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Abstract: Background: No population-based data on awareness and knowledge of palliative care
currently exist in Austria. We therefore conducted a survey to determine the general awareness
and knowledge of palliative care in Styria, a federal state in Austria. We also asked participants
to imagine what services they would need as a patient or family member, where they themselves
would like to receive such services, and what fears they imagined patients with a terminal illness
would have. Methods: A descriptive cross-sectional survey consisting of 18 questions that address
several aspects of palliative care was carried out in the adult population of Styria, Austria, from
October 2019 to March 2020. Results: A total of 419 questionnaires were analyzed, whereby 70.3%
of respondents had at least heard of palliative care. Of these, significantly more were female, had
a university degree and were aged 50 to 64. The main goal of palliative care was chosen correctly
by 67.1% of participants, with the proportion of correct answers increasing in line with education
and reaching 82.0% among university graduates. Overall, 73.2% believed that the greatest need of
terminally ill persons was a reduction in physical suffering, whereas the greatest perceived need of
relatives was the availability of specialist care around the clock. About one-third believed that the
greatest fear of palliative patients was that of death, which was chosen significantly more often by
men than women. If terminally ill, some 39% of respondents would wish to be looked after at home
by professional carers, and women and people that had completed high school chose this answer
significantly more often. The most desired service that should be provided to patients and relatives
was home pain management at 69.9%, followed by time off for family caregivers at 58.0%. This item
was chosen significantly more often by women. Conclusions: To facilitate the care of severely ill
patients at home, it would make sense to develop targeted information campaigns. These should also
attempt to deliver targeted information to less informed groups of people, such as young, poorly
educated men, in order to raise their awareness of the difficulties and challenges of providing care to
terminally ill patients and thus increase the acceptance of support options.

Keywords: palliative care; awareness of palliative care; information campaign; health literacy

1. Introduction

Palliative care and palliative medicine have a positive influence on the lives of severely
ill patients. The World Health Organization (WHO) defines palliative care as an approach
that improves the quality of life of patients and their families who are facing the problems
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associated with life-threatening illness. It achieves this through the prevention and relief of
suffering by means of early identification and the correct assessment and treatment of pain
and other problems, whether physical, psychosocial or spiritual [1].

Palliative care improves symptom burden and the health-related quality of life of
those affected and increases the likelihood that patients can die at home if they prefer [2].
Although not the primary goal, life can even be prolonged in some cases [3]. In addition
to clinical advantages, it also makes financial sense to expand the palliative care network,
especially in populations whose life expectancy is increasing [2–4].

However, expanding the palliative care network requires raising community aware-
ness, eliminating prejudice and teaching people about it. Awareness and knowledge of
palliative care vary considerably between countries but also between different groups of
people, depending on their age, education and gender. For example, over 80% of respon-
dents to a survey in Northern Ireland said they had heard the term “palliative care”, but
most (75%) of them knew little or nothing about it [5], whereas only 32% of respondents to
a Turkish survey were aware of it at all [6]. A survey of 3194 persons in the U.S. carried
out by Huo et al. showed that fewer than 30% of respondents had any knowledge of
palliative care [7]. A Slovenian survey conducted in 2020 showed that women, people of
older age and those that had completed higher education were more aware of palliative
care [8]. Furthermore, the term “palliative” may be mistakenly associated with hospice
care or even euthanasia. A study published in 2013 showed that the term “palliative care”
was less familiar to the general population than the term “supportive care”, although they
essentially mean the same thing [9]. The term palliative care also carries the stigma of
being associated with the very last weeks of life, although early access would be beneficial
in terms of quality of life and clinical outcomes [10]. In Styria, a federal state in Austria,
institutions specializing in the care of patients with life-limiting illnesses have existed since
1998 [11]. As no population-based awareness data are currently available, we conducted a
survey to determine the general awareness and knowledge of palliative care in the general
population of Styria, a federal state in Austria. We also asked participants to imagine what
services they would need as a patient or family member, where they themselves would like
to receive such services, and what fears they would have as a patient.

2. Materials and Methods
2.1. Study Design

The study is based on a descriptive cross-sectional survey addressing several aspects
of palliative care. We therefore surveyed people and asked them to imagine that they were
terminally ill patients or family members of such patients. The data were collected as part
of an international study performed in Slovenia, Hungary and Croatia. Ethics approval
was granted by the Medical University of Graz (EK Nr: 1382/2019 Version 1).

2.2. Participants

Participants included a community-based sample of adults (≥18 years) residing in
Styria, a federal state in Austria. Participants were required to understand German, the
official language in Austria, and provide their written consent by signing a consent form.

2.3. Recruitment and Data Collection

Two medical practices consecutively recruited the participants, who were subsequently
asked to answer an anonymous questionnaire (paper-and-pencil). Names, insurance
numbers and other data that could be used to identify any of the respondents were not
collected. Data were collected from 9 October 2019 to 25 March 2020. Participants completed
the study in one sitting lasting approximately 15 min.

