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ABSTRACT :

A recent ruling in the Baby Jane Doe case held that
as parents are ultimately responsible for a child, and as in this
case, the parents were not recipients of Federal assistance, neither
they nor the hospital following their instructions to withhold
treatment from their handicapped newborn are subject to Federal
provisions about discrimination on the basis of handicap {(Section 504
of the 1973 Rehabilitation Act). This argument is seriously flawed.
Although our laws recognize that children's rights are generally best
safeguarded by parents, these rights are independently protected by
Federal constitutional and statutory guarantees. State child neglect
and abuse laws also recognize that parents’' and children's rights are
not always coterminous and provide for governmental and judicial
intervention in certain circumstances. The law extends these
protections on an egual basis to "individuals" without reference to
age, infirmity, or incapacity. Thus, a hospital cannot use the excuse
of parental non-consent, but has a legal responsibility to initiate
appropriate action to override parental authority in certain
circumstances. Furthermore, a hospital and its staff can effectively
discriminate against a handicapped child throught the advice and
information given to the parents concerning the child's condition and
prognosis. Given this reality, Federal access to hospital records is
the absolute minimum protection due to the handicapped infant under
Section 504. (CMG)
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I am pleased to be with you today and to participate
in this important and timely policy conference on “Parental
Rights Versus Government Responsibility for Infant Medical
Care.” Few issues are as difficult or as emotionally charged
as the guestion of what medical measures ought to be taken toO
save the life of a newborn child who, irrespective of life-
pregerving medical treatment, is expected to be incurably
handicapped ‘in his or her future life.

In the first instance, the question poses a moral
ailemma, to be analyzed and answered by each individual
according to that individual'’s values and beliefs. But, as

the title of today's conference reflects, the guestion also

poses a broader issue of public policy -~ a civil rights

isgsue that, in the end, must.be resolved through application
of the community's shared values -- that is, by application
of lawg. It is to this dimension of the quegtion I would like
to address my remarks today.

* Federal law prohibits recipients of federal financial
assistance from discriminating against individuéls;on the
basigs of handicap in any federally-funded program. Under

this law, Section 504 6f the 1973 Rehabilitation Act, nourish-

from handicapped infants solely because of their present or

ancicipated mental or physical impairments.




It has heen sdggested that federal inguiry into whether
a hospital, as a recipient of federal financial assistance.,
has discriminated against a handicapped infant by failing to
require the performance of life-presérQing care or medical
procedures must end if the infant's parents refuse to consent ~
to such care or procedures. Indeed, that was the thrust of
the district court opinion of Judge Wexler in the Baby Jane
Doe case that is presently on appeal in the Second Circuit.
As long as the hospital is following parental instructions
in declining t6 perform the procedures in guestion -- so the
theory goes -- the hospital cannot be guilty of any discrim-
ination,‘since its staff cannot legally perform surgery Or
other medicai procedures upon the child without parental
consent. The parents, it is argued, are the only entities
responsible for action determining whether the child receives
the treatment or medical care in question - that is, by
congsenting or refusind consent. And, since they are not
recipients of federal assistance, the parents are not subject
to federal prohibitions against discriminatory behavior or
decisior-making. |

Th&s argument is, in my judgment, seriously flawed

from a law enforcement point of view. It unrealistically

absolives hospitals of all responsibility énd effectively

removes Government from its traditional civil rights enforce-

ment role under Section 504. Let me expand on that observation.
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It is, of course, true that the performance of a
medical procedure upon a child brdinarily requires the consent

of a parent or legal guardian. This is so bec£USe the law

has long recognized the incapacity of children ﬁo make certain

|
kinds of decisions for themselves, or to accurately assess
¢

their own best interest. The law presumes that parents have
not only the capacity to recognize their children's best
interests, but the desire to do whatever will best serve
those interests. In general, this is an accurate and wise
assumption. A parent can usually be-depended upon to act in
the child's best interests, to the best of the parent’'s
ability to understand and promote them.

Yet, this is not always the case, and state laws
generally recognize this unfortunate reality by providing fﬁr“_
means of governmental and %udicial intervention in cases of
parental neglect or ange of a child. This fact ﬁnderscores
the essential premises on which our laws regarding parent and
child are based. Among those premises is the conviction that
the individual rights and interests of children, which merit..
protection in their own right, are generally best assured and
safeguafded by parents -- adults who are well situated to
discern those interests and strongly motivated by love to
pursue them. Moreover, because of the complex dynamicé of
family life and psychological needs of children for stability

. and certainty, the best interests of children are generally
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served by atfording barents substantial authority and autonomy
{H making decisions affecting their children.

