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LEITER OF TRANSMITTAL

The President
The President of the Senate
The Speaker of the House of Representatives

Sirs:

The United States Commission on Civil Rights transmits this report to you
pursuant to Public Law 98-183.
Medical Discrimination Against Children with Disabilities examines the nature and
extent of the practice of withholding medical treatment or nourishment from
infants botn.with disabilities and makes recommendations to remedy deficiencies in
existing law. The report is based on two Commission hearings and substantial staff
research aidid Sy experts and consultants.
Available evidence suggests that decisions to withhold medically indicated
treatment from infants born with disabilities continue to occur despite being
prohibiteLby the Child Abuse Amendments of 1984Discussed in the report is the
effect of tre1ationship between parents and physicians on decisions to withhold
medically indicated treatment, a major issue in the Supreme Court's invalidation of
Infant Doe regulations in Bowen v. American Hospital Association. The report also
examines the role of quality of life assessments and economic considerations in
medical nontreatment decisions, whether the Child Abuse Amendments of 1984
have been properly implemented and enforced, enforcement of section 504 of the
Rehabilitation Act of 1973 and efforts of the Department of Health and Human
Services in thatregard, whether child protective services agencies and hospital
infant care review committees are fully complying with the Child Abuse
Amendments, and whether medical discrimination against children with disabilities
is part of a larger problem involving discrimination in the provision of medical
treatment to persons with disabilities, of whatever age.
The many recommendations in the report include a recommendation that the
Executive branch give careful consideration to resuming investigation of allega-
tions of medical nontreatment based on handicap, and that it initiate enforcement of
section 504 of the Rehabilitation Act where allegations are found to be justified. It
is our hope that the extensive information and analysis contained in the report will
be of assistance to you in the formulation of public policy.

William B. Allen, Chairman
Murray Friedman, Vice Chairman
Mary Frances Berry
Esther G. Buckley
Sherwin T.S. Chan
Robert A. Destro
Francis S. Guess
Blandina C. Ramirez
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Executive Summary

lafrodution
In convening the first of two hearings held by the

United States Commission on Civil Rights in con-
nection with the subject matter of this report, the
Commission announced that its purpose was to
"attempt to determine the nature and extent of the
practice of withholding medical treatment or nour-
ishment from handicapped infants and to examine
the appropriate role for the Federal Government."
Expressed otherwise, the subject of Medkal Discrim-
ination Against Children with Disabilities is the so-
called Baby Doe issue.

The Commission's interest in the Baby Doe issue
was sparked by events that began in the spring of
1982, when national attention focused on the in-
creasingly despera4 efforts of potential adoptive
parents and a guardian ad litem in Bloomington,
Indiana, to save the life of an infant boy born with a
tracheoesophageal fistula, a failure of the esophagus
and trachea to be properly connected. A child with
this condition will starve withc,,t the necessary
corrective surgery, which has better than a 90
percent chance of success.

Setting the Bloomington Infant Doe apart from
most infants, however, was -not so much the tra-
cheoesophageal fistula but the presence of Down
syndrome, a congenital disability that usually pro-
duces some degree of mental retarda6on. Even were
the surgery successful, the attending obstetrician
advised the parents, "this still would not be a normal
child. . . .Some of these children. . .are mere
blobs." Declining to authorize surgery, the parents
were upheld by the State trial and appellate courts,

and Infant Doe died while an appeal was b-ing filed
to the United States Supreme Court.

This and other cases of discriminatory denials of
medically indicated treatment of infants with disabil-
ities are recounted in Medical Discrimination Against
Children with Disabilities. Though much has been
said and written about the Baby Doe issue, the
uniqueness of the Commission's report lies in the
comprehensiveness both of tlie subject matter it
treats and of the period of time it examines For iv
addition to discussing Baby Doe incidents in this and
in the last decade, separate chapters of Medical
Discrimination Against Children with Disabilities ex-
amine.

The relationship between physician and par-
ents and its effect on decisions to withhold medical
treatment from disabled infants. This was a major
issue in the 1986 decision of the U.S. Supreme Court
in Bowen v. American Hospital Association, invalidat-
ing the Department of Health and Human Services'
Baby Doe regulations.

The role of quality-of-life assessments in deci-
sions to withhold medically indicated treatment
from disabled infants, exemplified most notably by
the quality of life formula, QL = NE X (H S),

which influenced a team of physicians at Oklahoma
Children's Memorial Hospital in denying treatment
to 24 out of 69 babies born with disabilities. In this
formula, QL is quality of life, NE represents the
patient's natural endowment, both physical and
intellectual, H is the contribution from home and
family, and S is the contribution from society.

1 0
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The role of economic considerations in deci-
sions to withhold medically indicated treatment
from disabled infants.

The universal acceptance under State child
neglect statutes of governmemal intervention in
medical treatment decisionmaking where the chil-
dren at issue do not have disabilities.

The Rehabilitation Act ef 197', and resort to
section 504 of that act in the ....itermath of the
Bloomington Infant Doe case; the Prmident's Com-
mission's 'A' eport; the proposed Baby Doe regula-
tions; and the Supreme Court's decision in Bowen v.
American Hospital Association.

The Child Abuse Amendments of 1984, the
standard of care set forth therein, a nd the effective-
ness of the amendments in addressing the Baby Doe
issue.

Constitutional issues.
Child protective services agencies and their

enforcement of the Child Abuse Amendments of
1984.

The role and performance of hospital-based
infant care review committees.

The performance of the Federal Government
in enforcing section 504 and the Child Abuse
Amendments.

Use of the protection and advocacy system as
a means of itrengthening enforcement of the Child
Abuse Amendments.

Pursuant to its statutory mandate to "submit
reports to the Congress and the President at such
times as the Commission, the Congress or the
President shall deem desirable," Medical Discrimina-
tion Againa Children with Disabilities concludes with
the Commission's findings and recommendations.
These fmdings and recommendations are repro-
duced at the end of this executive summary, follow-
ing a synopsis of each of the chapters upon which
they are based.

The Physician-Parent Relationship and
Treatment/Nontreatment Decisionrn9king

Much of the debate over the question of denying
treatment to children with disabilities assumes a
conflict between the prerogative of parents to
choose medical treatment for their children and the
responsibility of government to intervene on beh:a
of the child where the parents decline to authorize
treatment. Ignored, however, is whether, given the
extent of physicians' influence on pamts in the
decisionmaking process, the parents' consent to

2

withhold medical treatment is, in fact, informed
consent. In practice, doctors are often the prime
movers in denying the treatment.

The period surrounding the birth of an infant is
one of great stress and emotion for the infant's
parents. The birth of an infant with a disability
typically comes to them as a great shock, with
feelings of depression, anger, and guilt. Because
most parents have had little or no interaction with
people who have disabilities, their assessments of
'heir infants' conditions and prognoses may have
little basis, and th j thus turn to the attending
physicians for information and recommendations. As
one commentator noted, "[P]hysicians set the agen-
da. The person. . .who has the ability to set the
agenda has to a large degree the ability to cont.:ril
the outcime." Physicians with a bent towael denial
of treatment for persons with disabilitite ..;sn be quite
insistent in conveying negative information. There
appears to be near unanimity from health care
personael who support treatment in a Baby Doe
situation a3 well as those who oppose treatment that,
in all but a handful of cases, the manner and content
of ths medical provider's presentation of the issue
will be decisive in the parental decision whether to
authorize treatment.

Unfortunately, theie also exists misinformation
among many health care personnel and bioethicists
advising parents on the advances ',ad alternatives
available to children with disabilities. As one witness
at the Commission's hearings testified:

Regrettably, reports of the advances in special education,
habilitation and rehabilitation have not yet received wide
dissemination in either the popular media or the literature
of other professions. . . .

[O]ur review of the medical literature and the literature of
the new bioethicists revealed that typical physicians and
bioethicists have little or no familiarity with life possibili-
ties or community resources available to individuals who
are born with handicaps.

Medical DiscriminatIon Against Children with Disa-
bilities focuses solely on questions of discrimination,
addressing medical services provided -nr required to
be provided, that are withheld from individuals with
disabilities precisely because of their disabilities. It is
neither tne provi.ice nor the purpose of the Commis-
sion to oversee, evaluate, or question the exercise of
legitimate medival judgment inherent in decision-
making concerning medical treatment. A civil, rights
issue appropriate for examination in this report arises

1 1



in the context of medical treatment decisionmaking
only when such decisionmaking is influenced by
factors extraneous to the science and art of medicine:
when color, race, age, handicap, or r ational origin
lead to a difference in treatment despite being
irrelevant to the bona fide medical judgment.

Denial of Treatment to Newborn Children
with Disabilities

The record of the Commission's inquiry leaves no
doubt that newtorn children have been denied food,
water, and medical treatment solely because they
are, or are perceived to be, disabled. The Commis-
sion concurs with the Senate Committee on Labor
and Human Resourca, which declared that there
was a "sufficient body of evidence" indicating that
infants with disabilities were being denied trearment,
"not isolated to one or two instances." In some
cases, the discriminatory denial of treatment was
based on ignorance and false stereotypes about the
"quality of life" of persons with disabilities and, in
others, misconceptions about the nawrc of the
parficular disability the child would have if he or she
were permitted to survive.

Attempts to quantify denials of treatment, now or
in the recent past, are subject to inherent limitations.
When a course of lifesaving treatment is rejected for
a child with a disability, the decision typically is not
reported to atatisticians or public officials. Denial of
treatment cases typically come to public attention
when a family membar or health care professional
reports the case to a public agency or rights
advocate. Isolated instances of treatment denials at
major hospitals have been reported in medical
journals in the 1970s and 1980s, written by physi-
cians seeking open acceptance of treatment practices
in the medical community. Attitudes of treating
physicians and other health care personnel can help
judge the prevalence of denial of treatment. Two
highly significant surveys of pediatricians published
in 1988 suggest that contemporary denial of treat-
ment is not infrequent. As perceived possibility of
mental retardation in an infant increased, the tenden-
cy of pediatricians to suggest surgery for unrelated
medical problems decreased. These surveys supple-
ment the underreporting of discriminatory denials of
treatment. Appendix C of this report, moreover,
provides evidence that underreporting of denial of
treatment cases is a problem in hospital infant care
review committees v :ien all the parties in the review
process are in agreement on the decision not to treat.

In these cases, State child protective services agen-
cies are r.ot notified, contrary to the requirements of
the Child Abuse Amendments of 1984.

Quality of Life ,tmessments
The arguments typically advanced to support

denial of lifesaving medical treatment, food, and
fluids based on -Usability are often grounded in
misinformation, inaccurate stereotypes, and negative
attitudes about people with disabilities. A Nation
committed to the equal protection of the laws should
address the very real problems people with disabili-
ties and their families face through fostering support-
ive services and social acceptance, and through
defending the statutory rIghts of persons with
disabilities to accessible and integrated transporta-
tion, housing, education, health care, and employ-
ment. To accept a projected negative quality of life
for a child with a disability based on the difficulties
society will cause the child, rather than tackling the
difficulties themselves, is unacceptable. The Com-
mission rejects the view that an acceptable answer lo
discrimination and pre.,...sice is to assure the "right
to die" to those against whom the discrimination and
prejudice exists.

The Commission received extensive testimony
documenting the possibilities that people with disa-
bilities can have when barriels to their full integra-
tion are decreased, adequate access is established to
education and employment, and pessimistic prog-
nostications are not permitted to become

prophedes. Research indicates that a ner,ative
parental attitude tends to change over time, with
increased interaction with the child.

Medical progress has been ongoing, milking pre-
dictions based on past experience obsolete. Surgeon
General C. Everett Koop, for example, testified
before the Commission that: "My own lifetime has
seen a complete reversal of success and failure.
When I first began in the field of pediatric surt,ery in
1946, most of the things that now have a 95 percent
survival had a 95 percent mortality, and indeed,
some carried a 100 percent mortality." A substantial
body of evidence shows that time and time again
predictions of a poor quality of lifr made at birth for
a child with a dictbility are subseqg dy proven
wrong. Why do many negative predic.ions about the
future quality of life made at birth for a children
with disabilities turn out to be wrong? Physicians
may have a propensity for negative prognosis at
least in part because they tend to see children with

1 1
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disabilities at the time that the children are in the
hospital and their conditions are at their worst.
Those who have contact with people with disabili-
ties on a more regular basis, when they are not in an
immediate medical crisissuch as their teachers,
coworkers, and family memberstend to have
much more positive views of their abilities.

The quality of life argument extends beyond the
life of the person with a disability. It is frequently
argued that the continued existence of a person with
disabilities will be a burden on the person's family or
on society as a whole. In other words, the burden
the person causes for others outweighs his or her
legal and moral rights to lifesaving treatment.

There is an important difference between techni-
cal medical judgments over whether a given course
of treatment is, likely or not to preserve life or
ameliorPte an impairment and judgments about
whether a person's life is worth preserving through
lifesaving medical treatment. The first sort of judg-
ment is one that is uniquely medical in nature. The
second sort of judgment is not, properly speak:Jig, a
"medical" one. It is a social judgment. The second
judgment no more becomes a "medical" judgment
by virtue of its implementation through the denial or
provision of medical treatment than the decision
whether to impose capital punishment becomes a
"medical" judgment if execution is by lethal injec-
tion.

Recent decades have seen significant, although
mixed, progras in dealing with the burdens on
people with disabilities and in recognizing their
rights and full humanity. At the Federal level,
section 504 of the Rehabilitation Act of 1973 applies
a general principle of nondiscrimination based on
handicap to all programs or activities receiving
Federal fmancial assistance; the Education for All
Handicapped Children Act of 1975 promises to all
children with disabilities a "free appropriate public
education which emphasizes special education and
related services designed to meet their unique
needs"; the Developmental Disabilities Assistance
and Bill of Rights Act gives the Nation's assurance
"that all persons with developmental disabilities
receive the services and other assistance and oppor-
tunities necessary to enable such persons to achieve
their maximum potential through increased indepen-
dence, productivity, and integration into the com-
munity"; and the Architectural Barriers Act of 1068
is intended to make public buildings physically
accessible to people with disabilities.

4

Economk Considerations
Today, the real economic costs associated with

disability are less a function of the disability or its
severity than of a policy that tends to segregate and
isolate, at enormous public cost, persons considered
most severely disabled. The assumption has been
that the severity of the disability is the major
determinant of lifetime cost and, consequently, that
the more severely disabled a child may appear to be
at birth, the less likely it is that the child will be able
to coresibute as an adult to his or her own economic
sufficiency. This assumption is a self-fulfilling proph-
ecy: a diagnosis of severe disability leads to place-
ment of a person in an institutional and nonwork
environment that significantly limits that person's
capability and entails far more expense than neces-
sary.

Cost-benefit analysis as a justificgion for denial of
treatment to people with disabilities implies discrimi-
nation based on disability, because such evaluations
are not typically employed in other contexts. The
Commission emphatically rejects the view that
lifesaving medical services should be provided or
denied to any group of people based on their
estimated economic worth to society.

Evidence indicates that the average annual cost of
residential services varies more by the type of
residential option employed than by the level of
need of the client. Group homes, apartments, and
family-type homes have been found significantly less
costly than institutions for individuals at all levels of
disability, including the most severe levels. A clear
trend in the direction of familr ypc placements, the
least costly alternative, is Cevek at, especially for
children. It seems probable ti,itt in teal terms the
average cost of residential ;,lacement for people
with disabilities is headed downward.

Despite the cost advantage and desirability of
family placement, most contemporary Federal and
State policies do ilot encourage it. Important, often
unrecognizea, historical reasons are responsible for
this. In the early part of this century, the eugenics
movement g we rise to the establishment of institu-
tions to remove- persons ith disabilities from their
comnn lities and families because they were thought
to be dangerous and responsible for society!s ills.

Only recently has an attempt been made to change
the Federal medicaid legislation to give priority in
funding to families and community homes. One
attempt iS the proposed Medicaid Home and Com-
munity Quality Services Act of 1987, which has yet

13



to he enacted. Because providing support for the
family is the most cost-efficient way to provide
residential services, changing the eccnomic incen-
fives to emphasize family placement rather than
institutionalization would significantly reduce the
cost associated with disability.

State Law
In popular debate, the question of whetl'er chil-

dren with disabilities should be denied liftsaving
treatment has frequently been couched as though the
issue were whether the government should intrude
into matters of parental discretion. However, the
universally accepted law has been that when parents
make treatment decisions that will undoubtedly lead
to the death of their nondisabled children, the state
will intervene to ensure the children's survival by
mandating lifesaving medical care. Only when chil-
dren have disabilities has the claim of parental
autonomy been given serious sympathetic consider-
ation.

Every State provides a statutory basis for the civil
authorities to act to protect a child whose life or
well-being is threatened by abuse o .eglect. In the
jurisdictions that receive Federal funding for child
abuse and neglect programs, this law must be
applied to present the withholding of medically
indicated treatment from disabled infants with life-
threatening conditions in order to comply with the
Child Abuse Amendments.

Parens patriae is the legal doctrine which provides
that the state has the authority, in proper circum-
stances,, to intervene in the normal parent-child
relationship for the protection of the child. Al-
though primary authority is vested in the parent,
that authority is restricted, or even abiogated in full,
whenever that authority is abused.

The Rehabilitation Act and Section 504
Enforcement of section 504 of the Rehabilitation

Act provides certain advaatages not present in the
Child Abuse Amendments alone. Section 504
reaches medical discrimination against people with
disabilities- of any age, while the ccverage of the
Child Abuse Amendments is limited to children.
Additionally, the -Child Abuse Aiirzwdments apply
only to States that choose to accept Federal funding
for their child abuse programs.

It creates a strange anomaly for the Federal
Government, under eection 504, to mandate that
State agencies enforce detailed national standards

forbi -lig medical discrimination, while permitting
FedeLai funds to be used for programs that are
engaged in the same discrimination. The Federal
Government enforces racial and ,sexual antidiscrimi-
nation standards for recipients of its funds; it should
do the same to prevent medical discrimination
against persons with disabilities.

Section 504 provides:

No otherwise qualified handicapped individual in the
United States. . .shall, solely by reason of his handicap, be
excluded from the participation in, be denied the benefits
of, or be subjected to discrimination under any program or
activity receiving Federal fmancial assistance. . . .

Section 504 has been called "the first major civil
rights legislation for disablvi people. In contrast, to
earlier legislation that provides or extends benefits to
disabled persons, it establishes full social participa-
tion as a civil right and represents a transformation
of federal disability policy." Modeled on legislation
prohibiting race and sex discrithination by recipients
of Federal financial assistance, section 504 may be
enforced not only by cutting off such assistance but
also through suits for injunctive relief by the
Attorney General and by aggrieved private individ-
uals.

Reacting to the Infant Doe case and the wide-
spread negative response to it, President Reagan sent
a memorandum tc the Attorney General and Secre-
tary of Health and Human Services in April 1982 on
the enforcement of Federal laws prohibiting discrim-
ination against individuals with a disability. The
memorandum required HHS to issue an explanation
to health care providers of section 504's applicability
to the denial of treatment to newborn children with
a disability. HHS was also to enforce section 504 and
other appropriate Federal laws to prevent the
withholding of potentially lifesaving treatment from
children with a disability that would normally be
provided -to children without a disability. In May
1982, the Office for Civil Rights of the Department
of Health and Human Services sent hospitals receiv-
ing Federal fmancial assistance a Notice to Health
Care Providers which indicated that it was unlawful
to deny nutrition or medical or surgical treatment to
an infant with a disability if the denial was based
upon the existence of a handicap arid the handicap
did not render treatment or nutritional sustenance
medically contraindicated. Reflecting a concern that
hospitals or their staff might attempt to do indirectly
what could not lawfully be done directly, the notice
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stated that hospital "[c]ounseling of parents should
not discriminate by encouraging parents to make
decisions which, if made by the health care provid-
erwould be discriminatory under Section 504." In
Deeember 1982, internal guidelines for investigating
complaints of discriminatory denial of treatment
were sent to the regional divisions of the HHS
Office for Civil Rights.

Regulations under Section 504
In March 1983, HHS published an Interim Final

Rule. The Supplementary Information published
with the Interim Final Rule stated that the purpose
of the rule was to "acquire timely information
concerning violations of Section 504 that are direct-
ed against handicapped infants, and to save the life
of the infant." Expressing concern that individuals
with knowledge of actions violating section 504 did
not have adequate opportunity to give immediate
notice to governmental authorities, EMS designed
the Interim Final Rule to increase public knowledge
of the law, including the manner of bringing suspect-
ed violations to the attention of 11115, as well as
incitase the ability of HHS to investigate .alleged
violations promptly. In April 1983, a Federal district
court judge invalidated the Interim Fmal Rule on
procedural grounds, holding that the Interim Final
Rule should have been published for public com-
ment.

Shortly after the judicial invalidation, HHS pub-
lished a proposed rule substantially similar to the
Interim Final Rule. After intensive negotiations with
medical organizations and disability rights advocacy
groups, the Final Rule was promulgated with
significant revisions and contained four mandatory
provisions. The Final Rule established bwic duties
for State child protective services agencies receiving
Federal financial assistance in de?Ing with reports
to them of medical neglect of children with disabili-
ties. Each such agency was obligated to establish
and maintain procedures to ensure that the agency
use its "full authority. . .to prevent instances of
medical neglect of handicapped infants." The proce-
dures included requirements that health care provid-
ers report instances of known or suspected medical
neglect on a "timely basis"; that a method be
established for the agency to receive these reports;
that there be immediate review, and where appropri-
ate, onsite investigation, of such reports, and provi-
sion for the protection of "medically neglected
handicapped infants," including, if necessar:, court
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orders to-compel necessary nourishment and medi-
cal treatment. Further, each State agency was to
provide timely notification to 11115 of every report
of "suspected unlawful medical neglect of handi-
capped infants."

Some medical organizations promptly challenged
the new rule as unjustified by section 504. The
Supreme Court struck down the mandatory provi-
sions of the Final Rule by a 5-3 vote. Only four
Justices, however, joined in the opinion, mal, mg it a
nonbinding plurality, rather than a majJrit . opin-
ion. The plurality opinion focused on tb, wk of
evidence in the administrative record sufficient to
support the regulation: "A hospital's withhcl.ling of
treatment when no parental consent has been given
cannot violate section 504, for without the consent
of the pal ants or a surrogate decisionmaker the
infant is neither 'otherwise qualified' for treatment
nor has he been denied care 'solely by reason of his
handicap.'

A central problem with the Bowen plurality
opinion is its suggestion that section 504 places no
constraints on a Federal fmancial assistance recipi-
ent's discriminatory denial of treatment to a person
with a disability if the denial is authorized by a
nonrecipient such as a parent who, as a surrogate
decisionmaker for a child with a disability, normally
has the legal authority to provide or withhold
consent for the child's medical treatment. (The logic
of the plurality opinion applies equally to such
authorizations by other surrogate decisiomnakers,
such as a guardian for a person with a disability who
is not competent to make health care decisions. The
position taken by the plurality thus puts at risk not
only childrer but also older people with disabili-
ties.) In the view of the Commission, a recipient of
Federal fmancial assistance should not be able to
escape the requirements of section 504 simply by
persuading or encouraging a nonrecipient to autho-
.ize what, but for the nonrecipient's involvement,
would otherwise be prohibited discrimination. A
recipi.mrs substantial involvement in a nonreci-
pient's discriminatory practices should be held to
violate Section 504.

The Commission's hearings and research supply
information related to the issue that the Court
considered not to have been satisfactorily addressed
in the administrative record at the time Bowen was
decided. The Commission believes that decisions
nominally made by parents to deny treatment to
children with disabilities often may in fact be
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generated by health_ care personnel who act as the
agents of health care facilities. In such cases, health
care providers who do not provide lifeming medi-
cal treatment to children with disabilities, which
would be provided were it not for the disabilities,
should be held to violate section.5(e4 despite parental
acquiescence in the treatment denial.

In light of this, and in light of the advantages of
section 504 for addressing denials of treatment, the
Commission recommends that the Executive branch
give careful consideration to resuming investigation
of allegations that children with disabiliCes are
discriminatorily denied medical treatment based on
handicap and initiate enforcement of section 504 in
cases in which the allegations are found to be
justified.

Because there was no binding majority opinion,
and because- the plurality opinion is ambiguous, it
might be appropriate- for the Department of Health
and Human Services to act to enforce section 504 in
a well-docnmented instance of discriminatory failure
to report as a way of ultimately obtaining clarifica-
tion or adjustment from the Ccurt.

Child Abuse Amendments
The Child Abuse Amendments of 1984, the

product of considerable debate and negotiation, set
out a detailed and, for the most part, unambiguous
but nuanced standard of care that States which
receive -Federal funds for thei.r child abuse and
neglect programs must enforce among health care
facilities. If adequately enforced, the law would
provide strong protection for many children with
disabilities against denial c; lifesaving treatment.

Virtually all States receive funds under the Child
Abuse Prevention and Treatment Act, and the Child
Abuse Amendments therefore apply to them. Adel-
tionally, the District of Columbia, as well as Puerto
Rico, Guam, the Virgin Islands, the Commonwealth
of the Northern Mariana Islands, and American
Samoa receive such grants and are bound by
provisions of the amendments.

Perhaps the best short statement of the medical
standard of care established by the Child Abuse
Amendments is found in the Supplemental Informa-
tion HHS published with the Proposed Rule:

[F]irst, all such disabled infants must under all ciicum-
stances receive appropriate nutrition, hydration and medi-
cation. Second, all such disabled infants must be given
medically indicated treatment. Third, there are three
exceptions to the requirement that all disabled infants must

receive treatment, or, stated in other terms, three circum-
stances in which treatment is not considered "medically
indicated."

The centerpiece of the tehild Abreie Amendments'
standard of care is foundin the phrese thet treatment
must be that "most likely tc be effective in amelio-
rating or correcting all [liZe-threatening] condi-
tions." It ,the care that must be provided to all
children covered by. the law unless one of the three
exceptions applies This defmition creates a high
standard of care...Children covered by the law must
be provided the treatment "most likely to be
effective," not just the level of treatment that would
be provided to their nondisabled counterparts. This
places a responsibility on physicians to become
knowh. zeable about and employ the best available
treatment rather than simply to avoid discriminating
oe the basis of disability.

Thteeptions to Providing Treatment
The Child Abuse Amendments establish three

exeeptions to the requirement to provide the treat-
ment most likely to correct or ameliorate a child's
life-threatening conditions (maximal treatmeitt)al-
though "appropriate nutrition, hydration, and medi-
cation" must always be provided. The exceptions
are when in the treating physician's or physicians'
reasonable medical judgment:

(A) The infant is chronically and irreversibly comatose;

(B) The provision of such treatment would (i) merely
prolong dying, (ii) not be effective in ameliorating or
correcting all of the infant's life-threateuing conditions, or
(iii) otherwise be futile in terms of the survival of the
infant; or

(C) The provision of such treatment would be virtually
futile in terms of the survival of the infant and the
treatment itself under such circumstances would be inhu-
mane.

State Programs and Authority
Under the statute as enacted, within 1 rear after

the act became law, State agencies desiring to
receive the Federal fends had to have procedures
and programs to permit coordination with the health
care facilities, prompt notification by health care
facilities for cases of suspected murcal neglect
(including instances of withholding of medically
indieated treatment from disabled infants with life-
threatening conditions), and authority, under State
law, for the State child protective service system to
pursue any legal remedies, including the authority to
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initiate legal proceedings in a court of competent
jurisdiction, as may be necessary to prevent the
withholding of medically indicated treatment from
disabled infants with life-threatening conditions.

Constitutional Issues
The record developed during the Commission's

two hearings and continuing investigation demon-
strates that there is a grave danger to the constitu-
tional rights of newborn.children in cases where
fooe, water, and necessary medical care are denied
on the basis of-disability and predictions concerning
fUture'quality of life. The. principle of equal proter
don of the laws is oftended when disability is I.:
basis of a nontreatment decision. Procedural protec-
tion for the interests of both cbild and parents is
often absent completely or is woefully inadequate to
the task of sifting the facts.

Since the Supreme Court's decision in Bowen p.

American Hospital Associction, it has been clear that
judicial action is insufficient to protect newborn
children with disabilities. The task of protecting
such children from discrimination and neglect,
whether based on ignorance or outright 7rejudice,
thus falls to Congress and to the State legislatures.

Incidence of Discriminat my Denial of
Niedical Treatment

A significantly high incidence of medical discrimi-
nation against children-with disabilities exists that is
pan of a much larger pattern of medical care
discrimination against people with disabilities. This
incidence largely persists despite 3 years of experi-
ence under the Child Abuse Amendments. The
Commission relied o. specific cases; tatimony at the
Commission's hearings, including the testimony of
people with disabilities and their relatives; the
repeatedly declared views of physicians set forth in
professional journals; surveys of health care profes-
sionals; and investigative reporting.

Enforcement of Child Abuse Amendments
ly- the Child Protective Services Agencies

PLkcipal enforcement responsibility-for the Child
Abuse Amendments resides with State aild protec-
tive services (CPS) agencies, the variously named
entiiea that exist to administer each jurisdiction's
child abuse and neglect laws. Under current law, the
fate of children with disabilities who are threatened
with denial nf lifesaving medical treatment, food,
and fluids largely dcpends on how effectively CPS
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agencies carry out this responsibility. Alternative
avenues of protection are scarce. Direct Federal
efforts to prevent this type of medical discrimination
to date have been stymied.

The close working relationship between some
CPS personnel and members of the medical profes-
sion has resulted in the substantial failure of many
State child protective service agencies to effectively
enforce the child Abuse Amendments.

CPS Delexitlua af Irrealigative Responsibility

Virtually all jurisdictions receive Federal funds
from the Department of Health and Human Services
under the Child Abuse Prevention and Treatment
Act. A review of their policies and procedures has
shown that on their faces, the policies of 14 of these
States explicitly abdicate to internal hospital infant
aste ret4ew committees or hospital staffs the author-
ity to decide whether illegal denial of treatment is
taking place when a report of suspected denial of
treatment is received by the State agencies.

Under the Child Abuse Amendments, agencies
must make the determination whether treatment is_

medically indicated. The existence of hospital-ad-
ministered infant care review committees (ICRC)
does.not relieve. a State CPS agency of its responsi-
bility to inrasagate suspected cases . f withholding
of medioally indicated treatment or to employ its
legal authority to prevent such withholding. The
widespread readiueas of CPS agencies to surrender
their arms-length oversight responsibility concern-
ing medical neglect appears in part to be rooted in
the special relationship that has developed between
CPS workers and members of the medical profes-
sion. In dt.aling with traditional forms of child abuse
and neglect, CPS agencies rely primarily on health
care professionals for diagnosis and reporting.

In contrast to the receptivity of most CPS
agencies to views from medical organizations, views
from disability organizationsthe groups represent-
ing those whom the amendments were designed to
protectare ignored in many cases. According to
one survey of 37 responding jurisdictions, 34 said
that they had consulted with medical representatives
in formulating their implementing procedures, while
only 11 said they had consulted with disability
groups.

Failure tft Comply with Federal Regulations

In direct contravention of Federal regulations, six
States' CPS agencies have no written policy specify-
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ing how they would obtain medical records to
invesagate a report of medical neglect. Four States'
CPS agencies have policies that fail to provide for
securing an independent medical examination of a
child with a disability about whom a report of a
suspected medical neglect has been filed. The
impression that some States pay little or no attention
to the standards of treatment embodied in the
Federal law and-regulafions is reinforced by the fact
that eight States' CPS agencies have policies that
either misdefme the term "withholding of medically
indica j treatment," do not define it at all, or defme
the term in such an abbreviated fashion as to invite
ambiguity and uncertainty.

Many States are not even clear in their policies
concerning who is covered by the standards of
treatment in the act. Twenty-two State CPS agen-
cies have policies that either do not define the term
"infant" orin direct contravention of the govern-
ing regulationsdefme the term to encompass only
infants of less than 1 year in age.

CPS agencies are part of the State government,
often in the same department that runs hospitals and
other institutions that provide medical treatment to
children- with disabilities. This can create a direct
conflict of interest.

Infant Care Review Committees
Taking note of the great propensity by many in

the medical profession to disagree with the treat-
ment standards in the Child Abuse Amendments,
and of the available -vidence concerning the func-
tioning to date of hospital-based ethics or infant care
review committees, the Commission is persuaded
that they cannot be relied upon alone co esure that
children with disabilities are accorded the lilt:laving
treatment that is their right by law.

At the same time, it is clear that such committees
are here to stay. Therefore, the Commission believes
there is a need to ensure that there be independent,
contemporaneous scrutiny of infant care review
committee proceedings, preferably by medically
knowledgeable and experienced disability advocates,
and that the prompt reporting requirement be more
vigorously enforced to make this possible.

The establishment of infant care review commit-
teesinternal hospital committees that consider
instances in which life-pmerving medical treatment
is being or may be withheld from infants with
disabilitiesis encouraged by die Child Abuse
Amendments, as it was by the section 504 Final

Rule. A 1986 survey found that 51.8 percent of
hospitals with either a neonatal intensive care unit or
over 1,500 births annually had established such
committees, and an additional 8.9 percent were in
the process of forming them. The prcponents of
ethics committees attempt to shift the question from
the substantive one of whether treatment should be
withheld to the procedural one of who should
decide whether treatment should be withheld.

The Final Rule of section 504 includes a recom-
mendation that hospitals establish infaxit care review
committees. However, HHS -recognized that the
-original rationale for ethics committees stood in
stark contrast to the approach embodied in the
nondiscrimination tenets of section 504. Inherent in
reliance on section 504 was the assumplon that the
law establishes a societally defmed basis for deter-
mining when life-preserving treatment must be
provided to children with disabilities and when it
may be withheld from them. In contrast, inherent in
the original rationale for ethics committees was the
assumption that such determinations should be de-
cided on a case-by-case basis varying from hospital
to hospital. Because of this dichotomy, the Final
Rule explained that HHS revised a model proposed
by the American Academy of Pediatrics "to unders-
core that the purpose of the ICRC is to advance the
basic principles embodied in section 504."

HHS guidelines assumed that the particular cases
that came before a committee would not involve
relitigation of the ethical and social debates about
the propriety of treatment that preceded enactment
of the law, but would instead focus on an analysis of
how the law should properly be applied to the facts
of that case. The "ethical issues" concerning what
circumstances justify withholding of treatment
would not be reconsidered on a case-by-case basis.
The issues were to be regarded as settled by the
Child Abuse Ameniments.

Infant Care Review Comniittees in Action
Are the infant care review fittees serving as

prognosis committees, providing advice concerning
whether or not-the facts in particular cases bring
them within the circumstances the Child Abuse
Amendments define as requiring treatment? Or do
they act as "ethics" cstrimittees, making quality of
life judgments about whether or not treatment
should be withdrawn withcut reference to detailed
legal standardsthe role originally envisioned for
them by the President's Commission and the Ameri-
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can Academy of Pediatrics? It appears that the vast
majority of committees convene only to deal with
disageements and do not make an attempt to
scrutinize most denial of treatment decisions to
ascertain whether they comply with the law. This
implies that many hospital infant care review com-
mittees seem more attuned to diffusing and resolving
conflict in a way that keeps any controversy as
much as possible within hospital walls than to
ensuring that children with disabilities receive the
lifesaving treatment to which they are entitled.

Even before the ,passage of the Child Abuse
Amendments, the Federal regulations implementing
the Child Abuse Prevention and Treatment Act
required States receiving Federal funding for their
child protective services programs to "provide by
statute or administrative procedure that all other
persons are permitted to report known and suspect-
ed instances of child abuse and neglect to a child
protective agency or other properly constituted
authority." The implementing regulations for the
Child Abuse Amendments establish that States
receiving Federal funds must ensure that health care
facilities designate individuals with the duty to
notify promptly 'he State child protective services
agency of all "cases of suspected medical nagiect
(including instances of the withholding of medically
indicated treatmelt from disabled infants with life-
threatening conditions)."

Because not merely known but also "suspected"
instances must be reported, the health care facility's
obligation to notify the State agency is not limited to
crses in which, for example, the infant care review
committee or the responsible hospital official makes
a final determination that illegal withholding of
treatment is occurring or about to occur. Nor is it
limited to cases in which the infant care review
committee or the responsible hospital official has
attempted to obtain treatment but has failed and is
turning to the civil authorities as a last resort.

Limitations of Hospital Self-policing

It is questionable whether most committees are
constructed in a manner that permits searching
scrutiny of proposed denials of treatment. Infant
care review committees, although they upon occa-
sion have "outside" members, represent an approach
to the "Baby Doe" problem that relies essentially
upon the internal self-regulation of the health care
community. The Department of Health and Human
Services and the American Academy of Pediatrics
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recommend that committees include representatives
of disability groups. A 1986 survey found that, of the
responding hospitals, less than a quarter of the
committees-23.9 percenthad a disability group
representative.

A preponderance of medical personnel on com-
mittees does not necessarily mean that they are
especially well equipped to serve as prognosis
committees. Ethics committees are largely insular
bodies, sharing the mores and limitations of knowl-
edge of the local hospital. A reluctance to criticize
one's colleagues, let alone report their decisions to a
State agency, is only natural in such a setting. Resort
to infant care review committees presents the same
problem generally applicable to the creation of an
internal body as a means of showing the public that
the institutior is serious about correcting abuses: an
institution rarely does a good job of policing itself.
Outside oversight is needed.

Federal Government
The Commission is dismayed at the extremely

poor performance of the Department of Health and
Human Services in fulfilling its responsibilities to
protect children with disabilities from medical dis-
crimination, first under section 504 of the Rehabilita-
tion Act in the time period before its use was
enjoined, and currently under the Child Abuse
Amendments of 1984. That performance requires
substantial improvement.

Although the Commisdon is encouraged by steps
the Office of Human Development Services of the
Housing and Human Services Department now
states it will take in response to this report, it is too
soon to determine whether this will result in a very
significant increase in scrutiny of the performance of
recipient State child protective services agencies
that is essential if the Department is to fulfill
effectively its responsibilities under the law.

Responsibility for enforcing section 504 rested
with the Office for Civil Rights (OCR) in the
Department of Health and Human Services. In none
of the cases OCR investigatedeven the Blooming-
ton Infant Doe casedid it make a public finding
that a section 504 violation occurred. Ifa discrimina-
tory denial of treatment was found, OCR asked for
assurances that practices would be changed to
achieve compliances. If it received them, it did not
make a public "finding of discriminatory withhold-
ing of medical care." In theory, OCR might detect
noncompliance in fact and secure remedial action by
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the discnminating party, thus fulfilling its role,
without officially reporting a finding of noncompli-
ance.

In at least two instances known to the commis-
sion, OCR delayed taking action. Confronted with
substantial evidence of significant and ongoing
denial of lifesaving treatment to children with
disabilities, evidence that suggested an ongoing
threat to lives in both States, OCR failed to act with
the vigor and dispatch incumbent on it in light of the
circumstances, let alone consistent with it legal
responsibilities and its publicly stated position.

Although several State Child Protective Services
agencies failed to meet the standards and procedures
required under the Child Abuse Amendments and
their implementing regulations, the States have been
certified by HHS for receipt of Federal funds under
the Child Abuse Prevention and Treatment Act,
without being advised that they are out of compli-
ance or being given any deadline to bring their
standards and procedures into compliance. The
Commission considers this a significant failing on the
part of HHS.

In a report on infant-care review committees, the
HHS Office of the Inspector General identified
between 20 and 36 potential Baby Doe cases
considered by 10 committees whose activities were
monitored. Only three cases were reported to State
CPS agencies. The Office of Inspector General did
not review the facts in the unreported cases to
determine whether or not they met the standards
established in the Child Abuse Ameadments. It is
hard to see how, without doing thia, the Department
could accomplish its task of ascertaining whether
the committees are floSling what HHS has de-
scribed as "the role of the ICRC [infant care review
committee] to review the case. . .and recommend
that the hospital seek CPS agency involvement
when necessary to assnre protection for the infant
and compliance with applicable legal standards."

ne Protection and Advoc.,ey System: A
Resource fer Enforcement

In 1975 Congress established structures called
Protection and Advocacy Systems (P&A), originally
attuned specifically to the need to ensure vigorous
advocacy of the rights of persons with developmen-
tal disabilities. The Developmentally Disabled Assis-
tance and Bill of Rights Act required that each State
or similar jurisdiction receiving Federal funding for
persons with developmental disabilities establish an

independent system with "authority to pursue legal,
administrative, and other appropriate remedies to
insure the protection of the rights of [persons with
developmental disabilities]."

In 1984, in substantially expanding funding for the
P&A systems, Congress recognized both their im-
portance ind L..* impressive track record. The
Senate Committee on Labor and Human Resources
Report noted that P&As are an expanding effort by
Congress to assure disabled persons protection of
their rights under law. In 1986 Congress chose "to
build on the experience of the existing P&A System
in investigating and resolving situations involving
abuse and neglect" of persons with mental illness by
adding responsibility for advocacy for this popula-
tion to the P&Aa.

The Commission thinks that the P&A system
affords an experienced and appropriate resource to
remedy discriminatory denial of medical treatment,
food, and fluids to people with disabilities. P&As
currently have a general jurisdiction that encom-
passes such instances. The Commission believes that
the P&A system should be brought into _active
involvement in efforts to prevent illegal denial of
trebment to children with disabilities. In summary,
the Commission envisions the following approach:

Prompt reports of suspected or actual cases of
withholding of medically indicated treatment
would still go to CPS agencies, which would
retain the authority and responsibility to investi-
gate them. Hewever, the State P&A agency
would be notified by the CPS agency as soon as
the report was received. The P&A would have
access to records. As a representative of the
interests of the child, the P&A agency would have
independent authority, similar to that now held by
the CPS agency, to obtain medical records and to
obtain a court order.

To catch cases not being reported to the CPS
agency, any hospital that uses a committee to
review a prospective withholding of treatment
from a person with a disability would be required
to notify the State P&A agency of meetings held
to discuss the case. The P&A would be able to
review the records and discuss the situation. A
court order could be sought by the P&A.

To provide a deterrent to physi,;ians disposed
to not reporting a case to the State CPS agency or
a hospital committee, the P&A could conduct
retrospective reviews of the medical records.

2 0
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The Cormission sees several advantages to in-
volving the P&A systems more directly in the
enforcement of the Child Abuse Amendments of
1984. First, the P&A. system has more specialized
experience in safeguarding the rights of persons with
disabilities than the CPS system. While the CPS
system deals with the abuse and neglect of all
children, most of whom are not disabled, the P&A
system since its inception has concentrated on
protecting the rights of persons with disabilities.
Second, the P&A system is less likely to be affected
bv conflicts of interest than the CPS system because
the P&A system is statutorily independent of State
agencies and hospitals. Third, unlike the reliance by
the CPS agencies on the medical profession, P&A
agencies have no special relationship with the
mecrcal profession that could impair their ability to
be vigorous advocates. Fourth, P&A agencies are
accountable to the populations they serve. They
must provide an annual opportunity "to assure that
persons with developmental disabilities have full
access to services of the system." This provision for
oversight, not present in most CPS agencies, is an
important check on the danger of relaxing the
vigilance and vigor essential to effective advocacy.

The Commission believes that appropriate addi-
tional funding for the P&As will be needed to
implement these new responsibilities. It should be
adequate both for State-by-State implementation and
for supportive training and technical assistance,
including resources for the rapid evaluation of
medical conditions. With these powers and re-
sources, the P&A system would be in a position to
bring about what the Commission believes would be
a significant improvement in enforcement of the
medical treatment rights of persons, especially chil-
dren, with disabilities.

Findings and Recommendations
Based on its hearings, researchrand the report, the

Commission adopts the following findings and rec-
ommendations.

General Findings

1. Surveys of health care personnel, the results
of investigative reporting, the testimony of people
with disabilities and their relatives, and the repeated-
ly declared views of physicians set forth in their
professional journals all combine to persua -le the
Commission of the likelihood of widespread and
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continuing denials of lifesaving treatment to children
with disabilities.

2. The Commission convinced that the evi-
dence supports a finding that discriminatory denial
of medical treatment, food, and fluids is and has been
a significant civil rights problem for infants with
disabilities. It is also persuaded that the available
evidence strongly suggests that the situation has not
dramatically changed since the implementation of
the Child Abuse Arneddments of 1984 on October 1,
1985.

3. The grounds typically advanced to support
denial of lifesaving medical treatment or food and
fluids are based on erroneous judgments concerning
the quality of life of a person with a disability or on
social judgments that such a person's continued
existence will impose an "unacceptable burden on
his or her family or on the Nation as a whole. These
judgments are often grounded in misinformation,
inaccurate stereotypes, and negative attitudes about
people with disabilities.

4. Many people, including members of the medi-
cal profession, hold negative attitudes about life with
disability that affect' not only children but also adults
with disabilities. Moreover, direct testimony Vils
provided at the Commission hearings that these
attitudes exist and that discrimination in the provi-
sion of lifesaving and other medical treatment occurs
with respect to adults with disabilities as well as in
cases involving infants and children. Further fact-
finding is needed to determine the extent of discrimi-
natory denial of medically indicated treatment in
cases involving adults with disabilities.

5. There is evidence that in many instances in
which lifesaving treatment is denied to children with
disabilities, weir parents are only nominally making
the decision to withhold the treatment. In practice
the doctors are often the prime movers in denying
the treatment.

6. The question of whether children with disabil-
ities should be denied lifesaving treatment has
frequently been couched in popular debate as
though the issue were the wisdom of government
intrusion into matters of parental discretion. In. 'act,
however, for decades the universally accepted law
has been that when parents make treatment decisions
that will undebatably lead to the delith of their
nondisabled children, the state will intervene to
ensure the children's survival by mandating provi-
sion of lifesaving medical case. It is only when the
children have disabilities that the claim of parental
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autonomy is given serious sympathetic consider-
ation. Thus, the decisions upholding putative paren-
tal decisions to deny lifesaving treatment to their
children with disabilities are rooted less in a respect
for parental authority than in a bias against disabili-
tv.

I. There are substantial economic costs associ-
ated with some forms of disability. Many costs,
however, are :.:ss a function of the disability or the
severity of the disability than of a policy that tends
to segregate and isolate, at enormous public cost,
those persons considered most severely disabled
without even considering the alternative of provie,
ing social and economic support for the family. The
assumptions influencing denial of treatment have
often been: (1) that the level of severity of disability
is the major determinant of lifetime costs; (2)
consequently, that the more severely disabled a child
may appear to be at birth the less likely it is that the
child will be able to contribute as an adult to his or
her own economic sufficiency; and (3) therefore, the
more expensive it will be to meet that person's basic
needs. Although these assumptions rest on major
fallacies, reliance on them has resulted in a self-
fulfilling prophecy: a diagnosis of severe disability at
birth leads to placements in residential and nonwork
environments that significantly limit that person's
capability and entail far more expense than neces-
sary. The ultimate irony occurs when the expense
that is the consequence of the original unfounded
and stereotypical assumption becomes a basis for
ending the lives of persons with severe, or what are
thought to be severe, disabilities shortly after they
are born.

8. The record developed during the Commis-
sion's two hearings and continuing investigation
demonstrates that there is a grave danger to the
constitutional rights of newborn children in cases in
which food, water, and necessary medical care are
denied on the basis of disability and predictions
concerning future quality of life. The principle of
equal protection of the law is offended when
disability is the basis of a nontreatment decision.
Procedural protections for the interests of both child
and parents are often absent completely or are
woefully inadequate to the task of sifting the facts.

General Recommendations

1. The Commission concludes that the Congress
and the President should address the very real
problems faced by people with disabilities and their

families. The President should take the lead in
fostering the development of a climate of social
acceptance of persons with disabilities and their
families by speaking publicly on the issue. The
President should instruct the White House Council
on Domestic Policy to review the adequacy, as well
as the coordination and development of, supportive
services intended to assist such families. The Presi-
dent should order a review of the mechanisms
designed for vigorous enforument of the statutory
rights of thos: with disabilities to acce,ssible and
integrated transportation, housing, education, health
care, and employment. In addition, the appropriate
committees of the Congress should schedule hear-
ings to address these questions.

2. In considering legislation designed to prevent
discrimination against persons with disabilities,
Crongress should take care to make clear that
discrimination in the course of rendering medical
treatment is precluded.

3. There is a need for factfinding activities by
the Congress, the State legislatures, and Federal,
State, and local agencies charged with the enforce-
ment of civil rights laws and medical standards, to
determine the extent to which adults with disabilities
are subjected to discrimination in ele provision of
medical care and treatment, and to evaluate what
remedies exist or are needed to prevent future
discrimination of this kind from taking place. In
particular, the new Secretary of 14,...alth and Human
Services should direct the Department to undertake
such a study.

Specific FLidings Regarding Support for Families
with Disabilities

1. The period surrounding birth is a time of
considerab:e stress and emotion, and for nondisabled
parents the birth of a child with a disability typically
comes as a great shock. While beset by traumatic
feelings of de2ression, grief, anger, and guilt, many
such parents today have inadequate accurate infor-
mation with which to make considered evaluations
concerning the nature of life with a disability, or the
consequences fbr a 'family that includes a child with
a disability.

2. One of the principal motivations for denial of
lifesaving treatment to childien with disabilities is
the view that their continued existence will create
too great a burden for their families. There is
evidence that this concern has led to concurrence or
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acquiescence in the death or elimination of these
children.

Specific Recommendations Regarding Support for
Families with Disabilities

1. Congress should amend the Medicaid Act or
other appropriate legislation to require that recipi-
ents of Federal fmancial assistance for medical
services provide specific information on support and
resources to parents of newborn children with
disabilities. This should include information on
adoption anti, 'v"ten necessary, information on other
supported family placement with resources neces-
sary to care for the child.

2. Congress should amend the Medicaid Act or
other appropriate legislation to lower the adjusted
gross income ceiling that a family must spend on
disability-related medical expenses before the family
member with a disability becomes medicaid eligible.

Specific Findings Regarding Section 504 of the
Rehabilitation Act of 1973

1. The hearings and research conducted by the
Commission, and the fmdings based on them, espe-
cially General Finding 5, supply a factual record
that was absent in 1986 when the United States
Supreme Court decided Bowen v. American Hospital
Association, striking down regulations in:ended to
assist enforcement of section 504 in the context of
discriminatory denial of treatment to children with
disabilities.

2. A central problem with the Bowen plurality
opinion is that it suggests that section 504 puts no
constraints on a recipient of Federal financial assis-
tance responsible for the discriminatory denial of
treatment to a person with a disability, if the denial is
authorized by a nonrecipient such as a parent who,
.as a surrogate decisionmaker for a child with a
disability, normally has the legal authority to pro-
vide Of withhold corsent for the child's medical
treatment.

3. The Commission's fmdings suggest that par-
ents wIto authorize denial of treatment to their
children with disabilities are frequently substantially
influenced in that decision by the views of their
children's'physicians and other health care person-
nel who frequently display inadequate awareness of
the potential of these children.

4. In cases in which decisions nominally made
by parents to deny treatment to children with
disabilities are in fact generated by health care

14

personnel, health care providers who do not provide
lifesaving medical treatment to children with disabil-
ities Cult would be provided were it not for the
disabilities shoal be held tt., violate section 504
despite parental acquiescence in the treatment deni-
al.

5. The logic of the Bowen plurality opinion
applies equally to authorizations for denial of treat-
ment by other nonrecipient surrogate decisionmak-
ers, such as a guardian for a person with a disability
who is not competent to make health care decisions.

6. The position taken by the plurality thus puts
at risk not only children, but also older people with
disabilities. In the view of the Commission, a
recipient of Federal financial assistance should not
be able to escape the requirements of section 504
simply by persuading or encouraging a nonrecipient
to authorize what, but for the nonrecipient's in-
volvement, would be prohibited discrimination. A
recipient's substantial involvement in a nonreci-
pient's discriminatory practices should be held to
violate section 504.

7. The Commission's reading of the legislative
history and plain meaning of section 504 of the
Rehabilitation Act of 1973 persuade it that the
provision does cover discriminatory denial of medi-
cal treatment to people witn disabilities.

8. The Commission concludes that passage of
the Civil Rights Restoration Act establishes that a
hospital's practice of reporting to State agencies
instances in which parents withhold consent for
provision of lifesaving treatment to their children
covered by section 504. The act defines section 504 s
coverage to include "all of the operations of. . .an
entire corporation, partnership, or other private
organization. . .which is principally engaged in the
business of providing. . .health care. . . ." If a
hospital engages in reporting cases of medical
neglect to the Stile child protective services agency,
that practice of Y.:porting is ameng the operations of
a corporation that principally provides health care.
Therefore, if any part of the hospital receives
medicaid or medicare, discrimination in reporting
based on handicap (such as a practice of reporting
iust.mces in which religiously motivated parents
refuse consent for lifesaving treatment for nondisa-
bled children to the authorities, but failing to report
instances in which parents refuse consent for lifesav-
ing treatment for children with disabilities) violates
section 504.
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9. During the period in which enforcement of
mction 504.in this context wes not yet enjoined, the
performffiice of the Office for Civil Rights of the
Department of Health and Human, Services in
implementing it was poor. Confronted with substan-
tial evidence of significant and ongoing denial of
lifesaving treatment to children with disabilities,
evidence that suggested an ongoing threat to lives in
two States, the responsible Federal agency failed to
act with the vigor and dispatch incumbent on it in
light of the circumstances, its legal responsibilities,
and its publicly stated position.

Specific Recommendations Regarding Section 504
of the Rehabilitation Act of 1973

1. In light of the record developed by this
Commission, and in light of the advantages of
section 504 for addressing denials of treatrrent, the
Commission recommends that the Executive branch
give careful consideration to resuming investigation
of allegations that children with disabilities are
discriminatorily denied medical treatment based on
handicap and initiate enforcement of se. :ion 504 in
cases in which the allegations are found to be
justified.

2. Congress should amend the Child Abuse
Prevention and Treatment Act or other appropriate
legislation to make clear that withholding of medi-
cally indicated treatment, as defined in the Child
Abuse Amendments of 1984, constitutes denial of
the benefits of health care services for purposes of
Title VI and section 504.

Seffle Findings Regarding the Child Abuse
Amendments of 1984

1. The Child Abuse Amendments of 1984, the
product of considerable debate and negotiation, set
out a detailed and, for the most part, unambigut
but nuanced standard of care which States that
receive Federal funds for their child abuse and
neglect programs must enforce among health care
facilities. If adequately enforced, the law would
provide strong protection for many children with
disabilities against denial of lifesaving treatment.

2. Parents engaged in life and death decisions for
their clgldren are heavily dependent on the good
faith of, and accurate information provii1ed by, those
advising them. Because advisors may be ignorant or
prejudiced about persons with disabilities, there is a
need for the establishment of a broadly based
advir-rTy prtxthat includes members of the local

protection and advocacy system (P&As) and others
with expertise in disability and rehabilitation. Estab-
lishment of a structu -4 care review process or
committee will ensure that the decision made is in
compliance with the standards set forth in the Child
Abuse Amendments, provided that any participant
in the advisory process who is concerned with the
well-being of the child has standing to invoke the
remedies that sse otherwise available under State
law and the Child Abuse Amendments for dealing
with child neglect.

3. Many State child protective services agencies
rely heavily upon members of the medical profession
for information and assistance concerning cases of
parental child abuse. This close working relationship
has also led to heavy reliance by many State child
protective services agencies on the very medical
care facilities and personnel whose actions, advice,
or neeect are at issue in cases of suspected medical
care discrimination. Taken together, such close
working relationships among State child protective
services agencies and members of the medical
profession has resulted in the substantial failure of
many such agencies to ems effectively the Child
Abuse Amendments of 1984.

4. It is questionable whether most hospival-based
ethics or infant care review committees are con-
structed in a manner that makes them likely to
conduct searching scrutiny of proposed denials of
treatment. They represent an approach that relies
essentially upon the internal self-regulation of the
health care community. Few committees include
representatives of dinbifity rights groups; the major-
ity convene only lo deal with disagreements, rather
than attempting to scrutinize most denial of treat-
ment decisions to see whether they comply with the
law. Instead of strictly applying the Child Abuse
Amendment standards, many appear in practice to
use more ambiguous criteria that include consider-
ation of the projected "quality of life" of the child
with a disability. Taking note of the great propensity
by many in the medical profession to disagree with
the treatment standards in tne Child Abuse Amend-
ments and of the available evidence concerning the
functioning to date of hospital-based ethics or infant
care review committees, the Commission is persuad-
ed that they cannot be relied upon alone to ensure
that children with disabilities are accorded the
lifesaving tseatment that is their right by law.

5. The Commission is dismayed at the poor
performance of the Office of Human Development

'4
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Services of the Department of Health and Human
Services in Willing its responsibility to ensure that
State child protective services agencies receiving
funds under the Child Abuse Prevention and Treat-
ment Act comply with the Child Abuse Amend-
ments of 1984 so as to protect children with
disabilities from illegal discrimination in the provi-
sion of medical care. That performance requires
substantial improvement. Although the Commission
is encouraged by steps the Office of Human Devel-
opment Services now states it will take in response
to this report, it is too soon to determine whether
they will result in the very significant increase in
scruany of the perft ;mance of recipient State
agencies that is essential if the Department is
effectively to fulfill its responsibilities under the law.

Specific Recommendations Regarding the Child
Abuse Amendments of 1984

1. Because funds available under the Child
Abuse Prevention i..nd Treatment Act are apparently
not sufficient to induce all jurisdictions to comply
with the Child Abuse Amendments in order to

-qualify for them, compliance with the Child Abuse
Amendments should be made an additional require-
ment for State eligibility for participation in medi-
caid, &:-.) that the protections they afford will be made
available to all children with disabilities in the
United States.

2. Congress should amend the Child Abuse
Prevention and Treatment Act or other appropriate
legislation to establish a mechanism to improve
reporting of cases of suspected withholding of
medically indicated treatment by requiring that any
hospital that uses a committee to review a prospec-
tive instance of withholding of treatment from a
person with a disability is required to notify the
State protection and advocacy (P&A) agency of
meetings held to discuss the case. The P&A agency
should then be afforded the opportunity to examine
the medical records and discuss the situation with
physicians, relatives, and the committee. It should
have authority to obtn a court order for an
independent medical examination, and if it concludes
that medically indicated treatment would otherwise
be withheld illegally, it should have the standing to
institute a court proceeding to require that it be
provided.

3. Hospitals without a specialized advisory pro-
cess for dealing with the special needs of parents for
information on disability and rehabilitation should be
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required to establish a process in accordance with
the provisions of the Child Abuse Amendments and
the recommendation mane above.

4. Representativ.ts of the local protection and
advocacy system should be included in the advisory
process, both as advocates for the child's interests
and as a resource for the information cf the parents.

5. Congress should amend section 504 and the
Child Abuse Amendments to require the establish-
ment of such a care review process or committee
within treatment facilities across the country.

6. Should any participant in a care review
advisory process not be satisfied that the outcome of
the process is in compliance with the standards set
forth in the Child Abuse Amendments, that person
should hal. standing to invoke such remedies,
judicial or otherwise, that are available under State
law for dealing with child neglect.

7. When a State child protective services agency
(CPS) receives a report of suspected wir,ltholding of
medically indica:ed treatment uncle:. the Child
Abuse Amendments, it should be required promptly
to notify the State P&A agency and to provide it
access to the records obtained and information
developed by the CPS agency. As a representative
of the interests of the child, the P&A agency should
have independent authority, similar to that now held
by the CFS agency, to obtain medical records. to
obtain a court order for an independent medical
examination, to appear on behalf of the child in any
court proceeding to authorize medical treatment
initiated by the CPS agency. The P&A agency
should also have independent standing to initiate a
court proceeding to authorize medical treatment for
the child.

8. To create a deterrent to physicians who not
only might fail to report a case of withholding to the
State CPS agency but also might not submit it to a
hospital committee, the P&A agency should be
given authority to conduct retrospective reviews of
the medical records of those with disabilities who
die in the State. If instances of illegal withholding of
medical treatment are detected, the P&A agency
should be able to seek appropriate action by licens-
ing boards or Federal funding sources and; in
extreme cases, to institute suits for injunctive or
monetary reliAf or refer cases for investigation by
prosecuting attorneys.

9. Congress should afford P&A agencies appro-
priate financial and backup assistance to enable them
to fulfill these roles capably.
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10. Tht,Office of Human Developme,1 Services
in the Department of Health and Human Services
shot-Ad- take, corrxtive measures to ensure more
rigorous scrutiny of State ph* submitted for ,fund-
ing under the Child Abuse Prevention and Treat-

ment Act to remedy the current widespread failure
of State child protective services agencies to comply
with the requirements of the Child Abuse Amend-
ments of 1984.
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Chapter 1

Fundamental Rights: An Introduction to
Medical Discrimination Against People with
Disabilities

The Chairman opened the first hearing the United
Staies Commission on Civil Rightn held on the
subject matter of this report by setting forth the
Commission's aim:

The purpose of this hearing is to attempt to determine the
nature and extent of the practice of withholding medical
treatment or nourishment from handicapped infants and to
=amine the appropriate role for the Federal Government.

Section 504 of the Rehabiliation Act of 1973, as
amended, prohibits discrimination against qualified handi-
cappedindividuals under any program or activity receiv-
ing Federal financial assistance. In the rpring of 1982,
reports of the death of a Bloomington, Indiana, infant with
Down's syndrome, from whom available surgical treat-
ment to correct a detached esophagus was withheld,
prompted widespread attention on the medical treatment
of handicapped newborns. Following the Indiana incident,
the Department of Health and Human Services [HHS]
issued a notice to recipient hospLals reminding them,bithe
applicability of section 504 to the treatment of handi-
capped infants. HHS then issued interim and proposed
rtiles governing nondiscrimination in the Ireatment of
these newborns, both of which were challenged in courts
and struck down.

Lest fall Congress passed the Child Abuse Amendments
of 1984, requiring State: seeking child protection funds
from the Federal Government to take certain steps to
protect handicapped newborns. HHS has issued rules and
model guidelines under that statute which have been made
rmal and will become effective in October of this year.

The primary focus of this hearing is the role tha Federal
Government should play. . . .2

Protection of Handicapped Newborns: Hearing Before the United
States Commission cn Civil Bights 1-2 (1985) (vol. I) (statement of
Clarence M. Pendleton, Jr., Chairman, U.S. Commission on Civil
Rights).
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One -year_ later, the Commission held a second
hearing to receive testimony concerning the Su-
preme Court's decision in Bowen v. An:Mcan Hospi-
tal Association,2 which invalidated regulations issued
by HHS to implement section 504, and to examine
the manner in whinh the regulations promulgated
under the Child Abuse Amendments had been
implemented in the period since the first hearing.

Underlying both sets of hearings, and thus this
report, is concern about the appropriate role of the
Federal Government in safeguarding the rights of
children with disabilities under both section 504 and
the Child Abuse Amendments of 1984 to be free of
discrimination in the provision of lifesaving medical
treatment. Three years have passed since the regula-
tions implementing the Child Abuse Amendments
took effect, and two and a half years have passed
since the section 504 regulations were rendered
unenforceable by Bowen. Thus, in evaluating the
performance of the Federal Government in address-
ing the statutory rights of children with disabilities
to lifesaving medical treatment, this report raises the
question whether modifications to current laws and
practices are desirable.

Included in the Commission's mandate is the
responsibility to appraise the laws and policies of the
Federal Government and to examine legal develop-
ments with respect to discrimination or denials of
equal protection of the laws under the Constitution
because of handicap.3 This report focuses solely on

2 476 U.S. 610 (1986).
42 U.S.C.A. §1975c (West Supp. 1988).

27



questions of discrimination. It addresses medical
services that are already provided or required to be
provided to nondisabled individuals but that are
withheld from individuals with disabilities precisely
because of the disabilities.. It is neither the province
nor the purpose of the Commission to oversee,
evaluate, or question the exercise of legitimate
medical jul Talent that is inherent in decisionmaking
concerning medical treatment. The Commission
emphatically disclaims any competence or intention
to judge whether particular medical treatments are
more efficacious than others or at what times a
medical treatment is effective or futile. Such judg-
ments in individual cases may be correct or they
may be mistaken. They may raise questions appro-
priate for examination through peer review, licens-
ing boards, or malpractice cases; but they do not
entail civil rights issues.

A civil rights issue appropriate for examination by
this Commission arises in the context of medical
treatment decisionmaking only when such decision-
making is influenced by factors extraneous to the
science and art of medicine: when color, race, age,
handicap, or national origin lead to a dierence in
treatment despite being irrelevant to the bona fide
medical judgment.5 If kidney dialysis, for example,
is withheld from someone because it is medically
contraindicated, such a judgment is outside the

4 Preexisting child abuse and neglect laws throughout the States
create the obligation to provide children lifesaving medical
treatment. See chap. 5. The statutory or constitutional rights of
children with disabilities to receive equal treatment are found in
section 504 of the Rehabilitation Act of 1973 (29 U.S.C.A. §794
(West 1985)), the Child Abuse Amendments of 1984 (42 U.S.C.A.
§§5101-03 (West Supp. 1988), and the due process and equal
protection clauses of the 14th amendment (U.S. Coast. amend. 14
§1). Section 504, considered in chap. 6, is explicitly an antidiscri-
mination statute; given a preexisting program or activity receiv-
ing Federal finanal assistance, handicap cannot be the sole basis
for someone's being excluded from the program, denied benefits
under the program, or otherwise subjected to discrimination in
the program. While the Child Abuse Amendments of 1984,
consi-Imed in chap. 7, defme an explicit standard of medical care
for children with &abilities, they do so in the context of a system
that has been universally applied to require similar care for
children without disabilities. The equal protection clause, consid-
ered in chap. 8, creates a nondiscrimination standard applicable
when a state actor that provides medivil care or legal protection
to those without disabilities unwarrantably denies it to those with
&abilities precisely because of the disabilities. The constitutional
procedural due process rights also considered in chap. 8 presup-
pose an existing substantive benefit which they ensure may not be
denied by processes that fail to meet standards of fundamental
fairness.

"A judgment not to perform certain surgery because a person
is black is not a bona jide medical judgment. So too, a decision not
to correct a life threatening digestive problem because an infant

scope of the Commission's purview. But if medically
indicated kidney dialysis is withheld from a person
with a disability precisely because of the disability
(and the disability itself does not make provision of
the dialysis ineffective or dangerous), that raises a
civil rights issue suitable for consideration by the
Commission.

A number of well-publicized cases has raised
concern that discrimination based on disability may
be occurring in the provision of health services..
Reports of such cases convinced the Commission to
undertake consideration of the laws that do and
should govern, of the prevalence and context of
discriminatory practices, of the effectiveness of past
and present Federal Government activity in this
field,and of options for future Federal Govermnent
policies.

Oklahoma Case
Denial of treatment practices at Children's Hospi-

tal of Oklahoma? is currently the subject of a
lawsuit brought by the American Civil Liberties
Union and the National Legal Center for the
Medically Dependent and Disabled on behalf of
Carlton Johnson.. The black child of a "v. elfare
mother," he was allegedly left to die by hospital staff
at a "children's shelter" after he was born with spina
bifida..

has Down's Syndrome,. is not a bona fide medical judgment."
United States v. Univ. Hosp., State Univ. of New York at Stony
Brook, 729 F.2d 144, 162 (2c1 Cir. osn (Winter, J., dissenting).

Some of these cases also raise the concern that, within the class
of people with disabilities, discrimination may also be occurring
based on economic status or social class. Frank Bowe, director of
the American Coalition of Citizens with Disabilities, testified:
"Mt has been shown again and again. . .that persons who arc
disabled who are members of minority groups are denied an
education or are denied medical care or denied any kind of
opportunity to get vocational training." U.S. Commission on
Civil Rights, Civil Rights Issues of Handicapped Americans:
Public Policy Implications 39 (1980) at 28-29.

At the time of the alleged events that are the suoject of the
lawsuit, the hospital was named Oklahoma Children's Memorial
Hospital.

Paulus, Suit Filed in Oklahoma Alleging Twenty-Four Infants
Died After Being Denied Beneficial Medical Treatment. 1 Issues in
L. & Med. 321, 324-25 (1986). Amended Complaint, para. 78, at
13, Johnson v. Gross, No. CIV-85-2434-A (W.D. Ok. filed July
14, 1987).

Spina bifida, also known as myelomeningocele or meningomye-
locele, is a congenital disability consisting of a gap or improper
opening through the vertebrae of the spinal column. It results
from a failure of the developing spinal cord to roll into a
completely tubular structure during the early stages of pregnan-
cy. Spina bifida manifesta, also called spina bifida aperta, results
when the spinal cord or some of the nerve tissue lining
sutrounding the cord extend through the opening in the vette-
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Carlton Johnson was evaluated by a medical team
using a procedure under which, as describl in an
earlier medical journal article, 24 out of 69 babies
analyzed were denied surgery and died." Infants
born with spina bifida were evaluated by a "myelo-
meningocele team" shortly after birth. In this evalu-
ation, the team members wrote, they were "influ-
enced" bY a quality of life formula: QL = NE X
(H+S). In this formula:

QT. is quality of life, NE represents the patient's natural
enlowment, both physical and intellectual, H is the
contribution from home and family, and S is the contribu-
tion from society."

Based on the assessment, the team recommended to
the parents that the infant be given either vigorous
or supportive care. Vigorous care involved, at a
minimum, closing the spinal lesion. Supportive care,
by contrast, consisted of a "regular follow-
up. . .until death or until a decision to treat the
child more aggressively is made."" The team
members acknowledged that "treatment for babies
with identical [degrees of mental and physical

brae. The protruding tissues often form a fluidfilled sac on the
infant's back. In 96 percent of the cases of spina bifida manifesta,
the spinal cord itself proUvdes through the gap in the vertebrae.
Spina bifida involves various degrees of (1) muscle weakness and
paralysis below the opening; (2) sensory loss below the opening;
(3) hydrocephalus [see note 14, infra] in about 70 percent of the
cases; and (4) bowel and bladder incontinence. H. Swinyard, The
Child with Spina Bifida 5 (1980).
According to Dr. David McLone, head of Pediatric Neurosur-
gery at Chicago Children's Memorial Hospital, "Spina bifida has
been referred to as the most complex disuse which is compatible
with survival." Protection of Handicapped Newborns: Hearing
Before the United States Commission on Civil Rights 6 (vol. I)
(1985). At least 6,000 children are born with spina bifida each
year in the United States. IS
Dr. McLone testifed concerning the typical technical context of
treatment decisions concerning spina bifida:

The problem arl;es that if they are not operated on within
a few days of life, they will acquire a potentially lethal
infection, and if they are left unoperated on, approximately
half of the children, in most studies, will die. If their back is
repaired and closed, then about 90 percent of the children
will go on to develop rapidly progressive hydrocephalus and
require a second oreration to install a shunt, a small tube to
drain the fluid from their brain into another brain cavity.

IS at 6. See note 14 infra for a discussion of hydrocephalus.
10 Grow, Cox, Tatyrek, Polley, & Barnes, Early Management and
Decision Making for Treatment of Myelomeningocele, 72 Pediatrics
450 (1983).
11 IS at 452.
IS IS at 454.
s IS at 456.

10 Paulus, supra note 8, at 324. Sherwood, Who Lives. Who
DiestPart I, Cable News Network Documentary (Feb. 21,
1984).
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disability] could be quite different, depending on the
contribution from home and society.""

In the case of Carlton Johnson, the medical record
stated:

"neurosurgery [was] not enthusiastic about shunting the
child and closing the defect." The medical records stated
that information was given to Sharon Johnson, his mother,
and that she would make the fmal decision between
treatment and nontreatment. Ms. Johnson, however, said
that "the only thing they told me was about a shunt, and
this, you know, after they told me atm. six months, that
he would live six months without it, and then with it, a
year, and I just figured, what's the sense inhe already
suffers, so why should he suffer anymore?""

Carlton was accordingly sent to a children's
shelter, where he developed severe respiratory
distress, periods of cessation of breathing, an ear
infection, and dehydration. When he was returned to
Children's Hospital of Oklahoma:

Physician's orders stated that there were to be no laborato-
ry tests to monitor his condition, no intravenous fluids to
correct the dehydration, and no antibiotics for the ear
infection. If Carlton were to suffer a cardiopulmonary

Hydrocephaluswhich can occur in combination with spina
bifida or independently-is an abnormal accumulation of fluid in
the ventricles (cavities) of the brain. It results from an imbalance
between production and absorption of cerebrospinal fluid that
flows through the brain and spinal cord. Nromally the fluid is
produced by cells in the ventricles, passes to the outer surface of
the brain and to the spinal cord, and is eventually absorbed into
the bloodstream. When the pathways for cerebrospinal fluid flow
are obstructed or incomplete, production exceeds absorption and
the fluid pressure can build up. Increased fluid pressure in the
brain can cause enlargement of the head, compression of the
brain, prominence of the forehead, mental deterioration, and
convulsions. The compression of the brain can be so severe that
an X-ray will show only a thin ribbon of brain tissue pressed up
against the inside of the skull. Swinyard, supra note -9, at 18.
Hydrocephalus without spina bifida has a mortality rate of 50 to
60 percent if untreated. March of Dimes Birth Defects Founda-
tion, Incidence of Selected Birth Defects 2 (1984).
Shunting is the primary treatment for hydrocephalus. It consists
of the implantation of a flexible tube (the shunt) into a ventricle of
the brain to permit drainage of the exceas fluid. The tube is passed
througb a small opening in the skull and then underneath the skin
from the head to some other part cf the body. The drainage end
of the tube may be placed in the heart area, in the abdomen, or in
some other body ,,ompartment. The most common shunting
procedure links the ventricle to the abdomen; it is refenecl to as a
ventriculo-peritoneal shunt.
The shunt contains a one-way valve to prevent a rewasal of flow.
A properly operating shunt is highly successful in channeling
away excess cerebrospinal fluid and preventing !le buildup of
pressure in the head. The recovery of brain shape and size can be
quite dramatic: within 2 weeks of installation, special X-rays may
show the brain to have returned to a nearly normal shape.
Swinyard, supra note 9, at 17-18.



arrest, he was not to be put on a respirator and no drugs
were to be used."'

Nevertheless. Carlton managed to survive. Eventu-
ally, after a television investigation into denial of
treatment at the hospital and children's shelter, he
was given the lifesaving surgery he had been denied.

Bloomington, Indiana, Iidanit Doe Case
Probably more than any other single event, the

Infant Doe case focused the attention .of the Nation
on denii of treatment to children born with disabili-
ties. For one dramatic week in the spring of 1982, as
the public followed the increasingly desperate ef-
forts of the potential adoptive parents and the child's
guardian ad litem to save his life, national newspa-
pers wrote of the legal, ethical, and social ramifica-
tions of,the withholding of lifesaving surgery, food,
and water from a Bloomington; Indiana, baby."

The, child was born on April 9, 1982, with a
tracheoesophageal fistula." The most significant
aspect of the condition is that the child cannot take
nourishment normally. Left without surgery, a child
will die. This condition, clearly life threatening, may
be corrected by an operation that, perfoimed early,
has better than a 90 percent chance of ruccess." But
Infant Doe differed from other children with a

1$ Paulus, supra note C, at- 325.
" See, eg., McCormick & Tribe, Infant Doe: Where To Draw the
Line, Washington Post, July 27, 1982, at A 15; "Private" Death,
New York Times, Apr. 27, 1982, at A22; Will, The Killing Will
Not Stop, Washington Post, Apr. 22, 1982, at A29.
" In about 1 of every 3,000 to 4,500 live births, the esophagus is
incomplete, and the upper part of the esophagus is not connected
to the lower part. This condition is called esophageal atresia. In
about three-fotrths of cases of such atresias, the incomplete
esophagus (the .ube connecting the mouth with the stomach) is
linked to the trtchea (windpipe). This latter condition is referred
to as a tracheoesophageal fistula. Nelson, Textbook of Pediatrics
1041 (1979). It occurs in about 1 of 5,000 births. March of Dimes,
supra note 14, at 3.
Atresia of the esophagus prevents food or liquids from getting to
the child's stomach. A tracheoesophageal fistula can cause the
aspiration of stomach juices if the lower part of the esophagus is
joined to the trachea, and aspiration of food and liquids taken by
mouth if the tipper part of the esophagus is connected to the
trachea. These conditions are somewhat more common in babies
with Down syndrome than in other children. Each is lethal if
untreated, and they are both considered surgical emergencies.

supm, at 1041.
" Bannon, The Case of the Bloomington Baby, Hum. Life Rev.,
Fall 1982, at 63, 67.
16 Down syndrome is characterized by the presence of three
instead of the normal two of the human chromosomes designated
as number 21. Consequently, Down syndrome is also called
Trisomy-21. It is characterized by a small flattened skull, flat
nose, unusuri slanting of the eyes, a protruding, furrowed tongue,
a short, thick neck, short broad hands with small fingers that

tracheoesophageal fistula because he also had Down
syndrome, a congenital disability usually producing
some degree of mental retardation."

Although pediatricians called into the case recom-
mended immediate transfer of Infant Doe to a
hospital equipp,..3 to provide surger " the obstetri-
cian who had delivered the child:

insisted upon. . .pointing out to the pareni,7 that if this
surgery were performed and if it were successful and the
child survived, that this still would not be a normal child.
That it would still be a mongoloid, a Down's syndrome
child with all the problems that even the best of them
have. :hat they did have another alternative which was to
do nothing. In which case the child [would] probably live
only a matter of several days and would die of pnuemonia
probably. . . .Some of these children. . .are mere blobs."

Based on what the obstetrician told them, the
parents of Infant Doe agreed not to authorize
surgery, food, or water for the child. But nurses at
the hospital protested,22 4.-id the hospital agreed to
place the matter before a court, while refusing to
take any position on what course should be fol-
lowed. A judge came to the hospital for a late
evening session on Saturday, April 10, 1982. The
hearing was not recorded," and no guardian ad
litem was appointed for the child." The judge ruled

curve inward, short, wide feet with a gap between the first and
second toes, short stature, sparse hair, low voice pitch, below-
average muscle tone, a tendency to hearing impairments and
respiratory disorders, and mental retardation. While persons with
Down syndrome exhibit a combination of several of these
cbmacteristies, it is rare for any one individual to exhibit all of
them. Mental development is usually retarded, generally in the
moderate to severe range, although it is possible (albeit unusual)
for an individual with Down syndrome to have average or even
superior intelligence. R. Burgdorf, Jr., The Legal Rights cf
Handicapped Persons 39 (1980).
22 In re Infant Doe, No. GU 8204-004A, slip op. at 2 (Monroe
County Cir. Ct. Apr. 12, 1982), petition for writ of mandamus and
prohibition denied sub nom. State ex rel Infant Doe v. Monroe
Circuit Court, No. 482 S 140 (Ind. Apr. 14, 1982), appeal dismissed
sub nom. In re Infant Doe, No. 1-782A 157 (Ind. Ct. App. Feb. 3,
1983), cert. denied 464 U.S. 961 (1983), reprinted in 2 Issues in L. &
Med. 77, 78 (1986).
24 Dr. Walter Owens, quoted in Petition for Writ of Cert. at 8-9,
Infant Doe v. Bloomington Hosp., 464 U.S. 961 (1983).
" Horan & Balch, Infant Doe and Baby Jane Doe: Medical
Treatment and the Handicapped Newborn, 52 Linacre Q. 45, 51
(1985).
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights72-73 (vol. II) (1986) (testimony
of John G. Baker, Monroe County Superior Court, Bloomington,
Ind.).
24 In re Infant Doe, No. GU 8204-004A, slip op. (Monroe
County Cir. Ct. Apr. 12, 1982), reprinted in 2 Issues in L. & Med.
77, 79 (1986).
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"that Mr. and Mrs. Doe, after having been fully
informe4 of the opinions of two sets of physicians,
have the right to choose a medically recommended
corrse of treatment for their child in the present
cirt. 4nstanc4:s."23 The judge later wrote: "It is a
harsh view that no life is preferable to life, but the
great weigh: of the medical testimony at the hearing
I conducted was that even if the proposed surgery
was successful, the possibility of a minimally ade-
quate quality of life was nonexistent. The physicians
in attendanee supplied the medical judgment.""
The Indiana Supreme Court refused to overturn the
ruling, and the child died of pneumonia 6 days after
birth while attorneys were en route to file a petition
for review by the United States Supreme Court."

Commissiog Approach
This is not the first report in which the United

States- COMinission on Civil Rights has dealt with
medical discrimination against plople with disabili-
ties." In its 1983 report, Accommodating the Spec-
Mum of Individual Abilities, the Commission wrote:

Handicapped people. . .face discrimination in the avail-
ability 2nd delivery t,t* medical services. While occasional
denials of tontine medical care have been reported, a
much more serious problem involyes the apparent with-
holding of lifesaving medical treatment from individuals,
frequently =;ifarits, solely because they are handicapped.
Recently, widely publicized- denials of medical treatment
to handicapped infants have occurred in Indiana, IlHvois,
and California."

On May 1, 1984, the Commission approved in
concept a hearing to obtain testimony from the legal,
medical; ard academic communities, from represen-
tatives of civil rights organizations. including those
advocating on behalf of people with disabilities, and
from the general public on the subject of medical
treatc z I to or withheld from newborn
children with disabilities, with a special focus on the
applicability of section 504 of the Rehabilitation Act
of 1973." In preparation for the hearing, staff
conducted a literature review, legal research, and
interviews with experts. The hearing took place

22 Id at 3, 2 Issues in L. & Med. at 80.
22 J. Baker, June 8, 1982, Letter of Judge John Baker to
Anonymous Person, 2 Issues in L. & Med. 81, 82 (1986). See chap..,
foi an examination of the view that peo )Ie with Down syndrome
lack a- minimally adequate quality of jfe.
" Protection of Handicapped Newborng Hearing Before the United
States Commission on Civil Rights 204-03 (vol. II) (1986) (testimo-
ny of Walter Owens, M.D., Bloomington Obstetrics and Gyne-
cology, Inc.).
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June 12-14, 1985, in Washington, D.C. Forty-three
witnesses testified, including specialist physicians,
representatives of medical organizations, parents
who had been involved in treatment decisionmaking
concerning their children born with disabilities,
representatives of disability groups, ethicists,. medi-
cal and other personnel involved in hospital ethics
committees, hospital administrators and support
personnel, and current and former staff of the
executive and legislative branches of the Federal
Government.

The Commission held a second hearing, also in
Washington, D.C., on June 26-27, 1986. Testimony
was received from attorneys and disability rights
advocates assessing the then-recent i.S. Supreme
Court decision limiting Federal invest2gations under
section 504 of denial of treMment to children with
disabilities," from academicians and an investigative
journalist on the extent of discrimination and perva-
siveness of discriminatory attitudes, from physicians
and a judge who had been involved in denial of
treatment about the context and rationales for that
denial, from people with disabilities about their
perspectivm on denial of treatment, and frorr an
academician and a Federal official about die poten-
tial that exists for people with disabilities.

Following the hearings, staff conducted signifi-
cant additional research and examined agency docu-
ments and data.

The Commission employed a distinguished group
of consultants, drawn from a variety of fields and
perspectives in the area of disability, to assist it in
providing research leads and in reviewing drafts of
this report. They included Gunnar Dybwad, emeri-
tus professor of human development at the Heller
School, Brandeis University, and visiting professor
at the University of Syracuse; James Ellis, professor
of law at the University of New Mexico; Frank
Laski, chief counsel for the Public Interest Law
Center of Philadelphia; Reeu Martin, professor of
law at the University of Texas-Austin, Margurite
Mikol, president of Sick Kids Need Protection
cam, the national organization of parents of
2$ When referring to disabilities or to people with disabilities
throughout this report, except in quotations or when making
direct reference to legal or medical terminology, the Commission
has sought to use language defined as appropriate in the standards
issued by the Research and Training Council, Writing and
Reporting About People with Disabilities (1986).
" U.S. Commission on Civil Rights, Accommodating the
Spectrum of Individual Abilities 35 (1983).
" 29 U.S.C.A. §794 (West Supp. 1988).
" Bowen v. Am. Hosp. Ass'n, 476 U.S. 610 (1986).
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technology-assisted children; Charles Rice, profes-
sor of law at Notre Dame University School of Law;
H. Rutherford Turnbull, nrofessor of law and
special education at the University of Kansas;
Colleen Wieck, executive director of the Minnesota
Governor's Planning Council on Developmental
Disabilities; and Robert Williams, deputy director of
the Pratt Monitoring Program of the D.C. Associa-
tion for Retarded Citizens. The Commission also
employi Thomas Nerney, president of the Di Labili-
ty Institute and currently executive director of the
Aufism Society of America, first as a consultant and
later as an expert.

In accordance with statutory" and regulatory"
requirements, draft portions of the report which the
Commission determined tended to defame, degrade,
or incriminate persons or institutions were provided
to them for comment. Verified answers received in
response are-Inprinted as appendix D to this report.
Commission policy also requires that relevant por-
tions of its draft reports be provide4 to affected
agencies. for cdmment. Thus, relevant sections of
this report were provided to State child protective
services agencies; to the U.S. Department of Health
and Human Services' Office of Human Develop-
ment Services, Office for Civil Rights, and Office of
Inspector General; and to the Civil Rights DiVision
of the U.S. Department of Justice. Comments
received from the Federal agencies are reprinted in
appendix E to this report. Answers and comments
were carefully reviewed and, when appropriate,
modifications were made in the final report.

u 42 U.S.C.A. §1975a(e) (West Supp. 1988).
" 45 C.F.R. § 702.18 (1987).
s4 U.S. Commis, ion on Civil Rights, Civil Rights Issues of
Handicapped An ricans: Public Policy Implications 230, 230
(1980) (statement of Judith E Heumann, Deputy Director,
Center for Independent Living, Berkeley, California). The Inter-
national Center for the Disabled estimates that in 1985 there were
approximately 27 million individuals in the general population
who were age 16 or older and had a disability. The ICD Survey
of Disabled Americans: Bringing Disabled Americans into the
Mainstream iii (March 1986), conducted for ICDInternational
Center for the Disabled, in cooperation with the National Council
on the Handicapped, by Louis Harris and Associat, Inc. The
U.S. Department of Education estimates that, in 1986-87,
"4,421,601 children with handicaps from birth to age 21 were
served" by the special education system. U.S. Department of
Education, Tenth Annuri Report to Congress on the Implementa-
tion of The Educalion of the Handicapped Act 3 (1988).
In line with Ms. Huemann's testimony quoted above, in 1983 the
Commission stated:

A Legacy of Discrirnmation
Treatment decisions resulting in the denial of

lifesaving medical treatment to children with disabil-
ities cannot be viewed in isolation. Together with
discrimination in employment, barriers to access to
transportation and physical facilities, and a tradition
of institutionalization, these decisions may be viewed
in the context of longstanding attitudes and practices
toward people with disabilities.

Eight years ago, Judith E. Heumann, then deputy
director of the Center for Independent Living in
Berkeley, California, told the Commission:

I belong to the largest civil rights group in the country.
The statistics, while they vary, go anywhere from 35
million to 47 million and up, and yet our civil rights group
still has not yet received the status within the nondisabled
community as a civil rights group representing r. body of
oppressed people in this country who have thus far been
unable to achieye- our place within this society, based on
the failure to provide appropriate services and probably
most importantly based on the failure of people in this
country to believe that disabled individuals are in fact
people who have the ability to achieve and have the desire
to achieve. I think it is still all too common that disabled
people in this country are perceived of as people who are
sick and who are in need of being taken care of, as opposed
to people who have different needs and whose needs, in
fact, can be met, which will allow us to achieve our
goals.34

Historically, the notion that people with disabili-
ties "are sick and. . .in need of being taken care of"
has found outlet not only in paternalistic approaches
that foster dependency but also in the view that such
"sickness" imposes a burden too great to be borne
either by the person with the disability or by society
as a whole. As Frank Bowe, then director of the

Structuring society's tusks and activities on the basis of
assumptions about the normal ways of doing things reflects
the idea that there are "normal" people who can participate
and there are people with r.hysical and mental handicaps
who cannot. When people are classified as either handi-
capped or normal, the only questions are who falls into
which category and what criteria are used. A close examina-
tion of this handicapped-normal dichotomy, however, re-
veals fundamental flaws: it ignores the fact that abilities
occur as spectrums, not as all-ornothing categories, and
discounts the importance of social context. The resulting
distortion of reality is the wellspring of handicap discrimina-
tion.

U.S. Commission on Civil Rights, Accommodating the Spectrum
of Individual Abilities 93-94 (1983). That is not to say that there is
not a standard against which the health of individuals is measured.
Rather, the point to be made is that categorizing persons based
upon disabilities raises the very legitimate concern that it not
obscure the extent to which such persons may in other respects
have greater abilities than persons not in that category.
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American Coalition of Citizens with Disabilities,
told the Commission in 1980:

Within the Colonies, and later the States, community
mores recognized indolence as a prime evil. Because
popular perceptions equated disability with inability,
existence of a disability appeared reason enough to deny a
person the right to participate in societal life."

In the late 19th and early 20th centuries, accep-
tance of the purported science of eugenics resulted
in the view that people with disabilities were a
burden .to be regarded as a menace. The American
Coalition of Citizens with Disabilities has summa-
rized this history in a brief submitted to the United
States Supreme Court:"

Th[e] stark history is. . .of the regime of segregation
and degradation which by force of state statute deemed
retarded people to be "unfit for citizenship.", In every
state in inexorable' fashion handicapped persons were
legislatively declared a "menace to the happiness. . .of the
community,"" "unfitted for companionship with other
children,"" a ."blight on mauldnd"" whose very
"presence"" in the community was "detrimental to
normal" people."

Official policy was to "purge society"" of these "anti-
social beings,"" to "segregate [them] from the world,""
so that they "not. . .be returned to society"" since a
"defect. . .wounds our citizenry a thousand timts more
than any plague."' Disabled persons simply did not have

is F. Bow; An Overview Paper on Civil Rights Issues of
Handicapped Americans: Publi: Policy Implications, in U.S. Com-
mission on Civil Rights, Civil Rights Issue:. of Handicapped
Americans: Public Policy Implications 7, 9 (1980).
" Amicus Curiae brief for the American Coalition of Citizens
withDisabilities, Bowen v. Am. Hosp. Ass'n, 476 U.S. 610 (1986).
The text of footnotes 37 through 58 are reprinted as they
appeared in the brief.
" 1920 Miss. Laws 294, ch. 210, §17.
" 1919 Ala. Acts 739, No. 568, §7.
" 1909 Wash. Laws 260, tit. I, subch. 6, §2.
" Report of the Vermont School for the Feeble-Mhded 17-18
(1916).
" Report of the Rhode Island School for the Feeble-Minded 21
(1910).
" California Board of Charities and Corrections, First Biennial
Report 41 (1905).
" Wisconsin Board of Control, Biennial Report 321 (1898).
" Report of the Commission on Segregation, Care and Treat-
ment of Feeble-Minded and Epileptic Persons in Pennsylvania 43
(1913).
" Thirty-Sixth Annual Report of the Indiana School for Feeble-
Minded Youth 14 (1914).
" First Biennial Report of the Board of Commissioners of
Nebraska Institutions 10 (1915).
" Fourth Biennial Report of the Board of Trustees of the Utah
State Training School 3 (1938).
" Fourth Biennial Report of the South Dakota Commission for
Segregation and Control of the Feeble-Minded 3 (1932).
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the "rights and liberties of normal people."" The District
of Columbia Board of Charity urged Congress, and it
agreed, to authorize putting handicapped people away
since they were "not much above the animal."" Handi-
capped people were "not far removed from the brute,""
not quite persons, but "by-products of unfmished humani-
ty"' who were to be segregated for the benefit "of
society," "to relieve society of the 'heavy economic and
moral losses arising from the existence at large of these
unfortunate persons."' It was important to fmd a "way
of getting -rid of these kinds of eases." Government
reports labeled handicapped people "a parasitic predatory
class," a "danger to the race," "a blight and a
misfortunA both to themselves and to the public"" whose
role "in discounting social progress is by far the most
potent influence for evil under which society is struggling
today."

As Justice Thurgood Marshall noted:

Fueled by the rising tide of Social Darwinism, the
"science" of eugenics, and the extreme xenophobia of
these years, leading medical authorities and others began
to portray the "feebleminded" as a "menace to society and
civilization. . .responsible in large degree for many, if not
all, of our social problems."

Attitudes toward individuals with a disability
were harsh. One article in the Massachusetts Medi-
cal Society magazine in 1912 stated that "Nile social
and economic burdens of uncomplicated feeble-min-
dedness are only too well known. The feeble-minded
are a parasitic, predatory class, neyer capable of self

4* District of Columbia Appropriations Bills: Hearings Before the
Comm. on Appropriations, 67th Cong., 2d Sess. 96 (Jan. 13, 15,
1932).

" Mental Defectives in Virginia: Special Report of the Board of
Charities and Corrections to the General Assembly of 2926, at 20.
" Baldwin, The Causes, Prevention and Care of Feeble-Minded
Children, in Proceedings of the Texas Conference of Charities and
Corrections at Its Second Annual Meeting 87 (1912).
" See, e.g., 191; Ga. Laws 379, No. 373, §3.
" 1915 Tex. Gen. Laws 143, ch. 90, §§ 1,2.
" Connecticut School for Imbeciler Hearings on H.B. No. 644
Before the Joint Standing Committee on Humane Institutions 20
(typed transcript, Feb. 25, 1915) (statement of Mr. Kerner of
Watet bury).
" Report of the Vermont School for Feeble-Minded Children
17-18 (1916).
" Report of the Legislative Visiting Committee, Wisc. Sen. J. 263
(48th Leg. Sess.).
" Thirteenth Biennial Report of the Kansas School for Feeble-
Minded Youth 12 (1906).
" Mental Defectives in Indiana: Third Report of the Committee
on Mental Defectives 6 (1922).
" City of Cleburne v. Cleburne Living Center, 473 U.S. 432,
461-62 (1985) (Marshall, J., concurring) (quoting H. Goddard,
The Possibilities of Research as plied to the Prevention of
Feeblemindedness, in Proceedings of the National Conference of
Charities and Correction 307 (1915)).



support or of managing their own afUirs."" A
Chicago ordinance provided that no per= "who is
diseased, maimed, mutilated or in an' way deformed
so as to be an unsightly or disri.sing object or
improper person" could be foum, ..h or on the
public ways or other public placde and that no
sueli.-p..-xion could "exporEehiniself to public view."61

In Heredity and Human ProBrcs, a physician
advocated that children with ilvere disabilities,
including "idiots," most "imbecklu.," and "epilep-
tics" should be eliminated for the safety of the
Nation through the use of a .painless gas."

In 1941 a physician addressing a luncheon during
the annual meeting of the American Psychiatric
Association said: "[Wie have too many feeblemind-
ed people among us. . . .The idiot and the imbecile
seem to me unresponsive to the care put upon them.
They are not capable of being educated; nor can
such defective products ever- be made to be so.""
Hespoke "in favor of euthanasia for those hopeless
ones who should never have been bornNature':.
mistakes," urging that when a "competent medical
board. . .acting. . .on the application of the guard-
ians of the child, and after three examinations of a
defective who has reached the age of five or more,
should decide that that defective has no future nor
hope of one. . .it is a merciful and kindly thing to
relieve that defectiveoften tortured and con-
vulsed, grotesque and absurd, useless and foolish,
and entirely undesirableof the agony of living."6'
An editorial in the issue of the American Journal 9f
Psychiatry that published the physician's address
suggested that the attitude of parents who opposed
elimination of their "idiot" children was a fit subject
for psychiatric analysis and correcdon:

It is difficult to conceive how normal affection can be felt
for a creature incapable of the slightest response; and
exaggerated sentimentality or forced devotion which can
serve no possible purpose can hardly be looked upon as
desirable. . . .

[The psychiatric problem. . .[of] the "fondness" of the
parents of an idiot and their "want" that he should be kept

" A.M. Clark and A.D.B. Clarke, eds., Mental Deficiency: The
Changing Outlock, 16-17, quoted in Evans, The Lives of
Mentally Retarded People 43 (1983).
" Formerly Chicago, Ill., Mun. Cod. §36-34 (1966).
" D. McKim, Heredity and Human hvgress 18, 193 (1900).

Kennedy, The Problem of Social Control of the Congenital
Defective, 49 Am. J. Psychiatry 13, 13 (1942).

alive. . .we believe deserves studythe extent to which it
exists, in fact and not merely as a generalization ci opinion,
what underlying factors. . .are discoverable, whether it
can be assessed as healthy or morbid, and whether in the
latter cast it is modifiable by exposure to wental hygiene
principles."

Although contemporary justificatio.-A to; denial
e r treatment to children with disabilit/el are typical-
ly less harshly worded, a clear confinuit y of thought
can often'be found. Contemporary bioethicist Feter
Singer writes:

When the death of a defective infant will lead to the birth
of another infant with better prospects of a happy life, the
total amount of happiness will be greater if the defective
infant is killed. The loss of happy life for the first infant is
outweighed by the gain of a happier life for the second."

A noted authority on chilu abuse and neglect argues
that the state should intervene to save the life of a
child only when the child would have a "life worth
living or a life of relatively normal healthy
growth."'"

The complex and difficult questions surrounding
treatment decisiomnaking for children with disabili-
ties must be approached with sensitivity to the
effects of this background of dehumanizing attitudes
concerning people with disabilities. Dehumanizinu
stereotypes are common to virtually every form of
discrimination, including that based oh disability."

This report thus begins with an examir ation of t1le
context of such decisionmaking in a chapter that
explores the parent-physician relationship and the
sort of information about disability sometimes pro-
vided parents -by physicians. The next chapters
consider what the evidence suggests about the
potential quality of life of people with disabilities in
contrast to what are often inaccurate assumptions
about their quality of life. The report then describes
in detail the history and current status of legal
standards governing medical treatment for those
with disabilities. The degree to which these stan-
dards are being implemented and the performance of
governmental and nongovernmental institutions in
enforcing them are assessed. The report ends with
findings of fact and recommendations for the future.

" Id. at 14.
" Euthanasia, 99 Am. J. Psychiatry 141, 143 (1942).
u Peter Singer, Practical Ethics 134 (1979).
" J. Goldstein, Medical Care for the Child at Risi 'i State
Supervention of Parental Autonomy, 86 Yale L.J. 645, G (1977).
ga See gensrally U.a Commission on Civil Rights, Accommodat-
ing the Spectrum of Individual Abilities 22 (1983).
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Chapter 2

The Physician-Parent Relationship and
Treatment/Nontreatment Decisionmaking

Much of the popular and scholarly &that: over
the question of denying treatment to children with
disabilities assumes a conflict between the rights of
parents to make,tt choice concerning medical treat-
ment 'for their child and whatever rights the child
may have to Hewing treatment despite the views
of the parents. However; testimony befóre the
Commissionsuggests that this is an artificial conflict,
because it is normally inaccurate to assume that it is
solely the parents of newborn children who actually
decide whether to provide or withhold lifesaving
medical treatment. In the words of Dr. Rosalyn
BOnjainifi Darling: "In the decisionmaking situation,
paivnts are likely to feel confused when confronted
witli; a disability about which they know little. As a
resy it, they rely heavily on the information and
attitades communicated to them by the physician. In
most cages, the parents' decision reflects the physi-
cian's decision."1

One Commissioner summarized the evidence
heard by the Commission:

To the parents who testified, it was clear. . .that most
parents are indeed influenced prit 'cirily by the recommen-
dations of their physicians and tin.. those recommenda-
tions can be and sometimes are based on a totally
erroneou's view of the child's abilities and future quality of
life.2

ProteCtion of Handicapped Newborns: Rearing Before'the United
States Commission on Civil Rights 181-82 (1986) (vol. II) (testimo-
ny of Dr. Rosalyn Benjamin Darling, Director, Early Interven-
tion Services, City Connell Clinic in Johnstown, Inc). Accord ia
at 41-42 (testimony of Prof, H. Rutherford Turnbull, Department
of Special Education, University of Kansas) ("I dispute the
predicate. . .that parents make the decision. I think that kind of
aseptic view runs contrary to the published literature in the health

26

Factors that Impair Independence in
Parental Decisionmaking

It is important to understand the situation in
which most parents suddenly confronted with a
child with a disability fmd themselves. AssLant
Secretary Madeleine Will pointed out:

A parent ma- have had no experience mith a person
with a disability, and suddenly, at a moment's notice, finds
himself or herself at an existential cliff, and one is very
much deNndent on this physician who is in some way
going to protect you, one imagines, from a cataclysm, and
ohe is dependent on the quality of information that he or
she p zovides.3

The period surrounding birth is one of considerable
stress and emotion, and for nondisabled parents, t'.ie
birth of a child with a disability typically comes as a
great shock. It frequently produces feelinlo of
depression, grief, anger, and guilt. Because most new
parents of a child with a disability have had little or
no interaction with people who have disabilities,
their reactions are often dominated by the stigmati-
zation of people with disabilities to which they have
been pervasively and sometimes subconsciously
subjected for most of their lives. This stigmatization
may produce in their minds a picture of- 'the child's
condition and prognosis that has little basis in fact.
The Spina Bifida Association of America (SBAA)
emphasized the problems:

field and it also runs contrary to some of what I have been told by
physicians who are neonatologists, pediatric surgeons, and pedia-
tricians.").
2 la at 5 (opening statement by Commissioner Robert A.
Destro).
3 la at 92 (testimony of Madeleine Will, Assistant Secretary for
Special Education and Rehabilitative Services, U.S. Department
of FAucation).
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Parents of a newborn spina bifida child are expected to
make rational, life and death decisions when what was
expected to be a joyous time has instead become an
occasion for confronting the concerns of the unknown.
The decisions must be made quickly and under great
stress. Dr. Rosalyn Darling, a member of SBAA's Profes-
sional Advisory Committee, has written that decisions are
often made by physicians and individuals who have very
little contact with the disabled community; consequently,
decisions concerning treatment are often "stacked" against
the newborn with a problem.'

Because the parents typically lack knowledge and
are in such a state of stress, they turn for information
and recommendations to the physicians caring for
their child. Medical sociologist Rosalyn Benjamin
Darling has done several studies of the relationship
between the physicians and parents of children with
disabilities. She noted:

-
[P]arents are very vulnerable immediately after having
given birth to a handicapped child. The hospital is not
their natural habitat, and the medical milieu is frightening
to them. They know very little about birth defects in
general and their child's defect in particular. They turn
readily to the "experts" who can help them understand
what is happening to them. They have learned to trust
physicians and to respect their opinions. Not surprisingly,
they often defer to the physician's expertise in deciding
whether their child is to be macally or suigkally
treatedor allowed to die.5

Evan Kemp, a lawyer with a disability who
directs the Disability Rights Center, made a similar
point:

I think that at time of birth, when parerts are very
distraught, when they fmd that they don't have a child
that measures up to the children of their friends, they're
very impressionable at that time and under a great deal of
stress, and I think that doctors have tremendous power to
influence them, and I think they do influence them. . . .5

4 Quoted in 49 Fed. Reg. 1649-50 (1984).
5 Darling, Deck Often Stacked Against Defective Newborn.;
American Medical News, Jan. 14, 1983, at 23. Cfi the description
in an anonymous letter from a parent submitted for the record by
-Dr. Walter Owens:

[AD delivery I just remember being shocked that I, as a
young, healthy person who avoided all artificial ingredients
during my pregnancy, ate sensibly, could have given birth to
an infant with multiple deformities. I didn't know anything
about spina bifida, its consequences for the baby or the
family; I guess I must have looked very bewildered as to the
correct choice to make regarding surgery for a shunt, etc.
You told me that if it were your decision, you probably
would not sign consent for surgery. You gave me a short, but
coMplete description of what I could expect from surgery,
quality of life. It was simply a pre.entation of facts. I decided
against sustaining measures, the baby died in a short
time. . . .

Influence of Physicians
Dr. Anne Fletcher, a neonatologist at Children's

Hospital National Medical Center, told the Presi-
dent's Commission for the Study of Ethical Prob-
lems in Medicine and Biomedical and Behavioral
Research:

Mt is important, that we make a recommendation of what
is to be done. That is not to say that we don't feel the
parents have :I decision to make, but it is a decision with us
and not a decision on their own. And we usually have felt
it is our duty to make a decision, and then have them agree
with us, rather than to have them feel they made the
decision completely on their own.7

Another physician, who specializes i e treatment
cf spina bifida, has written:

Invariably, in these circumstances, families make a deci-
sion based on information that is given to them by the
pediatrician, pediatric neurologist, or neurosurgeon. The
great likelihood is that any one of these physicians will
have his/her own philosophy concerning what should be
done and, therefore, whether intentional or unintentional,
the information will be skewed. It is, therefore, th..
physician hat is responsible for the immediate decision for
or against surgery.'

Do parents or physicians typically initiate discus-
sion of denying lifesaving treatment? In his team's
study of approximately 150 cases of denial of
treatment, investigative journalist Carlton Sher-
wood testified:

[Mot one parent we interviewedand we spoke with
several dozen who were personally Involved on both sides
of the treatment issuenot one said they to()It any
initiative in the decisionmaking process; invariably, it was
the physician, often teams of physicians, who approac.,ed
the parenls and recommended, strongly and petsistently
sometimes, for a course of treatment or nontreatment.

Anonymous letter to Dr. Walter Owens (Aug. 20, 1983) (avail.
able in files of U.S. Commission on Civil Rights).
4 Protection of Handicapped Newbornr Hearing Before the United
States Commizion on Civil Rights 29 (1986) (vol. II) (testimony of
Evan J. Kemp, sr., Director, Disability Rights Center).
7 Testimony of Dr. Anne Fletcher, Transcript, Sixteenth
Meeting of the President's Commission for the Study of Ethicul
Problems in Medicine and Biomedical and Behavioral Research
17 (Jan. 9, 1982), quoted in President's Conunission for the Study
of Ethical Problems in Medicine and Biomedical and Behavioral
Research, DeCiding to Forego Life-Sustaining Treatment 210:11
(1983).
4 Epstein, Meningomyelocele: infalls' in Early and Late Man-
agement, 30 Oinical Neurosurgery 366, 366-67 (1982). See
generally National Legal Center for the Medically Dependent and
Disabled, The Medical Treatment Rights of Children with
Disabilities §5.02 (J. Bopp ed. 1987).

27



In all but a few cases, the parents said they went along
with faeir physician's recommendations and would have

wf.0.3 '.:ne same doctor's advice had his recommenda-
ts different.

All, and I emphasize all, the doctors we spoke with
confirmed this decisionmaking process.)

Professor Turnbull told the Commission,
"[P]hysicians set the agenda. The person. . .whc
has the ability to set the agenda has to a large degree
the ability to control the outcome.""

In an article in Clinical Pediatrics, Drs. Stephen
Ntgatz and Patricia Ellison wrote about their own
case conferences with parents "during which they
[the parents] were asked directly to give an indica-
tion of whether or not they concurred that support
be withdrawn."" Coauthor Dr. Patricia Ellison, a
pediatric neurologist in private practice in Denver
who also holds an academic appointment, testified
before the Commission. Asked whether hzr article
suggested that "there was a preexisting opinion that
support be withdrawn and th At the parents were
then asked whether they concurred or disagreed,"
Dr. Ellison said: "There was not a decision [in any
of those cases] ever offered by the doctor that
support be withdriwn. However, it should be clear
that if the issue is being raised, this is a consideration

Protection of Handicapped Newbornr Hearing Before the United
States Commission on Civil Rights 50 (1986) (vol. II) (testimony of
Carlton Sherwood).
I° Id. at 58 (testimony of Prof. H. Rutherford Turnbull,
Department of Special Education, University of Kansas).
II Ragatz & Ellison, Decisions to Withdraw Life Support in the
Neonatal Intensive Care Unk 22 Clinical Pediatrics 729, 732
(1983). The physicians wrote:

We initially assumed that the decision to withdraw support
was chiefly the [prerogative] of the physician, acting in
accordance with the parents' wishes. Decisions were made
after full discussion with the parents. We subsequently
learned that parents considered that they had made such
decisions, and we became more willing to let the parents
make them, in infants who were considered eligible for such
a decision by the physician. On occasion, quality of life issues
were raised by the parents prior to discussion initiated by the
physician.

Id at 729-30 (citation omitted) (emphasis added).
Ix Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 219-20 (1986) (vol. II) (testimo-
ny of Dr. Patricia Ellison, Research Professor, Department of
Psychology, University of Denver). Appearing before the Com-
mission, Dr. Ellison charucterized at a "misremesentation," Id at
219, the view "that there was a preexisting opinion that support
be withdrawn and that the parents were then asked whether they
concurred or disagreed," id (question by Ms. Htnrahan). Cf the
language in another of her articles (Walwork & Ellison, Follow-up
oj Families of Neonates in Whom Lift Support Was Withdrawn. 24
Clinical Pediatrics 14 (1985)):
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in the doctor's mind as well. You are not going to
hold conferences for those babies about whom this
would not be an appropriate concern."" When she
was asked whether it is usually the parents or the
health care personnel who initiate the question of
continuing lifesaving support, she testified that
sometimes it comes from one and sometimes from
the other, but that when it comes from the parents:

[wle try to respond to the questions and needs of the
parents, but would never have held a conference where
this issue of support woule be set up in the sense of a
decisionrnaking process, unless we as physicians felt that
this was an appropriate case to do that. We might meet
with the parents and answer questions and say, "We
understand your worries, but look, at this time, things
seem to be. . .[going] this way and this is not a time for
such a conference.""

Physicians with a bent toward denial of treatment
can be quite insistentin conveying negative informa-
tion, as they were with the parents of Baby Jane
Doe: "During her five months in the intensive care
nursery, Dan and Linda would see their baby smile
and ask hopefully if she were maldng progress. No,
the doctors would respond, she wasn't.""

Physicians had urged Dan and Linda to place Keri-Lynn
[Baby Jane Doe] in a home for the severely disabled
shortly after birth. Instead, the parents took her home.

[F]amilies were told, during the decision-making conference,
that the decision would be made by the physician with
consideration of the families' wishes and thoughts. . . .

Id at 16.
We. . .found that the parents accepted the responsibility for
the decision to withdraw support, even when the profession-
al staff considered that the decision had been made by the
professional staff, not by the parents.

Id at 20.
In her testimony, Dr. Ellison said, "It should be also well-stated
that with parents who felt that this was really something that was
not in keeping with their cerns, none of the support was ever
withdrawn from such a child. We would never have considered
such a thing." Protection oj Handicapped Newborns: Hearing Before
the United States Commission on Civil Rights 220 (1986) (vol. II)
(testimony of Dr. Patricia Ellison, Research Professor, Depart-
ment of Psychology, University of Denver.)
" Protection oj Handicapped Newborns: Hearing Before thc United
States Commission on Civil Rights '.:39 (1986) (vol. II) (testimony
of Dr Patricia Ellison, P-...aearch Professor, Department of
Psychology, University 4' Denver). Cf id at 267 (testimony of
Robert R. Williams, Project Analyst, D.C. Association for
RetardNI Citizens) ("[O]ne wonders why parents with newborns
with severe disabilities are even put in a position of having to

make such decisions when they are clearly operating under so
much stress. Physicians often serve to exacerbate an already
highly charged and tense situation by presenting the parents ofan
infant with severe disabilities with life and death choices that they
would never, ever consider prestnting to parents of a nondisabled
child.").
" 'Adorable' Baby Jane Doe Finally Is Ikme. Milwaukee
Sentinel, May 25, 1984, pt. I, at 8, col. 1.
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'They said she'd only know pain and that shc wouldn't
recognize us," Linda said. "If we had placed her in
home, she would have been like they said. Now, she's a
and doing *hings.""

Although parents may seek to do what they think
is best for their children, their assessment of what is
best depends on the information they have. Nondisa-
bled parents who are suddenly confronted with the
birth of a child with a disabilitv are not likely to
enter the decisionmaking,procea.s with a background
of adequate and accurate information. Adrienne
Asch, who teaches social psychology at the City
College of New York, testified:

[B]ecause parents of disabled children, and especially
disabled newborns, rarely share this minority characteris-
tic [of being a person with a disability],. . .they are in an
extremely clinical; position to advocate for that infant.
The parents of other children with minority characteristics
can do this much better. They know what life holds in
store for that infant and their child. They can advocate
against those who would hurt their children for those
minority characteristics, because even though they may
know that life is fraught with problems, it is also going to
contain various joys.

But the parents of a disabied infant, moments, days after
its birth, have very little such information. In fact, they are
likely to have been given information by physicians, by
social workers, by any other professionals, by clergy, that
reinforces whatever stereotypes they have about the limits
and deficits and tragedy of so-called defective, deformed,
damaged infants."

There seems to be near unanimity, from health
care personnel who support as well as those who
oppose denial of tmtment, that in all but handful
of cases the manner and content of the medical
provider's presentation of the issue will be decisive
in determining the parent' "decHon." One nurse
has written:

Whether and to what extent such chIldren are treated
can be influenced pvysicians and nurses. Suppose, for
eumple, the staff tells the parents, "It is possible to
operate on your baby and close his back, but his legs will
still be paralyzed and deformed. Most likely he will never
have bowel or bladder control and will probably develop

" Kerr, Baby Doe's SuccessN Progress Defying Prognosis, News-
day, Dec. 7, 1987, at 2, 23.
" Protection of handicapped Newbornr Hearing Before the United
States Commission on Civil Rights 125-26 (1926) (vol. II) (testimo-
ny of Adrienne Mch, Adjunct Lecturer in Social Psychology,
City College of New York). See also IS at 141 (testimony of Mary
Jane Owen, Director, Disability Focus, Inc.) C'Unfortunate1y,
handicapped infants are born into alien families, familks that have

hydrocephalus, which may require many operations with
possible complications. Or, we can do nothing and allow
him to die." Would you be surprised if the parcnts opted
for death?

On the other hand, a positive attitude can go a long way
in persuading parents to accept their baby. This has been
the stance Of Our nursing staff. We encourage parents to
touch, hold, feed, talk to, and play with their infant. We
tell them to bring in music boxes, toys, and, later, even
clothes. By focusing on the normal things the baby does,
we foster a positive image of the child. For example, we
might say, "Look how strongly he sucks" and "See how
tightly she hokis your finger." We try to emphasize that
their baby does things all babies do."

One of the lead physicians involved in the selec-
tive treatment program at Children's Hospital of
Oklahoma," Dr. Richard Gross, has said: "I ihink it
takes a great deal of courage on the. . bart] of
parents to say, in the face of a recommendation from
a physician, that they wish to go counter to that.
They certainly do not have the background at the
time the child is born to really know what is
expected:" Dr. Mildred Stahlman was even more
direct:

I can persuade 99 percent of parents to my way of thinking
if I really work at it, even if I am 100 percent wrong. If I
tell them in such a way that I appear concerned and that I
am knowledgeable and that I have their interest at heart
and the interest of their. . .newborn baby, there is no
question in my mind but that they will let me "cut off that
infant's head."2°

From a treatment perspective opposite to that of Dr.
Gross, Dr. David McLone testified concerning his
experience with parents of children with spina
bifida:

I have now treated about 300 newborns and had this
midnight discussion with about 300 families, and I have
,i(ot had one family, once fully informed of the availability
and thc likely outcome of treatment, who has refused to
have the back repiired at the time of birth.

In my experience in the cases I am familiar with where
the decision was made not to close the back, that decision,
in &ssence, was made by the physician and by what he told

already probably stated the only requirement they have of a child
wu that it must be perfect. . . .").
" Homer, Sekctive Treatment, 84 Am. J. Nursing 309, 309-10
(1984).
" See chap. 1 and text accompanying notes 7-15.
" Take 71va: Who Lives, Who DiestPart II (Cable News
Network, Feb. 22, 1984), (Radio-TV Monitoring Service, Inc.,
Transcript at 5).
14 Quoted in Patrick, Little Murders. 10 New Times 32, 36 (1978).
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the family, and the family went along with the decision of
the physician not to close the back."

The same picture emerged from testimony elicited
from thOat associateJ with health care consumem
The dvuty director of the National Information
Centerfor Handicaed Children and Youth, Patri-
cia McGill Smith, described an instance in which
parents of a child, with spina bifida received a
medical recommendation of no treatment based on
that disability and "predictable mental retardation."
They initially accepted this recommendation. "Her
parents were loving, good people," Smith testified,
"but' they were operating on the directive of the
doctor who said, why sustain -the life of someone
who will have two kinds or disabilities. . . .Those
parents were given inaccurate information. . . ." As
the leader of a parent-to-parent support group,
Smith was called in to assist the parents. She
providid them with more accurate information
about the prognosis for their child and the support
sy:tems available for them, and in time the parents
changed their mind. Today, the girl is alive, without
a trace of Mental retardation."

Betsy Trombino, the parent of a child with
orthopedic disabilities, has worked for 6 years in the
field of parent support. She testified;

We're asked to make decisions as to whether our children
live or die, and, yet, all the information is coming from
people saying, he'll never do this, he'll never do that, he's
not ever going to go to school or walk or talk or even roll
over, so why would you want him to live?"

Misinformation Among Medical Personnel
Special Education Professor Ruth LuckAszon de-

scribed the prevalence of misinformation among
many health care persomei and the bioethicists who
advise them:

Regrettably, reports of the advances in special educa-
tion, habilitation and rehabilitation have not yet received
wide dissemination in either the popular media or the
literature of other professions. . . .[O]ur review of the
medical literature and the literature of the new bioethicists

Protection of Haiszlicapped Newborns: Hearing Before the United
States Commission on Civil Rights 19 (1985) (vol. 1) (testimony of
Dr. David McLane, Chairman, Division of Pediatric Neurosur-
gery, Children's Memorial Hospital, Chicago,
22 Protection of Handkrpped Newborns. Hearing Before the United
States Commission on Civil Rights 254-55 (1986) (vol. II) (testimo-
ny of Patricia McGill Smith, Deputy Director, National Informa-
tion Center fOr Handicapped Children ind Youth).
is Id at 263-64 (testimony of Betsy Trombino).
" Id at 97 (testimony of Prof. Ruth Luckasson, Department of
Special Education, University of New Mexico).
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revealed that typical physicians and bioethicists have little
or no familiarity with life possibilities or community
resources available to individuals who are born with
handicaps.

Parents, who typically receive the information on the
life prospects of their disabled son or ,daughter from their
physician, cannot uniformly expect 'information free of
false stereotypes and archaic prejudices. To the extent that
parents rely on such misinformation as they make life and
death decisions about their sons and daughters, their
children's vulnerability to discriminatory treatment is
aggravated."

Surgeon General Koop testified:

[I]es very difficult for somebody to know, for example, as
a pediatrician who sees only one or two of these in a
lifetime, if that, just how other parents have done innova-
tive and creative things, have rallied community support,
have established organizations that are anatomically de-
signed for that particular defect; and therefore, he tends to
be a little less enthusiastic about what can be done than if
he had all of this information at his hands."

Dr. McLone took a similar position:

The problem tbat I have noted and have been involved
in with the decisiontnaking process has been primarily
ignorame on the part of the physician who is first
confronted with the child, who then misinforms the
family, and based on inappropriate information, the family
usually makes, in my opinion, the right decision based on
that information. However, the informatica they have
been given is so inconsis:ent and out of line with what
most major centers in the United States are experiencing at
this time that the child is denied care based on misinforma-
tion."

Inaccurate stereotypes are quite pervasive; so
much so, indeed, that five members of the Supreme
Court have characterized the history of mistreat-
ment of people with mental disabilities as "gro-
tesque.""

Weight of Parental Decisions
In light of this background. Professor Ellis testi-

fied that frequently the parental agreement to forego
lifesaving treatment for their ne-torn child with a

" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 12 (1985) (vol. I) (testimony of
C. Everett Koop, M.D., Surgeon General, U.S. Public Health
Service).
22 Id at 7 (testimony of Dr. David McLone, Chairman, Division
of Pediatric Neurosurgery, Children's Memorial Hospital, Chica-
go, Ill.).
21 City of Cleburne v. Cleburne Living Center, 473 U.S. 432,454
(1985) (Stevens, J. & Burger, C.J., concurring), and id at 461
(Marsnall, Brennan & Blackmun, IL, concurring in part and
dissenting in part).
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disability is not legally adequate to constitute in-
formed consent:

The law of informed consent. . .provides some gui-
dance,. . .because legally adequate consent requires that
the individual. . .have a sufficient amount of information
to make a legally adequate judgment and that it be a
voluntary judgment, that is, without undue influence by
others.

And both on voluntariness and particularly on the point
of information, to suggest that the involvement of parents,
who are often ratifying a judgmert which they
think. . .[Wiks)'made by a professional on the basis of
current kno. ledge that may not indeed be without
prejudice, looking to the kinds of requirements in consent
law may suggest to us that it is inadequate to essentially
launder discriminatory de: isions by saying, "Yes, well the
parent.acquiescedin them" when their consent may not
meet those tests."

Other reservations have been expressed about
taking parental denial of treatment decisions at face
value. Sociology Professor living Zola testified that
remarch suggests that miscommunicetión as well as
misinformation lies behind many of them:

Mith the few studies that have come out, when we try to
study what the doctor-thinks he said and what the patient
thinks he or she heard in the situation, the discrepancies
are so enormous that one might go so far as to say that any
doctor-patient encounter should have a mediator or
somebody else there that could help both parties commu-
nicate with each other."

" Protection of Handkapped Newborns: Hearing Before the United
States Commission on Civtl Rights 30 (1986) (vol. II) ;testimony of
Prof. James W. Ellis, School of Law, University of New Mexico).
" Id at 200 (testimony of Prof. Irving Kenneth Zolt, Depart-
meut of Sociology, Brandeis University).

Carlton Sherwood's investigations substantiate
concerns about the definitive nature of many par-
ents' acquiescence in nontreatment decisions.

[W]tten death was being discussed, parents were rarely, if
ever, told exactly what method was planned. Euphemisms
like "let nature-take its course" cover everything from
starvation lo delibmte efforts to infect the newborns One
can only speculate what wouid happen if doctors were
required to put their nontreatment recommendations in
writing and spell out clearly for parents what it was they
intended to do in their names, along with the consequences
of such actions."

Dr. Rosalyn Benjamin Darling testified:

Even if we could legislate truly informed consent,
however, we could never have certain know/edge about
any child's future quality of life. Some or-the intreilts who
have the most negative attitudes in the immediate postpar-
tum situation, learn to love their children dearly months,
weeks, or even days later. Some children with the poorest
medical prognosis shortly after birth develop into nornal,
healthy children. Very few cases are predictable with any
degree of certainty. Treatment in most cases, therefore,
seems appropriate."

Conclusion
The evidence is strong that in many instances in

which lifesaving treatment is denied to children with
disabilities, those decisions are often influenced by
what physiciuns tell parents. In practice, doctors are
often the prime movers in denying the treatment.

" Id at 50 (testimony of Carlton Sherwood).
" Protection of Haidkapped Newborns: Hearing Before the United
States Commission on Civil Rights 182 (1986) (vol. II) (testimony
of Dr. Rosalyn Benjamin Darling, Director, Early Intervention
Services, City Council Clinic in Johnstown, Inc.).
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Chapter, 3

The Role of Quality of Life Assessments in
Penial of Medical Treatment

One of the most common justifications given for
denying treatment to children with disabilities is that
there are circumstances in which it is in the
children's best interests to spare them A life of
unacceptably poor quality. In the words of Dr.
Norman Fost, chairman of the Committee OD
Bioethics of the American Academy of Pediatrics:

Profound handicap may be a compelling reason for
allowing a patient to die. For example, consider the infant
with a severe intracranial hemorrhage and respirator
dependency who is profoundly tw,;11 damaged but not
comatose. Ever-improving technoLoy makes it possible to
keep such patients alive for longer periods. Some live in
intensive care units for years, cr at home at enormous
expense. The treatment clearly has medical benefitit
maintains respiratory functions and prevents the complica-
tions of respiratory arrestyet it often seems to serve no
interest of the patient, who cannot appreciate any of the
joys of living.1

Impairment or Societal Attitudes?
The testimony presented to the Commission and

its research suggest that, with few exceptions,
people who themselves have disabilities reject this
form of analysis. In a letter to the editor criticizing a
columnist's support for denial of treatment to Baby
Jane Doe because the child's life would be "barren
of joy," Price Grisham wrote:

When will people who are perfectly intelligent, clear-
headed and well-educated stop assuming that one must be
healthy, handsome and preferably wealthy to be human
and happy? I am not healthy (I have cerebral palsy), not

I Fest, Treatment of Seriously Ill and Handicapped Newborns, 2
Critical Care Clinics 149, 153 (1986).
2 Grisham, Baby Doe, Washington Post, Dec. 11, 1983, at C6. See
also Protection of Handicapped Newborns: Hearing Before the
United States Commission on Civil Rights 272 (1986) ',vol. II)
(testimony of Robert R. Williams, Project Analyst, D.C. Atsocia-

32

handsome and, as a GS-5 clerk, will probably never be
wealthy.

"My childhood and. . 4adolescence] were spent in more
than a decade of operations and therapy. Yet I am quite
sane and quite firm when I state that I would not exchange
my handicapped body for that of the most muscular
Redskins player, for through it I have learned more in the
30 years of my life than some people learn in a century.2

Typical of the views of many people with disabili-
ties is this editorial from a leading disability rights
movement newspaper, The Disability Rag:

The issue is that everyone agrees that life as a disabled
person is most probably a fate worse than
death. . . .That's the accepted fact. Many of us, in fact,
don't accept it at all. . . .

Who stops to figure out why being disabled is such a
horrible fate? Most disabled people (we can assume we're
the experts in this) will tell you that, despite what
everyone thinks, the disability itself is not what makes
vverything difficult. What causes the difficulty are the
attitudes society has about being disabled: attitudes that
make a disabled person embarrassed, insecure, uncomfort-
able, dependent. And the physical environment.

The physical environment that keeps on being de-
signed. . . .[w]ith no thought ever routinely given to
designing things everybody can simply use. . . .

