CONSENSUS AND CONTROVERSY FIFTY YEARS AFTER THE HARVARD REPORT.
THE CASE OF JAHI MCMATH

Lessons from the Case of Jahi McMath

BY ROBERT D. TRUOG

’ I The experience of Jahi McMath was, first and fore-
most, a terrible tragedy for her and her family. A
healthy girl underwent elective surgery and was

left with a profound brain injury that led to the diag-
nosis of brain death. But beyond this sad story, the case
has also raised challenging uncertainties about one of the
most profound existential questions that we can ask: how
do we know whether someone is alive or dead?

As an introduction to the essays that follow, by Alan
Shewmon and Michele Goodwin,' I will provide some
background to the case.” The story, however, is actu-
ally two parallel narratives—one about the role of brain
functioning in the definition of death, and the other
about the influence of race, class, and culture in the way
that health care is experienced in the United States today.
I will focus on the former.

On December 9, 2013, Jahi McMath underwent
complex pharyngeal surgery for obstructive sleep apnea
at Oakland Children’s Hospital. Postoperatively she was
transferred to the pediatric intensive care unit for close
observation. Later that evening, she began to spit up
blood, and eventually suffered a massive hemorrhage.
She had a cardiac arrest. She was resuscitated with return
of spontaneous circulation, but with significant hypoxic
injury to her brain.

Two days later, the chief of neurology performed an
examination and an electroencephalogram (EEG), both
of which indicated the diagnosis of brain death. Hospital
policy required that the test be confirmed by a second
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physician; this was done the following day, and she was
officially declared to be brain-dead on December 12.

As is customary in such cases, the family was given a
couple of days to absorb the trauma of the circumstances
and to decide whether to consider organ donation. On
December 15, the hospital told the family that the ven-
tilator would be removed the following morning. The
family, very angry about how they felt they had been
treated, retained an attorney, and the hospital agreed to
continue with ventilation temporarily.

The judge asked for an exam by a physician from an-
other hospital, so the chief of child neurology at Stanford
repeated the exam and also performed a cerebral blood
flow study. Both the exam and the study confirmed the
diagnosis. At this point, the judge ruled that McMath
was legally dead. Nevertheless, the family and the hos-
pital reached an unusual agreement for her body to be
released to her mother, with continuation of the ventila-
tor and intravenous fluids.

On January 3, 2014, the coroner issued a death certif-
icate, dated December 12, the day that the second, con-
firmatory test was performed. On January 5, McMath
was released from Oakland Children’s and transported
to a hospital in New Jersey. She was transferred to New
Jersey specifically because that is the only state with a law
that prohibits the determination of death by neurologi-
cal criteria when this would violate the personal religious
beliefs of the individual. The state also has a law that pro-
hibits payers from denying coverage to individuals based
on their personal religious beliefs regarding brain death.

She was later discharged from the hospital and spent
most of the next four years in an apartment in New
Jersey. She had no spontaneous respiration, required a
ventilator to breathe, and was administered tube feedings
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Perhaps Jahi McMath actually improved somewhat, rising a little

on the spectrum of brain injury. In so doing, she would have

crossed the bright legal line we have drawn between
the living and the dead.

for nutrition. She continued to grow, began having men-
strual periods, and was relatively stable but for a few inter-
current hospitalizations. In 2018, she reportedly developed
liver failure and had exploratory surgery for unexplained
bleeding. When more surgery was proposed, her mother
chose to “let her go,” and on June 22, 2018, Jahi died in
the hospital, surrounded by her family. At the time of this
writing, she has two death certificates. The California cer-
tificate indicates that she died on December 13, 2013; the
New Jersey certificate states that she died on June 22, 2018,
with liver failure and hypoxic brain injury as the causes of
death.

Alan Shewmon details in his essay that he personally
examined McMath and has reviewed numerous video tapes
and medical records related to her case. It is his opinion
that, prior to her cardiac arrest in June 2018, she no longer
met the criteria for brain death and was actually in a mini-
mally conscious state.’

