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Introduction

Advance care planning is part of
good healthcare. Thus, paying clinicians
to talk with patients about advance
care planning makes sense: it enhances
advance care planning and thereby
serves to effect good healthcare. “If
end-of-life discussions were an experi-
mental drug,” writes Atul Gawande in
his recent book, Being Mortal, “the
FDA would approve it.”!

Yet efforts to provide for reim-
bursement to clinicians for time and
attention given to advance-care-plan-
ning conversations with Medicare
patients have been stymied since 2009
(at least until quite recently) by the
politics of healthcare reform. It seems
now that Medicare will move forward
by relying on regulatory processes to
offer reimbursement for this care. This
will be an important development
toward better healthcare for Medicare
patients and could provide a model on

which other healthcare insurers, not
already offering a similar reimburse-
ment opportunity, might rely in
creating comparable coverage plans.

An early House bill” in the process
that led to the Patient Protection and
Affordable Care Act (“PPACA”)’
provided for Medicare’s paying for
advance-care-planning consultations.*
However, the implications of the pro-
vision were reshaped as part of the
national debate about healthcare reform
— itself part of a larger national debate
about a slew of matters implicating per-
sonhood, family, and reproduction, as
well as dying and death.” As a result, the
provision was omitted from PPACA.

This article briefly describes state-
law provisions for advance care
planning. It then reviews the message
put forth by a set of conservative voices
in 2009, aimed at undermining the
provision to pay clinicians for advance-
care-planning consultations with
Medicare patients. The article contex-
tualizes that response within the
ideological debate about “Obamacare”
that shook the nation during the sum-
mer of 2009. It then examines efforts
to revivify the deleted provision that
had proposed reimbursing clinicians for

continued on page 3
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advance-care-planning consultations
with Medicare patients. It concludes by
examining renewed efforts on the part
of The Centers for Medicare & Medic-
aid Services (“CMS”) in 2014 and 2015
to reimburse clinicians for advance-
care-planning consultations beginning

in 2016.

The Evolution of Advance
Care Planning

States constructed a statutory
framework for advance care planning
in the last years of the twentieth cen-
tury in response to a set of court cases
that brought public attention to the
need for such laws.® Judicial disputes
about end-of-life care were occasioned
by significant changes in life-sustain-
ing treatment that became available
after World War II. In particular, new
methods for providing respiratory
support developed in the 1960s’ and
percutaneous gastrostomy (“PEG”)
tubes for feeding patients not able to
swallow on their own, developed in
1979,® dramatically reshaped options
for the care of dying and very ill
patients as well as for those with disor-
ders of consciousness (such as patients
diagnosed as being in a persistent veg-
etative state).

In 1976 the New Jersey Supreme
Court was the first highest state court
to find a federal constitutional right
for a patient (whether acting on his
or her own or through a surrogate
decision maker) to forego life-sustain-
ing care.” And in 1990, in Cruzan v.
Director, Missouri Dep’t of Health, a
case involving a request by the par-
ents of a young woman rendered
persistently vegetative as the result of
an automobile accident, the United
States Supreme Court “assumed” that
a competent adult had the right to
refuse life-sustaining care.!® Although
Cruzan made little new law, and its
“assumption” about the right of com-
petent adults to refuse care was offered
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by way of dicta, every state in the
nation soon thereafter provided for
competent adults to name a surrogate
decision maker and to offer guidance
to that surrogate should the patient be
in need of medical decision making
but incapable of making his or her
own decisions.!! In 1990, Congress
passed the Patient Self-Determination
Act, which requires hospitals that
receive federal funds (including, by
definition, all hospitals accepting
Medicare patients) to honor advance
directives and inform patients about
the opportunity to complete them."

The frame within which advance-
care-planning laws were designed
stemmed from the respect for autono-
mous individuality at the center of the
informed consent doctrine.” For
patients capable of making their own
decisions, consent to or refusal of
recommended care does not depend
on mediators. In theory, competent
patients are able to and do speak
directly with clinicians about their
medical situation and about possible
medical responses to it and then to
reach a decision about medical care in
light of that information and any other
relevant information. For patients
without capacity, the law has pre-
sumed that surrogate decision makers,
selected by the patient when capable
or by the law,'* stand in for the patient
and provide for the respect owed
patient autonomy.

