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Abstract

Heart failure (HF) is a growing health and societal challenge in Europe, due to an increasingly elderly, frail and multimorbid
population. Many patients with HF experience a high burden of complex and multidimensional symptoms leading to a reduced
quality of life and significant socioeconomic impact. Despite proven benefits, the integration of palliative care into HF manage-
ment pathways remains inconsistent and underutilized. We aim to map how current national and international guidelines rec-
ommend integrating palliative care into HF management across the 10 countries represented by the EU-funded RAPHAEL con-
sortium (Horizon Europe programme, No 101137170): Belgium, Germany, Lithuania, the Netherlands, Spain, Italy, Poland,
Sweden, Switzerland and the United Kingdom. A systematic search was conducted across six databases (EMBASE, Global
Health, MEDLINE, PsycINFO, The Cochrane Library and Web of Science) for publications from 1 January 2000 to 25 May
2024. Eligible publications focused on adults with HF and models of palliative care integration. Data were synthesized using
content analysis. Of 1543 records screened, 13 publications were included. Most studies were guidelines, consensus or posi-
tion papers; only one was qualitative research. The definition of the population with HF eligible for palliative care was hetero-
geneous and inconsistently defined, mostly by symptoms (4/13 publications; 31%) and pathophysiology (2/13; 15%). The most
frequent triggers for palliative care referral were clinical features and symptoms (8/13; 62%), patients approaching the end of
life (8/13; 62%), and symptomatic deterioration despite optimal therapy (7/13; 54%). Additional triggers included multiple
(>1) unplanned hospitalizations (6/13; 46%) and spiritual, emotional or social issues (7/13; 54%). Outcomes of palliative care
referral for HF patients focused on quality of life (9/13; 69%) and symptom control (9/13; 69%). Multiprofessional involvement
was emphasized with cardiologists (12/13; 92%), nurses (10/12; 77%), palliative care specialists (9/13; 69%) and primary care
physicians (4/13; 31%). Publications generally noted that despite increased awareness and recommendations, referrals remain
low and mostly late stages. This review underscores the need for structured, early integration of palliative care in HF manage-
ment across Europe with clear triggers for palliative care referral, application of standardized pathways and fostering of
multiprofessional collaboration. Developing these, while simultaneously addressing implementation challenges through policy
development, could improve patient outcomes and quality of life.
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Introduction

Heart failure (HF) is a significant healthcare burden due to its
high and increasing prevalence, high multidimensional symp-
tom burden, socioeconomic impact, and unpredictable and
limited life expectancy.™? These features contribute to the
poor quality of life (QoL) and social isolation suffered by per-
sons living with HF, particularly during the more progressed
stages of this condition.

The overall median prevalence of HF in Europe is around 17
per 1000 people, but this ranges widely across countries: <12
in Greece and Spain, to >30 per 1000 people in Lithuania
and Germany, for example.? The prevalence rises considerably
with age, affecting 10% of individuals over 70 years and 30%
over the age of 85 years.? The growing prevalence of HF is
linked to demographic aging, advances in life-saving treat-
ments for ischaemic heart disease (one of the underlying root
causes for HF), and increases in the prevalence of obesity and
diabetes as growing factors leading to HF (particularly HF with
a preserved ejection fraction) and more widespread awareness
and diagnostic testing. In addition, effective evidence-based
disease-modifying therapies have extended the life expectancy
of people with HF, which has also contributed to an increase in
prevalence.® Despite these new therapies, and even in the face
of optimal guideline-directed treatment, people with HF con-
tinue to experience a high, variable, and unpredictable symp-
tom burden, resulting in significant morbidity and functional
limitations, often restricting daily activities and impacting
QoL.* Indeed, the 5-year mortality following an HF diagnosis

ranges from 53% to 67%, exemplifying that HF by itself still is
a life-limiting condition that essentially is not curable.® These
characteristics drive the need for palliative approaches in peo-
ple with HF.>® This adverse synergy and the non-linear trajec-
tory of HF add complexity and the need for flexibility to care
needs, including attention to non—disease-specific modalities
to improve well-being for patients such as palliative care.