Of course disabled people rarely can talk of quality of
life. But it has precious little to do with deformity, and a
great deal to do with society's own defects.

tion for Retarded Citizens) ("Society places too much emphasis
on the perception of quality of life, perceived value, intelligence
and physical agility. Traditionally, persons with severe disabilities
have not been consulted on those issues which have affected them
most. I think my life has been worth living; I'm confident my
family and those I care for feel the same way.").
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This said, we can get back to talking about the newborn
infant with a deformity. Now we can ask why` those
parents would be happier seeing it dead. Today, that child
means much expense, confmement to home, special
schools, special transportation, life in an institutiori. The
public talb about that kind of a life as though it is simply
inevitable for deformed infants. What they should be
asking is "why is it inevitable?"

The issue is rights, but the issue is not the right to die. It
is the right to live in a society that wants you. And it's
easier for our society to get rid of these kinds of people
right at the start than to deal with why life is so horrible for
these people. Our society is what makes it horrible. We
have the power to change that.3

When Dr. Walter Owens, the physician who
delivered Bloomington's Infant Doe, appeared be-
fore the Commission, he read a letter from a couple
who bad written in support of the decision to let a
child with Down syndrome die. The letter focused
far more on the societal reaction that made life
difficult than on impairments inherent in the disabili-
ty itself. These parents wrote that they regretted
choosing life-saving surgery for their child's esopha-
"geal atresia: "My husband and I chose life and got a
hellish existence instead."

That view was based almost entirely on the lack
of acceptance their son encountered. After referring
briefly to health problems such as "respiratory
infections[,]. . .severe allergies accompanied by
congestion, fatigue, irritability, sinus, and ear infec-
tions," the couple stated:

The real trouble started for Charles when he became old
enough to play outside. Although there were some
instances of cruelty to our DIwn's child, the main
expression to him by neighborhood children has been to
ignore him. For seven years, Charles was a bystander who
was permitted to sit on the side and watch their ball
games. As a result of this experience, our son became a
nonperson. His self-image plummeted, and one day he
began to stutter. At first barely perceptible, the stuttering
increased to a very severe level.,

The parents went on to tell how they eventually
sent Charles away to a special residential school

3 Killing Babies: Left and Right, The Disability Rag, May 1983, at
2, 6, () 1983 by The Advocado Press, Inc. Reprinted with
permission. This view is consistent with Harlan Hahn's descrip-
tion of a 'ocioportrica1 understanding which regards disability as a
product of the interaction between the individual and the
envirmunent. . . .Whereas the medical approach concentrates on
inabilities affecting individual performance,. . .the sociopolitical
perspective emphasizes the social environment and the impor-
tance of cultural expectations." Hahn, Public Policy and Disabled
Infants: A Sociopolitical Perspective. 3 Issues in L. & Med. 3, 3-4
(1987) (emphasis in original).

where he is "now protected from the 'kindness' of
society."' Looking toward the future, they asked,
"Will there be a group home and some sort of semi-
independent living arrangement for Charles or will
our son be reduced to the subhuman institutional
existence presently endured by the majority of
retarded citizens?"7

To accept a projected negative quality of life for a
child with a disability based on the difficulties
society will cause the child, rather than tackling the
difficulties themszlves, is unacceptable. The Com-
mission emphatically rejects the view that an accept-
able answer to discrimination and prejudice is to
grant the "right to die" to those against whom the
discrimination and prejudice exists. It is not tolerable
to choose death for children with disabilities as the
societal response to unjust treatment of people with
disabilities.

As Robert Williams, now deputy director of the
Pratt Monitoring Program of the D.C. Association
for Retarded Citizens, who himself has a physical
disability and uses communication aids, testified:

The way to secure commitments [to improve the way
people with disabilities are treated and the services they
receive]. . is not. . .[to] suggest that care be withheld
from newborn infants with severe disabilities until an
adequate funding is provided to help them obtain their
maximum developmental potential. What benefit can
result from this strategy? At best it can be seen as an
extreme example of circular reasoning. At worst it can
lead to the most vicious of circles. Appropriate support
services necessary to assist the families of newborns with
severe disabilities to love and care for their child in their
own home will not be available as long as we devalue the
life of a child so much that it becomes acceptable to
withhold the most ordinary care.8

Even when a negative conclusion about the
quality of life of a person with a disability is not so
self-consciously grounded in projections about the
behavior of others, as in Dr. Owen's example, it may
nevertheless be based on a view of disability colored
by societal assumptions and expectations. Professor
Harlan Hahn explains:

' Protection of Handicapped Newborns. Hearing Before the United
States Commission on Civil Rights 212 (1986) (vol. II) (testimony
of Walter Owens, M.D.) (quoting anonymous letter).
3 Id

Id. at 212-13.
7 Id. at 213.

Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 272 (1986) (vol. II) (testimony
of Robert R. Williams, Project Analyst, D.C. Association for
Retarded Citizens).
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If it is possible to characterize succinctly the prevalent
popular understanding of disability,. . .the sentiment
might be describee by the phrase "personal misfortune."
Disabled children znd adults'are commonly perceived as
the "victims" of ill fortune or adversity which can only be
"overcome" through extraordinary displays of personal
courage and perseverance, The image is constantly rein-
forced in the mass media, not only by feature stories that
depict the supposedly remaikable accomplishments of a
specific disabled individual but also by telethons and other
presentations that portray disabled persons as weak,
pathetic, and helpless. For the nondisabled majority, there

parently only two kinds of people with disabilities:
the, jverachievers, who gain acceptance by performing
superhuman feats, and the despondent, who are doomed to
an unthinkable fate.

. .Little thought is given to the possibility of modify-
ing the environment or of developing policies to enhance
the status of disabled persons. . . .°

In short, decisions purportedlyand often sinc-
erelymade on the basis of the "best interests" of
children with disabilities are all too frequently
tainted by. what the Supreme Court has character-
ized in the context of housing discrimination against
people with mental disability as "irrational prejudi-
ce."10

Positive Quality of Life for Persons with
Disabilities

The Commission received extensive testimony
documenting the good lives that people with disabil-
ities can have when barriers to their full integration
are decreased, adequate access is established to
education and employment, and pessimistic prog-
rnstications are not permitted to become self-fulfill-
hj Indeed, Professor Ruth Luckasson,
who coordinates mental retardation programs at the
University of New Mexico, stated:

The lives of the infants born with disabilities or who
acquire disabiliies after birth have more potential now
than at any othe: time in our history. Babies who receive
nondibcriminator) medically indicated treatment can ex-
pect to become pailicipating citizens leading rich lives as
members of their community."

Halm, supra note 3, at 4-5.
12 Citydf Cleburne v. Cleburne Living Center, 473 U.S. 432,450
(1985).
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 95 (1986) (vol. II) (testimony of
Prof. Ruth Luckasson, Department of Special Education, Ur4ver
sity of New Mexico).
12 Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 7-8 (1985) (vol. I) (testimony of
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Medical progress has been ongoing, making obso-
lete predictions based on past experience. Surgeon
General C. Everett Koop testified: "My own life-
time ha seen a complete reversal of success and
failure. When I first began in the field of pediatric
surgery in 1946, most of the things that now have a
95 percent survival had a 95 percent mortality, and
indeed, some carried- a 100 percent mortality. 12

Madeleine Will, Assistant Secretary for Special
Education and Rehabilitative Services at the De-
partment of Education, described the striking prog-
ress seen in recent decades.

Twenty years ago, the opportunities available to a
severely impaired young adult might well have been
meager. . . .Today, as a result of the opnortunities of-
fered by the Education of the Handicapped Act and the
Rehabilitation Act nf 1973 and the technological advances
that are in no small part related to these landmark pieces of
legislation, the possibilities are liziitless.

For over a decade, infants with severe impairments
associated with Down's syndrome and spina bifida have
been placed in programs within weeks after birth. In States
where services are mandated at birth, educators and
therapists provide instruction within the child's home on a
regular basis. In many instances, before they reach the age
of 3, children are enrolled in preschool programs, often
with nonhandicapped children as classmates.

As Ed Roberts, president of the World Institute
on Disability and former director of the California
Department of Rehabilitation, put it, "At first we
thought people couldn't learn, but then we recog-
nized we didn't know how to teach. Now weve
learned how to teach people."14

Approximately 4.2 million children are now in
special education programs nationwide. Particularly
impressive progress in mtuimizing the potential of
children with congenital disabilities has come from
the growing use of "early intervention," an ap-
proach in which preschool children are provided
stimulation and education to develop their capaci-
ties. With the widespread success of these prog-ams
for children, focus is now being pla. 4 on the
C. Everett Koop, M.D., Surgeon General, U.S. Public Herlth
Service).
" Protection of Handicapped Newbornr Hearing &Are the United
States Commission on Civil Rights 84-85 (1986) (vol. Il) (testimony
of Madeleine Will, Assistant Secretary for Special Education and
Rehabilitative Services, U.S. Department of Education).
" Id. at 106 (testimony of Ed Roberts, President, World Institute
on Disability).
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transition from education to employment, with
particular attention to "supported employment," in
which those with the most severe &Abilities are
given ongg assistance in training and supervision
while employed."

Ath'anceS in education have been paralleled by an
increase in support groups for parents of children
with diiibilities. The deputy director of the National
Information Center for Handicapped Children and
Youth testified:

There are better and more available parent-to-parent
advocate support services today than there were 10 years
ago. That doesn't mean that there are all the supports
needed to sustain the help that families need, but as far as
parent-to-parent supportive services, at the time when a
child is tom, there are people who are trained and who
are willing to go in and help those families, and I would
say I could find someone for every major medical center
in this country that could do that. . . .[P]arent advoca-
cy. .is available and there are people who, if they have
to make long distance calls or make_a trip, will go and help
parents when they find out they have this need. And
indeed there are many systems in place to help the medical
community, the legal community, thf nursing staffs, to
know how to get that help in."

Also contributing to improvements in the last 20
years has been progress in rehabilitation technology,
such as power wheelchairs and machines that assist
people with vocal impairments to speak." Ed
Roberts emphasized another critical aspect in the
achievement of potential: motivation to attempt and
to innovate.

I was told for years by the doctors I couldn't have a power
chair; hi fact, it was impossible, I didn't have the kind of
muscle&

" Id. at 87-88 (testimony of Madeleine Will, Assistant Secretary
for Special Education and RehabilitAve Services, U.S. Depart-
ment of Education). Professor Lunkasson testified: "In my own
community, essentially all handicapped children, regardless of the
severity of their disability, are educated on reguiar school
campuses, not on isolated car:puses, :tan are integrated to the
maximum extett appropriate nonhandicappei children." Ie.
at 95 (testimony of Prof. Ruth Luckrivon; Dcpartc.ant of Special
Education, University of New Memeo).

Id. at 256 (testimony of Patrizia McGill Smith, Deputy
Director, National Information Center for Handicapped Children
and Youth).
" Id. at 108-09 (testimony of Ed Roberts, President, World
Institute on Disability).
ii Id.
" See, e.g., supra note 7 and accompanying text. See also
Protection of Handkapped Newborns: Hearing Before the Unitcd
States Commission on Civil Rights 269-70 (1986) (vol. II) (testimo-
ny of Robert R. Williams, Project Analyst, D.C. Association for
Retarded Citizens).

Well, I fell in love. . . .and it wat adiculously inconve-
nient to take my attendant everywhere with me, I just
couldn't be Pioae. Well I learned how to drive a power
chair in 2 days. . . .

I think sometimes. . .we forget. . .that people can do
incredible things deP.44e the prejudices, despite the dire
predictions, if we g, them 7-e help they need. In this
case, all I needed was something to adapt the wheelchair
for me, to turn the controller t round; it didn't cost
anything really, and I probably savod the Stite thousands
of dollars hi people pushing me around to my classes and
to other places."

Repeatedly, those who support denying lifesaving
treatment to children with severe disabilities invoke
the horrors of institutionalization." However, Spe-
cial Education Professor Ruth Luckasson informed
the Commission:

Research such as that conducted in the case of the
deinstitutionalization of all of the residents of Pennhurst
State School indicates that handicapped people, irrespec-
tive of the severity of their disability, can live in the
community. The fact that they don't is a policy decision
that has been made by this society, not a reflection of their
functioning ability."

Although there is considerable experience with
the effectiveness of integrated community living
policies in a variety of places across the country, the
availability of services to assist in finding employ-
ment and educational rehabilitative services is still
spotty, varying from State to State and sometimes
from community to community." This reality may
partially account for the continuing view of many
that the lives of people with severe disabilities
remain hopeless.

" Protection of Handicapped Newborns: Hearing Before the United
States Commizon on Civil Rights 96 (1986) (vol. II) (testimony of
Prof. Ruth Luckarson, Department of Special Education, Unive.-
sity of New Mexico). See also id. at 98-99; and chi.p. 4.
21 Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 100-02 (1986) (vol. II) (testimo-
ny of Prof. Ruth Luckass 1, Department If Special Education,
University of New Mt vee also id. at 187-88 (testimony of
Dr. Rosalyn Benjamin Darung, Director, Early Intervention
Services, City Council Clinic ie Johnstown, Inc.) (describing
difficulties for families of children with disabilifiez in securing
adequate fmancial support, obtaining an appropriate education,
and seeking respite care and support facilities, but noting, "These
are_not_ problems that are inherent in the disability. If we had
sufficient support facilities in society, if there were enough
resources out there, much of the burden would be removed from
parents, and the quality of life of all concerned would be
significantly increased. .

4 4
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Quality of Life and Down Syndrome
Advocates of denial of treatment have attacked

the accuracy of the positive picture of the potential
quality of Efe with disability that appears to pre-
dominate among disability experts and people with
disabilities themselves. The physician who delivered
Bloomington's Infant Doe, Dr. Walter Owens,
criticized those who present optimistic scenarios for
children with Down syndrome: "The one who is
involved in such care has, to be enthusiastic about it
or he can't do it, but sometimes his enthusiasm is not
tempered by sufficient realization of the broader
aspects of what he is doing."22

Although Dr. Owens hcks formal training in
habilitation or the diagnosis of future disability and
although he performed no neurological testing on
Infant Doe," he did not hesitate to give the Indiana
trial court this projection of the child's future:

My testimony was to the effect that I had personally had
contact of one sort or Anctlior with a considerable number
of Down's children over a period of years, that some of
these children were mere "olobs." They were incapable of
doing anything, und I used that word. That others
were. . .no more than moderately retarded, that this
sounded benign enough until you realize what "moderate
retardation" meant. It meant that these children, as they
grew rip, were unable to do the normal things that normal
children can, that I made the statemcnt in regard to this,
that I had never known a Down's child who was gainfully
employed outside a sheltered workshop. I have had to
revise that since I heard of one Dowa's child, a young
woman, who is washing dishes in a restaurant. That's the
sole one I have been able to encounter. I have never
koown a Down's child able to 'live on its [sic] own. They
require constant attention the rest of their lives.24

Dr. Owens also told the Commission that the
"lifetime cost" of a child with Down syndrome
would "almost surely be close to $1 million," and
that "The great majority of Down's syndrome
children, if tney survive to adulthood, develop

" ItL at 210 (testimor, y of Walter Owens, M.D., Bloomington
Obstetrics and Gynecology, Inc.).
" 11 at 224.
24 Id. at 224-25. Owens defined "normal" as having an IQ above
80, although he said some might place it at 70 or above. "[I]n any
case, a child [is normal] who has intelligence that would enable
him to function as an independent individual in aur society, and
whose physical handicaps are not so great that he Cannot at least
have some function. . . ." ItL at 225. Pediatric neurologist Dr.
Patiicia Ellison would set a lower level for the point below which
consideration of denial of treatment is appropriate. Those with an
IQ of 50 to 70, she testified, "by and large live independently,
they holdlobs, they do not attain levels_ of education of many
people present in this room, but they function in society." Id. at
226. In her view, in "decisionmaking processes, your first concern
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premature Alzheimer's disease, and the last part of
their lives, is spent in almost total dependency." He
said such a child is "more prone to develop
leukemia, which is usually fatal."25

Dr. Owens' conclusions are strildngiy out of
touch with the contemporary evidence on the
capabilities of people with Down syndrome. One
author has noted:

Most early data on the development of children with
Down syndrome had come from institutional populations
where the lack of stimulation and even deprivation
obviously lead to a decrement of cognitive development.
Studies. . .generally found the child with Down syn-
drome who had been institutionalized soon after birth to
be at a severely retarded level. Yet children who had been
reared at home had a more advanced cognitive develop-
ment, which lasted three years after their subsequent
placement in institutions. Other studies have noted the
majority of children reared at home to be functioning in at
least the moderately retarded range.26

One study has shown that children with Down
syndrome who participated in early intervention
programs performed at consistently higher levels of
cognitive and adaptiw functioning than comparable
children raised without the benefit of such pro-
grams, and that such benefits "provide a [stable]
foundation for subsequent learning and develop-
ment."" Children with this foundation can develop
skills that might otherwise have been lost. They can
learn to walk, eat, and have the social improvement
that sustains the will to learnall freeing them from
the need for "constant attention."

Both anecdotal evidence and empirical studies
confirm that the availability of appropriate educa-
tion and training provides a sound basis for optimism
regarding the life prospects of babies born with
Down syndrome. Six studies in particular demon-
strate that adolescents and adults with Dowi. syn-

should be. . *hose in the] profoundly to severely retarded
range. . . ." Id.
is Id. at 234-35.
" Schnell, Psychomotor Development, The Young Child With
Down Syndrome 207, 209 (S. Pueschel ed. 1984) (footnotes
omitted).
27 Connolly, Morgan, & Russell, Evaluation of Children with
Down Syndrome Who Participated in in Early Intervention Pro-
grom[:] Second Follow-up Study, 64 Physical Therapy 1515 (1984).
See also Dmhriev, Cognition and the Acceleration and Maintenance
of Developmental Gains Among Children With Down Syndrome:
Longitudinal Data, 11 Down's Syndrome 6 (1988); Hanson, Early
Intervention for aildren With Down Syndrome, in New Perspec-
tives on Down Syndrome (S. Pueschel et al. -eds. 1987).
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drome can acquire skills that advtnce their develop-
ment of independence.

In 1974 Menolascino studied the attainment of
such adaptive and independent living skills as ambu-
lation, feeding, dressing, toilet etiquette, and groom-
ing among a population of 72 adults with Down
syndrome ,vith a mean age of 33.4 years. Even
though these individuals learned their skills in a
residential facility with little stimulation, 75 percent
were able to "walk freely and unassisted," and 79
percent could feed themselves "completely and
,eatly without help. . . ." Sixty-four percent were
able to undress well and dress partially, i.e., "need-
ing only occasional or minor help." Finally, signifi-
cant levels of grooming ability were demonstrated:
69 percent could wash and dry their faces; 56
percent could brush their teeth; 24 percent could
comb, imish and/or part their hair; and 39 percent
could shower and dry themselves completely and
adequately. Menolascino concluded that "[o]verall,
the levels of functioning are inconsistent with the
prevailing belief that Down's syndrome prevents
one from performing self-care tasks."'

In another area, in 1: /3 Sidman and Cresson
reported on an attempt to devise a method that
would allow two men with Down syndrome, who
were labeled severely retarded, to learn to read.
Beginning with the assumption that most people
learn to read by first learning to match spoken
words with pictures, and then to match printed
words with pictures, Sidman and Cresson postulated
that, through faulty teaching, most children with
mental retardation never learn the final, purely
visual step in the reading comprehension process,
even though they }lave the capability of doing so.
They devised a method to address this problem. The
two subjects in the study were raitially unable to
read the 20 words that Sidman and Cresson had
chosen a their focus. Ten months later, however,
after experimentation with thr; new method, the two
men were able to read between 50 percent and 75
percent of the words with comprehension. The
researchers concluded that "teaching procedures,
rather than subjects' deficiencies, may hay, set the

23 Putnam & Rynders, Advancing the Development of Indepen-
dence in Adults with Down Sy:ulrome, h. Down Syndrome:
Advances in Biomedicine and the Behavioral Sciences 468-69 (S.
Pumbel & J. Rynders ed. 1982).
" Id at 469-70.
" Id. at 471-72.
3' Id at 472-73.
33 Id. at 473.

limiting conditions, even at this level of retarda-
tio n."29

In 1979 Hobson and Duncan reported on a study
in which a. small group of adults with Down
syndrome was taught to use sign language. All had
lived in institutions for most of their lives, their mean
IQ was 20.2, and they were labeled profoundly
retarded. At the beginning of the study, four of the
subjects were "nonverbal with little ability to ges-
ture," three had "very limited vocal skills and
gesturing abilities," and two could be unaerstood, on
occasion, only with great difficulty. Afte.r 6 weeks
of focnsed instruction, they had learned the signs."

A study reported by Buddenhagen in 1971 de-
scribed an effort to promote vocalization in "institu-
tionalized children with Down syndrome who were
severely retarded and exhibited very maladaptive
behaviors." Institution records indicated that Larea,
an 18-year-old woman who participated in the study,
could not talk and frequently kicked, bit, and struck
other residents and institution aides, although she
did have some self-help skills and could respond
appropriately to some verbal stimuli. After 21 hours
of training that used a combination of incentives and
direut instruction, Larea had acquired a fairly sizable
verlyal repertoire. Furthermore, Larea's social be-
havior improved so dramatically that reports that
had previously characterized her as stubborn and
mercurial began to call her cooperative and polite?'

These investigations all show that individuals with
Down syndrome can indeed learn to read, to
communicate, and to interact positively with others,
activities that contribute to the development of
independence. They provide "positive impetus for
further exploration of specific techniques"32 that
may be used, at ever earlier ages, to prepare people
with Down syndrome ior independent living.

Despite Dr. Owens' statement to the court that he
had "never known a Down's child who was gainful-
ly employed outside a sheltered workshop,"33 even
persons with severe disabilities can be "productive
employees. . .[W]ith appropriate support and ongo-
ing supervision, individuals who typically wouk, be
targted for sheltered employment or day habilita-

33 Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 225 (1986) (vol. II) (testimony
of Walter Owens, M.D., Bloomington Obstetrics and Gynecolo.
gy, Inc.). Dr. Owens told the Commissioa that subsequent to his
court testimony, "I have had to revise that since I heard of one
Down's chi/d, a young woman, who is washing dishes in a
restaurant. That's the sok one I have been able to encounter." Id.
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don programs can become productive, earning
employees in industry settings."" One long term
study has shown that the employability cf adults
with mental retardation in competitive envirwiments
is much .more .a function of factors other than ,lthe
mere fact that an 'individual has mental retardation.
The two factors with the ireatest effect on the
length and quality of the employment of the person
with 'mental retardation were the extent to which
they were-accurately matched to jobs maximizing
their particular abilities, and the degree to which
relevant, high-quality, onsite supervision was avail-
able. In situations in which both of these maximized,
the mean length of employment was 19 months."
By contrast, ,the mean length of employment for
nondisabled people performing similar jobs was 5
months." The 167 individuals in the study earned
$1,069,309 over a 6-year period and paid $245,941 in
taxes."

Other sttdies show the ability of people with
mental retardation to learn employable vocational
skills. One example is the work of Gold, reported in
1973. Gold taught a group of 64 moderately and
severely retarded individuals (about 40 percent of
whom had Down syndrome) how to assemble
bicycle braking mechanisms. After their training, 63
of the 64 were oble to assemble the braking mecha-
nisms correctly i six' of eight consecutive trials. A
year later, 53 of the 64 put together a 24-piece
training brake, exhibiting a high degree of skill
retention. The individuals with Down syndrome
performed comparably with the others."

Anecdotes corroborate what empirical studies
postulate about the actual employability of persons
with mental retardation. JoAnne Putnam and John
Rynders relate several such success stories in their
essay, "Advancing the Development of Indepen-
dence in Adults with Down Syndrome." In this
work, they describe individuals with Down syn-
drome who all lead prosperous vocational lives.
Kathy Hagarty, 19 years old in 1978, was the
librarian at the St. Collette School for Mentally
Retarded Children. Jacques Dumont, in his early
twenties in 1977, ran the addressograph and mimeo-

" Kiernan, Opportunities and Options for Employment, in The
Young Person With Down SyndromeN Transition From Adoles-
cence to Adulthood 155, 161-62 (S. Pueschel ecl. 1988) (footnote
omitted). Cf Wehman et al., Competitive Employment for Persons
with Mental Retardation: A Follow-up Six Years Later, 23 Mental
Retardation 274 (1985) [hereinafter Wehman].
" Wehman, supra note 34, at 276-79.
" Id. at 279.

graph machines in his office, ran errands to the bank
and post office, made the morning coffee, and was
considered a trustworthy employee. At age 23,
David Kaul was earning $2.90 an hour for mainte-
nance work, for -the contact lens manufacturer
Precision Cosmet, and also mowed lawns with a
$2,400 tractor that he had bought with his own
savings. On weekends, Kaul cleaned the local fire
station on a volunteer basis. At 31 years old, Dave
Stevenson in 1979 was a grounds maintenance
worker with the Maryland National Park and
Planning Commission, earning $3.04 per hour. Ste-
venson received training through the vocational
training prograni at the Melwood Horticulture
Center, Inc. When he enrolled there in 1967, he was
considered the lowest functioning person in the
program because he had scored below 35 on the
Wechsler Adult Intelligence Scale, and he was
lacking even in self-care skills. These factors make
his later success as a paid employee all the more
impressive."

Informed of Dr. Owens' estimate that the lifetime
cost of a child with Down syndrome would be close
to a million dollars, Diane Crutcher, executive
director of the National Down Syndrome Congress,
wrote that "the lifetime cost of a person with Down
syndrome will drop dramatically because they are
now being raised in the community to live in the
community as tax-payers and not tax-burdens.""
Dr. Owens' estimate of the cost associated with a
person with Down Syndrome is a function of his
assumption3 about the inability of such an individual
to take care of or support himself or herself. Yet,
early interventioa programs now foster such ability.

It is important to recognize that Down syndrome,
with the lessened mental capacity associated with it,
does not mean "an inability to learn, but rather as a
slowed rate of learning."' Early intervention
provides the framework for developing additional
skills. By themselves, these skills avoid the cost of
continual assistance. But they also create the basis
for participation in employment, through which
many people with Down syndrome can support
themselves.

37 Id.

'4 Putnam & Rynders, svra note 28, at 475.
" l'eL at 474-75.
" Letter from Diane M. Crutcher, Executive Director, National
Down Syndrome Congress, to U.S. Commission on Civil Rights
(May 9, 1988).
" Edwards, Living Options for Persons with Down Syndrome, in
New Perspectives on Down Syndrome 337, 340 (1987).
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These studies arid anecdotes demonstrate the
positive and powerful effects that focused and
appropriate training and education can have on the
lives of people with Down syndrome. As such, they
suggest that a proper response t< the diagnosis of
Down syndrome at birth is not fatalistic resignation,
but the "exploration of specific techniques" capable
of advancing the development of independence.42

The fmal ground advanced by Dr. Owens to
defend denying lifesaving treatment to children with
Down syndrome is his assertion that they are prone
to leukemia and Alzheinier's disease. Although it is
true that those with Down syndrome have a some-
what -greater statistical likelihood of developing
leckemia, that incidence is still only 1 in 60,000."
That lifetime risk is less than the annual risk each of
us faces of death from accidental drowning or as a
result of a fire." Dr. Owens may have been
influenced by early studies that gave what proved to
be highly inflated estimates for the incidence of
leukemia in children with Down syndrome."

Dr. Owens' statement that a majority of persons
with Down syndrome develop premature Alzheim-
er's disease is flawed as we.411. In the words of the
executive director of the National Down Syndrome
Congress: "[A]lthough there is early evidence of
Alzheimer-like. . .[symptomatology] in the brains
of many persons with Down syndrome around the
age of 35 (via autopsy), the majority do not show
clinical signs of the disease until their 50's to 60's (if
at all). . ."; i.e., at about thc same age as people
without Down syndrome begin to exhibit clinical
symptoms of the affliction."

42 Putnam & Rynders, supra note 28, at 473.
Letter from Diane M. Crutcher, Executive Director, Down

Syndrome Congress, to U.S. Commission on Civil Rights (May 9,
1988).
" In 1982, 2.3 people drowned and 2.2 died as a result of
accidents caused by fires and flames for every 100,000 people in
the United States. U.S. Bureau of the Cz,nsus, Statistical Abstract
of the United States 1986, P. 77 (106th ed.) (table 120). The risk
that a person with Down syndrome has of developing leukemia in
an entire lifetime is equivalent to 1.7 in 100,000.
" "One factor that confused early researchers. . .was the large
number of [infants] with Down syndrome who developed what
was thought to be acute myelocytic leukemia and then underwent
spontaneous remission." Later researchers "showed that [infants]
with , Down syndrome are more likely to develop a leukemoid
reaction clinicaly and histologically resembling acute leukemia.
This leukemoid reaction, however, undergoes spontaneous reml.
sion and therefore canuot be classified as leukemia. Furthermore,
[infants] with this leukemoid reaction who die of other causes
have no histologic signs of leukemia outside of the blood or bone
marrow, which is in contrast to true neonatal leukemia. . . ."
Sr.saman, Oncology, in Down SyndromeN Advances in Biomedi-
cine and the Behavior Sciences 237, 237 (S. Pueschel & J.
Binders eds. 1982).

StudiesNhave indeed shown that the autopsies of
brains of most persons with Down syndrsthe over
the age of 35 evidence "laboratory traits" of Al-
zheimer's." Therefore; "many neuropcthologists
have simply -stated that all persons with Down
syndrome develop Alzheimer disease with age."45
Oliver and Holland state, "From the neuropatholog-
ical literature the assumption arises that all elderly
people with Down's Syndrome. . .would therefore
be expected to have the clinical sign3 of dementia."42

But this is not the case. There is a lack of
correspondence between the laboratory results and
clinical observations of senility."

Some older persons with Down syndrome are
considered "as normal as theL juniors and hardly
ever exhibit the personality changes or psychologi-
cal problems observed in Alzheimer disease."" In a
study of individuals with Down syndrome over age
36 whose autopsies showed the neuropathology of
Alzheimer disease, only about one-fourth were
characterized as exhibiting dementia.52

Inaccurate Prognoses
A substantial body of evidence shows that time

and time again predictions of a poor quality of life
made at birth for a child with a disability, are
subsequently proved wrong." Too many examples
have been adduced to be dismissed as isolated
instances.

One of the most highly publicized cases, that of
Baby Jane Doe in New York, is a strildng example.
The case contained many elements typical of such
sagas: the denial of surgery following her birth; the
" Letter from Diane M. Crutcher, Executive Director, National
Down Syndrome Congress, to U.S. Commission on Civil Rights
(May 9, 1988).
47 Oliver & Holland, Down's Syndrome and Alzheimer $ Disease: A
Review, 16 Psychological Medicine 307, 307 (1980).
" Schweber, Interrelation of Alzheimer Disease and Down
Syndrome, New Perspectives on Down Syndrome 135, 135

(1987).
" Oliver & Holland, supra note 47, at 318.
" Schweber, supra note 48, at 138. "[Ilrimary care providers
have long been aware that the majority of adults with Down
syndrome live out thcir lives with t o apparent changes in
personality or behavior." Id. at 135.

Pueschel, Health Concerns in Persons With Down Syndrome,
New Perspectives on Down Syndrome 113, 127 (1987).
" Schweber, supra note 48, at 138.

See Protection of Handicapped Newborns: Hearing Before the
United States Commission on Civil Rfghts 180 (1986) (vol. II)
(testimony of Dr. Rosalyn Benjamin Darling, Director, Early
Intervention Services, City Council Clinic in Johnstown, Inc.)
("(Qjuality of life is not highly predictable even with the bcst
information about a child's current situation. Often, quality of life
is better than what early prognoses would suggest.").
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unsuccessful efforts of a private attorney-prompted
by a whistle blower-to obtain a court order for
surgery; and the unsuccessful efforts of the Depart-
ment of Healtloi and Human Services to gain access
to her medical records." Finally, throughout the
controversy, the accounts of the future predicted for
her-should she survive-were unremittingly bleak.

The director of the American Academy of Pediat-
rics, Dr. Harry Jennison, said, "'Baby Jane
Doe'. . .not only has-spina bifida but fluid on the
brain and'an abnormally-small brain. The baby is so
severely deformed that there is nothing that can be
done."" A Los Angeles Times editorial noted,
"Doctors say that without surgery the girl may live
up to two years; with it she could live until she is 20,
but she would be severely retarded, epileptic and
paralyzed from the waist down, as well as in
constant oain.""

The Washington Post quoted the court testimony
of pediatric neurologist Dr. George Newman: "[0]n
the basis of the combination of malformations that
are present in this child, she is not likely to ever
achieve 'any meaningful interaction with her envi-
ronment, nor ever achieve any interpersonal rela-
tionships. . . ."" Newman also testified, "It's un-
likely that she is fzoing to develop any cognitive
skills" and would experience "nothing whatsoever"
that he considered positive on the cognitive scale."

The baby's parents described in an interview what
they were told about the child's future by medical
personnel-the information on the basis of which
they decided against surgery:

"We were told. . .that the part of the brain that controls
much of our awareness was either missing or not entirely
formed.

We are not talking about a spina bifida child,. . .one
who could perhaps walk someday with braces. . . .She
will be an epileptic. Ha condition for futur3 life is to be
bedridden, and she would not have use of her hands.

". See chap. 5, text accompanying notes 25-32; and chap. 6, text
accompanying notes 89-107.
" Pro and Con[t] Should Uncle Sam Protect Handicapped Babies?
U.S. Ncws & World Repori, Jan. 16, 1984, at 63, 64.
" Indecent Zealotry, Lea Angeles Times, Nov. 16, 1983, pt. II, at
6.

61 Barringer, Meese Approved Intervention in Baby Case, Washing-
ton Post, Nov. 16, 1983, at A16.
is Transcript at 47, 95-96, People ex rel Washburn v. Stony
Brook Hosp., No. 83-19910 (N.Y. Sup. Ct. Oct. 19, 1983).
is Quoted in J. Lyon, Playing God in the Nursery 51-52 (1985).

Caplan, Is It a Life? The Nation, Jan. 21, 1984, at 37, 37.
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We also know that as she grew older, she would always
be an infant. She would nel know love. And while she
might feel sorrow and joy, her overall condition would be
pain."IS

Asking "Is it a Life?" bioethicist Arthur Caplan
(then on the staff of the prestigious Hastings Center)
wrote of Baby Jane Doe, "No one should be forced
by the government, [or] civil libertarians. . .to live
such a life, even briefly.""

Notwithstanding the legal efforts opposed to
providing medical treatment for Baby Jane Doe, she
is alive today." Although the courts had upheld her
parents' decision to withhold operations to install, a
shunt and to close her back, the parents had time to
change their minds. A shunt was installed, her back
healed, and she was taken home." As she left the
hospital, Dr. George Newman had not changed his
prognosis: "She will still be severely retarded and, I
still think, ,b0ridden all the days of her life.""

When th;.y took her home, her father commented
to a reporter, "We're happy because she appears to
be happy."" About a month later, a reporter
ddscribed her as "smiling and cooing as her mother
feeds her. . . .[S]he grasps a visitor's finger in a tiny
fist. . . ."65 Already she was using her "unusable"
hands. In June 1986, when she was 2 years and 8
months old:

Her. . .father said [she] likes to throw a ball to the
family's golden retriever, cruise around in a walker and try
to sing "Row, Row, Row Your Boat." He said he and his
wife decided initially against surgery because it appeared
she could die at any moment and they did not want to add
to the baby's pain.

"All of a sudden it turned around," he said. "From that
moment on, we really saw her sense of fighting and sense
to live and we were full steam ahead with what had to be
done for her."44

In December 1987, when she was 4, a reporter
wrote of her, "Keri-Lynn talks and laughs; she

Baer, The Half-told Story of Baby Jane Doe, Col. Journalism
Rev., Nov.-Dec. 1984, at 35, 38.
" Horan & Balch, Infant Doe and Baby Jane Doe Medical
Treatment of the Handicapped Newborn, 52 Linacre Q. 45, 54
(1985). Healing of the spinal lesion is rare without surgery but not
without precedent.
" Quoted in Lyon, supra note 59 at 55.
" Baby Jane Doe Goes Home, Milwaukee J., Apr. 6, 1984, pt. 2, at
3, col. 1.

'Adorabk' Baby Jane Doe Finally Is Home, Milwaukee
Sentinel, May 25, 1984, pt. 1, at 8, col. 1.
" Associated Press, "Baby Doe" Parents Applaud Supreme Court
Rulint; Domestic News PM Cycle, June 10, 1986.
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smiles and hugs and screams and.plants kisses firmly
on a stranger's cheek."11 She was using a wheel-
chair and attending school." "I'm thrilled as can
be," her father slid. "The fact that she's able to
relate to us and her enviroirtient is amazing. Her
mental awareness, is fabulous now."" She was
"learning to mix with her peers." Of course, she
still has spina bifida. She does not walk, and requires
frequent catheterization; she has had to have surgery
for a dislocated hip." But, in the following
description of Baby Jane Doe at 4, it is hard to
recognize the pain-wracked, unaware, bedridden
creature of her doctors' cenfident predictions:

She has recently begun to demand more than her share
and often resorts to throwing toys or M&Ms when the
focus shifts away from her. Then she whispers, "I'm bad,"
aware that her mother is displeased with her behavior.

. . .Later, she whispered, "Dance, Daddy, dance," as
her father swept her into his arms to sway to the music of
Stevie Wonder:12

A. woman who works in parent support in

Phoenix, Arizona, told the Commission about a
similar story:

We also have our own little Baby Doe in Arizona and
her name is Jessie. . Jessie was supposed to die the first
night that she was born. She also had spina bifida,
hydrocephalus, lots of severe brain damage, and all of
those things that were not compatible with life, so no
treatment was done for Baby Jessie. Days and days and
days went on and Baby Jessie fooled everybody and did
not die.

Finally about the 21st day, right at the time the signs
were hanging up in the nurseries, somebody got real
nervous and said, maybe she's not going to die, maybe we
better do surgery. So by this time, unfortunately it was
really too late to do much repair on her back, but they did
put a ;hunt in and that little girl now talks in sentences and
goes to regular preschool.

Her family really believed what the doctors said: She
will die. So they just waited for her to die. And so for me

" Kerr, Baby Doe's SuccessH Progress Defiting Prognask News-
day, Dec. 7, 1987, at 2.
" Kerr, Baby Doe's Successfs] Legal Medical Legacy of Case,
Newsday, Dec. 7, 1987, at Z 23.

Kerr, Baby Doe's Saccessf:] Progress Defiting Prvgnasis, News-
day, Dec. 7, 1987, at 2, 23.
to Kerr, Baby Doe's Succes4:1 Legal Medical Legacy of Case,
Newsday, Dec. 7, 1987, at 2, 23.
" Kerr, Baby Doe's Success[s] Progress Defring Prognosk News-
chy, Dec. 7, 1987, at 2, 23.
"
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 264-65 (1986) (vol. II) (testimo-
ny of Betsy Trombino).

as a parent I have a real difficult time with someone
making that kind of a prognosis for a child and not doing
any treatment. Because I have seen too many kids who
defy all the prognoses made for them."

One fainily in the Chicago area can give two
examples of negative predictions disproved. They
are the adoptive parents of a child with spina bifida
left to die in Robinson, Illinois, until the Justi=
DepartMent intervened." When he was a year old,
the Chicago Tribune reported that his adoptive
parents "believe that his alertness proves there has
been no train damage and that his paralysis from the
knees down won't keep him from walking." Their
other example is their child born a few years earlier:

"When she was-4 months old, the doctor told us she
some kind of neurological impairmentthey still don't
know exactly what. They advised us to put her in an
institution_and forget about her," said the mother.

The child is now an alert, active 5-year-old who moves
normally around the house, and speaks many words, with
only slight hesitation.7'

Patricia McGill Smith, deputy director of the
National /nformation Center for Handicapped Chil-
dren and Youth, told the Commission about a case in
Omaha, Nebraska. A child was born with spina
bifida, and there was "a recommendation of no
treatment based on the fact that the child had spina
bifida and predictable mental retardation." After 4
months o.f debate, the parents changed th initial
decision to accept that recommendation, and the
child received treatment and lived. Ms. Smith
testified, "I have tracked the progress of that child
and that family ever since. The young lady had no
mental retardation whatsoever."

Such positive results for children born with spina
bifida are not anomalous. Dr. David McLone, who
heads a major neurosurgical department and former-
ly chaired the Professional Advisory Council of the
Spina Bifida Association of America, testified:

" Telephone interview with Robert D'Agostino, Former Depu-
ty Assistant Attorney General, Civil Rights Division, Department
of Justice (Dec. 1, 1988).

" Nelson, 2d miracle baby gives familyjoy, Chicago Tribune, Apr.
24. 1983, Sec. 3, at 1, col. 1.
'S Id

Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 254-55 (196) (vol. II) (testimo-
ny of Patricia McGill Smith, Deputy Direc National Informs-
tion Center for Handicapped Children anu Youth).
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[Slime I have been at Children's Memorial Hospital, [we
have]. . .operated on all children and have riot used any
form of selection.

. .85 percent of them survived and 15 percent of the
chilrimn have died from complications. . . .Of the 85
survivors, 73 of them have normal intelligence. Approxi-
mately 85 percent of them have a shunt for their hydro-
cephalus.

Eighty-nine percent of the survivors are community
ambulators. . . .someone who can walk from the school
bus to the classrooms, between classrooms, and can walk
in their neighborhood. A significant number of those
children who are community ambulators, however, are
walking with braces and crutches. We have a very small
number of children wiro,are in wheelchairs. Ninety-five
percent of them have no bladder and bowel control, but
are rendered socially continent of bladder and bowel by
training in the use of intermittent catheterization. We
would, therefore, estimate, based on these numbers, that
something like three-quarters of the children who survive
will-be competitive and independent as adults.

There will be another 10 percent. . .who will require
some kind of sheltered care, and about 10 percent of the
survivors will be impaired to the point that they will
require some kind of nursing care throughout their life."

Despite these results, Dr. Mc Lone observed:

One of the problems. . .with spina bifida is that a
pediatrician in practice may see one or two of these in rat
entire ILetime. . . . [There still are occasions in which
physicians are confronted with spina bifida wto are not
zware of the outcome or the changes that have occurred
over the last 20 or 30 years and give information based on
what the outcome was 30 or 40 years ago. It's just not
appropriate."

Ed Roberts, president of the World Institute on
Disability, testified before the Commission:

I began to be a principal in physical disability. . .at 14
years of age. I got polio in 1953. Within 2 or 3 days, I went
from a child who was achieving his independence to
patient and to the label of a helpless cripple, and within 2
days I was in an iron lung. My mother went to a doctor
and she asked whether I would live or would I die, and the
doctor looked at her and very patronizingly said, "Maybe
you should hope he dies, because if he lives he'll be
nothing more than a vegetable for the rest of his life."

ls Protection of Handicapped Newbornr Hearing Before the United
States Commission on Civil Rights 6-7 (1985) (vol. 1) (testimony of
David McLone, M.D., Chairman, Division of Pediatric Neuro-
surgery, Children's Memorial Hospital, Chicago, Ill.).
Is Id. at 10.
" Protection of Handicapped Newbornr Hearing Before the United
States Commission on Civil Rights 102-03, 104 (1986) (vol. II)
(testimony of Ed Roberts, President, World Institute on Disabili-
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One of the real ironies is when I was about 18 years old,
went to the California Department of Rehabilitation and

I asked to be a client, and I was immediately rejected as
too severe to ever go to work. Well, I became director of
that department 10 years Jater..4

John Kemp, a lawyer, tes-ified: "I was born
without arms or legs,. . .and my parents were
told. . .by the doctor that delivered me. . .that the
best I could hope for would be a life of, hopefully of
comfort, but certainly not of any kind of achieve-
Lieut.

Robert Williams is deputy director of the Pratt
Monitoring Program of the D.C. Association for
Retarded Citizens, with monitoring responsibility
for implementation of a court decree requiring
transfer of many people with disabilities from institu-
tions to community living arrangements. He has
cerebral palsy with a speech impairment. He testi-
fied:

My parents were told from the start just how severe my
disability was. In fact, they were advised on numerous
occasions to put me away in. . .an institution. . . .

. . .1 come from solid blue-collar stock. My Dad and
two brothers own and operate a small construction
company. . . It was clear from the start that I would not
be cut out for such a life. My parents decided if I was to
make it, I would have to do it by a different way and they
provided me with ample support on my journey. As it
turned out, I'm the first in my family to graduate from
college, the first to have taken an active interest in politics,
the arts, and literature.12

Another person with a disability who testified was
Irving Kenneth Zola, who now teaches sociology at
Brandeis University. After he had polio, he used
canes with leg and back supports for walking; his
rehabilitation agency aawised him to go to a voca-
tional school, and people at the agency ''were upset
when I was accepted at Hatcard University."
Mary Jane Owen was once told that her daughter
was mentally retarded; she later graduated cum
laude from Harvard.s4

Margaret Burley told the Commission about her
24-year-old son who "was diagnosed at various
times in his life as having an IQ of somewhere

ty).
" Id at 123 (testimony of John Kemp, Director of Human
Resources, National Easter Seal Society).
" Id at 269-70 (testimony of Robert R. Williams, Project
Analyst, D.C. Association for Retarded Citizens).
ea Id at 178 (testimony of Prof. Irving Kenneth Zola, Depart-
ment or Sociology, Brandeis University).
" Id at 137 (testimony of Mary Jane Owen. Director, Disability
Focus, Inc.).
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between 5 and 42. . . .He is totally blind, somewhat
hearing impaired. . . .It has been said he is emotion-
ally disturbed. V has had every label you would
want to put on aim. . . ." When he was young,
medical'personnel told her that he would adversely
affect her other three children and urged her to "put
him away." She testified, however, that he now
works 5 days a week and enjoys going to rock and
roll concerts and nightclubs with friends. "[H]e can
enjoy life. . . .He is just like anybody else, and I
will ter you my other children have turned out to be
better citizens, and I think our whole family has
been improved [by his presence].""

Special Education Professor H. Rutherford Turn-
bull, himself the parent of a child with mental
retardation, has analyzed letters written to the
Department of Health and Human Services as part
of the public comment on the "Baby Doe" regula-
tions under section 504. Letters wzitten by people
with disabilities or their family members described a
number of instances in which pessimistic predictions
made by physicians were later proved inaccurate.
Thirty percent of the correspondents indicated a
lack of confidence in health care provieers."

The Limitations of Medical Experience
Why do so many negailve predictions about the

future quality of life of childr..3 with disabilities turn
out to be wrong? Considerable evidence points to a
significant tendency among health care providers to
underestimate the capacities of children with disabil-
ities and erroneously to convey unduly pessimistic
prognoses to parents about their projected quality of
life.

In the words of Surgeon General Koop, "[N]o
pediatrician can be expected to know what all of the
community supports are that might be available to a
child with a given diagnosis. He might understand
hemophilia perfectly well in the community, but not
cystic fibrosis."si Dr. Koop continued, "Therefore,
it has been my lifelong endeavor to prevent snap

" Id. at 257-58 (testimony of Margaret Burley, Director, Ohio
Coalition for the Education of Handicapped Children).
" Id. at 42-43 (testimony of Prof. H. Rutherford Turnbull,
Department of Special Education, Universiey of Kansas). Profes-
sor Turnbull's written statement excerpts a number of these
letters. See app. B. It also cites a number of publicatio4s and
research studies that document "the positive quality of life that
people with severe to mild physical or mental cliubilities can have
and do have." Id.
" Notation of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 8 (1985) (vol. I) (testimony of C.

diagnoses, prognostications made without sufficient
knowledge. . .

Dr. David McLone testified:

[W]hen you look at the criteria that have been used, such
as a chihi who has a T-12 level shouldn't be operated on
Dr. John [Lorber], a pediatrician from England, is the one

'lint advanced that criterionwhen you look at the
results that he published in 1981, in which he treatcd
something like 30 percent of the entire populationif you
look at those 30 percent survivors and compare them to
our study in which we treated essentially all children, they
are not significantly different. So the selection criteria that
have been used to select these children that is supposed to
be predictive of quality of life or outcome have been
shown in almost every center in the United States to be
invalid and not predictive and do not produce a population
of children with spina biSda who are superior to the group
where everyone is treated."

Wolraich, Siperstein, and O'Keefe surveyed ran-
dom samples of pediatricians on their assumptions
about persons with varying degrees of mental
retardation. They asked pediatricians to describe
specific skills that can group could be expected to
develop and compd d their answers with those of
physician members of the American Association on
Mental Deficient (now the American Association
on Mental Reti ation, or AAMR). They then
compared the answers of each of the two groups
with those of special educators and social workers
who were also members of the association. "Pedia-
tricians were strikingly restrictive in their expecta-
tions of the capabilities of severely mentally retarded
individuals. Their categorizations placed these indi-
vidu-A as devoid of most human capabilities, includ-
ing the ability to sustain friendships; pediatricians
believed they were unlikely to work in any setting
or reside outside an institutional setting."°° Thern

pediatricians had significantly more pessimistic ex-
pectations than the physician members of the
AAMR, who in turn had significantly lower expec-
tations than the special educator and social worker
members."

Everett Koop, M.D., Surgeon General, J.S. Public Health
Service).
" Id
" Id. at 12 (testimony of David McLone, M.D., Chairman,
Division of Pediatric Neurosurgery, Children's Memorial Hospi.
tal, Chicago, Ill.).
" Wotraich, Siperstein a O'Keefe, Pe flatrklans' Perceptions of
Mentally Retarded Individuals, 80 Pediatrics 643, 647 (1987).
" Id at 648. See also Protection of Handicapped Newbornr
Hearing Before the United States Commission on Civil Rights 49
(1986) (vol. II) (testimony of Carlton Sherwood) (As a result of
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Another survey by Siperstein, Wolraicht Reed,
and O'Keefe queried a random sample of Fellows of
the American Academy of Pediatrics on their views
of the future for a child born with spina bifida
without hydrocephalus and with hydrocephalus of
varying severity." The differences in projection
based on degree of hydrocephalus were great. For
example, 47.9 percent thought the child without
hydrocephalus would live in an unsupervised apart-
ment; only 2.1 percent believed such a child would
require institutionalization. On the other hand, the
child with severe hydrocephalus was expected by
only 2.9 percent to live in an unsupervised apart-
ment and by 54.3 percent to live in an institution.
Similarly, 53.8 percent thought the child without
hydrocephalus would have skilled competitive em-
ployment, with 5.0 percent predicting that such a
child would be incapable of any employment. Fully
66 percent stated that the child with severe hydro-
cephalus would be incapable of any etnployment,
imd only 2.3 percent predicted that the child could
enter skilled competitive employment. Only 4.6
percent believed the child with severe hydrocepha-
lus would be capable of any type of unsupervised
employment."

lvidently most of the pediatricians thought that
as the degree of hydrocephalus increases, so does the
degree of mental retardation, and also believed that
as the degree of menta! 2tardation increases, the
capacity for independent and productive living
decreases." However, as the authors of the study
pointed out, the pediatricians were wrong:

Yet the findings concerning the effect of hydrocephalus on
the intellectual abilities of children born with meningo-
myelocele indicate a discrepancy between what the pedia-
tricians perceived as the impact of hydrocephalus ard
current information about the actual impact.

In contrast to the pediatricians' prognoses for mental
retardation, actual follow-up studies of children with
meningomyeloceit accompanied by hydrocephalus have

his investigations, Sherwood concluded, "(Djoctors frequently
exasserate the degree of the handicapped newborn's illness in an
effort to justify their decizions and their prejudices.") A possible
explanation is that physicians are most likely to see persons with
disabilities only when they are sick. See infra notes 96-97 and
accompanying text.
" Siperstein, Wolraich, Reed & O'Keefe, Medical Decisions and
Prognostications of Pediatricians for Infants with Meningomyelocele.
113 The Journal of Pediatrics 835 (1988).
" Id. at 838, table 2. The results in this 'able are reprinted in
chap. 4 of this report.
" Chap. 4 includes a detailed analyes and empirical refutation of
the latter assumption.
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found that the intellectual capabilities of these children are
difficult to predict. Although there is an increased chance
that there will be some intellectual impairment, other
factors, such as shunt infection, are more: important. In
fact, five studics found no clear relationship between
intelligence and the degree of hydrocephalus. Even ;f
therc is a relationship between hydrocephalus and mental
retardation, as one study did find in correIating the
palladium thickness to subsequent intelligence, it does not
anpear that the degre.e of mental retardation is as low as
pediatricians perceive it to be. WILIn the degree of mental
retardation was determined by calculating the mean
intelligence quotient scores for children with meningo-
myelocele and varying degrcs of hydrocephalus, most
children with severe hydrocephalus had mild to moderate
retardation (mean IQ 57.6). In contrast, the pediatricians in
this study predicted that those children were likely to
function at a much lower level. "Thus it appears that
pediatricians have an unduly pessimistic perception about
the eventual intellectual abilities of children born with
meningomyelocele who have severe hydrocephalus.""

Physicians may have such a propensity for nega-
tive prognosis at least in part because they tend to
see children with disabilities at the time that the
children are fl3hting medical problems, when they
are in the hospitalwhen their condition is at its
worst." Those who have contact with people with
disabilities on a more regular basis, when they are
not in an immediate medical crisissuch as their
teachers, coworkers, and family memberstend to
have much more pnitive views of their abilities.
According to Dr. Darling: "[T]he few pediatricians
who are wholeheartedly in support of treatment for
the disabilities that I have known have all, interest-
ingly enough, had a sibling or other close family
member who did have a disability."" In the sample
Dr. Darling studied, however, only 7 percent of the
pediatricians had a close family member who had a
disability."

Unfortunately, despite the many instances in
which pessimistic quality of life projections have
been proved dramatically wrc..ng, all too frequently

Siperstein, Wolrsuch, Reed and O'Keefe, supra note 90, at 839
(footnotes omitted).
" Protection of Handicapped Newbornr Hearing Before the United
States Commission on Civil Rights 115 (1986) (vol. II) (testimony
of Ed Roberts, President, World Institute on Disability).
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 186 (1986) (vol. II) (testimony
of Dr. Rosalyn Benjamin Darling, Director, Early Intervention

Services, City Council Clinic in Johnstown, Inc.). Dr. Darling
commented, "I think that the experience of getting to know a
person with a disability is a significant experience in changing the
way a person views that situation. . . ." Id.
" Id. at 183.
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the prophecies,themselves help to bring about what
they predict As Ed Roberts testified: "People who
are fundamentally seea as less than they are often
accept that. It becomes very self-frifillirg when
you're put away or put in a nursing home; you begin
to accept it."

Dr. Rosalyn Benjamin Darling, who has conduct-
ed studies of the physicians and families of children
with disabilities, testified that these negative atti-

, tudes are often based "on the nature of the individu-
al's background:AI Surgeon Gentral Koop ex-
pressed a similar view:

The snap judgment by the physician. . .can be based upon
ignorance. It can also be basol upon prejudice. And that
prejudice might be of two kinds. One, having seen a
similar patient in the past that he didn't think had the
quality of life that he liked, he might advise that family
that nothing should be done. Or his prejudice may be
along the lines, which I think is more common, and that is
a stranger looking at a defective newborn baby says, "Gee,
if that were mine, I couldn't hack it." But it isn't his, and
the parents feel quite differently about their child than a
strange phrician.2"

Families, Society, and Persons with
Disabilities

The quality of life argument eAtends beyond the
life of the person with a disability. It is frequently
argued that the continued existence of a person with
disabilities will damage the quality of life of the
person's family, or of society as a whole.'" In atLer
words, the burden the person create for others
outweighs the benefits they experience because she
or he exists. Dr. Ellison testified:

I do think that factors, such as if you have to take home
a child who requires 24-hour nursing care,. . .and society
provides no other person but the mother and the father,
bu e. mostly the mother to do that, that is to say, there's no
respite care, there's no homemaker service, there's no one
else who is going to care for that child, and in aldition to
that, the family has to pay for a good many of the medical

" Id. at 105 (testimony of Ed Roberts, President, World Imnitute
on Disability).
9* Id. at 188-89 (testimony of Dr. Rosalyn Benjamin Darlinr.
Director, Early Intervention Services, City Council Clink in
Johnstown, Inc.).
NI Protection of Ilandbapperl Newborns: Hearing Before the United
States Commission on Civil Right:11-12 (1985) (vol. I) (testimony
cf C. Everett Koop, M.D., Surgeon General, U.S. Public Health
Service).
*" See chap. 4 for a discussion of the economic effect on soctety
as a whole.
ns Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Righu 223 (1986) (:01. II) (testimony

expenses for that, I think the family ought to be permitted
to participate in that discussion and in that decision.2"

A letter submitted for the record by Dr. Wafter
Owens (who delivered Bloomington's Infant Doe)
exemp!ifies a willingness to make denial of treatment
decisions based on the utility of the life to others.
The anonymous woman followed Dr. Owen's 1971
advice to deny treatment to her child born with
spina bifida, kidrocephalus, and unspecified "other
anomalies."

I don't think I would be able to have the happy, complete
quty of life I have now if I had not made the proper
decision about that baby, based on your wise and compas-
sionate counsel. My decision might seem self-serving to
some, but in my heart, I truly feel that I made that choice
based on that baby's lack of potential for a meaaingful life,
and yes, for my own need for a full Ile too.2"

Similarly, in the Bloomington Infant Doe case
itself, the trial t.ourt's opinion reveals that the father
"testified that. . .he and his wife have determined
that it is in the best interest of the Infant Doe and the
two children who are at home and their family
entity as a whole" that the child should not be
provided lifesaving surgery.'"

Children with disabilities, thus, are alleged to have
a negative erwt on their parekits' qualities of life.
Dr. Darling's research indicates that the so-et of
parental attitude exemplified by Dr. Ower's corre-
spondent and the father of Bloomington's Baby Doe
tends to change over time and with inc,reased
interaction with the child:

Parents. . .start out with the same kind
of. . .stigmatizing mitude physicians have. . . .

. .Even though the initial experience tends to be
negat: c, usually within a short period of time, attitudes
turn around.

Parents realize that this child is jut vs lovable as
anybody else's child, and they begin to see positive aspects

of Dr. Patrick Ellison, Research Professor, Department of
Psychology. University of Denver).

Letter from anonymous person to Dr. Walter Owens (Aug.
20, 1983) (available in Commission files).
ns /n re Treatment and Care of Infant Doe, No. GU 8204-004A,
shp op. at 2 (Monroe Ca ('ir. Ct. Apr. 12, 1982), reprinted in
Declartuoty Judgment In the Infant Doe Case. 2 Issues in L. &
rad. 77, 79 (1986), petition for writ of mandamus and prohibition
denied sub nom. State of Indiana ex reL Infant Doe v. Monroe
Circuit Court, No. 482 S 140 (Ind. Apr. 14, 1982), appeal dismissed
sub nom. In re Guardianship of Infant Doe, No. 1-782A 157 (Ind.
Ct. App. Feb. 3, 1983), petition for transfer denied No. 1-782 A
157 (Ind. June 15, 1983), ctn. dented. 464 U.S. 961 (1983).
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of life with a child who is disabled. Many parents have
said that it has become a maturing kind of process with
them. Living with a problem that can't be solved is a very
maturing kind of thing. Many become exposed to a who'te
world of people and activities that they never knew
existed before. Once it happens, they learn to make the
best of it, and even learn to fini some positive aspects of it
and those aspects are the very things parents don't hear
right at the beginning in that decisionmaking situa-
tion. . .1"

In both the Baby Jane Doe case of 1983-84107 and
the Milwaukee Baby Doe case of 1987108 the parents
ultimately decided to provide the lifesaving surgery
courts had ruled they could legally deny.

The deputy director of the National Information
Center for Handicapped Children and Youth, refer-
ring to comments concerning burdens imposed on
parents by the continued life of children with
disabilities, testified:

I have supported hundreds of parents over the 12 years
that I have worked, and when parents are supported in the
help to their children, and when the medical support is
given, even for severely handicapped children, I have not
met a parent yet that does not want to do it if they can.
And I think it is our job to make sure that they have those
supportive services.'"

Propriety of Quality of Life Judgments
The deficiencies in quality of life assessments are

demonstrated above. The more fundamental ques-
tion is: to what extent should quality of life judg-
ments he viewed as acceptable grounds for life and
death decisions?

There 13 an important difference between techni-
cal medical judgments about whether a given course
of treatment is likely or not to preserve life or
ameliorate an impairment, and judgments about
whether a person's life should or should not be
preserved by giving lifesaving treatment. The first
sort of judgment is one that is uniquely medical in
nature. The second sort of judgment is not, properly

'" Protection of Handicapped Newborns: Hearing Before the United
States C.ommission on Civil Rights 184-85 (1986) (vol. II) (testimo-
ny of D. Rosalyn Benjamin Darling, Director, Early Interven-
tion Services, City Council Clinic in Johnstown, Inc.).
1r1 See supra text accompanying notes 54-72.

1" In re T.A.P., No. 03231186 (Milwaukee County, Wisc. Cir.
Ct. July 31, 1987), rehearing (Aug. 12-13, 1987).
," Protection of Har.ficapped Newborns: Hearing Before the United
States Commission on Civil Rights 256 (1986) (vol. II) (testimony
of Patricia McGill Smith, Deputy Director, National Jnformation
Center for Handicapped Children and Youth).
110 See id. et 116-17 (testimony of Prof. Ruth Luckasson,
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speaking, a "medical" one. It is a social judgment
about the value or desirability of particular people's
lives. This no more becomes a "medical" judgment
by virtue of its implementation through the denial or
provision of medical treatment than the decision
whether to impose capital punishment becomes a
"medical" judgment if execution is to be by lethal
injection."°

Disability rights advocates argue that to take into
consideration the burden that children with disabili-
ties might impose on their families or society in
deciding whether they should live or die constitutes
discrimination on the basis of disability. Adrienne
Asch tectified:

[D]isabled people. . .have separate interests and civil
rights apart from any family, societal, economic, social, or
emotional burden that they might cause. Other people
cause burdens, too, but we don't consider whether they
should be alive, if it is all right with someone else. . . .We
talk about the burden that disabled people will cause to
their families, to their siblings, as though it means that the
only way that disabltti children should be allowed to live
is if it is all right with someone else."

Recent decades have seen significant although
mixed progress in understanding the burdens that
society places on people with disabilities and in
recognition of their rights and full humanity. At the
Federal 1.evel, section 504 of the Rehabilitation Act
of 1973112 applies a general principle of nondiscrimi-
nation based on handicap to all programs or activi-
ties receiving Federal fmancial assistance: the Edu-
cation for All Handicapped Children Act of 19751"
promises to all children with disabilities a "free
appropriate public education which emphasizes spe-
cial education aad related services designed to meet
their unique needs"; thz Developmental Disabilkles
Assistance and Bill of Rights Act1" give:. the
Nation's assurance "that all persons with develop-
mental disabilities receive the services and other
assistance and opportunities necessary to .able such

Department of Special Education, University of New Mexico), :el
at 202 (testimony of Dr. Rosalyn Benjamin Darling, Director,
Early Intervention Services, City Council Clinic in Johnstown,
Inc.).

Id at 126 (testimony of Adrienne Asch, Adjunct Lecturer in
Social Psychology, City College of New York).

1" 29 U.S.C.A. §794 (West Supp. 1988).
1" 20 U.S.C.A. §1401 note (West 1978 & Supp. 1928).
1" 42 U.S.C.A. §§60 .-6083 (West 1983 & Supp. 1988).
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persons to achieve their maximum potential through
increased independence, productivity, and integra-
tion into the community"; and the Architectural
Barriers Act of 1968115 is intended to make public
buildings physically accessible to people with disa-
bilities.116

It is the interpretation of the Department of
Health and Human Services, the Federal agency
charged with implementing the Child Abuse
Amendments of 1984, that "the law [does] not
permit life and death treatment decisions to be made
on the basis of subjective opinions regarding the
future 'quality of life' of a retarded or disabled
person."17 Before passage of the ChId Abuse
Amendments, nine major disability and medical
associations adopted a set of "Principles of Treat-
ment" that also rejected the use of quality of life
criteria: "Considerations such as anticipated or
actual limited potential of an individual and present
or future lack of available community resources are
irrelevant and must not determine the deesions
concerning medical care."6

"s 42 U.S.C.A. H4151 to 4157 (West 1977 & Supp. 1988).
1" See generally U.S. Commission on Civil Rights, Accommodat-
ing the Spectrum of Individual Abilities 46-62 (1983).

"? Child Abuse and Neglect Prevention and Treatment Pro-
gram, 50 Fed. Reg. 14878, 14879 (1985). See also id. at 14880; 45
C.F.R.. pt. 1340 App. Interpretative Guideline 9 (1987); chap. 7
22$ Joint Policy Statement: Principles of Treatment of Disabled
Infants. 73 Pediatrics 559, 559 (1984). The cosigping organizations
were the Association for Retarded Citizens, the Nional Down's
Syndrome Congress, the American Coalition of Citizens with

Disabilities, Inc., the Association for Persons with Severe
Handicaps, the American Association on Mental Deficiency, the
American Association of University Affiliated Programs for

Conclusion
The bases typically advanced to support denial of

lifesaving medical treatment, food, and fluids based
on disabilitythat the quality of life of a person with
a disability will be unacceptably poor, or that such a
person's continued existence will impose an unac-
ceptable burden on his family or on the Nation as a
wholeare often grounded in misinformation, inac-
curate stereotypes, and negative attitudes about
people with disabilities. A country committed to the
civil rights of all should address the very real
problems people with disabilities and their families
face through festering supportive services and social
acceptance, and throuft;. defending their rights to
accessible and inter transportation, housing,
education, health care, and employmentnot by
eliminating those with disabilities.

Persons with Developmental Disabilities, the Spina Bifida Associ-
ation of America, the National Association of Children's Hospi-
tals and Related Institutions, Inc., and the American Acadeiny of
Pediatrics. However, the American Academy of Pediatrics has
since argued, with regard to the Child Abuse Amendments, that
Congess did not "clearly intend() to exclude consideration of the
infant's quality of life." Comment of the American Academy of
Pediatrics on Proposed Rules Regarding Child Abuse Neglect
Prevention and Treatment Program 30 (Feb. 8, 1985), quoted in
Nicholson, Horowitz & Parry, Model Procedures for Child
Protective Service Agencier Responding to Reports of Withholding
Medically Indicated Treatment from Disabled Infants With Life-
Threatening Conditions. 10 Mental & Physical Disability L. Rep.
220, 227 (1986).
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Chapter 4

The Role of Economic Considerations in
Denials of Medical Treatment

An argument 'equently heard in favor of denial
of treatment is the claim that the costs associated
with children born with disabilities create a burden
too great to be borne by fatnily or society.

For example, Dr. Walter Owens, the physician in
attendance during the death of Bloomington's Infant
Doe, told the Civil Rights Commission:

In an ideal society, one might say we should consider only
the welfare of the child, but this is not an ideal world and
we do not have unlimited resources. . . .

Money which is spentand we're talking of many times
$100,000 or even $500,000 or even $1 million spent on
such childrenthat is money not available for the educa-
tion of normal children.1

A similar perspective wrs articulated by Dr.
George Crile, former head of the Department of
General Surgery of the Cleveland Clinic, who
argued in 1984, shortly after passage of the Child
Abuse Amendments:

Despite the law, the debate. . .continues. . . .[The ques-
tion] must be viewed. . .in the light of. . .society's right
for its members to have productive and pleasant lives, not
to be lived mainly to support the growing numbers of
hopelessly disabled, often unconscious people whose

Prmeetien of Handicapped Newbornr Hearing Before the United
States Com, :ssion on Civil Rights 205-06 (1986) (vol. II) (testimo-
ny of Waite% nwens, M.D., Bloomington Obstetrics and Gyne-
cology, Inc.).
2 Crile, The Right to life, Med. Tribune, Dec. 19, 1984, at 27.
Commenting on a draft of relevant portions of this report, Dr.
Crile charged that this quotation gives a "false impression" of his
position ber-ause he has "never stood against rehabilitation of any
one with a brain that was furetional or a body that was
salvageable. . . .I am refer-A-Mg to people who are hopelerly
disabled, and that means dilabled to the extent that rehabilitation
could not help them to improve or recover." Letter from George
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costly existence is consuming so much of the gross
national product. . . .3

If a child is born with Down syndrome, Crile
wrote:

parents can be told that their child has no chance of
growing up to be able to take care of itself. If the parents
still want to rear their child, that should be their decision,
but there should be no support from the community or the
state.

I wish to emphasize that I do not believe that existence
is necessarily unhappy for the child with Dowfit nor that
such a child cannot be a joy to its parents. That is why the
parents should make the fmal drzision. It remains that a
child with Down's syndrome. . .will not grow up to be
self-sustaining or able to contribute to the economy.
Neither the community nor taxpayers should be obliged to
support the child.s

Similar thinking is found in an article on coo-
benefit analysis published in July 1984 in the journal
of the American Academy of Ped1.4.rios.4 The
article was written by doctors and researchers
affiliated with the Women and Infants Hospital of
Rhode Island and Brown University.

This cost-benefit analysis was based on the rec-
ords of 247 infants who weighed between 500 and

C.'-ile, Jr., M.D., to William J. Howard, General Counsel, U.S.
Conussion on Civil Rights (Sept. 15, 1988) (emphasis in
original), rrprinted in app. D. As his article (which is reprinted in
full in app. D) makes clear, however, TV. Crile's notion of a
hopelessly nonfunctional brain is broad enough to include "totally
incurable and accurately diagnosable brain defects such as
Down's syndrome." Crile, supra, at 27.

kL For a consideration of the validity of such claims about
those with Down- syndrome, see chap. 3.

Walker, Feldman, Vohr & Oh, Cost-Benefit Analysis of Neonatal
Intensive Care for Infants Weighing Less Than 1,000 Grams at
Birth, 74 Pediatric4 20 (1984).
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99q grams at Nrth and who were born between
January 1977 and December 1981. Eighty-seven
percent of the survivors were evaluated for from 1
to 5 years. Most (74 percent) were unimpaired or
minimally impaired. Ten percent were "moderately
impaired" and 16 percent were labelee "severely
handicapped." Their projected lifetime costs (esti-
mated in 1982 dollars) ranged from $362,992 for the
lowest birthweight group-600 to 699 gramsto
$40,647 per -.urvivor for those in the highest birth-
weight group-900 to 999 grams. Lifetime earnings
were estimated at zero for those in the 500 to 699
gram tirthweight group and $77,084 for those in the
highest birthweight group of 900 to 999 grams.'

The authors concluded that "neonatal intensiv
care may not be justifiable for infants weighing len,
than 900 grams at birth."' They reached tt:-
conclusion even though 63 percent of the 700 to 799
gram and 57 percent of the 800 to 899 gram
birthweight groups had no or minimal disabilities.'
They did so by straightforwardly comparing their
estimates of the cost of lifetime care to their
estimates of lifetime earnings.°

Cost-benefit analysis as a justification for denial of
treatment to people with disabilities implies discrimi-
nation based on disability, because such evaluations
are not typically employed in other contexts.' The
Commission emphatically rejects the view that
lifesaving medical services should be provided or
denied to any group of people based on their
estimated econcmic worth to society. The Commis-
sion considers it important, however, to give critical
examination to the factual premises of an argument
for denial of treatment that is made as frequendy as
is the economic one.

Underlying most cost-benefit projections are two
superficially plausible assumptions: (1) the more
serious the level of disability, the poorer the progno-
sis for residential placement ane productive employ-
ment; and (2) the poorer the prognosis, the higher
the net cost of lifetime care."

This approach is based on what may be called a
"mythology" of disability, a mythology grounded in
the basic assumption that the circumstances of

ItLat2O.
Id.

7 Id at 22 (table 3).
$ Id. at 20.

For example, we do not routinely compare the costs juvenile
delinquents are likely to cause society with their probable
economic benefits and then choose death for those with regard to
whom the costs are calculated to exceed the benefits.

disability (i.e., the living rrangements and work and
social opportunities for ti ise who have disabilities)
emanate from the disability itself, and hence the
costs associated with these arrangements are the
direct result of the disability. However; _s shown
below, this assumption has been refuted during the
past 10 years by the performance of people with
disabilities.

The importance of the assumptions that underlie
this mythology in the practice of denial of treatment
should not be underestimated. To understand and
critically appraise estimates of long term care or
public costs associated with severe disability as they
appear in the medical literature, it is important to
recognIze how dependent these estimates are on
assming the putential of the individual with the
disability.

A recent medical journal article reported the
results of a random survey of 604 Fellows of the
American Academy of Pediatrics. Of the 604 pedia-
tricians contacted, 373 cr 62 percent returned the
questionnaires; 56 of these were discarded due to
incomplete information.'1

One series of questions inquired what each doctor
thougla the future would be like, in terms of their
residential placement and potential for work, for
children with spina bifida. Approximately half the
doctors were asked to make predictions about
children born with spina bifida but no hydrocepha-
lus and those with spina bifida and moderate
hydrocephalus; the other half weie asked to make
predictions about those with no hydrocephalus and
those with severe hydrocephalus. That is, the ques-
tionnaire ascertained where the doctors thoneat
each of these examples of disability would place a
child on the spectrum from relative independence in
living and working all the way to total dependence
with no hope of securing employment.

The results of this survey, undertaken to deter-
mine how pediatricians would influence treatment
decisions based on the presence of varying degrees
of hydrocephalus in children born with Jpina bifida,
suggested that most pediatricians assume that mod-
erate hydrocephalus leads inexorably to a lessened

As later portions of this chapter demonstrate, such assump-
tions are inaccurate in light of the progress made in the last
decade that has enabled even those labeled most severely disabled
to live in community settings and to become productive members
of society.
31 Siperstein, Wolraich, Reed, & O'Keefe, Medical Decisions and
Prognostications of Pediatricians for Infants With Mentngomyelocele,
113 J. of Pediatrics 835 (1988).
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TABLE 4.1

Pediatricians' Responses to the
Prognostic Belief Scale

Infant without
hydrocephalus

n = 317

Infrint with Infant with
ma derate severe
hydephalus hydrocephalus

n = 139 n = 178

Prognostication for Adult Capabilities

Mean Score 21.7 15.8 6.4

Standard Deviation 6.1 8.0 7.1

Prognostications for Residential Placement

Unsupervised apartment 47.9% 18.5% 2.9%

Supervised apartment 35.7% 31.1% 12.0%

GroUp home 14.2% 31.1% 30.8%

Institution 2.1% 14.5% 54.3%

PrognostIcations for Vocational Placement

Skilled competitive employment 53.8% 19.7% 2.3%

Unskilled competitive employment 5.6% 6.6% 2.3%

Supervised full-timo employment 20.9% 25.4% 7.6%

Supervised part-tirne employment 14.7% 31.1% 21.5%

Incapable of any employment 5.0% 17.22% 66.3%

Source: Siperitein, Wciraich, Reed & O'Keefe, Medical Decisions and Prognostications for Infants with Meningomyelocele, 113 Journal of
Pediatrics we (1988). Reprinted with pe:rnission.



ability to live independently (say only in a super-
vised apartment or group home) and that severe
hydrocephalus leads just as inexorably to life in an
institution. (See table 4.1.) They make similar. as-
sumptions concerning the child's ability to work
that moderate hydrocephalus makes only supervised
employment possible, while severe hydrocephalus
means no employment at all."

It is not surprising that these predictions result in a
tendency by pediatricians to incline away from
encouraging lifesaving surgery toward discouraging
it as hydrocephalus becomes more severe. Although
34.2 percent of the pediatricians would either not
know what to do or would provide only supportive
care if the child were their own and.had spina bifida
wIthout hydrocephalus, 75.7 percent would not
know what to do or would provide only supportive
care if their child had spina bifida with severe
hydrocephalus."

Costs of Residential Placement
A recent study of the costs of residential place-

ments for over 1,000 persons with severe disabilities
in three States calls into question the assumption that
the more severe the disability, the greater the cost of
residential placement.

The objective of [the project] was to identify differences
in costs associated with providing services to persons in
different types of residential arrangements and with
varying levels of disability. Accordingly, in selecting
servke systems for study, the aim was to identify systems
embracing a variety of residential service options.

Two of the three regional systems have been recognii
by the University of Syracnse Center on Human Policy as
"model" residential programs. The third, in New Hamp-
shire has been widely recognized for its commitment to
serve persons with all levels of disability in small commu-
nity-based living arrangements and integrated work set-
tings.14

" Id at 838, table 2. The article points out that these assumptions
are erroneous.
13 Id at 837, table I. See chap. 3 (text accompanying notes
92-95) and chap. 9 (text accompanying notes 13-18) for a further
discussion of this survey.)
14 Ashbaugh & Nemey,.An Analysis of the Costs of Serving
Persons with Mental Retardation by Type of Residential Ar-
rangement Macomb-Oaldand Regio.. in Michigan, Region V in
Nebraska, and Region V in New Hampshire 2 (1988).
" Id. at 2. Costs for Michigan and Nebraska, July 1, 1984, to
June 30, 1985; for New Hampshire, July 1, 1985, to June 30, 1986.

Each system relies on a broad range of integrated
community homes, including group homes, apart-
ments, and family-type homes. Using data from
1984-85 and 1985-86, the study examined costs for
1,287 individuals living in 169 group homes, 151
family homes, and 43 apartments." Cost data were
also examined for approximately 250 persons from
these three regions living in institutions." Each
individual was identified on a scale of 1 to 100 to
determine similar and differing levels of disability.17

The study concluded: "The average annual cost of
residential services per client varied more, -far more,
by the type of residential option employed than by
the level of need of the client."" Group homes,
apartments, and family-type homes were significant-
ly less costly than institutions for individuals at all
levels of disability, including the most severe lev-
els." Persons labeled and considered most disabled,
severely and profoundly handicapped by eveiy
defmition, were found in significant numbers in all
four residential options (institutions, group homes,
apartments, and surrogate family homes)." More
persons in the most severe range of disabilities were
found in community settings than in institutional
ones.21

The definition of aevere disability used in this
study was limited to those iudividuals who usually
had -more than one very significant disability. Pro-
found mental retardation alone was not considered
enough for a classification of severe disability by any
of the regions. For such a classification, a person had
to experience severe retardation together with
blindness Of deafness or complex medical or behav-
ioral needs.22

Despite widely divergent cost of living differ-
ences and salary differences in the three regions, for
all:

" Interview with Thomas Nerney, coauthor and project
coordinator for the above-referenced study (Nov. 29, 1988)
(hereinafter Nerney interview].
" Ashbaugh & Nerney, supra note 15 at 6.
" Id at 14.
" Nerney interview, supra note 17.
" More than 33 percent of the sample met the definition of those
considered most severely disabled. Id.
21 Id In Michigan's Macomb-Oakland region, there were five
times the number of those considered most severely disabled
living in community homes than in institutions.
22 Id
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The differences in average cost per person per
year for those with identical disabilities ranged
from over 2 tinu% to as much as 6 times as much
from one option to another."

The average institutional cost was higher than
any of the average community costs no matter
which community option was chosen and no
matter what the level of disability."

Administrators (public officials) agreed that
the most costly option, the institution, was in
every case the least desirable programmatically:
the person with a disability benefited the least
from the institution and in most cases was harmed
by it.

Administrators agreed that family or family-
scale placements were always preferable to insti-
tutional placements for children."

The smaller the unit of community residential
placement, the lower the average cost incurred,
no matter the severity of the disability.26

Family-type placements with appropriate
backup supports were the least costly and, for
children, the most d irable.22

The cost differentials for the same level of disability
by nature of residential placement in, Michigan's
Macomb-Oakland system, Nebraska's Region V
system, and Region V in New Hampshire are shown
in figure 4.1.

Family Placement
The trend in providing care for those with the

most severe -isabilities appears to be moving away
from the use of high-cost institutional settings to a
variety of community-based ones with significant
programmatic and fiscal differences. A clear trend in

" Id. See also Ashbaugh & Nerney, supra note 15, at fig. 16 and
fig. 35.

Nerney interview, supra note 17. For example, in Michigan's
Macomb-Oakland system, community placement could result in
saving over $47,000 per person per year compared to institutional
placement.
" Id See also Medicaid Home and Community Quality Services
Act of 1987: Hearing on S. 1673 Before the Subcomm. on Health of
the Senate Comm. on Finance, 100th Cong., 2c1 Sess. 5 (1988)
(hereinafter Medicaid Hearing) (statement of K. Charlie Lakin,
Director of Research, Minnesota University Afrdiated Program
on Developmental Disabilities/Center for Residential and Com-
munity Services, Minneapolis, Minn.) (regarding the inferiority of
institutions to community-based settings).
" Id. See also fig. 4.1, with regard to those considered "most
severely disabled"; Ashbaugh & Nerney, supra note 15, at fig. 16
ari fig. 35.
" Nerney interview, supra note 17.
"
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the direction of use of family-type placements, the
least costly alternative, is developing, especially for
children." It seems probable, therefore, that in real
terms the average cost of residential placement for
people with disabilities , headed downward, not
upward.

Despite the clear cost (and desirability) advantage
of family placement, most contemporary Federal
and State policies do not encourage it. There are
important, oft-tn unrecognized, historical reasons for
this.

In the early part of this century, the eugenics
movement gave rise to the institutional program for
persons with disabilities," with most publiv institu-
tions being established to remove persons with
disabilities from their communities and families
because they were, mistakenly, thought to be dan-
gerous and responsible for society's ills." The
ingrained pattern establisned by this practice goes a
long way toward explaining why it is still so difficult
automatically to think of and foster the natural (or
adoptive) family as the most humane and logical
choice for initial support when a child with a
disability is born."

As discussed above in chapter 1, government
reports from the early part of this century labeled
persons with mental retardation and persons with
disabilities generally as "a parasitic, predatory
class," "a danger to the race," and'a blight and a
misfortune both to themselves and to the public."32
State laws required persons with disabilities to be
removed from the community and parents to surren-
der their children or allow State officials to take
them." In the State of Washington it even became a

23 Motion and Brief Amici Curiae of Association for Retarded
Citizens/USA, Association for Retarded Citizens/Texas, Nation-
al Down Syndrome congress, People First International and
People First Organizations of Iowa, Louisiana, Michigan, Nebras-
ka, Oregon and Washington, United Together, S.T.A.N.D.
Together, Speaking for Ourselves, Consumer Advocacy Board of
the Massachusetts Association for Retarded Citizens, Texas
Advocates, Wisconsin Advocates, Capitol People First, and Self-
A dvocates of Central New York at 5-6, Cleburne v. Cleburne
Living Center, 473 U.S. 432 (1985) (No. 84-468).
" D. Rothman & S. Rothman, Dot Willoworook Wars 47 (1984).
" See chap. 1 and text accc.npanying :.otes 36-59.
32 See chap. 1 and text accompanying nom 55-57.
" Brief Amici Curiae of the American Coalition of Citizens with
Disabilities, People First Organizations of California, Iowa,
Louisiana, Michigan, Nebraska, Oregon and Washington, People
first International, United Together Organizations of Arkansas,
California, Florida, Idaho, Kansas, Massachusetts, Minnesota, and
Montat a, Speaking for Ourselves of Pennsylvania, Consumer
Advisory Board of Massachusetts, Self-Advocates of Central
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criminal offense, punishable by a fine, to keep a child
with mental retardation at home."

More enlightened attitudes in recent decades led
to some reform. In the early 1970s, Congress
allowed the Statea to begin using Federal medicaid
funds to improve the terrible conditions found in
institutions." The Federal medicaid route to reform
resulted in an enormous investment of Federal and
State dollars in the institutions."

Soon, however, members of the disability rights
parent ant. advocacy movement came to the conclu-
sion that these institutions could not be reformed.
Instead, they demand61 that the individuals residing
there return to their communities."

The use of what were originally called "alterna-
tives" to the institutions, i.e., group homes and
family homes, became commonplace. A number of
States, including Maine, Rhode Island," Michigan,
Nebraska, and New Hampshire, established coinmu-
nity-based systems." The results were impressive:

Numerous studies have compared social participation of
institution and community residents. They consistently
and clearly find community residents to be better integrat-
ed. They go to more restaurants, mo:e stores, more
movies, more sporting events. They go on more walks off
the facility grounds. They visit more often with friends
who live elsewhere. They are more likely to have
rdendships with non-handicapped peers. They have more
-ontact with their own families. In short, they are better
integrated in every conceivable way."

These policies, however, did not address the needs
of families who kept their children at home." The
fiscal incentives to States remained with the institu-
tions first, the community homes a bad second,"

New York, Texas Advocates, Wisconsin Advocates, Disabled in
Action of Pennsylvania, Disabled in Action of New York, and the
National Association of Protection and Advocacy Systems at
13-14, Bowen v. Am. Hosp. Ass'n, 476 U.S. 610 (1986) (hereinaf-
ter ACCD Amicus].
" Cleburne amicus, supra note 33, at 13.
" See generally S.B. Sarason & J. Doris, Educa ad Handicap,
Public Policy and Social History (1979).
" Medicaid .Hearing, supra note 26, at 2 (opening statement of
Sen. George Mitchell).
", See, e.g., Pennhurst State School and Hosp. v. Halderman, 451
U.S. 1, 6 & n.1 (1981); Rothmaa & Rothman, supra note 31, at
49-50.
" Medicaid Hearing, supra note 26, at 2 (opening statement of
Sen. George Mitchell).
" Nerney, Nisbet & Conley, Economic Analysis of Three
Regional Community Developmentit Service Regions (1989) (in
press).
" Id at 5-6 (statement of K. Charlie Lakin, Director of
Research, Minnesota University Affiliated Program on Develop-

and the natural family last." Only recently has an
attempt been made to change the Federal medicaid
legislation to give priority in funding to families and
community homes. Legislation to accomplish this,
such as the Medicaid Home 2nd Community Quality
Services Act of 1987, has yet to be enacted.44
Because providing support for the family is the most
cost-efficient way to provide residential services,
changing the economic incentives from the institu-
tion to the family would cause the cost associated
with disability to drop significantly.

Productivity of Persons with Severe and
Profound Disabilities

State vocational rehabilitation agencies, together
with advocacy and service agencies, have begun io
offer new and experimental job training programs
for those with the most profound disabilities.45
These programs are the result of a relatively new
concept in employment training variously referred
to as "supported employment" or, for school-age
adolescents, "transitional emyloyment."46 The evi-
dence of earning capacity among people commonly
viewed as inherently unproductive after than
approximately 5 years of Federal- and State-funded
employment programs is dramatic.

One example is a program run by a nonprofit
agency, New England Business Associates. Under
the program, a job coach accompanies a person with
a severe or profound disability to the place of
employment, provides onsite assistance as needed,
and helps train the individual while she or he is
working at a regular job paid for by an ordinary
employer. This job coach fades back as the individu-

mental Disabilities/Center for Residential and Community Ser.
vices, Minneapolis, Minn.).
" Id. at 8-9 (statement of Valerie J. Bradley, President, Human
Services Research Institute, Cambridge, Mass.).
42 D. Braddock, R. Hemp & G. Fujiura, Public Expenditures for
Mental Retardation and Developmened Disabilities in the United
States 50-52 (2d ed. 1986).
" National Study Group on State Medicaid Strategics, The
Center for the Study of Social Policy (Tom Doc, Director),
Restructuring Medicaid: An Agenda for Change 11 (1983).
" See Medicaid Hearing, supra note 26, at 1 (opening statement
of Sen. George Mitchell) and 3 (opening statement of Sen. John
Chafee).
" See generally Congress Passes Voc Rehab Bill. Supported
Work for CMIs E National Association of State Mental Health
Program Directors Report: The U.S. Congras, Oct. 7, 1986, at 1
5.
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 88 (1986) (vol. II) (testimony of
Madeleine Will, Assistant Secretary for Special Education and
Rehabilitative Services, U.S. Department of Education).
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FIGURE 4.1

Comparative Costs-of institutions, Group HOMO% and Family Homes in Three States
Average annual per person costs for those considered "most 'zeverely disabled"
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al gains skills and income but remains always
available both to the individual with a disability and
to the employer."

Kathy Moore, executive director of New England
Business Associates, provided the Commission with
these examples of people active in the program:

J. C. profoundly deaf, legally blind, severely retarded
198748 earnings $7,860.00

M. D. profoundly deaf; legally blind, brain tumor,
mentally retarded, institutionalized at birth 1987- 38 earn-
inis $6,220.85

M. Gl. profoundly deaf, totally blind, profoulally retard-
ed, institutionalized at birth 1987-88 earnings $7,221.60

M. K. profoundly deaf, totally blind, severely mentally
retarded 1987-88 earn:rigs $2,163.00

E. R. profoundly deaf, wally blind, severely retarded,
progressive sensory neural km 1987-88 earn-
ings $10,400.00

L. T. profoundly deaf, totally blind, severely retarcipz,
institutionalized at birth 1987-88 earnings $332.13"

-
A similar program for adults with autism and

severe behavioral difficulties has been operating in
Montgomery County, Maryland, for almost 8 years.
This program, run by Community Services for
Autistic Adults and Children, included over 46
persons ruled "unemployable" by every agency they
had ever contacted, After living most of their lives
in institutions, now all live in small homes in
Rockville, Maryland, and all earn at least the
minimum wage in a program using supported em-
ployment."

An 8-year longitudinal study of the costs and
benefits of supported employment for 117 persons
with moderate t.) severe mental retardation found
that, in comparison to the $1,361,951 that would
have been required in SSI payments and alternative
service programs had these persons not been em-
ployed, the supported employment program cost
$1,212,127. Those participating in the program

" Interviews with Kathy Moore, Executive Director, New
England Business Associates (Sept. 19-20, 1988).
"
" Interview with Susan Goodman, Executive Director, Commu-
nity Services for Autistic Children and Adults (Sept. 17, 1988).

earned wages totaling $1,503,779.10 In other words,
in place of a net average cost of $11,640.61 for each
person with moderate or severe mental retardation,
with supported employment there was a net average
benefit of $2,492.84 fbr each such person. The
authors of the study pointed out that with ongoing
job retention, the net benefit will significantly
increase over time, sinoa the costs of supportive
employment are substantially frontloaded while the
average income is constant or increasing." Further-
more, they noted:

Our university-based demonstration is very small; in fact,
the. . .consumers served over 8 years are unfortunately
dwarfcd when compared with 1 :ge day programs in
which the sole purpose is to provick vocational or day
care service& Consider the drainatk savings in programs,
over time, if substantial reorganization of the operations at
the centers were converted to community- or industry-
based programs. It is in this area where the truly large
dollar savings can be made over a multi-year time period."

Conclusion
Disability does entail cost. But the real economic

costs now associated with disability are less a
function of the disability or its severity than of a
policy that tends to segregate asd isolate, at enor-
mous public cost, those persons considered most
severely disabled. The assumption has been that the
level of severity of disability is the major determi-
nant of lifetime costs and, consequently, that the
more severely disabled a child may appear to be at
birth, the less likely it is that the child will be able to
contribute as an adult to his or her own economic
sufficiency and the more expensive it will be to meet
that person's 'basic needs. Although this assumption
is unfounded, it has resulted in a self-fulfilling
prophecy: a diagnosis of severe disability leads to
placement of a person iu an institutional and non-
work environment tha significantly limits that
person's capability and entails far more expense than
necessary.

" Hill, Wehman, Kregel, Banks tec. Metzler, Employment Out-
comes for People with Moderate and Severe Disabilitier An Eight-
Year Longitudinal Analysis of Supported Competitive Employment,
12 J. Asen for Persons with Severe Handicaps 182, 185-86 (1987).
'a Id. at 187-88.
" Id. at 188 (emphasis in original).
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Chapter 5

State Law

What is the law governing denial of lifesaving
medical treatment to children with disabilities?
Every State now provides a statutory basis for the
civil authorities to act to protect a child whose life
or well-being Is threatened by abuse or neglect.1 In
46 of those States, those that receive Federal funding
for child abuse and neglect programs, this law must
be applied to prevent the withholding of medically
indicated treatment from disabled infants with life-
threatening conditions in order to comply with the
Child Abuse Amendments of 1984.2

The Child Abuse Amendments were enacted
largely became Congress perceived preexisting
State law to be inadequate to provide amded
protection.3 To understand this perception, it is
helpful to contrast the near unanimity hi recent State

I See Ala. Code §26-14-1(2) (1986); Alaska Stat. §47.17.070(5)
(1984); Ariz. Rev. Stat. Ann. *36-22E, (1986); Ark. Stat. Ann.
§9-30-103(5XA) (Supp. 1987); Cal. Pen. Code §11165(C) C. es.
1982); Colo. Rev. Stat. §19-1-103(20Xd) (1986); Conn. Gen. Stat.
Ann. §46(b)-120(b) (West Supp. 1988); DeL Code Ann. tit. 31,
*301(3)(1975); D.C. Code Ann. § 16-2301(9XB) (1981); Fla. Stat.
Ann. §39.01(37) (West Supp. 1988); Ga. Code Ann.
§15-11-7(8XA) (Supp. 1988); Hawaii Rev. Stat. §350(1)1 (SupP.
1984); Idaho Code §16-16024-(1) (Supp. 1988); Ill. Ann. Stat. ch.
37, §802-3(1) (West Supp. 1988); Ind. Code Ann. §31-6-4-3(aX1)
(Burns 1987); Iowa Code Ann. §232.2(6Xe) (West 1985); Kan.
Stat. Ann. §38-802(g)(1) (1981); Ky. Rev. Stat. Ann. §199.011(b)
(Miele 1982); La. Rev. Stat. Ann. *40:1299.36.1 (West Supp.
1988); Me. Rev. Stat. Ann. tit. 22, §4002(1) (Supp. 1988); Md.
F-.4L Law Code Ann. §5-701(nX2) (Supp. 1988); Mass. Gen.
1 tws Ann. ch. 119, §51A (West Supp. 1988); Mich. Comp. Laws
AIM. §722.622(d) (West Supp. 1988); Minn. Stat. Ann.
§626.556-2(C) (West Supp. 1988); Miss. Code Ann.
§43-21-105(1Xi) (Supp. 1987); Mo. Ann. Stat. §210.110(5) (West
Supp. 1988); Mont CrAe Ann. §41-3-102(3XC) (1987); Neb. Rev.
Stat. §28-710(3XC) (1985); Nev. Rev. Stat. Ann. §200.508(3Xa)
(Michie 1986); N.H. Rev. Stat. Ann. §169-C:3 XIX(b) (Supp.
198Th NJ. Stat. An" §9:6-8.21(cX4Xa) (West Supp. 1988); N.M.
Stat. Ann. §30-6-1(AX2) (1978); N.Y. Soc. Serv. Law
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cases, which have ensured the provision of lifesav-
ing medical care to nondisabled children, with the
mixed record of State cases dealing with the with-
holding of such care from children with disabilities.

Increasing Societal Interest in Protecting
Children

Over the past century, the States have significant-
ly expanded their jurisdiction in protecting children.
In 1874 a dying woman in New York City pleaded
with the parish visitor, Mrs. Etta Wheeler, to go to
the authorities about the incessant screams and cries
fcr help of a child in an adjacent apartment. When
Mrs. Wheeler finally agreed to do so, the police,
district attorney, charitable ageacies, arid clergy all
turned her away. So great was the universal respect
for absolute parental autonomy in decisions concern-

§371.4-aCiXA) (McKinney 1983); N.C. Gen. Stat. §7A-517(21)
(Sgpp 1988); N.D. Cent. Code §27-20-02-5(a) (Supp. 1987);
Ohio Rev. Code Ann. §2151.03(C) (Anderson 1976); Okla. Stat.
Ann. tit. 21, §845(BX1) (West Supp. 1988); Or. Rev. Stat.
§418.740(1Xe) (198Th Pa. Stat. Ann. tit. 11, §2203 (West &PP.
1988); R.I. Gen. Laws §40-11-3 (Supp. 1987); S.C. Ce--** Ann.
§20-7-490(cX3) (Law Co-op. 1985); S.D. Codified Laws Ann.
§26-8-6(4) (1984); Tenn. Code Ann. §37 1-102(10XD) (Supp.
198Th Tex. Fain. Code Ann. § 34.01 (West 1988); Utah Code Ann.
§78-3a-2(17XC) (1987); Vt. Stat. Arm. tit. 33, §682(3XC) (SuPP.
1987); Va. Code Ann. §16.1-228(2) (1988); Wash. Rev. Code
Arm. §26.44.020(12) (West Supp. 1988); d. V. Code
§49-1-3(g)(1A) (1986); Wis. Stat. Ann. §48.981(1Xd) (West
1987); Wyo. Stat. §14-6-201(aXxviXA) (1986).
The same is true of other jurisdictious: Am. Samoa Code Ann.
§45.2001(aX1XC) (1986); Guam Coy% Code §9120.20(cX3)
(Supp. 1970); P.R. laws Ann. tit. 8, §404(1,) (Supp. 1987); and
V.I. Code Ann. ti 5, §2502(20) (Supp. 1987).
* See chap. 7 for a camprehensive discussion of the Child Abuse
Amendments of 1984.
* Such a perception was also a motive for efforts by the
executive branch of the Federal Government to attempt special
measures 'Hider §504 of the Rehabilitation Act of 1973. See chap.
6.
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ing their children that the only perzon she could get
to help was the counsel for the American Society for
the Prevention of Cruelty to Animals, Elbridge
Gerry.'

Gerry persuaded a juege to take a novel mune: to
issue an order requiring that child be-brought
befol.. a court. In the court proceeding, S -lear-old
Mary Ellen testified that she was beaten with a whip
almost daily, was given no bed or_shoes, was never
permitted outside except in the ydrd at night, and
was never allowed to play with other children. She
was never kissed or caressed. Based on that testimo-
ny, the judge ordered her removed from the home
and allowed Mrs. Wheeler to assume her guardian-
ship. This incident led Gerry to found the New
York Society for the Prevention of Cruelty to
Children (NYSPCC) in 1875.

The first child neglect statutes were relatively
simple and tended to cover merely the failure of
oarents to provide for their children's upkeep. The
coverage of the laws was gradually enlarged. By the

ai of the 1880s, for eaarnple, the New York statute
wa.. broad enough to protect children from neglect
in the provision of food, clothing, sanitation, and
medicine.'

In 1922 New York was among the first States to
adopt a statute empowering courts to order that
medical or surgical care be furnished to a child.'
Applying that statute two decades lah a court
observed:

It is doubtful that under the common law, the courts had
the powers now conferred on them, to order treatment for

4 Landau, An Overview of Child Protection and the Abused and
Neglected Child, in The Abused and Neglected Child 7, 9 (1982).

See also Bopp & Balch, The Child Abuse Amendments of 1984 and
Their Implementig Regulations, 1 Issues in L. & Med. 91, 92
(1985).
5 Landau, supra note 4, at Hi.

1876 N.Y. Laws, ch. 122, §4; see also Cowley v. People, 83
N.Y. 464 (1881) (benevolent institution subject to statute declar-
ing it a mirderneanor to permit a child to be endangered or injured
in life or health).
7 1922 N.Y. Laws ch. 547, §§2 and 23.

In re Rotkowitz, 175 Misc. 948, 25 N.Y.S. 624, 625 (1940.
Under the common law, it was recognized that paxents owed
duties toward their children, as well as having rights over them.
Blackstone, the preeminent legal commentator of his day,
described the parent-child relatiomidp an4 the responsibilities of
the parent in this way:

The duty of parents to provide for the maintenance of their
children, is a principle of natural law; en obligation,. . .laid
on them not only by nature herself, but by their cwn proper
act, in bringing them into the world. . . .By begetting them,
therefore, they have entered into a voluntary obligation, to
endeavor, as far as in them lies, that the life which they have

children tc the extent even of a surgical operation or to
requin. c, parents to do that which is promotive of the
int:Tests and is protective of thc rights of a child. We have
emerged from that period in. . .history. . ., and left
.:..nind its prejudices, biases and limitations. . . .

In current law, State intervention to envire medical
::s.re for nondisabled children, even c..ver parental
objection, is commonplace. Although recognition
and great deference is given tr., parental authority,o
parents do not have unbridled control over their
children. Their rights, whether rooted in the Consti
tution or ill a basic public policy, may be limited or
terminated, particularly when they affect their chil-
dren's life and death." "[Tjhe family itself is not
beyond regulation in the public interest."" Civil
government may act to "guard the general interest
in youth's well being, the state as parens patriae may
restrict the parent's control. . . .""

Parens patriae is the legal doctrine which provides
that the state has the ataority, in proper circum-
stances, to intervene in the normal parent-child
relationship for the protection of the child. The
doctene is largely composed of common law,
distinguishing it from the provisions found in the
child protection .statutes. The conception of the
doctrine of parens patriae, like that of other legal
doctrines, has developed over the past few centuries
as the common understandirs of the role of law in
sori....ty, a I as the cultural, economic, and social
condit;ons, ..Ave changed."

Under the modern understanding of that doctrine,
the state can intervene to limit parental authority:"

bestowed shall be supported and preserved. And thus the
children will have r perfect right of receiving maintenance
from the parents.

1 W. Blackstone Commentaries° 435.
The Supreme Court observed in Wisconsin v. Yoder that:

The history and culture of Western civilization reflect a
strong tradition of parental concern for the nurture and
upbringing of their .:hildren. The primary role of the parents
in the upbringing of their children is now established beyond
debate as an niduring American tradition.

406 U.S. 205, 232 (1971). See also Pierce v. Society of Sisters, 268
U.S. 510, 535 (1925) ("The child is not the mere creature of the
State; those who nurture him and direct his destiny have the
right, cv.tpled with the high duty, to recognize and prepre im
for additional obligations.").l See Custody of A Minor, 375 Mass. 733, 379 N.E2d 1053
(1978).
" Prince v. Massachusetts, 321 U.S. 158, 166 (1944).
h icL
" See generally Custer, The Origins of titt Doctrine cf Parens,
Patriae, 27 Emory L. J. 195 (1978).
" In re N.H., 373 A.2d 851 (Vt. 1977).
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Like all authority. . .parental authority may be abused.
Family privacy may become a cover for exploiting the
inherent inequality between adult and child. Thus chddren
who, by dermition, are both physically and psychological-
ly at risk may sometimes be placed at further risk by the
adult "caretakers" who are presumed to be essential to
their well-being.13

Although primary authority is vested in the parent,
that authority is restricted, or even abrogated in full,
whenever that authority is abused. In the words of
the highest court of Massachusetts, "Parental
rights. . .do not clothe parents with life and death
authority over their children.""

The most frequently encountered situations in-
volving life-threatening conditions for nondisabled
children have been cases in which parents have
refused to authorize medical care because of their
religious beliefs. Jehovah's Witnesses have provided
a recurring example. The traditional view of Jeho-
vah's Witnesses ht.' been that blood transfusions are
morally prohibited." In the usual situation, the
parents refuse to consent to a transfusion that is
necessary for a child in need of an operation. The
parents are brought to court, normally by the
hospital, to compel a transfusion through the ap-
pointment of a guardian ad litem to consent to the
necessary medical care. Court after court has found
that the State has the authority to intervene and
direct a blood transfusion when a child's life is in
imminent danger, invoking the State's child neglect

" Goldstein, Medical Care for the Child at Risk On State
Supervention of Parental Autonomy, 86 Yale L.J. 645, 647 (1977).
" Custody of a Miner, 379 N.E.23 at 1063.
" Jehovah's Witnesses' objections are based upon their under-
standing of biblical passages directly prohibiting eating blood,
which they regard as equivalent to a transfusion. See. e.g., Gen.
9:3-6; Lea 7:26-27; 17:10-14; Del. 12:23-25.
" rn re Clark, 21 Ohio Op. 2d 86, 185 N.E.2d 128, 129 (1962)
("When a child's right to live and his parent's religious belief
collide, the former is paramount and the religious doctrine must
give way."). See also In re Pogue, No. M-18-74 (Super. Ct. D.C.,
Nov. 11, 1974); People ex reL Wallace v. Labrenz, 411 Ill. 618,
104 N.E.2d 769 (1952), cert. denied. 344 U.S. 824 (1952); Morrison
v. State, 252 S.W.2d 97 (Mo. App. 1952); State v. Perricone, 37
NJ. 463, 181 A.2d 751, cert. denied, 371 U.S. 890 (1962);
Muhlenberg Hosp. v. Patterson, 128 NJ. Super. 498, 320 A.2d
518 (1974); Hoener v. Bertinato, 67 NJ. Super. 517, 171 A.2d 140
(1961); Sampson v. Taylor, 29 N.Y.2d 900, 278 N.E.2d 918 (1972);
Santos v. Goldstein, 16 App. Div. 2d 755, 227 N.Y.S.2d 450,
appeal dismissed. 12 N.Y.S.2d 672, 185 '..:.2d 904 (1962);
Application Gf Br-toklyn Hosp., 45 Misc.2d914, 258 N.Y.S.2d 621
(1965); In re Green, 448 Pa. 338, 292 A.2d 387 (1972), later appeal,
452 Pa. 373, 307 A.2d 279 (1973); Jehovah's Witnesses v. King
County Hosp., 278 F. Supp. 488 (W.D. Wash. 1967), aff'd, 390
U.S. 598 (1968).
" Prince v. Massachusetts, 321 U.S. 158, 170 (1940). For a child
protection system to be effective, the system must become aware

or abuse statute or the expanded doctrine of parens
patriae."

As stated by the SuIreme Court:

Parents may be free to become martyrs themselves. But it
does not follow they are free, in identical circumstances,
to mole martyrs of their children before they have
reached the age of full and legal discretion when they can
make that choice for themselves.''

Different Treatment of Children with
Disabilities

The government's disposition changes when the
child denied treatment is one who has a disability.
Commentator Joseph Goldstein, who wrote in 1977
of the danger of abuse of parental authority that may
"cover for exploiting the inherent inequality be-
tween adult and child,"" also wrote: [l]t must be
left to the parents to decide, for example, whether
their congenitally malformed newborn with an
ascertainable neurologic deficiency and highly pre-
dictable mental retardation, should be provided with
treatment which may avoid death, but which offers
no chance of cureno opportunity, in terms of
societal consensus, for a life worth living or a life of
relatively normal healthy growth."

In 1984 the Minnesota Supreme Court explicitly
based its support for denial of treatment on the
degree of disability:

[T]he few patients who have recovered consciousness
after a prolonged period of unconsciousness were severely

of case., of abuse and neglect. In the 1960s, this need led to the
adoption of laws requiring specified individuals to report suspect-
ed caies to the appropriate State agency. Enactment of such laws
was proposed by the Children's Bureau in 1963. U.S. Children's
Bureau, The Abused Chia Principles and Suggested Language for
Legislation on Reporting of the Phygcally Abased Child (1963) as
cited in Smith, Disabled Newborns and the Federal Child Abuse
Amendments: Tenuous Protection. 37 Hastings L. J. 765, 794
(1986). These principles were adopted swiftly: all States enacted
mandatory reporting laws within 4 years. Ft.:ser, A Glance at the
Past, A Gaze at the Presen4 A Glimpse at the Future A Critical
Analysis of the Development of Child Abuse Re1vrting St. te 54
Chi( Went L. Rev. 641 (1978). Although the wording of such
stattkes varies, it normally requires that physicians, other health
care providers, school personnel, social workers, and others
report to the proper agencies if they suspect any neglect. Some
States provide -1st everyone is o:Jligated to report any suspected
neglect. See, e.g., NJ. Stat. Ann. §9:6-8.10 (West Supp. 1988).
Reporting is frequently obligatory even if the individual receives
information in a confidential capacity. The penalty for failure to
report varies from a small fine to incarceration. Smith & Meyer,
Child Abase Reporting LAWS and Psychotherapy: A Time for
Reconsideration. 7 International J. L. & Psychiatry 351 (1984).
" Goldstein, Medical Care for the Child et Risk On State
Supervention of Parental Autonomy, 86 Yale L.J. 645, 647 (1977).
SI 11 at 655-56.
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disabled. The degree of permanent damage varied but
commonly included inability to speak or see, permanent
distortion of the limbs, and paralysis. Being returned to
such a state would be ro-arded as of very limited benefit
by most patients; it ma, ..,ven be considered harmful if a
particular patient would have refused treatments expected
to produce this outcome. Thus, even the extremely small
likelihood of "recovery" cam( equated with returning
to a normal or relatively wtu functioned state."

The trial court judge who decided the B1c3ming-
ton, Indiana, Infant Doe case" later made explicit
that it was the child's disability, Down syndrome,
that was the ground for his ruling that the parental
denial of lifesaving treatment should not be dis-
turbed. In his reply to a cormpondent who ques-
tioned him about the ease, he wrote:

[E]vma at ct.mmon law the right of the parents to
autonomy over their children was not absolute and the
State could intervene by way of the Court, acting asp:rens
patriae, so protect minors and incompetents whose guard-
ians were actng to the clear detriment of the ward.
Today, parental autonomy is still favored, but of para-
mount concern, in case law and by statute, is the best
interest of the child. A child is no longer merely a
property right Now the parent-child relationship is more
in the nature of a trust, subject to the well-being of the
child as perceived by the Court. . . .

The State's role in protecting the welfare of the child
becomes more complicated in a situation as that of the
"Infant Doe" case. To say that parents are neglectful
itnplies that the State or society knows what is best for the
child. In the "Infant Do..." case, it could not be said that
the parents were not acting in the best interests of the
child, even though other parents might have acted
differently. It is a harsh view that no life is preferable to
life, but the great weight of the medical testimony at the
hearing I conducted was that even if the proposed surgery
was successful, the possibility of a minimally adequate
quality of life was nonexistent."

In the Baby Jane Doe case, the New York State
courts upheld denial of treatment to a child born

" In re Conservatorship of Torres, 357 N.W.2d 332, 338 (Minn.
1984). Although the case related to denial of treatment to an older
Person who was unconscious, it revealed an attitude toward
disability relevant to a judicial perspective on denial of treatment
to children with disabilities. The court also considered as relevant
the cost associated with disability: "[L]ong-term trcament com-
monly imposes severe financial and emotional burdens on a
patient's family, people whose welfare most patients before they
lost consciousness, placed a high value on." IeL at 339.
" See chap. 1 and text accompanying notes 16-27.
" Baker, June lt 1982 Letter of Judge John Baker to Anonymous
Person, 2 Issues in L. & Med. 81, 82 (1986).

with spina bifida and other disabilities.25 After her
birth in Port Jefferson, New York, on October 11,
1983, her pediatric neurosurgeon arranged for her
transfer to the University Hospital of the State
University of New York al. Stony Brook so she
could receive lifesaving surgery." Advice her
parents received there, however, led them to opt
against authorizing the surgery." Based on informa-
tion from a source within the hospital, an attorney
who objected to the denial of treatment applied to a
State ccart of general jurisdiction for the appoint-
ment of a guardian ad litem to argue that the cosirt
should order treatment, a request the court E
ed."

The court conducted 2 days of hearings, taking
testimony from physicians and the father of the
child." At their conclusion, the trial court judge
ruled that surgery should be performed:

The testimony of the witnesses before the Court indicated
that the neurosurgeons' initial advice that surgery be
performed was changed by Dr. Newman.

. . .A parent, however, may not deprive a child of life-
saving treatment, however well intentioned. Even when
the parents' decision to decline necessary treatment is
based on Constitutional grounds such as religious beliefs, it
must yield to the State's interests as [parens] patriae in
protecting the health and welfare of the child. . . .There
was instead an affirmative answer to the question, is there
imminent danger of infection, and there was testimony
indicating that the presence of infection would lead to
death, and that in the Court's view the testimony further
provided that by correcting the myelomeningocele condi-
tion, that this would significantly reduce the risk of
infection.

. .It is clear. . .that the infant is in imminent danger,
and that the infant has an independent right to survive;
that right must be protected by the State acting the
[parens] patriae, where a life is in jeopardy and the parents
have elected to provide no surgical care. . . .30

n See chap. 3, text accompanymg notes 54-72, and chap. 6, text
accompanying notes 89-107.
" United States V. Univ. Hosp., State Univ. of New York at
Stony Brook, 729 F.2d 144, 146 (2d Cir. 1984).
n Horan & Balch, Infant Doe and Baby Jane Doe: Medical
Treatment of the Handicapped Newborn, 52 Linacre Q. 45, 53
(1985).
" Id.
" Transcript, People ex rel. Washburn v. Stony Brook Hosp.,
No. 83-19910 (N.Y. Sup. Ct. Oct. 19, 1983) (available in files of
the U.S. Commission on Civil Rights).
" Id at 229, 236-38.
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59



This decision, however, was promptly overturned
by an intermediate appellate court,31 and when that
ruling was.appealed to the state's highest court, the
New York Court of Appeals, it held that the trial
court had been without authority to entertain the
case at all and affirmed the appellate division's
dismissal. The court said:

There are overtones to this proceeding which we find
distressing. Confronted with the anguish of the birth of a
child with severe physical disorders, these parents, in
consequence of judicial procedures for which there is no
precedent or authority, have been subjected in the last two
weeks to litigation through all three levels of our State's
court system. We find no justification for resort to or
entertainment of these proceedings.32

There have been other cases in which State courts
have upheld denial of lifesaving treatment to chil-
dren on the basis of disability,33 as well as cases in
which State courts have '3revented the withholding
of such treatment from children with disabilities.34
The key point is that while State courts in the

3, Weber, Guardian ad litem for Baby Jane Doe v. Stony Brook
Hosp., No. 3467E (N.Y. App. Div. Oct. 21, 1983).
33 In re Weber v. Stony Brook Hosp., 60 N.Y.2d 208, 469
N.Y.S.2d 63, 456 N.E.241 1186, 1188 (1983).

60

contempo-ary era have invariably overridden paren-
tal decisions to deny treatment clearly necessary to
preserve the lives of their nondisabled children,
prior to the adoption of the Child Abuse Amend-
ments of 1984, they had at best a mixed record in
doing so when the children had disabilities.

Conclusion
In popular debate, the question whether children

with disabilities should be denied lifesaving treat-
ment has frequently been couched as though the
issue were whether the government should intrude
into matters of parental discretion. In fact, however,
for decades the universally accepted law has been
that when parents make treatment decisions that will
undebatably lead to the death of their nondisabled
children, the state will intervene to ensure the
children's survival by mandating provision of life-
saving medical care. It is only when the children
have disabilities that the claim of parental autonomy
is given serious sympathetic consideration.

'ee In re Barry, 445 So.2d 365 (Fla. App. 1984), cen. denied,
464 U.S. 1026 (1985); In re L.H.R., 253 Ga. 439, 321 S.E.2d 716
(1984); and In re P.V.W., 424 So.2d 1015 (La. 1932).
'4 See Maine Medical Center v. Houle, Civ. No. 74-14; (Me.
Super. Ct., Feb. 14, 1974); and In re Cicero, 101 Misc.2d 699, 421
N.Y.S.2d 965 (Sup. Ct. 1979).
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Chapter 6

The Rehabilitation Act of 1973

The history of efforts by the Federal Government
to prevent medical discrimination against people
with disabilities, particularly children, is closely
interwoven with section 504 of the Rehabilitation
Act of 1973.1 Soon after the April 1982 Blooming-
ton Infant Doe case brought public attention to the
issue oC denying treatment to children with disabili-
ties, the Department of Health and Human Services
(HHS) relied on section 504 as the basis for a written
warning to hospitals, throughout the country that
discriminatory denial of treatment on the basis of
handicap was iPegal. In March 1983, HHS issued an
"Interim Final Rule" requiring hospitals to post
notices giving the telephone number of a 24-hour
hotline for reporting suspected 504 violations. This
poster rule evoked heated reaction.

The President's COmmission for the Study of
Ethical Problems in MOicine and Biomedical and
Behavioral Research and the American Academy of
Pediarics, joined by other medical organizations,
condemned the regulation. They argued that the use
of hospital-based ethics committees was preferable
to Federal involvement in treatment decisionmak-
ing. The American Academy of Pediatrics sued
NHS and convinced a Federal district court to strike
down the regulation on the ground that -the proce-
dures used to issue it had not complied with those
mandated by administrative law.

HHS then published a substantially similar rule as
a proposed regulation in July 1983, inviting public
comment. While HHS was analyzing that comment
and meeting with medical and disability groups
,c!eking a compromise, t.b New York Baby Jane
Doe case arose in October 1983. Under the authority

1 29 §794 (West Supp. 1988).

of section 504, HHS sought Baby Jane Doe's
medical records and, when the hospital refused to
provide them, took it to-court. But HHS lost in both
the district court and the Second Circuit Court of
Appeals, with the latter ruling in February 1984 that
seation 504 had no application to medical treatment
decisions regarding newborn children with disabili-
ties.

Meanwhile, in January 1984, HHS had reissued a
.modified form of its poster regulation as a Final
Rule. The American Medical Association and other
medical organizations promptly challenged it in
court as unjustified by section 504. Relying on the
holding in the Baby Jane Doe case, both a district
court and the Second Circuit Court of Appeals
struck down the mandatory sections of the Final
Rule. In June 1986, the Supreme Com-t affirmed in a
5-3 vote. However, an opinion explaining the
affirmation was ioined only by a plurality of the
Court, and it addressed much narrower grounds
than had the Second Circuit, leaving important
issues concerning the application of section 504 to
denial of treatment on the basis of handicap unre-
solved.

This chapter details these events and analyzes the
legal issues at stake in the controversy over the
applicability of section 504 to the discriminatory
denial of medical treatment to children with disabili-
ties.

Enactment of Section 504 of the
Rehabilitation Act

Seption 504 provides:
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No otherwise qualified handicapped individual in the
United States. . .shall, solely by reason of his handictp, be
excluded from the participation in, be denied the benefits
of, or be subjected to discrimination under any program or
activity receiving Federal financial assistance. . . .2

Robert Scotch, who has written a history of the
provisicn's crafting and enactment, notes: "Section
504. . .has been hailed as the first major civil rights
legislation for disabled people. In contrast to earlier
legislation that provides or extends benefits to
disabled persons, it establishes full social participa-
tion as a civil right and represents a transformation
of federal disability policy."3 Modeled on legislation
prohibiting race and sex discrimination by recipients
of Federal fmancial assistance, section 504 may be
enforced not only by cutting off such assistance but
also through suits for injunctive relief by the
Attorney General* and by aggrieved private indi-
viduals.°

Section 504 was derived from companion bills
introduced by Senator Hubert Humphrey and Rep-
resentative Charles Vanik.6 "Mlle treatment and
regard for the rights of handicapped citizens in our
country is one of America's shameful oversights,"
Representative Vanik said in the speech with which
he introduced the bill:3 He referred to the "100,000
babies [who] are born with defects" each year.

2 29 U.S.C.A. §794 (West Supp. 1988). For purposes of §794
handicapped individual is defined as:

any individual who 0) has a physical or mental impairment
which substantially lintlts one or mor f such person's major
life activities, (ii) has a record of such an impairment, or (iii)
is regarded as having such an impairment.

29 U.S.C.A. §706(8)(B) (West Supp. 1988).
3 R. Scotch, From Good Will to Civil Rights 3 (1984). The
material that follows in this secIion relie: heavily on National
Legal Center for the Medically Dependent & Disabled, The
Medical Treatment Rights of Children with Disabilities §2.03 at
2:9-2:10 (J. Bopp ed. 1987).

Sect.on 504 may be enforced by "any other means authorized
by law, which includes suits by the Attorney General." 42 U.S.C.
§ 2000d-1 (1982); see United States v. Marion County School
Dist., 625 F.2d 607, 611-12 (5th Cir. 1980), cen. denied. 451 U.S.
910 (1981).

Consolidated Rail Corp. v. Darrone, 465 U.S. 624 (1984).
The Supreme Court has emphasized the importance of this

history: "[The intent with which Congressman Vanik and
Senator Humphrey crafted the predecessor to §504 is a primary
signpost on the road toward interpreting the legislative history of
§504." Alexander v. Choate, 469 U.S. 287, 296 n.13 (1985).

117 Cong. Rec. 45,974 (1971) (statement of Representative
Vanik).

118 Cong. Rec. 525 (1972).
'° 118 Cong. Rec. 9,499, 9,500 (1972).
11 kl
12 5. Rep. No. 1297, 93rd Cong., 2d Sess. 38 (1974). In 1977 the
Department of Health, Fclucation, and Welfare (the )redecessor
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Referring to older citizens with disabilities, he
condemned "confinement without treatment" and
"unexplained deaths."4 In a speech introducing his
bill, Senator Hubert Humphrey said it would afford
people with disabilities the "right to health."°

Later, to demonstrate a need for the legislation,
Humphrey placed in the Congressional Record arti-
cles criticizing medical professionals for devaluing
children with disabilities. One article referred to
parents who "spoke angrily about pediatricians and
purported experts in the field of retardationthe
professionals who know pathetically little about the
unused potential of retarded children and who
continually discourage and delude parents." One
parent said, "There was so much willingness to
eliminate the child, because they did not consider
him a productive member of society. . . ." The
article concluded that many parents of children with
disabilities have a "deep anger" at a "system which
regularly has written off certain categories of handi-
capped children, their children, as hopeiess. 9911

It was in response to concerns such as these that
the Senate committee report on the Rehabilitation
Act of 1973 specifically stated that section 504's
coverage was to include discrimination in "heahn
services."13

to the Department of Health and Human Services) took the
position that section 504 prohibits discrimination in the provision
of medical tmitment, although it does not create new entitlements
for what was not previously provided to anyone:

[Al burn treatment center need not provide other types of
medical treatment to handicapped person: unless it provides
such medical services to nonhandicapped persons. It could
not, however, refine to treat the burns of a deaf .rson
because of kis or her deafness.

45 C.F.R. Part 84, App. A para. 36 (: The Department thus
took the position that section 504 did not mean that psychiatric
patients have a right to receive treatment for the psychiatric
problem for which they have been invoIuntarily committed or
else be released. 41 Fed. Reg. 29548, 29559 (1976). Although ths
position was later cued for the proposition that the Department's
view had be-n that section 504 does not authorize regulations
dealing with rights to receive treatment, United States v. Univ.
Hosp., 729 F.2d 144, 152 (2d Cir. 1984), Martin Gerry, former
Director of the Office for 2ivil Rights of HHS during the
development of the initial implementing regulations to section
504, explained that civil rights laws, including section 504, have
been routinely applied to health care providers who receive
Federal financial assistance:

The direct application of federal civil rights laws to the
operation of hospitals and other health care providers which
receive Federal financial assistance was first establisheG in
1964. The Final Regulation implementing Title VI of the
Civil Rights Act of 1964, issued by the Department of
Health, Education and Welfare in December 11 of the same
year. . .prohibits discrimination on the basis of race, color or
lational origin in the operation of health care facilities
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In May 197, ander the compulsion of a court
order," the Department of Health, Education, and
Welfare (the predeonaor of HHS) issued a regula-
tion generally implementing section 504, much of
which is still in effect. The Supplementary Informa-
tion published with the 1977 regulation noted that
"there is overwhelming evidence that in the past
handicapped persons have been excluded from
programs entirely or denied equal treatment, simply
because they are handicapped.""

The regulation defines a "qualified handicapped
person," for contexts other than employment or
education, as "a handicapped person who meets the
essential eligibility requirements for the receipt of
such services."" It prohibited the providing of
different services or benefits to qualified handi-
capped persons unless necessary to ensure that the
services or benefits were as, effective as those
provided to nonhandicapped persons." Indeed, a
recipient of Federal funds must afford a qualified
person with a disability a benefit or service that is as
effective as that provided to nonhandicapped per-
sons." The regulation also proscribed the use of
criteria or methods of administration having tb
purpose or effect of substantially impairing the
accomplishment of program objectives for qualified
individuals with a disabiity."

Resort to Section 504 in tit.z Aftermath
of the Bloomington Infant Doe Case

The highly publicized Bloomington Infant Doe
case in April of 1982 led to considerable public and
press criticism of the denial of treatment that
resulted in tlie child's death." Reacting to the casc
and the wiiespread negative response to it, Presi-
dent Reagan on April 30, 1982, sent a memorandum
to the Attorney General and Secretary of HHS

receiving funds under a wide varicty of federal health care
programs. . . .Civil rights obligations imposed upc
tsds and other health service providers by federal CI
taws are neither new n^r secret.

M. Gerry, The Right of Handicapped Infants to Receive
Beneficial Medical Treatment: The Responsibilities of Health
Care Providers Under Section 504 of the Rehabilitation Act of
1973, Statemer. Submitted to the 1985 Hearings of ihe United
States Commission on Civil Rights on the Protection of Handi-
capped Newborns 27-28 (July 12, 1985) (available in the files of
the U.S. Commission on Civil Rights).
12 Cherry v. Mathews, 419 F. Supp. 922 (D.D.C. 1976).
" Part 84Nondiscrimination on the Basis of Handicap in
Programs and Activities Receiving or Benefiting From Federal
Financial Assistance, 42 Fed. Reg. 22,676, 22,676 (1 977).
" 45 C.F.R. §84.3(kX4) (1987).
n Id §84.4(bX1Xiv) (1987).

concerning the enforcement of Federal laws prohi-
biting discrimination against individuals with a
disability." The memorandum required HHS to
issue an explanation to *health care providers of
section 504's applicability to the denial of treatment
to newborn children with a disability. HHS was also
to enforce section 504 and other Appropriate Federal
laws to prevent the whhhol leg of potentially
lifesaving treatment from children with a disability
that would normally be provided to children with-
out a disability. The Attorhey General was direc,....d
to report on "the possible application of Federal
constitutional and statutory remedies in appropriate
circumstances to prevent the withholding from the
handicapped of potentially lifesaving treatment that
would be given as a matter of course to those who
are not handicapped.""

