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.Brain Death—An Opposing Viewpoint

" Paul A. Byme, MD; Sean O'Reilly, MD, FRCP; Paul M. Quay, SJ, PhD

® Recent and proposed legisiation to establish “brain-relatod” criteria of
death has uniformly confounded irreversible cessation of total brain function
-with the death of the human person. Much of the confusion comes from
. widespread misunderstanding of how the word ““death’ is used and what it
means. Cessation of total brain function, whether irreversible or not, is not
necessarily linked to total destruction of the brain or to the death of the
person. Further, to take vital organs or to otherwise treat people as though
they were dead already on the basis of these recent criteria is morally
unacceptable to most Orthodox Jews and Christians.

(JAMA 242:1985-1990, 1979)

"IN a 1977 article in THE JOURNAL,
Veith et al' argued in support of
- defining death by statute. They
-favored, in particular, a statute mod-
eled on the American Bar Associa-
tion’s (ABA's) proposed definition of
death: “For all legal purposes, a

For editoria! comment
see p 2001.

human body with irreversible cessa-
tion of total brain function, according
to usual and customary standards of
medical practice, shall be considered
- dead.” (Since the arguments we shall
offer against the ABA proposal apply
a fortiori to statutes based on the
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Capron-Kass models, we do not dis-
cuss these latter explicitly, though
Veith et al regard them, along with
the ABA’s proposal, as satisfactory.
For similar reasons, we do not take
up explicitly the Uniform Brain
Death Act, proposed in August 1978
by the National Conference of Com-
missioners on Uniform State Laws.)

As many others before them have
done, Veith et al discuss medical
feasibility and write at length con-
cerning legal advantages’ What
seems to be novel in their article are
their arguments that “pronounce-
ments of death on brain-related crite-
ria are in accord with secular philoso-
phy and principles of the three major
Western religions.”

The present article is written to
show that the ABA's definition of
death and, indeed, all 19 or so statutes
that have undertaken to define and
establish at law “brain-related” crite-
ria of death arc based on scientifical-
ly invalid assumptions and are also
opposed to the three major religious
traditions of this country.

Understanding ‘Death’

When speaking of ‘“definitions of
death,” a sharp distinction must be
made between two quite different
modes of definition. On the one hand,

- “death” is the word we use to name a

certain empirically given state of
affairs, a state difficuit to describe in
full generality, yet one with which we
are sall too familiar as a situation of
fact. Someone we have known ceases
to breathe, sags wherever not sup-
ported; we find no pulse; there is no
sign of inner activity or of reaction;
all is silent, inert, then cold; the body
grows rigid, later becomes flaccid and
begins to putrefy, decomposing till
only bones remain. Most importantly,
from a certain moment on—‘“the
moment of death”—whatever hap-
pens, whether it involves putrescence,
mummification. incineration, or nu-
clear vaporization, is entirely describ-
able in terms of disintegration, disso-
lution, destruction of tne unity of the
single organism that was formerly
present: a human being has, so far us
this world can tell, simply ceased to
be. :
On the other hand, at all times
people have attempted, when using
the word “death,” not merely to refer
to the experientially given state we
have mentioned but to say what that
state is, to expiain it where possible,
at least to describe it in terms of the
concepts found useful for describing
the rest of the universe. Such a rede-
scription and, ultimately, explanation
of death can be seen as a definition of

Brain Death—Byme ot &l 1985
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““death” within the framework of that
single system or world view. These
context-dependent definitions, then,
may well be debated and argrued by all
concerned. None of them are, as such,
empirically given; none express solely
what are matters of medical fact,
though some definitions may elevate
certain descriptive elements to the
level of system. The shallow apnroach
to so profound a reality as death
taken by a number of medical and
legal ethicists today who consider
death not to be a fact but a matter of
mere use of language or convenient
- social stipulations seems to arise
from their confounding the two basic
kinds of definition.

Now, at law, the nonempirical,
context-related definitions of philoso-
phers and theologians have in the

|

tial to note, neither subordinate nor
general criteria define “death,” none
of them are what we mean by
“death.” They are merely specifica-
tions, general or particular, of the
sorts of observational data that would
enable us validly to conclude to the
fact of death in a particular case.
Now, most of the “definitions of
death” under current discussion, eg,
irreversible cessation of total brain
function, turn out to be, on inspection,
just such general criteria. =
All general criteria used as stan-
dard up to now have developed from
the intention to make sure that a
person who is still alive will not be
treated as if dead. The proposed new |
criteria are intended to be used ir the |
opposite sense: to prevent someone |
from being treated as alive when he is |

past been carefully avoided, if for no [ already dead.,One is concerned now to

other reason than that it is not within
the competence of the law to discrimi-
nate among them. But death itself,
the fact, not the concept, the endless-
ly repeated and sorrow-laden seeming
extinction of human beings, ts the
law’s concern, as it is that of the
ordinary people who look to the law
for the protection of their lives. No

prevent the possibility that present-
day life-support systems might mask
death and cause a corpse to mimic
life—at expense to the living, in
suffering and in money. In the past, a
mistaken determination of death
usually had no other result for a
dying patient than his being allowed

_ to die without further treatment.. But'

moving away from the empirical - the new criteria are intended not only*

notion of death can be acceptable at
law.

The legal question being debated at
present, however, is not about the
definition of death, despite the eforts
of some to turn it that way, but about
the validity of certain proposed gener-
al criteria for death. For, people have
long known that the ultimate disinte-

\
1

| to decide as soon as possible when,
| someone is dead but, among other!

options, to clear the way for the exci-|
sion of his vital organs—action:
which, if a mistake has been made, is'
certain to kill the still-living patient.’
Since any criteria nowadays must
subserve organ transplantation as

well as other purposes, [any new *

gration can be forseen without danger ¢ general criterion of death must be at .

of error at a time well before mani-
fest putrescence. For example, once

-+ rigor mortis is observed. we are whol-

ly certain that the person has died.
With the progress of medicine, yet
other clusters of empirical signs
occurring still closer to the moment
of death have been found to be reli-
-able indicators that death has oec-
curred. Such sets of signs as rigor

* =-mortis and these more recently vali-

. dated ones we call “general criteria”
_of death.

To verify the presence of a general
criterion requires, in turn, the use of
subordinate or secondary criteria.
Many observations and tests may
have to be made and many factors
considered if full certitude is to be
had in difficult cases. But, it is essen-

least a< certain as the older ones,:
since a mistake here would be lethal.
Yet as we shall soon see, the proposed

criteria are far less certain than the

older ones; they are, we shall argue,

not merely uncertain but certainly

wrong in principle.

We point out first that nothing
describable as “brain function” is
simply equivalent to human life,
though, once the brain is formed,
human life usually, but not always,
requires some kind of perduring func-
tion of the brain. We then argue that
cessation of function, whether irre-
versible or not, has no necessary
connection with either destruction of
the brain or death of the person and,
therefore, cannot serve as a general
criterion of death. We conclude by

1988 JAMA, Nov 2, 1979—Vol 242, No. 18
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showing that so-called definition-of-
death legisiation goes directly con-
trary to the major religious traditions
of this country.

‘Brain Function’ or
Functions of the Brain?

Before considering the medical as-
pects of this question, it is important
first to dispose of an all-pervasive
philosophical sleight-of-hand that
forms the hidden and often uncon-
scious root of most arguments we
have seen on the subject. It can be
summed up in the following line of
reasoning.

The brain (or some selected portion
of it) is that organ whose specific
function it is to make a human person
be alive. The brain cannot, therefore,
by definition cease this function with-
out making the person cease to live.
Hence, cessation of total brain func-
tion (not “brain functions,” some few
of which, apart from this primary
one, may continue for some time after
death) is, by definition, identical with
the death of the person. (This line of
reasoning has been made explicit by
DeMere®™ but is implicit throughout
much of the literature."*’

Were this argument valid, then any
cessation of total brain function
would be death, by definition. The
recoveries of all those who have
shown for many hours, even days, no
discernible trace of any brain func-
tion as a result of various depressant
poisons or of hypothermia would have
been resurrections from the dead.
And if it be objected that such people
did not really suffer cessation of total
brain function but only seemed to,
then we are being offered a criterion
that is empirically unable to do the
very job it was introduced to accom-
plish.

Philosophically, the argument im-
plies, all unnoticed by many of its
proponents, a strict materialism. It
reduces the life of the human person
to a putative organic function of the
material brain. “Brain function” is so
defined as to take the place of the
immaterial principle or “soul” of
man. Of course, such a materialism is
a widely held philosophical option.
But it stands in flat contradiction to
the religious beliefs of Christians,
Jews, Moslems, Hindus, and many
others. Thus, no arguments based on
such reasoning can be allowed if reli-

Brain Death—Byrne et al
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Barbara Varro

In the Broadway play, “Whose Life Is It
Anyway?” a woman who has been paralyzed
from the neck down in an auto accident begs
her doctor to leave her alone 20 she can die in
peace. The woman, a sculptor, does not want
face a life as & quadriplegic who will never
be abie to do the work she loves.
essential question posed in Brian
play is: Do people have the right to
death rather than accept extraordinary
measures that might sustain their

ARE NO SIMPLE answers to that
but it continues to pop up frequest-
attention is focused on the Issue of pa-
ﬂ‘hu in regard to medical treatment.

issue becomes extremely complex in the
case of terminal illness, raising a host of ethi-
cal, moral and legal questions for doctors and
administrators.
professionals point out that the very
advances In medical technology that have
made it possible for doctors to sustain more
lives today —wonder drugs and electronic life-
sustaining machines—are ralsing new ques-
tions In regard to patient care:
® Must doctors do everything in their pow-
er to persuade patients (or their families, H
the patient is not competent to make a decl-
slon) to accept the technology or drugs that
may prolong their lives?
® Who should have the final word about

a5

i

Egigi

| whether something such as surgery or chemo- !

therapy should be used—the doctor, the pa-
tient, his famity?

® Can fallure to persuade a terminal patient
1o opt for therapy or surgery that may save
his life be construed as Mlpmg that person to
commit suicide?

@ Can discontinuation of apparatus such as
a respirator (which essentially breathes for
the patient) be interpreted as a kind of eutha-
nasla?

MANY HEALTH PROFESSIONALS view
the patient's right to let fate take its course as

When do we have right to choose death?

the acceptance of the inevitable. “It is a ter-
minal patient's innate right to accept or re-
fuse treatment after his or hir doctors have
explained the prognosts,” says Sister Doro-
thea Saicius, S. §. C., president of Holy Cross
Hospital. “If the pstient is Roman Catholic, &
hospital chaplaia or counselor will explain the
moral implications. Patients and their families
are told that they are under no moral obliga-
tion to accept heroic measures to atiempt to
save their lives"

Salcius does not believe that failure to use

The state of right-to-die legislation

Attempts to legisiate the patient’s right
to die continue to cause coatroversy,
While laws concerning the issue have
been enacted in 10 states in the last seven

- years, [llinois has resisted such

lil. Rep. Bernard E. Epton (R-Chltllo)hu
introduced a ‘“‘desth with dignity” bill
several times since 1973. The bill was de-
fezted each time. “'‘My bill to protect a pa
tient’s right to die is very simple,” Epton
sald, "It states that a person of sound
mind who was suffering from a terminal
iliness could authorize a doctor to discon-
tinue heroic measures.”

EPTON POINTS OUT that his bill was
defeated primarily by medical profession.
als who lobbied against it. Some doctors

protested on the basis that patients al-
ready have the right to refuse heroic mea-
sures. Others said that the bill didn't pro-
vide enough protection for physicians.
Nor did it provide for what can be done
by family members in the case of termi-
nally Il patients who are unable decide
about having life-sustaining apparatus
withdrawn,

Epton believes that the right-to-die is-
sue Is a gray area that needs clarification
under the law. “It's not true that patlent’s
rights are always honored by doctors and
hospitals,” he said. “While my bill is pri-
martly concerned with patients' rights, it
also protects the doctor from possible

Turn to Page 39

| persos owt of a decision if that person Is men-

extraordinary means to prolong the life of
someone whose brain activity has ceased
should be construed as a hastening of that
person's dntb “It is Imln. life take its nate-
ral course,” she said.

Judith Johns, clinical director of psychiatry
at Grant Hospital, does not think that the
wish to die a “natural” death without ex-
treme means of intervention can be interpret
ed as suicide. "I think of suicide as cutting off
of & viable life,” she says. 'The person who
belleves in the quality of life may feel that hig
life, which may be Irrevocabiy aitered [by &
sertous udum or terminsl Hiness). i Bo |

Shbelkvulhnaprm who chooses not

accepting the inevitable. ‘The issue of pa-
tient’s right to die is so subjective,” she says,
or bow an iIndividual looks at
wuu some people are terrified of
m others are not so frightened by it.”

IT ISN'T HER JOB, JOHNS says, to talk a

tally competent. But she encourages patients
to give their decision a lot of thought, and to
talk to their familles about it. “I tell them
that choosing to die is the most irreversible
decision they can make in their lives. There is
no turning back.”

In the course of her work, Johns has coune
seled scores of patients who have had to con-
tend with great suffering and pain. 1 can em.

Turn 1o Page 89
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pathize with those who feel they can no long-
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The most famous legal case regarding a re-
quest to discontinue a life-support system was
the 1976 Karen Ann Quinlan decision. The
young woman had lapsed into a coma, appar-
ently from an adverse reaction to a combina-
tion of tranquilizers and alcohol. Although her

brain activity had ceased, her heart and hungs
were kept functioning via an electronic sup-

apparatus. Four years later, she is still ving.

According to the American Medical Associ-
ation, the outcome in the Quinlan case has not
cleared up the right-to-die issue. “Each case
still must be decided on the particular facts
and circumstances invoived.” says an AMA
spokesman.

THE AMA'S JUDICIAL COMMITTEE has
adopted a policy regarding terminally ill pa-
to be used as & gulde for health profes-

i

cessation of the employment of ex-
nary means to prolong the life of the
bedy when there is irrefutable evidence that
the biological death Is Imminent is the deci-
sion of the patient and his immediate family
or his lawful representative, acting in the pa-
tient’s best interest. The advice and judgment
of the physicians involved should be readily
svallable to the patient and/or immediate
family. §

¢ The intentional termination of the life of
one human being by another—mercy killing

{

measures of human value and worth.

Hospital administrators concede that cases
of terminal patients who are unable to make a
decision about their own care must be han-
dled with sensitivity. Malpractice, after all, ¢
a fact of modern medical lfe.

“In the case of family members who want
a patient taken off a respirator,” Salcius says,
“we require more than one family member to

She says that in recent years, some patients
have asked to have “no code 99" (a directive

What are the views of some religions on
the patient’s right to die? According to a
statement from the General Synod of the
United Church of Christ, “Nothing In Jewish
or Christian traditions . . . presumes that &
physician has a mandate to impose his or her
wishes and skills upon patients for the sake of
prolonging the leagth of their dying where
those patients are dlagnosed as terminally ill
and do not wish the interventions of the phy-
sician.”

State of laws
on right to die

Continued from Page 57

malpractice suits because it contains a pa-
tient's t directive to his physician.”

He didn't include language in the bill re-
garding family members who might want to
“pull the plug” on a patient who is in & coma,
for instance, because he thinks such matters
are very complicated. “Patients should be pro-
tected against a spouse or helr who might
want to do away with them,” he sald. “And
my bill in go way gives permission to hasten
2 patient’s death.” -

The Illinols Medical Society is among those
opposed to right-to-die or any similar legisla-
tion based on what it believes must be a pri-
vate matter between a patient and physiclan.

“THERE IS NO REASON to Institute laws
regarding rights [patient/doctor confidential-
ity] that aiready exist,” said & spokesman for
the society. “Such laws can only serve to con-
fuse the situation, and impose strictures on
patients and physicians.”

In Great Britain, he added, some people are
lobbying for living wills that would include
euthanasia as an avallable option for patien
who want to end their pain and suffering.

sitive to the needs of terminaily ili patients,
favors a Mving will but opposes legislation
mandating it.

THE FOLLOWING IS AN exampie of a liv-
Ing will supplied by Concern for Dying:
To my family, my physician, my lawyer

may concern:

Eg2gaT_k
gzg gz
5;53
M
itk
THL

t medication be mercifully adminise
me to alleviate suffering even though
is may shorten my remaining life.

This statement is made after careful consid-

s
i

directions here expressed carried out to the
extent permitted by law. Insofar as they are
not legally enforceable, I hope that those to
whom this will is addressed will regard them-
selves as moraily bound by these provisions,
3 Signature
Witness and date
For more Information about a Hving will,
write to: Concern for Dying, 250 W. 57th St.,
New York, N.Y. 10018,
Barbara Varro
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PBS’ ‘Suicideis not the way to'go |

?m: PUBLIC BROADCASTING SERVICE has al-
ways had 4 soft spe for how-to programing, but
150t How (o Kill Yourself carrying things too far?

m talking about something ralled “Choosing
Sucide.” which will air on Channel 13 June 10 at 8 pm
You prohahiy rememier the incident thal prompted the
show wnich was widel, reported in the press a year or
30 %0

Jo Roman, a New York artisi aud social worker
decided o end her life after learning that she had
Leiminal cancer, and she made yuite a productior ! i,
She brought her husband (a preieesor of Psychialry and
friends toether in the living room of her spacious West
Side apartment, where they sat arvund quaffing wine
and discussing Jo's decision, after which Jo made her
affectionate farewells, popped the fatal dose of pills and
settied down into a coffinlike pine box to await the end.

Jo  defended
her action as con
sistent with her
belief un the prin-
ciple of “self-ter-
mination,” and

elaborate justifi-
cation for her act
. (left for posthum-
ous publication), but what seems to be the real point of
her story, is that when things get lrreversibly tough, we
canhul throw up our hands and kill ourselves, if we
wish,

The artist insisted that her actions were not unreason-
able. She spoke of wanting to be in control of her own
lie. But was she? Are any of us? A distinct impression 1
CAmie away with after viewing this program, which will
be followed by a half-hour discussion with Hugh Downs
as host, 15 one of hopelessness. To calmly discuss &
person’s planned suicide without someone rebelling or
screaming, “1 want you to live,” is beyond my com-
prehension.

How PBS can justify this bizarre exercise I'll never
know. 1t's not only embarrassing but obscene. I applaud
the Connecticut Public Broadcasting Network, which
operates four siations, the Maine Public Broadcasting
Neiwork and the Mississipp! Educational Television
Network for refusing to carry the program.

DAILY NEWS, FRIDAY, JUNE 6, 1980
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ANN LANDERS

The question of doath with dignity

EAR ANN. In the last eight months
I have lost my-father and sister Lo
cancer She was the beauty of the

“family and only 42 years old. It was lung

cancer. She had been smoking since bigh
school.

Dad had cancer of the colon. He was
one of those hale and hearty Lypes, never
sick & day in his life So why go to &
doctor for a checkup? He died on his 86th
birthday.

The reason [ am writing is to ask if 1t 18
possible, should I get & terminal illness,

‘o prevent the doctors {rom keeping me

alive by artificlal means? I saw my sister

_ and dad linger for weeks when there was

chance for survival. Il was obsceae
::cmmeykeptmddivobymh(_l
kidney machine and & resplrator—with
tubes inserted in every orifice. Dad
pleaded with us Lo instruct his physiclaa
to let him die in peace, but neither I nor
my mother could bring ourselves to do it.
Wa both feared guilt feelings might haunt
us later, and of course, we were constant-
ly praying for that one-in-a-million mirs-
cle.

Can a person make legal arrangements,
in case of a terminal lliness, o guarantee
that he will not be kept alive on
machines?

~—Thanks, But Ne Thasks in [ilzels

Dear Thanks: Yes, you can have your
way if you live in a state that recognizes
the “living will™ (lilinols s one that
does.) This Is a document, signed by you,
which guarantees the right (o die in peace
should you be stricken with a terminal
lliness that your physiclan declares is
irreversible The living will relieves rela-
tives and doctors of the responsibility of
making the decision

Anyone who wants more information
and a free copy of a living will can obtain
one by writing to Concern for Dying, 250
West 57th St., New York, N.Y. 10018. Thus

has sent out more than three

lon coples. At this wriling, only ten

states have a “right to die” law. If you live

in a state that has po such law, your

family and doctor may not be willing Lo

respect your wishes, but they will be
aware of what your wishes are.
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By GEORGE F. WILL

WASHINGTON — When death comes to
Kaqcn Quinian it will not come with the
assistance of the State of New Jersey. That

is the unexceptionable decision of the .

judge in Morristown, N.J., in the rending
case of the young woman in an ir-
reversible coma.

The judge refused to grant to Ms.

Quirlan’s parents permission to turn pfi
the respirator that susiains the fa_mt
flickar of her life. The legal case involving
her was not complicated or in doubt.
The issue was not the vexing one of how

to define death. By no acceptable
definition is M. Quinlan dead. She retains
reflexes, and most important, brain ac-
tivity. The issue was whether to
deliberately produce death by with-
drawing treatment undertaken to prevent
death.

The judge did not render a “landmark”
decision, for which we must all be
profoundly thankful. If he had ruled the
other way, it would have been a land-
mark. He would have rendered, in effect, a
judgment of execution in a civil action.

LET US NOT mince words: the judge
would have authorized a killing. A killing
for merciful motives, a killing lovingly
sought by the noble people who love Ms.
Quinlan most — her parents — but a killing
nonetheless.