2.4. Outcome Measures

We used an existing Slovenian questionnaire [8] that had been used in 1015 Slovenian
adults. This survey consists of 18 questions, some multiple choice and some single choice. It
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was translated from Slovenian into German by a professional translator. To ensure the accuracy
of the translated questionnaire, it was proofread by a native Slovenian who is fluent in both
German and Slovene and works in the medical field. The questionnaire was linguistically
adapted to take into account the differences between the Austrian and Slovenian healthcare
and education systems. We were therefore in regular contact with the Slovenian research team
during the translation process to ensure that the survey was not only valid and suitable for
international comparisons but also appropriate for use in Austria. The German questionnaire
was tested using the Cognitive Debriefing method [12]. This is a process by which an instrument
is actively tested among representatives of the target population and target language group to
determine whether respondents understand the questionnaire properly.

The questionnaire asked about awareness and knowledge of palliative care, and it
further asked participants to put themselves in the position of terminally ill patients and
their relatives and to provide their views on the services they thought such patients or the
family members of such patients should have, where they themselves would like to receive
such services (at home, in a hospice, etc.) and what fears they would have if they were a
patient. The full questionnaire can be found in the Appendix A.

2.5. Statistical Analyses

SPSS 28 (IBM Corp., Armonk, NY, USA) was used for data analysis; p < 0.05 was
considered as significant. Missing data were not imputed. Data are presented as absolute
or relative frequencies. Differences between groups (gender, age groups, educational levels)
were analyzed using the Chi-square test or Fisher’s exact test, as appropriate. For this
analysis, age was grouped into 18–34 years, 35–49 years, 50–64 years, ≥65 years, and
educational level was grouped into EL1: compulsory school, EL2: apprenticeship, EL3:
trade school, EL4: high school, EL5: university.

3. Results
3.1. Description of the Sample

A total of 419 questionnaires were analyzed. A further 37 questionnaires were not
taken into consideration because they were incomplete.

The age of the respondents ranged from 18 to 93 years. Overall, 58% were female, 8.3%
had completed compulsory schooling (EL1), 28.2% had completed an apprenticeship (EL2),
16.7% had been trained at a technical college or trade school (EL3), 18.1% had finished high
school (EL4) and 28.6% had graduated from a university or university of applied sciences
(EL5). Overall, 303 lived in a rural area (72.3%) and 116 in an urban area (27.7%).

3.2. Awareness and Knowledge of Palliative Medicine

Of the 419 respondents, 70.3% (n = 295) had at least heard of palliative medicine in
Styria. Of these, 11.2% reported knowing a fair amount about it and 3.3% reported having
extensive knowledge. More of the participants that had heard of palliative medicine were
female (78.3%, p < 0.001), had a university degree (74.2%, p = 0.033) and were aged 50 to 64
(79.6% p = 0.003). Only the 295 (70.3%) that had at least heard of palliative care were asked
what its main aim was. The right answer, which was to “improve quality of life”, was
chosen by 67.1% of them (wrong answers: 25.4%; did not know: 7.5%). While the responses
did not differ according to sex (p = 0.503) and age group (p = 0.227), the proportion of correct
answers increased in line with education, reaching 82.0% in graduates from universities of
applied sciences or universities (p = 0.003).

3.3. Survey Participants’ Views on the Greatest Needs of Palliative Care Patients and
Their Relatives

Overall, 73.2% believed that the greatest need of terminally ill persons at the end of
their lives was a reduction in physical suffering, while 9.5% said it was home nursing care,
6.4% medical specialist care, 4.4% psychological care, 3.4% caregiver support and 1.4% spiritual
support. Views on the greatest needs of terminally ill persons depended on the respondent’s
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age. Younger respondents more often believed that psychological care was the greatest need
of terminally ill persons (age < 35 years: 10.1%, 35–49 years: 4.0%, 50–64 years: 3.7%,
≥65 years: 0.0%; p = 0.031). No other significant correlations existed between the provided
responses and the variables of age, education and gender. For more details, see Figure 1
and Table A1 in Appendix C.

Around–the–clock availability of specialist care was the most common response to the
question on the greatest needs of relatives (35.3%), followed by home nursing care (26.1%)
and psychological care (16.3%). A perceived need for home nursing care was stronger in
males than females (f: 22.0%, m: 33.7%; p = 0.029), while age influenced a perceived
need for around–the–clock availability of specialist care (<35 years: 22.9%, 35–49 years: 33.3%,
50–64 years: 36.6%, ≥65 years: 48.5%; p = 0.017) and psychological care (<35 years: 27.1%,
35–49 years: 20.0%, 50–64 years: 14.6%, ≥65 years: 2.9%; p = 0.001). The level of education
influenced the ratings for around-the-clock availability of specialist care (EL2: 47.1%, EL 3: 38.9%,
EL1: 38.1%, EL4: 34.1%, EL5: 21.3%; p = 0.010), as well as for hospice care (EL5: 12.4%, EL2:
10.3%, EL3: 11.1%, EL4: 0.0%, EL1: 0.0%; p = 0.048), psychological care (EL4: 27.3%, EL5:
21.3%, EL3: 16.7%, EL2: 9.2%, EL1: 0.0%; p = 0.010) and grief counseling (EL1: 19.0%, EL4:
9.1%, EL3: 5.6%, EL2: 1.1%, EL5: 1.1%; p = 0.002). See Figure 2.
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3.4. Survey Participants’ Views on the Fears of Palliative Care Patients

About one–third of participants (32.9%) said they believed the greatest fear of termi-
nally ill people was that of death, followed by pain (24.1%), losing independence (16.9%), being
a burden to someone (9.3%), losing mental abilities (7.6%), becoming disabled (6.0%), loneliness
(1.0%) and financial burdens (0.5%). Age influenced expectations that fear of death was the
greatest concern and was higher in participants in the group aged 35–49 years (47.5%) and
lowest in the 65+ age group (11.3%; p < 0.000). Fear of death was chosen significantly more
often by men than women (41.7% vs. 26.6%; p = 0.001).

