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Preface

Today, palliative care is seen as an essential part of healthcare. According to the World Health

Organization’s (WHO) definition, “Palliative care is an approach that improves the quality of life of

patients and their families facing the problems associated with life-threatening illness, through the

prevention and relief of suffering by means of early identification and impeccable assessment and

treatment of pain and other problems, physical, psychosocial and spiritual.” Nevertheless, palliative

care is often associated with cancer and oncology patients, and both professionals and the public

are lacking an awareness that patients with other chronic life-limiting diseases, including patients of

different ethnicities and those from diverse backgrounds, may benefit from the provision of palliative

care by community health services and/or specialized palliative care teams. New, inclusive approaches

for all patients in need are paramount. During the COVID-19 pandemic, palliative care provision

was hampered, and new methods for providing palliative care during a pandemic were developed,

including telemedicine and telepalliative care. There are many questions that have been raised

concerning the inclusion of individuals other than cancer patients in palliative care. These include how

to provide palliative care in a pandemic setting or alongside curative intended therapy in intensive

care and emergency medicine contexts. This reprint, “New Advances in Palliative Care”, highlights

recent advances and challenges in palliative care, addressing the inclusion of diverse patient groups in

palliative care, palliative care in pandemic times, telepalliative care, and the use of modern technology

in the field of palliative care. These articles will help guide researchers and clinicians from various

fields, as well as the policymakers, officials, and politicians who are responsible for public health

decisions and policies for the future.

Georg Bollig and Erika Zelko

Guest Editors
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Editorial

New Advances in Palliative Care—State of the Field, Its
Challenges and Advances at the End of the Year 2025

Georg Bollig 1,2,3,4,* and Erika Zelko 3,5,6
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Kerpener Str. 62, 50937 Köln, Germany
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4 Letzte Hilfe Deutschland gGmbH, 24837 Schleswig, Germany
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6 Institute for General Medicine, Medical Faculty, Johannes Keppler University, Altenberger Str. 69,

4040 Linz, Austria
* Correspondence: georg.bollig@helios-gesundheit.de

1. Introduction

In recent decades, palliative care has become an essential component of modern
healthcare systems. According to the World Health Organization (WHO), “Palliative care is
an approach that improves the quality of life of patients and their families facing problems
associated with life-threatening illness, through the prevention and relief of suffering by
means of early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual” [1]. Despite its recognized importance,
an estimated 56.8 million people worldwide require palliative care each year, while only
approximately 14% of those in need actually receive it [1]. This underlines the urgent
need to strengthen and expand palliative care services around the world. Today we know
that the need for palliative care is high, not only in cancer patients but also in patients
with chronic non-oncologic conditions [2]. Unfortunately, palliative care is still frequently
associated solely with imminent death or limited to oncology patients. Awareness remains
insufficient among both healthcare professionals and the general public that individuals
with other chronic, life-limiting conditions—as well as people from diverse ethnic, cultural,
and social backgrounds—may also significantly benefit from palliative care delivered by
community health services and specialized palliative care teams. To address these gaps, new
approaches that promote inclusivity and foster collaboration among communities, informal
carers, and healthcare professionals are essential. The Lancet Commission on the Value
of Death and a number of other experts have stated that there is a need to improve death
literacy, knowledge, and skills in palliative care and end-of-life care for everyone [3–6].
The COVID-19 pandemic further highlighted vulnerabilities in palliative care provision,
as established services were disrupted and innovative methods of care delivery had to
be developed. Digital solutions are often not fully implemented in palliative care and
there is a need for development of digital infrastructures in the field of palliative care [7].
Telehealth and telepalliative care emerged as important tools to maintain communication
and support patients and families during this unprecedented period [8–10]. Other new
ways of including technology in palliative care provision are in the pilot phase, as, for
example, the drone-based delivery of medication [11]. By the end of 2025, palliative care
has continued to evolve globally. When Cicely Saunders started the palliative care and

Healthcare 2026, 14, 206 https://doi.org/10.3390/healthcare14020206
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hospice movement in the 1960s, the first advances were the recognition of the needs of
seriously ill and dying people by healthcare professionals, establishing hospices as places
for both short-term and long-term palliative care, end-of-life care for those in need and of
course the efforts to provide symptom relief for distressing symptoms, first of all providing
access to opioids as morphine to treat pain and dyspnea. Later on, the focus broadened
to a number of diseases other than cancer and to an increased availability of palliative
care in the communities. Palliative Care and Palliative Medicine became in the course of
this recognized fields for nurses, physicians and other healthcare professionals. Today,
palliative medicine is recognized as a distinct medical specialty in some countries as Great
Britain and Australia, while in others like Germany and the USA remains a subspecialty.
In 2025, Dr. Balfour Mount—widely regarded as the father of palliative care in Canada
and the physician who coined the term “palliative care”—passed away [12], marking a
significant moment in the history of the field. His death reminds us to look back and
acknowledge the achievements already made in palliative care but also to focus on the
challenges that lie ahead. Looking back at the relatively short history of palliative care,
the most important recent developments in the field from our point of view have been the
early integration of palliative care in oncology, the expansion of the role of palliative care
for patients with other chronic life-limiting diseases than cancer and telepalliative care in
order to reach more people with specialized palliative care in rural areas or despite other
hindrances to personal treatment at home or in an outpatient clinic. The most important
gaps that should be addressed in the future include the knowledge about palliative care
provision for all in need, taking into account the increasing need for palliative care and the
demographic change, the broad implementation of early palliative care, how to improve
public awareness and inclusion of informal carers in palliative care provision at home, the
cooperation of professionals with lay people in compassionate communities and how to
include new technologies as telepalliative care in the best interest of patients, relatives and
healthcare professionals.

2. An Overview of Published Articles in This Special Issue

The aim of this Special Issue, “New Advances in Palliative Care”, is to highlight
recent developments and ongoing challenges related to the inclusion of diverse patient
groups, palliative care during pandemics, telepalliative care, and the integration of modern
technologies into palliative practice. The articles included in this Special Issue address a
broad spectrum of topics within this framework and reflect perspectives from patients,
relatives, volunteers, and healthcare professionals. Grimm et al. (contribution 1) present an
approach to improve end-of-life outcomes through a minimal invasive intervention (MINI),
which shows potential for enhancing patient-centered care and palliative care delivery
in acute hospital settings (contribution 2). In the context of primary palliative care in the
community, the role of primary healthcare professionals is crucial for identifying patient
needs and ensuring timely referral to specialist services when required (contribution 3).
Düzgün et al. highlight the potential contribution of university students as volunteers
within caring communities (contribution 4), emphasizing the value of civic engagement in
end-of-life care. Informal caregivers play a vital role in providing palliative and end-of-life
care at home and should be adequately supported by specialized palliative care teams and
through education for the public (contribution 5, contribution 12). Telehealth can serve as
an additional modality to support informal caregivers in the home setting (contribution 5).
However, caregivers’ needs are often insufficiently addressed, leaving them vulnerable to
emotional strain and financial burden (contribution 6). Hagen and Zelko demonstrate that
the likelihood of dying at home is strongly associated with the availability of home-based
healthcare services. Their registry-based study showed that patients with breast cancer and

https://doi.org/10.3390/healthcare14020206
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heart failure were more likely to die at home than patients with dementia (contribution 7).
This finding underscores the urgent need for broad implementation of caring communities
and equitable access to palliative care irrespective of diagnosis. MacAden and Muirhead in-
troduce the Dementia Education for Workforce Excellence (DEWE) program, an innovative
educational resource that promotes person- and relationship-centered dementia care across
all stages of the disease trajectory (contribution 8). Furthermore, a systematic review by
Farrukh et al. suggests that re-irradiation may prolong survival in patients with progressive
diffuse intrinsic pontine glioma as part of palliative treatment strategies (contribution 9).
Public awareness remains a cornerstone of effective palliative care delivery. Spary-Kainz
et al. demonstrate that public information campaigns can positively influence the home care
of seriously ill individuals (contribution 10). Herrera-Gomez et al. describe the challenges
connected to identifying palliative care needs and the referral to specialized palliative care
(contribution 11). Bollig et al. report on ten years of practical and scientific experience with
Last Aid Courses as means for Public Palliative Care Education. Educational measures like
the LAC can contribute to raise public awareness for the topics of death, dying, and grief
and may encourage lay people to participate in end-of-life care provision in the community.

3. Conclusions

Collectively, the contributions in this Special Issue enrich the growing body of pallia-
tive care knowledge grounded in practice, theory, and research from diverse global contexts.
They show that the cooperation between healthcare professionals, patients, relatives, and
lay people in a compassionate community approach can be a solution to provide palliative
care for more patients in need. Together, we have to strive to make palliative care available
for more people in need. As part of this collaboration and joint effort to improve palliative
care provision around the world, further research and sustained implementation efforts
are required to translate the scientific evidence into equitable, worldwide palliative care
provision. With the contributions in this issue, some knowledge gaps could be addressed,
as described above. Nevertheless, the field of palliative care practice and research has
to be developed further. Future directions for improvement in practice and research are
as follows:

� Early integration of Palliative Care;
� Make Palliative Care available everywhere for all in need;
� Public awareness and participation of lay persons in Palliative Care provision in

compassionate communities;
� New technologies to support Palliative Care (e.g., telepalliative care);
� Encourage an open public debate on assisted dying.

Although we know that early integration of palliative care in the course of different
diseases is meaningful, early integration is still lacking in many clinical situations. Up to
10% of patient visits in the Emergency Department are due to palliative care needs [13].
Early recognition of these needs can help to reduce symptom burden. More efforts are
needed to make early integration of palliative care a standard throughout healthcare, in-
cluding all emergency departments. As shown above, the overall need for palliative care
worldwide is much higher than the actual numbers of palliative care provision [1]. There-
fore, we need a combination of different measures in order to be able to address the future
palliative care needs worldwide. Based on the findings presented in this Special Issue and
our broader perspective, future challenges in palliative care include ensuring access for
all individuals in need and developing innovative models to support informal caregivers
both financially and through practical and psychological assistance. As articulated by
Kellehear, palliative and end-of-life care are “everybody’s business” [14]. His “95% rule”
emphasizes that seriously ill and dying individuals spend only about 5% of their final

https://doi.org/10.3390/healthcare14020206
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year of life in direct contact with healthcare services, while the remaining 95% depends
on informal caregivers—family members, friends, and community members—to provide
care [14]. Public awareness and contribution of lay people is urgently needed. One measure
to improve public knowledge is public palliative care education throughout society starting
already in school. The example of Last Aid Courses for the public is shown in contribution
12. These LACs can improve palliative care knowledge and encourage people to partic-
ipate in end-of-life provision in the model of compassionate communities (contribution
12) [14]. The integration of digitalization and new technologies as telepalliative care and
other technical innovations may help to provide palliative care for more people living in
rural areas without direct access to specialist palliative care [7–11]. Another important
challenge for the future is an open public debate about assisted suicide and the connection
to palliative care. In many countries, a number of people are for or against it. This is also
true for palliative care practitioners [15]. Therefore, an open debate of all people, including
healthcare professionals, ethicists, and politicians, is needed in order to find practical ways
to support people at the end of life. The availability of palliative care for everyone in need,
adequate funding of palliative care services [16], and the best possible symptom relief for
suffering patients are from our point of view the most important measures to address the
wish for assisted death.

To meet the increasing demand for palliative care within communities, enhanced
collaboration between lay people and healthcare professionals, supported by a caring
community approach, is essential. Telepalliative care holds significant promise, but further
research and practice-based models are needed to integrate this approach effectively into
routine care and community structures. When everyone contributes, we can collectively
strive to ensure compassionate care for all those in need.

Author Contributions: G.B. and E.Z. contributed equally to the conceptualization, curation, and
writing of this editorial. All authors have read and agreed to the published version of the manuscript.

Conflicts of Interest: The authors declare no conflicts of interest.
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Abstract: Background/Objectives: Early identification of terminally ill patients is crucial
for enhancing care, patient and care partner satisfaction, and healthcare staff confidence in
discussing disease trajectories. Yet, timely recognition remains challenging. To address this,
we developed a minimally invasive intervention (MINI) for general hospital wards. We
aimed to evaluate the MINI’s feasibility in facilitating an earlier identification of terminally
ill patients and improving patient reported outcomes in a hospital setting. Methods: This
prospective, two-arm pre-post intervention study at a university hospital evaluated the
MINI alongside usual care. Patient-reported outcomes, including quality of life (SF-12),
palliative care needs (IPOS), and functional status (ECOG), were collected at baseline and
every three months over 12 months. Participants were allocated to a control or intervention
group. Results: Of 188 patients identified using the Surprise Question, 58 completed the
baseline assessment. While physical functioning (SF-12 PCS) remained comparable, the
intervention group experienced clinically meaningful improvements in mental health (SF-12
MCS) at three months, with positive trends at six months. This group also showed a decline
in palliative care needs, reduced emotional symptoms, and improved performance status,
evidenced by significant differences in non-parametric analyses. These findings underscore
the MINI’s potential to significantly improve patient well-being. Conclusions: This pilot
study demonstrated the feasibility of the MINI and suggests it may foster meaningful
system-wide change in patient-centred care within acute hospital settings, leading to
improved patient outcomes and more confident healthcare staff in identifying terminally
ill patients. However, given the small sample size, these findings should be interpreted
with caution. Future research with larger cohorts and extended intervention periods is
warranted to fully elucidate the MINI’s impact and refine strategies for improving care for
terminally ill patients.

Keywords: terminal care; quality of life; patient care; hospitals; feasibility studies

1. Introduction

Palliative care is often only associated with the dying phase, but its scope is broader
than that [1–3]. It involves early planning and the consideration of the wishes and needs of
patients and their family and friends regarding care options and their preferred place of
death in their last year of life. It emphasizes enabling patients and their families to maintain
the highest possible quality of life until the end of their lives [2].

Healthcare 2025, 13, 2024 https://doi.org/10.3390/healthcare13162024
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On a global scale, the increasing prevalence of chronic, life-limiting conditions, in-
cluding cancer, cardiovascular diseases, respiratory diseases, and renal diseases, as well
as ageing populations, underscores the growing need for comprehensive palliative care
interventions within healthcare systems [4]. Terminally ill patients in their last year of life
face various imponderables [5]. Owing to the advanced and incurable nature of the disease,
care provision creates multidimensional treatment and delivery requirements, all of which
influence health-related quality of life and contribute to perceived suffering [6,7]. Although
evidence supports the need for palliative care in both cancer and non-cancer patients,
inequalities in communication and access to specialist palliative care persist [8]. Moreover,
late and non-empathetic communication about the prospect of death is associated with
distress, whereas empathic discussions are linked to fewer transitions in the last year of
life [9]. Data suggest that 40.7% to 96.1% of patients who die would benefit from palliative
care [10]. Early communication about the disease and care planning can improve quality of
life, increase patient autonomy, and enhance satisfaction [11].

Nevertheless, identifying patients in their last year of life, particularly those with
conditions other than cancer, remains challenging, leading to delays in palliative care
referral, unmet palliative care needs, and difficulties in shared decision making about
care options [12,13]. Consequently, patients’ wishes often remain unclear for too long [11].
Beyond patient outcomes, the quality of end-of-life care is profoundly influenced by the
well-being and engagement of family and friend caregivers. Understanding and supporting
caregivers by addressing aspects such as their quality of life [14], burden [15], self-efficacy,
confidence, and preparedness [16,17] is an integral part of comprehensive palliative care.

General hospital wards serve as critical checkpoints in the last year of life. In a
preceding study by our research team [5], 91% of terminally ill patients were hospitalized
at least once during their last year of life. This setting thus provides an ideal opportunity
to determine whether a patient is terminally ill and in need of palliative care and to
initiate appropriate care accordingly. Unfortunately, this opportunity is rarely seized. In
addition, satisfaction with general hospital services is the lowest among all healthcare
settings, particularly compared with nursing homes and home care [6,13]. Although 68% of
patients would have preferred to die at home, between 42% and 47% of deaths in Germany
occur in hospitals [5]. In most cases, deaths in the last year of life are not unexpected, but
result from previously diagnosed progressive diseases, the interaction of risk factors or
diseases (multimorbidity), or the end of a natural ageing process. Particularly for non-
cancer diseases, integration into palliative care structures may be delayed or absent [8].
Transitions from curative to palliative care are fluid. However, there is no consensus on
the optimal timing of palliative care integration, although earlier involvement is thought
to be most beneficial. Additional barriers include the life-sustaining culture of hospitals,
where preventing death is the norm, combined with budgetary and time constraints and
the absence of established standards for patients likely to die in the foreseeable future [18].

To improve care and satisfaction for terminally ill patients and their families while
enhancing healthcare professionals’ (HCPs) confidence and competence, we developed a
minimally invasive intervention (MINI) that incorporates simple yet effective clinical tools.
This intervention employs a two-sided, trigger-question-based approach involving HCPs,
patients, and family carers [6]. We aimed to evaluate the MINI’s feasibility in facilitating an
earlier identification of terminally ill patients and improving patient-reported outcomes
in a hospital setting. Specifically, using patient-reported outcome measures (PROMS),
we investigated key healthcare outcomes, including quality of life, palliative care needs,
and functional status in terminally ill patients. By promoting the early identification of
palliative care needs and fostering communication through collaborative decision making,
the MINI may address critical gaps in end-of-life care [2,12,19].
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2. Materials and Methods

2.1. Study Design

This phase II pilot study is part of the broader project “Last Year of Life Study Cologne—
Part 2 (LYOL-C-II)”. The study employs a prospective interventional design using a
mixed-methods approach in a pre-post structure divided into two phases, as detailed
in the study protocol [6]. This paper reports data collected from terminally ill patients
during the second phase. The effects of the intervention on hospital staff (Kasdorf et al., in
preparation [20]) and care partner data, including the Zarit Burden Interview [15] (Grimm
et al., in preparation [21]), are reported separately. Patient data were used to assess the
feasibility and potential of the minimally invasive intervention (MINI), alongside usual
care, to enhance patient-reported outcomes, including quality of life (SF-12 [22]), palliative
care needs (IPOS [23]), and functional status (ECOG [24,25]). The study was conducted in
accordance with the Declaration of Helsinki and received ethical approval from the Ethics
Commission of the Faculty of Medicine of Cologne University (20-1431). The trial is regis-
tered in the German Clinical Trials Register (DRKS00022378, registration date: 10 February
2021). This study was reported in accordance with the STROBE Statement for observational
studies [26]. The STROBE checklist can be found in the Supplementary Material.

2.2. Intervention and Study Procedure

The intervention was developed to facilitate the early identification of patients in their
last year of life and to prompt HCPs to revisit and revise the existing care plan. To this
end, it integrates the 12-month Surprise Question (SQ) (“Would I be surprised if this patient
died in the next 12 months?”) [27] and the Supportive and Palliative Care Indicators Tool
(SPICT-DE™) [28], both of which are concise, validated screening instruments designed to
flag individuals who may benefit for palliative services and guide advanced care planning
discussions. In addition, patients and their care partners received a “Conversation Guide for
Your Healthcare,” a question prompt sheet (QPS) intended to structure and enable dialogues
about prognosis, preferences, and care priorities for patients and their care partners [6].

Patients were allocated to either a control arm—receiving usual care and assessed
prior to implementation of the MINI—or an intervention arm, in which usual care was
supplemented by the MINI. In the control arm, a small team of senior physicians applied
the 12-month SQ, either individually or collaboratively to identify eligible patients. In the
intervention arm, all ward staff (physicians, nurses, and case managers) underwent a single
comprehensive 60–90 min training session that addressed core palliative care principles,
the rationale for early integration, and empathic communication techniques for discussing
terminal illness. After the training, staff used the SQ in conjunction with SPICT-DE™ to
screen all patients and encourage patients (and their care partners) to use the QPS during
discussions about care preferences and trajectories. A schematic overview of the MINI is
shown in Figure 1 (inspired by Afshar et al. [29]).

2.3. Recruitment Procedure

Recruitment for this prospective, two-arm pre-post intervention study followed a
four-step procedure:

1. Initial Screening: HCPs (medical and nursing staff) on participating wards (Ward
1, primarily treating non-cancer patients; Ward 2, cancer inpatients/outpatients)
identified eligible patients. This occurred during regular contact (visits and team
meetings) or with study personnel (researchers (JG, BW) or study nurse (LW)) present
at least twice weekly. Inclusion criteria were (a) patients who were identified via the
Surprise Question (“Would you be surprised if this patient died within 12 months?” to
which the answer was recorded as “no”) and the SPICT-DE™ tool; (b) aware of their
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incurable disease and limited prognosis; (c) aged ≥ 18 years; (d) capable of providing
informed consent; (e) cognitively able to participate; and (f) fluent in German;

2. Recruitment Log Completion: For each flagged patient, HCPs completed a stan-
dardized recruitment log and confirmed all inclusion criteria, especially the patient’s
awareness of their condition’s incurability;

3. Patient Contact Form: HCPs provided identified patients with a contact form to
indicate their willingness to be contacted by the study team. These forms were
securely collected by study personnel from the physician’s office. Study personnel
regularly contacted wards to ensure ongoing screening;

4. Informed Consent and Baseline: Study personnel retrieved forms, contacted inter-
ested patients, and provided detailed study information. If patients were interested,
the conversation guide (QPS) was distributed and their written informed consent was
obtained. Care partner contact details were also collected for burden assessment, with
this data to be published separately (Grimm et al., in preparation [21]). A baseline
assessment (T0) was scheduled only after consent was secured.

HCPs ask themselves or as a team (not in
front of the patient) during visits, team
meetings, or other moments of patient con-
tact:

“Would I be surprised if this patient died in the
next 12 months?”

 If no, the patient is eligible for the
study;

 If unsure, use the SPICT-DE™; identifi-
cation occurs if two or more indicators
are present (combined from general and
specific indicators);

 If yes, the patient is not yet
considered in their last year of life. In
consequence, the SQ should be asked
regularly due to dynamic disease pro-
gression.

Eligible patients (identi ed as “No”with SQ
or with at least two SPICT indicators) re-
ceived the conversation guide. Its use was
encouraged for their contact with HCPs or
when organizing their own care.

Figure 1. Illustration of the minimally invasive intervention (MINI).

2.4. Data Collection

The study, initially planned for 36 months starting May 2020, aimed to recruit 36 pa-
tients per group, totaling 72 participants [6]. Overall data collection spanned from February
2021 to August 2023. Recruitment for the control group (CG) in Ward 1 (non-cancer pa-
tients) started in February 2021, followed by the intervention group (IG) in April 2022.
In Ward 2 (cancer inpatients/outpatients), CG recruitment began in June 2021, with IG
recruitment in September 2022. Both concluded in August 2023.

Quantitative data were collected over 12 months for both CG and IG at five time
points: baseline (T0) at enrolment, and at 3 (T1), 6 (T2), 9 (T3), and 12 months (T4) post-
enrolment. Data were gathered through face-to-face interviews at the University Hospital,
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patients’ homes, or via telephone. Researchers read instructions and questions aloud,
and participants responded verbally. Interviews typically lasted 40–90 min, varying with
patient health and mood. In addition to quantitative data, field notes from HCPs, patients,
and relatives, as well as interview comments, provided qualitative insights. Due to various
implementation delays (discussed elsewhere), only T0 to T2 results will be compared for a
clearer analysis of control and intervention phases.

2.5. Measurements

Participant Characteristics. We collected patients’ sociodemographic and specific disease
characteristics at baseline (T0) and their preferred final place of care at each time point
(T0–T4). Reasons for non-participation were also assessed.

Potential effects. The primary patient outcome was self-reported quality of life (QoL)
using the “Short-Form Health Service (SF-12)” [22,30–32]. The SF-12 is commonly used for
measuring QoL using two norm-based summary scales (Physical Component Score, PCS-12;
Mental Component Score, MCS-12) with a population mean of 50 and a standard deviation of
10. The possible range for each score domain is 0–100, with higher scores indicating better
QoL. Further, we assessed palliative care needs using the “Integrated Palliative care Outcome
Scale (IPOS)”. It consists of a total sum scale (0–68) and three subscales (physical symptoms
(0–40), emotional problems (0–16), and communication and practical issues (0–12)) [23]. The
higher the score, the greater the need. Moreover, the functional status of the patients was
assessed during the survey by the respective interviewers. For this purpose, the “Eastern
Cooperative Oncology Group Performance Status (ECOG)” [24,25] was used with scores from 0
to 5, in which higher values indicate lower performance status.

2.6. Statistical Analysis

Data are presented as the mean ± standard deviation for continuous variables and
as counts (percentages) for categorical variables. Group differences were assessed using
independent samples t-tests for normally distributed data and Mann–Whitney U tests oth-
erwise, with normality being assessed via the Shapiro–Wilk test. A significance threshold
of α < 0.05 was used. No a priori dichotomization (“high” vs. “low”) was performed to
preserve validity in this exploratory pilot study. The intervention effects were evaluated
using linear mixed-effects models (LMMs) with restricted maximum likelihood (REML)
estimation and Satterthwaite approximation for degrees of freedom. Time was modelled as
a categorical factor with three levels (baseline, three months, and six months). Fixed effects
included group, time, group × time interaction, gender, ward, and age (mean-centred),
with categorical predictors being dummy-coded (reference: intervention group, six months,
male, gynecology ward). Random intercepts were specified for each participant and an
AR(1) residual covariance structure was applied. Random slopes and alternative structures
were tested but were omitted due to convergence issues. Missing data in this pilot were doc-
umented at each time point and handled under the missing at random (MAR) assumption
via likelihood-based REML to include participants with partial data. Due to the exploratory
nature of the pilot study, formal multiplicity adjustment (e.g., Bonferroni corrections) was
omitted to avoid obscuring potentially meaningful associations. To mitigate potential
selection bias from screening, we used standardized screening logs. All analyses were
conducted using SPSS version 28. Qualitative comments and field notes were analyzed
following the approach outlined by Miles et al. [33].
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3. Results

3.1. Allocation and Dropout

A total of 188 patients were identified using the Surprise Question within the control
and intervention phase. Of these, 110 met the formal inclusion criteria, of whom 66 signed
the informed consent form. However, only 58 started the baseline assessment. Among
these, 33 (56.9%) were control participants and 25 (43.1%) were intervention participants.
This corresponds to an overall participation rate of 50.9%, with rates of 55.2% for the
control group and 42.86% for the intervention group. In the control phase, 88 patients
were identified using the SQ, with 49 patients on the non-cancer ward and 39 patients
on the cancer ward. Despite more non-cancer patients being initially identified, slightly
more cancer patients eventually participated. In the intervention phase, the distribution
was comparable: 47 of the 100 identified patients were on the non-cancer ward, and 50
were on the cancer ward. Despite this balance, a higher proportion of cancer patients
participated in the study (18 vs. 6). The non-participation of patients was attributed
to various reasons: a lack of interest (33.8%), emotional or physical exhaustion (28.4%),
cognitive impairment (18.9%), death (6.8%), and other reasons (12.2%). Figure 2 provides
allocation and dropout details.

Figure 2. Flowchart with allocation and dropout details with classification of attrition based on
Higginson et al. [34,35] (attrition due to death (ADD), attrition due to illness (ADI), attrition at
random (AaR)); *** attrition due to end of study period.

3.2. General Sample Characteristics at Baseline

A total of 79.3% of the patients were female and 20.7% were male. The proportion of
women outnumbered men in both the control and intervention groups (75.8% and 84%,
respectively). At baseline, the mean age of the patients was 63.28 years ± 13.43, with the
mean age of the control patients being marginally higher (64.76 years ± 13.63 years) than
that of the intervention patients (61.32 years ± 13.17 years). Male patients were on average
approximately 10 years older. Gender differences in age were greater in the intervention
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group, with a mean age of 48 years for female intervention participants compared to
72 years for male intervention participants. A total of 67% of patients in the control group
and 56% in the intervention had a nursing care grade. If patients had a nursing care grade,
they were more likely to have a higher care grade, i.e., care grades 2–4, and, thus, were
more dependent on help (Spearman’s p = 0.636, p < 0.001). The majority of patients stated
that they had known about their underlying disease for at least one year or longer (82.5%).
In the control group, 12.1% had known about their illness for at least one month but less
than six months. In the intervention group, 8.3% stated that they had only learnt about their
illness 24 h ago. Looking at the distribution of the underlying disease, more participants
had cancer (60.3%). The patients consistently preferred their own home or a hospice as
their final place of care. Approximately 21.4% of patients reported experiencing financial
hardship due to their illness; however, a greater proportion of control patients reported
this issue (31.3% vs. 8.3%). Details are shown in Table 1.

Table 1. Sample characteristics of both control and intervention patients (n = 58).

Characteristics Control n (%) M (SD) Intervention n (%) M (SD) Total n (%) M (SD)

Care partner enrolled in study
No 18 (52.9) 19 (73.1) 37 (61.7)
Yes 16 (47.1) 7 (26.9) 23 (38.3)

Care setting of recruitment
Internal medicine unit 16 (48.5) 7 (28.0) 23 (39.7)
Gynecological inpatient unit 4 (12.1) 2 (8.0) 6 (10.3)
Gynecological outpatient unit 13 (39.4) 16 (64.0) 30 (50.0)

Highest school qualification *
High school or lower 12 (36.4) 10 (43.5) 22 (39.3)
Vocational degree 14 (42.4) 7 (30.4) 21 (37.5)
University degree 7 (21.2) 6 (26.1) 13 (23.2)

Age 64.76 ± 13.63 61.32 ± 13.17 63.28 ± 13.43

Sex
Female 25 (75.8) 21 (84.0) 46 (79.3)
Male 8 (24.2) 4 (16.0) 12 (20.7)

Relationship status
Single 2 (6.1) 7 (29.2) 9 (15.8)
Married/civil partnership 19 (57.6) 12 (50.0) 31 (53.6)
Divorced 7 (21.2) 2 (8.3) 9 (15.8)
Widowed 5 (15.2) 3 (12.5) 8 (14.0)

Religion (NA 2)
None 6 (18.8) 6 (25.0) 12 (21.4)
Christianity 24 (75.0) 18 (75.0) 42 (75.0)
Islam 2 (6.3) 0 (0.0) 2 (3.6)

Employment
No 25 (78.1) 16 (80.7) 40 (71.4)
Currently on sick leave 3 (9.4) 4 (16.7) 7 (12.5)
Yes 4 (12.5) 4 (16.7) 8 (14.3)

Children (NA 1)
No 4 (12.1) 8 (33.3) 12 (21.1)
Yes 29 (87.9) 16 (66.7) 45 (78.9)
1 10 (31.3) 4 (16.7) 14 (25.0)
2 10 (31.1) 9 (37.5) 19 (33.9)
3 or more 8 (25.0) 3 (12.5) 11 (19.6)

Living situation (NA 1)
Living alone 6 (18.2) 9 (37.5) 15 (26.3)
Living with another person 27 (81.8.4) 15 (62.5) 42 (73.7)
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Table 1. Cont.

Characteristics Control n (%) M (SD) Intervention n (%) M (SD) Total n (%) M (SD)

Care Grade ** (NA 1)
No 10 (30.3) 11 (45.8) 21 (36.8)
Yes 23 (69.7) 13 (54.2) 36 (63.2)
Care grade 1 1 (3.0) 1 (4.2) 2 (3.5)
Care grade 2 8 (24.2) 2 (8.3) 10 (17.5)
Care grade 3 11 (33.3) 5 (20.8) 16 (28.1)
Care grade 4 3 (9.1) 4 (16.7) 7 (12.3)
Unsure 0 (0.0) 1 (4.2) 1 (1.8)
Planned/applied for 2 (6.1) 0 (0.0) 2 (3.5)

Knowledge about incurability
(NA 3)
<24 h 0 (0.0) 2 (8.7) 2 (3.6)
1 week to <1 month 0 (0.0) 1 (4.3) 1 (1.8)
1 to <6 months 4 (12.5) 1 (4.3) 5 (9.1)
6 months to <1 year 1 (3.1) 0 (0.0) 1 (1.8)
≥1 year 27 (84.4) 19 (82.6) 47 (86.6)

Financial problems
No 16 (50.0) 14 (58.3) 30 (51.7)
Rather not 2 (6.3) 4 (16.7) 6 (10.3)
Rather yes 4 (12.5) 3 (12.5) 7 (12.1)
Yes 10 (31.3) 2 (8.3) 12 (21.4)
Not sure 0 (0.0) 1 (4.2) 1 (1.8)

Note: NA = no data; M = mean; SD = standard deviation. * School qualification based on German system.
** Nursing care grades are used in the German care system to classify people’s dependency on care as follows:
1. slight impairment of independence; 2. considerable impairment of independence; 3. severe impairment of
independence; 4. most severe impairment of independence; 5. most severe impairment of independence with
special requirements for nursing care.

3.3. Self-Reported Health-Related Quality of Life with the Short-Form Health Service (SF-12)
3.3.1. Physical Component Score

The mean physical quality of life of patients was found to be low (see Figure 3 and
Table 2). Across both groups and at each time point, the data were found to be below the
average German standard sample mean of 48.22 ± 8.77. At baseline (T0), the mean PCS for
the intervention group was marginally higher (M = 33.40, SD = 5.50) in comparison to the
control group (M = 31.34, SD = 5.53). However, these differences were not significant for
the PCS between the intervention group and the control group (t(56) = −1.246, p = 0.109).
Following a three-month period (T1), both groups demonstrated a slight increase in their
scores, with the intervention group continuing to report higher scores (M = 35.14, SD = 7.20)
in comparison to the control group (M = 32.54, SD = 6.51).

The differences were not significant (t(28.621) = −1.081, p = 0.142). At the six-month
follow-up (T2), both groups demonstrated a decline in PCS, with the intervention group
reporting an average score of M = 29.74 (SD = 4.93) and the control group exhibiting
an average score of M = 29.24 (SD = 5.54). Comparable to the T0 and T1 results, these
differences did not reach statistical significance (t(18) = −0.590, p = 0.281).

A linear mixed-effects model was used to compare the PCSs at baseline, three months,
and six months between the control and intervention groups. The group × time interaction
was not significant (F(2, 49.06) = 0.02, p = 0.977, see Table 2B), indicating no differential
effects over time. There was a significant effect of time (F(2, 47.70) = 4.00, p = 0.025),
with PCS being higher at baseline and three months than at six months. However, nei-
ther of these contrasts reached significance (β T0 vs. T2 = 2.64, p = 0.233; β T1 vs. T2 = 3.48,
p = 0.111, see Table 2A). No significant main effect of group was found (F(1, 60.78) = 0.44,
p = 0.511). Among the covariates, only ward was significant, with patients in the internal
medicine ward scoring, on average, 4.45 points lower than those in the gynecology ward
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(F(1, 54.69) = 5.04, p = 0.029; β = –4.45, p = 0.029). The random intercept variance was 11.20
and residual variance was 20.44 (ICC ≈ 0.35). The AR(1) autocorrelation was low (ρ = 0.17,
p = 0.692, see Table 2C).

Figure 3. Average physical component scores for control and intervention groups (n = 58); the higher
the score, the better the patient’s physical quality of life.

Table 2. Mixed-effects model results for the SF-12 physical component score (PCS).

A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value p-Value 95% CI

Intercept 35.53 2.98 86.82 11.26 <0.001 [27.61, 39.44]
Group

(control) –1.16 2.55 79.50 –0.46 0.650 [–6.23, 3.91]

Time
(T0 vs. T2) 2.64 2.17 30.96 1.22 0.233 [–1.79, 7.08]

Time
(T1 vs. T2) 3.48 2.15 60.86 1.62 0.111 [–1.82, 7.79]

Group × Time (control × T0) 0.09 2.64 28.10 0.03 0.974 [–5.32, 5.49]
Group × Time (control × T1) 0.45 2.62 59.06 0.17 0.865 [–4.80, 5.69]

Gender
(female) –1.88 2.16 55.28 –0.87 0.387 [–6.20, 2.44]

Ward (internal medicine) –4.45 1.98 54.69 –2.24 0.029 * [–8.43, –0.48]
Age −0.03 0.06 45.33 −0.42 0.675 [–0.15, 0.10]

B. Type III Tests of Fixed Effects

Parameters Num df Den df F p-value

Group 1 60.78 0.44 0.511
Time 2 47.70 4.00 0.025 *

Group × Time 2 49.06 0.02 0.977
Gender 1 55.28 0.76 0.387
Ward 1 54.69 5.04 0.029 *
Age 1 45.33 0.18 0.675

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI

Random-intercept variance 11.20 11.70 [1.44, 86.85]
Residual variance 20.44 10.77 [7.28, 57.38]

AR(1) 0.17 0.44 [–0.61, 0.79]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient. * p < 0.05. Reference
categories: Group = intervention; Time = T2 6 months; Gender = male; Ward = gynecology.
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3.3.2. Mental Component Score (MCS)

At baseline (T0), the control group (M = 38.63, SD = 7.53) and the intervention group
(M = 38.09, SD = 7.25) showed no significant difference in MCS (t(56) = −0.287, p = 0.388).
After three months (T1), the intervention group (M = 42.03, SD = 4.82) reported signifi-
cantly higher MCSs than the control group, indicating a better QoL (M = 38.10, SD = 7.06,
t(29.691) = −1.894, p = 0.034). At six months (T2), the intervention group continued to
report higher MCSs (M = 44.67, SD = 6.24) compared to the control group (M = 39.68,
SD = 7.27), although the difference was not statistically significant (t(18) = −1.525, p = 0.071).
Both groups showed below-average MCSs compared to the German standard sample mean
(for 1998) of 51.41 ± 8.55 (see Figure 4).

Figure 4. Average mental component scores for control and intervention groups (n = 58); the higher
the score, the better the mental quality of life.

An LMM compared MCSs between the control and intervention groups at base-
line, three months, and six months. The group × time interaction was not sig-
nificant (F(2, 55.34) = 2.00, p = 0.146, see Table 3B), indicating no difference be-
tween the groups over time. The main effect of time was also not significant (F(2,
54.25) = 2.24, p = 0.116), although baseline scores were lower than 6-month scores
(β T0 vs. T2 = –6.21, p = 0.032, see Table 3A). There were also no significant main ef-
fects of group (F(1, 51.64) = 1.58, p = 0.215) and none of the covariates were signif-
icant (all p > 0.05). The random intercept variance was 19.04 and the residual vari-
ance was 31.88 (ICC ≈ 0.37). The AR(1) autocorrelation was non-significant (ρ = –0.20,
p = 0.433, see Table 3C).
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Table 3. Mixed-effects model results for the SF-12 mental component score (PCS).

A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value Sig. 95% CI

Intercept 43.97 3.75 86.39 11.72 <0.001 [36.51, 51.42]
Group

(control) −4.49 3.28 79.41 −1.37 0.175 [−11.01, 2.04]

Time
(T0 vs. T2) −6.21 2.79 39.95 −2.23 0.032 * [−11.85, 0.57]

Time
(T1 vs. T2) −2.45 3.04 56.84 −0.81 0.424 [−8.55, 3.64]

Group × Time (control × T0) 5.52 3.71 38.02 1.64 0.110 [−1.30, 12.34]
Group × Time (control × T1) 1.18 3.76 53.67 0.32 0.754 [−6.36, 8.72]

Gender
(female) 0.47 2.64 53.38 0.18 0.859 [−4.82, 5.76]

Ward (internal medicine) −0.52 2.41 51.50 −0.22 0.830 [−5.36, 4.32]
Age 0.037 0.07 39.47 0.51 0.611 [−0.12–0.18]

B. Type III Tests of Fixed Effects

Parameters Num df Den df F p-value
Group 1 51.64 1.58 0.215
Time 2 54.25 2.24 0.116

Group × Time 2 55.34 2.00 0.146
Gender 1 53.38 0.03 0.859
Ward 1 51.50 0.05 0.830
Age 1 39.47 0.26 0.611

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI

Random-intercept variance 19.04 7.41 [7.71, 47.03]

Residual variance 31.88 7.41 [20.21,
50.27]

AR(1) −0.20 0.26 [−0.62, 0.31]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient; * p < 0.05. Reference
categories: Group = intervention; Time = T2 6 months; Gender = male; Ward = gynecology.

3.4. Palliative Care Needs Using the Integrated Palliative Care Outcome Scale (IPOS)
3.4.1. IPOS Number of Physical, Emotional, and Communication Problems

At baseline, both the control and intervention patients reported on average having
11 out of 17 possible problems, encompassing physical or emotional symptoms as well as
communication or practical issues (control: SD = 2.59, range = 6–14; intervention: SD = 2.74,
range = 5–15). Over time, the average number of reported problems decreased for both
groups, although no significant differences were observed.

3.4.2. IPOS Total Scores

The IPOS scores for the control group initially demonstrated a decline, followed by an
upward trajectory. In contrast, the intervention group exhibited a pronounced downward
trend, indicating better symptom management, especially from the baseline to the three-
month follow-up, as seen in Figure 5.

The Mann–Whitney U tests revealed that, at all three time points, the control patients
had significantly higher total sum scores than the intervention patients, indicating greater
palliative care needs in the control group (t0: U = 250.000, Z = −2.415, p = 0.008; t1:
U = 83.500, Z = −1.865, p = 0.031, t2: U = 21.500, Z = −2.055, p = 0.020). In particular, the
IPOS scores for the control group initially declined and subsequently increased, whereas
the intervention group exhibited a pronounced downward trend—most notably from the
baseline to the three-month follow-up (see Figure 5).
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Figure 5. Average IPOS total scores for the control and intervention group (n = 58); the higher the
score, the higher potential palliative care needs.

An LMM revealed no significant group × time interaction (F(2, 47.68) = 0.45, p = 0.638,
see Table A2) or main effect of time (F(2, 46.74) = 1.91, p = 0.159). However, there was a
significant main effect of group (F(1, 56.79) = 6.43, p = 0.014), with control patients scoring
on average 8.8 points higher than the intervention group (β = 8.77, p = 0.030). None of
the covariates were significant (all p > 0.05), though there was a positive trend for age
(p = 0.068). Variance component estimates indicated modest between-subject variability
(random intercept variance = 8.89, residual variance = 85.90, ICC ≈ 0.09) and non-significant
AR(1) autocorrelation (ρ = 0.62, p = 0.113).

3.4.3. IPOS Subscale for Physical Symptoms

The Mann–Whitney U test revealed a significant difference at three months, with the
control group reporting higher physical symptom scores (U = 83.000, Z = −1.886, p = 0.030;
see Figure 6). A linear mixed-effect model showed a trend for the group × time interaction
towards significance (F(2, 39.82) = 3.13, p = 0.055; see Table 4B). There was no main effect of
time (F(2, 39.19) = 0.98, p = 0.384). Pairwise contrasts relative to the six months reference
indicated higher scores at baseline (β = 3.75, p = 0.071) and at three months (β = 0.60,
p = 0.747; see Table 4A), neither of which reached significance. The omnibus test for group
was marginal (F(1, 55.48) = 3.43, p = 0.069), but the specific group contrast was significant,
with control patients scoring 5.71 points higher on average than intervention patients
(β = 5.71, p = 0.039). None of the covariates were significant (all p > 0.05), although age
showed a trend towards significance (p = 0.085). Variance component estimates indi-
cated substantial between-subject variability (random intercept variance = 29.31, residual
variance = 21.62, ICC ≈ 0.58). The AR(1) autocorrelation was non-significant (ρ = 0.38,
p = 0.381; see Table 4C).
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Figure 6. Average values for the IPOS subscale for physical symptoms (n = 58); the higher the score,
the higher perceived physical symptom burden.

Table 4. Mixed-effects model results for the IPOS physical symptoms subscale.

Pannel A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value Sig. 95% CI

Intercept 9.06 3.65 67.61 2.48 0.016 * [−1.77, 16.34]
Group

(control) 5.71 2.72 85.11 2.10 0.039 * [0.31, 11.12]

Time
(T0 vs. T2) 3.75 2.00 29.96 2.87 0.071 [−0.34, 7.84]

Time
(T1 vs. T2) 0.60 1.86 50.69 0.32 0.747 [−3.14, 4.35]

Group × Time (control × T0) −5.13 2.50 27.76 −2.05 0.050 [−10.25, −0.01]
Group × Time (control × T1) −1.24 2.30 49.61 −0.54 0.594 [−5.86, 3.39]

Gender
(female) 1.95 2.94 50.28 0.67 0.509 [−3.95, 7.85]

Ward (internal medicine) 0.05 2.69 49.74 0.02 0.984 [−5.34, 5.45]
Age 0.15 0.08 45.00 1.76 0.085 [−0.02, 0.31]

Panel B Type III Tests of Fixed Effects

Parameters Num df Den df F p-value

Group 1 55.48 3.43 0.069
Time 2 39.19 0.98 0.384

Group × Time 2 39.82 3.13 0.055
Gender 1 50.28 0.44 0.509
Ward 1 49.74 0.00 0.984
Age 1 45.00 3.11 0.085

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI
Random-intercept variance 29.31 17.46 [9.12, 94.21]

Residual variance 21.62 14.83 [5.63, 82.95]
AR(1) 0.38 0.43 [−0.53, 0.88]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient; * p < 0.05. Reference
categories: Group intervention; Time = T2 6 months; Gender = male; Ward = gynecology.
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3.4.4. IPOS Subscale for Emotional Symptoms

The control group showed higher mean scores for the subscale for emotional symp-
toms compared to those in the intervention group. These differences were statistically
significant at baseline (U = 182.000, z = −3.525, p < 0.001) and at six-month follow-up (U =
19.000, z = −2.257, p = 0.023) (see Figure 7).

Figure 7. Average values for the IPOS subscale for emotional symptoms (n = 58); the higher the score,
the higher perceived emotional symptom burden.

A linear mixed model revealed no significant group × time interaction (F(2, 55.92) = 0.78,
p = 0.466, see Table 5B). There was also no main effect of time (F(2, 54.31) = 1.33, p = 0.272).
The omnibus test revealed a significant main effect for group (F(1, 49.20) = 10.44, p = 0.002),
though the specific contrast trended towards significance only (β = 2.76, p = 0.075, see
Table 5A). None of the covariates were significant (all p > 0.05). Variance component
estimates (Table 5C) showed a residual variance of 11.29 and a random-intercept variance
of 0.37 (ICC ≈ 0.03). The AR(1) autocorrelation was non-significant (ρ = 0.37, p = 0.387).

Table 5. Mixed-effects model results for the IPOS subscale emotional symptoms.

A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value Sig. 95% CI

Intercept 5.90 1.76 71.98 3.35 0.001 [2.39, 9.41]
Group
(control) 2.76 1.54 99.25 1.80 0.075 [−0.29, 5.81]

Time (T0 vs. T2) 0.30 1.36 40.59 0.22 0.825 [−2.45, 3.05]
Time (T1 vs. T2) 0.06 1.30 64.24 0.05 0.963 [−2.53, 2.65]
Group × Time
(control × T0) 0.84 1.70 36.50 0.49 0.625 [−2.60, 4.28]

Group × Time
(control × T1) −0.70 1.62 60.09 −0.43 0.668 [−3.93, 2.54]

Gender
(female) −0.51 1.30 49.04 −0.39 0.699 [−3.11, 2.10]

Ward (internal
medicine) −0.58 1.18 50.54 −0.49 0.625 [−3.00, 1.80]

Age 0.02 0.04 38.81 0.45 0.653 [−0.06, 0.09]
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Table 5. Cont.

B. Type III Tests of Fixed Effects

Parameters Num df Den df F p-value
Group 1 49.20 10.44 0.002 *
Time 2 54.31 1.33 0.272
Group × Time 2 55.93 0.78 0.466
Gender 1 49.04 0.15 0.699
Ward 1 50.54 0.24 0.625
Age 1 38.81 0.21 0.653

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI

Random-
intercept
variance

0.37 0.43 [−0.53, 0.88]

Residual
variance 0.37 8.00 [0, 5.73 × 1015]

**
AR(1) 11.29 8.00 [2.83, 45.05]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient; * p < 0.05. Reference
categories: Group = intervention; Time = T2 6 months; Gender = male; Ward = gynecology. ** Variance CIs are
Wald-type (estimate ± 1.96 × SE), truncated at zero, with large upper bounds shown in scientific notation.

The qualitative data (field notes) also revealed emotional concerns held by the patients.
In particular, some patients expressed the wish to not think about their illness all the time.
One patient mentioned the following:

“I don’t want to have anything else besides therapy. Otherwise, it’s too much. I’d like
to be able to stop thinking about my illness.” (Pat_KG_FC4). (extracted as free text
comments).

3.4.5. IPOS Subscale for Communication and Practical Issues

In the subscale pertaining to communication and practical issues, the control pa-
tients exhibited slightly higher average scores at baseline in comparison to the interven-
tion patients (M = 5.781 vs. M = 4.160), suggesting more prevalent issues in the control
group within this domain. The observed difference at baseline was statistically significant
(U = 259.000, Z = −2.303, p = 0.010).

At three months (T1), the intervention patients showed an increase in their scores
(M = 4.889), indicating a greater need in this area, while control patients exhibited a decrease
(M = 5.133). However, the observed difference at T1 was not statistically significant
(U = 134.500, Z = −0.018, p = 0.497).

By six months (T2), the intervention patients demonstrated a notable decrease in re-
ported communication and practical issues (M = 3.857), whereas the control patients’ scores
remained relatively stable (M = 5.143). The difference at T2 was statistically significant,
with lower scores indicating fewer issues in the intervention group compared to the control
group (U = 24.500, Z = −1.870, p = 0.029) (see Figure 8).

To further examine these differences while accounting for potential confounders, we
conducted a linear mixed-effects model. The LMM did not reveal a significant group × time
interaction (F(2, 57.67) = 2.44, p = 0.096). There were also no significant main effects of group
(F(1, 42.60) = 2.08, p = 0.157) or time (F(2, 56.31) = 0.47, p = 0.626). None of the covariates
were significant (all p > 0.05). Variance component estimates showed a residual variance of
4.20 and a random intercept variance of 0.75 (ICC ≈ 0.15). The AR(1) autocorrelation was
non-significant (ρ = 0.06, p = 0.872; see Table A3).
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Figure 8. Average scores for the IPOS subscale for communication and practical issues (n = 58); the
higher the score, the more perceived communication and practical issues.

The qualitative data revealed the communication challenges experienced by patients,
aligning with the quantitative findings. In particular, some patients expressed difficulties in
discussing their end-of-life care preferences and concerns with their families. For example,
one patient shared the following:

“Can I do that to my wife, having her care for me at home until the end? I would rather
die at home than in a nursing home or something like that, but I don’t even dare to
think about it or talk to her about it just yet” (PAT_KG_CP15). (extracted as free text
comments).

Another key concern raised by the patients was the need for continuous care from
a fixed contact person to discuss problems and receive necessary information. A patient
described their experience as follows:

“Although I’ve tried to discuss my worries and fears, it hasn’t worked because I always
see someone else. The main contact person is good, but you hardly see them as a patient
because they have so little time. The constant change of doctors makes you feel like a
number, so you can’t really talk about your fears.” [...] (PAT_IG_KR4). (extracted as
free text comments).

3.5. Cooperative Oncology Group (ECOG) Performance Status

The data indicate that, on average, patients in the control group had poorer perfor-
mance scores and were potentially more reliant on assistance from others. While the mean
ECOG scores of the intervention patients showed a slight decline, those of the control pa-
tients remained relatively stable between T1 and T2. A significant difference was observed
between the control and intervention mean scores at three months (U = 77.000, Z = −2.234,
p = 0.011) and six months (U = 21.000, Z = −2.054, p = 0.044). See Figure 9.

In addition, a linear mixed model revealed no significant group × time interaction
(F(2, 44.48) = 1.32, p = 0.278; see Table 6B) or time effect (F(2, 44.00) = 0.95, p = 0.394). There
was a trend towards a main effect of group (F(1, 56.03) = 3.04, p = 0.087). The specific group
contrasts were significant (β = 0.78, p = 0.040; see Table 6A), with control patients scoring
0.78 points higher (i.e., worse PS) than intervention patients. Among the covariates, only
ward was significant (β = 1.05, p = 0.004), indicating poorer PS in the internal medicine
ward. Variance components revealed substantial between-patient variability (residual
variance = 0.32, random intercept variance = 0.54, ICC ≈ 0.63) and a non-significant AR(1)
autocorrelation (ρ = 0.19, p = 0.561; Table 6C).
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Figure 9. Average functional status of control and intervention group (n = 58); the higher the
performance status (0–4), the lower the functional status.

Table 6. Mixed-effects model results for ECOG performance score.

