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In 1990, Terri Schiavo suffered severe brain injury yet lived fifteen years in a vegetative state
dependent upon artificial hydration and nutrition. For more than seven years, Terri’s husband
and her family contested her condition, prognosis, and whether to withhold or continue her
medical care through the court system, media, communities of faith, and the legislative and
executive branches of the state and federal governments. An examination of medical, moral,
religious, and legal aspects of withholding or withdrawing artificial hydration and nutrition
suggests the judiciary branch acted responsibly in this tragic case. The Schiavo case challenges
us to support more research into severe brain injuries, to prepare our Advance Directives
appointing surrogate decision-makers and leaving clear and convincing evidence of our wishes
should we be incapacitated, to affirm the lives and choices of persons with disabilities, and to

address issues of fairness and justice in the allocations of medical technologies.!

he 1960s and 1970s saw a rapid rise in
biomedical technologies including
cardiopulmonary resuscitation, cardiac
by-pass machines, ventilators, and organ
transplantation. Dr. Lewis Thomas perceived
these as “half-way technologies,” altogether
too often failing to provide for a full recov-
ery, instead leaving persons in diminished
conditions, continually dependent upon tech-
nology and medicine.? In the midst of this
biomedical revolution, many faith-based
healthcare organizations —from hospitals to
assisted living centers—adopted mission
statements dedicated to saving and prolong-
ing human lives without respect to financial
costs, or the possibility that continued tech-
nological interventions might be perceived
as prolonging dying.

These new technologies led to the rise of
bioethics from distinctively Christian as well
as secular perspectives. From the outset,
scientific discoveries have led the way, often
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far out in front of carefully considered bio-
ethical responses, public policy, and legal
decisions. Foremost among the many vexing
questions was, “Under what circumstances,
if any, might a person forego life-saving
medical technologies?” Over ensuing dec-
ades, patients, families, healthcare practitio-
ners and institutions have grappled with
some very difficult cases about terminating
life-sustaining medical treatments, while bio-
ethicists, medical practitioners, the courts,
and public policy have slowly and incre-
mentally developed guiding principles and
practices that are tested by new cases and
further refined when deemed inadequate or
unjust. The case of Theresa Schiavo provides
such a test.

The Case of Theresa
Schiavo?

Theresa (“Terri”) Marie Schindler was born
in Pennsylvania, on December 3, 1963, to
Robert and Mary Schindler; her family came
to include a brother and sister. In the early
1980s, Terri moved to Florida, where she
worked as an administrator in an insurance
office. In November 1984, she married Michael
Schiavo, a restaurant manager. According to
the Terri Schiavo Foundation, she attended
Catholic mass and maintained a close rela-
tionship with her immediate family.*
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On February 25, 1990, at age 26, Terri collapsed from
cardiac arrest in her home and suffered brain damage due
to lack of oxygen. The cardiac arrest was attributed to an
imbalance of blood potassium, probably linked to an eat-
ing disorder (over 7-8 years, her weight had dropped from
250 Ibs to 110 Ibs). After several weeks, she emerged from
a coma into a vegetative state requiring a percutaneous
endoscopic gastrostomy (PEG) tube to provide her with
nutrition and hydration but no assistance in breathing.
She was transferred to a skilled care and rehabilitation
facility, and a court appointed Michael Schiavo as Terri’s
guardian without objection from her parents. Terri received
care in several different skilled care facilities. Michael
Schiavo and the Schindlers also attempted to care for her
at home for several weeks, and she was taken to California
for an experimental implantation of a thalamic stimulator
in her brain.

In 1992, Terri was awarded $250,000 in an out-of-court
malpractice settlement. A malpractice trial (a simple blood
test that might have detected the potassium imbalance had
not been performed at an earlier office visit) resulted in
further compensation —$750,000 placed in trust for Terri’s
medical care and $300,000 to Michael Schiavo for loss of
companionship. With attorneys’ fees, the awards approxi-
mated $1.7 million.

In February 1993, Michael and the Schindlers had a fall-
ing out on her course of treatment. Michael decided fur-
ther treatments were unwarranted and authorized “do not
resuscitate” orders. When the Schindlers sought medical
information on their daughter, Michael denied them access.
The Schindlers attempted to remove Michael as Terri's
guardian, but the court dismissed the suit. In March 1994,
an initial guardian ad litem reported that Michael had
acted “appropriately and attentively” to Terri.