This approach to advance care
planning has worked less successfully
than might have been hoped. Most
adults do not complete advance direc-
tives, do not discuss their preferences
with loved ones, and do not engage in
open conversations with their clini-
cians about preferences should they
face the need for medical decisions
and lack the capacity to make medi-
cal choices.” As important, the
existing legal frame that provides for
advance care planning has not always
eased the emotional burden on

The Health Lawyer

patients’ family members and surro-
gates'® or precluded disputes among
them. In part this is the case because
preferences for care delineated on
advance-directive documents may not
address the particular issues at stake
for the patient when medical deci-
sions are actually needed; they may
provide for medical decisions that do
not seem to family members to reflect
the once-capable patient’s prefer-
ences; or they may not speak at all to
the medical situation that has, in fact,
developed and to the medical choices
to which that situation gives rise."”

The problems so often created by
prepared instructions, often too spe-
cific — or too broad — to be useful in
responding to concrete situations, are
significantly limited in cases in which
the patient, while capable of making
medical decisions, entered into hon-
est, open communication with family
members and clinicians about his or
her preferences for medical care. Such
conversations, although still unusual
as a general matter, have become
familiar in a few communities.

Case Study: LaCrosse,
Wisconsin

LaCrosse, Wisconsin provides a
model for conversations between
family members or surrogates and
clinicians about one’s medical
preferences should one lose capacity
and be in need of medical care. The
program in LaCrosse — “Respecting
Choices” — grew out of the realization
of a medical ethicist at the Gundersen
Lutheran Health System in LaCrosse
that advance care planning is part of
patient care.'® Before Respecting
Choices, family members asked to
make choices for relatives in a “health
crisis” resembled people in most of the
country; they had virtually no idea
what their loved one would want."”

As a result of a community-wide
effort to help people in LaCrosse
continued on page 4
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consider their own choices and to
discuss those choices with family
members and clinicians, intensive
care units (“ICUs”) in LaCrosse are
now different from those almost
everywhere else.?’ Patients in the
ICU at Gundersen Lutheran are terri-
bly ill, as are patients in virtually all
ICUs. However, far fewer of them
than is usually the case have been
diagnosed with terminal conditions.!
The patients are very sick, but if they
survive the immediate threat to
health, they are likely to recover. They
will not be faced with the continua-
tion of end-stage cancer, “untreatable
heart failure or dementia.””* Generally,
in LaCrosse, patients with those con-
ditions do not choose to be treated in
ICUs. This has followed the serious
and widespread consideration given to
advance care planning in LaCrosse. By
the mid-1990s, the vast majority of
people who died in LaCrosse had pre-
pared advance directives. Most had
asked not to receive life-sustaining
care were they to become terminally ill
and be without the capacity to make
their own medical decisions. Interest-
ingly, one consequence (though not
the motivation) for Respecting
Choices has been a significant reduc-
tion in the cost of end-of-life care in
LaCrosse compared to other places in
the nation.”

However, the conversations them-
selves are not inexpensive. They require
considerable clinician time. The medi-
cal ethicist in LaCrosse who initiated
the creation of Respecting Choices
acknowledges that end-of-life conver-
sations with patients are themselves
costly.** However, the benefits exceed
the costs. Some of those benefits may
ultimately be financial.” Many others
are not. Yet, they are of enormous
value. When patients consider care
preferences before they face a health
crisis, their decisions are likely to be
more carefully reasoned. The burden
on family members is eased enor-
mously by the knowledge that they

are making decisions in tune with
what a loved one wanted. And clini-
cians are not pushed into aggressive
care, which is generally the default
position when a patient’s own prefer-
ences were never articulated.”®

Some patients who transition
earlier than others into hospice care
can expect actually to live longer
than those who do not choose hos-
pice or who choose hospice only very
shortly before death. In particular,
research has shown that patients with
lung cancer, congestive heart failure,
and pancreatic cancer tend to live
longer in hospice care than those who
do not choose hospice.”’

Gundersen Lutheran covers the
costs of advance care planning con-
versations for its patients, but most
health systems cannot or simply do
not cover those costs. Thus, for the
successes gained in LaCrosse to be
generalized across the nation, insurers
must cover the time that clinicians
devote to conversations with patients
about advance care planning.

