carry out hydrolysis of the polypeptide
chain from tRNA in the absence of
any release factor activity. This en-
zymatic site may therefore be involved
in the normal mechanism of chain ter-
mination (I14).
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Ethics, Law, and Genetic Counseling

Genetic counseling has moved out of
its childhood, into a period of fast-
growing adolescence. Advances in ge-
netic knowledge, increased public de-
mand, and refinements in amniocentesis
help account for the sudden spurt. But
what are its goals, and what ought the
means to be?

That was the general theme of an in-
ternational conference on “Ethical Is-
sues in Genetic Counseling and the Use
of Genetic Knowledge,” held at Airlie
House, Warrenton, Virginia, 12 to 14
October 1971, where 85 participants
from six countries met. The interdisci-
plinary conference, cosponsored by the
Institute of Society, Ethics and the
Life Sciences and the John E. Fogarty
International Center, National Insti-
tutes of Health, sought to explore the
ethical dilemmas of genetic counsel-
ing in their philosophical, scientific,
legal, sociological, and political rami-
fications.

While one must expect arguments in
a conference of this kind, the tenor was
not that of unbridled disputation. In-
stead, it was one of serious perplexity
and a recognition that the difficulty of
the central questions sorely strains the
limits of present knowledge, scientific
technique, and cultural wisdom. This
mood was exemplified in the opening
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address, given by T. Sonneborn (Uni-
versity of Indiana), He noted that,

‘while the conference brought together

scientists and representatives of the
humanities and social sciences, no
simple polarity can be established be-
tween the two groups. The scientists dis-
agree among themselves on the issues
no less than the philosophers, lawyers,
and ‘social scientists. “Who or what de-
cides what is right or good? By what
authority? What do we really mean
when we ask about anything: ‘Is it
ethical?” ” On questions of this kind,
Sonneborn noted, there is neither cer-
tainty nor uniformity of opinion.
“Humility and compassion” are impera-
tive in the face of =thical complexity,
he said.

' After Sonneborn’s address, the con-
ference moved systematically through a
number of problems, beginning with a
series of papers on the present scope of
genetic counseling and the variety of
dilemmas presented to the counselor.
F. C. Fraser (McGill University) pre-
sented data to show that, in at least
one large and perhaps not untypical
counseling center, most of the prob-
lems presented (usually on referral) deal
with the question “Will it happen
again?”’—that is, will there be a recur-
rence of some disease or defect already

known to exist in a family? The range
of conditions presented is very wide,
totaling 349 at the center analyzed by
Fraser. Of that number, 61 were either
sex-linked or diagnosable in utero, mak-
ing the possibility of amniocentesis a
relevant consideration. Accurate diag-
nosis, Fraser noted, is the first step in
the counseling process, followed by a
determination of the probability of re-
currence, and concluding with assist-
ance by the counselor in helping the
family to reach a decision.

If it is often difficult for patients to
know what to do, the pressures on the
counselor are often no less. Sometimes
the counselor is stymied by an inability
legally to get pertinent data from hos-
pital records. At other times, as M. W.
Shaw (University of Texas) stressed, de
facto and de jure obstacles stand in the
way of options available to the counse-
lor or to the family (for example, local
antiabortion statutes). “The right of pri-
vacy,” in particular, poses some acute
dilemmas, a theme developed by both
Shaw and H. A. Lubs (University of
Colorado Medial Center). The law does
not require an - individual to make
known the fact (if he has discovered it)
that he harbors a deleterious gene; nor
does it require that a physician inform
other family members. But should it?
Lubs presented a number of case his-
tories to show how painful the dilem-
mas of privacy can be even at present;
and they may increase as nationwide
genetic data banks are established.

Another cluster of dilemmas facing
the counselor turns on different theories
and styles of counseling individual pa-
tients. J. Hall (Johns Hopkins Hospital)
noted that the traditional role of the
counselor has been that of “neutral ed-
ucator,” essentially doing no more than
presenting patients the odds and the
facts. But this concept faces increasing-
ly heavy weather, particularly because
of the rapidly expanding range of
options. Not surprisingly, these develop-
ments have led to disagreements among
counselors about the kind of stance
they should take toward their patients.
J. R. Sorenson (Princeton University),
in a sociological survey of decision-
making in counseling practice, noted
that, however much the value of neu-
trality on the part of the counselor may
be espoused, counselors do in fact often
make decisions for their patients, or at
least heavily influence the decisions by
the way they present data. J. Fletcher
(Ecumenical Training Center) came to
a similar conclusion in his findings on
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the actual practices of counselors when
their interactions with patients are care-
fully observed.