In May 1998, Michael asked the court to authorize
removal of Terri’s hydration and feeding tube. The
Schindlers opposed the request, insisting that their daugh-
ter would want to remain alive in this condition. By year’s
end, a second guardian ad litem concluded Terri was in
a persistent vegetative state (PVS) with no chance of
improvement, but noted that Michael’s decision-making
might be influenced by the possibility of inheriting her
estate. In the hearings and testimony before the circuit
court, Michael Schiavo, his brother, and his brother’s wife
offered admitted hearsay that Terri had had conversations
with them, following the deaths of several close family
members, that she would never want to be placed upon
artificial life support. While the initial guardian ad litem
had expressed doubt about this testimony meeting the
legal standard of “clear and convincing evidence” of her
wishes, the local district court ultimately deemed that the
nature of the testimony, while hearsay, was sufficiently
credible and consistent to support its decision to discon-
tinue artificial life support.

Volume 57, Number 3, September 2005

In February 2000, the local circuit court judge ruled the
tube could be removed as consistent with her wishes. The
Schindlers filed a petition asking the judge to permit a
“swallowing test” to be performed on Terri to determine
if she was capable of receiving nutrients on her own;
the judge denied the petition but stayed his order until
thirty days after the Schindlers exhausted all appeals.
From January to April, the Schindlers and Michael Schiavo
fired legal salvos against each other, appealing adverse
decisions to higher courts including the Appellate Court,
Florida Supreme Court, Federal District Court, and the
United States Supreme Court. The trial court judge, upon
the mandate of the Appellate Court, ordered Terri's
hydration and feeding tube removed (clamped off) on
April 24, 2001. Two days later, in response to an emer-
gency motion from the Schindlers, a circuit court judge
ordered the tube be reused.

Courts principally decide who should

decide, not what the decision should be.

For two and one-half years, the Schindlers and Michael
Schiavo continued their suits and countersuits throughout
multiple levels of the judicial system before the District
Court of Appeals ruled that Terri should be examined by
five physicians, two to be chosen by the Schindlers, two by
Michael Schiavo, and a fifth physician to be chosen by the
court if the two parties could not mutually agree on that
individual. On October 15, 2003, Terri’s tube was removed
on the orders of the circuit judge and the District Court of
Appeals. On October 20 and 21, 2003, a special session of
the Florida Legislature passed a bill, “Terri’s Law,” that
allowed the governor to issue a “one-time stay in certain
cases.”®> Governor Jeb Bush issued an Executive Order
directing reinsertion of the tube and appointing another
guardian ad litem, Dr. Jay Wolfson, who also ultimately
concluded that Terri was “in a persistent vegetative state
with no chance of improvement.”®

In September 2004, the Supreme Court of Florida
issued a 7-0 declaration that the Florida law was unconsti-
tutional, violating the separation of powers. From October
into March, an incredible series of lawsuits were filed
to continue Terri’'s PEG tube. These were dismissed at
the local level, appealed to higher courts, and invariably
rejected.” Ultimately, Judge Greer ruled that on Friday,
March 18, 2005, at 1:00 p.m., Michael Schiavo could have
the PEG tube removed. As the date approached, the media
began a crescendo that fostered prominent protests and
matched the ongoing legal dissonance.
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On the weekend of Palm Sunday, March
20, 2005, Congress returned shortly after the
start of their week-long Easter break for an
emergency session to pass legislation autho-
rizing federal courts to review the case; the
President returned from his Texas ranch to
sign the legislation. The legislation, written
exclusively for Terri Schiavo’s case, autho-
rized the federal courts to review whether
her rights had been or were being violated.
If, upon review, it appeared that any of
Terri’s rights might have been violated, then
the courts could order temporary injunctive
relief authorizing reinsertion of the PEG
tube to sustain her life while a full court
review could take place. Over the next eight
days, the federal appellate court in Atlanta
and the U.S. Supreme Court refused further
reviews, accepting the preceding seven-year
judicial process as appropriate. On Thurs-
day, March 31, 2005, Terri Schiavo died,
nearly thirteen days after removal of her
PEG tube. Even as she died, her parents and
husband continued their legal battles over
who would be present at her autopsy and
where her cremated ashes would be interred.

