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Introduction

The increasing prevalence of heart failure and its 
management has been a major focus of clinical and research 
efforts, especially since its designation as an epidemic in 1997 
[1]. Currently, approximately 6.7 million adults over the age 
of 20 in the United States are living with heart failure, with 
projections estimating an increase to 11.4 million by 2050 [2]. 
Given that nearly one in four individuals will develop heart 

failure over their lifetime, there has been growing emphasis 
on strategies to optimize both prevention and management 
of the disease, especially as morbidity and mortality rise with 
disease progression. Prior data demonstrate that as patients 
transition from at-risk states to established disease, five-year 
survival declines from nearly 100% to 75%. In refractory 
heart failure, outcomes are substantially worse, with five-year 
survival rates approaching 20% [3].
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In this context, the significant symptom burden, high 
mortality, and frequent hospitalizations associated with end-
stage heart failure (ESHF) highlight the critical need for a more 
comprehensive, patient-centered approach. Palliative care 
(PC), with its focus on symptom management, goals-of-care 
discussions, and quality of life, is an essential complement 
to heart failure care in this patient population. Importantly, 
palliative care is distinct from hospice care. Palliative care is a 
needs-based approach that can be integrated at any stage of 
illness alongside disease-directed therapies, whereas hospice 
care is a prognosis-based model of care intended for patients 
nearing the end of life, typically with an anticipated life 
expectancy of six months or less. Although hospice represents 
one form of palliative care, the broader principles of palliative 
medicine should ideally be incorporated throughout the 
trajectory of ESHF treatment.

Current heart failure treatment focuses on using guideline-
directed medical therapy (GDMT) to reduce deaths and 
hospitalizations. However, nearly one in four patients 
hospitalized for heart failure are readmitted within 30 days 
of discharge [4]. The model by Chun et al. describes three 
phases of lifetime readmission risk in heart failure and shows 
that patients with ESHF account for up to 50% of heart 
failure–related hospital readmissions [5]. These repeated 
hospitalizations are not only debilitating for patients, but also 
place a significant expense burden on the U.S. healthcare 
system, with estimated annual heart failure-related costs 
predicted to be $69.8 billion by 2030 [6].

For patients with ESHF, PC offers a compassionate alternative 
to aggressive interventions, shifting the focus from prolonging 
life at all costs to enhancing comfort, dignity, and quality of 
living [7]. PC has been shown to reduce hospital readmissions, 
time on mechanical ventilation, and improve quality of life in 
ESHF patients [8,9]. Despite the growing population of those 
with ESHF and these documented benefits, it is estimated that 

less than 10% of heart failure patients are utilizing palliative 
services [10]. This literature review examines the evolving 
role of palliative care, mechanical circulatory support (MCS), 
and hospice care (HC) in patients with ESHF, highlighting 
how these approaches intersect to address symptom burden, 
extend survival, and optimize quality of life during advanced 
disease. This review provides a unique contribution to the 
existing literature by offering a stronger focus on the systemic 
and clinical barriers to hospice enrollment specific to the ESHF 
population, alongside exploring practical ambulatory care 
models, and evaluating the physical and psychological toll 
that ESHF takes on family caregivers.

To create this narrative review, a comprehensive literature 
search was conducted across the PubMed, EMBASE, and 
Cochrane Library databases from database inception through 
January 2026. Search terms included combinations of 
keywords related to "end-stage heart failure," "palliative care," 
"mechanical circulatory support," and "hospice." Inclusion 
criteria were limited to peer-reviewed, English-language 
clinical trials, observational studies, and systematic reviews 
evaluating adult populations. To ensure clinical relevance and 
alignment with current standards of practice, major societal 
consensus statements and institutional clinical guideline 
documents were prioritized during the literature selection 
process.

What is ESHF?