To authorize removal of the respirator,
the judge. probably would have had to
argue that removal was justified because

Ms. Quinlan has irreversibly lost the

capacity for a “meaningful life.”
He would have becnt correct about that

- capacity. The brain begins to liquily when
full biological death is delayed by the

means employed in Ms. Quinian’s case,
and doctors have told her parents
liquificaticn has begun in her brain.

But although the judse would have been

correct in his belief that vegetative life is
not meaningful, and that Ms. Quinlan’s
“meaninglul life” is over, it would have
been a terrible mistake to have allowed
that as a sufficient reason for a legal — as
distinct from a medical — judgment to
terminate treatmeit.

It would have been a mistake, not as a
dangcrous first step involving government
in distinguishing between life that is
meaningful and life that is not, but as a
dangerous second step.

The first step was taken with regard to
abortion. This year many hundreds of
thousands of fetuses will be (again, no
minced words, please) killed. This killing
is legal because the law says, in effect,
that fetal life is less meaningful than life
after birth.
~ MY PURPOSE here is not to argue that
the law regarding abortion is wise or
wicked, but only to note that the Quinlan
decision is evidence against one of the
warrieg that cancee ecamas naanla tnannaca

abortion.

Some opponents of abortion argue that
abortion is a first step onto a slippery
slope. They argue that once law regarding

abortion establishes a distinction between .

fornis or stages of life that are meaningful
and forms or stages that are not, there are
no standards to stop a slide into 2 deep and
dangerous fog of ambiguity about the
meaninzfulness of life in many forms and
stages.

7;7 O @

They argue that the aged, the retarded,
and cthers will be in jeopardy. Such people
will coustartly face danger from shifting
standards of what constitutes meaningful
life: their right to life will exist only at the
suffcrance of a standardless society.

‘The Quinlan decision is ot conclusive
evidence that such a slide can not occeur, or

is not cccurring. But it is evidence that.

society can deny protection to fetal lives
withous, weakening the legal protection of
life after birth. :

It is fortunate that Ms. Quinlan’s parents
lost their legal case. But we are fortunate
that her parents are ameng us. They
wanrt caly “death with dignity” for their
daughter. They can not be blamed for
wanting the law to cause something that
the law should be powerless to cause.

They, like their daughter, are victims of
medical technology that has blurred the
once clear distinction between life and
death. Socicty’s consolation in this sad
case is that the law’s pretection of life has
been affirmed, not weakened.

Mr. and Mrs. Quinlan’s consolation is
that as Christians they believe that
;‘egarcﬂ ess of when death begins it does not
ast.
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g S.t)ecial to The Inquirer / ED ECKSTEIN
At Children’s Hospital, a surgical team separates the Siamese twins, who were joined at the heart

Parents, doctors, rabbis in dilemma

By Dgnald C. Drake

Inquirer Medical Writer

It was a very low-key press confer-
ence and only half a dozen reporters
had come out to hear the doctors
tell how they had just separated
Siamese twins.

Sitting behind a long table on the
stage of a mostly empty auditorium,
the doctors explained that one of the
girls had died because the twins
together had only one-and-a-half
hearts. Some questions were asked,
and then the conference was over —
an anti-climatic ending to one of
the most intense dramas ever played
out at Philadelphia’s  world-famous

Children’s Hospital.

No one in the audience realized it,
but the operation had probably pro-
voked more debate, more soul-search-
ing on the part of the staff and more

" concern about the law than any other

surgery at Children’s in recent years.
At issue was one painful fact:

The surgeons, knew that in an at-
tempt to save one of the twins they
would have to kill the other.

The one-and-a-half hearts were
strong enough to support only one
child. Thus the doctors knew that
one twin would die soon anyway,
and that without the surgery this
would lead to the death of her sister.

During the weeks preceding sur-
gery:

e Several rabbis and other learned
men met four to five hours every
night for 11 days discussing the
ethical issues. The parents, who are
deeply religious Jews, refused to
allow surgery without rabbinical sup-
port.

o Nurses and doctors at Children’s
brooded about the certain death of
one of the twins. A few refused to
participate,

e Dr. C. Everett Koop, the hos-
pital’s chief of surgery, was so con-
cerned about being prosecuted for

(See TWINS on 14-A)

& ‘publicly

Donald C. Drake,
The Inguirer’s medi-
cal writer, interview-
ed nearly all the prin-
cipals in preparing
this reconstruction of
of the unique separa-
tion of Siamese twins
last week in Philadel-
piha. Through Chil-
dren’s Hospital per-
sonnel, the twins’ par.,
ents ‘asked not to be'
identified.

Yesterday the hos-
pital reported that
Baby Girl B, the sur-
viving twin, was in
table but critical
condition.
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he surgery: An

agonizing choice

TWINS, From 1-A
premeditated murder that he ob-
tained a court order for protection.

For all, it was a time of the most
intense self-examination. No other
surgery could more dramatically
demonstrate the growing number of
moral and ethical dilemmas con-
fronting the medical profession as

science extends its control over life -

and death.
®
Born only hours earlier at a distant
community hospital in New Jersey,
thé twins looked surprisingly strong

~ when they arrived by helicopter Sept.

15.

They were joined at the chest, and
théy seemed to be hugging each oth-
er with their wizened, newborn faces
only -a few inches apart. Their res-
piration rate and their color were
comparatively good, indicating that
their blood was getting adequate
oxygen. :

But Dr. Paul Weinberg, a cardi-
ologist summoned from home late at
night, knew that something was des-
perately wrong the moment he look-
ed at the twins’ electrocardiogram
(EKG) and listened to their chests
with a stethoscope.

One heartbeat

“He could hear only one heartbeat.
And the EKG tracing suggested that
theére was only one heart.

‘Special X-ray studies the next day
showed that the twin designated as
aby Girl B had an essentially nor-
mal, four-chambered heart that was
fused to the stunted two-chamber
heart of her sister, Baby Girl A.

The hearts were joined along the
walls of the left ventricles, the main
pumping chambers that push the
blood through the body.

The connecting wall was only one-
tenth of an inch thick—far too thin
to be neatly divided in order to give
each twin what belonged to her.

And even if this were possible, the

stunted heart of Baby Girl A would
not be able to support the child for
long.

The doctors felt that they could
not leave the babies the way they
were either. They knew it would be
only a matter of time before the
overworked 1% hearts would start to
fail, killing both babies. No twins
joined at the heart like this had ever
lived more than nine months.

But separating the twins was a job
far tha eurasans nat a cardinloeist.

printed in a series of books entitled
“The Letters of Moshe” to guide all
Jews.

No less a man could be called
upon to try to solve the dilemma con-
fronting the parents of the twins. So
Rabbi Feinstein agreed to consider
the question.

[ ]

Word spread through Children’s
Hospital that surgeons were planning
to sacrifice one of the Siamese twins.

The hospital had said little, so the
rumors were sometimes inaccurate.

Mys. Jane Barnsteiner, who is
Catholic and the associate director
for clinical nursing, was asked about
the twins by head nurses as she
went about the hospital each day
on her rounds.

The Catholic nurses, of whom there
are many, were particularly con-
cerned that the surgeons might be
doing something that violated the
teachings of their church.

The word “sacrifice’” was used so

much by the nurses in discussing
the matter that Mrs. Barnsteiner
herself became concerned and de-
cided to consult a priest.

At the same time, the nurses in
the operating room were becoming
particularly uneasy because they
knew that they would be called upon
to participate in the surgery, if it
took place.

Winifred Betsch, assistant director
of the operating room complex, was
also consulted by her nurses.

Odd as it might seem, operating
room nurses rarely witness death —
only two or three of the 5,700 patients
operated on each year at Children’s
Hospital die in the operating room.
Medicine has developed such effec-
tive life-support systems that doctors
are almost always able to get the
patient at least to the intensive care
unit.

So the nurses were very disturbed
by the prospects of beginning surgery
m which it was already known
beforehand that one of the patients
would be taken out of the room
dead.

Miss Betsch said that she would
consult a priest. A Catholic herself,
gllle would noif want to participate in

e surgery if it t agai
i y went against her

®

The twin’s father and rabbis met
with Dr. Koop on Sept. 20. And then,
three days later the rabbis met
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other medical people were not at all
happy about the prospect of delaying
surgery any longer than necessary.

It would take several days, if not
weeks, to get together the complex
surgical team, do the necessary
preoperative tests and make the
other plans.

Concerned that the babies might
take a sudden turn for the worse, Dr.
Koop ordered elaborate planning for
the operation, even though the par-
ents had not agreed to it.

If the parents should say no, noth-
ing but professional time would be
lost. But if the babies’ health should
suddenly fail, at least the team would
be ready to move immediately if the
parents approved.

Dr. Henry L. Edmunds Jr., chair-
man of the section on cardiothoracic
surgery, was uneasy about all the un-
knowns in the case, and he said so
when the 20 doctors and nurses as-
sembled in the third-floor meeting
room on Sept. 30 after many infor-
mal conferences in the past several
days.

When a surgeon prepares to do
heart surgery, he usually has a fairly
good idea at least of what the heart
will look like.

But Dr. Edmunds had no idea what
he would find.

Dr. Weinberg’s special X-ray mov-
ies showed only parts of the heart
chambers and about how much blood
was going into the heart muscle —
vital information Dr. Edmunds would
need before he dared tie off any
blood vessels.

Because it would be too dangerous
to sever the heart of Baby B from
the heart fragment of Baby A, Dr.
Edmunds decided to put all six
chambers into Baby B’s chest. Dr.
Edmunds is the type of surgeon who
feels uncomfortable unless he has all
the facts, and in the case he faced a
wealth of unknowns.

The unknowns

Would Baby B’s chest be large
enough to accommodate such a large
heart?

What would happen with Dr. Ed-
munds cut the section from Baby A
off from its natural circulatory sys-
tem? Would it die, like a gangrenous
leg without a blood supply? Or would
it be nourished by Baby B’s circula-
tion through some unknown circula-
tory connection?

And what about the electrical con-

duction that caused the heart to
Tiisn Mbtina tha A haart gectinn off
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Large medical team and a vast array of apparatus were required for the operat‘ion‘

This was an ominous sign — one
that the cardiologists had been pre-
dicting would come eventually and
one that everyone had been dreading.

The nurse summoned the physicia
on duty and the decision was made to
start administering digitalis, a drug
used to strengthen heart activity. =

Because of the strange physiolo;

of the heart, the doctors couldnet |
certain that the twin was in heart f
lure, but the signs were disturbi
enough to justify the drug. P
Dr. Koop was notified of -th
change in the twins’ condition. He did
not think it serious enough to put the
surgical team on alert. !

The rabbi calls

Besides, he still had heard nothing
from the twins’ parents or the rab-
hiniaal cohalare  The onlv contact

Dr. Koop  finished the meeting,
which was attended by about 20
nurses, checked on the twins’ condi-
tion and found that they seemed
stronger. Then he met with a lawyer
from the firm of Dechert, Price &
Rhoads.

His concern

Dr. Koop was becoming increas-
ingly worried that he might be prose-
cuted for premeditated murder.

It was not a farfetched concern;
under Pennsylvania law any citizen
can bring a criminal complaint, and
any number of legal agencies on the
city, state and federal levels could
decide to respond.

Dr. Koop said he did not seek pro-
tection from a civil malpractice suit.
He was convinced that the parents
were not the kind of people to sue

solemnly, then a third person gpeaks.

“But then there is the case:of the
caravan surrounded by bandits. If
the bandits demand that the caravan
surrender a hostage for execution or
else everyone would be killed, it
would be wrong to sacrifice someone.

“But on the other haund, if the ban-
dits named a particular me_;;x-l}er of
the caravan, it would be morally
justified to give up this person be-
cause he had been designated for
death and then it would be foelish to
give up the lives of all along,with the
life of the one designated for, death.
So it is with the twin who has been
designated for death.’

“But wait!” insists one of the oth-
ers in the room. “Has one of the
twins been designated for death?"

And so a phone call is placed to
Dr. Koop.

“Causld Rahv A sirvive if the heart




Dr. Koop is a large man with a
Lincolnesque beard and the domi-
nating bearing of an Army general.
He also has unique qualifications to
deal with the medical and ethical

, dilemmas posed by the twins’ lethal

| union,

' Twice before he had separated
twins—a rare operation few pedi-
atric surgeons do even once — but

- neither case involved a shared heart.
Moreover, Dr. Koop, a Presbyterian,
is a. deeply religious man who has
frequently spoken out nationally
about the sanetity of human life.

Twice before he had separated
twins — a rare operation few pediat-
ric surgeons do even once—but nei-
ther case involved a shared heart.

- Moreover, Dr. Koop, a Presbyterian,
is a deeply religious man who has
frequently spokem out nationally
about the sanctity of human life.

The growing public acceptance of
abortion is a source of outrage to Dr.
Koop, and he is concerned about the
growing trend im medicine to let, or
even help, defective newborns die.

In a speech to the American Acad-
emy of Pediatrics entitled “The
Slide to Auschwitz,” Dr. Koop said:

“Perhaps more than the law, I fear
the attitude of our profession in sanc-
tioning infanticide and in moving
inexorably down the road from abor-
tion to infanticide, to the destruction
of a child who is socially embarrass-
ing, to you-name-it,”

It was ironic that such a man
should be called upon to do this oper-
ation — an operation that would, with
certainty, leave one child dead.

But as soon as he examined the
twing, Dr. Koop knew that had to be
done. Without waiting, he placed a
call to the twins’ father and arranged
a meeting.

L]

The twins had been borm to a
deeply religious, Orthodox Jewish
family of rabbinical scholars. The fa-
ther himself is a rabbinical student
to whom nothing matters more — not
even life itself — than God, the
teachings of his religion and biblical
ethics.

One axiom of biblical ethics is the
infinite worth of human life.

A difficult question

Since this ethic implies that all
human life is equal — that one life is
worth no more or less than another
— would he consider it moral to kill
Baby Girl A so that Baby Girl B
could live? 7

This was much too difficult and im-
portant a question for the young rab-
binical scholar, only in his early 20s,
to try to answer on his own, so he
consulted the rabbis in his commu-
nity and the rabbis in his and his

..wife’s families. Soon Rabbi Moshe
Feinstein, dean of Tifereth Jerusalem
seminary in New York City, was
called in. ]

The 83-year-old Rabbi Feinstein
has for many years served as final
arbiter in questions of Jewish law
.and . ethics. Scholars throughout the
“world, ethical dilemmas, have sought
his counsel. His written responses to

these questions. are periodically
4

R

alone.

Rabbi Feinstein did not, himself,
attend the conferences but instead
sent his son-in-law, Rabbi M. D. Ten-
dler, a noted Jewish authority on
medical ethics, a professor of Tal-
mudic law and chairman of the de-
partment of biology at Yeshiva Uni-
versity in New York.

One or two lives?

Time and again Rabbi Tendler put
the same question to Dr. Koop in dif-
ferent ways because the answer
would be so important to the rabbini-
cal discussion that would ensue.

Are the twins one baby or two ba-
bies?

If the twins were only one baby
with two heads, then it would be ethi-
cal to remove Baby A as an unneces-
sary appendage.

If there were two babies with dis-
tinct nervous systems, however, then
that would require more scholarly
discussion.

Each time Rabbi Tendler asked the
question in a different way, Dr. Koop
would come back with the same une-
quivocal reply:

With the exception of the chest con-
nection at which their livers were
joined, as well as their hearts, the
girls were separate human beings
with their own separate brains and
nervous systems.

In fact, the nurses in the intensive
care unit, who were quickly develop-
ing affection for the twins, could see
their different personalities develop-

"ing even at this early age.

Baby Girl B was much more con-
tented and calm. Baby Girl A tended
to be irritable. But they were both
alert and made eye contact when
someone came near.

Dr. Koop told the rabbis he felt
strongly that the twins should be sep-
arated and as soon as possible be-
cause the hearts could fail at any
moment,

He said, however, that he would
not seek a court order to force the
parents to agree, because the
chances of saving both babies, even
with surgery, were very slim,

Only a half-dozen times before, as
far as was known, had Siamese twins
been connected with their hearts
fused like this. So far, none of the ba-
bies separated has survived for more
than a few days.

But with surgery, there was at
least a theoretical chance of saving
one of them. Without surgery there
was no hope at all.

The rabbis listened and said they
understood. They were impressed by
this big doctor with the beard, sur-
prised by his knowledge of the Bible
and medical ethics.

They had not expected to find a
surgeon who read the Bible before
work every morning.

It was getting late and it was Fri-
day. The rabbis wanted to get home
before sundown, the beginning of the
Sabbath. So they got up and said
good-by, saying they would discuss
the matter and make their decision
as soon as possible.

®
The surgeons, cardiologists and

'l

B —

from its matural nervous system
might cause it to beat wildly, throw-
ing the B heart into a lethal condition
called fibrillation.

Dr. Koop shared Dr. Edmunds’
concern about the chest cavity being
too small. Last summer he had been
consulted on a similar Siamese twin
case in Switzerland in which the
chest appeared to have been closed
too tightly to allow the six-chamber
heart to beat unimpeded. The res-
cued twin died shortly after surgery.

Dr. Koop told Dr. Edmunds, how-
ever, that he thought they could solve
the problem by surgically building a
large enough chest cavity, using the
ribs of Baby A as grafts if necessary.

There were other concerns of equal
importance, and they all were exa-
mined at the meeting.

Dr. Weinberg tried to describe to
the doctors all that he knew about
the heart from his X-rays. He used a
colored, clay model he had con-
structed as a visual aid.

Pointing to the model, he said he
thought Baby B’s circulation was
partly supplying the stunted heart of
Baby A by passing through a hole be-
tween the ventricles where the two
hearts touched. This blood from Baby
B might be enough to nourish the
muscles of Baby A’s section of the
heart, keeping it healthy. If so, this
would make it possible to cut the
heart off from Baby A’s circulatory
system and give Baby B a healthy
six-chamber heart. But he could not
be certain.

More -ray studies, called angiog-
raphy, in which dyes are injected di-
rectly into the heart’s chambers,
would be needed.

Dr. Weinberg would also find out,
if possible, more about the coronary
arteries feeding the 1% hearts. Dr.
Edmunds would need to understand
this clearly in case he had to graft
vessels from the coronaries of the B
heart to the A section to provide an
extra blood supply.

Two pediatric  anesthesiologists,
Drs. John J. Downes and Russell
Raphaely, were worried because
the twins’ airways were very far for-
ward under their tongues, making it
difficult to insert anesthesia tubes.

The anethesiologists were con-
cerned also about the surgeons plan
to turn the babies over during sur-
gery to get at both sides. This would
make it difficult to keep the 13 blood
monitoring lines and tubes connected
to the twins from getting tangled up.

The meeting ended at 5 p.m.

They would need time for Dr.
Weinberg to run his studies and for
more planning sessions. Dr. Koop
tentatively decided to do the surgery
in 11 days. That would be Oct. 11.

Eleven days would be ample time
to finish the medical preparations.

But would that be enough time for
the rabbinical scholars to complete
their meditations?

i .

On Oct. 3, the intensive care unit
nurse assigned to the twins noticed
changes in the heart rate, respiration
and electrocardiograph - tracings to
suggest that Baby Girl A might be
going into heart failure.

since their meeting the week beéfore
had been a telephone call from Rabbi
Tendler, who asked two somewhat
odd questions.

If the sufgeons wanted to, Dr. Ten-

- dler -asked, could they ‘give the'six- -

chambered heart to Baby A instead
of Baby B?

Dr. Koop could not understand why
he was being asked =qch a question,
but he told them no. The circulatory
system was set up in such a way that
the transfer could be made only to
Baby B.

Then Rabbi Tendler asked whether
Dr. Koop was certain that Baby Girl
B would also die, even with the sur-
gery. -

Dr. Koop said that Baby B prob
ably would die regardless of what was
done, but that it was not a certainty,

Rabbi Tendler thanked Dr. Koop
for the information, said that they
hoped to make a decision shortly and
then hung up without explaining the
reasons for the questigns or where
the rabbis stood.

*

Dr. Koop held three meetings with
the nurses and other personnel dur-
ing the week to offset the growing
concern about the surgery.

Many of the nurses who attended
the meetings were from the operat-
ing rooms.

At each session Dr. Koop described
how both babies were doomed if
nothing was done and how there was
a remote possibility of saving at least
one if surgery was attempted.

Since Baby A was being kept alive
through the extra work being done by
Baby B’s heart, he viewed Baby A as
a burden — even a parasite — and as
such it was morally right to save
Baby B by removing the parasite.

The nurses were pensive at these
meetings, but they did not seem out-
raged or disapproving, especially
after Dr. Koop got through his expla-
nation. 1

Most of the questions were techni-
cal rather than ethical. L

Dr. Koop said they asked him what
could be done if the twins started to
die before surgery could begin, They
also asked whether the child’s chest
would be normal after surgery, and
whether there would be closed-circuit
television to show the operation to

the hospital staff, as there was in

1974, when Dr. Koop separated twins
born in The Dominican Republic.

Only one person — an operating
room nurse — confronted Dr. Koop
with the difficult question:

“How do you feel,” she asked,
sternly looking at him, “as a Chris-
tian and a doctor, to do an operation
like the one you're planning?*

Dr. Koop stared back at the
woman just as sternly and, after
thinking for a moment, replied with a
low, measured voice,

“I can watch two babies die slowly
over the course of several months,”
he said, ‘““or I can watch one die
swiftly and the other possibly live.”

The nurse did not seem satisfied,
so Dr. Koop continued. “No one likes
to say ‘I'm going to kill one baby so
that the other can live.” ”

after giving permission to do tne sur-
gery.