On June 15, 2005, the medical examiner
released his autopsy report. He concluded
there was no evidence that Terri had suf-
fered any trauma prior to her 1990 collapse
or had had a heart attack or had been given
harmful drugs or substances before her
death. Rather, her brain had deteriorated to
approximately one-half its normal size and,
in his opinion, the damage was consistent
with a clinical diagnosis of PVS, irreversible,
and precluded her eating or drinking orally.
Furthermore, the brain damage indicated she
was blind .}

The case of Terri Schiavo is unique in
many respects and carries troubling implica-
tions. Usually, courts become involved when
the family of an incompetent person cannot
achieve consensus on an appropriate course
of action. Courts principally decide who
should decide, not what the decision should
be. Until this case, medical ethical decisions
regarding incompetent patients have been
resolved in the courts, not in the executive
and legislative branches of government.

The case of Terri Schiavo was particularly
confounded by two issues. First, the mal-
practice settlement, while modest in size and
dwindling due to medical and legal costs,

stood to be inherited by Michael Schiavo as
her husband, or perhaps by the Schindlers
if Michael had divorced Terri. In response
to this possibility, Michael offered to donate
whatever remained of Terri’s medical trust
fund to charity. Second, Michael Schiavo
began dating other women—with the
Schindlers’ blessings before any malpractice
awards had been attained —and was and is
engaged to be married to a woman who has
borne two children with him.

Relevant Historical

Developments

Until the late 1960s, death had been defined
as the irreversible cessation of heart and res-
piration. The development of heart by-pass
machines and artificial respirators coupled
with the desire and ability to transplant
organs necessitated a new definition of
death. In 1968, it was proposed that death
be defined as the irreversible loss of whole
brain function.” In remarkably short order,
states adopted the new medical and legal
definition of death.

In 1975, 21-year-old Karen Ann Quinlan
suffered cardiopulmonary arrest following
the ingestion of alcohol and prescription sed-
atives. Never regaining consciousness, she
emerged from the coma to a state of wake-
fulness (arousal) without cognition and
awareness, a condition newly defined as a
persistent vegetative state (PVS).)® Gradu-
ally, as her parents came to perceive her ven-
tilator as an extraordinary treatment, and
her condition as hopeless, they sought per-
mission from the courts to disconnect the
respirator. The New Jersey Supreme Court
concurred, and the ventilator was discontin-
ued, though she continued to breathe on her
own. She died in 1986 from extensive infec-
tions; in an effort to further our understand-
ing of the condition of PVS, her parents
authorized an autopsy and publication of
the results.”! The Quinlans never viewed
their daughter’s hydration and nutrition
tube as an extraordinary treatment.

In 1977, a 67-year-old, profoundly men-
tally-impaired (reportedly IQ=10) man
named Joseph Saikewicz was diagnosed
with leukemia. A court-appointed guardian
advised against chemotherapy; the probate
and appellate courts of Massachusetts
agreed. They reasoned that incompetent

Perspectives on Science and Christian Faith



Hessel Boumal lll

patients should not be denied a right to refuse treatment
and clarified the standard of substituted judgment to
include the present and future incompetence of the indi-
vidual—a “best interests standard” imagining what the
incompetent patient would consider in his best interests
under these conditions.

Medical practice and the courts have
tended to move slowly, deliberately,
and incrementally in establishing new,
acceptable practices under unusual

circumstances.

In 1986, the Supreme Court of Massachusetts, in a 4-3
decision, authorized removal of the hydration and nutri-
tion tube sustaining the life of Paul Brophy. A firefighter
and emergency medical technician, Brophy had suffered
a brain aneurysm three years earlier at age 46 and lapsed
into a PVS. Brophy had once been awarded a medal for
rescuing a man from a burning fire, an award he subse-
quently pitched upon learning that the man had never
regained consciousness before dying several months later.
He told friends and family that he would never want to be
sustained like that. Mrs. Brophy, their five adult children
and his seven siblings all concurred in the decision to
remove the hydration and nutrition tube. Paul Brophy
died eight days later, a dying described as “extremely
peaceful.”

