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Preface

Palliative care is specialized medical care for people with serious illnesses. It focuses
on providing patients with relief from the symptoms, pain, and stress of a serious
illness—whatever the diagnosis or stage of illness. The goal is to improve quality of
life for both the patient and the family. Countless studies have shown that patients
with serious and life-threatening illness experience untreated pain and other symp-
toms; lengthy hospitalizations involving unwanted, often futile, burdensome, and
costly medical treatments; and low overall family satisfaction—particularly with the
quality of hospital care [1-11].

Encouragingly, a growing body of research supports the evidence for palliative
care’s positive impact on important clinical outcomes. These include relieved pain
and distressing symptoms, improved quality of life for patients and families com-
pared to controls, reduced anxiety and depression, support of ongoing discussion of
goals of care and difficult decision-making, spiritual well-being, eased burden on
caregivers and improved satisfaction, improvement in patients’ ability to complete
life-prolonging treatments, improved communication and transition management,
and better survival in studies of some cancer and hospice populations. As a conse-
quence of better quality of care—for example, fewer pain and symptom crises leading
to 911 calls, emergency department visits, and hospitalizations—palliative care
models have been shown in multiple studies to reduce hospital readmissions and
costs and to decrease costs in community settings [12-25].

This evidence highlights the ability to enhance healthcare value by improving
quality and, by actually meeting patient and family needs, containing costs. For
example, a pivotal study by Morrison et al. (2008) found that palliative care pro-
grams improve physical and psychological symptoms as well as caregiver out-
comes of well-being and family satisfaction [26]. This study also demonstrated net
savings of $1,696 in direct hospital costs per admission. A similar study found that
patients enrolled in Medicaid who received palliative care incurred $6,900 less in
hospital costs than a matched group receiving usual care. The patients receiving
palliative care spent less time in the hospital; were less likely to die in intensive
care units; and more likely to receive hospice referrals [27]. Likewise, a study of
the Advanced Illness and Management (AIM) program launched by Sutter Health
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in Northern California found that, through integrated home-based and transitional
palliative care, patients’ needs were met at home, resulting in fewer hospitaliza-
tions and lower costs (average savings per patient was approximately $2,000 per
month) [28].

The past two decades have witnessed a dramatic period of growth in palliative
care services, particularly in hospitals. Over 85 % of large hospitals now offer pal-
liative care services. Yet, fewer than half of public, for-profit, and small community
hospitals report presence of a palliative care team. Even in the hospitals where such
services exist, only a fraction of those patients and families who could benefit actu-
ally receive palliative care. These teams are variably supported by hospital opera-
tions dollars, fee for service provider reimbursement, and philanthropy. As a result
of inadequate and unreliable resources and the fact that palliative care services are
not mandated through regulatory or accreditation processes, most programs are too
understaffed to reach all the patients in need. Therefore, public policy is needed to
standardize high quality and to assure access for all Americans with serious illness
who can benefit from care informed by palliative care principles and practices.
Importantly, access to palliative care must be scaled beyond hospitals to community
settings where patients and their families live and need help. It is precisely the
absence of needed palliative and social supports in the community that forces people
to turn to 911 calls, ambulances, and emergency rooms.

The USA is currently facing a crisis in health care marked by unsustainable
spending and quality that is poor relative to international benchmarks. A recent
report to the Institute of Medicine on the costs of care for the seriously ill revealed
that 5 % of the US population account for half of the nation’s healthcare spending
and only a minority of them, 11 %, are in the last year of life [29]. The ongoing
healthcare reform debate centers on how to best care for this seriously ill popula-
tion, in a manner that supports high quality, person- and family-centered care, so as
to improve quality enough to reduce the need for costly crisis care in hospitals.
Palliative care must be a key component to those discussions.

Meeting the Needs of Older Adults with Serious Illness: Challenges and
Opportunities in the Age of Health care Reform is a platform upon which to build that
discussion. In the following chapters, expert researchers and academic leaders have
partnered with policy experts and thought leaders to tackle 16 key areas where pallia-
tive care could have a substantial role in reform and improvement, and real-world
policy options to accomplish these goals. Together these partners highlight the current
evidence, outline specific policy recommendations to translate this evidence into
practice, and discuss the practical action steps by which these policy changes could
be enacted.

The first section of the text, Current Needs of Older Adults with Serious Illness,
describes the harms of unnecessary testing and treatment, using the Choosing Wisely
campaign as a case study of an actionable solution [30]; reveals racial, socioeco-
nomic, and regional disparities in access to palliative care services; and delves into
the challenges and implications of caregiving among families of the seriously ill.
The second segment, Settings for the Care of the Seriously Ill, examines the wide
arrays of settings for the care of the seriously ill, including community and
home-based services, hospice programs and various sites of delivery of hospice



Preface vii

services, and long-term care facilities. Next, Measuring Quality and Paying for the
Care of the Seriously Ill begins with a discussion of current efforts to measure
the quality of care for the seriously ill, including the limitations of such measures
and actionable areas for their improvement. This section also addresses the evidence
for palliative care’s impact on costs; explores government programs for the seriously
ill, including many people dually eligible for Medicare and Medicaid coverage; and
examines the perspective of payers providing healthcare insurance coverage to this
expensive and vulnerable population. In addition to the policy recommendations
and action steps described in the preceding sections, the final segment of the book,
Platforms for Improvement, explicitly reviews five areas of active evolution: novel
approaches to integrating palliative care into accountable care organizations; health-
care system redesign to facilitate the process of eliciting and incorporating what is
most important to patients—their priorities for their life—into clinical practice
across the care continuum; advocacy for palliative and person-centered care by
disease-specific advocacy groups, including current legislative efforts; research
priorities and funding mechanisms to expand the palliative care evidence base; and
education and training efforts across the medical, nursing, and other healthcare
and allied disciplines.

The recommendations and actionable steps described throughout these chapters
are the products of the latest scientific evidence and the collaborative efforts of lead-
ing academic, industry, and policy experts in each field. As a whole, Meeting the
Needs of Older Adults with Serious Illness: Challenges and Opportunities in the
Age of Health care Reform provides a road map for improving the value of health
care for the seriously ill amidst this critical time of transformation.

New York, NY Amy S. Kelley, M.D., M.S.H.S.
Diane E. Meier, M.D.
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Part I
Current Needs of Older Adults

with Serious Illness



Chapter 1
When More Is Less: Overuse of Medical

Services Harms Patients

Shannon Brownlee, Christine Cassel, and Vikas Saini

A case related in 2012 [6] by Dr. Angelo Volandes, of Harvard Medical School,
illustrates how easily one seemingly reasonable clinical decision leads to the next,
each contributing to a cascade of harm and overuse. Glenda B. was diagnosed with
Alzheimer’s while in her late 60s. By the time she was 71, Glenda was no longer
able to drive or balance her checkbook; by 80, she was in the advanced stages of her
disease: confused, unable to recognize familiar faces, incapable of feeding or dress-
ing herself. She had completed an advance directive while still in the early stages of
her disease, indicating that in the event that she lived long enough to develop
advanced dementia, she would not want cardiopulmonary resuscitation or to be
placed on a ventilator or fed through a tube.

When Glenda fell and broke her hip, she was taken to the emergency department
of a Boston teaching hospital, where she was met by her sons. An orthopedic surgeon
told them their mother needed surgery to repair her hip, citing the generally recog-
nized and accepted clinical approach; without surgery, he said, their mother would
suffer significant pain. When they indicated that their mother’s advance directive
might not permit her to be intubated for the surgery, they were told the directive could
be “temporarily reversed,” as this was standard procedure for patients with an advance
directive who suffered a femoral fracture. Reluctantly, they agreed to the surgery.

An internist who was called to evaluate Glenda’s fitness for the procedure noted an
irregular EKG reading and administered a cardiac enzyme test, which was elevated.
The internist alerted the attending cardiologist, who informed Glenda’s sons that their
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mother might be suffering a heart attack and needed to be catheterized. (The elevation
of cardiac enzymes is a generally accepted marker of heart injury due to coronary
disease and is often treated with angioplasty or mechanical revascularization.)
They agreed to the procedure, and a coronary stent was placed. During the procedure,
and again afterwards, Glenda stopped breathing. Contrary to her advance directive,
and presumably arising from the same logic as for the hip surgery, cardiopulmonary
resuscitation was performed and she was placed on a ventilator. After a week in the
intensive care unit, she was successfully removed from the ventilator. Two days later,
she was transferred from the intensive care unit to the operating room, where she was
re-intubated for her hip repair. The procedure was uncomplicated, but Glenda could
not be removed from the ventilator and was transferred back to the ICU.

At the end of Glenda’s second stay in the ICU, her sons were approached for
their consent for a tracheostomy (requiring an incision in the throat for placement of
a tube to permit long term ventilator dependence) and placement of a feeding tube
(requiring an incision through the abdominal wall to place a tube for delivery of
artificial nutrition and hydration), another “standard procedure” among patients
expected to remain ventilator dependent for a prolonged period. Despite some mis-
givings about having agreed to allow their mother to be intubated against her
expressed wishes, the sons felt she had come too far to give up now. They agreed to
the procedures. Glenda was stabilized and transferred back to the long-term care
wing of her nursing home. Over the following month, she was transferred back and
forth from nursing home to hospital three times for infections and once to re-insert
her feeding tube after she pulled it out. This last episode led the nursing home staff
to place her in wrist restraints.

During Glenda’s last hospitalization, a medical resident helping care for her
decided to consult the hospital’s palliative care team. The team first approached her
sons to discuss their mother’s goals of care. Then, over the course of 2 days, the
team reviewed her voluminous medical records and queried her various specialists
about her prognosis. When they met again with her sons, they told them their mother
was unlikely to recover even the limited function and quality of life she had before
the original fall. The sons decided that their mother would never have wanted any of
the interventions that she had undergone over the last 8 weeks and that hospice—
care focusing strictly on her comfort—would be the right choice.

Both the ventilator and the feeding tube were removed. She continued to breathe
on her own (as often occurs in such patients) and was able to transfer back to her
nursing home’s hospice unit, where she died peacefully, surrounded by her sons and
grandchildren.

When taken in isolation, each clinical decision—to repair Glenda B.’s broken
hip, place a stent during an acute myocardial infarction, perform a tracheostomy
after a prolonged period of intubation, and place a feeding tube—undoubtedly
seemed reasonable and appropriate to Glenda’s clinicians. Indeed, based on stan-
dard clinical practice, each decision led to the “right” care, so long as the context of
this frail, elderly, demented patient’s specific situation was not taken into account.
Each step was portrayed to her sons as the most compassionate course. Yet when
seen in hindsight and in aggregate, it is possible to view much of the care Glenda
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received as overuse, even as each decision along the way may also have seemed
entirely understandable.

In order for Glenda B.’s clinicians to have made different, more patient-centered
decisions, they would have had to resist an array of forces—economic, social, and
legal—that so often make overuse the default option in American medicine.
Resisting those forces requires ignoring prevailing medical culture, which encour-
ages clinicians to “fix” each isolated condition, and seeing patients as a series of
individually failing organ systems and broken parts rather than as whole persons.
The orthopedic surgeon encountered a woman in pain from a fractured femur,
which could be repaired with a routine surgery. The cardiologist saw a possible
heart attack that could be visualized and corrected with catheterization. This prac-
tice of focusing on each organ system in isolation, rather than the whole patient,
can make it difficult for clinicians to keep in mind the therapeutic cascade that so
often occurs in the care of frail and elderly; it makes it almost impossible to per-
ceive an alternative course of care, much less discuss different options with the
patient and family.

It is against this backdrop, of a medical culture that often values doing more
rather than doing what’s best for the individual patient, that palliative care must try
to ensure that patients and families understand the potential outcomes of various
treatment decisions and that they are protected from unnecessary suffering, both
from their illnesses and from iatrogenic harm. While overuse can be particularly
pernicious when it comes to the care of frail, elderly patients, regardless of whether
they are known to be near the end of life, the suffering it can cause is not confined
to this population. Young or old, rich or poor, insured or uninsured, patients are
vulnerable to the harms of overuse. This chapter will look at some of the economic
and cultural factors that contribute to this problem. It will suggest some broad cat-
egories for defining overuse, look at the estimates of its scope and the harm that is
caused, and offer several of the remedies that will be needed to shift the medical
culture that sustains it.

Definition of Overuse

Overuse is often seen as falling into two main categories, overdiagnosis and over-
treatment, but there is considerable overlap between the two, and there are other
categories of services that should be, but often are not, considered overuse [1-3].
Overdiagnosis is most likely to occur when tests are used to screen asymptomatic
patients for disease. It is also likely when diagnostic tests are used for a patient who
has a low pretest likelihood of having the condition; when there is no effective treat-
ment even if the patient does have the condition; or when effective treatment exists
but the patient is not an appropriate candidate, so diagnosis will not change the
course of therapy. Overtreatment occurs when procedures or tests for which there is
no evidence of benefit whatsoever are used; the patient is an inappropriate candi-
date; the patient is appropriate but his or her preference is ignored; or the totality of
the patient’s risk, comorbidities, and quality of life are not considered or discussed.
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Given the wide variety of clinical situations where overuse is possible, we sug-
gest some broad categories for scrutiny:

* Ineffective screening tests that have not been shown to reduce morbidity or
mortality, and which are likely to lead to the finding of lesions that will not
harm the patient, but must nonetheless be pursued with a diagnostic workup
once they are detected (e.g., CA125 test for ovarian cancer [5])

e Screening tests that commonly lead to the diagnosis of conditions that
likely would not have caused symptoms in the patient’s lifetime [7], or
who could have been treated equally effectively had they been detected at
a later time (e.g., PSA test [8]) or to overdiagnosis when the pretest prob-
ability of disease is low

» [Ineffective treatments and tests (e.g., antibiotics for viral infection)

* Inappropriately used treatments and tests, or treatments and tests that have
been shown to be effective for some patients but are delivered to patients
who are unlikely to benefit (e.g., coronary angioplasty for a patient who
has no symptoms of ischemic heart disease and CT scan for a pediatric
patient with no evidence of intracranial trauma on a neurological exam [9])

e Non-evidence-based treatments or tests, which nonetheless become stan-
dard of care despite nonexistent, poor, or conflicting evidence for effec-
tiveness or benefit vs. harm (e.g., tissue plasminogen activator (tPA) for
stroke [10] and steroids for spinal cord injury [11])

* Routine but useless tests and procedures, such as routine anticoagulation
for all hospitalized patients [12] or blood and imaging tests whose results
will not be read or will not change the course of treatment

* Futile rescue care, such as CPR or feeding tube for an elderly patient suf-
fering multiple organ failure or advanced dementia [13]

* Unwanted elective procedures and tests that the patient would have chosen
to avoid if he or she had been well informed and the clinician had engaged
in shared decision-making [14]

* Unwanted end-of-life care, or end-of-life care that contravenes wishes
stated in an advance directive [15-17]

The delivery of ineffective or inappropriate services is the clearest case of over-
use, the easiest to measure, and exceedingly common. For example, two recent
studies using records from the American College of Cardiology (ACC) National
Cardiovascular Data Registry found that 7 and 11.6 % of patients who underwent
elective coronary angioplasty for ischemic heart disease were inappropriate, based
on guidelines developed by the ACC [18, 19]. The patients who were deemed inap-
propriate by the authors either had no symptoms of heart disease or did not have the
particular signs and symptoms (e.g., level of coronary artery occlusion) that the
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guidelines identified as indicating a likelihood of benefit from the procedure.
Delivering a treatment to an inappropriate patient is a clear case of overtreatment.

Unfortunately, such tidy definitions for overtreatment are the exception, in part
because there have not been definitive studies of many interventions, and those
that have valid evidence are often studied only in specific and limited populations.
This is especially the case for the frail elderly, for whom large randomized trials
of most interventions have not been conducted or published. For example, each
specific intervention that Glenda B. endured might have been shown to be effective
in isolation, especially in younger, healthier patients, but with the complications of
her advanced dementia and frailty, they could not have been expected to offer much
chance, if any, of meaningful recovery.

Even in younger people, examples abound of treatments that are used widely in
the absence of valid evidence that they work, or without evidence to help clinicians
know which patients are most likely to benefit. For example, in the 1990s, at least
41,000 women were subjected to the rigors and risk of high dose chemotherapy for
metastatic breast cancer with autologous bone marrow transplant rescue, a treat-
ment that was enthusiastically embraced by oncologists, and particularly hematolo-
gists, long before the evidence was in from four randomized controlled trials, which
showed it was no better than standard therapy [20]. In other cases, flawed or biased
research, or misinterpretation of data, misleads clinicians into using ineffective or
sometimes harmful treatments, as was true for rofecoxib (Vioxx) [21, 22]. Patients
may also be overtreated when clinicians are reluctant to curb their enthusiasm for an
experimental procedure, even after well-conducted clinical trials have thrown the
treatment’s value into doubt [23, 24].

Perhaps the least recognized form of overuse occurs when patients who are
offered elective procedures are not adequately informed about the trade-offs
involved in their treatment options [25, 26]. For example, most elective angioplasty
patients believe, incorrectly, that the procedure will reduce their risk of heart attack
and death [27]. Evidence suggests that patients routinely undergo many types of
elective treatments, even surgery, that they would have actively chosen to avoid, had
they been better informed of the trade-offs and the level of evidence supporting the
procedure and had their clinician done a better job of eliciting their preferences
[14]. This situation, dubbed “preference misdiagnosis” in a recent paper by Albert
Mulley and colleagues [28], should be considered a form of overuse.

Scope of the Problem

Given the wide variety of medical service overuse, it should come as no surprise
that it has been difficult to quantify the total amount of overuse that occurs in the
USA in any given year. Data on overuse are scarce, both because it has not been
formally recognized as a widespread and serious problem until recently and because
many treatments can be appropriate or inappropriate, depending on widely varying
clinical circumstances and the patient’s preferences. Identifying cases of overuse in
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large datasets is difficult, and efforts to quantify it have been further hampered by
the fact that the USA has no research agenda specifically aimed at defining its scope,
causes, or consequences [29, 30].

Despite these difficulties, several credible estimates for the amount of money
wasted on overuse have been produced in recent years. Each draws on different
types of data, yet all suggest that overuse is a common occurrence in American
health care. Using geographic variation in Medicare utilization patterns, John
Wennberg and his colleagues estimate that as much as 30 % of Medicare spending,
or over $159 billion [31], goes towards overuse [32], and there is some evidence that
the patterns of care that lead to overuse in the Medicare population also hold for
Americans under age 65 [33]. The Dartmouth researchers attribute much of the dif-
ference in care across geographic regions to the overuse of such supply-sensitive
(i.e., if the capacity to deliver the service exists, it will be deployed) services as
hospital days, time in the ICU, and extra physician visits. Another estimate for over-
use comes from the Institute of Medicine, which in 2012 identified a total of $750
billion in unnecessary annual medical spending [34]. Of that $750 billion, the
Institute estimated that $210 billion was spent on unnecessary services. Another
paper, by Donald Berwick and Andrew Hackbarth, estimated that in addition to
overtreatment, another $25-45 billion is spent annually on care that could have been
avoided, had care processes been more effective [4]. A PricewaterhouseCoopers
paper calls out $210 billion in “defensive medicine,” a category that appears to con-
sist almost entirely of overtreatment [35].

While the wide range among these estimates reflects the uncertainty surrounding
the true scope of the problem, accumulating evidence suggests that overuse makes
up a significant proportion of American health care. And because unnecessary medi-
cal services offer no or only marginal benefit, while still posing the risk of harm to
patients, the amount of harm being caused by overuse is undoubtedly substantial.
The most obvious and worrisome harms are poor patient outcomes—increased pain,
serious disability, and death—but there are also significant harms related to “non-
clinical” outcomes, such as financial burdens, spending precious remaining time in
a hospital instead of at home, and patients’ loss of autonomy and diminished ability
to participate in daily life. Medical interventions can delay or interfere with physical,
spiritual, and emotional comfort and quality of life, especially at the end of life, and
deprive both patient and family members of time together that cannot be regained.

What is the extent of harm caused by overuse? Again, there is no systematic col-
lection of such data, and few studies that have looked directly at that question, but
the sporadic evidence that does exist suggests the number of patients who suffer
harm is likely to be considerable. The most readily available data on harm come
from studies of overtreatment, the inappropriate use of a treatment or test. One 2006
systematic review estimated that more than 40 % of antipsychotic, antidepressant,
and antianxiety medications in the USA were prescribed inappropriately [36]. The
authors did not attempt to quantify the rate of serious side effects, which include
akathisia, suicidality, and extrapyramidal symptoms such as Parkinsonism [37].
A recent paper estimated that the four million CT scans performed on children each
year are projected to cause 4,870 cancers [38]. As many as one-third of CT imaging
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tests may be inappropriate [39]; thus approximately 1,600 of those cancers may
have been the result of a scan that offered no benefit.

We can also make some reasonable inferences of harm from overuse due to
preference misdiagnosis, which occurs when the patient would have chosen a differ-
ent treatment had he or she been better informed of the options. Several randomized
controlled trials have found wide differences in treatment choices among patients
who were informed of their options via usual care versus patients who also had
access to patient decision aids [14], devices that offer balanced, evidence-based
information about elective treatment choices in a manner that most patients can
understand. One such study found that patients with access to a decision aid were
20 % less likely to choose elective coronary artery interventions than patients who
got usual care [40]. Another recent study found that patients suffering from knee
and hip pain due to arthritis, and who had access to patient decision aids, were at
least 25 % less likely to opt for joint replacement compared to patients receiving
usual care [41]. Overall, studies comparing patients who have access to a patient
decision aid show that 20 % fewer patients choose invasive options compared to
patients who get usual care [14].

From these sorts of studies we can infer the number of patients who are harmed
by a treatment they would not have wanted, had they been better informed of their
options. Typical estimates for serious procedural adverse events for coronary artery
interventions, including stroke, myocardial infarction, perforation, and death, are
around 1 %. That means that of the 80,000 patients who had an elective PCI, but
who would not have really wanted one if fully informed, (20 % of the total of
400,000), 800 suffered a serious adverse event. For the 11.6 % of such patients
who were inappropriate candidates [19], 464 can be estimated to have suffered a
serious side effect.

A similar calculation can be made for knee and hip replacement patients: of the
over one million leg joint replacements done each year, around 250,000 would
likely have been unwanted. All arthroplasty patients face postoperative pain and a
period of rehabilitation. Nearly 4 % [42], or about 10,000 joint replacement patients
can be expected to suffer a serious adverse event such as infection, dislocation,
myocardial infarction, pulmonary embolism, and death. A little less than 1 % had to
undergo a second surgery to repair problems with the first.

For every specific type of overuse that can be imagined, the potential for harm is
greatest in the elderly. The old have fewer physiologic reserves than the young, are
more likely to live with multiple chronic conditions that interact and influence
recovery, are more likely to require hospitalization (with all the attendant risks of
nosocomial infection and medical error that each admission entails), and have lower
reserve capacity to recover from what might be minor side effects for younger
patients. Medicare beneficiaries, particularly those over 75, are at uniquely high risk
of suffering harm from overuse. Studies have found, for example, that elderly
patients who have multiple comorbidities or limited life expectancy and who
undergo screening and treatment for cancer only rarely benefit from treatment;
many suffer chart-documented pain and psychological distress [43, 44]. Aggressive
treatment, which may be effective in a younger patient, may lead to lower quality of
life and an earlier death in an elderly patient [45].
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Wasted Resources

In addition to physical harm, overuse is a substantial component of the growing
economic burden imposed by healthcare spending, for both the public and private
sectors. Rising healthcare spending is a contributor to high unemployment [46] and
a cause for concern about high levels of future government debt or tax increases.
That fiscal burden poses a threat to the continued provision of health care and other
critical public goods such as education, infrastructure, national defense, and poverty
reduction. Most importantly, growing healthcare spending (with little or no improve-
ment in population-based outcomes compared with other developed countries [47])
is a principal reason for the slow growth in lower- and middle-class living standards
since the 1980s. From 2000 to 2009, nearly a third of a typical worker’s compensa-
tion growth went to rising healthcare spending [46].

Diminished living standards are not the only form of financial harm. Overtreatment
also represents a misallocation of resources, which could be put to better use paying
for services that patients want, such as palliative care and home-based care, espe-
cially during serious chronic illnesses. Filling hospital beds with patients who do
not need to be there and are at risk of harm strains the resources of the medical
system [48]; it distracts doctors and nurses from other patients, fills CT scanners
and operating rooms at critical moments, and packs emergency departments and
clinics with patients who could be more safely and effectively managed elsewhere
[49, 50]. The result is longer waits and potentially worse outcomes for those patients
with ailments that medicine is actually able to treat or even cure. In areas with high
levels of socioeconomic inequality, it seems reasonable to conjecture that overtreat-
ment of the wealthy may contribute to undertreatment of the poor (though there are
no data to support this contention).

Collateral Damage: Clinicians and Family

When patients are no longer able to make independent decisions, family members
must step in to protect their wishes, but the culture of medicine routinely fails to
support them in those efforts. As in Glenda B.’s case, family members often become
the focus of medicine’s “do everything” culture, even to the point of overturning the
patient’s already-expressed directives. Overuse can inflict substantial emotional dis-
tress and guilt on family members, and stand in the way of their acceptance of the
reality of the future course of the illness, especially when patients are nearing the
end of life. (In recognizing the harm we do to families, both as decision-makers on
behalf of their loved ones and as overburdened family caregivers, we must also
recognize that the system is failing to provide needed supports for them, too.)
Overuse can also hurt clinicians, diminishing their satisfaction in their work and
damaging their sense of pride in their professionalism [51]. Overuse is connected to
clinician burnout and moral distress, a well-documented phenomenon, particularly
among nurses, that is the result of internal conflict—knowing the right thing to do for
the patient and being unable to do it because of institutional or other constraints [52].
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Causes of Overuse

Various observers offer different reasons for the prevalence of overuse. Health pol-
icy analysts often blame fee-for-service payment, which rewards clinicians and the
entire healthcare industry for the volume rather than value of services [53].
Clinicians often point to defensive medicine, their constant worry that a patient may
sue for a missed diagnosis or failure to treat [54]. Medical training, particularly the
“hidden curriculum” (the transfer by example of idiosyncratic patterns of practice
from instructors to trainees), has a powerful effect on clinician behavior, including
their tendency to overtreat [55]. Anecdotal reports suggest that trainees, particularly
during residency, are more likely to suffer rebuke for failing to perform tests than for
overtreatment. On the other side of the stethoscope, patients themselves may
demand unnecessary care; certainly clinicians believe that much overuse can be laid
at their feet [56].

Many have commented on the role of fragmentation in the dysfunctions of our
healthcare system. In our view another major factor in the growth of overuse has
been the fragmentation of clinical thinking itself. The reductionist approach which
accompanied the arrival of scientific medicine after the Flexner report ushered in an
era of intensive search for ultimate causes. With growing technologic power, such
causes were sought in smaller and smaller units of analysis, right up to current sci-
ence on the nanoscale. When evidence has been generated for individual drugs,
devices, or procedures, trials have tended to ignore the effects of multiple factors on
health and well-being and have actually excluded research subjects who are elderly
or have multiple chronic conditions—the very population most likely to receive
these treatments. This increasingly reductionist approach often results in inappro-
priate interpretations of the generalizability and applicability of specific treatments
to individual patients, and unexpected harms.

All of these factors contribute to overuse, because they are a manifestations of a
larger problem, a medical culture emphasizes what can be done to the patient—the
physical, medical, technological fixes for each of patients’ clinical problems.
Patients’ needs for communication, plain English information and decision sup-
ports, understanding, empathy, and comfort may be lost in the storm of diagnoses,
tests, and treatments. The desire to help a patient, or to demonstrate caring, com-
bined with a medical culture of doing, means that clinicians have come to view the
mother of a child with belly pain who leaves the emergency room without a CT scan
as a lawsuit waiting to happen, and the frail and elderly patient who dies of natural
causes without rescue care as a medical failure.

This focus on doing can impair clinicians’ ability to perceive the true reason the
patient is seeking care and prevent them from appropriately addressing the patient’s
goals. The adult children of a frail and demented older person who are demanding
treatment for a cancer diagnosis do not realize the potential dangers that chemo-
therapy and radiation pose in such patients. All they know is that they want to do the
best for their mother, and they assume that the treatment recommendations have
taken into account the patient’s frailty and other chronic conditions, and are likely to
restore her to health. The clinician fears that the children who are expecting
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state-of-the-art cancer treatment might sue if he or she explains that leaving the
cancer untreated is actually safer than subjecting her to risks and toxicities she is
unlikely to tolerate. And so the physician complies with the adult children’s
demands, knowing it is the wrong thing to do. Tort reform, the most commonly
proposed solution to defensive medicine, cannot address this communication gap
between the frightened patient and family and the lawsuit-averse clinician [57, 58],
though better communication does lead to lower risk of a lawsuit [59, 60].

Our reliance on medical solutions to illness, disability, and even the inevitability
of death has also fed our overconfidence in them, to the point where clinicians may
have trouble acknowledging evidence that a treatment does not work. Treatments
remain in common use years or decades after negative results from well-conducted
clinical trials should have led clinicians to restrain their enthusiasm. For example,
vertebroplasty was hailed early on as a relatively safe treatment for back pain caused
by osteoporotic vertebral fracture, with a “90 % rate of effectiveness” [61]. In 2009,
the New England Journal of Medicine published two randomized controlled clinical
trials of the procedure [23, 62]. The trials, both of which compared the procedure to
sham surgery, found no difference in pain relief or functional status. Yet back sur-
geons and other interventionalists continue to champion the procedure, pointing to
less powerful studies, including case-controlled studies, studies with short follow-
up, and case series, all of which have less power to demonstrate benefit [63]. Other
common practices are never even tested, so strong is our faith in their power to heal.

sk sk ok

While we believe the culture of medicine is the driving force behind a huge
amount of overuse, there are other factors that should be acknowledged. One of the
most important findings from the Dartmouth Atlas research is the powerful influ-
ence the supply of resources has on the volume of services delivered to patient,
particularly the chronically ill. Dartmouth researchers point to “supply-sensitive
care,” medical services whose rate of utilization is driven by the local supply of
medical resources [32]. This care is largely the result of discretionary decisions
made when patients are hospitalized—and many of these decisions have little if any
valid evidence to guide them. For example, clinicians (often emergency room
physicians) routinely decide whether or not a patient with influenza-like illness
needs to be admitted to the hospital. A search of PubMed turned up only one study
examining criteria clinicians may use, and no published guidelines. Under such
conditions, the availability of beds becomes a factor in the decision [64]. Similarly,
the availability of other clinicians (particularly specialists) can influence referral
decisions. For example, compared to a region where fewer gastroenterologists are
available, in a region where more such specialists are available primary care physi-
cians may be more likely to refer a patient with typical gastroesophageal reflux than
they would in an area with fewer specialists [65, 66]. The SUPPORT study found
that the primary predictor of place of death among 9,000 seriously ill persons was
the number of hospital beds per capita in the study community [67]. Thus variation
in hospital bed availability, not patient or family or physician preference, drove the
“decision” for where the patient would die and how he or she would be treated
during this vulnerable period of life. When it comes to supply-sensitive care, includ-
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ing hospitalization, ordering of imaging studies, ICU stays, and referrals to other
physicians, equally sick patients in high-supply areas will receive substantially
more treatment than patients in low-supply areas, yet there is little evidence to
show that regions where patients receive more care have better outcomes [68—70].
The lack of benefit, the substantial cost of supply-sensitive services [71], and the
disruption of patients’ lives are all reasons to think at least some supply-sensitive
care represents overuse.

Solutions

Eliminating overuse will require many technical remedies to guide clinicians
towards more appropriate treatment. We need more and better evidence for the
effectiveness and generalizability of many treatments currently in use, and a clearer
understanding of the risk of harm, especially for high-risk vulnerable patient popu-
lations. The Patient-Centered Outcomes Research Institute (PCORI) should help
supply some of the needed data. We will also need more effective means of dissemi-
nating valid, evidence-based guidelines and getting clinicians to follow them.
Choosing Wisely, the campaign launched by the American Board of Internal
Medicine Foundation in 2012, has successfully persuaded more than three dozen
specialty societies to identify procedures and tests that are ineffective or often used
inappropriately [72], including treatments and tests routinely and inappropriately
administered to frail elders and patients in need of palliative care [73]. Each spe-
cialty society has produced a list of at least five such overused treatments and sev-
eral have launched campaigns to encourage their members to stop doing them—or
in some cases to stop doing them on the wrong patients.

Choosing Wisely represents an essential start down the road towards reducing
overuse, and its effects will be amplified if other methods are employed at the same
time. For example, the ABIM Foundation supports teaching tools to help physicians
gain needed communications skills. Shared decision-making, a formal process for
informing patients of their treatment options and eliciting their preferences, should
be encouraged through training at all levels and through incentives such as quality
guidelines and payment. We need better systems for ensuring that advance directives
and person-determined goals for care are first sought and then respected. One pos-
sible means to accomplish that goal: making rates of completion of and compliance
with advance directives a reportable quality measure. Another reportable measure:
the percentage of elective surgery patients who have access to shared decision-mak-
ing and high-quality patient decision aids. The rate at which palliative care is
employed should be measured, not just for the dying but for any patient who is diag-
nosed with a serious, life-threatening, or painful disease. And as many health policy
experts have already pointed out, payment models that value effective care directed
at patient goals over simply performing more procedures will make room in the sys-
tem for better care. Patients and families can begin to help themselves avoid suffer-
ing unnecessary medical services by asking some simple questions (see Fig. 1.1).
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All of these fixes can help cut overuse and the harm that it causes, and many will
be necessary in the coming years. However, we believe these fixes will not be suffi-
cient to tackle the outsized problem of overuse without a dramatic shift in medical
culture, towards “doing more for the patient, and less fo the patient,” in the words of
cardiologist and humanitarian Bernard Lown. Palliative care has a central role to play
in that shift. Its practitioners recognize, whether explicitly or not, that patients and
families must be helped towards having concrete and achievable goals for care, and
they need to understand both the potential benefits and the harms of alternative paths,
and the limits to what medicine can do to improve the quality of life and lengthen it.
Patients and their families must be helped to understand there are trade-offs involved
in virtually every medical choice. Palliative care recognizes the wide gulf that exists
between what patients want, how they express it, and what clinicians may subse-
quently feel compelled to deliver, and between patient-centered care and tests and
treatments applied by harried and risk-averse clinicians, who work in hospitals, nurs-
ing homes, or other sites of care that are not organized around the needs of patients.
This is especially true for the frail elderly, where personalized home care can improve
quality of life, even length of life, while dramatically reducing hospitalizations and
the use of expensive but potentially harmful and futile technology [74].

If we want to break the cycle of overuse, certainly we must give clinicians the
evidence and other tools they need to know what the right care is, and a legal system
that ensures they won’t be sued if that’s what they deliver. And we must train them
to be better communicators and appraisers of evidence. We need a research agenda
for the problem of overuse, and ways of measuring compliance with guidelines for
best practices. But more than all of these, we need to change the culture of medicine
and the implicit belief on the part of both clinicians and patients that more is better.
The fact is that less is very often more.

References

1. Abramson J. Overdosed America: the broken promise of American medicine. New York:
Harper Perrenial; 2004. p. 384.

2. Brownlee S. Overtreated : why too much medicine is making us sicker and poorer. 1st ed.
New York: Bloomsbury; 2007. p. 343.

3. Welch HG, Schwartz L, Woloshin S. Overdiagnosed: making people sick in the pursuit of
health, vol. xvii. Boston: Beacon Press; 2011. 228 p.

4. Berwick DM, Hackbarth AD. Eliminating waste in US health care. JAMA. 2012;307(14):
1513-6.

5. Moyer VA. Screening for ovarian cancer: U.S. Preventive Services Task Force reaffirmation
recommendation statement. Ann Intern Med. 2012;157(12):900—-4.

6. Lenzer J. Unnecessary care: are doctors in denial and is profit driven healthcare to blame?
BMJ. 2012;345:6230.

7. Welch HG, Black WC. Overdiagnosis in cancer. J Natl Cancer Inst. 2010;102(9):605-13.

8. Lin K, et al. Benefits and harms of prostate-specific antigen screening for prostate cancer: an
evidence update for the U.S. Preventive Services Task Force. Ann Intern Med. 2008;149(3):
192-9.



16

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31

32.

33.

S. Brownlee et al.

. Schachar JL, et al. External validation of the New Orleans Criteria (NOC), the Canadian CT

Head Rule (CCHR) and the National Emergency X-Radiography Utilization Study II (NEXUS
II) for CT scanning in pediatric patients with minor head injury in a non-trauma center. Pediatr
Radiol. 2011;41(8):971-9.

Brown SG, Macdonald SP, Hankey GJ. Do risks outweigh benefits in thrombolysis for stroke?
BMJ. 2013;347:£5215.

Bydon M et al. The role of steroids in acute spinal cord injury. World Neurosurg. 2013. http://
www.worldneurosurgery.org/article/S1878-8750(13)00348-3/abstract.

Lederle FA, et al. Venous thromboembolism prophylaxis in hospitalized medical patients and
those with stroke: a background review for an American College of Physicians Clinical
Practice Guideline. Ann Intern Med. 2011;155(9):602—-15.

Teno JM, et al. Does feeding tube insertion and its timing improve survival? J Am Geriatr Soc.
2012;60(10):1918-21.

Stacey D, et al. Decision aids for people facing health treatment or screening decisions.
Cochrane Database Syst Rev. 2011;10, CD001431.

Volandes AE, et al. Randomized controlled trial of a video decision support tool for cardiopul-
monary resuscitation decision making in advanced cancer. J Clin Oncol. 2013;31(3):380-6.
Volandes AE, et al. A randomized controlled trial of a goals-of-care video for elderly patients
admitted to skilled nursing facilities. J Palliat Med. 2012;15(7):805-11.

Downey L, et al. Life-sustaining treatment preferences: matches and mismatches between
patients’ preferences and clinicians’ perceptions. J Pain Symptom Manage. 2013;46(1):9-19.
Anderson HYV, et al. Relationship between procedure indications and outcomes of percutane-
ous coronary interventions by American College of Cardiology/American Heart Association
Task Force Guidelines. Circulation. 2005;112(18):2786-91.

Chan PS, et al. Appropriateness of percutaneous coronary intervention. JAMA. 2011;306(1):
53-61.

Mello MM, Brennan TA. The controversy over high-dose chemotherapy with autologous bone
marrow transplant for breast cancer. Health Aff. 2001;20(5):101-17.

Curfman GD, Morrissey S, Drazen JM. Expression of concern: Bombardier et al., “Comparison
of upper gastrointestinal toxicity of rofecoxib and naproxen in patients with rheumatoid arthri-
tis,” N Engl J Med 2000;343:1520-8. N Engl J Med. 2005;353(26):2813—4.

Curfman GD, Morrissey S, Drazen JM. Expression of concern reaffirmed. N Engl J Med.
2006;354(11):1193.

Kallmes DF, et al. A randomized trial of vertebroplasty for osteoporotic spinal fractures.
N Engl ] Med. 2009;361(6):569-79.

Buchbinder R, et al. A randomized trial of vertebroplasty for painful osteoporotic vertebral
fractures. N Engl J Med. 2009;361(6):557-68.

Sepucha KR, et al. How does feeling informed relate to being informed? The DECISIONS
survey. Med Decis Making. 2010;30(5 Suppl):775-84S.

Zikmund-Fisher BJ, et al. The DECISIONS study: a nationwide survey of United States adults
regarding 9 common medical decisions. Med Decis Making. 2010;30(5 Suppl):20S-34S.
Rothberg MB, et al. Patients’ and cardiologists’ perceptions of the benefits of percutaneous
coronary intervention for stable coronary disease. Ann Intern Med. 2010;153(5):307-13.
Mulley AG, Trimble C, Elwyn G. Stop the silent misdiagnosis: patients’ preferences matter.
BMIJ. 2012;345:e6572.

Korenstein D, et al. Overuse of health care services in the United States: an understudied problem.
Arch Intern Med. 2012;172(2):171-8.

Keyhani S, Siu AL. The underuse of overuse research. Health Serv Res. 2008;43(6):1923-30.

. The Henry J. Kaiser Family Foundation. Medicare spending and financing fact sheet. [2012 11/14/12

6/11/2013]. http://kff.org/medicare/fact-sheet/medicare-spending-and-financing-fact-sheet/
Wennberg JE, Fisher ES, Skinner JS. Geography and the debate over Medicare reform. Health
Aff (Millwood), 2002. Suppl Web Exclusives. W96-114.

Wennberg JE, Cooper MM, editors. The Dartmouth atlas of health care in Michigan. Detroit:
Blue Cross/Blue Shield of Michigan; 2000.


http://www.worldneurosurgery.org/article/S1878-8750(13)00348-3/abstract
http://www.worldneurosurgery.org/article/S1878-8750(13)00348-3/abstract
http://kff.org/medicare/fact-sheet/medicare-spending-and-financing-fact-sheet/

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51

52.

53.

54.

55.

56.

57.

58.

59.

When More Is Less: Overuse of Medical Services Harms Patients 17

Smith MD, Institute of Medicine (US), Committee on the Learning Health Care System in
America. Best care at lower cost: the path to continuously learning health care in America.
Washington, DC: National Academies Press; 2012.

PricewaterhouseCoopers. The price of excess: identifying waste in healthcare spending.
Alabama: PricewaterhouseCoopers Health Research Institute; 2008.

Jureidini J, Tonkin A. Overuse of antidepressant drugs for the treatment of depression. CNS
Drugs. 2006;20(8):623-32.

Govoni S, et al. Extrapyramidal symptoms and antidepressant drugs: neuropharmacological
aspects of a frequent interaction in the elderly. Mol Psychiatry. 2001;6(2):134—42.

Miglioretti DL, et al. The use of computed tomography in pediatrics and the associated radia-
tion exposure and estimated cancer risk. JAMA Pediatr. 2013;167(8):700-7.

Melnick ER, et al. CT overuse for mild traumatic brain injury. Jt Comm J Qual Patient Saf.
2012;38(11):483-9.

Morgan MW, et al. Randomized, controlled trial of an interactive videodisc decision aid for
patients with ischemic heart disease. J Gen Intern Med. 2000;15(10):685-93.

Arterburn D, et al. Introducing decision aids at Group Health was linked to sharply lower hip
and knee surgery rates and costs. Health Aff. 2012;31(9):2094-104.

Soohoo NF, et al. Factors that predict short-term complication rates after total hip arthroplasty.
Clin Orthop Relat Res. 2010;468(9):2363-71.

Walter LC, Covinsky KE. Cancer screening in elderly patients: a framework for individualized
decision making. JAMA. 2001;285(21):2750-6.

Walter LC, Eng C, Covinsky KE. Screening mammography for frail older women: what are
the burdens? J Gen Intern Med. 2001;16(11):779-84.

Temel JS, et al. Early palliative care for patients with metastatic non-small-cell lung cancer.
N Engl J Med. 2010;363(8):733-42.

Nyce SA, Schieber SJ. How rising health costs slow wage growth. Washington, DC: Progressive
Policy Institute; 2012.

Woolf SH, Aron LY. The US health disadvantage relative to other high-income countries: find-
ings from a National Research Council/Institute of Medicine report. JAMA. 2013;309(8):
771-2.

Savino JS, et al. Practice pattern variability for myocardial revascularization: impact on
resource use across 24 centers. J Cardiothorac Vasc Anesth. 2002;16(2):149-56.

Xu KT, et al. Over-prescribing of antibiotics and imaging in the management of uncomplicated
URIs in emergency departments. BMC Emerg Med. 2013;13:7.

Siddiqui S, Ogbeide DO. Utilization of emergency services in a community hospital. Saudi
Med J. 2002;23(1):69-72.

Meier DE, Back AL, Morrison RS. The inner life of physicians and care of the seriously ill.
JAMA. 2001;286(23):3007-14.

Pauly BM, Varcoe C, Storch J. Framing the issues: moral distress in health care. HEC Forum.
2012;24(1):1-11.

Porter ME. A strategy for health care reform—toward a value-based system. N Engl J Med.
2009;361(2):109-12.

Bishop TF, Federman AD, Keyhani S. Physicians’ views on defensive medicine: a national
survey. Arch Intern Med. 2010;170(12):1081-3.

Lucas FL, et al. Variation in cardiologists’ propensity to test and treat: is it associated with
regional variation in utilization? Circ Cardiovasc Qual Outcomes. 2010;3(3):253-60.
Campbell EG, et al. Professionalism in medicine: results of a national survey of physicians.
Ann Intern Med. 2007;147(11):795-802.

Sloan FA, Shadle JH. Is there empirical evidence for “defensive medicine”? A reassessment.
J Health Econ. 2009;28(2):481-91.

Carrier ER, et al. Physicians’ fears of malpractice lawsuits are not assuaged by tort reforms.
Health Aff. 2010;29(9):1585-92.

Levinson W, et al. Physician-patient communication. The relationship with malpractice claims
among primary care physicians and surgeons. JAMA. 1997;277(7):553-9.



18

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

S. Brownlee et al.

Kachalia A, et al. Liability claims and costs before and after implementation of a medical error
disclosure program. Ann Intern Med. 2010;153(4):213-21.

Hacein-Bey L, et al. Treating osteoporotic and neoplastic vertebral compression fractures with
vertebroplasty and kyphoplasty. J Palliat Med. 2005;8(5):931-8.

Buchbinder R, Osborne RH, Kallmes D. Vertebroplasty appears no better than placebo for
painful osteoporotic spinal fractures, and has potential to cause harm. Med J Aust.
2009;191(9):476-17.

Papanastassiou ID, et al. Comparing effects of kyphoplasty, vertebroplasty, and non-surgical
management in a systematic review of randomized and non-randomized controlled studies.
Eur Spine J. 2012;21(9):1826-43.

Wennberg J. Tracking medicine: a researcher’s quest to understand health care. New York:
Oxford University Press; 2010.

Fisher ES, Bynum JP, Skinner JS. Slowing the growth of health care costs—lessons from
regional variation. N Engl J Med. 2009;360(9):849-52.

Sirovich B, et al. Discretionary decision making by primary care physicians and the cost of
U.S. Health Care. Health Aff. 2008;27(3):813-23.

Pritchard RS, et al. Influence of patient preferences and local health system characteristics on
the place of death. SUPPORT Investigators Study to Understand Prognoses and Preferences
for Risks and Outcomes of Treatment. J Am Geriatr Soc. 1998;46(10):1242-50.

Ong MK, et al. Looking forward, looking back: assessing variations in hospital resource use
and outcomes for elderly patients with heart failure. Circ Cardiovasc Qual Outcomes.
2009;2(6):548-57.

Fisher ES, et al. The implications of regional variations in Medicare spending. Part 1: the
content, quality, and accessibility of care. Ann Intern Med. 2003;138(4):273-87.

Fisher ES, et al. The implications of regional variations in Medicare spending. Part 2: health
outcomes and satisfaction with care. Ann Intern Med. 2003;138(4):288-98.

Wennberg JE. Understanding geographic variations in health care delivery. N Engl J Med.
1999;340(1):52-3.

Cassel CK, Guest JA. Choosing wisely: helping physicians and patients make smart decisions
about their care. JAMA. 2012;307(17):1801-2.

AGS Choosing Wisely. Workgroup American Geriatrics Society identifies five things that
healthcare providers and patients should question. J Am Geriatr Soc. 2013;61(4):622-31.
Klein E. If this was a pill, you’d do anything to get it, in Wonkblog. Washington, DC:
‘Washington Post; 2013.



Chapter 2
Disparities in Access to Palliative Care

Cardinale B. Smith and Otis W. Brawley

The Institute of Medicine (IOM) defines disparities in health care as racial or ethnic
differences in the quality of health care that are not due to clinical needs, prefer-
ences, and appropriateness of intervention [1]. Disparities in health care have been
well documented in the USA and are consistent across a range of illnesses. A higher
proportion of racial and ethnic minority patients have inferior disease outcomes as
a result of more advanced stages of disease at diagnosis and lower likelihood of
receiving high quality treatment [2—4]. These differences often persist after control-
ling for access-related factors such as insurance. Palliative care is an element of high
quality treatment that is often lacking, hence the importance of study of disparities
in access and use of palliative care.

The IOM describes a model in which healthcare disparities arise from a complex
interplay of economic, social, and cultural factors. Socioeconomic status (SES)
influences disease risk through factors such as safe neighborhoods and housing,
adequacy of social supports, tobacco use, poor nutrition, physical inactivity, and
obesity. Income, education, and health insurance coverage are elements of SES. SES
influences access to appropriate preventive services, early detection, diagnosis, treat-
ment, and palliative care. Social inequities, such as the legacy of racial discrimina-
tion in the USA, can still influence the interactions between patients and physicians
[1]. Some patients have mistrust of medical professionals; cultural factors and religi-
osity also play a role in health behaviors and attitudes toward illness and belief in
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modern medicine versus alternative forms of healing. Additionally, some racial and
ethnic minorities display health beliefs that are overly fatalistic. For most diseases,
socioeconomic factors that disproportionately plague minorities such as poverty,
inadequate education, and lack of health insurance appear to play a more important
role in disparate outcomes as opposed to inherent biological differences [5].

The goal of palliative care is to relieve suffering and provide the best possible
quality of life for people facing pain, symptoms, and stresses from serious illness.
Palliative care is appropriate for patients at any age or illness stage and can be pro-
vided along with curative or life-prolonging therapies. Unlike hospice, which is
directed at patients who are dying and who have opted to forego life-prolonging treat-
ments, palliative care ideally should be provided at the time of diagnosis of a serious
illness and in conjunction with all other appropriate disease-directed treatments.

Palliative care is associated with improved symptom control [6], clearer under-
standing of diagnosis and prognosis [6], more efficient utilization of healthcare
resources [7], and greater patient and family satisfaction [6-9]. Recent data show
that early integration of palliative care with standard oncologic care for patients
with advanced lung cancer is associated with improvements in quality of life, mood,
and survival [10].

There is literature demonstrating that a significant proportion of racial and ethnic
minorities experience poor quality palliative care. Racial and ethnic minorities are
more likely to receive inadequate pain assessment and management. They are less
likely to complete advance directives and utilize hospice, are more likely to undergo
aggressive life-sustaining treatments, and have a higher utilization of healthcare
resources at the end of life (EOL) [11-13].

There is also an incomplete literature concerning public beliefs and attitudes
about the use of palliative care. Similarly, not much is known about the impact of
specialty palliative care on the perceptions of care among minority patients and the
full extent to which this care improves the outcomes of minority patients. While
there are data regarding the racial and ethnic disparities in the utilization of certain
components of palliative care (specifically hospice care at the EOL), there is an
overall paucity of literature about the utilization of specialist palliative care services
and organized palliative care teams. Racial/ethnic disparities in the use of palliative
care services are likely to persist as palliative care services become more available
in the hospital and community setting throughout the USA.

The following discussion will focus on what is known about the disparities that
exist regarding specific areas of palliative care, describe future work needed to elicit
the beliefs of minority patients about specialty palliative care consultation, and dis-
cuss relevant policy measures to help improve the palliative care outcomes of
minority patients with serious illness. In describing the available literature we
will follow the conceptual framework used in the National Healthcare Disparities
Report that describes three major attributes of care: access to care (entry, structural,
and cultural barriers), receipt of care (including use and cost of services), and qual-
ity of care (as measured by effectiveness, safety, timeliness, patient centeredness,
and efficiency) [14].
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Access to Care

The availability of palliative care has increased tremendously over the last decade.
Among all hospitals, 63 % report having the presence of a palliative care team, and
among large hospitals (>300 beds), 85 % report a palliative care team [15].
Unfortunately, only 54 % of public safety net hospitals have a palliative care team
[15]. This almost certainly contributes to underutilization of palliative care among
minority patients.

The literature consistently shows that minority patients do not have equal access
to pain care in the USA. This spans across all healthcare settings, including emer-
gency rooms, inpatient services, outpatient clinics, and nursing homes [16]. This
observed disparity is often attributed to system-related factors such as reduced
access to specialty care and lack of adequate health insurance [17, 18]. As a result,
racial/ethnic minority patients are less likely to report finding pain specialists avail-
able to them compared to non-Hispanic white patients [12].

Even when SES is held constant, minority patients remain at risk for disparities
in pain care [19]. Availability of analgesic medications is a potential barrier to pain
management. Pharmacies located in minority neighborhoods are more likely to
have inadequate opioid stocks [20, 21]. A study of pharmacies in New York City
revealed that 72 % of pharmacies in predominantly white neighborhoods stocked
opioids sufficient to treat severe pain, but only 25 % of pharmacies in predomi-
nantly nonwhite neighborhoods had similar pain medications available [20]. The
reasons cited for this included the additional paperwork required, regulatory over-
sights and monitoring, and the fear of penalties imposed by state and federal drug-
enforcement agencies.

