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Policy Changes May
Help Palliative Gare

PALLIATIVE GARE

his edition of Health Progress covers many important topics related to palliative care
— its connection to the mission of Catholic health care, efforts to define high-quality
palliative care and the work of Catholic health care organizations to expand access to

palliative care in the communities they serve.

While the number of palliative care programs
is growing, this growth is tempered by:

B The way health care services are delivered
and reimbursed

B A shortage of health care professionals who
have the knowledge and skills to deliver high-qual-
ity palliative care, which encompasses symptom
management, effective communication, psycho-
social and spiritual support and care coordination

M Alack of research on the most effective ways
to provide palliative and hospice care in a range of
patient populations and settings

In Palliative Care: Transforming the Care of Seri-
ous Illness, Diane Meier, MD, a leading advocate

Palliative care is delivered at the
same time as other curative and life-
prolonging treatments, and it is not

limited to the terminallyill.

for palliative care and a 2008 MacArthur Fellow,
states, “... government and regulatory policy is
required to bring the palliative care innovation to
scale. Success will be achieved when all patients
with advanced illness and their families can reli-
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ably access high-quality palliative care no matter
where they live, what illness[es] they have, what
their stage of disease, and where they need care.”

HOW PALLIATIVE CARE WORKS

Among the obstacles to palliative care access
is confusion about what it means. Many people
think palliative care is the same as hospice care,
or they do not know what it is or when they might
need it.

The National Quality Forum is an influential,
not-for-profit organization that brings together
a wide range of private- and public-sector stake-
holders whose goal is to improve the quality of
U.S. health care. The group defines pal-
liative care as “patient- and family-cen-
tered care that optimizes quality of life
by anticipating, preventing and treat-
ing suffering. Palliative care through-
out the continuum of illness involves
addressing physical, intellectual, emo-
tional, social and spiritual needs and
facilitating patient autonomy, access to informa-
tion and choice.”

Palliative care is delivered at the same time as
other curative and life-prolonging treatments,
and it is not limited to the terminally ill. Hospice
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is a component of palliative care that is focused
on the care of the terminally ill who have opted to
stop curative, life-prolonging treatments.

The fundamental aspects of palliative care
are communication and the coordination of care
within and across various settings. An inter-
disciplinary team of health professionals who
are skilled at holding the difficult conversations
about the patient’s illness, prognosis, treatment
options and the realistic benefits and risks of
those options is vital to effective communication.
This team conducts a comprehensive patient
and family assessment to understand and define
goals of care and to learn what support is needed
(such as monitoring and controlling levels of pain

Far too often, patients at the end of
their lives spend their final days in
hospitals instead of in their homes

surrounded by loved ones.

and other symptoms, or care needs in the home).
These in-depth conversations help the team to
support patient decision-making and to match
treatments to patient goals.

The palliative care team also coordinates the
care plan, which includes discussions with the
patient, the family and other health care providers
to ensure that all are on the same page in regard
to the patient’s condition, treatment options and
how those options fit with the patient’s goals.

Ideally, palliative care is introduced as soon as
a person is diagnosed with a serious illness. The
level of palliative care is tailored to the needs of
the patient and the family. In the early stages of ill-

PALLIATIVE CARE MODELS
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ness, palliative care interventions may be limited
but they will increase as the disease progresses.
Being involved at the outset allows the team an
opportunity to conduct a comprehensive assess-
ment of the patient’s goals such as maintaining or
improving function and optimizing quality oflife,
and to discuss the patient’s condition and treat-
ment options.

The diagram below contrasts the current stan-
dard of care with the palliative care approach.

MAKING THE CASE

Unfortunately, many people suffering from life-
threatening illness do not receive palliative care.
Patients and families struggle to control pain
and other symptoms, to coordinate
care among many different health
care providers in many different
settings and to obtain the informa-
tion that can ensure treatments will
reflect the patient’s wishes. Far too
often, patients at the end of their
lives spend their final days in hos-
pitals instead of in their homes sur-
rounded by loved ones. During the patient’s ill-
ness and after his or her death, caregivers and
family members face many hardships and often
don’t receive support to overcome emotional and
financial challenges.?