In 1983, Nancy Cruzan was seriously injured in a
one-automobile accident in Missouri. In PVS, her parents
sought to have her hydration and nutrition tube removed
over the objections of the healthcare institution and the
state. The probate court judge, while agreeing with the
Cruzans, requested an appeal directly to the Missouri
Supreme Court that overturned the decision. In 1990, the
U.S. Supreme Court rendered an ambivalent 5-4 decision
that a hydration and nutrition tube could be removed from
an incompetent patient if there was “clear and convincing
evidence” that this was what the patient would desire.
No such evidence had been presented of Nancy’s wishes.
That fall, sufficiently clear and convincing evidence of
Nancy’s wishes was provided to the probate court, her
hydration and nutrition tube was removed, and Nancy
died a peaceful death twelve days later.”> Concurrently,
the U.S. Congress passed the Patient Self-Determination
Act (PSDA), legislation encouraging people to compose
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Advance Directives leaving clear and convincing evidence
of their wishes for medical care and surrogate decision-
makers in the event they are incapacitated.

More recently, two cases requesting authorization to
remove hydration and nutrition tubes of severely neuro-
logically impaired individuals not in PVS were refused by
state courts. In Michigan, a car-train accident left Michael
Martin, age 36, in a “locked-in condition.” Five years later,
his wife requested removal of the hydration and nutrition
tube as being consistent with his unwritten wishes and
how he lived his life. Michael’s sister and mother objected.
The local court and Appeals Court agreed with his wife,
but the Michigan Supreme Court in a 6-1 decision over-
turned the lower court decision; the U.S. Supreme Court
refused to hear the case. Mr. Martin died several years
later when the tube inadvertently came out, and no one
insisted upon its reinsertion.

In California, Robert Wendland, age 42, was injured in
a truck accident which left him “minimally conscious.”
Two years later, his wife, sister, and daughter requested
removal of his hydration and feeding tube; his mother dis-
agreed. Six years later, he died of pneumonia, one month
before the California Supreme Court unanimously ruled
against discontinuation of his hydration and feeding tube.'®

These key cases reflect that medical practice and the
courts have tended to move slowly, deliberately, and
incrementally in establishing new, acceptable practices
under unusual circumstances. A careful reading of the
records would not support the sense that these decisions
have been precipitous or a headlong rush down a slippery
slope.!

Three Altered Neurological States:
Coma, PVS, and MCS

Severe brain trauma short of death typically produces a
coma—complete loss of consciousness lasting for at least
one hour. In a coma, the individual’s eyes remain closed
and they cannot be aroused.

In the mid-1990s, a medical task force on PVS reported
its findings, and numerous medical organizations soon
followed with guidelines for the diagnosis and treatment
of individuals in PVS."> The PVS is characterized by (1) a
complete unawareness of the self and the environment,
(2) sleep-wake cycles, (3) either complete or partial preser-
vation of hypothalamic and brain stem function, (4) no evi-
dence of sustained, reproducible, purposeful, or voluntary
behavioral responses to visual, auditory, tactile, or nox-
ious stimuli, (5) no evidence of language comprehension
or expression, (6) bowel and urinary incontinence, and
(7) variably preserved cranial-nerve and spinal reflexes.
The original Task Force was willing to declare a patient in
PVS if they were still in a vegetative state one month after
an acute traumatic or nontraumatic brain injury or lasting
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for at least one month in patients with
degenerative, metabolic disorders or devel-
opmental malformations. Others have sug-
gested holding off with the designation of
PVS until an individual has been vegetative
for at least twelve months.'®

The diagnosis of PVS is complex and not
strictly objective since the presence or absence
of consciousness can only be inferred. Diag-
nosis is based upon (1) the presence of
reflexes characteristic of subcortical function-
ing rather than learned voluntary responses,
and (2) laboratory tests consisting of a com-
bination of EEG with CT-scans and MRIY
revealing lesions so numerous, severe, and/
or diffuse to make awareness highly improb-
able, and PET-scans’® determining the extent
to which metabolism and/or cerebral blood
flow is reduced. From 10,000 to 25,000 indi-
viduals are estimated to be in PVS at any
given time in the United States.!” Recovery
from PVS is unlikely after one year, with
both the likelihood and the degree of recov-
ery diminishing as length of time in PVS
increases.”’ While there are widespread sto-
ries of individuals regaining full or nearly
full functioning after extended time in
“comas” or “PVS;” members of the Multi-
Society Task Force on PVS investigated
these cases and found no more than anec-
dotal evidence.?