Pannel A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value p-Value 95% CI

Intercept 1.19 0.50 69.92 2.39 0.020 * [0.20, 2.18]
Group

(control) 0.78 0.37 85.60 2.09 0.040 * [0.04, 1.51]

Time
(T0 vs. T2) 0.45 0.28 36.51 1.61 0.115 [−0.12, 1.02]

Time
(T1 vs. T2) 0.24 0.27 51.66 0.87 0.386 [−0.31, 0.79]

Group × Time (control × T0) −0.55 0.34 34.35 −1.62 0.115 [−1.25, 0.14]
Group × Time (control × T1) –0.43 0.33 50.51 –1.30 0.200 [−1.10, 0.24]

Gender
(female) −0.02 0.39 51.18 −0.04 0.970 [−0.80, 0.77]

Ward (internal medicine) 1.05 0.35 51.01 3.00 0.004 * [0.35, 1.74]
Age 0.00 0.01 45.79 0.37 0.712 [−0.02, 0.03]

Panel B. Type III Tests of Fixed Effects

Parameters Num df Den df F p-value
Group 1 56.03 3.04 0.087
Time 2 44.00 0.95 0.394

Group × Time 2 44.48 1.32 0.278
Gender 1 51.18 0.00 0.970
Ward 1 51.01 9.02 0.004 *
Age 1 54.79 0.14 0.712

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI

Random-intercept variance 0.54 0.19 [0.27, 1.09]
Residual variance 0.32 0.13 [0.15, 0.71]

AR(1) 0.19 0.34 [−0.45, 0.71]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient; * p < 0.05. Reference
categories: Group = intervention; Time = T2 6 months; Gender = male; Ward = gynecology.

4. Discussion

Our study evaluated the feasibility of implementing the MINI in two general uni-
versity hospital wards with the primary objective of facilitating an earlier identification
of terminally ill patients. This aimed to improve patient outcomes and foster sensitive,
early communication regarding disease. We hypothesized that the intervention would
enhance patient-reported outcomes, and our findings suggest a discernible positive trend
supporting this. The intervention group demonstrated a greater improvement in their men-
tal quality of life and generally exhibited a superior ECOG performance status. Conversely,

23



Healthcare 2025, 13, 2024

the control group exhibited higher total IPOS scores, indicating a greater symptom burden,
particularly in the physical and emotional domains. Although the intervention group
initially reported more communication and practical issues, a marked improvement was
observed by the six-month mark, suggesting potential long-term benefits even if short-term
gains were less pronounced.

4.1. Allocation and General Sample Characteristics

In the control group, only senior physicians were asked the Surprise Question (SQ),
whereas in the intervention group, all medical and nursing staff were instructed to do so.
Additionally, the intervention phase introduced SPICT-DETM and an information hour,
aiming to involve more staff and increase their awareness of palliative needs. These changes
likely contributed to baseline differences between the two groups.

Identifying limited life expectancy appeared to be more straightforward for cancer
patients, reflected in the intervention group’s higher identification rate among this popula-
tion. However, inviting more severely burdened patients also led to more individuals being
too ill or dying before giving consent, especially in the non-cancer setting. Contrary to
initial assumptions, broadening responsibility sometimes reduced ownership: recruitment
declined once senior physicians were less involved. This “diffusion of responsibility” [36]
highlights the importance of a designated lead, such as a senior physician, to effectively
distribute responsibility. A higher proportion of female patients participated in both phases,
largely due to recruitment from a gynecological ward. We deliberately included both a
non-cancer ward and a cancer ward to address known gaps in early palliative identification,
which is often pronounced in oncology [37,38] and among patients with chronic diseases.
By covering both wards, we aimed to strengthen healthcare outputs for both cancer and
non-cancer patients and expose systemic barriers to timely referral.

Finally, a greater proportion of patients in the intervention group reported having
earlier knowledge of their condition’s incurability. The MINI’s systematic screening and
proactive communication likely encouraged staff to speak directly with patients about their
health status, aligning with studies indicating that training and a supportive environment
facilitate earlier prognostic disclosure [39,40]. Moreover, the hospital context may have
normalized these conversations, as staff were urged to identify terminally ill patients and
address their diagnosis [41], and admission itself can serve as an opportunity to identify
patients approaching the end of their life [5]. However, factors beyond the MINI, such as
ward culture, physician communication styles, and individual patient circumstances, also
affect when patients learn of their condition’s incurability.

4.2. Outcome Measures
4.2.1. SF-12

In both groups, PCSs were consistently below the German standard mean (48.22 ± 8.77),
reflecting their advanced disease status and the progressive nature of their disease. Neither
the intervention nor the control group showed a distinct advantage in PCS at any time
point, suggesting that, within this sample, the intervention did not confer a measurable
benefit in terms of physical functioning over and above usual care. However, the initial
improvement from T0 to T1 may highlight a short-term positive effect—whether from
increased attention, symptom management, or other supportive measures. Disease pro-
gression likely overshadowed any gains in physical functioning over time, highlighting the
need for robust symptom management and rehabilitation strategies alongside psychosocial
interventions [42–44]. In contrast to the PCS, the MCS results showed more promising
trends. In independent samples t-tests, the intervention group’s MCS increased signifi-
cantly from baseline to three months and remained higher at six months, though this latter
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difference did not reach statistical significance. However, in the mixed-model analysis, no
significant treatment effect emerged, likely due to the small sample size and limited statisti-
cal power. Nevertheless, the MINI’s emphasis on earlier identification and communication
about palliative needs may have bolstered patients’ sense of control, reduced anxiety, and
improved coping, even if these benefits were not fully captured. Contrary to common
concerns, talking about problems and illnesses and planning care can improve QoL [11].
Engaging both medical and nursing staff likely offered emotional and informational sup-
port, dispelling misconceptions and improving the overall mental well-being of patients
and their caregivers. Overall, these findings are in line with other studies and suggest
that while physical quality of life may remain relatively stable or even decline in the face
of advancing illness, mental quality of life can be positively influenced by interventions
that focus on issues beyond the patient’s physical status and emphasize communication,
emotional support, and early palliative care planning [43,45].

4.2.2. IPOS

The IPOS provides a comprehensive view of patients’ palliative care needs including
physical, emotional, and communication issues. Both groups reported multiple problems
at baseline, reflecting the high burden of terminal illnesses. The results indicate that control
patients consistently exhibited higher palliative care needs, as reflected in significantly
higher IPOS scores at all time points. This aligns with previous findings that terminally
ill individuals often experience a high symptom burden and unmet palliative care needs,
not only due to physical symptoms but also because of the emotional distress associated
with illness and its management [2,13]. Our findings reinforce the importance of structured
palliative care approaches to address the complex needs of terminally ill patients. A modest
effect on physical symptoms was observed. While the overall symptom burden tended to
increase in both groups, the intervention group showed a less pronounced rise, consistent
with the Mann–Whitney U test results at three months. In the mixed-model analysis, the
group × time interaction trended towards significance, and the specific contrast indicated
controls scoring higher on average. Although the small sample size limits definitive
conclusions, these results indicate that the MINI may help mitigate the progression of
physical symptoms in terminally ill patients.

We found that patients in the intervention group consistently reported fewer emotional
symptoms than controls, with significant differences at baseline and six months, suggesting
the MINI may alleviate emotional distress. The baseline advantage likely reflects the
benefit of the staff training delivered to intervention personnel as part of the MINI. The
mixed-model analysis confirmed a significant omnibus group effect, although the specific
control vs. intervention contrast trended toward significance. Qualitative data further
underscores patients’ struggle with emotional burdens and their wish to avoid constant
rumination about their illness. Together, these findings suggest that interventions such as
the MINI may help meet these needs and highlights the value of structured psychosocial
support [46], potentially enabled by earlier and more frequent conversations facilitated by
the MINI. However, further research is required to confirm its long-term impact.

Although the data showed a modest increase in communication scores for the inter-
vention at three months, by six months, they had decreased significantly below the control
group’s levels. This pattern suggests that while patients might initially feel overwhelmed
by receiving a life-threatening diagnosis or discussions about care planning, over time,
sustained engagement and communication pathways can help reduce barriers in commu-
nication and practical support and thus potentially increase QoL [47]. However, the linear
mixed model did not reveal significant effects, suggesting that other factors may have
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influenced these results. Taken together, the IPOS findings suggest that targeted, proactive
care planning may help mitigate certain palliative care needs [11].

4.2.3. ECOG

Performance status (PS) is crucial for terminally ill patients, particularly those with
cancer, as patients with a greater PS are less likely to experience adverse events and have a
greater likelihood of responding well to treatment [48]. Although PS often declines over
time, patients in the intervention group exhibited a slight improvement or stabilization in
ECOG scores compared to the control group at both three and six months. This pattern
may suggest that the intervention has helped maintain PS. This could be attributed to
structured support, including symptom monitoring, improved coping, and heightened
disease awareness [49]. However, the linear mixed model only trended toward a significant
main effect of group, despite the specific contrast showing an advantage for the intervention
arm. Moreover, the significant ward effect suggest that site-specific factors may have also
influenced PS. Taken together, these results suggest a potential positive impact of the
intervention on preserving functional status, which is important because a greater PS could
also enable patients to tolerate treatments more effectively, underscoring the importance of
early palliative support that addresses both physical and psychosocial factors [50].

4.3. Strengths, Limitations, and Lessons Learned

Our study’s prospective, mixed-method design provided direct, unbiased insights
from terminally ill patients during the last year of their life, thereby overcoming the
recall bias typical of retrospective studies. A further strength of this study is the diverse
sample recruited, which included both cancer and non-cancer patients, alongside the active
involvement of medical and nursing staff across multiple general hospital wards. This
approach substantially enhances the real-world applicability of our findings.

Despite these strengths, our challenges included the limited sample size, data com-
pleteness, and the full implementation of the MINI. These challenges existed at individual
(e.g., patient, family, and HCP), trial (e.g., recruitment barriers and workflow disruptions),
and systemic (e.g., societal knowledge) levels.

A major limitation was gatekeeping by HCPs, a well-documented phenomenon in
palliative care [51] often driven by concerns about patient distress and burden [52,53]. Staff
sometimes explicitly discouraged referrals even when patients met the inclusion criteria.
This reluctance aligns with findings that practitioners can experience intense emotional
distress when breaking bad news, acting as a barrier to recruitment. Such concerns were
exacerbated by limited time, resources, and training, with some HCPs worried that such
conversations elicit physical and emotional responses, requiring more time and attention
than they could realistically provide [39].

Furthermore, reluctance to use the SQ was observed. In the control phase, medical
staff, particularly residents, often hesitated to answer ‘no’ for younger cancer patients or
communicate the diagnosis’ implications. For instance, a resident’s decision to overrule a
nurse’s suggestion, despite the patient’s metastases (“she was still so young. . .”) and the
nurse’s reaction (“Are you saying this with your heart or with your mind?”), highlights this
reluctance. Similarly, nurses, particularly in non-cancer wards, showed reluctance to use
the SQ. This aligns with the literature noting prognostic issues as a substantial challenge
for nurses, in which prognostication power is often still attributed solely to doctors [54,55].
This underscores the critical need for enhanced training to equip staff with confidence
in identifying patients and discussing palliative care. Misconceptions that palliative care
means immediate death, diminishing hope [3,56], or that offering non-curative treatment
options signifies personal failure [57] further hindered SQ use and diagnosis discussions.
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Data protection constraints also impacted recruitment. We could only recruit patients
confirmed by their medical team as aware of their terminal illness. This is problematic, as
HCPs’ perception of prognosis discussions may differ from patients’ and carers’ percep-
tions [58]. Consequently, some patients declined to participate due to unawareness of their
terminal illness, believing the study was inappropriate (e.g., one patient stated she had
surgery recently and thus did not meet the criteria for being terminal ill).

Patient health status [59] significantly impacted consent and retention. Non-cancer
inpatients, often with more advanced conditions [60], exhibited high dropout rates before
the baseline assessment or within the first three months, frequently due to death or rapid
health deterioration. This instability was observed in both non-cancer and cancer inpatients
compared to cancer outpatients. Even relatively stable outpatient cancer patients frequently
declined to participate, consistent with Walshe et al. [53]. Terminally ill patients experience
significant emotional and organizational burden from their treatment, fostering “double
awareness” [61]—a simultaneous need for hope and intermittent reprieves from the reality
of their illness. This made many reluctant to commit to our four quarterly interviews,
leading to withdrawals driven by study duration, workload, negative associations with
palliative care, and uncertainty about future health status. External disruptions—including
the COVID-19 pandemic, a prolonged nurses’ strike (1 May 2022–20 July 2022), and the end
of the funding phase (31 April 2023/31 October 2023)—prematurely curtailed the follow-up
and impeded longitudinal data collection.

From the insights gained through this study’s implementation, several actionable
recommendations emerge for optimizing the implementation of future palliative care
interventions. Specifically, fostering a clear sense of ownership among all healthcare pro-
fessionals is paramount. This can be achieved through the precise delineation of roles and
a continuous emphasis on the value of early palliative identification in routine clinical prac-
tice. Furthermore, comprehensive and ongoing training is essential. This training should
systematically address emotional challenges, correct misconceptions about palliative care,
and build confidence in using screening tools effectively and facilitating sensitive end-of-
life conversations. To mitigate patient burden, particularly in data collection, strategies
such as flexible follow-up schedules or the adoption of alternative, less intrusive methods
(e.g., shorter interviews or remote surveys) are recommended. Optimizing recruitment
procedures necessitates ensuring patients have a profound understanding of the study’s
aims, which can be achieved through its introduction by a familiar face they trust, and atten-
tion to appropriate researcher attire [62]. Finally, the establishment of robust contingency
plans is critical to safeguard study continuity and resilience against unforeseen external
disruptive events, such as pandemics or strikes. Adherence to these targeted strategies will
facilitate a more effective integration of the MINI into existing hospital workflows, thereby
fostering improved end-of-life care outcomes.

5. Conclusions

This pilot study indicates that system-wide change requires time and perseverance,
but that the MINI can be a first step to meaningful change in healthcare. However, our
findings must be interpreted with caution due to the inherently small sample size of this
pilot study, even when the results appear significant. Notably, the intervention’s full impact
may take longer to manifest, underscoring the importance of extended intervention periods,
staff training on comprehensive communication, and adaptive recruitment strategies in
future trials. Future studies with larger cohorts should build on these preliminary findings,
refining the MINI approach and avoiding the pitfalls identified here. Considering the
specific context of our study within a single university hospital and with particular patient
characteristics, the broader applicability of these findings needs careful consideration. By
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doing so, we can increase our understanding on how disease trajectory, patient preferences,
and staff training collectively influence outcomes, paving the way for future research that
can continue moving from “mini” interventions to create truly meaningful changes in
palliative care.
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PCS-12 Physical Component Score
PROMS Patient-reported outcome measures
QoL Quality of life
QPS Question prompt sheets
SF12 Short-Form Health Service
SD Standard deviation
SPICT-DETM Supportive and Palliative Care Indicators Tool
SQ Surprise Question
T (0-4) Timepoints

Appendix A

Table A1. Average values for the physical and mental quality of life of control and intervention
group, measured using the Short-Form Health Service Questionnaire (SF12).

PCS MCS

Control
M (SD)

Intervention
M (SD)

Control
M (SD)

Intervention
M (SD)

T0 31.34 (5.53) 33.40 (5.50) 38.63 (7.53) 38.09 (7.25)
T1 32.54 (6.51) 35.14 (7.20) 38.10 (7.06) 42.03 (4.82)
T2 29.24 (5.55) 29.74 (4.93) 39.68 (7.27) 44.67 (6.24)

Table A2. Mixed-effects model results of fixed parameters for the IPOS total score.

A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value p-Value 95% CI

Intercept 20.30 5.01 71.41 4.05 <0.001 [10.31, 30.29]
Group

(control) 8.77 3.99 95.46 2.20 0.030 * [0.854, 16.69]

Time
(T0 vs. T2) 4.53 3.23 42.63 1.40 0.168 [−1.98, 11.04]

Time
(T1 vs. T2) 2.22 2.89 56.43 0.77 0.445 [−3.56, 8.00]

Group × Time (control × T0) −2.97 4.05 39.41 −0.74 0.476 [−11.15, 5.21]
Group × Time (control × T1) −3.39 3.56 54.27 −0.95 0.346 [−10.53, 3.75]

Gender
(female) 1.59 3.92 51.78 0.41 0.687 [−6.29, 9.46]

Ward (internal medicine) −0.31 3.59 51.63 −0.09 0.932 [−7.51, 6.89]
Age 0.21 0.11 44.75 1.87 0.068 [−0.016, 0.43]

B. Type III Tests of Fixed Effects

Parameters Num df Den df F p-value

Group 1 56.79 6.44 0.014 *
Time 2 46.74 1.91 0.159

Group × Time 2 47.68 0.45 0.638
Gender 1 51.78 0.16 0.687
Ward 1 51.63 0.01 0.932
Age 1 44.75 3.50 0.068

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI

Random-intercept variance 8.87 90.02 [0, 3.87× 109] **
Residual variance 85.90 89.54 [11.14, 666.55]

AR(1) 0.62 0.39 [−0.48, 0.96]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient; * p < 0.05. Reference
categories: Group = intervention; Time = T2 6 months; Gender = male; Ward = gynecology. ** Variance CIs are
Wald-type (estimate ± 1.96 × SE), truncated at zero, with large upper bounds shown in scientific notation.
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Table A3. Mixed-effects model results for the IPOS subscale communication and practical issues.

A. Fixed-Effect Estimates

Parameter β Std. Error df t-Value p-Value 95% CI

Intercept 4.05 1.14 77.12 3.55 0.001 [1.78, 6.31]
Group

(control) 1.09 1.02 95.46 1.07 0.288 [−0.94, 3.12]

Time
(T0 vs. T2) 0.22 0.91 40.63 0.24 0.812 [−1.62, 2.06]

Time
(T1 vs. T2) 1.29 0.94 60.59 1.36 0.177 [−0.59, 3.17]

Group × Time (control × T0) 0.51 1.13 37.23 0.45 0.657 [−1.78, 2.80]
Group × Time (control × T1) −1.46 1.18 55.73 −1.24 0.222 [−3.83, 0.91]

Gender
(female) 0.07 0.81 46.96 0.08 0.936 [−1.57, 1.70]

Ward (internal medicine) −0.33 0.74 48.15 −0.45 0.656 [−1.82, 1.16]
Age 0.03 0.02 35.29 1.54 0.133 [−0.01, 0.08]

B. Type III Tests of Fixed Effects

Parameters Num df Den df F p-value

Group 1 42.60 2.08 0.157
Time 2 56.31 0.47 0.626

Group × Time 2 57.67 2.44 0.096
Gender 1 46.96 0.01 0.936
Ward 1 48.15 0.20 0.656
Age 1 35.29 2.36 0.133

C. Variance Components and AR (1) Parameter

Component Estimate Std. Error 95% CI

Random-intercept variance 0.75 1.61 [0.01, 50.49]
Residual variance 4.20 1.61 [1.98, 8.92]

AR(1) 0.06 0.37 [–0.58, 0.65]

Note CI = confidence interval; df = degrees of freedom; β = unstandardized coefficient; Reference categories:
Group = intervention; Time = T2 6 months; Gender = male; Ward = gynecology.

References

1. Voltz, R. Palliativ . . . und Jetzt? 10 Erkenntnisse zum Umgang mit schwerer Krankheit und für die letzte Lebensphase, 1st ed.; W.
Kohlhammer: Stuttgart, Germany, 2022; ISBN 978-3-17-041178-4.

2. Kremeike, K.; Bausewein, C.; Freytag, A.; Junghanss, C.; Marx, G.; Schnakenberg, R.; Schneider, N.; Schulz, H.; Wedding, U.;
Voltz, R. DNVF-Memorandum Versorgungsforschung im letzten Lebensjahr. Gesundheitswesen 2022. [CrossRef] [PubMed]

3. Fliedner, M.C.; Zambrano, S.C.; Eychmueller, S. Public perception of palliative care: A survey of the general population. Palliat.
Care Soc. Pract. 2021, 15, 26323524211017546. [CrossRef]

4. Knaul, F.M.; Arreola-Ornelas, H.; Kwete, X.J.; Bhadelia, A.; Rosa, W.E.; Touchton, M.; Méndez-Carniado, O.; Vargas Enciso, V.;
Pastrana, T.; Friedman, J.R.; et al. The evolution of serious health-related suffering from 1990 to 2021: An update to The Lancet
Commission on global access to palliative care and pain relief. Lancet Glob. Health 2025, 13, e422–e436. [CrossRef] [PubMed]

5. Voltz, R.; Dust, G.; Schippel, N.; Hamacher, S.; Payne, S.; Scholten, N.; Pfaff, H.; Rietz, C.; Strupp, J. Improving regional care in the
last year of life by setting up a pragmatic evidence-based Plan-Do-Study-Act cycle: Results from a cross-sectional survey. BMJ
Open 2020, 10, e035988. [CrossRef] [PubMed]

6. Strupp, J.; Kasdorf, A.; Dust, G.; Hower, K.I.; Seibert, M.; Werner, B.; Kuntz, L.; Schulz-Nieswandt, F.; Meyer, I.; Pfaff, H.; et al.
Last Year of Life Study-Cologne (LYOL-C) (Part II): Study protocol of a prospective interventional mixed-methods study in acute
hospitals to analyse the implementation of a trigger question and patient question prompt sheets to optimise patient-centred care.
BMJ Open 2021, 11, e048681. [CrossRef]

7. Strupp, J.; Hanke, G.; Schippel, N.; Pfaff, H.; Karbach, U.; Rietz, C.; Voltz, R. Last Year of Life Study Cologne (LYOL-C): Protocol
for a cross-sectional mixed methods study to examine care trajectories and transitions in the last year of life until death. BMJ
Open 2018, 8, e021211. [CrossRef]

8. Kasdorf, A.; Dust, G.; Hamacher, S.; Schippel, N.; Rietz, C.; Voltz, R.; Strupp, J. The last year of life for patients dying from cancer
vs. non-cancer causes: A retrospective cross-sectional survey of bereaved relatives. Support. Care Cancer 2022, 30, 4971–4979.
[CrossRef]

30



Healthcare 2025, 13, 2024

9. Schippel, N.; Dust, G.; von Reeken, C.; Voltz, R.; Strupp, J.; Rietz, C. Can we determine burdensome transitions in the last year of
life based on time of occurrence and frequency? An explanatory mixed-methods study. Palliat. Support. Care 2022, 20, 637–645.
[CrossRef]

10. Scholten, N.; Günther, A.L.; Pfaff, H.; Karbach, U. The size of the population potentially in need of palliative care in Germany--an
estimation based on death registration data. BMC Palliat. Care 2016, 15, 29. [CrossRef]

11. Goswami, P. Advance Care Planning and End-Of-Life Communications: Practical Tips for Oncology Advanced Practitioners. J.
Adv. Pract. Oncol. 2021, 12, 89–95. [CrossRef]

12. Epstein, R.M.; Duberstein, P.R.; Fenton, J.J.; Fiscella, K.; Hoerger, M.; Tancredi, D.J.; Xing, G.; Gramling, R.; Mohile, S.; Franks,
P.; et al. Effect of a Patient-Centered Communication Intervention on Oncologist-Patient Communication, Quality of Life, and
Health Care Utilization in Advanced Cancer: The VOICE Randomized Clinical Trial. JAMA Oncol. 2017, 3, 92–100. [CrossRef]

13. Kasdorf, A.; Dust, G.; Vennedey, V.; Rietz, C.; Polidori, M.C.; Voltz, R.; Strupp, J. What are the risk factors for avoidable transitions
in the last year of life? A qualitative exploration of professionals’ perspectives for improving care in Germany. BMC Health Serv.
Res. 2021, 21, 147. [CrossRef]

14. Debenedetti, S.; Cosmai, S.; Cattani, D.; Mancin, S.; Cangelosi, G.; Petrelli, F.; Mazzoleni, B. Language Validation and Cultural
Adaptation of the Italian Version of the Family Caregiver Quality of Life Scale. Nurs. Rep. 2024, 14, 2302–2312. [CrossRef]
[PubMed]

15. Braun, M.; Scholz, U.; Hornung, R.; Martin, M. Die subjektive Belastung pflegender Ehepartner von Demenzkranken. Hinweise
zur Validität der deutschen Version des Zarit Burden Interviews. Z. Gerontol. Geriatr. 2010, 43, 111–119. [CrossRef]

16. Wagle, K.C.; Skopelja, E.N.; Campbell, N.L. Caregiver-Based Interventions to Optimize Medication Safety in Vulnerable Elderly
Adults: A Systematic Evidence-Based Review. J. Am. Geriatr. Soc. 2018, 66, 2128–2135. [CrossRef]

17. Locatelli, G.; Zeffiro, V.; Occhino, G.; Rebora, P.; Caggianelli, G.; Ausili, D.; Alvaro, R.; Riegel, B.; Vellone, E. Effectiveness of
Motivational Interviewing on contribution to self-care, self-efficacy, and preparedness in caregivers of patients with heart failure:
A secondary outcome analysis of the MOTIVATE-HF randomized controlled trial. Eur. J. Cardiovasc. Nurs. 2022, 21, 801–811.
[CrossRef]

18. Haroen, H.; Maulana, S.; Harlasgunawan, A.R.; Rahmawati, S.; Riansyah, A.; Musthofa, F.; Pardosi, J.F. Barriers and Facilitators
of Early Palliative Care in the Trajectory of People Living with Chronic Condition: A Mini Review Using Socio-ecological
Framework to Inform Public Health Strategy. J. Multidiscip. Healthc. 2024, 17, 4189–4197. [CrossRef] [PubMed]

19. Harnischfeger, N.; Rath, H.M.; Oechsle, K.; Bergelt, C. Addressing palliative care and end-of-life issues in patients with advanced
cancer: A systematic review of communication interventions for physicians not specialised in palliative care. BMJ Open 2022,
12, e059652. [CrossRef] [PubMed]

20. Kasdorf, A.; Werner, B.; Grimm, J.S.; Dust, G.; Voltz, R.; Strupp, J.; on behalf of the Cologne Research and Development
Network (CoRe-Net). Promising Concept, Challenging Implementation: Evaluating the Implementation of a Minimally Invasive
Intervention (MINI) to Identify Patients in Their Last Year of Life: A Multi-Methods Feasibility Study with University Hospital
Staff in Germany. Correspondence: Department of Palliative Medicine, University Hospital Cologne, Cologne, North Rhine-
Westphalia, Germany. 2025; (manuscript in preparation).

21. Grimm, J.S.; Kasdorf, A.; Voltz, R.; Strupp, J.; on behalf of the Cologne Research and Development Network (CoRe-Net). “Alone
it would be simply impossible to cope with the disease and the burdensome organization around it” Perceived care partner
burden in end-of-life care.; Correspondence Department of Palliative Medicine, University Hospital Cologne, Cologne, North
Rhine-Westphalia, Germany. 2025; (manuscript in preparation).

22. Ware, J.; Kosinski, M.; Keller, S.D. A 12-Item Short-Form Health Survey: Construction of scales and preliminary tests of reliability
and validity. Med. Care 1996, 34, 220–233. [CrossRef]

23. Murtagh, F.E.; Ramsenthaler, C.; Firth, A.; Groeneveld, E.I.; Lovell, N.; Simon, S.T.; Denzel, J.; Guo, P.; Bernhardt, F.; Schildmann,
E.; et al. A brief, patient- and proxy-reported outcome measure in advanced illness: Validity, reliability and responsiveness of the
Integrated Palliative care Outcome Scale (IPOS). Palliat. Med. 2019, 33, 1045–1057. [CrossRef]

24. Oken, M.M.; Creech, R.H.; Tormey, D.C.; Horton, J.; Davis, T.E.; McFadden, E.T.; Carbone, P.P. Toxicity and response criteria of
the Eastern Cooperative Oncology Group. Am. J. Clin. Oncol. 1982, 5, 649–655. [CrossRef]

25. van der Zee, E.N.; Noordhuis, L.M.; Epker, J.L.; van Leeuwen, N.; Wijnhoven, B.P.L.; Benoit, D.D.; Bakker, J.; Kompanje, E.J.O.
Assessment of mortality and performance status in critically ill cancer patients: A retrospective cohort study. PLoS ONE 2021,
16, e0252771. [CrossRef]

26. von Elm, E.; Altman, D.G.; Egger, M.; Pocock, S.J.; Gøtzsche, P.C.; Vandenbroucke, J.P. The Strengthening the Reporting of
Observational Studies in Epidemiology (STROBE) statement: Guidelines for reporting observational studies. J. Clin. Epidemiol.
2008, 61, 344–349. [CrossRef]

27. Aaronson, E.L.; George, N.; Ouchi, K.; Zheng, H.; Bowman, J.; Monette, D.; Jacobsen, J.; Jackson, V. The Surprise Question Can Be
Used to Identify Heart Failure Patients in the Emergency Department Who Would Benefit from Palliative Care. J. Pain Symptom
Manag. 2019, 57, 944–951. [CrossRef]

31



Healthcare 2025, 13, 2024

28. Afshar, K.; Feichtner, A.; Boyd, K.; Murray, S.; Jünger, S.; Wiese, B.; Schneider, N.; Müller-Mundt, G. Systematic development and
asjustment of the German version of the Supportive and Palliative Care Indicators Tool (SPICT-DE). BMC Palliat. Care 2018, 17, 27.
[CrossRef] [PubMed]

29. Afshar, K.; van Baal, K.; Schleef, T.; Frerichs, H.; Schneider, N. Handlungsempfehlungen für die Versorgung von Menschen am Lebensende
und ihren Angehörigen: Ergebnisse aus dem Projekt OPAL Optimale Versorgung am Lebensende, 2nd ed.; Medizinische Hoschule
Hannover, Intitute für Allgemeinmedizin und Palliativmedizin: Hanover, Germany, 2023. Available online: https://www.mhh.
de/fileadmin/mhh/allgemeinmedizin/downloads/weitere_Downloadelemente/AllPallMed_Broschuere_OPAL.pdf (accessed
on 5 March 2025).

30. Gandek, B.; Ware, J.E.; Aaronson, N.K.; Apolone, G.; Bjorner, J.B.; Brazier, J.E.; Bullinger, M.; Kaasa, S.; Leplege, A.; Prieto, L.; et al.
Cross-validation of item selection and scoring for the SF-12 Health Survey in nine countries: Results from the IQOLA Project.
International Quality of Life Assessment. J. Clin. Epidemiol. 1998, 51, 1171–1178. [CrossRef] [PubMed]

31. Drixler, K.; Morfeld, M.; Glaesmer, H.; Brähler, E.; Wirtz, M.A. Validierung der Messung gesundheitsbezogener Lebensqualität
mittels des Short-Form-Health-Survey-12 (SF-12 Version 2.0) in einer deutschen Normstichprobe. Z. Psychosom. Med. Psychother.
2020, 66, 272–286. [CrossRef] [PubMed]

32. Wirtz, M.A.; Morfeld, M.; Glaesmer, H.; Brähler, E. Normierung des SF-12 Version 2.0 zur Messung der gesundheitsbezogenen
Lebensqualität in einer deutschen bevölkerungsrepräsentativen Stichprobe. Diagnostica 2018, 64, 215–226. [CrossRef]

33. Miles, M.B.; Huberman, A.M.; Saldaña, J. Qualitative Data Analysis: A Methods Sourcebook, 3rd ed.; SAGE: Thousand Oaks, CA,
USA, 2014; ISBN 978-1-4522-5787-7.

34. Higginson, I.J.; Evans, C.J.; Grande, G.; Preston, N.; Morgan, M.; McCrone, P.; Lewis, P.; Fayers, P.; Harding, R.; Hotopf, M.; et al.
Evaluating complex interventions in end of life care: The MORECare statement on good practice generated by a synthesis of
transparent expert consultations and systematic reviews. BMC Med. 2013, 11, 111. [CrossRef]

35. Oriani, A.; Dunleavy, L.; Sharples, P.; Perez Algorta, G.; Preston, N.J. Are the MORECare guidelines on reporting of attrition in
palliative care research populations appropriate? A systematic review and meta-analysis of randomised controlled trials. BMC
Palliat. Care 2020, 19, 6. [CrossRef]

36. Bandura, A. Social cognitive theory of self-regulation. Organ. Behav. Hum. Decis. Process. 1991, 50, 248–287. [CrossRef]
37. Adolfsson, K.; Kreicbergs, U.; Bratthäll, C.; Holmberg, E.; Björk-Eriksson, T.; Stenmarker, M. Referral of patients with cancer to

palliative care: Attitudes, practices and work-related experiences among Swedish physicians. Eur. J. Cancer Care (Engl.) 2022,
31, e13680. [CrossRef]

38. Salins, N.; Ghoshal, A.; Hughes, S.; Preston, N. How views of oncologists and haematologists impacts palliative care referral: A
systematic review. BMC Palliat. Care 2020, 19, 175. [CrossRef] [PubMed]

39. Francis, L.; Robertson, N. Healthcare practitioners’ experiences of breaking bad news: A critical interpretative meta synthesis.
Patient Educ. Couns. 2023, 107, 107574. [CrossRef] [PubMed]

40. Ratna, H. The Importance of Effective Communication in Healthcare Practice. Harv. Public Health Rev. 2019, 23, 1–6. [CrossRef]
41. Dale MacLaine, T.; Lowe, N.; Dale, J. The use of simulation in medical student education on the topic of breaking bad news: A

systematic review. Patient Educ. Couns. 2021, 104, 2670–2681. [CrossRef]
42. Wang, X.; Liu, M.; Li, J.; Wang, Z.; Liang, Q.; Yan, Z.; Wang, J.; Luan, X. Relationship between quality of life, fear of disease

progression, and coping styles in patients with pulmonary hypertension: A network analysis. Res. Nurs. Health 2023, 46, 546–557.
[CrossRef]

43. Wang, C.; Bi, S.; Lu, Y.; Li, Y.; Han, B.; Xu, M.; Meng, G.; Zhou, Q. Availability and stability of palliative care for family members
of terminally ill patients in an integrated model of health and social care. BMC Palliat. Care 2024, 23, 140. [CrossRef]

44. Marschner, N.; Zacharias, S.; Lordick, F.; Hegewisch-Becker, S.; Martens, U.; Welt, A.; Hagen, V.; Gleiber, W.; Bohnet, S.; Kruggel,
L.; et al. Association of Disease Progression with Health-Related Quality of Life Among Adults with Breast, Lung, Pancreatic,
and Colorectal Cancer. JAMA Netw. Open 2020, 3, e200643. [CrossRef]

45. Salamanca-Balen, N.; Merluzzi, T.V.; Chen, M. The effectiveness of hope-fostering interventions in palliative care: A systematic
review and meta-analysis. Palliat. Med. 2021, 35, 710–728. [CrossRef]

46. Merluzzi, T.V.; Salamanca-Balen, N.; Philip, E.J.; Salsman, J.M.; Chirico, A. Integration of Psychosocial Theory into Palliative Care:
Implications for Care Planning and Early Palliative Care. Cancers 2024, 16, 342. [CrossRef]

47. Tolstrup, L.K.; Ditzel, H.M.; Giger, A.-K.W.; Jørgensen, T.L.; Ryg, J.; Dieperink, K.B. Determinants of poor quality of life in older
patients with cancer: A longitudinal mixed methods study (PROGNOSIS-Q). J. Geriatr. Oncol. 2023, 14, 101500. [CrossRef]

48. Käsmann, L.; Taugner, J.; Eze, C.; Roengvoraphoj, O.; Dantes, M.; Gennen, K.; Karin, M.; Petrukhnov, O.; Tufman, A.; Belka, C.;
et al. Performance Status and Its Changes Predict Outcome for Patients with Inoperable Stage III NSCLC Undergoing Multimodal
Treatment. Anticancer Res. 2019, 39, 5077–5081. [CrossRef] [PubMed]

49. Azam, F.; Latif, M.F.; Farooq, A.; Tirmazy, S.H.; AlShahrani, S.; Bashir, S.; Bukhari, N. Performance Status Assessment by Using
ECOG (Eastern Cooperative Oncology Group) Score for Cancer Patients by Oncology Healthcare Professionals. Case Rep. Oncol.
2019, 12, 728–736. [CrossRef] [PubMed]

32



Healthcare 2025, 13, 2024

50. Kumar, D.; Neeman, E.; Zhu, S.; Sun, H.; Kotak, D.; Liu, R. Revisiting the Association of ECOG Performance Status with Clinical
Outcomes in Diverse Patients with Cancer. J. Natl. Compr. Canc. Netw. 2024, 22, e237111. [CrossRef]

51. Dunleavy, L.; Preston, N.; Walshe, C. Health care professional recruitment of patients and family carers to palliative care
randomised controlled trials: A qualitative multiple case study. Palliat. Med. 2023, 37, 1540–1553. [CrossRef]

52. LeBlanc, T.W.; Lodato, J.E.; Currow, D.C.; Abernethy, A.P. Overcoming recruitment challenges in palliative care clinical trials. J.
Oncol. Pract. 2013, 9, 277–282. [CrossRef] [PubMed]

53. Walshe, C.; Dunleavy, L.; Preston, N.; Payne, S.; Ellershaw, J.; Taylor, V.; Mason, S.; Nwosu, A.C.; Gadoud, A.; Board, R.; et al.
Understanding barriers and facilitators to palliative and end-of-life care research: A mixed method study of generalist and
specialist health, social care, and research professionals. BMC Palliat. Care 2024, 23, 159. [CrossRef] [PubMed]

54. Kerr, D.; Milnes, S.; Ammentorp, J.; McKie, C.; Dunning, T.; Ostaszkiewicz, J.; Wolderslund, M.; Martin, P. Challenges for nurses
when communicating with people who have life-limiting illness and their families: A focus group study. J. Clin. Nurs. 2020, 29,
416–428. [CrossRef]

55. Bruun, A.; Oostendorp, L.; Bloch, S.; White, N.; Mitchinson, L.; Sisk, A.-R.; Stone, P. Prognostic decision-making about imminent
death within multidisciplinary teams: A scoping review. BMJ Open 2022, 12, e057194. [CrossRef]

56. Ramos, K.; Kaufman, B.G.; Winger, J.G.; Boggins, A.; van Houtven, C.H.; Porter, L.S.; Hastings, S.N. Knowledge, goals, and
misperceptions about palliative care in adults with chronic disease or cancer. Palliat. Support. Care 2023, 22, 1707–1713. [CrossRef]

57. Kitta, A.; Hagin, A.; Unseld, M.; Adamidis, F.; Diendorfer, T.; Masel, E.K.; Kirchheiner, K. The silent transition from curative to
palliative treatment: A qualitative study about cancer patients’ perceptions of end-of-life discussions with oncologists. Support.
Care Cancer 2021, 29, 2405–2413. [CrossRef] [PubMed]

58. Lelorain, S. Discussing Prognosis with Empathy to Cancer Patients. Curr. Oncol. Rep. 2021, 23, 42. [CrossRef]
59. Amroud, M.S.; Raeissi, P.; Hashemi, S.-M.; Reisi, N.; Ahmadi, S.-A. Investigating the challenges and barriers of palliative care

delivery in Iran and the World: A systematic review study. J. Educ. Health Promot. 2021, 10, 246. [CrossRef]
60. Nipp, R.D.; El-Jawahri, A.; Moran, S.M.; D’Arpino, S.M.; Johnson, P.C.; Lage, D.E.; Wong, R.L.; Pirl, W.F.; Traeger, L.; Lennes, I.T.;

et al. The relationship between physical and psychological symptoms and health care utilization in hospitalized patients with
advanced cancer. Cancer 2017, 123, 4720–4727. [CrossRef]

61. Colosimo, K.; Nissim, R.; Pos, A.E.; Hales, S.; Zimmermann, C.; Rodin, G. “Double awareness” in psychotherapy for patients
living with advanced cancer. J. Psychother. Integr. 2018, 28, 125–140. [CrossRef]

62. Petrilli, C.M.; Saint, S.; Jennings, J.J.; Caruso, A.; Kuhn, L.; Snyder, A.; Chopra, V. Understanding patient preference for physician
attire: A cross-sectional observational study of 10 academic medical centres in the USA. BMJ Open 2018, 8, e021239. [CrossRef]
[PubMed]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.

33



Article

Promising Concept, Challenging Implementation of a Minimally
Invasive Intervention (MINI) to Identify Patients in Their Last
Year of Life—A Multi-Methods Feasibility Study at a German
University Hospital

Alina Kasdorf 1,*, Belinda Werner 2, Jana Sophie Grimm 1, Gloria Dust 1, Steffen T. Simon 1,3,4, Raymond Voltz 1,3,4

and Julia Strupp 1 on behalf of the Cologne Research and Development Network (CoRe-Net) Study Group

1 Department of Palliative Medicine, Faculty of Medicine and University Hospital, University of Cologne,
50937 Cologne, Germany; steffen.simon@uk-koeln.de (S.T.S.); raymond.voltz@uk-koeln.de (R.V.);
julia.strupp@uk-koeln.de (J.S.)

2 Economics and Social Sciences, Institute of Sociology and Social Psychology (ISS), Faculty of Management,
University of Cologne, 50937 Cologne, Germany

3 Center for Integrated Oncology Aachen Bonn Cologne Duesseldorf (CIO ABCD), Faculty of Medicine and
University Hospital, University of Cologne, 50937 Cologne, Germany

4 Center for Health Services Research, Faculty of Medicine and University Hospital, University of Cologne,
50937 Cologne, Germany

* Correspondence: alina.kasdorf@uk-koeln.de; Tel.: +49-221-478-86910

Abstract: Background/Objectives: Identifying patients with palliative care needs can be
challenging in clinical practice. This study reports on the tailoring and evaluation of a
minimally invasive intervention (MINI) to support early planning of palliative care in
acute hospitals. The MINI includes the Surprise Question (SQ) and the Supportive and
Palliative Care Indicators Tool (SPICTTM) for health and social care professionals, as well
as a patient Question Prompt Sheet. Methods: A multi-method intervention study was
conducted, including interviews and a pre–post survey of professionals on the development,
implementation, and experiences with MINI. Interview data were analyzed inductively
and survey data descriptively. Results: Data from 44 participants were included. MINI
was generally considered acceptable and relevant, particularly the SQ, which prompted
reflection among staff. Following the intervention, a significant improvement was observed
in the presentation of regional specialist palliative care services for patients, as well as in
the identification of psychosocial problems and their discussion with patients and relatives.
While physicians reported increased confidence in initiating end-of-life conversations,
other hospital staff showed mixed responses. Reported barriers for implementing MINI
included limited time, the COVID-19 pandemic, staff strikes, emotional burden, and
unclear responsibilities, indicating a low level of commitment. SPICT use was inconsistent,
suggesting low integration into workflows. Interprofessional collaboration improved,
particularly with external palliative care providers. Sustainability was hindered by a lack
of institutional support, ongoing training, and formal routines. Conclusions: MINI may
have the potential to shift the focus away from purely curative approaches. However, to
guarantee success, future studies should ensure better alignment between intervention
design, implementation and framework conditions.

Keywords: prognosis; surprise question; palliative care; end-of-life care; terminally ill;
decision making; feasibility studies; patient-centered care; hospitals
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1. Introduction

The timely identification of patients with palliative care needs remains a major chal-
lenge for hospital staff, often leading to late or missed opportunities for palliative care
integration [1]. Early palliative care has been shown to improve quality of life, patient
satisfaction, and even survival outcomes in various populations [2]. In recent years, Ger-
many has expanded its specialized palliative care services, enabling the provision of such
complex and comprehensive care and ensuring the highest possible quality of life for dying
patients [3,4]. Although few people in Germany identify the hospital as their preferred
place of death, most still die there [5,6]. The hospital plays a significant role as a healthcare
setting in the last year of life, with around 9 out of 10 patients having been hospitalized
at least once [5]. It is estimated that one in three patients die within a year of hospital
admission, with nearly one in two elderly patients dying within this period [7]. Although
the hospital plays a crucial role in transitions and care in the last year of life, relatives were
the least satisfied with the care received in hospitals [5]. Other studies also showed that
there are still discrepancies between palliative care recommendations and the care actually
provided in hospitals [8,9].

In fact, recommendations for the care of patients with life-limiting illnesses emphasize
the importance of integrating palliative care early on, rather than waiting until the dying
phase. Patients themselves also want to be informed about the possibilities of palliative
care, but there is a gap in communication with HCPs [10,11]. Palliative care is often only
integrated into treatment at a late stage by hospital staff, if at all [9]. Previous studies suggest
that a substantial proportion, estimated at around one quarter, of hospitalized patients
may have palliative care needs [12–14]. In the acute inpatient setting, high workloads,
an emphasis on curative treatments and life-sustaining treatments, and the challenge of
making accurate prognoses can delay early identification of patients’ palliative care needs
by hospital staff [15,16].

Recent evidence evaluating minimally invasive prognostic tools for the identification
of palliative needs in hospital settings shows that combining the 12-month Surprise Ques-
tion (SQ) and the Supportive and Palliative Care Indicators Tool (SPICTTM) is a promising
method for identifying patients in their last year of life [17–20]. However, studies have
shown that systematic approaches for identifying patients who might benefit from early
palliative interventions are still inconsistently applied in hospital settings [21,22]. Building
on existing screening tools such as the Surprise Question and SPICT™, this study addresses
this gap by developing and evaluating a minimally invasive intervention (MINI) tailored
to the acute hospital context.

2. Materials and Methods

This study is the second part of the Last Year of Life Study in Cologne (LYOL-C I),
hereafter referred to as LYOL-C II. Both parts of the study were conducted in Cologne,
Germany. Further information can be found in the published study protocols and related
publications [23,24].

2.1. Ethical Approval

The study was approved by the Ethics Committee of the Medical Faculty of the
University of Cologne (#20-1431), the Staff Council of the University of Cologne, the
Equal Opportunities Officers, and the representatives of the severely disabled. This trial is
registered in the German Clinical Trials Register (DRKS00022378).
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2.2. Participants

A distinction is made between two groups of participants (see Figure 1). The first
group consists of those who were interviewed to tailor the intervention to the specific
inpatient settings (I). The second group consists of university hospital staff who received
the intervention, including a training session and subsequent application, and were later
evaluated (Phase II). The participants in part I were health and social care practitioners
(HSCPs) providing care for patients in their last year of life. These practitioners were
sampled from January to April 2021 and were recruited using a purposive sampling
strategy. The participants in part II were hospital staff from two hospital wards at the
University Hospital Cologne. These included the gynecology ward, including its outpatient
clinic, and an internal medicine ward. Most of the patients were treated for illnesses
related to oncology and nephrology. The hospital staff had agreed to attend a Minimally
Invasive Intervention (MINI) training. These participants were sampled from April 2022 to
January 2023. Information regarding the training was disseminated through the hospital’s
newsletter and through announcements by the research team and senior physicians.

Figure 1. Study program.

All study participants were informed about the study and provided written
informed consent.

2.3. Intervention

Part I: Tailoring MINI

To tailor the MINI to the planned study at a German acute University Hospital, a
total of ten HSCP: seven experts (care providers from a predominantly inpatient medical
setting) and three patient representatives from Cologne were interviewed. Due to the
COVID-19 pandemic, the data collection was shifted to virtual, one-on-one interviews
rather than the originally planned group sessions. This format contained in-depth insights
into the care situation of patients in their last year of life and highlighted opportunities
to improve both the identification of palliative care needs and the provision of care. In
addition, determinants relevant to MINI and its implementation were identified to adapt
the intervention to the hospital context and to derive targeted implementation strategies.
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The interviews were also used to tailor the content and design of the newly developed
Question Prompt Sheet (QPS) to the needs of patients in the last year of life.

Part II: Implementing MINI

Following the validation and adaptation of the intervention to the individual cir-
cumstances of the ward and the deliberately selected HSCP, the implementation of the
intervention was planned. The conception and design of MINI aimed to facilitate the early
identification of patients in their last year of life.

MINI involved the administration of two instruments: the 12-month Surprise Question
(SQ: “Would I be surprised if this patient died within the next 12 months?”) and the
Supportive Palliative Care Indicator Tool (SPICT-DETM) for HSCP [25]. SPICT-DETM

provides a structured set of general and disease-specific indicators to identify patients with
deteriorating health who may need palliative care. A QPS titled “Conversation Guide for
Your Healthcare” was also provided, intended for both patients and their care partners [23].
Both SQ and SPICT-DETM were available and validated in German [25,26]. The intervention
study comprised two main components: HSCP-related and patient-related. HSCP-related
components were aimed to enhance HSCPs’ awareness of palliative needs by conducting
MINI-training designed to equip them with the necessary skills to utilize the intervention.
Patient-related components were to emphasize improving patient outcomes in comparison
to the control group. As this study focuses on the HSCP-side intervention, the use of QPS
is not explicitly evaluated herein (for further details regarding patient outcomes of MINI,
see Grimm et al., 2025 [24]).

The intervention comprised providing diverse resources, such as updated posters,
flyers, and an (online) MINI-training course for members of the ward staff, including
physicians, nurses, and case managers. Key stages of implementation involve distributing
materials at strategic points during care (e.g., after initial treatment or before physician
consultations) and ensuring proper handovers of responsibility between staff, including
healthcare providers and the study teams. The MINI training emphasized fundamental
principles of palliative care, the importance of early integration, and effective communica-
tion strategies for discussing terminal diagnoses with patients and their families, utilizing
the SPIKES communication model (Setting, Perception, Invitation, Knowledge, Emotions
with Empathy and Strategy) [27], delivered by an experienced palliative care physician,
among others. Following the training program, staff were guided to apply the SQ alongside
the SPICT-DE™ to identify patients in their last year of life. Each training, including the
educational lecture, presentation of MINI, and case discussions, lasted approximately 60–90
min. A survey questionnaire was administered prior to and following the MINI training
(pre–post survey).

2.4. Instruments
2.4.1. Interview Guide

Qualitative data were assessed for both groups of participants.
All interviews were audio recorded and transcribed verbatim. The STROBE checklist

was used to guarantee thorough and transparent reporting of all critical elements of the
quantitative investigation [28], while the COREQ Checklist (Consolidated criteria for
Reporting Qualitative research) was used to report the qualitative data [29].

Tailoring interviews with HSCP n = 10: Interviews included the following questions:
Presentation/discussion of MINI: In order to facilitate effective realization and implemen-
tation of the MINI, what is required? What design suggestions do you have? Does MINI
meet the needs? How would you assess the feasibility of implementation? How do you rate
the content of MINI? What additional information would you add? Is more disease-specific
information/criteria considered important? In what form and how would you present this
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tool on the ward? Who should use the tool? How? And when? What do you think should
be considered in the day-to-day use of the intervention? How can the long-term use of the
tool be maintained? With regard to the implementation of the intervention, which barriers
do you consider to be of significance, in order to be able to tailor our intervention as closely
as possible to the requirements?

Evaluation interviews with hospital staff members n = 10: Interviews included the
following questions: What does ‘palliative care’ mean to you? Have you used the inter-
vention? Did applying the intervention change your perspective on palliative care needs?
What could we have done better? Which patient groups do you use MINI for? How would
you rate the intervention overall, i.e., the benefits of the intervention?

Purposive sampling was utilized to select participants for interviews, with the criteria
including attendance at the training and a sufficient level of motivation to discuss their
experience with MINI. The interview guide was presented and discussed in a qualitative
research workshop with the research group in September 2022. A positive vote from
the staff council was obtained in December 2022. The number of interviews conducted
depended on reaching thematic saturation regarding the research question. A total of
five interviews per hospital unit were planned, involving staff from different professional
groups engaged in the intervention’s implementation. Individual interviews were con-
ducted due to scheduling constraints across professional groups with survey participants.
The interviews were planned to take place at the University Hospital. The data collection
took place from December 2022 to August 2023. The evaluation interviews were conducted
by two female research associates of the Cologne Research and Development Network
(CoRe-Net) study group members with experience in conducting qualitative research. It is
noteworthy that the interviewer was not the presenter of the MINI training.

2.4.2. Questionnaire

To evaluate the MINI, hospital staff members underwent a pre–post survey by using
a self-developed questionnaire consisting of 30 (pre-) and 36 (post-) items. The question-
naire was available both online and on paper, with the online survey conducted via the
LimeSurvey platform at the University of Cologne. The data was collected between April
2022 and August 2023, as shown in Figure 1, via an online survey. The questionnaire was
based on the German National S3 guideline for palliative care (providing recommendations
for structured hospital conversations addressing patients’ physical, emotional, social, and
spiritual needs, life goals, and end-of-life care) and findings from the previous study [30,31].
It collected demographic data and assessed self-reported competencies in areas such as
identifying patients in their last year of life and addressing patients’ wishes and needs
through communication with patients and involved caregivers. The response format for
the self-developed items consisted of a 4-point Likert scale with the options: ‘agree’, ‘some-
what agree’, ‘somewhat disagree’, and ‘disagree’, as well as a ‘no response’ option. The
questionnaire also included open-ended questions allowing participants to elaborate on
their answers and provide further comments.

To assess palliative self-efficacy, the Palliative Competence Test for Physicians (Pallia-
tive Kompetenztest (PKT), a validated 52-item tool, was used [32]. The self-efficacy scale of
PKT was adapted for use in an acute care setting and across different professional groups
by removing 8 of the 10 original items. As the PKT is designed for formative rather than
diagnostic purposes, no cut-off values were defined. Permission to use the adapted version
was obtained from the author. Some questions about communication on death and dying
were based on a doctoral thesis by Hauck (2007), with content adapted to the study’s aims
and the response format standardized to align with the rest of the questionnaire [33].
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To ensure comprehensibility and practicality, the entire questionnaire was initially
presented and discussed in a research workshop with staff from the Department of Palliative
Medicine at the University Hospital of Cologne. A revised version was pre-tested using
the think-aloud technique, resulting in changes to wording and response format.