The lack of access to palliative care for end-stage HF was
first recognized, documented and discussed in 1995,7 but
only in 2000 did the United Kingdom national service frame-
work for coronary heart disease (CHD) include standards for
palliative care in the setting of HF.2 Since 2008, the European
Society of Cardiology (ESC) HF guidelines also include a sec-
tion on palliative care, recommending its integration at all
stages of heart disease as required.>™**

Integrating palliative care into HF management improves
patient-reported outcomes, including reduced symptom bur-
den, improved mental health outcomes and enhanced func-
tional status and Qol, while reducing resource usage and
care costs.'** Nevertheless, palliative care remains
underutilized in HF management across Europe. This is largely
due to a dominant focus on disease-modifying treatments
and a lack of clear evidence regarding the appropriate timing
of palliative care provision, and how and what services should
be provided.™ As a result, only around 4% of patients with HF
(indeed an incurable condition with persistent and often
largely non-modifiable symptoms) are referred to palliative
care,*® and almost always the referral takes place very late
in the disease course, usually at the end of life.*”*® According
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Palliative care in management of heart failure in Europe

to the European Association for Palliative Care (EAPC) Atlas of
Palliative Care, only eight countries report that their cardiol-
ogy services provide palliative care: the Czech Republic,
Denmark, Ireland, Portugal, Spain, Sweden, the Netherlands
and the United Kingdom.*®

This scoping review aims to map how the current guide-
lines describe integrating palliative care into the manage-
ment of HF in each of the 10 European countries of the inte-
grating a Palliative Care approach for patients with advanced
heart failure (RAPHAEL, No 101137170) consortium (Belgium,
Germany, Lithuania, the Netherlands, Spain, Italy, Poland,
Sweden, Switzerland and the United Kingdom). These coun-
tries were selected as part of a European initiative aimed at
developing harmonized practices in palliative care for HF.
By doing so, we seek to understand better the current recom-
mendations for palliative care provision for people with HF in
these countries.

This review explores the integration of palliative care into
the care management of patients with HF in consortium
countries, and structures the analysis around the following
key questions:

1 How is palliative care integrated into the guidelines for pa-
tients with HF and which models of provision are in place?

2 What are the triggers for initiating palliative care in pa-
tients with HF?

3 What guidance exists for the involvement of different spe-
cialties and multidisciplinary care teams for patients with
HF?

Methods

Given the expected heterogeneity of information, a scoping
review was conducted to systematically assess and synthesize
knowledge about the integration of palliative care into the
treatment of people with HF. This scoping review followed
the six stages described by Arksey and O’Malley,*° expanded
by Levac and colleagues,?* and the results were reported ac-
cording to the Preferred Reporting Items for Systematic Re-
views and Meta-Analyses for Scoping Reviews (PRISMA-ScR)
guidelines.?? The protocol was registered with the Open Sci-
ence Framework on 17 February 2024 (https://osf.io/4nhgz/).

Relevant studies were identified using the Participants,
Concept, Context (PCC) framework:

Participants/population

The review considered literature covering adults (>18 years)
with a diagnosis of HF, including all three HF phenotypes [HF
with reduced ejection fraction (HFrEF), HF with preserved
ejection fraction (HFpEF) and HF with mildly reduced ejection
fraction (HFmrEF)] and all aetiologies. We explicitly did not

restrict our patient population to only patients with progres-
sive symptoms of HF, as our aim was to describe access to
palliative care across all stages of HF.

Concept

The review included clinical studies, local guidelines, clinical
consensus statements and policy documents that described
care pathways for integrating palliative care (through any
strategy and setting) into the care management of people
with HF. Studies exploring palliative care delivery models in
all care settings, including acute hospitals (ambulatory and in-
patient services), community-based, home-based and hos-
pice-based care were included.

No single definition of palliative care was imposed. In-
stead, we included publications that explicitly referred to
the integration of palliative care or conceptually related
terms such as supportive care or end-of-life care within HF
management, regardless of the specific terminology or care
model used.

Context

The review focused on 10 European countries: Belgium,
Germany, Lithuania, the Netherlands, Spain, Italy, Poland,
Sweden, Switzerland and the United Kingdom.

