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Why Not Palliative Care?
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Arecent New York Times piece' framed an approach to advance care
planning and medical decision making for older adults that its
originators term slow medicine. Slow medicine is, at its essence, a
partnership between physician and patient to plan ahead—establishing
goals for care, embracing the patient’s values and preferences for
treatment, and resisting the imperative to treat when comfort and
support are both appropriate and desired. The outcome for the patient
is a comfortable, dignified life—and death—in the final chapter that lies
ahead for each of us. The outcomes for providers and payers are
positive as well—humanism trumps heroics, and the system can redirect
resources to other healthcare goods and services. For practitioners of
palliative care (the discipline that provides a framework for hospice
practice), slow medicine should sound familiar. Slow medicine is, in fact,

palliative care.

Palliative care is both a philosophy
and a system for care delivery, in
which the goals are to prevent and
relieve suffering, optimize func-
tioning, and support decision mak-
ing and quality of life. Palliative
care can be delivered concurrently
with other forms of care (cure fo-
cused or disease remitting) or can
comprise the main focus of care.’
The Latin root for palliation is pal-
liare, which means to “cloak” or
“shield.”® Thus, palliative care
could be viewed as protection (a
shield) for patients,’ not unlike the
“slow medicine” concept, and also
as “cloaking” or covering up prob-
lems.* What these two interpreta-
tions share is an understanding of
the inevitability of disease progres-
sion and death balanced by a ra-
tional, patient- and family-cen-
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tered approach to relieving symp-
toms and supporting quality of
life. Palliative care recognizes that
while we cannot change the fact
that our patients will die, we can
modify the manner in which pa-
tients with serious, progressive ill-
nesses live each day. Although
there are emerging standards for
palliative care (National Consen-
sus Project, for example), there is
currently no direct reimbursement
for palliative care services. As a re-
sult, the service bundle varies de-
pending on the provider structure
and resources.

Hospital-based Palliative
Care

Experts agree that providing high-
quality palliative care to patients
who need it and their families, re-
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gardless of prognosis, is an impor-
tant and necessary advancement in
health care. Hospital-based pallia-
tive care has emerged as a trend,
spearheaded by physicians who
identified a need for better coordi-
nation of care and attention to
symptoms and advance care plan-
ning while patients are hospital-
ized. The Center to Advance Pal-
liative Care (CAPC) argues that
hospital-based palliative care is
both critical and necessary for
three primary reasons’:

1. Hospitals are the location of
most severely ill patients and
the location of death for 53%
of all decedents, thereby under-
scoring the need for comfort-
focused care that complements
acute care.

2.Hospitals are the location
where the most significant
amount of health dollars are
spent.

3. Hospitals are the best place to
plan for transition to another
setting.

Hospital-based palliative care
programs have grown dramatically
in recent years, largely through de-
velopment of nonoperating rev-
enue sources (foundation and indi-
vidual donors, for example),
through redirection of existing re-
sources in the setting (such as nurs-
ing, social work, pastoral care, and
case management), and by billing
for services where feasible under
existing codes.



Generally, hospital-based pallia-
tive care programs are of 4 types.
The most common model is the (1)
palliative care consult service,® but
hospitals also have (2) dedicated
inpatient units where patients
needing palliative care can be clus-
tered; (3) some hospitals use a
“scatter” bed approach, where
palliative care services are brought
to the patient’s unit; and (4) some
hospitals operate outpatient and
ambulatory palliative-care servic-
es. Many hospitals operate more
than 1 model, such as a consult
service in addition to a dedicated
unit. According to CAPC, hospi-
tal-based palliative care programs
have been successfully adminis-
tered by varied hospital services or
departments, such as oncology,
geriatrics, critical care, nursing,
and case management as well as
through partnership with a com-
munity hospice.’ In a study pub-
lished in the Journal of Palliative
Medicine, researchers at Mount
Sinai School of Medicine reported
that the number of palliative care
programs increased from 632
(15% of hospitals) in 2000 to
1027 (25% of hospitals) in 2003—
a 63% increase in only 3 years.
Growth has continued. An Ameri-
can Hospital Association survey
published in 2007 reported that
30% of the 4103 hospitals appro-
priate for palliative care have a
program.’