A quarter of respondents (24.1%) believed the greatest fear was pain, but the results
also depended considerably on age, with the youngest respondents (≤34 years) having the
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least fear of pain (15.8%) and respondents in the group aged 50–64 years having the greatest
(32.0%) (p = 0.030). See Figure 3 and Table A3 in Appendix C for more details.
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3.5. Survey Participants’ Views on the Best Place for Palliative Care Patients to Receive Care

When terminally ill, 39.0% of respondents believed it is best to be cared for at home
by professional caregivers, followed by cared for at home by relatives (21.7%), hospices (21.4%)
and hospitals (11.9%). Results depended strongly on sex, with females more often choosing
to be cared for at home by professional caregivers (f: 40.3%, m: 36.5%) and hospices (f: 25.7%,
m: 13.5%) and less often cared for at home by relatives (f: 20.4%, m: 24.0%) and hospitals
(f: 7.3%, m: 20.2%; p= 0.005). Respondents with EL2 (44.8%), EL4 (47.7%) and EL 5 (37.1%)
considered it best to be cared for at home by professional caregivers, while respondents that
had EL 1 thought it best to be cared for at home by relatives (52.4%) and those that had EL
3 were in favor of hospices (31.5%) (p = 0.003). No differences were found between the
various age groups (p = 0.533).

3.6. Survey Participants´ Views on the Services That Should Be Provided to Palliative Care
Patients and Their Relatives

The service that was mentioned most often was home pain management 69.9%
(n = 293), followed by time off for family caregivers (58%), daycare (49.4%), nightcare
(42.0%), home assistance (40.1%), information on financial support (35.1%), availability
of social workers (27.4%), complementary and alternative medicine (22.4%) and pastoral
care (20.5%). Sex differences in preferred services were only found in time off for family
caregivers, which were significantly more popular among females (64.3%) than males
(49.1%) (p = 0.002). Age groups significantly influenced preferences for complementary
and alternative medicine (p = 0.001), pastoral care (p < 0.001), availability of social workers
(p = 0.009) and information on financial support (p < 0.001). Educational level also had a
significant influence on the preference for pastoral care (p < 0.001), availability of social
workers (p = 0.004) and information on financial support (p = 0.012). See Figure 4 and
Table A4 in Appendix C.
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4. Discussion

With over 400 participants, this cross-sectional survey showed that in our sample,
more people had heard of palliative care in Styria, Austria, than in many other countries [6].
In similar countries to Austria, a relatively large number of people (70%) had heard of
palliative care but had no precise idea of what it really was [5,13]. Our survey also indicated
that as few as 13.5% of respondents knew a fair amount or had extensive knowledge of it.
It is interesting to note that there were major differences in terms of gender, with 40.6% of
men saying they knew nothing about palliative care, as compared to only 21.7% of women.
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The difference may reflect gender roles, as informal caregiving is generally provided by
women [14,15], which would explain why they knew more about it. At the same time,
female caregivers report greater burden, stress, anxiety, depression, and adverse health
outcomes than male caregivers [16]. A Canadian study found that the majority of spousal
caregivers were female and that these female caregivers reported a significantly greater
level of caregiving strain than their male counterparts [17]. In our survey, this was reflected
in the question of what the respondents thought families and their relatives should be
provided in terms of support. Here, significantly more women (64.3%) than men (49.1%)
said that additional support should be offered to caregivers at home, so that caregiving
relatives could have more time for themselves. It is evident that caring for relatives is still
largely the responsibility of women [18] and that awareness of caregiver burden is therefore
stronger in women. It has further been shown that care recipients with a female caregiver
are less likely to receive informal support from family and friends in carrying out tasks
associated with personal care than male caregivers, to whom others are more likely to offer
such support [17].

Another field in which gender differences were observed was in response to the
question where it is best to be provided palliative care when terminally ill. Women more
often chose to be cared for at home by professional caregivers (f: 40.3%, m: 36.5%) or cared
for in hospices (f: 25.7%, m: 13.5%) and less often to be cared for at home by relatives (f:
20.4%, m: 24.0%). This difference may also reflect the traditional distribution of roles, with
women more frequently wanting to avoid burdening their families with their need for care.
Another interesting aspect is that significantly more men (41.7%) than women (26.6%) said
they thought the greatest fear of a terminally ill person was likely to be the fear of death. A
survey conducted in Germany found that significantly more women than men found the
thought of their own death less painful than that of a loved one [19].

