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Abstract: The mission of the American Heart Association/American 
Stroke Association includes increasing access to high-quality, evidence-
based care that improves patient outcomes such as health-related 
quality of life and is consistent with the patients’ values, preferences, 
and goals. Awareness of and access to palliative care interventions 
align with the American Heart Association/American Stroke Association 
mission. The purposes of this policy statement are to provide background 
on the importance of palliative care as it pertains to patients with 
advanced cardiovascular disease and stroke and their families and to 
make recommendations for policy decisions. Palliative care, defined as 
patient- and family-centered care that optimizes health-related quality 
of life by anticipating, preventing, and treating suffering, should be 
integrated into the care of all patients with advanced cardiovascular 
disease and stroke early in the disease trajectory. Palliative care 
focuses on communication, shared decision making about treatment 
options, advance care planning, and attention to physical, emotional, 
spiritual, and psychological distress with inclusion of the patient’s family 
and care system. Our policy recommendations address the following: 
reimbursement for comprehensive delivery of palliative care services for 
patients with advanced cardiovascular disease and stroke; strong payer-
provider relationships that involve data sharing to identify patients in need 
of palliative care, identification of better care and payment models, and 
establishment of quality standards and outcome measurements; healthcare 
system policies for the provision of comprehensive palliative care services 
during hospitalization, including goals of care, treatment decisions, needs 
of family caregivers, and transition to other care settings; and health 
professional education in palliative care as part of licensure requirements.
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Executive Summary
The mission of the American Heart Association/American 
Stroke Association (AHA/ASA) includes increasing ac-
cess to high-quality, evidence-based care that improves 
patient outcomes such as health-related quality of life 
(HRQOL) and is consistent with patients’ values, prefer-
ences, and goals. Awareness of and access to palliative 
care interventions align with the AHA/ASA mission and 
goals. Palliative care focuses on communication, shared 
decision making about treatment options, advance care 
planning, and attention to physical, emotional, spiritual, 
and psychological distress with the inclusion of the pa-
tient’s family and care system in assessment and man-
agement. The purposes of this policy statement are to 
provide background on the importance of palliative care 
as it pertains to patients with advanced cardiovascular 
disease (CVD) and stroke and their families and to make 
recommendations for policy decisions.

Advanced CVD and stroke frequently impose long-
term challenges and burden on patients and their fami-
lies. Patients with advanced heart failure (HF) often ex-
perience poor HRQOL, including anxiety, depression, 
physical disability, and social impairment, as a result of 
deteriorating health, symptom distress, and complex 
care regimens. Although offering hope for increased sur-
vival and improved HRQOL, advanced treatments such 
as heart transplantation (HT) and mechanical circulatory 
support (MCS) also carry risks and limitations. Survi-
vors of stroke and hypoxic ischemic encephalopathy 
(HIE) often report a lower HRQOL related to life-altering 
physical and cognitive disabilities, as well as language 
impairment, emotional lability, and depression. Com-
munication and socialization difficulties are common in 
pediatric stroke survivors. Caregivers, including parents 
of children with advanced CVD, struggle to help manage 
distressing symptoms and other illness effects, complex 
medication regimens, and equipment. As they try to 
adjust to physical, emotional, and cognitive changes in 
their loved one, caregivers often experience psychologi-
cal stress and significant burden.

Palliative care, defined as patient- and family-centered 
care that optimizes HRQOL by anticipating, preventing, 
and treating suffering, should be integrated into the care 
of all patients with advanced CVD and stroke early in 
the disease trajectory. Palliative care needs can be ad-
dressed by the patient’s interdisciplinary care team (pri-
mary palliative care), or if appropriate, specialty pallia-
tive care providers may be consulted to collaboratively 
care for patients and their families with more challenging 
needs. Although recommendations for palliative care in 
current HF guidelines are increasingly followed by health-
care providers, palliative care consultation before and 
after HT is less common. Of note, inclusion of a pallia-
tive care specialist on the MCS team is now mandatory 
for obtaining The Joint Commission ventricular assist de-

vice (VAD) certification. Specifically, The Joint Commis-
sion requires involvement of palliative care specialists 
for patients undergoing VAD implantation as destination 
therapy; programs have used this as an opportunity to 
integrate palliative care into the care of all MCS patients.

Integration of palliative care with the care of stroke 
patients varies, depending on the extensiveness of the 
stroke and the stage after stroke, from the acute phase 
to recovery, long-term rehabilitation, and chronic stroke. 
Palliative care specialists can work collaboratively with 
primary treating teams to help patients and families de-
termine treatment goals, discuss prognosis, explore the 
death and dying process, and discuss hospice and end-
of-life care and wishes, in addition to providing symptom 
relief and emotional and spiritual support and helping 
patients and families manage functional and cognitive 
deficits. Importantly, caregivers need and should receive 
a great deal of support and education from the interdisci-
plinary care team and palliative care specialists to ease 
their physical and emotional stress and burden.

Palliative care is an essential health benefit that is 
central to high-quality overall care. Integrating palliative 
care in the management of patients with advanced CVD 
and stroke may provide the following benefits:

•	 Improved patient and caregiver understanding of 
disease, treatment, and prognosis

•	 Improved treatment of symptoms and relief of 
suffering

•	 Shared decision making based on patient values, 
preferences, and goals

•	 Enhanced patient-clinician communication
•	 Individual advance care planning based on ben-

efits, risks, and burdens of care
•	 Improved patient and caregiver outcomes
•	 Improved preparation for end-of-life and associ-

ated care
•	 Bereavement support

Barriers to the receipt of palliative care by patients 
include reluctance of providers to refer patients to pal-
liative care as a result of a lack of knowledge about ben-
efits or availability of palliative care services, provider 
discomfort in communicating with patients and families 
about palliative care, and limitations in payment systems 
for comprehensive palliative care services. Congress 
has introduced legislation related to palliative care in the 
following areas: advance care planning and advance di-
rectives, consumer and family caregiver education and 
support, professional education and workforce develop-
ment, payment reform and quality measurement, and re-
form of the Medicare Hospice Benefit. Recent changes 
by Medicare to pay for advance care planning services 
may help to make progress in reducing these barriers.

The AHA/ASA convened a panel of experts to assist 
the association in developing a set of principles to guide 
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advocacy efforts related to palliative care. Recognizing 
that palliative care helps meet the priority needs of pa-
tients, better aligns patient care with preferences, sup-
ports clinical care best practices, and may contribute to 
improved quality of care and outcomes for patients and 
families, the AHA/ASA supports a system of care that 
does the following:

•	 Provides patients with access to continuous, coor-
dinated, comprehensive, high-quality palliative 
care provided simultaneously with specialist-level 
cardiovascular and stroke care

•	 Promotes well-prepared, empowered individuals 
and families

•	 Customizes care to reflect patient and family pref-
erences and the unique situation of each individual

•	 Develops and supports a skilled, compassionate, 
and responsive healthcare workforce

•	 Embeds and actualizes continual structure and per-
formance assessment based on these principles

On the basis of the guiding principles highlighted 
above, specific recommendations for policy decisions 
are outlined in Appendix 1. Recommendations encour-
age federal and state agencies to reimburse for com-
prehensive delivery of palliative care services, including 
palliative care treatment for patients with stroke and 
CVD. Recommendations support strong payer-provider 
relationships that involve data sharing to identify patients 
in need of palliative care, to identify better care and pay-
ment models, and to establish quality standards and out-
come measurement. Recommendations address health-
care system policies for the provision of comprehensive 
palliative care services during hospitalization, including 
goals of care, treatment decision making, needs of fam-
ily caregivers, and needs associated with transition to 
other care settings. Finally, these recommendations 
respond to the need for health professional education 
and training in palliative care as part of licensure require-
ments for those who provide care to patients with CVD 
and stroke, as well as efforts to increase the number of 
healthcare providers with specialty certification.

Introduction
The mission of the AHA/ASA is to help all Americans build 
healthier lives free of CVDs and stroke. This includes 
increasing access to high-quality, evidence-based care 
that improves patient outcomes and quality of life (QOL) 
and is consistent with patients’ values, preferences and 
goals. Ensuring awareness of and access to palliative 
care interventions aligns with the AHA/ASA mission and 
goals. The purposes of this policy statement are to pro-
vide background on the importance of palliative care as 
it pertains to patients with CVD and stroke and their fami-
lies and to make recommendations for policy decisions 

(Appendix 1). Two recent scientific statements by the 
AHA/ASA, “Palliative and End-of-Life Care in Stroke”1 and 
“Decision Making in Advanced Heart Failure,”2 informed 
the writing of this policy statement.

According to the Clinical Practice Guidelines for Qual-
ity Palliative Care by the National Consensus Project 
for Quality Palliative Care, palliative care is defined as 
“patient and family-centered care that optimizes QOL by 
anticipating, preventing, and treating suffering.”3 Pallia-
tive care is relevant across the life span, from prenatal 
to geriatric care, regardless of prognosis. Hospice, on 
the other hand, provides palliative care for terminally ill 
patients who have ≤6 months to live. Of the 20 million 
people worldwide in need to palliative care at the end of 
life, 94% are adults and 6% are children.4

For the purpose of this statement, primary palliative 
care is defined as the basic skills and competencies 
required of all healthcare professionals who care for 
people with serious illness. Specialty palliative care is 
defined as the palliative care provided by clinicians with 
specialty-level training and certification, usually provid-
ing consultation in collaboration with the primary treating 
clinicians.5,6 Palliative care needs of patients and their 
caregivers can be met by the primary treating interdisci-
plinary team and, when needs are more complex, by the 
integration of palliative care specialists.

Palliative care is team based by its purpose, struc-
ture, and function. To address palliative care needs, the 
healthcare team, patient, and family work together to 
develop a plan for care that reflects the values, prefer-
ences, and goals of the patient. Major foci of palliative 
care are communication, shared decision making about 
treatment options, advance care planning, and attention 
to physical, emotional, spiritual, and psychological dis-
tress with the inclusion of the patient’s family and care 
system in assessment and management.1,2

Advanced CVD and Stroke Outcomes
Many cardiovascular conditions present acutely or emer-
gently, for example, acute myocardial infarction, cardiac 
arrest, and acute stroke, and are treatable with proce-
dures, medications, and lifestyle changes. The cardio-
vascular provider community has become accustomed 
to successful interventions that treat illnesses and re-
store functionality. Patients with acute cardiovascular 
conditions often have palliative care needs such as deci-
sion-making support for treatment options.

