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Introduction

Michael J. Sleasman, PhD
Michael Cox, MA

r I Yhis special report marks the first supplement of
Dignitas, the quarterly publication of The Center
for Bioethics & Human Dignity. Dignitas began

over 20 years ago as the Center’s newsletter Dignity, and
has expanded to include both bioethical commentary
and original scholarship, along with quarterly bioethics
news, updates on developments in medicine, science,
and technology, and highlights from cultural touch
points with bioethics in fiction and film. In the next evo-
lution of Dignitas as a publication, we look forward to
periodically offering supplements such as the one before
you that explore contentious areas of bioethical inquiry
from within a Judeo-Christian Hippocratic framework.
For our inaugural special report, we selected a topic of
perennial bioethical concern—end-of-life care plan-
ning—and focused the discussion on an area of recent
controversy within the contemporary Christian bioethi-
cal conversation: POLST (Physician Orders for Life-Sus-
taining Treatment).

Christians have long believed, as the Apostle Paul claims,
that death is a defeated enemy. Or as Dietrich Bonhoef-
fer boldly decreed, “The miracle of Christ’s resurrection
makes nonsense of that idolization of death which is
prevalent among us today”" And yet, the current reality
remains that our death is an inevitable certainty amidst
all the possibilities of our lives. In the broken frailty of
our fallen world, we might agree with the philosopher
Martin Heidegger, who noted in his seminal work Be-
ing and Time, that “death is the ownmost possibility” of
being.?

This death exists awkwardly in God’s creation. It is awk-
ward, precisely because God is the author and giver of
life. The story of redemption is a story of the living God
offering blessing in the face of the curse’s ultimate con-
sequence—our ownmost possibility. Right at the begin-
ning of this redemption story, this incongruity was es-
pecially acute: How can the living God dwell near and
among a dying people? The answer to this question is
offered in what are, to contemporary readers, some of
the most obscure of the biblical texts: the laws of Leviti-
cus. The laws regarding skin diseases, mold, and bodily
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discharges seem especially foreign to us. But these laws
offered guidance for people to dwell near the living God.
Or, stated another way, these laws gave God’s people a
way to ‘deal with’ death.

Despite the passage of millennia and the rising power of
modern medicine to extend life, we too must still ‘deal
with’ the reality and inevitability of death—the death of
friends and family, and ultimately our own demise. Our
ability to address the frailties of human life and to de-
lay death through ever advancing medical technologies
and interventions has increasingly led to a cultural dis-
comfort and odd ambiguity with death—a strange mix
of death-denial and macabre fascination.’ For many, the
ravages of death and dying have been sanitized from our
everyday lives. Moreover, we find our own mortality dif-
ficult to talk about, something that is attested to in many
of the following articles and responses.

Yet as our society ages, conversations that force us to deal
with death in a particular manner, specifically how we
die, become more pressing. Our ever-increasing techno-
logical capabilities allow us to prolong life, even if only
a sort of bare life might remain. Here we are confronted
with the bald reality of needing to talk about how one
might die well with all of these medical options before
us.

But neither is the church immune to these cultural ten-
sions and tendencies to avoid conversations about death
and dying.* Unfortunately, many churches are not plac-
es that speak openly of how everyday Christians might
die well. Where do clergy and laity go to seek wisdom
to questions of dying in our advanced medical age?
Questions such as: Does Christian hope require that I
undergo certain kinds of burdensome or even unwant-
ed treatments? What of the withdrawal of life-sustaining
treatments? Am I obligated as a surrogate decision-mak-
er to authorize artificial nutrition and hydration for
my relative? What of voluntary stopping of eating and
drinking?

Thankfully, ways that our culture deals with death and
dying do not reflect current legal, medical, and bioeth-
ical conversations. These conversations regarding the
ethics and legalities of the end-of-life have been ongoing
for centuries. Albert Jonsen reminds us,



From ancient times, everyone—doctors and patients
alike—knew that medicine killed and injured. A
standing joke called doctors ‘unpunishable murder-
ers. The new medicine, particularly in the forms that
sustained living processes, put a new twist on that
old, sad joke. Now a patient’s continued life could
depend on persistent application of the supporting
technology.’

The conversation continues in the medical literature. A
recent “perspective” piece in the New England Journal
of Medicine argues that end-of-life care should be evi-
dence-based:® an old conversation (i.e., end-of-life care)
should meet a modern form of an ancient concept (i.e.,
evidence-based medicine, itself standing in the lineage
of observational medicine leading back to Hippocrates
and Galen).

Christians, too, have made several recent contributions
to the conversation, reflecting a Christian approach to
death and dying.” In these venues, and many others, a
serious conversation about dying is alive and well —even
if it has not reached the awareness of the general public.

Yet even though this ongoing conversation is old, it is
still in many ways new to us. The technological advances
of our historical moment demand that we continue to
engage the conversation. And we find that the conversa-
tion can be guided by the familiar paths of bioethical in-
quiry: What is the role of patient autonomy—even when
the patient is unable to express her wishes? How does
a physician fulfill her obligation to “do no harm” in the
face of death? Should every medical intervention at our
disposal be used in the face of imminent death?

We are interlocutors in an ancient conversation—from
the laws of the Old Testament to Christian-Hippocratic
physicians to more recent conversations ranging from
American legal discourse about advance care planning
to palliative care. We must talk about dying, about our
preferences for end-of-life care, and about what it means
to die well. Moreover, we must do so in a way that takes
into account the ever evolving armament of increasing-
ly costly medical interventions available to us. And we
must do so in such a way that honors the particular di-
lemmas and complexities of deciding individual end-of-
life care. In other words, we must frame the conversation
in a way that honors the dignity of the dying individual
living in life’s final moments.

This special issue of Dignitas is offered as a contribution
to this broader conversation. More specifically, this issue
offers reflection on this relative late-comer to the reper-
toire of advance care planning options: Physician Orders
for Life-Sustaining Treatment. Understanding that this
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is an ongoing conversation with diversity of assessments
even within the broader framework of commitment to
Judeo-Christian Hippocratism, we have sought to of-
fer scholarly treatment of the issue in a dialogical for-
mat. Two lead authors (Edward Grant and Lisa Ander-
son-Shaw) present extended discussions of the POLST
Paradigm, unpacking the legal, ethical, and clinical
dimensions of POLST in particular and advance care
planning in general. Four invited commentaries then of-
fer responses to these lead essays. These commentaries
represent a diversity of ecclesial (Roman Catholic and
Evangelical) and professional backgrounds (from mor-
al philosophy and bioethics to law and policy, from a
clinical ethicist and medical educator to a philosopher/
theologian and lawyer/bioethicist), as well as a spectrum
of assessments with respect to the POLST Paradigm it-
self. While there are areas of disagreement between the
various contributors regarding the particularities of the
benefits and concerns of POLST, what is shared is strik-
ing: each contributor recognizes the importance of ac-
tively engaging in conversations, particularly within the
church, about end-of-life decision-making in a way that
honors the dignity of the person. It is to this end that we
offer this first supplement of Dignitas.

1 Dietrich Bonhoeffer, Ethics (Minneapolis: Fortress, 2009), 91.
Martin Heidegger, Being in Time (Albany, NY: State University of
New York Press, 1996), 243.

Cf. Ben Peays, “Fantasy Funerals and Other Designer Ways of
Going Out in Style,” in Everyday Theology: How to Read Cultural
Texts and Interpret Trends, ed. Kevin Vanhoozer, Charles Ander-
son, and Michael Sleasman, 209-226 (Grand Rapids: Baker Aca-
demic, 2007).

Cf. Lucy Bregman, Preaching Death: The Transformation of Chris-
tian Funeral Sermons (Waco, TX: Baylor University Press, 2011),
and Fred Craddock, Dale Goldsmith, and Joy Goldsmith, Speak-
ing of Dying: Recovering the Church’s Voice in the Face of Death
(Grand Rapids: Brazos, 2012).

Albert Jonsen, The Birth of Bioethics (New York: Oxford Universi-
ty Press, 2003), 266. See Edward Grant’s overview of this history
in his article in this volume, or, for a more extended discussion
of the history of advance medical directives, see Edward Grant,
“Advance Medical Directives in the Era of Health Care Reform:
Who Decides?” Dignitas 20, no. 4 (Winter 2013): 1, 4-7, 10-12.
Scott Halpern, “Toward Evidence-Based End-of-Life Care,” New
England Journal of Medicine 373, no. 21 (2015): 2001-2003.

See for instance Rob Moll, The Christian Art of Dying: Living Ful-
ly into the Life to Come (Downers Grove, IL: InterVarsity Press,
2010), and Allen Verhey, The Christian Art of Dying: Learning
from Jesus (Grand Rapids: Eerdmans, 2011). Note also the strong
critique of contemporary medicine and its orientation toward
death in Jeffrey Bishop, The Anticipatory Corpse: Medicine, Power,
and the Care of the Dying (Notre Dame, IN: University of Notre
Dame Press, 2011).



Back to the Future? POLST and End-of-Life Law

Edward R. Grant, JD
CBHD Advisory Board Member

The “POLST Paradigm” represents the latest devel-
opment in the four-decade American enterprise
of legislating standards for the care of terminal-
ly ill and permanently incapacitated patients.” Near the
outset of this enterprise, the late lawyer and scholar Den-
nis J. Horan said of the 1976 California living will statute
(“Natural Death Act”) that it “adds officious burdens to
the death bed, encumbers medical decisions with unnec-
essary additional consultations and creates rather than
clarifies legal problems.® Horan was equally skeptical of
the New Jersey Supreme Court’s opinion that same year
in the case of Karen Quinlan.* The court, he noted, relied
unnecessarily and unwisely on the constitutional right of
privacy, whereas existing common-law principles (such
as the right to refuse medical treatment) would have
provided a sufficient and more effective basis for its de-
cision.” More recently, Professor Lois Shepherd echoed
Horan’s conclusion, if not his precise analysis. Proposing
that we put an end to end-of-life law, she concludes (as
did Horan) that end-of-life treatment decisions should
be treated, in law and clinical practice, like other import-
ant medical treatment decisions. The corpus of special-
ized rules and procedures developed in recent decades
“may have been useful and even necessary at some point
in the development of the law and ethics in this area,
but their value has diminished and it is time to let them
pass.®

POLST—the common acronym for Physician Orders for
Life-Sustaining Treatment—promises to address these
dilemmas. The POLST paradigm purports to compen-
sate for the failure of myriad statutes and court cases
to produce, in a critical mass of cases, reliable and ac-
tionable indicators of a patient’s intentions regarding
care at the end of life.” Ostensibly, POLST is designed
to complement, not replace, mechanisms such as living
wills, appointment of healthcare surrogates, and advance
medical directives (AMDs). Yet, the literature support-
ing POLST unambiguously promotes the paradigm as
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a superior form of advance care planning. Unlike these
prior mechanisms, the bright-colored, one sheet POLST
form is the “order” of a physician (or, in some states, a
nurse practitioner or physician assistant), in clear, direct
language, which is immediately actionable. Recourse to
POLST will thus alleviate concerns over applying the
boilerplate language in a “form” living will, interpreting
the generalized instructions in a “customized” advance
directive, or seeking approval at every stage (or at every
facility transfer) from an appointed surrogate who may,
or may not, understand an incapacitated patient’s prior
wishes.® If POLST is not explicitly designed to replace
the mechanisms created by existing end-of-life law, it is
certainly intended to establish a more sound path toward
effective end-of-life decision-making. Before examin-
ing whether POLST can live up to this ambition, a brief
“POLST Primer” is warranted.

A Primer on POLST

The POLST paradigm was designed in the early 1990s
to translate into actionable medical orders a patient’s
wishes regarding three potential treatment options at the
end of life: (1) cardio-pulmonary resuscitation (CPR);
(2) intubation and ventilator support; and (3) artificially
administered nutrition. Originally, the paradigm also in-
cluded antibiotics as a fourth treatment option, but this
has been dropped in many POLST forms. The paradigm
was developed by the Center for Ethics in Health Care at
Oregon Health & Science University, together with rep-
resentatives of stakeholder healthcare organizations.

