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INTRODUCTION

The Challenge of Ethical Decision-
Making at the End of Life

An attitudinal shift has taken place in the
past half-century in the culture of
end-of-life (EOL) care. The ancient and
ineradicable fear of death has begun to live
uncomfortably along side a waxing fear of
living too long, of being a burden to one’s
caregivers and of languishing meaning-
lessly in debility, dementia, or terminal
demise. Many factors account for this
shift, but three seem most significant.
First, the development of medical technol-
ogies and better health measures since
World War II have meant that elderly
people are living longer, which means
more are living into a period of dementia
frequently spending their final years in
institutions away from their families and
loved ones. Second, the loss of Christian
faith has meant that people’s thoughts on
suffering, old age, and dying are decreas-
ingly characterized by a sense of divine
judgment (i.e. of a hope for heaven and
desire to avoid hell), of the Christian
meaning of suffering, and of the intrinsic
value of human life. Finally, the weaken-
ing of our bonds of community has meant
that more elderly experience loneliness
and alienation when the measurable
utility of their daily activities naturally
decreases. One prominent American
bioethicist writes: “many of us now worry
that death will come too late—long after
life has lost its usefulness and its savor,
long after we have ceased to have a fife,’
perhaps long after we are even ourselves”
(Hardwig 2009, 38). Consequently, more
and more people are feeling an urgent
need to control the conditions surround-
ing their own deaths in order to avoid
what they believe may be “a death that
comes too slowly and too late” (Hardwig

2009, 38).
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This attitudinal  shift has found
expression in our practices of EOL care,
in particular, the widespread use of EOL
documents (such as living wills) directing
the limitation of life-sustaining medical
procedures. Although decisions limiting
medical interventions can be legitimate
and have been defended under certain cir-
cumstances in the Catholic tradition and
in papal teaching since Pope Pius XII! a
disturbing mentality is gaining prominence
in US health care. It advances the idea
that disability and dysfunction can reduce
the value of a person’s life; it increases in
vulnerable people a fear of living too long,
of being a burden, and of dying—as its
mantra goes—“without dignity”; and it
promotes EOL documents as a means
precisely for controlling the circumstances
and timing of death.

Intent of This White Paper

This white paper considers in detail one
potentially problematic response to this
attitudinal shift in the form of a new type
of EOL document known as Physician
Orders for Life Sustaining Treatment
(POLST)? and an organized campaign to
encourage its widespread use. We acknowl-
edge that the POLST form was developed
to deal with real challenges in communicat-
ing and respecting patients’ decisions
regarding treatment at the end of life. We
are well aware of the problem of over-
aggressive medical care being delivered to
patients who did not want it and whose
conditions did not warrant it. Overtreat-
ment at the EOL has resulted from at least
three factors: (1) a medical culture charac-
terized by paternalism that placed more
value on the way physicians viewed death
and dying than patients; (2) fear and uncer-
tainty among patients and family members
when dealing with their own or a loved
one’s demise; and (3) obstacles to learning,
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documenting, and respecting patient wishes
for their EOL care.> However, medical
paternalism has been replaced by a culture
of autonomy that values patient wishes in
medical decision-making sometimes to a
fault. Fear and uncertainty at life’s end
cannot so much be avoided as its effects
on decision-making minimized. Overcom-
ing the range of obstacles to
communication and implementation of
patient wishes has been a primary objective
of those promoting the POLST form, and
of many other people as well. Like advo-
cates of POLST, we are committed to
overcoming obstacles to the clear com-
munication of the values and wishes of
patients. As Catholic physicians and
healthcare professionals, we are also com-
mitted to upholding the values of Catholic
health care, which include providing
appropriate, ordinary treatments without
discrimination and always providing the
most basic forms of care that all patients
need and deserve.

