
asked to answer the cards only once. Each exhibi-
tion site collected data until the end of rotation
and sent it to the study centre. All cards were
marked with a discrete number for each study site
for analysis purposes.

A sample size was not pre-defined, since the study
relied on the number of visitors who attended
each exhibition site. Demographic data included:
(1) participants’ age, (2) gender, (3) prior contact
with palliative care services, (4) living situation,
(5) general health condition, and (6) being in
possession of an advance directive or not. In addi-
tion to German and French, the authors wanted
to include visitors with another primary language.
Therefore, the response cards were made availa-
ble in Italian, English, Spanish, and Turkish.

During the travelling exhibition (6 weeks between
October to December 2016), palliative care pro-
fessionals and volunteers offered to serve as
guardians and guides at each exhibition site. They
all were informed by the study group about the
purpose and process of the study including
instructions on how to motivate visitors to partici-
pate. Additional information was given regarding
psychological support that was available in case
any visitors felt distressed by the exhibition or by
the study statements.

Data analysis

Descriptive statistics were used for demographic
data. Qualitative content analysis as proposed by
Mayring?® was used with an inductive reasoning
approach to analyse the answers to the open-
ended statements. Answers that were not directly
related to these statements were excluded from
analysis. If answers were not in German, they
were translated into German by native speakers
within the research team. Data were analysed for
all visitors who completed a card. Replies of

visitors under the age of 18 were excluded from
analysis because the ethical approval request did
not include minors.

Two researchers (S.C.Z., a senior psychologist
researcher and M.C.F., an Advanced Practice
Nurse and a doctoral candidate) analysed the quali-
tative data. The two authors coded and analysed
independently the answers to later compare the
coding approach and make sure that the coding was
intersubjectively understood. After reading and re-
reading the responses and defining that written sin-
gle words and whole phrases would be analysed, the
following steps were taken: (1) paraphrasing of text
passages and assigning codes to words or phrases
with a similar meaning based on rules predeter-
mined between the researchers; if words or phrases
were applicable to more than one code, they were
allocated to these different codes, (2) codes were
reduced and categories as well as sub-categories
were defined, (3) the categories and sub-categories
were further developed and comprehensively refined
until consensus was reached. Through multiple dis-
cussions, the two authors adapted and consolidated
the final categories and sub-categories. MAXQDA
(Version 18.2.0), a software for qualitative data
analysis, supported the coding of the data.

Ethical considerations

The local ethics committee considered the appli-
cation and decided that ethical approval was not
necessary (KEK-BE: 2016-01624). To grant
anonymity, a sealed box for depositing the answer
cards was provided at all exhibition sites by the
study team.

Findings

Participating visitors

Of the 2220 visitors to the exhibition, 230 visitors
provided written answers (response rate 10.4%).
Of these, answers of 31 participating visitors were
excluded because they were under 18 years of
age. Thus, 199 visitors’ responses were analysed
(8.96%) (Table 1). The average age of the visitors
was 52 years old. The majority of the participat-
ing visitors were female (82.4%).

Findings for statement 1: ‘If | hear

the term “Palliative Care” | think of ...’

In response to this statement, visitors provided a
variety of associations with the term palliative
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Table 1. Demographics of the participating visitors.

N =199 %
Sex Men 31 15.6
Women 164 82.4
Unknown 4 2.0
Age (years) Mean 52
Median 53
Range 18-92
Living area Urban 74 37.2
Rural 125 62.8
Previous contact to Yes 120 60.3
palliative care service
Health status Very good - good 192 96.5
Not so good 4 2.0
Unknown 3 1.5
In possession of an Yes 65 32.7
advance directive
No 116 58.3
Unknown 18 9.0
Housing situation Living with 140 70.4
someone
Living alone 57 18.6
Unknown 2 1.0
Language German 193 97.0
French 5 2.5
Spanish 1 0.5

care. These were categorized under six main areas
(Figure 1):

1. What? The main focus of palliative care was
mentioned by about a fifth of the visitors.

2. How? Ways of providing palliative care
were described by almost all visitors.

3. When? The best timing for palliative care
was found in about half of the visitors’
responses.

4. Where? Places where palliative care is pro-
vided was only brought up by a few
visitors.

5. By whom? Who is seen as provider of palli-
ative care appeared only in a small portion
of the responses.

6. Outcomes of palliative care were identified
in about half of the responses.

Category 1: What? The main focus of palliative
care (Figure 1).