We systematically searched six databases (EMBASE, Global
Health, MEDLINE, PsycINFO, The Cochrane Library and Web
of Science) on 25 May 2024.

We included publications from 2000 to 2024, written in
Dutch, English, Italian, German, Spanish, French, Lithuanian,
Polish and Swedish. If an updated guideline was available,
only the newest one was included. Papers that did not fit into
the above PCC framework of the study were excluded. Ab-
stracts or comments on guidelines were excluded.

Search strategy

The search strategy included terms describing the population
(adults with HF) and the concept of interest (palliative care
integration for HF). Boolean operators were used to refine
search terms for Medline (Ovid SP), and it was adapted for
different databases (Data S1). The search strategies were
drafted by T.P., M.G., C.C. and P.H.A. and reviewed by an ex-
perienced librarian (Dr. Iris Reiman) at the Uniklinik RWTH
Aachen.

The final search results were imported into Covidence for
deduplication, screening and extraction.?® The screening pro-
cess was piloted with small samples to ensure consistency in
applying the inclusion criteria. Titles and abstracts were inde-
pendently screened by two investigators, with any discrepan-
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Figure 1 PRISMA flow diagram for the scoping review.
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Palliative care in management of heart failure in Europe

Table 1 Characteristics of the included papers

Study ID Participating countries Language  Aim of paperthe paper) Type of paper
Selman 2007 United Kingdom English To describe current provision of Qualitative
specialist palliative care for chronic research
heart failure (CHF) patients, and
explore challenges, referral criteria and
recommendations to inform service
development.
Denvir 2015 United Kingdom English Review on the introduction of palliative Review
care and Future care planning for
patients with HF.
Aspromonte Italy Italian To describe tasks and requirements of Consensus
2016 the different health system points of
contact for HF patients, and to define
how diagnosis, management and care
processes should be documented and
shared among healthcare
professionals.
Pitcher 2016 United Kingdom English To provide guidance for the full range Review
of healthcare professionals who may
encounter people with
Cardiovascular-implanted electronic
devices (CIEDs) and for healthcare
managers and commissioners.
Siouta 2016 Belgium, Germany, ltaly, Lithuania, English To assess guidelines/pathways for Review
Poland, Spain, Sweden, Switzerland, integrated palliative care in patients
The Netherlands and United Kingdom with advanced Chronic Heart Failure
(and all Europe) and Chronic Obstructive Pulmonary
Disease (COPD) in Europe via a system-
atic literature review.
Crespo-Leiro Germany, Italy, Poland, Spain, Sweden, English To guide general cardiologists, heart Position paper
2018 Switzerland, The Netherlands, United failure cardiologists and other
Kingdom and Others (Turkey, Lebanon, professionals involved in the care of
Croatia, USA, Denmark, Greece, Israel, these patients such as internists,
Austria and Serbia) primary care physicians, and nurses
through transitions in care.
Real 2018 United Kingdom English To summarize the latest update of the Summary of
National Institute for Health and National
Clinical Excellence (NICE) guideline on Guideline
chronic heart failure in adults.
Antonione Italy Italian To respond to the increasingly pressing Consensus
2019 and true need to encourage
collaboration between cardiologists
and palliative care professionals to
guarantee the best and proportionate
treatment approach to these patients
and their families, through the analysis
of current critical issues, the
development of assistance strategies
and the identification of shareable
evaluation and prediction tools, for a
correct satisfaction of the complex
needs of the phases advanced disease.
Hill 2020 Belgium, Germany, Italy, Lithuania, English To synthesize the available evidence Position paper
Poland, Spain, Sweden, Switzerland, and provide clinical guidance on
The Netherlands and United Kingdom integrating palliative and HF care.
(Europe)
Sobanski Belgium, Germany, Italy, Lithuania, English To evaluate the existing data and Position paper
2020 Poland, Spain, Sweden, Switzerland, current clinical practices with respect to
The Netherlands, United Kingdom and palliative care for people living with HF.
Others
McDonagh Germany, Italy, Poland, Sweden, English To help health professionals manage Formal Guidelines
2022 Switzerland, The Netherlands, United people with HF according to the best of the European
Kingdom and Others (USA, Greece, available evidence. Society of
France, Romania, Lithuania and Cardiology (ESC)
Denmark)
Tomasoni Italy and Others (Denmark) English To describe the medical management Review Guideline
2022 of patients with advanced HF, focusing

(Continues)
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Table 1 (continued)

Study ID Participating countries Language  Aim of paperthe paper) Type of paper
on those with reduced ejection
fraction.