McMath’s case is striking in at least two ways. First,
how can it be that a person diagnosed as dead by qualified
physicians continued to live, at least in a biological sense,
more than four years after a death certificate was issued?
While prolonged biological survival has been documented
in many other cases of brain death (in one case for more
than twenty years), no other cases provoked either the me-

dia notoriety or the legal attention of the McMath case.
Second, the diagnosis of brain death has been considered
irreversible; in fact, there has never been a case of a per-
son correctly diagnosed as brain-dead who improved to the
point that the person no longer fulfilled the diagnostic cri-
teria. If Shewmon’s allegations are correct, this case could
have momentous implications for how we think about this
diagnosis going forward.

In the remainder of this essay, I will offer a hypothesis
that could, perhaps, explain both of these remarkable as-
pects of the McMath case. The hypothesis is based on dif-
ferences in how we distinguish between biological and legal
categories. The law tends to prefer to draw bright-line dis-
tinctions between categories, whereas biological categories
tend to fall along a spectrum, without sharp distinctions.

A common example is how we distinguish between the
categories of “adult” and “minor.” For most legal purposes,
the distinction is drawn as a bright line on a person’s eigh-
teenth birthday, when a person typically acquires most of
the rights, privileges, and obligations of being an adult.
From a biological or psychological perspective, of course,
growth in maturity and judgment occur along a continu-
um. People are typically not much different on their eigh-
teenth birthday from what they were like the day before.
But while this sharp legal distinction is necessarily some-

Figure 1. The Biology of Brain Injury
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Figure 2. Brain Injury and Somatic Survival
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what arbitrary, it is nevertheless reasonable and meaning-
ful. It is better, for example, than drawing the line at the
age of seven or thirty.

Brain injury also occurs along a biological spectrum.
As illustrated in figure 1, at one end of the spectrum is
an uninjured brain, and points along that spectrum repre-
sent the minimally conscious state (where consciousness is
only partially or intermittently present) and the permanent
vegetative state (where consciousness is permanently lost).
Near the bottom of the spectrum is brain death, in which
most, but not necessarily all, of the brain’s functions have
been lost. At the very bottom is a brain that has liquified or
been replaced by fibrous tissue and has no function at all.

In the 1950s and "60s, discussion began about whether
patients below a certain point on this spectrum could be
regarded as “dead.” In 1981, the Uniform Definition of
Death Act drew a bright line at the point where the person
was considered to be permanently unconscious, without
brainstem reflexes, and without any neurologically driven
respiration. Hence, the UDDA drew a bright legal line at
this point across the continuous biological spectrum of
brain injury.

This hypothesis is only a model, and as the aphorism
goes, all models are false; some models are useful. This
model is certainly false to the extent that it represents a
simplification of the complex neurological reality of brain
injury. Nevertheless, I suggest it may be useful in under-
standing certain aspects of the McMath case.

In my practice as a pediatric intensive care physician,
I care for children with all levels of brain injury. Some are
like the patient represented in figure 2 who has profound
brain injury but is just above the line that we call brain
death. Patients like this are alive. Sometimes their parents
choose to withdraw life support and allow them to die,
based on their poor quality of life and prognosis, but often
their parents choose to continue with life support. These
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children may live at home or in chronic care fa-
cilities, and they typically require intermittent
hospitalizations to be treated for pneumonia or
other intercurrent problems. But they may live
for many years.

Other children are just below the line. That
appears to have been the case with McMath.
These children are legally dead. We do not of-
fer continued life support beyond a few days at
most, to give parents a chance to decide wheth-
er to donate their child’s organs for transplan-
tation. Yet aside from their brain injury, these
children are often biologically quite similar to
those who are just above the line. If the unusual
decision is made to continue with life support,
as in the McMath case, it should be no surprise
that they, too, have the potential to live biologi-
cally for many years.?

Given that patients diagnosed as brain-dead may have
prolonged biological survival, why are cases like that of
McMath relatively uncommon? The answer lies in the fact
that the diagnosis is almost always a self-fulfilling prophesy.
In almost every case, once the diagnosis is made, life sup-
port is terminated, whether or not the parents decide to
donate the child’s organs for transplantation. Even when
families disagree with termination of life support, they are
typically overridden, since brain death is legal death in al-
most every state. (Only New Jersey permits families to re-
fuse indefinitely to have their family member diagnosed as
dead by neurological criteria.)