Accordingly, on May 18, 1982, the Office for
Civil Rights of the Departntent of Health and
Human Services sent hospitals receiving Federal
financial assistance a Notice to Health Care Provid-
ers which indicated that it was unlawful to deny
nutrition or medical or surgical treatment to an
infant with a disability if the denial was based upon
the existence of a handicap and the handicap did not
render treatment or nutritional sustenance medically
contraindicated." Reflecting a concern that hospi-
tals or their staff might attempt to do indirectly what
could not lawfully be done directly, the notice stated
that hw,-,ital "[c]ounseling of parents should not
discriminate by encouraging parents to make deci-
sions which, if made by the health care provider,
would be discriminatory under Section 504.""

In December 1982, internal guidelines for investi-
gating complaints of discriminatory denial of treat-
ment were sent to the regional divisions of the HHS
Office for Civil Rights." 'Between the death of
I Id §84.4(bX1)(ii) (1987).
" Id §84.4(bX4) (1987).
" See chap. 1 and text accompanying notes 16-27 for a
description or the case.
20 R. Reagan, Preqldent's Memorandum to the Attorney General
and the Secretary of Health and Human Services, Enforcement of
Federal Laws Prohibiting Discrimination Against the Handi-
capped (Apr. 30, 1982), noted in S. Rep. No. 246, 98th Cong., 2d
Sess. 6, portions reprinted in 1984 U.S. Code Cong. & Admin.
News 2918.
" Id.
" .Discriminating Against the Handicapped by Withholding Treat-
ment or Nourishment; Notice of Health Care Providers, 47 Fed.
Reg. 26,027 (1982).
" Id
" Memorandum from Nathan D. Dick, Deputy Director, Office
of Program Operations, HHS, to Regional Directors, Office fir
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Bloomington's Infant Doe in April 1982 and March
7, 1983, HHS received 11 complaints of discrimina-
tory denial of liczsaving medic,a1 treatment to new-
born children with disabilities." HHS conducted
investigations in 9 of the 11 instances, including 5
onaite investigations."

The "Interim Final Rule" of March 1983
On March 7, 1983, HHS issued a new regulation

that was to provAcA storm of controversy." It was
the first of three Versions of regulations or proposed
regulations under authority of section 504 that
explicitly and specifically addressed the withho!iing
of medical treatment from children with disabili-
ties.23

The Supplementary Information published with
the Interim Final Rule gave as its purpose to
"acquiretimely information concerning violations of
Section 504 that are directed against handicapped
infants, and to save the life of the infant '" Express-
ing concern that individuals with knowledge of
actions violating section 504 did not have adequate
opportunity to give immediate notice to governmen-
tal authorities, HHS dnigned the Interim Final Rule
to increase public knowledge of the law and the
manner of bringing suspected violations to the
attention of MIS, and to increase the ability of HHS
to investigate alleged violations promptly.

HHS wrote that the rule had become necessary
because events "of the past several yews suggest
that handicapped infants have died from denial of
food in federally assisted programs."33 The Depart-
ment said that although the extent of discriminatory

Civil Rights, HHS Directive OPO-83-1-8 (Dec. 14, 1982)
(available in files of U.S. Commission on Civil Rights).
" Nondiscrimination on the Basis of Handicop; Procedures and
Guidelines Relating to Health Care for Handicapped Infants, 49
Fed. Reg. 1,622, 1,646-47 (1984) (hereinafter Final Rule (504)].
" Id. In one of the two n raining cases ia which no investiga-
tions were undertaken, HHS "postponed" investigation at the
request of local prosecutors. /n the other case, HHS reported
having conducted an "inquiry," though not an investigation. On
the basis of the "inquiry," HHS closed the case, finding no
violation. For further discussion of investigations conducted by
the HHS Office for Civil Rights, see chap. 12, text accompanying
notes 3-11.
" Nondiscrimination on the Basis of Handicap, Interim Final Rule,
46 Fed. Reg. 9630 (1983).
" The number and variety of Federal regulations related to
"Laby Doe" that have been proposed or issued at various times
can be confusing. The regulations promulgated under section 504,
discussed in this chapter, must be distinguished from the regula-
tions promulgated under the Child Abuse Amendments of 1984,
discussed in the next chapter. For convenience, a chronology of
the relevant laws, regulations, and court d:cisions challenging
them may be helpful:
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denial of treatment was unknowr, "for even a single
infant to die due to lack of an adequate notice and
complaint procedure is unacceptable."'

The May 1982 Notice to Health Care Providers,
the Supplementary Information sta,ed, "explained
what is already clear from the language of Section
504 and [its existing] regulations. . .: The discrimi-
natory fail ue of a federally assisted health care
provider to feed a handicapped infant, or to provide
medical treatment essential to correct a life-threaten-
ing condition, can constitute a violation of Section
504."32 Therefore, HHS wrote, the Interim Final
Rule was not intended to create any variance in the
substantive obligations of health care providers
"previously set forth in the siatutory language of
Section 504, in the implementing regulations, and in
the Notice to Health Care Providers."" Instead:

The interim final rule sets forth procedural specifications
designed: (1) To specify a notice and romplaint procedure,
within the context of the existing iegulations, and (2) to
modify existing regulations to recognize the exigent
circumstances that may exist when a handicapped infant is
denied food or other necessary medical care."

The Interim Final Rule required infant health
service facilities to display posters in conspicuous
places in nurseries and in delivery, maternity, and
pediatric wards. The notices were to state that
discriminatory failure to feed and care for handi-
capped infants in the facility is prohibited by Federal
law, that anyone having knowledge of an infant
being denied food or customary medical care should
contact the HHS hotline or the State child protec-

1973: Passage of Rehabilitation AiA, including section 504
1977: Basic section 504 regulations issued
Mar. 7, 1983: Interim Final Rules (504) issued
Apr. 14, 1983: Judge Gesell strikes down Interim Final Rules
July 5, 1983: Proposed Rulm (504) issued for comment
Jan. 12, 1984: Final Rules (504) promulgated
Feb. 23, 1984: In Baby Jane Doe case, Second Circuit holds 504
inapplicable to medical treatment decisions
June 11, 1984: Final Rules (504) enjoined by Federal district court
Oct. 9, 1984: Child Abuse Amendments of 1984 (CAA) signed
into law
Dec. 10, 1984: Proposed Rules (CAA) issued for comment
Apr. 15, 1985: Final Rules (CAA) promulgated
Oct. 9, 1985: CAA and Final Rules (CAA) go Into effect
June 9, 1986: U.S. Supreme Court holds mandatory portions of
Final Rules (504) unjustified by administrative record
" Nondiscrimination on th? Basis of Handicap, Intenm Final Rule,
48 Fed. Reg. 9,630, 9,630 (1983) (emphasis in original).
" Id at 9,631.
" IS
" Id. at 9,630.
33 Id
34 Id
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tive agency, and that the failure to feed and care for
infants might violate State law."

Normally, HHS is required to wait 10 days from
the time that the Secretary notifies the suspected
violator of a failure to comply with secfion 504
before legal action is initiated. The Interim Final
Rule provided for a waiver of this waiting period
whenever, in the judgment of HHS, immediate
access was necessary to preserve the lift or health of
an infant with a disability." It also allowed HHS
immediate access to business records outside normal
business hours when necessary to protect the infant's
life or health.37

Although it set up a 24-hour hotline to receive
reports of suspected denial of treatment, HHS
indicated that it intended to rely heavily on the
voluntary cooperation of State and local agencies
closes; to the scene, which could provide "speedy
investigation of life-tlueatening abuse and ne-
glect."" State child protective agencies would be
informed of cases of which HHS became aware.
When the State "expeditiously and effectively inves-
tigated" the cases, additional Federal involvement
would be unnecessary although HHS would hold
itself open for whatever assistance was desired."

President's Commission Report
In March 1983the same month the Interim Final

Rule was promulgatedthe President's Commission
for the Study of Ethical Problems in Medicine and
Biomedical and Behavioral Research issued a report
entitled Deciding to Forego Life-Sustaining

" The poster was to read:
DISCRIMINATORY FAILURE TC FEED AND CARE
FOR HANDICAPPED INFANTS IN THIS FACILITY IS
PROHIBITED BY FEDERAL LAW

Section 504 of the Rehabilitation Act of 1973 states that no
otherwise qualified handicapped individual shall, solely by
reason of handicap, be excluded from participation in, be
denied the benefits of, or be subjected to discrimination
under any program or activity receiving federal financial
assistance.

Any person having knowledge that a handicapped infant is
being discriminatorily denied food or customary care should
immediately contact:

Handicapped Infant Hotline
U.S. Department of Heath and Human Services
Washington, D.C. 20201
Phone 800 (Available 24 hours a day)
In the City of Washington, D.C.-863- 00 (TrY capabili-
tY)
or
Your State Child Plotective Arncy
Federal law prohibits retaliation or intimidation against

any person who provides information about possible viola-
tions of the Rehabilitation Act of 1973.

Treatment."' Although HHS would later cite with
favor some of the statements in the report," not
only did the President's Commission Report specifi-
cally criticize the HHS regulation," but its general
perspective significantly differed from that of HHS.
The President's Commission believed that "seriously
erroneous decisions about the treatment of new-
borns. . .appear to be very rare."43 Nevertheless, it

'acknowledged three shortcomings in decisionmak-
ing about infants with a disability: "[firs.] appropri-
ate information may not be communicated to all
those involved in the decision; [second,] profession-
als as well as parents do not at times understand the
bases of a decision to treat or not to treat; and
[third,] actions can 1. ; taken without the informed
approval of parents r other surrogates.""

The President's Commission divided circum-
stances in which a child with a disability has life-
threatening conditions into three categories: "(1) a
treatment is available that wordd clearly benefit the
infant, (2) all treatment is expected to be futile, or (3)
the probable benefits to an infant from different
choices are quite uncertain."" The actions it
recommended are shown in table 6.1.

Under the proposal of the PresIdent's Commis-
sion, both when the physician's assessment is "un-
clear" and when the joint decision of parents and
physician is to forego treatment, the assessment
would be reviewed by "intra-institutional mecha-
nisms and possibly thereafter by the court."" By
"intra-institutional. mechanisms" the President's

Identity of callers will be held confidential.
Failure to feed and care for infants may also violate the

criminal and civil laws of your State.
HHS provided the sign, and the only permissible alteration was
the addition of the agency's name and its address and telephone
number. Id at 9,631-32.
" Id. at 9,630.
" Id
" Id at 9,631.
" Id.
" President's Commission for the Study of Ethical. Problems in
Medicine and Biomedical and Behavioral Research, Deciding to
Forego Life-Sustaining Treatment (1983) [hereinafter President's
Commisshm P sport].
" See, e.g., Nor:discrimination on the Basis of Handicttp: Proce-
dures and Guidelines Relating to Health Care for Handicapped
Infants, Final Rules, 49 Fed. Reg. 1,622, 1,622 (1984).
" President's Commission Report, supra note 40, 225-26 & n.95.
" Id. at 208-09.
" Id. at 209.
" Id. at 217.
" Id.
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TABLE 6.1

Physician's asiessment Parentrefer
of treatment options* to accept treatment**

Parents prefer
to forego treatment**

Marty beneficial Provide treatment Provide treatment during review process

Ambiguous or uncertain Provide, treatment

Futile Provide treatment unless provider_ declines to do so Foiego 'treatment

Forego treatment

*The assessment of the value to the infant of the treatments available will initially be by the attending physician. Both when this assessment is
unclear end when the joint desist°. between parents and physician is to forego treatment, this assessment would be reviewed by Infra-Institutional
mechaniams and possibly thereafter by cowl.

"The choice made by the infant's parents or other duly authorized surrogate who has ader,uti3 decisionmaldng capacity and has been adequately
informed, based on their assessment of the infant's best interests.

Source: President's Commission for the Study.of Ethical Problems in Medicine and Biomedical and Behavioral Research, Deciding to Forego Life
Sustaining Treatment (1983), 218, table 1 (certain footnotes omitted).



Commission primarily meant hospital ethics commit-
tees."

When treatment is "clearly beneficial," the Presi-
dent's Commission wrote, "[p]arents should be able
to choose among alternative treatments with similar-
ly beneficial results and among providers, but not to
reject treatment that is reliably expected to benefit a
seriously ill newborn substantially, as is usually true
if life can be saved."45 The President's Commission
emphasized that this is a "very strict standard"
because:

[lit excludes consideration of the negative effects of an
impaired child's life on other persons, including parents,
siblings, and society. Although abiding by this standard
may be cUfficult in specific cases, it is all too easy to
undervalue the lives of handicapped infants. The Commis-
sion fmds it imperative to counteract this by treating them
no less vigorously than their healthy peers or than older
children with similar handicaps would be treated."

The President's Commission specifically pointed to
infants with Down syndrome, indicating that this
disability, in itself, does "not justify failing to
provide medically proven treatment, such as surgi-
cal correction of a blocked intestinal tract."" The
President's Commission thus implicitly criticized the
result in the Bloomington Infant Doe case.

On the other end of the treatment spectrum, the
"clearly futile" category, the President's Commis-
sion took the position that it is unnecessary to
provide treatment that would only maintain life for a
short period of time:

When there is no therapy that can benefit an infant, as in
anencephaly or certain severe cardiac deformities, a
decision by surrogates and providers not to try predictably
futile endeavors is ethically and legal'', justifiable. Such
therapies do not help the child, are sometimes painful for
the infant (and probably distressing to the parents), and
offer no reasonable probability of saving life for a
substantial period. The moment of death. . .might be
delayed for a short timeperhaps as long as a few
weeksby vigorous therapy."

In such circumstances, however, the President's
Coimnission said that the children are still owed
"whatever relief from suffering and enhancement of

" Id at 227.
" Id at 217-18.
" Id at 219.
'° Id at 218-21.
II Id at 219. The Presithnt's Commission's conclusion that
treatment that merely prolor.gs dyi^g F'lould not be mandated by
law has found few dissenters Ind is congruent with both HHS

frbx

life can be provided, including feeding, medication
for pain, and sedation, as appropriate."52

The third category delineated by the President's
Commission consisted of ' ambiguous cases."

Although for most seriously ill infants there will be either
a clearly beneficial option or no beneficial therapeutic
options at all, hard questions are raised by the smaller
number for whom it is very difficult to assess whether the
treaUnents available offer prospects of benefitfor exam-
ple, a child with a debilitating and painful disease who
might live with therapy, but only for a year or so, or a
respirator-dependent premature infant whose long-term
prognosis becomes bleaker with each passing day."

While the section 504 approach adopted by HHS
put emphasis on the substantive standards establish-
ing what Ireatment must be provided, the approacn
adopted by the President's Commission emphasized
the procedural standards establishing who should
decide what treatment should be given. Rejecting
both regular resort to the courts and the section 504
regulatory approach adopted by HHS, the Presi-
dent's Commission recommended instead a reliance
on intra-institutional review. It suggested that hospi-
ta!s should:

have explicit policies on decisionmaking procedures in
cases involving life-sustaining treatment for these in-
fants. . . .Such policies should provide for internal re-
view whenever parents and the attending physician decj Je
that life-sustaining therapy should be foregone. . . .St me
cases may require only a medical consultation to confit "a a
diagnosis of an inevitably fatal condition. . . In other
cases, when the benefits of therapy are less clear, an
"ethics committee" or similar body might be designated to
review the decisionmaking process. This approach would
ensure that an individual or group whose function is to
promote good decisionmaking reviews the most difficult
cases."

Section 504 is directed against discrimination
based on handicap. Thus, the measure of what
treatment is required is what treatment would be
provided to a similarly situated nonhandicapped
individual. Since, for example, futile treatment that
would merely prolong dying is not normally given
to nonhandicappeo terminally ill oatients, section
504 would not require that it oe provided to
similarly situated individuals with handicaps."

interpretations of section 504 and the Child Abuse Amendments
of 1984.
" Id. at 220.

Id.

" Id. at 227.
" See 45 C.F.R. Part 84 App. C(aX2) (1987).
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Essentially, HHS interpreted the substantive rule
under section 504 to be that unless the handicap
itself medically contraindicates the treatment (and
Otto renders the individual not "otherwise qualified"
for the treatment), the handicap must be deemed
irrelevant in treatment decisionmalCmg."

The President's Commission approach could be
said to have established substantive standards, since
it divided cases into three categories. However, the
descriptions of the categories were too generalized
to provide much guidance for specific instances,
with the meager exception of the Commission's
condemnation of withholding of treatment solely on
the basis of Down syndrome. The effect of the
generalizations is that the formulae can be widely
interpreted, leaving, at best, wide discretion in
applying the principles. Although the basic notion of
futility is defmed with some clarity, the breadth and
vagueness of the "clearly beneficial" and the "am-
biguous" categories leave much room for differing
judgments.

This lack of specificity reflected a deliberate
choice by the President's Commission. It quoted
with approval biattthicist Robert Veatch:

The decision [to treat or notj must. . .include evaluation
of the meaning of existence with varying impairments.
Great variation exists about these essentially evaluative
elements among parents, physicians, and policy makers."

The report then stated:

The Commission agrees that such criteria necessarily
include value conside.-ations. Supposedly objective crite-
ria such as birth weight limits or checklists for severity of
spina bifida have not been shown to improve the quo:4 of
deeisiorunaking in ambiguous and complex cases. Instead,
their use seems to remove the weight of responsibility too
readily from those who should have to face the value
questionsparents and health care providers."

The central themes embodied in the President's
Commission report were to become the most widely
reiterated grounds on which medical groups and
others opposed the advocacy by disability groups of

" See Wm note 100 for a discussion of the situation iss which the
handicap is itself the source of the life-threatening condition to be
treated.
" President's Commission Report, supra note 40, at 222, quoting R.
Veatch, The Technical Criteria Fallacy, 7 Hastings Ctr. Rep. 15
(1977).
" President's Commission Report, supra note 40, at 223.
so Am. Academy of Pediatrics v. Heckler, 561 F. Supp. 395
(D.D.C. 1983).
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government action to protect the treatment rights of
children with disabilities. These key points were
repeatedly echoed in criticisms of the section 504
regulation andlaterthe Child Abuse Amend-
ments of 1984:

Inappropriate treatment decisions, although they
occur, do so rarely.

Situations in which treatment decisions must be
made are best broken into the three categories of
clearly beneficial, ambiguous, and futile.

Apart from saying treatment for children with
Down syndrome is clearly beneficial, little definition
can be given to distinguish the clearly beneficial
from the ambiguous.

Within these broad categories, discretion must be
given to well-informed parents and physicians to
make dedsions in the best interests of children.

Intra-institutional review, usually in the form of
ethics committees, is the best check on possible
abuses.

Government agencies or wurts should normally
become involved only when an ethics committee
considers that clearly beneficial treatment is being
refused by adamant parents.

American Academy of Pediatrics v.
Heckler

The HHS regulation was soon subject to more
than rhetorical attack. The American Academy of
Pediatrics, the National Association of Children's
Hospitals and Related Institutions, and the Chil-
dren's Hospital Natbnal Medical Center flied suit in
the Federal District Court for the District of
Columbia to invalidate it, contending that the
Interim Final Rule was arbitrary and capricious, that
HHS lacked the statutory authority to promulgate
the rule, and that the rule impermissibly intruded
into confidential relationships protected by the
Constitution." On April 14, 1983, Judge Gerhard
Gesell invalidated the Interim Final Rule on proce-
dural grounds, holding that the Interim Final Rule
should have been published for public comment.60

40 The Administrative Procedure Act requires that a general
notice of proposed rulemakIng be published in the Federal
Register at least 30 days prior to the effective date. An agency
must then give interested individuals the ability to participate in
the rulemaking through submission of written data, views, or
arguments. An agency need not adhere to these restrictions if
either (1) the rules are interpretative (that is, non-binding), general
statements of policy, or rules of organization, procedure or
practke or (ii) the agency, for good cause, finds the hotice and
public procedure are impracticable, unnecessary or contrary to
the public interest. 5 U.S.C.A. §553 (1977).



He also ruled that Secretary of Health and Human
Services Margaret Heckler had insufficient materid
before her to consider relevant factors and assure
rational consideration of the effect of the contemp-
lated regulatory action!' Gesell also expressed
considerable skepticism that section 504 was intend-
ed to apply to medical treatment decisions involving
children with disabilities and suggested that, if it
were, it might in at least some applications be an
unconstitutional infringement on the right of priva-
cy."

Proposed 504 Rule, July 1983
HHS quickly moved to overcome the procedural

objections that caused Judge Gesell to invalidate the
Interim Final Rule. On July 5, 1983, HHS published
a revised %-erskin of the earlier rule for public
comment in the form of a "proposed rule.""

The Supplementary Information for the proposed
rule addressed Gesell's criticisms of the Interim
Final Rule. Finding nothing in the plain language of
section 504 or its legislative history to indicate an
intent that infants not be given the protection the
statute affords those who are not infants, the
preamble concluded that an infant with a disability is
both an "individual" within the protection of section
504, and a "person" within the protection of its
implementing regulation. A "qualified haldicapped
infant" was defined as one who could benefit
mmlically from the treatment!

Judge Gesell rejected the government's argz...ient that the interim
Final Rule was either procedural or interpretive, viewing the
acdon as substantive because it provided for an ' intrusive on-
premises enforcement mechanism." America., Academy of Peat.
ries. 561 F. Supp. at 401. The good cause exception of §553 of the
Administrative Procedure Act, the court noted, is narrowly
construed and only reluctantly countenanced. Id The govern-
ment argued that the lives of the infants were at risk, and this
required the expedited implementation of the regulations. Judge
Gesell saw this as a slippery slope:

Such an argument could as easily be und to justify
inunediate implementation of any sort of health or safety
regulation, no matter how small the risk for the population at
large or how long-standing the problem. There is no
indication in this case of any dramatic change in circum-
stances that would constitute an emergency justifying shunt-
ing off public participation in the rulemakin4.

" Among the factors Judge Gesell believed HHS should have
considered were (i) the disruptive effects a the hotline; (ii) "the
sudden descent of 'Baby Doc' squads on ti,e sixne, monopolizing
physician anti nurse time and making hospital charts and records
unavailable during treatment"; (iii) the interests of a child forcibly
removed from a hospital if the parents refuse to consent to
surgery; (iv) termination or Federal assistance to the hospital as a
whole if a violation occurml; (iv) weighing of other factors

Section. 504 would hold that where an infant would not
benefit medically from a particular treatment the infant
would not be "qtAlified" to receive the treatm, mus, its
denial would not vioLite Section 504."

HHS responded to Judge Gesell's concern that
there was insufficiem, evidence of widespread denial
of treatment to justify the rule by reviewing a
number of cases and citing surveys indicating that
denial of treatment was accepted by the ma;lrity of
pediatricians."

The proposed rule was subEtantially similar to the
Interim Final Rule. In response to charges that the
Interim Final Rule would lead to a plethora of
unnbstantiated reports by janitors, visitors, and
other members of the general public incompetent to
make judgments about the adequacy of medical
treatmeat, the proposed rule allowed the required
poster to be placed only in nurses' stations, rather
than in wards open to the public. It added a new
provision relating to child protective services agen-
cies receiving Federal financial assistance. They
were required to develop procedures to ensure
prompt processing of denial of treatment reports,
with provisions for onsite investigations and the
seeking of court orders to secure treatment. They
were to notify the HHS Office for Civil Rights of
reports teceived and the steps taken to investigate
them."

against the ntalprartice and disciplinary risks that would be
imposed upon doctors and hospitals; (v) whether the termination
of painful procedures would be preferable when the prognosis is
certain death; (vi) the means of funding the extensive cake that
would be required by the children whom the regulation saved and
the allocation of scarce medical resources between defective
newborns and !Alter patients; and (vii) alternative means of
protecting inr- 's with a disability. Id at 391-400
" 561 F. Sapp. at 403.
" Nondiscrimination on the Basis of Handicap, 48 Fed. Reg.
30,846 (proposed July 5, 1983).
" Id In response to Jue. Gesell's expressed concern that HHS
had given inadequate consideration to whether the termination of
painful procedures would be desirable for a child whose progno-
sis is certain death, the preamble stated:

Section 504 does not compel medical personnel to attempt to
perform impossible or futile acts or therapies. . .which
merely temporarily prolong the process of dying of an infant
born terminally . . .Such medkal decisions, by medical
personnel and parents, concerning whether to treat, and if so,
what form the treatment should take, are outside the scope of
Section 504.

Id. at 30,84.6-47.
" Id at 30,847-48.
" Id at 30,851.
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Final 504 Rule
HHS received nearly 17,000 commerOs on the

proposed rule, of which 97.5 percent were favor-
able."' It also conducted intensive negotiations with
medical organizations and disability rights advocacy
groups." Of particular importance in these discus-
sions was the position of the American Academy of
Pediatrics (AAP). In congruence with the Presi-
dent's Commission report, the AAP proposed:

as an alternative to the proposed rule, that all hospitals, as
a condition of participatiol in the Medicare program (not
as a requirement of cection 504) establish a review
committee. Under this proposal. . .the commit:ft would
have three functions: (1) to develop hospital policies ana
guidelines for management of specific types of diagnoses;
(2) to monitor adherence through retrospective record
review; and (3) to review, on an emergency basis, specific
cases when the withholding of life-sustaitiing treatment is
being considered. When the committee disagreed with a
parental or physician decision to withhold treatment, the
e^se would be referred to du. sppropriate court or child
protective agency, and treatment would be continued
poding a decision."

As a result of the negotiations, the HHS Final
Rule, issued on January 12, 1984, was a comp: 'se
that incorporated features of the AAP propm. nd
made other modifications in the proposed rule; in
return, the AAP agreed not to challenge the Final
Rule." HHS wrote: 'These modifications are
designed to establish a framework under which the
substantial controversy that has attended tbe De-
partment's efforts to strengthen enforcement of
section 504 in this are3 can be reptacee by a more
cooperative effort involving the Federal Govern-
ment, the medical community, private advocacy
groups and state governments."71

Key components of the Final Rule were (1) its
integration of a voluntary, modified form of ethics
committees, to be called "Infant Care Review
Committees"; (2) its modified poster requirement;
(3) its requirements for State agencim; and (4) its

" Final Rule (504), supra note 23, at 1,623.
" Barringer, Koop Acted as MldwUi for New "Baby Doe" Ruk
Washington Post, fan. 10, 1984, at A15, col. 3.
" Fmal Rule (504), rapra note 25, at 1,623.
/* Barringer, supra note 68, at A15, cols. 3-4. This agreement did
not keep the AAP's fellow medical organizations, the American
Medical Association and the American Hospital Associat;on,
from suing (successfully) to enjoin them. See Infra note 109 and
accompanying te-t.
" Final Rule (504), supra note 25, at 1.622.
" Id at 1651. HHS noted that review boards were still untried.
that enforcement of a requirement for such committees in the
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provisions for expedited investigation and enforce-
ment action.

The Final Rule encouraged, but did not require,
hospitals to establish infant care review committees
(ICRCs)," and it desclibed the purpose, proce-
dures, and composition of a model committee." Tho
differences between the AAP model and that in the
Final Rule were intended to "undeesc% re that the
purpose of the ICRC is to advance the basic
principles embodied in section 504."

The Department does not seek to talc., over medical
decisionmaking regarding health care for handicapped
infants. HHS agrees that the best decisionmakers are
generally the parents and the physicians directly involved.
However, there is, and must be, a framework within
which the decisionmakers, the parents sind physicians,
operate.

That frionework is established by laws. . . .includ[ingl
seetion 504. . . .

The fundamental issue involved in deciding whether
review boards should be a substitute for enforcement of
section 5(4 is whether the legal framework within which
the decisionmaking parents and physicians are supposed to
function Ond generally do function) will be utilized.
Under the proposal that review botuds act in lieu of
government, whether physicians or hospital review boards
adhere to the principles of section 304 would be deter-
mined hy those plwsicians and boards alone. . . .Whether
they ever utilize the implementation schemes established

law to ensure that those principles are adhered to
would also be decided by those parents, physicians, and
review boards. . . .This alternative proposal simply does
not provide sufficient safeguards that the requirements of
section 504 will be met. . . .[1]t would not be justifiable
for the Department to refrain from exercising a regulatory
role to enforce the statute.

.[A]lthough unacceptable as a substitute, review
boards can be very valuable. . . .[A] committee that
includes individuals with medical expertise and peoplt
with non-medical perspectivcs ..nd that is guided by
proper standards and protocols can be very helpful in
bringing about informed, enlightened and fair decision-
making. . .

7,000 hospitals in the country would be difficult, and the% because
the American Medical .kssocmtion and other medical oup
opposed any mandatory requirement, "there would li'tely
protracted legal proceedings challenging the regulaitun." Id. it

1,624.
" 45 C.F.R. §84.55(a) 2k (0 (1987). Infant care review commit-
tees, and the difference between their rule as conceived by the
President's Commission Report and AAP, on the one hand, and
HHS. on the other hand, are discussed in chap. I I.
" Final Rule (504), supra noie 25, at 1,625.
" Id. at 1624.



HHS agreed that when it investigated reports of
discriminatory denial of treatment at a hosPal, it
would generally first consult with the hospital ICRC
and delay investigating for 24 hours to receive
information from the ICRC unless "other action is
necessary to protect the life or health of a handi-
capped infant." It.encouraged State child protec-
tive services agencies to adopt similar guidelines for
consulting with ICRCs.77

The Final Rule not only redrafted the orinal
notice required to be posted in hospitals, but also
gave hospitals the option of posting either of two
alternative notices. A hospital with an internally
adopted policy congruent with section 504 and with
an internal review mechanism, including the oppor-
tunity to make an anonymous rerort free of retalia-
tion, could post a notice with lanthuage designed to
avoid suggesting that the hospital was an object of
suspicion." The notice could be posted in ariy
location where medical professionals such as nurses
could see it; it need not be posted where patients,
visitors, or others could see it; and i size was
reduced to 5 by 7 inches."

The Final Rule established basic duties for State
cld protective services agencies receiving Federal
fmancial assistance in dealing with reports to them
of medical neglect of children with disabilities. Each
such agemy was obligated to establish and maintain
procedures to ensure that the agency use its "fuli
authority. . .to prevent instances of n zdical neglect
of handicapped infants."'" The procedures included
requirements that health care providers report in-
711

7$

45 C.F.R. Part 84 App. C(bX2) (1987).
45 C.F.R. §84.55(cX2) (1987).
The notice read:
PRINCIPLES OF TI2ATME:.-1' OF DISABLFD IN-
FANTS

It is the policy of this hospital, consistent with Federal law,
that nourishment. and medically veneficial treatment (as
determined with rospect for reasonable medical :udgements)
should not be withheld from handicapped inftltits solely on
the basis of their present or anticipated mental or physical
impairments.

This Federal law, section 504 the Rehabilitation Act of
1973, prohibits discrimination on the basis of handicap in
programs or activities receiving Federal financial assistance.
For furtner information, or to repurt suspected noncompli-
ance, call:

lentify designated hospital contact point and telephone
numbed or

[Identify appropriate child protective services agency and
telephone number] or

U.S. Department of Health and Human Services
800-368-1019 (Toll.free. availt.bie 24 hours a day, TDD
capability).

stances of known or suspected medical negle.ct on a
"timely basis";" that a method be established by
which the agency receives these reports;" that
there be immediate review, and, where appropriate,
onsite investigation, of such reports," and provisio,i
for the protection of "medically neglected handi-
capped infants," including, if necessary, court orders
to compel necessary nourishment and medical treat-
ment." Further, each State agency was to provide
timely notification to HHS of every report of
"suspected unlawful medical neglect of handicapped
infants."

As had fts predecessors, the Final Rule authorized
expedited access to hospital records when, in the
judgment of HHS, immediate access was necessary
to protect the life or health of an individual with a
disability." The Final Rule also eliminated th..
normal 10-day notice requirement when, in the
judgment of the responsible HHS official, immediate
action to effect compliance was necessary to protect
the life or health of an individual with a disability."

The expedited compliance provisions were de-
signed to permit HHS to obtain a temporary
restraining order to sustain the life of an infant in
imminent danger of death."

Effect of University hospital
The underlying premise of the Final Rule was

called into question's- Second Circuit's ruling in
the Baby Jane Dc_ ...se on February 23, 1984."
Baby Jane L. Nas born on October 11, 1983."
The fmal New York court ruling against requiring

The identity of callers will be held confidential. Retaliation
by this hospital against any person for provkling information
about possible noncompliance is prohibited by this hospital
and Federal regulations.

kL §84.55(bX3). The notice to he used in hospitals without such
policies was essentially the same, but began "Federal law
prohibits discnmmation on the basis c handicap" and eliminated
references to hospital policy. Id. §84.55(bX4).
" Final Rule (504), supra note 25, at 1,626.
" Id §84.55(cXD.
" Id §84.55(c)(1)(i).
n Id §84.55(cX1Xii).
" Id. §84.55(cX1Xiii).
" Id §84.55(cX1Xiv).
" Id. §84.55(cX1Xv). The Supplementary Information made
clear that this applied to decisions of parents. Final Rule (504),
supra note 25, at 1,622.
" 45 C.F.R. §84.55(d).
" 45 C.F.R. §88.45(e).
" Final Rule (504), supra note 25, at 1,628.
" The case is also discussw m chap. 2 (text accompanying notes
14-15), chap. 3 (text accompanying notes 54-72); and chap. 5 (text
accompanying notes 25-32).
" United States v. Univ. Hosp., 729 F.2d 144 (2d Cir. 1984).
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lifesaving operadons to close her back lesion and
install a shunt for her hydrocephalus came on
October 28, 1983. On October 19, HHS had received
a complaint under section 504 relating to the case."
After studying the evidence entered in the State
court proceedings, which included the child's medi-
cal records from birth through October 19, the
Surgeon General considered it necessary to obtain
more recent medical records to determine if any
violation of section 504 had occurred. The Surgeon
General stated: "Anappropriate determination con-
cerning whether the current care of Infant Jane Doe
is within the bounds of legitimate medical judgment,
rather than based solely on a handicapping condition
which is not a medical contraindication to surgical
treatment, cannot be made without immediate access
to. . .current medical records. . . ."" When re-
peated requests for the records by HHS were
rebuffed, the Department of Justice filed suit in
Federal district court for an injunction requiring the
hospital to make them available.93

Although acknowledging that University Hospital
was a recipient of Federal financial assistance and
subject to section 504, the district court entaed
summary judgment against the government, holdwg
that the records already available established that
the hospital had not engaged in discrimination
prohibited by 504. The court found that "the papers
subn 'tied demonstrate conclusively that the deci-
sion of the parents to refuse consent to the surgical
procedures was a reasonable one based on due
consideration of the - medical options avail-
able. . . ."t4

The government appealed to the Second Circuit
Court of Appeals. It maintained that the district
court's ruling had the absurd effect of requiring
HHS to make an advance evidentiary showing
concerning the ultimate isgie of unlawful conduct a s
a prior condition to seeming the materials necessary

" id at 146.
Quoied in id.

" MIS relied upon 45 CF.R. §80.6(c):
Each recipient (of Federal funds] shall permit . ess by the
responsible Department official or his desigiee during
normal business hours to such of its books, records, accounts
and other snurces of information, and its facilities as may be
pertinent to ascerwin compliance. . . .Asszrted consider-
ations of ,vacy or confidentiality way not operate to bar
the Depatment from evaluating or seeking to enforce
compliance. . .

United States v. Univ. Hosp., 575 F. Supp. 607, 614-15
(E.D.N.Y. 1983), affd 729 F.2d 144 (24 Cir. 1984).
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to reach the determination whethe tmlawful ccn-
duct had occurred. The Second Clizuit noted that
"[a]n administrative agency is entitled to access to
information 'not plainly incompetent or irrelevant to
any lawful purpose of the [agency] in the discharge
of [its] duties."V5 However, the Second Circuit
concluded that the proper question was whether
"the subject matter of the investigation is within the
agency's statutory jurisdiction.""

The Second Circuit concluded it was not. After
dismissing the regulatory history ai "inconclu-
sive,"" and holding that Baby Jane Doe was indeed
a "handicapped individual" f A' purposes of section
504," the court essentially argued that the language
of the provision was not naturally adapted to the
evaluation of medical treatment decisions. First, the
court focused on the statutes requirement that such
an individual be "otherwise qualified" for the bene-
fits in question:

rIlLe phrase cannot be applied in the comparatively fluid
context of medical treatment decisions without distorting
its plain meaning. In common parlance, one would riot
ordinarily think of a newborn infant suffering from
muitiple birth defects as being "otherwise qualified" to
have corrective surgery peribrmed or to have a hospital
initiate litigation seeking to override a decision against
surgery by the infant's parents.92

Second, the court wrote that medical decision-
making is too complex to be analyzed in terms of
"discrirr'

Where the handicapping condition is related to the.
condition(s) to be treated, it will rarely, if ever, be possible
to say with certainty that a particular decision was
"discriminatory". . . .Beyond the fact that ne two cases
are likely to be the same, it would invariably require
lengthy litigation priirarily involving conflicting expert
testimony to determine whether a decision to treat, or not
to treat, or to litigate or not to litigate, was based on a
"bona fide medical judgment," however that phrase might
be defined.m

" University Hospital, 729 F.2d at 149, quoting Endicott Johnson
Corp. v. Perkins, 317 U.S. 501, 509 (1943).
" Id at 150.
" Id. at 154.
" Id at 155.
Ve Id at 156.
10 Id at 157. In fact, HHS had already described the ttistinction
between the condition requiring treatment and the "hazdicap"
which is illegitimate as a ground for discrimination under section
504, It did so in thc supplementul information published with the
Firal Rule on Jan. 12, 1984:

[W]hcre the handicapping condition and the condition to be
treated are tIct same. . .the "handicap" is the physical or
mental impairment the infant has or will have (or "Ks

8



Next, -the Second Circuit reviewed the legislative
history of section 504 and concluded that "Congress
never contemplated that section 504 would apply to
treatment decisions of this nature."°' It quoted with
approval Judge Gesell's dicta in his opinion striking
down the Interim Final Rule: "[N]o congressional
committee or member of the House or Senate ever
even suggested that section 504 would be esed to
monitor medical treatment of defective newborn
infants or establish standards for preserving a partic-
ular quality of life. No medical group appeared alert
to the intrusion into medical practice which some
doctors apprehend from such an undertak-
ing.

Finally, the com t took the position that requiring
a hospital to go to court or to child protective
services agencies to override parental refusals of
consent to their children's lifesaving treatment
"would impose a particularly onerous affirmative
action burden on the hospital."'" Although it
conceded that the precedent was "not directly on
point,"-the Second Circuit quoted the 1979 Supreme
Court decision in Southeastern Community College v.
Davis104 distinguishing between the "evenhanded
treatment of qualified handicappdi persons" re-
quired by 504 and "affirmative efforts to overcome
the disabilities caused by handicaps" not required by
504.1" Therefore, the Second Circuit held thac

regarded as having") after completion of the treatment under
consideration. . . .[I]f the surgery would. . .be likely, in the
exercise of reasonable medical judgm, to bring about its
intended result of avoiding. . .fatal consequences, then
failure to perform the surgery because of the anticipated
Impairments in future life offends section 504, as the
withholding of surgery is because of the handicap and ia sFite
of the infant's being qualified to receive the surgery.

Fine Rule (504), supra note 25, at 1637 (emphasis in tbe original).
ot 729 F.2d at 157. Tbe legislative history of s&-tion 504
described at the beginning of this chapter paints a different
picture. See supra notes 6-12 and accompanying text.
2" at 159, quoting Am. Academy of Pediatrics v. Heckler, 561
F. Supp. at 401.
2" id. at 160.
2" 442 U.S. 397 (1979).

University Hospita4 729 F2d at 160, quoting DavLs 442 U.S. at
410. HHS took the position that hospitals generally do g, to court
or to child protection agencies to override parent& refusals of
consent to lifesaving treatment for nondisabled children (when,
for example, parents refuse to consent to blood transfusions for
their children for religious reasons), so that requiring them to do
so on behalf of children with disabilities merely mandates
evenhanded treatment, not affirmative scum. Fmal Rule (504),
supra notd 25, at 1,631.

section 504 did not authorize the type of invtiga-
tion that had precipitated this lawsuit.mb

The government did not ask the Supreme Court
to review University Hospital. Baby Jane Doe's
parents changed their minds, directing that their
daughter be given life-preserving surgery;1" with
the risk to her life removed, the government no
longer saw a need to pursue the case.

Bowen v. American Hospital Association
Following the Second Circuit's decision in Univer-

sity Hospital, the American Hospital . Association
..amended its complaint in an existing_suit, and the
American Medical Association filed a separate suit,
to challenge the four mandatory components of the
Final Rule.'" The plaintiffs in both suits asserted
that the Final Rule was beyond the authority of
HHS under section 504. The two sluts were consoli-
dated.'"

The district court, regarding the legal issues as
having been settled by the holdings ia University
Hospital concluded that the mandatory provisions
of the Final Rule were "invalid, unlawful and must
be set aside pursuant to the Administrative Proce-
dure Act, because [these provisions were] promul-
gated without statutory authority.""° The district
court issued an extremely broad injunction przbibit-
ing HHS from:

2" University Hospita4 729 F.2d at :61. Circuit Judge Ralph
Winter dissented. He wrote:

[In adopting section 504,] Congr es,:. was persuaded that a
handicapped condition is analogous to race and that, so far as
the administration of federal fmancial assistance is concerned,
discriminadon on the Lasis of a handicap should be on
statutory par with discrimination on the basis of race.

. .A judgment not to perfoim certain surgery because a
persan is black is not a bona fide medical judgmeut. So too, a
decision not to correct a life threatening digestive problem
because an infant has Down's Syndrome is not a bona fide
medical judgment.

Id. at 162.
20 Kerr, Baby Doe's SuccessN Lega4 Medical Legacy of Case,
Newsday, Dec. 7, 1987, at 2, col. 2, 23, col. I.
I" Additional plaintiffs included the Hospital Association f
New York State, the Ameri.:an College of Obstetricians and
Gynecologists, the Association of American Medical Colleges,
the American Academy of Family Physicians, and individual
phy.icians. Bowen v. Am. Hosp. Ass'n, 476 U.S. 610, 613, n.2
(1986).
2" Bowen, 476 U.S. at 620.
i° Am. Hosp. Ass't v. Heckler, 585 F. Supp. 541, 542

(S.D.N.Y.), affd without opinion 794 F.2d 676 (2d Cir. 1984), affd
sub nom. Am. Hosp. Ass'n v. Bowen, 476 US. 610 (1986) (citation
omitted).
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any further implementation of the Fmul [Rule. . .and
from] any other actions. . .to regulate treatment involving
impaired newborn infants taken under authority of Section
504, including currently pending investigation and other
enforcement actions.'"

The Second Circuit summarily affinned the dis-
trict court in an unpublished opinion.'"

By a vote of five to three, the Supreme Court also
affirmed. tlowever, or!), four Justices joined in the
opinion, making it a nonbinding plurality, rather
than-a majority, oyinion.'" Justice Stevens wrotz
the plurality opinion, in which Justices Powell,
Marshall, Ind Blackmun joined. Fornizt Chief Jus-
tice Burger concurred in the judgment without an
opinion and without explainimiTts refusal to join
Stevens' decision. Justices White, O'Comior, and
Brennan dissented, and Justice Rehnquist took no
part in the decision.

The plurality acknowledged that section 504
protects a child with a disability from discrimination
solely by reason of the person's disability:
"[H]andicapped infants are entitled to 'meaningful
acom' to medical services provided by hospkials,
and. . .a hospital rule or state policy denying or
limiting such access would be subject to chal/enge
under Sec ut 504."" However, noting that the suit
arose out of a facial challenge to the ;Ina Rule and
was not an eneorcement action in a particular case,
the plurality upinion declined to express a view on
whedier section 504 "ever applies to individual
medical tieatment decisions involving handicapped
infants," thus refusing to reach the central issue
decided 'by the Second Circuit.'"

Instead, Justice Stevens focused on whai the
plurality regarci. ed as a lack of evidence in the
achinistrative record sufficient to support the regu-
lation: "It is an axiom of admi-Istrative law that an
agency's explanation of the basis for its decision
must include 'a "rational connection between the
facts found and the choice made."1" Substantial
evidence had been assembled by WIS demonstrat-
ing widespread denial of treatment to children with
disabilities, Stevens pointed out that in the casas

476 U.S. s. 625 n. 11.
112 Id. at 62.0.
"3 Cf United States v, Pink, 315 U.S. 203 (1942): "[Title lack of
an agreeinent by a majority of the Court on the principles of law
prevents [an opinion] from being an authontatwe determination
for other cases." IS at 216 (citation omittc)).
"4 Bowen, 476 U.S. at 624.
its hi

IS at 626, quoting Motor Vehicle Mfrs. Ass'n v. State Farm
Mut., 463 U.S. 29, 43 (1983) and Burlington Track Lines v.
United States, 371 U.S, 156, 168 (1962).
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document,xl, the children's parents had agreed not
to give consent for treatment: "A hospital's with-
holding of treatment when no parental consent has
been given cannot violate section 504, for without
the consent of the parents or a surrogate decision-
maker the infant is neither 'otherwise qualified' for
treatment nor has he been denied care 'solely by
reason of his handicap."'"

This, perhaps the central point in the plurality
opinion, stimulated the U.S. Commission on Civil
Rights to invite extensive testimony and undertake
substantial research focusing on the interrelationship
of parents and physicians in the making of treatment
decisions. The evidence thus gathered has been
analyzed in chapter 2 of ttis report. In the view of
the Commission, it provides convincing proof that,
in the words of Professor Ja. as Ellis:

[The Stevens plurality opinion] misperceives the nature of
the process by whi. parents, in conjunction with their
doctors, make decisions about hanuicapped newborns.

. . .All of the literature suggests and al of the accounts by
parents, including those who testified before [the Commis-
sion], suggest that. . .it's one in which parents look to
their physician for information, seek suidance from their
physician and, although they ultimately have the formal
and ultimate decision, often that's shaped by what they're
told. And discrimination can take place in what they're
nld."3

In dissent in Bowen, Justices White and Brennan
raised this very point:

[T]he parental consent decision does not occur in a
vacuum. In fact, the doctors (directly and the hospital
(indirectly) in most cases participate in the formulation of
the fmal parentadecision and in many cases substantially
influence that decision. Consequently, discrimination
against a handicapped infant may assume guises bther than
the outright refusal to treat once parental consent has been
given. Discrimination may occur when a doctor encour-
ages or fails to discourage a parental decision to refuse
consent to treatment for a handicapped child when the
doctor would discourage or actually oppose a parental
izcision to refuse consent to the same treatment for a

"7 Bowen, 476 U.S. at 630. Since section 504 applies only to
recipients of r ederal financial assistance and parents are not such
recipients, sention 504 does not reach decisions by parents
themselves to withhold wnser.t for treatment sole.; on the basis
of handicap.
"I Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 18 (1986) (vol. II) (testimony of
James W. Ellis, Sch.41 of Law, University of New Mexico),

83



nonhandicapped child. Or discrimination may occur when
a doctor makes a discriminatory treatment recommenda-
tion that the parents simply follow. Alternatively, discrim-
ination may result from a hospital's explicit laissez-faire
attitude about this type of discrimination on the part of
doctors.2"

However, the plurality could not fmd such rea-
soning or evidence for it in the administrative
recerd: "The Secretary. . .has not even adumbrated
a tt ..ory of 'discrimination' remotely resembling the
one invented by the dissent, and therefore has not
made the essential connection between the evidence
of physician attitudes and the regulatory choice
made here.'"20

Because the plurality believed that the administra-
tive record then before it supplied no basis for this
approach to a justification of the HHS investigations
and regulatory action, Justice Stevens' pi2rality
opinior lid not reach the question of what effect the
existence of such an administrative record might.
have had on the ruling in Bowen. It did, however,
briefly raise two potential objections to such an
approach.

"[T]he dissent's theory," Justice Stevens wrote,
"rests on the unstated premise that the statute may
prevent the giving of advice io do something which
Section 504 does not itself prohibit. It is hardly
obvious that the Rehabilitation Act of 1973 forbids
physicians from 'aiding and abetting' a parental
decision which parents admittedly have a right to
make."121

But most civil rights laws, when they do n^t reach
purely private discrimination, nevertheless prohibit
cooperation with it by the State or by those who
may be held accountable for their use of public
money. "That the Constitution may compel tolera-
tion of private discrimination in some circumstances
does not mean that it requires gat support for such
discrimination." " Section 504 exists to ensure that
tax funds are not used to participate in or foster
discrintnation based on handicap. A regulation
dating to 1977 includes in the list of discriminatory
actions prohibited by section 504 an attempt to

1" 476 U.S. at 658-59 (Time & Brennan, 1.1., dissenting).
1" Id at 637 n.22 (plurality opinion).

2 1 Id. at 636-37 n.22.
1" Norwood v. Harrison, 413 U.S. 455, 463 (1973).
in 45 C.F.R. §84.4(b)(v) (1987).
124 476 U.S. at 637 n.22.
123 Brandenburg v. Ohio, 395 U.S. 444, 447 (1969) (emphasis
added).
1" The argument that there may b me einstitutional right of
physicians that precludes governmet al action to protect the

"falid or perpetuate discrimination against a quali-
fied handicapped person by providing significant
assistance to. . .[a] person that discriminates on the
basis of handicap in providiug any aid, benefit, or
service to beneficiaries of the [recipient's] pro-

Justice Stevens' second objection was based on
the first amendment. "[O]ne might expect an expla-
nation from the Secretary," he wrote, "as to how the
hotlines and emergency on-site inspections contemp-
lated by the Final [Rule] square with the constitu-
tional doctrines on regulation, direct or indirect, of
speech in general and of decisionmaking by health
care professionals in_particular."1*-,

This objection misconceives the protections the
Constitution affords to freedom of speech. A physi-
cian is protected by the first s..nendinent in makins
the general claim that children with disabilities
ought to be denied lifesaving medical treatment, just
as she or he would be in advocating in general terms
the violent overthrow of the government. But a
physician is no more protected in using words to,
bring about denial of treaUnent to a particular child
in violation of secticn 504 than she or he would be in
using words to zonspire in a specific and particular
attempt to as....tssinate the President. "[T]he constitu-
tional guarantees of free speech and free press do not
permit a State to forbid or proscribe alvocacy
of. . .law violation except where such advocacy is
directed to inciting c- producing immin-,,t lawless
action and Zs likely to incite or produce such a on. "125

The exception is tailormade for circumstances in
which health care personnel urge the parents to opt
for denial of lifesaving medical treatment to a
particular otherwise qualified child solely on the
basis of the child's handicap.1211

As the plurality recognized, HHS independently
sought to justify the Final Rule on the ground that
"a hospital's failure to report parents' refusals to
consent to treatment violates Section 504, and that
past breaches of this kind justify federal over-
sight." Justice Stevens recognized that "a hospi-
tal's selective refusal to report medical neglect of

rights of children with disabilities to be free of discriminatory
denial of medical treatment is laid to rest by Whalen v. Roe, 429
U.S. 589 (1977). There, the Court held that a physician's right to
administer medical care is no greater than the patient's right to
receive itthat, in effect, any constitutional rights physicians
possess specifically in their role as physicians is only a derivative
one. Id at 604, n.33.
In Bowen, 476 U.S. at 637.

75



handicapped infants might violate Section 504. . .if
the hospital failed to report mecncal neglect of a
handicapped infant when it would report such
neglect of a similpt nonhandicapped infant."12s
Nevertheless, the plurality considcred that "the
Secretary has failed to point to any specific evidence
that this has occurred,"1" and therefore concluded
the regulation was not adequately supported by the
administrative record.'"

The plurality opinion leaves a puzzling gap
between the loec of its analysis and the apparent
breadth of the plurality's description of the Court's
injunction. Nothing in Justice Stevens' analysis
suggests that HHS should be prevented from investi-__
gating instances in which it is. alleged that a recipient
of Federal fmancial assistance is failing to repot t
medical neglect solely because the victim has a
disability,"1 only that HHS had provided insuffi-
cient evidence of the prevalence of distaiminatory
nonreporting to provide an administrative justifica-
tion for the Final Rule. Yet, Justice Stevens wrote,
"the injunction forbids continuation or initiation of
regulatory and investigative activity directed at
instances in which parents have refused consent to
treatment. . ."1" Taken literally, that might ap-
pear to forbid mvestigations of discriminatory
nonrepordng b. a Federal fmancial assistance recipi-
1211 Id at 637 n.23. Justice Stevens wrote:

Because respondents have challengedthe Secretary's regula-
tions on their iivx, we have no occasion to address the
question whether infants with birth defedts are simihrly
situated with infants in need of blood transfusions (the
paradigm case in which hospitals have reported or havr
sought to override parentai decisions. . .) or whether a
hosphal could legitimately distinguish between the two
situations on the basis of the different risks and benefits
inhering in ce-tain operations to correct birth defects, on the
one hand, and blood transfusions, on the other hand.

/1 at 637-35 n.23. Naturally, it consent for treatment is withheld,
not because there is a preference that the child die, but because
the risks to the child's life from the treatment appear to outweigh
the chance that the treatment would be successful in preserving
the life, *hue is no violation of section 504.
129 Bowet, 476 U.S. at 637-38.
na The plurality also regarded as unjustifivd HHS directives to
State child pIntective services agencies that receive Federal
financial assistance concerning the manner in which they should
process reports of medical neglect of children with disabilities and
the priority thitv should give to C

The Fmal Rule also order[s] state agencies to "immedi-
atepyr review reports from hospitals, §84.55(cX1Xth), to
conduct "on-site investiga*ion[s]," kl, and 6 take legal
action "to compel the provision of necessary nourishment
and medical treatment," g84.55(c)(1)(iv)all without regard
to .he procedures followed by state agencies in handling
complaints filed on behalf of nonhandicap* I infants. . . .

The complaint-handling process the Secretary would
impose on unwilling state agen-ties is totally foreign to the
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ent, nonreporting that, of course, could only become
an issue when parents have at least nominally
refustd consent's.'

Because there was no binding majority opinion,
and because the plurality opinion is ambiguous, it
might be appropriate for the Department of Health
and Human Sei vices to act to enforce section 504 in
a well-documented instance of discriminatory failure
to report as a way of ultimately obtaining clarifica-
tion or adjustment from the Court.

Enforcement of section 504 is contingent, of
course, on receipt of Federal fmancial assistance by
the source of alleged discrimination. Inthe plurality
opinion, Justice Stevens wrote: "We do not address
the question whether reporting, either as a hospital
practice or as lc requirement of state law, constitutes
a 'program or activity. receiving Federal financial
assistance' under Section 504: The Commission
concludes that passage of the Civil Rights Restora-
tion Act eliminates this concern, since it defines
"program or activity" under section 504 as including
"all of the operations of. . .an entire corporation,
partnership, or other private organization. . .which
is principally engaged in the business of provid-
ins. .health care. . . ."1" If a hospita: engages in

nuthority to prevent discrimination conferred on him by
:iection 504. . . .

. . .Even if a state agency was scrupulously impartial as
between the protection it offered handicapped and nonhandi-
capped infants, it could still be denied federal funding for
failing to carry out the Secretary's :nission with sufficient
zeaL
at 639-41.
But see text accompanying note 134, infra.
Bowen, 476 U.S. at 625, n.11.
The dissent took note of this point:
The plurality apparently would enjoin all enforcement
actions by the Secretary in situations in which parents have
refused to cr.:sent to treatment. . . .Yet it is not clear to me
that the plurality's basis for invalidating these regulations
would extend to all such nituations.1 do nut see, for example,
why the plurality's finding that the bbaetazy did not
adequately suppntt his conclusion that failures to report
refusals to treat Acely result from discrimination means that
such a conclusion will nrrer be jusr fled. The Secretary might
be abk to prove that a particular hospital generally fails to
report nontreatment of handicapped babies for a specific
treatment where it reports nontreatment of nonhandicapped
babies for the same treatment. . . .The fact that the 'aecre-
tary has not adequatelyjustified generalized aclon under the
regulations should not mean that individualized action in
appropriate circumstances is precluded.

Id at 2132 (White & Brennan, JJ., dissenting).
133 Id. at 2119 n.r. .
I" Pub. L. No. 100-259, §4, 102 Stat. 29 (1988), codified at 29

§793(bX3XAXiD (SuPP. 2, July 198

Id
131

132
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reporting cases of medical neglect to the State child
protective services agency, that is part of the
operations of a corporation that principally provides
health care; if any part of the hospital receives
medicaid or medicare, discriminaticn based on hand-
icap in the reporting operation, therefore, violates
section 504.

Importance of See 504 Enforcement
Although there is basis for Federal en-

forcement of the right to treatment of children born
with oisabutiesthe Child Abuse Amendments of
1984,1" which are described hl the next chapter
enforcement of secfion 504 would provide certain
advantages not present in theChild Abuse Amend-
ments alone. For one, secticn 504 reaches medical
discrimination against people with disabilities of any
age; unlike the Child'Abuse Amendments, its cover-
age is not limited to children. For another, the Child
Abuse Amendments apply only to States that choose
to accept Federal funding for their child abuse
programs:1" In fiscal year 1988, four States
including California, the Nation's most populous
were not covered by the amendments.'" Even in
the other States, there are a number of ways in
which the amendments are inferior to section 504 in
protecting against medical discrimination As James
Bopp, Jr., a member of the President's Commission
on Mental Retardation and the director of a legal
services program specializing in denial of medical
treatment to people with disabilities, testified:

[The remedies available in Section 504 are superior. The
Child Abme Amendments of 1984 require, at the pam of
loss of Federpl funds, State child protective serviee
agencies to N.2. That is quite 'II contrast with the
application of Secsion 504, which psovides a substantive
law standard for the entities that are discriminating against
persons with elisabilities in the delivery of medical care,
which are hospitals and hospital employees and others
who are recipients of Federal financial assistance. So the
Child Abuse Amendments are quite indirect in their ability
tci influence the disci iminafion that is occurring within
hospites.

Pub. L. No. 98-457, tit. 1, U121-28, 98 Stat. 1749, 1752-55
(codified at 42 U.S.C.A. §§ 5101-5103 (West Supp. 1988)).
In Pintecifon of Handicapped Newborns: Hearing Before the U:sited
States Commission on Civil Rights 35 (,1986) (vol. ID (testimony of
James W. Ellis, School of Law, University of New Mexico).
Accord, a at 159 (testimony of James Bopp, Jr., President,
Nutional Legal Cen.er for the Medically Dependent and Dis-
abled).
1" Telephone interview with Mary McKough, Program Ana-
lyst, National Center for Child Abuse and Neglects, Department

7:7

Second, section 504 provides for private remedies,
rmiedies where a child who is denied treatment can go to
Federal court and insist upon treatment if a hospital would
deny treatment or, second, may seek damages to compen-
sate him for his injuries.

Third, actions by State child abuse and neglect agencies
only occur on a case-by-case basis. Section 504, in
contrast, can be the -subject of a class action. . . .The
Child Abuse Amendments only would involve a case-by-
case protection of then-alive infants that are denied
treatment, whereas under section 504 you can get injunc-
tive relief to prohibit the hospital from using this form of
criteria and protect ali future infants."'

The Commission heard revealing testimony from
pediatric neurologist Dr. Patricia Ellison concerning
the comparative effect of the section 504 regulations
and those ur the Child Abuse Amendments of
1984. When section 504 rules were issued, she
said, discussions about stopping lifesaving treatment
in the neonatal intensive care unit "promptly
ceased." Because physicians feared getting into
trouble, "They treat[ed], and they continue[d] to
treat." By contrast, under the Child Abuse Amend-
ments, because physicians have "long worked with
people in child abuse[J. . .we would be surprised if
it were an overwhelmingly interfering sys-
tem. . .and one doesn't expect that they will be
doing a lot of newborn investigation by and
large."1'°

It treates a st snge anomaly for the Federal
Government to mandate that State agencies enforce
detailed national standards that forbid medical dis-
criminafion, while permitting Federal funds to be
used for programs that are engaged in the same
discrimination. The Federal Government enforces
racid and sexual antidiscrimination vandards for
recipients of its funds; it should do the same to
pre:ent medical discrimination against persons with
disabilities.

Conclusion
The Commission's reading of the legislative histo-

ry and plain meaning of section 504 persuade it that

of Health and Human Services (Dec. 2, 1988). Ohio received
funds in prior fiscal years, but was denied FY 1988 funds for
reasons unrelated to the Baby Doe requirements. Id
1" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 162 (1986) (vol. II) (testimony
of James Bopp, Jr.. President, National Legal Center for the
Medically Dependent and Disabled).

Id at 240-41 (testimony of Patricia Ellison, M.D.). Dr.
Owens concurred. Id at 241 (testimony of Walter Owens, M.D.,
Bloomington 0!-Atetrics and Gpiecology. Inc.).
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the provision does cover discriminatory denial of
medical treatme l... to people with disabilities. A
central problem with the Bowen plurality opinion is
that it suggests that secfion 504 puts no constraints
on a Federal fmancial assistance recipient's discrimi-
natory denial of treatment to a person with a
disability if the denial is authorized by a nonrecipient
such as a parent who, as a surrogate decisionmaker
for a child with a disability, normally has the legal
authority to provide or withhold consent for the
child's medical treatment. (The logic of the plurality
opinion applies equally to such authorizations by
other surrogate decicionmakers, such as a guardian
for &person with.a.-disability who is not competent
to make health care decisions. The position taken by
the plurality thus puts at risk not only children, but
also older people with disabilities.) In the view of
the Commission, a recipient of Federal fmancial
assistance should not be able to escape the require-
ments of section 504 simply by persuading or
encouraging a nonrecipient to authorize what, but
for the nonrecipient's involvement, Would be prohi-
bited discrimination. A recipient's substantial in-
volvement in a nonrecipient's discriminatory prac-
tices should be held to violate section 504.
141 The Commission does not consider that this course of action
would violate the decision of the Supreme Court in Bowen. First,
the analysis in the plurality opinion depends almost entirely on the
nature of the administrative record then before the Court. This
report, by supplying information missing from that record,
provides a basis for reopening many of the questions plurality
resolved against HHS. Second, this report provides a basis for
concluding that the "decisions" by many parents to deny
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The Commission's hearings and research summa-
rized in chapter 2 supply information related to the
issue that the Court considered not to have been
satisfactorily addressed in the administrative record
at the time Bowen was decided. Chapter 2 demon-
strates that decisions nominally made by parents to
deny treatment to children with disabilities often
may, in fact, be generated by health care personnel
who act as the agents of health care facilities. In
such cases, health care providers who do not
provide lifesaving medical treatment to children
with disabilities that would be provided were it not
for the disabilities should be held to violate section
504 despite parental acquiescence in the treatment
deaial.

In light of this, and in light of the advantages of
section 504 for addressing denials of treatment, the
Commission recommends that the Executive branch
give careful consideration to resuming investigation
of allegations that children with disabilities are
discriminatorily denied medical treatment based on
handicap and initiate enforcement of section 504 in
cases in which the allegations are found to be
justified.",

treatment are not truly the product of informed consent; hence, It
is questionable that they offer a kgally valid or binding consent.
Since the injunction bars investigation only of cases "in which
parents have refused consent to treatment," Bowen, 476 U.S. at
625 n.11, investigations of instances in which it is suspected that
parents have not given a legally binding consent to denial of
treatment are not enjoined.



Chapter 7

The Child Abuse Amendments of 1984

While HHS was responding to the public Turor
aroused by the Bloomington Infant Doe case by
issuing its Notice to Health Care Providers and,
later, the rust version of the section 504 Baby Doe
regulations,1 Members of Congress were also
reacting.2 On May 26, 1982, Representative John
,Erlenborn introduced a bill to prevent denial of
ireatment to children with disabilitiesa bill that, in
substantially modified form, eventually became the
Child Abuse Amendments of 1984:5 The bill was
designed to create a private rigfit of action against
any person using the facilities of a health care
facility who sought to "deprive a handicapped infant
of nutrition which is necessary to sustain life, or
deprive a handicapped infant of medical treatment
which is necessary to remedy or ameliorate a life-
threatening medical condition, if. . .any such depri-
vation is carried out kr the purpose of causing or
allowing the death of such infant; and. . .such
nutrition or medical treatment generally is provided
to similarly situated infants and handicapped in-
fants."

The bill was not acted upon in 1982, but. on
March 3, 1933, a significantly altered version was
introduced by Representative Austin Murphy,
Chairman of the House Select Education Subcom-

1 See chap. 6.
2 See, eg, Newborn Baby Starves to Death in Bloomington,
Jnithina, 128 c.ong. Rec. 7143-44 (1982) (statement of Represents-
five Hyde); A Question of "Equal Justice Under Law," 128 Cong.
Rec. 12171-72 (1982) (statement of Representative Erlenborn).
4. Pub. L. No. 98457, tit. 1, H121-28, 98 Stat. 1749, 1752-55,
codified at 42 U.S.C.A. §§5101-5103 (West Supp. 1988).
4 ILR. 6492, 97th Cong., 2d Sess., sec. 3, §202 (1982).
6 H.R. 1904, 98th Cong., 1st Sess. (1983).
6 This act established a program of Federal financial assistance to
State agencies for the idenutication, prevention, and treatment of

mittee, Representative John Erlenborn, the ranking
minority member of the House Education and Labor
Committee, and a number of other cosponsors.5
This bill would have required States receiving funds
under the Child Abuse Prevention and Treatment
Act' to establish "procedures. . :to be followed by
child' protective 'service agencies, health care facili-
ties, health and allied meth...al professionals, such
other agencies or individuals as a State may deem
appropriate, social service providers, and courts of
competent jurisdiction, to insure that nutrition (in-
cludfir fluid maintenance), medically indicated
treatment, general care, and appropriate social ser-
vices are provided to infants at risk with life-threat-
ening congenital impairments."

The House committee reported an amended ver-
sion of the bill on May 16, 1983. Under this version,
as described by the House committee report, the
Secretary of Health and Hutn_z Services was to
conduct a study of the incidence of denial of
treatment and them

[to] promulgate guidelines to encourage and assist ta
States in establishing local health care review mechanisms
for healt. and allied professionals and facilities that
provide care to those at risk infants. These local review
mechanisms would include medical professionals, disabili-
ty representatives, and persons concerned with the rights

child abuse and neglect. It also created the Nationd Center on
Child Abuse and Neglect 'to facilitate the gathering and dissemi-
nation of information on child abuse, as well as to keep records on
the incidence of child abuse. The underlying act vas amended
and extended several times. Pub. L. No. 93-247, 88 Stat. 4 (1974),
codified at 42 U.S.C.A. H 5101-5106 (West 1983 & Supr 1988).
See id §5101 note (West 1983 & Supp. 1988) for citations to other
amending legislation.

H.R. 1904, 98th Cong., 1st Sess. sec. 103(aX3) (1983).
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of the infants. The reyiew mechanism would provl.ie
special consideration of the uniqueness of each case while
the child was being cared for, and would not prevent
either the parents or health care professionals or others on
the review mechanism from utilizing other procedures to
appeal any fmdings and conclusions. In a case where the
parents, attending physicians and review mechanism cor-
cur to not treat an infant, an automatic referwl of the case
shill,be made to a child protection agency to assure that
the decision was made on medical considerations and not
solely based on other considerations such as the future
quality of life or future disabling conditions.'

In an effort to satisfy objections from medical
organizations, the principal sponsors and committee
staff prepared amendments to the legislation after it
was reported todelete the HHS incidence study, to
snake the "local revieW mechanisms" optional for
each hospital, and to allow the required procedures
to be incorporated into existing State child protec-
tive services procedures.* Nevertheless, medical
organizations lobbied against the bill," and the
Waxman-Chandler amendment was proposed on the
House floor "to eliminate the current Baby Doe
provisions from the bill And to provide instead for
local review committees to advise families and
physicians on a case-by-case besis."11 This amend-
ment was defeated by a vote of 231 to 182, with 20
not voting."

On September 28, 1983, the Senate Committee on
Labor and Human Resources reported its version of
the legislation. The committee report stated that the
problems required "greater scrutiny and remedial
action.'13 Declaring that there was a "sufficient
body of evidence" indicating that infants with
disabilities were beirg denied treatment," it stated,

H.R. Rep. No. 159, 98th Cong., lst Sess. 2-3 (1983).
Murphy, Committee Explanation of the Child Abuse Reauthor-

ization, H.R. 1904 (undated) (letter to colleagues circulated
shortly before House floor debate) (available in files of U.S.
Commission on Civil Rights). See also 130 Cong. Rec. 1433
(1984).

See Letter to Members of Congress from American Academy
of Pediatrics, American Association of Medical Colleges, Ameri-
can Psychiatric Association, National Association of Children's
Hospitals and Related Institutions, American Academy of Family
Physicians, American Medical 14.44sociation, American Hospital
Association, Federation of American Hospitals, and American
College of Obstetricians and Gynecologists (Nov. 4, 1983); letter
to Members of Congress from American College of Obstetricians
and Gynecologists (Nov. 7, 1983): Letter to Members of Congress
from Arr -Tic= Hospital Association (Jan. 31, 1984) (available in
files of U.S. Commission on Civil Rights).
" Letter to Colleagues from Reps. Henry Waxman, John
Dingell, Rod Chandler, James Quillen, and J. Roy Rowland
(Nov. 14, 1983) (available in files of U.S. Commission on Civil
Rights).
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"this practice is not isolated to one or two in-
stances."15 The Senate committee bill would have
established an advisory committee to the Secretary
of Health and Human Services to "conduct a
comprehensive study of decision making procedures
in health care facilities that involve the medical
management of seriously ill handicapped infants."
The advisory committee was to complete its study in
6 months, after which the Secretary could issue
regulations "concerning the establishment .of local
decision-maldng procedures with regard to seriously
ill handicapped infants which procedures will at a
minimum guarantee that each health care facility
will provide such infants proper feeding and appro-
priate medications .for :lain and sedation," regula-
tions that the hospitals would have to follow or lose
Federal financial assistance."

Disability rights groups considered the Senate
committee 'version unacceptable because it failed to
provide what they considered adequate guarantees
for treatment and because of its reliance on internal
hospital self-policing. After these views were made
widely known, six Senators whose views spanned
the ideoloecal spectrum (Orrin Hatch, Christopher
Dodd, Jeremiah Denton, Alan Cranston, Don Nick-
les, and Nancy Kassebaum) and their staffs encour-
aged representeives of the interest groups involved
to negotiate a compromise amendment." Thomas
Nickels, legislative director and counsel to the
American Nurses Association, told the Commission:
"[I]t seemed to us [that] we perceived very clearly
that there was a mood in the Congress that there
should be some process by which reporting could

38 130 Cong. Rec. 1442-43 (1984).
" S. Rep. No. 246, 98th Cong.,.1st Sess. 11, reprinted in 1984 U.S.
Code Cong. & Admin. News 2918, 2928.
n Id
" 1CL at 16, 1984 U.S. Code Cong. & Admin. News at 2933.
" Id. at 16, 1984 U.S. Code Cong. & Admin. News at 2933.
17 Id at 17, 1984 U.S. Code Cong. & Admin News at 2934.

Intaview with Thomas Nerney, disabil;.y rights group
representative present at the negotiations (Sept. 19, 1988). Staff
from the office of Sen. Edward Kennedy .vere also involved in
the negotiations. Id Gary J. Carus , former Legivative Director
of the House Select Subcommittee on Education of the Cummit-
tee on Education and Labor, told the Commission: "[A] number
of Democrats and Republicans on both sides. . .felt that this was
a civil rights matter that should be addresser' And when all the
groups finally saw that the Democrats and llepublicans. . .were
going to act on something, they got involved." Protection of
Handicapped Newborns: Hearing Before the United States Commis-
sion on Civil Rights 234 (1985) (vol. I).
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occur. . .We got involved because we wanted to
have a say in how that process worked. . .

A precedent existed for negotiations among medi-
cal and disability rights groups in connection with
the Baby Doe issue. In 1983, under the auspices of
the Office for Special Education and Rehabilitative
Services in the Department of Education," disabili-
ty rights and medical groups negotiated a set of
"Principles of Treatment of Disabled Infants." The
document was signed on November 29, 1983, after 7
months of discussions. With respect to medical care,
it provide41:

When medical care is clearly beneficial, it should always
be provided. When appronriate medical care is not
available, arrangements should be made to transfer the
infant, to an appropriate medical facility. Consideration[s]
such as anticipated or actual limited potential of an
individual and present or future lack of available commu-
nity resources are irrelevant and must not determine the
decisions concerning medical care. The individual's medi-
cal condition should be the sole focus of the decision.
These are gy strict standards.

It is ethically and legally justified to withhold medical
or surgical procedures which are clearly futile and will
only prolong the act of dying. However, supportive care
should be provided, including sustenance as medically
indicated and relief of pain and 'suffering. The needs of the
dying person should be respected. The family also shotdd
be supported in its grieving.

Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 57 (vol. I) (1985). Dr. James
Strain, past president of the American Academy of Pediatrics,
testified: "I think we became aware, as the discussion went on,
that there was a growing need to heve something in place. We
weren't terribly enthusiastic about this to begin with, frankly. But
when it became apparent that there was a good deal of
concern. . .[w]e felt it was utter to get in and make our
suggestions to try to develop a law that would be workable." Id.
at 56.
'° Interview with Thomas Nerney, former expert consultant,
Office for Special Education and Rehabilitation Services, U.S.
Department of Edunition (Sept. 19, 1988).
SI Joint Policy Statement Principles of Treatment of Disabled
Infants, 73 Pediatrics 559 (1984) [hereinafter Principles of Treat-
ment]. The signatories were the Association for Retarded Citi-
zens, the National Down s Syndrome Congress, the American
Coalition of Citizens with Disabilities, Inc., the Association for
Persons with Severe Handicks, the American Association on
Mental Deficiency (now the American Association on Mental
Retardation), the American Association of University Affiliated
Programs, Persons with Developmental Disabilities, the Spina
Bifida Association of America, the National Association of
Children's Hospitals and Related Institutions, Inc., and the
Amen:an Academy of PO ' s.
" Among groups represented at one time or another in the
negotLttions ;were the American Medical Association (which

In cases where it is uncertain whether medical treatment
will be beneficial, a person's disability must not be the basis
for a decision to withhold treatment. At all times during
the process when decisions are being made about the
benefit or futility of medical treatment, tire person should
be cared for in the medically most appropriate ways.
When doubt exists at any time about whether to treat, a
presumption always should be in favor of treatment."

These principles were to be referred to frequently
in the negotiations over the Child Abuse Amend-
ments. Those negotiations were lengthy and in-
tense." They eventually produced an agreement
that was announced in the Congressional Record -on
June 29; 1984-,--in the form of proposed statutory
language and a "Joint Explanatory Statement" by
the principal sponsors of the compromise amend-
ment." This statement was to serve the legislative
history function of a committee report.

The Senate passed the compromise amendment on
July 26, 1984, by voice vote and the amended bill by
a vote of 89-0." On September 19, 1984, the
conference committee reported an agreed bill that
essentially incorporated the Senate-passed compro-
mise version. Furthermore, the conference commit-
tee rcport included most of the Principal Sponsors'
Statement." The conference committee version was
adopted by the House on SeptemWr 26 and by the
Senate on September 28." The President signed it
into law on October 9, 1984.27

ultimately actively opposed the compromise). the American
Hospital Association, the American Academy of Pediatrics, the
American Nurses Association, the National Associatian of Chil-
dren's Hospitals gild Related Institutions, the American College
of Obstetricians and Gynecologists, the Nurse's Association of the
American College of Obstetricians and Gynecologists, the Ameri-
can College of Physicians, the California Association of Chil-
dren's Hospitals, the Catholic Health Association, the National
Right to Life Committee, the American Life Lobby (which
ultimately actively opposed the compromise), the Christian
Action Council, the Association for Retarded Citizens of the
United States, the American Association on Mental Deficiency,
the Spina Bifida Association of America, the Down's Syndrome
Congress, People Erst of Nebraska, the Association for Persons
with Severe Handicaps, the Disability Rights Center, and Opera-
tion Real Rights.
" 130 Cong. Rec. S8951 (daily ed. June 29, 1984) Thereinafter
Principal Sponsors' Statement]. See also Association for Retarded
Citizens of the United States, Compromise Reached on "Baby
Doe" Legislation, Press Release (July 2, 1984) (available in files of
U.S. Commission on Civil Rights).
24 130 Cong. Rec. S9307, S9328 (daily ed. July 26, 1984).
" H.R. Conf. Rep. No. 1038, 98th Cong., 2nd Sess. 40 (1984),
reprinted in 1984 U.S. Code Cong. & Admin. News 2947, 2969,
[hereinafter Principal Sponsors' Statement].
24 1984 U.S. Code Cong. & Admin. News 2918.
" 98 Stat. 1749 (1984).
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Under the law, the Department of Heah h and
Human Services was obligated to promulgate regu-
lations to implement the act and to publish model
guidelines for hospital-based infant care leview
committees." These committees are voluntary
ander the 1984 amendments, as are the guidelines
suggested for them." A proposed implementing
regulation was published by HHS on December 10,
1984.3° In excess of 116,000 comments, most of them
favorable, were received on the proposed regula-
tion.31

On April 15, 1985, the HHS promulgated the
Final Rule. In addition to the regulation itself, HHS
published an. appendix containing "Interpretative
Guidelines." The Interpretative Guidelines were in
large part derived from part of the proposed
regulation. In response to critical comments from
medical organizations, HHS decided te remove the
clarifying definitions from the fmal regulation itself.
However, became HHS continued "to believe that
guidance relating to interpretations of key
terms. . .will aid in elfective implementation of the
statute (a belief shared by many commenters)," it
incorpor'4ed its understanding of them into the
appendix." HHS wrote:

In publishing these interpretative guidelines, the Depart-
ment is not seeking to establish them as binding tries of
'aw, nor to prejudge the exercise of reasonable iredicfil
judgment in responding to specific circumstances. Rather,
this guidance is intended to assist in interpreting the
statutory definition so that it may be effectively and
rationally appEed in specific cases so as to fully effectuate
the statutory purpose of protecting disabled infants."

Thus, the Interpretative Guidelines give "all parties
the benefits of very relevant ih,erpretations of the
statute by the agency charged with its implementa-
tion.""

" Ch :Id Abuse Amendments of 1984, 42 U.S.C.A. §5103 note
(West SLIT. 1988).
" Sce chap. 11 for a detailed consideration of the HHS model
guidelines for infant care review committees issued in accord'Ance
with the amendments.
3° Child Abuse and Neglect Prevention and Treatment Program,
49 Fed. Reg. 48160 (1984) (to be codified at 45 C.F.R. pt. 1340)
(proposed Dec. 10, 1984) [hereinafter Proposed Rule (CAA)].
at Child Abuse and Neglect Prevention and Treatment Program,
50 Fed. Reg. 14878, 14879 (1985) (codified at 45 C.P.R. pt. 1340)
[hereinafter Final Rule (CAA)].
u Id. at 14820.
u Id.
" Id. at 14882.
" Id. at 14878.
" Telephone interviews with Mary Mc Keough, Program Ana.
lyst, National Center for Child Abuse and Neglect, Office of
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The relevant provisions of the Child Abuse
Amendments of 1984 and their implementing regula-
tion became effective on October 9, 1985." As of
December 1988, four StatesCalifornia, Indiana,
Ohio, Ad Perinsylvaniadie not receive funds
ander the Child Abuse Prevention and Treatment
Act, and the law did not apply to them." The
remaining 46 States, the District of Columbia, and
Puerto Rico receive grants under the act, and the
provisions of the amendments apply in these juris-
dictions."

A sizable number of children with disabilities,
those in the States that do not receive funds under
the act, are not protected by -the Child Abuse
Amendments. Moreover, the funding the Federal
Government provides through the underlying act is
meager in comparison to that under other Federal
programs: in fiscal year 1988, each compliant eligible
jurisdiction received an annual base of $35,000 and
an additional amount depending on the number of
residents under the age of 18. Payments ranged from
a high, of $739,006 (Texas) to a low of $35,980
(Commonwealth of the Northern Mariana Islands)."
As a result, the financial incentive for States to

comply is not very great."

The Standard of Care
As noted by the six principal Senate sponsors,

each word in the standard of care enacted by the
amendments "was chosen with utmost care.""
Their nuances require careful analysis." Under the
law, for a State to be eligible for Federal funds,
must have in place procmares to respond to reports
of medical neglect; the definition given to medical
neglect in the context of denial of treatment to
children with disabilities is the meticulously negoti-
ated federally required standard of care.

human Development Services, Department of Health and Hu.
man Services (Dec. 2 r, 5, 1988).
" Id.
" Id. The former trust territory Ls funded under a different
formula. Id.
" In the words of Commissioner Blandina Cardenas Rarnirez:
"When I was in MIS, which was HEW at the time, the Child
Abuse Act was one of the ones I was responsible for. . . .[I]t was
very difficult to get the States to comply because you had no stick
and very little =rot." Transcript, Meeting of the United States
Commission on Civil Rights 142 (Nov. 18, 1988).
ta Final Rule (CAA), supra note 31, at 14879.
" See generally Mumaw, The Child Abuse Amendments of 1984:
The Want Doe Amendment, 18 Akron L. Rev. 515 (1985); Bopp&
Bale h, The Child Abuse Amendments of 1984 and their Impkment-
ing Regulations: A Summary, 1 Issues in L. & Med. 91 (1985).
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Perhaps the best short statement of the medical
zAandard of care established by the Child Abuse
Amendments oi 1984 is found in the Supplemental
Information HHS published with the Proposed
Rule:

[F]irst, alk such disabled infants must under all circum-
stances receive appropriate nutrition, hydrath-4 and med;-
cation. Second, all such disabled infants must be given
medically indicated treatment. Third, there are three
exceptions to the requirement that all disabled infants must
receive treatment, or. =tad in other terms, three c4nutn.
stances in which 'treatment is not considered "medically
indio2ted."42

The required_standard of care may be divided for
the purpose of convenient analysis into nine ele-
ments: (1) a disabled (2) infant (3) with a life-
threatening condifion (4) must always be given
nutrition, hydration, and medication (5; and must
normally be given the treatment most likely to
correct or ameliorate the condition (maximal treat-
ment) (6) based upon the reasonable medical judg-
ment of the treating physician, (7) but the maximal
treatment rule is not applicable in three situations:

when the child is "chronically and irreversibly
comatose," (8) when maximal treatment would be
futile in saving the child's life for long, and (9) when
"provision of such treatment would be virtually
futile in terms of the survival of the infant and the
treatment itself under such circumstances would be
inhumane."

Disabled
"Disabled" is not expressly defmed in the statute,

its implementing regulations, or the HHS Interpreta-
tive Guide.; ies. However, some light is cast upon its

" Proposed Ruh., (CAA), supra note 30, at 48163.
43 The statute prohibits "withholding of medically indicated
treaunent frow disabled infants with life-threatening conditions,"
42 U.S.C.A. §5103(bX2)(K) (West Supp. 1988), and defmes the

key term as follows:
frjhe term "withholding of medi. ally indicated treatment"
means ue failure to respond to the infant% life,threatening
conditions by providifig treatment (includinn appropriate
nutrition, hydration, and medication) which, in the treating
physician's or physicians' reasonable medical judgment, will
be most likely to be effective in ameliorating or correcting all
such conditions, except that the term does not include the
failure to provide treatment (other than appropriate nutri-
tion, hyd:ation, or medication) to an infant when, in the
treating physician's or physicians' reasonable medical judg-
ment, (A) the infant is chronically and irreversibly comatose;
(B) the provision of such treatment would (i) merely prolong
dying, (h) not be effective in ameliorating or correcting all of
the infant's life-threatening conditions, or On) otherwise be
futile in terms of the survival of the infant; or (C) the

meaning by the legislative history. The original
formulation of what became "disabled infants with
life-threatening conditions" in the statute was "in-
fants at risk with life-threatening congenital impair-
ments" in the House-passed bill." Concern was
expressed that this language would be interpreted to
cover only-those disabld infants whore life-threat-
ening corviition arose directly frc :n. a congenital
impairm 4 The enacted language clarifies that
the 1984 ainendments protect all infants with a
disability, including those who develop a disability
after birth, from withholding of medically indicated
treatment for any life-cnreatening condition, regard-
less of whether the condition is rehtted to the
disability.

Model Procedures developed under a Federal
grant by the American Bar Association's Commis-
sion on the Mentally Disabled and the National
Legal Resource Center for Child Advocacy and
Protection suggest the following meaning for the
tem "disabled":

"Disabled infant" means an infant with a physical or
mental impairment which substantially limits or holds the
reasonable prospect of in the future substantially limiting
one or more major life activities. "Major life activities"
include function: such as, but not limited to, breathing,
seeing, hearing, walking, caring for one's self, performing
manna' tasks, learning and working.

The Model Procedures explain that this definition is
bned on the definitions of "Handicapped person,"
"[p]hysical or mental impairment," and "Major life
activities" in the implementing regulations for sec-
tion 504 of the Rehabilitation Act of 1973,47 except

provhion of such treatment would he virtually futile in terms
of the survival of the infant and the treatment itself under
such circumstances would be inhuman .

Id. §5102(3).
44 The House Committee report interpreted this original lan-
guage to mean tMt those to be protected by the law were infants
who are "born with a medically-identifiable handicapping condi-
tion and a life-threatening condition, the latter of which requkes
medio intervention in order to increase the infant% changes isle)
of survival." H.R. Rcp. No. 159, 98th Cong. 1st Sess. 2 (1983)
u Bopp & Balch, .supra note 41, at 107.
44 Nicholson, Horowitz & Parry, Mode; Procedures for Child
Prvtective Service Agencks Responding to Reports of Withholding
Medically Indicated Treatment From Discsoled Infants With Life-
Threatening Conditionx 10 Mental & Physical Disability L. Rep.
220, 228 (19E4) [hereinafter Model Procedures].
" /d. There e finitions are found in 45 C.F.R. §84.3 (j) (1987),
They are not si of the "Baby Doe" regulatioas enjoined by the
U.S. Supreme Court in Bowen v. Am. Hosp. Asen, 476 U.S. 610
(1986), but are part of the preexisting 1977 regulation implement-
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that "the phrase 'or holds the masonable prospect of
in the future substantially 1.1niting [a Major life
activity]' is added. This reflects the fact that infants
and young children, in the normal course of devel-
opment, do not yet possess the capability of per-
forming many of the enumerated 'major life activi-
des.,,,4,

In addition to one who actually has such an
impairment, the Rehabilitation Act includes one
who "is [erroneously] regarded as having such an
impairment."" That category was incorporated in
the amended Rehabilitatlon Act to ensure that those
subjected to discrimination because they are errone-
ously believed to have a disability receive the same
protection undertlie law as those witn actually hiiVe
a disability. If this group were not included among
those protected by the Child Abuse Amendments,
then when lifesavhivtreatment is denied a child
baied on a mistrken prognosis of degree of disabili-
ty, the very fac....iat the prognosis is mistaken might
prevett the denial of treatment from being over-
turne.t.

Infant

Those protected by the standard of care are
disabled infants with life-threatening conditions. The
term "infants" includes, but is not limited to,
children under 1 year of age. The first birthday is
not an automatic cutoff from protection under the
statute. The Principal Sponsors' Statement stated
that although the law was intended primarily to
protect infants under 12 months, it was not to be
construed to justify discontinuance of otherwise
mandated treatment at that age.5° Accordingly, the
Final Rule pros ts that the law "shall not be
cInstrued to imply that treatment should be changed
or discontinued when an infant reaches one year of
age, or to affect or limit any existing protections

ins section 504 in genend. They are based on the statutory
language of the Rehabiitat7 a Act of 1973 itself. 29 U.S.C.A.
§706 (West Supp. 1959.
" Model Prooduret supra note 46, at 228.
" 29 U.S.C.A. §706(8)(B)0) (W-st Supp. 1988).
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available under State laws regarding medical neglect
of children over one ear of age.""

Again tracking the Principal Sponsors' Statement,
the Final Rule also provides that the standard of
care "should be consulted thoroughly in the evalu-
ation of any issue of medical neglect involving an
infant older than, one year of age who has been
condi). iusly hospitalized since birth, who was born
extreniegy prematurely, or whe has a long-term
disability."52 The Supplemental Information HHS
published with the Final Rule explained this defini-
tion by noting that, as a condition of receiving child
abuse and neglect grants, States must have proce-
dures that prtitect children of all ages from medical
neglect.

[A]s a general rule, inues of medical treatment for infants
over one year of age are to be considered under the less
precisely defined, but clearly applicable, standards of
"medical neglect." Issues of medical treatment for disabled
infants under one year of age with life-threatening condi-
tions must be considered undcr the more precisely defined
standards of the aefinition of "withholding of medicaIN
indicated treatment."

[But f]or --ertain infants over one year of age, the
Conference ,:ommittee believed the more precisely de-
fined st:andards of the definition of "withholding of
medically-indicated treatment" might be more appropriate
te use in considering the question of medical treatment
than the more general standards of "medical ne-
glect.". . .The apparent Congressional intent is to recog-
ni= that these three categories of infants, although over
one rear of age, share important characteristics with those
infants under one year of age who are the principal focus
of the ft. ry provision."

It is noteworthy that the thin.' category, those over 1
year of age who have "- long-term disability," is
extremely broad. Thus, it is arguable that under the
law thc more precise standards should be consulted
cokicerning medical treatment decisions for practi-

" Principal Sponsors' Statement, supra note 25, at 41, 1984 U.S.
Code Cong. & Admin. News at 2970.

as C.F.R. §1340.15(bX3Xi) (987).
as 14

" Final Rule (CAA), supra note 31, at 14882.
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cally all children with disabilities, of whatever sige.54

Life-Threatening Conditions
Under the Interpretative Guidelines, a life-threat-

ening condition includes a condition that, in the
physician's "reasonable medical judgment, signifi-
cantly increases the risk of the onset of complica-
tions that may threaten the life of the infant."" The
intent of this clarification was to deal with circum-
stances in which a condition &Jos not in and of itself
threaten life but, unless corrected, poses the danger
of a life-threatening condition developing. The
Supplementary Information published with the Pro-
posed Rule gave the example of spina bifida, in
which the open lesion on the back does not, of itself,
threaten life, but a failure to close the lesion
surgically leaves an open pathway for a life-threat-
ening infection."

Nutition, Hydration, and Medication
"Appropriate" nutrition, hydration, and medica-

tion must always be supplied, even when one of the
three exceptions to required maximal treatment
appJies.

u Punumably the term "infant" itself puts some limits on such a
construction. Indeed, HHS suggested as much:

WI° revision is necessary to clarify that "infant" dm not
include older children and adults. The potential appropria-
teness of applying the more precisely stated standards of the
definition of "withholding of medically indicated treatment"
to certain infants over one ymr of age is still stated, as it was
in the proposed rule and in the Conference Report, in terms
of infants over one year of age. Older children and adults are
not "infants over one year csf age."

Id. at 14882. However, "infant" can encompass a Woad gamut of
ages, especially in its use as a legal term. Black's Law Dictionary
defines "infancy" as "Minority; the state of a person who is under
the age of legal majority,at common law, twenty-one years;
now, generally 18 years." Black's Law Dictionary 699 (5th ed.
1979). Webster's gives a range of meanings for the term, including
not only "a '7,hild in the first year of life" and "a child several
years 'gag.. ' but also "a person who is not of full age: minor"and
"common law: a person under the age of 21." Webster's Third
New International Dictionary 1157 (P. Grove ed. 1985) (emphasis
in original). The Oxford English Dictionary includes the defmi-
don, "A person under (legal) age; a minor. In common law, one
who has not completed his or her twenty-first year. . . ." Oxford
English Dictionary 1426 (1971). When the applicability of legal
standards is at stake, ambiguity of the sort that n .:xists in the
definition of those covered by the Child Abuse Amendments is
regrettable.

45 C.F.R. pt. 1340 App. Interpretative Guideline 2 (1987); see
Bopp & Balch, supra note 41, at 107.
u Proposed Rule (CAA), supra note 30, at 48163. But cf note 96,
infra.

In cases concerning adults, a considerable number
of courts have rejected any distinction between the
provision of nourishment and the provision of
maximal treatment: when it would be inappropriate
to cut off the latter, they have ruled, it is equally
appropriate to terminate the former." In clear
contrast to this approach, Congress plainly placed
itself on the side of the dissenting judge in the 1986
Massachusetts case Brophy v. New England Sinai
Hospital who wrote, "The process of feeding is
simply not medical Vestment. . . .Food and water
are basic human needs."" Surgeon General C.
Everett Koop had testified before the Senate Com-
mittee on Labor and Human Resources:

[TJlle bottom line. . is that you must nourish the patient.
Whether an infant in a hospital is denied food and zare, or
whether an infant at home is denied food and care, the
result is the same; it is child abuse.

On the Senate floor, one of the principal sponsors
of the 1984 amendments affirmed that "the words
'appropriate nutrition [and] hydration'. . .are not
meant to sanction c Aright denial of all nutrition and
hydration but are intended only to affirmatively
require appropriate nutrition and hydration in all
cases[.] In other words, nothing in this amendment

" See Corbett v. D'Alessandro, 487 So.24 368 (Fla. App. 2
Dist.), review denied, 492 So.2d 1331 (1986); In re Drabick, 245
Cal. Rptr. 840 (Cal. App. 6 Dist.), ceri. denied, 57 U.S.L.W. 3347
(1988); Severns v. Wilmington Mea;cal Center, 421 A.2d 1334
(Del. Supr. 1980); In re Gardner, 534 A.2d 947 (Me. 1987);
Brophy v. New England Sinai Hosp., 398 Mass. 417, 497 N.E.2d
626 (1986); In re Hier, 18 Mass. App. 200, 464 N.E.2d 959, rev.
denied 392 Mass. 1102, 465 N.E.2d 261 (1984); In re Jobes, 108
NJ. 394, 529 A.2d 434 (1987); In re Conroy, 98 NJ. 321, 486 Aid
1209 (1985); Delio v. Westchester County Medical Center, 129
App. Div. 2d 1, 516 N.Y.S.2d 677 (2d Dept. 1987); In re Grant,

'9 Wash.2d 545, 747 P.2d 445 (1987), corrected, 757 P.2d 52
kWa. 1988); see also cases dealing with persons who expressed
their wishes while competent: Bouvia v. County of Los Angeles,
195 Cal. App. 3d 1075, 241 Cal. Rptr. 239 (2d Dist 1987); Beuvia
v. Superior Court, 225 Cal. Rptr. 297 (Cal. App. 2d Dist. 1986); In
re Peter, 108 NJ. :65, 529 A.2d 419 (1987); cf Leach v. Akron
General Medical Center, 68 Ohio Misc. 1, 426 N.E.2d 809 (1980)
(the court did not make a decision on whether nutrition and
hydration could be removed); later proceeding, Estate of Leach
v. Shapiro, 13 Ohio App. 3d 393, 469 N.E.2d 1047 (Summit Co.
1984); contra In re Steinhaus, No. 3-86-92, Amended Findings of
Fact and Order at 3 (Redwood County Ct. Fam. Div. Minn. Oct.
13, 1986) (court ruled that nutrition, hydration, or medication
could not be withdrawn from an infant who was chronically and
irreversibly comatose, although resuscitation cculd be, in light of
the 1984 Child Abuse Amen( nents and conforming Minnesota
legislation).
" 398 Mass. 417, 497 N.E.24 626, 640 (1986) (Nolan, J.,
dissenting).
Si Quoted in S. Rep. No. 246, 98th Cong., 1st Sess. 10, reprinted in
1984 U.S. Code Cong. & Admin. News 2918, 2927,
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allows an infant to be denied nutrition and hydra-
tion. . . In addition, the HHS Interprecative
Guidelines affirm:

[lit should be deafly recognized that the statute is
completely unequivocal in requiring that all infants re-
ceive "appropriate nutrition, hydration, and medication,"
regardless of their condition or prognosis."

It is difficult to contend, therefore, that under the
Child Abuse Amendments it can ever be appropriate
to withhold nutrition or hydration from a child with
a disability who is capable of assimilating it. Instead,
the legi.slation requires that basic sustenance be
provided in the forni "appropriate" to the patient's
condition. For example, if a patient is incapable of
receiving food and liquids orally, the patient might
most appropriately receive nutrition and hydration
through such measures as intravenous fluids, naso-
gastric or gastric tube feedings, cr hyperalimenta.
tion.°2

The same absolute requirement that applies to
nourishment also applies to "medication." It seems
clear that the congressional intent was to require
that pain-relieving and other palliative medicine be
given even to those children from whom maximal
medical treatment is withheld. Before the fmal
legislation was drafted, Dr. George Little testified:

Obligations to comfort and respect a dying person remain,
and infants whose lives arc destined to be :Ad are owed
whatever enhancement and relief from suffering that can
be provided, including medication for pain and sedation,
as appropriate."

" 130 Cong. Rec. S9322 (daily ed. July 26, 1984) (Colloquy
between Senators Helms and Hatch). The Principal Sponsors'
Statement said: "[The six principal sponsors of this compromise
measure. . .fmtenclj that this statement. . .be the defmitive legis-
lative history in the Senate on it. Any remarks of individual
Senators, including the principal sponsors, on this legislation
express oidy their personal views and do not, therefore, constitute
authoritative interpretation or explanation of the measure." 130
Cong. Rec. S9319 (daily ed. July 26, 1984). HoWever, the
interpretation of Senator Hatch was never challenged by any
other sponsor and appeas to parallel the unequivocal language of
the statute itself. It rs useful primarily as an aid in understanding
the importance attached to this aspect of the lefealation at the
time of passage.
" 45 C.F.R. pt. 1340 App. Interpretative Guideline :0 (1987).
" Major disability organizations strongly oppose starvation or
dehydration of people with disabilities. For example, the Associa-
tion for Retarded Citizens of the United States, noting that
"debate is currently Wing place concerning the appmpria:eness
of withdrawing food and fluids from some persons labeled
'comatose' or 'in a permanent vegetative nate" " and recognizing
that persons so labeled "may appear to snare many characteristics
with mme persons labeled 'profoundly mentally retarded'
resolved that the group "opposes the cessation of nutrition and/or
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The Principles of Treatment adopted by medical
and disability groups articulated a similar baseline
standard of care:

It is ethically and legally justified to withhold medical or
surgical procedures which are clearly futile and will only
prolong the act of dying. However, supportive care
should be provided, including sustenance as medically
indicated and relief of pain and suffering. The needs of the
dying person should be respected."

In the case of In re Steinhaus, a Minneseta court
held that antibiotics to deal with infection are
included in the required, medication."

Treatment Most Likely to Be Effective in
Ameliorating or Correcting Ail Life-Threatening
Conditions

The centerpiece of the Child Abuse Amendments'
staadard of care is found in this phrase. It is the care
that must be provided to all children covelad by the
law unless one of the three exceptions to be
discussed below applies.

The history of the wording is instructive. Soon
after Senate negotiations began on the standard of
care, staff of the Senate Committee on Labor and
Human Resources suggested a defmition for the
"medically indicated treatment" to be required that
sought to incorporate the nondiscrimination ap-
proach of section 504. It required "treatment which
would normally be provided to infants without
regard to the presence of disabling conditions and
includes treatment specifically designed to amelio-
rate a disabling condittun."" Later drafts also
hydration for the purpose of hastening or causing the death of
persons with mental retardation." ARC Resolution on Celsation of
Nutrition and/or Hydration. 3 Issues in L & Med. 313 (1987)
(resolution adopted Oct. 25, 1986). Similarly, the Association for
Persons with Severe Handicaps adopted a resolution stating that
the group "strongly opposes any cessation of nutrition and
hydration for people who are incapacitated. . . ." TASH Resolu-
tion on Nutrition am' Hydration. 3 Issues in L. & Med. 315 (1987)
(resolution adopted Nov. 15, 1986).
43 Quoted in S. Rep. No. 246, 98th Cong., 1st Sess. 10, reprinted in
1984 U.S. Code Cong. & Admin. News 2918, 2927.
" Principles of Treatment, supra note 21, at 559.
" In re Steinhaus, No. J-86-92, slip op. at 10 (Minn. Redwood
County Ct., Juv. Div. Sept. 11, 1986), reprinted in Order in the
Steinhaus Case, 2 Issues in L. & Med. 241, 246-47 (1986).
84 Gerry & Nimz, The Federal Role in Protecting Babies Doe 2
Issues i* L. & Med. 339, 345 (1987), quoting Senate Labor and
Human ..esources Staff Discussion Draft of Proposed Amend-
ments to S. 1003 (May 18, 1984). An earlier draft from Sen.
Edward Kennedy's staff would have required "that all such
newborns be provided treatment provided to other similarly
situated children without congenital impairments that is necessary
to col sect or ameliorate a life-threatening condition, rC ef from
suffering including feeding, and medication for pain and sedation
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incorporated the nondiscrimination approach with
various modifications.

When face-to-face negotiations among advocacy
groups began, however, medical groups instead
proposed language requiring "medical or surgical
treatment, ine.ading treatment specifically designed
to ameliorate a disabling condition, when such
failure is clearly contrary to the best interests of the
infant"? The "best interests" language was rejected
because it would have allowed consideration of
projected quality of life," but the approach of
requiring specifically defined treatment, instead of
simply employing the nondiscrimination or equal
protection approach of the earlier drafts, was re-
tained. Further negotiations resulted in the language
used in the statute as adopted: "withholding of
medically indicated treatment' means the failure to
respond to the infant's life-threatening conditions by
providing treatment (including appropriate nutri-
tion, hydration, and medication) which in the treat-
ing physician's or physicians' reasonable medical
judgment, will be most likely to be effective in
ameliorating or correcting all such conditions.""

This defmition creates a bigh standard of care
indeed, a higher standard of care than would equal
protection language alone. Children covered by the
law must be provided the treatment "most likely to
be effective," not just the -level of treatment that
would be provided to their aondisablei counter-
parts. This places a responsibility on physicians to
become knowledgeable about and employ the best
available treatment rather than simply to avoid
discriminating on the basis of disability.

The Interpretative Guidelines issued by the De-
partment of Health and Human Services contain a
number of clarifications of the scope of the standard
of care. The Department emphasized:

as appropriate." Gerry & Nimz, supra, at 345, quoting Second
Draft of Proposed Amendments to S. 1003 from Sen. Edward
Kennedy's Staff (late April 1984).
0 Gerry & Nimz, supra cote 66, at 347, quoting Memorandum to
Staff/Organizations re S. 1003 from Susanne Martinez (June 19,
1984).
" Gerry & Nimz, supra note 66, at 347.
" Id at 348. The language now appears at 42 U.S.C.A. §5102(3)

(West Supp. 1988).
7° 45 C.F.R. pt. 1340 App. Interpretative Guideline 1 (1987).
" Id, Interpretative Guideline 4.
" Id, Interptetative Guideline 3.
" Id, Inteipretative Guideline 7. This interpretation is discussed
more fully below in the context of the futility exception.

47 §5102(3) (West Supp. 1988).
77 In Maine Medical Center v. Houk, Civ. No. 74-145 (Me.
Super. Ct., Feb. 14, 1974), reprinted in Trial Court Decision in

[T]he definition's focus on the potential effectiveness of
treatment in ameliorating or correcting life-threatening
conditions makes clear that it does not sanction decisions
based on subjective opinions about the future "quality of
life" of a. . .disabled person."

The Interpretative Guidelines stated that treat-
ment means more than a "particular medical treat-
ment or surg:cal procedure"; it refers to a "complete
potential treatment plan," including "multiple medi-
cal tmltments and/or surgical procedures over a
period of time. . .designed to ameliorate or correct
a life-threatening condition or conditions."' Treat-
ment also includes diagnostic procedures to evaluatc:
the need for medical intervention, including, as
appropriate, "further evaluation by, or consultation
with, a physician or physicians whose expertise is
appropriate to the conditions(s) involved or further
evaluation at a facility with specialized capabilities
regarding the condition(s) involved. - . "72 Final-
ly, if palliative treatment makes a condition more
tolerable, even though the condition will not be
cured, that treatment is required."

Reasonable Medical Judgment

Under the 1984 amendments, the determination of
what "will be most likely to be effective in amelio-
rating or correcting all [life-threatening] conditions"
is to be made "in the treating physician's or
physicians' reasohable medical judgment." By
requiring that the physician detemine -..hat the
most effective treatment will be, the provision
avoids the problem encountered in some cases in
which the physician determined not what would be
the treatment most likely to preserve life, but
whether the treatment would produce a child with
an acceptable quality of life.75

Deference to "reasonable medical judgment" was
not intended to authorize physician discretion to

Houle Case, 2 Issues in L & Med. 237 (1986), for example, the
pediatrician for a child with disabilities who in addition had a
tracheoesophageal fistula testified:

I feel he [the infant] has already endured much insult to his
brain and that considering the total child, I do not believe he
will be able to function as a reasonable, normal child in late
life. I honestly believe that with the insults of the last twenty-
four hours, that he will be severely both motor and mentally
retarded.

Quoted in Brown & Truitt, Euthanasia and the Right to Die, 3
Ohio N.U.L. Rev. 615, 633 (1976). The judge rejected the
physician's quality of life analysis, holding that "the doctor's
qualitative evaluation of the value of the 1:le to be preserved is not
legally within the scope of his expertise." Houle, 3hp op. at 4, 2
Issues in L. & Med. at 238-39.
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avoid the explicit standards set forth in the. legisla-
tion, but only to recognize the role of technical
medical judgment in determining whether the condi-
tions to which the legal standards refer exist in
particular cases." This distinction has been de-
scribed by Loretta Kopelman, Ph.D., Thomas Irons,
M.D., and Arthur Kopelman, M.D.:

[The law] only indicates that physicians are permitted to
use reasonable medical judgment to determine whether
the guidelines' conditions have been met. . . .[Tjhe guide-
lines must allow such appraisals by physicians if they are
to be applied. In contrast, the traditional understanding of
reasonable medical judgment includes not only such
techidcal or scientific assessments bin moral judgments
about what is in the patients' best interests. The Baby Doe
guidelines do not allow doctors, nurses, review commit-
tees, or state investigators to use their own views about
which exceptions constitute reasonable medical judgment.
Permitted exceptions to the provision of maximal treat-
ment are spelled out in the rules; other behavior is dermed
as medical neglect. Hence, no deference is shown to
reasonable medical judgment as traditionally under-
stood--a judgment that includes moral as well as technical
considerations of the proportional benefits of alternative
treatments in alleviating suffering and in prolonging life:"

While rejecting the incorporation of nonmedical
factors into "reasonable medical judgment," the law
creatts a high standard for that judgment on the
technical level. Testifying before the Senate Com-
mittee on Labor and Human Services, Surgeon
General Koop said:

The physician must know a great deal about the infant's
disease process or disabling condition. As science and
medicine continue to evolve, this is an ever-growing
responsibility and requires that physicians must have great
knowledge about and experience with the [condition] in
question.

" In the Words of the Model Procedures developed by the
American Bar Association: "[T]he decision to withhold medical
treatment or care from a disabled infant with life-threatening
conditions is to be made only in terms of the statutory defin:tion.
This definition does not include nonmedical factors ia the
`reasonable medical judgment' used to determine `withholding of
medically indicated treatment." ModelProcedurez supra note 46,
at 227. The Model Procedures point out eat principles of
treatment jointly adopted by in=lical and disabilny groups state:
"considerations such as anticipated or actual limited poteptial of
an individual and present or future lack of available community
resources are irrelevant, and must not determine the decision
concerning medical care. The individual's medical condition
should be the sole focux of the decision. These are very strict
standards." Id, quoting Principles of Treatment, supra note 21, at
559.
" Kopelman, Irons, & Kopelman, "Baby Doe" Regulations (letter
to the editor), 319 New Eng. J. Med. 726 (1988).
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Accordingly, the Principal Sponsors' Statement
provided: "The reference to 'reasonable medical
judgment' of the treating physician or physicians
means a medical judgment that would be made by a
reasonably prudent physician, knowledgeable about
the case and the treatment possibilities with respect
to the medical conditions involved."" HHS adopt-
ed this definition verbatim in the Final Rule.8° For
the physician to be knowledgeable about the case
and treatment possibilities, information which sur-
passes that with which the ordinary physician is
familiar may be required. Reasonable judgments in
life and death situations often will decree consulta-
tion and further evaluation." Nevertheless, as the
American Bar Association's Model Procedures
pointed out: "This standard of care is used widely in
other treatment contexts, and only its application to
the issue of withholding of medically indicated
treatment from disabled infants with life-threatening
conditions is new.""

Exceptions to Providing Treatment
The Child Abuse Amendments create three ex-

ceptions to the requirement to provide the treatment
most likely to correct or ameliorate a child's life-
threatening conditions (maximal treatment)al-
though "appropriate nutrition, hydration, and medi-
cation" must always be provided.

The Comatose Exception

The first exception applies when a child is
"chronically and irreversibly comatose."" The
medical groups originally proposed an exception to
cover those who are "permanently and completely
unconscious."" "Unconscious" is defined as "insen-
sible" or "not conscious."'" The disability rights
groups rejected this proposal as too broad and
" Quoted in S. Rep. No. 246, 98th Cong., lst Sess. 10, reprinted in
1984 U.S. Code Cong. & Admin. News 2918, 2927.
" Principal Sponsors' Statement, supra note 25, at 41, 1984 U.S.
Code Cong. & Admin. News at 2970.
0 45 C.F.R. §1340.15(bX3Xii) (1987).
" See supra note 72 and accompanyit.g text.
" Model Procedures, supra note 46, at 227. The Model Proce-
dures paraphrase W. Prosser, Handbook of the Law of Torts §32,
at 161 (1982):111hysicians who undertake work requiring special
skill are required to possess a minimum standard of special
knowledge and ability." Model Procedures, supra note 46, at 246
n.28.

" 42 U.S.C.A. §5102(3)(A) (West Supp. 1988).
" Gerry & Nimz, supra note 66, at 349, quo :ng Proposed
Amendment to S.1003 by Medical Groups (June 25, 1984).
" Stedman's Medical Dictionary 1512 (24th ed. 1982).
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proposed the more restrictive language now in the
law." "Coma" has a precise meaning:

Coma was dermed operationally as a sleeplike, unarousa-
ble, unresponsive state in which the patient shows no
awareness of self or environment. Such patients (1) do not
open their eyes either spontaneously or in response to any
verbal stimulus, (2) utter no comprehensible words, and
(3) neither obey commands nor move their extremities
appropriately to localize or to rcsist noxious stimuli'?

In the 1986 Minnesota case In re Steinhaus, the
court ruled that although the statute makes an
exception for those who are "chronically and irre-
versibly comatose," it makes no exception for those
in a "persistent vegetative state.'$s In an article on
persistent vegetative state, Dr. Philip Hansotia
wrote that, in contrast to those in a coma:

Patients in the PVS [persistent vegetative state],. . . .are
awake without being aware. They open their eyes and
look about randomly but do not follow objects or respond
to verbal command. The eyes open and blink spontaneous-
ly and to menace but are unattentive. Patients may sleep at
times. Chewing and bruxism [grindir4 of teeth] are
common, and a grasp reflex is often present.

The Futility Exception
The stcond exception applies when:

[T]he provision of such treatment would (i) merely
prolong dying, fii) not be effective in ameliorating or
correcting all of the infant's life threatening conditions, or
(iii) otherwise be futile in terms of the survival of the
infant. . .

When life is inevitably ebbing away, and dying
cannot be halted but only prolonged, the interest in
prelierving life can no longer be satisfied. This
exception was designed to ensure that in such
circumstances there would be no requirement that

" Gerri & Nimz, supra note 66, at 349.
" Hansotia, Persistent Vegetative Sum, 42 Arch. Neurol. 1048,
1048 (1985) (emphasis in original).
" Transcript at 73, In re Steinhaus, No. 3-86-92 (Minn.
Redwood County Ct., Farn. Div., Oct. 6, 1986); In re Steinhaus,
No. 3-86-92, slip op. at 11-12 (Minn. Redwood County Ct., Juv.
Div. Sept. 11, 1986), reprinted in Order in the Steinhaus Case, 2
Issues in L & Med. 241, 247-48 (1986). The court later ruled that
the child was in fact chronically and irreversibly comatose. In re
Steinhaus, No. 3-86-92, Amended Findings of Fact and Order 3
(Minn. Redwood County Ct., Fam. Div. Oct. 13, 1986).
Lance Steinhaus received serious injuries when just over a month
old and became unconscious. After a decision was made not to
give him antibiotics and to place a "Do Not Resuscitate" ordr r on
his medical chart, tLe county welfare department petitioned the
court to prevent the withholding of antibiotics. After the court
ruled that he was chronically and irreversibly comatose and that
treatment other than nutrition, hydration, and medication could

life-prolonging treatment be employed to eke life out
for a brief period longer. The HHS Interpretative
Guidelines state that the exception does not "apply
where many years of life will result from the
provision of treatment, or where the prognosis is not
for death in the near future, but rather the more
distant future."91

In its proposed rule, HHS used the word "immi-
nent" to defme the period within which death must
be expected in order to make the exception applica-
ble." However, the Senate sponsors of the compro-
mlse legislation wrote a joint letter objecting to the
term:

In the negotiations leading to the ftnal language, there
was much discussion about whether or not to include the
word "imminent" in the statutory definition. It became
apparent that "imminent" would create undue confusion
both because it was ambiguous and because the expected
time of death cannot be predicted with precision. A
decision was made, therefore, not to include "imminent,"
and we urge that it be dropped in the regulatiors as well."

Accordingly, in the Interpretative Guidelines ac-
companying the Final Rule, HHS retracted the term
"imminent" and indicated" that the precise determi-
nation of what is a "near" versus a "more distant"
future was left to reasonable medical judgment."

The second category of the second exception
specifically addresses circumstances in which death
will inevitably occur shortly even though some life-
threatening conditions could be cured. As two legal
commentators have noted:

In HHS' view, this [exception] was intended to apply to
situations in which an infant suffers from several life-
threatening conditions, some of which can be treated
effectively, but at least one of which cannot. If and only if
the unueatable condition will produce death in the near

legally be withheld, the "Do Not Resuscitate" order was
restored. Agreement Will Allow Comatose Baby to Die. The Sun,
Oct. 25, 1986, at A10. He subsequently died. Baby Who Was
Subject of Right-to-Live Case Dies, Minneapolis Star and Tribune,
Feb. 11, 1987, at 1A, col. 1.
" Hansotia, supra note 87, at 1048. See afro Levy, The Comatose
Patient, in I The Clinical Neurosciences 955, 956 (R. Rosenberg
ed. 1983):

.re patient in the vegetative state appears awake but shows no
evidence of content, either confused or appropriate. He often
has sleep-wake cycles bat cannot demonstrate an awareness
either of himself or his environment.

Li (emphasis in original) (footnote omitted).
" 42 U.S.C.A. §5102(3XB) (West Supp. 1988).

45 C.F.R. pt. 1340 App. Interpretative Guideline 5 (1987).
" Proposed Rule (CAA), supra note 30, at 48164, 48167.
18 Quoted in Final Rule (CAA), supra note 31, at 14879.
" 45 C.F.R. pt. 1340 App. Interpretative Guideline 5 (1987).
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(as opposed to the.far) future, then treatment need not be
provided for the other life-threatening conditions which
theoretically could be treated. In other words, if the child
is going to die shortly anyway from ailment A, it makes no
sense (and is not required) to treat ailments B, C, or D. If,
on the other hand, the child is terminally ill from ailment
A, but will not die from it for some time, this exception
provides no excuse for failing to treat the immediate
threats to life from ailments B, C, or D."

HHS also interpreted the law to require that
palliative care, including treatment that goes beyond
medication," must be provided even when lifesav-
ing treatment would not be effective:

If. . .palliative treatment will ameliorate the infant's over-
all condition, taking all individual conditions into account,
even though it would not ameliorate or correct each
condition, then this palliative treatment is medically
indicated."

The third category in the second exception applies
if treatment would "otherwise be futile in terms of
the survival of the infant." This category is simply a
"cove: all bases" logical extension of the other two
categories, each of which describes circumstances in
which treatment would be futile. The language,
hcwever, carefully ties futility to the "survival" of
the infant, emphasizing that only the inevitability of
death despite treatment, and not the persistence of
disability despite treatment, renders the treatment
legally futile."

The Virtually Futile and Inhumane Exception

The third exception reads:

[T]he pro% ision of such treatment would be virtually futile
in terms of the survival of the infant and the treatment
itself under such circumstances would be inhumane."

The exception is phrased in the conjunctive: to
remove the maximal treatment mandate, both of two
requirements must be met.

" Bopp & Balch, supra note 41, at 112-13. See 45 C.F.R. pt. 1340
App. Interpretative Guideline 6 (1987).
" At the time it published the Proposed Rule, HHS gave the
example of a child with an uneorrectable and life-threatening
heart problem who also had an imperforate anus; in such a
situation, the absence of effeLlive treatment for the heart problem
would not relieve physicians of tht responsibility of providing a
colostomy to relieve "the severe pain associated with the
intestinal obstruction caused by the imperforate anus." Proposed
Rule (CAA), supra note 30, at 48164. However, when HHS issued
the Final Rule, it noted that commenters had "stated that,
depending on medical complications, exact prognosis, rehtion-
ships to other conditions, 'and other factors, the treatment
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The first of the requirements is that the treatment
be "virtually futile." The c. ,tinction between "fu-
tile" as used in the second exctlition and "virtually
futile" as used in the third exception lies in the
degree of probability or uncertainty in determining
the futility of the treatment. Under the Interpreta-
tive Guidelines, the term "virtually futile" :s under-
stood to mean that treatment is "hie y unlikely to
prevent death in the near future."'"

The second requirement of this third exception is
that the treatment itself be inhumane. Tie Interpre-
tative Guidelines state that this is true only in the
presence of "significant medical contraindications
and/or significant pain and suffering for the infant
that clearly outweigh the very slight potential
benefit of the treatment for an infant highly unlikely
to survive.""

The Interpretative Guidelines note that although
the initial two exceptions concerned themselves
with the expected results of treatment, the third
exception focused on the process of possible treat-
ment:

It recognizes that in the exercise of reasonable medical
judgment, there are situations where, although there is
some slight chance that the treatment will be beneficial to
the patient (the potential treatment is considered virtually
futile, rather than futile), the potential benefit is so
outweighed by negative factors relating to the process of
the treatment itself that, under the circumstances, it would
be inhumane to subject the patient to the treatment.'"

Enforcement of the Child Abuse
Amendments

While the 1984 amendments were in the process
of negotiation under the auspices of Senate staff,
Senator Kennedy's office suggested an approach to
enforcement that would have "required states, as a
condition of continued receipt of federal child abuse
funds, to create an ombudsman program for the
purpose of protecting and advocating for the inter-
ests of newborn infants with life-threatening congen-

suggested. . .might not necessarily be the treatment that reason-
able medical judgment would decide would be most likeiy to be
effective. In response to these comments, specific diagnostic
examples have not been included in this discussion. . . ." 45
C.F.R. pt. 1340 App. Interpretative Guideline 7 (1987).
" 45 C.F.R. pt. 1340 App. Interpretative Guideline 7 (1987)
(emphasis in original).
" See Gerry and Nimz, supra note 66, at 349.
" 42 U.S.C.A. 5102(3)(C) (West Supp. 1988).
"° 45 C.F.R. pt. 1340 App. Interpretative Guideline 8 (1987).
'1" 45 C.F.R. pt. 1340 App. Interpretative Guideline 9 (1987).
02 Id. (emphasis in original).



ital impairments and infants.or children with special
needs."'" This was rejected by the medical groups
on the ground that it would lead to undue intrusion.
Instead, the American Academy of Pediatrics made
a counterproposal giving enforcement authority to
State child protective services agencies, the frame-
work that was eventually adopted.'" Under the
statute as enacted, within I year after the act became
law, such agencies desiring to receive Federal funds
would have to:

have in place for the purpose of responding to the
reporting of medical neglect (including instances of with-
holding of medically indicated treatment from disabled
infants with life-threatening conditions), procedures or
programs, or both (within the State child protective
services system), to provide for (i) coordination and
consvltation with individuals designated by and within
appropriate health-care facilities, (ii) prompt notification
by individuals designated by and within appropriate
health-care facilities of cases of suspected medical neglect
(including instances of withholding of medically indicated
treatment from disabled infants with life-threatening con-
ditions), and (iii) authority, under State law, for the State
child protective service system to pursue any legal
reinedies, including the authority to initiate legal proceed-
ings in a court of competent jurisdiction, as may be
necessary to prevent the withholding of medically indicat-
ed treatment from disabled infants with life-threatening
conditions.'"

The Principal Sponsors' Statement of the Senate
sponsors adopted by the conference committee
noted that preexisting law required recipient 'State
agencieS "to provide certain mechanisms for the
reporting of abuse or neglect cases. The same
reporting mechanisms and standards set forth in the
Act and existing regulations would be applicable to
the reporting of cases of medical neglect. . .

Those preexisting regulations establish a State
duty to create classes of individuals legally required
to report both known and suspected cases of child
abuse and neglect, a State duty to permit all other
parsons to submit such reports,'" and a State duty
to Investigate promptly to substantiate the accuracy
of all such reports.108

The HHS Final Rule implementing the Child
Abuse Amendments is largely built on these require-

I" Gerry & Nimz, supra note 66, at 344.
104

tos 42 U.S.C.A. §5103(b)(2XK) (West Supp. 1988).
1" H.R. Conf. Rep. No. 1038, 98th Cong., 2d Sess. 41, reprinted
in 1984 U.S. Code Cong. & Admin. News 2947, 2970. It made
special mention of the requirmsnt that a guardian ad litem be
appointed for children in the course of all Judicial proceedings
relating to abuse or neglect. Id.

ments. To ensure that health care facilities take
seriously their obligation to designate individuals
with the specific responsibility to report known or
suspected withholding of medically indicated treat-
ment and to serve as a point of contact and
coordination during investigations, it mandates that
State agencies contact each health care facility
annually to identify the names, titles, and telephone
numbers of the designated individuals.109 It requires
that States demonstrate, through statute, regulation,
or the opinion of the State attorney general, that
their State laws giv e adequate authority to enable
them to prevent violations of the federally defined
standard of care."°

Perhaps the most important feature of the Final
Rule pertaining to enforcement was its emphasis on
providing the mechanisms necessary to ensure an
independent medical evaluation of circumstances
that give rise to a report of suspected medical
neglect. As the American Bar Association's Model
Procedures point out: "The judgment of physician(s)
who specialize in the medical problems and disabling
conditions of newborn infants is necessary to assess
whether reasonable medical judgment was em-
ployed in a decision to withhold medical treatment
or care from a disabled infant. 99111 A social worker
or other child protective services specialist is rarely
equipped to make an accurate judgment about
whether legally required treatment is being with-
held. Short of outright admissions by medical staff,
detection of such withholding normally requires a
specialist's knowledge of the appropriate level of
care for the life-threatening condition, so as to judge
whether the treatment being accorded by the health
care facility falls short of it. Furthermore, a judg-
ment about what care is appropriate necessarily
depends on an accurate diagnosis of the child's
condition. Without the assistance of a consultant
qualified to make an independent evaluation of that
condition, a child protective services worker would
in most cases be reduced to relying solely upon the
unconfirmed representations of the very physicians
whose conduct is the subject of investigation."2

10 45 C.F.R. §1340.14(c) (1987).
'" Id. §1340.14(d).
,00 45 C.F.R. §1340.15(c)(3) (1987).
110 Id. §1340.15(d)(2)(ii) (1987).