But he was concerned about a
criminal action and said flatly that
he would not do the surgery without
adpanate legal protection. It was a

ifficult legal question that would in-

volve time-consuming searches for
legal precedent. :

Time was short, so Rechert, Price
& Rhoads immediately assigned four
lawyers to the case,

L ]

The rabbis had been discussing the
twins for almost a week. Rabbi Fein-
stein had even moved into the house
of his son-in-law, Rabbi Tendler, for
the duration of the discourse. Every
night after dinner he would meet
with Rabbi Tendler and his three
sons — one a physician and rabbi
and the other two rabbinical students
— to discuss ethics.

Speaking only Yiddish or Hebrew,
they would talk late into the night un-
til they reached an agreement. As

soon as this happened, one of them

would take the opposite position and
they would turn around and argue or
discuss in that direction.

“Two men jump out of a burning
ariplane,” Rabbi Tendler said in one
discussion, using an analogy. ‘“The
parachute of the first man opens and
he falls slowly and safely to earth.

“The parachute of the second man
does not open. As he plunges past his
friend, he manages to grab onto his
foot and hold on. But the parachute
1s too small to support both of them.
y:awhthey are both plunging to their

th.

“It is morally justified,” Rabbi
Tendler concludes, “for the first man
to kick his friend away because they
would both die if he didn’t, and it
was the first man who was desig-
nated for death since it was his para-
chute that didn’t open.”

Another analogy

“Ah, yes,” replies Dr., Yacov Ten-
dler, the son who is a rabbi and phy-
sician. “But take the case of the
baby who is being born. Something
goes wrong just as the baby’s head
comes out of the vagina. It is stuck
and the baby cannot be pulled out,

“The choice would be to either kill
the baby and dismember it to get it
out of the mother’s body, or let them
battle it out to see who wins. Biblical
ethics. demands that you take a
hands-off policy. You have two
human beings in conflict with each
other. Neither is guilty of a crime.
You have no right to select the life of

~one over the other.

“It is only in the unique situation
in which the child is in the uterine
world, totally dependent on the
mother for sustenance, that the moth-
er’s life takes precedence over the
fetus.

“In the case of the twins,” Dr.
Yacov Tendler argues, “you have a
situation where both heads have
come into the worid, each one mak-
ing an independent claim to life. You
have no right to forfeit one for the
other.”

All of the heads in the room nod

was given to her? Is Baby B alsp
designated for certain death or is
there a possibility — remote though
it might be — that Baby B could sur-
vive with surgery?’ p

PRIV

The word had come down indepen-
dently from different Catholig priests
that the surgery would be ethical
under church law, and_ Mrs. . Barn-
steiner and Miss Betsch passed th
word to the nurses under them,

“God expects us to act when we
can act;”” concluded one, priest, the
Rev. Francis C. Meehan, .associate
professor of moral theology at the
Seminary of St. Charles Borromeo in
Overbrook. :

“Not to choose is to choose to allow
both of the babies to die,” Father
Meehan told the nurses. “It was no
the doctors who would be killing the
baby, because they would save the
girl if they could, but the termina’
event that had already started for
her. Death may come sooner — no
because they chose it for the child
but as an indirect result of their at
tempt to save the other child.” ;

Father Meehan’s words and those
of the other priests were reassuring
but as the time approached for sur
gery three anesthesiologists and twe
Catholic nurses asked not to be pu
on the case. . s

Six of the seven nurses who woule
participate in the surgery, including
Miss Betsch, however, would b,
Catholic. AL g

On Oct. 6, only five. days before
surgery was scheduled, word reachet
Dr. Koop that the rabbis had. finishet
their deliberations. They. were. it
favor of the surgery. The father ha¢
agreed to it. o ——

The body of Baby Girl A, however
would have to be returned home fo,
burial before sundown on the day e
surgery. Dr. Koop gave assurane
that this would be arranged.

The final planning session came &
Oct. 7. : :

The new X-ray studies by Dr
Weinberg indicated that holes of un
known size did connect the left ventri
cle in Baby Girl B with the left ven
tricle in Baby Girl A. This suggeste
the possibility that Baby Girl B’s cit
culation might be able to sustain thi
section of heart.

Dr. Weinberg had also been able ¢
obtain the preserved specimen of
similar, six-chamber heart that ha
been flown down from Harvard Uni
versity.

Dr. Edmunds spent several hour
with the specimen, examining hoy
the heart chambers were connecte:
and where the blood vessels fed int
the muscle.

During surgery, he would not haw
time to examine the throbbing hear
of the twins. He might have to mak
quick decisions under much pressure

so he wanted to know as much a

possible beforehand. ‘
The most important tactical que |
tion confronting the surgeons wa
when to cut off the circulation
Baby Girl A. This would immediatel‘
Continued on next page 3
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Dr. C. Everett Koop and staff (left fliowed diagram above; playing key roles in

Continued from preceding page
kill the child and possibly threaten
i No ‘otie knew how the heart would
Tespond to the sudden drop in the vo-
‘fume6f fluid it must push and to the
“oss of 'the entire circulatory system
of Baby A.’

7 'Dr Edmunds wanted fo cut off the

-
8.

‘blood Stipply of Baby A from the cir-
culatidh system of Baby B as soon as
possible during surgery. This would
ﬁl Baby A, but it would also protect
‘Baby"B’s heart from the poisons that
“would $tart pouring into the blood the

‘fnpmgné@’ Baby A’s tissue started to

-die.
_ When tissue dies, it releases lactic
‘acid ‘and potassium into the blood.
"These biochemicals shut down the
* heart if they reach sufficiently large
“concentrations.
.. .The surgeons decided to simultane-
‘ously .tie off the carotid artery and
‘the ieular vein which take hland ta

brain rather than cardiac activity.
The lawyers then went to. their sec-
ond line of ‘reasoning and-judicial
precedent, which- -said = that -what
might appear to be a crime is not a
crime if a court rules-that the good

outweighs the bad and accordinglyf

hands down a court order. T

Because there is greater good
served by saving one child instead of
losing both of them, the court would
be justified in issuing such an order,
the lawyers insisted.

Then they cited a legal treatise on
two mountain climbers, a survival
story almost identical in principle to
Rabbi Tendler’s analogy about the
parachute-jumpers:

" A mountain climber who fall§ from
his perch is saved from instant death
by a rope attached to a partner who
has a more secure hold. But the hold
is not so secure that he can keep
both himself and his friend from

plunging to their deaths. Because

indar ciirh sirernmetancac hath wnald

i

The twins were put to sleep imme-
diately with nitrous oxide, and the
lengthy business of preparing them
for surgery was begun.

Dr. ‘Koop walked in, still drowsy
from sleep. He had slept overnight in
the hospital, as is his practice before
particularly difficult surgery.

It takes him all night to prepare

himself mentally for difficult surgery
and he didn’t want to risk being dis-
tracted by heavy traffic on the high-
way, a flat tire or some other extra-
neous happening.

For the moment there was nothing
much for Dr. Koop to do, so he wan-
dered about the operating room suite,
talking to nurses. Dr. Edmunds had
been up operating in another case for
several hours already, having been
called in for emergency heart sur-

gery. He would be exhausted before

the day’s end.
Dr. Koop and his close. assistant,
Dr. ‘Louise Schnaufer, who had as-
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The heart of Baby Girl B (shaded area) was fused to the heart of Baby Girl
A. The wall connecting the two hearts was only 1/10th of an inch thick,
far top thin to p'efmit-surgeogs to separate the two. In surgery, Baby Girl
A’s heart chambers were isolated from her body by tying off the blood
veéssels and moving the entire, six-chamber fused heart inte the chest of
Baby Girl B. Doctors hoped that blood from Baby Girl B would support
the two extra chambers by leaking through holes in the wall that joined

+ them (arrow). -
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ygen level in the blood mysteriously
started to improve. :

It was up to Dr. Edmunds now.
Working swiftly - he tied off the
major blood vessels of Baby A’s par-
tial heart. He was in luck. There was
no need to make any grafts. He
wouldn’t even have to cut into the

pericardium,

around the heart.

Everything was
beautifully, several hours ahead of
schedule because no one was running
into any of the anticipated problems.
Even the anesthesiologists had no
trouble getting the tubes down the
babies’ throats.

Quickly the surgeons separated the
heart and lungs from Baby A and all
the other tissue connecting the one
baby to the other.

At 11:25 the separation was com-
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the protective sac

moving along

heart chambers and lungs of Baby

plete in every respect. Only the _tv:§/

remained attached to Baby B. T
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Euthanasia:
When you can’t
stand the agony

By Terry Daniels

ECENTLY I READ a newspaper article about a

nurse in Baltimore. The headline read: ‘Nurse on

trial for murder called compassionate.” It threw me

into a panic. She was accused of taking a GORK
off a respirator. GORK ‘is a medical acronym in universal
use—it means God Only Really Knows. The patient in this
case had stopped breathing and had been brought back. He
had bladder cancer, cirrhosis of the liver, pneumonia, and
heart failure. My reaction to that headline was, “Oh God,
somebody got caught.”

What 1 felt was what most nurses I know felt. I know
because 1 asked them. They were truthful, because I'm
from the inside of medicine, from the same family, so they
shared with me. All have been nurses for five years or
more, some for as long as 15 years. Each has worked in at
least three hospitals, and everyone agrees it’s about the
same in all of them. They range in age from 24 to 50, and
all have children. Medicine is very important to them, and
none considers it just a job. :

Clinically, a GORK is a man, woman, or child lying in a
bed, unable to do anything for himself; he has no voluntary
functions left. There usually is a tube through his nose down

. which liquid food is poured; he never tastes it. Sometimes

-

he’s unable to digest it, and sometimes his stomach gets too
full so he vomits it and then has to be suctioned quickly so
he doesn’t choke on it, or get it into his lungs, which causes
pneumonia. He’s unable to move purposefully, and his in-
voluntary movements are erratic and seizurelike. If his eyes
are open, they stare without blinking. Often they are taped
shut so his corneas don’t ulcerate. You can talk to him, and
he doesn’t respond. He doesn’t appear to be able to hear. If
he has an itch on his nose, he can’t scratch it. He's figura-
tively locked in cement, literally a prisoner in his own body.

THE HUMAN REALITY, the thing I say to myself, is,
““That could be me . . . or my child, or my mother, or my

. father.”” And then while 1 pour the food down these tubes,
. and wash their faces, and turn them over, and clean up

their feces, and put pillows between their knees so they
don’t get bedsores, I talk to them and look at them and ask
out loud and sometimes to myself, “Is there anything more
1 can do?” And then with frustration and pain, “Is there
nothing more 1 can do?"”

The tool used in medicine te separate the brain dead from
the severely brain damaged (GORKs) is an EEG machine.
From the outside you often can't tell; they loock the same.
You have to have two or three EEG readings, 24 hours
apart, to certify brain death, which means you can legally
take someone off a respirator and then bury him. I can’t
explain that any more kindly.

I'm never quite sure, even with a flat EEG, that a per-
son’s awareness is gone. I know it means that they are sure

Continued on page 4

The cuthor has been a nurse for 13 years. “Terry Daniels” 1s
a pseudonym. The names of the other nurses also have been
changed.
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there’s no consciousness. I'm

not. There’s just too much that our
machines can't measure. They ean't
,measure pain; they can measure only
the reaction to pain. And they can't
measure caring and intuition and
other tools of medicine. They can't
measure “will to live,” but I've seen
it make all the difference in a pa-
tient’s getting well or dying.

.I've worked with people who were
Xbverely brain damaged (GORKs),
ahd the space between the brain dam-

and brain dead is sometimes as
thin as a hair. You can still get
spikes on an EEG and feel that some-
ene's not ‘‘in there” anymore. And if
yny are, it's a terrible place to be.

~ IT'S EASIER FOR me to take care
of someone who's brain dead for the
24 to 36 hours betweeh EEGs. Then I
‘tan just take care of the body and
when I see big craters of bedsores, I
don't feel the pain. When saliva is
stobbered down his face, I'm not em-
barrassed for him. When his family
sits around the bed and cries, I still
have trouble handling their pain. But
ggn as much trouble taking care of

im.

It's the GORKs that cause me the
most grief. Maybe there is a flicker
of consciousness, and this poor guy
knows what's happening to him.
Maybe he’s embarrassed; maybe he
can't stand the indignity. Maybe he'’s
in pain, and I don't know he's in pain
.because he can't tell me he's in pain.

For a period of time, when there's
any question of a patient’s being able
to function again, there’s not a good
nurse who wouldn’t break her neck
taking care of him. But when the on-
ly thing that a doctor can offer is
that possibly he’ll return enough to be
strapped up in a chair, not to be able
to sit up himself, no bladder or bowel
control, never to be able to eat by
himself or interact with anyone . . .
when this is the final hope, a real
stretch of what medicine can do for
him, then it's almost impossible to do.
Not because we don't care, but be-
cause we do.

Andrea describes it:

“Did you ever walk into a situation
that utterly and absolutely repulses
you? I don't mean like blood and
guts. Let me explain. This is only one
example but not an unusual one.

“IT WAS A WOMAN with brain-
stem melanoma (cancer). She wasn’t
old, only in her 50s. She was lying in
bed, hooked to a respirator, her head
hanging to the side and her tongue
falling through her open mouth. She
was drowning in her own secretions.
She had black lumps sticking out all
over her body. And here she was, on
a respirator. She was supposed to
have tube feedings, and I couldn't
give them to her. I couldn’t add to
her misery. 1 couldn’t add to what
they were doing to her. I couldn't
even suction her. She stopped gurgling
finally and died. And do you know
what I thought the whole time that I
was leaving her alone? It reminded
me of old people, those poor old
people, digging 1n garbage pails. How
degrading. How immoral. This
shouldn’t be. But it is. And for me,
there #8 much more to the moral is-
sue than pulling a plug.”

Is withhelding the means to extend
life, when we have the knowledge to
extend it, passive? If it's actively
withheld”?

There isn't a-nurse I know, and
I've been nursing a time, who
wants to be resuscitated if she dies
In fact, many of us have seriousiyv
considered wandering into an unpopu-
lated area in the hills somewhere if
we are told we're going to die. No
hospitals, no doctors, no extraordinary
life-support systems. We're almost a
club, and we've. all decided to have
“NO CAC" tattooed across our chests,
in case somebody finds us and drags
us into an emergency room. CAC
means “Cardiac Arrest Code.” It
means being ‘‘brought back,” and
that's a nightmare for all of us.

OVER THE YEARS, I've asked the
best nurses what they think about
mercy killing. None of them would be
willing to do it on a patient she didn't
care about. It's not worth the risk.
I've heard good nurses say, ‘‘Oh, I
could do it. But only for my mother,
father, or my child.” And then they
add, “Or maybe someone I loved.”

Unless there’s that kind of emo-
tional investment, few people are will-
ing to handle the guilt because a
GORK lives immortally . . . in your
own brain. A terminal patient’s stop-
ped screams stay in your own bone
marrow. You can't be sure if you'd
do' something like that. You're never
completely sure.

I've heard a lot of talk about pas-
sive as opposed to active euthanasia.
When those of us inside medicine talk
about it, we find it difficult to figure
out what passive euthanasia is.
Watching someone starve to death be-

‘Y've asked the best nurses about
mercy killing . . . I've heard
good nurses say, “Oh, | could
do it. But only for my mother,
father, or my child.” ”

cause you're not giving him food or
1Vs seems active when you know it
takes food to keep him alive. “‘Keep
him comfortable,” when he's a termi-
nal patient in excruciating pain,
means give him as much medicine as
he needs and if it kills him, it kills
him. None of this is done easily.
Here’s. how Tracy feels about this
issue: ;
“It's seldom that you need enough
medicine to kill pain and kill the pa-
tient too. But that ‘seldom’ doesn’t
count if it’s you and your patient who
are in the position. You only have to
walk into one room, to have to suffer
over it, because then all the talk
about ‘seldom’ sounds empty."”

THEORETICALLY, IT'S NOT
euthanasia to give a high dose of pun
medicine to alleviate pain, even if it
hastens death.

If my patient is screaming and yel-
ling in pain, begging to be put out of
his misery, I say to the doctor, “His
respirations ate shallow, but he des
perately needs more pain medicine.
He's tossing and turning. He’s in
agony.’”’ If the doctor says, ‘“Give him
morphine; we have to help his pain,”
both of us know what the other is
saying. Both of us know that a side
effect of morphine is depressed respi-
rations. But it's still theoretical. Once
I pick up the needle and syringe and
draw up the morphine, once 1 inject
it into him and 15 minutes later he
stops breathing because of what | did,
it feels like euthanasia. To everyone
else, his death was oniv a side effect,
but to me while 1 stand there and it's
my patient who stopped breathing, it
dossn't feel like a side effect. It feels
like I killed him



Please don’'t misunderstand. Nobody
would force a nurse to uo 1t. She’s
not & robot, and she can refuse. But
she can't cop out by pretending it’s
all the doctor’s responsibility. The law
may say it is, but when she looks
down, she's the one holding the empty
syringe in her hand. She feels the

uilt.
X The doctors and nurses who seem
to be the bravest, the most \\[ﬂhng to
carry the guilt and responsibility for
this kind of decision themselves, have
been in medicine a long time. They've
come o terms with their impotence
They've gotten rid of the delusional
idea that they can alwavs beat death.

One of the preblems in medicine is
that we have to practice on real
people. Yet once the decision is made
to put a patient on a respirator, i
can only be undone by a flat EEG, a
stopped heart, a court order, or
covertly by another dobtor or nurse.
So if in an emergency the resident
chooses to place an 85-year-old patient
with a terminal disease on ares- °
pirator, even if his judgment sm!ks.

it can't be legally reversed. e

BUT LAW ISN'T medicine, and

compassion is one of the‘.wolldocto{s
and nurses use in their profession and

in their decisions. There's no easy .

way for them to disconnect it—not
when they're up close. Not ‘while
you're looking into eyes that stare

enough to hear the screams and

self are frightened of disease
scared of death. WAy %

I'm not implying that T have
answers, but in any other business
there are backup systems. In
medicine, because doctors ha_vetbegn
set up as gods, because medicine it-

‘

“ONE NIGHT, SANDY just stopped
breathung and weuid o, believe some
nut jumped on her chest and her
heart started beating again. They put
her on a respirator. She got infected
and then the doctors started giving
her antibiotics, sticking her with nee-
dles all the time. The kid looked like
a pincushion. She was getting all
black-and-blue, and nothing seemed to

¥ touch the infection. She smelled awful,

“She had been such a pretty little
girl, and I really cared about her. I
kept asking everyone how we could
get her off that damn machine. No-
body could do it . . . although they
all agreed it would be better if ‘she
died. They told me if her heart stop-
ped again to walk slow before 1
called anyone. I knew what they
meant. Her father came in one day
and told me he couldn’t stand it any-
more. He was going to run as far
away as he could get. T thought about
the twins and about the mother.
Sandy had died once.

“1 went into her room to bathe her
as I always did, and this time I
closed the door. T took her off, Then !
bathed her and powdered her and fix-

~ ed her bed. By the time 1 hooked her

3
3

up again, her heart had stopped. . . .
As soon as I took her off, 1 could
breathe better.”

DOCTORS AND NURSES have to

; & ~ thunk quickly and make decisions con-
back in agony, not while you're close 5
s and wipe
away the tears. Not while you your-

‘stantly in order to save lives. Big de-
_cisions. But the biggest decisions are
the ones that they arcn’t allowed to
1 agree that we should never have
to make decisions of such magnitude.
‘We should never have to watch our

" mistakes cost other people so much.

We should not have to carry all that
pain and suffering and responsibility.

self seems mysterious, the baekup =y pouid? Some infallible robot

systems aren't efficient. Each time
two sick patients call, and we choose
to help one before the other, we've
made another God decision. Medicine
deals in minutes; when someone’s

heart stops and you're the first one in
the room, you make the individual de-

cision to jump on his chest or walk
away. .
Is it a God decision not to save a

person’s life? To extend it, if we have

the means to? Does it make a differ-

ence that a patient asks you not to he

heroic? Are we only entitled to cer-
tain God moves’

Once we take an active part in saving

a life, if the patient is a GORK, we
have to witness the sacrifice of the

entire family satellite. Financially and

emotionally, they wind up wiped out,

Bankrupt. It's partly our responsibility

and i' costs us.

Kar>n did unplug a respirator and
she’a like to explain why:

“Sandy was a 5-year-old kid. I had
been taking care of her for severa!
months She had a malignant brain
tumor. They had operated several
times, her head was shaved, and she
had scars like zippers over her head.
She got worse and worse and finally
slipped into a coma.

“Her parents used (o be at the hos-

pital every day; they'd take turns
minding Sandy’s twin brothers, who

were 3 years old. The mother couldn't

stand it and finally took a bunch of
sleeping pills. The doctors used to
stand at the foot of the bed and
shake their heads saying, ‘Medicine
can’t do any more.’ The mother sur

vived the pills and after that she used

to talk to me.

who doesn’t hurt every time he iden-
tifies with a leukemic or a terminal
cancer patient or someone who was a
person and now just lies there? We
shouldn’t have to be exposed to all of
this because it’s humanly impossible
to never make a mistake; il's uncom-
fortable to have to hurt people all the
time; it's unreasonable to expect us
to maintain the kind of distance to al-
ways be objective.