Under this category, associations with the term
‘palliative care’ concerned (1) patient groups/
populations by stage of disease, (2) the family and
the patient as the unit of care, (3) specific disease
entities, and (4) areas of care.

1. Patient groups requiring palliative care were
found in about a quarter of visitors’ responses
who specifically mentioned that palliative
care was for those who were chronically,
incurably or severely ill. For example, they
described palliative care as being for ‘people
who have a serious diagnosis and still want
to have a good quality of life’ (Visitor (V) 21)
or for ‘Incurable sick people’ (V76), or for
‘dying people who need specific attention
(pain relief, care, . . .)’ (V40).

2. Some of these visitors also described pallia-
tive care as including support for the family,
seeing them as another important target
group of care. Visitor 61 stated that with
palliative care ‘family members are included
in the care’ (V61).

3. Patients with specific diseases such as ‘peo-
ple with cancer’ (V143) or moto-neuron
diseases (MND) such as ‘Amyotrophic
Lateral Sclerosis’ (V 213) were mentioned
only by a few visitors as potential target
groups for palliative care.

4. Among the areas of care, several visitors
conceptualized palliative care as having a
holistic approach covering the physical,
psychological, social and spiritual dimen-
sions of human beings. Visitor 126 stated
for example: ‘psychological and physical
care’, or as another visitor (V145) phrased
it: . . . care on all levels: physical, psycho-
logical, social and spiritual’.

Category 2: How? Ways of providing palliative
care (Figure 1).

Almost all visitors connected the term ‘palliative care’
with a variety of actions that are specific to the provi-
sion of palliative care: (1) interprofessional care, (2)
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1. What? 2. How? 3. When? 4. Where? 5. By whom?
Main focus Ways of PC Timing Places Providers
a) Patient a) Inter- a) General
«Chron. ill professional a) Early PC ?I)ngineral Quality_of Life
«Incurably ill care a) General disciplinary :\I,?veeililet)fecg?g
«Severely ill b) Supp:brt to *At home Spci‘elgts?gnal suffering
say goodbye ;
b) Support for Y goothy b) Stage of *In hospital teams b) Physical
family and c) Family dlse;_?_el *In hospice Network of health
patient as the | specific ways f?" I '°|" Home for people -Pain free
unit of care «Individual care _”ermma elderly +Group of «Dying without
finess professionals || tubes
c) Specific Patient boveh
diseases specific ways c) Specific f) _sylcho-l h
«Cancer +Respectful time oD?;;ﬁ?ty ealt
MND -gilllrr;%tlgnilgé}:eyf «Last month b) Specific b) Specific «Autonomy
*Dying phase *Names of *Names of .
d)Areas of *Until death Swiss Swiss :’g;‘;ﬁ'alo?ea"h'
care ) palliative palliative securitg
«Physical d) Attitude care care Y
.Social «Person- d)Phase of institutions providers e) Spiritual
-Spiritual centered bereavement health
Psychological *Being there *Peacefulness
—
Figure 1. Associations with the term “palliative care’.
general support, (3) individual (family/patient) ways 4. The attitude of palliative care staff was
of care delivery, and (4) stance/attitude. described by most as providing ‘empathic
care’ (V169) or ‘professional care at the end

1. Interprofessional care was mentioned by of life’ (V31).

many visitors either via the term itself or by
naming professions potentially involved in
palliative care such as: ‘. home care
nurses, the doctor, the spiritual carer, . . .
(V149). Some visitors realized that differ-
ent professions offer palliative care by work-
ing in close collaboration to meet all needs
of the patient and family and stated: °. . .
interconnected (palliative care) providers’
(V101).

. General support was seen by a few visitors
as the different aspects they could get sup-
port from palliative care teams, but espe-
cially in terms of saying goodbye. One
visitor (V77) described this as: ‘. . .to die in
peace with oneself and others and people
who help me with that’.

. Ways of care delivery for patients and fami-
lies were described. That is, some visitors
stated that care should be according to indi-
vidual needs ‘individual care’ (V145) or
‘Family = patient and family taken serious’
(V68). In the case of patients, the descrip-
tion of delivery of care was in terms of
symptom control such as ‘Symptom relief,
maintaining quality of life’ (V97).