Data collection was pseudonymized. Participants created a personal code that could
only be traced back to them, to allow them to exclude their data if they wished, as well as
to analyze individual differences in the pre–post survey.

2.5. Analyses

The qualitative data were analyzed by following the principles of qualitative content
analysis [34]. The analysis followed Mayring’s structured approach to qualitative content
analysis, consisting of summarizing, explicating, and structuring the material to derive
inductive categories that reflect the essential content in a systematic and transparent man-
ner. A common deductive framework was applied, reflecting the research questions of
the evaluation. The Consolidated Framework for Implementation Research (CFIR) was
used to analyze contextual determinants during the tailoring phase [35]. Proctor’s and
colleagues’ implementation outcomes framework guided the evaluation of the implemen-
tation phase [36]. The subcategories of acceptability, appropriateness, feasibility, fidelity,
and sustainability were derived deductively from Proctor’s and colleagues’ framework
and categorized using the available interview material. Although the overall dataset also
included inductively coded material, only the deductive categories were used for this
publication to ensure theoretical consistency with the implementation focus. A detailed
codebook was developed and applied consistently across all interviews to ensure trans-
parency and reliability. Two researchers (AK and JS) had regular coder meetings to ensure
the precise classification of categories. The sample size was considered sufficient based
on the concept of information power [37], as the interviews provided rich, relevant, and
specific information to address the research questions.

Quantitative data was analyzed descriptively using IBM SPSS Statistics 28. Responses
“Don’t know” were treated as a missing value; for other responses, the answers have
been summarized in a dichotomous format (“Agree” including the responses “agree”
and “somewhat agree”, “disagree” including the responses “somewhat disagree” and
“disagree”). Pre–post comparisons were conducted using the Wilcoxon signed-rank test.
Statistical significance was assessed using unadjusted p-values, with an alpha level of 0.05.
No correction for multiple comparisons (e.g., Bonferroni) was applied, as the analyses were
exploratory in nature.

Due to the limited sample size, inferential testing (Wilcoxon signed-rank test) was
conducted in an exploratory manner, and results are interpreted descriptively without
claims of generalizability.

The results are presented according to Proctor et al.’s implementation outcome cate-
gories (acceptability, adoption, appropriateness, feasibility, fidelity, implementation cost,
penetration and sustainability), reflecting the deductive coding of the qualitative data [30].
To provide a structured overview of the implementation experience, all data were translated
into numeric scores (0 = not achieved, 1 = partially achieved, 2 = fully achieved; n/a = not
applicable). The scoring was developed inductively based on the qualitative interview data
and the corresponding quantitative survey trends, following researcher consensus. Each
score represents the extent to which an implementation outcome, as defined by Proctor and
colleagues’ framework, was evident across data sources. For example, partially achieved
indicates that the respective implementation criterion (e.g., feasibility or acceptability) was
supported by some, but not all, qualitative statements or quantitative indicators.

39



Healthcare 2025, 13, 2784

3. Results

Part I: Tailoring MINI

The interviews were conducted to explore possible barriers to the implementation
and necessary tailoring of the intervention and implementation strategies with regard to
the hospital setting and resources. We assumed that a successful implementation of the
SQ and SPICT intervention requires a well-planned combination of clear training, regular
reminders, intensive interdisciplinary collaboration, and a clearly structured process. Em-
ployee motivation and open, transparent communication within the team were identified
as key factors in this process.

The tailoring of MINI focused on addressing multiple categories to enhance accessibility
and relevance for hospital staff. Tailored strategies included the continuous availability and
presence of study staff, as well as regular updates of materials. The implementation strategy
was designed to be flexible and patient-centered, ensuring that the intervention could be
adapted to the needs of hospital staff and seamlessly integrated into their workflows.

Key barriers for a successful intervention were identified in the areas of content, lan-
guage, format, and implementation strategies. The content of MINI was tailored to include
diverse examples, clear language, and updated contact information. The layout was de-
signed for readability, with appropriate font sizes and high contrast to improve accessibility.
Long-term accessibility was ensured through regular updates and the dissemination of
MINI through various channels, including digital formats and printed copies in staff areas.

Part II: Implementing MINI

3.1. Study Population

In total, there were 66 HSCPs, including 20 doctors, 40 nurses, and six other profes-
sionals (study nurse, case manager), as shown in Figure 2. The pre-survey was completed
by 34 people, representing 51.5% of those invited. At baseline (t0), the sample size was
already smaller (n = 34) than expected (n = 66), and by the follow-up (t1), a substantial
number of participants had dropped out (n = 14). Thus, only 41.2% of participants from
the pre-survey completed the post-survey.

Figure 2. Data generation process.

The lower number of participants was due to some employees switching to other
wards, leaving the organization, or being unavailable by email or telephone. Employees

40



Healthcare 2025, 13, 2784

received an incentive of €25 in the form of a voucher for participating in both surveys.
Five (35.7%) of the 14 participants who completed the post-survey indicated that they had
moved to a different ward, which made it difficult to assess how the intervention had
worked. In conclusion, a total of ten interviews were conducted with participants following
their participation in the MINI training program. Six HSCPs worked on the non-oncology
ward and four on the oncology ward. Table 1 presents the sociodemographic profile of the
study participants.

Table 1. Sociodemographic data of the participants.

Characteristic
Total Pre

N = 34 (%)
Total Post
N = 14(%)

Age
Under 20 years 1 (2.9) 0 (0)

21–30 years 13 (38.2) 8 (57.1)
31–40 years 10 (29.4) 2 (14.3)
41–50 years 5 (14.7) 3 (21.4)
51–60 years 5 (14.7) 1 (7.1)

Gender
Female 20 (58.8) 9 (64.3)

Male 14 (41.2) 5 (35.7)
Hospital ward

Nephrology 18 (52.9) 9 (64.3)
Gynecology 16 (47.1) 5 (35.7)

Profession
Physician 13 (38.2) 6 (42.9)

Nurse 17 (50.0) 6 (42.9)
Other 1 4 (11.8) 2 (14.2)

Work experience
Under 1 year 5 (14.7) 3 (21.4)

1 to 5 years 9 (26.5) 5 (35.7)
6 to 10 years 4 (11.8) 1 (7.1)

11 to 20 years 11 (32.4) 4 (28.6)
More than 20 years 5 (14.7) 1 (7.1)

Experience in the treatment of seriously ill patients in the last year of life
Under 1 year 6 (17.6) 4 (28.6)

1 to 5 years 9 (26.5) 6 (42.9)
6 to 10 years 9 (26.5) 0 (0)

11 to 20 years 6 (17.6) 3 (21.4)
More than 20 years 4 (11.8) 1 (7.1)

Additional qualification in palliative care
Yes 4 (11.8) 0 (0)
No 30 (88.2) 14 (100)

1 Case management and psychologists.

3.2. Evaluating MINI

The evaluation of the MINI reveals substantial variation across implementation di-
mensions, highlighting both conceptual potential and operational limitations.

3.2.1. Acceptability

Definition. How well is MINI accepted by the involved HSCP?

Overall, the MINI was well accepted, although experiences varied across professional
groups and intervention components (Table 2). In the quantitative survey, a total of 90.0%
of respondents found the SQ helpful, with the satisfaction rate among physicians at 100.0%.
In qualitative interviews, however, views were more ambivalent. While some participants
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valued the SQ as a stimulus for reflection and collegial exchange, others described it as
emotionally demanding, particularly when confronted with the tension between clinical
responsibility and the acknowledgment of dying:

“And then you have to deal with your inner level, so to speak, and say: ‘Well, no, so if I
really look at it very closely and soberly, then it’s actually like that, yes.” (Interview 10)

Table 2. Acceptability: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Acceptability

The MINI was well accepted, especially the SQ,
which is seen as stimulating interprofessional
exchange and reflection, while SPICT and QPS

were predominantly rejected by physicians due to
their complexity and lack of suitability for

everyday use; the intervention promoted external
cooperation, but showed ambivalent outcomes on

internal communication within the team.

2 *** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides a rapid
overview of the extent to which MINI was successfully implemented. ** 0: Not achieved; *** 2: Fully achieved.

Among physicians, the supplementary tools (SPICT, QPS) were not seen as helpful at
all (0% positive feedback). Overall, only 14.3% of participants found them useful. Barriers
included limited applicability in routine workflows and perceived complexity, as reported
by the respondents:

“It’s good to read up on, I think, but in parts it’s a bit much [. . .]” (Interview 05)

Despite such reservations, overall satisfaction with the intervention was high (91.7%).
A majority (71.4%) considered the time investment worthwhile, particularly physi-
cians (83.4%). The intervention also had an influence on interprofessional communi-
cation. One interviewee emphasized the SQ’s potential to initiate conversations across
professional hierarchies.

“But the fact is that deliberately posing the question definitely draws attention to the
topic, which is a good thing, it enables people to engage with seriously ill people or
with the illness situation and that you can then also discuss it with younger colleagues,
for example, and that you can then pass it on as CULTURE. So in that respect, the
intervention was good. It woke things up. And now it would be good if we could stabilize
it, so to speak. I would say that. So the question is definitely important, and the issue is
right. We just need to be able to anchor it more firmly, yes.” (Interview 10)

Quantitative findings on interprofessional exchange showed mixed trends. Com-
munication about patient needs within the ward team declined overall (from 58.8% to
50.0%), mainly due to a marked drop in physician-reported rates (from 61.5% to 33.3%).
In contrast, non-medical staff reported stable or improved communication (from 57.1% to
66.7%). Notably, collaboration with external providers increased across nearly all domains:
communication with specialists rose from 58.8% to 81.8%, with general practitioners from
22.6% to 36.4%, and with specialized outpatient palliative care from 53.3% to 66.7%. Contact
with palliative care services and relatives remained consistently high (82.4% to 91.7% and
91.2% to 92.3%, respectively).

In terms of patient-centered care, physicians reported increased, though not statisti-
cally significant, engagement in key end-of-life conversations: regarding advance direc-
tives, power of attorney, upcoming decisions (84.6% to 100%, respectively), and preferred
place of death (from 53.8% to 83.3%). Among non-medical staff, these changes were
less pronounced.

42



Healthcare 2025, 13, 2784

3.2.2. Adoption

Definition. To what extent is MINI implemented in practice?

The adoption of the MINI into routine clinical practice was heterogeneous (Table 3).

Table 3. Adoption: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Adoption

The adoption of the MINI was inconsistent and
remained limited in routine practice. The SQ was
used regularly and widely, leading to measurable

increases in competence, particularly in the
psychosocial area. SPICT and QPS, on the other hand,
were rarely used due to unclear procedures and a lack

of instructions and therefore had little outcome.

2 *** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides a rapid
overview of the extent to which the MINI was successfully implemented. ** 0: Not achieved; *** 2: Fully achieved.

Although general willingness to engage was high particularly among physicians, its
consistent implementation remained limited. Competing clinical priorities often leads
to de-prioritization, especially among nursing staff and assistant physicians. While the
intervention tools were available and known, they were frequently viewed as ancillary
to core clinical tasks. A lack of defined follow-up structures and unclear responsibilities
further impeded implementation:

“That’s not easy to do more often. We have a meeting with the physicians here in the
morning, we’ll discuss it then. But it’s only being touched on lightly. So it’s not
satisfactory. [. . .] They’re there, everyone knows them [. . .] But anything additional is
massively cut back right now. That really has to come from the top.” (Interview 02)

Self-assessments of palliative care competencies showed improvement, particularly
in psychosocial domains (Table 4). Confidence in recognizing and addressing psychoso-
cial concerns increased significantly (from 73.5% to 84.6%, p = 0.026), with the largest
gains observed among non-medical staff (from 57.1% to 87.5%). Familiarity with regional
specialized palliative care services improved (from 38.2% to 50.0%, p = 0.020), as did the
ability to initiate referrals (from 57.6% to 69.2%). All participants reported post-intervention
confidence in identifying complex needs at the end of life (100%). Other indicators demon-
strated less consistent patterns. Among physicians, confidence in presenting local palliative
care options declined slightly (from 38.5% to 33.3%), as did confidence in advising on ad-
vance directives (from 61.5% to 50.0%). In contrast, other staff reported gains, for instance,
confidence in discussing living wills rose from 33.3% to 66.7%.

Participants also reported improvements in the identification and management of
patients in the last year of life. Knowledge of relevant criteria for patients being in their
last year of life increased from 82.4% to 92.9%, and confidence in recognizing such patients
rose from 73.5% to 84.6%. While perceived ability to provide care improved modestly
(from 72.7% to 78.6%), more pronounced gains were observed in participants’ confidence
in communicating life-limiting diagnoses (from 58.8% to 75.0%). These improvements were
most pronounced among physicians, although other professional groups also reported
positive changes.
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Table 4. Self-assessment scale with focus on responses of participants who agreed or partly agreed to
the statement. Palliative Competence Test for Physicians (Palliative Kompetenztest (PKT)) [26].

I Think That I Am Capable Pre n (%) Post n (%)

Physicians
Only

Other Medical
Staff Only

Overall
Physicians

Only
Other Medical

Staff Only
Overall

to collect data that describe a
patient’s pain in a differentiated

way, n = 34/14.
11 (84.6) 19 (90.5) 30 (88.2) 5 (83.3) 6 (75.0) 11 (78.6)

to present the regional offers of
specialized palliative care,

n = 34/14. p = 0.020
5 (38.5) 8 (38.1) 13 (38.2) 2 (33.3) 5 (62.5) 7 (50.0)

to convince a colleague of the
need for palliative support,

n = 34/14.
12 (92.3) 19 (90.5) 31 (91.2) 6 (100) 7 (87.5) 13 (92.9)

recognize psychosocial
problems and discuss them with
patients and relatives, n = 34/14.

p = 0.026

13 (100) 12 (57.1) 25 (73.5) 6 (100) 7 (87.5) 13 (92.9)

to organize a referral to hospice
and palliative care services,

n = 34/13.
7 (58.3) 12 (57.1) 19 (57.6) 5 (83.3) 4 (57.1) 9 (69.2)

to recognize the complex needs
of a dying person and to react

appropriately to them,
n = 34/13.

9 (69.2) 16 (76.2) 25 (73.5) 6 (100) 7 (100) 13 (100)

to remain in conversation when
the wish for euthanasia is

expressed. n = 34/12.
9 (75.0) 12 (57.1) 21 (63.6) 5 (83.3) 5 (83.3) 10 (83.3)

to integrate cultural and
spiritual aspects of dying and

death into the treatment of
seriously ill people, n = 34/12.

7 (53.8) 14 (66.7) 21 (61.8) 4 (66.7) 5 (83.3) 9 (75.0)

to recognize whether a person is
suffering, even if the

possibilities of communication
are limited, n = 34/14.

12 (92.3) 19 (90.5) 31 (91.2) 5 (83.3) 8 (100) 13 (92.9)

to advise a patient on the
framework of the living will and

to draw one up with him/her,
n = 34/12.

8 (61.5) 7 (33.3) 15 (44.1) 3 (50.0) 4 (66.7) 7 (58.3)

3.2.3. Appropriateness

Definition. How suitable is MINI for the target group and the context?

The appropriateness of the MINI appears to be highly context dependent (Table 5).
Interview data highlighted that successful implementation relied strongly on who

initiated the intervention, when, and in which clinical setting. A sensitive, individualized
approach was considered crucial, particularly by nursing staff, who often maintain closer
emotional proximity to patients. At the same time, physicians were perceived to hold
the greatest authority, especially regarding prognostic or conclusive statements, thereby
reinforcing existing role hierarchies:

“[. . .] There are emotional hierarchies: When a doctor says something, it’s different from
when a nursing staff or case manager does.” (Interview 02)

Application of the SQ varied across departments and was seen as less useful in certain
contexts. For example, in nephrology or chronic care settings, the SQ was often perceived
as insufficiently specific, given the high proportion of patients with poor but fluctuating
prognoses. Even when criteria were met, the subsequent steps toward care planning were
often lacking, indicating a disconnect between assessment and actionable change.

Interviewees emphasized that the relevance of the MINI was closely tied to the dis-
ease stage and the patient’s willingness or ability to engage in prognostic conversations.
Some patients avoided such discussions, while others were too emotionally or physically
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compromised to participate. Although MINI occasionally prompted earlier reflection, its
introduction frequently occurred too late. The hospital environment, described as reactive
and crisis-driven, was perceived as suboptimal for adopting such interventions by the
respondents, especially when compared to primary care, where longer-term, continuous
relationships could enable earlier engagement.

Table 5. Appropriateness: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Appropriateness

While the conceptual relevance of MINI was
broadly acknowledged, its practical

appropriateness proved highly context-dependent.
Successful application hinged on the constellation
of who introduced the intervention, when, and in

which setting. Physicians were generally attributed
greater authority, particularly regarding prognostic
communication, whereas nursing staff were seen as
emotionally closer to patients. These role dynamics

created ambiguity in responsibility and
communication pathways. Moreover, variability in

patient trajectories, especially outside oncology,
posed challenges to the selective and meaningful
application of MINI. The intervention’s perceived

relevance was largely restricted to cancer care,
limiting its broader applicability.

1 *** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides
a rapid overview of the extent to which the MINI was successfully implemented. ** 0: Not achieved; *** 1:
Partially achieved.

Relational dynamics were also identified as key to acceptance. Nursing staff were
viewed as more emotionally attuned facilitators, while physicians were seen as more
credible in delivering prognostic information. This dual perception created a structural
tension: the effectiveness of communication was shaped not only by what was said, but
also by who delivered the message.

Despite these challenges, the intervention may have contributed to more favorable
perceptions. Over half of the respondents (57.1%) reported that MINI had changed their
view of palliative care needs, mainly through improved interdisciplinary communica-
tion and earlier recognition of relevant issues. In parallel, the proportion of staff who
considered the hospital an appropriate setting for end-of-life discussions increased (from
78.8% to 92.9%). Furthermore, the belief that patients struggle to express fears about dy-
ing to hospital physicians declined (from 91.2% to 71.4%), indicating a potential shift in
communication culture.

3.2.4. Feasibility

Definition. How feasible is the implementation of MINI?

The feasibility of the MINI varied considerably across its individual components
(Table 6).

The SQ was still rated most positively: most respondents considered it comprehensible
(90.0%), applicable (90.0%), and manageable in terms of time (90.0%). In contrast, the
SPICT and, particularly, the QPS received substantially lower ratings. Only one-third of
respondents were satisfied with the time investment required for SPICT (33.3%) and 40.0%
for QPS. These instruments were also rated lower in terms of being comprehensible (57.1%
and 66.7%) and applicable (42.9% and 50.0%).
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Table 6. Feasibility: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Feasibility

The SQ was widely accepted as a low-threshold,
time-efficient tool. In contrast, SPICT and the QPS

were considered impractical due to time
constraints, low applicability, and limited uptake,

particularly in fast-paced inpatient settings.
Structural challenges, including shift work, limited

staff resources, and a lack of dedicated
coordination mechanisms, further impeded

interdisciplinary collaboration. Implementation
often remained improvised and lacked systematic

integration into clinical routines.

2 *** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides a rapid
overview of the extent to which the MINI was successfully implemented. ** 0: Not achieved; *** 2: Fully achieved.

A major barrier to implementation lies in the structural and organizational context, as
reported by respondents. Shift work, staff shortages, and limited time windows hinder con-
tinuous and interprofessional coordinated application. Coordinating between nursing staff,
physicians, and case management was frequently described as demanding. Although there
was repeated interest in regular, structured meetings, the current implementation remains
largely ad hoc and dependent on individual commitment, arguing against sustainable
routine integration.

A particularly critical issue is the discrepancy between the perceived theoretical value
of the intervention and its practical applicability. While the MINI is considered conceptually
suitable, its application often fails due to the realities of everyday clinical practice. Without
structural adjustments, such as defined time slots, clear responsibilities, and simplified
materials, the intervention remains difficult to scale, as reported by the participants.

3.2.5. Fidelity

Definition. To what extent is MINI being implemented in accordance with the original specifications?

Several components, in particular SPICT, were modified in the application by being
used selectively or omitted entirely (Table 7).

Table 7. Fidelity: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Fidelity

Implementation fidelity was low. The MINI was
rarely applied as designed but rather reduced to its

most feasible components or adapted informally.
SPICT, in particular, was frequently omitted. The
COVID-19 pandemic and a months-long nursing

strike severely disrupted implementation and
training processes, contributing to fragmentation
and inconsistencies. Without dedicated structures

and prioritization within the clinical workflow,
adherence to the original protocol remained limited.

1 *** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides
a rapid overview of the extent to which the MINI was successfully implemented. ** 0: Not achieved; *** 1:
Partially achieved.

These adjustments were often made to navigate profession-specific barriers or to
enhance practical applicability in day-to-day routines. Qualitative data suggests that the in-
tervention was primarily used as a cognitive prompt rather than as a standardized protocol.
Especially among experienced nursing staff, the content was reportedly internalized to such
a degree that formal application became less relevant in practice. One physician stated:
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“So we can’t avoid asking ourselves the question: palliative care or not? And I’m happy
to take this note with me again. [. . .] As I said, I don’t think I’ll go into the patients’ [. . .]
ask myself point by point: Does this apply or not?” (Interview 03)

These findings are supported by quantitative data: while the SQ was used regularly
by 75.0% of respondents, the use of SPICT remained maximally inconsistent, with 0.0%
agreement in this item. This variation in adherence underscores a central challenge: the
intervention was not applied as an integrated package, but rather in a fragmented and
context-dependent manner.

External factors further contributed to limited fidelity. The COVID-19 pandemic sig-
nificantly disrupted study procedures: hygiene restrictions, visitation bans, staff shortages,
and the loss of key personnel led to gaps in implementation, evaluation, and training. In
addition, the multi-month nursing strike (April–July 2022) had substantial consequences.
Wards participating in the study were temporarily closed, untrained staff had to take over,
and systematic application of the MINI became virtually impossible. As a result, imple-
mentation was highly fragmented and largely dependent on the initiative of individual
staff members and the research team.

3.2.6. Implementation Costs

Definition. What financial resources are required for implementation?

Financial resources were hardly discussed (Table 8).

Table 8. Implementation Costs: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Implementation
Costs

While financial costs were not a dominant issue, the
intervention was highly sensitive to staff and time

constraints. Without sustained investment in
training, coordination, and protected time for patient

engagement, MINI remained a marginal and
non-prioritized addition to existing duties. Notably,
time spent with patients either remained unchanged

or increased, raising questions about added
workload in the absence of systemic support.

n/a ** n/a ** n/a **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides a rapid
overview to what extent the MINI was successfully implemented. ** n/a: not applicable.

However, it became clear that the introduction and maintenance of the intervention
require human resources, in particular time and coordination. Establishment as a standard
process was only considered realistic if continuous personnel resources, e.g., through
trained specialists or regular further training measures, could be provided. With regard to
indirect cost efficiency, the survey data shows that the average time required for patients
who are presumably in the last year of life has changed from 7.36 min (SD 8.5) to 13.07
min (SD 14.9) for respondents as a result of the intervention. Accordingly, for 23.1%
of respondents, the time required has increased, and for 7.7% it has been considerably
extended. 71.4% considered the intervention to have been worth the time invested, while
28.6% rated it as neutral.

3.2.7. Penetration

Definition. How widespread is the MINI within the target population?

The visibility and reach of the MINI within the target population were heterogeneous
and partially low (Table 9).
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Table 9. Penetration: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Penetration

MINI was adopted selectively, mainly in
oncology-related units and by senior medical staff.

Broader dissemination was hampered by
professional hierarchies, high workload, and low

engagement from non-physician staff. The
intervention failed to gain traction across diverse

departments and patient groups, limiting its reach
and systemic impact.

1 *** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides
a rapid overview of the extent to which the MINI was successfully implemented. ** 0: Not achieved; *** 1:
Partially achieved.

The intervention’s penetration within the clinical setting appears to be limited to
specific departments and patient groups (e.g., predominantly tumor patients). Despite
some integration in routine practice, broader dissemination is hampered by logistical
issues and varying levels of staff engagement. One interviewee criticized the non-uniform
application of the intervention, which was developed on the basis of HSCP input. This
selective penetration limits the impact on a broad level. It was found that the intervention
was primarily implemented by senior physicians, potentially excluding other professional
groups from active use. Change in responsibilities, the general workload and hierarchical
structures in everyday hospital life also made it difficult to implement the intervention.
Many HSCPs who were introduced to the intervention and were supposed to suggest
patients for the study team by use of the MINI were difficult to reach, left the participating
wards after some time or stated that they did not have time to implement MINI in addition
to patient care.

3.2.8. Sustainability

Definition. To what extent can the MINI be maintained in the long term?

A number of prerequisites were identified as being necessary for the long-term imple-
mentation of the intervention (Table 10).

Table 10. Sustainability: critical appraisal of implementation outcomes *, Proctor et al. 2011 [36].

Category Critical Appraisal of Implementation Outcomes SQ SPICT QPS

Sustainability

While MINI generated reflective impulses, it failed to
establish sustainable practice change. Its continued
use was largely dependent on motivated individuals

and external project support. In the absence of
binding structures, ongoing training, and clearly

defined responsibilities, long-term integration
appeared unlikely. Prospects for cultural change

remained aspirational rather than observable.

0 ** 0 ** 0 **

* This scoring is inductively derived from the mixed-methods findings of this study. This scoring provides a rapid
overview of the extent to which the MINI was successfully implemented. ** 0: Not achieved.

The implementation of recurrent training sessions, designated meeting times within
the team, and the utilization of visible reminder formats, including posters and displays,
were identified as conducive to effective team functioning. Materials such as posters and
SPICT displays were present on the ward; their perception was strongly influenced by
individual attention focus and context (e.g., proximity to the workstation). The personal
presence of the research team was described as crucial for recall and use.

At the same time, it became clear that the hospital requires structural routines to
ensure widespread adoption of new instruments. Respondents generally indicated a high
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level of willingness to retain elements of the intervention but emphasized the difference
between individual motivation and systematic implementation.

Continued interest in using the MINI was high, reported by 75.0% of all respondents
(83.3% among physicians; 66.7% among other staff).

MINI appeared to initiate reflective processes within some teams, which occasionally
extended beyond the study period. In selected settings, elements of the intervention were
embedded into routine ward rounds and interdisciplinary case discussions, facilitating
more differentiated and collaborative care planning.

4. Discussion

This study describes the evaluation of a low-threshold intervention aimed at support-
ing the early initiation of palliative care planning in acute hospital settings. The findings
of the present study suggest that MINI may provide a minimally invasive stimulus for
reflection on the ethos of curative care. However, while the SQ is regarded as a pragmatic
and accessible catalyst for introspection, it has been demonstrated that SPICT and QPS are
employed only sporadically as a preliminary guideline for the initial implementation. An
analysis of the intervention’s outcomes at the patient level, as reported by Grimm et al.
(2025), suggests that MINI may influence aspects of the curative mindset [24], though
results from the current study remain preliminary.

The intervention was generally well-received. MINI may foster interdisciplinary
discourse and could support engagement with the subject of serious illness, dying, and
death. Physicians showed indications of increased knowledge and self-awareness regarding
the identification and management of patients in their last year of life compared to other
medical staff. Some improvements were observed in recognizing relevant criteria and
caring for these patients. The involvement of trained personnel may support patient
communication and inter-team collaboration.

Satisfaction with the intervention is also reflected in its future prospects, with 80%
of physicians expressing a desire to continue with the intervention. Physicians reported
some increases in confidence in utilizing the intervention and in addressing palliative care
aspects, including psychosocial concerns.

As indicated in previous studies on the SQ [38,39], its function as a low-threshold
trigger for prognostic considerations has been emphasized. The results of our study lend
further support to this finding. However, it is crucial to emphasize that the prognostic
quality of MINI was not a subject of intervention, and no measurements were taken to
ascertain the accuracy of the identification of a last year of life patient at any point in time.
Internationally, the combination of the SQ with the Supportive and SPICT has received
empirical support as a feasible and clinically valuable approach to identifying patients
in their last year of life [20,40]. Research conducted in the domains of acute care and
oncology has demonstrated the capacity for seamless integration of these instruments into
established clinical workflows [41,42]. The extant results indicate that the service providers
benefited exclusively from the use of the SQ. SPICT was utilized to a negligible extent,
despite its adaptation and validation for the German healthcare system [25]. However, it
can be hypothesized that the outcomes would have been even more favorable if SPICT had
been digitally integrated into the hospital information system, as was the case in the study
by Van Wijmen et al. [18].

MINI can trigger ambivalent reactions among medical staff, especially if it is under-
stood as an implicit request to limit healing efforts. This is consistent with the findings
that prognostic tools can trigger emotional discomfort and ethical uncertainty in clinicians,
potentially leading to moral distress. These are recognized barriers to the adoption of
prognostic tools as they can cause moral discomfort in healthcare professionals [43–45].
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Our findings confirm this and highlight the emotional challenges faced by staff when
engaging in end-of-life conversations.

International findings also show that the implementation of such interventions is
associated with specific challenges. These barriers include lack of confidence in dealing
with prognostic assessments, lack of time, cultural barriers, “rescue culture” in the hospital
and concerns about the potential impact on the doctor-patient relationship [46–48]. At
the same time, a dilemma arises: the structural conditions in inpatient care (lack of time,
multi-bed rooms, crisis orientation) hinder early and individualized implementation, a
problem described in another study on palliative care in hospitals [49]. In contrast to
previous research, respondents had no mistrust in the prognostic qualities of the tool,
which would rule out lack of trust as a cause of failed implementation [42]. Nevertheless,
the positive changes in the communication climate indicate potential for development.
MINI may have the potential to support a shift towards a more open approach to dying
and death, provided that structural barriers are actively addressed.

As our data suggests, MINI uptake tends to be higher when interventions are linked to
specific courses of action and can be meaningfully integrated into existing processes, such
as ward rounds or interdisciplinary meetings. The low uptake of SPICT and QPS highlights
that inadequate guidance and uncertainty in use are significant barriers, a challenge also
identified in advance care planning interventions, where patients often experience decision
uncertainty due to complex information and a lack of clarity [50,51].

Our results highlight that organizational and hierarchical structures have a significant
influence on who feels responsible for implementation, a circumstance that tends to hinder
the active participation of nurses and residents. The crucial role of cross-team implementa-
tion is well documented and underlines that interprofessional collaboration increases the
effectiveness of palliative care interventions [52]. Our results are consistent with this obser-
vation and suggest that cohesive teamwork may facilitate better integration of tools such
as MINI [53]. The deviations from the original implementation of MINI, in particular the
selective application of the SPICT criteria and the flexible use of intervention as a reflection
tool, are common in practice, especially in complex clinical situations [54]. In comparison,
however, it is evident that in addition to its function as a cognitive stimulus, MINI may
also contribute to interprofessional communication processes and role perceptions. The
intervention has been demonstrated to elicit individual reflection, whilst, under certain
conditions, also promoting coordination within teams and across sectors. This aspect has
received little attention in the literature to date. Despite the modest scale of this preliminary
study, future research could explore confirmatory testing to further investigate these trends.

At the same time, similar hurdles to implementation are evident as in other studies on
advanced care planning or identification tools in the last year of life [51]. This supports
earlier criticism that complex interventions are often difficult to put into practice in clinical
settings. In contrast to studies that attribute low adherence to a lack of acceptance [55],
our study shows that the MINI was not successful due to organizational bottlenecks
and unclear responsibilities despite general acceptance. In retrospect, we suspect that
recruiting a person employed on the ward to the research team would have been a solution
to the problem of a lack of responsibility. This would have ensured the presence of a
constant reminder to the participants of the study. With regard to sustainability, our
observation of the strong dependence on key persons is consistent with the results of
numerous implementation studies [49]. While selective integration is successful, systematic
anchoring in routines, e.g., through training, reminder systems or standard processes,
remains a key challenge. In particular, the selective application of SPICT criteria and QPS
reflects the findings that the scope and complexity of instruments are critical success factors
for their long-term use.
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A particular added value of this study lies in the differentiated analysis of occupa-
tional group-specific differences. Instead of examining physicians or nurses in isolation,
the chosen approach enables a comparative perspective on both professional groups. The
only moderate or even declining outcomes among non-physician staff, particularly with
regard to legal issues such as living wills or powers of attorney, raise questions about the
profession-sensitive design of such measures. The literature increasingly emphasizes that
interprofessional interventions need to be developed and trained from multiple perspec-
tives in order to be effective in heterogeneous teams [56], an aspect that is also supported
by our results.

Moreover, the partial decline in the perceived responsibility of non-medical pro-
fessionals for conversations about dying and death indicates a potential unintentional
reinforcement of conventional role patterns. While some studies point to an increasing
openness for end-of-life content [57], our data rather show a re-traditionalization in which
physicians are again clearly perceived as the primary actors. This indicates that without ex-
plicit role clarification and structural support, interventions such as MINI could potentially
reinforce existing hierarchies. This should be given greater consideration in future studies.

In summary, MINI appears to be a context-sensitive intervention that may help ini-
tiate conversations about prognosis and end-of-life care after minor adaptations. In this
feasibility study, some indications were observed that the intervention supports prognostic
thinking and stimulates interprofessional communication. These findings highlight the im-
portance of structured, professionally sensitive implementation strategies and appropriate
institutional framework conditions. Given the small sample size, feasibility design, and
implementation challenges, results should be interpreted cautiously, and further research
is needed to confirm effectiveness and generalizability.

Limitations

This study is limited by external challenges. The implementation of the intervention ex-
posed a multitude of challenges. The COVID-19 pandemic led to a significant reduction in
recruitment, as happened to numerous other research projects during the same period [58].
This interruption was due to factors such as lockdowns and the reallocation of resources.
Also, the application of the intervention was not always consistent, and there were chal-
lenges in integrating it into everyday clinical practice, particularly due to the lack of clear
guidance and structural barriers. The extent to which the intervention is implemented
within teams depends on the dedication of individual key personnel. This commitment is
reflected in the variations in progress observed among different professional groups.

This study was designed as a feasibility study, which inherently limits the general-
izability of the findings due to the small sample size across all evaluation components.
Moreover, reported improvements are based on self-reported data, which may be subject
to social desirability bias or influenced by the participants’ subjective self-perceptions. All
results must be viewed with caution due to the small sample size and the high loss of
participants from the pre- to the post-survey. It is reasonable to assume that there is a bias
in the post-survey, as it was particularly those HSCPs who were in favor of the intervention
who took part. The actual values may therefore deviate from the values surveyed.

The findings are also subject to selection bias, as the interview results reflect the
experiences and subjective assessments of ward staff who were directly involved in the
implementation. Due to data protection regulations, we were not able to assess the accuracy
of the MINI in identifying eligible patients, which limits the evaluation of implementation
quality. However, it is important to emphasize that the aim of this study was not to assess
the prognostic validity of the MINI, but rather to explore the feasibility of introducing
a palliative care perspective on a curative ward. Furthermore, the study design did not
include a validation of the healthcare professionals’ assessments trained in the use of
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MINI. As a result, staff had no feedback on the accuracy of their patient identification. A
validation of these assessments by study personnel was not possible due to data protection
constraints. Future studies should address these conditions in advance of implementation
to allow for a more robust evaluation of both feasibility and prognostic validity.

However, variations in the effectiveness of the intervention across different pro-
fessional groups suggest that further exploration is needed to understand why physi-
cians benefited more than other medical staff. Additionally, the self-reported nature of
these findings calls for further validation through objective assessments of participants’
actual competencies.

Implications

The findings suggest that the MINI represents a promising tool for raising awareness
and facilitating communication about limited life expectancy, particularly when embedded
within structural processes and supported by interprofessional communication. For long-
term integration, complementary measures such as regular training, reflective practice
opportunities, and stronger institutional support are essential.

Sustainable implementation of the intervention requires its stable and routine integra-
tion into daily clinical practice. This includes regular training sessions, structured team
meetings, and the use of reminder systems. Long-term anchoring in routine care can only
be achieved if institutional structures and clearly defined responsibilities actively support
the use of interventions.

Future research should explore the specific effectiveness of individual components of
the intervention across various care settings to better understand their respective contribu-
tions and contextual adaptability.

5. Conclusions

MINI may have the potential to encourage a more palliative-aware approach when
treating seriously ill and dying patients. However, to realize its full potential and ensure
long-term success, it is important to adapt the approach to a specific context, adjust the inter-
ventions as necessary, and integrate it thoughtfully and participatory within each setting.
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Abstract: Background/Objectives: The prevalence of people with incurable and progres-
sive diseases in primary health care is high. Family doctors and nurses must be active
agents in the early identification of palliative needs and the implementation of palliative
approaches in cases of low to intermediate complexity. While there is a need for early
referral of more complex palliative care (PC) cases to specialized teams, primary health care
(PHC) professionals lack the confidence or skill to describe their role. This study sought to
explore and describe (a) the practices of PHC professionals regarding their PC provision;
(b) the barriers regarding access and referral of patients to specialized PC services; and
(c) the strategies used or recommended to mitigate difficulties in accessing and referring
to specialized PC. Methods: A descriptive qualitative study was carried out, using five
focus groups conducted with nursing and medical staff at three local health units in the
central region of Portugal. Semi-structured interviews were conducted, and then recorded,
transcribed, and analyzed through a thematic analysis approach. The reporting of this
research follows the COREQ checklist. Results: In total, 34 PHC professionals participated
in this study. The majority of participants were women (n = 26) and family doctors (n =
24). Their mean age was 43.8 ± 11.9 (range: 29 to 65 years). The findings were organized
into three core themes: (1) the contours of palliative action developed by PHC teams; (2)
barriers to access and safe transition between PHC and specialized PC; and (3) ways to
mitigate difficulties in accessing and referring to specialized PC. Conclusions: Our findings
highlight the fundamental role of PHC professionals in providing primary PC, and in
identifying PC needs and referring patients to PC early on, while exposing the systemic
and interpersonal challenges that hinder these processes. To overcome these challenges, it
is essential to invest in the development of integrated care models that promote practical,
low-bureaucratic referral processes and capture the human resources necessary for the
adequate follow-up of users.

Keywords: palliative care; primary health care; professionals; access; referral; qualitative
study; Portugal
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1. Introduction

Over the last few decades, exponential population aging has been a trend observed
worldwide, and the number of deaths occurring at older ages is expected to continue to
increase [1,2]. This reality is especially notable in developed and developing countries,
and also applies to the Portuguese population [3–6]. In parallel, today’s societies exhibit
a high prevalence and incidence of chronic, incurable, and progressive diseases [2,7].
The rising prevalence of multimorbidities exerts escalating pressure on health and social
institutions, which encounter difficulties in accommodating the evolving requirements of
shifting populations and necessitate unique health considerations, especially toward the
end-of-life (EoL) [1,2,7]

This scenario requires a palliative care (PC) approach to enhance patients’ quality of
life, resulting in a heightened need and demand for such care [7–10]. Palliative interventions
and early referral practices are known to reduce costs, improve the care experiences
of people in PC and their caregivers, enable patients to make choices about their EoL
care, and in some cases, increase life expectancy [9,11–13]. In particular, home-based
PC has demonstrated significant benefits in meeting the needs of people with advanced
diseases, in addition to reducing hospital admissions and emergency department visits,
thus emphasizing person-centered care and reinforcing the sustainability of the health
system [14,15].

The care model, composed of specialized community palliative care teams (CPCT),
has been shown to improve the experience of EoL care, namely, by reducing the use of
emergency services by around 50% [16]. In addition, it offers patients the possibility of
dying at home: results found that 39% of patients with CPCT died in a hospital compared
to 74.8% without CPCT [15,16]. In fact, the home is the preferred location for EoL care, both
for patients and their families, with preferences varying between 11% and 89%. The home
is also the preferred place of death, with preferences varying between 51% and 55% [17].

The World Health Organization estimated that, overall, only 14% of people who
need PC currently receive it [18]. PC delivery differs significantly across countries, health
systems, and communities. PC access is widely available in most high-income countries,
where there has been a steady growth in the availability of specialized PC services, but it
remains limited in low- and middle-income countries [19,20]. Even so, while the availability
of specialized services has grown across Europe, the ratios per 100,000 people remain below
the recommendations set by the European Association for Palliative Care (EAPC) [21]. In
the Portuguese context, according to the 2023 Autumn Report of the Portuguese Palliative
Care Observatory, universal coverage of PC resources in the country is far from being
achieved. Data also reveal profound asymmetries among districts/regions and typologies.
According to the EAPC recommendations and across the different types, Portugal requires
an estimated total of 793 beds for PC at the national level (90 beds per million inhabitants).
However, there are presently only 423 beds, which represents a national coverage rate of
53% (with 72% in acute care and 45% in non-acute care). Regarding CPCTs, the coverage
rate at the population/structural level is 46% [22]. Clearly, in Portugal, access to PC still
falls short of patient needs [22,23].

Given the increasing palliative needs and the deficient coverage of specialized PC,
the teaching and training of skills for primary health care (PHC) professionals is necessary
for earlier, more accessible, and global PC [7,11]. In this sense, family physicians and
nurses must be active agents in the early identification of palliative needs and in the
implementation of palliative approaches in cases of low to intermediate complexity [7,24],
as they are often the first point of contact between patients and health care [19,25,26].
In more complex cases, they play an important role in early referral to specialized PC
teams [24].
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PHC covers most of an individual’s health needs throughout their lifespan, including
prevention, treatment, rehabilitation, and EoL care [25–27]. It provides comprehensive
care in the community, allowing access to care and dealing with all health problems
(regardless of age, sex, or any other characteristic of the person in question) [25,26,28],
from the individual’s conception until their death (and extending into the mourning
period) [19,24,25]. Furthermore, the proximity of family doctors and nurses to users and
families favors the therapeutic relationship, and the involvement of these teams in PC is
associated with greater patient satisfaction [29]. The skills and characteristics of PHC teams
are based on principles and objectives that are common to the PC paradigm. Both seek
health care that is centered on the person (and not just the disease), with continuous care,
with a global and holistic vision, and both highlight the importance of addressing physical,
psychological, social, and spiritual issues of the ill person and their family unit [25–27,30].

Critically, PHC professionals need to understand how they can provide PC in their
context, and when they should refer to specialized PC, within a collaborative and inte-
grated network [10,24,28,31]. Although studies highlight the challenges in referring and
providing PC by PHC professionals [19,30,32,33], there are no known studies that focus
on the Portuguese reality, justifying the present study. Thus, we intend to explore the
following: (a) the practices of PHC professionals regarding their PC provision; (b) barriers
regarding access and referral of patients to specialized PCs; and (c) the strategies used or
recommended to mitigate difficulties in accessing and referring to specialized PCs. In this
way, we hope to contribute to a better understanding of the articulation of PHC and PC in
the Portuguese reality to understand what difficulties professionals face and how clinical
practice could be improved.

2. Materials and Methods

2.1. Study Design

This is a qualitative, exploratory, and descriptive study using focus groups (FGs),
following the proposal of Krueger and Casey [34]. The study is anchored in a subjective
view of the subject and linked to a constructivist perspective of reality, exploring perceptions
in a categorized way and integrating their theoretical references [35]. Qualitative research
is an evolutionary and adaptive approach that focuses on people’s experiences, behaviors,
and opinions. It seeks to answer “why” and “how” questions, providing detailed insight
and understanding that quantitative methods cannot achieve [36,37].

Focus groups (FGs), in particular, are a form of interview designed to gather multiple
perceptions on a particular topic/area of interest and are an increasingly used qualitative
research method [38,39]. Unlike individual interviews, FGs provide the additional dimen-
sion of interactions between group members [40]. In the context of health care and medical
research, FGs are particularly relevant, as they suggest explanations for behaviors that
could have a sociocultural context [40].

The study followed the consolidated criteria for reporting qualitative research
(COREQ) checklist [41] (Supplementary File S1).

2.2. Setting and Participants

Five FGs were organized with primary health care doctors and nurses from three
local health units (LHUs) in the central region of Portugal. Each FG was composed of
professionals assigned to the same LHU, with a number varying between six and eight
participants (out of a total of 34). For the recruitment process, a purposive sampling
strategy was used [42], and the following inclusion criteria were established: (1) doctors
and nurses with at least one year of experience in PHC; (2) professionals who provide direct
care to patients and their families, particularly to people who routinely required referral
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to PC. Exclusion criteria: professionals absent from work at the time of data collection
(due to illness, training, or vacation). The application of eligibility criteria was assessed
by the principal investigator. The data saturation criterion was used to determine the
number of participants [43]. Recruitment ceased when data no longer provided meaningful
information [44]. To obtain maximum sample variation, no restrictions were imposed on
sex, age, and professional seniority.

2.3. Data Collection

Data were collected using semi-structured interviews, between October and November
2024, during working hours to facilitate attendance. FGs were moderated by an experienced
female doctor (C.B.) and assisted by a faculty researcher (C.L.) and had an average duration
of 75 min (range: 30 to 100 min). The participants were unfamiliar with the researchers
before data collection. Data were collected in each clinical site, and the choice of location
for the in-person interviews followed FG recommendations [34] in terms of accessibility,
comfort for participants, as well as the confidentiality of the information shared.

Potential participants were contacted by the principal investigator via email, who
provided details about the study and FG scheduling, including time and location. Consent
was obtained from contacts who were willing to participate in the study. Each participant
completed a sociodemographic and professional characterization with questions about
their age, gender, professional category, qualifications, years of professional experience
in primary health care, years of overall professional experience, training in PC, and self-
assessment of the level of perceived competence for PC practice (on a scale of 0 = no level
to 10 = high level).

A guiding script was followed for each FG session, consisting of four distinct parts:
introduction, when the main researcher/moderator thanked the group for their availability
and participation and presented the study’s components; FG legitimacy, obtaining au-
thorization to record the audio of the session, providing the informed consent form and
ensuring the confidentiality of the information; development, presenting the purpose and
objectives of the study, and posing questions to encourage discussion and group discussion;
and finally the conclusion, when the researcher thanked everyone for their availability and
collaboration, made themself available for future clarifications and guaranteed that the
findings would be available for consultation [34].

A pilot FG discussion was performed to evaluate the interview guide questions and
to facilitate effective collaboration between the moderator and the observer. The final study
incorporated data from the pilot FG, as only minimal modifications were applied to the
interview guide.

The main researcher/moderator encouraged participants to openly share their ex-
periences and stressed the importance of confidentiality of observations made during
discussions and tolerance of different perspectives. The discussion in each FG was initiated
using the presentation of a clinical vignette, which consisted of a clinical case of a user with
several palliative needs, requiring a reflective analysis by the participants. Participants
are more willing to share their views when using the vignette approach as it allows some
distance between their own experience and the given scenario [34]. This vignette served
as an “icebreaker”, followed by the question, “What palliative needs do you identify in
this clinical case?” Thereafter, the moderator introduced open questions from the interview
script, guided by the literature and primary study objectives, and refined by discussions
among the authors. Questions covered the following topics: (1) intervention practices
in PC; (2) access and referral to specialized PC; (3) facilitating factors and barriers; and
(4) strategies used or to be implemented for referral [7,45–47]. Encouraging affirmations
and direct inquiries were employed to facilitate interaction and stimulate additional debate
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on these subjects of interest. The moderator’s assistant noted privileged information about
facial expressions, gestures, tone of voice, and the context in which the discourse was
delivered. These aspects are fundamental in the process of decoding, interpreting, and
analyzing data. No repeat interviews were carried out. Participants were neither provided
with the transcripts for feedback or changes nor solicited for commentary on the outcomes.

2.4. Data Analysis

Thematic analysis of the data was performed according to the proposal by Braun and
Clarke [48,49] (Figure 1).

1. Familiarizing with the data: 
Transcribe and review data; reading 

and re-reading data; looking for 
patterns; write down intial ideias 

during the process.

2. Generating initial codes: Code 
data systematically; gather extracts 

relevant to each code.

3. Looking for preliminary themes 
and subthemes: Gather the codes 
into potential themes; group all 

data relevant to each topic.

4. Reviewing themes: refinement 
phase; generate thematic map of the 

analysis.

5. Defining and naming themes: 
Refine the details of each theme; 

generate definitions and name each 
topic clearly.

6. Producing the report: Final 
analysis of the chosen extracts, 

relating them to the research and 
literature questions; report of the 

analysis.

Figure 1. Six-step Braun and Clarke [48,49] thematic analysis.

The interviews were audio-recorded and manually transcribed to maintain the au-
thenticity of the original meanings. The first and last authors thoroughly analyzed the
transcripts and familiarized themselves with the data, including the context in which
extracts were produced; thus, the interpretation was supported by a systematic analysis of
the data. Preliminary codes were categorized into themes and refined following each inter-
view. An endeavor was undertaken to transition from descriptive to interpretative codes to
discern wider links among participant experiences. After each interview, the coding matrix
was rigorously analyzed to identify the most pertinent elements of participant experiences,
culminating in an agreement among researchers through discussion [44].

The interviews were loaded into the qualitative data analysis program WebQDA
(Version 3.0, University of Aveiro, Aveiro, Portugal) for data storage and administra-
tion. After the analytical procedure, the textual excerpts, initially in European Por-
tuguese, were translated and subsequently “back-translated” to ensure the retention of their
original meaning.

2.5. Trustworthiness

The Guba and Lincoln criteria were used to maintain study rigor [50]. To ensure
credibility, we used quotes from participants that faithfully expressed their narrative.
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Qualitative data from other sources, such as transcripts and researcher notes, were also used.
Triangulation of researchers was used to refine the findings and respective thematic analysis.
To ensure transferability, the study design, participants, context, sampling methods, data
collection, and analysis were described in detail. To ensure reliability, the work was
subjected to an external audit by independent researchers. Finally, confirmability was
achieved by maintaining reflective reporting throughout the data collection and analysis
phases. Through peer debriefing and reflective journaling, biases and reflections were
documented, increasing transparency and minimizing subjectivity.

The research team used a hybrid approach (i.e., including both deductive and inductive
coding strategies) to form thematic categories [48,49]. Several research meetings were
conducted to facilitate the sharing and comparison of findings, helping to identify recurring
themes. When differing opinions arose, a consensus was reached through discussion. The
main researcher is a resident physician in general and family medicine, with clinical
experience with chronic and palliative patients, and is undergoing postgraduate training in
PC. The fourth author (R.J.V.Y.) is a registered nurse with experience in PHC and PC. The
remaining authors (M.M.S., A.F.C.F., and C.L.) hold PhD degrees and are faculty members
with expertise in using qualitative research. Before collecting and analyzing the data, each
author documented and acknowledged their preconceptions, thus allowing their conscious
use, particularly in the development of the interview guide, and thereby fostering enhanced
and/or novel insights into the subject of study.

2.6. Ethical Considerations

The present study was carried out in accordance with the principles of the Dec-
laration of Helsinki and after the favorable opinion of the Local Ethics Committee
(CE/IPLEIRIA/87/2024). Participation was voluntary and was accompanied by the com-
pletion of the informed consent form. The study’s goal was clearly articulated to all
participants, and confidentiality of their identity and reports was guaranteed. The inter-
view recordings were stored in a password-protected file accessible solely to the researchers
and will be deleted one year after the project’s conclusion. The lead researcher informed
participants that they could interrupt the interview at any time without any associated
consequences. Participants received no benefit and incurred no risks of harm or costs for
their participation in this study. Alphanumeric codes (FG1, FG2, . . . ) were used, thus
ensuring transparency in the documentation of observations and expressing consensus
among participants.

3. Results

3.1. Sample Description

In total, 34 primary health care professionals participated in this study. The majority
of the participants were women (n = 26), and the mean age was 43.8 ± 11.9 (range: 29 to
65 years). Regarding the professional category, most participants were doctors (n = 24), and
the rest were nurses (n = 10). Most participants had no training in PC (n = 23). Notably, the
average level of self-perceived competence in PC was low (3.9 ± 1.7). A sample background
is provided in Table 1.

3.2. Findings Overview

The findings were articulated through three themes and ten subthemes (Table 2)
that bring together the key elements to respond to the study’s objectives. Initially, the
practices of primary health care professionals regarding their provision of PC were explored.
Subsequently, how professionals ensure access and referral of patients and families to
specialist PC was described. This exploration resulted in the identification of barriers that
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participants face in this process, as well as the strategies they use or would recommend to
mitigate the difficulties experienced.

Table 1. Participants’ background (N = 34).