According to the European Society of Cardiology (ESC), 
ESHF is defined as the following: severe and persistent 
symptoms of heart failure at the level of New York Heart 
Association (NYHA) class III or IV; severe cardiac dysfunction 
associated with ejection fraction of 30% or less, isolated right 
ventricular failure, non-operable severe valve abnormalities 
or congenital heart disease, and/or an ejection fraction of at 
least 40% with both elevated natriuretic peptide level and 

Central Figure. Goal-concordant supportive care across the end-stage heart failure trajectory.
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significant diastolic dysfunction; hospitalization in the past 
12 months that have resulted from congestion requiring 
intravenous diuretics, low cardiac output requiring inotropes 
or vasopressors, or management of arrhythmias; and severe 
impairment of exercise tolerance secondary to cardiac 
etiology [11]. Clinically, ESHF amongst patients is defined as 
those with marked symptoms of heart failure at rest despite 
maximal medical therapy and includes those patients who 
are recurrently hospitalized or cannot be safely discharged 
without specialized interventions [12]. These patients are 
often intolerant of neurohormonal antagonism directed by 
GDMT due to hypotension and/or renal dysfunction, leading 
to dependence on advanced interventions such as inotropic 
agent administration, MCS utilization, and/or referral for 
cardiac transplantation [12].

What is the Role of Palliative Care in ESHF 
Patients?

Palliative care plays an integral role in the management of 
ESHF patients. The American College of Cardiology (ACC), 
American Heart Association (AHA), and Heart Failure Society 
of America (HFSA) recommends that palliative care and 
supportive measures be offered to all patients with ESHF [13]. 
Supportive measures may encompass left ventricular assist 
device (LVAD) placement, cardiac transplantation, palliative 
inotropes, and symptom management strategies. Palliative 
care consultations in patients with these features can be 
useful, particularly in those being evaluated for advanced 
therapies, in those requiring inotropic or temporary MCS, 
those experiencing uncontrolled symptoms, or those with 
multimorbidity, frailty, and/or cognitive impairment. Evidence 
from the PAL-HF trial demonstrated that an interdisciplinary 
palliative care intervention in advanced heart failure 
improved quality of life, anxiety, depression, and spiritual well-
being compared with usual care alone, as reflected in both 
disease-specific (KCCQ) and general (FACIT-Pal) quality-of-life 
measures [11]. Advanced heart failure in this trial was defined 
as patients with severe symptoms (dyspnea at rest), recent 
decompensation (admitted or discharged within two weeks 
of enrollment in the trial), and an ESCAPE risk score of ≥4, 
which corresponds to a > 50% predicted 6-month mortality 
rate. This trial specifically found that patients receiving 
the interdisciplinary palliative care intervention reported 
significantly better symptom burden and psychosocial 
outcomes over six months, with higher KCCQ and FACIT-
Pal scores alongside lower anxiety and depression scores, 
underscoring the intervention’s broad benefit across both 
physical and emotional domains [11]. Taken together, these 
guideline recommendations and clinical trial findings support 
palliative care as a fundamental component of comprehensive 
ESHF management, improving symptom control and quality 
of life while helping address the complex physical, emotional, 
and supportive needs of this high-risk population.

The Role of Palliative Care in the Ambulatory and 
Hospitalized Setting for ESHF Patients

Meticulous medical management is the cornerstone of 
palliative care in ESHF patients, as it allows for symptom 
alleviation. Continuing to facilitate discussions regarding 
patients’ goals of care while implementing palliative and 
supportive measures should be done by all healthcare 
professionals and does not necessarily require formal palliative 
care consultation. However, as overall illness progresses in 
the ambulatory setting, formal palliative consultation should 
be considered in the setting of refractory symptoms, major 
medical decisions, and major forms of impairment, as these 
roadblocks quickly expand into discussions regarding the 
initiation of, continued use, or discontinuation of life-sustaining 
therapies. This has led to the development of longitudinal 
ambulatory palliative care teams [11]. Home-based integrated 
heart failure disease management and palliative care have 
been shown to improve quality of life, reduce hospitalizations, 
and improve symptomatic burden, as seen repeatedly in the 
literature [14,15]. Furthermore, advancements in telehealth 
modalities have led to their implementation in the palliative 
care setting and their ability to monitor symptoms of ESHF 
patients, with improvements in pain control and clinical 
symptoms endorsed [16,17]. Table 1 provides different care 
models and their outcomes in ESHF.