Research shows palliative care improves over-
all care for the seriously ill. Howard Gleckman’s
article in this issue of Health Progress (Page 16)
discusses a study published Aug. 19, 2010, in the
New England Journal of Medicine that finds pro-
viding early palliative care intervention for
patients with lung cancer resulted in an improved
quality of life, less aggressive interventions and
longer survival than those receiving standard

Medicare
hospice
benefit

Death —e

Hospice

care
S

Source: Center to Advance Palliative Care
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care. A journal editorial on the findings stated
that the study represented an important step in
confirming the benefit of providing palliative care
and disease-specific treatment simultaneously at
the point of diagnosis.*

A study published in 2008 in the Journal of
the American Geriatrics Society found similar
results. The study was conducted with more
than 500 family survivors of seriously ill veter-
ans who had received inpatient or outpatient
care in the last month of life from a participating
Veterans Affairs Center. It assessed nine aspects
of the care the patient received in his or her last
month of life: the patient’s well-being and dig-
nity, adequacy of communication, respect for
treatment preferences, emotional and spiritual
support, management of symptoms, access to
the inpatient facility of choice, care around the
time of death, access to home care services and
access to benefits and services after
the patient’s death.

The study found palliative con-
sultations improve outcomes of care
and indicated earlier consultations
may confer additional benefit due
to improvements in communication
and emotional support.’

Palliative care has been shown to
lower hospital costs by reducing both length of
stay in the hospital and the intensive care unit and
the use of costly diagnostic and therapeutic inter-
ventions of marginal or no benefit to patients. The
reduction in cost can be attributed to enhanced
communication, which is akey aspect of palliative
care. In-depth, ongoing communication with their
health care providers gives patients and families
an informed and realistic understanding of their
situation, the benefits and risks of various inter-
ventions and their impact on the patients’ goals.
This often, but not always, results in patient deci-
sions to forgo aggressive treatments and to move
to settings (home with hospice or out of the ICU)
where they canreceive care that is in keeping with
their wishes.’

It is important to note that research has shown
no difference in mortality or other adverse events
associated with hospital palliative care. In the
hospice setting, palliative care appears to be asso-
ciated with both better survival and lower costs.?

BARRIERS TO PALLIATIVE CARE

Most palliative care advocates would agree that
the biggest obstacle to the widespread availabil-
ity of palliative care services is health care’s cur-
rent fee-for-service reimbursement system. This
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payment system does not compensate physicians
adequately for the cognitive services — that is, the
time spent in detailed communication — that are
key to palliative care.

As Meier observes, these, the most fundamen-
tal palliative care services, are not reimbursed at
all. “For example, the current Medicare payment
system,” she writes, “will not compensate physi-
cians for the conduct of goals-of-care meetings
with family members of seriously ill patients,
whether in the hospital, in the office or at home.
Nor will Medicare reimburse the necessary col-
laborative process of decision-making or the ser-
vices of the interdisciplinary team required to
deliver quality palliative care.”

Another major obstacle is the shortage of
health professionals who possess the skills and
knowledge to deliver high quality palliative care.
America’s Care of Serious Illness: A State by State

Itis important to note that research
has shown no difference in mortality
or other adverse events associated
with hospital palliative care.

Report Card on Access to Palliative Care in Our
Nation’s Hospitals, a 2008 report published by
the Center to Advance Palliative Care and the
National Palliative Care Research Center, reports
that in 2007, there were 2,883 physicians board-
certified in palliative medicine (one physician per
31,000 persons living with serious and life-threat-
ening illness.) Medical schools, nursing schools
and schools of social work minimally cover pal-
liative and end-of-life care in coursework and
clinical clerkships, and this content is usually not
required. The current payment system also indi-
rectly adds to the shortage by providing greater
reimbursement for services provided by acute
care and specialty care practitioners and lower
reimbursement for services provided by primary
care and palliative care specialists. For young
physicians with large student loans to pay off, the
decision is often to go into one of the well-paying
specialty or subspecialty fields.

Lack of sufficient research funding is another
barrier. High quality palliative care depends upon
research-tested delivery models that address a
range of populations, diseases and care settings.
Research is also needed to develop effective qual-
ity measures. These measures will be used to eval-
uate the quality of care, drive improvement and,
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eventually, determine payment as part of Medi-
care’s value-based purchasing program. However,
current research funding for palliative care is not
meeting the needs of the field. A recent analysis
of sources of funding for palliative care found that
fewer than 5 percent of pallia-

Health and Human Services will recommend to
Congress whether to change the hospice-care
payment policy.

The Affordable Care Act also directs state
Medicaid plans and state Children’s Health Insur-

tive care investigatorsreceived EXpanding coverage under Medicare or

any National Institutes of

Health (NIH) funding0 Atthis  Medicaid to cover palliative care services
time, a significant amount of g highly unlikely as the nation moves to

funding comes from private
sector philanthropic support.

