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Baby Doe:
Public Judgments or
Private Choices?

Approac

by James F. Blumstein and
David Randolph Smith

e are fortunate to live in a time and place where

wondrous advances in medicine and science offer

the promise of prolonged life. In the case of
certain imperiled newborns, however—those with a serious birth
defect or an acute acquired illness—the progress of neonatal
medicine and technology has created a profound moral dilemma.
Parents and physicians confront a tragic choice. To postpone
death and thereby prolong a life may result in great suffering and
impose staggering burdens and costs on the child, on the child’s
family and on society. Not to authorize or provide a treatment
that might be technologically available, albeit at high financial
and psychological cost, places decisionmakers in the uncomfort-
able position of determining who shall live and what the value of
a life—or, as some would have it, a quality-adjusted life—will be.
The ethical quandry is like that of Dr. Ridgeon in Shaw’s play
The Doctor’s Dilemma.* Thanks to science and technology, we
can now often ‘‘do something” whereas physicians previously,
with only limited therapeutic resources, could only “stand
there.”!

As in the case of many technological advances, fundamental
social and ethical dilemmas have emerged in the wake of scien-
tific progress. Now that we can "do something,” we must go
about formulating understandings of what we can or must do,
under what circumstances, and at whose say so. Is greater
involvement by courts or by government regulation warranted or
appropriate? What approach should health care providers and
courts adopt to treatment decisions involving imperiled infants?
How should that approach recognize the presumptive responsi-
bility and autonomy of parents to manage the care and treatment
of their children? Our conclusion is that, except where parents
abuse their authority, private moral dilemmas about the treat-
ment of imperiled infants should remain family affairs, not

James F. Blumstein is Professor of Law and Special Advisor to
the Chancellor for Academic Affairs at Vanderbilt University.
David Randolph Smith is Assistant Professor of Law at Vander-
bilt Law School.

14

matters of public policy.

or a private ethical dilemma to become an 1ssue o

public policy, there must be a legitimate source of

government concern. The development of the vide
cassette recording technology (VCR) enhances the ability of:
family to enjoy certain forms of entertainment. Yet, whether:
family chooses to or is able to purchase a VCR is not deemed:
question of public concern. Nor is a family’s choice of one of tle
competing formats over another a matter that excites the cor
cern of the policy analysis community.

The fundamental—and often overlooked—question is this
Why does government have an interest in the decision concert
ing the treatment of imperiled infants whereas it has no partict
lar interest in a family’s decision about purchasing VCRs? The
obviousness of the answer—that human life is at risk in one bt
not the other situation—should not deter us from asking the
question, because thinking about the response helps in (¢
formulation of an approach to the policy problem.

Historically and constitutionally, families are presumed 1§
have primary responsibility for the upbringing of their childrerg
Within broad parameters, families are free to choose their M
thod of childrearing and to pick the values and aspiratiof
transmitted to their offspring.

Yet, in certain circumstances society has determined that!

Continued on pog®

. . . Aol
* Having discovered a new treatment for tuberculosis, Dr. nggfﬂf .
explains to a prospective patient’s wife that he cannot treat her iU

Jar husband without pangs to his conscience:

I have at the hospital ten tuberculosis patients whose ];v?{sc
believe I can save. . .. Wait a moment. Try to think of [hlosfﬂ
patients as shipwrecked men on a rafi—a raft that is bare Yo‘h
enough to save them—that will not support one more. A‘;le sl
head%}obs up through the wave at the side. Another mat "3
be taken aboard. He implores the captain of the raft to 53"0 i
But the captain can only do that by pushin%l one of his LenThﬂ(
ralt and drowning him to make room for the new comer-
what you are asking me to do.

(‘,553 Ez}'m\\', ‘The Doctor's Dilemma, in Collected Plays With Their Prefaces,
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A Jurisdictional Approach

Continued from page 14

legal system must come to the protection of young people—
against themselves, against outsiders, and, in some cases, against
parents.