FG1 FG2 FG3 FG4 FG5

Participants number 6 7 7 6 8
Age (Mean ± SD) 35.8 (7.0) 42.9 (13.4) 50.9 (10.6) 44.5 (8.9) 46.2 (5.3)

Female 5 6 6 5 4
Sex

Male 1 1 1 1 4

Family Doctor
Specialist 3 5 4 2 5
Resident 3 2 0 0 0

Nurse
Specialized Family Nurse 0 0 0 2 3

Profession

Without Specialty 0 0 3 2 0
In health care, globally 9.5 (7.8) 17.1 (15.9) 26 (11.3) 21.3 (11.2) 19.6 (6.3)Years of professional

experience
(Mean ± SD) In Primary Care 8.2 (7.6) 15.7 (15.5) 20.4 (11.2) 13.2 (4.2) 13.8 (6.9)

No 2 6 5 4 6
Training in PC

Yes 4 1 2 2 2
Perceived competence level for PC on a scale from 0 to 10

(Mean ± SD) 3.5 (1.2) 2.9 (1.5) 4.3 (1.1) 5.3 (1.9) 5.8 (2.4)

FG: focus group; PC: palliative care; SD: standard deviation.

Table 2. An overview of the themes and subthemes.

Themes Subthemes

Theme 1—The contours of palliative action developed by
PHC teams

(a) Identification of palliative needs
(b) The primacy of the therapeutic relationship
(c) Limitations in response capacity

Theme 2—Barriers to access and safe transition between
PHC and specialized PC

(a) Myths and misconceptions regarding PC
(b) Early referral conditioned by the heterogeneity of disease

trajectories
(c) Bureaucratization of processes and difficulties in the

transition of care
(d) Scarcity of resources.

Theme 3. Ways to mitigate difficulties in accessing and
referring to specialized PC

(a) Investment in PC training for PHC professionals
(b) Customization of services to the needs of people with

palliative needs
(c) Strengthening specialized community palliative care teams.

3.2.1. Theme 1—The Contours of Palliative Action Developed by PHC Teams

A consensus developed among FGs that PC targets individuals with incurable diseases,
characterized by a limited life expectancy, where alleviation of suffering is paramount
to the therapeutic approach. The participants indicated that palliative principles were
beneficial, regardless of diagnosis, whether the patient had slowly progressing demen-
tia or an advanced cancer. This theme includes three subthemes: (a) identification of
palliative needs; (b) the primacy of the therapeutic relationship; and (c) limitations in
response capacity.

(a) Identification of palliative needs

Participants described ease in identifying and assessing palliative needs through the
use of decision-making support tools. However, most participants revealed ambivalence
in the process of assessing non-oncological palliative needs, particularly in patients with
dementia, heart failure, or chronic respiratory diseases.
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FG1: When assessing palliative needs, sometimes the difficulty is not so much with cancer, but with
non-oncological diseases, namely heart failure, COPD, dementia, which could benefit from some
(palliative) monitoring. We have some difficulty understanding these needs.
FG2: The first step is to demystify the idea that palliative care is only for oncological diseases, which
is what we hear about most. There is no doubt that for these conditions we are much more aware to
identify palliative needs.
FG4: Oncological situations are easy to identify. Perhaps, if we think more about chronic diseases,
for example heart failure with decompensation, then it might be more difficult. These are situations
that people don’t associate with palliative care.
FG5: The use of instruments such as the Edmonton Symptom Assessment, the Performance
Palliative Scale, or the surprise question are important resources for assessing needs.

Furthermore, participants highlighted that, in cases of chronic non-oncological dis-
eases, the response often underestimates the severity of the situation, due to the long course
of the disease and the aging process.

FG4: That’s definitely more difficult, because we end up devaluing it. As a rule, they are also older
people. It is much easier to assess an oncological situation than a non-oncological chronic disease.

(b) The primacy of the therapeutic relationship

Another aspect that was consensual among the FGs is related to the proximity of
primary health care professionals to patients and families. Being a PHC professional means
having the opportunity to accompany different generations of the same family throughout
their life cycle, allowing one to build lasting therapeutic relationships that impact the
quality of care offered.

FG1: The fact that we follow people throughout their lives makes it easier for us to reach the person.
Many times, patients accept it better when we tell them, even if we don’t have to be the ones to do it,
even if the diagnosis was provided elsewhere. Also, because we don’t really know what has been said
or not. . . Other times they come to clarify things that the hospital doctor didn’t convey, or that they
didn’t hear or didn’t understand.
FG4: It’s giving support. It’s knowing how to listen. It’s giving that hug. The user may be trying
to deal with the situation alone, but then their daughter, their wife comes to us to support them in
the background.
FG2: Often, being family doctors and nurses can be an advantage, because we know the person better.

Communication is an important catalyzer in promoting a person’s self-determination.
Participants highlighted the need for active listening and information management about
what the person wants to know about their illness or what they intend to share about the
illness with their family support network.

FG5: There are many people who prefer not to know, and this is not always respected (. . .). We must
always ask what the person knows and what they want to know. We have to give the patient space,
they may not want the family to get involved, so the family doesn’t suffer. We must demystify this
with them, but at the same time respect their decision.

(c) Limitations in response capacity

The professionals mentioned several situations in which they provided general PC,
with emphasis on symptomatic control in the initial phases, referral and mobilization of
resources/support in the community, as well as involvement of families.

FG1: With our approach we achieve initial pain control, but in more advanced situations this no
longer happens. Also for constipation and nausea, if applicable. We can answer simpler questions,
even if they are not in situations of terminal illness, but in which the principles of palliative
care apply.
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FG2: We can manage pain and some symptoms in the earliest stages. In social terms, users often
have doubts, particularly about the support and benefits they may be entitled to. As we are not social
workers and do not know how to clarify all doubts, we refer the person to the Social Worker and
make ourselves available for whatever is necessary.
FG3: We adjust medication, mobilize some social resources and provide support to the family.
FG4: We can and should provide palliative care! It is the only way to give access to the population
(. . .). We monitor low complexity situations or pass this responsibility on to specialized care in
moderate to high complexity situations given our limitations.

Despite existing efforts, there is a feeling that little is being done to help people die at
home (the location preferred by most patients).

FG5: Despite everything, we do very little. Most of our users die in the hospital. If we don’t issue
death certificates, it’s because they die in hospital. . . the truth is that we are doing little, especially
in this matter of allowing people to do this journey at home, which we know will not be for everyone,
but perhaps the vast majority would be able to do so (. . .).

3.2.2. Theme 2—Barriers to Access and Safe Transition Between PHC and Specialized PC

Primary health care professionals face several barriers when it comes to the transition
of care and the referral process. Four subthemes were identified: (a) myths and misconcep-
tions regarding PC; (b) early referral conditioned by the heterogeneity of disease trajectories;
(c) bureaucratization of processes and difficulties in the transition of care; and (d) scarcity
of resources.

(a) Myths and misconceptions regarding PC

Professionals acknowledged that there are several myths and misconceptions among
patients, families, and the wider community regarding PC. The myth that PC hastens death,
as well as the association of PC with terminality and abandonment, constitute barriers to
timely referral. According to participants, it is necessary to invest in community awareness
about PC, its benefits, and its person-centered approach.

FG1: People often associate palliative care with people who are dying, so we sometimes face reserva-
tions about speaking openly as we may not be well interpreted (. . .). The lack of literacy in palliative
care is very significant. Talking about death is still taboo.
FG2: People really associate palliative care with terminality and the idea that there is nothing more
to offer. But after receiving PC, patients feel very good and appreciate this support.
FG3: Talking about palliative care is scary for many and there are many prejudices. We had a user
who only accepted treatment here with us in the treatment room, and did not accept care at home
(. . .). Families themselves also experience uncertainty and fear of dealing with losses. . . and this
greatly affects adherence.
FG4: It is important to demystify the word “palliative” for the community in general. We recently
had a case of a user who was an informed person, but who got it into his head that when he was
referred to palliative care it was the end for him. . . he internalized that we were, in a way, giving up
on him. Later, the family team went home after he was integrated into palliative care and he is now
grateful because he is in his natural environment, in his home.

(b) Early referral conditioned by the heterogeneity of disease trajectories

The teams described the different moments in which they felt the need to refer more
complex cases to specialized teams. In all FGs, it was evident that the lack of symptomatic
control, a worsening functional state, and an increase in psycho-emotional and spiritual
needs make it difficult for family teams to monitor the situation.
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FG1: Referral is necessary when we can no longer control the symptoms, when multiple decompen-
sations or hospitalizations begin to occur. Certain types of therapeutic formulations are not available
in PHC, for example, subcutaneous and transdermal or transmucosal medication.
FG2: When the pain is no longer controllable, or multiple side effects of the medication appear:
constipation, dyspnea, lack of appetite and nausea. . .. We try to control it, but at a certain point we
need help from specialized teams.

Although participants describe the transition of care related to patient complexity, spe-
cific tools are not used for their assessment. At the same time, the difficulty in interpreting
the assessment scales used by specialized PC teams was also mentioned.

FG1: We know that there are tools that can be used to assess the complexity of patients, but they are
also very extensive and not easy to apply (. . .). Sometimes we look at the palliative care team’s records
and we see that they use a lot of scales, but then having to interpret or validate that assessment is
sometimes difficult.

On the other hand, the responsibility of professionals in the late transition to special-
ized PC was highlighted.

FG5: We referred too late, we thought about it too late. Perhaps we don’t have the sensitivity to
understand that it makes sense to refer right at that initial stage. And perhaps an initial assessment
is more advantageous than an assessment “just to die”, so to speak.

(c) Bureaucratization of processes and difficulties in the transition of care

The bureaucracy associated with referral processes, the slow response times, and
the limited response from the National Network of Integrated Continuing Care (RNCCI)
constitute significant barriers for participants.

FG3: On the computer platform, the social worker has to fill out one part, the nurse fills out another
part, the family doctor fills out another part. . . All of this is a time-consuming process and the user
is waiting, with the possibility of the request being denied. . .. The delay is a problem!
FG5: The referral form is terrible to fill out and our response capacity should be faster. There
shouldn’t be so much bureaucracy, because patients and families are suffering. . .

Professionals also criticize the lack of a user-friendly platform for referral to the RNCCI,
which requires filling out a series of questions that, in most cases, are poorly adapted
to reality.

FG4: Very difficult and there are questions that don’t fit very well, details that are unnecessary,
without relevance. Mandatory questions arise of a sexual nature that seem unnecessary to us, at
least at the time of referral. It might make sense at a later stage, but not at that moment.

These participants also expressed the lack of a proximity of care in a collaborative
and integrated network where they could obtain advice and support in decision-making
regarding patients with palliative needs.

FG3: There are not enough community teams in PC to help us with the most complex cases. There
is no proximity and this also makes it difficult to access answers.
FG4: We have the RNCCI, but we do not have a Community Palliative Care Support Team. We can
only count on the in-hospital team, but we do not have access to them, only the hospital services can
refer patients there.

Another barrier to the safe transition of care results from the lack of coordination
between primary and hospital health care, hindering the user’s integrated monitoring.

FG1: Just think that when a person is hospitalized, they often lose contact with their family doctor,
and communication between the two levels of care does not always exist.
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(d) Scarcity of resources

The shortage of human resources in essential primary care to support palliative
patients, such as psychologists and social workers, is a difficulty faced by participants.

FG2: We lack resources, we realize the importance of psychosocial support and then, in practice, we
lack the support of psychologists.
FG3: Social prescription here is still a myth, it is still a goal to be achieved. Obviously, it is through
the social worker that the family often mobilizes home hygiene support, support for meals, transport
and other benefits to which the user may be entitled. But the social worker is “general”, not just
involved in the referral process or the palliative care team. It’s the only one that exists here, (. . .) and
it ends up being overloaded.
FG4: We have very few resources. We have had a psychologist here at the Health Center for a short
time now, but she is clearly not, in any way, sufficient for what we need. Therefore, either families
have the possibility to appeal on their own, or unfortunately they are left without answers.

The need to adequately understand the disease trajectories for early referral was also
recognized. However, participants state that response capacity is largely determined by
available resources.

FG5: According to the person’s diagnosis, it is possible to anticipate their needs and we try to
prevent the situation from evolving into symptomatic loss of control. We try to ensure that the
person has the greatest comfort and the best care possible. However, we have a limited response
capacity due to a lack of resources.
FG4: This is very unpredictable. It is obvious that there are situations, especially in cancer, when we
can predict better, but others. . . it is very difficult to perceive when the person will start to decline.
And so ideally we would have a faster response capacity. In other words, we risk referring people
who didn’t exactly need it at that moment.

3.2.3. Theme 3–Ways to Mitigate Difficulties in Accessing and Referring to Specialized PC

The professionals suggested several strategies that could be used (and some that
are already used) to mitigate difficulties in accessing and referring to specialized PC. In
this context, the following subthemes emerged: (a) investment in PC training for PHC
professionals; (b) customization of services to the needs of people with palliative needs;
and (c) strengthening specialized community palliative care teams (CPCT).

(a) Investment in PC training for PHC professionals

The disinvestment in PC in undergraduate training was recognized by all groups.
Consequently, investing in training was considered a priority with an impact on both the
quality of care offered and the referral process.

FG2: It is very likely that things would be better if we had basic training in PC. Mandatory palliative
care training should even be part of the General and Family Medicine internship. (. . .) It may even
be necessary to decide whether it is time to make a referral or even to be more alert to the activities
that we can or cannot do.
FG3: It is the general feeling that we do not have adequate training. In the case of younger
professionals, only those who seek training at the master’s level are more up-to-date. Furthermore,
mandatory training is insufficient or even non-existent (. . .) It is one of the areas in which we need
ongoing training and updating.
FG4: The big issue here is that most of us don’t have PC training and we are on the front line! Until
patients reach specialized teams, we are the ones who deal with them and their families. What we
learn is based on acquired experience, and also on our sensitivity. Therefore, it would have been
important to have some investment in the continued training of professionals.
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Professionals who have completed postgraduate studies in PC recognize gains in their
clinical activity in terms of managing more complex cases and the need for referral to
specialized units. The rest of the team also ends up benefiting from the presence of trained
professionals, fostering numerous debriefing moments that allow discussion of cases.

FG2: Training undoubtedly facilitates referencing itself. Those who have undergone training in the
area are more sensitive to the problem and end up referring it much more, compared to colleagues
who have not. . .
FG4: We have learned from those who are doing postgraduate studies within our unit. We ask a lot
of questions and discuss the most problematic situations.

(b) Customization of services to the needs of people with palliative needs

Participants reported that it was necessary to dedicate more consultation time to meet
the needs of palliative patients, since the time available in a “normal” consultation is not
sufficient for monitoring the needs of patients and families.

FG4: The truth is that a consultation time of 15 to 20 min is clearly not enough to deal with the
complexity of the needs of the palliative patient and their family. Which means rescheduling after
rescheduling, and families are left dissatisfied.
FG1: We fall short in terms of psychological and emotional support, largely due to the time
constraints we face. It is necessary to manage the schedule to allow more consultation time to be
reserved for these users.

While some professionals can easily control the scheduling of appointments, others
do not have this possibility. To solve this problem, participants mentioned the creation
of a specific consultation in palliative care, as is already done for hypertensive, diabetic,
pregnant patients, etc.

FG1: Sometimes we don’t have control over appointment schedules. Therefore, only by creating a
specific query in PC is it be possible to improve the quality of our current care provision.
FG3: The main problem is that we have to respond to the constant pressure we suffer from patients,
family caregivers, coworkers and managers. We have to create priorities and there is not time
for everything. The possibility of a PC consultation as part of the PHC service portfolio could
be a solution similar to what we do in other areas. However, this implies the secure allocation of
human resources.

The need for an integrative care model was highlighted as an ideal model of action in
which early referral to palliative care is combined with primary health care. The possibility
of PHC teams including professionals with training in PC would facilitate intervention
with palliative patients, as well as serve as a bridge between PHC services and specialized
teams in PC.

FG4: Basic palliative care units should be created in primary health care. Just as there are additional
portfolios for alcoholism, smoking cessation, obesity, etc., there should be a basic palliative consulta-
tion by trained colleagues to help manage symptoms, provide psychological first aid, etc. It would be
an easy and relatively cheap way for the Unified Health System to democratize access to palliative
care for a large part of the population that is currently unable to benefit from it.
FG3: Create teams. . . for example, in each LHU a team should be created to carry out specific
palliative consultations. This was envisaged a long time ago, but it never happened.
FG2: Having the possibility of shared monitoring makes perfect sense. (. . .). We don’t have the time
that community palliative care support teams offer, they have visits lasting two hours. . . We don’t
have that time, we can’t provide that support. Therefore, we need an integrated approach and greater
proximity between generalist care and specialized PC care.
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(c) Strengthening specialized community palliative care teams (CPCT)

In all FGs, participants reported added value in strengthening CPCTs, as they support
decision-making and provide consultancy when necessary.

FG1: I have already had conversations with colleagues at CPCTs about pain control therapy, using
co-analgesics that we do not usually use. With these teams, we don’t feel helpless.
FG2: They have the team’s cell phone, to provide support, both for patients and for us, colleagues.
Fortunately, we have the community team and a good relationship with them. We are a privileged
unit and I think this has a lot of influence on our performance.

Another positive aspect described by participants is the speed of the CPCT response.
Although CPCTs have limitations in offering home care to all palliative patients, they offer
other services such as consultancy, telephone support, and teleconsultation.

FG5: They are quick to respond, often responding within the same week. Sometimes they suggest a
first joint visit with the family doctor, who in this case is the person who already knows the patient
and who proposes the referral. Even if they are not able to make a home visit, there are other forms of
support such as telephone assistance and teleconsultation.

4. Discussion

Family doctors and nurses play a central role in accessing and referring patients to
PC, since the response provided by specialized palliative care does not meet the needs of
the population [12]. The skills of these professionals include approaching the patient’s
suffering, basic symptom management, and developing a treatment plan aligned with
the person’s preferences, thus respecting their autonomy [51,52]. Although participants
described relative ease in identifying and assessing palliative needs, the majority revealed
ambivalence in the process of assessing non-oncological palliative needs, with difficulty in
identifying the needs of these patients and the apparent devaluation of situations associated
with aging and long disease trajectories. In fact, according to the available evidence, frail
older people, people with non-malignant diseases, and people from ethnic minorities have
unequal access to PC. Given that they tend to access these services later and with less
functional reserve, many are never identified as having palliative needs [33,53,54]. PHC
professionals developed a person-centered approach, which has demonstrated positive
effects on health outcomes, including better patient–professional relationships and higher
patient satisfaction rates [55]. According to the literature, family doctors and nurses are
essential for providing EoL care, due to the strong, close relationship built over time, which
allows for detailed knowledge of the patient and family’s history [8]. Although participants
consider themselves to be in a privileged position of proximity to users (which facilitates
communication), they admit to difficulties in communicating bad news and the need for
training in this area [56].

The findings highlighted several difficulties in accessing and referring to specialized
PC. Emphasis was placed on myths and misconceptions regarding PC, so it is essential
to invest in PC literacy among patients, caregivers, and the wider community [57–60].
Although professionals acknowledge the increased complexity of patients and lack of
symptom control as the main reasons for referral to specialized PC, they recognize that
these are often late. According to previous studies, this fact may be related to diffi-
culties in estimating prognosis, disease trajectory, and timely recognition of the end of
life [19,30,32,33,59]. Other barriers include the scarcity of resources, bureaucratization of
referral processes, and difficulties in communication between health professionals, condi-
tioning the fluidity in the articulation of care [7,61].

Investment in training was identified by participants as an improvement strategy
with an impact on the care they offered and also on referral processes. The education
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and training of health professionals in PC have been reported as inadequate in several
studies carried out in different populations, particularly with regard to the complexity of
care and the diagnosis of palliative needs [30,61]. To improve professionals’ skills, it is
necessary to provide learning opportunities and educational resources [8]. Customizing
services for people with palliative needs was also a strategy proposed by participants, as
a way of overcoming the lack of consultation time at PHCs to meet the needs of these
patients in the best and most complete way possible [57,62]. These strategies involve
adapting the medical or nursing schedule to increase the consultation time allocated to
these patients or implementing a specific consultation model for this type of patient [63]. It
was also suggested that a consultation be implemented by primary health care teams with
specialized training in palliative care. This could serve as a bridge between family doctors
and nurses and specialized hospital care. The possibility of consultancy, the use of effective
communication channels, collaborative work, and the existence of an integrated care
network are tools that increase the responses of health professionals [64,65]. In the present
study, participants recognized the importance of CPCT as teams that meet these criteria,
given their collaborative work model and proximity to the community [66]. Furthermore,
participants highlighted the need to increase the number of these teams, which provide
more rapid responses, as an improvement strategy to be implemented.

4.1. Strengths and Limitations

The present study presents a set of strengths and limitations. Given the lack of
research in Portugal on this topic, this study contributes to the expansion of available
knowledge regarding the experiences of PHC professionals. This study highlights the role
of family doctors and nurses as key elements in ensuring global access to PC, both due
to their fundamental role in providing PC and their importance in referrals to specialized
teams. Furthermore, the integration of the subjective perspectives of professionals provides
a comprehensive view of the reality of PC in Portugal. In methodological terms, the
researchers rigorously followed the different phases of the research. To ensure the credibility
of the study, the researchers maintained reflexivity throughout the research process, and
each research phase was discussed and documented in detail. In parallel, the sample
provided variations in the experiments and attained data saturation.

Regarding the limitations of the study, the fact that the participants within each FG
knew each other could have influenced their interactions. FGs can exhibit subject bias, given
that dominant participants or the moderator can influence individual and group opinions,
which may result in the non-expression of some individual perceptions and experiences.
To mitigate the risk of social desirability bias, data collectors used techniques to establish
rapport with participants, such as using probing questions, requesting stories and examples,
and providing assurances. While focus groups can be valuable for exploring specific
topics and understanding group dynamics, relying solely on them without methodological
triangulation can lead to a less comprehensive and potentially biased understanding of the
research question. Further mixed methods may identify convergent or divergent patterns
of phenomena. Although using a qualitative vignette is an effective projecting strategy, this
can elicit answers from participants that they prefer to withhold. To address this claim,
participants were assured they were not required to connect the scenario to their personal
experiences unless they chose to do so. Although the present study involved three different
local health units in the central region of the country, we admit that the practices of PHC
and PC professionals, as well as the organization of these services, vary with geographic
context, limiting the transferability of the findings.
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4.2. Implications for Practice

This study offers a deeper understanding of the Portuguese reality in terms of the
articulation between primary health care and PC. It identified the main challenges faced by
PHC health professionals when providing PC and in the transition of care, highlighting
strategies that they apply or recommend for improving clinical practice. In Portugal, PC
education in undergraduate programs, particularly within the nursing and medical fields,
is being developed but still faces challenges in terms of curriculum integration and practical
experience. While there is growing awareness of the need for PC education due to an
increased prevalence of chronic diseases, there is a gap between theoretical knowledge and
practical application that reinforces the need for better curricula integration of PC. This
study also highlighted the importance of training and continuous professional develop-
ment in PC for PHC providers. Improving education and support for PHC teams may
enable them to be more proactively involved in identifying patients with palliative needs
and initiating early referral. The stereotypes that exist in the community regarding PC
make it urgent to invest in health literacy, in order to highlight the work carried out by PC
services [67,68]. Furthermore, research highlights the need to strengthen communication
and collaboration among healthcare professionals. Fragmentation and lack of integration
are often expressed as barriers, suggesting the need for more structured interprofessional
collaboration and shared care models [69,70]. The scarcity of resources and the bureaucra-
tization of processes are important issues on the political agenda, and it is necessary to
invest in financing PHC and simplifying referral processes.

5. Conclusions

To the best of our knowledge, so far, no other studies have analyzed the practices,
access, and referral to PC from the perspective of PHC professionals. The findings were
organized into three core themes: (1) the contours of palliative action developed by PHC
teams; (2) barriers to access and safe transition between PHC and specialized PC; and
(3) ways to mitigate difficulties in accessing and referring to specialized PC. This study
highlights the fundamental role of PHC professionals in providing primary PC, identifying
PC needs, and referring patients to PC early, while exposing the systemic and interpersonal
challenges that hinder these processes. To overcome these challenges, it is essential to invest
in the development of integrated care models that promote practical, low-bureaucratic
referral processes and capture the human resources necessary for adequate follow-up of
users. Measures should strengthen collaboration between PHC and PC services, as well as
promote the improvement of professional training, particularly in communication skills.
Health education must be promoted to demystify PC among the population. The findings
also highlight the importance of CPCTs in PC as fundamental agents to improve access
and support PHC professionals in care decisions and practices. By recognizing and acting
on these implications, health systems can move toward a more equitable, timely, and
person-centered PC, anchored in strong primary health care and supported by informed
and empowered communities.
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Abstract: Background: Volunteering is a type of support that provides high motivation and supports
social participation during the active aging process without any financial reward. Volunteering
services provided by an active older person not only provide free services to the community where
needed but also help individuals feel valued by creating a social environment, thereby increasing
their resilience. The aim of this study was to determine the views on volunteering in palliative care
services among older individuals over the age of sixty who attend the Ege University of the Third
Age [U3A] and outline the volunteer profile of older students after receiving palliative care training.
Methods: This study was conducted using a qualitative research method. The study population
consisted of seventy students from the Ege U3A in İzmir who met the inclusion criteria. Before
the training, the U3A students were given a brief pre-test about palliative care and volunteering,
followed by 2-day, 16 h basic palliative care training. After the training, the students were asked to
respond to written questions about volunteering in palliative care, and their responses were collected
in their own handwriting. For the data analysis, a thematic content analysis was conducted using
MAXQDA 20, a qualitative data analysis program. Results: In this study, the average age of the
70 University of the Third Age students were 67.47 (60–89) years. The participants were 75% women;
85% were married, 40% lived with their spouse, and 37.14% had been students at the University
of the Third Age for 3 years. After the thematic analysis, six main themes emerged: physical and
social support, educational support, medical/clinical support, financial support, spiritual support,
and caregiving for pediatric patients. Conclusions: In our study, it was clearly observed that older
students enrolled in the Ege U3A, who had a high potential for volunteering, were willing to work
voluntarily in palliative care within the limits of their physical abilities and resources. This research,
which aimed to create a volunteer profile in palliative care, allowed older students to find suitable
roles for themselves and increased their motivation to provide this unpaid service. Based on this, it
aimed to establish an effective start and an encouraging practice for the development of a pilot study,
which is needed for Türkiye.

Keywords: palliative care; active aging; volunteer training; qualitative research

1. Introduction

“Before meeting the patient, I learn about their preferences and needs to make
appropriate preparations. If permitted, I can dress them in clothes that suit their
taste and set aside some for them to wear once they have recovered, hoping to
make them happy and give them hope by telling them they will be able to wear
these clothes later. I find out their favorite music in advance and record it on
my phone; if they wish, I can listen to the recorded music with them and sing
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along. I learn about books they like and, if they want, I can read them, then leave
the books for their own reading later. I listen to their stories and try to engage
in conversation. If there is a family photo album, I would obtain it from their
relatives, look through it with them, and listen to their memories if they wish to
share. At the end of the day, I review the time we spent together and make sure
to convey my intention to return. The hope of spending another day together in
a better and healthier way will be beneficial for both them and me.”

The statements above are expressions from a volunteer who participated in our study,
written exactly as they were originally provided. We believe that the time has come to
transform this potential that older individuals have for healthy aging into a real dynamic,
especially for a developing country such as Türkiye in the field of palliative care.

Volunteer work can best be defined as a free, non-profit activity that usually serves the
common good. Working as a volunteer supports a person’s positive attitude towards life.
Helping someone else for free at any age provides a high level of motivation. Conducting
volunteer work feels like therapy to a person and provides motivation to engage in it
constantly [1]. The World Health Organization [WHO] classifies chronological ages as
follows: older adults between the ages of 65 and 74 years as the youngest-old, those
between the ages of 75 and 84 years as the middle-old, and those aged over 85 years as
the oldest-old [2]. Being able to live actively during old age is an important criterion for
successful aging [3]. Active aging is a multi-dimensional concept influenced by several
factors, such as lifelong learning, physical health and functionality, lifestyle, environmental
conditions, and social inclusion.

The most productive way of active aging for the elderly is to participate in volunteer
work. The volunteer work of this population group can be understood as a valuable
resource, as older people have freer time availability and can contribute a wealth of
experience. Furthermore, volunteering is seen as an opportunity for older people, as
it offers opportunities to participate in social life, experience social inclusion as well as
recognition, and able to engage in meaningful activities. Therefore, it is not surprising that
in Austria too, the highest volunteering participation rate of 57% occurred for the 60–69 age
group and that 43% of 70–79-year-olds still volunteer [4]. Furthermore, the engagement of
older people benefits not only volunteer organizations and society but also the individuals
themselves. Many studies have shown that volunteering by older people is associated
with better physical and mental health [5], a lower probability of illness, better mental
well-being, greater life satisfaction, lower mortality, and better general well-being. This list
includes aspects that people want for old age or need for successful aging [1].

Lifelong learning plays a key role in older individuals expressing themselves, partici-
pating in community life and employment, and developing skills and experience, and it
also strengthens intergenerational communication and experience transfer. Studies indicate
that there is a linear relationship between active aging and lifelong learning. U3A is one of
the best examples of these studies [6]. U3A opened its doors to individuals over the age of
60 in 2016 as part of a lifelong learning initiative under a social responsibility project at Ege
University. The Ege U3A, coordinated by the Department of Geriatrics at Ege University
and involving volunteer academics from various faculties of the university, is a social
responsibility project that includes both theoretical and practical courses. The theoretical
courses cover a wide range of topics, from health preservation and vaccination to cosmol-
ogy and history. Some of the practical courses include folk dance, psychodrama, choir, and
knitting. The duration of the program is 3 years. U3A not only strengthens individuals
physiologically, psychologically, and socially but it also contributes to the development of
new roles [7]. These universities first emerged in France in 1973 [6,8]. Since the training
programs are shaped according to regional needs, there is no standard curriculum. When
examining examples in our country, no palliative care training specifically aimed at the
older population has been found. It is important for older individuals to understand the
concept, scope, and purpose of palliative care.
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Particularly, in the aging global population, deaths caused by infections have been
replaced by deaths due to chronic diseases. Consequently, aging individuals appear to
be at a higher risk for chronic illnesses, and their need for symptomatic care related to
these diseases has become more prominent. Understanding the content of this care forms a
preliminary preparation phase for evaluating how well the provided services will meet
expectations and for identifying the required areas of care. In particular, collaborating with
healthcare professionals will provide an advantage in meaningfully maintaining social
support for patients [9].

One of the best examples of creating a strong social support network through individ-
uals who volunteer to join a team in palliative care in Germany. In Germany, individuals
who volunteer to join a team in palliative care are representatives of normal life within
the interdisciplinary team. They support the care team, establish connections between the
institution and daily life, bring various skills and experiences to the team, and take on
tasks such as conversing with patients or their families, reading books, going for walks,
accompanying patients at night, and indirectly participating in bureaucratic tasks and other
activities [10,11]. U3A students receive services from volunteer academics and observe
what it means to serve in a voluntary job. Therefore, they are a very suitable group for
volunteering, as they provide social and psychological motivation. The desire of U3A
students to engage in active aging, their free time, and their high instinct to be useful to
society after receiving education increase their volunteering potential.

In Türkiye, involving older individuals as volunteers in palliative care is highly
valuable for promoting positive outcomes, such as continuing to produce based on healthy
aging, strengthening social connections, and providing motivation through voluntary work.
It allows older individuals to find and maintain a meaningful place in life to the extent that
their competencies permit at every age. The aim of our research was to identify the views
of U3A students who aim for active aging regarding volunteering in palliative care after
receiving training on the subject and to outline the profile of older individuals in Türkiye
who are interested in volunteering in palliative care.

2. Methods

This study used a qualitative research method. The study population consisted of
Ege U3A students. A total of 70 students from Ege U3A, who were enrolled and had
received 16 h of theoretical training in palliative care, were included in the study. The
theoretical training program included the following topics: “Definition of palliative care
(what is palliative care and what is it not?), palliative care practices in Türkiye, palliative
care practices in the world, symptom management in palliative care, making a medical
will, end-of-life care and communication with the dying patient, the health of caregivers in
palliative care, and volunteer work in palliative care”.

The following inclusion criteria were used for this study:

• Being a U3A student;
• Being 60 years of age or older;
• Having completed 16 h of training in palliative care;
• Having no physical or sensory disabilities [e.g., writing, hearing/speaking difficulties];
• Being found healthy after a comprehensive geriatric assessment;
• Being willing to participate in the study.

2.1. Data Collection Method

This study was conducted between November 2023 and May 2024 with individuals
over the age of sixty at Ege U3A in İzmir. All the students who met the research criteria
were included in the sample. The data for the study were collected using an individual
information form and a semi-structured interview form. During the pre-test phase, the
individual information form and close-ended questions regarding the concept of palliative
care and their past volunteer experience were administered. Subsequently, 2-day (totaling
16 h) palliative care training was provided.
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After the training, a consent form was signed, and the purpose of the study was
explained. The students who agreed to participate underwent a comprehensive geriatric
assessment, and those without health problems affecting their ability to listen to and
understand the lessons were included in the study. Socio-demographic information was
collected using the individual information form. In the open-ended interview form, the
participants were asked to write in their own handwriting and of their own free will
whether they would like to offer support in the field of palliative care and the areas
in which they would be willing to volunteer. It was explained that there would be no
sanctions, obligations, or requirements regarding what they wrote, and if they did not wish
to volunteer, they were asked to clearly express that in writing as well.

2.2. Data Collection Tools
2.2.1. Individual Information Form

The participants were asked about their age, gender, marital status, family structure,
how many years they have been a U3A student, what the concept of palliative care means
to them, whether they had received palliative care training before, and their experience or
intention to work as a volunteer.

2.2.2. Open-Ended Interview Form

The interview form included 1 open-ended question and 2 yes/no questions aimed at
revealing the volunteering profiles of individuals. The questions from the interview form
are provided below.

1. After receiving training in palliative care, would you consider working as a volunteer
to support palliative care? Yes/No

2. If your answer to the above question is ‘yes,’ in which areas and what kind of support
would you like to provide as a volunteer for patients after receiving training in
palliative care?

3. Would you like to be part of the volunteer pool for supporting palliative care patients
and stay in communication with the training team? Yes/No

2.3. Data Analysis

In the data analysis, a qualitative content analysis was conducted. After transcribing
the open-ended responses, a thematic content analysis was performed using MAXQDA
2020.1, a qualitative data analysis program. The researchers identified the themes, partici-
pants [volunteers were coded as V1, V2, V3], and sub-themes that represented the codes
through iterative discussions until a consensus was reached [12].

Ethical Considerations

Permission was obtained from the Medical Research Ethics Committee of Ege Univer-
sity, decision No. 23-9T/58, on 7 September 2023. The Ege U3A students who agreed to
participate were informed about the study and their written consent was obtained. The
participants were also informed that they could withdraw from the study at any stage.

3. Findings

The average age of the 70 students included in the study was 67.47 (60–89) years. A
total of 85% of the participants were married, 40% lived with their spouse, and 37.14% had
been students at the Ege U3A for 3 years. It was noted that none of the students knew
the meaning of palliative care before their training, and none had previously received
palliative care training. Prior to the training, it was found that 82.85% of the students
had not previously provided volunteer services, and 72% had not considered working as
a volunteer.

After the training, 90% of the students expressed a desire to work as volunteers in
palliative care, and 87% indicated that they wished to stay in communication within the vol-
unteer pool. The areas in which the older individuals indicated they could or would like to
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provide support, based on their written statements, were categorized into five dimensions.
Three experts in the research evaluated the written statements separately and extracted
themes. Then, the experts reviewed the themes created together, and as a result, six main
themes were reached without any sub-theme groups. These were as follows: physical and
social support, educational support, medical/clinical support, financial support, spiritual
support, and caregiving for pediatric patients.

3.1. Social and Physical Support Dimension

The day should begin with a sweet smile, followed by approaching the patient with
that warmth and assisting with their daily self-care. I help them with physical activities as
desired [V1, V11, V18].

I would like to provide physical care if health professionals teach me how to do
it [V18].

I can assist with personal care and help with exercise [V23], [V36], [V53].
I would take on patient care for specific time intervals, such as 1–2 h a day or one day

a week [V45].
I can assist with the patient’s nutrition and personal care [V46], [V47].
I would cut their hair and nails and ensure body hygiene [V55].
Then, I try to uplift their energy by engaging in conversations they enjoy, providing

an environment that will be beneficial to them as much as possible. I make sure they feel
and live in that room as if it were their home [V1].

I would play games, read books, take them outside depending on their condition, and
listen to their memories [V3].

I would read books to patients for an hour or listen to them [I observed that older
individuals have a great need to share their life experiences, and conversing always relaxes
and calms them] [V4].

I would like to bring a meal to a palliative care patient and give their family member a
day of rest, even if just for one day [V5].

I would try to distract my hospitalized friend or someone in need by discussing com-
forting topics [telling jokes, making humorous remarks] to help them shift their thoughts,
even if just a little [V7].

At suitable times, I would try to help others in need by engaging in conversations,
reading books, or doing their shopping [V10].

I would be present for tests and treatments to support the person and ensure their
feelings are positive. If they are anxious or scared, I would find a topic or activity to distract
them [e.g., reading a book] [V11, V31, V32, V33].

For a person who has lost their sight, you could describe the facial expressions and
environment while watching a movie. I would like to be someone’s eyes, ears, or hands
and feet [V12].

I can assist with their shopping and any needs outside the hospital [V13].
I would like to read books and poems, find topics of interest to them to discuss, and

help open up their inner world to relax them [V14], [V40].
I would like to solve puzzles, play chess, and teach Alzheimer’s and dementia patients,

sharing my knowledge to be helpful [V18].
Washing their clothes, boosting their spirituality and motivation, and providing

psychological support are also very valuable [V19].
I would like to share that I can easily provide support on specific days and times

for tasks related to the outside world that those in need of palliative care [in a home
setting] might have difficulty managing, such as paying electricity and water bills, handling
applications to official authorities, and other bank or tax office transactions that they cannot
attend to themselves [V21].

I would communicate with the family and provide support to them. I would also
interact with the patient. I can arrange appointments for the patients and take them to

79



Healthcare 2024, 12, 2591

check-ups. I would facilitate visits with people the patient wants to see. Additionally, I can
help with household chores [V23].

I can support individuals by staying with the patient for a couple of hours if they need
to go to a health center or hospital to obtain supplies or see a doctor and cannot leave the
house. If the patient and their family can go outside, I can take them for a drive to get fresh
air and help them get away from their current environment [V24].

I can feed the patient, administer their medication, and measure their blood pressure.
If the patient can speak, I can chat with them; if they enjoy reading, I can read books to
them [V25].

I would like to contribute to the process by giving presentations on music and poetry
for palliative patients [V26].

I would try to help older patients with walking, participating in their shared memories,
and assisting with tasks like shopping and banking [V28].

Since I attend folk dance classes, I would also provide support in this area [V29].
I can help a conscious patient relax by deepening the conversation to express their

current thoughts in words, feed them, and manage their medication [V30].
I can care for patients without family. I would sit by their side and listen to them. I

would talk to them to make them feel that they are not alone and that there are people who
care about them. I can provide emotional support, boost their spirits, and follow up on
hospital procedures [V37].

As a man, although I may not be able to provide as much service as women, I would
like to assist with technical matters. I would like to work on repairing and maintaining
equipment such as chairs, beds, and other tools used by patients and staff [V44].

Physical health is just as important as mental and emotional well-being. I practice a
sport that has a remarkable effect on individuals by integrating both. I can do simple Tai
Chi with them, and face yoga is also included [V48].

Caregiver Burden I know that my late spouse, A, experienced a lot of difficulties due
to dementia. For this reason, I want to help caregivers in the hospital [V2].

I would provide support to caregivers according to their needs [V3], [V35].
I had my parents and three siblings, but I felt alone and abandoned. I deeply expe-

rienced loneliness, helplessness, and social isolation. I would like to share and alleviate
loneliness by talking with someone in an analogous situation [V6].

If possible, I would support caregivers by completely relieving them for a while so
they can rest, relax, and clear their minds and spirits. I would ensure that their loved ones
are fully cared for while the caregivers are away for a few hours or a few days, allowing
them to rest and recuperate [V9].

I would assist with tasks such as cleaning and laundry for the caregivers of patients
who are bedridden for long periods [V13].

During the caregiver’s rest periods, I could accompany the patient myself [V15].
Volunteers’ involvement with patients relieves the caregivers. Being away from the

environment and taking a breather not only boosts their spirits but also provides hope for
the future [V17].

I can provide psychological support to the patient’s caregiver and assist them on
certain nights. For example, I would ensure they get some rest and offer help through
communication, as far as my abilities allow [V20].

I can visit the caregivers and listen to their concerns while chatting with them over
sweet and salty homemade snacks [V22].

I can stay by the patient’s side to give the caregiver a break, handle external errands
such as pharmacy, market, and grocery shopping, and cook meals according to their
preferences [V25].

I can give the caregivers a rest for 3–4 h and visit them [V27, V33, V38, V41, V34].
I can give him/her a break to rest his/her companion, allowing him/her to get away

from the hospital environment and take a day for himself/herself by walking and getting
fresh air [V30].
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3.2. Educational Support Dimension

In the social volunteer project, I can support by taking courses or seminars for training
if needed [V8].

I would like to work in education and consultancy services within palliative care [V42].
I can volunteer to provide information and suggestions for Alzheimer’s patients [V43].
If I were to volunteer, I would encourage the widespread adoption of volunteering

by motivating young students to participate in such activities, even if only for a short
period [V55].

I could organize small-scale celebrations for patients on special occasions, as long as
their health permits [V56].

When it comes to education and training, I would volunteer to work in every aspect. I
would read and explain and use my training in drama and theater to dramatize various
topics [V57].

3.3. Medical/Clinical Support Dimension

I would like to work as a physiotherapist in palliative care as a volunteer. Palliative
care patients may need assistance with certain movements they are unable to perform [V67].

After retiring, I participated in various courses such as first aid and I want to contribute
as well [V29].

I can measure the patient’s blood pressure/temperature and provide massages [V39].
If the patient is bedridden and unable to turn themselves, I can apply medication

recommended by the doctor to prevent bedsores [V41].
I think I can support all these tasks, such as maintaining proper nutrition, personal

care, administering medications on time, and providing ongoing medical support at home
or from healthcare institutions [V50].

I can share my knowledge and experiences with dialysis patients and their families. I
can provide training on how to change fluids during peritoneal dialysis, apply hygiene
rules, and care for catheters [V52].

3.4. Financial Support Dimension

I can provide all kinds of assistance to individuals facing financial difficulties. I believe
it’s important to buy them pajamas, nightgowns, and their favorite foods and fruits [V19].

Based on my observations, they often have significant financial needs [such as toilet
paper, diapers, and paper towels]. I would like to cover these as much as my budget
allows [V22].

I can provide financial assistance to patients in need. I can help with their shopping [V23].
I would buy small gifts for them [V49].

3.5. Spiritual Support Dimension

I would like to volunteer to support the fulfillment of patients’ psychosocial and
spiritual needs [V51].

I would like to communicate with patients who have not yet lost consciousness and
provide them with spiritual support. At the same time, I would support the patients’
relatives by talking about life and death as much as I can, giving them encouragement, and
reflecting positively on the patient [V58].

3.6. Pediatric Palliative Care

I would like to tell stories to children using puppets because it is entertaining and
motivating [V51, V56].

I would help children [V13].
I would play their favorite games with small children, read their favorite books, help

with their lessons, and do arts and crafts with them. I would also buy gifts they would like
and make treats such as cakes, cookies, candies, pastries, and börek [savory pastries] to
bring to them [V28].
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If our patient is a child, I would engage them in various games and entertainment
activities to ensure they have a good time. If they have the opportunity to go outside,
I would take them on outings, ensure they have an enjoyable experience, and assist in
lightening the load for their parents [V44].

Since I understand and love children’s world very well, I would try to address any
gaps in their education if they are unable to attend school. I could engage in activities
like drawing, paper covering, puzzles, and paper cutting with them. I would fulfill all the
needs that a mother could provide [V53].

With the necessary training provided to me, I can offer spiritual and psychological
support to hospitalized children, read books to them, and perform massage therapy [V65].

4. Discussion

The rising demand for health and social care is driven by rapid population aging,
social exchange, and care workforce shrinkage, which requires innovative initiatives to
harness the time and energy of older adults [13]. Many older people in their 60s and 70s
remain capable of contributing to society. Productive engagement encompasses unpaid
and paid activities that generate goods and services for society, such as volunteering. Late-
life volunteering has gained increasing attention in health promotion, as volunteering
contributes to better health, the prevention of depression, and an improved quality of
life among older adults. Promoting volunteering can also facilitate mutual help and
strengthen the community’s caring capacity, potentially reducing the reliance on care
professionals [14–16].

The average age of the Ege U3A students participating in the study was 67.47 (60–89) years.
The approach of the older people towards voluntary services at U3A, where they actively
engage in self-development and healthy aging, showed a significant change before and
after the palliative care training we provided. Many older individuals who experience
restrictions in their social lives frequently face issues such as social isolation, depression,
and physical limitations. These health problems can partially reduce their potential for
volunteering. With the training we provided, older individuals whose awareness of volun-
teering was strengthened and supported were encouraged to volunteer in specialized areas
such as palliative care, despite their physical limitations. Their strength and motivation
enabled them to contribute in meaningful ways. In a quantitative study conducted in
Italy with a single-group pre-test/post-test design involving 19 older participants, it was
reported that, after one year, there was an increase in the physical capacities, walking ability,
and social participation of the participants [17]. Jenkinson and colleagues (2013) found in
their review of forty experimental studies that older individuals who volunteer in their
communities experience an improved quality of life and a reduction in depressive feelings
and thoughts [18]. In our study, the U3A students expressed that social participation made
them feel good, both psychologically and physiologically, and that helping others moti-
vated them. The life experiences and instincts of U3A students to share their experiences in
palliative care demonstrate that they can make the most significant contributions in the
social support dimension.

Despite the increased participation rates of older adults in volunteer activities in
developed countries in recent years, the advancements and research in this field remain
insufficient [19,20]. In Türkiye, when examining volunteer activities, it was observed that
sports organizations, religious groups, and social service charities dominate in terms of
financial support, while rights-based organizations and support groups/NGOs make up a
very small percentage. In Türkiye, volunteer activities often include charitable assistance
to neighbors, families, and the poor; food aid during religious holidays and other special
occasions; scholarships and educational support provided by foundations; assistance from
organized civil society organizations; practices such as giving alms [zekat]. As a result,
ongoing volunteer services often rely on financial support and are limited to a single
type of activity [21]. Participation in sustained volunteer services is quite limited. The
World Giving Index, published annually by the Charities Aid Foundation, periodically
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evaluates countries’ levels of volunteering by considering metrics such as making monetary
donations to charities, spending time volunteering with organizations, and helping those
in need or strangers. According to the latest report from 2022, which includes Türkiye,
the Charities Aid Foundation’s World Giving Index ranked Türkiye 104th globally, with
a participation rate of 11% in volunteer activities, including spending time or money on
these activities [22]. This indicates that Türkiye is ranked quite low globally in terms of
volunteer activities and is at an insufficient level [23].

For Turkish people, policymakers can encourage public awareness by preparing public
service announcements, posters on public transportation, and short videos in subways,
hospitals, and schools for recruiting volunteers. The need for volunteers increases as each
day passes. Practices such as hiring people who are in an organization voluntarily could
also be implemented, as is the case in European countries.

Older individuals have indicated that, when they are unable to provide physical
assistance, they can offer financial support within their budget, prepare and deliver meals,
and read books to others. The 2013 report “Volunteering and Older Adults” from Canada
emphasizes similar support provided by volunteer seniors and highlights the importance
of this support for both the country and the older person [24]. In our study, the older par-
ticipants thoroughly grasped the need for social and psychological support for palliative
care patients, as conveyed through the training content. In their written statements, they
expressed a desire to assist with patients’ shopping, handle bureaucratic tasks [such as
banking and paying bills], and provide spiritual support and motivation by either accom-
panying patients in palliative care services or taking them out of the service for a day. In
Denmark, which implements volunteer services at the highest standards globally [25], it is
noted that volunteers involved in strengthening social support networks not only provide
support to the older person but also create motivation for themselves. Similar results have
been highlighted in other European countries as well [26–28].

Our study highlights that older individuals, in particular, show a notable interest in
volunteering in the field of pediatric palliative care. Older individuals, having reached
a state of spiritual fulfillment and experiencing an increased frequency of loss within
their social circles, are navigating the grieving process and grief psychology in a more
meaningful way. In Korea, it has been highlighted that older volunteers demonstrate better
adaptation to the grieving process and are more adept at managing end-of-life symptoms
compared to university students working as pediatric palliative care volunteers [29,30].
Utilizing this potential volunteer strength of older people in pediatric palliative care is
highly valuable.

In Türkiye, there is no infrastructure where individuals wishing to volunteer in
palliative care can register or receive training to join this system. The services provided are
conducted within closed structures of associations, foundations, and non-governmental
organizations. In this area, it is necessary to create a database moving from general to
specific and to begin by adapting a method suitable for Türkiye’s cultural structure from
European countries that can successfully maintain this practice. In Turkish culture, although
the extended family structure, which traditionally took care of older people at home with its
own resources, has evolved into a nuclear family structure, there is still an understanding
that families will try to take care of older people with their own means. Alongside the need
to preserve this cultural structure, an urgent social support network should be developed
for older people who are increasingly forced to live alone, and this network should be
primarily provided by the state.

5. Conclusions

In our research, it was observed that older individuals with a high profile of volunteer-
ing are willing to work within their physical limitations and resources, and they recognize
the need to support patients in this field. When older individuals receive conscious and
systematic educational support based on their life experiences, it becomes more feasible
and effective to harness this existing potential for volunteering. No previous pilot studies
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on older volunteers in palliative care have been conducted in Türkiye, according to our
research, making this study a pioneering contribution to the volunteer database in this
field. The next step of our research will be to train individuals who will volunteer in these
areas and ensure their active participation in palliative care services. This will serve as an
effective starting point and a motivating application for the development of a volunteer
pool in Türkiye.

6. Limitations

Our study was conducted on a limited population of individuals aged 60 and above
who had adopted a lifelong learning goal. A more extensive profile analysis on a broader
population was not possible, which is a limitation of our research. A group with a high
potential to demonstrate a willingness to volunteer was included in this research; therefore,
the lack of inclusion of people with physical disabilities or those who see volunteering as
an emotional burden is one of the limitations of this research. One of the limitations is that
the research results were evaluated immediately after the training, and a similar volunteer
motivation could not be evaluated in the long term.
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and agreed to the published version of the manuscript.

Funding: This research was funded by Ege University Rectorate Scientific Research Projects Co-
ordination Unit Coordination Office grant number 30796. https://bap.ege.edu.tr/ accessed on
7 September 2023.

Institutional Review Board Statement: The study was conducted in accordance with the Declaration
of Helsinki and approved by the Ethics Committee of Ege University Medical Research Ethics
Committee [protocol code 23-9T/58 and accessed on 7 September 2023].

Informed Consent Statement: Informed consent was obtained from all subjects involved in the study.

Data Availability Statement: Data are contained within the article.

Acknowledgments: We thank to University of the Third Age students for administrative and
technical support.

Conflicts of Interest: The authors declare no conflicts of interest.

Abbreviations

U3A: Ege University of the Third Age; WHO: The World Health Organization.

References

1. Güntert, S.T.; Wehner, T.; Mieg, H.A. Definition of Volunteer Work and a Model of Volunteer Activity. In Organizational,
Motivational, and Cultural Contexts of Volunteering. SpringerBriefs in Psychology; Springer: Cham, Switzerland, 2022. [CrossRef]
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Aktif Yaşlanmaya Yönelik Politikalar; Gazi Kitapevi: Ankara, Türkiye, 2021.

10. Gesell, D.; Hodiamont, F.; Bausewein, C.; Koller, D. Accessibility to specialist palliative care services in Germany: A geographical
network analysis. BMC Health Serv. Res. 2023, 23, 786. [CrossRef]

11. Aslan, Y. Türkiye’de ve Dünya’da palyatif bakım modellerine genel bakış. Anadolu Güncel Tıp Derg 2020, 2, 19–27. [CrossRef]
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Abstract: Background/Objectives: Given the increasing occurrence of long-term illnesses, it is
imperative to focus on adequately preparing and assisting those who assume the responsibility
of caregiving. Our study aims to explore whether caregivers feel prepared to provide informal
palliative home care, their experiences, and the usefulness of telehealth in managing daily activities.
Methods: Using a descriptive qualitative research design and a purposeful sampling technique,
thirteen primary family caregivers who provide informal palliative home care were recruited. Data
collection was conducted through face-to-face individual interviews conducted from May 2023 to July
2023. Data were analyzed using Braun and Clarke’s reflexive thematic analysis. Results: Caregivers
were mainly female (n = 8) with a mean age of 59.5 years (SD = 9.42). Based on our findings, three
overarching themes emerged: (1) becoming a caregiver, (2) support-from-home palliative care team,
and (3) telehealth in palliative home care. The reasons that influence the preparedness of family
caregivers include their own desires, health conditions, their range of responsibilities, and the conse-
quences that arise from the situation’s complexity. Telehealth helps fulfill the patient’s wishes to be at
home in EoL and provides caregivers with access to professional guidance and support. Conclusions:

Specialized home-based palliative care teams must be aware of caregivers’ self-assurance, knowledge,
skills, and aptitudes in carrying out daily responsibilities and in managing emotions to improve
preparedness for caregiving, loss, and its aftermath. The provision of professional PC services in the
home along with a robust support system for informal caregivers is invaluable.