However, differences were not only related to gender but also to age. Younger re-
spondents tended to know less about palliative care, as has also been found in previous
studies [20]. In the group aged 18–35 years, 10.1% of respondents believed that psychologi-
cal support was the greatest need of terminally ill patients, whereas no respondents in the
group aged 65 years and older thought so. For older people, around-the-clock availability
of specialist care for relatives appeared to be more important than for younger people, while
psychological support was more important to younger people than to older people. There
were significant differences in opinions on the greatest fears of terminally ill patients. In the
middle-aged group, 47.5% thought it was the fear of death, while only 11.3% believed this
in the 65+ group. Respondents in the group up to 34 years old reported the least fear of pain
(15.8%), while the greatest fear of pain was found in the group aged 50–64 years (32.0%).

Education was also a crucial factor influencing knowledge about palliative care. The
more educated participants were, the more likely they were to know the main aim of
palliative care. There were also education-related differences in answers to other questions,
such as where terminally ill patients should best be cared for. More than 50% of respondents
that had only completed compulsory schooling thought it best to be cared for at home by
relatives, an opinion that was shared by only 37.1% of respondents with a university degree.
There is also evidence in the literature that wealthier people and women were more likely to
receive palliative care from specialists [21]. This attitude is also reflected in our survey, as it
became apparent that the different groups of people had different levels of knowledge and
different perceptions, fears and expectations with respect to palliative care. In an ageing
society, in which more and more people will need looking after and require palliative care,
targeted information is necessary. Furthermore, when providing such information, it is
important to take into account that there are social group-related differences in knowledge
about palliative care. In addition, age-, gender- and education-related differences exist in
attitudes, fears and expectations with regard to palliative care and ageing in general.

Based on these results, it would make sense to avoid blanket information campaigns
but rather tailor them according to the audience. For example, it is well known that people
from socially disadvantaged population groups in Austria tend to gather information
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via social media [22]. As the results of this survey also confirm what we know about
the distribution of health literacy, namely that people with little education, in financially
precarious situations or who are looking for work tend to have limited health literacy [22],
it is necessary to investigate the various possibilities to reach out to and inform these
groups of people. A good example of targeted information and training in the field of
palliative care for lay people are the Last Aid Courses, which are successfully held in
various countries [23,24].

In order to support those that bear the greatest burden of care and thus to relieve
society as a whole, information campaigns are required that target groups of people that
know little about palliative care, so that they become more aware of, and take advantage
of, available services. In this way, the quality of life of terminally ill patients and their
caregivers in these groups may be increased.

Limitations of the Study

There may have been some bias in the sample, as the participants were recruited in
medical practices and therefore do not include people that never consult a doctor. Another
limitation is that the questionnaire was only distributed in a printed version and not as
an online version and may therefore not have appealed to tech-savvy people, who may
have a different level of awareness of palliative care than those in our sample and may
know about different aspects of it. A limitation is also that all but one of the questions were
closed-ended, and that only one question provided the opportunity to give an additional
response over and above existing options. Thus, participants may have been unable to give
the answers they would like. However, we were constrained in our ability to change the
structure of the questionnaire by our interest in ensuring the international comparability of
the results.

5. Conclusions

To facilitate the care of severely ill patients at home, it would make sense to develop
targeted information campaigns in Western industrialized countries. This would also
make it possible to reach out to groups, such as women, that bear the greatest burden
of caregiving and to inform them of available support options. Such campaigns should
also attempt to deliver information to less informed groups of people, such as young,
poorly educated men, in order to raise their awareness of the difficulties and challenges of
providing care to terminally ill patients.
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Appendix A

Full questionnaire
WISSEN DER BEVÖLKERUNG ÜBER DIE PALLIATIVMEDIZINISCHE BETREUUNG IN
DER STEIERMARK
1. Was sind Ihrer Meinung nach die größten Ängste einer Patientin/eines Patienten, bei
der/dem eine unheilbare Krankheit diagnostiziert wurde? (Bitte wählen Sie aus den
folgenden Möglichkeiten drei aus und ordnen Sie sie nach Relevanz—1., 2., 3.)
___ Angst vor Schmerzen.
___ Angst vor dem Tod.
___ Angst davor, nicht mehr selbstständig zu sein.
___ Angst vor dem Verlust der geistigen Fähigkeiten.
___ Angst vor Einsamkeit.
___ Angst davor, behindert/unbeweglich zu werden.
___ Angst vor finanziellen Belastungen.
___ Angst davor, jemandem zur Last zu fallen.
___ Ich weiß es nicht.

2. Was müsste Ihrer Meinung nach Betroffenen mit einer unheilbaren Krankheit und ihren
Familien geboten werden? (Sie können mehrere Antworten kennzeichnen.)

(a) Hilfe bei Schmerzen und anderen Symptomen zu Hause.
(b) Häusliche Pflege der Patientin/des Patienten tagsüber.
(c) Häusliche Pflege der Patientin/des Patienten nachts.
(d) Komplementärmedizinische Therapien.
(e) Ein/e Seelsorger/in.
(f) Ein/e Sozialarbeiter/in, die/der bei Bedarf für die Patientin/den Patienten und die Familie

telefonisch erreichbar wäre.
(g) Unterstützung bei Haushaltsaufgaben, Einkäufen, Transporten usw.
(h) Zusätzliche Unterstützung zu Hause, sodass die pflegenden Angehörigen Freizeit bzw. Zeit

für sich haben.
(i) Informationen und Ratschläge über finanzielle Hilfe.
(j) Medizinische Versorgung im Hospiz.
(k) Medizinische Versorgung im Krankenhaus.