But it is important to note that our law is distinctly‘
not premised on a view that a child's rights and interests
are necessarily coterminous with those of his or her parents.
and a child’'s Fights_-- at least, federal rights -- are
certainly not subordinate to or somehow dependent upon those
of his parents. To the contrary. children, no less than
adults, are independently protected by federal constitutional
and statutory guaranties, including the full panoply of civil
rights protections.

It is against this backdrop that we must consider the
implications of parental consent or non—eonsent in a "Baby
Doe™ case. Under some ci.cumstances, parental feilufe to
permit life-preserving medical procedures from being performed
on & child may constitute child abhuse or neglect under state
law. For example. consider a case where, for religious |
;eaeonsr parents refuse to permit a blood transfusion neces-
sary to save the life of an otherwise normal, healthy child
injured in a car accident. Few would question the propriety

cf a hospital seeking to have such a parental decision over-

turned by another authority. In all probability, the hospital

would seek the intervention of a court to remove the child
temporarily from the parents' legal guardianship and authorize .

the needed transfusion, or would report to the local child
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abuse and neglect prevention agency, thereby prompting
possible government intervention. Indeed, under the laws of
most states, the hospital would have a legal responsibility
to take some action.

There is no meaningful distinction between this case
and many of the cases ©of handicapped newborns - that is, no
distinction except that, in my exqmple, the child is ather-
wise normal and healthy with every promise of a full and
vibrant life, while the "Baby Doe” infant has been born with
a disability that portends a life that, in the eyes of some,
will be more painful, perhaps much shorter, and certainly
filled with monumental inconveniences for all the family.

Let no one misapprehend the significance of this
difference. In most Cases, it translates into two very
different lifestyles - a difference in economic burden, in
emotional strain, in responsibilities assumed and undertaken.
and in just plain work.

But this reality, notwithstanding its potentially
overwhelming conseguences in some circumstances, is not one
of which the law, or those charged with its enforcement, may
properly take cognizance. For the law establishes basic
rights and protections for "individuals" -~ for "persons" --
terms that are not defined or limited with reference to age,

infirmity, or incapacity.
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One of these most basic rights is to enjoy the protec-
tion of the laws to an ecqual extent as other individuals in
society. Can there be any doubt, then, that a child, no
matter how young or how severely handicapped, has a claim of
right to the protection of state laws prohibiting child abuse
and neglect on an equal basis with any other child? Part of
this protection lies in state law provisions aimed at third
persons,‘éuch as medical professionéls, charged with reporting
responsibilities when confronted with instances of pogaible
child abuse or neglect,-and with the obligation to aid in the
prevention of such conduct. Another part is lodged with the
courts that are empowered to override parental decisions in
certain situations.

It is thus not gufficient to use parental consent
as an excuse for withholding recommended medical treatment.
Even in the absence of the parents® consent to medical
procedures necessary to save the life of a "Baby Doe,” a

hospital retains a responsibility to initiate appropriate

action through child welfare agencies and, if need be, in

the courts, to override parental authority ~- in precisely
the manner that iﬁ would proceed under my earlier hypotheti-
cal, where the parents denied consent for a blood transfusion
needed by an injured but otherwise normal child.

" This being the case, a parental decision to withhold

consent to a medical procedure needed to save the life of
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a handicapped newborn does not alone pretermit the opportunity
for federal inquiry. The possibility still exists for the
hospital to act discriminatorily towards that child. 1Its
choices are, quite clearly, to respond to the parental decision
with silent acquiescence, or to take action by seeking outside
review of that decision by appropriate authorities. 8Silent
acquiescence-may well be proper in some situations, depending
on the severity of the disability and available medical
tr :atment for the infant's condition. But if the hospital's
decision not to invoke outside intervention to override the
parental decision is based solely on the fact that the child
suffers from mental or physical handicaps, then this choice
is discriminatory and legally prohibited in the context of
federally-assisted hospital activities.

There is another reason that a parental Q?cision to
withhold consent to a medical procedure does not resolve the
quéstion of whether a hospital's federally-assisted activities
are being carried out free from discrimination based on handi-
caps. A treating hospital and its staff can have an enormous
influence upon the outcome of parental decision-making. As I
observed earlier, parents can generally be expected to act in
their children's best interests -~ to the extent of their
ability to understand and promote those interests. But to
what extent can the parents of a severely handicapped newborn

- accurately assess their child's true circumstances? Their
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assessment, of course, and whatever decisions they may make
regarding medical care for their child, must necessarily be
based on ﬁhe information and advice provided to them by
medical professionals. Igmgbuld certainly be possible for a
‘hospital to effectively discriminate against a handicapped
child through the advice and information given to parents
regarding their child's_gondition and prognosis.