Category 3: When? The timing for palliative care
(Figure 1).

The timing for palliative care ranged from early in
the disease trajectory to a specific stage of a dis-
ease extending to the bereavement phase. Visitors’
responses were thus categorized under: (1) early
stage of a disease, (2) at specific times in the dis-
ease trajectory, (3) at a certain stage of the dis-
ease, or (4) at the bereavement stage.

1. An early stage of a disease was mentioned
only by a minority of visitors under state-
ments such as: ‘... it would be nice to
receive palliative care from the beginning of
a serious diagnosis’ (V79).

2. Specific times in the disease trajectory were
covered by some visitors. For example, one
visitor stated that palliative care should
commence ‘. . . as soon as a chronic disease
is diagnosed’ (V74).

3. For a specific stage of the disease, com-
ments of many visitors included: ‘last
months before death’ (V127) or ‘being ter-
minally ill’ (V216).
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4. Palliative care was described by some visi-
tors to be ideal for the bereavement phase.
For example, visitor 197 described pallia-
tive care as having ‘. . . to do a lot during
bereavement’ (V187).

Category 4: Where? Places where palliative care is
provided (Figure 1).

Some visitors connected the term ‘palliative care’
to (1) general or (2) specific locations where pal-
liative care is provided.

1. Reponses of those visitors who mentioned
general places identified different settings
where palliative care is practiced such as
‘. .. care in the hospital, nursing home or at
home’ (V126) or ‘in a harmonic environ-
ment’ (V164).

2. Specific institutions within the Canton Berne
were also stated by several visitors who
included places such as ‘Diaconis’ in Bern
(V183), a specialized palliative care unit in a
private Hospital or ‘Centre Schonberg’
(V40), a centre specifically for people with
dementia, both within the city of Bern.

Category 5: By whom? Who is seen as a provider
of palliative care (Figure 1).

Only a few answers connected the term ‘palliative
care’ with specific providers who deliver palliative
care. These could be categorized as providers of
palliative care services (1) in general or (2) in
specific.

1. Most responses included general terms
such as ‘professional care by community
nurses, physicians, pastoral carers, i
(V149) or more in general such as
knowing that there are people (profession-
als, because I live alone) who are not afraid
of caring for me’ (V216).

2. Only certain visitors mentioned specific
names of palliative care experts such as:
‘Prof. (name anonymized)...” (V80) a
Professor for Palliative Care in Switzerland.

<

Category 6: Outcomes? If palliative care is provided,
what outcomes do people expect (Figure 1).

More than half of the visitors connected palliative
care with specific outcomes that could be

categorized under: (1) general quality of life, (2)
physical health, (3) psychological health, (4)
social health, or (5) spiritual health.

1. The general quality of life could be seen in
responses describing palliative care as aid-
ing to have ‘an end of life as pleasant as pos-
sible if that is possible’ (V168).

2. In terms of physical health and well-being,
visitors referred to dying: ‘. .. if possible
pain free’ (V132).

3. Visitors described the role of palliative care
as also helping to maintain psychological
health and well-being by providing support
to ‘dying with dignity and without anxiety’
(V205) or supporting a ‘worthy and digni-
fied life until the last breath’ (V206).

4. Social health and well-being outcomes were
identified in statements referring to palliative
care as ‘. . . to be taken seriously’ (V158).

5. Spiritual health and well-being were indi-
cated in statements in which patients quali-
fied palliative care support as facilitating
‘.. . peaceful dying’ (V213).

Findings for statement 2: 'When thinking about

my end of life, the following is important to me ..."
The researchers identified five main categories
from visitors’ responses to the second statement
about what visitors found important when con-
sidering their own mortality. These five categories
are listed below and appear in Figure 2.

1. The ability to look back on a fulfilled life
and being satisfied appeared in only a few
visitors’ responses.

2. About a third of the visitors mentioned that
maintaining trusting relationships until the
end — not being alone was important to them.

3. Organizing affairs and having everything
settled for loved ones of the person who
dies appeared to be important to about a
third of the visitors.

4. Having their family being cared for was
only mentioned by some visitors.

5. Relief of suffering with the support of
knowledgeable people was mentioned by
the majority of the visitors.

Category 1: Looking back on a fulfilled life and
being satisfied.