In an effort to curtail the rising rates of controlled substance abuse and diversion,
increasing restrictions on prescribing practices of physicians are being developed at
both the state and federal level. State Medicaid programs cover high numbers of
minority populations. Many programs have created strict criteria for authorization
and coverage of opioids. These regulations lead to decreased prescribing practices
[22, 23], which in turn may widen the observed disparity in access of appropriate
pain management among minorities.

Cultural beliefs can also prevent adequate pain treatment [24—26]. Some Hispanic
and African-American patients are not prescribed analgesics because they do not
mention pain to their healthcare provider. They are often stoic and believe that pain
is inevitable [24, 26]. African-American patients in particular fear that they will
become addicted to the analgesics used to treat pain. Some minority patients also
fear developing tolerance to the drugs, or having intolerable side effects [26].
Studies of Hispanic and African-American patients have found that a significant
proportion rely on alternative and complementary pain treatments and prefer to take
analgesics only when pain is very severe [26, 27].

In addition to healthcare system and patient barriers, physician barriers contrib-
ute to the underutilization of palliative care by minorities. In surveys, a high propor-
tion of minority patients report that physicians seem not to believe they have pain or
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do not understand their pain. It has been shown that physicians tend to underesti-
mate the pain of patients of different cultures [28]. In a study of barriers to referral
to inpatient palliative care the providers’ culture, religion, and ethnicity played an
active role in their decision to explain palliative care to patients and to participate in
decision-making about palliative care. When providers and patients differed in cul-
ture, religion, and ethnicity, the providers were less likely to explain palliative care.
Furthermore, physicians are often the primary source of education and referrals for
their patients, but they too often lack knowledge of the range of services provided
by palliative care. Referral of patients with serious illness for palliative care is often
infrequent and delayed until after discontinuation of disease-directed treatment [29,
30]. Many lung cancer physicians refer less than 25 % of their lung cancer patients
for palliative care consultation [31] despite evidence that early use of palliative care
improves the quality of life, mood, and survival of patients with lung cancer [10].

Receipt of Care

There are racial/ethnic differences in the receipt of and preferences for advance care
planning, aggressive disease-directed treatments, and life-sustaining technologies
in the context of end-stage disease. Several studies have reported racial/ethnic dif-
ferences in knowledge of, attitudes toward, and initiation of advance care planning.
African-Americans and Hispanics are less likely than whites to have completed
advance directives and do-not-resuscitate (DNR) orders or be interested in doing so
[32, 33]. Similarly, minority patients more often want more intensive intervention
and life-prolonging treatment in the face of serious illness [34, 35]. In a survey con-
ducted to assess patients’ wishes for advance care planning by Blackhall et al., non-
Hispanic whites were least likely to accept or want life support, Hispanics were
positive about life support and would want life support (they believed life support
would not be suggested if a case was truly hopeless), and African-Americans were
more likely to feel it was acceptable to withhold or withdraw life support, but would
personally want it for themselves [36]. In fact, minority patients report a higher
willingness to exhaust personal financial resources on medical care in an attempt to
extend life [37].

Factors often cited as explanations for higher proportion of African-American
patients preferring more aggressive disease-specific therapies and lower rate of
advance directive completion include barriers to access of high-quality health care,
reliance on spiritual support and other cultural norms to cope with illness, decreased
health literacy, and mistrust of the US health care system [38, 39]. Among Hispanics,
immigration status, decreased health literacy, reluctance to openly discuss terminal
illness, and religious and cultural beliefs that interfere with identification and treat-
ment of disease contribute to preferences for aggressive disease-modifying thera-
pies and lower rate of advance directive completion [40, 41].

Disparities also exist in receipt of appropriate patient—physician communication.
In several studies physicians appear to deliver less information and communicate
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less support to African-American and Hispanic patients compared to white patients,
even in the same care settings [42, 43]. Similarly, a higher proportion of minority
patients surveyed feel they have had inadequate conversations related to prognosis
and treatment. They also feel that family members often are not included [44]. Even
when minority patients with serious illness report desires to discuss care prefer-
ences with a physician, they often do so at a rate much less than whites. The Study
to Understand Prognoses and Preferences for Outcomes and Risks of Treatments
(SUPPORT) found that African-Americans wished to discuss resuscitation prefer-
ences with their physicians more often than whites, but they were less likely to have
this type of discussion [45].

Minority patients often do not receive treatment consistent with their wishes
even when their wishes are known. It is known that a higher proportion of racial/
ethnic minorities prefer more life-prolonging technology at EOL. Despite the dis-
proportionate preference for intensive EOL care among African-American patients,
it has been demonstrated that white patients who prefer intensive EOL care were
nearly three times more likely to receive it than African-American patients with the
same preferences [46]. Of particular relevance to EOL care are study results that
show that African-American patients receive less resource-intensive care than do
other hospitalized patients, despite their preferences for more life-prolonging mea-
sures [45]. Conversely, poor patient—physician communication may lead to aggres-
sive care in many racial/ethnic minorities who do not want it [45].

Quality of Care

The IOM defines superior quality care as care that is effective, safe, timely, patient
centered, efficient, and equitable [47]. There are few studies examining the impact
of specialty palliative care consultation quality on outcomes of minority patients.
The literature suggests that minority patients with access to hospital-based palliative
care services benefit in the same ways as nonminorities [9, 48]. One study specifi-
cally examining the impact of palliative care consultation on pain outcomes demon-
strated similar and significant reductions in pain among racial/ethnic minorities [49].
The minority population included in this study was predominantly Asian and Pacific
Islander. In another study, the effectiveness of inpatient palliative care consultations
on completion of advance directives and DNR orders by racial and ethnic minorities
was assessed. African-American and Hispanic patients had higher rates of advance
directives and DNR orders when a palliative care consultation occurred [50].

The timing of referral of patients with advanced cancer to outpatient specialty
palliative care and the outcome on symptom burden were evaluated by race and
ethnicity in a single center study [51]. Although the timing of referral was similar,
there was less improvement in the symptom burden (pain, depression, and fatigue)
for minority compared to nonminority patients [51]. Decreased adherence to treat-
ment among minorities and the likelihood that minority patients are less likely to
receive targeted treatment for symptoms have been hypothesized as a contributor to
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the observed disparity [28]; however, the exact reasons for the limited symptom
improvement among minority patients in this study are unknown.

The National Healthcare Quality Report (NHQR) and the National Healthcare
Disparities Report (NHDR) are published annually by the Agency for Healthcare
Research and Quality. These reports track five measures of palliative care delivered
by home health agencies, nursing homes, and hospices: dyspnea among home
healthcare patients, pressure sores in nursing home residents, help with emotional
and spiritual needs provided to hospice patients, effective communication about
what to expect among hospice family caregivers, and provision of care consistent
with patients’ wishes among those enrolled in hospice [52]. These reports have iden-
tified racial and ethnic disparities across all measures with minority patients consis-
tently receiving poorer quality care. With the exception of the measures focusing on
the care of hospice patients, the influence of specialty palliative care physicians and
other important metrics in palliative care is not currently measured.

Policy Changes

There is a plethora of literature describing the racial and ethnic disparities in access
to appropriate medical care. Several things must occur to improve and ensure that
minorities have access to quality specialty palliative care.

First, more research is needed to recognize how care providers can better deter-
mine and understand the needs and care priorities of minority patients facing serious
illness. More research should focus on the common beliefs and attitudes of minority
patients and their caregivers that may affect the utilization of specialty palliative care.

Understanding the components of care that are most important to minorities will
assist with developing palliative care programs that are culturally appropriate.
Currently, only 0.2 % of all grants from the National Institutes of Health (NIH) are
related to palliative care [53]. More resources devoted to palliative care research
are needed. Similarly, career development awards should also be designated to
ensure that junior researchers (medical, nursing, and social work) have the ability
to enter the field.

The Patient Centered Quality Care for Life Act (HR 1666, introduced April 23,
2013) aims to expand the palliative care research base, improve training, and
broaden access to palliative care. The proposed legislation would engage health
professionals, patients, public and private payers, and state and federal health offi-
cials in the development of solutions and models of best practices for providing
palliative care to those in need.

Second, the public’s awareness of palliative care in minority and majority popu-
lations must increase. The vast majority of patients are unaware of the existence of
palliative care and the value of the care provided by this specialty [55]. Studies show
that most patients believe palliative care is important and beneficial when it is
explained to them. Most believe that palliative care should be made available
for patients with serious illness and would consider it for a loved one if they had a
serious illness [55].
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A significant barrier to receipt of care among minorities is mistrust and a belief
that they will be deprived of beneficial life-prolonging medical care. Palliative care
is perceived as an inappropriate substitute for costly healthcare technology. This can
be overcome by integrating simultaneous palliative care into the current healthcare
delivery infrastructure. Multidisciplinary programs combining disease-directed
treatment and palliative care should be developed. Major accreditation and certifica-
tion organizations should require access to palliative care as a condition of accredi-
tation and certification. Similarly, financial incentives to healthcare systems that
provide access to palliative care and penalties for failure in providing these services
should also be created. A simultaneous effort is needed to engage community-based
organizations to promote public awareness campaigns using individuals from the
community as educators, spokespersons, outreach workers, and liaisons to stimulate
the development of these integrated programs.

Third, in order to ensure that minorities have access to providers with expertise
in palliative care, there needs to be an increase in the professional workforce capac-
ity. To accomplish this, postgraduate training opportunities for all disciplines
involved in providing palliative care, such as graduate medical education slots,
should be increased. There is an inadequate medical and nursing workforce with
expertise in palliative care. Acknowledging that education is an important strategy
for overcoming barriers to palliative care, there is a critical need to develop interdis-
ciplinary learning opportunities for healthcare professionals, clergy, and social
workers who will provide services to minority patients facing serious illness and
their families.

Specific loan forgiveness programs for physicians and advance-practice nurses
should also be established to encourage and support entry into this field. The
Palliative Care and Hospice Education and Training Act is legislation that addresses
a major barrier facing the expansion of palliative care by training medical school
faculty and creating new incentives for the training and development of interdisci-
plinary health professionals in palliative care [54].

A renewed focus on teaching basic primary palliative care skills to practitioners
in each medical specialty is paramount to ensuring that minority patients receive the
core aspects of palliative care. Core palliative care competencies should be man-
dated in undergraduate and postgraduate education as a condition of accreditation.
This teaching must include content on cultural traditions, values, beliefs, and atti-
tudes of a number of commonly encountered races and ethnicity so that service
providers will better understand, acknowledge, and act to overcome the effects of
racism, discrimination, and bias on patient participation in and response to benefi-
cial interventions.

Lastly, it is critical that public policy reflects the specific needs and challenges
faced by members of minority populations with serious illness. To that end, national
initiatives must be funded to evaluate novel models of care delivery to promote
efforts to improve access to palliative care among members of minority populations.
This is especially important as the number of older minorities in community set-
tings, such as nursing homes, is continuing to rise [56]. Providing longitudinal,
community-based palliative care to patients living with serious illness who are well
enough to be in home-like settings yet, who experience the very real burdens of
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advanced and progressive illness, is critically important. These models can serve as
a system for coordination of care and can assist with streamlining the transition
from palliative to end-of-life care when disease-focused treatments are no longer
effective or their burden clearly outweighs their benefit. Funding of these demon-
stration projects and integration of the models that are most effective in providing
culturally competent palliative care will be essential in improving the access to pal-
liative care among minorities.

Conclusion

With the rapidly aging minority population and commensurate increases in chronic,
serious illnesses, the need for access to high-quality palliative care for minorities is
imperative. The barriers to access to palliative care services by minority groups are
common and complex and often further complicated by a lack of suitable models of
culturally appropriate care to meet patient and family needs. Overcoming these bar-
riers will require that an evidence base exists to ensure high quality care that is
aligned with minority patients’ preferences; that minority populations understand
what palliative care is and have resources available to access it; that healthcare pro-
viders be trained to deliver this kind of care; that healthcare organizations expand
their ability to deliver palliative care; and that new models of care delivery are
developed and implemented where they are most needed. Achieving these goals
will ensure that palliative care is reliably available for minority patients with serious
illness and their families throughout the trajectory of serious illness.
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Chapter 3
Family Caregiving and Palliative Care:
Aligning Theory, Practice, and Policy

Carol Levine and Carol V. O’Shaughnessy

Family members are understandably distraught when they see a relative in severe
pain, having difficulty breathing, or wracked by nausea. If a nurse or doctor says,
“Let me see what we can do to make your mother more comfortable,” the response
is almost always, “Thank you. It’s so hard to see her suffer.” And yet, if the profes-
sional says, “It would be a good idea to call in a palliative care team at this point,”
the response, if not an outright “no,” may be more guarded. “What do you mean?
Are you giving up on her?”

For every person like Amy Berman [1], who decided, with her mother’s support,
to choose palliative care over aggressive treatment when she was diagnosed with a
particularly virulent form of breast cancer, there are many more patients and family
members who say, after long and difficult courses of treatment, “Why didn’t some-
one tell me about palliative care earlier?” And at the other end of the spectrum, there
are some family members who say, like the daughter of a gravely ill 92-year-old
man, “He doesn’t have quit in him.” In this case, as recounted by Dr. Ira Byock,
even after the man’s inevitable death, his daughter complained that Dr. Byock was
“heavy-handed in pressuring him to die against his will” [2].
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Opening a discussion of palliative care—and its equally misunderstood counter-
part, hospice—brings up fears of professional abandonment, suspicions about finan-
cial reasons to reduce expensive curative treatments, concerns that death is imminent,
guilt, anger, and other emotions. Thinking about the policy implications of address-
ing family caregivers’ needs in palliative care has to start with the reality that most
patients and family caregivers do not know very much about palliative care. In a
public opinion poll conducted by the Center to Advance Palliative Care, only 3 %
said that they were “knowledgeable” about palliative care [3]. People are often
introduced to palliative care during a crisis when it is difficult to accept and integrate
new knowledge. If they do know something, it may be incomplete or inaccurate.
And even when they do get appropriate information, they may choose to ignore it.

With the aging of American society and advances in healthcare technology, more
people with serious illnesses are living longer, increasing the extent and intensity of
care and support needed. Although a large analytic base documents the key role that
family caregivers play in providing essential care to persons with chronic or life-
threatening illnesses, and some practice protocols and guidelines call for expanded
caregiver support, assessment, and training, the value of caregiver labor has largely
been absent from policy discussions.

The issues inherent in providing adequate, appropriate, and sustained assistance
to all caregivers are even more pronounced in palliative care, which requires skills,
monitoring, and attention to emotional and spiritual factors as well as complex clin-
ical care. Although research on family caregiving and palliative care has docu-
mented caregiver needs, most policy discussions have focused on professional,
clinical, regulatory, and financial aspects of palliative care. This chapter addresses
some of the gaps while recognizing the diversity of families and the complexity of
the situations in which palliative care is an option.

Background on Family Caregivers

Most discussions of family caregivers today use a broad definition, one that includes
partners, neighbors, and friends, as well as spouses, children, and other relatives.
The defining characteristic is the role the person plays in providing or managing the
person’s care, not the legal relationship or lack of it.

How many family caregivers are there? The estimates range widely, depending
on the definition of caregiving, the population surveyed, and the methodology, for
example, whether caregivers were identified by people with disabilities or by people
who identified themselves as caregivers [4]. According to the AARP Public Policy
Institute, there were about 42.1 million adult family caregivers in 2009. Their unpaid
care is currently valued at $450 billion a year, a significant increase from the $196
billion estimated in 1999 in the first use of this methodology [5].

The surveys agree that the majority (two-thirds) of family caregivers are women
in their middle years taking care of older women. In the 2009 National Alliance on
Caregiving/AARP Public Policy Institute survey, the average age of caregivers taking
care of people over the age of 50 was 50 and the average care recipient was 77 [6].
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But the composite should not conceal the picture’s diverse elements. Caregivers are
men as well as women, spouses and partners, adult children, minor children, friends
and neighbors, people of all religious, economic, and ethnic backgrounds.

On average, family caregivers spend about 20 h a week assisting their family
member. Like the composite description, this average is made up of caregivers who
spend 8—10 h a week as well as those who have to be available all day, every day
(and what is even harder, all night, every night). The big picture also includes care-
givers whose responsibilities are fairly routine, such as shopping and making meals
and just checking in, as well as those who do complex medication management and
operation of medical equipment like feeding tubes, ventilators, and IV infusions,
and keeping a person with advanced dementia safe and comfortable.

A recent report from the AARP Public Policy Institute and the United Hospital
Fund, based on a nationally representative survey of family caregivers, found that
46 % performed one or more “skilled” medical/nursing tasks [7]. Medication man-
agement and wound care were among the most difficult tasks, according to respon-
dents. Even though many of the people they were caring for had been hospitalized
overnight or had gone to emergency rooms in the previous year, the caregivers
reported that they had little or no training in performing these challenging tasks.
Many of these tasks are the kind that would be expected of family caregivers in a
home-based palliative care service.

Impact of Caregiving on Mental, Physical, and Financial Health

Emotional Impact

Substantial research has documented that the stresses of caregiving take a toll emo-
tionally, physically, and financially. Some of the stress results from seeing the family
member decline as well as the specific stresses of caregiving over time. Between 40
and 70 % of family caregivers have clinically significant symptoms of depression.
Placing the family member in a nursing home does not necessarily lessen anxiety and
depression because of guilt, loss of control, and worries about the quality of care.
Caregivers who provide 36 or more hours a week of care have the highest level of
depression. The Evercare® study of “Caregivers in Decline” found that “when caregiv-
ers talk about their worsened health, stress seems to be the most pervasive health prob-
lem in their lives” [8]. Caregivers feel angry, drained, guilty, helpless, and isolated.

Stress from Dealing with the Healthcare “System”

Most studies focus on stress related to the demands of caregiving, balancing differ-
ent roles and responsibilities, or the dynamics of the relationship with the care recip-
ient or other family members. Unfortunately, few studies ask whether the difficulty
of dealing with healthcare or social service professionals or the bureaucracies in
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which they work is a significant source of stress. One of the few studies to ask about
this aspect of caregiving is the 2008 study of employed current and former caregiv-
ers conducted by the Work and Family Institute [9]. When asked about their top
wishes for the way in which doctors, nurses, and others in the healthcare system
could support family caregivers, they reported: “more frequent and better quality
two-way communication; less overworked, more compassionate staff at medical and
nursing facilities with the skills to listen and learn from the caregivers and the elders;
and a more user-friendly easier-to-navigate and less costly health care system.”

Physical Impact

Caregivers’ physical health also suffers as well as their mental health. They are
generally in worse health than their non-caregiving peers. They are at increased risk
of heart disease, stroke, and dementia. Immune system deficiencies have been well
documented; if a caregiver actually finds time to get a flu shot (as frequently
advised), its protection is not as strong because of the lowered immune response.
Joint and muscle problems are common, often exacerbated by the lifting, moving,
and pushing needed to take care of someone who has mobility problems or is in a
wheelchair. Sleep deprivation is very common. Increased mortality is the ultimate
caregiver sacrifice. In one study older caregivers who reported strain were 63 %
more likely to die than their non-caregiving peers [10].

Financial Impact

Most caregivers do not like to dwell on the financial sacrifices they make or even to
tally them. Only 15 % of the respondents to the 2009 National Alliance for
Caregiving reported serious financial hardship, with the highest percentage (22 %)
among the lowest income group. But the financial impact of caregiving does take a
toll. Out-of-pocket expenses can be a constant drain, especially travel for long-
distance caregivers. Expenditures for all the things not covered by Medicare and
commercial insurance—copays, disposable items, extra help, assistive devices,
home modifications, or a customized wheelchair—add up. If caregivers do not think
a lot about the short-term drain on their finances, they are largely oblivious to the
long-term impact on their own retirement and long-term care needs.

Half of all caregivers are employed full- or part-time. In the 2009 National
Alliance on Caregiving/AARP study, 70 % of workers reported that caregiving had
an impact on employment. Two-thirds went to their jobs late, left early, or took time
off. Twenty percent took a leave of absence. Some caregivers turn down promotions
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or opportunities for enhancing their skills. Some large employers have established
flexible policies for family caregivers, but most have not. Some businesses are
totally supportive or generally tolerant. Others do not make any adjustments for
caregivers. For their part caregiving employees are reluctant to acknowledge their
dual responsibilities in their workplaces lest this be seen as shirking their workload
and perhaps jeopardizing their job.

Vulnerability in Caregiver Experience

Despite this litany of problems, it is important to remember that not all caregivers
are equally vulnerable. Older caregivers are particularly at risk, as are poor caregiv-
ers and those with chronic health problems. Caregivers with language or health lit-
eracy difficulties have a hard time navigating the various systems. Caregivers taking
care of more than one person are obviously doubly challenged. But all caregivers
may be at risk in different ways, such as financially and emotionally.

For many caregivers, there are rewards as well as stresses and strains. Many
caregivers learn new skills. They may enjoy the extended time spent with their fam-
ily member and gain a new perspective on that person’s life. Some feel satisfaction,
a sense of a duty fulfilled, even if they do not have a particularly loving relationship
with their family member. Many caregivers report spiritual growth.

Interestingly, the Families and Work Institute study found that only 14 % of cur-
rent caregivers reported that caregiving has improved their relationship with the
person they care for [9]. That percentage rose dramatically—to 60 %—when care-
givers whose relative had died were interviewed. The authors suggest that “Quite
possibly, caregivers do not have enough time or mental resources to reflect on the
caregiving experience and the relationship with the care recipient until after [it] is
over” (underline in original). Hospice or palliative care bereavement services should
allow for individuals to search for their own meaning, a healing process that cannot
be rushed.

Palliative Care and Family Caregivers: The Practice Arena

In principle person- and family-centered care recognizes and supports the role of
family caregivers, addresses the needs of both the recipient of care and his or her
caregiver, promotes communication and shared decision-making as well as coordi-
nation and collaboration by healthcare delivery teams with family caregivers. While
these concepts have been recognized and supported by advocates, researchers, and
clinicians, they are generally more an ideal than a reality [11].
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Box 3.1

The National Consensus Project (NCP) on Palliative Care Excerpts include
guidelines recognize the centrality of family caregivers in clinical practice.

Guideline 1.1. A comprehensive and timely interdisciplinary assessment
of the patient and family forms the basis of the plan of care.

Criteria:

e The IDT [interdisciplinary team] documents assessments of the patient and
family perception and understanding of the serious of life limiting illness,
including patient and family expectations of treatment, goals for care,
quality of life, and preferences for the type and site of care.

Guideline 1.2. The care plan is based on the identified and expressed
preferences, values, goals, and needs of the patient and family and is
developed with professional guidance and support for patient—family
decision making. Family is defined by the patient...

Criteria:

e The IDT supports patient—family decision-making and then develops,
implements, and coordinates the care plan in collaboration with the patient
and family. The team promotes patient and family education and assures
communication of the care plan to all involved health professionals.
Particular attention is necessary when a patient transfers to a different care
setting, with the imperative to communicate with the receiving provider.

Clinical Practice Guidelines for Quality Palliative Care, Third Edition,
2013. pp. 14-15. See full text at http://www.nationalconsensusproject.org/
NCP_Clinical_Practice_Guidelines_3rd_Edition.pdf

In February 2012, the National Quality Forum (NQF) endorsed principles of
patient- and family- centered care recommending a set of voluntary clinical practice
guidelines to guide the growth and expansion of palliative care [12]. These princi-
ples were based on work of the National Consensus Project (NCP) on Palliative
Care that first developed guidelines in 2004 and updated in 2013 (see Box 3.1). The
measures apply to palliative care across healthcare settings, including hospitals,
care at home and outpatient facilities. The principles include explicit family-cen-
tered care and support to caregivers across a number of domains, including compre-
hensive interdisciplinary assessment, identified and expressed needs, informed
choice, education, physical environment, and specifically for families, grief, and
bereavement services. The NQF endorsement should help advance patient- and
family-centered approaches to palliative care but implementation will take time.

Building on the work of the NQF and the NCP, in 2011 the Joint Commission
launched an advanced certification program for hospital-based palliative care.


http://www.nationalconsensusproject.org/NCP_Clinical_Practice_Guidelines_3rd_Edition.pdf
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The certification program recognizes hospital inpatient programs that demonstrate
exceptional patient- and family-centered care and optimize the quality of life for
patients with serious illness. Among the criteria for certification is special focus on
family engagement in the process of palliative care [13].

Hospital palliative care teams, like hospice teams, see the family as the unit of
care. In this view both the patient and the family should be treated as the unit of
services. Some experts say that a structured approach to include families as an inte-
gral part of the palliative care process does not exist [14].

A comprehensive review of palliative care research and caregiving has pointed to
an absence of a strong empirical base for how to respond to the needs of caregivers,
indicating that “empirical inquiry regarding effective ways to provide support to
family caregivers is still in its infancy.” Further, “[s]Jupport for family caregivers is
often lacking and is in need of a codified framework based on best evidence and
empirical research” [15].

More is known about palliative care in hospitals than in nursing homes or in
patient’s homes. A home care agency or hospice may be involved in patient care, but
family caregivers are still the main providers of care. While there is no specific
Medicare benefit for home-based palliative care as there is for hospice care, the same
attention to family caregiver needs that is stressed by hospital teams should carry
over to other care settings. Where this is being done, the results are positive [16].

What Should Palliative Care Teams Do to Support Family
Caregivers?

Family caregivers often have substantial unmet needs during the last stages of
patient illness. These include lack of training about symptom management, poor
physician communication about medical decision-making, lack of emotional sup-
port, and caregiver belief that the patient was not treated with respect. Teno et al.
found that family members were concerned about quality of care that their family
member received at the end of life care regardless of whether care was provided in
the hospital or a nursing home. Only when care was provided in the home were
there fewer unmet needs [17].

Interdisciplinary palliative care teams can assess family caregivers’ needs for
information, training, and ongoing support. Building this information into the care
plan not only eases patients’ and family caregivers’ worries but also helps ensure
that the interventions are carried out correctly at home, where a team is less likely
to be available. The most important factors in caregiver support are likely to be
teamwork, sharing information, and valuing the patient as a person and the family
as a unit.

It is important to develop protocol-supported practices to overcome barriers to
adequate caregiver support in palliative care protocols [18]. Barriers include both
challenges implicit in family dynamics and funding constraints on the delivery of
palliative care by healthcare services. Among barriers cited are:
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* Incongruent patient and caregiver perceptions about the level and type of care to
be requested [18].

» Incongruent goals of care among healthcare professionals and patient/caregiver
units.

* While physicians tend to focus on clinical aspects of care, patients and caregivers
tend to view the illness within a spiritual or psychosocial context [19].

* Inadequate communication about what palliative care is and ambivalent care-
giver receptivity to supportive services [18].

* Poor or nonexistent communication by physicians to caregivers about what
to expect in terms of patient life expectancy or the seriousness of the course of
illness [20].

» Caregiver rejection of support offered [18].

* Tendency by healthcare professionals to view the patient as the only person
appropriate for their attention. If the family caregiver is considered at all, it is as
the mirror image of the patient—the “patient/caregiver” without an understand-
ing the family caregiver’s limitations and other responsibilities. Some healthcare
professionals are openly hostile to family involvement, seeing it as intrusive,
disruptive, and counter to what they perceive as the patient’s best interests, or
their own professional control [21].

Palliative Care and Family Caregivers: The Policy Arena

Family caregiving is a latecomer to the healthcare policy arena for a number of
reasons. One reason is policymakers’ fear that family caregivers will reduce their
efforts if public or private insurers pay for care. As Bruce Vladeck puts it, with char-
acteristic bluntness, ‘“Policy makers have perceived the problem as one of trying to
avoid paying for something that they have been accustomed to getting for free” [22].

Reasons for Lack of Policy Support for Family Caregivers

This stance has been largely unchallenged partly because the terms used to define
and measure family caregiving present it as a relatively simple and straightforward
set of domestic chores. These measures—activities of daily living (ADLs) and
instrumental activities of daily living (IADLs)—were never intended to be applied
to family caregivers but were developed in the 1960s to monitor older patients’
recovery from hip fractures [23]. They were introduced into the policy world in the
1980s and have become entrenched there as well as in practice, even though they are
inadequate measures of family caregiving today.

A second, related reason may be the lack of standards and requirements for team-
based care and a failure to appreciate its value in nonhospital settings. Interdisciplinary
teams that include social workers are more likely to respond to the psychosocial
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needs of both patients and family caregivers and to be attuned to environmental and
socioeconomic issues that affect caregiving. Although over the last two decades inter-
disciplinary team-based approaches focusing on care coordination have been tested
by Centers for Medicare & Medicaid Services (CMS)-sponsored research, outside of
integrated healthcare plans use of interdisciplinary team-based care is relatively rare.
Some innovative models of care such as Geriatric Resources for Assessment and
Care of Elders (GRACE) [24] and Guided Care [25] offer examples of how interdis-
ciplinary teams can be used to more effectively address patient and family needs.

A third reason that family caregivers are absent from policy discussions is that
they are absent from insurance benefits and therefore payment schedules. Only the
Medicare hospice benefit deems caregivers eligible for services. In palliative care,
as in all medical practice, only the beneficiary is entitled to services, even though
support for the family is acknowledged to be an essential aspect of care.

In contrast to the relative absence of recognition to family caregivers by the
mainstream healthcare sector, policy and practice in the long-term services and sup-
ports (LTSS) sector have had a longer and somewhat better, although still uneven,
track record. Most state Medicaid programs provide a wide range of LTSS to the
Medicaid-eligible population, primarily through home- and community-based
waiver programs. These services are generally recognized to benefit not only con-
sumers with disabilities but also, indirectly, their caregivers.

Despite the lack of caregiver support benefits, the key role of family caregiving
has been documented in the federal research agenda for LTSS over the past several
decades. For example, special surveys of caregivers of the Medicare population
were conducted as part of the National Long-Term Care Survey (NLTCS), a nation-
ally representative survey fielded in various years from 1982 to 2004. (The National
Health and Aging Trends Study, its successor, released its first data in 2012.) In part
the NLTCS research led to the creation of the National Family Caregiver Support
Program under the Older Americans Act in 2000. Although the legislation recog-
nized the importance of providing federal assistance to states to develop caregiver
support programs, most programs are small and poorly funded. Access to support
services varies geographically. Importantly, these programs do not generally address
the needs of caregivers whose family members need palliative care for serious or
multiple chronic conditions.

Nonetheless policymakers anxious to control healthcare costs are beginning to
recognize the value that caregivers play in care transitions from hospital to home.
Eric A. Coleman, a geriatrician, has pointed out that ... in the majority of care tran-
sitions, the patient and caregiver are the only common thread between sites of care
and by default have been given the added responsibility of facilitating their care
transitions, often without the necessary skills or confidence to do so” [26]. The
Patient Protection and Affordable Care Act (PPACA) requirement that penalizes hos-
pitals for “excess readmissions” for certain Medicare patients is prompting hospitals
to improve their discharge planning procedures. CMS has encouraged hospitals to
adopt models that improve care transitions and initiate improved coordination [27].
Few of these specifically require attention to family caregiver needs, however [28].
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Despite the recent intense interest in reducing hospital readmissions as a result of
the PPACA provision, very few studies look at the role of family caregivers in medi-
cation reconciliation and management, follow-up appointments, and other points at
which vulnerable and sick patients need assistance. In the United Hospital Fund’s
Transitions in Care Quality Improvement Collaborative (TC-QulC), none of the 44
participating hospitals, home care agencies, hospices, or nursing home rehab pro-
grams had at the outset a systematic way of even identifying the family caregiver,
much less assessing his or her needs. Those institutions that had electronic health
records were at a disadvantage because none had a field for entering the family care-
giver’s name and contact information. Yet when changes were introduced, hospital
readmissions decreased as did emergency room visits from a nursing home [29].

Other federal programs such as the Family and Medical Leave Act, the Medicaid
home and community-based waiver program, the Social Services Block Grant pro-
gram, and the Lifespan Respite Care Program offer important assistance to some
families, but their scope is quite limited. Moreover, their services are generally not
targeted to help caregivers whose family members have serious and advanced or
complex illness. In its analysis of healthcare personnel in an aging society, the
Institute of Medicine (IOM) stated that federal caregiver programs “...are generally
small, poorly funded, and fragmented across the federal, state and local levels” [30].

Possible Future Actions

A number of actions should be considered by payers, providers, caregiver organiza-
tions, and the research community to improve support for family caregivers provid-
ing palliative care (Table 3.1). Some analysts and practitioners are calling for
explicit adherence to principles of person- and family-centered care in implementa-
tion of federal healthcare programs—Medicare, Medicaid, and public health ser-
vices, and social services programs such as the Older Americans Act. Programs
designed to improve care coordination such as Accountable Care Organizations and
Patient-Centered Medical Homes, as well as Community Care Transition Programs,
could add explicit attention to family caregivers in their protocols.

As healthcare, social services, or LTSS programs are created or implemented and
research and demonstration efforts are undertaken, the role of family caregivers
should be evaluated for its potential impact on quality of care, patient healthcare
outcomes, and costs, and include protocols for caregiver support. Short of having
Medicare adopt a palliative care benefit, Medicare guidelines and conditions of par-
ticipation for hospitals, skilled nursing facilities, and home healthcare agencies
should explicitly recognize the crucial role that family caregivers play in care of
persons with serious and multiple chronic conditions and bring them into the pro-
cess of care at early stages. Beyond these recommendations, some policymakers are
also calling for greater attention to caregiver assessment and training. For example,
legislation was introduced in the 112th Congress to amend the National Family
Caregiver Support Program to provide grants to states to develop standardized
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Table 3.1 Recommended actions for improving support to family caregivers providing palliative care

Stakeholder category Actions

Providers

Hospitals, primary care Assure that all palliative care providers adhere to the

physicians, home health
agencies, hospice providers,
integrated care systems,
community-based service
providers, and other health
care agencies and
organizations

Payers
Centers for Medicare & Medicaid

Services, Administration on
Community Living, Agency
for Healthcare Research and
Quality (AHRQ), state
Medicaid agencies, private
insurers

Caregiver support organizations
Many national organizations

provide support to caregivers,
including the Family Caregiver
Alliance, Alzheimer’s
Association, National Alliance
for Caregiving, and Caregiver
Action Network. Also, many
state and local organizations
support caregivers, including
area agencies on aging,
developmental disability
councils, centers for
independent living, and
departments of human or
social services

National Quality Forum’s (NQF) National Consensus
Project Guidelines for Quality Palliative Care related to
the role of family caregivers

Assure that all entities that provide or administer services for
people with advanced and serious illnesses implement
patient- and family-centered protocols

Develop education and training tools to identify caregiver
needs and interventions for use by staff who provide
services to patients with advanced and serious illnesses
and their families

Assure that all entities that provide or administer services for
people with advanced and serious illnesses include
patient- and family-centered assessment and support
protocols as a condition of receiving federal, state, and/or
private funds

Sponsor and encourage demonstrations and models that
support implementation of palliative care and family
caregiver protocols across settings and payers

Explore the feasibility of payment for assessment and
training for family caregivers providing palliative care

Develop options for reimbursement for coordination of
family-provided services for patients who are receiving
palliative care

Target existing federal family caregiver programs authorized
by the Older Americans Act and the Lifespan Respite Act
on the needs of caregivers who provide palliative care

Improve family caregiver knowledge about palliative care
through development of various information modalities,
including fact sheets, webinars, links to palliative care
organizations, and outreach to employers that sponsor
workplace caregiver programs

Working with state and local organizations and payers,
disseminate tools such as getpalliativecare.org that help
family caregivers identify hospital- and community-
based palliative care programs and services and assist
families to access these programs and services

Initiate state and community programs and meetings to
improve family caregiver awareness about palliative care

In collaboration with health care providers, develop
programs that provide support to family caregivers who
provide home-based medical care

Develop/implement family caregiver assessment and training
tools that focus on palliative care and management of
patient transition across care settings (e.g., recognition
and management of pain, nausea, constipation)

(continued)
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Table 3.1 (continued)

Stakeholder category Actions

Health research agencies and organizations
Centers for Medicare & Medicaid, Develop research agendas that focus on gaps in knowledge

Agency for Healthcare about successful interventions to help caregivers assume
Research and Quality, palliative care roles including:

Patient-Centered Outcomes * Specific interventions to reduce unmet caregiver needs,
Research Institute, National provide appropriate and just in time training, and to
Institutes of Health; Institute increase caregiver receptivity to palliative care services
of Medicine, National Institute «  Focus on specific underserved populations, including
on Nursing Research young caregivers and those from racial or ethnic

minorities and living in rural areas

Develop research on ways to improve physician—patient—
caregiver communication about palliative care, including
ways to ameliorate incongruent goals about levels and
types of care to be delivered

Conduct research on the role of family caregivers who
provide home-based palliative care, including their role
in medication management and home-based medical care

Design and implement a national study (similar to an
Institute of Medicine study panel) on the needs of family
caregivers as part of the healthcare and long-term
services and supports workforce including palliative care

assessments of caregiver needs and appropriate caregiver support services. [IOM has
recommended that public, private, and community organizations provide funding
for caregiver training opportunities.

In addition, given the relatively limited amount of funding for caregiver support
programs, policymakers may want to consider how to better target services available
under the National Family Caregiver Support Program to meet the needs of family
caregivers of the highest risk and highest cost groups—those with serious and mul-
tiple chronic conditions. Another step that may be needed is a research agenda to fill
gaps in knowledge of how palliative care protocols can best meet caregiver needs.
Gaps that have been identified include development of specific interventions to
assist caregivers, lack of research on certain family caregiver populations, such as
young caregivers and ethnic minorities, and ways to assess unmet needs [31].

Public policy needs to keep pace with addressing the realities of high cost and
poor quality health care for the sickest and most vulnerable. The principles and
practice of palliative care demonstrably improve quality of care and, as an epiphe-
nomenon of this improved quality, reduce need for emergency department and hos-
pital care. The mediator of this impact is the support provided by palliative care
teams to the family caregivers, who, when well supported, can honor their loved
ones wishes by caring for them at home. The opportunities are there and the time is
right for increased attention, funding, and support.
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Part I1
Settings for the Care of the Seriously Ill



Chapter 4

This Is Your Life: Achieving a Comprehensive,
Person-Centered Model of Care

at the Intersection of Policy, Politics,

and Private Sector Innovation

Brad Stuart and Andrew L. MacPherson

Case Narrative

Mary woke to the familiar blare of sirens. It was her third 911 call this month. Once
again, heart failure had filled her lungs with fluid. Strapped to the cold steel gurney
as the ambulance jolted toward the hospital, she felt the nylon cutting into the skin
of her forearms. She tried to speak, but no sound came out. Instead her teeth clenched
on a hard plastic tube that jutted down her windpipe. A ventilator hissed, pumping
cold air into her lungs. That was a good thing; she was too tired to breathe.
Only 5 days ago as she left the hospital in a wheelchair, the cardiologist had teased
her, “See you soon.” What did he know about how she starved for air, so exhausted
that she could not walk to the bathroom?

Mary spent 3 long days in the intensive care unit before they got her off the ven-
tilator, out of the ICU, and out to the medical ward. Soon she could go back home.
But how long, she wondered, before the nightmare started all over again?

Then Dr. Bryce, a palliative care specialist, stopped by her room. Mary talked
about her family, how frazzled her husband and adult children had become, how
their savings were running out. Dr. Bryce recommended medication for Mary’s pain
and breathing trouble. Then she recommended hospice. No one had brought this up
before. Mary said no. She needed time to think about her situation—and her life.
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As Dr. Bryce left the hospital room, she said, “Tomorrow morning I’m bringing
someone from our Advanced Illness Management team. We call it AIM. They’ll
start seeing you here in the hospital, and then visit you after you get back home.”

Lynn, an AIM nurse, showed up the next morning with Dr. Bryce, who announced,
“Lynn and I are on the same team. Actually, so are you.”

Instead of making her come to the hospital for care, they told Mary how they
would bring care to her home. “We need to learn what you want in your own life,
not just in your medical treatment,” said Lynn. “Then we’ll design your care to help
you live the life you choose.”

“Great,” said Mary. “But I live half my life in the hospital. I don’t choose that—it
chooses me.”

“Maybe we can break that cycle,” Lynn replied.

Two days later, Mary went home with the usual stack of prescriptions and discharge
instructions. The next day a nurse and social worker from AIM rang her doorbell.
They sorted out her medications and doctor’s appointments. They taught her what
symptoms to watch for so she could prevent the 911 calls. Then they helped her
figure out what she wanted in her own life: to be as independent as she could, see
her grandkids every week, and get a ride to church each Sunday. Suddenly, instead
of trying to “do what the doctor says,” she felt the support of a team she trusted.

Over the next few weeks, they discussed what might happen as her life neared its
end. These conversations took place at Mary’s own pace without any pressure or
arm twisting. She learned to articulate her needs and preferences so her family knew
exactly what she wanted: to stay safe and comfortable at home. By her own choice,
she never went back to the hospital.

After several weeks in the AIM program, Mary decided to enroll in hospice.
When the end of her life finally came, she was at home in peace, comfort, and dignity,
surrounded by the people she loved.

Changing the Status Quo by Promoting Personal Engagement

“Usual care” for people with advanced illness in the United States is often episodic,
crisis-driven, and hospital-based. The Institute of Medicine (IOM) recently reported
that Americans want to know all their healthcare options, wish their care to be coor-
dinated, and seek to be actively engaged with their clinicians. However, there is a wide
gap between what Americans want and what they get from the nation’s fragmented
healthcare system [1].

Engaging people with serious illness in their own care produces better clinical
outcomes and more satisfaction with care decisions [2]. Personal engagement helps
them avoid treatment they do not want, which in turn benefits society by preventing
unwanted utilization of healthcare services and associated costs [3].

This chapter proposes concepts of person-centered care that have bipartisan
appeal, and examines new care models that operationalize them. However, success-
ful innovation today does not guarantee future sustainability. These new models will
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die on the vine without the support of federal policy initiatives that remove obstacles
to more coordinated, person-centered care. Therefore we explore bipartisan princi-
ples that can stimulate policy change, promote robust political strategy, and foster
constructive messaging. We outline a combined clinical and policy plan that can
result in meaningful and lasting health system change. This strategy can support the
quality, effectiveness, and sustainability of federal entitlement programs, and
beyond that, American economic viability.

Private Sector Solutions: A Clinical Model
of Person-Centered Advanced Illness Care

Innovative programs like Advanced Illness Management (AIM®) at Sutter Health
and Aetna’s Compassionate Care® help people with advanced illness navigate the
complex US health system so that they get only the care they want and need. AIM
reports that over the 30-day period following enrollment, compared to the 30 days
before, hospitalizations were reduced by 68 %. Sutter System internal financial
analysis showed that, accounting for all inpatient direct care cost savings and revenue
foregone by preventing admissions, as well as net costs and savings to physicians,
home health, and hospice, the system basically broke even. However, from the
payor standpoint, and after accounting for program costs, Medicare realized savings
of over $2,000 per enrollee per month extending past 90 days post enrollment [4].
Days in intensive care were reduced by over 70 % and physician office visits were
cut in half. Patient and physician satisfaction scores were excellent.

The services of programs like AIM and Compassionate Care are accepted enthu-
siastically by patients, families, and physicians. They enhance quality of life and
quality of care and in so doing reduce cost by moving the focus of care for advanced
chronic illness out of the hospital and into home and community. Most importantly,
they reduce hospitalization not by rationing, but by following the preferences and
meeting the needs of persons with advanced illness, so that they do not have to
become patients in ambulances, ERs, ICUs, and hospitals unless they need or
choose to do so.

Unifying principles and practices distilled from palliative care, the Wagner chronic
illness schema [5], the Naylor [6] and Coleman [7] transition models, and disease
management, these services coordinate care across space (settings including hospital,
physician office, home, and community) and time (tracking evolving personal care
preferences from diagnosis of serious illness through the end of life). AIM and similar
programs transcend the artificial distinction between “treatable” and “terminal” illness
and, as a fortunate side benefit, reduce utilization and cost, primarily by meeting needs
at home and thus preventing crises that lead to hospitalization.

For example, the AIM model provides:

* A customized mix of curative and comfort care
¢ Seamless care transitions from hospital to home
» Extension of palliative care from inpatient to ambulatory settings
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* Education, counseling, and support for people with advanced illness, their loved
ones, and their caregivers

* Advance care planning in real time, at the ill person’s own pace, in the comfort
and safety of home

* An expanded range of home services to provide practical support to family and
paid caregivers

 Crisis prevention through real-time communication and self-management

» Free choice of care options in all settings and at all times

The population eligible for Sutter Health’s AIM Program consists of people
with multiple chronic illnesses, including but not limited to metastatic cancer,
heart failure, chronic lung disease, diabetes with end-organ dysfunction, neuro-
logical illness, or geriatric frailty syndrome; over half will have two or more diag-
noses. In addition, advanced chronic illness is characterized by one or more of the
following factors [8, 9]:

» Evidence of progressive clinical decline, e.g., multiple diagnosis-related subspe-
cialty and ED visits and hospitalizations

* Questionable response to disease-modifying treatment, e.g., inadequate response
to cancer chemotherapy

* Progressively reduced functional and or cognitive status, e.g., recent onset of
dependence for activities of daily living (ADLs)

» Progressively reduced nutritional status, e.g., significant non-intentional weight loss

Many, but not all, candidates for programs like AIM would be eligible for
hospice, but instead they choose to continue potentially life-prolonging treatment,
or they (and/or their family or physicians) are unwilling to consider hospice enroll-
ment. However, unlike hospice, palliative care and advanced care do not use life
expectancy but rely on need as the criterion for enrollment. Clinicians are unable,
and often unwilling, to predict prognosis as is required for hospice eligibility [10].
Although people with advanced illness must eventually come to terms with the fact
that life expectancy may be limited, in the AIM program this is not discussed until
the ill person wants to talk about it.

Trained interdisciplinary teams of nurses, social workers and others, under the
direction of a physician, form the backbone of the AIM model [11]. Team members,
who communicate in real time via electronic health record (EHR) or conventional
methods, are stationed in major care settings:

» Hospital: AIM care managers interface with hospitalists, specialists, emergency
staff, case managers, discharge planners, inpatient and ambulatory palliative care
teams, and others. They assess and enroll patients, initiating transition processes
that will continue when the ill person returns to their residence in the community

» Physician office: AIM care managers are embedded in large medical groups to
consult directly with physicians and office/clinic staff, and to provide teleman-
agement support

* Call centers: AIM care telemanagers with access to the EHR provide 24/7 coverage

* Home: AIM teams provide high-touch home visits as needed
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Core duties and responsibilities of the AIM team include transition management;
goal setting and advance care planning; ensuring follow-up appointments; medication
reconciliation and management; critical symptom recognition, self-management,
and reporting; and crisis planning and prevention. Close relationships with attend-
ing physicians, particularly primary care doctors, are critical. Many physicians
report that the AIM staff is “their” team.

Continuous performance improvement and program sustainability are supported
by data gathering, aggregation, analysis and reporting systems. Valid and accurate
measurement of utilization and costs in all settings is critical. Calculation of net
savings to both providers and payers from program enrollment, accounting for all
revenue and costs including reimbursement lost to the hospital through avoided
hospitalizations, is particularly important.

Person-Centered Advanced Illness
Care and Provider Integration

Implementing the advanced care model connects providers in all clinical settings,
promoting clinical integration to facilitate accountable care [12]. Because of AIM
team support, hospitals, physician groups, home-based care, and community services
automatically integrate their activities and communications, which

* Develops systems out of disparate provider groups

* Promotes care management interventions for the larger chronically ill population

» Incentivizes adoption of beneficial technology, e.g., EHRs

* Builds the foundation for shared risk/shared savings arrangements that will even-
tually supersede fee-for-service reimbursement

In this scenario, advanced care implementation can help providers form “virtual
ACOs” that can help them move from fragmented fee-for-service billing toward
shared risk/shared savings reimbursement. Early-adopter organizations can lead by
designing, implementing, and testing innovative advanced care models. Data from
these efforts can then be used to drive policy change. Through an action network, lead-
ing organizations could bootstrap the process of clinical integration and accelerate the
pace of healthcare reform significantly. Collaboration among health systems, health
services research, CMS/HHS, and Congress would support this movement.

Personal Choice and Responsibility: A Bipartisan
Foundation for Reform

Modern medicine offers a growing array of treatment options to individuals with
advanced chronic illness. But this care comes at a high cost, both financially and
personally, without any assurance that life will be extended in ways that are
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personally meaningful to people who undergo these treatments [13]. A patient may
receive “appropriate care,” but it may not feel this way to the person living inside
the patient identity.

“Patient-centered care” has become a mantra for health system reformers.
However, the patient may undergo treatment that adheres to the highest standards of
clinical practice, while the person suffers at the hands of clinicians who never think
to inquire whether the person actually wants this kind of “care.” This “preference
misdiagnosis” is a powerful but unacknowledged cause of overtreatment and rising
costs [14].

Personal choice should become a more fundamental reform concept than “patient
choice.” “Patient-centered care” is actually a provider-centric construct. It focuses
on things like clinician behavior and hospital utilization, but ignores the fact that
persons might not choose to be patients at all if they could avoid it. Thus “patient-
centered” thinking misses opportunities to promote choice, improve quality, and
reduce costs.

Advancing illness does not necessarily require repeated hospitalization. New
care models can help even the sickest people remain safe and comfortable at home.
Decades of hospice, and more recent experience with palliative care, clearly dem-
onstrate the ability of these models to improve quality, satisfaction and survival, and
as a result, to reduce occurrence of crisis hospitalization. What we need now is
universal access to a new kind of care for people who, because they want to continue
treatment or because they are not ready to self-identify as the “dying,” and therefore
do not fit into the narrow confines of hospice eligibility.

Personal choice is a complex, iterative, and evolving process that includes elicit-
ing critical aspects of the person’s inner world, contemplating and discussing them,
and finally making healthcare decisions solidly based on what matters most to each
individual. Healthcare choices are driven by values, feelings, cultural influences,
perceptions of family desires, and other factors that the person may not consciously
recognize. Standard “one-shot” discussions in hospital or office may not yield a
viable plan that stands up to the passage of time, the challenges of illness progres-
sion, and changing personal circumstances. Decision making that proceeds at the
person’s own pace, over time as illness advances, in a setting where that person feels
safe and secure, can provide better results.

A natural complement to personal choice in advanced illness is personal respon-
sibility. People with chronic conditions are now taught to self-manage certain
aspects of their care. Beyond this, however, they should make explicit choices about
their future care while their mental and emotional clarity and competence remain
intact. When providers ignore the foreseeable or continue with disease treatment on
autopilot, the crises that inevitably result can force difficult choices on loved ones.
The resulting emotional trauma and burden can be heavy and long-lasting. Moreover,
some families push for intensive treatment that the ill person would not have chosen
while competent. After advancing illness renders these people powerless to resist,
physicians may succumb to family pressure to initiate treatment. In situations where
no one helps people to articulate what matters most to them, the system defaults to
aggressive and costly hospital treatment, independent of the likelihood of benefit or
what matters most to the person and their family.
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Advance care planning over time can prevent these mishaps. Personal responsibility
on the part of persons who are ill and their providers therefore benefits loved ones, the
community, and society.

Political and Policy Challenges to Achieving High-Quality,
Comprehensive Advanced Illness Care

Political Challenges

Until the passage of the Affordable Care Act (ACA) in March 2010, the promise of
healthcare reform had remained unfulfilled. The reason is simple: Health care is a
deeply personal issue. In politics, healthcare reform becomes a crucible for conflict-
ing feelings about self and physical being, family, community, responsibility, and
the impact of government on all these. In today’s partisan environment, a functional
healthcare debate can turn quickly into an exchange of highly emotional political
rhetoric. When personal mortality is added to this highly charged mix, rational dis-
cussion can degenerate into a race to the rhetorical bottom, where political toxicity
stymies progress.

Policymakers exercise a complex calculus of risk and reward to determine their
priorities. They evaluate many factors, including personal values, issue objectives,
constituent (especially likely voter) needs and desires, state or district economic
interests, and of course the potential for both personal and issue success. When an
issue carries potential risk without any counterbalancing reward, policymakers may
have no choice but to back away. Any momentum toward positive change then stalls
or evaporates completely.

Just such a seismic shift occurred in December 2010 following the enactment of
the ACA. The law granted the Secretary of Health and Human Services (HHS)
authority to support innovative delivery reforms to achieve the “triple aim” of
improving care and population health while constraining cost growth. Expansion
of access to doctor-patient conversation about advanced care planning and care
management clearly had the potential to contribute to this goal.