There are no standard criteria, ex-
cept respiratory distress, for putting

someone on a respirator, and only
brain death or a stopped heart for
taking someone off. But what would
vou do if a 25-year-old man was
brought into the emergency room af-.-
ter a car accident? You know ha%(
needs a respirator temporarily

that he has a good chance to recover
and live a full life. But all the re-
spirators in the hospital are in use,
one of them to keep an 85-year-old.

nonresponsive terminal cancer patient-.

alive. You have no time to ship the
young man anywhere else without los-

‘I couldn’t add to her misery. |
couldn’t add to what they were
doing to her. | couldn’t even
suction her. She stopped
gurgling finally and died.’

ing him because of his breathing dif-
ficulties. As a human being, would
you apply for a court order to give
the young man the cancer patient’s
respirator? Hurry! This is an emer-
gency.

THERE WAS A TIME whes I was
young enmough to attack doctors for
their humanity, their impotence !
used to find myself ready to fight
whenever I knew a doctor had given
orders to ‘‘keep him comfortable
Because I knew that implicit in those
Instructions to give enough medicine
to keep someone comfortable, to
“snow them under,” was the request
not to bother the doctor anymore. It
was later 1 learned that even he
couldn't help. And that the *‘It's in
Gpd's hands now” line is the admis-
sion of impotence. Again, when | was
younger, I only thought it meant that
the doctor was lazy or incompetent.
Also, T resented the fact that what-
ever “enough medicine” was had to
be given by a nurse.

Whenever a patient is crying for
medicine, sobbing in pain, the nurse
is the one who hears the screams
Patients cry to us because we're
lh_ere more. They pull at us and plead
with us not to let them go on like
this . . . that something has to be
done. We're the ones who are with
them for hours each day, hearing the
moans, watching their pain, party to
the indignities. We're the ones thev
share with. Our patients are depen-

dent and sometimes defenseless and
our desire is to protect them. Yet
thesg emotions are not considered in
medicine. . It's not allowed.

I’'ve taken more courses than I can
remember on “Death and Dying.” 1
know how to deal with people who
are dy_mg. 1 know how to say things
that will make them feel better. I've
learned how to listen to them. When
I'm there, if I hold their hand and
keep_ them company so they're not
afraid of being abandoned, 1 know

~ they feel better. ‘But nobudy has ever
apdresaed, at any conference or class
I've been to, the feeling of the doctor
or the nurse when it gets to a place
where you want to stop the misery so
badly that you are willing to sacrifice
yourself for them.

I’M NOT SAYING it's right. I'm not
saying it's a good system; I'm saving
we need a better system. x

If we could acknowledge that the
people in medicine get tired and up-
set, sometimes have lousy judgment.
get emotionally involved; if we could
realize that the doctors and nurses

~are not intrinsically better than every
one else, then maybe we could set up
a better backup system. Something

more effective than what we have
now

k0%, What they say that nurse did in
“Baltimore is being done in hospitals
and homes now. I don't know if she's
better or worse than the rest of us,
but I do know that a system which
allows the kind of scattered individuu

& Judgments for life-and-death decision-
whether they be made by a doctor
a nurse, is not working and needs
change.

I tried to handle this from inside
medicine. Once, I went to a director
of nursing and laid all this on her.
She was progressive and obviously
aware of my dilemma, bhut what she
said was, “My dear, you're not talk-
ing about medicine. You're talking
about issues that greater munds than
ours are trying to solve "’ And as she
dismissed me, obviously uncomfortablc
that I had brought the whole subject
up, she said, “You're tuking about
morality.” It sounded like an accusa
tion, like I had stepped out of line,
and all I thought was "I wasn't talk
ing about anything but me and my
patients.”
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‘A Doct;)r 's Search for the Way Soar
to Save baby Boy Alvarez

The Struggle Doctors Face to Save Newborn Life

First of Two Articles

By B. D. Colen
Washington Post Staff Writer

“What's this?” asked Dr. James Hannan, the
director of the intensive care nursery, as he
stepped up to the warming table.

His hands were busy behind his back, tying
his gown closed, as he looked down at the table
and saw Baby Boy Alvarez for the first time.
“0h, Jesus,” he said softly.

The 6-pound, 8-ounce baby lay on ‘his back, his

chest and grossly distended abdemen rising and -

falling with each of his sharp, saw-edged cries.
His dusky blue-gray color was accentuated be-
cause he was not bathed before being rushed
to the nursery from the delivery room floors
below.

The tan shades already were lowered across
the nursery’s plate-glass windows, protecting the
privacy of the baby and the sensibilities of visit-
ors coming to view other sick infants. For Baby
Boy Alvarez did not look right. His clubbed feet
were obvious, as were his bowed legs. And there

was something odd about his face. Not some-
thing one could immediately describe. Just some-
thing odd.

“This leg’s shorter than the other,” said Dr.
Ari Javed, a young member of Hannan's staff.

g A

The ability to sustain life by artificial
means also confronts physicians with decid-
ing whether and when not to do so. What
joilows is the account of one such decision,
made in a Washington area hospital this year.
The names have been chenged to protect the
privacy of individuals involved. Everything
else is reported as it occurred.

He felt the baby’s barrel-shaped abdomen, “I
think it’s an abdominal mass; it’s tense. Can we
get a catheter?

“Get an Xray! FAST!” Hannan ordered.
“Jeees; I wonder if he’s got (intestine) in .his_

chest. You hear anything up there?” he asked

Javed, who was removing his stethoscope from
his ears.

“Yes,” replied the younger man, a pediatrician
training under the director to become a neona-
tologist, a sub-specialist who cares for infants
for their first 28 days after birth.

“Is it bowel?”

“I don’t know,” Javed responded.

“He looks premature on top of it,” Hannan
observed.

“He’s 36 weeks,” replied Javed, checking the
chart on the infant born about 20 minutes
earlier hy cesarean section and finding him three
weeks short of full term.

Although other staff members drifted over to
look at the new arrival, his presence did not
long disturb the natural rhythm of the nursery.
There were more than a dozen other infants to
care for, and t{o ignore any of the electronic
systems monitoring vital signs could mean’ the
difference between survival and death.

See INFANT, A22, Col. 1
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7" Hannan directed Javed, a respira-
fory therapist, a first-year resident
and two nurses as they peformed .the
initial workup on the baby, including
insertion of a catheter in his umbilical
artery. The catheter would allow
#lood to be drawn to test oxygen lev-
‘els, but the insertion was complicated
by yet another abnormality.

In addition to his other problems,

Bahy Boy Alvarez had a small open-’
ing in the umbilical stump leading
back to his baldder. The opening usu-
ally disappears long before bitth.
~; Despite being given supplementary
‘oXygen, the baby was turning a prog-
$éssively darker shade of blue. “Could
we increase to 100 percent oxygen
(room air is about 20 percent) for the
time being” Javed asked.
. “Put him up to 100 percent and let’s
eyeball him and see where we are,”
said Hannan. “Okay, let’s get a pic-
ture and see what’s in his chest, be-
cause I think we’re going to have to
g};) to the ventilator (respirator) with
this.”

As the X-ray technician rolled in
the nursery’s compact, infant-sized, X-
ray machine, Hannan spotited a new
figure in the nursery. A short, pale
man with a drooping mustache and an
expression to match steod hesitantly
hy the door, trying to see what was
being done to the baby on the tahle—
his first child.

Hannan took the man out into the
hallway by the nursery’s door. “The

aby has a number of problems,” he
told Raul Alvarez, skipping the usual
doctor-patient small talk. “We’ve been
going over the baby and there are
what look like some abnormalities of
the lower extremities.”

Alvarez, whose English was a bit

shakey, cocked his head slightly to
one side, apparently unsure of what
he was being told. ;
. “The lower limbs have some diffi-
culty with them,” Hannan told him.
“In examining the abdomen there
are some lumps I'm not sure should
be there. Most of all, your baby is hav-
ing difficulty breathing. I don’t know
why,” be admitted.

e
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# “I don't know whether the baby’s
‘having difficulty breathing because
there is fluid in the chest, or there is
an abnormality in the chest itself.
"We're taking some X-rays now, and as
soon as we know something we'll let
you know, okay?” J

“All right. Thank you,” said Alvarez.
As he drifted dazedly.out of the nurs-
ery, his expression said the rest.

The baby's breathing grew more la-
bored as the staff worked to get him
hooked up to a respirator, “Get some
suction,” Hannan ordered. “He's re-
ally getting raunched!”

JAt that moment the X-ray techni-
cian returned with the first picture of
Baby Boy Alvarez’s insides.

“WOO0O!” Hanan exhaled loudly,
holding the film up to the viewing
light. “What have we got? He’s got a
funny globular heart. 1t may be a
transposition . ., I don’t know, but
he’s got a big rightsided buldge. He
may be a hypoplastic (underdevel-
oped) left heart with a big right-sided
heart. It looks like it has some fluid
and the left side’s got some junk in
there. I don’t know what it is. The dia-
phragm’s in just about the worst posi-
tion,” he said, pointing at it with one

of the yellow pencils that protruded

like a pair of horns from the hair fall-
ing over his ears.

“I need some better quality X-rays,”
said Hannan, as he viewed the one
picture with a mixture of intense con-
cern, curiosity and some amazement.

“He’s got some real funny bones.
He’s got a weird-looking clavical on
this side, plus what looks like a mal-
formation of the cartilage. That's got
to be stomach, so that’s the right
side,” he said to Javed, who peered in-
tently at the X-ray with him.

“What'’s that bone on the right?”
asked Javed.

“That’s arm.”

“No, below that.”

“That’s bizzaro!” Hannan responded.
“It could be thymus, but I'm not sure
- . . One way or another, the kid’s go-
ing to need surgery,” he said, return-
ing to the baby's side. “Well, T don’t
know. First we've got to figure out
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what he's got.” He began to examine
the baby’s penis.

“Do we have a problem ... " he
said quietly. “You know what this is?”
There was a bit of sticky, black sub-
stance on the tip of the penis. “He's
passing meconium (prenatal feces) out
of here. What do you want to do,
Euys ... ‘

He then left a message with Dr.
Robert Albert’s answering service, re-
questing that the pediatric surgeon
call immediately.

The infant, Hannan observed, might

not have functioning kidneys. And the
next question was what was happen-
ing with his bowels.

‘“He probably doesn’t have an anus,”
said Hannan, turning the baby on his
side to examine him. “Oh, boy! Just a
dimple. He hasn’t got an anus.”

“That’s interesting,” mused Javed.

“Interesting isn’t the right word,”
said Hannan. He moved to take a
phone call from the pediatric surgeon.

-Hannan explained the situation to
Albert, who agreed to come to the in-
tensive care nursery to examine the
infant. 3

That task completed, Hannan
walked over to Raul Alvarez, who had
returned to the nursery and was
standing silent, staring at his baby.

Hannan explained to the father that
the picture was growing bleaker with
each new test, éach new bit of knowl-
edge. The baby’s urinary tract was ab-
normal, his digestive system somehow
diverted from its normal location.
There was also a suspicion, the doctor
said, that the baby’s esophagus and
trachea were connected, making
breathing difficult and eating impossi-
ble without surgery.

“I've asked a pediatric surgeon to
come by. He should be here by 7
o'clock and he’ll chat with you about
his findings,” Hannan said. “I think
it's probable there’s something wrong
with the baby’s heart as well. There
are many organ systems that are not
right. We’ll know more when we' get
more X-rays.”

“So,” said Alvarez. “So. what can I
say?” He shrugged slightly and his
deep, brown eves were filling with
tears. “it's stupid to make any .. .”

Hanpan stopped him. “That's why

we want more information. Dr. Albert
is a surgeon and sees many problems
and he can tell us if there’s anything
a surgeon can do.”

“What do you think is the reason?
We are very healthy.”

Hannan began to speak, but think-
ing better of it, escorted Alvarez
down the hall to his office, where they
could have some privacy.

“I don’t know what might have
caused this in the past,” he began, af-
ter the two had sat down in the clut-
tered cubbyhole, “and I don't know
what to tell you about future pregnan-
cies. I will, by the time we're finished
with this, have some advice as far as
how to go about investigating the pos-
sibilities of future pregnancies, as
well as what can be done with this
baby. But right now, 1 don’t have
enough information.”

“Of course,” agreed Alvarez. “This
is very soon.”

“I just can’t say with honesty what
could have caused this in this preg-
nancy,” said Hannan, “I’s extremely”
—he stressed the word—“unlikely
that there was any way of knowing
about this before hand . . . . With.
these problems you very often don’t
know. g

“This is very rare,” continued the
neonatologist. “Perhaps once a year
we see something like this. We can’t
explain it. It's a tragedy.”

“What if we took a picture when my
wife was pregnant?” Alvarez asked,
grasping for explanations of the unex-
plicable.

“It’s .very doubtful,” said Hannan.
“Even something more sophisticated,
like ultrasound, probably wouldn’t
find anything. One of the cruel para-
doxes of the kind of defect I think ghe
baby has is that it's perfectly consist-
ent with the normal function of the
baby when it’s inside the mother.

“And it's only once the babhy's
born,” he continued, that this kind of
heart defect causes a problem. It
doesn’t cause a problem when the
baby’s a fetus.”

.1 “So the mother keeps it alive?”

“That's ¥ight. The baby inside the
mother doesn’t meed much liver. It
doesn’'t need an intestinal tract be-
cause it's not feeding. It's not breath
ing. It's onlv once the bhaby’s born. So
w hat we've done now s put humon a
machine to breath for him and put a
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catheter in the umbilica artéry to see .

how much oxygen he’s getting.”

“You’re only think will be then, a :

few hours to see,” said Alvarez, whose
English was deteriorating along with
his hope.

“lI want to consult the surgeon to
see what, in his experience, can be
done. I want to know that in his expe-
rience and my experience there’s no
hope. Then the question is, can we
keep the mechanical ventilation go-
ing. If there's no hope, it’s another
question, to talk specifically about the
future isn’t appropriate now. I will sit
down with you again in an hour or so
and make some specific plans.”

“l am very sad,” said Alvarez. “My
sister, my brother, There is no genetic
problem.”

“We’'ll have more information later.
Why don’t you go down and see your
wife now. We have to consult, and do
some more tests. We'll talk later.”

But Alvarez decided to stay near the
baby, and stood quietly in a corner of
the nursery as Hannan and Albert,
who arrived while the father and phy-
sician spoke, had their initial consul-
tation.

The consultation was brief and to
the point.

Albert did not agree with Hannan’s
guess that the infant had a diaphrag-
matic hernia, permitting its intestines
to crowd into the chest. But he did
agree on most other points. The big-
gest question, he said, was what shape
the infant’s heart was in.

“So I called in the wrong special-
ist,” said Hannan. The next assess-
ment would have to he made by a car-
diologist.

“This isn’t terribly helpful,” he said,
walking over to Alvarez. “There are
still a couple of distinct possibilities,
including a couple that are inoper-
able. One major possibility is that the
left side of the baby’s heart, the side
that pumps the blood to the whole
body, not just the lungs, is underde-
veloped. That really would be in-
operable.

“The reason I think about this,” he
continued, “is that I think maybe
that’s just the right side of the heart
we're seeing and it’s gotten big to
compensate for the left side. Also,
‘ just now, we've had to make a rather
drastic change in the ventilator set-
ting. You saw the baby get very biue
and also grey and mottled? This some-

Ty

. explain why he wouldn'{ be home for i
“ dinner. ; 5
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‘times happens as the part of the heart

doing the work slows down.”

“You have to do all you can, but. . .”
Alvarez, who would later dream of his
son lying on that table, gasping,
paused.

“What do you tHink?” Hannan
asked the father.

“If he lives, he’s going to suffer.”

“You're welcome to stay,” said Han-
nan, his eyes on his shoes.

“It was our first baby,” Alvarez
said, tears streaming down his cheeks.

“What can 1 say?” Hannan asked
quietly.

“You still want to keep trying,” the
father asked the physiclan. It was
beth a question and a statement.

“I'll keep going on like this until
the cardiologist talks to us,” Hannan
replied. “There’s not much more I can
do.”

“1 don’t want the baby to suffer,”
the father told him.

“Neither do 1,” replied Hannan.

After seeing Raul Alvarez to the
door, Hannan returned to Albert, who
had completed his examination of the
baby on the warming table.

‘T want to make sure I take a vial
of blood back with me to drop off at
the genetics’ lab,” Albert told Han-
nan. “That may be the most important
thing now.”

The two doctors discussed what the
cardiologist might find when he exam-
ined the baby. Hannan didn’t expect
to get much guidance.

“He may look at it and say, ’ah, yes,

it's hypoplastic [underdeveloped] left

heart, but even then it may be opera-
ble. Or, he may be able to say it’s no-
noperable, but he may not be able to
say that with any certainty. And that’s
going to be the problem: How’s he go-
ing to weigh one against the other?

“But you feel fairly, I don’t want to
use the word optimistic: You feel
there’s a reasonable chance to treat
the other anomalies?” Hannan asked -
Albert.

“Yea. They're certainly not life-
threatening.” '

“They’re operable?” he asked the
surgeon.

“They're operable,” said Albert.
Baby Boy Alvarez was not yet two
hours old.

As Albert sat down to write his
notes imte (i cherl. Hanoon walked. -

*

back to his office to ¢all his wife and’ -’

-7

I think it's probable there’s something wrong with the baby’s heart as well.”

Support machimery surrounds an imfant m an intensive care nursery.
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mnbcolen ‘.
wmunmn’_ 5 Writer
Dr. James Hal ’isﬂ; down heav- =

ily in his desk ¢
for the phone. It was after 7 p.m.
and he Mad not yet told his wlfe he
wouldn’t be hom!u dinger, .-

“Hi. I'm to. be late. We've
got a just terrible: problem here,” the
director of the Hospital’s intensive

care nmsmhﬁhhwife.“lt’sui

new baby that came up with mul&ple'
anomalies  [birth defects] and

she asked a question.

“No, no, That baby hasn't even
come in yet This is another kid I've
got on a.pesptram and he’s passing

PO . ¢

& .~ on a respirator -

and reached ' g /7
© phone, ple

"better.”

fetal feces thro his penis, and he
has no anus, and he has a cardiac
defect and an #&bnormality of the

. cartilage and ‘big, doughy, masses
ureters”

which are — tubes

| linking' the kidneys to the bladder.

“It’s the first baby and the parents
are all upset and we had to put him
on 100 percent
oxygen. It began about two hours
.ago, No,” he said, answering a ques-
tion, “t was an elective cesarian,
an Benjamin was the OB.

“Nq, g0 ahead ahd feed the kids
save' ‘me- sofething to eat. ‘I

5 haven’thadlﬂﬂag Putldfonthc

ase.

“Hi, Jeff. Soxrylm‘t‘comehm
to read ‘Winnie the Pooh’ with you,
byt T Have to stay here. Fve got a

‘Bftle baby thit's rea) slek: 1€ got a
‘1ot of problems. It's. 'very, very, ‘sick. -
- Your Teddy has a°

trying to decide . ; ™ He paused as

sickness?
syre: your Teddy will get
low’d school go today? ‘Okay,
I Jove you. Sleep tight .
He hung up  the phone and Te-
directed his thoughts to the newborn
baby in the nursery across the hall,

‘Well; T

Hannan, at 39, has seen more
desperately ill infants than most
pediatricians in a lifetime. Like
only about other doctors across
the country — perhaps a dozen of
them in the Washlnzton area — He
practices in ‘one of medicine's newest

specialties: tology, or the care
of the new a field largely :ln-
nored two decades’ago.

- As director of the intensive eare
nursery, he supervises the care of
roughly one-third of all the “babies
hominhish

.- Half of those' ﬁnd«the‘if ww tﬁe
nursery for only a day or two, vic-

. tims ‘of nothing .mere than a few

degrees of fever or perhaps an .in-
explicable rash. The rest, however,

arrive -with life-threatening  pre-
‘blems; ‘A . birth weight of only a

pound-and-a-half; ‘sepidus ' lung  dis-|

-ease; being born without a portion’ of
% the brain,

mnpynmbmhm

létte!‘ category. {
sighed Hm “What <an

‘you say? You feel sorry for another |
‘human befng

+*'Man,”
, but‘l don't 'know what

(s [0 ‘fﬁd”’

%

y to Suffer’

to do. If the kid has a lethal defect
.you ¢an be positive the kid’s going
to die. But you come fo that little
thread; now how far-out on the thread
do yqu go?” ;

He had already consulted a pediatric
.surgeon, and a cardiologist was on his
way to the hospital. “I keep stringing
it out to Dave [the cardiolbgist], but 1

‘what Dave'’s going to say. I'm
golng to get waffles, that's what I'm
going to get.”

At that point Hannan was working
under the assumption that the baby
had a major heart defect, and that
only the remants of his fetal ‘cireula-
tory system were keeping him alive.

There are ways, he explained, fo
keep the fetal system gomg but they
don’t always work.

“This busfness There'ﬁ aﬁnys one

{1;3@ thi fg't mi?h't ‘ w
nmre e ng yon
one. “"‘:&ﬁ“‘ m lt.rtheftmng*
un
about heroic. care or extraor-
dh:ary cdre,” said Hannan, referrin

See DECISION," AR, Ool. T
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extraordinary means to sustain’ life in
a hopeless case. “It's impossible in
many instances to make ' a dichotomy
hetween normal and extraordinary
care. “There’s always one more Jittle
thing.

“Clearly what we're doing is heroic.
Now, if 1 were to go in there and
shove a catheter up through his aorta
into his heart and maneuver it, I
could [keep him going] for a while .