These dilemmas are not likely to dis-
appear in the near future. As J. W.
Littlefield (Massachusetts General Hos-
pital) noted in a paper on the status
and problems of amniocentesis and
prenatal diagnosis, the number of in-
herited metabolic disorders presently or
potentially diagnosable in utero contin-
ues to grow. More individuals will be
determined to be at risk for genetic di-
sease, and more fetuses will be diag-
nosed as defective. What, then, should
the response of society be to genetic
disease and defect?

A. Motulsky (University of Wash-
ington), in a paper on the significance
of genetic disease from a patient per-
spective, developed the point that the
concept of “normal” and “abnormal” is
statistical rather than philosophical, and
that even with given defects (such as
Down’s syndrome) the range of varia-
tion in expression can be wide. J. F.
Crow (University of Wisconsin Medical
Schcol) contended that, from the per-
spective of population genetics, the min-
ute number of individuals receiving
genetic counseling makes the statistical
impact negligible. However, assuming
an increase in genetic counseling and
knowledge, Crow also argued that we
are not nearly so ignorant of long-range
possibilities as many would contend. In
particular, it is possible to predict
relaxed natural selection, comparatively
little gain to selection even with abor-
tion of all fetuses carrying one or more
mutant genes, only a 50 percent change
in traits even with full reproductive
compensation, and an increasingly im-
portant role for mutation as a compo-
nent of genetic disease. Crow’s key
point was that, in dilemmas pitting in-
dividual welfare against the genetic
welfare of the species, it is still reason-
able to give the benefit of doubt to in-
dividuals.

The Motulsky and Crow papers led
the conference into discussion of the
deepest and most troubled ethical issues.
D. Callahan (Institute of Society, Ethics
and the Life Sciences) considered the
significance of genetic disease from a
philosophical perspective. He observed
that society has taken many centuries to
develop a sensitive, receptive response
to the defective person; that gain should
not be jeopardized by new-found pow-
ers to ameliorate defectiveness. D.
Brock (Edinburgh University, Scotland)
pointed out that words such as “abo-
lish,” = “climinate,” ‘“‘eradicate,” and
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“conquer,” when used with respect to
genetic disease, carry with them the
danger of apocalyptic visions and cor-
respondingly coercive, draconian solu-
tions—approaches incompatible with
the need to develop genetic counseling
“as an expression of man’s humanity
to man.”

The question of what it means for
human beings to treat each other
humanely was at the center of the
papers specifically devoted to ethical is-
sues. J. Gustafson (Yale University), in
an ‘“ethical overview,” urged that while
a pluralism of values in our society

makes a consensus on particular ethical

issues unlikely, it might be possible (and
highly desirable) to reach some mini-
mal social agreement on at least what
consequences should be avoided in the
development of genetic counseling and
the use of genetic knowledge. (The
papers and resulting discussion at the
conference suggested, for instance, a
strong consensus against coercive strat-
egies.) Robert F. Murray, Jr. (Howard
University Medical School) contended
that, even in mass screening programs,
the welfare and freedom of individuals
or couples should always come first. A
similar note was struck by M. Kaback
(Johns Hopkins Medical School) in his
description of the goals of a large Tay-
Sachs screening program in the Balti-
more area. Indeed, Murray and Kaback
agreed that it is probably unethical to
even mount screening programs unless
there exist specific therapeutic alterna-
tives for patients and carriers.

P. Ramsey (Princeton University)
pressed the ethical issues still further,
arguing that care must be taken, partic-
ularly in the techniques of prenatal
diagnosis, not to infringe the minimal
ethic of medicine, “do no harm.” More-
over, if this principle is taken seriously,
it should include a consideration of the
fetus as well as that of the mother. The
ethical principle of the “greatest good to
the greatest number,” which many use
as their fundamental ethical axiom, has
a major drawback. It does not allow one
to compare the depth of harm to a few
with the breadth of benefits to the
many; thus a critical ethical dilemma
is ignored.

At the heart of the sessions devoted
to ethical issues were three papers on
“the right of life,” by H. D. Aiken
(Brandeis University), L. R. Kass (Na-
tional Academy of Sciences), and R.
S. Morison (Cornell University). Aiken
developed a philosophical argument to
show that no right could be absolute, in-
cluding the right to life. Moreover, he

held, any judgment concerning the right
to life of an individual must be judged
in the context of the possibility of that
individual’s being able to exercise a wide
range of other rights, In the absence
of that latter possibility, the right to life
becomes empty and may be set aside.