Can this model or hypothesis potentially help to make
sense out of Shewmon’s claim that McMath no longer met
the criteria for brain death? Here again, I think that seeing
brain injury as occurring along a spectrum can be helpful.
Brain injury is not necessarily static: sometimes patients
with severe brain injury get better; sometimes they get
worse. We now know of many well-documented cases of
patients who were diagnosed as being in a permanent veg-
etative state and, over a period of years, improved to being
in a minimally conscious state.® Could this same phenom-
enon occur further down the spectrum? Perhaps McMath
actually improved somewhat, rising a little on the spectrum
of brain injury. This would not seem to be surprising in
itself. But what makes this conceptually important would
be that, in so doing, she would have crossed the bright legal
line we have drawn between the living and the dead.

My own view is that we should recognize and accept
this for what it is. No diagnoses in medicine are infallible.
Diseases are not static. A patient may meet the diagnostic
criteria for a condition at one point in time but not at a fu-
ture point in time. Like the decision that individuals would
attain the legal age of majority on their eighteenth birth-
day, the UDDA’s drawing of a bright legal line at a point
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on the spectrum of brain injury was necessarily somewhat
arbitrary but nevertheless reasonable and meaningful. This
line defines the point at which we allow patients to donate
their organs, and where we have no obligation to sustain
them on life support. Since 1981, it has had the support of
the overwhelming majority of the population and has facil-
itated our programs of organ procurement and transplanta-
tion, which have saved many thousands of lives. Hopefully
the model presented here may help to explain some of the
apparent paradoxes presented by the case of Jahi McMath.
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The Case of Jahi McMath:
A Neurologists View

BY D. ALAN SHEWMON

rom the start, I followed the case of Jahi McMath

with great interest through the news media. In

December 2013, she clearly fulfilled the diagnostic
criteria for brain death. By early January, the media were
reporting that multiple bodily systems were deteriorat-
ing and that cardiovascular collapse was imminent, an
inevitable trajectory for a corpse on a ventilator.! One
of her physicians testified thus to the court,” and a neu-
rointensivist commentator explained the same to the
newspapers.’ The deterioration was held up as proof that
her body was no longer an “organism as a whole” but a
collection of organs and tissues that were literally dis-
integrating.

As a neurologist with a special interest in chronic brain
death, [ was later not surprised to learn that, after she was
flown to New Jersey, where she became statutorily resur-
rected and was treated as a comatose patient, Jahi’s con-
dition quickly improved. In retrospect, the multisystem
deterioration attributed to death was actually due to four
weeks of no nutrition and untreated thyroid and adrenal
insufficiency. With tube feedings and hormone replace-
ment, she stabilized to the point of being discharged to
an apartment, where she remained for nearly four more
years, cared for by family and round-the-clock nurses.

When it became clear in early 2014 that Jahi could
have a potentially long survival, I approached her family
through their lawyer, thinking that her case fit perfectly
with the series of chronic brain death cases that I had ear-
lier published.* Around the same time, her family began
to report that she sometimes responded to simple mo-
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tor commands. I shared the general skepticism regarding
these reports, assuming that the family was in denial and
was misinterpreting spinal myoclonus (a rapid, involun-
tary twitch generated by the spinal cord) as volitional.

The family had noticed that when Jahi’s heart rate was
above eighty beats per minute, she was more likely to
respond, as though the heart rate reflected some sort of
inner level of arousal. So they began to make video re-
cordings of command-response sessions at such times. I
have been privileged to be entrusted with copies of these
recordings, sixty in total, forty-eight of which proved
suitable for assessing alleged responsiveness. They span a
two-year period and last from thirteen seconds to twelve
minutes each, for a total duration of ninety-seven min-
utes. All have been certified by a forensic video expert as
unaltered.

The first thing that struck me was that the great ma-
jority of the alleged responses were not spinal myoclonus.
In fact, they did not resemble any type of spontaneous,
involuntary movement described in patients paralyzed
from high spinal cord lesions. Most involved discrete
body parts and were slower than myoclonus. Others in-
volved more than one body part or a sequence of move-
ments lasting several seconds.

