AFFlDaviT

STATE OF FLORIDA
COUNTY OF DUWAL

Bafors ma this dey personally appearad William Polk Cheshire, Jr., M.D. who, baing duly swoen,
deposes Bnd says!

I, William Palk Chashire, Jr., M.D., have personal knowledge of the facts stated in this
daclaration and, 1f called as & witness, I could and would testify competeatly thersto
under path, [ declare as follows:

[ am a neurologist practicing in the State of Florida and am certificd by the American
Board of Psychiaoy and Neurclogy, In regard to my educational background, I received
an A.B. in bjochemical sciences from Princeton University, an M.A. in bicethics from
Trinity Internationa!l University, end an M.D, from West Virginia University. [
cormpleted an internship in internal medicine at West Virginia University,  residency in
neurology and a pain fellowship at the University of North Carolina.

1 am also an eppointed volunteer with the Floride statewide Adult Protective Services
team, {n which capacity T was called on March 1, 2003, to provide a1 independent and
objective meadical review of allegations of possible abuse, neglect, or exploitation of Ms.
Theresa Marie Schiavo.

Although no ene from the Department of Children and Pamilles has inquired about my
personal views about treatment decisions in cases of persistent vepetative state (PVS), I
would lke to disclose that ] came into this case with the belief that it can be ethically
permissible 1o discontinue artificially provided nutrition and hydration for parsons in 2

vegetativa state. Having now reviewed the relevant facts, having met and
observed Ms. Schiavo in person, and having reflected deeply on the moral and ethical
issues, | would like to explain why I kave changed my mind in regard to this parteular
case,

In my daily conversations with colleag=s, I have beén interested to hear what others have
thought about the issues surounding this case. 1 have heard from neurclogists, ather
physiciana, nurses, other paramedieal professionals, attomeys, ethicist, elergy,
genatricians, teachers, the elderly and the young. [have hesrd from peopls of many
faiths, Roman Catholic, Protestant, Jewish, and people without 8 particular faith
commitment. Generally, I have found that many people who have thought seriously
about this case say that they have besn unable 1o reach a judgment. They acknowledge
valid principles on both sides of the arguments, and they recognize the dificulty of
ascertaining from the media ascurate and complete facts needed to reach a trustwarthy
conclugion. All ngree that this is an extraordinarily difficult cass and that the family
members an both sides must be suffering greatly.

Thare is, at the heart of this case, uncertainty regarding the neurologic diagnosis on which
treatment decisions have résted. The courts have nuled, on the basis of credible expert
testimony, that Terri is permanently In a peryistent vegetative stata (FVS), which is s



specific neuralogic diagnosis meaning wakefulness without awareness. Patientsina
persistent vegesative state lack intsgrated function of the cerebral cortex while retaining
involuntary brain stem reflexes that regulate heart rate, digestive, circulatory, sleep and
other invelunzary bodily functions. Their behaviors arc autonatic, nonpurposeful,
uninhibited reflexes no longer under valuntary control by higher brain centers.

On the other hand, there hove besn repeated elaims that Terri at times seems mors
responsive, even intentional and interactive. Such observations, if trus, would be
inconsistent with a diagnosiz of VS, the diagnosis upoa which medical end l=gal
decisions have been based. The question thus srises, whether Terri might be in what
neurclogist call & “minimally conscious etats.” This question is impartant, for in maiing
decisions that affect the lifc and welfare of Terni, one would Lke to know whethar she is
aware of her environment, sware of others, awars of her own bodily discomfort, or has
thoughts that wa would regard as human even if she cannot communicate them to us. As
my charge is to investigate the possibility of abuse or neglect, it matters whether Terri
would be abl¢ to recognize end feel the consequences of abuse or neglect. Some actions
might even be unintentionally neglectful if performad by persons unawere of Terri's level
of swerencss.

