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PREFACE

We live inan exciting, rapidly changing, and challenging world — 2 world highly dependent upon science and technology. Our
world is changing so rapidly that we sometimes fail to recognize that much of what we today take for granted as common,
everyday occurrences existed only in the imaginations of people just a few short years-ago. Advances in science and technology
have brought many dreams to fruition. Long before today’s school children become senior citizens. much of today's “science
fiction™ will, in fact, become reality. Recall just a few accomplishments which not long ago were viewed as idle dreams:

* New biomedical advances have made it possible to replace defective hearts, kidneys and other organs.

® The first air flight at Kitty Hawk lasted only a few seconds. Now, a little over half a century later space ships travel
thousands of miles an hour to explore distani planets. -

® Nuclear technology—of interest a few short years ago because of its destruc tive potential—could provide humankind with
almost limitless supplies of energy for peace-time needs.

® Computer technology has made it possible to solve in seconds problems which only a decade ago would require many
human lifetimes. )

® Science and technology have brought us to the brink of controlling weather, earthquakes and vther natural poheno;nena. |

Moreover. the changes which we have been experiencing an‘d to which we have become accustomed are occurnng at an
increasingly rapid rate Changes. most futurists forecast. will continue and. in fact. even accelerate as we move into the 2lst
Centuryand beyond But,as Barry Commoner has stated, “There is nosuch thing asa freelunch.” These great advances will not
be achieved without a high price. We are now beginning to experience the adverse effects of our great achievements.

® The world’s nafural resources are being rapidly depleted.

® Qur planet’s water and air are no longer pure and clean.

' ® Thousands of plant and animal species are threatened with extinction. e

" o Nearly half the world’s population suffers from malnutrition. )

While science and technology have given us tremendous power, we are also confronted with an awesome responstbility. to use
the powerand ability wisely, to make equitable decision tradeoffs, and to make valid and just choices when there 15 no absolute—._..
“right” alternative. Whether we have used our new powers wisely is highly questionable.

Today’s youth will soon become socicty’s decision-makers. Will they be capable of improving upon the decision-making of
the past” Will they fossess the skills and abilities to make effective, cquitable, long-range decisions to create a better world?

To the student: )

This module has been prepared to help you the student and future decision maker— function more effectively in a rapidly
changing world Other modules in the Preparing for Tomorrow'’s World program focus on additional issues of current and
future importance.

To the teacher: ad

Itis our belief that this module and indeed the entire Preparing for Tomorrow’s World program—will help you the teacher
prepare the future decision-maker to deal effectively with issues and challenges at theinterfaces of science; technology;society.
Itis our belief that the contents and activities in this program will begin to prepare today's youth to live life to the fullest, in
balance with Earth's resources and environmental limits, and to meet the challenges of tomorrow's world.

Louis A. lozzi, Ed, D. ) .
Cook College ‘
Rutgers-The State University of New Jersey
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DILEMMAS IN BIOETHICS

.

INTRODUCTION *

Organ transplantatlon artificial organs and limbs, 1mmumzatlon genetic testing, mind control drugs, and
kidney machines are among some of the exciting biomedical advances of the 20th Century. Previously -
considered natural events such asshuman reproduction can now be controlled by laboratory scientists. New
technologies have rescued the lives ofthousands. In a sense, we now have new capabilities to dlrect and control
the course of life from the very moment of fertilization. | .

Along with new advances, however, have emerged new types of questions and problcms Ths: questions
and problems are concerned with human values, needsand the nature of the human experience. For example,
it is now possible to fertilize a human ovum in the laboratory and implant it in its natural mother or another
recipient. A woman, not wishing to be inconvenienced by nine months of pregnancy, can hire someone to
carry her fetus to birth, Who will be responsible for bringing up the child if at the time of birth the mother
decides that she no longer wants the child? With this procedureit is possible to select the sex of thechild. What
changes might take place in society if there are’'more women than men or vice versa? How might family <
relations be affected if people can special order the type of child they want? That is, would parents fccl
differently towards the child who was fertilized naturally but does not possess all the characteristics the pa
deem desirable?

_ Questions of this nature have no one correct or precise answer because so much is unknown and depends
upon what people consider important, Many possibilities are ones we have never before experienced. Wecan,
however, begin to learn how to choose wisely. One strategy is to become aware of new technological
developmerits, how they are used and how they might be misused. :
_ In this module, twelve current biomedical topics are highlighted through a series of readings. Associated
with eachset-of -readings is a hypothetical dilemma suggested by an actual case history or a future possnbllxty
The dilemmas have been designed to stimulate discussion between yourself and your classmates, It is hoped
that the readings and discussions will challenge your thinking about biomedical advances and their accdm-
panying effects on society and your life. Also, your schooling is preparing you to become decisiorr makers,
making policies that will affect the course of the future. Among these issues are those concerned with how to
best apply our ncwly discovered medical breakthroughs. By thmkmg creatively and consndenng and‘cvalu-
ating a range of alternatives, you will be developing your skills in choosing. —
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_~Reading - .
Issues in Kidney Tran

by Jay Katzand Alexander Morgan Capron

.

IAdapted from Catastrophic Diseases: Who Decides What? A Psychosocial and Legal Analysis of the Problems Posed by * .
Hemodialysissand Organ Transplantation. by Jay Katzand Alexander Morgan Capron (New York: Russell Sage Foundation,
™ 1975), pp. 39-S1. Copyright © 1975 by Russell Sage Foundation. Used by permission. L
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For some doctors—particularly surgeons—the artificial kid-
ney's greatest advantage is to restore patientgda a state of
relative good health in preparation for transplantation-of a
new kidney. AlthSugh the use of kidney dialysis mathines
and transplantation of new kidneys are often interrelated,
they are regarded by many physicians as separate or.even
competing forms of treatment. Kidney transplants in fact

were taking place even before dialysis techniques were being. *

employed, .
The first recorded transplantation of kidneys in laboratory
animals dates back to 1902. At that time, Dr. Emerich

* Ullmann of Vienna reported that he had transplanted a dog's

kidney to its own neck and a dog's kidney into azriother dog
and also intd a guat. The work of Ulimann was sgon followed
up by that of the noted surgeon Alexis Carrel. Carrel origi-
nally started his work on kidneys in France but after 1904

continued his research in the United States. Carrel also con- -

ducted his transplantation research using dogs and cats. Car-
rel's work was later followed up by Dr. C.S. Williamson at the

Mayo Clinic in the 1920's. The work of these early pioneers -

demonstrated that the surgical operations used in kidney
transplantation were not difficult to perform and-that the
transplanted organs functioned well. There is almost imme-
diate production of urine after the vessels had been sutured
together and circulation restored. .

The first human trial of renal transplantation took place in
1947. A young pregnant woman was admitted in severe
shock 1o the Peter Bent Brigham Hospital. After ten days
without urinating she went into deep coma, and death
appeared to be imminent. Dr. Charles Hufnagel, a young
surgeon who had donfl considerable kidney transplantafion
in animals was “on the lookout for a patient in whom a
kidney trarfsplagt might be needed.” In consultation with Dr.
Ernest Landsteiner, the urologic resident, and another young

o e g
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surgeon, Dr. David Hume, he decided to give the patienta ~
cadaver transplant “to see if she could be tided over this
problém enough to get well.” The hospital administrators
objected to the operation because of the patient's critical
condition. The team of physicians ignored the hospital
administrators and carried out the transplantation “in the
dark of the night . . . by the light of two small goosereck _
lamps.” The cadaver organ was attached to an artery and
vein in the patient's arm, in which it was partially imbedded.
The transplanted organ served its purpose. Within a few days
the patient’s condition had improved greatly. The cadaver
kidney was removed, and the patient’s own kidneys resumed
normal functioning. However, at this time the artificial kid-
ney was being developed andno further attempts wer¢ made
at short-term transplantations.

While the artificial kidney made transplantation unneces-
sary for short-term needs, it only served to increase surgeons'
desires to attempt transplantation for chronic or long-term
kidney disease. On March 31, 1951, Dr. JamesJ. Scola of the
Springfield (Mass.) Hospital transplanted a kidney from a
patient with cancer of the ureter into Mr. A,, a 37-year-old
man whose rapidly declining kid ney function and worsening
uremia had been temporarily reversed by dialysis. A's condi-
tion improved for a few days, but it subsequently worsened
and he died of infection and kidney failure on May 7, 1951.

Looking back at the period 1951 to 1953 when a series of
transplants had taken place, Frances Moore, Peter Bent
Brigham Hospital’s Surgeon-in-Chief, recalls that:

. “It was hoped that the transplanted kidneys might function
longer than was previously reported in animals, or that the
general advances in surgery, medicine, and biology would
permit some unexpected success in transplantation. There
was every reason to expect something new when all the
techniques of modern medicine and surgery were applicd.
This expectation alone justified the undertaking . .”. Despite
this hope, true success was not forthcoming and a pattern of
brief recovery, followed by failure, repeated itself patient after
patient.”

At the same time, Dr. Peter Medawar and his team- of
rcscarchcrs in England were working on immune reactions

" and rejections—a major ptoblem preventing successful trans-

plantations. Basing their theories on the earlier work of Dr.
Emile Holman, these scientists discovered that an animal
reactsto askin graft from another animal as it does to viruses
or bacteria. The graft carries with it certain antigens, proteins
that excite a cellular response. The host organism puts out .
other proteins called antibodies which with the help of
another substance (the “complement™ then destory the
invader antigen. Sir Macfarlane Burnet of Australia and
Drs. Jack Cannon and William Longmire at UCLA found
that the reticuloendothelial system was responsible for the
body’s response to destroy foreign protein. They concluded
that the body produced chemicals which reacted against
materials that arc “foreign” to it. In later experiments with
baby chicks they found that very young chicks were able to
toletate the presence of forcign materials. When skin from a
different animal was grafted to newly hatch:} chicks, the
graft “took.” If the graft were made on three-day-old chicks,
only one percerit of the grafts “togk,” while at fourteen days
none of the grafts “took.” Medawar, Billingham and Burnet
then discovered that rats or human babies willaccepta graft if
L cells from the donor animals were injected when they were
fetuses. This also worked with newborns. It seemed that the
. body could be immunized at an early age so that jt would
later tolerate the “foreign™ material.
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Yet, this type of immunization in humans seemed imprac-
tical (and even dangerous). The publication of Medawar’s
work in 1953 only served to confirm the sad experience of the
Brigham surgeons as they ended their series of kidney grafts
that year: transplantation would be successful only if (1) the
anugcns of the doner's organ did not call forth a response from
the recipient, or (2) if the recipient’s rejection mcchamsm
could be weakened or immobilized.

One way of improving the chances for successin transplan-
tation would be to perform the transplant using an organ
which was genetically identical to the one replaced—for
example, a graft from one identical twin to the other. It was
known that skin grafts could be performcd successfully
between twins; like skin, a person could “spare® a kidney to
help his or her ailing twin. In October 1954, the staff at the

Peter Bent Brigham Hospital had the opportunity to test this

theory when a young man dying of kidney disease, who hada

healthy identical twin brother, was referred to them. The .

doctors decided that it was proper, with the brother’s consent,
to deprive him of one kidney in the hope of restoring normal
kidney function in his ailing twin. The Brignam surgeons
placed the healthy organ in the abdominal cavity, near its
normal site, attached it to the bladder, and subsequently
removed the two discased kidneys. Within six months the
young man was out of the hospital leadinga normal life. This
success—the first long-term success in kidney transplanta-
tion—gave the doctors a “great boost”and had an immediate
and far—rcachmg effect on the entire transplant research effort,
both in this country and abroad.

Twin transplants continue to be performed at a fairly’even
pace. Overall, 82 transplants had been carried out worldwide
by June 1, 1974. The longest transplant survivor s a twin who
received a kidney 18 yearsago; for the period 1951-1966, 85.2
percent of the patlents who received transplants lived more
than two years, while in recent years, the avcragc two-year
survival has been 100 percent.

This is not to say that identical twin transplants are without
problems. The major medical difficulty is that transplants
between identical twins meet with a modified rejection reac-
tion similar to that experienced with transplants between
nonidentical individuals. Thus, even twin recipients have cer-
tain problems with rejection reactions. Consequently, some of
the suppressive techniques developed such as drugs and
serum are now being used on twin recipients tg hold down the
production of antibodies which seems to lead to major
difficulties.

Transplantation in identical twins has also presented the
legal issue of whether the operation is permissible in children
under the age of consent. As faras the recipient is concerned,
it presents no problem: if a minor needs a kidney transplant,
permission for the operationcan be given by his or her parents

or guardian. Yet, when the donor is a twin, he or shewillalso~.— -

be a minor, and the law traditionally has not given parents the
authority to consent.to the removal of an organ if the child
does not benefit from the operation.

Although transplants between identical twins have been

successful, this technique had limited value because it could.

only be used in the rare instances when identical twins were
involved. If this type of treatment were to have broader
application, means had to be found to reduce the impact of
the body's natural immuné responses. The first method to
reduce the impact of the body’s natural immune respo:m
was whole body irradiation. This method proved to be too
dangerous both in tests with animals and- later tests in
humans, If too low a dose of X-rays were given, the graft.

~
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would not survive; if too high a dose were given, the patient
was now unable to produce antibodies to fight other infec-
tions. It scemed that the antibody response could be sup-
pressed only at great risk to the patient, leading to an updat-
ing of the old saying—“the graft lived but the patient died.”

Over the years there were some “freak successes” in sup-
pressing antibody responses. Despite these occasional suc-
cesses a more precise method of suppression was needed.
Hence, from*these beginnings has grown up a battery of
immunosuppressive drugs which tend to reduce or block the
antigen-antibody reaction. However, the proper use of these
drugs and how they worked remaina matter of dispute and
tnal and error. While kidney transplantation is much more
effective than it was a decade ago, the unknown aspects of
immunology keep it in the category of experimental therapy.

Because of the availability of immunosuppressive drugs,
the use of cadaver kidneys has been increasing. The results
obtamed using cadaver kidneys are not yet as good as those
with closely related donors, but theyare improving. Cadavers
now account for about 70 percent of all transplanted kidneys,
and their two-year survival rate has grown from 27.9 percent
for 1951-1966 to 46.6 percent for 1971. Yet such positive
results for cadaver kidneys remain below those for trans-
plants from live donors. ‘

Of course, the advances in immunosuppression which
have been useful 1n cadaver transplants have also improved
related-donor results. The real advantage scems to lie in.the
less violent rejection reaction which has to be overcome in
related-donor transplants. With increased knowledge or
molecular biology, “tissue typing” of the kind originally deve-
loped by the French transplanters has played an increasingly
important role in kidney grafting. Dr. Paul Terasaki of

o
UCLA has developed an automated, routine method of
typing cells from minute samples of white blood cells. The
antigen system is similar to the ABO system for blood typing
but it is much more complex. Terasaki’s work and that of Dr.
F.T. Rapaport have shown the need to crossmatch donorand
recipient before grafting. Yet, knowledge of antigens is still
rudimentary. Present measures are not adequate to assume
that well-matched kidneys will “take” even when employed in
conjunction with immunosuppressive drugs. Nevertheless,
tissue-typing appears tobe well established today asa central
part of renal transplantation. This raises important issues for
physicians and the public in deciding how good a match
should be before undertaking the transplantation, as well as
problems about how kidneys should be pooled and shared
among potential recipients. "

One additional medical difficulty should be noted. The use
of immunosuppression has not been an unmixed blessing.
These powerful agents do not only open the patient to the
danger of powerful side-effects, such as infections and psy-
chological disturbances. It now appears that these drugs
create increased likelihood of cancer. This s ironic since some
of these immunosuppressives were originally developed from
drugs used in even greater dosages to combat cancer. A tumor
may also be unwittingly transplanted along with the new
kidney, or it may be dwelling unnoticed within the recipient.
In either case, the immunosuppression permits tumors to
grow at an unusally fast rate. It isnot clear which drugs have
what effect in the complex human system. Since extensive
immunosuppression has come into use only recently, there is
concern among physicians that the increase in tumars is only
now.beginning to be detected. The incidence may be evén
higher than is now suspected.
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Dilemma 1 — NEEDED: A NEW KIDNEY — WHO DECIDES WHAT?

The following is adapted from Strunk vs. Strunk, Court of Appeals, Kentucky, September 26, 1969, Ky., 445 S.W. 2nd 145
Arthur L Strunk, 54 years ofage, and Ava Strunk, 52 years of age, of Williamstown, Kentucky, are the parents of two sons.
Tommy Strunk is 28 years ofage, married, an employee of the Penn State Railroad and a part-timestudent at the University of
Cincinnati. Tommy is now suffering from chronic glomerulus nephritis, a fatal kidney disease. He is now being kept alive by
frequent treatment on an artificial kidney, a-procedure which cannot be continued much longer.
Jerry Strunk is 27 years of age, incompetent, and through proper legal proceedings has been committed to the Frankfort State
Hospital and School, which is a state institution maintained for the feeblemindéd. He has an 1.Q. of approximately 35, which

corresponds to the mentality of a six-year-old. He is further handicapped by a specch defect, and has difficulty confmunicating )

with persons who do not know him well. Therefore, visits with his family, and especially his brother Tommy, with whom he
identifies closely, is a very important element in his life. ) .
When it was found that Tommy needed a kidney, doctors considered the possiblity of using a kidney from a live donor. The
entire family— his mother, father,anda number of relatives—was tested. Because of incompatibility of blood type or tissue, none
were medically acceptable as live donors. As a last resort, Jerry was tested and found to be highly acceptable. This immediately
presented the legal problem as to what, if anything, could be done by the family to procure a transplant from Jerry to Tommy.
Since Jerry s officially a ward of the state, the mother petitioned the county court for authority to proceed with the operation.

Should the court permit the transplantation to take place? Why or why not?

-

. SAMPLE OPINIONS ,

Alice

“No. Why should Jerry be forced to risk his life? There is no
way of making sure that the transplant will work. It is possible
that the parents might lose both sons. If that happened, the
parents would never forgive themselves for making such a
decision. The operation might also have a great emotional
effect. 6mJerry. After all, he really can’t understand what is
happening and what is being done to him. The operation and
side effects of having only one kidney could also worsen his
mental condition.

If I werein Jerry’s place I certainly wouldn't want someone
else, especially a group of people I don't even know, such as
the court, to decide to remove my kidney. It’s also not fair for
the mother to force one son to give up part of himself to
another son. In this case it seems that Tommy is considered
more important because he is normal and successful, while
Jerry is just put away and is important only for his working
kid neys. If they care about Jerry and consider his needs, why
did they have him committed to a state hospital?
~ They should also think about the discomfortand pain that
Jerry could experience from the operation. What if Jerry’s
one good kidney became infected?”

Bob

“Yes, permission should be given for the transplant. You have
to think about the best interests of everyone involved.
Tommy will die if he doesn't receive a kidney. If there is any
chance that his life can be saved without much risk, it should
be taken, Also, Jerry’s psychological and emotional well-
being must be considered. His life would be empty if he no
longer could visit with his brother, whom he Ioves. To have
someone who loyes you is important for anyone, but perhaps

even more so for someone confined in @ mental hospital. /

The courts, inacting on behalf of a person unable to maké
arational decision, should make decisions based on what that
person would normally do. In nearly all cases where a family
member is asked to donate a kidney to another they do so
without the least hesitation. Therefore, Jerry would consengif
he were able to act for himself.

From a medical standpoint, I understand that kidney
transplantation has been perfected to the point where it is
almost a routine operation. So the risks are probably min-
imal anyway.”

Jerry

No. Thisis an extremely difficult decisionto make, but I think
that the court should not permit the transplantation. I'm torn
between the desire to save a person from deathand yet protect
unfortunate members of society who cannot protect them-
selves. We don’t have a right to take advantage of the feeble-
minded for the benefit of another if he or she does not truly
benefit from the action. In this case, the life of Jerryis placed
in unnecessary peril. Even though the risk is light, a risk is still
involved.

The court must do its best to protect the incompetent and
see to it that their rights and well-being are not violated.
Permitting the transplantation reduces Jerry's state of well-
being, hawever minimal it may be. Jerryisa human being and
his right to life, as everyone else’s, should be respected. When
one gives part of one’s body one should do so freely and with
full understanding. Jerry doesn't have this freedom of choice.
If the court allows the operation this time, it is opening the
way for future removal of organs from: people who cantt
choose for themselves.”

.
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DISCUSSION QUESTIONS

¢ What should be the most important reason for the court to consider in making its decision? Why?
® Would the situation be any different if Jerry needed the kidney and Tommy was the only suitable donor? Why or why not?
¢ How important is it for the court to follow the wishes of the parents? Why?

¢ What obligations should parents have towards their children? Under what circumstancesdo parents have the right to decide
for their child if he/she is unable to decide for himself/ herself? Why?

¢ Can o0..c justify making a decision for a mentally incompetent in order to save a life? Why or why not?

® Much expense and effort is needed to care for Jerry in the mental institution, should he be expected to make some
contribution to benefit another person? Why or why not?

¢ If Jerry were normal but not of legal age, should his parents have the right to make the decision for him? Why or why not?

¢ Jerry has shown great affection towards his brother Tommy, and his visits with him always bolster Jerry’s spirits. Is thisa
good indication that he would want to do what he can to save his brother Tommy? Why or why not?

o If it were known that the transplanted kidney would be functional for onlxa\ycar. would it make any difference in the
decision? Why or why not?

® Would the decision be different if Tommy was just a close friend? Why or why not? A stranger? Why or why not?
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Reading
Issues in Kidney Dlalysn, Treatment'’

by Jay Katz and Alexander Morgan Capron

\
\

\

INTRODUCTION \

) It has been estimated that over 28,000 people die each year

from some form of primary kidney disease. Another 70,000
== - - --- - - - --— - - — ——peopledieannuallyfrom hypertension.....and many.of these
deaths can be traced to inadequate kidney function of one
form or another. A large percentage of kidney disease canalso
be traced to early childhood kld(«cy infections that do not
exhibit any symptoms until later in life.

The idea of treating patients using an artificial kidney
began in the 1930’s. This technique was also used during the
Second World War to help patients with acute kidney trauma.
During that time, however, doctors often faced the problem
of finding ways of connecting the patient’s veins and arteries
to the machine. That is, each time treatment was needed, a
new vein and artery location had to be used. After a while, of:
course, “good sites” on the patient’s body became difficult to
find. Finally, in 1960 Dr. Scribner in Seattle, Washington
developed the Teflon-shunted cannulas that opened the way
to treatment of chronic kidney disease using the present
hemodialysis procedure.

Today there are over 500 centers_offering treatment to
40,000 patients. However, of the more than 7,000 candidates
for treatment each year, only a small portion are accepted into
the dialysis program.

What is Kidney Dialysis?

o Due to various kinds of kidney diseases a person’s kidneys
might not be able to perform their normal function of cleans-
ing waste products (such as urea, phosphate, potassiumand °
uric acid, among others) from the blood. Since these wastes
are toxic, they cannot be tolerated by the body for more than
a few days.
An effective way of compensating for kidney failure is to
remove toxic substances from the blood by an “artificial

'Adapted from Catastrophic Diseases: Who Defz’ies What? A Psychosocial and Legal Analysis of the Problems Posed by i
Hemodialysis and Organ Transplantation. by Jay Katz and' Alexander Morgan Capron (New York: Russelt Sage Foundation,
1975), pp. 39-51. Copyright © 1975 by Russell Sage Foundation. Used by permission.

RIS | 18

13

wll Toxt Provided by ERIC




kidney”—a machine resembling a wash tub, which, when
connected to the patient cleanses the blood. The apparatus is
comprised of several parts. A stainless steel tub which holds
about 25 gallons of water makes up its bulk. To thisisadded a
bottle of concentrated dialysate, a brine-like solution with the
many chemical properties of blood. A hollow rod in the tub
attaches to a coil which holds a cellophane-like membrane,
and it is in this area that dialysis actually occurs. The mem-
brane will be filled with the waste-ladden blood ofthe patient,
and while a circulating pump keeps the dialysate-water solu-
tion surging around the membrane, the waste products filter
out from the blood and into the solution. Both ends of the coil
are attached to tubing which in turn are attached to the
patient's arm vein by two large hollow needles—one carries
blood from the body while another returns it cleansed.

+ The dialysis procedure is a complex affair. It demands
constant monitoring by either the patient or the attending
operator. Several things can go wrong. The pressure of the
machine may become too high, causing the blood pump to
turn off. If the patient’s blood pressure drops too low because
of excessive loss of fluid, dizziness and muscle cramps result
and a salt solution must be added by the machine to counter
these effects. The connections between tubing and machine
can loosen or the tubing itself may split. Probably most
crucial, the membrane itself can rupture and spill outabout a
pint of the patient’s blood. The operator must watch the
pressure gauge and adjust it occasionally. He/ She must also
make sure that the heating element is keeping the dialysate
bath at the right temperature, watch that the membrane has
not sprunga leak, and also observe the air chamber (attached
to the.tubing leading back ta the patient) for bubbles which
indicate that a loose connection is allowing air to mix with
blood.

Restrictions Imposed on Patients

The ume spent on the dialysis machine~-the approximate

average time is five hours for each of three days a week—is

not the only restriction imposed on the hemodialysis patient.

The patient’s diet can contain only limited amount of fluid*
because it is important that no greater amount of fluid

accumulate than the dialysis will be able to remove. An

excess of fluid in the body will make the blood pressure rise,

leading toa possible heart attack or stroke. Solid foods must
also have a low-water content, be unsalted, and low in potas-
siumsince too much of this element in the blood canstop the
heart. Aside from dictary restrictions, the patient's depend-
ence on the “artificial kidney” means that travel can be no

farther than two days away from a machine. To use a

machine away from home entails making complex arrange-
ments weeks in advance.

How Expensive is the Kidney Dialysis Process?

Typically, kidney dialysis machines are gravely outnumbered
by the people who need the use of them, They are also very
expensive. For example, dialysis therapy for each patient
costsapproximately $25,000 annually if used ata hospital or
kidney dialysis center,and abput $8,500 if a machine is leased
and used at home. The actual cost per patient, however, is
often only a percentage of these figures. For example, Medi-
care covers 80 percent of almost all hemodialysis costs, and
other medical insurance carriers usually pick up substantial
portions of the remaining costs. Because of the lack of ade-

-

quate storage space for the machine and the necessary medi-
cal supplies, and perhaps also the lack of someone to perform
the procedure, some patients cannot dialyze at home, and
they must occupy one of the machines at a dialysis center.
Providing therapy at a center is more expensive due toadded
manpower requirementsand the scarcity ofavailable machines.

How are Patients Selected for Kidney. Dialysis?

Many kidney centers follow a policy of accepting patients on
the basis of their “place in line.” Each request is placed ona
waiting list and a psychosocial analysis of the patient is-done
as a preliminary acceptance procedure. The psychosocial
analysis seeks to identify any problems the patient might
have, and this information, together with information the
center's staff has on problems which are known to n?sglt from
dialysis treat ment, form a psychological profile of the future
dialysis patient.

Such a profile is deemed necessary to judge the ability ON )

person to be a successful hemodialysis patient, for there are
definite burdens the patient will have to accept. The patient

must accept the fact that he/ she will spend about fifteen hours -

a week “attached” to amachine, Thestrict dietary regime that
must be followed will constantly serve-as-a reminder of
his/her health condition when away from the machine.

Because of the necessity to stretch one’s fluid intake allotment—~
over the several days between dialysis it is necessary to con- .

sume only small amounts of liquid at any one¢ time. A large
glass of water is a luxury which cannot be afforded. Such
deprivations of normal eating and drinking habits may be
unbearable to some patients. An occasional lapse of disci-
pline is common to every patient, but a continued laxity tends

- -toindicate that-the patient is not as serious as he/she mightbe

in handling his/her particular health problem. A proper diet
works together with scrupulous dialysis technique. An
inadequacy in one undermines the other. A patient who
obviously is not trying hard enough to follow the prescribed
diet presents problems to the staff at a dialysis center. The

patient must cooperate fully if satisfactory results are to ~

follow. : ,

Although each individual is put on a waiting list, not every
one will receive the treatment. Because there are a limited
number of kidney machines to be utilized, only a small
portion of the people who request machines can be accepted.
Some centers in their selection process include the criteria
“desire to live,” because high motivation is tantamount to
staying on the rigorous treatment schedule and strict diet.
Some of the early patient selection committees considered the
patient’s profession, his/ her dependents, ability to incur the
expense, and residency in state offering the treatment. Age
was also a factor in their selection, for it was feit that persons
over4S are less desirable candidates because prolonged kid-
ney dysfunction also affects other organs (heart, liver, lungs)
which complicates return to a “normal” active life. Increas-
ingly, the selection process adopted by many centers is to take
the next person in line of application. While this is ostensibly
the rule, it is altered occasionally. A patient who is nextir line
can try to assure his/ her qualification by diligently maintain-
ing his/ her diet, but he/she will also be subject to a critical
review of his/her present health condition. Guidelines for
choosipgcandidates for hemodialysis attempt to be objective
but, nevertheless, are determined as a response to the indi-
vidual patient in question.
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Dilemma 2 — THE LINE-UP FOR A KIDNEY MACHINE — YOU DECIDE

Martin Crawford, 52. 1s a dentist with a wife and five children
personal friend of Dr. Nelson Plummer. Dr. Crawford hashadac

— three of them attending college. He is a patient as wellas a
hronic kidney disease for several years. Until now, the ailment

has been controlled by a restricted diet and medication. Asa result, Dr. Crawford has managed to go on practicing dentistryand
leadinga relatively normal life. He isa highly respected and active member of his community. Besides maintajning a full patient
schedule, he often volunteers his professional services free of charge ata local dental clinic. In recent weeks, however, Dr.
Crawford's condition has grown steadily worse, reaching the critical stage at which toxic uremia is affecting his heart and liver.

Paul Larsen makes his home ina low-rentapartment complex and has been unemployed for nearly three months. He did not
complete high school, nor was he trained in any vocation. He, therefore, has had difficulty finding a job. He realizes that he
cannot collect unemployment pay indefinitely and is becoming increasingly frustrated because of no job opportunities. Because
of his bleak future prospects, he has started to use drugsand drink heavily. Thisaggravated a previously undiagnosed congenital
kidney abnormality. His case was also diagnosed by Dr. Plummer, and he was immediately placed on the waiting list for dialysis
machine treatment. His disease is in its early stages. If adequately treated Paul can lead a relatively normal life with somewhat

limited physical activity.

There 1s one opening for dialysis treatment at the center, and M. Larsenis next in line. However, Dr. Crawford's condition is
deteriorating so rapidly that he requires immediate dialysis treatment. If he does not receive the treatment, he will probably die

within the next few weeks.

Should Dr. Plummer select Paul Larsen who'is “nextin line

whose situation i§ more critical? Why?

%

“1o be the next dialysis user, or should he select Dr. Crawford

SAMPLE OPINIONS

Kathy

“No, Martin Crawford should be the next dialysis patient
because of his more critical condition. Dr. Plummer has

____knownDr. Crawford fora longtime; he can sympathize with
what his friend has gone through and should admire-how:he-

has been able to cope with his discase. Dr. Plummer proba-
bly feels a certainobligation to Dr. Crawford and his family;
that is, an obligation to do whdt is expected of a friend. The
family probably trusts that he will choose Dr. Crawford. If he
does not, he will have let them down immensely and will lose
their respect. If I were Dr. Plummer, [ would care about what
Dr. Crawford and his family think of me. I would care about
my image as a “good doctor.” How can a patient think his
doctor is “good™ if his doctor decides against medical treat-
ment for him?”

John

“Yes, Paul Larsen should be the next dialysis patient because
he can benefit the most from the treatment. He is almost
thirty years younger than Martin Crawford; his renal disease
is not as advanced and so his condition will be more respon-
sive to treatment. He has better chances of survival over a
longer period of time, and so offersan attractive opportunity
to show medicine at its best. Dr. Plummer in selecting Larsen

will uphold the philosophy behind the Hippocratic Oath—to
treat tothe best of his knowledge and ability. The response of
Paul Larsen to treatment will be more dramatic than that of
Dr. Crawford. To provide “optimum manifestations of life-
giving.medicine” is after all, Dr. Plummer's obligation as a
doctor. It is his duty to society asa physician to seek the best:
medical result.” .
Cindy

“Yes, Paul Larsen should be the next patient for hemodialy-
sis. 1 think that the issue in this-case is the importance of
savinga life. Thisis a basic principle in human socicty. In this
particular situation, a life-saving limited resource cannot,
unfortiinately, be obtainable by everyone. One must decide
on the fairest way of providing everyone a chance to use it.
The best rule would be to distribute the limited resourceona
“first in line” basis. Ideally, everyone who has nced of sucha
machine should haveaccess to one, Since this is not possible,
the most impartial way is one which does not recagnize one
life as superior to or more valuable than another. Because of
this reason, Dr. Plummer should follow the procedure of
choosing the person next in line because it best upholds the
value of life. It is the only practical way of following the
principle that everyonc’s life is of value.”

20 15




werea very important person, such as the President, and all available machines were in use, should another person be asked to
vacate his/her place? Why or why not? .

well he/she can maintain a strict diet, follow the treatment schedule (keeping appointments, taking the prescribed medication
faithfully, etc.) limit his/ her physical activity and understand the rigid requirements of the treatment? Should age also be a factor?
Why or why net?

-~
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4
. DISCUSSION QUESTIONS
® What criteria should Dr. Plummer use in selecting the most suitable candidate for the dialysis treatment? Why?
® If you were the doctor and the patient was your best friend, how would you decide? What does friendship mean to you?
® Should success of “recovery” become an important consideration in the decision? Why or why not? )
® Should the needs of Dr. Crawford’s family be taken into account in the decision? Why or why not?. -
¢ Shoulda person who hascontributed a great deal to society be specially favored when he/ she isin need of help? If the patient

® What should be Dr. Plummer’s obligation to Mr. Larsen? To Dr. Crawford? Why?

® Whatisthe role of trust in the relationship between doctor and patient? What should be the qualities of a good doctor? Why?
® What patient selection process best upholds the values of human dignity? Why?

® Inselecting candidates for dialysié, should the doctor take into account the patient’s motivation to live as an indicator of how

® What should be society’s responsibility to those who cannot afford medical treatment? Why?

® Isitfairto treata patient who has the more critical necd rather than the one “first in line” How might you feel if you were first
line and asked to relinquish your place? Why?

® Should a doctor have the privilege of selecting who he/she wants to treat? Why or why not?

-
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Medical Science, '
The Clinical Trial And Somety

by-Robert Q. Marston, M.D. :

The intensified need for medical knowledge today leaves
many of us balancing two related concerns about research on
‘ human beings.
D ) The first is dedication to the protection of all individuals
involved as subjects of medical research.

The second is recognition of the need for research on
human beings —and a feeling that it would be immoral not
to carry out necessary, research.

The need for scieftific knowledge is intensified today

. because doctors have never before been in a position to
T : - produce so muchi positive good on one hand, or harm on the
» other, through the doublc-cdged potency of their therapcutlc

’ ' weapons.