Society protects children, for example, against the adverse
consequences of making poor contractual decisions by declaring
that contracts made by minors are unenforceable by adults.
Minors are treated differently than adults in the criminal justice
system. Child labor laws protect children against themselves, but
also from the prospect of exploitation by venal parents. The
same is true of compulsory school attendance laws. Laws on child
abuse and termination of parental rights are the clearest manifes-
tations of society’s determination that children, at times, need
legal protection against their parents.

Within broad parameters, determination of what is in the
child’s and the family’s best interests is left to the parents. Where
legitimate disagreements exist, family pluralism and autonomy
are preserved. Only in areas in which a broad social consensus
exists has family autonomy been circumscribed.

Where governmental intrusion on family autonomy exists, it
stems from a public concern for the welfare of the child. But such
intrusion, especially where family decisionmaking autonomy 1s
displaced, occurs only for very important reasons and only where
there is strong reason to believe that parental authority has been
abused or is subject to abuse.

Therefore, the case for intrusion on family autonomy—
especially coercive intrusion—typically rests on two compo-
nents, one positive and the other negative: A perceived affirma-
tive societal obligation to provide succor and support to chil-
dren; and a duty to protect the defenseless from inappropriate
adult overreaching. To justify public intrusion, there must be
some strong evidence that families are very likely to act or have
acted adversely to the child’s interests.

In the area of treating imperiled infants, the scope of public
obligation has yet to be defined. There is no constitutional right
to receive medical treatment, but that issue has never been
litigated in the context of an infant.|Prisoners, who are depen-
dent on government, do have sofne constitutional claim to
treatment. But the existence and scope of any constitutional
right to treatment on the part of imperiled infants is certainly
questionable and murky.

In addition, there is no reason to believe that, as a rule,
families are unreliable in making treatment decisions for their
children. Thus, as a matter of general presumption, families of
imperiled infants, together with their advisors (physicians, other
health providers, religious leaders, individual and institutional
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ethicists) should be permitted to retain their decisionmaking
autonomy unless, in a particular case, it can be demonstrated
clearly and convincingly that parents are acting against thejr
child’s interest as reflected by a general consensus of communiy
conduct. When parental conduct no longer conforms to the
expectations of the behavior of a fiduciary, and when parents ac
outside the realm of consensually acceptable norms, it is appro-
priate for government to intrude, in its role of protecting the
defenseless from inappropriate parental overreaching. Only
then should public policy attempt to deal directly with the
substantive decisions about the appropriate range of treatmen
for imperiled persons.

Genuine tragic choice decisions should remain in the realm o
private initiative so that public choices about sensitive value
issues need not be confronted overtly and decided monolith-
cally. Because government is constrained by a devotion to the
symbolic imperative that life is beyond price, public decision-
making is skewed by concerns about symbolic issues and i
susceptible to “symbolic blackmail.” The humanitarian self
image of society may be at stake, and we may be willing to expend
considerable sums of money, ostensibly to save a life, but also to
preserve a valuable myth. For these reasons, an effort should be
made to distance government from direct, head-on confrontx
tions with tragic choice issues.

Where parental autonomy must be breached, however, anda
person is drawn within the perimeter of public responsibility, a1
effort should be made to reestablish the authority of nor
governmental decisionmaking entities—e.g., by delegating r¢
sponsibility to non-governmental decisionmakers such as physt
cians or to institutional entities such as hospital committees.

eonatal intensive care units in hospitals throughout the.

United States routinely encounter severly impaired i

fants with major illnesses or defects. Non-treatment of
imperiled infants occurs with some frequency.

The realities of neonatal care have provoked a sharp debat

concerning the propriety of decisions not to authorize or provide;

medical or surgical treatment or nutritional sustenance to imper’

iled infants. For some, prolonging the life of all non-dyin:-

infants at all costs (to the infant, to the family and to society) is3
categorical imperative with virtually no exceptions. “Right-1"
life” organizations argue that parental decisions not to tredt
imperiled infants constitute “infanticide.” ’

A number of cases challenging parental treatment decisio®
have been initiated by members of right-to-life organizations. g

|
NEW PERSPECTIVE%

the
reg
pre
cor
fin:

(1)
cal
pre
wh
sta
sta

84r

inf
Su
of

en
all
of
go
er)
Sic
tre



onmaking
1onstrated

ainst their |

ommunity

ms to the |

yarents act
t is appro-
ecting the
ing. Only
- with the
treatment

e realm of

tive value

monolithi- |

ion to the
- decision-
1es and is
arian self-

to expend |

but also to
should be
confronta-

>ver, and a

sibility, an
y of non-
gating re-

h as physi- |

ttees.

ighout the
paired in-

atment of [
. of the child,” whether life-sustaining treatment should be fore-
arp debate §
or provide
e to imper- .
non-dying &

ociety) is 2

“Right-to- £

ot to treal

 decisions
zations. In &

PECTIVES ,

Coquille, Oregon, a member of Oregon Right to Life recently
reported that a ““deformed” baby was being “‘starved to death.”
A state court judge ordered intravenous feeding; however, on
the tenth day of life the infant died due to congenital brain
damage which had caused cessation of breathing.” The New York
«Baby Jane Doe” case® was initiated by a right-to-life lawyer,
Lawrence Washburn, a resident of Vermont. The United States

. Surgeon General, Dr. C. Everett Koop, has also criticized “infan-

;icide” of handicapped newborns.*

Proposed legislation would redefine child abuse to include the
udenial of nutrition (including fluid maintenance), medically
indicated treatment, general care, or appropriate social services
1o infants at risk with life-threatening congenital impairments.”
A Senate bill would require a Department of Health and Human
Services (HHS) advisory committee to conduct a comprehensive
study of decisionmaking procedures used in health care facilities
in managing treatment of seriously ill newborns and to make
recommendations regarding procedural mechanisms that should
be followed by hospitals. After receiving the committee report,
the Secretary of HHS would be required to publish proposed
regulations, if deemed necessary, to establish decisionmaking
procedures within each hospital. The penalty for failing to
comply with such regulations would be the denial of federal
financial assistance, including Medicare and Medicaid.

A comparable bill passed by the House further requires that:
(1) state child protection agencies ensure that nutrition, medi-
cally indicated treatment, general care and social services be
provided to imperiled infants; (2) a procedure be established by
which “interested parties” can report known or suspected in-
stances of the withholding of treatment (e.g., hotlines); and (3)
state agencies investigate any reports of such *child abuse.”

“Thou shalt not kil; but needs’t not
strive officiously to keep alive.”

Despite the support in some quarters for involvement by
governmental authorities in treatment decisions, a significant
body of opinion recognizes the legitimacy of decisions by parents
to refrain from ordering treatment which would not be in the
infant’s best interests. In its report, Deciding to Forego Life-
Sustaining Treatment, the President’s Commission for the Study
of Ethical Problems in Medicine and Biomedical and Behavioral
Research (“President’s Commission’’) recommended that par-
ents, as surrogates for the seriously ill newborn, should be
allowed discretion to determine, based upon “‘the best interests

gone. The President’s Commission recommended that the gov-
ernment encourage hospitals to improve their in-house supervi-
sion of such decisions and not become directly involved in
treatment decisions.

Var.ious medical societies, including the American Medical
Association, the American Academy of Pediatrics and the Ameri-
Can.Society of Law and Medicine’s Committee on the Legal and
Ethl_cfil Aspects of Health Care for Children, also advance the
p051t19n that withholding or removing life-sustaining means
from imperiled infants is ethical where prolongation of life would
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be inhumane and unconscionable.’ Similarly, the Vatican’s 1980
Declaration on Euthanasia concludes that it is appropriate, when
there is no hope of benefit to the patient, to withhold or
withdraw treatment. This moral conclusion is not strikingly new.
In the death scene at the conclusion of King Lear, Edgar wants to
save Lear from the throes of an agonizing death born of grief at

the death of Cordelia. The Earl of Kent seeks to dissuade Edgar:
«Q, let him pass! He hates him, that would upon the rack of this
tough world stretch him out longer.” Arthur Hugh Clough in his
poem, The Latest Ebeca]ogue, expressed much the same senti-
ment: “Thou shalt not kill; but needs’t not strive officiously to
keep alive.”

eyond the question of whether it is ever proper not to
B treat an imperiled infant with all modern medicine has

to offer lies the further delicate issue concerning criteria
for deciding which infants should or should not receive care.
How the question is posed will bear heavily on formulating
aresponse.