There are many behaviors typical for patients in PVS that someons without neurolagical
training could casily mistake as voluntary. The non-neurclogist seldom has experience in
observing how the brainsrem and besal ganglia behave when deprived of input from the
cerebral cortex where consciousness is believed to reside, It is quite common for
dedjcated end caring family members, hoping desperatzly for a sign fram their loved one,
to misinterpret these reflexes as svidence of communication. Such behaviers can inelude
involunisry arousal, #ye opening, random eye movements (nystagmius and horizontal
scanning), brief eye contact, reflexive withdrawal from a noxious stimulus, movement of
tha lips or mouth of turning of the head in rezponse to om! stimulation (suck and rooting
reflexes which also oceur in newbam infants), spontaneous grimmacing or smiling or
displays of emotion (affectiva relsase, usuelly s momentary gesture), and certain other
nonsustained behaviors usually not s8én in healthy adults, Soms of the vidzo elips of
Terri Schiavo that have beea presented in the media display such involuntary behaviors.
It is the responsibility of naurnlogists in cases lilee this to educste family members so that
they will not develop a falss hope of recovery,

Whore is the neurologist in this case at this time? It Is my understanding that nearly thres
years have passed since Terr has had the benefit of neurslogic consultatisn. How, then,
ars we {0 be cartain about her currant neurologic status? Thers remain, in fact, huge
uncermintiss n regard to Tem's trua neurclogic stetus. Although exploring such
questions may be uncomfortabls, [ believe that medicine bas an obligation to aszertain
the neurological facts to the highest poseible degree of certainty.

Some srudiss have indicated, upan follow-up over time, & high rate of {alge initial
diagnosis of PVS.'? Furthermare, the diagnosis of mintmally conscious state had aot yer
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become standard parlancs in the field of neurology at the time of Terri's initial dlagnosis.
The minimally conscious state has emerped as a distinct diagnostic entley only within the
last few :,.'url.“

Although Terr has undergone etructural imaging studies of her brain (such as the CT
sean which [ have reviewed), she has not, to my knowledge, undergene functional
imaging studiss, such s positron emission tomography (PET) or functional magnerie
resanancs tmaging (OMRI), The structural studies have shown substantial logs of cerebral
cortex which was deprived af'blood supply for more than 40 minutes in 1920, but thers
does remain some cerebral comnax.

New facts have come to light in the last fow years that shouid be weighed in the
neurologic assessment of Terri Schiavo, Significant strides have been mads in the
scientific understanding of PVS and minimally consoious states since Termi last
underwent peurclogic evaluation. As usually happens in science, the newest evidence 18
prompting the medical community to think about this fleld in new ways. With new
evidence comes frash appreciation for what is sctually happening in the braing of persons
with profound cognitive impairment. And there is a great deal more to be leamad,

Of particular interest was the 2RI srody publiched just this year by Schiff and
colleagues of two patients at Comnell University, When these patients, who had been
diagnosed s being in a minimally consclous state, listened to naratives read by a
famniliar person, laree areas of the cerebral cortex normally involved in language
recapnition and processing lit up. The presence of metabolic activity in those brain cells
was fiar more than expected given thelr inability o follow simple instructions reliably or
otherwise demaonstrate ot the bedsids evidanca of comprehension or communication.
From this study one may conclude that there is still a great deal we do nol know about
what previously unsuspected cerebral cortex functions may yet be oocurring in the minds
of persons who have sustained profound brain damage and ar= no longer able to
communicate outwirdly what their thoughts may be.

Based on my review of extensive medical records documenting Terri's care over the
years, on my personal observations of Terrd, and on my ohservations of Terri's responses
in the many hours of videotapes taken in 2002, she demonstrates a number of behaviors
that I belisve cast a reasonable doubt on the prior diagnosis of PVS. These include:

1. Her behavior is frequently comext-specific. Fer example, her facial expression
brightens and she smiles in reponse 1o the voice of familiar persons such as her parents or
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her nurse, Her agitation subsides and her facial demesnor softens when quiet mugie ie
played, When jubilant pisno music is played, her face brightens, she lifts hor sysbrows,
smiles, and even laughs. Her lateral gaze toward the tape player is sustained for many
minutes. Saveral times I witmessad Terrd briefly, albeit inconsistently, laugh i responss
1o a hurmorous commeént someons in the room had made. [ did not see her laugh in the
absenca of someone alsa’s laughter,

2, Although she does not s2em to track or follow visual abjects consistently or for long
periods of time, she does fixate her gaze on colorful objects or human faces for some 15
seconds af & time and acsasionally follows with her eves at least brisfly as thees objects
move from side to side. When [ first walked into her room, she immediately unad her
head toward me and looked directly at my face. There was a look of curiosity or
expactation in her expression, and she maintained eys comtact for about half a minute.
Later, when she again looked et me, she brought her lips togather at if bo pronounce the
latter “0," and although for a moment it appeared that she might be makiag an intentional
effort to speak, her face then fell blank, and no words came out,