However, novel suggestions for care of advanced illness were suppressed by
blowback from the rancorous debate over the ACA. Opponents of the law sought to
marry the concepts of advanced care planning with fears of rationing and big
government [15]. When the Obama administration allowed regulations that permit-
ted voluntary advanced care planning consults to occur as part of the annual Medicare
exam [16], press reports asserted that the Administration was trying by stealth to
reinsert the same language that had originally promoted “death panel” rhetoric [17].
With no visible stakeholder support and no bipartisan champions to provide cover,
the Administration was forced to make a risk/reward decision. The policy was aban-
doned a few days later.

Ironically, when Americans are asked whether they would support federal
policy interventions to ensure access to services provided in a person-centered,
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comprehensive advanced or palliative care model, they unequivocally embrace this,
just as they support components of the law itself despite confusion about it as a
whole [18-20].

Policy Challenges

Despite significant local, state, regional, and even federal innovations in advanced
illness care delivery, Federal policy barriers inhibit dissemination of innovations
developed within leading health systems, health plans, and academic centers.
Examples include lack of federal coverage for care management services that would
ameliorate health system fragmentation (and conversely, current law that promotes
and incentivizes fragmented care); regulations that inhibit innovation by limiting
scope of practice and preventing full collaboration across provider settings; pay-
ment incentives in fee-for-service Medicare that encourage volume of services with
no relationship to quality or outcomes; and failure to update a delivery system that
is designed to treat acute, rather than chronic, conditions.

The current Federal debate over debt and deficit reduction presents unique chal-
lenges to advocates working to improve person-centered and person-determined
care during serious illness. While Medicare expenditures are currently growing at a
historically low rate (less than GDP per capita [21]), higher growth rates are pro-
jected outside the 10-year Congressional Budget Office (CBO) window [22]. Even
s0, in the short term, the dollar amount and percentage of federal Medicare invest-
ment will increase from $550 billion and 15.4 % respectively in 2013 to over $1
trillion and 19.3 % by 2022 [23]. Congress will continue to be in the hunt for policy
“savers,” or legislative interventions that will constrain the growth of federal health-
care outlays over a 10-year period.

Innovative, person-centered advanced or palliative care models should help
achieve savings, not just to the federal government but to all payers, including insur-
ers, provider groups, hospitals, state and local governments, and, as importantly
consumers. However, this creates a rhetorical paradox for advocates of such inter-
ventions. Targeting the costs accrued by people with advanced illness, a cohort that
represents high potential for savings, is easily mislabeled by opponents of reform as
rationing of care by big government.

Legislative and Regulatory Proposals to
Improve Advanced Illness Care

Federal legislative and regulatory action on improving advanced illness care has been
limited over the past several congresses, with a few notable exceptions. The Medicare
Modernization Act of 2003, which created the Medicare Part D prescription drug
benefit, also provided for a “welcome to Medicare” assessment for all new benefi-
ciaries, including a voluntary advanced care planning consultation by a physician
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[24]. In 2009, several bills were introduced to expand access to AIM and palliative
and hospice services. Senator Jay Rockefeller (D-W.Va.) and Congressman Earl
Blumenauer (D-Ore.) introduced legislation that would expand physician services
to include Medicare and Medicaid coverage of advanced care planning, advanced
directive discussions, and expansion of palliative and hospice benefits [25]. In 2013,
Congressman Blumenauer reintroduced this legislation with bipartisan support
[26]. In the 111th and 112th Congresses, Senator Mark Warner (D-Va.) introduced
the Senior Navigation and Planning Act, which provides for the reimbursement of
advanced care management and coordination services in Medicare, and more
recently the similar Care Planning Act, along with Senator Johnny Isakson (R-Ga.),
that not only establishes reimbursement for “Advanced Illness Planning and
Coordination,” but also require the Center for Medicare and Medicaid Innovation to
an begin a 5-year “Advanced Illness Coordination Services (AICS) Project” demon-
stration to assess and test this model' [27, 28].

The early legislative proposals faced stiff political headwinds. However, the
momentum may be shifting as healthcare stakeholders and innovators in the private
sector recognize the importance of addressing the needs of this population, joined
by bipartisan members of both houses of Congress, creating a foundation for new
federal policy.

The Path Forward: Political Consensus and Policy Initiatives
to Scale Up Private Sector Innovation

Three important dimensions must be addressed to bolster federal support for system
change: (1) Policy; (2) Process; and (3) Partnerships.

Potentially viable policy proposals include coverage of advanced care planning
services in Medicare and Medicaid, expanded hospice service options including
removal of concurrent care exclusions and extension of the hospice 6-month sur-
vival requirement, expansion of federal coverage of palliative care services, quality
improvement and measurement incenting delivery of quality palliative care, and
redesign of post-acute care benefits. New policy must be targeted to a defined popu-
lation, scorable by independent analysts and the CBO, and supported by key opin-
ion leaders. Policy initiatives must be well constructed and thoughtfully designed to
withstand scrutiny from public and private stakeholders that will validate them.

Second, attention to process is critical. Policy is a multidimensional strategic
product of many pathways, each strewn with its own set of navigational obstacles. Both
legislative and regulatory processes must contend with power mechanisms, gatekeep-
ers, champions, committees, leadership, vehicles, and individual personalities.

Legislative champions must decide strategically to make improvement of
advanced care their personal political and policy priority. These members will lobby

' These are just two of the most visible recent legislative proposals intended to improve advanced
illness care. Many more such bills have been introduced, but an analysis of their design and impact
is beyond the scope of this chapter
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colleagues, committee members, and chairpersons, collaborate with key stakeholder
groups, and take necessary steps to move the initiative forward, usually attaching
their bill to a larger moving vehicle related to health care rather than introducing
“stand-alone” legislation.> Support must be enlisted from the chairman of the Senate
Finance Committee, which has jurisdiction over Titles 18 and 19 of the Social
Security Act governing Medicare and Medicaid respectively, as well as Congressional
leadership.

Finally, crafting of successful public policy relies on strategic partnerships that can
accommodate opposition from other policymakers and outside interest groups. This is
especially important for advanced and palliative care, given its political sensitivity.
Bipartisanship is essential and must be built upon, as are broad-based coalition part-
nerships that include all interested stakeholder groups, e.g., providers, plans, advo-
cacy organizations, consumers, employers, and faith-based organizations. These
groups contribute analytical and messaging support to provide policymakers the polit-
ical validation they need to publicly address the advanced care issue.’

Potential Winning Message: Comprehensive,
Person-Centered Advanced Illness Care

Political and policy initiatives are either fueled by supportive public opinion or
abandoned for lack of it. A robust and persuasive public message is critical to the
success of advanced care.

The core message must be that personal priorities drive the care plan. The
advanced care model rests on the core principle of palliative care, placing the person
at the center of the decision making process, neutralizing claims of rationing or
government control. Hospitalizations are avoided because they are unwanted and
unnecessary as proactive measures avert crises that would otherwise have led to a
call to 911. Unwanted and unnecessary admissions constitute medical waste, which
most reasonable people agree should be eliminated.

Free choice, however, is not enough. Responsibility is also important on individual
and societal levels. Persons who are ill and their providers are responsible for timely
decisions about care priorities so that loved ones are spared from having to make
hard choices without clear guidance from their loved one, and so that clinicians do
not feel compelled to “do everything” because they cannot know what a seriously ill
but unresponsive or non-communicative patient might have wanted.

2With some exceptions, Congress typically moves major legislative vehicles by issue area—tax,
appropriations, health care, etc. Policy pertaining to advanced care would likely “ride” on one of
these major moving vehicles.

3An example is the Coalition to Transform Advanced Care (C-TAC). Formed in 2011, C-TAC
represents a broad cross-section of health care stakeholders, including payers, providers, business,
consumers, faith-based groups, and many others. C-TAC and groups like it play an important role
in providing stakeholder “cover” to advance policymaking on this issue.
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Responsibility in turn is linked with accountability, a guiding principle of healthcare
reform. Providers must become accountable for both the quality of care they provide
and its costs. In serious and advanced illness, quality is inextricably linked with
personal priorities and responsibility for decision making. Cost savings benefit
society by strengthening Medicare’s sustainability and ensuring that care goes to
those who really benefit according to valid and reliable evidence. This reinforces
healthcare reform’s intention to provide real value.

The advanced care model of palliative care delivery, and policy that supports its
broad-based implementation, provide for more, not fewer, services that individuals
want and need to honor their values and preferences, with a greater emphasis on
access to care in the home setting and expanded coordination of social and medical
services. Access to traditional care will not be reduced, and beneficial services will
not be denied at the whim of payers or the government. Large-scale implementation
of a truly person-centered care model requires that Medicare coverage continues for
all currently guaranteed services.

Conclusion

In the opening vignette, Mary found that her treatment, and indeed the quality of her
day-to-day life, changed dramatically when her providers aligned her care plan with
her own priorities and wishes. Healthcare reform should include new care models
that focus explicitly on this process. Meaningful delivery reform and relatively non-
controversial cost containment can be achieved by providing new services that max-
imize support for each person’s responsibility to expressing their own priorities and
preferences and then organizing the delivery system to honor and implement them.
Private sector innovations supported by accurate and clear messaging, thoughtful
policy development, public engagement in the political process, and robust strategic
partnerships can all be combined to change the standards of practice for this vulnerable
population, and to create lasting system change.
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Chapter 5
Hospice and Healthcare Reform:
What Is the Optimal Path?

Melissa D. Aldridge and Jean S. Kutner

Hospice is a model consistent with the country’s stated healthcare reform goals:
hospice is person centered, improves clinical outcomes such as pain and satisfaction,
uses a multidisciplinary care team, is coordinated across settings, reduces unneces-
sary hospitalizations, and saves healthcare dollars [1-7]. Studies have consistently
demonstrated that hospice improves quality for patients and families by reducing
symptom distress, improving caregiver outcomes, and, if used continuously, reduc-
ing hospitalizations near the end of life, including emergency department visits and
intensive care unit stays and hospital death [3, 6, 8—10]. Hospice care in the United
States is growing, and there is much to celebrate in terms of the increase in the num-
ber of hospice agencies, the number of patient and family beneficiaries of hospice
care, and the diversity of conditions and diagnoses being served by hospice [11].
In 2011, there were more than 3,500 hospice providers—an increase of 53 % from
2000—caring for 1.2 million Medicare beneficiaries at a cost of $13.8 billion [12].
Ninety-eight percent of the US population lives close enough to a hospice to receive
care (Fig. 5.1) [13].

Although an estimated 40 % of all deaths in the US are under the care of a hos-
pice program [14], hospice length of stay is often short with 36 % of hospice users
receiving less than 1 week of hospice care prior to death [11]. A recent analysis of
Medicare beneficiaries found that more people are dying at home with hospice
services at the same time as hospital and intensive care unit stays in the last month
of life just prior to hospice referral have increased, and multiple transitions across
healthcare settings near the end of life are occurring [15].
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Percentage of Each State's Population
Within 30 Minutes of A Hospice
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Fig. 5.1 Percentage of each state’s population residing within 30 min of a Medicare certified
hospice in 2008

The statutory eligibility restrictions of the Medicare Hospice Benefit (MHB) are
viewed as a barrier to the use of hospice, leading to calls for eliminating the require-
ment to give up disease-modifying therapies or the 6-month prognostic criterion
[16-19]. The goal is to improve access to hospice care by both increasing the rate
of referral and increasing hospice length of stay through earlier referral.

The purpose of this chapter is to delineate the implications of various policy
options for improving access to high quality care near the end of life.

The Origins of Hospice

Hospice care in the United States began in the 1970s as a social movement that
focused on an alternative to the hospital setting, where dying patients often suffered
from significant pain and discomfort, and patients and families did not receive the
emotional and spiritual support necessary to cope during the dying process [20].
Hospice was originally provided by “charitable” [20] and “charismatic” [21] lead-
ers working individually or through nonprofit community-based agencies, caring
for patients in their own homes and relying on charitable donations as the sole
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revenue source. Despite growing support in the early 1970s for hospice, the concept
(comfort rather than curative care), setting (home rather than hospital care), and
focus (person and family centeredness rather than a medical model) of hospice care
were still considered experimental in nature.

The passing of the Tax Equity and Fiscal Responsibility Act (TEFRA) in 1982
marked a critical turning point for hospice, enabling Medicare reimbursement for
hospice services. The number of Medicare certified hospices rapidly increased from
45 in 1983 to 814 in 1989. A 20 % increase in reimbursement rates as part of the
Omnibus Reconciliation Act of 1989 [22] resulted in more than 2,500 [12] new
Medicare certified hospice agencies including for-profit hospice agencies, which
increased from only 5 % of all hospices in 1990 [23, 24] to an estimated 60 % of
agencies by 2011 [11]. During this time, Medicare spending for hospice increased
from $445 million (in 1991) to $13.8 billion (in 2011) [12], and the number of
Medicare beneficiaries using hospice increased more than sixfold.

Policy Issue: Improving Access to Hospice Care

Despite growth in the number of hospice agencies and beneficiaries, the MHB
remains one of Medicare’s smallest programs in terms of annual spending and is
used by fewer than half of Medicare beneficiaries prior to death [14]. The extent to
which this percentage reflects underuse of hospice is unknown as it likely reflects a
combination of regulatory barriers, patient and family preferences, and sudden or
unpredictable death where there is no time to engage hospice. Potential barriers to
hospice care include lack of knowledge, variable availability, and ineligibility, either
because of prognostic uncertainty or need for continued disease treatment.

Some studies [25-28] suggest that lack of public awareness is a barrier to receipt
and timeliness of hospice. Although hospice is available nationwide [13], there is
significant geographic state-by-state variation [4, 29]. Figure 5.1 depicts the per-
centage of each state’s population residing within 30 min of a Medicare certified
hospice in 2008. Eleven states had <10 % of their population in communities
>30 min from a hospice while [13] eight states had >30 % of their population
>30 min from a hospice [13]. Rural areas have lower hospice availability [30] and
use [31, 32] compared with urban areas.

Studies have also evaluated how the MHB eligibility criteria pose a barrier to
hospice. Patients are eligible to receive hospice care under the MHB if their physi-
cian certifies that they have a life expectancy of 6 months or less if their disease
follows its expected course. A number of studies suggest that prognostic uncertainty
limits use of hospice [16, 19, 27, 28, 33-41]. Further, MHB enrollment requires that
an individual forgoes Medicare reimbursement for ongoing disease-modifying
treatment related to the terminal diagnosis, another factor limiting use of hospice
[16, 19, 28, 42, 43]. As a result, policy options for increasing access to hospice
focus on revising MHB eligibility criteria.
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Policy Challenge: Who Is the Target
Population for Hospice Care?

The central issue facing policy makers and the hospice industry is the appropriate
target population for hospice care. Specifically, should hospice: (1) serve a defined
population of patients with a predictably limited life expectancy who agree to forego
disease-modifying treatments (current MHB); or (2) expand “upstream” to include
patients with serious chronic diseases, unpredictable prognosis, and palliative care
needs (symptom distress, family caregiver burden, and/or inadequate coordination
and communication across the care continuum) who desire palliative and supportive
services in concert with disease-modifying treatments regardless of life expectancy.

The restricted prognosis [44] and waiver of Medicare reimbursement for the
“curative” treatment of the terminal condition [45] were intended to maintain con-
trol over the cost of the MHB by narrowly defining the target hospice population.
The advantage of the current MHB eligibility criteria is that it retains a comprehen-
sive benefit customized to the needs of those dying soon, including interdisciplinary
care provided primarily in the home, for a targeted population within a few weeks
or months of death consistent with the core mission of hospice’s early founders. The
disadvantages of retaining the current eligibility criteria are restricted access to hos-
pice for the 78 % of Medicare beneficiaries with chronic non-cancer illnesses,
highly uncertain and unpredictable prognoses, and continued benefit from disease-
modifying treatments in terms of both quality and length of life (e.g., management
of congestive heart failure is both palliative—improves quality of life—and life
prolonging). In support of this concern, despite significant growth in the range of
diagnoses of individuals receiving hospice care [11], prognostic difficulty (i.e., dif-
ficulty in certifying that a patient has 6 months or less to live as required by the
MHB) remains a barrier to hospice referral [36, 39-41], particularly for individuals
with non-cancer diagnoses. Similarly, the distinction between life prolonging and
palliative treatment is increasingly meaningless as many effective life-prolonging
treatments simultaneously provide symptom relief. Given the need of such patients
for both expert disease management and the home- and community-based palliative
support that hospice provides, restrictions on their access fail to address the needs
of a growing population of Medicare beneficiaries. Further, given early indications
that both palliative care and hospice may be associated with better survival [5, 46, 47],
systematic exclusion of frail, multimorbid, and functionally and cognitively
impaired persons with indeterminate prognoses from hospice represents a denial of
evidence-based quality care.

An alternative involves shifting eligibility from a prognosis-based to a needs-
based criterion with no restriction on the ability to receive Medicare reimbursement
for life-prolonging treatments while receiving hospice. A needs-based criterion
could be focused on patients who have some combination of serious illnesses, func-
tional limitations, frailty, and cognitive impairment. Screening to assess need for
hospice services could come at any point in the patient’s disease trajectory as well
as at points of care transitions, such as admission to the hospital or nursing home.
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In doing so, hospice care could be integrated earlier in the course of the treatment
of individuals with serious disease, and hospice services could be provided in
conjunction with life-prolonging treatments. With a needs-based eligibility criterion,
more individuals would be covered by the MHB, life-prolonging treatments and
palliative care could be delivered simultaneously, and the balance of life prolonging
and palliative care could occur in response to progression of disease and shifting
benefit-burden ratios of medical interventions and patients’ clinical needs. Hospice
care would no longer be focused on the care of individuals in the last few weeks of
incurable illness but would be more broadly focused on the care of individuals with
serious illnesses needing multidisciplinary services. This could begin to reduce the
death stigma associated with hospice enrollment, leading to earlier referral, better
quality of care, quality of life, survival, and the potential for either budget neutrality or
cost savings depending on the degree of resulting reduction in acute care services.

Implications of Expanding Medicare Hospice Benefit Eligibility

Expanding MHB eligibility poses substantial challenges. First, in terms of imple-
mentation, how would a “needs-based” criterion be defined? When in the course of
disease would “need” be assessed? Precisely defining the target population under an
expanded vision of hospice care is a nontrivial, critical first step in estimating the
size, cost, and practicality of this alternative.

Second, expanding MHB eligibility has cost implications for the overall Medicare
program. The number of individuals who would enroll in the MHB would likely
substantially increase, increasing overall program costs. However, hospital pallia-
tive care programs have led to cost savings due to care coordination, clarified treat-
ment goals, and the avoidance of expensive, non-beneficial treatments covered by
Medicare Part A [48-50]. The extent to which expanded hospice programs would
achieve similar cost savings is unknown. Expanded MHB eligibility may result in
policies to reduce the comprehensiveness (and cost) of the current benefit in order
to match services more precisely to needs (higher at outset and end of service, lower
during periods of stability), and potentially maintain “budget neutrality.” Substantial
alteration of the existing MHB could cover more people in need for a longer period
of time if care was taken to maintain the resource intense model needed during the
last few weeks and months of life.

Third, hospices would need to retrain personnel to care for patients earlier in the
course of their disease, as these patients have different medical, nursing, social,
and spiritual needs that require different expertise, skills, and scope of services.
This integration may be challenging for hospice clinicians to the extent that it
appears to dilute hospice’s focused commitment to the needs of the predictably
dying. As hospice originated in a counter-cultural effort to establish an alternative to
mainstream medical care, integration into mainstream medical care may require a
major adjustment in hospice culture, as well as training.
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Restrictive state licensure requirements would need to be adjusted. Hospice
programs would need to integrate into all areas of mainstream medicine to better
coordinate palliative and life-prolonging care and would need to enlarge and expand
their scope of services to serve a broader population of patients.

Expanding MHB eligibility also has implications for the evolving structure of
palliative care delivery in the United States. There has been dramatic recent growth
in the number of non-hospice palliative care programs, the dominant model being
hospital-based palliative care programs [51, 52]. The number of hospitals with
palliative care teams has increased from 24.5 % in 2000 to 67 % in 2011 [51].
At present these programs primarily serve patients on an inpatient or consult basis
during their stay in the hospital and focus on defining the patient’s goals of care and
managing pain and symptoms. Expansion of palliative care services to clinic, home,
and nursing home settings has begun in many communities. Although physicians
and advanced practice nurses may bill for services, there is no Medicare reimburse-
ment for the interdisciplinary palliative care feam, which includes social workers,
chaplains, counselors, and other professionals. Hospital palliative care programs
have grown rapidly to serve the needs of hospitalized seriously ill persons. Also
contributing to the rise of palliative care programs are the overwhelming caregiving
burdens faced by patients’ families [51].

Hospitals with palliative care programs are almost twice as likely to own a hospice
program as hospitals without palliative care programs [53]. Expanding eligibility
for hospice services may serve to strengthen the pathway between hospital pallia-
tive care and hospice care by increasing the incentive for hospitals to purchase or
develop their own hospice programs thus enabling a more efficient allocation
between the two services. Another component of expanding MHB eligibility criteria
is whether the conditions of participation (COP) in hospice might allow more and
different provider types to become certified providers.

The Emergence of New Models for Providing Hospice Services

In advance of major policy changes and in anticipation of changes arising from the
implementation of healthcare reform, hospices themselves are developing new
models of care to meet the needs of patients with serious illness not dying soon,
often in partnership with the commercial or private sector, and risk bearing entities
such as Accountable Care Organizations (ACOs).

1. Hospice open access

The gap between patient need for palliative care services and hospice eligibility
has led to development of open-access hospice policies, providing palliative and
social support while retaining access to disease-modifying treatments. Recent
evidence [54] finds that more than one-quarter of hospices report such policies,
which may also lead to increased hospice enrollment and length of stay. Although
a longer length of hospice stay is financially beneficial, because open access
programs must absorb the cost of caring for a patient prior to the patient’s
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eligibility and enrollment in the MHB, declining hospice margins jeopardize the
continuation of these programs [55].

Nonprofit hospices are more than twice as likely as for-profit hospices to have
open-access policies [54], limiting spread given the substantial growth in the
for-profit hospice sector during the past decade [56]. Between 2000 and 2009,
four out of five hospice providers that entered the US market were for-profit [56]
and by 2011 more than 60 % of hospices were for-profit owned [11]. Changes in
hospice eligibility or reimbursement are necessary if open-access policies are
to be economically sustainable for hospices, especially as the market share of
nonprofit hospices continues to erode.

2. Hospice of Michigan @ HOMe Support Program

Another innovative model for operating outside the silo of the MHB is exem-
plified by the @HOMe Support program of the Hospice of Michigan. The @
HOMe Support program is a wholly owned nonprofit subsidiary of the Hospice
of Michigan that addresses the needs of patients with a serious illness while
ineligible for hospice care. The model is funded through partnership with
regional ACOs and Blue Cross Blue Shield of Michigan. Approximately 80 % of
patients ultimately transition to hospice. Preliminary outcomes include a 9 %
decrease in emergency department utilization, a 33 % decrease in hospital admis-
sions, a 57 % decrease in hospital readmissions, and high patient/family satisfac-
tion scores [57].

Replicating this model requires significant organizational leadership, vision,
and cooperation. Challenges include creating awareness among providers, real-
time data sharing among differing electronic systems, and developing network
relationships within the hospital systems, emergency departments, community
providers, nursing facilities, and palliative care initiatives. The @ HOMe team is
marketing tools and technical assistance to help other communities replicate
their proprietary model. This palliative care delivery model exemplifies the
opportunities for incorporation of home- and community-based services into
ACOs to include post-acute care, complex care management, social supports,
palliative care, as well as hospice end of life care (see Chap. 11 for further dis-
cussion of @HOMe and the integration of palliative care into ACOs).

3. Mandate for hospice in patient-centered medical homes (PCMHs) and ACOs

The PCMH is a team-based model that provides comprehensive and continuous
care, increasing satisfaction, and improved health. An essential component is
care coordination across settings for patients with serious illness.

Appropriately coordinated care depends on the individual patient and the com-
plexity of their needs. These complexities include the existence of multiple chronic
conditions, functional dependencies, family caregiver burden, cognitive vulnera-
bility, preferences and goals of care, ability to communicate, ability to organize
their own care, and the social environment of the patient. Such complexity typi-
cally requires a care team that can explicitly provide and assume responsibility for
care coordination for patients identified as highest risk.

Because hospice and palliative care models reliably reduce acute care utilization,
and PCMHs and ACOs involve assumption of financial risk, attention to service
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integration is warranted. The Centers for Medicare and Medicaid Services (CMS)
needs to consider a mechanism for ensuring that palliative and hospice care are a
robust part of the care networks associated with risk-bearing models [55]. This
could be achieved by a requirement to provide access to palliative care and hos-
pice services as a condition of receiving designation as a Medicare Advantage
plan, an ACO, or a PCMH. Such a requirement would be an important first step
in improving access to these services and catalyzing integration of community-
based care models into the ACO/PCMH model and payment mechanisms [55].

Actionable Policy Steps to Increase Use of Hospice

1.

Adjusting the hospice per diem rate for high-cost patients

Recent evidence suggests that acknowledging the financial risk of caring for
hospice patients with high-cost needs may be an important factor for access to
hospice care [54]. A reimbursement policy related to the intensity of services and
thus one that varies with patient need may be an important step in improving
access to care.

The MHB’s per diem reimbursement creates incentives to restrict enrollment of
high-cost patients. This is important because the MHB accounts for 84 % of hos-
pice revenue [11]. Once enrolled in the MHB, all care related to the terminal illness
must be paid for by hospice. Since average hospice per diem payment is $153 per
day [12], many treatments are prohibitively expensive for hospices [35]. For exam-
ple, chemotherapy or radiation serve many palliative purposes, as do transfusions
for low blood cell counts, and can cost more than $10,000 per month [58]. Tube
feeding, total parenteral nutrition, an intrathecal catheter, as well as personal sup-
port for those who lack a caregiver in the home, may also be too expensive.

Recent evidence [54] finds that patients who are receiving high-cost palliative
treatments might not have access to hospice services. In a nationally representa-
tive survey, 61 % of hospices reported that they would not enroll patients receiv-
ing palliative chemotherapy, 55 % would not enroll patients receiving total
parenteral nutrition, and 30 % would not enroll patients receiving palliative
radiation [54]. If the hospice per diem reimbursement was increased for high-
cost needs, such patients would not be as financially risky for hospices, and
enrollment policies might become less restrictive.

MedPAC recently recommended an increase in the per diem rate for the first
and last days of every patient’s enrollment with hospice [35, 59-61]. The ratio-
nale is that hospice costs follow a U-shaped cost curve, and compensation should
match actual costs. Under existing hospice per diem reimbursement, the high-
cost first and last days of care are averaged with the lower-cost days in the middle
of the stay, creating an incentive for longer hospice length of stay with a greater
proportion of low-cost but fully reimbursed days.

The U-shaped adjustment to the per diem rate may create an incentive for
shorter hospice lengths of stay, which might not be in patients’ best interest.
Furthermore, the proposed adjustment does not address the issue of high-cost
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patients with intensive needs throughout their stay, not merely on their first and
last days of hospice care. Risk adjusted compensation for patients with high-cost
needs would reduce financial risk, while preserving current incentives for earlier
referral to hospice care [54].

2. Adjusting the hospice per diem rate for increased regulatory burden

Providers have called for either increasing in the hospice per diem rate to
account for the increasing costs of hospice regulations or decreasing the number
of costly regulations that have not been directly linked to improving quality of
care [62]. One example of these costly regulations is the requirement for face-to-
face recertification of hospice patients [62]. Similarly, the requirement for
detailed documentation of medications and the content and frequency of staff
visits have also increased costs, particularly for those hospices without elec-
tronic medical records [62]. There is also significant concern regarding the finan-
cial risk that hospices face from Medicare audits, further limiting willingness to
accept patients with uncertain prognosis or costly treatment needs [62]. Hospices
found to have enrolled patients who were not eligible for the MHB, perhaps
because they lived too long, or lacked “proof” of being terminal, have been
required to repay Medicare for reimbursement related to those patients.

Although the intent of CMS in requesting these data is not clear, there is con-
cern that CMS is focusing on regulations that are easy to document as opposed
to ones that have been proven to improve quality for patients and families [62].

3. Standardizing eligibility criteria regarding concurrent life-prolonging and palliative
care

There is wide variation in the interpretation of the MHB eligibility criteria
related to the provision of care that serves both life-prolonging and palliative
purposes. CMS regulations state that to elect the MHB, an individual “waives all
rights to Medicare payments ... related to the treatment of the terminal condition
for which hospice care was elected” [63]. Many treatments—such as manage-
ment of congestive heart failure, emphysema, or infection—are both life-
prolonging and palliative. As a result, what constitutes hospice-appropriate care
may be interpreted differently by hospices and referring physicians, as well as by
patients and families.

Enrolling patients who require costly services even when their primary pur-
pose is palliative (such as radiation therapy for bone metastases) is thus risky for
small hospices, which are less likely than larger hospices to be able to absorb the
cost. Small hospices have significantly more restrictive enrollment policies com-
pared with larger hospices suggesting that these regulations are adversely
impacting access to hospice care [54].

Provision of concurrent hospice and life-prolonging services is the subject of
a pilot project called for by section 3131 of the Affordable Care Act, although
funds have not yet been appropriated.

4. Hospice disenrollment rate as a reportable quality measure

Approximately 10—15 % of hospice beneficiaries disenroll from hospice prior
to death [64—66]. Disenrollment is associated with greater likelihood of hospital-
ization, emergency department and intensive care unit admission, and hospital
death [66]. Patients who disenroll from hospice are almost five times more
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expensive to the Medicare program, on average, than those who remain with
hospice until death [66]. In addition, hospice disenrollment may be a marker
for poor quality care and may limit access to interdisciplinary palliative care
services at the end of life.

Hospice disenrollment may be initiated either by the patient or the hospice.
Patients may revoke hospice due to dissatisfaction with care, a change in prefer-
ences, or the desire to pursue treatments not covered under the MHB (e.g., radia-
tion or chemotherapy). A hospice may discharge a patient if it determines the
patient is no longer eligible (i.e., not predictably dying soon); the patient moves
from the service area; or the patient is admitted to a hospital that does not have a
hospice contract. Previous studies, focused exclusively on patient-level factors,
have identified younger age [65, 67], non-White race [67], male gender [65], and
non-cancer diagnosis [65, 67] as associated with hospice disenrollment.

A large national study [68] of more than 1,300 hospices in the United States
demonstrated highly variable disenrollment rates suggesting that disenrollment
may be a marker for poor quality care. Some hospices had no patients disenroll
during the study period, and other hospices had disenrollment rates as high as
38 %. Hospice disenrollment varied by provider characteristics, including type
of hospice, the fiscal intermediary, and the market in which the hospice operated.
Newer (within 5 years of initial Medicare certification) and smaller (with 13 or
fewer full-time equivalent employees) hospices had higher disenrollment rates
than larger, more established hospices. Over the past several decades, the popu-
lation served by hospice has become increasingly complex [11] with multiple
medical, nursing, and caregiver needs. The fact that newer and smaller hospices
had higher disenrollment rates suggests that these programs may not be able to
meet the needs of their patients or may lack the ability to appropriately select
patients who meet Medicare hospice eligibility criteria. Further, patients served
by newer hospices were more likely to disenroll and be immediately hospitalized
indicating that newer hospices have difficulty managing clinical crises at home.

Recent evidence also finds higher disenrollment rates at for-profit compared
with nonprofit hospices and may be related to exceeding the Medicare aggregate
cap [69]. The aggregate annual cap was established by Medicare as a regulatory
measure to control length of hospice stay and is the only fiscal constraint on the
growth of Medicare hospice expenditures. Under the cap, if a hospice’s total
annual reimbursement from Medicare exceeds its total number of Medicare ben-
eficiaries served multiplied by the cap amount ($25,337 in 2012), it must repay
the excess [12]. Given Medicare’s per diem hospice reimbursement, exceeding
the cap indicates a length of stay profile that is too long [69]. For-profit hospices
that report exceeding the cap have higher disenrollment rates than for-profit
hospices that do not report exceeding the cap while there is no comparable dif-
ference for nonprofit hospices [69].

Another important source of variation in disenrollment is the hospice’s fiscal
intermediary [68]. Fiscal intermediaries administer the MHB program for CMS
by processing claims, reimbursing hospices for Medicare-covered services,
tracking beneficiary eligibility, and auditing hospice enrollment and services.
Although guidelines exist to aid hospices in determining prognosis (MHB eligi-
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bility requirements), some hospice-eligible patients may stabilize or progress
slowly or even improve while on hospice and may live longer than 6 months.
Such patients are often scrutinized and may be discharged from hospice for “fail-
ure to die in a timely fashion.” Fiscal intermediaries face competition for CMS
contracts and thus have incentives to demonstrate that they are reducing hospice
expenditures and rigorously overseeing hospice utilization. Some fiscal interme-
diaries interpret the Medicare prognostic guidelines more narrowly than others,
and exert pressure on hospices to disenroll long-stay patients, contributing to the
observed variation in hospice disenrollment.

Policy interventions to reduce disenrollment variation could target both the
hospice and the fiscal intermediary by requiring reporting of disenrollment rates
and reasons. CMS could also standardize interpretation of hospice eligibility
criteria across fiscal intermediaries. A recent MedPAC report on hospice [70]
found inadequate guidance on identification of eligible patients across diagnoses
and disease categories. Consistent application of eligibility could reduce the dis-
enrollment of individuals believed no longer eligible who die within weeks of
hospice disenrollment. Further, public reporting of disenrollment rates creates
disincentives for targeting long-stay patients and was recently proposed as a
reportable hospice quality measure by a technical expert panel of hospice clini-
cians and researchers [12].

Conclusion

Although there is widespread support for improving access to hospice, there is
uncertainty regarding if and how to change the MHB to achieve this goal.
A decision to substantially alter eligibility for the MHB will fundamentally restruc-
ture palliative care delivery. The advantages and challenges of such a decision, and
its effect on patients and families, must be carefully considered and compared with
the consequences of retaining the existing benefit. Given the substantial variation
across hospice agencies in clinical sophistication, quality, and service scope [71],
demonstration projects may be required to evaluate policy options. Research is
needed to quantify the change in demand for hospice services if eligibility was
broadened; the potential cost of initiating some version of hospice earlier in the
disease; the structure of various models of concurrent hospice and non-hospice pal-
liative care programs; and the implications of an expanded or modified MHB on
patient and family experiences and outcomes.

There are, however, a number of options that could be implemented to improve
access without changing the MHB, including adjustment of the hospice per diem
rate to incorporate variation in patient complexity and treatment requirements;
increases in reimbursement to reflect additional regulatory requirements; and public
reporting of disenrollment rates as a quality metric. Further, incentives or requirements
for integration of palliative care and hospice into Medicare Advantage and new delivery
and payment models, such as ACOs and PCMHs, have the potential to improve
access for patients without the challenges of modifying the existing MHB.
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Chapter 6
Palliative Care in the Long-Term
Care Setting

Mary Ersek, Justine S. Sefcik, and David G. Stevenson

Palliative Care in the Nursing Home Setting:
Challenges and Opportunities

Approximately 1.8 million Americans live in nursing homes (NHs) [1], and this
number is expected to double or triple by 2030 [2]. More than half of these NH
residents require extensive assistance with, or are completely dependent on staff for
bathing, dressing, toileting, and transferring needs [3]. Over 25 % of adults, age 65
and older, die in a NH and 67 % of persons with advanced dementia live their final
days in this setting [4, 5].

Billions of dollars are spent every year by the state and federal governments on care
for NH residents [6-8]. NH costs are as high as $136 billion per year, with Medicaid
paying for the majority of residents’ care. Medicare covers almost 18 % of NH costs,
as well as being the major payer for the first 100 days of a NH stay [1]. Despite the bil-
lions of dollars spent, care for NH residents has long been associated with poor symp-
tom control, burdensome transitions, and low family satisfaction with care [9, 10].

Palliative care is one approach to enhancing care for persons with progressive,
life-limiting illnesses, including those in NHs. In the acute care setting, implementation
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of palliative care is associated with better quality of care and decreased healthcare
costs [11]. Using robust statistical methods and a national sample, Kelley et al. [12]
found that receipt of hospice services was also associated with decreased healthcare
costs. Compared to usual care, palliative care delivered to NH residents with advanced
disease is associated with improved quality and satisfaction [13—16]. Despite these
documented benefits of palliative care, this approach to care has not been widely
integrated into the NH industry. Moreover, there are currently no rigorous studies
that have evaluated cost or resident outcomes of palliative care NH programs [17].

Several challenges impede the provision of high-quality palliative care in NHs.
A major obstacle expressed by NH administrators includes knowledge deficits and
attitudinal barriers among physicians, nurses, and families [18]. Additionally, staff
shortages and turnover are frequently reported as challenges to providing quality
palliative care to residents and their families [18, 19]. Financial barriers also hinder
the ability to attract and retain quality staff members [18]. Finally, regulatory issues
can threaten the integration of palliative care into the NH setting. The regulatory
framework governing NHs is largely shaped by the Omnibus Budget Reconciliation
Act of 1987 (OBRA-87), which emphasized that the primary goal of NH care deliv-
ered to long-term residents is to provide supportive services that maximize resident
function and quality of life. Although these goals are consistent with those of pallia-
tive care, mismatches can occur, since NHs regulations and quality metrics tend to
focus more on rehabilitation of function, whereas palliative care emphasizes the
quality of life [20].

Despite these challenges, there are opportunities to provide excellent palliative
care during long-term stays within NHs; moreover, healthcare teams in NHs often do
have expertise in providing care to dying residents [21]. Daily interactions between
staff members and residents foster intimate relationships as well as emotional attach-
ments. These close relationships enable staff members to detect subtle changes in resi-
dents’ clinical and emotional status. Furthermore, this kind of daily close social
contact can promote an understanding about residents’ personal goals and care prefer-
ences. This familiarity and consistency of personal contact is especially important
among NH residents with dementia, where an effective and consistent caregiving rela-
tionship can improve residents’ moods [22].

The purpose of this chapter is to describe current models for palliative care in NHs
and explore healthcare system factors that hinder widespread adoption of palliative
care in this setting. We then propose strategies and policies that can facilitate adoption
of palliative care services for NH residents.

Current Models of Palliative Care Delivery in Nursing Homes

There are several models for incorporating palliative care into NHs, including hospice-
NH partnerships, palliative care consultation with clinical teams that are external
to the facility, and in-house teams or specialized palliative care units [17, 23].
The following section briefly describes the three models.
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Hospice Care

The most established program for delivering palliative care in US NHs is hospice
care. As detailed in other chapters, Medicare beneficiaries are eligible for the
Medicare Hospice Benefit (MHB) if their physician certifies that their prognosis is
a life expectancy of 6 months or less if the terminal illness runs its natural course,
and if they agree to forgo treatment intended to cure the terminal illness. In the ini-
tial years of hospice, most beneficiaries electing hospice care had cancer and
received care in their own homes. With the OBRA of 1989, Medicare extended the
availability of the hospice benefit to NHs. Now, any NH that wants to incorporate such
care can freely contract with hospice agencies, although there is no requirement that
they do so. By 2004, 78 % of US NHs contracted with at least one hospice agency
for services [3], a figure that has likely grown higher in recent years. Reflecting
these changes, the percentage of NH decedents receiving hospice services rose from
14 % in 1999 to 33 % in 2006 [24]. At the same time, the percent of all hospice users
who live in NHs has increased to more than 30 % [25].

The Medicare hospice payment is made directly to the hospice agency, regardless
of the setting in which an individual lives. For individuals dually eligible for Medicare
and Medicaid who reside in NHs, state Medicaid programs also pay the hospice
agency at least 95 % of the NH room and board costs, which the hospice, in turn,
pays to the NH. Room and board costs of NH care for private paying residents are
determined by contract. Room and board payments are redirected to the hospice
because it is the hospice’s responsibility to professionally manage the care of the
patient. The hospice agency subsequently pays NHs a negotiated rate, typically
passing the NH payment to the facility in full.

When NH residents enroll in hospice, the facility continues to provide room and
board and ongoing clinical care and supportive services, while the hospice agency
is responsible for overseeing the plan of care for the resident’s terminal illness.
The hospice supplements the resources available at the NH; additional services may
include expert symptom assessment and management, personal care from the
hospice agency’s home health aides, spiritual counseling, social work services, and
volunteer and bereavement services. The hospice also pays for medical supplies and
medications but only for those related to the terminal condition. The addition of
hospice to usual NH care may improve the quality of care. Researchers have reported
that hospice use in NHs is associated with decreased use of invasive therapies
and hospitalizations, improved pain and symptom management, and higher family
satisfaction with care [26-29].

Despite the potential benefits of hospice care added to routine NH care, there are
several barriers to enrolling residents in hospice. One barrier is the belief by some
NH administrators and staff that the acceptance of hospice services is an admission
that NH care is inadequate [30]. Further, poor communication and lack of collegial
relationships between NH and hospice staff can compromise care delivered to NH
residents [17]. Another challenge to greater integration of hospice into NH care is
the inability of most patients admitted to nursing homes under the Medicare Part
A—Skilled Nursing Facility (SNF) benefit to simultaneously access hospice care.
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Because reimbursement to NHs is higher under the Medicare-funded SNF benefit than
the Medicaid rate for subsequent long-term NH care, there is a financial disincentive
for NHs to recommend hospice for these patients, as this would require moving the
patient from the better reimbursed SNF level of care to a poorly reimbursed long-
term care NH bed. Equally important, the SNF payment includes room and board.
If a patient and family opt for hospice they must either assume personal responsibility
for their room and board in the NH, or seek Medicaid eligibility for this purpose.
Finally, the 6-month prognosis requirement for hospice eligibility can be a barrier
to enrollment, given the high prevalence in NHs of conditions, such as dementia and
other neurological conditions, which typically have very uncertain prognoses.

A final point worth noting is that the expansion of NH hospice has not been
without controversy. Hospice reimbursement involves a fixed per-diem rate creating
a financial incentive for long hospice stays. Some policymakers have raised ques-
tions about the extent to which some hospices agencies are aggressively targeting
more profitable (i.e., long stay) patients and whether common ownership of NHs
and hospice agencies has spurred inappropriate use [25, 31].

External Consultation Teams

External palliative care consultation teams are either based within a community
hospice/palliative care organization or, less frequently, associated with a hospital pal-
liative care program. In this model, a consultation is requested by a NH administrator
(most commonly Medical Director or Director of Nursing Services) or a resident’s
primary care provider. Residents who receive these consultations may or may not be
hospice-eligible. The consultant, a physician or nurse practitioner, bills under
Medicare part B; therefore, the costs for these services are not incurred by the NH.

The Bluegrass Palliative Care Consultation Service is an example of the external
consultation team model. The program is part of Palliative Care Center of the Bluegrass,
an affiliate of Hospice of the Bluegrass. Consultations generally are limited, focusing on
symptom management, advance care planning, communication with the family, and
facilitating transition to hospice, if appropriate. Although no rigorous independent eval-
uation has been done, the program asserts that participating NHs report high patient
satisfaction, fewer emergency department visits, enhanced symptom management, and
improved staff retention [17]. Program leaders emphasize several keys to success includ-
ing having access to many patients in each facility to minimize travel time, maximize
efficiency, and ensure financial viability, and staffing NH-focused hospice teams with
clinicians who understand and appreciate the NH setting and culture [17].

A different type of consultation model is delivered by Evercare™ a division of the
UnitedHealth Group®. Evercare™ is a Medicare Advantage plan that operates in a full
risk capitation model without cost to the NH [32]. Evercare Nurse practitioners provide
primary care services within NHs, paying particular attention to advance care planning,
goal setting, and communication with family members [17]. This model is associated
with fewer hospitalizations and lower costs compared to usual NH care [33].
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One major challenge to the effectiveness of external palliative care consultations is
that NH staff and primary care providers may be inconsistent in following the recom-
mendations made by the palliative care consultation team [32]. Because reimburse-
ment is typically through Medicare part B and focused on billable physician and nurse
practitioner visits, it is difficult to incorporate comprehensive interdisciplinary team
care. Effective in 2005, the Medicare Prescription Drug, Improvement, and
Modernization Act of 2003 authorized a one-time payment to be made to a hospice for
evaluation and counseling services provided by a physician who is either the medical
director or an employee of a certified hospice agency. To be eligible for this consulta-
tion, a beneficiary must have a prognosis of 6 months or less if the illness runs its
normal course and not have elected the MHB or received hospice pre-election evalu-
ation and counseling services previously; however, the individual may currently be
receiving potentially life-extending therapies. Adoption of this policy represents the
first instance of Medicare payment specifically for palliative or hospice care for
patients who have not elected hospice, and it allows patients to receive this benefit
while simultaneously receiving Medicare-funded home health or Part A SNF services.
To date, little is known about how this benefit is being used [20].

Internal Palliative Care Teams and Units

Internal programs generally encompass NH staff training in advance care planning
and symptom management; however there are no standard elements of these pro-
grams [32]. Based on the 2004 National Nursing Home Survey data, 27 % of US
NHs self-reported having a specialized program and/or staff trained in hospice or
palliative care. Factors that were significantly associated with having a specialized
hospice/palliative care program included nonprofit status, employing a American
College of Health Care Administrators certified administrator, contracting with
external hospice agencies, having mental health services internally available, and
having a program or staff specially trained in pain management [34]. A notable
example of an internally developed NH palliative care models is the Palliative Care
for Advanced Dementia program (now re-named Comfort First), developed at
Beatitudes Campus, a Continuing Care Retirement Community in Phoenix, Arizona.

Comfort First

The Comfort First model of care is radical in its simplicity—staff learn to
respect resident wishes. For example, if someone wants to sleep all day and be up
at night, that’s okay. If another prefers to eat dinner at midnight, that’s okay too.

(continued)



78 M. Ersek et al.

(continued)

People eat what they prefer and all therapeutic diets have been eliminated.
Thus, if chocolate is favored by a diabetic with dementia, so be it. Responses
to dementia-related behaviors have been reframed; if a person is resisting staff
attempts to care for them, a root-cause analysis is conducted to determine the
underlying meaning of the resistance. Staff know that often resisting care,
moaning, and distress may be suggestive of pain and a pain management plan
is instituted that includes analgesics and nonpharmacologic interventions as
opposed to potent antipsychotics or other chemical or physical restraints.
In the Comfort First model of care, staff have adopted a person-directed
approach that relies on taking cues from the person with dementia for what is
pleasurable and comfortable for her/him. The consequences of implementing
this model of care at Beatitudes Campus has led to the elimination of physical
restraints, a marked reduction in dementia-related behaviors and inconti-
nence, significantly reduced weight loss and a reduction in the reliance on
anxiolytic and antipsychotic medications. In addition to positive outcomes for
people with dementia, Campus staff have also benefitted with high job satis-
faction, minimal turnover, and reduced operational costs. Comfort First been
replicated at several nursing homes in Phoenix, Arizona with support from
BHHS Legacy Foundation.

The Beatitudes model of care has received substantial media attention,
including the New York Times and The New Yorker. With funding from the
New York City chapter of the Alzheimer’s Association, a number of New York
City nursing homes are receiving education and support for implementation
of this approach [35-39].

Video links:

A local news story about Beatitudes Campus Comfort First program:
(Link: http://www.beatitudescampus.org/about/news-and-press/vermilion-
cliffs-neighborhood-on-channel-3/) [39]

NPR’s “Here and Now” program—KJZZ (Monica Brady-Myerov)—1/21/11
(interview with Peggy Mullan and May Vance, daughter-in-law Vermilion Cliffs
resident, Aline Vance regarding palliative care program practices and NYT
article.)

Link: http://hereandnow.wbur.org/2011/01/21/alzheimers-beatitudes-campus

NPR Phoenix (KJZZ) “Here and Now” radio program (May 22)—Tena
Alonzo represents Beatitudes Campus as panelist regarding comfort-focused
dementia care on recorded show. Link: http://www.kjzz.org/content/1305/
beatitudes-campuss-unique-approach-dementia-care\http://www.kjzz.org/
content/1305/beatitudes-campuss-unique-approach-dementia-care/

Advantages to internal programs include the ability to infuse palliative care
principles into daily NH care, especially the care for residents who have not enrolled
in, or are not eligible for, hospice. Clinicians’ daily interaction with residents on a
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palliative care program may lead to timely detection of clinical changes as well as
facilitate an understanding of resident/family values, personal goals, and care
preferences [23]. Internal programs also place the expertise and authority with the
entity—that is, the NH itself—that is ultimately held accountable for the residents’
quality of care [17, 40].

Other potential benefits following admission to a NH-based palliative care unit or
service include decreased use of unnecessary medications [41]. The ability to empower
NH staff to provide high quality palliative care may also have facility-wide benefits
such as enhanced staff satisfaction and decreased turnover [42]. Similarly, specialized
dementia “comfort care” units are associated with higher staff satisfaction, less
observed resident discomfort, and lower costs than standard NH care [43].

The growth of internal NH palliative care services is challenged by the lack of
financial resources and by inadequately trained staff. The relatively high reimburse-
ment for skilled nursing care may create a financial incentive for NHs to invest in
palliative care capacity, since these residents do not have access to the MHB and
such consultations are billable (for doctors and nurse practitioners) under Medicare
Part B. However, the need to invest in specialized training and the additional staff
time required to deliver high quality palliative care constitute the major barriers to
this model.

Recommendations

In this section, we propose several strategies for enhancing palliative care in NHs.
These approaches are: (1) restructuring the MHB to align payment with a broader
conceptualization of palliative care, (2) ensuring that palliative care is part of emerg-
ing integrated payment models, such as accountable care organizations and bundled
payments, (3) infusing palliative care into ongoing efforts to enhance NH quality,
(4) incorporating palliative care indicators into the state inspection process and
quality measures reporting, (5) supporting a skilled palliative care workforce, and
(6) rigorously evaluating the outcomes of innovative payment and care models
(Table 6.1).

Realigning the Medicare Hospice Benefit
to Enhance Palliative Care in NHs

Because hospice is the most widely used model of palliative care in NHs, an obvi-
ous target for payment and delivery realignment is the MHB. The MHB has changed
little over its 30-year existence, despite a transformation in the populations served
and the type of care that agencies provide. In particular, hospice has grown well
beyond its initial intent of provision of palliative care for community-dwelling
terminally ill persons with cancer [44]. More than two-thirds of Medicare hospice
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Table 6.1 Recommended policy changes to enhance palliative care in nursing homes

Recommended policy changes Examples of specific strategies
Modify the Medicare Hospice * Allow concurrent use of the MHB and the Part A
Benefit Medicare SNF benefit

¢ Develop a case-mix adjustment for the NH setting
*  Modify the hospice per diem to match the NH-hospice
length of stay and services

Include palliative care as part of Payment models:
other NH payment reforms and «  Accountable Care Organizations
models * Bundled Payments

* Value Based Purchasing
Care delivery models:

* Culture Change model

* Transitional Care models

Prepare and maintain a NH * End-of-life Nursing Education Consortium (ELNEC)
workforce that is skilled in Geriatric curriculum
palliative care practices and » Encourage and support palliative care certification for
delivery certified nursing assistants, licensed practical nurses

(LPNs), registered nurses (RNs), and nurse practitioners
(APRNS5) through the National Board for Certification
of Hospice and Palliative Nurses (NBCHPN®)

Test models of NH palliative care * CMS-funded demonstration projects

delivery » NIH-funded implementation projects

Monitor palliative care processes ~ * Incorporate palliative care practices and assessments
and outcomes for nursing home more fully into the Minimum Data Set (MDS)
residents * Align CMS Nursing Home Quality Indicators with

palliative care outcomes
Incorporate palliative care into NH ¢  Train state surveyors to recognize resident and
regulatory mechanisms family-centered palliative care goals as consistent with
high quality care
* Incorporate palliative care practices and assessments
more fully into the MDS

recipients currently have had non-cancer diagnoses, and growing numbers live in
NHs and assisted living facilities [31]. Reflecting both increased use and increased
lengths of stay, Medicare hospice spending has more than quadrupled over the last
decade to its current level of $13 billion annually [31]. Despite the scrutiny that
inevitably accompanies increased government spending, a robust for-profit hospice
sector has emerged, ostensibly focused on enrolling more profitable (i.e., relatively
stable, long stay) patients [45, 46]. At a more fundamental level, however, the
expansion of hospice and the manner in which it has grown raises deeper questions
about the need to fundamentally redesign the MHB. Initially conceptualized as a
benefit for those who are predictably and clearly dying and who might reasonably
relinquish insurance coverage for life prolonging treatment, the MHB is no longer
well suited for its current role in a fragmented health care system with a growing
population of debilitated Medicare beneficiaries with multiple chronic conditions,
uncertain prognoses, and continued benefit from some types of life prolonging
therapies [40, 47].



