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Introduction

Palliative care (PC) improves the quality of life (Qol) of patients
and of their families who are facing challenges - physical, psycho-
logical, social or spiritual - associated with life-threatening illness-
es. Additionally, it is described that early delivery of PC reduces
unnecessary hospital admissions and the use of health services, as
Emergency department. Unfortunately, it is estimated that world-
wide only about 14% of people who need PC receive it.'

Actually, most of the policies regarding PC across the European
countries are dedicated to oncology patients. However, in de-
veloped countries other diseases represent the leading causes
of death and morbidity, as cardiovascular diseases. In Portugal,
heart failure disease (HF) is the second cause of death and a
prospective study performed indicates that these numbers are
going to have an exponential increase in the next decades.?

HF syndrome is characterized by a range of signs and symp-
toms that vary along the disease’s trajectory.

Advanced HF is a life-shortening condition and planning for
adverse events and the end of life should be integrated during
early phases of the illness. Evidence-based management has
improved long-term survival in patients with HF.

The prognostication of the disease progression for individ-
ual patients with HF is difficult, as there is no ‘typical’ dying

trajectory. A regular revisiting during the process of the disease
is necessary to allow adjustment to changing circumstances.?

Symptoms management

An unintended consequence of increased longevity is that
patients with HF are exposed to a greater symptom burden
over time. In addition to classic symptoms such as dyspnea
and edema, patients with HF frequently suffer additional
symptoms such as pain, depression, gastrointestinal distress,
and fatigue. In addition to obvious effects on quality of life,
untreated symptoms increase clinical events including emer-
gency department visits, hospitalizations, and long-term
mortality.

During the HF evolution, patients typically experience debil-
itating physical and emotional symptoms, loss of indepen-
dence, and disruptions to social roles, all of which severely
degrade Qol. Physical symptoms in advanced HF, such as
pain and breathlessness, are highly distressing for patients and
caregivers, yet remain under-recognized and undertreated. Pa-
tients and their caregivers often face decisions about high-risk
and complex treatments (e.g., cardiac devices, transplantation)
without adequate prognosis communication, decision sup-
port, or advance care planning. In addition, HF management
poses enormous financial and resource stress on families,
healthcare systems, and society.*
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Along HF course patients and their families experience stress
and suffering from a variety of sources. The management of
such symptoms demands a global approach based on patients
and family needs, education, communication, empowerment,
and regular medication doses adjustments. Loss of function-
al capacity/autonomy may occur gradually or abruptly, and
sudden death is a frequent event. Spiritual distress, including
meaninglessness and hopelessness, is common in advanced
disease. Spiritual care is a core component of PC in these pa-
tients, yet often neglected by health care professionals.

PC is an interdisciplinary methodology and an overall ap-
proach to care that improves quality of life and alleviates suf-
fering for those living with serious illness, regardless of prog-
nosis.* Symptom management in one of the basic pillars on
PC. Symptom management in patients with HF consists of
two key components: comprehensive symptom assessment
and sufficient knowledge of available approaches to alleviate
the HF symptoms. Successful treatment addresses not just
the physical but also the emotional, social, and spiritual as-
pects of suffering. Despite a lack of formal experience during
cardiovascular training, symptom management in HF can be
learned and implemented effectively by cardiology provid-
ers. Co-management with palliative medicine specialists can
add significant value across the spectrum and throughout the
course of HF.

Barriers to implementation of PCin HF
The majority of adults in need of PC have chronic diseases such
as cardiovascular diseases (38.5%).! In fact, PC approach is not
widely integrated in advanced HF failure. One of the reasons
pointed out for professionals is that it is a difficult to identify
patients with PC needs.5’ Indeed, it is important to use and to
disseminate tools that may facilitated this process in HF.

Adequate educational and training programs on PC among
health professionals on HF are urgently needed in order to im-
prove access and patient’s outcomes. Indeed, new health pol-
icies should be design and effectively implemented to reduce
the impact of such condition in people’s quality of life and to
reduce the social burden associated to it.

PC involves a range of services delivered by multiple profes-
sionals that all have equally important roles to play — physi-
cians, nurses, social workers, pharmacists, physiotherapists, and
spiritual guiders — in support of the patient and their family. It
should be provided through person-centered and integrated
health services that pay special attention to the specific needs
and values and preferences of individuals.'

However there still are several identified barriers in the imple-
mentation of PC approaches in this group of patients:

lack of awareness among policymakers, health profession-
als and the public about what PC is, and the benefits it can
offer to patients and health systems.

misconceptions about PC and cultural and social barriers,
such as beliefs about death and dying.

Fear of losing the contact with the cardiologist and with
cardiovascular care, and thus losing associated technolog-
ical and pharmacological innovation.

The scarcity of human resources.