3. Although 1 did not hear Terr utter distinet words, she demonstretes amotional
expressivity by her use of single syllable vocalizations such as “ah," making coning
sounds, or by expressing guttera] sounds of annoyance or moaning ppropriate lo the
context of the situation. The context-spacific range and variability of her vocalizations
suggests &t lcast 8 reasonsble probability of the processing of emotional thought within
her brain. There have been reports of Terri rarely using actual words specific to her
situational context. The July 25, 2003 affidavit of specch pathologist Sura Green Male,
MS, on page 6, reads, “The records of Mediplex reflect the fact that she has said ‘stop’ in
upparent response 1o 4 madical procadure beng done to her,” The Adult Protective
Services team has been unable to retriava those original medical records in this instanee,

4. Although Terri has not consistently followed commands, there appear to be soma
notable exceptiont. In the taped examination by Dr. Hummesfahr from 2002, when asied
to close her eyes che began to blink repeatedly. Although it was unelear whether she
squaezed her grip when asked, she did appear to rase her right leg four times In
succassion each time she was askad 1o do 50, Rehabilitation notes from 1991 indicated
that she tracked inconsistently, and although did not develop & yes/no communication
systemn, did follow some commands inconsistently and demonstrated good eye comtact to
femily mambars,

5, There is a remarkable moment in the videotape of the September 3, 2002 examination
by Dr, Hammesfahr that seemed to go unnoticed at the ime. At2:44 p.m, Dr.
Hammagfahr had just turned Tern onto her right side to examine her back with a painful
sharp stimulus (2 sharp pisce of wood), to which Terri had respondad with signs of
discomfort Well after he ceased applying the stimubus and had returned Terri to a
comfortable position, he says to her parents, "So, we're geing 1 have to roll her over..."
Immediately Terri cries. She vocalizes a erying sound, “Ugh, ha, ba, ha," presses her
eyebrown together, and sadly grimmaces, It is important to note that, at that moment, to
one i touchmg Tem or causing actual paidn. Rather, she sppears to comprehend the
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meaning of Dr, Hammesfahr's comment and signals her anricgpation of pain. This
respanse suggests some degres of languege processing and interpretation at the level of
the cerebral gortex. It also suggests that ¢he may be aware of pauin beyond what could be
explained by simple refléx withdrawal,

6. According to the definition of PVS published by the American Academy of
Neurology, “persistent vepetative state patients do not have the capacity 1o experience
pain or suffering, Pain and suffering are attributes of consciousness requiring cercbral
corticel functioning, and paticnrs ‘hf are permancntly and completely unconscious
cannot experiénce theee symptome."™ And yet, in my review of Terri's medical records,
pain issues keep surfecing. The nuraes at Woodside Hospice told us that she often has
pain with menstrual cramps. Menstrual flow s associated with agitation, repéated or
sustaired moaning, facial grimmacing, limb posturing, and facizl flushing, all of which
subside once she is given ibuprofen. Some of the records document moaning, crying, and
other painful behavior in the sewing of urinary tract infections.

The neurologis literature has traditionally distinguished between, on one hand, the
patterned reflex responses resulting from mere activation of spinal and brain stem pain
circuits in FVS and, on the other hand, conscious awareness of pain which requires
participetion by the cercbral cortex, ineluding intarpretation, felt emotional awarencss,
and volitional evoidanes behavior that would not be expoeted 1o occur in PVS, Recent
studies suggest, however, that such & distinstion muy not be the ¢lear bright ling
previously imagined. Laureys and colleagues demonstrated, for example, neurenal
processing sctivity in the primery somatosensory area of the cershral cortex in response
to noxious stimnl in patients with VS,

Regardlass of what ohjective measures may be available, the conscious experience of
pain remains & phensmenon directly discemable anly through introspective awareness,
which means that oné carnot directly know with certainty the pain another person
experiences, 1f, as the authors of a consensus statement on PVS wrote in 1954, there are
some cases in which “the absenea of a response cannot be tken g8 proof of the abeence
of consciousness,™ then should not the clear presence of pain be given serous
consideration as passibly indicating conseions awareness in Terri Schiave? The fact that
Terri's responscs to pain have been context-speeific, sustained, and, in the taped examplc
I cited, in response to a spoken sentence, all suggest the possibility that she may be at
some level consciously awore of pain.