6 Palliative Care in the Long-Term Care Setting 81

Nowhere are the growing pains of the MHB more apparent than at the intersection
of hospice and the NH setting. Current eligibility policies limit the potential use and
effectiveness of hospice care by NH residents. In particular, requiring beneficiaries
to have a prognosis of 6 months or less to live is a barrier to timely hospice enroll-
ment for many NH residents, where less than 5 % have cancer as a primary diagno-
sis and the majority has multiple chronic conditions for which it is difficult to predict
prognosis accurately [3, 48]. The most politically controversial manifestation of this
mismatch between the design of the MHB and the needs of seriously ill Medicare
beneficiaries is evidenced by the roughly 25 % of NH hospice enrollees with lengths
of stay exceeding 6 months. Yet more concerning from a quality of care standpoint
are the 30 % of NH hospice beneficiaries who receive hospice care for less than 1
week and the roughly 60 % of NH residents with dementia who receive no hospice
care at all before they die [40, 47, 49].

Current hospice payment policies are also problematic in the NH setting. In par-
ticular, hospice’s per-diem payment rewards long stays in hospice and, for some
enrollees, the payments are excessively high apart from the resource-intensive begin-
ning and end-of a hospice stay [50]. In addition, Medicare’s one-size-fits all approach
to payment does not adjust for case-mix or setting of care. Thus, Medicare policy
ignores potential efficiencies that are, as a result, captured by agencies delivering
hospice to NH residents and other resource differences that adhere more closely to
individuals® diagnoses [51]. Finally, by paying hospice agencies separately for the
delivery of hospice care to NH residents, Medicare policy reinforces the notion that
NHs are not responsible for—or capable of—providing specialized palliative care to
their residents. Although this position might be justified by pointing to well-identified
deficits in the palliative care received by NH residents, carving out hospice care from
the services for which we hold facilities accountable fails to improve palliative care
for the majority of NH decedents who do not enroll in hospice.

Going forward, Medicare hospice policy should seek not only to address the
efficiency of hospice payments (e.g., by adjusting payments for case-mix, length of
stay, or setting), but it should strive to promote earlier and greater integration of
palliative care into NH practice. One mechanism to achieve this is to modify hospice
eligibility standards to recognize the prognostic uncertainty inherent to NH popula-
tions, by broadening the 6-month standard and adjusting payments to reflect changes
in resource needs of long stay beneficiaries accordingly.

An alternative is to allow patients to access the MHB while also receiving cura-
tive care, which currently is not allowed. Although concurrent care is most often
discussed in the context of pediatric and cancer care, this concept also can be applied
to SNF patients upon discharge from the hospital. Under current regulations,
patients who are admitted to NHs under the more highly reimbursed SNF benefit
cannot simultaneously elect the MHB unless their terminal illness is different from
the medical condition that made them eligible for SNF care. Miller et al. [52]
reported that 40 % of non-HMO NH decedents with advanced dementia received
SNF care in the last 90 days of life. Similarly, Aragon and colleagues [53] examined
post-hospitalization SNF use among Medicare beneficiaries and found that 30.5 %
had a SNF admission in the last 6 months of life and 9.2 % died while receiving
SNF care. Further, decedents who accessed the SNF benefit during this period were
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much less likely to die at home (10.7 %) than beneficiaries who did not access the
SNF benefit (40.4 %). Miller and colleagues reported that SNF patients with
advanced dementia who also received hospice care either concurrent with or follow-
ing SNF care received fewer medications and injections, less artificial nutrition and
hydration, and fewer therapy services than SNF patients with no hospice. Moreover,
receipt of any hospice care was associated with lower odds of dying in a hospital
compared with patients who had no hospice [52]. Taken together, these two studies
suggest that allowing concurrent hospice and SNF care could decrease burdensome,
expensive treatments and transitions in care.

Additional research is needed to examine the quality of care and patient out-
comes for concurrent hospice and SNF care. Future investigations may be supported
by Section 3140 of the Patient Protection and Affordable Care Act (PPACA), which
requires that Medicare fund and evaluate a 15-site concurrent care demonstration.
At this writing, CMS has not yet initiated these projects; when and if they occur, it
will be important to include a setting providing concurrent SNF and hospice care.

A more comprehensive reform would “carve in” hospice and palliative care into
NH care more broadly. This approach could direct payments to NHs, rather than
hospice agencies, thereby recognizing the primary role NHs already have in provid-
ing services and supports to their residents. NHs would then have the choice of
contracting with hospice agencies and external palliative care services to deliver the
care, or of providing financial support to develop and sustain their own palliative
care services [40]. A bundled payment approach could also include post-acute and
SNF care along with long-term and palliative care, having the potential to further
reduce incentives to frequently readmit residents to the hospital and giving providers
greater flexibility to meet residents’ changing service needs.

Efficiencies gained through the revision of the MHB could be used to fund pal-
liative care in NHs. Another strategy would be to use savings to Medicare resulting
from reduced acute care expenditures to pay for palliative care services in NHs.
The Centers for Medicare and Medicaid Innovation (CMMI) recently funded seven
projects with its “Initiative to Reduce Avoidable Hospitalizations among Nursing
Facility Residents.” One of the seven awardees, explicitly includes palliative care
interventions and training for staff and all seven awardees incorporate the
Interventions to Reduce Acute Care Transfers (INTERACT) tools [54] which
include early identification and management of symptoms and an advance care
planning component. When the demonstration projects are completed (scheduled for
2016) there may be new options for effective, sustainable palliative care programs
in nursing homes.

Including NH Palliative Care as Part of Other Payment
Reforms and Models

As federal and state governments seek to integrate payments for acute, post-acute,
and long-term supportive services, palliative care providers have the potential to
play an important role because of their demonstrated ability to improve quality of
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care, and in so doing, reduce the need for emergency hospitalizations and their
associated high costs [11, 12]. For example, as ACOs seek to partner with NHs in
building their provider networks, they will likely seek to contract with facilities that
have relatively low rates of hospital readmissions and emergency department use,
while, at the same time, offering hospitals the ability to reduce inpatient lengths of
stay. NHs with a strong palliative care emphasis, including collaborative relation-
ships with hospice providers, should be strongly positioned to succeed in this con-
text. Similarly, with state demonstration programs that seek to integrate the
financing and delivery of Medicare- and Medicaid-financed services for dual-eligible
beneficiaries, integrated care plans will place a premium on facilities’ ability to
manage residents’ symptoms and acute events effectively in the NH, thus avoiding
unnecessary hospitalizations. Finally, recently initiated bundled payment demon-
stration projects offer NHs with strong palliative care practices further opportuni-
ties to distinguish themselves, especially in the model that bundles together acute
and post-acute services [55].

Infusing Palliative Care into Nursing Homes via
Complementary, Innovative Care Models

Although hospice and external palliative care services hold promise for integrating
palliative care into NHs, a full transformation cannot occur without addressing
internal NH policies, practices, and culture. As noted above, NHs are ultimately
responsible for their residents’ care. Paying hospices to manage care that is focused
on residents’ terminal illness(es) can thwart efforts to meet the palliative care needs
of other NH residents, further fragment responsibility for resident’s care, and con-
fuse residents, families, and care providers as to who is accountable for various
healthcare components.

A more logical strategy is to integrate palliative care into ongoing NH workflows,
regulatory requirements, and training. The culture change movement, which has
gained momentum since the late 1990s, aligns well with palliative care principles
and practices because of its overarching focus on resident quality of life and choice
[56]. Although culture change is variously described, its key elements always include
care that focuses on residents’ needs and preferences in a home-like setting, rather
than the typically institutional organizational routines and physical environments.
Culture change NHs can readily integrate holistic, comfort care that is driven by resi-
dents’ and families’ goals, preferences, and needs. In a 2008 Center to Advance
Palliative Care report on palliative care in NHs, the authors describe two New York
City facilities that have embraced palliative care; their descriptions of these programs
are barely distinguishable from culture change initiatives. Moreover, one of these
facilities does not refer to its program as palliative care, explaining that “the high
caliber of nursing home care they provide is palliative care” [17, p. 3.23].

Adoption of the culture change model is associated with several outcomes desired
by NHs, such as enhanced staff satisfaction, reduced turnover, greater market share,
and higher occupancy rates [56-58]. Furthermore, CMS has advanced the culture
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change movement by contracting with quality improvement organizations (QIOs) to
train NH staff and administrators in culture change and by sponsoring meetings
to bring relevant stakeholders together. CMS also supports culture change training for
NH surveyors and regulators [59]. Several states have funded a range of strategies to
facilitate the adoption of culture change. Most focus on workforce development
to promote resident-directed care, especially for nursing assistants [59].

Although culture change initiatives are compatible with and even overlap with
palliative care clinical guidelines, a quality NH palliative care program will need
additional elements. Key palliative care components include providing holistic care
that honors cultural and spiritual preferences and practices; addressing the needs of
family as both caregiver and care recipient; ensuring prompt and effective symptom
assessment and management; offering grief counseling and bereavement services
before and after death of a resident; and supporting and role modeling open, respect-
ful communication [60]. A strong argument can be made that these palliative care
practices are critical to delivering resident-directed care.

Incorporating Palliative Care into Quality Reporting
and the Inspection Process

Whether achieved through payment reform, additional service provision, regulatory
changes, or culture change, mechanisms must be in place to assess providers’ per-
formance on measures of importance to this uniquely vulnerable patient population,
to enforce expectations for care delivery, and to minimize unintended consequences.
In other words, providers, policymakers, and consumers alike must be able to evalu-
ate providers’ performance and hold them accountable. A key barrier to creating
greater accountability for palliative care in NHs is that the survey process and cur-
rent quality measures are not well aligned with achieving high quality palliative
care. Several quality measures are derived from the Minimum Data Set (MDS),
which is a federally mandated assessment tool with multiple purposes—to guide
care planning, determine payments to NHs, and evaluate care through the survey
process and public reporting of MDS-based quality measures. Compared to earlier
versions, the current iteration of the MDS (version 3.0) has new and expanded vari-
ables related to pain and other symptoms, decision-making, and goals of care [61],
although palliative care-specific quality information remains limited [60, 62].

Not only are there few specific measures for evaluating palliative care, some
indicators may hinder palliative care. For example, one NH quality measure is the
percent of residents who lose excessive weight [63]. To date, there is no exclusion
for residents whose goals are focused on comfort and end-of-life care and in whom
weight loss would be expected (for example, people dying of end-stage dementia).
For this reason, nursing facility administrators and staff are often concerned that
allowing these natural developments among dying residents may be misinterpreted
and penalized as poor quality of care, driving inappropriate hospitalizations, feed-
ing tube placements, and burdensome transitions [64].
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Quality measures are potentially powerful tools for advancing specific NH
practices in palliative care. First, several key measures are publicly reported on the
Nursing Home Compare website and are part of the CMS 5-star rating system.
There is some evidence that better performance on publicly reported performance
measures may increase NH’s revenues and enhance its profit margin primarily
through higher numbers of Medicare admissions [65]. Second, quality indicators
can be integrated into pay for performance, of which the Federal Nursing Home
Value Based Purchasing demonstration project, part of a CMS initiative to improve
the quality of care delivered to Medicare beneficiaries in nursing homes, is a
primary example. NHs in participating states are awarded points for performance
on quality measures that include MDS quality indicators, staffing, hospitalization
rates, and inspection survey deficiencies [66]. Although Werner et al. report that
initial state Pay for Performance initiatives were associated with inconsistent
improvement in NH quality [67], it is too early to say what effect this payment
approach will have on key quality measures.

To achieve high levels of quality palliative care in NHs, the state inspection process
needs to be adapted to focus on individualized, resident-centered care and culture
change. Regulations should be shaped so that providing quality palliative care is
supported by regulatory oversight, rather than impeded by it, as is the case at pres-
ent. Additional education is needed for surveyors about palliative care practices so
that they are readily able to recognize the quality of life and resident rights issues
and distinguish them from facility deficiencies [68—70]. For example, residents and
their families may choose not to provide artificial nutrition and hydration via a feed-
ing tube for the anorexia and dysphagia that is the normal course of advanced
Alzheimer’s disease, especially since such interventions are not associated with better
survival or improved quality of life. Instead of citing facilities for weight loss and
dehydration, which are nearly ubiquitous for persons dying of advanced dementia,
inspectors should be trained to examine actual goals of care for residents and
whether the care provided is consistent with those goals. Findings such as lack of
documentation of the goals of care or unmet spiritual needs should be the focus for
defining deficient practices in residents with advanced dementia.

The CMS Survey and Certification Group issued a memorandum in late 2012
that confirmed their commitment to appropriate end-of-life care for nursing home
residents. They directed state surveyors to evaluate nursing home quality according
to palliative care standards when the goals of care focus on comfort [71]. This marks
an important first step in aligning nursing home and palliative care.

Preparing and Maintaining a NH Workforce
That Is Skilled in Palliative Care

As with any innovation, adoption of palliative care will require efforts at many
levels—from corporate or national leadership to individual staff working with
specific residents and families. Policies are needed to establish standards for
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conducting goals of care discussions, completing advance directives, assessing and
managing pain and other symptoms, addressing family concerns, and assessing
spiritual and cultural issues. An educated workforce is essential; all staff, including
nursing assistants, administrators, pastoral care, recreational therapists, physical
and occupational therapists, and dietary, housekeeping and maintenance personnel
should have basic education in the philosophy and practice of palliative care.
Particular attention should be paid to the training of certified nursing assistants who
provide much of the hands-on care and have day-to-day human relationships with
NH residents [72]. Education should also be extended to volunteers who, as hospice
has shown, play an important role in palliative care. Training should be offered at
regular intervals, both to reinforce earlier learning and to ensure that staff turnover
does not lead to an unraveling of the program. Employers and others should encour-
age and support advanced education and certification by nursing assistants, licensed
nursing staff, and primary care providers, who can serve as leaders, mentors, and
experts for others. Other incentives, such as career ladders and better wages, can
reduce turnover and improve care [42].

Evaluating Innovative Models of Palliative Care

Rigorous evaluation of all models of palliative care—whether comprehensive
programs with multiple components or limited interventions of discreet therapeutic
approaches—is needed. Little is known about the characteristics and effectiveness
of the existing NH palliative care programs beyond anecdotal descriptions [17, 34].
There are few randomized controlled trials of discreet interventions [73-75] or
complex multi-model interventions [76—78]. In the current climate of flat or shrinking
budgets for NIH and many private foundations, there may need to be more reliance
on demonstrations funded through CMS. While these programs are rarely, if ever,
designed as controlled trials, they are intended to be generalizable and sustainable.
Regardless of funding source, process of care variables (e.g., Is there a documented
goals of care discussion among residents, families, and providers at regular inter-
vals?), care outcomes (e.g., resident symptom experiences), and costs all should be
measured and evaluated.

Conclusion

Our nation has long struggled to provide compassionate, person-centered care to
frail elders with extensive care needs. Although many Americans dream of a day
when the last NH closes its doors, this scenario is a fantasy, given the burgeoning
population of adults who are living longer with chronic illness and disability.
Society will need to intensify its commitment to caring for these individuals and
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their families. It is clear that enhancements in quality of care processes and outcomes
lead to lesser reliance on emergency rooms and hospitals and to lower healthcare
spending. Palliative care is a necessary element to achieve this goal.
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Chapter 7
Quality and Outcome Measures

Laura C. Hanson, Anna P. Schenck, and Helen Burstin

What Distinguishes High Quality Care for
Older Adults with Serious Illness?

Value is the new healthcare imperative for the USA—improving quality while
controlling costs. Americans spend almost twice what other developed countries
spend for healthcare services, yet the return on our investment is poorer health out-
comes, including higher rates of preventable death [1]. High quality care, defined in
1990 by the Institute of Medicine, is care that “increases the likelihood of the desired
health outcomes and is consistent with current professional knowledge” [2].
In subsequent reports the Institute of Medicine has synthesized what is known and
what we still need to know about measuring quality of care in order to improve
patient safety and health outcomes [3, 4].

The greatest opportunity to enhance value in US healthcare is to improve quality
of care for older adults with serious illness. Elders with advanced stage chronic
illness or life-threatening acute illness use the majority of services, yet receive
poor quality care [5]. Serious illness—illness from which patients are unlikely to
be cured, recover, or stabilize—is life-altering for patients and family caregivers.
It includes advanced, symptomatic stages of diseases such as congestive heart
failure, chronic lung disease, cancer, kidney failure, and dementia. Serious illness
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also results from the cumulative effects of multiple chronic conditions causing
functional decline or frailty, a large population which accounts for up to 80 % of
Medicare expenditures [6].

Patients with serious illness and their families value patient-centered care which
promotes function, comfort, and shared decision-making. When medical treatment
for cure is not possible, most patients desire healthcare that balances the goal of life
prolongation with patient-centered outcomes of independent function, pain relief,
physical comfort, and attention to family, emotional, and spiritual needs. Healthcare
priorities shift in serious illness, and patients value control over goals of care and
treatment through shared decision-making [7—10]. In serious illness, the way we
define quality of care must respect the outcomes prioritized by patients and their
families [11].

Is There Evidence for Healthcare Interventions
to Improve Outcomes in Serious Illness?

Best research evidence supports three interventions to improve outcomes for older
adults with serious illness—(1) expert pain and symptom treatment, (2) communica-
tion eliciting patient preferences for treatment decisions, and (3) interdisciplinary
palliative care services.

In a 2008 systematic review, Lorenz examined treatment for specific symptoms in
serious illness and found strong evidence for improved outcomes with systematic
expert assessment and treatment of pain or depression for cancer patients, and assess-
ment and treatment of dyspnea from chronic lung disease [12, 13]. This review also
found evidence for improved care quality with structured communication to elicit
patient treatment preferences. When this body of evidence was addressed in a major
report to the Agency for Healthcare Research and Quality in 2012, investigators
found the strongest research evidence supports expert treatment to improve pain
and communication interventions to engage patient and family values in treatment
decisions [14].

Palliative care teams provide specialized medical care for people with serious
illness to improve quality of life for patients and families. Palliative care is usually
delivered by interdisciplinary teams who combine expertise in pain and symptom
management with support for shared decision-making. Research on palliative care
services, or similar complex case management or hospice interventions show this
innovative service model improves patient and family satisfaction with care in serious
illness [15, 16]. Numerous studies—including 12 randomized trials—provide evi-
dence that interdisciplinary palliative care improves patient and family satisfaction
while reducing patients’ use of intensive and acute care services [17-25]. Patients
receiving palliative care live as long or longer than those receiving traditional medical
care. The timing and intensity of palliative care interventions may be essential to
maximize benefit [26]. While some palliative care interventions have not been able
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to improve patients’ quality of life, involving the palliative care team early and
continuously for patients with advanced lung cancer does improve quality of life,
decrease depression, and prolong survival while reducing the intensity and cost of
treatment [27].

Are There Practice Guidelines to Promote Quality Healthcare
for Seriously 11l Older Adults?

National Consensus Project Guidelines for Quality Palliative Care are unique in
addressing the universal needs of seriously ill patients. Many disease-specific prac-
tice guidelines do not apply in serious illness because they focus on early stage
disease or omit patients with multiple chronic conditions. In recognition of the
unique needs of seriously ill patients, the Institute of Medicine recommended devel-
oping new guidelines and quality measures for palliative care, which is specialized
medical care for patients and families facing serious illness [28, 29]. In 2004, 2009,
and 2013, the National Consensus Project for Quality Palliative Care (NCP) defined
practice guidelines and preferred practices for palliative care [30]. The NCP frame-
work reflects domains of healthcare quality considered important by seriously ill
patients, including physical symptoms, emotional, spiritual, and family caregiver
needs, and patient control over treatment decisions.

The National Quality Forum (NQF) is a voluntary organization established to
build consensus standards among healthcare stakeholders, as defined by the
National Technology Transfer and Advancement Act [31]. In 2007 the NQF
reviewed and endorsed NCP guidelines and an associated list of 38 preferred
practices, establishing them as the definitive statement of standards of care for
serious illness [32, 33].

How Do We Currently Measure Quality of Healthcare
for Older Adults with Serious Illness?

Guidelines describe ideal standards for healthcare, but quality measures are needed
to understand how often real world care lives up to these ideals. Quality measures
report the frequency of a desired care process or outcome for a group of patients for
whom that measure matters. Data are generally pulled from claims or clinical
records. A few quality measures are structural—such as reports of clinician qualifi-
cations or presence or absence of critical patient safety strategies. To understand and
improve healthcare quality, clinicians need quality measures which are feasible
(not too costly to collect), actionable (under the control of clinicians and health
systems), reliable (easily measured the same way by different data collectors), and
valid (meaningfully connected to person-centered outcomes).
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Quality measures show gradual improvement in care for older adults. Since 2003
the Agency for Healthcare Research and Quality has published a summative report
on healthcare quality using data from Medicare and other sources [34]. Quality
measures are removed from this core measure set when practice is uniformly high,
and new measures are added in response to new evidence. Longitudinal hospital
data on process of care measures for acute myocardial infarction, congestive heart
failure, pneumonia, immunization, and other preventive services has shown slow
but consistent improvements in care for Medicare enrollees [35]. Progress is slow
but real—in 2011 small improvements were recorded for 60 % of quality measures
tracked. Access to care and disparities by race, ethnicity, and income are generally
not improving. In 2011, disparities by age were added to this report, demonstrating
that older adults have better access to services but receive poorer quality of care than
young adults on 39 % of measures being tracked. This comprehensive report primar-
ily relies on disease-specific measures, but includes a few cross-cutting concerns
important in serious illness such as functional status preservation and, beginning in
2010, access to supportive and palliative care.

Which Quality Measures Are Ready for Systematic
Use in the Care of Seriously Ill Patients?

Work is underway to develop and test quality measures for serious illness. Over
100 published quality measures address domains of potential relevance to pallia-
tive care and serious illness—yet few have been implemented and tested with ade-
quate rigor to justify use [36-38]. The voluntary University Health System
Consortium (UHC) palliative care benchmarking study was an important early
effort to examine the feasibility and meaningful use of systematic quality measure-
ment in serious illness [39]. Thirty-five academic hospitals abstracted quality data
for n=1,596 patients with serious illness diagnoses (heart failure, cancer, HIV
infection, and respiratory failure) and recent readmissions. Benchmarking across
sites was feasible, and care processes were consistently good for symptom assess-
ments. Opportunities for improvement were identified in symptom control, com-
munication of prognosis, determining and implementation of patient preferences
for care, and attention to psychosocial needs. Only 13 % of patients received
specialty palliative care.

In 2011 NQF recognized the need for quality measures unique to hospice and
palliative care patients and in early 2012 endorsed 14 such measures [40].
One approach to quality measurement in serious illness is to survey family caregiv-
ers, and three major after-death family surveys have been endorsed by NQF
(Table 7.1). After-death surveys use surrogates looking back in time, focus on the
final phase of illness, and are limited to the subset of families who choose to respond.
However, they capture the important family perspective and offer insights into
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multiple domains of serious illness care. The National Hospice and Palliative Care
Organization, working in collaboration with investigators from Brown University,
has developed process of care metrics and an after-death family survey to measure
quality of care for hospice patients. This survey—the Family Evaluation of Hospice
Care—has been widely accepted. Thousands of hospice family caregivers report
good quality of care; some respondents indicate unmet needs for family support
(18 %), communication (10-29 %), and care coordination (22 %) [41-43]. The
broader CARE survey has been used to address quality of care in the final days of
life in multiple healthcare settings, with demonstration that the site of care may
strongly influence aspects of care quality at the end of life [44—46]. The Bereaved
Family Survey is a similar, cross-setting after-death survey covering multiple
domains of quality of care in the Veterans Affairs (VA) system during a patient’s
final month of life [47, 48]. A newer short form may become especially useful,
relieving some response burden and perhaps permitting a broader group of family
caregivers to provide feedback [49]. Applied in a national study in 77 VA medical
centers, results found consistent improvements in family satisfaction with care
when Veterans had access to specialty palliative care [50].

Process and outcome quality measures capture discrete aspects of care for
patients with serious illness from medical records (Table 7.1). Quality measurement
research initiatives have led to NQF-endorsed quality measures of this type. First,
the Assessing Care of Vulnerable Elders (ACOVE) project, with leadership from the
RAND Corporation, has carefully developed and tested quality of care measures for
vulnerable elders—older adults who self-report poor health with functional limita-
tions [51, 52]. The ACOVE project has generated over 200 quality measures in
domains of preventive care, disease-specific care, and geriatric syndromes; many
ACOVE measures are relevant to seriously ill older adults in outpatient clinics [53].
A specific subset of 16 ACOVE quality measures addresses physical symptoms and
communication of treatment preferences for vulnerable elders in hospital. NQF has
endorsed three ACOVE quality measures for use in hospice and palliative care—use
of bowel regimen with opioids, communication of treatment preferences, and ICD
deactivation decisions [54]. Investigators from RAND and Johns Hopkins have also
validated Cancer Quality ASSIST measures specifically focused for patients with
advanced stage cancer in outpatient and hospital settings [55-57]. A third study to
test quality measures for patients with serious illness, the PEACE Project, was led
by investigators at the University of North Carolina and the federal Quality
Improvement Organization for North and South Carolina. Existing or proposed
quality measures for settings of hospice and hospital-based palliative care were
reviewed by an expert panel for feasibility, actionability, reliability, and validity, and
17 PEACE measures have been validated in hospice and hospitalized palliative
care patient populations [36, 58]. Measures for care for pain, dyspnea, and for com-
munication of treatment preferences have also been endorsed by NQF [40].
However, none have yet been incorporated into Medicare’s value-based purchasing
or ACO quality measure requirements.
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How Does US Policy Promote High Quality
Care for Seriously Ill Older Adults?

Federal regulations first addressed quality standards for patients with serious illness
by addressing the quality of care for older adults in nursing home care and hospice.
Nursing home regulatory changes in 1987 led to the implementation of a nationwide
dataset used to measure and improve quality of care for residents [59]. Data on key
quality measures are publically available on the Nursing Home Compare website, and
used for regulatory oversight and payment incentives. Quality improvement initiatives
have had demonstrable positive effects on pain management and reduced use of
physical restraints [60—62]. Nursing home quality data has been recently revised to
incorporate more resident-centered outcomes and preferences [63].

In 2010, President Obama signed the Patient Protection and Affordable Care Act
(ACA), mandating a new emphasis on healthcare quality. The law requires the
Department of Health and Human Services to create a National Strategy on Quality
Improvement in Health Care. Legislative provisions include creation and testing of new
approaches to quality measurement, and implementation of quality measures for the
Medicare and Medicaid populations. Beginning in 2012, quality measurement is rein-
forced by the value-based purchasing power of the federal Medicare and Medicaid
programs. Acute care hospitals in the USA will see 1 % of federal payments at risk
based on performance on clinical care quality measures and patients’ reports in Hospital
Consumer Assessment of Healthcare Providers and Systems (HCAHPS) surveys.
Following hospitals, end-stage renal disease programs, outpatient physicians, long-
term care hospitals, inpatient rehabilitation hospitals, hospice programs, and cancer
hospitals will then be required to submit data on quality measures. Financial risk
incentives will be followed by more comprehensive value-based purchasing [64].
In 2008, revised Conditions of Participation for hospices were published by the
Centers for Medicare and Medicaid Services (CMS). Section 418.58 of the Final
Rule requires hospices to create procedures for quality assessment and performance
improvement (QAPI) addressing important domains of patient care quality, with
measures to track and improve practices [65]. With funding from CMS, the Research
Triangle Institute is pilot testing six quality measures to ascertain the feasibility and
burden of standardized data elements for hospice. This hospice bundle may be used
to modify hospice payment using NQF-endorsed measures beginning in 2016 [66].

What Are Future Opportunities—and Essential Strategies—to
Improve Quality and Outcomes for Seriously Il Older Adults?

Scientifically sound and clinically meaningful quality measures are available for the
care of seriously ill older adults. Implementation of these measures poses future
challenges, but also great opportunities to ensure care is consistently person centered
(Box 7.1). To ensure high quality healthcare for seriously ill older adults, private
and public organizations should target seven key opportunities.
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Box 7.1 Opportunities and Strategies to Improve Quality of Care
for Serious Illness

1.

Identify patients with serious illness as a unique population in all healthcare
settings

— Create documentation of disease stage and function in electronic health
records

— Require disease stage modifiers for major diagnoses

— Require functional status modifiers

— Develop modifiers for multi-morbidity, frailty syndrome

— Link access to payment for enhanced services to codes indicating serious
illness

. Measure what matters to patients with serious illness, including patient- and

family-reported outcomes

— Focus quality measures on pain and symptom control, function and
shared decision-making

— Exclude patients with serious illness from other measures

— Fund research on feasible patient- and family-reported outcomes for
serious illness

Respect patient preferences; promote shared decision-making

— Implement quality measures for shared decision-making

— Implement time-based payment for decision-making

— Fund dissemination research for decision aids, structured communication
— Promote education in communication skills

Assist hospice organizations to improve care using quality measurement
and benchmarking

— Implement quality measures in hospices
— Provide technical assistance for implementation and quality improvement
from QIOs

Coordinate care for seriously ill patients across healthcare settings

— Review best practices in case management and care coordination

— Identify programs improving patient outcomes in serious illness

— Create a “glide path” to provide payment for case management and care
coordination

Improve access to clinicians with expertise in serious illness—geriatrics,
palliative care, and hospice care

— Incentivize training for physicians, nurses, and social workers in these
fields

— Fund demonstration projects to extend expertise to underserved populations
and settings
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1. Identify patients with serious illness as a unique population in all healthcare
settings. To be eligible for unique quality measures and enhanced services,
patients with serious illness need to become a distinct population in healthcare.
Routine identification of advanced stage disease and of functional impairments
are the place to begin. Most major chronic diseases have defined staging systems,
and several widely accepted measures of functional status are reliable, valid and
feasible for clinical application. Beyond hospice, seriously ill patients are found
in all other healthcare settings. Electronic health record vendors can create this
opportunity now, and clinicians can demand these modifications to enable effec-
tive targeting of this population for quality improvement. Conditions of multi-
morbidity and frailty syndrome clearly contribute to serious illness, but clear
operational definitions remain an essential area for research. The NQF has begun
this work, by creating a framework for multi-morbidity quality metrics—an
essential first step [67]. Until patients with serious illness are identified as a
unique population in all settings, quality measurement may result in imposition
of unwanted tests or treatments while omitting what patients want and need. Key
strategies are to—

(a) Create documentation of disease stage and functional status in electronic
health records, allowing health systems to identify patients with serious
illness

(b) Require disease stage coding modifiers for major diagnoses in all healthcare
settings

(c) Require functional status coding modifiers in all healthcare settings

(d) Develop and test new modifiers for multi-morbidity and frailty syndrome,
low literacy and other markers of vulnerability

(e) Link access to payment for enhanced services—geriatric team care, palliative
care, chronic care management—to identification of serious illness

2. Measure what matters to patients with serious illness, including patient- and
Sfamily-reported outcomes. Quality measures should focus on the top priorities of
patients with serious illness—relief from pain and other distressing symptoms,
independent function, and shared decision-making for major treatments.
The logic for patient-reported outcomes is particularly powerful when life
expectancy is short [68, 69]. To avoid burdening this vulnerable population,
research on feasible implementation strategies is needed to explore family
reporting, shortened instruments, and combined use of patient reported measures
with chart-based process measures.

A corollary to this recommendation is that quality measures emphasizing pre-
vention or disease-specific processes of care are less relevant, and may be harm-
ful. For example, tightly controlled diabetes or timely cancer screening tests are
high quality care for healthy older adults, but are poor quality of care for persons
with advanced or incurable progressive diseases [70]. Neither patients nor their
healthcare providers should be included in these metrics [71]. A major opportu-
nity to improve quality for seriously ill older adults will be realized when metrics
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uniquely tailored to serious illness are the only ones applied in the care of these
patients. Key strategies are to—

(a) Implement quality measures for serious illness focused on priority domains
of pain and symptom control, support of function, and shared decision-
making for major treatments

(b) Exclude these same patients with serious illness from other disease-specific
quality measures

(c) Fund research to implement feasible patient- and family-reported outcome
measures for serious illness

3. Respect patient and family preferences and promote shared decision-making.
Many preference-sensitive decisions emerge during the care of patients with
serious illness. Research evidence supports the use of decision aids, structured
clinical communication, and intensive clinician training to improve shared
decision-making. These effective interventions are rarely disseminated in prac-
tice. Clinicians may be responsive to incentives for use of validated decision
aids and effective clinical communication, so that seriously ill patients can
consider the pros and cons of major medical treatment decisions. Key strategies
are to—

(a) Implement quality measures for documentation of shared decision-making

(b) Implement time-based billing for shared decision-making

(c) Fund research to test feasible dissemination strategies for decision aids and
structured communication interventions

(d) Promote education in shared decision-making skills in medical, nursing, and
social work training

4. Assist hospice organizations to improve care using quality measurement and
benchmarking. Hospices have been relatively slow to adopt electronic health
records and data tracking [72]. The Quality Assessment and Performance
Improvement regulations for hospice providers are promoting hospice growth in
electronic health records and quality measurement. Smaller and nonprofit hos-
pice organizations may require greater technical assistance to make these
changes [73]. Key strategies are to—

(a) Implement quality measures and benchmarking in hospice organizations
(b) Provide technical assistance from Quality Improvement Organizations to
allow effective implementation and quality improvement

5. Coordinate care for older patients with serious illness across settings. Current
approaches to quality measurement are setting specific, yet seriously ill patients
experience a multitude of providers and sites of care. The use of quality mea-
sures must be consistent and meaningful across provider hand-offs and transi-
tions in site of care [74]. Reducing the number of transitions will help. However,
quality care will only become meaningful when a single healthcare system or
medical home provides continuity and coordination across all settings. Innovative
insurers and healthcare organizations are testing these models, and CMS has
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funded demonstration projects. However, the translation of these models to
universal practice remains uncertain [75]. Key strategies are to—

(a) Review best practice case management and care coordination programs
from private sector innovators, and from funded demonstration projects

(b) Identify case management and care coordination models that improve
patient-centered outcomes such as pain control, satisfaction with care, care
transitions

(c) Create a rapid policy “glide path” to implement payment for proven models
of case management and care coordination

6. Improve access to clinicians with expertise in the care of seriously ill older
adults. Diffusion of new norms in medicine is a complex social process, medi-
ated by peer leaders who adopt best practices, and influence other clinicians
through education and demonstration. Peer leaders with expertise in care of
seriously ill older adults are largely clinicians in geriatric care, palliative care,
and hospice—they include physicians, nurses, and social workers, as well as
other disciplines. Profound workforce shortages for physicians, nurses and other
healthcare providers in both specialties may slow diffusion of good care for seri-
ously ill patients [76]. For example, in 2012 there were approximately 6,000
palliative medicine physicians and just over 7,000 geriatricians in the USA to
serve millions of seriously ill older adults [77, 78]. Expertise is less available in
smaller, rural, or primary access hospitals. Key strategies are to—

(a) Incentivize training in geriatric care, hospice, and palliative care through
loan repayment, mid-career certification programs, and expansion of fellow-
ship funds

(b) Fund demonstration projects to extend expertise to underserved populations,
geographic areas, and sole community provider hospitals [79]
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Chapter 8

Palliative Care’s Impact on Utilization

and Costs: Implications for Health Services
Research and Policy

J. Brian Cassel

Introduction

The fundamental ethos of palliative care and hospice services is to improve quality
of life and quality of care for those with serious and chronic illnesses as well as
those approaching their death. The clinical innovators in hospice and palliative
care—starting with Cicely Saunders herself—responded to the unmet needs of
patients, focusing on the relief of suffering and creating the ability to provide for a
“good death” when death is inevitable and imminent. The sole motivation of these
innovators has been to reduce pain and suffering, and to cease futile interventions
that create more burden than benefit for the patient [1].

A secondary outcome of higher quality care for patients with serious diseases,
however, is reduced costs of care. Through improving responsiveness to patient and
family needs, namely expert symptom management, improved communication, and
linking with available community health resources, specialist palliative care reduces
costs. By informing patients and families about what to expect in the future, explain-
ing the pros and cons of available treatment options and helping patients and families
set their priorities for how best to use their time in the context of progressive disease,
palliative care teams help clarify the patient and family goals of care and the treat-
ment plan that meets these goals. These goals and treatment plan can then be com-
municated to all clinicians and specialists involved in the patient’s care. The result is
a clear, well-communicated plan that mobilizes the necessary community supports,
manages distressing symptoms, helps family caregivers, and provides these services
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in concert with the primary treating physician. This approach markedly reduces the
incidence of symptom crises and family caregiver exhaustion, both of which are
common reasons for Emergency Department (ED) visits and hospitalization. Thus,
it is better quality of care and quality of life that results in an epiphenomenon or side
effect of lower costs. Studies demonstrate that through these mechanisms palliative
care consultation routinely leads to cessation of futile, burdensome treatments and
tests and makes ED visits and hospitalizations unnecessary through better manage-
ment of symptoms and prevention of crises at home or community settings. These
outcomes have been demonstrated by both inpatient palliative care programs [2], and
home- or outpatient-based palliative care interventions [3, 4].

While economic outcome analyses were not needed for creation of the first hos-
pice and palliative care programs, they have proven useful for widespread adoption
of specialized palliative care, defined as care focused on relief of the symptoms,
pain and stress of a serious illness for both patients and their families. Indeed, eco-
nomic outcomes of those efforts are now widely used to make the “business case”
for palliative care, justifying further expansion of programs and the field as a whole
both in the US and abroad [5]. When giving a presidential award to a financial con-
sultant at the annual assembly of the American Academy of Hospice and Palliative
Medicine in 2011, Dr. Sean Morrison described the financial model for hospital-
based palliative care as the most important factor in the growth of the field since the
creation of the Medicare Hospice Benefit 30 years ago.

Where Financial Outcomes Fit into the Specialist Palliative
Care Measurement Model

It is crucial to begin with a consideration of how the impact of specialist palliative
care involvement should be evaluated, and where cost-avoidance should be situated
in a comprehensive outcomes measurement model for this field. As shown in
Fig. 8.1, the primary outcomes of specialist palliative care involvement are person-
centered, including improved symptoms, improved quality of life, and even
improved survival [4, 6, 7]. Secondarily, people surrounding the patient in both
the short-term (clinicians) and long-term (family, friends) social sphere are posi-
tively affected [8]. As a further “ripple effect” of the improved bedside and home
and community-based care for the patient, beneficial institutional outcomes may
also be measured—such as changes in efficiency, quality, standardization, appropri-
ate utilization, total costs of care, and revenues.

It must be emphasized that cost reduction is the consequence of better quality
care, and is not the motivating factor or purpose of palliative care interventions for
persons living with serious or advanced, chronic illness. However, the reduced spend-
ing enabled by improving patient quality of life is valued sufficiently by institutions
(hospitals, health systems, Accountable Care Organizations [ACOs], payers) to moti-
vate them to invest in the education, training, employment, payment, and capacity of
specialist palliative care teams.
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1. Process Measures

Specialist Palliative Care — —
Who: Team & recipient characteristics
eleme nts: What: Sx management, patient / family mtgs,

. ) . document prefi es, efforts to coord] care
- Patient-centered, family-oriented When: Timing of palliative care relative to other events
- Expert symptom management ‘Where: Locations, settings

; R ; How: Expertise, algorithms, techniques, time spent

- Excellence in communication & care planning Howmuch: Volume, frequency, duration, intensity of PC

2. Outcome Measures

Primary impact is on the patient
A, Prevention & relief of pain and other symptoms
B.  Clarification of prognosis and goals of care
\ €. Changes to kind and setting of care provided
\ //' Secondary impact is on those around patient
<+ Patient D.  Family - less confused, more satisfied, better coping
// \ \‘\‘ E.  Murses, doctors — appreciate specialist help, less distress

Tertiary impact is on institutions, systems, payors
F. Providers and payors — Fiscal and operational changes

= Frequency, intensity, duration, costs, revenues
Institutions * Different settings, entities

G.  Assist hospital or other provider [ setting with overall quality &
& SYStems performance metrics

Social

Fig. 8.1 The Specialist Palliative Care Measurement Model. In this model, financial impacts (e.g.,
reduced costs) are among those tertiary outcomes that accrue to institutions. The primary and
secondary outcomes accrue to individuals. Adapted from Cassel (2013) [50]

Implicit to achievement of this higher value care is that the specialist palliative
care program can only achieve impact on quality of care or utilization if it is actually
able to identify and care for patients who can benefit; has adequate staff capacity to
provide services to the number in need; and is trained and supported in provision of
quality palliative care concordant with national guidelines described in the National
Consensus Project for Quality Palliative Care Clinical Practice Guidelines (www.
nationalconsensusproject.org).

Numerous studies have evaluated the impact of specialist palliative care in a
variety of settings with a range of research designs and methods. A summary of the
outcome measures evaluated is provided in Fig. 8.2, which mirrors the specialist
palliative care measurement model provided in Fig. 8.1.

Following from the specialist palliative care Measurement Model (Fig. 8.1), the
outcomes listed begin with what matters directly to patients (symptoms, quality of
life, survival) and families (satisfaction), which together comprise the quality mea-
sures. These are followed by the institutional outcomes such as costs, intensive care
unit (ICU) utilization, ED visits, hospital admissions and 30-day readmissions, and
inpatient deaths, which together comprise the cost measures. Together these two
sets of measures produce the so-called “value equation” [9] in which value is defined
as the ratio of quality over cost.
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Value How does PC help? | Best Evidence
equation

Higher
Quality

Lower
Cost

Patients live longer with
higher QoL

Greater family satisfaction
with quality of care

Improved pain, symptoms
and satisfaction with care

Lower costs per day

Shorter ICU length of stay

Fewer hospitalizations,
hospital days, readmissions

Fewer ED visits and hospital
admissions

Fewer hospital admissions
and inpatient deaths

Fewer 30-day re-admissions

More communication,
symptoms, improved

More communication, greater
comfort, preferences met

Symptom management and
multidisciplinary team

Goals of care changed

Goals of care changed

Symptom management, goals
of care, adv care planning

Better symptoms with in-
home PC

Better symptoms with in-
home PC

Support with home PC or
hospice

Temel NEJM 20104

Casarett Arch Int Med
20118

Higginson JPSM 2003 &;
El-JawahriJSO 20117

Morrison Arch Int Med
200810

Norton Crit Care Med
2007 2

Lukas JPM 201312
Brumley JPM 2003 12

Brumley JAGS 2007 3

Enguidanos JPM 2012

Fig. 8.2 Examples of the kinds of outcomes evaluated in studies of specialist palliative care, cat-
egorized by improved quality or decreased utilization and costs

Methods and Results of Studies Assessing Specialist Palliative
Care Impact on Utilization and Costs

Randomized controlled trials (RCTs). In the past 5 years, three major reviews of
specialist palliative care cost impact have been published [10-12], citing 13 pur-
ported RCTs of specialist palliative care [3, 13-24]. Close examination, however,
reveals that only 3 of the 13 studies are true RCTs describing non-hospice specialist
palliative care [3, 13, 14]. The others were either not truly randomized [15], never
actually published as a peer-reviewed journal article [16], or studied related models
such as case management, hospice, education sessions, or other interventions that
do not meet NCP criteria for specialist palliative care interventions [17-24]. The
three studies that are true RCTs of specialist palliative care interventions and evalu-
ated cost impact are summarized as follows:

e Brumley [3] compared palliative home care (n= 145 for an average of 196 days)
to usual home care (n=152 for an average of 242 days) for home-bound patients
with chronic obstructive pulmonary disease (COPD), congestive heart failure
(CHF), or cancer. PC patients had greater satisfaction, were more likely to die at
home, and had lower healthcare costs (net difference of $7,552 per patient) due
to fewer ED visits and hospitalizations.

* Gade [13] compared inpatient PC consultation (n=275) to usual inpatient care
(n=237) among patients hospitalized with a life-limiting disease; utilization and
costs were assessed across the 6 months following discharge. PC patients had
greater satisfaction, were readmitted at the same rate as control patients but used
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the ICU less if readmitted to hospital, and had lower healthcare costs (net differ-
ence of $6,766 per patient) following discharge.

» Higginson [14] compared fast-tracked PC (n=25) to PC delivered after a delay
of 3 months (n=21) for patients with severe multiple sclerosis. PC was delivered
in home, community (clinic), and hospital settings. PC patients’ caregivers
reported lower burden, and lower total costs of care (net difference of £1,789 per
patient, 2005) [approximately $3,256 USD in 2005] after 12 weeks; notably
these analyses encompassed both formal healthcare system costs as well as
informal (family out-of-pocket) caregiving costs.

These three RCTs of specialist palliative care are notable for a number of rea-
sons. First, they were conducted using longitudinal assessments of healthcare costs
in the 3-8 months following introduction of the specialist palliative care interven-
tion (not just cost reduction during an index hospitalization). They were conducted
in the context of a non-fee-for-service system: a health maintenance organization [3,
13] or England’s National Health Service [14]. All three showed significant reduc-
tions in healthcare costs, owing primarily to a reduction in hospital costs—in
contrast to Zimmerman’s [10] summary.'

Note that at the time of preparing this chapter, the financial results of the RCT of
early palliative care for patients with non-small-cell lung cancer [4] which demon-
strated better quality of life and survival in the intervention group, were presented
in abstract form [25], but not yet published in a peer-reviewed article.

Non-RCT Studies

A much larger number of non-randomized studies have been published regarding
palliative care interventions and cost or utilization outcomes (Box 8.1). The recent
review by Smith [12] which covers 10 years of publications describes 41 such stud-
ies: 2 non-randomized controlled trials, 34 cohort studies, and 5 others. Twenty-seven
(65 %) were conducted in the US, of which nine focused on hospice care. The
remaining 18 studies include a broad variety of outcome measures. Utilization
measures include ED visits, hospital admissions, hospital bed days, intensive care
use, hospice use, and duration. Cost measures included costs from providers’
perspective (charges, direct hospital costs, total hospital costs), from consumers’ per-
spective (informal and out-of-pocket costs), and from payers’ perspective (expendi-
tures). The wide variety of specialist palliative care interventions and settings,
combined with a variety of utilization and cost measures used’ makes it difficult to
summarize the effects. Generally the introduction of specialist palliative care is

!'Zimmerman’s review, published in JAMA, summarized its main cost finding as “There was evi-
dence of significant cost savings of specialized palliative care in only 1 of the 7 [RCT] studies that
assessed this outcome” (Zimmerman 2008, p. 1698) [10]. In fact most of those 7 were either not
specialist palliative care interventions or were not RCTs.

2In Teno’s 2013 JAMA article on trends in end-of-life care, there were 18 distinct measures of
healthcare utilization analyzed and described (exclusive of costs of care) [51].
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associated with reduced hospital utilization and costs, as well as increased hospice
utilization (and costs). Smith [12] summarized the findings from 24 cohort studies
this way: “9 out of 11 studies [with multivariate analyses of costs] found evidence of
significantly lower costs in the palliative care intervention relative to the control
group” (p. 17); and “10 of the 13 cohort studies with univariate analyses found
partially or consistently that the palliative intervention group’s care was less costly
than the control group’s” (p. 18).

Box 8.1 Quality assessment of research to date

All three RCTs [3, 13, 14] and the majority of non-randomized studies
(see Smith 2013) [12] have found that specialist palliative care reduces costs,
especially hospitalization costs. However the dearth of RCTs of specialist
palliative care (excluding hospice and pseudo-palliative) interventions, and
the preponderance of cohort studies, is a limitation of this body of research.

Quasi-experimental studies have used pre-intervention periods as baseline
[2, 26, 27]. Simon and Higginson [28] reviewed the use of such “before-and-
after” studies in palliative care research and made recommendations for
strengthening such studies in the absence of randomization. Observational
studies have included efforts to strengthen internal validity, such as the use of
propensity score [29, 30] or instrumental variable techniques [31] to reduce
selection bias [32].

Different research designs and approaches are needed for assessing various
utilization and cost outcomes. The hypothesis that inpatient specialist palliative
care reduces cost per day during that hospitalization requires within- and
between-patient analyses of daily direct (or variable) costs that are analyzed rela-
tive to the date of specialist palliative care appearance [29, 33—-35]. The hypoth-
esis that inpatient specialist palliative care reduces ICU bed days requires
between-patient analyses and a quasi-experimental design [2, 26, 27]. The
hypothesis that inpatient specialist palliative care reduces total duration of that
hospitalization (length of stay) has not been adequately tested to date [11, 36]
owing in part to the relatively infrequent use of specialist palliative care at the
very beginning of a hospitalization. The hypothesis that inpatient specialist pal-
liative care or community-based specialist palliative care reduces readmissions,
30-day mortality admissions or other utilization weeks or months following
intervention requires an RCT or strong quasi-experimental design and longitudi-
nal assessment of utilization including duration of survival [3, 13, 37, 38].

Barriers to high quality research on palliative care outcomes

The strongest forms of research on palliative care outcomes would be random-
ized controlled trials and large-scale health services research. As indicated
above, few RCTs in palliative care have incorporated outcome measures

(continued)
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(continued)

such as costs and other measures of utilization. Large-scale evaluations of the
timing and impact of specialist palliative care on costs is challenging because
there is no reliable, detectable “signal” of PC provision in claims data that can
be distinguished easily amidst all the “noise” of hospital and physician ser-
vices. It cannot be determined reliably and validly from physician identifiers
or any form of billing or administrative coding:

* While the American Boards of Medical Specialties (ABMS) approved the
Hospice & Palliative Medicine (HPM) subspecialty in 2006, many HPM-
certified physicians working in hospitals also continue other clinical work
(such as primary care, or specialty practice). Thus, even if claims or expen-
diture data were linked to HPM certification it would be impossible to
discern which patient encounters were for palliative care services and
which were for oncology services, for example.

* While there is a “palliative care encounter” ICD-9-CM (International
Classification of Diseases, Ninth Revision, Clinical Modification) diagno-
sis code, it is a non reimbursable V- code and is hence used inconsistently
by hospital coders when PC is involved in hospital care; furthermore its
use is not exclusive to specialist PC services and may be employed by cod-
ers when any physician documents end-of-life care, hospice care, or termi-
nal care [39, 40].

* There are no PC-specific procedures and thus no CPT-4 (Current Procedural
Terminology) codes that are specific to PC.

* There are no PC-specific inpatient grouping codes (such as Medicare
Severity Diagnosis Related Groups (MS-DRGs) or All Patient Refined
Diagnosis Related Groups (APR-DRGs)).

» There is no widespread palliative care “benefit” available from major pay-
ers that would provide dates of PC enrollment and specialist PC encoun-
ters, as does the Medicare Hospice Benefit for hospice care.

For these reasons most health services research on PC cost impact in the
US has relied on the availability of institution-specific billing and administra-
tive data, typically in the form of an electronic spreadsheet or database of PC
encounters that is maintained by the PC service. While this does provide the
specialist palliative care “signal” it generally limits the utilization data to the
same institution at which the specialist palliative care was provided (which
would not capture emergency visits and admissions at other hospitals), nor
does it typically capture any costs other than hospitalizations. This could be
resolved in several ways. One approach is to create a pooled regional registry
for specialist palliative care delivery. Another approach is to purchase and
link payer data (e.g., Medicare data) with identifiers that could link the timing
of specialist palliative care at a specific institution with later use of healthcare
services of all types for those same patients. Yet another method is to conduct
analyses within a closed system (e.g., an HMO) that has standardized docu-
mentation for specialist palliative care involvement.
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Translating Research Methods into Practice

Researchers are not the only ones who are interested in measuring cost and utiliza-
tion impact of specialist palliative care. It is common in the US for hospital admin-
istrators and specialist palliative care program leaders to evaluate (or try to evaluate)
program cost impact. Thus it has been necessary to translate research methods into
palliative care business analytics for use in clinical settings, a process that has been
scaled nationwide through the Palliative Care Leadership Center training of over
1,000 hospitals, sponsored by the Center to Advance Palliative Care (www.capc.
org) for the past 10 years for inpatient specialist palliative care (www.capc.org/
pcle), and has been started as part of the Palliative Care Action Community in
California for community-based specialist palliative care (http://www.chcf.org/
projects/2013/pcac).

Whose Costs Are Saved?

Whose costs are saved when specialist palliative care reduces utilization and costs
of care? Are hospital costs merely shifted to other settings, or does specialist pallia-
tive care result in a reduction in total spending across all settings, models of care,
and payers? The answer to this question is critically important for understanding the
potential link between specialist palliative care and health policy. Assessment of
this question depends on three factors: the form and timing of specialist palliative
care (inpatient versus community-based), the mix of payers whose members actu-
ally receive specialist palliative care, and the structure of reimbursement for hospital
care from all or at least the predominant payers.