Keywords: caregivers; home care; palliative care; preparedness; telehealth; qualitative study; Portugal

1. Introduction

Palliative care (PC) plays a crucial role in enhancing the quality of life, particularly
during the later stages of illness, and aims to alleviate the burden of the condition. The
World Health Organization (WHO) has provided a definition of PC as a strategy that
enhances the quality of life for patients and their families who are facing challenges
associated with life-threatening illnesses [1]. It is delivered through the management,
evaluation, and therapy of pain and other bodily, psychological, and spiritual issues. Since
the release of the Quality of Death Index in 2021 [2], there has been a growing emphasis on
enhancing the comfort and autonomy that individuals experience during their final stages
of life. As highlighted in the Quality of Death Index, end-of-life (EoL) care preferences
serve as an indicator of the standard of care provided by PC [2]. While several individual,
structural, and contextual factors influence the place of death, a recent umbrella review
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found that most people preferred to die at home [3]. The crucial factor enabling death
at home is the presence of family members or close individuals and their preparedness
to assume the responsibility of delivering EoL care for those who desire to die in their
own homes [4]. In the context of PC, the term “family” encompasses not just formal
relationships but also those that are self-defined or identified by the patient as significant.
In this vein, family caregivers (referred to henceforth as caregivers) include family members,
friends, or other people who have emotional and social bonds with a patient. They are
unpaid lay people with a close supportive role who share the patient’s illness experience
and who undertake vital care work and emotional management [5]. However, caregivers
often lack adequate training to effectively carry out caring responsibilities, especially
during the transition from hospital to home [6–8]. Consequently, caregivers frequently
experience a sense of unpreparedness when it comes to caring for a person with palliative
needs residing at home [9–11]. Several challenges were found during PC transitions from
acute care to community-based care, including physical discomfort, medication-related
disorientation, ambiguity regarding healthcare obligations, and emotional turmoil [12].
A lack of caregiver preparedness may lead to unforeseen hospital admissions, resulting
in significant financial burdens on the healthcare system, potential health hazards for
patients, and an augmented workload for caregivers [13]. Caregivers derive purpose
from their responsibilities, which motivate them to effectively manage the difficulties
associated with taking care of an individual in need [14]. To alleviate the burdens of
caregiving and facilitate the ability to maintain a purposeful life both within and outside of
their caregiving responsibilities, it is necessary to provide supplementary support [14,15].
Studies have found several important factors related to receiving PC at home, including
healthcare accessibility, caregiver support, tailored person-centered care, multidisciplinary
care provision, and quality improvement [16,17].

Several studies have demonstrated that specialized home PC teams who provide
support for patients and their families at home can result in a higher proportion of indi-
viduals being able to die in their own homes, thereby reducing hospital admissions and
hospital stays [18–20]. The model of PC organization in Portugal [21] includes palliative
care units that offer in-patient care; Hospital Support Palliative Care Teams that provide
PC advice and support to the entire hospital structure; and finally, Home Palliative Care
Teams (HPCT) that care for patients in their homes, support their families and caregivers,
and advise family doctors and nurses who provide care at home [21]. The model imple-
mented in Portugal exemplifies the principles of accessibility and fairness. However, a
need for expansion has become apparent, especially in the realm of home-based palliative
intervention. Due to financial and structural barriers, as well as low political priority,
there are inequalities in access to HPCT [22]. There is evidence of a lack of awareness and
comprehension of PC among the Portuguese general population [23]. More exactly, there
are misconceptions regarding the goals of palliative care that delay timely PC referrals and
restrict informed decision-making.

Given the increasing occurrence of long-term illnesses, it is imperative to focus on ade-
quately preparing and assisting persons who take on the responsibility of caregiving [24].
Caregiving has been linked to diverse outcomes, both positive (like personal development)
and negative (like emotional fatigue) [25]. Prior studies have identified that those assuming
the responsibility of a caretaker are more susceptible to experiencing injuries and illnesses,
including anxiety and despair [26,27]. Some persons may experience caregiver burden due
to the growing and intricate nature of some chronic diseases. Specifically, the shift to a
demanding caregiving position, where individuals assist with the activities of daily living,
was discovered to be linked to the deterioration of caregiver functionality [28]. Individuals
may encounter varying levels of burden depending on the nature and regularity of their
caregiving responsibilities, as well as their attitudes towards the activities and challenges
associated with providing care.

A person-centered approach that prioritizes the intricate needs of the individual rather
than the physical aspects of care has not yet been universally adopted in PC settings [29].
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Evidence also revealed deficiencies in inter-professional communication, fragmentation
of care, and coordination of care [30]. These challenges can be mitigated through digital
health technology (DHT) using different telecommunication tools (i.e., a smartphone, tablet,
or desktop) to provide healthcare remotely in an interactive or passive mode that could
benefit caregivers and care recipients at home. For instance, evidence demonstrates the
beneficial effects on caregivers’ self-esteem, self-efficacy, mastery, and burden [31]. Given
that various chronic ailments can provide distinct difficulties for caregivers, many studies
have specifically examined individual chronic illnesses, such as dementia [32] or cancer [33].
Support in various domains may be required by caregivers, and the customization of digital
devices has been proposed as a means to address individual caring needs [34]. Specifically,
tailoring digital devices and promoting digital literacy could aid in addressing concerns
related to the volume and accuracy of general health data, such as excessive information
and subpar readability [35,36].

Although earlier studies have examined a wide range of DHT, there is a lack of
literature on carers’ perceptions of the usage of telehealth to assist in daily activity manage-
ment [37]. Regarding caregivers who play a major role in caring for people with PC needs,
studies that use a qualitative research approach and focus on their experiences are still
scarce in the Portuguese context. Therefore, this study aims to explore how caregivers feel
prepared to provide informal palliative home care, their experiences, and the usefulness of
telehealth in managing daily activities. We hope to contribute a better understanding of
their importance for caregivers wishing to support death at home.

2. Materials and Methods

2.1. Study Design

This qualitative descriptive study is part of a wider research project that aims “to co-
design, develop, and test the feasibility of the Help2Care-PAL mHealth app that addresses
the needs of caregivers of palliative patients cared for at home” [38]. Qualitative method-
ologies are valuable for examining the attitudes, values, and motivations that underlie
individual decisions on health [39]. In this vein, the social constructivism theory underpins
this study, and knowledge was co-created through the interaction between researchers and
participants [39].

This study adheres to the consolidated standards for reporting qualitative research
(COREQ) recommendations [40] (Supplementary Table S1).

2.2. Sample and Recruitment

Using a purposeful sampling technique [41], caregivers were invited to take part
in this study if they fulfilled the following inclusion criteria: (a) Men or women aged
at least 18 years with close bonds to the person receiving PC at home, i.e., based on the
NECPAL tool; patients were included if they positively answered the question “Would
you be surprised if this patient dies in the next year?” and if they also fulfilled at least one of
clinical indicators in terms of disease severity and progression and the disease-specific
indicators [42]. (b) Unpaid primary carers who provide informal palliative home care.
(c) Primary carers residing with the patient or living near the patient. Participants were
excluded if they provided care to family members residing in nursing homes, if they had
cognitive impairment, or if they could not understand and speak Portuguese.

To determine the number of participants for this study, we used the criterion of data
saturation. Recruitment stopped when including more people or data no longer contributed
important information [43].

2.3. Data Collection

Data collection was conducted through face-to-face individual interviews conducted
from May 2023 to July 2023. Suitable caregivers were preselected by the staff of a HPCT from
the Alentejo region (Portugal). Subsequently, the first author (P.C.) contacted participants
via telephone, providing them with detailed information about the study and scheduling
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initial interviews, including the time and location. Every caregiver supplied written consent
after being fully briefed. The interviews were conducted in a private room within the
participant’s home. The risk of being perceived as intrusive was balanced against the
benefits of establishing a safe environment and demonstrating sensitivity to requirements.

The semi-structured interview guide drew from the current research [38,44,45] and the
authors’ clinical expertise in the subject. It included the following topics: (a) perceived pre-
paredness for different domains of caregiving, including communication with relatives and
considerations about the caregivers’ concerns; (b) caregivers’ perspectives and challenges
when caring at home and using telehealth in health-seeking behaviors.

We conducted a pilot interview and made some minor adjustments, which allowed
for the incorporation of the pilot interview as part of our data. The first author (P.C.)
carried out all individual face-to-face interviews. Interviews lasted between 40 and 60 min
and were audio-recorded and transcribed verbatim. Each interview commenced as an
open conversation when caregivers were encouraged to express their experiences and
preferences regarding their role as caregivers and their requirements for home care support.
The interview guide served as a prompt during the interview to guarantee that the afore-
mentioned subjects were addressed. Open questions, such as inquiries about individuals,
objects, or concepts, were posed to expand or refine the scope of interest. Interview notes
were made after each interview, mainly to describe the atmosphere during the interviews.
No repeat interviews were carried out. Further, all transcripts were returned to participants
for comments and/or corrections.

Given that the interviews were conducted in European Portuguese, the interview
extracts were translated and subsequently back-translated to ensure the preservation of the
original meaning. Alpha-numeric codes (P1, P2, . . .) were associated with data extracts to
safeguard the anonymity of caregivers.

2.4. Data Analysis

Inspired by Braun and Clarke’s reflexive thematic analysis, data were analyzed to
define the conceptual framework of the main topics that emerged from the interviews [46].
Table 1 depicts the six-phase process as proposed by Braun and Clarke [47]. Every interview
was carefully analyzed, and the process of coding commenced using phrases that were
the length of a sentence from the text. The codes were categorized into themes and
modified following each interview. After completing five interviews, the coding process
transitioned to including lengthier phrases consisting of multiple sentences. An attempt
was made to transition from descriptive codes to interpretive codes in order to discern the
wider relationships among participants’ experiences. Following the completion of each
interview, the coding matrix underwent a thorough evaluation to identify the prominent
elements in the participants’ experiences [46]. Qualitative data analysis software WebQDA
(Version 3.0, Universidade de Aveiro, Aveiro, Portugal) was used to facilitate data storage
and management.

The research team used an inductive approach to generate thematic categories. Several
research meetings were conducted to facilitate the sharing and comparison of the findings,
as well as the identification of common themes. If there were differing perspectives, a
decision was made by consensus. All researchers included in this study are registered
nurses (RN) with diverse perspectives and firsthand experiences in the field of EoL care. The
main researcher (P.C.) is a female mental health nurse specialist who works in community
care and has practical experience with PC individuals. The second and third researchers
possess expertise in working, teaching, and researching in the field of PC, as well as
expertise in qualitative studies (A.Q. and C.L.). All researchers have experience as informal
caregivers of their older loved ones and faced the difficulties of balancing their professional,
familial, and caregiving roles. These diverse experiences enhanced the interpretation of the
material and decreased potential biases.
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Table 1. Six-phase process of reflexive thematic analysis [46,47].

Analytic Phases Description

Phase one: familiarization
with the data

Examining and reviewing the complete dataset to gain a deep
understanding of the collected information.

Phase two: generating
initial codes

Coding is the systematic procedure used to generate concise
descriptive or interpretive labels for components of information
that may be pertinent to the research question(s).

Phase three:
generating themes

This phase commences once all pertinent data items have been
encoded. The emphasis transitions from the analysis of
individual data elements within the dataset to the analysis of the
collective significance and relevance throughout the dataset.

Phase four: reviewing
potential themes

Systematic examination of the candidate themes connected with
the coded data items and the complete dataset.

Phase five: defining and
naming theme

During this stage, the researcher produces a comprehensive
examination of the thematic framework. Each distinct topic and
sub-theme must be articulated with both the dataset and the
research question(s).

Phase six: producing
the report

Providing a succinct and captivating narrative of the data, both
within and across themes.

2.5. Trustworthiness

We employed Guba and Lincoln’s trustworthiness criteria [48]. Firstly, we established
credibility by employing investigator triangulation and collecting qualitative data from
multiple sources, such as interview transcripts, quotations, and researcher notes. Keep-
ing an open-minded attitude, recognizing personal biases, and practicing self-reflection
throughout the entire study process helped validate findings and enhanced their credibility.
Secondly, we achieved transferability by providing comprehensive descriptions of the
study design, participants, context, sampling, data collection, and analysis. Thirdly, we
ensured dependability by subjecting our study to an external audit conducted by other
researchers. Lastly, we attained confirmability by documenting reflexive reports during
data collection and analysis. Peer debriefing and reflexive journaling enabled researchers
to record their thoughts, biases, and reflections, promoting transparency and reducing
subjectivity [48].

2.6. Ethics

This study was carried out in compliance with the Declaration of Helsinki and the
European General Data Protection Regulation (GDPR2016/679). Permission was sought
and granted by the Ethics Committee of Unidade Local de Saúde—Baixo Alentejo (code:
7.4.1. approved on 15 February 2023). Before harvesting data, participants were informed
about this study’s objectives and the possibility of terminating their participation without
any consequences. Those who agreed to participate signed an informed consent form.
There were no financial rewards associated with participation. The personal data of
the participants was anonymized in the material, and only the authors had access to it.
All participant data were compiled in a digital folder only accessible by the principal
investigator. Archives are to be destroyed one year after completion of the study.

Participants were provided with follow-up contacts if they experienced distressing
emotions or thoughts during the interviews. A follow-up contact was not requested by any
of the participants.
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3. Results

3.1. Sample Characteristics

In total, 13 individual interviews with family carers were conducted. Eight were
female with a mean age of 59.5 ± 9.42 years (range of 44 to 82 years). The main participants
in this study were primarily spouses (n = 5) or children (n = 7) who were responsible for
providing care to their family members. The time in the caregiving role varied between
4 months and 15 years (average time = 40.5 months). Most care recipients had a cancer
illness trajectory (n = 8). A sample description is provided in Table 2.

Table 2. Participants’ background (n = 13).

Participant Sex Age
Illness Trajectory
(Care Recipient)

Education Level
Relationship

with Care
Recipient

Time in the
Caregiver

Role

P1 Male 63 Heart failure 9th grade (3rd cycle
of basic education) Son 1.5 years

P2 Female 44 Cancer Licentiate’s degree Granddaughter 1 year

P3 Female 57 Cancer
12th grade
(secondary
education)

Daughter 8 months

P4 Female 53 Cancer Licentiate’s degree Daughter 1 year

P5 Female 66 Cancer Licentiate’s degree Daughter 7 years

P6 Male 70 Cancer 4th grade (1st cycle
of basic education) Husband 4 months

P7 Male 48 Neurodegenerative
disease

12th grade
(secondary
education)

Husband 2.5 years

P8 Female 62 Dementia Licentiate’s degree Daughter 15 years

P9 Female 82 Dementia 4th grade (1st cycle
of basic education) Wife 4 years

P10 Female 56 Dementia 9th grade (3rd cycle
of basic education) Daughter 3.5 years

P11 Female 53 Cancer
12th grade
(secondary
education)

Wife 5 months

P12 Female 60 Cancer 4th grade (1st cycle
of basic education) Daughter 2 years

P13 Female 60 Cancer 4th grade (1st cycle
of basic education) Wife 5 years

3.2. Overview of Findings

The thematic analysis resulted in three themes and seven subthemes, as indicated in
Table 3. The factors that influence the preparedness of caregivers include their own desires,
health conditions, their range of responsibilities, and the consequences arising from the
situation’s complexity. Furthermore, telehealth helped caregivers in their daily activities at
home, namely in symptom management and self-care promotion. However, participants
indicated some drawbacks and challenges. These findings are discussed in more detail in
the following sections.
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Table 3. Main themes and subthemes.

Main Themes Sub-Themes

Become a caregiver
Caregiving as a natural decision

Imposed caregiving

Support from home palliative care team

Compassionate caring relationships

Managing complex situations and emotional turmoil

Participating in treatment decision-making

Telehealth in palliative home care
Symptom management and self-care promotion

Drawbacks and challenges of telehealth

3.2.1. Became a Caregiver

This main category outlines the nature of becoming a caregiver either by personal
choice or imposed circumstances.

(a) Caregiving as a natural decision

Participants demonstrated that they became caregivers by voluntary choice, either
by their own decision or the influence of others. This was driven by cultural imperatives,
leading to a strong desire to help as much as possible. P3’s switch to caring was motivated
by her desire to reciprocate the attention her father had provided her during his youth: I
don’t want to give up my father, I don’t see being at home or with him longer as a sacrifice. In fact, I
take advantage of every moment I can to be with him.

Similarly, P8’s choice to engage in caregiving was motivated by a strong sense of filial
reciprocity towards her mother:

I chose to be a caregiver. I do this with a lot of love and it was always something I wanted
to do. It was taking care of my mother, because she was a caregiver and I absolutely didn’t
want anyone else to take care of her.

Although family caregivers had no prior experience of caring for someone with PC
needs, they expressed a desire to uphold the patient’s overall health and comfort by
enabling EoL care in a setting that was both comfortable and familiar to the patient.

P7: I had never taken care of anyone, and I needed to learn something. Even though it’s
different from what a physiotherapist does, I know that when she needs it and he can’t, I
can help her in some way with the exercises so that she feels more comfortable.

P5: Yes, it’s not only a benefit for me, but I think it’s also a benefit for my mother. I
always try to make sure she stays “alive”, connected with us, even though sometimes
that’s difficult.

Two participants also expressed their intention to safeguard and assist the patient,
which influenced the families’ choice to manage EoL care in their own home.

P3: Being focused essentially on the person’s well-being or on transmitting tranquillity,
love, and security to the people we are caring for, I think is fundamental.

Pl3: I feel good about complying with his wishes. He’s fine, after all he’s home, in the
place he always wanted to be.

(b) Imposed caregiving

Some participants experienced a change in their circumstances that was not within
their power or choice but was influenced by social expectations.

P1: We are three brothers and none of them showed interest in taking care of my mother.
I ended up having to take over (. . .) I stopped having a life of my own, I had to give up a
lot of things.
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P6: I am married to her, and I have responsibilities towards my wife. I had no other option.

Additionally, handling multiple roles and a feeling of duty to provide care and support
also hindered the desire for marital independence.

P8: Today, I recognize that the need for permanent care made me put my marriage on the
back burner. My husband and I have given up several things on several occasions so that
I can always be present.

Being a caregiver intersects with different areas of life. Caregivers face difficulties
when handling conflicting demands between caregiving and other important duties and
obligations, which are described as “overwhelming” and “disruptive”. Caregivers also
grappled with caregiving demands imposed by others when sometimes they felt limited
due health constraints.

P9: With dementia, he (husband) sometimes becomes aggressive, which makes me feel
extremely overwhelmed. I try not to value it, but it’s very difficult. My daughter tells me
to go ahead, because he is very sick. But it hurts to hear what he says, because I also have
my health problems and I try very hard to give him the best.

P12: Despite trying to always be there to support my mother at this stage, I have to
maintain another professional activity to cover expenses, which is very demanding.

3.2.2. Support from Home Palliative Care Team

This theme reflects the person-centered care promoted by the PC team, whether
through close communication or by supporting the management of complex situations and
shared decision-making.

(a) Compassionate caring relationships

Caregivers believed that these interactions enhanced PC professionals’ comprehension
of their caregiving requirements and that a strong rapport with professionals fostered
caregivers’ sense of being appreciated as individuals and, to some degree, relieved feelings
of isolation and disbelief.

P1: I can’t imagine what my mother would have become if it weren’t for them (the team).
We live in a remote village and contact with the team helped reduce the isolation we felt.
She often has crises and whenever I need to, I contact the team who helps me deal with
the uncontrolled symptoms.

Despite P4’s initial negative stereotype that associated PC with abandonment, over
time, she reported having changed her perception.

P4: I always thought that palliative care was used when there was nothing else to do. My
daughter worked in palliative care and helped me change my mind. Furthermore, the
community palliative care team has been a fundamental anchor in monitoring my mother.
They are very kind, and we have built a relationship of trust.

(b) Managing complex situations and emotional turmoil

Most of the participants expressed significant concerns over intense anxiety and
worry associated with the uncertain fate of the patient’s decline towards the EoL. They
emphasized how this impacted their overall well-being. Further, participants highlighted
the emotional challenge when they thought about impending death and future life.

P4: The biggest concern is having to watch him suffer (father) and trying to understand
what he is feeling. The anguish that is generated is the worst thing for those who care
(. . .) When I see him worse, I think that death is near, and it makes me feel so sad.

P2: My concern is facing existential suffering and the human frailty when death is near.
I talk openly about imminent death with the team, but it’s so difficult though to talk about
loss and its aftermath. What will it be like afterwards?
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Families must deal with abrupt fluctuations in the patient’s well-being without suf-
ficient understanding of what to anticipate and how to respond. Consequently, it is
unsurprising that caregivers (as well as patients) experience distressing situations inter-
twined with the patient’s emotional connection to their family. The complexity of daily
care situations generates in caregivers a “merry-go-round of emotions”.

P11: It’s a mix of feelings. When there is a good day, I can get up and be filled with joy.
But, on the other hand, when things get worse, there is sadness and frustration. Yesterday
I cried with emotion when I saw him sitting. But then there’s always a brake, something
that doesn’t let me live to the fullest. . . But the palliative care team helps me deal with
these challenges.

P7: When they come to the house, they are never there to clock in or do chores, everything
they do is with love and care. Besides, they are always available. I have had to contact
nurses by phone, and even if they don’t answer right away, they return the call as soon
as possible. For us caregivers, this is a comfort, especially when we are having a lot
of difficulties. I give you the example of fan leaks (i.e., BIPAP) which sometimes leave
me distressed.

Occasionally, there were instances of discord between the desires of patients, the
capabilities of caregivers, and the perception of what was appropriate for the patient.
This could impact the standard of care delivered and the overall carer experience. The
HPCT assists in resolving care conflicts, particularly when patients’ nourishment or eating
declines just a little.

P12: What we desire is not always the same as what others value. I realized this when
my mother asked me to leave her in bed and I insisted on getting her up. After all, what I
wanted was for her to get better. But my expectation was unrealistic. The nurse told me
that I was doing a good job, after all I just wanted to do my best. . .

P6: In addition to her physical limitations, the most difficult thing is being able to feed
her. I’ve been told not to worry, but it’s so hard to watch her waste away.

Finally, one participant stated it was through the HPCT that he became aware of the
existence of peer-support groups for caregivers that offer the possibility to openly discuss
challenging events and gain insight into how others manage them.

P7: The team doctor told me about the APELA (Portuguese Association of Patients
with Multiple Sclerosis) which offers support to caregivers. It was from there that I met
other people experiencing identical processes, which is very important for exchanging
experiences. After all, we are “not alone” in our experiences and emotions.

(c) Participating in treatment decision-making

All participants expressed complete satisfaction with the services provided by HPCT
and appeared mainly at ease in delivering patient care in a home setting. Many participants
were inspired by a PC team in terms of their comprehension of palliation and the standard of
caregiving. They expressed a desire for the patient to avoid being admitted to the hospital.

P7: There were several times when I was heard by the team about my wife’s condition,
the objective was to keep her comfortable, avoiding a trip to the emergency department.

P2: Our goal as a family has always been to ensure the best for my grandmother, and
when we were told that we could care for her at home with the support of the team, that
was very important. It was the care we wanted, and our wishes were respected.

Providing instruction to caregivers on medical interventions, such as administering
subcutaneous injections and treating wounds, as well as ensuring that professionals are
available around the clock for medical guidance, was deemed very important by caregivers.
Receiving counseling for EoL and emotional support was also found to be beneficial.
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P6: I have the support of the team. . .. Her tumour was external and was bleeding a lot.
She even had radiotherapy and the wound was very “ugly”. It wasn’t easy for me to treat,
but I did it based on the guidance the team gave.

P4: When my mother had severe pain and would not give in to oral morphine, they
switched the opioid to the subcutaneous route and taught me how to manage the therapy.
At first it wasn’t easy, but when I realized that she got better it made me feel valued.

P5: In moments when I am less well, the team understands this and tries to help me
with guidance. They are always available when I need. I feel listened to, which is very
important when we live in constant stress. . . sometimes we just need to be heard and
have our concerns attended to.

Interestingly, one participant reinforced the role of the caregiver in detecting changes
in patients’ behavior that are sometimes underestimated by professionals.

P4: The fact that you are with her 24 h a day, 7 days, makes you more sensitive to
identifying changes that when the nurses come to the house, they cannot perceive. So, I
try to talk to them and participate in decisions about adjusting therapy.

3.2.3. Telehealth in Palliative Home Care

Although there are limitations to telehealth use, this theme underlines that its use
enhances and expands caregivers’ ability to connect with PC professionals from the comfort
of their homes.

(a) Symptom management and self-care promotion

Caregivers considered that telehealth provided them with more access to professionals
in emergency situations (i.e., whenever they required immediate assistance), giving them a
feeling of not being alone. They experienced a sense of relief during emergency situations
when the staff would send them a text message containing the name of the medication to
be administered, and thereafter provide a follow-up either on the same day or the next day.

P3: Not long ago he (father) had a crisis bout of hiccups, and it was exasperating. . . and
I asked the team to do a teleconsultation, which helped me understand what I could do
immediately. They also sent me messages with information that supported care.

The caregivers needed to be aware that professionals were accessible to them, provid-
ing care and monitoring them through telehealth. This fostered emotions of nurturance,
attachment, alleviation, serenity, and heightened safety.

P5: I have never used digital resources but knowing that they are available generates
security and some relief.

Monitoring symptoms at home allowed for the effective reporting of symptoms to the
HPCT, and conducting follow-ups remotely was seen as less intrusive compared to a phone
call. Participants in teleconsultations with HPCT experienced focused responsiveness and
opportunities for direct consensus on the allocation of responsibilities for future actions.

P1: I make a point of recording the frequency and intensity of symptoms, I use the
Edmonton scale, and then I send it via WhatsApp to the team and they tell me what I
should do.

When PC needed to be increased, participants mentioned that telehealth may intensify
face-to-face support as physical function worsens. P2 stated: Telehealth enables me to discern
those who necessitate additional in-person assistance. In my situation, as my husband’s health
continues to decline, professionals visit him more regularly since he is no longer able to utilize
telehealth systems.

Lastly, P10 mentioned that the professionals on the team recommended a free app
with some mindfulness exercises to relax: Since I started using it, I have felt greater peace of
mind, I never thought it would work, but I feel good. These are moments of self-care that are very
important for us caregivers.
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(b) Drawbacks and challenges of telehealth

However, some caregivers had a sense of insecurity when utilizing telehealth due to
their limited digital literacy. While participants recognized the value of telehealth, limited
knowledge, unfamiliarity with the technology, and misinformation posed barriers to the
utilization of telehealth.

P3: Digital information has very good things, but we have to know how to filter. . . the
information is not always the most appropriate.

P6: I have difficulty using cell phones. . . they offered me a smartphone and I had to give
it up because I couldn’t get used to it and I always had to get help from my grandchildren.
I’m from the time when these things didn’t exist. They’ve already explained it to me, but
I have difficulty handling it.

4. Discussion

To the best of our knowledge, this is one of the first attempts to explore caregivers’
preparedness to provide informal palliative home care, their experiences, and how help-
ful telehealth is to managing daily activities. The knowledge gained from this study is
particularly intriguing as it provides a more profound comprehension of home-based PC
interventions and their potential impact on caregivers.

Several reasons influence family members to offer home-based PC for their ill relatives.
Among these factors, family values were identified as a significant driving force leading a
family member to decide to provide care and assume the role of caregiver [45,49]. Family
caregivers aimed to preserve the patient’s well-being by enabling EoL care in a location
the patient would perceive as pleasant and familiar [11,45,49,50]. Adult children who
had cared for an ailing parent felt a sense of obligation to reciprocate the affection they
had received from their parents, which was also a significant influence [51,52]. Despite
challenging circumstances, a family’s determination to safeguard and assist the patient
formed the foundation for their choice to administer EoL care in the comfort of their
own home [52]. The combination of these values enabled family members to maintain
their dedication to their caregiving responsibilities and provided the necessary strength
to navigate the intricate difficulties associated with caregiving [49]. As underlined by the
evidence, the concept of reciprocity of care refers to the caregivers’ sense of giving back to
their loved ones [53]. This is strongly influenced by cultural and religious beliefs, as well as
the assumption that family caregivers should receive assistance.

The findings emphasize that most caregivers had no prior experience in providing care
for people with PC needs, which aligns with previous studies indicating that caregivers can
acquire expertise and improve their skills over time through hands-on caring experiences
or by studying the caregiving practices of others [54]. Our findings also suggest that some
family members experienced a sense of obligation to assume the role of caregiver and a
limited sense of autonomy due to societal norms that expect them to provide care for an
ill family member [52]. Family members who possessed a strong inclination to safeguard
the patient reported feeling more prepared for their position, but those who were affected
by societal standards often expressed feelings of unease. Managing various duties can
result in excessive strain, and it is crucial to maintain a balance between these conflicting
responsibilities [55]. In our study, the importance of maintaining a balance was particularly
notable, particularly when the responsibilities of being a caregiver were overshadowed by
other familial obligations.

A significant number of caregivers reported obtaining assistance from PC services.
Implementing home-based PC allowed family caregivers to feel better equipped and ready
for the challenges ahead [45,49]. In practice, the involvement of PC professionals facilitated
access to resources and education that helped caregivers manage the patient’s illness [56].
Psychologically, family caregivers perceive healthcare professionals as a crucial support
network that helps lessen the weight of their responsibilities and diminish their feelings of
loneliness [51]. Unaided caregivers who provided care at home without assistance from
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healthcare providers frequently expressed feelings of being overwhelmed and encountered
difficulties, such as misinterpreting the symptoms of the patients [52].

In this current study, caregivers emphasized the significance of compassionate and
close relationships in establishing trust with PC professionals. This reassured them that
they were valued members of a collaborative team focused on enhancing the patient’s
overall health and well-being [56]. Establishing a rapport involves dedicating time to
patients, engaging in constructive encounters, and building trust through a combination of
hope and honesty [57].

Previous evidence reinforces our findings, highlighting the advantages of home-
based PC interventions for patients and caregivers. These interventions have positive
effects on multiple aspects, including answering information needs, enhancing quality of
life, decreasing hospital admissions, reducing patients’ symptom burdens and resource
utilization, increasing family satisfaction rates, and increasing the likelihood of patients
achieving home deaths [19,54,58–60].

In home-based PC, it is common to observe a conflict between the dedication of family
caregivers to the patient and their perception of the hardship associated with caregiv-
ing [60,61]. However, our participants expressed a strong desire to actively participate in
decision-making and provide support to patients by advocating for them and respecting
their autonomy [62–64]. Caregivers’ awareness and their trust that health care professionals
are watching over them may reduce feelings of being isolated and foster caregivers’ pre-
paredness for loss and bereavement [65,66]. Peer support can also help to reduce isolation
and loneliness by decreasing caregiver burden and improving the carer’s quality of life
and bereavement adjustment [67]. It should be noted that inadequate readiness for death
was linked to negative outcomes in the bereavement process, including complicated grief,
anxiety, and sadness after loss [68]. Death unpreparedness may be seen as a risk factor for
caregivers of patients with life-limiting illnesses [66,69].

Our study indicates that healthcare personnel possess a satisfactory level of awareness
regarding the information and practical support required by family caregivers, particularly
during the final phase. Furthermore, telehealth can ensure continuity of care [70] and
enhance the bond between caregivers and healthcare practitioners [71]. Our findings
demonstrate that the utilization of telehealth enhanced caregivers’ ability to connect with
healthcare professionals while still being able to remain in the comfort of their own homes.
Telehealth facilitates a patient’s desire to be at home in EoL and provides caregivers with
access to professional guidance and support [72]. In parallel, monitoring symptoms at
home enables the transmission of symptom information to HPCTs in order to prevent or
manage pain and other symptoms [73]. Person-based factors, rather than organization
constraints, were more commonly identified as obstacles in the delivery of PC via telehealth.
This finding aligns with evidence in the prior literature [74,75], particularly, research
emphasizing the significance of digital literacy for successfully delivering telemedicine
care [76]. The findings also suggest that design flaws in digital advising systems have
adverse effects on the usability and user-friendliness of certain caregivers, exacerbating
their reliance on assistance [72].

Although telehealth allows for close interaction, the absence of in-person visits makes
it challenging to evaluate social needs that extend beyond conventional health-related con-
cerns such as pain management. However, the ability to see a patient’s surroundings and
intervene can greatly enhance their overall quality of life. An effective way of facilitating
this comprehensive approach is to provide hybrid care, where telehealth is incorporated
into patient care but is not the only method of service delivery. The inclusion of telehealth
as an additional option to traditional in-person care aligns with the findings of our study.
Telehealth has the potential to enhance early integrated PC by offering greater accessibility
to patients in their own homes, provided that the equipment and connectivity are reliable
and urgent needs are evaluated and resolved during in-person visits [72].
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4.1. Strengths and Limitations

The implementation of an interview study facilitated the comprehension of the home-
based care experience delivered by family members. The coding was performed by the
first author (P.C.). This could have introduced a certain degree of bias, which is a po-
tential constraint. To mitigate any potential bias, the research team pursued a rigorous
methodology involving an iterative process, namely discussing the findings. Therefore,
any assumptions or preexisting ideas concerning informal home care were identified and
discussed. The decision to exclusively recruit participants from one HPCT was adopted
for practical reasons. However, this choice imposed limits on this study’s transferability.
Nonetheless, we posit that the concerns expressed by participants may resemble those
encountered in other regions of the country.

This was a purposive small study, only focused on qualitative analysis. The recruit-
ment of family carers was challenging because of the time limitations given their many
responsibilities. Further mixed method research use of large sample sizes is needed to
better understand caregiving preparedness and telehealth use, as well as outcome measures
for caregivers (i.e., burden, well-being, quality of life, perceived health, and digital liter-
acy). Participating caregivers were mostly female and well-educated. All were white and
spoke Portuguese fluently. Thus, the perspectives presented in this study may not reflect
the experiences of caregivers with more diverse backgrounds. Future research should
include additional sociodemographic variables in the sample selection process, such as
income, employment type, dependency levels of care recipients, and the extent of formal
and informal support. These factors can greatly impact a carer’s capacity to deliver care.
Additionally, future studies should triangulate the perspectives of caregivers, patients, and
professionals to provide a comprehensive view of preparedness for caregiving and death. It
might also be valuable to explore how telehealth can enhance training strategies to improve
the psychological well-being of caregivers and provide them with better support.

Lastly, given the potential bias in the interpretation of the findings, the predomi-
nantly positive framing, and the research team’s experience in PC, the researchers strived
to mitigate biases and uphold impartiality throughout the study. For instance, during
data collection, we employed accurate phrasing of our questions, built rapport with each
participant, and ensured that data collection was concurrent with data analysis. Further-
more, researcher reflexivity and consensus coding ensured unbiased, reliable, and accurate
data analysis.

4.2. Implications for Practice

Considering the essential role that caregivers play in delivering care at home, it is
necessary to ensure a strong level of engagement and assistance for caregivers in PC. In this
vein, the provision of professional PC services in the home, along with a robust support
system for informal caregivers, is invaluable. The support system could be enhanced by
collaborating with healthcare experts to implement the new public health approach to PC,
known as compassionate communities [77]. Additional measures are required to enhance
EoL care, specifically focusing on home-based family care, particularly in nations with
limited resources.

This study also highlights the broad influence of family dynamics on decision-making
process in PC and how the bond between the patient and family caregiver shapes their
preferences. Healthcare professionals need to consider how the extended family influences
the level of agreement or disagreement between patients and family caregivers, as well
as the expectations of both parties regarding their roles within the family. Engaging in
discussions about future care via advanced care planning can enable patients and family
caregivers to adapt to changes in their care preferences [78].

Furthermore, enabling healthcare professionals to enhance and strengthen their exper-
tise in PC—for example, using care navigators—would facilitate the provision of timely and
comprehensive supportive care. In this sense, telehealth services should be considered to
achieve the full potential of PC [79]. Telehealth, the practice of delivering virtual healthcare
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services using Internet platforms, is widely acknowledged as valuable, particularly for
providing after-hours telephone assistance and facilitating video conferences for interactive
case discussions [80]. The availability of online caregiving resources is contingent upon
Internet connectivity. Consequently, in areas where certain groups have limited access
to the Internet, a telehealth system that offers both online and offline services for family
caregivers could prove beneficial. Further research should also focus on investigating the
telehealth experiences among individuals with life-limiting illnesses and the oldest-old
caregivers. It is crucial to examine the varying experiences of these individuals in terms
of usability and knowledge related to telehealth. If family caregivers are provided with
training and educational interventions, telehealth modalities can be effectively employed
to deliver a diverse array of skills.

5. Conclusions

As far as we know, this is one of the first studies to investigate informal home-based
PC in Portugal from the viewpoint of family caregivers. Three main themes emerged:
(1) becoming a caregiver, (2) support-from-home palliative care team, and (3) telehealth in
palliative home care. This study emphasizes the substantial advantages of home-based PC
interventions, enhancing the caregiver’s satisfaction rates and raising the probability of
patients reaching death at home. Furthermore, they reduce the frequency of healthcare
use, particularly hospital admissions and trips to the emergency department. Assistance
by professionals and health services should be improved by developing a higher level of
awareness and giving priority to the needs and readiness of carers, who have a unique
position as both providers and recipients of care. Services and healthcare providers should
improve their communication strategies, actively promote meaningful inclusion, tackle ac-
cess difficulties, and enhance the support provided in their respective roles. This highlights
the importance of a person-centered approach in EoL care and strengthens the long-term
sustainability of the healthcare system through the valorization of informal care.
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Abstract: Background/Objectives: As a result of demographic change in Germany, the
number of people in need of care is steadily increasing, with a correspondingly larger
proportion of care being provided by family members at home. Family caregivers face
significant challenges in providing such care, particularly when balancing work responsi-
bilities. Many experience a loss of income due to reduced working hours or the necessity
of leaving the labor market. Additional caregiving costs, such as medical expenses, trans-
portation, and home modifications, further exacerbate their financial burden. Methods:
This study consists of an online survey, which included the German version of the Carer
Support Needs Assessment Tool (CSNAT), designed to assess the support needs of family
caregivers. Respondents were asked to describe their support needs in open-text responses.
To illustrate their experiences, a qualitative content analysis was conducted. Results: Out
of the 320 questionnaires, 304 of them contained open-text responses that could be analyzed.
Important themes included the need for support in the workplace, financial security, and
assistance with administrative barriers. In addition to more flexible working hours and
greater understanding from employers, the need for financial compensation for loss of
working time was expressed. Conclusions: Despite a growing awareness of the gaps in
support, the needs of family caregivers remain inadequately addressed, leaving them finan-
cially burdened and unsupported. Ultimately, this study calls for a re-evaluation of societal
attitudes toward caring, arguing for greater recognition of the economic contributions of
family caregivers and the implementation of supportive policies.

Keywords: dying at home; family caregivers; financial loss; caregiver burden; end of life

1. Introduction

The global health care landscape is facing significant challenges due to demographic
shifts, particularly aging populations and increasing chronic diseases [1,2]. This trend is
straining health care systems worldwide, necessitating structural adaptations and a shift
towards home-based care [3].

The number of people in need of care in Germany has risen sharply in recent years
due to demographic change. In December 2023, 5.69 million people needed care, of whom
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around 86% (4.49 million) were cared for at home—mainly by relatives (67%) [4]. Indeed,
care provided by family caregivers plays a central role in the German health care system: It
is estimated that around 5 million people in Germany provide care to relatives at home [5],
with women more likely to provide care [6]. Overall, between 5% and 6% of adults provide
care on a regular basis [7].

One of the main contributors to home care are the terminally ill, as many people prefer
to spend the last days and hours of their lives at home and to die there [8], which means
that end-of-life care tasks are shifting from medical care institutions to family members.
This development poses considerable challenges for family caregivers [9,10]. In particular,
reconciling care and work is becoming increasingly problematic [11], as the proportion
of working family caregivers under the age of 65 has risen from 53% to 66% [7]. This is
particularly significant when accounting for the length of care, as 64% of care situations
last longer than a year [12]. The baby boomer generation’s retirement will exacerbate
this situation, leaving fewer working age individuals to support a growing number of
care-dependent people [13,14]. This combination of care recipients ‘desire to be cared for
and die at home and family caregivers’ work commitments creates additional burdens that
require extensive support [15].

The financing of home-based end-of-life care in Germany relies primarily on statutory
long-term care insurance, supplemented by health insurance and out-of-pocket expenses.
Depending on their level of dependency, people in need of long-term care receive cash
allowances (“Pflegegeld”) for caregiving or in-kind benefits (“Pflegesachleistungen”) for
professional home care [16,17]. However, gaps in coverage persist, often leaving families
with additional costs for home adaptations or extended care [18]. Fewer than 10% of people
in need of home care do not have family caregivers involved in their care [19]. This means
that family caregivers provide the majority of all care services today, making them a crucial
social and economic resource for the health care system [19–21]. Among those who provide
familial care, financial difficulties are widespread, with 38% of family caregivers reporting
moderate to high financial stress and 45% experiencing at least one financial impact, such
as reduced savings or increased debt [22]. In addition, recent studies have shown that
family caregivers are often forced to reduce their working hours or take short-term sick
leaves [23].

In Germany, there is limited research from the perspective of family members re-
garding their burdens, especially concerning their financial strains. Therefore, our study
aimed to investigate the financial impact of caring for a seriously ill and dying family
member in Germany by using a panel. Our study is part of a larger project called “Dying
at Home”. The results of the interviews and a large online survey have been published
elsewhere [23,24].

2. Materials and Methods

2.1. Study Design, Population, and Data Collection

The online observational panel survey was designed to be completed via a computer
or mobile device with open-text options.

The survey consisted of three parts: (i) items generated from a qualitative multi-
method study combining the results of semi-structured interviews and focus group dis-
cussions to explore the support needs of family caregivers of patients wishing to die at
home; (ii) a German version of the Carer Support Needs Assessment Tool (CSNAT) (called
KOMMA in German (The KOMMA assessment form (communication with relatives) was
used in this study (Copyright 2019 University of Cambridge/The University of Manchester,
all rights reserved). The KOMMA was translated by Sabine Pleschberger, Johannes Bükki,
and Christiane Kreyer from the original version, and the CSNAT was developed by Dr.
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Gail Ewing and Prof. Gunn Grande (Copyright @ 2009 University of Cambridge/The Uni-
versity of Manchester, all rights reserved)) [25,26], and (iii) socio-demographic and patient
characteristics. This publication focuses on the exploratory analysis of open-text comments,
while the remaining data and results of the survey, including a detailed description of the
survey methods, have been analyzed and published elsewhere [23].

This study was prospectively registered in the German Clinical Trials Register
(DRKS00026229) on 25 November 2021. Ethical approval was granted by the Ethics Com-
mittee of the Medical Faculty of Cologne (#21-1466). Family caregivers were included in
this study if they were older than 18 years and had given written consent to participate in
this study. Deaths before 2016 were excluded to minimize recall bias. The survey was open
from 19 September 2022 to 13 November 2022.

The survey was conducted anonymously, with the first section providing detailed
information on data protection and obtaining informed consent from participants. After
consent was given, no data sensitive to privacy were collected. Participants were assigned
an ID, ensuring that the dataset contained no names or personally identifiable information.

The 14 questions of the CSNAT, which were used retrospectively, asked about the
family members’ need for support in different areas of life, such as knowledge about the
disease, time for themselves, resources, legal and professional issues, caregiving, and day
and night help. Participants in the online survey were able to choose between the response
options “No”, “A little more”, “Much more”, and “Significantly more”. The research team
(AK, JS) added an open-text option to each of the items. The optional open-text provided
an opportunity to specify the type of support the person would have liked, allowing for
a more precise consideration and, if necessary, the addition of individual needs. This
procedure was agreed upon with the KOMMA team prior to the start of the survey.

2.2. Analysis

As part of the qualitative analysis, all open-text comments on support needs collected
in the questionnaires were entered into MAXQDA 2024 in order to carry out systematic
coding. Using content analysis, we analyzed the open-text content and developed a
category system with main and subcategories in a multi-step process [27,28]. The open-
texts were coded and analyzed by SP in consultation with AK. S.P. and A.K. reviewed and
discussed the codes and categories to reach consensus, making adjustments as needed.
First, relevant text passages were identified based on their connection to the research
question. By analyzing these passages, preliminary codes were formed inductively. It
became clear that some participants expressed a similar need for additional support in
several areas.

As part of the inductive coding process, item 31, which deals with professional,
legal, and financial support, was examined in more detail. After coding all text passages,
they were sorted thematically. Main and subcategories were created for a higher level of
abstraction. SP and AK repeatedly consulted each other to discuss the codes critically. The
analysis made it possible to develop specific codes within each main category in order to
capture more precisely the different ways in which support needs were expressed. The team
selected exemplary open-text quotations based on representativeness and expressiveness
of their content.

3. Results

3.1. Survey Sample

From a total of 320 questionnaires collected in this study, the open-text data of the
informants could be analyzed in 304 cases, which means that 95% of the informants added
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comments to at least one of the available open-text fields in their questionnaires [23].
Women made up the majority of the sample, representing 70.7% of participants (Table 1).

Table 1. Demographics and characteristics of study population (subgroup n = 304/320).

Characteristics
Total

n %

Family caregivers

Age

Mean (SD, Min—Max) 50.5 (13.7, 18–82)

Gender
Male 86 28.3
Female 215 70.7
Diverse 3 1.0

Relationship
Spouse/Partner 33 10.9
Son/Daughter 125 41.1
Brother/Sister 9 3.0
Son/Daughter-in-law 20 6.6
Grandson/-daughter 47 15.5
Friend 18 5.9
Neighbor 20 6.6
Volunteer 11 3.6
Other 21 7.0

Employment status *
Was employed in the last 3 months 197 67.7
Was not employed in the last 3 months 94 32.3

Deceased

Age

Mean (SD, Min–Max) 77.5 (13.8, 19–105)

Gender
Male 156 51.3
Female 147 48.4
Diverse 1 0.3

Diagnosis **
Cancer 111 36.5
Neurological disease 95 31.3
Cardiovascular disease 104 34.2
Respiratory disease 42 13.8

* Total n = 291, missing or not applicable n = 13 ** Multiple response possible.

3.2. Open-Text Analysis

A total of 133 respondents expressed a great need for support in the areas of financial,
legal, and professional matters. Of these, 40% stated that they needed much more support,
and 21% needed significantly more support. The open-text comments were organized into
three major categories with subcategories (Table 2).
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Table 2. Overview of categories and subcategories.

Category Subcategory

Employer support

Employer flexibility
Sick leave/leave of absence for care
Understanding of the employer
Financial compensation due to loss of work

Table 2. Cont.

Category Subcategory

Employer support

Employer flexibility
Sick leave/leave of absence for care
Understanding of the employer
Financial compensation due to loss of work

Financial support More care allowance
Financial security

Administrative barriers

Information and advice
Bureaucratic barriers
Difficulties with care levels
Assistance with documents

3.2.1. Employer Support

Participants expressed specific wishes and needs for their employers in terms of
support that would enable them to better reconcile their work commitments with their
caregiving responsibilities. This category was divided into the following sub-categories:

• Employer flexibility: One of the participants’ requests was to be able to organize their
working hours more flexibly in order to make it easier to combine work and caring
responsibilities. Reflecting this wish, one participant noted, “Less working hours, more
flexible working hours” (Respondent-ID: 254).

• Sick leave/leave of absence for care: In order to fulfill caring responsibilities at home,
participants emphasized that they sometimes have to take sick leave. One of the
respondents commented on this: “For example, I took sick leave to be there for my grand-
mother. I’m sure there are other ways” (Respondent-ID: 210). This quote emphasizes
the lack of options for time off, forcing participants to rely on other options, such as
sick leave.

• Understanding of the employer: This sub-category highlighted the need for more
understanding from participants’ employers. Specifically, respondents often described
employers showing little consideration for their caring responsibilities: “If my employer
had also accepted family caregiving leave. Unfortunately, I work in a care home and was called
in during my free time” (Respondent-ID: 108).

• Financial compensation due to loss of work: A key issue was the financial loss suffered
by participants who worked while caring for a seriously ill relative. One family
carer said, “Unable to work because of caring (24-h on-call duty)! Financial support for
family caregivers too!!!” (Respondent-ID: 42). Another participant wrote, “Financial
compensation for family caregivers who give up years of their lives and are unable to go to
work” (Respondent-ID: 57).

3.2.2. Financial Support

Two sub-categories were identified in this area, focusing on the financial security of
participants:
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• More care allowance: With regard to the carer’s allowance, there was a need for
comprehensive cost coverage by the care insurance funds. One respondent said, “That
the care insurance fund covers everything you need” (Respondent-ID: 175).

• Financial security: A key aspect in the area of financial support is financial security.
The following quote from a caring relative underlines that financial pressure also
had an impact on their own health: “What do you get? NOTHING. Caring relatives
should be financially and socially secure so that they have a clear head for caring. Maybe then
fewer of them will fall ill themselves, because they are carrying a double and triple burden”
(Respondent-ID: 63). The challenge of organizing professional care without sufficient
financial resources was also discussed: “but we were too poor to pay for night care or
personal care through a care service” (Respondent-ID: 88).

3.2.3. Administrative Barriers

This area represented two overarching aspects that were reflected in both the profes-
sional and financial contexts. Many participants reported a high level of bureaucracy and a
lack of adequate advice, which was an additional burden.

• Information and advice: A key aspect of this category was the lack of knowledge and
advice, particularly in relation to the types of support available, whether financial
or care-related. Participants emphasized the importance of being informed about
possible support: “Providing knowledge, help with applications, etc. What is possible at
all—financial support, care support, etc.”. (Respondent-ID: 256).

• Bureaucratic barriers: The need for better support in overcoming bureaucratic barriers
was repeatedly emphasized by family caregivers. In particular, lengthy and often
frustrating dealings with authorities were described as a significant burden: “Bat-
tles with authorities, social applications, many hours invested that you don’t really have”
(Respondent-ID: 184).

• Difficulties with care levels: Dissatisfaction with the classification into care levels
was another issue raised by participants. They reported discrepancies between their
relative’s actual care needs and the care categorization they were given, which they felt
did not reflect their individual needs: “The carer who did the categorization for care was
probably blind and deaf. Or just completely idiotic. My father couldn’t walk five steps without
gasping for breath, he couldn’t wash himself or prepare his medication, let alone take it. He was
totally dependent on help. And what did he get? With a lot of hanging and asking, just level 1.
That kind of thing is a cheek [meaning ridiculous]” (In Germany, the previous levels of care
were replaced by five levels of care as of 1 January 2017. This categorization reflects a
person’s level of independence and determines the corresponding care benefits. The
categorization is carried out by the care insurance company on the basis of an expert
opinion that determines the individual’s need for support [29]) (Respondent-ID: 119).

• Assistance with documents: Dealing with the amount of paperwork was a significant
challenge for family caregivers. Filling in forms and applications was perceived as
very stressful. Many respondents said that more support was needed in this area to
reduce the bureaucratic burden: “Support in dealing with the mountain of paperwork,
applications, etc.” (Respondent-ID: 58).

These subcategories helped us better recognize specific differences within the over-
arching area of “financial, legal, or professional matters” and illustrate the complexity
of needs.

4. Discussion

This study aimed to explore the financial impact of caring for a seriously ill and dying
family member at home. The findings highlight the significant challenges faced by family
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caregivers and the need for comprehensive support, particularly in the areas of workplace
policies and financial security.

One noteworthy aspect of this care dynamic concerns gender disparities, as our
findings are in line with wider research on the persistence of gender inequalities in the
assumption of care work [30]. Women of working age are more likely to provide care
and spend more time providing care than men, often while maintaining their employ-
ment [31]. This “gender care gap” leads to restrictions on women’s life choices and earning
potential [30].

The age of panel participants in this study appears to be younger than in other studies.
This difference suggests that the unique focus on balancing work and caring for a dying
relative may have attracted family caregivers with a demographic less represented in
traditional self-selected samples, highlighting a critical but often overlooked perspective
on intergenerational care dynamics.

Our findings show that family caregivers face several critical barriers, including
balancing work commitments, financial insecurity, and bureaucratic barriers. These factors
not only impede their ability to provide care but also affect their overall well-being [32].
It is essential to recognize and address these issues through appropriate resources and
support systems [33,34].

