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Abstract: Background: Congestive heart failure is an increasingly prevalent terminal illness in a 
globally aging population. Prognosis for this disease remains poor despite optimal therapy. Evi-
dence suggests that a palliative care approach may be beneficial – and is currently recommended – 
in advanced congestive heart failure but these services remain underutilized. 
Objectives: To identify the main challenges to the access and delivery of palliative care in patients 
with advanced congestive heart failure, and to summarize recommendations for clinical practice 
based on the available literature. 
Methods: MEDLINE and EMBASE were searched for articles published from 1995-2017 
pertaining to end of life care in individuals suffering from CHF. Only four randomized controlled 
trials were found. 
Results: We identified ten key challenges to access and delivery of palliative care services in this 
patient population: (1) Prognostic uncertainty, (2) Provider education/training, (3) Ambiguity sur-
rounding coordination of care, (4) Timing of palliative care referral, (5) Inadequate community 
supports, (6) Difficulty communicating uncertainty, (7) Fear of taking away hope, (8) Insufficient 
advance care planning, (9) Inadequate understanding of illness, and (10) Discrepant patient/family 
care goals. Provider and patient education, early discussion about prognosis, and a multidisciplinary 
team-based approach are recommended as we move towards a model where symptom palliation ex-
ists concurrently with active disease-modifying therapies. 
Conclusion: Despite evidence that palliative care may improve symptom control and quality of life 
in patients with advanced congestive heart failure, a multitude of current challenges hinder access 
to these services. Education, early discussion of prognosis and advance care planning, and 
multidisciplinary team-based care may be a helpful initial approach as further targeted work ad-
dresses these challenges. 
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1. INTRODUCTION 

 In our globally aging population, an increasing number of 
people are diagnosed with (and die from) Congestive Heart 
Failure (CHF) each year. 5.7 million Americans over the age 
of 20 suffer from CHF, and between 2012 and 2030 this 
number is projected to increase by 46% [1]. Approximately 
50% of patients with CHF will die within 5 years of diagno-
sis [2, 3], and median survival after the first CHF-related 
hospitalization is only 2.4 years [4]. 
 CHF is often not acknowledged as a terminal illness until 
disease is very advanced [5]. Despite optimal medical  
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management of CHF, the reality of a generally poor progno-
sis is seldom communicated to patients and their families [6]. 
 Symptom management during end-of-life in advanced 
CHF tends to focus on dyspnea, pain, peripheral edema and 
fatigue – the cumulative burden of which is equivalent – and 
in some cases worse – than in patients with cancer [7, 8]. 
Furthermore, these patients experience inescapable feelings 
of disability, of being a burden to their friends and family, 
and have limited community supports [9]. 
 The National Cancer Institute describes palliative care as 
striving “to improve the quality of life of patients who have a 
serious or life-threatening disease…with the goal to prevent 
or treat, as early as possible, the symptoms and side effects 
of the disease and its treatment, in addition to the related 
psychological, social, and spiritual problems” [10]. Palliative 
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care is well-recognized in the setting of malignancy but to 
date has had considerably less presence in non-malignant 
chronic diseases such as CHF despite research suggesting 
numerous potential benefits [11]. 
 Despite a growing body of work in recent years describ-
ing the various difficulties and challenges in providing pal-
liative care to this unique subpopulation, a dedicated attempt 
to encapsulate all of these challenges does not exist. Our 
work seeks to fill this void by way of a narrative review of 
the heart failure literature with the expressed intent of pro-
viding clarity to this topic. It is our hope that this will pro-
vide an educational framework for healthcare practitioners 
and the lay public about the benefits (and limits) of palliative 
care in CHF. 

2. METHODS 

 We performed a narrative review to broadly survey the 
general state of evidence regarding end-of-life care for pa-
tients with CHF, with the intent of describing current chal-
lenges in delivering effective palliative care to these patients. 
The phrases “palliative care” and “end-of-life care” were 
used interchangeably in our review for reasons of simplifica-
tion and article inclusivity. Similarly, both Heart Failure with 
reduced Ejection Fraction (HFrEF) and preserved ejection 
fraction (HFpEF) were collectively referred to as “CHF”. To 
set boundaries on our search, we excluded articles pertaining 
to advanced heart failure therapies including home or hos-
pice inotrope/subcutaneous furosemide infusion programs, 
mechanical circulatory support, implanted cardiac electrical 
devices for primary prevention of Sudden Cardiac Death 
(SCD), and cardiac transplantation. Given that there is no 
clear definition of “end-of-life” [12], we defined “end-of-life 
care” as medical care or psychosocial support received dur-
ing the time frame in which patients’ disease was felt to be 
advanced, progressive, and incurable. 

