Editorial

Section 504, Handicapped Newborns,
and Ethics Committees: An
Alternative to the Hotline

by A. Edward Douders, ].D.

The issues surrounding the care
of critically and terminally ill pa-
tients, including handicapped new-
borns, have been the subject of nu-
merous articles in Law, Medicine &
Health Care.! In this issue, two ar-
ticles are offered that focus on the so-
called Infant Doe or hotline regula-
tions promulgated by the federal De-
partment of Health and Human
Services (the Department).

The proposed regulations are part
of a section entitled Nondiscrimination
on the Basis of Handicap in Programs
and Activities Receiving or Benefiting
from Federal Financial Assistance.? It
consists of rules formulated by vari-
ous federal agencies under authority
of Section 504 of the Rehabilitation
Act of 1973.3 The section contains
various Department regulations
which protect from discrimination
those affected with a variety of hand-
icaps, including individuals with im-
paired hearing, drug and alcohol ad-
dicts, and institutionalized persons.
The present proposed rule adds
handicapped newborns to the list of
protected persons, and provides a
procedure by which individuals im-
properly discriminating on the basis
of handicap can be identified to fed-
eral and state authorities.

Section 504 of the Rehabilitation
Act of 1973 provides that “[njo
otherwise qualified handicapped indi-
vidual. . .shall, solely by reason of his
handicap, be excluded from the par-
ticipation in, be denied the benefit
of, or be subjected to discrimination
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under any program or activity receiv-
ing Federal financial assistance or
under any program or activity con-
ducted by any Executive

agency. ..."* The statute directs the
head of each federal agency to prom-
ulgate regulations to effectuate the
policies of the Act. It is under the
authority of this language that Secre-
tary Heckler promulgated the Infant
Doe regulations.

Whether this application of
Section 504 accords with the
congressional intent behind
the Act will most likely be
determined in future litigation.

In the Department’s view, the pro-
posed regulations do not “in any way
change the substantive obligation of
health care providers previously set
forth in the statutory language of
Section 504.”% Rather, they provide
“procedural specifications designed (1)
to specify a notice and complaint
procedure. . .and (2) to modify the
existing regulations to recognize the
exigent circumstances that may exist
when a handicapped infant is denied
food or other necessary medical
care.”®

The Department first took action
in this area in June 1982, when it
published a Notice in the Federal
Register “to remind affected parties of
the applicability of Section 504" in
the context of health care.” The
notice stated that hospitals receiving
federal financial assistance were pro-
hibited from withholding life-saving
medical or surgical treatment from
handicapped infants.® This “re-
minder” was followed by the first ver-
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sion of the Infant Doe regulations
which imposed the requirement that
hospitals post a specified notice,
which allowed immediate access to
records and facilities, and which
established the hotline.?

Barely a month after this “interim
final rule” was published in April
1983, it was invalidated by the
United States District Court for the
District of Columbia.!® In response to
a suit brought by the American
Academy of Pediatrics, the National
Association of Children's Hospitals
and Related Institutions, and the
Children’s Hospital National Medical
Center, Judge Gerhard Gesell held
the rule invalid on several grounds.

First, Judge Gesell said that in pro-
mulgating the rule, the Department
had failed to comply with the public
notice and comment requirements of
the federal Administrative Procedure
Act, and that the rule was therefore
“arbitrary and capricious.”!! The Sec-
retary's failure to follow the public
notice and 30-day delay-of-effective-
date requirements necessitated invali-
dations of the rule. Judge Gesell also
recognized that grounds “existed for
undertaking a regulatory approach to
the problem of how newborns should
be treated in government-financed
hospitals;” nonetheless, he held it im-
proper that so “many highly relevant
factors central to any application of
Section 504 to medical care of new-
born infants. . .[had] not [been] con-
sidered prior to promulgation of the
challenged rule.”!2

In discussing the issue of whether
Section 504 could be read to apply to
the problem of handicapped new-
borns, Judge Gesell found no evi-
dence of legislative intent of such ap-
plication.!? “As far as can be deter-
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mined, no congressional committee
or member of the House or Senate
ever even suggested that section