The health care reform in Denmark in 2007 shows that systematic changes are possible.
Focusing on specialization, centralization, and digitalization, the reform has attracted
international attention [35]. It significantly restructured the health sector, with the specific
aim of improving the transparency and quality of home care [36,37]. The Danish system
stands out among European countries for its comprehensive coverage: 59% of those in
need of care receive state-provided care [38]. As a result, Denmark is among the countries
with the lowest rates of daily care, similar to other Nordic countries, where individuals
requiring such care benefit from the well-developed formal long-term care sector and better
paid coverage [39]. While some countries, particularly in Northern Europe, have developed
robust policies and services for caregivers [40], others, particularly in the Global South,
lack comprehensive support systems [41]. Cross-country studies highlight differences in
caregiver experiences, with those in countries offering more developed formal support
generally reporting lower burden and higher well-being [42]. Workplace policies to support
caregiving vary internationally, with some countries implementing innovative approaches
such as shared paid leave systems [43].

In particular, family caregivers of terminally ill patients often face significant out-of-
pocket expenses, including medical supplies, medications, and transportation costs for
medical visits. According to a recent study by Hastert et al. [44], logistical costs were
the most common out-of-pocket expenses (58%), followed by medication costs (35%) and
medical bills (17%). Furthermore, severe financial hardship was reported by 38% of family
caregivers. Such financial burdens can lead to increased debt and reduced savings, resulting
in long-term economic hardship.

Family caregivers are an important social and economic resource for the health care
system [19–21], and caring should not negatively affect the economic future of family
caregivers. Many family caregivers who work are forced to reduce their working hours
or interrupt their careers to provide care, with both short- and long-term financial conse-
quences [45]. A recent study by Kasdorf et al. [23] found that 28% of respondents had to
take sick leave to care for a relative. In addition, 40.4% reported having to use their savings
to pay for care, and 36.9% reported that their net monthly income was insufficient to cover
the cost of care [23]. Long-term effects may include difficulties returning to work or loss
of pension benefits. To mitigate these effects, frameworks need to be implemented that
allow family caregivers to maintain both their caring responsibilities and their professional
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and financial futures [45]. These caregivers should be able to combine work and care by
benefitting from financial support, flexible working hours, and the opportunity to work
from home [46]. Instead, the lack of support in the workplace emerged as a key concern
for many family caregivers. Participants expressed a strong desire for more adaptable
working hours to balance caring and work responsibilities, a finding that is consistent with
the wider research [47,48]. In addition, the need for leave options and greater employer
understanding was highlighted, underlining a gap in employer support. Policies such as
carer’s leave could help family caregivers take the time they need without fear of losing
their jobs or income. In order to facilitate a sensitive approach to serious illness, death, and
bereavement and to promote communication and emotional support among colleagues
at work, training programs in bereavement support, such as those offered by the LAUT
project in Germany (“Letzthelfer:innen am Arbeitsplatz-für einen sensiblen Umgang mit
Sterben, Tod und Trauer (LAUT),” available at https://letzthelferamarbeitsplatz.com/
(accessed 3 February 2025)), should be implemented [49].

Additionally, participants in our study expressed a strong need for a more compre-
hensive financial safety net, as many face significant economic hardship due to reduced
working hours or an inability to work. Financial stress, in turn, can have a negative im-
pact on the physical and mental health of family caregivers [22,50]. In addition, many
participants reported that they could not afford professional care services, highlighting the
financial barriers to accessing adequate support [51].

Bureaucratic barriers and a lack of information about available financial resources
compound the stress family caregivers face [52]. The time-consuming and often confusing
application processes for financial and care-related support contribute to family carer
burnout and feelings of helplessness [53]. Research suggests that proactive support is
essential to meet the needs of family caregivers. A “buddy” system, where knowledgeable
individuals link families to health and social care services, could bridge the gap between
family caregivers’ needs and available support [54]. Raising awareness of family caregiving
in both social and professional settings is also essential, especially as demographic changes
increase the need for care [21]. Policy makers should prioritize the inclusion of these
recommendations in their policy considerations [32].

In sum, our findings highlight several areas where improvements are urgently needed.
Changes in workplace policies, financial support systems, and bureaucratic processes
are required to better support family caregivers. Policies that promote flexibility in the
workplace, ensure adequate financial compensation, and reduce bureaucratic barriers
are crucial to reducing the burden on family caregivers. In addition, clearer information
and guidance on available services and benefits will help family caregivers navigate the
complexities of caregiving and ultimately improve the quality of care for their loved ones.

Strengths and Limitations

To our knowledge, this is the first study in which the German version of the CSNAT has
been used retrospectively in a questionnaire and expanded to include open-text comments,
which enables a more precise analysis of family caregivers’ needs. The large sample
size permitted a meaningful assessment of family caregivers’ needs in addition to the
quantitative data collection, which has been published elsewhere [23]. The qualitative
analysis provided a detailed analysis of individual statements, giving family caregivers a
voice. The use of a panel achieved a high response rate, ensuring the representativeness of
the results across different conditions and regions of Germany. There is, though, a potential
risk of self-selection, as 65% of survey participants were panel members. Furthermore, as
the survey was conducted online, participants’ digital competences may have influenced
the results differently depending on their age, with older participants potentially having
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less experience with online surveys. This may partly explain the differences in the age
distribution of our sample compared to other studies. Although our retrospective research
design, which asked bereaved family caregivers to report on their experiences of end-of-life
care, may have limitations, such as possible recall bias and the influence of emotion, studies
have shown that brief events are often accurately recalled [8].

The validity of the CSNAT for family caregivers in palliative care has been demon-
strated internationally [55]. The domains of the CSNAT comprehensively cover the different
areas of support needs, and it serves as a tool in research and everyday palliative care [25].

5. Conclusions

Although the gaps in support for family caregivers have long been recognized, the
individual needs of family caregivers and the needs-based implementation of effective
interventions have not been sufficiently explored. The burden on family caregivers remains
high, and families carry much of the burden with seemingly no financial support. As home
care becomes more prevalent, financial support for family caregivers is essential to meet
the increasing demands of end-of-life care at home. Key measures include the introduction
of income replacement benefits, similar to parental leave, to mitigate income loss during
caregiving periods. In addition, the recognition of caregiving time for pension purposes can
help prevent long-term financial disadvantages. A more flexible and less bureaucratic use of
respite care services, such as short-term care and relief care, is also crucial to provide family
caregivers with the breaks they need. Widening access to these services and increasing the
availability of community-based and digital support, complemented by better advice on
existing support services through practical helpers, such as a “Buddy in the last year of
life” or “Last-Aiders at work”, can further improve family caregivers’ access to practical,
emotional, social, and financial support.
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Abstract: Objective: To examine variations in end-of-life care for breast cancer, heart failure, and
dementia patients. Data and methods: Data from four Norwegian health registries were linked using
a personal identification number. Longitudinal trends over 365 days and the type of care on the final
day of life were analyzed using descriptive techniques and logistic regression analysis. Results: Patients
with dementia were more commonly placed in nursing homes than patients in the two other groups,
while patients with heart failure and breast cancer were more frequently hospitalized than the dementia
patients. Breast cancer and heart failure patients had a higher likelihood of dying at home than dementia
patients. The higher the number of general practitioners, the higher was the probability of home-based
end-of-life care for cancer patients, while an increasing non-physician healthcare workers increased
the likelihood of home-based care for the other patient groups. Conclusions: Diagnoses, individual
characteristics, and service availability are all associated with the place of death in end-of-life care. The
higher the availability of health care services, the higher also is the probability of ending the life at home.

Keywords: end-of-life care; palliative care; social and long-term care; Norway

1. Introduction

End-of-life (EoL) care, though lacking a precise definition, generally refers to health-
care provided to individuals approaching death. This care encompasses ongoing treatment
for the underlying disease, and palliative measures to manage symptoms and enhance
the quality of life (QoL) [1]. The provision of EoL care typically involves a collaborative
decision-making process, often supported by an established advanced care plan [1]. Emerg-
ing evidence from multiple studies suggests that initiating EoL care in a timely manner can
bring about numerous benefits [2–4]. These include enhancing patients’ QoL, alleviating
symptoms, and potentially reducing the unnecessary utilization of acute care services—
which extends beyond just cancer patients [2–4]. Despite the beneficial effects of EoL and
palliative care, global statistics indicate that only around 14% of patients in need receive
palliative care [5]. Even in high-income countries, the results are comparable [6].

In Norway, where healthcare services are predominantly public and free, municipali-
ties oversee primary health care, including primary palliative care and local emergency
rooms (emergency primary healthcare clinics), while specialist healthcare is provided by
four state-driven health regions, typically upon referral from primary care [7,8]. Palliative
care is integrated into public health services, with specialist palliative care centers in hospi-
tals staffed by at least one palliative care physician and one oncology nurse (ON). These
specialists are available for consultation within hospitals and by primary care clinicians
(general practitioners and ONs), who can also refer patients to them [8].
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The geographical location of individuals at end-of-life has wide-ranging implications
for healthcare delivery, costs, and, notably, for individuals’ preferences regarding care,
particularly the realizations of desires to spend their final days at home [6,8]. Despite the
widespread preference for home-based care at the end of life, the opportunity to do so is
only available to a relatively small percentage of individuals, typically ranging from 10%
to 30% in most countries [6,9–14], also including Norway [15].

Gomes and her team identified several essential conditions that are almost prerequi-
sites for patients to have the option of spending their final days at home. These conditions
include the patient’s own preference, the family’s preference, access to home palliative
care, and the availability of district or community nursing [16]. In order to fulfill more indi-
viduals’ desires to receive end-of-life care at home and to comprehensively address their
needs, Kellehear stresses that “end-of-life care is everyone’s business,” thereby extending
responsibility beyond just families and healthcare services to encompass communities [17].

Research has consistently demonstrated a rise in healthcare service utilization during
the final months of life [18–21]. However, there remains a need to fully understand the
key variables that affect service utilization, including types of care at end-of-life. Our
study endeavors to bridge this gap by examining disparities in service utilization during
the twelve months prior to death among patients with breast cancer, dementia, and heart
failure. Additionally, we aim to identify individual and institutional factors that influence
the likelihood of patients dying at home. Of particular interest are potential associations
between the supply of services at the local level such as GPs and other types of health
personnel, and the odds of spending the last day of life at home.

2. Material and Methods

2.1. Inclusion Criteria and Data Sources

Utilizing data from the Norwegian Causes of Death Registry (NCDR), our analysis
includes all patients who passed away in 2019 with underlying diagnoses of breast cancer
(ICD-10 D05), dementia (ICD-10 F00–F03), or heart failure (ICD-10 I60, I61, I63, I64). By
employing personal identification numbers obtained from the NCDR, we combined data
from various registers, including the National Patient Register (a discharge register), the
Municipal Patient and User Register, the Education Register, and KOSTRA—a register
that describes municipal use of resources. The Directorate of Health oversees the first two
registers, while Statistics Norway manages the latter two.

Data were collected for the period covering the last 365 days before the date of death for
each patient, except for variables describing the patients’ co-morbidities where we collected
data from the National Patent Register and the Municipal Patient and User Register for up to
two years before the death date. All data were anonymized for the researchers.

2.2. Outcomes

The main outcomes were health service use the last 365 days before the death day (D0),
including GP visits, home nursing, short- and long-term stays in municipal institutions
(mainly nursing homes), as well as outpatient and inpatient stays in hospitals. Additionally,
our analysis specifically investigated a binary variable indicating whether patients were at
home (1) or in institutions (0), i.e., nursing home or hospital, on the day before their death
(D-1). The reason for using D-1 as the time of measurement for ‘Dying at home’ was that
services were not registered consistently on the death day.

2.3. Statistical Analyses

The characteristics of the cohorts were described by frequencies for categorical vari-
ables and by median for continuous variables.

To identify variables associated with ‘dying at home’ we performed a multivariate
logistic regression analysis to estimate odds ratios (OR) and 96% confidence intervals (CI).
We made separate analyses for the three cohorts that were defined by the causes of death
with two groups of variables included, variables on patient and variables on municipal
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level. Variables on the individual level included gender, age categorized in 10-year age
bands from 50 to 89 years and with patients below 50 and above 90 years in separate
groups, marital status (indicator of informal care), education (primary, secondary, and
higher education) and the number of comorbidities (0, 1–2, 3–4, 5 and above). The variables
on the municipal level included the person years of GPs and caring personnel in total, both
normalized by 10,000 inhabitants.

We registered data on 15 comorbidities (see Appendix A) from up to two years before
the death day. Comorbidities were generated from the registration of both primary and
secondary diagnoses and from both hospital inpatient and outpatient stays as well as
consultations with GPs registered in the Municipal Patient and User Register.

Data management and analyses were conducted in SAS Studio 5.1 (SAS Institute Inc.,
Cary, NC, USA).

3. Results

3.1. Patient Population

In 2019, 606 patients succumbed to breast cancer, 2900 to dementia and 1415 to heart
failure. Among breast cancer patients, the median age was 73.0 years, while for dementia
patients it was 88.4 years and for heart failure patients it was 86.2 years (Table 1). When
classified using 10-year age bands, the highest number of deaths occurred in the 70–79 age
group, with 147 cases (24.3%) for the breast cancer patients. In the two other patient groups
the highest numbers of death were in the age group 90 years and above.

Table 1. Patient characteristics.

Breast Cancer Dementia Heart Failure

N (%) N (%) N (%)
Total 606 (100) 2900 1415

Gender Female 600 (99.0) 1972 (84.4) 837 (59.2)
Male 6 (1.0) 452 (15.6) 578 (40.9)

Age <50 years 44 (7.3) 0 (0.0) 11 (0.8)
50–59 years 98 (16.2) 2 (0.0) 19 (1.4)
60–69 years 115 (19.0 35 (1.2) 50 (3.6)
70–79 years 147 (24.3) 287 (9.9) 186 (13.2)
80–89 years 129 (21.3) 1175 (40.5) 460 (32.7)
90 years≤ 73 (12.1) 1402 (48.3) 683 (48.5)

Median 73.0 88.4 86.2

Education Primary 177 (29.2) 1279 (44.4) 635 (45.5)
Secondary 271 (44.7) 1209 (42.0) 612 (43.8)

Higher 152 (25.1) 390 (13.55) 150 (10.7)
Missing 6 22 12

Marital status Others * 358 (59.1) 2110 (72.8) 1030 (73.1)
Married 248 (40.9) 790 (27.2) 379 (26.9)

Comorbidities 0 305 (50.3) 298 (10.3) 133 (9.4)
1–2 196 (32.3) 1318 (45.5) 443 (31.4)
3–4 74 (12.2) 871 (30.0) 442 (31.4)

5 or more 31 (5.1) 413 (14.2) 391 (27.8)

General Practitioners (GPs) per
10,000 inhabitants <10.1 154 (24.8) 643 (22.2) 346 (24.6)

10.2–10.9 155 (25.6) 794 (27.4) 312 (22.1)
11.0–12.1 156 (24.1) 682 (23.5) 322 (22.9)

12.2< 145 (23.9) 781 (26.9) 429 (30.5)

Non-physician healthcare
personnel years per
10,000 inhabitants

<213.9 144 (23.8) 583 (20.1) 275 (19.5)
213.9–258.97 157 (25.9) 681 (23.5) 287 (20.4)
258.97–311.82 155 (25.6 867 (29.9) 404 (28.7)

311.82 150 (24.8 769 (26.5) 443 (31.4)

Size of municipality <5000 inhabitamts 73 (12.1) 310 (10.7) 223 (15.8)
5000–15,000 inh 116 (19.4) 623 (21.5) 353 (25.1)

15,000≤ inh 417 (68.8) 1967 (67.8) 833 (58.1)

* Others include unmarried, widowers, divorced or separated and others.
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The breast cancer patients also deviate from the two other groups, with a higher
share being married, having fewer comorbidities, and higher education levels—naturally
reflecting these patients’ younger age.

3.2. Service Use at End-of-Life

In the year leading up to their death, a significant proportion of breast cancer patients
(64.0%) experienced at least one hospital admission, with 388 patients affected (Table 2).
Furthermore, 556 patients (91.7%) received hospital treatments either as outpatients or
during day stays. In contrast, the utilization of hospitals among patients with dementia in
the year preceding death was notably lower, with only 10% admitted to hospitals and 33%
receiving outpatient consultations or day stays. Dementia patients, however, were frequent
users of nursing homes.

Table 2. Patients use of health service last 365 days of life (number of patients with at least one visit).

Type of Services
Breast Cancer N

(% of Total)
Dementia N
(% of Total)

Heart Failure N
(% of Total)

Hospital admission 388 (64.0) 292 (10.0) 448 (31.8)
Hospital—outpatient or day stays 556 (91.7) 977 (33.7) 870 (61.7)
Nursing homes—long-term stays 102 (16.8) 2453 (84.6) 592 (42.0)
Nursing homes—short term stays 289 (47.7) 547 (18.9) 579 (41.1)

General practise (GP) visits 535 (88.2) 1167 (40.2) 923 (65.5)
Emergency room (local) 296 (48.8) 1322 (45.6) 709 (50.3)

Home nursing 403 (66.5) 741 (25.5) 818 (58.1)

Breast cancer patients were found to make an extensive use of general practitioner
(GP) services and frequently visited local emergency rooms (emergency primary healthcare
clinics). Conversely, dementia patients had a different utilization pattern, with fewer
individuals visiting GPs. It is important to note that while in nursing homes, patients receive
medical services from an attending physician who is not part of the GP list patient system.

In terms of care profile, heart failure patients fell somewhere between the utilization
patterns observed in cancer and dementia patients.

The dynamic changes in service utilization are further illustrated in Figure 1a–c,
highlighting the use of services during each of the final 365 days before death among the
patient groups. For all three patient groups, hospital stays remained relatively low but
gradually increased during the last two months of life. Long-term stays in nursing homes
were frequent and steadily increased among dementia patients, while they remained at
a lower level among breast cancer patients. Notably, there was a significant increase in
short-term stays in nursing homes among breast cancer patients during the last 2–3 months
of life. Furthermore, for the breast cancer patients, a progressive increase in home nursing
was observed until the last 4–6 weeks, followed by a decline in the number of recipients.
This decrease was primarily due to patients being transferred to nursing homes, especially
for short-term stays.

The proportion of patients residing at home without any of the aforementioned
services gradually diminished, particularly for the breast cancer patients. This trend
corresponded to the increasing number of patients receiving care in hospitals, nursing
homes, and through home nursing services.

3.3. Factors Associated with Home Care at End-of-Life

The vast majority of patients (84%) who passed away from dementia did so in mu-
nicipal institutions, mainly in nursing homes (Figure 2). Similarly, 57% of heart failure
patients passed away in institutions. In contrast, for breast cancer patients, the distribution
is almost equal, with 52% passing away in institutions and 48% at home.
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(a)

(b)

Figure 1. Cont.
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(c)

Figure 1. (a) Service use by day, last 365 days of life, breast cancer patients (N = 606); (b) service use
by day, last 365 days of life, dementia patients (N = 2900); (c) service use by day, last 365 days of life,
heart failure patients (N = 1415).

Figure 2. Number of patients at home or in institutions during the last day of life.

The associations between patient characteristics and place of care during the last day
before death are presented in Table 3. It is evident that, except for the dementia patients,
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strong associations exist between the variable describing age groups and staying at home
on the last day of life, with the lowest age groups demonstrating significantly higher odds
of staying at home compared to older age groups. While there are indications that the odds
of staying at home on the last day of life increase with educational level, the relationship
is only significant for the heart failure patients. Moreover, an increase in the number of
comorbidities decreased the odds of staying at home, with significant effects observed for
the heart failure patients.

Table 3. Associations between patent characteristics, supply side variables and staying at home the
last day before death. Odds ratio (95% Wald Confidence Limits).

Breast Cancer Dementia Heart Failure

Gender Male Ref. Ref. Ref.
Female 2.37 (0.41–13.79) 0.91 (0.72–1.17) 0.76 (0.59–0.98)

Age 80–89 years Ref. Ref. Ref.
<50 years 2.28 (1.06–4.90) - 6.94 (0.85–56.34)

50–59 years 2.23 (1.25–3.99) - 3.62 (1.15–11.40)
60–69 years 2.94 (1.69–5.11) 0.92 (0.32–2.68) 4.95 (2.32–10.53)
70–79 years 1.78 (1.07–2.97) 0.84 (0.57–1.23) 1.87 (1.31–2.68)
90 years≤ 1.07 (0.56–2.02) 1.06 (0.85–1.33) 0.63 (0.51–0.86)

Education Primary Ref. Ref. Ref.
Secondary 0.83 (0.56–1.25) 1.14 (0.91–1.43) 1.20 (0.94–1.52)

Higher 1.01 (0.62–1.22) 1.02 (0.73–1.44) 1.43 (0.97–2.12)

Marital status Others Ref. Ref. Ref.
Married 1.22 (0.85–1.76) 1.19 (0.92–1.53) 1.12 (0.85–1.48)

Comorbidities 0 Ref. Ref. Ref.
1–2 0.95 (0.64–1.41) 0.84 (0.59–1.20) 0.59 (0.38–0.90)
3–4 0.69 (0.38–1.22) 0.94 (0.65–1.36) 0.54 (0.35–0.82)

5 or more 0.78 (0.34–1.80) 1.20 (0.80–1.80) 0.40 (0.26–0.63)

General Practisioners
(GPS)s per

10,000 inhabitants

<10.1 Ref. Ref. Ref.
10.2–10.9 1.51 (0.93–2.44) 0.57 (0.41–0.78) 0.97 (0.70–1.36)
11.0–12.1 1.68 (1.00–2.80) 0.85 (0.64–1.14) 0.84 (0.60–1.18)

12.2< 2.13 (1.17–2.28) 0.54 (0.38–0.75) 1.04 (0.71–1.51)

Non-physician
healthcare personnel

years per
10,000 inhabitants

<213.9 Ref. Ref. Ref.
213.9–258.97 0.52 (0.32–0.86) 1.95 (1.36–2.78) 1.08 (0.75–1.55)

258.97–311.82 0.77 (0.45–1.32) 1.96 (1.37–2.81) 1.37 (0.96–1.97)
311.82 0.69 (0.38–1.28) 1.48 (0.98–2.23) 1.13 (0.74–1.72)

Population size <5000 Ref. Ref. Ref.
5000–14,900 1.16 (0.59–2.28) 1.31 (0.89–1.94) 1.16 (0.79–1.70)

15,000< 1.49 (0.74–3.03) 0.55 (0.36–0.84) 1.12 (0.74–1.70)

N 600 2878 1397
Somer’s D 0.33 0.27 0.32

Percent concordant 66.7 63.4 66.0

The likelihood of cancer patients receiving end-of-life care at home is higher when
there are more general practitioners available, while the likelihood of the other two patient
groups receiving home care increases with the availability of non-physician healthcare
workers. It is important to highlight that the notable disparities are observed between the
group that has the least access to municipal care services and the other three categories.
This implies that when access to home care is severely restricted, patients are more inclined
to spend their remaining days away from home.

4. Discussion

We evaluated the utilization of healthcare services over the last twelve months of
life among patients with breast cancer, dementia, and heart failure. The most significant
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differences were observed in hospitalizations and long-term care in nursing homes. Among
the three patient groups, patients with dementia were most frequently placed in nursing
homes, while the rate of hospitalization was highest among patients with heart failure
and breast cancer. The breast cancer and heart failure patients had a higher likelihood
of dying at home than the dementia patients. Furthermore, the availability of general
practitioners increased the probability of end-of-life care at home for cancer patients, while
the availability of non-physician healthcare workers increased the likelihood of staying at
home at end-of-life for the other two patient groups.

Our research findings aligned with those of other authors [6,22,23]. Several studies
note that dementia patients are less frequently hospitalized at EoL. The frequency of
hospitalizations also decreases for other elderly patients with chronic conditions and
those where palliative needs were recognized in a timely manner [24–30]. Diernberger
and colleagues furthermore highlight the importance of the geographical environment,
as they found that the frequency of hospitalization during the final stages of life among
older adults living in rural areas was generally lower than for those living in urban areas.
However, when hospitalization did occur, it tended to be of a longer duration [25]. Another
important factor influencing the rate of hospitalization was the availability of beds in
nursing homes [26,31]. This was further studied by Chu and colleagues, who found
that the accessibility of care in nursing homes significantly reduced rehospitalizations,
particularly for individuals in the advanced stage of dementia [26].

The utilization of healthcare services is influenced by numerous factors as analyzed
by Williamson et al. [31]. We observed a lower utilization of healthcare services among
higher-educated patients with heart failure but not for the other two groups of patients.
Except for dementia patients, we observed that higher age increased the use of health
care services, firmed by numerous other researchers [24,28,29,32–37]. Comorbidity had
a weak negative impact on the utilization of healthcare services in our study, a finding
echoed by other authors [29,38–41]. However, it might be that the effect of comorbidities
interacts with age. The conclusion of a French study was that being younger and having
comorbidities were identified as key factors associated with more intensive care and more
frequent hospitalizations in the final stages of life [40].

Some researchers emphasize the need to consider care pathways of patients when
assessing factors influencing the utilization of healthcare services in the final months of
life [42]. As Norwegian researchers ascertain, age and access to informal care (marital
status) are strong indicators of patients’ living arrangements and care [42]. The existence of
local home-based palliative care and support are also associated with a greater likelihood of
dying at home [43–45], a desire often expressed by many patients and their families [46–49].
Quinn and colleagues found that patients who received regionally organized, collaborative,
home-based palliative care experienced a 48% reduced risk of hospital death compared to
those receiving standard care. Noteworthy advantages of this approach included increased
clinician home visits, postponed initial hospital admissions, shorter hospital stays, and
more time spent at home [45]. Our study echoes this by finding that better access to formal
care, be it either GPs or other health care workers, increased the odds of ending the life at
home. Unfortunately, the frequency of palliative care for patients is lower than would be
necessarily for enabling dying at home, especially for non-cancer patients [39,50,51].

A strength of our analysis is the use of data registries that cover the whole Norwegian
population. Our sample could have been larger by including a longer time period, for
example from 2019 to 2021. However, as the COVID-19 pandemic affected health care use
from 2020, we decided not to do so.

5. Conclusions

Diagnoses, individual characteristics, and service availability are all associated with
the place of death. The higher the availability of health care services, the higher also is the
probability of ending life at home.
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Appendix A

Table A1. Comorbidities.

Comorbidity ICD-10 Codes

Stroke I60–I66, I68–I69, G45
Dementia F00–F03, G30

Hypertension I10–I15
Coronary artery disease I20–I25

Atrial fibrillation I48
Cardiac insufficiency I50

Diabetes mellitus E10–E14
Atherosclerosis I70

Cancer C, D0
COPD and asthma J44–J46

Depression F32–F34
Parkinson’s disease G20

Mental disorders F2, F30–F31
Renal insufficiency N18

Alcoholism F10–F19
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Abstract: Dementia education and training for workforce development is becoming increasingly
important in bridging knowledge gaps among health and social care practitioners in the UK and
internationally. Dementia Education for Workforce Excellence (DEWE) was developed during the
COVID-19 pandemic, blending both synchronous and asynchronous instruction and delivered across
three different contexts: care homes, home care, and nurse education within the UK and India. This
study aimed to evaluate DEWE using mixed methods with online survey data analyzed descriptively
and interview data analyzed thematically. Integration of survey and interview data aimed toward
a comprehensive evaluation of this novel approach for dementia workforce development. Thirty-
four social care practitioners and nurse educators completed the online survey demonstrating
high-level learner satisfaction, learning gains, behavioral change, and motivation to share new
knowledge. Four key themes developed from the analysis of interviews (n = 9) around participants’
pursuit of new knowledge; delivery modes in DEWE; learning gains and impact of DEWE; and
adaptations for future program implementation. Findings suggest DEWE is an innovative resource
that promotes person- and relationship-centered dementia care across all stages of one’s dementia
journey. Cultural adaptations are recommended for international delivery to ensure contextual
alignment and maximum impact.

Keywords: dementia education; blended learning; online learning; bichronous learning; mixed
methods; evaluation; workforce

1. Introduction

There are concerns internationally around the knowledge, skills, and attitudes of
health and social care practitioners who provide care for people living with dementia [1].
Globally, the prevalence of dementia is 55 million with projections indicating an increase to
139 million by 2050 [2,3]. Notably, most of these people, approximately 75%, are anticipated
to be concentrated in low- and middle-income countries [4].

In India, dementia prevalence for people aged 60 years and older is estimated to
be 7.4% and increasing due to demographic transition [5]. Despite this, there is limited
awareness and stigma associated with the condition [1]. Dementia symptoms can be
considered as non-pathological deviations from normal ageing and supported within
systems of family care with limited input from professionals [6]. The Indian Government
has recognized the challenges with special provision for people with dementia included
in national health programs and policy [1]. The Dementia India Report [7] highlighted
health professional education as a critical component when developing national dementia
services. Key areas for change included the development of in-service training for health
professionals and Train the Trainer programs for carers and community health workers.

In the UK, dementia workforce development through education has been articulated
in several government reports and strategies [8–14]. Dementia education in adult social
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care is a priority to meet the needs of practitioners who are increasingly providing special-
ist dementia care. Evidence suggests that asynchronous online courses can benefit social
care practitioners in terms of knowledge and skills development [15,16]; however, social
distancing requirements during the COVID-19 pandemic highlighted the value of integrat-
ing both asynchronous and synchronous delivery methods [17]. No studies are known
to have combined asynchronous and synchronous online dementia education for social
care practitioners, nor are there any studies known to have evaluated technology-enabled
dementia education in India.

1.1. The Intervention

Dementia Education for Workforce Excellence (DEWE) was developed during the
COVID-19 pandemic to equip health and social care practitioners to work in increasingly
digitalized and ageing societies with growing numbers of people with dementia. DEWE
integrates the philosophy of care within the Standards of Dementia Care in Scotland [11]
that are underpinned by three National Dementia Strategies [10,12,13]. Program develop-
ment was informed by Scotland’s national dementia workforce development framework
(Promoting Excellence: A framework for all health and social services staff working with
people with dementia, their families, and carers) [14]. This framework prioritizes the rights
of individuals living with dementia and integrates their dementia journey in its framework,
structured at four practice levels: Informed, Skilled, Enhanced, and Expert. The levels
correspond to the frequency and intensity of interactions that practitioners engage with
people affected by dementia within their unique practice settings. DEWE was aligned to the
skilled level of Promoting Excellence which outlines the knowledge and skills required by
practitioners who have direct and/or substantial contact with people living with dementia.

The project lead previously developed two innovative and comprehensive dementia
curricula for pre-registration nurse education in Scotland: Being Dementia Smart [18]
and Dementia Enhanced Education to Promote Excellence (DEEPE), both mapped at the
enhanced level of the Promoting Excellence Framework. DEWE was developed adopting
a similar approach with input and consensus from an expert group that consisted of
academics, clinicians, educational technologists, and experts with lived experience of
dementia or dementia care giving.

DEWE lends itself to bichronous online learning—a blend of both asynchronous and
synchronous delivery methods [17] where participants can participate flexibly during the
asynchronous parts of the course alongside real-time participation for the synchronous
sessions. For the asynchronous component, participants had free access to three online
workbooks (Dementia Care Essentials; Dementia Care Priorities; & Dementia Care En-
ablers) with content mapped along the stages of the dementia journey. The key narrative
was based on ‘Barbara’s Story’ [19], a filmed ethnodrama that demonstrates the various
stages and associated complexities of the dementia journey supported by learning activi-
ties and opportunities for reflective discussions. Learning resources also included short
videos created by a general practitioner as an expert with lived experience of dementia [20]
providing an emic perspective with insights into the higher needs of people with dementia
including social activity, sense of belonging, self-esteem, and meaning in life [21]. Fur-
thermore, a relationship-centered approach to dementia care was embedded to emphasize
the importance of support for the wellbeing of both formal and informal carers to ensure
high-quality person-centered dementia care [22]. Synchronous sessions (n = 16), via the
Cisco Webex Platform, were spread over 6 weeks and facilitated by experts (with lived
experience of dementia care giving and professionals). Live sessions embraced the phi-
losophy of person-centered dementia care regularly interspersed with opportunities for
reflective learning on dementia care from pre-diagnosis to end-of-life (Table 1).
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Table 1. Themed content in DEWE.

Asynchronous Synchronous
Workbook Session Duration Facilitator

Introduction to DEWE and Workbooks 1 30 min 1

1. Dementia
Care

Essentials

The Human Brain 2 1 h 1
Dementia: What it is and what it is not 3 1 h 1

Memory Changes in Dementia 4 30 min 1
Sensory Changes in Dementia 5 30 min 1

2. Dementia
Care

Priorities

Living with Dementia: Person-centered approaches 6 1 h 1
Stages of the Dementia Journey (Barbara’s Story a) 7 3 h 2

Carer’s Perspectives in Dementia 8 1 h 3
Stress & Distress in Dementia 9 1 h 1, 4

Dementia, Delirium and Depression 10 2 h 2

3. Dementia
Care

Enablers

Staff: Self-care and wellbeing during COVID-19 b 11 - -
Dementia & COVID-19 in Care Homes 12 1.5 h 5

Implementing Change and Improvement 13 1.5 h 5
Dementia Inclusive and Enabling Environments 14 2 h 1, 6

End-of-life care in Dementia 15 2 h 1
Relationship-centered Approaches to Dementia Care using the Six

Senses Framework 16 2 h 1

a Included five principles of the Adults with Incapacity Act, Scotland, 2000 [23]; b Self-directed learning using NES
staff wellbeing resources [24]; Facilitator: (1) Senior Lecturer—Nursing (Dementia Expertise); (2) Dementia Nurse
Consultant; (3) Person with lived experience of dementia (Family Carer); (4) Clinical Psychologist; (5) Senior
Lecturer—Nursing (Quality Improvement Expertise); (6) Dementia Link Worker.

1.2. Participants in DEWE

DEWE training was provided to nurse educators and social care practitioners (in-
cluding care home and home care practitioners) to cascade the training for nursing ca-
pacity building in dementia care. The training was conducted in two cohorts during the
pandemic—one from the UK and another from India. The inclusion of participants from
India aimed to address the considerable resource gap for dementia workforce development
within the Indian context despite the increasing prevalence of dementia.

1.3. Aim and Objectives

The overarching aim of the study was to evaluate DEWE training delivered using a
bichronous approach with practitioners and educators from three different contexts.

1. To explore participants’ perceptions on the content and quality of the dementia training.
2. To explore participants’ perceptions and experiences of accessing the dementia train-

ing using a bichronous approach.

2. Materials and Methods

The evaluation was underpinned by Kirkpatrick’s Model [25] using a mixed methods
approach combining quantitative and free-text survey response data with qualitative data
from interviews.

2.1. Sampling and Recruitment

All DEWE participants (n = 55) were invited to join the study via email, which included
participant information and the contact details of the research team. Additionally, they
were provided with a secure link to access and complete an online survey. Those who
completed the survey had the opportunity to express an interest in participating in a one-
to-one interview through a separate survey link. Interested participants were subsequently
contacted by a member of the research team to schedule interviews.

129



Healthcare 2024, 12, 590

2.2. Data Collection

Quantitative and free-text response data were collected via the online survey plat-
form [26] six months after participation in DEWE using a variety of Likert scale, rating scale,
and open-ended questions. The survey was structured according to Kirkpatrick’s model
which consists of four levels: (1) reactions to the training; (2) learning gains (knowledge,
skills, and attitudes) due to the training; (3) behavioral changes due to the training; and
(4) the results achieved due to the training. Consent was gained from all participants using
the online survey platform.

Semi-structured interviews were conducted virtually via the Cisco Webex platform
between January and February 2023 (within 18 months of participation in DEWE). The
interview guide is available as Supplementary Material. Consent for interviews was
obtained electronically from all participants using email. The average interview duration
was 33 min.

The evaluation was structured at two time points primarily to assess the effectiveness
of the intervention both in terms of knowledge and the application of learning in practice.
Questionnaire completion was at six months to avoid any immediate recall bias and
interviews were scheduled at 18 months to allow time and space for participants to report
on how their learning had informed their practice or not.

2.3. Data Analysis

Quantitative survey data were analyzed using descriptive statistics in Microsoft Excel
2019 version 2108 and reported as either frequencies, percentages, or median values. Free-
text responses were analyzed in Microsoft Excel using a deductive approach for alignment
with Kirkpatrick’s model and displayed alongside related quantitative data as participant
quotations or in frequency tables.

Interview data were subject to reflexive thematic analysis [27] using an inductive
approach. Analysis comprised six phases: (1) interview recordings were transcribed
verbatim by a member of the research team (KM) and then transcripts were reviewed
multiple times for data familiarization; (2) data were coded by one member of the research
team (KM) using NVivo; (3) initial codes were clustered into provisional candidate themes
through a process of development, revision, and refinement; (4) candidate themes were
reviewed in relation to codes and the entire data set to consider alternative options for
pattern development; (5) a detailed thematic framework was produced with descriptions
of themes and subthemes; and (6) an analytic narrative was created including data extracts
to tell the story of the data. Analytical processes were discussed regularly by KM & LM
and an audit trail maintained to enhance trustworthiness [28].

Findings from both the survey and interviews were reviewed, and the most salient
points were extracted. These findings were then converged with equal priority given
to survey and interview findings. The integration resulted in two overarching themes:
strengths of DEWE and areas for development. The mixed methods results were tabulated
and categorized according to Kirkpatrick’s model to facilitate the interpretation of the main
study findings.

3. Results: Survey Findings

3.1. Demographics

Participants were 34 nurse educators and social care practitioners from the UK and
India who completed DEWE between July 2021 and March 2022. Educators were either
professors (n = 3) or associate/assistant professors in nursing (n = 8), nursing lecturers
(n = 3), or nursing tutors (n = 3). Practitioners were carers (n = 7) or service managers
(n = 2). Eight participants reported their role as being ‘other’ but did not provide any
further details on their role.
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3.2. Experience of Dementia Care and Education

Twelve educators (70.6%) taught on BSc Nursing programs, two (11.8%) taught on
general nursing programs, whilst one (5.9%) taught on postgraduate programs. The
remaining educators (11.8%) taught on a combination of programs. Five practitioners
(55.6%) provided care to more than 15 people with dementia on a typical workday, whilst
two (22.2%) provided care to between 11 and 15 people. Two practitioners (22.2%) did not
provide dementia care at work.

3.3. Access to DEWE

A combination of personal computers and smartphones were most frequently used
to access DEWE. Figure 1 demonstrates the devices used to access the training. Note the
total does not tally to 34 (most likely as some participants have used multiple devices to
access DEWE).

Figure 1. Devices used to access DEWE.

3.4. Level 1: Reaction to Asynchronous Resources

The presentation of the workbooks was highly rated among participants with most
indicating the color scheme, font style, font size, icons, and illustrations being very good
or excellent (Figure 2). There were high levels of agreement that the online workbooks
were intuitive; however, some participants suggested that the workbooks were not easy to
navigate (Figure 3). One participant suggested that the content could be more streamlined
as ‘a few videos were mixed up’ [80908493, Practitioner].

Figure 2. Presentation of the workbooks.
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Figure 3. Ease of workbook navigation.

The workbooks were thought to work well but ‘did not translate to hard copy which some
staff without IT skills preferred to use’ [92124189, Other]. Another participant suggested that
‘ease of use PDF copies would be useful’ [81022848, Practitioner].

Twenty-four participants rated the overall quality of the workbooks on a scale of
1–10 (1 being poor and 10 being excellent). The median scores (with interquartile range)
for the three workbooks were: 9 (9, 10), 10 (9, 10), and 9 (9, 10) for Workbooks 1, 2, and
3 respectfully. The participants’ reaction to the training was also measured as levels of
agreement to various aspects of the training content (Figure 4).

3.5. Level 1: Reaction to Synchronous Resources

Feedback on the duration of the interactive sessions was mixed with some partici-
pants recommending a shorter duration whilst others recommended a longer duration.
Alternative suggestions were to reduce the duration of interactive sessions and increase
the frequency of sessions provided. Some participants were not satisfied with the delivery
platform and recommended that this be changed for future delivery. Other suggestions to
improve synchronous sessions included implementation of interactive icebreaker sessions,
improved orientation to workbooks, and follow-up sessions.

3.6. Level 1: Reaction to Bichronous Learning

Participants described the aspects most and least enjoyed about blended learning in
DEWE (Table 2).

Table 2. The aspects of DEWE most and least enjoyed by participants.

Enjoyed Most Enjoyed Least

1. Group discussion and interactivity 1. Technical issues/videoconferencing platform
2. Course presentation/expert facilitation 2. Difficulty coordinating attendance

3. Reflective activities 3. Duration of interactive sessions (too long)
4. Workbooks 4. Duration of interactive sessions (too short)

5. Use of real-life stories and examples 5. Lack of participant interaction in break out
rooms

6. Videos 6. Reflective activities
7. Structure and content (general) 7. Overall course duration (too short)

8. New knowledge 8. Digital skill requirements
9. Technology-enabled/blended approach 9. Technology-enabled delivery mode

10. Convenience
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Figure 4. Reaction to the training content.

3.7. Preferred Mode of Learning

Twenty-four participants rated their preferred modes of dementia training on a scale
of 1–5 (5 being most preferred and 1 being least preferred). Figure 5 shows the median
scores for each training modality with high levels of preference for a blended approach.

Figure 5. Preferred modes of dementia training. X denotes the median score.
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3.8. Level 2: Learning Gains

Participants rated the relevance of the learning outcomes to their professional practice
on a scale of 1 to 5. The median score for each outcome was 5, indicating high levels of
relevance. Additionally, there was strong consensus that DEWE had enhanced various
aspects of dementia care knowledge (Figure 6). Moreover, an overwhelming majority of par-
ticipants (91.2%) reported that DEWE had equipped them with relevant skills transferable
beyond the dementia care context (Figure 7).

Figure 6. Learning gains following DEWE.

Figure 7. Transferable skills gained following DEWE.

3.9. Level 3: Practice-Based Behavioral Change

There were high levels of agreement that learning in DEWE had resulted in positive
behaviors in practice (Figure 8).
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Figure 8. Practice-based behaviors following DEWE.

3.10. Level 4: Results

Following DEWE, participants were motivated to lead or influence dementia prac-
tice. Several were interested in leading dementia education through teaching and the
development of educational initiatives:

“I would like to influence the way nurses learn and practice dementia care”. [93011072,
Educator]

Participants were also motivated to share knowledge gained and improve awareness
and attitudes towards the condition:

“I would like to help change the attitudes of some carers and give them a confidence boost
and help them with their knowledge”. [81126963, Practitioner]

The training motivated participants to lead improvements in person-centered demen-
tia care, communication with people living with dementia, and support for family members
and carers affected by dementia. Specific areas of dementia practice that participants sought
to change included dementia assessment, delirium awareness, management of stress and
distress, implementation of dementia inclusive environments, pain management, and
palliative care.

4. Results: Interview Findings

4.1. Demographics

The participants were six nurse educators (lecturers/tutors and coordinators of nurs-
ing programs) and three practitioners with experience of health and/or social care from
India (n = 7) and the UK (n = 2). Participants were issued a code reflecting their demo-
graphic profile. The first part of the code was an arbitrary number of participation; the
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second reflected the participants’ areas of practice (Educator = 01; Practitioner = 02); and
the third related to participants’ location (India = 01; UK = 02).

4.2. Themes

Four themes developed from the data analysis, which related to: the participants’
pursuit of new knowledge; educational delivery modes in DEWE; learning gains due
to DEWE; and adaptations recommended for future programs. Each theme comprised
subthemes, as shown in Figure 9.

Figure 9. Themes and subthemes.

4.3. Theme 1: In Pursuit of New Knowledge
4.3.1. Dementia Knowledge and Learning Experiences

Participants from India often reported superficial knowledge about dementia [P3-
02-01; P4-01-01; P5-01-01; P8-02-01] and limited prior experience of dementia education
[P2-01-01; P3-02-01; P6-01-01]. Despite this, there was awareness of the increasing de-
mentia prevalence in India and limitations in national dementia surveillance systems and
health programs.

“Dementia is also a very important disorder that is on the rise, you know, like, more and
more elderly patients are having this disorder and because of that I think, yeah, we should
be really into understanding more about dementia, learning more about dementia and all
that”. [P4-01-01]

Participants were critical of dementia education in India which was limited in un-
dergraduate nursing curricula with basic content considered inadequate to support fu-
ture practice.

“It is just a very small, small, minute part of the curriculum which, by the time the
student becomes the staff, they would have forgotten, they wouldn’t even sometimes
remember I feel”. [P4-01-01]

Dissatisfaction with professional and vocational development in dementia care re-
sulted from training using in-person and didactic delivery methods.

“We are used to like monotonous resource person going on and on and sometimes very
few programs have some participation, but there is no variety in the program, you know,
live program”. [P5-01-01]

Among participants from the UK, dementia was described to be an unattractive career
option which intensified the need for comprehensive undergraduate dementia education
despite competing demands within existing curricula.

“I don’t know how familiar you are with nursing curricula but they’re always very
challenging to get everything into a relatively short period of time, three years is never
long enough”. [P7-01-02]
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In-house and online dementia education were common modes for professional devel-
opment in the UK. Online training was often mandated and risked disengagement due to
asynchronous delivery.

“The system that we use for our staff . . .you log in by yourself, you watch twenty plus
videos and after each video clip you have a multiple-choice question. . .its quite basic”.
[P9-02-02]

4.3.2. Motivation for Learning

DEWE provided participants with opportunities to develop new dementia knowledge
which participants valued for their own professional development but also to pass on
to others.

“I’ve been a caregiver for last 20 years now to my in-laws and three years ago my mother-
in-law suffered a stroke and then she had an onset of dementia. . .and also at [workplace]
we focus a lot on senior citizens care, that is one of our main areas of work, so, I thought
both professionally and personally this is going to give me a lot of insights”. [P8-02-01]

“As an educator, always keen to try to enrich any students learning and, so, . . .. . .it
was really good to sort of develop my own learning and understand things that are
really helpful in others, in helping others to learn as well, you know, around dementia”.
[P7-01-02]

The expert facilitation in DEWE provided a sense of credibility, which motivated
learner engagement. Motivation for learning was also enhanced as the course was delivered
free of charge with certification of completion particularly valued by participants from
India [P5-01-01; P6-01-01].

4.4. Theme 2: A Time and a Place for DEWE
4.4.1. Time-Independent Learning

The online workbooks allowed for time-independent learning with opportunities for
participants to assimilate and reflect on new concepts. The resources provided participants
with ongoing access to information which could be revisited and stored with the aim of
supporting learning.

“I just found them really helpful and the fact that you can then revisit things because, you
know, because my memories good at some points but others it isn’t. . . being able to revisit
it and you could download some of the pages from that. . .which again was just helpful”.
[P7-01-02]

The use of active learning strategies including quizzes and games supported informa-
tion retention. Real-life and emotive videos provided a proxy for experiential learning and
resulted in emotional engagement which supported information retention and develop-
ment of compassionate care and empathy for people with dementia.

“Seeing videos like that, you’re seeing it from the other person’s point of view. . .I under-
stand now that they can’t help it, you know, it’s confusing for them”. [P9-02-02]

A potential barrier to self-directed learning was self-motivation for engagement. Ad-
ditional barriers included isolation during learning, which was perceived problematic in
the context of dementia education.

“I don’t think you learn in the same way when something is strictly online. . .a topic like
dementia is about people, and you almost want to test out, sort of, you know, your own
learning with others”. [P7-01-02]

4.4.2. Learning in Real Time

Synchronous sessions made learning more interesting through group interactions
with peers, facilitators, and guest speakers, allowing participants to gain knowledge
from diverse experiences and perspectives. Learning was enriched from the cultural and
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professional diversity within the learning groups and opportunities to learn from a variety
of professional and personal experiences.

“Like it says like ‘none of us is smarter than all of us’, so, it’s like the years of wisdom
comes in a room and all that, all those years of experience and learning, so that was very
rich”. [P1-01-01]

Sessions involving people with lived experience of dementia resulted in depth of
emotional engagement and an appreciation of the realities of informal dementia care.

“Lived experiences of people was more encouraging and practical and to learn from
their life experiences, so that was very good and that was really touching our hearts”.
[P5-01-01]

Participants were motivated and inspired by the facilitator/s who contributed to live
sessions.

“I just thought she was amazing, so much passion, and you could tell that she loved
making the lives better for the people that they had living with dementia, and it was just,
yeah, it was heart-warming”. [P09-02-02]

The weekly sessions provided consistent facilitation and opportunities to build on
prior learning. The synchronous platform enabled active group learning whilst simultane-
ously encouraging introspection and personal reflection.

“We had lots of opportunities to understand our perspectives as well as other perspectives,
like it was a platform for us to introspect whether our understanding or our perspectives
about dementia is right or what else I can look for when it comes to the care of patients”.
[P6-01-01]

Barriers to synchronous sessions included poor online etiquette and time limitations,
which would require skillful moderation and opportunities for all participants to be heard.

“I think that is just a fact of, you know, learning this way. . .obviously we encounter it all
the time. . .there’s usually somebody who’s quite vocal, somebody else is trying to talk,
but because you can’t see them you aren’t really aware of that, so that to me was probably
a drawback”. [P7-01-02]

Participants from India were less accustomed to the WebEx platform and occasionally
experienced connectivity issues and difficulty joining synchronous sessions.

“We did have challenges using Webex because many times our people were not able to
join, we are so accustomed to Zoom, that was the first time I think many of us were using
Webex”. [P5-01-01]

4.4.3. Bichronous Learning

Participants considered the bichronous delivery to be a novel approach using multiple
methods to meet the needs of a diverse audience and learning styles.

“It was actually perfect blending or perfect package of all three components, like all three
domains of teaching, affective, cognitive, and psychomotor. . .so, it’s a perfect blending of
all three domains of teaching”. [P6-01-01]

The asynchronous resources enriched participation in synchronous sessions from prior
preparation. Correspondingly, synchronous sessions elaborated on asynchronous content.
This reciprocity seemed to influence enhanced learning.

“I was able to take away much from the class because I was able to read and then come
to the class, otherwise I don’t think it would have been so much of beneficial to me”.
[P8-02-01]

Benefits of the bichronous approach also included the potential to revisit/reuse asyn-
chronous resources and recordings of synchronous sessions as often and for as long as
required to support learning.
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“We can go over and over whenever we have a doubt, we can go back and learn from them,
so the freedom to access that has been given to us. . .that is a positive thing”. [P5-01-01]

DEWE had become more relevant since the COVID-19 pandemic and was considered
to be an enjoyable and motivating learning experience.

“Because this sort of fell during the pandemic, you know, we were adapting to online,
you know, very quickly anyway. . .we were getting so familiar with the way that we were
teaching anyway”. [P7-01-02]

4.5. Theme 3: Impact from Learning in DEWE
4.5.1. Learning Gains

Aspects of new knowledge gained by participants in DEWE are shown in Table 3.

Table 3. Aspects of knowledge gained.

Knowledge Aspect Quote

Types of dementia “We learned that there is like 200 different types of dementia. . .I had no idea, and I’ve got twenty plus years’
experience, like, in health and social care”. [P9-02-02]

Neurophysiology “The role of hippocampus. . .so what is the difference between normal ageing and dementia, especially when we
talk about memory changes. . .that is what is more important to know”. [P6-01-01]

Stress & Distress “I really learned from this course. . .like analyzing a situation using the ABC chart. . .when something
happens”. [P5-01-01]

Delirium “Particularly in my clinical role, you know, in acute trauma, being able to identify things like delirium is so
helpful, so those tools were really good”. [P7-01-02]

Person-centered care “I have learned tools on how to handle different situations and how to understand why the person is behaving
in a certain way and therefore how you kind of adapt your care to suit that person’s needs”. [P8-02-01]

Relationship-centered care “I really liked the six senses approach, I thought that was really, really useful”. [P7-01-02]

Care for caregivers “I understood that not only people living with dementia that needs attention, but we have to pay special
attention even to the carers of people living with dementia”. [P4-01-01]

Dignity & Respect
“Taking your time with people, never getting cross, and the fact that you might have to answer the same

thing. . .you’re answering the same questions but doing so every time with patience rather than frustration can
make a huge difference”. [P7-01-02]

Care environment
“I remember some of the classes where they said how does the environment impact a person living with

dementia, so, I think even the environment also is very, very important, the type of environment that we create
around these people”. [P4-01-01]

Care empathy “It can be very frustrating to have dementia and to place ourselves in their shoes, like some of those case studies
we looked at, and listening to the various talks, that really helped me”. [P1-01-01]

DEWE had broadened participants’ understanding about dementia and also resulted
in the development of positive dementia care attitudes.

“I have learned on how to be. . .an empathetic caregiver. . . an informed caregiver”. [P8-
02-01]

4.5.2. Impact

Participants reported having a greater awareness of the signs and symptoms of demen-
tia following DEWE including the behaviors of older adults in their care and communities.