The hospitalized setting offers a unique opportunity for 
palliative care integration in patients with ESHF, as it serves 
as a critical juncture for reassessing treatment trajectories, 
reassessing goals of care, and initiating advance care 
planning [18]. Early involvement of palliative care in patients 
with ESHF helps manage symptoms, guide decisions about 
starting or stopping therapies that affect quality of life, and 
address comorbidities and functional status; this is a Class I 
recommendation in ACC/AHA guidelines. The palliative care 
team can provide valuable input for patients with refractory 
cardiovascular symptoms. For example, implementation of 
opioids for refectory dyspnea and medications for treatment 
of symptomatic hypotension may provide benefit/relief in 
mitigating symptomatic hypotension from neurohormonal 
antagonism and implementation of opioids for refractory 
dyspnea. This has proven to be effective in the management of 
symptomatic burden, quality of life, and depressive symptoms, 
as seen through the findings of the Sidebottom trial [19]. 
Additionally, prompt integration of the palliative care team 
into the clinical team of an ESHF patient in the hospital setting 
has also been shown to result in significant improvement in 
having future-care preferences documented and advance 
directives completed [20,21]. The SWAP-HF trial studied the use 
of a social worker-led palliative care intervention versus usual 
care, and while depression, anxiety, quality of life, or mortality 
did not improve, this initiative did result in a significantly 
higher amount of future-care preferences documented and 
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prognostic alignment [20]. Furthermore, newer data have 
suggested that implementation of a structured trigger tool to 
improve appropriate and timely palliative care consultations 
in hospitalized patients with heart failure may lead to 
significantly more prompt advance directive planning through 
more timely completion of healthcare proxy forms, POLST 
forms, and DNR orders [21]. Table 2 displays studies regarding 
inpatient interventions for ESHF and their outcomes.

Ancillary staff also play a key role in providing palliative care 
for patients with ESHF during hospitalization. In particular, 
physical therapy (PT), occupational therapy (OT), and skilled 
nursing facilities (SNFs) help address deconditioning, frailty, 
and comorbidities in these patients. Physical therapy is the 
most well-studied component of multidomain rehabilitation 
in this patient population. Earlier studies in older adults with 
physical frailty and poor quality of life showed that early 
transitional rehabilitation improved physical function across 
several domains [22]. Furthermore, a secondary analysis of 

the same data showed that frail patients experienced 2.6-
fold greater improvements in physical function than prefrail 
patients, challenging the assumption that frailty limits 
responsiveness to rehabilitation [23]. Currently, the American 
Physical Therapy Association emphasizes the ABCDE 
framework when working with these patients: assessment, 
behavior modification, cardiorespiratory fitness, dosage, and 
education [24]. This framework allows physical therapists to 
tailor interventions to each individual ESHF patient’s needs, 
based on vitals, physical exam findings, and observations 
from the initial evaluation [24]. OT has been less studied in 
these patients; however, a randomized control trial in 2025 
demonstrated that occupational performance coaching as an 
8-week intervention significantly improved health self-care 
behavior, activity participation, and reduced depression in 
heart failure patients through a focus on enhancing behavior 
change and promotion of healthy habits and routines [25]. 
Conversely, SNFs have been widely studied in heart failure 
patients. Notably, patients discharged to SNFs after heart 

Table 2. Hospital-based palliative care interventions during end-stage heart failure admissions.

Study Care model Setting / delivery Key components Main outcome

Sidebottom et al. Inpatient palliative-
care consultation

Inpatient 
consultation

-	 Symptom-burden management

-	 Palliative consultation

-	 Improved depressive 
symptoms

-	 Improved quality of life

SWAP-HF Social-worker-
led intervention 
bridging inpatient 
to outpatient care

Social-worker-led 
bridge; structured 
care pathway

-	 More documentation of care 
preferences

-	 Better prognostic alignment

-	 No clear improvement in 
depression, anxiety, or QOL

Trigger-tool 
quality-imp 
rovement study

Standardized 
referral criteria

Automated trigger 
for consultation 
based on criteria

-	 Earlier consultation

-	 More advance-directive 
completion

-	 Lower 90-day readmissions

Table 1. Ambulatory and home-based palliative care models in end-stage heart failure.