Pre-PPACA Responses

to Legislative Provisions
Proposing Payments for
Advance-Care-Planning
Consultations

An early House bill in the series of
bills that culminated in PPACA pro-
vided for payments to clinicians for
“consultations regarding orders for life
sustaining treatment.”” Importantly in
light of what followed, that bill was
introduced in April 2009 by a biparti-
san group of House representatives
(three Democrats and three Republi-
cans).” In July, 2009 much of the bill
was included in a new bill, H.R.
3200.° The new bill included the pro-
vision (Section 1233) that provided
for payments to practitioners (defined
to include physicians, nurse practi-
tioners or physician assistants)’' for
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consultations about advance care
planning with Medicare recipients. It
was transparent in the language of
Section 1233 that its passage would
not have resulted in rationing care to
Medicare patients.’ The Section
described the substance of the con-
sultations to include discussion of
the advance care planning process,
advance directives, healthcare prox-
ies, end-of-life services (including
palliative and hospice care), and life-
sustaining orders.” Further, it provided
for directing patients to national and
state resources that would assist people
in implementing advance care plans.**
Clinicians could receive payment for
such consultations with a patient no
more than once every five years”
unless the patient’s health condition
changed significantly within the five-
year period.*

Serious misinterpretation of the
Section’s language and intentions ren-
dered it a tool of healthcare reform
opponents during the summer of 2009.
Opponents claimed that the provision
aimed to ration healthcare and even
that it would result in the construction
of death panels. In the same month
(July 2009) that House leaders intro-
duced House bill 3200,*" Elizabeth
McCaughey, a former New York State
lieutenant governor and a commenta-
tor who opposed the health reform
proposals of both the Clinton and the
Obama administrations, declared dur-
ing an interview on former Senator
Fred Thompson’s radio show that the
provision would “make it mandatory —
absolutely require” that Medicare
recipients receive advance care coun-
selling.””® That claim misrepresented
the provision which would have
enabled practitioners to be paid for
such consultations no more often than
once every five years. McCaughey
continued, arguing:

[The] required counseling session
that will tell them how to end
their life sooner, how to decline
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nutrition, how to decline being
hydrated, how to go in to hospice
care. And by the way, the bill
expressly says that if you get sick
somewhere in that five-year
period—if you get a cancer diag-
nosis, for example—you have to
go through that session again. All
to do what’s in society’s best inter-
est or your family’s best interest
and cut your life short. These are
such sacred issues of life and death.
Government should have nothing
to do with this.”

A month later, in August 2009,
the 2008 Republican vice-presidential
candidate Sarah Palin suggested in a
Facebook posting that the provision
would ration care for elderly, vulnera-
ble people and would enable the
creation of government-run “death
panels.” Palin wrote:

The Democrats promise that a
government health care system
will reduce the cost of health care,
but as the economist Thomas
Sowell has pointed out, govern-
ment health care will not reduce
the cost; it will simply refuse to
pay the cost. And who will suffer
the most when they ration care?
The sick, the elderly, and the dis-
abled, of course. The America |
know and love is not one in
which my parents or my baby
with Down Syndrome will have
to stand in front of Obama’s
“death panel” so his bureaucrats
can decide, based on a subjective
judgment of their “level of pro-
ductivity in society,” whether
they are worthy of health care.
Such a system is downright evil.*°

Palin soon elaborated on the post:

Yesterday President Obama
responded to my statement that
Democratic health care proposals
would lead to rationed care; that
the sick, the elderly, and the dis-
abled would suffer the most under
such rationing; and that under
such a system these “unproductive”
members of society could face the
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prospect of government bureau-
crats determining whether they
deserve health care.

The President made light of these

concerns.*

A PolitiFact 2009 poll chose Pal-
in’s death panel claim as the “lie of
the year.”* Yet, voiced through social
media, the claim had enormous ide-
ological consequences for public
attitudes toward healthcare reform. It
appeared in news reports thousands
of times (6,000 by one count)* during
the summer of 2009. McCaughey’s
and Palin’s claims were particularly
ironic in that coverage for advance-
care-planning consultations had
bipartisan support in the spring of
2009 when the notion was first intro-
duced in House Bill 1898.* Yet, by
late 2009 when the Senate passed
House Hill 3590 (PPACA), the cov-
erage provision was not included.®
And even in 2013, several years after
promulgation of PPACA, 40 percent
of the public and 35 percent of
seniors believed that the law created
government panels that would make
end-of-life decisions for Medicare
recipients.*