Gustafsson Belgium, Germany, ltaly, Lithuania, English To provide a review of the literature Consensus

2023 Poland, Spain, Sweden, Switzerland,
The Netherlands and United Kingdom

related to inotropic therapy in patients
with advanced chronic HF with reduced
ejection fraction and to describe a
strategy for inotrope use in the care of
this population.

cies resolved through discussion during weekly meetings.
Full-text articles of selected publications were then indepen-
dently reviewed by two investigators to confirm final inclusion,
and reasons for exclusion were documented, as detailed in the
PRISMA-ScR diagram (see Figure I1).

Data extraction was conducted using a piloted data collec-
tion form in Covidence. Relevant data included population,
concept and context information, as well as publication char-
acteristics such as publication year, study setting, participat-
ing country/ies, language, type of publication, funding
sources and any reported conflicts of interest of the authors.
Additionally, we collected information on the definition of HF
used in the publications, triggers for initiating palliative care,
evaluation methods, recommended instruments and the pro-
fessionals suggested for providing care. We also noted
whether the articles addressed individuals with specific co-
morbidities or subgroups of HF patients. Key elements such
as recommendations, authors’ conclusions and the most rel-
evant findings were also systematically extracted. As a scop-
ing review, we did not conduct an appraisal of the evidence.
Two investigators extracted the information from each article
independently, with discrepancies resolved through consen-
sus. There were no missing articles or information identified
in the included articles, and thus it was not necessary to con-
tact authors of any article.

The results were exported to the computer-supported pro-
gramme MAXQDA,** where they were synthesized and
analysed using content analysis as described by Mayring.*®
This approach facilitated the organization, coding and inter-
pretation of data to identify key themes and patterns related
to integrating palliative care in HF management.

Consultations were held with five members of the Consor-
tium working with HF patients to review and refine the find-
ings. Their feedback was incorporated into the results. Ethi-
cal, cultural and inclusive issues were examined to ensure
comprehensive coverage.

Results
A total of 1543 publications were identified through our ini-

tial search. After removing 155 duplicates, 1388 remained
for title and abstract screening. Based on this screening, 99

full-text articles were assessed for eligibility. Following a
full-text review, 13 studies were included in the final analysis.
Reasons for the exclusion of publications at the full-text re-
view stage are detailed in Figure 1.

The region of origin, aims and main findings related to our
research question for each of the publications are presented
in Table 1.

Overview

Seven publications were multinational,***7* four originated
in the United Kingdom,®*7> and two in Italy.3%3” All RAPHAEL
consortium countries participated in at least four publica-
tions. Most publications (n = 11) were in English, and two
were in ltalian. The included publications encompassed
reviews, >33 consensus,?”2%37 position papers®®?%3° and
guidelines, and there was also one qualitative research
manuscript.3* One clinical consensus statement focused only
on patients with chronic HF with reduced ejection fraction
(HFrEF),>” whereas the other articles were not limited to

any specific HF phenotype.

11,35

Working definition of HF

The definition of HF was not consistent and included defini-
tions based upon pathophysiology,®*” symptoms*130-33:3¢ or
quality of life.?® Additional perspectives included progressive
disease trajectory,?®3> poor prognosis,>>*” poor response to
treatment,?®3%37 or the need for palliative®® or end-of-life
care.® Two publications did not define HF.2%3

Triggers for palliative care

The publications identified diverse triggers for initiating pallia-
tive care in HF, which were grouped as follows (see Figure 2):

features and
11,28,30

e Clinical symptoms:  breathlessness,>”
cachexia, escalating symptoms,?® limited/declining
physical functioning,**83%3234 New York Heart Associa-
tion (NYHA) Class 4,2273%3% deterioration despite optimal

thera py,11,26,28,30,32,34,35 and ‘end-of-life’,11:26.29-34
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Figure 2 Triggers to discuss initiation of palliative care.