Model Procedures, supra note 46. at 229.
112 The analogy in a more "tradition:" child abuse case, onc in
which someone reports that a neighborLig hild has been severely
beaten by her parents, would be a child protect:ve services

L
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- It. was recognized, therefore, that the key to
effective enforcement would be resort to physicians
who were at the same time specialists-in the field of
treatment alleged to have been denied and persons
committed to the standards of treatment embodied
in the Federal law. HHS sought to provide them the
key toolsaccess to medical records and the ability
to conduct an independent medical examination
necessary to enable them to obtain the information
essential to make an independent evaluation. Under
this approach, there is no need to fmd a "smoking
gun" in the form of proof that treatment has been
intentionally denied in order to cause the child's
death. It need onl> -be determined, by the consulting
expert or experts, that in order to meet the federally
defmed standard of care, the child needs treatment
she or he is not getting.

worker restricted to asking the parents to describe.. the child's
wounds, without being able to look at the child.
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Accordingly, the Final Rule required that State
agencies specify procedures they will employ to
obtain access to medical records when necessary for
an appropriate investigation of a report of medical
neglect, and a court order for an independent
medical examination when necessary for an appro-
priate resolution of such a report.113

Conclusion
The Child Abuse Amendments of 1984, the

product of considerable debate and negotiation, set
out a detailed and, for the most part, unambiguous
but nuanced standard of care which States that
receive Federal funds for their child abuse and
neglect programs must enforce among health care
facilities. If adequately enforced, the law would
provide strong protection for many children with
disabilities against denial of lifesaving treatment.
213 45 C.F.R. §1340.15(c)(4) (1987). The regulation permitted
States to show that they may obtain an independent medical
examination in some manner other than with a court order.
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Chapter 8

Constitutional Issues

Since the record developed by the Commission
demonstrates that persons with dirabilities have been
denied necessary medical care on the basis of their
disabilities,' and that neither Federal, State, nor
local protective agencies make it a practice to
intervene on their behalf,2 two constitutional ques-
tions arise:

First: whether constitutional rights are at stake in
disputes over the denial of medical treatment for
newborns and other persons with disabilities; and
Second: if so, whether there exist under Star.; and
Federal law adequate substantive and procedural
safeguards (including a forum) to protect those
rights.
Such an inquiry can be obscured by the technical

nature of the medical decisionmaking process, the
deference the law gives to rarental choices alleged
to be in the best interests of their children, and the
power of the States over matters of family law.
Nonetheless, it is important to note that the factual
setting of denial of treatment cases is critical to an
analysis of their constitutional aspects. Based on the

I See chaps. -1, 9.
2 See chaps. 10-12. See also United States v. Univ. Hosp., 729
F.2d 144 (2d Cir. 1984); Am. Academy of Pediatrics v. Heckler,
561 F.Supp. 395 (D.D.C. 1983); In re Infant Doc, No. GU8204-00
(Cir. Ct. Monroe County, Ind. Apr. 12, 1982), afrd sub nom. State
of Indiana on Relation of Infant Doe by Guardian, No. 482 S139
(Ind. S.Ct, May 27, 1982), No. 482 S.140 (Ind. S.Ct. Apr. 26,
1983), cert. denied, 464 U.S. 961 (1983).
3 That the factual record is significam to a complete understand-
ifig of both the statutory and constitutional policy issues which
can arise in denial of treatment cases is illustrated .3, the U.S.
Supreme Court's ruling iu Bowen v. Am. Hosp. Ass'n, 476 U.S.
610 (1986). Justice Stevens' opinion for the plurality rested its
holding that section 504 of the Rehabilitation Act of 1973 did not
apcly to denial of treatment cases, where parental consent was
refused, where there was a lack of a clear factual record that

LII=1//19.0-

record developed during the Commission's inquiry,
at least four basic types of denial of treatment cases
can be identified:3

1. Cases where the denial of treatment reflects
the medical judgment of the attending physicians
that the treatment would not be ,useful to the
patient, and that the parents or guardians have
given a fully informed consent to the denial of
treatment;
2. cases where medical professionals present
inadequate or prejudiced information concerning
the future quality of life of individuals with the
particular disability in question, and the refusal by
the parent or guardian to consent to otherwise
useful treatment is based on sucl 'nformation;
3. cases where medical and other qualified pro-
fessionals make a full and fair presentation of the
child's present medical needs, the limitations
associated with the disability, and the rehabilita-
tion and support services resources available, but
the parents refuse consent based on either their
own view of the future quality of life of individu-

discrimincion on the basis of handicap influenced the parental
choice to refuse consent. 476 U.S. at 636 & n.22 (Stevens, J.,
plurality opinion). See also, 476 U.S. at 653-54 & n.7, 656-63
(White, J., dissenting). Giver the breadth of the injunction that
limits the power of the Secretary of Heath and Human Services
to intervene under section 504 on behalf of infants with disabili.
ties, it is arguable that Bowen itself is a legal development that
may have the effect of leaving unregulated acts which do, in fact,
"constitut[e] discrimination or a denial of equal protection of the
laws under the Constitution, because of race, color, religion, sex,
age, handicap, or national origin or in the administration of
justice." 42 U.S.C.A. §1975c(2) (1988). See Am. Hosp. Ass'n v.
Heckler, 585 F.Supp. 541 (S.D.N.Y., 1984), aff'd in reliance oa
United States v. Univ. Hosp., 729 F.2d 144 (2d. Cir, 1984), 794
F.2d 676 (2d. Cir, 1984). For a full discussion of the Bowen case
see chap. 6.
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als with the particular disability in question or
their view of the burden that caring for such a
child will place on them or their family; and
4. cases where agencies charged with the protec-
tion of children or persons with disabilities have
reason to believe that a disability, rather than the
need for and usefulness of treatment, was the
determinative factor in the decision to deny
treatment, and the agency declines to intervene,
even though it would do so if the child in question
did not have a disability.
Part one of this chapter, therefore, examines the

nature and extent of the equal protection and
procedural due process constitutional rights at stake
in the types of denial of treatment cases raised
above. Part two examines the interests and rights of
parents as potential substantive limitations on the
recognition and protection of such rights, and part
three discusses the ability and willingness of courts
to protect the rights of newborns denied treatment
on the basis of disability. The chapter concludes
with a discussion of whether or not there is a need
for Federal legislative, administrative, or judicial
intervention on behalf of newborn children who are
denied treatment on the basis of disability.

The Constitutional Rights of Newborn
Children with Disabilities

The constitutional right of newborn children to
due process and equal protection of the law is not

U.S. CONS': amend. XIV, § I. Although this language applies
only to the Stat. s, the Supreme Court has held that "[t]he federal
sovereign, like the States, must govern impartially. The concept
of equal justice under law is served by the Fifth Amendment's
guarantee of due process, as well as by the Equal Protection
Clause of the Fourteenth Amendment." Hampton v. Mow Sun
Wong, 426 U.S. 88, 100 (1976). Accord, United States Dep't of
Agriculture v. Moreno, 413 U.S. 528, 533, n. 5 (1973); Bolling v.
Sharpe, 347 U.S. 497, 499 (1954).

In re Gault, 387 U.S. 1, 13 (1967) ("[W]hatcver may be thir
precise impi 1, neither the Fourteenth Amendment nor the Bill of
Rights is for adults alone."). Accord Thompson v. Oklahoma, 108
S.Ct. 2687 (1988) (death penalty for minors); Goss v. Lopez, 419
U.S. 565 (1975) (procedural due process). The liberty interests of
children are also protected, though, in some cases, to a lesser
degree than for advIts. See, e.g., Hazelwood School Dist. v.
Kuhlmeier, 108 S.Ct. 562 (1988); Tinker v. Des Moines School
Dist, 393 U.S. 503 (1969); West Virginia Bd. of Ee..:. v.
Barnette, 319 U.S. 624 (1943).

City of Cleburne v. Cleburne Living Center, 473 U.S. 432
(1985) [hereinafter Cleburne Living Center].
7 See. e.g., Cleburne Living Center, 473 U.S. 432 (1985)
(constitutional standard for discrimination against the persons
with disabilities in cases involving exclusionary zoning); Consoli-
dated Rail Corp. v. Darrone, 465 U.S. 624 (1984) (coverage of
funded programs); Alexander v. Choate, 469 U.S. 287 (1985)
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open to question. Section 1 of the 14th amendment
provides in relevant part that:

All persons born or naturalized in the United States and
subject to the jurisdiction thereof, are citizens of the
United States and of the State wherein they reside. No
State shall make or enforce any law which shall abridge
the privileges ot immunities of citizens of the United
States; nor shall any State deprive any person of life,
liberty, or property, without due process of law; nor deny
to any person within its jurisdiction the equal protection of
the laws.'

As persons who are also citizens, persons with
disabilities, including newborn children, are enti-
tled to the same legal protection of their lives,
physical integrity, and procedural due process rights
as infants, children, and adults without disabilities.'

Equal Protection of the Laws

The legal standards governing discrimination on
the basis of handicap or disability are undergoing
rapid development as developments in vocational
rehabilitation, biotechnology, and medicine influ-
ence changes in public attitudes toward those with
disabilities.'" Federal law requires, among other
things, that any federally funded program or activity
must refrain from discriminating against an "other-
wise qualified" individual "solely on the basis of his
handicap" and that children with disabilities must
be offered equal educational opportunities." Many

(application of "disparate impact" theory as a matter of law or
regulation); Smith v. Robinson, 468 U.S. 992 (1984) (relationship
of the Educa,:on of the Handicapped Act, 20 U.S.C.A.
§§1400-1485, (1982) [hereinafter cited as E.HA.) to section 504 of
the Rehabilitation Act of 1973, 29 U.S.C.A. §794 (1982) and the
14th amendment); Bd. of Educ. V. Rowley, 458 U.S. 176 (1982)
(extent of rights under E.H.A.); Southeastern Community Col-
lege v. Davis, 442 U.S. 397 (1979) (limits on reach of section 504).
See also, Americans with Disabilitier Act of 1988, S. 2345, 100th
Cong., 2d Sess.

Section 504 of the Rehabilitation Act of 1973, 29 U.S.C.A.
§794 (1988) provides, in relevant part:

No otherwise qualified individual with handicaps. . .shall,
solely by reason of his handicap, be excluded from the
participation in, be denied the benefits of, or be subjected to
discrimination under any program or activity mceiving
Federal financial assistance. . . .

See Consolidated Rail Corp. v. Darrone, 465 U.S. 624 (1984)
(Federal funds need not be given with the "primary objective" of
promoting employment to subject the recipient to the require-
ments of section 504). The definition of the term "handicapped
individual" is found in 29 U.S.C.A. §706(8XB) (1988): "the term
Individual with handicaps' meanr . .any person who (i) has a
physical or mental impairment which substantially limits one or
more of such person's major life activities, (ii) has a record of such
an impairment, or (iii) is regarde zs having such an impairment."
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State and local laws provide similar protection."
The appropriate place to begin" an analysis of the
appropriate equal protection standard for "disabili-
ty" cases is Congress' prohibition against discrimina-
tion against those with disubilities in federally
funded programs, including its exprmion of particu-
lar concern about medical care discrimination
against infants with disabilities."

In a series of cases elaborating on various Federal
laws gov erning the rights of persons with disabili-
ties," the United States Supreme Court has held
that the intent of these laws is twofold:14 to protect
those with disabilities from the discriminatory acts
of others's and to eliminate who t might be called
"benign neglect" based on "thoughtlessness and
indifference."" The Court has also held that
discrimination on the basis of disability is a violation
of the equal protection clause of the 14th amend-
ment when the government is unable to demonstrate
that its rationale for the challenged discrindnatory
activity is grounded in an unprejudiced evaluation of
the differences caused by the disability itself."

" See, eg., Fla. Stat. Ann. §760.10 (West Supp. 1985); N. Dak.
Cant. Coda §§14-02.4-03 to 4-06, 14-02.4-08 (1981); Ohio Rev.
Code §41?2.02 (Page 1984); Tenn. Code Ann. §8-50-103, 104
(1979). UrOce the Federal Government, the States are not
constrained by a Federal constitutional requirement that nondis-
crimination provisions relating to private sector discrimination on
the basis of disability must be tied to a funding source or some
matter of Federal concern such as interstate commerce. As a
result, they may, and do, prohibit private sector discrimination
directly.
" This is "110t to say that constitutional and legislative standards
are the same, but merely to point out that, whatever the
constitutional standard of protection, Congress retains the ability
to mandate a minimum level of additional protection which is not
otherwise inconsistent with the Constitution. U.S. CONST. amend,
XIV, §5. Katzenbach v. Morgan, 384 U.S. 641, 651-52 n.10
(1966).
" Child Abuse Amendments of 1984, 42 U.S.C.A. §§5101-5103
(Supp. 1988). For a full discussion of the law, see chap. 7.
" See cases cited supra note 7.
" That the congressional concern was for both the social welfare
and the civil rights of persons with disabilities is critically
important to an understanding of the Supreme Court's approach
to' disability cases, and to the approach taken by this Commission
in this report and others. See U.S. Commission on Civil Rights,
Accommodating the Spectrum of Individual Abilities (1983).
There is an inherent relationship between civil rights law and
social welfare policy, yet they address separate problems. Persons
in need of material or economk assistance often need the legal
protection afforded by thn civil rights laws. Proof of material
need, however, is not necessary to state a claim under the civil
rights laws.
" &.e Alexander v. Choate, 469 U.S. 287 (1)85) (holding that
section 504 would clearly cover :ases of intern:anal diserimina-
tion against the per.ons with disabilities, but refusing to hold
either that the regulations promulgated under the statute are

Cleburne v. Cleburne Living Center

In City of Cleburne v. Cleburne Living Center," a
unanimous" Supreme Court ruled that the equal
protection clause forbids exclusionary zoning that
would make it impossible for people with mental
retardation to live in a neighborhood group home
environment." The Court began its discussion of
the constitutional standards that govern legislation
having an adverse impact on the mentally retarded
with a review of the general standards that are
applicable to cases raising equal protection claims,
and held that metesal retardation is not a "quasi-
suspect classification calling for a more exacting
standard of judicial review than is normally accord-
ed economic and social legislation."21 Instead, the
Court chose a minimum rationality standard, and
highlietted the obvious relationship between the
social and constitutional concerns that motivated its
choice:

First. . .those who are mentally retarded have a reduced
abilily to cope with and function in the everyday
world. . . .[T]hey range from those whose disability is
not immediately evident to those who must be constantly

limited to such cases or that the statute necessarily comprehends
the use of "disparate impact" analysis); Consolidated Rail Corp.
v. Darrone, 465 U.S. 62A (1984) (coverage of funded programs);
Smith v. Robinson, 468 U.S. 992 (1984).

Alexander v. Choate, 469 U.S. 287, 295 & nn. 12-16. (1985).
The sources cited in the Court's footnote, make it clear that a
bright line was drawn between "thougntlessness and indiffer-
ence" which, though neglecting the needs of the persons with
disabilitks, might be considered "banign" in that they are not
intentional or "invidious":

To be sure, well-catalogued instances of invidious discrimina-
tion against the handicapped do exist. See, e.g., United States
Commission on CHI Rights, Accommodating the Spectrum
of Individual Abilities, Ch. 2 (1933); Wegner, The Antidiscri-
mination Model Reconsidered: Ensuring Equal Opportunity
Without Respect to Handicap Under Section 504 of the
Rehabilitation Act of 1973, 69 Cornell L. Rev. 401, 403 n.2
(1984).

469 U.S. at 295, n. 12. Intentional neglect of the needs of persons
with disabilitiessuch as denying food and water (nutrition and
hydration) or necessary medical care because the dk.r,oility is
alleged to cause a diminished luality of lifeare not "benign."
" Cleburne Living Center, 473 U.S. 432 (1985).
" 473 U.S. 432 (1985).
" Justice Stevens and Chief Justice Burgerjoined the opinion of
the Com, but also filed a concurring opinion advocating
a new single tier standard for equal protection analysis.
Justices Brennan and Marshall filed an opinion con-
curring in part and dissenting in part, which argues
that the proper standard for disability cases is heightened
scrutiny, and that the ordinance should have beea declared
invalid on as face.
" See chap. 4.
21 Cleburne Liv.ni, Center, 473 U.S. at 442. Fot a general
discussion of these standards, see supra note 7.
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cared for. They are thus different, immutably so, in
relevant respects, and the States' interest in dealing with
and providing for them is plainly a legitimate one. How
this large and diversified group is to be treatvi under the
law is a difficult and often a terhnical matter, very much a
task for legislators guided by qualified professionals and
not by the ptrhaps ill-informed opinions of the judiciary.
Heightened scrutiny inevitably involves substaative judg-
ments about legislative decisions, and we doubt that the
predicate for such judicial oversight is present where the
classification deals with mental retardation. . .

Because mental retardation is a characteristic that the
government may legitimately take into account in a wide
range of decisions, and because both state and federal
governments have recently committed themselves to
assisting the retarded, we will not presume ',hat any given
legislative action, even one that disadvantages retarded
individuals, is rooted in considerations that the Constitu-
tion will not tolerate."

Althonh the practical effect of the Court's
refusal to deal with equal protection cases involving
persons with disabilities at a heightened level of
scrutiny is arguably to make it morc difficult to
challenge State or Federal polie= that are alleged
to be discriminatory, the majo.Pity opinion by Justice
White makes it clear that "reinsal to recognize the
retarded as a quasi-suspect class does not leaie them
entirely unprotected from invidious discrimina-
tion." Even though the Court refused to "prume
that any given legislative action, [including] one that
disadvantages retarded individuals, is rooted in
considerations that the Constitution will not toler-
ate," the standard actually applied in Cleburne is
quite similar to that applied in gender casts: it
explicitly requires lower courts to focus on the seal
reasons behind the challenged unequal treatment and

32 Cleburne Living Center, 473 U.S. at 442-43 (footnotes
omitted).
23 Id. at 446 (fGotnotes omitted).

Id at 446. Justice White's opinion for the Court was joined by
Chief Justice Burger and Justices Powell, O'Connor, Rehnquist,
and Stevens.
The lower ourt opinions in Cleburne Living Center are
instructive as to the operation of the standards of review in
practice. The district court was criumzed by the Fifth Circuit for
using a "minimum rationality" test to uphold the ordinance. both
on its face and as applied. The Court of Appeals for the Fifth
Circuit held that the proper equal protection test was -tieightened
scrutiay," and ruled that the ordinance was invalid, both on its
faoe and as applied. 726 F.2d 191 (1984).
"k Cleburne Living Center, 473 U.S. at 446.
so The area in question as zoned "R-3" (apartment house
district) and the ordinance permitted the following uses:

2. Any.' e permitted in District R-2.
2. Apars.nent houses, or mulitple
3. Boarding and lodging houses.
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to analyze whether the discriminatory policy is
actually related to e legitimate government purpose.

The Supreme Court undertook such an analysis in
Cleburne and found that the zoning ordinance" was
invalid Latler the equal protection clause. It found
that the reason for the discriminatory treatment was
"the negative attitude of the majority of the proper-
ty owr...,:rs located within 200 feet of the. . .facility,
as well as the fears of elderly residents of the
neighborhood."" In short: "an irrational prejudice
against the mentally retarded."

Denial of Treatment to Newborn Children with
Disabilities

The record of the Commission's inquiry leaves no
doubt that newborn children have been denied food,
water, and medical treatment solely because they a..e
perceived to be disabled. It is undisputed that the
purpose of the denial of treatment was to end the
lives of these children because of social, economic,
or eugenic factors unrelated to the chiid's medical
need or abit to benefit from the proposed treat-
ment. In some cases, the disuiminatory denial of
treatment was based on ignorance and false stereo-
types about the "quality of life" of persons with
disabilities, and in others, about the nature of the
parilzular disability the child would have if he or she
were permitted to survive. The testimony of Dr.
Walter Owens, the physician who treated the origi-
nal Baby Doe in Bloomington, Indiana," illustrates
tb point.

COMMISSIONER DEgrao. . . .How was the issue of
recommending [a] course of treatment posed to the
parents?

4. Fraternity or sorority houses and dormitoria.
5. Aratiment hotels.
6. Hospitals, sanitariums, nursing homes or homes for
convalescents or aged, other than for t. a insane or feeble..
minded or alcoholics or drug addicts.
7. Private clubs or fraternal orders, except those whose
chief activity is carried on as a business.
8. Philanthropic or eleemosynary institutions, other than
penal institutions.
9. Accessory uses customs.ily incident to any of the above
uses.

Clebcrne I.ing Center, 473 U.S. at 436 n.3.
" Id at 44 8.
33 Id. at 450.
" In re Infant Doe, No. 0U8204-00 (Cir. Ct. Monroe County,
Ind. Apr. 12, 1982% aff'd sub r..m. State of Indiana on Relation of
Infant Doe by Guardian, No. 482 S139 (Ind. S.Ct. May 27, 1982),
Ne 482 S.140 (Ind. S.Ct. Apr. 26, 1983), cera denied. 464 U.S. 961
(1983).
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DR. OWENS. I think that's a little distortion. They were
not recommended courses of treatment but simply alterna-
fives. As I indicated earlier, the pediatrician and Dr.
Schafer and the family physician, Dr. Wenzler, were
simply saying to them, "This child must go to Riley
Hospital to be operated on tonight." I'm not sure they
even-mentioned the Down's syndrome or they i.:ertainly
downplayed it and were giving the impression to the
family that surgery would make the child okay. Those
were their words: "The baby will be okay."

My words to the family were simply, as I said before,
that "I think you must realize that if the child has the
surgery, and if the surgery is successful, that this child will
still be a Down's syndrome child with all that that
implies," and as I indicated earlier, the parents were pretty
well-acquainted and had a good knowledge of what this
implied. I said to them, "There is the alternative of doing
nothing, in which case the child will survive a few days
and will die." These were not recommendations in that
sense at all. These were alternatives presented to the
family o' what could be done. They chose not to treat the
child.

COMMISSIONER DEsrRo. Is it fair to say, then, that the
decision not to treat was based on the fact that the child
had Down's syndrome?

DR. OWENS. I think it was, and all that this implied. In
other words, that the gain, if you want to say this, that to
go through all of this, to treat such a child with everything
that's involved in that, and then to do all that with such a -
dreary, hopeless outlook as to the future, the parents felt
this was not indicated either for themselves or the child."

The significance of Dr. Owens' approach to the
treatment of persons with disabilities was echoed in
the statements of other witnesses, and therein lies the
crux of the constitutional problem. It occurs in light
of a history of discrimination against persons with
mental disabilities that has been described by each
Justice of the United States Supreme Court as
"grotesque."32 More important, what is at stake in
denial of treatment cases is not merely "equal
protection of the laws" but protection of life itself.32

Thus, when medical care decisionmaking is based
on little more than personal experience and hearsay
rc6arding the capabilities and problems of persons
with disabilities and their familiesthat is, on deeply
ingrained stereotypes that relegate persons with
disabilities to a perpetually subordinate statusthere
can-be no question that the equal protection clause

" Protection ofliandicapped Newborns: Hearing Before the United
States Commisshm on Civil Rights. 228-29 (1986) (vol.
31 Cleburne Living Center, 471 U.S. at 438, 454 (Stevens, J.,
concurring), 461 (Marshall, J., concurring and dissenting in part).

forbids government action that either rests on such
stereotypes or affirms tht-al.

Procedural Due Process

The due process Clauses of the 5th and 14th
amendments require, among other things, that cer-
tain procedural protections must be provided before
the government may deprive individuals of life,
liberty, or property. Known as procedural due
process, the doctrine is most frequently interpreted
as prtwiding an opportunity to be heard on the issue
of the fairness and lawfulness of the proposed
deprivation. The procedure required is determined
by weighing scveral factors:

First, the private interest that will be affected by the
official action; second, the risk of an erroneous deprivation
of such interest through the procedures used, and the
probable value, if any, of additional or substitute procedur-
al safeguards; and finally, the Govenuncnt's interest,
including the function involved and the fiscal and adminis-
trative burdens that the additional or substitute procedural
requirements would entail."

Disabled infants who are denied food, water, and
medical care On the basis of their disability are
denied both life and liberty. At a minimum, the 5th
and 14th amendments require that they be afforded
procedural due process, but in many of the cases
brought to the Commission's attention, there was no
procedural protection afforded at all. Potential
advocates for the child were not identified and
notified of the denial of treatment, nor were they
given adequate opportunity to present the case for
providing care that children without disabilities
would be provided as a .aatte- -.1 course.

A thorough evaluation of t typc of procedural
protection that should be p,..witizd is beyond the
scope of the Commission's ir.quiry, but the factors
addressed by the Supreme Court in Mathews v.
Eldridge" counsel that careful and informed evalu-
ation of each case by independent and disinterested
decisionmakers is required.35 Evidence in the record
supports a finding that the risk of erroneous determi-
nations reg trding the nature and extent of future
disability is extremely 1,th. The record also sup-
ports fmding that children have been deprived of
treatment based on both uninformed and biased

" See Furman v. Georgia, 408 U.S. 238, 272 (1972) (B..nnan, J.,
concurring) (the right to life is the "right to have rights").
33 Mathews v. Eldridge, 424 U.S. 319, 335 (1976).
" 424 U.S. 319 (1976).

See r% 10-13.
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medical advice. Given the magnitude of the child's
interest and the risk of error to life and health, no
argument has been made that tFere even exists a
substantial government fmancial interest that would
preclude a hearing." Instead, it has been argued that
the private nature of most medical care decisiomnak-
ing, as well as the substantial deference accorded
parents in the care and upbringing of their children
counsels against government intervention on behalf
of newborn children with disabilitvs.

Factors Limiting the Rights of Newborn
Children with Disabilities

Relevance of "Privacy"
Although the term "privacy" appears in several

State constitutions,"- it does not appear in the
Constitution of the United States. As commonly
understood in constitutional law, the term "prh acy"
refers to two distinct concepts: (0 the inviolability
of one's person, home, or things from unreasonable
governmental intrusions; and (2) individual autono-
my or liberty with respect to certain matters
important to one's person or the course of one's life

" There are, in fact, existing mechh-tsms for such hearings. The
question for present purposes is whether they should be required
as a matter of procedural due process. See chaps. 10-13.
0 E.g., Attn. CoNsr. art. II, sec. 8; FLA. Corm% art. I, sec. 23
(1980) WASH. Cortsr. art. 1, sec. 7.
" See generally. Whalen v. Roe, 429 U.S. 589 (1977).
0 U.S. Comr. amend. IV: "The right of the people to bc secure
in their persons, houses, papers, and effects, against unreasonable
searches and seizures, shall not be violated, and no Wrrrants shall
issue, but upon probable cause, supported by Oath or affirmation,
and particularly describing th: place to be searched, and the
persons or things to be seized."

U.S. Cortsr. amend. XIV, sec. h "nor shall any State deprive
any person of life, liberty, or property, without due process of
law;. . ."

See eg.. Meyer v. Nebraska, 262 U.S. 390 (1923) (autonomy to
make educational decisions; invalidating State law whiCh forbade
teaching any language other than English); Griswold v. Connecti-
cut, 381 U.S. 479 (1965) (autonomy of married persons to use
contraceptives; invalidating State laws prohibiting the use of birth
control devices); Roe v. Wade, 410 U.S. 113 (1973), reh'g denied,
478 U.S. 1039 (1986) (autonomy to choose abortion; invalidating
State laws protecting the unborn). But see Bowers v. Hardwick,
478 U.S. 186 (1986), reh'g denied 410 U.S. 959 (1973) (refusing to
recognize autonomy of home:canals to engage in consensual
sodomy, but reserving decssion with respect to sodomy by
married couples).
0 Eg., Am. Academy of Fediatrics v. Heckler, 561 F. Supp. 395,
402-03 (D.D.C. 1983) (dictum). Ary,ther example is found in
Rasmussen v. Fleming, 154 Ariz. 207, 741 P.11 674, 682 (1987) in
which the Arizona Supreme Court construed article 2, section 8,
of the Arizona Constitution, which provides that "No person
shall be disturbed in his private affairs, or his home invaded,
without authority of law," to include the right of a competent
adult to grant another a proxy to refuse medical treatment on the
grantor's behalf should he or she become incompetent.
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(e.g., marriage, sex, childbearing)." The protection
for the locational aspect of privacy is found in the
4th amendment," whereas the due process clause of
the 14th amendment" is generally held to be the
basis of the rights of individual autonomy that the
United States Supreme Court has recognized over
the years." It is in the latter senseindividual
autonomythat the term "right to privacy ' is used
in cases involving the right to refuse medical
treatment for oneself or others."

Control and Upbringing of Children

it has long been held that parents have constitu-
tionally protected interests in the custody, care, an
control of the upbringing of their childten." It is
also well-settled that the government may override
parental decisions when the life, health, or safety of
the child is endangered." The reluctance of courts
to intervene in disputes involving parental authority
over children is evident in several of the reported
cases involving denial of medical treatment to
infants and children with disabilities." Nevertheless,

" See, e.g., Smith v. Org. of Foster Families, 431 U.S. 816 (1977);
Wisconsin v. Yoder, 406 U.S. 205 (1972) (education); May v.
Anderson, 345 U.S. 528 (1953) (custody); Pierce v. Society of
Sisters, 268 U.S. 510 (1925); (education); Behn v. Timmons, 345
So.2d 388, 389 (Fla. App. 1977) ("a natural, Godgiven right");
New Hampshire v. Robert H., 118 N.H. 713, 393 A.2d 1387
(1978). See generally. B.C. Hafen, The Constitutional Status of
Marriage. Kinship, and Sexual PrivacyBalancing the Individual
and Social Interests, 81 Mich. L. Rev. 463 (1983).
" See, e.g., Prince v. Massachusetts, 321 U.S. 158 (1944) (child
labor). In In re Rinker, 117 Aid 780 (Pa. Super. 1955), for
et.ample, the court discussed the policy considerations supporting
involuntary deprivation of child custody for neglect as follows:

It is a serious matter for the long arm of the state to reach
into a home and snatch a child from its mother. It is a power
which a government dedicated to freedom for the individual
should exercise with extreme care, and only where the
evidence clearly establishes its necessity. . . .

Under our system of government children are not the
property of the state to be reared only where and under such
conditions as officials deem best.
The power of the juvenile court is not to adjudicate what is
for the best interests of a child, but to adjudicate whether or
not the child is neglected. In re Rose Child Dependency
Case, 161 Pa. Super. 204, 208, 54 A.2d 297 (1947).

Accord Petition of Kauch, 358 Mass. 327, 264 N.E.2d 371 (1970).
Cf, In the Matter of Baby M, 109 NJ. 396, 537 A.2d 1227 (/ 988)
(rejecting both the right of parental consent and an absolute right
of procreational autonomy where important State and child
interests are at stake.) See generally. Thomas, Child Abuse and
Neglect Pan I: Historical Overview. Legal Matrix, and Social
Perspectives. 50 N.C. L. Rev. 293 (1972); Note, State Intrusion into
Family Affairs: Justifications and Limitations, 26 Stan. L. Rev.
1383 (1974).
" See. e.g.. Bowen v. Am. Hosp. Ass'n, 476 U.S. 610 (1986);
United States V. Univ. Hosp., 729 F.2d 144 (2d Cir. 1984); Am.
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the Supreme Court's concern for parental preroga-
tives has always been tempered by the recognition
that there is broad legislative authority to protect
children from the misguided, negligent, or harmful
acts of parents."

Parental Autonomy and Medical Deeisionmaking
The testimony developed during the courde of the

Commission's two hearings on the protection of
newborns witkdisabilities left. no doubt that parental
choice in medical decisioninaking is strongly influ-
enced by attitudes and prejudices reflected in the
suggestions of attending physicians, medical staff,
and others close to the family, such as clergymen
and other family members." Parents generally
strive to act in the best interests of their children,
whether those children have disabilities or not, and
seek out medical advice to assist them in the difficult
decisiomnaking process which surrounds any medi-
cal care decision of consequence." Thus, the rust
situation described ia the introduction to this chap-
terfully informed parents who refuse consent to
medical treatment that is either not useful or burden-
some to their childwas not the subject of any part
of thc Commission's inquiry.

It is only when parents ate alleged to be neglect-
ing the child's health interests that the cause for
governmental intervention on behalf of the child
arises. To speak of parental or familial autonomy or
"privacy" in such a situation would be to argue that
governmental intervention is inappropriate even in
the face of a charge of parental neglect. The fact
that the .child is born with a disability does not
change the analysis.

The significant issues for constitutional purposes
arise when parental or guardian refusal to consent to
medical treatment for a person with a disability is
not based on a medically defensible difference of
opinion about the harmful or uset! 3S nature of the
proposed treatment. Instead, it is based on either: (1)
lack of adequate, accurate information about the
disability itself; or (2) irrational or negative attitudes
and prejudices about the quality of life of persons

Academy of Pediatrim v. Heckler, 561 F.Supp. 395 (D.D.C.
1983); Weber v. Stony Brook Hosp., 60 N.Y.2d 208, 456 N.E.2d
1186 (1983), air& 95 A.D.2d 587, 467 N.Y.S.2d 685 (App. Div. 2d
Dept. 1983); In re Phillip R, A Minor, No. 66103 (Super. Ct.,
Santa Clara County, Cal., Apr. 27, 1978), ed. 92 Cal. App. 3d
796 (1979), cert. dented. 445 U.S. 749 (1980).
" Parham v. J.R., 441 U.S. 584 (1979); Prince v. Massachusetts,
321 U.S. 158 (1944).

See chap. 2.

with disabilities generally, or of persons with similar
disabilities."

The record explicitly supports a finding that
medical care decisions affecting persons with disabil-
kiesparticularly mental disabilitiesare strongly
ir.fluenced by a lack of adequate information about
such important matters as rehabilitation opportuni-
ties, costs, and community support." Physicians and
medical personnel often do not provide the informa-
tion paienta need, and many times the information
that is provided is simply wrong or out of date."
State child protective agencies have an educational
intervention role to play in such cases.52 In the
small, but significant, 'lumber of cases that are also
influenced by negative attitudes about persons with
disabilities," State refusal to intervene to protect
their interests raise serious equal protection prob-
lems.

The medical neglect statutes discussed in chapters
5 and 7 address each of these concerns, and they
need not be repeated here. The important point is
that parental and legal guardianship rights to make
medical care decisions for dependent persons are
subject to government oversight on behalf of the
dependent. There is simply no other way to protect
a dependent's interests.

For purposes of making policy, however, the
difference between an argument based on an alleged
constitutional .right to parental autonomy and one
based on the common law or statutory right of
parents or guardians to refuse medical treatment is
that the autonomy argument is far broader. In a case
asserting the common law or statutory right to
refuse treatment, the best interests of affected indi-
viduals are the central issues, and appropriate guide-
lines can be written to protect both the parental or
guardianship relationship and the interests of the
child or ward. As a matter of common or judge-
made law, such standards can be modified in whole
cr in part by legislation. Constitutional rights to
privacy (autonomy), however, operate as limits on
the pc over of the government to make any regula-

" Id.
" See, supra. text rzcompanying notes 13-16 (distinguishing
between actions based on "thoughtlessness and indifference" z.nd
those based on prejudice).
" See chaps. 2, 3, and 9.
" See chaps. 2 and 3.
22 See chap. 10.
" See chaps. 1-' and 9.
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dons at all regarding the subject matter." Decisions
based squarely on constitutional concepts of parental
autonomy reflect a policy posidon that seeks to
remove the issues from legislative or executive
competence altogether." Such a proposition fmds
little, if any, support in the case law."

"Substituted Judgment": The Right to Refuse
Medical Treatment by Proxy

Often raised in denial of treatment cases is the
right of an individual to consent to or refuse medical
treatment. This right, however, is not absolute, even
for a competent adult who seeks to r3fuse personal
treatments' It must give way in the face of
important governmental interests in protecting oth-
ers:

1. The preservation of life;
2. the protection of. interests of innocent third
parties (e.g., children and other dependents);
3. the prevention of suicide; and
4. the maintenance of the ethical integrity of t e
medical profession."
In the cese of newborns with disabilities, this

interest manifests itself in the principle that parents
and legal guardians may give or withhold consent to
medical treatment for their children or wards,
subject to the power of the government to prevent
medical neglect." By definition, an infant is incapa-

Cf In the Matter of Baby M, 109 NJ. 396, 537 A.2d 1227
(198%) (holding that where important interests of the child are at
stair% parental consent is not the determinative consideration;
rejr.cting absolute right of ',recreational autonomy which would
support an absolute parental discretion over the health and-
welfare of the child).
" See, e.g., In re Peter, 108 NJ. 365, 529 A.2d 419, 427 (1987)
(decided on nonconstitutional grounds); In re Colyer, 99 Wash.2d
114, 119-21, 660 P.2d 738 (1983) (decided, in part, on constitu-
tional grounds). For an interesting discussion of the relationship
between the concepts of consent and constitutionary based
privacy or autonomy, see In the Matter of Baby M, 109 NJ. 396,
468 n.16, 537 A.2d 1227 (1988).
56 See, e.5., Planned Parenthood of Central Missouri v. Danforth,
428 US. 52 (1976) (parents' statutory right to refuse consent to
minor's abortion ovenidden on constitutional grounds); Prince v.
Massachusetts, 321 U.S. 158 (1944) (State interest in health of
children outweighs guardian's right to employ the child in a
manner the State has determined to be harmful). See also cases
cited supra note 55.
" In re Conrey, 98 N.J. 321, 346, 348-54, 486 A.2d 1209, 1222,
1223-26 (1985). See also Roe v. Wade, 410 U.S. 113 (1973)
(rejecting absciw,c right to control one's body).

Eg, Brophy v. New England Sinai Hosp., 398 Mass. 417, 497
N.E.2d 626, 634 (1986). See also In re A.C., 533 A.2d 611 (D.C.
App. 1987) reit); granted en banc, 539 A.2d 203 (D.C. App. 1988)
(protection of others); In re E.G., a Minor, 161 Ill. App. 3d 765,
515 N.E.2d 285 (1987) (prevention of suicide: right of minor to
reject blood transfusion for rel!gious reasons).
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ble of making individual decisions or exercising
autonomy. Thus, to the extent that courts might rely
on the infant's asserted right to individual autonomy
as the basis for rarental decisionmaking," such
courts are operating in the realm of legal fiction."

Issues of Cost

Because the issues in deprivation of treatment
caw; involve such a massive deprivation of life and
liberty in the form of withholding food, water, and
needed med;cal treament the cost of such treatment
alone is an insufficient reason for denial of treatment.
There is no question that the added financial and
other burdens that a child with a disability may
place on other members of the family are serious
*ssues of social welfare policy," but these burdens

one cannot justify deprivation of life through
either design or neglect.

The Ability and Willingness cf Courts to Provide
Protection

Although the Supreme Court has held that per-
sons with mental retardation are not entitled to the
benefit of "heightened [judicial] scrutiny" when
they complain of discriminatory treatment by the
government," the Court was motivated by concern
that legislative and administrative judgments affect-
ing persons with mental retardation involve sensitive

" See chap. 5.
" See, e.g., In re L.H.R., 253 Ga. 439, 321 S.E.2d 716, 722-23
(1984); In re P.V.W., 424 So.2d 1015, 1020 (La. 1982).
41 In re Conroy, 98 NJ. 321, 486 A.2d. 1209, 1246 (1985)
(Handler, J., dissenting).
43 While it is also possible to argue that resource allocation issues
affecting persons with disabilities should also be analy22d under
the equal protection clause, such arguments are beyond the scope
of the analysis presented here. There has been considerable debate
among Supreme Court Justices concerning the propriety of using
the equal protection clause to analyze eligibility criteria for social
welfare programs. Compare, e.g., San Antonio Indep. School Dist.
v. Rodriguez, 411 U.S. 1 (1973) (guarantee does not prohibit
classificatims having differential impact on the poor), with, e.g..
Dandridge v. Williams, 397 U.S. 471, 521 (1970) (Marshall, J.,
dissenting) (what analyzing classifications affecting receipt of
governmental benefits, a court must consider 'the character of
the classification in question, the relative importance to individu-
als in the class discriminated against of the governmental benefits
that they do not receive, and the asserted state interests in support
of the classification."). See also, Plyler v. Doe, 457 U.S. 202 (1982)
(though guarantee does not prohibit classifications based on
aliens' legal status, State refusal to perm:, undocumented alien
children to attend public schools is invalid). The discursion
presented here, however, deals only with denial of either
treatment or legal protection usually available to all on the basis
of simple need.
" Cleburne Living Center, 473 U.S. 432, 443 (1985).
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policy judgments related to their needs." The
Court's deference to legislative judgment, however,
places a particularly heavy burden on Congress and
the State legislatures to protect the rigl.'s and
interests of persons with disabilities by statute.

State Action Issues

The 'obligations of decisionmakers whose actions
are fairly attributable to the govemment" are
governed directly by the Constitution. Among those
whose ar;tions are subjeCt to scrutiny under the equal
protection and due process clauses are: (1) Federal,"

State, and local hospitals and their employees
(inchidiug staff physicians when their decisions are
governed by hospital policy)," even though the
potion in question is taken at the request of the
parents;" (2) State and local child protective
agencies; (3) federal, State, and local agencies
charged with the enforcement of laws prohibiting
discrimination on the basis of disability; and (4) State
and Federal courts.

AlthOugh the Supreme Court's "state action"
jurisprudence has been described as a "conceptual
disaster area" and "a 'doctrine' without shape or
line,"" several of its holdings are relevant to
questions involving discriminatory denials of medi-
cal care by physicians. First, r.nd perhaps most
important, substantial government funding or regu-
lation of an institution, program, or activity will not
transmute what is otherwise a private decision into
one which "may be fairly treated as that of the state
itself."?G The key is whether the decisionmaker is
acting in his or her private capacity. In Blum v.
Yaretsky,71 for example, the plaintiffs complained

that physicians responible for gie discharge or
transfer of medicaid patients were "state actors"

" See supra, text at notes 13-15.
" See supra notes 7-10.
" See supra note 3.
" See, e.g., Johnson v. Sullivan, Civ, No 85-2434 A (W.D.
0. la filed Oct. 3, 1985). See also, S. Paulrs, Suit Filed in
Oklahoma Alleging Thenty-Four Infants Died After Being Denied
Beneficial Medical Treatment, I Issues in L. & Med. 321 (1986).
" Parham v. J.R., 442 U.S. 584, 606-07 (1979).
" C. ENok, State Action, Equal Protection and California's
Pnaposition 14, 81 Harv. L. Rev. 69, 95 (1967).
" Jackson v. Metropolitan Edison Co., 419 U.S. Z 351 (1974)
(extensive :egulation); Blum v. Yaretsky, 457 U.S. 991 (1982)
(State sttbsidy of More than 90 percent of the medical expenses of
patienti insafficient). "The ultimate issue in detf:rmining whether
a person is subject to suit under [42 U.S.C.A.] §1983 is the same
question pored in. cases arising under the Fourteenui Amendment:
is the alleged iniiingeinent of federal rights 'fairly attributable to
the state'?" Rendeil-Baker v. Kohn, 457 U.S. 830 (1982), citing
Lugar v. Edmondson Oil, 457 U.S. 922, 938 (1982).

because their acrvities were almost fully subsidized
by government. The Court stated:

[A]lthough the factual setting of each case will be
significant, our precedents indicate that a state normally
can be held responsible for a private decision only when it
has exercised coercive power or has provided such
significant encouragement, either overt or covert, that the
choice must in law be deemed to be that of the state."

Thus, while the facts in each case must be
examined to determine whether a not physicians
and other medics.; personnel are chargeable
with constitudo: al violations if they engage in
discrimination in the provision of medical care," it
toes without sa3.ing that when State child protective
agencies, civil rights enforcement agencies, and
courts act or fail to act on the grounds that an
individual has a disability, such acts or omissions are
subject to examination under the equal protection
clause. The more difficult question arises when the
government knowingly acquiesces in priyate dis-
ciimination or deprivations of life and 1iberty.74
There are circumstances where the Court has held
that govcrnment inactiondeclining to act to pre-
vent private conductmay constitute government
action, particularly where there is some indication of
public encouragement of the private conduct in
questio....74 As the Supreme Court noted in Palmore
v. Sidoti: "The Coastitution cannot control such
[private] prejudices, but neither can it tolerate them.
Private biases may be outside the reach of the law,
but the law cimnot, chrectly or indirectly, give them
effect."76

Conclusion
The record developed during the Commission's

two hearings and continuing investigation demon-

Section 504 of the Rehabditation Act of 1973, 29 U.S.C.A. §794
(Supp. 1988), however, protects an "otherwise qualified handi-
capped individual" from discrimination or denial of henefits
"solely by reason of his handicap,. . .under any program or
activity receiving Federal financial assistance. . . ."
" 457 U.S. 991 (1982).
" Id at 1004.
" Burton v. Wilmington Parking Auth., 365 U.S. 715, 722 (1961)
("Only by sifting facts. and weighing circumstances can the
nonobvious involvement of the State in private conduct be
attributed its true significance.").
" See, e.g., Deshaney v. Winnebago County Dep't of Social
Services, 812 F.2d 298 (7th Cit., 1987) cert. granted, 108 S.Ct.
1218 (1988) (No. 87-154).
" See, e.g., Reitman v. Mulkey, 387 U.S 369 (1967); Shelley v.
Kraemer, 33-, U.S. 1 (1948).
" 466 U.S. 429, 433 (1984).

f
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strate".;,,..t there is a grave danger to the constitu-
tional rieits of neWbOrn Children in cases, where

'food, water', and iiectsarYinaficat taroare denied
:on the basis of disability andpiedictions concerning
futote cOaliW ef life. The,principle Of equal Trotec-
lion- of the -laWs is Offended when disability' is the
basisOf a nOntrtatnierit decision. Procedural protec-
tion for the interests of both child and parents is

tf 476 U.S. 610(1986).
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often absent completely or is woefully inadequate to
the task of sifting the facts.

Since the Supreme Court's decision in Bowen v.

American Hospital Association," it has been clear
that judicial action is insufficient to protect newborn
children with disabilities. The task of ,protecting
such children from discrimination and neglect,
whether based on ignorance or outright prejudice,
thus falls to Congress and to the State legislatures.



CILApter 9

The Incidence of Discriminatory Denial of
Medical Treatment

How frequently in contemporary America are
people denied medical treatment for treatable life-

threatening conditions, or life-preserving food and
fluids, because they have disabilities? The answer to
this question is of great importance. If discriminato-
ry denials of treatment in general occur only in
isolated and unusual instances, the need for any
gogernment intervention in treatment decisions
might be questioned, especially the need for a
Federal role. If it were the case that there was a
significant incidence of such discrimination :efore
the effective date of the Child Abuse Amendments

of 1984,2 but that since then the incidence had
greatly shrunk, that might imply that the amend-
ments themselves are adequate to address the situa-
tion and that they are being effectively enforced.
Such conclusions would suggest that there is little
need for a change in the status quo.

Suppose, on the other hand, the evidence shows

that there has been a sigiiificantry high incidence of
medical discrimination against children with disabili-

ties that is part of a much larger pattern of medical

care discrimination against people with disabilities
generally, and that this incidence largely persists
despite 3 years of experience under the Child Abuse

I 42 U.S.C.A. §§5101-5103 (West Supp. 1988). The 1984 law,
discussed in detail in chap. 7, established Standards of treatment

-for children with disabilities in all States that receive Federal
funds for their child abuse and neglect programs.

Nor is it usually reported to others within the'hospital, such as
memb-s of an infant care review committee. A study of such
committees in 10 hospitals in eight cities found that only one
"Y.equires (committee] reviey of any case where withdrawal of
hfe rapport is proposed." Office of Inspector General, Depart-
ment of Health and Human Services, 'Infant Care Review
Committees Under. the Baby Doe Program ii (1987). The other
nine review such cases only when there is disarreement between
the treating physician and parents or "the treating physician

Amendments. Such a conclusion would suggest a
need to examine critically the current approach to
implementing the amendments with a view to seeing
how it might be improved and whether other
instruments are needed to protect the medical
treatment rights of children with disabilities.

Difficulties of Estimation
Any attempt to quantify denial of treatment, now

or in the recent past, is subject to inherent limita-
tions. When health care personnel and parents agree
to reject a course of lifesaving medical treatment for
a child with a disability, they typically do not
announce it to the world at large or report it in those
terms to statisticians or public officials.2 There have
been isolated instances of treatment denials being
publicly announced in medical journal articles,
including one article that reported decisions to
withhold lifesaving treatment from a number of
newborn children with disabilities at Yale-New
Haven Hospital in the early 1970s3 and another
describing similar decisions at Childrm's Hospital of
Oklahoma in the 1980s.4 The physicians who
authored these articles were crusading for open
acceptance of denial of treatment practices by their
fellow professionals.5

requests advice." Id Nor may incidence easily be estimated based
on records from retrospectivd reviews of such instances. Only
two of the committees studied have or are planning to have
retrosPective revievi of "selected" cases, although patient deaths
may be reviewed by other quality assurance committees. Id at 5.
3 Duff & Campbell, Moral and Ethical Dilemmas in the Special-
Care Nursery, 289 New .Eng. J. Med. 890 (1973).
4 Gross, Cox, Tatyrek, Polley & Barnes, Early Management and
Decision Mak'sg for the Treatment of Myelomeningocele, 72
Pediatrics 450 983).

For example, the Oklahoma health care persor ael stated:
"[D]ocumented suffering. . .is not only reduced but prev=ted, if
one is persuaded that death is preferable to life under certain

1 9
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Disincentives to Whistle Blowing
Denial of treatment cases typically come to public

attention only when a "whistle blower"usually a
health care professional* or a family member7 who
is convinced the denial of treatment is wrong
reports-the: matter to a public agency or other rights
advocate.*

There are substantial disincentives to whistle
blowing whether it takes place among health care
personnel or in the general population. A recent
study of whistle blowers by Donald ,and Karen
Soeken found that all of those studied who blew the
whistle in the private sector lost their jobs. One-fifth
of those surveyed (who also included Federal
Government employees) were without jobs at the
time of the study; 86 percent had "negative emotion-
al consequences, including feelings of depression,
powerlessness, isolation, anxiety and anger"; and 80
percent had physical deterioration. Mr. Soeken, a
psychistric social worker with a doctorate in human
development, concluded (as paraphrased by a re-
porter) that "[T]here is so much retaliation against
known whistle blowers [because]. . .it is associated
with cultural taboos-against tattling."'

Mr. Soeken said there are seven stages of life for
the whistle blower: discovery of the abuse, reflec-
tion on what action to take, confrontation with
superiors, retaliation, the long haul of legal or other
action involved, termination of the case, and going
on to a new life. "The last stage is the most difficult
to reach," he said, "and most [cf] them don't reach
it."lo

Bill Bush, himself a whistle blower who was
demoted, maintains a computer file on whistle

circumstances. . .it 1.5 prima [facie] irresponsibk to obtain knowl-
edge abuut the results of surgery on high risk infants and then not
to use the negative results in informing the parents and 0*-03 of
the consequences of surgery." Id at 451, quoting wt.': approval
Fletcher, Spina Brick with Myelomeningocele: A Case Study in
Attitudes Tonwrds Defictive Newborns, in Decision Making and the
Defective Newbor.i 281 (C. Swinyard ed. 1978. 1

Health care picfessionals did sc in the "Baby Jane Doe" case.
Lawyer Fights on For Baby Doe, U' 1 Today, Dec. 13, 1983, at 2A,
col. 1.
' A farally member did so in In re T.A.P., No. 03231186
kMilwarkee County, Wis. Cir. Ct. July 31, 1987), rehearing (Aug.
12-13; 1987), a case involving denial of surgery to a child with
spina bifida. Telephone interview with Thomas C. Potter,
Assistant District Attorney, Milwaukee County, Wis. (Nov. 25,
1988).

Occasionally, unusual circumstances bring a case to public
attention in other ways. In a Minnesota case, In re Steinhaus, No.
.1-86-92 (Minn. Redwood County Ct., Juv. Div. Sept. 11, 1986),
reprinted in 2 Issues in L. & Med. 241 (1986), the child to whom
treatment was being denied was in the legal custody of a child
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blowers with 8,500 entries. "When individuals
phone him with dark secrets he exhorts them to keep
quiet unless they're independently wealthy. 'I want
to emphasize this one thing,' he says. 'Whistle
blowing is dangerous. I've seen people bloodied.
And it's not going to get easier to do. Nobody wants
a snitch,"11 Sociology Professor Myron Peretz
Glazer, an pert on whistle blowers, observes,
"They break the unwritten law of social relation-
ships. . . .They break a normthe norm of loyal-

These realities lead to the conclusion that count-
ing the number of reported or publicized cases alone
would underestimate the incidence of discriminatory
denial of treatment. It is probable that such cases
represent only the tip of the iceberg. It is necessary
to turn, therefore, to methods other than counting
the reported cases.

Surveys of Physician Attitudes
One method of judging the prevalence of denial of

treatment is by examining the attitudes of treating
physicians and other health care personnel._ Al-
though surveys of attitudes toward denial of treat-
ment do not provide direct evidence of the number
of actual cases, the statements of health care profes-
sionals do establish that a significant proportion of
them would participate in denial of treatment in
certain circumstances. Two surveys of pediatricians
published in 1988 suggest that contemporary denial
of treatment is not infrequent.

The November 1988 issue of the Journal of
Pediatrics contains a report on a poll undertaken to
learn how pediatricians would influence treatment

abuse agency (although the agency had placed him vith his
mother) because of previous abuse by his father. For that reason,
the agency received information about the treatment denial.
Telephone interview with Michael H. Boyle, attorney for Lance
Steinhaus (Dec. I, 1988). In the Idaho "Baby Ashley" case, the
proposed denial of treatment evoked public attention and agency
intervention because the childwhose disability was not initially
npparentwa found in a trash can shortly after birth, an event
that made the headlines and led to reporters' putting a spotlight

the case. Medical professionals openly deplored the public
attention, and agency involvement focused on them because they
believed that without the publicity treatment could have been
quietly withheld: Telephone interview with James Baugh, Man-
aging Attorney, Coalition of Advocates for the Disabled, amicus
curiae in the case (Dec. I, 1988).

Farnsworth, Survey of Whistle Blowers Finds Retaliation but Few
Regrets, New York Times, Feb. 22, 1937, at 22, cols. 1-5.

Id at col. 5.
" Kleinfield, The Whistle Blowers' Morning After, New York
Times, Nov. 9, 1986, sec. 3, at I, col. 2, at 10, col. 2.
" Id. at 10, col. 2.



decisions based on the presence of varying degrees
of hydrocephalus in children born with spina bifi-
da." The subjects of the study were 604 Fellows of
the American Academy of Pediatrics selected on a
random basis from the membership. Of the 604
pediatricians contacted, 373 or 62 percent returned
the questionnaires, although 56 were discarded due
to incomplete information."

The questionnaires were designed to determine
what approach the doctors would take toward
lifesaving treatment for children with spina bifida.
Approximately half the physicians were asked about
children with spina bifida but no hydrocephalus and
those with both Spina bifida and moderate hydro-
cephalus. The other half were asked about children
with spina bifida but no hydrocephalus and those
with both spina bifida and severe hydrocephalus."
On the survey form, doctors could indicate that they
would encourage surgery, be neutral, or discourage
surgery. If the child were their own, the doctors
could obtain all possible care, could provide only
supportive care, or could answer that they were not
sure what they would do."

The authors wrote: "Previous experience with
physician surveys suggests that the responses to
surveys tend to be corservative. . . .Thus the re-
sults of this study would he more likely to err on the
less controversial side (treatment of all infants)."
Nevertheless, the results of this survey were signifi-
cant: the presence of hydrocephalus (which the
pediatricians perceived as related to mental retarda-
tion) would lead the doctors awuy from encouraging
surgery toward discouraging surgery, a trend more
marked as the degree of the hydrocephalus became
more pronour ced. If the child were the doctor's
own, a similfo trend toward choice of supportive
care only, increasing with the degree of hydroceph-
alus, was evident. About a third of the doctors (34.2
percent) either would not know what to do or
would provide only supportive care if the child
were their own and only had spina bifida, with no
hydrocephalus. If the same child were another's, 36
percent would be neutral or would discourage

Serstein, Wolraich, Reed & O'Keefe, Medical Decisions and
Prognos&ations of Pedk ions for Infants with Meningomyelocele,
113 J. of ?ediatrics 835 (1955). See chap. 1, notes 9 and 14, for
descriptions of spina bifida and hydrocephalus.
:4 Id. 34 837.
" Id. at 836-37.

Siperstein, Wolraich, Reed & O'Keefe, supra note 13, at 836.
IT Id. at 840.

Id. at 837, table 1. Further discussion of the resuas of this
survey appeals in chap. 4, at the text accompanying notes 12-14.

surgery. The percentage of doctors who would
either not know what to do or would provide only
supportive care almost doubled (to 62 percent) for
their own child with th) presence of moderate
hydrocephalus. In the same cueumstances, 55.1
percent would be neutral or would discourage
surgery for the child of another. With the presence
of severe hydrocephalus, 75.7 percent would not
know what to do or would provide only supportive
care for their own child (49.7 percent were certain
they would provide only supportive care), and 75.1
percent would be neutral or would discourage
surgery for the child of another."

Another survey, this one answered by 49 percent
of the membership of the Perinatal Pediatrics Sec-
tion of the American Academy of Pediatrics during
fall 1986, disclosed widespread hostility to the
standards of treatment adopted by the Child Abuse
Amendments of 1984 and their implementing regula-
tions." Sixty-six percent declared that the standards
do not allow sufficient consideration of the parents'
views, and 60 percent-stated that they do not allow
adequate consideration of the infant's suffering.20

An attitude that discourages treatment is some-
times inculcated in medical school. Pediatric resi-
dents at BaYlor College of Medicine in Houston,
Texas, were asked the following questions both at
the beginning and at the end of their 3-year residen-
cies:

In which of the following situations would you employ
heroic measures to save an infant's life; that is, would you
,resuscitate a child with:

Minor birth defects (eg, skin tags, extra digits)?

Major defects (eg, tracheoesophageal fistula, duodenal
atresia)?

Birth weight less than 1000 g?

Severe defects (eg, congenital llydrocephalus myelo-
meningocele)?

Severe mental defects (eg, anencephaly, known severe
brain damage)T"

" The standard of treatment the act and regulation require is
described in chap. 7, at the text acsvmpanying notes 42-102.

Kopelman, Irons & Kopelman, Neonatologists Judge the "Baby
Doe" Regulations, 318 New Eng. J. Med. 677, 683 (1988). The
survey authors agree with the majority, arguing that death is in
the best interests of some infants who must be given life-
preserving treatment under the Child Abuse Amendments.
12 Berseth, Kenny & Durand, Longitudinal Development in
Pediatric Residents of Attitudes Toward Neonatal Resuscitation, 140
Am. J. Diseases of Children 766, 767, table 2 (1986).
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Using a cumWative scaling procedure known as
Guttman scoring, the authors were able to conclude
that "residents demonstrated a significant increase in
reluctance to resuscitate during the first year. . .of
training. . .[and] a highly significant change during
the third year. . . .Both periods of change demon-
strated increasing Guttman scale scores, indicating
that residents had developed attitudes during those
time intervals of increased reluctance to resusci-
tate. . . ."22 The authors attributed the increased
reluctance to resuscitate to the assumption that
"these residents may have been strongly influenced
by faculty members and other role models who
interacted with the residents."

Turnbull Analysis
Apart from these recently published studies, the

most comprehensive and well-documented evalu.
ation that has been done to date appears in the
statement prepared for the Commission by H.
Rutherford Turnbull, profes3or of Special Education
and Law at the University of Kansas. It has been
included as appendix B to this report. In it, Professor
Turnbull evaluated the available polls of health care
personnel, summarized relevant sociological re-
search, and surveyed the professional literature.
What follows is a brief synopsis of Turnbull's paper.

Turnbull summarized earlier polls of attitudes
among health care professionals, incidence data, and
recent trends in the literature on medical ethics. He
concluded that these demonstrated the existence of
"a contemporary attitude in the medical profession
that supports discrimination in medical care against
children, particularly newbcans with moderate to
severe/profound disabilities" that "has been linked
to unwarranted deaths" and that justifies Federal
action to prevent such discrimination from occur-
ring.24

Several polls have been conducted among pediat-
ric surgeons, pediatricians, and nurses in neonatal
intensive care units eliciting their responses to
hypothetical treatment situations involving infants
with medically correctable life-threatening condi-

" IrL-at 767. Unfortunately, the authors provided no breakdown
of the percentage of residents unwilling to resuscitate for any of
the particular conditions listed.
" Id at 768.
" App. B.
" Intestinal obstructions may occur as frequently as 1 in each
1,500 births. R. Behrman & V. Vaughan, Textbook of Pediatrics
780 (W. Nelson 13th ed. 1987).
If a confplete obstruction is not corrected promptly, the infant's
condition deteriorates rapidly, with persistent vomiting, loss of
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tions who were also at risk for mental retardation or
other disability after the treatment. Approximately
77 percent of the surgeons and 50 percent of the
pediatricians in a 1975 survey conducted by the
Surgical Seddon of the American Academy of
Pediatrics said that they would "acquiesce in par-
ents' decision to refuse consent for surgery in a
newborn with intestinal atresia" if the infant ako
had Down's syndrome." Approximately 63 percent
of the surgeons and 43 percent of the pediatricians
indicated that in such cases they would also stop
supportive services such as the provision of intrave-
nous fluids and nasogastric suction."

A 1977 survey of Massachusetts pediatricians
revealed that 51 percent of them believed that a
Down syndrome child with intestinal block, whose
parents rejected surgery, should not be operated
on." Even of the 46 percent of pediatricians in this
Massachusetts survey who would recommend sur-
gery, only 40 percent (approximately 18 percent of
the entire group) would obtain a court order for
treatment of the infant." Sixty-seven percent of
those surveyed would not recommend surgery for a
baby with severe myelomeningocele, while 60 per-
cent of those who would recommend surgery would
nonetheless acquiesce in a parental decision not to
authorize it."

A 1984 survey of nurses at neonatal intensive ca..
units and intermediate care nurseries in Houston
revealed the predominance of attitudes favorable to
the denial of treatment to infaats with disabilities. In
this survey, approximately 71 percent of the nurses
felt that nurses and physicians should never resusci-
tate an infant with severe mental disabilities (e.g.,
severe brain damage). For infants with such disabili-
ties as myelomeningocele or congenital hydrocepha-
lus, approximately 48 percent of the nurses said that
nurses and physicians should only occasionally
resuscitate, while approximately 13 percent of the
nurses stated that infants with such disabilities
should never be resuscitated.410 Indeed, approxi-
mately 37 percent of the nurses in this study "felt
that sometimes a doctor should act in such a way as

weight, dehydration, and death, usually within a few days. Most
cases of intestinal tiresia and other obstructions of the intestines
are susceptible to surgical correction. Id.
" Apr B.
" Li
16 Id.
"
" Id.
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to cause an infant's death," and approximately 31
percent of them indicated that the decision whether
to treat a sick newborn child should be influenced by
whether or not there are healthy children at home."

To test the view advanced by Dr. James Strain,
former president of the American Academy of
Pediatrics, that "shifts in attit.ude" in the medical
community have resulted in more frequent treatment
for infants with disabilities who have life-threatening
conditions, making earlier studies obsolete,32 Turn-
bull surveyed more recent medical literature ex-
pressing contemporary health care providers' atti-
tudes toward appropriate treatment responses to the
birth of newborn children with disabilities. He found
such literature to be "overwhelmingly in favor of
denying treatment to those deemed to lack a
sufficient 'quality of life."3' Turnbull quoted from
nearly two dozen articles and books, all authored by
physicians, to show the predominance in the con-
temporary medical community of the belief that a
"low quality of life ethically justifies or even
mandates letting some children with disabilities
die. . . .""

Turnbull focused on two examples reinforcing the
conclusion that numerous unwarranted deaths of
children with disabilities have resulted from the
current hegemony of the "quality of life. . .over the
equality of life" ethos in the medical community.35
One was a study of the disparate treatment over a
period of 6 years of two groups of individuals
affected with a potentially life-shortening heart
malformation. The prospects for successful surgical
correction of this malformation decrease over time
to the point of disappearance, making early action
vital. The study found that all children with the
heart malformation but without Down syndrome
were referred for surgical correction or treatment at
an appropriately early age. However, 10 out of 28
children who had both the heart problem and Down
syndrome were not referred until they were beyond
1 year of age, with the result that half of these
children with Down syndrome had deteriorated to
the point that surgery for their heart condition could
no longer be performed."

m
u Id. (statements of Dr. James Strain, former President of the
American Academy of Pediatrics, which conducted the 1975 poll
cited in app. B).
" Id." /d. Articles and books excerpted at Id.
" /d. (phrase used by Dr. Robert M. Blizzard, Chairman,
Department of Pediatrics, University of Virginia School Of
Medicine).

The other example was the practice at Children's
Hospital of Oldahoma in which a quality of life
formule served explicitly as part of the basis for
denying treatment to 24 of 69 infants with spina
bifida, an approach that resulted in their death."
The Comn.ssion relies heavily on the material
Turnbull assembled in assigning considerable weight
to his conclusion that: "It is obvious that many
health care professionals still feel that there are
circumstances in which it is proper to deny medical
care to children with disabilities. Overwhelmingly,
these decisions appear to be based on the doctor's
own opinion regarding the child's 'quality of life'
after treatment."33

Investigative Reporting
Professor Turnbull's conclusion is supported by

other evidence obtained by the Commission. The
Commission received detailed testimony from a
Pulitzer and Peabody award-winning investigative
journalist, Carlton Sherwood. He described the
approach taken by himself and the teams working
with him, as well as their findings.

Since 1983 I have awhored three separate in-depth
series dealing with so-called Baby Doe cases, two for
television and one for print. Roughly speaking, I have
devoted about 18 months of direct field research to the
subject and perhaps another year Jf study on Babies Doe
and the host of related medical, social, legal, and ethical
issues.

During the course of my research, I traveled to ^
States, visited 19 intensive care hospital nurseries, anti
interviewed more than 250 physicians, nurses, lawyers,
hospital officials, and parents who, at one time or another,
were directly involved in Baby Doe case-

In all, my research staffs and I reviewed upward of 700
cases where there was a probability that infants died as a
result of decisions ,o withdraw medical treatment. From
that number, we 1,argeted 300 casts where there was an
admitted or a hip,ti degree of certainty, based on first-hand
eyewitness testimony, that nonheroic or extraordinary
medical care had been withheld based solely on the real or
perceived presence of a mental or physical handicap.

/u. at 4-5; Sondheimer, Byrum, & Blackman, Unequal Cardiac
Care for Children with Down's Syndrome. 139 Am. J. Diseases of
Children 68 (1985).
" Id.
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 45-46 (1986) (vol. II) (testimony
of Carlton Sherwood).

1 G
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Of that 300 we targeted, approximately 120 cases were
acknowledged outright, sometimes in writing, by the
Physicians who actually took part in the prozess. . . .

On a secondary level, we were able to document
through records and the supporting testimony of other
physicians, nurses, and parents directly involved, an
additional 27 incidents where beneficial medical care was
withdrawn or withheld because of a real or perceived
mental or physical handicap."

Sherwood described "the 'attitude that these chil-
dren are disposable" as "pervasive" among the
pediatricians with whom his teams spoke.**

It is sometimes argued that in many instances in
which treatment was denied to a child with a
disability like spina bifida or Down syndrome, the
real basis for denial was the existence of other
anomalies or life-threatening conditions that severe-
ly complicated the case. This NS.IS a claim that
Sherwood also frequently confronted.

On several occasions, however, I was fortunate enough
to have the medical records. . .and let me tell you what
some of the other anomalies. .

According to the medical charts of one baby boy with
spina bifida we looked at, there were the additional
complications of a hernia and au ear infection, both of
which went untreated.

Another spina bifida boy also developed bronchitis, but
because antibiotics might have saved his life. . ., none was
prescribed to alleviate his chest congestion. He died.

A Down's syndrome baby who had an esophageal
atresia also suffered from a hernia and a kidney infeetion.
This severely handicapped child died after 23 days; he
died of [de]hydration which, I'm told, is a remarkable feat
for any healthy baby."

Testimony from People with Disabilities
and Their Relatives

There is a strong impression among may people
with disabilities that the medical profession in
general is influenced by negative and inaccurate

" Id. at 51-52.
40 Id. at 48-49.
41 Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 103 (1986) (vol. II) (testimony
of Ed Roberts, President, World Institute on Disability). See also

tat 176 (testimony of Prof. Irving Kenneth Zola, Department of
ociology Brandeis thnversity) ("I tbillt the Medical profession

may be lea well-equipped than other segments of our society to
make judgments as to what is the quality of life. This is based on
at least a quarter of a century of experience of teaching at medical
schools and looking at. . .who ultimately becomes a physician
and t!,e training to which they are exposed.")
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stereotypes about them. Ed Roberts, who uses a
wheelchair and a respirator, testified: "Disability
creates its own stigma, [its] own fear; people react to
it in different ways, but most of it often manifests
itself in prejudice. . . .The medical profession is
among the worst in this area; they see the nrst."42
John Kemp, who also uses a wheelchair, presented a
similar view:

[A]s chairman of the Board of Access Living, an indepen-
dent living center in Chicago, I work very closely with the
CEO of that organization, who is a quadraplegic [sic]
female. We regularly conduct training programs for the
IJniversity of Illinois Medical School for the doctors and
to-be doctors there, and we are continually astounded at
the naivete of the medical profession regarding the rights
of and services for disabled individuals. Her rroblems, if
they are female in nature, are usually referred to a physical
medicine and rehbilitation person only because of her
quadraplegia, and this phenomenon continues to astound
her and infuriate her. That is symptomatic of the medical
community, and I would say I have beard this comment
on numerous occasions dealing with people who are
disabled, that the disability becomes the primary focus of
the medical attention, when, in fact, they may be in need
of medicai services 'Med to their physical disability or
mental disability."

The Commission heard testimony reporting that
physicians who diagnose muscular dystrophy
around age 4 or 5 frequently describe it as a f sminal
disability, without revealing that if a respirator is
used, the person might well live a normal lifespan.

Mental retardation evokes similar responses.

In a paper by Atli and H. Rutherford Turnbull on the
ethics of (duly intervention, the authors talk about the
parents of a profoundly retarded young man of 15 who
were frequently asked by the physicians who were
working with the. . .youngster, whether they really want-
ed to continue with kidney dialysis or blood transfusions.

Would those physicians have asked such a thing, even
dared ask such a thing of the parents of any other 15-year-
old minor child without a disability? Of course not.4g

42 Pmtection of Handicapped Newborn. Hearing Before the United
States Commission on Cirri Right.. 123-24 (1986) (vol. II) (testimo-
ny ofJohn Kemp, Director of Human Resources, National Easter
Seal Society). See also id. at 132.
" Protection f Handicapped Newborn- Hearing Before the United
States Commission on Civil Rights 107 (1986) (vol. ID (testimony
of Ed Roberts, President, World Institute on Disability).
" Protection of Handicapped Newborn. Hearing Before the United
States Commission on Civil Rights 127 (1986) (vol. II) (testimony
of Aurienne Asch, Adjunct Lecturer in SOCial Psychology, City
College of New York).
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 8 (1985) (vol. I) (testimony of C.
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Surgeon General Koop testified that most of the
problems ,oncern the child with mental retardation
"who has a problem that will kill him without
surgery. . . ."

There was particular objection to the terminology
often used by health care personnel. "The absurdity
of calling disabled people of any age defective is like
calling us cars and. . .there is an implied warranty
that's been breached in some way. We're not
products or appliances, we're people, and I don't
think we're defective."47

Research by sociologist Dr. Rosalyn Benjamin
Darling tends to confirm these impressions:

[P]hysicians lack information about the experience of
living with disability. They too have been exposed to
societal stigma towards the disabled, resulting in attitudes
like these expressed by pediatricians I interviewed: "It is
hard to fmd much happiness in this area. The subject of
deformed childtan is depressing. Other problems I can be
philosophic about; as far as having a mongoloid child, I
can't come up wz:th anything good it does. There's nothing
fun or pleasant. h73 somebody's tragedy. I can fmd good
things in practically everything, even dying, but birth
defects are roaring tragedies. Death doesn't bother me, but
the livirig do.""

Darling pointed out that physicians are tradition-
ally trained to seek to heal, and that when a
disability will persist in spite of lifesaving treatment,
some do not feel rewarded. She quoted a pediatri-
cian she interviewed: "I don't really enjoy a really
handicapped child who comes in drooling, can't
walk, and so forth. Medicine is here to perfect the
human body. Something you can't do anything
about challenges the doctor and reminds him of his
own inabilities."

The parent of a 24-year-old man who has mental
retardation testified that in April 1986 she took him
to an Ohio physician because he was experiencing
severe side effects frozn medication: "[The physi-

Everett Koop, M.D., Surgeon General, U.S. Public Health
Service).
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Ciril Rights 133 (1986) (vol. II) (testimony
of John Kemp, Director of Human Resources, National Easter
Seal Society).
0 Protection of Handicapped Newborns Hearing Before the United
States Commission on Civil Rights 181 (1986) (vol. II) (testimony
of Dr. Rosalyn Benjamin Darling, Director, Early Intervention
Serviees, City Council Clinic in Johnstown, Inc.).
4' Id. at 181. Cf Alexander, Medical Science Under Dictatorship,
241 New Eng. J. Med. 39, 45 (1949) ("The original concept of
medicine and nursing was not based on any rational or feasible
likelihood that they could actually cure and restore but rath-
er. . .moti.."ted by the compassion in alleviating suffering.").

chin] said it really wasn't important because he was
mentally retarded. . . "" She also described being
on a panel with pediatric neurologists in Colorado in
1984 during whiA the physicians, when asked the
conditions under which they would perform lifesav-
ing surgery for any child, insisted that the criteria
are different "when the chil,l is mentally retarded."

Recent Medical Literature
Another approach to determining the extent of

the problem is to consider how pervasive articulated
support for denial of treatment may be. The Turn-
bull testimony appended to this report documents
with num rous quotations and citations his conclu-
sion that in the recent medical literature the "com-
mentary on the issue is overwhelmingly in favor of
denying treatment to those deemed to lack a
sufficient 'qurlity of life.'"52

When made aware of the legal requirements
concerning discriminatory denial of treatment,
health care personnel sometimes seem more interest-
ed in ensuring that no one fmds out about their
violations than in implementing them. After a case in
Danville, Illinois, in which Siamese twins were
initially denied surgery, food, and water until public
exposure by a whistle blower led to criminal
proceedings, the American Medical News quoted Dr.
L. W. Tanner as saying, "[I]f hospital business had
stayed within hospital walls, perhaps the state would
never have been called in." The article went on to
report: "Since the twins' birth, the hospital has
intensified its courses on confidentiality, particularly
for new employes, and has reminded physicians to
be cautious when discussing cases when they might
be overheard."52

" Protection of Handkapped Newborns: Hearing Behre the United
States Commission on Civil Rights 257-58 (1986) (vol. II) (testimo-
ny of Margaret Burley, Dinctor, Ohio Coalition for the Educa-
tion of Handicapped Children).
I* IS at 259.
si See app. B. It is noteworthy that, contrary to some sugges-
tions, negative quality of life assessments continue to be given
concerning those with Down syndrome and spina bifida, often
characterized as the "easy cases." Protection of Handicapped
Newborns: Hearing Before the United States Commission on Civil
Right, 44-e (1986) (vol. II) (testimony of Prof. H. Rutherford
Turr,null, Department of Special Education, University of Kan.
sas).
" Siamese nvins' Case 'Devastates" MDs. Am. Med. News, Oct.
9, 1981, at 1, 15-16.
a App. B.
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Conclusion
Thus, the surveys of health care personnel, the

analysis submitted o the Commission by Professor
Turnbull, the resAts of investigative reporticg, the
,testimony of people with disabilities and their
.Telatives, -12td the repeatedly declared views of
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physicians set forth in their profasional journals all
combine to suggest the likelihood of widespread
denials of lifesaving treatment to children with
disaV les that have continued since implementation
of th 'Child Abuse Amendments of (984 on. October
1, 1985.



Chapter 10

Child Protective Services Agencies and
gnforcement of the Child Abuse
Amendments of 1984

Principal enforcement responsibility for the Child
Abuse Amendments (CAA) of 1084 resides with
State Child Protective Services (CPS) agencies; the
variously named entities that exist to administer each
jurisdk sn's child abuse at, 1 neglect laWs.3 Under
current law, the fate-sf: children with disabilities-
who are threatened with denial of lifesaving medical
treatment, food, and fluids largely depends on how
effectively CPS agencies carry out this responsibili-

tY.
Alternative avenues are scarce. Direct Federal

efforts to prevent this type of medical discrimination
to date have been stymied . by the Supreme Court.
Ruling in Bowen v. American Hospital Association, the
Court enjoined the Federal Government from direct
regulation and investigation, under section 504, of

Child Abuse and Neglect Prevention and Treatment Program,
50 Fed, Reg. 14,878, 14,878 (1985).
2 476 U.S. 610, 625 n. 11 (1986). See chap. 6, text accompanying
notes 109-135, and chap. 12, text accompanying note 65, for
further dismission. of this decision.
1- In lorty-four. . jurisdictions. . .anyone may bring the

matter to the court's attention. However, [12 jurisdic-
tions]. . .place some -limitation upon who may bring the
matter to t4e coures attention. Even in the other jurisdic-
ticins, just becluse the matter mai, be brought to the court's
attention by an attorney or his or her client does not mean

"instances in which parents have refused consent to
treatment"2 The ability of private organizations or
individuals to mount legal challenges to denial of
treatment is restricted'because in many States there
are severe limitations on nrivate standing to chal-
lenge threatened denials of treatment3

CPS Delegation of Investigative
Responsibility

Forty-eight jurisdictions receive Federal funds
from the Department of Health and Human Services
under the Child Abuse Prevention and Treatment
Act A review of their policies and procedures has
shown that, on their faces, the policia of 14 of these
States explicitly abdicate to -internal hospital infant
care review committees or hospital staffs the author-
ity to decide whether illegal denial of treatment is

that a hearing before a judge will necessarily be had. A little
over half of the jurisdictions surveyed employ some type of
petition screening process. . . .In some jurisdictions the state
child protection agency investigates, in others the county
attorney or district attorney. In yet others, a court staff
person is charged with conducting the investigation. The
investigator often has authority to dismiss the petition, allow
the petition to be filed or "informally adjust" the matter.

National Legal Center for the Medically Dependent and, Dis-
abled, The Medical Treatment Rights of Children with Disabilities
§ 8.01 (1987) (available from the Legal Services Corporation).
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taking place when a report of suspected denial of
treatment is received by the State agencies.'

Federal regulations, however, require that State
CPS agencies make the determination whether
treatment is medically indicated under the Child
Abuse Amendments. The existenve of hospital-ad-
ministered infant care review committees (ICRC)
does not relieve a State CPS agency of its responsi-
bility to investigate suspected cases of withholding
of medically indicated treatment or to employ its
legal authority to prevent such withholding:

[T]he existence and activities of the ICRC do not amend
the responsibilities under State law of medical profession-
als and the hospital to report to the child protective
services agency suspected instances of medical neglect
cmcluding the withholding of medically indicated treat-
ment from disabled infants with life-threatening condi-
tions). . . .Although the child protective services agency
and the ICRC,are to be guided by similar principles and
standards regarding the best interests of the child, the
Department [of Health and Human Services] believes they
have separate and distinct functions. The primary function
of the ICRC in this context is to offer counsel to the
attending physician(s), the hospital and the family to
assure that the parents have the benefit of prident,
knowledgeable and professional evaluarIns, recommenda-
tions and services, consistent with appropriate medical
standards, to assist them in making sound decisions
regarding the welfare of their child. The function of the
child protective services agency is to determine those
circumstances in which the power of the State must be
invoked to protect the infant, and then to take appropriate
action to do so.5

Section 5103(2) of the Child Abuse Prevention
and Treatment Act of 1978 proviees: "In order for a
State to qualify for assistance under this subsection,

4 Ala. Dep't of Pensions and Sec., I Family and Children's Servs.
Manual, Pt. VII-53 (Rev. May 1988); Alaska Division of Family
and Youth Services, Child Protective Services Policy Manual tits.
aoo. §5.045(cX1) & (dXI) (January 1987); Ariz. Dep't of Econom-
ic Sec. Policy 5-55-8.E.1 (May 1988); Del. Dep't of Servs. for
Children, Youth ..nd Their Families, Policy on Medical Neglect
of Handicapped Infants at 2 (August 1986); Fla. Dep't of Health
and Rehabilitafive Servs., Health and Rehabilitative Services
Pamphlet 175-1, §3.4.17 (July 1988); Ga. Dep't of Human
Resources Guidelines for Medical Neglect of Disabled In'ants
Introduction, 13 (undated); Haw. Dep't of Social Servs. ^Id
Housing Policy Manual Ch. 1100.9.2 (June 1987); Memorancsum
from Sandy Hodge, Me. Child Protective Servs. Program
Manager, to Regional Program Managers for Child and Family
Servs. (icorporating Action for Child Protection Fact Sheet at 3,
question 7) (Apr. 16, 1985); Mich. Dep't of Social Servs. Manual
Bulletin, Children and Youth, No. 86-1: at 46 (Rev. Nov. 3,
1986); Nev. State Welfare Div. Serv. Manual §417.11(cX4)
(September 1985); N.M. Human Servs. Depl., Social Servs. Div.
Procedure §4.8.3.2.1. (Oct. I, 1987); Wash. Dep't of Social And
Health Servs., Div. of Children and Family Servs. Manual ch.
26.33 F.(5Xb) (March 1987); Memorandum from Rozelht Archer,
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such State shall. . .provide for the reporting of
known and suspected instances of child abuse and
neglect;. . ." The implementing regulations re-
quire that programs receiving Federal funds must
provide for "[p]rompt notification by individuals
designated by and within appropriate health care
facilities of cases of suspected tlledical neglect
(including instances of the withholding of medically
indicated treatment from disabled infants with life-
threatening conditions);. . Subsection
1340.14(d) requbres that "the State must provide for
the prompt initiation of an appropriate investigation
by a child protective agency or other properly
constituted authority to substantiate the accuracy of
all reports of known or suspected child abuse or
neglect."'

Shortly after the adoption of the Child Abuse
Amendments, Professors Nancy Rhoden and John
Arras openly challenged hospital infant bioethics
committees to "educate" local CPS agency person-
nel sO that they "come to appreciate all of the
morally relevant factors involved and will, accord-
ingly, defer to the decisions made by parents,
doctors, and committees, except in cases where the
child's best interests are clearly being eareatened."
The objective of such "education" is te encourage
hospital committees "occasionally [to] condone non-
treatment in circumstances not contemplated" by
the Child Abuse Amendments of 1984 and their
implementing regulations.'

One State CI'S worker told Commission staff that
there had been "only or.e reported case in the 3
years I've been here. Of course, we hear through the

Director, Servs. to Families and Children, W. Va. Dep't of
Human Servs. to Area Administ., Social Serv. Coordinators [and]
Child Protective Servs. Supervisors, Child Protective Servs.
Policy pt. 2 12, pt. 3 (Aug. 28, 1986).

Services and Treatment for Disabled Infants; Model Guidelines
for Health Care Providers To Establish Infant Care Review
Committees, 50 Fed. Reg. 14,893, 14,900-01 (198.5).
4 42 U.S.C.A. §5103(bX2XB) (West 1983).
7 45 C.F.R. §1340.15(cX2Ku) (1987).

45 C.F.R. § 1340.14(d) (1987). The entity being investigated is
hardly a "properly constituted authority" to conduct the investi-
gation.

Rhoden & Arras, Withholding Treatment From Baby Doe: From
Discrimination to Child Abuse 63 Milbark Mem. Fund. Q. 18,
47-48 (1985) (emphasis in original). Similarly, Thomas Murray
had confidently predicted that the Child Abuse Amendments of
1984 and their implementing regulations would be of purely
"symbolic" importance because in practice "the impact of the
legislation and rule will be minimal." Murray, The Final Anti-
Climactic Rule on Baby Doe, Hastings Center Rep., June 1985, at
5, 6-7.



grapevine from medical personnel of cases that go
unreported."1° A Florida administrator stated, "I
suspect that these cases are occurring in the State of
Florida, but that the hospitals are handling the
situations appropriatelywhich is the best of all
worlds, really."" An administrator for the Distn.ct
of Columbia declared that "all of these cases have
been resolved at the hospital level and we have not
been called in."1

When State CPS agencies do not delegate their
uthority to internal hospital committees, they some-
times delegate it to the same organized elements of
the-medical profession who have strongly objected
to the Child Abuse Amendments. In Nebraska, the
State CPS agency simply turned over principal
responsibility for evaluating reports of such denial to
the State chapter of the American Academy of
Pediatrics."

On September 30, 1985, Dr. Kenton Shaffer, on behalf
of the Committee on Maternal and Child Health of the
Nebraska Medical Association and the Fetus ind New-
born Committee of the Nebraska Chapter of the American
Academy of Pediatrics, notified the Nebraska Department
of Social Services (DSS) that an Ad-Hoc Resource
Committee had been formed to offer assistance to DSS in
evaluating cases of suspected medical neglect of infants
born with a handicapping condition. . . .

Gina Dunning, state director of the-DSS, accepted this
offer on October 8, 1985, and entered into an agree-
ment. . . .The DSS will refer all reports to the Ad-Hoc
Resource Committee, which will supply consultative
services 24 hours a day, at no charge to the department"

to Telephone interview with Mick. lle Gore, CPS Specialist,
Kentucky Department for Social Services (July 21, 1988).
It Telephone interview with Chris Christmas, Senior Human
Services Specialist, Florida Department of Health and Human
Services (July 25, 1988).
" Telephone interview with Carolyn Smith, Chief of Intake for
Protective Services, District of Columbia Department of Human
Services (Aug. 9, 1938).
" See chap. 6, and text accompanying notes 59-62, 70, for a
description of the position taken by the American Academy of
Pediatrics on government intervention to protect children with
disabilities.
14 Eggert, Shaffer & Bausch, Baby DoeThe Saga Continues,
Neb. Med. J., April 1986, at 103, 103-104. Commenting on a draft
of this report, the Nebraska Department of Social SerVices took
issue with the "inaccuracy" of these statements, stating: "While
this Committee of experts MAY provide consultation to the
Department regarding planning for and intervention steps of the
investigation, by no means has the . .state CPS agency simply
turned over principal responsibility for evaluating reports of such
denial to the state chapter of the American Academy of
Pediatrics." Letter from Kermit R. McMurry, Director, Nebras-
ka Department of Social Services, to William J. Howard, General
Counwl, U.S. Commission on Civil Rights (Oct. 3, 1988)
(emphasis in original). However, the letter concedes that cases

The Arkansas Department of Human Services,
Division of Children and Family Services, seems to
rely almost entirely for enforcement on the Arkansas
Children's Hospital. The hospital has estimated it
"treat[s] 90-95 percent of the 'Baby Doe' cases in
the entire state." The State agency even contract-
cd with the hospital to provide training workshops
for its own "agency attorneys and child protective
service workers."16 It worked- with the hospital in
developing its procedures, without input or consul-
tation from disability groups." '1 he "independent"
physician who advises the State agency about
whether medically indicated treatment is in fact
being withheld is also selected by the hospit-.1.1b In
other words, in 90 to 95 percent of the cases, the
hospital under investigation for medical neglect is
permitted to name the "independent" medical au-
thority who will rule on whether the course of
treatment or nontreatment is proper.

Special Relationship Among CPS
Agencies and Doctors

This widespread and remarkable readiness oi CPS
agencies to surrender their arms-length oversight
responsibility concerning medical neglect appears in
part to be rooted in the special relationship that has
developed between CPS workers and many mem-
bers of the medical profession. In dealing with
traditional forms of child abuse and neglect, CPS
agencies rely primarily on health care professionals
for diagnosis and reporting. These include situations

"may require independent consultation from practicing, special-
ized physicians which are available to the Department under an
agreement with the Committee on Maternal and Child Health of
the Nebraska Medical Association." lel Furthermore, the Nebras-
ka "Central Office Procedures in Regard to a Report of
Suspected Medical Neglect of an Infant Born with Handicapping
Conditions" state that upon receiving notification of such a report
CPS agency staff "will immediately contact a representative of
the Ad-Hoc Resource Committee for consultation of the report"
and that based on "discussion and consultation with the Ad-Hoc
Resource Committee" the agency general counsel will be con-
tacted for a legal opinion. These procedures do not make
involvement of the AdHoc Resource Committee optional; they
make it mandatory. It is clear that the agency's reaction to any
report is heavily dependent on the advice of the Ad-Hoc
Resource Comr.ittee.
ts Letter from Bobbie Ferguson, Acting Administrator, Oild
Protective Services, to Mr. Tommy Sullivan, Regional Director,
Administration of Children, Youth and Services 2 (Apr. 10, 1986)
(available in files of U.S. Commission on Civil Rights).

kl at I.
" Telephone interview with Sandra Haden, Arkansas Depart-
ment of Human Services, by Dr. Leon Bourke (June 10, 1987).
Is
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where the parents say "the child fell down the
stairs" but the bones were in fact broken by the
parents, or where the child has been neglected to the
point oi exhibiting "failure to thrive" syndrome.
Medical witnesses before the Commission repeated-
ly emphasized this point. An attorney for the
Ameriem Hospital Association (AHA) testified

from the internal hospital's point of view, one of the
reasons AHA participated in the Child Abuse Amend-
mentsafter filing suit, of course, on 504was the fact
there was a possibility of dealing with these diffitmlt
decisions by building upon existing collaborative relation-
ships within the hospital between the social workers and
the child protective agency people."

The contrast between the receptivity of most CPS
agencies to views from medical organizationssome
of whose numbers were responsible for abuses the
Child Abuse:Amendments were enacted to curtail
and to views from disability organizationsthe
groups representing those whom the amendments
were designed to protectis stri.king. According to
a survey conducted by the journal Issues in Law and
Medicine, of 37 responding jurisdictions, 34 said that
they had consulted with medical representatives in
formulating their implementing procedures, while
only 11 said they had consulted with disability
groups.2°

CPS agencies have clearly been anxious not to
offend the physicians whose discrimination they are
supposed to be preventing. When the law that
became the Child Abuse Amendments of 1984 was
first proposed, the CPS agencies' national lobbying

19 Prow& of Handicapped Newborns: Hearing Before the Untied
States Commission on Civil Rights 54 (1985) (vol. I) (testimony of
Mary Ahern, Attorney, American Hospital Association). Accord
Testimony of Dr. James Strain, American Academy of Pediatrics
("We, the medical profession, have a good relationship with child
abuse agencies in the Stc' .. We have worked closely with them in
the past. Of course, the reporting many times of child abuse
comes from physicians.") Id. at 45. Testimony of Evan J. Kemp,
Jr., Director, Disability Rights Center ("I think there's a bit of a
problem in basing too [many] resources in the child abuse statute.
Basically those statutes were set up so that doctors could report
on parents that abuse their children, and this situation is sort of
the reverse. We're asking them now to report on doctors who are
denying treatment, and I think this whole setup is bad for the
protection of infants born with disabilities.") Protection of Handi-
capped Newborns: Hearing Before the United States Commission on
Civil Rights 36 (1986) (vol. II); testimony of Carlton Sherwood
("In my experience, the State child abuse. . .workers. . .work
hand-in-glove with the local hospitals for child abuse reports;
they're one and the same. Some of the State child abuse agencies
actually have offices in the hospitals where they actually work
right there so the physicians can report something. They know
these guys, they work with them.") Id at 61.
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organization, the National Council of State Public
Welfare Administrators, opposed it in part because
"the good working relationship between social
workers and physicians could be jeopardized."21
Any beliee that the amendments would lead to the
development of an oversight (let alone an adversary)
relationship with the medical profession hardly
seems to have been justified. Onc physician who
testified before the Commission was openly confi-
dent that, despite the Child Abuse Amendments,
CPS agencies would do little to question nontreat-
trent decisions:

In terms of the workings of the Child Abuse Amend-
ments, many of us have long worked with people in child
abuse. We're used to that system and we would be
surprised if it were an overwhelmingly interfering system.
That is to say, they have their hands full with child abuse
in the community as it is, and one doesn't expect that they
will be doing a lot of newborn investigation by and large.22

Indeed, in over a tnird (17) of the jurisdictions
receiving Federal funding, the State CPS agencies
told the Health and Human Services Office of
Inspector General either that "Baby Doe funds
could be put to better use on general child protec-
tive programs, medical neglect or other priorities
identified by States" or that the "Baby Doe problem
is too small to warrant special Federal funds or
attention.""

" Interview with Dr. Leon Bourke, Issues in L. & Med (Nov.
30, 1987). All the jurisdictions which consulted disability repre-
sentatives also consulted medical representatives. One additional
responding jurisdiction indicated it "probably" had contacted
disability representatives. Those responding on behalf of three
other jurisdictions said either that the jurisdiction had consulted
no one or that they didn't know who, if anyone, had been
consulted. Id.
22 Bopp & Balch, The Child Abuse Amendments of 1984 and Their
Implementing Regulations: A Summary, 1 Issues in L. & Med. 91,
104 n.66 (1985).
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 240-4 (1986) (vol. II) (testimo-
ny of Patricia Ellison, M.D.). Dr. Walter Owens, the physician in
the Bloomington Infant Doe case, was on the same panel as Dr.
Ellison. He immediately said, "I would endorse Dr. Ellison's
statement completely." Id at 241. Cf testimony of Carlton
Sherwood ("Why do you think the AMA and the rest of these
organizations are willing to let the State child abuse agency come
in and look at anything they want to but not somebody from
HHS? They're friends. They work together. . . .") Id at 61.
n Office of Inspector Gener.1, Department of Health and
Human Services, Survey of Baby Doe Programs 11 (1987).



CPS Agencies' Failure to Comply with
Federal Regulations

The delegation of significant investigational re-
spon. watchdog agencies to those they are
suppOsed tc be watching is perhaps the most serious
form of widespread noncompliance by CPS agencies
with the medical discrimination regulations it is their
duty to implement. It is not, however, the only one.

In direct contravention of the governing regula-
tions, six States' CPS agencies have no written
policy specifying the manner in which they would
obtain medical records to investigate a report of
medical neglect."

In addition, Federal regulations require that State
CPS systems must have the ability to obtain: "[a]
court order for an independent medical examination
of the infant, or otherwise_efiect such nn examina-
tion in nccordance with processei established under
State law, when necessary to assrre an appropriate
xesolution of a report of medical neglect (including
histances of withholding of medically indicated
treament from disabled infants with life threatening
conditions)."23 Yet ;0 States' CPS ageacies have
policies that fail to provide for securing an indepen-

- dent medical exammation of a child with disability
about whom a report of a suspected medical neglect
has been filed."

The impression that some States pay little or no
attention to the standards of treatment embodied in
the Federal law and regulations is reinforced by the
fact that 1 1 States' CPS agencies have policies that
either mi.clefme the term "withholding of medically
indicated treatment," do no! defme it at all, or defme
the term in such an abbreviated fashion as to invite
ambiguity and uncertainty." In fact, Utah's CPS
agency went so f hs to create a new exception.
Under ns procedures, medical treatment need not be
provided when "in the treating physician's judg-

" These States are Alabama, Arkansas, Connecticut, Georgia,
Mississippi, and New York.
" 45 C.F.R. §1340.15(4Xii) (1987). The term "independent"
connotes an individual free from the influence, guidance, or
control of another. A hospital's own physicians, such as those
serving on its ICRC, therefore cannot qualify as an "indepen-
dent" source for the CPS agency. Each State's CPS system must
construct its own bank of independent medical consultants.
" These States are Arkansas, Connecticut, Florida, Georgia,
Hawaii, New York, Mississippi, Oklahoma, Utah, and Washing-
ton. Missouri's CPS agency will secwe a court order for an
independent medical examination only if the parent(s) do not
consent and/or the attending physician disagrees with the
recommendation of the ICRC. Missouri Division of Socicl
Services, Division of Family Services, Children's Section Special

ment. . .the treatment itself under such circum-
stances would be inhumane."2°

A majority of the States reviewed are not even
clear in their policies concerning who is covered by
the standards of treatment in the act. The Child
Abuse Amendments standard of treatment applies to
"disabled infants with life-threatening conditions,""
45 C.F.R. §1340.15(b)(3)(i) (1987) provides:

The term "infant" means an infant less than one year of
age. The reference to less than one year of age shall not be
construed to imply that treatment should be changed or
discontinued when an infant reaches one year of age, or to
affect or limit any existing protections available under
State laws regarding medical neglect of children over one
year of age. In addition to their applicability infants less
than one year of age, the standards set forth in paragraph
(bX2) of this section [defming "withholding of medically
indicated treutmenti should be consulted thoroughly in
the evaluation of any issue of medical neglect involving an
infant older than one year of age who has been continuous-
ly hospitalized since birth, who was born extremely
prematurely, or who has a long-term disability.

Twenty-four State CPS agencies have policies
that either do not define the term "infant" orin
direct contravention of the governing reguhtion
define the term to encompass only infants of less
than a year in age.3°

CPS Attitudes to Treatment Principles
There have also been a number of indications that

some State CPS agency personnel are unsympathet-
ic to the principles of treatment embodied in the
Child Abuse Amendments.

When a bill that, in modified form, would become
the Child Abuse Amendments was first before
Congress, the national organization which repre-
sents CPS agencies conceded that "child protective
service agencies should appropriately intervene in
cases where it is alleged that medically beneficial
treatment is being denied to handicapped infants."

Child Abuse/Neglect Investigation Procedure: Baby Doe, A-7,
18 (Oct. 1, 1986) (available in files of U.S. Commission on Civil
RitlItts).
" These States are Arizona, Iowa, Mississippi, Montana, New
J.zsey, New York, Oklahoma, Oregon, Utah, Washington. and
West Virginia.
" Utah Division of Family Services, Department of Social
Services, Division of Family Services Policy and Procedures for
Implementation of "Baby Doe" Legislation Pt. II-B (3).
" 45 C.F.R. §1340.15(a) (1987).
so These States are Alabama, Alaska, Arizona, Delaware, Maine,
Maryland, Minnesota, Mississippi, Missouri, Montana, New Jer-
sey, New York, North Dakota, Ohio, Oklahoma, Oregon, South
Dakota, Tennessee, Texas, Utah, Vermont, Virginia, Washington,
and West Virginia.
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Nevertheless, the organization opposed the bill,
emphasizing that:

Cases involving the den al of health care for handicapped
infants should not automatically be defined as child aim=
or neglect. These decisions are most often the result of
difficult medical/ethical judgments made by both the
parents and doctors, and not instances of willful abuse or
neglect resulting from malice or ignorance."

A 1987 Health and Human Servicw Inspector
General's report found that personnel at 11 of 49
State CPS agencies took the position that "[b]ecause
of medical and ethical issues involved, CPS resp)n-
sibility for Baby Doe cases is not appropriate," tind
10 others were unwilling to state whether they
regarded such responsibility as appropriate or not."

CPS agencies are largely staffed by social work-
ers. A witness before the Commission, Mary Jane
Owen, director of Disability Focus, Inc., reviewed
the literature of the social work profession. Al-
though she found articles that discussed how to help
"so-ca._ xl healthy families deal with the tragedy of
having a flawed infant or child," she found no
material giving any positive picture of life with
disabilities or describing the maximization of the
potential of people with disabilities." Social psy-
chologist Adrienne Asch testified:

Nodal workers, like everybody else, are brought up in a
culture that devaluts people with disabilities. And there's
no reason to think that they're not going to bring that
devaluing right, to their work and they say, "These poor
parents, I really understand why they don't want to treat
this child. les not really child abuse. I don't care what the
law says. It is really understandable. The child is going to
be a great. burden.""

Individual expressions of a negative attitude by
C2S personnel toward the mission implicit in their
responsibilities under the Child Abuse Amendments
of 1984 .1 ce not -hard to fmd. For example, when
asked if tl 're had been any reports of withholding of
medically indicated treatment in Texas in the pre-
31 Statement of the Role of Child Protective Services Agencies In
Cases Involving Denial of Health Care for Handicapped Infants,
Resolution of the National Council of State Public Welfare
Administraton of the American Public Welfare Association, May
11, 1984, cited in Bopp & Balch, The Child Abase Amendments of
1984 and Their Implementing Regulations, 1 Wiles in L. & Med.
104 n.66 (1985).

Office of Inspector General, Department of Health and
Human Services, Survey of Baby Doe Programs 11 (1987).

Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 146 (1986) (vol. II) (testimony
of Mary Jane Owen, Director, Disability Focus, Inc.).
14 Protection of Ha.idicapped Newborns: Hearing Befbre the United
States Commission on Civil Rights 147-48 (1986) (vol. II) (testirro-
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ceding year, the CPS administrator there replied,
"Are you kidding?" and described the Baby Doe
question as "a misunderstood issue caused by an
extraordinary event in Bloomington, Illinois. This
issue is primarily an issue related to parents' and
physicians' decisions concerning treatment of the
childit is a medical issue, not a political issue.""

Similarly, when a court action was initiated in
Oregon to prevent the starvation of a terminally ill
child with a disability, the CPS reaction was hostile:

Karen Green, a state assistant attorney general for the
Children's Services Department, said the reaction- to the
intervention. . .was "outrage. . .that a family which had
the trauma of having a deformed child in the first place
should then be dragged into court and have it suggested
that they are not being proper parents. . . ,The people I
have spoken to are unhappy," she said.34

EVen in well-publicized cases, State CPS agencies
have repeatedly been reluctant or unwilling to act to
protect children with disabilities from denial of life-
preserving treatment. In the original "Infant Doe"
case in Bloomington, Indiana, the local CPS agency
was appointed by the trial judge to act as the child's
guardian ad /item for the purpose of considering
whether to appeal from his ruling supporting the
death of the child. The agency considered the case
and declined to appeal it.37

The Connecticut CPS agency has an agreement
for shared responsibility with the Connecticut De-
partment of Health Services "with regard to coordi-
nation and consultation with health care facilities
providing inpatient newborn care and response to
reports of medical neglect (including instances of
withholding of medically indicated treatment from
disabled infants with life-threatening condi-
tions). . . ." Under that agreement, the health ser-
vices department has the responsibility to "frieview
and approve health care facility policies concerning
the care of critically ill/handicapprii newborns."38

ny of Adrienne Asch, Adjunct Lecturer in Social Psychology,
City College of New York).
" "ielephone interview with David Brock, Child Protective
Services Manager, Thus Department of Human Services (July
29, 1988).
" Hilts, Brain-Damaged Baby Dies Mnid Court Fight Over
Treatment, Washington Post, Apr. 23, 1983, at A2, cols. 1-5, col.
3.

" Telephone interview with James Bopp, Jr., Attorney for
Robert and Shirley Wright, a couple who sought to adopt Infant
Doe (Nov. 30, 1988).
" Connecticut Department of Children and Youth Services,
Agreement Between the Connecticut Department of Health
Services and the Connecticut Department of Children and Youth

4
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In 1981 a State legislative committee asked the
Connecticut Depatment of Health Services to
investigate denials of treatment at Yale-New Haven
Hospital and in other hospitals around the State after
hearinga the committee held, stimulated by the
investigative reporting of the Hanford Courant,
documented a pattern of such denial. That pattern
included the starvation of children with Down's
syndrome (in one case taking 23 days), the provision
of lethal overdoses to parents to give to children
with disabilities, and the falsification of death certifi-
cates to cover up such deaths." Instead of acting to
stop such practices, the agency responded with a
report that took the following positions:

Parents may have to choose between caring for a
devastated infant and maintaining food, shelter and cloth-
ing for the rest of the family.

No one reviewing or making these decisions will be able
to ignore economic considerations of sont.. kind.

The state, acting through the legislature, should not
attempt to define or interfem with medical practice;

. . .The state, acting through the legislature, cannot
establish ethical or moral standards for its citizens to
observe, because of the enormous variety of personal
feelings on the subject which are present in our society.
Such laws would be ignored and ineffective. . . ."

Confronted with denial of lifesaving surgery to a
child with spina bifida in Robinson, Illinois, the
Illinois CPS agency acted to protect the child only
under threat of a Federal lawsuit." In the "Baby
Jane Doe" case, not only did the CPS agency refuse
to act, but it provided a letter to the attorneys
defending the denial of treatment stating that the
denial constituted "no credible evidence of ne-
glect."

Although some of the examples above of attitudes
of CPS workers antedate the Child Abuse Amend-

Services Regarding Medical Neglect of Infants in Connecticut
Health Care Facilities 1 (Oct. 9, 1985).
r See chap. 12 and text accompanying notes 12-33.
4° Connecticut Department of Health Services, Infant Death:
Life and Death in Newb m Special Care Unitt 46 Conn. Med. 589,
594-95 (1982).

ments, there is little reason to conclude that such
attitudes have changed dramatically, given people's
general reluctance to change their views.

Conflict of Interest
CPS agencies are part of the State government,

often in the same department that runs hospitals and
other institutions that provide medical treatment to
children with disabilities. This can create a direct
conflict of interest for the CPS agency. The "Baby
Jane Doe" incident is a case in point. Jane Doe was
denied treatment at University Hospital of the State
University-of New York at Stony Brook. The State
attorney general represented the hospitalarguing
not only against treatment, but even against govern-
mental investigation of the situation. Similarly, the
Oklahoma CPS agency never investigated or acted
to thwart the Course of selective denial of tremment
to children with spina bifida at Oklahoma Children's
Memorial Hospital. As James Bopp, Jr., testified, it
had a strong incentive not to do so:

In the Oklahoma case. . .the Oklahoma child abuse and
neglect State authority is the very same State authority
that operates the hospital at which the children were
denied medically indicated treatment. You then have a
situation in which the two agencies which may be
involved, one in denying medical treatment and the other
in enforcing and insuring that medical treatment is provid-
ed, are within the same department of the State govcrn-
meat. It is difficult to believe in that circumstance that
child abuse and neglect agencies would take enforcement
action against a hospital that is a member agency of its
own State department."

Conclusion
In sum, the close working relationship between

some CPS personnel and members of the medical
profession has resulted in the substantial failure of
many State child protective service agencies to
effectively enforce the Child Abuse Amendments of
1984.

" Telephone interview with Robert D'Agostino, former Dept.ty
Assistant Attorney General, Civil Rights Division, Department of
Justice (Dec. 1, 1988).
4* Letter from William Larson and Jane Raven, Suffolk County
Child Protective Services, to Paul Gianelli (Nov. 7, 1983).
" Protection of Handicapped Newbornr Hearing Before the United
States Commission on Civil Riglus 156 (1986) (vol. II) (testimony
of James Bopp).
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Cha liter 11

The Role -and Poiormance of Infant Care
Review Commit:*

The establishment of infant care review commit-
teesinternal hospital committees that consider
instances in which liferpreserving medical treatment
is being or may be withheld from infants with
disabilitiesis encouraged by the Child Abuse
Amendments of 1984,1 as it was by the fmal
regulations the Department of Health and Human
Services issued under section 504.? A 1986 survey
found that 513 percent of hospitals with either a
neonatal intenslire -care unit or over 1,500 births
annually had established such committees, and an
additional 8.9 percent were in the process of forming
them.'

Many mainta.- mat using infant care review
committees' for advice when dvnial of treatment is
being considered is preferable to governmental
involvement. Robert Weir makes a typical argu-
ment:

Simply put, such a committee can work as the third stage
of a four-stage process of decision making and review
consisting of parents, physicians, the committee, and the
courts as a seldom-ural fmal stage. The committee can
function as an advk ory board to pediatricians making
difficult decisions in the neonatal intensive-care unit, an
internal appeals and review board, and an institutional

1 42 U.S.C.A. 1)5103 note (West Supp. 1287) (see generally chap.

s 45 C.P.A. {§84.55(a) & (0 (1986) (see generally chap. 6, and the
text accor-...pcsging notes 72-77).
s University-of Connecticut Health Center, Pediatric Research
and Training ,Omier, National Collaborative Survey _of Infant
Care Review CoMmittees in United States Hospirals -6 (1987)
(available from American Academy of Pediatrics) (hereinafter
National Collabotstive Surveyt: The/survey, largely funded by
the National Institute for Disability ind Relit yilitation Research
of the U.S. Department of Education, was conducted by the
University of Connecticut Pediatric Research and Training
Center and the American Acadeiny of Pets;atrics. It was sent to
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check on abusive practices. This procedural process is
preferable to having moral decisions in neonatal intensive
care units hamstrung bysovernmental regulations, and it
will achieve basically the same end: the provision of
medical treatment to handicapped newborns who need
and will on balance benefit from such treatment.'

On the other hand, some disability rights advo-
cates are skeptical about the effectiveness of such
committees in protecting the medical treatment
rights of people with disabilities. For exampl4
Professor James Ellis told the Commission:

[A]necdotal eVidence suggests the: are very
miss as to whether or not they effectivVy Investigpte cases
that are like the ones that have been und'er discuston here,
and there is anecdotal evidence to suggest that some of
them have not been very effective. And to place all of our
civil rights enforcement resources in such a hit-and-miss
kind of mechanism when the stakes are so high for the kids
involved is distressing!

History
The genesis of these committees may probably be

traced to suggestions made in a 1975 law review
article by pediatrician Dr. Robert Tee1.7 The
concept was given impetus the following year by the
New Jersey Supreme Court in its In re Quinlan

870 hospitals in 48 States, of which 643 (73.9 percent) responded.
Id, app. D at I.

They are also frequently called tithics committees" and
sometimes "patient care review committees."

Weir, Sounding Boardf:1 The Government and Selective Nontreat-
meat of Handicapped Wants, 309 New Eng. J. Med. 661, 663
(1983).

Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Rights 35-36 (vol. II) (. .1 (testimony
of Prof. James W. Ellis, School of Law, University of New
Mexico).

Teel, The Physician's Dilemma: A Doctor's Kew: Rat the Law
Should Be, 27 Baylor L Rev. 6, 8-10 (1975).
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decision' The court wrote that the establishment of
such conmittees "would be protective to the hospi-
tal as well as the doctor in screening out, so to speak,
a case Which might be contaminated by less than
worthy motivations of family or physician."

However, a study published in March 1983 con-
cluded that as of that date ethics committees had
"not been widely adopted as a means of handling
medical ethical problems. Only 1 percent of the
hospitab in this country. . .have such commit-
tees.""

Widespread advocacy and then implementidon of
ethics committees came mly in reaction to the
public outcry over the Bloomington Infant Doe case
and the Federal response under section 504 the
outcry evoked." In November 1983, a journalist
described the change in the medical community:

Under assault frbm the federal government. . .the
American Academy of Pediatrics (AAP) has quietly but
significantly chang;x1 its position.

In the last several months, the AAP has come forward
to say that hospitals should establish ethics committees
made up not only of hospital staffers but also of commu-
nity members. These committees would establish proce-
dures to review cases in which doctors and parents have
decided to forego life-sustaining measures.

"Historically, the American Academy of Pediatrics has
been unwilling to allow outsiders to participate in the
difficult decisions these newborns bring up," said Thomas
Murray of the Hastings Center in Hastings-on-Hudson,
N.Y., an ethics think tank.

Yet, given recent government attempts to intervene in
treatment decisions, the medical profession now views
"the ethics committee route as the lesser of the evils,"

Murray said."

In 1983 the ethics committee concept was cham-
pioned by two important sources: the President's
Commission for the Study or Ethical Problems in

70 N.T. 10, 355 A.2d 647 (1976), cert. denied, 429 U.S. 922
(1976).

Id at 669. Other courts subsequently spoke with approbation of
ethics committees, primarily in the context of cases of potential
termination of treatment for older patients. See, e.g., In re Colyer,
99 Wash. 24 114, 660 P.2d 738 (1983); In re Spring, 380 Mass. 629,
405 N.13,2d 115 (1980); Superintendent of Belchertown State
School V. Saikewicz, 313 Mass. 728, 370 N.E.2d 417 (1977).
" Youngner, Jackson, Coulton, Juknialis & Smith, A National

Survey ofHaspital Ethics Committees, in President's Commission

for the Study of Ethical Problems in Medicine and Biomedical
and Behavioral Research, Deciding to Forego Life-Sustaining
Treatment 443, 448 (1983).

Medicine and Biomedical and Behavioral Research,
and the American Academy of Pediatrics. In March
1983, the President's Commission issued its report,
Deciding to Forego Life-Sustaining Treatment. While
condemning the denial of lifesaving surgery to a
child with Down syndrome" (in apparent reaction
to the Bloomington Infant Doe case" ), the Presi-
dent's Commission rejected resort to government
enforcement of section 504 of the Rehabilitation Act
of 1973 as contemp'iated by the then recently
promulgated DeparWent of Health and Human
Services' "Baby Doe" regulations," Insrad, it
proposed a process of internal hospi%al leview,
including the use of ethics committees:

This approach would ensure that an individual or group
whose function is to prom. te good decisionmaking re-
views the most difficult cases [including] those in which a
decision to forego life-sustaining therapy has been pro-
posed because of a physical Or mental handicap, as well as
cases where a dispute has arisen among care givers and
surrogates over the proper course of treatment.

Such a review could serve several functions. . . .First,
it can verify art the best information available is being
used. Second, it can confirm the propriety of a decision
that providers and parents have reached or confirm that
the rattge of discretion accorded to the parents is appropri-
ate. Third, it can resolve disputes among those involved in
a decision, by improving communication and understand-
ing among than and, if necessary, by siding with one party
or another in a dispute. Finally, it can refer caseo to public
agencies (child protection services, probate courts, or
prosecuting attorneys) when appropriate. Such a reviev
mechanism has the potential both to guarantee a discussVin
of the issues with a concerned and disinterested "represen-
tative of the public" and to insulate these agonizing, *ragic
decisions from the glare of publicity and the distortions of
public posturing that commonly attend court proceed-
ings."

When it filed its legal challenge to the first set of
"Baby Doe" rules, the American Academy of
Pediatrics also promoted medical ethics comalittees
as an alternative." An article by Dr. Norman Fost,

11 See, e.g., Cranford & Doudera, The Emergence of Institutional
Ethks CommIttee4 L., Med. ez Health Care, February 1984, at 13,
14.
12 Herskowitz, The !Baby Doe' Dilemma: The Ethics of Life and
Death, Philadelphia Inquirer, Nov. 20, 1983, at ID, cols. 1-2.
11 President's Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research, Deciding to
Forcgo Life-Sustaining Treatment 6 (1983) [hereinafter Presi-
dent's Commission Report].
11 Id at 224 & n. 92.
11 Id at 225-27.
14 Id at 227.
IT American Academy of Pediatrics, News Release: Pediatricians
Oppose Federal Rule on Handicapped Newborns 2 (Mar. 18,
1983) (available in files of U.S. Commission on Civil Rights).
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a member of the American Academy of Pediatrics'
Infant Bioethics Task Force, which played a key
role in proposing such committees, makes clear that
they were designed less to enforce the treatment
standards of the law than to protect doctors and
hospitals from "intrusion" by the government or
other outsiders:

The theoretic basis for ethics committees is that they
should be better able to emulate the "ideal ethical
observer" than could any single indMdual. Even if they
did not achieve this ideal, however, they might serve the
following purposes.

Political. They offer a mechanism for accountability that
could avoid less desirable alternatives.

Therapeutic They offer a forum for nurses and others
who are aggrieved by decisions to express their concerns
and feel part of the decisionmaking process. This not only
helps professionals who experience suffering, -but it may
avoid the whistle-blowing that leads to unwelcome public-
ity and intrusion.

Legal. The risks of civil or criminal liability would
presumably be fewer if the responsible physician could
show his or her decision was reached after extensive
Consultation and deliberation. Consultation should reduce
the chance of making decisions that create actual civil or
criminal liability. It is also less likzly that charges will be
brought if decisions are seen as resulting from extensive
consultation and deliberation. Even if charges are brought,
the risk of conviction is reduced by damonstrating that
due care was taken in making a decision.

Educational By increasing sensitivity within the institu-
tio3, committees can presumably improve the ethical
acceptability of complex decisions."

Central to the rationale for reliance on such
committees was the position, taken by both the
President's Commission and the Academy of Pediat-
rics, that precise substantive rules about when
treatment should be provided or withheld are
" Fost, Treatment of Seriously Ill and Handkapped Newbornx 2
Critical Care Clinics 149, 157 (1986) (emphasis in original). Dr.
Fost'sjustification has been given in its entirety. Three out of four
of the purposes described,relate to fending off perceived threats
to medical autonomy.
" President's Commission Report, supra note 13, at 217-23.

Id. at 223. See the more detailed discussion of the President's
Commiuion's approach in chap. 6 at the text accompanying notes
40-59.
" Strain, AAP Will Fight Rule, Milwaukee Sentinel, July 22,
1983, at 6, col. 5.
21 Strain, The Handicapped Infant, AAP News and Comment,
July 1983, at 15. The AAP developed guidelines for such
committees. Infant Bioethics Task Force and Consultants, Guide-
lines for Infant Bioethics Committees, 74 Pediatrics 306 (1984)
thereinafter Infant Bicethics Task Force and Consultants). Dr.
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inappropriate. The President's Commission argued
that there are three categories of situations in which
choices between provision and denial of lifesaving
treatment are made: those in which treatment is
clearly beneficial, those in which it is clearly futile,
and a gray area in beiween.12 The content of these
broad categories was left deliberately vague. Be-
yond stating dat treatment is clearly beneficial for
thost with Down syndrome, the President's Com-
mission rejected the use of "[s]upposedly objective
criteria [which] seems to remove the weight of
responsibility too readily from those who should
!Ave to face the value questionsparents and health
careproviders."" In effect, ti resident's Commis-
sion conchided that because n srd and fast rules
should be established for the t y area, the best
approach to making appropriate decisions in individ-
ual cases would be to foster a process in which all
infeamation would be weighed by compassionate
and knowledgeable individuals from a variety of
backgrounds. This could best be achieved through
the nse of hospital ethics committees.

The American Academy of Pediatrics grounded
its suppert for ethics committees in a similar analy-
sis. "[I]t is impossible to develop a consensus on
which infants within a broad range should be
treated," the organization's president, Dr. James
Strain, wrote. "The academy believes these difficult
medical decisions should be made only after a
thorough review, including consultation with a local
mafical review committee."2' Dr, Strain empha-
sized that the committees should operate in the area
of ambiguity: "It is the management of the. . .'in
betv-ieen' group where indications for unu.ual medi-
cal or surgical care are uncertain. . .which should
be reviewed by an ethics committee at the local
hospital level."22

Strain's perspective on the role of ethics committees did not
change following the adoption of the Child Abuse Amendments
of 1984. Addressing a December 1985 Colorado conference
intended to examine implementation of the regulations issued
under the amendments, he did not discuss t'e standard of csre
established by the amendments as the basis for conithittee
defibfrations, but rather repeated the view that treatment deci-
sions fall into the categories ef "clearly benefi-
cial,. . .futile[A. . .and that in which the burden of treatment
must be weighted against the benefitsthat 'gray area' of
decisionmaldng. Parents, phygelans and IBCs will be called on to
determine the best course of treatment." Strain, Bloomington to
Here: A Brief History of the Baby Doe Regulation, in The Center
for Appii.xl Biomedical Ethics at Rose Medical Center, Medical
Neglect and the Disabled Infant: The Impact of the Baby Doe
Regulation 12, 14 (rev. ed. 1987).



From this perspective, as Carl Schneider has
obsc

[The wide range of deeply held opinions about neonatal
euthanasia. . .presses us to take the problem. . .outside
the sphere of substantive social rules by seeking ways to
make decisions about neonatal euthanasia which do not
require social conclusions about its underlying questions.
Where there is pressure of this kind, the law. . .seeks
procedural devices that-obviate the need for substantive
rules. For neonatal euthanasia, the nonsubstantr e solution
has commonly been to establish hospital committees to
decide case by case whether neonatal euthazasia is

appropriate."

Thus, the proponents of ethics committees sought to
shift the question from the substantive one of whether
treatment should be withheld to the procedural one
of who should decide whether treatment should be
withheld.

As a substitute for HHS's proposed "Baby Doe"
rule to implement section 504, the AAP submitted a
detailed proposal for mandatory infant bicethics
committees in each hospital." &fore promulgating
the Final Rule, HHS conducteu negotiations with
the AAP, other medical groups, and disability rights
groups, negotiations that soon focused on incorpo-
rating some modifi'mfion of the AAP proposal."

As a result of tlk.se discussions, the Final Rule
included a recommendation that hospitals establish
what MIS called "Infant Care Review Commit-
tees." However, HHS recognized that the original
rationale for ethics committees stood in stark con-
trast to the approach embodied in the nondiscrimina-
don tenets of section 504." Inherent in reliance on
section 504 was the assumption that the law estab-
lishes a societally defmed basis for determining when
life-preserving treatment must be provided to chil-
dren with disabilities and when it may be withheld
from them. In contrast, inherent in the origind
rationale for ethics committees was the assumption
that such determinations should be decided on a

" Schneider, Rights Discourse and Neonatal Euthanasia. 76 Calif.
L. Rev. 151, 153-54 (1988). See aiso Fost, Putting Hospitals on
Notic4 Hastings Ctr. Rep., August 1982, at 5, 7 ("[T]he search for
substantive criteria may be too difficult, and procedural safe-
guards may prove mere serviceable. The government could, for
example, require the establishment of a local review process,
similar to the institutional review boards. . . .").

Nondiscriminition on the Basis of Handkap: Procedures ce.d
Guidelines Relating to Health Care .fisr Handicapped Want& 49
Fed. Reg. 1622, 1623 (1984) [hereinafter Fmal Rule (504)].
16 Wilts, NHS Moves to End Vaby Doe" Controversy on the
Handicapped Washington Post, Aug. 24, 1983, at A2, cols. 1-5.
" The hospital ethics committee was understood by its propo-
nents to be an alternative rather than a complement to enforce-

case-by-case basis varying from hospital to hospital.
Because of this dichotomy, the Supplementary
Information published with the Final Rule explained
that HHS had "revised the Academy's model some-
what to underscore that the purpose of the ICRC is
to advance the basic principles embodied in section

In the words of bioethicist Thomas Murray, a
proponent of ethics committees and an opponent of
the Final Rule:

[A]lthough the hospital committee described in the rule is
closely modeled on the one suggested by the American
Academy of Pediatrics, its name has bcen changed from
"Infant Bioethical Review Committee" to "Infant Care
Review Comrnittee"substituting a medical for a moral
term. And one type of member recommended by the
Academy is absent from the HHS version"the ethicist or
member of the clergy.""

The 504 Final Rule was promulgated in January
1984. In October the Child Abuse Amendments of
1984 were signed into law. This legislation directed
HHS to publish model guidelines for infant care
review committees," and when the Department did
so in April 1985, the model guidelines were quite
similar to those promulgated as a part of the Final
Rule under section 504." Before issuing the model
rules, the Department had published interim model
guidelines on December 10, 1984, and provided a 60-
day period for public comment." Responding to
views expressed during this comment period by
medical groups, the Department noted:

Some commenters suggested a different name for the
committee, such as "Infant Bioethics Committee" or some
other term that emphasized the committee's function of
considering questions of medical ethics. The Department
has not changed the title of the committee because nothing
in the authorizing statul.... -Jrroborates the notion that the
focus of the committee should be "medical ethics," at least
to the extent that term connotes considerations different
than those involved in evaluating medical treatment

ment of section 504. See, e g., Fleschmaa & Murray, Ethics
Committees for Infants Doe. Hastir.,,ss Ctr. Rep., December 1983,
at 5, 1.

" Final Rule (r04), sur a note 24, at 1625.
" Murray, At Last, Emil Rules on Baby Doe, Hastings Ctr. Rep.,
Februarg 1984, at 17, 17 (emphasis in the original).
" 42 U.S.C.A. §5103 note (West Supp. 1988).
io Services and Treatment for Disabled Infants,. Model Guidelines
for Health Care Providers To Establish Infant Care Review
Commtuee4 50 Fed. Reg. 14893 (1985) [hereinafter HHS Model
ICRC Guidelines].
" Services and Treatment for Disabled Infants: Interim Model
Guidelines for Health Care Providers to Establish Infant Care
Review Committees. 49 Fed. Reg. 48170 (1984).
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possibilities that "will be most likely to he effective in
ameliorating or correcting" all life-threater:. condi-
tions.0

As contemplated by the model guidelines, "the
basic policy [of infant care review committees
(ICRCs)] should be to prevent the withholding of
medically indicated treatment from disabled infants
with life-threatening conditions."u The Department
envisioned that ICRCs- would serve essentially as
prognosis committees, marshalling and evaluating
specialized medical opinion to determine whether
the facts in particular casm placed them within the
categories of the Child Abuse Amendments that
require treatment or within the exceptions that 'LAM:Lt.,
the provision of treatment (other than nutrition,
hydration, or medication) legally discretionary.

Thus, the HHS guidelines assumed that the
particular cases that came before a committee would
not involve relitigation of the ethical and social
debates about the propriety of treatment that pre-
ceded enactment of the law, but would instead focus
on art analysis of how the law should properly be
applied to the facts of that case. The "ethical issues"
concerning what circumstances justify withholding
of treatment were not to be up for reconsideration
an a case-by-case basis; they wer .. to be regarded as
settled by the provisions of the Child Abuse Amend-
ments." Dr. Richard Barthel, chair of the Ethics
Advisory Committee at Children's Hospital of Wis-
consin, commented: "What does an ethics commit-
tee do at this point? Does it say, 'People, follow the
law?' Then they put themselves out of business,
frankly. Because the law is pretty clear. You
probably don't have to debate many of these
issues. . . .""

HHS Mt,del , CRC Guidelines, supra note 30, at 14897.
u Id. at 14894.
34 The IIHS guidtlines have no mandatory force. No hospital is
required to establish an infant care review committee. Any
hospital that does is not required to follow the Federal guidelines,
nor will it receive any reward for doing so. HHS Model ICRC
Guidelines, supra note 30, at 14893. However, to qualify for
Federal funds. each State must have in place procedures that
provide for prompt notification by health care facilities of
suspected withholding or medically indicated treatment, as
delhied by the Federal standards. 45 CF.R. §1340.15(cX2)(ii)
(1987). An infant care review committee following the President's
Commission/AAP model instead of the HHS model would not
report cases which the committee judged to be within the "gray
area" and in which, upon consideration, it consiuered withhold-
ing of treatment ethically acceptable. If such withholding could
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Infant Care Review Committees in Action
Are the infant care review committees serving as

prognosis committees, providing advice on whether
or not the facts in particular cases bring-them within
the circumstances the Child Abuse Amendments
defme as requiring treatment as contemplated by the
HIIS model guidelines? Or do they act as "ethics"
committees, making quality of life judgments about
whether or not treatment should be withdrawn
without reference to detailed legal standardsthe
role originally envisioned for them by the Presi-
dent's Commission and the American Academy of
Pediatrics? A limited number of accounts describing
the functioning of committees have zppeared since
the effective date of the Child Abuse Amendments.

A May 1986 article coauthored by the chair of the
Children's Hospital of Wisconsin Ethics Advisory
Committee described its functioning." He and his
coauthor advocated a model State statute that would
give absolute and unreviewable authority to a
unanimous hospital ethics committee (provided that
parents and treating physicians agree) to choose to
deny treatment to any newborn child "who alleged-
ly has substantial physical and/or mental deficien-
cies that cannot be significantly cured or alleviated
by surgery or other medical treatment."37 This
position is self-evidently closer to the President's
Commission/AAP model than to the Department of
Health and Human Services' model, Nevertheless,
the authors stated that "[i]n making many of [its]
determinations," the Children's Hospital committee
"was guided by the Baby Doe regulations," which
they then paraphrase, including this description of
the third exception to required treatment: "treatment
would be virtually futile in terms of the survival of
the infant and, under the circumstances, inhu-
mane."3' However, in describing four cases in
which tbe committee agreed with parents and
be suspected of transgressing the Federal standards, this failure to
report would violate th,e law.
" Address by Dr. Richard Barthel, Interpreting the Law: The
Roles of the Hospital, Child Protective Services, and Legal
System in "Baby Doe" Cases, Conference on 'Baby Doe' Ethical,
Legal, and Child Protection Issues in Medical Treatment of
Infants with Disabilities (Oct. 6, 1987) (videotape in files of U.S.
Commission on Civil Rights).
" Shapiro & Barthel, Infant Care Review Commiuees: An
Effective Approach to the Baty Doe Dilemma? 37 HastingsL.J. 877
(1986). Dr. Richard Barthel chaired the committee; Robyn
Shapiro is a bioethkist and attorney.
" Id at 859.
" Id at 855 n. 164. Cf: discussion in chap. 7, text accompanying
notes 99-102.
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treating physicians that life-preserving treatment
should be withheld, they wrote: "In each case, the
committee determined that the treatment either was
futile, only prolonged the dying process, or was
inhumane and not in the best.interests of the chikl."*`
This t-Aird category is far broader than the Child
Abuse Amendments-exception and effectively rein-
troducta a panoply of subjective judgments about
the projected queity of life of a child with a
disability."