I could give him something to keep
his pulmonary.system going .
., “Most of the time, there’s always one
other little thing you can do,” Hannan
explained.” But at some point you've
ot to stop. And that's not a clean
line most of the time. It's dirty.”
. “It's never that clear. There's al-
ways a chance. Suppose the cardiolo-
gist comes in. and says there’s a 35
percent chance it's an operable
q:_ardhc defect. And Bob [Dr. Robert
bert, a pediatric surgeon] has said,
7\ ell, 1 don’t know about his kidneys
:,—which is a great big fuzzy gray
¢Joud—‘but. we can do this and we can
do this and he’s got about a 30 per-
cent chance of survival’ And we
~haven’t even saild a word about his
ydead,” said Hannan. “Suppose we do
this and whittle on him and then
d he’s got a great big cyst sitting
ht in the middle of his skull? I

n, the baby’s father, had said once,

don't want the

He must take their statements at
e value or it becomes “my person-

A & oo e

 DECISION,FromAl .
%0 the ethical debate over the use of -

aven't even asked that. I jult say ht'l

You have to do all you enn do,” and -

Now 1t be s’ o, you can't
' en that' ‘it I keep
-ini Somadmes parents [prema-

ge's got this, and that, and .

rgue it. But I say no, because there

5 suu some possibility I'd like to ex-
s aust; Because once you stop, it's ir- .
¥ vocable. It then all becomes cock-
yamil party talk and opinion. It's an
3 ely dm:rem ball game.”

i 8: loailu u'ﬁt’wmx
fe and" death, it's talking ;bout
§piys and girls: It's yes or no. It's “abso-
e. So why the hurry [to give up]?
“The only reason is that the baby
Miday be] suffering. Well, who the hell
®rows? If they're really worried about
61 can dope the kid up so he doesn’t
‘f ¢ -like he" -ufferlng. But when it

“You knmi” Hannan muaoé, “Pd .
ke to have an ethicist here now just

'go through this. Because they're

= very good at the after-the-fact ducut-
* sion, and with the cocktail party talk,

Tbeyhavealotofamwmoraloto}’
" quegtions, and- they can turn you up-
ddu!anmd out.

“But I never noﬂee them nﬁinz

‘ out on the firing line. I mean, what

would an ethicist do with that ques-
tion in there?” he gestured toward the
nursery down the hall. “I don’t want
him to suffer but I want him to have
every chance. I don’t know, it's inter-
esting: Like how many angels can
dmc!utheheldofaptn.ltmlkec
people tos uncomfortable to deal with
it. It makes me’ uncomfortable and I
HAVE to deal with it.”

By thc time Hannan returned to
the nursery, Dr. David Harder, the
cardiologist called in to examine
Baby Boy Alvarez, was standing by
the light box examining the baby's
Xerays.
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m s the welrdest hurt I've ever
seen,” Harder muttered as llnaln
walked up to him.

. The two' s conferred for

: ‘physigian
about 30 minutes, and Hannan got

what hé thought he would—waffles.
Yes, the baby could have an inoper-
able heart problem, but no, he mjght
not.. Yes, the baby could be trans-
ferred’ to

more exten

transfer might kill him. " '
Finally the doctors decided nothing
would be lost by transferring the

baby to examine him furthey to see’

if surgery was possible.

By 9 p.m., when Hannan went
 down to ria Alvarez's room in the
hospital, ~transfer had been all

arranged. All that was needed was
the parents’' okay and.the baby—now

. 3% hours old—would be on his way.

"“My husband had already told me
what the doctor had told him,” Maria
wolild recall later. “When Dr. Han-
nam-came down with the cardiologist
each of them exploined it in their
own way. They told us it was not 100
percent, nct even 50 percent chance
the baby would live if they took it
for a test. They said he could die in
the ambulance; he could die in the
other hospital;. he could dle 1n the

continued
a doctor and asa
make the same decision we did.”

“He explalned to us he would give

the baby 12 hg ? sald Raul Al
varez, “lo see if sotany better."
C ‘nqi’"uarhmw
Yy tnly”.ﬁur that ev

ctor wouldn't

‘turn the resplrator 'off. T had dreams
. that I was fighting with Dr. Hannan,

trying to make him tmn it off.

¥

‘“[Karen Ann] Quinlan, I

er hospital where.
testing could be per- -
formed on the infant’s “ heart. But-

the mpintor. she continue* “‘;‘hg_

:‘ nmmm
in“ Baby Boy

¥

‘i “What happened was that in. my

mind I thought of the case of that
was SO Conr
fused. I could see my baby suffering
for days and days and theéy wouldn’t
know he was suffering. I was so up-
set.

“1 gaid to Dr. Hannan, ‘I want you
to assure me that my baby isn't suf-
fering’ He said, ‘There’s no way I
can tell you.' Then he said, ‘I want to
give him morphine so that way I can

_ be 100 percent sure the baby isn't -
suffering.’”

Hannan returned to check in on ¥

Maria Alvarez around 7:30 the next
morning, and then, shortly after noon,

. Hannan returnéd for the final con-

sultation.

“I said, “How's the baby?’ ” recalled .

Maria Alverez, “‘and he said ‘It's still
the same.” He said, ‘It's about time
.we decide what we are going to do
with the baby.’

“We said, go ahead and disconneet.

doctor said, ‘That was the d
hoped you'd make. As a doctor

-would make in your case. ” )
For Maria Alvarez, age 20, there h&‘
never really been a decision to make.
“My baby wasn't living,” she said, “¥
do believe the only time he was alive

wuwhenhewu de of 'me.. The
of the time he w junaruﬂw
ving, and that’y not_alive Vi

Alyares's chart:
“Have spent cansiderable time

avﬂmtmg baby and speaking with

! ;
human being that was the decmol If

parents. They are very aware of the .

problesmss and outlook for survival.
We have decided to provide only sup
portive care and not include respi-
rator or respiratery supplement.

nts have requested discontinuance
heroic support. Hannan.”
b “The nursing notes tel] the rest:
12:45: “Ventilator turned off by Dr.
“Hannan, Monitor discontinued by Dr.
Hannan, Heart rate dropped below
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Physician plaéa his hand on a premature infant resting in an incubator N eonatology, or the care of the newborn, is a relatively new medical field

By Linda Wheeler—The Washington Post

’Qur tragedy was for the baby to be sick, not for the baby to die’

100 immediately and color became
quite dusky.”

1 p.m.: “Baby gasped three times
between 12:45 and 1 p.m. and heart
rate very slow and faint.”

1:35 p.m.: No heart rate present.
No respirations. Private pediatrician
present. Baby baptised.”

1:35 p.m.: “Baby pronounced dead
by Dr. Javed. Measurements taken
and footprints taken. Baby bathed . ..
Baby taken to morgue.”

Baby Boy Alvarez, baptized Raul in

his last minutes, had lived u_bourl
and 14 minutes. His mother had never
seen him,

“T didn’t want ‘o see the baby,” said
Maria Alvarez, who, unlike her
husband, would in the future have
pleasant dreams i%out him. “I
thought, ‘Why see the baby if I can
not hold him?' »
~ At 5 pm, 3% hours later, Hannan
went down to tell Maria Alvarez that
her son was dead, -

“He came into the room and said
‘The baby is dead,’ " she recalled. “}
said, ‘Thank you, Doctor, for telliitg
me.! And he stood there for a few
minutes, just looking at me. Maybe
he was waiting for my reaction., He
looked very concerned very worrled
He was worried for us”

“But that the baby had died was
very good news,” Raul Alvarez said.

“Our tragedy was for the baby to be
sick, not for the baby to die,” said his

 wife.

Hannan visited the parents again

' the next afternoon to réquest their

permission to have an autopsy per-
formed.

(Ironically, the autopsy would later
show that the Alvarez baby had a
cally sound heart. His kidneys,
appeared to be normal. But no amouti
of surgery could have saved him, fol
his kidneys were not connected =
anything. Baby Boy Alvarez had
bladder. Instead, he had a ¢l
combination bladder #nd bcyz;%m
flar to that found in birds) His breath-,
ing difficulty, it turned out, was cluledr
by severe lung disease.) .

Hannan returned to his office, lhab-_
ing his head, clearly depressed. . =

“T can do without that.” he .8aid,.
vehemently. “They're beginning to get;
it all smoothed out and then you come:
in with that autopsy sheet and it all]
goes jagged again. 4

“You know,” said Hannan, who had.
been through similar ordeals about a.
dozen times,” 1 have a recurring,
dream every so often:

“I'm going to Heaven, and as I go
through the gates 1 see what looks
like this field of gently waving. (grass,
When I look again, closely, it's
slowly undulating back and ;
babies I've shut off.” AR
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Nurse Robaczynski Sad

?/00/7/

At Leaving Her Profession

mistrial last week.

After mearly 19 hours ef deliberation,
the jury was hopelessly deadlecked over
the key issue: was the patient’s brain alive
or dead when the nurse pulled the :lu?
Robaczynski was also charged wit
murder by respirator discoanectien of

mmmnmmmm

o,

Christopher Hanson . that Robaczynski agree never again to
gaysum-ausunmu - practice in Maryland or any other
mwggkmervous, Slflilh;g m She-has given up her nursing li-

0 no longer i
murder charges in four cas;; of alle wm*’%“ mﬁf?&m :‘:; :g
mercy killings, expressed sadness yester- amily
day that she would never be a nurse ?mg g‘.’m sadness that she
“It was such life,”
. - After a press confetence here yester- >
‘day, the former nurse &t Maryland %m' miss m“‘
General Hospital remained nearly as Was wm nm she cired 290
mucp an %m did during hor . mueh?
v You can ncvefdrétoomnch."she
s Tl t:ll? :he answer reglhi:d ina
said ‘she had felt “very proud and
Vot iih Ihe TacAe of the 08" whena form eioat testified that

Robaczynski’s socalled merc in ¢ would have wanted her for his nurse
‘trial for unke : the-u:ln{w H agaim even if he were on a respirator.
rator of Harry Gessner 2 clmatons gyt " m"" the trial, coworkers testified
at Maryland General Hospital, ina Mnobaynmmnmuadvoauot

euthanasia for hopeless patients in comas,

partly because of the emotional and finan-,

cial burden they ulposed on their fami-

Witnm alse testified that she was an
unusually compassienate nurse, who sent
greeting cardste her former patiénts, and
cried with the families of the ones who

See NURSE, DC-3
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Nurse Frompcs

Meanwhile, the state's attorneys
office here is advocating revision of
a statutory definition of brain death
which, prosecutors believe, pre-
vented them from convincing a jury
tlixgt Robaczynski was guilty of homi-
cide.

The vagueness of the statute, said
Baltimore City State's Attorney Wil-
liam A. Swisher, led him yesterday to
drop four murder charges against
the defendant.

Swisher vowed to prosecute simi-
lar instances of alleged euthanasia
“if possible.” But he made it clear
that obtaining convictions might be
difficult or impossible.

“The Maryland statute defining
death,” he said, “is too vague to be

used as a basis for this kind of prose-

cution . . . Never before have prose-
cutors had to prove beyond a reason-
able doubt that a homicide victim
was, in fact, alive before he was
killed.”

Swisher said he intends to lobby
the Maryland legislature to change
the law in several ways.

Among those changes, said co-
prosecutor Peter Semel, would be to
strike the word “spontaneous” from
1 statute which now equates death
vith “spontaneous brain function.”

In the course of the trial, expert
vitnesses disagreed over whether
atient Gessner's reflex reactions to
ight, muscle twitching and possible
hallow breathing in the hours

preceding disconnection actually
amounted to “spontaneous brain
function.”

Several jurors interviewed after
the trial said, in effect, “'If doctors
disagree on the matter, how can we
be expected to decide?’” Swisher
echoed this reasoning yesterday,
and said he had determined to drop
the charges only after interviewing
11 of the 12 jurors.

His decision was not reached with-
out some dissension in the ranks.
Semel confirmed that he favored
continuing with the prosecutions. “I
felt that conviction would be a bet-
ter deterrent to this kind of action,”
he said, arguing that he felt the
chances of convicting Robaczynski
would have been greater on retrial
because “we know what their wit-
nesses would have said.”

In his closing argument to the
jury, Semel delivered an emotional
indictment of mercy killing and
charged the defendant with depriv-
ing Gessner of his right to live.

But Gessner’s sister, contacted
after yesterday’s decision was:an-
nounced, was not so sure that his al-
leged killer should continue to face
trial. “I guess it wouldn'’t really be
much use to try the case again,” said -
Patricia Whetzel. “[ really wouldn'tg

want to be a juror. I can’t honestly ' |

say that in my heart | knew whether
my brother was dead or alive.

“But,” she added acidly, ‘'l do
know that no nurse has the right to
touch the plug on any patient.”

Nurse won’t be tried
in mercy | k|ll|ng case

4¢ //.,o

‘Baltimore, Md.

‘Murder chargeq were drcpped
Thursday against a2 nurse accused of
‘mercy killings by unplugging the res-
pirators of four comatose patients.

In return, Mary Rose Robaczynski,
24, agreed to give up her nursing li-
cense and never practice again.

.She had been tried on a murder
swcharge in the death of Harry
‘Gessner, 48, one of the four patients,
‘but the case ended in a mistrial last
‘week.

State's Attorney Willlam A. Swisher
said yesterday that prosecutors had
decided not to retrv the cise, and to

drop all charges, if Robaczynski
.would agree not to praetice nursing

‘in Maryland or any other state.

Swisher said the decision was based
partly on the vagueness of Maryland
law defining death. He said his office

would try to get the Legislature to

« “change the definition.
Mm‘ talking with 11 of the jurors,

able to agree on whether theé vic~
m was legally dead or alive at the
tlme the respirator was disconnected
wnmn the terms of our statute,” he
sald. . The law should be clari-

definition of death.” <y .-

%W%'-%’" 'J,’

Ropag,zynskn was not available for
'~ comment, but defense attorney

'terms‘ol the time of deah." P Es
-Robaczynski, ' Pasadena, Md., ad-

 ‘nurses had teshﬁ¥d

:]ifes
we haye determined that they *eréq

fied. We need an accepted umversal
~.werdict aftét alm f ‘de-

- said.

,u(,(,lu
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Mary Rose Ezynski

George Helinski said, “It was our po-
sition all along that the law was not
written for criminal prosecution in |

.~

mitted during the trial that she un-|-
plugged Gessner's respirator in the
special unit ‘of mfyland Geneml p

Hospital on March, 8 ;z“
tion |

wilnesses that Robaczvnskl had ex-
8 belief In ejthanasia; bt
she sai su thought Gegsner already §
was dead bécause she’ got hm;_en
pulse nor blood pressure readings.

Judge Robert Karwacki declared a
mistrial; when the jurors tolq him §:
Marcnln at t «:oulg ch a

liberation. The jury was_votm; 10-2
in favor of acquittal, S%V_e‘r}al..jurors,,
: 2 ¥ tad N 3
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UNIFORM BRAIN DEATH ACT
PREFATORY NOTE

Between 1970 and 1978, 19 states enacted legislation
recognizing the concept of brain death. This was a new
legislative undertaking, for death had always been de-
termined before by common law principles. The common law
criterion for death was: ‘“an absence of spontaneous
respiratory and cardiac function.”

The technology of medical care can now overcome the
natural cessation of both breathing and heartbeat. That
technology creates a concern among medical practitioners
that legal liability might be imposed when life-support
systems are withdrawn, even though the case is hopeless and
acceptable medical practice sanctions the withdrawal, and
though the continuation of artificial means of life support of-
fends even those most morally and emotionally committed to
“the preservation of human life.” This Act expresses com-
munity approval of withdrawing artificial life-support
systems when the whole brain has irreversibly ceased to
work.

This Act is silent as to acceptable diagnostic tests and
medical procedures. It addresses the concept of brain death,
not the criteria used to reach the medical conclusion that
brain death has occurred. The medical profession should for-
mulate over time the acceptable practices, taking into ac-
count new knowledge of brain function and new diagnostic
equipment.

The “time”’ of death is an overriding concern of anyone con-
templating the occurrence of brain death. Upon reflection,
the Special Committee concluded that, in those instances in
which time of death affects legal rights, this Act should sim-
ply state the facts constituting brain death and thus provide
the basis for whatever inquiry is necessary to fix the time of
death.

Some other questions and subjects not addressed by this
narrow Act are: living wills, death with dignity, euthanasia,
rules on death certificates, maintaining life support beyond
brain death in cases of pregnant women or of organ donors,
and protection accorded the dead body. Those subjects are
left to other law.



UNIFORM BRAIN DEATH ACT

Section 1. [Brain Death.] For legal and medical pur-
poses, an individual who has sustained irreversible
cessation of all functioning of the brain, including the
brain stem, is dead. A determination under this section
must be made in accordance with reasonable medical
standards.

O O O N =

COMMENT

This section legislates the concept of brain death. The Act does not
preclude a determination of death under other legal or medical criteria, in-
cluding the traditional criteria of cessation of respiration and circulation.
Other criteria are practical in cases where artificial life-support systems are
not utilized. Even those criteria are indicative of brain death.

“Functioning”’ is a critical word in the Act. It expresses the idea of pur-
poseful activity in all parts of the brain, as distinguished from random ac-
tivity. In a dead brain, some meaningless cellular processes, detectable by
sensitive monitoring equipment, could create legal confusion if the word
‘“‘activity’’ were substituted for ‘“‘functioning.”

1 Section 2. [Short Title.] This Act may be cited as the
2  Uniform Brain Death Act.




) C MEDICAL CENTER
701 Park Avenue South
Minneapolis, Minnesota 55415

HENNEPIN

March 26, 1979

Mr. Richard Krause

Public Affairs Division
Legislative Department
American Medical Association
535 North Dearborn Street
Chicago, IL 60610

Dear Rick:

Our phone conversation on March 16 revealed many points of agreement, and a few
‘points of disagreement. For purposes of clarity, emphasis, and as a basis
for future dialogue, I wish to develop a few of these issues in writing.

Now that the AMA is changing its position on brain death legislation and

is moving in the direction, slow but sure, that legislation is needed, it
would be extraordinarily helpful to have the AMA join forces with other
state and national medical organizations to unite behind one uniform brain
death bill. The advantagesj of such a move are obvious. It would help us

a great deal to coordinate our efforts, and uniting behind one statutory
proposal would be very persuasive to state legislatures. As you know,

the previous position of the AMA in opposition to legislation has seriously
hampered state medical organizations and other groups in their efforts to
pass bills in this area, and the pro-1ife movement has achieved maximum

mileage out of the AMA's position. Besides facilitating passage of Tegis-
lation, combined support of various medical organizations would encourage
efforts to establish uniform standards and criteria for the medical determina-
tion of brain death, and give us an opportunity to educate the medical
profession and society to the most important issues.

I would hope, therefore, that you and your staff would reconsider your position
on the Uniform Brain Death Act (UBDA). The UBDA is not perfect, but it is

just as good as any other bill and, in some ways, better. It is interesting

to note that what you regard as one of the weakest points in the bill is

what I would consider the strongest feature, i.e. the clear and explicit
definition of what we mean by brain death. This is exactly the feature that
will win us support from the responsible pro-1ife movement.

HENNEPIN COUNTY

an equal opportunity employer
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Do&bt Voiced on Whether Patient Was Alive at Unplugging

 Jury Deadlocked, Mistrial Ruled in Nurse’s Murder Case

By Christopher Hanson
Washington Star Staff Writer
BALTIMORE — A mistrial was de-
clared yesterday in the euthanasia
trial of former nurse Mar{ Rose
Robaczynski, 24, who was charged
with first-degree murder for unplug-
ging the respirator of a comatose pa-
tient at Maryland General Hospital
mbzﬁtr e heth 8- 1d
over whether 4 r-o
Harry Gessnér was dead or {l?'\ve be-
fore Robaczynski pulled the plug
caused them-to deadlock, jurors con-
firmed. , ¢
The final vote, according to jury
forelady Beverly Skotorski, was 10-2

in favor of acquittal. A unanimous
voteis required for a verdict.

“There was so much doubt over
whether he was alive or dead,” said
Skotorski. “We thought doctors could-,
n't agree on that point either, And we
didn't have medical background.”

- THE MISTRIAL was declared by
Baltimore Criminal Court Judge Rob-
ert Karwacki at 11:20 p.m., after the
jury bad deliberated about 18 hours

Monday evening and yesterday.
In a handwritten note early yester-
day evening the jurors told ki

that they could not reach a verdict. He
called them to the jury room and re-
read part of his original instruction

_nected? The

in an effort to break the logjam.

The jury returned to the deliberat-
ing room and over the next few hours
shouts could be heard from the adja-
cent court chamber. But the argu-
ments apparently were unproductive
and the jury remained deadlocked.

During 10 days of testimony, ex;
witnesses had clashed on the key
issue of the trial — what is death?

Was Harry Gessner's brain dead
when the respirator was discon-
efense argued that
Robaczynski could not have killed
Gessner because he already was brain
dead. Under a 1972 Maryland law,
death is equated with the absence of

“spontaneous brain function.” But
the term o dispute among expert'
witnesses.

In addition to coping with the
moral issue of euthanasia, the jury
was being asked to evaluate complex
medical testimony and apply it to a
statute which, according to prosecu-
tors, was untested in a Maryland
criminal case.

“It was too much to ask a jury what
the statute meant,” complained juror
Clee Anderson. Foreman Skotorski
agreed, as did Assistant State’s Attor-
ney Howard B. Gersh, one of the
prosecutors.

. See NURSE, A9




'NURSE: Mistrial Is Declared in Murgi

Continued From A-1

JURORS confirmed that debate
over the meaning of “'spontaneous
brain function” in the Maryland stat-
ute was a source of unyielding disa-
greement in the jury room. “We inter-
preted it in different ways,” said
Anderson.

