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Abstract
“Compassion and mercy” are important values for humanizing medicine. There are limits, however, in their ability to help
resolve disputes between physicians and families regarding appropriate end-of-life care. The recent cases of Charlie Gard
and Alfie Evans in England highlight the issue. The English courts resolve such conflicts by an independent assessment of a
court. The American judicial system does not share the centralized system of the English courts. In the United States Federal
structure some 50 state legislatures and 50 state court systems go their separate ways. The result is differing, frequently
conflicting, standards. We explore possible ways to avoid court involvement in the American context for resolving such
disputes within the patient-physician relationship.

Introduction

Such diverse sources as Prime Minister Mahathir Moham-
med of Malaysia [1] and Pope Francis have issued public
calls for compassion and mercy to be aspects of public
policy [2]. In the case of Prime Minister Mohammed, the
issue was about the caning of two lesbians. The Prime
Minister labeled the caning, “contrary to the compassion of
Islam.” For Pope Francis, who declared 2017 ‘A Holy Year
of Mercy,’ compassion and mercy rather than a concern for
law and punishment ought to be the hallmark of the Church.
He prefers describing the Church as a “field hospital” that
cares for the afflicted and wounded rather than a gathering
of the righteous. In his words, “I see the Church as a field
hospital after battle.” [3] Two highly publicized legal cases
in Great Britain, Charlie Gard [4, 5] and Alfie Evans [6],
highlight the issue of compassion and mercy in health care.

The Charlie Gard case

The Gard case involved a 9-month-old infant who had been
in the intensive care unit (ICU) of London’s Great Ormond
Street Hospital (GOSH) for more than 6 months. He was
hospitalized for treatment of a rare genetic disorder called
encephalomyopathic mitochondrial DNA depletion syn-
drome (MDOS). His treating physicians and the experts
consulted on his case were unanimous that there was no
known treatment for Charlie’s form (RRM2B) of the dis-
order. His physicians believed he could probably experience
pain and agreed that there was nothing medicine could do to
improve Charlie’s medical condition. They proposed
allowing the boy “to die with dignity.”

Charlie’s parents vehemently disagreed. They despe-
rately wanted to try an experimental treatment (nucleoside
therapy) proposed by a physician in the United States. The
parents had raised £1.3 million by public subscription to
cover the cost of the treatment. The American physician,
initially noted in the court record as “Dr. I”, was subse-
quently identified as Michio Hirano MD of New York’s
Columbia Medical Center.

Charlie’s physician’s at GOSH petitioned the British
High Court to block the transfer on the grounds that
nucleoside therapy had never been utilized on the form of
disease afflicting Charlie, his potential for suffering from
the unproven treatment, and the burden of additional
months of ICU treatment that in their view offered no
potential benefit to the patient. Justice Nichols Francis of
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the High Court, with what he commented was “The heaviest
of hearts, but with complete conviction for Charlie’s best
interests” ruled in favor of the physicians’ petition. That
decision was subsequently upheld as a matter of British law
by the Appeals Court, the UK Supreme Court and the
European Court of Human Rights [7]. Every court that
addressed the dispute noted its great empathy for the plight
of the parents.

Media reactions to Gard case

The dispute was quickly sensationalized. One bioethicist
wrote “Little Charlie Gard has been sentenced to die by
those who hold power over him in the United Kingdom.”
[8] An even more forceful statement was published by
Michael Brendan Dougherty in The National Review [9]
who wrote that the state should “get out of the way” of the
parents who were acting in the best interests of the child and
allow the parents and other doctors “who reasonably believe
[italics added] this other treatment could help.”

A yet more inflammatory article was published in
Breitbart News under the headline “Pope Francis Reverses
Vatican Judgment on Charlie Gard, Siding with Parents.”
[10] The author noted, “Pope Francis expressed his support
for the parents of Charlie Gard, suggesting they be allowed
to do everything possible to treat their son.” That reading of
the pope’s comments was the writer’s interpretation of an
official Vatican statement that the pope had been following
the parents’ case “with affection and sadness,” praying “that
their desire to accompany and care for their own child to the
end is not ignored.” The pope’s statement was one of pas-
toral concern, not an analysis of the appropriate use of
medical treatments in this case.