 We employed a MEDLINE search strategy using the 
medical subject heading (MeSH) search terms ("Palliative 
care" OR "Palliative Medicine” OR “terminal care”) AND 
"heart failure" and limited our search to articles published 
from 1995 onwards in humans for which a full text was 
available. This yielded 700 scholarly articles of various 
types. A similar EMBASE search with the search terms 
(“Palliative therapy” OR “Terminal care”) AND “heart fail-
ure” yielded 777 articles. Through an article selection proc-
ess shown in Fig. (1), 67 articles were included in our final 
review. Only four of these articles were randomized con-
trolled trials. 
 Recurring themes in the selected articles were identified 
and summarized in relation to our research question: What 
are current challenges in delivering palliative/end-of-life care 
to patients with advanced CHF? Within the limitations of our 
project’s scope, we corroborated recommendations to ad-
dress these challenges based on a) the available body of evi-
dence and b) consensus opinions of the authors within our 
literature review. Due to the paucity of high-quality studies 
concerning this clinically important topic, we deemed that 
rigorous critical appraisal and stratification methods to 
communicate the strength of our findings and recommenda-
tions were not applicable to this work. 

3. CASE VIGNETTE 

 Mrs. Y was an 87-year old female who presented to acute 
care with decompensated biventricular CHF secondary to 
medication non-compliance and dietary indiscretion in the 
context of longstanding hypertension and ischemic heart 
disease. An echocardiogram demonstrated a left ventricular 
systolic ejection fraction of 15%. Her past medical history 
was remarkable for dyslipidemia, type 2 diabetes mellitus 
and a remote non-ST-segment elevation myocardial infarc-
tion. Her medications included aspirin, carvedilol, ramipril, 

 
Fig. (1). Narrative literature review search strategy. 
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nitroglycerin patch, spironolactone, atorvastatin, furosemide, 
metformin and insulin. For unclear reasons, Mrs. Y was un-
able to identify who her cardiologist was, nor who was fol-
lowing her from a cardiac perspective. She was promptly 
admitted to the cardiology ward for medical stabilization 
with IV diuretics and supportive care. 
 On admission, Mrs. Y clearly expressed a desire to avoid 
invasive or heroic measures should her condition deteriorate; 
she was therefore given a “do not resuscitate” goals of care 
designation. Five days later, Mrs. Y became acutely hy-
potensive (systolic blood pressure in the 60’s), hypothermic 
(temperature 35.3 degrees), delirious, and developed an olig-
uric acute kidney injury. She was started on systemic antibi-
otics for suspected sepsis but further workup revealed that 
she was in cardiogenic shock. The patient’s goals of care 
were revisited at the bedside with her husband present, who 
begged her in tears to hold on to life because he “wanted her 
to live”. Mrs. Y reluctantly agreed, and at her request, her 
designation was changed to “full code”. She was transferred 
to the Cardiac Intensive Care Unit (CICU) for intubation and 
advanced vasopressor/inotropic support. Even with these 
therapies, unfortunately, her clinical condition continued to 
decline. Repeated emotional discussions between Mrs. Y’s 
husband and the CICU physicians were held to review the 
patient’s options for further care, and ultimately a mutual 
decision was reached to pursue palliation and transition to 
comfort care. Mrs. Y eventually passed away the next day. 