3. Was denken Sie, wie viel wird in der Gesellschaft über den Tod und das Sterben
gesprochen? (Bitte wählen Sie nur eine Antwort aus.)

(a) Zu wenig.
(b) Ungefähr ausreichend.
(c) Zu viel.

4. Wo würden Sie den letzten Zeitraum Ihres Lebens verbringen wollen, wenn Sie an einer
unheilbaren Krankheit erkranken würden? (Bitte wählen Sie nur eine Antwort aus.)

(a) Zu Hause.
(b) Im Krankenhaus.
(c) Im Pflegeheim.
(d) Diese Frage kann ich nicht beantworten.

5. Wissen Sie was eine Patientenverfügung ist?

(a) Ja.
(b) Nein.

6. Wie schätzen Sie Ihre Kenntnisse über die palliativmedizinische Betreuung in unserem
Bundesland ein? (Bitte wählen Sie nur eine Antwort aus.)
(a) Über die palliativmedizinische Betreuung weiß ich nichts.
(Wenn Sie „a“ ankreuzen, fahren Sie bitte mit Frage 15 auf Seite 5 fort.).
(b) Über die palliativmedizinische Betreuung habe ich schon etwas gehört.
(c) Über die palliativmedizinische Betreuung weiß ich viel.
(d) Ich verfüge über umfangreiches Wissen über die palliativmedizinische Betreuung.
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7. Wenn Sie von der palliativmedizinischen Betreuung bereits gehört haben: Woher haben
Sie diese Informationen bekommen? (Sie können mehrere Antworten kennzeichnen.)

(a) Ich habe persönlich palliativmedizinische Betreuung erhalten.
(b) Eine nähere Freundin/Angehörige oder ein näherer Freund/Angehöriger hat

palliativmedizinische Betreuung erhalten.
(c) Eine fernere Angehörige/Bekannte oder ein ferner Angehöriger/Bekannter hat

palliativmedizinische Betreuung erhalten.
(d) Ein/e Nachbar/in hat palliativmedizinische Betreuung erhalten.
(e) Ein/e Freund/in oder eine/ein Angehörige/r hat darüber erzählt.
(f) Ich arbeite mit Patientinnen/Patienten, die palliativmedizinische Betreuung erhalten.
(g) Ich arbeite im medizinischen Bereich.
(h) Radio/Fernsehen/Zeitung.
(i) Internet/soziale Netzwerke.
(j) Sammeln von Spenden/Wohltätigkeitsaktionen.
(k) Sonstiges: ___________________

8. Bitte wählen Sie aus den folgenden Sätzen den Satz aus, der Ihrer Meinung nach das Ziel
der palliativmedizinischen Betreuung am besten beschreibt. (Bitte wählen Sie nur eine
Antwort aus.)

(a) Palliativmedizinische Betreuung beschleunigt das Sterben.
(b) Palliativmedizinische Betreuung verzögert den Tod.
(c) Palliativmedizinische Betreuung ermöglicht der Patientin/dem Patienten, ein aktives Leben

fortzuführen.
(d) Palliativmedizinische Betreuung beruhigt die Patientin/den Patienten.
(e) Palliativmedizinische Betreuung verbessert die Lebensqualität der Patientin/des Patienten.
(f) Ich weiß es nicht.

9. Was sind Ihrer Meinung nach die größten Bedürfnisse der Patientinnen/Patienten mit
einer unheilbaren Krankheit, wenn sie am Lebensende angelangt sind? (Bitte wählen Sie aus
den folgenden Möglichkeiten nur drei aus und ordnen Sie sie nach Relevanz—1., 2., 3.)
____ Minderung des körperlichen Leidens.
____ Fachärztliche medizinische Versorgung.
____ Häusliche medizinische Versorgung und Hauskrankenpflege.
____ Unterstützung für häuslich tätige Pflegekräfte.
____ Unterstützung durch eine Psychologin/einen Psychologen.
____ Spirituelle Unterstützung.
____ Ich weiß es nicht.
10. Was sind Ihrer Meinung nach die größten Bedürfnisse der Angehörigen, die ein
Familienmitglied mit unheilbarer Krankheit betreuen? (Bitte wählen Sie aus den folgenden
Möglichkeiten nur drei aus und ordnen Sie sie nach Relevanz—1., 2., 3.)
____ 24-stündige fachärztliche Versorgung.
____ Hauskrankenpflege.
____ Zugänglichkeit/Verfügbarkeit von freiwilligen Betreuerinnen/Betreuern.
____ Speziell angepasste Wohnzentren—Hospize.
____ Psychologische Unterstützung.
____ Unterstützung für die Angehörigen während der Trauerzeit nach dem Tod der Patientin/des
Patienten.
____ Ich weiß es nicht.
11. Wo ist Ihrer Meinung nach für die Betreuung von Patientinnen/Patienten mit einer
unheilbaren Krankheit am besten gesorgt? (Bitte wählen Sie nur eine Antwort aus.)

(a) Zu Hause versorgt durch die Familie/Angehörige.
(b) Zu Hause versorgt durch berufliche Pflegekräfte.
(c) Im Hospiz.
(d) Im Krankenhaus.
(e) Ich weiß es nicht.
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12. Kennen Sie jemanden aus Ihrer Familie, Ihrem Freundes- oder Bekanntenkreis, die/der
eine persönliche Erfahrung mit palliativmedizinischer Betreuung gemacht hat? (Bitte wählen
Sie nur eine Antwort aus.)