Rene Dubos spelled out some of the potential dangers
from thetools of medical science inthese words: “Whe could
have dreamt a generation ago that hiypervitaminosis would
become a common form of nutritional disease in the Western

. world?. . .and.the use of x-rays would be held responsible for
. the increase in certain types of cancer? That the introduction
of detergents in various synthetics would increase the inci-
dence of allergy?. . .that advancesin chemotherapy and other
thcrapcutlc procedum would create a new staphylocoocus
pathology?. . .that patients with all forms of i xatrogemc dis-
cases would occupy such a large.numbcr of bcds in the
modern hospnal""

This very progress is the compelling reason fora continu-
ing and close exammauon of the'relations between medical
science and clinical trials—and other research involving
human subjcctsn&xc are dealing with » dynamic, evercheng-
ing base of substantive knowledge. ‘Sometimes the progress
of a research project itself moves the state of knowledge )

' rapldly that serious an q;)volved ethical problems arise con=
. cerning the continuation of that same experiment.

For exaniple, in Sir Austin Bradford Hill’s article, “Medi-

cal Ethics and Controlled Trials,” he dtscnbed the complex

Reprinted by permission from The Hastings Center Report, Vol. 3, No.2: April, 1973 Copynght © Institute of Socicty, Ethics and
the Life Sciences, 360 Broadway. Hastings-on- Hudson. New York.
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situation which arose in a trial of long-term therapy using
anticoagulants in cerebrovascular disease. He relates, “In
previous uncontrolled studies there was a distinct if inconclu-
sive suggestion in favor of their [anticoagulants] use, and
sufficient indeed, to make a trial difficult. Yet whenputto the
test of a controlled trial, with the comparison of a fully
treated group and a group given a dose insufficient to inter-
fere with the clotting mechanism, it not only appeared that
no protection was afforded against the recurrence of cere-
brovascular accident, but there was a small but definite risk
of cerebral hemorrhage 1n the fully treated cases. Here we
have an instance-——and by no means unique—of the wheel
turning full circle. At the start of the trial was it ethical to
withhold the treatment? Atats end, wasiit ethical to give it? It
is very easy to be wise (and critical) after the event; the
problem is to be wise (and ethical) before the event.”

There are sevcral obvious reasons why research involving
human beings must be carried on. First, in many instances,
there may not be a suitable animal model. Second, even if
such an animal model exists, there always comes a time at
which the test must be carried out in man. Finally, and most
relevant to this discussion, is the need to test definitively in
humans the procedures and therapies whichare already part
of the practice of medicine. The potency of modern proce-
dures and therapies is such that the experimental method is
often the only effective way to determine if their benefits are
outweighed by undue hazard.

I have already quoted from Bradford Hill concerning the

use of anticoagulants in the prevention of stroke. We have
recently concluded scientific studies in the use of oral hypo-
glycemic agents to control diabetes from which it has been
possible to identify an increasad risk from the use of such
drugs. Studies concerning the side effects of smallpox inocu-
lation, balanced against the need for such inoculationsin this
country, have led to a modification in recomendations con-
cerning the use of smalipox vaccine. Each branch of medicine
has similar examples dcmonstrating the role of ignorance as
a dominant deterrent in the achlcvcmcnt of effective health
programs,

We stand today at a point at which there is a need and
opportunity to strengthen markedly the scientific basis of
medicine to the advantage of all. However, the need and
opportunity exist at a time when (1) there isa trend back to
“trial and error medicine,” (2) there is a failure even in the
health professions, as well as the public at large, to recognize
the need for and the value of randomized clinical trials, and
(3) there is increasing concern about the welfare of individu-
als involved as subjects in research.

Letme turn now to my second major theme. How best can
we besure that we protect the nghts of individuals involved in
‘tlinical research? Many of you in this audience are wellaware
of the many articles and books on the ethical aspects of the
use of human subjects for research. A number of bills relating
to scientific experiments involving human subjects were
introduced in the last Copgress, reflecting a growing interest
in the subject. I was particularly anxious that at NIH we
interpret and enforce reasonable policies derived from basic
and universal moral tenets as well as from requirements for
sound scientific work. It seemed important also that as we
Yeviewed our policies we took into account the changing
social, technical and political trends and even economic
developments. New dimensions in medicine itself are creating
changes. For example, the basis for choosing recipients of
kidney transplants was a nonquestion until such transplants
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became feasible. Now it is an ethical problem to be solved.

About 1965, NIH led the way in the development of
special policies and procedures* to protect individuals
involved in the experiments we support. Subsequently, we
madeclear our interest in the ability of institutions to moni-
tor adequately processes they had set up to protect individu-
als regardless of the source of research support.

The current policy statement of the Department of Health,
Education and Welfare, which is based on the NIH-
developed statement, emphasizes the geantee’s basic respon-
bilities for safeguarding the subjects’ rights and welfare and
requires:

at no grant or contract for such activity be made

unless the application has been reviewed and approved by an

appropriate institutional committee.

® That the committee determine that the rightsand welfare
of the subjects involved are adequately protected, that the
risks of anindividual are outweighed by the potential benefits

to him or by the importance of the knowledge to be gained, *

and that informed consent s to be obtained by methods that
are adequate and appropriate, N

® That the committee be responsible for continuing review
of the activity in keeping with,its determinations.

® Determination that informed corisent is to be obtained
by methods that are adequate and appropriate.

It seems obvious.that the first two criteria are the most
critical to the ultimate decisions of any‘review group.
Whether or not consent is in fact informed is admittedly
difficult to assess. We oftenare in an uncertain situation in
which inadequate information, communication problems,

and the inability of the subject to comprehend—ortoread—

or to listen—can be misleading.

However, evenas l assertthat the NIH-DHEW policy has
been effective, 1 believe that more discussion, more visibility
and clarification of the guidelines in some areas is needed
today. Our policy is essentially egalitarian. It makes no dis-
tinctions as to race, colur or socio-cconomic status. For
instance, it touches only lightly on the handling of subjects
with what it calls “limited civil freedom,” a classification
which includes prisoners, residents of -institutions for the
mentally retarded and mentally ill, and minors.

The policy .assumes that the medical scientist similarly
makes no distinctions in the choice of research subjects,
except as his research interests are in diseases ofa particular-

. race,common ina certain socio-economic group, or limited

to a particular hospital or institutional population.
_ Unfortunately, this is not always the way it is.
Many of our major research institutions are located in the

" large cities and their paticnts are drawn primarily from the

disadvantaged groups crowded in the center ‘city. Thus,
research tends o Be concentrated in these - groups.

Medical research trials frequently require that a conven-
ient stable subject population be followed over a period of’
weeks or months rather than days or hours. The medical
scientist naturally tums to groups whose availability can be
controlled —hospitalized patients, institutionalized patients,
medical students, and prisoners. Much research, partizularly
that which involves apprcciablc risks and requires frequent
monitoring, is concentrated in such groups.

I beliave that the time has come when we must rccogmz.c

that the risk of involvement in research is not distributed as
uniformly among the nation’s citizens as is the possibility, of
benefit from the products of this research. I expect that the
commission reviewing the Tuskegee syphillis study will ultj-




mately address itszlf to this problem.

Meanwhile, | would suggest thres .,pccif ic steps, for those

situations where some significant risk is involved in rcscarch
with human subjects:

1. To develop regulations to strengthen the protection of
subjects having “limited civil freedom” by convening a series
of workshops:broadly representative of allconcerned groups
to discuss and refine the regulations and the implementation
of guidelines.

2. To undertake an examination of possible methods of
compensation for. subjects who, in spite of all precautions,
are harmed by rcsearch activities.

3. To realert thé scientists and administrators concerned *
with the research process, and to generate greater Visibility
for existing regulations and procedures. One way would be
by insuring that all applications involving significant risk be
specifically flagged for the,attention of Advisory Councils.
throughout NIH. The quallty of research design and a high
probability of obtaining dcf' nitive answers must receive spe-
cial consideration where potcntlal hazards to humans are a
part. of the price of doing the research.

Any financial compcnsatlon to subjects should be reason-
ably related to the prices paid for other services and not be so
high as to constitute’ undue inducement. There should be a
clear statement that neither parncnpatlon in the pro-
posed-research projeci.nor withdrawal from it will matenially
affect the conditions or terms of any subject’s institutional
confinement.

In the case of the hospitals for the mentally ill and
retarded, the research supported would be restricted to that
which (a) is directly, concerned with the issues of mental
illness, mental health or mental retardation, or(b) will poten-
tially benefit primarily a class of persons commonly confined
to a hospital for the mentally ill or retarded, or (c) which will

> ) * {‘
lead to such knowledge important to the prevention of men-
tal illness or retardation that may reasonably be expected to
reduce the need for such hospitaliz'ation.

Special attention will be given to the requirement that the
risk-benefit balance is understood by the subject and thatno
undue inducement be offered.

1 would not like to depart from the subject of research
involving ciildren without commenting on the peculiar con-
flict betwee: the medical needs of children as d class and the
requiramznts of our laws. Itisa medical fact that children are
not small adults. They have their own diseases and the react
differently to what are thought of as adult diseases. The Food
and Drug laws require that drugs be tested in all age groups
for which a drug is intended.

Yet, under English common law, no parent, no next of kin,
or legal guardian can consent to the involvement of any child
in a research project not intended for the good of that
particular child. Thus, the law is not entirely consistent with
the needs of children as a class, and particulsziy with the
needs of mentally retarded children.

As 1 said earlier, if, in a specific case, 1 were forced to
choose between the individual and the general welfare of
society, I would choose to protect the individual:"But, in the
real world we must have both individual and social welfare.
And in the real world, the day by day decisions are not made
in Washington, nor can they be guaranteed by assertions by
the Director of NIH nor the Secretary of HEW, The rcspon-
sibility ultimately must rest with the individual institutions,
as well as with the individual investigator and physician,
while they must maintain botl: a sensitivity to the possible
adverse effects of their therapies, and an increased apprecia-
tion of the need to replace ignorance with knowledge.
Finally, the new knowledge, which will benefi* all of society,
must not be gained at the expense of any individual or any
segment of society.

s‘?




Reading 2 : o '. e
Human Experimentation — - . L
The Ethical Questions Persnst

by Robert M. Veatch and Sharmon Sollitto

N

In 1966 a Harvard anesthesiologist shocked the.biomedical
research community by, publishing in the New England
. Journal of Medicine the methods used in twenty-two ¢xper-
T . ) iments on human subjects. The material presented below, a
) summary of the research designs of 11 studies selected froma
. . collection of 43 questionable experiments, suggests that the
. ~ problem is still vast. «

The tragicfact isthat less than 25% of the studiesin our file
claim that consent was obtained from the participantsinthe . -
research and not one paper documented the nature of the

g information given to the’subjects in conjunction with their
: con-ent. It is a very rare scientific article which explains the

*n¢ .. of the consent.procedure, a defs iciency which must be

co. \-C‘Cd Nevertheless, we have inno instance used the lack - -

of consent as a criterion for inclusion in our set of articles.
They must have raised more provocative ethical questions. It
is impossible tq, say for sure that each of the studies men-
. tioned is an example of unethical research. We believe,
though, that “reasonable men” would agree that cach raises
0 disturbing questions. -

+All these studies have been pubhshed in reputable medical

journals or professional proceedings since.1966. In all cases
the research was done in the United States or the funding

came fromthis country. Experimenters dre not mentioned by

name. Bxcluded from these cases are all.those published

. before 1966 and those which have previously received public

attention.

. Grave Rjsks to Subjects ]
) " * Experimentl. Rescarchersin this experiment were secklnga
. , way to evaluate anu-arrhythmlc drugs. Epinephtine was .
: .injected in nine normal female patients to attemp?to produce
abnormal heart beat in order to test this new drug. In every
case the production of an abnormal beat was repeated at least'
once. The researchers note that the productlon of arthyth- .

_ miasexperimentally had previously been avoided because of ’ 1
|
|
|
|
J
l

‘Reprinted with permission from The Hastings Center Reporl Vol. 3 No. 3: June, 1973 © Institute of Society, Ethics and the Life
Sciences, 360 Broadway: Hasungs-on Hudson, New York. .
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. thebelief that it was hazardous. They also tell the reader that
" although the.procedure was explained to the subjects, they
believe that “informed consent cannot be obtained for a
study of this type.” They claim that instead they acccptcd the
role of guarantor of the patient’s rights and safety. .
Experiment 2. In a second study researchers sought to
study plasma renin levels in patients with both kidneys
removed. Ten patients, who had had their kidneys remqved
as recently as two weeks prior to the experiment, were hospt-
talized for the eight-day period of the study. A few days prior
to the beginning of the study they were transfused “in antici-
pation of blood loss due to repeated sampling.” On the third.
day, “all subjects were chmcally dchydratcd Serum samples
were limited to the supine position since severe hypotension
and near syncope rapidly.developed in standing.” On one day
measurements were taken after standing quietly for two
hours. According tc the researchers, “to accomplish two
. hours of quiet standing, it was necessary to have most of the
patients lean on a chest-hlgh supporting table and to be
frequently encouraged.”
Exp¥riment 3. The third study involved giving LSD to 24
subjects who had answered an advertisement for experimen-
tal,subjects to be paid at a rate of $2 per hour. The purpose

was to. study the long-range “personality, attitude, value,

interest, and performange change. . . .” Researchers claimed
cxphcltly that no mention was made to subjects of possible
personality or other changes, although 15 percent reportedly
had never heard of LS and another 73 percent had “only
casual knowledge™ of it. .

Risks to Incompetent and Incarcerated Subjects

Rescarch lnvolvmg risks to incompetent suchcts—chnldrcn ;

and mental patxents——ralses even_ more serious cthxcal
difficulties.

Expenmenl‘4 Nine children from 1% to 16 years ofage
suffering from‘asthma were intentionally subjected to “chal-
n.'lgedoscs of antige n$ Known to produce asthmatic attacks
in order to test the effectiveness of cromolyn Sodium in
blockmg these attacks. The nine children were subjected toa
total of 55 antigen challenges. Every child experienced at
least one reaction described by the researcher as “severe.” In
addition, delayed asthmatic reactions 6 to 12 hoursafter the
challenge were reported in five of the nine children. It is
reported that these delayed reactions “tend to be followed by
increased, and repeated asthma for a further day or two.”
Although seven of the nine children required regular bron-
chodilator medication, this was withheld for a period of 18
hours prior to the study.

Experiment 5. In another experiment 48 subjccts ages7to
12 with findings confirming or suggesfing the presence of

“hematologic discase'were subjected to §imultatieous dual-site
bone marrow aspirations. Bone marrow samples were
removed with an 18-gauge needle. The'Tesearchers pomt out
that there are “physical and psychological problcms in per-
formmg multlplcsttc concomitant bone marrow aspirations
in the pediatric patient.

Expenmenl 6. Similar ethical questions arise m‘rcsearch
on mental pattcnts and pnsoncrs where the quality of con-

. sent, even if it is obtained, is questionable. At-a maximum
security facility for treating the criminally insane 90 male
patients were “used in an exploratory study to determine the
effectiveness of succinylcholine as an agent in behavior modi-
fication.” This drug causes temporary muscle paralysis
including inability to breathe. During the period when brea-
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thing is impossible, positive and negative suggestions are
made to the subject which according to theories of psycho-
logical cohditioning, are thenassociated with the experience.

* The experience in this case is apparently not physically pain-

ful, but the subjects describe the inability to breathe (which
according to design lasts between 1.25 and 2 minutes) as a
terrible, frightful experience akin to that of drowning. The
criteria for selection of subjects for the study, according tothe
researchers, included “persistent physical or verbal violence,
deviarit-sexual behavior; and lack of cooperation and in-

. volvement with the individual trcatmcntprogram prescribed

by the patient’s ward team.”

Experiment 7. Another experimerit in eperant condition-
mg was reported by an American,psyckiatrist workmg ata
mental hospital in Viet Nam: He initiated a program in which
130 chronic male Vietnamese patients (mostly schizophren-
ics) were offered the chance to be discharged if they proved
that they could work and support themselves. Only 10 volun-
teered to work. The remainder were told that if they were too
sick to work, they needed treatment. The “trcatment” was
unmodified electroconvulsive shock. Whether from actual
therapeutic effects of ECT or from the patients’ fear and
dislike of the treatments, a majority were working at theend
of this phase. Next, the test was repeated in a group of 130
female patients, but after each had received 20 ECT treat-
ments, only 15 of the women were working. At this point, all
treatments were discontinued and men and women not
working were told, “After this, if you don’t work, you don’t

cat.” Food was withheld for periods of up to three days at’

which time all patients were working. Upon their discharge
from the hospital, the work provided for these former
patients was tending crops for Green Berets in Vietcong
territory“under the stress of potential oractual VCattack or
ambush.” .

The Rights of Subjects in Resurch with a Placebo Group
There is one class of experiments for which, even today, there
are no clear guidelines. A well-designed :>xperiment often
requires a placebo group for purposes of comparison. ,

Shocking as it may seem, no established principle of medi-
cal ethics requires that subjects be informed that one of the
“risks” of an experimental procedure is that there is g control
group included in the research design. Even the new and
rigorous HEW guidelines do not mention this specifically.
We see no reason why this should not be one of the minimal
rcqum:mcnts of informed consent. Likewise, there is no
clearly-established right to effcctnve therapy for those in the
control group.

Experiment 8. One such study was a 14-year prgspective

" study of the value of hyposensitization.therapy for children

with bronchialasthma. Of 130 children still under observa-
tion at the time of their, sixteenth.birthday, 91 received in

_effective treatmeat for periods apparently lasung up to 14

years. This included a group who “received injections of
buffered saline according to an elaborate “injection sche-
dule.” The authors point out that “No mother or chlld’ln the
study knew that any. sort of study was-under’y way

Ruponsibility for Harm to Subjects

Another principle which is not now recognized is that of the

responsibility of the researcher, the researcher’s institution,

or the funding agency for harm done to subjects during the
ourse of an experiment. Current DHEW guidelines do
cify that the agreement, written or oral, entered into by

the subject, should include noexculpatory language thirough
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which the subject is made to waive, or toappear to waive, any
of his legal rights, or to release the institution or its agents
from liability for negligence.

They do not go on, however, to require that the subject be
informed of an institutional obligation for harmi done to
subjects and o not even make clear that any such obligation

exists. For research not done under HEW guidelines, no

requirements vis-a-vis harm to subjects are established.
Experiment 9. Much of the research done on new contra-
ceptives raises such questions. In one study, conducted in

Latin America but funded by an American agency, 262

women had megestrol acetate capsules iinplanted in their
forearms to test the long-tern effectiveness of this drug as a
contraceptive. The results were 48 unwanted pregnancies—
six of them ectopic.

We have in our files published reports of hundreds of
similar experimental pregnancies which raise the question of

the rescarcher’s obligation. We propose for consideration

that as a matter of policy the funding agency or highest level
of institutional sponsorship be clearly obligated for such
consequences and that this be clearly made known to subjects
of research during the cdnsent procedure.

Experiment 10. Another study may not have involved .

physical harm to patients. but may well have subjected them
to legal and psychological risks without their consent.
Researchers at an open-ward voluntary psychiatric hospital
were intarested in the extent to which young patients were
engaged in covert drug abuse. In 332 patients scrial urine
analyses were performed weekly foran average of 27 weeks
“under the guise of a statistical survey of urinary creatinine.”
The researchers state that “the urine analytic data were kept
completely secret from all other members of the staff, and at
no time were the patients or staff aware that the urine samples
were being monitored for abusable drugs.” This research was
supported in part by a grant from the National Institute of
Mental Health. : ‘

The Pervasiveness of Human Experimentation
The highly publicized experiments involving human subjects
may give the erroneous impression that such procedures
raising ethical questions are rare and involve only bizarre
procedures. A findl study indicates that this is not the case.
Experiment I 1. In this research, 41,119 patientsenrolled in
a major group health plan were givena test for pain tolerance
as part of their regularcheckup. The subjects were told it was
a test for“pressure tolerance.” Each subject placed his heelin
a vise-like machine and was instructed to stand the pressure
as long as he could. Researchers then compared age, sex, and
racial differences in pain tolerance. '
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This is a relatively simple procedure. Similar simple tests
are conducted in clinjcal settings, at times without formal
review. In some cases experimenters may not even conceive of
what they are doing as an experiment.

The problem, then, is one of developing mechanisms for
consent and review which give greater assurance to the subject
that his rights and interests will be protected. These experi-
ments strongly suggest that the mechanisms now available
are inadequate to the problem. The typical researcher may
well be benevolently motivated and indeed do a good job of
getting reasonably informed consent from his subject and ’
protecting the subject’s interests. That simply is not good
enough, however. That experiments such as those described
here can be performed and be published within the last few
years means that we simply must intervene to guard the
welfare of the citizens. We can no longer tolerate a situationin
which a citizen, altruistically motivated to participate in
research, may be.subjected to grave and undisclosed risks.

The immediate establishment of a goVernmental commit-
tee to formulate rigorous procedures to insure reasonabl
informed consent and review is the minimum that is called for.
This might well be one of the functions of the proposed
National Advisory Commission on Health Science and
Society. Even more effective would be a special committee
with this as its sole task. The committee should include a
substantial majority of individuals who are in no way asso-
ciated with biomedical research. , '

The first priority of this committee ought to be the refine-
ment of consent procedures discussed above including the
requiring of information of: (1) the possibility of receiving
placebos, (2) institutional responsibility for harm done, and
(3) commitment to provide effective therapy to members of
contro] groups. This committee ought to develop procedures
requiring such informed consent from all subjects or their
guardians— not.simply those falling under HEW guidelines.

The committee also ought to develop new mechanisms for
research review. One of the great pfoblems of peer review as
we know it today is that even when itisused ina g;crigus way
(which happensall too rarely), it is the peergof the researchers
and not the peers of the subjects who are asked to evaluate the
ethical acceptability of the proposed research. Itis simplytoo
much to ask individuals uniquely committed to the impor-
tance of medical research to judge the ethicalacceptability of
their colleagues’ work in a disinterested manner. New and
more public mechanisms are needed to assure subjects that
their ethical and legal rights will not be violated by the
minority of researchers whoare misguided orirresponsible in
their judgment of a person’s welfare.
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. Dilemma 3 — TRYING OUT NEW DRUGS: WOULD YOU VOLUNTEER?

Dr. Nancy Lee was attempting todevelop a faster and less painful way of treating rabies. To determine the effectiveness of the
new rabies treatment, sheenlisted the assistance of several prisoners. All of the prisoners were on “death row”awaiting execution
for various serious crimes. The prisoners were told that if they agreed to participate in the drug testing program their death

sentences would be reduced to life imprisonment.

Ten prisoners agreed to participate in the rabies treatment experiment. The subjects were divided into two groups of five
subjectseach. Allten of thesubjects were then injected and infected with rabies. One group of subjects was administered the new
rabies treatment, which isa long, painful and often dangerous procedure. The results of this experiment indicated that the new

treatment was far superior to the canventional treatment.

One major problem arose during the experiment. One convict who participated in the experiment has an unforeseen brain
disorder which was aggravated cither by the rabies injection or the treatment. This prisoner died soon after the experinfent.
Should Dr. Lee be heldaccountabie for the prisoner’s death and he brought to trial for murder? Why or why not?

SAMPLE OPINIONS

George

“No. 1 don’t think Dr. Leeshould be punished. After all, the
prisoner was going to die anyway. and he took his chances.
Besides. the experiment was evidently approved by the judge
or the people in charge of the prison. No one guaranteed that
the experiment would beasuccess. If one could guarantee the
success of the experiment, there would be no need to actually
do the experiment! On the other hand, the prisoners knew
what they were getting into. They probably wanted to do
some good for society . . . almost like making some kind of
repayment for their past ways. What greater good could a
condemned prisoner do forsociety. Anyway, I'm sure that Dr
Lee didn't want the prisoner to die. It just happened!”

Larry

“No. | don't think that Dr. Lee should be charged with
murder. Actually, it is veryimportant for society in general to
have a safe and more effective rabies treatment. Every year
many people die reedlessly because there is no effective way
of treating rabies. In thiscase, Dr. Lec was well within the law
in performing the experiment. She had the permission of the
authorities, and the consent of the convicts. If Dr. Lee is guilty.

so are several other people, includifig the judge and the
warden—even the dead convict himself. Drugs can’t be tested
just onmice. Before they can be used onhuman subjectsorbe
made available for general use, someone has to try them first.
Dr. Lee should only be punished if she had intentionally
sought to do harm. Even the law recognizes that.”

June

“Yes, Dr. Lee should be most certainly ‘punished for taking
advantage of the prisoner. Because those men were
prisoners—even on “death row™—does not mean that they
don't have any rights or their welfare is not protected. Not
only did Dr. Lee violate the nghts of the prisoners when she
conducted the ex periment, but I'm also sure that in reality the
prisoners probably had no choice except to agree to partici-
pate. A prisoner sentenced to death would jump at any
opportunity to escape execution.

All human life is important—even that of a condemned
killer on “death row.” In this case, Dr. Lee took that life—
even though she was attempting to do good. I think that even
a condemned prisoner has the right to live out his remaining
days.”

DISCUSSION QUESTIONSI ¥

e Would yourdecision be any different if the subject were not prisoners? Why or why not?
e If you were the warden of the prison, would you permit the research study to take place? Why or why not? -
e Given that the convicted prisoners were to be executed, did they really have a free choice? What does “valid informed

consent” mean to you? Why?

e Isit right toask thosc whohave violated society to redeem themselves by doing a good deed? Since new drugs and medical
treatments haveso manyunknown sideeffectsand possible dangers, should theyfirst be tested on prisonzrs before they-are tried

out on the genéral public? Why or why not?

e If you were in the prisoner’s place, what would motivate you to volunteer for an experiment? Why?
damaging effects of their experiments? Why or why not?

e Should resarchers be held responsible for unpredicted

o In many instances, knowledge of the type of experimentation to be performed would prevent subjects from volunteering for
experiments. How should researchers conduct important experiments if this were the case? Why?

e Some rescarch studies such as drug testing require a control group who receives no treatment in order to prove the
effectiveness ofadrug,and those controi subjects often suffer irreparable effectsas a result. How does one reconcile the need to

gain information and still protect subjects?

e Should thesame guidelines for conducting experiments on human subjectsapply also to animal subjects? Why or why not?
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Reading 1
The Ethics of Fetal Research!

by Paul Ramsey

We who are not scientists can begin to understand the nature
and purposes of experiments using live human fetuses by .
classifying what is done or may be done¢ into three sorts o
types of research. In one type, the human research subject is
the fetus in utero (most frequently, in anticipation of abor-
tion). In another type, the subject is the still-living, previable
abortus, the product of spontaneous or induced abortion,
after it is disconnected from the placenta. A third type falls
. temporally between these two: in cases of abortion by hyste-
v rotomy (a procedure which emulates a Caesarian section), the
fetus may be exteriorized, leaving its placenta in place, and
then experiments may be conducted while it is still connected
with the mother—before the umibilical cord is cut.
Examples of the sorts of research that can be doné using the
live human fetus at these times will fill in that sketch. In.the
last-mentioned case, for example, while the fetus is still con-
nected with the mother, tests can be performed to determine
whether a substance of substances pass from maternal circu-
lation across the placental barrier into fetal circulation. This
might be done by injectinga substance into the woman and at
five minute intervals taking samples of fetal blood. Fetal - . |
organs subsequently can be tested to determine whether the
substance has lodged in them..Or a serics of injectionscould . .-
be begun shortly. before hysterotomy, continued while the
procedure was being performed, and complcted with thefetus
exteriorized and still Inked with the placenta, e
Research using the still-living; previableabortus, scparatpd 3
from its mother, is usually directed - toward dcveIopmg .
improved ways of saving immature-fefuses, or -improving.
incubators for immature and premature neonates of infarits.
The goal is to save future human. lives. Such attcmpted
“salvage” or “rescue” techniques are the perfusion mcubator
and submergence in sdline solution under hyperbaric pres-
i sure.In thefirstcasea veinand anarteryare cannulated, and
the fetal blood is thus externally oxygenated and thencircu- .

R - - )
IThisselection lsc:u:crptcd fwm 17.4 Ezhic: of Fllal R:.warch by Paul Rtmsey by pe;mlsslon from the Yale Umvemty Press, New
Havcn Connecticut, 1975.
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lated. In the second case, the goal is to force oxygen through

, the skin. In both cases, the life of the previable abortus is
experimentally extended, in the hope of learning how to save
future babies until their lungs can cXpa&(li and function. 1
suppose, also, that useful information might be derived from
procedures that would of themselves directly kill or hastenthe
abortus’ dving.

Rescarch on the fetus in utero may consist of tests to
determine whether given substances past the plzcental barrier
and harm the fetus; they may try to deterimine whichare most
efficient in giving aid and protection to the fetus. Anexample
of the latter is the experiment to determine which of two
antibiotics should be used instead of penicillin to treat in
utero syphilisin the fetuses of women with penicillinallergies.
Anexample of the former can be construed by imagining that
thalidomide has been tested before it was allowed to be
prescribed and marketed. Thalidomide, I understand, is quite

»

a good drug for its purposes. However, it had tragic conse-
quences for the children of women who used it in carly
pregnancy. These are some of the benefits to come and deter-
iments to prevent by knowledge gained by experiments on the
human fetus in situ, in anticipation of abortion. . .

Experimentation on the fetus in utero, however, is by no
means limited to drug studies. Ultrasound is or can soon be
used in the carly detection of fetal heart defects; such diagno-
sis can be important for treatment at birth. Physicians do not
believe that the use of ultrasound is really damaging to-the
fetus. They would simply like to use the fetus in utero in
anticipation of abortion to*“prove”that this is the case, before
bringing the diagnostic procedure into general use. Similarly,
one of the researchers in the antibiotic experiment is quoted
as saying, “There was no reason to think that eitherantibiotic
would be harmful to a fetus—each is widely used—but it
seemed wrong to take any chance.”




Reading 2
The Cost of Fetal Research:
Ethical Considerations

by Hans O. Tiffel

Abortion produces the fetuses for fetal rescarch. And, since
abortion discord continues to occupy wide public attention, it
overshadows, prejudges, and even tends to absorb fetal
research as an ethical issue in its own right. I shall not
: explicitly discuss the morality of abortion here but shallargue
v that whether in general one approves of abortion or disap- '
proves, nontherapetuic and possibly harmful experimenta-
tion with living fetuses is immoral in general and especially for
abortion fetuses, ’ ...
To be clear about terms, “nontherapeutic research” refers o
to “research not designed to improve the health condition of
the research subject by prophylactic, diagnostic or treatment  *
methods.” “Fetus,” following the Commission’s definition, is
a label that applies as early as the time of implantation. And |
“abortion fetus” refers to the living human fetus before; dur-
ing, orafter abortion. “Harm”is used inan ali-inclusive sense,
whether minimal or severe, potential or actual, arid whether
or not it involves pain. Such a wide definition forestalls the
possibility that all conceivable procediires with abortion fes-
tuses might be justified with the label of “minimal harm”since
’ itis restricted to the relatively short time before the fetus dies.
The three most important aspects of the controversy are
the status of the fetus, the. question of consent, and the
relations between means and ends. . . L
If the fetus is merely a “collection of cells” or “live human
material,” it does not qualify as a_human subject. In. this
perspective, the aborted human fetus can be compared “toan
excretion that may be:put to any use not offending against
public decency.” It follows that éxperimentation With living
fetuses would not raise the sorts of legal or ethical questions -
that are appropriate for resesrch on human‘beings. And - - - . ¢
indeed, if the fetus imay not properly be calléd “one of us,"a SR
fetal human being, or some similar term that includesitin the °
~ ' community and care of man,the whole contraversy is much
— ado about nothing. Ethically speaking, problems about the . e
fetus would be resolved much as are problems with human ~ « ° - !

IThis welection is excerpted by permission from The New Englond Jowmlofb?edlclm. Volume 294, pp. 85-90, 1976.
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ova, the uterus, or the appendix, not just in regard to their
removal but also in reference to cxpcnmcntatlon before or
after their removal.

To my knowledge there is no way of proving the humanity
of the human fetus. Empirical evidence such as pictures of the
embryo and previable fetus or descriptions of itsearly organic
development are not decisive. Amazement over how much it
is already “one of us” runs against the skeptical awareness of
how far it has yet to go. Biologic facts are not decisive in
disagreements over who is a human being.

The great urgency of therapeutic fetal research implies the
humanity of the fetus to the extent that help for the fetus is
help for human beings. A fetus in utero saved through
research is the equivalent of the medical rescue of a human
being. And fetal experimentation not only saves human lives
but prevents human illness and suffering and offers hope to
seriously ill patients. The promise of this research is clearly
for humanity, born and unbom. Indeed, the question- of
whether the fetusisa human being never evenarises when we
are speaking of the actual or potential benefits of such
rcsearch or when this new life is wanted by its parents. Of
course it is a human being. And parents are not averse to
naming itand to relating toitin personal ways. Doubtsabout
the humanity of the fetus tend to appear only on the risk or
cost side of such experiments and when fetuses are not
wanted. The unavoidable cost of fetal research is less if it is
something else than human beings that are placed at risk. But
if the humanity of the fetus is assumed in the import-

ance ascribed to fetal research and in welcome preg-
nancies, we may not logically evade that status in weighing
the cost of experimentation. The relativistic argument that
makes the value and the rights of human fetuses dependent
upon context, upon being valued or wanted by individuals or
society, reduces human fetuses to the status of animals or
propertyand not only would treat fetuses unequally (wanted
vs. unwanted) but would make the value of human life
dependent upon inconstant personal and social preferences.

Proponents of nontherapeuticand possibly harmful exper-
imentation with abortion fetuses insist that we should exempt
unborn offspring carried to term—those who later in life
might be plagued by unforeseen harm. It would be better to
protect wanted human lives from dangers that could be borne
by fetuses that have no future, fetuses that are dying bythe
thousands since the Supreme Court decision onabortion. The
law and our practice already declare that these lives are
expendable. So why net expend them in th good cause of
scientific progress and the future saving of sick children? In
fact, it may be unethical not to do fetal expcrimentation
“when the research has as its objective the saving of the lives
(or the reduction of defects) of other, wanted fetuses.”

If, in contrast, one holds that all human life is important
regardless of its utility and that even unwanted and uncared-
for human beings are of intrinsic worth, one will have diffi-
culty in agreeing to a strict division that grants all benefits to
wanted fetuses and places the costs upon the unwanted.




Reading 3
‘The Human Fetus .
As Useful Research Materlal

by Robert S. Morison, M.D. and Sumner B. Twiss, Jr.

Case No. 138

The—government’s Commitiee on Biological Research
Review L/xammes all research proposals submitted for fund-
ing by/governmem grants and contracts. This day’s meeting
was devoted to examining one specific proposal. It came
Jfromthe world famous Institute of Embryology at the coun-
try s most prestigious university teaching hospital. No one on
the Biological Research Review Committee doubted the
scientific merit of the proposed research or the ability of the
research team who would jointly undertake this major study.
Their doubts were fundamentally ethical.

The Institute of Embryology had long been concerned-
with the plight of women who were prone to spontaneous
abortions. They had pioneered in-the development of acute
care facilities for premature newborns. Now they were eager
10 develop techniques which would permit the salvaging of
pre-viable and marginally-viable fetuses in the 300 to 1200
gram range. The research proposed for review and funding
was for the development of an artificial placenta. Fetuses
would be obtained from those aborted voluntarily by hyste-
rotomy under the country’s uniform abortion statute which
permits abortion up to the 24th week of gestation. They
would be tran.yfemd 10 the Institute’s resegreh facilities. The
technique would igyolve canriulation.of the internal iliac
. vessels offering total perfusion of- the fetus/infant. It was.