I surveyed some of Jahi’s nurses, who unanimously
attested that such movements did not occur spontane-
ously. In the videos, nonmyoclonic movements indeed
occurred rarely during baseline periods. The frequency
of movements was much greater during periods of com-
mand and coaxing than at baseline. Also, the latency be-
tween command and next movement was much shorter
than would be expected by chance. The anatomical
specificity between command and next movement was
striking and difficult to explain away by chance. After
countless hours studying the videos and taking a devil’s
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Based on the compelling video evidence and the gross structural

preservation of Jahi’s brain in the 2014 MRI scan,

| am convinced that, from early 2014, she was in a

“minimally conscious state.”

advocate approach at every step, | cannot escape the con-
clusion that the alleged responses were genuine.

Some videos seem to demonstrate a surprising degree
of comprehension. For example: extending the thumb
upward after previously flexing it and being told to move
it up instead; or making a stronger repeat arm movement
when told to “move it harder”; or, after a previous motor
response when the digits and hand remained tense, relax-
ing them quickly upon being told to relax them; or moving
the middle finger consistently when asked which is the “eff
you” finger or other circumlocutions. These demonstra-
tions were not cherry-picked coincidences of spontaneous
movements because such movements never occurred dur-
ing baseline periods.

According to her mother, Jahi’s periods of responsive-
ness occurred on average about three times per week and
lasted several minutes to half an hour at a time. It is there-
fore unlikely that she would have exhibited responsiveness
during a randomly timed examination. When I examined
her on December 2, 2014, she was in fact unresponsive to
commands; she also exhibited no brain-stem reflexes and
did not breathe over the ventilator or during twenty sec-
onds off it. (A formal apnea test was not possible in the
apartment, nor would it have been permitted.) This is why
the video evidence is so important: it compellingly places
Jahi in the category of “minimally conscious state.”

To shed light on the structural and functional state of
Jahi’s brain, she was transported on September 26, 2014, to
Rutgers University Hospital for magnetic resonance imag-
ing, an MR angiogram and venogram, electroencephalo-
gram (EEG), and multimodal evoked potentials. The MRI
showed extensive damage to the cerebral white matter and
mid- to lower brain stem but surprising preservation of the
internal and surface anatomy of the cerebral and cerebellar
hemispheres, with relatively little atrophy.® This contrasted
markedly with the MRI or CT scans of chronic brain-dead
patients, which have consistently shown the totally lique-
fied brain to have been replaced by a chaotic jumble of
membranes, fluids, and calcifications.

Jahi’s MR angiogram and venogram showed no signal
related to blood flow within the brain substance, but these
techniques are not sensitive enough to detect low flow.
From the extent of structural preservation, one can infer

that, although Jahi’s cerebral blood flow was markedly
reduced, there must never have been a time when it was
completely absent, or else her brain would have undergone
total liquefaction, as in the cases of chronic brain death.
Likewise, at the time of a radionuclide scan performed on
December 23, 2013, cerebral blood flow must have been
reduced to a level below the scan’s resolution, too low to
support synaptic function but enough to prevent tissue ne-
crosis. This is the range called the “ischemic penumbra,”
well known in the stroke field and hypothesized by Cicero
Coimbra to occur globally as a mathematical necessity dur-
ing the progression from normal to no flow in the patho-
genesis of brain death.” Jahi’s case may be the first indirect
confirmation of Coimbra’s hypothesis.® False positivity of
the brain death diagnostic criteria and of “confirmatory”
blood flow tests is not unprecedented.” (“False positivity”
here means that, despite her 2013 fulfillment of the diag-
nostic criteria for brain death [which by definition includes
irreversible apneic coma], she did not remain irreversibly
comatose.)

The behavioral evidence for intermittent responsiveness
is difficult to reconcile with the neurophysiological tests
at Rutgers. The EEG was isoelectric, and the evoked po-
tentials showed no responses. The discrepancy can be ap-
proached in one of two ways: either we can give priority to
the tests, concluding that Jahi could not possibly have been
conscious or capable of hearing and that the videos should
simply be disregarded, or we give priority to the behavioral
evidence, concluding that there must be something about
the tests in her case that we do not understand and that
makes them unreliable as indicators of total and permanent
brain nonfunction.