The majority of specialist palliative care, inpatient care, occurs after a week or
more of hospitalization. According to Morrison [29], in a study of eight hospitals
with well-established inpatient palliative care programs, palliative care patients’
payer mix was 69 % Medicare, 11 % Medicaid, and about 20 % all other—com-
mercial, HMO, PPO, Tricare, self-pay, indigent, etc. Medicare and most states’
Medicaid reimbursement for inpatient hospital care is paid through DRGs or similar
per-case mechanisms [41]. An inpatient palliative care intervention on day 8 of a
12-day hospitalization cannot affect the costs occurring on the first 7 days, and the
DRG designation and reimbursement is not changed by specialist palliative care
interventions from day 8 forward. Therefore the cost-savings that a hospital sees are
real for the hospital (because the payment is already fixed regardless of actual costs).
Conversely, in such a scenario, savings are not passed on to government payers or
others who pay on a per-case basis, because their payment or expenditure was pro-
spectively determined and is not linked to the details of the services rendered.

In contrast, community-based palliative care (CBPC) may help to avoid hospital-
ization altogether through early involvement and better management of care, pre-
venting the symptom and distress crises that typically lead to 911 calls, ED visits,
and hospital admissions [3, 37, 38, 42]. For a hospital, this would reduce both


http://www.capc.org/
http://www.capc.org/
http://www.capc.org/pclc
http://www.capc.org/pclc
http://www.chcf.org/projects/2013/pcac
http://www.chcf.org/projects/2013/pcac

8 Palliative Care’s Impact on Utilization and Costs... 117

variable costs and reimbursement (i.e., income). For payers, however, an avoided
hospitalization results in avoided or reduced expenditures as presumably less expen-
sive community-based services are provided instead. This latter point is of great
importance as the nation slowly moves from the traditional fee-for-service reim-
bursement model (which rewards providers for high utilization) to a population
health management payment model (which rewards low utilization).

Thus the financial model for inpatient and community-based specialist palliative
care is simple (higher quality care for a serious illness also costs less). Delivery of
longitudinal palliative care is aimed not just at improved care for those sick enough
to be in the hospital or nearing death, but also improved care for patients with debili-
tating chronic diseases with which they may live for months or years prior to death.
Earlier outpatient palliative care will be provided concurrently with disease-focused
care—for example, alongside chemotherapy rather than instead of it [4]. In terms of
utilization metrics, increased outpatient-based and home-based palliative care will
reduce ED visits and hospitalizations, particularly 30-day readmissions [38], admis-
sions within 30 days of death [43] and those hospitalizations that do occur will be
less prolonged and less costly if specialist palliative care is involved [44].

Porter’s seminal article [9] on the value equation is instructive; as he says,
“Today, health care organizations measure and accumulate costs around depart-
ments, physician specialties, discrete service areas, and line items such as drugs and
supplies—a reflection of the organization and financing of care. Costs, like out-
comes, should instead be measured around the patient. Measuring the total costs
over a patient’s entire care cycle and weighing them against outcomes will enable
truly structural cost reduction, through steps such as reallocation of spending among
types of services, elimination of non—value-adding services, better use of capacity,
shortening of cycle time, provision of services in the appropriate settings, and so
on.” (p. 2481).

In the short term, hospital and health system administrators will need to be con-
vinced that outpatient palliative care is better for their bottom line, not only better
for patients and payers, if they are going to invest in it and promote its use. Incentives
for such investment by hospitals and health systems include participation in shared
risk or full risk payment models such as Pioneer and Shared Savings Accountable
Care Organizations, and, importantly, new Medicare penalties tied to 30-day read-
missions, hospital mortality rates, and poor patient satisfaction.

Payers will need to recognize the re-tooling that is necessary for hospitals and
health systems to create or adopt a new culture of care for such patients, and will
need to reward incremental steps toward that goal. Metrics endorsed by the NQF
(http://www.qualityforum.org) such as ICU use or ED visits in the final 30 days of
life, could be part of quality incentives offered by payers. Such metrics can be self-
evaluated by hospitals [43, 44] and by payers. The focus should be on quality and
performance metrics such as these, rather than direct costs per se, in the development
of this new financial model. Currently Medicare has been penalizing hospitals for
high 30-day readmission rates for three conditions (http://www.cms.gov/Medicare/
Medicare-Fee-for-Service-Payment/AcutelnpatientPPS/Readmissions-Reduction-
Program.html), and as of FFY2014 has incorporated 30-day mortality rates for three
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Finding Common Ground: Quality and Fiscal Incentive Alignment for Community-Based Palliative Care

Clinical and satisfaction benefits of p care and hospice ion benefits of palliative care and hospice
T Control of symptoms: pain, fatigue, nausea, depression, - Acute care hospitalizations
anxiety, drowsiness, anorexia, dyspnea, insomnia, constipation - Emergency department visits
I Quality of life for patients and families ‘ - Deaths in acute care facilities
1 Life expectancy

- Aggressive care in final month of life

T Hospice utilization

T Hospice length of service

* Practice efficiency (oncology, primary care)

1 T
T

Better quality at lower cost ... so when are the quality and fiscal incentives aligned?

T Patient satisfaction with care
 Family satisfaction with care
|- Family suffering

Very strong incentive for all entities that benefit from lower health expenditures

* Payers

= Global-budget integrated health systems: HMO-owned (e.g., Kaiser), Safety-net, Veterans Affairs

= Medical groups and health systems with full-risk contracts

= Accountable Care Organizations (Medicare Shared Savings Program ACOs and those sponsored by commercial plans)

Strong incentive for hospital/health system-sponsored CBPC programs that target specific populations to reduce avoidable admissit
= Programs targeting Medicare fee-for-service patients, where could be i d by p ions of the Affordable Care Act
o To reduce exposure to CMS penalties for excessive readmissions among patients with heart failure, COPD, and pneumaonia
o Toreduce avoidable utilization of acute care hospital services, for sites participating in the CMS Bundled Payment initiative
o Toreduce avoidable inpatient mortalities (30-day mortality measures added to CMS value-based purchasing program starting in FY2014)
= Programs for all patients with complex/serious illness {including cancer), to reduce non-beneficial utilization of acute care hospital services when:
o Costs from such admissions typically exceed revenues (long or high-cost stays)

Strong i ive to with or develop CBPC when utilization/operational measures may impact or
* Cancer centers
o Tosupport accreditation and i {4 ican College of US News and World Report)
o Toimprove performance on NOF cancer care standards addressing over ilization (ED visits and ICU stays in last 30-days of life,
chemaotherapy in last 14 days of life, hospice referral rates and length of hospice service)
= Patient-Centered Medical Homes, to improve adk ce to dards addressing patient-centered care, compreh care, care

and team-based care
* Hospitals and health systems, to improve performance on inpatient mortality and 30-day mortality measures

Fig. 8.3 Finding common ground between patient-focused and business-focused interests rele-
vant to best possible care for patients with progressive, life-limiting diseases. Developed by
Kathleen Kerr & J. Brian Cassel, August 2013. http://coalitionccc.org/documents/CBPC_busi-
ness_case_Aug_2013_000.pdf

conditions into its computation of total scores used in its separate Value-Based
Purchasing program (http://www.cms.gov/Medicare/Quality-Initiatives-Patient-
Assessment-Instruments/hospital-value-based-purchasing/index.html).

To aid in understanding how CBPC could be involved in this transition away
from traditional fee-for-service and toward a culture of rewarding quality rather
than quantity of care, we have developed a summary figure (Fig. 8.3). This describes
the clinical and satisfaction benefits of palliative care, followed by changes in utili-
zation that typically occur when palliative care is involved. Below that, we describe
three scenarios that provide greater or lesser degrees of alignment between the clini-
cal and financial imperatives for providing better care to patients with serious or
complex illness. This schematic was first disseminated by the Coalition for
Compassionate Care of California and can be found at their website, http://coali-
tionccc.org/documents/CBPC_business_case_Aug_2013_000.pdf.

As shown in Fig. 8.3, if financial support of such models become feasible, both
specialist palliative care teams and other clinicians caring for the seriously ill will
be enabled to respond to the clinical imperative and quality incentives linked to
provision of CBPC—(see Box 8.2: Veterans Health Administration: Transformation
of hospice and palliative care, an interview with Dr. Scott Shreve). The financial
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imperative would be felt most keenly by those who are most at-risk for avoidable
costs in the last months of life (the box with green shading in Fig. 8.3)—such as
payers, globally budgeted or shared savings health systems accepting risk, and
accountable care organizations. For health systems not yet experimenting with risk-
bearing contracts, CBPC may help to prevent 30-day readmissions, and reduce hos-
pital mortality, both of which now result in significant financial penalties for all
hospitals (blue-shaded box). Many health systems (orange box), seek to achieve
higher marks of quality for accreditation, public reporting such as US News &
World report scores and rankings, and rising recognition of over-utilization as inap-
propriate and poor quality care.

Box 8.2 The transformation of hospice & palliative care in the Veterans’
Affairs medical system: Financial impact not required

Dr. Scott Shreve is the national director of Hospice & Palliative Care within
the Veterans Health Administration (VHA) system. Here he describes the VHA
efforts to transform its care for patients with advanced, life-limiting diseases
and how these lessons may be translated to other health systems in the US.

(Q1) Could you please briefly describe the Comprehensive End-of-Life
Initiative and the evolution of the national palliative care and hospice
efforts within the VHA in the past 5 years?

Dr. Shreve: Transforming the Department of Veterans Affairs (VA) into a
high-performing 21st century organization is a central tenant of our commit-
ment to serve our nation’s Veterans. Within the VHA, the Hospice and
Palliative Care (HPC) program, through its 4-year Comprehensive End of
Life Care (CELC) initiative, has followed the guiding principles of being
people-centric, results-driven, and forward-looking. Over the past 4 years
(2009 through 2012), HPC has integrated these principles into its mission to
“honor Veterans’ preferences for care at the end of life” and achieved innova-
tive, sustainable changes in the way palliative and end-of-life care is being
delivered. As a result, the VHA has improved quality, expanded access and
disseminated expertise throughout the VHA and across the nation. Key
accomplishments through FY 2012 include:

* Access to inpatient hospice services has grown substantially to a national
average of 48 % of all inpatient deaths now occurring in hospice bed sec-
tions, as compared to 30 % in FY 2008, largely as a result of 54 new hos-
pice and palliative care units;

» Specialized palliative care is now [FY13] delivered to 70 % of all inpatient
decedents nationwide, as compared to 47 % in FY 2008. Every VA Medical
Center now has an active and trained interdisciplinary palliative care team;

 The quality of care delivered to Veterans at the end of life is being measured by
a National Quality Forum endorsed measure, the Bereaved Family Survey
(BFS), as part of VA’s quality improvement plan for all inpatient deaths [8]; and

(continued)
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(continued)

* Establishing the “We Honor Veterans” campaign through innovative part-
nering to improve hospice care of Veterans outside VA. More than 2,026
community hospices have committed to improved care of Veterans as part
of the We Honor Veterans campaign.

(Q2) To what extent has change & improvement in end-of-life care been
driven from the ‘“ground up”’ (frontline staff in each facility), and/or driven
from the “top down” (from the national HPC office & CELC initiative)?

Dr. Shreve: Clearly the combination of “top down” and “bottom up”
approach to organizational change was necessary to make the substantial
changes in VHA'’s culture of caring for seriously ill Veterans. Senior VHA
leaders were central to aligning the mission of the CELC initiative with exist-
ing VHA strategic plans. Our HPC program office then used competitively
awarded funding to stimulate targeted areas of program development at facili-
ties that were deemed “ready for change.”

VHA exemplifies many of the qualities that healthcare reform aspires to in
its integrated structure and patient-focused system. The CELC initiative expe-
rience serves as an example of the magnitude of change possible through a
combination of engaging leadership in accountability for the care delivered
and grassroots empowerment of staff as a model for improving palliative care
services in other health systems.

(Q3) What have been the primary drivers of changes in hospice & pallia-
tive care across the VA—clinical quality? Patient or family satisfaction?
Other?

Dr. Shreve: VHA's strategic plan calls for Veteran-centric care. The CELC
initiative and its sweeping cultural changes in the end-of-life care were
aligned with VHA’s strategic plan; however they were likely “driven” by the
passion of VHA’s palliative care regional leaders and palliative care teams. As
the mission statement for the HPC program “honoring Veterans’ preferences
for care at the end of life” states, these palliative care teams at every medical
center and regional leaders became the nucleus for promoting identification of
Veterans’ goals of care, educating non-palliative care staff, transitioning
Veterans to their desired venue of care and assisting administrative leaders in
implementing interventions to improve satisfaction with care. As only regional
leaders can do, Palliative Care Program Managers were able to “connect the
dots” in terms of sharing success stories among facilities in their VISN. To
support these regional palliative care managers, our HPC program office pro-
vides each region with detailed reports on indicators of program development,
process measures associated with quality care and Veteran/family satisfaction
with the care delivered. In addition to these reports, Program Managers are
provided assistance in interpreting these reports and in preparing briefing
documents for administrative leaders.

(continued)
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(continued)

As opposed to other performance measurement plans, VHA’s CELC initia-
tive focused on successes and sharing of best practices, not identifying defi-
ciencies. This focus on “what’s working” as opposed to low performers
seemed to create an atmosphere of safety while generating momentum for
change. With modest amounts of seed money, facilities determined how and
to what extent they would improve their programs knowing that core metrics
as described below would be available but not necessarily represent the
“drivers.”

(Q4) What metrics are used to evaluate end-of-life care within the VA?

Dr. Shreve: There is no better indicator of the success of the CELC initia-
tive than the Bereaved Family Survey (BFS) conducted by the Performance
Reporting and Outcomes Measurement to Improve the Standard of care at
End-of-life (PROMISE) Center. And, there is no other system nationally that
routinely measures outcomes of palliative and end-of-life care on such a large
scale. In building on Secretary Shinseki’s vision, the HPC program has identi-
fied the “Strive for 65” goal as part of its strategic plan. This plan aims to
achieve a national mean of 65 % of bereaved family members rating care as
“excellent” for Veterans who died in VA inpatient settings (current average is
64 %, up from 57 % in 2010) with 83 % of bereaved families rating care as
“excellent” or “very good” (n=11,004).

Other important indicators of program effectiveness included; (1) percent-
age of inpatient deaths that received a palliative care consult prior to death, (2)
the venue of inpatient deaths and use of designated hospice and palliative care
beds, (3) use of community hospice services and (4) training for palliative care
staff in both program development and clinical content. More than 10,000 VA
staff received Veteran-specific palliative care training as part of this initiative.

(Q5) What lessons can be drawn from the VA’s experience with expand-
ing and improving hospice and palliative care, that could be useful for
other large health systems within or outside the US?

Dr. Shreve: The CELC initiative established a coordinated plan to increase
access to hospice and palliative care services by addressing policy issues,
program and staff development, collaboration with community hospices, out-
comes measurement, and proving value to the organization. To determine
progress and monitor resource allocation, workload and outcome measures
were established in all settings [45]. Much of VA’s success in delivering qual-
ity healthcare has come about as a result of accountability in achieving mean-
ingful outcomes. For example, once we had the BFS functioning nationally,
local VHA administrators’ pay (not that of individual providers) was tied in
part to family satisfaction scores [46]. Administrators also received quotes
from families about their experiences with care, and reading about families’
experiences in their own words is very powerful.

(continued)
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(continued)

We found that competitive financing of HPC projects, and identification of
people who were ready and eager for change were key factors in the success of
the CELC initiative. Regional palliative care leaders have been empowered to
enact system level change by building on the individual facility strengths within
their regions. Palliative care teams at each facility look to these regional leaders
for guidance on policy and practice and in turn these regional leaders collabo-
rate with other regional leaders and our HPC program office. As a result, the
organizational layers between frontline staff and program office leadership are
minimized with regular opportunities for dialogue and aligning of efforts.

(Q6) In contrast to other countries with well-developed health care infra-
structures, the US lacks a national mandate, strategy, policy, or office to
improve end-of-life care universally across the US. From the VA perspec-
tive, what value could such a national strategy or initiative add?

Dr. Shreve: As the largest integrated healthcare system, VHA has been a
model for ensuring quality care for patients (Veterans) in a fixed budget sys-
tem. The absence of perverse fee-for-service incentives, the extensive elec-
tronic medical record infrastructure and more specifically leadership’s
commitment to improved care of seriously ill Veterans through expansion of
hospice and palliative care as well as other innovative programs (e.g., Home-
Based Primary Care, Patient Aligned Care Teams, and Medical Foster Home,
to name a few) have established VA as a leader in promoting health for the
seriously ill population we serve. As performance measurement evolves and
healthcare resources become scarce, VA’s focus on the health of the popula-
tion while improving the experience of the patient within budget constraints
provides a vision for national strategies. Vladeck does a good job of articulat-
ing the need for medical care that is driven by dignity, where the patient expe-
rience is paramount, which we believe is exactly what we are doing in the
VHA today [47].

Cost Studies and Health Policy Recommendations

Health services research demonstrating positive economic outcomes resulting from
higher quality of care linked to palliative care may influence the further growth and
development of specialist palliative care in several ways:

» Payers could expand access to CBPC by assuring coverage for a defined set of
services such as a number of specialist palliative care outpatient visits and/or
home-based visits. The financial value would be derived from encouraging use of
low-cost CBPC services to reduce high-cost ED visits and hospitalizations during
the last months to year of life through better symptom management, family care-
giver support, mobilization of community support services, and earlier referral to
hospice (already covered under specific benefits from all major payers).
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» Federal and state governments could increase funding for education and training
in palliative care for medicine, nursing and allied health with a long-term goal of
increasing the workforce capacity for palliative care to handle the increasing
demands of aging and long-term chronic disease populations. Sufficient well-
trained generalist and specialist palliative care workforce is necessary to serve
the growing population of persons with serious and chronic long-term illnesses
(such as frailty, dementia, multimorbidity, and functional impairment) so that
patients and families receive the care and support they need in the home and
community instead of using hospitals as the safety net of last resort—in other
words, better quality outcomes, much lower costs.

* Payers could increase incentives for palliative care principles and practices (such as
promotion of goals of care conversations, family caregiver needs assessment, stan-
dardized symptom assessment and treatment) combined with disincentives for
inappropriate and preventable hospitalizations for patients with serious chronic ill-
ness, multimorbidity, frailty, and functional and cognitive dependencies. Motivation
for such investment may result from specific metrics such as 30-day hospital read-
missions and death within 30 days of an admission (30-day mortality) as well as the
spread of accountable care organizations and other entities that assume risk for
costs of care, in exchange for capitation or shared savings revenues.

* Payers (of all sorts) and the federal government could fund further health ser-
vices research and development in palliative care delivery models and the trans-
lation of specialist palliative care principles and practices into the core
competencies of generalist or “primary” palliative care providers (such as dialy-
sis nurses, nursing home staff, community and home care staff, oncologists, geri-
atricians, cardiologists, general medicine, etc.), and fund the rigorous testing and
measurement of quality and utilization outcomes. Innovative payers such as
BCBS of Michigan, Aetna, and United Healthcare have already developed deliv-
ery and payment models for CBPC, demonstrating better clinical outcomes and
reduced need for hospitalizations [48, 49].

Conclusions

The goal of palliative care is to help seriously ill patients and families determine
what matters most to them, and then to help them achieve these goals. Research
demonstrates the beneficial impact of palliative care services on quality of life, sur-
vival, family caregiver outcomes, and symptom burden. As an epiphenomenon or
side effect of the improved quality resulting from these models, multiple studies
demonstrate lower intensity and costs of healthcare. Palliative care can make enor-
mous contributions to healthcare value because by improving patient and family-
centered outcomes, it leads to reduced costs, for both payers and providers. The
earlier the access to palliative care the higher the likelihood that revolving door ED
visits and hospitalizations will be avoided. Payers and policy makers can encourage
early access to quality palliative care in community and office settings in a variety
of ways, including innovative payment models, quality measurement linked to
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payment, accreditation and certification, and workforce training and demonstration
of key competencies. Much work remains to be done in producing high-quality
research on palliative care interventions including quality and utilization outcomes,
as well as in translating and implementing the results of research to routine and
standardized delivery of higher quality care for the sickest and most vulnerable
members of our society.
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Chapter 9
Long-term Services and Supports:
A Necessary Complement to Palliative Care

Judy Feder, Harriet L. Komisar, and Robert A. Berenson

As well described throughout this book, palliative care is an approach to providing
care that addresses patients’ and caregivers’ quality of life and well-being, assures
preference-concordant care across settings and over time, provides timely profes-
sional expertise for the seriously ill, and focuses on pain and symptom relief while
offering the potential to moderate high spending [1]. Under current law, Medicare
only offers a palliative care benefit as part of the hospice benefit for people with a
predictably terminal illness during their last 6 months of life. Proposals have been
made to expand the use of palliative care for Medicare beneficiaries, including pro-
viding a Medicare palliative care benefit [2].

Whatever the fate of proposals to strengthen coverage of activities related to pal-
liative care services, palliative care and other practitioners will continue to face
challenges in mobilizing long-term services and supports (LTSS), that is, personal
assistance to those unable to perform basic tasks of daily living on their own. No
matter how well a care plan is designed to honor the wishes of people with serious
or complex illness and their families, without access to LTSS, patients may end up
in emergency departments or hospitals unnecessarily. These LTSS, therefore, have
the potential both to improve patients’ quality of life and to prevent unnecessary ED
visits, hospitalizations, or nursing home admissions. That said, identifying, access-
ing, and coordinating long-term care services are not easy. Further, financing to
support these services is beyond the scope of standard insurance. Few people have
private long-term care insurance, and Medicare does not cover LTTS. Its home
health and nursing home benefits are limited in a variety of ways and are typically
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associated with an episode of acute care. Medicaid does cover these services;
indeed, about a third of Medicaid spending finances long-term care [3]. Medicaid’s
protections, however, vary considerably across states and are only available to peo-
ple who are impoverished or who become impoverished as a result of medical or
long-term care spending.

In this chapter, we examine the way in which Medicaid and Medicare provide
benefits to persons whose complex illnesses or chronic conditions create functional
impairments, and the different program structures that inhibit the coordination of
medical and long-term supports and services. We next explore proposed strategies,
including demonstration initiatives being launched by the Centers for Medicare and
Medicaid Services, to improve care and reduce costs specifically for dually eligible
Medicare and Medicaid beneficiaries, as well other program innovations designed
to improve care for vulnerable populations. Finally, we make the case that Medicare
should take the primary initiative in developing care models that better serve benefi-
ciaries with serious illness and/or multiple chronic conditions and functional limita-
tions, presenting the core elements of these models, including a commitment to the
principles and practices of palliative care.

How Current Benefits and Program Operations Impede
Coordination of Long-term Care

The Medicare statute explicitly prohibits Medicare payments for “custodial” (or
personal) care, a provision in the law intended to assuage concerns that the estab-
lishment of health insurance for the elderly population would create uncontrollable
financial obligations. Consistent with that concern, Medicare’s benefits for skilled
nursing facilities (SNFs) and home health care have been closely tied to episodes of
acute care and their associated “skilled” care needs. Medicare pays for care in SNFs
following a hospital stay for beneficiaries who require skilled nursing or rehabilita-
tion care, but not for those whose needs are for long-term assistance with the activi-
ties of daily living (such as bathing or dressing). The first 20 days of a SNF stay are
paid in full, but beneficiaries pay substantial cost-sharing for subsequent days ($148
per day for days 21-100 in a benefit period in 2013, and all costs for each day after
day 100 in a benefit period) [4]. Though originally contingent on a hospital stay,
under current law Medicare’s home health benefits are generally available to benefi-
ciaries requiring skilled nursing, therapy, or other professional (not personal care)
services. These benefits are subject to limits—beneficiaries must not only have
skilled needs, but must also be “homebound” and in need of only “intermittent” not
full-time care—and only beneficiaries who satisfy all these requirements are eligi-
ble to receive part-time personal aide services to assist with daily activities [5].
Restricted Medicare benefits have, for the most part, produced limited coverage.
In 2011, the average length of a Medicare-covered stay in a nursing home facility
was 27.2 days [6]. Home aide visits accounted for 15.0 % of total home health visits
or about five visits per home health user per year [7]. A recent legal settlement has
required CMS to clarify that home health coverage is not contingent on evidence
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of patient improvement. But the skilled care requirement and other conditions on
coverage remain intact to limit Medicare’s coverage [8].

In contrast, Medicaid is the nation’s primary source of public financing for long-
term care, available to Medicare beneficiaries and other people who are either poor
or exhaust all their resources in purchasing medical and long-term care services. In
2009, Medicaid financed 61.5 % of national long-term care spending ($203.2 bil-
lion) and paid in part or in full the costs of about two-thirds of the nation’s 1.5 mil-
lion nursing home residents [9].

Challenges in Care for Dual Eligibles

In theory, Medicare and Medicaid have different and potentially complementary
responsibilities for beneficiaries participating in both programs (or dual eligibles),
including the 30 % of dual eligibles who receive Medicaid-financed long-term care
[10]. In practice, however, the two programs have overlapping responsibilities. As a
result, neither program assumes accountability for assuring quality care, and pro-
viders have powerful incentives to shift costs from one program to the other.

Research shows that dually eligible nursing home residents experience higher
rates of preventable hospital admissions than Medicare or private-pay patients with
similar health status, that lower Medicaid payment rates to nursing homes are asso-
ciated with higher rates of hospitalization, that potentially preventable admission
rates are close to 40 %, and that potentially avoidable rehospitalization rates range
from 18 to 40 % [11, 12].

Two-thirds of these potentially avoidable hospital admissions came from nursing
homes, where the incentives to avoid or shift costs are particularly strong. Nursing
homes serve both short-term Medicare patients and long-term Medicaid patients.
But Medicare payment rates are significantly higher than Medicaid’s. Nursing
homes therefore benefit financially when they transfer Medicaid patients to hospi-
tals—substituting treatment in the hospital for their own investment in care and
gaining from Medicare’s higher payment rates at the start of the patient’s return stay.
These transfers are further encouraged by nursing homes’ incentives to avoid high-
cost Medicaid patients (given the way Medicaid rates are set) and by Medicaid
“bed-hold” policies, under which states guarantee the readmission of transferred
patients by paying nursing homes a daily rate to hold their beds [13].

How to Improve Coordination of Care and Reduce Costs
Jor Dual Eligibles

For dual eligibles—almost half of the Medicare population who needs long-term
care—the potential for better coordination across health and long-term care services
for people who need both is enhanced by the creation of the Medicare-Medicaid
Coordination Office within CMS. Since its establishment, this office has moved
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aggressively to improve the delivery of primary, acute, behavioral health and long-
term services and supports for Medicare-Medicaid enrollees, and to better align and
integrate the financing of these two programs [14].

Through demonstrations, negotiated between states and the federal government,
CMS will allow states to rely on managed care or other mechanisms, to which
Medicare and Medicaid will both contribute to provide both acute and long-term
care to dual eligibles. Per capita contributions to financing from each program must
be lower than projected per capita spending—a requirement justified largely on
assumptions about reductions in unnecessary, expensive hospital services that care
management is supposed to produce. In 2012, more than 26 states submitted pro-
posals to the State Demonstrations to Integrate Care for Dual Eligible Individuals
Initiative, and CMS is working with states on Memoranda of Understanding
(MOUs) to implement demonstrations [15]. As of early 2013, nine states had signed
MOUs with CMS, almost all of which are moving forward with capitated program.
Only one state, Massachusetts, with a capitated program has actually begun to
enroll beneficiaries in its demonstration [16]. Although others are scheduled to
begin enrollment in the near future, they have not yet begun negotiating contracts
with managed care plans—a task that has proved challenging, given the effort both
to reduce spending and assure access to care.

Consolidating Medicare and Medicaid payment streams into a single, capitated
payment that has the potential to decrease current perverse incentives to shift costs
between programs, as well as to provide greater flexibility to clinicians to do what
is in the patient’s best interest rather than do what conforms to payment specifica-
tions. But capitation’s powerful incentives to spend less can also reduce access to
quality care. This concern is heightened by the inexperience of health plans in gen-
eral, and of Medicaid managed care plans in particular, in caring for the complex
social and medical needs of the dual eligible population. Patients dually eligible for
both Medicare and Medicaid present unique clinical challenges requiring both spe-
cialized clinical expertise and a commitment to care coordination across providers
and community-based resources. Further, the dual eligible population is extremely
heterogeneous, with specific and complex health problems with which most health
plans and providers may not have experience. Dually eligible patients are poorer
and sicker than their non-dual Medicare contemporaries: 86 % live below 150 % of
the Federal Poverty Level (versus 22 %), and 50 % report that they are in fair to poor
health (versus 22 %). Dual eligible beneficiaries are also more likely to report limi-
tations in activities of daily living (44 % versus 26 %), reside in a long-term care
facility (13 % versus 1 %), suffer from dementia and/or serious and persistent men-
tal illness (58 % versus 25 %), and more frequently experience multiple chronic
conditions (55 % versus 44 %) [17].

Accordingly, although conceptually advantageous to dual eligible beneficiaries,
these demonstrations could fundamentally alter financing and delivery for as many
as two million people nationwide, based on assumptions—not evidence—that the
proposed arrangements will generate better care at lower cost. Efforts to engage such
large populations and reduced funding up front distinguish these dual eligible dem-
onstrations from most other payment and delivery reforms CMS is pursuing under
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the Medicare program. Typically, these and other demonstrations are relatively small
scale, with savings shared between Medicare and participating provider organiza-
tions if they emerge. By contrast, both Medicare and Medicaid payments will be
reduced from the outset of these demonstrations, despite the inexperience of both
Medicare and Medicaid managed care plans with this vulnerable high risk popula-
tion and the dearth of evidence on their ability to provide quality care at lower costs.
Given this inexperience, taking savings up front raises concerns that plans may seek
to reduce expenses by limiting both provider payments and access to care, rather than
promoting efficiency. In theory, these state initiatives are time-limited demonstra-
tions, with continued operation and expansion contingent on demonstrable evidence
of reduced costs and/or improved quality at equal costs. However, past experience
with negotiated demonstrations or waivers in state Medicaid programs raises ques-
tions about the ability of policymakers to unwind large scale financial and delivery
arrangements to which states are administratively and financially committed [18].
Regardless of the merits and eventual findings from this integrated Medicare and
Medicaid payment demonstration, major delivery reform aimed only at the dual eli-
gible population excludes roughly half the Medicare beneficiaries who have impair-
ments, but are not Medicaid-eligible, whose care would also be improved by better
coordination across acute and long-term care services. Moreover, it shifts to states
responsibility for better coordination of Medicare-financed care for dually eligible
beneficiaries at high risk of hospitalization—an objective that is at the heart of
Medicare payment and delivery reforms promoted by the Affordable Care Act (ACA).

Why Medicare Should Focus on Care Coordination
for Medicare Beneficiaries with Functional Impairments [19]

The Medicare payment and delivery reform agenda, initiated by the ACA, aims to
improve quality and save money by reducing provision of unnecessary and expen-
sive care. Although CMS is well underway in pursuit of this goal, its initiatives have
focused overwhelmingly on people whose chronic conditions generate a need for
complex medical care, without regard to the need for assistance with routine activi-
ties of life (such as bathing, dressing, and toileting), that is, the need for LTTS.
This approach reflects unfortunate myopia. The 15 % of Medicare beneficiaries
who have both chronic illness(es) and personal care needs account for about a third
of all Medicare spending (Fig. 9.1). In comparison, enrollees with substantial chronic
illness—as indicated by the presence of three or more chronic conditions, but with-
out functional impairment—represent roughly equal shares of the Medicare popula-
tion and Medicare spending. Thus, it is the high cost associated with enrollees with
the combination of chronic illness and functional limitations—and not the cost of
those with multiple chronic conditions alone—that drives the disproportionate share
of Medicare spending associated with enrollees with multiple chronic conditions.
Average Medicare spending for chronically ill beneficiaries with functional limita-
tions is twice as high as for beneficiaries with three or more chronic conditions and
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Distribution of Medicare enrollees and spending, by groups of enrollees

15% 32%

s [ Chronic conditions &
—~ functional limitations

@ 3 or more chronic conditions
only

~— M 1-2 chronic conditions only

B No chronic conditions

Enrollees Spending

Fig. 9.1 Chronic conditions and functional limitations, not chronic conditions alone, explain high
per person Medicare costs. Source: Komisar HL, Feder J. “Transforming Care for Medicare
Beneficiaries with Chronic Conditions and Long-Term Care Needs: Coordinating Care Across All
Services.” (Washington, DC: Georgetown University, October 2011)

no functional limitations—about $15,800 compared with $7,900 in 2006. While
about a quarter of Medicare beneficiaries with chronic conditions and functional limi-
tations reside in nursing homes, the majority do not—and for both groups, Medicare
spending is significantly higher than for beneficiaries with three or more chronic con-
ditions and no functional limitations. The pattern of higher spending for chronically
ill people with limitations, as compared to chronically ill people without limitations
holds true no matter what the number of chronic conditions. Among enrollees with
chronic conditions and no functional limitations, average annual spending in 2006
ranged from $2,800 (for people with one chronic condition) to $10,200 (for those
with five or more chronic conditions). In comparison, the amount for those with func-
tional limitations ranged from about $13,000 for those with one to three chronic con-
ditions to nearly $19,000 for those with five or more chronic conditions—more than
twice as high as those without functional limitations at every level of chronic illness.

Not surprisingly, beneficiaries with functional limitations and long-term care
needs are among Medicare’s highest spenders (Fig. 9.2). Nearly half the beneficia-
ries in the top 20 % of Medicare spenders have functional limitations as well as
chronic conditions. Among Medicare’s top five percent of spenders, the proportion
is even higher. Three out of five of these highest-cost Medicare beneficiaries are
chronically ill people who need long-term care.

Enrollees with the combination of chronic conditions and long-term care needs
are far more likely than other beneficiaries to use hospital inpatient and emergency
department services. As a result, average spending per person on hospital services
was nearly double for enrollees with chronic conditions and functional limitations,
compared to those with three or more chronic conditions only ($4,600 versus
$2,500 in 2006). Higher hospital and post-acute spending are the largest sources of
the overall difference in average spending between these groups.
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Distribution of enrollees, by groups of enrollees
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Fig. 9.2 Medicare enrollees with chronic conditions and functional limitation are over half of
Medicare’s highest spenders. Source: Komisar HL, Feder J. “Transforming Care for Medicare
Beneficiaries with Chronic Conditions and Long-Term Care Needs: Coordinating Care Across All
Services.” (Washington, DC: Georgetown University, October 2011)

Improving Medicare’s Care Coordination: Innovations
and Reforms Under the Affordable Care Act [20]

The Centers for Medicare and Medicaid Services are actively engaged in using new
authority for innovation under the ACA to promote Medicare delivery innovations,
aimed largely at reducing unnecessary hospital costs. Past experience demonstrates
that in the absence of targeting beneficiaries at high risk of inappropriate and high-
cost hospital use, care coordination is unlikely to produce significant savings [21].
Targeting innovations to people with chronic conditions and functional limitations—
and coordinating the full range of their service needs—offers a path to achieving the
cost savings and quality improvements that policymakers aim to achieve.

Although limited in number, programs with these characteristics have shown
promise in reducing hospital use, nursing home admissions, and costs for selected
patient groups while improving quality of care. Key elements of these models include:

* A core of comprehensive primary medical care

* Assessment of patients’ long-term service and support needs, plus caregiver
capabilities and support needs

* Coordination of long-term care as well as medical care (same person or team
involved in coordinating both)

* Ongoing collaboration and relationship among care coordinators, physicians,
patients, and families, with attention to supporting patients during transitions
between care settings

e Monthly per-person payments to cover coordination costs Medicare does not
cover



134 J. Feder et al.

CMS can build on these delivery reform initiatives to create a Medicare platform
that encourages innovations focused on beneficiaries with functional limitations and
coordinating services across the continuum for both their long-term care and their
medical needs. Adoption of these practices would be facilitated by accommodating
the varied size and capacity of primary and specialist-level physician practices, and
by improving upon, but not eliminating, the fee-for-service payment system. These
interventions would:

» Target: Zero in on people most at risk of preventable hospital use to maximize
impact on reducing unnecessary and costly care

* Customize: Allow different approaches—both networks that hire and manage
care coordinators and coordinators employed by physicians’ practices—in order
to maximize provider participation

» Pay for coordination: Pay monthly amounts per enrolled patient, sufficient to
support currently uncovered care coordination services

* Hold providers accountable: Hold participating providers accountable for sav-
ings that offset these care coordination payments and pay providers—who sat-
isfy quality standards—a share of savings if spending is less than projected

* Make states accountable: Encourage state participation for dual eligibles pro-
vided states, like participating providers, actually invest in delivery

Investment in policies and programs aimed directly at patients with chronic con-
ditions and functional limitations can generate much needed lessons on how to
improve their care. But these initiatives should not be designed to isolate the func-
tionally impaired population in tailored delivery or to limit lessons learned only to
this patient group. The ultimate goal of targeting delivery reforms to Medicare ben-
eficiaries with chronic conditions and functional impairments is to assure that we
learn as quickly as possible what it will take to assure the whole system’s capacity
to serve people with functional limitations as well as medical care needs appropriately
and effectively, wherever and whenever these needs arise.

Conclusion

Detailing potential new models to improve care for people with chronic conditions
and functional impairments reveals that their objectives and approach are comple-
mentary to what many envision for broadening the role of palliative care for the
same target population. Specific elements of palliative care, such as vigilant atten-
tion to symptom relief and developing and following a person-and family-determined
care plan, should be core elements of the care models being tested. Indeed, more
interaction between palliative care practitioners and designers and implementers of
these new models of care can assure that core elements of palliative care are incor-
porated into service design.

The other, perhaps less optimistic, message of this chapter is to emphasize that,
currently, a core element of what is needed to support both palliative care and ongoing
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chronic care management are LTTS to help patients and their caregivers get through
the day and remain safely in their preferred place—at home. The Medicare pilot test
we propose would assess the need for LT'TS—for patients and caregivers—and would
coordinate these services and supports with the acute care services for these complex
patients. But the pilot test model we propose does not contemplate actually financing
long-term care on a Medicare platform. Financing remains a private and Medicaid
responsibility. The absence of broader financing clearly remains a challenge to the
achievement of equitable and accessible high value health care for Medicare benefi-
ciaries and to the achievement of palliative care for Medicare beneficiaries—care that
is first and foremost person and family centered and determined; is based on a care
plan defined by what matters most to the patient and their family; provides effective
symptom management to prevent crises; and ensures consistent and coordinated com-
munication of care across settings and over time.
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Chapter 10
The Manifest Destinies of Managed Care
and Palliative Care

Richard H. Bernstein and Karol K. DiBello

Introduction

Two unremitting forces are shaping changes in the US health care system: (1) the
graying of America or “silver tsunami,” in which 10,000 individuals are now turning
age 65 each day [1] and (2) the cost trends associated with caring for seniors and
those with multiple chronic and often life-limiting conditions. Medicare expendi-
tures are crowding out other national priorities and threatening the financial stability
of this country [2]. Healthcare experts have identified palliative care and managed
care as essential ways to address the special needs of an aging population and for
providing care that can lower the rate of national health expenditures [3].
Twenty-seven percent of Medicare beneficiaries are now enrolled in Medicare
Advantage plans [4]. Enrollment should accelerate as “boomers,” who have been
accustomed to employer-sponsored managed care plans, seamlessly age into their
commercial insurer’s Medicare Advantage plans. To effectively and cost-efficiently
manage the complex set of clinical demands of this growing wave of Medicare
members, Managed Care Organizations (MCOs) must address the special needs of
the most expensive segment of this group of seniors, including multimorbidity,
frailty, and functional/cognitive decline. These medical management challenges are
compounded for dual eligibles, that is, those with both Medicare and Medicaid.
This group has a higher prevalence of medical literacy issues, comorbid psychiatric
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and behavioral health problems, substance abuse, social and socioeconomic resource
limitations, and dementia [S]. MCOs often employ risk stratification of their popu-
lation and intensive care management programs, including palliative care, for those
individuals with greatest need who are expected to cost the most.

This chapter will review the 30-year history of efforts to demonstrate the inher-
ent synergies of MCOs and palliative care which have driven their conjoint desti-
nies. As important, this collaboration has also shown that effective palliative care
interventions can reduce MCO costs and secure a foundation for palliative care
program funding.

Managed Healthcare Terminology

Managed care began with models of Prepaid Group Practices (PPGPs) in 1910.
These were company sponsored and employed salaried groups of physicians. The
model evolved over the next few decades to include multi-specialty groups and even
hospital systems. Today the latter would be called integrated delivery systems, the
paradigm of which is the Kaiser Health Plan with its hospitals and Permanante
Medical Groups. To compete with these PPGPs, medical foundations were estab-
lished in the mid-1950s to enfranchise individual practitioners and small practices
into an independent practice association model (IPA). Insurers could contract
directly or through an umbrella organization with this “group practice without
walls.” Fee for service (FFS) was the dominant reimbursement form in the early
IPAs, although larger and mature organizations were able to accept per member per
month payment, called capitation, with its attendant risk related to potential overuti-
lization and unexpected costs. PPGPs and IPAs were labeled Health Maintenance
Organizations with the HMO Act in 1973.

The early literature about managed care and palliative care describes HMOs as
relying on salaried and capitated groups. However, since the 1950s, the landscape of
organizational structures and reimbursement arrangements became more complex.
PPGPs and IPAs could be reimbursed by health plans on a fixed per member per
month basis or as a percent of the total premium. Clinicians participating in these
organizations could be salaried, paid a “draw” or percent of the medical group’s
sub-capitation, or paid FFS. Thus, descriptions of potential ethical conflicts affect-
ing HMOs with incentives to under-serve and doctors with divided loyalties may
have oversimplified the impact of these diverse reimbursement arrangements.
HMOs were often identified as “capitated,” but this did not accurately describe the
variety of actual arrangements and incentives affecting clinician decision makers.

All forms of MCOs are characterized by their accountability for cost, quality,
and access for a defined population enrolled in the health plan. MCOs integrate the
financing and delivery system and use a defined network of contracted providers,
facilities, and other vendors. MCOs provide and pay for all services within a defined
set of plan benefits [6]. Limiting access to contracted providers and facilities for
non-emergencies is a feature of closed model plans. Open-access models, which



10 The Manifest Destinies of Managed Care and Palliative Care 139

now dominate, do not have these limits but impose higher cost sharing when
non-network providers are used. This open-access feature is also a feature of the
most prevalent model of MCO, the preferred provider organization (PPO).

The Program of All-Inclusive Care for the Elderly (PACE) is a “unique capitated
managed care benefit for the frail elderly provided by a not-for-profit or public
entity. The PACE program features a comprehensive medical and social service
delivery system using an interdisciplinary team approach in an adult day health
center that is supplemented by in-home and referral services in accordance with
participants’ needs.” It is for dual eligibles, age 55 years and older, who can safely
live in the community [7]. In the 1970s On Lok Senior Health Services in San
Francisco was the first demonstration model for subsequent PACE programs. A trial
of risk based, capitation was started in 1983, proved successful and established
PACE as a special type of MCO. Unlike other MCOs, PACE programs have very
limited membership (several hundred to fewer than 3,000 enrollees). There are cur-
rently 91 PACE models in the USA [8].

Accountable Care Organizations (ACOs), as defined by the Patient Protection
and Accountability Care Act (PPACA), are limited to FFS Medicare beneficiaries
and do not involve formal enrollment into a health plan. Although such ACOs are
not MCOs, the term “accountable care organization” has been adopted by some
health plans to describe a capitated or partial risk sharing arrangement with a large
group or IPA. Finally, the Patient Centered Medical Home (PCMH), stipulated by
PPACA, is not an MCO but a medical practice with enhanced care management,
electronic health records, and a team of nonphysicians to provide more comprehen-
sive, culturally, and linguistically sensitive care along with many standards for qual-
ity and access.

The balance of this chapter will discuss MCO in the delimited context of health
plans with a prepaid premium, paid for by employers, individuals, the Department
of Defense (Tri-Care), Medicaid, and Medicare. The discussion will exclude
PCMHs and ACOs that are not part of MCOs.

1980-1990s: Relationship of MCOs and Palliative Care—
“Important, Mysterious, and Interesting” with Opportunities
and Concerns

In 1983, research began to show the value and potential savings resulting from pal-
liative care in an MCO. The On Lok PACE was able to achieve hospital utilization
rates 30 % lower than the general Medicare population by using elements of pallia-
tive care in its intensive care management approach [9].

In a different PACE program, Wieland et al. [10] found that, despite greater dis-
ease burden and disability among the PACE population, bed-days per 1,000 mem-
bers were not significantly higher. Only 8 % of deaths for PACE enrollees were in
hospital, and fewer than one-third of decedents were hospitalized during the last 6
months of life. These studies and others [11] suggested that a capitation program
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could allocate resources for palliative care and support such value added programs
from hospital savings, especially given traditional Medicare’s use of costly hospital
services in the last few months of life [12].

The EverCare™ Program, developed by United Healthcare (UHC), began in
1986 and was an unusual form of managed care which enrolled residents in long-
term care facilities who were not in hospice and not suffering from end stage renal
disease. The capitation by Medicare provided flexible funding for physician/geriat-
ric nurse practitioners teams to promote care management and treatment in place
when possible. It also incorporated key features of palliative care. Its financial via-
bility has depended on successfully managing its risk for all professional services
and all acute and subacute facility costs. The program has documented a one-third
reduction in acute care admissions and a 30 % decrease in costs compared with FFS
Medicare [11].

In the mid-1990, the relationship between MCOs and palliative care was charac-
terized by Steve Miles et al. as “important, mysterious, and interesting” [13]. Its
importance derived from MCOs as the dominant form of health care in this country.
MCOs now cover two-thirds of all Americans [14] including over a quarter of
Medicare beneficiaries and about 75 % of Medicaid beneficiaries [15].

There was some “mystery” about managed care, since little research had been
done on its impact on quality of care for the severely ill. MCOs were also “interest-
ing” because their broad range of providers, incentives, and their provision of care
across the continuum promoted integrated care, with accountability both for quality
and efficient use of health resources. These factors were an important environment
in which palliative care could thrive.

Despite these attractive attributes, MCOs harbored potential ethical perils:
divided loyalty, conflicts of interest about patient vs. health plan advocacy, system
savings garnered at the expense of patient needs, suppression of discussions about
expensive but effective alternative treatments and devaluation of the most frail and
vulnerable, who could not advocate for themselves [16, 17].

A cautionary, qualitative study was conducted in 1996-1997 at Harvard Pilgrim
Health Care, a non-profit staff (salaried) model HMO. It found “concerns about the
impact of cost containment on the quality of care, reflecting the conflict between the
dual roles of MCOs as both insurers and providers of care.” Nonetheless, this MCO
continued to promote the development of palliative care programs [18].

Other authors agreed that managed care systems could not only support quality
palliative care but also recognized the potential ethics conflicts inherent in such sys-
tems where financial concerns might complicate medical judgment and compromise
the mission of palliative care to meet the needs of the most vulnerable [19-22].

Kuczewski and DeVita [23] expressed their reservations with clarity:

The very mention of the term managed care can carry negative ethical connotations to those
committed to patient care and the fiduciary model of the physician-patient relationship. It
suggests travesties, including the unwarranted denial of necessary services and the pitting
of the physician’s interest in making a living against the needs of the patient. Perhaps most
strikingly, it may evoke an image of the physician as gagged and prevented from telling the
patient about beneficial treatments that are not covered by the plan or about fiscal arrange-
ments that will lead to the demise of the patient.
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At the same time, other researchers began to document MCO’s benefits for the
elderly, including a lower rate of potentially ineffective care among HMO vs. FFS
Medicare beneficiaries [24]. In 1998, Lynn, Wilkinson et al. [25] described the
potential for “capitated or salaried managed care systems...to provide high quality,
cost-effective end-of-life care.” They outlined the advantages of capitated managed
care, including care coordination for a stable, enrolled population, robust data avail-
ability, the ability to develop innovative models for care, measure quality and evalu-
ate outcomes. However, this opportunity was qualified by the strong incentive to
avoid high risk populations. The authors recognized the deficiencies of FFS prac-
tices related to inadequate pain and symptom management, the lack of long-term
supports and services, and care coordination. They proposed a model, MediCaring,
to provide comprehensive and ideal palliative care within an MCO. They expected
that a combination of capitation for teams and equipment along with salary or FFS
for professionals could provide incentives compatible with managed care’s goals
while fostering excellence in caring for those with serious and complex illnesses.

Kane [26] echoed the potential that MCOs had for caring for the elderly with
multiple chronic illnesses, but stressed that this would only work if Medicare risk-
adjusted payments for the most costly beneficiaries among the Medicare population.
Fortunately, Medicare (at that time called the Health Care Financing Administration
or HCFA) recognized this concern and worked with actuaries to develop a reim-
bursement model for health plans to risk adjust capitation based on the mix of diag-
noses in the prior years, weighted proportionately to their expected impact on overall
costs in the following year [27]. This predictive model was needed to encourage
continued participation by health plans in the Medicare program, especially after
many such plans had threatened to exit the Medicare market in 1998 [28].

As was noted by Kuttner [29], risk adjusted payments were also a crucial devel-
opment to address potentially perverse incentives affecting the health plan and indi-
vidual providers. As he stated:

First, health plans that receive the same payments may have sicker or healthier populations.
Second, capitated payments to groups of doctors that contract with health plans are adjusted
only partly, if at all, to reflect differences in the health of their patients. And finally, unad-
justed capitation payments may ultimately be passed along to individual doctors treating
dissimilar groups of patients.

Thus, failure to adjust compensation for patients’ health status reinforces two of the more
worrisome trends in the present health care system. First, it rewards plans for a business
strategy of “risk selection,” in which they deliberately market their services to relatively
healthy populations and avoid relatively sick ones. This strategy, in turn, punishes plans and
physicians that do a good job of treating the sick, thus reinforcing the incentive to stint on
care that is already present in a system that increasingly relies on payments by means of capi-
tation rather than on fee-for-service reimbursement. Second, as risks are shifted to the indi-
vidual physician, doctors with sicker patients must work longer hours or receive a reduced
income or make unethical or clinically dangerous decisions to withhold necessary care.

At the end of the 1990s, an important monograph was published by the National
Task Force on End-of-Life Care in Managed Care [30]. It codified 12 recommenda-
tions for improving and promoting palliative care within MCOs, including improved
access, accountability for quality, and the study of reimbursement alternatives.
The Task Force outlined an ambitious agenda for managed care leaders and govern-
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mental policy makers as well as for public and private purchasers. This document
was emblematic of the national recognition being given to MCOs as a vehicle to
promote palliative care.

2000 to the Present: Synergies Between MCOs and Palliative
Care; Documenting Improved Care and Savings to Support
Palliative Care

Fowler and Lynn outlined the complexity and inadequacy of Medicare reimburse-
ment for palliative care when managing the frail elderly with complex medical
needs [31]. Their research documented that most palliative care programs were sus-
tained by philanthropy and institutional cross-subsidies and not by Medicare
FFES. This created a challenge facing most non-hospice programs providing pallia-
tive care in the community, namely, the need to find more sustainable financing
mechanisms to support the interdisciplinary team, a core and necessary feature of
quality for palliative care across the continuum of care [32].

Another outcome of MCOs compared with FFS Medicare was the higher use of
hospice [33]. This pattern reflected more appropriate end of life care and also sup-
ported funding of palliative care and end of life counseling by MCOs.

Champions of quality end of life care, such as Ira Byock, soon began examining
best practices of palliative care within MCOs and recognized in 2001 that “the goals
of managed care and palliative care are already well aligned...[and]can address the
needs and preferences of dying patient and families, while increasing public trust in
managed care” [34].

In 2002, a pivotal research paper was published by Brumley [35] at Kaiser
Permanente on the value of a community-based palliative care program which inte-
grated curative and comfort care. The study home health care-based population had
chronic obstructive pulmonary disease, congestive heart failure, or cancer; two or
more emergency department visits or hospitalizations in the prior year and a prog-
nosis of less than 24 months to live. They were compared with a matched home care
population at Kaiser. Two hundred and ninety-six patients enrolled in the study:
145 in the Palliative Care Program and 151 in the home-health comparison group.
After 8 months of follow-up, there was a statistically significant drop in the cost for
physician, emergency department, acute and skilled nursing facility, and home
health costs in the intervention group. This group showed higher palliative home
care costs, as expected. The cost of decedents was almost $5,000 less in the pallia-
tive care group. Satisfaction with care was maintained in the intervention group.
The result substantiated the feasibility of supporting innovative palliative care pro-
grams within MCOs by net savings.