The outcome of the trial led prose-
cutor Peter Semel to-question the
Maryland death statute which so
influenced the result. “The statute is
too vague on the issue of death. If doc-
tors can't agree, how can we expect 12
lay people to agree? We need to go
back and re-examine the statute.”

Semel and Gersh each said that it is
too early to retry the case. But Semel
added, "it's too important an issue to
leave hanging in the air. These kinds
of actions in hospitals-are life and
death matters.” In his closing state-
ment to the jury Monday, Semel had
contended that euthanasia is
immoral, and that it deprived Harry
Gessner of his.chance to survive.

Defense Attorney George Helinslﬁi 5

expressed relief at-the mistrial, and
his colleague Joseph Murphy Jr. ob-
served, “the hearts of everyone in the
media went out to Mary ... and
finally, the hearts of the jury, too.”

But when Judge Karwacki declared.
the mistrial, Robacyznski's head

slumped ‘onto Helinski’s shoulder,"

and she wept, seemingly with an-
guish. She left the courtroom, on the
supporting arms of her family, who
havle been with her throughout the
trial.

EARLIER yesterday, she sat casu-
ally in the courtroom, at one point
.reading a newspaper article with the
headline “Jury Deliberates in Mercy
:Killing.”” She remained poised
throughout most of the trial, listening
calmly even to the most damaging
‘testimony against her.
. But when she took the stand in her
‘own behalf Monday her voice broke
:and tears flowed as she recounted her
‘helpless feeling when Gessner’s pulse
sebbed away. She ex how’she
ad loved nursing, but has been re:

S T e

Mary Rose Robaczynski and her attorney, George Helinski, leave

court yester-

day after a mistrial in murder'case against her.

duced to earning a living as a house-

keﬁer.

uch of the trial, however, was
more clinical than emotional, and
could be characterized as a clash be-
tween defense and prosecution ex-
perts.

Two medical experts for the prose-
cution testified that Gessner's brain
was in fact alive until the plug was
pulled because it lacked swelling,
which accompanies brain death.

Several defense witnesses contra-
dicted the testimony, two of them in-
sisting that patie

n lacked -
-

PN

'.nmr :{

sisted that it is impossible to know
whether Gessner’s brain had died — a
claim which defense lawyers hoped
would plant in the jury a reasonable
doubt that Gessner had been killed by
the defendant.

Another issue in the trial was
whether Gessner actually died from a
disconnected respirator instead of
some natural cause. An assistant
Maryland medical éxaminer, Dr. Pat

James A..

er Case

sisted that a heart attack was an
equally plausible cause of death.

THERE WAS also conflicting testi-
mony on whether Gessner could have
been resuscitated on March 8, 1978. If
resuscitation had been possible,
Judge Karwacki instructed the jury,
Robacyznski must be acquitted be-
cause there was an “intervening

- cause’” between disconnection and

death,
_ Alongside the battle of the experts,
there was testimony from Robac-
zynski's co-workers, some of it impli-
cating her in the disconnection of
critical patients’ respirators. One
nurse said that she told the defendant
to stop disconnecting life support,
only to be told, “They’ll never catch
me.”
A supervisor recounted that Roba-
confessed to her, “I only did it

' to the GORKS," the acronym stands

for God Only Really Knows.
“Through testimony such as this, the

e utgm attempted to implicate
gobaaynskj in the disconnection of
eight patients. She was charged with
the murder of four, and has admitted
unhooking Gessner and two others —
claiming that she thought they were
already dead.

In addition to damaging evidence,
there was testimony from fellow
nurses and doctors which portrayed
Robaczynski as a caring and compas-
sionate nurse who became involved
with her patients, sending them greet-
ing cards after their release, and
crying with the families of those who
died.

Robaczynski’s support of euthana-
sia for comatose patients, said one wit-
ness, stemmed from her concern that
their families be spared the emotional
and financial burden of allowing a
hopeless case to linger.

The case attracted considerable

in the area, and was being watched as
A precedent-setter. But with
the hung jury so obviously confused. (
the question of what is death remains

\

attention from medical professionals )

N

lpgrmly as muddled as it was be- )
fo : ;i —
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By Saundra Saperstein
Washington Post Staff Writer

Several of the 12 jurors who found
themselves unable to agree whether
former nurse Mary Rose Robaczynski
had murdered a comatose patient 'said
their confusion over Maryland’s legal
definition of brain death led to the
deadlock.

Baltimore prosecutors met yester-
day with 11 of the jurors and came
away uncertain whether any jury
could understand the existing law.

Robaczynski was accused of murder-
ing patient Harry Gessner by unhook-
ing his respirator, but the defense
contended that Gessner was legally

. dead hours before the disconnection.

A mistrial was declared late Tues-
day, when the jurors after 19 hours of
deliberation, deadlocked 10 to 2 in fa-

vor of acquittal, according to one jury

member.
“Everybody agreed that what Mary
did was wrong,” Assistant State’s At-

torney Peter Semel said yesterday af-
ter an hour-long talk with the jurors. .

“But they couldn’t decide whether he
[Gessner] was dead or alive.” -

Robacz

Md. Law on Brain Death

Was Unclear to Jurors

“It was the first case I ever had to

try,” Semel said, “where I had to *
prove the victim was alive before he
was dead.” ¥

To help the prosecutors decide

whether to retry the case, Semel said,
the jurors were asked to meet when
they returned to jury duty on other
cases yesterday. Eleven jurors agreed
to the meeting, Semel said.

Semel said he and Assistant. State's

Attorney Howard Gersh will decide
“probably next week” whether to re-
try the 24-year-old Robaczynski on
this charge, or on any of three other
" charges of murdering patients by res-
pirator disconnection. :

After the mistrial was deehred.

jury foreman Beverly Skotarski told
reporters, “We couldn’t even decide
whether he (Gessner) was dead.”

Juror Teresa Severe agreed. “The

main thing was the law they had de-
fining whether the man was dead or

alive,” she said. “It was hard to make
a decision."

That law is the 1972 Maryland stat-
See DEATH, C13, Col. 2

ki Jurors Unelear

On Maryland Brain Death Law

DEATH, From C1
ute that says, in part, that a patient
may be declared legally dead when

there is an absence of “spontaneous
brain function.” The defense hinged
its case on those three words, main-
taining that under that definition, the
48-year-old Gessner was “brain dead”
before the disconnection.

Severe, a b3-year-old Baltimore
housewlfe, said that each of her fel-
low jurors put his or her own inter-
pretation on the word “spontaneous.”

now believe that the word “spontane-
ous” should be left out of future stat-
utes defining brain death,
 “Itg' unnecessary, a mistake, be-
-cause of the potential confusion,” sald
University of Pennsylvania law pro-

Some legal and medical experts

fessor Alexander Capron. ‘who has
worked as a consultant with a na-
tional lawyers group that is proposing
enactment of a uniform brain death
law by all the states.

. Minneapolis brain specialist Ron-
ald Cranford, who also worked on the
proposal, said the law wmld define
brain death as oecurring when all
functioning in every urt of the brain
ceases.

Though the eryllml statute was
defended by several legislators and
local doctors yesterday as clear, both
prosecutors and defenge attorneys in

- the Robaczynski case said it was “too
. vague.”
Defense attorney Joseph F. Murphy

Jr. said the law was enacted to help
doctors in organ transplant cases, but
if it is going to be applied in criminal
cases “it could use some improve-
ment.”

C et 3/b2/77
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7T ] MEDICAL CENTER s
701 Park Avenue South £ <

Minneapolis, Minnesota 55415 e

HENNEPIN

March 28, 1979

Mr. Joseph Lampe

Executive Director

American Citizens Concerned for Life, Inc.
6127 Excelsior Boulevard

Saint Louis Park, MN 55416

Dear Joe:

Thanks for the article from the Washington Star dated March 21, 1979
concerning the trial of Mary Rose Robaczynski. I was interviewed that
same day by Sandy Saperstein of the Washington Post. I didn't know many
details of the case, but the reporter questioned me regarding the vague-
ness of the Maryland brain death statute and the confusing testimony of
the medical experts. My comments should have appeared in the March 21
or March 22 edition of the Washington Post.

Among other things, this case emphasizes the confusion that can arise with
a poorly worded brain death statute. I would hope that no such confusion
would arise with the wording of the Uniform Brain Death Act.

I have also enclosed some recent correspondence which may be of interest
to you.

Best regards.

Sincerely,

/’. >
.

Ronald E. Cranford, M.D.
Associate Physician in Neurology
Hennepin County Medical Center

REC/mmf
XC: Mr. Richard Krause

Joseph Boyle
Enclosures

HENNEPIN COUNTY

an equal opportunity employer




MR. RICHARD KRAUSE
March 26, 1979
Page 2

In the long run, the introduction of a wide variety of brain death bills
sponsored by different medical and legal organizations will be confusing and
counter-productive, and will hamper, not facilitate, the passage of brain
death legislation in the individual states. As you know, the Ethics Committee
~and Executive Board of the American Academy of Neurology have already adopted
two resolutions, one endorsing the principle of brain death legislation and
the other endorsing the specific statutory languace of the UBDA, and these two
resolutions will be brought to the attention of the general membership of the
American Academy of Neurology in April for their approval (enclosure, Editorial,
Uniform Brain Death Act, Neurology 29 (3):417-418, 1979). After receiving
this endorsement, the UBDA will then be brought to the attention of the other
major neurological and neurosurgical organizations, as well as various
transplant groups.

Over the last nine years, since the enactment of the first statute by Kansas
in 1970, we've gained a great deal of experience on legislation in this area.
Some mistakes have been made in enacted legislation in other states, such as
amending the definition of death to the Uniform Anatomical Gift Act (I11inois,
Virginia, and West Virginia), adopting a permissive statute (Oregon and
Georgia), and confusing living wills, brain death, and the persistent vegeta-
tive state in the same bill (North Carolina). Hopefully, we can learn from
these mistakes, and it seems to me that we are on the threshhold of making
some very constructive moves in the next few years, especially if we can
coordinate our efforts.

You and I did agree, quite strongly I thought, that the formulation and
promulgation of uniform brain death criteria and related procedural guidelines
by organized medicine would be very beneficial. This would, of course, be
completely distinguished from legislation. In this respect, the criteria
adopted by the Minnesota Medical Association have demonstrated that the
Harvard criteria can and should be updated in a meaningful way, without
inappropriately restricting the professional discretion and medical judgment

- of individual physicians, which is obviously of great concern to your staff.

Such uniform criteria would, first of all, distinguish between essential
criteria which must be satisfied in every case versus confirmatory criteria.
Essential criteria would include cerebral unresponsivity, apnea, absent
brain stem reflexes, and the establishment of irreversibility, common points
of agreement between the Harvard and MMA criteria. Confirmatory criteria
wauld include the EEG, radioisotope studies documenting an absence of
cerebral blood flow, other cerebral blood flow studies, auditory evoked
responses, etc. Most importantly, the essential criteria would emphasize
that the basic diagnosis of brain death, as with the traditional cardio-
respiratory standard, is clinical, and therefore, in the majority of cases,
the diagnosis of brain death can be determined from the clinical examination
alone, without the need for confirmatory laboratory studies...although these
latter studies could be utilized if the attending physician so decides they
would be useful. The MMA criteria exemplifies these points, and their value
in the Ellison case stresses these advantages even more so.
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But this brings us to a key issue where you and I disagree. You object to
the phrase, "irreversible cessation of all functioning of the brain, including
the brain stem," as used in the UBDA. The AMA model bill uses the phrase,
"irreversible cessation of brain function." Apparently, you specifically
object to the concept of totality, i.e. the use of the words "all" and
"including the brain stem." As I tried to explain over the phone, that is
the strongest feature of the UBDA, and the one feature that will be persua-
sive with the pro-life movement. You feel that we have too clearly and
explicitly defined what we mean by brain death, and furthermore that this
phraseology will somehow limit medical discretion and professional judgment
in the actual determination of brain death in individual cases. I disagree.
I think you are confusing the concept and the criteria. Essentially every
accepted set of criteria that I am aware of have, while not explicitly saying
so, listed as their essential criteria the irreversible cessation of all
-functions of the brain.

Confusion has arisen over the meaning of the term "functions" or "functioning."
However, the UBDA was quite specific and precise in defining what we had
intended by the term "functioning," and the comment section accompanying the
UBDA leaves little room for misinterpretation, in my opinion. Functioning
refers to the specific, purposeful activities of the brain, as determined by
the clinical examination, in contrast to the random activities or functions

of individual cells or groups of cells in the brain, or biochemical, electrical
or physiologic actions of the brain. Functions is defined in Dorland's
I1lustrated Medical Dictionary (25th edition, 1974) as "the special, normal,
or proper action of any part or organ." Blakiston's Gould Medical Dictionary
(3rd edition, 1972) defines function as "the normal or special action of a
part." Further, Webster's Third New International Dictionary (1961) defines
functionas, "5. One of a group of related actions contributing to a larger
action. a. The normal and specific contribution of any bodily part (as a
tissue, organ, or system) to the economy of a living organism (a primary
function of any gland is secretion)."

Like so many issues in the current brain death debate, the clarification of
what we mean by functions is simply one of education, and this is where the
AMA could assume a strong leadership role, in cooperation with other
organizations.

The primary purpose behind this key phrase, "irreversible cessation of all
functioning, including the brain stem" (emphasis added), was to distinguish,

as clearly and explicitly as possible, between whole brain death and neocortical
death. Some ethicists and physicians are now advocating that neocortical death
should be regarded as the death of a human being.* It is, therefore, crucial

*Veatch, Robert M. Death, Dying, and the Biological Revolution. New Haven:
Yale University Press, 1976; Fletcher, Joseph: New definitions of death.
Prism 2:13-14, 1975; Sweet, William H: Brain death (editorial). New England
Journal of Medicine 299:410-412, 24 August 1978.
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that further pieces of legislation in this area should clearly distinguish
between these two syndromes. This was the primary objective of this critical
phrase in the Uniform Brain Death Act.

However, this phrase, as I understand its meaning, is completely compatible
with existing standards for the medical diagnosis of brain death, and

will, in no way, unduly restrict the discretion of physicians, nor, in any
manner, impede further advances in medical science contributing to the more
rapid and accurate diagnosis of brain death.

I understand the apprehension that some physicians feel when first confronted
with this type of phrase, and I can understand how such a phrase is subject

to misinterpretation. But these fears are based upon an abstract, theoretical
concern of how the courts and legislatures might conceivably interpret tnis
term, and are not grounded in any actual reality or specific data. This
apprehension, moreover, reflects a suspicion of many physicians towards the
motivations of the courts and a lack of understanding of the legal system,
unfortunately so prevalent among physicians today. This is another area,

of course, where people like yourself, Bruce Nortell, and organizations such
as the AMA can be of real value, by educating the physicians to what these
terms actually mean and making them recognize that there is no basis, in fact
or in law, for their concerns. Further, this is also where established medical
criteria would serve a significant educational purpose, by clearly stating the
correct meaning, both medically and legally, of these terms. We did this to

a certain extent in the MMA criteria, but future criteria should spell out
these aspects in even greater detail and more fully develop the idea in the
introductory section that functions refers to the clinical aspects of brain
activity.

The other major point where we disagree is whether a statute should be mandatory
or permissive. The UBDA is‘mandatory, while the AMA model bill is permissive.
The statutory proposals of Capron and Kass and the American Bar Association,

as well as the majority of enacted legislation, are all written in such a way
that the pronouncement of death is mandatory, not permissive. The comments

of Alexander Capron submitted for consideration at the NCCUSL meeting in
Arlington, Virginia on March 31, 1973 emphasize that a brain death statute
should be definitive, not permissive. Bill Curran and Don Harper Mills both
fully agree. So there seems to be 1little, if any, disagreement among the

legal scholars on this point.

I think I understand your reasons for preferring a permissive statute. Your
primary objectives in this area, as I understand them, are to ensure legal
immunity to physicians from criminal or civil lability, to allow for maximum
professional discretion and medical judgment, and to make certain that
further advances in medical science will not be hampered. These are, of
course, important goals in legislation, but secondary, I would submit,
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to other, .slightly more important considerations. The primary purpose of

brain death legislation, in my opinion, is to promote societal acceptance

of the brain death concept and to educate the public and medical profession

to the relevant issues by means of a public dialogue and extensive discussion
of the issues. But this gets back to one's philosophy of law, and it may be
that you and I differ on our philosophies of law and the purposes of legisla-
tion. Even more important than the brain death issue itself is the develonment
of a public policy attempting to resolve current dilemmas brought on by

modern medical technology. That's what we're really talking about, isn't it?

In order to achieve an overview on these issues, I guess we need to ask our-
selves, what do we really want to accomplish by brain death legislation, and
what can be accomplished in other ways, for instance, the formulation of
uniform medical criteria? It seems to me that we are trying to create a
climate in which the following conditions would prevail: 1? physicians would
be knowledgeable and experienced in the medical diagnosis of brain death, so
that the chances of any serious mistakes would be minimized, either false-
positives or false-negatives; 2) physicians would understand that when there
is any reasonable possibility for meaningful recovery of the patient, all
appropriate medical support should be used to effect a cure; but if such
therapy isn't successful, then it would be morally and legally permissable,
as well as medically acceptable, to either withhold or withdraw further
medical support; 3) the public will develop trust and confidence in the
medical profession with the knowledge and appreciation that physicians would
go all out when there was hope of recovery, but that also physicians would not
needlessly prolong the pain, suffering, and indignity associated with the
dying process when there was no reasonable hope of recovery. Obviously,
these previous comments would encompass more than just the brain death concept.
Now, the question arises: How do we accomplish these objectives and create
an atmosphere in which these attitudes would prevail? Some goals could be
achieved through legislation, but more importantly, others could be achieved
through the establishment of reasonable standards of medical care, as
formulated and promulgated by the medical profession itself. This gets to
the heart of the matter regarding a mandatory versus permissive statute.

First, from a purely factual standpoint, a permissive statute simply does not
make any sense. The medical profession has been trying to convince society
for the last ten years or so that a person is dead when his brain is dead,

so what type of mixed message does the public receive when the AMA proposes

a permissive statute...saying in effect, well, the patient may be dead when
his brain is dead, but that should be left to the discretion of the attending
physician. Does that appeal to common sense? Further, the determination of
death using the traditional cardiorespiratory standard is mandatory--why
should there be any difference using the brain death standard? Or isn't

someone just as dead using the brain death standard as with the cardiorespiratory
standard?
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But problems have arisen, and will continue to arise, with or without
definitive legislation. Some of these problems hinge on the distinction
between 1) the concepnt versus specific criteria for brain death; 2) the
fact of death, versus considerations and procedures related to the actual
pronouncement of death and discontinuation of resp1rator support; and 3) the

time when the person dies versus the time when death is pronounced.

In the majority of cases, it is relatively easy, from a strictly medical
standpoint, to determine that an individual patient has satisfied the

criteria for brain death and that, beyond any reasonable doubt, the brain

is dead; therefore, the person is dead. But, during the process of

satisfying these criteria, other issues--social, legal, moral--arise. These
secondary issues have great impact on the actual pronouncement of death and
the corollary decision to discontinue the respirator. The critical quest1on
is not whether a physician should pronounce a person dead when his brain is
dead; rather, under what circumstances would it be justifiable for a physician
to elax the final pronouncement of brain death and the discontinuation of the
respirator, and the corollary quest1on which you should be considering, how
best can the AMA aid the physician in these matters?

It seems to me that there are five conditions in which it may be morally and
legally justifiable to delay the final pronouncement of brain death. These
five would include: 1) the fulfillment of all necessary criteria;

2) consideration of the wishes and feelings of the family; 3) legal factors;
4) procedures relating to organ donation; and 5) pregnancy. Let me briefly
summarize each of these major points.

The first condition is not actually a delay, but should be included for
purposes of completeness. A person is not pronounced dead on the basis of
brain death until all criteria have been satisfied, including appropriate
confirmatory studies when indicated. But, as noted in the MMA criteria,

the time of death is when the brain first ceased to function, and ceased to
function irreversibly, or, from the standpoint of the physician, when the
physician first noted that all brain functions had ceased, i.e. "the first
observation." This would normally be the first complete neurologic examina-
tion when the physician has begun to fully appreciate that resuscitation has
been unsuccessful in restoring brain function and that brain death is highly
suspected. But, even after this initial observation, a further period of
evaluation is necessary to establish that the cessation of all brain functions
is irreversible. This sequence illustrates the critical distinction between
the time of death and the time of the pronouncement of death, and I would hope
that your legal counsel would agree with me on this point.

The second circumstance in which it may be justifiable to delay the final
pronouncement of brain death is by far the most important, and the one that
will give rise to the most problems in the future, i.e. the relation between
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the medical fact of death and the consideration of the wishes and feelings
of the family. The general rule which I have followed is this: If the
family has any reasonable concerns, objections, or reservations, then

the attending physician should make every reasonable attempt to resolve
these concerns before the patient is pronounced dead and the respirator
discontinued. The physician needs to combine tact, sensitivity, compassion,
and understanding in his effort to help the family through the grieving
process and the acceptance of the finality of death of their loved one.
But this needs to be combined with firmness and unequivocal certainty so
that the physician can impress upon the family that their loved one is
truly dead, that there is no doubt concerning the irreversibility of the
condition, and that further medical efforts will be of no avail. Such
certainty is necessary to minimize any unnecessary guilt from the family.