Kass centered his discussion on the
ethical issues raised by abortion of “de-
fective” fetuses. The central question,
as he phrased it, turns on the belief in
the.radical equality of all human beings,
defective or not, an equality which pre-
sumes certain fundamental rights, in-
cluding the right to life. The very
language often used in talking about
defectives may be prejudicing individual
cases—for instance, when one says “the
fetus is a Down’s” rather than “the
fetus has Down’s syndrome.” Danger-
ous and dehumanizing attitudes can
easily develop. Kass’s line of argument
laid heavy stress on the need to de-
velop or to recognize a ‘“natural stan-
dard” for making ethical decisions. R. S.
Morison countered by pointing out the
primacy of society’s interest in the quan-
tity and quality of the children who are,
or will be, born. Moreover, the use of
society as a standard, ‘instead of a na-
tural standard, by no means entails a
descent to totalitarianism or brute co-
ercion.

These papers formed the backdrop
for the ensuing papers on law and pub-
lic policy. The Honorable Lord Kilbran-
don (Scottish Law Commission) pre-
sented a rich sketch of the comparative
laws of different nations as they apply
to genetic counseling and related issues.
C. Fried (Harvard Law School),-in a
response to Lord Kilbrandon’s paper,
pointed out the need for. a philosophical
anthropology which would better enable
the public, professionals, and legisla-
tures to deal more adequately with the
complicated questions of rights and obli-
gations being raised by advances in the
“new biology.” A. Capron (Yale Law
School) developed the position that,
while parents have a legal right to be
fully informed decision-makers about
whether to have a child, this right
operates in the counseling situation in-
dependently of any moral conclusions.
In addition, Capron argued that there is
no necessary connection between legal
and moral rights. A defective child, for
instance, may have a moral claim
against its parents for bringing it into
the world; but, Capron argued, such a
claim would be much too far-reaching
if made a legal rule.

The final set of papers dealt with the
establishment of social and scientific
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priorities and with the development of
mechanisms for public policy decision-
making. J. V. Neel (University of
Michigan Medical School), after sketch-
ing a number of present and potential
genetic developments, presented four
possible criteria for setting priorities:
reduction of the proportion of persons
with genetic disease, improvement of
the expression of existing genotypes,
creation of genetically superior individ-
uals, and protection of the present
gene pool by a world population policy.
His conclusion is that we are not yet
scientifically, ethically, or socially in a
solid enough position to make wise
choices among the possible priorities.

The conditions for achieving the
necessary kind of consensus for decid-
ing on priorities and for public policy-
making were analyzed by D. A. Kindig
and V. W. Sidel (Montefiore Hospital;
Einstein College of Medicine) and by
H. P. Green (George Washington Uni-
versity Law School). The former paper
pressed for a more complete relating of
genetic problems to other social issues
and priorities in society. The need for
better social and political processes to
carry this out is evident, they said.
Kindig and Sidel agreed with Green
that decisions in this area must be made
by an informed public and not by elite
groups, This point was underscored by
D. Eaton (All Soul’s Unitarian Church,
Washington, D.C.),” who noted that
genetic disease is a much greater pre-
occupation with whites than with blacks.
In addition, Green contended that, if
the public is to have genuine options
and to become fully informed, there
must be public debate and a resort to
the adversary system. This method does
not always guarantee truth or wisdom,
but it does facilitate open discussion, a
minimum necessity for wise public deci-
sion-making. K. Ludmerer (Johns Hop-
kins Medical School) stressed, in this
context, the importance of public ed-
ucation for an understanding of the
capabilities as well as limitations of
science.

Where is the future likely to take us
in genetics? This question, which kept
surfacing throughout the conference,
was directly confronted by R. L. Sins-
heimer (California Institute of Tech-
nology), who asked whether future sci-
entific developments are an “ambush or
opportunity”? His clear answer was “op-
portunity,” even if laced with dangers.
Higher states are possible for the human
species, intellectual, emotional, and
moral; the price of not pursuing them
would be “to stagnate in fear and

doubt.” J. V. Neel responded from the
floor that he did not agree with Sin-
sheimer’s thesis. Others agreed in part
and objected in part. That typified the
entire conference. ‘
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