Shortly thereafter, POLST proponents from Oregon and
a handful of other states formed the National POLST
Paradigm Task Force (NPPTF). The NPPTF determines
whether POLST initiatives in other states qualified as
“endorsed” POLST programs, or merely as “developing”
programs. A state program may reach “endorsed” sta-
tus—and thus lay full claim to representing the POLST
Paradigm—only if it adheres to NPPTF standards (in-
cluding the specifics of the POLST form), has addressed
relevant legal and regulatory issues, and has developed
strategies for dissemination and ongoing evaluation of
the program within the state.” Seventeen states have



“endorsed” programs, two of which (Oregon and West
Virginia), have achieved “mature” status. Twenty-eight
other states have programs in various stages of develop-
ment.'” While there are slight variations in the POLST
form from state to state, the basic structure does not
vary. Using the Oregon POLST form as an example,
Section A calls for a yes/no decision on the use of CPR
if the patient is in cardiopulmonary arrest (no pulse or
respiration). Section B, titled “Medical Interventions,” is
designed to guide treatment decisions in other acute sit-
uations. It provides three options: (1) “comfort measures
only;” (2) “limited additional interventions” or “selective
treatment” (to exclude intubation/ventilation and ICU
care), and (3) “full treatment” (to include intensive care).
Section C indicates the patient’s preferences for the use
of artificially assisted nutrition if the patient loses the ca-
pacity to take food and fluids by mouth. Three options
are offered: long-term tube feeding; a defined trial peri-
od of tube feeding (which may be specified by additional
orders on the form); and no tube feeding.

As noted, POLST is designed to complement, not to re-
place, existing provisions for AMDs, including the ap-
pointment of healthcare surrogates. While any adult can
execute an advance directive, POLST is recommended
only for a patient with a serious health condition or frail-
ty, whose healthcare provider “would not be surprised”
if the patient died within 12 months."! AMDs, according,
to the paradigm, are intended to guide “future” treat-
ment, while POLST is concerned with “current” treat-
ment. A POLST form may be revoked at any time and,
according to the paradigm’s guidelines, should be revisit-
ed whenever there is a significant change in the patient’s
condition and at time of transfer to another healthcare
setting. The legal foundation for POLST varies from
state to state. Most states with POLST programs have
amended their state codes pertaining to AMDs and/or to
do-not-resuscitate orders (DNR) to implement POLST,"
but not all potential conflicts with state laws on AMDs
and DNR have been resolved."

According to the paradigm, a properly-completed
POLST form constitutes a contemporaneous recording
of patient wishes that is (1) immediately actionable be-
cause it is signed by a physician or other provider, (2)
easy to follow because it is on a single-page, brightly-col-
ored, standardized form, (3) more comprehensive than a
traditional DNR because of the other treatment options
it addresses, and (4) transportable from institution to in-
stitution, or from institution to home.' Proponents also
contend that POLST serves patient autonomy better than
traditional forms of AMDs because (1) the form is cre-
ated after a discussion between the patient and provider
when a serious condition has arisen, and thus addresses
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current, specific needs, not a hypothetical scenario that
may be years off; (2) under POLST protocols, the form
should be revised whenever there is a significant change
in the patient’s condition; (3) the form will travel with
the patient, and thus (unlike an AMD that may be in a
home safe or lawyer’s office) be available when a decision
regarding life-sustaining treatment needs to be made;
(4) the form is written in precise medical language and
signed by a provider, and thus will more likely be hon-
ored by other providers when the patient is transferred;
and (5) POLST is not subject to the variances, limita-
tions, and formal requirements that afflict current state
laws on AMDs and surrogate appointments.'> Deviance
from the requirements of the POLST paradigm would
place at risk these lofty objectives. While states frequent-
ly amend laws and regulations to accommodate and im-
plement the POLST paradigm, their latitude in doing so
is constrained by the mandates enforced by NPPTFE. Leg-
islative changes to the structure of the POLST form,'® its
status as an “order;” or its portability jeopardize the state’s
ability to achieve “endorsed” POLST status.'”” While al-
lowing for minor variations in implementation, POLST
is a one-size-fits-all paradigm, implementation of which
is zealously guarded by NPPTE

With this brief background, we can consider POLST’s in-
fluence on end-of-life decision-making, its relationship
to existing legal standards regarding the provision and
withdrawal of life-sustaining treatment, and whether the
superseding authority intended for the POLST form is
appropriate, particularly in non-emergency settings.

POLST and Current End-of-Life Standards

To the first issue, the POLST paradigm proposes a
clear answer: if correctly followed, POLST is intended
to—and will—change the manner in which end-of-life
treatment decisions are made.”® According to one ex-
pert, POLST reflects a growing consensus away from a
legalistic, “transactional” model of advance care plan-
ning (embodied in living wills and AMDs) toward a pa-
tient-centered “communication” model that emphasizes
an iterative process of decision-making that focuses on
goals of care in light of the patient’s current medical con-
dition and personal beliefs and values.” A core premise
of POLST is that completion of the form is based on the
voluntary, informed consent of the patient. However, the
paradigm also anticipates that all patients in the target
POLST population—those whose death within a year
would not be a “surprise”—will be given the opportunity
to complete a POLST form.? For the most part, POLST
does not aim to reach this objective through mandates,
such as the “mandatory offer” of an opportunity to com-
plete an advance directive required by the federal Patient
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Self-Determination Act. The vast majority of POLST
states do not require that hospitals and other institutions
offer POLST to certain categories of patients. Consistent
with the paradigm’s standards, those that do emphasize
participation in POLST is strictly voluntary.*! In this way,
POLST may be said to adopt a “soft” carrot-and-stick in-
centive to more open discussion and decisions on end-
of-life treatment options.

The Uniqueness of POLST?

No one denies the laudable goal of detailed physician-pa-
tient consultations, built on the principles of informed
consent, suitable to the clinical situation of the patient.
Yet, is the POLST form the most suitable “carrot” to reach
that goal? The format seems to require a par-
ticular structure to those discussions, steered
toward reaching a “yes” or “no” decision on the
listed treatment options—options that may be
of limited relevance to a given patient’s circum-
stances, and to the exclusion of options that
may be far more relevant. Completion of the
form, in the rigid format dictated by NPPTE,
is the sine qua non of the entire POLST para-
digm. NPPTF no doubt intends that any dis-
cussion of end-of-life treatment would be tai-
lored to an individual patient’s needs. Patients also may
decline to respond to any of the options on the form, and
may use other instruments, including non-POLST med-
ical orders and AMDs to communicate preferences on
other aspects of treatment. But only the POLST orders
appear on bright pink card stock, signifying their intend-
ed priority and precedence over other patient or provid-
er directives. The underlying intent is manifest—to get as
many patients as possible to decide among these options,
and to make those decisions actionable as a matter of
clinical practice and law. The POLST paradigm is trans-
parent on these points: not enough patients currently
state their preferences regarding these core measures of
life-sustaining treatment, and of those that do, the lack of
enforceability undermines those preferences.

One can readily understand POLST’s objective to simpli-
fy and “empower” patient choices—particularly on the
utilization of CPR and intubation/ventilation, and par-
ticularly if the patient has been discharged from acute
care to a skilled nursing facility, hospice, or home. A pa-
tient who has consented to entry of a DNR order and
has chosen to return home for the duration of a terminal
illness should be confident that paramedics who may be
summoned by a 911 call will not override that order. (The
same is true for the discharged patient who desires to be
resuscitated, perhaps until death is more imminent.) The
availability, clarity, and prominence of a POLST form are
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suited to the type of split-second decision that must be
made in such a circumstance. The same would be true
of a patient discharged to a skilled-nursing facility; the
POLST form could limit emergency calls and transfers to
acute care that run counter to the desires of the patient.

However, POLST’s inclusion of “artificially adminis-
tered” or “medically assisted” nutrition seems less jus-
tified, especially given the breadth of the target POLST
population (anyone whose death within a year would
not be a “surprise”). Few if any decisions to institute
tube feeding are undertaken as an emergency measure.
(Although POLST is not entirely clear on this point, we
can assume that “artificial nutrition by tube” refers to
mechanisms such as a PEG tube and does not include

POLST is recommended only for a patient
with a serious health condition or frailty,
whose healthcare provider “would not
be surprised” if the patient died within 12
months.

use of IV fluids to relieve dehydration.) The inclusion of
tube feeding brings POLST into an ethical gray area, as
some religious and ethical authorities view the refusal or
cessation of tube feeding as tantamount to euthanasia.
POLST proponents contend that the range of options on
the form accounts for these controversies, and forces no
one, patient or provider, to act contrary to conscience;
they cite as evidence that some Catholic hospitals partic-
ipate in POLST.?* But conflict remains. A pastoral letter
from the Catholic bishops of Wisconsin concluded that
the POLST form “oversimplifies” end-of-life treatment
decisions, and, in reference to cessation of tube feed-
ing, may authorize acts that are tantamount to eutha-
nasia.”” The National Catholic Bioethics Center likewise
concluded that Catholic institutions should not accept
POLST forms.** Even setting aside the particular objec-
tions in Roman Catholic moral teaching, POLST holds
no particular advantage over “ordinary” provider orders
or advance directives in guiding decisions whether or
not to place a feeding tube. Furthermore, the contempo-
raneous assent of a duly-appointed surrogate, reflecting
the desires stated by the patient in an AMD or in private,
may be a far more reliable and ethically appropriate basis
on which to base a decision on assisted feeding. POLST
instructions may simply repeat the wishes stated in an
AMD or conveyed by a surrogate. But they could con-
ceivably conflict—meaning that the process of complet-
ing the POLST form should include inquiry into whether



the patient has an AMD and/or has appointed a surro-
gate, as well as informing the surrogate of the decisions
reflected on the POLST form. While the POLST para-
digm recommends such a comprehensive approach to
discussions with the patient, the form retains its author-
ity whether or not the recommendation is followed. This
example illustrates POLST’s complex and unresolved
relationship with key aspects of existing end-of-life law.

The POLST form is most suited to genuine emergencies
and “in the moment” treatment decisions, particularly
where existing law requires the use of aggressive life-sus-
taining treatment.” The most common scenario involves
emergency medical services (EMS) personnel, required
by law and protocol to perform aggressive and invasive
life-sustaining measures on patients in cardio-pulmo-
nary arrest. All aspects of the POLST form—the stan-
dard format, the bright paper, and the clear physician’s

...the further the distance from a genuine
emergency, the weaker the case for POLST
as opposed to other forms of directing
patient care, and the greater the potential

for conflict with existing laws.

orders—are necessary and sufficient to notify emergency
personnel not to apply such measures, or to apply them
if the POLST form so indicates. Even here, however,
POLST may come into conflict with existing rules on
out-of-hospital DNR orders. Virtually all states have ad-
opted protocols for such orders (outside the context of
POLST) that may include, depending on the state, both
formal and substantive requirements, such as a certifica-
tion by two physicians that the patient meets a qualifying
precondition such as terminal illness or permanent un-
consciousness.”* POLST proponents view such require-
ments as “barriers” to the implementation of POLST;*”
another perspective might view POLST as undermining
safeguards established to protect vulnerable patients and
to err on the side of life.”

POLST proponents emphasize that “normal” physi-
cian-patient conversations reduced to “standard” physi-
cian orders are not a viable alternative to POLST during
emergency situations.”? However, the further the dis-
tance from a genuine emergency, the weaker the case for
POLST as opposed to other forms of directing patient
care, and the greater the potential for conflict with ex-
isting laws. For example, if an assisted living resident or
nursing home patient has executed an advance directive
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and/or appointed a health care surrogate, what is the
need of a POLST form on questions such as the appro-
priate level of medical intervention or the use of tube
feeding? The POLST form, it is argued, is both more con-
temporary and actionable—but the same would be true
of standard physician or provider orders recorded on a
medical chart; such orders would also have the virtue of
being more detailed and nuanced than the stark, simplis-
tic choices on the POLST form.