4. THE EMERGING ROLE OF PALLIATIVE CARE 
IN ADVANCED HEART FAILURE 

 At this time, the evidence base for palliative care in ad-
vanced CHF is sparse; the limited guidelines/consensus 
statements available are largely guided by expert opinion or 
extrapolated from studies in patients with cancer. Nonethe-
less, the need for symptom palliation in advanced CHF is 
gaining recognition, and current American Heart Association 
(AHA) heart failure guidelines (2013) recommend early in-
volvement of palliative care teams for symptom management 
and improving quality of life [13]. The AHA also recently 
released a policy statement on palliative care in cardiovascu-
lar disease and stroke which advocated for early involvement 
of a palliative care approach to improve quality of life in 
symptomatic heart failure [14]. 
 There are currently four randomized trials describing the 
role of palliative care in heart failure. Brännström and 
Boman (2014) compared usual care to a model of palliative 
home care (referred to as the “PREFER” model) in a sample 
of 62 patients with New York Heart Association (NHYA) 
class III/IV symptoms with follow-up at one, three and six 
months. Patients in the PREFER model experienced im-
proved health-related quality of life, nausea, total symptom 
burden and self-efficacy. Most strikingly, they also experi-
enced improved NYHA class symptoms and had fewer re-
hospitalizations relative to the control group [15]. In the in-
patient setting, Sidebottom et al. (2015) randomized a sam-
ple of 232 patients hospitalized with decompensated CHF to 
receiving a palliative care referral vs. usual inpatient care 
(which may or may not have included a palliative care refer-
ral). Those in the former group had a modest short-term im-
provement in total symptom burden, quality of life, and de-

pressive symptoms at one and three-month follow-up com-
pared to usual care [16]. Wong et al. (2016) published a 
phase-three randomized clinical trial of 84 patients with 
NYHA class III/IV symptoms admitted to hospital with de-
compensated CHF. In addition to an improvement in CHF 
symptoms, those who were referred to a multidisciplinary 
palliative care service at discharge had a 55% reduction in 
re-admission rate at 12 weeks compared to those who were 
discharged to usual care [17]. Most recently, Rogers et al. 
(2017) conducted a single-centre randomized clinical trial 
(PAL-HF) of 150 patients hospitalized with advanced HF. 
The authors demonstrated that, compared to usual care, pa-
tients who received a palliative care intervention during their 
hospitalization followed by ongoing management in the out-
patient environment reported improvements in quality-of-life 
at six months after discharge based on validated question-
naires [18]. 
 The developing evidence base suggests that Mrs. Y, the 
elderly woman from our case vignette, may have derived 
benefit from a palliative care approach in the final months of 
her life. Unfortunately, this conversation was not broached 
until she was in extremis in the CICU. In addition to tradi-
tional evidence-based medical therapies for heart failure, 
medications central to palliative care such as antidepressants 
and opioids can provide symptom relief [19]. Even digoxin, 
an old medication that has largely fallen out of favour in the 
realm of heart failure management, may be useful in manag-
ing heart failure symptoms and preventing hospital readmis-
sions, especially in the setting of hypotension when using a 
palliative care approach [20]. 

5. CHALLENGES FOR PALLIATIVE CARE IN THE 
SETTING OF END-STAGE HEART FAILURE 

 Our review identified ten distinct challenges to delivering 
effective palliative/end-of-life care in the setting of advanced 
CHF. These are framed in relation to key stakeholders (care 
providers, patients, and families) as shown in Fig. (2). 

 

 
Fig. (2). Challenges in end-of-life care for patients with advanced 
congestive heart failure. 
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5.1. Prognostic Uncertainty 

 Compared to the well-established mortality curve for 
cancer, mortality is far more variable in chronic non-
malignant conditions like CHF [21], a distinction illustrated 
in Fig. (3). This is a consequence of the exacerbating-
remitting course of the disease. In one study, only 15.7% of 
surveyed physicians reported that they could confidently 
predict patients’ clinical trajectories within a 6-month time 
frame [22], thus making it exceedingly challenging for clini-
cians to recognize the transition to end-of-life; this phe-
nomenon that has been referred to in the literature as “prog-
nostic paralysis” [23]. 
 

 
Fig. (3). Typical illness trajectories for people with progressive 
chronic illness. Reprinted with permission from Jaarsma et al., Eur 
J Heart Failure 2009. Adapted from Murray et al., BMJ 2005. 
 
 Further properties of advanced CHF make prognostica-
tion evermore challenging. SCD from dangerous ventricular 
arrhythmias or myocardial infarction can occur at any time. 