The visual and somatosensory evoked potential results
are hardly surprising and imply nothing about capacity for
hearing, consciousness, or voluntary movement. Regarding
the brain-stem auditory evoked potential, the click stimu-
lus has a frequency content above that of the human voice;
hence, audiologists regard it as an inadequate tool to assess
hearing. Absence of wave I, which is generated peripherally,
can be due not only to absence of electrical signals in the
acoustic nerve but also to asynchrony of signals. Indeed,
hearing can be preserved following acoustic neuroma sur-
gery despite absence of all waves.'” EEGs reflect the electri-
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cal activity of only the portion of cortex directly below the
scalp. Consciousness, hearing, and even functional vision
can be present in children with congenital absence of cor-
tex and an essentially flat EEG."" Moreover, if Jahi’s respon-
siveness was intermittent, then her EEG activity might also
have been intermittent. Indeed, Calixto Machado and col-
leagues found electrocerebral activity on EEGs performed
at other times in Jahi’s apartment.'? (They also found heart-
rate-variability evidence of responsiveness to her mother’s
voice.)

Whether such explanations account for the discrepancy
between Jahi’s test results at Rutgers and the evidence for
intermittent responsiveness, I do not pretend to know.
The point is merely that such tests are not absolute and do
not justify ignoring compelling behavioral evidence. Brain
death is a clinical diagnosis. Ancillary tests can support
clinical evidence for brain death, but they cannot trump
clinical evidence against brain death. At the very least, in a
question as weighty as life versus death, the benefit of the
doubt should be given.

Space does not permit more than cursory mention that,
after becoming officially brain-dead, Jahi underwent pu-
bertal development, including three documented men-
strual periods. This indicates some degree of hypothalamic
function, which is not considered by official protocols as
relevant to the diagnosis of brain death but is surely rel-
evant to the “functioning of the organism as a whole” and
hence should qualify as a “brain function” in the eyes of
statutory law.

Jahi passed away on June 22, 2018, from abdominal
complications unrelated to her neurologic condition. While
independent expert evaluation of her apparent intermittent
responsiveness is no longer possible, neuropathologic ex-
amination of her brain is pending, as of this writing.

Based on the compelling video evidence and the gross
structural preservation of her brain in the 2014 MRI scan,
I am convinced that, from early 2014, Jahi McMath was
in a “minimally conscious state.” Her case challenges the
claimed infallibility of diagnostic criteria for brain death
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and supports the hypothesis that global ischemic penum-
bra can mimic both clinical brain death as well as absent
blood flow on radionuclide scans."?
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Revisiting Death:
Implicit Bias and the Case of Jahi McMath

BY MICHELE GOODWIN

or nearly five years, bioethicists and neurolo-

gists debated whether Jahi McMath, an African

American teenager from Oakland, California, was
alive or dead. However, on June 22, 2018, following
complications associated with liver failure, her body gave
way, succumbing to the conditions that had rendered her
unable to speak, walk, see, eat, breathe independently, or
use her arms and legs. After her body finally shut down,
Jahi’s parents laid her to rest. According to the family’s
attorney, Christopher Dolan, McMath’s death certificate
lists her cause of death as a result of hepatic liver failure.

Yet, according to the state of California, Jahi was no
longer alive as of 2014—despite her parents’ adamant
claims to the contrary. On January 3 of that year, after
a fateful tonsillectomy, a coroner issued Jahi’s parents a
certificate declaring her dead. The coroner reached the
same conclusion that doctors and nurses at Oakland
Children’s Hospital and a judge had only weeks before:
Jahi would never wake up, return to school, or resume
life as she had known it before her surgery. Jahi’s family
claims that, to underscore this point, one of the doctors
at Oakland Children’s Hospital, where she was treated
and declared dead, “pounded his fist on the table, saying,
‘She’s dead, dead, dead.”!