What if the concerns or motivations of the family are not reasonable? Who
determines whether the relatives' motivations or intentions are reasonable?
It seems to me that the attending physician is in a pivotal position in this
regard, since he is primarily concerned about the best interests of the
patient (even if it has been determined that the person is dead) and is

also concerned about the welfare and well-being of the family. It is not
too difficult to envision the many problems and dilemmas that will arise

in this area in the future. What should occur if the family objects to

the brain death concept for religious reasons? For financial reasons? For
personal reasons?

I have been involved with numerous cases in which such difficulties have
arisen, but, fortunately,in the majority of cases, such concerns have been
satisfied, and the next of kin have been in full agreement that the person
was dead, and that the respirator should be discontinued.

I do remember one case in which one family member, for reasons of gquilt,
refused to allow discontinuation of the respirator. The other family
members, a son and daughter, understanding the circumstances surrounding

the death of their mother, had no difficulty in accepting her death.
However, another son, who had spent 1ittle time with his mother and was
considered the "black sheep" of the family, strongly objected to the
withdrawal of support, and said something to the effect, "I'm not going

to kill my mother." What should a physician do when he is faced with an
irrational family member, and there seems to be little chance in convincing
the relative of the true condition of the patient? Such situations as this
will be minimized with the enactment of brain death legislation and the
accompanying acceptance and education of the public. But these dilemmas,
although significantly lessened by legislation, will continue to arise from
time to time. In these cases, if the motivations and intentions of the
family members or others are clearly irrational and unjustifiable, several
courses of actions are available to physicians. First, the physician should
make every reasonable effort to explain to the family the relevant circumstances



MR. RICHARD KRAUSE
March 26, 1979
Page 8

in an attempt to persuade them of the proper course of action. In many of

these cases, while these attempts are being made, the situation takes care

of itself because the patient suffers a cardiac arrest during this time.

The physician could elect to disregard the wishes of the family and

unilaterally withdraw respirator support, but this, of course, could result

in civil (wrongful death suits) or criminal (charges of homicide or manslaughter)
liability. It seems to me that even with a brain death statute, the only
recourse in some of these cases will be to obtain a court order recognizing

the brain death concept and permitting the withdrawal of further support.

The third circumstance, intimately related to the second, is when certain
legal considerations become relevant in the determination of death. I need
not review all the cases that have occurred in the last few years in this
regard. The Ellison case was a typical example of this dilemma, but similar
cases have occurred recently in Colorado, Massachusetts, Iowa, Oregon, and
Texas (enclosures). It is interesting to note that two of these cases arose
in states with enacted legislation, Iowa and Oregon. Iowa's statute is
mandatory, while Oregon's is permissive. Seven years passed before the
constitutionality of the Kansas statute was subjected to legal scrutiny
(Curran WJ: Settling the medicolegal issues concerning brain-death statutes:
Matters of legal ethics and judicial precedent. New England Journal of
Medicine 299 (1):31-32, July 6, 1978; State of Kansas vs. Shaffer, 574,

P. 2d. 205 (Kansas, 1977)).

A fourth circumstance, involving cadaver organ donation, has been fairly

well recognized and accepted. In these cases, it seems morally and legally
Justifiable to allow sufficient time for the family to fully appreciate the
finality of death and to make a decision concerning organ donation. Once
the family has agreed to the transplantation procedure, the patient is
pronounced dead but support is continued to maintain viability of the organs.

Fifth, continued maintenance is justifiable after a person has suffered brain
death when that person is a pregnant female. If there is any reasonable
possibility of delivering a viable infant, then the mother should be pro-
nounced dead but support continued. In two such cases involving mothers in
their fifth month of gestation (enclosures), it was not medically possible to
artificially maintain the vital functions of circulation and respiration long
enough to deliver a viable fetus.

These, then, are five circumstances in which continued support may be justi-
fiable in a brain dead person, or more appropriately, a brain dead body. But
the other question that needs to be asked is, how can one justify the expense
and futile support on a brain dead person? This latter issue arose in the
Ellison case in Minnesota--who was responsible for the hospital bills on
Stacey El1lison, the hospital or public welfare? The Commissioner of Public
Welfare was hesitant to pay for any costs after the Ellison child was
pronounced brain dead. Total cost of hospitalizatiom was $32,000. It

seems inevitable that the medical profession will be receiving inquiries
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and pressure from insurance carriers and governmental organizations when it ~
is recognized that support is being continued on a dead person. This places
the physician and the hospital on the horns of a dilemma. How do we balance
full consideration for the wishes and attitudes of the family against the
unjustifiable expenses and use of scarce resources used to maintain circula-
tion and respiration in a dead body?

Your preference for a permissive statute reflects, in my opinion, a concern
over a satisfactory resolution of some of these dilemmas which I have just
discussed. But these dilemmas will not be completely resolved with a brain
death statute, although that is clearly a step in the right direction. A
permissive statute will only compound these difficulties and worsen the
situation, rather than improve it. A mandatory statute would help considerably
by stating, as simply yet as clearly as possible, that a person is dead when
his brain is dead. In the final analysis, the permissive statute does not
really afford the physician any legal protection at all in the more difficult
cases, which is, of course, one of your primary concerns. In fact, there are
numerous implications--moral, legal, financial--to the brain death issue which
?aven't even been addressed yet, some of which have been touched upon in this
etter.

If legislation won't solve all our problems, what will? Among several
possibilities, I would highlight two: education and sound legal advice.

And these are two areas where the AMA could serve an important role. We need
to educate physicians, to make them aware of potential dilemmas before they
arise, to inform them of possible solutions and ways of handling these

crises, consistent with the highest standards of medical care. We need to
develop position papers, policies, guidelines, established standards--call

them what you Tike--to assist and inform physicians who will soon be confronted
with these dilemmas and will be looking to medical organizations for guidance
and assistance.

Sound legal advice is actually only one facet of the educational aspect.
Physicians, not well versed in legal aspects of medicine, need to rely upon
the advice of lawyers who are current and knowledgeable in health care law
and yet sensitive and conversant with the dilemmas of modern medicine
(Annas GJ: Where are the health Tawyers when we need them? (Editorial)
Medicolegal News 6 (2):3, 25, Summer 1978). Advocating a permissive brain
death statute is not sound legal advice.

You are concerned that a mandatory statute will inhibit professional discretion.
On the contrary, a mandatory statute will allow for the greatest possible
latitude...in the application of the criteria and procedural aspects, but

not in the concept. Either the person is dead, or he isn't. There can be

no discretion on that point, in the final analysis. The medical profession
cannot have it both ways. Society and the law demands clarity and certainty

on the matter of death.
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Dear Don:

I hope to attend the meeting in Las Vegas if my schedule permits, but it
doesn't look too promising right now. If I do attend, I would very much
like to spend a few minutes with you cver lunch, dinner, or at some other
convenient time, to discuss our common interests. In the meantime, let

me update you on recent developments so that you will have this background
information available to you prior to the Las Vegas meeting. Of course,
any information shared with you now can be used at your discretion for
whatever purposes you deem appropriate. Along that line, I did appreciate
your thoughtful reply to my letter from last summer concerning the content
of the Uniform Brain Death Act and your support of the UBDA.

First, the general principle of the legalization of the brain death concept
by statutory legislation, and specifically the UBDA, have been endorsed by
the Ethics Committee (September 1, 1978) and the Executive Board (November 30,
1978) of the American Academy of Neurology, and the Ethics Committee of the
American Heart Association (October 26, 1978) (enclosure). These two
resolutions will be brought before the general mem American
Academy of Neurology at the annual meetings in Chicago during the last

r rship endorsement, these same
resoTutions will be brought to the attention of the other major neurological
and neurosurgical organizations, such as the American Neurological Associa-
tion, the American Association of Neurological Surgeons, and the Congress of
Neurological Surgeons, as well as other interested medical and legal organi-
zations, such as transplant groups and the EEG societies. Ultimately, the
plan would be to have these organizations and the American Medical Association
fully support the enactment of brain death legislation and specifically
support the passage of the UBDA, or substantively similar bills, in the
individual states. v

It would be extraordinarily helpful if you could hélp convince B. J. Anderson
and others at the AMA to endorse the UBDA and to have them recognize that it
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is in the best interests of the medical profession and the AMA to throw our
weight behind one uniform brain death bill. There is no reason why the
UBDA couldn't enjoy as much success as the Uniform Anatomical Gift Act. I
am currently working on a couple articles to discuss the main features of
the UBDA, and clarify certain misconceptions about brain death legislation
in general and the specific wording and intent of the UBDA. - I will send
the drafts of these articles to you for your comments when they are near

‘completion.

These attempts at legalizing brain death should be combined with other
efforts aimed at educating and informing the medical-legal professions

and the public toward the brain death concept and important related issues,
such as the value of organ donation and the distinctions between determining
death, allowing to die, and euthanasia. As chairman of the AAN Ethics
Committee, I hope to achieve some of the measures on a smaller scale within
that organization. If successful, I intend to approach the same goals on a
broader scale, but I am sure over the next few years other individuals and
organizations will be doing the same things with the same goals in mind,

so there should be a greater degreee of cooperation and communication than is
presently manifested on a national scale on these issues.

For example, in addition to supporting passage of brain death legislation,
it seems to me that the neurological and neurosurgical organizations should
lead the way in developing and promulgating, on a national level, relatively
uniform medicail criteria for the determination of brain death. The develop-
ment of criteria would be done for several reasons, most importantly to
educate the medical profession to the specific standards so that no serious
errors will be made in the diagnosis of brain death, either by falsely
diagnosing 1ive persons as dead (such as drug intoxications) or falsely
diagnosing dead persons as alive (for example, exclusion of spinal

segmental reflexes as a determinant of brain death and a clarification of
the distinction between essential and confirmatory criteria). Particularly,
I am concerned about educating physicians in the intermediate and smaller
sfze communities as technology and advances in cardiopulmonary resuscitation
spread to these areas. Also development of relatively uniform criteria

will dispel doubts in the public mind concerning the varying criteria from

state to state, from authority to authority, and organization to organization...

the old argument about being dead in one state but not another. Further,
these criteria would serve to educate the public to the distinction between
the concept and criteria for brain death, and would also serve as expert
medical testimony before the courts in future cases of brain death subjected
to legal challenge. As you wellrknow, even with a brain death law in the

‘{ndividual states, the brain death concept and related issues will still be

subjected to legal challenge as society and the courts recognize implications
of brain death which will not be completely resolved even after passage of
definitive legislation.
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In regard to the adoption of criteria by the medical organizations, I have
enclosed relevant information from two brain death cases decided in the
Minnesota courts in 1978. As you can see by the testimony in the Ellison
case, the formulation of statutory legislation and, more importantly, the
medical criteria adopted by the Minnesota Medical Association were of
great value in clarifying accepted standards of medical practice in our

. state and demonstrating to the courts that the physicians involved in the
management of Stacey Ellison had used prevailing standards of practice in
their determination of the death of that.child. ir.

As you probably know, a national Interagency Committee on Brain Death and
Irreversible Coma has attempted for the last several years to update the
Harvard criteria and develop relatively uniform criteria for brain death
on a national level. However, progress has been slow because there are
several points upon which -we cannot reach a consensus. ,

One primary source of d1sagreement within this comm1ttee is the issue of
essential versus confirmatory criteria, and the precise indications for

and appropriate role of confirmatory criteria. Some physicians feel,

for example, that the EEG is of such great value in the diagnosis of

brain death that it should almost be considered mandatory. These physicians
are resistant to any set of criteria which they feel will deemphasize the
role of the EEG. We have also spent a great deal of time in this committee
discussing specific wording and various technical aspects related to the
clinical and laboratory diagnosis of brain death.

Even more interesting and of much more importance in the long run is the
developing debate within this committee, as well as among other ethicists
and physicians, over the distinction between "total brain death" and
"partial brain death." The latter would include such medical syndromes

as the persistent vegetative state, or a variant of the persistent vegetative
state, neocortical death. Some ethicists, physicians, and others now argue
that neocortical death should be sufficient grounds on which to pronounce
death, rather than sufficient grounds for allowing to die. William Sweet,
neurosurgeon at Massachusetts General Hospital, a member of the original
Harvard criteria committee, and a current member of the Interagency Committee,
has proposed this hypothes1s, both dur1ng the deliberations of our Inter-
agency Committee and in his editorial in the New England Journal of Medicine
(enclosures). Sweet (and others) now argues that a person with either

1) a dead brain stem or 2) a dead neocortex is "just as dead" as a person
with a dead brain. Exactly how serious he is and whether he would be
willing to actually pronounce someone dead on this basis I cannot say for
sure, since he has not yet replied to my ietter. As you recall, the

Royal Colleges' criteria made a serious concepotual and substantive error

in their otherwise excellent set of criteria developaed in Great Britain
‘when they stated: "It is agreed that permanent functional death of the
«brainstem constitutes brain death..."
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I personally don't feel that this Interagency Committee is going to reach

a consensus within the near future; but we can't even agree on that, since
some committee members do feel we are close to a consensus. One of the
things our Ethics Committee of the AAN will be working on in addition to
securing enactment of brain death legislation and supporting the UBDA will
be to develop uniform criteria formulated by our committee so that we can

at least develop a position paper or a set of criteria which would educate
-and clarify some of the points directly related to the medical determination
of brain death and related procedural guidelines, similar to what we
accomplished in Minnesota through the Minnespta Medical Association (enclosure,
Minnesota Medicine). 4

In Minnesota, in addition to formulating brain death legislation and developing
criteria and procedural guidelines, the Ad Hoc Committee on Death has

developed DNR guidelines, which have not thus far been formally endorsed

by the committee or the state medical association. These guidelines (enclosures)
have been sent to the chiefs of staff in"all hospitals in Minnesota, the
Minnesota Society of Hospital Attorneys, the Minnesota Hospital Association,
and the Minnesota Nurses Association. After we have received comments from
theses groups, we will then revise the guidelines as needed and then

officially adopt them through the state medical association. I am convinced
that guidelines such as these will have to be developed by hospitals and
medical organizations within the next few years, not only for brain death

and DNR, but also for allowing to die, in cases of terminal diseases and

the persistent vegetative state. If the medical profession doesn't lead

the way, then the courts will assume an even more aggressive posture than

they did in Saikewicz. B

I briefly mentioned to you on the phone the interview with McCarthy DeMere
which was published in the National Catholic Register on January 7, 14, and
21 along with an accompanying editorial in that newspaper and a letter from
DeMere ?enc]osure). You will not be pleased by his comments. John McCabe,
Legislative Director of the National Conference of Commissioners on Uniform
State Laws (NCCUSL) headquarters in Chicago, is currently drafting a reply
to the National Catholic Register refuting McCarthy's accusations, and we
will be sure to send you a copy of that reply as soon as it is finished.
McCarthy's charges tnat advocates of euthanasia had any input into the
formulation of the UBDA are untrue.

Further, McCarthy's "distinctions" between the ABA proposal and the UBDA
are, for the most part, patently fallacious on the surface. I won't dwell
on the fallacies of McCarthy's arguments now...these will be documented in
the Tetter from McCabe to the National Catholic Register. It would almost
be funny if it weren't for the fact that McCarthy, because of his ego trip
on the "fool-proof" and "genius-proof" ABA definition of death, has made,
more than ever, the current definition of death debate into a religious
issue around the country. That is a really sad turn of events. To what
extent this has occurred I really have no good idea, but I was astounded
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to hear McCabe in Chicago discuss the large numbers of letters that his
office and other NCCUSL commissioners around the country have received from
members of Catholic parishes. McCarthy's interviews were published in the
. "Sunday Visitor,” a pamphlet sent to the Catholic parishes around the
‘country. McCarthy's views are seriously misleading the members of the
pro-life movement and the Catholic community, and apparently many of them
are buying what he has to say without any critical analysis on their part
or bothering to check on his unsubstantiated charges. The editorial in

the National Catholic Register is particularly distressing because of the
lack of discrimination on the part of the editors in not recognizing, at
least to some degree, the almost comical absurdity of McCarthy's analysis
and analogies which at times really do border on being frankly funny.
-There is a good side to this, however. Because McCarthy has argued for the
need for brain death legislation, the National Catholic Register is now on
record as supporting this legislation, even if they do prefer the ABA
proposal. :

.1 did mention to you on the phone that there are some very responsible
people within the pro-1ife movement who are generally concerned that in the
long run the pro-life movement is going to lose credibility and power
because of their determined opposition to brain death legislation. Many
pro-life people feel, as I do, that the organized pro-1life movement is
drawing the lTines at the wrong places. What they should be attempting to
do is to clarify the issues and educate the public on brain death and
allowing to die so that a meaningful line can be drawn, medical]y, morally,
and legally, between allowing to die and euthanasia. They are going to hurt
%heir own cause in the long run by opposing, too vigorous]y, the wrong
ssues.

In this respect, a book on euthanasia and related issues, Life and Death

With Liberty and Justice: A Contribution to the Euthanasia Debate, to be
released within the next few months should have significant impact on the
attitudes of the pro-life forces towards brain death legislation. The

two authors are Germain Grisez, a well-known ethicist who has written one

of the definitive books on abortion from a pro-life perspective, Abortion:
The Myths, the Realities, and the Arguments, and Joe Boyle, a pro-li?e
ethicist and philosopher at the Coliege of Saint Thomas, here in Saint Paul.
One of their chapters deals with brain death, and in general they support

the principle of brain death legislation (encIosure) and make such- statements
(with which 1 agree) as "a correct definition of death...could relieve some
of the pressure for legalizing euthanasia." Hopefully, responsible pasitions
1ike this will help the pro-life people develop a better overall perspective
on these issues.

Further, [ have recently met with scme people within the pro-1ife movement
who are influential both on a statewide and national basis who share similar
- concerns as I do, and who, for instance, agree with many of the points
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discussed in Grisez and Boyle's book. They will be attempting within the
near future to develop a handbook written from a pro-1ife perspective on
brain death, allowing to die, and euthanasia which will serve to educate
members of the pro-life movement on a national level. Such a book as this
would be extremely invaluable to clarify these issues and would be very
persuasive, I hope, within the pro-life movement.

In this meeting with pro-life leaders, we also discussed some general f
strategies for attempting to educate the pro-1ife movement on a national :
level and to make them aware, for example, of such matters as DeMere's
attempt to confuse the issues and muddle the pro-life position because of
his ego trip on the ABA proposal. Hopefully, what some of us can do is
attempt to contact some people who are high up in the pro-life movement
on a national level and make them aware of some of these issues. From my
own perspective, I will be attempting to find some nationally influential
pro-life neurologists and neurosurgeons. It would be very helpful if
people like you could direct us to some nationally prominent pro-life
lawyers or doctors if you become aware of them.

Obviously, this sounds like an ambitious undertaking with no guarantee of

'success, but at least it's worth a try, and we can contact some people

to see what type of response we get and determine how much effort would

be spent for long range results. Certainly, the least we can do in the

immediate future is to try to straighten people out on DeMere's comments

so that we can hopefully deemphasize the religious aspects of the brain i
death debate. . :

I have been discussing this overall strategy with McCabe in Chicago, and %
we will hopefully be contacting responsible people, pro-life or not, within |
the ABA and the NCCUSL so that they will understand exactly where McCarthy's N |
coming from, and hopefully we can educate them on the broader issues as i
well. Certainly, the long range objective of all of this is not merely the é
passage of responsible brain death legislation, but much more importantly the
development of a reasonable, humane public policy attempting to resolve the

dilemmas brought on by advances in medical technology. Looking at these

{ssues from somewhat broader perspectives, I think many of us could envision
responsible people within the pro-1ife movement and members of the medical

and legal profession working together in a meaningful way on these issues,

not only to secure enactment of good brain death legislation but hopefully

with an eye towards resolving the other related issues. Having the

opportunity to work with peop]e like yourself gives me great encouragement

fn this regard.
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Lisa: A Students Notebook

by Brian Rees

“I need a volunteer. So who wants to work up the kid?” There were only eight
of us present, and we each smiled at the improbability of volunteering for any-
thing. But we'd gladly volunteer our neighbor. Bert spoke first, “l| tell ya', Dr.
Zussman, | think Bob would be happy to do it."”

“Actually, Paula’s quite interested in hematology,” replied Bob. Paula laughed,
as did we all. Uncharacteristically, | volunteered. ‘“What do you want me to do?"' |
asked.

“Well, that beep | got a while ago was about a girl referred from out of town.
She’ll be over at TMC (Tulane Medical Center) on Monday afternoon, so just go
over there, look her over, know the case, and present her at Wednesday after-
noon rounds.”

These are the waning days of our junior year, only two more weeks left on our
last block, Pediatrics. The Saturday morning Hematology/Oncology Seminar with
Dr. Zussman had been cancelled the last four weeks in a row, which probably ex-
plains why only eight of us, about one-third of the class, were present. We are all
fairly tired and not looking for extra work, what with tests approaching and all
that. But | feel ignorant about hematology, so | figure I'll work up this little girt,
read about her problem, and maybe learn something.

| vaguely understand that for some medicolegal reasons | shouldn’t use her
real name, so I'll call her Lisa Warren. I'm not sure why, but like so many things in
medical school, if you don’t know why you're doing something and there’s no one
knowledgeable available to ask, you just do it, resolve to ask later, and then
forget about it until you run into it again. There must be thousands of things like
that, tucked neatly away in some hidden recess of my mind.

“Lisa Warren, 4W, TMC, Monday p.m. w/u.” | write in my list of things to do, and
think of it no more.

Monday is my first day in the newborn nursery, and we're quite busy. It's
already past 5 p.m. by the time I'm able to see Lisa Warren. We students spend
almost all our time at the major teaching hospital, Charity Hospital of Louisiana.
It's a monstrous inner city hospital, with a couple thousand beds, 19 floors, and
an enormous patient population, aimost all of whom are indigent.