The authors said the committee reviewed other
cases "in which the parents, the physician, or other
caregivers questioned whether the child's quality of
life merited continued support or treatment."" In
one such instance, the treating physician wanted to
terminate ventilation for a child with congenital
pantlysis.

The EAC [Ethics Advisory Committee] split strongly on
the answer to this question because of the members'
differing perspectives on the child's quality of life. Some
feh that the child's inability to move and to communicate
rendered the quality of his life negligible. Others feit
unable to make such a judgment given the infant's age and
the unpredictability of treatment outcome. Because the
EAC,could not reach a consensus, it advised continued
ventilator support"

On the basis of the facts given, it is hard to see even
a colorable basis under the Child Abuse Amend-
ments that would have justified denial of lifesaving
treatment in this case." Nevertheless, it was the
subject of intense cliscussion and division on the
committee. More to the point, even those supporting
continued treatment did so apparently based only on
their differing judgments concerning the child's
projected quality of lifea factor emphatically
excluded from consideration under the Child Abuse
Amendments."

" Shapiro & Barthel, supra note 36, at 855 (emphasis added).
See the extended discussion of this point in chap. 7 at the text

accompanying notes 83-102.
" Shapiro & Barthel, supra note 36, at 854-55.
" Id. at 856.
43 As with all the cases discussed, it is not clear whether this one
occurred before tr-after the effective date of the Child Abuse
Amendments. The article described the committee's functioninz
"over its three-and-one-half years of existence prior to the puslige
of the Child Abuse Regulations and during the six months
following the law's hzplementation." Id. at 853. It is noteworthy
that the authors made no mention of a significant change in the
methodology 9f the committee during the last 6 months. More-
over, the article presented the committee's approach to the cases
they describe as a model in general worth emulating, not as a
methodology that should be radically altered in fight of the
entrance into effect of the Child Abuse Amendments.

In another case, "consultants" and "the majority
of the nursing staff" wanted to terminate treatment
for a child whose "prognosis included .blindness,
deafness, seizures, and negligible developmental
potential."" The child's parents strongly supported
continuation of treatment.

The committee reached a consensus that further care was
not ethically mandatory. There was a strong minority
opinion that further care violated the child's best interests
and that the mother's "abusive" stance should be reported
and the case should be "taken to covrt." I iie committee's
recommendations were entered into the child's chart, but
there was no change in care."

In this instance, it appears from the facts available
that the committee supported denial of treatment
that would have violated the standards of treatment
in the Child Abuse Amendments." There is no
indication that the child was chronically and irre-
versibly comatose, that the treatment would have
merely prolonged dying, that treatment would have
been ineffective or otherwise futile in terms of the
survival of the child, or that the treatment would
have been "virtually futile in terms of the survival"
of the childa prerequisite to any legally valid
consideration of whether "the treatment itself under
such circumstances would be inhumane."' Had it
not been for the insistence of the child's parents that
treatment be provided, it seems evident that the
committee would have sanctionedand certainly
not reporteddenial of treatment of the sort now
required by the law.

The committee did support treatment in two cases
in which physicians and parents wanted to stop it
and in all three cases in which parents wanted to
stop it but physicians wanted to continue it, as well
as in two cases in which the physician was uncer-
tain." Although the published record does not

" The HHS Interpretative Glidelines state: "The Department
strongly bonen:sash an interpretamm Iconsideration of the infant's
future 'quality of lifel would be Inconsistent with the statute." 45
C.F.R. Pt. 1340 App. Interpretative Guideline 9 (1987) (emphasis
in original).
" Shapiro & Parthel, supra note 36, at 857.
" Id. at 857-58. Because the parents refused to accept the
negative prognosis for their child, physicians went to the extent of
ordering a psychiatric assessment of the mother. It concluded
"that she was under stress but competent, well informed but
unable to accept the medical information." kl. at 857. C chap. 2.
" It is unclear, however, whether the case occurred before or
after The Child Abuse Amendments of 1984 took effect in October
1985.
" 45 C.F.R. §1340.15(bX2) (1987).
" Shapiro & Barthel, supra note 36, at 855-57.
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clearly indicate that the committee's deliberations
actually resulted in the denial of treatment to any
child in violation of the Child Abuse Amendments,"
it does establish that during the period described in

the article the committee gave consideration to
factors impermissible under the Child Abuse
Amendments. Rather than regarding itself as a
prognosis committee with the role of making judg-
ments about the medical factl and then applying the
decided legal principles to them, it conducted itself,
at least to some extent, as an autonomous ethical
arbiter. In significant respects, therefore, the Chil-
dsen's Hospital of Wisconsin Ethics Advisory Com-
mittee appears in practice to have acted in a manner
more closely approaching the Presidenes Commis-
sion/AAP model than the /MS model.

The infant bioethical review -ommittees of the
Albert Einstein College of Medicine-Montefiore
Medical Center affiliated hospitals have not only
been the subject of published accounts," but have
also been held up as "a useful reference for hospitals
considering the establishment of similar ccmmittets"
by the HIIS Inspector General." Dr. Alan Fleisch-
man, director of the Division of Neonatology and
profIssor of pediatric, at the Albert Einstein College
of Medicine and Montefiore Medical Center, has
written about their operation. Although he noted
and quoted the standard.. of treatment embodied in

se With regard to the four reported instances in which the
committee agreed with the physicians and parents that treatment
should be withheld (see supra note 39 ar I accompanying test), the
srticle is ambiguous about how many of the cues involved
treatment that would merely prolong dyi4a legal basis for
termination of treatmentas opposed to circumstances in which
life could be preserved but treatment was considered "inhumane"
for quality of life reasons. It is also unclear which, if any, of these
cases occurred after the effective date of the Child Abuse
Amendments.
13 Fleischman, Bioethkat Review Committees in Perinatology, 14
Clinics in Perinatoiogy 379 (1987); Fleischman, An Infant Illoethi-
cal Rniew Committee in on Urbar Medical Center, Hutings Ctr.
Rep., June 1986. at 16. See alto .7!4schman ,St Murray, Ethia
Committees for Infants Doe? Hastings Ctr. Rep., December 1983,
at 5 (describes "Neonatal Ethics Rounds" at Montefiore Medical
Center that preceded form.&pa of bioethical review committees
and sets forth Fleischman a view of the purpose of such
committees).
u Office of Inspector Genersl. U.S. Department of Health and
Human Services, Infant Care Review Committees Under the
Daby Doe Program 11 (1987) [hereinafter Committees GIG
Reporg. Commenting on f=lier draft of this report, Monter-
iore Medical Centcr noted that personnel -from the Office of
Inspector General (010) "spent a full-day on-site. . .(at] Monter-
iore, in which 010 staff conducted case reviews and interviewed
Committee members to get an in-depth understanding of the
Conunittee's work." L..ttter from Nadia C. Adler, Vice Presi-
dentLegal Affairs and General Counsel, Monteliore Media./
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the Child Abuse Amendments," he described the
approach the committees take in language that could
have come from the President's Commission report:

We believe that the proper-Mk of the ethics committee is
to "decide who should decide"; that is, ethic: committees
should not. . .[arrogate] all decisions to them-
selves. . . .Our committee believes that there are three
types of cases. First are those Instances where treatment is
clearly required based on the best interests of fix infant
and the future assessment of the benefits of that treatment.
Second are cases where nontreatment is morally indicat-
edwhen infants are in the process of dying or when
treatments would be clearly futile. Third arc the cases
wherc in our imperfect wisdom we honestly do not know
what is in the best interests of the infant. This third "gray
arca" comprises a significant share of the morally proble-
matic cases in newborn nurseries. . . ,On these occasions
when the principle of beslitterezti of ibe infant cannot tell
us what to do, we honor two other principlesrespect for
the autonomy of the family and letting those who bear the
burdens make the choice; in other words, the parents who
bear the burdens ought to make a decisionoonsistent with
the range of reasonable alternatives provided by the
treating physicians. Thus, our ethics committee has agreed
to differing outcomes in similar cases based on parental
discretion within the range of the alternatives presented by
the treating physicians."

Fleischman stated that: "Although the federal regu-
lations provided certain standards or guidelines, we
have proposed. . .principles that might be utilized
as the basis for decision making in complex cases and

Center, to William J. Howard, General Counsel, United States
Commission on Civil Rights, at 5 (Nov. I I, 1988) (reprinted in
app. D). Montefiore pointed out that the Inspector General's
report stated that th: Inspector General's report described the
Einstein-Monteliore Committees as "generally structured and
functioning in conformance with the HHS model guidelines." Id,
quoting Cominiuee's OIG Report at 11.
In a letter commenting on the portion of chap. 12 critical of the
Office of Inspector General for, among other things, praising the
Einstein-Monteriore Committees in its report, the Inspector
General wrote, "[Thu state that the OIG failed to review the
facts in unreported cases considered by hospital infant care
review committees. The purpose of our hospital visits was to
determine how hospital committees are structured and function-
ing to deal with potential baby doe situations. It was never our
intent to review actual case files." Letter from Richard Kusser-
ow, Inspector General, to William Howard, General Counsel,
U.S. Commission on Civil Rights 1-2 (Oct. 12, 1988). Referring to
the draft's criticia-n .4' the Inspector General's report for
describing the princtples used 'I the Einstein-Monteliore Com-
mittees without pointing out their divaigence from the standards
required by the Child Abuse Amendments, the Inspector General
wrote, "The purpose of this portion of the report was simply to
serve as a reference to other hospitals considering the establish-
ment of similar committees." Id
u Fleischman. Bioethkal Review Committees in Perinatology, 14
Clinics in Perinatology 379, 383 (1987).
*4 Id at 387-88.
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have found these principles to be helpful in delibera-
tions and discussions at our infant bioethical review
committee meetings."" Among those principles is:
"Withholding or withdrawing treatment may be
considered when such treatments are reasonably
deemed futile and merely prolonging the dying
process or when the medical treatment imposes a
burden that lacks compensating benefits for the
infant."

Commenting on an earlier draft of this report,
Montefiore Medical Center asserted ,that these "prin-
ciples are intended to assist the Committee mem.ers
in applying the Child Abuse Amendments to the
cases under review."" Emphasizing that the "Child
Abuse Amendments and the regulations thereunder
expressly defer to the 'treating physician's (or
physicians') reasonable medical judgement," the
center stated:.

In other words, Congress and HHS have made clear that
the determination as to what, if any, treatment is medidally
indicated, is to be left to the professional judgment of the
treating physician(s). Given that medical judgments are
key to decisionmaking under the Child Abuse Amend-
ments, it cannot responsibly be sngested that the Commit-
tee has violated the Child Abuse Amendments, simply on
the superficial observation that medical treatment has been
withheld."

The center relied in partiwlar on the HHS
interpretation of the exception to a general require-
ment of treatment the Child Abuse Amendments
create when "the treatment itself involves significant
medical contraindications and/or significant pain
and suffering for the infant that clearly outweighs
the very slight potential benefit of the treatment for
an infant highly unlikely to survive." As the
quoted passage makes clear, however, such benefits-
burden balancing is legal only when the child is

" Id at 384.
$4 Id at 384-85. But cf 45 C.F.R. §1340.15(bX2) (1987)
(definition of the Federal medical treatment standard of care
barring "withholding of medically indicated treatment") (discuss-
ed in chap. 7).
41 Lesier from Nadia C. Adler, supra note 52, at 3.
" Id at 7-8.
" Id at 7, quoting 45 C.F.R. §I340.15 app. (1987). See chap. 7.
" 42 U.S.C.A. §5102(2XBX3) (West Supp. 1988).
" Montefiore Medical Center, commenting cn this statement in
an earlier draft, expressed concern that it implied the view "that
the Einstein-Montefiore Committee took a neutral stance and was
attempting to evade responsibility" when in fact the committee
made the referral in order to override the parental refusal to
consent to treatment. Letter from Nadia C. Adler, supra note 52,
at II. The Commission does not mean to suggest that the
committee's action in this case implied neutrality; rather, in this

"highly unlikely to survive." The statutory language
itlf requires that "the provision of such treatment
would be virtually futile in terms of the survival of
the infant and the treatment itself under such
circumstances would be inhumane."'" Although the
law is phrased in the conjunctive, the principle
Fleischman says the Einstein-Montefiore committees
employ is phrased in the disjunctive: unlike the law,
it allows treatment denial in cases of futility or under
benefit-burden analysis.

From February 1984 through August 1986 (dur-
ing the last 11 months of which the Child Abuse
Amendments were applicable), eight cases involving
withholding of life-preserving surgery from children
"in the first days of life" were reviewed by the
affiliated committees. total of 30 neonatal cases
were reviewed; the article is not clear about the
treatment/nontreatment outcome in the other 22
cases.) In one case in which the attending physician
believed treatment should be provided and the
parents disagreed, the committee referred the matter
to the child protective services agency." In a
second case in which the treating physicians and.
parents believed treatment should be withheld, the
committee considered that it should be provided,
and both- the physicians and parents were then
convinced to agree to continued treatment.

In a third case the treating physicians wanted to
deny treatment while the parents desired it to be
provided; although the child died (presumably with-
out receiving the life-saving surgery), the committee
retrospectively concluded that "the parents' request
was imposing undue pain and suffering on the infant
for no potential benefit." In all the other cases the
committee agreed with the desire of physicians and
parents to withhold treatment.62

case it is clear that the committee acted properly and fulfilled the
responsibility to report imposed upon it by the law.
44 Fleischman, supra n. 53, at 388-89. In its letter of comment,
Montefiore says, concerning the third case: "As Dr. Fleischman's
article plainly states, a retrospective review of the case (the infant
was imminently dying and indeed died bcfore the Committee
could be convened for prospective review) indicated that the
parents' wish to provide treatment would have imposed 'undue
pain and suffering on an infant for no potential benefit.' (Fleisch-
man, p. 389) The Report, once again, omits this detail." Letter
from Nadia C. Adler, supra note 52, in 12. In fact, the Fleischman
article at no point states that the child was imminently dying. If
Montefiore is making this assertion based on its review of the
medical records of the case, rather than on the article, then the
denial of treatment would in fact not have violated the Child
Abuse Amendments. However, what is striking about the descnp-
tion of the case m Fleischman's article, like that of all the other

t.1
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Reviewing the first 30 months of the committees'
optrationi, Dr. Fleischman 'concluded that "its
existence had reversed the treatment decision for
only one patient." This did not lead him to
consider, however, that the committees were not
serving their function. Rather, he wrote:

Since withholding or withdrawing of medical treatments
is often carried out by the nurses with tha consent and
involvement of the families, review and confirmation of
the appropriateness of this course f action by the ethics
committee has made both nurses and parents far more
comfortable with this aspect of the care of in-
fants. . . :The psychological trauma of making a decision
that results in the death of one's own child, we believe,
may be greatly relieved by this decisional review pro-
cess."

The Commission emphasizes that in the absence of
more detailed facts about the cases reviewed by the
Montefiore committees from Cetober 1985 onward,
it is impossible to determine whether any of the
treatment_ denials violated the standards established
by the Child Abuse Amendments. However,
Fleischman's article describes a set of committees
that has been employing a balancing of "burden"
and "benefit" standard that takes into account
quality of life factors, rather than directly and
explicitly applying the standards created by the
amendments. Therefore, it seems a fair conclusion
that the Einstein-Montefiore committees adhere
more closely to the President's Commission/AAP
model than to the HHS model,

The committee at University Hospitals of Cleve-
land has also been the subject of a published report."
The authors, who are associated with the commit-

tee, are quite open about their rejection of the HHS
model:

Although federal regulations have stimulated creation of
ethics review committees their essential function is not
adherence to government regulations but fulfillment of
important needs within the hospital.

cases he details, is that the committee's reasoning is never
described in terms of whether the cases fit within the categories
established by the Child Abuse Amendments, but always in such
ambiguous and amorphous terms as whether treatment or
nontreatment would be "beneficial," or "appropriate," or in "the
best interests of the infant," language largely popularized by the
President's Commission's Report.
" Fleischman, supra n. 53, at 389. Fleischman believed that in the
case referred to the child protective services agency, "it is highly
likely that the same outcome. . .would have occurred prior to
the existence of our infant bioethical review committee." kL
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Our approach differs. . .with the optional model [pro-
posed by HHS].. . .We prefer not to specify eaceptions to
the requirement to provide lifesaving treatnient, because
of concern that this might lead to oversimplification,
neglecting unique aspects of individual cases. . . .We
specify that the best interests of the patient are our primary
concern in dealing with infant (or other incompetent)
patients."

The authors are frank in acknowledging that their
criteria for treatment decisionmaking differ from
those required by the law, but they claim they do
not violate the "spirit" of the law when they
conclude a child should be denied legally mandated
lifesaving treatment as long as they consider death to
be in the child's "best interests":

Cor.mittee recommendations are based on moral rather
than legal . .considerations. . . .

. . .If the committee, family, and' physician recommen-
dations are in agreement but the proposed medical action
appears contrary to government regulations, the potential
conflict should be communicated to the medical director
or chairman of the pediatric department. Some may regard
an action (or inaction) that runs counter to specific statutes
as civil disobedience. Although civil disobedience is
morally justified if a law is unjust, we do not claim that the
new federal regulations are unjust. Rather, the regulations
are open to alternative interpretations of what constitutes
the best treatment for individual patients. . . .In other
words, the spirit of the law supports the practitioners'
obligation to promote the patient's interests in situations
where literal observance may oppose it."

It is evident from the article that the authors think
one of the good effects of a functioning committee
system is a decreased risk of government interven-
tion. They report that on two occusions the commit-
tee was contacted by the Department of Health and
Human Serviccs because Baby Doe complaints had
been received. "When the results of [committee
deliberations] were reported to the Department. .

no further investigation was judged necessai y.""
The authors suggest that "proceedings might have

" Id at 389-90.
" Kliegrnan, Mahowald & Youngner, In Our Best Interests:
Experience and Workings of an Ethics Review Committee, 108 J. of
Pediatrics 178 (1986).
a Id at 178-79.

kk at 180, 185 (emphasis in original). The idea of having
hospital legal counsel on the committee was rejected because of
"the desire to fueo on ethical rather than legal matters, and
concern that an attorney's presence might impede that purpose."
kk at 186.

Id. at 183.



been initiated in at least the two cases reported
anonymously to the federal government, had our
committee not beeq in place.""

Public information about a fourth hospital com-
mittee places it in the pattern of the President's
Commission/AAP model rather than the 'HHS
model as well. St. Joseph's Hospital in Denver,
Colorado, made a point of calling its committee an
"Infant Bioethics Committee" rather than an "Infant
Care Review Committee" in order "to stress that
ourA is a human valuenot a legalemphasis."" It
also decided early on not to include a lawyer,
believing his/her presence could alter the human
value course set by the IBC."n

What evidence is available from surveys suggests
these four committees are not atypical. In September
1987, the HHS.Inspector General published a report
based on visitSsto ethics committees hi 10 hospitals in
eight major cities." Although the HHS guidelines
recommend that committee meetings be called
whenever a preliminary decision has been made to
withhold or withdraw life sustaining treatment from
an infant with a disability in relevant categories," 8
of the '10 committees visited had no such require-
ment.

In contrast, "All committees indicated they re-
view cases involving disagreement between princi-
pal parties in the case (treating physician, parents,
other hospital staff)."" The 1986 AAP/University
of Connecticut survey found that of the ethics
committees with prospective review, only 23.2
percent made it mandatory in certain casesand
only 61.7 percent of that 23.2 percent, or 14.3
percent of all committees with prospective review,
required review in all cases in which treatment

lit be withheld or withdrawn from any infant."
't hese are significant findings. It appears that the

vast majority of committees convene only to deel
with disagreements and do not attempt to scrutini ze
most denial of treatment decisions to see whether
they comply with the law. This implies that many

" Id. at 187.
To Infant Bioethics Committee, A Demonstration by the St. Joseph
Hospital IBC in The Center for Applied Biomedical Ethics at
Rose Medical Center, Medical Neglect and the Disabled Infant:
The Impact of the Baby Doe Regulation 25, 25-26 (rev. ed. 1987)
(quoting Dr. Donald W. Parsons, chair of the Infant Bioethics
Committee).
71 id
" Committees OIG Report, supra note 52, at U.
" EHS Model ICRC Guidelines, supra note 30, at 14895.
" Committees OIG Report, supra note 52, at 7.

6.2

hospital infant care review committees seem more
attuned to diffusing and resolving conflict in a way
that keeps any controversy as much as possible
within hosrAtal walls than to ensuring that children
with disabilities receive the lifesaving treatment to
which they are entitled under the Child Abuse
Amendments."

Infant Care Review Committees and
Reporting

Even before the passage of the 1984 amendments,
the Federal regulations implementing the Child
Abuse Prevention and Treatment Act required
States receiving Federal funding for their child
protective services programs to "provide by statute
that specified persons must report and by statute or
administrative procedure that all other ptrsons are
permitted to report :mown and suspected instances of
child abuse and neglect to a chiN protective agency
or other properly constituted at.ority."" The
implementing regulations for the Child Abuse
Amendments of 1984 establish that States receiving
Federal funds must ensure that health care facilities
designate individuals with the Liuty .promptly to
notify the State child protective Services agency of
all "cases of suspected medical neglect (including
instancc3 of the withholding of medically indicated
treatment from disabled infants with life-threatening
conditions).""

Because not merely known but also "suspected"
irstances must be reported, the health care facility's
obligation to notify the State agency is not limited to
cases in which, for example, the infant care review
committee or the responsible hospital official makes
a fmal determination that illegal withholding of
treatment is occurring or about to occur. Nor is it
limited to cases in which the infant care review
committee or the responsible hospital official has
attempted to convince a parent or guardian to
consent to legally required treatment but has failed
and is turning to the civil authorities as a last resort.

" 65.8 percent of the 23.2 percent, or 15.3 percent or all
committees with prospective review, required revie% A instances
of withholding or withdrawing treatment from noncomatose
infants. The rest of those who did make review mandatory did 5)
in cases of disagreement among medical staff, or awing medical
staff and parents. National Collaborative Survey, supm note 3, at
44 (1987) (table 22).
" Cf: the rationale for such committees given by Dr. Norman
Fost, supra note 18 & accompanying text.
" 45 C.F.R. §1340.14(c) (1987) (emphasis added).
" 45 C.F.R. §1340.15(cX2Xii) (1987).
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Webster's defmes "suspected" as "that one suspects
or has a suspicion of. . . ."" "Suspicion" is defined
as "imagination or apprehension of something
wrong or hurtful without proof or on slight evi-
dence.".K. By contrast, "known" ls defmed as
something "that has become a part of knowledge <a
truth that no one denies>."" Clearly, when there is
enough-question about an ongoing or contemplated
withholding of treatment that an infant care review
committee is convened to discuss it, there must te at
least a "suspicion" that withholding of medically
indicated treatment may be in prospect. The plain
language of the applicable law would require a
report.

Yet, it is evident that this is not the practice of
most infant care review committees. The HHS
Inspector General's report noted that of the "be-
tween 20 and 36 baby doe awes" considered by
ethics committees at the :10 hospitals studied "since
the regulations went into effect in October 1985,"
only 3 were reported to State child protective
service agencies." "Committee members pointed
out that differences of opinica between treating
physicians, parents and the committee can usually be
resolved through an informal discussion process. If
this is not possible, the hospital refers the case to CPS
for investigation and possible legal action.""

These widespread failures to report are especially
serious in light of the adoption by many hospital
ethics committees of an approach that in general
bypasses the Child Abuse Amendments standard of
care in favor of the nebulous and subjective tripar-
tite division of cases promoted by the President's
Commission and the AAP. It means that there has
usually been no independent review or investigation
of what may have beenif the figures from the 10
hospitals contacted by the HITS Inspector General
may be projected to the N 'lion at largehundreds

" Webster's Third New International Dictionary of the English
Language 2303 (P. Grove ed. 3rd eri, 1981).

IrL at 2304.
" IeL at 1253.
" Committees OIG Report, supra note 52, at iii.
" IeL at 5 (emphasis added).
" HHS Model ICRC Guidelines, supra note 30, at I4894.
81 Infant Bioethics Task Force and Consultants, supra note 22 at
307.
" Protection of Handicapped Newborns: Hearing Before the United
States Commission on Civil Righz 1 ,4 (vol. II) (1986) (testimony
of Adrienne Asch, Adjunct Lecturer in Social Psychology, City
College of New York).
" National Collaborative Survey, supra note 3, at 35 (1987)
(table 13). Even if local hospitals were to seek to broaden
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of potential Infant Due cases :lice the Child Abme
Amendmvits went into effect 'in October 1985.

Limitations of Hospital Self-policing
It is questionable whether most committees are

constructed in a manner that suits them to searching
scrutiny of pr ased denials of treatment. Infant
care review coinmittees, although they upon occa-
sion have "outside" members, represent an approach
to the "Baby Doe" problem that relies essentially
upon the internal self-regulation of the health care
community. Not only the Department of Health and
Human Services," but also the American Academy
of Pediatrics," recommended that committees
include representatives of disability groups. But, as
Adrienne Asch testified, in practice, a disability
perspective is often unrepresented on the commit-
teei." The 1986 survey found that of the responding
hospitals, less than a quarter of their ethics commit-
tees-23.9 percenthad a representative ofa disabil-
ity group." Instead, the committees are dominated
by health care personnel from the institutions them-
selves. A practicing pediatrician serves on 86.6
percent of the committees, a practicing neonatolo-
gist on 75 percent, a practicing physician of another
specialty on 80.2 percent, a practicing registered
nurse on 88.4 percent, and a hospital administrator
on 78.3 percent."

Yet, a preponderance of medical personnel on
committees does not necessarily mean that they are
especially well equipped to serve as prognosis
committees. As Dr. Mildred Stahlman testified,
"[M]ost committees are not committees of experts in
the medical field that the patient's problem lies."
In the words of George Annas, chief of the Health
Law Section at the Boston University School of
Public Health, "If-consuliation concerning the pa-
tient's prognosis is indicated,. . .a medical expert in
the particular condition from which the patient is

representation of disability groups, it is doubtful that such
organizatins have 'enough resources to provide adequate input
into every individual hospital's ethics committee. It would be
difficult to find an ark.4 ate number of disability rights advocates
with up to date at - 'rate information on the treatment of
every disability to covet every hospital in the Nation.
" Id.
" Protection of Handicapped Newborns: Hearing Refore the United
States Commission on Civil Right- 9 (vol. I) (1985) (testimony of
Mildred T. Stahlman, M.D., Director, Division of Neonatology,
Vanderbilt University). Dr. Stahlman opposed resort to commit-
tez not because she believed they are disposed to approve illegal
denial of treatment but because she believed decisions about
provision or denial of treatment should be left to "neonatologists
[who are) their patients' best advocates." Id. at 5.
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suffering should be consulted, not a committee of
generalists.""

Many hospital ethics committees are largely insu-
lar bodies, sharing the mores and limitations of
knowledge and viewpoint of the local hospital. A
reluctance to criticize one's colleagues, let alone
report- their decisions to a State agency, is only
natural in such a setting.

As Carlton Sherwood testified:

Physicians and spokesmen from medical organizations
frequently render offhand criticism of nontreatment inci-
dents. Yet you'll note that not one physician or medical
organization has ever formally or informally filed a
complaint against any of the physicians who conducted
these experiments, including B'oomington, Indiana.

Indeed, rather than being censured, several of the
physicians went on to infut prestigious hospitals where
they continue to pracfice melicine, and some even teach,
presumably, the same mehods that they were practicing
when they authored these articles."

Resort to infant care .r.c.-Idew committees, in short,
presents the same problem generally applicable to
the creation of an intranal body as a means of
showing the public that the institution is serious
about correcting abuses: an institution rarely does a
good job of policing itself. "Institutions and their
eitaffs," Annas has written, "often see the primary
,function of ethics committees as protecting them
against potential legal liability for treating or not

00 Armes, Sthics Committees In Neonatal Care: Substantive
Protection or Proceduml Diversion?, 74 Am. J. Pub. Health 843, 844
(1984). After the New Jersey Supreme Court, in the Karen Ann
Quinlan case, called for the use of hospital ethics committees to
determine when life support systems should be withdrawn: 'This
was soon seen as an improper use of such a committee: the court
found medical prognosis the determining factor, and only quali-
fied physicians can r:iakc this determination. Thus New Jersey
'ethics committees' have Wen replaced by 'prognosis committees'
made up entirely of consulting physicians." Id at 843.
11 Protection of Handicapred Newbornr Hearing Before the United
States Commissioxlm Civil Rights 47-48 (vol. II) (1986) (testimony
of Callum Sherwood).

treating particular patients. . . .Ultimately, it will
be seen as unjust to have fundamentally different
policies regarding the treatment of handicapped
newborns at different hospitals: Policy in this area
will have to be nationally based and thus consistent
from one hospital to another. . . .[A]s soon as a
national consensus does develop, it will not be fair or
feasible for individual hospitals to ignore it and set
their own idiosyncratic policies."" Outside over-
sight is needed.

Conclusbn
Taking note of the great propensity by many in

the medical profession to disagree with the treat-
ment standards in the Child Abuse Amendments,"
and of the available evidence concerning the func-
tioning to date of hospital-based ethics or infant care
review committees, the Commission is persuaded
that they cannot be relied upon alone to ersure that
children with disabilities are accorded the lifesaving
treatment that is their right by law.

At the same time, it is clear that such committees
are here to stay. Therefe:e, the Commission believes
there is a need to ensure that there be independent,
contemporaneous scrutiny of infant care review
committee proceedings, preferably by medically
knowledgeable and experienced disability advocates,
and that the prompt reporting requirement be more
vigorously enforced to make this possible."

Annas, supra note 90, at 843, 845. Annas wrote before the
passage of the Child Abuse Amendments of 1984, which
established the national standards. Annas pointed out that, in
contrast to the HHS model set forth in it; section 504 Final Rule,
the AAP model "tilts more in the direction of protecting the
institution by keeping difficult cases out of court than of
protecting the infant. . . .[U]nlike the Administration's rroposal,
the AAP proposal contains no substantive rules for the ethics
committee to apply. . . ." Id. at 844.
" See chap. 9.
*4 See chap. 13.
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Chapter 12

The Performance of the Federal
Government

How well has the. Federal Government fulfilled
its rest, -;,aaibilities to ensure adequate enforcement d
Federal laws,that protect children with disabilities
from discriminatory denial of medical treatment for
life-threatening conditions? The two Principal
sources for Federal involvenient have been enforce-
ment of regulations ;.:.sued under section 504 of the
Rehabilitation Act c.. 19731 until they- were struck
down, and enfcircement of the Child Abuse Amend-
ments of 1984.2

Section 504
Responsibility for enforcing section 504 in this

context rested with the Office for Civil Rights
(OCR) in the Department of Health and Human
Services until a final judgment and order was
entered by the New York Federal Distect Court
enjoining the final vemion. of the "Baby Doe"
regulatknis on June 11, 1984.2

In none of 'the cases OCR investigatedeven the
Bloomingtoi4 Infant Doe ,3sedid it officially
determine that a violation of section 504 had
occiired.4 Standing alane, however, that observa-
tion is mitleading. When it found a discriminatory
denial of treatment, OCR asked for assurances that
practices would be changed to achieve compliance
with section 504 in the future. If it got them, it did
not make a public "finding of discriminatory with-

See chap. 6.
See ay. 7.

2 Am. Hosp. Ass'n v. Heckler, 585 F. &pp: 541 (S.D.N.Y.), red
794 F.2d 696 (2d Cir. 1984), aed sub tOM. Am. Hosp. Ass'n v.
Bowen, 476 U.S. 610 (1986). See chr4. 6.
4 Nondiscrimination on the Basis orHandicap; Procedures and
Guidelines Relating tO Health Care !Or Handicapped Infants, 49

Ted. Reg. 1622 (1984).
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holding of medical care." Thus, in theory OCR
might detect noncompliance in fact and secure
remedial action by the discriminating party, thus
fulfilling its role, without officially reporting a
finding of noncompliance.

However, OCR has been criticizexl for failure to
conduct prompt and effective inv tigations.* Of
150 cases OCR investigated from April 1982
through December 1983, only 31 Were closed by the
latter dateall iith a, finding of no. violation or of
insufficien: information to investigate.'

It appears that Members of the OCR staff assigned
to Baby Doe- investigations were unsympathetic to
their enforcement duties:

[C]ritics. .within the department. . .say the govern-
ment's policy violates family privacy and intimidate4
hospitals and their staffs.

One department employee, who has been sent to
investigate Baby Doe cases, called the assignment "proba-
bly the ugliest thing "ve ever done," and added, "I never
want to faCe another mother who is looking at me and
saying, 'Why are you into my family business?". . . .

Another Baby Doe team member, who has almost a
decade of experience in rzlicing civil rights for the
agency, said, "We never had a Baby Doe problem before
.this administratlon. It was beyond our imagination. It just
came out of the blue from someone who hz.s a very
creative mind."

g Id at 1649.
4 See. eg., Protection of Handicapped Newborns: Hearing Before
the United States Commission on Civil Rights 250 (1986) (vol. II)
(testimony of Thomas Nerney, President, Disability Institute).

Sherwood, Baby Dx: The Politics of Death 11 (1984) (Washing-
ton Times reprint).



Department employees interviewed ail said they had
serious misgivings abort the Baby Doe emphasis.'

Under the OCR.procediaes for Baby Doe investi-
gations, medical consultants not unnaturally played
a significant role" Generally speaking, only an
educated and experienced medical expertnot a lay
investigator inexperienced in medicine or disabili-
tycan make the technical judgment concerning
what medical treatment is necessary to preserve a
particular patient's life. Effective investigations,
therefore, necessarily depend upon the use of medi-
cal consultants who are competent and willing to
make such a medical judgment in strict accordance
with the nondiscrimination principles embodied in
section 504.

OCR's selection of at least some medical con.ml-
tants was surprising. They included Dr. Gordon B.
Avery and rr. George Little, both of whom
submitted affidavits on behalf of the plaintiffs in the
suit to invalidate the original regulations." In a
medical journal article, Dr. James Strthn, the presi-
dent of the American Academy of Pediatrics,
Tevealed that during an investigation of alleged
denial of treatment at Rochester, New York's,
Strong Memorial Hospital in March 1983, the
neonatologist flown ln as OCR's consultant refused
to examine the children concerning whom denial of
treatment was alleged on the grounds that "the
investigators had failed to obtain the parents' con-
sent to examine the children."11 Since the parents
had presumably at least nominally acquiesced in the
suspected denial of treatment, unilaterally giving
them veto power over an investigation of the
allegations was not a realistic way for the consultant

Ciruons and Green, U.S. Moves in Baby Doe Cases Stir Anger,
Los Angeles Times, Nov. 12, 1983, at Al, col. 4, A6, col. 2
(emphasis added). See also Protection of Handicapped Newborns:
Hearing Before the United States Commission on Civil Rights
2f9-51 (1986) (vol. II) (testimony of Thomas Nerney, President,
Disability Institute) (Department of Health and Human Services
probably has many physicians who "make arguments about the
primacy of the medical profession").

See, ag., Office for Civil Rights, Department of Health and
Human Services, Discrimination Against Handicapped Infants by
Withholding Treatmtnt or Nourishment: Interim Expedited
Procedure 3 (March 22-25, 1983) (included as Attachment 4 to
Mfidavit of Betty Lou Dotson, Am. Academy of Pediatrics v.
Heckler, 561 F. Supp. 395 (D.D.C. 1983)).
20 See Office for Civil Rights' Medical Consultants, attachment
to Affidavit of Nathan D. Dick, Affidavit of George A. Little,
M.D., attachment to Plaintiffc complaint for Declaratory and
Injunctive Relief, Ststement of Points and Authorities in Support
of Complaint for Declaratory and Injunctive Relief (filed Mar.

..

to do an unbiased investigation of whether the
allegations were substantiated.

Significant delays prevented efficient enforcement
in investigations of substantial and notorious denial
of treatment practices in Connecticut and Oklaho-
ma.

Perhaps the first public acknowledgement of
regular denial of lifesaving treatment to children
with disabilities concerned Yale-New Haven Hospi-
tal. In 1973 Yale-New Haven pediatrician Raymond
S. Duff coauthored a medical journal article reveal-
ing that 14 percent of a series of 299 deaths in the
hospital's Newborn Special Care Unit were caused
by deliberate withholding of life-preserving treat-
ment, and providing a defense of the practice.12

In June 1981, the Hartford Courant published a
series of articles by medical reporter Diane Brozek
describing the continuation of the practices that had
been set forth in 1973." "Doctors at Yale-New
Haven Hospital's Special Care Unit routinely offer
parents the option of letting newborns with spina
bifida die by withholding food and the surgery
needed to close the baby's lesion to prevent infec-
tion," she concluded." She recounted a number of
specific instances presenting prima facie violations of
section 504 as it was being publicly interpreted by
the Departments of Justice and Health and Human
Services:

* [Michael Renfrew had brain damage resulting from a
hemorznage shortly after his birth. T]he doctors recom-
mended more than once that Michael be allowed to die.
[His father] Douglas Renfrew couldn't bring himself to
make the decision. He remembered telling the medical
team that multiple bic] handicapped children deserve to
live "if only because they teach us to value life."

18, 1983), and Affidavit of Gordon B. Avery, M.D., Exhibit A to
Defendant's Deposition of Gordon B. Avery, M.D. (Mar. 30,
1983), Am. Academy of Pediatrics v. Heckler, 585 F.Supp. 541
(S.D.N.Y. 1983) (Civil Action No. 83-0774).
" Strain, Special Report: The American Academy of Pediatrics
Comments on the "Baby Doe II" Regulations, 309 New Eng. J.
Med. 443, 444 (1983).
II Duff & Campbell, Moral and Ethical Dilemmas in the Special
Care Nursery, 289 New Eng. J. Med. 890 (1973).
" Brozek, Defective Newborns Are Dying By Design, Hartford
Courant, June 14, 1981, at 1, col. Al; Brozek, At Issue: A
Productive Life or Tragedy, Hartford Courant, June 15, 1981, at
Al, col. 1; Brozek, Siamese Twins Case a Test of Infant Care
Practices, Hartford Courant, June 16, 1981, at Al, col. 3, Brozek,
Parents Chose Death for Bak; Hartford Courant, June 17, 1981, at
Al, col. I.
" Brozek, At Issue: A Productive Life or Tragedy, Hartford
Courant, June 15, 1981, at Al, col. I.
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The baby's doctor, E. Laurence Hoder, agreed to
continue care, but the infant died January 27. When the
baby'sbeart began failing that night, Renfrew finally
agreed' by phone to disconnect a respirator so Michael
could die. . . 11

[When Eric Scuterud v-ss born with spina bifida at
Yale-New Haven hospital in 1980, his parents] were told
they could go ahead with the lifesaving operation and thm
institutionalize their baby. The doctors also gave the
couple the option of letting the baby die by withholding
food and the surgery that would close the back lesion to
prevent infection.

Doctors offered to let Eric go home to die, with an
adequate supply of morphine to sedate him. . .

Doctors also told Honey Scuterud she would not be
feeding him."

Dr. Richard A. Ehrenkranz, on staff at the Yale-
New Haven unit, said doctors there almost always abide
by parents' decisions; whether for life or death.

, ,Ehrenkranz said the staff doesn't intervene to save a
child against his parents' wishes, even when the child has a
reasonable chance to survive with treatment. "Some
medical institutions choose to step in, through the courts,"
he said. "We do not.""

* [Although o]verdose deaths at Yale-New Haven are
"infreqUent,". . .a doctor there said[, in some cases] he
and other doctors suggested the option, assuring parents
they would sign the death certificate, no questions asked.

The parents, he said, ended their infants' lives with
morphine or phenobarbital prescribed by the doctors and
usually dissolved in a baby bottle."

In reaction to the Courant series, the Connecticut
Senate PuNic Health Interim Study Committee on

Brozek, DefecOe Newborns .4re Dying By Design. Hartford
Courant, June 14, 1981, at Al, col. 4.
Is Id. at A25, cols. 23. Mrs. Scuterud felt she could not face the
prospect of staiving her child at home:

'That was the one thing I know I couldn't do, not In my
house," she recalled. The couple ordered the surgery, hoping
the doctors were right when they said Eric probably wasn't
brain damaged.

Id. at A25, col. 3. In 1981 Brozek wrote, "Eric Scuterud is
intejlectually normal for a year-old baby. He is quick with a grin
andllirts with strangers by throwing kisses with a loud smack of
his lipe Id at A25,- col. I.

/rL at A25, cols. 3-4.
Ls Id at Al, col. 3. Brozek commented:

This daring practice aud its acknowledgement by a doctor
signal bow routine the concept of nontreatment of defective
newborns has become in medical practice and how far some
medical 'professionals have taken it.
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Medical Treatment for Newborn Infants began a
series of hearings, chaired by Senator Regina Smith.
At those hearings, "Dr. Joseph P,. Warshaw, direc-
tor of newborn services at Yale-New Haven, said
that Iwo or three times' in the last five years, infants
with Down's: -Syndrome. . .were not treated for
intestinal blockages that prevented them from dig-
esting food."

Dr. Raymond S. Duff testified:

[I]n light of religious, personal, and family values and
circumstances, some medical conditions are estimated to
involve such a destructive impact on the family and often
on the child as well that rescue seems unwise. Family and
health professionals in these situations believe that tragedy
will only be compouaded for everyone if rescuJ is
attempted."

However, the committee received evidence that
these judgments seemed at times to be less those of
the family than those of Dr. Duff. For example,
concerning his son James, born with cerebral palsy
at Yale-New Haven Hospital in 1975, Leo Arria
wrote Senator Smith:

Even after realizing that James may not be normal we
decided that as long as he was alive we wanted to do
everything we possibly could do for him. It was then that
we were called into conference with a Doctor Duff, who
we were told was the head of Pediatrics for the hospital.
Doctor Duff told us that James was going to be a greet
burden to us throughout our lives. He also told us that
James would be a vegetable and a helpless human being.
He told us to consider very seriously abandoning the
child."

Theodore and Cheryl Mekdeci wrote Senator Smith
that their daughter Kimberly was born with spina
bifida in 1975:

Ending a human life by overdose clearly moves the issue
out of the long disputed area of passive euthanasia by
withholding care into the outlawed territory of active
euthanasia, or causing death.

Id at A25, col. I.
19 Cohen, Doctor Admits Hosp.tal Let Newborn:. Die. Hartford
Courant, Oct. I, 1981, at Al, col I. See also DeRenzo, Summary
of Hearings on the Treatment of Newborns with Disabilities 6
(Feb. 10, 1982) (on file at U.S. Commission on Civil Rights).
" Duff, Decision Making In Extreme Situations 5 (Testimony
prepared for presentation at heerings of the Public Health Interim
Study Committee on Medical Treatment for Newborn Infants,
Oct. 20, 1981).
n Letter from Leo F. Arria to State sen. Regina Smith (Apr. 7,
1982) (on file at U.S. Commission on Civil Rights). Mr. Arria and
his wife talked with another pediatrician and decided to authorize
medical treatment. See also letter from Theodore and Cheryl
Mekdeci to State Sen. Regina Smith (undated) (on file at the U.S.
Commission on Civil Rights).



Kimberly was placed in the Newborn Special Care Unit at
Yale New Haven Hospital. [We] were approached by Dr.
Duff. He wanted to know if we fully understood the future
life leze would be facecl with. Our daughter would be a
burden'to us and would need constant care and may never
amountto anything other than to be a vegetable, is what
he had told us. There was the possibility that she would
cause us Much pain. We asked him if he was advis[ing] us
against the surgery, asking us to take the chance of our
daughter dying. He told us it was something that we
should consider."

The committee obtaimi a Yale-New Haven hos-
pital policy that explicitly stated that among the
factors to be considered in decisions to provide or
withhold treatment were "the quality of life for the
child and family" and "the risks of psychological
burdens.""

The Brozek series and the legislative.learings
prompted an investigation headed by Thayer Bal-
dwin, Jr., chief of file Bureau of Health System
Regulation of the Connecticut State Department of
Health Services. At the conclusion of his invmtiga-
don, theieport of the bureau recommended against
any "attempt to dente or interfere with medical
psactice." It said "the enormous variety of personal
feelings on the subject" meant that laws preventing
denial of treatment "would be ignored and ineffec-
tive" However, the report did make factual
fmdings about a number of cases involving 11

hospitals around the State:

Two. . .infants had multiple congenital anomalies involv-
ing one or more organs and body systems and including
intestinal and neurological dysfunction in varying degrees.
Although individual physical anomalies were treatable,
with resultant varying prognoses, a physician/parent
decision was made to withdraw/withhold treatment and
active support, including intravenous fluids which provid-
ed nourishment. Alternative nourishment was then offered
orally "as tolerated" to one of these infants. Although this
infant died of "malnutrition," it is not known whether this
was due to lack of adequate intake or to intestinal
dysfunction. The second infant was provided no nourish-
ment in any form and subsequently died of dehydration.

" Letter from Theodore and Cheryl Mekdeci to State Sen.
Regina Smith (undated) (on file at the U.S. Commission on Civil
Rights). The Mekdecis wrote:

This time (after birth] is a very trying time for the parents
and being persuaded in the direction of ending the newborn
child[']s life is something that might be regreted [sic] later if
parents were to decide this way without feeling that there are
other alternatives. . . .

(A] low birth weight, full term infant was transferred from
another hospital on oxygen support. Problems noted early
on included physical signs . Down's Syndrome, heart
defect (probable AV canal), and probable duodenal steno-
sis. (The heart problem was operable, but with a high
mortality rate.) The infant was prepared for duodenal
surgery, however the parents chose not to perform
surgery. The mother did not want the baby to suffer or to
ruin the lives of their other children. . .A physician-
supported, subsequent parent decision was made to discon-
tinue all support. A statement signed by the parents
appeared in the record which stated their decision against
abdominal surgery and their decision to withdraw "medi-
cal support" and their understanding of the "full meaning
of this decision."

All "support" was discontinued on the fourth day of life,
including oral fr,edings (which were not feasible) and
intravenous nourishment. These activities were substanti-
ated by doctors' orders and nurses' records. At death (at
23 days old) the infant showed a substantial weight loss
from birth.

[A] severely premature infant required suctioning for
resuscitation. . . .A genetic consult confirmed the proba-
bility of Down's. A surgical consult revealed probable
duodenal atresia. There were several instances of brady-
cardia (slow heart rate) beginning on the first day of life.
On the third day of life, the parents made a decision to "let
nature take its course" and opted for "non-active interven-
tion". . . .[R]ecords indicated that the IV line (which
included nourishment), antibiotics and other support were
withdrawn on the third day. The infant died on the fourth
day, following increased episodes of bradycardia.

[F]our infants had multiple congenital anomalies and
physiological and medical problems including varying
degrees of cardiorespiratory and/or neurological deficien-
cies. (An infant with Down's Syndrome was included in
this group.) Physician/parent decisions were made to
withhold or withdraw artificial means of respiration from
these infants apparently based on prognoses of poor
quality lives from complications requiring continuing
extensive support.

. . .Notes such as "Plan is to not ventilate the in-
fant. . . .The parents accept this plan," "little chance of
even a remotely normal life," "multiple surgery and
maximal family support and medical care will be required

Kimberly today is mainstreamed into a regular classroom
at school. She is socially and emotionally well adjusted and is
a beautifully bright individual. She also shows much love.

" Gaidelines for Deciding Care of Critically Ill or Dying
Patients[i] A Summary of the Yale-New Haven Hospital Policy 5
(undated) (on file at the U.S. Commission on Civil Ri
24 Baldwin, Infant Death[i] Life and Death in Newborn Special
Care Units 11 (1982) (on file at U.S. Commission on Civil Rights).
See chap. 10 and text accompanying notes 38-40.
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to achieve a reasonable life". . .were observed in the
medical records. . . .

Articles in the Hartfnrd Courant which precipitated this
investigation by the Department of Health Services
referred to cases in which infants were starved or
overdosed at home. In three of the eighteen cases
reviewed, the infant died at home. Our review of hospital
recorch did not provide enough information to either
prove or rule out any malfeasance after discharge from the
hospital. However, there appears to be a high possibility
that active euthanasia was involved in at least one of these
CAMS.

.From our review, it would appear that in every
hoepital in which we reviewed records, selecfive
life/death decisions, involving withdrawal or withholding
of treatment were being-made by physicians and parents
on a case by CM basis.

. . .Some records at one institution included signed state-
meats by parents that it was their decision to withdraw
treatment even though death would necessarily follow."

On June 17, 1982, State Senator Smith filed a
formal complaint with the U.S. Department of
Justice, to which she attached the Brozek articles,
the Baldwin report, and information from testimony
given at the hearings before her committee (includ-
ing the two parental letters concerning Dr. Duff
quoted earlier)." She requested an investigation "to
determine whether or not Section 504 of the Reha-
bilitation Act or any other federal criminal or civil
statute is being ignored and violated."" The Justice
Department did not itself inidate an investigation
and did not refer the complaint to the HHS Office

II AL at 14-17. In another case involving a child with "perinMal
and neonatal asphyxia resulting in scions brain damage and
related complications," who was "able to breathe room thr and to
be fed by mouth," a "parent/physician decision had been
made. . .to discontinue tube feedings and feed only by mouth on
demand with the expectation that this conne would result in
death." The infant was "discharged home. . .and subsequently
died at home of eardiorespiratory arrest." Id. at 16.
S. Letter from State Sen. Regina-Smith to William Bradford
Reynolds, Assistant Attorney General, Civil Rights Division,
U.S. Department of Justice, and Arthur Peabody, Special
Litigation Section, U.S. Department ofJustice (June 17, 1982) (on
fde at U.S. Commission on Civil Rights).
" I& at I.
" Memorandum from Betty Lou Dotson, Director, Office for
Civil Rights, U.S. Department of Health and Human Services, to
Thooss Donnelly, Acting Secretary, U.S. Department of Health
and Human Services 1 (Mar. 1, 1983). ACcording to Ms. Dotson,
"OCR had already initiated a compilance review of the Yale-New
Haven Hospital in August 1982, which covered the same issues
involved in the Regina Smith complaint." Id According to Yale-
New Haven Hospital, it received a letter announcing _civil rights
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for Civil Rights until October 1982.2' It was not
until February 10, 1983, that any response was sent
to Senator Smith on her complaint. On that date
Caroline Chang, Region I Director of the Office for
Civ3 Rights, wrote her to inform her that on
February 1, 1983 (3 months after the complaint-had
been referreA to OCR by the Justice Department),
her complaint had been referred to the Region I
office for investigation. The Chang letter continued:

You have provided OCR with complete information
sufficient to initiate our processing of your complaint.
OCR has jurisdiction over the subject matter of the
complaint pursuant to Section 504 of the Rehabilitation
Act of 1973. . . .

We have determined that Yale-New Haven Hospital is a
recipient of Federal fmancial assistance from the Depart-
ment of Health and Human Services. . . .

In approximately ninety days, OCR will complete its
investigation to determine if there has been a violittion of
Section 504 and its regulation. If no violation is identified,
OCR will inform you and Yale-New Haven hospital in
writing. If there is a determination that a violation has
occurred, Yale-New Haven Hospital will be notified and
requested to take corrective action within the next ninety
days."

However, Peter Chan of the Region I office
telephoned Senator Smith some months later to tell
her that the investigation would take longer than
expected. Finally, approximately a year later, he
informed her that the investigation iinri been con-
c'uded at the regional level." The investigative
fmdings were cl-ared at the regional level on March
2, 1984, and the national office cleared a letter of
compliance review on July 27, 198Z and Federal investigators
arrived on Sept. 14, 1982.

During the fall of 1982, HHS personnel reviewed over one
hundred charts of deaths between January and June, 1981,
and March through August, of 19$.2. They subsequently
reviewed 110 charts of babies with specified conditions
admitted between October 1979 and Dezember 1982. They
also conducted extensive reviews with Hospital physicians,
nurses, social workers, administrators and others. . . .In
March, 1983, OCR Investigator Peter Chan returned to the
Hospital for additional interviews with physicians. On July
21, 1983, Investigator Chan again met with representatives of
the Hospital requesting additional information.

Letter from John E. Fenn, Chief of Staff, Yale-New Haven
Hospital to William J. Howard, General Counsel, U.S. Commis-
sion on Civil Rights 1-2 (Oct. 6, 1988) (printed in app. D of this
report).
" Letter from Caroline Chang, Region I Director, Office for
Civil Rights, U.S. Department of Health and Human Services, to
State Sen. Regina Smith (Feb. r 1983) (on file at U.S.
Commission on Civil Rights).
" Telephckz interview with State Sen. Regina Smith (Sept. 16,
1588).

143



finding on May 18, 1984." In the meantime,
however, enforcement was suspended in March
1984 as a consequence of the suit challenging the
fmal rules." As a result, the letter of finding was
never -issued."

In short, in a matter that by its nature was a matter
of life and death, it took nearly 2 years from the time
the complaint was filed to bring an investigation to
conclusion, at least 10 months of which was used
after the investigators' medical chart review and
interviews of hospital personnel had already oc-
curred. By the time HHS was fmally ready to act, it
was too late.

This pattern was tr, continue. In October 1983, an
article entitled "Early Management and Deckion
Making for the Treatment of Myelomeningocele"
was published in Pediatrics," the journal of the
American Academy of Pediatrics. The authors were
Richard H. Gress, MD, Alan Cox, MD, Ruth
Tatyrek, MSW; Michael Pollay, MD, and William
A. Barnes, MD. They were from the departments of
Orthopaedic Surgery, Pediatrics, Neurosurgery, and
Urology of the University of Oklahoma Health
Sciences Center, and Department of Social Service,
Oklahoma Children's Hospital, Oklahoma City."

The article described a selective treatment pro-
gram carrkd out at Oklahoma Chil.dren's Hospital.
The article tracked the "treatment" regimen for 69
Wants born with spina bifida between July 1, 1977,
and June 30, 1982." According to the article, a
hospital team assessed each infant within 4S hours of
birth. For those infants born with high lesions who
were suspected of having hydrocephalus or other
anomalies, a meeting was convened to decide upon a
treatment recommendation to the family. The rec-
ommendstion could be for "vigorous" treatment or
for "supportive care."" "Supportive care" meant
that lifesaving surgery to close the lesion would not
be performed and "active treatment" would not be
given "for infection and other acute illnesses."" In
addition, the criteria used by the team included an
assessment of "contribution from home and family"

31 Telephone inerview with Patricia Mackey, Office for Civil
Rights, U.S. Dep: rtment of Health and Human Services (SePt
20, 1988).
" Telephone interview with Peter Chan, Region I Office, Office
of Civil Rights, U.S. Department of Health and Human Services
(Sept. 19, 1988).
83 Telephone interview with Patricia Mackey, Office for Civil
Rights, U.S. Department of Health and Human Services (Sept.
20, 1988).
" Gross, Cox, Tatyrek, Pollay & Barnes, Early Management and
DeeltIon Making for the Treatment of Myelomenlngocele. 72
Pediatrics 450 (1983).

so that those families who had greater resources
might receive a recommendation for treatment and
those families with fewer resources would be more
likely to receive a recommendation against it, even
though the severity of the disability might be the
same in both cases."

Of the 69 infants in the experiment, 36, or 52
percent, were recommended for treatment. Thirty-
dim, or 48 percent, were recommended for "sup-
portive care." Of those recommended for treatment,
aL btia :ed with the exception of one who died as a
result of a car accident. Twenty-eight of the families
receiving the recommendation for nontreatment
(supportive care) accepted the recommendation.
The families of five children demanded treatment,
and of those five children, three, according to the
authors, "are alive and well."40 The majority of
infants for whom no treatment was planned were
sent to a facility called the Children's Shelter." At
the end of the experiment, 24 families had fmally
agreed to the nontreatment regimen, and all 24
children died. The experiment was called a success
by the authors: "[This approach seems to us the best
alternative available at this time."42

The Pediatrics article came to the attention of
Carlton Sherwood, one of only two investigative
reporters to have won both the Pulitzer and the
Peabody awards for investigative reporting. He was
then working for Cable News Network and took a
television crew with him to Oldahoma. Initially, he
was denied interviews by both the hospital and the
Children's Shelter, a facility to which, according to
the article, children being provided only "supportive
care" were frequently sem. One snowy Sunday,
however, a nurse named George McCormack decid-
ed not only to allow the reporter and camera crew
inside the shelter, but also to ten the story of his
unsuccessful attempts to obtain lifesaving surgery
for a baby born with spina bifida who had not been
treated."

Sherwood's camera captured the picture of Carl-
ton Johnson, a black baby born with spina bifida to

" hi at 450.
" hi at 452.
"
" Id. at 452, 453.
" Id. at 456.
" hi at 451.
" hi at 452.
" Id. at 457.
" Interviews wnh Cadton Sherwood (February 1984).

135



an unmarried mother receiving welfare." A large
sac was visible on Carlton Johnson's back, accord-
ing to McCormack the result of the refusal of
Oklaht, a Memorial Hospital-associated physicians
to treat him. McCormick told the reporter that he
had requested an operation for Carlton Johnson on
more than one occasion."

Sherwood's discoveries and interview with
McCormack were ilmd in February 1984, as part of
a three-part series on Cable News Network which
sprovided graphic evidence that the Oklahoma Chil-
dren's Hospital not only had conducted the selective
treatment experiment but also was apparently still
refusing to provide necessary medical treatment to
children born with surgically correctable problems,
especially if the child came from a poor family.

Of particular importance for the futurelegal status
of calls for Federal investigation of the selection
process was an interview with Carlton Johnson's
mother. Sharon Johnson stated thtt the doctors had
told her that her child could not live. She had no
idea that with an operation her son would be able to
move into a family home and live as normal a life as
his disability would allow." This zvidence suggest-
ed that the physicians were not simply deferring to
parental decisions, but rather securing parental
consent to nontreatment by providing unwarrant-
ably pessimistic prognoses. It raised the question of
whether parents were in fact giving legally effective
infzsrmed consent.

Attention within the disability rights movement
was drawn to the Pediatrics article soon after it was
published. Michael Lottman, a disability rights
attorney and former Justile Department official,
drafted a letter alleging that the Oklahoma proce-

" Interviews with Carlton Sherwood (February 1984).
" Cable News Network Transcript, O'ho Lives, Who 3
(Feb. 21, 22, & 24, 1984) (on file at U.S. Commission on Civil
Rights).
44 Id
" Telephone interview with Michael Lottman (Aug. 24, 1988).
" The Department of Health, Education, and Welfare was
subsequently divided into HHS and the Department of Educa-
tion. fiRS now has responsibility for these issues.
O Interview with Martin Gerry (Sept. 13, 1988).

Letter to William French Smith, Attorney General, U.S.
Department of Justice, and Margaret Heckler, Secretary, U.S.
Department of Health and Human Services (Feb. 24, 1984) (on
file at U.S. Commission on Civil Rights).
u The alleged violations were of section 504 of the Rehabilita-
tion Act, 29 U.S.C.A. §794 (1985); of the medicaid requirements
that services not be denied to eligible recipients without a fair
hearing, 42 U.S.C.A. §1396a(aX3) (West Supp. 1988); that
medical assistance to eligible recipients be of the same amount,
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dures. entailed various constitutional and statutory
violations." His draft was brought to Martin Gerry,
former director of the Office for Civil Rights in the
Department of Health, Education, and Welfare."
Gerry agreed with the basic findings in the Lottman
draft and circulated a revised letter of complaint to
various disability rights groups. The Association for
Persons with Severe Handicaps, the Association for
Retarded Citizens/United States, the National
Down Syndrome Congress, the Spina Bifida Associ-
ation of America, Martin Gerry, and Nat Hentofr, a
civil libertarian columnist for the New York City
weekly The Village Voice, joined in the formal
complaint."

On February 24, 1984, the written complaint was
submitted to both Attorney General William Fren,ch
Smith and Margaret Heckler, Secretary of the
Department of Health and Human Services." The
complaint alleged violations of three Federal stat-
utes and the HHS regulations involving human
experhnentation." It emphasized the urgency of
government action in response to the complaint. "It
is imper ' that the Federal Government act
decisively to put an end to these multiple and long-
standing Plegalities, and that intervention be effected
immediai before more lives are lost. If existing
administrative procedures. . .cannot move quickly
enough in this desperate situation, then the govern-
ment must go to court to put an end to these deaths
pending a final administrative or judicial determina-
tion."2

The Department of Health and Human Services is
required to investigate complaints "promptly.""
Despite the life-threatening urgency of the allega-
tions in the complaint, 96 days passed before the

duration, and scope as that provided to others, 42 U.S.C.A.
§1396a(aX1OXE) (West Supp. 1988); and that care and services be
providv:1 in a manner consistent with the best interests of the
recipient, 42 U.S.C.A. §1396a(aX19) (West Supp. 1988); of
regulations governing experimentation on human subjects, forbid-
ding such experimentation without informed consent, 45 C.F.R.
§§46.116, 46.406 & 46.408 (1987); and of the Federal criminal
code, 18 U.S.C.A. §§241 & 242 (1f.'f.9). Letter to William French
Smith, Attorney Geieral, U.S. Department of Justice, and
Margaret Heckler, Secretary, U.S. Department of Health and
Human Services 5, 6 (Feb. 24, 1984) (on file at U.S. Commission
on Civil Rights).
" The letter invoked United States v. Frazer, 297 F. Supp. 319
(M.D. Ala. 1968) as precedent ror such a suit. Letter to William
French Smith, Attorney Gene al, U.S. Department of Justice,
and Margaret Heckler, Secretary, U.S. Department of health and
Human Services 6 (Feb. 24, 1984) (on fde at U.S. Commission on
Civil Rights).
" 45 C.F.R. §§84.61 & 80.7(c) (1987).
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Office for Civil Rights (OCR) took measurable
action on the complaint. On May 30, 1984, a meeting
was convened in Washington, D.C., attended by
Betty Lou Dotson, OCR ditector; Surgeon General
C. Everett Koop; Kent Smith, exect.live director of
the Spina Bifida Association of America; and two
private physicians who had been critical of the
practices reported at Oklahoma Children's Hospital,
Dr. David Mc Clone of Chicago Children's Hospital
and Dr. John Freeman of Johns Hopkins Hospital in
Baltimore. Dr. Freeman later wrote that to "defus[e]
the adversarial approach" and "preveLt the necessi-
ty for and the problems inherent in litigation," it was
the "consensus of the meeting. . .to use a more
indirect approach to the University of Oklahoma
through Dr. Koop and the Spina Bifida Association
to see what current practices are being utilized by
the University of Oklahoma in their determinations
of who should be treated."" Physicians at the
hospital refused to give the Surgeon General assur-
ances that the practices had ceased."

Disturbed by the reports of this meeting and
wanting to make clear that the presence of a
representative of one of the complainant groups at
the meeting could not be interpreted as adequate
iustification for a failure to undertake a formal
mv,.%tigation and appropriate legal action," Martin
Gerry on June 4, 1984, wrote identical letters to the
Attorney General and the Secretary of Health and
Human Services "to acivis" e. . lormally that I repre-
sent each of the organizations and individuals listed
on the signature page of the Fehruary 24, 1984, letter
in connection with matters raised in the Complaint."
The letter emphasized that the February letter
"represents a true and complete complaint" with
regard to which 45 C.F.R. §80.7 required "that the
Department of Health and Human Services initi..`e a
prompt investigation 'whenever a compliance re-
view, report, complaint, or any other information
indicates a possible failure to comply' with the law,"
and to ask the Department to "designat[e] a liai-

" Letter from John Freeman to Betty Lou Dotson, Director,
Office for Civil Rights, U.S. Department of Health and Human
Services, and C. Everett Koop, Surgeon General zf the United
States (May 30, 1984) (on file at U.S. Commission on Civil
Rights).
" Gerry, The aril Rights of Handicapped Infants: An Oklahoma
"Experiment," 1 Issues in L. & Med. 15, 56 (1985), citing
telephone interview with C. Everett Itt.lp, Surgeon General of
the United States (Nov. 16, 1984).
" Interview with Martin Gerry (Sept. 13, 1988).

son. . .for us to contact in order to avoid any future
confusion.""

On July 2, 1984, Betty Lou Dotson, Director of
the Office for Civil Rights in thc Department of
Health and Human Services, responded to :he June
4 letter to Secretary Heckler. She stated:

When this matter carne to our attention in February, we
initiated efforts to develop a comprehensive and legally
viable investigative plan. These efforts included a May 30,
1984, meeting with the Surgeon General, two nationally
recognized medical experts on spina bifida, the Executive
Director of the Spina Bifida Association of America (a
cosigner of your earlier letter on this subject), and others.
That meeting produced a consensus on the initial steps to
be taken to most effectively deal with this serious matter.
Also during the course of these preliminary efforts, we
received information, seemingly reliable but not indepen-
dently verified, that the treatment procedures followed
during the 1977-82 time period are no longer in effect at
the University of Oklahoma Health Sciences Center."

The letter also f tated that after the March 12,
1984, filing of a suit to enjoin the section 504 "Baby
Doe" regulations, HHS, in order to avert a prelimi-
nary injunction, had agreed "to delay, until resolu-
tion of the litigation, direct investigation of com-
plaints not involving live infants at risk." It pointed
out that on June 11 the district court had issued an
injunction barring HHS from investigating treat-
ment decisions concerning newborn infants under
section 504.

The letter recozinized that the complainants "also
asked that this issue be reviewed from the context of
}MS regulations regarding the Medicaid program
and human experimentation." It justified not having
consid ared these hates because "HHS has concen-
trated its efforts to assure appropriate treatment for
handicapped infants on enforcement of section 504,
the approach we believed to have the strongest legal
basis." In light of the court order precluding use of
this basis, Ms. Dotson wrote, "I have forwarded
your complaint to the appropriate HHS offices for
review pursuant to these other authorities. . . .You

1/ Letter from Martin Gerry to William French Smith, Attorney
General, U.S. Department of Justice (June 4, 1984) (emphasis in
original); letter from Martin Gerry to Margaret Heckler, Secre-
tary, U.S. Department of Health and Human Services (June 4,
1984) (emphasis in original) (on file at U.S. Commission en Civil
Rights).
" Letter from Betty Lou Dotson, Director, Office for Civil
Rights, U.S. Department of Health and Human Services, to
Martin Gerry (July 2, 1984) (date of June 29, 1984, also appears
on letter) (on fde at U.S. Commission on Civil Rights).
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can be sure all appropriate actions within our le:ztal
authority will be taken.""

On July 3, 1984, William Bradford Reynolds,
Assistant .Utoniey General of the Civil Rights
Division of the Justice Department, responded to
Mr. Gerry's June 4 letter to Attorney General
Smith. The Justice Department lettez stated that
"(u)nder federal-regulations, this Department's role
in enforcing section 504 does not ordinarily com-
mence until the Department of Health and Human
Services or other authorized agency has referred a
matter of -iolation of section 504 to us for appropri-
ate action." Presumably referring to the May 30
meeting, Reynolds said: "In response to my receu
inquiry on the status of such an investigation, the
Department of Health and Human Services advised
that it was in the process of convening a group of
experts to develop an investigative plan and that the
activities of the Center were in the interim being
appropriately monitored." However, he wrote, in
light of the district court injunction, "recent judicial
action prevents further HHS action in this area at
this time,"

You also suggest that we consider criminal prosecutions
under 18 U.S.C. [§§]241 and 242. Those statutes create no
independent rights, but depend on proof of violation of
existing federal rights. As of now, the court decisions on
the treatment of handicapped infants under Section 504
negate any federal right in that area. Even if we prevail in
our position that Section 504 protects newborn infants
against discrimination based on handicap, we t lieve that
addressing thm issue under Section 504 would be more
satisfactory than criminal proceedings."

On July 13, 1984, Martin Gerry again wrote
Secretary Heckler on behalf of the complainants,
charging that "at least twelve additional disabled
infants [had] been u Jawfully denied treatment by
the same facilities" in the preceding 3 months. He
challenged the conclusion that action by the Depart-
ment under section 504 was precluded, maintaining
that the New York court's injunction need not be
interpreted to preclude investigation of a complaint

s* kL As of September 1988, HHS had not informed the
complainants of any investigations conducted, action taken, or
determinations made with regard to the Oklahoma complaint
under these other authorities. Interview with Martin Gerry (Sept.
13, 1988).
.3 Letter from William Bradford Reynolds, Assistant AtOrney
General, Civil Rights Division, U.S. Department of Justice, :o
Martin Gerry (July 3, 1984) (on file at U.S. Commission on Civil
Rights).
" Letter from Martin Gerry to Margaret Heckler, Secretary,
U.S. Department of Health and Human Services (July 13, 1984)
(on file at U.S. Commission on Civil Rights).
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related to Oklahoma." Secretary Heckle: replied on
October 11, 1984, reaffirming the conclusion of the
HIIS and Justice Departments that the New York
court's injunction had nationwide effect and pre-
cluded further HHS action."

In October 1985, the American Civil Liberties
Union and the National Center for the Medically
Dependent and Disabled (a Legal Services Corpora-
tion-funded national support center) filed suit against
a nurcaer of physicians at Oklahoma Children's
Hospital. The suit was filed on behalf Of Sharon
Johnson (Caelton Johnson's mother), Carlton John-
son himself, the parenu) of another child wi;1
disabilities who had died after allegedly being denied
lifesaving treatment at Oklahoma Children's Hospi-
tal, the Spina Bifida Association of America, and the
Association for Persons with Severe HandL4ps."

On February 12, 1987, several Members of
Congres'i wrote HHS Secretary Otis Bowen to
solicit iivolvement of the Department in the case,
which v. mld include an HHS request for Justice
Departrwmt intervention." Central to the letter was
an argument based on the Supreme Court's decision
in Bowen v. American Hospital Association." Bowen
had narrowe..1 the injunction that, as entered by the
lower courts, had forbidden HHS to investigate any
cases Involving denial of treatment to newborn
children under the aegis of section 504. Bowen
prohibited only investigation of such cases where
there had been parental consent to the treatment
withholding. In the Johnson case, 4.be plaintiffs
alleged that decisions to deny treatmeit were made
by hospital personnel without legally valid parental
consent. However, HHS never agreed io be in-
volved or to request the intervention of the Justice
Department.

The pattern is clear. The disability rights organi-
zations and Members of Congrs ultimately fared
no better with regard to Oklahoma Children's
Hospital than did the Public Health Committ of
the Connecticut State Legislature x.ith regal, to
" Letter from Margaret Heckler, Secretary, U.S. Department of
Health and Human Services, to Martin Gerry (Oct. 1 i, 1984) (an
file at U.S. Commission on Civil Rights).
" Johnson v. Sullivan, No. CIV-85-2434A (W.D. Okla. filed
Oct. 3, 1985).
" Letter from U.S. Reps. Beau Boulter, Thomas Bliley, Bob
Doman, Chris Smith, Jack Kemp, Harold Volkmer, and Henry
Hyde to Otis Bowen, Secretary, U.S. Department of Health and
Human Services (Feb. 12, 1987).
" 476 U.S. 610 (1986). For further discussma of this case, see
chap. 6 ard text accompanying notes 108-135.



Yale-New Haven Hospital. No legal action was
taken to stop the well-documented denials of treat-
ment.

In both instances, official complaints were docu-
mented by credible and detailed information strong-
ly suggesting violations of section 504. In both
instances, the complaints detailed an ongohlg pattern
or practice that suggested that lives continued to be
at risk. In both instances, prompt action would have
allowed investigations and compliance action to be
taken before there was any judicial bar." It took the
Justice Department more than 3 months to refer the
Connecticut complaint to OCR; it took OCR more
than 3 months to refer it to its regional office for
investigation; and despite a pledge to complete the
investigation in approximately 3 months, it took 15
monthsby which time it was too late. It took OCR
more than 3 months to take any significant action on
the Oklahoma complaintand when it did, the
action was to substitute informal inquiries for the
legally required investigation. In short, confronted
with substantial evidence of significant and ongoing
denial of lifesaving treatment to children with
disabilities, evidence that suggested an ongoing
threat to lives in both States, the responsible Federal
agency failed to act with the vigor and dispatch
incumbent on it in light of the circumstances, its
legal responsibilities, and its publicly stated position.

The Child Abuse Amendments of 1984
The second major Federal role in enforcing the

rights of children with disabilities to be free from
medical discrimination came with the effective date
of the Child Abuse Amendments of 1984. Beginning
on October 9, 1985, and continuing through the

" Courts are often influenced by the circumstances of precedent-
setting cases. Beth the Bowen Supreme Court decision and the
Second Circuit decision in University licspital were issued by a
closely divided court. Given the compelling and sympathetic
nature of the facts, if litigation had been initiated in either the
Connecticut or the Oklahoma cases, it is at least possible that the
decisions ultimately rendered concerning the applicability of 504
rendered by the courts might have been different.
" See chap. 10.
" 42 U.S.C.A. §5103 note (West Supp. 1988). In comments
submitted on a draft of this report, reprinted in app. E, the HHS
Inspector General stated that it was "incorrect" to characterize
the two studies as made in response to tEe requirement of the
Child Abuse Amendments. Letter from Richard Kusserow,
Inspector General, to William J. Howard, General Counsel, U.S.
Commiseton on Civil Rights 1 (Oct. 12, 1988). However, on June
8, 1988, HHS Secretary Otis Bowen submitted the^t to Congress
with a dccument entitled "Report to the Congress: Implementa-
tion of the Child Abuse Amendments of 1984 Relating to the

present, the National Center for Child Abuse and
Neglect in the Office of Human Development
Services at HHS has had the responsibility for
enforcing the requirements these grants impose upon
the States.

This report has already detailed the failure of a
number of State Child Protective Services agency
standards and procedures to meet the prerequisites
for Federal funding embodied in the Child Abuse
Amendments and their implementing regulations.
Nevertheless, these States have all been certified by
HHS for receipt of Federal funds under the Child
Abuse Prevention mid Treatment Act, without
being advised that they are out of compliance or
being given any deadline to bring their standards
and procedures into compliance." The Commission
considers this a significant failing on the part
HHS.

In 1987 the Office of Analysis and Inspections of
the HHS Office of Inspector General did two studies
in response to the requirement of the Child Abuse
Amendments that Iniot later than October 1, 1987,
the Secretary shall submit to the appropriate Com-
mittees of the Congress a detailed report on the
implementation and the effects of the provisions of
this part and the amendments made by it."" One
study focused on State Child Protection Services'
implementation of the Child Abuse Amendments,"
while the other dealt with hospital review commit-
tees." Certain portions of those reports evince a
disturbing failure on the part of the Inspector
General personnel involved in writing them either
fully to understand the requirements of the Child
Abuse Amendments or to make the appropriate

Protection and Care of Disabled Infants With Life-Threatening
Conditions" (on file at U.S. Commission on Civil Rights). That
document described its purpose as "to provide to the Conaress, as
required by Section 126 of Public Law 98-457 C' z Child Abuse
Amendments of 1984), a detailed report on the implememation
and the effects of the provisions of this legislation disablwl
infants with life-threatening conditions." 14 at i. It stated: "[T]he
Department. . .requested an inspection by the Office of Inspector
General (OIG) to (a) determine state compliance with these new
requirements, and (b) review hospitals' use of the Model Guide-
lines for Infant Care Review Committees. This study, conducted
in FY 1987, found that the States and the hospitals are complying
with Lie legislation." la at ii.
49 Office of Inspector General, Department of Health and
Human Services, Survey of State Baby Doe Programs (1937)
[hereinafter State Aencies OIG Report].
" Office of Inspector General, Department of Health and
Human Services, Infant Care Review Committees Under the
Baby Doe Program (1987) [heremafter Committees OIG Report].



inquiries to determine whether they are being
carried out.

In the report on infant care review committees,
for example, the Office of the Inspector General
noted that of the "between 20 and 36 potential Baby
Doe cases since the Federal regulations went into
effect in October 1985" considered by the 10
,committees whose activities were monitored, only 3
were reported to state CPS agencies." The Office
of Inspector General did not review the facts in
these unreported cases to determine whether or not
they met the standards established in the Child
Abuse Amendments. It is hard to see how, without
doing this, the Department could accomplish its task
of ascertaining whether the committees are fulfilling
what HHS has described as "the role of the ICRC
[infant care review committee] to review tbe
case. and recommend that the hospital seek CPS
agency involvement when necessary to assure pro-
tection for the infant and compliance with applicable
legal standards."72

It is equally disturbing that, apparently as a typical
exemplar of such committees generally, the OIG
report provides a detailed description of the "inter-
locking Infant Bioethical Review Committees. . .in

" Id at 9. See c%ap. 11, text accompanying notes 73-77, for a
discussion of the provisions of the Child Abuse Prevention and
Treatment Act that require all "suspected" cases of.withholding
of medically indicated treatment be reported, not merely those in
which I% hospital committee fmally decides that such has in fact
occurred or is about to occur. The Inspector General's report
fails to comment on this apparently wides2..-.Ad noncompliance,
and HHS has neglected to take any action to inform States that
toleration of such illegal failure to report does not meet their
responsibilities under the relevant law.
" Child Abuse and Neglect Prevention and Treatment Program,
50 Fed. Reg. 14873, i4880-81 (1985).
n Committees 010 Report, supra, note 70, at 11-12. The
Committees nIG Report describes the principles as recognizing
that "[w]ithholding or withdrawing treatment may be considered
when it is deemed futile and would merely prolong the dying
process or when the medical treatment imposes a burden which
lacks compensating benefits for the Infant. If such a decision is
made, the infant and the family are cared for in a supportive and
dignified manner." Id at 11. Cfi 45 C.F.R. §1340.15(bX2) (1987).
In his letter commenting upon a draft of this report, the Inspector
General described this passage as "misleading" because "Etlhe
purpose of this portion of the report was simply to serve as a
reference to other hospitals considering the establishment of
similar committees." Letter from Richard Kusserow, Inspector
General, to William J. Howard, General Counsel, U.S. Commis-
sion on Civil Rights 2 (Oct. 12, 1988). But that is precisely what
the Commission criticizes: a government agency suggesting that a
committee employing principles out of compliance with the law is
a fit reference for other hospitals that might establish such
committees.
" See chap.

four affiliated hospitals which make up the Albert
Einstein College of Medicine and the Montefiore
Medical Center in Bronx, New York," including an
account of the "set of principles which serve as the
basis for making decisions involving critically ill
infants," without pointing out that those principles
differ from the treatment standards required by the
Child Abuse Amendments."

The OIG report does make clear that, as discussed
in some detail above, most of the committees
surveyed review only cases in which there is
disagreement among health care personnel or be-
tween them and family members, and do not report
to CPS agencies if the disagreement can be re-
solvedregardle ,r all the OIG report shows, of
whether the agn; .4 resolution abides by or violates
the treatment principles embodied in the Child
Abuse Amendments." In light of these significant
indications of lack of compliance," it is disconvert-
ing that the official reaction of the then Acting
Assistant Secretary for Human Development Ser-
vices was that, "Overall, we are encouraged by the
fmdings, observations, and data contained in these
reports. . . .The findings and data reported do not
raise serious questions or issues for our attention."76

" Facts indicating other instances of incomplete compliance are
included in the report on State agencies. 45 C.F.R. §1340.15(cX3)
(1986) requires:

The programs and/or procedures must specify that the
child protective services system will promptly contact each
health care facility to obtain the name, title, and telephone
number of the individual(s) designated by such facility for
the purpose of the coordination, consultation, and notifica-
tion activities. ., and will at least annually recontact each
health care facility to obtain any changes in the designations.

The Agencies OIG report discloses that as of March 1987, five
States admitted that more than one-third of their hospitals with
neonatal :sitensive care units or obstetrical units had not designat-
ed such liai.Sans, 13 States admitted that some number of such
hospitals (less than one-third) had not done so, and 3 States
admitted that they did not know how many had done so. State
agencies OIG Report at 4, supra, note 69. Furthermore, only 28
States stated that they updated their lists of liaisons annually, as
required; 5 stated they update "periodically or as needed," while
the others apparently failed to reply. (The Agencies OIG Report
leaves unclear whether some of the 28 States did not receive
Federal funds, and thus were not required to comply with the
Child Abuse Amendments.) IcL
" Memorandum from Phillip N. Hawkes, Acting Assistant
Secretary for Human Development Service, HHS, to Richard P.
Kusserow, Inspector General, HHS (Sept. 11, 1987) reprinted in
Committees OIG Report, supra, note 70 at app. E at 1-2. The
Acting Assistant Secretary did not express concern that 22
percent of the State agencies "responded that, because of the
medical and ethical issues involved, CPS responsibility for Baby
Doe cases is not appropriate. We will consider what .ppropriate
action HDS [Office of Human Development Services] might take
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However, after reviewing a draft of relevant
portions of this report, Assistant Secretary Sydney
Olson commented:

We are extremely concerned about your fmdings which
itdicate that a number of State Child Protective Servize
(CM rgencies mty fail to meet the requirements for
federal funding as provided for in 45 C.F.R. 1340.15, and
your statement that the Department of Health and Human
Services has incorrectly certified them as eligible. The
issues you raise are indeed serious.n

The letter stated that "Iblecause of the informa-
tion r mpiled in the [Civil Rights Commission draft]
report," the HHS Office of Human Development
Services will. con ene a staff work group "to review
our current policies and instructions to determine if
there are ways in which we can imprc le the
administration of the Federal program and the use of
Federal funds to accomplish its purposes" and "will
review the eligibility of each State cited in your
report, paying special attention to those areas of
concern that you have identified."78

to further clarify and reinforce CPS agency responsibilities." Id.
at app. E at 2.
" Letter from Sydney Olson, Assistant Secretary, Office of
Human Development Services, to William J. Howard, General

Conclusion
The Commission is dismayed at the extremely

poor performance of the Department of Health and
Human Services in fulfilling its responsibilities to
protect children with disabilifies front medical dis-
crimination, first under section 504 of the Rehabilita-
tiun Act in the time period before its use was
enjoined, and currently under the Child Abuse
Amendments of 1984. That performance requires
substantial improvement. Although the Commission
is encouraged by steps the Office of Human Devel-
opment Services now states it will take in response
to this report, it is too soon to determine whether
they will result in the very significant increase in
scrutiny of the performance of recipient State child
protective services agencies that is essential if the
Department is effectively to fulfill its responsibilities
under the law.

Counsel, U.S. Commission on Civil Rights 1 (Oct. 31, 1988)
(reprinted in app. E of this report).
" Id. at 2.
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Chapter 13

The Proteceon and Advocacy System: A
Resource for Enforcenent

In 1975 Congress established structures c Oled
Protection and Advocacy Systems (P&A), ode% Ily
attuned specifically to the need to ensure vigorous
advoca4 of the rights of persons with developmen-
tal disabilities.1 The Developmentally Disabled
Assistance and Bill of Rights Act required that each
State or similar jurisdiction receiving Federal fund-
ing for persons with developmental disabilities estab-
lish an independent system with "authority to pursue
legal, administrative, and other appropriate remedies
to insure the protection of the rights of [persons with
developmental disabilities]."2

In 1984, in substantially expanding funding for the
P&A systems, Congress recognized both their im-
portance and their impressive track record. The
Senate Committee on Labor and Human Resources
Report noted:

The Committee views State Protection and Advocacy
Systems (P&A's) to be of critical importance in an
expanding egort by *he Congress to assure disabled
persons. . .protection of their rights under law. . . .[T]he
P&A's provide an invaluable local and :Luz available
resource to developmentally disabled- people which is
independent, yet knowledgeable of service providers. The

1 The law currently defines "developmental disability" to mean:
a severe, chronic disability of a person which-.--
(A) is attributable to a mental or physical impairment or
combination of mental and physical impairments;
(B) is manifested before the person attains age twenty-
two;
(C) is hlely to continue indefmitely;
(D) resuhs in substantial functional limitations in three or
more of the following areas of major life activity: (i) self-
care, (ii)'receptive and expressive language, (iii) learning,
(iv), mobility, (v) self-direction, (vi) capacity for indepen-
dent living, and (vii) economic self-sufficiency;_and
(E) -reflects the person's neid fo-r a combination and
sequence of special, interdisciplinary, or generic care,
treatment, or other services which are of lifelong or
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Committee no .1 favorably the testimony provided by Dr.
Jean Elder, Commissioner of the Administration on
Developmental Disabilities that "[Un FY 1982, 41 State
P&A systems served more tha[n] 41,000 persons."3

In 1986, "[b]ecause of the past accomplishments of
the De7elopmentally Disabled Protection and Ad-
vocacy System [DD Pez.A]," Congress chose "to
build on the experience of the existing DD P&A
S'yst m in investigating and resolving situations
involving abuse and neglect" of persons with
mental illness by adding responsibility for advocacy
for this population to the MAs.5 In fiscal year 1987
the P&A systems were appropriated $15.5 million
for advocacy on behalf of persons with developmen-
tal disabilities and $10.5 millicn for advocacy on
behalf of persons with mental illnws.6 With these
funds, the P&As prolAded advocacy 'for 70,S01
persons with developmental disabilities (of whom
2,823 were represented in the context of medical
and/or mental health services) and for 9,758 persons
with mental illness (of whom 1,254 were repiasented
in the context of alleged neglect in the provision of
medical/mental health treatment)? These figures do

extended duration and are individually planned and coor-
dinated.

42 U.S.C.A. §6001(5) (West Supp. 1988).
' Pub. L No. 94-103, sec. 203, §I13, 89 Stat. 486, 504 (1975)
(current version at 42 L.S.C.A. §6042 (West Supp. 1988)).

S. Rep. No. 493, 98th Cong., 2d Sess. 28, reprinted 110984 U.S.
Code Cong. & Admin. News 4334, 4361:

S. Rep. No. 109, 99th Cong., 1st Sess. 3, 8, reprinted in 1936
U.S. Code Cong. & Admin. News 1361, 1363, 1368.

Protection and-Advocacy for Mentally 111 Individuals Act of
1986, Pub. L. No. 99-319, 100 Stat. 478 (codified at 42 U.S.C.A.
§§10301 to 10851 (Wesr Supp. 1968)).

National Association of Protection and Advocacy Systems,
1987 Annual Statistical Report 2, 3 (1988).

Id at 5, 7, 13, 15.
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not include the more than 160,000 individuals
represented in class action suits in which the number
is known, or those represented in class action suits in
which the number is not known.°

P&A staff consist of attorneys, social workers and other
advocates who are capable of providing a full range of
advocacy services including the ability to pursue le&sl,
administrative and other appropriate remedies to protect
t. _:ghts of clients. . . .

P&A activities include: (1) investigating, negotiating or
mediating solutions to problems expressed by persons with
developmental disabilities, persons with mental illness or
clients of DVRs [departments cf vocational rehabilita-
tion], their famine: or agency representatives; (2) provid-
ing technical assistance to attorneys, governmental agen-
cies and service providers; (3) providing legal counsel and
litigation services to persons in this population and groups
who are unable to attain adequate or appropriate legal
services in their communities; and (4) training advocates,
consumers, volunteers, professionals, and other parties!

The United States Commission on Civil Rights
thinks that the P&A system affords an experienced
and appropriate resource to remedy discriminatory
denial of medical treatment, food, and fluids to
people with disabilities. It is clear that P&As
currently have -a general juribdiction that encom-
passes such instances." Indeed, P&As have handled
some such cases in the past. In 1983 the Idaho
agency, Coalition of Advocates for the Disabled,
was involved in the highly publicized "Baby Ash-
ley' case, defending the right of a child born with
hydranencephaly to receive treatment." In 1986 the
Minnesota agency, the Minnesota Mental Health
Law Project, represented hospital residents witb
treatment-related concerns." In 19&7 the Mississippi
agency, Mississippi P&A System for DD, Inc., was
involved in a case concerning refusal by a medicare-
medicaid recipient State hospital to provide iife-
preserving dialysis treatment to an individual dually
diagnosed with developmental disabilities and men-
tal illness." But the P&A system has not been called
upon for the bulk of enforcement in this area. In
dealing with denial of treatment to children with
disabilities in 1984, for example, Congress relied
upon the State child protective servic,,m (CPS)
agencies.

Id. at 5, 13.
National Association of Protection and Advocacy Systems,

1987 Annual Statistical Report 3 (1988).
So See 42 U.S.C.A. §6042(aX2XA)dc,(B) (West Sum. 1988).
" Telephone interview with Jim Baugh, Managing Attorney,
Coalition of Advocates for tie Disabled (Dec. 1, 1988).

For reasons detailed below, the Commission
believes that the P&A system should be brought into
active involvement in efforts to prevent illegal
denial of treatment to children with disabilities. In
sunnnary, the Commission envisions the following
new approach:

Prompt reports of suspected or actual cases of
withholding of medically indicated treaiment
would still be required to go to CPS agencies, ane,
CPS agencies would retain t' authority and
responsibility to investigate them. However, the
State P&A agency would be - ed by the CPS
agency as soon as the CPS agency received any
such report. The P&A would have access to the
records obtained and information developed by
the CPS agency. As a representative of the
interests of-the child, the P&A agency would have
independent authority, similar to that now held by
the CPS agency, to obtain medical records and to
obtain a court order for an independent medical
examination. Further, the P&A agency would
have independent standing to initiate a court
proceeding to authorize medical treatment for the
child, in addition to possessing standing to appear
on behalf of the child in any court proceeding to
authorize medical treatment initiated by the CPS
agency.

To catch cases that are not being reported to
the CPS agency, any hospital that uses a commit-
tee to review a r Dspective instance of withhold-
ing of treatment from a person with a disability
would be required to notify the State P&A agency
of meetings held to discuss the case. The P&A
would then be afforded the opportunity to exam-
ine the medical records and discuss the situation
with physicians, relatives, and the committee. If
the P&A deemed it nceessitry, it could obtain a
court order for an independent medical examina-
tion. If the P&A concluded that medically indicat-
ed treatment would be withheld illegally, it would
have the standing to institute a court proceeding
to require that it be provided.

To provide a deterrent to physicians who not
only might fail to report a case of withholding to
the State CPS agency but also might not submit it
to a hospital committee, the P&A would have

" National Association of Protection and Advocacy Systems,
1986 Annual Statistical Report, App. III at 4 (1988).
" National Association of Protection and Advocacy Systems,
1987 Annual Statistical Report 18 (1988).

5 2
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authority to conduct retrospective reviews of the
medical records of those with disabilities who die
in the State. If instances of illegal withholding of
medical treatment were detected, the P&A could
seek appropriate acticn by licensing boards or
Federal funding sources; in extreme circum-
stances, it could institute suits for injunctive or
monetary relief or refer cases for investigation by
prosecuting attorneys.
The Commission sees several advantages to in-

volving the P&A systems more directly in the
enforcement of the Child Abuse Amendments of
1934.

First, and perhaps most important, the P&A
system has far more specialized experience in safe-
guarding the rights of persons with disabilities than
does the CPS system. Although the CPS system
deals with the abuse and neglect of all children, most
of whom are not disabled, the P&A system since its
inception has concentrated on protecting the rights
of persons with disabilities. As chapter 10 docu-
ments, there is a disturbing tendency among CPS
workers to evince many of the negative attitudes and
pessimistic views concerning people with disabilities
that are prevalent in the society as a whole. Because
of their greater experience with persons with disabil-
ities, and the knowledge and sensitivity they have
thereby acquired, it is only natural that P&A
workers are on the average more likely than CPS
workers to be vigorous, effective, and reliable
dvocates for the treatment rights of those with

Second, the P&A system is less likely to be
affected by conflicts of interest thui the CPS system.
CPS agencies are integral parts of the State bureau-
cracy, compromising their willingness or ability to
take action against other State agencies, such as
State hospitals, that may be alleged to be involved in
treatment denial.'4 By contrast, the P&A system is
statutorily independent of State agencies. The Gov-
ernor of each State has the authority to designate the
P&A agency for each State." However, the 1984
Developmental Disabilities Amendments sought to
ensure the independence of the system 5y requiring
"assurances. . .that the agency implementing the

" See-chap. 10.
" National Association of Protection and Advocacy Systema,
1987 Annual Statistical Report 1 (1988).

Developmental Disabilities Act of 1984, Pub. L. No. 98-527,
sec. 2, §142(aX5), 98 Stat. 2662, 2680 (codified at 42 U.S.C.A.
§6042(aX5) (West Supp. 1988)).
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system will not be redesignated unless there is good
cause for the redesignation and unless notice has
been given of the intention to make such redesigna-
tion to persons with developm:mtal disabilities or
their representatives."6 The Senate Labor and
Human Resources Committee Report emphasized:

The Committee is. . .concerned that any change in
P&A designation within any jurisdiction be only for good
muse. Such good cause does not, in the Committee's view,
mean aggressivenessspecifically litigation against any
agency-of state or local governmentin the pursuit of the
designet's mandate to protect persons with developmental
disabilities. . . .The Committee urges the Administration
on Developmental Disabilities [the HHS unit in charge of
supervising the developmental disabilities aspect of the
P&As] to promulgate regulations and to carefully evaluate
any redesignation request to assure that there is both good
cause for any redesignation request and that notice of such
request has been provided to clients and clier.t groups
within thejurisdictions of the appointing authority prior to
the request being submitted to the Administration on
Develópmental Disabilities "

Third, since CPS agencies rely heavily on the
medical profession as the major source of reports of
"traditional" child abuse and neglect with which
they are primarily concerned, they are often reluc-
tant to jeopardize that working relationship by
appearing in an adversarial relationship in the
context of alleged medical aeglect." Unlike the
CPS agencies, the P&A agencies have no special
relationship with the medical profession that would
impair their ability to be vigorous advocates.

Fourth, P&A agencies are accountable to the
populations they serve. They must provide an
annual opportunity to the public to comment on
their priorities and must have a grievance procedure
"to assure that persons with developmental disabili-
ties have full access to services of the system.""
This provision for oversight, not present in most
CPS agencies, is an important check on the danger
of relaxing the vigilance and vigor e.ential to
effective advocacy. The Developmental Disabilities
Assistance and Bill of Rights Act Amendments of
1987,20 in the words of the Senate Labor and
Human Resources Committee Report, added:

" S. Rep. No. 493, 98th Cong., 2d Sess. 29, reprinted in 1984 U.3.
Code Cong. & Admin. News 4334, 4362.
" See chap. 10.
" 42 U.S.C.A. §6042(a)(2XC)&(D) (West Supp. 1988).
" Pub. L. No. 100-146, 101 Stat. 840 (codified at 42 U.S.C.A.
§§6000-6083 (West Supp. 1988)).
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several provisions designed to enhance the accountability
of the protection and advocacy systems by: ensuring
particular attention be paid to the needs of Indians and
members of racial and ethnic minorities who are develop-
mentally disabled; requiring the establishment of grievance
procedures; and by providing the public with an opportu-
nity to make public comment on the priorities established
by the System."

In the view of the Commicsion, therefore, it is
desirable to make better use of the P&A systems to
enforce the Child Abuse Amendments of 1984 and
section 504, as well as other constitutional, statutory,
and regulatory provisions protecting the medical
treatment rights of persons with disabilities. To do
so, certain tools are essential.

First, when a State CPS agency receives a report
Alleging the withholding of medically indicated
treatment from someone with a disability, the State
P&A should immediately be notified. At present,
there is no provision for notification of the P&A. To
enable it to make an independent assessment and, if
deemed necessary, to take independent action to
protect the meiical treatment rights of the child, the
P&A should have access to any information re-
ceived or developed by the CPS agency. For the
same reason, it should be given the authority to
investigate the allegation, to designate medical pro-
fessionals to review the medical records, and if need
be, to secure a court order permitting these medical
professionals to conduct a medical examination. It
should have the authority to represent the interests
of the child in any court proceeding, as well as
independent standing to bring a court actior to
enforce the child's rights.

Second, access to medical records is essential not
only when a CPS agency has received a report of
denial of treatment, but also when the P&A indepen-
dently receives a report. Medice4 records are the key
source in evaluating the validity of allegations of
illegal denial of treatment. As the American Bar
Association's Model Procedures note:

22 S. Rep. No. 113, 100th Cong., 1st Sess. 24, reprinted in 1987
U.S. Code Cong. & Admin. News 781, 803.
22 Nicholson, Horowitz & Parry, Model Procedures for Child
Protective Service Agencies Responding to Reports of Withholding
Medically Indicated Treatment From Disabled Infants Illth gfe-
Threatening Condi:lour, 10 Mental & Physical Disability L. Rep.
220, 239 (1986) (footnotes omitted).
s3 Developmental Disabilities Act of 1984, Pub. L. No. 98-527,
sec. 2, §142(aX2XD), 98 Stat. 2662, 2679 (codified as amended at
42 U.S.C.A. §6042(aX2XG) (West Supp. 1988)). See also S. Rep.

Records, if properly maintained, are the most objective
data available. Interviews by themselves may be mislead-
ing, if persons alter, omit, or embellish facts. Also, records
may reveal contrary views expressed by nurses, doctors
and others. The medical records should provide documen-
tary evidence of the course of the patient's medical
evaluation, treatment, and change in condition, and of
communication between the responsible physician and any
other health professional contributing to the patient's care.
The infant's medical record should specifically contain: (1)
identification information; (2) evidence of appropriate
informed consent or indication of why it is absent and
what is being done to obtain the necessary consent; (3)
patient's medical history; (4) report Of patient's physical
examination; (5) diagnostic and therapeutic orders; (6)
observations of pati.szt condition, including progress notes
and nursing notes; (7) report of all procedures, tests, and
their results; and (8) conclusions, including the provisional
diagnosis, associated diagnoses, clinical resume, and nec-
ropsy reports."

In 1984 Congress amended the law to ensure P&A
agencies access to the records of institutionalized
persons with developmental disabilities when com-
plaints from or on their behalf had been received by
the P&A and they had Ile legal guardian other than a
blanket public guardian." The 1986 legislation
provided for access to the records of persons with
mental illness under a more detailed but essentially
similar standard," and a correlative provision was
inserted into the developmental disabilities law in
1987.25 In circumstances in which denial of treat-
ment to children (and often older people) with
disabilities is in contemplation, however, the parents
or other guardians have, typically, nominally con-
sented to the treatment denial. It is essential: there-
fore, that in such cases the P&As have authority to
obtain access to the records, with apptopriate
assurances of confidentiality, without requiring the
consent of the guardian.

Third, to circumvent the documented failure of
many hospitals to report suspected instances of
withholding of medically indicated treatme nt. that
come before their infant care review committees,"
new mechanisms are needed. Any health care

No. 493, 98th Cong., 2d Sess. 30, reprinted in 1984 U.S. Code
Cong. & Admin. News 4334, 4363.
" Protection and Advocacy for Mentally Ill Individuals Act of
1986, Pub. L. No. 99-319, sec. 105(aX4) 100 Stat. 478, 480
(codified at 42 U.S.C.A, §10805(aX4) (West Supp. 1988)).
21 Developmental Disabilities Assistance and Bill of Rights Act
Amendments of 1987, §301(aX3), Pub. L. No. 100-146, 101 Stat.
840, 852 (codified at 42 U.S.C.A. §6042(aX2XG) (West SuPP.
1988)).
so See chaps. 10 and 11.
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facility that uses such a committee (or any other
standing or ad hoc committee)" to review any
prospective instance of withholding of treatment
from a person with a disability should be required to
noffy the State P&A of any committee meeting to
consider such a case. The P&A should be afforded
the opportunity to examine the medical records and
discuss the situation with physicians, relatives, and
the committee.

Fears that such a notification requirement would
lead to frequent adversarial confrontations and
vexatious litigation are not warranted by the track
record of the P&As. P&As have developed a
tradition cf resolving potential violations of the
rights of persons with disabilities or mental illness
without litigation. "These Protection and Advocacy
Systems (P&As) served approximately 85,000 people
m 1986, and have been successful in negotiating 97
percent of their cases without resort to litigation."35
Vigorous rights ad,rocacy does not invariably re-
quire adversary courtroom proceedings, and it may
well be that the rapid involvement of the P&A
advocates on a loc:1 level while decisionrnaking is
still in process and positions have not hardened will
avert the need for confrontation in many instances.

Unlike most CPS agency workers, most P&A
workers should be familiar with local and special-
ized parent support groups, sources of financial and
inkind support and counseling, which can be shared
with the parents, health care personnel, and internal
hospital Ammittee. (P&As are responsible for signif-
icant information and referral for persons with
developmental disabilities." ) This may well lead to
agreement on the part of all to follow a course of
treatment in full compliance with the law. In this
context, the language of the 1984 Senate Committee
report is particularly appropriate: "The Committee
commends the emphasis by P&A's on mediation
and/or administrative remedies while at thl same

n A 1985-1986 survey of hospitals with 1,500 or more births
annually or a neonatal intensive care unit found thst even whet:
no official committee is designated:

In many hospitals an informal group structure is used. In
6.7 percent of hospitals, this includes physicians, specialists,
and parents; in 5.7 percent, it includes a group of profession-
als in the hospital; [and] in another 2.5 percent of the cases it
includes a group of physicians. . . .

R. Greenstein, S. Hudd & G. Fleming, National Collaborative
Survey of Infant Care Review Committees in United States
Hospitals 6 (1987). See alsa University of Connecticut Medical
School/American Academy of Pediatrics, Projcct SummaryLI
Infant Care Review Committees in United States Hospitals: A
National Sur.:ey 2 (1987).
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time recognizes that there will undoubtedly be
future instances where litigation is the necessary
alternative to protect disabled persons' rights.""

Fourth, to provide both a mechanism for evaluat-
ing compliance an a deterrent to violations, each
State P&A should have ...17.nspective access to the
medical records of all children with disabilities who
die. Presumably, in most States only a random
selection would be routinely reviewed most years.
However, authority should exist to review confiden-
tially as many as the P&A deems necessary.

To ensure protection of the rights of institutional-
ized persons with developmental disabilities,
Congress has already required that P&As automati-
cally be provided annual survey reports on every
intermediate care facility for people with mental
retardation in their States." The Commission
considers this proposal to be a reasonable extension
of that precedent. Requiring notification to the P&A
whenever an infant care review committee convenes
to consider a "live" case, standing alone, will
probably ameliorate the widespread failure to report
by health care facilities, but it is unlikely to cure k.
Since the establishment of such committees is volun-
tary with each hospital, it will have no effect on
those facilities without them. Beyond this, the effect
of the notification requirement, if there were no
retrospective access, might fe to drive underground
contemplated withholding of treatment, as physi-
cians seeking to avoid outside review might simply
cease to use the formal hospital committees. A
knowledge that all deaths of children with disabili-
ties will at least potentially be subject to retrospec-
tive review will significantly reduce that incentive.

Fifth and finally, the Commission agrees with
what the Senate Committee wrote in a slightly
different context: "Providing the resources neces-
sary to match the mandate of the P&A systems is
essential if the job is to be done."32 Appropriate

u S. Rep. No. 113, 100th Cong., 1st Sess. 10, reprinted in 1987
U.S. Code Cong. & Admin. News 781, 790. See also S. Rep. No.
493, 98th Cong., 24 Sess. 28, reprinted in 1984 U.S. Code Cong. &
Admin. News 4334, 4361 (98 percent of FY 1982 cases resolved
without litigation).
" 42 U.S.C.A. §6042(aX2XA)(ii) (West Supp. 1988).
3° S. Rep. No. 493, 98th Cong., 2d Sess. 28, reprinted In 1984 U.S.
Code Cong. & Admin. News 4334, 4361. See also S. Rep. No. 113,
100th Cong., 1st Sess. 10, reprinted in 1987 U.S. Code Cone. &
Admin. News 781, 790.
31 42 U.S.C.A. §6042(aX4) (West Supp. 1988).
31 S. Rep. No. 493, 98th Cong., 24 Sess. 29, reprinted tn 1984 U.S.
Code Cong. & Admin. News 4334, 4362.
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additional funding for the P&As will be needed to
iniplement these new responsibilities. It should be
adequate both for State-by-State implementation and
for supportive training and technical assistance,
including resources for the rapid evaluation of
medical conditions.

With these powers and resources, the P&A system
would be in a position to bring about what the
Commission believes would be a significant im-
provement in enforcement of the Medical treatment
rights of persons, especially children, with disabili-
ties.
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aiapter 14

kindings and Re ;Ommendations

The United States Commission on Civil Rights
has undertaken to produce this report under its
statutory mandate to "submit reports to the
Congress and the President IA such times as the
Commission, the Congress or the President shall
deem clearable."

Nearly' 7 years ago, the Nation's attention was
captured by news accounts of the starvation of
Infant Doe in Bloomington, Indiana..petails of that
case , as well as of many other cases 0.. wrongful
denials of medical treatment for children born with
disabilities are contained in this report. The report
has examined and found sericus deficiencies in the
implementation of the Child Abuse Amendments of
1984 and makes recommendations to remedy these
deficiencies. Furthermore, this report provides evi-
dence that was unavailable in the administrative
record and that would have been useful to the
Supreme Court in its consideration and subsequent
invalidation of the Infant Doe regulaiions at issue in
Bowen v. American Hospital Associatim.

In the course of its hearings on the subject matter
of this report, the Commission received testimony
from a wide variety of individuals, including medi-
cal specialists, persons with disabilities, ethicists,
hospital administrators, Federal officials, parents,
acadethicians, and representatives of disability
groups. These hearings have been published sepa-
rately.: Of the many statements the Commission
received, however, an excerpt from the testimony of
Robert Williams, deputy director of the Pratt Moni-
toring Program of the D.C. Association for Retard-

42 U.S.C.A. §1975o(c) (West-Supp. 1988).
s hotechan of Handimppcd Newbornx Hearing Before the United
States Commission on Ciril Rights (1985) (vol. I) & (1986) (vol. II).
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woinyomammarcac-

ed Citizens, who himself has a physical disability,
perhaps best sums up the essence of this report:

mile way to secure commitments (to improve the way
peo2lo' with disabilities are treated and the services they
receive] is not. . .(to] suggest that care be withheld from
newborn infants with severe disabilities until adequate
funding is provided to help them k obtain their maximum
developmental potential. What benefit can result from this
strategy? At best it can be seen as an extreme example of
circular reasoning. At worst it can lead to the most vicious
of circles. Appropriate support services necessary to assist
the families of newborns with severe disabilities to love
and care for their child in their own home will not be

ilable as long as we devalue the life of a child so much
that it becomes acceptable to withhold the most ordinary
care.'

Based on its hearings, research, and this report,
the. Commission adopts the following fmdings and
recommendations:

General Findings
1. Surveys of health care personnel, the results

of investigative reporting, the testimony of people
with disabilities and their relatives, and the repeated-
ly declared views of physicians set forth n their
professional journals all combine to persiatde the
Commission of the likelihood of widespread and
continuing denials of lifesavhig treatment to children
with disabilities.

2. The Commission is convinced that the evi-
dence supports a finding that discriminatory denial
of medical treatment, food, and fluids is and ha3 been
a significant civil rights problem for infants with
disabiliaes. It is also persuaded that the availsble

$ Protection of Handicapped Newborns: Hearing Before the United
States Commission on aril Rights 272 (1986) (vol. II).

157 -a



evidence strongly suggests that the situation has not
dramatically changed since the implementation of
the Child Abuse Amendments of 984 on October 1,
1985.

3. The grounds typically advanced to support
denial of lifesaving -Aiedical treatment or food and
fluids are based on erroneous judgms:nts concerning
the quality of life of a person with a disability or on
social judgments that such a person's continued
existence will impose an "unacceptable" burden on
his or her family or on the Nation as a whole. These
judgments are often grounded in misinformation,
inaccurate stereotypes, and negative attitudes about
people with disabilities.

4. Many people, including members of the medi-
cal profession, hold negative attitudes about life with
disability that affect not only children but also adults
with disabilities. Moreover, direct testimony was
provided at the Commission hearings that these
attitudes exist and that discrimination in the provi-
sion of lifesaving and other medical treatment occurs
with respect to adults with disabilities as well as in
cases involving infants and children. Further fact-
finding it leeded to determine the extent of discrimi-
natory denial of medically indicated treatment in
cases involving adults with disabilities.

5. There is evidence that in many instances in
which lifesaving treatment is denied to children with
disabilities, their parents are only nominally making
the decision to withhold the tieatment. In practice
the doctors are often the prime movers in denying
the treatment.

6. The question of whether children with disabil-
ities should be denied lifesaving treatment has
frequently been couched in popular debate as
though the issue were the wisdom of government
intrusion into matters of parental discretion. In fact,
however, for decades the universally accepted law
has been that when parents make treatment decisions
that will undebatably lead to the death I their
nondisabled children, the state will inte.vene to
ensure the children's survival by mandating provi-
sion of lifesaving medical care. It is only when the
children have disabilities that the claim of parental
autonomy is given serious sympathetic consider-
ation. Thus, the decisions upholcii..6 putative paren-
tal decisions to deny lifesaving treatment to their
children with disabilities are rooted less in a respect
for pareatill authority than in a bias against disabili-
ty.

7. There are substantial economic costs associ-
ated with some forms of disability. Many costs,
however, are less a function of the disability or the
severity of the disability than of a policy that tends
to segregate and isolate, at enormous public cost,
those persons considered most severely disabled
without even considering the alternative of provid-
ing social and economic support for the family. The
assumptions irfluencing denial of treatment have
often been: (1) that the level of severity of disability
is the >v ajor determinant of lifetime costs; (2)
consequently, that the more severely disabled a child
may appear to be at birth the less likely it is that the
child will be able to contribute as an adult to his or
her own economic sufficiency; and (3) therefore, the
more npettStkle it will be to meet that person's basic
needs. Although these assumptions rest on major
fallacies, reliance on them has resulted in a self-
fulfilling prophecy: a diagnosis of severe disability at
birth leads to placements in residential and nonwork
environments that significantly limit that person's
capability and entail far more expense than neces-
sary. The ultimate irony occurs when the expense
that is the consequence of the original unfounded
and stereotypical assumption becomes a basis for
ending the lives of persons with severe, or what are
thought to be severe, disabilities shortly after they
are born.

8. The record developed during the Commis-
sion's two hearings and continuing investigation
demonstrates that there is a grave danger to the
constitutional rights of newborn children in cases in
which food, water, and necessary medical care are
denied on the basis of disability and predictions
concerning future quality of life. The principle of
equal protection of the law is offended when
disability is the basis of a nontreatment decision.
Procedural protections for the interests of both child
and parents are often absent completely or are
woefully inadequate to the task of sifting the facts.

General Recommendations
1. The Commission concludes that the Congress

and the President should address the very real
problems faced by people with disabilities and their
families. The President should take the lead in
fostering the development of a climate of social
acceptance of persons with disabilities and their
families by spealdng publicly on the issue. The
President should instruct the White House Council
on Domestic Policy to review the adequacy, as well
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as the coordination and development of, supportive
services intended to assist such families The Presi-
dent should order a review of the mechanisms
designed for vigorous enforcement of the statutory
rights of those with disabilities to accessible and
integrated transportation, housing, education, :'..ealth
care, and employment. In addition, the appropriate
committees of the Congress should schedule hear-
ings to address these question&

2. In considering legislation designed to prevent
discrimination against persons
Congress should take care to make clear that
discrimination in the course of rendering medical
treatment is precluded.

3. There is a need for factfmding activities by
the Congress, the State legislatures, and Federal,
State, 7,,nd local agencies charged with the enforce-
ment of civil rights laws and medical standards, to
determine the extent to which adults with disabilities
are subjected to discrimination in the provisicia of
medical care aid treatment, and to evaluate what
remedies exist or are needed to preven4 future
discrimination of this kind from taking place. In
particular, the new Secretary of Health and Human
Semices should direct the Department to undertake
such a study.

Specific Findings Regarding Support for
Families with Disabilities

1. The inriod surrounding birth is a time of
considerable stress and emotion, and for nondisabled
parents the birth of a child with a disability typically
comes as a great shock. While beset by traumatic
feelings of depression, grief, anger, and guilt, many
such parents today have inadequate accurate infor-
mation with which to make considered evaluations
concernin -; the nature of life with a disability or the
consequences for a family that includes a child with
a disability.

2. One of the principal motivations for denial of
lifesaving treatment to children with disabilities is
the view that their continued existence will create
too great a burden for their families. There is
evidence that this concern has led to concurrence or
acquiescence in the death or elimination of these
children.

Specific Recommendations Regarding
Support for Families with Disabilities

1. Congress should amend the Medicaid Act or
other appropriate legislation to require that recipi-
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ents of Federal fmancial assistance for medical
services provide specific information on support and
resources to parents of newborn children with
disabilities. Tbds should include information on
adoption and, when necessary, information on other
supported family placement with resources neces-
sary to care for the chjld.

2 Congress shxuld amend the Medicaid Act or
other appropriate legislation to lower the i....justed
gross income ceiling that a family must spend on
disability-related medical expenses before the family
member with a disability becomes medicaid eligible.

Specific Findings &larding Section 504
of the Rehabilitat!on tict of 1973

1. The hearings and research conducted by the
Commission, and the fmdings based on them, espe-
cially General Finding 5, supply a factual record
that was absent in 1986 when the United States
Supreme Court decided Bowen v. American Hospital
Association, striking down regulations intended to
assist enforcement of section 504 in the context of
discriminatory denial of treatment to children with
disabilities.

2. A central problem with the Bowen plurality
opinion is that-it suggests that section 504 puts no
constraints on a recipient of Federal fmancial assis-
tance responsible for the discriminatory denial of
treatment to a person with a disability, if the denial is
authorized by a nonrecipient such as a parent who,
as a surrogate decisionmaker for a child with a
disability, normally has the legal authority to pro-
vide or withhold consent for the child's medical
treatment

3. The Commission's findings suggest that par-
ents who authorize denial of treatment to their
children with disabilities are frequently substantially
influenced in that decision by the views of their
childrens' physicians and other health care personhel
who frequently display inadequate awareness of the
potential of these children.

4. In cases in which decisions nominally madc
by parents to deny treatment to children with
disabilities are in fact generated by health care
personnel, health care providers who do not provide
lifesaving medical treatment to children with disabil-
ities that would be provided were it not for the
disabilities should be held to violate section 504
despite parental acquiescence in the treatment deni-
al.
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5. The logic of the Bowen plurality opinion
applies equally to authorizations for denial of treat-
ment by other nonrecipient surrogate decisionmak-
ers, such as a guardian for a per-Nu with a disability
who is not competent to make .nth care decisions.

6. The position takcn by- the plurality thus puts
at risk-not trly children, but also older people with
dis4bilities. In the view of the Commission, a
rec.filent of Federal financial assistance should not
be able to escape the requirements of section 504
simply by persuading or encouraging a nonrecipient
to authorize what, but for the nonrecipient's in-
-olvement, would be prohibited discrimination. A
recipient's substantial involvement in a nonrecipent's
discriminatory practices should be held to violate
section 504.

7. The Commission's reading of the legislative
history and plain meaning of section 504 of the
Rehabilitation Act of 1973 persuade it that the
provision does cover discriminatory denial of medi-
cal treatment to people with disabilities.

8. The Comnaission concludes that passage of
the Civil Rights Restoration Ae establishes that a
hospital's practice of reporting to State agencies
instances in which parents withhold c...asent for
provision of lifesaving treatment to their children is
covered by section 504. The act defmes section 504's
coverage to include "all of the operations of. . .an
entire corporation, partnership, or other private
organization. . .which is principally engaged in the
business of providing. . .health care. . . ." If a
hospital ergages in reporting cases of .nedical
neglect to the State child protective services agency,
that practice of reporting is among the operations of
a corporation that principally provides health care.
Therefore, if any part of the hospital receives
medicaid or medicare, discrimination in reporting
based on handicap (such as a practice of reporting
instances in which religiously motivated parents
refuse consent for lifesaving treatment for nondisa-
bled children to the authorities, but failing to report
instances in which parents refuse consent for lifesav-
ing treatment for children with disabilities) violates
section 504.

9. During the period in which enforcement of
section 504 in this context was not yet enjoined, the
performance of the Office for Civil Rights of the
Department of Health and Human Services in
implementing it was poor. Confronted with substan-
tial evidence of significant and ongoing denial of
lifesaving treatment to children with disabilities,

evidence that suggested an ongoing threat to lives in
two States, the responsible Federal agency failed to
act with the vigor and dispatch incumbent on it in
light of the circumstances, its legal responsibilities,
and its publicly tutted position.

Specific Recommendations Regarding
Section 504 of the Rehabilitation Act of
1973

1. In light of the record develor-d by this
Commission, and in light of the advantaoes of
section 504 for ad..iressing denials of treatment, the
Commission recommends that the Executive branch
give careful consideration to resuming investigation
of allegations that children witit disabilities are
discriminatorily denied medical treatment based on
handicap and initiate enforcement of section 504 in
cases in which the allegations are found to be
justified.

2. Congress should amend the Child Abuse
Prevention and Treatment Act or other appropriate
legislation to make clear that withholding of medi-
cally indicated treatment, as defined in the Child
Abuse Amendments of 1984, constitutes denial of
the benefits of health care services for purposes of
Title VI and section 504.

Specific Findings Regarding the Child
Abuse Amendments of 1984

1. The Child Abuse Amendments of 1984, the
product of considerable debate and negotiation, set
out a detailed and, for the most part, unambiguous
but nuanced standard of care which States that
receive Federal funds for their child abuse and
neg'ect programs must enforce among health care
faciliti. If adequately enforced, the law would
provide strong protection for many children with
disabilities against denial of lifesaving treatment.

2. Parents engaged in life and death decisions for
their children are heavily dependent on the good
faith of, and accurate information provided by, those
advising them. Because advisors may '-e ignorant or
prejudic d about persons with disabiiities, there is a
need for the establishment of a broadly based
advisory process that includes members of the local
protection and advocacy system (P&As) and others
with expertise a disability and rehabilitation. Estab-
lishment of a structured care review process or
committee will ensure that the decision made is in
compliance with the standards set forth in the Child
Abust Amendments, provided that any participant
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in the advisory process who is concerned with the
well-being of the child has standing to invoke the
remedies that are otherwise -available under State
law and the Child Abuse Amendments for dealing
with child neglect.

3. ManyState ci-ld protective services agencies
rely heavily uPtinniembers of tI medical profession
for information and assistance concerning cases of
parental child abuse. This close working relationship
has also led to heavy lance by many State child
protective services agencies on the very medial
care facilities and personnel whose actions, advice,
or neglect are at issue in cases of suspected medical
care discrimination. Taken together, such close
working relationships among State child protective
services agencies and members of the medical
profession has resulted in the substantial failure of
many such agencies to enforce effectively the Child
Abuse Amendments of 1984.

4. It is questionable whether most hornital-based
ethics or infant care review committees are con-
structed in a manner that makes them likely to
conduct searching scrutaiy of proposed denial's of
treatment. They represent an approach that relies
essentially upon the internal self-regulation of the
health care community. Few committees include
representatives of disability rights groups; the major-
ity convene may to deal with disagreements rather
than attempting to scrutinize 'nost denial of treat-
ment decisions to see whether qiey comply with the
law. Instead of strictly applying the Child Abuse
Amendment standards, many appear in practice to
use more ambiguous criteria that include consider-
ation of the projected "quality of life" of the child
with a disability. Taking note of the great propensity
by many in the medical profession to disagree with
the treatment standards in the Child Abuse Amend-
ments and of tt e available evidence concerning the
functioning to date of hospital-based ethics or infant
care review committees, the Commir.sion is persuad-
ed that they cannot be relied upon alone to ensure
that children with disabilitim are accorded the
lifesaving treatment that is their right by law.

5. The Commission is dismayed at the poor
performance of the Office of Human Development
Services of the Department of Health and Human
Services in fulfilling its responsibility to ensure that
State child protective services agencies receiving
funds under the Child Abuse Prevention and Treat-
ment Act comply with the Child Abuse Amend-
ments of 1984 so as to protect children with
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disabilities from illegal discrimination in the provi-
sion of medical care. That performance requires
substantial improvement. Although the Commission
is encouraged by steps the Office of Human Devel-
opment Services now states it will take in respsnse
to this report, it is too soon to determine wL.nher
they will result in the very significant increase in
scrutiny of the performance of recipient State
agencies that is essential if the Departrnit is
effectively to fulfill its responsibilities under the law.

Specific Recommendations Regaro;ng the
Child Abuse Amendments of 1984

1. Because funds available under the Child
Abuse Prevention and Treatment Act are apparently
not sufficient to induce all jurisdictions t amply
with the Child Abuse Amendments in .der to
qualify for them, compliance with thc Child Abuse
Amendments should be made an additional require-
ment for State eligibility for participation in medi-
caid, so that the protections they afford will be made
available to all children with disabilities in the
United States.

2. Congress should amend the Child Abuse
Preventkm and Treatment Act or other appropriate
legislation to establish a mechanism to improve
reporting of cases of suspected withholding of
medhally indicated treatment by requiring that any
' oital that uses a committee to review a prospec-
t. ; instance of withholding of tre_tment from a
person with a disability is required to notify the
State protection and advocacy (P&A) agency of
meetintni held to discuss the case. The P&A agency
should then be afforded the opportunity to examine
the medical records and discuss the iituation with
physicians, relatives, and the committee. It should
have authority to obtain a court ordei for an
independent medical examination, and if it concludes
that medically indicated treatment would otherwise
be withheld illegally, it should have the standing to
institute a court proceeding to require that it be
provided.

3. Hospitals without a specialized zdvisory pro-
cess for dealing with the special net2.1. of parents for
information on disability and rehabilitation should be
required to establish a process in accordanc... with
the provisions of the Child Abuse Amendments and
the recommendation made above. \

4. Representatives of the local otection and
advocacy system should be includekii the advisory



process, both as advocates for the child's interests
and as a resource for the information of the parents.

5. Congress should amend section 504 and the
Child Abuse Amendments to require the establish-
ment of such a care review process or committee
within treatment facilities across the country.

6. Should any participant in a care review
advisory process not be satisfied that the outcome of
the process is in compliance with the standards set
forth in the Child Abuse Amendments, that person
should have standing to invoke such remedies,
judicial or otherwise, that are available under State
law for dealing with child neglect.

7. When a State child protective services agency
(CPS) receives a report of suspected withholding of
medically indicated treatment under the Child
Abuse Amendments, it should be required promptly
to notify the State F&A agency and to provide it
access to the records obtained and information
developed by the CPS agency. As a representative
of the interests of the child, the P&A agency should
have independent authority, similar to that now held
by the CPS agency, to obtain medical records, to
obtain a court order for an independent medical
examination, to appear on behalf of the child in any
court proceeding to authorize medical treatment
initiated by the CPS agency. The P&A agency
should also have independent standing to initiate a

court proceeding to authorize medical treatment for
the child.

8. To create a deterren4 to physicians who not
only might fail to report a case of withholding to the
State Cl?S agency but also might not submit it to a
hospital committee, the P&A agency should be
given authority to conduct retrospective reviews of
the medical records of those with disabiitis who
die in the State. If instances of illegal withholding of
medical treat=nt are detected, the P&A agency
should be able to seek appropriate action by licens-
ing boards or Federal funding sources and, in
extreme cases, to institute suits for injunctive or
monetary relief or refer cases for investigation by
prosecuting attorneys.

9. Congress should afford P&A agencies appro-
priate fmancial and backup assistance to enable them
to fulfill these roles capably.

10. The Office of Human Development Services
in the Department a Health and Human Services
should take corrective measures to ensure more
rigorous scrutiny of State plans submitted for fund-
ing under the Child Abuse Prevention and Treat-
ment Act to remedy the current widespread failure
of State child protective services agencies to comply
with the requirements of the Child Abuse Amend-
ments of 1984.
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A Dissenting View on the Report Medical
Discrimination Against Children with
Disabilities
By Willis- B. Allen, Chairman

When the final draft of this report was presented
(anti approved) by the Commission in January of this
year, it did not contain any information whatever as
to the rate of incidence of medical neglect of
handicapped newborns. Nor did it include even raw
numbers of the total births and deaths of severely
afflicted infants in the United States. When I
inquired, therefore, as to the dimensions of the
problem, no one who had assumed responsibility for
the preparation of the report could respond to me. I
found this extraordinary, to say the least, and utterly
unacceptable, to be candid. For that reason, among
others, I voted not to approve the report.'