An important category for a few visitors when
reflecting on their own end of life was the ability

journals.sagepub.com/home/pcr


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

MC Fliedner, SC Zambrano et al.

to look back onto a fulfilled life of happiness and
being satisfied. Upon reflection, one visitor
explained ‘... that I had a good and happy life’
(V25), while another stated ‘... that at the end my
life is in balance’ (V40). When reflecting on their
own life, visitors believed it was important to have
had balance and meaning in their life as well as
being pleased with what they had achieved in
their life. As one visitor phrased it: Being in peace
with my closest ‘[family members] and my envi-
ronment’ (V210). Another visitor stated to ‘... be
at peace with myself and my surrounding, family’
as a wish (V164).

Category 2: Maintaining trusting relationships
until the end, not being alone.

End of life was associated with the wish of having
family and close friends around until the end by a
third of visitors. Included in this category are
statements in which visitors highlighted the impor-
tance to feel cared for by people whom they trust.
For example, one visitor phrased it as “That I am
integrated within my personal surrounding (with
open doors to everyday life) at home (despite the
slow deterioration) and die pain free’ (V205). One
visitor stated “That I ... not be left alone if possible
and in a familiar setting’ (V194) or another visitor
wrote ‘good contact with my family’ (V78).
Another visitor explained it as ‘[being supported
by] people who provide hope for the soul without
imposing their own attitude on me’ (V216). These
trusted people could be healthcare professionals,
family members of friends as one visitor stated
‘considerate care by loving family members,
friends, and nurses’ (V76).

Category 3: Organizing affairs and having everything
settled for the loved ones of the person who dies.

In the third category, a relevant part of the visitors
focused on life completion activities and put as
priorities the ability to take care of their own mat-
ters. They intended to avoid leaving any unfin-
ished business to their loved ones. As one visitor
phrased it: ‘... a settled situation for the ones [I]
left behind’ (V67). One visitor explained what
they believed they wanted to accomplish by stat-
ing ... that I was able to finish important topics
and wishes’ (V154). Organizing their own affairs
also meant that when reaching one’s end of life,
knowing that the family knows what the dying
person would want also provided inner peace as
visitor 107 described: ‘... My children know how

3. Organizing affairs

2. Maintaining trusting
relationships until the
end, not being alone

and having everything
settled for the loved
one’s of the person

who dies

4. Having their family
being cared for

Figure 2. Reflections on own end-of-life.

I want to die. My things are all in order. I can end
my life in peace ...’

Category 4: Having their family being cared
for.

For some visitors, care for their family was central
when thinking about what would matter when
considering their own end of life. One visitor
(V202) stated ‘good care also for my family’ is
important, while another visitor (V11) explained
‘... pay not too much attention to myself but the
attention should go to all [those] around me’.
Visitor 91 mentioned ‘Advice and care for/with
the family’.

Category 5: Relief of suffering with the support of
knowledgeable people.

The relief of suffering from specific physical and
non-physical symptoms by competent healthcare
professionals was mentioned by the majority of the
visitors. One visitor described it as ... competence
within the professional care team’ (V155) or “... I
want to be cared for by a priest’ (V143). Another
visitor explained this as ... I could die confidently
and free of fear / pain free’ (V154) which could
imply confidence in knowledgeable people who
know how to handle symptoms such as visitor 83
phrased it ‘... that I have carers on whom I can rely’.

Discussion

The study aimed to generate a better understand-
ing of the public’s perspectives of palliative and
end-of-life care in a predominantly German-
speaking region of Switzerland. In this study, the

5. Relief of suffering
with the support of
knowledgeable people
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term palliative care was mostly associated with
positive terms such as relief of symptoms and end
of life with dignity. This is similar to other find-
ings which show that the public associates pallia-
tive care with positive aspects such as good
communication by professionals, delivery of com-
fort and improvement of quality of life.2-30

Moreover and comparable to the findings by
Mcllfatrick and colleagues,? the participants in
this study acknowledged palliative care as an
interprofessional approach focusing on physical,
psychological, social and spiritual areas and a way
to support not only patients, but also families.
These participants expected collaborative services
as a core component of palliative care. This is
unlike the results of Lane and colleagues3! who
found that the public was often unaware that pal-
liative care also includes psychological and spirit-
ual support.