Overcoming barriers: “Unidade
Mais Sentido”

Around the world, there has been a growing focus on the
importance of this topic. PC to HF patients have been recom-
mended in the Joint Task force of the European Society of Car-
diology (ESC) and the European association of Palliative care
(EAPC).EHere, we propose a closer look at a Portuguese Unit
(the "Mais Sentido” Unit) an Unit with a PC approach dedicated
to supporting patients with advanced HF integrated in a Car-
diology Service at Centro Hospitalar Lisboa Norte. It consists
of a day-care hospital which includes ambulatory sessions,
home-visiting, phone-support and hospitalization.

The improvement of the quality of life, with a focus based on
the assessment and intervention on the multiple domains of
the HF patient’s life — physical, psychological, autonomy, so-
cial/relational, spiritual, and caregiver — is the main goal of the
team. It is formed by a multidisciplinary team, and their ele-
ments have different levels of PC education and training. Being
part of a Cardiology Department, with a Cardiologist, nurses
and other professionals with advance proficiency caring for
people/family with HF it is an added valued that should be
considered.

We believe that a palliative approach to these patients and
family’s needs must include a cardiologist and a HF nursing
expert, as to manage HF symptoms is required a continuous
updating of the best care practices regarding to treatment op-
timization.

Despite the evidence-based for PC in HF it is not widely dis-
seminated, this area still in continuous growth through the in-
terest of international cardiology scientific community. Given
the growing prevalence of HF, the integration of PC within HF
management represents an opportunity to affect the public
health issue of poor QoL in patients and caregivers, while also
optimizing care delivery. Furthermore, research and clinical
implementation of structured PC approaches in HF can serve
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as a model for explore the role of PC in other chronic, non-
-malignant illnesses.

Responsabilidades Eticas
Conflitos de Interesse: Os autores declaram a inexisténcia de
conflitos de interesse na realizacéo do presente trabalho.

Suporte Financeiro: Nao existiram fontes externas de finan-
ciamento para a realizacdo deste artigo.

Proveniéncia e Revisao por Pares: Comissionado; sem re-
Vvisdo externa por pares.

Ethical Disclosures
Conflicts of Interest: The authors have no conflicts of interest
to declare.

Financial Support: This work has not received any contribu-
tion, grant or scholarship.

Provenance and Peer Review: Commissioned:; without ex-
ternal peer review.

Contributorship Statement
SFC and LPM: Conceptualization, drafting and reviewing of
the article

All authors approved the final version

Declaracao de Contribuicao
SFC e LPM: Conceptualizacdo, redacéo e revisao do artigo

Todos os autores aprovaram a versao final.

References
1. World Health Oorgainzation. Palliative care. [accessed Jan 2023] Available
from: https://www.who.int/news-room/fact-sheets/detail/palliative-care.

2. Fonseca C, Bras D, Araujo |, Ceia F. Heart failure in numbers: Estimates for
the 21st century in Portugal [published correction appears in Rev Port
Cardiol. 2018;37:871-2. doi:10.1016/j.repc.2017.11.010

3. Martinez-Sélles M, Villanueva PD, Smeding R, Alt-Epping B, Janssen DJA,
Leget C, et al. Reflections on ethical issues in palliative care for patients
with heart failure. European Journal of Palliative Care. 2017;24:18-22.

4. Kavalieratos D, Gelfman LP, Tycon LE, Riegel B, Bekelman DB, Ikejiani DZ, et
al. Palliative care in heart failure: rationale, evidence, and future priorities. J
Am Coll Cardiol. 2017;70:1919-30. doi:10.1016/jjacc.2017.08.036

5. Alpert CM, Smith MA, Hummel SL, Hummel EK. Symptom burden in heart
failure: assessment, impact on outcomes, and management. Heart Fail
Rev. 2017;22:25-39. doi:10.1007/510741-016-9581-4

6. Ament SM, Couwenberg IM, Boyne JJ, Kleijnen J, Stoffers HE, van den Beu-
ken MH, et al. Tools to help healthcare professionals recognize palliative

care needs in patients with advanced heart failure: A systematic review.
Palliat Med. 2021;35:45-58. doi:10.1177/0269216320963941
Chang YK, Allen LA, McClung JA, Denvir MA, Philip J, Mori M, et al. Criteria

for Referral of Patients With Advanced Heart Failure for Specialized Palliati-
ve Care. J Am Coll Cardiol. 2022;80:332-44. doi: 10.1016/j.jacc.2022.04.057.

Sobanski PZ, Alt-Epping B, Currow DC, Goodlin SJ, Grodzicki T, Hogg K, et
al. Palliative care for people living with heart failure: European Association
for Palliative Care Task Force expert position statement. Cardiovasc Res.
2020;116:12-27. doi:10.1093/cvr/cvz200


https://www.who.int/news-room/fact-sheets/detail/palliative-care