THE AFFORDABLE CARE ACT

Provisions in the Patient Protection and Afford-
able Care Act passed in March 2010 address some
of these barriers. They include new payment and
delivery models that could help promote pallia-
tive and hospice care, concurrent-care demon-
stration projects and funding for research on pain
management.

Expanding coverage under Medicare or Med-
icaid to cover palliative care services is highly
unlikely as the nation moves to implement the
Affordable Care Act. However, new payment
models being tested under the law, which include
penalties for preventable readmissions, bundled
payments, accountable care organizations and
medical homes, won’t be effective in improving
care and reducing costs unless care is patient-
centered and coordinated. Palliative care can help
organizations achieve these goals for seriously
ill patients, and, as a result, may become a more
widely available benefit.

It is widely acknowledged that an obstacle to
terminally ill patients gaining timely hospice care
is Medicare’s requirement to forgo curative treat-
ment in order to qualify for the hospice benefit.
The median length of time in hospice was slightly
more than 20 days in 2008; more than a third of
people died or were discharged from hospice in
seven days or less.!! This last statistic is troubling
to palliative care advocates because hospice ben-
efits can provide crucial support for both patients
and families during a very difficult time, and some
research indicates they may extend the patient’s
life.2

The Affordable Care Act establishes a three-
year “concurrent care” demonstration program
at 15 sites nationwide, in which Medicare would
cover both curative and hospice treatment simul-
taneously. The demonstration, scheduled to begin
in 2012, will undergo an independent evaluation
of its impact on patient care, quality of life and
spending. Based on the results, the Secretary of
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implement the current health reform law.

ance programs (CHIP) operating as Medicare
expansions immediately to cover concurrent care
for children with terminal illnesses. States with
stand-alone CHIPs are not required to cover hos-
pice services, but if they do, they must now offer
curative treatment concurrently.

Another area where advocates have called for
more action is increased funding for palliative
care research, specifically in the areas of pain and
symptom management, health professional com-
munication skills, care coordination and models
of care delivery.

The Affordable Care Act authorizes an Insti-
tute of Medicine conference on pain care to eval-
uate the adequacy of pain assessment, treatment
and management; identify and address barriers
to appropriate pain care; increase awareness; and
report to Congress on findings and recommenda-
tions by June 30, 2011. The act also authorizes the
Pain Consortium at the NIH to enhance and coor-
dinate clinical research on pain causes and treat-
ments. It establishes a grant program to improve
health professionals’ ability to assess and appropri-
ately treat pain.

POLICY RECOMMENDATIONS
Although the provisions in the Affordable Care
Act are a step in the right direction, other policy
actions can accelerate needed changes. Meier
outlines these actions in Transforming the Care of
Serious Illness:

M Federal and private sector investment in
a major social marketing campaign aimed at
informing patients and families about palliative
care and when to request it

B Legislation that will assure adequate NIH
funding for palliative care

B Requirements by regulatory and accrediting
bodies overseeing education of health profession-
als that schools commit to imparting palliative
care skills and knowledge

B Federal and private sector actions to support
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palliative care education and fellowship training
programs, including career development awards
for junior faculty

B Medicare and other payers to create payment
incentives for hospital- and provider-delivery of
palliative care to appropriate patient populations.
(This includes reimbursement for voluntary
advance care planning)

B Public and private investment for the devel-
opment and testing of clinical models for effec-
tive and efficient delivery of palliative care in all
settings

At the state level, two
significant policy efforts
are worth noting.

B Physician Orders
for Life-Sustaining
Treatment (POLST),
which allows persons
with serious medical
conditions to document
their advance decisions
for life-prolonging treat-
ments as clear, specific,
written medical orders
that will be honored in all
settings. To date, 14 states
have adopted versions of
POLST.

A recent study pub-
lished in the Journal of
the American Medical
Association finds that patients who used a stan-
dardized form signed by a physician to express
their wishes for care at the end of life were more
likely to receive their preferred level of care than
patients who used more traditional methods such
as advance directives and do-not-resuscitate
orders.B

B Palliative care/end-of-life consultations.
California and New York recently passed laws
that would facilitate the discussion of end-of-life
options between health providers and patients
diagnosed with a terminal illness.