In the next year, Brumley et al. [36] reported a full 2 years’ experience at Kaiser,
and the program showed persistence of the pattern of cost savings and patient satis-
faction among their total enrollment of 558 individuals. They documented a 45 %
decrease in cost compared with usual care. In addition, an in-home palliative care
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program at Kaiser later showed high satisfaction and cost reduction [37]. Noteworthy
in this study was the ability of Permanente Medical Group to flex the standard ben-
efits to incorporate all the key elements of a quality palliative care program within
their pre-defined capitated budget.

At this time, palliative care and managed care experts identified few references
to palliative care in specialty textbooks and disease management guidelines. They
saw the potential for MCOs to be a vehicle for encouraging and adopting clinical
practice guidelines that incorporated referral to palliative care at certain inflection
points in the trajectory of common, progressive chronic illnesses [38].

Palliative care programs were soon being tested in MCO settings outside of the
large integrated systems like Kaiser and Harvard. A small plan in New York,
Elderplan, with 14,000 frail elderly members, developed a palliative care program
for those with advanced illness needs but who were not enrolled in hospice. While
net savings during the 2-year study period were not reported, they did show high
satisfaction with pain and other symptom management and reduced use of ICU
compared with a control group [39].

Additional research was published on clinical subsets of the population and the
effects of palliative care programs within MCOs. In PhoenixCare, members with
COPD and CHF with a 2-year prognosis were assigned to a demonstration program
involving intensive home-based palliative care case management [40]. Compared
with controls, the intervention group showed lower symptom distress, better physi-
cal functioning, and higher self-rated health. Emergency department utilization was
not significantly affected.

That the MCO environment can be fertile ground for the rapid development of an
inpatient palliative care unit was documented at Kaiser in 2009 [41]. The authors
felt this innovation was adopted rapidly in this complex institutional setting because
their model employed organizational “push” strategies and grassroots-level pull.
The authors felt this approach might be applicable to other settings. Kaiser has also
shown the effectiveness of inpatient palliative care with subsequent palliative care
follow-up in reducing readmissions among the seriously ill elderly [42, 43].

Other MCO populations which have benefited from palliative care advanced care
management include Medicaid recipients. One study [44] found improved utiliza-
tion of medical services, hospice, and member satisfaction.

Despite concerns about perverse incentives affecting providers who care for the
seriously ill in MCOs, a recent, large satisfaction survey among 402,593 Medicare
Advantage (MA) beneficiaries employed a standardized instrument (the Consumer
Assessment of Healthcare Providers and Systems). It adjusted results for age, sex,
race, ethnicity, education, Medicaid status, geographic region, and health status.
While it was not designed to evaluate palliative care interventions per se, the survey
found that those who died within a year of taking the survey rated their care as good
as or better than other MA members, indicating that Medicare MCOs appeared to
be meeting the needs of their members in the last stage of their life [45].

An unexplored area for MCOs and palliative care is for pediatric and neonatal
patients with life limiting conditions. Several medical center-based pediatric pallia-
tive care programs have been described, and the complexities of palliative care
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funding are well documented [46]. Financing is even more difficult in pediatric and
neonatal palliative care due to the variation in natural history of some of the sub-
acute and chronic conditions benefiting from palliative care and the mix of domi-
nant conditions. The difficulty using Medicaid and Medicare hospice financing
models becomes quickly apparent when considering the need for decade-long pal-
liative care for neurodegenerative and other chronic pediatric diseases.

One pediatric and neo-natal palliative care group [47] has analyzed several hun-
dred of its cases and noted a significant reduction in readmissions and emergency
department use compared with usual care. The sponsoring organization, Circle of
Life Children’s Center of New Jersey, has proposed a case rate to a Medicaid man-
aged care plan to fund its pediatric palliative care team. Reimbursement would be
based on four categories of conditions with four distinct intensity levels of team
involvement: (1) Perinatal (e.g., fetal loss, nonviable live births), (2) Neonates
expected to survive less than 1 year (e.g., trisomy 13, birth weight less than 2.2 1bs),
(3) Neonatal survivors with chronic illness (e.g., cerebral palsy, intraventricular
hemorrhage, necrotizing enterocolitis, bronchopulmonary dysplasia), and (4)
Children/Adolescents with life limiting acute and chronic illnesses (e.g., traumatic
brain injury, motor vehicle accidents, meningitis, cancer, cystic fibrosis, sickle cell
anemia, HIV/AIDS). While the model has not been adopted by any Medicaid plan
to date, it has received interest from the State of New Jersey and some private foun-
dations as an alternative to FFS payment for palliative care.

Another opportunity for MCOs is to evaluate the impact of palliative care on
quality and cost for an HIV/AIDs population. Several studies of palliative care in
HIV/AIDS in non-MCO settings have demonstrated better quality and reduced
costs [46, 48, 49]. At least one HIV Special Needs MCO [50] will begin offering
palliative care for its 5,500 members.

VNSNY SPARK: An MCO-Palliative Care Program
for a Medicare Special Needs Population

The Visiting Nurse Service of New York (VNSNY) is a 120-year-old home health
agency and the largest non-profit certified home health agency in the USA. VNSNY
has its own hospice and palliative care service and several managed care insurance
programs (under the VNSNY CHOICE name) serving special needs populations (a
Medicaid HIV/AIDs special needs plan, a partial capitation plan for nursing home
eligibles living at home, a Medicare dual eligible special needs plan, and a Medicare
Advantage plan for non-duals).

The agency also started a professional corporation, ESPRIT Medical Care, PC, to
allow private billing of clinical programs that could serve MCOs. With support from
VNSNY Hospice and Palliative Care and product development specialists within
VNSNY, a palliative care management model was created to provide services
through Esprit. A clinical team of nurse practitioners (NPs) and licensed clinical
social workers (LCSWs) along with medical consultants and hospice team members
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formed a palliative care team within Esprit in 2010 for home and telephonic care
management. The program was called SPARK®. Its acronym stands for Self-care,
Pain and symptom control, Additional care, Respect needs and Kindness.

In the SPARK care management model, each NP/LCSW team shares the respon-
sibility of managing a caseload of patients through both telephonic contact and
home visits. Consistent with many care management programs, SPARK coordinates
care across settings and providers to achieve quality, cost-effective, non-duplicative
care over time [51]. With this goal, SPARK teams work in collaboration with com-
munity health care providers such as primary care providers, specialists, public
health nurses, and social workers. SPARK care coordination is an added benefit for
the MCO and may provide value over what a more consultative palliative care
model which focuses on episodic symptom management.

Traditional care management programs may focus on disease management for
members with multiple chronic illnesses. By contrast, SPARK care management
focuses on the symptoms, psychosocial, and spiritual burdens, and advance care
planning needs of both patients with serious illness and their caregivers’ related
concerns. Through this approach, the program is able to combine the benefits of
both the care management model and palliative care principles.

In risk stratifying its most complex members, VNSNY CHOICE Medicare’s
clinical team [52] noticed the need to help members with advanced care manage-
ment needs that were not benefiting from repeated acute care hospitalizations.
An agreement between CHOICE Medicare and SPARK began in April 2010, with
the following aims:

* Understanding the goals of care for the sickest 2-3 % of the Medicare members
and providing options to better meet those needs to improve the quality of life

* Reducing futile care and hospitalizations that were not consistent with member
and families’ wishes

* Improving member satisfaction, quality of life indicators, and completion rates
of advance directives

* Developing program support for the SPARK team that would be financially self-
sustaining by demonstrating reduced overall costs compared to expected costs
for this very high risk cohort

» Better diagnostic coding of illness to provide more accurate Medicare plan risk
scores and reimbursement

* Collecting data to document Medicare Quality Star measures such as those
related to the Care of Older Adults.

The initial monthly case rate was set at over $1,000.
From April 2010 to December 2012 over 600 members have been referred to
SPARK. Seventy percent were enrolled' following a comprehensive initial assessment.

'Reasons for not enrolling after referral included: unwillingness to participate by member and
family after the program was explained, unwillingness by the member’s primary physician to
support and communicate with SPARK staff, direct referral to hospice more appropriate, profound
behavior issues that would undermine the ability to help after multiple attempts to enlist
cooperation.
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Their average Medicare risk score was almost three times that of an average Medicare
beneficiary. Most had multiple hospital admissions within the prior 12 months and had
a condition with less than 24 months life expectancy as well as a high symptom burden.
In addition, over one-third had a diagnosis of significant comorbid mental health or
substance abuse (i.e., Medicare Hierarchical Condition Categories 51-55).

After over 212 years, SPARK outcomes have been favorable. Ninety-three per-
cent of SPARK members had advance directives and a similar percent had quality
of life responses indicating that members felt their quality of life was maintained or
improved under the program. Almost 99 % of family and member respondents were
either satisfied or very satisfied with care with the SPARK team. One in five mem-
bers has met Hospice criteria and of those around 50 % were referred by SPARK to
hospice. They had an average Hospice length of stay of 73 days. Compared with
prior hospitalization rates before enrollment, there was a reduction of almost 40 %,
using members as their own controls from a year before to a year or more following
enrollment. Including the cost of the SPARK case rate, the net savings were over
$250 per member per month to VNSNY CHOICE Medicare.

Remaining Challenges: Difficulty Proving Savings to Skeptics
and Risk Stratifying Advanced Care Management

While the reported benefits met the health plan’s goals, there were issues raised
about how real the savings were. What role did regression to the mean have in show-
ing reduced hospitalizations and cost avoidance? How effective was the method of
using patients as their own control to demonstrate program effectiveness? Is the
model scalable, that is, will the cost of over $1,000 per month be attractive to other
MCOs if they were not guaranteed savings?

VNSNY'’s research unit identified a control group from among other patients of
VNSNY programs. Matching on age, gender, risk score, and mental health/sub-
stance abuse frequency, the research group identified a propensity score matched
control group to better compare outcomes. One hundred and twenty-eight individu-
als in SPARK and the same number in the control group were studied. The results
included inpatient cost saving over $1,500 (p<0.01) for the SPARK group. While
professional, outpatient, prescription (Part B and Part D), home health, and skilled
nursing facility costs were somewhat higher in SPARK patients, total costs remained
over $700 per member per month lower in the SPARK group for the 6 months post-
intervention period. Due to the relatively low numbers of patients studied, this dif-
ference did not reach statistical significance.

Most noteworthy, however, was that after 3 months of enrollment, only 5 % of
the SPARK group died while the control group lost 23 % to death. The cumulative
death rate after 6 months was 21 % in the SPARK population and 32 % in the con-
trol group.

These observations suggest that the usual methodologies to evaluate the impact
of health program models on utilization may be more difficult to apply to palliative
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care. The high death rates and difficulty finding “matched controls” to determine
actual to expected costs make it challenging to fully allay skeptics’ concerns.

VNSNY Medicare and SPARK will be modifying the program in the future.
To increase the value of the program to MCOs, the referred population will be strati-
fied into three groups with corresponding levels of intensity of team intervention.
The revised program will customize the proportion of in-home and telephonic contact
to match the level of patient stability and need. The mix of care managers (nurse
practitioners, social workers, and RNs) will be deployed to match the risk level.

These changes should allow the program to significantly reduce the MCO’s case
rate without adversely affecting program outcomes. Substantiating these expecta-
tions will remain an important next step for VNSNY CHOICE Medicare and
SPARK to establish for both advocates and skeptics the value of similar programs
in small- and medium-sized MCOs throughout the country.

Conclusion

MCOs have initiated or incorporated palliative care programs for over 30 years and
increasingly recognize the crucial contribution these programs can make to address
the special needs of many of their most vulnerable, complex, and expensive mem-
bers. The synergy between MCO and palliative care derives from their shared goals
of improving access and quality of care in a manner that effectively prevents and
manages predictable crises and emergencies, and in doing so, reduce reliance on
emergency services and hospital care.

Models for delivering palliative care need further experimentation to assure that
quality standards and desired outcome metrics are maintained while programs
define the most appropriate mix of resources to achieve long term and sustainable
funding. Successful models already exist in some large integrated health systems.
For palliative care to be available to broader segments of the population, programs
need to be adapted to more typical health plans and ACOs, which may not have the
resources and infrastructure of the largest MCOs. Community-based palliative care
programs should become more readily available as more data establish their return
on investment.
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Models of Care Delivery and Coordination:
Palliative Care Integration Within
Accountable Care Organizations
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The “Missing Piece”
The At Home Support™ Program

The System (Maturity of Both ACO and PC)

Our journey in creating At Home Support™ began over 10 years ago as part of
Hospice of Michigan (HOM)’s mission, vision, and strategic plan. Rich in experi-
ence with coordinating care under a capitated shared risk model for Medicare and
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Medicaid beneficiaries, the organization began to expand services and test a new
model of care based on core strengths: providing community based, family centered
care for vulnerable populations. A collaborative research initiative lead by HOM’s
research, innovation, and education Institute, the Maggie Allesee Center for
Innovation (MAC) provided the foundations for the outcomes-based At Home
Support™ program. In the midst of healthcare reform and a concerted effort in
creating coordinated patient centered care under the Accountable Care Organization
(ACO) model, a synergistic partnership and natural “fit” was created between At
Home Support™ and the Detroit Medical Center (DMC) Michigan Pioneer ACO.

At Home Support™ was implemented in 2007 in collaboration with two large
Health Maintenance Organizations (HMOs). Quality and cost outcomes were primary
drivers and were defined at the beginning of each relationship providing the strategy
for measuring success. Both HMOs were interested in improving access to supportive
care and in improving cost outcomes for patients in the last year of life. Two different
payment structures were tested: a per diem and fee for service model. The MAC
developed and proposed eligibility criteria based on end of life criteria for four
disease categories: Stage IV lung cancer, Stage III-IV heart failure, Stage IV lung
conditions, and a debility category. The debility category included criteria for
advanced stage neurological, renal, and multisystem organ failure disease conditions.
All aspects of the program were measured including types and numbers of services,
cost associated with delivering the service, and patient/caregiver related health out-
comes (e.g., pain, dyspnea and functional status, caregiver relationship to patient,
advance directives). In 2010, the MAC, in collaboration with Wayne State University,
secured a grant to rigorously measure cost outcomes. In late 2011, the preliminary
results supported a 30 % decrease in total costs net of At Home Support™ costs for
patients receiving At Home Support™ services [1]. The data findings provided the
foundation for discussions with the newly formed DMC Michigan Pioneer ACO.

At Home Support™ is unique in design and is not by definition a traditional
home care model, a chronic disease model, or a hospice model. The At Home
Support™ model incorporates a community-based approach that “supplements”,
versus replacing, existing healthcare services. An interdisciplinary team of specialty
trained nurses, social workers, and patient family assistants provide advanced illness
strategies. The staff complete a training program created by the MAC to meet
defined program outcomes. Advance illness management (AIM) strategies include
a focus on surrogate decision making, creating a safety net for remaining independent
at home, and teaching skills to effectively navigate the healthcare system. The use
of goals of care discussion to assist in family centered care transitions between
aggressive and supportive care is a key strategy. The model of care described as the
“Care Giver Model” focuses on the role of the caregiver in the shared decision making
process. Evidence-based disease management protocols for disease management
(e.g., GOLD standards for the management of lung conditions) are combined with
psychosocial approaches (e.g., addressing the burdens of illness) to incorporate
social cognitive theory, public health principles of prevention, and caregiver engage-
ment. The integration of palliative care principles and practices is a vital element
of the model. The delivery of care is primarily in the home, but patients can be
followed and supported in various settings.
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Table 11.1 Key misperceptions of the At Home Support™ Program

The program is “hospice in disguise,” or “hospice lite”

The program is designed to assume management of the patient, severing long-term relationships
between physician and patient

The program is a competing home care service, or “home care on steroids”

The program is a case management model created to observe, manage, and dictate physician
practices

Concern for losing funds to vendor as part of the shared savings plan

“We already do this”

“We can do this”

Care plans and visit frequency are established with the patient and family and in
accordance with identified needs, illness severity (functional status), and goals of
care. Critical to the model delivery system is access to care via a 24/7 AIM At Home
Telesupport Center. Strategies include routine and as needed home visits and indi-
vidualized treatment plans designed to keep patients in their own homes and provid-
ing an alternative to unwanted emergency room and acute care utilization.

Process of Negotiating Inclusion

Creating synergy and a collaborative partnership in the newly formed ACO required
addressing misperceptions and issues related to AIM (see Table 11.1), specifically,
(1) the perception that “we already do this,” (2) the perception “we can probably do
this ourselves,” and (3) the perception that the system was able to effectively identify
high risk and resource intensive members. As the new ACO was creating community
relationships, leadership from HOM presented “The Missing Piece” highlighting the
importance for the ACO of establishing a strategic plan to address caring for their
most vulnerable population: those with serious and complex illnesses.

HOM leadership challenged the perception that the current system was designed to
manage patients with serious and complex illness, and the notion that the skill set of
AIM could easily be replicated. Data and program experience demonstrated how stan-
dard chronic disease models, focused primarily on medication compliance and physi-
cian access, become ineffective as a patient progresses to advanced stages of chronic
disease, often with multiple chronic conditions and functional dependency. Addressing
the needs of those with progressive illness and their caregivers was emphasized as
a specialized skill set (skills that would take the ACO months to years to build).
At Home Support™ offered a proven, experienced, turnkey solution.

In addition to challenging key misperceptions, the next task was to engage
the ACO in their ability to identify the sickest most complex tier three patients.
Tier three patients are defined as the 10 % of the ACO population that account for
64 % of total costs [1]. Our research identified a significant subset of the Tier 3
cohort, we have named Tier 3A. The Tier 3A cohort is 5 % of the seriously ill
patients with Stage IV chronic disease in a Medicare network that accounts for
50 % of the total healthcare costs—the Pareto principle on steroids. At Home
Support™ offered a turnkey solution in the form of a predictive model to identify
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the Tier 3A target population that would benefit most from AIM. Unlike traditional
models that require physicians to recognize limited prognosis and then make refer-
rals, the predictive model approach allows for efficient member identification and
the ability to offer immediate intervention (See Fig. 11.1).

Challenges, Opportunities, and Lessons Learned

System navigation has created both challenges and opportunities for a successful
partnership between HOM and the Michigan ACO. Our previous partnership expe-
riences provided us with a proactive plan to address the known challenges of work-
ing within highly complicated and relatively closed systems. Physician engagement,
reliability of member contact information, and the availability of “real time” data
remained common challenges that complicate integration of AIM services within a
conventional system. As the ACO was being formed, HOM emphasized the impor-
tance of contacting individual ACO physicians to describe and communicate the
focus and intent of the AIM program. Because AIM is different than hospice, home
care, or other community-based programming, clarifying the outcomes, the target
population, and method of member identification was essential in the initial plan-
ning phases. Equally important to physician engagement is the relationship-building,
support, and advocacy of the ACO physician leadership team to guide and ensure
effective integration of this innovative program structure.

The data exchange and data sharing process is essential to effectively and
efficiently identify members that would most benefit from AIM. Although funda-
mental to model design, this process does come with limitations. A data exchange
process is only as reliable as the information that is entered in the system. Challenges
due to the inaccuracy of demographic data (including contact information for members),



11 Models of Care Delivery and Coordination... 157

paucity of “real time” data, and accessibility to medical records/clinical markers
continue to be areas for improvement.

Favorable preliminary outcomes continue to support our previous findings.
Outcomes of the program under scrutiny include comparison of total costs by
patient (baseline to actual), ER diversions, hospitalization, and patient/caregiver
satisfaction. Preliminary indications showed a decrease in total costs attributed to
both ER and hospitalization avoidance. Initial patient/caregiver satisfaction scores
are also high with the program. Finally, initial indications also show a significant
increase in Family Evaluation of Hospice Care scores, an NQF—endorsed measure
of patient/family experience with hospice, for patients transitioned to hospice from
At Home Support™ versus those that enroll in hospice directly.

Input from ACO leader, Dr. Gregory Berger, Executive Medical Director
of the Michigan Pioneer ACO

The goals of the Michigan Pioneer ACO include 33 quality metrics that comprise an
eight item CAHPS survey for member satisfaction and 25 quality measures. Specific
to the collaborative, there are five key quality indicators: emergency room utiliza-
tion, hospital readmissions, hospital days, physician visits within 7 days post dis-
charge, and a Caregiver Satisfaction Survey.

The leadership of the DMC Michigan Pioneer ACO recognized that 80 % of
Medicare expense occurs in the last 2 years of life and that innovative approaches
are needed to address an aging baby boomer population. An important goal for the
ACO is to provide effective solutions by integrating models that focus on relief of
symptoms and improving quality of life for patients and families and interventions
to address advance care planning on all levels. Some of the unique benefits of the
Personalized Home Care Program (the private label branding the DMC Pioneer
chose to use instead of At Home Support™) are that members have a choice and
options. Barriers to needed services such as the hospice requirement for physician
certification and prognosticating time until death have been eliminated.

Integrating an innovative model such as Personalized Home Care Program within
an ACO does come with challenges. Creating awareness among providers, the need
for data sharing among differing electronic systems as well as developing network
relationship within the hospital systems, emergency room, skilled nursing facilities
and palliative care initiatives are a few examples. Some of the efforts to address
these challenges include creating effective tools from both the clinical and cost per-
spectives for providing the “right care at the right time.” One of the key elements for
success has been creating a collaborative team approach by holding regular meet-
ings of providers across all settings and organizations to develop strategies specific
to the population being served and institutions involved. Dr. Berger says that real
change will come by “changing physician and provider behavior.” We recognize
that this is pioneer work at this time and the care models for the future are being
developed and tested. Dr. Berger believes that other institutions working within the
ACO continue to be creative and hopeful in an era of change.
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Partners Health System (PHS), encompassing Brigham and Women’s Hospital
(BWH), Massachusetts General Hospital (MGH), and affiliated community hospi-
tals, has had a Palliative Care Committee providing system-wide leadership and
serving as a system-integrating focus, for more than 12 years. Our academic health
centers and BWH-affiliated Dana-Farber Cancer Institute (DFCI) have had pallia-
tive care services since 1996 (MGH) and 2001 (BWH/DFCI); our community-based
hospitals (North Shore Medical Center, Newton Wellesley Hospital, Brigham and
Women’s Faulkner Hospital), have subsequently developed palliative care pro-
grams. In efforts to develop a complete system of palliative care, in 2006, PHS
bought a local hospice, and subsequently transferred its ownership to Hospice of the
North Shore and Greater Boston, which is now the preferred provider organization
for PHS. Rehabilitation and long-term and home care services are integrated into
the care system. DFCI, in collaboration with Boston Children’s Hospital, has a large
pediatric palliative care program, and MGH a smaller one. MGH and DFCI/BWH
have a joint fellowship training program; additional educational activities are
supported through the Harvard Medical School (HMS) Center for Palliative Care.
PHS palliative care efforts have focused on a number of key initiatives:

* Creating a system of palliative care that allows us to provide integrated, coordi-
nated care across the continuum, meeting patients’ needs in all settings of care,
from hospital, to clinic, to rehabilitation, home care, and hospice settings.

* Developing uniform standards for palliative care across the system (e.g., all PHS
hospitals must have an inpatient palliative care program).

* Learning from and disseminating best practices.

» System-wide initiatives such as the development of a major EMR enhancement
to provide a “single source of truth” about advance care planning throughout our
system, developing a PHS-wide survey of family perceptions of quality of care
of all patients dying in our system, triggers for palliative care consultation, and
outpatient palliative care models.

» Pay for Performance initiatives to expand palliative care access, advance care
planning, and Medical Orders for Life-Sustaining Treatment (MOLST)
implementation.

* A system-spanning End-of-Life Care Value Dashboard, providing a snapshot of
institutional performance on key palliative care quality indicators.

* Financial support for faculty development through the Harvard Medical School Center
for Palliative Care Program in Palliative Care Education and Practice and other efforts.

These initiatives, many of which began before Accountable Care arose on the
horizon, have provided us with a robust platform that has accelerated and supported
our response to the ACO environment.

PHS leadership, including that of the hospitals, has long had a commitment to
palliative care “because it is the right thing to do.” In preparation for the new ACO
environment, leaders recognized the contribution palliative care can make to healthcare
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“value,” especially in the care of our sickest (and most expensive) patients, and
invested in enhancing and enlarging our hospital-based programs and provided new
resources to expand the reach of palliative care within the hospital, and, most impor-
tantly, in the outpatient setting. One of the turning points in our palliative care efforts,
a PHS-sponsored leadership retreat, took place 2 years before we became an ACO. At
the retreat, a family member of a patient who died was interviewed and her story,
illustrating major opportunities for improvement in our system, catalyzed hospital-
and system-wide momentum for improvement.

Partners became a Pioneer ACO in 2011, leading to even more emphasis on “sys-
tem-ness” and the role of palliative care in improving the care of our sickest patients.
System leadership has articulated that the goal of healthcare reform initiatives, such
as the ACO, is to improve quality and reduce costs, thus enhancing value [2]. The
focus on palliative care integration has centered on improving quality by matching
the care provided to the patient with the patient’s individual goals and values.
Although this approach has been shown to be cost-effective, system leaders empha-
size that cost should not be the driver of palliative care integration, as that approach
has the potential to erode patients’, families’, and referring clinicians’ trust in our
system. Measuring outcomes that are important to patients and working consistently
to improve them is a pathway to creating and enhancing the value of care.

The palliative care growth strategy at PHS has recognized that, because of the
workforce shortage in palliative care and the large volume of patients who could
benefit from palliative care services, we must work to improve generalist palliative care
delivered by clinicians in other fields. By investing in the training of non-palliative
care clinicians, the standard of practice across the system is elevated. For example,
by developing a Serious Illness Communication Checklist, with clinician training,
triggers, and a structured format for goals of care discussions and documentation,
effective communication practices developed in palliative care can be disseminated
to other clinicians. Our work on triggers for palliative care consultation grew out of
a recognition that palliative care could add value to many patients who are not cur-
rently being seen. Measurement is also playing a key role in driving change in our
system. Recognizing that we do not have a system to learn about the experiences of
patients who are dying in our system and their families, we developed and are
implementing a survey of all family members about their perceptions of the care
received by loved ones at the end of life to help us identify both best practices and
opportunities for improvement. Our end-of-life care dashboard will allow us to con-
tinue to track key outcomes in these domains and to measure our progress. Future
initiatives include integrating palliative care into our medical homes, developing an
outpatient palliative care case management program for complex patients with
advanced illness to help patients remain at home, and improving our hospice care.

We are fortunate to be able to leverage the HMS Center for Palliative Care to
support educational initiatives across the system, including faculty development,
which has contributed to training many of the palliative care leaders in our system
and the PHS-wide palliative care community. The PHS Palliative Care Committee
reports to the Chief Quality and Safety Officer at PHS, providing a strong linkage
with other clinical programs focused on quality and safety.
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We have confronted remarkably few barriers in the integration of palliative care
into our ACO. One of the most significant continues to be the paucity of well-trained
palliative care clinicians, which limits our capacity to expand. Other issues include:
developing consistent and efficient measurement approaches across the system, infor-
mation technology to provide timely support for new initiatives, and addressing the
complexities of culture change in our high-tech hospital environments.

UnityPoint Health

Palliative Care as a Key Strategy in an Accountable Care
Organization (ACO) Model

The System

UnityPoint Health (formerly Iowa Health System) is one of the nation’s largest
integrated health systems. Through affiliations with 27 hospitals in metropolitan
and rural communities, more than 280 physician clinics, and the full array of home
health services, UnityPoint serves communities across lowa and Illinois and is dedi-
cated to providing innovative care that achieves its vision of Best Outcome for
Every Patient Every Time.

Integrating Palliative Care

Since 2005, UnityPoint Health and UnityPoint at Home (formerly Iowa Health
Home Care) have been investing in palliative care services. Initially, work began
in two of the system’s nine geographic regions, Cedar Rapids and Des Moines.
By 2009, both regions had attended the Center to Advance Palliative Care Leadership
Centers and had expanded their programs to include the acute setting and the
patient’s home.

As the health system began developing initiatives in response to healthcare reform
focused on achieving the objectives of the Triple Aim (better care for individuals, bet-
ter health for populations, better value for all), it identified palliative care as a key
strategy for the seriously ill population based on the outcomes its regional palliative
care programs had already achieved: decreased utilization of acute services, improved
symptom management, and better patient/family satisfaction.

This led to the creation of a charter to advance system-wide integration of palliative
care in 2010. The original charter included two key components: (1) identify physi-
cians in each region to achieve board certification in palliative medicine by October
2012 and (2) create palliative care metrics to identify and disseminate best practices
and support program improvement/development. The health system assigned execu-
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tive sponsors and provided an IT analyst, clinical innovations advisor, and project
manager. This team created a system-wide model for palliative care.

Pioneer ACO

In December of 2011, UnityPoint Health—Fort Dodge and UnityPoint Clinic were
selected to participate in the Pioneer ACO model. Two other entities—the Berryhill
Center for Mental Health and UnityPoint at Home—helped form what is considered
to be the “anchor” for the ACO. UnityPoint Health now has four additional regions
participating in a Medicare Shared Saving Program in addition to an accountable
care contract with a private insurance provider.

Development of a system-wide palliative care program continued to evolve during
this time to ensure our ability to respond to the needs of the seriously ill patient
population. All regions came together to share the current state of palliative care and
create a common vision for the future. Participation included all members of the
interdisciplinary team, including physicians, nurse practitioners, registered nurses,
social workers, chaplains, and administration.

Strategic analysis of the strengths, weakness, opportunities, and threats for palliative
care, both regionally and system-wide, led to identification of common themes and
specific areas for opportunity. This process set the stage for cross-region collaboration
and mutual accountability. The group developed a standardized definition of palliative
care, program standards (which included the adoption of the Clinical Practice
Guidelines for Quality Palliative Care, second Edition), and a set of metrics. Data col-
lection, storage, and analysis were standardized and centralized at the system level so
that all regions were collecting and reporting data consistently. Committees were cre-
ated to lead and support specific initiatives and to ensure sustainability. The Palliative
Care Provider Steering Committee meets quarterly; the Palliative Care Affinity Group,
made up of clinical administrators, meets monthly; and the Metric Committee meets
weekly. Some key individuals participate in all groups to assist with transfer of infor-
mation and standardization. The Clinical Innovations Advisor, Project Manager, and IT
Analyst participate in all work groups. By 2012, seven regions had successfully imple-
mented Palliative Care programs. Palliative Care programs vary across regions and
may encompass one or several sites of care, including hospital inpatient consult ser-
vices, outpatient clinic, home-based, and/or nursing home services (Fig. 11.2).

Challenges and Outcomes
Physician Certification and Workforce Shortages
Palliative care program development was one of many system-wide innovation

projects occurring at this time and was competing for the time and attention of our
providers against other equally important initiatives. For this reason, only half of the
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physicians identified to pursue palliative care board certification actually were certified.
Nurse practitioners are recognized as a valued provider on the palliative care team,
and UnityPoint Health continues to actively recruit more for the program. Currently
17 of our 30 providers (physicians and nurse practitioners) are palliative care board
certified. UnityPoint is working with its palliative care providers to create a produc-
tivity model in order to identify the point in time when volume has grown suffi-
ciently to justify recruitment of additional providers.

Metric Participation

Building relationships across regions was a critical first step before data could be
shared and analyzed collectively. The palliative care committees and groups pro-
mote transparency and trust. All regions participate in the Metrics Committee and
network to replicate best practices identified through the quarterly Palliative Care
Metric Report.

Metric Evolution
All regions participate in identifying metrics and creating standard definitions and

specifications (e.g., data source, inclusions, exclusions, etc.). The IT analyst owns
the metric report, definitions, processes (e.g., data collection and entry), and
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Table 11.2 Palliative care metric table of contents

Sites of service

Inpatient: Acute & Emergency Department
Outpatient: Community (home, assisted living, and long-term care) & Clinic
1. Operational
(a) Number of consults (Inpatient & Clinic)
(b) Number of admissions (Community)
(c) Rate of consults per hospital admissions (Acute)
(d) Length of stay for admissions pre & post consults—average and median (Acute,
Community, and Hospice)
(e) Rate of provider visits per consults (Acute and Community)
(f) Reasons for discharge (Inpatient and Community)
(g) Readmissions to acute care (Outpatient)
2. Financial
(a) Cost savings on impact days (Acute)
(b) Medical group charges and revenue (Inpatient and Outpatient)
3. Clinical
(a) Pain scores (Inpatient and Outpatient)
(b) Dyspnea scores (Inpatient and Outpatient)
(c) Advanced Care Planning (Inpatient and Outpatient)
4. Patient satisfaction/experience
(a) Press Ganey (Acute and Clinic)
(b) SHP (Strategic Healthcare Programs)

database to ensure that all get updated as metrics are refined. UnityPoint Health has
over 2 years’ worth of data on operational, financial, and clinical metrics. We are
utilizing existing customer satisfaction surveys (Press Ganey and SHP) to flag
patients that have received palliative care for the satisfaction metric. As we are just
now implementing a standardized electronic health record across the hospital care
settings, we are still manually collecting and entering inpatient data; however, in the
community site of service, we are able to pull data directly from the electronic
record (McKesson). We plan to map data elements in Epic by end of 2014 to elimi-
nate manual entry (Table 11.2).

Program Development

Metrics have positively influenced palliative care program development. Regions
with the best outcomes had implemented a dyad leadership model including both a
physician and nonphysician administrator and had integrated inpatient and outpatient
palliative care across all sites of service. This successful model was then recom-
mended for all regions. High performers on Consultation Rate metric in the acute
setting utilized palliative care physicians, leading to a system-wide recommendation
for palliative care physician staffing in all in-patient facilities. Poor results in the
community setting on Advanced Care Planning metric led to expanding clinician
support in the EHR through creation of an advanced directive dictionary in the
electronic record software. All sites of service report 40-50% reductions in pain and
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dyspnea scores, supporting the added value of palliative care consultation to our
primary care and specialty providers. As our programs expand into the emergency
room, clinic, and pediatric settings, we are simultaneously expanding our metrics.
We plan to use the same metric definitions as much as possible across all sites of
service (Fig. 11.3).

Financial Constraints

The financial metrics (billable revenue, cost savings, and cost avoidance) have helped
regions identify the value of investing in team members who can bill under Medicare
and other payors: physicians, nurse practitioners, and licensed social workers. Rising
income, in turn, has helped regional and system CEOs and CFOs appreciate the return
on investment and recognize the need for program growth as additional referral oppor-
tunities are identified through analysis of claims data and through embedding palliative
care triggers within the electronic health record (Table 11.3).

Lessons Learned

Investment in data-driven decision making to identify and replicate best practices
promoted transparency and enhanced trust allowed us to overcome initial barriers to
system-wide collaboration.

System-wide support for resources (IT analyst, project manager, clinical innovation
advisor) needed to launch standardized metric development escalated palliative care
program growth and unification.

All sites of service share in program investment. We were able to unify our pro-
grams in each region based on data; however, sharing staff and program costs
between hospitals and home care settings represented a new way of thinking for
each region. As Phyllis Stadtlander, president and CEO of UnityPoint at Home, puts
it, “The Palliative Care program is owned by the patient and family, rather than
owned by a hospital or the home care team.”

Collaboration breeds success. Thanks to the foundation created by scheduling col-
laborations through the Steering Committee, Affinity Group, and Metric Evolution
Committee, regions work together on a regular basis to discuss best practices and
overcome barriers. Regions routinely host site visits with other regions across the
system and share expertise to provide education within their region. PC Metrics
include discharge disposition, so we can track patients referred to home health care,
hospice, etc. Hospice tracks and compares the average length of stay and median
length of stay of hospice patients referred from palliative care to its total patient popu-
lation. This identifies opportunities to get patients to the right service at the right time
and place. We are also collaborating with other ACO clinical programs, services, and
innovations to ensure smooth transitions for the seriously ill patient population.

Engage stakeholders on an ongoing basis. Our executive sponsors continue to
support palliative care by keeping it in the forefront of system level initiatives and
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Fig. 11.3 Examples of palliative care metrics. Each letter represents palliative care programs per
region within UnityPoint Health. IHS represents the system average. Data are reported quarterly
but report always represents a rolling 12 months. Old reports are archived so they can be accessed
as needed. Acute is the hospital inpatient setting and community is home and nursing home setting.
Clinical metrics reflect pain scores on initial consult and then 2472 h post-initial consult
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Table 11.3 Return on investment report

Return on investment in palliative care

Cost savings on

2012 Revenue impact days Cost avoidance Total Operational cost ROI

A $106,980 $981,564 $238,954 $1,327,498 $839,920 $487,578
B $145,687 $1,481,259 $1,328,256 $2,955,202 $811,759 $2,143,443
C

D $61,746  $233,372 $297,711 $592,829 $314,002 $278,827
E? $57,322  $678,015 $192,634 $927,971 $175,240 $752,731
F $19.981 NA $242,813 $262,794 $101,185 $161,609
G* $750 NA $127,555 $128,305 $11,871 $116,434
H $670 $130,075 $458,817 $589,562 $223,255 $366,307
Total $393,136 $3,504,285 $2,886,740 $6,784,161 $2,477,232 $4,306,929

Each letter represents a palliative care program within UnityPoint Health Revenue based on actual
reimbursement received
Indicates program with one site of service

dashboards. Metric reports are sent to leaders at the system, regional, and program
level on a quarterly basis. We provide system and regional presentations to keep
leadership and other clinicians apprised of our outcomes and value. When the IT
analyst, project manager, and clinical advisor see outliers within our PC Metric and/or
Cost Reports, we work with that program to ensure data integrity (quality assurance)
and identify performance improvement opportunities.

Accountability and transparency are essential to sustainability. As we operate in
a time between two methods of reimbursement—today’s fee-for-service environ-
ment versus the future’s focus on achieving the Triple Aim—we need to effectively
function in both worlds. We have recently enhanced our cost avoidance by compar-
ing our palliative care population to itself as a historical control. We have looked at
the utilization patterns of this group 90 and 180 days pre- and post-initial palliative
care consultation, regardless of where the initial consult occurred. The group was
broken down into 12 separate populations based upon the month of the initial pallia-
tive care consult. We can analyze this data by payer, diagnosis, program, deaths, and
demonstrate a significant decrease in utilization (emergency room and hospital)
post-palliative care consult. Coupled with our positive clinical outcomes, these data
support the value of palliative care (Fig. 11.4).

Input from System and Regional Leaders

Bill Leaver

President and Chief Executive Officer, UnityPoint Health
“UnityPoint Health has a fundamental commitment to coordinated care. We consider
the patient first as a person and aim to provide the care and support necessary to
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Fig. 11.4 Cost Report graphs: Vertical axes represent episodes of ED visits and hospitalizations.
Horizontal axes represent months with negative numbers as pre-consult and positive numbers as
post-consult. The line between —1 and 1 marks the initial consult. (a) 12 separate and distinct
patient populations are represented. (b) Total population. Note: patients discharged due to death
are not included

achieve each patient’s unique goals and optimize their wellness. This core principle
enables our innovative palliative care to surround the patient with a team of profes-
sionals who are truly led by a physician. By integrating acute, community, and clinic
palliative care into a single, system-wide clinical program, we improve outcomes and
the patient experience.”

Kevin Vermeer

Executive Vice President/Chief Strategy Officer and ACO Chief Executive Officer,
UnityPoint Health

“Through the collection and analysis of data, UnityPoint Health demonstrates
how palliative care drives high quality patient outcomes while reducing the overall
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cost of care. We must identify and deploy care strategies capable of achieving the
Triple Aim. Our ability to develop metrics specific to palliative care gives us important
tools to develop an integrated, standardized clinical program across our entire region.
Because we are becoming a true ‘point of unity’ with our data, we can generate the
types of results that are in demand—both by the patients and payers.”

Dr. Alan Kaplan

President and Chief Executive Officer, UnityPoint Clinic
Senior Vice President and Chief Clinical Officer, UnityPoint Health

“As providers nationwide begin to develop clinical strategies specifically for popu-
lation health management, programs like palliative care will elevate in status.
At UnityPoint Health, provider engagement both at the physician and advance practice
clinician levels has made a tremendous difference in our ability to integrate palliative
care across all sites of service, from the hospital to clinics and in the patient’s home and
community. It has been an amazing team effort and the results are outstanding.”

Dr. Monique Reese

Vice President and Chief Clinical Officer, UnityPoint at Home

“We are committed to providing patient-centered, high quality, cost-efficient
care to improve the quality of life of the patients and families we serve. UnityPoint
Health Palliative Care teams have been successful in delivering our vision of Best
Outcome for Every Patient Every Time.”

The OSF (Order of St. Francis) Healthcare Experience

The System

OSF Health Care is an integrated healthcare delivery system, with clinical facilities
that include eight acute care hospitals, a multi-specialty physician medical group,
Home Care and Hospice, and a Nursing Home. There are over 14,000 employees,
including over 600 employed physicians. For several years, OSF has been actively
working to streamline care and integrate programs, with the intention of both
improving care and preparing for new models of healthcare delivery.

Supportive (or palliative) Care issues became high priority for senior leaders’ due
in part to concerns raised by front-line staff relating to moral distress and ethical ques-
tions, as well the desire to improve care quality and efficiency for the highest risk
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OSF SUPPORTIVE
CARE MODEL BOSE

OSF will serve all persons facing chronic and/or terminal illness with the greatest dignity and respect by
SUPPORTIVE providing supportive care services in a coordinated, timely and compassionate manner in a community of
CARE VISION caregivers committed to quality, safety and the value of life based on our catholic tradition and ethics.

The OSF HealthCare System Model for Supportive Care will address care for those with chronice progressive
SUPPORTIVE and/or terminal illnesses. This care will be focused on, but not limited to, three disease trajectories of:

CARE MODEL *Cancer *Organ Failure *Frailty/Dementia

1. Patients will never be overwhelmed by symptoms.
OUR 2. Patient care will be continuous, comprehensive and coordinated.
GOALS 3. Patients will be provided with whatever information necessary to help them understand their condition
and have the opportunity to discuss their condition with family members and care providers.
4. Patients’ decisions are important and will be sought out, respected and whenever possible, followed.

OUR “As Catholic health care, we are a ministry continuing Jesus’ mission of love and healing today...our
ministry is rooted in our belief that every person is a treasure, every life a sacred gift, every human being a
IDENTITY unity of body, mind and spirit”.

* Advance Care Planning and Tests of Change.
[S1=Yolc -T\YIMll ° /npatient Palliative Care Programs at all OSF hospitals.
COMPONENTS * Supportive Care Pilot will help patients with chronic progressive illnesses navigate through our
healthcare system.
* Focusing efforts on the Supportive Care competence of our care providers. Introducing a Supportive
Care culture change environment for OSF providers.

MMARY We recognize that this model calls for a culture change within OSF HealthCare to meet the needs of these patients.
Sul As our culture changes the Model of Supportive Care will continue to evolve and mature over time.

Fig. 11.5 OSF supportive care model

ACO patients. Supportive Care, a system-wide initiative (Fig. 11.5), was charged with
developing inpatient palliative care services and a system-wide model of advance care
planning. Senior level administrators from across the system sit on a Governance
Council, which provides direction to a system-wide Operations Council with repre-
sentation from all facilities. Regional Committees serve to remove barriers and moni-
tor quality measures, and a Division of Supportive Care at the Corporate Office
oversees these activities for palliative care. Hospice services are programmatically
integrated. OSF is beginning to expand palliative care to the outpatient environment.
Outpatient palliative care services are currently focused on Home Health patients with
palliative needs. This model is expanding to include homebound patients who are not
currently receiving Home Health services. Going forward, we aim to reach patients in
other settings, who are at high risk of hospitalization, including the heart failure clinic
and cancer center, and focus on facilitating advance care planning.

Pioneer ACO

OSF is a Pioneer ACO, beginning in 2011. From the outset, the Supportive Care
Division was heavily involved with planning the Pioneer ACO application. The
ACO team, comprised of senior leaders from across the system, recognized that
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management of persons with complex and serious illness would be important. Our
medical group developed a Primary Care Medical Home model, including Care
Managers who help to manage the care of complex patients. Eligible patients
were identified both through direct referrals from physicians and staff for those
patients felt to be at high risk due to chronic or complex needs, and by use of risk
stratification data derived from CMS claims data. We are planning a Pilot project
to improve patient risk stratification, navigation, and coordination of care, aligned
with the work of Accountable Care and the Medical Home. The challenge for
OSF is how to afford the models of care necessary for the future while living in a
hybrid state where the great majority of reimbursement is still based on fee for
service payment for volume of procedures instead of pay for performance or
outcome.

Care Managers

Care Managers contact identified high-risk patients directly and define gaps in care,
such as medication reconciliation and compliance, costs, transportation, keeping,
appointments, diet, and others. Care Managers assume overall care plan coordina-
tion and oversight, and assess for the presence of palliative needs, including conduct
of goal setting and advance care planning, with a goal that 100 % of Care Managed
patients have a documented discussion and advance directive.

Advance Care Planning

Our advance care planning model, OSF Care Decisions, focuses on high risk
patients within the ACO population, but any patient can have a Care Decisions
discussion. During a Care Decisions discussion, a trained facilitator meets with a
patient and her family, discusses their values and goals, and then relates those to
potential future medical decisions. The outcome of that discussion is an advance
directive, preferably a Power of Attorney for Healthcare, as well as a documented
record of the discussion to serve as a reference in the future.

Prior to training, the facilitators, primarily nurses and social workers, but also a
few chaplains, are identified in the Medical Group offices, Home Care services, and
Hospital departments. When identified, their managers are asked to verify that they
will include this advance care planning duty as part of their routine work, and be
given time and resources to do it. Facilitator training includes a full day session of
didactic and interactive sessions, followed by role-playing skills validation. Audits
are done to ensure quality, and yearly refreshers/updates are held.
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Fig. 11.6 Transitions of care navigator section regarding palliative care. (a) Screening items for
every patient admitted. (b) Additional items completed if screen is positive

Transition Management

Like other systems, OSF has long suffered from fragmentation of facilities and
services, and beginning the process of integration is no small challenge. Care
Transitions Projects currently focus on discharge from the acute care setting to the
post-acute setting, whether that be home with or without home care services, or to a
skilled nursing facility. The Transitions of Care projects include modified tools
(Fig. 11.6) to assess risk for hospital readmission (including unmet palliative needs),
robust medication reconciliation, staff-to-patient callbacks, standardized discharge
processes/instructions/forms, and provider handoffs.
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Skilled Nursing Facility (SNF) transitional care model, for patients going home
from the SNF, is in the planning stage and will include a dedicated physician leader
and several APNs Advance Practice Nurses (APNs), who will actively manage SNF
patients, and coordinate their transitions to the next phase of care. The goal of this
service is to bridge the gaps in information between SNFs and other settings, reduce
burdensome transitions, and improve quality by matching care plans to person and
family determined goals of care.

Home Palliative Care

Patients who have been seen by palliative care teams in the hospitals have home-
based palliative care needs that extend beyond their inpatient stays. One of our
regions has begun utilizing an Advance Practice Nurse with special interest and
training in palliative care to augment the usual Certified Home Health Agency home
care services. This has been well received, though the demand is quickly outpacing
capacity. Home palliative care is limited to existing home care patients with chronic
progressive diseases, who are likely to someday need hospice services. A better
staffed home visiting physician/APN service is under development to provide home
follow-up for inpatient palliative care patients who are not eligible for hospice, as
well as for other high risk ACO patients referred from both ambulatory and in-
patient settings.

Clinician Training in Palliative Care

The Supportive Care Division is prioritizing education of primary clinicians in
primary palliative care as part of its 5-year strategic plan. The SNF and Medical
Home clinicians will be the primary audience for training in primary palliative care
skills. Generalist palliative care training is necessary because need for these ser-
vices outstrips specialty palliative care staff capacity.

Perspective of ACO Leadership

Our ACO team identified four major themes for system-wide accountable care in
OSF: patient engagement, care management, care of SNF patients, and Advance
Care Planning. Surprisingly, overall costs for patients who died rose significantly in
the first half of 2012. It is unclear why the costs for this group increased over the
year, but it has raised the interest of ACO leadership in assuring timely access to
quality palliative care. Palliative care improves quality measures (Symptoms, occur-
rence of advance care planning, readmissions, hospital mortality) and is seen as a
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tool to help bend the cost curve, critical to the success of an ACO. We have shown
a significant improvement in the number of ICU patients who have their Code Status
identified and symptom scores show a steady improvement for palliative care
patients. Average daily costs in the hospital are significantly lower after a palliative
care consult than before.

The challenges we currently face include continued staff fatigue with the
relentless pace of change and resource limitations. Leadership is necessary to
change the fee for service culture of care. Resources will continue to be scarce and
emphasizing advance care planning and primary palliative education is paramount.
Palliative Care is a strategic measure on the system-wide executive scorecard (metrics
linked to payment for executives), keeping it at the forefront of the executives’
thinking. The current scorecard includes a measure of the number of designated
high risk ACO patients who have a full OSF Care Decisions advance care planning
session completed, and a measure of the percentage of inpatient palliative care
consults that receive the full complement of palliative services, including physician
or mid-level provider, social services, and pastoral care.

Box 11.1
Motivators for ACO-palliative care integration

* Reducing hospitalization rate

* Reducing emergency department visits

* Reducing in-hospital mortality

* Reducing 30-day readmissions

* Increasing patient satisfaction

* Desire to address caregiver burden

» Desire to fill the care gap for patients ineligible for hospice
* Institutional mission focus & alignment

* Population health management

Key misconceptions

» Specialized services are not needed

* Clinicians already provide comprehensive care to this population

* Advance Directives alone are adequate

 Palliative care only appropriate for those at “end of life”

* Claims/utilization data adequate to identify high risk target population

Challenges
* Primary Care Providers may be initially reluctant to share care of their

patients with others

(continued)
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(continued)

Patient contact (e.g., phone numbers) data can be missing or poor

Poor quality of clinical data inputs for predictive modeling

Lack of real-time claims/utilization data for predictive modeling
Avoiding duplication of services: coordinating with existing home care
and other services

Overstretched Resources/Program Investment

Utilization metrics/CEO dashboard

Number of Hospital Admissions per patient, proportion with >1 admission
Hospital and Intensive Care Unit Lengths of stay

Number of ED Visits per patient

Hospital Direct Costs

30-day readmission

Hospital days in last 6 months of life

Proportion having surgery in last 30 days of life

Proportion having chemotherapy in last 14 days of life

In-Hospital Death (number and proportion)

Penetration of palliative care services to at risk/eligible population
Home Health Care Referral

Hospice Referral & mean Hospice Length of Stay

Cost saving estimates (through reduced ER/hospital utilization)
Attrition due to Drop Out or Change in Managed Care Plan Coverage

Clinical metrics

Pain score documented, proportion with severe pain >2 consecutive
assessments

Dyspnea

Patient satisfaction

Caregiver satisfaction

Rate of advance care planning in high risk patients (healthcare proxy, med-
ical/physician orders for life sustaining treatments, DNR/DNI orders)
Proportion of care concordant with patient/family preferences
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Table 11.4 Models and characteristics of palliative care integration within ACOs
Michigan Order of St. UnityPoint Health
Pioneer ACO & Francis (OSF)  (one Pioneer ACO)
Hospice of Partners Health  Health Care & four regions in
Michigan System Pioneer ACO  MSSP/PI ACO
Service characteristics:
Telesupport Yes Yes Pending Yes
24/7/365
Coaches in Yes No No Yes
hospitals & ER
Transitional Care  Yes Yes Yes Yes
Planning
Healthcare Yes Yes Yes Yes
Navigation
Facilitated Yes Yes Yes Yes
Advance Care
Planning
Home visits Yes Yes Yes Yes
Family Yes Yes Yes Yes
Assessment &
Support
Social Needs Yes Yes No Yes
Assessment &
Support (e.g.,
poverty,
substance abuse,
neglect)
Setting of services
Home Yes Yes Yes Yes
Outpatient Clinic  No Yes Pending Yes*(not all yet)
Long-Term Care  Yes Yes Yes Yes
Inpatient Yes Yes Yes Yes
Model of care
Consultative Yes Yes Yes Yes
Co-management  Yes Yes Yes Yes
Care Coordination Yes Yes Yes Yes
Blended model Yes Yes Yes Yes
Team composition®
MDs/DOs 1 FTE 28 (approx) 1.5 FTEs (Pioneer/MSSP)
NPs/PAs 1 FTE 19 2.0 FTEs MD: 1/PT
RNs 13 FTEs 4 1.0 FTEs NP: 1/1
SWs 4 FTEs 7 0 RN: 1/1
Aides 13 FTEs 0 0 SW:PT/PT-1
Volunteers 14 part-time ? 0 Aides: 0
Chaplains 0.1 FTE 3 0 Volunteers: PRN

(continued)
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Table 11.4 (continued)

Michigan Order of St. UnityPoint Health
Pioneer ACO & Francis (OSF)  (one Pioneer ACO)
Hospice of Partners Health  Health Care & four regions in
Michigan System Pioneer ACO  MSSP/PI ACO
Other 2 Enrollment 2.0 Support Chaplain: PRN
specialists FTEs at
system
level; 300+
ACP
Facilitators
(integrated
in to usual
duties)
Clinical Pharm:
PRN
Community SW ELNEC High Quality ~ Supporting
Partnerships & coordination training; SNF’s with community-wide
Coordination with collaboration specific IPOST
community with mental agreements implementation;
partners health ACP education Parish nurses;
providers with other ELNEC training
systems in for NH partners;
communities collaboration
we serve with mental
Parish Nursing health & public
health

“Not including hospital-based services
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Chapter 12

Implementing a Care Planning System:
How to Fix the Most Pervasive Errors
in Health Care

Bernard J. Hammes, Linda A. Briggs, William Silvester, Kent S. Wilson,
Sue Schettle, John R. Maycroft, Julie Sandoval, Ann E. Orders,
and Melissa Stern

Introduction

In the course of a single lifetime, medical science has made unprecedented strides in
managing serious illness. But as good as the US healthcare system is, in 2000, the
Institute of Medicine estimated that as many as 268 patients died needlessly each day
due to preventable hospital errors [1]. Progress has been made to address most errors.
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For example, the use of bar codes in hospitals reduces medication errors [2—4].
Surgical treatment to the wrong body part and hospital-acquired pneumonia rates
have declined, thanks to work redesign and procedural checklists [5].