Implantable left/bi-ventricular assist devices and Internal 
Cardioverter-defibrillators (ICDs) have the potential to sub-
stantially alter disease course. The same can be said for car-
diac transplantation. These nuances specific to CHF are il-
lustrated in Fig. (4) [24]. 
 In the setting of advanced CHF, the use of ICDs for pri-
mary prevention of SCD raises important ethical considera-
tions. ICD shocks can cause patients significant discomfort, 
calling into question the benefits of life prolonging measures 
vs. preserving quality of life [25]. The decision of whether 
existing ICDs should be deactivated or left on (thereby pro-
longing the dying process) at the end-of-life presents a 
unique ethical dilemma beyond the scope of this article, but 
is a consideration that should be addressed prior to device 
implantation. This subject is thoughtfully reviewed in detail 
by Kramer et al. (2012) [26]. 
 NYHA class [27], number of hospitalizations [4] and 
functional capacity (as determined by VO2 max testing) [28] 
have been used as clinical indicators to evaluate prognosis in 
CHF. Biochemical markers such as N-Terminal prohormone 
of brain natriuretic peptide (NT-BNP) have also been shown 
to correlate with disease severity [29]. However, prognosti-
cation of CHF with these methods has been met with limited 
success [11]. 
 Two validated clinical scoring systems that have been 
used to prognosticate heart failure are the Seattle Heart Fail-
ure Model (SHFM) [30] and the Heart Failure Survival 
Score (HFSS) [31]. The SHFM is a web-based tool that has 
been shown to help predict the relative risk of SCD (from 
arrhythmia) vs. pump failure death among ambulatory CHF 
patients [32]. It is the most extensively validated prognostic 
model for end-stage CHF, and thus is considered the current 
“gold-standard” for prognostication [33]. That being said, 
the model is cumbersome in that it requires the input of four-
teen continuous and ten categorical variables into a complex 
formula [34]. The HFSS was originally developed as a risk-

 
Fig. (4). Schematic depiction of comprehensive heart failure care. Phase 1: development of initial CHF symptoms. Phase 2: Variable plateau 
duration achieved with initial medical management, or return to medical baseline following advanced mechanical circulatory support (e.g. 
left/biventricular assist device) or cardiac transplantation. Phase 3: Declining functional status characterized by recurrent CHF exacerbations 
and/or hospital readmissions. Phase 4: CHF symptoms become refractory to medical management; poor functional status. Phase 5: Predomi-
nantly comfort-focused end-of-life care. Reprinted with permission from Goodlin, JACC 2009. 
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stratification model for patients with severe CHF (NYHA 
class III/IV symptoms) to aid in selecting candidates for car-
diac transplant. Its main criticism is that its parameters were 
validated before the use of modern disease-modifying  
therapies (e.g. widespread beta-blockade, ACE-inhibitor/ 
angiotensin II (AT1) receptor blocker use, aldosterone an-
tagonists, etc.) so its predictive value may not be as applica-
ble to modern clinical practice [35]. 
 Importantly, none of our current methods for prognosti-
cation of CHF are yet satisfactory. Much of this appears to 
be due to the natural unpredictable course of the disease. 
While the clinical scoring systems show promise, they are 
not without their shortcomings. Neither of these models ac-
count for co-morbidity, which further reduces their clinical 
utility [36]. 

5.2. Provider Education and Training 

 Healthcare providers often do not recognize that CHF is 
an incurable, progressive, and terminal disease until it is too 
late [37]. This recognition is made more difficult from the 
standpoint of cardiologists because modern treatments and 
therapies have dramatically altered the clinical course of 
end-stage CHF over the last twenty years [38]. 
 As described by Kavalieteratos et al. (2014), there is a 
striking discrepancy among providers between perceived and 
actual knowledge of what palliative care is and where it fits 
in the spectrum of managing advanced CHF [5]. When sur-
veyed, most nonpalliative care physicians reported that they 
could define palliative care but incorrectly identified pallia-
tive care as mandating the cessation of life-prolonging thera-
pies [5]. Physicians recognized the importance of initiating 
conversations about Advanced Care Planning (ACP) and 
involvement of a palliative care physician but frequently 
acknowledged not knowing what services were provided or 
how to access them [5]. It is conceivable that these provider 
attitudes are a factor in the low referrals to hospice in the last 
six months of life [39], despite recent data associating hos-
pice enrollment to decreased hospital re-admission rates, use 
of acute medical care resources and improved symptom con-
trol [40]. 

5.3. Shared Responsibility for Patients with Advanced 
CHF 

 Delivery of palliative care as it relates to end-stage heart 
failure still suffers from disconnectedness – and with it, poor 
quality and continuity of care [41]. In fact, the term “heart 
failure care teams” is a misnomer as the phrase falsely im-
plies coherence and stability [42]. Systematic barriers to pal-
liative care discussion and limited ACP discussion make 
patients with heart failure more likely to die in acute care 
settings than patients with cancer [43]. Our discussion of 
Mrs. Y’s case echoes this sentiment. Compared to the rela-
tively smooth and unified relationship that exists between 
palliative care physicians and oncologists, there is a devel-
opmental gap in the relationship between palliative care phy-
sicians and cardiologists with clear room for improvement 
[23]. 
 Part of the disconnect likely arises from the difficulty in 
assigning responsibility for patient care to a single provider. 