POLST & Conflicting Forms

Another difficulty is which advance care form should
control—the potentially more detailed AMD, or the
more recent and simplistic POLST form? The POLST
form attempts to address this prospect by emphasizing
(repeatedly, and in bold type) that POLST complements
an advance directive, does not replace it, and that both
documents should be examined to ensure
consistency. Short of perfect implementation
of the POLST paradigm, this will not always
be done. What then? State laws differ in their
approach to resolving this issue. Some stipu-
late that the POLST form prevails, others that
the AMD prevalils. Still others require that the
most recently completed document prevails;
among this group, California allows a more
recent POLST form endorsed by a surrogate
to prevail, while New Jersey and Colorado
stipulate that only the most recent patient-created docu-
ment can prevail.*® The very fact that states see the need
to enact such provisions demonstrates that the potential
conflict between POLST and other mechanisms such as
AMDs is genuine, not speculative.

The authority of a surrogate to complete or override a
POLST form also varies from state to state. Healthcare
surrogates can be appointed or recognized in several
ways: through court-appointed guardianship; through
designation by a competent adult of a durable power
of attorney for health care (or similar document) un-
der state law; and, in all but a handful of states, through
recourse to a “default” list of surrogates designated by
statute.’’ Some POLST forms recognize a fourth cate-
gory, a person recognized by the physician as someone
who would act and make decisions in the incompetent
patient’s best interests. The legal authority of this fourth
category of surrogates is not as certain as those of the
other three, but likely reflects the practical reality when
a treatment decision must be made and a formally-ap-
pointed surrogate is not available. Surrogates complete
over one-third of POLST forms, but some states limit
their ability to revoke or modify a POLST form previ-
ously completed by the patient when competent.** Such
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restrictions may block the “iterative” process that is part
of the POLST paradigm, raising the risk that the POLST
form becomes stale or “frozen in time.”

Finally, the assertion that POLST is intended not to re-
place AMDs, but to complement them, does not with-
stand scrutiny. POLST literature typically asserts the
superiority of the POLST form over current advance di-
rective and surrogate arrangements, and proposes a tem-
plate for physician-patient consultation that would ren-
der AMDs obsolete.” The assertion that POLST is not an
“advance directive” is even more risible. There are obvi-
ously differences between the POLST form and existing
AMDs—the AMD, in most states, can be customized in
ways the POLST form cannot; the AMD may be execut-
ed by any adult, whether young and perfectly healthy or
elder and infirm; the AMD is subject to different pro-
cedural formalities than POLST; and the AMD is not a
physician order. However, the core similarities trump
these differences. POLST, like an AMD, is a legal means
to communicate patient preferences about contingent
future treatment decisions that provides legal immunity
to those who in good faith act upon those preferences.
The purported distinction between “future” (set forth in
AMDs) and “current” (set forth in POLST) treatment di-
rectives is blurred by the fact that POLST is not limited
to patients with a terminal illness or in imminent dan-
ger of death. The pool of patients who may die within
a year’s time is not defined with particularity, and may
overlap significantly with the pool of patients for whom
preparation of an advance directive and appointment of
a surrogate, all under existing law, would be prudent.

The fact that POLST “ramps up” the statement of patient
preferences to the status of physician orders also does not
bring POLST outside the ambit of an advance directive.
POLST effectively converts into a single step the two-
step process of incorporating the preferences stated by a
patient, a surrogate, or in an AMD into standard medi-
cal orders. Equally tenuous is the claim that the POLST
form is a medical order, not (like an AMD), a legal in-
strument. NPPTF requires specific adjustments to state
law in order for a POLST program to be “endorsed,” and
in response, laws specifically designed to give legal ef-
fect to POLST orders tantamount to that of AMDs have
been enacted in virtually every state where the paradigm
is implemented. POLST, because of its status as a medi-
cal order, is a different form of legal instrument from an
AMD, but its effect—to record patient preferences for fu-
ture treatment and provide immunity to those who fol-
low them—is based on the same core principles animat-
ing the course of legislation in this area for four decades.

POLST, therefore, is an evolution of, not a departure

S7

from, the long process of actualizing patient preferences
in a format that will provide alegal “safe harbor” for those
who rely on those preferences. If POLST becomes the
dominant paradigm to guide treatment decisions for the
terminally and chronically ill, there would be less need
to prepare an AMD, save for appointing a healthcare sur-
rogate who, if the need arises, could authorize comple-
tion of the POLST form. This would comport with the
consensus among many experts that the appointment of
a reliable surrogate is the most important element of ad-
vance care planning,* and that such planning should be
based on shared communication and shared responsibil-
ity between patients, providers, and family members or
other surrogate decision-makers.

POLST: Summary of Benefits and Limitations

In its ideal form, the POLST paradigm offers many ad-
vantages over the mechanisms previously enacted un-
der the umbrella of “end-of-life law” The “transaction-
al” model embodied in living wills and other forms of
AMDs is a defensible starting point for discerning pa-
tient values and wishes, but has proven largely ineffective
in guiding specific decisions in the clinical setting. In
addition, preparation of an AMD in an attorney’s office,
often many years before it would come into effect, is a
weak indicator of patient preference.”® In contrast, the
POLST paradigm’s objective that the process commence,
not with the presentation of the POLST form, but with
a detailed discussion of the patient’s condition, progno-
sis, and goals for treatment, is virtually unassailable—as
is the expectation that a completed POLST form be re-
visited when conditions change or the patient is trans-
ferred.*®* However, short of failure to attain “endorsed”
status, there is no mechanism to inform these “musts”
within the POLST paradigm, and compliance will inev-
itably vary.”” Moreover, the raison detre of the paradigm
is the entry of physician’s orders, and not just any phy-
sician’s orders, but POLST-compliant orders as defined
by NPPTE. Thus, the structured discussions and iterative
process mapped out by the paradigm are not ends in
themselves, but means to an end.

This would not be a problem if the “end” were more
broadly defined to obtain patient-physician (or surro-
gate-physician) agreement on medical orders appropri-
ate to the patient’s present condition, prognosis, values,
and preferences. Neither POLST, nor virtually any other
aspect of current end-of-life law (save for those provi-
sions allowing personal appointment of a surrogate) is
required for this end to be achieved. A patient’s right
to consent to or refuse medical treatment is secured by
common-law, as recognized in numerous state court de-
cisions as well as by the United States Supreme Court.*



Proponents of POLST make a persuasive case that a stan-
dardized form is needed to guide the actions of emer-
gency responders. Yet, even here, some caution must be
exercised lest POLST becomes a default mechanism for
limiting life-sustaining treatment. The case for the ne-
cessity of POLST falters when applied to non-emergency
situations. Much of that case—and it is not negligible—

...autonomy is not an absolute value, and
it risks becoming distorted and fetishized
if used to diminish the responsibilities we

bear in treating the incapacitated.

rests on POLST’s practical impact. Published research,
while notable for its common authorship by proponents
of the paradigm,” indicates that the paradigm resulted
in lower incidence of unwanted CPR, ventilator support,
and transfer to intensive care.*’ In a 2010 study focused
on nursing home residents, POLST was reportedly more
effective than “traditional practices” in limiting unwant-
ed life-sustaining treatment, particularly those medical
interventions addressed by Section B of the standard
POLST form.”" Laudable as they may be, these results
do not establish the necessity of POLST; presumably
missing in the case of non-POLST patients were clear
directives on issues such as hospitalization. POLST may
fill this gap, but clearly stated “standard” medical orders
should be just as effective.

Conclusion

POLST’s growing acceptance signifies recognition that
the enterprise of legislating end-of-life law has failed to
achieve satisfactory results. Proponents will likely argue
that no other mechanism has achieved such widespread
acceptance as an alternative to “traditional” methods of
effectuating patient preferences. POLST nevertheless
risks falling into the same traps as its predecessors. The
regimented POLST form is reminiscent of early living
wills and standard form AMDs; this necessarily limits
its applicability to patients whose treatment dilemmas
cannot be reduced to simple “yes” or “no” responses to
CPR, hospitalization, and assisted feeding. POLST also
manifests the unfounded assumption that special rules
and procedures—in copious quantity and exacting detail
—are required to permit the withdrawal or withhold-
ing of life-sustaining medical treatment. Under current
(non-POLST) law, providers are sometimes reluctant to
make such decisions unless an AMD is available; in the
future, they may be reluctant to act without the execu-
tion of a POLST form. For any variety of reasons, a pa-
tient in the “POLST pool” may be reluctant to, or simply
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delay, authorizing a POLST form to be executed. Does
that patient thereby risk being over-treated? Finally,
POLST may perpetuate the most regrettable dynamic in
our end-of-life law: the search for a talismanic statement
(“I would never want to live that way”), document (liv-
ing will), or other indicator allowing those who actually
make the decisions about life-sustaining treatment for an
incapacitated patient to believe that the deci-
sion is not theirs, but that of the patient. This
dynamic is the flip side of our understandable
desire to honor patient autonomy. However,
autonomy is not an absolute value, and it risks
becoming distorted and fetishized if used to
diminish the responsibilities we bear in treat-
ing the incapacitated.

POLST, to the extent it elicits current patient preferences
based on the patient’s current condition, is an improve-
ment on what has gone before. Its proponents and over-
seers (NPPTF), however, should recognize its built-in
limitations and, in response, permit greater latitude and
flexibility in its implementation. Only then is POLST
likely to be a step forward, and not a step back, into the
future.
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Physical Death Is Certain and Permanent: A Review
of the POLST Paradigm

Lisa Anderson-Shaw, DrPH, MA, MSN, ANP-BC

hysical death of all human beings is both certain
P and permanent. We know this to be true. What is

not always known is how we will die, where we will
die, who will be with us, if we will be in pain, if we have
made our end-of-life treatment wishes known to our
physician and family, or if we will be aware that death is
near. But we will all surely experience death.

We also know that death looks very different now than it
did 60 years ago. Medical technology has exploded since
the first respiratory ventilator in 1929, the first kidney di-
alysis machine in 1943, and the first human organ trans-
plant (kidney) in 1954. The technology expansion has
also produced great advances in pharmaceuticals and
innovative diagnostic and surgical procedures. Modern
medicine can now sustain biological life long after the
quality and meaningful interactions that give purpose to
being human are gone. However, though the technology
and innovative advances in medicine are morally neu-
tral, it is the how, why, and for what purpose we use these
technologies and medical advances that attribute moral
dimensions to them. If we use all of our medical resourc-
es to stave off biological death when death is imminent,
we are not being good stewards of those resources. We
also risk using the individual as a means to an end, ren-
dering the application of such medical resources as im-
moral.

This article will explore issues related to healthcare and
how we die in America, as well as a Christian response
to end-of-life treatment decisions, primarily through the
use of advance directive documents. Clinical examples
will explain the moral application of medical technolo-
gy, end-of-life care, and the role of advance directives for
healthcare in such situations.

Lisa Anderson-Shaw, “Physical Death is Certain and Permanent: A
Review of the POLST Paradigm,” Examining POLST: A Special Report
of The Center for Bioethics & Human Dignity, supplement, Dignitas
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How We Die in America

When asked where a person would wish to die, most
people say they would like to be home with family. Re-
gardless of preferences, however, most Americans die in
hospitals or long term care facilities. Indeed, according
to the Centers for Disease Control and Prevention, 70%
of Americans say they would prefer to die at home, but
only 25% actually die at home.! The reasons for this dis-
parity are complicated and multi-faceted. One factor in-
cludes the lack of discussions with family members about
end-of-life (EOL) treatment options and preferences as
an illness progresses. Another major factor is that phy-
sicians and other healthcare providers may not be ask-
ing questions or offering assistance to their patients who
have serious illnesses that will likely progress to death.
Our culture is generally not comfortable talking about
death—and this is true of both providers and patients.
Providers say they are not trained to have discussions
about death and also they do not want to “take away
hope” from their patients by talking about the likelihood
of death due to illness and disease.

Case 1: One of my closest friends was diagnosed with breast
cancer that had progressed very rapidly over 4 years. She
had chemotherapy and radiation treatments, but despite
these treatments her cancer spread to her lungs and liver.
I would take her out for coffee each week, and as she grew
sicker I would go to her home and sit with her and talk as
she was able. She knew I was an Advance Practice Nurse
(APN) and clinical ethicist and that much of my work was
helping patients and family members during end-of-life
decisions.