“Earlier, it was not in my thinking, or it was not in part of my internal function, to think
of something like this. . . to wonder if a person could have dementia”. [P1-01-01]

One participant who worked in clinical areas shared an anecdote of using the knowl-
edge gained with greater confidence to support people living with dementia in practice:

“On the last shift I did, I actually was in a bay, you know, with six ladies and one of whom,
you know, did have dementia, so, you know, constantly I was just going back, you know,
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reiterating what I’d said, holding her hand and everything else and it was only when I
was going back to another lady and they went ‘oh we’re going to have a quiet day today’
and I said ‘oh, have things been, you know, disturbing you?’ and she said, ‘yes’ she said
‘that’s the most attention she’s had since we’ve been here’”. [P7-01-02]

The course provided participants with the confidence to provide informal health
education and support for friends and relatives. Learning from DEWE created a positive
ripple effect as participants confidently shared knowledge with others.

“There was something I learned, it was so profound, I put it on my social page. . .it was
nice that some of the people within my friends circle who saw that, they replied back, and
they told that, thank you so much it was a very good information and because they have
somebody in their family who are living with dementia”. [P4-01-01]

Participants identified potential to incorporate concepts from DEWE into nursing
curricula and educational resources for practitioners and dissemination on a wider scale
both in India and the UK.

“It was a particularly big blessing for me because I’ve written like some modules on
elderly care, so I could apply this into that, and see, these modules and curriculum that
we’ve designed is being used to train primary health level workers, nurses across India”.
[P1-01-01]

“I think it should be rolled out everywhere, I think it should be like teamed up with the
NHS, I think it should be done with all new staff starting, even old staff. . .. I think it
would be a fantastic program to roll out”. [P9-02-02]

Several participants were motivated to engage with further learning about dementia
in other online courses [P3-02-01], masters [P9-02-02], and PhD programs [P2-01-01].

The impact from DEWE also motivated participants from India to develop programs
of research including timely inquiries into dementia prevalence in local communities.

“I started to read articles on dementia related to India and South Asian countries, I found
that there were very few nursing related articles, so, a colleague and I decided to conduct
a small study and we’re in the process of doing that”. [P3-02-01]

4.6. Theme 4: Adapting and Appropriating DEWE for Future Success
4.6.1. Improving DEWE

Several participants suggested that future modifications to DEWE were not necessary
[P1-01-01; P3-02-01; P5-01-01; P7-01-02]. Despite benefits of the bichronous online delivery,
some participants noted a preference for in-person [P1-01-01] and practice-based learning
[P4-01-01].

Discussion in DEWE had focused on participants’ experience, perceptions, and per-
spectives of dementia care. Recommendations to improve synchronous sessions were
to include case presentations based on actual experiences using a systematic approach
incorporating patient assessment, evaluation, and care planning [P6-01-01]. Assessment
and evaluation of learning were recommended using multiple choice questions and concept
mapping techniques [P2-01-01]. Other suggestions to improve DEWE included even greater
focus on neurophysiology [P2-01-01] and the dementia care environment [P6-01-01].

Participants recommended that DEWE is updated regularly to reflect evidence-based
changes in dementia care.

“We want this to be given again and again with some other changes or a kind of recap,
recapitulation, or kind of refresher course, we want this to be at least once a year or twice
a year . . . I feel that it has to be refreshed”. [P6-01-01]

4.6.2. Culture and Context

DEWE was thought to benefit from greater contextualization. Cultural adaptations
were thought necessary to convey the unique challenges of dementia care in India. Greater
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emphasis on familial systems of support was considered the most relevant adaptation to
the Indian context.

“The context was good, but I think some of the tools which are available for people in
probably UK settings are not available for people here, for example, like, xxxx shared
about having a community of people with dementia and community helping each other
so, we don’t have that kind of a network here”. [P8-02-01]

Contextualization of DEWE to the Indian context would also require content adapted to
address unique cultural perspectives and challenges including regional language variations.

“For Northern India must have to think about the Hindi language and their perspectives,
and South India might have to think a little different. . .like that, we might have to add a
few videos or something. . . so that it feels that, yes, it is our own problems here and it is
what our people are going through”. [P5-01-01]

5. Results: Mixed Methods

Integration of quantitative and quantitative findings highlighted several motivat-
ing factors for engagement in DEWE including support with continuing professional
development, access to expert facilitation, certification for learning, and education at no
cost. The integrated findings also resulted in the identification of strengths and areas for
improvements in DEWE (Table 4).

Table 4. Summary of DEWE strengths and areas for improvement. The arrow up symbol denotes
“increasing levels”.

Strengths Areas for Development

Satisfaction

Asynchronous

High quality resources Consider cultural adaptations
Easy to use Provide more assessments

Time for learning Improve placement of videos
Learning on demand Improve quality of resources in print form

Active learning Update content regularly
Real-life videos Consider strategies for learner motivation

Preparation for synchronous sessions

Synchronous

Interactive Include interactive icebreakers session
Active learning and reflection Discuss/mitigate technical issues

Diversity of participants Discuss/mitigate poor online etiquette
Includes dementia experts Optimize session duration

Includes people with lived experience Optimize delivery platform
Provides expert facilitation Include more discussions on actual cases

Consolidates asynchronous learning Provide follow-up sessions

Bichronous

Highly rated -
Mutual learning between resources

Ongoing access to resources
Relevance post-COVID-19

Learning
New knowledge -

New skills
Positive attitudes

Behaviors Positive behavior change -

Results

↑ Dementia awareness -
↑ Knowledge transfer

↑ Development of educational resources
↑ Engagement with dementia education
↑ Engagement with dementia research

Dissemination of DEWE (wider audience)
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6. Discussion

Dementia training that is dependent on learner-initiated asynchronous instruction
involving episodic or standardized elements of care often fails to accurately depict the
trajectory of the illness and risks assumptions that such criteria are ubiquitous to the
dementia syndrome [29]. One might also presume that such training has the potential
to inadvertently introduce unconscious negative bias and reinforce stigma when certain
training packages, e.g., Management of Stress & Distress, are recommended as mandatory
dementia training. Such an approach unfortunately does not seem to help practitioners
understand dementia as a neurodegenerative disorder and the complexities associated
with the progression of the disease. Acknowledging the inherent uniqueness of the de-
mentia trajectory for each person ensured that DEWE prioritized and enabled learning for
participants to see the person behind the illness rather than the condition itself or focus on
managing isolated behaviors associated with the condition [30]. DEWE, as both a unique
and comprehensive dementia training program, used a “journey-based approach” to help
participants to appreciate the essentials, priorities, and enablers for high-quality person
and relationship-centered dementia care.

The COVID-19 pandemic prompted a shift in educational delivery and a transition
to online programs which was particularly notable in India where e-learning has only
started to gain popularity [31]. DEWE was developed during the pandemic to provide
dementia education through a balance of flexibility (asynchronous workbooks) and imme-
diacy (synchronous sessions). Previous research has demonstrated that the combination
of asynchronous and synchronous (bichronous) online learning has several advantages
including improved learning outcomes [17].

Asynchronous workbooks provided participants with access to dementia education
at any time and place. Convenience and flexibility are benefits of technology-enabled
dementia education [32–34]; however, asynchronous learning may result in feelings of
isolation [35]. DEWE implemented various active learning strategies to compensate the
effects of learner isolation. Adherence to principles of adult learning [36] combined with es-
tablished motivating factors for participation, e.g., certification for learning [37], optimized
learner interest and enthusiasm. Feedback is an integral element of teaching and learning
across educational delivery modes [38,39]. Formal assessment of learning in DEWE may in-
dicate whether specified learning outcomes were achieved and enhance learner motivation
by fostering engagement with course content [40].

It is recommended that effective dementia education be relevant to the roles, expe-
riences, and practices of learners, rather than adopting a one-size-fits-all approach [41].
However, diverse and multidisciplinary learning cohorts are also known to be benefi-
cial [42]. DEWE replicated in-person teaching in synchronous sessions involving various
practitioners and educators in real-time group discussions. This rich diversity of partici-
pants shared a passion for dementia and actively sought improvements in dementia care
which led to a vibrant community of engagement and expertise [43].

Online programs should be designed to focus on pedagogical issues which empha-
size collaborative and case-based learning (CBL) [31]. CBL aimed to connect theory and
practice in both asynchronous and synchronous resources through emotional engagement
with authentic clinical cases [44]. CBL using actual learner experience is aligned with
the experiential learning model [45]. Greater emphasis on participants’ direct experience
may develop higher order thinking whilst encouraging group reflection and collabora-
tive problem solving [46]. Experience-based CBL during synchronous sessions could be
enhanced using frameworks rooted in nursing processes to guide discussions and the
effective articulation of cases [47].

DEWE was deemed highly relevant to the participants’ current practice; however,
it fell short in addressing cultural differences between the UK and India. Both coun-
tries share many common goals, such as providing quality healthcare and addressing
the needs of the growing elderly population [48]. Culturally appropriate education is
crucial in India to address the rising burden of dementia and effectively address the unique
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socio-economic, cultural, linguistic, geographical, and lifestyle characteristics of this pop-
ulation [49]. Learner motivation can be enhanced where educational content includes
references to national dementia prevalence, incidence, and related factors, along with
information on local professional and community services [50]. Incorporating relevant
material is crucial as participants anticipate applying new knowledge locally in practice.

DEWE was enriched through the involvement of individuals with lived experience
of dementia and their family carers. Involvement in dementia education may foster a
sense of worth and altruism among people with dementia and can provide carers with
opportunities to share experiences and address caregiving challenges. The involvement
of lived experience in DEWE fostered emotional connections with participants for deeper
engagement [51]. Engagement was further enhanced from expert facilitation and input
from credible and relatable dementia care experts who served as positive dementia care
role models [52].

Surr [41] suggested that the total duration of dementia education programs should be
more than eight hours with individual sessions being at least 90 min. Limited evidence
exists on the optimal duration for online synchronous sessions; however, during or after
these sessions, learners often report feelings of fatigue [53]. The average duration of syn-
chronous sessions in DEWE was 82 min with most exceeding the 90 min recommendation
and were regularly interspaced with breakout opportunities. Nonetheless, the duration
of synchronous sessions in future iterations of DEWE might be minimized to mitigate
cognitive overload and learner fatigue.

Delivery via WebEx posed challenges to participants from India due to an unfamiliarity
with the platform. Engagement may have been further compromised as several participants
used mobile phones to access DEWE. Mobile devices including smartphones are promising
as learning devices due to their portability and ability to facilitate rapid information
retrieval, collaborative interaction, and situated learning [54]; however, mobile devices
may not be ideal for online learning due to software compatibility issues and small screen
sizes [55].

Technical challenges and poor online etiquette can risk misunderstanding and miscom-
munication [56]. Setting rules for online etiquette in synchronous sessions may encourage
a sense of community and active participation amongst learners [57]. In future courses, it
will be important to provide ‘netiquette’ guidance in the first synchronous session, with
contingency plans to resolve potential technical issues. These enhancements will ensure
that DEWE provides a seamless and efficient online learning experience.

Limitations

The survey did not include demographic information to establish the impact of the
training based on country of origin. Social care practitioners who completed the survey
consisted of care home and home care professionals; however, specific counts for the
subgroups were not reported.

Most (78%) interview participants were from India which limits the transferability of
the findings to the UK. This disparity also highlights the need for culturally sensitive learn-
ing content should DEWE be provided for learners based exclusively in the UK or India.
Interviews were conducted up to 18 months post-training which allowed participants time
to observe and comment on practice-based behavioral changes; however, this timeframe
may also have introduced recall bias. The research team frequently discussed qualita-
tive analytical procedures; however, the absence of respondent validation for interview
transcripts may have compromised the methodological rigor of the inductive analytical
process. The final sample size (n = 9) represented over a quarter of all DEWE participants
that completed the online survey. Whilst practical, this approach did not adhere to robust
principles of data saturation and potentially limited the emergence of additional insights
and assurances of analytical rigor.
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7. Conclusions

DEWE is an innovative resource and response to dementia education and training
during the COVID-19 pandemic, integrating asynchronous and synchronous instruction.
The person- and relationship-centered approach across the trajectory of the illness has
relevance to diverse participants and educational settings which fosters an inclusive and
supportive learning environment. Communities of engagement and expertise play a
crucial role in enriching the overall learning experience. By bringing together participants
with individuals with lived experiences and specialist knowledge, these communities
can flourish to enhance learning and foster personal and professional growth. DEWE
offers a notable advantage in its ability to overcome geographical boundaries; however,
international dissemination will require cultural adaptations to ensure that the program
aligns with cultural contexts for maximum impact. Future research will be useful to assess
the effectiveness of DEWE using pre- and post-test methodologies or in comparative studies
involving alternative modes of dementia education, including face-to-face or asynchronous
instruction alone.
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Abstract: Background: Of all central nervous systems tumors, 10–20% are located in the brainstem;
diffuse intrinsic pontine glioma (DIPG) is diagnosed in 80% of them. With over five decades of clinical
trial testing, there are no established therapeutic options for DIPG. This research article aims to collate
recent clinical trial data and provide a landscape for the most promising therapies that have emerged
in the past five years. Methods: PubMed/MEDLINE, Web of Science, Scopus, and Cochrane were
systematically searched using the following keywords: Diffuse intrinsic pontine glioma, Pontine,
Glioma, Treatment, Therapy, Therapeutics, curative, and/or Management. Both adult and pediatric
patients with newly diagnosed or progressive DIPG were considered in the clinical trial setting. The
risk of bias was assessed using the ROBINS-I tool. Results: A total of 22 trials were included reporting
the efficacy and safety outcomes among patients. First, five trials reported outcomes of blood–brain
barrier bypass via single or repeated-dose intra-arterial therapy or convection-enhanced delivery.
Second, external beam radiation regimens were assessed for safety and efficacy in three trials. Third,
four trials administered intravenous treatment without using chemotherapeutic regimens. Fourth,
eight trials reported the combinations of one or more chemotherapeutic agents. Fifth, immunotherapy
was reported in two trials in an adjuvant monotherapy in the post-radiotherapy setting. Conclusion:
This research article captures a clinical picture of the last five years of the direction toward which
DIPG research is heading. The article finds that re-irradiation may prolong survival in patients with
progressive DIPG; it also instills that insofar palliative radiotherapy has been a key prognostic choice.

Keywords: diffuse intrinsic pontine glioma; CNS; tumor; therapies; palliative; quality of life; ad-
vances

1. Introduction

Central nervous system (CNS) tumors have a higher mortality rate among all cancers
in US children aged 1–19 years [1–3]. Of all CNS tumors, 10–20% are located in the
brainstem, with diffuse intrinsic pontine glioma (DIPG) diagnosed in 80% of them [4].
The prognosis is dismal with DIPG with the overall survival rate being lower than 10%
at 2 years [5]. The median survival rates are less than 12 months and the 5-year survival
rates are below 2% [6,7]. Radiation therapy is the current standard of treatment, yet it
remains a palliative option as radiotherapy only temporarily relieves symptoms [8]. DIPG
has been classified histopathologically as high-grade astrocytoma (HGA) with most cases
being consistent with histological grade III or IV (anaplastic astrocytoma or glioblastoma,
respectively) but certain less aggressive cases are histologically classified as grade II (diffuse
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astrocytoma) [9]. More recently, the World Health Organization (WHO) classified DIPG
as diffuse midline gliomas with histone H3K27M mutation [9]. With over five decades of
clinical trials exploring different chemotherapy and radiotherapy regimens, there are no
promising therapeutic options in DIPG [10]. Several clinical trials of systematic therapies
have been tested or are ongoing [11].

Certain therapies have recently gained traction for their potential efficacy in DIPG [12].
Thereby, this research article aims to collate data from recent clinical trials and provide a
landscape for the most promising therapeutic options that have emerged in the last five
years.

2. Materials and Methods

2.1. Search Strategy

A comprehensive systematic search was conducted using the following databases, ad-
hering to Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA)
Statement 2020 guidelines: PubMed/MEDLINE, Web of Science, Scopus, and Cochrane.
The search was conducted from 1 January 2017, until 16 October 2022, without any lan-
guage limitations (non-English studies were translated to English using Google Translate).
Applying the Boolean (and/or) logic, the following keywords were applied: Diffuse intrin-
sic pontine glioma, Pontine, Glioma, Treatment, Therapy, Therapeutics, curative, and/or
Management. The titles and abstracts of shortlisted studies from the given databases were
screened independently by two mid-career authors (Z.S., A.S.). In the screening phase, the
reference lists were also reviewed, in line with the umbrella methodology to ensure no
data were omitted. In the case of any disagreements, a third author (I.C.-O.) was present to
resolve them and to reach a consensus. Cohen’s coefficient of the inter-reviewer agreement
was computed using Statistical Package for Social Sciences (SPSS, v.25, IBM).

2.2. Inclusion and Exclusion Criteria

The inclusion criteria comprised clinical trials enrolling both adult and pediatric
patients of any gender with newly diagnosed or progressive DIPG. The treatment could
consist of any of the following: (i) blood–brain barrier bypass (intra-arterial therapy or
convection enhanced delivery), (ii) external beam radiation, (iii) intravenous treatment
regimens without administering chemotherapeutic agents, (iv) combination regimens with
the use of one or more chemotherapeutic agents.

Studies intervening with only surgical procedures were not included. Further, cohorts
(retrospective/prospective), case series, case reports, systematic reviews and meta-analyses,
brief reports, and letters to editors were excluded.

2.3. Data Extraction (Selection and Coding)

Two mid-career authors (Z.S., A.S.) independently extracted the data from the included
trials into a spreadsheet. The third author (I.C.-O.) was present for any disagreements. The
pair identified the trials and treatments of the screened studies. Once the independent
review of the studies was conducted, the third author (I.C.-O.) assessed the extracted
domains from the spreadsheet and conducted the final review against the inclusion criteria.

The data were extracted as follows: Author, Year, Title, Journal, Country, Study design,
Inclusion criteria, Intervention given, Method of administration; Number of patients with
DIPG, Age at diagnosis (in years), Sex (percentage of males), Previous treatment, Outcome
measures; Median OS (in months), Median EFS/PFS (in months), Radiological response
(percentage), Clinical improvement (proportion), Tolerance and safety, and Steroid use
discontinuation.

Individual study data were prepared in a presentable format during the inclusion
phase and the concluding remarks were also added. EndNote X9 (Clarivate, London,
UK) was the software used to omit duplicates during the study selection process. In
addition, Mendeley (Elsevier, Amsterdam, The Netherlands) was used for bibliographic
management.
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2.4. Risk of Bias (Quality Assessment)

The Risk of Bias in Non-randomized Studies of Interventions (ROBINS-I) tool was
used to assess the risk of bias in the included trials. This tool comprised seven domains. (1)
Bias due to confounding; (2) bias due to selection of participants; (3) bias in classification
of interventions; (4) bias due to deviations from intended interventions; (5) bias due to
missing data; (6) bias in the measurement of outcomes; (7) bias in the selection of the
reported result.

Domain-level judgments about the risk of bias were classified as the following: (1) low
risk; (2) moderate risk; and (3) serious risk. The traffic light plot of bias assessment and the
weighted summary plot of the overall type of bias encountered is illustrated in Section 3.6.

3. Results

During the phase I, the identification phase, a total of 1249 studies were identified.
Of these, 234 duplicates were removed. In phase II, the screening phase, 1015 study
titles and abstracts were screened, of which 897 were omitted as they did not warrant
inclusion against the inclusion criteria. Subsequently, 118 full-text studies were reviewed
and assessed for eligibility. Of these, 96 studies were excluded as 28 were non-human
studies, 43 of them were model/experimental papers, and 25 were not clinical trials. In
phase III, the inclusion phase, a total of 22 trials were included (Figure 1). Kappa’s score
was calculated to be 0.91.

 

Figure 1. PRISMA flowchart depicting the study selection process.
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A total of 22 trials were found that reported efficacy and safety outcomes among
patients with newly diagnosed or progressive DIPG (Tables 1–3). First, trials that reported
bypassing of the blood–brain barrier (BBB) are reported. In five phase I trials, authors
evaluated outcomes of blood–brain barrier (BBB) bypass via single or repeated-dose intra-
arterial therapy [13] or convection-enhanced delivery (CED) [14–17].

Second, trials that explored different external beam radiation regimens are elabo-
rated. In two randomized controlled trials [18,19], the authors explored the efficacy and
safety of different radiotherapy regimens including conventionally fractionated and hy-
pofractionated radiotherapy in newly diagnosed DIPG. Re-irradiation at three dose levels
among patients who had received initial radiotherapy ≥10 months ago was compared with
patients with progressive DIPG in a phase I/II trial [20].

Third, trials are listed that administered intravenous treatment regimens without
administering chemotherapeutic agents. In a phase III trial, authors evaluated the outcomes
of epidermal growth factor receptor (EGFR) inhibitors, nimoztuzumab with radiotherapy
in newly diagnosed DIPG patients [21]. In a phase I/II trial, the authors evaluated the
outcomes of vorinostat given concomitantly and as adjuvant to radiotherapy in newly
diagnosed DIPG [22]. Adavosertib, a Wee 1 kinase inhibitor, was given with cranial
radiation therapy (CRT) in newly diagnosed DIPG in a phase I trial [23]. A phase II trial
administered EBT and valproic acid (VPA), an anti-convulsant, followed by bevacizumab,
an anti-vascular endothelial growth factor, and VPA in newly diagnosed DIPG patients [24].

Fourth, trials that evaluated combination regimens with the use of one or more
chemotherapeutic agents are listed. One phase II trial with newly diagnosed DIPG com-
bined radiotherapy and cefuximab, an epidermal growth factor receptor (EGFR) inhibitor,
followed by cefuximab and irinotecan, a topoisomerase I inhibitor [25]. Another phase
I/II trial combined erlotinib, an EGFR inhibitor, with bevacizumab, a vascular endothelial
growth factor (VEGF) inhibitor, and irinocetan among patients with progressive DIPG [26].
Two trials explored outcomes of ribociclib (kinase inhibitor) concomitantly with radiother-
apy and everolimus (kinase inhibitor) (phase I trial [27]) and as adjuvant monotherapy (in
phase II [28]) in newly diagnosed patients with DIPG. One phase I/II trial administered
concomitant EBT and veliparib, a PARP inhibitor, followed by veliparib and temozolomide,
an alkylating agent [29]. Capecitabine, an alkylating agent, was given in combination
with EBT and as adjuvant monotherapy in newly diagnosed DIPG patients in a phase
II trial [30]. Gemcitabine, a nucleoside metabolic inhibitor, was combined with initial
EBT among newly diagnosed DIPG patients in a phase I/II trial [31]. One trial explored
the maximum tolerated dose (MTD) and efficacy of cabazitaxel, a microtubule inhibitor,
as adjuvant monotherapy in progressive DIPG patients in a phase I/II dose-escalating
trial [32].

Fifth, trials that administered immunotherapeutic agents as adjuvant monotherapy
after radiotherapy are reported. One phase II trial administered pomalidomide, an im-
munomodulatory drug, among patients with progressive DIPG. One phase I trial adminis-
tered pelareorep, an immunomodulatory oncolytic virus, combined with sargramostin, a
recombinant human granulocyte-macrophage colony-stimulating factor, in patients with
progressive DIPG.
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3.1. Bypassing the Blood–Brain Barrier
3.1.1. Intra-Arterial Therapy

McCrea et al. explored the tolerability and efficacy of super selective intraarterial
cerebral infusion (SIACI) among 10 patients with DIPG who had all previously received
radiotherapy, as well as other systemic therapies [13]. Mannitol (12.5 mL of 20%) was
administered to disrupt the blood–brain barrier (BBB), followed by bevacizumab (15
mg/kg), a vascular endothelial growth factor A (VEGF-A) inhibitor, and cetuximab (200
mg/m2), an epidermal growth factor receptor (EGFR) inhibitor, respectively [13]. The
treatment and technique were well-tolerated with no dose-limiting toxicities. In terms of
efficacy, the median OS was 17.3 months, which is higher than that for historical controls
despite DIPG patients being heavily treated [13]. This method of delivery warrants further
investigation to establish efficacy in DIPG patients [13].

3.1.2. Convection-Enhanced Delivery

Heiss et al. evaluated the outcomes including the safety and tolerability of single-
dose IL13-PE38QQR, a recombinant cytotoxic chimera of human interleukin 13 (IL-13),
and the enzymatic portion of pseudomonas exotoxin A, infused via single-catheter CED
(0.125 μg/mL) into 5 patients with progressive DIPG [14]. The intervention was safe and
well-tolerated which occurred due to infusion-related brainstem edema [14]. There was a
temporary improvement in clinical and radiological status in 2 patients (40%) and their
dose was escalated to 0.25 μg/mL. CED-supported delivery of IL13-PE did not reach
optimal volumes in the tumor and only temporary anti-tumoral effects were observed in
2 patients [14].

Pérez-Larraya et al. determined the safety and efficacy outcomes of single-dose
CED infusion of DNX-2401, an oncolytic adenovirus that only replicates in tumor cells,
through the cerebellar peduncle, followed by radiotherapy in 12 newly diagnosed DIPG
patients [15]. The median OS was favorable at 17.8 months; 11 of the 12 patients had a
reduction or stabilization of tumor size but certain adverse events (hemiparesis in 1 patient
and tetraparesis in 1 patient) were reported [15].

Bander et al. evaluated the efficacy and safety of ≥2 doses of CED, via the supratento-
rial trajectory with intraprocedural stereotactic placement using MRI guidance, infusing
I-8H9 monoclonal antibody among 7 DIPG patients who previously received radiother-
apy [16]. Sequential CED infusions were well-tolerated and the second infusion significantly
reduced radial error and absolute tip error compared to the first infusion [16]. This was
a phase I trial whereby Bander et al. lay support for repeated CED in DIPG patients for
further evaluation of improved survival rates [16].

Majzner et al. similarly delivered two doses of disialoganglioside GD2-directed
chimeric antigen receptor (CAR) T cell; the first dose administered intravenously and the
second dose delivered intracerebroventricularly to 3 patients with K27M mutation in genes
encoding histone H3 (H3K27M) at any stage. All patients had received radiotherapy ≥
6 months before enrollment. Of the three patients, two had improvement radiologically
and one had tumor progression [17]. All patients had infusion-related toxicity which was
reversible with intensive support [17]. With the necessary management algorithm for
tumor inflammation-associated neurotoxicity (TIAN), delivery of CAR T-cell therapy via
CED is a promising treatment option that may be explored further in trial settings [17].

3.2. Different Radiotherapy Regimens
3.2.1. Hypofractionated Radiation Therapy

Zagloul et al. confirmed the noninferiority of hypofractionated (HF) radiation therapy
with three arms, arm 1 received HF therapy of 39 Gy in 13 fractions, arm 2 received HF
therapy of 45 Gy in 15 fractions, and arm 3 received conventional fractionation (CF) of
54 Gy in 30 fractions [18]. The median OS was the highest in low-dose HF across arm 1
(9.6 months) followed by CF in arm 3 (8.7 months) and high-dose HF in arm 2 (8.2 months).
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Younger age (2–5 years) had a higher prognosis with lower HF dose given in arm 1 which
was not found in arm 2 recipients [18].

Izzuddeen et al. compared the efficacy and tolerability of CF radiotherapy and low-
dose HF radiotherapy (39 Gy in 13 fractions) with concurrent and adjuvant temozolomide,
an alkylating agent [19]. The group that received HF radiotherapy and temozolomide did
not show any improved survival rates (12 months vs. 11 months) and there was an increase
in grade 3/4 hematological toxicity (n = 5, 28%) [19].

3.2.2. Re-Irradiation

Amsbaugh et al. found clinical improvement and improved quality of life with
conventionally fractionated re-irradiation among patients who had ≥10 months from the
end of initial radiotherapy [20]. The lowest dose arm of 24 Gy in 12 fractions had the
highest utility and is considered safe and effective for re-irradiation in DIPG patients [20].

3.3. Non-Chemotherapeutic Agent Regimens

Fleischhack et al. assessed the safety and efficacy of intravenous nimotuzumab, an
anti-EGFR humanized monoclonal antibody, combined with external beam radiotherapy
(EBT) among treatment-naïve patients with DIPG diagnosed in the last 3 months. The
intervention was well-tolerated and no adverse events were observed, such as those
produced by other EGFR-targeting agents e.g., severe acneiform rash, hypokalemia, or
hypomagnesemia [21]. Nimotuzumab administered concomitantly and continued after
EBT had comparable efficacy to intensive chemotherapy and EBT among newly diagnosed
DIPG e.g., median OS of 9.4 months while offering the benefit of being administered in
outpatient settings and associated with reduced hospitalization stays [21].

Su et al. reported the efficacy and tolerability of Vorinostat, an oral histone deacetylase
inhibitor, given with initial radiotherapy and as monotherapy afterward [22]. While it was
well tolerated, there were no survival benefits in patients with newly diagnosed DIPG [22].

Mueller et al. determined the tolerability of Adavosertib, an orally administered
blood–brain barrier penetrant, Wee 1 kinase inhibitor when combined with cranial radiation
therapy (CRT) among patients with newly diagnosed DIPG [23]. While the treatment was
well-tolerated, there was no survival benefit with a median OS of 11.1 months [23].

Su et al. explored the tolerability and efficacy of valproic acid (VPA), an anti-convulsant,
and radiation, followed by VPA and bevacizumab, an anti-VEGF humanized monoclonal
antibody, among patients with newly diagnosed DIPG in a phase II trial [24]. While the
concomitant use of VPA and bevacizumab was well-tolerated, there was no improvement
in survival outcomes with a median OS of 10.3 months [24].

3.4. Chemotherapeutic Agent Regimens

Macy et al. evaluated the efficacy and safety of cetuximab, anti-EGFR humanized
with concurrent radiation therapy followed by cetuximab and irinotecan, a topoisomerase
I inhibitor, among patients with newly diagnosed DIPG [25]. While there was some
improvement in PFS, the median OS was 12.1 months and the therapy regimen does not
warrant further investigation [25].

El-Khouly et al. conducted a phase I/II trial to determine the safety, tolerability, and
efficacy of bevacizumab, a VEGF inhibitor, irinotecan, a topoisomerase I inhibitor, and
Erlotinib, an EGFR inhibitor, among 9 patients with progressive DIPG. The median OS was
13.8 months which was higher than that of historical controls for this subset of patients and
the regimen was well-tolerated [26].

DeWire et al. conducted a phase I trial to determine the tolerability and efficacy
of Ribociclib (CDK4/6-inhibitor) and Everolimus (kinase inhibitor) for patients newly
diagnosed with DIPG within 30 days of receiving a 10% standard dose of radiotherapy [27].
The treatment was well-tolerated and apparently improved median OS to 13.9 months;
however, when two patients who were less than 3 years at diagnosis e.g., associated with
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better prognosis were removed, the median OS decreased to 10.8 months which suggests
no additional efficacy of treatment [27].

DeWire et al. also conducted a phase I/II trial to identify the safety, feasibility, and early
efficacy of ribociclib (CDK4/6-inhibitor) in 9 newly diagnosed DIPG patients [28]. Riboci-
clib adjuvant monotherapy post-radiotherapy had improved median OS (16.1 months) [28].
Yet, its safety is not clear as there was increased tumor necrosis volume in 4 patients (40%)
warranting further volumetric analyses of necrosed tumors [28].

Baxter et al. conducted a phase I/II trial of 65 patients with newly diagnosed DIPG
who received concomitant veliparib (PARP inhibitor) and radiation therapy followed by
veliparib and temozolomide (alkylating agent) [29]. While the treatment was generally
well-tolerated with limited DLTs, there were no survival benefits categorized as 1-year and
2-year survival rates of 37.2% and 5.3%, respectively [29].

Kilburn et al. conducted a phase II trial with capecitabine (alkylating agent) given
concomitantly with radiotherapy followed by adjuvant capecitabine among 44 patients with
newly diagnosed DIPG [30]. There was no survival benefit (OS and PFS were comparable
to historical controls) with the treatment regimen but it was well-tolerated [30].

Zanten et al. conducted a phase I/II trial to determine the efficacy, safety, and tol-
erability of gemcitabine, a nucleoside metabolic inhibitor, during radiotherapy among 9
children with newly diagnosed DIPG [31]. The treatment was well-tolerated and a dose of
up to 200 mg/m2/once weekly with radiotherapy was safe [31]. There were, however, no
survival benefits with a median OS of 12.4 months and 8.7 months in intermediate- and
high-risk patients [31].

Manley et al. explored the maximum tolerated dose (MTD), safety, and efficacy of
Cabazitaxel, a chemotherapeutic agent, in patients with progressive treatment-refractory
DIPG in a phase I/II dose-escalating trial [32]. The maximum tolerated dose (MTD) was
found to be 30 mg/m2 and was well-tolerated. There was no anti-tumor activity with the
MTD and there was no improvement in survival outcomes [32].

3.5. Immunotherapy

Fangusaro et al. conducted a phase II trial and determined the efficacy and safety of
Pomalidomide, an immunomodulatory drug, among 9 patients with progressive DIPG [33].
There were no favorable survival outcomes of pomalidomide monotherapy with no objec-
tive response (OR) or long-term stable disease (LTSD) found in the patients and a median
OS of 3.78 months [33].

Schuelke et al. determined the safety of sargramostin, a recombinant human granulocyte-
macrophage colony-stimulating factor, and pelareorep, an immunomodulatory oncolytic
virus, among 2 patients with progressive DIPG in a phase I trial [34]. While the treatment
was well-tolerated, the sample size was too small to evaluate survival rates; the treatment
warrants further investigation for efficacy [34].

3.6. Risk of Bias Synthesis

Overall, 19 studies (86.4%) had a low risk of bias, 2 (9.1%) had moderate risks and 1
(4.5%) had a serious risk of bias (Figure 2). On noting bias due to confounding, 17 studies
(77.3%) had a low risk of bias, 4 (18.2%) had moderate risk, whereas 1 (4.5%) had a serious
risk of bias. When assessing bias due to the selection of participants, a total of 14 studies
(63.6%) had a low risk of bias, whereas 7 (31.8%) had a moderate risk of bias and 1 (4.5%)
had a serious risk of bias. Noting the bias in the classification of interventions, 20 studies
(90.9%) had low risks of bias while 2 studies (9.1%) had a moderate risk of bias. Bias due to
deviations from intended interventions had low risk in 21 studies (95.5%) and moderate
risk in 1 study (4.5%). On noting bias due to missing outcome data, 18 studies (81.8%)
had a low risk of bias, and 2 studies each (9.1%) had moderate and serious risks of bias.
Assessment of bias in the measurement of outcomes yielded 18 studies (81.8%) with a
low risk of bias and 4 studies (18.2%) with a moderate risk of bias. The risk of bias in the
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selection of the reported result was low in 12 studies (54.4%), moderate in 9 studies (40.9%),
and serious in 1 study (4.5%) (Figure 2).

 

Figure 2. Summary plot and traffic light plot depicting risk of bias among the included studies [13–34].
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4. Discussion

This research article aimed to collate evidence from all trials conducted in the last
five years to evaluate the efficacy and safety of different treatments for DIPG. We assessed
22 trials and five key therapeutic regimen themes emerged including blood–brain barrier
(BBB) bypass (intra-arterial delivery or convection-enhanced delivery (CED)), radiotherapy
regimens, non-chemotherapeutic agent regimens, chemotherapeutic agent regimens, and
immunotherapy. The 22 trials included in this study are likely to constitute all available
clinical trial evidence, due to the robust search strategy and rigorous screening process.

Of the 5 trials reporting BBB bypass techniques, 3 reported overall survival (OS), 4
reported radiological responses, 3 reported clinical improvement, all 5 reported tolerance
and safety, and 3 reported steroid discontinuation. All 3 trials that explored radiotherapy
regimens and doses did report OS, 2 trials reported progression-free survival (PFS), 1 re-
ported radiological response, 1 reported clinical improvement, and all 3 reported tolerance
and safety outcomes. Four trials that explored non-chemotherapeutic agents and OS were
reported across all 4 trials, PFS in 1 trial, event-free survival (EFS) in 2 trials, radiological
response in 3 trials, and safety/tolerance in all 4 trials. A total of 8 trials administered
chemotherapeutic agents in combination with other therapeutics and all 8 trials reported
OS, 5 trials reported PFS, all 8 trials reported radiological response, 3 trials reported clinical
improvement, and all 8 reported tolerability/safety. Lastly, of the 2 trials that administered
immunotherapy agents, both reported OS, 1 reported PFS, 2 reported radiological response,
1 reported clinical improvement, and both identified safety/tolerance. There were dif-
ferences among studies, even within the same theme, with regard to outcome measures,
specifically radiological response.

All therapeutic agents were initiated at different time points in the natural clinical
course of DIPG. The most commonly observed subset of patients was newly diagnosed
across 12 trials, followed by progressive DIPG in 8 trials. One trial enrolled patients at
any stage and 1 trial did not specify the stage of DIPG. Patient demographics were similar
across the 22 trials. Age at diagnosis was primarily mid-childhood. The gender ratio was
somewhat well-balanced, ranging from 35–65% across the studies.

4.1. Intra-Arterial Delivery

Superselective intraarterial cerebral infusion (SIACI) improved survival rates (me-
dian OS: 17.3 months) when offered to patients with progressive DIPG. SIACI offers an
advantage over intravenous drug delivery through selective blood–brain barrier (BBB)
opening. Our synthesis supports the intraarterial delivery of cetuximab and bevacizumab
with the initial administration of mannitol to increase the absorption of the drugs. As
we found support for safe and well-tolerated repeated CED infusions, further trials can
consider expanding the number of patients and determining the efficacy of SIACI. A
phase I trial (NCT05271240) is underway that is planning enrollment of 432 patients with
glioblastoma multiforme (GBM) and comparing repeated mannitol-infusion followed by
SIACI of bevacizumab with temozolomide and standard radiation to temozolomide and
standard radiation only. As data are still emerging regarding the safety and tolerability
of intra-arterial delivery, further trials can consider using a labeling agent to assess drug
delivery distribution. Another consideration is to identify molecular targets with a biopsy
to optimize the agent of choice. With evidence of safe bypassing of the BBB, it is of note to
consider targeting tumor cells based on the biology e.g., EGFR and/or VEGF positive.

4.2. Convection-Enhanced Delivery

CED is an emerging therapy for DIPG due to its ability to bypass the BBB and deliver
pertinent doses of treatment in relevant brain volumes. The agents tested in clinical trials via
CED were 124I-8H9 [16], IL13-Pseudomonas toxin [14], DNX-2401 (an oncolytic virus) [15],
and GD2-CAR T cells [17]. Of the 4 trials evaluating the role of convection-enhanced
delivery (CED) in the treatment of DIPG, there were somewhat favorable outcomes based
on different techniques, agents used, and stages of DIPG. Intra-tumoral infusion with
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an oncolytic virus had the most favorable outcomes with a median OS of 17.8 months
in newly diagnosed DIPG but there was an increased risk of adverse events related to
infusion-related brainstem edema. Augmentation of CED-infused pharmacological agents
gained support from observational studies such as Tsvankin et al. who found improvement
in median OS with CED of dasatinib, a tyrosine kinase inhibitor, in a transgenic H3.3K27M
mutant murine model [35]. It remains unclear which pharmacological agent offers the
highest survival rates and it is reasonable to consider CED to have a plateau effect given its
ability to target localized disease.

Repeated CED infusions were well-tolerated but neurological signs and symptoms
are present. Hollingworth et al. [36] measured infusion-related side effects of CED in DIPG
with the Pontine Neurological Observation Score (PONScore), a standardized tool with
a 57-point scale, to determine their frequency and recovery during infusion. As CED is
gaining preliminary support from the literature for its efficacy in DIPG, there is a gap in
standardized documentation of its side effects for which a scale such as PONScore [36] can
highlight the nature and timing of neurological injury during infusion. Further clinical
trials must consider it imperative to consider meticulously documenting infusion-related
side effects to address patient outcomes. As of now, CED is being tested in early phase
clinical trials for treatment with DIPG which has the potential to control the regional
disease. However, CED as a standalone may not be able to control spread to distant
areas e.g., outside the brainstem [37] or leptomeningeal involvement [38], by nature of its
delivery and it may be advantageous to consider combination approaches e.g., craniospinal
radiation or intrathecal delivery [39], to meaningfully improve survival rates in DIPG
patients who already have a dismal prognosis.

4.3. Radiotherapy

The mainstay of treatment for DIPG is conventionally fractionated radiation therapy
(RT), delivered across a 6-week period. However, such RT only transiently improves
symptoms without prominent survival benefits. Hypofractionated RT regimens did not
demonstrate survival benefits across two trials in our study but may provide temporary
relief. In a trial, re-irradiation did improve survival outcomes and quality of life among
DIPG patients who had received initial radiotherapy ≥ 10 months ago (strongest support
for low-dose conventional RT at 24 Gy in 12 fractions). Gallitto et al. [8] corroborate the
findings of the trial and suggests re-irradiation at first progression as an effective palliative
therapy with a mean increase of ~3 months to OS compared to controls. Combination
immunotherapy agents (PD-1 inhibitor, nivolumab) [40] with re-irradiation have also
shown improved life spans in progressive DIPG patients. Overall, certain patients can
tolerate re-irradiation, have reduced symptoms, and improve survival rates by a few
months. Current trials have compared different radiation doses and fractionation for
re-irradiation; support for conventional fractionation and low-dose radiation is found in
clinical trials. Further clinical trials can address the frequency of re-irradiation, the gap
between radiotherapy, and optimal radiation dose and fractionation for children with
progressive DIPG [41].

4.4. Other Regimens

Other trials explored the efficacy of radiotherapy with neoadjuvant non-chemotherapeutic
interventions (nimotuzumab, bevacizumab, adavosertib, and vorinostat) with or without
adjuvant therapy afterward in newly diagnosed DIPG patients and found no additional
survival benefit compared to historical controls. Similarly, there was no significant im-
provement in survival outcomes with a neoadjuvant chemotherapeutic alkylating agent
(temozolomide) or anti-metabolites (capecitabine, gemcitabine, cabazitaxel) in combination
with radiotherapy, and other agents (cetuximab, an EGFR inhibitor, and veliparib, a PARP
inhibitor). Moreover, immunotherapy regimens did not improve median OS with poma-
lidomide and pelareorep combined with sargramostim. There were, however, two trials
by DeWire et al. [27,28] that found some improvement in median OS with combination
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regimens in newly diagnosed DIPG patients: median OS of 13.9 months with ribociclib
and everolimus, both kinase inhibitors, within 30 days of receiving 10% standard radi-
ation doses, and median OS of 16.1 months with ribociclib together with radiotherapy
and adjuvant monotherapy. There is emerging support for ribociclib, a CDK4/6 inhibitor,
together with targeted radiotherapy among treatment-naïve DIPG patients. However, in
both these trials, there was a prominent frequency of ≥grade 3 events which may be due
to the treatment. Another trial [26] administered bevaziumab, a VEGF inhibitor, erlotinib,
an EGFR inhibitor, and irinotecan, a topoisomerase I inhibitor among progressive DIPG
patients. Of note, this trial indicated that anti-EGFR agents and anti-VEGF antibodies when
combined with chemotherapy have some additive antitumor activity (median OS of 13.8
months) and are well-tolerated. These findings provide support for the collaboration of
anti-VEGF and anti-EGFR for inhibiting tumor growth and angiogenesis in aggressive
DIPG, combined with chemotherapy.

4.5. Potential Molecular Targets

The lack of targeted therapies for DIPG is in part due to the lack of routine biopsies
conducted in these tumors. Neurosurgeons have been reluctant to perform biopsies due
to more risks than direct benefits to the patients. As molecular genetic techniques are
expanding in oncology, many centers have begun conducting stereotactic biopsy to support
ongoing research which requires molecular characterization and potentially druggable
targets toward more individualized treatments [42,43]. About 80% of all DIPG cases
have a specific point mutation that results in the substitution of lysine 27 on the amino-
terminal tail with methionine (H3K27M) in histone isoforms H3.1 or H3.3, encoded by
genes HIST1H3B and H3F3A respectively [44–46]. There are subtle differences in prognosis
and outcomes with both; H3.1 histone mutations have a better prognosis and this has
been recognized by the World Health Organization of CNS tumors [9,47]. Along with
these histone modifications, molecular profiling has enumerated numerous targets for
therapeutic interventions. These include ACVR1 mutations (~30% of DIPG tumors) and
co-occur with H3.1 and TP53 mutations (~22–40% of DIPG tumors) which co-occur with
PDFR amplification [48–50]. PDFR amplification (PDFRA) is common and present in nearly
1/3rd of high-grade gliomas; when co-segregated with H3.3 mutations (H3.3K27M), these
tumors are clinically aggressive [51]. PDFRA combined with PIK3R1 and PIK3CA are
drivers of the PI3K pathway which contributes to aggressive DIPG [48,52].

4.6. Strengths and Future Directions

The 22 studies in this study constitute the latest clinical trends for DIPG therapeutics
with an inclusive search strategy and rigorous screening process. Two independent review-
ers screened the full text and there was 91.6% agreement. As part of the search strategy,
an umbrella review methodology was also applied which revealed four potential papers,
though none were included. Another strength was the double-checking of data entry by
the second reviewer. The conclusions made from this study are based on all the latest
available evidence from clinical trials in the past 5 years. Therefore, the data included in
this study are not observational, which means that the quality of included studies is not
compromised. Lastly, the study was flexible in terms of eligibility criteria in relation to the
nature of treatment which allowed for a comprehensive synthesis.

The risk of bias among the included trials was largely low with 86.4% depicting low
concerns. However, two studies had moderate risks (El-Khouly, 2021; Heiss, 2018) and one
had a serious risk of bias (Bander, 2020). Based on the biases we reported in this study,
future trials in this discipline of research ought to ensure datasets reporting of patient
outcomes including follow-up. Furthermore, in an effort to improve outcomes for patients
with DIPG, confounding variables including multi-disciplinary therapies must be assessed
in a manner that may quantify various approaches both singularly or combined for survival
(OS, EFS, PFS) and associated outcomes.
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4.7. Limitations

There are certain limitations of this study. This study included early phase clinical
trials that had a small sample size. We omitted case series and case reports to ensure
only high-tier evidence was included, which may have led to omission of specific cases
in literature. As such, the findings must be explored in further clinical trials to prove the
safety, characterization of adverse events, and clinical outcomes if given in a larger sample
size. While certain trials have demonstrated efficacy with prolonged survival rates, the
results cannot be generalized and must be corroborated in further multi-center, blinded,
randomized controlled trials to prove its benefits.

5. Conclusions

DIPG is a pediatric brain tumor that has a dismal prognosis with a median survival rate
of nine months. There is currently no effective treatment beyond palliative radiotherapy.
Our analysis of all clinical trials in the last five years captures 22 studies that point toward
the direction in which the ongoing research is headed. Importantly, we show that a
promising therapeutic strategy is a blood–brain barrier (BBB) bypass. We also find support
for chemotherapeutic agents combined with VEGF- and EGFR inhibitors. Finally, our
synthesis suggests re-irradiation as another strategy that can prolong survival in progressive
DIPG patients. We collate current evidence to guide future research and therapeutic
candidates in DIPG.
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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 instru-
ment 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.

(a)

(b)

Figure 1. Cont.
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(c)

Figure 1. Differences in survey participants’ views on the greatest needs of palliative care patients
according to the participating’s age, educational level (EL1: compulsory school, EL2: apprenticeship,
EL3: trade school, EL4: high school, EL5: university) and sex. * Significant; (a) age; (b) education;
(c) sex; n = 295.

(a)

Figure 2. Cont.
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(b)

(c)

Figure 2. Differences in survey participants’ views on the greatest needs of their relatives according
to the participant’s age, educational level (EL1: compulsory school, EL2: apprenticeship, EL3: trade
school, EL4: high school, EL5: university) and sex. * Significant; (a) age; (b) education; (c) sex; n = 295.

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
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the 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.

(a)

(b)

(c)

Figure 3. Differences in survey participants’ views on the fears of palliative care patients according
to the participant’s age, educational level (EL1: compulsory school, EL2: apprenticeship, EL3: trade
school, EL4: high school, EL5: university) and sex. * Significant; (a) age; (b) education; (c) sex; n = 419.
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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.

(a)

Figure 4. Cont.
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(b)

(c)

Figure 4. Differences in survey participants’ views on the services that should be provided to
palliative care patients and their relatives according to the participating’s age, educational level (EL1:
compulsory school, EL2: apprenticeship, EL3: trade school, EL4: high school, EL5: university) and
sex. * Significant; (a) age; (b) education; (c) sex; n = 419.

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 psycho-
logical 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
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from socially disadvantaged population groups in Austria tend to gather information
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.

185



Healthcare 2023, 11, 2611

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:

186



Healthcare 2023, 11, 2611

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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(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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(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
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(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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Abstract

Introduction: Palliative needs assessment and referral to advanced palliative care resources
are fundamental aspects of complex chronic patients’ care. Primary care Nurse Case Man-
agers play a key role in the care of these patients. Objective: We aimed to describe the
experiences of primary care Nurse Case Managers in palliative care needs identification and
complex chronic patients’ referral to advanced palliative care resources. Method: This is a
qualitative descriptive study with a phenomenological approach. Semi-structured online
interviews were conducted with primary care Nurse Case Managers. A thematic analysis
was performed using ATLAS.ti software. Results: 20 nurses participated, 16 of whom were
women, with a mean age of 52.3 years and an average of 15.9 years of experience in primary
care. Regarding “Palliative care Needs Assessment”, four sub-themes have been identified:
“What do you understand?”, “How do you assess?”, “Difficulties” and “Alternatives” to
current palliative care needs assessment. For the “Palliative Care Referral” theme four
sub-themes have been identified: “Criteria”, “Tools”, “Difficulties” and “Alternatives” for
referral. Discussion: Palliative needs are identified in patients with incurable diseases
when there are no curative treatment options and when quality of life must be prioritized.
Symptoms, general condition, progression, and comorbidity are assessed. Open interviews
and home visits are essential for assessing the social and family context and the home
resources available. Barriers identified include the conspiracy of silence, limited training in
non-oncological palliative care, and a lack of staff and caregiver’s understanding of illness
situation. The presence of difficult symptoms and a limited life expectancy were identified
as key criteria for referral to palliative care. The physician’s assessment, the family’s request,
and consultation with specialized teams play a key role in prognosis. Barriers include late
referrals, lack of a palliative background, inequity in access to resources, and low visibility
of the palliative care needs of non-cancer patients. Conclusions: Significant challenges
remain in identifying palliative needs and referral to specialized resources, highlighting
the need to optimize resources, strengthen professional training, and improve coordination
between levels of care to ensure quality palliative care.
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195



Healthcare 2026, 14, 85

Keywords: palliative care; palliative medicine; terminal care; primary care; prognosis; nursing

1. Introduction

Palliative care (PC) focuses on improving the quality of life of patients and families
facing problems associated with life-threatening illnesses through the prevention and relief
of suffering [1]. Although initially focused exclusively on the care of cancer patients, its
current scope includes any chronic disease in advanced and terminal stages. According
to the World Health Organization (WHO), palliative care should begin at the onset of
any life-threatening illness and become more relevant as the patient progresses toward
death [1].

The model of Care for People with Complex Needs in Catalonia [2] defines three
situations related to the progression of chronic disease: the complex chronic patient (CCP),
the advanced chronic patient, and the terminally ill patient. CCPs are chronic patients
who have complex health needs arising from the coexistence of chronic diseases, organ
or system dysfunction, and factors involving healthcare or social complexity [3]. In the
case of advanced chronic patients, palliative care needs (PCN) arise, such as limited life
expectancy and increased demands of symptom control, management of therapeutic futility,
identification of patient values and preferences, attention to spirituality, and addressing the
psychosocial needs of the patient and family [4–6].

Healthcare professionals, especially in primary care (PC), must be trained to identify
CCPs with PCN. To improve the identification of PCN, it is necessary to have instruments
that allow standardization of data collection and facilitate comparison over time, such as
the NECPAL CCOMS-ICO [5]. The NECPAL CCOMS-ICO tool is a validated screening
instrument designed to support the early identification of individuals with PCNs through
a multidimensional, prognostic, and needs-based approach, developed by the Catalan
Institute of Oncology. This tool integrates the Surprise Question (“Would you be surprised
if this patient died within the next 12 months?”) as a screening tool to assess 14 indicators of
PCN, including functional, cognitive, and nutritional decline, the presence of dependence,
multimorbidity, healthcare resources, and specific indicators of advanced chronic diseases.

On the other hand, another fundamental characteristic of the integrated PC model
proposed by both the WHO and the European Association for Palliative Care (EAPC)
is the provision of care at two levels: basic and advanced PC [7,8]. Basic PC should be
provided by all professionals, in any context (primary care, hospitals, nursing homes) to
patients with non-complex PCN. In contrast, specialized PC is provided by specialized
resources and services whose main activity is the provision of PC, aimed at patients with
high palliative complexity. Some patients will only require basic PC, but others will need
to be referred to specialized PC, in complex situations or on a continuous basis until their
death. Referral to PC means that specialized PC team professionals must act in coordination
with teams providing basic care, especially those in primary care, to provide continuity
of care throughout the course of the disease [7]. In the context of the Andalusian Public
Health System, the Palliative Care Complexity Diagnostic Tool (IDC-Pal) [9,10] allows the
identification of patients who require referral to specialized PC, establishing the level of
palliative complexity based on the clinical, psychological, and social factors of the patients.