Because standard medical therapies for CHF play a role in 
controlling symptoms, they should not be stopped unless 
they are causing adverse side effects (hypotension, presyn-
cope, acute kidney injury, etc.). Palliative care physicians 
may feel uncomfortable modifying cardiovascular medica-
tions, especially when daily volume assessment and fine 
tuning of patients’ diuretic regimens is required to maintain 
euvolemia [44]. Similarly, cardiologists may be uncomfort-
able adjusting doses of the medications (e.g. opioids, neuro-
leptics) that are routinely used in palliative care. This brings 
to attention the need for a shared approach with division of 
responsibility when caring for patients with advanced/end-
stage CHF. 
 Particularly alarming in Mrs. Y’s case was the fact that it 
was unclear to both the acute care physicians and patient just 
who the primary clinician responsible for her care was. In the 
context of her advanced age, it remains plausible that Mrs. Y 
had underlying cognitive impairment, although she had no 
such prior diagnosis and cognition was never formally 
evaluated prior to her death. Even in the context of a shared 
model of care, one of the fundamental questions is who is 
best suited to co-ordinate care for patients with heart failure 
at the end of life, whether it is a specialist, CHF nurse as part 
of a multidisciplinary CHF care team – or the patient’s gen-
eral practitioner. There remains considerable debate about 
this topic [45, 46]. 

5.4. When is it Time to Refer to a Palliative Care Physi-
cian? 

 There is a pervasive misconception in clinical medicine 
that palliative care becomes appropriate only when attempts 
at cure of a terminal illness or disease state have been unsuc-
cessful. Even in the realm of CHF, palliative care is associ-
ated almost exclusively with pre-death care [47]. When in-
terviewed, cardiologists often stated that they saw palliative 
care involvement as the point at which they could do no 
more [5], while some providers even suggested that pallia-
tive care be withheld until the patient is clearly dying [42]. In 
retrospect, it is plausible that this mindset was a factor in 
Mrs. Y’s clinical outcome. 
 In the heart failure literature, several attempts at stan-
dardizing the palliative care referral process have been made 
to reduce the ambiguity concerning this matter. O’Leary et 
al. (2009) identified a “palliative transition point” at which 
the focus of care in the patient with CHF should shift to-
wards addressing symptom control and comfort rather than 
disease-modifying or curative efforts [48]. Similarly, 
Jaarsma et al. (2009) put forward a list of “triggers” for initi-
ating a palliative discussion with patients and their families 
[36]. Both models are shown in Table 1. 
 Considering the daunting task of assessing a patient’s 
“suitability” for palliative care referral, some experts argue 
that this complex decision-making process should be 
avoided altogether, further suggesting a palliative-focused 
discussion right from the initial heart failure diagnosis [6, 11, 
34]. Hupcey et al. (2009) further develop this idea, advocat-
ing for a gradual shift in the clinical presence of palliative 
care as the CHF trajectory progresses and symptoms become 
more and more refractory to traditional medical manage-
ment. Importantly, the authors stress that some level of active 
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medical treatment continues throughout the entire trajectory 
of care due to the cross-over effect that disease-modifying 
therapies have in controlling symptoms [49]. 