Study Care model Setting / delivery Key components Main outcome

PREFER Integrated HF + 
palliative home 
care

Home-based -	 Integrated multidisciplinary team

-	 Individualized care plans

-	 Symptom management

-	 Improved health-related QOL

-	 Reduced hospitalizations

Wong et al. Transitional 
palliative care

Weekly home visits/
calls, then tapering 
follow-up

-	 Structured transitions

-	 Ongoing assessment

-	 Multidisciplinary support

-	 Improved dyspnea and 
depression

-	 Improved symptom burden 
and longitudinal QOL

ENABLE CHF-PC Telehealth + nurse 
coaching

Remote / telehealth -	 Nurse-led coaching

-	 Symptom monitoring

-	 Patient education

-	 Pain benefit

-	 No clear 16-week QOL or mood 
benefit

2024 JCF 
consensus paper

Implementation 
framework

Consensus roadmap -	 Integration strategies

-	 Framework for palliative care in HF

-	 Clinical-practice guidance

-	 Implementation guidance

-	 Not designed as an efficacy-
outcome study
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failure hospitalizations have substantially higher mortality 
and rehospitalization rates than those discharged home 
at 30 days and 1 year, likely because these patients have a 
greater burden of comorbidities and worse baseline physical 
health [26]. However, home health care utilization following 
discharge from SNF has been found to significantly reduce the 
30-day rehospitalization rate [27]. Of note, only approximately 
20% of patients discharged from SNF to home received 
home health care services, suggesting underutilization [27]. 
Together, Figure 1 summarizes the role of PT- and OT-based 
rehabilitation in improving function and self-care among 
patients with ESHF, while highlighting that discharge to SNF 
represents a higher-risk transition in which home-health 
support may help reduce rehospitalization.

Role of Inotropes and MCS Devices in ESHF

Currently, the ACC/AHA/HFSA state as a Class 2b 
recommendation that continuous intravenous inotropic 
support may be considered as palliative therapy for 
symptom control and improvement in functional status in 
those ESHF patients who are ineligible for MCS or cardiac 
transplantation. Early trials studying routine inotropic 
use in ESHF patients demonstrated harm, with increased 
morbidity and/or mortality demonstrated in pivotal studies 
[28–30]. Notably, these studies preceded the era of GDMT, 
implantable cardioverter-defibrillators (ICDs), and cardiac 
resynchronization devices (CRTs). More contemporary data 

have shown that when used for palliative intent, continuous 
milrinone usage in the ambulatory setting following hospital 
discharge was associated with decreased mortality and 
longer survival when compared to that of dobutamine [31]. 
Similarly, an Italian observational study of ESHF patients 
receiving continuous home inotropic infusion demonstrated 
a significant reduction in hospitalizations compared with the 
year prior, improvements in natriuretic peptides and renal and 
hepatic function, and improved quality of life [32]. However, 
these findings should be interpreted cautiously, as the 
available evidence supporting ambulatory inotrope therapy 
remains largely observational, nonrandomized, and subject to 
significant selection bias. Patients selected for home inotropic 
therapy are often highly selected based on the presence of 
functional status, caregiver support, hemodynamic stability, 
and access to specialized multidisciplinary care, limiting 
the generalizability of these outcomes to the broader ESHF 
population. Additionally, both studies referenced were 
relatively small and underpowered, underscoring the need 
for larger prospective controlled studies to better define the 
risks, benefits, and appropriate patient selection criteria for 
palliative ambulatory inotrope therapy. Figure 2 summarizes 
the evolving role of palliative inotropes in ESHF, showing that 
although routine inotrope use was historically associated with 
harm, contemporary outpatient use may have a selective role 
for symptom relief and functional support in carefully chosen 
palliative patients.

Figure 1. Rehabilitation and post-acute support in end-stage heart failure.
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MCS occupies a complex role in ESHF, as it is traditionally 
framed as a life-prolonging intervention but may also be 
considered, in select patients, within a palliative approach 
when the primary aim is relief of refractory symptoms 
and improvement in quality of life. While MCS devices are 
commonly used to bridge to transplant or recovery, they 
can also be used for palliative or quality-of-life-focused 
intent rather than purely restorative goals, particularly in the 
context of destination therapy (DT) for patients ineligible for 
heart transplantation [33]. Currently, approximately 81% of 
LVAD implantations are for destination therapy, reflecting a 
shift toward using MCS primarily for long-term palliation of 
symptoms rather than as a bridge to transplant [34]. While 
patients in this category often have a greater burden of 
comorbidities, the MOMENTUM 3 trial showed that patients 
receiving the HeartMate 3 LVAD as destination therapy had 
survival outcomes comparable to those receiving it as bridge-
to-transplant or bridge-to-transplant candidacy, supporting 
the use of durable MCS in ESHF patients pursuing destination 
therapy [35,36].