1 That is to say,,I abstained. I did not vote against the report, but
neither did I vute to approve. Indeed, I spoke expressly in
aiticism of it. Mr. Destro rmds this expression troublesome,
despite the fact that the sentence, "I voted not to approve. . ." is
exactly the grammatical equivalent of the sentence, "I did not
vote to approve. . ." The point, of course, is that in the face of
tremendous pressure, I do not palliate the significance of my vote
try hiding behind technicalities. Rather, I candidly own that I
voted not to approve, and would do so again on the record
established here.
At his footnote 9 Mr. Destro worries not only about the grammar
in thy dissent but about my actual conduct in voting. To satisfy
his curiosity in this regard, I now append to this dissent the full
ien I issued at the time I voted to abstain, entering an elision
covering the material reproduced in the dissent (appendix 1).
Suffice it to say that Mr. Destrots litmus, the Commission's
"approach to the issue of medical care discrimination," falls wide
of the mark of my observations. The question is not, or should not
be -a question of approach. It should be a question of actual
contribution toward safeguarding vuhmable lives and rights. I
indicated at the Commission debate, and now reaffwm, my belief
that the Commission's "approach," far from protecting handi-
capped newborns, can only eventuate in making it more difficult
to Eruct them.
The shortest path to tbe defense of handicapped newborns would
be, not to carve out ever new exceptions to legal standards
crafted over centuries, but rather to assure inumediately the full
range of protections to which persons arc otherwise entitled. That
would mean not new laws but confirmed ..nforcement of laws
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Since the Commission's final vote on the report,
an appendix A has been added, reducing statistics
from the Center for Disease Control from 1983 and
partially responding to my inquiry. Nevertheless,
those statistics do not accomplish all that I sought.
In the first place, they provide no indication of what
has occurred within the medical profession since the
period of great concern about "Baby Doe" cases and
since the enactment of the Child Abuse Amend-
ments of 1984,2 That is, they say nothing about the
dimensions of the problem during the very years
when this report was being prepared at a cost of half
a million dollars! Secondly, no comparative analysis

against homicide and entailing every ordinary gradation and
distinction admitted in such cases. That is the import of my
repeatedbut still ignoredinsistence, that handicapped new-
borns have the same rights all other persons enjoynone more
and none less.
2 At page 208 Mr. Destro falsely characterizes my concern to
know the facts as an attempt to get hard numbers on who
commhted what crimes. What I asked for, and I repeat, was
simply a number indicating the incidence of handicapped new-
borns and a number of the deaths within that dass. Mr. Destro
fmds it "incomprehensible' that anyone should seek such informa-
tion. I am comforted, however, that staff was able to provide just
that (though without comment) in the report's appendix A, and I
am still more confirmed in my credulity by the fact that the
Inspector General's 1987 reports from the Department of Health
and Human Services make a fine effort in that direction.
What I fmd "incomprehensible" is that our staff and the
subcommittee read and commented on the IIIIS reports, but
nowhere attempted to come to terms with these numbers. That
the reader may not suffer from the omission, I add those Mej
reports as appendices to this statement ( 2 and 3). Let the readers
judge what the so-called "hard" evidence suggests, and I will be
surprised if they come to any conclusion other than that the effort
expendod to "justify" a defective report could well have
produced a better one if well directeddirected, that is, towards
the report's own announced purpose: "to determine the nature
and extent of the practice of withholding medical treatment c-
nourishment from handicapped infants." (Report, 1.1)
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is provided of the various figures, and particularly
those touching upon the three conditions most
frequently adduced in this report. According to the
1983, and thus prereform figures, there were 3,093
live births with Down syndrome, of whom 84 died
of the condition. There were 1,747 spina bifida
births, of whom 95 succumbed. And there were
3,238 cases of all of the listed atresias, of whom 261
passed. The question remains: Are these numbers
extraordinAry? Of these deaths, what proportion
might have been unnecessary?

Jai short, I remain convinced that this report
reflects all too prominently a certain kind of re-
xatrch incontinence. The failure to make as strong a
demonstration as possible reflects only one side of
that methodological flaw. On the other side has been
the steadfast refusal to vent the report among critics
in advance. When (as an ex officio member) I
proposed last fall that the draft be sent out to
interested parties for confidential comment, the
drafting subcommittee refusr ..,. That meant that we
had no means to measure the sufficiency of the
report's representation of the "other side." The
interest of producing the strongest possible counte-
rargument is to enhance the credibility of the final
document. As a matter of practice, Commission
reports should always be expected to contain the
most sympathetic representation possible of the
strongest counterarguments to the positions taken.
Even when such an approach will not guarantee thrt
we perznade -others, it will guarantee that we will
earn their respect.3

Apart from these methodological considerations, I
have previously written of substantive concerns that
troubled me. The editing of the "final draft" has
only partially relieved those substantive concerns. I
remain persuaded, however, that the interesti Of
handicapped newborns have been sacrificed to a

3 Mr. Destro misreads my statement and compounds his error by
then declaring his undermanding that I "subsume the question
entirely into the realm of medical ethics." (Destro, p.208, n.3) My
statement so clearly rejects this contention, in advance as It were,
that I wili not belabor the pomt. I will pause only long enough to
say that, by giving space to voices that were not heard in
preparing this report, I do not endorse their views of course. I
add here, as an appendix, the letter I received from the Amencan
Academy of Pediatrics, stating their views (appendix 4). Further,
since I have specifically disagreed with Dr. Engelhardt.- interpre-
tation of the Hippocittic Oath, there really can be no honest
occasion for anyone to misconstrue this. Perhaps now is also a
good place to remind the unwary that the argument ad Hakrum
generally betrays a want of defensible principle.
4 At page 2t1 Mr. Destro appropriates my observation, that this
report does not substantiate its claims of widespread abuse, to a

political mission. I do not require in this space to
repeat those arguments.' I believe at this moment
that the most urgent contribution I require to make
is to make clear the argument to which those who
would defend hanuicapped newborns must respond.
To that end, these remarks will be followed immedi-
ately by the commentary of Dr. Tristram Engel-
hardt, perhaps the foremost medical ethicist in the
United States. Dr. Engelhardt prepared his evalu-
ation of the report at my request and on extremely
short notice, since I was not free to send it to him
before it became public property.

Relative to Dr. Engelhardt's testimony about tha
incidence of undertreatment of handicapped new-
borns, it is regrettable that we are unable to make a
judgment based on this report. With respect to his
more substantive arguments, some I find reassuring,
while disagreeing with others. In particular, I am not
so sanguine as he about the power of the Hippocrat-
ic Oath to guide physicians through these trials
Because I discussed that central point in my previ-
ously published comments, I will produce that
discussion here, to conclude my remarks, and then
permit )r. Engelhardt immediately to respond.

Life and Health the Ends of Medicine
The reason Hippocrates came to my mind during

our preliminary discussion of discrimination against
handicapped newborns was that much of what I
read, and -much of what was presented before us,
seemed to present the question as one about thresh-
olds for humanity, as if protoplasm quickened into
humanity on some measurable scale to which our art
or science could point us. Hippocrates had taken
rather a different view, one which founded knowl-
edge and applicability of the arts on "knowledge of
the nature of man in general." [Regimen, I, ii] That
is, he made knowledge of the arts (of the end of the

purported denial that medical professionals discuss euthanasia and
other sanguinary approaches to human life. This sleight-of-hand is
totany unjustifiable. Happily, however, It rather serves to blast
than confirm his case. For, on the premise that people are surely
doing what they say they would be willing to do, Mr. Destro
conclu4es widespread abuse for which he adduces not one shred
of direct evidence. SinLe most of the discussions he rehes upon are
academic in character, It would not be difficult to set nght this
sophoincac use of those discuttsions. Let it suffice, Caough to
note that it is aim to believing that cannibalism has 1,:en morally
justified simply because philosophy and law profesArs use the
lifeboat exaaple! Even if every such classroom and jaurnal in the
country used the example in speech (and that is close to at
we would still need evidence beyond the incident at Dt.--.trer Pass
to declare the practice pervasive.

4
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arts) to depend upon knowledge of humanity, while
today we seem to do the reverseno matter what
side of the "Baby Doe" debate we fall on.

This is curious, indeed. Those who defend for
handicapped newborns a right to treatment, no less
than they who deny it, seem to believe that medical
art should not be informed by any notion of moral or
human ends. For the former, this leads to a powerful
emphasis on legal and administrative provtdures to
prevent the medical arts deciding questions not
appropriate to them; while for the latter, it leads to
emphasizing medicine as a neutral art that may serve
any purpose medical consumus desire for them-
selves. The idea that medicine is a neutral art was
certainly foreign to Hippocrates, for whom the art
was informed by the idea of human health, and it
was no less foreign to the generations of physicians
who subscribrd to Hippocratic standards.

What we must note today is that physicians no
longer subscribe to Hippocratic standards, and
certainly not to the Hippocratic Oath. That oath,
among other things, contained the following pledg,.:

I will neither give a deadly drug to anybody if asked for it,
nor will I make a suggestion to this effect, Similarly, I wig

6 At pp. 211-12 Mr. Destro profoundly, and sadly, misconst, des
the slight reentiOn of abortion made in my original statement.
(Can anyone fail to see the relevance of the Oedipus tale?)
Following the improvident lead of Ms. Berry, Mr. Destro
struggles vainly to separate the questions, never noticing that he

,empts to cleave the physician's soul. For the burden of my
observation was nothing more than to remark the reason for
Hippocrates' coupling of the pledges not to render abortions and
not to assist suicides. They are not two choices, but one; and they
are not dilemmas at all, from Hippocrates' perspor4ve. It is, in
fact, the assumption that moral choice implies dileutmas that is
'post profo.mdly the cause of our unwonted tolerance of moral
weakness. Dilemmas exist where grounds of judgment are
unclear. If, in our reasonings, we cannot state clear grounds of
iudgment, as I have tried to do, we will make matters worse, as
-this report and Mr. Destro's comments do.
In that light, we might do worse than to recall Thomas Jefferson's
admonition. Describing the moral sense that makes man man,
even when some persons seem to lack that very sense, Jefferson
turned to example: ". . .there is no rule without exceptions; but is
false reasoning which converts exceptions into the general rule.
Some men are born without the organs of or f heioing, or
without hands. Yet it would be wrong to say that man is born
without these faculties, and sight, hearing, and hands may with
truth enter intc,the general deF.nition of man." (Letter to Thomas
Law, June 13, 1814, Writings. p. 1337, Library of America)

This repurt is not about medical neglect, nor its corollary in
civil law, medKial malpractice. The law offers guarantees to all
citizens alike in this regard, whether handicapped or not. "Mere"
medical neglect is not a civil rights problem, whereas systematic
and discriminatory medkal neglect would be. It may seem
strange to say, but it is nevertheless true that civil rights guarantee
the fair distribution not only of advantages, but also of burdens.
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not give to a woman an abortive remedy.5 In purity and
holiness I will guard my life and my art. [Kass translation]

If every American physician adhered to this pledge,
there would be no Baby Doe problem. In fact,
however, American medicine has replaced tne Hip-
pocratic oath with it own "Principles of Medical
Ethics," which dropped altogether the opposition to
suicide and abortion. This is the history that, more
than anything else, creates our contemporary diffi-
cultiesthe deliberate, conscious adoption of sui-
cide and abortion as medical remedies.

In the Unioed States, however, we depend not
merely on the self-restraint of physicians. The
organic law of our society proffers a guarantee of
the right to life to persons, a guarantee that parallels
the Hippocratic pledo. When, therefore, our physi-
cians ceased to believe in the Hippocratic commit-
ment, they nevertheless were subject to the constitution-
al commitment. What we are trying to do now is to
measure whether and how the protections of law
can make up for the loss of steady moral commit-
ment.6

In this respect our report does us a disservice. By
presenting the plight of the handicapped newborn as
the logical development of unbroken historical

Hence, so long as medical neglect may fairly affect any citizen,
without regard to handicap, race, gender, or other prohibitrAi
grounds, it could not pose a civil rights problem. Thus the tuk. of
this report has been to prove not only that the handicapped
newborn is burdened, but unfairly so. That the report fails to
establish even the threshold phenomenon in the post-1984
environment is a signal condemnation of the effort devoted to it
and the taxpayer funds expended on it.
The report opened with a sensible awareness of this difficult%
affirming that the "equal protection clause. . .creates a nondiscri-
mination standard" while the "constitutional procedural (sic) due
process rights slso considered. . .presursv::- an existing substan-
tive benefit which they ensure may not be denied by processes
that fail to meet standards of fundamental fairness." (Report, 1.3n)
But it lost its way in the attempted application, trying to
distinguish the medical decision from the fairness decision. If
kidney dialysis, for example, is withheld from someone becawe it
is medically contraindicateci, such a judgment is outside the scope
of the Commission's purview." Good, as far as it goes!, but
compare that confident statement with the following: "A judg-
ment not to perform certain surgery because is person is black is
not a bona fide medical judgment." The fact is, however, that
one's being black routinely enters into medical judgments, and
particularly in the cast of kidney dialysis! We know that medicine
decides against kidney dialysis in black people, based on a
reported judrient of lower tolerance likelihood. The cue of the
handicapped is not less intricately wound up wita medical
judgments. These are debatable judgments, but not isolable
judgmeas. The civil 4ghta response to the kiduey dialysis is
shaping up to be a program of organ donor quotasthat is, a
..!acision that the medical decision is simply wrong! (Report, 1.4
and n.5)
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antecedentsthe legacy of bigotry in Americai
instead of as a corruption of previous accomplish-
ments, it depreciates not only the value of the
Hippocratic standard but also the orrinic principles
of our nation.

The history is also false in terms, tc the extent that
it .denies generally humane sOcial instincts toward
the "feeble-minded" in the era prior to the emer-
gence of 20th century nihilism and eugenics. Indeed,
the 18th and 19th century prison reform movement
(which gave us penitentiaries, houses of repeltance)
aimed as much to distinguish the criminal from the
"-..eeble-minded", and th e. insane as to provide reha-
bilitation. The fact that these primitive reforms fell
short of modern necessitiesand may by our lights
even seem blightedcan by no means diminish the
significance of that liberal impulse which gave birth
to them.

The report rightly condemns the eugenicist move-
ment and Margaret Sanger. I do not need conversion
on that score. It is nevertheless unsound to seek to
derive the eugenicist movement from mere historical
conditions or the cultural milieu. The significance of

this observation becomes manifest when we reflect
that at the heart of the report, we fmd an assumption
of deriving rights from meds (cf., ch. 8, n. 63).

Rights are neither defined nor illustrated by needs,
not for the handicapped nor any other category of
Americans. The reason black people ought to enjoy
equal rights of citizenship is not that most of them
are poor. It is rather that they are human beings to
whom the rights aud arts of self-government pertain
no less than to any other humans.

We have abiding confidence that a regime of
equal rights is the surest relief for unmerited disad-
vantage. We reject the contention, however, that to
relieve disadvantages iv to guarantee equality of
rights. Insofar as this report takes the opposite
position on this crucial question, we should not
approve it. The correct application of this principle
to the handicapped is to assure that they suffer no
further burdens (above all civil burdens) than are
already intrinsic to their circumstances. (I might
point out that there is also a moral corollary,
namely, that occasion be left for other folk to be
considerate.)

16 6
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Attachmeats io Statement of William B. Allen, Chairman

Comments on the Recommendations Regarding Section
504 of the Rehabilitation Act of 1973 and the Child
Abuse Amendments of 1984

By H. Tristram Engelhardt, Jr., PED., M.D.*

.311
At times the most well-meaning and intelligent of

men and women,, from the best of motives, come to
see an issue in a distorted light. Frequently this is the
result of cir Irnstances that have skewed the process
of data acquisition and interpretation. Unfortunately,
this appears to be the case with regard to the report
and recommendations concernins section 504 of the
Rehabilitation Act of 1973 and the Child Ab,ise
Amendments of 1984. The report appeals to have
been written wider assumptions that are fe and
misguiding. The report does not appreciat. that a
major shift in attitude has taken place, which makes
further Want Doe eases such as that in Blooming-
ton, Indiana, highly unlikely, but which has made
child abuse through oval-treatment more likely.

Because of a failure to appreciate the range of
harms to which seriously ill newborns may be
exposed (especially the risk of useless and painful
overtreatment), the report erroneously suggests that
the taqk is one of encouraging further overtreatment
rather than making some judicious changes in the
Child Abuse Amendments of 1984, so that they will
not constitute a threat to the best interests of a
significant class of very seriously ill newborns.

Nor does the report appreciate the kiad of
cooperation among parents, physicia- -nd child
protective services agencies that will be if
our society is to adapt to an environment of rapidly
changing high-technology medicine. In what fol-
lows X respectfully submit some substantive criti-
cisnr of the draft report and' recommendations with
respect to section 504 of 'the Rehabilitation Act of
1973 and the Child Abuse Amendments of 1984. The
central thrust of my comments is that there is no

!Professor of Medicine and Community Medicine, Center for
Ethics, Medicine, and Public issues, Baylor College of Medicine;
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evidence a-significant undertreating of severely ill
handicapptd neonates since 1985. If anything, there
is evidence of overtreatment. Moreover, were there
evidence of the failure to provide indicated treat-
ment, the proposed approach would not be the
preferred solution to the problem. If the recommen-
dations of the report are aggressively followed, the
interests of seriously ill newborns will be imperiled.

The Bias Toward Overtreatment: Overtreatment Is
a Form of Abuse

To begin with, I find matters as described in the
report not to accord with my experience as a
physician and a bioethicist, or with my conversa-
tions with neonatologists and with parents of chil-
dren with severe disabilities. In particular, the bias
stice 1983 or at least 1985 has been to overtreat, not
unontreat, severely ill handicapped neonates. In my
experience, families often wish to discontinue treat-
ment, despite the recommendations of the physicians
to the contrary. Moreover, physicians, especially
neonatologists, as well as a preponderance of lay
persons, often have an exaggerated view of what can
be contributed by intensive medical interventions.

Physicians whose careers are dedicated to the
saving of human life, and who often must spend
many grueling hours in attempting to save a child,
tend to regard parents who wish to stop treatment as
quitters, as individuals disloyal to the therapeutic
enterprise. One sees this phenomenon in other areas
of medicine such as cancer treatment, where patients
are frequently aggressively overtreated, subjected to
therapies that involve significant pain r .1 suffering,
but little if any real promise of extension of life. The
difficulties in this regard have in particula: been

Professor of Philosophy, Rice University, Adjunct Research
Fellow, Institute of Religion, Houston, Texas..
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illustrated by the resistance to hospice care, where
futile treatment is avoided in order to give more
-appropriate comfort care. The reason that it is often
very difficult for health care givers to move from
futile curative care to humane supportive care is in
pan due to their becoming so involved in a desper-
ate aope to cure that it is difficult to recognize the
limitafions of medicine.

The Distortion in Perspective Due to the
Therapeutic and r1nologica1 Imperatives

Technology has a force and momentum of its
nwn, often described as the technological impera-
tive. People tend to apply a technology in medicme
if it is available, even if there is no evidence that the
application will benefit those who are treated. The
technological imperative involves an augmentation
of what can be termed the therapeutic imperative:
the view that it is always best to treat aggressivey.
It is worth recalling that physicians aggressively
bled patiehts for over 2,000 years, even though this
treatment conveyed no benefit, expect perhaps for
those suffering from acute congestive failure. It is
very difficult for individuals to do nothing for a
patient, even when doing something harms the
patient 'more than it helN. It is because of this
seduction born of the inclination to intervene that
the Hippocratic maxim, "First do no harm fprimum
non nocerel," was articulated. This maxim was
extraordinarily important, then as now, because
physicians (and now hospitals) are not only inclined
to treat aggressively because of vain hopes born of
the therapeutic, now the technological imperative,
but because they take money from and derive esteem
from their roles as heroic therapists. Since we often
unrealistically expect so much from medical treat-
ment, it is difficult to appreciate how easily we as
individuals and societies are seduced by the techno-
logical imperative. 11 wever, it is important to
recognize that overtreatment, the use of treatment
that causes more harm than benefit, is a form of child
abuse.

The Misguided Tendency to Regard Criticism of
the Child Abuse Amendments of 1984 as Hostility
Towards the Handicapped

La reviewing the draft recommendations regard-
ing the Child Abuse Amendments of 1984, along
with the attached appendices and supporting infor-
mation, I am struck by the underrepresentation of

Pub. L. No. 98-457, 121, 98 Stat. 1749 (1984).
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the critics of the Baby Doe regulations and the
subsequent Child Abuse Amendments of 1984 and
how their arguments are treated. The considered
judgments of the President's Commission are by
implication styled rhetoric (see chapter 6). Beyond
that, there does not appear to be any testimony from
an official representative of the American Medical
Association 4)r the American Academy of Pediatrics;
t least leir views of matters since 1985 are not
given in the report. Moreover, there is a remarkable
underacknowledgement of the criticisms in the
literature about the Baby Doe regulations and the
subsequent regulations published pursuant to the
Child Abuse Amendments of 1984. Finally, substan-
tive criticisms have been construed as hostile opposi-
tion.

It may seem somewhat out of place to suggest that
criticisms of the Child Abuse Amendments of 1984
should be entertained at this juncture. However, it is
important to recognize how ill-st-ited some of those
requirements are. According to the current require-
ments; one is explicitly mandated, under certain
circumstances, to provide treatment that retional
and prudent decisionmakers would agree is inhu-
mane, that is, conveys more harm than benefit. The
current law would allow the nonprovision of treat-
ment only if "(A) the infant is chronically and
irreversibly comatose; (B) the provision of such
treatment would (i) merely prolong dying, (ii) not be
effective in ameliorating or correcting all of the
infant's life-threatening conditions, or (iii) otherwise
be futile in terms of the survival of the infant; or (C)
the provision of such treatment would be virtually
futile in terms of the survival of the infant and the
treatment itself under such circumstances would be
inhumane." Rubric (C) would require inhumane
treatment. That is, in cases where the treatment is
not also virtually futile, it would require treatment
that from the perspective of a reasonable and
prudent observer would cause more harm than
benefit to the person being treated.

Such an approach to treatment has generally been
held to be unethical and immoral. The American
Academy of Pediatrics, for example, has required
the provision of treatment only when it is clearly
beneficial. "When medical care is clearly beneficial,
it should always be provided. When appropriate
medical care is not available, arrangements should
be made to transfer the infant to an appropriate



modical facility. Considerations such as anticipated
or actual limited potential of an individual and
prese nt. or future lack of available community
resources are irrelevant and must not determine the
decisions concerning medical care. The individuars
medical condition should be sole focus of the
decision. These are very strict standards."2 More-
over, the American Medical Association quite prop-
erly has emphasized the legitimate role of parents in
deciding on the scope. of treatment when that
decision reflects a reasonable judgment regarding
the best interests of the child.

In desperate situations involving newborns, the
advice and judgment of the physician should be
readily available, but the decision whether to exert
maximal efforts to sustain life should be the choice of
the parents. The parents should be told the options,
expected benefits, risks, and limits of any proposed
care; how the potential for human relationships is
affected by the infant's condition; and relevant
information and answers to their questions. The
presumption is that the love which parents usually
have for their children will be dominant in the
decisions which they make in determining what is in
the best interest of their children. It is to be expected
the parents will act unselfishly, particularly where
life itself is at stake. Unless there is nonvincing
evidence to the contrary, parental authority should
be respected.3

Finally, it is important to note that a major
element of Western moral reflections regarding the
obligation to provide treatment has drawn a distinc-
tion between ordinary and extraordinary care,
which hs not been equivalent to usual versus unusual
care- but rather which has been equivalent to that
treatment constituting an undue or disproportionate
burden, versus that involving only a proportionate
burden given likely outcomes, and that is therefore
obligatory. There are many articulations of this
moral viewpoint, but a recent one of classical force
was pro,rided by Pope Pius XII in 1957: "r.crmally
one is held to use only ordinary meansaccording
to the circumstances of persons, places, times, and
culturethat is to say, means that do not involve
any grave burden [aucune charge extraordinaire] for

2 American Academy of Pediatrics, "Principles of Treatment of
Disabled Infants," Pediatric 73 (Apr. 4, 1984), 559.
3 Current Opinions of the Judicial Council of the American Medical
Association-1984 (Chicago- American Medical Association,
1984), p. 11.
4 Pope Pius XII, AlloCution "Le Dr. Bruno Haid," Nov. 24,
1957, Acta Apostolicae Sedis 49 (1957), 1031. English translation
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ont:self or another. A more strict obligation would
be too burdensome [trop lourde] for most men and
would render the attainment of the higher, more
important good too difflcult."4

It is crucial that one recognize that such distinc-
tions between ordinary and extraordinary treatment
were never meant to focus simply on economic
considerations. In contemporary medicine, physi-
cians are usually reluctant to treat severely ill
neonates when the therapeutic intervention is likely
to effect more harm than benefit. The focus is on the
best interests of the patient. There is primarily an
intention to avoid painful interventions that have
little prospect Df saving life. The testimony in a
distorting firhion suggests that the decision not to
treat depen . primarily on a prejudicial and biased
appreciatim. of the future quality of life of the
neonate. Instead, the inclination not to treat is
usually based on the judgment that the treatment
will itself cause more suffering than beiefit.

Because of the failure to appreciate the contempo-
rrny guiding ethos of neonatal medicine (i.e., that
there is an inclination to overtreat and the usual
interest in not treating is based on a cOncern not to
harm the neonate), there is also a failure in the report
and its recommendations to take seriously negative
appraisals of the Child Abuse Amendments of 1984.
For example, in chapter 9, the article by Kopelman,
Irons, and Kopelman is described as disclosing
"widespread hostility to the standards of treatment
adopted by the Child Abuse Amendments of 1984."
The data are more accurately described as giving
substantive empirical basis for criticizing those
amendments. To use the word "hostility" is to
suggest an emotional disposition to disregard the
amendment. However, the Kopelman et aL article
gives good grounds for agreeing with the Office of
the Inspector General, which in 1985 concluded that
the current regulations are sufficient and that "most
states feel that existing child abuse and neglect
procedures would have been adequate to respond to
baby doe reports." Indeed, in light of this
statement it is important to put the Kopelman et al.
reprn-t, published in the New England Journal
Medicine, in proper perspective. On the basis of a

from Pius XII, "Address to an International Congress of Anesthe-
siologists," Nov. 24, 1957, The Pope Speaks 4 (Spring 1958),
395-96.
s Office of Inspector General, Office of Analysis and Inspec-
tions. Survey of state Baby Doe rograms, September 1987. (Pub.
no. OA1-03-87-0018.)
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questionnaire sent to the 1,007 members of the
Perinatal Pediatric Sectioa of the American Acade-
my of Pediatrics, of which 494 members (49 parmt)
responded, 56 percent agreed, that "infants with an
extremely poor prognosis for survival were being
overtreated."6 This is not a statement supporting a
quality of life judgment. But it is an opinior. made by
expert physicians in the field that more hann than
good is being done in the treatment of a certain class
of severely ill neonates.

There is indeed an inclination in the report to
construe medical decisions as merely technical deci-
sions regarding the likelihood of success or failure of
a particular treatment. In medicine traditionally, and
today in areas outside of the treatment of handi-
capped neonates, this has not been the understanding
of appropriate medical decisionmaking. Appropriate
medical decisionmaldng has traditionally and still is
generally held to include consideration of whether
treatment will provide more benefit than harm.
Indeed, physicians are morally obliged to refuse to
provide treatment that produces substantially more
harm than benefit. Insofar as the recommendatiors
of the Civil Rights Commission undermine this
3thos, one can only conclude that the recommenda-
tions as currently written will make matters far
worse, not better, for the citizens, including the
ha Idicapped citizens, of the United States.

Is There Sufficient Pratv,..tion Already?

Whatever may have been the state of affairs prior
to the Baby Doe regulations and the Child Abuse
Anymdments of 1984, those changes in law and
public policy combined with the ever-increasing
level of exposure to malpractice litigation strongly
bias physicians in favor of treating a severely ill
neonate, even in cases where physicians believe such
a treatment will be inhumane, will in fact involve
more harm than benefit to the neonatc who is
treated. in addition, the issue of whistle blowing is
radically different in areas of child abuse than in
other areas of American society. Anonymous infor-
mation can be provided to State child protective
services agencies for investigation, so that the
whistle blower is not plac e.. at any risk. There is no
analogy between the risk'to whistle blowers current-
ly making reports regarding child abuse and other
areas of whistle blowing, where there is little

6 Kcpelman, Irons & Kopelman, Neonatologists Judge the
"Baby Doe" Reg:dations, 318 New Eng. J. Med.683 (1988).

possibility of anonymity nor an agency obligated
ant' equipped to investigate anonymous reports.

The interaction between parents and physicians
must be appreciated within this perspective. There
are already substantive requireinents to provide
sufficient information to parents so that they can
make an informed choice with regard to the treat-
ment of their severely ill neonates. These require-
ments are already supported by substantial malprax-
tice awards. To addition, the threat of being charged
with child a...ase has keenly focused the attention of
physicians on the rights of severely ill children. To
fmd that imroper persuasion of parents by physi-
cians occurs in this context is to judge that it is bad
social policy for parents to rely on the best available
expert medical care when needing to make decisions
about the treatment of their children, bearing in
mind the presence of subsequent sanctions against
physicians, should they acquiesce in child abuse or
provide improper treatment.

It may very well be the case that, in many areas,
the best of physicians are not fully informed regard-
ing likely prognoses. This will be a difficnity that
medicine will face generally as technological prog-
ress accelerates, requiring accelerated and intensified
continuing medical education. But this general prob-
lem is unlikely to be solved simply by heightening
government-bureaucratic enforced interventions. A
much more plausible alternative approach to this
problem, which is not restricted to any one area of
medicine, is to find ways of cooperating with and
assisting specialty societies in the continuing educa-
tion of their members. In short, IF physicians are
still undertreating patients, it is unlikely that the
measures suggested by the Civil Rights Commission
will be a salutary remedy for this difficulty. Only by
working with such organizations, trusting them and
encouraging their trust, will the nuanced self-regula-
tion be ensured, which is needed in such rapidly
changing technological areas.

But this contention abaut undertreatment involves
a very large IF. As the Kopelman and other articles
suggest, the current climate supports overtreatment,
that is, causing more harm to patients than good. 7
For example, Dr. Stuart F. Spicker (professor in the
Department of Community Medicine and Health
Care, School of Medicine, University of Connecti-
cut Health Center), who, under a grant from the

7 John C. Moskop and Rita L. Saldanha, "The Baby Doe Rule:
Still a Threat," Hastings Center Report 16 (April 1986), 8-14.
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Fund for the Improvement of Postsecondary Educa-
tion, Department of Education, is engaged in an
educational project to improve the functioning of
hospital ethics committees throughout the United
States, states thu from his experience, "there is no
indication from numerous cases discussed in the
project by members of U.S. hospital ethics commit-
tees that there is any significant abuse of the rights of
children as alleged by statements recorded in the
U.S. Civil Rights Commission Report. There is no
substantive abuse or endangerment of children ihat
would justify the proposed additional interventions
in established medical practice."8

Handicapped Neonates Should Not Be Obligatory
Subjects of Medical Experimentation

If the therapeutic and technological imperatives
are not contained, it will appear to be obligatory for
physicians to apply experime sl treatment to chil-
dren, even if the, treatment is considered inhumane,
unless the resuli,s of tir.t treatment are known to be
virtually futile. The result is that at the edge of
developing new medical technologies, physicians
will find themselves obliged to subject handicapped
newborns to treatment which would ordinarily not
be permitted because of its adverse harm-benefit
ratio, but which an overly zealous interpretation of
the Child Abuse Amendments of 984 would re-
quire. That is, the rapidly developing frontiers of
medical technology will continually create opportu-
nities to subject handicapped newborns to heroic
medical and surgical interventions, where it will not
be able to be shown that those interventions are
virtually futile, but where a reasonable medical
judgment will be that harms will outweigh benefits.

The Family as the Key to the Deceutralization of
the Authority of Experts in a Technological
Society

Unquestionably, parents are highly influenced by
the physicians they consult about treatment of their
children. Nor will there ever be perfect physicians
or perfect transfer of information to parents in
circumstances where life and death decisions must
be made. On the other hand, bureaucratically ensh-
rined regulations and guidelines are unlikely to fare
as well. Indeed, they are much less able to provide
the nuanced, situation-dependent guidance necessary
in areas of rapid technological advance. There is, as

Personal communication, Jan. 8, 1989.
9 Hans-Martin Sass, "Moral Dilemmas in Perinatal Medicine
and the Quest for Large Scale Embryo Research: A Discussion of
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a result, a strong argument in favor of relying on the
good will of families and physicians to make reason-
able judgments, especially given the substantive
societal restraints already in place.

One might obserie that one of the major lessons
to learn from Nazi Germany is that the government
should not be given, primary authority regarding
life-and-death choices. Hitler's Germany, it should
be recalled, both forbade abortions and enjoined
euthanasia. The lessen of history suggests that the
costs in the long run from relying vn families are
much less than relying on governments. This may
explain why in the Federal Republic of Germany,
where the lessons from the history of Nazi atrocities
consciously guide contemporary public policy in
order to avoid a repetition of those atrocities, there
has been explicit effort to avoid rules such as those
incorporated in the Baby Doe regulations. At a
conference held in Germany, June 27-29, 1986, the
German Society for Medical Law recommended
that the physician be excused from providing treat-
ment for handicapped newborns whenever:

(1) life cannot be maintained for any length of
time, but instead one will only be postponing a
certain death, e.g., in the csa- severe dysrhap-
hia-syndrome or inoperable heart defects;
(2) in spite of treatment it is determined that the
newborn will never have the possibility of com-
municating with his environment, e.g., severe
microcephaly, very severe brain damage;
(3) the newborn's vital functions can be main-
tained for any length of time only by means of
intensive medical intervention, e.g., breathing
difficulties without possibility of restoring health,
loss of kidney function without possibility of
restoring health.9
These decisions should be made as far as possible

with the family. The above recommendations were
made not in order to avoid the continued life of
handicapped infants, but rather to avoid therapeutic
interventions that would cause more harm than
benefit.

The decentralization of important decisions has
been the genius of Anglo-American countries. One
belittles the opinion of the plurality of the Supreme
Court in Bowen v. American Hospital Association if
one overlooks the implied criticism by the Court of
government intrusions in family decisionmaking.

Recent Guidelirm in the Federal Republic of Germany," Journal
of Medicine and Philosophy 12 (1987), 287,
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"Section 504 does not authorize the Sezretay to
give unsolicited advice either to parents, to hospi-
tals, or to state officials who are faced with difficult
treatment decisions concerning handicapped chil-
dren."10 Here I think it is reasonable to see the
Court in part reflecting the judgment that "The
history and culture of Western civilization reflect a
strong traditirm of parental concern for the nurture
and upbringing of their children. This primary role
of the parents in the upbringing of their children is
now established beyond debate as an enduring
American tradition." " Tn. undermine this central
role of parental choice is to depart substantially from
the tradition of our law.

In this respect, the report seriously misstates the
situation when it alleges in chapter 1 that only when
children have severe disabilities is the claim of
parental autonomy given serious consideration. In
fact, parents are generally held to be free to choose
any medical treatment endorsed by a recognized
group of medical practitioners. This recognized
right at law plays a substantial role when parents
choose among different chemotherapeutic ap-
proaches for their children with cancer, often
selecting a treatment that offers a reduced chance of
survival, but involves less suffering and pain. Such
choices are made regularly throughout health care
and are considered proper, and are proper. Thus,
one can see why the plurality in Bowen v. American
Hospital Association emphasized that "it would al-
most certainly be a tort as a matter of state law to
operate on an infant without parental consent." 12
The moral basis of this legal consideration would
lead one to hope that, at the very least, the
recommendation regarding section 504 of the Reha-
bilitation Act of 1973 would inclmle a recommenda-
tion that no treatment be provided, other than on an
emergency basis, over the protests of parents,
without a court order.

Reliance as far as is feasible on parents choosing
among acceptable medical options, which take into
account the pain and suffering of severely ill

neonates, will not in all cases provide protection to
those neonates. But over the long run, such a policy
will constitute a step away from a paternalistic elitist
posture on the part of government and towards
encouraging responsible choices by parents in con-
sultation with their physicians and within the con-
text of current legal protections. Still, one must

i° At 647.
it Wisconsin v. Yoder, 406 U.S. 205, 232 (1971).

observe that one of the reasons it is safer to walk in
East Berlin at night than in West Berline is that the
populace is more effectively monitored on the
eastern side of the border. But that commitment to
security has its own substantial societal costs.

The important point in all this is that, if we as a
society are not to be enslaved to our medical
technologies, we must help empower patients or
their surrogates, not physicians or bureaucrats, with
the authority to make the crucial decisions. We must
as far as possible tolerate decisionmaking within the
context of the family. Otherwise, democracies will
be overwhelmed by the technological imperative.
Democratic societies will succumb to the seduction
of using all possible treatment, even when such
treatment is inhumane or violates human digmty,
that ;.s, even when it is the source of more harm than
benefit for those treated.

A State-by-State Approach to the Implementation
of New High-Technology Medicine

A Federal system in which the States have
different punishments for such serious crimes as
marder and rape should easily tolerate a number of
States exempting themselves from the Child Abuse
Amendments of 1984. We as a society have only
begun the serious task of developing policy for the
application of high-technology, high-cost 1..ea1th

care, which can often offer only limited promise of
success but at the price of significant pthn and
suffering for the patients treated. There is unlikely to
be one single morally appropriate way to make
moral decisions regarding when such treatment
should be applied. This is the case in medicine
generally and with respect to the treatment of very
low-weight neonates, as well as neonates who are
Dorn seriously ill with serious handicaps. Our Feder-
al system can but benefit from the experience of
those States that wish to forge their own rpproaches
to responsible policymaking in these areas.

Quality of Life and Artificial Hydration and
Nutrition

With regard to issues of quaE of life, the report
mixes apples and oranges. For example, in consider-
ing the role of quality-of-life assessments in chapter 3
of the December 2, 1988, draft, the report asks why
so many support and practice the denial of life-
saving medical food and treatment. To begin with,

12 At 630.
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reports such as Kopelman et al. demonstrate that the
primary contemporary interest in restricting treat-
ment involves cases of severely ill neonates where
'the course of treatment would be painful and
inhumane to the child and the chance of success
minimal, but not necessarily clearly "virtually fu-
tile." Moreover, the current interest in restricting
hydration and nutrition primarily concerns neonates
who have permanently lost consciousness. 'In this
regard, it should be noted that the last Federal
substantive examination of this issue led to the
conclusion that "The decisions of patients' families
should determine what sort of medical care perma-
nently- 'unconscious patients receive. Other than
requiring appropriate decisionmaking procedures
for these patients, the law does not and should not
require any particular therapies to be applied or
continued, with the exception of basic nursing care
that is needed to ensure dignifiedand respectful
treatment of the patient." 13 It should also be noted
that medical care, at least in the case of adults, has
been interpreted to include artificial hydration and
nutrition. This considered recommendation conflicts
with the holding of the Redwood County Court,
Family Division, in "The Matter of the Welfare of
Lance Tyler Steinhaus," which was substantively
guided by the Child Abuse Amendments of 1984.
There the county court required the provision of
nutrition and hydration, although the child was
permanently and irreversibly vegetative. However,
an infant, or for that matter an adult, in a permanent-
ly vegetative state has no capacity to experiencc
anything. Again, these cases are radically different
from those that involve comparing different levels of
the quality of life of individuals who have not
permanently lost consciousness. The members of the
Commission might consider what moral interests
they would have in having their bodies maintained
with artificial hydration and nutrition, were they
permanently and irreversibly to lcde all con-
sciousness, and their next of kin approved the
cessation of all treatment, including artificial hydra-
tkr. and nutrition. Whatever the Commissioners
might consider, it should be clear that quality-of-life
judgments in such cases are radically different from

13 President's Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research, Deciding to
Forego Life-Sustaining Treatment (Washington, D.C.: U.S. Gov-
ernment Printing Office, 1983).
14 For a popular presentation of the plight of such parents, see
Robert Stinson and Peggy Stinson, "On the Death of a Baby,"
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those that concern the "quality of life" of a perceiv-
ing., profoundly retarded child. In the case of a
permanently and irreversibly vegetative individual,
there is simply no quality of life whatsoever, so that
the next of kin might very well properly judge that
the provision of artificial hydration and nutrition
would be an indignity that violatw the moral and
constitutional rights of the affliccéd, Which may then
be protected through the choices of the next of ldn.
This view has increasingly been sustained by recent
court cases, which have recognized a constitutional
right to have such treatment refused. In this respect
the report's consideration of constitutional issues is
onesided at best.

Fixing What Isn't Broken Can Harm Rather than
Help

The proposed recommendations appear directed
to a problem that does not exist; they are very likely
to do much more harm than benefit to severely ill
neonates. Moreover, they do not propose a realistic
solution to the challenge of the continuing education
of medical specialists, whose lack of current infor-
mation would be the basis of a problem, were it to
exist. Furthermore, there is a failure to take adequate
account of the actual overtreatment of extremely ill
neonates with poor prognosis for survival. To put
the matter in perspective, one would need to talk to
the numerous parents who have been forced to
overtreat a severely ill neonate who dies despite a
long, painful, and protracted therapeutic interven-
tion.14 In addition, one would need more sympathet-
ically to review information such as that produced
by Kopelman and others regarding the overtreat-
went of severely ill neonates. If one does not do this,
one will run the risk of again forcing the critical
judgment of the courts, as from Justice Leonard D.
Wexler, who held that "the government has taken an
oversimplified view of medical decision-making." IS

By proceeding as if masive abuse were occurring,
one is likely further to encourage physicians to
overtreat severely ill neonates who also have signifi-
cant physical and other disabilities. Moreover, the
acquisition of data and the review of medical
records are not harmless endeavors. They not only
are costly in terms of health-provider time and

Atlantic Monthly (July 1979), 64-65. Numerous discussions with
parents have confirmed to me tha their experience is far from
unique.
IS University Hospital, State of New York at Stony Brook, U.S.
Court of Appeals of the Second Circuit, No. 6779, Docket
83-6343, Feb. 23, 1984.



trouble, but can distract frcnn the effective treatment
of patients needing care. On this point, one should
note that the original Baby Doe regulations spawned
reviews of patient records that impcdea the care of
ill patients.

In cancluding, I encapsulate the foregoing reflec-
tions irt terms of three pneral maxims:

1. Avoid seduction by the therapeutic and techno-
logical imperatives.
Just because a treatment offers se-ne benefit of

preserving life, it does not follow that it is a humane
treatment The actual pain and sufferinrsinvolveri in
a treatment must be taken into consid Won when
deciding what treatment, if any, is )..:,..lcated for
individuals who have a good chance of dying.

2. Encourage responsible choices on the part of
individuals and avoid the intervention of go:in-
menthrr4giacies, wherever possrole, in individual
life-and-destit choices.
Given the complexity of modern medical technol-

ogy, there is the temptation to generate new regula-
tions rather than to rely on existing civil and
criminal remedies. If our society gives in to this
temptation, this will lead to a bureaucratization of
medical technology, not to a responsible and in-
formed citizenry who can use tezhnology responsi-
bly. This will make responsible choices more diffi-
cult and harm padents, not help them. Democratic

societies should depart from already well-tested
criminal and civil remedies only when there is clear
and convii-ciag evidence that currezt .pproaches
are substantively ineffectual. One must find ways to
encourage responsible choices by individual parents
with their physicians regarding the treatment of
severely ill neonmes that minimize the intrusions of
third parties.

3. Recognize that a treatment that has a chance of
saving life may be appropriately declined, if the
harms are likely to outweigh the benefits.
A good example is provided in adult health care

by cancer of the pancreas, which has at best a 3
percent survival rate, subsequent to very aggressive
surgical resection. However, the morbidity associ-
ated with the surgical attempt to cure is so great that
many well-informed individuals, including physi-
cians deciding for themselves, will reject the small
chance of cure in order not to be subjected to very
significant suffering in the remaining months of life.
There is no reason to believe that courts would noi
allow parents to make analogous choices with
regard to their children. There should Le no restric-
tion in the ability of parents to make such choices
with regard to their newborn children, even if those
children are born with serious physical and mental
handicaps. There should be no obligation to provide
inhumane treatment.

1.74
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Appendix 1

EXPOSING OUR CHPLDREN, EXPOSING OURSELVES

,Comments on the Report
'Medical Discriminati9nit\gainst Children with Disabilities"

of the US. Commission on Civil Rights

William B. Allen
Chairman

TWO PHYSICIANS

Doctor That's-Too-Bad, along with his colleague, Doctor

So-Much:The-Better, went to see a sick man:

The latter expressed hope while his comrade maintained

that the bed-ridden patient was headed to his

tom:tares:.

The two being d'xided in mind for a cure, the :irk msn

pail Natum's Kies, After whkh Doctor That's-Too.Bad
seemed a pmphet.

Their profit rose further from the malady. The one
boasted. 'Hes dead, as twell foresaw.' "Had he
betkved me: said the other, 'He would live well still.'

Fontaine

My colleagues),:ate it when I introduce literary, historical, or philosopidcal
allusions., But Font4n_ es-Ett fable captures so evocatively the plight of the
handicapped neviborn, I cannot avoid opening with it. Perhaps seeing it written
ont will make it more bnrable than merely hearing it read.

I comment on the disinclination to indulge my academic penchants because
this is one case in which ii makes a substantive differ ence in the report we arc
abcat to apProve (and there is a majority of this body that has already indicated a
resolve to approve it no matter what). Such a substantive effect emerged in our
preliminary,diseussion last November. At that time I opened my remarks with the
reflection that my reading of Hippocrates suggested a possible exidanation of the
difficulties. As the name Hippocrates fell from my Hps, and just os swiftly, I
discerned in the body language ofmy colleagues ccnsiderable degree of
.frestration and bemusement so much so, in fact, that I detoured the comment I
intended io make into innocuous channels and let the matter drop.

I now apologize for mraint-heaii.edness. While I expect the sympathy of
everyone who knows how difficult 4 is to speak what,-to one wishes to hear, I
1'i:cognize nonetheless thatI had then an obligation to persevere. The factohat the
question I wished to broach at that time looms still more ominously now reproaches
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my timidity. Accordingly, I will set forth succinctly the concerns that emerge
from Hippocrates, before continuing with my appraisal of this report.

UFE AND HEALTH THE ENDS OF MEDICINE:

RIGHTS NEITHER DEFINED NOR ILLUSTRATED BY NEEDS:

Rights are neither defined nor illustrated by needs, not for handicapped nor
any other category of Americans. The reason black people ought to enjoy equal
rights of citizenship is not that most of them are poor. It is rather that they s:re
human beings to whom the rights and arts of self-government pertain no less than
to any other Irtmans. We have abiding confidence that a regime of equal rights is
the surest relief for unmeritzd disadavantage. We reject the contention, however,
that to relieve disadvantagesis te. guarantee equality of rights. Insofar as this
report takes the oppot;on posit ion on this crucial question, we cannot approve it.
The correct application of this principle to the handicapped is to insist that they
suffer no further burdens (above all civil burdens) than are already intrinsic to
their circumstances. p !night point out that there is also a moral corollary, namely
that room be left for considerateness by oti.zrs.1

HANDICAPPED OR DISABLED:

Consider this more closely. Even the language we use is revealing. We must
choose between the words "handicapped" and "disabled: Thr an orthodoxy, to
be sure. Neverthel ss, where meanings count we remain frc. tu question even
orthodoxies. There is a difference between 'handicappwu and "disabled" which is
obvious -- namely, the one term is relative, the other absolute. A handicapped
golfer is one who golfs, though never so well as another. To consult the terms
alone, a disabled golfer is one who can not, or can no longer, golf. Disabled means
to lack an ability, while handicapped means to possess an ability in qualified form.
I have pref;:red handicapped in this general discussion because, in the matters
that count (above all rights of citizenship), I am persuaded that the handicapped
rather are abled than disabled, even if sometimes in qualified form.

If this reasoning b:.: correct, then we can see the relevance of maintaining
that rights are neither defined por illustrated by needs. Insofar as rights relate to
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abilities or tunctions, they are defined rather by that to which the ability points
than by the ability itself. But the ability is nothing other than the need, eithet
actualized or in some state of development. The ability to take nutrition points to
the right to life; thc need for nutriment is the abiityto take nutrition either
functioning or impeded in its functioning. Only what needs nutriment can have
the ability to derive nutrition from sources of nutriment or to be impeded in that
regard. Thus, only a being endowed with the right to life can have the ability to
take nutrition and therefore needs sources of nutriment. We do not sayibecaust. a
being heeds nutrition, it has the right to life, except inductively. Nor, then, can
wc say, because a being needs nutrition, it has a right to sources of nutriment.

I will be prosaic if doorways in buildings were characteristically just six
feet high in our society, such that I would have to stoop to enter, it would not
constitute the violation of any right have even though it were more -ommodious
if I did not have to stoop. It would represent a need but not a right for me to
have doorways tailored to my height, any more than k did, from1ge middle to the
end of the 18th century, for George Washington, who stooped to pass through most
doorways.

Architects and carpenters cut doors, when constructing buildings, to the
general dimensions of the people who order them. Therefore, over time and in the
aggregate, architecture and carpentry constructs buildings to what we might call an
average of humanity. That average is not arrived at ky looking at humankind
altogether; it is arrived at by fitting the peculiar needs of the individuals who
execute the orders. Over time through that process one will arrive at an average
for all individuals, since most will fall within certain ranges.

This notion of the average of humanity, which the architect ends up
approaching indirectly by serving the needs of the individual human, can be
distinguished from the objective of health, that the physician consults. The notion
of health is an absolute. It is certainly the case that in any given individual the
physidan has to inquire what condition of body and mind will be healthful. That
inquiry, moreover, is carried outon the basis cf r ndard of health which is not
in fact arbitrary or derived from the individual. The ultimate goal of health
serves as a guide for the physician in elaborating such functioning of body and
mind as makes it possible for the individual human being to attain the end of
health. That human end has been described or defined for us in the Declaration
of Independence and the American tradition largely as the "pursuit of happiness.'
What we may take than to mean is that the peculiar function of a human being is
the pursuit of happiness, and that healthful functioning for a human being is to be
able to carry on that pursuit with all of the abilities at the particular, human
being's disposal. We say, then, that for the human being health is not any given
physical or bodily and mental or spiritual functioning. It is hither the
harmouizing of physical and mental functions or abilities in the pursuit of
happiness. Such abilities as any human being has, and insofar as thosl abilities
can be properly harm, ..zed in the pursuit of happiness, would denominate that
human being a healthy human. Such a one would function in th- ultimate way
that humans function -- namely, in the pursuit cf happiness.

On that kind of measure one can see that handicapped or nonhandicapped
alike may all enjoy health. They do not require the identical capabilities
physically or mentahiin order that their capabilitei may be harmonized in the
pursuit of happiness. Insofar as this report denies that there is such a standard as
health for human beings, it does not advance the cause of the handicapped. It
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rather undermines standards moral an.1 physical for all human beings in general.
It places the handicapped at a greater disadvantage by treating the standard of
health as if it were arbitrary and merely subjective rather than fixed grid absolute.
Such a position would surely scandalize Aristotle and Aquinas, were they to see it
set forth by students of theirs. And I must confess that it does no honor to this
Commissioner to sec it come from the staff of this Commission.

THE REPORT:

Our report, in its own words, 'focusses solely on questions of
discrimination! [p. 31 This is the correct posture for the Commiion en Civil
Rights, seeking to carry Out its mandate under laws enacted by Congress. But that
noble profession is belied by the note I#41 which addresses "the legal right of
chlken with disabilities to receive equal treatment! This Might represent only an
infelicity of Iañguage. Itcolicurs, however, with the language at page 17, which
maintains

Treatment deciiions resulting in the denial of lifesaving medical
treatment to children with disabilities cannot be viewed in isolation.
Together with discrimination in employment, barriers to access to
transportation and physical facilities, and a tradition of instituticnalization,
these decisions can only be understood in the context of longstanding
attitudes and practkes toward people with disabilities.

I believe that this is false; while it is true that discrimination against handicapped
persons has been pervasive, it is not true *hat it has been systematic. F--iher,
there is present here the common fallacy of subjecting ancient reforms to the
mcKlem standard of criticism, finding them wanting, and them concluding that they
must have proceeded from ill motives.

This is the very argument -- the right to equal treatment, based on historical
deprivations which I said above creates problems in our understanding of el-sit
rights. In this case, it obscures the responsibility of physicians and hospitals. Id
the Carlton Johnsor dse, for example, we focus on procedures, when erroneous
judgment was at fault. These kinds of decisions are not medical decisions -- they
do not take life and health as their ead. And just as the one most skilled at
concocting an antidote is also the Irma successful poisoner, here we see the
technology and judgment of medical pratictioners warped out of its natural order.
I believe our report needs to Mil us how this came tc, be, but it does not.

To undertake that mission, however, would have meant formearing the
attack on ideas of wIlormality." We cite testimony attacking that standard at page
18 (ch. 1), and in note34 our own language, indicating that "society" structures its
tasks and activities.unfairly, rhows the extent of our agreement with it. But
society does not structure its tasks and activities. Men and women stnidure their
tasks and acti4ities, as architecV-,and carpenters build for particular individuals.
Society is nothing other than :ix resulting aggregate. There is of course a
spectrum of abilities, and such a spectrum by definition must express a statistical
norm. When folk say there is no normal they might just as well insist that "reality
is whatever we say iris! Those two statements have the same truth value. That
kind of radical subje,ivity is fundamentally nihilistic and ultimately incompatible
with a stable moral order.

I 7 8
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My principal reason for objecting to the attack on the idea of aormality is
that we know that the ab-normal contains genius as well as deficiency, and we
normals are unable to distinguish them. The purpose (or attacking the distinction
seems to have been the just desire to remove arguments from those who would
support 'elimination of people with some disabilities" fp.* ch. 3). The
handicapped would derive greater protection, however, from being istegrated with
normal people on the score of humanity than from attempts to deny the obvious.
Consider: All newborns are thrown on the resources and care of their parent(s).
Thus, in the absence of medical/communitycare, most would survive on the
combinatiorc of parental love and their own eventual natural abilities. On those
growids, many of the handicapped also would surviv Some, however, would not
(just a. many of the normal children would riot). Then arises the question, what
affeots the prospects of those v:ho would not survive, whether handicapped or
normal? To answer that qur lion, we introduce medical science and community
care. It turns out that art medkal science -- can supply much of what is needed
to fight off pneumonias and other life-threatening menaces. Thus, the part once
informed, the initial love is bolgaled by access to arts otherwise not imagined.
This process should differ not at all for the haridicapped child and the normal
child it is the normal process!

HOW TO AVOID INVIDIOUS DISCRIMINATION:

If the goal of protection for hand: -apped newborns is to assure ihem access
to the normal process of nurture and care, and to avoid subjecting them to unfair
civil Lurdens on the basis on their handicaps, then we have a strong basis for
issuing a report that calls for changes in theway we do things. This report has
done an excellent job of case-building. It is a work of advocacy rather more than
a dispassionate analysis. At I work of advocacy, it is not a sufficient basis for
el yjudgment an4 recommendation we might care to make. Nevertheless, enough
evidence is apparent here that we are enabled to to tackle certain egregious
oversights in the legal framework through whichwe seek to protect the rights of
handicapped newborns.

The report figs fourteen recommendations for action. Among those
fourteen one does not find the one which I regard as most urgent and, likely, most
effialicious. Since the Hippocratic Oath no longer exists for us apart from the
organic law of this republic, it is extreme!, important that we subject medical
practitioners to the judgment of American law in light of the promises of those
organic principles. Congress possesses and has before exercised every power
required to make good the pledge of the Fourteenth Amendment. The Section 5
powers of Congress inform the Child Abuse Amendments.

:IRST RECOMMENDATION:

Those powers were nM exercised in surh a way as to au arantet that we
could assure ourselves that the rights of handicapped newborns were being
protected. Yet, nothing is more common in our society than the meticulous
reporting of births and deaths! It would require little in the way of additional
expense, and still less in labor, fo require that the births and deaths of
handicapped newborns, with notatior -s to course of treatment, be systematically
reported to the Department of Health and Human Services. We have opted instead
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for a cumbersome, jerry-rigged structure of monitoring that consumes resources
and delivers next to nothing by way of sevice. To my mind, this would be the
most valuable recommendation we could make, a universalreporting requirement
This requirement, I must add, is nothing unusual, paralleling what many firms Ire
stbject to in other respects with EEOC or OFCCP or other agencies.

RECOMMENDATIONS IN THE REPORT:

I concur with recommendations 1 and 2 and 4 through 7, though not always
for the reasons set forth.* I dissent from recommendations 3 and 8, as expressive
of the author's intention to reinterpret the language of 'equal protection" into a
language of 'equal or better treatment." I agree with the thrust of recommendation
4, but doubt the Commission's jurisdictional basis for making it.

Concerning recommendations 9 through twelve, I regard the entire P & A
structure which they seek to strengthen to be misconceived in the important respect
that, as the record here shows, they elaborate a system whereby the rights of
handicapped newborns are made knuous and imperilled by the apparent
substitution of procedural for substantive fairness. The P&A responsibilities under
the Child Abuse Amendments would make greater sense if, indepenth ntly, someone

were maintaining the applicability of substantive standards. That would be the
case under a universal reporting requirementwhich facilitated routine monitoring.
A system of intervention (the P&A system is relevant only where guarantees to
govern intervention are evident) mutt be understood as a system to protect life, not
to judge it. The current system operates primarily to providea...ramework for
making life-dea:h judgments, and our procedural recommen tations do not change
that. The problem becomes apparent when one notes that the ptAs arehip deep in
medical judgments (and criticized for not making them well), although this report
maintains that we aim to isolate problems of discrimination from medical
judgments.

CONCLUSION:

I said above that it causes me distress to receive from the staff of this
Commission a report which treats health as an arbitrary and subjective standard.
But I do not entirely blame the staff; I have to assume that what they havo done is

to react to what they have thought others desired, rather than to think originally

about how it is the handicapped may come to enjoy the rights of persons
guaranteed in the Constitution and the Declaration -- the rights persons have to be
treated individually in terms of the firm objective of the pursuit of happiness and
therefore of health.** Others not understanding that could perhaps be led to make
demands ostensibly in the interests of the handicapped, though in fact harmful to
them.

* 'These are the recommendations as set forth in the Introduction.* The mcommendations arenumbered

differently In the concluding chapter, and there are two more ts...ides!

is* 'This is certainly to be expected when the work of an independent commission such as outs comes to be

captured by advocacy groults, as this has been. The very process which, last September, I described as harmful

in the extreme to this agency's prospects for making a meaningul contribution to ournation's future, seems to

have been the process by which this report was produced. Some say what's good for the goose is sauce for the

gander. I think it %, ery 'isms. If we have any savic3 grace in this hour, it is that some of us remain

sufficiently alert to st. Ad the alarm. It will not happen again!
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I derive tkis hint from the many communications I have rmived iL recenLdays from organizations urging me to approve this report without having read it
and indicating they:by that for them the ideas are not what count. They seem
ruder the_ spell of the view that there is a kind of politics, a kind of lobbying that
is essential to defend fundamental rights and which transcend the actual contentof those rights. Whether they accept the view of our staff that rightsare positive
and developmental (historicallydevelopmental, that is) is'opposed to being
inalienable and fundamental, I cannot say. They certainly accept the view that we
do not require to think much about them in order to defend them.

Tem Commissioner cannot accept that view. I telephoned the author of thefirst of these letters and inquired whether he had read the report; he responded
that he had not, but that he was taking the work of someone who has read it,
someone here at the Commission, and whom he trustsNow we-all-know that it is
important to be able to trust peoplewhen we make certain kinds of practical andmoral judgments. For no human bing is capable of reviewing all the facts and
circumstances that come,to our attention and demand a moral judgment. But,
having said that, one must add that ft is therefore essential that the persons whom
we trust indeed deserve .:ur trust, that they possess such capacities mentaDv ;
morally as to make us confident that we are not likely to be led astray. Wlaver it
be my correspondent trusts here at the Commission clearly does not rise to such a
standard of ability and perhaps not of honesty -- as to have merited that trust.

I assume that my correspondents do not trust me. After all, they do not
know me, and what they have heard of me conenning this report is a lie. But
what I have to say, I say not to gain their trust hu, to serve the cause of truth. I
ran think of no better way to emphasize to y i how that operates than by
returning to a frequent source"of ore for my reliections -- Abraham Lincoln.

As I said a, the outset, this report is gog to be approved today. It's going
to be approved without my having had, serious opportunity to contribute to itsshape or structure. I am jest proud enough to be reluctant to add ray name to
anything that) have been,denied occasion to shape -- not that I lack tim; not that
we lack no opportunity at this Commission, which is here today, will be back next
month, and, as everybody knows, will be here through this year, but -- because
others have willfully structured the process with the purpose in mind to deny me
such an opportunity. Having been denied that opportunity, then, I will attach e3sstatempft to the report -- and I will do it in the spirit of Abraham Lincoln, in that
spirit he expressed in the "Subtreasury Speech of 1839" and with which I now close:

It may be true; if it must, let it. Many free countries have lost their
liberty; and ours may lose hers; bit if she shall, be it my proudest plume, nu:
that I was the last to desert, but that I never deserted her... I cannordenythat all may bet:wept away. Broken by it, I, too, may be; bow b.', it I never
will. The probability that ine may fall in the struggle ought not to deter us
from the support of a cause we believe to be just; it shallnot deter me. If
ever'l feel the soul within me eleitate and expand to those dimensions not
wholly unworthy of its AlmightyArchitect, it is which I contemplate the
cause of my country, deserted by all the world beside, and I standing up
boldly Jnd alon6 and hurling defianceat her victorious oppressors. Here,
without contemplating conseque ices, before High Heaven, and in the face
of the world, L' xar eternal fideiity to the just casut, as I deem it, d the
land of my life, my liberty and my love... Let none faulter, who thinks he
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is right, and we may succeed. But, if after all, we shall fail, be it so. We
still halie the proud consolation of saying tc our consciences, and to the
departed shade of our country's freedom, that the cause aperoved of our
judgment, and adored of our hearts, in disaster, in chains, in torture, in
death, we NEVER faultered in defending.

APPENDIX

AN EDIPUS COMPLEX TOWARD LIFE
(An Essay, as it appeared in THE CRA NEWS, fall 1986)

Abortion deprives us of the deepest instincts of
humanity. This is the conclusion which lies at the bottom
of the heated debate which still rages. within the United
States and ought to stir the world itself. From the racist,
eugenics-oriented movements which introduced the idea of
systematic abortion early in this century, to the current
righteous defense of indifferent abortion, the results are
the same: they rest on the premise that we can become dull,
insensitive to the claim of humanity which is at stake.

The preferred philosophical base of pro-abortionists
resembles the Oedipus prophecy -- there are exceptional
cases in which humanity itself recoils from demanding that a
pregnancy be carried full term. Rape, incest, and deformity
usually head the list, This kind of reasoning has a glaring
default. It will be understood best if oae rehearses the
college philosophy example of the life-raft scenario. Two
persons adrift at sea on a life-raft are starving, Their
chanced are' minimal at best and absolutely nil if
noyrichment is not.found. rn that situation, is it just that
one of the :..wo might resort to canniablism (eating the
othLr, in order: to*have any chance at all of surviving?
Generally, everyone answers yes, just as most people are
inclined to say, "yes, in the case of incest I can conceive
of abortion as at least a justifiable homicide." Ought we
to conclude from this exception, however, that %lie general
moral rule must therefore admit the propriety of cannibalism
or abortion in any case? Clearly that is not so, and we
require above all today to make clear why it is not so.

When a decade ago I asked the "right to life" movement
to speak of the "unborn child" instead of the "foetus", the
motivating idea was that language plays an important role in
focussJng our moral antennae and such a tactic was needed
to fend off the inseneitivity with which we were surrounded.
/ continue to believe that this is necassary, but we now
require More than words, we need to resurrect an entire
huvanitarian tradition in order to prevail in this struggle.
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moral distinction. A girl is a human being! No one who has
ordeiJd the death of his unborn girl can claim to have anydoubts about her humanity. What he is saying to us is thathe prefers boy humans to girl humans. As occurs so often in
human affairs, we discover in the practical arts of humanbeings a much surer guide to answering difficult moralquestions than in mountains- of abstruse scientificdisputation. While the scientists continue to.debate aboutjust when the onset of humanity occurs, the people of South
Korea demonstrate that they know full well: namely, fromthe moment one can determine the unborn child's gender!

%

One would imagine that this discovery merited headlines
and huzzahs: The long sought answer found! Unborn child
determined to-be human boy or girl! Supreme Court now hasguide to follow! But no. The news is rather different. "S,Korean Parents Tip Birth Ratio." "In the first ten months ofthe year, there were 117 male births for every 100 females."
Normally, male births outnumber female births only slightly,
and the numbers are evened up later by a higher mortality
rate among males. One of the Korean doctors who sounded thealarm, Dr. Roh Gyung Byung, declared it "a terriblesituation," and rightly so.

Nothing demonstrates the necessity of this conclusion sostrongly as the recent report from South Korea, thatselective abortion is there being practiced to indulgesocial prejudice about the preferred gender of offspring.Unborn girls are being aborted to make room for boys inSouth Korea. One needs to pause and think over theimplications of this. The progress of modern science has
made possible a pre-;.erm identification of gender in theunborn child. What has followed is this systematic abortion-- a eugenics. But don't stop there. Note that the veryidea of identifying a child's gender entails a necessary

Do we understand, however, just how terrible it is?This story is in fact confirmation of just how low we have
descended in the scale of humanity. Abortions are not newto mankind. Mankind, however, have not always been soinsensitive to them. The classic story of abortion --exposure of the unwanted infant -- was written by Sophocles
and inspired Sigmund Freud with the lynchpin of hispsychological theories, the Edipus complex. Sophocles'Oedipus was to be exposed just after his birth, but the
nurse entrusted with the chore could not look upon the
"bundle of joy" with the required callousness. Rather than
leave the child to the tend-x mercies of wild beasts, sheleft it in the care of a peas:.nt who raised him to a maturehumanity. The tragedy which resulted for Oedipus' familyhas often been misinterpreted as resulting from the nurses'
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tenderness. A more understanding reading would show that it

derive.2 rather from the decisinn to abort -- an attempt to
avoid a prophecy of tragedy, which misread the prophecy as
referring to events yet to come and not to the character of
the very persons who attempted the abortion.

The children who are exposed today are less fortunate.
They never meet with such nurses as Oedipus' even when they
might have a chance ,of being raised to mature humanity by

strangers. Despite the feeble efforts of government to
mandate care for aborted children whc, with the assistance
of science, might yet survive, the prevailing moral climate
produces virtually no examples of such heroics. Is it not
clear that the child who is exposed by being ripped froM the
womb-1s at a great disadvantage compared to Oedipus? Those

whose souls would have to resonate with the instincts of
humanity are already dulled into insensitivity by the very
operation through which they eliminate the child.

The modern world cannot depend on second thoughts to
preserve the instincts of humanity. Modern science leaves
no room for second thoughts. Lest we are to part forever
from the tradition of humane caring, we have no alternative
but to place abortion itself under a severe ,roscription.
The Edipus Complex -- a son's rivalry with his father and
love for his mother and its converse, the Electra Complex --
acquires a perverse meaning in a world in which fathers and
mothers make the choices which South Korean parents are now
making: The new Ordipus must die, unless we wllectively,
as a generation, make a commitment to him before he is
exposed to the danger. This is the possibility we now avait,

assuming that he is not already among the lost.

William B. Allen
Professor of Government
Harvey Mudd College
Claremont, California 91711
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INTRODUCTION

The term baby doe refers to a severely disabled infant with a
lift-threatening condition who is denied appropriate iltsdical
treatment. Two highly publicized court cases called national
attention to baby doe in the early 1980s, and led to Federal
legislation to protect the rights of such infants.

In the first case, an infant known as Baby Doe was born with
Down's syndrome and a surgically correctable blockage of the
esophagus. The baby's-parents and doctor agreed that surgery
should not be performed and that food and water should be
withheld from him. The hospital sought a court order to
permit surgery, but the court upheld the parents' decision,
and .the State-supreme court refused to disturb the lower
court's ruling. Baby Doe-died before the case could be filed
in the U.J. Supreme Court.

The second case involved an infant known as Baby Jane Doe,
who was born with multiple neural tube defects, including
spina bifida (an open lesion on the spine), microcephaly (an
abnormally small head), and hydrocephaly (an accumulation of
fluid on the brain). The parents approved medical treatment
to reduce the chance of infectien, but refused surgery to
close the spinal lesion and draih excess fluid from the
baby's brain. The parents' decision was later upheld by the
State courts. It is not known what became of Baby Jane Doe.

In March 1983, the Department of Health and Hunan Services
(HMS) published an interim final rule stating that seetion
504 of the Rehabilitation Act of 1973 applied to handicapped
infants and establishing a Federal hotline for reports of
failure to feed and care for such infants. One month later,
the interim final rule was struck down in U.S. District
Court. The Department publiAled revised proposed regulations
in July 1983 and final regulations in January 1984. Those
final regulations were struck down in U.S. District Court in
June 1984;

The two t.eby doe cases and the subsequent debate among
medical, professional, pro-life and disabilities groups
regarding the ethics of tzeatment/nontreatment decisions
affecting disabled newborns, including the role and
responsibilities of States and the Federal Government,
culminated in passage of the 1984 amendments to the Child

Abuse Prevention and Treatment ect.

The amendments required State CPS units receiving formula
grant funds under the Act to define baby doe situations as
medical neglect, to establish procedures for responding to
reports involving such infants, and to have liaisons
designated in hospitals where babies are born or treated to
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insure the immediate referral of .potential baby doe cases to
CPs. Final implementing regulations were published in April
1985.

The amendments also required HHS to publish model guidelines
encouraging hospitals to establie /nfant Care Ret.iew
Committees (ICROs). Model guidelines were published in April
1985. The ICRes are intended tojeducate hoSpital personnel
and families of severely asabled infants, recommend policies
and guidelines concerning the withholding of treatment, and
review cases involving such infants.

This inspection was initiated at the request of the Surgeon
General and the Administration for Children, Youth and
Families, which administers the Act within HHS. The purpose
of the inspettion wasto determine (1) how States are
carryinTout their baby doe responsibilities, and (2) how a
group of hospitals with responsibility for acute infant care
are structured and functioning to address potential baby doe
situations.

The inspection was carried ont in two phases. One phase
consisted of a telephone survey of CPS units in all 50 States
and tho District of Columbia. A second phase involved visits
to 10 large hospitals in 8 major cities around the country.
Seven were child,:en's hospitals'identitied with assistance
from the surgeon General.

This report, entitled "Survey of State Baby Doe Programs,"
describes the results of our survey of State CPS mencies. A
companion report, entitled "Infant Care Review Committees
under the Baby Doe Program," presents the findings of our
hospital visits.

-2 -
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FItiuNcs

ama...BADY poe PROCEDURES g_TABT4ISHED

The Child Abuse Amendments of 1984 (P.L. 98-457) require that
in order to qualify 1:or formula grant funds under the Act,
States must define,'biby doe situations as medical neglect,
and establish procedures within the, -)Ate Child Proteetive
Services (CPS) system for r.spondin o baby doe reports.
State procedures were required to be in place by Ootober
19135, ind to include provisions for:

o designating individuals in hospitals to serve as the
official liaison with CPS for all baby doe matters,

o prompt notification of CPS by these individuals of
suspected baby doe cases, and

o authority 'for cPS to pursue legal remedies to prevent the
inappropriate withholding of treatment from these
infants.

Under the Act, States may apply fox' two types,of grants:
Basic Grants and Disabled Infantt(Baby Doe) Grants. In

Fiscal Year 1986, Basic Grants to States totalled $9 million,

and $2.4 million was distributed nationwide in Baby Doe

Grants. In order to qualify for a Baby Doe Grant, a State

must first qualify Tor and receive a Basic Grant,

We Surveyed CPS agencies in all 51 States and thq District of

ColUAbia. Forty-one jurisdictiom received both lasic and

Baby Doe Grants for Fiscal Year 1986. Seven other Statea

applied for and' received only Basic Grants, and throe States

(California, Indiana and-Pennsylvania) did not apply for

either BasiC or Baby Doe lrants. Appendix A summarizes tte

types of activities undertaken by States with their Fiscal

Year 1986 Baby Doe Grants.

Ten States reported they have passed special State laws or

amended existing legislation to address baby doe situationa.
An eleventh State has developed a baby doe regulation which
is expected to become law duAng 1987. The remaining States
indicated tht:t new legislation has not been necessary because

their c!isting child tbuse and neglect legislation covers

baby doe situations.

rorty-eiebt States, including the seven which did not :Apply

for Fiscal Year 1986 Baby Dodt Grants,, reported that ztuto

Saby abe, 00cedures hive been established. Our surVvy found

that all State proceaukei indlude. provisions for prompt

notification and og legal loterventiont and near-Ay all "have

met the hospital liaison designation quirement ih the' Auf.

- 3 -
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Hospital Liaisons DesignAted in Mokt_ROgatall

The following table depicts States' progress in designatinghospital liaisons for prompt reporting of potential baby doecasee to CPS.

HOSPITAL LIAISONS pESISNATED
(asof March 1987)

BESPONSZ STATES
BVMBER _ PERCENT

All hospital*: 'with WICUs 27* 53 t
or 013$

More ,t-s-an two-thirds of 13** 25
hospitas=with NICU1
or OBs

Less than two-thirds_of
hospitals with HIM or
086 6** 12

Don't Know 3 6

Liaisons not required 2 4
INSIMatigiating-atsltAM--

ToTAL 51 100 t

* Includes 6 States not receiving Foderal baby doe fands.

** Includes 1 State not receiving'Pederal baby dee funds.

According to C.IS respondents in ri4, -tates4 hospital liaisons
have been designated in at least ,46-thirds of (all hospitalswhere 4:labies are born or treated. In six States, fewer than
twr-thirdeof such hospitals have designated,liaisons, while
tG ee States do not know the percentage of hdsgitals which
have designated liaisons. gight States not currently
receiving baby dm hinds are ,névertheld-ss folldwing the Act's
keearement to designate hospital liaisons.

Of those States providing information on freqaency of
updating their lists of hospital liaisonS, 28 indicated their
lists.are updated annually, and 5 others update periodically
or as nceded.

- 4
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Prompt_ii.etitigALLUEts_r- Established

Our survey found that all States have systems in place to
insure that CPS agencies can be notified immediately of any
suspected instances of child abuse or neglect, including
potential baby doe oases. These systems have been in opera-
tion for many years. Major features of prompt notification
systems include:

o legal requirement for all professionals to report any
suspected irstancs of child abuse or neglect to CPS;

o procedures for hospital liaisons to follow in reporting
potential baby doe cases; and

o toll-free phone numbers.

About 80 percent of the States indicated that they have
either statewide or local 24-hour toll-free phone numbers for
receiving reports. While the remainder do not have toll-free
numbers, they receive and respond to reports through local
cPS offices during normal working hours, and have provisions
for-24-hour phone coverage using a variety of arrangements.
These include keeping local cPS.tswitchboards open 24 hours
and using the 911 emergency number or local police department
as the first point of access.

Legal Tuts ailable

All states repnrted that CPS agencies have historically ha4
legal authority/ under state rawS1 to.intervene when.
necessary to protect the well-beina ol abnsee or neglQcted
children. Potential baby doe situations .are covered under
this iuthdrity. The CPS respondents indicated that if their
investigation of ayotential baby doe case determined that
'medically indicated tre4m_ent was being withheld7, tney would
seek temporary custody ef the infant and a court order to
illow thg needte 4eattent tc be t rovided.

- 5 -
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BABY DOLOMPARED WITH REGULAB_M_LEMBATIGATIONS

We asked CPS respondents how their baby doe procedures differ
from those used when investigating other report's of child
absse or neglect. Three major differences were cited
consistently: immediate response, use of medical consultants
and State level involvement.

1. Immediate Response

States report that due to the urgency and potentially
life-threatening nature of baby doe situations, these
reports are considered emergencies and are investigated
immediately. In general, States require that the
investigation begin with an immediate call to the
hospital liaison where the infant ie located to secertain
the basic facts in the case. In some States, a
preliminary report is requirea within aa little as 2
hours.

2. tZse_of Medical. Consultants

All States report they have access to medical consultants
to make medical determinations in baby doe cases, states
use 3 variety of arrangements to insure immediate access
to and availability of qualified medical consultants'.
Those mentioned most frequently were State level
contracts with medical schools, children's hospitals or
private pediatricians; and agreements with medical
professionals employed by the State (frequently An State
health or social services departments).

In a few States, local CPS offices are responsible for
obtaining medical consultants. Several States have
established multidisciplinary teams to-investigate baby
doe reports. These teams typically consist of a
pediatrician or neonatologist, a social worker and a CPS
worker, and could also include other medical specialists
and legal expertise.

3. itat2J,Leag_lhyplygmgnt

&louse or neglect reports are routinely tnvestigated at
the local level. State CPS offices set policies, provide
guidance and monitor the performance of local offices,
but rarely conduct investigations. Because of the
sensitivity of potential baby doe situations, many States
have elevated the level at which these cases are handled.
Nine States reported that the initial baby do*
investigation would actually be -onduoted by State C2S
staff. Several others require tsat the State office be
notified immediately when a baby doe report is received;
while the initial investigation would be handled locally,
the State sZdice would be kept informed and could step in
to lead or participate in the case if needed.

b
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ESTANDISHMENTAILHOPITAL INFANT CARE REVIEW COMMITTEES

As reopired by the baby doe amendments, HHS published model
guidelines to encourage hospitals with acute infant care
responsibilities to establish infant care review committees

ICRCs are intended to educate hospital staff and
families about baby doe situations, develop hospital policies .
and review potential baby doe cases.

Ws asked CPS units how many hospitals in their States have
established ethics committees or ICRCs. State responses are

shown below.

110SPITALS WITH TWANTREEW COMMITTBES

pEstpen STATE1
NUMB PERCENT

All hospitals with OBs/NICUs 13 25%

More than half of hospitals with OBs/NICUs 2 4

Half or fewer hospitals with oBs/NICUs 22 43

All large hospitals with OBs/NICUs 4 8

Unknown/No response 10 20

Thirteen States (25 percent) reported that all hospitals with

OBs or NICUs have ethics committees or ICRCs. The CPS
respondents in 22 other States (43 percent) estimated that
committees have been established in half or fewer such

hospitals. Ten States (20 percent) did not provide any

estimate. Additional detail on the number of hospitals with

ICRCs establisht4 is provided at Appendix B.

State estimates are generally consistent with the findings of
national survey recently completed by the American Academy

of Pediatrics (AAP). The AAP survey found that as of August
1986, about 52 percent of hospitals with over 1,500 births

annually or an NICU were using committees to address ethical
questions related to the care of severely disabled intents.

An additional 8 percent were considering forming such a

committee. [National Collaborative Survey of Infant Care
Review Committees, AAP, March 1987].
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We also asked State CPS-offices what efforts they had made to
encourage hospitals to establish ICRCs. Their responses are
summarized in the following chart.

UNDLEEEDET&Mingnagre-MIVILinakil
SarTILMIL.CARK.13FATIES91211741E1-

BESPoyst STATES
EUMBER PERCENT

Some encouragement 23 45%

Little or no activity 14 27

Local responsibility 4 8

Function contracted out 3 6

No response 7 14

Nearly half of the States mentioned activities to encourage
hospitals to establish ICRCs. Efforts range from letters to
hosigtal administrators and CPS-sponsored seminars for
hospital personnel to development of Icitc models and hosting
conferences. About 25 percent of the Skates have done little
or nothing in this area. In some States, most or all
hospitals with NICUs have already established ICRCs or ethics
committees, and no.encouragement from CPS agencies is needed.
Other States feel that such a decision rests with the
hospital and it would be presumptuous of CPS to assume any
role in that decision.

- 8
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SIX LADY DOE EASES CONEIRMAIN_MSMBARain -

We asked CPS agencies how many baby doe rePorts had been
received in their States, both before and after October 1985,
when-the baby doe regulations took effect. As the following
chart shows, the volume of reports received did not increase
after October 1985.

DitD1 .SgIL-REIMB-T,U3k--fg.ELAQEN-CaA*
140-tr Pa es-

Alabama 0 2
Alaska 0 1
Arizona
Arkansas 1 0
Connecticut 1 0

Florida 0 1
Georgia 4 1
Illinois 3 0
Indiana 1 0
Kansas 0 1

Kentucky 1 0
Maryland 0 1
Minnesota 0 1
New Hampshire 1 0
New Jersey 2 1

New York 0 2

!!

North,Carolina
North Dakota

1
1

0
0

Oklahoma 0 3
Oregon 2 0

Pennsylvania 1 0

Texas 0 1
virginia 1 0
Washington 0 3

Wisconsin 1 0

WYTnincL 1 0
TOTAls 22 19

* Does not include States which have never
received a baby doe report or for which no
information is available.

According to respondents, 22 baby doe reports were received
in 15 States before October 1985, and 19 reports were
received in 13 States since 1985. Twenty-four States have
never received a baby doe report, and one Stee does not keep
records at the Skate level.

- 9 S.
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Limited information was available on 13 of the 22 baby doe
reports received before October 1985. Tbe cPa inter/ 3JeJd Ln
5 of th 13 eases. and treatment decisions were changed in 4
lbstances. It is believed that two of the affected infants
Survive. In six cases, CPS review determined that the
charges were unfounded, and two reports were not considered
true baby doe eases. See Appendix C for additional detail on
individual cases.

In 6 of the 19 reports received since October 1985, CPS
investigation resulted in intervention by the agency to
insure the proper application of the baby doe treatment
guidelines. four of_JthesePaSes.AMYelved infant born with
severe birth detects, one was a low-birthweight infant, and
one baby was born. healthy but.sufTered severe physical abuse.
Treatment decisionS were changed in all six cases4 end five
of "ijmo affected leuts were living at tne time of our
Inspection.

In nine cases, CPS investigation confirmed that the baby doe
treatment guidelines were being applied appropriately and no
further action was required. Bix of the affected infante
'aere severely disabled at birth, while three-were born
normal. Two of the three suffered child abuse while the
third was injured in a fire.

of the remaining four reports received by CPS agencies, two
were determined not to be true baby doe cases, and no
information is available for two reports.

Additional information on the 19 baby doe reports received
since October 1985 is provided at Appendix D.

- 10-
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STATE CCoffiNENT QN BABY DOL.Egsig.

In Fiscal Year 1986, nearly $11.5 million in Federal funds
was distributed to States in the form of Basic Grants and
Baby. Doe formula grants. Over $2.4 million (21 percent) of
this total was for Baby Doe Grants.

We asked CPS agencies to comment on the appropriateness of
their baby doe responsibilities and the need for continued
Federal Baby Doe Grants. Some States made more than one
comment, while-others chose not to comment at all. The range
of opinions expressed by respondents are highlighted below.

cps 93101MENTS pTATE4

A. ca Jammaibility

It is appropriate for CPS to
handle baby doe cases at State
level.

Because of medical and ethical
issues involved, CPS responsibility
for baby doe cases is not
appropriate.

B. federal Funding

Baby doe funds are useful, but
State would continue to carry out
program without special funding.

Baby doe funds could be put to
better use on general child
protective programs, medical
neglect or other priorities
identified by-States.

State could not operate baby doe
program without special funds.

Federal set-aside funds were
useful initially, but are no
longer needed.

Baby doe problem is too small to
warrant spw:ial Federal funds or
attention.

EOM PEiwENT

28 55%

11 22

13 25

12 24

11 22

8 16

5 10

While over half of the respondents stated that CPS is the
appropriate State agency to handle baby doe reports, nearly

-

187



188

one-quarter felt that baby doe cases involve Medical and
ethical issues which should be dealt with in hospitals
between parents and medical professionals:

Opinions on.the continued need for special Federal funding
diffei as well. About one-quarter of the States indicated
that their baby doe programs would suffer without special
Federal funding. Another quarter felt that States should
have the discretion to determine how to spend their available
Federal funds. States could continue to devote these
resources to baby doe programs exclusively, but would also
have the flexibility to use their grants for medical neglect
in general or other priorities.

-12 -

197



OBSERVATIONS

The Federal baby doe amendments appear to have been
successful in focusing CPS attention on the needs of severely
disabled infants with life-threatening conditions. The cpS
units in 48 States, including 7 which did not apply for
Fiscal Year 1986 Baby Doe Grants, have established procedures
to respond to reports involving such infants. All procedures
include the provisions required in the law for hospital
liaisons, prompt notification and legal intervention
authority.

In addition, cPS units have generally fulfilled their
responsibilities to have liaisons designated in hospitals
with NICUs or 0130, and to provide information and training to
these individuals on their role in reporting potential baby
doe cases to CPS. The CPS units in some States have also
played a role in encouraging affected hospitals to establish
ICRCs or ethics committees.

rt is not clear what impact the Federal legislation and
increased State responsibility have had on the incidence or
handling of baby doe reports. There has been no significant
increase in the volumcsof reports received after October
1985, and most States reported thLt they handled cases
essentially the same way even before the Federal law was
passed. Prior to the baby doe legislation, States used
existing child abude and neglect procedures to respond to
reports of medical neglect, including baby doe reports. Such
cases were treated as emergencies, and medical expertise was
sought as needed.

In View of the heightened awareness and attention to baby
doe, many States feel that the special Federal baby doe set-
aside funding is no longer needed. They believe that States
should have the discretion to use these flAnds for child abuse
and neglect priorities identified at the State level,
including baby doe if needed. In contrast, other States feel
that they would be unable to operate their baby doe programs
without the Set-aside funding.

- 13 -
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piTRODUOTION

The term baby doe refers to a severely disabled infant,with a
life-threatening condition who is denied appropriate medical
treatment. Two highly publicized court cases calledonational
attention to baby doe in the early 1980s, and led to Federal
legislation to protect the rights of such infants.

In the first case, an infant known as Baby Doe was born with
Deein's syndrome and a surgically correctable blockage of the
esophagus. The baby's parents an? doctor arreed that surgery
should not be performed and that tood and water ohould be
withheld from him. The hospital sought a court order to
mmit surgery, but the court upheld the parents' decision,
and the State suprema court refused to disturb the lower
court's ruling. Baby Doe died before the case could be filed
in the U.S. Supreme Court.

Tbe second case involved an infant known as Baby Jane Doe,
who VAS born with multiple neural tube defects, including
spina bifida (an open lesion on the spine), microcephaly (an
abnormally.emall'head), and hydrocephaly (an accumulation of
fluid on the brain). The parents approved medical treatment
to reduce the chance of infectioh, but.refused surgery to
close the spinal lesion and drain excess fluid from the
baby's brain. The parents' decision was later upheld by the
State courts. It is not known what became of Baby Jane Doe.

In March 1983, the Department of Health and Human Services
(Ho) published an interim final rule stating that section
504 of the Rehabilitation Act of 1973 applied to handicapped
infants and establishing a Federal hotline for reports of
failure to feed and care for such infants. One month later,
the interim final rule wae struck down in U.S. District
Court. The Department published revised propoOd regulations
in July 1983 and final regulations in January,I984. These
final regulations were struck down in U.S. District Court in
June 1984.

The two baby doe cases and the subsequent debate among
medical, professional, pro-Iife and disabilities groups
regarding the ethics of treatment/nontreatment decisions
affecting disabled newborns, including the role and
rezponsibilities of States and the Federal Governmen:,
culminated in passage of the 1984 amendments to the Child
Abuse Prevention and Treatment Act.

Tbe amendments required HHS to publish model guidelines
encouraging hospitals to establish Infant Care Review
Committees (ICRCs). Model guidelines wore punished in April
1985. The /CRCs are intended to educate hospital personnel
and families of severely disabled infants, recommend policies

1
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and guidelines concerning the withholding of treatment, and
review cases involving such infants.

The HHs model gptdelines are advisory only. There is no
Federal requirement for .hosOtaIs to establish IcRCs or to
falhero to any isPect. of the guidelines., Nevertheless, a
national survey by the American Academy of Pediatricb (AAP)
found that ts of August 1986, about 52 percent of hospitals
with over 1,500 births annually or a neonatal intensive care
unit (NIcu) were using committees to address ethical
questions related to the-care of severely disabled infants.
A.A additional 8 percent were considering forming such a
committee. The AAP study also found that the majority of
committees already established generally conformed to the
structure, proceduret and functions outlined in the HHS model
guidelines (National Collaborative Survey of Infant Care
RevieW Committees, AAP, March 1987).

The 1984 amendments also require4 ttete CPS units reosiving
formula aant fundS under.the Act to deltne*bab); doe
situations is medical neglect, to establish procedures for
responding-to reports involving such Infants, and to have
liaisons designated in hospitals where babiet are born or
treated to insure' the immediate referral of tw)tential baby
doe cases to CPS.

This inspection w&e initiated at the request of the Surgeon
General and the Administration for Children, Youth and
Femiges, which administers the Act within HHS. The purpose
of the inspection was to determine (1 how a group of
hospitals with responsibility for acute infant care are
structured and functioning in addtassing riotential baby doe
situations, and (2) how States are carrying out their baby
doe responsibilities.

The inspection vas carried out in two phases. ..lane phase
consisted of visits to ethics committees in 10 large
hospitals in 8 major cities around the country. Seven were
childrees hospitals identified with assistance from the
Surgeon General. A second phase involved a telephone survey
of cPS units in all 50 States and the District of Columb'ia.

This report, entitled "Infant Cars Review Committees under
the Baby Doe Program," presents the findings of our hospital
visits. A companion report, entitled "Survey of State Baby
Doe Programs," describes the results of our survey of State
CPS agencies.

- 2
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fINDINes

1101.12ALJETHICLSMIZELY4ItgE_ESTABLISHED AND FVNQTIONING

We visited 10 hospitals in 8 major cities around the country.
Selection vas based in part on the fact that they were kncwn
to have committees which review problematic cases. The
hospitals visited included seven children's hospitals, one
large county hospital, one large general hospital and one
medical center affiliated with four other hospitals in the
same metropolitan arm The children's hospitals visited
have NICVs. The other three hospitats have large maternity
wards as well as N/CUs.

While committees have been established at all 10 hospitals,
most are not ICRCs focusing exclusively on baby doe cases.
Nine are ethics committees which review the full range of
problematic cases encountered in the.hospital, including baby
cLA cases. One of these ethics committees has established an
/CRC as a subcommittee. The tenth hospital has a separate
infant bioethical review committee.

In nine hospitals, committees were established and
functiiming prior to publication of the HHS model guidelines.
Several'have been in place for more than 10 years. One
hozpital established its committee after the guidelines were
published. Historically, thAs hospital bad handled ethical
treatment issues on an ad hoc basis.

C2MaiittliftWarthill

The HHS model guidelines recommended that committees be
established as multidisciplinary teams with core members and
advisors or supplemental wambers. The suggested core members
include: practicing physician (pediatrician, neonatolol:Ist
or pediatric surgeon), practicing nurse, social work?x,
hospital administrator, disability group representativl .And
member of the facilL4's medical staff who serves as the
chairperson. A member of the clergy, an attorney or ydrige,
and other medical specialties were suggested as advisors or
supplemental members.

We found that while committee membership varies, all include
pediatricians and/or neonatologists, social workers nurses
and representatives from hospital administration. Legal
expertise is always available, although not necessarily in an
official membership capacity. Hest committees also include
members of the clergy, ethicists, diselility group
representatives And patient representatives or advocates.

The baby doe amendments require State CPS units to have
liaisons designated in hospitals where babies are born or

- 3 -
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treated to assure the prompt.reorting of baby doe cases to
CPS. The model guidelines euç st that the'hospital liaison
be a committee menber. Four committees reported that the
hospital liaison is a member, Three of the remaining
committees are in States which,do not particigate in the Aaby
Doe program and do hot require tne appointment of-hoaktel
liaisons. Committees at all hospitals visited reported they
are itmiliar with CPS professional reporting requirements for
all instances of child abuse and neglect, including.baby doe.
They feel that cases will be reported to CPS promptly whether
or not an officially designated liaison sits on the
comnittee.

Ntetti.,d2U
The HHS model guidelines suggest that committees meet
regularly and also as needed to review specific cases.
Committees. at all hospitals visited meet as needed to review
problematic cases prospeGtively. Eight committees also meet
on a regular basis. Five reet monthly, two meet quarterly
and one meets twice a month. Most meetings do not deal with
baby doe issues or individual baby doe cases, but are devoted
to policy development, education,.or review of problematic
cases involving older patients.

- 4
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OMMITUELMEQUIBILIZIES laRY

The HES model guidelines suggebt three major functions for
hospital ICRCs: (1) to offer counsel and review in
individual cases, (2) to xecommend institutional policies end
guidelines, and (3) to educate hospital personnel and
families. The committees in our sazple vary, both im the
extent to which they perform these functions and in the
importance attached to them.

I. Eeviewiftg_indiMitaaJatta

Prospective case review is dons by all committees
visited, and is considered their most important function.
Committee recommendations on individual cases are
advisory only, rather than binding on the involved
parties. Committee members pointed out that differences
of opinion between treating physicians, parents and the
committee can usually be resolved thYough an informal
discussion process. It this is not possible, the
hospital refers the case to CPS for investigation and
possible legal iwtion.

One committet indicated that it also reviews selected
oases retrospectively, and a second plans to start soon.
Several committees mentioned that patient deaths are
reviewed retrospectively by tither committees as part of
the hospital's ongoing quality assurance process.

2. Recommending /nStitutional_folicies

ill committees visited recognized that the development of
institutional policies, ranging from the types of cases
which should be considered by the committee to guidelines
for addressing particular types of cases, as an
appropriate function for the ethics committee. The
extent to which such policies have actually been
developed varies from hospital to hospital. While most
committees have adopted at least rudimintary written
policies, two committees indicated that they are just
beginning to address their policy development
responsibilitixs.

Several respondents noted that the ethics of medical
treatment decisions is constantly being rethought,
reviewed and revised. This is due in part to continuing
advances in medidal technology. We were telt! by one
neonatologist, for exampae, that iecent advances now
paohle 30 percent of _infants Weighing as little as-tun
pounds Lt bittZ ta turmlv*, This was not possible, prior
to the early 1980s. Low birth weight infants are often
born with severe medical problems, some of which may
resUlt in permanent disabilities despite vigorous medical
intervention.

3

0 4

195



3. Educating_611Ahdaiglakel

Three cowmittees mentionid they hold regular educational
sessions for interested hospital staff where case
information is shared and the ethics of )i.4rticu1ar
treatment options and decisions are discussed. These
sessions cover the full range of seriously ill pat4ftnte
treated at the hospital, and arc not liaited tp potential
baby doe situations.

committees at all 10 hospiteta indicated that tileir
existence and role as advisor on problmmatic cases are
well known to hospital staff, partidularly those moet
likely to-come iato contact with disabled infants.
Neonatologists, MeV nurses, hospital social workers, and
members of tha administraUve staff know of the ethics
committees and their case revliv role. Because of this
general-knowledge, eduCatingtaspital personnel is-not
considered a major need by ethics committees at the
hospitals We visited.

Xducating families of seriously ill infants is Aeen.as
the responsibility of *other hospital staff, usually the
patient representatiVe v.:. min -won 4ta11t rather than
the etbies committee. Typlóal activities of these staff
are-to thform fimi-kits of tha existenc and functions of
the ethics committee, assistlamilies in requesting
ethics committee revaew of their infant's medical care
whea appropriate, and provide information and assistance
in obtaining needed support services in the community
following patient discharge.

- 6
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1. propeptive coe mice

The RES model guidelines suggest that emergency ICRC
meetings be called to review cases prospectively under
the following conditions:

o disagreement between family and physician about the
proper course of treatment;

o diaagreement between hospital steif members; feed

o when a preliminary decision has been made to
elthhold or withdraw 7':%-sustaiang treatment.

All committees indicated they review cases involving
disagreement betreen principal parties In the case
(treating physician, parents, other hospitul staff).
They also review casts where the treating physician is
uncertain about the proper course cm treatment. In such
instances, the committees serve as e consultative body to
advice the treating.physician on the moet appropriate
course of treatment.

Committee practices differ inthandling.cases where a
preliminary decision hes teen made to-withhold or
withdraw life-seetainieg treatment, One committee
requires review.of any case lawbrich cessation-of litt-
audtaiAing tr;;eataent ia propesede unlese Went- .te
cleariv terminal.aed continued medical tintargentIon would
serve no beneficial purpose. In thesejnstanceirt-a dmakt
tUbcommittie reviews the case to assure that reasonable
medical guidelines are being followed. /n-a second
hospital, if the principal physician eecommende cessation
of treatment, two colleagues must agree heireee treatment
can be withheld. Eight committeesnfered that they do
review caseatroulbt to their et ,k involving the
possibee withhpldeng or Otharawal or life-sustaining
treatment. Prospective review of such cases is,not,
however, mandatory.

2. -fieir

The MS model guldelines recommend that ICRCs review
records retrospectively in cases involving the
withholding or termination of medical treatment, xcept
for cases which were reviewed prospectively. Fie4ings
which deviate from hospital policy should be reported to
appropriate hospit personnel and hospital polICIes
revised, if necessary.

- 7 -
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one of the 10 ethics committees visited reviews cases
retrospectively on a selecti've basis. The hospital itself
conducts monthly mortality conferences to review every
Patient death from a medical point of view. If the death is
based on withholdinq or withdrawal of medical treatment, it
is referred to the,ethics cOmmittee for further revitw.
Review resiati are sometimes used for educational purposes

.within the hospital.

A second ethics committee indicated that it plans to begin
retrospective case review in the near lUture. Several
comiittees mentioned that some caies are reviewed
retrospectively by other comiittees as part of ongoing
quality assurance activities within their respective
hospitals.
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r&iguiELgUt jyariV_Euggingl

Among them, the hospital committees visited estimate they
have reviewed between 20 and 36 potential baby doe cases
sincelthe Federal regulations went into effect in October
1985. plot committees do not keep individual case records
and were Unable 'to provide precise information on the numbers
Of.cises reviewed.

Advising physicians and lamilies on the most appropriate
course of treatment for severely disabled infants with life-
threatening conditions is a responsibility which is taken
seriously by hospital ethics committees. Members are mindful
of their responsibilities and strive to apply the baby doe
legal requirements while considering the medical, ethical and
moral issues associated with each individual situation.

Parental consent is required in order for a hospital to
perform surgery or withhold or withdraw treatment.
Committees indicated that parents of some severely disabled
Infants initially refuse consent for surgery or life-
sustaining treatment, while others demand that treatment be
continued even when the treating physicians and ethics
committees'agreethat continued treatment would be futile and
painful, and would merely prolong.tthe infant's dying.

Committee recommendations are advisory onlyt. rather than

binding on the affected perties: CUMMittee members noted,
however, thdt most situatOns involving initial differences
of opinion have been resolved in accordance with baby doe
requirements, end few cases have been reported to CPS.

Eight hospitals have not reported any cases to CPS. They
indicated that all cases reviewed have been resolved
informally. If a case could not be resolved within the
hospital setting, they indicated that they would seek CPS
intervention.

Two hospitals have made three repe)rts. In these three cases,
parents refused consent for life-saving treatment or surgery
recommended. by the hospital.. CPS intervm,tion ledto
continuation of treatment. Two of the tafected Infants were
living at the time of our fieldwork.

While hospital committees declined to discuss the details of
individual cases reviewed, several respondents commented
generally on the types of cases most often referred for
review:

o The types of, cases most frequently reviewed by committees
involve low birthweight (less than 2 pounds), extensive
internal bleeding associated with premature birth, and

- 9 -
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asphyxiation during the birth process. These infants
have little chance for survival even with vigorous, and
often painful, medical intervention.

O committees also review cases involving multiple and'
severe birth defects, including hydrocephaly (flyid on
the brain), anencephalt(most of the brain missing),
microcephaly or macrocephaly (abnormullv small or large
head), deformities of the face and extremities, blocked
esophagus and little or no large intestine. Such
conditions usually occur in some combination and are
frequently associated with severe or profound mental
retardation. Some conditions cannot be correCted. While
it is surgically Possible to open a blocked esophagus,
for example, there is no treatment for anencephaly.
Committee members indicated that the long-term.prognosis
for infants born with combinations of conditions uch as
those described above is uncertain.

o The two conditions which gave rise to the baby doe
amendments, Down's syndrome and spina bifidae are
generally.not problematic for the hospitals visited in
terms of whether tki not to prOvide txtatment. Committee
members indicated that Anfants with these two-diagnoses
have been routinely treated la ttelr:hospitils for 15-P0
years.

o Even in an instance when an infant is imminently dying
and the decision'is made to withdraw or withhold
treatment, the infant continuos to receive nutrition and
hydration and is made as comfortable as possible during
the dying process.

-10-



Desc!IIPTION oF_AN ETHICS COMMITTE&

This section describes the structure and functions of a
series of interlocking Infant Bioethical Review Com.ittees
established'in February 1984 in four affiliated hospitala
which make up the Albert Einstein College of Medicine and
the Montefiore Medical Center in the Bronx, New York. This
group of hospitals was visited as part of the inspection.
Its committees are generally structured and functioning th
conformance with the HFc model guidelines, and may serve as a
useful reference; for hospitals considering the establishment
of similar committees.

since four institutions are involved, a decision was made to
have separate but interlocking committees. A core group, of
experts serve on all four committees, and additional members
have been appointed to each hospital's 'committee. The core
group includes: a neonatologist who chairs ell four
committees; three other pediatricians with expertise in
neonatology, disabilities and rehabilitative medicine; a
lavyer working in a medical setting: and two bicethicists.
Each institutionwhas appointed nursing, social work,
administrative and community representatives for its own
committee. An attorney in one hospital's general counsel's
office serves as a nonvoting conseltant to each committee.

.The core groep ensl all zezbers. tun the foer hospltale meet
tonthly to develop geepral guidelines and moced- Es aeo.

reView Wes retrospectlVely. Ad hoc consultants may .attend
meitings upon invitation of the chairman, but may not vote.
Mingtes art kept. JIany decisions are reached through.
vonsensues. When_s voto_is.reguired4 however, a. tenethirde
majority of Ambers present is requIred Zor.paesage..

The committees have agreed to a set of principles which serve
as the basis for making decisions involving critically ill

infants. These_principles recognize the intrinsic vorth of
the infant whAch entitle it_to.all appropriate care
ditersined to be in lts best interestej irrespective of its

disability or Ilanalcap. Caregivers ire ob1igated to provide
amen car. -The pirecIples recognize that it Is sometimes
uncertain what medical treatment is in the best interests of

e particular infant. Parente aro respeeible for making_
decisions for their infaht,'uniess they choose a course of
action that le clearly against tb-6 InfAnt!tbest,Interests.

oi Vtifh-dkawing triatient may be considered when
1,t-ria deemed rutin, and Vbuld7merely prolong thadying
process or Waln the todical treatient imposes a burden.which
lecke co,- meeting benefit§ Yor-tfek.infaet. Wide*
decision-ls made, tffo-infant ana the family ere cared for in

a supportive and dignified manner.

The committees review cases involving infants up to 2 years

of age. cases are reviewed prospectively as well as

retrospectively.
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Erospective Review -- Each committee convenes on an emergency
basis at the request of the Chairman for prospective case
review. Mandatory review is required when:'

o withdrawal of life-sustaining treatment is being proposed
for a patient who is not imminently dying: and

o there is disagreement between or among health care
previders and families concerning withdrawing or
withholding life-sustaining treatment.

Parents are inforiaed uhen their case is. Nang reviewed, rut
perental consent for review is not reap:I:reg. ftrealverst
parents. ciergi and Othez rele%,ant partiesare encouraged to

the tomaittee ilz_l/inedeorticons ef the meetAlq.
Om may not be present during final deliberations and
4oting. Members with direet zmsponsibility for the infant's
care do nO-t vote.

committee recommendations are shared-with the involved
parties immediately after the meeting. If the parents and
treating physician agree with the committee's recommendation,
no further commiXtee action is required. If., after extennilte
discussim differ:epees qf opinion cannot be_reso1ved4 the
cOmaittee ZO-C-ommends .that tha hospital seek kgaryintion ly
the Child protective Service Agenty for action to permit
appropriate treatment Or Ile withdrawal or withholding of
liia7seppert.

Full committee review issnot required for cases in which no
further treatment is being considered because the infant is
clearly terminal and continued intervention would serVe no
beneficial purpose. However, a small mibcommittee does
review such cases to insure that they adhere to reaswable
medical guidelines and that the family has been properly
consulted. These cases are reviewed retrospectively at the
next monthly meeting.

Retrospective Review -- The full committee reviews deaths
resulting from the withholding or withdrawing of medical
treatment. Retrospective reviews are hold for information
and education of the committee, as well as to generate
guidelines which will be helpful in reviewing future cases.

Rote: This description is based on the following references:

1. Fleischman, Alan R., M.D., "Bioethical Review Committees
in PerinatologY," Clinics in Perinatoloy, Volume 14A No.
2, June 1987.

2. Fleischman, Alan R., M.D. "An Infant Bioethical Review
committee in an Urban Medical Center," Patinas Center
Report, June 1986.
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1AILTSES4Etartrasopens_3U _Thamoijapisca..ancems

We asked hospital ethics coMmittees to comment upon the
impact of the baby doe legislation ana the effectiveness of
the current system. The sample of comments rovided below,
mostly from physician committee members, illustrate the range
of opinions expressed.

o "The baby doe legislation focused our attention on this
issue. We are now more aware of ethics committees and
their functions, as well as the requirement to report
suspected cases to CPS."

"While Federal involvement has raised consciousness about
baby doe, these problems involve medical and ethical
issues which do not belong in CPS. What is needed is
increased sharing of information among involved parties,
not regulation by cPS I find it philosophically,
emotionally and professionally repugnant to invelve CPS
in the decisionnaking process."

o "The current system is effective. CPS provides the
support and legal backing which enable us to provide the
most eppropriate medical care. The Federal law has
heightened our awareness of baby doe issues."

o "When in doubt, ethics co2mitiees end physicians err in
the direction of providing treatment, even when the
infant's chances of survival ari.extremely slim."

"Fear of malpractice lawsuits has cauted many hospitals
and physicians to continue treatment for infanta who have
virtually no chance for survival. The treatment is often
painful and only prolongs the infant's dying."

o "Severely disabled infants born in community,and
maternity hospitals are routinely transferfed to
children s hospitals, even when the idant is clearly

dying. The birth hospitals fear being accused of failing
to do everything possible to save the infant."

o "Medical technology may be doing a disservice by delaying

a death that is imminent. Respirators can now keep
nonviable babies alive temporarily, only delaying their
inevitable deaths for a month or two."

o "The real unmet need is for day care ftcilities and other
supportive services specifically designed for these
babies who may not receive the special care and attention
they require once they leave the hospital."

o "It is morally repugnant to give treatment that is
painful to the child and clearly has no useful purpose."

- 13 -
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OBSERVATIONS

Tha inspection found that while nearly all hospitals visited
had established ethics committees prior to passage of the
baby doe legislation, most respondents feel that the
legislation and model guidelines have helped to fomts their
attention on potential baby doe situations. While the IDis
model guidelines are advisory rather than mandatory/ the
majority of hospitals with large maternity yards and/or NIcUs
do have ethics committees which review and advise on neonatal
oases, includin4 the treatment of severely disabled infants.
All 10 of the committees visited during the inspection
rep)rt they are structured and functioning substantially in
conformance with the MS model guidcklines.

All committees visited recognize their responsibilities to
develop hospital policies addressing the treatment of
severely disabled infants and to review individual cases on a
prospective basis. While specific case review criteria vary
somewhat, all committees are available to meet on an
emergency basis to consider and recommend the most
appropriate course of action in treating these infantL4.
Applying the baby doe provisions in the law, committees are
usually able to ar-$.ve at coneensus regarding the most
appropriate-course of treatment;' Most disagrect ts are
resolved informally, but when necessary, hospit&,. do not
hesitate to seek CPS intervention.

Disagreement between the involved parties appears to be the
major,criterion for committee review; while committees do
review cases brought to their attention which involve the
possible withholding or withdrawal of life-sustaining
treatment, prospective review of such cases is not mandatory
in &of the 10 hospitals visited.

The hospitals visited do no,"c believe there iS it need for
increased publicity or attention to baby doe issues at the
Federal level. Homer, several respondents mentioned a
continuing unmet need for specialized day care, adoption
assistance and related community-based supportive services to
meet tha needs of these kacial infants following hospital
Cscharge. The Department may wish to consider alternative
means to increase the availability of such services at the
local level.

-14 -
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May 1, 1989

William B. Allen
Commission on Civil Rights
1121 Vermont Avenue, N.W.
Room 800
Washington, D.C. 20425

Dear Mr. Allen:

The AAP regrets the process and the substance of the
Commission report. There was very little opportuwity
for groups and/or individuals to explain the cu=ent
decision-making process in intensive care newborn
nurseries. The Commission's process did not allow for
a tharough hearing of the issues.

The report takes an extreme position rather than a
balanced view of the complex issues involved in caring
for critically ill newborns. Its tone throughout is
that of a conclusion ln searzh of arguments rather
than a reascned response to the difficult questions
involved.

The report dwells on events that occured in the decade
pricr to the historic compromise which culminated in
the 1984 amendments to the federal Child Abuse Act.
It describei-case studies and attitudes from an
earlier era as if they had some relationship to the
present. A number of groups using a variety of
monitoring mechanisms have observed that infants with
Down Syndrome, spina bifida and other anomalies are
POW receiving appropriate care.

The Commission seriously understates the importance of
the dramatic growth of hospital ethics committees
(also called infant care review committees) since
1985. This transformation in the way decisions are
made occurred on a voluntary basis with no federal or
state requirements. They were a result of the
conviction of the Academy and other groups that
multi-disciplinary review would facilitate decision
making in difficult caaea. Those who predicted that
hospitals and physicians wotild,not form such
committees, or that committees would not become
involved in decisions, or that committees would accept
decisions without discussion or dissent were wrong.
Rather than acknowledge this success, the Commission
simply ignores it.

I 4
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May 1, 1989
Page 2

The Commission advocates an extreme vit.. of the Child Abuse
Amendments and related regulations, on, that would require
maintenance of biologic existence in virtually all infants
ottxer than the comatose and the dying. It fails to
arAnowledge the carefully crafted languaie which reflected a
rejection of that view by many groups anti individuals vto
care for and about infants. It resurrects a position which
would not take into account an infant's interestv, nor allow
any person or group or court to make any judgements about the
care of a sick or suffering infant. this view is not only
contrary to the spirit and language of the law and
regulations, but contrary to a clear trend in American law
and opinion which demands that handicapped and critically ill
infants, like tll patients, be-entitled to have decisions
regarding life-suataining treatment made in their best
interest.

The Commission advocates a renewal of intrusion Of federal
authority into complex decision making at the bedside. This
view is contrary to federal appellate and US Supreme Court
opinion, as well as public opinion. It resurrects an
approach which waa implemented in the infamous "Baby Doe
hotline" and "Baby Doe squads" that failed to achieve its
objective. It was an approach which felled to identify
serious errora at a time when they were common, and which
falsely labelled excellent clinical care as neglect, driving
infants and parents fearfully out uf intensive care units to
avoid onrushing and intrusive federal authoritied.

Furthermore, the most recent Inspector General's survey of
Baby Doe programs release just last year showed that the
problem of rndertreatment is being appropriately addressed.
In commentinv on that report, Surgeon General /coop said that,
-It is reassuring to learn...that each state has accepted its
resronnibility ae,4 fully implemented the 1984 amendments to
the Child Abuse Prevention and Treatment Act." Dr. Koop went
on to say that the report indicates that thl "guidelines and
procedures are workine appropriately."

All evidence points to the fact that the law is working.
The Academy continues to suppo,:t the use of infant care
review committees as an important mechanism to assist
physicians and parent in making these difficult decisions.
The Academy also continues to educate and train our
pediatrician members about the use of committees and other
methods of aiding children with disabilities and their
parents.

Sincerely,

4i/
Donald W. Schiff, M.
President
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Statement of commissioner Robert A.
Destro

It should not have been this difficult. The point,
after all, is a fairly simple one: that it is both illegal
and immoral to deny necessary medical care to any
child, especially one with a disability. That it has
taken the Commission nearly 5 yeaato complete its
report and recommendations bears witness to the
formidable political and practical hurdles which had
to be overcome. But overcome they were, and as the
Chairman of the subcommittee responsible for pro-
ducing and editing the several drafts of the report
and recomi. ndations, I- am bot. pleased and grate-
ful to the Commission and itt r.taff for the hard work,
late nights, and commitment to seeing this Oroject
through to completion.* I write separatelY to
summarize some of the practical and political issues
the Commission had to overcome in the course of its
deliberations, and to suggest a wider context in
which this report and its recommendations should be
viewed.

Defining the Problem: Discrimination,
Medical Ethics and Family Privacy

The primary conceptual and political problem
faced by the CommisSion has been to distinguish
among those issues which are correctly within the
realm of antidiscrimination and child neglect laws,
those which are properly matters of medical judg-
ment or ethics, and those which are matters of
parental choice. Though the dividing line which

Special thanks go to my friend and colleague Commissioner
Esther Gonzales-Arroyo Buckley, for her work as th, other
member of the subcommittee, and to-my former confidential
assistant, Deborah Lawrence (now of Fort Wayne, Indiana),
whose hard work and persistence were largely responsible for the
completion of the hearing record. It is also appropriate to
recognize the contaution to the finished product made by the

separates these spheres is far from clear, it is quite
real; and the need to make careful distinctions is
critical.

It goes without saying, for example, that r.either
child abuse and neglect nor discrimination on the
basis of disability are "private" matters. That a
parent's decision to neglect a child's medical needs is
either influenced by or acquiesced in by a physician
likewise does not transmute the issue of neglect into
one of medical judgment, ethics, or confidentiality.
The proper (and limited) concern of law is the
prevention and punishment of antisocial activity.
Medical neglect (that is, the denial of medically
indicated treatment) of the physically or mentally
disabled is, by definition, antisocial, and the proper
concern of the law.

The question addressed in this report is simply
stated: is it permissible under either State or Federal
law to deny necessary medical care to any person on
the grounds that a disability or other immutable
characteristic such as race, sex or ethnicity makes
that person an unfit subject for treatment? Phrased
another way, the question is: whether medically
indicated (i.e. necessary) treatment for a given
condition becomes any less "necessary" when the
patient has a disability?

That this is the issue cannot be doubted. The
physician who treated Bloomington Indiana's Baby

Commission's late Chairman, and the original chair of the
subcommittee, Clarence M. Pendleton, Jr. Though Penny and I
had many a late-night disagreement over the what we might find
in the -course of additional hearings, he supported additional
factfmding. In addition, he also resisted internal and external
political attempts to kill the project outright.
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Doe admitted on the record of the Commission's
June 1986 hearing that he had told the baby's parents
that "[they] must realize that if the child has the
surgery, and if the surgery is successful, that this
cluld will still be a Down's syndrome child with all
that that implies." Since, in his vw, "the parents
were pretty well-acquainted and had a good knowl-
edge of what this implied[, he] said to them [that]
'There is the alternative of doing nothing, in which
case the child will survive a few days and will die."2

The baby was not dead, he was not dying, and the
indicated surgery was neither futile nor medically
contraindicated. The "problem" was that the little
boy had Downs' Syndrome. Had he been "normal"
6.c, not disabled) not a court in this country would
have stood by as he died of starvation and dehydra-
tion. Nonetheless, they didup to and including the
Supreme Courts of Indiana and the United States.

Such attitudes and behaviors cannot be tolerated
in a civilized society. They are a cancer growing at
its very heart. It makes no difference whether the
decision is that of the parents, a physician, an
"ethicist," an ethics committee, a judge, or a
combination of all of them; for whatever the
euphemism chosen to describe what is going on in
the limited category of cases dealt with in this
report, the real names of the practices are eugenic
discrimination and euthanasia.

To subsume the question entirely into the realm of
medical ethics, as the statement of Chairman Wil-
liam B. A1l,en3 does, is to unwittingly fall into the
trap suggested by Leo Alexander, n observer at the
trials of the Nazi war criminals at Nuremburg, who
wrote in 1949 that:

The beginnings [of the Nazi terror] at first were merely a
svbtle shift in emphasis in the basic attitude of the
physicians. It started with the acceptance of the attitude,
basic in the eu"..anasia movement, that there is such a
thing as life not worthy to be lived. This attitude in its
early stages concerned itself merely with the severely and
chronically sick. Gradually the sphere of those to be
included ir. this category was enlarged to encompass the
socially unproductive, the ideologically unwanted, t

In re Infant Doe, No. GU8204-00 (Cir. Ct. Monroe County,
Ind. Apr. 12, 1982), affd sub nom. State of Indiana on Relation of
Infant Doeby Guardian, No. 482 SI39 (Ind. S. Ct, May 27, 1982),
No. 482 S.140 (Ind. S. Ct. Apr. 26, 1983), cert. denied 464 U.S.
961 (1983).
2 Hearing Before the United States Commission on Civil Rightr
Protection of Handicapped Newborns 224-25, 228-29 (1986) (vol.

Chairman William B. Allen, "A Dissenting View on the Report
Medical Discrimination Against Children with Disabilitiet"
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racially unwanted and ftnally all non-Germans. But it is
important to realize that the inftnitely small wedged-in
lever from which this entire trend of mind received its
impetus was the attitude toward the nonrehabilitable sick.

It is, therefore, this subtle shift in attitude that one must
thoroughly investigate.'

Robert Jay Lifton's 1986 book, The Nazi Doctors,5
described the process decried by Alexander as the
gradual "medicalization" of eugenic killing and
neglect. The record and the literature reviewed in
this report confirm that the same phenomenon is at
work here.

This is why many, if not most, of the arguments
raised in opposition to this report are either ill-
informed or disingenuous. Chairman Allen, for
example, argued during the final debate on the
report that it lacks "numbers [concerning] what is
actually transpiring in the country. That is a relative-
ly simple calculation to effectuate." Given the
difficulty of the legal, medical, and ethical issues, as
well as the potentially great legal and financial risks
associated with reporting behavior which is argu-
ably illegal under state and federal law, it is
incomprehensible that anyone knowledgc ible on the
subject could allege that the incidence of discrimina-
tory denial of treatment "is a relatively simple
calculation to effectuate." The "hard" evidence is all
to the contrary.

When the government sought to encourage re-
porting by posting an informational notice in hospi-
tals for the benefit of families and medical personnel
similar to those required by labor and other civil
rights laws, the courts enjoined the requirement.
Medical personnel have been fired or disciplined for
reporting denial of treatment cases to child welfare
personnel. The Office for Civil Rights of the
Department of Health and Human Services was
opposed to investigating alleged MSC'S of medical
care neglect of infants with disabilities. The investi-
gatory ardor of the Civil Rights Division of the
Department of Justice cooled noticeably after the
government lost the Bowen v. American Hospital

Alexander, Medical Science Under Dictatorship, 241 New Eng.
J. Med. 39, 41 & n.I7 (1949) (quoting 1. Bernal, The Social
Function of Science 44 (6th ed. 1946)).

Lifton, The Nazi Doctors: Medical IVIling and the Psychology
of Genocide (1986).

United States Commission on Civil Rights, Transcript of
Meeting of Jan. 9, 1989 at 49 (remarks of Chairman Allen).
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Association' case, even though the majority relied on
alleged defects in the investigatory record to strike
the so-called "Baby Doe" rules.

Thus, it is not surprising that the Commission's
Specific Findings Three, Tour and Five Regarding
the Child Abuse Amendments of 1984 raise serious
questions concerning the legitimacy of internal self-
regulation by hospital ethics committees as well as
the effectiveness of past and future oversight by the
Office for Civil Rights of the Department of Health
and Human Services. Discrimination against the
disabled in the medical setting has been so thorough-
ly "medicalized" by physicians and ethicists, and
"privatized" by courts and commentators that the
Chairman's argument that the number of cases "is a
relatively simple calculation to effectuate" cannot be
taken seriously.

In fact, the only real way to get the "numbers" is
retrospectively: after the treatment ha., been denied.
Specific ReCommendation Eight Regarding the
Child Abuse Amendments of 1984 places the Com-
mission on record as urging "retrospective reviews
of the medical records of those with disabilities who

die in [a] State" by the local Protection and
Advocacy [P&A] System.

In my view, however, the focus on "how many"
such cases is simply wrong; for it ignores the
obvious. Whenever noted physicians, ethicists, and
researchers publish articles in major academic and
professional journals reporting discriminatory be-
havior against disabled persons as if there were
nothing wrong with it, there are at least two serious
problems which make the number of cases almost
beside the point.

First, the boldness with which the discrimination
is reported conveys the attitude that those involved
see no problem with their behavior. Second, and
more relevant to the Commission's task, the fact that
courts have, on occasion and in the face of great
public scrutiny, authorized admitted medical neglect
of persons with disabilities' means that discriminato-

476 U.S. 610 (1986).
See, e&, Destro & Moeller, Necessary Care for the Retarded,

am* The Care of Phillip Becker, 4 HUM= Life Rev. 81 (1980)
quoting Transcript of Record, In re Phillip B., A Minor, No.
66103 (Super. ct., Santa Clara County, Cal. Apr. 27, 1978), Ord,
92 Cal. App. 3d 796, 156 Cal. Rpts. 48 (1979), cera denle4 445

U.S. 749 (1980).
Though Chairman Allen's statement recounts that he voted

against the adoption of this report, the record clearly shows that
he abstained, thus acquiescing in the will of the nr rity. United
States Commission on Civil Rights, Transcript of Meeting of Jan.

9, 1989 at 50 (remarks of Chairman Allen noting that he would

ry attitudes about the "quality" of their lives are
shared by those whose obligation it is to enforce our
civil rights laws.

Complicating the matter further, some courts and
legal commentators have argued that, due to their
difficulty and intensely personal nature of denial of
treatment cases, they are (or should be) considered
as matters within the zone of constitutionally pro-
tected family privacy. To "privatize" the issue is, of
course, to argue that it is not only permissible, but
also outside the legitimate purview of `he law. In my
view it is equally wrong to take this approach as it is
to accept the arguments of those who would
"medicalize" the problem. The result is the same:
only the method is different. The Commission quite
rightly, and without recorded dissent, rejected
both.'

Placing the Report in Context
The important facts contained in most reportc,

including his one, are often the most obvious ones.
Though the Commission's report makes it quite clear
that discriminatory denial of necessary treatment to
newborns with disabilities was the subject of this
study; those opposed to its conclusions have focused
instead on overtreatinent of patients for whom it
may be either unless or harmful, especially neonates
(very premature newborn infants)." Characterized
in this manner, the problem becomes technology
gone wild, not discrimination Ethicists and medical
experts can then safely be cast as the victims of an
ill-informed, narrow-minded "life-at-any-cost" ethic
(termed "vitalism") which does not take into ac-
count the dignity of the individual forced to live a
life in which there is no hope:

It is a powerfuland dangerously irrelevant
argument. "Overtreatment" of anyone is, by defini-
tion, both "unnecessary" and unethical. Physicians
and ethicists cannot be permitted to hide behind the
family when the issue is overtreatment, any more
than they should be able to do so when discrimina-

probably abstain); id. at 58 ("That .nakes 7 votes aye, no votes
against, and 1 abstention.") (quoting Chairman Allen's count of
the Commissioners' votes). That Chairman Allen's approach to
the issue of medical care discrimination is contrary to that of the
Commission is clear from hia written statement: he ;ejects the
Commission's conclusions and minimizer its factual &dings. Why
he simply did not vote "no" remains a mystery.
1° See comments of H. Tristram Engelhardt, Jr., Ph.D., M.D.,
appended to the statement oil Chairman Allen. See also, Hearing
Before the United States Commission on Civil Rights: Protection of
Handicapped Newborns 79-112, 164-95 (1985) (vol. I).
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tion is the basis for failure to treat. Overtreatment
was never the focus of this study, notwithstanding
the eftempt to make it so. The focus isand should
always remainon the legitimacy of individual and
collective decision-making. If the decision is a
legitimate we:Heal one, it is not for the law to
second-guess. If it is based on social or eugenic
factort, we have entered the realm of discrimination.

And that, of course, is the crux of this debate.
Were a physician, judge or ethicist to so much as
suggest, orally or in print, that race or sex-based
denial of medically indicated treatment might be
jusqfiable for any reason, the public outcry for
Federal, State, local (and, in some quarters, Divine)
oversight, investigation and intervention would be
heard round the world.

Yet there is a difference when the object of
discrimination has-a physical or mental disability.
Noted physicians and medical centers have adver-
tised their discriminatory attitudes and practices,
and civil libertarians who should know better rush
to defend the ability (some would say "the right") to
engage in such discrimination. There is something
seriously wrongmorally and legallywhen physi-
cians and ethicists concoct "quality of life" formulas
so that they might confer a scientific patina on what
is essentially medical discrimination (or worse).
How many bodies does one need to count as "proof"
when those involved admit to discrimination based
on non-medical factors? This is the greater context

" Center for Health Ethics and Policy, Graduate School of
Public Affairs, University of Colorado at Denver, Withholding
and Withdrawing Life-Sustaining Treatment: A Survey of Opin-
ions and Experiences of Colorado Physicians (May 1988) at 16
[hereafter Colorado Survey]. The center recommended that the
Governor should appoint a commission to evaluate, among other
things, whether the substantial number of physicians holding
these views represent "changing community mores" and uiged
reevaluation of present Colorado law forbidding active euthanasia
to determine whether is consistent with "the perceptiors of
right and wrong" of the people of the State. Id. at 21.
" "Euthanasia Law Fails to Qualify for Ballot," NEXIS PR
Newswire, May 10, 1988 (Hemlock Society news release).
" U.P.L, "Right-to-Die Group Targets Florida in Ballot Drive,"
NEXIS, Aug. 1, 1938 (noting Hemlock Society plans to seek
assisted suicide initiative in Florida, California, Oregon, and
Washington).
" In Gilbert v. State, 487 So.2d 1185, 1190-91 (Fla. App., 4th
Dist., 1986), a Florida court was recently asked (but refused) to
rule that intent to commit euthanasia was a defense to a charge of
premeditated murder. The offense: the convicted murderer had
fired two bullets into the brain of his wife, who had the
misfortune of being afflicted with osteoporosis and Alzhiemer's
disease. Roswell Gilbert's case was recently the subject of a
made-for-TV trovie.
" G.T. van der Werf, Huisarts en euthanasie 43 MedI3ch
Contact 1389 (1986) and personal communication of P. Admiraal,
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in which this report should be read. The United
States is at an ethical crossroads. A recent survey of
2,218 Colorado physicians concluded that 60 per-
cent of all doctors have attended patients for whom
they believe active euthanasia to be justifiable if it
were legal, and 58.9 percent of these physicians
"indicated that they would have personally been
willing to administer a lethal drug if such measures
were allowed by law."" California voters were
asked, and refused by a wide margin, to approve a
ballot initiative which would legalize "death assis-
tance" (including lethal injections under certain
circumstances)," and similar initiatives are planned
for Florida, California, Oregon, and Washington in
1990.'3 To assume that the first candidates for such
"assistance" are not going to be the disabled, the
incompetent, and the elderly is naive."