The President’s Commission concluded that a “‘best interests
of the child” standard should govern treatment decisions and
that the interests of parents, siblings and society should not
count. Entirely excluding the potential psychic and financial
harm to the family seems troubling because the best interests of
the child are almost always inextricably tied to the interests of the
family. Ignoring the economic costs of neonatal intensive care
for imperiled infants is equally questionable. The President’s
Commission noted that the cost of high technology neonatal care
approximates $8,000 per patient, and that in 1978, $1.5 billion
was spent on neonatal intensive care. Added to this cost is the
cost of special care, including perhaps lifelong institutionalized
care. Economic realities for the family and society are not
irrelevant, but their overt consideration raises fundamental sym-
bolic concerns. Institutional mechanisms should be sought by
which such explicit cost calculations can be avoided.

Perhaps the most difficult question in the debate over stan-
dards is whether the quality of an infant’s life should be a
permissible factor for consideration. If the child is not born
“dying,” to use Surgeon General Koop's taxonomy, and is not
in pain, yet has no ability to think or communicate but simply lies
in a crib blind, deaf and uncomprehending, can we honestly say
{hat this child’s quality of life is of no moral consequence?
University of Texas law professor John Robertson has argued
that even in such a “worst case’—that is, “the profoundly
retarded, nonambulatory, blind, deaf infant who will spend his
few years in the back ward cribs of a state institution”*—quality-
of-life judgments should not prevent treatment.

By contrast, Richard A. McCormick, a distinguished Catholic
moral theologian at the Kennedy Institute of Ethics, believes that
quality-of-life considerations are legitimate. McCormick sees life
as a value to be preserved only in so far as it contains some
potentiality for human relationships (to think, to love and to
communicate). When that potentiality would be totally subordi-
nated to the mere effort of survival, then the withholding of
treatment would be justified.’

McCormick is not alone in advocating taking into account the
quality as well as the extent of the life to be sustained. In a recent

California case involving the prosecution of two doctors for
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discontinuing treatment of a comatose incompetent adult, the
California Court of Appeals recognized the appropriateness of
attention to quality-of-life considerations. In discussing the sur-
rogate’s decision to withhold treatment from a comatose adult
patient the Court stated: “If it is not possible to ascertain the
choice the patient would have made, the surrogate ought to be
guided by the patient’s best interests. Under this standard, such
factors as the relief of suffering, the preservation or restoration
of functioning and the quality as well as the extent of life may be
considered.””

Given the wide array of well-considered moral stances con-
cerning treatment decisions and criteria for selective treatment,
we now face a public choice. Should society rush to reformulate
law and social policies by enacting new child abuse laws, “Infant
Doe” regulations, or new criminal codes; or is the best course to
reserve judgment given the disparity of our heart-felt ethical
views and allow a consensus to develop? In our view, wisdom
counsels against regulating absolutism when reasonable minds
have profoundly divergent views of questions relating to morals,
life, and the family. We should not codify a particular moral or
ethical belief which substantially intrudes on the autonomy of the
family without a confident conviction that the chosen course is
both popular and wise. The current public debate reflects little
consensus and much introspection. As with so many decisions in
life, perhaps it is best to wait and think it over a bit more before
imposing a monolithic approach.

he case for reserving judgment on the question of

what to do about treatment of imperiled infants may

appear paradoxical in the face of existing criminal
prohibitions against murder, manslaughter and child neglect.
Robertson," for example, has argued that withholding treatment
from “defective newborns” violates numerous criminal laws
including those for murder, involuntary manslaughter, conspir-
acy, child abuse and neglect. The perceived illegality is overs-
tated, however. Selective treatment can co-exist with current
criminal laws.