Presence or
development of
poor prognostic
factors

Recent impactful
events such as
hospitalization

Patientis
considered a
candidate for heart
transplant or LVAD

Increasing spiritual,
emotional, or
social stress issues

Multidisciplinary
team considers the
initiation of
palliative care

ﬁ ﬁ Worsening or Potential Triggers Issues related to
ongoing symptoms to discuss goals of care or
despite optimal initiation of advance care

treatment

Palliative Care

planning

e Event-based: multiple unplanned hospitalizations or emer-
gency presentations, ?#7303234 3nd the initial diagnosis
Of HF.29'30'34

e Prognostic factor based: poor prognosis/prognostic
indicators,?®3%3® multimorbidity.?%3?

¢ Treatment-based: initiation of inotropic therapy,®® ineligi-
bility for treatments such as transcatheter aortic valve
implantation,?® or upon consideration of implantable defi-
brillator or mechanical cardiac support,?®3%3133 or heart
transplantation.**3*

e Based upon spiritual/emotional/social issues: poor
Qol,112831 emotional distress,230:34 mood
disturbances,?® social issues,3>*%3%3% care burden,>%3*
spiritual or existential distress, or fear/worries about
treatment.®®

e Team-related: Patients who require extensive time and at-
tention from the cardiac care team,* patient and care
team agree to the referral to palliative care and under-
stand the role of palliative,®* the confidence of the cardiac
team in meeting the needs of the patient was the deciding
factor in whether to refer.>*

e [ssues related to goals of care or advanced care planning:
request for anticipated death (assisted suicide/
euthanasia),?® disagreement between patients and/or in-
formal carers/surrogates on goals of care,®® advanced
age.28’32

28,32

The most frequently mentioned triggers were approaching
the end of life, multiple unplanned hospitalizations and dete-
rioration despite optimal therapy.

Across the included documents, patients were typically
considered for palliative care when presenting with a combi-
nation of physical, psychosocial and existential factors. How-
ever, the specificity and combination of these aspects varied
across national contexts and publications.

Outcomes for palliative care integration

The most frequent outcomes discussed were improving
QolL*?6283135737 and reducing symptom burden. 228
31,33,35-37

Siouta et al.?° suggest a ‘comprehensive assessment of
physical, psychological, spiritual and social needs’. Several
multidimensional, clinical and prognostic tools were reported
by many papers, which are reported in the Data S2.

Shared decision-making and planning for deactivation of
implantable cardioverter defibrillators in people approaching
the end of life was also described, with a failure to do this la-
belled as ‘bad practice’,>* underscoring the ethical and clini-
cal responsibility to align care with patient goals and
preferences.

ESC Heart Failure (2025)
DOI: 10.1002/ehf2.15431

2SUAIIT SuowWWo)) dAnear)) dqesrjdde oy £q pauroaos oI sIINIE () asn JO Sa[nI 10j K1eiqi] auljuQ) L3[IAL UO (SUONIPUOD-PUE-SULIA/WOY* Ko[Im’ AIeiqrjauljuoy/:sdiy) SUonipuo)) pue swId ], 3yl 298 *[$z07/60/6¢] o Kreiqry autjuQ L3[IAL ¢ BIOSAIE I BISIDATUN - 1ZZe[ay)) owIso)) Aq [£HST ZIUR/Z001 0 1/10p/wod Kofim’ Kreiqijautjuo//:sdiny woiy papeojumod ‘() ‘7z85SS0T



T. Pastrana et al.

Multiprofessional involvement

Professional groups involved in providing care were predom-
inantly cardiologists,**73%3237 (n = 12) followed by
nurses,1126:287303273537 5nd palliative care specialists*?®~
3032736 () = 9). General practitioners were also frequently
mentioned,**%3334 3long with physicians from various spe-
cialties, such as internists,®® psychiatrists,”® cardiac
physiologists,>® and ‘team expert physicians’.>

Other professionals noted were psychologists,
social workers,3>3® nutritionists,?>° spiritual carers,
chaplains,>%3° physiotherapists,?®>° rehabilitation
professionals,®® pharmacists,® speech therapists®® and occu-
pational therapists.’® The breadth of professionals under-
scores the need for a comprehensive, multidisciplinary
approach to care in these contexts.