In 2010,* again in 2011* and
again in 2013, Rep. Blumenauer
(D-Ore.), who introduced House Bill
1898 in April 2009, introduced (and
then re-introduced) a bill to the House
that provided for payment to clini-
cians consulting with Medicare and
Medicaid recipients about “voluntary
advance care planning.”* The bill
failed to pass in 2010, and as re-intro-
duced in 2011 and in 2013.° These
bills noted the following findings:

(5) Advance directives (such as
living wills and durable powers of
attorney for health care) must be
prepared while individuals have
the capacity to complete them
and only apply to future medical
circumstances when decision-
making capacity is lost. An
individual can change or revoke
an advance directive at any time.

The Health Lawyer

(7) Advance care planning
should be routinely conducted
in community and clinical practices.
Care plans should be periodically
revisited to reflect a person’s
changes in values and perceptions at
different stages and circumstances
of life. This shared decisionmaking
and collaborative planning between
the patient (or proxy or surrogate)
and the clinician of their choice
will lead to more person-centered,
culturally appropriate care.

(8) Effective, respectful, and cul-
turally competent advance care
planning requires recognition
that both overtreatment and
undertreatment may be concerns
of individuals contemplating
future care.

(10) Studies funded by the
Agency for Healthcare Research
and Quality have shown that indi-
viduals who talked with their
families or physicians about their
preferences for care had less fear
and anxiety, felt they had more
ability to influence and direct
their medical care, believed that
their physicians had a better
understanding of their wishes, and
indicated a greater understanding
and comfort level than they had
before the discussion. Patients
who had advance planning dis-
cussions with their physicians
continued to discuss and talk about
these concerns with their families.
Such discussions enabled patients
and families to reconcile any differ-
ences about care and could help
the family and physician come to
agreement if they should need to
make decisions for the patient.’!

In late 2014, Senator Blumenthal
(D-Conn.) introduced a similar bill in
the Senate, Senate bill 3009 (“Advance
Planning and Compassionate Care Act
of 2014”). The bill proposed paying
clinicians for advance-care-planning
consultation. It was referred to the
Senate Finance Committee, but no
vote was taken.”

continued on page 6
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In sum, PPACA was promulgated
without providing for advance-care-
planning coverage for the clinicians
of Medicare recipients. Further, Con-
gress has not passed post-PPACA bills

aimed at reviving the provision.

Private Payors

However, in the period since
PPACA’s promulgation, some private
insurers (including Excellus Blue
Cross Blue Shield of New York), not
beholden to political processes as
directly as Medicare is, began to offer
such coverage.” Generally the insur-
ance industry’s billing codes reflect
Medicare’s codes. However, in the
event that insurance companies
begin to cover services not covered
by Medicare, the industry may
develop its own codes. That has hap-
pened with regard to advance care
planning.”* And in at least two states
(Oregon and Colorado), Medicaid
now covers consultations about
advance care planning.”

Relying on the Regulatory
Process

Further, during the years since pas-
sage of PPACA, two attempts (one in
2014 and another in 2015) have been
made to rely on the regulatory process
to provide for coverage through CMS
for advance-care-planning consulta-
tions. In 2014, as noted below, CMS
decided not to finalize implementation
of the codes. The 2015 proposal is now
under consideration.

More specifically, in 2014, almost
five years after the promulgation of
PPACA, the American Medical
Association (“AMA”) proposed that
CMS implement a reimbursement
provision through the regulatory pro-
cess that would have reimbursed
physicians for consulting with Medi-
care patients about advance care
planning.”® The suggestion was not

6

unusual; CMS routinely relies on the
AMA recommendations in deciding
about physician reimbursement codes
for the next year.”” Apparently, the
immediate stimulus for the recom-
mendation of the AMA regarding
advance care planning came from the
Illinois State Medical Society, which
asked the AMA to create medical
codes specific to advance-care-plan-
ning consultations.”® The AMA
created two billing codes. One of the
codes (99497) was designed to reim-
burse practitioners for 30 minutes of
consultation with patients, surrogate
decision makers or family members
about advance care planning, including
consideration of “standard” advance
directive forms.”” The proposal requires
face-to-face interaction but need not
include the patient.*’ The second code
(99498) pays for an additional 30 min-
utes of consultation when needed.
CMS did not agree to reimburse
practitioners for either billing code®
proposed for implementation in 2015.
[t explained that it wanted to offer
the public a longer period within
which to respond to the proposed
codes.”