Other countries have already made their choice. It
has been reported that some doctors in the Nether-
lands perform betws- ;a 5,000 and 10,000 cases of
direct euthanasia per year," protected by court
decrees which allow it when a patient makes an
informed request." The March 30, 1989, issue of the
New England Journal of Medicine contains a both
plea for the "wide and open discussion" of physi-
cian-assisted suicide, and a sympathetic, yet cau-
tious, treatment of "the role that euthanasia may
have in the treatment of the terminally or hopelessly
ill patient."17

cited in S. Wanzer, D. Federman, Si. Adelstein, C. Cassel, E.
Cassem, R. Cranford, E. Hook, B. Lo, C. Moertel, P. Safar, A.
Stone, & J. van Eys, The Physician's Responsibilioi Toward
Hopelessly Ill Patients, 320 New England J. Med., 844, 848 & n.28.
(hereafter, S. Wanzer et al.).
" G.E. Pence, Ph.D, Do Not Go Slowly into that Dark Night:
Mercy Killing in Holland, 84 Am. J. Med. 139 (1988) (estimating
that, as of late 1987, between 5,000 and 8,000 patients have been
killed by physicians in the Netherlands). A summary of tht
situation in the Netherlands, France, Denmark, the Federal
Republic of Germany, and Sweden is contained in British
Medical Association, Euthanasia: Report of the Working Party to
Review the British Medical Association's Guidance on Euthana-
sia, at 49-52. With respect to the Dutch, paragraph 210 of the
report concludes that lijt therefore seems that, although certain
members a Dutch society are against active termination of life
for cogent reasons, there is a widesprzuluse of active termination
of life, which is motivated by the highest humanitarian ideals but
not all of which is reported." The BMA's position on the topic of
euthanasia was unequivocal: "The active interventionby anybody
to terminate another person's lie should remain illegal. Neither
doctors nor any other occupational group should be placed in a
category which lessens their responsibility for their actions." ld.,
Conclusion 4, at 67.
" S. Wanzer et al, The Physician's Responsibility Toward
Hopelesslp Ill Patients, 320 New Eng. J. Med., 844, 848-49 (noting
the moral objections of two of the authors Lv.E. and E.H.C.).



Those who need evidence of the growing attitude
that deatfi itself is a "treatment" for those whose
lives are not of sufficient "quality" need only look to
the r9rd of the Commission's hearing, the medical
literatA se, and the cases to see that what the
Chairman of this Commission decries as unsubstanti-
ated is freely almitted by those involved. There
would be no point in arguing for a "wide and open"
discdssion of the topic were it not assumed from the
outset that the acceptance of euthanasia is good
public policy.

Justice James A. Andersen of the Supreme Court
of Washington has written:

As recently as five years ago, or perhaps three, the idea
that fluids and nutriment might be withdrawn, with moral
and perhaps legal impunity, from dying patients, was a
notion that woukt have been repudiated, if not con-
demned, by most health professionals. They would have
regarded such an idea as mOrally and psychologically
objectionable, legally problematic, and mtdically wrong.
The notion would have gone "again, t the stream" of
medical standards of care. [However,]. . .this practice is
receiving increased support from both physicians and
bioeZhicists. This new stream of emerging opinion is
typicaily couched in the Dinguage of caution and compas-
sion. But it:ft underly'aig analysis, once laid bare, suggests
what is truly at stake: That for an increasing number of
patients, the benefits of continued life are perceived as
insufild=it to justify the burden and cost of care; that
death is the desired outcome, and criticallythat the role
of the physician is to participate in bringing this about."

Justice Edward D. Robertson, Jr. of the Mis3ouri
Supreme Court has made the same point."

Though the Washington State and Missouri cases
deal with disabled adults, the basic issues are similar
(though not identical) to those involving disabled
infants like Baby Doe and Baby Jane Doe. The
individual has a medical need which will respond to
treatment bin ;* s'isabled and the prognosis for
rehabilitation or cure is at best uncertain and usually
bad. The treatments proposed are not medically
contraindicated. The affected individuals are not
dead or dying. The argument is over whether or not
they might not be "better off" dead.

Recognizing the Obvious: The Aborfion
"Connection"

At the outset of both hearings, and in many of the
debates, both internal and external to the Commis-

" In re Guardianship of Grant, 109 Wm h.2d 545, 747 P.2d 445,

459 (1987) (Andersen, J., concurring in part and dissenting in
part).
" Cruzan v. Harmon, 760 S.W.2d 408 (Mo., 1988).

sion, the so-called "Baby Doe" issue has been linked
to that of abortion. That it should not have been is
an entirely different matter, but it is unsurprising
that it was. Whenever the politics and law of civil
rights, personal autonomy and bioethics confront
one another in a field fraught with emotion, human
suffering, and deeply-held and divergent moral
views, connections will inevitably be made by those
termed "liberals" as well as by those who style
themselves as "conservatives" or "libertarians."
That is what happened here.

And therein lies the most interesting, and person-
ally frustrating, political aspect of this report. The
witness list of the June 1985 hearing, assembled by
Commission staff, cast the issues az matters of
bioethics, medicine, and personal privacy. Discrimi-
nation was not the subject of the inquiry. When
queried, the medical and ethical experts called to
testify quite predictably denied that discrimination
has anything to do with denial of treatment. The
issue of discrimination was addressed directly by
only one panel in the first hearing." The focus on
medicine and ethics and the relegation of disability
or rehabilitation issues to the sidelines spoke v. 1-
umes. The issue had been "medicalized" ana "priva-
tized."

It was not until the June 1986 hearing that
disability and rehabilitation issues were highlighted.
Testimony of parents and medical experts was
included as well in an attempt to "balance" the
record of both hearings. But then the libertarians on
the Cfmmission's staff took over. Firm believers in
deregulation, they sat on the transcript of the 1986
hearing, refusing to release it even to this Commis-
sioner, for nearly a full year. Considerable political
capital was expended in an attempt to kill the report
as late as August 1987. In short, the internal
opposition of key staff members to the publication of
this report largely accounts for its late release. For
some, personal liberty was the motivating reason for
their opposition; for others, it was the "abortion
connection" which complicated an objective review
of the record. Sadly, neither group ever stopped to
consider whether there might really be discrimina-
tion going on.

Commissioner Mary Frances Berry captured the
nature of the dilemma best shortly before she cast

20 Hearing Before the United States Commission on Civil Rightr
Protection of Handicapped Newborns 113-38 (1985) (vol. I) (disabil-
ity perspective).
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her (much appreciated) vote for this report and its
recommendations.

I don't know if my collet. aue, Mr. Destro, has read [the
Chairman's written communts on the reports' ), but if he
has he Will dote that while he may think this issue has
nothing to do with abortion, the Chairman seems to think
it does ard there are other people who I also think will
think that it does, however you characterize it,. . . ."

She was (and is) correct. There is a connection.
But it is not the political linkage one abo ut which
she and others have been so concerned. The nexus is
philosophiCal and moral.

There will always be profound moral, philosophi-
cal, ethical and legal dilemmas involved in medical
decisionmaking. Each of these dilemmas, in its own
way, detracts from the personal choice and autono-
my of those involved, but there is no escaping them.

It is also true that the law cannot prevent child
abuse or any Other' anti-social behavior, such as
discrimination, which has its roots in human igno-
rance, tolerance or weakness. The role

of law is state a nom. of acceptable behavior. Those
who make and enforce the law can affect attitudes
only as "teachers" whose pronouncements and
behavior set the social norm. Thus, when the time
comes for action, as it did for the Commission when
it voted on this report, our duty to advise Congress
and the President on policy required us to draw lines
in as clear a fashion as Our limited capacity for
human understanding would permit.

This report rejects discrimination against the
persons with disabilities in the context of medical
care decision-making. To have ignored the protlem,
treated it as a matter of medical or parental autono-
my, or minimized the seriousness of the attitudes
which brought these practices about would have
been to take the risk that the public might believe
"that [this Commission thinks] it is alright to kill
kids[because] that is one way one could interpret
[it]."23

Arlington, Virginia
May 1989

2' United States Commission on Civil Pights, Transcript of " Id. at 19 (comments of Commissioner Berry).
Meeting of ran. 9, 1989 at 16. 33 Id at 20-21 (commeats of Commitlioner Berry).
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Appendix A

Incidence of Congenital Anomalies

Table 1

Incidence of Selected
Congenital Anomalies Among Live Births in 1983 1/

Congenital Anomaly

Central Nervous System

Total White Other

Rate/
10,000 Number

Rate/
10,000 Number

Rate/
10,000 Number

Anencephalus 1.9 691 2.0 581 1.8 132
Spina Bifida

w/out Anence-phalus 4.8 1747 5.1 1481 3.9 287
Hydrocephalus

.

w/out Spina'Bifida 5.8 2111 5.5 1597 6.7 492
Encephalocele 1.1 400 1.1 319 1.1 81
Microcephalus 2.5 910 2.2 639 3.8 279

Cardiovascular

Common Truncus 0.3 109 0.3 87 0.2 15
Transposition of

Great Atresia 1.1 400 1.2 349 0.9 66
Tetralogy of

7a1lot 1.1 400 1.2 349 1.0 73
Ventricular Septal
-Defect 17.1 6223 17.5 5083 15.4 1131

Atresia Septal -

Defect 2.1 764 2.1 610 2.0 147
Endocardial Cu,shion

Defect 0.8 291 0.7 203 0.8 59
Pulmonary Valve
Stenosis & Atresia 1.9 691 1.5 436 3.4 250

Trictispid Valve
Stenosis & Atresia 0.3 109 0.3 87 0.3 22

Aortic Valve Stenosis
& Atresia 0.6 218 0.6 174 0.5 37

Hypoplastic Left Heart
Syndrome 0.8 291 0.8 232 1.0 73

Patent Ductus
Ateriosus 29.6 10772 26.9 7813 39.6 2910

Corctation of Aorta 0.7 255 0.8 232 0.5 37
Pulmonary Artery
Anomaly 2.0 728 1.4 407 3.9 287

Lung Agenesis
& Hypoplasia 3.2 1165 3.2 929 3.0 220

2 2 2

AM/MIMI
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Table 1 (Cont'd)

Indidence of Selected
Comtraal Anomalies among Live Births in 1983

Total White Other

Rate/ Rate/ Rate/
10,000 Number 10,000 Number 10,000' Numher

Congenital Artookilj
_

Gastrointestinal

Trachee-esophageal
-Anomalies 2.1 764 2.3 668 1.4 103

Rectal & Intestinal
Atresia 3.5 1274 3.6 1046 3.1 228

Renal Agenesis 1.8 655 1.9 552 1.3 96
Bladder Exstrophy 0.3 109 0.3 87 0.2 15

Muiculoskeletal

Clubfoot w/out
CNS Defects 26.1 9498 27.4 7958 21.1 1550

Reduction Deformity
Upper Limbs 1.6 582 1.7 494 1.3 96

Reduction Wormity
Lower Limbs 0.9 328 0.9 261 0.8 59

Conzenital Arthro-
grypesis 2.2 801 2.4 697 1.5 110

Chromosomal

Down Syndrome 8.5 3093 8.7 2527 8.0 50
Trisonlf 13 0.8 291 0.8 232 0.6 4$
Trisomy 18 1.0 364 1.0 290 1.1 61

Source: Wjlers for Disease Control: Congenital Malformation
Surveillance Report, January 1982 - December 1985

Notes:

1/ Incidence rates are averages for the period 1982-85 as reported in
Table 2,of the above mentioned source. These rates are based on live and
still births and, therefore, overstate the rates for live births alone.
Only in the case of anencephalus is the difference significant: in this
case the live born rate reported in Table 5 was recorded for "total"
births and rates for "whites" and "others" were calculated to reflect the
comparative rates for anencephilus in Table 2.

The number of cases of each anomaly is a population estimate derived by
multiplying the rate by total births in 1983.
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Table 2

Deaths Caused by Congenital Anomalies in 1983 1/

Number of Deaths for which Anomaly
is the Underlvina Cause Underlying

Aoe and

Under 1-4 Total [UM] Contributinj

1 Year Years X 100 Cause Total

Conyenital,fAnomaly (1 ] [2] 0] DU [5]

Central Nervous -System 1368 173 1892 72% n/a

Anencephal us 693 7 702 99 729

Spina Bifida 122 25 197 62 339

Hydroceplial us 227 61 382 59 564

Encephalocele 70 4 81 86 124

Mi crocephal us 50 33 138 36 282

ardiovescular 4400 535 7111 62% n/a

Common Truncus 112 7 136 82 167

Transposi tion of
Great Arteries 157 39 253 62 326

Tetralogy of Fallot 98 65 253 39 317

Ventri cul ar

*361 Defect 194 56 502 39 962

Atrial Septal Defect 53 13 256 21 508

Endocardi al Cushi on

Defect 114 71 222 51 326

Pulmonary Value
Atresia & Stenosis 19 2 31 61 63

Tri cuspi d Atresi a

& Stenosi s 27 14 71 38 97

Aortic Valve Insuffi-
ctency or Stenosis 54 4 176 31 258

Hypoplastic Left Heart 574 6 583 98 642

Patrt Ductus Arteriosis 108 0 149 72 478

COirctati on orAorta 152 4 187 81 292

Pulmonary Attery
Anomal y 99 14 148 67 292

Agenesis of Lung 773 2 782 99 1516

Cleft Palate & Cleft Lip 15 0 15 100% nia

Cl eft Pal ate 7 0 7 100 56

Cleft Lip (Total) 8 0 8 100 65
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TOle 2 (Cont'd.)

Deaths Caused by Congenital Anomalies in 1983 1/

Number of Deaths'for which Anomaly

-----=-11-th2-114-9-44113-C-19-11----Aoe
Underlying

and
Under 1 -.!!. Total (UM] Contributing
1 Year Years X 100 Cause TotalCongenital Ananaly E1) £2) £3) [43 IS]

Gastrointestinal 48 47 315 47% n/a

Tracheo-esophageal
Fistula 20 2 29 69 106Rectal, Large Intestine
Atrisia or Stenosis 5 0 5 100 71

Genitourinary 498 4 890 56% n/a

Renal Agenesis 401 0 423 95 617Bladder Exstrophy 1 0 1 100 12

)Iusculoskeletal 738 20 545 87% n/a

Clubfoot* 0 0 Q 30
Reduction Deformities
of Upper Limbs 1 0 1 100 9

Redudtion Deformities
of Lower Limbs

thromosoclail 727 56 952 76% n/a

Down Syndrome 84 31 272 31 942
Trisomy 13 198 6 204 97 244Trisomy 18 328 12 343 96 415

All Congenital 8732 913 13173 66% n/aAnomalies

Source: UnOublished tabulations provided by the National Center for Health Statistics.

Notes:

j/ n/a-not available

Column 1 - Number of children under 1 year whose underlying cause of death was the
indicated congenital anomaly.

Column 2 - Same as Column 1 for children 1-4 years.
Column 3 - Same as Column 1 for all ages.
Column 4 - Column 1 as a percentage of Column 3.
Column 5 - Total number of deaths for utich indicated congenital anomaly was either the

underlying or a contributing cause.

Underlying cause of death is defined.as: "(a) the dhease or injury which initiated the
train of events leading directly to death, or (b) Ahe circumstances of the accident or
violence which produced the fatal injury.- Article 23 of the Constitution of the World
Health Organization.
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Table 3

Infant Deaths in 1983 Caused by Congenital Anomalies
Adjusted for Racial Differences in Births and Occurrence Rates 1/

Infant Deaths
Nonwhite Infant Deaths

Adiusted for Racial Differences_i_n:
Bi rths Berths plus Anomaly

Underlying Cause Whi te Other Occurrence Rates
of 'Death [13 [23 (33 [43

Central Nervous System 1144 224 885 n/a

Anencephalus 602 91 359 398
Spina Bifida 81 14 55 72
Hydrocephalus 172 55 217 178
Encephalocele 55 15 59 59
Hi crocephal us 44 6 24 14

Caodiovascular 3453 947 3741 n/a

Common Truncus 89 23 91 137
Transposi ti on of

Great Arteries 136 21 83 110
Tetralogy of Fall ot 79 19 75 83
Ventricular

Septal Defect 145 49 193 220
Atrial Septal Defect 42 11 43 45
Endocardial Cushion

Defect 98 16 63 55
Pulmonary Vi".lue

Atresi a & Stenosi s 14 5 20 9
Tricuspid Mresi a

& Stenosis, 21 6 24 24
Aortic Valve Insuffi

cienqy or Stenosis 47 7 28 34
Hypeplastic Left Heart 457 117 462 370
Patent -Ductus Arteriosis 79 29 115 78
Coarctation of Aorta 127 25 99 158
Pulmonary Arteries

Stenosis 82 17 67 24
Agenesis of Lung 625 148 585 626
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Y.-41e 3 (ront'd.)

Infant Deaths Caused,by Congenital Anomalies in 1983
Adjusted for Racial Differences in Birth and Occurrence Rates 1/

Infant Deaths
Nonwhite Infant Deaths

Adiusted,for Racial Differences in:
Births Births plus Anomaly

Underlying Cause White Other Occurrence Ratesof Death [1] [2] [3] [4]

Gastroint4stina1 110 38 150 n/a

Tracheoesophageal
Fistula 16 4 16 26

Witourinarv 430 68 269 n/a

Renal Agenesis 353 43 190 277

Nbsculoskeletal 631 107 423 n/a

Anomalies of Diaphram 429 60 237 n/a

Chromosomal 589 138 545 n/a

Down Syndrbme 64 20 79 86Trisomy 13 165 33 130 173Triiomy 18 267 61 241 219

Source: Unpublished tabulations proviled by the'Nationa1 Center for Health
Statistics. Centers for Disease Control: Congenital Nalformatipns.
Surveillance Reoort. January 1982 December 1985.

1/ Infant refers to a child under 1 year of age.

Column (3] . Column [2] X 3.95, where 3.95 white births/nonwhite births.

Column(4) Column (3) X R where R, is the occurrence rate of a specific
cungenital anomaly among white children divided by the occurrence rate among
children of all other races (Source: Table 1).
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Aiipendix B

Statement of H. Rutherford Turnbull HP on Incidence
of Discrimlnatory Denial of Medical Treatment

My purpose today is to bring to the attention of
the Commission evidence of _st contemporary atti-
tude in the medical profession that supports discrimi-
nation in medical care against children, particularly
newborns with moderate to severe/profound disabil-
ities. This preoisposition toward discrimination, if
carried out, will result in unwarranted deaths and
indeed has been linked to unwarranted deaths. Such

-an attitude and behavior is sufficient to justify
federal action to prevent discrimination from being
carried out.

In addition, there is a very real need, as I will
indicate?, for the federal government to monitor
hospital-Human Rights Committees and Infant Care
Review Committees to determine precisely what
role they play, if any, in combatting or authorizing
nontreatment that constitutes abuse under the Child
Abuse Act Amendments of 1984, under state statutes
or other state law, under equal protection doctrines,
and under-Section 504 to the extent that it now still
applies to children and medical decisions. Given the
physician attitudes and incidence data to which I
will refer below, there is reason to believe, as
Dybwad points out (Dybwad, Ethical and Legal
Problems In Rehabilitation and Medicine, in Warms,
D. (ed.) (1986), The Changing Rehatilitation World:
Into the 21st Century. New York: United Cerebral
Palsy of New York City, Inc.), that such committees
"may serve well in institutions with good practices,
but will serve poorly -Where they are most needed."
And, further, there is no reason to believe that such
committees will be independent of the physicians
and hospitals whom they purport to review. Until
such time as &tit are available and persuasive that
the HRCs and ICRCs in fact play a salutary role in

Professor of Special Education and Law, University of Kinsas,
Lawrence, Kansas, statement made to the U.S. Civil Rights

preventing discrimination, they may not be assumed
to do so.

Finally, there also is a very real needboth
human and legalfor the federal government to
expand its support of adoption, foster-care place-
ment, and even interim institutionalization for new-
borns or others whose biological parents refuse to
allow them to be trated. While the prospect of
legitimizing such institutionalization is thoroughly
distasteful, it is less noxious than tolerance of
nontreatment of treatable children, namely, those
identified by the Child Abuse Act Amendments of
1984 and by the widely adopted Principles of
Treatment of Disabled Infants, which I helped draft.
Naturally, a far more desirable federal role is helping
states to expand the adoption and foster-care place-
ments of such children. Any of these alternatives
and all of them in the aggregatemake it possible
for treatable children to be treated and for unjustifia-
ble and prejudicial parental and physician objections
to be functionally voided.

A 1975 survey of representative pediatric sur-
geons and pediatricians conducted by the Surgical
Section of the American Academy of Pediatrics
disclosed that 76.8 percent of th surgeons and 49,5
percent of the pediatricians wouid "acquiesce in
parents' decision to refuse consent for surgery in a
newborn with intestinal atresia if the ...fant also had
Down's syndrome.' Shaw, Randolph and Manard,
Ethical Issues in Pediatric Surgery: A Nattonal Survey
of Pediatrician and Pediatric Surgeons, 60 Pediatrics
588, 590 (1977). And 63.3 percent of the surgeons
and 42.6 percent of the pediatricians said that in such
cases where they "accept parental withholding of
lifesaving surgery" they would also "stop all sup-
Commission, June 26, 1986.
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portive treatment including intravenous fluids and
nasal gastric suction." Id at 592-93. Another 1975
survey, this one of California pediatricians, showed
that 61 percent would not object to a parental
decision not to correct a life-threatening intestinal
obstruction of an infant with Down's syndrome.
Treating the Defective Newborn: A Surpey of Pediatri-
cians Attitudes, Hastings Ctr. Report, April 1976, at
2. A 1977 survey of Massachusetts pediatricians
disclosed that 51 percent believed that such a child
should not receive surgery. Todres, Krans, Howell
and Shannon, Pediatricians' Ah.tudes Affecting Deci-
sion-Making in Defective Newborn.; 60 Pedialms 197,
198 (1977). Even among the 46 percent who would
advocate surgery, only 40.2 percent (183 percent of
the full group of vediatricians) would pursue a court
order to secure treatment. Sixty-seven percent (67
percent) of the pediatricians would recommend no
surgery for a child with severe myelomeningocele
(spina bifida). Of those who advocate 3urgery, 60
percent said they would allow the parents to
withhold surgery. Id at 198-99.

A study covering the period from 1977 to 1982
and a more recent survey reinforce this data. CAVC
(complete atrioventricular canal defect) is a heart
malformation which usually leads to pulmonary
vascular disease and premature death. Open heart
surgery can correct the malformation and avert the
death, and a technique known as pulmonary artcry
banding can delay the need for this surgery until a
child is mature enough to tolerate it. Prompt referral
of infants with CAVC to cardiac zare facilities for
this treatment is vital, since delay Cal) result in the
development of irreversible pulmonary vascular
disease, when lifesaving surgery is impossible. Dur-
ing the years 1977 through 1982, pediatric cardiolo-
gists at the State University of New York-Upstate
Medical Center in Syracuse were referred 8 children
with CAVC but without Down's syndrome and
CAVC at an appropriately early- age. However, 10
children with CAVC and Down's syndrome were
not referred until betwem '19 months to 15 years of
age. By the time they were referred, 5 of these 10
children with Down's syndrome had deteriorated to
a point at which surgery could not be performed.
The physicians who reported the study wrote,
"Some of our patients with late referral were
initially evaluated elsewhere, and informed that
surgical procedure was not recommended or not
available (by 'parent& report). We question if the
parents of these children were being allowed the

220

opportunity to make an appropriate decision." Son-
dheimer, Byrum and Blackman, Unequal Cardiac
Care for Children with Down's Syndrome, 139 Am. J.
Dis. Child. 68, 70 (1985). They concluded, "Chil-
dren with treatable medical conditions should not be
denied routine care because of other handicapping
conditions. . .our review of CAVC in children with
ana without Down's Syndrome suggests that just
such a denial of care may have occurred in some
instances between 1977 and 1982." Id at 70.

Still more recently, a 1984 survey of nurses at two
hospitals in Houston indicates that denial of treat-
ment to children with disabilities remains an accept-
ed practice. Berseth, Kenny and Durand, Newborn
ethical dilemmas: Intensive care and intermediate care:
Nursing attitudes, 12 Crit. Care R18 (1984). The
nurses surveyed eitha worked in nconattal inteusive
care units (ICUs) or in intermediate care nurseries
(INTs). Of those surveyed (75 respondents, 39 from
ICUs and 36 from INTs), 70.6 percent (53, 32/21)
said they felt an infant with severe mental defects
should never be resuscitated. (Examples of severe
mental defects were given as anencephaly or severe
brain damage.) Forty-eight percent (36, 21/15)
would only occasionally resuscitate an infant with a
severe defect (examples were congenital hydroceph-
alus and myelomeningocele, popularly known as
spina tads). The percentage of those responding
that infants with severe defects should nevet be
resuscitated was 13.3 percent (10, 3/7). An interest-
ing side note is that one respondent from an
intermediate care musery felt that even infants with
only minor birth defects (examples given were skin
tags or extra digits) should never be resuscitated. Id
at 509. Also, 37 percent of the nurses felt that
sometimes a doctor should act in such a way as to
cause an infant's death. Thirty-one percent believed
that the decision on whether to treat a sick newborn
should be influenced by the presenre of healthy
children at home. Id at 509.

I myself have recently completed a review of the
literature concerning the incidence of infanticide in
America and the public and professional attitudes
toward the treatmet.Vuontreatment of children born
with birth defects. I wish to sammrrize what I found
and reported (H. Turnbull, Incidence of Infanticide in
America: Public and Professional Issues, 1 Issues in L.
& Med. 363 (1986)).

1. Public attitudes toward persons with mental
or physical disabilities are largely negative (p.
364).



2. Stigma and discrimination go hand in hand in
contemporary America (p. 365).

. .

5. Professional attitudes concerning children
with disabilities are variable. Some disability
professional organizations (such as AAMD and
TASH) have adopted resolutions objecting to the
withholding of medical care and treatment on the
sole basis of -disability; others_ (AAMD, TASH,
AAUAP) have advocated in the United States
Supreme Court for the application of Sec. 504 to
newborns; and some (AAMD, AAP) have signed
the 1984 Principles of Treatment of Disabled
Infants (p. 371). Most parent-advocacy organiza-
tions (ARC, TASH, NDSC) take similar positions
(p. 371). Disability-related professional and par-
ent-advocacy organizations were nearly unani-
mous in supporting a policy that would put a halt
to nontreatment (p. 372).
6. Medical associations did not aggressively pur-
sue a federal role (p. 372).
7. Reported attitudes of physicians are over-
whelmingly negative concerning the mandate to
treat treatable newborns (p. 374, esp. notes 69-72,
80-85, 87). I wrote, "Absent more comprehensive
research about physician attitudes, it is difficult to
make a broad generalization abor -lurrent physi-
cian attitudes and their relationsuip to nontreat-
ment. The history of reported ettitudes, however,
is negative. They reflect unjustified pessimism
about the quality of life of the child and family
and advocate criteria for nontreatment that are
more pessinthsive than those of the 'Principles of
Treatment' (p. 379)."
My basis for that conclusion was not merely the

research that I have just cited. It also included
Adams' 1982 report that physicians' advice concern-
ing services is influenced by parents' socioeconomic
status, the physicians' years in practice, the popula-
tion of the town where the physicians practice, and
the physicians' participation in training in mental
retardation (Adams, Referral Advice Given by Physi-
cians, 20 Mental Retardation 16 (1982)). Further, it
included Wolraich and Sipperstein's 1983 conclu-
sion, based on inquiries of physicians, that physicians
are significantly more pessimistic than psychologists,
educators, allied health professionals, and social
workers toward the prognosis for individuals with
mental retardation (Wolraich and Sipperstein, As-
sessing Professional? Prognostic Impressions of Mental
Retardation, 21 Mental Retardation 8 (1983)).

Voices have been heard to claim that the data I
have just reviewed are outdated sand no longer
relevant. The former President of the American
Academy of Pediatrics, Dr. James Strain, has object-
ed that his organization's 1975 survey is no longer
relevant. "Since then," he has written, "I believe
there has been a major shift in the attitude of the
medical profession and of society as a whole
concerning the care of mentally retarded infants in
the nursery and in later life." Deinstitutionalization,
the passage of the Education for All Handicapped
Children Act, and the "change" in "society's con-
cern for the care of children" which has led to a
recognition that children sometimes must be protect-
ed from abusing parents have resulted in a consensus
that "in cases in in which well-established surgical
techniques have proven successful in correcting the
defect, retardation, or other handicapping condition.
should not preclude treatment." Strain, The Decision
to Forego Life-Sustaining Treatment for Seriously III
Newbor= 72 PediaWcs 572 (1983). This change in
societal attitudes, according to Strain, has had an
effect on pediatricians' attitudes "in making deci-
sions to recommend surgical correction of associated
defects and to continue life support treatment in
handicapped infants." Id at 572.

In his testimony before this Commission on June
12, 1985, Dr. Strain stated he felt infants with
Down's syndrome and spina bifida were now almost
universally accorded treatment by the medical pro-
fession. He specifically stated that "all of the
pediatric literature favors supporting corrective
surgery for [infants with] Down's syndrome" and
"most babies with spina bifida are treated" with
surgery. Protection of Handicapped Newborns: Hear-
ing Before the United States Commission on Civil
Rights (June 12-14, 1985) (Statement of James
Strain, M.D., past president, American Academy of
Pediatrics) at 47.

Were Dr. Strain's view correct, one would expect
to see it substantiated in the recent medical litera-
ture. On the contrary, however, the recent commen-
tary on the issue is overwhelmingly in favor of
denying treatment to those deemed to lack a
sufficient "quality of life." Beyond the evidence of
the quite recent 1984 survey I have described, books
and articles authored or coauthored by physicians
that insist quality of life must be taken into account
in treatment decisions and that argue a low quality
of life ethically justifies or even mandates letting
some children with disabilities die are legion.
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Dr. Robert M. Blizzard, chairman of the Depart-
ment of Pediatrics at the University of Virginia
School of Medicine, has written, "The ethic of many
[pediatricians] is (and we believe it justified) that the
quality of life in some instances should take prece-
dence over the equality of life." Blizzard, The
Pediatrician: Advocate or Enemy of the Child HELIX
Autumn 1984, quoted ia Cooper, The Pediatrician Is
the Child's Advocate, 60 J. Med. Edac. 496, 497
(1985). According to a 1983 piece by Marcia Angell,
M.D., Deputy Editor of the New England Journal
of Medicine, "[t]he premise that the quality of life
has no bearing on medical decisions. . .is a dubious
premise. It is in direct conflict with most current
thinking about medical ethics." Angell, Handicapped
Children: Baby Doe and Uncle Sam, 309 N. Eng. J.
Med. 659 (1983). It is the current and official
position of the Judicial Council of the American
Medical Association that, "In the making of deci-
sions for the treatment of seriously deformed new-
borns. . .[q]uality of life is a factor to be consid-
ered. . . ." Current Opinions of the Judicial Council
of the American Medical Association 2.14, at 10
(1984). This opinion was also contained in the
AMA's statement to the House Select Education
Committee, opposing a bill that in modified form
would become the Child Abuse Amendments of
1984. Statement of the American Medical Association
to the Select Education Sub-Committee, Committee on
Education and Labor, House of Representatives, 47
Conn. Med. 29, 29 (1983).

A piece by Dr. George Crile, former head of the
Department of General Surgery of the Cleveland
Clinic, was widely reprinted in December of 1984 in
a number of medical newspapers and then in USA
Today. Dr. Crile wrote:

The law now states that in obstetrical units, babies must
be fed and given full support regardless of how extensive
and hopeless their ccngenital malformations. Despite the
law, the debate. . .continues. . . .[The question] must be
viewed not only in the light of the individual's right to life,
but in that of society's right for its members to have
pleasant and productive lives, not to be lived mainly to
support the growing numbers of hopelessly disabled, often
unconscious people whose costly existence is consuming
so much of the gross national product. . . .

No child with Down's syndrome ever grew up to be
self-sustaining. . . .If the parents still want to rear their
child, that should be their decision, but there should be no
support from the community or the state.
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Crile, The Right to Life, Medical Tribune, Dec. 19,
1984, at 27.

In a March 6, 1986, editorial in the New England
Journal of Medicine, Angell stated, "Quality of life
is an important consideration as the weight of our
ethical, medical and legal tradition§ suggests." An-
gell, The Baby Doe Rules, 314 N. Eng. J. Med. 642
(1986).

A 1983 editorial in Surgical Rounds stated:

Take the simplest case of the Down's Syndrome child
with esophogeal or duodenal atresia (like Bloomington's
Infant Doe). With luck his life can be saved, and he can be
trained to the point of being a happy family pet. But the
break-up rate in families whenever a grossly abnormal
child is brought home is very high.

Ravit4h, Big Brother Comes to the Nursery, 6 Surgi-
cal Rounds 10, 10 (1983).

Dr. Steven Ragatz and Dr. Patricia Ellison, from
the Departments of Pediatrics and Neurology at the
Medical College of Wisconsin, stated .their position
that "consideration should be given to withdrawal
of support from infants who are. . .likely to be
severely retarded and dependent later in their lives."
Ragatz and Ellison, Decisions to Withdraw Life
Support in the Neonatal Intensive Care Unit, 22
Clinical Pediatrics 729, 729 (1983).

If one thought that these children had a quality of life
representing that which one treasures as a human, perhaps
the care and frustration of the parents would be justified.
However, these children have very limited capacities for
human relationships and participation in human experi-
ences, criteria that others have considered for withdrawal
of support.

Id at 729.
Dr. John Britton, from the Department of Pediat-

rics, Section of Perinatal and Nutrition Science,
University of A 7izona Health Services, has written
that decisions regarding treatment of handicapped
infants should be made on a case-by-case basis, not
mandated by legislation. J.R. Britton, 'Baby Doe'
RulingsReview and Comment, 140 West. J. Med.
303 (1984). Further, "Quality of life considerations,
desires and concerns of the parents and economic
implications for the family and society must be
weighed in the decision-making process." Id at 3f6.

Anthony Shaw, M.D., professor of surgery and
pediatrics, University of Virginia School of Medi-
cine, has defincd quality of life as the product of an
infant's natural endowment and the contributions
made to the child by the home and family unit and
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by the society as a whole. Shaw, Defining The
Quality of Life, 7 /failings Ctr. Rep. 11, 11 (1977).

In his testimony !:efore this Commission, Dr.
Shaw tried to justify his formula by saying that his
intention was to "maximize those factors that would
improve quality of life." Protection of Handicapped
Newborns: Hearing Before the United States Commis-
sion on Civil Rights (June 1244, 1985) (Statement of
Dr. Anthony Shaw) at 82. He claims to have been
particularly motivated by the fact that Down's
ayfidr-ne children often were placed in institutions.

Back in the seventia, particularly early seventies, late
sixties, many of us were discomfitted by the idea thet we as
pediatric surgeons could operate on these babies and open
up their intestinal tract so that they could eat, and the
parents would then through their own decision or sugges-
tion to them by family, friends, pediatricians or whatever,
turn the baby over to an institution. And those of us who
took the trouble to look at these institutions were by and
large horrified at the conditions that existed and the way
babies were subsequently managed. Id. at 89.

However, Shaw's writings in that time period
show a different point of view. In a 1972 article
published in the New York Times Magazine, Shaw
wrote of having seen "families emotionally and
financially drained by mongoloid children" and
"marriages destroyed by the inability of the partner
to deal with. . .a mongoloid child." A. Shaw,
Doctor, do we have a choice? New York Times
Magazine, Jan. 30, 1972, 44. Later in the same
article, he wrote:

[T]he emotional and financial :esources of many families
are poured out for helpless retardates while children with
real potential are stunted in institutions or a series of foster
homes.

Parents of mongoloids have the legal (and, I believe, the
moral) responsibility of determining if their child with a
potentially deadly but surgically correctible defect should
live or die.

kl. at 52-53.
Shaw now claims that the sole purpose of his

formula was to keep alive those infants who might
otherwise not receive treatment and would die.
However, in his article defining his quality of life
formula, Shaw pointed to "a child born normally
formed but. . An an urban ghetto to an unwed
teenage drug addict." If society did not provide for
such a child, even with a "respectable quantity" of
natural endowments, the child's quality of life would
be worthless because, according to Shaw, nothing

would be provided by the home. Shaw, Defining the
Qualiry of Lije, supra, at 11.

Shaw's formula [QL = NE x (H S)] was wed
as the basis fes initial decisions not to treat 33 infants
with spina bifida over a 5-year period at Oklahoma
Children's Memorial Hospital.'Gross, Cox, Tatyrek,
Polluy, and ,Barnes, Early Management and Decision
Making for the Treatment of Myelomeningocele, 72
Pediatrics 450 (1983).

Writing in support of such a definition of quality
a life and against "the federal governnaentls]"
effort to "declere severe mental impairment .i:srele-
vant to medical decisions" in mandating nondiscri-
minatory treatment for children with disabilities, Dr.
Joel Frader, a pediatrician at Pittsburgh Children's
Hospital, expostulated, "Why shouldn't non-medical
considerations, like family and community re-
sources, a family's zengious beliefs, or shnilar factors
become important to the decisioos? Good reasons
for permitting death may exist." 1-a4der, Treating
Baby Doe Con: The Benefits Must be Weighted,
Pittsburgh Press, May 18, 1984, at 83.

The attitude of the Bioethics Committee of the
American Academy of Pediatrics is that while
treatment should not be withheld if the sole reason
for doing so is to benefit the psychological or social
well-being of others, if the infant's life is deemed to
be one that will be filled with suffering, familial
concern? are also to be used in the treatment
decision.

While the needs and interests of parents, as well as of the
larger society, are proper concerns of the pediatri-
cian. . .[w]ithholarg or withdrawing life-sustaining treat-
ment is justified only if such a course serves the interests of
the patient. When the infant's prospects are for a life
dominated by suffering, 'the concerns of the family may
play a larger role. Treatment should not be withheld for
the-primary purpose of improving the psychological or
social well-being of others, no matter how poignant those
needs may be.

American Academy of Pediatrics, Committee on
Bioethics, Treatment of Critically Ill Newborns, 72
Pediatrics 565, 566 (1983).

Irwin Krasha, M.D., Department of Pediatrics
Surgery and Pediatrics, Rutgers University, asks us
to "Whink about the family's right to happiness
without this tragic creature [the seriously iii new-
born] ruining their lives." Krasha, The Infant: Right
to Privacy and Patient's Right to Know, 51 Mt. Sinai J.
Med. 25, 25 (1984).
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Dr. Blizzard argues that "it is wrong to prolong
the life of an infant. . .who will never think, walk,
or talk, when the parents decide that they and the
infant's siblings cannot cope with such prolongation,
and &It p.olongation is to the _detriment of the
family stability." Blizzard, The Pediatrician: Advocate
or Enemy of the Child, HELIX, Autumn 1984, quoted
in Cooper, supra, at 497 (1985).

Physicians often claim that life with a severe
enough disability is _a life of suffering. "Where
treatment has a high, probability of causing signifi-
cant pain and suffering and a low probability of
preserVing a life valuable to the patient should we
not permit a decision to withhold it?" Moskop and
Saldanna, The Baby Doe Rule: Still a Threat, 16
Hastings Ctr. Rep. 8, 9 (1986). Moskop, associate
professor of medical humanities, and Dr. Saldanna,
assistant professor of pediatrics/neonatology, East
Carolina University School of Medicine, feel there is
a threat of "unjustified prolongation of life" to some
handicapped children. Icl at 9.

Carol Lynn Berseth, M.D., from the Pediatrics
Department at the Mayo Clinic, has written, "To
offer extraordinary support to these infants [with
spvere handicaps] is to prolong their suffering by
traumatizing them further with invasive tech-
niques." Berseth, A Neonatologist Looks at the Baby
Doe Rule: Ethical Decisions by Edict, 72 Pediatrics
428, 429 (1983). Angell wrotethat decisions regard-
ing treatment for newborns "properly include con-
siderations of future suffering." Angell, The Baby
Doe Rules, supra, at 643.

In Angell's 1983 editorial, she state° the issue
involved in treatment decisions was "one of future
suffering. Do we have the right to inflict a life of
suffe...ing on a helpless newborn just because we
have the technology to do so. .?" Angell, Handi-
capped Children: Baby Doe and Uncle Sam; supra, at
660. Kathlyn E. McGoldrif-k, M.D., editor of the
Journal of the American Medical Women's Associa-
tion, has written that the view of snost physicians is
"that aggressive manaoment, wbbh only prolongs
the pain and suffering of a hopele. .ly impaired
infant, is neither humane not rational." McGoldrick,
Baby Jane Doe: questions and quagmires, 39 3. Am.
Med. Wom. Assoc. 67, 67 (1984).

Another reason given for the denial of treatment
to children with disabilides is based on limited
fmancial resources. An anonymous neonatalogist,
writing in a popular magazine, protested that the
"mandatory treatment of all infants with serious
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defects would soon cxhaust ".:a capacity. . .of
[Neonatal Intensive Care Units] in the country." Dr.
"N," Shculd This Baby Be Kept Alive . .Who Can
Best Decide? Woman's Day, Apr. 24, 1984 at 69. See
also Moskop and Saldanha, supra, at 12.

Dr. Ravitch has written that "at some point along
the line the mer lollar cost of these efforts [to treat
seriously ill newborns] will be questioned." Ravitch,
supra, at 12. Ragatz and Ellison also gated that
fmancial considerations should play a part in the
determination of what treatment should be given:
"[Tjhat factor [fmances] must be included in the
analysis, especially it-f! time when programs for the
handicapped are losing funding, community support
services are disappearing, maintenance funds and
services for institutionalized children are decreasing,
and funds for health care are limited." Ragatz and
Ellison, supra, at 729.

Dr. Britton also spoke of the increasing fmancial
burdens that are likely to result from federal regula-
tions on treatment of handicapped newborns.

If current rulings are upheld, the cost to society could
be enormous. Although the potential economic impact of
Baby Doe rulings has not been assessed, the personal
fmancial burden to parents of long-term home care for
chronic problems and frequent physician visits and .hospi-
tal admissions for acute problems to which many such
infants are prone may be great. . .because intensive care is
required for many defective newborns, increasing the
number of such infants will likely necessitate expansion of
both phrical facilities and nursing and physician staff in
neonatal intensive care nurseries. Such expansion of health
care supply to meet an increase in demand is likely to
occur slowly, if at all, and in the interim other infants
requiring intensive care may either be denied admission to
an intensive care unit or receive compromised care by
overextended staff. The institution of Baby Doe regula-
tions could precipitate a health care shortage of crisis
proportions, compromising both the quality and quantity
of that care.

Britton, .supia, at 306.
The realitiea of neonatal intensive care units also

contradict any assertion of a change in attitudes in
the medical proferl an. Norman Fost, M.D., Assis-
tant Professor o, 3atrics at the University of
Wisconsin School of Medicine, has written, "It is
common in the United States to withhold routine
surgery and medical care from infants with Down's
Syndrome." Fost, Passive Euthanasia of Patients with
Down's Syndmme, 142 Arch. Inten. Med. 2295
(1982). Dr. Walter Owens, the physician who first
counselled nontreatment for "Baby Doe" in Bloom-



ington, teafified at an April 13, 1982, hearing before
Judge Johnlaker, t.,Ut even if life-saving treatment
had been administered, the infant would not have
possessed what he considered a "minimally accept-
able quality of life." Further he stated:

[Tlhis would still not be [a] normal child. . .Some of
these [Down's. Syndrome] children. . .are mere

. .[M]ost of them eventuall); learn to walk and most
eventually learn to talks . . .[T]his talk consists of a single
word or something of this sort at best. . . .These children
are guile incapable of telling us what they feel and what
they sense, Sand so on.

Petition for Certiorari at 8, Infant Doe v. Blooming-
ton &vital, filed Sept. 13, Y983, cert. denied 104
S.Ct. 394 (1983).

Likewise, Dr. John Pless, the Bloomington baby's
physician, has written: "The potential for mental
function and social integration of this child, as of all
infants with Down's Syndmine, is unknown." (Pless,
The Story of Baby Doe, 309 New Eng. J. Med. 664
(1983)).

Further, the experience of the 5-year study per-
formed at Oklahoma Chtidren's Memorial Hospital
is a resounding indication that physicians still feel
that there are certain infants who shoilld not be
treated.

ofe infants with myelomeningocele who were
admitted to the hospital, 33 (48 percent) were
recommended for nontreatment. Of these 33, 5 were
lreated at the request of the parents, two were later
heated aggressively, 1 was treated by crisis manage-
ment, and there was no followup on 1. The remain-
ing 24 children who were recommended for non-
treatment died within 189 days after birth. Factors
used to determine which infants would be treated
included, among others, the existence of other
handicaps which would prevent self-care as ezi adult
and the economic and intellectual resources of the
family. Gross, Cox, Tatyrek, Polley, and Barnes,
Early Management and Decision Making for the
Treatment of Myelor eningocele, 72 Pediatrics 450,
451 (1983). During the 18 months following the 5-
year study reported by the Oklahoma team, an
additional 15 children were sent to the same shelter

Dug Human Ambiguiv, supm note 81. [Editor's note:
Footnote text is reprinted as it appeared in the article; the note
numbers have been changed.]

Hardman, The Role of Congress in Decisions Relating to the
WithLolding of Medical Deatment from Seriously III Newbant 9 J.
Assoc. PERSONS SEVERE HANDICAPS 3-7 (Spring 1984).
2 Sbaw, Ethical I.13114 supra note 71.

Treating the Defective Newborn, supm note 73.

where the original 24 had died. All but one of these
infants died before the shelter was closed by state
officials for various health and safety violations. C.
Sherwood, Okla.ltoma "charnel house" held 38 infants
sent to die, in Baby Doe: The Politics of Death 9
(1984).

With respect to the actual incidence of seleztive
nontreatment, abuse, and neglect, I noted in my
article (Turnbull, Incidence of Infanticide in America:
Public and Pmfessional Attitudes, 1 Issues in L. &
Med. 363 (1986)) that the data are scarce. They
nonetheless exist. Set out below are excerpts from
my article.

Incidence of Selective Nontreatment, Abuse, and Neglect

Here, again, the data are scant. Duff and Campbell
reported that of 299 consecutive deaths in a special-care
nursery, 43 (14%) were related to the withholding of
treatment.' Hardmme has noted that, if those data are
extrapolated to a,national figure multiplied by the number
of newborn intensiVe care nurseries in existence in 1973,
the result wouldbe that "several thousand infants a ycar"
would not be treated and would have died during that
year.

The John Hopkins Hogital case also was reported that
year, and the report intimated that the death of that one
child is replicated at the hospital and elsewhere.

The 1975 survey of pediatricians and pediatric sur-
geons,' the 1976 survay of the San Francisco physicians,4
and the 1977 survey of Massachuntts physicians 5
concerned the Senate Committee on Labor and Human
Resources. The Committee noted that, if, since 1975,
physicians have been acting on their convictions, federal
policy on the civitsights of handicapped people is being
contravened and presumably some children were dying
btr-ause of selective nontreatment. The Senate Committee
noted, quite properly that "incidence of actual denial on
the basis of disability is difficult to document." But lt also
cited the testimony of Dr. David M. McClone, Chairman,
Department of Pediatric Neurosurgery, Children's Memo-
rial Hospital, Chicago, that in 1983, 10 of 200 children
born with spina bifida referred to his hospital for treatm0nt
"had been denied prompt sl.rgical therapy" before trans-
fer. Dr. McClone concluded, if that sample is nationally
representative, approximately 5% of newborns with spina
bifida (400 infants) are subjected to some form of nontreat-
ment annually.' The Committee also reported Dr. Koop's
testimony that, "in recent months" he had received "over

5 Todres, supra note 72.
a SENATB COMM. ON LABOR AND HU...AN RESOURCES, CHILD
ABUSE PREVENTION AND TREATMENr AND ADOPTION REFORM
Acr AMENDMENTS OF 1983, S. Rep. No. 246, 98th Cong., 1st
Sess. 9 (1983).
I Id

Id

234

225



20 contacts" from nurses who objected to carrying out
physicians' orders to deny food. to handicapped\new-
borns.'

Shurtleff and his colleagues" recommended aggressive
treatment for all spina bifida children (if good intellectual
prognosis is present), regardless of the level of the spinal'
lesion. Of 88 patients treated with supportive care, only 52
were born before 1965 (the "early" group). In 1965, the
physi As began an evaluative process of newborns. They
selected 36 of the 88 (40.9%) for only supportive treat-
ment after 1965 (the so-called "younger" group). Of the
36, there were 34 wbose parents accepted the initial
recommefidatkin of nonintervention; the children were
discharged to nursing homes. Of the early group, 30%
survived to be at least twenty years old and 10% of the
younger group survived to be at least two years old. In
other words, some babies survived in spite of the pessimis-
tic initisl evaluation.

A study by Feetham and his colleagues" noted that 31
of 75 newborns (41.3%) with spina bifida initially were not
treated. Jut 70% of them were still alive at the age of
eighteen monthc.

Wolraich" reported an evaluation of 27 babies with
spina bifida who were followed over a three year period.
Among them, 12 met Lorber's criteria as not qualifying for
aggressive treatmeni r letheless, four families opted for
nigorous treatment, and two of the four babies died within
seven months. With respect to the other 8 in that
nontreatment cohort of 12, 3 (25%) were treated subse-
quenCy, 5 (41.6%) were not, and 5 died.

Gross and his colleagues" reported in 1983 that, during
a five year period beginning in 1977, 33 babies out of 69
(47.8%) who had spina bifida were subject to decisions
about nontreatment. Five were initially treated at the
parents' request, two underwent delayed vigorous treat-
ment, one was subsequently treated by crisis maregement,
one moved and dropped out of the study, and 24 (34.7%)
received only supportive care and died between 1 and 189
days of lire (mem, 37 days).

Fost" reported that it is "com., ton in the United States
to withhold routine surgery and medical care from infants
with Dawn syndrome for the explicit purpose of hastening
death."

Id
Shurtleff, Hayden, Lowser & Kronmal, Myelodysplasia: Deci-

sion for Death or Disability, 291 NEW ENG. J. MED. 1005 (1974).
" Feethatn, Tweed & Perrin, Practical Prnblem in Selection of
Spina Bifida Infants for Treatment in the USA, 28 Kinderchair ?ki
(1979).
" Wolraich, Medical, Ethical and Legal Issues in Selective Use of
Rehabilita6e Care in the Managemert of Children with Spina
Ali& 2 SPINA BWMA TuittAPY 213 (1 980).
" Gross, Cox, Tatyrek, Polley & Barnes. Early Management and
Decition-Making for the Treatment of Myelomeningocele, 72
PEDIATIttcs 450 (1983).
" Fost, Passive Euthanasia of Patients 'nth Down's Syndrome, 142
ARCH. INTER. MED. 2295 (1982).
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Ragatz and Ellison" reviewed twenty "cases" in a
neonatal unit at a university hospital in which the decision
to withdraw treatment was made; they noted that these
twenty children represented 2.7% of all neonatal intensive
care unit (NICU) admissions during the sixteen months of
their review.

Of course, some very strong inferences can be made
from the reports of nontreatment. Horan and Robertson"
have concluded that the practice of selective nontreatmene
apparently is "common" and "may be gaining status as
'good medical practice" in America. Indeed, the Presi-
dent's Commission for the Study of L 'hical Problems in
Medicine and Biomedical and Behavioral Research has
endorsed, selective nontreatment and reported that it
occurs, without being able to say how often."

Finally, the Department of Health and Human Services
has reported that it has not been able to reach any fmding
of discrimination after investigating forty-dine cascs of
alleged discriminatory withholding of medical care during
the few months that it was enforcing the Baby Doe
regulations under Section 504."

Here, then, is the situation. Some physicians elect not to
treat some children. Some parents agree not to have their
children treated. Some nontreated children (the majority)
die sooner or later (usually sooner) after the nontreittment
decision is made. It is not known for certain how many
physicians elect not to treat, how many parents agree to
nontreatment, how many physibians chose to treat and
how aggressively they treat, how many parents agree to
treatment and to aggressive treatment, how many children
who are treatedmonaggressively or aggressively survive,
how long they survive, how they live once they survive,
and whether selective nontreatment ever will be accurate-
ly reported, since some of it may be done covertly or
outside of those facilities.

Furthermore, it is inoreasinly unlikely that there will
be reliable research data about the incidence and conse-
quenee of nontreatinent. The climate about nontreatment
has changed (selective nontreatment seems less defensible
in these days of a disa.Ality rights ethos) and because the
laws concerning nontreatment have either been changed
(as in the case of the federal child abuse laws) or seem to
be more likely to be applied.

" Ragatz & Ellison, DeCiSiohs to Withdraw Life Support in the
Neonatal Intensive Care Unit, 22 CLIN. PEDIATRICS 729 (1983).
" Horan & Robertson, cited in ETHICAL, MORAL Mgr LEGAL
CONSIDERATIOM ON THE PRACTICE OF WITHHOLDING MEDICAL
rREATMENT FROM INFANIS wim CONGE.-DTAL DEFECTS (P.
Guess, B. Dussault, F. Brown, M. Mulligan & F. Orelove eds.
(1984)).
" PRESIDENT'S COMMISSION FOR THE STUDY OF ETHICAL
PROBLEMS IN MEDICINE AND BIOMEDICAL AND BEHAVIORAL
LESEARCH, DECIDING TO FOREGO LIFE-SUSTAINING
TRPATMENI 217-223 (1983).
" 49 Fed. Reg. 1646-1649 (1984).
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Th, e most likely isand probably always will bethe
occurrenci of nontreatment of infants who, under the
Preside-as Commission's guidelines, the "Principles of
Treatment" and the federal and state child abuse laws,
nonetheless should be treated. Parental and physicim
attitudes-about some disabled newborns will encourage
and tolerate some underground practices of nontreatment.

There will always be difficult line-drawing problems.
There may be reasoned differences among medical experts
whether a particular child should have been treated as a
medical matter, assuming the experts are in consensus
about the meaning of the applicable law. There also may
be reasoned differences about the meaning of the law,
without regard to its application. The fact that there may
always be indefensible, cases of nontreatment does not
mean, in any way, that-those CaSe3 should be tolerated. It
simply means that, whatever little we know for certain
today abotxt the incidence of nontreatment, we are likely
to know nothing more, and perhaps even less, about it in
the future.

Ironically, this survey of contemporary medical
literature is reinforced by the testimony offered
before this very Commission in June 1985. Numer-
ous witnesses gave their feelings on how treatment
decisions should be aff6eted by quality of life
considerations. Mildred Stahhnan is head of the
Division of Neonatology at Vanderbilt University
School of Medicine. In- her, testimony before this
Commission, Dr. Stahlman stated that "an easily
remedial surgical condition ought to be performed if
it offers a relatively pain-free existence beyond
that." Protection of Handicapped Newbonts: Hearing
Before the United States Commission on Civil Rights
(June 12-14,1985) (Statement of Mildred Stahlman,
M.D.) at 16 (emphasis added). She later testified that
in making a treatment decision, consideration should
be given to "whether or not the individual. . .has
any humanness in the quality of their life." Id. at 16.
Joseph Boyle, president of the American Medical
Association, told the Commission that federal inter-
vention through section 504 of the 1973 Rehabilita-
tion Act would "create a state in which an infant
will'be forced to live in pain, spasticity, under heavy
sedation and narcotics." Id. (Statement of Joseph
Boyle, M.D.) at 48. Dr. Siva Subramanian, director
of the nursery at Georgetown University Medical
Center, indicated that, when the assessment of the
doctors was that the treatment, would "bring more
pain and suffering without any benefit for that
patient," withdrawal of life support systems would
be discussed with the parents. Id. (Statement of Siva
Subrarnanian, M.D.) at 91. According to Mary Anne
Warren of the Department of Philosophy, San

Francisco State University, it is impossible to avoid
quality of life considerations. To her, the relevant
question is whether the child will ever "have a level
of human experience. . .beyond the simple capacity
to suffer." Id. (Statement of Mary Anne Warren,
Ph.D) at 150. Jeffrey Ponerance, director of neona-
tology at Cedars-Sinai Medical Center in Los An-
geles, continued the support for quality of life
considerations. He labelled the DHHS regulations
allowing for the withdrawal of care if such care
were futile, but not the withdrawal of care if the
infant were handicapped, as "inappropriate reason-
ing." Id. (Statement of Jeffrey Ponerance, M.D.) at
180.

Critical to the quality ,of life, in the opinion of
many of the witnesses at the 1985 hearings, were.the
societal and familial interests involved. Dr. Cynthia
Barrett, director of the Newborn Intensive Care
Unit and head of neonatology at UCLA Medical
Center, spoke directly to the costs to the family by
saying, "[T]heir emotional costs [after the birth of a
child with disabilities] are very high. They see a
child over whom they have not control, whom they
cannot carry, handle, nurture . . . .[F]urther, the
fmancial costs are inordinate." Id. (Statement of
Cynthia Barrett, M.D.) at 93. Dr. Subramanian
testified that the question of treatment for infants
was one of "familial autonomy in terms of the family
as a unit, and thc: parents in the best interests of the
patient will be able to express their opinion in terms
of autonomy." Id. (Statement of Siva Subramanian,
M.D.) at 90. Later during the hearings, Joy Penti-
cuff, Associate Professor at the University of Texas
School of Nursing, told the Commission that "if the
family say they can't deal with this situation [a
handicapped newborn], if they believe that their
baby's life is going to be a life full of pain and
suffering," the family should be able to withhold
treatment from their child. Id. (Statement of Joy
Penticuff, Ph.D) at 205. Dr. Warren also expressed
the opinion that the decision to treat is one which
the family must make. Id. (Statement of Mary Anne
Warren,. Ph.D) at 160.

The bias of the physicians also extends in the area
of decision-making by, affecting what the doctors tell
the infant's parents. A Michigan doctor says that
"The worst possible prognosis is often the only one
presented." Turkel, After Baby Doe, 78 South. Med.
J. 364 (1985). Thomas Elkins, Assistant Professor,
Chief, Division of Gynecology, University of Michi-
gan Medical School, and Doug Brown, Assistant
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Professor, Harding Graduate School of Religion, in
their recent article in Issies in Law and Medicine,
stated, "In an new era of noninstitutionalization,
increased educational opportunities and increased
socialization, the medical literature describing physi-
cal, mental, and social prognosis data for Down
syndrome and many other disabilities is often obso-
lete." Elkins and Brown, An Approach to Down
Syndrome in Light of Infant Doe, 1 Issues in L. &
Med. 419, 432 (1986). Further, they detail the
frustration parents of Down's syndrome children
often feel because doctors frequently fail to ac-
knowledge and talk to the parents 'of the benefits
which such a child can bring to the family, dwelling
instead on the child's limitations. M at 433.

A 1985-86 article published in the Journal of Law
and Health described the parents' role as largely
passive. The information they receive supports the
recommendation of the physician, and the consent
given is based upon such biased information. Ma-
lone, Medical Authority and Infanticide, 1 J. of L. and
Health 77, 98 (1985-86). Malone goes on to say:
"While parents can influence what a doctor recom-
mends depending on whether physician perceive
the parents as positive or negative toward the infant,
they are seldom active decision- makers in a mean-
ingful way." M at 98-99. This information makes it
much more likely that a bias by physicians will have
a profound effect on the treatment decision that is
made for a newborn with a disability.

It is obvious tha. many health care professionals
still feel that there are circumstances in which it is
proper to deny medical care to children with
disabilities. Overwhelmingly, these decisions appear
to be based on the doctor's own opinion regarding
the child's "quality of life" after treatment. Govern-
mental action to protect thev children from death is,
therefore, amply justified and urgently needed.

Attitudes eEcit behavior. If societal attitudes
concerning people with mental disabilities were not
negative, one would not expect the same type of
societal and legal discrimination against them as has
existed, including by way of discrimination in
medical treatment.

Because attitudes elicit behavior, it is important to
consider them. The professional literature that I
have reviewed consists of surveys about physiaan
attitudes. Not surprisingly, physician attitudes are
not significantly different (as reported) from general
societal attitudes, both now and historically.
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There is, however, another aspect of attitudes
one that the Commission, like the professional
community, has overlooked. It is the attitude of
people with disabilities snd their Nmilies.

If attitudes truly do elicit behavior, then the
attitudes of people with disabilities and their families
must be considered as the proper federal govern-
mental behavior is shaped by the Commission,
Congress, and the courts.

Orlansky and Heward's Voices: Interviews with
HandicapPed People (1981) are strong first-person
testimony concerning the positive quality of life that
people with severe to mild physical or mental
disabilities can and do have. Turnbull and Turnbull's
Parents Speak Out (1986) contains powerful first-
person accounts of the strength that parents of
children with mental, emotional, and physical disa-
bilities draw from their unusual parenthood, always
in the face of devaluing and discriminatory attitudes
held by some physicians and other professionals. No
More Stares (1982), a publication of thc Disability
Rights Education and Defense Fund, Inc., gives
further testimony to the fact that a positive quality
of life can derive solely from being disabled.

My wife, Ann P. Turnbull, a profess.r at the
University of Kansas, and I have been troubled by
the almost single-minded focus on the pathology in
disabilityon ,the pervasive attitude, held by physi-
cians and other professionals, that disability auto-
matically equates with nothing except burden. Yet,
as parents of a child with low moderate mental
retardation who have been obliged (by lack of
serviees) to institutionalize him, who brought him
home, who began school programs for him, who are
seeing him through his P.L. 94-142 education, and
who believe that he has contributed mightily to our
development mid to that of our other children and
his friends, we know that there is a potent positive
part of life with such a child.

Some researchers have beim surprised by fmdings
that parents and others repor t that the child's lifehas
consisted of positive dimensions (Wilder, Wasow,
and Hatfield, Chronic Sorrow Revisited: Attitude of
parents and professionals about adjustment to mental
retardation, 51 Am. J. of Orthopsychiatry 63 (1981)).
These researchers even dismissed those feelings,
sometimes in error (Wilder, Wasow, and Hatfield,
Seeking strengths in families of developmentally dis-
abled children, Social Work 313-15 (1983)) and
sometimes as rationalization (Wasserman, Identifting
counseling needs of the siblings of mentally retarded
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children, 61 Personnel & Guidance School J. 622
(1983)). Knowing of these developments, we have
-begun a line of research at the University of Kansas
on the positive aspects of the life of the person with
a disability.

Concerning the Conunission's attention to medical
discrimination and attitudes of physicians and my
argument in favor of considering attitudes of people
who have disabilities and their families, we obtained
copies of letters sent by parents or relatives and
individuals who themselves :lave disabilities to the
Department of Heeith and Human Services, com-
menting, on the 1983 proposed regulations under
section 504. We were interested in the opinions of
these three groups concerning whether they sup-
ported the regulations and the reasons cited for their
support.

We coded 174 letters according to the criteria of
type of respondent, reasons for supporting the
regulations, and the inclusion of recommendations
pertaining to providing parent support or adoption
options. We found that 173 respondents unanimous-
ly supported the regulatIons, and the 1 remaining
respondent did not express support or objection.
The qualitative analysis of reasons for supporting the
legislation resulted in the identification of eight
categories. The category of insuring equal treatment
for newborns with disabilities received the highest
number of citations-70 percent of respondents.

Of particular interest to our discussion is the
category of positive contributions. Thirty-five per-
cent of the respondents identified at least one
positive contribution that the person with a disabili-

ty had madc to otliers. We identified six types of
positive contributions.

The most frequently mentioned type was the
person with a disability being a source of joy to the
family. This category was mentioned by 39 percent
of those respondents wbo indicated a positive
contribution. An example of this kind of positive
contribution is as follows:

I am a thirty-five year old parent of a sixteen month old
child diagnosed as having Down Syndrome and a severe
congenital heart defect. And yet, as imperfect as he may
appear to many "professionals" and "intellectuals" of our
day, I wouldn't trade him for any other child in this world.
I caruig begin to sufficiently articulate the profound joy
this child has brought into our lives. He may never grow
up to be president of anything, but that surely doesn't
mean that he does not contribute in a positive way. His fife
is so very precious us.

An equal number of respondents (28 percent)
addressed the next three types -1 positive contribu-
tions. The first of these is a source of learning life's
lessons. Many different types of lessons were men-
tioned, including "patience," "less self-centered,"
"greatness of character," and "worth and dignity of
all individuals." A more complete description was
provided by a mother on what her family had
learned from her child with severe mental retarda-
tion:

My life and att lives of my family were changed forever
on January 18, 1980. At about 600 p.m. our daughter
Sarah was born. She weighed three pounds. Her diagnosis
from the doctors was hopeless, 24 hours to live, deaf,
blind, severely retarded.

As I looked at her, fighting to live, held her in the palm of
my hands, amazed that this little cne was my daughter,
hope became eternal for me.

For the next 26 months she taught us more about love,
courage, faith and life than most of us could teach or learn
in 100 years.

The next type, source of love, as also identified by
28 percent of the respondents. We coded comments
in which the respondent described family members
or friends being the primary beneficiary of the love.
An example of such a comment is as follows:

Anyone who feels that someone else is a burden has not
learned to love. Love feels someone else's needs above
their own. My son, Matthew, was not useless. . . .If he
served no other purpose than to give me love, then he
served that one and if he served to other purpose than to
teach me love, he served that one.

The category, source of blessing or fulfillment,
was the third type of positive contribution identified
by 28 percent of the respondents. Key words
mentioned in these passages were "blessing," "fulfill-
ment," "cherish," "enriched," and "completeness."
An example of this kind of positive contribution is:

We are the parents of a brain-damaged son. Todd is now
20 years old and although we encountered some very
stressful times during his early years, we believe very
definitely that God allowed him to be born in our family.
Although he is somewhat handicappexl mentally he is. . .a
blessing ancU encouragement to many (including us). I
shudder to think that someone might have decided that he
had no right to live.

The final two categories were identified by
substantially fewer respondentssource of pride by
8 percent and source of strengthening family by 5
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percent. A quote from one mother provides an
illustration of both of these categories:

My son and only child is thirty-four years of age and
considered profoundly retarded. His presence has
strengthened our family ties and he is a source of pride.
Surely the lives of my husband and I would be barren
indeed without him.

I respectfully request the Commission to accept
into the record as evidence the complete set of
letters that we obtained under the Freedom of
Information Act.

These letters also revealed that, although the
greatest percentage (70 percent) or the correspon-
dents favored the.section 504 regulations because of
equal treatment concerns, the second (42 percent)
greatest portion favored them because of the posi-
tive characteristics of the person with a disability,
and the third (35 percent) greatest portion favored
them because of the positive effects of the person on
others. A loss of confidence in the medical profes-
sion was expressed by 30 percent of the writers, and
inaccurate medical prediction was noted by 9 per-
cent of them.

Along with others (A. Lipsky, Parental Perspective
on Stress and Coping, 55 Am. J. Orthopsychiatry 614
(1985); A. Turnbull, Blue-Banning, Behr, Kerns,
Family Research and Interrentiom A Value and
Ethical Examination, in Dokecki and Zaner (eds.)
(1986), Ethics and Decision-Making for Persons
with Severe Handicaps: Toward an Ethically Rele-
vant Research Agenda, Baltimore. Paul H. Brookes
Publishing), I believe that professionals and govern-
ment agencies alike make serious errors in assuming
that disability alone is horrific and burdensome for
the person, families, and society. Surely disability
can be a factor in a "poor quality of life." But quality
of life is inversely related to public and professional
attitudes and behavior. If the Commission is serious
about the federal role in improving the quality of life
of people with disabilities, their families, and the
public, it had better recognize that the federal
government has the power to change the discrimina-
tory attitudes and behaviors, and that there is
another side of attitudes, one that proclaims, that
although a person is less able, that person is not less
worthy of our protection, concern, and support.

Finally, I would like to reiterate and expand my
comments on the parent-physician relationship and
its role in the process of deciding whether to treat a
newborn with a disability. The Supreme Court's
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Bowen decision posits a parent decision concerning
treatment and from that predicate holds section 504
rules inapplicable to treatment/nontreatment deci-
sions. The factual basis for the plurality opinion is
seriously to be doubted.

Oftentimes, families' decisions concerning treat-
ment will depend on how physicians approach the
family, the child, and the "problem" of the child's
disability. It is for this reason, among others, that
parent-professional interactions and counseling have
been thoroughly covered in the literature (see, e.g.,
K.L. Moses (1983), The impact of initial diagnosis:
Mobilizing family resources in J.A. Mulick and S.M.
Pueschel (eds.), Parent-professional partnerships in
developmental disability services, Cambridge: The
Ware Press; S.M. Pueschel (1983), Parental reactions
and professional counselling at the birth of a handi-
capped child, in J.A. Mulick and S.M. Peuschel
(eds.), Parent-professional partnerships in develop-
mental disabilities services, Cambridge: The Ware
Presa; E. Sassaman (1983), The parent-physician
decision-making team, in J.A. Mulick and S.M.
Peuschel (eds.), Parent-professional partnerships in,
developmental disabilities services, Cambridge: The
Ware Press; B.Z. Friedlander, G.M. Sterritt, and
S.G. Kirk (eds.) (1975), Exceptional infantassess-
ment and intervention, New Ycrk: Brunner/Mazel;
L. Buscaglia (1975), The disabled and their parents:
A counselling challenge, Thorofare, NJ.: Charles B.
Slack; T.B. Brazelton, B. Koslowski, Awl M. Main
(1074), The origins of reciprccity: The early mother-
infant interaction in M. Lewis and L. Rosenblum
(eds.), The effect of the infant on its caregiver, New
York: John Wiley & Sons). Indeed, physicians who
themselves are parents of disabled children are
especially sensitive and expert about this delicate
relationship (G.H. Durham (1979), What if you are
the doctor? in T. Dougan, L. Isbell, and P. Vyas
(eds.), We have been there, Salt Lake City: Dougan,
Isbell, and Vyas Associates; Pueschel (1983)), and
one of them, Dr. S. Peuschel, is a pediatrician whose
child is mentally retarded and is a member of the
national advisory board for this research proposal.
In addition, "how-to" literature abounds concerning
effective techniques for physician-parent interaction,
but much of it is written from the perspective of the
physi:zian (J. Howard (1982). The role of the pediatri-
cian with young exceptional children and theirfamilies
48 Exceptional Children 316 I.; M.L. Wolraich
(1982), Communication between physicians and par-
ents of handicapping children, 48 Exceptional Chil.



dren 324-29; A.L. Rubin and R.L. Rubin (1980), The
effects of physician counselling technique on parent
reactions to mental retardation diagnosis, 10 Child
Psychiatry & Human Devel. 213-21; S.M. Peuschel
and A. Murphy (1976), Assessment of counselling
practices at the birth of a child with Down's syndrome,
81 Am. J. Mental Deficiency 325-30).

In fact, the scant research on the factors that
physicians take into account when they meet with
parents suggests that physicians mediate their advice
according to factors that relate to the family, not the
child (A.C. McDonald, K.L. Carson, D.J. Palmer,
and T. Slay (1982), Physicians' diagnostic kfonnation
to parents of handicapped neonates, 20 Mental Retar-
dation 12-14; R.I. Clyman, S.H. Sniderman, R.A.
Ballard, and R.S. Roth (1979), What pediatricians say
to mothers of sick newborns: An indirect evaluation of
the counselling process, 63 Pediatrics 719-23). In
addition, it is almost zertain that physicians do not
disclose all of the idormation that parents need for
the treatment/decision. I myself have experience
with physicians withholding important treatment
information (Turnbull, Jay's Story, in H. Turnbull
and A. Turnbull (1986), Parents Speak Out, Colum-
bus, Ohio: Charles E. Merrill Publishing Co.).

One of the witnesses before this Commission,
Rosalyn Berjamin Darling, has written extensively
concerning physician-parent relationships and raised
quesdons about the thoroughness of disclosure, and
therefore, about the information element of informed
consent, in the newborntreatment decision (Darling,
Parent-Professional Interaction: The Roots of Misun-
derstanding inM. Seligman (ed.) (1983), The Family
with a Handicapped Child: Understanding and
Treatment, New York: Grune & Stratton, Inc.;
Darling, The Birth Defective Child and the Crisis of
Parenthooth Redefining the Situation, in Callahan and
McCluskey (eds.) (1983), Life-Span Developmental
Psychology, New York: Academic Press; Darling,
Parents Physkians, and Spina Bifida, Hastings Ctr.
Rep., August 1977).

Harrison (The Parents' Role in Ethical Decision
Making, 2 Support Lines 11-23 (1984)) reviewed the
parents' role in lecision-maldng and noted the
following:

1. the decision to designate a particular case as
one requiring parental participation in decision-
making is itself a medical staff decision;
2. parents usually are presented by medical staff
with only one option, under the theory that

exposure to diverse views would lead to parent&
confusion and frustration;
3. parents are such "hostage(s) to circum-
stances" that, in one physician's view, parental
choice is a. misnomer, the staff managing the
decision-making "absolutely";
4. physicians and other medical staff have such
extensive power of persuasion that parental in-
formed consent is a "farce";
5. physician opinion is shaped by physician
attit ' and values, not just philosophical values
but also scientific values of acquiring new knowl-
edge by providing treatment that will be of little,
if any, benefit;
6. physician opinion also is shaped by the pre-
vailing legal climate, particularly one that causes
physicians to practice defensive medicine;
7. physician opinion also is shaped by financial
considerations, namely, the parents' third-parties'
ability to pay for medical attention.
It is undisputed that the manner in which parents

are informed by medical staff concerning the child
and the treatment options has a distinct bearing on
parents' decisions to consent or not consent to
treatment (Shaw, Randolph, and Manard, Ethical
Issues in Pediatrics Surgery: A National Survey of
Pediatricians and Pediatric Surgeons 60 Pediatrics
588 (1977); Clyman, Sniderman, Ballard, and Roth,
What Pediatricians Say to Mothers of Sick Newborns:
An Indirect Evaluation of the Counselling Proem; 63
Pediatrics 719 (1979)).

Research studies have clearly demonstrated par-
ents' need to receive honest and complete informa-
tion about the child's condition and to have that
information given on a continual basis (Drotar,
Baskiewicz, Irvin, Kennel, and Klaus, The Adapta-
tion of Parents to the Birth of an Infant with a
Congenital Malformation: A Hypothetical Model, 56
Pediatrics 710 (1975); Solnit mid Stark, Nurturing
and the Birth of a Defective Child, 16 Psychoanalytic
Study of the Child 523 (1961). It is ironic in the
extreme, therefore, that some physicians assert that
offering treatment alternatives to parents is dishonest
because parents are highly influenced by physicians'
opinions (Nolan-Haley, Defective Children, Their
Parents, and the Death Decision, 4 J. Legal Med. 9
(1976)). Others even assert that the physician should
be the sole decision-maker in order to relieve parents
of guilt should the child die as a result of not treating
it (Strong, 7he Neonatologists' Duty to Patient and the
Parents, 14 Hastings Ctr. Rep. 10 (1984)).

2 4 0
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There also is reason to believe that physicians'
information and coimselling is tiOt value-neufral
afauerwas, The Demand: and limits of Care: Ethical
R(lkoions -1: the Moral Dikmma of Neonatal Inten-
siii Care, Am. J. Med. Sciences 222 (1975)) and
that medical criteria should be, in any event, the
major issue, not physician value judgments that can
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cloud the thcision-making process (Duff and Camp-
bell, On Deciding the Care of Severely Handicapped or
Dying Persons: With Particular Reference to Infant4
57 Pediatrica 487 (1976); Fost, Counselling Families
Who Have a Child with a Severe Congenital Anomaly,
67, Pediatrics 321 (1981)).
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, Appendix C

State by State Evaluation of Child Protective Services
Agencies

This appendix contains an analysis of State CPS
agency compliance with the Child Abuse Amend-
ments (CAA) and their implementing , regulation.
The Commission examined each State's policy and
pre,tedures for investigation of reports of Withhold-
inip of medically indicated treatment from infants
with disabilities who have life-threatening condi-
tions as of the third quarter in 1988. In carrying out
this examination, Commission staff conducted tele-
phorp.,,interviews with State CPS agency workers,
revieWed additional material received from the
States, and made use of information from a survey of
the State agencies conductettp 1987 by the journal,
Issues in Law and Medicine:

As a result, the following evaluations suffer from
one very important caveat With rare exceptions,
they can examine only what might bc called "paper
comPliance"the degree to which written proce-
dures appear to reflect the requirements of the
relevant Federal regulation. A State could be in
complete "paper compliance," yet in practice
chonae medical consultants hostile to the law they
are in theory enforcing, defer unduly to the views of
the physicians they are investigating, or give only
cursory exarninafion to reports. The Commission
could detect such important failures of compliance
only when other information shed unexpected light.
(For an example of a State in paper compliance but
which other information disclosed was substantially
out of compliance, see the section on New Hamp-
shire.)

For this reason, a conclusion contained in this
appendix that a State appears on e face of its
procedures to be in compliance witii the CAA
should not be cited as a defmitive finding by the

Commission that the State is in fact fully fulfilling its
responsibilities to enforce the law.

In general, the compliance review contained in
the following State by State analysis concentrates on
certain key features. The number and disposition .1
relevant reports of medicil neglect is recounted, and
a comparative description of the extent to which the
agency sought input in designing its procedures
from representatives of the .class the law was
designed to protect (disability rights groups) and
representatives of the class the law was intended to
regulate (medical groups) is given. Central to the
CAA, of course, is the standard of care required to
be enforced. This is emboclied in the definition of
"withholding of medie illy indicated treatment," so
the compliance review reports on the State's inclu-
sion of a definition of this term that corresponds to
that in the Federal replation.

Of similar importance is delineation of the class
protected by the standard of care, so the review
reports on the adequacy of the State's definition of
"infant" Vital to effective enforcement is the ability
and readiness of the State agency to obtain access to
medical records and to obtain court orders for
independent medical examinations, so the State's
compliance with Federal regulatory provisions re-
lating to these is assessed. Perhaps most crucially of
all, the compliance review assesses the degree to
which the agency appears to equip itself with
adequate independent medical advice in order to
asseas effectively whether legally required treatment
is being provided, or, on the other hand, the extent
to which it abdicates its duties by deferring to views
expressed by committees at the institution whose
staff is being investigated or even by the subject of
the investigation herself or himself.
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The following prefatory notes discuss the more
common forms of failure to comply with Federal
law.

NOTE A: CPS delegates to an ICRC the question
of medical neglect. The Federal regulation, is clear
that it is the State's CPS system which must make
the determination whether treatment is legally re-
quired because it meets the defmition of medically
indicated under the CAA. The existence of an infant
care review committee (ICRC) has no bearing on a
State CPS agency's duty to investigate all known or
suspected cases of medical ri...glect and determine
whethzr treatment of the -hild is required or
whether one of the three treatment exceptions is
applicable. Nor does the existence of an ICRC
amend the duty of the hospital or medical profes-
sionals to notify the CPS of suspected or known
instances of medical neglect. Moreover, the exis-
tence of an ICRC does not permit an abdication of
the agency's duty to determine what circumstances
exist to invoke the power of the State. Unwarranted
agency reliance on ICRC views compromises the
intent of the statute and places an agency out of
compliance with the Child Abuse Amendments.

As shown in chapter 10, the statute and HHS'
implemendng regulation elucidate the separate and
distinct roles of the ICRC and the CPS agency.
HHS envisioned that the ICRC would, in effect
"offer counsel to the attending physician(s), the
hospital and the family to assure that the parents
have the benefit of prudent, knowledgeable and
professional evaluations, recommendations and ser-
vices, consistent with appropriate medical st.zndards,
to assist them in making sound decisions regarding
the welfare of their child. The CPS agency, on the
other hand, represents the interests of the infant and
must determine those circumstances in which the
power of the State must be invoked to protect the
infant, and then to take appropriate action to du

NOTE B: CPS treats ICRCa as the independent
medical examiner. Federal regulations require that
State CPS agencies must have the ability to obtain
"[a] court order for an independent medical exami-
nation of the infant,. . .when such access is neces-
sary to assure an appropriate investigation for a
report of medica; neglect cmcluding instances ot

Servke s- and neatment for Disabkd Infanix Model Guidelines
for Health Care Providers to Establish Infant Cale Review Commit-
tee4 50 Fed. Reg. 14,901 (1985).
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withholding of medically indicated treatment from
disabled infants with life-threatening conditions)."2
The term "independent" by definition denotes an
individual free from the influence., guidance, or
control of another. A hospital's ICRC does not
qualify; it is nnt independent of the hospital, whose
alleged neglect is presumably being investigated. To
couduct truly independent examinations, a CPS
agency must develop its own bank of independent
consultaats. Yet in some States, the CPS rgency
evidently regards the judgments of the ICRC us akin
to an "independent medical examination." This
practice subverts the intent of the CAA and their
implementing regulation to construct an indepen-
dent enforcement mechanism for the purpose of
protecting the right to treatment of infants with
disabilities.

NOTE C: CPS fails :.13 provide for access to medical
records. P:cleral regulations require that a CPS
agency's i tvestigative policies and procedures "must
be in weak g" and "must specify" the manner in
which it will obtain "[a]ccess to medical records
and/or other pertinent information when such ac-
cess is necessary to assure an appropriate investiga-
tion of a report of medical neglect (including
instances of Aithholding of medically indicated
treatment from disabled infants with life-threatening
conditions). . . .1'3

NOTE D: CPS fails to provide for obtaining court
orders for independent medical examination of an
Infant. Federal regulations require thmt a CPS
agency's investigative policies and procedlres "must
be in writing" and "must specify" the manner in
which it will obtain "[a] court order for an indepen-
dent medical examination of an infant of otherwise
effect such an examination in accordance with
p-xesses established under State law when neces-
sary to assure an appropriate resolution of a report
of medical neglect (including instances of withhold-
ing of medically indicated treatment from disabled
infants with life threatening conditions)."

Concerning these sections of the regulation, HI-1S
stated in its section-oy-section analysis:

We have added language to paragraph (c)(4) to require
that as a part or the development of programs and/or
procedures required in paragraph (c), the State child
protective system must specify the procedures to be

Id.
3 45 C.F.R. §1340.15(c)(4Xi) (1987).
' 45 C.F.R. §1340(cX4Xii) (1987).



followed, consistent with State law, to carry out these
actions

. . .These additions to paragraph (cX4) of the final rule
clarify that, in connection with this conformity require-
ment, the State's programs and/or procedures must make
provision, consistent with State laws for access to medical
records and medical examinations when necssary. Al-
thol...gh these actions will not be needed in every investiga-
tion of reported medical neglect; the specific identification
of these procedures for use by agency staff increases the
protections for disabled infants.5

NOTE E: CPS fails to provide adequate definition
of the term "infant." Many CPS agencies have
policies which either do not define the term "infant"
orin direct contravention of the governing regula-
tiondefine the term to encompass only infants of
less than one year in age. The Child Abuse Amend-
ments standard of medical treatment States that:

The term "infant" means en infant less than one year of
age. The reference to less than one year of age shall not be
construed to imply that treatment should be changed or
discontinued when an infant reaches one year of age, or to
affect or limit any existMg protections available under
State laws regarding medical neglect of children over one
year of age. In addition to their applicability to infiznts less
than one year of age, the standards set forth. . .should be
consulted thoroughly in the evaluation of any issue of medical
neglect involving an infant llder than one year of age who has
been continuously hospitalized since birth, who was born
extremely prematurely, or who has a long-term disability.'

Supplemental Information HHS published with
the Final Rule explained the above definition by
noting that, as a condition of receiving child abuse
and neglect grants, States must have procedures that
ensure the detailed standards in the CAA are
thoroughly consulted with regard to certain catego-
ries of infants over 1 year of age.

[A]s a general rule, issues of medical treatment for infants
over one year of age are to be considered under the less
precisely dermed, but clearly applicable, standards of
"medical neglect." Issues of medical treatment for disabled
infants under one year of age with life-threatening condi-
tions must be considered under the more precisely defined
standards of the definition of "withholding of medically
indicated treatment."

. . .[But f]or certain infants over one year of age, the
Conference Committee believed the more precisely de-
fmed standards of the defmition of "withholding of
medically indicated treatment" might be more appropriate
to use in considering the question of medical treatment

5 45 Fed. Ref,. 14,883 (1985).
45 C.F.R. §1340.15(b)(3Xi) (1987) (emphasis added).

than the more general standards of "medical ne-
glect.". . .The apparent Congressional intent is to recog-
nize that these three categories of infants, although over
one year of age, share important characteristics v ith those
Infants under one year of age who are thc principal focus
of the statutory provision.'

It is noteworthy that the third category, those
over 1 year of age who have "a long-term disabili-
ty," is extremely broad. Thus, it is arguable that
under the law the more precise standards should be
consulted concerning medical treatment decisions
for practically all children with disabilities, of
whatever age.

NOTE F: CPS fails to provide an adequate defini-
tion of the tern) "withholding of medically indicated
treatment." Many CPS agencies do not define
medical neglect, or define it in such a way as to
invite ambiguity. Properly defmed, "withholdirg of
medically indicated treatment" is:

the failure to respond to the infant's life-threatening
conditions by providing treatment (including appropriate
nutrition, hydration, and medication) which, in the treat-
ing physician's (or physicians') reasonable medical judg-
ment, will be most likely to be effective in ameliorating or
correcting all such conditions, except that the term does
not include the failure to provide treatment (other than
appropriate nutrition, hydration, or medication) to an
infant when, in the treating physician's (or physician's)
reasonable medical judgment any of the following circum-
stances apply:

(i) The infant is chronically or and irreversibly coma-
tose;

(ii) The provision of such treatment would merely
olong dying, not be effective in ameliorating or correct-

ing all of the infant's life-threatening conditions, or
otherwise be futile in tcrms of the survival of the infant; or

(iii) The provision of such treatment would be virtually
futile in terms of the survival of the infant and the
treatment under the circumstances would be inhumane.4

This legal provision was scrupulously crafted by
Congress to create narrow circumstances ii which
maximal treatment is not required.

Resort to "quality of life" considerations by any
party are completely inconsistent with the law. HHS
stated in its Final Rules that "[a] number of commen-
ters argued that the interpretation should permit, as
part of thr evaluation of whether treatment would
be inhumane, consideration of the infant's filture

7 Child Abuse and Neglect ?revention and Treatment Program, 50
Fed. Reg. 14,878, 14,882 (1985).
' 45 C.F.R. §1340(bX2) (1987).
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'quality of life.' The Department strongly believes such
an interpretation wvuld be inconsistent with the
statute.", HHS has made clear that the focus is on
the treatment itself and not on the nature or quality
of child's life.

ALABAMA

In Alabama, the Division of Child Protective
Services in the Bureau of Family and Children's
Services of the Department of Pensions and Security
is the State agency responsible for enforcement of
the Child Abuse Amendments of 1984 (CAA).

In designing its approach to implementation, the
division consulted with hospitals in the State; it
could not name any disability groups that were
invited to participate. In selecting physicians to
serve as independent medical consultants, it used
doctors designated by the Alabama chapter of the
American Academy of Pediatrics."

As of 1987, the agency stated that it had respond-
ed to two reports of medical neglect of infants with
disabilities since 1985, when the regulations took
effect. In 1988 the agency stated that it had received
no reports in the last year."

The State agency's procedures were reviewed for
compliance with the Federal regulations that imple-
ment the CAA. The Alabama Family and Children's
Services Manual sets forth the procedures required to
be followed in investigating reports of child abuse
and ncglect. The manual defines "withholding of
medically indicated treatment" and "reasonable
medical judgment" in accordance with the Federal
regulation. However, absent from the manual is any
defmition of -infant." Moreover, the introduction of
the secfion concesning medical neglect of handi-
capped infants is entitled, 'Reports of Medical
Neglect of Handicapped Infants Under One Year of
Age."" The absence of a definition of "persons
protected by the CAA" and the incorrect limitation
reflected in the title give the impression that the
agency will only respond to reports of medical
neglect to infants younger than 1 year old. Under
this language, the agency would fail to protect a

45 C.F.R. pt. 1340 app. no. 9 (1987).
ic Telephone interview with Mary Carswell, Bureau of Family
and Children's Services, by Issues in Law and Medicine (June 10,
1987).
" Id and telephone interview with Mary Carswell, Bureau of
Family and Children's Services (July 28, 1988).
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large group of infants within the group covered by
the CAA.

In a letter dated October 7, 1928, the Assistant
Attorney General and Legal Counsel for the Ala-
bama Department of Human Resources responded
on behalf of the agency to a draft of relevant
portions of the Commission report. The State argued
that because Alabama law provides that a child is
anyone under th.l: age of 18, the department would
always investigate a report of medical neglect of any
child regardless of age: "Those procedures go on to
state that special procedures on handicapped infants
under one year of age. . .are found in another
section. Thus, the Department does investigate cases
of medical neglec handicapped infants and other
children es weL

The State's response did not recognize that the
"special procedures" required under the CAA apply
as well to handicapped infants past their fast
birthday. Although Alabama may assert that it
investigates reports of medical neglect of infants
older than 1 year, there is no indication in its
procedures that it will apply to them the detailed
standard of care the CAA creates for "disabled
infants with life-threatening conditions." (For an
elaboration of the requirements governing this area,
see Preface, NOTE E.)

The procedures also fail to specify in writing the
manner in which the CPS agency will obtain access
to the medical records of a handicapped infant in the
event that medically indicated treatment has alleged-
ly been withheld. Surprisingly, in its response to the
Commission's preliminary draft, the Assistant Attor-
ney General for the State of Alabama stated: "There
is no provision in the federal regulations requiring
that the State plan or procedures outline in writing a
procedthe for obtaining medical recorde." The plain
language of 45 C.F.R. §1340.15(cX4Xi) refutes this
assertion. (See Preface, NOTE C.)

Most egregiously, the Alabama procedures manu-
al explicitly abdicates to a hospital infant care
review committee (ICRC) the authority to decide
whether illegal denial of treatment is taking place,
contrary to the requirements of the Federal regula-
tion that the CPS must make the determination

12 Alabama Dept. of Pensions and Security. I Family and
Children's Services Manual, at VII-53 (Rev. May 1988)
" Letter from James E. Long, Assistant Attorney General and
Legal Counsel, Alabama Department of Human Resources, to
William J. Howard, General Counsel, U.S. Commission on Civil
Rights (Oct. 7, 1988).
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whether '-reatment is legally required under the
CAA. The procedures provide: "In cases where
there is agreement between the treating physician
and the [ICRC],. . .the County Department will
simply apprise the Court having jurisdiction over
juveniles of the case by submitting a written. summa-
ry."" L .tependent medical opinion will be sought,
according to the procedures, only in those cases in
which there is no iuternal committee. The proce-
dures state: "In counties where there are no I flint
Care Review Com ittees nor multidisciplinary
teams operational, the County Department must
consult a local independent physician for a medical
opinion on the case.'"5 The flaw disclosed by this
formulation is its failure to anticipate a circumstance
in which the parents and the medical providers
agree to withhold treatmentthe typical situation
that the CAA attempts to address. The foregoing
language clearly allows the hospital that has had a
complaint lodged against it to sit as a judge in its
own ease.

In his response to the Commission, the Assistant
Attorney General and Legal Counsel for the State of
Alabama Department of Human Resources wrote:

Alabama's procedures recognize that duly authorized
ICRCs are made up of a broad range of medical profes-
sionals. If a duly authorized ICRC decides that treatment
may be withheld, there is no difference of medical opinion
which would support a court petition. As an attorney who
has litigated these cases, I fmd your objection to Ala-
bama's procedures puzzling. On what ground and with
what evidence would the Commksion propose to present
to a court? If a duly constituted ICRC agrees with a
course of action, there is nothing to present to a court. Of
course, Alabama will review the report to determine if the
ICRC adequately analyzes the case. However, the Ala-
bama experience has been that a team determination by a
group of medical professionals, absent proof of actual bias,
will nearly always be given more weight than a nonmedi-
cal opinion t - even an opinion by a lone independent
r.;nysician.

Alabama's response reinforces the conclusion that
the CPS has unlawfully abdicated authority to

" Id, para. 6.
" Id, para. 1.
Is Information provided to the Commission by Issues in Law and

Medicine based upon a telephone interview with Dee Ann

hospital ICRCs. Alabama's response does not appear
to recognize that Federal law has vested the CPS
agency with the duty of ensuring that the medical
treatment standards under the CAA are being
properly applied. It is well establist ad that the
existence of an infant care review committee in a
hospital does not relieve a State child protective
services agency of the responsibility to provide the
objective third-party inquiry into suspected cases of
withholding of medically indicated treatment. (See
chapter 10.) Alabama would do well to obtain an
independent medical consultant, not affiliated with
the hospital, to assist the CPS in the investigation of
a report of withholding of medically indicated
treatment of an infant with a disabi'lLy. (For an
elaboration of the requirements governing these
areas, see Preface, NOTES A and B).

Alabama presents a case of a State CPS agenc:-
that has wrongfully delegated to the hospital ICRCs
the legal question whether ':tere is a withholding of
medically indicated treatment. In addition, the agen-
cy does not have in its procedures a definition of
"infant" or a provision for access to medical reords.
It is fundamentally out of compliance with the CAA
and its implementing regulation.

ALASKA

In Alaska, the Division of Family ar.d Youth
Services of the Department of Health and Social
Services is the State agency responsible for compli-
ance with and enforcement of the Child Abuse
Amendments of 1984 (CAA).

In designing its approach to implementation, the
division did not consult with either medical cr
disahiay groups."' After the policy had been in
effi:ct for a year, however, the agency wrote State
heaith care facility directors expressing the hope
that they found the agency's approach "to be of
assistance with these unusual cases" and inviting
their comment on any "areas of our policy which
you feel are impediments to effective cocrdination in

Grummett, Division of Family and Youth Services, on June 11,
1987.
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these case: ''17 There is no record of any similar
inquiries made of disability groups.

Agency procedures identified by the agency as its
written division policy and procedure" reprint
verbatim the relevant sections of the CAA and its
implementing regulations. A copy of this interim
policy and procedure was provided to the Commis-
sion in August 1988 by the division when the
Commission requested copies of current policies and
procedures. la view of the interim policy's inclusion
of relevant sections of the CAA and implementing
regulations, it is surprising to fmd that the interim
policy includes a definition of infant that is inconsis-
tent with the Federal definition. The interim policy
provides: "These policy [sic] and procedures r ate
only to handicapped infants under the age of cue
year in hospitals or other health care facility [sirh '15
This limitation illegally excludes those infants over 1
year of age who meet the criteria set forth in the
Federal regulations, as well as any child with a
disability who might be in a health care facility. (See
Preface, NOTE E.)

Asked to comment on this criticism, the egency
provided the Commission with copies of agency
policies that defme infant in conformity with the
CAA. The policies, both issued in April 1988,
indicate that they were superseded by policies issued
in June 1988 and October 1988. Neither of the
superseding policies was provided to the Commis-
sion.

The Masks procedures explicitly abdicate the
State's responsibility to investigate reports in hospi-
tals where there exists an infant care review commit-
tee (ICRC). The division summarizes its policies as
follows:

[F]ederal and state law require that medical providers
repoit immediately to the Division of Family awi Youth
Services if they have reason to believe that medical
treatment is being improperly withheld from a disabled
infant. Division policy requires that once such a report is
received, the complaint be immediately referred to the
medical facility's review board, if one exists, for a
determination as to whether or not the complaint is valid.

17 Letter from Michael L Price, Director, Division of Family
and Youth Services, to Health Care Facility Directors (Oct. 6,
1986).

" Report of Harm Regarding Medical Neglect of Handicapped
mfants in Hospitals and Health Care Facilities, §300.05.045, cited
in Division of Family and Youth Services documents provided to
the U.S. Department of Health and Human Services by cover
letter dated Oct. 15, 1985, from Michael L. Price, Director.
" Id at §5.045(b).
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If a committee does nf exist within the facility, Division
policy provides that th. agency will assist the medical
facility in arranging for an independent medical examina-
tion of the alleged victim. If the evaluation by the review
board or independent evaluator indicat-s that medical
treatment is being improperly withhelC, the Division
would proceed as in any case requiring protective action
for a child in danger of harm by filing a petition with the
court."

The State regulations provue, "Consensus of the
[Internal Review] Board that Treatment is Appropriate
Upon notification to the [agency] worker that
treatment is appropriate in relation to criteria out-
lined in the Federal regulations cited under (aX2) of
this secon, the worker shall close the case."21
When the i- rant care review committee fails to
achieve consensus, "the worker shall assist the board
in arranging for an independent medical examination
of the infant."" If a facility has no internal review
board, "the worker receiving the complaint will
immediately contact the designated personnel at the
facility and request assistance and cooperation in
arranging for an independent medical evaluation of
the infant."23

In )ther words, the agency worker is to ask those
charged with discriminatory denial of treatment to
name the "independent" individual who ia to rule on
whether of not what they are doing is proper. Thus,
whether or not a health care facility has a review
committee, the Alaska agency seems to believe that
it exists to rubber stamp the ractices of hospitals
that are the subject of a denial to treatment report
rather than investigate them. (See Preface, NOTES
A and B.)

In response to an inquiry, an agency representa-
tive stated that there had been no cases reported to
the agency since the regulations went into effect."
In a update inquiry this year, the division manager
reported that she had not heard of any reports of
withholding of medically indicated treatment."

Alaska presents a case of a State CPS agency that
has wrongfully delegated to the hospital ICRC's the
legal question whether there is a discriminatory

" Letter to Health Care Facility Directors from Michael L.
Price, Director, Division of Family z.nd Youth Services (Oct. 6,
1986).
" Alaska Admin. Code tit. 300, §5.045(c)(13Xiii) (January 1987)

Id, §5.045(c)(1)(B)(i). Emphasis added.
23 Id., §5.045(cX2XA).
24 Telephone interview with Dee Ann Grummett, Division of
Family and Youth Eervices, by Andrew Sondag (June 11, 1987).
" Telephone interview with Martha Holmberg, Manager,
Division of Family and Youth Services, by Vincent Mulloy (Aug.
1, 1988).
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withlwIding of medical treatment to a disabled
infant. In so doing, the agency has distorted the
CAA's intent to create a strong enforcement mecha-
nism for the treatment of disabled children and
should be regarded as in violation of Federal law.

ARIZONA
In. krizona, the Administration for Children,

Youth and Families of the Arizona Department of
Economic Security is the State agency responsible
for enforcement of the Child Abuse Amendments of
1984, (CAA).

In 1987 the Arizona CPS reported that it had
received only one report alleging denial of medical
treatment to an infant with a disability since enact-
ment of the CAA. In describing that situation, the
agency, stated:

We have had one CPS report that was classified as "Baby
Doe." A petition was filed with the, Juvenile Court to
monitor the child's treatment. When it was determined
that further treatment would do no more than temporarily
prolong the act of dying the court dismissed the petition
and the child died a natural death while hospitalized?'

In an update, a representative of the agency stated
that it had received no reports in the past year."
The agency has reported that medical associations
were consulted in die preparation of its policies and
procedures for medical neglect situations but that no
disability rights groups were consulted."

Although the procedures of the Arizona CPS
incorporate by reference the Federal regulation
implementing the CAA, they contain language that
is ambiguous or inconsistent with the regulation.
The CPS definition of 'medically indicated treat-
ment," which establishes the standard of care, differs
from *hat in the Federal regulation. Thus, it stater
not only that treatment would not be mandated
where it would be "futile or would do more than
temporarily prolong the act of dying when death is
inuninent," but also that treatment would not be
mandated "in circumstances where it is not neces-
sary to save the life of the infant, [or] the potential
risk to the infant's life or health outweighs the

" Letter from Carol Ann Erikson, CPS Specialist, Administra-
tion for Children, Youth and Families, to Issues In Law and
Medicine (May 20, 1987).
" Telephone interview with Beth Rosenberg, Manager, Policy
Unit, Administration Tor Children, Youth and Families (July 28,
1988).
" Telephone interview with Carol Ann Erikson, CPS Specialist,
Administration for Children, Youth and Families (June 24, 1987).

potential benefit to the infant of the treatment or
care. . . .""

The term "potential risk tc the infant's
life. . .outweighs the potential benefit" is ambiguous
enough to allow a judgment that because of disabili-
ty the child's quality of life would be so poor that
lifesaving treatment would not be of "benefit" to the
child. "Quality of life" considerations are inconsw.-
tent with the statute. (See Preface, NOTE F.)"

The policy directive also states thm._ ...ant "means
a newborn child less than one year of age."" The
cope of this clefmition fails to inclu_ large group

of infants protected by Federal law. (See Preface,
NOTE E.)

In at least some cases, the Arizona CPS has
explicitly abdicated to hospital ICRCs the authority
to decide whether illegal denial of treatment is
taking place, contrary to the requirements of the
Federal regulation. (See Preface, NOTE A.) When
the hospital concerning which a report has been
received has an ICRC, the policy states the Arizona
CPS will file a dependency petition "if unresolvable
disagreement exists between the parent(s)' or guard-
ian(s)' plan to not provide nourishment or necessary
medical treatment or surgical care for the child(ren)
and recommendation of the hospital ICRC. . . ."

In the absence of a hospital ICRC, it further
states, the CPS will file a dependency petition when
disagreement exists between the parents or guard-
ians, or physician, or "specialized medical consulta-
tion." These two types of situations do not include
ercumstances in which the parents and the medical

oviders wrongfully agree to withhold treatment
the very situation that the CAA were primarily
intended to remedy. The clear implication is that the
CPS will usually act only when there is -disagree-
ment among the parties named in section E. The
procedures do provide for the filing of a petition
"under circumstances other [than those listed
aboved], including when medical records are not
available on request, after decisionmaldng process
including the child protective services supervisor,
and advice and counsel from an Assistant Attorney

" Arizona Department of Economic Security Instruction
5-55-08.A (1988).
" A State statutory provision prohibits depriving "a newborn
child of food, nutrients, water or oxygen. . .for any reason
including. . .a handicap which, in the opinion of the parent or
parents of the child, the physician or another person, diminishes
the quality of the child's life." Ariz. Rev. Stat. §36-2281(A).
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General."32 However, the CPS evidently regards
intervention in these circumstances as the exception
rather than the rule, a conclusion reinforced by its
letter Commenting on a draft of relevant portions of
the Commission report: "Folicy. . .provides clear
direction concerning use of the agency's legal
authority, which is to petition the Juvenile Court in
cases of specified disagreement as to treatment of the
child.""

The State denied that its policy constitutes an
"abdication to the ICRC" because "arxialized
medical consultation. . .is obtained as appropriate
to the reports and investigations.""

Although the agency's policies do provide for the
availability of such consultation, nothing in the letter
of comment or the Arizona procedures negates the
disturbing indication that the CPS agency regards
the typical cases for its efforts to obtain a court
order to be those in which there is disagreement
between the hospital ICRC or a physician, on the
one hand, and the parents, on the ether, as opposed
to cases in which legally mandated standards of
treatment are being violated with the involvement of
medical providers, the sort of situation that prompt-
ed enactment of the CAA.

Taking into account its inappropriate definition of
the standard of care and the class protected, and its
improper deference to committees of the very
hospitals where staff would be the subject of reports
of medical neglect, Arizona is out of zompliance
will. the CAA and its implementing regulation. In so
doing, the agency has distorted the CAA's intent to
create a strong enfoa...iment mechanism for e e
treatment a disabled children.

ARKANSAS

The Arkansas Division of Children and Family
Services in the Department of Human Services is the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

" Id., §5-55-08.E(3).
" Letter from Darwin J. Cox, Program Administrator, Arizona
Administration for Children, %Youth and Families, tl William J.
Howard, General Counsel, U.S. Commission on Civil Rights
(Oct. 11, 1988).
" Id.
" Telephone interview with Sandra Haden, Staff Manager,
Child Protective Sorvices, by Issues in Law and Medicine (June
12, 1987); telephone interview with Jeanette Lewis, Manager,
Child Protective Services, by Commission staff (Aug. 1, 1988).
8* The agency does have the authority to obtain a court order for
an examination under Rule 35, ARCP. It also possesses subpoena
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The agency stated on two occasions that there
have been no reports of denial of medical tteatment
to infants with disabilities."

The State agency's policies and procedures were
reviewed for compliance with the Federal regula-
tion that implements the CAA. The procedures do
not specify the manner in which the agency will
obtain access to medical records or a court order for
an independent medical examination, contrary to the
requirements of the Federal regulatim." The policy
merely instructs the county CPS officer to contact
the State office for guidance on the investigation.
The procedures do not state the manner in which
the investigation will proceed.

Arkansas properly describes the standard of care
and the class protected by it as required by the
Federal regulations.

In a telephone interview, the CPS staff manager
stated that the agency's regulations were developP-1
with the assistance of Arkansas Children's Hospital
and that no disability groups were consulted. The
manager also stated that the independent medical
examiner for an investigation of medical neglect has
been designated by Arkansas Children's Hospital."

According to a letter from a State CPS adminis-
trator to HHS, Arkansas Children's Hospital "han-
dles 90 to 95 percent of all 'Baby Doe' cases in the
entire State."" In other worth the hospital that is
most frequently under investigation for medical
neglect was permitted to write the rules of investiga-
tion and to name the "independent" medical authori-
ty who will provide crucial medical assessments that
will serve as the basis for the CPS determination
whether a course of treatment or nontreatment is
proper.

The CPS manager confirmed that a video had
been made and was used in the training of State CPS
personnel on the issue of medical neglect." "Ethical
Issues in the Medical Care of Infants and Children""
contains much discussion of medical ethics, but

power for the production of medical records under Rule 45,
ARC?. However, 45 C.F.R. §1340.15(cX4) (1987) requiies that
the agency specify in writing the procedures it will follow to
exercise this authority.
27 Telephone interview with Sandra Haden, Staff Manager,
Child Protect:ye Services, by Issues in Law and Medicine (June
12, 1987.
" Letter from Bobbie Fergusen, Acting Administrator, Child
Protective Services, to Tommy Sullivan, Regional Director,
Health and Human Services (Apr. 10, 1986).
" Id.
" On file with the U.S. Commission on Civil Rights.
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nowhere does it include any mention of Federal law
regarding the denial of medical treatment.

The Arkansas CPS agency appears to have abdi-
cated large portions of its duties under the CAA to
the hospital whose treatment practices it has respon-
sibility for investigating. It must be regarded as
substantially out of compliance with the CAA and
its implementing regulation.

COLORADO
The Colorado Division of Family and Children

Services in the Department of Social Services is the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

The agency stated that there have been no reports
of withholding of medically indicated treatment
since the regulation went into effect."

The agency's procedures were reviewed for con-
sistency with the requirements of the CAA. Defini-
tions for "withholding of medically indicated treat-
ment," establishing the standard of care, and "in-
fant," describing the class protected, accurately
restate the Federal standards. As required by the
Federal rule, the procedures provide for obtaining
medical records."

The agency has made explicit in its procedures the
method to be used to obtain a court order for an
independent medical examination to evaluate a
specific charge of neglect (see Preface, NOTE D).

Absent from the procedures is any provision for
an independent medical consultant to be available to
review all reports of medical neglect. Such a
consultant would be necessary to help the CPS
investigator to do the examination, review the
medical records, or otherwise assist the CPS work-
er. If the medically untrained CPS worker is
unassisted in determining whether the health care
facility is providing appropriate treatment, the CPS
must rely solely upon the medical information
received from the hospital against which the com-
plaint v Its lodged.

The agency notes that "hospital review commit-
tees" exist in some hospitals "to deal with medical
and ethical dilemmas."" A pamphlet produced for
the agency by the University of Colorado Health

41 Telephone interview with Janet Motz, Child Protection
Administrator, Department of Social Services (Aug. 25, 1988).
42 Colorado Department of Social Services, Staff Manual
Volume 7, Social Services, Program Area V, Section 7.501.86.
43 Id., sec. 7.501.81(E).

Sciences Center with HHS funding discusses these
committees. Although the pamphlet states that an
infant care review committee is "not a decision
making body," it then says, "It is hoped that the
difficult decisions regarding medical treatment will
be made here. If dispute about treatment persists, the
state may need to step in.""

The two statements appear contradictory and
could indicate a subordination of CPS authority to
the infant bioethics committee (IBC). Moreover, the
pamphlet implies that the CPS will take a passive
approach to the enforcement of the CAA if it
intends to step in only when there is a dispute with
the IBC. It bears repeating that the CAA are
intended to respond to a circumstance in which both
the parents and the medical provider agreed to
withhold medically indicated treatment, food or
water from an infant with disabilities. The pamphlet
indicates that the agency may not be particularly
zealous in its responsibilities to the child.

In most respects the procedures in effect in
Colorado are in substantial compliance with the
CAA. However, the effectiveness of any investiga-
tion would be substantially improved were the
agency to provide for the use of an independent
third-party medical consultant, selected with input
from disability groups, to assist the CPS worker in
all nonfrivolous cases. In addition, explicit provi-
sions for a court order for an independent medical
examination should be added to the agency's proce-
dures manual to clarify the investigatory process.

CONNECTICUT
Tae Connecticut Department of Children and

Youth Servic.m (CYS) is the State agency responsi-
ble for compliance with and enforcement of the
Child Abuse Amendments of 1984 (CAA).

There have been no reports of medical neglect of
infants with disabilities in Connecticut since the
implementation of the CAA." In response to an
update conducted by the Commission, the agency
stated that there had been no cases reported since its
policy went into effect."

Pediatricians, neonatologists, and disability groups
were part of a task force that determined State

" Medical Neglect and Disabled Infants, Responsibilities of the
Medical Profession.
4S Telephone interview with Linnea Loin, State Liaison Officer,
CYS by Issues in Law and Medicine (May 4, 1987).
44 Telephone interview with Linnea Loin, Program Supervisor,
Department of Children and Youth Services (Aug. 3, 1988).
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policy on medical neglect.° This State policy is
reflected in a joint agreement between CYS and the
Connecticut Department of Health Services
(DHS)."

The agreement was based on: "[T]he need to
clarify and define the functions of the [DHS] and
[CYS] with regard to coordination and consultation
with health care facilities providing inpatient new-
born care and response to reports of medical
neglect. . . ."" The agreement states that DHS
will review policies on critically ill newborns,
identify contact persons in health care facilities,
maintain an ongoing dialogue with CYS on the
handling of complaints of medical neglect, and
"promote the establishment of Infant Care Review
Committees in health care facilities with newborn
units."5°

CYS is responsible for investigating complaints of
medical neglect upon order of the CYS chairman.
Reports are to be received from a toll-free 24-hour
"careline' establish& under the agreement. Health
care facilities with newborn units were informed by
CYS that they weir. required by law to report all
cases of medical nuilect. The investigative team
consists of agency staff and a CYS-designated
neonatologist from a hospital other than the one
being investigated. The team is to make fmdings
according to 45 C.F.R. §I340.15, inform parents and
physicians, and forward its report to the CYS
regional office. If there is a determination of medical
neglect, CYS is to petition the court for custody so
that treat aent can be provided.

On its face, this joint policy appears to provide an
objective investigation of reports that Federal stan-
dards of care for disabled infants are being violated.
Its deficiencies lie in the absence of terms specifying
the manner in which CYS will obtain "access to
medical records and/or other pertinent information"
or "a court order for an independent medical
examination of the infant." (See Preface, NOTES C
and D.)

In a letter dated October I I, 1988, the agency
responded to a preliminary draft of relevant portions
of the Commission's report. Documents submitted
with their response did not demonstrate that its

Telephone interview with Robert Gossart by Issues in Law
and Medicine (June 2, 1987).
" Telephone interview with Linnea Loin, State Liaison Officer,
CYS by Issues in Law and Medicine (May 4, 1987).
" Agreement Between The Connecticut Department of Health
Services and the Connecticut Department of Children and Youth

procedures explicitly provide for obtaining meAlical
records or a court order for an independent medical
examination as required by 45 C.F.R. §1340.15(4)(i)
and (ii) (1987).

The agency did rat directly respond to the
Commission's assert n that the agency lacks a
written policy specifying, pursuant to 45 C.F.R.
§1340.15(4)(0(1987), the manner in which it would
obtain medical records to investigate a report of
medical neglect. Rather, it argued that a CYS
investigator's discretion to obtain court orders tc,
remove the children whose welfare is threatened
fulfills the requirement of .the regulation at issue:

The DCYS Policy Manual Volume 2, Chapter II Section
246.5 provides emergency guidelines whereby an investi-
gator may remove a child without parental consent from
dangerous surroundings. The criteria for emergency re-
moval include reference to "caretaker(s) who refuse to
permit the child to receive immediate medical care or to
comply with on-going treatment recommended by a
physician who examines such child."

Section 244 of the same Policy Manual, provides for
placement options fur children in danger. No. 2, Order of
Temporary CustodySuperior CourtJuvenile Matters pro-
vides for "a court order to safeguard the immediate
welfare of a child which may be issued without a hearing
and vests the care and cttstody of the child concerned in
the. . .agency. . .pending the adjudication on the merits
of Petition of Alleged Neglect."51

This information appears inadequate to fulfill the
plain language of the Federal regulation, which
requires that agency programs or procedures "must
be in writing" and "must specify the procedures the
state agency will follow to obtain. . .medical rec-
ords.""

With re3ard to the requirement of a written policy
providing procedures to obtain a court order to
secure an independent -medical examination, the
agency cited §46b-121 of Coanecticut General
Statutes, which empowers the juvenile court to
make and enforce orders protecting juveniles, and a
1985 State attorney general opinion attesting to the
sufficiency of the agency's policies:

Section 46b-121 of Connecticut's General Statutes, in
defining the authority of the juvenile court, states in

Serv:ces Regarding Med:cal Neglect of Infants in Connecticut
Health Care Facilities, Oct. 9, 1985.
" Id.
11 Letter from Patricia Wilson-Coker, Acting Director, Cla-
drcn's Protective Services, to William J. Howard, General
Camel, U.S. Commission on Civil Rights (Oct. 11, 1988).
12 45 C.F.R. §1340.15(cX4) (1987).
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pertinent part: "In such juvenile matters, the superior
court shall have authority to make and enforce such orders
directed to parents. . .custodians or other adult persons
owipg some legal duty to a child or youth therein, as it
deems necessary or appropriate to secure the welfare,
protection, proper care and suitable support of a child or
youth subject to its jurisdiction. . . .""

This fails to meet the requirements of the Federal
regulation. It is too broad in scope even to suggest to
a CPS worker that an independent medical examina-
tion wouki be in order.

In some respects, the procedures in effect in
Connecticut are in cPmpliance with the CAA.
However, the agency has failed to specify the
manner in which it will obtain medical records or a
court order for an independent medical examination
of an infant in the manner required by Federal
regulations.

DELAWARE
In Delaware, the Division of Child Protective

Services in the Department of Services for Children,
Youth and Their Families is the agency responsible
for enforcement of the Child Abuse Amendments of
1984 (CAA).

The agency reported that it had not received any
reports of possible withholding of medical treatment
Rom disabled infants with life-threatening condi-

ins."
According to the agency, "medical personnel

were necessarily involved in developing procedures
in order to insure any reports would be made to our
department."" However, there is no record that
disability rights groups were consulted in the formu-
lation of State policy for medical neglect cases.

Agency procedures were reviewed to determine
consistency with Federal law. The definition of
withholding of medically indicated treatment com-
plies with the Federal regulation. However, there is

no dermition of "infant." (See Preface, NOTE E.)
The procedures abdicate the first r .-tion of a

medical neglect investigation to the hospital's "con-
tact person." The procedures state that upon a
receipt of a report, the CPS worker should immedi-
ately talk to the hospital's contact person to begin an

$9 Letter from Patricia Wilson-Coker, Acting Director, Chil-
dren's Protective Services, to William J. Howard, General
Counsel, U.S. Commission on Civil Rights (Oct. 11, 1988).

" Telephone interview with Robert Lindekamp, Coordinator,
Division of Child Protective Services (Aug. 19, 1988).
" Letter from Kate Lorenz, Planner I, Department of Services
for Children, Youth and Their Families, to Issues h: Law and
Medicine (June 18, 1987).

inquiry. The contact person is to ascertain names of
the parties, the status of the child's medical condi-
tion, and "whether the child's condition and treat-
ment fall under the stated definition" of withholding
of medically indicated treatment."

"If the information received [from the contact
person] indicates that the report does not come
within the dermition of medical neglect of handi-
capped infants, gurther] procedures are not applica-
ble in thic case."" In effect, CPS will rely on the
judgment of a contact person at the very hospital
whose staff is allegedly denying legally required
treatment to make an initial determination whether
the allegation should be further investigated. This
practice is contrary to the intent of Federal law that
vests the CPS agency with the responsibility of
determinhig whether treatment of an infant is legally
required under the CAA. (See Preface, NOTE A.)

If the information provided by the contact person
indicates that the case falls within the definition of
medical neglect, CPS will contact the parents and
consult with the hospital's PC/ICR. The latter
individual is preselected "by the hospital with the
agreement of the Division of Child Protective
Services."" The CPS worker will rely on the
judgment of this PC/ICR that the parents, the
treating physician, and the hospital ethics committee
(if one exists) are pursuing the proper course of
treatment. Further, "if the parents and/or physicians
have already obtained the PC/ICR's consultation
and treatment is considered consistent with recom-
mendations, the referral is deemed to be an 'un-
founded' report of medical neglect.""

This approach gives rise to an an obvious conflict
of interest: the entity being investigated has a key
role in designating the physician who will sit in
judgment on the case.

The CPS aP.:hority to make a determination of
medical neglect is further diminished by an agree-
ment between the Delaware Division of Public
Health (DPH) and the CPS to investigate 'jointly"
complaints of "improper medical or nutritional care
being delivered to handicapped newborn infants.""

$$ Medical Neglect of Handicapped Infants. Procedum at 2.
" Id.
gi Id., Attachment "B."
$9 Id.
99 Memorandum of Understanding for Responding to Com-
plaints of Improper Medical or Nutritional Care Being Delivered
to Handicapped Newborn Infants Between the Division of Public
Health, Department of Health and Human Services, and the
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This agreement was signed and dated by the parties
in October 1985. No reference to this agreement is
made in the CPS procedures. According to the
terms of the agreement, the DIM will "[a]pply the
guidelines of the Bioethics Cor .mittee of the Ameri-
can Academy of Pediatrics in evalnating the medical
aspects of the case in question" and the CPS will
Ideview the case for violation of State Law, rules
or regulations or Federal regulatiors."61 Both "will
jointly file a report with the respective Division
Directors for further action."

In addition to failure to defme the class protected
by the CAA treatment standards, Delaware's CPS
agency has diminished its authority by agreeing to
conduct investigations jointly with other State agen-
cies that are not obliged to enforce Federal stan-
dards and that are in fact applying antithetical
standards. Most important, it has abdicated the
crucial aspects of a medical neglect investigation to
the agent of the hospital that is the subject of the
investigation or to a physician chosen by that
hospital. Delaware is significantly out of compliance
with the CAA and its implementing regulation.

DISTRICT OF COLUMBIA

In the District of Columbia, the Cit..1 9-d Family
Services Division in the Family Services Adminis-
tration within the Department of Human Services is
the agency responsible for enforcement of the Child
Abuse Amendments of 1984 (CAA).

The agency reported that it had not received any
reports of medical neglect of an infant with a
disability. An administrator wrote: "There have
been no referrals in the District of Colambia of cases
in which a handicapped infant with fife-threatening
conditions has been denied medical trtatment. How-
ever, we are aware of cases which have been
resolved by the hospital and the parents without
intervention from Child and Family Services."62 In
response to a followup inquiry, the agency con-
firmed that there had been no reports. An adminis-

Division of Child Protective Services, Department of Services
for Children, Youth and Their Families (October 1985).
" M. See chap. 2 for a description of the significant differences
between the American Academy of Pediatric guidelines and those
in the Federal regulation.
" Letter from Dorothy Kennison, Adrninstrator, Family Ser-
vices Administration, to Issues In Law and Medicine (Apr. 10,
1987).
" Telephone interview with Carolyn Smith, Chief of Intake for
Protective Services (Aug. 9, 1988).
" Telephone interview with Carolyn Smith, Chief of Intake for
Protective Services, by Issues in Low and Medicine (June 15,
1987).
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trator stated that the hospitals' infant care review
committees generally meet with the parents and the
case is resolved at that level." Thus, these cases are
not reported beyond che institution and the CPS
does not appear interested in becoming involved in
them.

The agency reported that when it developed
policies to implement the CAA, it consulted with a
team of 47 health care professiorals over a period of
5 months, contracting with the Children's National
Hospital to coordinate the group. In addition, it
stated that the procedures were reviewed by every
major hospital organization and the American Bar
Association." An additional source wrote: "The
draft procedure was reviewed by representatives
from the Child Advocacy Center, Superior Court,
the Metropolitan Police Department, St. Elizabeth's
Hospital, the American Bar Association and all of
the hospitals in the District of Columbia."" Note-
worthy is the absence of any disability rights group.

The procedures were reviewed for consistency
with the Federal regulation implementing the CAA.
The standard of care established by the procedures
contains an exception to the general requirement of
maximal treatment that is not provided for in the
Federal regulation: "if the treatment is part of an
experimental research protocol."" However, sup-
plementary information published with the Federal
repletion does state:

Nothing in the statute or rule forces we of experimental
procedures. To the contrary, medic0 ethics, federal
regulations, and many State laws require that patients (or
their parents) provide "informed consent" based on free
choice and without coercion when physicians propose
human experimentation. These rules do not require such
experimentation.'

Because the class protected by the standard of
care includes all children," and "child" is defined as
"a person under 18 years of age,"69 the stmdard
covers a class that includes and is larger than that

" Letter front Dorothy Kennisoa, Administrator, Family Ser-
vices Administration, to Issues in Law and Medicine (Apr. 10,
1987).

" Department of Human Services Policy and Procedure, pt. IX,
ch. 1, sec. C, topic 5 (I)(eXii) at 11 (date indeterminate).
41 Child Abuse and Neglect Prevention and Treatment Progrom, 50
Fed. Reg. 14,878, 14,886 (1985).
" liL
" Id, (EX6) at 3.
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'required to be protected under the Federal regula-
tion.

In accord with the Federid regulation, the proce-
dures specify the manner iliwhich the departmert
will obtain access to hospital records and obtain
court orders for indepeadent medical examinations
and treatment. In addition, agency procedures pre-
sent a detailed method for investigation by an
independent medical consultant. The procedures
indicate, that the decision whether there exists an
illegal withholding of mediz:al treatment is vested in
the department's medical officer with the assistance
of the consultant:

(2) When the allegation concerns a child in immediate
danger from medical neglect in a medical facility,

(e) Consult with the DHS Commission on Social
Services medical officer. . .to ascertain, based on the
information obtained:

(i) Whether there has been a withholding of appropriate
nutrition.ydration, and medication from the child;

(ii) Whether there has been a withholding of treatment
which in his or her reasonable medical judgment will be
most likely to be effective in ameliorating or correcting
all of the child's life-threatenhig conditions. Treatment
is not medically indicated if the child is chronically and
irreversibly comatose; if the treatment would merely
rrolong the child's dying or not be effective in amelio-
rating or correcting all of the child's life-threatening
conditions, or would otherwise be futile in terms of the
child's survival; would be virtually futile and the
treatment itself under such circumstances would be
inhumane; or if the treatment is part of an experimental
research protocoh. . . ."

The District of Columbia presents a case of a CPS
agency that has established investigative and en-
forcement procedures that meet the requirem ,cs of

the CAA. However, it appears that the staffregards
the hospital's ICRC as the appropriate forum to
resolve the cases rnd does not seem interated in

having these cases reported to them.

To Department of Human Services, Policy tod Procedure, pt. IX,

ch. 1, sec. C, topic 5, at 10.
'I Telephone interview veit:i C. Christmas, Senior Human
Services Specialist, Children, Youth and Family Services, by
Issues in Lew and Medicine (June 6, 1987).
n

FLORIDA
The Children, Youth and Family Services Unit in

the Florida Department of Health and Rehabilitative
Services is the State agency responsible for enforce-
ment of the Child Abuse Amendments of 1984
(CAA).

In designing its approach to implementation of the
regulations underlying the CAA, the agency report-
ed that it had c )nsulted medical groups but not
disability groups."

In 1987 v. agency staff person stated that there
had been a rumor of a case of medical neglect, but
no report to the agency." In an update in 1988, a
staff person stated that he knew of only one case in
the last year. An attorney in Tampa called to report
a case, bat, iL was "handled appropriately by the
hospital." He added that he "suspect[s] that cases of
disabled infants are occurring in the State of Florida,
but that the hospitals are handling the situations
appropriatelywhich is the best of all worlds,
really."

Commission staff examined the agency's policies
and procedures for consistency with the CAA and
their implementing regulation. These procedures
explicitly abdicate to the hospital the agency's
responsibilities under Federal law to investigate and
enforce the CAA. The procedures state that upon
receipt of a report of medical neglect of a disabled
infant, the CPS worker must contact the hospital
"liaison" and that if this person reports that the
treatment is proper "there is no need for further
investigation." If an infant care review committee
(ICRC) exists at the hospital, the procedures state
that the liaison person will arrange for it to meet and
inform the CPS of the results of the meeting. The
hospital's own ICRC reviews the case, and the
liaison person will instruct the CPS, "based on
['CRC] response, whether there is reazon for you to
proceed further with provision of treatment for the
infant." When there is no ICRC at the hospital,
the procedures direct that:

The hospital liaison will Inform you whether an indepen-
dent medical examination is required to reach a conclusion
or to protect the interest of the child. If such an
examination is required, that liaison, if qualified, will

11 Telephone interview with Chris Christmas, Senior Human
Services Specialist, Children, Youth and Family Services (July
25, 1988).
74 Florida Health and Rehabilitative Services Pamphlet 175-1,
Special Procedures Relating to Medical Neglect of a Disabled
Infant, §3.4.17.5.
I* IS, §3.17.7(1)(b).
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conduct the examination or will assist you by fmding the
appropriate physician to conduct the examination.T

In the event that there is a question whether the
hospital is in compliance with the law, the policy
states that Is]ince there are so many medical
decisions involved, [the hospital liaison] will carry
the primary responsibility for conducting the investi-
gation.""