I do not intend to suggest here that the substance of
bona fide medical judgments is subject to governmental review
or should be considered discriminatory because they communicate
a2 negative prognosis. I do maintain, however, that protection
of handicapped infants from invidious discrimination demands
that bona fide medical judgments be the basis of treatment
decisions, and not personal biases of involved medical per-
sonnel, or others, regarding "quality of life." And, under
Section S04, the bona fides of the medical judgment on which
parental decisions have been based may be an issue open to
investigation by federal authorities.

Perhaps an éxample will help to illustrate the point.

One of the most publicized cases of a2 handicapped "Baby Doe"

was that Ff a Down's Syndrome child born in Bloomington,

Indiana. The parents of that child refused to consent to
surgery upon the child's esophagus, surgery without which the
child could not receive life-sustaining nourishment. The

cbstetrician who first advised the parents -as to their child's

10
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condition and prognosis described Down's Syndrome chiidgen as
in many cases "mere blobs." He told-them that while moét
Down's Syndrome children could eventually learn to walk and
talk, their speech generally coﬁsiéts of at best a single
word -- that Down's Syndrome children are quite incapable of
communicating what they feel and sense, and cannot attain
even a minimally.acceptable *quality of life."

This information can hardly be considered an expression
of bona fide medical judgment. It represents a vast departure
from any acceptable professional standard of accuracy in the

presentation of well-established information and clinical

experience. Yet, I think we can safely assume that this

initial description of the child's future stroﬁgly influenced
his parents in their decision to withhold consent to life-
gaving surgery. The child, after six agonizing days, died
gstarvation.

The point is that there are, indeed, instances in
which hospital staffs who advise distraught parents are in
fact responsible to a considerable degree for the decision
to let an infant die. Given this reality, a hospital should
not be able to raise parental non-consent as ah impenetrable
shield to all inquiry regarding the hospital's role in
determining the treatment of an infant patient submitted to

its care. As We assert in the Baby Jane Doe case in the

Second Circuit -~ and at this stage in the case this is all

11
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that we assert -- access to hospital records should be allowed
in order to permit the claim of discrimination to be investi-

gated. That is, I submit, the absolute minimum protection

that this handicapped infant is entitled to under Section

504,

In closing, I want to share with you part of one of
the many letters I and the Attorney General have received
from private citizens respecting the issue of treatment for
handicapped newborns. A woman who now works with handicapped
children wrote that she was diagnosed at birth as brain-
damaged, and given a prognosis in terms of potential and
gquality of life similar to that which has been given to Baby
Jane Doe, the New York child with spina bifida and other
afflictions. This woman has taught for several years and is’
in the process of earning a second graduate degree. She had
this to says

The most crucial issue underlying this case is
what value an individual life has. In our society,
there is a strong tendency to value a person for
what [he or she} can do; and the goals of child
resring, education, and training often center on
eventual productivity. When such a value system
is in force, people who cannot be very productive
in the traditional sense of the term tend to be
regarded as being less valuable, less important,
and less deserving of the rights afforded to
*productive people.” Dpoctors are just as suscep-
tible to adopting a productivity personal value
perspective as anyone else, but a doctor's pro-
fessional status does not make such a perspective
more legitimate. The documents proclaiming righta
in this country -- the Declaration of Independence,
the Constitution of the United States, etc. -- do
not specify that a person must be “"productive” to
have egual rights.

12
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It is, I think, important that this obse vation be
kept in mind in our deliberations on this most difricult
issue. - It is equally important to recognize -- as this
letter and thiélwoman's personzl experiences illustirate --
that our predictions of human pdtentialities, even when based
upon the best available medical information and advice, are
far less than certain. By assuming facts of which we cannot
possibly be certain, by too quickly stopping short in our
inguiry as to-human worth, and by not always fully appreciat-
ing that the full measure‘of legal and human rights belong as
well to those infants born with the most severe of handicaps,
we may, perhaps, succeed in simplifying some of our own tasks
and responslbilities. But, it is certain that we will in
that process lose much that is valuable in our society, and
inexcusably compromise the integrity of our most cherished
legal principles. It is, therefore, imperative, in my
judgment, that the Government's efforts on behalf of the Baby
Does in cur society not be abandoned.

Thank you.
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