Individuals in PVS raise a significant
existential question. Is someone in PVS still
a person, or is the capacity for neurological
functioning, at least to the extent of aware-
ness, an essential character necessary for
someone to be a person? Quite frequently,
loved ones of someone in PVS gradually,
over time, come to refer to their loved one in
the passive tense: “This was my daughter.”
Within the Judeo-Christian faith traditions,
one of the primary ways in which we image
God is relational —through our four-fold,
bi-directional relationships with God, self,
others, and creation.” Robert Wennberg,
Christian philosopher and ordained Presby-
terian minister concludes:

What is of special value about human
life is personal consciousness, which
makes it possible for the individual
to participate in God’s creative and
redemptive purposes for human beings;
biological human life is valuable
because it sustains and makes possible
personal consciousness, but where

there is only biological or somatic
humanlife, that special value no longer
attaches to the individual, and biologi-
cal or somatic death may be allowed
to proceed unimpeded.?

The individual in PVS, if it is irreversible,
has irreversibly lost the capacity for these
bi-directional relationships. Sustained with
artificial hydration and feeding, they can be
the recipient of God’s care, our care, and
impacted by nature, but they are unable to
relate to us or nature, and it is difficult for
us to imagine how they can relate to God.
Of course, we do not know with absolute
certainty when individuals are in irrevers-
ible PVS until they die, yet we must face key
biomedical decisions with the vague prog-
nosis of “unlikely to recover.” The gospel
writers record Jesus’s words of immense
hope, “... with God all things are possible”
(Matt. 19:26, Mark 10:27, and Luke 18:27).
May Christians, who believe in miracles and
in an omnipotent and loving God, continue
to pray for God’s miraculous intervention
even while deciding to withhold or with-
draw life-sustaining medical treatments?

More recently, a multi-society task force
of neurologists sought to define—based on
consensus guidelines rather than evidence —
a “minimally conscious state” (MCS) for the
112,000 to 280,000 persons with severe brain
injury not quite in PVS* In the MCS,
patients have partial consciousness; sleep/
wake cycles; sufficient motor function to
localize noxious stimuli, reach for objects,
hold or touch objects in accordance with
shape, and automatic movements such as
scratching; localized sound location; sus-
tained visual pursuit; inconsistent but intel-
ligible verbalization or gesture; and contin-
gent smiling or crying. Persons emerging
from MCS show gradually greater and
dependable functionality.

A significant majority of the physician con-
sultants who examined Terri and reviewed
her medical records, and judges who
reviewed the testimony and records, con-
cluded that she was in PVS.?®> The biomedi-
cal evidence suggests that someone in PVS
is incapable of suffering. Furthermore, the
majority of the judges who heard and
reviewed the evidence accepted the asser-
tion that she would not want to be sustained
in this condition. Despite all this, the
Schindlers with the support of many reli-
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gious, Right-to-Life and disability groups disputed the
diagnosis of PVS and believed she retained some capabil-
ity for recovery if she was given additional rehabilitation
and treatment. They insisted that Terri would want to be
sustained as she was and that by removing the PEG tube,
they would be killing her, and she would die a gruesome
death by dehydration and starvation.

Removing Artificial Hydration
and Nutrition

When a person sustains sickness or trauma, the body’s
natural response is to shut down the digestive processes
and diminish or even kill the person’s appetite for food.
Before the advent of hydration and tube feedings, recov-
ery from major sickness or trauma was impeded by the
lack of adequate nutrition, yet such individuals did not
sustain additional suffering because they had lost their
appetite and were not hungry. Deprivation of water, how-
ever, does quickly lead to dehydration, dementia, and
suffering in a fully conscious person.

With the development of intravenous, nasogastric, and
PEG tubes, it became feasible to provide both nutrition
and hydration independent of appetite, allowing persons
adequate nutrition and hydration to recover from sickness
and accidental or surgical trauma. Some persons—with
advanced Alzheimers, amyotrophic lateral sclerosis (ALS)
or cancer —who formerly died gradually and naturally yet
comfortably with minimal suffering as their ability and
desire to eat waned could now be sustained. Until the
technology of hydration and nutrition tubes was devel-
oped, persons with severe neurological trauma did not
survive long enough to enter PVS. Is there an obligation to
provide hydration and nutrition through tube feedings
under any and all circumstances, or are there instances in
which it is permissible to withhold or withdraw them?