Terri has received analgesic medication as treatment for her pain behavior, This seems t
be appropriate medical reatment if one cannot know with cértainty whether her behaviar
indicates conscions awareness of pain, 1€ a patient behavas a¢ [f in pain, then the

higp: e, sm, comabouriethucs 1 093 3 apdl
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clinically prudent and compassionars regpanse, when in doubt, is to treat the pain, Ifa
patient behaves at times s though there may be some rempant of conscious awareness,
then the clinically prudent and compassionats response, when in doubt, is to treat that
patieat with respect and care, If Temn is coneciously ewar= of pain, and therefore &
capable of suffering, then her diagnosis of PVS may be tragically mistaken.

7. To enter the room of Terrl Schinve it nothing like entering the room of a patent who ia
cornatose or brain-dgad or in some neurological sense no longer there. Although Temi
did not demenstrate during our 90 minute visit compalling evidence of verbalization,
conscious swareness, or volitional behavior, yet the visitor has the distinc! sense of tha
presence of o living homan being who seema st some level to be aware of some (hings
around her,

As I looked at Terr, and she gazed directly back ot me, T asked myself whether, if I were
her artending phiysicien, I eould in good conseience withdraw her feeding and hydration.
No, I could not. 1 eould not withdraw life support if [ were askced. [ could not withhold
lifs-sustaining nuirition and hydration from this beautiful lady whose face brightens in
the presence of others.

The neurologic signs are in many ways amblguous. There is no guarantee that more
sophisticated testing would definitively resolve that ambiguity (o evaryone's satiafaction,
There would be value, I think, in obtaining a fnctional MR scan if that is possible,

This situation differs fundamentally from end-ofulife scenarios whera it is appropriate 1o
withdraw life-sustaining medical interventions that no longer benefit or are burdensome
to patisnts in the terminal stages of illness. Terri's feeding tube is nod @ burden to her. It
is not painful, is not infected, 15 not croding her stomach lining or causing any medical
complications. But for the decision 1 withdraw her feeding tube, Tern cannot be
considerad medically terminal, But for the withdrawal of food and water, she would not
die.

In summary, Terri Schisve demonstrates behaviors in a varicty of cognitive domains that
call inte question the previous neurclogic diagnosis of parsistent vegetative state.
Specifically, she has demonstrated behaviors that are context-specific, sustained, and
wndicative of cerebral gortical processing that, upen careful neurclogic consideration,
would not be expected in a persistent vegetadve stats.

Based on this evidence, [ believe that, within s reasonabls degres of medical certainty,
thare is a greater likelihood that Terrd 15 in @ minimally conscious state than a persisten
vegelative state. This distinction makes an enormous diffarence in making ethical
dacizions on Terri's behalf. If Terri is sufficignily aware of her surroundings thai she can
feel pleasure and suffer, if che is capable of understanding to some degree how she is
being weated, then in my judgment it would be wrong 1o bring about her death by
withdrawing food and water.
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At the tims of this writing, Terri Schiavo, as the result of decisions based on what I have
argued to be 2 faulty disgnosis of persistent vegetative state, has been without food or
water for § days. She is thus at risk of death or serious injury unless the provision of food
and water can be restored. Terri Schiavo lacks the capacity to consent 1o emergency
protective services and must trust others to ast an her behalf. If she wero 10 be
transferred to another facility, it would be madically necessary first 1o initiate hydration
and ensure that her sérum slectrolytes are within narmal values,

How medicing and society choose to think about Terr: Schinvo will influsnce what kind
of people we will be as we evaluats and respond to the needs of the most vulnsrabls
psople among us. When serious doubts exist a5 to whether a cognitively impaired person
i3 or {8 not consciously aware, aven if these doubts cannot be conclusively resolved, it is
better to err on the sids of protecting vulnerable lifs.

Respectfully submitted,
William Polk Cheshire, Jr., M.D,, MLAL, FAAN.
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