Careful patient selection is essential when considering MCS in 
a palliative or hospice-adjacent setting, because the potential 
for symptom relief and functional benefit must be weighed 
against device-related burdens, clinical risks, and patients’ 
goals of care. This requires assessment not only of disease 
severity and prognosis, but also of frailty, end-organ function, 

caregiver support, cognitive capacity, and willingness to live 
with a technology-dependent form of care. Additionally, 
the risks that come with the use of MCS devices must be 
weighed carefully with each individual patient, including 
gastrointestinal bleeding, infection, stroke, right ventricular 
failure, and aortic insufficiency [34]. Temporary MCS devices, 
such as intra-aortic balloon pump, Impella, or venoarterial 
Extracorporeal Membrane Oxygenation (ECMO), are generally 
designed for acute hemodynamic rescue in cardiogenic shock 
and are therefore most consistent with short-term stabilization 
or a “bridge-to-decision” strategy rather than a hospice-
oriented plan of care [37]. Conversely, durable LVAD therapy 
may, in selected patients, support palliative goals when it 
offers meaningful improvement in symptoms, functional 
capacity, and time outside the hospital [38]. However, this 
benefit must be balanced against the ongoing burdens 
of anticoagulation, driveline care, device alarms, caregiver 
demands, and recurrent complications. Not all forms of MCS 
are equally compatible with comfort-focused care, and device 
appropriateness depends not only on the hemodynamic 
profile but also on whether the practical realities of long-term 
device management align with the patient’s goals, prognosis, 
and desired quality of life.

For patients with ESHF who remain on MCS near the 
end of life, hospice planning must address symptom 
control, psychosocial support, and the practical and ethical 

Figure 2. Palliative inotropes in end-stage heart failure: historical harm and contemporary selective use.
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complexities of ongoing device management and possible 
withdrawal. Enrollment of ESHF patients with an LVAD by 
hospice agencies is a highly nuanced process due to the lack of 
incentivization with these patients as there is for low-cost, low-
complexity patients [39]. Furthermore, hospice agencies may 
have limited access to and comfort with cardiac medications 
for acute or chronic HF symptom management, including 
diuretics and foundational HF therapies. Limited data exists in 
this realm of care; however, a retrospective study discussing 
the qualitative hospice experience with LVAD patients found 
that that hospices required "just-in-time in-servicing" to 
prepare teams for challenging care needs including bleeding, 
delirium, infections, and mechanical failure, demonstrating 
that hospices must be prepared to manage complex and 
highly varied needs and must have adequate staff support 
and access to acute care [40,41].

Ethical considerations surrounding device management 
and deactivation are also central to palliative care discussions 
in ESHF patients receiving MCS. Shared decision-making 
should ideally begin before device implantation and continue 
longitudinally as patients’ clinical status, functional capacity, 
and goals of care evolve. These discussions should address 
the expected benefits and complications of therapy, as well 
as advanced care planning, acceptable quality of life, and 
circumstances in which patients would consider device 
deactivation. ICD deactivation is regarded as the withdrawal of 
unwanted life-sustaining therapy intended to prevent painful 

shocks near the end of life. On the other hand, LVAD withdrawal 
provides additional ethical complexity, as circulatory support 
cessation may result in rapid death. Despite this, professional 
societies consider withdrawal of LVAD support ethically 
permissible when it aligns with patient preferences and 
goals of care [42]. This highlights the importance of careful 
interdisciplinary collaboration among providers, patients, and 
caregivers to ensure decisions made are patient-centered and 
align with their underlying goals of care.

This is especially necessary as bereaved caregivers have 
reported feeling uncomfortable with hospice professionals 
who did not fully understand the LVAD [43]. While MCS 
remains active, end-of-life care should focus on aggressive 
symptom management, clear emergency planning, and early 
discussion of code status to ensure treatment intensity aligns 
with the patient’s goals. Figure 3 summarizes the role of MCS 
in ESHF, showing how temporary support and durable LVAD 
therapy must be weighed against patient-selection factors, 
device-related burdens, and the need for structured hospice, 
emergency, and deactivation planning to ensure goal-
concordant end-of-life care.

Patients and families should also receive anticipatory 
guidance regarding likely complications, including bleeding, 
stroke, infection, device malfunction, and progressive right 
heart or multiorgan failure. When ongoing support no longer 
meets the patient’s goals or becomes excessively burdensome, 

Figure 3. Mechanical circulatory support, hospice, and end‑of‑life planning in end‑stage heart failure.
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MCS deactivation may be considered through a process that 
includes informed consent, family preparation, and close 
coordination among heart failure clinicians, palliative care 
specialists, hospice teams, and bedside nursing staff [33]. 
Comfort-focused medications should be prepared before 
withdrawal and adjusted afterward to relieve dyspnea, pain, 
anxiety, and distress. Framing these steps within a structured 
end-of-life plan emphasizes that MCS management in this 
setting should remain patient-centered, goal-concordant, and 
grounded in palliation.