: recognized that success would be limited for the early stages .
of the research. The research team anticipated maintenance JO
of vital signs for periods ¢f no more thanminutes or hours. It . :
was hoped, however, that ‘especially with fetusés in the 1006 -
gram range, survival time-would increase gradually as the >
techmque was perfected.. It was decided for the purposes of -. o
this phase of the research that during the critical period of T
transfer of the fetuis 1o the artificial placentano fetus would be

- - i maintained for more than a-two-week period because of
possible damage Fetuses would be obtained from the obstel-

Repnmcd by permissin from The Hasiings Center Report, Vol 3, No. 2: April, 1973 © lnsmutc of Socnety. Ethics and the Life
Sciences, 360 Broadway, Hastings-on-Hudson, New York )
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rical services of six hospﬂal in the immediate wcmuy Ade-
quate compensation would be made to the hospitals to cover
expenses including supplies and staff time nesessary for
maintenance of the fetus prior 1o the time it was delivered to
the embryology clinic.

‘e

by ROBERT S. MORRISON, M.D.

The Committee should have no partlcular cthical difficulty '

with the proposal In the first place, it may be viewed simply
as an extension toanearlier stage of the work already success-
fully accomphs hed on prematurely born infants. There is, of
course, one significant difference. In the earlier cases, the
parents of the expcnmcntal subjects usually hoped for thg}r
survival. Inthe present proposal, the experimental subjects
would be fetuses whose prospective parents will have specifi-
cally renounced the rcsponsnblllty of parenthood.

How does this alter theethical situation? As a first approx-
imation, it would appear tosimplify, rather than compllcatc it
since the prior decision to allow an abortion would, in almost
alljnstances, have been based ona prior finding that the right
to'life of the fetus was outweighed byother considerations.
Any further threat implied by the proposed experimental
procedure would appear to be trivial in comparison.

Those who follow the thinking of the Supreme Court may
also pointout that,if a nonviable fetus has not yet feached the
compelling point for protection against a clear threat to its
life, there should bemuch less hesitation about exposingit to
the minor inconvenience of the proposed experimental
procedure.

Those whoare nevertheless driven to (A:ogn ize the fetusas
a person would ordinarily base the decision to abort on some
weighing of the rights of mother and fetus.’In such cases, as
long as thefetls survives, it would appear to hdve the status
of aminorchild. Thematter might then be handled by asking
the parents’ permission for the experimental procedure in the
usual way. Alternatively, in order to avoid amblgumcs, such
cases might simply be omitted from the series. Once these
theoretical matters are out of the way, it may be pointed out
in supplemental defense of the proposed experiments that
they seem toconform with the principles set down in Nurem-
berg and Helsinki. The probable harm to the fetusis clearly
outweighed by the enormous gain to future generations of
parents whomay have tried repeatedly to bear a living infant,
only to havetheir hopes dashed by spontaneous abortion. It is
clearly stipulated that the auspices under which the research
is to be carried out ars of the first class, and the experimental
design leaves nothing to be desired.

A new and serious problem will, of course, arise as the
expcnmcnts approach success. The proposal rcco\gmzcs this
in providing for the termination of an cxanmcn{ on any
given fetus prior to the period of normal viability. It would
clearly beunethical to employ extraordinary means acn@lly
to bring into the world of the living an infant whose parents
had already rejected it. In other words, as soon as the experi-
ments give promise of imminent success, they should be
limited to those spontanmusly abortec fetuses that the par=
ents wish'to bring to maturity.

Enthusiastic advocates of abortion mlght oppose the pro-
posed experimenton-the grounds that, by pushing back thie
moment of viability, the development of a successful treat-
ment would progressively shorten the period dunng which
abortions may be regarded as permissible. I find it simply
offensive to oppose the experiments on these grounds. In
stead, onemay beallowed to hope that in countriesadvanced
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enough to provide successful treatment for early stages of
prcmatunty the people would be sophisticated enough to
have their ordinary abortions before the fourth month.

by SUMNER B. TWISS, JR.

I shall contend that the research proposal as stated raisesfar
too many objections to be appraised as morally justifiable. In
order to elucidate some of the significant moral issues 1 will
examine three aspects of the research proposal: 1) the back-.
ground of the research design, 2) the design of the proposed
research, and 3) the objectives of the rcscarch proposal.

1) Background of the Rmrch Design !

Accordmg toa growmg Cofsensus on canons rcgulatmg med-
ical experimentation, it is necessary to engage in what has
been called “the animal work” before going on to engage in
“the human work.” Since the research proposal omits all
reference to this stage of research and talks only about devel-
oping an artificial placenta by experimentiig on human
fetuses exclusively, ] must assume that it contravenes this rule

.

.

of medical experimentation, whether by ncghgcnce or dellb-

erate.intent I do not know.
2) Design of the Proposed Research

The research, as proposed, raises at least three areas of moral i
concern: the consent of the research subject, the dtspos/al of '

the fetuses, and the dilemmatic situation produced by suc-
cessful complction of the research.
® Consent: The qucsuon of who, if anyone, should consent

to the proposed experimentation is difficuit to answer,_ls itthe -

woman who voluntarily aborts the fetus? Or is it the fetis

itself? It should be noted that the proposed medical n'\tcrvcn—,w ]
tion at least indirectly interferes with the presumed desires

_and decisions of women to have their fetuses killed. Althoug
the decision to have an abortion may be construed as a
disavowal of any responsibility for the fetus after abortion,
the practice ofabortion seems to presuppose fulfiliment of the
decision for feticide. Because of the proposed medical inter-
ference with this decision, the women's informed consent for
the short-term maintenance and experimental use of their
fetuses should be obtained. The women may well be
construed as experimental research subjects undergoing a
medical procedure for the sake of medical research.

However, the issue of consent of medical experimentation
does not end here. While informed consent would relieve the
researchers from the allegation of illicitly manipulating the
desires of unsuspecting and unconsenting human research
subjects, obtaining this consent may not release them from
the charge of complicity in thé women’s willmgness to be
presumptuous with their fetuses. It can be argued that the
fetuses are research subjects—not volunteers. To construe the
fetuses’informed consent to the proposed research, to conserit
ontheirbehalf that they be exposed to the risks of experimen-
tation would not be so much absurd as manifgstly immoral.
Considering the hypothetical case of bringing sych a fetus to
term asa person possibly suffering deletetious consequences

. of those experirental risks may help to elucidate the point

\and logic behind my objection here. F contend that by the
cmons of medical experimentation, the researchers caiinot

~ give such proxy consent for the fetuses as research subjects.
The loggc behind ‘this particular objection for denying the
legmmac of proxy consent doesnot prcsupposconmplythe
position that the fetus is @ human person before being

brought to tctg

" be regarded as$ a research Subjcct particularly when the

, lthough it-does argue that the fetus should




possnblllty of longer penods of fetal experimentation is taken
into account.

® Dispostng of fetuses: The matter of disposing of the
fetuses after short-term maintenance and experimentation
raises some difficult issues. On the view that distinctly human
life beginsat some time before disposal, the research proposal
is obviously vulnerable to the charge that it incorporates an
inherently immoral practice. Since the fetuscs persumably
may be obtained up to the 24th week of -prégnancy, a two
week experiment would permit life maintenance up toas late
as 26 weeks, beyond the time abortion is permitted in the
country, and very late for denying distinctly human life.

I would like, however, to probe the practice of disposal
morg subtly, suggesting problems which mayarise regardless
of whether the fetus is viewed as human life. Disposal is
justified by the research proposal on the grounds that exper-
imentation may cause fetal damage so deleterious that in the
judgment of the researchers the fetus ought not to be main-
tained for more than a short period of time, much less be
brought to term. Regardless of whether the fetus is human life
itis a rescarch subject who did not consent to the possibly
damaging experimentation performed ugon 1it. So, by means
of the practice of disposal, it may appear that the researchers
are trying to rectify one moral wrong by performing another.

® Moral Risks with Success: As gradually improving tech-
niques permit fetal growth to later and moro mature stages,
then the issue of disposal will be met head-on in the form of

the follotving presently unresolved questions: When do” -

fetuses acquire the status of protectable humanity? When
they can be brought to term possibly without damage, what
will be the grounds for disposal then? Will the original abor-
tive decisions of their biological mothers be invoked to justify
disposal,or should the fetuses be viewed as coming under the
aegis of “protectable humanity™ If broughtfo term, will they
finally be admitted into the human community or will they
still be considered materidl appropriate for further experi-
mentation? Who will take responsibility for their personal and
social nuture?

Careful consideration of the later phases of the research
design raises the broad question of whether the researchers
can ever morally get to know how to perfect the artificial
placenta. One view argues that unless the possibility of fetal
damage caused by the experimental techniques can be defi-
nitely excluded, the research, when viewed inits later phasés,
is immoral. A second view is that the researchers should be
expected only to assess whether the risks accruing from the
use of the artificial placenta are at an acceptable level, e.g.,

roughly equivalent to the risks of # natural pregnancy and
birth. In the final analysis any decision must consider the
objectives, and not only the internal design, of the research
proposal. If the goals of the research are therapeutic, then the
second position may seem more plausible. While if the goals
are demonstrably non-thcrapcutlc, particularly for the fetuses
being experimented upon, then the first position may pose a
conclusive objection.

3) Objectives of the Research Proposal

The stated objective of the research proposal is to aid the
plight of those women prone to spcataneous abortion. On the
face of it, this counts as a therapeutic objective. Some would
maintain that an important line must be drawn between
remedial therapy-for a medical condition, on the one hand,
and “doctoring™ or satisfying desires by biomedical technol-
ogy, on the other. And they would conclude that medical
practice and research should be devoted to the former only.
Others would consider acute psychological suffering to jus-
tify therapy. I think that the present situation is ambiguous
enough that the objective of the research proposal may be
legitimately construed as therapeutic, and even if this conten-

* tion is misguided the beneficiaries of the perfected artificial

placenta will include the spontaneously aborted fetuses.
Can the researchers morally get to know how to perfect the
artificial placenta under the proposed research design? I con-
tend that the experimental design of the résearch proposal is,
on the whole, not morally justifiable, despite its praiseworthy
therapeutic goals. It does not propose to experirient for
therapeutic purposes directly on spontaneously aborted
gtuscs. rather it proposes to submit other voluntarily aborted
etuses to hazardous procedures not therapeutic for them.
However, I think that research along these lines should be
encouraged and could be redesigned so as to avoid many, if
notall, of my objections. Here are just a few suggestions: 1) do
all the necessary “animal work™ first; 2) obtain fetuses only
from those women who spontaneovsly abort them and are
willing to consent to “therapeutic experimentation™ 3)
develop a discriminate disposal policy based on the welfare of
the fetuses being therapeutically experimented upon; 4) hue
1o all the relevant canons for medical experimentation; etc.
With these and similar modifications, I suspect that a good
(moral) case could be argued for researching and developing
an artificial placenta. It is most unfortunate that the world
famous Institute of Embryology was so shori-sighted. With
careful planning it would have iaved itself (and me) a lot-of
trouble. As things stand now, it may have lost some of its

, prestige.
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Dileima 4 — RESEARCH ON THE FETUS: SHOULD WE OR SHOULDNT WE?

Robert Saunders, a medical rescarcher ata major research hospital, is working on the development of an artifical placenta. The
artifical placenta would simulate the natural blood circulating environmerit for nutrients and oXygen exchange to promote
development of the fetus to the stage of a full-term newborn. Success of this method to sustair premature fetuses would be a

. major medical breakthrough since it would provide a rescue technique for fetuses of women who are prone to premature
deliveries. .

In these early trials of the experiment fetuses under 24 weeksof gestation are employed. Under 24 wecks fetuses are considered
previable (i.c., they have no chance of survival outside the mother’s womb). The longest survival time of these experiments has
been 11days. However, the guidelines governing this type of experiment indicate that the experiment must be discontinued after
two weeks. Tocontinue the experiment longer would increasc the possibility of the fetus tosurvive. If the fetus lives, one cannot
be sure that it will develop into a normal child. It is not known what effects the experimental procedures may have had on the

fetus. Furthermore, it creates the problem of bringing a person into existence against the wishes of the parents.

Saunders has successfully maintained a 24-week old fetus fdr two weeks. He feels that since he is so close to pcrfccting‘ the
technique and since the fetus has a good chance of survival, he wants to continue the c}pcrimcnt—-c_vcn though he will be

violating the guidelines which limit the experiment to two weeks.

Shouid he continue the experiment? Why or why not?

g

’ SAMPLE OPINIONS

Jefjrey

“He should not continue the experiment. This is too new an
experimental technique and there are too many unkncwns.
Besides, guidelines were written for the purpose of preventing
people from going too far. It also seems that the possibility of
being born with defects or something wrong is too great.
Besides, what if the fetus lived and wasn’t normal—how
would that affect the parents and the child? I think it would be
best to put it out of its misery and eliminate the possibility of
something being wrong. If I were the fetus, I would certainly
not want to lead a life that’s not normal.

Whoever gave permission for the experiment must have
understood that the technique hadn’t been perfected. They
probably had no intention for the fetus to survive, knowing
the risks of possible damage. The researcher must go by the
wishes of the parents.”

Marcy

“He should not continue the experiment. When Saunders
took on the experiment he, in essence,-agreed to the condi-
tions regulating the research. How can he then take it upon
himself to change the guidelines at this time? Medical
researchers in all areas must work within the rules set down,
otherwise, illezal experiments would abound. This will cast
doubts on the integrity of the field and produce possibly
dangerous types of research. The.panel who reviewed and
approved the research proposal had carefully weighed the
possible tonsiderations and came to the most reasonable
solution; therefore, it is not up to Saunders to question the
gonsensus of the group.

Saunders must further recognize that any experimental
procedure carries the grave risk of harmful effects. If the fetus
is maintained to full term with the fullest possibility of suffer-
ing from abnormality, what then is Saunders’responsibility to
society? Can he justify burdening society with a not fully
functioning individual?

The intent of the experiment was to develop a technique to

. increase the survival probability of more mature fetuses who

are at a stage of normal viability, not the fetuses used in these
experiments who are below the previable stage.™ )

" Linda

“Saunders should continue the experiment. One cannot arbi-

P trarily designate one stage of fetal development as more

human than another—that is, that fetuses under 24 weeksare
mere experimental objects and those beyond that carry the
status of humaness. The fact that the fetus in question shows
vital signs indicates §hat it is living and should be guaranteed
the-right to life. Because one has exposed it to an experimen-
tal procedure does tiot mean that it has given up its claim to
life.

There is also the question as to who has the right to give
permission to expose the fetus to the experiment. Are the
parents justified in allowing the fetusto be a research subject?
How can the rights of the fetus be protected?

1 think that any experimental techniques performed on a
human subject is wrong if there Is no intent to benefit the
subject. Most of all, the welfare of the subject should be the
first consideration rather than the knowledge gained to
benefit others.

In this case, the guidelines clearly did not focus on the
rights and the welfare of the fetus.”




DISCUSSION QUESTIONS

o:Why should it be important for a researcher to follow the guldclmes set forth by the review committee?

® What obligations should researchers conducting fetal rescarch have to the fctus" To the parents? Why?

¢ Should research be conducted if the subjcct does not benefit from it? Why or why not?

e Should parents have the right to give consent to experimentation on fetuses? Why or why not?

¢ From the point of view of the benefits derived from the new tcchmques, are there risks that should be permissible? Why or
why not? -

¢ Who should be responsible for the care of the child if it lives? Why? If an abnormality shows up later on in the child’s life, can
anyone be blamed? Why?

o If you were the fetus, what wouldsyou want done? Why?

® What If the parents changed their minds and decided they wanted the fetus to survive—should the experiment be continued?
Why or why not?

o If the fetus becomes grossly abnormal at a later time, what should the resedrcher do? Why? Isit any worse to dispose of the
fetus at a later time? Why or why not?

o If the researcher agrees to tcnnmatc the experiment three weeks later, should hc thcn be allowcd to contmuc" Why or why
not?
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. Psychosurgery: The New Russian Rouilette

* ; !
* tReprinted by permission from New York Mszazine, March 7, 1977, pp, 38-40. & 1977 by the NYM Corporation.
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The postcard arrived a year ago. It showed the photo of a
family friend, head shaved and marked for scalpel. “Will try
psychosurgery. I'll go in Sandra, come out Jenny. Maybe then
111 get custody of the kids.” . ‘ .
~  We called the hospital following the surgery, but neither .
the old Sandra nor the new Jenny remembered us. Instead of
reuniting her with her children, the operation.triggered vio-
lence and delusions. An involuntary commitment followed.
Not all psychosurgery ends tragically. Patients suffering
from intractable pain or certain obsessive-compulsive fixa-
tions seem to be benefited by the procedure. But it is a-drastic *
and inappropriate treatment for people who are' merely
depressed or dissatisfied. And to date little in the way of either
public awareness or state or national laws protects themfrom
the modern psychosurgeon who, like his Peruvian-counter-
part 12,000 years ago, offers to open their skulis to release the
demons. Co . ’
“Psychosurgery involves the destruction of those parts of
the_brain—such as the:center for aggression or sexuality—
which the surgeon feels are responsible for the patient’s
abnormality,” explains one psychostrgeon. This may be done
in several ways. The skull can be opened and the brain tissue
destroyed with a blunt, tongue-depressor=style instrument.
Or e§ ctrodes can be implanted to carry current that burns the
target area. Unlike other brain surgery,- which seeks to mend
visibld tears and cut away growths from the brain tissue,
psychosurgery is petformed even if the.organ looks perféctly
’ norma). ) ~ . '

The rationale behind psychosurgery is not entirely convinc-
ing. The brain is too cqmplex to have a single center for a
givendrive. So psychosurgeens use a road map of the brainto
choose a dozen or more target sites for each operation. One
wrong turn and the patient experiences the loss of a possibly

wvaluable part of his personality. ’

“Psychosurgery is like doing surgery with your eyes-

: closed,” says brain researcher-Eric Schwartz, an assistant
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professor at New York Medical College. “Wc dont have a,
basic undcrstandmg of the brain to support ir.”

Despite reservations even within the medical profession,
psychiatrists still refer patients to the 260 neurosurgeons who
pcrform psychosurgery. At least 500 to 600 operations are
perforrfied annually. But since there is no required reporting
Jprocedure, theactual number may be much higher. Boston is
the psychosurgcry capital of the United States. People can
shuttle into the city to rid themselves of unwanted aspects of
their pcrsonahtlcc as women once flew into New York to rid
thcmsclvc( of unwanted fetuses. Yet the existing studies on
the value of psyghosurgcry are ifl conflict. Most rescarch is
done on mem’al patients; success is measured in terms of
patiént “manageability” rather than cure. |

Even in the successful cases, the operation blunts the per-
son's emotionsand causes memory loss. In that sense, psycho-
surgery is onlya milder version of those highly suspect lobot-
omies which were performed on over 50,000 patients in the
1930s and 1940s. But psychosurgery is potentially more dan-
gerous, since 1t has been prescribed for everything from
hyperactivity in children to obesity and chroaic marijuana-
smoking. In Philadelphia, the press unc0vcrcd a doctor oper-
ating ondrugaddicts. A southern neurosurgeon specializesin
alcoholics. Foes of the procedure see it as a means of social
controf, claiming that the usual targets are societal black
sheep: political dissenters and captive populations.

Psychiatrist Frank Ervin and neurosurgeons Vernon Mark
and William Sweet have proposed psychosurgery as a “cost-
effective” way to combat urban violence. As far back as 1967,
in,a letter to the Journal of the American Medical Associa-
tion, they proposed “intensive research and clinicalstudies of
the individuals committing the violence. The goal of such
studies would be to pinpoint, diagnose, and treat those peo-
ple with low violence thresholds before they contribute to
further tragedies.™ But “potential violence,” like mental illness
.. itself, may be in the eyes of the beholder. And in a culture

which only recently began repealing statutes that allowed
involuntary commutment of people for “social nonconfor-
mance.” the idea of enforcing values through an irreversible
operatioriis questionable at best. Amid scandals involving its
use on Sovset dissidents, Russia banned the procedure. In
" America the operation is still available because of the value
we place on autonomy- the American paradox—the idea
that a free society should allow people to choose as wellas to
refuse psychosurgerv. %

For some penple there is no choice. Psychosurgery may be
proposed to inmates of mental institutions and prisons with-
out an adequate explanation of its risks. And its performance
may be subtly or not-so-subtly coerced by promising the
patient release 1f he consents — or by warning him that the

qperation represents his last chance to lead a normal life. In

1973, 1n Mjchigan, the first court to consider psychosurgery
for a mental patient heard the patient testify that the extra
attention he’d recerved convinced him to consent. The Boston
State Hospital Human Rights Committee defends experi-
mentation on patients: “The patients get extra care from the
study persunnel, and their physical condition is checked more
frequently than might be done otherwise,”

Dr. M. Hunter Brown, a California neurosurgeon, sees
psychosurgery as an appropriate treatment for violence. He
has volunteered his services to the California prisons to test
his theory. Brown notes that it costs $100,000 to jail a con-
victcd\murdcrcr while for $5,000 he can be operated on and,
in Brown’s rosy vicw, returned to society.
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Mass murderer Edmund Kemper is an inmate at the Cor-
réctional Medical Facility in Vacaville, California. He claims
that he wanis psychosurgery but that California laws make it
unduly difficult for him to obtainit. At a recent courtappear-
ance, heavowed fcrvcntly that he was not requesting psycho-

. surgery for the promlsc of release‘but because surgery would

improve his life, It is mtcrcstmg that this is the same claim
that was made by an involuntarily confined Michigan mental

patient. But when the patient’s attorney got him released from |

the institution on the ground that his confinement was uncon-
stitutional, the first thing the patient did was withdraw his
consent to the surgery.  *

A mass murderer in Nev York would not have Kemper’s
problem obtaining psychosurgery. No New York law prevents

its use on prisoners. An inmate may not be taken out of 2

prison for medical surgery without the authorization of a-
judge, but Seetion 148.0f the New York Corrections. Law
prowdcs for the establishment of psychiatric clinics within
prisons. Psychosurgcry could take place in one of these clinics
with no outside scrutiny of whether tire inmate really needed
the surgery or even consented to it.

The possibility of psychosurgery’s use as a means of social
control prompted Congressman Loilis Stokes, a black
Democrat from Ohio, to introduce a Slll which would ban
psychosurgery entirely. “When you get to scrccnmg Segments
of the population for the purpose of ascertaining whether
theyare violeheg-prone, and whether they may conduct riots,
and whcthc% have damaged brains, and so forth,
what you're talking abRutis a process by which youc control
society,” says Stokes, “N\nd who are they talking about?
They're talking about black people and poor people. They're
not talking about examining the minds of these kids who go
to Florida every year at Christmastime and tear up a whole
damn town. They’re talking about going to Detreit, Chicago,
Watts, Cleveland, and examining their brains, because if you
riot, there must be something wrong with your brain.”

Just as there is no federal law to limit the use of psycho-
surgery as a means of social control, there is no law to govern
its implementation as a proposed therapy. The extensive
psychosurgery regulations of the Department of Health,
Education, and Welfarz do not apply to any of the operations
currently being performed, since none of them involves
HEW funds. In the area of state legislation, Alaska, Califor-
nia, Connecticut, Florida, Idaho, Hlinois, Massachusetts,
New York, North Carolina, Oregon, South Dakota, Tennes-
see, and Vermont grant mental patients the right to refuse
psychosurgery.

The New York law seems liberal on its face, stating that the
mental hospital “shall require consent for surgery,” but this
rcquircmcnt is “subject tome regulations of the Commis-
sioner of the Department of Mental Hygiene.” Thisallows the

dcpartmcnt to make or revise its rcgulatlons without subject-_

ing the rules to the public scrutiny given to state statutes.
Department regulations are also changed more easily than
laws and often reflect political biases rather than publlc
consensus.

The right to refuse psychosurgcry couid thcrcforc be
undermined by a New York Department of Mental Hygiene
regulation that allow the patient’s spouse, parents, or adult
child to authorize psychosurgery if the patient is not compe-

" tent. In an emergency, the director of the instisution can

authorize the procedure.
Similar provisions have been used in other states to
undermine what appears to be a broad guarantee of a right to
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refuse psychosurgery. Particularly disturbing is the emer-
gency exception. In its brief in a recently filed case, the
Massachusetts Psychiatric Association claims: “Certain
patients are in a chronic emergency state,” including some
who “are so sensitive tostimuli that one must constantly be
alert for developing signs of violent outburt.” Psychiatrists
have also attempted fo invoke the “emergency” exception,
based on the shortage of staff, not on the patient’s critical
needs.

Most coyrt cases, likethe New York Department of Mental
Hygiene regulation, uphold the patient’s right to refuse only if
the patientis “competent.” Buta psychiatrist can claim that a
patlcnt s refusal toundergo psychosurgery is itself evidence of
mcompctcnoc. illustrating the prevailing tendency of mental
health profcssxonals to “look beyond™ what the person is
actually saying. “We have a tendency to ‘embrace’ the men-
tally ill,” says a professor at Yale Law School. It matters not
that the grip may be vicelike and debilitating.

But times are changing. Rosalynn Carter claims that she
plans to make mental health her primary area of concern.
Last April, a California court held that psychosurgery is so
harmfuland intrusive that it is not to be performed on mental
patients until a heaing is held to determine the voluntariness
and competency of their consent. Neither the patient’s refusal
hor his institutionalization may be taken as a sign of incompe-
tence. Although the court assured that a competent Califor-
nia patient’s refusal to undergo psychosurgery may not be
overridden, it left open the question of who may consent for
an incompetent patient. Substitute decisionmakers such as
relatives, medical personnel, or review committees all suffer
from conflicts of interest.

According to Professor Harold Edgar of Columbia Uni-
versity, “It is quite possible that some families would be
willing to consent to almost anything to get a troublesome

_relative off their hands.” The cochairwoman of the National
Organization of Women's mentalhealth task force told Cali-
fornia legislators that her psychiatrist was so keen for her to

have shock treatment that he was “at the heels” of her hus- -

band. She got a divorce in order to escape the unwanted
shocks.

Decisions made by some medical personnel are also sus-
pect. A doctor doing research is in need of subjects and is
thinking about his experiment in addition to the patient’s best
interest when he is considering a case. Moreover, when a staff
shortage exists, psychosurgery may be misused in order to
make patients manageable. According to Professor Michael
Shapiro of the University of Southern California Law
School, “Even if the diagnosis of mental illness were assumed
to be value-free, the determination of what to do about it is
not. To relysolely on medical experts involved in the diagno-
sis and appraisal of therapies to decide whether therapy
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should be administered is to transmogrify physicians and
clinicians intp,moral lcglslators

The workings of réview committees may also bc flawed.
Even if the medical members of the board are not affiliated
with the institution in which the patient resides, they may
rubber-stamp the attending physician’s decision because of
their general proresearch attitude, as a manifestation of pro-
fessional backslapping (since their own treatment proposals
will later be reviewed by the committee). or in order not to
further alienate the public by acknowledging that a doctor
has made an error in proposing a therapy as prtentially
harmful and intrusive as psychosurgery. Mear aile, lay
members of a review committee may not feel that they have
suffigient medical expertise to challenge the proposed psy-
chosurgery. The one lay member of the informed-consent
committee in the 1973 Michigan case approved the proce-
dure, explaining, “ Asa layman am unqualified to comment
on any of the many technical aspects which are involved in the
project. Therefore, we must all trust in the good intentions
and competence nf the hospital medical committee, psychol-
ogists, psychiatrists, neurologists, etc., who have reviewed
and evaluated the case.” i}

The conflicts of interest in the case of an incompetent

patient might be offset by leaving the decision to perform
psychosurgery to the courts. A proposed Massachusetts sta-

.tute would go one step further by stating, “No institutional-

ized patient who lacks the capacity for informed consent to
treatment shall be Subjected to psychosurgery.”

Current advances in state courts and legislatures provide
no protection for noninstitutionalized people like Sandra,
who “voluntarily” undergo the procedure. Thomas R., listed
as a “success”in the Mark and Ervin book Violence and.the
Brain, was told that he should undergo psychosurgery
because he suffered from delusions that his wife was having
an affair with his neighbor. While he was recovering from the
operation, his wife filed for divorce and later married the
neighbor. A follow-up study of Thomas shows that the once
successful engineer is almost a vegetable. The Washington,
D.C.,law firm of Edward Bennett Williams is now represent-

ing him in a suit against Mark and EMKA
article in the

According to Dr. Peter Breggin, in an

Duquesne Law Review, the largest group of patients cur-
rently receiving psychosurgery are middle-aged women. True
to the form of Freud, who libeled women by coining the
disorder “hysteria” from the Greek word for womb, there is
little to stop psychiatrists from prescribing psychosurgery as
if it were Valium. But the use of the irreversible and experi-
mental procedure except as a last resort on extremely ill
patients may create more torment than those demons the
Peruvians tried to unleash.




Dilemma 5 — A NEW PERSONALITY FOR THE PATIENT?

Peter James 15 24 years old and has been confined to a mental institution for 18 of those years. In addition to being severely
mentally retarded, Peter has a predisposition toward sporadic periods of uncontrolled aggression. During these periods he is
capable of violent behavior. On numerous rampages he has injured other patlents and hospital staff. At other times, he is gentle
and loving and in fact cheers up the other patients.

The neurosurgeon at the hospital wants to try a new method of psychosurgery which could stop Peter’s extreme aggression.
This new method would involve implanting electrodes into Peter’s brain and stimulating various parts of the brain electrically.
Once the precise brain section responsible for triggering the aggression is located, an electric current will be tumed on and that

part of the brain tissue will be destroyed.

Before the neurosurgeon can operate, he must first obtain the permission of Peter’s legal guardians, in this case, the guardians

are Peter’s parents.

Should Peter’s parents authorize the surgeon to use these experimental procedures? Why or why not?

SAMPLE OPINIONS

Lori

“I think that Peter's parents would agree that the medical staff
at the hospital know best. Besides protecting the other
patients and the hospital staff, they will also be helping to
protect Peterif they perform the operation. He won't be able
to hurt anyone—not even himself. The patient hasno control.
If the doctor performs the operation, Peter's parents' con-
sciences would be relieved knowing that he couldn't hurt
others. Yes, they should let the doctor do the operation.”

Kelly

“No, the parents should definitely not allow the surgery. First
of all, there is no absolute guarantee that the procedure will
work. Secondly, psychosurgery is still a subject of debate
among doctors. If doctors can't agree, how can the parents be
sure that they are doing the right thing? They have a duty to
protect their son from the whims of others. The hospital

wants to make Peter docile so that their job will become
casier. It just means that they wouldn't have to always be on
the lookout for the sudden bursts of violence.”

Paul

“No, they should not allow the doctor to perform the experi-
mental operation. Itis too drastic an operation. If the parents
give consent, they are in fact supporting the idea that people

have the right to control the minds of others. Peter, evenif he .

is mentally retarded, is a human being, and his brain is what
makes him human. Although only a small part of the brain
will be destroyed, some part of Peter will be lost. One has to
think about the dignity of the individual, even those inmental
institutions. They cannot speak up for themselves so they
must be protected from others who take advantage of their
condition.”

DISCUSSION QUESTIONS

® What obligations should Peter’s parents have to their son? To the institution where he resides? Why?
® Would it make any difference in the decision if Pcter were “normal” except for sporadic periods of uncontrolled aggression?

Why?

® Who should benefit more from the brain surgery, Peter or the mental institution? In this case does Peter really benefit?
® Should Peter's burden to the hospital staff be an important consideration in the parent’s decision? Why or why not?

o If Peter has no natural guardian, should anyone else have the right to make such a decision for him? Why of why not?
e Should protecting other people from harm justify the operations to make aggressive persons docile? Why or why not? What

if the aggressive person were a creative artist?

® Would society benefit if all aggressive people cauld be cured of their antisocial behavior by psychosurgery? What criteria

might you use to select those to undergo treatment?

® Should society have a right to force aggressive people to undergo such drastic and irreversible treatment? Why or why not"
® Would society be any better off ifimprisoned criminals were treated by psychosurgery before they are relcased"Why or why

not?

® Some people hay‘c compared psychosurgery to taking part of a person s life. Is this 2 good analogy?
® What is the value or importance of an intact brain if the person mlght be a threat to others?

© What does human.dignity mean to you?
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Readmg 1

Schlzophrema | B
Symptoms, Diagnosis and Cure

The development of the concept that schizophrenia isa single
clinically dlagnosablc disease can be traced to Emil Kraep=
elin’s rccogmtlon in 1896 that there was &' rclauonshlpamong
three forms of insanity. Kraepelin united these three psy-
choses under the single disorder “dementia praecox™to differ-
entiate them from other types of psychoses. This term,
: dementia praecox, indicates that the discase is a deteriorating
.- adolescent psychosis. ln\fact, that disorder does often beginin
) youth and becomes progressively more severe with age.
 However, Eugene Bleuler recognizéd that the symptoms
. " often don't appear until aduithood and that some patientsdo
not reach a demented stat% In 1911 Bleuler introduced the
term “schizophrenia” to describe the condition.

N Schizophrenia has been labeled thé core problem.of insan-
ity. The symptoms bring about a serious disruption to the life
of the patlcnt and dlmlmshcs his/her ability to function
effectively in soclcty The disorder commonly leads to the
patient’s progressive retreat into a world beset by delusion,
hallucination and fear of involvement with life and people.
Because of the diverse manifestations and final -outcomes,
schizophrenia is difficult to define and describe.

The disease is characterized by disordered thinking. The -

. patient is unable to cope with the problems of living, with-
- draws within himself/ herself, and seeks solutions to prob-
lems by elaborate mental constructs and fantasies. Usually,
this is associated with a regression intoa period of childhood
when the concept of self has not been firmly established. The
condition tends to persist because the patient refuses to test
his/ her ideas in terms of how they might help him/ her master
his/ her environment and relate to others.

In the beginning stages the schizophrenic avoids facing
problems and interacting with others, often by sleepng foc
long periods of time. When awake the individual spends an
inordinate amount of time philosophizing and intellectualiz-
ing about his/her problems rather than acting on them.
Gradually, withdrawal becomes more severe, communication
becomes ambiguous and the inability to make a decision
becomesa preoccupation. Delusion sets in; innocent remarks
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and actions are misinterpreted as critical and hostile. The
patient views himself/ herself as victim and experiences the
terror of persecution and the fear that his/ her own suicidal or
homicidal impulses will overcome him/ her.

Schizophrenic reactions often occur in individuals who are
shy, sensitive and somewhat egocentric. There is a signifi-
cantly higher occurrence of these reactions in the lowest social
groups.

Of the total number of pdople hospitalized on any given
day in the United States (about 1.4 million patients), about
one-quarter are hospitalized for schizophrenia. Many of these
schizophrenic patients are released within one year. However,
the average length of stay for all schizophrenic patients is 13
years because many patients are confined from their adoles-
cence until their death at an old age. It is believed that many
schizophrenics are never diagnosed or treated because of the
vague nature of the symptoms. It has been estimated that
between 14 and 20 of every 1,000 children born in the United
States will actually be hospitalized with schizophrenia. Esti-
mates of the same relative magnitude have been made for the
Western world in general.

There are many theories concerning the underlying cause
of schizophrenia. The belief that such drastic personality
disorganizations characterized by disordered thinking and
related to changes in brain function hasstimulated the search
for possible endocrine. toxic and biochemical factors. Investi-
gators have often presented scientific data proving that one
biochemical factor or another is a causative factor. only to
have subsequent studies invalidate earlier findings. Neuroan-
atomical, endocrine and genetic investigations have not pro-
duced decisive conclusions a?out the underlying cause.