About 6 weeks before she died, I asked her if her doctors
had discussed her prognosis and what her death might
look like. Surprised, she said, “They have never brought
that topic up, and if they don’t, I am not going to.” She
was eventually admitted to the hospital for the last time

and transferred to an inpatient hospice two days before she
died.
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It should not be the sole burden of the patient to initiate
important conversations with their doctor about EOL
care. Rather, it is the obligation of physicians and provid-
ers to begin such conversations when the individual is
diagnosed with serious illness that may eventually con-
tribute to death. EOL treatment conversations should
include comfort care and specifically palliative care op-
tions (making people comfortable through medications
or devices); medications and their side effects that will
be offered in their treatment (chemotherapy, radiation
therapy, medications to assist with any side effects of
treatment); supportive care such as social workers, cler-
gy, psychiatric assistance, and physical therapy; and what
aggressive treatments would be preferred if needed at
EOL, such as ventilators, feeding tubes, and dialysis.

EOL care has been discussed for many years, but has
taken on a much greater significance since the 2014 In-
stitute of Medicine (IOM) report, Dying in America. In
2011, the IOM released an earlier report on pain man-
agement and the inadequacy of healthcare providers in
taking care of patient pain.? This led to a major overhaul
in the clinical arena regarding how providers assess and
treat pain effectively. The Dying in America report notes:

For patients and their families, . . . no care decisions
are more profound. For the millions of Americans
who work with or within the health care sector—
clinicians, clergy, other direct care providers, and
support staff—the stake is a matter of profession-
al commitment and responsibility. Health system
managers, payers, and policy makers also have a
professional stake in the provision of end-of-life care
that is not only high quality but also affordable and
sustainable.’

This report has had profound effects within the health-
care community. We now think about EOL conversa-
tions and treatment preferences as one among the other
standards of care we are obligated to provide. A medical
standard of care is generally noted as a customary prac-
tice or clinical care guideline that should be delivered to
all persons with a specific illness or condition. Applied
to EOL care, the standard of care for individuals with a
life-limiting illness or condition includes conversations
and information about EOL patient-care preferences.
No longer should such conversations be disparaged as
a form of “death panel” conspiracy. Even the Centers for
Medicare & Medicaid Services (CMS) recognize EOL
standards of care are important, as they will begin to re-
imburse physicians in 2016 for time spent having specif-
ic EOL discussions with those patients and families faced
with such decisions.

sn

The Process of Medical Decision-Making and the Im-
portance of Advance Directives

Medical decision-making and consent is of great impor-
tance in our healthcare experiences. Autonomy has long
been an established principle in healthcare and health-
care ethics. A person has the right to make his or her
own decisions related to their health and the healthcare
they will consent to or refuse. Alternately, paternalism is
an approach to healthcare ethics that medical decisions
are best made by the physician or provider. Paternalism
remains an important principle in healthcare—that is to
say, individuals usually seek the opinion of a physician
when they have a need to do so. However, it is the au-
tonomous individual who decides if they will follow the
physician’s recommendation, seek alternative options, or
refuse treatment altogether.

In medicine, autonomy is generally accepted as the right
of every person to make their own medical decisions,
provided they are of legal age, have the capacity to un-
derstand the risks and benefits of a specific recommend-
ed treatment, and have been informed of treatment
alternatives. All other persons must rely on an alterna-
tive healthcare decision-maker, often called a surrogate,
proxy, or guardian, depending on the situation. Ideally,
the alternative healthcare decision-maker will have a his-
tory with this individual, will be aware of their values
and beliefs, and will have had conversations about this
individual’s healthcare desires, including possible EOL
treatment decisions. However, experience and research
indicate that, absent the ability of the person to make
their own medical decisions, the alternate decision-mak-
er often is not aware of patient treatment preferences, in-
cluding EOL care.* This can become quite uncomfortable
for the patient, their decision-maker, and the healthcare
team when medical decisions are needed.

When a person lacks decisional capacity to make his or
her own healthcare decisions, a proxy decision-mak-
er must be named. Formal advance directives (AD) for
healthcare commonly facilitate this. ADs have been in
use in various forms for over 45 years. The most com-
mon forms include the Living Will (LW), the Durable
Power of Attorney for Healthcare (DPAH), and the more
recent Physician Orders for Life-Sustaining Treatment
(POLST).

Historically, ADs were a result of “patient and consum-
er rights movements of the 1960s and 1970s when, in
response to the successes of intensive care, the United
States Supreme Court established that patients have a
constitutional right to refuse life-sustaining treatment.”
The LW allows a person to make known in writing their



preferences for medical treatment in the event that they
are terminally ill and expected to live 6 months or less
(as assessed by their physician). DPAH, by contrast, al-
lows a person to name a proxy healthcare decision-mak-
er should they become unable to make their own med-
ical decisions. This form also allows the person to write
general treatment preferences. ADs generally require the
individual’s signature with at least one witness to the sig-
nature, and do not require a lawyer or notary to execute.
All 50 states (and Washington, DC) have both LW and
DPAH forms which are honored from state to state. If
a person does not have an AD, many states have a for-
mal legal process for naming a surrogate deci-
sion-maker, with a priority list for how this sur-
rogate is to be named. With all AD forms, the
person and their family, friends, named proxy,
and healthcare providers should discuss the
wishes of the person and share important in-
formation. The most opportune time to discuss
AD preferences is when you are healthy and not
having any emergent health issues.

Prevalence of lost decision-making capacity is high
among persons at the end of life. A recent study of 1,536
persons who were hospitalized near the end of their life
showed that 70.3% lacked decision-making capacity. Of
these, only 67.5% had an AD of some kind.® Should a
person lack capacity to make medical care decisions and
not have any AD or person from the surrogate list (often
a friend or family member) that can assist with medical
decisions, a guardian is then appointed through the legal
system. Generally speaking, all persons over the age of
18 should have a DPAH.

Case 2: 25-year-old Susan suffered a severe brain injury
after a car accident and was admitted to the neurosurgical
unit in critical care. She was taken to surgery where it was
discovered that she had a very large bleed within critical
areas of her brain. Her surgeons spoke to her husband and
parents afterwards and discussed her grim prognosis and
that it was not expected that she would ever regain con-
sciousness. Susan had filled out a DPAH form naming her
husband as her legal decision-maker. She and her husband
had both filled out their AD forms after the death of one
of their close friends and discussed their treatment prefer-
ences. This helped him and their family make treatment
decisions during this very difficult time.

History of POLST Paradigm

As noted above, persons in the United States have a right
to refuse life-sustaining treatment. This right may be ex-
ercised by the individual patient or, if they lack capacity
to do so, may be exercised by their proxy or surrogate

S12

decision maker (via AD or guardian). A persons desire
to refuse or accept life-sustaining treatment becomes
very important should they have a life-limiting disease.

A more recent form of AD that is specifically for persons
who have a life-limiting disease and/or a combination
of life-limiting and other forms of illness is the POLST
form. The National POLST Paradigm originated in Or-
egon in 1991 as a result of research that found current
AD forms “were inadequate for the patients with seri-
ous illness or frailty—who frequently require emergency
medical care”” POLST is a written treatment order that is

ADs, which may include EOL treatment
preferences, may be some of the most
important decisions in our life and the lives
of our family members.

honored across all healthcare settings, including Emer-
gency Medical System (EMS) personnel and First Re-
sponder personnel in emergency situations. Most states
have a POLST program or are in the midst of developing
such programs.

A POLST form is not intended to replace other forms
of ADs, but is primarily intended for persons of any age
with a serious life-limiting illness and provides medical
orders for current treatment as voiced by the person or
their legal decision-maker. It is important to note that
POLST is meant to be used for the current medical situa-
tion, which may often include EOL treatment preferenc-
es (See Appendix for example of POLST form).

Christian Fears and End-of-Life Decision-Making

As Christians, we are to take care of our body and spirit
as precious gifts from God, our Creator. We may take
care of our body by healthy eating and getting exercise,
sufficient rest, and medical checkups. We take care of
ourselves so that we may live out our purpose as God
has intended for us—to worship and to do God’s work
(“For we are God’s handiwork, created in Christ Jesus to
do good works, which God prepared in advance for us to
do” - Ephesians 2:10 NIV).

Maintaining health also includes seeking assistance
from wise counselors, such as physicians, to help guide
us when we are sick. Guidance with all healthcare de-
cisions is a deliberate and important process between a
person and their physician/provider. ADs, which may
include EOL treatment preferences, may be some of the
most important decisions in our life and the lives of our
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family members. Yet many Christians fear that any kind
of AD could be misused or corrupted in a way that may
dishonor God.

There may be a fear that having an AD might border on
a belief in or acceptance of euthanasia, or the deliberate
ending of a life by another person using medical means.
There may also be confusion between an AD and some
state level Death with Dignity statutes, which allow a
physician, at the request of a patient diagnosed as ter-
minal, to prescribe a lethal amount of medication that
the patient may self-ingest with the intent to cause death.

An additional fear may be that deciding treatment pref-
erences in advance of illness might demonstrate a lack of
trust in God to take care of us according to His will when
we are ill. As Christians, we believe that all life is sacred
and ordained by God, and some may think that making
a decision to forego life-sustaining medical treatment at
the end of life shows a lack of concern for the sanctity of
our own life.

These concerns, and others like them, can be illustrat-
ed by a discussion I recently heard on a Christian radio
program. One of the commentators described an expe-
rience with a physician in the hospital where his father
had been admitted. His father had a serious illness and
was confined to bed most of the time. The family cared
for their father and prayed each day that he would not
suffer. On admission to the hospital for an acute illness,
the radio commentator was named the decision-maker
as his father did not have decisional capacity. The treat-
ing physician, as part of the admission assessment, asked
the commentator and his family about the Do-Not-At-
tempt-Resuscitation (DNAR) status of the father. This
upset the commentator very much and he went on to
describe on air how hospitals have adopted “a culture of
death” by asking about possible EOL decisions. Perhaps
this is also a fear among Christians in general that our
secular society and healthcare systems no longer honor
the sanctity of life. However, in my 32 years working in
various healthcare settings, I have always found our care
providers and clinical teams to work in a culture of life
and healing rather than in a culture of harm and death.
As Christians, we should honor life, but also not fear
physical death and not be so quick to judge questions
about EOL treatment preferences.

Catholic Responses to POLST

As might be expected, Christian responses to the POLST
paradigm have varied. Within Catholic responses in par-
ticular a central criticism of the POLST form is the fear
of a slippery slope, such that an individual does not nec-
essarily need to be in the terminal state of health to have
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POLST honored by emergency responders, physicians,
and healthcare providers, and that perhaps the slope
would muddy Catholic teachings that distinguish “be-
tween rightful and wrongful refusal decisions by using
the terms ‘ordinary’ (proportionate) and ‘extraordinary’
(disproportionate) means of medical care”® Catholic
teaching holds that one must “accept ordinary/propor-
tionate means of medical treatment, and may forgo ex-
traordinary/disproportionate means,” and as Christian
Brugger et al. argue “The POLST model and POLST
forms make no distinction between ordinary and ex-
traordinary means.”® The argument is that, by not hav-
ing such a stipulation directly on the POLST form, there
is an inherent and fundamental conflict with the form
that cannot be reconciled. In addition, the section of the
POLST form related to artificial nutrition (under which
a choice may be made by a person to receive or refuse
artificial nutrition) may encourage Catholic patients or
require Catholic hospitals to make a choice counter to
Catholic teaching (per Pope John Paul IT in 2004 that ar-
tificial hydration and nutrition is morally obligatory un-
til it becomes a disproportionate or burdensome treat-
ment for the person)."

There are Catholic theologians who do not oppose the
POLST paradigm. For example, the Illinois Catholic
Bishops and the Illinois Catholic Health Association
support the use of a POLST form, stating, “Seriously ill
Catholics are encouraged to participate actively in de-
cisions about their own healthcare decisions. An indi-
vidualized, well-crafted Illinois POLST form can provide
clear and specific clinical direction based on prior con-
versations in cases of an emergency where circumstanc-
es make conversations impossible”!

Criticism of POLST among both Catholics and Prot-
estants is not directed so as to suggest that EOL treat-
ment decisions are unimportant or that such discussions
should not be thoughtful and perhaps ongoing between
the person, the physician, and their family, but rather
that POLST is simply not specific enough for real-time
clinical situations, and there is a fear that the form pres-
ents a bias toward non-treatment.