11,29,30,33
11,33

Integration models and recommendations

Multiple sources propose that modern HF management
should include responsive,®® integrated cardiac and palliative
care throughout the HF trajectory, regardless of prognosis,
and not solely at the end-of-life stage.'?%3%32 This inte-
grated care model should focus on essential aspects such as
symptom management, patient-centred care, shared
decision-making and address psychological, social and spiri-
tual needs.®° This scoping review reveals that despite the po-
tential benefits®! there is a lack of a systematic approach to
integrating palliative care in HF management across Europe.

Key themes that we noted include the following:

Symptom management and quality of life is a primary goal
for any palliative approach, which should emphasize frequent
holistic assessments'*? to identify needs and alleviate symp-
toms, such as dyspnoea and pain, as well as psychological, so-
cial and spiritual needs resulting from HF and comorbidities.*®
The focus of care should focus on optimizing symptom
control,?®3® improving or maintaining QoL,'* and reducing
suffering.?®

Multiprofessional, integrated care is essential to address
the complex, multidimensional needs of patients with
HF.2%3* While most patients benefit from a palliative care ap-
proach provided by the core team and/or general practi-
tioners, access to specialist palliative care should be ensured
for patients with more complex needs and/or transitioning to
the end of life.3%32 Other health professionals, such as spiri-
tual carers, play an important role’’ in addressing often
overlooked psychological and spiritual needs of both patients
and their close ones.>®

Collaborative Team and networking among cardiologists,
palliative care specialists and general practitioners is funda-
mental to improve patients’ outcomes.>? Publications recom-
mend establishing networks linking community-based ser-

vices and hospitals to ensure coordinated, continuous care
and access to primary care, specialist palliative care services,
and HF support according to each centre’s resources.?®3%37
Local community-based PC teams and hospice care should
be prioritized, especially for patients in the advanced stages
of the disease trajectory and at the end of life.3*

Training programmes tailored for cardiologists, nurses
and palliative care professionals are essential to address
the educational gap in managing complex needs in patients
with HF.?” These programmes should also include guidance
on deactivating ICDs, along with psychological support
for the family.?® Training might focus on improving collabora-
tion and integration of care to ensure consistent and
high-quality care® and on the delivery of tailored
information for patients and carers around palliative care
in HF.>*

Patient-centred care and communication foster early, open,
transparent and compassionate discussions with patients and
their families.***33 These should focus on best-evidence car-
diology treatments, prognosis, changes in goals of care,?®?°
end-of-life issues,®? preferred place of death and resuscitation
decisions.** Such conversations should be documented and
shared across the care team.'>*3

Effective communication with patients, families and all
members of the healthcare team is crucial to prevent misun-
derstanding and to support informed decision-making.>® Em-
phasis should be placed on providing compassionate care
during the final hours of life and offering ongoing support
for grieving families.?*

Advance and anticipatory care planning in patients with
heart disease and poor prognosis represents a critical step to-
ward integrating palliative care into the treatment of all pa-
tients with deteriorating health.32 Planning should involve ac-
tively involving patients and their families.>® When
individuals lack decision-making capacity, choices must be
made in their best interests, adhering to legal requirements
and involving those with the legal authority to act on their
behalf, while also considering the views of close family
members.*33

Device management must not be overlooked. Clearly de-
fined guidelines are essential for deactivating ICDs and
reviewing the need for other cardiac devices, ensuring that
decisions are made collaboratively through shared decision-
making. 112739333538 Tomasoni et al.?* suggest advance care
planning at an early phase of the disease, before heart trans-
plantation or left ventricular assist device (LVAD)
implantation.