5.5. Shared Challenges in Delivering Effective Pallia-
tive/End-of-life Care in Advanced CHF 

 We found the literature rife with examples of challenges 
involving all stakeholders in this discussion. Most frequently 
cited were inadequate community supports, deficits in com-
munication (with respect to communicating prognostic un-
certainty vs. the fear of taking away hope) and failure to dis-
cuss ACP. 
 It is not surprising that, given the relatively underdevel-
oped role of end-of-life/palliative care in non-malignant 
chronic diseases as opposed to cancer, the end-of-life needs 
for patients with advanced CHF are woefully under-
recognized and under-addressed in the community. In one 
study out of Ontario, Canada, patients with advanced CHF 
were less likely to be identified as end-stage requiring pallia-
tive care despite greater levels of functional impairment and 
caregiver burnout [8]. Further to this sentiment is the obser-
vation that patients with CHF are often ineligible for certain 
community services (e.g. subsidized equipment, support 
groups, and transportation programs) which are normally 
afforded to those receiving palliative care support for cancer 
[50]. From a community standpoint, this leaves a significant 
population subgroup underserved. 
 The AHA recommends revisiting prognosis on an annual 
basis at a yearly “heart failure review” [14], although in 
practice this is seldom done. One study reported as few as 
12% of physicians, nurse practitioners, and physician’s assis-
tants discussed prognosis annually with their heart failure 
patients, with 4% never discussing prognosis at all [46]. 
Consequently, palliative care referrals for patients with ad-
vanced CHF remain the exception rather than the norm [48]. 
Reasons for this are multifactorial but likely stem from mis-
conceptions about the role of palliative care in chronic non-
malignant terminal disease. 
 The intricacies surrounding communication regarding 
prognosis, preferences and ACP in heart failure are complex, 
but at this stage still possess many gaps. As previously de-
scribed, a significant component underlying providers’ reluc-
tance to have “the conversation” is prognostic uncertainty 
[37, 38]. Further to this, for clinicians who are traditionally 

focused on curative and disease-modifying interventions to 
improve quantity of life, there exists to some degree the no-
tion that “palliative care” implies treatment failure – and 
extending this line of thinking – failure of the clinician [6, 
45]. Especially in the realm of heart failure management 
with its rapid advances in medical care, there seems to al-
ways be “one more thing to try”, which makes shifting the 
focus of care from life extension to symptom relief difficult 
to accept [38, 51]. As was previously discussed, providers 
generally have limited knowledge with regards to what pal-
liative care is, how to access it, and how it can complement 
traditional heart failure management – leaving a strong role 
for provider education in the end-of-life care of these pa-
tients [5]. 
 For patients and their families, initiating a palliative care 
discussion has been likened to the “beginning of the end” 
and is thought by some to take away patients’ hope [52, 53]. 
In our earlier case vignette, Mrs. Y’s husband begged her to 
not “give up” because he wanted her to live. Interestingly, 
however, at least one study has found that engaging patients 
in end-of-life discussions led to less aggressive intervention 
(a decision made by the patient), improved quality of life, 
and improved post-mortem adjustment for families [54]. It is 
plausible that if the graveness and severity of Mrs. Y’s ill-
ness had been recognized and communicated with the family 
earlier in her admission, Mr. and Mrs. Y may have been 
more prepared for comfort-focused care and less aggressive 
intervention including admission to the CICU. 
 In light of the overall poor prognosis of advanced CHF, it 
is of particular concern that advance directives/ACP are sel-
dom discussed. Less than half of patients with advanced 
CHF have documented advanced directives/goals of care, 
whether in the community [55] or in hospital [56]. Like in 
our case, conversations about these issues frequently occur 
in emergent circumstances [57] and barriers including time 
[58], not knowing what to discuss, and general discomfort 
with initiating this discussion [59] are often cited as reasons 
for putting off this conversation. 

5.6. Where do Patients and their Families Fit in? 

 A final barrier to delivering and receiving effective pal-
liative care services revolves around the sharing of knowl-
edge. Too often, patients and their families are not on the 
same page as their physicians – and moreover – not on the 

Table 1.  Models for timing of palliative care consultation. 

Triggers-based Modela Using a Palliative “Transition Point”b 

Deterioration despite maximum optimal multidisciplinary support 

Increasing fatigue and/or functional dependence 

Low left ventricular ejection fraction 

Recurrent hospitalizations 

Emotional distress 

Caregiver fatigue 

At the patient’s request 

Recurrent decompensations within 6 months despite optimal therapy 

Malignant arrhythmias (ventricular tachycardia/fibrillation) 