In contrast to advocates of POLST,
however, we believe that the use of
POLST forms will create unacceptable
risks from both the perspective of good
medical decision-making and good ethical
decision-making. Although we recognize
that POLST might offer some benefits to
some patients, the benefits will be grossly
outweighed by the harms and abuses that
will result from use of the POLST form
and the campaign to promote it.

We begin with a brief introduction to the
POLST paradigm and form, and review
arguments which favor its widespread use.
We then outline the challenges that we
believe POLST poses to good clinical care
and ethical decision-making. We end with
recommendations regarding POLST and
propose some alternatives to the longstand-
ing focus on advance decision-making
models, alternatives that we think are more
consistent with good clinical practice and

Catholic moral principles.
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Review ofF THE POLST PARADIGM AND
Form

Introduction to the POLST Paradigm
and Form

Origin, Promotion and Spread*

The “POLST Paradigm Initiative” was
created in 1991 by a task force of health-
care professionals and ethicists from the
Center for Ethics in Health Care at
Oregon Health & Science University
(OHSU)’ with the stated goal of facilitat-
ing patients’ choices regarding end-of-life
care, in general, and life-sustaining
medical treatments, in particular. The
“paradigm” was designed around a process
of EOL counseling that would culminate
in the completion of a “POLST form.”

Although the POLST form is examined
in more detail below, it is distinctive in that,
after being signed by a clinician, the form is
immediately invested with the status of an
actionable medical order, without regard to
patient decisional capacity.

In 1991, the OHSU task force devel-
oped the approach and form that
eventually would come to be known as
POLST.® A pilot instrument, called the
“Medical Treatment Coversheet” (MTC),
along with a process for implementation
and evaluation, was created.” For the first
time, medical directives formerly dispersed
over multiple forms were consolidated
onto a single document.® In 1993, the
MTC’s name was changed to “Physician
Orders for Life-Sustaining Treatment
(POLST)” and, in 1995, a POLST docu-
ment was released for use in the state of
Oregon. After that, the POLST paradigm
and form began to spread across the
United States. While a high degree of
unity prevailed, given the origin of the
POLST paradigm and materials at
OHSU’s Center for Ethics in Health
Care,'® some states began to use other

acronyms, including: POST (“Physician
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Orders for Scope of Treatment”) in West
Virginia; MOLST (“Medical Orders for
Life-Sustaining Treatment”) in Maryland;
MOST (“Medical Orders for Scope of
Treatment”) in Colorado; and COLST
(“Clinical Orders for Life-Sustaining
Treatment”) in Vermont.

In 2004, OHSU’s Center for Ethics in
Health Care assembled a task force of
representatives from participating states to
further facilitate the spread of the POLST
paradigm nationally. The new National
POLST Paradigm Task Force (NPPTF)
established standards by which individual
states could develop “endorsed” POLST
programs (Sabatino and Karp 2011, 3).

States or regions interested in seeking
endorsement from the NPPTF must
submit an application that demonstrates
that they meet the program requirements.
The NPPTF supplies well-developed
guidelines for implementing a statewide or
regional POLST  paradigm program
including advice on assembling local task
forces,"" conducting pilot programs, iden-
tifying a core group of “physician
champions” who will take leadership in
program implementation and education,'
addressing legal issues, training non-phys-
icians to act as advance care planning
facilitators,” disseminating the program
elements throughout the region, dealing
with media, and conducting self-reviews.

All endorsed programs must meet a set
of requirements that include the
following:14

(1) state or regional healthcare facilities
and workers must recognize properly
completed forms as current or (in
some states, standing) medical orders;

(2) training  programs for POLST
implementation must be instituted;

(3) forms should be recommended for
persons who might die in the next
year, who suffer from “chronic pro-
gressive illness and/or frailty,” or who
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are elderly “with
informed preferences”
EOL options;

the signatures of patients or their sur-
rogates on POLST forms are
“strongly” recommended, but often
not required, as “evidence that patients
or their legal representatives agree

with the orders on the form”;*

POLST forms should be the preferred
advance-planning document in diverse
health care settings (“e.g., emergency
medical services, long-term care, and
hospice”); their completion should be
left voluntary; shared decision-making
and patient wishes should govern their
completion;

a plan should be developed for POLST
implementation and ongoing evaluation;
“a single strong entity” should be
identified who is willing to “accept
ownership for the program” and is
capable of implementing it.16