Research and System Improvements are a key area of fo-
cus to eventually develop best practices for introducing dis-
cussions on advance care planning and implementing optimal
processes for information sharing.®? This includes designing
effective information-sharing strategies to improve care coor-
dination among all providers.>*
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Discussion

Our scoping review underscores an increasing recognition of
the critical importance of integrating a palliative care ap-
proach into the long-term management of individuals
with HF.

All consortium countries included in this review partici-
pated in at least four publications, with UK authors often tak-
ing a primary role. The first proposals and the first guidance
around integrative palliative care in HF originated in the
United Kingdom,”® although implementation remains
suboptimal.>®

Guidelines recommend integrating palliative care in the
advanced stage of HF, but there is no consensus on the defi-
nition of advanced HF. Rather than clearly distinguishing be-
tween ‘advanced’ and ‘end-stage’ HF, the reviewed docu-
ments often focused on identifying needs as more
actionable indicators for initiating palliative care. This sug-
gests that staging terminology alone may be insufficient,
and that a shift toward need-based referral criteria may be
more relevant in practice.>® Achieving consensus on the spe-
cific patient population being addressed would provide clarity
and alignment in identifying this population. Disagreements
were observed regarding the timing of initiation of palliative
care; while publications written from a palliative care per-
spective advocated for early initiation, even from the time
of diagnosis,?**%34 those authored by cardiology experts sug-
gest its implementation only at the end of life 12629734
While people with HF do benefit from palliative care, it is
clear that patients with mild symptoms on stable medical
therapy are less likely to benefit suggesting that tailored care
based upon needs in people with severe or deteriorating HF
is likely to be more productive.*® Recent therapeutic ad-
vances—particularly in patients with HF with reduced ejec-
tion fraction (HFrEF)—have extended survival by several
years in many patients. As a result, an increasing number of
individuals are reaching the advanced stages of heart failure
with greater frailty, multimorbidity and psychosocial vulnera-
bility. This demographic shift reinforces the need for proac-
tive integration of palliative care, not only at the end of life
but throughout the disease trajectory, tailored to evolving pa-
tient needs.

Given the broad spectrum of patients’ profiles described in
the included publications, no standardized criteria were con-
sistently applied across sources to define palliative care can-
didacy. This variability reflects real-world complexity but
may limit the comparability and implementation of recom-
mendations. The broader integration of validated instru-
ments may support more standardized referral practices
and a clearer definition of palliative care needs and intensity
across different stages of HF.

A broad group of triggers for a palliative care approach was
identified. Patients with HF are a heterogeneous population,
and they likely have differing (or multiple) reasons that may

vary over time, prompting the engagement of a responsive
palliative care programme. More concise triggers or criteria
may assist in the identification of patients with palliative care
needs, especially in non-specialist settings.** Distinguishing
between those patients who should be considered for a gen-
eral palliative care approach and those with specialist pallia-
tive care needs can improve care planning and allow patients
to access the most appropriate care. Although a wide range
of triggers for palliative care was identified, most documents
did not clearly distinguish between patient-related clinical
conditions, organizational factors and family or caregiver con-
cerns. This lack of clarity may complicate consistent imple-
mentation across settings and highlights a broader limitation
in existing guidance, which should be addressed in future
work.

Developing joint guidelines and fostering more interdisci-
plinary collaboration between both fields would improve
mutual understanding and drive progress in the integrated
provision. However, it is apparent that most current guidelines
focus on the activities of physicians, with limited representa-
tion or guidance for other healthcare professionals. This lack
of multidisciplinary representation may limit the comprehen-
siveness and applicability of current guidelines, especially in
community-based or home settings. Greater inclusion of
nurses, allied health professionals and spiritual care providers
is essential for delivering holistic care across care settings and
stages of illness.

In line with this, the available literature also lacks direct in-
put from patients and caregivers. As the sources included
were primary clinical guidelines and expert consensus, these
voices are rarely incorporated, reflecting a broader structural
gap. Future development of integrated care models should
actively involve patients and caregivers to ensure
person-centredness and alignment with lived experience.