Need for frequent courses of continuous IV therapy 

Chronic poor quality of life 

Intractable NYHA class IV symptoms 

Cardiac cachexia 

aAdapted from O’Leary N, Murphy NF, O’Loughlin C, Tiernan E, McDonald K. Eur J Heart Failure 2009; 11: 406-12. 
bAdapted from Jaarsma T, Beattie JM, Ryder et al. Eur J Heart Failure 2009; 11: 433-43. 
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same page with each other. Many patients have little under-
standing of CHF as a terminal, progressive and irreversible 
condition and – not uncommonly – attribute their declining 
functional status to old age [60, 61]. As Caldwell et al. 
(2007) describe in detail, the sharing of knowledge regarding 
the clinical course of CHF is complex, for which the com-
munication of truths and uncertainties must be balanced with 
hope [53]. Research also indicates that between patients and 
family caregivers, there exists a certain level of disagreement 
about symptom severity and satisfaction with medical care, 
with caregivers tending towards the perception that their 
loved ones’ condition is more severe and that their medical 
care is more unsatisfactory [62]. Recent qualitative data 
shows that while most caregivers do not understand the se-
verity of patients’ CHF symptoms, or that they are dying – in 
caregivers who did, patients had a higher likelihood of re-
ceiving palliative care services [63]. With special attention to 
shared discussion around topics that are traditionally avoided 
it is conceivable that this barrier – as it pertains to patients 
and their families – to the provision of palliative care serv-
ices can be removed. 

6. RECOMMENDATIONS FOR PALLIATIVE CARE 
IN ADVANCED HEART FAILURE 

 Within the current literature, the authors make several 
recommendations to expedite and improve access to pallia-
tive care services for patients with CHF. Bearing in mind 
that the vast majority of these recommendations are based on 
the viewpoints of expert consensus statements rather than 
clinical trial data, we have summarized the recommendations 
as a practical check-list in Table 2: 

6.1. Education for Patients, Families and Healthcare Pro-
viders 

 In one study, caregivers were more receptive to talking 
about and engaging with palliative care teams once educa-
tion was offered [47]. There is an urgent need to abolish cur-
rent misunderstandings of what palliative care is and is not. 

Comprehensive palliative care services have the potential to 
help patients and caregivers at any stage of their illness, and 
thus are appropriate at any time. The case of palliative care 
in heart failure is no different in this regard and is an issue 
that is amenable to improvement through thoughtful discus-
sion and education. 

6.2. Early Advance Care Planning 

 Mr. and Mrs. Y’s limited insight into the nature, severity, 
and prognostic course of her illness may appear surprising, 
but unfortunately this is a collective experience that is shared 
by many individuals who suffer from heart failure [36]. 
Conversations around these topics are rarely initiated by cli-
nicians, and one can only surmise that this was no different 
for Mrs. Y [64, 65]. Rather than relying on triggers or wait-
ing for abrupt changes in clinical status, we recommend an 
up-front goals of care discussion, where possible, with the 
patient and their family at the time of heart failure diagnosis. 
It is important to be frank about prognostic uncertainty. 
Hauptman and Havranek (2005) propose an algorithm to 
integrate palliative care into systolic heart failure manage-
ment where this discussion occurs very early in the disease 
course [51]. Lemond (2011) specifically recommends having 
this discussion and addressing prognostic uncertainty prior 
to initiating the goals-of-care discussion [34]. Regardless of 
the strategy employed, early discussion around these issues 
will help to avoid miscommunication later in the patient’s 
disease course. 

6.3. Using a Patient-centred, Multidisciplinary Team-
based Approach 

 The literature suggests using a team-based approach for 
palliative care in patients with CHF. One collaborative team-
based model for palliative care in heart failure patients en-
abled 50% of patients to be able to die at home, with only 
8.3% of all patients requiring a formal consultation by a pal-
liative physician [66]. As for characterizing the involvement 
of palliative care in the final years of a terminal illness, vari-
ous models have been posited depicting the balance between 

Table 2. Practical palliative-care model in Congestive Heart Failure (CHF) checklist. 

At time of  
diagnosis 

 Educate patient and primary caregiver that CHF is a terminal disease. 

 Discuss advanced care planning with patient and primary caregiver. 

 Offer referral to a palliative physician. 

 Offer other allied health referrals for psychosocial support. 

Throughout con-
tinuum of CHF 

care 

 Evidence-based therapies (pharmacologic and non-pharmacologic) for CHF. 

 Referral to a specialized multidisciplinary heart failure clinic/team for outpatient CHF care. 

 Address stigma and misconceptions associated with terminal chronic disease and end-of-life through education. 

 Ongoing re-assessment of a) transitioning goals of care to focus on comfort and b) referral to a palliative care physician if 
this has not already been done. 

Transition to com-
fort and end-of-life 

care 

 Care is predominantly taken over by palliative care physician. 

 Continued use of evidence-based therapies for CHF. 

 Addition of other pharmacologic treatments as needed for symptom control: opioids, furosemide, digoxin, antidepres-
sants. 