Chronic cardiovascular conditions, which may start 
with an acute event, require sustained, lifelong treatment 
that may slow the progression of the underlying disease 
but does not cure or stop it. Although these patients may 
be stabilized with effective treatment, their cardiovas-
cular conditions can impose major long-term burden on 
patients and their families. In fact, many individuals with 
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chronic cardiovascular conditions struggle with deterio-
rating health, symptom burden, or permanent disabilities. 
It is often these individuals and their families who have 
significant palliative care needs. The writing committee 
recognizes that patients with many cardiovascular condi-
tions have palliative care needs, including patients with 
advanced age and multiple comorbidities, patients who 
suffer from chronic angina, and patients with frailty or de-
mentia for whom an implantable cardioverter-defibrillator 
is considered. However, the committee elected to focus 
on patients with HF, including medical and surgical treat-
ments, and stroke, given the high prevalence and asso-
ciated morbidity and mortality, highlighting elements of 
survival, adverse events, HRQOL, and caregiver issues.

Heart Failure
HF is a chronic condition that is usually progressive and 
may result in or contribute to the ultimate death of the 
individual. It affects an estimated 5.7 million Americans 
≥20 years of age.7 Stage D, affecting <1% of patients 
with HF, is the most advanced progression of HF. Stage 
D HF is defined as “the presence of progressive and/
or persistent severe signs and symptoms of HF despite 
optimized medical, surgical, and device therapy.”8,9 Indi-
viduals in advanced stages of HF have major functional 
and lifestyle limitations and may suffer from debilitating 
symptoms (eg, dyspnea, orthopnea, fatigue, weakness, 
and anorexia). These patients usually cannot walk 1 to 2 
blocks. Among young children with advanced HF, a com-
mon symptom is difficulty feeding.

Survival
As HF progresses, the development of end-organ dysfunc-
tion, including renal and hepatic insufficiency and pulmonary 
hypertension, is common. End-organ dysfunction increases 
mortality risk and can preclude advanced therapies.10–17 
Elevation of natriuretic peptides, hyponatremia, and wors-
ening renal function all portend a poor prognosis. Submaxi-
mal exercise testing also predicts mortality in ambulatory 
patients with HF.18 Additionally, cognitive impairment is a 
predictor of mortality in HF and may affect self-care abili-
ty.19 Social environmental factors such as income, disability 
status, Medicaid insurance, unmarried status, living alone 
or at a distance from hospital care, and history of alcohol or 
drug abuse are independent predictors of poor outcomes, 
including survival in advanced HF.20

In the REMATCH trial (Randomized Evaluation of Me-
chanical Assistance for the Treatment of Congestive 
Heart Failure), medically treated adult patients with 
end-stage HF had a 1-year survival of 25%, and in the 
INTrEPID trial (Investigation of Nontransplant-Eligible 
Patients Who Are Inotrope Dependent), survival was 
22% at 6 months and 11% at 1 year.21,22 Another re-
port showed that patients on continuous inotropes had 
survival of only 6% at 1 year.23 More recent findings from 

the ROADMAP study (Risk Assessment and Compara-
tive Effectiveness of Left Ventricular Assist Device and 
Medical Management in Ambulatory Heart Failure Pa-
tients) demonstrated a 12-month, event-free survival 
of 63±5% in New York Heart Association class IIIB/IV, 
non–inotrope-dependent, medically managed, ambula-
tory HF patients.24

As with other disease states, patients and families 
tend to overestimate likelihood of survival.25 Although 
informing patients of their likely prognosis is important, 
such predictions are not exact at the individual level, and 
the notion of uncertainty must enter into the discussion. 
Pediatric HF outcomes are even more difficult to assess 
because of their association with a wider range of un-
derlying, typically congenital, causes and prior surgical 
interventions. Therefore, it is essential that discussions 
about health status, disease progression, and prognosis 
begin early in the trajectory of HF.

Adverse Events
Adverse events occur in patients with HF, especially as 
HF progresses. The most frequent adverse events in 
these patients are ventricular arrhythmias, cardiac ar-
rest, renal failure, sepsis, and neurological dysfunction.21

Health-Related Quality of Life
Patients with HF often have poor HRQOL.2 Patients with 
advanced HF experience symptom distress, anxiety, 
depression, a poor health perception, physical disabil-
ity, social impairment, and poor overall HRQOL.26–30 The 
prevalence of depression among adult HF patients is esti-
mated at 22% and increases with worsening symptoms to 
42% among class IV patients.31 Depressed patients with 
HF have more medication nonadherence, worse health 
status, and higher healthcare use.32,33 In the pediatric 
HF population, feeding problems are common, affecting 
neurodevelopment and contributing to parental stress.34 
Parents of children who die of advanced heart disease 
describe that as many as half of children suffer “a great 
deal” or “somewhat” in the last month of life and that 70% 
of these children experience a HRQOL in that last month 
that is “poor” or “fair.”35

Caregivers
Caregivers struggle to manage the myriad symptoms 
of advanced HF patients in the home.36 For pediatric pa-
tients, these challenges commonly extend to siblings and 
grandparents. Even in the presence of home-based pal-
liative care, caregivers experience stress, sleep distur-
bances, and fewer positive experiences because of the 
unpredictability of HF and the associated physical and 
psychological challenges in managing the disease.37–40

Heart Transplantation
Although some patients with advanced HF remain on 
medical therapy, others undergo HT or permanent (ie, 
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destination therapy) MCS on the basis of medical/sur-
gical and psychosocial/behavioral indications and con-
traindications. Substantial risks and limitations are as-
sociated with these advanced treatments. Both HT and 
destination therapy MCS are associated with serious 
complications.41,42 The likelihood of complications and 
changes in lifestyle and QOL need to be considered with-
in the context of the patient’s life expectancy and with the 
alternative of remaining on medical treatment. Patients 
and their families considering these surgical options will 
benefit from primary palliative care support from the HT 
and MCS teams and specialist palliative care consulta-
tion for advance care planning, goals of care, symptom 
management, and shared decision making.

Survival
HT has remained the gold standard treatment for end-
stage HF since its inception in 1967. Pretransplantation 
mortality (ie, while on the HT waiting list or after being 
removed from the list for being too ill) declined from 
15.8 deaths per 100 wait-list years in 2002 to 12.4 in 
2012.43 Although the decrease in HT candidate mortal-
ity is no doubt due to the use of VADs as a bridge to 
transplantation, mortality is still high. HT is associated 
with 1-year survival of 85% to 90% and relief from most, 
if not all, HF symptoms.41 Median posttransplantation 
survival is 11.6 to 12.7 years if the recipient survives 
the first year.43

Median survival for infants after heart transplantation 
is 20 years but is closer to 12 years for adolescents.44 
Increasingly, these children are considered for second or 
third transplantations, with worse outcomes each time. 
Although pretransplantation mortality has declined over 
the past several years, it is highest for HT candidates 
<1 year of age, at 53 deaths per 100 wait-list years in 
2010 to 2012.43

Adverse Events
Long-term complications of HT are common. Patients 
are at particular risk for cellular rejection, especially dur-
ing the first year after transplantation, although rates of 
rejection are lower within the most recent era.41 They 
frequently develop coronary artery vasculopathy, which 
remains the primary reason for retransplantation and 
death. They also may develop complications from im-
munosuppression, including infection and malignancy. 
Medication toxicities may result in the need for kidney 
transplantation, particularly for children.44

Health-Related Quality of Life
Generally, adults experience improved HRQOL from be-
fore to early after HT, which is sustained as long as 10 to 
20 years after transplantation.45–47 Children who receive 
heart transplants do not uniformly report significant im-
provements in HRQOL, with those transplanted at older 
ages reporting lowest HRQOL.48–50 For children, the daily 
medications and constant surveillance after organ trans-

plantation become particularly challenging as they de-
velop increasing needs for independence and control. 
However, data suggest that adult survivors of pediatric 
HT report a good HRQOL.51,52

Caregivers
Patients receiving transplants require a great deal of 
caregiver support, both before and after the transplanta-
tion. HT can also be associated with significant finan-
cial hardship. Hence, caregiver burden may be high.53,54 
Parents of children who have had heart and other solid-
organ transplantations report that these stressors can 
be mediated by support anticipation from health profes-
sionals.55

Mechanical Circulatory Support
Survival
Given the limited and relatively static number of donor or-
gans available and the rapid and significant advances in 
technology, the use of MCS has increased dramatically 
in the past 10 years. More than 2500 MCS devices were 
placed in 2014, the highest annual number recorded 
since the inception of INTERMACS (Interagency Regis-
try for Mechanically Assisted Circulatory Support), the 
principal registry of MCS.56 Survival for these patients 
is estimated to be 80% at 1 year and 70% at 2 years.56 
Outcomes after surgery vary and depend greatly on dis-
ease severity preoperatively.57,58 Use of MCS in children 
is increasing, and data suggest that MCS can success-
fully bridge some children to transplantation.59–61

Adverse Events
MCS patients are prone to a variety of complications, 
the most common being infections, stroke, and gas-
trointestinal bleeding.56 Patients may continue to have 
some HF symptoms, particularly related to right-sided 
HF. Unplanned readmissions for this patient population 
may approach 50% according to recent studies.62,63 
Thus, resource use in this patient population can be 
quite high.64

Health-Related Quality of Life
HRQOL for most patients with MCS significantly im-
proves postoperatively, although improvement is not 
similar in all domains of HRQOL.65 Studies suggest mod-
est improvements in cognitive function, social health, 
and frailty, but given the severity of illness preoperative-
ly, many patients continue to struggle with these issues 
postoperatively.66,67

Caregivers
Caregivers of patients with MCS often experience sig-
nificant stress as they take on responsibility postopera-
tively, including assisting with frequent dressing changes 
and battery and equipment management.68 Parents of 
children with MCS devices exhibit increased levels of de-
pression and anxiety.69 Some caregivers may struggle 
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with learning and handling this equipment, which requires 
manual dexterity and familiarity with technology. There 
may be a significant amount of psychological stress; 
caregivers may feel that if they make an error with this 
equipment they could jeopardize the health of their loved 
one. Therefore, caregiver burden can be high during the 
postoperative period.70,71

Stroke
Approximately 6.6 million Americans (≥20 years old) have 
had a stroke.7 Stroke and HIE after cardiac arrest can 
cause severe acute brain injury (in addition to traumatic 
brain injury), which threatens what many people consider 
their essence.72 Treatment of and care for patients and 
families with stroke and HIE often involve multiple provid-
ers across many settings: emergency department, inten-
sive care unit, hospital, acute rehabilitation unit, nursing 
home, and hospice. Survivors of stroke and HIE are often 
left with life-altering disabilities and limitations despite re-
habilitation and effective supportive care. These individu-
als may confront physical or mental loss and chronic pain 
and have to deal with uncertainty about additional treat-
ment options and prognosis.1 Although many of the data 
and statistics below refer to patients with stroke, similar 
challenges and approaches also exist for patients who 
suffer significant HIE after a cardiac arrest.