Our study identified a strong focus on dying as a
part of the visitors’ understanding of palliative
care. In addition, a majority of the visitors per-
ceived palliative care primarily as a medical inter-
vention reserved for the last days of life. Unclear
whether it is culturally influenced, this narrow
view of palliative care is also mentioned in other
studies.”-32:33 Interestingly, although visitors men-
tioned the focus on dying, they were less prone to
want to mention their own end of life. This was
demonstrated by the fact that visitors rarely
acknowledged palliative care as related to their
own end of life. What visitors found essential at
their own end of life revealed that they were
mainly focused on life completion of activities
and finding satisfaction in life when considering
their own finiteness. This might be because most
visitors (96.5%) had a good to very good health
status and because, like in other studies,?* more
than half of the visitors probably obtained their
knowledge about palliative care through previous
contact with these services. Palliative care there-
fore appeared to be implicitly rather than explic-
itly associated with the visitors’ own end of life.

Visitors’ frequent perception of palliative care as
being equal to end-of-life care and having mainly
a medical focus of care may hamper efforts to
improve public health initiatives on palliative
care. By modifying public misconceptions about
what palliative care involves,® healthcare profes-
sionals may be able to shape and explain to the
public what palliative care entails and help over-
come the stigma that palliative care is only limited

to end-of-life care. A broader understanding and
perception of palliative care within the Swiss pub-
lic, as recommended by the WHO,3> may lead to
increased political pressure. This might result in a
need for a new culture and societal value of end-
of-life preparation and provision of palliative care
services that are comparable to the services avail-
able at the beginning of life.

A minority of the visitors recognized palliative care
as an approach that should be implemented early
in the disease trajectory. This recognition is in line
with current guidelines in the medical field3® and
might be attributed to campaigns to raise aware-
ness towards palliative care, advance care plan-
ning and efforts of early integration in Switzerland
and specifically in the Canton of Bern over the
past decade. Comparable to other studies,’-813:37
this study shows the need for further knowledge
and understanding about palliative care with parts
of the Swiss public. Visitors’ personal experiences
with palliative care services suggest that their per-
ception of palliative care could be comparable to
that of patients with a life-limiting disease who
had positively connotated prior contact with or
knowledge about palliative care.3*

Limitations and strengths

Some visitors who attended the travelling exhibi-
tion may have already been interested in and have
had knowledge about palliative care. Therefore,
the results of this study may have been influenced
by the positive attitude and curiosity of the visi-
tors at the exhibition. The authors had no infor-
mation about visitors’ knowledge and perception
of palliative care prior to visiting the exhibition
but many of them (60.3%) stated that they had
previous contact with palliative care without
describing it in detail. It can also be assumed that
the answers of the participants were influenced by
the themes presented at the exhibition.

Although the response rate of about 10% could be
considered as low, similar studies also report low
response rates of 17%,> 26.2%3® and up to
27.8%.33 Since this was one of the first studies
conducted in a public exhibition setting in
Switzerland, we consider the response of 199
adult visitors as a good starting point for further
research in this area. As far as the authors know
this is one of the few studies to gather viewpoints
from the public in a setting of an exhibition that
offered information about palliative care. In addi-
tion, the exhibition was not connected to a specific

journals.sagepub.com/home/pcr


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

MC Fliedner, SC Zambrano et al.

healthcare institution which otherwise could have
influenced the perception of the public.

Future research should be conducted with a larger
number of members of the public including from
different cultural backgrounds to replicate and
possibly expand these findings. In addition, it
would be beneficial to conduct a study that utilizes
mixed methods to further evaluate the public’s
perceptions of palliative care after an educational
initiative such as an exhibition on palliative care.

Conclusion

Understanding public perceptions about pallia-
tive care provides important information to
address any potential misconceptions of the
meaning of palliative care in this population.
Among others, maintaining one’s own dignity as
well as dying without suffering was essential to
the visitors at the exhibition. The insights from
this study could be used to educate the public
regarding the specifics of palliative care and to
eliminate the stigma that palliative care is only
intended for the last days of life. The results may
also help healthcare professionals to better under-
stand how the public view palliative care.

New strategies to engage the general population
in palliative care initiatives need to be established.
Therefore, it is essential that educational initia-
tives be developed for the public about the impor-
tance of an interprofessional and holistic palliative
care approach early in the disease trajectory.
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