But TMC is cushy. It's the private university-affiliated hospital where the
faculty keep their private patients. No 12-bed wards here. Carpeting, clean
walls, functional elevators, piped in music, the whole bit. The schoo! and hospi-
tals are all within a couple of blocks of one another, so | walk across the sireet to
TMC, making sure to take the bubble gum card of Star Wars' Obie Wan Kenobi out
of my plastic identification holder. | wear it at Charity, using my penlight as a light
sabre to entertain the kids. Official medical ID now in place, | go to the fourth
floor, get Lisa’s chart without looking at it, and, accompanied by a young nurse
who hasn't yet seen the patient and wants to hear what I'll say to her, we knock on
the half-open door and walk into her room.

Lisa, a 7-year-old blue-eyed blonde, is sitting up in bed, watching TV and eat-
ing supper, as pretty a little girl as I've ever seen and looking the picture of
health except for some obvious scleral hemorrhages. Her mother regards us with
a mixture of welcome and concern.

“Hi, my name'’s Brian Rees . .." The father steps out of the bathroom and looks
surprised. | start again. “‘Hi. There's nothing to worry about. I'm just here to ask a
few questions and take a quick look at your pretty daughter here."” They look a bit
relieved and everyone seems comfortable. Lisa giggles a bit when | call her pret-
ty. “What is it that brings Lisa to the hospital ?"

Her mother quickly outlines the history: Lisa is a healthy girl who was com-
pletely fine until about seven to ten days ago when she began bleeding from her
gums after brushing her teeth, and got those bloody spots on her eyes. Their
local M.D. treated her with antibiotics and aspirin, but to no avail. Then they took
her to another doctor who ran some blood tests and referred her to TMC.

| like Mr. and Mrs. Warren. They are not an attractive couple. He is heavy, she is
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quite thin, the ravages of poor oral hygiene made manifest by missing teeth. But
they seem like straightforward, honest people, working class, salt of the earth,
not good looking or wealthy, but they have each other, which is a lot, and they
have a beautiful daughter who is a little bit sick. They're concerned because they
love her so, but they trust that the big city doctors will fix what ails her and then
they'll all be on their way.

‘Has anything else been bothering her?" | ask.

“She’s been awful sleepy. Anytime if you just leave her alone, she'll fall asieep.
And usually she's running all over the place.”

““‘Maybe she's having some trouble keeping her boyfriends in line,"” | offer.

“l don't have any boyfriends!"” Lisa wrinkles her nose and blushes. I'm charmed
by this little girl, and her parents can tell and seem to enjoy it. | continue to tease
her mildly, her parents and | laugh, and Lisa, while looking a bit embarrassed, is
obviously pleased with the attention she's receiving. I'm alternately holding her
hand or pinching her arm or rubbing her neck and trapezius. It doesn't have much
to do with history and physical, but it's as therapeutic as I've felt all day.

It's late in the day so | briefly feel her big liver and spleen and lymph nodes,
then say I'll be by in the morning to talk some more and do a more thorough exam-
ination. Lisa looks up as I'm about to leave. “Will you bring me a donut?”

Her folks, embarrassed, admonish her not to ask the doctor to bring ner a
donut, but | laugh and ask, “What kind of donut?" By now I'm thoroughly en-
chanted with the child.

“The kind with jelly in it,” she smiles back.

“It's a deal,” | wink at her in reply. “See you all in the morning."” The nurse and |
walk out.

| thumb through the chart but, even as ignorant as | am, the diagnosis of
leukemia seems inevitable. The admit note mentions lymphocytosis and one of
those bells in my head sounds: 80 percent of childhood leukemias are ALL (acute
lymphoblastic leukemia). | think half of them are alive in five years with today's
treatment, but | figure I'll look it all up.

“Is she supposed to have leukemia?" | ask the nurse.

“| don't know much about her. Is that what you think?"

“Yeah, | think so. Damn shame,” | mutter.

| put the chart away and walk back toward school. | fee! like I'm on the thresh-
old of a tragedy. Any way you look at it, that pretty little girl has a nasty road
ahead of her. Bone marrow aspiration should confirm the diagnosis, | muse, she'll
be started on chemotherapy (and maybe radiation, | guess) and sent home to be
followed in New Orleans or elsewhere. But, by then, I'll have changed services.

Tuesday morning | bring my black bag over to TMC, look in Lisa's room, and, of
course, no one is where you expect her to be the first time around. The nurse tells
me she's down in X-ray, | say I'll be back later. | was wise not to have bought the
donut yet. At the elevators | meet the social worker covering the case who also
mentions that Lisa is down in X-ray.

“Yes, thank you, the nurse already told me,” | smile.

“| suppose the priest is on his way,"” she says distractedly.

“The priest? That's rather premature, isn't it? | mean, she was fine yesterday.”

“Well, she's not in too good a shape.”

| don't know what to think. “Wait a minute, wait a minute. What the hell’s going
on? What happened?”

“I'm not too sure, | just heard she arrested or something.”

| hustle down to X-ray and there lies Lisa surrounded by scrub-suited
anesthesiologists, nurses, techs, and so forth. | recognize a neurologist and ask
what happened. “Well, they couldn’t rouse her this morning, called us up, and by
the time | saw her she had one pupil fixed and dilated and was showing decere-
brate posturing. Looks like she had an intracranial bieed and then herniated.”

| feel fairly rotten. | continue to watch the goings on and learn that the pian is to
take her over to Charity and irradiate her head and kidneys. | feel a little angry
and very helpless. Last summer | had a brief externship experience on a pediatric
ward for three weeks, and it seemed that my favorite kids would always turn sour.
It was happening again.

After a few more discouraging minutes, | leave and head back over to school.
It's almost noon so | walk to the cafeteria, not hungry, but feeling like ventilating
on someone. | sit down at a table with friends and tell my tale. They share the drag
of it with me. | feel better.
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wednesday Tuesday night | was on call, and when | awol.<e Wednesday m.o['n_ing I was in ?he ‘ %‘3
grip of a hay fever attack. | spent Wednesday inundated by antihistamines, which i
make me feel dull.

Rounds were scheduled for 3 p.m. | join ten other students at TMC waiting for

: Dr. Zussman. | sit in silence.
Dr. Zussman and a group of house officers finally arrive. and we all seek out a
. conference room. He sees me and says, “Well, your patient didn't quite work out‘
the way we expected. Did you see her at all?”

“Yes, Monday evening, before she ... uh."”

“Isn’t it awful ?"" he said, understanding. But he was smiling as he said it. At first
| thought, how strange, but still, so common; it seems physicians often smile when
discussing the most horrible cases. Now | see it as both a defense and a search
for intimacy. It's as if to say, smile with me about it because it's so fascinatingly
unreal that an innocent child could be taken to death’s door so abruptly, and
share with me the awe and the thrill of tragedy, so we'll both be protected from
the fear and dread of the impunity with which calamity falls.

“Yes, yes, it is awful."”

We all sat in the conference room and | presented what little | knew of the case.
Atypically, | felt completely at ease while presenting, oblivious to any rounds-
manship that might take place. | learned Lisa had a white count of almost
800,000, with 40,000 platelets. The platelets, though decreased, should be suffi-
cient to prevent hemorrhage; it was the increased viscosity secondary to the
lymphocytosis that allowed the bleed. The white cell mass was scheduled to be
decreased by radiation therapy the very morning that she bled. We missed it by
half a day. But it hardly mattered. Yes, she had ALL, but it was a T-cell leukemia,
notoriously refractory to treatment. The prognosis was not 50 percent survival
after five years, but rather more in the neighborhood of 95 percent dead within
six months. She had been doomed.

Soon thereafter we walked down to the ICU to look at her EMI scan. There, |
was shocked. Lisa was on her left side in the bed, facing mostly away from me.
The incongruity of the scene was palpable. The nurses had pulled back her

‘ blonde hair and tied a ribbon in it. Gauze pads were taped over her eyes and an
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endotracheal tube taped to her mouth, and yet, despite all this, despite the IV
platelets and IV fluids and respirator and cardiac monitor and so forth, she still
looked angelic. Two days ago she had been happy, smiling, laughing, asking me
for a donut, giggling about boys, and now she was reduced to this.

| felt disquieted. But it wasn't the metaphysics of it, the injustice of the death of
an innocent and all that. No, it was the imagery that was so striking, and so upset-
ting. Here was this lovely girl being breathed by a machine, plummeting toward
her rendezvous with death; it just looked inconsonant.

On my way out | passed the waiting area and saw Mr. and Mrs. Warren for the
first time since Monday. Their eyes were red and swollen. | didn't know what to
say. Fortunately, Dr. Zussman walked out of the ICU and joined us. Feeling
rescued, | began to leave but he waved me back. | felt privileged to be allowed to
share in drama of the moment, yet | wanted to leave because | knew if they
started to cry then I'd start to cry, and despite all the “I'm O K." stuff I'd read, |
still didn't feel that that would be O.K. He was talking to them while | bit my lip and
looked at my feet and tried to think cynical thoughts. | mean, after all, I'd seen

_,ﬁ__,,,,r--
000060000000 000OCGOCGOIONBOOOSEOINONONOSOOONOSNOECES

T

a

RS

5‘ death plenty of times; on surgery they called us the "“Troll Patrol'' because our
%- patients went down so far so fast. And, really, the drag about having dying pa-
g ! tients is that when they're obtunded and obese and you have to get blood gases
%. out of their femoral artery it's all cheesy and smelly, and they get decubitus
: ulcers that you have to debride every day even though the order to turn them side
?. to side g 2 h is ignored; death is smelly and vomity and has a four-day beard and
’. alcohol on its breath. So what's to cry about? Such thoughts didn't help. Merci-
t fully, Dr. Zussman was finished. They had no questions. It was the moment to

leave. | left.
Still shaken, | made my way back over to school. It was past five o'clock, and
. no one was in the student lounge. | found a chair over in the corner, sat down,
closed my eyes, leaned forward with my face in my hands, and began to weep.
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Thursd ay | spent Thursday feeling those things that are so absurd to feel, that | had failed
somehow, that medicine had failed. | had to go back and visit her again, as if that
would somehow atone for not having picked up Monday evening that she was
about to hemorrhage Tuesday morning.
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Friday

Saturday

Sunday

Coincidentally, Dr. Zussman lectured to us that day. After class | asked him
how often he has to talk to families and say the things he said yesterday. He said
about once a week.

“Do you ever cry with the patients or their families?" | asked.

“Sometimes. Sometimes. Probably not with this family because | don’'t know
them that well, but when you get involved with a family and there is a death, then
you cry. It just happens.”

| don't know how much money he makes, but he earns it.

| walked over to the ICU, bringing with me a first-year student named Jo Ann.
She seemed very nice, although | didn’t know her well. Women usually seem to be
more in touch with their feelings than men; | figured she'd understand just in case
| started to cry. | briefly told her about the case, and the physical findings. Teach-
ing her about it made it all seem more tolerable. | trusted her, and told her more,
and asked what she thought about dealing with the family, and my own feelings,
and so forth. Again, as during rounds, | felt strangely at ease.

The neurologist and Dr. Zussman came in. Lisa had no corneal reflexes, no
pupillary reflexes, her previously positive Babinski's were now areflexic, no re-
sponse to deep pain. The neurologist said she was cerebrally dead and advised
serial EEGs as a prelude to D/Cing the respirator.

Jo Ann and | stood down the hall while Dr. Zussman talked to Lisa's parents.
When we left they were sobbing in each other’s arms. Back at school | began to
feel that the only real good | could do would be to talk to the parents. | resolved tc
break through this mental block | had about dealing with their grief.

Even in the morning it was hot. 92 degrees and humid. That afternoon | went
back to TMC.

Again, the neurologist was there and said that the morning’s EEG had been flat.
| went out of the ICU and sat with the family. Lisa's mother, father, grandmother,
and several aunts and uncles were there. We sat and talked. | said | had no good
news, that they should prepare themselves for the worst, that she probably would
not survive. | tried to be as gentle and tactful as | could. | asked about their other
daughters and before long had them all telling family jokes and laughing.

It was frightening to see how intently they hung upon each word | said. They
gave physicians so much power. It was as if our word came straight from God.

Saturday | was on call. | began to write all of this that morning, and didn't make
it over to TMC. | was up till late at night.

| woke up at Charity Hospital, glad that the last hours of sleep had been unin-
terrupted. When | walked over to TMC, there was no one in the ICU waiting room.
At first | thought, great, they finally got out of this room and went to a movie or
something, but then | realized what it meant: Lisa must be dead.

The nurse in ICU told me.

“It was yesterday morning at 10:40 a.m. that she died.”

“How did they do it? Who decided?" | asked.

“Well, the EEGs were flat, and Dr. Zussman advised the family to allow him to
D/C the life support. They said OK., —"

| interrupted her. “I mean, was the family in here? Did Lisa have any motor ac-
tivity, like, did she convulse as she went anoxic?”

“No, the family came in to say goodbye, then they left, and we stopped the ma-
chine. She didn't even fibrillate, she just stayed in sinus and went cyanotic, and
the sinus rhythm just faded away until her EKG went flat. Then we took out all the
tubes and her family came in and saw her again. It was very emotional.”

“Yes, | can imagine it was,” | replied.

“I have some of the EKG strip,” she offered. “Would you like to see it?"

“No, no thank you. | think I'll go home. Thanks anyway."”

| had mixed feelings. On the one hand | felt cheated, that | had been deprived of
this final act of the drama, and also slightly guilty. After all, you're supposed to
know everything about your patients all the time, not find out a day later that
they're dead. But on the other hand, | felt relieved that | had been spared this last
traumatic episode. Now it was over, and that was that.

| had no misgivings about the decision to let her die. We've heard it all before,
limited resources, prolonging death rather than lengthening life, and so on. It was
pointless for Lisa to linger. The necessary decision had been made.

| rode my motorcycle home, anticipating a few hours sleep. | was very tired.
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) C MEDICAL CENTER
701 Park Avenue South s
Minneapolis, Minnesota 55415 ™

HENNEPIN

February 15, 1979

Mr. James Sova

Director, Department of Legislative Affairs s 0,
linnesota Medical Association /S: v
Suite 900, American National Bank Building = :
101 East Fifth Street K_/gi
Saint Paul, MN 55101 b

Dear Jim:

The model brain death bill approvad by the AMA Board of Trustees in
January, 1979 is, in my opinion, unacceptable and should not be supported
by the Minnesota Medical Association as a possible alternative to the
Uniform Brain Death Act. 1 base my reasoning upon three major defects in
the proposed AMA bill.

First and most important, the bill is written in such a way that the
detarmination of death is permissive, rather than mandatory. It has now
been well accepted, I think, by knowledgeable physicians and lawyers working
in this area that a brain death law should be written in such a way that the
determination of death is mandatory, ratner than permissive. For example,
the Capron and Kass model from the University of Pennsylvania Law Review in
1972, the proposed brain death act of the American Bar Association, and the
Uniform Brain Death Act (UBDA) are all written in such a fashion. A
permissive law will not, in the long run, help to resolve the difficult
cases of brain death in which conflicts arise. This issue of mandatory
versus permissive brain death statutes have been extensively explored by

the Ad Hoc Committee on Death, and I believe there has always been a strong
consensts within our committee on this point. The position of the Ad Hoc
Committee on Death and the Minnesota Medical Association is quite clear on
this particular issue, and I see no reason to change our position.

Second, in view of the develoning controversy regarding neoccrtical death
as another standard for the death of a human beinag, as proposed by Veatch,
Sweet, Fl:i‘l*r, and \‘“ﬁrv, it is of paramount importance to distinguish
between total brain death and lesser degrees of brain damaae, such as the
persistenf vegetative state or neocortical death. The Uniform Brain Death
Act has cléarly and uq°411/“:a1|/ aistinguished betwean these *'o medical
syfirf“s hy using.the phras2. “all functionina of the brain, including
the brzin stem.'s The proposad AMA bill uses vaguely worded, i;iréczse'
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MR. JAMES SOVA
February 15, 1979
Page 2

language on this point, i.e. "irreversibTe cessation of brain function."
Such vaguely worded statutes will no longer be tolerated at this stage in
the development of brain death legislation. A brain death statute should
succinctly but clearly define the brain death concept as the irreversible
cessation of all functions (or functioning) of the brain, and anything less
than a very clear definition along these lines should not be supported by
the medical profession. 2

Third, it appears that the primary objective of this AMA proposal is to
protect the physician from criminal or civil liability. While this may

not be a substantive objection to the proposal, such intentions of organized
medicine reinforce the suspicions of those opposed to brain death legislation
that the proponents of brain death bills are primarily motivated by the desire
to protect physicians. Although this is a secondary and acceptable purpose
of brain death legislation, it shouid not achieve the primacy that it has

in the AMA bill. Moreover, I question the motivations of the American Medical
Association, since it seems clear that their primary, if not exclusive,
concern is and has been merely the protection of the physicians in these
cases; while I would hope in Minnesota the state medical association and the
medical profession are supporting an acceptable brain death bill with due
consideration to the broader issues involved.

The AMA proposal would probably be acceptable if it were changed in such a
way that 1) it was mandatory, rather than permissive; 2) it would explicitly
spell out the concept of brain death; and 3) sections 2-5 were deleted. Of
course, if these modifications were made, the bill would appear very similar
to the Uniform Brain Death Act.

The MMA Ad Hoc Committee on Death has taken a strong position that, if a
brain death bill were to be passed, it should be a substantively good brain
death law, and I feel strongly that we should not compromise our principles
in this regard for any short-term political gains. I would hope for these
reasons that a bill such as the AMA proposal will not be seriously considered
as an alternative to the Uniform Brain Death Act.

Sincerely,

P d

Pl s .

Ronald E. Cranford, M.D.
Chairman, Ad Hoc Committee on Death, Minnesota Medical Association
Associate Physician in Neurology, Henneoin County Medical Center
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HAROLD W. BRUNN, Executive Vice President
MEMORANDUM

February 9, 1979

102 Ronald Cranford, M.D.
Merle Mark, M.D.
Jule Hannafor e
G Orwell
regg el 67 / e

FROM: Jim Sova rd ‘J

/

RE: AMA MODEL BILL TO PROVIDE FOR A DETERMINATION CF DEATH

Enclosed is a copy of a model bill as approved by the AMA Board of

Trustees in January providing for determination of death. We would
appreciate your comments and thoughts on this model legislation as

a possible alternmative to the proposed Uniform Brain Death Act.

We would like to receive your comments at your earliest convenience,
as some legislator may possibly introduce this as a substitute for the
Uniform Brain Death Act which, as you know, has engendered a great
deal of opposition from the pro-life forces.

Thark you for your assistance.

JS:acs
Encls.

cc: David McCuskey



January, 1979

IN THE GENERAL ASSEMBLY _ >

STATE OF

An Act

To Provide for Determination of Death

Be it enacted by the People of the State of , represented

in the General Assembly:

Section.l. A physician, in the exercise of his professional judgment,
ma§ declare an individual dead in accordance with accepted medical standards.
i:}ﬁ@if?declaration may be based solely on an irrévérsiblé cessation of brain

_functnon.
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Section 2. A physician who determines death in accordance with section
1 is not liable for damages in any civil action or subject to prosecution in
any criminal proceeding for his acts or the acts of others based on that
determination. » .

Section 3. Any person who acts in good faith in reliance on a determi-
nation of death by a physician is ﬁot liable for damages in any civii action
or subject to prosecution in any criminal proceeding for his act.

Section 4. If any provision of this Act is held by a court to be
inva]nd, such xnval:dlty shall not affect the remaining provisions of the Act,
and to this end the provisions of this Act are hereby declared to be severabis.

Section 5. The Act shall become effective from (the date of

-

enactment.

~-AMERICAN MEDICAL ASSOCIATION, PUBLIC AFFAIRS DIVISION, LEGISLATIVE DEPARTMENT-
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EXHIBIT A

Rough Draft =-- by Joe Boyle

A Suggested Outline for a Right to Lifer's Handbook on Euthanasia

1 Introduction 15 pages
A. Definitions
B. Areas of right to life concern
C. Demographic and socio-economic context

Part T Legal Questions 130 pages

1I Definition of Death
ITII Euthanasia -- English Background
IV Euthanasia -- American Background
v Justice in distributing life saving resources
Vi Possible Pro-life approaches
- On death with dignity
- Constitutional Amendments

Part II Moral/Social Questions 75 pages

VII On Killing and Letting Die
VIII On Ordinary and Extraordinary means
IX Is death a good?
X The Quality of Life Ethic
X1 The morality of killing
XIT Who's imposing morality?
XIII Making the pro-life ethic live
- Hospice concept

"I have been thinking about the euthanasia handbook a bit and I enclose a pre-
liminary outline. First: our task is not primarily a research job. Between
Germain's book and the Horan/Mall volume we have all the information we need.
The job is to organize the material in a clear and simple way that right to
lifers can use and understand. So what we need is a 220 page book that covers
all the issues in a non-hysterical way. It should include 1) the state of the
question on each issue, 2) the anti-life view and arguments, 3) the pro-life
critique and options; and 4) an annotated bibliography of the most important
material."

"Second: a possible procedure and timetable might go as follows: 1) develop
and present to the board a preliminary outline and rationale, 2) get relevant
board members and advisors to develop and improve the outline to the point that
all the essentials are included, 3) come to agreement about a detailed outline
by the first of the year, 4) assign parts to writers and get drafts by the end
of March, 5) send MS to relevant board members and revise by the end of May,
6) to the printers by early June." :
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