Efforts at spreading the POLST para-
digm since 2004 have been remarkably
effective. As of September 2012, fifteen
states had programs “endorsed” by the
NPPTFY and 30 additional states (or
state regions) had “developing” pro-
grams."® Compare this with the 12 states
programs and 21 developing programs in
June 2011 (Saunders 2011, iv). POLST
advocates are well-funded and organized,
using an “incremental strategy” to get the
program up and running throughout states
(Saunders 2011, vi). Their commitment to
POLST leads them to focus upon and
accentuate its benefits. No state yet man-
dates the completion of a POLST form,
but two states (Tennessee and Utah)
require that the forms be offered to certain
patients and residents (Sabatino and Karp
2011, v.).

In closing this brief historical review, we
acknowledge that the POLST paradigm

and form must be evaluated mainly in

strong, specific
about their

(4)

©)

(6)
7)
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terms of their nature and results, rather
than in terms of the people and organiz-
ations associated with them. Still, it is
worthy of note that POLST promotion
was not a grassroots effort. Four foun-
dations provided substantial donations for
creating and promoting POLST—the
Greenwall Foundation (Lewis-Husk and
Garland 1999, 10), the Nathan Cum-
mings Foundation, the Open Society
Institute, and the Robert Wood Johnson
Foundation. These same foundations
also have provided significant funding for
right-to-die organizations. To give only a
few examples: the Greenwall Foundation
funded Nancy Dubler, member of the
Board of Advisors for Compassion &
Choices, in 1991,%° appointed Christine
Cassel, physician-assisted suicide advocate
as chair of its board of directors in 1999,
and awarded a total of $400,000 in grants
to Choice in Dying a New York-based
right-to-die organization, in 1994-1995.%
The Nathan Cummings Foundation
awarded $185,000 to Choice in Dying
between 1996-1999.22 A decade later,
Cummings continued right-to-die funding
by awarding Community  Catalyst
$135,000 to spearhead a MergerWatch
campaign to “fight religious restrictions on
end-of-life care.”” The Open Society
Institute granted assisted-suicide advocacy
group Compassion in Dying $100,000 per
year from 2000 through 2004.%* Finally,
the Robert Wood Johnson Foundation
(RWJF) funded Choice in Dying at least
as far back as 1998 with a grant for
$231,920.% Perhaps, then, it is not coinci-
dental that POLST programs are strongly
supported  right-to-die coalitions®® and
some palliative care organizations.

Further, many hospitals, health systems
have expressed support for POLST and
promoted its use, up to and including the
provision of payment incentives for phys-
icians for completion of advance directive
forms.

Goals and Rationale
POLST supporters believe the paradigm
represents a necessary advance over older
statutory models for advance care planning.
Older models offered instruments to
patients to express their wishes for EOL
treatment, and immunity to doctors from
homicide laws if they executed patients’
designated wishes in good faith. The
“living will” was the first document of this
kind to receive statutory support. Its orig-
inators conceived it as a means for legally
specifying the conditions for dying—for
revoking consent to treat—for patients
with severe and irreversible pathologies.?’
California passed the first living will statute
in 1976 (Sabatino 2010). Over the next
10 years the majority of states passed sta-
tutes establishing living wills as legally
binding documents. In 1990 the U.S.
Congress passed the Federal Patient Self-
Determination Act®® requiring health-care
facilities to provide written information to
patients concerning advance healthcare
directives upon admission to the facility.