When Cure is No Longer the Goal of Care, We Must
Always Care

A common reason that physicians call me from the In-
tensive Care Unit (ICU) for an ethics consult is so I may
talk with the family members about their desire for med-
ical treatments that are no longer indicated because the
patient is in the active dying process.

Case 3: Laura, a 70-years-old, was admitted to the ICU
from the Emergency Department (ED) for weakness and



mental status changes. She had three adult children who
were with her in the ED and, since she did not have an AD,
and she was not able to make her own decisions at this
time, her children acted on her behalf as her legal surro-
gate decision maker for healthcare decisions. She had been
admitted 4 times in the last 6 months for complications
of her chronic obstructive pulmonary disease as well as
advanced abdominal cancer. She required intubation and

...wedonottalkaboutEOL carepreferences
or what God’s word might have to say
about this at church while we are well.

mechanical ventilation in the ED and was sent to the ICU.
Though her family took her home from the hospital two
months ago with home hospice care, they since changed
their mind and now wanted full aggressive ICU care for
her, including surgery, blood transfusions, diagnostic tests
and even dialysis, should her kidneys fail. Oncology was
consulted and had no further cancer therapies to offer and
recommended palliative hospice care. Laura was very sick
and unconscious and had needed ongoing blood trans-
fusions because she was losing blood from her cancerous
abdomen. The ICU team had discussed limitation of fur-
ther blood transfusions as well as her current status for full
resuscitative measures. The team told the family that there
was nothing more medically that could be done for Laura
and they were committed to keeping her comfortable and
allowing a natural death. Her three children continued to
tell the ICU team that they had faith in God, their mother
was a Christian, and they were waiting for a healing mir-
acle from God.

“Waiting for a miracle from God” is a common phrase
I hear at the bedside. Family members wish for treat-
ments that are no longer clinically indicated because
they are afraid of losing their loved one to the perma-
nence of death. I often hear family members say that the
patient’s life is “in God’s hands” and that God will take
their loved one when He is ready. However, just in case,
family members continue to want everything possible
done to extend biological life. Another common thread
I hear from family members is that “God still has plans
for my mother—she is a fighter and I will not give up on
her” It is good to call upon God’s grace in times of need,
but God does not need our medicine or technology in
order to provide healing miracles. As Christians, we be-
lieve that God has the ability to heal our diseases, and
we pray that healing be His will for us and those around
us who are sick. God hears our prayers and understands
our pain. However, the miracle with which God blesses
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us may not be healing or recovery. When family mem-
bers explain that they want full aggressive care continued
in the face of impending death because they are waiting
for a healing miracle, I suggest that perhaps the mira-
cle has already occurred, that God has given this day to
the patient and family to pray and worship together be-
fore God calls their spirit home with Him, as we believe.
As Christians, we know that physical death is no longer
our enemy; as Romans 14:8 states, “If we live,
we live to the Lord: and if we die, we die to the
Lord. So, whether we live or die, we belong to
the Lord”

Physicians are not obligated to continue or pro-

vide specific treatments if such treatments are
not within the standard of care for a specific issue or if
it will not provide any medical benefit. Alternately, we
as healthcare consumers do not have a right to demand
treatments that are not standard of care or clinically in-
dicated. We do have the right to be taken care of appro-
priately at the end of our life, and our physicians have the
obligation to care for us and to palliate our symptoms.
Such care is designed to give support to people in the
final phase of a terminal illness and focus on comfort
and quality of life, with the goal for patients to be com-
fortable, free of pain, and able to live each day as fully as
possible. This is the description of hospice care, but the
mere word itself in clinical situations is often translated
by patients and family members as “giving up” However,
quite to the contrary, palliative care and hospice services
with their supportive care and pain management may
actually improve quality of life as well as extend life in
many cases.'?

A Challenge for the Church

As a Christian within a secular society—and as a clinical
ethicist in a secular healthcare system—I am extremely
mindful of our human community. I am also very aware
of God’s calling and His desire for us to honor the sancti-
ty of life, to respect His sovereignty, and to be respectful
stewards of all our resources. Being good stewards in-
cludes how we spend our time and money for God’s pur-
poses as well as for our family, community, neighbors,
and ourselves. I would argue that being a good steward
of our community resources includes being good stew-
ards of our healthcare resources. For healthy individuals,
the “collective” cost of care to society (our community,
at large) is not very much. However, for individuals with
several chronic diseases, debilitation, and frailty, the
costs can be extremely high. How might our community
meet all the expectations individuals may have regarding
medical treatments, especially at EOL, when collective
resources are limited and finite?



Lisa Anderson-Shaw - Physical Death Is Certain and Permanent: A Review of the POLST Paradigm

CMS estimates that over “25 percent of all Medicare
spending goes toward the five percent of beneficiaries
who die each year”" Part of this stems from the increas-
ing percentage of patients using the aggressive treat-
ments of the ICU within the last two to three months of
life (up to 33 percent in 2006) with no significant med-
ical improvements and in which death resulted in all
cases. “The interventions that do little to stave off death,
particularly interventions whose burdens are large com-
pared to their benefits,” should have very limited use.'*

Conversations about EOL and how we can respond to
death and dying should be part of our church minis-
tries. I have attended many Christian churches in my
lifetime and have been blessed immensely by my faith
community. Our services often include prayer for those
who are sick or in need of help as well as a call for sal-
vation decisions that we may receive the Holy Spirit and
receive spiritual eternal life. I would like to challenge
our churches to not only speak to our spiritual life but
also our physical life. Our churches can be a wonderful
platform to have discussions about what decisions may
need to be made at the end of our physical life before
health crises occur. We find comfort when we are sick
and our pastor makes a phone call to us or a hospital visit
to pray with us. Our churches minister to us when we are
sick and infirmed at the end of our life as well as provide
comfort to our family and assistance with bereavement
plans once death has occurred. But in my experience, we
do not talk about EOL care preferences or what God’s
word might have to say about this at church while we are
well. Our churches should talk about how healthcare can
be a culture of life, not a culture of death, and can edu-
cate us on what is going on in healthcare related to care
choices and decisions.

It is true that modern medicine affords us many amaz-
ing and lifesaving treatments and allows us to enjoy our
life with our family and friends as well as tend to our
spiritual purpose. But modern medicine may also pro-
long pain and suffering through artificial means when
we might otherwise have died naturally. Through it
all, God’s church feeds our spirit, guides our journey
through life, and blesses us as we care for those who are
most vulnerable. Our churches offer comfort when we
are sick and to our family and loved ones when we die.
It is also true that physical death will come to each of us.
Yet, our churches do not discuss how we will die. It is
how we die and what we discuss about death and dying
that I challenge our churches to have a greater voice. Dis-
pelling myths and discussing fears regarding individual
preferences for healthcare at the end of life is import-
ant, and our churches need to actively participate in this
process. Discussing treatment choices and the use of
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advance care planning tools, such as POLST, should have
a place in our faith communities and activities. Making
our treatment preferences known to our family through
discussions and the use of an AD does not show dishon-
or to God, rather, it is an act of faith that our lives really
are in His hands.
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INVITED COMMENTARY

The POLST Paradigm:
Assessing Its Utility and Ethos

Christian Brugger, DPhil

The problem of POLST can be assessed at two levels:
utility and ethos. In 2013, ten coauthors and I published
a critique of its utility in a White Paper for the Catho-
lic Medical Association.! We expressed solidarity with
POLST proponents in working to overcome the real
problems that POLST aims to address, problems asso-
ciated with ensuring the rightful expression of patient
preference in end-of-life care; effectively translating
preferences into treatments; and safeguarding a consis-
tent standard of care across care settings. At the same
time, we argued that the simplistic form poses significant
risks to good medical decision-making and good ethical
decision-making, and that neither the form nor the par-
adigm is an adequate response to those problems.

Utility

One of the more pressing concerns, which neither the
essays of Edward Grant nor Lisa Anderson-Shaw (nor
of any defender of POLST to date to my knowledge)
adequately addresses, is with the intrinsically simplis-
tic mode of medical decision-making represented on
the form. The crude check-box format for designating
treatment options reduces complex medical decisions to
overly simplified scenarios that may not reflect the re-
al-life complexity of end-of-life emergencies; and since
these designations may be made weeks or months in ad-
vance of a crisis, the POLST encourages some patients—
indeed tempts them—to make critical life-impacting
decisions without all the facts, e.g., the precise details
of the condition from which they will be suffering; the
reasonable treatment options; and the risks/burdens and
promises/benefits of each option. In short, POLST forc-
es decision-making scenarios into a “one-size-fits-all”
mold, a virtual “Procrustean bed,” ignoring the natural
complexities, contingencies and diversity of unanticipat-
ed “in the moment” clinical decision-making.

Grant’s essay repeats several of our concerns, including
the unreliability of the “death within a year” criterion;
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the “ethical gray area” associated with decision-making
in regard to the use/refusal of artificial nutrition and hy-
dration; potential conflicts between POLST orders and
other advanced medical directives; and the risk that,
because the form’s directives may not be scrupulous-
ly updated, they will become “stale or ‘frozen in time.”
Nevertheless, he thinks that if the implementation of the
POLST model is allowed “greater latitude and flexibility,”
POLST would be “a step forward, and not a step back” in
end-of-life care.? This seems to me doubtful.

Anderson-Shaw offers what she refers to as a “Christian
response” to problems in end-of-life decision-making,
but proposes no critical remarks at all on POLST. Her
three case studies do illustrate certain problems, but
hardly demonstrate that POLST is the best solution. For
as many anecdotes as can be adduced for patients who
have suffered unreasonable EOL treatments at the hands
of overzealous loved ones, just as many can be found
for elderly patients who have suffered under-treatment
by clinicians and caregivers whose problematic ideas of
autonomy and the “worth” of lives crippled by disability
have inordinately influenced their caregiving.

Ethos

POLST is not simply a form. It is, by design, a “para-
digm,” a model for influencing the culture—ethos—of
end of life care. So even if ex hypothesi the form’s utility
could be improved by adding greater latitude and flex-
ibility, the implemented paradigm still would act—and
is acting—as a seedbed of values within U.S. healthcare.
I will mention just two of several worries I have in this
regard.

Neither Grant nor Anderson-Shaw expresses concern
with the inevitable marginalization of the physicians
role in end-of-life counseling that POLST facilitates.?
POLST defenders claim that the preeminent purpose
of the paradigm is to invest the informed preferences of
patients with clinical efficacy. But the paradigm entrusts
the critical role of educating and counseling patients to
non-physician “facilitators” This means that information
necessary to achieving truly informed consent in matters
of life and death—about the likely course that diseases
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or other conditions will take, foreseen contingencies,
benefits and burdens of available treatment options and
their side-effects, etc.—is predominantly communicated
by non-physicians: “More often than not the physician
role [in the implementation of the POLST process] is to
verify the choices made and the process used and then
sign off on the orders™

For all our concern today with patient autonomy and
informed consent, why is there not more apprehension
about the marginalization of physicians? Should red
flags not go up when POLST defenders say they want
to “simplify” end-of-life decision-making? How can pa-
tients make truly informed decisions about care options
without being counseled in the facts and complexities of
medical situations? Should we not be working to over-
come causes of the alienation of the doctor-patient rela-
tionship rather than multiplying them?

Both Grant and Anderson-Shaw make a point of not-
ing that POLST is intended for patients who suffer from
serious health conditions or life-limiting diseases. But
nothing in the paradigm requires this. In fact, POLST
model legislation ordinarily abrogates the decades old
statutory requirement of Living Will laws that patients
must be “terminally ill” before they are authorized to
refuse life-sustaining treatment.’ By situating refusal re-
quests within the context of death and dying, the older
laws implicitly operated from a reasonably limited no-
tion of patient autonomy. The new statutes operate from
a virtually unlimited notion of autonomy. When the par-
adigm was being debated in my home state, the lawyers
for the Colorado MOLST coalition stated very clearly at
the senate hearing that if their model legislation were
enacted any competent adult may refuse life-sustaining
measures at any time, for any reason.®

» o«

POLST literature speaks about “best practice,” “im-
proved quality,” “reduction of errors,” “thoughtful plan-
ning,” and “respect for patients.” But what POLST does
speaks louder than the mere repetition of words. “Best
practice” should mean doing what is clinically indicated
for patients under their specific circumstances. “Quality”
should mean best practice in action. “Reduced error”
should mean best practice in action without confusion,
complications, or delay. And “thoughtful planning”
should mean that patients ordinarily be assisted by their
physicians to consider all relevant facts in light of all rea-
sonable treatment options.