Survival
Stroke is the fifth leading cause of death. Stroke ac-
counted for ≈1 of every 20 deaths in the United Sates 
in 2013 and is a leading cause of adult disability.7 Early 
deaths caused by stroke and HIE often result from ei-
ther brain death or a decision not to initiate or to dis-
continue life-sustaining interventions after a process of 
shared decision making.73 When the neurological injury 
is severe, virtually all communications are through sur-
rogate decision makers, and structured, proactive, and 
periodic family meetings are essential to ensure optimal 
decision making and patient- and family-centered satis-
faction. Early treatment decisions often include throm-
bolytic management, surgical options, and approaches 
to ventilation and nutrition.

Adverse Events
Patients who do not die as a result of the acute injury en-
ter a recovery stage. Prognosis for recovery depends on 
numerous factors, the most important of which are initial 
stroke severity, age, and the presence of comorbidities. 
This stage of recovery and adjustment is highly vari-
able, requiring patients and caregivers to adapt to new 
disabilities and social roles. Although the spectrum of 
functional and cognitive deficits is vast, the extremes of 
health outcomes include full recovery to severe disabili-
ties affecting both functional and cognitive abilities, for 
example, vegetative states, minimally conscious states, 
severe disability, and locked-in syndrome. Depending 

on the degree of disability, periodic complications and 
accumulating comorbidities can lead to sudden or pro-
gressive declines in function and cognition. The majority 
of patients who enter these new states of disability and 
impairment, however, can find new meaning and happi-
ness during this period of adjustment.74

Health-Related Quality of Life
Stroke patients and families often report lower HRQOL 
than nonstroke patients, and HRQOL is correlated with 
the severity of the stroke.1,75 Particular attention is need-
ed for young children, older patients, and those with 
impaired communication because they are at highest 
risk for inadequate assessment and symptom manage-
ment.76 Although pain is often not a symptom of acute 
stroke, up to one half of stroke survivors develop pain 
within 6 months after their stroke.77 Common poststroke 
pain syndromes include central poststroke pain and 
hemiplegic shoulder pain. In addition to the disabilities 
commonly associated with stroke (eg, loss of motor 
function, language impairment), many other symptoms 
occur and affect HRQOL, including fatigue, incontinence, 
sexual dysfunction, emotional lability, impaired social 
functioning, and seizures.1,75,78,79 Up to one third of pa-
tients develop poststroke depression; hence, providers 
need to be vigilant in its detection and management.80 
Stroke patients also are at heightened risk for anxiety 
and delirium. Communication and socialization difficul-
ties are common in pediatric stroke survivors.81

Stroke Caregivers
Stroke touches many lives, and caregivers need to ad-
just and cope with the physical, emotional, and cogni-
tive changes of their loved ones.82 Parents of children 
with moderate to severe disability after stroke report 
increased depression, anxiety, and marital and family 
discord.83 Common fears of caregivers result from un-
certainty in prognosis, fear of another stroke, and feel-
ings of abandonment.84 Caregiver support and educa-
tion are needed but often are not enough, particularly for 
those with complicated grief reactions.85 Although data 
are sparse, stroke can also cause spiritual pain. As a 
result, providers should identify and manage existential 
suffering, including referral to a chaplain or spiritual care 
provider when appropriate.86

Role of Palliative Care for Patients 
With Advanced CVD and Stroke and 
Their Caregivers
Palliative care is patient- and family-centered care that opti-
mizes QOL by anticipating, preventing, and treating suffer-
ing in multiple domains.3 Primary palliative care should be 
integrated into the care of all patients with advanced CVD 
and stroke.10,87–89 Palliative care needs must be addressed 
by clinicians who have the knowledge and skills necessary 
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to provide seamless palliative care to vulnerable patients 
and their families. Of particular importance is relief of suf-
fering, provision of comfort measures, and skill with having 
difficult conversations about advanced illness. A cardiac 
or stroke interdisciplinary team should not hesitate to en-
gage the assistance of a specialty palliative care team for 
patients with more challenging issues (eg, complex symp-
tom control, complicated advance care planning, difficult 
decision making).5 A shared-care approach to addressing 
palliative care needs may be appropriate for certain pa-
tients.89–91 This approach combines cardiovascular and 
stroke treatment with the resources and expertise of a 
palliative care team. The following sections describe the 
status and important attributes of palliative care as related 
to advanced CVD and stroke patients.

HF and Palliative Care
The American College of Cardiology Foundation/AHA 
guideline for the management of HF states that “pal-
liative and supportive care is effective for patients with 
symptomatic HF to improve quality of life.”10 Guidelines 
from the Heart Failure Society of America also have mul-
tiple recommendations about palliative care, including 
necessary education of patients and families about QOL, 
prognosis, risk of death (including sudden cardiac death) 
despite ongoing active treatment, goals and efficacy of 
therapeutic plans, and discussions of hospice or end-
of-life care and wishes (including explicit discussion of 
defibrillator deactivation).88

HT and Palliative Care
Although the inclusion of palliative care teams in the pro-
vision of care for patients with advanced HF is slowly 
gaining acceptance, especially for patients who are not 
HT candidates, palliative care consultation during the 
evaluation for transplantation, at listing, and postopera-
tively is less common.92,93 Palliative care is relevant for 
patients being considered for HT because these patients 
have needs for advance care planning and are likely to 
have needs for symptom palliation and family support.

MCS and Palliative Care
Except for emergency situations, prospective MCS pa-
tients should meet with palliative care providers before 
MCS implantation to assist them with the decision-mak-
ing process and to help with their perioperative manage-
ment. Of note, inclusion of a palliative care specialist on 
the MCS team is mandated for obtaining VAD certification 
from The Joint Commission.94 Although The Joint Com-
mission requires involvement of palliative care specialists 
for patients undergoing VAD implantation as destination 
therapy, programs have used this as an opportunity to 
integrate palliative care into the care of all MCS patients. 

The quality of the death and dying process among pa-
tients with MCS devices has not been extensively re-
searched, but it is clear that unique challenges exist in 
caring for these patients. Patients and family members 
may be asked to make decisions about turning the MCS 
device off, which often raises ethical and spiritual issues 
for patients and their caregivers.95 Hospice can be par-
ticularly helpful for this patient population, but hospice 
providers may require specific training on how to care for 
patients with MCS. For all of these reasons, it is prefer-
able for MCS programs to work collaboratively with pal-
liative care teams and for these palliative care teams to 
assist with the transition to hospice when appropriate.

Stroke and Palliative Care
The palliative care needs of patients and families with 
stroke are enormous.1 In the acute stages of stroke, the 
most important patient and family needs surround deci-
sion making under time pressure and uncertainty, devel-
oping trusting relationships in a crisis situation, and man-
aging terminal symptoms for those dying in the acute 
stages. For those in the recovery and chronic stages of 
stroke, palliative care needs involve adapting to a wide 
range of functional and cognitive deficits and detecting 
and managing physical (pain, spasticity) and psychologi-
cal (depression, anxiety) symptoms that often emerge 
during the process of rehabilitation.

Patient and Caregiver Understanding of Disease, 
Treatment, and Prognosis
It is important that patients with advanced CVD and 
stroke and their caregivers understand their illness, 
prognosis, and treatment options. Information should 
be provided at the time of initial diagnosis and updated 
and discussed throughout a patient’s illness course. With 
the patient’s permission, key family members and any 
appointed healthcare agent also should be included in 
these discussions. In the case of children, patients them-
selves should be included in these conversations when 
they are willing and able to participate.

Providing prognostic information to a patient and his 
or her family is not a straightforward process. Information 
needs to be easily understandable.96 Evidence about what 
or how patients and families want to be told about progno-
sis is lacking. However, resources are available that can 
be used when informing patients and their families about 
advanced CVD treatment options.2,97 Providing informa-
tion on the complexity involved in determining prognosis 
is important. Patients and their families need to be aware 
of the variability that can occur in each person’s illness tra-
jectory. Patients and family caregivers have reported that 
they need help adjusting to and planning for the uncertain 
illness course.98 Because informational needs change 
over time, patient and family education should be viewed 
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as an ongoing process.99 Although palliative care special-
ists may not be best suited to share specific information 
about CVD, prognosis, and treatment, they have a valu-
able role in encouraging patient-provider communication, 
dealing with barriers, and facilitating shared decision mak-
ing among patients, families, and care teams.

Providers report that the unpredictable disease tra-
jectory often prevents them from discussing future care 
options and end-of-life issues.100 However this communi-
cation simply must take place. Instead of serving as a 
reason to avoid conversation, uncertainty should be a 
trigger for exploration. Poor communication about prog-
nosis and the anticipated course of illness can result in 
patients receiving more aggressive care and treatments 
than they really want.99 Furthermore, the majority of pa-
tients with serious illnesses want healthcare providers to 
initiate and have conversations about goals of care and 
end-of-life care.101 These conversations are important 
and need to occur over time. A good relationship with 
the patient and family and repeated opportunities for dis-
cussion can greatly facilitate communication.102

Shared Decision Making Based on Patient 
Values, Preferences, and Goals
A palliative care approach embraces shared decision 
making, the process through which patients and provid-
ers share information with each other and work together 
to make decisions about care and treatment options 
from medically reasonable options that are aligned with 
the patient’s values, goals, and preferences.2 Providers 
need to have open discussions with patients about their 
values, preferences, and goals. This information will 
guide care and treatment options for the patient.

