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HF Epidemiology: Why is there a 

pressing need for Palliative 
Specialist Care in HF? 



26 million adults worldwide are 

expected to live with HEART FAILURE 

and this number is expected to rise!
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HF Mortality Statistics 

Mortality rates in Heart Failure [HF] are high even for patients 

compliant with the best available treatments.  

When HF symptoms are stabilized by current treatments, it may seem 

that patients are doing well, but the neurohormonal imbalance 
underlying HF is still silently occurring, resulting in disease progression. 

50% of HF patients die 

within 5 years of 

diagnosis. 

Even as the national death rate decreased 

by 2% from 1994 to 2004, deaths due 
to HF increased by 28%. 



Are Chronic HF Patients Silently Progressing? 

• Beneficial 
Compensatory 
Effects of NP 
System are 
Diminished 

• Sustained 
Neurohormonal 
Imbalance leads 

to Ongoing Decline 

•RAAS + SNS 

are over-activated 
to support the 
heart 

• Worsening HF and 
Cardiac 
Remodeling 1 2 

3 4 



Important progress has been made over the last 25 years in the 

identification and use of prognosis-modifying therapies for patients with 

HF.  

Unfortunately, over time these therapies often fail to prevent disease 
progression. 

Although it is generally recognized that HF is a serious condition and 

equivalent to malignant disease in terms of symptom burden and 

mortality, only a comparatively small number of HF patients 
receive specialist palliative care [PC]. 





Stage 1 Chronic Disease Management Phase 
[NYHA I to III] 

The goals of care include active monitoring, effective therapy to 

prolong survival, symptom control, patient and carer 

education, and supported self-management.  

Patients are given a clear explanation of their condition including its 

name, etiology, treatment, and prognosis.  



Stage 2: Supportive and Palliative Care Phase: 
[NYHA III or IV] 

Admissions to hospital may herald this phase. 

The goal of care shifts to maintaining optimal symptom control 
and QOL. 

A holistic, multidisciplinary assessment of patient and carer 
needs takes place.  

Opportunities to discuss prognosis and the likely course of the illness in 

more detail are provided by professionals, including recommendation 

for completing an advance care plan. 



Stage 3: Terminal Care Phase 

Clinical indicators include, despite maximal treatment, renal 
impairment, hypotension, persistent edema, fatigue, and  

anorexia.  

HF treatment for symptom control is continued and resuscitation 
status clarified, documented, and communicated to all care providers.  

An integrated care pathway for the dying may be introduced to 

structure care planning. 

Increased practical and emotional support for carers is provided, 

continuing to bereavement support.  



Clinical Guidelines Regarding 
Palliative Care in HF  



Why is HF different from Cancer? 

The management of physical and psychosocial distress is more 
CHALLENGING for patients with HF.  

In oncology prognostication has a stronger evidence base. In contrast to 
this, prognostication in end-stage HF is difficult.  

In the traditional model of PC, there is a clear distinction between 
curative therapies, such as chemotherapy, and palliative therapies.  

In HF, the line between curative and palliative therapies is 
blurred. Many therapies considered "curative" by payers may also be 
essential to maximizing palliation and promoting quality of life, such as 
the use of inotropes.  



Clinical Guidelines Regarding Palliative Care 
in HF  

There are growing numbers of guidelines from major cardiology 

societies, including the American College of Cardiology 
Foundation (ACCF), American Heart Association (AHA), 

International Society for Heart and Lung Transplantation 
(ISHLT), the Heart Rhythm Society, Heart Failure Society of 
America (HFSA), and the European Society of Cardiology (ESC) 

encouraging the incorporation of PC into the care of patients with HF.  



The aim of PC in HF is to prevent and relieve suffering and to 
promote the best quality of life for patients and their families.  

• optimizing evidence-based therapy;  

• sensitively breaking bad news to the patient and family;  

• establishing an advanced care plan 

• education and counselling on relevant optimal self-

management;  

• organizing multidisciplinary services;  

• identifying end-stage HF; optimizing symptom 
management at the end of life;  

• re-exploring goals of care;  

• care after death including bereavement support. 



The aim of PC in HF is to prevent and relieve suffering and to promote the 

best quality of life for patients and their families. 

Optimizing 

evidence-
based therapy 

Sensitively 

breaking bad 
news 

Establishing an 

advanced care 
plan  

Education on 

relevant optimal 

self-management 

Organizing multi-
disciplinary 

services 

Identifying 
end-stage HF; 

optimizing 

symptom 

management at 

end of life 

Re-exploring 
goals of care 

Care after death 

including 

bereavement 
support.  



Indication for Referral to PC for Patients with 
HF 

NYHA class III/IV 
symptoms 

Frequent HF 
readmissions 

Recurrent ICD 
shocks 

Refractory Angina 

Anxiety or 
depression adversely 
affecting patient’s QOL 

or ability to best 
manage illness 



PC Integrative Model 

• PC is initiated when patients are diagnosed 
with any advanced chronic illness. As 
illness progresses, the ratio of PC to 
life-prolonging care gradually 
increases.  

• Ultimately, life-prolonging care is 
discontinued according to patient’s wishes or 
when the harm of treatment outweighs its 
benefit.  

• At this point, the transition to hospice care is 
made. After death, PC services continue and 
help family members with bereavement. 