A chorus of bioethicists reached a similar conclusion
and almost as emphatically. Arthur Caplan, the found-
ing head of the Division of Medical Ethics at NYU
School of Medicine, and David Magnus, a professor in
medicine and biomedical ethics at Stanford, put it this
way, Jahi may seem “life-like,” but “it does not change
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the facts” that she is dead.” Laurence McCullough, a dis-
tinguished emeritus professor of medicine and medical
ethics at Baylor College of Medicine, concurred. As he
told one reporter for the Los Angeles Times, “[H]er body
will start to break down and decay. It’s a matter of when,
not whether.”> Caplan similarly warned, “She is going
to start to decompose,” and he told reporters that “[t]o
keep Jahi’s body on machines is ethically wrong because
definitive brain death is death and maintaining a corpse
by artificial means is only slowing the inevitable decay
and collapse of bodily remains.” That was four years
before the family eventually decided to discontinue life-
sustaining treatment, and while Jahi appeared to be in a
state of deep sleep, she never decomposed.

Jahi’s family, a growing number of advocates, and
some physicians struggled with these assessments. They
questioned, how can she be dead? She was warm to the
touch. Her skin was moist, and she menstruated. How
can these signs of life amount to death?

Dead or Alive May Not Be the Right Question

ahi McMath’s case is far more nuanced than what ap-

pears on the surface—and only part of that has any-
thing to do with definitional standards of death. After
all, brain death (or death by any standard) is not the
predictable outcome of a tonsillectomy, especially in
children. In the United States, the morbidity rate associ-
ated with the procedure is roughly one death in fifteen
thousand cases due to anesthesia complications, airway
obstruction, or bleeding. That is, death might occur in
0.0066 percent of cases of tonsillectomies. The risk of
mortality increases due to postoperative bleeding, but
only in 2 to 4 percent of cases. So what went wrong in
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this case, and to what extent does it have anything to do
with brain death?

Rachel Aviv, a reporter for The New Yorker, wrote a de-
tailed account of the family’s experience in her 2018 ar-
ticle “What Does It Mean to Die?”® Aviv reports that Jahi
pleaded with her mother to cancel the surgery.” Jahi ques-
tioned whether the doctor was properly prepared to op-
erate on her. She asked her doctor, Frederick Rosen, how
many times he had performed the surgery and whether he
had enough sleep the night before. Rosen assured Jahi that
he was well prepared to perform the tonsillectomy and that
he had done the procedure hundreds of times.

Despite Jahi’s protests, her mother, Nailah Winkfield,
believed the procedure would offer the teen a better quality
of life by allowing her to sleep more comfortably and cure
her loud snoring. Jahi’s snoring was so loud that it dashed
hopes of slumber parties. Jahi suffered from sleep apnea
and as a result was experiencing fatigue. The lack of sleep
and compounding fatigue compromised her concentration
and ability to focus in classes. Her mother thought the pro-
cedure would address these concerns because tonsillecto-
mies are indicated as appropriate medical interventions in
such cases.

Winkfield did not anticipate that, hours after the sur-
gery, her daughter’s bleeding would be so severe as to
saturate the gauze packing her nose or fill a two-hundred-
milliliter basin with blood. This was not normal follow-
ing a tonsillectomy. And while Rosen, who performed the
surgery, indicated in his medical records that there might
be some risk of hemorrhaging because Jahi’s right carotid
artery was in close proximity to the pharynx, it appears
that medical technicians responsible for the postoperative
care and recovery did not register this important point in
their medical records. Instead, one nurse urged Jahi to relax
more and stop coughing.

As Jahi’s medical gown absorbed more blood, a doc-
tor “instructed the nurse on duty not to change [it]” so
that he could assess how much blood she was losing that
way.? Jahi’s mother questioned whether her daughter was
receiving the standard and quality of care her daughter
deserved given the circumstances. In response to the fam-
ily’s expressed concerns, one nurse wrote in Jahi’s medical
chart that physicians were aware of Jahi’s unusual bleeding,
but that “there would be no immediate intervention from
ENT or Surgery.” It is unclear whether doctors chose not
to intervene because Rosen had left for the day or for some
other reason.