As the Terri Schiavo case demonstrates, the withhold-
ing or withdrawing of hydration and feeding tubes can be
a most vexing and divisive ethical decision. On the one
hand, food and water are so basic to life. We may not
deprive people of access to food and water; to do so consti-
tutes abuse and, if they die as a consequence, does it not
constitute murder? Scripture lends support for this posi-
tion. As Christians, we are called to defend the weak, the
sick, and the powerless. In the Christian tradition, it is
Jesus Christ who reminds us that when we see someone
who is hungry, we are to give them food, and someone
who is thirsty, we are to give them drink (Matt. 26: 31-46).
We can and may rejoice when hydration and feeding tubes
lead to healing or sustaining human life.

On the other hand, food and water through intrave-
nous lines, nasogastric tubes, or PEG tubes are artificial or
unnatural, mechanical, medical treatments. They can be
invasive to our bodily integrity, as alien as ventilators that
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force breathing. Artificial hydration and nutrition tubes
sometimes may be perceived more as prolonging dying
than sustaining living. When artificial hydration and nutri-
tion tubes do not lead to healing but sustain suffering in
a conscious person’s life or simply sustain life in an uncon-
scious person, does it not leave these persons enslaved to
invasive medical technology? May the conscious person
not choose to forego the treatment? May family and
friends not choose also for their unconscious loved one to
be freed from the invasive treatment?

Unlike physician-assisted suicide and
voluntary or involuntary euthanasia,
the act of removing artificial hydration
and feeding tubes does not intend death

nor is it the primary cause of death.

In societies in which it is feasible to provide artificially
hydration and nutrition (and many of the societies of our
world cannot), it is most important to offer hydration and
nutrition tubes, but respect for each patient’s bodily integ-
rity must allow him or her the freedom to choose to forego
this treatment. Allowing persons and their surrogate deci-
sion-makers to withhold or withdraw artificial hydration
and nutrition also can be seen as consistent with Christian
values. Life is a good, but not an absolute good that must
be sustained under any and all circumstances; to insist
upon that is to make human life a god.? In the Christian
tradition, “God’s cause includes life, human flourishing,
and embodied integrity ...” God’s cause is “life, not death;
health, not sickness; freedom, not bondage; care, not
condemnation.”?

With patients in PVS, removing artificial hydration and
feeding tubes does not result in the patient’s suffering as
they lack the neurological capacity to perceive and process
pain and suffering. Unlike physician-assisted suicide and
voluntary or involuntary euthanasia, the act of removing
artificial hydration and feeding tubes does not intend
death nor is it the primary cause of death. Rather, it
accepts that death is the likely outcome and allows death
to occur without further invasion of bodily integrity, a
death that surely would have occurred after the initial
neurological trauma leading to PVS had artificial hydration
and nutrition not been instituted in the first place. In the
one to two weeks it typically takes for the individual’s
organs to decline due to dehydration and chemical imbal-
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ances, there remains the opportunity for
divine intervention, compassionate -care,
and loving, supportive family and friends to
bid their sad final farewells while thanking
God for the life of their loved one. Good,
compassionate care, even as a patient in PVS
is dying (basic hospice or palliative care)
provides ice chips for the patient’s mouth,
eye drops for the eyes, and moist cloths
for exposed skin. Healthcare practitioners,
family members and friends of someone in
PVS dying after the removal of artificial
hydration and nutrition almost invariably
report that their dying, while sad, was very
peaceful.

Lessons

First, given the many confounding factors
present in the Schiavo case, it is unlikely to
set much if any new legal precedent. Particu-
larly troubling, however, is the unprece-
dented involvement of the more political
legislative and executive branches of state
and federal governments in an individual
case. There are adequate checks and balances
in the levels of the judicial system, and courts
have not acted precipitously or hastily. That
the healthcare system and Michael Schiavo
sustained care for Terri in PVS for more than
fifteen years, the last seven of them as her
case slowly progressed through the appro-
priate courts reflects considerable caution
and patience. The Florida Supreme Court
decision declaring “Terri’s Law” unconstitu-
tional and the refusal of the federal appellate
court and U.S. Supreme Court to further re-
view the case appear to uphold this practice.”®

The legislative and executive branches of
state and federal governments do have
important roles to fulfill in setting policies
affecting end-of-life care. Society would be
well served if Congress and the executive
branch would address the many inequities
in the U.S. healthcare system including
assuring a basic minimum of healthcare for
persons who are uninsured or underinsured,
funding Medicaid and Medicare at levels
that adequately cover actual expenses, and
setting standards for Advance Directives
that would assure their legal recognition
throughout the entire country. As Stephen
Lammers noted: “One cannot demand that
Schiavo and others in her condition be
treated while cutting funding for health
care.” He also noted the irony that Terri’s

long-term care was achieved through a com-
bination of a sizeable malpractice settlement
and government healthcare programs, and
legislators who were arguing to sustain her
life were also seeking to limit the size of mal-
practice settlements or cutting funding for
aspects of Medicare and Medicaid.”