Advocates for patient autonomy began to
argue that living will statutes were insuffi-
cient to ensure that patient care reflects
patient preferences, especially in cases of
advanced stage illness when critical
decisions need to be made. Despite the
widespread availability of living wills, the
documents, they argued, were frequently
unavailable when needed, lacked “clinical
specificity with respect to the here-and-now
medical decisions faced by seriously ill
patients” (Sabatino and Karp 2011, 2-3),
and did not embody the clinical normativity
of a doctor’s order (Hickmen et al. 2005).
These complaints were picked up by the
1990 task force at OHSU which argued
that nothing less than translating patient
preferences into actionable medical orders
would overcome the problem.

The three aims of the POLST para-
digm have recently been summarized

(Sabatino 2010, 229):
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* The first is advance care planning; the
model requires a discussion on care
options between POLST representatives
and patients or their surrogates.

* The second is integrating patient prefer-
ences into  physicians’ orders by
recording them onto POLST forms;
each state adopts its own version of the
form, but all forms share certain identi-
cal characteristics.

* The third is ensuring that the document
“travels” with patients and remains appli-
cable across all care settings.

The POLST form

State of Oregon POLST Form
See figure 1.

State of West Virginia POLST Form
See figure 2.

POLST forms, on which patients or
their surrogates specify patient wishes
regarding specific types of life-sustaining
treatments, are the centerpiece of the
POLST paradigm. POLST forms are
usually printed on brightly colored paper
(florescent pink, green, or yellow) so that
they will stand out for ready reference in
the patient’s medical chart. The forms are
similar to some advance directives (ADs)
insofar as they employ a check-box format
to make preferences known. But the
POLST has one very important difference:
traditional ADs provide discretion for
clinicians to withhold or withdraw some
or all life-sustaining treatments provided
certain conditions regarding patient com-
petency and health status (e.g., patient has
been diagnosed with a terminal condition
or a state of unconsciousness from which
recovery is judged unlikely) are met in the
future. A completed POLST form con-
tains a clinician’s signature investing it
immediately with the status of an action-
able medical order, whether or not the
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patient lacks decisional capacity.29 And, as
a standing doctor’s order, the form remains
active across healthcare venues, whether a
patient is in the hospital, at home, or
admitted to a nursing home. It binds not
only hospital and nursing home personnel
but also emergency medical workers.

POLST forms always include three sec-
tions of information: introductory top
section, specific medical directives, and
bottom section containing the signatures
of a healthcare provider (MD, NP, or PA
is generally required) and/or a witness or
witnesses.

Top section

The document’s name and its acronym
appear at the top of the page (“POLST”
or MOLST, MOST, etc.) along with
patient information and brief instructions
directing medical practitioners to “follow
these orders.”

Medical directives

Three or four large boxes, depending on the
form, contain specific medical directives. If
patients have no pulse and are not breathing,
the form directs caregivers to follow instruc-
tions in box one; if they have a pulse or are
breathing, they proceed to boxes two to
four. The wording of the following sections
may vary slightly on different state forms.

The first directive is titled “Cardiopul-
monary Resuscitation (CPR).” Patients or
“facilitators” (term explained below) are
directed to check one of two directives:
“Attempt Resuscitation/CPR” or “Do Not
Attempt Resuscitation/DNR.”

The second directive is titled “Medical
Interventions.” One of three directives
is checked: “Comfort Measures Only,”
“Limited  Additional Interventions”
(additional, that is, to comfort measures),
including antibiotics and intravenous (IV)
fluids; but it specifically directs prac-

titioners not to use intubation, advanced
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Figure 1. State of Oregon POLST Form.

airway interventions, or mechanical venti-
lation; or “Full Treatment.”

The third directive is titled: “Artificially
Administered Nutrition,” directing one of
three options: “No artificial nutrition by
tube,” “Trial period of artificial nutrition

by tube” (space is provided for further
handwritten instructions), or “Long-term
artificial nutrition by tube.”

Some state forms contain a fourth box
specifically related to the administration
of antibiotics (otherwise antibiotics are


























































