The role of primary care healthcare professionals is fundamental in identifying pal-
liative needs and referring patients with complex conditions to specialized PC resources.
In this regard, primary care nurse case managers (NCM) in Andalusia have the necessary
skills to participate in both functions [11]. Although NCMs do not have the competences to
refer patients to specialized palliative care resources themselves, they can participate in the
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discussion about which patients may need these resources and should help gather all the
necessary information for this purpose. Nevertheless, the experience of these professionals
regarding the identification of palliative care needs and the referral to specialized PC
resources is crucial and has not been described in previous research.

This study is part of the INCOPAL project (AP-0209-2019), which aimed to determine
the effectiveness of an intervention based on the standardized assessment of the PCN and
complexity of CCPs, using the NECPAL CCOMS-ICO and IDC-Pal tools. At the end of
the project, it was decided to conduct a qualitative study to describe the experiences of
the NCM, both participating and non-participating in the INCOPAL project, regarding the
identification of PCN and referral of CCP to specific PC resources.

2. Methods

2.1. Design

Descriptive qualitative study with a phenomenological approach. This methodological
perspective allows for an in-depth exploration and comprehensive understanding of the
participants’ experiences in their professional practice, considering their accounts as a
primary source of knowledge [12]. Qualitative descriptive studies produced findings closer
to the data as given, (or data-near), and are linked to thematic analysis [13].

2.2. Selection of Participants

Primary care NCMs with more than three years of experience were selected from
centres in all provinces of Andalusia. NCMs who had been part of the INCOPAL project
participated were asked to recommend at least one other NCM who had not participated
in the project and was not familiar with its objectives or results, using snowball sampling.

2.3. Data Collection Instruments and Procedure

A semi-structured interview script (Table 1) was used, developed ad hoc and organized
into three blocks: PCN, Referral to PC, and evaluation of the INCOPAL project (this was
only answered by project participants). The professionals were contacted by phone or
email, agreeing with each one on a date for the interview. All interviews were conducted
via Google Meet and recorded on video. The researchers who conducted the interviews
had no professional relationship with the interviewees. Authorization for recording and
subsequent transcription was obtained at the beginning of each interview. Participants
were guaranteed the right to withdraw from the study at any time, without having to
justify their decision or suffer any prejudice as a result. The recordings were accessible only
to the research team and for the sole purpose of transcribing the results.

Table 1. Semi-structured interview questions.

Questions

Palliative Care Needs

• What do you understand by palliative needs?
• How do you assess palliative needs in your daily practice?
• What difficulties do you face in assessing palliative needs?
• What would you change? What alternatives would you have?

PC Referral

• When do you refer a case to palliative care?
• What is that process like?
• What difficulties do you face in referring to palliative care?
• What would you change? What alternatives would you have?

INCOPAL Evaluation • How has your view of palliative care needs assessment and referral to palliative care
changed because of participating in the project?

https://doi.org/10.3390/healthcare14010085
197



Healthcare 2026, 14, 85

2.4. Data Analysis

The interviews were transcribed verbatim. A thematic analysis was conducted, fol-
lowing a structured sequence. Prior the analysis, the researchers reflected of their positions
and experiences on palliative care needs identification and complex chronic patients’ re-
ferral to advanced palliative care resources. First, each transcript was read thoroughly to
familiarize with the content. Subsequently, a second, more detailed reading was conducted,
assigning codes to the most relevant pieces of information. The themes and sub-themes
were determined by the interview questions, while the codes were identified inductively.
Two researchers discussed and agreed on the codes. A third researcher participated in
the discussion in case agreement could not be reached on the inclusion of a code. The
researchers considered that theoretical saturation had been reached, given that no new
codes appeared in the last interviews conducted. The entire analysis was performed using
ATLAS.ti 9.1.3 software (Berlin, Germany). This study has been approved by the Research
Ethics Committee of the Andalusian Public Health System.

3. Results

As shown in Table 2, 20 NCMs from Andalusia participated in the study. 9 NCMs
(45%) participated in the INCOPAL project, while 11 (55%) did not. Of the total number of
participants, 4 were men (20%) and 16 were women (80%). The mean age was 52.3 years
(SD = 8.72), and the mean experience in PC was 15.9 years (SD = 12.09) (Table 2).

Table 2. Participants characteristics.

INCOPAL Age (Years) Gender
Experience in

Primary Care (Years)

1 Yes 46 Female 10
2 No 30 Male 7
3 Yes 61 Male 39
4 No 48 Male 9
5 No 46 Female 3
6 No 34 Female 4
7 Yes 61 Female 35
8 Yes 57 Female 18
9 No 57 Female 21

10 Yes 57 Male 35
11 No 60 Female 20
12 No 54 Female 3
13 Yes 61 Female 5
14 Yes 60 Female 22
15 Yes 60 Female 7
16 No 55 Female 3
17 No 50 Female 20
18 No 56 Female 34
19 No 49 Female 17
20 Yes 56 Female 6

The codes used in the analysis are illustrated by textual quotations from the par-
ticipants (verbatims). Participants verbatims were identified by their code, age, sex
(M = Men/W = Woman), and whether they had participated in the INCOPAL project
(yes/no).

https://doi.org/10.3390/healthcare14010085
198



Healthcare 2026, 14, 85

3.1. Palliative Needs

The codes, themes and sub-themes related to PCNs are shown in Figure 1.

Figure 1. Palliative Care Needs codes, themes and sub-themes.

3.1.1. What Do You Understand by PCNs?

Although none of the participants clearly defined what they understood by PCN,
most agreed that patients with PCN are those with cancer or non-cancer diseases who have
exhausted all curative treatment options. At this point, the main objective becomes the quality of
life of both the patient and their family. One interviewee emphasized that PC should begin
as soon as an incurable disease is diagnosed, without waiting for the patient to reach the
terminal stage.

“You are going to focus on comfort care, on care that does not go beyond simply
making the patient feel as comfortable as possible.” (19, 49 y, W, No INCOPAL)

“Above all, you have to provide care, comfort measures aimed more at their well-being,
more at the intention of caring than at curing those diseases.” (4, 48 y, W, No)

“Patients with complex chronic conditions that progress to the end and patients who
have cancer, where the progression is much faster and more aggressive, and who may come
to me at much more complex stages.” (16, 55 y, W, No)

“Palliative care should be provided from the moment I am diagnosed with an incurable
disease.” (2, 30 y, M, No)
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3.1.2. How Do You Assess PCNs?

The assessment of PCN involves a comprehensive evaluation of different criteria:
clinical symptoms, the patient’s general condition, their progression, and the presence of comor-
bidities. In this assessment, the emotional and spiritual needs of patients also become relevant.

“Assessing not only clinical and care aspects, but also emotional and spiritual aspects
is essential because, at the end of the day, is what moves us, and what perhaps enables us
to face these difficult moments.” (10, 57 y, W, yes)

“Above all, addressing those spiritual needs of how they are coping with the process,
what strengths they have as internal resources when working through moments of crisis in
their daily lives.” (16, 55 y, W, No)

Regarding PCNs assessment tools, some interviewees use standardized assessment tools
that are integrated into the computer system in their daily practice. The NCMs participating
in the INCOPAL project mention that they use different instruments to identify PCN and
the IDC-pal to determine the degree of complexity of the patient.

“At the clinical level, I assess palliative needs first according to clinical symptoms,
clinical pathology, progression, patient dependence, and the complexity of that care.” (1,
46 y, W, yes)

“Through the IDC-pal and the Barthel, Pfeiffer, social, and Gijón questionnaires. And
if I see that the patient is in the final stage, the Karnofsky as well” (17, 50 y, W, No)

Some interviewees highlighted the importance of assessing not only the patient, but
also their social and family environment, especially caregivers burden and the availability of
resources in the home.

“Knowing what the family environment is like, what problems they have, what that
patient means to the family, well, that’s very important in order to care both, the patient
and the family.” (8, 57 y, W, yes)

“I don’t just focus on the person. I also focus on the caregiver, the family surrounding
the palliative patient, and what I do is an assessment of basic needs.” (18, 56 y, W, No)

In this sense, home visits are essential for assessing PCN. Open interviews with the
patient allow them to express their concerns and needs more freely, obtaining information
that is not always revealed in a standard consultation with a structured interview.

“I usually try to listen a lot, listen carefully to what they tell me because sometimes it
gives me much more information than when you are interrogating them.” (7, 61 y, W, yes)

“I like it that way, directly with the patient and in a natural way, which is good. Which
is part of the process, of course.” (2, 30 y, M, No)

On the other hand, some interviewees point out that they do not have the opportunity
to directly evaluate PCNs, as these are assessed in advance by other healthcare professionals
before their intervention.

“They usually come already defined by the internist.” (12, 54 y, W, No)
“I access palliative care patients through hospital NCMs and through my colleagues,

so they practically come to me already assessed.” (2, 30 y, M, No)

3.1.3. Difficulties in Assessing PCNs

Among the difficulties in assessing PCN, all participants highlighted the conspiracy
of silence, which limits open communication about the reality of the disease and hinders
informed decision-making. Healthcare professionals themselves contribute to this situation
by avoiding difficult conversations about prognosis and limited treatment options.

“I try to make the family understand that I know that they want to protect their relative
(. . .) But I also try to make them see that the patient has rights and we cannot deny them;
Patients have the right to know or not to know.” (18, 56 y, W, No)
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“Often, this conspiracy of silence comes from professionals who do not dare to com-
municate the few therapeutic options available and show a difficult reality.” (10, 57 y,
M, yes)

Some interviewees acknowledge that caregivers do not have the adequate knowledge to
take on the task of caregiving. One participant mentions the progressive decline in informal
caregivers or absence of caregivers due to changes in family structure.

“Sometimes what I find is that you have to inform the family on how to use all the
resources they may have.” (12, 54 y, W, No)

“There are not as many caregivers available anymore. Caregivers are older, they are
also very advanced in age.” (10, 57 y, M, yes)

Almost all interviewees agree that death remains a taboo in society, which makes it diffi-
cult to accept PC. There is still professionals’ reluctance to address this type of care, perceiving
it as synonymous with failure. Family members and patients also share this perception.

“The society we live turns its back on death. It is a society that only seeks to extent life
at any price.” (16, 55 y, W, No)

“Culturally, when you reach palliative care, it is a failure. In fact, patients and family
members experience it that way at first.” (15, 60 y, W, yes)

On the other hand, the lack of training in PC is another significant barrier that hinders
the identification and addressing of patients’ needs. This lack of training particularly
impacts professionals’ ability to address patients’ emotional and spiritual needs. In addition,
there is a notable lack of training in identifying PCN in non-oncology patients, which contributes
to many patients having delayed access to PC, limiting the interventions and support they
can receive.

“There are areas that we tend to neglect, which, in the context of the end of life, need
to be worked on, such as the emotional and spiritual spheres, which are difficult to work
on with patients and which we find a little difficult to address.” (4, 48 y, M, No)

“We all understand that when we cannot cure a cancer patient, they are palliative, but
what about those frail elderly people, those with heart failure, those with COPD...” (6, 34 y,
W, No)

“I see that these patients continue to attend consultations, follow-ups, and appoint-
ments with specialists, and no one makes the decision to say that at this point the patient is
in a palliative situation.” (19, 49 y, W, yes)

Participants also pointed out the lack of healthcare personnel and the continuous turnover
of staff, especially nurses. Short-term contracts create instability in teams, which affects
continuity of care and hinders specialization in PC. In addition, they cite a lack of time to
perform a comprehensive assessment of patients, which leads them to prioritize the most
obvious cases. All of this generates frustration and helplessness among professionals.

“The fundamental problem is the mobility we have had lately with professionals” (19,
49 y, W, yes)

“I don’t know if in primary care, healthcare professionals are able to devote time, and
perhaps that is what is failing us in identifying those patients who are not affiliated with
palliative care.” (6, 34 y, W, No)

The NCMs participating in the INCOPAL project indicated that essential tools, such as
the IDC-Pal or NECPAL, are not integrated into the computer system, which makes it difficult
to apply and record them in the medical record. Furthermore, the medical record is not
always completed properly, and information regarding previous interventions, referrals,
and home visits is not clearly reflected.

“The computer tool is used here in Andalusia, but it doesn’t have many tools that
facilitate that assessment.” (4, 48 y, M, No)
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“It’s true that we have the IDC-Pal scale, but that scale, for example, is not registered in
(the computer system). Since we don’t have it registered, it’s more complicated to register
it.” (11, 60 y, W, No)

3.1.4. Alternatives to Actual PCNs Assessment

As alternatives for assessing PCN, some interviewees highlighted the need to improve
coordination basic and advanced level of PC, that might enhance continuity of care. Others,
however, propose increasing the number of specialized PC nurses and doctors. One participant
suggests implementing a “red button” in the computer system that would allow for early
identification of patients with PCN, even before they are referred to specific resources.

“We should all work together so that the patient really benefits from my timely
intervention, but also from the continuity of care provided by the palliative care unit and
primary care.” (6, 34 y, W, No)

“Provide palliative care with more staff so that they can care for patients entering the
palliative process, regardless of the level of complexity.” (17, 50 y, W, No)

“That you can really identify it in (computer system), medicine, and nursing, even if
you can’t refer it to the teams.” (8, 57 y, W, yes)

Several interviewees highlighted the need to raise awareness among both professionals
and society about the importance of PC. This involves ensuring access to PC training for
all professionals. Some suggested that training should be mandatory during working
hours. Interviewees who did not participate in the INCOPAL project emphasized the need
to know scales and instruments for assessing PCNs, while those who collaborated in the project
highlighted that it has allowed them to learn about and become familiar with many of
these tools.

“End of life is part of the life cycle and that professionals have to be prepared to
respond to that situation and also adapt and establish strategies for action.” (6, 34 y, W, No)

“Perhaps offering some kind of more advanced course that people could take at a
more affordable price and that would also be easier to attend in terms of work.” (7, 61 y,
W, yes)

3.2. Referral to PC

The themes and sub-themes related to referral to advanced PC resources are shown in
Figure 2.

3.2.1. Criteria for Specialized PC Referral

One of the criteria for referral to PC most frequently mentioned by participants is
the presence of symptoms that are difficult to manage in primary care setting. Participants
emphasized that these patients require specialized management due to the complexity of
their needs.

“When I make that assessment and find that the patient is highly complex and beyond
the response we can give in primary care, that’s when I refer them.” (18, 56 y, W, No)

“Those complex chronic patients who are basically immobilized with almost 24-h
home care. That’s when I understand that it’s time to move the person into the palliative
care process.” (10, 57 y, M, yes)

Other interviewees point out that referral to PC is considered when the patient is
estimated to have a short- or medium-term life expectancy. Likewise, other interviewees state
that, in their experience, referral to PC is usually made for cancer patients who cannot
tolerate treatment and have exhausted all therapeutic options.
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Figure 2. Referral to advanced PC resources codes, themes and sub-themes.

“If the person is in a palliative situation, undergoing palliative treatment, with no
cure, and it is a matter of time and a short- to medium-term prognosis, then palliative care
should be initiated.” (9, 57 y, W, No)

“When I see that the situation is more complex and when the patient requires, let’s
say, a short-term prognosis.” (11, 60 y, W, No)

“When the signs and symptoms treated by their family doctor do not resolve the
situation or improve the patient’s condition, we have exhausted all resources in terms of
treatment, tests, and so on. Then we need more advanced resources.” (13, 61 y, W, yes)

3.2.2. Tools for Specialized PC Referral

In relation to the referral process, the first step is to perform a comprehensive assessment.
Half of the participants agreed that this assessment is the responsibility of the family doctor,
although nursing staff play a key role. Several interviewees emphasized that this process
requires close coordination with the multidisciplinary team.

“ The doctor performs a physical examination and so on. While we make our assess-
ment based on needs and also perform a physical examination.” (18, 56 y, W, No)

“Talking to the care team: family doctor, family nurses, social worker at the healthcare
centre, in order to communicate the situation of reversibility, worsening, poor prognosis,
increased intensity of interventions and visits...” (10, 57 y, M, yes)

Many of the participants highlighted the consultation with the specialized PC team,
emphasizing the need for fluid communication. Other NCMs stated that, in some cases, it
is the family who requests PC when they perceive a deterioration in the patient’s condition.

“If a patient is referred who is in a much more advanced stage and I want them to be
seen soon, I speak to them (specialized PC team) directly and maybe they will see them the
next day.” (14, 60 y, W, yes)

“Often it is the family who contacts you, because sometimes you don’t get to see all
the patients, they are being seen by specialists.” (20, 56 y, W, yes)
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3.2.3. Difficulties for Specialized PC Referral

Among the difficulties in referral to PC, some interviewees pointed out that referral
often occurs too late, when the patient is already in the last days of life. They mentioned
that, in practice, it is difficult to refer patients in the early or intermediate stages of the
process, due to the reluctance of certain health professionals to adopt a palliative care approach.

“They act when the patient is already in a very advanced or final stage, when it is time
to sedate, while all the literature tells you is that these teams have to work intensively at
the beginning of the process.” (8, 57 y, W, yes)

“They want to be too clear when sending patients to palliative care. It has to be too
obvious from the beginning to send them.” (15, 60 y, W, yes)

On the other hand, participants highlighted the lack of equity in access to PC, depending
on geographical factors. Some patients from rural areas die without receiving adequate PC,
far from their families or without the possibility of staying at home, as they would wish.
Several interviewees emphasized that non-cancer patients have more difficult access to PC.

“It is very sad that, depending on where you live, you may die with more or less
dignity because if you want to die at home, if you don’t have a home support and palliative
care team, you may not be able to consider it.” (14, 60 y, W, yes)

“I mean that it (PC) depends on the professional you get, it depends on which hospital
you are in, it depends on which service, it depends on which health centre your home is in,
it depends on whether you get the morning shift, the afternoon shift, the night shift...” (18,
56 y, W, No)

Some participants suggested the need to define clear protocols for referring patients
to the hospital, avoiding unnecessary steps, and optimizing coordination between PC
and hospital services. Other NCM suggested the creation of PC consultation teams within
districts or hospital centres, to offer advice and continuous updating on the management
of PC patients. Several interviewees recommended that referral to PC should not depend
exclusively on the physician, but that the nursing team should actively participate in the referral
and decision-making process. One interviewee proposed the creation of a specialized
team for non-oncological diseases, and another the creation of a specific form in the
computer system.

“Establishing this formal, well-known, and clear circuit, especially in the event that
a patient needs to be referred to a hospital. Above all to avoid that initial hassle at the
emergency room door.” (4, 48 y, M, No)

“It would be great to have a unit or a team of highly trained people in the district or
hospital or somewhere where we can ask for information or where we can always be up to
date.” (2, 30 y, M, No)

“There should also be an advanced support team to help us primary care professionals
carry out this follow-up and approach work for non-cancer patients.” (10, 57 y, M, yes)

“Nurses are the ones who are actually doing the work at home, and follow-up care for
patients at home is mainly carried out by nurses, which means that nurses are the first to
realize when a patient needs palliative care.” (16, 55 y, W, No)

“If there was a questionnaire or form in the computer program that could be filled out
and sent to palliative care at to be viewed, it would be much faster” (17, 50 y, W, No)

3.3. Evaluation of the INCOPAL Project
3.3.1. Changes in Participants’ Understanding of PC

The INCOPAL project has generated changes in the perception and approach to PC by
the participating NCMs. It has allowed them to understand that the approach to PC transcends
physical symptoms, and they have adopted a more holistic view in their professional practice.
One of the participants stated that his perception of which patients require PC has changed,
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now including non-oncology patients. Another interviewee mentioned that the project has
helped to highlight the importance of early detection of PCN, allowing for better care planning.

“What really needs to be identified is not just the symptoms, but much more than that,
namely the families, the team, how to approach that patient with the entire team.” (1, 46 y,
W, yes)

“We always have the concept of palliative care for cancer patients, and really, with this
participation, I have seen that this is not the case. Palliative patients involve many more
pathologies than just cancer.” (1, 46 y, W, yes)

“The project helps you to appreciate more or make more visible the palliative care
needs at an earlier stage.” (15, 60 y, W, yes)

Some NCM stated that the project has made them more aware of the difficulties in
PC, such as the lack of resources or the difficulty of accessing the services. Others high-
lighted the importance of scales and questionnaires to assess patients in a more accurate and
structured way.

3.3.2. Criticism of INCOPAL Project

In this regard, some of the participants recommended reducing the number of question-
naires, eliminating those that are redundant or irrelevant, or combining the questionnaires
into one. On the other hand, one participant pointed out that he has missed specific instru-
ments to assess the situation of the primary caregiver.

“It really reflects the gap between palliative needs and the response we provide.” (8,
57 y, W, yes)

“Knowing some questionnaires and assessment scales that we could incorporate into
that assessment to make it more complete.” (13, 61 y, W, yes)

“There are questionnaires that I would remove because an assessment, an evaluation
of the patient with all these questionnaires is practically impossible, so I would reduce
them.” (1, 46 y, W, yes)

“There are no scales aimed at assessing the caregiver’s situation, the caregiver’s
emotions, the difficulty the caregiver has had or is having in caring for that complex chronic
person in palliative care. I have missed them.” (10, 57 y, M, yes)

4. Discussion

This is one of the first studies to describe the experience of NCM in palliative care
needs identification and CCP referral to advanced PC resources.

The NCMs interviewed conduct a comprehensive assessment of PCN using stan-
dardized scales and open interviews as assessment tools. Among the criteria for referral
to advanced PC resources, are difficult-management symptoms and limited prognosis.
Barriers such as the conspiracy of silence, lack of training in specialist care, and scarcity of
resources persist, leading to late referrals and inequality in access to specialist care.

Late identification of PCN is one of the main difficulties in providing PC. PCN are
often recognized too late, limiting the possibility of early intervention in the course of the
disease. In this regard, the participants in our study indicated that referral to PC takes place
when the available therapeutic options have been exhausted. Only one of them pointed
out that PC should begin at the onset of the life-threatening disease.

According to Van der Stap et al. [14], curative and disease-focused treatments are often
prolonged excessively, delaying the initiation of PC and negatively impacting the quality
of care. Conversely, the implementation of early palliative care improves the patient’s
understanding of their disease process and the quality of end-of-life care and reduces the
use of excessive therapeutic measures during the last month of life [15]. The regular use of
standardized tools such as NECPAL [5] in CCP can improve access to PC for these patients.
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One of the problems pointed out by participants is the lack of attention to non-
cancer patients. PC was originally designed for terminally ill cancer patients, so there is
limited knowledge about when and how to transition to PC in non-cancer patients [16].
Bonares et al. [17] demonstrated, in a comparison between cardiologists, pulmonologists,
and oncologists in Canada, that non-cancer patients are less likely to receive specialized
palliative care and are referred later. In this regard, Jang et al. [18] show that non-cancer
patients may experience levels of suffering equal to or even greater than cancer patients,
due, among other factors, to the lack of identification of PCN in these patients.

The lack of human and material resources to perform a comprehensive assessment
of the patient in PC negatively impacts the assessment of PCN. Pitzer et al. [19] identified
in a mixed methods systematic review that lack of human resources is a main barrier in
providing PC. These difficulties were supported by Jones et al. [20], who highlighted the
shortage of nurses in PC, as well as geographical inequality in access to specialized PC
services. Future studies should consider staffing levels and the geographical dispersion of
the population as key factors of inequality in access to PC in cancer and non-cancer patients.

The healthcare professionals interviewed reported lack of training in PC, especially in
addressing patients emotional and spiritual needs. A recent review [21] highlighted that
PC professionals face a lack of training and insufficient preparation to deliver spiritual care.
Pavlic et al. [22] supported this observation by pointing out that, while pain management
is usually include in healthcare training, other fundamental aspects, such as non-physical
symptoms and the psychosocial and spiritual dimensions of care, are often insufficiently
addressed, especially in non-cancer patients.

This research shows that some professionals continue to perceive PC as synonymous
with therapeutic failure. The focus on cure, the nonacceptance of terminal prognosis and
the negative perceptions of palliative care was highlighted as a barrier in the provision of
PC in Pitzer et al. review [19]. Shen and Wellman [23] pointed to the existence of a social
stigma associated with PC, linking them to surrender, weakness, or the loss of hope, which
influences people’s willingness to accept them for themselves or their loved ones.

4.1. Strengths and Limitations

This study is one of the first studies conducted to explore the experience of NCMs in
PCN identification and CCP referral to advanced PC resources. The inclusion of profession-
als from different parts of Andalusia is a strength, as it provides a diversity of perspectives;
however, the uneven distribution of the sample across provinces may have influenced
the results, given that working conditions and the organization of health services vary
considerably across the region. The majority participation of female NCMs accurately
reflects the feminization of the nursing profession, providing a realistic picture of the
professional profile in PC. However, this overrepresentation may have partially condi-
tioned the interpretation of the results, limiting the male perspective. Finally, although the
cross-sectional design captures the perceptions of NCMs at a specific point in time, it offers
an up-to-date snapshot of the impact of the INCOPAL project on clinical practice. As a
qualitative study, the results should be considered carefully to extrapolate conclusions to
other similar contexts. Nevertheless, qualitative research methodology does not aim for
representativeness of the results, but rather for understanding the phenomena.

4.2. Clinical, Policies and Research Implications

From a clinical perspective, the systematic use of validated tools such as NECPAL [5]
should be promoted to enhance the early detection of PCN and facilitate proactive care plan-
ning in CCP. Policymakers should prioritise the incorporation of standardized instruments
into digital systems and ensure time for comprehensive assessment.
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Furthermore, strengthening NCM competencies through structured PC education
programs is crucial, particularly in areas such as psychosocial and spiritual care.

Clinical practice should also prioritize the inclusion of non-cancer patients, who
continue to experience inequitable access to PC. Policies should promote disease-specific
referral criteria and interprofessional protocols, particularly those that recognise nurses’
competencies in initiating referrals, could mitigate this imbalance and ensure equitable PC
delivery across diagnostic groups.

Research should explore interventions aimed at reducing professional barriers
to PC implementation and examine their impact on clinical decision-making and
patient satisfaction.

Finally, policymakers and managers should address structural determinants of in-
equality in PC, including workforce shortages, regional disparities, and limited service
availability. Addressing these gaps will be essential to advancing equitable, holistic, and
patient-centred PC for all individuals with life-limiting illnesses.

5. Conclusions

For NCMs, early comprehensive assessment of PCN in oncological and non-
oncological patients and their families is a key element of PC in primary care. NCMs
use standardized scales, home visits, and open interviews, and they face barriers such as
the conspiracy of silence, death taboo, lack of training and human resources. Difficult-to-
manage symptoms and limited prognosis are prominent factors in the referral of CCPs to
PC. Late referral and inequity in access to advanced PC resources continue to occur due to
geographical dispersion and limited visibility of the needs of non-oncological patients. It is
necessary to strengthen coordination between levels of care, establish clear protocols, and
enable digital tools that facilitate a more agile and equitable response to PC.
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Abstract

Objective: To provide a narrative overview of the scientific knowledge on Last Aid Courses
and experiences from different countries. Background: The levels of death literacy, grief
literacy, and knowledge about palliative care are low in many countries around the world. For
many people, dying, death, and grief are still a taboo. Public Palliative Care Education (PPCE),
the public knowledge approach, and the Last Aid Course (LAC) aim to increase death literacy,
grief literacy, and public knowledge about palliative care. Methods: A literature search in
the databases PubMed/Medline, CINAHL, and PsycInfo was undertaken. Other additional
sources were found by hand searching, books, reference lists, and the internet. A narrative
overview of the existing literature on LAC and Public Palliative Care Education (PPCE) is
provided. Experiences with PPCE and LAC from different countries are presented. Based
on the findings, a future agenda for research on PPCE and LAC is presented. Results and

Discussion: PPCE and LAC have been introduced in 23 countries. A total of 17 articles and
reviews on Last Aid were included. Research on the effects of LAC in different countries
and cultural issues connected to LAC are ongoing. Conclusions: Since 2015, LACs have
been introduced in 23 different countries. The LAC, the LAC-KT, and PPCE may enhance
the public debate on dying, death, grief, and palliative care and may empower people to
contribute to end-of-life care in the community. Future research on PPCE, the LAC, and the
LAC-KT should focus on retention over time and the long-term effects of the courses.

Keywords: palliative care; public palliative care education; end-of-life care; compassionate
communities; Last Aid Course; health literacy; death literacy; grief literacy; education
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1. Introduction

The global demand for palliative and end-of-life care is expected to rise in the com-
ing decades due to the growing number of chronically ill, elderly, and frail individuals
worldwide [1–8]. Moreover, as most people express a preference for spending their final
days at home, the need for home-based palliative care will also continue to increase around
the world [9–12]. Due to the limited resources of the health care services in communities,
several authors have recommended a public health palliative care approach, including citi-
zens in palliative care provision in the community [13–16]. Kellehear posed the statement
that “end-of-life care is everyone’s business”, meaning that everyone in the community
should be engaged in palliative care provision in the community in cooperation with
health care professionals [14,15]. A key problem and barrier for palliative care provision
by lay persons in the community is the lack of public awareness around palliative care,
death literacy, and grief literacy [17–28]. The first step for people to engage in palliative
care provision in the community is awareness and the acquisition of basic knowledge on
palliative care, which can be obtained from Last Aid Courses (LACs) for both lay people
and professionals from healthcare and social services, as described by Bollig as the public
knowledge approach to palliative care. This approach includes health, death, and grief
literacy as parts of Public Palliative Care Education (PPCE) for everyone that ideally should
already start in childhood [13,29].

Across many countries, broader social and demographic shifts are influencing how
people understand and engage with death, dying, and care at the end of life. Many coun-
tries are also grappling with the realities of an ageing population, where growing numbers
of older people are living with long-term conditions while health and social care services
face increasing pressure [30]. At the same time, it has been shown how everyday caring
roles have gradually moved from families and neighbourhoods into professional services,
leaving many people feeling uncertain about how to help when someone is dying [31,32].
These changes sit alongside persistent gaps in public preparedness for dying and bereave-
ment, with population studies reporting low levels of death literacy and limited awareness
of palliative care or advance planning [33]. Research also suggests that people who have
direct experience of caregiving or community involvement often develop a stronger sense
of confidence and readiness around end-of-life issues, pointing to the value of experiential
learning [34,35]. Hospices have increasingly responded to these needs by expanding their
educational role. Hospices today are not only training health and social-care profession-
als but also offering outreach to schools, community groups, and local organisations to
strengthen public confidence, communication, and practical skills around serious illness
and bereavement. While such hospice-led programmes reflect well-established local ap-
proaches, recent international evidence highlights that low public and professional literacy
about end-of-life care remains a major global barrier to equitable palliative care access, and
that basic education for the wider health and social-care workforce is an urgent priority [8].
Due to a lack of awareness for palliative care and low death and grief literacy in the public,
a number of experts have recommended education of the public [13,17–22]. Different
experts and the Lancet Commission on the Value of Death have recommended improved
death literacy, knowledge, and skills in end-of-life care for everyone [13,17,28,29]. In 1986,
the World Health Organization’s Ottawa Charter for Health Promotion recommended that
the collaboration between health care services and communities should be an essential part
of public health, including end-of-life care [36]. The long-established community-owned
palliative care model in Kerala [37] demonstrates that when education and basic training
are widely available, community-based approaches to end-of-life care can be implemented
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at scale, with volunteers, families, and local organisations taking on meaningful roles in
awareness-raising, practical support and care. In several European countries, nationally
coordinated Public Palliative Care Education initiatives, such as Last Aid, have been devel-
oped to address similar challenges by providing accessible, standardised education for the
general population. (Inter)national programmes like these can complement and strengthen
local efforts by offering consistent, population-level learning opportunities that help bridge
the gaps created by uneven resources, geographical variation, and differing levels of com-
munity engagement. Because these programmes are led by international steering groups
that review and update course content on a regular basis, they can also help reduce bias
and guard against knowledge inertia, ensuring that public education remains consistent
with current evidence and diverse cultural perspectives. These wider insights offer an
important foundation for understanding why Public Palliative Care Education has an
increasingly significant role in strengthening community capacity and supporting shared
involvement in end-of-life care. These international programmes can also help sustain
public engagement and learning in settings where local resources are limited, offering a
level of continuity that can be difficult for individual hospices or community organisations
to maintain. When funding, staffing, or organisational capacity fluctuate, it is often the
more resource-intensive activities, such as research, ongoing curriculum development, and
publication, that are hardest to continue. Broader international initiatives can act as a stable
framework that complements and supports local provision during these periods of strain.

Last Aid Courses (LACs), Last Aid Courses for kids and teens (LAC-KTs), and the
public knowledge approach suggested by Bollig aim to enhance the public discussion on
serious illness, dying, death, and grief and to provide the public with basic knowledge and
skills in palliative care [13,29]. Last Aid Courses can be seen as building the knowledge
base for compassionate communities to enable and empower the public for palliative care
provision in the community [13,29]. LACs are standardized courses with four teaching
modules with 45 min each that are taught by two certified Last Aid Course instructors
with experience in the field of palliative care. The LAC is usually provided in a classroom
setting with six to twenty participants but can also be held as an online course. It includes
presentations, discussions, and practical training. An international Last Aid working
group is responsible for a consensus on the standardized course curriculum and the course
contents. National differences that need to be addressed and included in the national slide
presentation are topic legislation, advance care planning, and the national organisation of
palliative care provision [13]. Table 1 provides an overview of the four modules of the LAC
and their contents.

Since the first introduction of the Last Aid Courses in Norway, Denmark, and Germany
in 2014/2015, standardized LACs have been started in 23 countries in Europe, Canada,
Brazil, Australia, and Singapore. In 2019, the Last Aid Research Group International
(LARGI) was founded during the First International Last Aid Conference in Sønderborg
in Denmark. The LARGI is a cooperation of international researchers and works on
research on the views of participants and LAC instructors as well as the effects of the
LAC worldwide. The German NGO Letzte Hilfe Deutschland gGmbH celebrated the 10th
anniversary of Last Aid Courses for the public in Germany with a symposium in Schleswig
in May 2025. After a decade of implementing the public knowledge approach for palliative
care and LACs across multiple countries, it is appropriate to reflect on and synthesize the
accumulated experience.

Aim of the study: To provide a narrative overview of the scientific knowledge on
Last Aid Courses and the experiences from different countries using Public Palliative Care
Education (PPCE) as framework.
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Table 1. Contents of the Last Aid Course.

Module Nr. Topic Course Content

Module 1 Dying as a normal part of life

• Welcome and introductions
• First aid and last aid
• What you can do to care
• The process of dying

Module 2 Planning ahead

• Networks of Support
• Making decisions
• Medical and ethical aspects
• Advance care planning
• Advance Directive
• Medical power of attorney

Module 3 Relieving suffering

• Typical problems and symptoms
• Caring/relieving suffering
• Nutrition at the end of life
• How to comfort

Module 4 Final goodbyes

• Saying goodbye/final farewell
rituals

• Funeral and various forms of
burials

• Grieving is normal
• Grief and ways of grieving
• Questions and comments

Duration of the LAC: 3.5 h including four modules with 45 min each plus a break of 30 min.

2. Materials and Methods

The current narrative review builds on a review that was previously published four
years ago in 2021 [13]. To update and advance knowledge with a more precise context,
the focus of this narrative review is on scientific publications about Last Aid and Public
Palliative Care Education published between January 2015 and September 2025. First, a
systematic search of the peer-reviewed literature was conducted using a predefined search
strategy. PubMed, Medline, CINAHL, and PsycInfo databases were searched using the
keyword “last aid” and MeSH (Medical Subject Heading) terms “palliative care education”
and “public”. All searches were limited to full-text articles published between 2015 and
September 2025 in English language peer-reviewed journals. In addition to this, other
sources were found by searching the internet, hand searching, books, and reference lists of
papers and book chapters on the above-mentioned topics. Sources that were searched for
this narrative review included the following:

• Searches in the databases PubMed and Medline, CINAHL, and PsycInfo;
• Internet searches;
• Hand searches from reference lists of retrieved literature;
• Written and oral reports of personal experiences from members of the International

Last Aid working group, international experts, and the first author from the implemen-
tation of Public Palliative Care Education using Last Aid Courses in different countries.

Selection criteria for inclusion in the review were as follows: only articles in English
published in scientific journals that fulfilled the inclusion criteria were included. The
inclusion criteria used were as follows: publications focused on Last Aid Courses or Public
Palliative Care Education for citizens. All other publications were excluded. Screening
was undertaken by multiple reviewers to ensure that only those papers meeting inclusion
criteria were included, and agreement was reached by discussion if differences were
identified. Assessment of the presented articles included type of publication (original article,
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review, etc.), main topic of the paper, evaluation method used (quantitative, qualitative,
etc.), informants and response rate, main findings, and involved countries. The included
articles are presented in Table 2 based on the above-mentioned criteria. An overview of the
findings from the literature search and experiences from the implementation process will
be presented under thematically arranged subthemes in the results. The methods used for
data collection, analysis, and reporting follow the recommendations for narrative literature
reviews proposed by Green, Johnson, and Adams [38]. In addition, the narrative review
checklist was used for reporting the findings from the literature search [38]. Public Health
Palliative Care (PHPC) and Public Palliative Care Education (PPCE) were used as a guiding
framework to inform the review. PPCE is an approach to teach the public about dying,
death, grief, and palliative care [39] and combines different literacies including health,
death, and grief literacy. Through this combined approach, societies shall be empowered to
talk openly about these topics and encouraged to participate in the care of people in need
of palliative care in the community.
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3. Results and Discussion

The search strategy retrieved numerous publications on the topics of Last Aid Courses
and/or Public Palliative Care Education. The first step of the assessment of the search
results was the removal of duplicates. In addition to the literature search in scientific
databases, a list of Last Aid publications from the homepage of Last Aid Germany [55],
updated 27 September 2025 and including 65 publications on Last Aid (47 articles in
journal, 13 books or book chapters and 5 other publications), was assessed and led to
the inclusion of 12 articles reporting scientific studies and 5 reviews in Table 2 as well as
other publications in journals and book chapters in the current review. Of the 65 listed
publications, 62 were published in 2015 or later. This shows that there is a large interest
in Last Aid Courses, resulting in a large number of publications on Last Aid Courses that
have been published within the last 10 years, after the first Last Aid Courses were started
in Norway in November 2014 and Germany in January 2015.

The literature search identified several articles on Last Aid studies and reviews. Table 2
provides an overview of 17 Last Aid studies and reviews published in English in scientific
journals [13,29,40–54]. The presented articles are ordered by publication year with scientific
articles first (n = 12) followed by reviews (n = 5).

The main results from the included studies were that LACs, LAC-KTs, and online
Last Aid Courses (OLACs) are feasible and well accepted by different populations from
different countries. Many participants feel encouraged to talk more openly about death
and dying and to engage in end-of-life care provision in their community in the future. The
first multicentre study on the LAC published in 2021 showed that 88% of the participants
were female with a median age of 56 years [29]. Most participants (76%) rated the course as
very good and 99% would recommend the course to others [29]. These findings are similar
to the results of a scoping review on different death education programs that concluded
that death education leads to “a higher willingness to discuss end-of-life decisions and
decreased death anxiety, death avoidance, and fear of death” [56]. Interestingly, 9.4% of the
5469 participants of the above-mentioned study [29] had a medical profession, indicating an
interest in talking about dying, death, and grief although belonging to a medical profession
that may implicate a closer relationship to these topics than for the public. The reason for
this need could be a lack of these topics during medical training.

A study on an LAC for employees of a German university hospital revealed that
a number of members of the medical staff found the LAC more suitable for educating
non-medical hospital staff about care for the dying and requested courses with an extended
curriculum in order to meet their learning goals [43]. Based on these findings and wishes, a
working group in Germany established a one-day Last Aid Course Professional for workers
from health and social care. The first results of the pilot study have been published in
German and received a prize for the best publication in the German Journal of Palliative
Medicine in the year 2023, showing the recognition and impact within the scientific field
of palliative medicine [55]. The results showed that the course is feasible, and that many
of the participants rated the course as useful for healthcare personnel and appreciated
new perspectives, reflections, and the interactive work on different options for action in
palliative care.

A study on cultural differences across the German–Danish border showed that the infor-
mants found individual differences more important than cultural differences in end-of-life care
but they described differences connected to regulations and organization of services across the
border [44]. The informants suggested including the topics of organization and support across
the border, religions, and cultures, and especially, advice on how to support people in grief [44].
LACs are welcome and useful in different countries and cultures [29,42–46,48].
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A qualitative pilot study of caring relatives suggests that the LAC is seen as a safe
place for discussion, empowers caring relatives, and strengthens their skills [47]. The LAC
may also contribute to reclaiming agency [48]. Furthermore, the research on LAC indicates
that informal caring for relatives is often provided by women [29,48]. The continuing
development, quality assurance, and improvement of the course content through research
is an important characteristic of the Last Aid project [50]. In addition to empowering LAC
participants to engage in palliative care, the LAC influences all five principles of social
space orientation and may thus contribute to improved palliative care in the community
in the long term [50]. This impact includes effects on the framework of social space and
its five principles of resource orientation, participation, networking, sustainability, and
contextuality [50]. LAC can, e.g., lead to improved participation of lay people in end-
of-life care in the community and the connection and adaptation of local networks of
care [50]. Children and teenagers are also interested in talking about dying, death, and
grief and appreciate the LAC-KT as an opportunity to talk and learn more about these
topics [40,49]. Most of the participating children and teenagers aged 7 to 17 years (84%)
already had experience with death and dying before taking the course and 91% found
the LAC-KT helpful for everyone [49]. OLACs were introduced in Germany, Brazil, and
Scotland during the COVID-19 pandemic in order to keep up with teaching despite meeting
restrictions [41,42,46]. The results showed that although the online format is often only
seen as the second-best option, it is possible to implement, meaningful, and even led to
an increased participation of people who care for others at home and younger people [42].
According to MacAden et al., “Provision of foundational death literacy education in social
contexts enhances the personal knowledge, skills, and confidence of individual community
members and supports the notion that this personal growth could lead to strengthened
community action.”, and they suggested “to include LAC as the foundational core training
to promote death literacy in communities.” [46].

Since the start of the implementation of the first Last Aid Courses in Norway, Germany,
and Denmark in 2014/2015, three reviews on LACs have been performed and published by
Bollig et al. [13,51,52]. The main findings from these reviews were that the LAC as a simple
approach to PPCE is feasible and well accepted in different countries. Both research and
practical experience from the implementation indicate that the LAC can assist in improving
the public debate on death, dying, and palliative care and may also contribute to the
empowerment of citizens in the provision of end-of-life care. Two recent reviews published
in 2025 have focused on PPCE for the general public [53,54]. One of them, published
by Elder, about education for adolescents and young adults concluded that “a variety of
designs, methods, and strategies were all identified to have positive participation, feedback,
and experiences from high school AYA being provided palliative care curriculum” and that
“the use of subject matter experts within palliative care curriculum for high school students
is a core characteristic in meeting the World Health Organizations recommendation to
embed palliative care curriculum into public awareness strategies” [53]. Seckin et al. [54]
describe six main themes of palliative and end-of-life education for the public. These
include foundational concepts and philosophies, communication and decision-making,
planning and preparation, symptom management, end-of-life care practices, and caregiving
support. Interestingly, only three educational concepts for the public include all six themes,
one of them being the LAC [54].

In addition to the papers described in Table 2, other publications connected to Last Aid
Courses included reports on international Last Aid conferences [55], editorials, comments,
opinions, and letters on PPCE and LAC [55,57,58]. The experiences from different countries
with the implementation of the LAC show that the LAC is feasible in different settings
and across different cultures and ethnicities [13,29,45,46,48]. It has also been shown that
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different organisations, e.g., palliative care organisations, universities, or the church, are
possible national cooperating organisations for the implementation and organisation of
LACs in different countries [55]. It has been stated that cultural beliefs and rituals may
help to alleviate grief [59]. These topics are addressed in both the LAC and the LAC-KT
and are introduced and discussed with the participants [13]. First Aid training for the
public, including adults, elderly people, teenagers, and children, is a useful public health
initiative and experts recommend it even as mandatory in schools or workplaces [60–65].
Some articles on Last Aid recommend implementing Last Aid Courses in an analogous
fashion to First Aid courses in the public sphere [13,29,43,49,50]. Thus, Last Aid Courses
are an essential part of Public Health Palliative Care. To raise the public awareness for
palliative care is very important as the general public is lacking a detailed understanding of
palliative care [66] and education and training have been suggested to raise awareness and
to improve participation of the local communities in palliative care provision [67]. Talking
about death and dying may support the grieving process of teenagers [68]. These findings
are similar to the findings from the LAC-KT for teenagers that show that 84% of them
have already had experience with dying and death and they want to talk about death and
dying [13,49]. Importantly, however, there are apparent gaps in the literature and evidence
base for Public Palliative Care Education, and these should be addressed in line with the
recommendations made below.

3.1. Need for Future Research

The research on LACs, including different course formats and the effects of the LAC,
is part of the international Last Aid project and is coordinated by the Last Aid Research
Group International (LARGI) that was founded in Sønderborg, Denmark during the first
International Last Aid Conference, 2019. LARGI is led by Erika Zelko and Georg Bollig.

3.1.1. Areas and Topics for Future Research on Last Aid

Based on the findings of the current review and discussions of the experts from the
International Last Aid working group and the members of LARGI, Figure 1 presents the
topics that are most important for future research on the international Last Aid Course
project. Three areas are of outmost importance for Last Aid research in the future: LAC
for adults, LAC for different groups, and the interaction between LAC and compassionate
communities. In addition to the research on LAC for adults in different countries, the
effect on caring relatives and the long-term effects of LAC demand further research—as
does the investigation of knowledge retention over time. An international Delphi study on
the contents of PPCE and the LAC with the participation of international experts would
be useful for the further development of the LAC. As different LAC course formats for
different groups have been developed in recent years, these also need a scientific evaluation
to support the future improvement and wide implementation of these formats. A prototype
of international cooperation and the need for cultural adaptation will be a planned project
to translate the LAC-KT into different languages and for its implementation in different
countries and across different groups and cultures. In order to improve community-based
palliative care, education of the public is needed [21,28,29]. Therefore, the interaction
between educational initiatives as the LAC and compassionate communities needs more
research. Of special interest, is the evaluation of possible positive effects of the LAC on
the death and grief literacy of the public and public awareness of dying, death, grief, and
palliative care in general. Other interesting topics are the higher percentage of female
LAC participants [29] and thus, future strategies to recruit more men to participate in the
LAC. It has been shown that informal carers face many burdens at the end-of-life and
that ways to address grief and bereavement and support employees who are informal
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carers are needed in the workplace [69–71]. This is also described for employees who have
experienced perinatal loss [72]. The European project EU-CoWork is currently trying to
develop compassionate workplace programs to address the above-mentioned topics in the
workplace [73]. The need to address dying, death, and grief in the workplace has also been
found in a project by the Center for Palliative Medicine at the University of Cologne [74].
The next step of this project shall be the implementation of Lastaiders in the workplace,
similarly to Firstaiders. A very interesting question is whether the LAC may contribute to
an increased number of people who will die at their preferred place of death, for example,
due to an improved possibility of home death that may be enabled through more support
from the public after LAC training.

Figure 1. Areas and topics for future Last Aid research.
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3.1.2. Last Aid as Part of Public Health Palliative Care and Compassionate Communities

An explanatory lens for understanding public reluctance to engage with end-of-life
care thoughts and initiatives such as Last Aid is provided by Terror Management The-
ory [75]. It posits that human awareness of mortality provokes deep existential anxiety,
which individuals and societies manage through cultural systems that offer meaning and
a sense of symbolic immortality. In contemporary Western contexts, this often takes the
form of the medicalisation and professionalisation of death, where dying is displaced into
institutional settings and managed by experts, reducing direct and normal confrontation
with mortality. This psychological mechanism reinforces a service-seeking culture, in which
people defer responsibility for dying and grief to healthcare systems rather than viewing
them as shared social experiences. From a critical realist perspective, such mortality-defence
processes operate as underlying generative mechanisms that constrain participation in
Public Palliative Care Education while simultaneously highlighting its necessity. Last Aid
Courses, by normalizing discussion about death and re-embedding care within community
life, can be seen as gentle counter-measures to these cultural defences, supporting both
personal death awareness and collective capacity to care [13,29,50]. Within the United
Kingdom, for example, these psychological and cultural mechanisms intersect with the
structural realities outlined in Professor Chris Whitty’s Chief Medical Officer’s Annual
Report 2023 [30]. He emphasises that the central public health challenge of ageing is not
simply extending lifespan but enhancing independence, quality of life, and community
capacity in the later years of life. From a critical realist standpoint, this vision reveals how
macro-level structures, including health and social care integration, local infrastructure, and
socioeconomic inequalities mediate the possibilities for community engagement at the end
of life. While the service-seeking orientation and mortality-defence mechanisms described
above may inhibit public participation, Whitty’s framework points to potential enabling
conditions for change: strengthening community assets, reducing isolation, and supporting
intergenerational engagement. Building on these insights, Last Aid as an option for Public
Palliative Care Education can be understood as a practical expression of Public Health
Palliative Care (PHPC) principles, translating the values of participation, empowerment,
and equity into accessible community education. Yet, the literature to date has focused
primarily on feasibility and satisfaction, leaving underexplored the social infrastructure that
Last Aid helps to create, encompassing the networks, norms, and shared vocabularies that
enable collective care. Equally, questions of equity and access remain largely unexamined—
particularly who remains excluded from participation due to socioeconomic, cultural, or
geographical barriers. Increasing access through a variety of practical means will be impor-
tant. For example, the use of novel educational approaches such as immersive simulation,
gaming, or escape rooms may assist in improving accessibility and engagement around
end-of-life issues. Addressing these gaps will be essential to ensure that Last Aid realises its
PHPC potential as an inclusive, community-empowering intervention. In addition to the
proposals for future research described above, future research should therefore also move
beyond individual-level outcomes, to examine how Last Aid contributes to sustainable
community capacity and long-term cultural change. Conceptually, this may be understood
as a double-loop process [76], in which the first loop enhances individual health, death,
and grief literacy, while the second loop reshapes the social norms and institutional ar-
rangements that govern how dying and bereavement are collectively managed. In this way,
Last Aid Courses could act as meso-level mechanisms linking individual reflection with
community action, translating policy aspirations for compassionate, age-friendly societies
into practice, and exemplifying how PHPC can be lived in everyday life. In conclusion, Last
Aid Courses can be seen as building the knowledge base for compassionate communities
to enable and empower the public for palliative care provision in the community [13,29].
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4. Limitations

The most important limitation of this review is the limited number of publication on
the LAC and LAC-KT. Most articles on the LAC and LAC-KT have been published by Bollig
and/or other authors who are participants of the Last Aid Research Group International
(LARGI) that was established during the First. International Last Aid Conference in
Sønderborg in Denmark and which is led by Zelko and Bollig. Therefore, this article has a
relatively high number of self-citations, which are not avoidable due to the limited number
of scientific articles on the topic. The personal experiences of most of the authors can also
be seen as a strength of the study as they have both personal experiences with LAC and an
in-depth knowledge of the background, practice, and research in the field of PPCE. Further,
there is potential for publication bias within the literature reviewed, largely originating
from European/Western populations, and findings may not necessarily be generalizable to
other geographical contexts and populations. Other possible limitations may be connected
to the fact that most LAC participants are female, as shown by Bollig et al. [29], and missing
information on the participants’ backgrounds in terms of culture and diversity. Information
about the recruiting strategies in different regions and countries is lacking or not reported
in most articles. As the strategies used are very different and include school classes and
preexisting groups of people as well as LACs that are open for all members of the public,
this may be an area of interest for the future. These limitations could be addressed in future
research on Last Aid.

5. Conclusions

Last Aid Courses have been introduced in 23 different countries since 2015. The LAC,
the LAC-KT, and PPCE may enhance the public debate on dying, death, grief, and palliative
care and may empower people to contribute to end-of-life care in the community. Future
research should explore three main topics: 1. Last Aid Courses for adults including the
long-term effects of the courses and a Delphi-study on the contents; 2. LACs for different
groups including, e.g., LAC diversity and Lastaiders in the workplace; and 3. LACs and
compassionate communities including, e.g., the effects on death literacy and grief literacy
as well as participation of the public in education via peer education. Future research on
PPCE, the LAC, and the LAC-KT should also focus on retention of skills and knowledge
over time and long-term effects of the courses.
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Abbreviations

The following abbreviations are used in this manuscript:

gGmbH gemeinnützige Gesellschaft mit beschränkter Haftung (non-profit non-governmental
organization in Germany)

LAC Last Aid Course
LAC-KT Last Aid Course Kids and Teens
LARGI Last Aid Research Group International
OLAC Online Last Aid Course
NGO Non-governmental Organization
PHPC Public Health Palliative Care
PPCE Public Palliative Care Education
n.a. Not Applicable
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