The high familial incidence of schizophrenia led to the
generally accepted hypothesis that some genetic factor was
involved. Early studies with twins showed that identical twins
were more likely to share schizophrenic symptoms thaneither
fraternal twins or brothers and sisters. More recent studies_._,
however. have not reached the same conclusions.

Itis more likcly——b?mrbn present thinking—that the high
familial incidence can be tied to the common environment
shared by parents and children. Severely disturbed mothers
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and fathers may be producing schizophrenic children. The
finding, that schizophrenic patients usually grow up in
seriously disturbed familie$ fends support to this hypothesis.
This view is also supported by the fact that the critical
component of the various treatments proposed is the devel-
opment of a warm, honest and supgortive relationship with
the schizophrenic patient. This relationship leads to the
development of patient trust in the therapist and willingness
to risk an encounter with the real world.

Biochemists are actively searching for the caugative and
diagnostic factors of schizophrenia. Several recent studies on
chemical agents havefostered hope that they may provide the
means for detection and cure of the disease. Of particular note’
is the work being done with creatine phosphokinase (CPK)
activity in the blood serum.

CPK is an enzyme, a protein which catalyzes—speeds
up—a specific chemical reaction occurring in the human
body. It is present in all humans as three different types—a
brain type, a skeletal muscle type and a cardiac type. These
three types can be readily detected and differentiated by
standard laboratory techniques such as chromatography and
electrophoresis. The CPK found+in blood serum is the skele-
tal muscle type. Elevations of serum CPK have been found in
severely disturbed schizophrenics and patients with other
psychoses.

Many factors can cause elevations of CPK activity in
normal as well as hospitalized individuals. Intramuscular
injections of certain medications produce an increased CPK
activity insome people. Alcoholismn, strenuous activity, sleep
deprivation and muscle trauma have all been shown to cause
an elevation in some people at some time. However, in exper-
iments with schizophrenics and their relatives in situations
where these factors have been eliminated, researchers have
found them showing higher CPK levels‘than in‘other indi-
viduals. Although this diagnostic technique may be limited
by the short duration of the CPK increases and by the fact
that alcoholism. stress and injections may mask the CPK
effect, the measurement of serum CPK activity may be useful
until more reliable techniques are developed.




" Reading 2 |
Computerized Insurance Records' ' S

by Paul S. Entmacher, M.D. and Jeremiah S. Gutman

A middle age man with a history of ifactive diabetes was

employed by a new, small conipany which was beginninga . .

group medical insurance policy. Because ‘of his diabetes he §

was excluded from his company’s medical insurance coyer- B

age. Out of concern for him, his fellow employees agreed to

change insurance companics if another would agree to
include him. They found such a company and made the'

switch, .. .

' The man was informed by the insurance agent that he
should be quiet about the diabetes since the centralized com-
puter of the insurance industry, for storage of patient medical
records, did not yet have the information. According to one  *

< report, this computer has stored ' medical records of < i
12,500,000 persons. Itis a strict policy of insurance companies ’
that access to these computer records be available ogly to
their medical departments; neyer the agents. The man,
alarmed as well as concerned as tothe type of data that might
be stored on him, has sought to find out, more about that
computer. To date he has confirmed its eXistence, but has been
able to discover very little more. .

Earlier in life he had had two medical examinations prior
to obtaining life insurance. He would now like to see if those
recordsare in the computer. He has been told this information
is privileged, but upon his writtenauthorization the insurance
company would send a letter to his personal physician sum-
marizing the relevant information. N

The man, however, does not have a close relationship with
a physician. There is one he has seen about once a year for the
past four years, but hedoes not-want to have the information
summarized by the insurance company and reinterpreted by -
a physician he does not know well. Hé'wants to have an actual
copy of the insurance company’s computer record in his
hands for his own examination. )

1Reprinled by permission from The Hastings Center Repori, Vol. 3, No. 6! November, 1973. Copyright © Institute of Sociely,
Ethics and the Life Sciences, 360 Broadway, Haslings-on-Hudson. New York.
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THE DUTY TO WITHHOLD -

by PAUL S. ENTMACHER

Sizice 1890 insurance companies have shared medical infor-
mation through a centralized bureau. In 1902 this bureau was
reorganized under the auspices of the insurance company
medical directors. and it became known as the Medical
Information Bureau(M.1.B.). It remained under the auspices
of the medical directors until 1947 when it was organized as a
separate ipstitution, but the medical directors continued to
play a key role in its operation. In 1970, beca.ise of the large
volume of reports that required handling, part of the M.1. B.
operation was placed on computer. It is this computer file that
is of concern in the case under discussion, but aside from the
fact that medical information stored by the M.1.B. is now or.
computer rather than recorded on millions of individual
cards. there has been no significant change in procedure for
nky 70 years.

Information obtained from the M.LB. is used by an insu-
rance company as one adjunct in the process of determining
the risk presented by an insurance applicant in order to fix the
amount of premium to be charged or to determine if a policy
can be 1ssued at all. Some applicants for insurance may have
serious medical impairments and do not apply for insurance
unt1l this serious condition becomes manifest. They then find
themselves in much the same position as a man applying for
fire insurance when his house is on fire. Realizing that if they
admit their medical history they may not be granted the
insurance. some persons deny having the impairments.

The services of the M.I.B. are designed to help protect
against this type of situation. The M.1.B. does not store the
individual’s complete medical record, nor even the complete
insurance company file. Reports are submitted to the Bureau
only by member companies, and these are in a brief, three-
digit code form. Only the highlights of the insurance com-
pany’s medical record are reported, and in large part the
information is in very general terms, serving to alert the next
company as to future insurance underwriting investigation.
The medical information which 1s pooled and stored by the
M.1.B. 1s considered to be confidential, and it is shared only
with other member companies on a controlled basis. All

_member companies are required to have a medical director,

and exchanges of information between companies areynder
this supervision. If the information in the Bureau is nofmedi-
cal in nature, the Bureau on request will make disclosure to
the individual of the exact meaning of the code reports and
their source.

Insurance companies are happy to release the medical
information that they have in their files, but this is done
through the applicants’ or policyholders’ personal physicians
for several reasons. Primarily there is concern that the appli-
cant or policyholder will be given medical information that he
or she will not be able to interpret or that the physician feels.
should not be made known to the patient. When a medical
report is obtained, it is obtained with the understanding that
the contents of the report will rernain confidential and willnot
be divulged to the patient or to any other person not directly
involved in evaluating the insurance risk. The reports, there-
fore, contain detailed medical information that a lay pcrson

may misinterpret and become unduly alarmed by what

appear to be serious abnormalities which are, in reality,
inconsequential. On the other hand, the person may become
aware of very serious abnormalitics, knowledge of which the
physician has withheld, feeling that the patient may be unable
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to cope with the problem. For cxamplc, ar electrocardio-
gram may rcvcal changes which are sngmf cant,-and yet no
specific thcrapy may be necessary. Or a patient may have been
operated on for a malignant tumor and not be told the exact
diagnosis because the physician &nd the patient’s family feel
he or she should not be made aware of the diagnosis. Under
these circumstances it would be harmful and not in the
patient’s best interest for aninsurance company to discuss the
medical diagnoses and findings directly with the patient.

A system has been devised, therefore, whereby the medical
information in the insurance companies’ files can be obtained.
The procedure that has been established is intentionally
somewhat cumbersome because of the desire on the part of

“the M.LB. and the insurance companies to be absolutely

certain that the information in the files is accurate. Theinitial-

inquiryis sent to the M:L.B.,-and the M1.B. in gurn asks the
company that made the original report to vefify that the
information is on the correct person-and that it is accurate.
The M.1.B. then requests an authcrization from the applicant
or policyholder to send the medica! findings to the physician
whom he or she designates. When this is received by the
M.LB,, it is sent to the reporting company, and the medical
director of that company corresponds with the personal phy-
sician who in turn hasan cpportunity to interpret the findings
and, if necessary, to discuss the significance of the medical
diagnoses that have been established. In the case under dis-
cussion, the history of diabetes is, of cuurse, known; but there
may be other aspects of the medical history that are not
known to the patient. For this reason it would still be best for
the records to be sent to his physician. Also, with the history
of diabetes, it would be prudent for the patient to be under
closer medical supervision, and by insisting that he discuss his

condition with his physiciun, he may be encouraged to

develop this closer relationship.

THE RIGHT TO XNOW

by JEREMIAH S. GUTMAN

Itis impossible, practically speaking, to disentangle the prob-
lem of access to medical records from the problem of main-
taining the confidentiality of such records. There are probabiy
few providers of health care who would not agree that no one
should have access to the medical records of a patient without
the consent of the patient, although a majority of such pro-
viders would probably disagres with me that the patient
should be included among those who car have access. The
case presented is easier and Somewhat more narrow since an
infurance coinpany and the centralized computer of the
msurancc mdustry. with whlch we are here concerned, are by
no stretch of the imagination providers.of health care. The
insurance mdusuy has céllect these data for its own business
interests. ir order to maximize its profits and minimize its

T

potential losses. The interest sought to be protected and .

advanced by the insurance industry and its centralized com-
puter is directly adverse to the intetest of the insured or
prospective insured. The existence of the data serves as a

potential hazard to the msumblllty, credit rating and . |

employability of the diabetic man in this case.

He has been told that if he gives his insurance company a
written authcrization, that insurance company will procurs
from the centralized computer serving that company,. and
others, such data as the computer managers wish to give to
the company; that the company will then pass on to his
physician such of the material as it thinks ought to be passed




along. Presumably, the doctor would then pass along such
further edited material as he thought best.

If we were dealing with the physician and patientdirectly,
with the problem of the physician’s notes and obscrvations
and the extent to wwhich they ought to be disclosed to the
patient, the problem would be different. The only way the
insurance industry centralized computer could have procured
any data legitimately would have been through the patient
himself. or sources authorized by the patient to make disclo-
sure. These could include applications for insurance, claims
for insurance benefits, and data forwarded by health care
providers— either physicians. hospitals or others. Since the
computer has gathered the data from sources made available
by the patient himself, and since the only excuse for the
exstence of the data in centralized form is to protect insu-
rance company clients of the insurance industry computer
from possible fraudulent claims or concealment by the
patient, it becomes difficult to belicve that the insurance
industry 1s concerned only with the medical well-being of the
man in this case. By creating a centralized and computerized
record of this man. the insurance industry has placed itseif ina
fiduciary position to him. It owes him the right to verify the
accuracy of the entries made with respect to him, assurance
that it does maintain ‘he information under strict standards of
confidentiality. and notification of each request for access to
data concerning himnso that he can withhold or grant consent
as he deems vest. He cannot intelligently determine whether
to withhold or grant consent as he deems best. He cannot
intelligently determine whether to withhold or grant such
consent unless he has had an opportunity to see the data in
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their entirety and not in some summarized or possibly cen-

sored form. ' \

The argument inevitably to be expected—that it is for hi
awn good that he be pe:mitted to know only what the
well-trained and well-meaning professionals ‘think best for

- him—can be met in terms of basic social theory. Society is

formed and its institutions are created to serve each of usas an
individual. The institutions do not have personaliti®s and
goals of their own. It is the individual who is the supreme
value, and itis to hif oF {6 her that the duty of service is owed
by the institutions created by the collective will of the individ-
uals. Insurance companies, and computers serving conglo-
merates of insurance companjes, are no exception to thisrule
of subservience toindividual human values. The man in this
case has not been declared a legal incompetent; he is by
definition not an infant suffering from some legal disability.
Heisentitled, evenif it is bad for him, to drink alcohol, sroke
cigarettes, over-eat and perhaps worst of all, expose his
psyche to theshock of learning what it is that others have had
to say about himand caused to be recorded in the centralized
computer of the insurance industry.

Even if we assume that there is potential harm to him in*
seeing the data—whether they be true, false, or some of
each —it is he who wishes to assume that risk. Flatteringas it
is that the insurance industry wishes to protect him from that
risk, he is entitled to reject such paternalistic concern. Life isa
process of taking and surviving risks. The facing of truth
about oneself may be the penultimate risk, but certainly at

_least a sound arguinent can be made that unwillingness to
face the truth about onself can be the ultimate risk.
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Dilemma 6 — HOW WILL THE INFORMATION BE USED?

Paul Stevens isa second-year medical student training to become a surgeon. This pointin his ed ucation comes after much hard
work and personal sacrifice. He worked his way through college because his family could not afford to help him. He graduated
- with honors and was offered a scholarship to attend medical school. : ‘

Through his roommate, Paul Stevens learned about a pilot study designed' to investigate the feasibility of biochemical
screening programs for the early detection of inherited discases. At the urging of his roommate he volunteered to participate in
the study as a member of the control group. ,

During the study, it was found that his blood serum contained a higher than normal level of creatine phosphokinase (CPK).
Previousinvestigations has shown that schizophrenics had elevated levels of serum CPK, often mariy years before the symptoms

_ of schizophrenia actually appeared. Paul’s condition was reported to the chairman of hisdepartment who felt that it would affect
his ability to perform as a surgeon, and immediately dismissed Paul from the program. -

Paul brought his case to the Dean of the medical schooland argued that the school had no right to dismiss him. He pointed out
that he was a good student and met all the college requirements. Also, he felt that it was wrong to use the information obtained
from the study to judge his future behavior, since there is no absolute proof that he is a schizophrenic.

Should the Dean reverse the department chairman’s decision? Why or why not?

L

SAMPLE OPINIONS

Sally

“Yes, the Deanmust reverse the decision. The chairman of the
department clearly acted in an arbitrary way. First of all, he
has no proof that Paul's elevated CPK level will cause him to

person might do. Also, the mcd)Jcal profession must keep
some -standards. A doctor who is a schizophrenic would
surely give the professiona bad name. You can't lej a poten-
tially unstable person become a doctor. Think of how people

might think about the school that graduated him and other
doctors from that school!”

Elliot:

“I think the head of the department has no legitimate reason
for dismissing Paul. No rule has been broken here. The school
doesn't require students to pass the CPK test before they
become doctors. If there were such a rule; then I could see that
the school would be justificd in not allowing him to continue.
Right now there is no rule about potential schizophrenics,
and until a rule has been made the school can’t deal with the
situation.”

later become a schizophrenic. However, most important isthe

fact that Pdul did not know that information from the study

would be given to his teachers and that it would be used as

\ grounds for his dismissal from school. It's not fair to use the

\ results of the study foranother purpose. Also, they didn't test
lxeryonc else. It is as if Paul were used as a guinez pig.”

Joyce

“No, the chairman of the department has a good point. If I .
went taa doctor I certainly wouldn't want to be treated by a
doctor who is a schizophrenic. You cant tell what such a

S

DISCUSSION QUESTIONS

o Based on your knowledge about mental disorders, would you allow Paul Stevens to operate on youassuming, of course, that
he completed his studies and became a surgeon? Why or why not?
e What should be the overriding concern ina case like this, the medical student’s rights or society’s right to be protected from
possibly dangerous doctors?Why?
¢ Should the researchers have revealed the results of the experiment? Why or why not? What are their respo ibilities?
o If Paul Stevens isallowed to complete his medical studies,and is found to bea schizophrenicand does injure a patiént, who
.should bear the blame for letting him continue? Why?
® Theelevated CPK in the blood serum is only a possible indicator for schizophrenia. But if it had been conclusively proven
that the chemical is related to a schizaphrenia, would your decision be any different? Why.or why not?
e How might knowledge of having an clevated CPK affect one’s life (even if one is not suspended from a school or job)?
¢ Inanexperimental study where the résults may not be conclusive, should the subjects betold how they performed? Why or
why not? Might the information be misinterpreted?
¢ How should subjects volunteering for an experiment be protected from the resultant information being misused against
them? ‘
® What should researchers do when in the cougse
that was not part of the study? What if the condition accidentally discovered might affect the well-being of an entire community?
Is finding that a person has a communicable disease any different from finding a predisposition to abnormal behavior? Why or
why not? ‘

of studying volunteer human subjects they discovera condition ina subject ,

|
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Reading | .

" Choosing Not To Prolong Dying' ,
. by Robert M. \?éatch

!

S

~~ LI Lucy Morgan is a 94-year-old patient being maintained ina
I nursing home. Some years ago she suffered a severe cerebral
. ﬁ\ - hemorrhage. She is blind, largely deaf, and often ina semi;
conscious state. Mrs. Morgan isan educated woman, the wife
of the former president of Antioch College. About four years
ago she wrofean essay, entitled, “On Drinking the Hemlock,”
in which she pleaded for a dignified and simple way tochoose
. to die. Now she, like thousands of other patients in hospitals,
. rest homes, and bedrooms-throughout the world, is having
‘ her dying prolonged. What, before the biological revolution
. with its technological gadgetry, would have been a short and
peaccful exit is now often drawn out for months or years by
the unmitigated and sometimes merciless, intervention of
penicillin, pacemarkers, polygraphs, tubes, tetracycline and
transplantation. ..
Technology's new possibilities have created chaos in the
: care of the dying. What happens to Mrs. Morgan and others
- . like her depends upon the medical and nursing staffs of the
! . institutions in which these patients are confined. One patient
' may be mercilessly probed and prithed with infusions so that
. ‘ . dyingis prolonged endlessly, while aljpther iri a similar condi-
- tion may have heroic treatment stopped so that the process of
' dying may proceed uninterrupted, whether or not permission
for the witlidrawal has been given. A third patient may, with
- or without his consent, have an air embolism injected intoa
veln. ¢
- . The issues at stake
: Before examining some of the policies being proposed, we
‘should get the issues straight. Lawyers and moralists make
three distinctions in discussing euthanasia and the choice not
.\ to prolong dying. First, there may belegal and moral differ-
. ences between directly killing the terminal patient and allow- y
ing him to die. In onc study, 59% of the physicians in two -
- ' West Coast hospitals’said that they would practice what was
. -called “negative euthanasia™if it were legal, while 27% said
that they would practice positive.cuthanasia.

1Reprinted by permission from Medical Dimensions, December 1972, Copyright © 1972, MBA Communications, Inc. /
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Euthanasia has become a terribly confused term in the-

discussion. In some cases, it istaken literally to mean simplya
. Booddeath;in othersitis limited to the more narrow direct or
positive killing of the terminal patient. In light of this confu-
sion, it seems wise to ban the term from the debate entirely.

The legality of directly ending a. patient’s life is highly

questionable, to say the least. Legal cases are very rare. The -

one decision which is particularly relevant is in the case of Dr.
Hermann N. Sander,,a New Hampshire physician who
entered into the char of a cancer patient that he had injected
air into the patient’s blood stream.- He admitted that his
purpose was to endsuffering and pain and the jury returpeda
verdict for the defendant. But the critical fact or in ff\lc case was
the pathologist’s testimony that he could not establish the
cause of death with certainty. Thus the jury was not condon-
ing “mercy killing.” According to Curran and Shapiro in
Law, Medicine and Forensic Science,“The gencraf<ule in the
United Stytesis that onc who eithér kills one sufferingfroma
fatal orinclrable discasc, even with the consent of that party,
or who provides that party with the means of suicide, is guilty
of either murder or manslaughter.” It is safe to say that no
lawyer would advise his medical clients that they would not
be prosccused if they practiced positive euthanasia. X

" On the other hand. the cessation of treatment may be a
different matter, morallyif not legally. It is wellknown thata
competent patient has the right to refuse even lifesaving

treatment. To my knowledge, there are no cases in whicha -

-‘physician has been brought to trial for stopping the treatment
of a terminal patient. It seems most unlikely that he would be
guilty of either moral or legal offense if a competént patient
had ordered the treatment ended. If he had done so without
the patient’s instructions, however, the charge, presumably,

- would be abandonment. The legal status of ceasing to treat or
omitting treatment is very much in doubt especially when a

ompetent patient has not sp€eifically refused treatment.

At the moral level, some recognixe the difference between
killing and omitting cr ceasing treatment. Others insist that
this kirid of distinction is mere semantics, because in either
case theresult1s that the patient dies. Yet, if we were given the
choice of turning off 3 respiratof to allow a terminal patient
to die or actively injecting an embolism, almost all of us
would choose the first act at least barring some extenuating
circumstances which changed the moral calculatiops, suchas
the presénce of extreme intractable pain and suffering.

Thereare two kinds of casesid which the distinclion would
make anactual difference. The first is when the prognosis had
been in error and merely ceasing certain treatment couid
result in continued living, while active killing would result in
death. The second involves the possibility of actual abuse. In
any case, the physician should not be put in a position to
dispose of unwanted patients. It is argued that for practical, if
not moral, reasons, we need to separate active killing from
cessation and omission of treatment, recognizing that many
physicia. « favor the latter but not the former. It becomes
expedier.., then, to adopt a policy which would cover virtually
all cases, minimize the chgnces for error, and be acceptable to
a broader public, :

It is a sad commentary on the tradition of medical ethics
that the question of euthanasia.is almost always raited in
terms of what the medical professiénal Should decide to do
for a terminal patient: Should he treat; should he umit treat-

ment; should Ae stop treatment; should he inject the embo-

lism? Yet, there is another perspective: that of the patient.

patient to die may be dubious, the principle of the right to

sefuse treatment is well recognized. It is morally and legally

sound to emphasize the role of the patient as decision-maker

when heiis legally competent. Of course, this still leaves open

cases when the patient is not legally competent, but at least
we havea moral and legal foundation from which to forma,
policy. The next step would be to decide'upon an appropriate

agent for the legally incompetent patient.

Patient advocate X ’ .

First priority should go toan agent whom the patient, while
competent, would be permitted to appoint expressly Yor this
purpose. When this has not beeri done, the next of kin should
have bpth the rights and:responsibilities to determine what is
in the patient’s interest. While the potential for abuse exists,
the next of kin is in the best position to know the patient’s
personal values and beliefs upon which treatmentirefusing
decisions must be based. There would still be the established
possibility of going to court to overturn the judgment of the
next of kin in case he was acting maliciously or choosing not
to prolong the patient’s living rather than his dying. But the
choice to refuse some death prolonging treatment should not,
in and of itself, be taken as evidence of immoral or illegal
activity. Int that rare case where no relatives are available, a
court-appoinfed guardian might provide the best safeguard
of thé patient’s interests. .

[

Ordinary and extraordinary means

A second distinction that must be clarified in a policy permit-
ting the choice not to prolong dying is the difference between

ordinary and extraordinary means. These terms have three

meanings: tsual vs. unusual treatment, useful vs. useless

treatment, and simply imperative vs. elective treatment. The
Catholic tradition as summarized by Pope Pius X1 is: “Nor-

mally one is held to'use only ordinary means—according to

citcumstances-of persons, places, times, and culture—that is

tosay, means that do not involve any grave burden for oneself
or another.” Clearly, defining what is ordinary according to

the circumstances named will make the distinction a difficult

one. We can circumvent this entire quagmire simply by focus-

ing on the moral principle of the right to refuse treatmentasa

basis for policy. This does not mean that it will always be

moral to refuse treatment, but if patient freedom and dignity

arc to be central to policy decision, we may have to recognize

that patients are entitled.to make their own decisions and,

therefore, to refuse even those treatments which are thought

to be usual or uscful. This might be the case when, for

instance, a patient faces a lifetime hemodialysis regimen for

chronic nephritis. R®ently, such a patient decided that the

thought of being attached by tubes for 161024 hoursa week

for the rest of his life was an unbearable and dehumanizing_
possibility, He chose we think morally and legally, to cease

the dialysis treatment.

Allowing to live and allowing to die
Third, itis important to distinguish between the choice not to
prolong dying and the choice not to prolong living. Two_
closely related cases which I have encountered

the difference. In the first, a baby was born with t

ies. He would not live no matter what heroic prg
attempted. A second case was that of amongoloid infant who
had been born with esophugeal atresia. The choice of the
parents to refuse corrective surgery for theatresia was, in fact,

While the legal and moral status of killing and allowing a
Q 5 '

' ‘ .o .
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the choice that the quality of life as mongoloid would not be
satisfactory cither for the infant or his parents. On the other
hand, the choice to.ccase respiration for the trisomy-18 baby
was made when there was nothing that man could doto save
the infant’s life. :

Any policy which is adopted must come to terms with
these distinctions, for it may be morally and legally acceptable
1o reject-an unusually heroic and probably useless procedure
but wrong, at least morally, to refuse a simple 1V when it
would lead rhéativgly painlessly to many years of normal
healthy life. It hay be wrongto decide that someone elde’s life
is not worth living but acceptable to recognize that even the
forces of modern science are not able to cope with some
diseascs.

“What should our policy be?

Some authorities say that we cannot adopt a systematic
policy which would permut the choice not to prolong dying.
The physician’s duty, they feel is to preserve life. When some
treatment can be offered, even for a patient who is almost
certainly going to die, that treatment »ust be offered. Even if
thes view 15 correct, 1t 1s utopian and on which few clinicians
would be able to accept if taken literally as a practical way of
dealing with death.” We must stop the heroic procedures at
some point, If the.only course available for a patient in hus last
days s to fly him and the medical team around the country to
try some newly devised experimental surgery, at least some
will say that morally we are not required to procecd or,infact,
that 1t would be wrong to proceed. At some time. the decision
must be made that the dying process has been tampered with

- long enough and that there 15 nothing more that man can or

should do.

Physician ad hoc decision-making

Four policyalternatives are currently being debated. The first
15 thie defense of the status quo. We should have no policy at
all. In fact, right now we do hawe a pulicy the individual
physiuan decides, onan ad hoe basis at the moment when the
patient 1s 1n a termunal condition, if and when treatment
should be given. This s sometimes done in consultation with
other meinbers of the medical team, members of the family,
and the clergyman, but, for the most part, the real decision
rests in the doctor’s hands.

A strong case can be niade for. the present policy. A least
ideally, if not i practice, the physician knows the patient’s
condition and ts commutted to his best interest. Every doctor
1s aware that ¢ach medical case is unique. and to develop
more systematie decisson making procedures could be very
dangerous. Nevertheless, it seems to me that the present
pohicy s the second worst of all possibie alternatives. We have
already seen that about half of the physicians in one study
would exercise the choice not to protong life if it were clearly
made legal. There 15 also u difference of opinion among
patients. A random pairing of patient and physician views
would mean that if the physician is making the decision, in
many cases the patient who would not want the dying pro-
longed will have this done against his wishes, another patient
who desperately desires that last heroic operaticn will not
receive il.

It may.be even warse. There may be systematic differences
between the medic..! professionals and the laymen. Many
physicians claim that their speciai ethical duty is to preserve
life. If the physicians have different ethical principles oreven if
they mercly have differerit ethical judgments about what
benefits the patient, it creates a terrible dilemma.

e

Even' if physician and patient would reach the identical
conclusion, the patient’s freedom and dignity in matters most
directly affecting his own living and dying would still be
infringed upon. All of these objections have led to the search
for other methods of decision-making.

The professional committee « °

In an attempt to take the burden off the shoulders of the
individual physician, a growing number of hospitals now’ use
committees of physicians to decide who should receive the
last bed in the intensive care unit or the scarce and £Xpensive
hemodialysis treatment. The committee eliminates some of
the random biases which an individual physician might have
either in favor of excessively heroic intervention or inade-
quate treatment. Yet, isitright that a patient whose position is

_at one extreme or the other should have his own views

moderated? Particularly if there are systematic differences
between the professional and lay communities? Even the
committee strugture would impose upon many patients views
which they find unacceptable. 3

This serious drawback to thecommittee must be added to
the more obvious problem — that with the committee-making
structure one loses the primaryadvantage of decision making
by the individual physician. While, hopefully, he would know
some details of the patient’s life and values, we cannot hope
that this would hold true for the committee. Even more
significantly, the committee mechanism perpetuates the view
that the medical professional by his training has some how
acquired expertise in making the moral judgment about when
it 1s no longer appropriate to prolong dying. If the committee
structure i the alternative, perhaps we should stay with the
status quo and let the individual physician make the choice
unhindered and unguided.

Personal letters

Other alterniatives are beginning to appear. The Euthanasia
Educational Fund has drafted a letter which an individual
might address to his family physician, clergymanor lawyer. It
directs that “if the time comes when | can no longer take part
in decisions for my own future,fand] if there is no reasonable

expectation of my recovery from physical or mental disabil- °

ity. ] request that I be allowed to die and not be kept alive by
artificial means or heroic measures.” This“living will” makes
no pretense of being legally binding. It meyely gives guidance
10 the physician and others concerned. It also frees the physi-
cian from having to guess what the patient’s wishes might be.

The instructions are extremely vague, however, and while
useful for general guidance, do not go very far in removing the
difficultics of earlier proposals. For example, “reasonable
expectation” and “artificial means or heroic measures™ beg
for clarification, and it is the reader of the will who will have
to interpret. For this reason, we know of two physicians who
have drafted very specific letters as instruction for their own
terminal care. Onc instructs “in the event of a cerebral acci-
dent other than & subarachnoid hemorrhage, I want no
treatment of any kind until it is clear that I will be able to
think effectively. . . .In 1he event of subarachnoid hemor-
rhage, use your own judgment in the acute state. .. *The
other directs that there be no artificial respiration “to prolong
my life if L had lost the ability to breathe for rore than two or
three (not five or six) minutes.” While possibly more specific
than the “living will,” these instructions may not be of much
help 1o the layman. He simply does not have the technical
knowiedge to be so precise.

in cither case, the idea of a letter pre-addressed to one'’s
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personal physician assumes that one has a personal physician.
This, unfortunately, is not always the case. Also required is
that one be dying in the care of the physician to whom the
letter is sent. Carrying the letter in a wallet might help, but

certainly will not do much to relieve the anxiety of the

‘potentially dying patient. Even if oncassuraes thata personal
physician will be caring for the dying patient, the letter still
requires trust and understanding. This can no longer be
assumed, but if such a relationship does exist, the need for the
letter decreases in proportion.

Legislation to permit death with dignity

All of these problems have instigated legislative proposals
which would give clearer procedures for the decision not to
prolong dying. In 1969 a bill patterned after the British
euthanasia legislative proposal was introduced into the Idaho
legislature. It explicitly included both “positive” and “nega-
tive” actions and received very little support.in this country.
Rep. Walter Sackett, himself a physician has placed several
proposals before the Florida legislature. One bill, which was
introduced in 1970 but did not pass, would have permittedan
indwidual to execute a document specifying that “hislife shall
not be prolonged beyond the point of a meaningful exist-
ence.” If the patient himself cannot execute the document, the
bill provided that the person of the next degree of kinship
could. While this bill would have eliminated some of the

» e

26

problems of other proposals, the vagueness of the term

“meaningful existence”isits critical flaw. The physician on the

case presumably would be forced to determine whether or

_not the patient’s life could ever again be meaningful.

A third type of legislation, to be based on the already
existing right of the patient to refuse treatment, is worthy of
consideration as a public policy. In cases where the patient is
not competent, some agent must make the decision on the
patient’s behalf —that is an unpleasant reality of life. It seems
to me that an agentappointed by the patient while competent
should have first priority, then the next of kin, and finally, in
the rare case where the patient has no relatives, a court
appointed agent.

The.physician would thus be protected from having to
make a nonmedical, moral judgment about what is right for
the patient. At the same time, the patient and his family
would be able to fulfill their rights and obligations to look
after the patient’s welfare. Anything short of this will deprive
the patient of life, liberty and probably happiness as well.

These four types of policy proposals willbe receiving much
more attention in the next few months. None of them is a
panacea; each raiscs serious moral and public policy ques-
tions. But the chaos generated by biomedical technology’s
assualt on death demands new policy clarification. That new
policy will be forthcoming soon. It must be.

'




Reading 2 -

The Dying Potential Donor Of An Organ

~

The dying patient who is a potential donor of an organ for
transplantation presents new and special problems. Because
of the need, at present, to perform the transplantation as
quickly as possible after the death of the donor, his care asa
patient may be jeopardized or his moment of death prema-
turcly anticipated. The first of these hazards might be dimin-
ished by keeping the primary responsibility for his care in the
hands of doctors other than the transplantation team. Doctors
engaged in transplantation surgery are acutely aware of this
need to protect the rights of the dying potential donor—and
on some occasions have helped to reverse the apparent fatal
course of such a patient. Avoiding the second hazard turns
again on careful definition of the nature and time of death.
Thls\ls especially true if the patient’s death is bcmg"causcd by
acut mtracramal trauma or dlscase In this case, the time

logical signs haye less meaning in thc acute sntuauon mea-
sured in hours rather than in days. Hence the more conven-
tional criteria of cedsation of heartbeat and respiration must
be used by the ph ysii?‘a responsible for such dying patients.

S
. . Wedo notwantto appl;}@{le ethjcalstandard: one for'the

unconscious patient with a~head injury who ;s not being
considered asa possublc donor of.dn organ and anGther for the
same kind of patient who is. If the.clinical situation in the
latter patient is such that there clcarly iS'np chance for survival
after his heartbeat or respiration has ceased spontaneously,

then thereis no ethical problem. But if there iS-any chance at

all that he might recover after resuscitation, oxygenation of

all organs might be maintained mechamcally for the number

of days necessary toestablish that the minimum neurological
criteria had been met forirreversible damage and deathofthe  «

~

This slectionisexcerpted by permussion from Medlcal, Moraland Legal Implicatlons of Recenl Medical Advances: A Symposium,
Da Capo Press, New York. 1971, pp. 16-17.
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central nervous system, particularly the cerebrum. Only then
_ might it be ethically justified in this kind of a patient to
remove an essential organ and turn off the mechanical aids. In
such circumstances, the patient might be considered to have
died before the transplantation rather than after, and by the
same criteria that are suggested for non-donor dying patients
with head injuries. Admittedly such precautions may be less
than satisfactory to the doctors responsible for the recipient
patient. But to the public they should be reassuring, and the
-public will need reassurance as more and more dying patients
are sought as a source of organs for transplantation.

Many legal problems can be anticipated in a situation
where rapid.decisions have to be made concerning the unus-
ual disposal of parts of the body of a person who usually has
met an unexpected violent or accidental death. One of the
earliest legal cases deriving from uncertanty of definitionand
time of death in the donor of an organ was reported from

~
e

Newcastle-Tyne in England in 1963. The potential donor of a
needed kidney had been assaulted, had sustained a severe
head injury, and had been admitted to the hospital in coma.
When he stopped breathing on June 16 he was placed in a
respirator and oxygenation was maintained for 24 hours until
the recipient patient was ready to receive a kidney. On June 17
the kidney was removed, the respirator was then turned off,
no spontaneous respiration remained, and the heartbeat and
circulation ceased. The physicians believed that the patient
died medically on June 16 when respiration ceased due to
brain damage. The coroner ruled that death occurred legally
when the heart ceased to beat on June 17 but that the doctors
were not responsible for the death. The assailant was con-
victed of manslaughter. This case illistrates the urgent need
for law and medicine to reach agreement on the definition of
death, especially as applied to the potential donors of organs
for transplantation.




Dilemma 7- THE PATIENT REFUSED TREATMENT

Mrs. Benjamin, a 67-year-old recluse, was found in her hotel room in a semicomatosc state. She was brought to the emergency
room of a nearby hospital because of a severe bréathing problem. She was diagnosed as having a chroniz lung discase
complicated by pneumonia and advanced malnutrition. After treatment to clear her lungs of fluid, Mrs. Benjamin was put ona
machine called a ventilator to regulate her breathing. She then became responsive and aware of her surroundings.