Patient-Clinician Communication
By providing emotional support to families, helping navi-
gate the hospital system, and discussing available care 
options, palliative care teams have been shown to improve 
the hospital experience for patients with HF and their fami-
lies.103 One critical application of palliative care expertise 
is enhancing patient-clinician communication, particularly 
related to goals of care discussions. In an assessment of 
home-based palliative care, all individuals had at least 1 
goals-of-care discussion compared with 41% of individuals 
in a control group.104 Goals-of-care and end-of-life discus-
sions have been associated with better patient and caregiv-
er QOL.105 Having goals-of-care discussions either by the 
primary care team or through involvement of palliative care 
specialist consultation may therefore provide an important 
perspective in the care of chronically ill individuals with fre-
quent episodes of acute illness. Improved understanding 
of patient preferences and goals of care also results in 
improved caregiver outcomes. Perceived patient quality of 
death and the presence of a do-not-resuscitate order are 
predictive of improved caregiver mental health.106

Scientific statements have examined the issue of clini-
cian-patient-family communication and made recommen-
dations for components that should be included in these 
conversations. The Table is an example of the annual 
care review for a patient with HF and highlights many of 
the elements felt to be important by this writing group.

Advance Care Planning Based on Benefits, Risks, 
and Burdens of Care
Information about advance care planning should be pro-
vided to all patients with advanced CVD and stroke. Pa-
tients should be counseled that they have the option to 
plan in advance for their future health care and that they 
may formulate advance directives. Patients should also 
be encouraged to communicate their wishes and share 
their documents with their identified surrogate decision 
maker, key members of their family, and their providers. 
The primary care team and/or specialist palliative care 
providers need to facilitate these conversations so that 
the patient, family, and providers clearly understand the 
patient’s current and future wishes.

Advance care planning discussions offer patients the 
opportunity to define their preferences and expecta-
tions for the medical care that they want to receive as 

Table.   Selected Components That May Be Included 
in an Annual HF Review2

Characterization of clinical status

 � Functional ability, symptom burden, mental status, QOL, and 
disease trajectory

  Perceptions from caregiver

Solicitation of patient values, goals, and general care preferences

Estimation of prognosis

  Consider incorporating objective modeling data

  Orient to wide range of uncertainty

Review of therapies

 � Indicated HF therapies in appropriate patients (BB, ACEI/ARB, AA,  
CRT, ICD)

  Treatment of comorbidities (eg, AF, hypertension, DM, CKD)

  Appropriate preventive care within the context of symptomatic HF

Planning for future events/advance care planning

  Resuscitation preferences

  Desire for advanced therapies, major surgery, or hospice

Standardized documentation of the annual review in the medical record

AA indicates aldosterone antagonist; ACEI, angiotensin-converting 
enzyme inhibitor; AF, atrial fibrillation; ARB, angiotensin II receptor blocker; 
BB, β-blocker; CKD, chronic kidney disease; CRT, cardiac resynchronization 
therapy; DM, diabetes mellitus; ICD, implantable cardioverter-defibrillator; 
HF, heart failure; and QOL, quality of life. 

Reprinted from Allen et al.2 Copyright © 2012, American Heart 
Association, Inc. 
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their condition progresses and death nears.105 A study 
of patients enrolled in cardiac rehabilitation programs 
revealed that 96% of patients expressed interest in dis-
cussing advance care planning with their physicians, but 
only 15% had discussed advanced planning with their 
physicians and 10% had confidence that their physicians 
understood their end-of-life wishes.107

Patients should be advised to designate a healthcare 
agent through the completion of a healthcare proxy (or 
a durable power of attorney for health care). Healthcare 
proxy execution requirements vary from state to state.

It is also important that members of the care team 
provide appropriate support to patients as their illness 
progresses, engaging patients in goals-of-care discus-
sions and giving them ample opportunity to complete 
medical orders for life-sustaining treatment (which has 
different names in different states, such as physician 
orders for life-sustaining treatment or medical orders 
for life-sustaining treatment)108 based on the patient’s 
current medical condition, values, wishes, and in-
formed consent by the patient or his/her healthcare 
agent or surrogate.109 These documents are portable 
order sets that are written to ensure that care is pro-
vided according to patient wishes. These order sets 
are honored in all settings, including home, acute care, 
long-term care, and hospice settings, and may include 
actionable orders concerning patient preferences for 
cardiopulmonary resuscitation, artificial nutrition and 
hydration, antibiotic use, other life-sustaining therapies 
(eg, implantable cardioverter-defibrillators, assist de-
vices), and comfort care. Providers need to be aware 
of state legislation related to these order sets. If, how-
ever, after a relevant examination and discussion with 
the patient a healthcare provider finds that existing 
physician/medical orders for life-sustaining treatment 
are not consistent with the patient’s current wishes, the 
provider should amend the existing physician/medical 
orders for life-sustaining treatment form to reflect that 
patient’s current wishes.

Pediatric patients (adolescents in particular) should 
be encouraged to fill out companion documents such 
as My Wishes, Five Wishes, or Voicing My Choices.110,111 
Although not legally binding, these documents facilitate 
important discussions with children and teens to allow 
them a measure of autonomy in participating in their own 
healthcare decision making.

It is essential to review advance directives with pa-
tients at least annually and medical orders if the patient’s 
wishes change, at the time of significant changes in 
health status, when care transitions are made, and as 
governed by applicable laws and regulations.

Patient Outcomes
The inclusion of palliative care services may positively 
affect CVD and stroke patients’ QOL and satisfaction 

with care. Although the majority of palliative care and 
hospice research has been conducted in the cancer 
population, similar benefits are suggested for patients 
with advanced CVD.111 Studies suggest that patients 
with advanced HF managed with a palliative care team 
may report improved symptom control with lower total 
opiate requirements.112 Patients comanaged by primary 
and palliative care teams report better QOL (general 
health, emotional and social functioning) and less de-
pression than their counterparts, as shown in a study 
of women treated for advanced breast or gynecological 
cancers.113 A study surveying patients enrolled in one 
hospice program reported good or very good QOL dur-
ing their admission, although this was not always the 
case at initial presentation.114

Additionally, patients may live longer when palliative 
needs are considered during the course of their chronic 
illness. HF patients enrolled in hospice have been found 
to have longer survival than those not enrolled in hos-
pice.115 Although patients have higher rates of live dis-
charge from hospice, services remain underused in this 
population.116

Caregiver Outcomes
Because palliative care and hospice can provide addi-
tional resources and support, incorporation of palliative 
care or hospice can ease caregiver burden.117,118 In a 
qualitative study of bereaved caregivers of cancer pa-
tients, caregivers recommended that palliative care is 
introduced when patients have uncontrolled symptoms 
or require assistance at home, further emphasizing the 
need for additional resources at these time points.119 Ad-
ditional efforts to individualize support may more appro-
priately address caregiver strain.120

Caregivers of patients with HF noted that their person-
al health was compromised after recent patient hospital-
izations, demonstrating the impact of patient outcomes 
on caregiver outcomes.121 Thus, frequent hospital read-
missions or perhaps worsening of a patient’s condition 
leading to hospitalization may result in caregiver distress 
and a negative impact on caregivers’ health.

Even after a loved one’s death, caregivers may ques-
tion or regret treatment decisions, location of death, or 
quality of death. Patient death in the critical care setting 
has been associated with increased risk of posttraumat-
ic stress disorder and complicated grief in caregivers 
compared with home hospice deaths.122 Caregivers who 
believed that their loved ones died in their preferred lo-
cation were more satisfied with the patient’s end-of-life 
care.123 Efforts must be made to elicit patient prefer-
ences early in the disease course. The early elicitation 
of patient preferences may be especially important in 
the CVD population, considering the numerous options 
for diagnostic testing and advanced therapies even in 
end-stage disease.
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Although the direct impact of hospice care on care-
giver QOL remains uncertain, a relationship between 
caregivers’ QOL and their estimate of the patients’ QOL 
was shown when cancer patients received hospice ser-
vices.124,125 Limited and conflicting evidence supports 
the ability of palliative care programs to reduce burden 
among caregivers of patients with advanced HF.126,127 
Abernethy et al120 found that bereaved caregivers of pa-
tients receiving specialized palliative care services for a 
terminal illness were more likely to report having “moved 
on” after the loss of their loved one. Conversely, several 
other studies of palliative care interventions for many 
diseases have failed to demonstrate significant reduc-
tion in caregiver burden or improvement in QOL.128–131

Preparation for End-of-Life and Associated Care
CVD and stroke patients and families need to be pre-
pared for what to expect near the end of life. Palliative 
care experts can help patients, families, and other pro-
viders prepare for this phase. Care at the end of life is fo-
cused on the prevention and management of distressing 
symptoms, with a focus on pain, dyspnea, and anxiety. 
The goal of care is to support a peaceful death for the 
patient and to provide support for the family.132 Referral 
to hospice care under the Medicare Hospice Benefit can 
be made when the patient’s life expectancy is estimated 
to be ≤6 months if the disease follows its normal course. 
Hospice care offers in-home visits, access to requisite 
medications and equipment, emergency hotlines, in-
patient hospice care, and relief and support for family 
members.133 Despite the availability of hospice care, 
most patients dying of advanced CVD die in hospitals.134

End-of-life care for patients with advanced CVD often 
involves decisions to stop or deactivate devices, includ-
ing implantable cardioverter-defibrillators and VADs. Be-
fore deactivating cardiac devices, patients and family 
members need to understand the patient’s condition and 
care options and have clear knowledge of what will hap-
pen if the device is stopped (eg, anticipated death).135 
Protocols need to be in place to guide nurses and physi-
cians as devices are withdrawn.136–138 Conflicts that may 
arise in connection with these decision processes may 
be referred to institutional ethics committees.

Bereavement Support
The World Health Organization and the National Consen-
sus Guidelines identify the patient’s family as requiring 
support in bereavement.3 Because caregivers may ex-
perience depression, major depressive disorder, compli-
cated or prolonged grief, or even posttraumatic stress 
disorder, the period after a patient’s death remains an 
important part of the illness experience.121,139 However, 
traditional healthcare systems do not incorporate the 
caregivers’ health into the scope of practice. For exam-
ple, palliative care specialists are more likely to provide 

bereavement follow-up than oncologists.140,141 Hospice 
services offer bereavement care for up to 1 year after 
the death of a patient (sometimes longer for pediatric 
patients). It is essential that providers who had support-
ive relationships with the deceased patient and his or her 
family members develop systems for supporting surviv-
ing family members during their bereavement.