While criminal charges have occasionally been instituted
against doctors or parents for withholding treatment, the results
have been either acquittal or dismissal for lack of evidence. In
Danville, Illinois, on June 11, 1981, the parents of Siamese twins
and their physician were accused of attempted murder. The
grand jury failed to indict. On October 13, 1981, Dr. Leonard
Arthur, a pediatrician in Derby, England, was tried on murder
charges (later reduced to manslaughter) for withholding food
and treatment from an infant born with Down’s syndrome. The
jury acquitted Dr. Arthur after deliberating two hours.”

The results in these cases and the paucity of criminal charges
in this area stem from a reluctance on the part of prosecuting
authorities and juries to impose criminal sanctions when physi-
cians and parents act in good‘faith and exercise reasonable
judgment. As the Massachusetts Supreme Judicial Court noted in
1980 in In the Matter of Spring:

Little need be said about criminal liability: there is precious
little precedent, and what there is suggests that the doctor will
be protected if he acts on a good faith judgment that is not
grievously unreasonable by medical standards.”
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The de facto decriminalization of good faith and reasonab,
decisions to withhold treatment received recent approval j
Barber v. Superior Court.” In issuing a writ of prohibition to by,
the prosecution of two physicians on murder charges for discop.
tinuing life support equipment and intravenous feeding of ,
comatose adult patient, a Galifornia Appeals court reasoned:

Murder is the unlawfiil killing of a human being, with malig
aforethought . . . . A physician has no duty to continue treay.
ment, once it has proved to be ineffective . . .. [To determine
whether treatment will be effective a] . .. . rational approac)
involves the determination of whether the proposed treatmen \_
is proportionate or disproportionate in terms of the benefii; '
gained . ...In summary we conclude that the petitionery

omission to continue treatment under the circumstances [y

the written request of the patient’s wife], though intentiong

and with the knowledge that the patient would die, was notan
unlawful failure to perform alegal duty.

Given the rarity of prosecutions and the recent judical treng
toward acceptance of private decisions to forego treatment iy
cases involving incompetent comatose adults,” there is scan
justification for following suggestions to either enforce presen
criminal sanctions more fully or to enact legislation permitti
non-treatment. Gearing up the machinery of criminal prosec:
tions is at odds with prevailing practice and moral attitudes
legislative validation of the “physician’s death-dispensing role'
carries unpleasant social costs.”” In addition, a dollop of uncer
tainty in this area serves as a constructive constraint on abusix
practices. Here perhaps, the law, like Milton’s common man,
serves best “‘to only stand and wait.”

ow one poses a question helps to shape perceptions

about an issue. For example, in the area of imperiled

infants, the issue is often framed as follows: If seler

tive treatment occurs, by whom and by what process shoult
treatment decisions affecting imperiled infants be made? At fil
reading this question appears entirely reasonable. But the ques
tion is actually quite loaded. It assumes the propriety of deemin
family decisions on treatment as matters of public policy. Implic
itly, that formulation of the issue establishes the legitimacy o
public review and publicly-mandated rules of decision on mat
ters that, presumptively, should remain within the private realn
of family pluralism and autonomy. By implication, posing the
question in that way invites governmentalized, centralized proc
dures and sets of criteria, thereby wresting responsibility fo
children from parents and imposing no significant duty o
government to justify the displacement of the traditional ruled
parental autonomy. As the Supreme Court observed in Santos J
v. Kramer,” however, parents possess a ‘‘fundamental liber
interest . . . in the care, custody, and management of their child”
Indeed, the United States Supreme Court many times has recof;
nized the broad authority of parents to make decisions affecti®f
the welfare of their children. :
The failure to understand the presumption in favor of paren?
responsibility and choice is the true lesson of the New Yo
“Baby Jane Doe” case. As the New York Court of Appeals wrott

It would serve no useful purpose at this stage to recite it
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anusual, and sometimes offensive, activities and proceedings
of those who have sought at various stages, in the interests of
Baby Jane Doe, to displace parental responsibility for and
management of her medical care . .. . There was a failure in
this instance to follow the statutory scheme contemplated by
the Legislature for the protection of children [child neglect
proceedings] (emphasis supplied). -

Instead of posing the public policy question in terms of when
to treat and when not to treat, perhaps a more helpful way in
which to frame the inquiry is: Under what circumstances should
the primary “jurisdiction™ of parents to govern the treatment of

. their infant musted? Additionally, the inquiry should
assess whether the circumstances justifying ouster are estab-
lished by clear and convincing evidence.