Hospice Care for ESHF Patients

Hospice care remains an underutilized resource for patients 
with ESHF, as it may provide comfort-focused care and 
symptom management. Landmark studies, such as the 
PAL-HF trial, have shown that patients admitted with heart 
failure who received care from palliative consultants and a 
hospice-centered approach reported improved symptom 
control, better emotional and social functioning, and reduced 
depression, as compared to aggressive treatment [14,44]. 
Patients with end-stage disease who have undergone 
education and grief guidance have repeatedly demonstrated 
a desire to be outside of the hospital setting towards the 
end of their life [45]. As misconceptions about hospice are 
removed, awareness of services such as in-home visits, access 
to requisite medications and equipment, emergency hotlines, 
inpatient hospice care when needed, and support for family 
members through bereavement can further motivate the 
pursuit of these programs. In congruence, CDC data from 2003 
to 2017 showed that the proportion of deaths related to heart 
failure occurring in hospice facilities rose from 0.2% to 8.2%, 
and deaths at home rose from 20.6% to 30.7% [43]. Despite 
growing education and a wide range of benefits, hospice 
remains underutilized in cardiovascular disease.

Several barriers limit consistent hospice enrollment. Provider-
related barriers include reluctance to offer hospice, difficulty 
identifying appropriate patients, discomfort discussing 
hospice, and concern that offering hospice could be 
misconstrued as “giving up”. Patient and family barriers include 
a lack of awareness of hospice services, the misconception that 
hospice is only for cancer patients, and the belief that hospice 
equates to abandoning hope [44]. Rectifications and action 
plans can include enhanced patient education that clearly 
distinguishes between palliative and hospice care, emphasizes 
comfort as a primary goal, highlights proven improvements 
in mental and social well-being, and reinforces that the aim is 
to prevent harm through aggressive management [46,47]. A 
common misconception is that palliative and hospice care are 
interchangeable. In reality, palliative care is need-based rather 
than prognosis-based and can be delivered alongside disease-
directed therapy. Hospice care, by contrast, is a specific model 
of palliative care designed for patients nearing the end of life. 
Palliative care should be seamlessly integrated throughout 

the heart failure trajectory, with referral to hospice when its 
philosophy aligns with the patient's and family's goals [47]. 
In fact, patients should be informed that these approaches 
have been studied outside the cardiac domain, where early 
palliative care in end-stage disease has been associated with 
improved patient outcomes [49].

Given the demonstrated benefits, providers should carefully 
consider the timing of palliative care involvement in patients 
with heart failure. Eligibility criteria may vary and often include 
both disease-specific and treatment-related indicators. 
Disease-related factors can include advanced states such as 
cardiac cachexia or multiorgan failure, while treatment-related 
indicators may involve intolerance to guideline-directed 
medical therapy or a clinician-estimated life expectancy of 
≤6 months, which is consistent with formal hospice eligibility 
criteria. In addition, needs-based criteria may be particularly 
useful in guiding appropriate referrals. These include severe 
physical symptoms (≥7/10 on a numeric rating scale), 
significant emotional burden, spiritual or existential distress, 
and functional decline marked by dependence in three or 
more basic activities of daily living [50]. Referral is especially 
appropriate for patients with an anticipated survival of less 
than six months, in accordance with the 2022 ACC/AHA/HFSA 
guidelines.

Psychosocial Support for Loved Ones

A significant factor in patient outcomes across all areas 
of medicine is the dynamic between patients and their 
family members. For example, spouses who hold negative 
perceptions of the illness or demonstrate poor problem-solving 
skills may contribute to worsening depression in patients 
[51]. Evidence suggests that mental health therapy can help 
alleviate some of this burden [52]. Among chronic conditions, 
heart failure is associated with a particularly poor quality of 
life, as reported by patients. This is due to a combination of 
factors, including the disease itself, the complexity of medical 
regimens, the need for close follow-up and serial testing, 
frequent hospitalizations, and the influence of family support 
and stress [51–53]. When families are engaged in care and 
have a clear understanding of the diagnosis, their ability to 
support patients at home can significantly improve outcomes 
[54]. However, the impact of the disease on family members 
themselves is seldom addressed.