The story took on a broader context when the New York
Times published comments of the pope under the headline
“Dispute Over British Baby’s Fate Draws in Pope and U.S.
President.” [11] Neither the Breitbart account nor the New
York Times article provided a detailed analysis of the Gard
case, let alone an explanation of any purported change in
Catholic teaching on the care of profoundly ill patients.

The Alfie Evans case

Similar headlines accompanied the case of Alfie Evans, a
four-month old British infant who was hospitalized at
Liverpool’s Alder Hey Hospital [12]. Alfie was afflicted by
an unidentified neurodegenerative disorder that reduced
much of his brain to cerebral fluid. Alfie’s parents wanted to
transfer him to Bambino Gesù Hospital, a Vatican pediatric
facility in Rome. All the doctors in the Evans case,
including those brought in by his parents, agreed that a
therapeutic intervention for the infant’s medical condition
was impossible. “Comfort care” was the only known

response for Alfie’s condition. The physicians at Alder Hey
Hospital wanted to remove the medical interventions that
they believed were delaying the infant’s death. His parents
wanted the opportunity to transfer him to Rome’s Bambino
Gesù Hospital.

Intervention of Pope Francis

After Pope Francis had a private meeting at the Vatican with
Alfie’s father and had expressed his interest in the plight of
little Alfie, a public clamor arose to transfer Alfie to Rome’s
Bambino Gesù. “Alfie’s Army,” a group who supported the
parents’ plans for the transfer, threatened to remove the
infant from the Alder Hey Hospital and take him to Bam-
bino Gesù for “treatment.”

Cardinal Vincent Nichols, the archbishop of Westminster
and leader of the Catholic Church in England Wales, issued
a press release that he believed everything possible had
been done to help Alfie. He was also critical of those who
“sought political capital” from the tragedy “without know-
ing the facts.” In his words, “that is why a court must decide
what’s best—not for the parents but for the child.” The
members of Alfie’s Army were not deterred by the Cardi-
nal’s statement. They continued to express support for the
parents’ decision to transfer the infant to Bambino Gesù.

Role of parents in medical decision making for their
children

While parents generally bear the responsibility for medical
decisions for their children, the British parliamentary
Children’s Act of 1989 makes clear that the idea that par-
ental rights regard children as possessions is an outdated
notion [13]. The creation of child protective agencies is
evidence that parents can, and sometimes do, make deci-
sions antithetical to the interests of their children. Even
good, caring, loving parents can make choices contrary to
the child’s interest—not necessarily out of malice—but
from a lack of understanding of their child’s medical con-
dition, anxiety, fear or unrealistic hopes and expectations.
Desperate parents of profoundly compromised children are
desperate. Some cannot psychologically make a decision
that will end their child’s life [14]. Some will grasp at any
hope, no matter how improbable or remote. It is in such
situations that the physician’s fiduciary responsibility to act
as an advocate for the child’s welfare [15] as well as the
state’s parens patriae responsibility to protect the vulner-
able patient become operative [16].

There is little ambiguity on the social networks, in the
media and among the public for the parents’ decisions in the
Gard and Evans cases. Michael Dougherty’s comments in
The National Review aptly sum up the public’s sentiment:
The state should “get out of the way of the parents trying to
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act in the best interests of the child.” Even Dougherty
though, conceded that the parents’ choice “may be the
wrong decision.” Nonetheless, he insisted that “it should
still be their decision.” Then without any documentation or
supporting evidence he observed, “Other parents whose
children suffered from a similar condition and were deemed
to have no hope have seen recovery through this therapy.”
Even the New York doctor who proposed trying nucleoside
therapy for Charlie acknowledged in telephone testimony to
the High Court that the therapy had never been tested, even
in animal studies, for the mutation afflicting Charlie. He
also agreed the damage to Charlie’s brain was largely
“irreversible.”