In recent days, however, she lapsed into periods of depression.She complained about the prospect of being hooked up toa
machine for the test of her life, her discomfort, and not being able to move. She told one of the nurses that she would be better off
if her neighbor had not found her—then she would not have to go thirough all of this suffering.

The next day she again contracted pneumonia and refused to take the prescribed antibiotics. She said she wanted to die. She

fell into a coma.

Should the medical staff ignore Mrs. Benjamin’s wishes and continue the antibiotic treatment? Why or why not?

SAMPLE OPINIONS |

Lewis
“Yes, the doctors have taken an oath to preserve life and to
help their patients to survive. If they let Mrs. Benjamin die,
they would be violating that oath and the rules and
regulations set up by the state to prevent just this kind of
action. >

Besides, even though Mrs. Bemamin is in pain and
anxious now, she still might get better. The statements she
made when in a depressed state might be changed if she
recovered fully. Whenever there isa situation like this, | think
you have to give doctors a chance to administer a cure
Otherwise, the power of life and death which youare placing
in the doctors’ hands might be misused.”

Angelas

“Yes, thetreatment should be continued. Although it may be
painful to watchan elderly patient suffer, youcan't sit by and
do nothing. If you don't give her the needed antibiotic, you
would bea murderer. What is a medical hospital if it does not
provide the necessary treatrment? If a person needs help, one
should do one’s best to help. In Mrs. Benjamin's condition,
she may not beina good frame of mind to makean objective
judgment, and the hospital staff should not let her wishes
dictate medical practice.

\

Somebody would have to stop the treatment and allow the
illness to take its course. Who could do that? Imagine the
guilt feelings that person would have for the rest of his/ her
life. 1 know that | couldn do it. .

Also, the hospital and the doctors could get into great
trouble. Imagine how the public will react when word) gets
out that a patient was denied medication and allowed 0 die.
People might even think that they did it because the woman
had no friends or family.” ' ‘

Ken .

“In this case Mrs. Benjamin’s mind has not been affected by
her ailment. | think you have to respect the patient’s request
and withhold treatment. Every individual has the right to
decide to live or dic because each person has the right to
determine the worth and condition of his/her own life. A
person is the best judge of how he/she wants to live life and
should be allowed to make the decision about treatment.

It is the doctors’ duty to provide—to the best of their
ability—accurate information about their diagnosis and
about the possible types of treatmentsand probable resultsof
those treatments. Beyond that, doctors can only protect the
right of an individual to make his/her own decision about
his/ her fate.”

|

\
\
\

DISCUSSION QUESTIONS
¢ Whoshould have the right tomake the final decision in this case? Should the patient determine her own fate? Are thedoctors

in a better position to make the decision? Should the courts de
e Should there be guidelines to assist the doctors and nurses

cide? Why? .
or the courts in a case like this? Who should set the guidelines?

e Docsa persont have a duty or obligation to live when he/she doesn't want to? Why? _
. o |f the doctors were brought to court, charged with murder, and found guilty, how should the judge sentence them? Why?

e What should society’s responsibility be to people who want to dic? Why? o _
e Ifa person wereapproachingdeath, is withholding treatment the same as discontinuinga treatment(suchas pullingthe plug

on a respirator)? Why or why not?

o Medical care is expensive and requires highly skilled persornel. Should extraordinary life saving therapy be given to those
who express the desire to die when the expense and talentscould be used to provide better medical care for the poor and needy?

Why or why not?
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Reading I
XYY: Harvard Researcher
Under Fire Stops Newborn S»creemng

by Barbara J. Culliton

Since 1968, all baby boys bom at the Boston Hospital for
Women have been screened for chromosomal aberrations,
particularly. for XXY or XYY patterns. A couple of months
ago, the genetics study was shut down by one of its principal
investigators who says he was worn out by months of unre-
lcntmg pressure from advocacy groups that oppose XYY
screening.

The pressure began last fall, when members of a science for
the people group formally protested the continuation of the
study, which was headed by psychiatrist Stanley Walzer and
geneticist Park Gerald of Harvard Medical School (Science,
22 November). The group, informally led by Jonathan
Beckwith of Harvard and Jonathan King of the Massachu-

- setts Institute of Technology (MIT), charged that the study
was unethical and harmful to its subjects who would be
stigmatized by being labeled XYY. The medical school was
asked to investigate the case, which it did. This spring the
faculty, by an overwhelming vote of about 200 to 30,
approved the continuation of the screening project.

However, Walzer, who has been following the behavioral
development of the more than 40 XXY or XYY children
picked up by the study, and who personally has borne the
bruut of the criticism, decided he simply could not go on.

MIT biologist King says he thinks Walzer stopped screen~
ing because he finally saw that the risks of his research

. outweighed the benefits. But Walzer insistently says this is

v not the case. “I hope no one thinks I don't still believe in my

research,” he declares. “I do. But this whole thing has beena

terrible strain. My family has been threatened. I've been |
made to feel like a dirty pérson. And, even after  won with
the faculty, it was clear the opposition would go on. In fact, - \

new groups were becommg involved. I was just tooemotion- .

ally tired to go on.” For example,’ lawyers for the !

Washington-based Children’s Defense Fund went up to Bos- ‘

ton not long ago to question Walzer ab]but his work. Any

i
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Reprinted by permission from Science. Junc 27, 1975, Vol. 188, pp. 1284-1285. Copyright © 1975 by the American Association for ' :
the Advancement of Scicnce.
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even tentative thoughts they had about bringing some sort of
legal action were, apparently, dropped when the sc.cening
stopped. )

Malesidentified as being XYY are likely to be stigmatized
because the chromosome is popularly, though incorrectly,
thought of as the“criminal chromosome.”Several years ago,
there was quite a to-do when a study came out saying there
were a disproportionately high number of XYY malesin a
prison population. The study was premature. No one knew,
for instance, what the proportion of XYY males was in the
general population. But it was widely and dramatically
reported in the press. Today, all responsible scientists insist
that the XYY chromosome is quite innocent of causing any
crime, but it has not yet recovered from all the bad publicity it
received.

Walzer agrees that talk of a criminal chromosome is npn-

sense, but he does think there are indications that some XYY
males have reading problems and other learning disabilities
and that they may have behavioral difficulties. Furthermore,
he believes that, if he follows the children and identifies
problems carly, he can help them.

Beckwith, King, and others could not disagree more. Ina
recent telephone conversation, King reiterated his opinion
that there is no scientific evidence linking XYY and antisocial
behavior. And he stressed the opposition’s strongly held
belief 1n the self-fulfilling prophecy argument. If you label a
child and tell his parents that he may grow up to be a
problem, he is very likely to meet your expectations. In
addition, King challenged Walzer's statements about being
able to offer help to XYY children. He does not believe in the
condition, and he does not believe in its cure. Says King,“I'm
glad the screening has stopped now. (As far as is known there
is no longer any XYY newborn screening going on in the
United States.)

The pros and cons of XYY screening were debated
throughout the fall and winter before more than one commit-
tee of the medical school. Harvard’s standing committee on
medical research held hearings on theissue. It concluded that
Walzer's rescarch should continue; its chairman, Dana
Farnsworth, so reported to the full faculty.

The medical school’s human studies committee, which
must certify that research supported by the Department of
Health, Education, and Welfare (HEW) meets HEW guide-
lines for human experimentation, reviewed Walzer's work.
(It 15 supported by the crime and delinquency division of the
National Institute of Mental Health.) Herbert Benson is
chairman of the human studies committee. In response to
questions, Benson said that the committee had agreed that
the study complied with requirements that (i) informed con-
sent be properly obtained, (ii) the patients’ rights be pro-
tected, and (1ii) the benefits of participating in the study
outweigh the risks.

And then there was the overwhelming vote of the full
faculty.

But things did not end there. Beckwith, it is said, did not
try to continue to press his opposition through formal chan-
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nels., But other advocacy groups began to get in touch with
Walzer. And rumors began to circulate around Harvard to
the effect that the Farnsworth committee had not endorsed
Walzé‘r‘s study at all and that Farnsworth had misled the
faculty. .

Betkwith, who feels that his point of view was not properly
represented in the earlier Science article on the controversy,
declined to comment on the present situation, except to say
that the Farnsworth committee had voted by a majority of
one against the proposition that the benefits of screening
outwcighYthc risks.

Farnsworth emphatically denies the allegation that the
committeé came to that conclusion, although he acknow-
ledged that the issue was debated during the deliberations.
“At one point there were people who felt the question of risk
hadn't been resolved, but, as we went on, the sentiment of the
committee was distinctly in favor of Walzer continuing,” he
declares. Benson is equally firm in denying any allegations
that his human studiescommittee came out publicly infavor
of the study but was privately against it.

King, however, continues to belicve there was more pri-
vate oppositiQn to the study than ever came out,'and says
people are keeping still for fear of risking the disapproval of
faculty powcls{? And he correctly points out that Beckwith
has not exactly made himself popular with the faculty for
causing so much trouble. Beingacross the river at MIT, King
has not been criticized as has Beckwith, who incurred his
colleagues’ particular wrath for taking the whole issue to the
press. ‘

King, however, has himself been the subject of one
rumor—namely, that he tried to make direct contact with the
parents of Walzer's patients in order to persuade them to
drop out of the study. King is resolute in denying this. “Itis
simply not true that we tried to get in touch with the familics,”
he stated. King said that friends of two of Walzer’s families
approached him aﬁgj some of his colleagues about the situa-
tion, but that they fiever attempted to follow up.

Walzer reports that none of his families has dropped out of
the study and that ‘only one is considering doing so. He
intends to continue watching the children’s development.

The XYY issue is not an easy one. No one can deny the
real, or at least potcniial. risk of stigmatizing a child. And it
seems clear that no oncknows with certainty what the behav-
ioral risks, or physical risks, for that matter, of XYY really
are. Walzer and Gerald maintain scientists should continue
to try to find out.

Beckwith and King dre among those who believe it is too
risky to try. Their opinion secms to be that the pursuit of
studies of the genetic basis of behavioris ill-advised, certainly
at this time. At the conclusion of a critique of the XYY study
they wrote last fall they said, *. . . we feel that the major effort
in approachirg the issue of behavioral problems should be
one of changing the social and psychological (inseparable)
conditions which generateithem. We consider theattempts to
determine a genetic basis for anti-social behavior, a diversion
with harmful effects.”




Reading 2

- Ethical And Social Issues
In Screening For Genetic Disease :

A Report from the Research Group on Ethical, Social and

Legal Issues in Genetic Counseling and Genetic Engineering
of the Institute of Society, Ethics and the Life Sciences; Marc
Lappé, Ph.D., Program Director James M. Gustafson,

. Ph.D. and Richard Roblin, Ph.D., Co-chairmen

" Abstract: The potential advent of widespread genetic
screening raises new and often unanticipated ethical, psycho-
logic and sociomedical probléms for which physicians and
the public may be unprepared. To focus attention on the
problems of stigmatization, confidentiality, and breaches of
individual rights to privacy and freedom of choice in child-
bearing, we have proposed a set of principles for guiding the
operation of genetic screening programs. The main principles
emphasized include the need for well planned program objec-
tives, involvement of the communities immediately affected
by screening, provision of equal access, adequate testing
procedures, absence of compulsion,a well defined procedure
for obtaining informed consent, safeguards for protecting
subjects, open access of communities and individuals to
program policies, provision of counseling services, an under-
standing of the relation of screening to realizable or potential
therapi¢s, and well formulated procedures for protecting the
rights of individual and family privacy.

In recent months a number of large-scale genetic screening
programs for sickle-cell trait and sickle~cell anemia, and at
least one for the carrier state in Tay-Sachs disease, have been
initiated, Further proliferation of genetic screening programs
for theseand other genetic diseases seems likely, and in some
cases participation in these programs may be made compul-
sory by statute. Since screening programs acquire genetic
information from large numbers of individuals and families,

often after only brief medical contact, their operation gener- |
ally falls outside the usual patient-initiated doctor-patient

lines for confidentiality and individual physician responsibil-
ity are uncertain in mass screening programs. Thus, we

>

relation, Asaresult, tmdi'%onal applications of ethical guide-

Réprimed by permission from The New England Journal of Medicine, Vol. 286, 1972, pp. 1129-1132.
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believe it important that attempts be made now to clarify
some ethical, social and legal questions concerning the estab-
lishment and operation of such programs. In what follows,
we have considered the goals that genetic screening programs
may serve and have described some principles that we believe
are essential to their proper operation.

Goals Served By Screening

It is crucial that screening programs be structured on the

basis of one or more clearly identified goals and that such

goals be formulated well before screening actually begins. We

believe it will prove costly in scientific and human terms to

omit or defer a careful evaluation of program objectives.

Although there are three distingujshable categorics 6f goals
that screening programs may serve, we believe the most

important goals are those that either contribute to improving
the health of persons who suffer from genetic disorders, or

allow carriers for a given variant gene to make informed

choices regarding reproduétion, or move toward alleviating

the anxieties of families and communities faced with the

prospect of serious genetic disease. The following are repre-

sentative statements of goals that have been used to justify

screening programs.

The Provision of Benefits to Individuals and Families

Such benefits may arise from enabling couples found by
screening to be at risk for transmitting a genetic disease to
take genetic information into account in making responsible
decisions about having or not having children.This usually is
done by providing genetic counseling servicesand informing
couples about the nature of existing alternatives and poten-
tial therapies (e.g., sickle-cell screening). Another advantage
consists in detecting asymptomatic persons at birth when
amelioration of the sequelae of a genetic disease is alrcady
possible—e.g.,'screening for phenylketonuria (PKU).

Acquisition of Knowledge about Genetic Disease

Laboratory research and theoretical studies have had a
major role in helping to understand fundamental aspects of

human genetic disease. In addition, liowever, some large- ,

scale screening programs may be needed to determine fre-
quencies of rare diseases and to establish new correlations
between genes or groups of genes and disease. In some such
screening programs, no therapy may be immediately avail-
able for the pathologic condition, although the information
derived from them may lead to therapeutic benefits in the
future. Research programs aimed primarily at the acquisition
of genetic knowledge per se are important. Yet we believe
their value is enhanced when they also contribute informa-
tion that is useful for counseling individuals or for public-
health purposes.

Reduction of the Frequency of Apparently -
Deleterious Genes

Although little is known about the possible beheficial (or
detrimental) effects of most deleterious recessive gertes in the
heterozygous state, the reduction of their frequency would be
one way to decrease the occurrence of suffering caused by
their homozygous manifestations. Nevertheless, as a goal of
screening programs, the ‘means required to approach this
objective appear to be both practically and morally unaceept-
able. Virtually everyone carries a small number of deletcrious
or recessive genes, and to reduce the frequency of a particular
recessive gene to near the level maintained by recurrent
mutation, most or all persons heterozygous for that gene
would have either to refrain from procreation entirely or to

68 6

Pie

monitor all their offspring in utero and abort not only
affected homozygote fetuses hut also the larger number of
heterozygote carriers for the gene.’? However, substantial
reduction in the frequency of a recessive disease is possible by
prenatal screening and selective abortion, or by counseling
persons with the same trait to refrain from marriage or
childbearing.3 Nevertheless, these means of reducing the suf-
fering concomitant to recessive disease raise moral questions
of their own.

PRINCIPLES FOR THE DESIGN AND OPERATION
OF SCREENING PROGRAMS

_ Attainable Purpose

Before a program is und ertaken, planners should haveascer-
tained through pilot projects and other studies that the pro-
gram’s purposes are attainable. Articulating attainable pur-
poses is necessary if the program is to avoid promising (or
seeming to promise) results or benefits that it cannot deliver.
It is also desirable to update program design and objectives
continually in the light of-the program experience and new
medical developments. Consideration might also be given to
incorporating additional purposes—for example, sickle-cell
screening programs might profitably enlarge their scope to
include other hemoglobinopathies¢ as well as general screen-
ing for anemia.® -

Community Participation

From the outset program planners should involve the com-
munities affected by screening in formulating program
design and objectives, in administering the actual operation
of the program, and in reviewing results. This involvement
may include the lay, religiousand medical communities asin
the Baltimore Tay-Sachs programs$ Considerable effort
should be expended to make program objectives clear to the
public, and to encourage participation. Recent articles des-
cribing detection programs for Tay-Sachs-disease hetero-
zygotes® and for persons with sickle~cell trait or discase’ have
stressed the educational aspect of program design as the
crucial component of successful operation. The principal
value of community participation is to afford individuals
knowledge of the availability and self-determination in the
choice of this type of medical service. Educated community
involvement is also a means of reducing the potential risk
that those identified as genetically variant will be stigmatized
or ostracized socially.

Equat Access

Information about screening and screening facilities should
be open and available to all. To make testing most useful for
certain conditions, priority should be giveh to informing
certain well defined populations in which the condition
occurs with definitely greater frequency, such as hemoglobin
S in blacks and deficient hexosaminidase A (Tay-Sachs dis-

_ case) among Ashkenazi Jews.

Adequate Testing Procedures

Toavoid the problems that occurred initially in PK U screen-
ing,} testing procedures should be accurate, should provide
maximal information, and should be subject to minimum
misinterpretation. For detection of autosomal recessive con-
ditions like sickle-cell anemia, for example, the test used
should accurately distinguish between those carrying the trait
and those homozygous for the variant gene. 49 o

Absence of Compulsion
As a general principle, we strongly urge that no screening

.
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program have policies that would in any way impose con-
straints on childbearing by individuals of any specific genetic
constitution, or would stigmatize couples who, with full
knowledge of the genetic risks, still desire children of their
own. itisunjustifiable to promulgate standards for normalcy
based on genetic constitution. Consequently, genetic screen-
ing programs should be conducted on a voluntary basis.
Although vaccination against contagious diseages and pre-
marital blood tests are sometimes made mandatory to pro-
tect the public health, there is currently no public-healith
justification for mandatory screening for the prevention of
genetic disease. The conditions being tested for in screening
programs are neither “contagious” nor, for the most part,
susceptible to treatment at present, !0

Informed Consent

Screening should be cond ucted only with the informed con-
sent of those tested or of the parents or legal representatives
of minors. We seriously question the rationale of screening
preschool minors or preadolescents for sickle-cell disease or
trait since there is a substantial danger of stigmatization and
Iittle medical value in detecting the carrier state at this age.
However, in the light of recent information that sickle-cell
crises can potentially be mitigated,!® a beneficial alternative
would be newborn screening that could identify the SS homo-
zygote in early life, and thereby anticipate the problems and
complications associated with sickle-cell disease and provide
early counseling to the parents.

In addition to obtaining signed consent documents, it is
the program director’s obligatidn to assure that knowledge-
able consent is obtained from all those screened, to design
and implement informatignal procedures, arid to review the
consent procedure for its effectiveness. The gliidelines avail-
able from the Department of Health, Education, and Wel-
fare! provide a useful model for formulating such consent
procedures.

Protection of Subjects

Since genetic screening is generally undertaken with rela-
tively untried testing procedures® and is vitally concerned
with the acquisition of new knowledge, it ougut properly to
be considered a form of “human experimentation.”
Although most screening entails only minimum physical
hazard for the participants, there is a risk of possible psycho-
logic or social injury, and screening programs should conse-
quently be conducted according to the guidelines st forth by
HEW for the protection of research subjects.!!

Access to Information

A screening program should fully and clearly disclose to the
community and all persons being screened its policies for
informing those screened of the results of the tests performed
on them. Asa general rule allunambiguous diagnostic results
should be made available to the person, his legal representa-
tive, or a physician authorized by him. Where full disclosure
is not practiced, the burden of justifying nondisclosure lies
with those who would withhold information. If an adequate
educational program has been offered on the meaning of
diagnostic criteria and subjects participate in the screening
voluntarily, it may gererally be assumed that they are emo-
tionally prepared to accept the information derived from the
testing.

Provision of Counselihng— ——
Well trained genetic counselors should be readily available to
provide adequate assistance (including repeated counseling

\
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sessions if ncc\eisary) for personsidentified as heterozygotes
or more rarely homozygotes by the screening program. Asa
general rule, co}x\nscling should be nondirective, with an
emphasis on informing the client and not making decisions
for him.!2 Thn need for defining appropriate qualifications
for genetic counselors in the context of screening programs
and for providing adequate numbers of trained counselors
remains an urgent one. h\ is the ongoing responsibility of the
program directors to evaluate the effectiveness of their pro-
gram by follow-up surveys of their counseling services. This
may include steps (taken with the prior understanding and
approval of the subjects screened) to determine how well the
information about genetic status has been understood and
how it has affected the participants’ lives.

Understandable Relation to Therapy

As part of the educational process tha. precedes the actual
testing program, the natureand cost of available therapies or
maintenance programs for affected offspring.combincd with
an understandable description of their possible benefits and
risks, should be given to all persons to be screened. We
believe this is one of the items of information that subjects
need in deciding whether or not to participate in the pro-
gram. In addition, acceptance of research therapy should not
be a precondition for participation in screening, nor should
acceptance of screening be construed as tacit acceptance of
such therapy. Both those doing the testing and those doing
the counseling ought to keep abreast of existing and immi-
nentdevelopments indiagnosis and therapy!0-13-13 so that the
goals of the program and information offered to those being
screened will be consistent with the therapeutic options
available.

Protection of Right of Privacy

Well formulated procedures should be set up in advance of
actual screening to protect the rights of privacy.of individuals
and their families. We note that the majority of statesdo not
have statutes that recognize the confidentiality of public-
health information orare even minimally adequate to protect
individual privacy'¢. Researchers therefore have a particu-
larly strong obligation to protect screening information.
Consequently, we favor policies of informing only the person
to be screened or, with his permission,a designated physician
or medical facility, of having records kept in'code, of prohib-
iting storage of noncoded information in data banks where
telephone computer access is possible and of limiting private
and public access only to anonymous data to be used for
statistical purposes.

14

CONCLUSIONS

Even if the above guidelines are followed, some risk will
remai that the information derived from genetic screening
will be niisused. Such misuse or misinterpretation must be
seen as one of the principal potentially deleterious conse-
quences of screening programs. Several medical researchers
have recently cautioned their colleagues of the potential for
misinterpretation of the clinical meaning of sickle “trait”and
“disease.”s We are concerned about the dangers of socictal
misinterpretation of similar conditions and the possibility of
widespread and undesirable labeling of individuals on a
genetic basis. For instance, the lay public may incorrectly
conclude that persons with sickle irait are seriously handi-
capped in their ability to function effectively in socicty.
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Morcover, protecting the confidentiality of test results will
notshield all such subjccts froma felt sense of stlgmatlzatlon
nor from personal anxieties stemming from their own misin-
terpretation of their carrier status. Extreme caution should
therefore be exercised before steps that lend themselves to
stigmatization are taken — for cxamplc stigmatization can
anse from recommending restrictions on young children’s
physncal activities under normal comfmons because of sickle-
cell trait, or from denying hfc—msurance coverage to adult
trait carriers, neither of which are currcntly medically indi-
cated. In view of such collateral risks of screening, it is
essential that each program'’s pcriodic review include careful
consideration of the social and psychologic ramifications of
its operation.

REFERENCES :

1. Crow JF. Population perspective. Ethical Issues in Genetic
Counseling and the Usc of Genetic Knowledge. Edited by P
Condliffe, D Callahan, B Hilton, et al. Ngw York, Plenum Press(in
press)

2. Morton NE: Population genetics and disease control. Soc Biol
18 243-251. 1971

3. Motulsky AG. Frazier GR. Felsenstein J: Public health and
longterm genetic implications of intrauterine diagnosis and selective
abortion. Intrauterine Diagnosis (Birth .Defects Onginal Article
Senes Vol 7. No 5). Edited by D Bergsma. Ncw York. The National
Foundation. 1971. pp 22-32

4. Barnes MG. Komarmy L. Novack AH: A comprthcnsnvc
screening program for hemoglobinopathies. JAMA 219:701-705,
1972 __. ;

5 Beutler E. Boggs DR. Heller P. etal: Hazards of indiscnm-
inate screening for sickling. N Engl J Med 285:1485-1486. 1971

v

6. Kaback MM, Zicger RS: The John F. Kennedy Institute Tay
Sachs program: practical and ethical issues in an adult genetic
screening program, Ethical Issuss in Genetic Counseling and the
Use of ‘Genetic Knowledge. Edited by P Condliffe, D Callahan,
Hilton, et al. New York, Plenum Press (in press)

7. Nalbandian RM, Nichols BM, Heustis AE, et al: An auto-
mated mass screening program for sickle cell dlscase JAMA
218:1680-1682, 1971

8. Bessman PS. Swazey JP: PKU: a study of biomedical legisla-
tion, Human Aspccts of Biomedical Innovation. Edited by E Men-
déisohn, JP Swazey, I Traviss."Cambridge, Harvard Umv:rsnty
Press. 1971, pp 49-76

9. Nalbandian M. Henry RL. LushchM etak: Sickledex test
for hemoglobin S: a critique. JAMA 218:1679-1680, 1971 -

10. May A. Bellinghum AJ, Huehns ER: Effect of cyanatc on
sickling. Lancet 1:655-661, 1972

11. The Institutional Guide to DHEW Policy on Protection of
Human Subjects. Grants Administration~Manual, Chapter 1-40.
(DHEW Publication No[NI1H]72-102). Washington, DC, Division
of Research Grants, Department of Health, Education, and Wel-
fare, 1971

12. Sorenson JR: Social Aspects of Appllcd Human Genetics
(Social Science Frontiers No. 3). New York, Russell Sage Founda-
tion, 1971

13. McCurdy PR, Mahmood L: Intravenous urea treatment of
the painful crisis of sickle<cell disease: a preliminaryreport. N EnglJ
Med 285:992994, 1971

14. Gillette PN, Manning JM, Cerami A: Increased survival of
sickle-cell erythrocytes after treatmentin vitro withsodium cyanate.
Proc Natl Acad Sci USA 68:2791-2793, 1971

15. Hollenberg MD, Kaback MM, Kazazian HH Jr; Adult
hemoglobin synthesis by reticulocytes from the human fetus at
midtrimester. Science 174:698-702, 1971 )

16. Schwitzgebel RB: Confidentiality of research information in

public health studies. Harv Leg Comment 6:187-197, 1969
9




’ .

Dilemma 8 — TO KNOW OR NOT TO KNOW

A mid-western rescarch hospital was conducting a mass screening of newbor infants. The purpose of this screening was to
obtain data on the frcqucncy of chromosome abnormalities in.newborns. Du .g the course of the study, it was found that two
male newborns had‘an extra Y chromosome in addition to the usual XY genc makeup found in the majority of males.

Although the effects of this extra chromosome are not clear, it has been pubhcnzcd that males with an extra Y chromosome
(e.2.. XYY complcmcnt) tend to be antisocial and often exhibit unusual aggression. This conclusion was based on a study
conducted en prison inmates. A number of prisoners were found with XYY chromosomes. In a later, more extensive study, it
was shown that the aggression theory was not true. XYY males were no more aggressive than other males.

Should the rcsearchcrs inform thc parents of the two newborn males that theirchildren have theextra’ Y chromosome? Why or

why not?

SAMPLE OPINIONS ’

Norman

“I definitely think the parents should know. Parents want to
know as much as possible about their child. They are raising
the child. If they are aware of a different condition, they can
be better prepared to help their child. The researchers
shouldn't keep the information to-themselves because one
can never know what will be discovered in the future about
the XYY condition. It is even possible that XYY chromo-
some is beneficial in some situations. Of course, the
researchers have to make sure the parentsare not frightened
about the negative and erroneous publicity surrounding the
XYY condition.

If Iwerea parent and had given permission for my child to
be studied I would certainly expect to learn the results.
Keeping information from me would be the same as lying.
Anyway, that information is on some record, aud the parent
would want to know what is recorded.”

Lynn
“How could the researchers reveal the results of their study to
the parents? The data is not totally clear. If that kind of

-~

information gets out it could cause something like mass
hysteria. Even if that didn't happen, the children would have
to live their entire lives with a stigma; they would be singled
out as being different. A lot of things could happen if the
information got out. For example, the record could follow
the child for the rest of his life, or the information could be
misused by the institution or some other less scrupulous
employee of the institution. A lot of bad publicity might
result from this. It could even undermine any future research
of this type. No, the information shouldn't be revealed.”

-

Anne

“Of course the researchers should tell the parents. Why
should it be left up to the researchers to decide what people
should or should not know. That’s making the assumption
that other people aje less wise and intelligent and can't think
for themselves. What is a democracy if scientists begin to
judge what the public should be told? I don't think that
scientists should be the final judge. ‘

In this case, it is important that parents have the nght to
know.”

.

3
DISCUSSION QUESTIONS

¢ In this case, should it be more important to reveal the truth or to prevent undue worry on the part of the parents? Why?
e What should be the primary concern’of the researchers in this situation? (i.e.. protection of society? protection of the

newborn?) Why?

t‘

o1f you were the parents, would you want to know that your child has an extra chromosome? Why or why not?
¢ How do yotu think the child would feel if he knew that his chromosome makeup were. different from other males? Why?

e Howimportant is the identification of XYY anomalies? Wouid society benefit if all newborns were screened for chromosome
anomalies so that such persons can be identified? Would identification of genetic makeup be beneficial to the individual? (Do you
think that a'person who has been typecast as “bad " tends to reinforce such benavior?)

®What should society’s responsibility be to those individuals who have been so identified? Why?
¢ Do you think that parents might feel any differently towards a child with an extra Y chromosome? Why? N

®Speaking in general terms, how important is it to tell the truth? Are there any circumstances when the truth should be

revealed?

® Whatif parents were the researcher’s best friendsand he knew that they would be very upset py theinformation about their,

child; should he withhold this information? Why or why not?

.

If new techniques were developed to dgtect other genetically determined behavioral traits, should all newborns be required to
be tested for the presence or absence offhese traits? Why or why not? N

® Should scientists publish research results based on limited evidence? What constitutes responsible rcportmg" Should the
scientists have considered the consequences before they reported that a high proportion of men in prisons have XYY

chromosomes? Why or why not?
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Reading
Eugenics: A Controversial Topic - \

s

"Hermann Muller. Human evolution dy voluntary germ shoice) Scizice, 1961, 134, 643-649,

Eugenics, the term coined by Francis Gaiton, Charles Dar-
win's cousin, refers to any attempt to enhance human heredi-
tary traits. It may involve decisions in medicine, education,
economics, public policy or customs in order to give “more
suitable” people a greater opportunity to produce larger
numbers of offﬁpnngs In this way hercdltary qualities of
humans would i improve. One method suggested by Darwin
would be to limit marriage among people who are weaker,
physically and mentally. Hence, they would not pass their
deficiencies onto-further generations.

More recently, one of the major proponents of eugenics is
Nobe! prize geneticist, Hermann Muller. He has argued that
modern medica) technologies have promoted the survival of
persons possessing what were in the past deleterious genes
{diabetcs, skeletsl deformities, high blood pressure, cystic
fibrosis, etc.). Also, the possibilities of deleterious mutations

. have increased through exposure to radiation (X-rays,

fallouts) and chemical agents. He fears that the number of
sutations in our gene pool hasincreased alarmmgly, thereby
mcrcasmg the dangers of passing genetic defects to future
generations. He proposes the idea of sperm banks where
sperm of males who are subject to radiation hazards in their
work or livingenvironment could safely store their geria calls
in a deep freeze condition until such time that they desire
chiidren. The protected spermt celis would then be.used to
fertilize the egg of their mate. This plan could also serve to
insure progeny in the event that the husbafid 8 gies or becomes
sterile. In addition, the sperm bank cbiiid bé used as a
mposz'ory of sperm from perscits whom the commumty
views as especiaily worthy. Their genetic qualitiés could thus
be passed on to future generations bypersons choosmgto use
ahc selected stored sperm. Accordmg to Muller, this will’
.serveto dlmct the stream of gcnctlc programs toward the
factors underlying creativity. initiative, originality, and inde-
pendence of thought, on the one hand, and toward genuine-
ness of human relations and affections, on the o!bcx hand "l
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He further argues that science and technological advances
have created a situation where fewer people are able toenjoy
and appreciate those achievements and merely become “cogs
in the mechanism.” “Would it not be better ifjust about
everyone were so constituted that he could sharein the joy of
understanding the great collective conquests of his species,
such as mathernatical relations, relativity and its develop-
ment, cosmogony as known at the time, biochemical evolu-
tion, exoblology. mind-body relations, intra- and inter- mind
workings, social and industrial organizations, the latest arti-
ficial mechanisms, and so on, instead of having such under-
standing necessarily confinded to a rare few and compart-
mented among them at ali?"2

The idea of sclccnve breeding as proposed by Muller and -

Huxley poses many controversial questions. Geneticists
point out that most human characteristicsare governed byan
interplay of different genes. Traitsarenotan absolutc;/but are
expressed in a gradcd fashion—for instance, tallness or

shortnessis nota single value. Thechildrenof a shogcouple )

may be short but are not cx?ctly the same height. [Further-
more, a genetic characteristic is only recognized hen it is
displayed (phenotypic expression), and this cxprcssron is
influenced by many environmental factors. Some character-
istics are advantageous only in certain conditions and not in
others. The sickle zcll trait, which in the homozygous situa-
tion affects the bldod’s capacity to carry oxygen, is advan-
tageous for the heterozygote carriers in malaria-infected
areas of the world. 'Persons who carry one sicklé cellgeneare
less susceptible to‘l malaria, and women carricrs are more
fertile. No one can tell when a normally und Sirable genetic
trait may suddenly, because of changes in the environment,
become highly advantageous to an individugl’s survival. In
answer to whether one can determine the value of certain
genes, Dr. Arthur{Steinberg, in a recent mternatlonal gene-
tics conference cautioned, “I remind you that ithe quality ofa
gene or genotype may be determined only by\thc reaction of
the associated phenotype in the environment in which it
exists. A phenotype may be disadvantageous in some envi-
ronment, essentially neutral in others, and advantageous in
others. In the face of a rapidly changing and entirely new
environment (new in the evolutionary sense), I Jo not believe
that we can determine the value of a specific genotype to the
species.™

Further complications arise in determining what human
characteristics are inhentable (having a genetic bagis). “One
of the problems 1s conceptual. Consider altruism, what does
the term refer to: A feeling? A motive? Or a set of behavior
patterns? Is 1t not the case that the social m2aning of dltruism
(as well as other ‘social virtues’) dcpends on the kinds of
context that ehcit altruistic feeling, motives, and behavior?
The problem here is very much like one that begets thos?i who
argue that criminal tendencies are heritable. Whatcons titutes
a crime may vary erm society to socisty and from \cgal
system to legal system.™
A more difficult quesuon is, whowill be the judges? “B\Xth
positive and negative eugenics as applied to populati

\

presume a judgment of what is genetically good and what is
bad. We have had at least one example of a sad experience
with e(genics in Nazi Germany. This alone can serve as a
lesson, on the impossibility of sepafating science and politics.
The most difficult decisions will come i1 defining the border-
line cases. Will we breed against tallness because space
requirements become critical? Will be breed against near-
sightedness because people wrth glasses may not make good
astronauts? Will weforbid mtcllectually inferior people from
procreating despite their proven ability to produce a number
of superior individuals? Or, should we rather provide an
adequate environment for the offsprings of such individuals
to realize their full genetic gz;)tcntial?"5

Additionally, an mde I's genetic make-up is sodiverse
that he/she may possess/an undesirable trait and yet have
other highly desirable characteristics. “Even where we have
identified a disease in w)/lich medical advances can be shown
to have an overall population incidence, asin schizophrenia,
fewif any competent génctrcrsts would advocate reducing the
number of offsprings that schrzophremc individuals would
be permitted to bear; The principal reason js ignorance. We
simply do not know what (if any) intellectually desirable
attributes are also transmitted with the complex genes
responsible-for schizophrenia. Bodmer notes that the condi-
tions which ‘have led to an increase in the frequency of
schizophrenia mayalso conceivably increasc the frequcncy of
some desirable genetic attributes in other individuals.”