Second, there remains a profound need
for more neurological research in brain
trauma, PVS, and MCS. Can we develop
better diagnostic techniques to distinguish
those patients who are comatose or vegeta-
tive but showing a likelihood of recovery
from those who are unlikely to recover?
Such research may enable our diagnoses and
prognoses to be more objective.’* Here, too,
Congress and the executive branch can pro-
mote additional biomedical research into
PVS and MCS.

Third, we need to encourage everyone to
develop an Advance Directive®® which des-
ignates one’s preferred surrogate decision-
maker (or Durable Power of Attorney for
Healthcare Decisions) and what kinds of
treatments one would want or not want in
the event one is incapacitated. For Christians,
this is an opportunity to express our Chris-
tian values about our own living and dying,
recognizing that death, while still an enemy,
is a conquered enemy and acknowledging
that God is sovereign over life and death.
Ideally, the surrogate decision-maker knows
the person and the person’s values well,
and is willing and able to make healthcare
decisions in a manner consistent not with
the surrogate decision-maker’s values but
the values of the person who is now incapac-
itated and incompetent. In the absence of an
Advance Directive specifying a designated
surrogate decision-maker, most states turn,
in descending order of priority, to (a) the
spouse, (b) an adult son or daughter,
(c) either parent, or (d) an adult brother or
sister, or they may appoint an unrelated
surrogate-decisionmaker.

If there was a single point in time when
the Schindlers lost their case for sustaining
their daughter’s life, it was when her hus-
band of five years, Michael Schiavo, was
appointed her guardian at his request, con-
sistent with the laws of the state of Florida,
and with the support of the Schindlers.
As more and more families are dysfunctional
or spread out geographically, and couples of
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the opposite or same sex live in a close but non-marital
relationship together, it is increasingly difficult to ascer-
tain who might be the best surrogate decision-maker for a
patient. When couples enter into the covenant of marriage,
just when does a spouse become a better surrogate deci-
sion-maker than the parents and family?

The 1990 Patient Self Determination Act requires all
healthcare professionals and institutions in the United
States to provide assistance in making an Advance Direc-
tive. Despite these provisions for more than a decade, the
majority of Americans still do not have an Advance Direc-
tive. Advance Directives, while potentially very helpful,
are not cure-alls. To be effective, they need to be shared
with closest family and friends, and reviewed regularly,
particularly as life changes. And while an Advance Direc-
tive in Terri’s situation could have made her wishes as
clear and convincing as possible, its legitimacy could still
have been tested in the courts. Christians should prepare
Advance Directives to make clear their wishes consistent
with their Christian values regarding life and death.*? To
do so is a profound act of love, easing some of the burden
of these decisions from loved ones when tragedy strikes.
With good communication about our Advance Directives,
our dying is much more likely to be private, peaceful, with
dignity, and not public court battles.

Fourth, we need to constantly reassure persons with
disabilities through words and actions that they are
valued and their wishes for medical treatment to be
administered or withheld or withdrawn will be honored.
Honoring Terri Schiavo’s wishes under these circum-
stances need not be and ought not be a cause for fear that
we are descending a precipitous slippery slope leading
to involuntary euthanasia for persons with disabilities.
At the same time, it is likely that one of the next morally
vexing end-of-life issues will be whether we may remove
artificial hydration and nutrition from individuals in MCS
in the absence of clear and convincing written evidence,
such as has been rejected by state Supreme Courts in
Michigan with Michael Martin and California with Robert
Wendland. But what these cases seem to foretell is that it is
likely to be a very slow —appropriately so— process.

Fifth, the Christian community as well as society as a
whole need to engage in the difficult conversations about
fairness and justice in the allocations of resources includ-
ing medical technologies. Most of the leading causes of
human morbidity and mortality in the world today are
preventable or treatable, many at only modest expense by
US. standards, if only we had the appropriate resolve.
A Christian “culture of life” will not rest until it has
pursued fairness and justice for all our neighbors. L 2
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