One consensus statement specifically addresses patients
with advanced chronic HF with reduced ejection fraction
(HFrEF),*” showing no significant deviation from other gen-
eral recommendations. This suggests that different pheno-
types of HF could benefit equally from the integration of pal-
liative care. Nonetheless, it is important to recognize that
HFpEF is often associated with a higher burden of comorbid-
ities as well as greater clinical heterogeneity. These character-
istics can complicate both standard HF management and the
design or delivery of palliative care interventions. As such, tai-
lored approaches that consider HF phenotype and comorbid-
ity profiles may enhance the relevance and feasibility of inte-
grated care models.

Key challenges include the development of more compre-
hensive evidence-based guidelines, better-defined triggers
for referral and improved referral processes, and more col-
laborative service models. However, the implementation of
these guidelines remains a critical issue. Although both Euro-
pean and US Cardiology Associations advocate for palliative
care inclusion in the care of patients with HF,*? only a small
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proportion of patients actually receive it, highlighting the gap
in the application of the palliative care approach. The recom-
mendations emphasize stakeholder involvement, advanced
care planning and service development to ensure that HF pa-
tients receive appropriate palliative care support. The find-
ings of this scoping review will inform future studies and sub-
sequent guidelines and contribute to improving the quality of
life for HF patients across Europe.

While there is broad consensus on the potential benefits of
palliative care, this review focused on mapping existing prac-
tices and guidance. Assessing the comparative effectiveness
of different models was beyond its intended scope. Nonethe-
less, there is a clear need for future research evaluating the
impact and effectiveness of integrated palliative care models
to support evidence-based implementation.

Based on our findings, we propose several practical recom-
mendations to support the integration of palliative care in HF
management. First, structured training programmes for cardi-
ologists, nurses and palliative care professionals are essential
to build interdisciplinary competencies and foster collabora-
tion. Second, the establishment of regional or national collab-
orative care models involving general practitioners, palliative
care teams and cardiologists that facilitate coordination be-
tween hospital and community-based services. Third, the de-
velopment of clear care pathways and the use of multidisci-
plinary teams, including nurses, allied health professionals
and spiritual care providers, to ensure that care is holistic,
continuous and responsive to patients’ needs across disease
stages. These measures should be adapted to local health sys-
tem contexts and informed by further research involving pa-
tients, caregivers and healthcare providers. At the policy
level, harmonized guidance in Europe could help align na-
tional strategies and reduce disparities in access to integrated
palliative care.*® Policy incentives such as dedicated funding,
performance indicators and integration into chronic disease
management frameworks may further support the systematic
inclusion of palliative care in HF services.

Strengths and limitations

This review includes diverse sources, including multinational
guidelines, position papers and consensus documents from
palliative care and cardiologist perspectives, providing a view
on the normative aspects of palliative care integration for HF
conditions encompassing all consortium countries. We did
not, however, explore the multitude of local guidelines across
the countries, which would have been prohibitively complex.
Although the number of included publications reflects the
strict inclusion criteria applied to ensure relevance and qual-
ity, this limited sample size may have affected the complete-
ness of the mapped evidence, potentially omitting some local
practices or non-indexed guidelines.

Albeit our findings will inform European-based policy
makers, a further limitation of our scoping review of the geo-
graphic restriction to RAPHAEL consortium countries is the
exclusion of potentially relevant publications, particularly
from the United States and Australia. This limitation may im-
pact the comprehensiveness of our findings and reduce the
generalizability of our conclusions to a broader international
context. However, the included countries provide a diverse
landscape of health systems and policies, offering a meaning-
ful foundation for comparative insights and potential
scalability.

Conclusions

This scoping review highlights deficiencies in the delivery of
standardized palliative care to patients with HF that limit
the availability of palliative care to people with HF due to
challenges with triggers, timing and referral pathways for
assessing needs, delivering care and prompting advance care
planning. There is also a critical need to develop more explicit
guidance regarding the involvement of multi-professional
teams to address the multifaceted needs of this patient pop-
ulation. Addressing these aspects through a comprehensive
review of palliative care provision across Europe, grounded
in clinical evidence and integrating both cardiology and palli-
ative care perspectives, will help develop questions and prior-
ity setting for future work aiming in the long term to provide
more consistent, equitable and high-quality patient care.
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