But none of these is the aim of the new paradigm. For
POLST these positive pithy phrases can be reduced to a
single supreme mega-value: the right to refuse treatment
without delay or complication across all care settings.
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Rather than entrenching Christian healthcare more
deeply in the soil of secular values, we should find ways
to implement the best possible care available for every
patient at the times when he or she most needs it.

Duties of the Dying and End-of-Life Instruments

To Christians, there is something incalculably more im-
portant at the end of life than being made comfortable.
It is being assisted in every reasonable way possible to
do and fulfill the work God has given to them to the end
of their lives. Anderson-Shaw gestures in the direction
of this theme with her insightful reference to Ephesians
2:10 and her “challenge” to Christian churches. But more
needs to be said with respect to the developing of tools
and processes for end-of-life decision-making.

What are the duties of dying Christians? . . . To put their
earthly affairs in order; carry their crosses with patience;
forgive those who need forgiveness and repent to those
whom they’ve wronged; make due provision for their
loved ones; direct that proper provision be made for their
healthcare if their decision-making capacities erode; of-
fer redeeming love to those around them; and set their
eyes on heavenly glory.

Any tool, regimen or paradigm for end-of-life planning
should be judged in light of how well it assists patients in
carrying out these final duties.

1 Christian Brugger et al., “The POLST Paradigm and Form: Facts
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INVITED COMMENTARY

Bright Pink Forms Are Not Enough

Mary E. Harned, JD

ystopian literature and films have experienced a
D renaissance in America. In Lois Lowry’s critical-

ly acclaimed The Giver, elderly and other citizens
are “released” from life when the government no longer
deems them useful." While it is implausible that the U.S.
government will begin euthanizing elderly, sick, or dis-
abled Americans, policy makers are grappling with how
to allocate life-preserving healthcare resources to mem-
bers of our rapidly expanding elderly population.

In 2016, Medicare will begin reimbursing medical pro-
viders for end-of-life counseling, ostensibly to ensure
that a patient’s wishes regarding treatment are known
and followed. Given that most states have or are develop-
ing POLST programs,” Medicare end-of-life counseling
will often include the opportunity to complete a POLST
form with the assistance of a medical provider.?

In her article, “Physical Death Is Certain and Permanent:
A Review of the POLST Paradigm,” Anderson-Shaw ar-
gues that we must be good stewards of healthcare re-
sources and defends the use of advance planning. While
Anderson-Shaw addresses some objections to advance
planning, she does not focus on a primary concern with
the POLST paradigm specifically—that patients will be
pressured or even coerced to reject basic life-sustaining
care as a cost-containment measure.

Anderson-Shaw states that using “all of our medical re-
sources to stave off biological death when death is im-
minent” is not good stewardship of those resources.*
This sounds unassailable; however, POLST forms are not
intended for use only when death is “imminent,” and
they do not simply designate whether to use or not use
extraordinary treatment.

For example, a patient can reject the provision of medi-
cally administered nutrition on his POLST form. How-
ever, by prematurely making this decision, the patient
may forfeit access to quality palliative care that could
give him more time. Feeding and hydration do not treat
a disease; rather, they meet a basic human need. With-
out nutrition, a person will die in a short period of time

Mary Harned, “Bright Pink Forms Are Not Enough,” Examining
POLST: A Special Report of The Center for Bioethics ¢» Human Dignity,
supplement, Dignitas 22, no. 4 (Winter 2015): S18-S19.
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regardless of his or her medical prognosis. In contrast,
as Anderson-Shaw mentions, “palliative care and hos-
pice services . . . may actually improve quality of life as
well as extend life in many cases”™ A patient who rejects
nutrition on a POLST form may not have the capabili-
ty to communicate a desire to try palliative care when a
life-threatening medical emergency arises.

Anderson-Shaw maintains that physicians and provid-
ers are obligated to begin conversations about end-of-
life care with individuals facing “serious illness that may
eventually contribute to death,”” and that these conversa-
tions should not be “disparaged as a form of ‘death panel’
conspiracy.’®

While individuals facing difficult prognoses can benefit
from conversations with trusted healthcare providers
about end-of-life care, the tone and timing of the con-
versations can have a life-limiting impact. Patients who
are encouraged to complete POLST forms are suffering
from terminal or chronic illness or disability. They are
making major, life-altering decisions at a time when they
are vulnerable and even afraid. As a result, a healthcare
provider’s assistance in completing a POLST form may
have an undue influence over the patient’s treatment
choices. What’s more, the POLST form is then executed
as a medical order, available to all of the patient’s health-
care providers and even first responders, magnifying the
potential impact of the healthcare provider’s influence
on the patient’s decisions.

Anderson-Shaw acknowledges that criticisms of POLST
are not aimed at all end-of-life discussions or advance
planning, but rather reflect a concern that “POLST is
simply not specific enough for real-time clinical situa-
tions, and there is a fear that the form presents a bias
toward non-treatment”® This concern is warranted;
further, the widespread use of POLST forms may in-
creasingly be viewed as a legitimate or even expected
cost-containment measure. Patients may be pressured
into making decisions about end-of-life care based on
financial concerns, personal or societal. Further, physi-
cians may feel pressure to make life-limiting recommen-
dations to patients in order to ensure reimbursement
from third-party payers."

POLST may also be harmful to persons with disabilities
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not at the end of life. A task force in Oregon has noted
that persons with significant disabilities, developmental
disabilities, and/or significant mental health conditions
“have been subject to biases resulting in under-treatment
and/or had their chronic health conditions mistaken as
an illness [sic] nearing the end of life”"!

Advance planning, when done voluntarily and with ap-
propriate safeguards (e.g., appointing a durable power of
attorney rather than relying upon a written document
alone), can be helpful and life-affirming. A patient’s

for cardiopulmonary resuscitation, medical interventions, arti-
ficial nutrition, and antibiotics” Susan E. Hickman et al., “The
POLST (Physician Orders for Life-Sustaining Treatment) Para-
digm to Improve End-of-life Care: Potential State Legal Barriers
to Implementation,” Journal of Law, Medicine, ¢ Ethics 36, no. 1
(2008):119.

4 Anderson-Shaw, “Physical Death Is Certain and Permanent,” S10.

5 See, POLST, “About the National POLST Paradigm,” http://www.
polst.org/about-the-national-polst-paradigm/ (accessed Decem-
ber 4, 2015): “Only patients with serious illness or frailty, for
whom a health care professional would not be surprised if they
died within one year, should have a POLST form.

loved one who has been informed about her wishes re- (; ﬁ?;erssf (;1 -Shaw, “Physical Death Is Certain and Permanent;” S14.
garding end-of-life treatment, with the aid of a trusted g 1,4 s11.
medical professional, can examine all of the facts—many ¢ [bid, 13.
of which cannot be represented on a bright pink form— 10 Ibid., S15.
and can make the best decision for the patient. 11 See Oregon POLST Task Force, “Physician Orders for Life-Sus-
taining Treatment (POLST) Use for Persons with Significant

1 Lois Lowry, The Giver (New York: Houghton Mifflin Co., 1993). Physical Disabilities, Developmental Disabilities and/or Signif-
2 Lisa Anderson-Shaw, “Physical Death Is Certain and Permanent: icant Mental Health Condition who are Now Near the End of

A Review of the POLST Paradigm,” Examining POLST, supple- Life,  http://www.polst.org/wp-content/uploads/2013/03/POL-

ment, Dignitas 22, no. 4 (Winter 2015): S12. STPersonswithDisabilitiesLongDocument.Final_.pdf (accessed
3 Created first in Oregon in 1991, the “Physician Orders for December 4, 2015).

Life-Sustaining Treatment” (POLST) form was designed “to

convert patient preferences for life-sustaining treatments into

immediately actionable medical orders” using a “standardized,

brightly colored form that provides specific treatment orders

INVITED COMMENTARY
To POLST or not to POLST
Robert D. Orr, MD,CM

CBHD Senior Fellow

(clinical ethicist) have addressed advance care

planning, and specifically the POLST form (Phy-
sician Orders for Life-Sustaining Treatment) from their
professional perspectives. Let me start my comments on
their work by telling you about Earl.

Edward Grant (attorney) and Lisa Anderson-Shaw

A few years ago Earl, a healthy man in his 30s, made an
appointment to talk with me when I was serving as Di-
rector of Clinical Ethics at a large teaching hospital. He
was scheduled for a hernia repair in the near future and
learned at his pre-admission discussion with a nurse that
his advance directive (he had a Living Will) would not be

Robert D. Orr, “To POLST or Not to POLST,” Examining POLST: A
Special Report of The Center for Bioethics ¢ Human Dignity, supple-
ment, Dignitas 22, no. 4 (Winter 2015): S19-S20.
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recognized as a “Do Not Resuscitate” (DNR) order. He
(rather angrily) wanted me to “set her straight,” but our
time together turned into an educational session about
advance care planning.

Grant nicely summarizes the history of advance care
planning, its documentation, and both the assistance and
barriers imposed on this endeavor by legislative attempts
to clarify, formalize and make uniform the process. He
identifies several differences between an advance direc-
tive and a POLST form, two of which are very important.
Earl was not aware of either. (1) An advance directive
is generated by a patient and is often focused on his or
her wishes about limitation of treatment; a limitation of
treatment order (including DNR) is written by a phy-
sician when the clinical situation is consistent with the
patient’s wishes, and thus requires some interpretation.


http://www.polst.org/about-the-national-polst-paradigm/
http://www.polst.org/about-the-national-polst-paradigm/
http://www.polst.org/wp-content/uploads/2013/03/POLSTPersonswithDisabilitiesLongDocument.Final_.pdf
http://www.polst.org/wp-content/uploads/2013/03/POLSTPersonswithDisabilitiesLongDocument.Final_.pdf

(2) An advance directive is about the future and does not
take effect until the conditions outlined in the document
come to pass; a DNR order is in effect as soon as it is
written, no further interpretation needed. Many people,
including many healthcare professionals, join Earl in not
being aware of this second crucial difference.

Grant looks in detail at some of the statutory and reg-
ulatory problems with the increasingly popular POLST
forms. In the end he concludes they are an improvement
on previous advance care planning documents as long
as we all recognize their built-in limitations and as long
as their use is limited to situations of serious illness or
frailty. He, correctly I believe, is critical of POLST forms
for addressing not only resuscitation and intubation, but
also artificially administered nutrition and hydration. I
suspect this modality is included because of the many
media cases and consequent judicial and legislative skir-
mishes that have generated so much controversy and
disquiet. He is right, however, that decisions about the
use or nonuse of fluids and nutrition is rarely an urgent
matter. This is a matter better addressed in the patient’s
advance directive rather than the automatically invoked
POLST form.

Anderson-Shaw states that physicians have an obligation
to discuss end-of-life care when they determine that a
patient has a life-threatening illness. She later goes on
to suggest that the opportune time to discuss advance
directive preferences is when a person is healthy and not
facing any emergent healthcare decisions. She also says
that all persons over 18 should have a Durable Power
of Attorney for Healthcare, thus designating the person
they would trust to act as their proxy. I would expand
these suggestions to place the onus on the primary phy-
sician. Since patients are often reluctant to bring up such
matters, I believe the physician should take the initiative
in this discussion while the patient is healthy, not just
upon the diagnosis of a life-threatening illness. While
the patient’s wishes may, in fact, change when such a di-
agnosis is reached, having a “dry run” at such a conversa-
tion during an annual health assessment can get the pa-
tient used to the idea that this is a legitimate and useful
topic of conversation.