504 would ever be used to monitor
medical treatment of defective
newborns. .. .”""* However, this lack
of evidence did not mean to the
court that the statute was not open
to a broader interpretation that
would permit its application to the
problem. The court concluded that
whether or not the statute should be
so applied, “section 504 was never in-
tended by Congress to be applied
blindly and without any considera-
tion of the burdens and intrusions
that might result.”!®

After the court invalidated the first
set of regulations, the Department
published revised regulations as *‘pro-
posed rules” and invited public com-
ment on the regulations and on a
series of specific questions.!® The
period for public comment closed on
September 6, 1983. It is these rules
that the two articles in this issue of
Law, Medicine & Health Care
address.

An appendix to the proposed rules
deals with the applicability of Section
504 to the provision of health care
for handicapped infants. The Depart-
ment maintains that “{t}he protec-
tions of Section 504 apply to all han-
dicapped persons without regard to
age”!? and that the Section is
therefore applicable to handicapped
infants in health care institutions.
According to the Department’s posi-
tion, the Act will not affect treat-
ment decisions that are solely medi-
cal in nature, but will only prohibit
non-treatment based exclusively on
the presence of a handicap. Whether
such an application of Section 504
accords with the congressional intent
behind the Act will most likely be
determined in furure litigation chal-
lenging the Department’s rule.

There is, of course, a more pressing
question than the legal applicability
of the Rehabilitation Act, and that is
the effect on patient care. The pro-
posed rules, which differ little from
the interim final rules issued on
March 7 and struck down by Judge
Gesell, require hospitals receiving
“federal financial assistance” to post
notices stating that “discriminatory

failure to feed and care for handi-
capped infants in this facility is pro-
hibited by federal law.”!® Notices are
required to be posted in each of the
nursing stations responsible for the
hospitals’ delivery, maternity,
pediatric and neonatal intensive care
wards. The required notice urges per-
sons having knowledge of discrimina-
tory medical practices to call an
anonymous, toll-free hotline.!’® The
proposed rules waive otherwise appli-
cable requirements-— provisions limit-
ing access to records to usual busi-
ness hours and imposing a 10-day
waiting period between notification
of non-compliance and investigation
by the Department.?°

The comments of the American
Hospital Association,?! the American
Medical Association,?? and the
American Academy of Pediatrics?? all
mentioned substantial problems with
the approach advocated by the De-
partment. Numerous news articles,
opinion pieces, and editorials were
written on the subject,?* and televi-
sion news items were significantly in-
volved with spreading the popular
discussion about Infant Doe.?

In the first of the accompanying ar-
ticles, the American Society of Law
& Medicine’s Committee on the

A more pressing question than
the legal applicability of the
Rehabilitation Act concerns
the effect on patient care.

Legal and Ethical Aspects of Health
Care for Children publishes its com-
ments and recommendations. This
multidisciplinary committee, chaired
by Professor Alexander Morgan
Capron of Georgetown University
Law Center, rejects the hotline ap-
proach and urges that institutional
ethics committees be utilized to pro-
tect handicapped newborns from in-
appropriate treatment decisions.
The Committee on the Legal and
Ethical Aspects of Health Care for
Children is charged with identifying
issues and developing educational
programs in the area of children’s
health. The difficult situations on
which the Infant Doe hotline regula-
tions focused were selected as the
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first target for the Committee's multi-
disciplinary review and analysis.

In the second article, Father John
Paris and Dr. Anne Fletcher take
issue with what they see to be a fun-
damental inconsistency in the pro-
posed regulations on an issue that in-
cites emotional responses. Noting

Regardless of the outcome of
the proposed rule, we must
continue to protect the
interests of handicapped
infants and to ensure good
decisionmaking procedures.

that the Department claims that Sec-
tion 504 “does not require the impo-
sition of futile therapies which merely
temporarily prolong the process of
dying of an infant born terminally
ill,” Paris and Fletcher object to the
position taken by the Department
that “basic provision of nourishment
[and] fluids . .. is a fundamental
matter of human dignity, not an op-
tion for medical judgment.”?¢ They
argue that, in some circumstances,
“nourishment and fluids may be en-
tirely futile treatment.”