Hospice Care: An Application
of Palliative Care

The discipline of palliative care is
most familiar to healthcare profes-
sionals and patients as hospice
care. In the United States, hospice
care evolved as a grass roots, spiri-
tually-based alternative to techno-

logically driven, disease-focused
intervention for patients whose
disease could not be cured. Codi-
fied under Medicare Conditions of
Participation in 1983, hospice has
evolved as both an approach to
care for patients nearing end of life
and an insurance benefit under
Medicare and most Medicaid and
commercial plans. The latter un-
derstanding of hospice care has
generated  confusion among
providers and patients (about the
“rules,” ie, when a patient is eligi-
ble, what services are “covered”)
and tension between hospice
providers and palliative care pro-
fessionals practicing outside of
hospice settings. Palliative care is
generally viewed as the broader
umbrella or discipline, in which
hospice is an application aimed at
a specific population (terminally ill
patients whose life expectancy is
less than 6 months if the disease
follows its expected course). In
other words, all hospice care is pal-
liative care, but not all palliative
care is delivered in hospice set-
tings. Hospice is a combined appli-
cation of palliative care principles
and evidence-based practice stan-
dards at life’s end. Since the first
hospice opened its doors in 1974,
the hospice industry has developed
with a central purpose of provid-
ing compassionate, comprehen-
sive, person-centered care to termi-
nally ill patients and their families
at home, or in a home-like setting.
The success of the hospice philoso-
phy and delivery model is borne
out by its growth, acceptance, and
reputation in the past 3 decades.

Medicare Hospice Benefit
The Medicare Hospice benefit, au-
thorized in 1983, ushered in a pe-

riod of industry growth including
for-profit entrants into the market,
a trend that has accelerated in the
past decade. The National Hos-
pice and Palliative Care Organiza-
tion (NHPCO) reported that 46%
of hospice programs have a for-
profit tax status. The number of
hospices has grown from a single
program in 1974 to 4500 distinct
programs in 2006.° There are hos-
pice programs in every state and in
Puerto Rico (NHPCO HelpLine,
personal communication, May 22,
2008) and in most urban and rural
settings.’ In 2006, the nation’s hos-
pices served more than 1 million
terminally ill persons and countless
family members. The greatest
growth has been in small, free-
standing programs with an average
daily census of fewer than 100 pa-
tients.®

Greater Acceptance of
Hospice

While hospice programs have pre-
dominantly served cancer patients
in the past, the ratio of cancer to
noncancer hospice admission diag-
noses has shifted in recent years—
cancer diagnoses now account for
roughly 44% of hospice admis-
sions, with heart disease, dementia,
lung disease, and other unspecified
debilities comprising the majority
of noncancer admitting diagnoses.
Racial and ethnic diversity among
hospice patients has increased. Al-
though the majority (81%) of hos-
pice patients served in 2007 were
white, 9% were identified as mul-
tiracial, and 8% were African-
American.® Admission of patients
with noncancer diagnoses to hos-
pice reflects the industry’s signifi-
cant emphasis on outreach and im-
proving access for all persons who
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can benefit from hospice care in the
final decades, years, and months of
life. The trend toward admission of
patients with noncancer diagnoses
raises new challenges for hos-
pices—accurate prediction of prog-
nosis for such patients is difficult,
and hospice referral may not be ac-
cepted by patients and families who
have lived through years of illness
exacerbations followed by hospital
admission and medical stabiliza-
tion.

More than 10 years ago, Inspec-
tor General June Gibbs Brown re-
ported an investigation of 12 hos-
pice programs in which she raised
concerns about possible overpay-
ments to hospices for patients who
were not eligible under Medicare
guidelines.” Since that time, CMS
has increased its scrutiny of claims
for long-stay patients and patients
with noncancer diagnoses.

Medicare expenditure for hos-
pice has also increased dramatical-
ly—from $2.9 billion in FY 2000
to $8.2 billion in FY 2005."
Spending for FY 2008 is expected
to exceed $10 billion.* While the
absolute spending is still small
compared to other Medicare pro-
grams, the rapid growth in spend-
ing has placed hospice on the CMS
radar screen.