Anderson-Shaw includes the POLST form in her list of
common advance directives, though she is careful to
point out its differences from other directives, much as
Grant has done. She supports their use, as do I, in situ-
ations of serious illness because of their uniformity and
availability, different from other advance care planning
documents.
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In her role as a clinical ethicist, she goes beyond the util-
ity of advance care planning and POLST forms in the
general population to address questions and concerns
often raised by Christians. She rightly points out that
advance care planning is consistent with our acceptance
of the finitude of earthly life, as well as with the biblical
principles of sanctity of life and stewardship. She also
sympathetically addresses situations in which believers
request medically inappropriate treatments because they
are “waiting for a miracle” She underlines the palliative
care perspective that when there is nothing more that
can be done for a patient’s illness, there is still a lot that
can be done for the patient and their loved ones. She
concludes with a challenge to churches to expand their
discussion from eternal destiny, as critically important as
that is, to include informed discussion about how we die
and how we can minister to each other during our final
days on earth. I strongly support each of these points.

Edward Grant and Lisa Anderson-Shaw have together
provided patients and families with important informa-
tion and professional insights about the importance of
advance care planning.
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POLST and Patient-Centered Care: A Commentary
on Grant and Anderson-Shaw'
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Edward R. Grant and Lisa Anderson-Shaw have provid-
ed insightful reflections and raised legitimate concerns
about the “POLST Paradigm” and its implementation.
We are grateful not only for their thought-provoking es-
says, but also the opportunity to offer the following com-
mentary and response to their perceptive analyses and
important observations.

Through her use of cases, Anderson-Shaw does a fine
job of implicitly highlighting the important role that
narrative plays in thinking about death and dying and
the larger metanarrative that shapes those smaller com-
munal stories. “Narrative ethics” is an approach to dis-
course in bioethics that acknowledges we all come to
medical encounters with a story.? Perhaps one of the
medical system’s responsibilities is to ensure that the pa-
tients and families it serves leave the encounter with a
“whole story”—not necessarily a “happy ending story,”
but a narrative that does not harm or destroy. The goal
of patient-centered care is to assist in the creation of that
whole narrative, leaving patients and families with the
sense that they had a voice, they were heard, and their
goals and values mattered. It is here that end-of-life
medical decisions take on greater weight—there is no
“reset button” allowing stakeholders to undo their mis-
takes and create a better narrative. Too many encounters
with the medical system result in prolonged grief, deep
anger, or a sense of instability and distrust that last for
lifetimes. Avoiding “fragmented stories” is arguably one
of the goals of POLST and explicit end-of-life planning.

Slowly but surely, institutional caregivers have attempt-
ed to address the narrative aspects of patients’ and fam-
ilies’ encounters and the medical system has moved,
both legally and ethically, toward more patient autono-
my and less physician paternalism. Exercising a prima
facie principle of autonomy, the patient’s purview is to

Carol L. Powers and Patrick T. Smith, “POLST and Patiented-Cen-
tered Care: A Commentary on Grant and Anderson-Shaw;” Exam-
ining POLST: A Special Report of The Center for Bioethics & Human
Dignity, supplement, Dignitas 22, no. 4 (Winter 2015): S20-S22.
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convey his or her individual goals of care—what gives
that particular person’s life value and what kinds of re-
sults are expected from any proposed medical interven-
tions? Exercising professional expertise, the physician’s
purview is to provide medical treatment options that
meet those individual goals of care. This new standard of
patient-centered care is a shared process, balancing the
patient-physician relationship and benefiting both med-
ical and personal outcomes.* The POLST form is argu-
ably a helpful document to express this balance, setting
forth both the patient’s values and goals of care as well
as describing the physician’s available and recommended
medical treatment options. The more explicit each pa-
tient is about the values which shape their goals of care
and the more forthright each physician is about the ben-
efits and burdens of certain life-sustaining treatment op-
tions, the more likely it is that “fragmented stories” are
avoided by patients and caregivers alike.*

This is not to say there are no real concerns about how
the POLST order is entered or implemented. As Grant
and others point out, the shortcomings are myriad.’
POLST may be presented to patients who are not ter-
minally ill; deficiencies in its signing may occur—e.g.,
the patient’s signature may not be required, it may not
be witnessed or notarized, and it may be coerced; pre-
senting a POLST to a patient for consideration may be
driven by institutional financial concerns rather than by
providing the best care in conformance with the patient’s
values and goals of care; it may be premature, precluding
thoughtful medical decision-making “in the moment”;
the physician may not be not required to be involved ei-
ther in the important explanatory conversation with the
patient or in entering the order; and, lastly, the word-
ing of the POLST may bias decisions toward forgoing
life-sustaining treatments, putting patients who would
opt for certain medical interventions at a disadvantage.
Perhaps most importantly, some religious and disabili-
ty communities have concluded that the perceived bias
in the POLST toward forgoing life-sustaining treatment
renders the document fatally flawed and dangerous.®
These concerns are significant and must be addressed as



the implementations of the state POLST programs un-
fold. But the shortcomings of POLST are not fatal and
the benefits of the POLST Paradigm in facilitating a con-
versation about goals of care and treatment options may
outweigh the burdens of addressing the deficiencies.

Acknowledging the concerns about POLST of both
Grant and Alexander-Shaw, we would make three rec-
ommendations to strengthen the POLST Paradigm,
most particularly by diminishing any perceived bias
toward non-treatment. First, the conversation about
life-sustaining treatment options should be sequenced
to enhance the patient’s ability to understand the rami-
fications of the choices presented and to provide a truly
informed consent. Second, the option of a “trial of ther-
apy” should be highlighted so that the decision either to
accept or forgo treatment is not immutable but instead
assumes medical decisions will be re-visited and re-eval-
uated as the patient’s medical condition either improves
or deteriorates. And third, the provision of both palli-
ative care and hospice services is strongly encouraged.

The sequencing of conversations about end-of-life goals
of care and medical planning is best described in the
Respecting Choices program established by Gundersen
Health System in Wisconsin. Their three-step sequenc-
ing approach starts for every adult with the signing of an
advance directive, appointing a surrogate decision-mak-
er and providing a description of goals of care based
upon values applicable to medical decision-making.” As
time passes and an individual’s healthcare needs inten-
sify, the patient’s surrogate and family members become
more involved in the medical decisions being presented
to ensure there is an ongoing familiarity with the indi-
vidual patient’s life values and medical goals of care. Fi-
nally, when the medical decisions being presented to the
patient potentially include more intensive, life-sustain-
ing treatments, then the POLST conversation is initiated
by the physician/caregiver. By sequencing these conver-
sations, the patient is best able to express their choices
in the context of their current situation, minimizing the
distress about POLST forcing decisions made prema-
turely or through coercion. With such an iterative pro-
cess, sufficient time is given to all stakeholders to ensure
the development of a “whole story” The POLST form
does not become an end in itself; rather it is a means to
an end, the goal being optimal medical decision-making
throughout a patient’s life but most particularly at end-
of-life.

Pursuant to the Massachusetts MOLST (Medical Orders
for Life-Sustaining Treatment) program,® the patient is
given the opportunity to state their preferences for cer-
tain medically indicated treatments: (a) intubation and
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ventilation, (b) dialysis, (c) artificial nutrition, and (d)
artificial hydration. Other treatment options can also be
included, such as the use of antibiotics, other medica-
tions, blood products, or hospice care. For each of these
treatment preferences, options are provided for: (i) no
treatment, (ii) to use the particular treatment, (iii) to use
the treatment but only on a trial basis for a short term,
(iv) undecided, and (v) did not discuss. Having the op-
portunity to initiate a “time-limited trial of therapy;” the
patient can be supported by the life-sustaining treatment
while a subsequent evaluation of the long-term benefits
and burdens of such treatment can be made, avoiding
the binary choice of treatment or no treatment.’

Finally, the POLST Paradigm will only be enhanced and
strengthened by the provision of either or both hospice
and palliative care services. In particular, we would sug-
gest the regulations which underlie the various state
POLST programs include specific requirements that:
(a) any definition of “palliative care” focus on continued
compassionate care; (b) all patients who enter the med-
ical system with either terminal or chronic conditions
should begin the conversation with their physicians
about recommended medical treatment options and
should be offered the opportunity to discuss the POLST
document with their physician/caregiver; and (c) all
conversations about life-sustaining treatment options
must be sensitive to patients’ cultural and religious dif-
ferences and must elicit information about the patient’s
individual values and goals of care.'

For the Christian, any discussion of the POLST docu-
ment and end-of-life medical decision-making must in-
clude an acknowledgement of the tensions inherent in
our values toward sustaining life, our stand that victory
over death has been won, and our confidence that this
physical life is not the end of the story. We must balance
God’s sovereignty with our own individual responsibil-
ity; we must understand that suffering produces perse-
verance while we are simultaneously charged with alle-
viating suffering; and we see death as both an enemy to
be overcome and an enemy already defeated.! These ten-
sions, as they relate to end-of-life decision-making and
life-sustaining treatments, are often difficult to navigate.
To be sure, we need wisdom. Life-sustaining treatments
are often technological gifts that allow bodies to heal and
vigor to return. But to strive for physical life at all costs
can become an idol created by fear. Though it is far from
perfect, the POLST Paradigm can help remind us that
technology should be subservient to the God of life and
death.

We trust the above recommendations regard-
ing the POLST Paradigm—sequencing the medical
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decision-making process, providing a trial of therapy
option, and ensuring palliative care and hospice services
are provided—will help patients and physicians/care-
givers better navigate the theological tensions that are
necessarily a part of our Christian worldview. May their
stories be whole."

1

This commentary regarding POLST and end-of-life medical de-
cision-making is based upon our ongoing work both in academic
bioethics and clinical ethics consultations. Of course, space lim-
itations do not allow us to fully engage the specific details of the
essays.

Martha Montello, ed. Narrative Ethics: The Role of Stories in Bio-
ethics, special report, Hastings Center Report 44, no. 1 (2014).
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ing the Quality Chasm: A New Health System for the 21" Century
(Washington, DC: National Academies Press, 2001), 40.
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Medical and Biomedical and Behavioral Research issued a report
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tone and emphasis might present the situation in a manner calcu-
lated to heighten the appeal of a particular course of action.”

“It is well known that the way information is presented can

powerfully affect the recipient’s response to it. The tone of voice
and other aspects of the practitioner’s manner of presentation
can indicate whether a risk of a particular kind with a particular
incidence should be considered serious. Information can be em-
phasized or played down without altering the content. And it can
be framed in a way that affects the listener—for example, “this
procedure succeeds most of the time” versus “this procedure has
a 40 percent failure rate”” The report continues, “Because many
patients are often fearful and unequal to their physicians in sta-
tus, knowledge, and power, they may be particularly susceptible
to manipulations of this type” The Presidential Commission for
the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research, Making Health Care Decisions: The Ethical
and Legal Implications of Informed Consent in the Patient-Prac-
titioner Relationship, vol. 1 (Washington, DC: U.S. Government
Printing Office, 1982), 67.
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Review 36, no. 2 (2013), 177-211.
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Appendix: Sample POLST Form

HIPAA PERMITS DISCLOSURE OF DNR/POLST TO HEALTH CARE

state of llinois DO-NOT-RESUSCITATE (DNR)/PRACTITIONER ORDERS
lllinois Department of Public Health FOR LIFE-SUSTAINING TREATMENT (POLST) FORM

PROFESSIONALS AS NECESSARY FOR TREATMENT

Follow these orders until changed. These medical orders

For patients, use of this form is completely voluntary. | Patient Last Name ‘ Patient First Name ‘ Mi

IDPH DNR/POLST

are based on the patient’s medical condition and prefer-
ences. Any section not completed does not invalidate the
form and implies initiating all treatment for that section.

Date of Birth (mm/dd/yy) ‘ Gender QM QF

1S70d/4NQA Hdal

With significant change of condition new orders may | Address (street/cit;
need to be written.

y/state/ZIPcode)

CARDIOPULMONARY RESUSCITATION (CPR) If patient has no pulse and is not

A

Check Q Attempt Resuscitation/CPR
One |(Selecting CPR means Full Treatment in Section B is selected)

Q0 Do Not Attempt Resuscitation/DNR

When not in cardiopulmonary arrest, follow orders B and C.

IDPH DNR/POLST

1S70d/4Na Hdal

B MEDICAL INTERVENTIONS If patien( is found with a pulse and/or is breathing.