Barriers to the Receipt of Palliative Care
Direct care providers often play the critical role of en-
suring that patients receive palliative care. However, 
providers may be reluctant to offer palliative care, may 
not recognize which of their patients could benefit from 
these services, or may not be aware of the availability of 
palliative care services in their setting or community.142 
Providers may also be uncomfortable communicating 
with the patient or family about palliative care out of con-
cern that offering palliative care could be misconstrued 
as a suggestion to move away from curative or life-pro-
longing treatment. Additionally, patients and families are 
often unaware of the existence or availability of palliative 
services and may inaccurately assume that they are not 
eligible because these services are so often equated 
with hospice.143

Payment for healthcare services also creates bar-
riers to the receipt of palliative care for patients with 
CVD and stroke. The Medicare Hospice Benefit provides 
payment for comprehensive palliative care services for 
those who are predictably dying, but the narrowness 
of this benefit precludes the vast majority of people 
who need comprehensive palliative care services from 
receiving them. Hospice is available to Medicare benefi-
ciaries who have a life expectancy of ≤6 months if the 
illness runs its normal course.144 For a beneficiary to 
elect hospice care, 2 physicians (the attending physi-
cian and a hospice physician) must certify that the ben-
eficiary meets this criterion. Beneficiaries must “elect” 
the Medicare Hospice Benefit and agree to forgo Medi-
care coverage for curative treatment for their terminal 
illness. Under current policy, the first hospice benefit 
period is 90 days. If after 90 days the patient continues 
to remain eligible for hospice care (having a life expec-
tancy of ≤6 months), the patient can be recertified for 
another 90 days and then recertified for an unlimited 
number of 60-day periods so long as he or she remains 
eligible for the benefit.145

Payment barriers are being addressed, however, 
with the Medicare program announcing on October 30, 
2015, that physicians and other health professionals will 
be reimbursed for advance care planning discussions 
beginning January 1, 2016,146 as well as the Centers 
for Medicare & Medicaid Services’ concurrent hospice 
demonstration project called the Medicare Care Choices 
model.147 Growing evidence of cost savings related to 
palliative care may obviate future financial barriers.148–151

 by guest on Septem
ber 15, 2016

http://circ.ahajournals.org/
D

ow
nloaded from

 

http://circ.ahajournals.org/


Braun et al

September 13, 2016� Circulation. 2016;134:e198–e225. DOI: 10.1161/CIR.0000000000000438e208

Legislative Analysis
Members of Congress have introduced a number of 
bills related to palliative care. These initiatives have in-
cluded efforts to promote policy around advance care 
planning and advance directives, consumer and family 
caregiver education and support, professional education 
and workforce development, payment reform and qual-
ity measurement, and reform of the Medicare Hospice 
Benefit. The Coalition to Transform Advanced Care has 
compiled a comprehensive review of policy initiatives, 
summarized below.143

Advance Care Planning/Advance Directives
In recent years, legislation encouraging advance care 
planning among aging populations has been championed 
by some in Congress. Such legislation has addressed 
a number of issues, including increasing patient aware-
ness of advance care planning through a national public 
education campaign; establishing advance care direc-
tive toll-free information lines; including advance direc-
tives as part of an individual’s medical record; providing 
grants to states to establish and operate state advance 
directive registries; providing coverage for advance care 
planning services in Medicaid and Medicare; and requir-
ing that advance care planning materials be included in 
the Medicare and You handbook.152

Consumer and Family Caregiver Education  
and Support
Legislation aimed at addressing the needs of the con-
sumer and family caregiver in providing care for individu-
als in need of palliative care services has also been intro-
duced. Policy options proposed in these bills include the 
creation of resource centers or national clearing houses 
of information and training materials, caregiver tax cred-
its or stipends to offset the costs associated with being 
a caregiver, and state grants to assess and report on 
caregiver needs.

Professional Education and Workforce 
Development
Several bills have been introduced to create a workforce 
and public health system that is better equipped to han-
dle communication about and delivering palliative care 
services.153-154a Policy options put forth in these legis-
lative efforts include developing advance care planning 
and palliative care curricula at medical schools and for 
continuing education, establishing hospice and palliative 
care academic career awards, providing specialized 
training for home health and nurse’s aides in palliative 
care, and convening summits or developing expert pan-
els to assess barriers to and develop solutions for care 
delivery integration and workforce development.

Payment Reform and Quality Measurement
Legislation aimed at addressing payment for and qual-
ity of palliative care and hospice services has also 
been introduced. Policy options proposed in these bills 
include establishing demonstration projects to test ad-
vanced illness coordination; creating a national office of 
healthcare quality improvement or a national healthcare 
quality resource center; implementing a concurrent (pal-
liative and curative) program for children; and directing 
the Medicare Payment Advisory Commission to examine 
payment for hospice care, taking into consideration the 
fact that the costs of providing hospice care are higher 
at the beginning and end of a hospice episode and lower 
during the middle of an episode.

Expanding the Medicare Hospice Benefit
Other proposals have attempted to expand the Medicare 
Hospice Benefit to broader segments of the population 
or for longer durations of time. These policy options in-
clude making hospice a required Medicaid and Children’s 
Health Insurance Program benefit154,154a and extending 
the hospice benefit to individuals with a life expectancy 
of 18 months from the current 6-month prognosis re-
quirement.

AHA/ASA Guiding Principles for 
Palliative Care
Ensuring awareness of and access to palliative care 
aligns with the AHA/ASA mission and goals. To support 
this effort, the AHA/ASA convened a panel of experts to 
assist the association in developing a set of principles 
to guide its advocacy related to palliative care. These 
principles are summarized below.155

Recognizing that palliative care helps meet the pri-
ority needs of patients, better aligns patient care with 
preferences, supports clinical care best practices, and 
contributes to improved quality of care and outcomes 
for patients and families, the AHA/ASA supports a sys-
tem of care that does the following:

•	 Provides patients with access to continuous, coor-
dinated, comprehensive, high-quality palliative 
care provided simultaneously with specialist-level 
cardiovascular and stroke care

•	 Ensures well-prepared, empowered individuals 
and families

•	 Customizes care to reflect patient and family 
preferences and the unique situation of each 
individual

•	 Develops and supports a skilled, compassionate, 
and responsive healthcare workforce

•	 Embeds and actualizes continual structure and 
performance assessment against these principles.
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AHA/ASA Policy Recommendations
On the basis of the guiding principles highlighted above, 
the following policy recommendations are provided as a 
means of ensuring patient-centered care in an environ-
ment that empowers the patient to receive care consis-
tent with his or her values, goals, and preferences.

Federal Agencies
Fully or partially funded federal programs such as Medi-
care and Medicaid offer a powerful lever to drive change 
within the healthcare system. Not only do these programs 
cover >100 million Americans, affecting the care of a 
large portion of the population, but actions taken by these 
programs are often replicated by private payers. In this 
way, the Centers for Medicare & Medicaid Services can 
use its role as a payer and developer of benefit packages 
to encourage the expanded, more comprehensive deliv-
ery of palliative care services. Private payers can repli-
cate these models across their covered populations after 
they have been tested and evaluated in public programs 
or implement these changes as leaders in bringing quality 
palliative care services to their members.

Recommendation 1: Centers for Medicare & Medic-
aid Services should expand the situations in which it will 
reimburse for advance care planning discussions such 
as being part of the yearly wellness examination offered 
by Medicare or at the request of the patient at other en-
gagement points with his/her healthcare provider.

Recommendation 2: Centers for Medicare & Medic-
aid Services should encourage that the decisions made 
in advance care planning discussions be documented in 
an individual’s medical record.

Legislation that requires that palliative care options 
be documented in an individual’s medical record has 
been introduced and obligates states to honor an ad-
vance directive or medical order regardless of where the 
document is presented. This is an important benefit for 
patients with advanced illness who are away from home 
when they suffer a health crisis.

Recommendation 3: Federal, state, and private in-
surance and healthcare delivery programs should pro-
vide financial incentives for healthcare providers to ad-
dress the palliative care needs of their patients.

State Agencies
State policy making is central to advancing the goals of 
palliative care because states can take steps to fill policy 
gaps even when there is an absence of federal policy in 
a particular area. For example, state Medicaid agencies 
could adopt codes and reimbursement for advance care 
planning discussions independently of federal action. 
Given the significant needs of patients and families with 
advanced CVD and stroke and their caregivers, there is a 
need to bridge the support for medical and social services 

and support, facilitating patients remaining in community-
based rather than institutional settings as disease pro-
gresses. Support for social and long-term care services is 
usually determined at the state level. State-level advocacy 
should thus target inclusion of palliative care and financing 
for integrated medical and social palliative care services as 
a critical component of long-term services and supports.

Recommendation 4: State Medicaid agencies should  
adopt codes and a reimbursement schedule for provid-
ers to engage in quality advance care planning discus-
sions with their patients. This planning should include 
the provision of information about palliative options for 
those with stroke and CVD.

Recommendation 5: State Medicaid agencies should 
ensure that palliative care is integrated into long-term 
services and supports.

Several states have enacted palliative care legislation 
such as laws that establish palliative care advisory coun-
cils and those that mandate that patients with terminal 
illness are offered information about their palliative and 
end-of-life care options. In New York, relatively new pal-
liative care laws require that information and counseling 
be offered to individuals who are terminally ill and that 
all individuals with advanced life-limiting conditions have 
access to palliative care.156,157 Providers are required to 
develop written policies that ensure access to palliative 
care. New York also has a Palliative Care Education and 
Training Council, the members of which have expertise in 
pain management and palliative care. Oregon, Michigan, 
California, West Virginia, and Rhode Island have legislation 
in place that mandates pain management education and 
training for practitioners, sometimes as a prerequisite to 
licensure.158 Other states have introduced such legisla-
tion but have not been successful in garnering enough 
support for it. Even when states enact innovative policies 
that aim to promote palliative care, implementation chal-
lenges still arise such as when these policies provide little 
or no support for the necessary education and training or 
they do not contain enforcement mechanisms.

Recommendation 6: State laws should require that 
hospitals, nursing homes, home care agencies, special 
needs assisted living residences, and enhanced assist-
ed living residences provide access to information and 
counseling about options for palliative care appropriate 
to patients with advanced life-limiting conditions. These 
organizations must also facilitate access to appropriate 
palliative care consultation and services, including as-
sociated pain management consultation and services, 
consistent with the patient’s needs and preferences.

As established by the Affordable Care Act (ACA), health 
plans offered in state health insurance marketplaces 
must include coverage for certain essential health ben-
efits. Each state sets the benchmark for what is included 
in these plans, providing the opportunity for states to use 
this policy lever to encourage the inclusion of palliative 
care services as one of these required benefits.
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Recommendation 7: States should require inclusion 
of palliative care in health plans offered through health 
insurance marketplaces.