(a) Ja.
(b) Nein.

13. Wer von den Patientinnen/Patienten, die an den unten angeführten Krankheiten leiden,
sollte eine palliativmedizinische Betreuung erhalten? (Bitte kennzeichnen Sie eine der
Möglichkeiten bei jeder Krankheit.)

5
(Ich
stimme
vollkom-
men
zu.)

4
(Ich
stimme
zu.)

3
(Ich
stimme
teil-
weise
zu.)

2
(Ich
stimme
nicht
zu.)

1
(Ich
stimme
über-
haupt
nicht
zu.)

Ich weiß
es nicht.

Ich kenne
diese
Erkrankung
nicht.

Krebs
Nierenversagen
Amyotrophe
Lateral-
sklerose
(ALS)
Demenz
Schlaganfall
Herzversagen
HIV/AIDS
Chronische
Lun-
generkrankun-
gen
Multiple
Sklerose
14. Zu welchem Zeitpunkt würden Sie sich Informationen über die palliativmedizinische
Betreuung wünschen, wenn Sie an einer unheilbaren Krankheit erkranken würden? (Bitte
wählen Sie nur eine Antwort aus.)

(a) Ich würde mir keine Informationen wünschen.
(b) Ich würde mir wünschen, dass die Informationen allgemein verfügbar wären.
(c) Ich würde mir Informationen nur dann wünschen, wenn meine unheilbare Erkrankung

lebensbedrohlich wird.
(d) Ich würde mir Informationen nur dann wünschen, wenn die lebensbedrohliche Erkrankung

unweigerlich zum Tod führen würde.

15. Wie alt sind Sie?:
16. Geschlecht:

(a) Weiblich
(b) Männlich

17. Höchste abgeschlossene Ausbildung:

(a) Nicht abgeschlossene Pflichtschule
(b) Pflichtschule
(c) Lehre
(d) Fachschule oder Handelsschule
(e) Matura
(f) Fachhochschule
(g) Universität

18. Postleitzahl des Orts, in dem Sie leben:



Healthcare 2023, 11, 2611 15 of 22

Appendix B

Full questionnaire translated
QUESTIONNAIRE ON THE AWARENESS AND KNOWLEDGE OF PALLIATIVE
MEDICAL CARE IN THE STYRIAN POPULATION
1. In your opinion, what are the greatest fears of a patient who has been diagnosed with a
terminal illness? (Please select three of the following options and rank them in order of
relevance—1st, 2nd, 3rd)
___ Fear of pain.
___ Fear of death.
___ Fear of no longer being independent.
___ Fear of losing mental capabilities.
___ Fear of loneliness.
___ Fear of becoming disabled/immobile.
___ Fear of financial burdens.
___ Fear of being a burden to someone.
___ I don’t know.

2. What services do you think should be provided to people with a terminal illness and their
families? (You may give several answers.)

(a) Help at home in case of pain and other symptoms.
(b) Domestic care for the patient during the day.
(c) Domestic care for the patient at night.
(d) Complementary therapies.
(e) Pastoral care.
(f) A social worker that the patient and family could reach on the phone if necessary.
(g) Assistance with household tasks, shopping, transportation etc.
(h) Additional support at home to allow the family caregivers to have some free time and time

for themselves.
(i) Information and advice on financial aid.
(j) Medical care in a hospice.
(k) Medical care in hospital

3. How much do you think people generally speak about death and dying? (Please select one
answer only.)

(a) Too little.
(b) About the right amount.
(c) Too much.

4. If you had a terminal illness, where would you like to spend the final stage of your life?
(Please select one answer only.)

(a) At home.
(b) In a hospital.
(c) In a nursing home.
(d) I don’t know.

5. Do you know what a patient decree is?

(a) Yes.
(b) No.

6. How do you rate your knowledge and awareness of palliative care in our federal state?
(Please select one answer only.)
(a) I know nothing about palliative care.
(If “a” is true for you, please continue to question 15.)
(b) I have heard about palliative care.
(c) I know a fair amount about palliative care.
(d) I know a great deal about palliative care.
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7. If you have already heard of palliative care, where did you find out about it? (You may give
several answers.)

(a) I have received palliative care myself.
(b) A close friend/relative has received palliative care.
(c) A distant relative/acquaintance has received palliative care.
(d) A neighbor has received palliative care.
(e) A friend or relative has told me about it.
(f) I work with patients that receive palliative care.
(g) I work in the field of medicine.
(h) Radio/TV/newspaper.
(i) Internet/social media.
(j) Fundraising/charity drives.
(k) Other: ______________________________

8. Please select the following sentence that in your opinion best describes palliative care.
(Please select one answer only.)

(a) Palliative care hastens death.
(b) Palliative care delays death.
(c) Palliative care permits the patient to continue living an active life.
(d) Palliative care calms the patient.
(e) Palliative care improves the patient’s quality of life.
(f) I don’t know.