Some scientists see other dangers in selective reproduc-
tion—the danger of reducing man’s unpredictability. For
example, Dr. George Wald has observed that with animals
we have abandpncd natural selection for the technological
procers of artrf}cral selection. Animals are bred for what we
want them tobe: the pigs to be fat, the cows to give lots of
milk, work horses tobe heavy and strong, and all of them to
be stupid. Through selective breeding we have domesticated
animals whouare docile and nearly all alike. Dr. Wald fears
that this vcry\samc procedure can lead to a domesticated
man. Moreover, promoting one attribute may lead to the
weakening of others. Poodles, for example, bred for wooly
hair are especially prone to suffer from serious ear troubles.
Those desirable genes 1n individuals that we specifically select
to prollfcratc are also associated with the unknown.

What is theeffect if a population becomes genetically alike
as a result of women being fertilized from sperm of a few
men? Thé genes may be selected for a particular environmen-
tal condition. However, if the environment changes such that
these genes are no longer advantageous, the population may
not be able toadapt due to decrease in diversity. If the sickle
cell trait were eliminated and a sudden malaria cpidemic

arose, few people would be protected from the discase.

Yet for carriers of a defective recessive gene, for instance,
that which produces the disease PK U (a condition where thc
homo ygous individual lacks the enzyme to oxidize the
amm?) acrd phenylalanine which leads to severe mental defi-
ciencies), a sperm bank could insure the couple producing a
child free from this geneticaffliction (a person with one PKU
genc and a normal gene shows noeffect of the disease). Thus,

'Hermann Muller. In Elof Carlson (Ed.), Man’s future birthright. essays on suem'e,aml humanity. Albany, New York- State

Umiversity of New York Press. 1973. (Repnnted by permission of the State Universify of New York Press. Copyright 1973)

Amutar Etaroni. The genericfix. New York: MacMillan Publishing Co..

‘Martin Goldmg Ethical 1ssues in biological engineering. UCLA Law Review, I968, 15.267. 486. (L xcerpted by permission from
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innumerable genetic aiseases such as Tay-Sachs, sickle cell |

‘anema, cystic fibrosis, etc. could be prevented, but this does
not assure that other mutations are not present. It has been
estimated that each individual carres an average of four to
eight defective ;g;iwhlch in combination with other defec-
tive genes governing the same characteristic could result in a
child withaseriousabnormality. Totest forevery mutation is
an impossibility because each new mutatton is an unknown.
How does one look for something which one has never
encountered? Furthermore, a mutation 1s not revealed untl
the individual bearing 1t demonstrates a visible functional
anomaly.

However, If a couple comes to a sperm bank specially to
insure producing a child of highly desirable qualities it is
difficult to ascertain how truly advantageous these qualities
will be for the future.

... there are problems in regard to the wisdom of the
choice of traits, in regard to the original source of the traits,
and wn regard to the alleged advantageousness of the traits.
First, how are we to determine which traits ought to be
promoted? Paul Ramsey has complained that when posttive
eugenicicts describe those human qualities to be selected and
bred into the race of men, they write remarkably as if they
were describing the attnibutes of mund and of character that
make a good geneticist, or at least a good community of
scientists. While no doubt intentionally exaggerated, Ram-
sey'scomment presses the important point that the choice of
traits i> @ value-laden one. It is by no means obvious which
traits are the most valuable to mankind.’bad’ traits being
infinitely easter toascertain than'good” ones. And even if one
were 1o select traits which virtually everyone admures (e.g.,
intelleut and beauty), it would not follow that society would
be improved if these traits were widely enhanced. Indeed,
social problems would be increased if there were no employ-
ment for persons with simular talents or if we inadvertently
enhanced the wrong traits.

“There are many incompatible but strongly felt visions of
man’s future, and even those who are given to visions of
socialcontrol often alter those visions in the light of new facts
and theones. Eugenicists senerally tend toassume that we all
agreeor willcome toagree on these traits, rather than present
the required argument ot this effect. 1 very much doubt that
this argument 15 forthcoming, as their views seem to rest on
false empincal assumnptions about the extent of evaluative
agreement and also appear to rest on ideological and
individual-preferential bases.

“Perhaps the most serious problem with positive cugenics
1s theassumptionthat the traits to be promoted in fact havea
genetic rather than an environmental basis. The majority of
the traits they mention involve higher cognitive and emo-
tional capacities which are nurtured by education and which

"
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seem more subject to psychological control than genetic
control. This is not the place to mediate the age-old nativist-
environmentalist debate, but eugenicists may fairly be
accused, 1 think, of a simple fallacy of reasoning. They move
from the perhaps acceptable premise that every human trait
has some genetically controlled basis to the unacceptable
conclusion that every trait has anentirely genetically controll-
able basis. This claim not only downgrades causal considera-
tion of environmental influence, but begs the critical question
of whether the actual features of the desirable traits they
promote are describable in purely genetic terms. It is not
implausible to suppose that the more desirable features of
their desirable traits are entirely or largely environmentally
controlled, even if the traits are in some respects subject to
genetic intervention.™ ’

» -

Muller on the other hand believes that

“. .. we can and must improve greatly on nature’s and the
breeder's most successful attempts by using their perfor-
mance criterion with the modem, far more advanced tech-
niyues and the best pooled foresight that are nowavailable to
us.

“Admittedly, all this election will be empi-ical, that is,
based on performance rather than genetic analysis. Afterall,
performance has been the criterion by which nature effected
all our past evolution. Human discrimination, refined with
the help of intelligent counselors, can however result ina far
faster up-grading than nature has ever achieved in higher
organisms, especially in regard to the two major characters
that are being stressed. For considerable allowance can be
made for the interfering effects of environment and of modi-
fying genes, and heritability as indicated byclose relatives can
be taken into account Knowledge of the actual genes con-
cerned here is far fromessential, however,andd may berather
distant; each trait may wellhave many similarly action major
enhancers. °

“Of course, the couples would be warned beforehand that
genetic segregation and environmental influences allow the
results of no human reproduction to predicted, and that such
selection as here depicted only weighs the results in their
favor."It would however be pointed out that outstandingly
good performance has almost always required a combina-
tion of both favorable environment and favorable heredity,
also, that one-half of the child’s non-sex-linked genes are
those of the donor father. That the environment of these
children also would tend to be favorable is indicated by
follow-up studies on the families of those sterile couples who
even today have resorted to artificial insemination, for their
marriage and family life have tumned out to be actually
improved,on the average.”®

P
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Dilemma 9 — IS THERE A NEED TO IMPROVE ON NATURE?

Darnius Land 1s Prime Minister of a small, underdeveloped country where farming and herding provide a subsistence level of,
living for its people. It1sa country with few mineral resourcesand exportable products. The Prime Minister believes that unless
some major changes take place his country will always remain poor, dependent, and in the shadow of the wealthy, highly
industrialized nations. He beheves that for his country tu advance into the modern world of industry and technology, it must
increase the number of educated, intelligent people. These people will, he feels then take on the roles of engineers, industrialists
and scientists and move the country out of its present state of bare subsistence agnculturc

The Prime Minister issued a proclamation directing the method of all future procreation in his county. Henceforth, all cou ples
desiring children will register at their local health clinic. At the appropnate ime the wife will be fertilized with sperm from the
government approved frozen sperm bank. This sperm will be fro.n donors of outstanding intellectual an creative abilities,
excellent physical health (and no detectable genetic diseases), and a cooperative, gentle nature. Couples who produce chlldrcn by
natural fertilization will be fined half their annual crop harvest.

This decree was brought to the attention of the United Nations. Should the U.N. allow this government leader to impose this
restrictive procreation pblicy on his country? Why or why not?

SAMPLE OPINIONS

John

“There s really nothing that the U.N. can do. It doesn't have
the authority to interfere with the internal affairs of another
country. To do so would threaten the U.N. as an institution.
It must recognize the sovereignty of nations.

If the people of the country are willing to put aside their
personal desires to the great benefit of their country, this is
reason enough for the other countries to accept their com-
bined wishes. The question is a contract made between the
people and their government. If the people object to laws
they cannotabide by, then it is their responsibility to demand
changes or replace the government. The ruling in this case
was intended as a positive effort to advance the country into
the industnal age. Government regulation of reproduction
must be viewed as necessary 1n this case. The government
leader must be respected for his wisdom and concern for the
welfare of his country.”

Charles

“The U.N. wannot support this infringement on human free
<hoice on the question of child bearing. The protection of
basit huruan rights must be regarded as the prime concern of
any government. Basic human rights include the freedom to
make decisions about ure’s personal hife. For government to
rule who and how one s. suld procreate is a clear violation of
humanity. It makes jJudgment about the value of human life.
It 15 not for any guvernment or government authorty to
makesuchajudgment. 1 his action reduces human beings to

a cdmmodity witha pnce tag. It says that persons possessing
certain qualities are considered more human than others.

The implications of a government ordering the methi. d of
child bearing are too important for a Body suchas the U.N.
to ignore. It is, in fact, a statement that dn individual is to be
judged by his/ her worth to society and not his/her impor-
tance as 2 human being. One’s human rights, whether one isa
brilliant scientist or a diligent farmer, must be viewed asequal
and protected with the same degree of integrity. Otherwise,
humans could become no more than maleable ,ob_jccts." .
Gladys
“The U.N. should not allow this to happen. The member
nations of the U.N. should recognize that such a policy is
clearly outrageous. It is cruel and inhumane for a govemment
leader to interfere in such a personal matteras a couple’s child
bearing desires. The Prime Minister’s decree is going against
what is natural. We all know that the greatest happiness of a
man and woman is to bear their own natural children. How
can a husband accept a child who is not his own flesh and
blood? Although the people may want to do what is best for
their country, there might always be that underlying feeling
on the part of the parents that they cannot love a child who is
not all their flesh and blood. There is also the question of
parents’ authority. Will the child obey the father in the same
way that he/she would a natural father?

This is indeed a cruel ruling that would raise havoc in
family relations, and the U,N. should make sure that control-
ling human reproductioit in this way is not permitted.

DISCUSSION QUESTIONS

¢ Should one country have the right to interfere with the internal policies of another coun..,” Why or why not?
e If you were a citizen of that country, what should your pnimary concernbe  the future prosperity of your country or your

personal freedom and happiness? Why?

¢ Should it make a difference to the U.N if the Prime Minuster decreed that couples can have onl, two children? Why or why

not?
# What actions can the U.N. take?

e How might soucty be affected if a government could stipulate the type of genetic charactoristics one should inherit?
e Would it make a difference in family relations if the parents are not the natural parents? Why or why not?

e |5 the ruler of the country taking into account the best interest of his country?
o Should society promote the establishment of sperm or egg banks? Why or why
e |5 it possible to say that some genes are more valuable than others? Doces this ¢

afge inany way thenotion of humanrights?

o If people were able to, should they try to improve on nature by sclective reproduction? Why or why not?
e Is there any difference in selecting for the sex of a child and selecting for othgr desired qualities?
e How mught society be different if people could “shop™ for the kinds of gene they want in their prospective child’

e Would you feet any differently towards your parents if you were a product { artificial fertilization? Why or why not?
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Intensive Care For Newborns
Are There Times To Pull The Piug?

by Barbara J. Culliton

Would it &ver be right not to resuscitate an infant at birth?

Would it ever be right to withdraw life support from a o
newborn whose chances of surviving on its own and living to
lead anything even close to a normal life are virtually nif?

To each of these questions a group of physicians, lawyers,
social workers ethicists, economists, and laymen unanim-
ously answered, “Yes,” when they considered the “Ethical
issues innewborn intensive care” ata conference in the Valley
of the Moon in northern California. Their thoughts on this
complicated subject and a “moral policy for neonatal inten-
sive care” they are proposing will be spelled out in the June
. issue of Pediatrics.

The need for a coherent policy on questions of life or death
for critically ill new borns is urgent. Neonatal intensive care
units, in which newbornsare treated with increasingly so phis-
ticated medical care, used to be few and far between. Now,
@ there are dozens spread acress the United States, cach pre-

pared" to receive desperately sick newborns from miles
around. And more and more babies who, only a few years
ago, would have died within weeks or months of birth are
being saved. Thus, infants with Down's syndrome, hydroce-
phalus, and a number of other genetic and congcmtal dis-
orders are living. Remarkable progress in resuscitating
infants with respiratory problems, is saving significant
numbers of livés, including those of premature babies who
are just too tiny to mak. it on their own.

This was brought out clearly last month, when Richard E.
Behrman and Tove S. Rosen of the College of Physncuans and
Surgeons, Columbia University, delivered what is probably
as comprehensive a report as exists on the subject of fetal
survival to the National Commission for the Protection of

¥ Human Subjects of Biomedical and Behavioral Research.
Although the tesearchers are careful to point out that their
dara and conclusions are severely limited by the fact that there

. . is very littlc.comprehensivc Statistical information on the

Repnnted by permission from Science. Apnl 11, 1975, Vol. 188, pp. 133-134, Copynight © 1975 by the American Association for the
Advancement of Science.
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subject, 1t 1s nonetheless apparent from the information they
gathered for the commission that, from one point of view,
things are improving. For example, data from New York City
for the years 1962-1971 show a 68 percent improvement in
survival rates for infants born weighing less than 1000 grams.

The question, to which there is no simple answer, is
whether these saved infants are normal or whether there are
occasions when medical technology does for the very young
what 1t now frequently does for the very old- keep the body
alive but not the mind.

California Conference
The Valley of the Moon conference was convened by 3 men
from the University of California at San Francisco. Two of
them are doctors: Roderick Phibbs and William Tooley. One
is a Jesuit philosopher: Albert R. Jonsen. Discussion was
directed toward problems raised by five case summariesand,
in the end, the convenors drew upon the contributions of the
17 conference participants in formulating the moral policy
they offer to “health professionals involved in neonatal care
for their critical consideration.™

Therr feeling is that a policy, or some mechanism for
making decisions, should be in place in every neunatal inten-
sive care umt in advance of the moments of crisis during
which hfe and death decisions must actually be made.

“This moral policy will have an air of unreality about it,”
they declare. “This is the inevitable result of considering
moral decisions apart from the agony of living through these
decisions. It reflects the abstraction from the actualitics of
fear, self-interest, exhaustion, the dominance of some and the
truancy of others charged with responsibily and duty. But
the air of unreaiity 1s, we beheve, the necessary cool moment
which philosophers say should precede any reasonable
judgment.”

To put the essence of therr moral pokicy inits starkest form,

they suggest that there are indeed circumstances in whichitis -

all night to let a newborn baby die.

Not everyone agrees.

T'he opimons and behefs of people on eachside of the issue
are of more than academic intuiest to each other. Among
other reasons for this are cases 1n which one group has tried to
use the power of the law to impose its will on the other. A
recent situation in Norfolk, Virginia‘ is illustrative. A baby
was tora with hydrocephalus. an accumulation of cerebro-
spinal fluids in the brain. The fluid-filled head swells. Often
the damage is so severe that the infant will never be able to
participate even minimally in kaman experience. A decision
was made not to feed the Norfolk baby However, according
to newspaper accounts, the Virginia Socicty for Human Life
intervened, even to the point of trying to have prosecuted

whoever made the decision to let the baby starve, and the .

child was sent home. There are those who believe the society's
interest n the case is good; others think the “right-to-life”
group had no bustness becoming involved.

The participants 1n the Valley of Moon conference consi-
dered the dilemma of neonatal intensive care froma number
of points of view. They assessed the state of the medical art,
including that of predicting whether a baby will suffer serious
handicaps and concluded that, although it is gencrally not
possibleto make an accurate prognosis, in part because some
forms of mental retardation are not apparent for a matter of
years, “neonatal intensive care has improved chances for
survival and has reduced the numbers of survivors with severe

brain damage:” . -

They thought about the legal and economic questions

AN
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involved in neonatal intensive care and the effects a prema-
ture, sick, or defective baby can have on its family. F. Ray-
mond Marks of the University of California School of Law, .,
Berkeley, drew an analogy between a defective child, and an
unwanted fetus which, he noted, can be legally aborted. “The
maintenance of a defective child, like the carrying of a fetus to
full term, may involve not only broad social costs, but a,
threat to its family’s viability,” the conference report notes,
adding that “Marks argues for a social policy that wonld
withhold legal personhood from certain carefully defined !
categories of high risk infants until a clear diagnosis and
prognosis can be made concerning them and until their
parents have made aninformed decision whether or not they
want to keep and nuture these infants.”
Crux of the Argument
It is just this sort of position that stirs tremendous contro-
versy. Some persons find it eminently sound. Others think it
clearly wrong. It is reminiscent of something that the assistant
district attorney of Suffolk County said to the jury during the
trial\of Boston physician Kenneth C. Edelin (Science, 7
Mar#h). Summarizing his case that Edelin had committed
maénslaughter in the death of a fetus during a legal abortion,
Newman A. Flanagan argued in impassioned :ones against
postponing legal personhood, declaring that a baby has to
have full rights from the moment of birth, notan hour, ora
week or a month later. -
The Valley of the Moon conferees were well aware of
conflicting points of view. They believe it to be all the more
reason for adoption of a moral policy to guide individuals
faced with these life and death decisions. “When a multitude
of individuals, with diverse moral convictions, face a series of
decisions about similar cases, some way should be sought to
accommodate diverse private beliefs within some degree of
broad agreement about how such cases should be managed.
This effort we call making a moral policy.”
Their conclusions:

« Every baby boru possess a moral value entitling it to the

medical and social care necessary to effect its well-being.

« Parents are principally responsidle for all decisions regard-
ing the well-being of their newborn children.

« Physicians have the duty to take medical measures condu-
cive to the well-being of the baby in proportion to their
fiduciary relationships with the parents.

« The state has an interest in the proper fulfillment of respon-
stbilities and duties regarding the well-being of the child.

« The responsibility of the parents, the duty of the physician,
and the interests of the state are conditioned by the medico-
moral principle, “do no harm, without expecting compensat-
ing benefit for the patient.”

« Neither physicians nor parents are obliged to initiate or to
continue actions which do harm to the we..-being of 2 new-
born infant. That well-being consists generally in a life pro-
longed beyond infancy, without excruciating pain and with
the potential of participating, in at least a minimal degree, in
human experience.

« . ..Should it be necessary, in the case of disagreement
between parents and physician, to seek legal judgment, either
to continue or to terminate care, the court should weigh
heavily the prognosis regarding quality of life and the injunc-
tion, “do no harm.”

« If an infant is judged beyond medical intervention, and if it
is judged that its continued brief life will be marked by pain or
discomfort, it is permissible to hasten death. . .

» .
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«If it is necessary to discriminate between several infants
[because of lack of space in a newborn intensive care unit} it is
ethical to recommend that therapeutic care foran infant with
poor prognosis be terminated in order 10 provide care for an
infant with better prognosis.

ALY
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«The frarers of this moral policy describe the criteria they
have set forth as “conservative. . .in the hope of steering a
middle course between an undiscriminating policy of saving
and sustaining all life and an inconsiderate consigning of the
most vulnerable to destruction.”

3
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Dilemma 10 — THE CHILD COULD RE SAVED ... BUT AGAINST THE WISHES OF THE PARENTS
Mrs. Matthews, mother of two normal children, gave birth to a premature baby boy. Soon after birth, the child was diagnosed as
a mongoloid with the added complication of an ir.testinal blockage. An operation could correct the problem, but there is a risk
involved. Without the operation, however, the child could not be fed and would die.

At the time of birth, Mrs. Matthews overheard ths doctor express his belief that the child wasa mongoloid. She immediately
indicated she did not want thechild. The next day, inconsultation with a physician, she maintained that position, refusing to give
permission for the corrective operation on the intestinal block. Het husband supported her in this position.

The hospital staff could notagree with the parents’decision. The staff went to court to obtain a court order to allow the doctors

to treat the child.

. Should the judge issue the order to perform the operction necessary to save the baby’ life? Why or why not?

-

SAMPLE OPINIONS

Liz

“The judge should not 1ssue the order to perform the opera-
tion. The baby would require special care throughout its life;
this corrective operation would only be the beginning of a
long list of special needs and services. Since mongoloid chil-
dres are usually trainable, this child will require special
schools and teachers to enable him to perform even simple
tasks. Even with special teachers to assist them, the parents
would have to devote large portions of their time and money
to raising their baby. This would be an unfair burden to place
on the parents and on the rest of the family.

The parents arein the best position to be able to make this
decision. not the courts, and the parents have made their
decision If he lived. the boy would be unloved and would be
a disturbing influence on the entire family.”

Debbie

“The court should intercede on behalf of the mongoloid baby
and permut the doctors to perform the operation. There are
sume rights and values which must be upheld in society
. regardless of majonty upinion. One of these is the right to life.
In our country it is guaranteed by the constitution - and
without reservations. The value of life can't be measured

according to the intelligence. appearance or ancestry of the
individual. Regardless of personal characteristics, a person is
entitled to a chance at life.

1 think that humanity as we know it would be destroyed if
the right to life of an individual rested in the hands of another
person. It is absolutely essential that the right to be kept alive
be an inalienable right. I mean, look at what happened in Nazi
Geirmany when that right was taken over by the government.”

Art

“In making a decision of this sort, I think that the most
important thing to consider is the effect of the decision on
society, If the parents are forced to let the baby boy live, they
will probably refuse to take him from the hospital. The baby
will then become a ward of the state, requiring large amounts
of money to feed, clothe and shelter him for the rest of his life.
Since the child will not be able to contribute to his own
welfare or the geneTal welfare of society, it is best to abide by
the parents’ decision.

In our country parents have a legal right and responsibility
to make all decisions for their children until the children reach
the age of 18. The parents are exercising their legal right by~
making a decision about the operation. The court has no
right tointerfere in this legally guaranteed parental decision "

DISCUSSION QUESTIONS ,

e What responsibilities should the mother have for her child? Why?
¢ Should having a mongoloid child 1n the family and its possible affects on the other children and her husband influence the

mother’s decision? Why or why not?

Y

e Does the hospital staff have a right to intervene and secure the court order? Why or why not?
e If you were in Mrs. Matthew's predicament, what factors would be consi *=red in making a decision? Why?
e Docs the mother have the right to decide what can ur cannot be done to her child? What rights should the child have?

* What does one doif the operation were performed and the childlives, but the mother refuses to take the child home? Should
the court have the right to force. the mother to take the child? Why or why not? Who should be responsible for the child?

® Would society be better off if abnormal babies were left to dic? Why or why not? How does one judge what is normal or

abnormal? -

. ® 1 there any difference in aborting fetuses known to be abnormal and letting an abnormal baby die at birth?

o It is possible that the mongoloid child could live until old age. However, in cases such as a Tay-Sachs afflicted child, who lives
no longer thana few years or eveye a few months with a progressively debilitating disease, would it be better to relieve the suffering
of everyone concerned by letting the child die immediately after birth? What about people who have genetic diseases that don't
show up until middle age, such as Huntington's disease (this is the disease Woody Guthrie had)?

1
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New Human Prospects ,

In Brave New World Aldous Huxley presented the prospect

\ . > of a future society comprised of persons identical in every
way. In that world it was possible to grow embryos in the

laboratory from cells preselected for certain desired charac-

teristics, Although his idea may still be in the realn of science

. fiction, biomedical progress has brought certain aspects of

. Huxley's ideas to fruition. L

In 1950 Dr. Landrum Shettles of Columbia first reported
thesuccessful fertilization of a human ovum in the laboratory -
which survived for six days. In ltaly in 1961 Dr. Daniel
Petrucci maintained an embryo fertilized in the laboratory for
29 days. A heartbeat could be detected but because the
embryo became large and deformed it was destroyed. Dr.

Petrucci stated that his intent was to explore ways to culture

organs so that when they were.transplanted into- recipients

- they would not be rejected as a foreign, unacceptable object.

Most recently, Dr. Robert Edwards and Dr. Patrick Steptoe .
of Cambridge University perfected the technique and the first
“test tube” baby was delivered in «1978. In their embryo
- transfer procedure an egg was removed from the mother and
fertilized with the father’s sperm in the laboratory. The
embryo was.allowed to develop for several days and thcn
implanted in the mother's womb.

It is Edwards’ and Steptoe’s goal that thclr technique
become a therapeutic procedure for women who have
blocked fallopian tubes, preventing eggs from reaching the
. uterus to'be naturzlly fertilized. Previously infertile women :

now have the opportunity to bear children, -
According to Caryl Rivers,“Once an ovum can be successsy, ~ ~ )

fully implanted in the womb, the way-is open for ‘proxy " -

mothers.” A fertilized ovum could be, rcmoved from the -

womb of a woman after she had conccxwd and then

implanted in the uterus of another woman who would ulti- ‘

matelygive birth. The child of course would carry the genetic ',

idenfify of its true parent. The proxy mother would be onlya Rt

temporary host with no genetic relationship to the child:™ A ’

~

1Cary! Rivers. Genetic engincenng portends a grave new world, Saturday Review, April 8, 1972, 23-27. : *
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woman who does not want to carry through the nine months
of pregnancy can simply contract to pay someone else to bear
her child.

This technique could also be & means-to insurc thedesired
sex of a child. After fertilization and developmentof the egg
to the blastocyst stage. one could excise 2 cell and examine
the sex chromosomes If the embryo is of the desired sex it
would then be placed in the uterus of the mother or other

- suitable carrier. This would be significantly important for
i persons desiring children but fear detrimental consequences
‘ because they are carriers of sex-linked diseases such as
\\ hemophilia. Genetic diseases could thus be controlled or
\ eradicated.

' There are. however. problems attendent to employing test
' tubeorin  vitro fertilization techniques. They involve manipu-
' =-fating or changing the natural reproductive process, and it is
| unknown to what degree trauma and permanent damage will
+ be inflicted on the developing egg. In Dr. Edwards’ early
. series of experiments. 56 eggs were inseminated. but only

. seven were fertilized. and of those. five were abnormal.
\ Reproduction in the laboratory has presented the question
\of whether this procedure can still be considered human
procreation. Joseph Fletcher holds that “Man isa makerand
4 selector and a designer, and the more rationally contrived
and deliberate anythingis, the more human it is. Any attempt
to\\set up an antinomy between natural and biological repro-
duttion on the one hand and artificial or designed reproduc-
tion on the other hand is absurd. The real difference is
between accidental or random reproduction and rationally
willépl or chosen reproduction. In either case it will be
biologic—according to the nature of the biologic process. If it
is‘unnatural’it can be so only in the sense that al! medicine is
‘unnatural.’ It is willed. chosen. purposed. and controlled and
surely .these are among the traits that distingush Homo
sapiens from others in the animal genus. from the primates
down .. .™ . ‘

Dr. Leon Kass. on the other hand. believes that the more
the laboratory is imvolved in reproduction the morg 1t
becomes sheer manufacture. He argues that when we try to
control the quahty of the product we depersonalize the pro-
cess. On the other hand, the process of procreation involves
the communication of love and the desire for children. This s
perhaps orggf the umque aspects of the human experience.
Moreover, Dr. Kass 15 concergee over the need to preservethe
integrity of the family. In today’s impersonal world. the fam-
1ly may be the only institution where one is loved, not for what
one dogs. but for what one 1s. If the family unit is destroyed.
he contends. a person would be faced with an even more
impersonal prospect.

Questioning whether we can judge wisely. Isaac Asimov.a
biochemist and well-known science fiction writer. suggests
that we should take anactionif we have reasopto believe that
we can choose wisely. However, he believes that if the choice is
between doing nothing and doing without knowing. then we
should do nothing. Asimov compares this with changing the
environment. When we build a dam, for éxamplc, thereisa

gain and there is a loss. The problems we encounter are due to
our tendency to base our decisions on short term benefits
without regard for the more long-term consequences.

The ethical concerns of manipulating a child-to-be are
explored by Paul Ramsey, professor of religion:

® “My point as an ethicist is that none of these researchers
can exclude the possibility that they will do irreparable dam-
age to the child-to-be. And my conclusion is that they cannot
morally proceed to their first ostensibly successful achieve-
ment of the results they scek. since they cannot assuredly
preclude all damage. N

o “However much these experimental embryologists may
have mimicked nature perfectly. they cannot gurantee that
the last artificial procedure they carry out before implantation
(or know they cannot carry through, such as karyotyping,
which Dr. Steptoe cited when he erroneously spoke of ‘brav-
ery’). may be the important one. The last procedure may
induce damage (or the last procedure known to be possibly
damaging may not be.able to be used although it might detect
damage induced by previous procedures). Damage could be
introduced during the transfer procedure. even after the last
inspection is made. The last inspection may induce damage.
or it may not be done because it could be fatal or damaging.
For all we know. the manipulation may implant embryos
that. if abnormal. willnot be spontaneously aborted with the
same frequency as under natural conditions. Finally, detecta-
ble natural abnormalities and detectable induced abnormali-
115 -may prove inseparable to such a degree that it will be
difficult to establish exactly what are the additional risks due
to this procedure. If true, that would be a limit upon experi-
mental designs. even if one had gotten over the earlier objec-
tions that it is immoral to use' the child-to-be to find out.

® “By the ordinary canons of medical cthics,.the unmade
child has not ‘volunteered’ to help the scientist- or even his
‘mother." If the possible future human being can be construed
to have ‘volunteer®d,” we would have first to construe him to
be there. in being. or at least with a powerful title to be born.
willing to suffer some induced risk in order to be manipulatéd
to ‘come unto us.' To construe his consent requires not only
these manifest absurdities; to do sd. to consent in his behalf,
would also require that he be already exposed to some risk
which these procedures are designed to relieve. For. again by
the ordinary canons of medical ethics. we are not permitted to
give proxy consent except medically in behalf of someone
who may not be ina position to givé expressed consent, or to
impute to him a will to relieve someone else's condition—in
his case *his’ ‘mother's”infertility. We ought not to choose for
another the hazards he must bear, while choosingatthe same
time to give him life in which to bear them and to suffer our
chosen experimentation. The putative volition of such ar
unmade child must. zfnyway. be said to be negative, since
researchers who work in human experimentation do not
claimthat they areallowed toask volunteersto face possibly

suicidal risks or to place themselves at risk of seridus defor-"

mity.”3 Y

[y '

4 ] -

\ -

<
2Joseph Fletcher. Ethical aspects of génelic controls. New England Journal of Medicine. Seplember 30. 1971, 781

YPaul Ramsey. Shall wc‘reproducc" Journal of the American Medical Assocmlior(lunc 5. 1972, 220 (10). 1347 (Excerpted by

permission from the Amencan Medical Assocnfulon. Copyright 1972)
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The Quandaries Of Creation
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The birth of the world’s first “test tube baby,” Louise Brown,
onJuly25, 1978,in Oldham. England, was a land mark in the
history of medical science. As the first successful attempt to
bring a human ovum fertilized in vitro (outside the body)
safely through a full-term pregnancy, the event was a scien-
tific triumph, but it has raised profound moral, ethical, and
legal questions.
After Louise Brown’s birth, the U.S. Secretary,of the
Department of Health, Education- and Welare (HEW) . |
directed HEW'’s Ethic§ Advisory Board to study the “scien- !
tific, ethical, legal, and social aspects of human in vitro
. fertilization and embryo transfer,”'in order to help HEW
make deaisions about the conduct and funding of in vitro :
fertilization experiments. The complex issues that the Ethics
Advisory Board addressed in its nearly yearlong study of in
virtrofertilization illustrate the g ¢ problems and decisions
with which scientists, prospective;subjects, and socncty in
general will be faced as modern medicine gains increasing |
\control over the human reproductive process. The Board
recently released its 132-page study of in vitro fertilization.
entitled Report and Conclusions: HEW Support of Research
Involving Human 1n Vitro Fertilization and Embryo |
Transfcr. |
Although the Board concluded- that. provided strict }
research guidelines are followed, “it is acceptable from an ;
ethical stapdpointto undertake researchinvolving human in |
vitro fertilization and embryo transfer.” it strongly emphas- |
ized the ethicai complexity of the issue. The Board's report .
states, in fact, that “concerns regarding the moral status of the /
embryo and the potential long-range conscquences of this
kind of rescarch were among the most difficult that eon- W
fronted the Board.” )
The primary goal of in vitro fertilization and embryo
transfer is to help infertile couples whé tannot have childeen
of their own by an other means. Evidence cited by the Board

fs‘sl hnm The Futurist, Deccmbcr 1979 Vol. X113, No. 6 Copyright © 1979 World Future Society, 4916 St.
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suggests that as many as 280,000 Amernican -women who
could not bear children any other way might be helpec by in
vitro fertilization. But stnce many fertilized ova donot survive
attem ptsat fertihization and embryo transier, some people

especially those who feel that life begins at the moment of )

conception— insist that in vitro fertilization is morally

.

should beaccorded to forms of poténtial human life.” But, the
Board also noted, “a married couple with nc alternative
means for having 3 child of their own could claim that
restriction of access to in vitro fertilizationis interference with
the fundamental right of marital privacy and with their right
to choose whether, and in what manner, to achieve procrea-

nsap porable:

The 1ssue rapidly becomes more complex when othzr uses
for in vitro fertihzation are suggested, suchas. developing or
tesung contraceptives, determimmng the causes of infertility,
lookmg for certain kinds of cancer, investigating abnirmal
cell growth and studymgchromosomaﬂ’xbnormalmes Des-
pite the worthiness of these aims, some people who would
support research on 1 vitro fertilization to help infertile
couples might be less enthusiastic about supporting other
kinds of research with human embryos because such research
comes uncomfortably close to experimenting with human
subjects.

The danger of the abuse of human embryos in in vitro
research was, in fact, one of the major concerns of some of
the scientists who testified before the Board. Although the
Board recommended that no embryos should be sustained
beyond the stage normally associated with implantation in
the uterus (about 14 days after fertilization), critics of
rescarch with human embryos feared that some scientists
might try to keep anembryo alive all ‘e way to “viability.”
and $hus produce a true “test tube baby.” Some speakers
before the Board also cautioned that scientists might use
humanembryos in 2ttempts at altering gene structure. trans-
planting nucler from adult. humans (cloning), or creating
human-amimal hybnds. Another problem raised was the
status of an apparently grossly.abnurmal emt ryo. If inv:trv
fertilization results in the creation of an abaormal embryo,
should the embryo be implanted 1n the mother's uterus as
planned. and if it is not. 15 this not the first step towards
deading which fetuses are genetically worthy of life? Other
testunony rawcd the possibility that in wvirro fertilization
nught lead to sperm and vva banks. surtogate mothers. and
to strong demands lor extramanital use of in vitro fertiliza-
tion and er..oryo transfer.

The Ethics Advisory Board voncluded that “the human
embryu 1s entitled to profound respect. but this dues not
necessartly eMunIpasy the full lega!l and moral nghts attrib-
uted to persons.” The Board a]su noted that in the normal
human reproductive process, vnly about 37, of all fertilized
ova become implanted in the uterus and survive to birth. so.
stnce human reproduction inevitably involves thedestruction
of embryos. the loss of some embryos fertilized in vitro may
not be an ethically unacceptab's price to pay.