 Ongoing multidisciplinary psychosocial support for patient and caregiver. 
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curative and palliative modalities at the end of life. In recent 
years, we have moved away from a strictly dichotomous 
model of “curative” vs. “palliative” care towards one of 
graded palliative care involvement, with a gradual shift in 
focus from curative to palliative efforts as a disease pro-
gresses [67]. This is the model currently employed in the 
setting of cancer. In CHF, expert consensus recommends a 
variation of this palliative care model where both disease-
modifying/curative and palliative modalities occur simulta-
neously, like the model described by Lanken et al. (2008) in 
the setting of incurable respiratory disease [67]. Given the 
unpredictable disease course of CHF, palliative care services 
should have a similarly variable trajectory that waxes and 
wanes with a patient’s functional status, with disease-
modifying therapies continuing throughout the spectrum of 
the patient’s illness – for reasons of both prognostic uncer-
tainty as well as symptom relief [49, 67]. 

CONCLUSION 

 Heart failure is a terminal illness that affects a significant 
proportion of the population in developed countries, and this 
number continues to increase. In this review article, we have 
broadly surveyed the literature with regards to end-of-life 
care in patients with advanced congestive heart failure; we 
have identified the most pressing issues at present for patient 
care and have proposed measures to facilitate improved de-
livery of and access to care in this underserved population. 
Indeed, our findings may not be considered novel and may 
significantly overlap with existing published literature. With 
that said, to the best of our knowledge this is the first large-
scale review of the main challenges associated with the ef-
fective delivery and co-ordination of palliative/end-of-life 
care in those dying from advanced CHF. In turn, this serves 
as a starting point for detailed analysis and development of 
interventions that affect positive change. 
 Our work is not without limitations. Due to the paucity of 
high-quality evidence available (in stark contrast to the large 
amount of expert opinion found in the literature), we opted 
to perform a narrative review. Although we have adopted 
some elements of the systematic method, we have intention-
ally not placed focus on critical appraisal and recognize that 
this subjects our work to bias. Using the phrases “end-of-life 
care” and “palliative care” as well as addressing HFrEF and 
HFpEF in the same context may be an oversimplification 
that does not easily lend itself to examining key differences, 
if they exist, between these conditions with respect to pallia-
tive/end-of-life care. Lastly, the recommendations made at 
the end of our article are predominantly based on expert 
opinion (some of which may have competing opinions) 
rather than data, and thus must be interpreted within this 
context. 
 Palliative care has a role in managing heart failure symp-
toms, addressing spiritual and emotional needs, as well as 
assisting with caregiver burnout. It is not just about care of 
the dying or care that is provided when curative efforts have 
been exhausted, and based on current recommendations and 
an ever-evolving evidence base, should be involved early in 
the course of heart failure. In our earlier case vignette, the 
confusion that led to an unnecessary CICU admission in 
Mrs. Y’s final days could have been avoided if more atten-

tion had been invested earlier to eliminate any ambiguity 
about the severity of her disease, and rather, to acknowledge 
the reality that Mrs. Y was approaching the end of life. This 
would have enabled Mrs. Y’s passing to be peaceful, more 
dignified, and much easier for all affected parties. 
 Addressing barriers to accessing palliative care services 
for patients with heart failure is a complex discussion. Edu-
cation is certainly part of this discussion; there is a definite 
need to inform families and address pre-existing notions 
about what palliative care is and is not. Deciding when to 
involve palliative care services is also a challenge as the dis-
ease course and prognosis of heart failure is highly variable. 
Nonetheless, there is resounding agreement that providers 
should make it clear to patients and families that heart failure 
is a terminal diagnosis. Dying comfortably can be one of the 
most fulfilling contributions one can make to enrich the lives 
of patients and their families. When discussing goals of care 
and ACP in CHF, we must abandon the false dichotomy of 
curative vs. palliative care as the two approaches necessarily 
exist simultaneously. 

FUTURE RESEARCH AND NEXT STEPS 

 Although clinical trial data in end-of-life care in CHF is 
just beginning to materialize, translating this work to clinical 
practice will take time. Further research should look at how 
to co-ordinate multidisciplinary care teams for patients with 
advanced heart failure. More broadly, future large-scale stud-
ies may involve multi-center trials and longer periods of fol-
low-up, with assessments for impact on mortality, quality of 
life, caregiver burden, and overall satisfaction with different 
models of integrated palliative care in inpatient and outpa-
tient settings. 
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