That said, a significant medical “error” remains in shadow. Today’s medical
complexity often leads to fragmentation and depersonalization of care, with the
focus of such care often on the science of treating a disease or injury, rather than on
a thorough understanding of the individual who is sick [6]. When people are healthy,
fragmentation of care is not a major problem because receiving care episodically
actually fits our needs. But when patients develop serious, progressive illnesses,
they need more personalized, coordinated care over months and years. It is at this
point that our current healthcare arrangements can truly fail patients. We know from
research and personal experience that many of the sickest patients suffer needlessly
because they receive treatments that offer little benefit but great burden—treatments
not aligned with patients’ values and goals [7]. To withhold a desired treatment, or
to start a treatment that is inconsistent with a patient’s goals, values, and beliefs, is
perhaps the most serious error a healthcare provider can make.

Just as other types of medical errors can be prevented by redesigning systems, so,
too, can these errors. Previous efforts to correct these errors have failed. For exam-
ple, we have learned that merely having patients sign advance directives (ADs),
such as living wills or powers of attorney for health care, does not improve the care
we provide [8]. Some writers have declared not only that ADs do not work [9], but
that they cannot work [10]. Legislation, regulation, and court decisions have clari-
fied the right of adults to refuse medical care, but they have not structured a health-
care system where patients with serious illnesses have a voice in their care that is
routinely sought, heard, and followed [11].

Redesigning the Health System

The healthcare system must be redesigned to ensure that patients have their values
and preferences clearly expressed, documented, and honored by incorporating them
into healthcare decisions. Even the most ardent critics of statutory living wills real-
ize that such a system is needed to achieve success [9].

Redesign will require clear and specific design principles:

1. Care planning must be built into routine patient care. Healthcare professionals
need to know how and when to initiate planning conversations. This planning
service must be organized and its members trained to act as a team. Strategies
must be developed to engage and motivate patients to participate. Prompts must
be developed to ensure that care planning discussions occur when needed, initi-
ating discussions at regular and critical points of care and revisiting them when-
ever major changes in a patient’s health occur.

2. The focus of care planning is on conversations, skillfully facilitated by trained
and competent healthcare professionals. The investment in skilled facilitation
results in an effective and unique type of planning. Such conversations engage
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patients by helping them understand their own preferences, values, and goals,
and by encouraging them to reflect on how future choices might be made in light
of these beliefs. Such unique planning discussions include the individuals who
are closest to the patient—whomever they consider “family.” Skillfully facili-
tated conversations shift the focus of planning away from the completion of a
legal document (although this might be one feature of planning).

. The outcome of these conversations needs to be a plan that reflects the patient’s

realized values and preferences and is clinically specific enough for the patient’s
health condition. The plan needs to be clear to the patient who is planning, to those
close to the patient, and to any health professional providing care. Importantly,
such plans must communicate the authentic goals of the person and specify when
certain outcomes would be considered too burdensome relative to the benefits.

. Plans must be available whenever and wherever the patient receives care, including

in nursing homes and the community. Immediate availability is less important
when patients are relatively healthy (we can assume they want all possible life-
prolonging efforts to be made in the early stages of an emergency) but is vital when
patients have advanced illness and are likely to be unable to speak for themselves.

. Plans must be interpreted with thoughtful professional judgment when serious

medical decisions are faced and the patient is incapable of communicating. Plans
must be revisited regularly to determine whether a change in either the assess-
ment of illness or the patient’s values necessitate a revision to the plan. By reflec-
tively using care plans, it is possible to integrate the advantages of both care
planning and just-in-time decision-making [12].

. The healthcare system must be able to deliver a range of services in multiple set-

tings, including one’s home or nursing home, that enable the patient’s care plan
to be honored. For example, if a long-term care facility resident wants some
interventions that may prolong life and improve comfort but does not want to
return to the emergency department or hospital, such a plan matters only if the
long-term facility can provide the desired care.

When these principles are implemented, the potential exists for important

improvements in the care of patients with serious illness:

Person- and Family-Centered and Determined Care: When a patient’s values,
beliefs, and preferences are reliably known, communicated, and honored, care
will be focused on treating the person rather than the disease.

Shared Decision-Making: When the process of planning is undertaken in the way
described, the goals and preferences of the patient, the perspectives of the family,
and the recommendations of the patient’s physicians can be carefully considered
in making plans for future care.

Reduced Fragmentation: When medical records and other communication pro-
cesses are designed to communicate care plans, care becomes more personalized
and coordinated in all settings at any time.

Concurrent Care: Management of disease and palliative services are no longer an
either/or choice; rather, patients can receive both desired palliative and disease-
specific care in the “dose” that fits their medical condition and informed
preferences.
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Evidence of Success in Redesigning the Healthcare Delivery
System: The Story of Respecting Choices®

Can these design principles be implemented? Clearly, the answer is “Yes.” Perhaps
the first, surprising realization is that these principles can be implemented in most
healthcare systems without significant regulatory or statutory changes.

Development and implementation of the six principles began in La Crosse,
Wisconsin in 1991, when its four major healthcare providers agreed to collabora-
tively create a new approach to advance care planning (ACP). A program, now called
Respecting Choices® (RC), was developed and implemented between 1991 and
1993. After the program had been fully implemented for 2 years, a study of 540 con-
secutive deaths of adult residents in all La Crosse County health organizations over
an 11-month period—the first La Crosse Advance Directive Study [13] (LADS I)—
found that:

¢ The prevalence of written ADs, mainly statutory powers of attorney for health
care, was 85 %.

e These plans were in the medical record where the patient received end-of-life
care 95 % of the time.

» Preferences to forgo treatment were consistent with treatments provided 98 % of
the time.

LADS I was replicated in 2007-2008 for the same population over a 7-month
period (LADS II) [14]. LADS II investigated 400 consecutive deaths in all health-
care organizations in La Crosse County and found:

* The prevalence of written ADs was 90 % (90 % of which were the La Crosse
Region Power of Attorney for Healthcare, available at http://www.gundluth.org/
upload/docs/Services/POAHC VersionAEES 1 .pdf).

* 99 % of the time the written AD was in the medical record where the patient
received end-of-life care.

* 99 % of the time preferences either to have or to forgo treatment were consistent
with treatment provided.

LADS II also determined that (1) 67 % of decedents also had a Physician Orders
for Life-Sustaining Treatment (POLST) form; (2) these forms were found at the
organization providing end-of-life care 98 % of the time; and (3) treatment provided
was consistent with these medical orders in all except two cases [15]. Of the 400
decedents, only 16 did not have some type of care plan (written AD or POLST), 8
of whom had been approached but declined to participate in planning.

These results demonstrate that care planning is now part of routine care, that
healthcare professionals are trained to facilitate high-quality discussions, that pro-
cedures for documentation, storage, and retrieval of plans make them accessible,
and that evidence exists that patients’ preferences are incorporated into decision-
making and medical orders. Additionally, this community effectively shifted its care
model so that patients could more reliably get the care they needed and wanted in
places other than the hospital or emergency department.
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To achieve this success, RC required the integration of four key and intercon-
nected elements [16]:

* Systems Redesign: To help busy professionals deliver the ACP service in a con-
sistent and reliable way, key systems were redesigned, including ACP work-
flows, team roles, and tools [16].

e Competency Training: Competency-based training was developed for health
professionals and others to facilitate planning discussions at three distinct stages
of planning (First Steps®, Next Steps, and Last Steps® ACP). The new role of
“ACP facilitator” was endorsed as a key member of the ACP team [17].

e Community Engagement: To deliver consistent messages to the community at
large, social marketing strategies are needed to engage individuals in the value of
ACP and incorporate it into the fabric of group and social norms.

* Quality Improvement: Continuous performance improvement is necessary to
achieve and sustain the quality of an ACP program, to achieve desired outcomes,
and to make critical changes efficiently.

To achieve truly person-centered care, each element is essential and designed to
work in tandem with the others. The program is most effective when all health organiza-
tions in a community or region work collaboratively to implement all four elements.

Scaling Respecting Choices to Help Reform
the US Health System

The successful redesign in La Crosse provides a possible model for creation of a
more person- and family-centered health system, but there are reasons to be skepti-
cal about expanded use of this approach. The La Crosse region has a modest popula-
tion (560,000) and is racially homogeneous, with 98 % being White. Health care is
delivered by two competing, integrated systems in which all of the practicing physi-
cians are employed by one system or the other. Not only is this delivery system not
typical, but the level of collaboration between La Crosse’s two competing health
systems is also unusual.

Although other locations could encounter barriers to ACP implementation
peculiar to their social, demographic, economic, and political circumstances, efforts
to spread the program have identified that the biggest barriers to successful replica-
tion of the RC model are:

1. Creating strong and sustained administrative and clinical leadership that support
this work.

2. Securing and sustaining the needed financial support.

3. Identifying and addressing community fears related to this newly designed sys-
tem to promote informed decision-making.

4. Developing a reliable road map so the redesign can be undertaken with predict-
able timeframes, costs, and outcomes so that leaders can invest in such changes
with confidence.
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Despite the differences between La Crosse and other places and these real barri-
ers, the RC approach to ACP has been transferred effectively to other countries,
metropolitan communities, statewide efforts, and large healthcare systems. Although
these places are very different from La Crosse, the key to success was addressing
the four barriers listed above.

Australia: Respecting Patient Choices® [18]

The first documented transfer of this model occurred in 2002 in the Austin Hospital in
Melbourne, Australia. This transfer began with an engagement of the RC team in La
Crosse and a careful attention to both the four essential elements and barriers. After a
successful demonstration in their own facility, these leaders obtained financial sup-
port (which has been sustained) from their state and federal departments of health to
license the RC program and to adopt it for dissemination in Australia. They rebranded
the program as “Respecting Patient Choices” (RPC) (www.RespectingPatientChoices.
org.au). They have successfully tested RPC in “aged care” (long-term care) facilities
[19] and proven the success of the model in a randomized, controlled clinical trial of
ACP in elderly people admitted to the hospital [20]. They now have the materials, the
resources, and the approach to disseminate across their country. In Australia there has
been a growing awareness of the need to discourage futile care [21] and the need for
quality ACP in aged care homes [22, 23]. RPC has been implemented in at least 30
major health services and hundreds of aged care facilities in Australia, and continues
to be adopted in new communities each year. Australia was successful at spreading
this program because they required any healthcare organization that wanted to imple-
ment RPC to use standardized ACP practices and materials, to train RPC consultants
(facilitators), and to monitor outcomes using well-established performance improve-
ment methods. They have also developed a training package [24] to teach doctors and
other health professionals how to discuss ACP.

Honoring Choices® Minnesota: The Twin Cities Medical Society
Initiative [25]

While documented successful transfers of RC in the United States occurred earlier
[26-28], the first implementation in a large metropolitan area began in 2008. The
Twin Cities Medical Society (TCMS), through its foundation, took the lead to
improve ACP outcomes in the metropolitan Twin Cities (St. Paul and Minneapolis)
and, eventually, statewide. TCMS contracted with RC for services to design an
effective rollout of the La Crosse model for the Twin Cities metro area. This rollout
used the four design elements to effectively address the four major barriers previ-
ously described.
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The project began by first engaging clinical leadership from the metro area to test
the support for such a project. High-level meetings with senior administrative health-
care leaders produced agreement that the seven major health systems would collabo-
rate on developing standardized First Steps ACP practices and materials using the
RC model, and would devote resources to the overall effort. With the strong commit-
ment of both clinical and administrative healthcare leaders, TCMS first undertook
the task of raising needed funds. Contributions were received from healthcare orga-
nizations and health insurance companies, as well as other businesses and private
foundations. With funding secured, TCMS and the faculty at RC engaged the major
health systems. During this period, TCMS created an overarching advisory commit-
tee that decided on a project name, “Honoring Choices Minnesota,” and helped
design a more readable, easier to use, standardized healthcare directive document
and patient education materials that are now available in five languages. The materi-
als are available at www.metrodoctors.com. When the pilots had been designed and
the written materials developed, RC faculty trained facilitators to provide competent
ACP services in the pilot projects. Several pilot projects were undertaken to redesign
work flows in order to initiate planning conversations and to make referrals to trained
ACP facilitators, as well as to improve medical records processes so that advance
care plans could be reliably stored, retrieved, and transferred as needed. Pilots were
conducted for 6 months to test the reliability of the workflows, the medical records
systems, the materials, and the ACP facilitators. (Reports from these “pilots” can
be found at: http://www.metrodoctors.com/index.php?option=com_content&view=
article&id=135:2012-sharing-the-experience-conference&catid=145:sharing-the-
experience-conference&lItemid=506.) One month after the pilots were completed, a
“Sharing the Experience” conference was held, where the outcomes, lessons learned,
and plans for sustainability and expansion of the scope of the work were reported
for each pilot. This work was then continued with a second, third, and fourth round
of pilots.

As the ACP clinical capacity expanded, TCMS began to engage other leaders in
the community. They found interested and resourceful partners in Twin Cities Public
Television (TPT) and the Citizens League. The broader community engagement
provided an opportunity to gain wider understanding and support of the work and to
appeal for broader financial support. Together, these groups developed a sophisti-
cated community engagement strategy that included conducting facilitated focus
group discussions with Minnesotans from various social and cultural groups. These
interactions were taped and housed on a sophisticated Website, www.honor-
ingchoices.org. TCMS continues to provide presentations and has developed public
service announcements and full-length television documentary programs. Their
broad-based community engagement strategy focuses on interdenominational faith
communities, multicultural groups, employers, identity groups, associations, and
health and human service organizations. They have also developed a strong volun-
teer Ambassador program with over 60 individuals trained and motivated to carry
forward the Honoring Choices Minnesota message into their communities.
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Honoring Choices Wisconsin: The Wisconsin Medical
Society Project

The Wisconsin Medical Society has taken note of the Twin Cities model and aims
to expand it as a statewide project following a similar pattern to address the major
barriers. Similar to Honoring Choices Minnesota (and with generous assistance and
advice from TCMS), the new “Honoring Choices Wisconsin” is beginning with
pilot projects in seven southeastern and south-central Wisconsin organizations with
the guidance of the RC faculty. These organizations, which include hospitals, a
health maintenance organization that serves elderly and disabled patients, and a
Veterans’ Affairs site, trained together under the RC First Steps program. They
agreed to collaborate and not compete, to a shared language and common patient
education materials, to share lessons throughout the pilot process, and to contribute
financially to the project. The pilots launched in March of 2013. With success,
Honoring Choices Wisconsin hopes to expand into additional regions of the state
and to make ACP a routine part of care. The Wisconsin Medical Society is also
beginning outreach to community groups and stakeholders across the state to gener-
ate conversation at the community level, and plans to develop an advance directive
readable at a fifth-grade level. The healthcare community has been grateful to see
physicians take the lead in this ambitious effort.

Kaiser Permanente of Northern California

Kaiser Permanente of Northern California (KPNC) serves over 3.3 million mem-
bers, making it the largest health system in the United States to implement the RC
model. The system has more than 6,000 physicians, 21 hospitals, and 40 ambulatory
clinics across northern California, from Fresno to Santa Rosa. The region comprises
a wide range of cultural, ethnic, and socioeconomic backgrounds. While the imple-
mentation is young, an organization of this size is in a unique position to demon-
strate ways to scale the RC model and bring the service to a highly diverse
population. Early lessons show the value of achieving a high degree of leadership
alignment as the cornerstone of such an implementation.

The path to this implementation began in late 2011, when a core group of clini-
cal, operational, and health plan leaders met to explore how best to support adult
members in planning for their future healthcare needs. After a comprehensive scan
of the ACP environment, the leadership group identified RC as the approach upon
which to build their services.

KPNC began engaging with RC over a series of telephone calls and meetings that
soon led to a decision to adopt the model. Building leadership alignment was the goal
of a 2-day summit organized for over 250 leaders across the organization with diverse
but relevant functions and focus. KPNC invited RC leaders to its headquarters in
Oakland, California, and the summit came to serve two purposes: (1) to provide
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education about and to consider plans for rolling out the model in order to establish
engagement early on in the implementation process and (2) to begin to demonstrate
how the RC model was different from what existed in the organization at the time.

KPNC completed the contracting process with RC and began planning pilots to
test the service, which KPNC has named “Life Care Planning.” Consistent with the
organization’s vision to implement a service for all adult members at every stage of
life, leaders set out to pilot all aspects of the RC model: First Steps, Next Steps, and
Last Steps. The initial investment in leadership engagement proved useful, as evi-
denced by leaders in each of KPNC’s medical centers eagerly volunteering to
develop pilots. Pilots are taking place across the care continuum—from ambulatory
clinics to the hospital, from home to skilled nursing facilities. The pilots will be fol-
lowed by a comprehensive assessment and evaluation to determine the best way to
spread the program throughout northern California.

Significant resources were devoted to ongoing communication with stakeholders
across all levels of the organization and to the development of systems and struc-
ture. Four full-time staff were hired to provide project oversight and to serve as RC
content experts (or Faculty) for the region. Communication proved critical, requir-
ing execution of a detailed communication plan that included development of a Life
Care Planning brand, presentations to key stakeholder groups, and the publication
of the “Life Care Planning Newsletter” to target the organization at large. Local
medical centers identified project managers to help oversee pilots and ensure local
performance improvement. Finally, to ensure that the appropriate structure was in
place, three workgroups formed to focus on key areas: local leadership, patient and
provider education, and documentation, storage, and retrieval of care plans in the
electronic medical record. Local managers and clinicians participated in the work-
groups to provide advice and refine the design and deployment of key systems and
tools into operations.

How Respecting Choices Fits with Other, Larger Efforts
to Improve Care: Lessons Learned

More time is needed to assess whether these large-scale implementations of RC can
achieve a high prevalence of planning. It is expected that they will be successful in
substantially increasing the percentage of their population who have care plans at
the time of death. It is also expected that plans will be available to health providers
involved in decision-making and that those plans will be honored across a large
region. The progress of these implementations demonstrates that the technical guid-
ance developed by the RC team provides a reliable pathway for large-scale imple-
mentations so that the process, timeframes, and cost can be reliably predicted.

So if RC can be implemented on a large scale, does it really improve quality?
Can the RC approach redesign the medical “glide path” identified by Joanne Lynn
in SUPPORT [29] so that care of those with serious illness is guided by what mat-
ters most to patients rather than by medical protocol and habit?
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The evidence for improved care is promising. The retrospective evidence (LADS
I and II) reveals a high prevalence of planning and access to these plans by health
professionals at the bedside. The evidence also shows that the treatment provided at
the end of life is almost always consistent with these plans. Medicare beneficiaries
in La Crosse spend far less time in the hospital during the last 2 years of life than is
typical in the United States (13.5 vs. 23.5 days) [30]. Furthermore, the mean age of
death in La Crosse County increased over the 20 years of use (75.83 years in 2011
vs. 74.87 years in 1991) [31], ages similar to those of other counties in Wisconsin
that do not use RC. Thus, evidence suggests that implementation of RC can lead to
a high prevalence of knowing and honoring patient preferences, reduced use of
hospital services, and no change in mean length of life.

Evidence also demonstrates that this approach to planning is satisfying to patients
and families. In randomized controlled trials of the RC Next Steps intervention,
patients and their families rate the quality of communication high, and family mem-
bers have an improved understanding of patient preferences [32, 33].

Finally, in a prospective clinical trial conducted in Australia using the Respecting
Choices approach, it was determined that the elderly patients who participated in
the planning intervention were significantly more satisfied with all elements of their
hospital care, were less likely to receive intensive care at the end of life, were sig-
nificantly more likely to have their wishes known and honored, had a length of life
similar to that of those who did not plan, and had family members who suffered
significantly less depression, anxiety, or distress after their death [20].

So to date it appears that it is possible to scale this ACP approach to large popula-
tions, including large health systems, metropolitan areas, regions, states, and entire
countries. The evidence also suggests that the RC approach, when properly imple-
mented in a community or large health system, can improve patient care.

All four of these large implementations had clear, strong, and sustained adminis-
trative and clinical leadership. All had sufficient and sustained funding. In Australia,
funding came from state and federal sources. In the Twin Cities and Wisconsin,
funding came from a mix of sources, including participating health systems, payers,
and private foundations. KPNC funds its own program. Finally, each of these proj-
ects have sufficiently engaged both their community leaders as well as the larger
community to address the potential, unfounded fears of individuals that ACP is
about the denial of wanted and needed treatment.

Although these large ACP projects were not motivated by new policies or regula-
tions, changes in reimbursement policy that would incentivize healthcare organiza-
tions to improve quality, including providing more patient-centered care, would
increase interest in such programs. In a payment system that paid for better care of
patients rather than for each service or procedure provided, not only would this
approach to ACP become the norm, but health organizations would be disadvan-
taged if they failed to implement it. It is important to recognize that reimbursing for
RC ACP would be different from reimbursing physicians for having an advance
directive discussion (which may or may not improve care of the patient). A policy
approach that would reward a health system for both knowing and honoring patient
preferences would help drive quality improvement.
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Finally, in a world where most of us will die after a prolonged, progressive illness,
a well-designed ACP system would provide a unique type of coordinated care—one
not driven by protocols like disease management or by personnel like nurse naviga-
tors. While these other types of coordination are important, care coordinated through
an effective ACP system develops relationship-based care that begins with the
patient’s story, leads to informed decisions that reflect personal goals, values, and
beliefs, and leads to treatment decisions that align with patient preferences. This
type of care coordination creates a system that can organize care across settings and
over time, helping to eliminate the fragmentation so common in the US health sys-
tem. And perhaps equally important, such a system demands that a larger group of
health professionals be equipped to provide what may honestly be called primary
palliative care. When all health professionals in all settings have a responsibility to
know and honor patient preference, then the person-centered and person-determined
care that is the hallmark of palliative care becomes everyone’s work.

Conclusion

This RC redesign of health care developed and tested in La Crosse, Wisconsin, and
successfully being implemented in numerous places in the United States and
beyond, is a response to the radical shift witnessed in our healthcare system over the
last 40 years. We no longer are cared for by a single doctor, nor are the healthcare
decisions we make simple. These realities have often resulted in a depersonalized
healthcare delivery system—one that is less sensitive to the individuality of each
patient and each family.

But it does not need to be this way [34]. Just as we have redesigned healthcare
processes to reduce medical errors, we can redesign the healthcare system to be
more person-centered and to produce care plans that evolve from shared decision-
making so that we deliver the care that is important to people.

Implementing RC systems alone, of course, cannot correct or address all the
challenges we face in health care. In this regard it is important to appreciate that this
RC approach is complementary and synergistic with several other efforts to improve
care. In particular, the RC approach assists strategies such as accountable care orga-
nizations (ACOs) [35] and medical homes [36], as well as new approaches to care,
such as advanced illness management [37, 38]. For example, the RC approach helps
ACOs provide higher quality care in a coordinated fashion across a community or
region, it helps a medical home provide more person-centered care for the sickest
patients, and it provides an organized way to create and update sophisticated care
plans needed to care for patients who have advanced, serious illness.

While RC is no silver bullet, it can be a central tool in the complex tool kit
needed for improvement of our health system and the care of patients with serious
illness. What is helpful is that its implementation is effective, and implementation
need not wait for the passage of new policy or regulation. RC is an improvement
that can start now, and there is a clear implementation strategy to make it work any-
where in the United States.
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Chapter 13

Igniting Action to Integrate Palliative
Care in Our US Health System:

The Role of Disease-Specific Advocacy
Groups—A Cancer Advocacy Case Study

Rebecca Kirch and Andy Miller

Palliative care is hitting its stride as one of the nation’s fastest growing healthcare
trends, with a robust and growing evidence base, associated quality practice standards
and measures, and increasing health professional and consumer understanding and
interest. Public policy is the next necessary frontier for action to make further mean-
ingful system-level gains that truly integrate palliative care in mainstream medicine.
Partnering with the Center to Advance Palliative Care (CAPC), the National Palliative
Care Research Center (NPCRC), and multiple stakeholders, the cancer community
has taken extensive concerted action through research support, program delivery, and
legislative advocacy to propel palliative care’s prominence as a fundamental aspect of
delivering high quality person-centered and determined and family-focused care.
Promoting quality of life and preventing suffering alongside disease-directed treat-
ment from diagnosis onward are essential aspects of quality healthcare delivery for
people facing serious illness like cancer. This chapter highlights key strategic steps and
collaborative activities involved in building a new “Quality of Life” public policy prior-
ity agenda featuring palliative care, including details about the development and launch
of a national legislative campaign addressing research, workforce, and access barriers.

Helping People Make Good Plans

Person-centered care is more than just a buzzword for patients and families.
The momentum building behind the concept reflects the importance that people
place on personal choice and control as priorities, and cuts to the very core of what
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constitutes good medicine and the essential elements of delivering high quality
healthcare services.

All people want to live healthy and disease-free lives for as long as possible, and
parents of course want this for their children. When serious illness like cancer does
strike, in addition to achieving cure or keeping cancer’s progression in check,
patients and families also place a premium on maintaining good quality of life and
functioning for as long as possible so they can continue to pursue their life goals and
enjoy what matters most to them. They want clear communication and quality time
with their healthcare team to help them understand treatment options, the implica-
tions of those treatments in terms of their survival, functioning, and quality of life,
and so they can make informed decisions during and after treatment that align with
their personal preferences and goals.

But our acute sick care system has not yet adapted to meaningfully address cancer
prevention and early detection for all populations to help preserve their good health
and find cancers at an early stage when treatments may be most effective. Nor is it
set up to adequately assess and address pain, symptoms, and distress as equal priori-
ties of care alongside disease-directed treatment and continuing across what can be
a long trajectory of complex chronic illness. The result is a health system that is
technology and disease driven, but shortchanges quality of life considerations for
nearly everyone—especially our sickest adults and children.

Our National Institutes of Health research agenda has similarly been largely
disease centric in its organization and focus. Though the National Institute of
Nursing Research (NINR) was designated as the lead institute for end-of-life
research in 1997, it was not until 2009 that an office focused on this important area
was established [1]. Further, the annual research budget of NINR is only about $111
million (funding 300 awards in FY2012)—strikingly lower when compared with
the research budgets of disease-specific institutes such as the $3.1 billion of the
National Cancer Institute (funding 6,115 awards) or $2.3 billion of National Heart
Lung Blood Institute (funding 4,673 awards) [2]. Moreover, no NIH institute or
center has yet specifically designated a clear home for “quality of life” research
addressing the complex array of symptoms, side effects, or late effects that often
and increasingly present as chronic conditions and concerns for people undergoing
active treatment or in long-term remission. As a result, palliative care has been posi-
tioned as the stepchild of all and favorite of none, with comparatively scarce fund-
ing resources for palliative care and symptom management research made available
among only a small handful of NIH institutes and centers [3]. Similarly, NIH peer
review would benefit from more consistently populating its study sections with
palliative care research specialized methodological expertise.

In addition, the national public policy agenda has historically been a patchy
landscape, divided by disease, body part, or professional discipline with little coordi-
nation or connection. Over the past decade, pain medication and prescribing policies
have been one of the most active hotbeds of federal and state legislative and regula-
tory activity in the realm of palliative care-related policy. Most other proposals have
focused solely on advance care planning and advance directives, physician or medi-
cal orders for life-sustaining treatment (POLST, MOLST, and others), the Medicare
hospice benefit, and other aspects of caring for people at the end of life.
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As a consequence of the disjointed research, practice and policy, many patients,
survivors, and families are left suffering from symptoms, side effects, and late
effects across their entire illness trajectory. They endure fragmented care across
multiple specialist encounters with little or no care coordination, poor communication
with their doctors, and enormous strains on family caregivers.

A series of Institute of Medicine reports and other scholarly consensus initiatives
over the past decade addressing quality cancer care [4], palliative care [5], psychoso-
cial care [6], survivorship care [7], and pain care [8] have documented these system
shortfalls. These reports have offered consistent and discrete recommendations for
needed emphasis of our national research agenda as well as health system and deliv-
ery reform across the cancer continuum and quality of life spectrum [9, 10].

Now is the time to dismantle these silos and bring together the diseases and
disciplines in promoting a new public policy paradigm that emphasizes personal
choice about what is most important, how patients want to be living, is respectful of
the practical and social realities of their daily lives, and makes their quality of life a
priority on par with delivering disease-targeted therapy.

Quality of Life Is Not a Backburner Matter

Children with pediatric cancer and their families are particularly vulnerable to the
severe toxicities associated with aggressive treatment and our single-minded focus
on cure that often minimizes QOL concerns [11]. Cure is so often the primary goal,
with toxicities, quality of life, growth and development often taking a back seat in
treatment and survivorship care planning and delivery [12]. Among adults and
seniors as well, the literature has similarly shown that substantial treatment toxici-
ties remain a very real price paid for our many therapeutic advances in cancer [13].
For long-term cancer survivors, significant psychosocial symptoms also often
continue or arise and build as one of many potential late effects after active cancer
treatment concludes [14, 15].

Yet health information absorbed by the public through media coverage and other
outlets often emphasizes the promise of therapeutic breakthroughs and cures while
downplaying or failing to describe at all the significant adverse effects and long-term
consequences of these treatments [16]. Studies have also shown how important clear
clinical communication about prognosis, quality of life, and goals of care is to avoid
therapeutic misconception, or other misunderstanding about what cancer treatment
can and cannot do in terms of achieving cure or remission [17, 18]. Taken together,
these factors can contribute to inflated or unrealistic expectations about what today’s
treatments can achieve or the quality of life implications that may result.

Treating the person—not only the disease but also the physical and psychologi-
cal sequelae of the disease and its treatment—is the key to both extending life and
enhancing the quality of the time gained. But patients and families do not know
what they do not know. Because the clinical focus is so often disease-directed treat-
ment, quality of life and comfort are typically relegated to the back bench. Patients
and their families need practical assistance to help them ask questions and articulate
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their concerns, needs, and wishes. They also require understandable and balanced
information and skilled professional communication to help them understand their
diagnosis and prognosis as well as participate meaningfully in making good, per-
sonalized care plans that are right for them—including making informed decisions
about their treatment course and long-term follow-up across what is increasingly
becoming a long-term disease trajectory.

Cancer Assumes a Key Supporting Role

A growing body of research findings suggest that concurrent palliative care provided
with oncology care improves quality of life and can also increase survival [19, 20].
Even before this pivotal work was published, many of the nation’s cancer center
leaders were already united in agreement that stronger integration of palliative care
services into oncology practice would benefit patients at their institutions [21].
More recently, this evidence has been boosted by findings of additional studies sup-
ported through an innovative palliative care research partnership between the
American Cancer Society and NPCRC initiated in 2007 that provides dedicated
extramural grant support and mentoring for palliative care and symptom management
research to build the community of palliative care researchers and collaborative
projects among them [22].

In addition to addressing complex symptoms, palliative care improves care coor-
dination, reduces ICU lengths of stay, and helps align treatment with patient and
family goals. These care efficiencies delivered by palliative care teams drive better
quality care at significantly reduced cost [23, 24] and signal important opportunities
to bend the cost curve in cancer care [25].

Adding to this landscape, critical consensus work across the palliative care
community led by the CAPC has delivered an essential suite of recommendations
for preferred palliative care practices, metrics, technical assistance, and practical
tools to help guide palliative care’s integration and operationalization in hospital
settings [26]. Applying the wisdom and lessons learned from those initiatives will
accelerate our opportunities and timeline for the next wave of concerted action bring-
ing palliative care to outpatient and other community care settings so all patients and
families have access to high quality palliative care integrated with disease-focused
services. This is particularly important in oncology because most cancer and survivor-
ship care (85 %) is ambulatory and happens in community cancer center settings.

In the wake of these events, several cancer collaborative efforts have since issued
new measures, standards, and initiatives for integrating palliative care with oncol-
ogy. In 2011, a consensus initiative convened by LIVESTRONG Foundation identi-
fied “symptom management and palliative care” as a top tier essential element of
cancer survivorship care; the American Society for Clinical Oncology issued guid-
ance for integrating palliative care with oncology in all cancer cases with high
symptom burden or metastatic disease; the American College of Surgeon’s
Commission on Cancer released its new palliative care standard among a suite of
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Table 13.1 Cancer organization activities highlights in palliative care

Cancer organization Palliative care activities Website
American Cancer Extramural research grant http://cancer.org/research/index and
Society partnership with National http://npcrc.org/

Palliative Care Research Center
American Cancer Quality of life and palliative care http://acscan.org/qualityoflife

Society Cancer legislative initiative
Action Network
American Society  Provisional clinical opinion: the http://jco.ascopubs.org/
of Clinical integration of palliative care into
Oncology standard oncology care
C-Change Assuring values in cancer care http://c-changetogether.org/values
initiative
Commission on Patient-centered care standards for  http://facs.org/cancer/coc/
Cancer accreditation programstandards2012.pdf
LIVESTRONG LIVESTRONG Community Impact http://www.livestrong.org/What-
Foundation Project: Advancing Joint We-Do/Our-Actions/Programs-
Commission Palliative Care Partnerships/
Certification in Cancer Centers Community-Engagement
National Cancer National Community Cancer Center http://ncccp.cancer.gov/about/index.
Institute Partnership htm

patient-centered care accreditation standards for cancer centers; and C-Change
released its consensus objectives for assuring value in cancer care to significantly
increase use of palliative care services and increase length of stay for patients
enrolled in hospice (see Table 13.1).

During this time, the Joint Commission also launched its advanced certification
in palliative care program for the nation’s hospitals and the National Quality Forum
endorsed several new palliative care and hospice care quality measures. In its first
program year, 20 hospitals seeking the new Joint Commission palliative care
advanced certification benefitted from an innovative competitive community grant
program funded by LIVESTRONG Foundation to subsidize certification costs and
provide technical assistance from CAPC.

With palliative care already poised as one of the fastest growing healthcare trends,
this series of events also inspired development of a new quality of life-focused public
policy agenda for federal and state strategic action.

Emphasizing Personal Choice About Living

For patients and their families, personalized medicine has little to do with molecular
profiles. Instead, personalized medicine is all about what is important to a particular
person and his or her loved ones—the aspects of life that give them joy and make
their lives worth living.
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Personal choice based on individual needs and preferences is a key element
that all people facing serious illness hold dear and consider fundamental to deliv-
ering person-centered and family-focused care. Personal choice is also a corner-
stone of palliative care and the communication that is its foundation.
Yet in today’s environment, these patient and family quality of life priorities are
rarely identified or discussed early enough in the course of disease to ensure they
are respected, and they are rarely documented in patient medical records across
cancer clinical settings to help guide the course of patient care. In a June 2010
national poll among more than 1,000 adult cancer patients, survivors, and care-
givers conducted by the American Cancer Society’s advocacy affiliate, the
American Cancer Society Cancer Action Network (ACSCAN), fewer than one-
third said that anyone on their healthcare team ever asked what was important to
them in terms of quality of life between the time of diagnosis and when cancer
treatment began [27].

Today, if personal preferences are addressed at all in clinical settings, the con-
versations tend to focus solely on advanced care planning in the context of termi-
nal illness and the end of life, relying on completing advanced directives, DNR
orders, and other such tools. Those are important strategies, but may actually
impede determining what is necessary to deliver truly person-centered and fam-
ily-focused care and its benefits from the onset. To meet quality of life needs,
particularly now when our health system faces unprecedented and rising numbers
of people living longer lives with complex chronic conditions, our system must
develop standards and protocols for earlier and continuous attention on promoting
personal choice about how patients want to be living. Clinical triggers for these
conversations should identify and document what is important to patients and
what are they hoping for before, during, and after active treatment, and continu-
ously as part of care transitions throughout long-term survivorship and at the end
of life [28, 29].

Simply stated, it is difficult for people and professionals to plan for or discuss
their dying—particularly when they are still very much alive and living. Nor should
our health system or public policies require a predictably poor prognosis as the only
gateway to getting palliative care or hospice services and the benefits they offer.
Research studies, clinical communication emphasis, and associated tools need to
transition their focus upstream from an end of life or terminal prognosis to be help-
ful in addressing personalized quality of life priorities at the onset throughout the
often multiyear course of serious illness. Innovative newer patient and family-
centered tools like the online offering, PREPARE [30], will help equip patients and
families to have these conversations comfortably and personally about identifying
what is important to them. This upstream focus enables and empowers patients to
articulate their own quality of living formula during treatment and in the weeks,
years, or decades they have ahead. Those documented and accessible quality of
life goals can then guide informed treatment decisions, long-term survivorship
care planning, and advanced care planning preferences as people approach the
end of life.
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Messaging Matters

The main impediment to achieving this quality of life policy shift and health system
integration is really a matter of messaging. While palliative care embodies the very
epicenter of what people mean when they talk about wanting person-centered and
family-focused care—they do not have the words to ask for the care they want. A 2011
national poll commissioned by CAPC and the American Cancer Society revealed
that a large majority of the American public is not at all knowledgeable about pallia-
tive care. At the same time, most health professionals, particularly among disease
specialties like oncology, associate palliative care with terminal prognosis and
believe it only becomes applicable near the very end of life.

Despite this dual identity challenge, the good news is that evidence shows people
can understand and want palliative care if we use their own words to describe it.
An overwhelming majority of people (92 %) in that poll confirmed that the public
would be likely to consider palliative care for themselves or their families and
believe patients should have access to palliative care in our nation’s hospitals when
it was explained as follows:

Palliative care is specialized medical care for people with serious illnesses. It focuses on pro-
viding patients with relief from the symptoms, pain, and stress of a serious illness—whatever
the diagnosis. The goal is to improve quality of life for both the patient and the family. Palliative
care is provided by a team of doctors, nurses and other specialists who work together with a
patient’s other doctors to provide an extra layer of support. It is appropriate at any age and at
any stage in a serious illness and can be provided along with curative treatment [31].

If patient advocacy organizations, healthcare practitioners, researchers, and others
use this terminology consistently to talk about palliative care, great gains can be
achieved in raising palliative care awareness among the public, professionals, and
policymakers—an important initial strategy for advancing a new quality of life public
policy agenda.

Building a Quality of Life National Movement

Evidence consistently demonstrating its benefits over the past decade has positioned
palliative care as an essential medical innovation and vital opportunity for cohesive
strategic advocacy action to move our system forward with the next generation of
delivery reform. Palliative care hits all the high notes required to meet the triple aim
trifecta for effective health policy attention and action—better health, better care,
and lower cost. Recognizing this as palliative care’s decisive moment, the cancer
community has taken a leading role together with CAPC, NPCRC, and other
national palliative care and hospice organizations in mobilizing collaborative forces
to build a national quality of life movement.

The initiative is focused on achieving three objectives: (1) increase palliative
care awareness, education, and research emphasis; (2) boost workforce capacity,
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clinical communication skills, and palliative care training support; and (3) pursue
integration of palliative care services and quality standards in all care settings and
associated payment reform promoting interdisciplinary care.

Federal Legislative Efforts

To initiate this national campaign in 2013, two federal bills were introduced in the
U.S. Congress:

¢ The “Palliative Care and Hospice Education and Training Act”(PCHETA) (HR1339/
S641) addresses the deficit in palliative care training offered in the nation’s medical
schools by creating new incentives for the training and development of interdisciplin-
ary health professionals in palliative care. The bill would create up to 24 Palliative
Care Education Centers at medical schools across the country to expand interdisci-
plinary training, as well as establish fellowships that would provide faculty in
medical schools and other health profession schools short-term intensive courses
focused on generalist-level palliative care. Faculty would be able to use the
fellowships to upgrade their knowledge for the care of individuals with serious
illnesses, and enhance their interdisciplinary teaching skills.

e The “Patient Centered Quality Care for Life Act” (HR1666) puts in place the
building blocks of a national effort to improve the fragmented care that people
with cancer and other serious diseases often receive by drawing more national
attention to palliative care. First, the bill would require the director of the National
Institutes of Health to expand and intensify research on palliative care. This
would build upon the already strong scientific rationale for palliative care that
demonstrates its ability to improve both quality and length of life at lower cost.
Second, the bill expands on the PCHETA legislation by supporting palliative
care training for nurses, psychologists, social workers, and other allied health
professionals. Finally, the legislation convenes health professionals, patients,
public and private payers, and state and federal health officials to develop solu-
tions, tools, and model best practices for providing palliative care to individuals
with chronic disease.

Accompanying introduction of these bills, ACS CAN also launched a major new
advertising campaign in Capitol Hill publications to educate lawmakers and their
staff about the importance of palliative care. The ad, which ran in print and online,
emphasizes that palliative care restores patients’ quality of life by treating the per-
son as well as their disease (Figs. 13.1 and 13.2).

Model State Legislation

Complementing these federal bills, model state legislation has also been developed
urging legislators to partner with the cancer community and other key stakeholders
in enacting policies that will increase the availability of palliative care information
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Fig. 13.1 ACSCAN palliative care ad—dancer

and services for all adults and children. Coupled with the federal suite, these state
proposals will help build consistent messaging and call for action to integrate palliative
care and quality of life in the fabric of care delivery across the country.

The state legislation includes provisions for using interdisciplinary advisory
expertise in partnership with State Health Departments and others to educate the
public and professionals about palliative care and its benefits as a first order of busi-
ness. In addition, provisions will be developed to help frame palliative care as a key
measure of quality and a core component of available services in all healthcare set-
tings serving the seriously ill, encouraging hospitals, ambulatory care settings, nurs-
ing homes, assisted living facilities, home care agencies, and other settings to
routinely screen patients for palliative care needs such as poorly controlled pain,
depression or other symptoms, lack of clarity about medically achievable goals for care,
what to expect in the future and how to plan for it, and family caregiver exhaustion
and stress. Requiring identification of these needs would trigger care protocols and
associated payment models that reward person- and family-centered, interdisciplinary
care, and address current care gaps.
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Support palliative care on [H.R. 1339, R. 1666].
Bring quality of life and o for the millions facing cancer.

Fig. 13.2 ACSCAN palliative care ad—mother

State-level workforce policy proposals will also be developed to boost mid-career
training opportunities in fundamental palliative care clinical skills among health pro-
fessionals and students of medicine, nursing, social work, and other professions to
align educational requirements and professional practices with delivery of core pallia-
tive care principles and practices for all who care for the seriously ill. These strategies
will accompany ongoing state pain policy advocacy, such as implementing balanced
prescription monitoring programs and other policy initiatives that preserve access
to pain medications for seriously or chronically ill people with pain and enhance
workforce training in pain assessment, management, and responsible prescribing.

With nearly 14 million cancer survivors now living in the USA and two-thirds of
newly diagnosed patients expected to be alive in 5 years, increasing survival time
alone is no longer enough. Our system must also be equipped to deliver care addressing
quality of life needs so these survivors can thrive, both during and after treatment.
This is the time for all disease-specific advocates and professional disciplines to
take collective action as stakeholder partners in the quality of life movement that
will support the needs and hopes of all seriously ill persons and their families.



13

Igniting Action to Integrate Palliative Care in Our US Health System... 201

References

1.

2.

3.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.
23.

Spotlight on End-of-Life Research. https://www.ninr.nih.gov/researchandfunding/spotlight-
on-end-of-life-research. Accessed 15 Jan 2013.

NIH budget and spending. http://report.nih.gov/budget_and_spending/index.aspx. Accessed
21 May 2013.

Gelfman LP, Morrison RS. Research funding for palliative medicine. J Palliat Med.
2008;11(1):36-43.

. Hewitt M, Simone JV, editors. Ensuring quality cancer care. Washington, DC: The National

Academies Press; 1999.

. Foley KM, Gelband H, editors. Improving palliative care for cancer. Washington, DC: The

National Academies Press; 2001.

. Adler NE, Page AEK, editors. Cancer care for the whole patient: meeting psychosocial health

needs. Washington, DC: The National Academies Press; 2008.

. Hewitt M, Ganz PA, editors. From cancer patient to cancer survivor—lost in transition: an

American Society of Clinical Oncology and Institute of Medicine symposium. Washington,
DC: The National Academies Press; 2006.

. Institute of Medicine, editor. Relieving pain in America: a blueprint for transforming preven-

tion, care, education, and research. Washington, DC: The National Academies Press; 2011.

. National Cancer Legislation Advisory Committee Records, 1998-2001; 2001.
. National Action Plan for Cancer Survivorship. http://www.livestrong.org/What-We-Do/Our-

Approach/Platforms-Priorities/National-Action-Plan. Accessed 15 Jan 2013.

Oeffinger KC, Mertens AC, Sklar CA, Kawashima T, Hudson MM, Meadows AT, et al.
Chronic health conditions in adult survivors of childhood cancer. N Engl J Med. 2006;
355(15):1572-82.

Wolfe J, Grier HE, Klar N, Levin SB, Ellenbogen JM, Salem-Schatz S, et al. Symptoms and
suffering at the end of life in children with cancer. N Engl J Med. 2000;342(5):326-33.
Niraula S, Seruga B, Ocana A, Shao T, Goldstein R, Tannock IF, et al. The price we pay for
progress: a meta-analysis of harms of newly approved anticancer drugs. J Clin Oncol.
2012;30(24):3012-9.

Gao W, Bennett MI, Stark D, Murray S, Higginson 1J. Psychological distress in cancer from
survivorship to end of life care: prevalence, associated factors and clinical implications. Eur J
Cancer. 2010;46(11):2036-44.

Stanton AL, Ganz PA, Rowland JH, Meyerowitz BE, Krupnick JL, Sears SR. Promoting
adjustment after treatment for cancer. Cancer. 2005;104(11 Suppl):2608-13.

Fishman J, Ten Have T, Casarett D. Cancer and the media: how does the news report on treat-
ment and outcomes? Arch Intern Med. 2010;170(6):515-8.

Weeks JC, Catalano PJ, Cronin A, Finkelman MD, Mack JW, Keating NL, et al. Patients'
expectations about effects of chemotherapy for advanced cancer. N Engl J Med.
2012;367(17):1616-25.

Mack JW, Smith TJ. Reasons why physicians do not have discussions about poor prognosis,
why it matters, and what can be improved. J Clin Oncol. 2012;30(22):2715-7.

Temel JS, Greer JA, Muzikansky A, Gallagher ER, Admane S, Jackson VA, et al. Early pallia-
tive care for patients with metastatic non-small-cell lung cancer. N Engl J Med.
2010;363(8):733-42.

Smith TJ, Temin S, Alesi ER, Abernethy AP, Balboni TA, Basch EM, et al. American Society
of Clinical Oncology provisional clinical opinion: the integration of palliative care into standard
oncology care. J Clin Oncol. 2012;30(8):880-7.

Hui D, Elsayem A, De la Cruz M, Berger A, Zhukovsky DS, Palla S, et al. Availability and
integration of palliative care at US cancer centers. JAMA. 2010;303(11):1054-61.

National Palliative Care Research Center. http://www.npcrc.org/. Accessed 15 Jan 2013.
Morrison RS, Dietrich J, Ladwig S, Quill T, Sacco J, Tangeman J, et al. Palliative care consultation
teams cut hospital costs for Medicaid beneficiaries. Health Aff (Millwood). 2011;30(3):454-63.


https://www.ninr.nih.gov/researchandfunding/spotlight-on-end-of-life-research
https://www.ninr.nih.gov/researchandfunding/spotlight-on-end-of-life-research
http://report.nih.gov/budget_and_spending/index.aspx
http://www.livestrong.org/What-We-Do/Our-Approach/Platforms-Priorities/National-Action-Plan
http://www.livestrong.org/What-We-Do/Our-Approach/Platforms-Priorities/National-Action-Plan
http://www.npcrc.org/

202 R. Kirch and A. Miller

24. Morrison RS, Penrod JD, Cassel JB, Caust-Ellenbogen M, Litke A, Spragens L, et al. Cost
savings associated with US hospital palliative care consultation programs. Arch Intern Med.
2008;168(16):1783-90.

25. Smith TJ, Hillner BE. Bending the cost curve in cancer care. N Engl J] Med. 2011;
364(21):2060-5.

26. Palliative care tools, training & technical assistance. http://www.capc.org/. Accessed 15 Jan 2013.

27. National poll: facing cancer in the health care system. http://www.acscan.org/healthcare/can-
cerpoll. Accessed 15 Jan 2013.

28. Berman A. Living life in my own way—and dying that way as well. Health Aff (Millwood).
2012;31(4):871-4.

29. Kirch R. Palliative care and quality of life: patient-centered care case study. Arch Intern Med.
2012;172(15):1170-2.

30. Prepare. https://www.prepareforyourcare.org/. Accessed 15 Jan 2013.

31. Public opinion research on palliative care. 201 1. http://www.capc.org/tools-for-palliative-care-
programs/marketing/public-opinion-research/201 1-public-opinion-research-on-palliative-
care.pdf. Accessed 13 Jan 2013.


http://www.capc.org/
http://www.acscan.org/healthcare/cancerpoll
http://www.acscan.org/healthcare/cancerpoll
https://www.prepareforyourcare.org/
http://www.capc.org/tools-for-palliative-care-programs/marketing/public-opinion-research/2011-public-opinion-research-on-palliative-care.pdf
http://www.capc.org/tools-for-palliative-care-programs/marketing/public-opinion-research/2011-public-opinion-research-on-palliative-care.pdf
http://www.capc.org/tools-for-palliative-care-programs/marketing/public-opinion-research/2011-public-opinion-research-on-palliative-care.pdf

Chapter 14

What Do You Mean You Don’t Also Offer
Palliative Care? Effective Public Engagement
to Harness Demand to Improve Care

for Serious Illness

Sharyn M. Sutton and Marian S. Grant

Drivers of Potential Change

Healthcare Reform

It is increasingly evident that there are problems with the current way we care for
those with serious illness in this country. Previous chapters of this book have
detailed those issues and we may have reached a critical tipping point in the realiza-
tion that continuing the current system will continue to result in poor outcomes on
all levels for patients, their families, and the country. This is part of what is driving
healthcare reform. Many of the outcomes that will be more closely measured and
rewarded in future health care, such as improved quality of life, symptom manage-
ment, patient and family satisfaction, and reducing unnecessary and burdensome
hospital readmissions and interventions, can be achieved through the addition of
early, concurrent palliative care [1-5].

The Aging Population

The aging of the baby boomer generation (the oldest of some 78 million boomers
will turn 68 in 2014) is projected to have a tremendous impact on health care in the
USA. The system will face not only a burgeoning older population but also patients
whose views on health and aging are very different from those of past generations.
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Age does not seem to be a relevant frame of reference for many boomers. They are
less likely to define their lives by age, life stages, or events than as a continuum to
build upon. They focus not on their potential decline but on the future, on what’s
next and what else needs to be done [6]. They are now seeing the deficits with the
current healthcare system as they try to navigate it on behalf of their parents. In
doing so, they have made the following unpleasant discoveries.