9. What do you think are the greatest needs of patients with a terminal illness that have
reached the end of their lives? (Please select three of the following options and rank them in
order of relevance—1st, 2nd, 3rd)
____ Reduction in physical suffering.
____ Specialist medical care.
____ Home nursing care (medical and nursing services).
____ Support for home-based caregivers.
____ Professional psychological support.
____ Spiritual support.
____ I don’t know.
10. What do you think are the greatest needs of family members that provide care to a patient
with a terminal illness? (Please select three of the following options and rank them in order
of relevance—1st, 2nd, 3rd)
____ 24-hour specialist care.
____ Home nursing care.
____ Access to and availability of voluntary caregivers.
____ Specially adapted residential facilities/hospices.
____ Psychological care.
____ Grief counseling.
____ I don’t know.
11. Where and by whom do you think care is best provided to patients with a terminal
illness? (Please select one answer only.)

(a) At home by family/relatives.
(b) At home by professional care workers.
(c) In a hospice.
(d) In hospital.
(e) I don’t know.

12. Has anyone in your family or circle of friends and acquaintances had any personal
experience of palliative care? (Please select one answer only.)

(a) Yes.
(b) No.
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13. Among patients with the illnesses listed in the table below, which do you think should
receive palliative care? (Please mark one of the options for each illness.)

5
(I fully
agree.)

4
(I agree.)

3
(I partly
agree.)

2
(I don’t
agree.)

1
(I don’t
agree at
all.)

I don’t
know

I don’t
know
anything
about
this
illness

Cancer
Kidney
failure
Amyotrophic
Lateral
Sclerosis
(ALS)
Dementia
Stroke
Heart
failure
HIV/AIDS
Chronic
lung
diseases
Multiple
Sclerosis
14. If you were diagnosed with a terminal illness, when would you like to be provided with
information on palliative care? (Please select one answer only.)

(a) I would not want any information.
(b) I would like the information to be publicly available.
(c) I would like to receive such information when my terminal illness became life-threatening.
(d) I would like to receive such information when it became clear that I was dying of my

terminal illness.

15. How old are you? __
16. Gender:

(a) Female
(b) Male

17. Highest level of education:

(a) Compulsory schooling incomplete
(b) Compulsory schooling
(c) Apprenticeship
(d) Technical college/trade school
(e) High school (general qualification for university entrance)
(f) University of Applied Sciences
(g) University

18. Postal code of your home: ________________
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Appendix C

Table A1. Differences in survey participants’ views on the greatest needs of palliative care patients
(table corresponding to Figure 1).

(a) Age

18–34 Years 35–49 Years 50–64 Years 65+ Years p-Value

Spiritual support 1.4% 2.7% 0.0% 1.5% 0.505

Reducing physical suffering 74.3% 76.0% 69.5% 73.5% 0.822

Psychological care 10.1% 4.0% 3.7% 0.0% 0.031

Medical specialist care 2.9% 8.0% 6.1% 8.8% 0.462

Home nursing care 7.1% 8.0% 14.6% 7.4% 0.317

Caregiver support 4.3% 0.0% 3.7% 5.9% 0.177

(b) Education

EL1:
Compulsory

School

EL2:
Apprentice-

ship

EL3:
Trade

School

EL4:
High

School

EL5:
University p-Value

Spiritual support 0.0% 0.0% 1.9% 2.3% 2.2% 0.581

Reducing physical suffering 71.4% 69.0% 75.9% 65.9% 79.8% 0.381

Psychological care 0.0% 2.3% 1.9% 9.1% 6.7% 0.241

Medical specialist care 4.8% 11.5% 7.4% 2.3% 3.4% 0.189

Home nursing care 9.5% 11.5% 9.3% 11.4% 6.7% 0.811

Caregiver support 4.8% 4.6% 3.7% 6.8% 0.0% 0.101

(c) Sex

Female Male p-Value

Spiritual support 1.6% 1.0% 1.000

Reducing physical suffering 72.3% 75.0% 0.610

Psychological care 5.8% 1.9% 0.149

Medical specialist care 7.3% 4.8% 0.399

Home nursing care 8.4% 11.5% 0.376

Caregiver support 2.6% 4.8% 0.331

Table A2. Differences in survey participants’ views on the greatest needs of their relatives (table
corresponding to Figure 2).

(a) Age

18–34 Years 35–49 Years 50–64 Years 65+ Years p-Value

Volunteer caregivers 5.7% 6.7% 6.1% 2.9% 0.774

Psychological care 27.1% 20.0% 14.6% 2.9% 0.001

Hospice 2.9% 10.7% 9.8% 11.8% 0.237

Home nursing 30.0% 26.7% 26.8% 20.6% 0.646

Grief counseling 8.6% 1.3% 2.4% 5.9% 0.145

24 h availability of specialist care 22.9% 33.3% 36.6% 48.5% 0.017
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Table A2. Cont.