Mr. Justice Nicholas Francis in his finding of facts in the
Gard case noted, “No one in the world has ever treated this
form of MDDS (RRM2B) with nucleoside therapy.” That
therapy had been used with a different mutation (TK2) with
some limited success (a 4% increase in life expectancy in a
study of mice). He continued, “There is no evidence that
nucleoside therapy can cross the blood/brain barrier which it
must do to treat the form of mutation Charlie Gard had.”

Limitations on requests for medical interventions

The question arises as to what if any limits there are to a
patient, or in the case of a minor, of parents’ claims for a
desired medical treatment. While in the United States there
is a long line of cases starting in 1914 with Schloendorff v.
Society of New York Hospital [17] and culminating in the U.
S. Supreme Court’s 1990 opinion in Cruzan v. Director,
Missouri Department of Health on the right of a patient or
proxy to decline an unwanted medical treatment [18], there
is no such tradition upholding a patient’s claim to whatever
medical treatment the patient or proxy may desire.

From reflections as early as the Hippocratic Corpus, we
read of three roles for medicine: “doing away with the
suffering of the sick, lessening the violence of their dis-
eases, and refusing to treat those who are overmastered by
their disease, realizing that in such cases medicine is pow-
erless.” [19] In a commentary in Book III of The Republic
Plato admonishes, “Medicine isn’t intended to such peo-
ple… even if they are richer than Midas.” [20] Doing so, he
observed, would make their life a “prolonged misery.”

British legal tradition

Mr. Justice Francis noted in his opinion in the Gard case the
issue was not about money. In his words, “If anyone were to
support that Charlie would have nucleoside treatment but
for the cost [to the NHS], they would be completely
wrong.” Cost, Justice Francis acknowledged, is a factor in
the provision of medical treatment in the United States. As

he wrote in his opinion, “The US doctor made it clear that
were Charlie in the United States,” he would treat him if the
parents so desired and could pay for it. “[italics added]”
[21].

In Justice Francis’ view the dispute between the parents
and physician in the Gard case was whether or not the
experimental therapy ought to be tried on Charlie. In the
Evans case, the issue was should the infant who had
incurred irreversible neurological devastation be subjected
to continued ICU interventions.

As both Justice Francis and Justice Hayden noted in their
respective opinions, the cases were resolved on the long
standing British tradition that once any party in a dispute
has recourse to the court, a court’s independent assessment
of the patient’s best interests is the only factor to be con-
sidered. In his opinion Mr. Justice Francis raised the
question of “why should the parents not be the ones to
decide.” As he explained, “in the United Kingdom over-
riding control is vested in the court, exercising its inde-
pendent and objective judgement in the child’s best
interest.”

In an earlier High Court case, An NHS Trust v. MB [22]
Mr. Justice James Holman laid out the standards which
judges are to follow. He insisted the judge is not to decide
what he himself would do in such a situation, nor whether
the respective decisions of the parents or those of the
physician were “reasonable.” Holman also stressed that the
views of the parents are not dispositive. In his forceful
phrasing, “Their own wishes, however understandable in
human terms, are wholly irrelevant to consideration of the
objective best interests of the child.”

Mr. Justice Francis concluded his reflections on the
British approach with a citation from Lord Donaldson, the
Master of the Roll, in the 1991 case of Re J. Lord
Donaldson, the second highest ranking jurist in England and
Wales, noted that while there is a strong presumption in
favor of prolonging life “in the end there will be cases in
which the answer must be that it is not in the interest of the
child to subject it to treatment which will cause it increased
suffering and produce no commensurate benefit.” [23]