A recent telephone inquiry to the
Department’s office that received the
public comments on the proposed
regulations revealed that over 16,000
individual responses had been re-
ceived. In early October, Secretary
Heckler, in response to a question by
this writer, indicated that it would
probably be months, rather than
weeks, before the Department pub-
lished further rules on this difficult
subject. In the meantime, readers of
Law, Medicine & Health Care can
and must continue to protect the
interests of handicapped infants and
to do all in their power to ensure
that good decisionmaking procedures
are utilized in the institutions in
which they practice or which they
represent.

In this regard, institutional ethics
committees can provide a useful vehi-
cle for involving all the relevant par-
ticipants —physicians, nurses, other
members of the health care team,
families, and advisors—in forging sol-
utions for the tough legal, medical,
and ethical dilemmas that confront
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us. The functions of such committees
are varied —from the role of confirm-
ing prognoses as advocated by the
Quinlan court?” and more recently in
the State of Washington,?® to an in-
formal consuleative, collegial group
that discusses hypothetical cases, to a
committee that actually reviews treat-
ment decisions.2? The true diversity
of such committees was evidenced at
the Society’s April 1983 national
conference, The Role and Function of
Institutional Ethics Committees.

Ethics committees can provide
a useful vehicle for involving
all the relevant participants in
forging solutions for the tough
legal, medical, and ethical
dilemmas that confront
hospitals.

Representatives from almost 300 in-
stitutions and organizations gathered
to talk about ethics committees and
what they could and could not do.
The proceedings of that conference
will be published later this year by
the Society in conjunction with
Health Administration Press.

As part of its response to the pro-
posed Infant Doe regulations, the
American Academy of Pediatrics of-
fered a “proposed condition of parti-
cipation setting forth the functions
and operations of an infant bioethi-
cal review committee” (IBRC).*® In
these guidelines, the Academy at-
tempted to avoid the criticism that
committees comprised only of physi-
cians or hospital staff would be inef-
fective, a charge allegedly made in
many of the 98 percent of the replies
favoring the regulation, many of
which were attributable to represen-
tatives or members of right-to-life
groups.’’ Thus, the Academy pro-
posed that “physicians and non-
physicians, hospital and non-hospital
staff” be involved. Its model IBRC
consisted of:

® 3 practicing physician

® 3 hospital administrator

® an ethicist or member of the
clergy

® 3 representative of the legal
profession
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® “a representative of a disabil-
ity group, developmental dis-
ability expert, or parent of a
disabled child”

® 3 lay community member

® a member of the facility’s
organized medical staff

® 3 practicing nurse.*?

The functions of the IBRC were said
to be threefold and involved

providing advice when decisions
are being considered to with-
hold or withdraw from infants
life-sustaining medical or surgi-
cal treatment; recommending
institutional policies concerning
the withholding or withdrawal
of medical or surgical treat-
ments to infants, including
guidelines for IBRC action for
specific categories of life-threat-
ening conditions affecting in-
fants; and reviewing retrospec-
tively infant medical records in
situations in which life-sustain-
ing medical or surgical treat-
ment has been withheld or
withdrawn.??

The Academy’s statement concludes
that “the creation of infant bioethical
review committees constitutes a di-
rect, effective, and appropriate means
of addressing the existing education
and information gaps”** among phy-
sicians and families.

Only time will tell whether the
legacy of Infant Doe will be IBRCs or
some other form of institutional
ethics committee. In the meantime,
the Academy's document will be
commented on by many in various
forums,** and the debate and discus-
sion over the roles and functions of
ethics committees will continue.
Nonetheless, ethics committees are
being formed and increasingly being
viewed as a mechanism that will
serve many institutional and practical
purposes. Several conferences have
been held, and more are planned, by
the Society and by others. Creation
of ethics committees has been en-
dorsed by such groups as the Ameri-
can College of Hospital Administra-
tors and the California Medical As-
sociation. The Society has created a
special newslecter devoted to sharing
and exchanging information among
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those who serve on such committees,
and urges all readers to forward news
or other information. We hope thar,
as institutions create and utilize
ethics commitrees, their benefits and
implications will be documented and
their efficacy established.
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