The wsue of in witro fertilizatton, however, is not strictly
one of erither soual or scientific ethics. The Board also had to
confrontsome thorny legal probletns. The government could
conceivably ban in vitro fertihization research, for example,
on the grounds that “the creation, study. and destruction of
carly human embryos is inconsistent with the dignity which

tion==Thus, the issue of 1 vitro feftilization involves not only
the legal rights of human embryos but the rights of women
and couplcs In fact, the Board also had to consider the legal
status 'of surrogate mothers (women who carry other

women's babies) and single women who might want to take.

advantage of in vitro fertilization.

Assuming the ethical objections to in vitre fertilization are
over come, abuses of human embryos in the laboratory arc
controlled, and leg issues are resolved, in vitro fertilization

i

could very well be opposed on the grounds that it is money

badly speat. Some scicrtists and thinkers who prepared
reports for the Board be!ieve infertility to be a serious prob-
lem that contributes greatly to marital instability and even
threatens the mental health of many women. Others argue,
however, that the importance of biological parentage is over-
played. and that the limited funds available for health care in
the U.S. would be better spent on other, more critical con-

cerns, such as health care for the poor or’even vereredl’

L

disease—a major cause of mfemllty
After snftmg through the mass of inf rmation and corflict-
ing opinions, .the Ethics Advisory Board eventually con-

cluded thata*“broad prohlbmgn of research involving human -

in vitro fertilization is ncltherjustlﬁ;d nor wise.” The Board
felt that deyelopments'such as surrogate mothers andabuses
of humanembryos in research could probably becontrotied.

and stated that it could find no ethical objection to the use of

federal funds for in vitro fértilization rescarch. The Board °

noted, in fact, that in viiro research with hurnan embryos
would no doubt continue both in the U.S. and abroad
whether the U.S. chose to furd such research or not. And
some scientists suggested that federal funding of in vitro
fertilization xescarch would enabie the governiment to £nsure
that experiments were carried out safcly and with respect for
human embryos. The Board also concluded that the National
Institute of Child Health and Human Development should
work with professional societies and foreign governments to
make sure that the latest information on in vitro fertilization
is collected and made accessible so that both physicians and
prospective subjects can be fully informed The Board’s final
recommendation was that the Secretary of HEW “should
encourage the development of 4 uniform or model law o
clarify the legal status of children born as a result of in vitro
fertilization.™

The array of problems that the Ethics Advisory Board felt
compelled to address in its deliberations illustrates the com-
plexity and gravity of the issue of in vitro fertilization. The
Board's report also shows how new medical knowledge can

lead o questions that are not strictly scientific, but ethical, -

moral, and lcgaK




Dilemma i1 — BABILCS MADE TO ORDER

Dr James and D’ Snuth recently opened a clinic which uses “test tube baby " proced ures to help “infertile™ women bear chuldren.
Sinve sts beginnings. the Jhime has achieved success 1n its many attempts to implart a laboratory fertilized embry 0 into the
prospectise mother. Cuaples from il over the country and from other countries have seni requests to become patients there.
However, because *he procedure i technically difﬁcult and requires highly skilled personnel, the clinic will handie only a few
paticnts yearly The doctors therefore must screen their patients carefully and make sure that the infertiiity prublcm cannot be
cured in any other way (for example. repair of damaged fallopian tubes).

Me. and Mrs. Jerrod have come to the doctors for help. They have five daughters and desparately wanta son tocarry on the
farmly name, They offer to pay well for the services and provide a trust fund to support the reszarch activities at the clinic.
Mearcover. Mr. lerrod is on the board of trustees a .medical school where the two doctors hold eaching positions. Mr.
Jerrod. therefore, feels that the doctors would want to help him.

If the ductors agre-, they may have to destroy ,ferulued female embryos. Should the doctors conduct the procedure for the

Jerrods? Why or why not’ ! . F
\

v

SAMPLE OPINIONS

Wayne

“Sure, if § were the doctar [ would want to help the Jerrods.
Having a boy 1s very important to them. 1 think every father
wants a sun. If there 1s a way possible for them to haveason, |
don't see why they don't try it. Since Mr. Jerrod is onthe boi rd
of trustees at their medical sheool, it's even more reason why
they should want to help hum. Think 2bout what happinessa
son will bring to that tamily!

Also, Mr. Jeirod has offered to set up a trust fund for
research at the chnic. The research might lead to safer
embryo transfers-and even new knowledge about human
development. New discoveries in medicine can bring about a
healthier society. Every opportunity should be-taken for the
advancement of science In the case of embryo transfer med-
cal sctence has now given people the chance to choose the sex
of their Chl!‘dl‘Cn. 1t’s no longer a ce » of guesswork!"

Fred

”Dcﬁg)cl} not! 1 wonder about the value of the emoryo
trans*cr provedare in and of itself. We may have the technol-
ogy but should we use it? First of all. the developing embryo
1s expused 1o an unnatural situation. Cne never knows v hat
damage can of wll eeeur umitl the child s born. Sometimes
abnormalitics don't shuw up until adulthuod. To expose the
unborn tu unneﬁxs.lr) rsks s simply not night. Also, the
unborn has .zbsuTutcl\ no >ay in the matter. The parents and
doctors have deaded for him or her. And what if the fertidized

» .
embryo were female? Dosgs a potcntial human being have
/rights that should be protected?

1 am also afraid that encouraging the use of the embryo
transfer techmyue will reduce human reproduction to the
marketplace. We can shop around until we find an embryo
that meets all our requirements. What does thissay about the

. value we put on human life? Will we come to a point at which

we will allow, for example, only males who will be tall, with
blond haur, intelligent and not nearsighted to be born?
Connie

“No, 1 think that the doctors should refuse. They will be going
against the real purpose of the procedure. The test tube baby

“ technique was developed to help women who before could

not bear children. The Jerrods have other children. They are

taking advantage of the fact that they have money and influ- -

ence. [n a scnse they are using it to bribe the doctors.
The doctcrs should uphold their duty as doctors. They are
healers of the sick. The Jerrods have no medical problem.

They just want to satisfv their own whim. I don't believe that.,

the doctors should waste their skills and time. There are many
people who rexlly need help. It’s really more important for
women who have never had children to finally be ableto ha .
then. 1 would guess that these women would not be particu~
lar about the sex of the child either. They would probably be
happy with a child of either sex.

DISCUSSION QUESTIONS A
e Should, the utfer of a high payment and more rescarch funds be a consideration in the doctor's decision? Why or why not?
® 1, the desire for a boy a good enough reason for the Jerrods to request this procedun?
- Would the ductors be nght sh liruting the use of this procedure only to women who have infertility problems? Why or why

aot” &

¢ Shouid the doctors bc wonceg ed that they may have to desiroy a dc\clopng female cmbryo’ Why or why not? Is this the

_ same as an abortion?

® W hat are some of the nsks or dangers surrounding thc use of the “test tube baby” embryo transfer technique?
e Should doctors and parents subject the unborn to the risks of this artifical fertilization procedure?
* In this casc i5 the “unmade” child being used as an experimental subject?
@ If the child is born deformes., who skould be blamed? The doctors or the parents? Could the parents sue {or malpractlcc"
* Wil the \Vldcspnad v.¢ of the embryo transfer technique affect our concept of human life?
e How mught human society or the family strctare, change. if people can decide what characteristics they want in their
chuldren? What type of charactcnsucs might people consider undesirable? Wlll such embryos be destroyed?
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It is one of the lowliest of nature’s creatures, a rod-shaped
beastie less.thana ten-thousandth of an inch long. Its normatl
habitat is the intestine. Tts functions there are still basically
unknown. Yet this tiny parcel of protoplasm has now become
the center of a stormy controversy that has divided the
scientificcommunity, stirred fears—often farfetched—about
tampering with nature, and raised the prospect of unprece-
dented federal and local controls on basic scientific research.
Last week the,bacterium known to scientists as Escherichia
coli (E. coli, for short) even bcheoccupation at the
highest levels of governiment.

Appearing before a Senate subcommmce on behalf of the
Carter Administration, HEW Secretary Joseph Califano
asked' Congressto impose federal restrictiogs on recombinant
DNA research, a new form of geaetic inquiry involving E.
coli. The urgency of Califano’s request undetlined the
remarkable fact that a longtime dream of science, genetic
engir~e-ing, is at nand—and, some fe¢ ir, alreasdy nut of hand.
In laboratories across the nation, scientists are combining
segments of £. coli’s DNA with the DN A of plants, animals
and other bacteria. By this process, thcy may well be creating
forms of life different from any that exist on earth.

That this exciting new research holds great promise but'
could also pose some peril was stressed in the day-long
testimony before #nator Edward Kennedy’s health sub-

committee. Califano called recombinant DNA “4 scientific |
tool of enormous potential.” He also warhed about -
possible—though unknown—nazards and concluded '

“There is no reasonable alternative to regulation under'law.”

Massachusetts Governor Michael Dukakis, involved in the
controversy over genetic-engincering p\ ojectsat Harvard and
M.LT, argued for the public right to regulate the research.
Said he: “Genetic manipulation to create new forms of life

* places biologists at a threshol similar to that which physi-

cists reached when they first split the atom.  think it is fair to
say that the genie is out of the bottle.”

. R




The issue, stated simply, is whether that genie s good or
evil. Proponents of this research in DNA —the master mole-
cule of life-—are convinced that it can help point the way
toward a new promised land- of understanding and perhaps
curing cancer and such inherited diseases as diabetes and
hemophiha, of inexpensive new vaccines, of plants thatdraw
their nitrogen directly from the awr rather than from costly
fertilizers, of a vastly improved knowledge of the genetics of
all plants and ammals, including eventually even humans
(TIME special section, April 19, 1971).

Opponents of the new research acknowledge its likely
bounty, but fear that those benefits might be outweighed by
unforeseeable risks. What would happen, they ask, if by
accident ordesign, one variety of re-engineered E. coli proved
dangerous? By escaping from the lab and multsplying, their
scenario goes, it could find its way 1nto human intestines and
causc baffling discases. Beyond any immediate danger, others
say. there are vast unknowns and moral implications. Do not
intervene in evolution, they warn in effect, be.ause “it's not

nice to fool Mother Nature,” Caltech’s biology chairman,

Robert Sinsheimer, concludes. “Biologists have become,
without wanting it, the custodians Of great and ternble power.
It isidle to pretend otherwise.”

The scientific community is bitterly divided about the
unknown risks of genetic engineering. The wrangling has
been public, and traditional scientific courtesy has.all but
vanished. Infunated by unreasoning opposition to the new
discoveries, James Watson—who, with Francis Crick, wona
Nobel Prize for determining the double-helix structure of the
DNA (fordeoxynbonucleic acid) molecule - has labeled the
critics “kooks, "“shits"and “incompetents.” One of hus targets
15 fellow Nobel Laureate George Wald, who has supported
efforts to ban recombinant DNA research at Harvard and
M.L.I. Wald contends that instead of trying to find the roots
of cancer, for cxample, through genetic research, society can

fight the disease more effectively by taking carcinogens out of

the environment.

T'he concern of Caltech's Stnsheimer 15 partly philosophi-
cal — some might even say mystical. He fears the unpredicta-
ble consequences of breaching what he calls nature’s “evolu-
tionary barner™ between different kinds of creatures— the
geneticincom patnbm(y that 1n most cases prevents one species
frombreeding with another. In the same vein, retired Colum-
bia Biochermst Erwin Chargaff asks. "Have we the right to
counteract, irreversibly, the evolutionary wisdom of millions
of ears in order to satisfy the ambition and the cuniosity of a
tew scientists?”

For every salvo fromn the critics, though. a return round

comes from defenders of recombinant DINA research. Ber- |

nard Davis, a.Harvard Medical School microbiologist, is so
sure the new techmque 1s safe that he has publicly offerced to
drink recombinant DNA. He insists that those who worry
about infections are totally 1gnorant of medicine’s long history
of safely handhng highly contagious bacteria and viruses.
Nor, he says, do they understand how difficult it is for a
microbe to become pathogenic. He adds. “Those who claim
we are letting loose an Andromeda strain are either hysterics

.or are trying to wreck a whole new field nf resgarch.” Less

acerbically, Chemist John Abelson pointed outfa last week’s
Science that in five years of work with recombinant DNA
there has not been a single reported case of infection. The
evidence 5o far suggests that virulent combinations of genes
are highly unlikely, the host bacteria simply reject the
unwanted genes, or die. “Thus,” he concludes, “it is probably
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not possible to create a strain that would overgrow the
laboratory and head for town, as depicted in movies of the
1950s.”

Brushing off Chargaff's fear$s of violating “evolutionary wis-
dom," Molecular Biologist Stanley Cohen, at the Stanford
University School of Medicine, notes that man has been
intervening in the natural order for centuries— by breeding
animals and cultivating hybrid plants and, more recently, by
the use of vaccines and antibiotics. Wit undisguised sar- ~
casm, Cohen adds that it was Chargaff's “evolutionary wis- . ,
dom that gave us the gene combinations for bubonic plague,
smallpex, yellow fever, typhoid, polio and cancer.”

" The DNA furor has already intruded on the free exchange
of information so vital to scientists. Longtime associates are
no longer talking to cach other. Fearful of losing out on
tenure or research grants by taking the “wrong” stand on the
issue, some ﬁnior researchers are lapsing into monklike
silence. At Harvard, at least one graduate student has been }
disowned by her thesis adviser for getting into the fray. Says
Microbiologist Richard Goldstein of the Harvard Medicat
School. “The level of animosity is unbelievable. There have
been character assassinations left and right.” Sometimes the
argunient has sounded like a replay of old Vietnik protests.
At a forum of the Natignal Academy of Sciences in Washing-
ton last month, unruly opponents of genetic research, chant-
ing " We shall not be cloned,” took over the stageand unfurled
a banner reading: WE WIILL CREATE THE PERFECT
RACE—ADOLF HITLER.

Scientists clearly do not have any diabolical intent, but
their emotional and unusually public debate over DNA has
made ordinary citizens sit up and take notice. Newspaper and
magazine articles have carried such chilling lieadlines as:
NEW STRAINS OF LIFE—OR DEATH, SCIENCE
THAT FRIGHTENS SCIENTISTS and MAN-MADE
BACTERIA COULD RAVAGE EARTH. The Public
Broadcasting Service (PBS) produced a special hour-long
show, “The Gene Engincers," for its Nova series. Taking the
genetics fuss as his cue, Columnist Russel Baker recently
wrote of a plan by depilatory makers to combipe the genes of -
man and ape. Their goal: to produce more hirsute customers.

Art Buchwald also gotinto the act. Hedescribed a visit toa
futuristic "people” lab, whete he asks the white-coated sales-
man if therc have been any accidents Yes, the salesman
replies. “Someone once accidentally mixed the genes of Jack
the Ripper with a donkey . ..." “*What was the result?" “We
reproduced Idi Anfin.” Hollywocd, too, is aware of the box
office value of converting re-cngineercd cells into celluloid. In
the new film Denion Seed, a scienust’s wife (Julie Christic)is
“ravished™ by his super-smart computer, which somehow
managcs to combine its “genes” with hers. The fruit of that
union. an offspring that appears at first to be— well, 2 minia-
ture knight in armor.

Science is not interested in pursuing such bizarre fantasies;
‘the real advances are exciting enough. About five years ago,
California scientists learned how to combine genes from:
different organisms, regardless of how low or high they are on
the evolutionary scale. Though the rescarchers added only
one or two new genes toa bacterium’s collection of thousands
of genes, the creation of such hybrid molecules was a stun-
ning feat. The accomplishment seemed to breach one of
nature’s ruore inviolable barriers. Evén primates as closely
related as gorilla and man are so different genetically that they
cannot produce offspring. Thus it was not size alone that
made King Kong and his ladylove a mismatch. The real
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species barner is in the genes.

Molecular bl()lng)'s/ég
obstadle in tieir work with bactena. Unlike higher orga-
nisms. bactena are single-celled creatures that usually repro-
duce not by sexual mating but by sumply dividing. Jhus thewr
ability to acyuire new and possibly dd\dntageous genes
would scem to be highly hmited. But the tiny creatures have
devised @ cunming alternative. Besides their s.agle. large.
nnged chromosome twhich 1s the repository of most of their
genes), they possess much smaller closed loops of DNA,
called plasmds  which consist of only a few genes. This
extra bit of DNA genctic small change, as it has been
dubbed  serves a highly useful purpose. When two bacteria
brush against each other. they sometimes form a connecting
bridge. Duning such a “comugation.” a plasmid from one
bacterium may be passed into the other.

These natural transfers can be crucial to the survival of
the bacterium. [t 15 through new plasmids, for example, that
bactena like Stuphyloc vccus uureus have become resistant
to penictllin The plasmid acquired by the staph bug con-
tained a gene that directs the production of a penicillinase,
an enzyme that cracks apart invading penicillin molecules,

making them ineffective Different plasmids, sometimes .

passed from one bacterium to another, can order up still

another kind of chemical weapon, a so-valled restnction’

enzyme. which can sever the DNA of an invading virus,
say, at a predetermined point.

Observing these bacterial tncks. molecular biologists
began 1solating anous restnction enzymes. They had
already d.scovered another type of bactenalenzyme, called a
higase{fromthe Latin word meaningto bind), which acted as
a form of genetic glue that could reattach severed snatches of
DNA. Using their new biochemical tools, the scientists

‘embarked upon some remarkable experiments. As usual,

they turned to their fav orite guinca pig, a lab strain of L. cols,
and soon they had learned to nsert with exquisite precision
new genetic material from other. widely differing organisms
nto the bacteria.

E. ol did not merely accept the hybrid plasmids. When
t. 2 bacteniareproduced by dividing and thus doublir.g  at
a rate of about once every 30 minutes, they created czroun
vopies of themselves. new plasmids and ali. In only a day’. one
bactenum cyuld make billions of Cuplicates of a transplanted
gene.

The tremend ous potential of these recombination tech-
niques was not lost on the scientists. They reasoned that if the
appropnate genes could be successfully inserted into E. coli,
they could turn the bactena into mimature pharmaceutical
factones. The tiny creatures could churn out great quantities
of insulin for diabetics (now obtained from the pancreases of
mgs and other ammals), clotting factor for hemophiliacs
{(currently, both scarce and expcnsnvc; wvitamins and
antibiotics. . .

Re-engineered bacteria could have many other tasks.
Scientists are already considering creation of special
mitrogen-fixing bacteria. which would live 1n roots of crops
that now do not have them, thus making it unnecessary to
fertihze. fislds. A General Electnc researcher has already
added plasnuds to create an expenimental bug that produces
enzymes capable ofdcgradmga wide range of hydrocarbons,
an organism engincered by recoppbinant DNA might some
day be used to clean up oil spills. (Even this scheme alatms
some opponents of the new research. They fear that a bug
designed to gobble up oil spills might get into a pipeline or the
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1izards have managed to cross the
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fuel tanks of a jet in flight. Jokes one observer: “Some day you

may have to worry about your car being infected.”)

Most important, recombinant techniques a. . of enormous
help to scientists in mapping the positions of genes and
learning their fundamental nature. Stanley Falkow,a Univer-
sity of Washington microbiologist, recently used the method
to isolate two toxin-producing bacterial genes that cause
diarrhea inhumans and livestock. Thisdiscovery may lead, in
time, to a vaccine against the disorder. But far greater biolog-
ical bonanzas are in the offing. After three decades of intense
study, only one-third of E. coli’s 3,000 t04,000 separate genes

* have been identified. Higher organismsare much more comq-

plex. Humans, for example, have hundreds of thousands of
genes. Trying to find out what each of them does has stymied
scientists. But if human genes could be transplanted, one ata
time, into E. coli and replicated in wholesale amounts,
researchers would for the first time have greatenough quanti-
ties of genes and their products toanalyzg them fully. Eventu-
ally. the genes on all 46 human chromosomes could be pre-
cisely located and studied. Not the least of the benefits might
be a vastly increased understanding of the molecular basis of
discase  uspecially cancer, which seems to occur when the
cell’s genetic machincry goes awry.

No one has gwcn more thought to Andromeda-strain sce-
nanos than the scientists who most strongly support the new
research. Indeed, it was their own caution that first brought

_these possibilities before the public. In the summer of 1971,

while lecturing on the safe handling of cancer viruses at James
Watsun's Cold Spring Harbor Laboratory on Long Island, a
young cancer researcher named Robert Pollack learned from
a visiting scientist that her boss at Stanford Medical Center
planned a novel experiment. He hoped to insert a monkey
virus, SV40, into E. coli. Although the virus seems harmless
enough inits onginal hosts, it can cause tumors when injected

into Jab ammals. it also tums laboratory cultures of human

cells cancerous. although there is no evidence that it can cause
cancer in people.

Highly concerned about the uncertainties dl/mfectmg
laboratory dacteria similar to those in man with known
cancer genes. Pollack immediately catled Stanford and raised
his doubts. The experimenter, Biochemist Paul Berg, listgned
pohitely but saw no reason foralarm. He k new that SV40 had
been hgxndled without ill effects by countless laboratory
workers and had even been inadvertently included in some of
the first batches of oral polio vaccine without doing any
apparent harm. Indeed, Berg felt that the experimgnt was not
only safe but extremely important. SV40’s appeal lies in the
fact that it has oniy 4 few genes, une of which apparently has
the ability to turn normal cells into cancerous ones. If anyone
could uniock the mysteries of this lethal gene—a goal of
labuiatones around the world (and the kind of discovery that
might well win a Nobel Prize) —he would have takena major
step toward uncerstanding the elusive mechanism of cancer.

When Berg asked his colleagues about the experiment,
some of them also expressed misgivings. What if analtered E.
coli, carrying SV40 genes, planted a slow-ticking cancer time
bomb in the human gut? Nagged by such questions, Berg
canceled his experiment. But even while Berg was agonizing
over the decision, scientists made two dramatic discoveries
that would vastly simplify recombinant work.

At the University of California at San Francisco, Hetbert
Boyer and his colleagues found an exceptlonal new cutting
enzyme. Unlike available restriction enzymes. it did not break

apart the twin-stranded DNA with a simple slice. Instead, ity
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caused an overlapping, mortise-type break that automati-
cally left a bit of “sticky” single-stranded DNA ateachend, to
which new matenal could be readily attached. Previously,
Berg and others who worked in the field had to create such
sticky tails synthetically.

The other breakthrough came when Stanley Cohen and his
team, working in a Stanford lab two floors below Bergs,
found a remarkable plasmid, which was promptly dubbed
pSC (Cohen’s 1nitials) 101, it had the uncanny ability to take
on a new gene and to slip into E. coli, Word of Cohen’s
miraculous httle gene conveyor spread rapidly, and experi-
menters fron. all over the world besieged him for samples.
Usually, scientists are more than willing to oblige “such
requests. But because pSCI101. in conjunctiop with Boyer’s
new enzymatic scalpel, made the creation of novel gene com-
binations so easy, Cohen was hesitant about distributing the
material. )

Up to this point, httle news of these developments had
passed outside the tightly kmt community of molecular biol-
ogists. Any reports that did appear were ... scientific journals,
in a language virtually incomprehensible to laymen. But as
molecular birlogists scrambled to isolate other useful plas-

mids and enzymes for recombinant work. it became increas-

ingly clear to Berg, Cohen and others that the emerging
science needed some controls  at least until the risks, if any,
were explored. Nowhere was this more apparent thah' at a
private mecting of some 140 leading molecular biologists in
New Hampshire duning the summer of 1973. When Cohen
descnbed his latest work, the scientists were electrified. As the
meeting’s co-chairman, Maxine Singer, a DNA specialist at
the National lnstitutes of Health (NI1H) recalls. “Here was
someone ta'<.ng about putting any two kinds of DNA
together.” Betore the meeting broke up. the scientists voted to
ask the National Academy of Sciences to examine the new
technique for r.~ks. They also agreed tovoice their concernin
a public letter to Science, the foremost U.S. science journal.
The academy bounced the problem right back to the
molecular biologists by forming an investigatory commuttee
and choosing Serg as its head  As far as Berg and Cohen were
coneerned, the action came none too soon. Some of the
requests for plasmds had been sent by scientists planning
precisely the same type of tumor virus implant that Berg had
voluntardy forsworn two years carhier. “1 was really shocked.”
Berg recalls. Ata meeting of his special commuttee at M.LT.
in April 1974, the other members promptly agreed to a highly
unusual move. They asked all researchers to honor a tempor-
ary ban on certain types of recombinant DNA experiments
decued potentally the musi dangerous. Those involving
anmimal tumor viruses, and those increasing drug resistance or
toxicity in bacterta. This ime they published their appeal in
both Science and the British journal Narure. Not since 1939-
when a.handful of physicists asked their colleagues to stop
publishing atomic data to prevent the information from fal-
ling into, German hands - had scientists tried such

policing
Ffl'he moratorium, however, was only a stopgap. In Febru-
ary 1975, at Berg's inwitation, 134 scientists, including many
leading olecular biolugists, plus a handful of lawyersand 18
interested reporters, assembled at the picturesque Asilomar
retreat among the pines and redwoods of California’s Monte-
rey Peninsula. The serenity of the setting was shattered by
four lawyers, led by Daniel Singer, Maxine’s husband, who
lectured “the scientists on their legal responsibilities. If an
accdent hd occur during recombinant work, they pointed
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out, a technician might sue the lab chief. And- if a dangerous
bugescaped and infected people outside, thelawyers warned,
the situation could turn into a legal—to say nothing of a
medical—disaster.

The calculated shock treatment worked. Toiling through
the night, Berg and his committee drafted recommendations
that the conferees readily accepted bcforc their departure the
next day. They voted not only'to “tontinue the ban of the

worrisome experiments, but also ta press NIH to establish”

levels of safety that should be required for different experi-
ments. In addition, they decided that precautions ‘to keep
research organisms from escaping from laboratories had to
include “biological containment, *This required the creation
of mutated strains of E. coli so disabled that they could live
nowhere but in a test tubk. If they did escape their special
brothand enter the atmosphere—or human gut—they would’
die almost instantly. Although the scientists, left Asilomar
thinking that they had allayed .public fear about their work,
they had only managed to fan it. Newspapers, which had untit
then paid scant attention to the story of recombinant DNA,
erupted with scare headlines, alarming the nation with exag-
gera‘ed doomsday prophecies. Two months later, Ted
Kennedy held his first hearings on the new genetics. Some
scientists, joined by politicians, began questioning whether
the molecular biologists should do their own policing. Said
one. “This is probably the first time in history that the inceh-
diaries ~ wmed their own fire brigade.”

The gibe seemed aimed particularly at another Stanford
scientist, David Hogness, who was leading the way in a new
form of genetic roulette, appropriately .called “shotgun”
experiments. Hogness was using enzymes to fragment the
DNA of fruit flies and then was inserting the gene material
piecemeal into bac'eria. That way he could reprodute the
inserted genes in vast quantities and discover their functions.
Thetechnique seems to be working. To date. he has maraged
to isolate and identify 36 of the thousands of the fruit fly’s
genes. But tritics fear that because the nature of many of the
genesis totally unknown beforehand. the host bacteria might
be endowed w'th some dangerous new characteristic. What
irritated the opponents of reconibinant DNA even morg was
the fact that Hogness was in charge of a subcommitte
appointed by the National Institutes of Health to draft the
guidelires. That, said M.LT's Jonathan King, leading
member of the radical Science for the People organization,
was like "having the chairman of General Motors wnte the
specifications for safcty belts.”

Despite the sniping, the NIH group by last summer man-
aged to turn Asilomar’s directive into concrete rules. The
guidelines continue the ban against the potentially most dan-
gerous experiments. They also provide two principal lines of
defense azainst lesser hypothetical risks. They establish four
levels of physical containmen®, these range from standard
laboratory precautions (dubbed “P-1")for experiments’in the
lowest-risk catggory—say, injecting harmless bacterial genes
into E. coli—to ultra-secure laboratqncs (‘P4") for work
with animal tumor viruses or primate cells. At pre:_.. two
new P4 facilities are almost ready. Ore is a gléaming white
trailer parked behind a barbed-wire fence on the grounds of
the National Institutes of Health in Bethesda, Md. It hasa
totally sealed environment, airlocks, decontamihation sys:
tems, showers for workers after experiments, and sealed
cabinets accessible only through attached gloves. Some
“worst case™ experiments, involving animal tumor viruses,
will begin in the trailer this summer. NI H is also.converting
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some of the abandoned germ-warfare labs at Maryland’s Fort

Detrick into similar super-containment facilities. In addition -

tv the labs, the guidelines requirc the use of the self-
destrugting, escape-proof microbes for certain higher-risk
experiments.

Most researchers, eager to continue their work in cracking
vanous genetic riddles, welcomed the guidelines. Numerous
urnversities across the country had already begun work on
new P-3 labs, which have a lower and less costly level of
containment (air locks, limited atcess, safety cabinets with
curtains of flowing air) than P-4 facilities. Not everyone,
though, was pleased.

Fgged on by Wald and his biologist wife. Ruth Hubbard,
Cambridge’s Mayor Alfred Velluci used the escalating DNA
furor to badger his old foe, Harvard. He convened the city
council in an effort to halt DNA research at the school. Said
Velluci. “Something could crawl out of the laboratory,such as
a Frankenstein.™ At the council’s request, Harvard and M.L.T.
agreed to a moratorium on P-3 research while an eight-
member citizens’review board studied the issue. In February,
the council overrode Velluci and passed an ordinance permit-
ting recombinant DNA work to be résumed in Cambridge -
under standards only shghtly more strict than the NIH
guzdehncs

Most scientists brcathed a sigh of relief, the specterof local
governments proclaiming a iodgepodge of crippling restric-
tions on the freedom of inquiry had faded  at least temporar-
ily. Local politicians now may go along with the impending
federal lgislation. which is expected to impose restraints on
all researchers  including those at previously unregulated
industry labs. Still, scientists remain concerned over any polit-
ical controls on their work. At last week's Senate hearing,
these fears were voiced by Norton Zinder, a molecular geneti-
cisiat Rockefeller University. Said he. “We aremovingintea
precedent-making ared® the regulation of an area of scicn-
tific research and 1 must plead that this be done with
extreme care and without haste The record of past attempts
of authontative bodies. cither church or state. to control
intellectual thowght and work have led to some of thesorriest
chapters in human history.™

Zinder has reason for worry. But he and other scientists
should find reassurance in the experience of Cambridge.
‘There. citisens patiently ignored political demago guery. per-
ceived the false notes in the voices of dﬂom. mastered the
complex 1issues and then cast their votes for the
continuation — with reasonable restraints— of free sclcnuﬁc
inquiry. Congress should do no less.

Making a Safer Microbe

Laboratones can be designed to prevent the escape of poten-
tially dangerous organisms. But there s always the chance
that something or someone will fail—and thata fe w virulent
bugs will slip through the safeguards to multiply if the
outside world. Faced with this problem at the Asilomar
conference, Geneticist Roy Curtiss I1I proposed an ingenious
solutien. Why not convert the standard genetic rescarch
organism, a strain of the E. coli bacterium, into a seriously

weakened mutant variety that would quickly self-destruct if it
escaped the laboratory? Curtiss volunteered to engineer the
new bug, and his colleagues agreed to hold off on many of
their recombinant DNA experiments until they could be
supplied with it.

Returning to his laboratory at the University of Alabama
Medical Center in Birmingham, Curtiss quickly hit on a way
to keep £. coli under control. The microbes must be able to
manufacture a protective membrane; without such an outer
coat they would swell and burst during normal growth. To
keep them from manufacturing a complete coat, Curtiss
created an E. coliwith adefect ina gene that makes diamino-
pimelic acid (DAP), an important ingredient of the mem-
brane. The defect made the bugs dependent for their survival
upon DAP supplied by scientists.

Unfortunately, the defect proved insufficient. Some of the
descendants of the ne w microbe mutated naturally and began
manufacturing their own DAP. So Curtiss went a step
further and deleted another gene involved in DAP produc-
tion. These newly designed bugs remained DAPless. But
more frustration awaited Curtiss. the mutants managed to
survive and multiply even without DAP. How? Dennis
Pereira, a graduate student who worked with Curtiss on the
project, discovered that they were producing a sticky sub-
stance called colanic acid that held them together in the
absence of their normal outer coat. By manipulating still
another of the microbe’s genes, Curtiss and Pereira deprived
the bug of its ability to make colanic acid. That change
provided an unexpected dividend, it also made the already
sickly microbe extremely sensitive to ultraviolet light. Any
exposyre to sunlight would kill it.

After a few more genetic refinements, Curtiss had deve-

" loped what seemed to be a safe research bacterium. But a

major problem remained. Even dying E. colt bacteria can
conjugate with healthy ones, transferring their possibly dan-
gerous genetic material in the process, Thus an escaped and
d, ing bug might still pose a danger. Again Curtiss worked his
genetic magic, this time taking away from the microbe the
ability to produce the chemical thymine, which is a compo-
nent of the bug’s own DNA. Without thymine supplied in the
lab, the E. coli could not pass its genes on to healthy
outsiders.

Curtiss is still working to develop a more perfect—or
defective—microbe for fecombinant DNA research. But for
sthe time being, genetic engineers have available a tailor-made
microbe that cannot survive outside the laboratory and that
cannot colonize oreven live in the human intestinal tract. Nor
is this the only indication that the bug woyld make a poor
pathogen, or disease organism. Curtiss’ handmade microbe
will not survive in human serum—including that of cancer
patients. It is also easily destroyed by common household

_ detergents.

Curtiss named his transmuted bug E. coli X1776—in honor
of the Bicentennial. In November 1976, the NIH certified it
for use in genetic engineering experiments, removing one of
the major obstacles to resuming recombinant DN A research.

.
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Dilemma 12 — A NEW CURE FROM REDESIGNED DNA

Dr. Miller, a medical rescarcher, was attempting to discover a cure for a fatal inherited diseasé. Based on the research of other
scientists he knew that the disorder was caused by a specific chemical deficiency. Tais deficiency was duc to the inability of a gene to
direct the synthesis of the enzyme.

The doctor’s experimental procedure was being tested using mouse DNA. One critical experiment involved the lsolatlon and
purification of selected portions of healthy mouse DNA. In a later experiment the pure DNA from healthy mice is then inserted
into the chromosome of a discased mouse. If the experiment is successful, the enzyme deficiency will disapperar.

Unfortunately, the purified mouse DNA often contains a strain of virus. This virusexists on the animal’s DNA and is present in
every cell in its body. These DNA fragments can also, in some circumstances, cause disease (usually leukemia). Just two, months ¢
before, the federal government 1ssued a st Qf guidelines which restricted the use of this purified LN A to special, Carefully
constructed laboratories.

Dr. Miller was aware of the new guidelines and was also aware that his laboratory did not meet all the requ:rmcnts of the

why not?

.

Tracy 1

“Dr. Miller should not conduct the expenment. He should
"know better than to risk the health and welfare of those
around him. His colleagues, especially the technicians who
work under hisdirection, trust him. They expect him to make
sure lab conditions werg safe. He will betray their trust by
conducting the experiment.

Dr. Miller should recognize the importance of the guide-
lines for protecting himself and his co-workers. He shouldn't
have been thinking about His own success and glory but
rather of the safety and well-being of his friends and
colleagues.

If Dr. Miller only puts himself in the place of one of his
techmicians for a minute, he would never conduct the experi-
ment. These men and women have families who depend on
t!\gm and care about what happens to them.”