A similar assessment was made by Mr. Justice Hayden
in the Alfie Evans case when he ruled that the parents
“would achieve nothing” through their plan to move Alfie
to Rome. In reaching that conclusion Justice Hayden noted
that Pope Francis and the Catechism of the Catholic
Church approved the refusal of ‘over-zealous treatment’
which the Catechism defined as “Discontinuing medical
procedures that are burdensome, dangerous, extraordinary,
or disproportionate to the expected outcome.” Justice
Hayden quoted from No. 2278 of the Catechism: “Here one
does not will to cause death; one’s inability to impede it is
merely accepted.” [24]

Compassion and mercy are not helpful in resolving intractable family-physician conflicts on end-of-life. . . 13



Best interest standard

After years of shifting standards on medical treatments,
there is now a strong consensus in the medical and ethical
literature that it is the best interests of the patient, not the
desires of the family or the personal predilections of the
physician, that ought to prevail [25]. That standard does not
rest on autonomy or an attempt to determine what the
patient would have wanted, but solely on a concern for the
patient’s welfare. Such protection is particularly important
with regard to infants and children because with it they are
now seen not merely as the pawns of parents, but as patients
in their own right [26]. The implication is that although
parents may continue to be involved in decision making for
their children, they do not have an absolute right to refuse—
or to require—medical treatment for their child. Translated
into practice as was done in guidelines on the care of high-
risk newborns promulgated in 2007 by the American
Academy of Pediatrics that standard means if the burden on
the infant is overwhelming or the prospects are extremely
bleak, as was true in the cases presented in this paper, there
is no obligation to use intensive care [27].

Do “Compassion and Mercy” factor into the
resolution of family-physician disputes on end-of-
life care

How does this consensus on “best interests standard”
impact the call for “compassion and mercy” in the forma-
tion of public policy on medical decision making? The Gard
and Evans cases show the dangers of focusing other than on
such interests: the fickleness of public sentiments, the
degrading of scientific evidence and the potential for end-
less demands for untested and unproven treatments. Such
demands, Lester Thurow noted in a now classic essay
entitled “Learning to say ‘No,’” [28] presage fiscal insol-
vency. To avoid the inevitable financial bankruptcy that
follows from such a course, Thurow proposed that we are
going to have to learn to say ‘No’ to requested medical
treatment, not because there is no value in the treatment—
such as mercy for the patient or compassion for the parents
—but because in economic terms “the marginal costs
exceed the marginal benefit,” or in the language of science-
based medicine, “There is no evidence that the requested
intervention works.”

The American experience

The saga of the Terri Schiavo case—which continued from
1990 to 2005 and involved multiple state and federal courts,
the Florida legislature, Florida’s Governor Jeb Bush, the US
Congress, President George W. Bush, some 14 appellate
hearings, and 4 denials of certiorari by the US Supreme

Court--serves as a warning to those who postulate com-
passion as a way to resolve physician-family conflicts in
end-of-life care. That challenge is even greater when we
consider the physician-family dispute in the case of Baby K
[29], a child whose mother insisted on continued ventilator
support and ICU care for her infant daughter who was born
with anencephaly, i.e., no brain. That case ended only after
a 45 minute failed attempt at cardiopulmonary resuscitation
when the 2½-year-old infant suffered a cardiac arrest.

Even more challenging is the case of Jahi McMath, a 13-
year-old girl who following complex surgery was diagnosed
by her treating physicians at Oakland Children’s Hospital as
‘brain-dead.’ [30] Jahi’s mother protested that her daughter,
who was in the ICU on a ventilator, was breathing, her heart
was beating and her body was warm and moist, could not be
dead. The mother brought a law suit in the Alameda,
California Superior Court. There the presiding judge
appointed the chief of pediatric neurology at Stanford
Medical Center to assess the patient’s medical status. After
a comprehensive physical examination, the court appointed
physician informed the judge that Jahi McMath met the
statutory criteria for brain-death. The judge ruled Jahi
McMath was “legally dead.” The coroner issued a death
certificate.