State policies can also impede the advancement of 
palliative care as both a public health strategy and an 
interdisciplinary model of care. The World Health Organi-
zation public health strategy for palliative care includes 
3 critical components: policy making, implementation of 
policy including policy addressing drug availability, and 
education and training.159 The Pain and Policy Studies 
Group at the University of Wisconsin-Madison has system-
atically evaluated each state’s policy agenda using met-
rics that target the goals of achieving balance in the regu-
lation of controlled substances and availability of drugs 
to meet medical needs. The 2014 Report Card (calendar 
year 2013) presents evidence suggesting that states 
are making progress in the area of pain management, 
although not all states have achieved an A grade.160

State prescription monitoring programs also deserve 
mention. Almost all 50 states have prescription monitoring 
programs, and many have expanded them. For example, 
in New York, the Internet System for Tracking Over-Pre-
scribing now mandates that every prescribing practitioner 
access a real-time registry to check a patient’s history 
before prescribing certain controlled substances. Stud-
ies that have evaluated the effectiveness of prescription 
monitoring programs have yielded mixed results.161 To op-
timize the effectiveness of state prescription monitoring 
programs and to ensure safe opioid use, providers should 
be trained in appropriate opioid prescribing.

Recommendation 8: States should evaluate the ef-
fectiveness of their prescription monitoring programs, 
with particular regard to the impact on the availability of 
essential medicines.

An overlooked area of state policy making is palliative 
care planning in the context of community resilience and 
disaster planning. The Institute of Medicine’s 2012 re-
port on crisis standards of care identifies palliative care 
as central to community planning for disasters.162 The 
ethical underpinnings of palliative care—the duty to care 
and the duty not to abandon—undergird the allocation 
of resource decisions in situations of scarcity when not 
all individuals will receive the treatment they would get 
under normal circumstances. This is particularly important 
to consider because individuals with advanced CVD and 
stroke who likely have functional impairments are at 
higher risk in emergency and disaster situations.

Recommendation 9: State governments should al-
locate resources to community resilience and disaster 
planning that includes palliative care planning as a criti-
cal component.

Payer-Provider Relationships
The ACA is driving innovations in care delivery toward both 
payer and provider accountability for patient outcomes 

and cost efficiency (value). This recent attention to the 
link between better quality and lower cost has spurred 
an increase in mission alignment between payers and 
providers and resulted in payer-provider collaboration 
through initiatives such as shared data, coordinated ser-
vices, joint public and professional educational activities, 
and benefit design. At the same time, the roles of payers 
and providers are converging, with payers increasingly 
providing direct healthcare services and providers in-
creasingly operating health insurance plans. The benefits 
and drawbacks of this convergence and partnerships be-
tween payers and providers vary, but the phenomenon is 
growing rapidly. For palliative care, a model of care that 
has been unsupported by most current health system 
standards and payment practices, partnership between 
payers and providers is both opportune and necessary.

Although access to palliative care has grown consider-
ably over the past decade (particularly in hospitals), for all 
those with serious illness—at all ages, in all care settings, 
and for all disease types and stages—to have access to the 
best-quality palliative care, payers and providers will need to 
work together. This is essential not only to provide payment 
mechanisms that make such care possible but also to iden-
tify patients at high risk for needing palliative care support, 
to develop standards and quality measures that drive quality 
and accountability, to incentivize and reward clinician train-
ing in palliative care knowledge and skills, and to help edu-
cate and engage the public about palliative care’s benefits 
and advantages. The movement toward payer-provider part-
nerships offers a chance to advance the goal of providing 
high-quality palliative care for all people living with advanced 
CVD and stroke. However, as more of these partnerships 
come to fruition, it is important to keep in mind certain 
challenges that could affect their overall success.

Below are a few examples of the strategies that 
payers, providers, and other stakeholders can use to 
increase the likelihood that the partnerships will result in 
care that meets the needs of people with serious illness 
and their families across the trajectory of illness and the 
continuum of care. These recommendations assume 
that all healthcare providers are trained in primary pallia-
tive competencies and are knowledgeable about how to 
access specialty-level palliative care, as needed.

Data Sharing
It is difficult to proactively identify patients with specialty-
level palliative care needs. The lack of effective targeting 
strategies makes the problem of poor access to pallia-
tive care invisible and unquantifiable and prevents ap-
propriate and timely referral. Many factors signal need 
for palliative care—for example, diagnoses, symptoms, 
prior healthcare use, functional and cognitive status, or 
clinical indicators such as frailty—but clinicians in the of-
fice or at the bedside need information technology and 
care management support to identify and then match 
services to the needs of each individual patient. Payers, 
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in contrast, have access to information on use and di-
agnoses and can use sophisticated analytics to predict 
palliative care needs. However, these analyses are also 
based on incomplete data in that they often do not in-
clude clinical data (eg, cognitive status or patient-report-
ed outcomes) in the patient’s medical record or clinical 
judgments (eg, evidence of family caregiver burden).

Recommendation 10: To identify patients who are 
likely to benefit from specialty-level palliative care ser-
vices, payers and providers must collaborate by sharing 
and reviewing data. Once patients are proactively identi-
fied, their needs can be identified so that they can be 
referred to relevant services. For example, a payer can 
run analyses on claims data to produce an initial list of 
those who may benefit from palliative care. Then, the 
patient’s clinician can provide clinical assessment of indi-
vidual need for specialty-level palliative care.

Sharing of data is also crucial for ensuring that the pal-
liative care services provided are meeting quality targets. 
One of the many benefits of palliative care is that patients 
are able to live safely and comfortably at home and experi-
ence fewer medical issues that require emergency depart-
ment visits or hospitalizations. However, providers rarely 
have access to data on use (hospitalizations, emergency 
department visits) on the patients they serve. Health plans, 
on the other hand, assiduously monitor this information 
and can share this data with palliative providers so that 
providers can monitor the quality of their services.

Recommendation 11: Public policies should enhance 
and support information exchange and transparency be-
tween payers and providers while protecting the confiden-
tiality of and preventing discrimination based on personal 
health information. Cumbersome policies that make infor-
mation exchange between payers and providers difficult 
or poorly devised electronic health records policy (which 
can result in challenges such as lack of interoperability) can 
stifle these efforts. Public policy can also be proactive by 
incentivizing or mandating that certain data be shared be-
tween payers and providers. This would reduce reticence 
resulting from market pressures or economic concerns.

Aligning Reimbursement and Incentives to Encourage Quality
Quality varies greatly across the palliative care services 
that patients are offered. Practice standards for the pro-
vision of palliative and end-of-life care for patients with 
advanced CVD and stroke are needed, along with quality 
performance standards to monitor care provided and to 
promote consistent palliative care provision. These stan-
dards should include interdisciplinary care practice and 
guidelines for the provision of advance care planning, in-
cluding timing of discussions and care elements to be in-
cluded in each related planning discussion. Quality metrics 
should reflect the specific challenges encountered and val-
ued by seriously ill patients with advanced CVD and stroke. ​

The perverse incentives generated by the traditional 
fee-for-service payment system have been described fre-

quently and include the simple economic calculus that the 
more highly reimbursed services a provider delivers, the 
better he or she will be financially. Accordingly, providers 
may resist change in care processes that would benefit pa-
tients because of a fear of lost revenue. This is particularly 
true for the provision of and referrals to palliative care, care 
that often results in reduced acute care and specialist use.

Recommendation 12: Payers and providers must col-
laborate in an open and honest manner to identify perverse 
incentives and to redefine payment models to support care 
that is in the best interest of the patient. It is incumbent on 
providers to engage with payers to define care and pay-
ment models, to establish standards of quality, and to 
engage in the science of outcome measurement.

The ACA has done much to improve partnership in this 
area through its changes to the Medicare program, in par-
ticular the Medicare Shared Savings/Accountable Care Or-
ganization Program. Accountable Care Organizations are 
large groups of providers who agree to take on some level 
of financial risk in caring for their patient population through 
contracts with Medicare or other payers. When providers 
take on financial risk in caring for their population, they 
have aligned incentives to invest in care processes that 
reduce unnecessary expenditures. The propagation of Ac-
countable Care Organization models is a starting point to 
restructure financial incentives for health care, but protec-
tions must be put in place to prevent inappropriate under-
treatment of seriously ill and complex patient groups.

Recommendation 13: Accountable Care Organiza-
tions and other risk-bearing entities (including Medicare 
Advantage plans, managed Medicaid, and federally inte-
grated dual-eligibility programs) should be held to clear 
standards to ensure that the care they deliver is of the 
highest quality. For example, the National Quality Forum, a 
public-private quality measure–endorsing body, works with 
the Centers for Medicare & Medicaid Services to link reli-
able and valid measures of quality to eligibility for payment.

The Center for Medicare and Medicaid Innovation, cre-
ated by the ACA, has also spurred payer-provider partner-
ships through waivers of typical Medicare requirements, 
investment and infrastructure grants, and payment for 
new forms of care. One example of this is the Healthcare 
Innovation Awards, which, since 2012, have provided 
funding for almost 150 projects across the country, many 
of which include a payer-provider partnership component.

Recommendation 14: The Center for Medicare and 
Medicaid Innovation should make a point of selecting proj-
ects that test models of palliative care delivery to improve 
care for the sickest, most vulnerable beneficiaries.

Filling the Palliative Care Skills Gap and Improving 
Infrastructure
Unfortunately, the healthcare workforce is not well 
equipped with the skills needed to support and care for the 
growing number of people (particularly older adults) living 
with serious, complex conditions in the United States and 
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globally. To provide evidence-based quality care, all clini-
cians who treat people with serious illness need to demon-
strate competency and skills in communication, pain and 
symptom management, and health system coordination.

Recommendation 15: Healthcare systems and 
healthcare delivery organizations can support core pal-
liative care skills acquisition by healthcare providers 
through such approaches as providing bonuses and 
payment for providers who demonstrate competency 
in these skills and mandating them as a requirement of 
employment or privileging.

Recommendation 16: Medicare can influence pallia-
tive care knowledge acquisition more powerfully than any 
other payer by reforming funding for graduate medical 
education to ensure that residents and fellows learn about 
communication and pain and symptom management, as 
well as other providers such as advanced practice nurses 
and physician assistants. Medicare can also work with 
the Accreditation Council for Graduate Medical Education 
to encourage standards for program accreditation that 
require reliable palliative care infrastructure and provider 
competency in palliative care clinical skills.