Winkfield and her husband, Marvin, Jahi’s stepfather,
begged hospital staff to pay attention to Jahi’s worsening
condition. They believed she was losing too much blood.
They were right. As Jahi’s mom told Rachel Aviv, “[N]o
one was listening to us, and I can't prove it, but I feel in
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my heart: if Jahi was a little white girl, I feel we would have
gotten a little more help and attention.”"

Finally, in tears, Winkfield phoned her mother, Sandra
Chatman, a nurse who worked for thirty years in a surgical
center. Jahi’s grandmother came as soon as she could. Upon
arriving at Oakland Children’s Hospital, she urged doctors
to respond more aggressively to Jahi’s hemorrhaging. It ap-
pears her pleas went unaddressed.

Within about two hours of arriving at the hospi-
tal, Chatman noticed that Jahi’s oxygen saturation had
dropped precipitously and alerted medical staff members
responsible for Jahi’s care. She was intubated, placed on a
ventilator, and for two and a half hours, medical staff mem-
bers worked to restore her heartbeat. Three days after her
operation, following a spate of tests that determined she
lacked a gag reflex, responsiveness to light, and other cogni-
tive functions, a clinician of Oakland Children’s Hospital

declared her brain-dead.

The Politics of Health Care

It has been a mistake in the bioethics community to ap-
proach Jahi McMath’s case merely as a study of brain
death—despite its significance for contemporary debate
and analysis on that topic. That is, while Jahi McMath’s
condition provides a compelling study for analyzing brain
death, to ignore the underlying medical treatment, which
resulted in her dire status, is not only a folly but also ren-
ders her an object. Arguably, circumscribing Jahi McMath’s
life status to a question of brain death fails to acknowl-
edge and respond to a chronic, if uncomfortable, bioethics
problem in American health care—namely, racial bias and
unequal treatment, both real and perceived.

On any given day in the United States, disparities in the
quality of health care and health outcomes for people of
color in comparison to whites are evidenced in American
hospitals and clinics. As decades of research show, these
disparities are not entirely explained by differences in pa-
tient education, insurance status, employment, income,
expressed preference for treatments, and severity of dis-
ease. Instead, compelling research indicates that, even for
African Americans able to gain access to health care ser-
vices and navigate institutional nuances, disparities per-
sist across a broad range of services, including diagnostic
screening and general medical care, mental health diagnosis
and treatment, pain management, HIV-related care, and
treatments for cancer, heart disease, diabetes, and kidney
disease."” Among other things, research documenting
health disparities reminds us that despite the desegregation
of health care, race and ethnicity still matter in defining
Americans’ health experiences.

Landmark empirical research reveals enduring racial
disparities in medicine that include higher rates of mor-
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Circumscribing Jahi McMath’s life status to a question of brain death

fails to acknowledge and respond to a chronic, if uncomfortable,

bioethics problem in American health care: racial bias and unequal

treatment, both real and perceived.

bidity across numerous sectors for black Americans, rang-
ing from pregnancy to heart failure."”” The negative side
of these disparities are experienced by black children as
well as adults. What accounts for this? One theory is im-
plicit bias. Examples of implicit bias may be observed at
the macro and micro levels. At the macro level, the effects
of implicit biases can be seen in the disparate geographic
locations of medical facilities, affecting treatment options
for inner city and rural Americans versus wealthier urban
dwellers. Implicit biases also operate at the micro level.
Well-meaning medical providers may exercise implicit
(and explicit) biases that with overlying time constraints
prohibit thoughtful consideration of unconscious opinions
and objective determinants. As such, objective evidence
may be missed in favor of cognitive shortcuts, population-
based heuristics, and social categorizations. The problem is
that cognitive shortcuts often form the basis for diagnostic
judgments, medical decision-making, and recommenda-
tions regarding treatment.