Despite those medical and legal findings, Jahi’s mother
insisted her daughter was alive. In her words “She is not
dead. She [just] needs time to get better.” [31] The mother
went even further when she declared, “In this country, a
parent has the right to make decisions concerning the
existence of their child.” [32] The economic and public
health implication of millions of individuals determining
who is, and who is not, dead are staggering.

Jahi McMath, while the best-known case of parental
denial of a child’s death, is not unique. Similar cases
occurred in 1994 at Florida’s Sarasota Memorial Hospital
[33], New York’s St. Vincent Hospital in 1995 [34], Utah
[35] and Washington, DC in 2008 [36]. On June 22, 2018,
in a New Jersey hospital some five years after she was
pronounced “legally dead” by a California judge, Jahi
McMath succumbed to liver failure. Her family accepted the
fact of her demise. She was buried in California [37].

Discussion

In a moving challenge to Shylock’s demand for “justice” in
Shakespeare’s The Merchant of Venice [38] Portia reminds
us, as does the Prime Minister of Malaysia and Pope
Francis, that “mercy” not “justice” is the virtue rulers ought
to utilize in their governance. In health care compassion and
mercy are cherished values. They humanize medicine. Great
though they be for emphasizing the role of dignity and
human values in medicine, ‘compassion and mercy’ are not
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necessarily helpful in resolving intractable standoffs
between families and physicians on the appropriate
approach to care for the patient “overmastered by disease.”
Such situations, as Hippocrates and Plato observed, are
beyond the scope of medicine.

As we have noted, the carefully crafted opinion of Justice
Francis in the Gard case resolved the dispute within the
British legal tradition. Nonetheless, the Gard opinion, as did
that of Justice Hayden in the Evans case, left the public
dissatisfied. The conflict involving Charlie Gard went
unresolved for nearly a year. Charlie endured months of
aggressive ICU care his physicians at Great Ormond Street
Hospital had sought to avoid. His parents, as well as those
of Alife Evans, had to endure their child’s prolonged and
controversial dying process. In the end neither patient or
family, nor the medical community or society were well
served by the process.

Does the application of ‘compassion and mercy’ within
the medical community provide a better resolution? The
examples of family-physician disputes examined in this
essay give no evidence of such an outcome.

The British, with a more unified judicial system than that
of the United States, have settled on the independent
assessment of a court to resolve these issues. As we learn in
Alexis de Tocqueville’s Democracy in America [39], mid-
nineteenth century Americans were smitten by the idea that
courts could transform life’s moral dilemmas into readily
soluble legal problems. It was as if judges, unlike mere
mortals, somehow transcend the limitations of human nat-
ure. On donning their judicial robes judges become, as it
were, Platonic gods. Experience establishes no such trans-
formation occurs on assuming the judicial role [40].

A proposed resolution

The disagreements on how best to resolve family-physician
conflict occasioned an intense debate in the literature [41].
The so called “futility” debate began with the report in 1990
on the case of Baby L, in which physicians at Boston
Children’s Hospital refused as “futile” a parental request for
ventilator support for a neurologically devastated 23-month-
old infant [42]. The term “futility” proved impossible to
define with any precision or agreed upon meaning. The
“futility” argument soon met its demise as a short hand way
to resolve family-physician conflicts with the publication in
2000 of an article by Helft and colleagues on the rise and
fall of the futility movement [43].

The failed attempt to utilize ‘futility’ language to resolve
family-physician disputes was soon replaced in American
bioethics with a process-based approach first seen in a
Texas case, Hudson v. Texas Children’s Hospital [44]. That
approach demonstrated that there was a way out of the

conundrum American medicine seemingly faced of being
forced to accede to family demands or engage in an
adversarial process by challenging family’s demands in
court. The case involved a full-term infant named Sun
Hudson, who was born with thanatropic dysplasia, a severe
genetic form of dwarfism that frequently results in early
death from respiratory failure [45]. At delivery the physi-
cians, unaware of the fetus’s medical status, resuscitated the
infant and placed him on a ventilator. A subsequent eva-
luation revealed the baby had “a lethal and incurable genetic
deformity.” The team of neonatologists and bioethicists at
Texas Children’s determined it would be unethical to con-
tinue ventilator support on an infant they believed was
“slowly suffocating.” Sun’s mother did not accept that
assessment. As she puts it, “He just needs to finish grow-
ing.” Further, she informed the doctors, “The sun that
shines in the sky, not a man, fathered her child and would
decide its fate.” [46]