Limitations of the Hospice
Model

Since 1983, the limitations of the
hospice model have also become
evident. Patients and their families,
as well as the referring physicians
who provide medical management
for their patients enrolled in hos-
pice, are generally very satisfied
with hospice care and services. Yet
patients are typically referred to
hospice late in their illnesses—the
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eath denial is
deeply ingrained in
Western society.

national median length of stay on
hospice is just under 21 days.® The
challenge for hospice is to appeal to
prospective patients and their
physicians at an earlier stage—a
time when they are more likely to
avoid direct discussion about end
of life, often delaying referral until
the reality of advanced illness can
no longer be ignored. Although
hospices have made significant in-
roads with patients, families, and
physicians with respect to viewing
end of life as an opportunity for
comfort, personal healing, and
growth, death denial is deeply in-
grained in Western society. While
progress will continue, it is likely
that denial, coupled with advances
in technology and availability of
new treatments, will continue to
acts as barriers to hospice enroll-
ment.

Emerging Trends in Palliative
Care and Hospice

Generally, hospice is a philosophy
and business model that has
achieved increasing acceptance in
the healthcare industry. While
there are those who argue that hos-
pice has evolved almost as a paral-
lel system, often referred to as the
“best-kept secret” in health care,
others maintain that hospice
providers have reached out to
providers in other settings and cre-
ated bridges to understanding and
acceptance. Despite its successes,
hospice continues to face persistent
challenges about the association of

hospice with death, resulting in
provider reluctance to refer and
patient and family reluctance to
accept hospice until very late in the
illness. Emerging models of care,
such as hospital-based palliative
care, and comprehensive geriatric
case management may be viewed
by hospice providers as threats to
their referral base. Numerous oth-
er factors in the current environ-
ment will challenge hospice in the
coming years. Key issues are sum-
marized here.

Broadening Hospice to Include
Palliative Care Programs
Increasing access to nonhospice
palliative care in home or other
residential settings has been slower
to evolve than home hospice, prin-
cipally because there is no direct
reimbursement for these services.
Nevertheless, many hospices and
some other home-based providers
have developed palliative care pro-
grams, sometimes referred to as
prebospice or supportive care pro-
grams, as an outreach to patients
who are seriously ill but either not
eligible or not willing to enroll in
hospice. Unless the hospice is also
licensed or certified to provide
home-care services, programs de-
livered in these nonhospice pro-
grams are frequently fee for service
or unreimbursed. Hospices that
develop palliative care programs
must balance outreach to patients
who need and use their services
with compliance, according to the
federal anti-kickback statute and
the civil monetary penalties (CMP)
statute, which prohibit unlawful
inducement of referrals. That is,
hospices may be in violation of
these statutes if, for example, they
develop a palliative care program



that provides services at no charge
and the intent of the program is to
gain favor with referral sources
and thereby capture potential hos-
pice referrals.”> Many hospice ex-
perts argue that, as the “gold stan-
dard” for palliative care, hospices
are the ideal provider base from
which to expand palliative care
services at home. They make the
case for removing prognosis barri-
ers (ie, eligibility requirement of a
6-month prognosis) to meet many
more patients’ needs for palliative
care.

Payment for hospice is largely
government funded through Medi-
care and state Medicaid programs
and, while the hospice service bun-
dle would surely benefit patients
with advanced stages of chronic ill-
nesses as well, the cost is viewed by
many policy analysts as unsupport-
able. Further, others argue that sim-
ply removing the prognosis require-
ment still leaves hospices with
public relations and social market-
ing challenges. For example, does
the frail older adult diagnosed with
heart failure (or his family) want to
receive disease management and
support services from an end-of-life
care provider? Further, are hospice
providers prepared to support pa-
tients with chronic but not immi-
nently terminal illnesses to navigate
the healthcare maze? New models
are needed to meet the needs of frail
older adults with 1 or more chronic
illnesses. The hospice model of serv-
ice delivery and care management
should inform innovation in home-
based care delivery to chronically ill
elders.

Hospice Rule Changes
The current atmosphere at CMS has
been described as a “mission to

scrutinize the hospice industry.”*

Two issues are driving the increased
scrutiny: (1) dramatic growth in
CMS payments to hospice and (2)
suspected fraud and abuse in the
hospice industry. The Medicare
Hospice Benefit (MHB) has been in
place with relatively few changes
since 1983. The proposed revision
to the Medicare Conditions of Par-
ticipation for hospice was published
in May 2003, and the final rule was
published in the Federal Register on
June 5, 2008.

The intent of this rule revision is to
bring the MHB into alignment with
changes that have already been made
in other CMS-regulated settings,
such as hospital, nursing home, and
home care. Most significant among
the changes are (1) an increase in em-
phasis on quality assessment and
performance improvement, which is
a first step toward what experts
agree will be a public reporting ini-
tiative (similar to “Nursing Home
Compare” for example) and eventu-
ally, a pay for performance (P4P)
scheme for hospice reimbursement,
(2) a new emphasis on quality and
safety oversight by the hospice’s gov-
erning body, and (3) tighter coordi-
nation of individualized assessment,
planning, evaluation, and ongoing
reassessment/care plan updates.