Caregivers assume a substantial burden as primary 
support systems for patients with chronic illnesses. Their 
responsibilities are extensive and include managing diet 
and medications at home, navigating hospitalizations, and 
learning about the diagnosis and associated treatment 
plans [51]. A study performed by Schulz and Beach in 1999 
found that caregivers experiencing high levels of strain had 
an increased risk of mortality compared to non-strained 
caregivers or non-caregiving family members, largely due to 
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exhaustion and depression [55]. Additional polling of family 
members indicates that caregivers often report a reduced 
quality of life, due to the level of involvement required 
to provide adequate care. Notably, quality of life appears 
to decline further during periods surrounding hospital 
admissions, reinforcing the association between increased 
caregiving demands and negative outcomes [55]. Interviews 
with caregivers suggest a need for improved communication 
with patients, opportunities to maintain social engagement 
to reduce isolation, and better education regarding treatment 
regimens and expected disease trajectories [57–61]. In this 
context, caregiving often necessitates significant lifestyle 
adjustments, such as adopting dietary changes alongside 
the patient, managing medication schedules, coordinating 
medical appointments, and balancing these responsibilities 
with their own personal and health needs [60].

Resources available to family members can vary based on 
their level of involvement, awareness of available resources, 
and willingness to seek support. Limited studies have 
examined the impact of providing caregivers with resources, 
including psychological education, skill teachback, counseling, 
decision-making assistance, care coordination, and patient-
inclusive education [62–64]. In general, these interventions 
have received positive feedback.

Several validated tools have also been developed to assess 
caregiver burden and psychological distress, including the 
Zarit Burden Interview (ZBI) and the Caregiver Strain Index 
(CSI), which may help identify caregivers at increased risk for 
burnout, depression, or declining health [65]. The ZBI contains 
twenty-two questions across several domains, evaluating 
emotional stress, physical exhaustion, social isolation, financial 
strain, feelings of guilt, and impact on the caregiver’s personal 
health, among others. Compared to the ZBI, the CSI is shorter 
and quicker to administer and focuses more on practical and 
functional caregiving strain. Routine incorporation of caregiver 
screening into HF and palliative care visits may facilitate earlier 
referral to supportive services such as social work, counseling, 
respite care, caregiver support groups, home health assistance, 
and palliative care programs. Despite growing recognition 
of caregiver burden, standardized implementation of these 
support pathways remains inconsistent across healthcare 
systems. However, further investigation is needed to assess 
their effectiveness across different populations and to 
establish standardized guidelines or screening processes 
that promote a more integrated, patient-and family-centered 
treatment approach.

Conclusion

ESHF is marked by an escalating symptom burden, frequent 
health care utilization, and complex decision-making that 
extends beyond the scope of disease-directed therapies 

alone. As this review highlights, palliative care plays a central 
role in addressing the physical, emotional, and psychosocial 
needs of patients with ESHF while supporting informed, goal-
concordant decisions across ambulatory, inpatient, and end-
of-life settings. Evidence consistently demonstrates that early 
and integrated palliative care improves symptom control, 
quality of life, advance care planning, and patient–family 
communication without precluding the use of advanced 
therapies such as inotropes or mechanical circulatory 
support. Hospice care, when aligned with patient goals, offers 
additional benefits through comfort-focused management, 
caregiver support, and care delivery in preferred settings, yet 
remains underutilized due to prognostic uncertainty, systemic 
barriers, and misconceptions surrounding end-of-life care in 
heart failure. Optimizing care for patients with ESHF requires 
reframing palliative and hospice services as complementary 
components of comprehensive heart failure management. 
Through earlier integration, multidisciplinary collaboration, 
and individualized care planning, palliative-focused 
approaches can meaningfully enhance the quality and dignity 
of care for patients living with and dying from ESHF.

Future Directions

Future efforts should focus on integrating palliative care 
earlier in the course of end-stage heart failure rather than 
reserving it for the final stages of disease or repeated 
hospitalizations. More standardized referral triggers, improved 
prognostic tools, and closer collaboration among cardiology, 
primary care, palliative care, hospice, and rehabilitation teams 
may help ensure that care remains goal-concordant and 
patient-centered. Additional work is also needed to address 
the unique challenges faced by patients with MCS devices 
and to reduce the barriers that continue to limit hospice 
enrollment in this population. Finally, expanding psychosocial 
and caregiver support services will be essential to improving 
quality of life not only for patients with end-stage heart failure, 
but also for the families who care for them.
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