’ “Walt )
“J can see Dr. Miller's point. He is so very close to discovering
the cure and needs to do one last important experitnent. Jna
sense 1t’s urgent that he completes the research. Everything
that he did before will be useless if he doesn't follow through
with those planned cxpcrlmcnts How can you expect Dr.
Mailler to throw ¢verything out the window because of the
new guidelines? -

. Tofind acure 1s the important driving foreé for any medical

research than a government agency?

possible dangers?

guidelines. Nevertheless, he wanted to proceed with the critical experiment needed to perfect his cure. ¥ ~
Should Dr. Mille?ignore the guidelines in order tp perfect his cure which has the potential to save many human lives? Why or

SAMPLE OPINIONS

researcher. That is the main reason for their long, tedious-
labors. Dr. Milleris following his duty and responsibilities as

a medical doctor—to relieve suffering from illness. I would

think that he has had long experience with working with the

mouse DNA and never had any problems. He doesn't inten-

tionally want his fellow workers to get sick. Perhaps some- o
times one has t¢take anunknown step inorderto make new
discoveries. One can't always control all the possible dangers’
in an ‘experiment. I often hear on the news reports of lab
accidents; they arent unusual.”

Donna

“Yes, 1 think Dr. Miller had good reason for wanting to
complete the seiies of experiments. The discovery of a cure
will be a major contribution to medical progress. He's proba-
bly most concerned about the benefits we will all gain from
the results. Ultlmately, many lives can be saved if a cure is
perfected. He is working for sotiety's benefit.

I might ask whether the guidelines in this situation were
tou arbitrary. Would they restrict the progress of medical
science? Shouldn't guidelines respect the judgment of the
doctors who are doing the work? A good researcher would
not willfully expose himself or his assistants to unnecessary
dangers. It might be possible for an a,Cﬁdent to occur even
under the strict safety conﬂmonq

One has to weigh the possible results of the cxpcnmcnt It
becomes a question of how ‘muchgood will come of it.”

DISCUSSION QUESTIONS

o If you were in Dr. Miller's situation, would you carry out the critical experiment? Why or why not?

® Should the federal government have the duty to regulate the typss of researcn to be conducted? *¥hy or why not?

o If the benefits of Dr. Miller's research are so important to society, would you condone the risks he ta kes? Why or why not?
o If Dr. Miller contracts a tumor, how do you suppose he might feel about his decision to conduct the experiment? Why?

o How much cor -0l should government have on scientific research?

# Should scientists ve the best judges of what rescarch they undertake? Why or why not? Would they, know more about the

e Do scientists have the night to ignore research guidelines in order to proceed wnh their work? Why or why not’
® What responsibilities does Dr. Miller have towards the p=ople who work in his lab? Inwhat waycan he protect themagainst. -




Student Activity

Guidelines for Medical/ Sclenliﬁc Resecarch and Use of New
Technology

Duringthe preceding discussions. you encountered situations
created by new scientific knowledge and technological devel-
opments. In some cases, these situations have caused much
pubhc discord because society has not had previous expe-
rience 1n dealing With them. One reason is because theje are
no widely agreed upon standards or regulations to guide the
activity. As a result, many cases have had to be settled by the
courts because lawsdo not clearly cover the new situations or
else the law is antiquated. ’

For example, two medical researchers were brought to
trial because they conducted research on aborted fetuses.
Here they were accused under an 18th Century statute of
“grave robbing.” While the accusation may seem facetious,
the underlying question is, “Should rescarch on aborted

" fetuses by allowed?” Related to this is another question,

"What types of research should be permitted and who should
make that determination?”

In this activity you will have an opportunity to offer some
of your ideas by developing a set of guidelines to govern an
area of new research or the ust of a newly developed cure.
Some of the many possible topics are ligted below. There may
be other topics you wish to add.

« Use of human subjects 1n experiments

« Research on the newborn

+ Genetic screening

« Genetic engineering

« Treatment to prolong the life of the dying

« Tissue and organ transplantation

« Slection of patients to use a machine not widely
available

+ In vitro fertilization

« Testing safety of new drugs

The guidelines may be written from a variety of perspec-
tives. such as from the perspective of hospital policy,
government regulations. citizen groups or an organization of
scientists.

The guidelines need not be elaborate and can simply be a
series of short statements. However, they should indicate that
you have given some thought to the topxc and considered how

scientific knowledge, and society at Jarge. Will your guide-

- the guidehines affect the people vavcd the progress of

lines protect the nghts of the individubl as well as the general
public? Will your guxdehncs treat everyone fairly?

The guidelines may be written as an individual assignment
orasa group assignment. If the guidelines are to be written as
a group. each group member may wish to select one spcciﬁc
section to develop. ln dcvclopmg guidelines as a group, it is
important to first discuss the topic thoroughly, highlight the
problems in the area, and come to some general cansensus
about your major concerns.

For example, if guidelines are to be written for The Use of
Human Subjects for Expenmenls, you may wish to consider
the following points:

1. What types of research should be permmed’ Not per-
mitted?

« How can risk to subjects be avoided or minimized?
« How does one define “risk™ .

« Should risks be taken if the experimental results will
greatly benefit future patients? .

+Istherea difference betweenan experiment and trying outa
new treatment? E.g., Are heart transplantations experimen-
tal? )

2. How should subjects be obtained? - .

« It is often very difficult to get volunteers. How can one get
volunteers without coercion?

« Is offering payment a form of coercion? Are the poor, in
this case, at a disadvantage?

« Can children, prisoners, soldiers, dying patients, or the
mentally retarded be considered for experiments?

3. What should “consentingto be a subject in an experi-
ment mean?

« Does a subject need to know all the details about the
experiment? What if giving too much information changes
the results of the experiment? (E.g., Some people would say
they feel better after taking.a pill when they do not know the

Apill” is a sugar tablet.)

+ Does a subject need to know how and who will use the -
information?’

« Can the results of the experiment be used for other pur-
poses? (E.g., Given to one’s employer? For government statis-
tics?) ’

« How can the privacy of the subject be protected? (What
might happen if some rare genetic disease were detected and
the researchers wanted to study other members of the family
and publish the results?)

« Do parents have a right to give permission for their child-
ren to participate in an experiment?

4. Who will be responsible for determining whether the
guidelines.are followed?
- « The researchers themselves?

+The head of the lab or hospxtal" -

« A government agency? (Will one hdve to get permission
from that ageney every time one conducts an experiment?
What effects will that have on research? The protection of
subjects?)

5. Whio will be responsible if the expenmems bring about
undesirable side effects?

o The subjects themselves because they consented to the
e xperiment?

o The rcscarchcr§?

« The doctor who recommended the patient to try an exper-
in .ntal drug?

<

101

Vo)
o

¢

%




Q

ERIC

Aruitoxt provided by Eic:

Selected Bibliograph.y: Bioethics ' -

Overview of Bioethical Issues and Implications

Reviews, Symposiums and Collected Papers

Barber, Bernard (Ed.). Medical ethics and social change. Special Issue
The Annals of the American Academy of Politcal and Social
Science, 437, May 1978. -

Castleman. Nancy. Bioethics. research, action and ethiws. Scrence
Teackher. 41, October 1974, 18-21.

Chnstian Century. Bioethics: Emerging issues, 9/, February 20, 1974,
197.

Dowd. Donald. Likoff. W., Elkinton. J.R., Berman, E. Wassmer. T. and
R. Potter. Jr. Medical. moral and legal implications of recent
medical advances: a symposium. New York: DaCapo Press.-
1971. 16-17.

Elison. Craig W. (Ed.). Modifying man: :mphmnom and ethics.
Washington. D.C.: University Press of America. 1977.

Fuchs. Victor R. Who shall live? health, economics and social chouce.
New York: 1976

Humber. James and R. Almeder (Eds:). Biomedical ethics and the law.
New York: Plenum Press. 1976.

Ramsey. Paul. The patient as person: exploration in med:cal ethics.
New Haven: Yale University Press. 1972,

Vaux. Kenneth Bromedical ethucs: morahty: fortheneu medicine. New
York: Harper & Row. 1974,

Vealch, Robert M. Case studies in medical eth:cs Cambrnidge. Mass
Harvard Umvcrsny Press. 1977.

Withams, P.N (Ed.). £thical 1ssues in biology and medicine. Cam-
bndge. Mass.: Schenkman Publishimg Co.. 1974. .

. The Impact of Science and Technological Apphications

General Considerations
Alexander. Shana, Theydecide who lives. who dies Life, 53, November
9. 1962, 102.
Boulding. Kenneth. The hagh price of technology misused. Technology
Review, 75 (5), July-August 1975 ~
Callahan. David. Science: limits and prohibitions. Hastmgs Center
Report, November |973,5-7,
Living.with the new biology The Center Magazine. 4 (2).
July-August, 1972,
Childress, James F Who shall live when not all can hve? Soundings. 43
(4). 1970, 339-355
Katz. Jayand A Capron. Catastrophic disease. who decides what? New
York Russel} Sage Foundation. 1975
l.ewin, Leonard C. Biocthical yuestions Harpers, 257 August |, 1978,
2129 \
Leiman, Sidncy. Thr ethics of lottery. Kkennedy Insinute Quarterly
Report. 4 (2) Summer 1948. Joseph and Rose Kennedy Institute
of Ethics, Georgetown University, Washington. D.C. 20057.
Rinchart, Kenneth |. eral (Eds ) Wednesday might at the lab. antibio-
* ncs, comraceptives. drugs and ethics. New York: Harper &
Row. 1973
Westervelt, Fredenc A reply to Childress the selection process as
viewed from within, Soundings. 43 (4). 1970, 356-362.

Organ Transpiantation and Life Prolonganion Techniques

Advisory Committee to the Renal Transplant Registry. The twelfth
report of the human renal transplant registrv youmal of the
American Medual Assocation. 233, August 18,1975, 787197

Fox. Renee.and J Swazey. The courage 1o fail: a social view of organ
transptants and d:~lysie. Chicago Umv of Chicago Press. 1974

Medical Research

General Issues

Culliton, Barbara Keénnedy heanings. year-long probe of biomedical
research begins. Science, 193, July 2, 1976, 32-34.

Hastings Center Repori. Compuienzed insurance records. case study
#144; The duty to withhol, by Paul S. Entmacher: The nght to
know, by Jereritah S Gutman. November 1973. 8-10. .

Steinfels, Peter. Biomedical research and the public* a report from the
Airhe house conference. Hastings Cmter Report. 6 (3). June
1975, 21-25.

Expennmentation with Human Subjects

Barber, Bernard, er al  Research on human subjects. problems of social
conirol n medical experimentation. New York Russell Sage.
1973.

Bccchcr/.‘;icnry. Ethics and clinical rescarch. New England Journal of

edicine. 274, 1966. 1354-1340.

102 -

‘Mitford, Jess

. Genetics e

! R S——

Capron. Alexander. Medical research.in prisons: should.a.moratorium
be called? Hastings Center Report. 3, Junc 1973. 4-6.

Curran. William J.. and J.K. Bedcher. Experimentation in children: a
re-cxamnation of legal and ethical principles. Journal of the
American Medical Association, 10, October 5, 1968, 77-83,

Department of Health. Education and Welfare. Guidelines: protection of -
human subjects. Federal Register. 39 (105). (May 30, 1974,
18914-18920.) .

Goldman, L. The Willowbrook debate. World Medicine, 6 (26}
September 22, 1971, 17-25.

Katz. Jay. Experimentation with human belrigs: the authonty of the
investigator. subject, profession and state in the human experis
meniation process. New York: Russell Sage Foundation, 1972

Marston. Robert Q. Medical science. théclinical trial and socicly Hast- o
ings Center Report, April 1973, 14,

~

. Experiments behind bars: doctors. drug companies.
and pndeners. Atlantic. 231, April. May 1973, 38-94.

Pellegrino. Edmund. The necessity. promise and danger of human
expenmentation In H.R. Weber (Ed.). Experimenis-with man.
Geneva: World Council of Churches. 1969,

Veatch. Robert and S. Sollitto. Human experimentation: the ethical
questions persist. Hastings Center Report, 3 (3). June 1973, 1-3.

Fetal Research

Ayd, Frank J. Fetology: medical andcthlcalnmpllcauonsofmtcrvcnuon
1n the prenatal period. Annals of the New’ York ‘Academy of s

=" Science, 169, 1970. 376-381. S —

Culliton. Barbara. Grave-robbing: the charge against four from Boston _ _*"*
City hospital: Science, 186, November 1974-420423—

Kass. Leon. Making babies - the new biology and the “old™ morality. The
Public Interest, 26, Winter 1972, 18-56.

Morison, Robert and S. Twiss. The human fetus as useful research N
material. Hastmgs Center Report, 3.8-10. <

Ramsey. Paul. The ethics of fetal research. New Haven, Conn.: Yale
University Press, 1975.

Thefel. Hans O. The cost of fetal research, New England Joumal of
Medicine, 294, January 8. 1976. 8590, ,

-8

Genelic Engineering -

Beauchamp. Thomas L. On justification for cocrcive genetic control. In
J. Huntcrand R, Almeder (Eds.). Biomedical ethics and the law:
New York: Plenum Press. 1976, 370-371.

Dobshansky. Theodostus. The biology of ultimate concern. New York:
World Publishing Co.. 1969.

Enghsh. Darrel Genetic manipulation and man. The Armerican Biology:
Teacher, 34, 1972, 507-513.

Etzom. Amutai. Genetic fix. New York: MacMillan, 1973.

Fletcher. Joseph  The ethics of genetic control: ending reproductive
rouletie. New York: Doubleday. 1974.

Francocur, Robert. Genetics and the future human. Science Teacher. 4I
October 1973, 14-17. |

Golding, Marun P. Ethical issués in biological cngmccnng UC.LA. <‘
Law Review, 15, 1968. 443-79.

Halacy. D. S Generic revolution: shaping life for tomorrow. New York:
Harper & Row, 1974.

Heim, Warner Moral and legal decisions in reproductive and genetic
engineenng. The American Biology Teacher, 34, 1972, 315-318.

Hilten, Bruce e a/ (Fd< ) Ethical issues in human genetics. New York:
Plenum Press. 1973.

Hnrsc’hhorn Kurt. On redeing man. Annals of the
Science. 184, 1970, 103-1 10.

Lappe. Marc. The human uses of mo. :cular genetics. Federanon Pro-
ceedings, 34, May 1975, 1425-1427.

Moral obligations and the fallacies of genetic control. Theo-
logical Studles. 33 (3). 1972.411.427.

M¢Donald, H. Implanting human values into genctic control. Science
and Public Affairs. 30, February 1974, (1-22,

Mertens. Thomas and S. Robinson, Kuman genetics and social prob-
lems: a book of readings. New York: MSS information Corp..
1973, .

Muller, Herinan J. (Elof Carlson, Ed.). A;t‘msfuturebmhnght essayson
science and humanity. Albany. New York: State Umvcrsny of
New York Press. 1973.

Porter, L. H.. and R. G. Skaldo (Eds.). Here'ity and soctety. New York:
Academic Phess. 1973.

\Y. Academy-vf—




E

RIC

Aruitoxt provided by Eic:

Ramsey. Paul. Shall we reproduce? Journal of the American Medical
Association. 220 (10), June 5. 1972. 1347, ’
Rivers. Caryl. Geneuc engineenng portends a grave new world. Sarurday
Review: April 8. 1972, 23-27.
Russell, Chnstine. Weighing the hasards of genetic research. a pionecr-
ing case sjudy. Bioscience, 2, 1966. 859.
Time.Tinkenng with life. April 18, 1977,
Genetic Screening
Cultiton. Barbara. Patients'rights: Harvard is site of battle over Xand Y.
chromosomes. Science, 186, October 22. 1974.715-717.
XYY: Harvard researcher under fire stops newb orn screening.
Science, 188, June 27. 1975, 1284-1285.
Gustafson, James M. Genetic screening and human valucs In Damiel
Bergsma (Ed ). Ethucal. social and legal dimensions of screening
Jor human geneuc disease. New York. Stratton intercontinental
Medical Book Co.. 1974.201-223,
Hook. Erncst B. Behavioral implications of the XYY gcnotypc Srmm
179, 1973. 139-150. .
l.appe. Marc and R, Robhin Newborn gcnctlc screening as a concept 1n
health care delyvery. In Ethucal. social and legal dimensions of
screemung for hunian genenc disease, op cil.
Research Group on Ethical. Social and Legal Issucs 1n Genetic Coun-
' seling and Genete Engineenng. Ethical and social issdes in
screening for genetic disease. New England Journal of Medicine.
286. May 25, 1972. 1129-1132. v
Sackett. David taboratory screening: a erinque  Federation Proceed-
ings, 34 (12). October 1975, 2157-2158 K
Severo. Richard Four-part serics in The New York Times. Genetic tests
by industry rarse uestions on nights of workers. February 3.
1980. 1+
Screeming of blacks by DuPont sharpens debate on gene tests.
February 4. 1980. 1+
Dispute anses over Dow studies on genetic Jamage 1 workers.
February 5. 1980, 1+
Fedcral mandate for gene tests disturbs U S
February 6. 1980, 1
Shaw. Marger, W Genetic counsehing. Science, 184, May 17. 1974, 751
Sorensen. James R Some socgl and psychological 1ssucs i genetic
ssreemng In Ethical. svaal. and legal ‘Innemlum of wreeming
for human gevetic disease. op s
Witkin, H AL Goodenough. D R and K Hirschhorn XYY men. are
they cnminatly aggressine® The Science. Octobu 1977.
DMNA Research
Crossland. Janie Hands on the code Envirvnment, 18 (7). 1976. 6-16.
Goodficld, Junc Plaving God geneuc engmeering and the mampula-
uon of life New York Random House. 1977
Grobsten. Clfford  The recombynant DNA (}gbatc Scienufic Ameni-
can. 237, July 1977, 22.23
Lawrence. Eleanor. CGienetic manipulation’ gundclmcs out MNawure. 263,
September 2, 1976, 4-5.
Norman. Colin Genetic mampulation guidelines wsued  Vature, 262,
July I, 1976. 24
Rogers. Michael. Brohazard. New York Alfred Knopf. 1977
Wade. Niholas Recombinant DNA at the White House. Scrence, I93,f
August 6, 1976. 468
The ulumate expenimemt. man-made evolution New York
Walker. 1977 -
E Human Behavior (ontrot
Psychosurgery .

job safety official.

!

Andrews, Lori Psychosurgery the new Russian rouieite SMen Fuids ©

March 7. 1977

. .

Q

0

S

Breggin. Peter R The return of lobotomy and psychosurgery, Con- -

gressional Record, 118, February 24. 1972. 455-480.

Holden. Constance. Psychosurgery: legitimate therapy or launder

. lobotomy? Science. 179, 1973, 1109-1114. -

Physi¢al manipulation of the brain. Hastings Center Repon Special
Supplement, May 1973. 1-24.

Mark. Vernon and R. Neville. Brain surgeryin aggressive epileptics. The
Journal of the Ameri¢an Medical Association. 226 (7). 1973.

Emotional Disorders

Gaylin. Willard What's normal? New York Times Magazine, April 1,
1973.

Halleck. Sey mour. Lega! and cthical aspects of behavior control. Amer-
ican Journal of Psychiatry, 131, May 1974. 38185, °

Rogers.E M and B. F Skinner. Some issues concerning the control of
human behavior. Science. 124, 1957. 1057-1066.

Schizophrenia

Carpenter. William T Current diagnostic cuncepts in schizophrenia.
American Journal of PS\'(‘hlalr' 133 (2). February 1976.
172-177.

Hints onthe chemical nature ofschuophrcma New York Times. Section

E. November 7. 1976.7. *

fhcodorc Schizophrema  Internanonal Eryclopedia of the

Soctal Sciences. 14, 1968 edition. 42-51.

Stromgroen. E and §. K. Wing Diagnosisand distribution of schizoph-
rema. In The International Pilot Study of Schizophrenia. World
Health Organization. 1973. 14-38 1

F Medical Care and the Patient

Health Care Dehvery and the Patient

Lidz.*

Junc-July 1975, 4-6, -

+ Fricdman. Benjamin A moral theory of informed conscm Hastipgs

enter Report, August 1975, 32.39,

Kelle. James R The imits of rcason. Commonweal, 102, September
1975. 395-396. .

Kennedy. Edward M. In criwcal condiion. New York Simon & Schus-
ter. 1972, -

Masters. Roger D Is Comract an adequate basis for medical ethi@?
Hastifigs Cénier Report., 5. Deccmber 1975

Outka. Gene. Social justice and cqual access to health care Journal of
Religious Ethics. 2, Spring 1974, 11-32,

Veatch. Robert. Models for cthical medicine 1n a revolutiopary age.
Hasungs Center Report. 2 (9. June 1972.

Ternunal Pauients

Culliton. Barbara. Intensive carc forthe nc wborny are there imes to pull
the plug? Science, 188, Apnl Lt 1975, 133-134,

Etsioni. Amitai Life. dying. death. cthics and open decisions Science
News, 186, August 17, 1974,

Hendis. David. Death asa fact of life. New York: W. W. Norton & Co..
1973.

__Maguire, D. C. Death by chance, Dreath by choice. (Adapumon of[)v.ath
by choice).Atlantic 233, January 1974, 56-65

Morgan. Lucy. On dninking the hemlock. Hastings Center Report. I
December 1971, 4-5.

Suli. an. Michael The dying perion— his phght and his nghx Neu
Ingland Law Review, 8,1973.197-216.

Task Force 01 Death and Dying of the Institute of Society. Ethics and
Life Sciences Refinements in eriteria for the determimation of
death: anappraisal. Journal of the Arierican Medical Association.
221, July 3. 1972, 48-53.

Veatch. Robert Choosing not to prolong dying. Medical Dimensians,
December 1972. 8-40. ’ 2

Berg. Alan. To save the world from li‘ftb\oztt: Natural Historr, 84,"

% .

~
.
.
.
v
.
-
A
.
-
’
P
.
?




N )

‘ . Glossary ' ’ '

.

aberration -- deviation from & normal course dehydration — an inadequatec amount of water in the body’s
"air embolism — obstruction of a blood vessel by a foreign sub- tissue; abnormal loss of body fluids.
stance. In this case, air is blockmg the blood ﬂow through a blood delusions — falsk: beliefs .
vessel, diabetes — a distase which is usually hereditary, characterized by
_anomaly an wrcgulant) gencrally referring to a vanation that a varying degree of ipability to utihze sugar. The ohydrate
ckreeds normal ranges of fluctuation. intclerance 1s due to an insufficient amount of wmsulif production.
) anti—arrhythmic drug  a drug whichcorrects anirregular heart Down’s syndrome - preferred term for mongolism, Refer to |
’ beat. mongolism. . ‘
antibody  a substance produced by the body which reacts with ectopic  implantation of the fertihzed ovum outside of the l
speaific foreign matenals (antigens). The reaction between antigen uterine cavify. Generally an octopic pregnancy occurs in the fallo-

and antibody may be helpful as in a response to a germ after . pian tube, but may occur in the abdomuinal cavity or ovary.
recaiving a vaccane or harmful as i’ the reacuon to'an orggn  ° egocentric - concern mainly with one’s own needsand activities,.

trinsplant. . sclfcentered™
. anti-coagulant  achemical which inhibits the clotting of blood. electrophoresis  the movement of charged particles suspended
. antigen  any substance which when taken into the body causgs - “within a hquid while under the 1nfluence of an applied electric field.
the prgductlon of antibodies. A vaccing or tissue from another An important technique cmploycd in biology and medicine ‘2
person contains ahtigens. . identify arid study body fluids.
artificialinsemination  introduction of semen into the vagina by embryology — the branch of biology which studies the carliest
artificial mzans for the purpose of impregnating the female. . stages of growth.- - > .
’ . Ashkemmde Jews — Jews of Eastern European origin empirical — pertaining to or based on experience. = -
- asthma  aspasmof the bronchial tubes generally accompanied - endocrine — related to the internal glands of “sccretion. The |
by swelling ot their mucous membrane. Dafficulty”in breathing, internal secretions (hormones) circulate in the blood strearh to effect |

tightness of the chest, and ¢Oughing attacks, accompaqu b) a * orcontrol many body functions. Som#”of the endocrine glands are
wheezing, 1s characteristic of this condition, " the pituitary, thyroid, gonads and the islét.of Langerhans,

autosomal  refernng to those chromosomes which are not s€x epinephrine — the technical tegm for adrenalin. Adcenalin is a
chromosomcs Humans have 22 pairs of dutosomes hormone whlch'sumulatcs our readiness for fight ot flight under a
¢ . bnctenum a single-cell. microscopic orgunlsm stressful cogaiion. It is also used in the treatment 3f certain medical
w, blo;t\emicnl ~ referring to the chemical reactions that take place conditions such as shock and asthma.
- in living organisms. v e csophaguhtresls-—thccsophagusv nugc-llkcstructumw
¢ blastocyststage  avery carly stage ofthc dcvclopmg rpamma goes{rom the throat to the stomach. Inesophageal atresja there {4
. ,  tan embryo. Part of the blastocytic stage occurs before attachrr pathological ciosum_or_congcnuaLabscncc of that structyre.
© within _the mother gtcrus The cells at ths stage ore eugenics — the science of genetic improvement of the human race)
undifferentiated. . exobiology — the study of living Srganisis outside of carth.
bone marrow: aspinlmn - removal of a small amount of bone fetus van unborn orunhatched vertebrate, in humans it refers to
marrow (soft tissue 1n the center of long boncs) for microscopic the unborn after the third month of development.
R examination. . genotype — the full s¢j of genes carried by an individual; the
bronchodhlniot - a drug which increases the width of ahers partlculariaofgcncsp sent in an organism. ’
bronchlal tubes. Frequently used in the treatment of respiratory g’esmim “referring to pregnancy. davslopment of unborn.
« . congestiorf and asthmatic conditions. e hnllucinalory — a false perception having no relationshjp to
buffered saline - a salt sotution (0.9% normal saline) with a  _ reality and not accoumv.d for by cxtcrngl sinuli. -
. substance that helps to mawntain the a7ﬁd or basic nature of the hematologic rcfcr'mg to that which - gm&(@ﬂb‘m the blood.
solution when an acid opzlkali 1s added ° ¥ hemodialysis +- % mcthod of purifying/the blood of patients
cadaver’- a dead body, referring parucularly to one used in . . whose kidneys are malfunctioning.
\; ¢ _dlsswhons < . hemoglobinapathies — referring té' a crcdltdry dlscasc of the
-t
cannulation \;hc process of inserung o tube tudncrrthcﬂow of_ . th)ongbln Hemoglotan are protein holecules occumng in red
substances. ‘v ~ . blood cells that carry oXygen and carbon dioxide. « .
N . 4&NSznomalies  .tni anatomucal disorder of the ccn}_ral nervous < hemophilia _an.inherited discase of males charactenzed by the 1
A - system ] Q . delayin blood clomnﬁ_ Bvenslight injuries such as a bruise cgn have
- cerenral bemorrhage  bleeding within the brmn, usually as a serious consequences Tor pcoplc with this Ss-tinked disca -
. Pcsult of a diseased or ruptured bjoud vessel. Often associated witl heterofygous .an organism 1n which a pair of alle}e§/(of as
“ hypertencon, . \ group of altcmiﬂvc genes occ:.pymg a given area (feus) on a
cerebrovasculat  refernng to the blodd vessels of the brain. ) chromosomc'f,fdr a-given trait consists of differencAffrds of genes, . I
tgtebrum the largest upperntost portiot of the brain. {tis most For exampie, an or mism that has both a dominiy and recessive _]
’ "important in minml activitics. gene for eye color is hdtergzygous for that trait. ~ v
¢ chemotherapy thc us¢ of chiemical agents ((ﬁ'ugs) inthe trcdt hexaminodase A - anenzyme commonly referred toas “hex A.”
ment of discase. \ Her Ais required to regulatea certain fatty substancecalled sphen-
chromosome  “microscopic, rod-shaped bodxcs within a ceil gohpid withyn the central nervous systcm Thc absr ice of thls
. ™ which contaln the geneg fridreditary dctcnmnauon They occur n enzyme causes Tay-Sachs discase. ' ¢
. pairs. = ) homozygote —an organism in which the pair of alleles ford given
chromologriphy < a process of scparating a solution ofchcml- trait consists of the same kind of genes. .
cals based'on the differences i the ratés each of the chemicals are hydrocepifalus. an accumulation of cerebrospinai fluid in the.
absorbed by the subtance used (e.g.. paper, clay, gas. gel, etc.) ventncles ofthe branmrduc to the inadequatEabsopption witkin the
L mogohy theory of thecreation or ongin of .he universe. =~ ; -yentncular sysﬁcm, The increase in fluid pressure Yead Such
tic fibrosls  an iphented dgsease of the exocrine glands symptoms as 1icrease 1n cranial size, adlsproportlonallys I\ face
~
t‘glgmds of external secretion, for 6xamplc the mucous glands). 'T{lc and mental retardaton if the condition is not surslwﬂ'y corrected.

gondition usually begins ininfancy and s typifiecby ropie respira- - Jypervitaminogls  an bnonnal condmon faused by excess
tory infection, suscepiibility to heatand 1nability of thyfMncreas to. vitamin tntake of one or morésqlamins. This occurs more frequently
function nornally. . - ~ . %with vitamin A or D. .

. .
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hypoglycemic — refers to less than normal blood sugar.

hypotension - blood pressure which is below normal.

hystgrotomy -- an incision 1nto the uterus commonly referred to
as a ccasarean section. A hysterotomy is sometimes performed to
aborta later term fetus. ~

iatrogenic disease —.discase brought about inadvertently by a
physician of the tréatment. - .

immunereaction — the body's reaction to foreign substance. Itis
a major defense mechamsm againsttdisease but also acts m an
advarse way such as in allergic reactions or rejection of organ
tranfplanth .

* + jjymunosuppressive — a drug. substance. or disease which sup-
o " présses the body’s immune mechamsm.

insited i the natural or original position

J'?:,' internal fleac ~- an artery that supplies the pelvic, gencrative

o,

p?

organs and inrrer thigh with blood.

intracranial trsuma — refernng to brain imjury.

invitro — outside the living ‘orgafusm or 1n an artificial cnviron-
ment, suchas culturing cells m a test tube.

lobotomy — a more drastic form of psychosurgery where most
oftenan nction 1s made between the frontal lobes to rehicvea mental
disorder. v

molecular biology - - a branch of biology which studies the
physical and chemical organization of living matter.

mongoloid  preferably referred foas Down’s syndrome. Mon-
golism 15°a congenital chromosomal disorder tn which there is an
extra chromosome The additional chromosome has been translo-
cated T hechildren who have tlis disorder are physically and men-
tally retarded. . v , :

mutation — achange ina gene thatiscarned to offspring cells. A
muiation 1§ soMetimes harmful.

National Academy of Science (NAS) - a professional orgamza-
tion of scienuists and engincers dedicated to the advancement of
science and its use for Jhe general welfare

s NIH * National Institute of Health, located in Bethesda.

@,‘Muryland

pathologist "a physician who specializes 1n the study of the
anatomical and the phys:ologlcul'changc.s thit occur 1n discase or
1njury and the reason(,) for those ‘hanges.

_perfusion — foreing a flmd thrl)ugh an organ or tissue, often by

the wdy of the blood vessels. '

phenotype  the observable chiracteristics of anndividual. The
phenotype results from the anteraction of the genotype and the
environment. The term may alsoapply to the trait produced by a
-single gene or several genes. :

phenylketohuris - a hcrcdna}y disorder characterized by an
elevation of bldod phenylketones, because thebody cannot metabol-
1¢ the products of phenylalaming normally. It 1s associated with
menta) retardidtion, T ¢

placebo— oftencalleda “svear pill,"1s usually an1nert substance
which hasng effect physically but [may offer psychological satisfac-
tion. In some paticnts a physical gesponse may also occur because

¥ _thepatientexperniences some menfal rehef. Placebosare usually used

Jin controlled experiments to detefmine whether the cffects of the
“test” drugare realand not simplyihc psychological effects resulting
from “taking a pill.” ; : . .

placenta — the organ that unitcl the fetus to the uterus and where

the blood of the mother and fetuy exchange metabohc substances.
placental barrier — refernng o the ability of the placenta to
sclectively filter such substances a3 chemicals, drugs and bacteria.
plasma renin — plasma 1s the hqud portion of the blood. The
blood cells float inat. Renin, WhICP is produced by the kidney. may
be a substance found wn the plasma. It causes blood vessels to
constrict. producihg a hypertensive effect on the body.

. |
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plasmids — a general term refer-ng to cytoplasmic componcents
of a cell that replicate autonomously.

pneumonia — inflammation of the lung(s). particularly the
acveolar portion, resulting in their being clogged with mucus and
blood.

previable — incdpable of living outside the uterus.

prognosis — th¢ probable outcome of a discasc of injury
'warding off of discase cither through mechanical.
chemical or pharfnacological means.
tc virus disease transmitted by the bite of a rabid

sis and often death. i
— afunctional attribute of the gene. Theeffect of a

state of develgpment. .

repal ~ peftaining to the kidney

reticuloendothelial - a group of cclls whichare foundinthe bone
marrow, lited and splcen. They are involved in the making of new
blood cells a2d in breaking down old oncs.

schizophr%nia — aform of mental illnrss characterized by a loss
of contact with one’s environment. Emotion. though: and behavior
are not working in a coordinated mamii¢r Delusions, hallwinations
and reverting to childlike behavior are oftenamong the symptoms.

sickle-cell anemia — a chronic ancmia occurring prodominantly
in Blacks. It is characterized by an irrcgularly sickle-shaped red
blood cell due to homozygous inheritance of an abnormal hemo-
globin gcné and affectsthe ble  I'sability to carry sufficient oxygen

sperm hank — the storage of frozen sperm for use in artificial
nxmination— " - -

spontaneous abortion — an abortion is the expelling of a fetus
before viability. A spontancous abortion is one which occurs without
interfcrence or immediately known cavse, -

Staphylococcus aureus — a gram positive, berry-shaped micro-
organism. It is charactcrized by the production of a golden ycliow

pigment. It 1s animportant cause of such conditions as boils, carbun- .

cles and internal abcesses.

syncope — fainting. a transient form of unconsciousness.

Tay-Sachs disease — a hereditary disease primarily of Ashkenazic
Jews who inhcrit two rccessive gencs. onc from each parent An
enzyme, hexominodasé A. is not produced and because of this a
fatty-like s:sbstance accumulatesin the braincellsand other ncrvous
uissuc, causing the cells to rupture and die. Gradually the baby loses
motor skills. becomes mentally retarded. blind and deaf. Death
usually occurs at the age of two or three years of age.

Teflon-shunied cannula — a Teflon tube inserted intoa vein 6r
other passageway to divert the flow of substance. In the case of
dialysis patients it permits a convenient way to coanect the patient
with the machine.

trisomy 18 — trisomy refers to the presence of three rather than
two ina particular set of chromosomes. In this case, thereisan extra
chromosome 18.

Tuskegee syphilis study —a study which involved syphilitic black
men. One group was not given treatment so that the full course of
the disease could be followed and evaluated medicaily.

ultra-sound —a technique which uses sound waves beyond the
scope of human hearing for diagnostic purposes. The sound waves
are recorded, allowing' the physician to examine such structures as
the valves of the heart. abdomen and arterial blood fMow.

uremla — a severe toxic condition caused by retention of substan-
ces normally excreted in urine. This is brought about byany condi-
tion which blocks the production or secretion of urine by the
kidneys.

viable — capable of living outside of tlic uterine cavity.
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