A jurisdictional approach to treatment decisions involving
imperiled newborns comports with an emerging consensus fa-
voring the presumption of private choice by parents and physi-
cians as opposed to judgments by courts or legislative fiat. The
President’s Commission urged that decisions on treatment for
seriously ill newborns be made by parents unless the parents are
disqualified by decisionmaking incapacity, an unresolvable dis-

~agreement between them, or because their choice of a course of
action is clearly against the infant’s best interest. In short, only if
the family cannot decide or if its decision does not reflect a
' legitimate selection among tragic alternatives should family deci-
. sionmaking autonomy be displaced by public intervention.

It is parents, not judges,who must live
with the consequences of their
decision.

A recent public opinion survey conducted by the American
Hospital Association and released in March, 1983, indicates
broad support for family autonomy in treatment decisions. Sixty-
seven percent of those asked felt that the patient’s family should
decide whether terminally ill patients should be kept alive."” The
proponents of reserving authority for treatment decisions of
imperiled infants to parents and physicians include: the Judicial
Council of the American Medical Association;” the American
Academy of Pediatrics’ Committee on Bioethics;” the Associa-
tion of American Medical Colleges;” the American Society of
Law & Medicine’s Committee on the Legal and Ethical Aspects of
Health Care;® the New England Journal of Medicine;” the British
Medical Journal;* the New York Times;™ the Wall Street Jour-
nmal;* and numerous commentators.”

To enhance the ability of parents to make infant treatment
decisions in a careful and informed manner, many groups have
suggested that parents and attending physicians consult with
Institutional ethics committees or that such committees conduct
Prospective or retrospective review of parental choices. As the
President’s Commission noted: “When the benefits of therapy
are [unclear], an ‘ethics committee’ or similar body might be
designated to review the decisionmaking process.””*
¥ Such entities can provide a check on private decisions and yet
Preserve an important sphere of family autonomy, allowing
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government to avoid direct involvement. As with many such
innovative institutions, however, care must be taken to see that
the role of these committees does not become overextended.

Like civil courts, hospital ethics committees that review paren-
tal treatment decisions should apply a jurisdictional approach.
The primary jurisdiction of parents to manage the treatment of
their children should not be ousted or supplanted by committee
decision absent clear and convincing proof that (1) the parents
are themselves incompetent; or (2) the parents are in unresolva-
ble disagreement; or (3) the parent’s choice is clearly against the
infant’s best interests (recognizing various burdens and values,
including quality-of-life considerations).

Reducing the number of infant treatment cases which are
brought to court and limiting the judicial inquiry to whether the
record clearly justifies ousting parents as decisionmakers are
desirable policy goals. Courts such as New Jersey’s Supreme
Court in the noted Quinlan case candidly acknowledge that they
are ordinarily “inappropriate” for making actual decisions on
treatment or non-treatment. Such matters are particularly ill-
suited to resolution in individual adversarial proceedings. In
addition, decisions by parents and physicians, unlike those an-
nounced by courts, do not create judicial precedents and do not
carry an imprimatur of public policy, with all the attendant
symbolism. Perhaps the most significant drawback to judicial
resolution of infant treatment decisions is that it separates power
from responsibility.

Routinely vesting courts with the power to impose mandatory
treatment nullifies parental authority but does not alter the
continuing responsibility of parents for long-term care and
custody, at least in the absence of a clearly defined public duty to
provide resources for judicially imposed treatment. Gourts lack
both an immediate and long-term stake in the individual case;
parents and physicians, however, are closely involved in every
nuance of the case from the moment of birth. In the final analysis
it is parents, not judges, who must live with the consequences of
their decision. And, in the absence of clear parental overreach-
ing, parental autonomy should be respected.){
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