The New York law requires health care prac-
titioners who are caring for patients diagnosed
with a terminal illness to provide information and
counseling regarding palliative care and end-of-
life options, “including but not limited to: the range
of options appropriate to the patient; the progno-
sis, risks and benefits of the various options; and
the patient’s legal rights to comprehensive pain
and symptom management at the end of life.” The
information may be presented orally or in writing.

HEALTH PROGRESS

www.chausa.org

PALLIATIVE GARE

A

Health care professionals must refer patients to
another professionally qualified provider to dis-
cuss the information, if they do not wish to pro-
vide the information themselves.

The California law differs in that the health
care provider has to provide the information on
end-of-life options only if the patient requests it.

Because these are new laws, it will take some
time to determine their impact on care for the
seriously ill. Neither state’s law offers reimburse-
ment to health care providers for the discussions.

In an August 2010
Hospitalist News arti-
cle, Wendy Edwards,
MD, director of the pal-
liative medicine pro-
gram at New York City’s
Lenox Hill Hospital,
commented that educa-
tion would be a key com-
ponent in the effective-
ness of the legislation
but there appeared to be
no such formal require-
ments in the New York
law.’* Advocates who
worked to pass the legis-
lation agree that provider
education is key to ensur-
ing that the conversations
are effective. They hope
that the law will prompt
better end-of-life educa-
tion in medical schools and professional training.

Although Edwards said she was not sure the
new law was the best way to promote palliative
care, she sees it as a positive development. “Pallia-
tive care won’t just be the standard of care, but will
be the law, which gives some backing to hospitals
that seek to implement and strengthen their qual-
ity of care, and end-of-life care in particular,” she
said. However, passing a law will not make compli-
ance easier for physicians who do not have expe-
rience in palliative care, she said. “It’s a very hard
discussion to have; it’s not something doctors are
trained to do.”

CATHOLIC HEALTH CARE LEADS
The Center to Advance Palliative Care’s 2008
analysis of hospital palliative care growth found
that features commonly associated with hospitals
that provide a palliative care consultation service
included Catholic sponsorship.”

Compassionate care to all persons, especially
to those who face serious illness, are in pain or are
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dying, has been a hallmark of Catholic health care.
Such care is described in the Ethical and Religious
Directives for Catholic Health Care Services, which
reminds us that a primary purpose of health care
“in caring for the dying is the relief of pain and the
suffering caused by it. Effective management of
pain in all its forms is critical in the appropriate
care of the dying.” Catholic health care’s signifi-
cant efforts to promote palliative care reflect this
tradition.

The Supportive Care Coalition (www.support-
ivecarecoalition.org) isanimportant player inthese
efforts. The coalition, made up of 19 Catholic health
care organizations (including the Catholic Health
Association), assists Catholic health care organiza-
tions and their health care professionals to address
the physical, emotional, psychosocial and spiritual
needs of those suffering from life-threatening and/
or chronic illness as well as those approaching the
end of life. The coalition also advocates cultural
and social policy changes so that all patients can
experience living well until death.

INFORMING THE DEBATE

The policy changes outlined in this article range
from short-term efforts (career development
awards, increased NIH funding for palliative care
research) to longer-term efforts (changes in the
reimbursement system). However, in order for
any of these efforts to be successful, the public
and policymakers need to understand what pallia-
tive care is and how it benefits patients and their
families.

During the health reform debate, opponents of
reform focused on a provision in the House bill
that would have allowed Medicare to reimburse
physicians for voluntary, advance care-planning
sessions. Opponents labeled these consultations
“death panels.” Even though the accusations were
completely false, the negative reactions generated
by the attacks doomed the provision, and it was
stripped from the final legislation.

Misconceptions prevalent during the debate
still linger. A July 2010 poll conducted by the Kaiser
Family Foundation found that 36 percent of seniors
said the health reform law “... allowed a government
panel to make decisions about end-of-life care for
people on Medicare,” and another 17 percent said
they didn’t know whether the law authorized the
government to make these decisions.*

As advocates, Catholic health care should take
advantage of opportunities to inform their com-
munities about palliative care and the benefits it
provides to seriously ill patients and their fami-
lies. As the population ages and our political envi-
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ronment becomes more polarized, these highly
charged debates over end-of-life care are likely to
take place again. We need to ensure that the public
understands what is being debated and what is at
stake if actions are not taken to improve care for
the seriously ill and dying.

INDU SPUGNARDI is director, advocacy
and resource development, Catholic Health
Association, Washington, D.C.
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