The nagging questions for Jahi’s family were whether
race, class, or social status played a role in the quality of
care the teen received. Could the family’s socioeconomic
status have predetermined Jahi’s treatment? After all, but
for Jahi’s grandmother’s alerting doctors about her falling
oxygen levels, would the hospital’s medical staff even have
noticed their patient’s distressed condition? When Jahi’s
grandmother asked one physician, “Why aren’t you guys
seeing about my granddaughter?” she noticed that he was
“frowned up with his arms crossed.”*® To her, “[i]t was like
he thought we were dirt.”'*

These are the types of concerns unpacked in copious
detail by researchers such as Harriet Washington, author
of the much acclaimed Medical Apartheid,” and Dayna
Bowen Matthew, a health law professor at the University
of Virginia and author of Just Medicine: A Cure for Racial
Inequality in American Healthcare.® Matthew argues that
well over 84,000 people of color die each year due to un-
just, unfair, and avoidable differences in the quantity and
quality of care received compared to white counterparts.'’

Numerous studies echo their concerns.”® A 2016 study
revealed alarming, racially biased, and stereotyped views
about the differences between blacks and whites among
medical students and residents.” The study included a
group of 222 white medical students at the University of

Virginia, and the findings, though deeply troubling, are
important in advancing nuanced discourse on racial bias
in medical understanding and treatment. The investigators
“examine[d] whether . . . racial bias is related to false beliefs
about biological differences.”*

According to the authors, white medical students and
residents harbored race-biased views about blacks and, as a
result, made “less accurate treatment recommendations.”!
Even more disquieting were the antiquated views about ra-
cial difference that first- and second-year medical students
harbored. Many believed that black Americans age more
slowly than their white counterparts, that their nerve end-
ings are less sensitive, and even that blood coagulation is
different between blacks and whites.”> An alarming per-
centage thought that blacks have thicker skin than white
Americans and that they have “denser, stronger bones than
whites.”” Such misperceptions and stereotypic views about
biological differences should not necessarily be attributed
to racial animus, but are important to acknowledge in
order to understand the medical experiences of black pa-
tients, improve medical delivery generally, and specifically
address the critical gaps in the quality and quantity of care
black patients receive.

What makes Hoffman’s study so deeply compelling is
that the concerns it addresses are not new. Over fifteen
years after the publication of the Institute of Medicine’s
groundbreaking study Unequal Treatment: Confronting
Racial and Ethnic Disparities in Health Care, disparate
treatment persists.” In that detailed study and account of
racial biases, the authors found that even when accounting
for socioeconomic factors, “race and ethnicity remain sig-
nificant predictors of the quality of health care received.””
Sadly, one of the few areas where black patients received
“more” care than whites is amputations. Black patients are
nearly twice as likely to have a limb excised from their bod-
ies than are their white counterparts.?

Implicit Bias and Medicine: A System Problem

For now, bioethicists should struggle not only with the
question of brain death in Jahi’s case but also with the
underlying, arguably broader social implications of what
her medical treatment and experience represented. Very
likely, Winkfield and her family relocated Jahi to New Jersey
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because they lost trust in her California medical providers.
Likely, Jahi’s family were flustered with a medical system
that systemically ignores the vulnerable—particularly
black Americans. Sadly, it is a system where stereotypes
persist, and on too many matrixes blacks will receive less
care and less quality of care than their white counterparts.
Very likely, these experiences keep Winkfield adamantly
disbelieving doctors” assessments of Jahi’s status.

Jahi’s case is about much more than the definition of
brain death. As John Paris, a professor emeritus of bioethics
wrote, “The historic mistrust of African Americans toward
the medical community was on full display at community
organized demonstrations outside Oakland Children’s
Hospital,” where Jahi was treated.”” Paris reminds readers
that “accusations were made that the hospital disrespected
the family, portrayed the parents as ‘ignorant,” and ‘want-
ed a quick end to Jahi’s life’ to limit malpractice costs.”

Even while the McMath case inextricably involves so-
ciolegal and cultural implications about race, sex, and the
politics of health care, important lessons may be learned
and insights gleaned from this tragedy. Namely, the prac-
tice of beneficence and social justice in medicine are not
new concepts, but fundamental principles in bioethics
that should be fastened to medical delivery. It is not novel
to conclude that even if death were the unavoidable out-
come in a high-risk case (Jahi’s sleep apnea case was never
described as such), patients and their families deserve to
be treated with dignity and respect. For the foregoing rea-
sons, Jahi’s medical experience as well as her family’s in-
teractions with health care providers could serve as a case
study in quality of care and implicit bias—not simply in
brain death.
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