Goals and Steps in providing PC in HF 

1 

Patient Features: >1 episode of decompensation/6 months 
despite optimal tolerated therapy +/- Need for frequent or 
continual IV support +/- Chronic poor quality of life with NYHA 
IV symptoms +/- 
Signs of cardiac cachexia +/-  Clinically judged to be close to 
the end of life.  

2 Confirm Diagnosis: Essential to ensure optimal treatment 

3 
Patient Education: Principles of self-care maintenance and 
management of HF.  



4 
Establish an advanced careplan: Designed with the patient 

and a family member. Reviewed regularly and includes the 

patients’ preferences for future treatment options.  

5 

Services should be organized: The patients’ care within the 

multidisciplinary team, to ensure optimal pharmacological 

treatment, self-care management, and to facilitate access to 

supportive services.  

6 
Symptom management: Requires frequent assessment of 

patients’ physical, psychological, social, and spiritual needs.  



7 

Identifying end stage HF: Confirmation of end-stage HF is 

advisable to ensure that all appropriate treatment options have 

been explored and a plan for the terminal stage of illness should 

be agreed upon.  

8 
Breaking Bad News: Explaining disease progression and a 

change in treatment emphasis is a sensitive issue and must be 

approached with care 

9 

Establishing new goals of care: End-of-life care should 

include avoidance of circumstances which may detract from a 

peaceful death. All current pharmacological treatment and 

device programs should be considered. Resuscitation orders 

should be clear.  



Guidelines for Communication with Patients 
About HF Prognosis and Plan of Care 

Assessment: Ask the patient what he or she understands about his or 

her condition. 

Prognosis: Be conscious that prognostic uncertainty is no excuse for a 

failure to communicate about the implications of advanced heart 

disease. 

Preparation: Prepare the patient emotionally for what to expect + 

Talk about likely scenarios. DO NOT commit to time estimates! 



Guidelines for Communication with Patients 
About HF Prognosis and Plan of Care 

Preferences: Discuss healthcare proxy, goals if patient is permanently 

brain injured, cardiopulmonary resuscitation, ventilators, and location of 

care + Discuss deactivation of ICD/cardiac resynchronization 

therapy/VAD, if applicable.  

Planning for the worst: Help to mobilize community and family 

supports (palliative care, home care, …).  



Research Evidence regarding 
Palliative Specialist Care in HF 



PAL-HF Study 

The PAL-HF Study Randomized 150 
Patients with Advanced HF to Usual 
Care or Usual Care + 
Multidimensional PC 
Intervention.  

Endpoints were QOL and the Functional 
Assessment of Chronic Illness Therapy.  

Patients who received the PC 
intervention had significantly better 
QOL measured by both instruments. 



Longitudinal PC, provided concomitantly with 
usual HF management, is associated with 

improved patient-centered outcomes.  



Priorities for future research and 
clinical implementation of 
Palliative Care in HF  



Palliative Care in HF: What is missing? 

To date, the rationale for PC in HF has largely been one of analogy 

from the benefits reported from studies of PC in Oncology.  

Should we as HF specialists assume that the framework of PC used in 

Oncology is optimal for patients living with chronic, non-malignant 

illnesses?  

Three critical questions remain unanswered in the literature representing 

the next priorities in explicating the role of palliative care in HF.  



1: First, how do we build capacity in 
addressing the unmet PC needs of 

patients with HF? 

True innovation regarding the ability to disseminate and sustain PC will 

disrupt the prevailing reliance on the increasingly scarce resource of PC 

specialists. 

All clinicians caring for patients with HF should possess a fundamental 
palliative proficiency to alleviate suffering.  



As a result, not only is PC normalized, it is also able to be provided 
seamlessly and longitudinally across the HF experience – 
not solely in the inpatient setting in response to acute decompensation 

crises.  
 

Multiple aspects of PC (symptom self-management, care coordination, 
decision support, patient activation) align with principles of disease 

management and HF self-care.  



2: Which PC models are most effective in 
optimizing outcomes for a particular patient 

with HF?  

Trials are needed to identify the comparative effectiveness of various 

PERMUTATIONS of PC delivery in HF, specifically across two 

characteristics: provider specialization (primary care vs. cardiology 

vs. PC) and delivery method (in person vs. telephonic vs. video-

based).  

To ensure maximal relevance, these studies must simultaneously assess 

patient (QoL, symptom burden), caregiver (burden, mood), and 

health system outcomes (utilization, costs).  



3: Which treatments are most effective for 
addressing symptom burden in patients with 

HF?  

In HF, it can often be additionally difficult to discern a distinct symptom 

from the progression of the overall disease process (fatigue due to 

depression or due to HF).  

The severity of perceived symptoms does not reflect the degree of 

underlying cardiac pathophysiology.  

Physiological measures of disease severity, such as ejection fraction, may 

be inadequate proxies for health status and other subjective markers of 

well-being.  



Key Messages 



Algorithms to facilitate the incorporation of illness-guided palliative 
care principles within disease-guided pharmacological 
protocols developed for symptom management and 

prognosis remain to be established.  

Further research is required to assess how patients needing a 

palliative care approach can best be identified and how that care 

can best be planned and coordinated throughout their illness.  



Further research is needed to determine optimal treatment 
strategies and care models for end-stage HF patients across 

the whole spectrum of those affected from young individuals to the 

elderly with comorbidity.  

Research gaps in pharmacological and non-pharmacological 
treatment of symptoms have been identified and should be 

addressed.  
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