A vyear later, in May 2015, CMS
again proposed paying for such con-
sultations. This followed submission
of a letter, signed by over 60 organiza-
tions, including the AMA, The
American Association of Retired Per-
sons, and the American Nurses
Association, sent to Secretary of
Health and Human Services Sylvia
Mathews Burwell.** The letter urged
reimbursement by Medicare through
use of the two billing codes created by
the AMA to allow compensation for
advance-care-planning consultations
(to begin in 2016). The signatories
explained to the Secretary:

Complex ACP [advance care
planning] involves one or more
meeting(s), lasting 30 minutes or
more, during which the patient’s
values and preferences are
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discussed and documented, and
used to guide decisions regarding
future care for serious illnesses.
These consultations are voluntary
on the part of the patient and the
patient’s preferences are para-
mount. The patient may choose
to include his/her family, caregiver
(if applicable) in the decision
making process.

Published, peer-reviewed research
shows that ACP leads to better care,
higher patient and family satisfaction,
fewer unwanted hospitalizations, and
lower rates of caregiver distress, depres-
sion and lost productivity. ACP is
particularly important for Medicare
beneficiaries because many have multi-
ple chronic illnesses, receive care at
home from family and other caregiv-
ers, and their children and other
family members are often involved in
making medical decisions.®

In July 2015, CMS accepted the
recommendation and opened the
proposal to a two-month comment
period in its proposed physician pay-
ment schedule for 2016:

Consistent with recommendations
from the American Medical Asso-
ciation (AMA) and a wide array
of stakeholders, CMS proposes to
establish separate payment and a
payment rate for two advance care
planning services provided to
Medicare beneficiaries by physi-
cians and other practitioners. ...
Establishing separate payment
for advance care planning codes
provides beneficiaries and practi-
tioners [sic] greater opportunity
and flexibility to utilize these
planning sessions at the most
appropriate time for patients and
their families.

The AMA Current Procedural
Terminology (CPT) Editorial
Panel and the AMA Relative
Value Update Committee (RUC)
recommended new CPT codes
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and associated payment amounts
for calendar year 2015. CMS did
not make the new codes payable
for 2015 in order to allow the
public full opportunity to com-
ment on whether Medicare
should pay separately for these
services and, if so, how much
beginning January 1, 2016.7

If the proposed rule is accepted
by CMS, payments for advance-care-
planning consultations are slated to
begin in early January 2016.%

Implications and
Conclusion

Reimbursing practitioners (includ-
ing physicians, nurse practitioners, and
physician assistants) for these consul-
tations will further goals delineated
by the Institute of Medicine in its 2014
report on “Dying in America.” It will
increase the likelihood that healthcare
and related social services will har-
monize “with a person’s values, goals,
informed preferences, condition, cir-
cumstances, and needs.””® However,
the codes, as currently constructed,
are limited. They do not, for instance,
reimburse practitioners for advance-
care-planning consultations sought
“at the beneficiary’s discretion” or
during the “annual wellness visit.”"!

[t seems likely that reimbursement
for advance-care-planning consulta-
tion will be available to practitioners
in 2016. Should the use of these codes
prove beneficial to patients, family
members, surrogate decision makers
and clinicians, the gaps that remain
(e.g., the availability of consultation
reimbursement for conversations initi-
ated by patients at their discretion)
may be filled over time. In the mean-
time, the narrative that links section
1233 of House Bill 3200 with the new-
est Medicare reimbursement proposal
reveals much about the flexibility of
the law in responding to controversial
public policy issues. Initially, inclu-
sion of reimbursement for end-of-life
conversations seemed a valuable
component in legislation aimed at
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reforming the nation’s healthcare sys-
tem. Fierce public opposition to the
reimbursement provision (largely
grounded on a serious misunderstand-
ing of it its implications) resulted in
the provision’s being deleted from
subsequent bills and from PPACA.
Later, clarification of the issues encour-
aged a variety of groups, especially
professional organizations such as the
AMA, to seek alternative means for
effecting the reimbursement opportu-
nity. It seems likely that this will soon
have been accomplished through reli-
ance on CMS’s authority to define
reimbursement for clinicians treating
Medicare recipients. The process as a
whole illustrates the legal evolution of
an idea and its implementation.
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