Health Systems/Care Transitions
Health systems and individual healthcare settings, led 
by administrators or physician boards, can also play a 
role in changing the way that care and support are pro-
vided to patients and their families. These leaders can 
use hospital or system policy, processes, or initiatives 
to bring about better palliative care delivery within their 
own facility or system, as well as across systems and 
settings when transitions occur. The Center to Advance 
Palliative Care163 is an important resource for those who 
are seeking to implement system-level change.

Patients who are hospitalized for the treatment of 
advanced CVD or in the aftermath of stroke and fam-
ily caregivers for these patients have foreseeable needs 
during hospitalization in addition to medical treatment. 
Patients also need the assurance that they will be safe 
during care transitions, both within the hospital and 
from the hospital to different care settings such as re-
habilitation hospitals, nursing homes, and home. The 3 
domains—palliative care, planning and decision making, 
and safety during transitions—should be integrated into 
healthcare and hospital care systems from admission on-
ward. These domains are particularly germane for young 
adults with CVD and stroke who are transitioning from 
pediatric to adult healthcare providers and systems.164 
System-level strategies to identify and trigger care for 
patients in need of primary and specialty-level palliative 
care obviate the need for accurate prognostication.

Improving palliative care for patients with serious cardio-
vascular conditions and in the aftermath of stroke includes 
broader professional access to generalist palliative care 
training and to better palliative care systems in communi-

ties. As long as palliative care expertise and resources are 
concentrated in hospitals (or in hospice programs), it will 
be difficult to ensure that palliative care needs will be met 
after a discharge to home care or other setting.

Recommendation 17: Healthcare providers and oth-
er clinicians who interface with patients with serious CVD 
and stroke should be familiar with palliative care resourc-
es within the hospital or other healthcare facility and in the 
communities served by the facility, as well as with gaps 
or problems in local access to palliative care services.

Recommendation 18: Care planning and decision-
making processes, including discussions concerning 
goals of care, postdischarge needs, options, and re-
sources, are patient directed and patient centered and 
are conducted in consultation with the patient’s surro-
gate decision makers, family caregivers, and profession-
als responsible for the patient’s care, including palliative 
care generalists and specialists as needed.

Recommendation 19: Hospital policy and practices 
should coordinate care planning, treatment decision 
making, and discharge planning processes for hospital-
ized patients to promote the development and modifica-
tion of feasible care plans that reflect patients’ palliative 
care needs and how these needs will be met during all 
transitions and in any new care settings.

Recommendation 20: Healthcare system pro-
cesses should offer guidance in collaboration across 
institutions, for example, from an acute care hospital to 
a subacute care facility, to promote patient safety and 
well-being and to limit preventable rehospitalizations re-
sulting from unmet palliative care needs or other prob-
lems with post-hospital care plans.

Recommendation 21: The early involvement of clin-
ical social workers, clinical case managers, and other 
professionals with expert knowledge of postdischarge 
resources and payment mechanisms is crucial to the 
development of feasible post-hospitalization care plans. 
Discussions about care transitions and post-hospital 
care plans should include explicit attention to the capaci-
ties and limitations of family caregivers and to resolving 
conflicts between what a patient or family may prefer 
and what a patient’s continuing care will require.

Recommendation 22: Transition processes for 
young adults aging out of a pediatric healthcare system 
should begin early and include partnerships with adult 
providers working in conjunction with pediatric providers 
to ensure seamless transitions. Payment mechanisms 
must also follow to enable both adult and pediatric pro-
viders to be reimbursed by care that may be accom-
plished concurrently for a period of time.

Healthcare Provider Education in Palliative Care 
and Specialty Certification
Curricula in medical and nursing schools lack adequate 
attention to palliative care. Physicians, nurses, and other 
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clinicians tend to be educated in academic silos with 
little exposure to interprofessional teams and the neces-
sary skill development to partner with patients and fami-
lies for advance care planning and addressing physical, 
emotional, spiritual, and psychological needs.

The recent Institute of Medicine report Dying in Amer-
ica points out that to ensure the availability of palliative 
care to all people with advanced illness, including pa-
tients with CVD and stroke, all clinicians from all disci-
plines and specialties who take care of such patients 
“should be competent in basic palliative care, including 
communication skills, interprofessional collaboration, 
and symptom management.”6 We agree with this prin-
ciple and endorse the following recommendation of the 
Institute of Medicine report:

Educational institutions, credentialing bodies, 
accrediting boards, state regulatory agencies, 
and healthcare delivery organizations should 
establish the appropriate training, certification, 
and/or licensure requirements to strengthen the 
palliative care knowledge and skills of all clini-
cians who care for individuals with advanced seri-
ous illness who are nearing the end of life.6

Specialty certification in palliative care exists for phy-
sicians, social workers, nurses, advanced practice pro-
viders, and chaplains, and access to clinicians with this 
specialty-level palliative care certification is essential for 
patients with advanced CVD or stroke. Appendix 2 pro-
vides details about specialty certification for physicians, 
nurses, social workers, and chaplains.

The recommendations below, which are based on 
those in Dying in America, have been edited to reflect 
the focus of this statement on advanced CVD and 
stroke.

Recommendation 23: Educational institutions and 
professional societies should provide training in palliative 
care domains throughout the professional’s career.

Recommendation 24: Accrediting organizations 
such as the Accreditation Council for Graduate Medical 
Education should require palliative care education and 
clinical experience in programs for all specialties respon-
sible for managing advanced CVD and stroke (including 
primary care clinicians).

Recommendation 25: Certifying bodies such as 
medical, nursing, social work, physician assistant, and 
chaplaincy specialty boards and health systems should 
require knowledge, skills, and competency in palliative 
care.

Recommendation 26: State regulatory agencies 
should include education and training in palliative care 
in licensure requirements for physicians, registered 
nurses, advanced practice nurses, physician assistants, 
social workers, and others who provide care to those 
with serious illness. Resources should be allocated to 
such education and training programs.

Recommendation 27: Entities that certify special-
ty-level healthcare providers should create pathways 
to certification that increase the number of healthcare 
professionals who pursue specialty-level palliative care 
training.

Recommendation 28: Entities such as healthcare 
delivery organizations, academic medical centers, and 
teaching hospitals, as well as community-based organi-
zations that sponsor specialty-level training positions, 
should commit institutional resources to increasing the 
number of available training positions for specialty-level 
palliative care.

Conclusions
Palliative care addresses the needs of people living 
with serious and chronic conditions, including CVDs 
and stroke. It seeks to improve QOL by preventing 
and relieving suffering and controlling symptoms. The 
healthcare team, patient, and family work together to 
develop a plan of care that reflects the values, prefer-
ences, and goals of the patient. In addition to relief 
of symptoms, important components of the palliative 
care plan are decisional, psychosocial, spiritual, and 
caregiver support. Evidence shows that when patients 
receive palliative care early in their illness trajectory, 
outcomes are better, including improved QOL, less de-
pression, and longer survival. Additionally, the imple-
mentation of palliative care services is associated with 
a significant healthcare cost savings. However, gaps in 
knowledge must be addressed about optimal palliative 
care for patients with CVD, long-term outcomes asso-
ciated with early and iterative use of palliative care in 
CVD, and effectiveness of primary palliative care for 
patients with CVD.109

Palliative care is an essential health benefit and cen-
tral to high-quality overall care. In this policy statement 
on behalf of the AHA/ASA, we address the importance 
and benefits of integrating palliative care services in the 
care of seriously ill patients with CVD and stroke, and we 
provide policy recommendations based on the associa-
tion’s guiding principles of comprehensive and high-qual-
ity palliative care, individualized care that reflects patient 
and family values and preferences, a skilled and compas-
sionate workforce, and continual assessment and quality 
measurement. The healthcare community is experienc-
ing a moment of enormous opportunity. The Medicare 
reforms included in the ACA have shaped a new trend in 
health care in which providers and payers have aligned 
incentives to work together to redefine care processes 
and payment models. The most important tasks now are 
to encourage continued and open dialog between pay-
ers and providers and to ensure that the new programs 
and initiatives meet the standards developed to provide 
the highest-quality care for people living with serious ill-
ness and their families.
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Appendix 1.  American Heart Association/American Stroke Association Policy Recommendations for 
Palliative Care

Category Recommendation

Federal agencies 1. � CMS should expand the situations in which it will reimburse for advance care planning discussions, such as being part of 
the yearly wellness examination offered by Medicare or at the request of the patient at other engagement points with his/her 
healthcare provider.

2. � Medicare and Medicaid should encourage that the decisions made in advance care planning discussions be documented in 
an individual’s medical record.

3. � All health insurance providers should provide financial incentives for healthcare providers to address the palliative care needs 
of their patients.

State agencies 4. � State Medicaid agencies should adopt codes and a reimbursement schedule for providers to engage in quality advance care 
planning discussions with their patients. This planning should include the provision of information about palliative options for 
those with stroke and CVD.

5. � State Medicaid agencies should ensure that palliative care is integrated into long-term services and supports.

6. � State laws should require that hospitals, nursing homes, home care agencies, special needs assisted living residences, and 
enhanced assisted living residences provide access to information and counseling on options for palliative care appropriate 
to patients with advanced life-limiting conditions. These organizations must also facilitate access to appropriate palliative 
care consultation and services, including associated pain management consultation and services, consistent with the 
patient’s needs and preferences.

7. � States should require inclusion of palliative care in health plans offered through health insurance marketplaces.

8. � States should evaluate the effectiveness of their prescription monitoring programs, with particular regard to the impact on 
the availability of essential medicines.

9. � State governments should allocate resources to community resilience and disaster planning that includes palliative care 
planning as a critical component.

Payer-provider 
relationships

10. � To effectively identify those patients in need of specialty palliative care services, payers and providers must collaborate 
by sharing and reviewing data. Once patients are proactively identified, they can be stratified and referred to appropriate 
services.

11. � Public policies should enhance and support information exchange and transparency between payers and providers while 
protecting the confidentiality of and preventing discrimination based on personal health information. Cumbersome policies 
that make information exchange between payers and providers difficult or poorly devised electronic health records policy 
(which can result in challenges such as lack of interoperability) can stifle these efforts. Public policy can also be proactive by 
incentivizing or mandating that certain data be shared between payers and providers. This would reduce reticence resulting 
from market pressures or economic concerns.

12. � Payers and providers must collaborate in an open and honest manner to identify perverse incentives and to redefine 
payment models to support care that is in the best interest of the patient. It is incumbent on providers to engage with 
payers to define care and payment models, to establish standards of quality, and to engage in the science of outcome 
measurement.