S Q Full Treatment: Primary goal of g life by

One
(optional)|  cardioversion as indicated. Transfer to hospital and/ér i

patient preferencesDo Not Intubate. May consider less

IDPH DNR/POLST

the use of medication by any route as needed; use oxyg

Optional Additional Orders

described in Selective Treatment and Comfon Focused Treatment, use intubation, mechanical ventilation and

Q Selective Treatment: Primary goal of treating medical conditions with selected medical measures.
In addition to treatment described in Comfori-Focused Treatment, use medical treatment, IV fluids and IV
medications (may include@filibiotics and vasopressors), as medically appropriate and consistent with

Transfer to hoSpital, if indicated. Generally avoid the intensive care unit.
0 Comfort-Focused Treatment: Primary goal of maximizing comfort. Relieve pain and suffering through

obstruction. Do not use treatments listed in Full and Selective Treatment unless consistent with comfort goal.
Request transfér to hospital only if comfort needs cannot be met in current location.

ly indi i meanss In addition to treatment

tensive care unit if indicated:

Invasive airway support (e.g. CPAP, BiPAP).

1S70d/4Na Hdal

en, suctioning and manual treatment of airway

o C MEDICALLY ADMINISTERED NUTRITION (if medically i Offer food by mouth, if feasible and as desired. S}
E', Check Q Long-term medically administered nutrition, including feeding tubes. Additional Instructions (e.g., length of trial period) }

eC
g One |Q Trial period of medically administered nutrition, including feeding tubes. g
3 (optional) . - R . ]
3 1 No medically administered means of nutrition, including feeding tubes. g HEALTH CARE PROFESSIONALS AS NECESSARY FOR TREATMENT N
F D DOCUMENTATION OF DISCUSSION (Check all appropriate boxes below) o
a Ny
= Q0 Patient Q Agent under health care power of attorney = INFORMATIONAL PURPOSES

Q Parent of minor 0 Health care surrogate decision maker (See Page 2 for priority list) Patient First Name

Signature of Patient or Legal Representative

Signature (required)

Name (print) Date

Od/UNQ Hdal

ot Resuscitate (DNR)/Practitioner Orders for Life Sustaining Treatment
bour wishes for medical treatment in your current state of health. Once

Signature of Witness to Consent (Witness required for a valid form!

| am 18 years of age or older and acknowledge the above person has had an opportunity to read this form and have witnessed the
giving of consent by the above person or the above person has acknowledged his/her signature or mark on this form in my presence.

nd benefits of further therapy are clear, your treatment wishes may
anged to reflect your new wishes at any time. However, no form can
ay need to be made. The Power of Attorney for Health Care Advance
bpable adults, regardless of their health status. A POAHC allows you

)

Signature (required)

IDPH DNR/POLST

Name (print) Date

1S70d/4Na Hdal

uctions and name a Legal Representative to speak for you if you are

Signature of Attending Practitioner (physician, licensed resident (second year or higher), advanced practice nurse or physician assistant)

nce Directive Information

My signature below indicates to the best of my knowledge and belief that these
Print Attending Practitioner Name (required)

orders are consistent with the patient's medical condition and owing advance directives (OPTIONAL)

Phone

( )

ill Declaration Q Mental Health Treatment Preference Declaration

1S70d/ANG Hdal

Contact Phone Number

Attending Practitioner Signature (required)

Date (required) '
Page 1

are Professional Information

IDPH DNR/POLST

Form Revision Date January 2015

Full form is available at http://
www.polstil.org/wp-content/
uploads/2015/01/dnrform.pdf

SEND A COPY OF FORM WITH PATIENT WHENEVER TRANSFERRED OR DISCHARGED + COPY ON ANY COLOR OF PAPER IS ACCEPTABLE + 2015

1S70d/A4Na Hdal

(Prior form versions are also valid.) Phone Number

Preparer Title Date Prepared

IDPH DNI

1S70d/A4NG Hdal

Completing the IDPH Do Not Resuscitate (DNR)/POLST Form
« The completion of a DNR/POLST form is always vel Y, cannot be and may be d at any time.

+ ADNR/POLST should reflect current préferences of persons completing the DNR/POLST Form; encourage completion of a POAHC.
+ Verbal/phone orders are aceeptable with follow-up Signature by attending physician in accordance with facility/community policy.
+ Use of original form is eficouraged. Photocopies and faxes on any color of paper also are legal and valid forms.

Reviewing a Do Not Resuscitate (ONR)/POLST Form

This DNR/POLST form should be féviewed periodically and if:

« The patient is transferred flom one care setting or care level to another,
« or there is a substantial change in the patient’s health status,

« or the patient's treatment preferences change,

« or the patient’s primary care professional changes.

Voiding or revoking a Do Not Resuscitate (DNR)/POLST Form
« A patient with capacity can void or revoke the form, and/or request alternative treatment.

IDPH DNR/POLST
1ST70d/RING Hdal

G + Changing, modifying or revising a DNR/POLST form requires completion of a new DNR/POLST form. g
5' « Draw line through sections A through E and write “VOID” across page if any DNR/POLST form is replaced or becomes invalid. T
% Beneath the written "VOID" write in the date of change and re-sign. g
E + If included in an electronic medical record, follow all voiding procedures of facility. 2
3
3 lllinois Health Care Surrogate Act (755 ILCS 40/25) Priority Order Qe
[=@ 1. Patient’s guardian of person 5. Adult sibling Z’.
2. Patient’s spouse or partner of a registered civil union 6. Adult grandchild
. 3. Adult child 7. A close friend of the patient -
4. Parent 8. The patient’s guardian of the estate

For more information, visit the IDPH Statement of lllinois law at
http://www.idph.state.il.us/public/books/advin.htm

HIPAA (HEALTH INSURANCE PORTABILITY AND ACCOUNTABILITY ACT of 1996) PERMITS DISCLOSURE
TO HEALTH CARE PROFESSIONALS AS NECESSARY FOR TREATMENT

4@Ep 10C! 15464 ’ Page 2

SEND A COPY OF FORM WITH PATIENT WHENEVER TRANSFERRED OR DISCHARGED + COPY ON ANY COLOR OF PAPER IS ACCEPTABLE -« 2015
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Lisa Anderson-Shaw, DrPH, MA, MSN, ANP-BC,
currently serves as director of the Clinical Ethics Consult
Service and Co-Chair of the Hospital Ethics Committee
at the University of Illinois Medical Center (UIMC) in
Chicago. Much ofher patientand family clinical consultation
activity revolves around end-of-life care decisions. Her
current research is related to the use of Advance Directives
in both out-patient and surgical services. She is a member
of the POLST Illinois leadership task force which organized
stakeholders from all over the State of Illinois and which
produced the first POLST form used in Illinois in 2013
(http://www.polstil.org/).

E. Christian Brugger, DPhil, is the J. Francis Cardinal
Stafford Professor of Moral Theology at St. John Vianney
Theological Seminary in Denver, Colorado. He holds
Master’s degrees in moral theology and moral philosophy
from Seton Hall, Harvard, and Oxford Universities and a
doctorate in Christian ethics from Oxford. His research is in
bioethics, sexual ethics, natural law theory, and psychology.
He lives on a farm in Evergreen, Colorado, with his wife
and five children.

Michael Cox, MA, is the Research Analyst at The Center
for Bioethics & Human Dignity and a PhD student in
Theological Studies at Trinity Evangelical Divinity School
with a focus in Old Testament. His research interests are Old
Testament ethics, Pentateuch, the use of the Old Testament
in the New Testament, and ethical hermeneutics. Michael
also serves as adjunct faculty in Biblical and Religious
Studies at Trinity International University.

Edward R. Grant, JD, is a graduate of Georgetown
University and the Northwestern University School of Law.
He is an Assistant Professor affiliated with the Pellegrino
Center for Clinical Bioethics at the Georgetown University
School of Medicine. He has lectured on and is the author
of numerous law review and other scholarly journal
articles and book chapters on issues involving end-of-life
care, euthanasia, and related topics. He has also lectured
frequently. He is a past President and General Counsel
of Americans United for Life, a current member of the
Advisory Board of CBHD, and has worked for more than
twenty-five years as a lawyer with the federal government.

Mary E. Harned, JD, is Staff Counsel with Americans
United for Life, where she consults extensively with state
and federal lawmakers on legislation pertaining to end-of-
life issues, healthcare reform, abortion funding restrictions,
parental involvement, and protections for unborn children
outside the context of abortion. Mary formerly served as
Chief Counsel to U.S. Senator Tom Coburn (R-Okla).
She graduated cum laude from the University of Alabama
School of Law.

Robert D. Orr, MD, CM, has taught in the field of clinical
ethics at the Loma Linda School of Medicine, the University
of Vermont College of Medicine, the Graduate College at
Union University, and Trinity International University.
Dr. Orr received his MD and CM from McGill University,
did residency training in family medicine, and practiced
in Vermont for eighteen years. He then completed a
postdoctoral fellowship in clinical ethics at the University
of Chicago. Dr. Orr lectures widely and has co-authored
or co-edited many books, essays, and over 150 articles on
ethics, ethics consultation, and end-of-life care. He is a
Distinguished Fellow in CBHD’s Academy of Fellows and
has served as the co-chair of the Center’s Healthcare Ethics
Council.

Carol L. Powers, JD, is Co-Founder and Chair of the
Community Ethics Committee (CEC), operating under
the auspices of the Harvard Ethics Leadership Group. As
primary author of the CEC’s work, Carol and the CEC
have submitted reports on such topics as withholding non-
therapeutic CPR, use of social media by medical caregivers,
pediatric organ donation on cardiac death, the use of psycho-
social criteria in listing children for organ transplant,
medical futility, and palliative sedation (see publications at
http://www.medicalethicsandme.org). She also chairs the
Commonwealth Care Alliance Ethics Committee and the
Medical Ethics Advisory Committee for Region 4 of the
Massachusetts Department of Developmental Services. She
served for over twenty years as a community member of
the Boston Children’s Hospital Ethics Advisory Committee.
She is currently an Associate Faculty member at Harvard’s
Center for Bioethics.

Michael J. Sleasman, PhD, is the Managing Director and
Research Scholar at The Center for Bioethics & Human
Dignity (CBHD), and is an affiliate professor of bioethics at
Trinity Graduate School. His areas of research specialization
include the theological engagement of bioethical issues
with particular emphasis on biotechnology, other emerging
technologies, and human futures, as well as the intersection
of technology, ethics, and culture in general.

Patrick T. Smith, PhD, is Associate Professor of
Philosophical Theology and Ethics at Gordon-Conwell
Theological Seminary in South Hamilton, MA. He has
specific interests in the areas of ethical theory, end-of-life
medical ethics, hospice & palliative care, and philosophical
theology. He is also a Lecturer at Harvard Medical School
where he isa core faculty member for the Master of Bioethics
degree program through their Center for Bioethics. He is
an Ethics Associate with Boston Children’s Hospital and an
Associate Fellow in CBHD’s Academy of Fellows.
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About The Center for Bioethics & Human Dignity

(]
THE CENTER FOR .“

BIOETHICS
& HUMAN DIGNITY

TRINITY INTERNATIONAL UNIVERSITY

The Center for Bioethics & Human Dignity (CBHD) is a Christian
bioethics research center at Trinity International University that
explores the nexus of biomedicine, biotechnology, and our common
humanity. Within a Judeo-Christian Hippocratic framework, CBHD
fosters a distinctly Christian conception of bioethics that is both
academically rigorous and broadly accessible. As a center of rigorous
research, theological and conceptual analysis, charitable critique, and
thoughtful engagement, we seek to anticipate, interpret, and engage the
pressing bioethical issues of our day.

DIGNITAS dee

Dignitas is the quarterly publication of The Center for Bioethics &
Human Dignity, and is a vehicle for the scholarly discussion of bioethical
issues from a Judeo-Christian Hippocratic worldview, updates in the
fields of bioethics, medicine, and technology, and information regarding
the Center’s ongoing activities. Subscriptions to Dignitas are available to
paid members of CBHD. For more information about the benefits of
becoming a member of CBHD, please visit our membership page at

https://cbhd.org/membership.
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