First, there is not much choice in the care for serious illness. The system makes
the blanket assumption that everyone wants “everything” done and funnels patients
into the hospital and technological life-extending, or death-prolonging, treatments.
There is little focus on patients’ individual values or wishes and no system to iden-
tify or honor them. Palliative care, with its focus on identifying patient goals of care,
is one solution to this problem but boomers are discovering that, unfortunately,
access to palliative care resources are currently limited. Next, accessing what
resources are available is also difficult. Patients and families face substantial infor-
mation gaps. They are unclear as to what help is needed and available, unaware of
whom to ask, lack knowledge of care services available in their communities and
which are covered by Medicare or insurance. Research shows, for instance, that
most people are unaware of home health and hospice services, what they provide,
how to access these services and how they are financed [7, 8]. People tend to over-
estimate how much private insurance or Medicare will help them and are unlikely to
plan or save adequately for the costs of a serious illness. Patients and families are
shocked when they learn that many needs they consider “health and medical,” such
as personal care for bedridden patients, are not classified as legitimate medical
needs and are therefore not covered by Medicare. They are also worried about the
cost of long-term care and are largely unaware of their options or that Medicare
does not cover long-term care [9].

The good news is that boomers are awakening to these problems and starting to
demand changes. And the numbers of boomers will transform health care, just as
they have redefined every other marketplace. Hospitals in the 1970s and 1980s com-
peted to offer services like birthing suites for boomers who insisted on making birth
a less medical and more personal experience. Now healthcare systems will be faced
with a growing demand for a similar approach to serious illness. The winners will
be those that learn to respond positively to that demand.

Growing Evidence to Support the Use of Early Palliative Care

The evidence that concurrent palliative care delivered at the same time as disease-
modifying treatment continues to demonstrate improvement in quality of care,
increased longevity and reductions in costs [10—12]. With “evidence-based prac-
tice” driving medical guidelines and protocols, it will become increasingly difficult
to ignore such findings. Palliative care will need to become an integrated part of
standard care for most serious illnesses, especially if patient-centered care is to
become a reality.
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Healthcare Provider Educational Requirements

Research has shown that effective communication among providers, patients, and
their families can improve medical outcomes, increase patient and family satisfac-
tion, and reduce burden on the healthcare system [1-5]. Fortunately, improving
communication is already occurring as the topic “communicating bad news,” along
with “improving pain control,” is one of the most requested areas for physician
training programs on serious illness/end-of-life care [13]. In addition, providers
need specific strategies and training to bridge the gulf between the culture of medi-
cine and the patient and family’s cultural and individual experiences of illness [14].

There are now clinical practice guidelines for communicating prognosis and
engaging seriously ill persons and their families about what matters most to them in
the context of a serious illness. These guidelines contain practical strategies for
health professionals, with examples of helpful words and phrases that can be used
[15]. Internal medicine residency training now includes “Interpersonal and
Communication Skills” as a key competency. Providers will be trained and assessed
on their ability “to communicate effectively with patients, families, and the public,
as appropriate, across a broad range of socioeconomic and cultural backgrounds
[16].” However, the resources to implement training and assessment of healthcare
provider competencies in this crucial skill are sorely lacking.

Public Engagement Challenges

Shifting the Focus Away from Advance Directives/
Advance Care Planning

Historically, experts believed a population that planned in advance or became more
accepting of death as a natural part of life could better deal with the process of
dying. As a result, major investments were made in public engagement campaigns
to promote Advanced Care Planning (ACP) and/or to “change America’s death-
defying culture.” These were unsuccessful and will continue to be unsuccessful for
several reasons. First, research has found little evidence in support of the use of
Advance Directives (AD) ADs and instead confirms public resistance to the concept
of planning ahead for serious illness and death. People can’t imagine themselves as
seriously ill or dying nor can they predict ahead of time their wants and needs which
change as the situation changes [17, 18].

Even if people have ADs, they are not that helpful in the earlier stages of serious
illness as they only address very limited, specific situations concerning life-
prolonging technology at the end of life. As a result, preparing ADs and general
conversations prior to serious illness can be ineffective as they often have little
effect on treatment decisions that occur during the long and unpredictable course of
the illness or even after the person has lost the ability to make their own decisions,
including decisions to resuscitate [19, 20].
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One program where ADs/ACP have been shown to help people make decisions
throughout the course of a serious illness is Respecting Choices®. This 3-stage
model has been successful in widely implementing ADs but did so within an inte-
grated health system in a small, homogeneous community [21]. Implementing this
model on a broader scale would require full system redesign and community-wide
outreach, neither of which is currently structurally or financially feasible.

Finally, ADs/ACP are typically linked to decisions necessary at the end of a seri-
ous illness and so are neither personally relevant nor practically or strategically
aligned with addressing issues earlier and throughout an illness. While the transi-
tion to end of life is a critical and important aspect of serious illness, the realities of
death mean that the use of ADs and preparing ahead of time for end-of-life deci-
sions (ACP) provides only limited benefits for few people—and in some cases can
be detrimental [22].

Stopping the Focus on Death and Dying

The research base documenting people’s resistance and lack of interest in planning
ahead of time for terminal illness continues to grow [9, 23-26]. Public engagement
on end of life cannot compete with more powerful messages offering personal ben-
efits for dealing with daily life today [9, 23, 24].

For example, Robert Wood Johnson funded a national communication campaign
(1995-2005) that involved over 1,000 health and public groups. The campaign’s
primary goals were: (1) to improve medical communication and decision making for
patients; (2) to change the culture of care for the dying in healthcare institutions; and
(3) to change American culture and attitudes about death and dying. An evaluation
found that the campaign attracted little public interest and actually appeared to ben-
efit primarily the coalition partners, rather than its intended audience, the public [27].

Most seriously ill patients have great difficulty in making care decisions as ill-
ness progresses let alone advance planning for care prior to illness. Patients either
do not have strongly formed preferences or do not adequately understand the effects
of different treatment options near the end of life [28].

Another major reason for refocusing communication resources away from death
and dying and on care earlier in the disease process is that the majority of patients
with serious illness are either not dying or do not know if they are actually near-
ing the end of their life. More than 75 % of those dying are people over age 65
suffering from multiple chronic conditions (e.g., congestive heart failure, emphy-
sema, and diabetes) [29]. The decline of these patients is a multiyear and unpredict-
able process, and marked by sudden severe episodes of illness requiring
hospitalization, from which they recover. This familiar pattern can repeat itself for
years until the final time when the patient fails to recover. There is a second group
of elderly patients suffering from frailty of old age, stroke, or dementia who also
follow an unpredictable trajectory of dying. Only 22% of elderly patients are
dying of advanced solid tumor malignancies that tend to follow an expected or
somewhat predictable course of dying [23].
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So it is medically difficult to know when, for instance in the case of heart failure, a
person has moved into the end-stage. And patients with serious chronic illnesses are
rarely told that their condition is terminal and are therefore often left unaware that they
are dying until the very end [30, 31]. While patients and families are often accused of
being “in denial of death,” a strong case has been made that they are responding ratio-
nally to a complex and emotional situation with very little support or guidance from
the medical system [32]. Therefore messages on death and dying lack the personal
relevance that is needed for effective communication for most seriously ill people.

Finally, most people who need palliative care are NOT dying but LIVING (for a
long time) with serious and complex illness. Public engagement must frame mes-
sages in the context of ongoing serious illness to which patients and families can
relate and include calls to action that increase the likelihood of good care decisions
during the prolonged and unpredictable course of disease.

Shifting the Focus from Palliative Care’s Financial Savings
to Quality of Care and Choice

Numerous studies show cost savings from the inclusion of palliative care for serious
illness. However, it would be both a substantive and a strategic mistake to sell early
palliative care primarily on its potential to save money. First, cost savings occur as
a side effect—or epiphenomenon—of better quality of care. The patient whose pain
is well managed at home does not require repeated 911 calls, ED visits, and hospi-
talizations to manage symptom crises. Second, linking any medical care to cost
savings raises questions of motive. Quality of care and cost of that care are seen as
positively correlated which don’t fit with the unintended cost savings resulting from
quality palliative care. Palliative care “adds” services and personal attention. How
can adding care cost less?

Without understanding the complex reasons why palliative care reduces system
costs, it raises public fears about rationing and “death panel” rhetoric. Professionals
understand that palliative care’s focus on patient goals and choices, linked to expert
management of symptoms and ongoing caregiver support for family needs, often
avoids the automatic diagnostic testing, burdensome medical treatments of no bene-
fit, and repeated symptom distress crises that have become routine experiences for
most serious illnesses. Despite the central focus of palliative care on understanding
and honoring patient and family priorities, some have misinterpreted this focus,
sometimes for political purposes, to mean that palliative care is against testing, treat-
ment, and patient choice. Cost messages are also confusing because cost is highly
dependent on the reimbursement or payment system, a system that is in flux as part
of healthcare reform. Therefore, it would be both more accurate and more honest to
focus instead on the truth that palliative care improves quality of care, quality of life,
survival, the degree to which care is aligned with what matters most to patients and
their families—personal choice—and maximizes individual control over their own
lives and medical care. Focusing on improved quality of care and personal choice and
control is not only an accurate description of the purposes and benefits of palliative
care, but it will always be more motivating to the public than cost savings.
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Recommendations

Demonstrate That Good Care Is Possible and Focus on Positive,
Empowering Situations/Stories

Most successful marketing focuses on experiences that are appealing as opposed to
ones that are negative. This is true for serious illness where people want information
to be presented in positive ways [33]. They do not want to hear horror stories and
tend to be more interested in how they can remain as healthy and independent as
possible. However, this will require a shift in perspective on the part of healthcare
advocates driving public engagement.

The first shift is to focus on what people want, as opposed to what experts think
they need. From product marketing to political campaigns significant resources are
invested in research to understand the consumer’s reality—how they see and under-
stand the world. This audience research drives the way services and messages are
designed and promoted. However, this is rarely the case for expert-driven sectors
like health care where little is invested in effective message development. Instead the
focus of communication is on “educating the public” to understand and communi-
cate using expert terminology, and based on the expert’s needs and expectations.

Research that begins with the patient’s own frame of reference is more likely to
provide unbiased responses about his/her values, attitudes and decision making,
based on his/her life experience. Some groups are starting to conduct studies that are
more patient oriented. The methodology of the SCAN Foundation, the Center to
Advance Palliative Care, the American Cancer Society, AARP Services Inc., and
the National Journal are designed so that the patient provides the starting point [34].

The second shift is to use palliative care success stories where the patient sur-
vives and thrives, as opposed to stories about good deaths. There are stories about
how people with serious illness, some of which were curable, were able to better
tolerate curative treatment with the help of palliative care and either lived a long,
better quality of life, or were indeed cured. The public will be more interested and
motivated by such stories than they will about ones describing “a good death,”
which are not relevant or meaningful to people who are not actually dying. One
example of how changing the focus from death to living increases consumer appeal
is the Make-A-Wish Foundation that used to market itself as granting wishes for
dying children. Parents did not want their children to have a wish since this meant
they were dying. This changed when the Foundation altered its positioning to grant-
ing wishes of children with life-threatening medical conditions to enrich human
experience with hope, strength, and joy [35]. In fact, stories about “a good death”
are not relevant, as noted previously, because they bring up death and most people
who need palliative care are not dying but living.

It is critical for public engagement strategies to promote concurrent palliative
care through stories that demonstrate how it benefits patients and families facing
serious illness. Given its timely, personal relevance this message is particularly
important to share with today’s baby boomers as they care for their aging parents.
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The stories that show the benefits and share hope will be much more effective than
those that are frightening, address dying, or show the hopeless incompetence of the
current healthcare system.

Provide Clear Direction to People about Palliative Care

First people must be made aware that it is possible to receive the type of care that
palliative care offers. Currently over 78 % of adults in the USA do not know what
palliative care is [36]. At the same time, palliative care has a negative image among
the minority of patients who have knowledge of it as it is often linked to hospice and
hospice’s mandate to stop curative and life-prolonging treatment. Pubic engage-
ment efforts need to correct this misunderstanding as palliative care is an option at
any stage of an illness and should be provided concurrent with curative treatment
for serious illness.

Once appropriately described, the desire for concurrent curative and palliative
care is very high across gender, race/ethnicity, educational level, and cancer diagno-
sis [36]. In fact, were it a new consumer product, its appeal would forecast a block-
buster. Additional selling points are that palliative care also helps patients align
treatments with their goals. Recent research confirms that people want care that
enhances their independence [37] and their quality of life [38]. Most say they would
choose a shorter, higher-quality life over a longer, lower-quality life. They also want
to avoid being a burden to their family and to have adequate information about
treatment for serious illness [38]. For chronic and late-stage illness, the majority
says [39] they prefer to stay in their homes, rather than in other settings, with the
support of their families, who are their most trusted caregivers [40]. Most seriously
ill patients want [38, 41, 42]:

* To spend quality time with family and friends

* To have their pain managed

* To have their spiritual wishes and needs respected

* To be assured that loved ones are not emotionally and financially devastated

Palliative care identifies and seeks to meet such goals and public engagement
efforts on its behalf need to make that very clear.

Help People Demand Early Palliative Care Despite Provider
Resistance

While public efforts need to distinguish “palliative care” from ‘“‘end-of-life” and
“hospice care,” the same effort needs to be aimed at healthcare providers since many
still mistakenly believe that palliative care is end-of-life care, and offer it only when
curative attempts are no longer viable. As a result, despite data suggesting better
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quality of life and survival outcomes from simultaneous palliative care and disease-
directed treatment [43], some providers are unwilling to refer a patient still undergo-
ing curative or disease-modifying treatment to a palliative care team.

A study of board-certified physicians found that 96 % believe improving quality
of life for seriously ill patients is more important than extending life as long as pos-
sible—and that the health system should put a higher priority on palliative care for
patients who need and want it. Despite these near unanimous opinions on palliative
care, 42 % were concerned that palliative care could interfere with doing whatever
it takes to extend patients’ lives as long as possible. Two-thirds of the surveyed
physicians said their patients are not well informed about their palliative care
options, and almost 25 % were reluctant to recommend palliative care for fear that
their patients may believe they’re not doing everything possible to extend their lives.
In addition to these issues, limitations in resources and services are perceived by
clinicians to be significant barriers to providing palliative care [44].

Physician attitudes are important since, for the majority (76 %) of people, physi-
cians and other health providers appear to remain the most trusted source for infor-
mation on care options for serious illness [38]. Therefore, public engagement
appeals need to prepare “early adopters” in the public to come to the healthcare
system fully informed and empowered to demand the best care.

Provide Clear Calls to Action That Support Market
and System Change

Once people are in need of palliative care and understand that it is possible to have
their needs met, messaging needs to clarify where and how they can access it. At
present, palliative care is available in over 85 % of all large hospitals and 54 % of
all hospitals, although fewer than half of the public, for-profit, and small community
hospitals report presence of a palliative care team [45]. However, even in the hospi-
tals where such services exist, only a fraction of those patients in need actually
receive palliative care. Research is needed on what actions patients and their fami-
lies can take to ensure access to these services.

Given hospitals house most non-hospice palliative care, it is likely that the first
time patients and families encounter palliative care will be during a hospitalization.
This needs to change as most serious illness is initially diagnosed and managed in
the outpatient arena. Therefore, another opportunity for advocating palliative care is
to increase the outpatient and community resources to provide and promote it there.

There are a number of system changes that need to be put in place to support
early palliative care for serious illness. Current CMS regulations do not always pay
for palliative care delivered in skilled nursing facilities. The Medicare Hospice
Benefit does not pay for concurrent curative and hospice care for adults. This forces
people to make difficult choices, which can delay their use of palliative care or hos-
pice. As more people experience the suffering of serious illness, then learn about the
benefits concurrent palliative care makes possible, but find that it is not available to
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them because of policy and reimbursement issues, public demand for change will
grow. Advocates must be ready to leverage the public will for change into meaning-
ful policy demands.

Conclusion

With the right emphasis, public engagement could result in more and more patients
and families insisting on concurrent curative and palliative care. This would force
hospitals, health systems, and community providers to meet those needs in an
increasingly competitive marketplace. This demand would support increased fund-
ing for more palliative care generalist and specialty level provider training. It would
prompt policy makers to change legislation that currently impedes palliative care for
serious illness. The end result would be improved care for those with serious illness
and better use of increasingly limited healthcare resources. A win—win for all.
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Chapter 15
Research Priorities in Palliative Care
for Older Adults

R. Sean Morrison

Society is facing one of the largest public health challenges in its history—the
growth of the population of older adults. Improvements in public health, the discov-
ery of antibiotics, and advances in modern medicine have resulted in unprecedented
gains in human longevity. For most Americans, the years after age 65 are a time of
good health, independence, and integration of a life’s work and experience.
Eventually, however, most adults will develop one or more chronic illnesses with
which they may live for many years before they die. Over three-quarters of deaths
in the USA are due to chronic diseases of the heart, lungs, brain, and other vital
organs [1]. Even cancer, which accounts for nearly a quarter of US deaths, has
become a chronic, multi-year illness for many. For a minority of patients with seri-
ous illness (e.g., metastatic colon cancer), the time following diagnosis is character-
ized by a stable period of relatively good functional and cognitive performance
followed by a predictable and short period of functional and clinical decline [2].
However, for most patients with serious illness (e.g., heart or lung disease,
Parkinson’s disease, dementia, stroke, neuro-muscular degenerative diseases, and
many cancers), the time following diagnosis is characterized by months to years of
physical and psychological symptom distress; progressive functional dependence
and frailty; considerable family support needs; and high healthcare resource use
[2-5]. Indeed, currently and over the next decades most physicians will be caring
for seriously ill elders with multiple comorbidities, lengthy duration of illness, and
intermittent acute exacerbations interspersed with periods of relative stability [1].
Abundant evidence suggests that the advanced stages of disease for most are char-
acterized by inadequately treated physical distress; fragmented care systems; poor
communication between doctors, patients, and families; and enormous strains on
family caregiver and support systems [6].
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Palliative Care for Older Adults

Palliative care for elders differs from what is usually appropriate in younger adults
because of the nature and duration of chronic illness during old age. The prototypi-
cal example of a palliative care patient is that of a 55-year-old mother of two with
advanced ovarian cancer. Care for this patient would include chemotherapy until it
no longer meets the patient’s goals of care, treating her symptoms (e.g., nausea,
pain, fatigue), addressing her psychological and spiritual concerns, supporting her
partner, and helping to arrange for care of her children after her death. The majority
of this patient’s care occurs at home (with or without hospice) or in the hospital, and
the period of functional debility is brief (months). In reality, an 88-year-old wid-
owed woman with advanced heart failure, diabetes mellitus, osteoarthritis, mild
cognitive impairment, and frailty typifies the most common example of a patient
requiring palliative care. Palliative care for this patient involves treating the primary
disease process (advanced heart failure), managing her multiple chronic medical
conditions and comorbidities (diabetes mellitus, arthritis) and geriatric syndromes
(cognitive impairment, frailty), assessing and treating the physical and psychologi-
cal symptom distress associated with all of these medical issues, and establishing
goals of care and treatment plans in the setting of an unpredictable prognosis.
Additionally, the needs of her caregiver(s) are also different from those of the care-
giver of the younger patient. Individuals caring for geriatric patients are often adult
children with their own family, work responsibilities, and medical conditions, and
these roles must be balanced with the months to years of personal care that they
must provide to their aging parent. Finally, because older adults often make multiple
transitions across care settings (home, hospital, rehabilitation, long-term care),
especially in the last months of life, palliative care programs for older adults must
assure that care plans and patient goals are maintained from one setting to another.
Thus, palliative care for the elderly is centered on the identification and ameliora-
tion of functional and cognitive impairment; the development of frailty leading to
dependence on caregivers; symptom, emotional, and spiritual distress; and bereave-
ment needs of adult children and elderly partners. The overlap between the tradi-
tional fields of geriatrics and palliative care is shown in Fig. 15.1.

The Knowledge Base of Palliative Care for Older Adults

Although serious illness occurs far more commonly in the elderly than in any age
group, the evidence base for palliative care in older adults is sparse [7]. For example,
the majority of symptom prevalence studies have focused on patients with cancer
and AIDS, have not included the oldest old, have excluded patients with associated
comorbidities, or have focused almost exclusively on pain. Indeed, the incidence
and prevalence of pain in older populations is not even known. Studies have sug-
gested that the prevalence of significant pain in community-dwelling older adults
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Fig. 15.1 The intersection between geriatrics and palliative care

may be as high as 56 % [8] and that almost one-fifth of older adults take analgesic
medications on a regular basis [9]. Similarly, it has been suggested that 45-80 % of
nursing home residents have substantial pain and that many of these patients have
multiple pain complaints and multiple potential sources of pain [10]. Available data
also point to a high prevalence of non-pain symptoms in older adults with serious
illness. In retrospective interviews with family members of patients who died of
non-cancer illnesses in the UK, 67 % of patients experienced moderate to severe
pain, 49 % had trouble breathing, 27 % reported nausea, 36 % reported depression,
and 36 % reported sleep disturbances [11]. In an analyses of patients with heart
failure, end-stage liver disease, lung cancer, and COPD from the SUPPORT trial
over 20 % of patients consistently experienced severe dyspnea during the 6 months
prior to death [12—-14]. A companion study to SUPPORT reported almost identical
pain findings for a cohort of hospitalized patients 80 years and older [15] and also
noted a high prevalence of anxiety and depression in the last 6 months of life [16].
Preliminary studies suggest pain and other symptoms are underassessed, under-
treated, and are associated with a number of negative outcomes in older adults [17].
Pain is perhaps the best studied symptom and data from several studies suggest that
untreated pain is associated with depression, decreased socialization, sleep distur-
bance, impaired ambulation, and increased healthcare utilization in older adults
[18]. These studies are limited by small sample sizes, have included relatively
healthy subjects with defined conditions (e.g., osteoarthritis), focused on postopera-
tive surgical patients, or been confined to one disease state (e.g., cancer).
Additionally, these studies have not included frail older adults nor adults with mul-
tiple comorbidities and have not examined the association of pain with outcomes
such as gait disturbances, rehabilitation and functional recovery, frailty, and func-
tional dependence [18]. Studies in older adults that have included these outcomes
(functional recovery, frailty, falls, and function) have typically not included pain
and other symptoms as independent variables [19-21]. Studies on the prevalence,
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assessment, and impact of other symptoms (dyspnea, anxiety, nausea, fatigue) on
quality of life, function, and other outcomes are largely lacking.

The evidence base for the effective management of pain and other symptoms in
older adults is also sparse. Although the American Geriatrics Society published
guidelines for the treatment of acute and persistent pain, these guidelines were
largely based upon small cohort studies and expert opinion [22]. Recommendations
for age-adjusted dosing are not available for most analgesics [18] and almost all
analgesics have side effect profiles that are particularly problematic in older adults
[22]. Interventions directed at other symptoms (e.g., dyspnea, nausea, anxiety) have
rarely included older adults or have focused on relatively narrow conditions (e.g.,
chemotherapy induced nausea) and the results are difficult to generalize to older
adults with advanced illness and multiple comorbidities [7]. Finally, even studies in
younger adults have rarely linked the treatment of pain to outcomes other than
symptom relief. Although symptom relief is critically important, and whereas many
have argued that patient comfort should be sufficient stimulus to alter pain manage-
ment practices [1, 23, 24], the documented difficulties in shifting clinician priorities
and behaviors [25] over the past several decades suggest that empirical data regard-
ing the adverse effects of pain and other symptoms on specific clinical outcomes are
required in order to change practice patterns and improve patient care.

The burdens of serious illness extend to patients’ families and friends [4, 5, 26].
More than 50 million individuals serve as informal caregivers to the seriously ill
[27]. Due to recent efforts to reduce hospitalization rates and lengths of stay, there
is increased reliance on informal caregivers to provide care for family members or
friends with serious illness. The majority of these caregivers are older adults who
endure stress and burden related to both caring for the individual in the setting of
serious illness and in coping with their death. An increasing body of research dem-
onstrates adverse financial, physical, and psychological effects on caregivers of
patients with serious chronic illness. For example, a study of 893 caregivers of
patients with terminal illness, reported that over one third of caregivers had substan-
tial stress and 86 % stated that they needed more help with transportation (62 %),
homemaking (55 %), nursing (28 %), or personal care (26 %) than they were cur-
rently receiving or could afford [5]. Caregivers with care needs were significantly
more likely to consider suicide, have depressive symptoms, and to report that caring
for patients interfered with their lives and reduced their independence [4]. Caregiving
has also been shown to be an independent risk factor for death, major depression,
and associated comorbidities [28].

Research Funding for Palliative Care

Federal funding through the National Institutes of Health, the Veteran’s
Administration, and the Agency for Healthcare Research and Quality is low and
inadequate. A recent study reported that from 2006 to 2010 grants related to pallia-
tive care research comprised 0.2 % of total grants awarded by NIH [29]. Furthermore,
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three agencies—the National Cancer Institute (0.4 % of all NCI awarded grants),
the National Institute for Nursing Research (7.6 % of all NINR awarded grants), and
the National Institute on Aging (0.8 % of all NIA awarded grants) funded 82 % of
all palliative care research awards [29]. Indeed, the same study found of the 1,253
original research papers published in palliative care from 2006 to 2010, only one-
fifth were supported by federal research dollars [29]. There are several possible
reasons to account for these findings. The absence of a federal agency specifically
charged with a focus on palliative care and on persons with serious illness may be a
contributing factor to low levels of research support for care of people with serious
and complex illnesses. With few exceptions, the NIH institutes are disease-specific
and thus palliative care, with its applicability to all serious illnesses, does not fit well
within a particular institute’s scope. Although NINR has focused on palliative and
end-of-life care, its relatively small budget compared to other Institutes consider-
ably limits the amount of palliative care research that can be realistically funded.
Recent budget cuts have further hampered the NIH Institutes’ abilities to fund new
research or new investigators that might be perceived as outside their core missions.
Finally, neither an Institute-specific nor a Center for Scientific Review Study Section
that specifically focuses on palliative care has been established. Existing study sec-
tions have, at most, one or two reviewers with expertise in palliative care research.
Thus, peers with appropriate content and methodological expertise in palliative care
rarely review palliative care grant submissions.

Research Gaps

An adequate evidence base for palliative care for older adults will require new
knowledge including the development and testing of innovative models of care
delivery, the development of new research instruments, designs, and analytic tech-
niques; application of established instruments, designs, and techniques from other
fields to palliative care and aging research; and changes in federal funding priorities
and review processes. Recommendations resulting from a recent conference spon-
sored by the National Institute on Aging, the National Palliative Care Research
Center, and the Mount Sinai Older Adults Independence Center to identify priorities
in geriatric palliative care research are detailed below.

Knowledge Gaps: Gaps in knowledge relate to several key areas. First, a clear
research definition of serious illness that goes beyond the traditional disease-
specific (“advanced cancer,” “NY class IV CHF”) or prognosis specific (“last year
of life”) definitions is needed. Such a definition will likely incorporate symptom
burden, functional status, cognition, treatment burden, social morbidity, and diag-
nosis. Second, the longitudinal nature and needs of older adults with serious illness
and their caregivers have yet to be well described. If new models of care are truly
going to meet the needs of an aging society, longitudinal studies on non-dementia
and non-cancer populations and that include caregivers are required. Third, the
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impact of suffering on the caregiving experience and effect of palliative care on
caregiver outcomes needs to be elucidated. Fourth, additional research is needed on
decision making and advance care planning—both for cognitively intact and cogni-
tively impaired individuals and their families. Fifth, despite the millions of dollars
dedicated to research in Alzheimer disease by the National Institute on Aging, few
if any clinical trials have been funded or performed to examine ways to alleviate
symptoms, improve care planning, or reduce burdensome transitions and complica-
tions for persons with end-stage dementia. Sixth, evaluation of symptom interven-
tions beyond disease-specific models is needed. Finally, the development and
evaluation of appropriate new models of delivering palliative care outside of hospi-
tal and hospices needs to be undertaken and such models should include both for-
mal and informal caregiving strategies and interventions and comparative and
cost-effectiveness analyses.

Gaps in Research Design and Methods: Traditionally, research in pain and other
symptoms has relied upon patient self-report as the gold standard of assessment
[30]. For patients with cognitive impairment, such assessment may be impractical
or simply impossible and reliable means of assessing pain and other symptoms
through behavioral observation or through the use of proxies are required.
Unfortunately, existing observational scales [31] require considerable skill, experi-
ence, and familiarity with the patient to administer and validated scales employing
proxy respondents are not available [18]. Researchers also face complexities in
studying patients with multiple symptoms that may interact with each other—
particularly since it may be difficult to distinguish symptoms caused by the patient’s
illness from those resulting from treatments. Such patients thus require instruments
that assess a wide constellation of symptoms and assess multiple dimensions within
each individual symptom. Whereas a few such instruments exist, they are relatively
complex, lengthy, and burdensome and have not been validated in older adults
[32-35]. Indeed, in a recent population-based study of adults with recently diag-
nosed rectal cancer, subjects who were older had poor performance status or were
receiving active palliative care were significantly more likely to have missing data
on physical functioning and global quality of life data than younger and more highly
functional patients over the 2-year study [36]. Although some research questions in
geriatric palliative care may be addressed using the gold standard of clinical
research—the randomized controlled trial, many others may only be feasibly
addressed through observational data and quasi-experimental designs. Thus,
improvements in care may well require careful and innovative use of non-randomized
and sometimes uncontrolled settings [1]. Finally, specific analytic issues unique to
palliative care in older adults also require attention. For example, the problem of
missing or distorted data is considerable in palliative care research [1]. Data can be
missing because patients with advanced disease die during studies or are unable to
report directly about their symptoms, concerns, or attitudes because their illness,
treatment, or both have left them confused, weak, or unconscious. Sophisticated
research methods to deal with nonrandom missing data are required in palliative
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care research but are not yet widely used. Many studies in palliative care are obser-
vational or employ quasi-experimental designs and thus require analytic techniques
that strengthen the inferences that can be made from the studies.

Addressing the Knowledge Gap

Policy initiatives to address this knowledge gap are relatively straightforward and
could be rapidly integrated within current biomedical research funding structures.
First, strong consideration should be given to the development of a Center for
Scientific Review (CSR) study section that specifically focuses on serious illness
and moves beyond disease and biology-specific topic areas. At a minimum, key
review panels that are currently assigned palliative care grants both within CSR
(e.g., Health Services Organization and Delivery Study Section, Behavioral
Medicine: Interventions and Outcomes, Aging Systems and Geriatrics Study
Section) and individual Institutes [Clinical Aging (NIA), Clinical Studies (NCI)],
should contain at least 3—4 members with expertise in palliative care. Second, NIH,
AHRQ, and Patient-Centered Outcomes Research Institute (PCORI) need to
develop specific Program Announcements (PAs) and Requests for Applications
(RFAs) targeted to the research priorities detailed above. Studies submitted under
these PAs/RFAs should consider sociodemographic/system factors, be required to
include the cognitively impaired and frail, and all implementation studies should
include a knowledge translation and implementation plan. Third, despite fiscal con-
straints, increased investment in palliative care research is needed—beyond the cur-
rent 0.2 %. At a minimum, of 2 % of current Institute budgets should be reallocated
to focus on the needs of patients and families with serious illness and developing
and evaluating new models of care delivery [37]. Fourth, strong consideration
should be given to establishing an Office of Palliative Care Research modeled after
the Office of AIDS Research [38] to oversee distribution of research funding. This
is particularly important given that the priorities for palliative care research cross
multiple diseases and conditions and are not well matched by the current disease-
specific silos of NIH. Finally, existing NIH career development award mechanisms
need to be better utilized to support junior investigators and mid-career palliative
care investigators in order to address the lack of established researchers in this area.

Conclusion

In summary, there is a pressing need to improve the evidence base for palliative care
in older adults. The areas of research that need to be addressed include establishing
the prevalence of symptoms in patients with chronic disease, evaluating the associa-
tion between symptom treatment and outcomes, increasing the evidence base for
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symptom treatment, understanding patients’ psychological/spiritual well-being and
quality of life and elucidating sources of caregiver burden, reevaluating service
delivery, and adapting research methodologies specifically for palliative care.
Changes in the review process and funding priorities by the National Institutes of
Health, Agency for Healthcare Research and Quality, and the PCORI are also criti-
cally needed in order to address the gaps in research and develop the knowledge that
clinicians need to appropriately care for older adults with serious illness.
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Chapter 16
Medical and Nursing Education
&Training

Charles F. von Gunten and Betty R. Ferrell

Introduction

Physician behavior controls 95 % of the health care spending in the USA. If the
needs of older adults with serious illness are to be met in ways that are different
from today, then the education and training of physicians and nurses will need to be
different. Nurses are also key providers of care and amidst the major demands of an
aging society and workforce shortages, nurses are assuming an increasing role as
primary care providers. There are two overridingly important features that are
important if this change is to be achieved.

First, the fundamental approach to decision-making for the older adult with seri-
ous illness needs to change. The palliative care approach as contrasted to the stan-
dard approach to serious illness is this: overall goals of care are established for the
patient in the context of his or her family, first; the goals take into account what is
known about the illness, what is inevitable versus what is modifiable, the prognosis,
and patient and family preferences; then, plans to achieve these goals are estab-
lished. In contrast, the standard approach is to first identify all of the problems
through diagnostic testing then set about to solve each of the biological problems.
This approach, which has guided American medicine since the 1970s, assumes that
a person’s health is the sum of the component biological parts. It also assumes that
each time the patient presents to the medical system, the patient needs a “workup.”
This quote, from the medical literature of the 1970s, captures the thrust of this
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approach. “If only patients could leave their damaged physical vessels at the hospital
for repair, while taking their social and emotional selves home [1].”

Second, clinicians are developed by apprenticeship; they learn by doing.
Consequently, meaningful changes in the behavior of clinicians will not be achieved
unless they observe the desired approaches modeled by others that they respect, that
they practice under supervision, and that are expected and rewarded when they are
in practice. For that to occur, the healthcare system must be structured to enable
these trained physicians and nurses to act. No behavior will persist in the face of
sustained negative reinforcement. The greatest mistake that is made in medical and
nursing education and training is to view it as a cognitive exercise; if the doctor or
nurse is told, or persuaded, she will behave differently. In contrast, doctors and
nurses will do what they see others do, and are rewarded for doing in terms of
praise, recognition, gratitude and that the system makes easy to do. If it is difficult
to do the “right thing”; if there is negative social stigma attached to the practice of
palliative care in the context of mainstream health care; if there are negative conse-
quences in terms of income or status, the desired changes in physician and nursing
behavior will not occur.

To make the case for these two assertions, this chapter will first summarize the
background of clinical palliative care in the USA and its impact on palliative care
education. Then, we will review the needs assessments that have been used to jus-
tify and stimulate contemporary approaches to introduce and improve palliative
care education. We will then review some major approaches to meet those needs,
including the establishment of training criteria in medical and nursing education,
the establishment of the specialty of palliative medicine and nursing and the struc-
ture for its practice in American Health Care. Finally, we will describe the policy
changes that will ensure the medical workforce is able to meet the needs of older
adults with serious illness.

Background

In the USA, as elsewhere in the western world, the care of older adults with serious
illness was a routine part of life until the last half of the twentieth century. Before
that time, it was expected that older people would become frail and ill, and eventu-
ally die; it was “normal.” By the second half of the century, the product of the invest-
ment in applying the scientific method to human illness was to deconstruct “getting
old and dying” into component parts. It was “old fashioned” and “unscientific” to
think of older people dying from natural causes. Rather, they were dying of the
consequences of atherosclerotic diseases (myocardial infarctions, stroke, congestive
heart failure) or lung disease (primarily smoking-induced emphysema) or dementia.
The scientific method demonstrated successful cure of such common causes of
death as pneumococcal pneumonia and infectious diarrhea. It follows that these
other causes of death and disability would similarly fall to the scientific method.
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The images and models of health care and the medical profession changed.
Doctor’s offices and hospitals were explicitly designed to look more like scientific
laboratories and less like homes and businesses. Doctors and nurses began to dress
as if they worked in a laboratory by wearing laboratory coats. The principal skills
expected from physicians and nurses changed from people-oriented communica-
tion, interpretation, and advice skills to the ordering, scheduling, obtaining, and
interpretation of a variety of diagnostic tests and the prescription of evidence-based
treatments. This approach markedly reduced infectious diseases as a cause of death,
while chronic degenerative diseases such as cancer, heart failure, and dementia
became more common. Inevitably, however, it became apparent that science could
not eliminate disease and death and person-centered concerns including function,
cognition, and quality of life were marginalized in favor of focusing on those things
that were amenable to the new scientific model of American medicine.

Very similar changes have occurred in the nursing profession. Nursing has
advanced to provide baccalaureate, masters, and doctoral education with much
greater emphasis on evidence-based practice taught by Ph.D. nurses who no longer
practice nursing. The roles of nurses have expanded tremendously to accommodate
the throughput and volume demands of a burdened healthcare system but often
neglecting the primary needs of patients and their families.

The disconnect began being discussed in the 1960s [2]. The scientific method
illustrated that patients wanted to talk about their impending death when modern
medicine was not able to change the eventual outcome [3]. The publication of On
Death and Dying by Dr. Elizabeth Kuebler-Ross from the University of Chicago
Medical School in 1969 capped this period [4]. A remarkable feature of her work
was that she interviewed real patients facing death in teaching sessions with medical
students, residents, and other students in a manner similar to that used in teaching
other medical subjects. As it relates to the thesis of this chapter, what makes
Kuebler-Ross’s work striking and effective is she role-modeled the new behavior in
front of doctors working with real patients.

Interestingly, teaching hospitals and “standard” medicine didn’t change. Rather, a
grass-roots “hospice movement” started in North America resulting in the founding
of a large number of hospice programs that primarily provide care as support teams
in the patient’s home, far away from the settings where the attitudes, knowledge and
skills of new physicians and nurses were established through apprenticeship in the
nation’s teaching hospitals [5]. In other words, this innovation in health care happened
in a way that was invisible to medical and nursing education and training.

Need for Palliative Care Education

It should be no surprise, then, that the education of medical students, nursing stu-
dents, and other health professionals about serious advanced illness and palliative
care in North America is poor. In response, private and public groups have worked to
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determine the core competencies that physicians, nurses, and others should possess
in order to provide adequate palliative care for patients and their families. This evolu-
tion culminated in the determination by the Liaison Committee for Medical Education
(LCME), the accrediting body for all 126 medical schools in the USA, that all accred-
ited medical schools must include education in palliative care [6]. Similar standards
were established for the 16 Canadian medical schools. Similar commitment has been
made by the American Association of Colleges of Nursing (AACN) [7].

Some medical schools have described curricula on death and dying [8-16].
However, descriptions of instruction indicate that the education is provided pre-
dominately through scattered didactic courses in death and dying during the pre-
clinical years. Their effectiveness is limited by the absence of immediate clinical
application of the material, and therefore, no opportunity to develop the necessary
skills to alleviate the suffering of the patient and their loved ones [17-19]. Although
most medical schools offer some formal teaching of the subject, there is consider-
able evidence that current training is inadequate, most strikingly in the clinical
years. A 1997 article by Billings and Block characterizes the present as well:
“Curricular offerings are not well integrated; the major teaching format is the lec-
ture; formal teaching is predominantly preclinical; clinical experiences are mostly
elective; there is little attention to home care, hospice, and nursing home care; role
models are few; and students are not encouraged to examine their personal reactions
to these clinical experiences [17].”

Although several national organizations have presented curricula and position
statements on the importance of this subject, no clear standards or widely adopted
curricula have yet emerged for either undergraduate or graduate training in pallia-
tive medicine in the USA, or for clinical practice in the hospital, nursing home, or
hospice, with the exception of one facet of palliative care—pain management.

Postgraduate training of physicians is little better [20-22]. A survey of oncologists
reported their training to be poor and that the greatest source of information about
palliative care was “trial and error” [23]. A national study in Internal Medicine found
that residents, faculty, and their program directors rated their palliative care training
as inadequate [17]. Cancer pain education research has shown that residents lack
basic pain assessment skills, knowledge of opioid pharmacology, and skills of phar-
macological management [20-26]. Internal Medicine residents have poor skills in
conducting advance directive discussions and discussing resuscitation orders, crucial
to appropriate planning during serious illness [27-29]. In the SUPPORT trial, neither
interns nor their attending faculty were consistently accurate, nor were attending phy-
sicians more accurate than interns, in assessing patient treatment preferences [30].

Response to Needs for Palliative Care Education

Recent initiatives have begun to address palliative care education. These efforts
include development and dissemination of new educational recommendations, train-
ing materials, and educational training requirements at both the medical school and
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residency levels [31-47]. The American Board of Internal Medicine (ABIM) added
the domain of “End-of-Life Care” to its residency training requirements. Family
Medicine has since recommended this area to its residency training programs [45].

Efforts to incorporate palliative care education within existing residency pro-
grams face daunting obstacles. Some barriers reflect challenges unique to palliative
care, including physicians’ attitudes and fears about their own mortality, assessing
and treating pain, and acknowledging and communicating transitions. Content of a
palliative care curriculum responsive to these barriers includes evidence-based
symptom assessment and management practices, cultural and spiritual context of
medical interventions and the ethical principles and communication skills that relate
to interactions between and among professionals, patients, and their families. A
major step forward to meet this need was the development and initial dissemination
of the Education for Physicians on End-of-Life Care by the American Medical
Association [9] that has reached more than 90,000 practicing physicians [48]. This
curriculum has been widely adapted to teach medical students, residents, nursing
students, social workers, chaplains, and the public. This is due largely to the modu-
lar construction, ease of adaptability, and innovative teaching methods such as trig-
ger video tapes that are all provided to the teacher by the project.

The companion national effort for nursing has been the End-of-Life Nursing
Education Consortium (ELNEC) Project also initially funded by the Robert Wood
Johnson Foundation to develop educational tools for undergraduate nursing faculty
to ensure that core skills in palliative care were taught as part of the core nursing
curriculum [49]. The ELNEC curriculum has been adapted for nurses in practice as
well as in special populations and settings (oncology, pediatrics, critical care, geri-
atrics advanced practice). Since 2000, the AACN has partnered with the City of
Hope to develop and disseminate palliative care education to undergraduate and
graduate nursing faculty and students through the ELNEC. In the first 12 years of
this project, over 15,000 nurses and other members of the interprofessional health-
care team, from all 50 states, the District of Columbia, Puerto Rico, and 77 coun-
tries have attended a national ELNEC train-the-trainer course.

However, as in medicine, a significant shortcoming is that nurses learn best when
didactic material is paired with direct clinical encounters under the supervision of
expert clinical preceptors. Structured mentoring of nurses new to palliative care is
needed.

Barriers to Palliative Care Education

Reform of existing curricula to include palliative care confronts challenges that per-
vade professional education reform in general. While the changing societal needs,
and an aging chronically ill population require that medical and nursing education
respond in kind, there is no clear evidence of “what works” in education reform.
The written descriptions of the outcome of similar past efforts suggest that we most
often reaffirm the difficulty of implementing and sustaining reform [50].
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One way to identify a domain of practice for which competence is expected is to
include that domain in formal assessment. Yet, the majority of residency programs
report that written evaluations by the faculty supervisors on clinical rotations are the
only means by which palliative care competence is assessed [43]. Nurses in under-
graduate education are evaluated primarily on written exams and in graduate educa-
tion settings through written papers or feedback from clinical mentors who likely
are not well trained in palliative care. Even in ethics, where many programs provide
required education, very few provide supervised clinical experiences. This limits
the occasions in which palliative care skills can be systematically observed and
assessed. Thus, considerable burden is placed on the teaching faculty to assess the
constellation of requisite knowledge (e.g., drug therapy for dyspnea), attitudes (e.g.,
fear of addiction), and clinical skills (e.g., discussing treatment goals), which shape
how clinicians provide palliative care. But the premise that programs can simply
extend existing resources to take on this burden seems unwarranted, given that pro-
grams often reported the absence of faculty skilled in palliative care, and infrequent
structured performance based assessments.

Knowledge: Insufficient for Change

Sadly, much of palliative care education in North America hinges on the assumption
that knowledge will change practice. Yet, we know that education alone does not
change patient and family experience. Or, to be more precise, education targeted to
improve knowledge and attitudes does not change behavior [51].

Although the conclusions are discouraging, they shouldn’t be surprising.
We have learned the same things from education about tobacco, alcohol, sex, diet,
hand washing, hypertension, and advance directives. Attitudes and knowledge are
necessary, but insufficient, to change behavior.

Formal Recognition of Palliative Medicine
and Palliative Nursing

The 1997 report from the US Institute of Medicine (IOM) sets the stage for special-
ization in the healthcare system’s approach to End-of-Life Care by calling for the
development of specialty-led professional expertise in palliative medicine in the
USA to make this knowledge widely available in US health care [26]. The IOM
report recognized the benefits formal recognition of palliative medicine would con-
fer, stating that a formal specialty would:

e focus attention more powerfully on an existing knowledge base that is both
insufficiently understood and inadequately applied and that is in need of further
growth;
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* recognize more explicitly and publicly that palliative care is an appropriate goal
of medicine;

* conform to the value and recognition structure of medical professionals—
providing credibility with peers (and perhaps patients and others) as a source of
knowledge, guidance, and referral;

e attract leaders to the field; and

* nurture the development of the field and its knowledge base.

Palliative medicine was subsequently recognized as a specialty of 11 parent
Boards by the American Board of Medical Specialties in 2006. At the same time,
The Accreditation Council for Graduate Medical Education recognized the formal
training path leading to the new specialty in 2006.

The unprecedented feature of the recognition deserves comment. Eleven special-
ties recognize hospice and palliative medicine as a subspecialty of their area: (1)
internal medicine (which includes all of its subspecialties including cardiology, pul-
monology, nephrology, oncology, etc.), (2) family medicine, (3) pediatrics, (4) sur-
gery (including all of its subspecialties like urology, hand surgery, and plastic
surgery), (5) radiation oncology (as part of radiology), (6) physical medicine and
rehabilitation, (7) neurology, (8) psychiatry, (9) anesthesiology, (10) obstetrics and
gynecology, and (11) emergency medicine. Never before in the history of organized
medicine have all of these specialties agreed that ONE training pathway after train-
ing in the core specialty can lead to ONE certification.

This event underlines the thesis of this chapter—palliative medicine contradicts,
and actually overcomes, the hyperspecialization and fragmentation of medicine that
characterizes its development since World War II. To accept that there is a subspe-
cialty of palliative medicine means that the generalist features belong in each of the
11 specialties—in other words, in all of medical care.

From the point of view of preparation of the physician workforce, primary or
generalist palliative care is the responsibility of all physicians. This includes basic
approaches to the relief of suffering and improving quality of life for the whole
person and his or her family. It also means the skill of being able to establish overall
goals for care for those with serious illness. Overwhelmingly, physicians with pri-
mary not specialist-level-palliative care skills will care for the majority of people
with serious illness. The same is true for the nursing profession. While nurses are
playing key roles in hospices and palliative care programs, nurses across all special-
ties and all settings of care provide care for the seriously ill and dying.

Secondary palliative care, also called specialist palliative care, is the responsibil-
ity of specialists and hospital or community based palliative care or hospice pro-
grams. The role of the secondary specialist or program is to provide consultation
and assist the managing service. These are the people who will be “board certified”
in palliative medicine or nursing. These are not the people to whom patients and
their families are “turned over” when there is “nothing more we can do.” Rather,
they care for the smaller number of patients who require specialist skills that exceed
the time or abilities of their primary caregivers.
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Tertiary palliative care is the province of academic centers where new knowledge
is created through research, and new knowledge is disseminated through education.
In addition, tertiary palliative care centers are likely to care for the most challenging
cases.

It should be obvious then, that palliative medicine and nursing needs to be inte-
grated throughout the care system [52, 53].

The need for palliative care has been reinforced in concurring opinions from the
US Supreme Court that refused to recognize a constitutional right to assisted suicide
[54]. The American College of Physicians and the ABIM have both called for gen-
eral physician competency in the care of persons with terminal illness [55, 56].

The field of palliative nursing has also developed as a specialty with similar
demands for both specialization but also integration of palliative care into all areas
of nursing. The Hospice and Palliative Nursing Association (HPNA) includes over
10,000 members and the certification of nurses in the specialty is through the
National Board for Certification of Hospice and Palliative Nurses. HPNA and
NBCHPCN (www.hpna.org) have offered valuable leadership in development of
the specialty but nurses in all settings from neonatal intensive care, oncology, ICU,
long-term care, emergency departments, and other areas require palliative care
skills if they are to effectively care for seriously ill patients and families. There is
also a need for palliative care education for Advanced Practice Nursing (APN) as
these nurses will assume even greater responsibilities in future healthcare delivery.

Policy Implications

1. Nursing schools, like medical schools, will prepare nurses in palliative care at all
levels including undergraduate, graduate (masters), and doctoral including the
new Doctorate in Nursing Practice—DNP.

2. Every physician and nurse will need to demonstrate primary palliative care com-
petencies during required clinical training; graduated clinical responsibility dur-
ing medical school, nursing school, and postgraduate training will be required.

3. Every center training physicians and nurses will have specialist-level palliative
care programs that include consultation, dedicated specialist inpatient units, and
specialist outpatient and home care services in which all medical and nursing
trainees play essential roles in providing the care under supervision of experts.

4. Extensive continuing education in palliative care is required for physicians and
nurses already in practice.

5. Nurses will be enabled to assume a much greater role in delivery of palliative
care through advanced practice roles in all settings of care.

6. Persistent failure to demonstrate palliative care competencies despite opportuni-
ties for remedial training will result in loss of clinical privileges and licensure to
practice in the same ways that other failures in standard clinical practice result in
sanctions.

7. Failure to demonstrate palliative care competencies are grounds for civil litigation
in the same manner as other forms of malpractice.
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Road Map for Change

To achieve these policy and behavior changes will require concerted efforts at vari-
ous levels. We will outline what this might look like.

The Liaison Committee for Accreditation of Medical Schools (LCME) will
refine its existing criteria that all medical schools include palliative care education
to include more details. Currently, there is no direction about how or when such
education should occur. Since preclinical education without clinical education is
useless, accreditation should rest on the demonstration that all medical students
complete a clinical rotation in hospice and palliative care that includes measurement
of basic palliative care competencies in pain and symptom assessment, communica-
tion skills to set goals of care in advanced disease, and working with an interdisci-
plinary team. Since the majority of teaching hospitals now have access to clinical
palliative care [57], this should be a straightforward development.

The American Association for the Colleges of Nursing would move beyond sup-
plying its faculty with tools from the ELNEC curriculum to helping its members
develop clinical correlates for the didactic curriculum that some, but not all, schools
have nursing have adopted.

The Residency Review Committees (RRCs) of the Accreditation Council for
Graduate Medical Education (ACGME) will refine accreditation criteria for post-
graduate training in each of the specialties from which graduates may be eligible for
subspecialty training in hospice and palliative medicine. This strategy builds on the
logic that there cannot be a subspecialty without basic training in the specialty.
While that basic competency training should exist logically, it does not exist
practically for the 11 specialties that cosponsor subspecialty training in hospice and
palliative medicine.

This would best be achieved by a federally or privately sponsored initiative to
convene working groups of the RRCs, constituents from each of the specialties, and
constituents from the subspecialty of hospice and palliative medicine that are drawn
from the specialty. For each, a track of training that leads logically from the first
postgraduate year of training in surgery, or family medicine, or internal medicine, or
radiation oncology, to completion of core specialty training and is then built upon
for those who choose to pursue subspecialty training in hospice and palliative medi-
cine, would be defined. Then, the accreditation requirements would match the path.

The AACN would analogously work with its schools that provide masters and
doctoral level training to assure that programs develop advanced practice nurses in
palliative care with adequate clinical components to the education in affiliated
programs.

Since palliative care is interdisciplinary, these approaches of medicine and nursing
could be facilitated by extramural funding that incentivizes schemes that train both
physicians and nurses together. This could be federal or private foundation funding.

The American Board of Medical Specialties could facilitate the coordination of
testing for the co-sponsoring specialties for the field of hospice and palliative medi-
cine to assure that a component of their examinations includes questions tied to the
curricular requirements developed by the RRCs. This could be facilitated by a
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process analogous to that proposed for the RRCs to include the collaboration
between test committees in the various disciplines to assure that appropriately writ-
ten questions written at the appropriate level appear in each of the examinations for
certification in each of the 11 disciplines.

Because the federal government continues to provide the majority of funding to
medical schools and their associated residency programs for physicians, it could
play an important role in a way that is analogous to the role it played when geriatrics
was first introduced as a new specialty in the 1970s.

The federal government could provide grants to medical schools and nursing
schools who propose to develop well-designed, logically progressive programs that
continue from undergraduate to graduate programs of medical education that would
fund curriculum development and protected faculty time.

The federal government could provide grants to medical schools and nursing
schools to stimulate faculty recruitment and development in hospice and palliative
medicine in sufficient numbers to provide clinical, education, and research to fur-
ther the field.
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