Compression of Reimbursement

Hospices in general are highly de-
pendent on Medicare revenue. Not-
ing the industry’s exponential rate of
growth, CMS has signaled that re-
imbursement reforms such as
across-the-board per-diem rate cuts
and greater scrutiny of processed
claims are on the horizon. Further,
increases in the enrollment of
longer-stay patients has resulted in
some hospices exceeding the annual,

aggregate per-beneficiary cap on re-
imbursement (total payments/ total
number of beneficiaries may not ex-
ceed $21,410 in the year ending Oc-
tober 31, 2007). This trend is likely
to continue, and no clear “fix” for
the cap issue has been identified.

The Medicare Payment Advisory
Commission (MedPAC) is an inde-
pendent group of advisors to the
Congress established by the 1997
Balanced Budget Amendment.
MedPAC’s 17 commissioners are
recognized experts in the fields of
economics, health policy, and
health care who are tasked with an-
alyzing payment, access, and quali-
ty in the Medicare program. While
MedPAC has no authority to create
policy, its recommendations are key
to Congressional and departmental
action concerning Medicare benefit
structure and payment across
healthcare settings. In a recent pub-
lic meeting (October 2007), Med-
PAC commented regarding the
MHB: “This is a payment system
that is ripe for a major overhaul,
and there are many different forms
that this overhaul may take. You
may wish to start thinking now
strategically about what the hospice
payment system should look like in
the future and the kind of steps that
would need to be taken in order to
achieve that vision.”

Hospice-managed Inpatient Units
(IPU) and General Inpatient Care
Once rare, nearly 20% of hospices
now own and operate freestanding
or co-located facilities or hospice
units where they provide residential
and acute level care to hospice pa-
tients. Most of these facilities and
co-located units are appropriately
small given (1) the philosophical
history and reimbursement struc-
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ture of hospice in the US as a home
care model and (2) the relatively
low demand for inpatient hospice
care as a proportion of total hos-
pice days on service. As IPU devel-
opment has accelerated, utilization
of the general inpatient (GIP) level
of the Medicare hospice benefit has
increased. While some portion of
hospice GIP days is surely justified
based on patient acute needs, the fi-
nancial pressure on hospices to fill
IPU beds cannot be understated.
CMS is tracking this trend as well
and has noted that the greatest
growth areas in hospice-related ex-
penditures in the 5 years between
2001 and 2005 were for physician
services, continuous home care lev-
el of care and general inpatient lev-
el of care.” Under the Medicare
Hospice Benefit, CMS also caps the
number of inpatient care days (at
the GIP level) that a hospice may
provide to no greater than 20% of
its total patient care days. Unlike
the daily rate for routine home
care, the caps are not adjusted for
geographic differences in costs.'
Hospices should expect to see
greater regulatory scrutiny of uti-
lization, which will likely take the
form of greater administrative bur-
den (documenting eligibility and
per-unit utilization reporting re-
quirements, for example) and
claims review.

Hospice in Nursing Homes

Since 1986, hospices have routine-
ly brought the hospice service
package to residents of nursing
homes, providing support to the
residents’ families and nursing
home staff in addition to the resi-
dents themselves. Although these 2
models of care would appear to in-
tegrate well—nursing home resi-
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dents are, after all, progressing to
end of life—hospice and long-term
care (LTC) embody different cul-
tures, value sets, regulatory stan-
dards, and reimbursement chal-
lenges. The merging of these
distinct models has been challeng-
ing, and issues of overlap between
services and payment have yet to
be completely resolved. The nurs-
ing home-hospice tension is not
new, and continued scrutiny as
well as substantial reform is likely.

Operation Restore Trust (ORT)
in 1997 was the federal govern-
ment’s first major examination of
use (and alleged abuse) of hospice
benefits in LTC settings. ORT clar-
ified the overlap between nursing
home services and hospice services
to some degree, particularly in
terms of contracting and provision
of free services. The Office of the
Inspector General (OIG) has indi-
cated that its 2008 work plan in-
cludes a review of “the nature and
extent of hospice services that are
provided to Medicare beneficiaries
who reside in nursing facilities and
[assessment of] the appropriate-
ness of payments for hospice care
for these services.”'