(b) Education

EL1:
Compulsory

School

EL2:
Apprentice-

ship

EL3:
Trade

School

EL4:
High

School

EL5:
University p-Value

Volunteer caregivers 4.8% 5.7% 3.7% 6.8% 5.6% 0.974

Psychological care 0.0% 9.2% 16.7% 27.3% 21.3% 0.010

Hospice 0.0% 10.3% 11.1% 0.0% 12.4% 0.048

Home nursing 28.6% 23.0% 20.4% 22.7% 33.7% 0.360

Grief counseling 19.0% 1.1% 5.6% 9.1% 1.1% 0.002

24 h availability of specialist care 38.1% 47.1% 38.9% 34.1% 21.3% 0.010

(c) Sex

Female Male p-Value

Volunteer caregivers 5.2% 5.8% 0.847

Psychological care 18.8% 11.5% 0.104

Hospice 8.9% 8.7% 0.943

Home nursing 22.0% 33.7% 0.029

Grief counseling 5.2% 2.9% 0.554

24 h availability of specialist care 35.6% 34.6% 0.865

Table A3. Differences in survey participants’ views on the fears of palliative care patients (table
corresponding to Figure 3).

(a) Age

18–34 Years 35–49 Years 50–64 Years 65+ Years p-Value

Pain 15.8% 22.2% 32.0% 27.8% 0.030

Losing mental abilities 5.8% 4.0% 8.7% 12.4% 0.131

Losing independence 16.7% 17.2% 13.6% 20.6% 0.623

Loneliness 2.5% 0.0% 0.0% 1.0% 0.216

Financial burdens 0.8% 0.0% 1.0% 0.0% 1.000

Death 40.8% 47.5% 30.1% 11.3% 0.000

Being a burden to someone 12.5% 6.1% 3.9% 14.4% 0.026

Becoming disabled 4.2% 3.0% 7.8% 9.3% 0.195

(b) Education

EL1:
Compulsory

School

EL2:
Apprentice-

ship

EL3:
Trade

School

EL4:
High

School

EL5:
University p-Value

Pain 28.6% 26.3% 21.4% 14.5% 28.3% 0.200

Losing mental abilities 11.4% 5.9% 10.0% 11.8% 4.2% 0.222

Losing independence 20.0% 19.5% 17.1% 19.7% 11.7% 0.467

Loneliness 5.7% 0.8% 0.0% 1.3% 0.0% 0.038

Financial burdens 0.0% 0.0% 2.9% 0.0% 0.0% 0.034

Death 14.3% 32.2% 28.6% 36.8% 39.2% 0.067

Being a burden to someone 14.3% 4.2% 8.6% 9.2% 13.3% 0.137

Becoming disabled 5.7% 8.5% 10.0% 3.9% 2.5% 0.141
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Table A3. Cont.

(c) Sex

Female Male p-Value

Pain 27.5% 19.4% 0.058

Losing mental abilities 7.4% 8.0% 0.813

Losing independence 19.3% 13.7% 0.135

Loneliness 0.8% 1.1% 1.000

Financial burdens 0.4% 0.6% 1.000

Death 26.6% 41.7% 0.001

Being a burden to someone 10.7% 7.4% 0.262

Becoming disabled 5.7% 6.3% 0.815

Table A4. Differences in survey participants’ views on the services that should be provided to
palliative care patients and their relatives (table corresponding to Figure 4).

(a) Age

18–34 Years 35–49 Years 50–64 Years 65+ Years p-Value

Time off for family caregivers 53.3% 59.6% 62.1% 57.7% 0.593

Pastoral care 42.5% 16.2% 10.7% 8.2% 0.000

Nightcare 40.0% 49.5% 44.7% 34.0% 0.150

Information on financial support 45.0% 44.4% 34.0% 14.4% 0.000

Home pain management 65.8% 73.7% 69.9% 71.1% 0.635

Home assistance 49.2% 34.3% 37.9% 37.1% 0.109

Daycare 57.5% 47.5% 47.6% 43.3% 0.181

Complementary and alternative medicine 15.0% 30.3% 32.0% 13.4% 0.001

Availability of social workers 34.2% 29.3% 30.1% 14.4% 0.009

(b) Education

EL1:
Compulsory

School

EL2:
Apprentice-

ship

EL3:
Trade

School

EL4:
High

School

EL5:
University p-Value

Time off for family caregivers 48.6% 61.0% 51.4% 64.5% 57.5% 0.370

Pastoral care 8.6% 12.7% 12.9% 30.3% 30.0% 0.000

Nightcare 37.1% 39.0% 38.6% 43.4% 47.5% 0.614

Information on financial support 25.7% 28.0% 32.9% 51.3% 35.8% 0.012

Home pain management 57.1% 68.6% 75.7% 73.7% 69.2% 0.346

Home assistance 40.0% 31.4% 35.7% 50.0% 45.0% 0.071

Daycare 51.4% 43.2% 45.7% 51.3% 55.8% 0.362

Complementary and alternative medicine 14.3% 20.3% 27.1% 25.0% 22.5% 0.590

Availability of social workers 11.4% 22.9% 21.4% 28.9% 39.2% 0.004



Healthcare 2023, 11, 2611 21 of 22

Table A4. Cont.

(c) Sex

Female Male p-Value

Time off for family caregivers 64.3% 49.1% 0.002

Pastoral care 23.0% 17.1% 0.147

Nightcare 45.5% 37.1% 0.088

Information on financial support 38.5% 30.3% 0.081

Home pain management 71.3% 68.0% 0.466

Home assistance 38.1% 42.9% 0.329

Daycare 50.0% 48.6% 0.773

Complementary and alternative medicine 25.4% 18.3% 0.085

Availability of social workers 29.5% 24.6% 0.264
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