Unlike most states where the only alternative to follow-
ing a family’s care plan was to challenge it in court, a 1999
Texas statute [47] authorizes a “processed-based approach”
whereby physicians and hospitals may withdraw life-
prolonging interventions even over family objections if
the actions were approved by an ethics committee and no
other facility could be found within 10 days willing to treat
the patient as the family wished [48]. Some 40 hospitals
declined to accept Sun Hudson on transfer. Ultimately, a
probate court ruled that under the statute the hospital was
authorized to withdraw treatment. Once provided with
judicial approval, the treating physicians withdrew the
respirator. The patient died almost immediately.

While there is still no agreement on a definition of
medical futility, the Texas statute reserves that determi-
nation for an ethics committee judgment. The commit-
tee’s judgment is constrained by communal standards
because a healthcare institution may not withdraw treat-
ment if another facility is willing to provide it. It is only
when no qualified physician has been identified who is
willing to accede to the requested life-sustaining treat-
ment that it may be withdrawn. In light of the general
success of that approach in keeping disputes about med-
ical treatment in the U.S. out of court, policy statement
from multiple professional societies now recommend a
process-based approach [49].

In the Gard and Evans cases, unlike that of Sun Hudson,
there were physicians and institutions willing to accept care
of the child. Had the transfer occurred the treating physi-
cians, as frequently happens in cases where a second opi-
nion is sought, would given over care of the patient to
another physician. Although the outcome might well have
been unchanged, the parents request would have been
honored and public outcry avoided.
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Weaknesses and strengths of process-based
approach

There is no question profit-oriented physicians might game
such a system for personal gain, or doctors might revert to
the practices found in the early heart-transplant literature of
experimenting on poorly qualified candidates [50–52].
Purveyors of snake oil might once again exploit vulnerable
patients. Alternatively, courts would not be burdened with
endless disputes between families and physicians, conflicts
better resolved other than in the judicial process. End-of-life
decision making would revert to the patient-physician
relationship.

Experience of a physician confronting family-
physician conflicts

In a recent essay in The New England Journal of Medicine a
medical resident in England recounts her encounters with
such conflicts. In her hospital practice she experienced, as
Dostoyevsky tells us is common in his poem on “The Grand
Inquisitor” in The Brothers Karamazov, people do not want
to accept responsibility for difficult decisions. They might
desire the outcome, but do not want the anxiety, burden or
guilt associated with a decision that ends the life of anther,
particularly when the other is a family member. As the
author observed in her essay, medicine is not just about
treating illness. It can often involve appreciating the
necessity to say ‘no’ while allowing the patient (or family)
to say ‘yes.’ [53]

Conclusion

Compassion and mercy are virtues lauded in multiple reli-
gious traditions. They might better remain in that realm. Not
co-opted by the medical community to resolve issues better
handled within the patient-physician relationship. Com-
passion for the family and mercy for the patient can be
achieved by acknowledging and accepting a family’s
reluctance to be the ones articulating a decision no family
member wants to make, one to end the life of another.
Doing so also enhances the dignity of the dying patient. The
patient does not want to be pushed over the cliff, nor do
family members want to be perceived as having done so.
Here one is reminded of Franz Inglefinger’s final address at
Harvard Medical School where he told the students that it
was their responsibility as physicians to lift the burden of
difficult decisions from the patient’s shoulders and bear the
responsibility of making a recommendation. Anything less,
he admonished, “Would not warrant the somewhat tarn-
ished but still distinguished title of doctor.” [54]
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