On the Horizon

The needs in the current market are
for both high-quality end-of-life
care and comprehensive, coordinat-
ed supportive care for persons with
complex chronic illnesses. Persons
in the latter group currently fend for
themselves to a large extent—they
receive acute care for exacerbations
of 1 or more chronic illnesses; they
see many specialists; they take
many medications; they may receive
some support and services depend-
ing on availability in their commu-
nities (transportation, meals, and

personal care for example); and
they frequently find themselves in-
capable of remaining in their own
homes because of declining func-
tional ability and inadequate, coor-
dinated resources to support them
in the home environment. These
persons need palliative care. They
will not be “cured” of their heart
failure, chronic obstructive pul-
monary disease, arthritis, macular
degeneration, diabetes, hyperten-
sion, etc. The question becomes,
how can the needs of these persons
be met by high-quality, community-
based providers who provide guid-
ance and care management across
time, anticipate and prevent health
crises to the greatest possible extent,
and permit safe and effective care in
the older adult’s own home?

The impact of the aging of the
baby boomers will be significant.
This cohort is likely to demand
new models for care. They are un-
likely to be content with the cur-
rent options (ie, choosing either to
discontinue disease-remitting ther-
apies to enroll in hospice or to do
without the service package that
hospices provide). They will chal-
lenge the industry to create pro-
grams that provide a continuum of
services, support them in their own
homes, and are truly seamless as
their care needs and expectations
change.

The emerging competition will
likely take the form of nonhospice
service models that address similar
or identical patient and family needs
over many months or years, ease ill-
ness and care-need transitions, and
allow seniors to age (and die) in
place—without an abrupt change in
providers late in the illness. Two
such examples in the current market
are the Program of All-Inclusive



Care for the Elderly (PACE), in
which hospice is a component of the
PACE service bundle, and continu-
ing care at home (CCAH), which en-
ables seniors to tap into a continuum
of services beginning at a time when
they are independent and continuing
seamlessly across their lives. The lat-
ter model is neither licensed nor de-
scribed as hospice, yet the services
provided clearly meet the broadest
definition of palliative care.

Conclusion

Most older adults wish to remain
independent for as long as they
can... living, aging, and ultimately,
dying in familiar and comfortable
surroundings. Hospices have made
significant inroads with patients,
families, and physicians to view
end of life as an opportunity for
comfort and personal healing and
growth. Yet, death denial is deeply
ingrained in Western society. While
progress will continue, it is likely
that denial, coupled with advances
in technology and availability of
new treatments, will continue as
barriers to hospice enrollment. Pal-
liative care, like “slow medicine,”
is a model for care that considers
the patient’s perspective and prefer-
ences in treatment decision making
and provides both medical treat-
ment and comprehensive support
to meet the patient’s goals for care.
Many aging adults with 1 or more
chronic illnesses could benefit from
comprehensive palliative care. Hos-
pice is a palliative care model that
has benefited countless patients,
families, and communities, but en-
rollment is typically late in the ill-
ness because of prognosis concerns,
death denial, and complicated rules
that force patients to choose be-
tween cure and care. We need a

PROVIDER ACTION

Impact to You

As the baby boomers continue to age, it will be vital to provide palliative
care so that we can modify the manner in which patients with serious,

progressive illnesses live each day.

The inevitability of disease progression and death, balanced by a rational,
patient- and family-centered approach to relieve symptoms and support
quality of life, begs for a better process than that which is currently
available. Palliative care is both a philosophy and a system for care delivery,
in which the goals are to prevent and relieve suffering, optimize functioning,
and support decision making and quality of life.

What You Need to Do

Identify existing palliative care programs in your area and determine how
they can be incorporated into your practice to benefit your patients.

model that combines the lessons
learned through the hospice and
palliative care experience with a
feasible payment structure that re-
sponds to patients’ and families’
needs over years—not months. As
we look to the future and consider
how we will provide and pay for
services to the burgeoning popula-
tion who will need support, it is
clearly time to bridge the LTC gap.
Palliative care is a good place to
start. MPM

JoAnne Reifsnyder, PhD, APRN, BC-PCM,
is Research Assistant Professor and Divi-
sion Director, Health Policy and Health
Services Research in the Department of
Health Policy, Jefferson Medical College,
Philadelphia, PA.
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