13. � ACOs and other risk-bearing entities (including Medicare Advantage plans, managed Medicaid, and federally integrated 
dual-eligibility programs) should be held to clear standards to ensure that the care they deliver is of the highest quality. For 
example, the National Quality Forum, a public-private quality measure–endorsing body, works with the CMS to link reliable 
and valid measures of quality to eligibility for payment.

14. � The Center for Medicare and Medicaid Innovation should make a point to select projects that test models of palliative care 
delivery to improve care for the sickest, most vulnerable beneficiaries.

15. � Healthcare systems and healthcare delivery organizations can support core palliative care skills acquisition by healthcare 
providers through such approaches as providing bonuses and payment for providers who demonstrate competency in these 
skills and mandating them as a requirement of employment or privileging.

16. � Medicare can influence palliative care knowledge acquisition more powerfully than any other payer by reforming funding 
for graduate medical education to ensure residents and fellows learn about communication and pain and symptom 
management, as well as other providers such as advanced practice nurses and physician assistants. Medicare can also work 
with the ACGME to encourage standards for program accreditation that require reliable palliative care infrastructure and 
provider competency in palliative care clinical skills.

(Continued )
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Policy Statem
ents

Health systems/
care transitions

17. � Healthcare providers and other clinicians who interface with patients with serious CVD and stroke should be familiar with 
palliative care resources within the hospital or other healthcare facilities and in the communities served by the facility and 
with gaps or problems in local access to palliative care services.

18. � Care planning and decision-making processes, including discussions concerning goals of care, postdischarge needs, 
options, and resources, are patient directed and patient centered and are conducted in consultation with the patient’s 
surrogate decision makers, family caregivers, and professionals responsible for the patient’s care, including palliative care 
generalists and specialists as needed.

19. � Hospital policy and practices should coordinate care planning, treatment decision making, and discharge planning processes 
for hospitalized patients to promote the development and modification of feasible care plans that reflect patients’ palliative 
care needs and how these needs will be met during all transitions and in any new care settings.

20. � Healthcare system processes should offer guidance in collaboration across institutions (eg, from an acute care hospital to 
a subacute care facility) to promote patient safety and well-being and to limit preventable rehospitalizations resulting from 
unmet palliative care needs or other problems with post-hospital care plans.

21. � The early involvement of clinical social workers and other professionals with expert knowledge of postdischarge resources 
and payment mechanisms is crucial to the development of feasible post-hospitalization care plans. Discussions about care 
transitions and post-hospital care plans should include explicit attention to the capacities and limitations of family caregivers 
and to resolving conflicts between what a patient or family may prefer and what a patient’s continuing care will require.

22. � Transition processes for young adults aging out of a pediatric healthcare system should begin early and include partnerships 
with adult providers working in conjunction to smooth the process. Payment mechanisms must also follow to enable both 
adult and pediatric providers to be reimbursed for care that may be accomplished dually for a period of time.

Healthcare 
provider 
education in 
palliative care 
and specialty 
certification

23. � Educational institutions and professional societies should provide training in palliative care domains throughout the 
professional’s career.

24. � Accrediting organizations such as the ACGME should require palliative care education and clinical experience in programs for 
all specialties responsible for managing advanced CVD and stroke (including primary care clinicians).

25. � Certifying bodies such as medical, nursing, social work, and chaplaincy specialty boards and health systems should require 
knowledge, skills, and competency in palliative care.

26. � State regulatory agencies should include education and training in palliative care in licensure requirements for physicians, 
registered nurses, advanced practice nurses, physician assistants, social workers, and others who provide care to those with 
serious illness. Resources should be allocated to such education and training programs.

27. � Entities that certify specialty-level healthcare providers should create pathways to certification that increase the number of 
healthcare professionals who pursue specialty-level palliative care training.

28. � Entities such as healthcare delivery organizations, academic medical centers, and teaching hospitals, as well as community-
based organizations that sponsor specialty-level training positions, should commit institutional resources to increasing the 
number of available training positions for specialty-level palliative care.

ACGME indicates Accreditation Council for Graduate Medical Education; ACO, Accountable Care Organization; CMS, Centers for Medicare & Medicaid 
Services; and CVD, cardiovascular disease.

Category Recommendation

Appendix 1.  Continued

Appendix 2: Specialty Palliative Care 
Certification

Physicians
The American Board of Medical Specialties formally 
recognizes specialties and subspecialties in allopathic 
medicine and confers specialty and subspecialty status. 
Although voluntary, this recognition is used by the govern-
ment, healthcare systems, and insurers as evidence of 
high standards. Reflecting the roots of palliative medicine 
in many specialties, the American Board of Medical Spe-
cialties Hospice and Palliative Medicine (HPM) certifica-
tion examination is offered by 10 specialty boards: the 
American Boards of Internal Medicine, Anesthesiology, 

Family Medicine, Physical Medicine and Rehabilitation, 
Psychiatry and Neurology, Surgery, Pediatrics, Emergency 
Medicine, Radiology, and Obstetrics and Gynecology. The 
HPM certification examination is designed to evaluate the 
knowledge, diagnostic reasoning, and clinical judgment 
skills expected of the certified physician practicing in the 
broad domain of HPM. As of 2012, successful completion 
of an accredited HPM 12-month fellowship program is the 
only pathway to HPM American Board of Medical Special-
ties Board certification. Accreditation Council for Graduate 
Medical Education–accredited fellowship training must oc-
cur over a 12-month period with the elements outlined by 
the core curriculum in HPM. Fellowship training must occur 
in a minimum of 3 settings: inpatient hospital, long-term 
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advanced knowledge in palliative care. This may be part of 
a specialty track within a master’s or doctoral program, or a 
certificate may be awarded after completion of a program. 
The Hospice and Palliative Nurses Association, the nurs-
ing specialty organization for hospice and palliative nurses, 
offers numerous professional development products and 
services for nurses and professionals in the specialty.

Social Workers
The Advanced Certified Hospice and Palliative Social 
Worker credential was created in 2008 with the support 
and partnership of the National Hospice and Palliative 
Care Organization at the Master of Social Work level. The 
Advanced Certified Hospice and Palliative Social Worker 
credential targets the development of specialized knowl-
edge, skills, and capacities in palliative social work, espe-
cially for social workers in end-of-life care and those who 
practice social work in pain and symptom management. 
Eligibility requirements include a master’s degree in social 
work from an accredited university, a current license to 
practice as a professional social worker, ≥20 continuing 
education units related specifically to hospice and pallia-
tive care, documentation of at least 2 years of supervised 
social work experience in hospice and palliative care, and 
adherence to National Association of Social Workers Code 
of Ethics and Standards for End of Life Care.167 Masters-
prepared social workers, however, are well equipped by 
virtue of their core social work training in family and social 
systems and principles of self-determination to practice 
palliative social work at the generalist level such as con-
ducting basic pain assessments without specialized train-
ing or earning a certification.

Chaplains
In the United States, professional healthcare chaplains are 
certified by 1 of 3 chaplaincy associations: the Associa-
tion of Professional Chaplains (multifaith), the National As-
sociation of Catholic Chaplains, and Neshama: Association 
of Jewish Chaplains. These organizations share common 
competencies for chaplaincy certification. The require-
ments for hospice and palliative care specialty certification 
from the Association of Professional Chaplains include be-
ing a Board of Chaplaincy Certification Inc board-certified 
chaplain for at least 1 year; completion and documentation 
of a minimum of 3 years of clinical experience in hospice 
and palliative care; 3 recommendation letters; submis-
sion of a major essay that incorporates the theory and 
practice of chaplaincy care in hospice and palliative care 
ministry, along with a comprehensive case presentation; 
submission of an actual presentation and the accompany-
ing script of no more than 20 slides; list of hospice and 
palliative care continuing education hours over the past 2 
years (at least 15 hours each year); and the completion of 
a conference call interview.168

care, and ambulatory care. Fellows in the 12-month period 
must complete the following minimum training sequence 
regardless of their primary specialty: a minimum of 4 
months of inpatient palliative care consultation with experi-
ences in inpatient hospice care, home hospice care, long-
term care, and outpatient clinics. Fellows must complete 
a minimum of 25 home hospice visits and must have an 
outpatient clinic experience. Fellows must see a minimum 
of 100 new inpatient consultations and should follow up a 
minimum of 25 patients longitudinally across settings (eg, 
inpatient hospitalization, home, home hospice, inpatient 
hospice, and long-term care). Fellows must have training 
that exposes them to both adults and children and must be 
trained by an interdisciplinary team (eg, nurse, chaplains, 
social worker).165

Nurses
The Hospice and Palliative Credentialing Center offers 
hospice and palliative certification to nurses and other 
members of the team. The Hospice and Palliative Cre-
dentialing Center offers 7 certification programs: Ad-
vanced Certified Hospice and Palliative Nurse, Certified 
Hospice and Palliative Nurse, Certified Hospice and Pal-
liative Pediatric Nurse, Certified Hospice and Palliative 
Licensed Nurse, Certified Hospice and Palliative Nursing 
Assistant, Certified Hospice and Palliative Care Admin-
istrator, and Certified in Perinatal Loss Care. Both the 
Certified Hospice and Palliative Nurse and the Advanced 
Certified Hospice and Palliative Nurse examinations are 
accredited by the Accreditation Board for Specialty Nurs-
ing Certification. To take the Certified Hospice and Pal-
liative Nurse or the Certified Hospice and Palliative Pedi-
atric Nurse examination, the applicant must be currently 
licensed as a registered nurse or advanced practice 
registered nurse. Registered nurses must have hospice 
and palliative nursing or hospice and palliative pediatric 
nursing practice of 500 hours in the most recent 12 
months or 1000 hours in the most recent 24 months 
before applying for the appropriate examination. To sit 
for the Advanced Practice Certified Hospice and Pal-
liative Nurse examination, advanced practice registered 
nurses must hold a master’s, postgraduate, or doctoral 
degree from an advanced practice nursing program that 
includes both didactic and clinical components and is ac-
credited by the Commission on Collegiate Nursing Edu-
cation or the Accreditation Commission for Education in 
Nursing. They should work as a clinical nurse specialist 
or nurse practitioner with 500 hours in the most recent 
12 months or 1000 hours experience in the most recent 
24 months in advanced practice hospice and palliative 
nursing. Certification is also available for licensed practi-
cal nurses and licensed vocational nurses.166 

In addition to the certification examinations available 
through the Hospice and Palliative Credentialing Center, 
many universities offer graduate-level courses that teach 
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