In a letter dated September 30, 1988, the agency
responded to a preliminary draft of relevant portions
of this report. The .director of Children, Youth and
Family Services in the Florida Department of
Human Resources submitted the agency policy,
quoted from above, for the position that "Health and
Rehabilitative Services Pamphlet 175-1 dated July
1, 1988, specifically requires that CPS staff respond
to reports ef known or suspected abuse or neglect
immediately or within 24 hours." This did act
address the criticism in the portion of the report sent
to the agency, which stated that on its fa, .1 the
policy explicitly abdicates to internal hospital infant
care review committees or hospital staffs the author-
ity to decide whether illegal denial of treatment is
taking place when a report of suspected denial of
treatment is received by the State agency.

The Florida CPS procedures do not provide for
an independent medical review of a report of
withholding of medical treatment from a disabled
infant. The procedures establishing this review
system present real conflicts of interest and present
fundamental questions regarding the degree of pro-
tection given vulnerable children. (See Preface,
NOTES A and B.) The procedures contain no
provision for obtaining a court Order for an indepen-
dent medico: examination. (See Preface, NOTE D).

In addition, in apparent response to the Commis-
sion's draft report, the director asserted that the
"Child Protective Investigator's Decision Handbcok
further delineates the responsibility of the protective
investigator to obtain a court order for treatment, if
necessary." No documentation was provided for this
assertion, and the fact remains that the current
procedure lacks a specific provision, as required by
the Federal regulation, that states the method the
CPS agency will use to obtain a court order for an

" Id. §3.4.17.6(2).
" Id, § 3.4.17.5(4).
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independent medical examination in a Baby Doe
situation.

Florida presents the paradigm case of a State CPS
agency that has wrongfully delegated its investiga-
tive responsibility to the very hospitals whose staff
are the subject of alleged illegal denial of treatment.

GEORGIA

In Georgia, the Division of Family and Chinfren
Servicm in the Department of Human Resources is
the State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

The State CPS office stated t!!.at it was not aware
of any cases of medical neglect in Georgia. The
representative added that this "was left to the local
authorities.""

The agency reported that it had consulted mem-
bers of the State's infant care review committees in
formulating its procedures for investigating of a
report of withholding medical treatment from a
disabled infant. No other associations, such as
disability rights groups, were consulted."

The State agency's procedures were reviewed for
compliance with the Federal regulation that imple-
ments the CAA. The Georgia procedure does not
specify in writing the manner in which it will obtain
medical records (see Preface, NOTE C) or the
manner in which it will obtain a court order for an
independent medical examination of the infant (see
Preface, NOTE D).

Most seriously, the agency procedure codifies an
abdication of its responsibility to corduct an inde-
pendent agency investigation of a report of medical
neglect to infant care review committees. (See
Preface, NOTES A and B.) The agency's Guidelines
for Medical Neglect of Disabled Infants state that all
medical neglect cases will be handled by a three-part
system of infant care review committees (ICRC).
The guidelines describe a system in which treatment
decisions are made by the hospital's ICRC or, if such
a committee does not exist at the hospital, a regional
ICRC. A statewide committee is also to be available
for guidance, advice, and precedent case decisions
on "multiple congenital malformation syndromes
incompatible with life." If a complaint is filed with
the CPS agency, the guidelines state: "Cases report-
ed directly to CPS will be handled in the same

" Telephone interview with Gerald Gouge, Chief, Child
Protective Services Unit, Division of Family and Children
Services (July 20, 1988).
" Id



manner with initial (local in-hospital), secondary-
(regional ICRC), and if necessary, tertiary (state-
wide) reviews.""

The CPS guidelines rationalize th; 1Klication of
responsibility and perhaps attempt tt dispel fear of
liability for this ssystem by stating:

As the ICjirs work in close association with CPS and
committeii-inembers they would be afforded the same legal
immunities or safeguards as CPS workers since in effect
they would be acting as consultants, advisors to CPS and
the State of Georgia. These safeguards are supported by
the Attorney Genetal's Gffice."

The Georgia procedure lacks methods to secure
review of medical records or an independent medi-
cal examination. Instead, the State CPS agency
defers entirely to thc judgments of infant care
review committees. Georgia is fundamentally out of
compliance with the CAA and their implementing
regulations.

HAWAII

In Hawaii, the Child Protective Services Unit
within the Department of Human Services 3c the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

Program assistants developed the invmtigative
procedures for implementation of the Federal regu-
t-tions. The agency reported that neither medical
nor disability rights groups were consulted."

'The agency stated that no reports of medicil
discrimination have come to its attention since the
regul'Ation went into effect.'

Hawaii's procedures for an investigation of a
medical neglect report were reviewed for compli-
ance with the Federal regulation that implement the
CAA. In contravention of Federal regulatory re-
quirements, the procedures themselves fail to specify
in writing the manner in which agency staff will
obtain a court order for an independent medic.il
examination of the infant, although the agency
possesses authority to seek one."

The most serious failure of compliance is that the
CPS Agency has abdicated its duty to investigate
repo i of medical neglect to decide whether illegal

" Georgia Department of Human Resources, Child Protective
Services Manual, sec. 2103.14, app. H, Guidelines for Medical
Neglect of Disabled Inlbuts. at 4.
" IS at 2.
n Telephone interview with Stanley Inkyo, Program Adminis-
trator, Child Protective :,trvices, by hives ln Law and Medicine

(July 6, 1987).

denial of treatment is taking place. The procedures
direct the CPS worker to log a medical neglect
report "as a non-CPS case if the treating physician
does not recommend treatment and a second medi-
cal opinion (icluding another physician, the hospi-
tal's review committee, the Hawaii Medical Associa-
tion's review committee, CPS Team physician)
concurs with this recommendation." Although a
CPS tezur physician is mentioned, in short, a
physician who wishes to deny treatment in violation
of the standard of care e.tablished by the CAA neeti
merely fmd one other physician or a review commit-
tee to agree in order to prevent any intervention by
the CPS agency on behalf of the child's right to
receive treatment. This clearly runs counter to the
ktquirement of the CAA that the CPS agency serve
as an independent invtigating authority to ensure
that the Federal standard of care is provided to tbe
disabled infant.

Commenting on a draft of relevant portions of the
Commission's report, the administrator of Services
Program Development of the Hawaii Depariment of
Human Services stated:

Section 1100.9.2 states in effect that further investigation
may not be required if inquiry by child protective services
staff, upon receiving a 1:;port of alleged medical neglect,
fmds that a second opinion concurs with the opinion of the
treating physician. By requiring initial investigative action
by child protective services following receipt of a report,
this procedural guideline does not completely abdicate the
investigative responsibility to an infant care review com-
mittee but serves to assist the investigator in the process of
disposition.

Frzr from refuting, this confirms that the Hawaii
CPS abdicates its responsibility to physicians select-
ed by the physician or hospital avast whom a
complaint has been lodged the determination of
whether legally mandated treatment requirements
are being met. (See Preface, NOTE A.) Hawaii
should ensure that medical consultants not affiliated
with the hospital or physician charged witli neglect
are made available to asist the CPS worker in the
investigation of a report of withholding of medically
indicated treatment of a handicapped infant.

11 Telephone interview ith Stanley Inkyo, Program Adminis-
trator, Child Protective bervices, by Commission staff (July 28,
1988).
14 Hawaii Rev. Stat. §337-21.
11 Child Protective Services Policy Manual sec. 1100.9.2 (June
1987). Emphr is added.
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Hawaii is fundamentally out of compliance with
the CAA and its implementing regulation.

IDAHO

The Idaho Departnr. it of Health and Welfare is
the State agency resirrnsible for er ..ncement of the
Child Abuse Amendments of 1984 (CAA).

Agency personnel reported that they have had no
reports of medical neglect A infants with disabilities
since the regulation went into effect."

The agency reported in a January 3, 198i',, letter to
the Commission that: "In our formulation stage of
preparing draft policy and procedures on this topic a
committee wu convened to draft proposed materi-
als. Tais committee included the Chief of the Bureau
of Developmental Disabilities of the Department of
Health and Welfare. He received input from appro-
priate groups to include the Downs Syndrome
Parents Groups, Coalition of Advocates :or the
Disabled, and other parents support groups for
children with various disabilities."

The agency procedures were reviewed for com-
pliance with the Federal regulation that implements
the CAA.

All definitions of terms mirror the Federal stan-
dards. As required by Federal regulations, CPS
social workers we instructed to "obtain a cop:, of
thc infant's medical treatment rect 'd from the health
care facility or hospital as a func'm of the mvestiga-
tion process. . . ."" In addition, the procedures
meet the Federal requirement to provide for obtain-
ing a court order for an independent medical
examination of the infant when cooperation from the
medical provider is not forthcoming."

The procedures indicate that the agency alone is
respomle for determining whether appropriate
treatment is prole' ed. The determination of whether
illegal withholding of mecli-,;a1 treatment is taking
place is vested in the medical chief, Bweau of Child
Health:

The initial determination that withholding of medically
indicated treatment as defmed in Manual Section
3-2304.03 is occurring or is being prescribed by the
infant's physician, will be made by the Medical Chief,

" Te1et0-one intervkw with Ed Van Dusen, Social Services
Coordinator, Department of Health and Welfare (July 20, 1988).

Social Services Manual, sec. 3-2305.06(c).
sec. 3-2305.13.

0 kL. sec. 3-2305.08.
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B reau of Child Health or his desitrtee, with or without
independent medical examm' ation.0

On their face, Idaho procedures appear to comply
with the requirements of the CAA and its imple-
menting regulation.

ILLINOIS

The Illinois Department of Children and Family
Services is the State agency responsible for enfoite-
ment of the Child Abuse Amendments of 1984
(CAA).

Regarding reports of incidents of medical neglect
of infants with disabilities, Illinois stated:

Fortunately, the number of reports alleging the withhold-
ing of medically indicated treatment from divibled inr-mts
hie remained small. This low level may be the ri of
cooperative efforts between the Department of
and Family Services, the Illinois State Medical Society
and other service providers which have focused their
efforts on expanding the availability of support resources
to troubled familief..

During FY 86 (July 1, 1985 through June 30, 1986) a total
of ten medical neglect of disabled infants allegations were
made. After investigations, three were indicated.

So far, durir,g FY 87 (July 1, 1986 to date) one allegation
was made. After a thorough investigation, this case was
Indicated.E,

Ir response to foliowup inquiry by Commission
st, .se department stated that during FY 88 (July
1, 1981, through June 30, 1988) it had received thre.:*
reports. After investigation, two were found to be
indicated (i.e., a violation was found)."

The agency reported that it consulted the Illinois
State Medicrl Society when it developee procedure.%
for the investigation of a report of withholding
medical treatment from a disabled infant. There was
no indication that disability rights groups afere
consulted."

The procedures were reviewed for compliance
with tle Federal regulation that implements the
CAA. The dermitioni of terms correctly reflect the
Federal standards. in accord with the Federal
regulations, the procedures specify the manner in
which tte Department will obtain "administrative

" Letter from Bobby J. Hall, Program Specialist, Departme. t of
Children and Family Services, to Luau and Law and Medicine
(Mar. 30, 1987) (emphasis in the original).
" Telephone interview with Foster Centola, Program Specialist,
Department of Children and Family Services (Je:y 20, 1988).
" Telephone interview with Bobby J. Hall, Program Specialist,
Department of Children and Family Services (June 19V1).
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subpoenas or court orders to obtain access to
hospital staff or records. . . ." and the manner in
which it will obtain court orders for independent
medical examinations."

The department has engaged a "perinatal coordi-
nator" to advise the social worker investigating a
report of whether treatment is necessary, to arrange
independent medical evaluations, and if nece5ary, to
advise whether the child should be taken into
protective custody. This person is a medical special-
ist who practices at a special care nursery for infants.
The procedures direct: "All reports of medical
neglect of disabled newborns and infants under one
year of age must be reviewed by the Department's
Perinatal Coorcfinator." The department proce-
dures cktfineate the particular roles of the perinatal
coordinator and the CPS worker:

The Perinatal Coordinator shall provide a professional
judgment whether there is evidence of medical neglect for
each report of medical neglect involving a disabledinfant
under one year of age. However, the investigative worker
is responsible for making the recommendation of indicated
or unfounded based upon the Perinatal Coordinator's
judgment and other facts of the report.'s

The procedures acknowledge the existence of
hospital infant care review committees but correctly
recognize that their judgments on treatment may not
be correct and are not binding upon the CPS:
"Whenever a hospital has an Infant Care Review
Committee, Department investigative staff or the
Perinatal Coordinator will consult with the Commit-
tee and will document, in writing, any disagreements
with the Committee's recommendations and the
reasons for them.""

On their face, the Illinois procedures appear to
comply with the CAA and their implementing
regulafier_.

IOWA

In Iowa, the Child P:otective Services Program
within the Bureau of Adult, Children and Family
Services of the Department of Human Services is

" Department of Children and Family Services, Rules and
Procedures, sec. 302.130 (i), 160 (8).
" Id, sec. 302.130 (iX2X4
"
" Id, sec. 302.190 app. A.
" Telephone interview with Tim Barber-Lindstrum, Program
Manager, Child Protective Services, by Issues in Law and
Medicine (June 12, 1987).

the State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA)

In developing procedures for the investigation of
a report of medical neglect of an infant with a
disability, the agency reported that it had consulted
the Iowa Medical Association, the Iowa Hospital
Association, and the Iowa Academy of Pediatrics.
There is no indication that disability rights groups
were consulted."

The agency stated that no reports of medical
neglect of disabled infants had been received since
the regulation went into effect."

The Iowa prozedures are set forth in a cover
memorandum from the CPS to the chief executive
officers of Iowa health care facilities." These
procedures wsre reviewed for complianee with the
Federal regulations that implement the CAA.

The State code includes a defmition of "withhold-
ing of medically indicated treatment," establishing a
standard of care that conforms to Federal law
although this definition is absent from the agency's
procedures manual. The procedures manual proper-
ly states the definition of the protected class of
infants.

The Federal requirement that an agency have a
specified method to gain access to an infant's
medical records is met where the procedures pro-
vide that: "Court action may be necessary to secure
access to medical records or other pertinent infor-
mation when access is necessary to assure an
appropriate investigation."'" The procedures do
not expressly state the manner in which the agency
will obtain a court order for an independent medical
examinaticn, as required by 45 C.F.R. §1340.15(4)(ii)
(see Preface, NOTE D).

It appears that the agency has agreements with
four independent medical examiners, chosen by the
Iowa chapter of the Academy of Pediatrics, to assist
CPS investigators with reports of medical neglect.101
The agency procedures delineate the particular

roles of the "medical consultant" and the CP
worker: "The medical consultant will assist the
worker in evaluating all medical information. The

" Telephone interview with John Holcamp, Program Manager,
Child Protective Ser ..:es (Aug. 4, 1923).
" Memorandum from Timothy Barber-Lindstrum, Program
Manager, Child Protective Services, to Chief Executive Officers,
Iowa Health Care Facilities, Subject: Baby Doe Procedures (June
23, 1987).
1" Id at 4.
'°' Information obtained from Tim Barber-Lindstrum, Program
Manager, Child Protective Services, by Issues in Law and
Medicine (June 12, 1987).
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amount of assistance rendered by the medical con-
sultant shall be jointly determined by the worker and
the medical consultant, based upon the needs of the
case."'"

On the face ot its procedures, the agency appears
ready to evaluate both parental refusals to consent to
treatment and attend? physician decisiOns to deny
treatment to an infant, the memo does not reflect an
abdication of responsibility to a hospital's infant care
review' committee on the question v.hether treat-
ment (or nontreatment) is legally correct.

With the exception of the failure to describe the
manner in which court orders will be obtained for
independent medical examinations, the Iowa proce-
dures on their face appear to comply with the
requirements of the CAA and their implementing
regulafon.

KANSAS

In Kansas, Youth Services within the Department
of Social and Rehabilitation Services is the State
agency responsible for enforcement of the Child
Abuse Amendments of 1984 (CAA).

In developing its approach to implementation of
investigaEon procedures, the agency stated, "The
Department did not consult disability rights groups.
We did consult medical experts, hospitals, and the
Kansas Regional Perinatal Medical Committee.'""

The agency said that there had been no reports of
withholding of medically indicated treatment from
infants with disztilities since the CAA went into
effect.'"

The Kansas agency's procedures were reviewed
for compliance with Federal regulations. Definitions
for "withholding of medically indicated treatment,"
establishing the standard of care, and "infant,"
establishing the class protected, are included and
accurately restate the Federal standard. The en-.,
forcement mechanisms that are required by the
Federal regulation to be specified in thc agency's
procedures, such as the manner in which the CPS
will obtain medical records and a court order for
independent medical evaluation, are also set forth.
The procedures provide that an independent medi-
cal consultant is available from either one of the

"I Memorandum from Timothy Barber-Lindstrurn, Program
Manager, Child Protective Services to Chief Executive Officers,
Iowa Heahh Care Facilities, Subject: Baby Dot Procedures, at 4.
(June 23, 1987).
"4 Telephone interview with Roberta Sue McKenna, Attorney,
Youth Services, by Issues in Law and Medicine (Apr. 10, 1937).
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State's perinatal center hospitals. It specifies that a
medical contultant from the other hospital shall be
used in the event a case is reported in one of these
centers.

On their face, the Kansas procedures appear to
comply with the CAA and their implementing
regulation.

KENTUCKY

In Kentucky, the Child Protective Services unit
within the Department for Social Services of the
Cabinet for Human Resources is the State agency
responsible for enforcement of the CW Abuse
Amendments of 1984 (CAA).

The agency stated that it consulted the Easter
Seals Hospital for assistance in developing a proce-
dure for investigation.'" It gave no indication that
disability rights groups had been consulted.

The agency said that there had been only one case
reported since the CAA went into effect, and that
was not considered to involve denial of treatment
based on disability, since the parents wished to
withhold treatment because of religious principles.
A court order for treatment was readily obtained. A
CPS spialist stated that there had been "only one
reported Baby Doe case in the three years I've been
here. Of course, we hear through the grapevine
from medical personnel that cases go unreported."'"

Despite this, the agency appears to have actively
responded to the requirements of the CAA, and the
agency procedures indicate that the agency has
established a toll-free hotline so that "medical
personnel or other interested persons can notify the
Department of suspected or known instances of the
withholding of medically indicated treatment of
disabled infants with life-threatening conditions in
hospitals or health care facilities."'"

The agency's procedures were reviewed for com-
pliance with Federal regulation. Defmitions of
"withholding of medically indicated treatment,"
establishing the standard of care, and "infant,"
establishing the class protected, are included and
accurately restate those in the Federal regulation.
The enforcement mechanisms required by the Fed-

'" Telephone interview with Roberta Sue McKenna, Attorney,
Youth Services (Aug. 3, 1988).
'pi Telephone interview with Betsy Farley, Child Protective
Services, by Issues in Law and Medicine (June 22, 1987).
" Telephone interview with Michele Gore, Child Protective
Services Specialist, Child Protective Services (July 21, 1988).
"7 Family and Children's Services Manual, ch. IV, A. 11
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eral regulation to be specified in the agency's
procedures, such as the manner in which CPS will
obtain medical records and court orders for indepen-
dent medical evaluations, are included. The proce-
dures provide for an independent medical consultant
to be available for an investigation of a medical
neglect report. The procedures state: "Upon receipt
of a report of suspected medical neglect of a
handicaPped infant in a hospital (from the hotline or
local staff), the desigiated Central Office staff
indicated above will immediately notify one of the
Department's medical consultants. The medical con-
sultant will immediately investigate the report."°1
The agency reported that two specialists from two
perinatal centers in the State, one in the eastern part
of the State, the other in the west, are under contract
with the State to respond to the reports. To avoid
professional conflicts, if a report is from the west,
the specialist from the east responds and vice versa
for a report from the eastur

On their face, the Kentucky procedures appear to
comply with the CAA and their implementing
regulation.

LOUISIANA

In Louisiana, the Division of Children, Youth and
Family Services of the Office of Human Develop-
ment in the Department of Health and Human
Services is the State agency responsible for enforce-
ment or the Child Abuse Amendments of 1984
(CAA).

In response to a Commission inquiry, the agency
stated that "the hospitals had not reported any
cases."°

The State agency's policies and procedures were
reviewed for compliance with the Federal regula-
tion that implements the CAA. Louisiana's proce-
dures are contained in A Statewide Program for the
Implementation of Procedures for the Reporting and
Investigation of Suspected Instances of Medical Neglect
of Disabled Infanta This is a comprehensive manual
for the investigation of a Baby Doe report and
appears to implement much of HHS's supplementary
information in the fmal regulation. The manual

IN Id
1" Telephone interview with Betsy Farly, Child Protective
Services, by Issues in Law and Medicine (June 22, 1987).
116 Telephone interview with 1.:..rry Gibson, Bureau Director,
Division of Family, Youth and Family Services (July 21, 1988),

Telephone interview with Sue Steib, CPS Specialist, Division
of Children, Youth and Family Services, by Issues in Law and
Medicine (nine 1, 1987).

offers step-by-step investigation directions and has
appendices witt pertinent questions for the hospital
liaison, the parents, and the hospital's infant care
review committee.

Definitions presented in the manual fully conform
to those contained in the Federal regulation. The
enforcement mechanisms required by the Federal
regulation to be specified in the agency's procedures
are included in the manual, including the manner in
which the CPS agency will obtain medical records
or court orders for independent medical evaluations.
The manual provides for an independent medical
consultant to provide assistance to the CPS investi-
gator. The agency reported that the State has
contracted with 14 physicians across the State to
assist in these cases."1

On their face, Louisiana's procedures appear to
comply with the CAA and their implementing
regulation.

MAINE

In Maine, Child Protective Services within the
Depard mt of Human Services is the State agency
responsible for enforcement of the Child Abuse
Amendments of 1984 (CAA).

The agency stated that it has received no reports
of medical neglect of infants with disabilities since
the CAA went into effect."2

In deveioping procedures for implementation of
the CAA, the agem..y reported that it had consulted
with individuals from hospitals and medical associa-
tions; disability rights groups were not consulted."3

The State agency's procedures were reviewed for
compliance with the Federal regulation implement-
ing the CAA. Enforcement mechanisms required by
the Federal regulation to be specified ai CPS agency
procedures, such as the manner in which a CPS
agency will obtain medical records and court orders
for independent medical evaluations, are included.
The intake procedures include a definition of "with-
holding of medically indicated treatment," establish-
ing the standard of care, that mirrors the Federal
defmi'on. However, there is no definition :or the
term "infant," meaning that the protected class is not

1" Telephone iNerview with Phyllis Miriam, Child Protection
Program Consultant, Department of Human Services (July 27,
1988).

"3 Telephone interview with Barbara Churchill, Departuent f
Human Services, by Issues in Law and Medicine (June lo, 1987).
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described. This is a significant omission."4 (See
Preface, NOTE E.) The procedures also direct that,
if an allegation of withholding of medically indicat-
ed treatment meets the Federal standard, the CPS
worker should alert the central office program
manager. The procedures then require:

(2) The Program Manager to seek medical consultation
and contact the designated hospital liasion personnel.

(3) If the allegations are confirmed, and with consulta-
tion by the Central Office Program Manager and the
Assistant Attorney General, the regional office staff will
seek a Medical Treatment. Order."'

This procedure appears to meet the regulatory
requirement for independent CPS investigation of a
report of medical neglect of an infant with a
disability. The agency reported that an employee of
the Maine Bureau of Health is the designated
medical reviewer.'" However, a "Fact Sheet"

'-interpreting the CAA that was distributed by the
central agency office to all CPS regional program
Managers in April 1985 misstates the legal responsi-
bilities of the CPS. The fact sheet, developed by an
organization known as Action for Child Protection,
gives general background information on lewd
requirements of tha CAA. In a question and answa
format designed to instruct a CPS audience, the
following misstatements of law are given:

4. QUESTION: What is required of CPS in receiving
suspected reports of medical neglect of handicapped
infants?

ANSWER: The CPS response would be similar as in all
other reports of medical neglect. Upon receiv t..g a report,
CPS must first verify, through consultation with the
treating physician, review team, or other hospital designee

114 Commenting on a draft of relevant portions of the Commis-
sion report, the agency stated:

"infant" is not defmed in statute or policy in Maine but the
defmition in the policy [enclosed] was the federal definition
for what cases require investigation by the Department and if
substantiated specify that court protectioo be sought for that
infant.

Letter from Sandra S. Hodge, Program Mr,-Ager, Child Protec-
tive Services, to William J. Howard, General Counsel, US.
Commission on Civ2.1 Rights (Oct. 12, 1988). Although the
refertnced policy includes a definition of withholding of medical-
ly indica:.xl tmtment that uses the term "infant," it nowhere
defines "incant."
111 Department of Human Services Policy Manual, C. Intake
Screening, 8.(a).
"S Telephone interview tt ith Sandra Hodge, Child Protection
Services Program Manaw: Department of Human Services, by
Issues in Law and Medicine (June 15, 1917).
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that adequate nutrition, hydration, and medication is being
given to the infant, whether special medical attention is
needed to correct a life-threatening con&tion, and wheth-
er legal intervention is required."7

This response misstates the law by giving the
hospital that is being itivestigated because its staff is
accused of medical neglect the task of informing the
investigator "whether legal intervention is re-
quired." The pamphlet goes on to say:

7. QUESTION: Does CPS have to get involved if the
treating physicum and the child's parents are in agreement
to withhold trt. atment from a handicapped infant?

ANSWER: New procedures should provide for CPS to
utilize medical consultants such as a hospital Infant Care
Review Committee to ft!termine if treatment is "medically
indicated." Again, determination if treatment is "medically
indicated" is made by a reasonably prudent physician as
defmed above. If the treating physician, and the Infant
Care Review Committee or hospital designee agree that
treatment is not "medically indicated" CPS does not need
to further investigate."

This, of course, is contrary to the defoed roles of
the CPS and the infant care review committee set
forth in the Federal regulation. The determination
whether treatment is medically indicated is a CPS
decision, not to be abdicated to a review committee
at the hospital being investigated. (See Preface,
NOTE A.),"

Apart from their failure to define the protected
class, on their face the Maine procedures appear to
comply with the CAA and their implementing
regulation. However, the distribution of the Action
for Child Protection Fact Sheet raises significant
questions about whether Maine CPS workers have
erroneoust been led to believ. tilat they should
"' Action for Child Protection Fact Sheet. NEW REQUIRE-
MENTS FOR CPS AGENCIES, Regarding Cases Involving the
Withholding of Treatment From Disabled Infants with Life-
ThreLtening Conditions, question 4.
"6 kL, question 7.
"o In a letter dated Oct. 12, 1988, the agency responded to a
preliminary draft of relevant portions of the Commission report.
The Child Protective Services program manager, without making
reference to the Fact Sheet, submitted the intake policy, also
quoted above, to demonstrate that the agency makes the decision
on the quesfion of medical neglect. She wrote that:

The material related to medical treatment clearly gives the
decision making about whether a case meets the "Baby Doe"
criteria to the Department not a hospital. The medical
consultant is an employee of the Department. 'Ink section
also directs that specific court action be taken by Department
staff to protect r.z. infant.

Letter frem Sandra S. Hodge, Program Manager, Child Protec-
tive Services, to William J. Howard, General Counsel, U.S.
Cormissiev on Civil Rights (Oct. 12, 1988).
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unt.`..rilically defez to the conclusions of hospital The procedures establish a method for an indepen-
infant care review committees. dent medical examination of a child:

MARYLAND

In Maryland, the Child Protective Services Unit
of the Social Services Administration within the
Department of Human .tesonrces is the State agency
responsible for compliance with and enforcement of
the Child Abuse Amendments of 1984 (CAA).

The agency stated that it had received only one
report of withholding medically indicated treatment
since the regulation went into effect. This report,
odc-.4rting in 1986, concerned an infant with anence-
phaly who was given proper care according to the
investigation. The child died a week after his
birth.'"

The agency's investigation procedures for a medi-
cal neglect report were reviewed for compliance
with the Federal regulations, that implement the
CAA. The "procedures were developed in consulta-
tion with the Maryland Hospital Association, the
'Fetus and Newborn Committee of the Maryland
Academy of Pediatrics, and the Medical-Chirurgical
Faculty of Maryland."21 No disability rights groups
were listed as being consulted.

Enforcement mechanisms required by the Federal
regulation to be specified in CPS agency procedures,
such as the trimmer in which a CPS agency will
obtain medical records and a court order for
independent mediaal evaluation, are set forth. In
both the "preliminary" and "further vestigation"
procedure provisions, social workers are instructed
that lilt may be necessary to petition the court in
order to gain access to the child's medical records or
to condnct or to obtain an on-site investigation or to
obtain an independent medical examination." "
CPS workers are further instructed to "[c]ontact the
agency attorney so that compliance wid, the appli-
cable laws may be determined." These provisions
appear to satisfy the Federal requirement that the
State agency specify in its procedures the manner in
which it will obtain access to medical records
and/or other information and "a court order for an
independent medical examination of the infant."1"

a" Telephone interview with Gisele Meek, Policy Specialist,
Social Services Administration (Aug. 12, 1988).
121 Meraorandom from Frank Farrow, Executive Director,
Maryland Departnient of Human Resources, to Chief Executive
Officers, all Maryland Acute-Care Hospitals 2 (Oct. 4, 1985)
(available in files of U.S. Commission on Civil Right).
a, Social Services Administration Procedures Manual, Spccial
Procedures, Policy .03, Procedure .01, para. 5, at 175.

Upon conclusion of the preliminary inquiry, the worker
will consult with a medical expert specializing in the type
of medical problem or disabling condition identified in the
heelth care proN :Ier's preliminary report. The expert will
assist the local derartment in understanding the medical
reports and technical issues involved in determining
whether medically indicated treatment is being with-
hekLlU

The procedures provide that when further inquiry
is needed:

If it is not possible to determine from the prelimirmry
inquiry and technical review whether medical neglect is
"confirmed" or "ruled out" the reported instance, the
worker shall ithtiate further investigation, with the assis-
tance of mediaal experts, into the circumstances of the
case, in order to come to a determination of what further
action, if any, is needeci.i"

The procedures include an accurate definition for
"withholding of medically indicated treatment."
However, there is no defmition of the term "infant."
In a letter dated September 28, 1988, commenting on
a preliminary draft of relevant portions of this
report, the program manager acknowledged the
omission. Howe . er, he stated that under Maryland
law protective services are provided "to any indi-
vidual under the age of 18 years." With the impor-
tant exception of their failure to derme "infant," the
Maryland procedures appear on their face to comply
with the requirements of the amendments and their
implementing regu1ation.1"

However, as Preface NOTE E explains in detail,
the standard of care the Child Abv- Amendments
require for "disabled infants with threatening
conditions" is far more precise and detailed than the
general language applicable to al/ minors. The
failure to define "infant," so as to describe accurate-
ly the class of children protected, is a significant
failing.

The agency's procedure, appear on their face to
be an approach to enforcement that is objective and
adequate. They would be improved if the term
123 Id
a, 45 C.F.R. §1340.15(cX4Xii) (1987).

Id, Procedure .02 at 176.
Ia Id, Procedure .05 at 176.
zn Letter from Laura Skaff, D.P.A. to William J. Howard,
General Counsel, U.S. Commission on Civil Bights (Sept. 28,
1988).
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"infani" were added to the procedure to lend clarity
to enforcemeni.

MASSAiMUSETTS
The Massachusetts Department of Social Servicm

is the State agency responsible for enforcement of
the Child Abuse Amendments of 1984 (CAA).

The agency stated that it had received no reports
of medical neglect of handicapped infants r-',11 life-
threatening conditious since the regulation went into
effect.'"

In developing proc-dures for implementation of
the CAA, the agency reported that it consulted with
the New England Medical Center, the Federation
for Children with Special Needs, the Developmental
Disabilities Council, and a panel of 20 to 30 persons
that included an ethicist from Boston City Hospital,
attorneys, p -brio health officials, neonatologists, and
pediatricians.'"

Agency procedures were reviewed for compli-
ance with the Federal regulatior implementing the
CAA. All defmitions of terms mirror the Federal
standards. The procedures state that "jilf necessary,
a DSS attorney initiates appropriate court aeon to
gain access to the hospital, medical inform ...on or
medical examination of the reported infant."'"
These provisions would appear to satisfy, if in a
somewhat cursory fashion, the Fedenu regulatory
requirement of the CAA regulation that the State
agency specify in its in Icedures the manner in
which it will obtain access to medical records and
court orders for independent medical examinations.

If there is a weakness in this policy, it is the fact
that notwithstanding the instruction to the DSS
attorney to "gain access. . .to an independent medi-
,;a1 examination," there is little in the procedure that
indicates that there is an independent third party
medical examiner to assist the CPS. The procedures
appear to instruct the CPS worker to rely on the
medical information reeeived from the hospital
against which the complaint was loc

After obtaining the signed corsent of the infant's parents,
the investigator determines from a review of the infant's
medical record and an interview with the hospital repre-
sentaP ve the nature of the child's medical record and an
intemiew with the hospital representative the nature of the

Iss Telephone interview with Jane Waldfogel, Case Practice
Specialist, Office of Professional Services, DepartmPnt of Social
Services, by Commission staff (July 22, 1988).
I" Telephone interview with Judith Riley, Department of Social
Services, by Issues in Law and Medicine (July 13, 1987).
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child's medical condition(s); the proposed treatment; how
the infant's course of treatment was selected; if alternative
treatment options were bonsidered; if physicians other
than the primary physician participated in the formulation
of the treatment plan and/or second opinions from other
specialists were oLtained; if there was consensus among
the treatment providers (nurses, physicians, etc.) with
regard to the appropriateness of the treatment; and if the
treatment decisions were reviewed by a hospital Infant
Care Review Committee o ccmparable review body."1

"Medical consultation" is not obtained until the
investigation has bc 11 completed,'" and no refer-
ence is made to an outside medical reviewer. The
CPS worker appears to be alone in determining
whether the medical establishment is providing
appropriate. treatment. The effectiveness of any
investigation to discover if treatment is medically
correct would be substantially improved were the
agency to specify in its procedures the use of an
independent third-party medical consultant, selected
with the benefit of advice from disability groups, at
an early enough stage to assist the CPS worker in
investigating all nonfrivolous cases.

The procedures developed by this agency are in
compliance with the Federal regulatory standards,
although use of independent third-party medical
personnel to assist the CPS in the determination of
medically indicated treatment would substantially
improve the ability of the CPS to make a truly
independent determination on whether treatment
being provided to the subject of a report is in fact in
cempliance with the standards of the CAA.

MICHIGAN
In Michigan, the Office of Children and Youth

Services within the Department of Social Services is
the State agency responsible for compliance with the
Child Abase Amendments of 1984 (CAA).

The agency stated in 1987 that:

To date, Michigan has had only one report what medical-
ly indicated treatment was withheld from a disabled infant
with a life-threatening condition. In this report, the
parezts, at first, did not consent to the recommended
medical mtment. Prior to initiating court action, how-
ever, they consented for their child to be treated.m

Somewhat surprisingly, the agency responded to a
followup inquiry that "the information ^ystem that

1" DSS Policy No. 86-010 at 4, para. 7.
"3 Id. at 3, para. 4.
122 ja, para. 5.
133 Letter from Laura Daniel, Program Consultant, Department
of Social Services, to Issues in Law and Medicine (Apr. 22, 1987).
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we have does not factor out these types of cases.
These cases are only classifted as medical ne-
glect."'"

In developing prot,edures for the implementation
of the CAA, the agency reported that "[m]edical
organ*ations and disability. rights groups were
involvzd in developing this policy."'"

Agency procedures were reviewed for ccmpli
ance with the Federal regulation that implement the
CAA. Definitions of-terms stated in the procedures
mirror the Federg:c`..Andards, and the procedures
contain instructions for the CPS worker to petition a
court for orders for review of medical records and
independent medical evaluations, in accord witu
Federal requiksinents.

However, investigations are to be pursued only
when a report alleges a parental refusal to consent to
treatment for their child. When a parent or anony-
mous source reports to the agency that a hospital is
withholding medically indicated treatment from an
infant with disability, the procedures expressly
prohibit CPS involvement. The procedures state:

CPS is responsible for responding to reports that parents
are neglecting their child's ,!.vdth and welfare by with-
holding medically indicated treatment. . . .Reports from
parents or others that the hospital or health care provider is
neglecting. . .provide proper or suitable cam for the infant is
outside the scope and responsibility of CPS, and are not
appropriate referrals for CPS investigation. Existing proce-
dures including medical review committees within the
health care facility are to be used for addressing such
concerns.'"

The Federal regulations clearly require that upon
receiving a report the State's CPS system must make
the determination whether treatment is medically
indicated under the CAA. This self-imposed limita-
tion on CPS investigations is inconsistent with the
respective roles and responsibilities of the CPS and
the infant care review co -smittee, as ret forth in the
Federal regylations. (See Preface, NOTE A.) These
procedures explicitly abdicate to the hospital the
agency's responsibilities under Federal law to inves-
tigate and- enforce the CAA.

The foregoing language allows the hospital that
has had a complaint lodged against it to review the
case, or to serve as the equivalent of an independent

I" Telephone interview with Henry Hofstra, Program Consul-
tant, Department of Social Services (July 25, 1988).

Letter from Laura Daniel, Program Consultant, Department
of Social Services, to Issues in Law and Medkine (Apr. 22, 1987).
1" Michigan Department of Social SCIVIC%, Children and Youth
Services Manual (1986) (emphasis added).

medical examiner. Because of the obvious conflicts
of interest between the ICRC member's duty to the
hospital, the child, and the parents, this runs counter
to the requirements of the CAA that the CPS
agency serve as the independent investigating au-
thority to ensure that the Federal standard of care is
provided to the infant with a disability.

Commenting on a draft of relevant portions of the
Commission's report, the agency argued that the
parents are legal guardians of the child and are thus
the decisionmakers responsible for the child's health
and welfare; if the parents act responsibly, there is
no basis for involvement of the CPS agency.

The agency stated:

Based on the preceding discussion that parents are the
decision makers concerning the care and treatment for
their disabled infant, CPS involvement is appropriate
when parents are alleged to be neglecting their infant's
care. An entity which is not the decision maker or
responsible for the child's care is not appropriate for CPS
involvement.,"

Whatever may be the case with regard to other
forms of child abuse and neglect, however, Federal
law requires that State agencies receiving Federal
funds do what is necessary to prevent illegal denial
of treatment to children with disabilities. The statute
provides that to qualify for Federal funding, a CPS
agency must possess:

authority, under State law, for the State child protective
service system to pursue any legal remedies, including the
authority to initiate legal proceedings in a court of
competent jurisdiction, as may be necessary to prevent the
withholding of ,medically indicated treatment from dis-
abled infants with life-threatening conditions.'"

This language encompaises circumstances in
which medical providers, as well as parents, are
withholding legally mandated treatment.

The agency's response goes on to state that
"when it is alleged there is collusion between the
parents and the medical care provider to neglect a
child's health or welfare, CPS involvement is appro-
priate." Although the agency may assert that it
investigates reports of this nature, there is no
indication of this category, although it is the typical

'" Letter from C. Patrick Ba'acock, Director, Michigan Depart-
ment of Social Services, to William J. Howard, General Counsel,
U.S. Commission on Civil Rights (Oct. 10, 1988) (emphasis in
original).
us 42 U.S.C.A. §5103(2)(kXiii) (West Supp. 1988).
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dedial of treatment situation the CAA was enacted
to address.

Michigan should obtain an independent medical
consultant, not affiliated with the hospital, to assist
the CPS in the inveVigation of a report of withhold-
ing of medically indicated trcatment to a handi-
capped infant (see Preface, NOTES A and B).

Michigan presents a case of a State CPS agency
that has wrongfully delegated to the hospital ICRCs
the legal question of whether there is a withholding
of medically indicated treatment. In so doing, the
agency has distorted the CAA's intent to create a
strong enforcement mechanism for the treatment of
disabled children.

Michigan operates on the premise, stated in its
procedures, that "[m]ost reports of medical neglect
involving the withholding of medically indicated
treatment from infants with life-threatening condi-
tions by parents will originate from a health care
provider or hospital. It is logically in the best
position, with its medical expertise to know what is
medically indicated and necessary treatment."39

Accordingly, its investigative procedures provide
for heavy reliance on the hospital's position on
whether treatment should be provided.'" Only
when "there remains some doubt or uncertainty
regarding the hospital's recommendatio.,, the par-
ent's refusal to authorize medically indicated treat-
ment, or there is a need for additional documenta-
tion to arrive at a conclusion" do the procedures
provide for possible consultation with a "medical
consultant."

Throughout the crucial decisionmaking in mest
investigations, therefore, the medically untrained
CPS worker appears to be alone in determining
whether the health care facility is providing appro-
priate treatment, relying solely on medical informa-
tion and analysis by personnel at that facility.

This approach fundamentally misconceives the
nature of the problem the CAA were enacted to

in Michigan Department of Social Services, Children and Youth
Services Manual 47 (1986). If a report comes "from someone
other than a health care provider or hospital," it is to he
investigated only if there is "reasonable cause to believe" the
report:

Reasonable cause to believe is defined as: what rearmable
people, in similar circumstances, would conclude Porn such
things as the nature of the condition of the child, health care
professional statements, and information that the parents
have refused to consent to recommended treatment.

Id. at 53.
'40 Id. at 47-49; see also id a. 53 (even when report is received
from someone other than a health care provider, if an investiga-
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confront. As chapter 2 of this report suggests, in
many cases in which parents nominally agree to
deny treatment, they have been heavily influenced
by the information and advice of the health care
providers. Michigan's reliance on those same pro-
viders as the primary source for assessment of
whether legally mandated medically in.dicated treat-
ment is being withheld is not likely to tesult in
fulfilling the statutory mandate to ensure that such
treatment is provided.

The effectiveness of Michigan's inestigations
weuld be significantly improved were the agency to
specify procedures for the use of an independent
third-party mefical consultant, selected with the
benefit of ar'vice from disability rights groups, to
assist the C S worker in all nonfrivolous cases.

Althougl. Michigan's definitions of the standard of
care and class protected, as well as its provisions for
access to medical records and for a court order to
secure an independent medical examination, appear
on their face to be in technical compliance with the
CAA and their implementing regulation, Michigan's
failure to provide for independent investigations and
its unwarranted apparent defe:ence to health care
providers raise serious questions concerning its
substantial compliance.

MINNESOTA
In Minnesota, .".e Child Protection Program in

the Departmer.. of Human Services is the State
agency resr asible for enforcement of the Child
Abuse A- emdments of 1984 (CAA).

The agency reported that it hi not "had any
reports of withholding of medically indicated treat-
ment from disabled infants since the amendments to
the national child abuse act came into effect."'" In
response to a followup inquiry by the Commission,
the agency confirmed that it had not received any
reports."'

tion is warranted, it Is to be conducted "under the steps
indicated. . .for responding to a report received from a health
care provider or hospital").
141 id. at 50. Even then, the consultant is part on a par with
internal hospital sources; under the described circumstances,
"there should be further consultation with ICRC, other review
committee or medical consultant, if available."

Letter from John Langworthy, Child Protection Specialist,
Departr lent of Human Services, to Issues in Law and Medicine
(Apr. 3, 1987).
"3 Telephone interview with ",ara McNeely, Child Protection
Program Advisor, Department of Human Services (Aug. 3, 1988).
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The agency reported that it developed its proce-
dures by contracting with the Minnesota Hospital
Association to formulate them. There is no indica-
tion that disability groups, were consulted."' The
result was a publication enfitled Guidelines for
Responding to a Report of Suspected Medical Neglect
of a Hospitalized Disabled Infant with a Life-Threaten-
ing Condition. The publication states that the guide-
lines were developed for the Minnesota Department
of Human Services under a grant from HHS and
were prepared by the Technical Advisory Commit-
tee to the Minnesota Baby Doe Jmplementation
Project, Minnesota Hospital Education, Research
Trust Fund, and the Minnesota Hospital Associa-
tion.

The guidelines were reviewed for corapliance
with the Federal regulation implementing the CAA.
The inanual offers step-by-step investigation direc-
tions and has appendices that instruct the CPS on
developing information on the case and how to
come to a conclusion whether treatment is "medical-
ly indicated."

The enforcement mechanisms required by the
Federal regulation to be specified in the agency's
procedures are present in the manual. These include
the manner in which CPS will obtain medical
records and court orders for independent medical
examinations. The manual. provides for an indepen-
dent medical consultant to be avail,. )1e to provide
assistance to the CPS worker at each phase of the
investigation. The standard of care defmed in the
manual conforms to the Federal regulation.

However, its defmition of "infant" is limited to
those under 1 year of age, an underinclusive defmi-
tion of the protected class.'" In a letter dated
September 30, 1988, the acting supervisor of Child
Protective Services addressed this shortcoming in
responding to a draft of relevant portions of the
Commission report The acting supervisor argued
that other provisions protect older children against
medical neglect. This position fails to recognize that
the general standards concerning medical neglect
for all children are dramatic ily less detailed and
precise than those the CAA makes applicable to

144 Id.
145 Minnesota Rules, part 9560.0218, subpart 1 (1988); Minnesota
Department of Human Services, Soria! Services Manual
XVI-4120.5 (1987); Guidelines for P.esponding to a Report of
Suspected Medical Neglect of a Hospitalized Disabled Infant
with Life-Threatening Condition (1986).

"disabled infants with life-threatening conditions
(see :leface, NOTE E).

Apart from their underinclusive definition of the
protected class, which is a significant failing, the
Minnesota procedures appear to comply with the
CAA and their implementing regulation.

MISSISSIPPI

In Mississipr the Protection Department within
the Department of Public Welfare is the agency
responsible for enforcemert of the Child Abuse
Amendments of 1984 (CAA).

Th agency stated that it had not received any
reports of possible withholding of medically indicat-
ed treatment from infants with disabilities who had
life-threatening conditions.'"

In developing procedures for the implementation
of the CAA, the agency reported it had consulted
the University of Mississippi Hospital, Mississippi
Medical Association, and the Mississippi Hospital
Association. There is no indication that disability
rights groups were consulted."'

Agency procedures were reviewed for compli-
ance with the Federal regulation that implements
the CAA. The procedures are limited to one page
and lack provisions that are required by Federal law
for agency compliance. The substance of the current
policy can be described as nothing more than
instructions on what persons to interview and where
to send the report regarding disposition of the case.
Although the 1985 manual adequately met the
requirements of the CAA, the 1988 Child Protective
Services manual does not.

The current procedures fail to define the required
standard of care (see Preface, NOTE F) or to
describe the class to be protected by it (see Preface,
NOTE E). Contrary to Federal regulatory require-
ments, they do not specify in writing either the
manner in which the agency will obtain access to
medical records or the manner in which it will
obtain court orders for independent medical exami-
nations.

Furthermore, the procedures appear to instruct
the CPS worker to rely on the medical information
received from the hospital against which the com-

s" Letter from Melzana Fuller, Programs Manager, Child
Protection Services Unit (Aug. 19, 1988).
I" Letter from Melzana Fuller, Programs Manager, Child
Protection Services Unit, to Issues in Law and Medicine (Apr. 6,
1987).
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plaint was lodged; they make no provision for an
independent assessment by a medical consultant:

b. Reports received in county are reported immediately, to
the Atoll Social Work Supervisor who will investigate.

c. Area Social Work Supervisor is to:

1) Notify immediately the designated contact health
care facility and Child Protective Services Unit.

2) Interview at health care facility:

a) Designated contact person

b) Family

c) Others involved with the infant"'

Upon inquiry, the agency reported that it would
not have a "child specialist." Instead, the agency
indicated that h uses a socia Norker from the child
protective staff and, if necessary, consults with
physicians.,"

Mississippi's procedures appear to be ad hoc and
incomplete. In every significant respect, they fail to
comply with the requirements of the CAA and its
implementing regulation.

MISSOURI

Missouri Children's Services in tk..: Department of
Social Services is the State agency responsible for
enforcethent of the Child Abuse Amendments of
1984 (CAA).

In 1987 the agency stated, "We have not received
any reports of possible wiftolding of medically
indicated treatment from disabled infants with life
threatening conditions."'" In response to a follow-
up inquiry by the Commission, the agency stated
that it was not aware of any such cases reported to it
in the past year.'"

In developing procedures to implement the CAA,
the agency reported that it used material from the
American Bar Association and discussed the proce-
dures "with the Missouri Hospital Association and
physicians associated wit'it the Division of Medical
Servicesthe State- Medicaid agency."152 The

It* Child Protective Services Procedure For Service Activity,
vol. IV, sec. B at 2014 (1988).
14* Telephone interview with Melzana Fuller, Programs Manag-
er, Child Protection Services Unit, by Issues in Law and Medicine
(June 1, 1987).
110 Letter from Melody Emmert, Deputy Director, Children's
Services, to Issues In Law and Medicine (Apr. 8, 1987).
I" Telephone interview with Fred Procbsting, Program Devel-
opment Specialist, Children's Services (July 25, 1988).
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agency gave no indication that disability groups
were consulted.

Agency procedures were reviewed for compli-
ance with the Federal regulations that implement
the CAA. The agency's procedures contained a
definition for "withholding of medically indicated
treatment" that fully conforms with the Federal
standard.

A deficiency in the policy is that there is no
definition for the .term "infant," leaving the class
protected by the standard of o.Lre unclear. In
response to this criticism, the agency argued that
because the State statute defines "child" in its
medical neglect statute as one under 18 years of agv,
and it will investigate any report of medical neglect
against a child, it, therefore, need not be more
specific in its procedures.'" This argument fails to
recognize the necessity of applying the more de-
tailed standards of the CAA tc ,the class of "disabled
infants." (See Preface, NOTE E)

The procedures specify the manner in which the
CPS agency will obtain medical records and court
orders for independent medical evaluations as re-
quired by Federal regulation. The manual provides
for an independent medical a ultant to be avail-
able from "the Division of Medical Services or other
independent doctors to determine if appropriate
medical and nutritional services are being provid-
ed.,,i54

Despite its statement that there will be an indepen-
dent agency medical evaluation available, there is
evidence that the agency assigns a substantial
amount of its investigative and decisionmaking
authority to a hospital's infant care review commit-
tee (ICRC). The policy states:

In the event of the following circumstances the CSW
(Child Services Worker) or other appropriate DFS per.
sonnel should inform the parent that a recommendation
will be made to the Juvenile Court to secure a court order
for an independent medical examination.

When the parent(s) of the infant does not consent to
review of the infant's treatment;

I" Letter from Melody Emmert, Deputy Director, Children's
Services, to Issues fn Law and Medicine (Apr. 8, 1987).
2" Letter from Melody A. Eminent, Deputy Director, Missouri
Children's Services, to William J. Howard, General Counsel, U.S.
Commission on Civil Rights (Oct. 7, 1988).
1" Children's Section Special Child Abuse/Neglect Investiga-
tion Procedure: Baby Doe, No. A-7, para. 7.
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When the attending physician ane/or parents does not
agree with the recommendation of ihe Review Committee;

When there is no Review Committee and the parent(s)
does not consent to a consultation and/or individual
medical examination.'"

At least in some circumstances, the foregoing lan-
guage allows the hospital that has had a complaint
lodged against it to review the case, or to serve as
the equivalent of an independent medical examiner.

In a letter commenting on a draft of relevant
portions of the Commission report, the deputy
director of Children's Services wrote, "Our policy
clearly allows for our staff to request a court order
in any situation wheie they believe an independent
examination is required. Item I above refers to
consent for any review, not only the Infant Care
Review Committee.''"56 Although, given this clarifi-
cation, it appears that the agency retains indepen-
dent authority to initiate a medical examination, it
remains the case that, at least in some circumstances,
Missouri appears to regard a committee nf the
hospital against whose staff the complaint has been
lodged as a legitimate resiew board. (See Preface,
NOTE B.)

Because of its failure to define adequately the class
protected by the standard of care, and what appears,
in at least some circumstances, to be its improper
deference to hospital infant care review committees,
Missouri is out of compliance with the CAA and
their implementing regulation in significant respects.

MONTANA

In Montana, the Department of Family Services
in the Department of Social Services is the State
agency responsible for enforcement of the Child
Abuse Amendments of 1984 (CAA).

The agency stated that it had not received any
reports of medical neglect of infants with disabilities
since the regulation went into effect.'"

In response to an inquiry about the participation
of outside groups in the development of procedures
to implement the CAA, the agency reported they
were created by agency staff in a wholly internal
process."8

Ism kt. para. 8 (emphasis added).
1,4 Lttter from Melody A. Emmert, Deputy Director, Missoun
Children's Services, to William J. Howard, General Counsel, U.S.
Commission on Civil Rights (Oct. 7, 1988).
'1' Telephone interview wi h Gary Walsh, Administratur of
Policy and Planning and Evaluation, Department of Family
Services (Aug. 3, 1988).

Agency procedures are very brief and based on
earlier regulation issued under section 504 of the
Rehabilitation Act of 1973, rather than those imple-
menting the CAA.

Although the terms are defined in the State's child
abuse statutes, the federally required standard of

-care and definition of those protected by it are
absent from the Montana procedures.

Agency policy shows that CPS staff have the
ability to initiate independent medical examination
of infants in cases oNuspected medical neglect and
provides for obtaining access to medical records
consistent with Federal regulatory requirements.

In response to a Commission inquiry regarding
medical technical assistance to the CPS worker, tbe
agency reported that the State had a contract with
the Montana chapter of the Amefican Academy of
Pediatrics, and that this organization would immedi-
ately contact a spex iahst in the area. The agency
stated that the Acadcz-4-designated physician and
the attending physician would conduct a "joint
examination." When asked whether the CPS worker
would have to rely heavily on the pediatrician in
determining whether treatment was in fact medical
neglect of a child with a disability, the agency
responded that the decision was a medical decision
and not a decision for the social worker.'59
Federal regulations are clear, however, that it is P.ie
State's CPS system that must make the determ.na-
tion whether treatment is medically indicated under
the CAA and whether circumstances exist to invoke
the power of the State (see Preface, NOTE A).
Involving the very physician who presumably is the
subject of a report alleging illegal denial of treat-
ment in a "joint examination" to determine whether
the report is well founded creates an obvious
conflict of interest, and gives little assurance that
there will be a searching and arms-length investiga-
tion of the charges.

Montana's CPS has developed procedures that
meet the requirements of current Federal regula-
tions. However, the practice of deferring the legal
question of medical neglect to a phys'^ian indicates a
fundamental misunderstanding of the role of the
CPS in enforcing the CAA.

1" Telephone interview with John Madsen, Department of
Social and Rehabilitation Services, by Issues in Law and Medicine
(June 1, 1987).
iss Telephone interview with John Madsen, Department of
Social and Rehabilitation Ser% ices, by Issues in Law and 411'edictne
(June 1, 1987).
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NEBRASKA

In Nebraska, the Human Services Division within
the Department of Social Services is the State
agaicy responsible for enforcement of the Child
Abuse Amendments of 1984 (CAA).

The agency stated that it had not received a
report of medical neglect of an infant with a
disability. since the regulation went into effect."°

The procedures for implementation of the CAA
appear to exist as ad hoc administrative memoranda
from the director of the Department of Social
Services. Two memoranda appear as evidence of the
agency's policy on medical neglect of handicapped
infants. They were reviewed for compliance with
the Federal regulation implementing the CAA.

The first directive, dated October 8, 1985, in-
structs CPS workers to refer all reports of suspected
medical neglect of disabled infants to the depart-
ment's central office or to the child abuse/neglect
hotline during nonoffice hours. The directive con-
tains definitions for "withholding of medically indi-
cated treatment" and "infant" that accurately restate
the Federal standards."

The second directive, dated September 29, 1986,
fulfills the Federal mandate that the department
establish a list of hospital contact persons. In accord
with the Federal regulation, the directive provides
that the department will exercise subpoena authority
for access to medical records if they are not made
available. Also in accord with the Federal rule, the
directive provides that an independent medical
examination will be obtained by a court order
"allowing/requiring such an exam as part of our
investigation and efforts to protect a suspected
victim of child abuse/neglect."62

On their face, the Nebraska procedures appear to
comply with the CAA and their implementing
regulation.

NEVADA

In Nevada, the Welfare Division in the Depart-
ment nf Human Services is the State agency respon-
sible tor enforcement of the Child Abuse Amend-
ments of 1984 (CAA).

Telephone inierview with Mona Way, Program Specialist,
Division of Human Services (Aug. 8, 1988).
141 Nebraska Department of Social Services Administrative
DirectiveHuman Services No. 3-86.
an Nebraska Department of Social Services Administrative
MemorandumHuman Services No. 10-86.
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The agency stated that there had not been any
reports of medical neglect since the CAA took
effect.1'

The agency reported that in developing proce-
dures to implement the CAA, it had consulted with
the Nevada medicaid staff; neither medical groups
nor disability rights groups were consulted.'"

The procedures were reviewed for compliance
with the Federal regulation implementing the CAA.
Definitions in the procedures mirror those of the
Federal regulation. The enforcement mechanisms
required to be specified in the agency's procedures,
involving the manner in which the agency will
obtain medical records and court orders for indepen-
dent medical evaluations, are present.

However, the CPS agency appears to treat the
infant care review committee (ICRC) in the hospital
against which complaint has been lodged as though
it were an independent medical consultant. The
procedures state:

C. INVESTIGATION OF REPORTS OF MEDICAL
NEGLECT

4. Treating physician recommends against providing
treatment (applicable in Baby Doe cases)

The worker needs to determine by interviewing the
treating physician or by reviewing the recommendations of the
hospital review committee or by using the agency's medical
consultant if:

a. The child is irreversibly comatose; or

b. Treatment would merely prolong dying, not be
effective in ameliorating or correcting all of the child's
life threatening conditions or otherwise be futile in
terms of survival of the child; or

c. Treatment would be futile in terms of survival of the
child and treatment itself under such circumstances
would be inhumane.

If these can be clearly determined to be the case, the
investigation can be discontinued. If the above cannot be
clearly determined from interviewing the treating physi-
cian, the worker should either contact the hospital review
committee, if one exists, or contact the agency's medical
consultant (for Welfare Division cases, contact the Medi-

Information obtained from Connie Martin, CPS Specialist, by
Commission staff (Aug. 2, 1988).
"4 Letter from Carol Johnston, Acting Assistant Chief, Social
Services, to Issues In Law and Medicine (Apr. 9, 1987).
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caid Unit in Central Office for the name of the consultant)
to help in making the determination.las

The clear implication of this statement is that the
Nevada CPS agency places an ICRC on a par with
the agency medical consultant as the source for a
determination whether care is being provided in
accordance with the Federal treatment standards.
Placing a hospital committee in this role gives rise to
a self-evident conflict of interest (see Preface,
NOTE B).

Nevada presents a case of a State CPS agency that
has for the most part effective investigat ei and
enforcement measures to react to a report of
neglect of a disabled infant. Notwithstanding, the
agency erroneously regards the hospital against
which a complaint is lodged as an "independent"
medical examiner ii such a case.

Although the Nevada standard of care, definition
of the class protected, and provisions for obtaining
medical records and independent medical examina-
tions comply with the Federal regulation, the State's
apparent willingness to defer to infant care review
cornmitteea at hospitals whose staff is charged with
illegal denials of treatment for crucial medical
analyses of whether such charges are founded
creates a significant failure of compliance.

NEW HAMPSHIRE
In New Hampshire, the Bureau of Childten in the

Division of Children and Youth Services of the
Department of Health and Human ervices is the
State agency responsible for enfc_cement of the
Child Abuse Amendments of 1984 (CAA).

The agency reported that there have been no
reports of withholding of medically indicated treat-
ment from infants with disabilities in New Hamp-
shire since 1985.1"

The agency said that when developing its proce-
dures to implement the CAA, it consulted the ethics
committee chairman of Mary Hitchcock Hospital,
the only tertiary infant care hospital in the State.
The New Hampshire Hospital Association assisted
in dissemination of the policy. Disability rights
groups were not consulted.'"

Agency piocedures were reviewed for compli-
ance with the Federal regulation *alplementing the

au Welfare Division Service Manual, sec. 417.11(C)(4) (emphasis
added).
1.4 Telephone interview with Roger Desrosiers, Administrator
of Management and Operations, Children's Bureau, Division of
Children and Youth Services (July 28, 1988).

CAA. Definitions presented in the procedures mir-
ror those in the Federal regulation. The enfircement
mechanisms requi...-i by the Federal regulation to be
specified in the agency's procedure, that is, the
manner in which CPS will obtain medical rece_ ds
and court orders for independent medical evalu-
ations, are also present.

Although the procedures appear to show that the
CPS agency will conduct independent investigations
of reports of medical neglect, interviews with the
agency staff responsible for protecting the infants

ised questions in this regard. The agency's infant
medical neglect social worker stated that if a report
of medical neglect is received, the opinion of an
second physician would be obtained to ensure that
the treatment is appropriate. There was no indica-
tion that there would be a determination by agency
staff about whether the treating or consulting physi-
cian wai. complying with the CAA standard of care.
When asked from whom the second opinion would
come, the infant medical neglect social worker
indicated that the ethics committee at Mary Hitch-
cock Hospital would review the n.edical treatment
and that, if it gave approval, there would be no
further investigation. The staff person also indicated
that hospitals in outlying areas call on the Mary
Hitchcock ethics committee for advice.'"

Under the Federal regulation, the existence of an
ICRC has no bearing on the duty a State CPS
system has to investigate all known or suspected
cases of medical neglect. If the agency has delegated
to a hospital review committee the authority to
determine whether treatment is medically indicated
or whether the treatment exceptions are applicable,
it has compromised the intent of the statute and is
not in compliance with th,t Federal standards. (See
Preface, NO7ES A and B.) The Federal regraations
are clear thut it is the State's CPS system that must
make the determination whether treatment is medi-
cally indicated under the CAA.

New Hampshire's procedures appear on their face
to comply with the CAA arid its implementing
regulations. However, the practice of deferring the
legal question of medical neglect to a hospital ICRC
indicates a fundamental misunderstanding of the role
of the CPS in enforcing the CAA.

1" Telephone interview with Paul Tamburro, Infant Medical
Neglect Social Worker, Division for Children and Youth Ser.
vices, by Issues in Law and Medicine (June 10, 1987).
'" Id.
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NEW JERSEY
h. New Jersey, the Division of Youth and Family

Services in the Department of Human Seevices is the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

The agency stated that since the CAA went into
effect there had been three reports of medical
neglect, one in 1985 and two in 1986. In all three
cases, the investigators found that the complaint was
"not substantiated."'"

When developing piocedures to implement the
CAA, the agency reported that it consulted with the
State attorney general's office, the chief pediatrician
at a local hospital, and a disability rigSt group at
Rutgers University.'"

The agency procedures were reviewed for com-
pliance with the Federal regulation that implements
the CAA. Th." enforcement mechanisms required by
the Federal regulation to be specifkd in the agency's
procedure, namely, the manner in which CPS will
obtaln medical records and court orders for indepen-
dent medical evaluation, are included.

However, the procedures contain no defmition of
the term "infant," thus failing to describe the class
they protect. In response to a draft of t.elevsnt
portions of the Commission report, the e tor of
the Division of Youth and Family Sen rs ad-
dressed this criticism. He conceded that the agency's
procedures did not define the term "infant," but
contended that such a defmition was unnecessary
because "[e]xisting protections available under pre-
sent New Jersey statutes. . .define any person from
birth to eighteen years of agf.: and would include all
children under and over one year of age." This
argument fails to recognize that the general stan-
dards concerning medical neglect for all children are
dramatically less detailed and precise than those the
CAA make applicable to "disabled infants with life-
threatening conditions." (See Preface, NOTE E.)

The procedures also contain no defmition of the
term "withholding of medically indicated treat-
ment," thus failing to establish the standard of care
required. The agency states that "Whe New Jersey
statute which specifically addresses the issue of
failure to supply a child with adequate medical care

3" Telephone intervkw with Constance Ryan, Coordinator,
DYFS Medical Unit, Division of Youth and Family Servkes
(Aug. 17, 1988).
I Telephone interview with Sue McGrory, Supervisor, Insthu.
tional Abuse Unit, Dhision of Youth and Family Services, by
Issues in Law and Medicine (June 24, 1987).
ns NJ. Stat. Ann. §9:6-8.9. (West Supp. 1988)
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was seen as adequately defining standards of medical
neglect which would include the withholding of
medically indicated treatment." Examination of this
statute reveLled that there is no expatiation of
withholding of medicall% indicated treatment of-
fered other than "failure of. . .a parent or guardi-
an,. . .in supplying medical or surgical
care. . . .""' This falls significantly short of the
detail contained in the meticulously negotiated CAA
siandaret of care. (See Preface, NOTE F.)

The agency appears to have tontracted with two
independent pediatricians to assis. the CPS worker
in determining whether treatment is legally required:

Upon receipt of a referral, thu appropriate regionally
based supervisor or Senior Investigator will be contacted
along with the pediatric consultant. The pediatric consul-
tant will contact the person named by the facility as their
Baby Doe contact as specified by the federal regulations
governing this act. The consultant will review the child's
condition and make an appointment to initiate an on-site
investigation if it is indicated.,"

Although, on their face, the New Jersey proce-
dures otherwise appear to comply with the CAA
and their implementing regulation, the failure of the
proc.edures to define either the standard of care or
the class the standard protec-ts constitute a signifi-
cant lack of compliauce.

NEW MEXICO

In New Mexico, the Social Services Division in
the Human Services Department is the State agency
responsible for enforcement of the Child Abuse
Amendments of 1984 (CAA).

The agency stated that it has not received any
reports of medical neglect of an infant with a
disability since the CAA went into effect. The
agency also reported that procedures for the investi-
gation of a report of medical neglect were created
with the help of the Ur,: iersity of New Mexico
Hospital; no disability rights groups were consult-
ed.173

The State agency's policies and proLedures were
reviewed for compliance with the Fedual regula-
tion that implements the CAA. Enforceme, tnezha-
nisms that are required by the Federal replatit ,n to

," Division of Youth and Family Services, hocedurcs to. tht.
Investigation of Baby Doe Cut% in New Jersey.
s" Telephone interview with Judy Mayhon, Planner, Social
Services Division, Program Services Bureau, New Mexico
Human Servic,..1 Departmert, by Issues in Law and Medicine (June
4, 1987).
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be specified in CPS agency procedures are included
in a memorandum issued by the main office to
agency staff. These include a description of the
manner in which the agency will obtain an infant's
medical records and a court order for independent
medical evaluation. Also included in this memoran-

.dum are definitions for "withholding of medically
indicated treatment" and for "infant in accordance
with the federal regulation." When the agency's
most recent procedures manual was reviewed, these
provisions had been incorporated.

However, the New Mexico CPS agency abdicates
its responsibility to determine whether the law is
being followed to those alleged to be violating the
law, contrary to the requirements of the Federal
regulation that the CPS must make- the determina-
tion whether treatment is medically P-..clicated under
the CAA (see Preface, NOTE A). The procedure
states that a report is "unsubstantiated when. . .the
parents and the treating physician are in agieement
that medical treatment should be withheld from the
infant.,174 Nowhere in the procedure there
mention of an independent medical consultant to be
available to review all reports of medical neglect
ana to determine if the decision falls below the
Federal standard of care. Instead, the hospital that is
the subject of a complaint is givea the responsibility
to reYiew the case or to serve as the equivalent of an
independent medical examiner.

To refuse to investigate a report medical
neglect because there is no disagreement on treat-
ment between the parents and the attending physi-
cians blatantly flouts the intent of the CAA to create
an enforcement mechanism for the protection of a
disabled infant's right to treatment. The New Mexi-
co procedures clearly n.a countJr to the CAA's
requirement that the CPS agency serve as the
independent investigating authority to ensure that
the Federal standard cf care is provided to the, infant
with a disability.

Although its policies are in place, New Mexico is
out of compliance with the CAA and their imple-
menting regulation in considering any report unsub-
stantiated when the physician and parents agree to
withhold treatment.

n4 New Mexico Human Services Department, Social Services
Procedure.§4.8.3.1, 5 4.8.3.2.(1).

Telephone interview with Sally Perry, Division of Family
and Children Services, by issues in Law and Medicine (June 24,
1987).

NEW YORK

The I few York Division of Family and Children
Services of the Department of Social Services is the
State agency responsible for the enforcement of the
Child Abuse Amendments of 1984 (CAA).

The agency stated that there had beca two cases
of denial of medically indicated treatment to dis-
abled infants reported since the regulation went into
effect.'" In response to a followup inquiry by the
Commission,,the agency reported that it was impos-
sible to distinguish reports of medical neglect of
infants with disabilities from reports of "lack of
food" or "lack of medicine" categories and was
therefore unaware of whether-there had been any
cases within the State.'"

The agency reported that it did not find it
necessary to establish any new regulations and
procedures for implementation of the CAA because
it thought that present mechanisms were sufficient.
Therefore, no consultation with outside groups.took
place.'"

New York's failure to promulgate rules specifical-
ly impl-tnenting the CAA regulations has resulted in
clear violations of Federal requirements. Federal
regulations require that a State CPS develop written
procedures with regard to medical neglect reports,
specifying the manner in Waich it will obtain the
child's medical records. These appear to be absent.
(See Preface, NOTE r" The regulation requires
written procedures unue& which the CPS agency
may obtain a cou ,. wider for an independent medical
examination of an infant. The New York procedurm
should make explicit provision for court-ordered,
independent examinations. (See Preface, NOTE D.)
The defmition of such terms as "infant" and "with-
holding of medically indicated treatment," essential
to establish the standard of care and the class of
those protected by it, do not appear in any of the
agency's materials. (See Preface, NOTES E and F.)

Because no specific prccedures were established
to respond to a medical neglect situation, there is no
method for obtaining an independent medical con-
sultant to conduct the examination, review the
medical records, or otherwise assist the CPS worker
in evaluating a report of medical neglect. In fact, an

11, Telephone interview with Sally Perry, Division of Family
and Children Services, and Patty O'Donnell, Assistant Director,
New York State Child Abuse Hotline (Aug. 9, 1988).
", Information obtained from Sally Perry, Division of Family
and Children Services, by Issues in Law and Medicine (June 24,
1987).
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agency staff person indicated that there were no
specifyà guklelines indicating who should be consult-
ed should a medical neglect situation arise. She
stated that possibly the independent consultant
would be another dostor within the hospital if it was
a large facility.'" It is possible, therefore, that a
New York CPS-worker would be relying for critical
evaluations solely on personnel at the hospital
against which the complaint is lodged. A letter from
the deputy commissioner of the Division of Family
and Children's Services to district CPS officials
states:

While CPS will need to rely heavily upon the judgment of
the physicians involv6Th the case (including in some
instances newly established hospital based Infant Care
Review Committees, recommended by the federal regula-
tions) the CPS caseworker and supervisor will need to be
capable of sorting out some particularly complex issues,
involving medical, legal and ethical areas where no
societal consensus has been reached.,"

In short, the State of New York has not complied
with the Federal legal requirements that it establish
specific and identifiable enforcement mechanisnis for
the response to a report of the denial of medical
treatment to a handicapped infant. It is substautially
out of compliance with the Child Abuse Amt..--3-
ments.

:ORTH CAROLINA

In North Carolina, the Division of Children's
Services in the Department of Human Services is the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

The agency stated that there had been no reported
cases of medical neglect of infants with disabilities
since the 1985 Federal law was passed.'"

In developing procedures for implementation of
the CAA, the agency reported that
"Mepresentatives from the four teaching hospitals in
the state and the State Council on Developmental
Disabilities as well as other related state and local

n' Letter from Jos2ph Semidei, Depaty Commissioner, Division
of Family -ad Children Services, to CPS DistAct Officers (Oct. 4,
1985). This letter evinces a dismaying failure to recognize that the
standard of care established by the Child Abuse Amendments,
enacted by an overwhelming vote, should be treated as consti-
tuting the "social consensus" by the agency charged with its
enforcement.
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agencies were a part of o; planning process
throughout the process. . .

The procedures were reviewed for compliance
with the Federal regulation that implements die
CAA. The definitions of terms correctly reflect the
Federal standards. In accord with the Federal
regulations, the procedures specify the manner in
which the agency will obtain access to medical
records and other pertinent information and will
obtain court orders for independent medical exami.
nations.

However, the North Carolina procedures fail to
specify a method for obtaning an independent third-
party medical expert to .assist the CPS worker in
evaluating &report of medical neglect. Instead, the
prccedures state:

Because of the Complex nature of the medical conditions
that an infant might have, mediczl consultation will be
needed in conducting the investigation. The hospital or
health care facility staff in which the infant is receiving care
Jig in most cases, be the primary resource for that

consultau6n.

In other words, the facility being investigated is
made the "primary resource" for "consultation"
about whether it is engaged in illegal denial of
treatment. This approach, with its obvious conflict
of interest, significantly undermines the responsibili-
ty of the CPS agency to conduct an effective arms-
length investigation to ensure that the rights of
infants with disabilities to receive legally mandated
treatmt are respected. The independence and
effectiveness of North Carolina investigations would
be substantially improved were the agency to estab-
lish procedures for the use ofan independent third-
party medical consultant, selected with input from
disability rights groups, to assist the CPS worker in
all nonfrivolous cases.

NORTH DAKOTA

In North Dakota, the Children and Family Ser-
vices Division in the Denartment of Human Services

10 Telephone interview with Alice Coleman, CPS Program
Consultant, Division of Social Services (July 21, i988).

Letter from Mary Lee Anderson, Program Manager, Child
Protective Seivices, Division of Social Services, to Issues in Law
and Medicine (May 29, 1987).
"3 North Carothm Division of Family Services, Family Services
Manual, vol. I. ch. VIII Medical Neglect of Disabled Infants with
Life Threatening Conditions (emphasis added).
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is the State agency responsible for enforcement of
the Child Abuse Amendments of 1984 (CAA).

The agency stated that it had one report of
medical neglect of a infant with a disability since the
regulation went into effect.'"

The agency reported that during the development
of ageneY procedures concerning report of medical
neglect, it consulted with the Health Department's
Maternal and Child Health DivWor., the North
Dakota ehapter of the American Academy of
Pediatrics, and the University of Noah Dakota
Children and Family Services Training Center:1"

The North Dakota procedures were reviewed for
compliancewith-the Federal regulation that imple-
ments the CAA. The enforcement mechanisms that
are required by the Federal regulation to be speci-
fi xl in the agency's procedures, namely, the manner
in which CPS will obtain medical records and court
order for independent medical examinations, are
present In addition, the procedures provide for an
independent medical consultant to be available to
provide assistance to the CPS wurker at each phase
of the invesdgation. The definition Of the standard of
care is given in the manual and conforms to the
Federal regulation. However, there is no defmition
of "infant," the class protected. (See Preface, NOTE
E.)

Apart irom.the significant omission of a compre-
hensive definition of the class protected, the North
Dakota procedures appear, on their face, to comply
with the CAA and their implementing regulation.

OHIO

The Ohio Bureau of Children's Protective Ser-
vices in the Department of Human Services is the
State agency responsible for enforcement of the
Chil4 Abuse Amendments of 1984 (CAA).

The agency-reported that its office had "received
two ,calls since the amendment became effective in
Octoba 1985. Both calls were determined to not fit
the criteria necessary to be considered reports of
withholding medically indicated treatment from
dia-'sled infants."'" The agency confirmed in

Telephone interview with Gladys Cairns, Chillren and
IPutily Services Division (July 20, 1988).

Tekphone intet view with Gladys Cairns, Chilthen and
Family Services Division, by Issues in Law and Medicine (June 12,
1987)
I" Letter from Jean Schafer, Chief, Bureau of Children's
Protective Services, to Issues in Law and Medkine (Apr. 2, 1987).

response to a followup inquiry that these had been
the only reports to the agency.'"

The agency reported that the procedures that it
established to respond to reports of medical neglect
of disabled infants "were written in cooperation
with a committee of medical professionals." There is
no indication that disability rights groups were
consulted."7

The procedures were reviewed for compliance
with the Federal regulation that implements the
CAA. The agency iecognizes that it alone has
responsibility to determine the question of medical
neglect of a disabled infant:

The PSCA (Public Children'i- Services Agency) shall
in,,estigate all reports which allege that a disabled infant
with life-threatening conditions is a neglected child due to
the withholding of appropriate-nutrition, hydration, medi-
cation, or medicaPy indicated treatment. This investigato-
ry responsibility may not be delegated :o any other public
or private agency or organization.'"

In accord with the Federal regulations, the proce-
dures contain enforcement mechanisins thi,t speify
the manner in which the agency will obtain access to
medical records and secure court orders for indepen-
.dent medical examinations. Also present in the
procedures is a detailed _ -thod for obtaining an
independent medical consultant to conduct the
examination, review the mecfical records, or o cher-
wise assist the CPS worker. The agency reported
that it had "developed an on-eall system, in opera-
tion 24 hours a day, 7 days a week, which has
workers with the Bureau of Children's Protective
Services and medical consultants available to assist
the local agencies.""

However, the procedures contain an underinclu-
sive definition of the term "infant." The procedures
defme "Jisabled infant" to mean "a child less than 1
year of aca who has a physical or mental handicap
which substantially limits or may limit in the future
one or more major life activities such as self-care,
receptive and expressive language, learning and
mobility."90 Limiting enforcement of the CAA
solely to the class of children under 1 year of age is
underinclusive with resptzt to those that were

2" Telephone interview with Georgia McGill, Social Program
Develwer, Bureau of Program Policy (July 22, 1988).
"7 Letter from Jean Schafer, Chief, Bureau of Children's
Protective Services, to Issues in Law and Mciicine (Apr. 2, 1987).
a" Ohio Administrative fi:ode §5101:2-35-77(F) (1987).
2" Letter from Jean Schafer, Chief, Bureau. of Children's
Protective Services, to Issues in Law and Medicine (Apr. 2, 1987).
213 Ohio Adiniristrative Code §5101:2-35-76(F) (1987).



intended to be protected by Congress under the
CAA.

In a letter of October 11, 1988, the agency,
commenting on a draft of relevant portions of the
Coimnission report, addressed this criticism. The
agency did not deny that the quoted agency rule
limits the application of the term "disabled infant" to
those under one year. Instead, it pointed out that
other kovisions in tY.e agency code provide prot-
dons against-medical neglect of "handicapped per-
sonlsr under 21 years.'" While this is accurate, it
fails to recognize the the general provisions defm-
ing med;.cal neglect are significantly less detailed and
spe...-ific than those in the CAA standard of care,
which the Federal regulation specifically makes
applicable to certain categories of infants older than
1 year ,(see Preface, NOTE E).

Although it received grants under the Child
Abuse Prevention and Treatment Act in prior years,
Ohio did not receive such a gzant in fiscal year
1988,'" and thus was not legally subject to the
requirements of the CAA. However, with the
significant exception of an underinclusive defultion
of the class of those protected, the Ohio procedures
on their fart appear to comply with the CAA and
their it lementing regulation.

OKLAHOMA

'The Oklahoma Department of Human Services is
the State agency responsible for enfcrcement of the
Child Abuse Amendments of 1984 (CAA).

In the development of procedures to implement
the CAA, the agency reported that neither Chil-
dren's Hospital of Oklahoma nor disability rights
groups were .consulted.'"

The agency reported that. there had been three
cases of medical neglect reported since 1985. The
first, in January 1985, was "ruled out" and the child
died a month later. In the second, in November
1985, a child was placed in the agency's custody,
received treatment, but died later. ¶n July 1986, the
agency plgeed another aild in its custody and
required that the child be treated, The staff person
stated that this child is alive today.'" In response to

1H Letter from Georgia NcGill, Social Program Developer, and
Dora Sterling, Supervisor, Policy Development Unit, Ohio
Department of Human Services, to T. Burke Balch, Office of
General C1.-.Kinsel, U.S. Commission on rivil Rights (Oct. 11,
1988).
1" Telephone interview with Mary McKough, Pros r Ana-
lyst, National ^-enter for Child Abuse and Neglect, Office of
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a more recent inquiry, the agency reported that
these were the only cases concerning medical
neglect of disabled infants in which the agency Pas
been involved.'"

Agency procedures were reviewed for compli-
ance with the Federal regulation that implements
the CAA. They were found to be short, consisting of
less than a page, and missing provisions that are
required by Federal law for agency compliance. The
pr cedures cite for their authority previous Federal
regulations under section 504 that are without
present effect and make no mention of the agency's
responsibilities upder the CAA and the Federal
regulation that implertiehts it.

The procedures fail i fulfill the Federal regula-
tory requirements that the az ncy specify in writing
the manner in which it will obtain medical records
of the child (see Preface, NOTE C) and that the
CPS agency specify in writing *he manner in which
it will obtain a court order for an independent
medical examination of the infant (see Preface,
NOTE D). Also missing from .zecedures is any
definition of the term "infant" t.s the term "with-
holding of medically indicated treatment" (see Pref-
ace, NOTES E and F).

The procedures are silent with respect to the use
of an independent third-party medical examiner.
Instead, the agency informed the Commission that jt
would make use of hospital-based infant care review
committees.'" This practice is an abdication of
authority to the very hospital whose staff is alleged
to be denying legally required treatment. The
Federal regulations are clear that it is the State's
CPS system that must make the determination
whether treatment is legally required under the
CAA and whether circumstances exist to invoke the
power of the State. (See Preface, NOTES A and B.)

The Oklahoma CPS agency has not developed
procedures that remotely attempt to comply with
present regulations under the CA.A. Further, the
agency nas abdicated its responsibility to investigate,
effectively delegating it to the hospital infant care
review committees which are to be investigated.

Human Drielopment Services, Department of Health and Hu-
man Servica (Dec. 2, 1988).
'" Telephone interview with Diana Steil, Program Field
Representative, Department of Human Services (July 6, 1987).
1"4 Id
1" Telephone interview with Diana Steil, Program Field
Representative, Department of Human Services (Jul; 27, 19':)
3" Id.
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OREGON

In Oregon, the Children's Services Division in the
Department of Human Resources is the State agency
responsible for enforcement of the Child Abuse.
Amendments of 1984 (CAA).

The agency stated that as of 1987 there had been
only one reported case of withholding of medically
indicated treatment from an infant with disabili-
ties.I47 7.D. response to a followup inquiry, the agency
reported that there had been an additional-case, but
it was not truly a report of medical neglect. The
hospital had requested State neonatologists to confer
with them aboutaninfant born with only 2 inches of
intestine. All parties agreed that there was nothing
that could be done -and the child died.'"

The agency reported that "[e]xtensive contact
with the medical community was utilized in devel-
oping Oregon's implementation of the Child Abuse
Athendnu...Its of 1984 (CAA)."1" The k,ency gave
no indication that disability rights groups were
consulted.

Agency propedures were reviewed fot compli-
ance with the Federal regulation that implements
the CAA. Although the defmition of "withholding
of medically indicated treatmont" conforms to the
Federal regulation, the defmition of "infant" does
not; it applies only to those less than one year of
age."2" As required by the Federal regulation, the
agency's manual specifies the manner in which it
w11 obtain medical records and a court order for an
independent medical examination. The manual also
includes a detailed methodology for an independent
medical consultant to conduct the medical examina-
fion, to review the medical records, or otherwise to
assist the CPS worker. The agency reported that it
had the assistance of five neonatologists from teach-
ing hospitals in the State to serve in this role."'

The Oregon procedures appear to recognize that a
report may be against either a parent for refusal to
consent vr against a medical provider for a recom-
mendation against treatment. Th.; agency is to take
custody of the child in either instance if the medical

'22 Letter from Robert Pinkerton, Manager of National Center
for Child Abuse and Neglect Grants, Children's Services Divi-
sion, to Issues in Law and Medicine (Mar. 30, 1987).
I" Telephone hiterview with Robert Pinkerton, Manager of
National Center for Child Abuse and Neglect Grants, Children's
Services Division (July, 22, 1988).

Letter from Robert Pinkerton, Manager of NCCAN Grants,
Chilaren's Services Division, to Issues in Law and Medicine (Mar.
30, 1987).
" Children's Services Division, Clie Servines Manual I, Rule
I-B.2.2.2 (Defmitions 412-61-07,4 (3)) ( J6). (.:1; Preface, NOTE
P-

examiner finds that treatment is indicated. The case
worker is instructed to assist the parent with
referrals to support groups, com.nunity educational
resources, agencies that provide services for dis-
abled infants and their families, and agencies with
financial resources for medical and rehabilitative
services.

The agency procedures contain a number of
apparent weaknesses. Although the definition of
"medically indicated treatment" properly makes
clear that "appropriate nutrition, hydration, and
medication" must be provided even when one of the
three exceptions to the general requirement of
treatment is applicable,"2- -the procedures them-
selves direct that "the investigation shall be termi-
nated and the case closed" when a hospital review
committee (HRC) decides whether treatment .is
medically indicated:

Grounds for overriding tl e refusal of the pvcnts of the
infint to consent to medical care and treatment exist only
if any reasonable medical judgement would be that
treatment is medally indicated. The parents' refusal to
consent shall be respected ff the Review Committee, if any,
and a consulting physi:ian finds that treatment is not
medically indicate

And further in the rule the agency instructs:

If the infant's parents do not desire medical tiratment
beyond that being provided by the treating physician and
if the reasonable medical lodgement of HRC and other
consufting medical professio- 41.1 is that medically cated
treatment is being provided, the Medical Neglect ..ivesti-
gator will document this agreement in the case record.
The CPS worker will close the case and take no further
action.2"

It is unclear from the face of the policy whether
the "consulting physician" is to be another doctor at
the same hospital or whether this reference is meant
to point to the CPS consultant neonatologist. In
either case, it is clear from the fa -e of the procedures
that a HRC has been given a stake in decisionmak-
ing. Federal regulations are clear that it is the CPS
agency alone that makes the decision whether

Letter from Betty Uchytil, Assistant Administrator, Office of
Family Services, to William J. Howard, General Counsel, LIS
Commission on Civil Rights (Sept. 29, 1988).
2" Children's Services Division, Client Services Manual I, Rule
I-B.2.2.2 (Definitions 412-61-004(9)).
2" Children's Services Division, Client Services Manual I, Rule
I-B.2.2.2(C)(3XaX1) (emphasis added).
" kL, Rule I-13.2.2.2(3)(C) (emphasis added).
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treatment (or nontreatment) is appropriate. This
practice subverts the intent of-the CAA to create a
strong enforcement mechanism for the defense of
infants with disabiities. (See Preface, NOTES A and
B.)

In a letter dated September 29, 1988, the agency
commented-on a draft of relevant portions of this
report and addressed the above concern. The assis-
tant administrator of the Office of Family Services
assured the Commission that:

The Medical Neglect Investigator determines the course
of action to be taken including whether or not there
should be court involvement. Information is obtained from
the attending physician, the hospital, review committee,
the cofisulting neonatologist and other appropriate medi-
cal professionals, but the Medical Neglect Investigator is
the one responsible for deciding if legally required .reat,
ment is being withheld.

Despite the construction this respoe puts on this
provision in the procedures, the Commission be-
lieves that the procedures can be interpreted to
allow an inappropriate -amount of authority to the
hc..pital review committee on th- question whether
treatment is medically indicated that can allow the
real resK4/sibilities of the CPS to remain unclear at
critical junctures.

RHODE ILLAND

In Rhode Island, the Divii In of Child Protective
Services in the Department of Children and Their
Families is the State agency responsible for enforce-
ment of the Child Abuse Amendments of 1984
(CAA).

The agency stated that only one report of medical
neglect of an infant with a disability had been
received sincr: -the effective date of the CAA.205

The agency was ur.,:ble to say whether medical of
disability rights groups were consulted when its
procedurea were developed.206

The procedures were reviewed for compliance
withAlie Federal regulation that implements the
CAA. The defmitions of terms correctly reflect the
Federal standards. Fa accord with the Federal
regulations, the procedures specify the manner in
which We lgency will cbtain access to medical
records and 'other pertinent information and the

W4 Telephone interview with Jo Ann Loher, Policy and
Planning Manager, Division of Child Protective Services (July
21, 1938).
344 Telephäne interview with Kenneth Fandetti, Division (1
Child Protective Services, by Antes in L0 Medicide (June
30, 1987).
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manner in which it will obtain court orders for
independent medical examinations.

The Rhode Island procedures do not specify the
method for obtaining an independent third-party
mediCal expert to assist the CPS worker in evaluat-
ing a report of medical neglect. The procedures
merely state:

II. PROCEDURE

D. The CPI [Child Protection Investigator] -and the
"Baby Doe" Coordinator will discuss the situation prior to
the initiation of the investigative, process.

'E.. The Department must investigate the ailegation(s)
in accordance with standard procedures for the investiga-
tion of child abuse/neglect.

F. The "Baby Doe" coore:-ator will contact the
individual designated by the e priate hospital to gather
preliminary case information. Ile Coordinator and CPI
will discuss the situation prior to initiating legal proceed-
ings.

G. The CPI will contact the Department's Legal
Counsel to initiate the necessary legal proceedings to
ebtain an independent medical examination, to gain access
to medical records, or to seek a court order for medi-
c: ihmgical treatment.2°7

Notwithstanding a reference in the procedures :br
a court order for an independent medical examina-
tion, there is no mention of any method for obtaining
an independent medical comiltant to do the exami-
nation, review the medical records, or otherwise
assist the CPS worker. The medically untrained CPS
worker appears to be alone in determining whether
the health care facility is roviding appropriate
treatment. In effect, the procedures appear to autho-
rize the CPS worker to rely in some cases solely on
the medical information received from the hospital
against which the complaint was lodged.

The most serious weakness iz the procedures,
however, is that they appear to addrm only situa-
tions in whieh parent3 do not wish to provide
treatment despite the advice of the child'a physician.
The procedures call for intervention in only one set
of circumstances:

247 Department for Children and Their Farnirm, Procedure fot
Medicul Neglect of Infants with Life-Threatening Disabilities,
No. 428 at 3.
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The Department shall immediately intervene upon receipt
of a report that parents refuse, despite the advice of their

iysician, to consent to further evaluation by a specialist
or to the transfer of their infant t a more specialized
facility. In resPonding to reports of medical neglect, the
Department is responsible for coordination and consulta-
tion with individuals designated by each hospital. This
communication can help to diminish disruption to the
hospital and the family during the course of the child
protective investigation.20

There appears to be no vecific provision for
investigation nf a report of a case in which a
physician, with or without the concurrence of the
parents, is denying legally required treatment.

Despite their apparenrachnical compliance with
the CAA in a ntimber of respects, the Rhode Island
procedures do not appear to be designed to address
the most typical circumstance in which treatment is
denied: at the instance of the child's physician. They
also provide for the CPS worker to place undue
reliance on the judgment of the health facility where
neglect is alleged to be occurring. The effectiveness
of any investigation to discover if legally mandated
treatment is being denied would be significantly
improved were the agency to specify procedures for
the use of an independent third-party medical
consultant, selected with *he benefit of advice from
disability rights groups, to assist the CPS worker in
all nonfrivolous cases.

SOUTH CAROLINA
In South Carolina, the Child Protective and

Preventive Services in the Department of Social
Services is the State agency responsible for enforce-
ment of the Child Abuse Amendments of 1984
(CAA).

Upon inquiry, the agency statel that it had not
received any reports of medical neglect of infants
with disabilities- since the regulations went into
effect.2"

The agency reported that when developing poli-

cies for the implementntion of investigative proce-
dures, it hul "established a Task Force comprised of
representatives from the medical profession, legal

pepartment for Children and Their Families, Policy for
Medi4ialltieglect of Infants with Life-Threatening Disabilities,
No;'428 at 2.
" Letter from Marguerite Cempbell, CPPS Consultant, Child
Protective and Preventive Services to Vincent A. Mulloy, Office
of the Genera: Counsel, U.S. Commission on Civil Rights (July

21, 1988).
1" Utter from Pamela Bond, Project Adminstrator, Child
Protecthe and Preventive Services and Shirley Fitz-Ritson,

consultants and hospital association to develop the
policy and procedures.',25o There was no indication
that disability rights groups were consulted.

These procedures were reviewed for compliance
with the Federal regulations that implements the
CAA. The defmitions of terms correctly reflect the
Federal standards. In accord with the Federal
regulations, the procedures specify how the depart-
ment will obtain access to hospital records and how
it will obtain court orders for an independent
medical examination and treatment. In addition,
agency procedures also present a detailed method
for investigation by an independent medical consul-
tant to conduct an examination, review the medical
records, or otherwise assist the CPS worker. The
procedures indicee that the medical consultants will
be neonatologisu am tertiary unit hospitals, and it
is specified that these consultants will not investigate
in the region where they practice. The procedures
assume the agency will make the determination of
medical neglect: "The Department of Social Ser-
vices *ill make the case determination based on the
fmdings of the medical consultant, interviews with
the parents, and if necessary, collateral contacts with
other appropriate individuals"2"

On their face, the South Carolina procedures
appear to comply with the requirements of the CAA
and their implementing regulation.

SOUTH DAKOTA
In South Dakota, the Child Protection Services

Unit in the Department of Social Services is the
State agency responsible for enforcesnent of the
Child Abuse Amendments of 1984 (CAA).

The agency stated that it had not received any
reports of medical neglect of disabled intants.212

The agency reported that it had consulted with
"medical specialists" in the development of proce-
dures to implement the CAA. The agency described
no contact with disability rights groups.213

The procedures were reviewed for compliance
with the Federal regulations that implement the
CAA. The definition of the term "withholdinfr of

Director, Child Protective and Preventive Services, to Issues in
1.4K, and Medicine (Apr. 2, 1987).
211 Medical Neglect of Disabled Infants, Procedures, South
Carolina Department of Social Services, sec. XVIII.
212 Telephone Interview with Merlin Weyer, Program Specialist,
Child Protection Services (July 28, 1988).
1" Letter from Merlin Weyer, Program Specialist, Child
Protection Services, to Issuz. in Law and Medicine (Apr. 28,
1987).
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medically indicated treatment" in the procedures is
consistent with 'he Federal regulation. Enforcement
mechanisms that are required to be specified in CPS
agency procedures, such as the manner in which a
CPS will obtain medical records and a court order
for independent medical examination, are also set
forth. In addition, South Dakota ensures that an
independent medical consultant, not affiliated with
the hospital or a resident of the area, will conduct
the examination, review the medical records, or
otherwise assist the CPS worker. However, the
procedures include no defmition of the term "in-
fant." An accurate definition that corresponds with
the Federal regulation should be incorporated into
the State's procedures to provide notice to agency
personnel, parents, and medical providers of the
class of those protected by the detailed Federal
treatment standards. (See Preface, NOTE E.)

The South Dakota procedures contain a curious
and cumbersome method of case review when a
hoapital has an infant care review committee. The
agency appears to have made an attempt to involve
the conunittee in the determination of whether a
report of medical neglect is "substantiated." 11-.e
directive states:

IF THE INFANT IS IN A HOSPITAL WITH AN ICRC,
the medical consultant will contact the ICRC representa-
tive to discuss the referral. All allegations should be
presented to the ICRC representative. If the ICRC is
aware of the infant and if both the ICRC representative
and the medical consultant agree with the trt Iment/care
being provided, the referral will be considered unsubstan-
tiated and the case will be closed. If the ICRC is not aware
of the infant, the ICRC will be requested to review the
cas- The findings of the ICRC as to the appropriateness
of care provided will be reviewed by the medical consul-
tant and if he is in agreement it will be accepted by the
Department. Nit is decided by the medical consultant that
the care is not appropriate, but the ICRC is able to
institute proper care, no further action will be required.
However if the ICRC is not able to ensure adequate care
as determined by the medical consultant, the medical
consultant shall immediately contact one of the listed State
Office representatives who will contact the States Attor-
neys Office so that appropriate legal action may be taken.
The ICRC is to be notified of such action. Appropriate
legal action may consist of a court order ordering an
independent medical examination of the infant or an order
requiring medical treatment.'"

2" Child Protective Services Procedures Manual, at 79.
2" Telephone intewiew with Pat Overton, Director, Child
Protective Services, by Commission staff (July 20, 1988).
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These provisions are not as egregious an abdica-
tion of agency authority as those in other States that
completely defer to the views of an ICRC, because
an agency medical consultant has the fmal word.
However, the procedures appear to go beyond the
consultation with an ICRC, which HHS has recog-
nized as proper, to an unwarranted integration of a
committee of the very hospital that is being investi-
gated into the agency decisionmaking process. The
agency's deference is inappropriate because Federal
regulations clearly require the State's CPS system to
make the determination whether treatment is medi-
cally indicated. (See Preface, NOTES A and B.)

In a number of respecls, the procedures in effect
in South Dakota are in compliance with the CAA.
However, the effectiveness of any medical neglect
investigation would be substantially improved by
correction and clarification of the CPS relationship
with the ICRC. In addition, the definition of
"infant" found in the Federal regulations should be
added to the South Dakota procedures.

TENNESSEE

In Tennessee, the Child Protective Services Unit
within the Division of Social Services in the Depart-
ment of Human Services is the State agency respon-
sible for enforcement of the Child Abuse Amend-
ments of 1984 (CAA).

The agency stated that there had been no reports
of medical neglect of infants with disabilities made
to the agency since the regulation went into effect."

The agency reported that it had created the policy
without the assistInce of any outside organization
and that it had an agreement with Vanderbilt
Hospital to provide instruction to CPS staffacross
the State."

The agency's policies and procedures were re-
viewed for consistency with the Federal regulations
that implement the CAA. They state:

II. Policy

The Department of Humskit Services will accept and
investigate all leports which allege that a disabled infant
is being deprived of nourishment and/or medically
beneficial treatment solely on the basis of his/her
present or anticipated mental or physical impairment.

2" Information obtained from Gloria Manhein, Director, Child
Prctective Services, by Issues in LaW and Medicine (July 13,
1987).
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The Department will take appropriate action to prevent
further unlawful mediral neglect of such children.2"

Enforcement mechanisms, such as the method by
which CPS staff will obtain the infant's medical
records or the method by which the agency will
obtain a court order for an independent medical
examination for the infant, are not specifically
spelled out in the neglect of handicapped infants
section of the policy. However, the agency can
demonstrate its ability to perform these requirements
within the general Child Protective Service policy.

However, no defmition of the term "infant" is
given in the policy. This is a significant deficiency.
(See Preface, NOTE E.) A defmition of the term
"withholding of medically indicated treatment" is
also absent from the procedures. Instead, it appears
that the the following is the medical treatment
standard the agency uses to determine whether
treatment is appropriate:

F. Decision Making

After talking with the parents, medical personnel, ICRC,
and the Child Abuse Review Team, the staff imist decide
which actbn to take. It is possible to seek a court order to
require medical treatment of an infant. However, the
following test must be met before taking such action:

"Is a health care provider, solely on the basis of present
or anticipated physical or mental impairmerts of an
infant, withholding medical treatment or nourishment
from the infant, who in spite of such impairmerns would
medically benefit from the treatment or nourishment?"

If after investigation and consultation, the counselor
reasonably believes or suspects the above test has been
met, he/she should prepare a legal referral to seek court
ordered medical treatment. If the test has not been met
then the case should be closed.2"

This defmition seems more appropriate to enforce-
ment of section 504 than of the CAA. To comply
with the CAA, an agency must employ -the legal
standard 'of care it contains, t legal provision
scrupulously crafted by Congress to establish only
narrow circumstances in which maximal treatment
may legally be withheld. (See P.eface, NOTE F.)

To the Tennessee agency's credit, a systematic
and objective approach to investigating a report of
medical negiect is stated by the procedures. The

2I1 Department of Human Services, Chi/d Protective Services
Manual, vol. IV, app. I, Cases Involving Failure To Pmvide
Nourishment and Medically Beneficial Treatment of Disabled
Infants with Life Threatening Conditions at 2.
3/* M at 4

procedures call for interviews with the parents,
mediral personnel, the hospital's ICRC, and an
entity that apparently reviews all reports of medical
neglect:

D. Child Abuse Review Pam Staffing

These cases must be brought to the Child Abuse Review
Team for their recommendations. This is appropriate
since the Team is an independent review committee
with medical pi ofessionals.2"

The agency reported that this was a panel composed
of medical professionals.2"

In some respects, the procedures in effect in
Tennestee are in compliance with the CAA. How-
ever, the agency regulations do not properly define
the terms "infant" and the- terms "withholding of
medically indicated treatment." Both of these terms
are absolutely necessary to ensure that the CPS
agency make appropriate determinations concerning
whether the medical treatment of children who are
the subject of a report is in accord with Federal
standards.

TEXAS
In Texas, the Protective Services for Families and

Children in the Department of Human Services is
the State agency responsible for enforcement of the
Child Abuse Amendments of 194 (CAA).

The agency reported that in developing proce-
dures-for enforcement of the CAA, "the Dep-ement
consulted with various public and private groups
including the Texas Hospital Association, Texas
MediCal Association, Texas Perinatal Association,
and the University ,of Texas Sc.....00l of Nursing."
The agency gave no indication that it had consulted
any disability rights groups.",

The agency reported that:

Since October, 1985, one report has been received by
TDHS [Terts Department of Human Services] indicating
withholding of medical treatment of a 5-year old severely
bandicarped child. Due to the child's extreme disabilities,
the parents voluntarily relinquished parental rights to the
Department. The child has required repeated hospitaliza-
tion due to pneumonia, and, the medical facility where the
child had previously been taken requested permission from
the Department to stop treatment. The Department
requested the hospital convene an ICRC to review the

212 Id. at 3.
22,0 Telephone interview with Pat Overton, Director, Child
Protective Services (July 20, 1988).
211 Letter from David Brock, Texas Department of Human
Services, to Issues in Law and Medicine (Apr. 3, 1987).
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child's situation, but the facility did not comply;
quently, the child was simply moved to another hospital
where appropriate treatment was obtained. The child
continues to receive treatment from this facility without
difificulty.m

The Texas procedures were reviewed for comrli-
ance with the Federal regulation implementing the
CAA. Enforcement mechanisms required by the
Federal regulation to be specified in CPS agency
procedures, such as the manner in which a CPS
agency will obtain medical records and court orders
for independent medical evaluations, are appropri-
ately included. A definition of "withholding of
medically indicated treatment" is included that
correctly states the Federal standard. However,
there is no definition of the term "infant." This is a
serious deficiency.223

The Texas procedures technically comply in most
respects with the CAA, but other clauses disclose
flaws. For example, immediately following the
defmition of "withholding of medically indicated
treatment," the procedures state:

If the Department receives a report alleging medical
neglect consistent with the above definition and involving
allegations against the medical facility or medical person-
nel, the focus of the investigation is to make sure that the
parents or other caretakers authorized to consent to
medical treaiment'have been provided with all reasonably
available information regarding posSible medical treatment
or resources for the child.2"

This instruction undermines the concept that there
are medical treatment standards in effect that are to
be enforced by the State CPS, implying that a
decision to deny treatment in violation of the legally
mandated standard of care will not be disturbed if it
is "informed." Moreover, despite the policy's state-
ment that CPS must ensure that "all reasonably
available information" is to be made available, the
procedures do not specify the method for obtaining
an independent third-party medical expert to assist
the CPS worker in evaluating a report of medical
neglect. The procedures merely state:

6. If an independent medical examination appears neces-.
sary to assure an appropriate resolution of a report of

32' Id.
223 In letter dated Oct. 5, 1988, the assistant commissioner for
Protective Services for Families and Children Branch, responding
to relevant portions of the Commission's draft report, acknowl-
edged that "[i]t is correct that Texas does not defme the term
'infant' in either the Texas Family Code or the Texas Department
of Human Services Child Protective Services Handbook."
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medical neglect, staff must determine whether an indepen-
dent medical opinion is available. Resources for payment
of such an examination include the parents (directly or
through insurance), medical schools or other community
medical resources, county funds or Title IV-B funds.2"

Perhaps the most disturbing indication of this
agency's attitude toward reports of medical neglept
of handicapped infants is in a statement made by a
Texas CPS administrator to Commission staff. When
asked if there had been any reports of withholding
medically indicated treatment in the State of Texas
in the last year, he replied that there had not and
described this form of medical neglect as a "misun-
derstood issue caused- by an extraordinary event in
Bloomington, Indiana. This is primarily an issue
related to parents' tr. ; physicians' decisions con-
cerning treatment' of the childit is a medical issue,
not a political issue."2"

Apart from the significant omission of a definition,
Texas procedures are in most respects in technical
compliance with the CAA. However, the agency
appears ambivalent toward its responsibility to carry
out the terms of the CAA. Furthermore, the effec-
tiveness of any investigation to discover if treatment
is legally appropriate would be substantially im-
proved were the agency to specify the uso of an
independent third-party medical consultant (selected
with the benet of advice from disability groups) to
participate in the investigation.

UTAH

The Utah Division of Family Services in the
Department of Social Services is the State agency
responsible for enforcement of the Child Abuse
Amendments of 1984 (CAA).

The agency states that it his never received a
report alleging the withholding of medically indicat-
ed treatment from an infant with disabilities. The
staff person interviewed by Commission staff volun-
teered that he was not surprised that there had not
been reports of denial of treatment to disabled
infalAts because "a 'Baby Doe' situaeon would most
likely result in a collusion between the parents and
the physician. We would have tu depend on some-
one else in the intensive care unit to report denial of

2" Texas Department of Human Services, Memorandum from
James Marcoart, Assistant Commissioner, Protective Services for
Families and Children Branch, to Regional ..)irectors for Families
and Children at 2.
2" IcI at 3.
2" Telephone interview with David Brock, Texas Department
of Human Services (July 29, 1988).
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treatment to handicapped infants."2" To cultivate
such sources, the staff person reported that his office
attempts to meet with staff in Utah's tertiary unit
hospitals at least once a year to inform them of their
obligation to report these cases."'

Procedures to implement the CAA were devel-
oped by "an Advisory Committee composed of
professionals in Child Protective Services and a
local pediatrician specializing in neonatology."222
Disability rights groups do not appear to have been
consulted in the development of these procedures.

The procedures were reviewed for consistency
with the Federal regulation that implements the
CAA.:-The enforcement mechanism to obtain medi-
cal records from the hospital is set forth in the
procedures. However, the Utah procedures inaccu-
rately restate two critical definitions of terms in the
Federal rule.

First, the definition for the term "withholding of
medically indicated treatment" from a disabled
infant is only partially restated and what is presented
adds an in,. -nrect treatment exception for disabled
infants. The agency defmition completely omits the
Federal requirement that "appropriate nutrition,
hydration, and medication" must always be given an
infant with a disability. Furthermore, in defining
exceptions to the normal requirement of maximal
treatment, the procedures incorrectly state that
treatnient is not necessary when "(3) the treatment
itself under such circumstances would be inhu-
mane."2"

This is a extremely significant misstatement of the
third treatment exception of the Federal regulation.
Under this exception, treatment is not mandated
when "the provision of r.uch treatment would be
virtually futile in terms of the survival of the infant
and the treatment under t ,e circumstances would be
inhumane."2" In the Federal guidelines, inhumane
treatments are those pursued although recognized a6
virtually futile with regard to the infant's survival.
The Utah procedures separate the linkage between
virtual futility and inhumaneness, and establish
"inhumane treatment" as a separate and freestanding

2" Telephone interview with Gary Jensen, Program Specialist,
Division of Family Services (/..ug. 2, 1988).
n' Id.
22' Letter from Gary Jensen, Program Specialist, Division of
Family Services, to Issues in Law and Medicine (May 14, 1987).
2" Utah Department of Social Services, Division of Family
Services, Implementing Policy for Investigation of Allegations of
Withheding of Medically ded Treatment To Disabled
Infants with Life Threatening Conditions II. B.
231 45. C.F.R. §1340.45(bX2Xiii).

category. The inherent danger in such a construc-
tion is the necessary subjectivity involved in deter-
mination of what is "inhumane," an invitation to the
use of quality of life considerations, which the CAA
intends to foreclose in its formulation. (See Preface,
NOTE F.)

In a September 24, 1988, letter, the agency
responded to a preliminary draft of this report and
attempted to address this criticism. However, it
made no effort to explain or justify its misstatement
of the legal standard of care. Instead, the agency's
response concentrated on its exclusive authority to
conduct the investigation:

The quote received appears to indicate that the treating
physician is the one who determines the "inhumane"
treatment. As I view the entire section of procedures I
interpret it to be referring to the treating physician not
having that exclusive authority. That is, an investigation
would be merited to gain consensus on the inability to
ameliorate the life threatening conditions which results in
the treatment being inhumane.232

Efforts to gain "consensus" on such a point
violate the Federal rule, which requires that the
humaneness of treatment can only be considered in
conjunction after it has been determined that, even
with treatment, there is only a remote possibility of
the child's long term ability to survive.

The Utah procedures also inaccurately define the
term "infant" to mean only an infant less than 1 year
of age."3 This 1-year limitation is clearly underin-
elusive enforcement of the CAA, and under it the
agency fails to protect a large group of those
required to be protected by Federal law. Comment-
ing on relevant portions of a draft of the Commis-
sion report, the agency stated:

The state has defined infant for purposes of these special
procedures at under one year, however, our child neglect
laws have mandated investigation of medical neglect for
caildren from birth to age 18 since the initial legislation. I
do *tot see the expressed conflict in Utah's definition and
the regulation cited except that the cumbersome proce-
dures are not in play after the child reaches one year.234

"2 Letter from Gary Jensen, Protective Service Specialist,
Division of Family Services to T. Burke Balch, Office of the
General Counsel, U.S. Commission on Civil Rights (Sept. 24,
1988).
222 Utah Department of Social Services, Division of Family
Services, Implementing Policy for Investigation of Allegations of
Withholding of Medically Indicated Treatment To Disabled
Infants with Life Threatening Conditions II. C.
"4 Letter from Gary Jensen, Protective Service Specialist,
Division of Family Services to T. Burke Balch, Office of the
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This reply evades the point that the medical treat-
ment standards for disaoled infants, the "cumber-
some procedures" as the agency describes them,
must be applied under Federal law tu medical
judgments concerning infants with disabilities be-
yond the first year. (See Preface, NOTE E )

A further weakness in the Utah procedures is that
there is no specification of the methcd for obt&ining
an independent third-party medical expert to con-
duct the examination, review the medical records, or
otherwise assist the CPS worker in evaluating a
report of medical neglect. Notwithstanding a refer-
ence that "DFS will provide outside medical evalu-
ations as requested," there is no provision "for a
court order for an independent medical examina-
tion" specified in State agency's procedures as
required by the Federal regulations. (See Preface,
NOTE D.) The medically untrained CPS worker
appears to be alone in determining whether the
health care facility is providing appropriate treat-
ment. In fact, according to the policies, before
making a determination as to the apptopriateness of
the treatment, the CPS worker is instructed to
requP-+ the infant bioethics review committees to
convene and review the case in instances where such
a committee exists. In effect, the procedures appear
to authorize the CPS worker to rely in sorne cases
solely on the medical information received *srom the
very hospital against which the complaint was
lodged.

In short, the Utah procedures are completely
contrary ',o Federal standards. The effectiveness of
any invesagation to discover if treatment ispedical-
ly correct would be substantially improved were the
agency to specify the use of an independent third-
party medical consultant, selected with the benefit of
advice from disability groups, to assist the CPS
worker in all nonfrivolous cases. The procedures are
ottt of compliance with Federhi law when they
present an underinclusive definition of those to be
protected by the CAA, when they erroneously state
that treatment need not be provided to a disabled
infant if the treating physician considers it as
"inhumane," and when they completely omit the
legal requirement that infants with disabilities must
always be given appropriate nutrition, hydration,
and medication. The Utah procedures atoear to

General ..!ounsel, U.S. Commission on Civil tiights (Sept. 24,
1988).

In Telephone interview with Maureen Thompson, Case Review-
er, Division of Family Services (Aug. 10, 1988).
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allow the starvation of infants with disabilities if
there is a "consensus" betweem the treating nhysi-
cian and the CPS agency that to do so woJd bt.
"humane." Finally, Utah's characterization of the
prof -five requirements e the CAA as "cumber-
so.ne procedures" bespeaks an agency more interest-
(' in evading than enforcing them.

VERMONT

The Vermont Division of Social Services is the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

The agency reported that there httd been no
reports of medical neglect of infants with disilbilities
since the regulation went into effect.2"

There is no record that disability rights groups
were consulted in the formulation of State policy for
a medical neglect cases. The agency reported that it
consulted the Vermont chapter of the American
Academy of Pediatrics and a representative from
Vermont's only tertiary care hospita1.2"

Agency procedures were reviewed to determine
consistency with Federal law. Enforcement mecha-
nisms that are required by the Federal regulation to
be specified in CPS procedures, such as the manner
in which a CPS will obtain medical records and a
court order for independent medical examination,
are set forth. The definition of "withholding of
medically indicated treatment," which establishes
the standard of care, parallels that in the Federal
regulation. However, no definition is given for the
term "infant," which would establish the class of
those protzeted by that standard of care. kSee
Preface,, NOTE E.)

The agency procedures indicate 'that it alone
makes the determination whether treatment of a
child who is the subject of a complaint of medical
neglect is in accord with the standards set forth in
the CAA. To assist in this task, the procedures
instruct the cast vorker to "consult with the Pediat-
ric Consultant ft. Infant Care Review (PC/ICR) to
obtain the information and treatrient recommenda-
tions necessary to the investigation and/or to devel-
op a case plan." The procedures state that "[t]he
investigation of the report remains open pending
assurance that the PC/ICR consultation occurs

I" Telephone interview with Ellen Furnart, Department of
Social and Rehabilitation Services, by Issues in Law and Medicine
(June 16, 1987).
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immediately and that the recommendations of the
PC/ICR are implemented."227

Apart from the significant omission of a definition
of class of children protected, on their face the
Vermont procedures appear to comply with the
CAA art..1 their implementing regulation.

VIRGINIA
Virginia Child Protective Services (VCPS) in the

Department of Social Services (DSS) is the State
agency responsible for enforcement of the Child
Abuae Amendments of 1984 (CAA).

In developing its policies and procedures, DSS
appears to have placed more emphasis on securing
views of health care providersthose being regulat-
edthan of groups representing people with disabil-
itiesthose being protected. Only a State agency
was consulted for disability rights views; no private
disability rights advocacy organizations were con-
tacted, while the views of all the hospitals in the
State were solicited.

Our procedures were developed with the guidance of staff
from the three major teaching hospitals in our state. Staff
involved included physicians, nurses, administrators, cler-
gy, ethics committee members and social workers. Addi-
tionally, the procedures, once drafted, were shared for
comment with all of the hosOals in the state as well as all
of the departments of social services who would be
providing protective services. Our attorney provided legal
review and the State Department for the Rights of the
Disabled was consulted."

Asked to comment on this criticism, DDS re-
sponded to the Commission that it solicited input
from the VAsinia Department for the Rights of the
Disabled "as an advocacy office for all of the private
disability rights advocacy organizations and individ-
uals in the State." On the other hand. DDS main-

tained, "Npews of all hospitals were solicited since

there was no central organization which represented
their collective interests."2"

The StLte's procedurPs were reviewed fo- compli-

ance with the Federal regulation implementing the

2" Department of Social and Rehabilitation Services Policy

Manual, pt. IV-E-16a.
2" Letter fr.tm Janine Tondrowtki, Program Specialist, Child

Protective Services, to lzwes in Law and Medicine (June 16,

1987).
n' Letter from D. Ray Sirry, Director, Division of Service
Programs, Department of Social Services, Commonwealth of
Virginia, to William J. Howard, General Counsel, U.S. Commis-

sion on Civil Rights (Oct. 6, 1988).

CAA. A definition of the term "withholding of
medically indicated treatment" is present in the
procedures and is consistent with the Federal reg .1a-
tio:. Enforcement mechanisms required by the
Federal regulation to be specified in CPS agency
procedures, such as the manner in which a CPS
agency will obtain medical records and court orders
for indep ,lent medical evaluations, aze also includ-
ed. The ...,edures include no definition of the term
"infant." However, a pamphlet published by the
Commonwealth of Virginia for health care provid-
ers inaccurately defines an izfant as "A child less
than one year of age."2" (See Preface, NOTE E.)

A further weaknessli that the procedures do not
specify the method for obtaining an independent
third-party medical expert to assist the CPS worker
in evaluating' a report of medical neglect.

SPECIAL CONSIDERATIONS/PROCEDURES FOR
INVESTIGATING COMPLAINTS OF WITHHOLD-
INCE, MEDICAL TREATMENT OF HANDICAPPED
INFANTS

0 if it appears that it is a situation of medical neglect,
determine if immediate actions are necessary to maintain
the child

the worker must assess the immediate situation utilizing
any vailable information from the attending physician,
othe Tppropriate resources 1.7nt the hospital and the
comp,ainant. Access to tilt, medical records and an
independent medical exam of the infant are to be
obtained with a court order when needed to assess the
situation.",

Notwithstanding the reference to a court order
for an independent medical examination, there is no
mention of any method for obtaining an independent
medical consultant to conduct the examination,
review the medical records, or oth zwise assist the
CPS worker. Asked to comment upon this, the
Virginia Department of Social Services responded
that "the procedures do not include specific instruc-
tions in how to obtain medical consultation became

3" Virginia Department of Social Servic....i Policies and Proce-
dures, app. II, vol. VII, sec. III, ch. A, at 63. In commenting upon
this, VCPS advised the Commission thac it plans to revise the
definition of infant contained in its pamphlet to include the
definition spec-lied in the Federal regulations. Letter from Janine
Tondrowski, ogram Specialist, Child ProttAive Services, to
Issues in Law ...Ind Medicine (June 16, 1987).
241 Virginia Department of Social Services Policies and Prom-
durcs, app. II, vol. VII, sec. III, ch. A, at 63, (emphasis added).
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this is a function of the state office."2" It further
stated:

Contacts were made and developed across the state to
enable this consultation to take place when necessary. In
the event of a complaint, the local department receiving
the complaint is to contact the CPS Hotline. This contact
initiates involvement of the state level policy specialist
who would coordinate any needed consultation. Became
of the geography of the Commonwealth, it was deter-
mined impractical to choose one medical consultant.
Additionally, because of the adverse reaction to the initial
regulations set out by the Federal government, no one
physician was willing to accept such a responsibility.
However, a number of csecialists in neonatal medicine did
agree to serve in a consulting capacity on a case-by-case
basis should the need aris:.

The agency reported in its letter to the Commis
sion of October 6, 1988, that to date it had hot
received any cou.plalats requiring investigatioa un-
der its regulations. In addition, the agency had
previously oiled, in June 1987, that there had
been no reports of disabled infants having been
de-ded medical treatment?"

In sonic respects tIrt procedures in effect in
Virginia are in substantial complicnce with the
CAA. Howevez, the effectiveness of any investiga-
tion to discover if treatment 's medk:ally correct
would he substantially improved were the agency to
specify in its procedures the use of an independent
third-party mecfictal consultant, selected with the
benefit of advice from disability groups, to assist the
CPS worker in all nonfrivolous cases. In addition,
the defmition of "infant" in the Federal regulations
should be added to the Virginia procedures.

WASHINGTON

In Washingtrn, the Division of Children and
Family Services in the Department of Social and
Health Services is the State agency responsible for
enforcement of The Child Abuse Amendments of
1984 (CAA).

The agency stated that it was aware of three
reports of mmlical reglect of infants with disabilities
since 1985, but it could not report a defmite figure

"2 Letter from D. Ray Sim!, Director, Division of Service
Program, to William J. Howard, General Counsel, U.S. Commis-
sion on Civil Rights (Oct. 6, 1988).
343 Letter from Janine Tondrowald, Program Specialist, Child
Protective Services, to Issues in Law arid Medicine (June 16,
1987).

2" Letter from Richard Winters, Program Manager, Division of
Children alid Family Services, to Issues in Law and Medicine
(Mar. 31, 1987).
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because a separate reporting category does not ex ,
for these cases. "In each instance, the hospital
reported to CPS seeking court intervention to
permit continued treatment. The courts intervened
and all three children are surviving. IP 244

In a followup inquiry by Commission staff, the
agency stated that an additional case had been
repo-ted. The staff perton stated that all bat one of
the .ports in the, past 3 years bad occurred when a
doctor wished to provide treatment, but the parents
refused to consent.2"

To develop procedures for implementation of the
CAA, the agency reported that it convened a Baby
Doe Advfriory Committee composed of practicing
pediatrician.%. health care providers, reprmentatives
rf the Washington State Hospital Association, the
Washington Chapter of the American Academy of
Pediatrics, the Washington State Medical Associa-
tion, the Developmental Disabilities Planning Coun-
cil, and numerous State agencies.241

These procedures were reviewed for consistency
with the Federal standards. They set forth an
enforcement mechanism to obtain medical records
from tit( 'tospital. However, the State policy fails to
specify how a "a court order for an independent
medical examination of the infant" will he obtained
by the agency, as required by the Federal regulation.
(See Preface, NOTE D.)

A further weakness of the Washington procedures
is the complete absence of definition ofterms used in
the Faieral rule. Although the agency uses the
phrra, * withholding of medically indZoated treat-
ment" when it instructs CPS staff to pursue a
dependency action to prevent such a withholding, it
merely states Ishich treatment is not limited to the
providing of appropriate nutrition, hydration and
medication regardless of the infant's condition or
prognosis."2 7

This clause is hardly instructive to the person
given the duty to enforce the law. (See Preface,
NOTE F.) In addition, the term "infant" is not
defmed in the procedures. (See Preface, NOTE C)
!" Telephone interview with Richard Winters, Program Mans&
er, Division of Children and Family Services, by Commission
staff (Aug. 1, 1988).
244 Letter from Richard Winters, Program Manager, Division of
Children and Family Services, to Issues in Law and Mediaqe
(Mar. 31, 1987).
2" Division of Family sad Children's Services Manual, h.
26.33(FX7).



The most egregious failure of the Washington
procedures, however, is that they indicate the CPS

agency has ignored the legal requirement for inde-
pendent CPS investigations of a report of medieal
neglect of a disabled infant and assigned this task, at
least partially and perhaps wholly, to a hospital
infant care review committee. The procedures direct
the CPS worker to consider a referral as unfounded
when: "Whe medical records indicate that the
attending Physician's plan to withhold medical
treatment has been reviewed and ccncurred in by
two (2) consulting physicians or an infant care review

committee (or similar institutional/medical review)
which includes the concurrence [of] two (2) consulting
physician& "2" In effect, the procedures abdicate
determination of whether a hospital's staff is illegally
denying treatment to a committee of the hospital, or
even 'to any two consulting physicians presumably
selected by the very doctor who is alleged to be

engaged in medical neglect. (See Preface, NOTES

A and B.)
Thus, the Washington CPS agency has wrongful-

ly delegated its investigative authority to the hospi-

tal ICRC (or similar institutional or medical review
board) to determine the legal question of whether
there is discriminatory denial of medical treatment.
In so doing, the agency has distorted the CAA's
intent to create a strong enforcement mechanism to
ensure legally mandated treatment for children with

disabilities.
In virtually all significant respects, Washington is

out of compliance with the Child Abuse Amend-
ments and their implementing regulation.

WEST VIRGINIA

In West Virginia, Services to Families and Chil-
dren in the Division of Social Services of the
Derartment of Human Services is the State agency
responsible for enfordement of the Child Abuse
Amendments cf 1984 (CAA).

The agency stated that there has never been a
report of medical ntzlf_et regarding a disabled infant

made to it249
The agency reported that in the development of

procedures to implement the CAA it consulted

2" Id at (FX5) (emphasis added).
14' Telephone interview with Rozella Archer, Dircctor, Services

to Families and Children (July 25, 1988).

8$4 Telephone interview with Michael O'Farrell, Division of
Social Services, by Issues in Law and Medicine (Svc 9, 1987).

hospitals that provide neonatal services but did not
consult with disability rights groups."'"

These procedures were reviewed for consistency
with Federal law. The agency's procedures are in
complian= with Federal regulations with respect to
specifying enforcement mechanisms for the manner
in which a CPS agency will obtain medical records
and a court order for independent medical evalu-
ation. However, completely absent from the proce-
dures is any defmition of what constitutes a "with-
holding of medically indicated treatment," which
would establish the standard of care, or who belongs
to the protected class "infant." Both of these terms
are necessary parts of the procedures and give CPS
workers the ability to determine if the treatment of:,
particular child is in accord with Federal standards.

In an October 6, 1988, letter in response to a
preliminary draft of relevant portions of the Com-
mission report, the commissioner of the West Vir-
ginia Department of Human Services stated that
because it anticipated few reports of this nature, it
had not developed a separate system to respond to
these reports. She stated, `"t was Dot our intention to
misdefine any of the term, associated with this issue.
It is our expectation, based upon experiencing, that
any queations as to whether or not a child is
neglected will be referred to our State Office for
review and final decision."2" The Federal regula-
tion is precise, however, in requiring that procedures
be in writing,2" not le to ad hoc determination on
a case by case basis. Concerning the lack of a
defmition for the class of those protected under the
CAA, the agency responded: "Our staff do not make
distinctions between infants less than or more that
twelve months of age in responding to a report of
medic-. neg1ect."2" However, the CAA requires
that the precise and detailed standard of care it
contains, rather than a generalized definition of
medical neglect, be applied with regard to the class
of "disabled infants with life-threatening condi-
tions." (See Preface, NOTE E.)

Even more seriously, the procedures explicitly
abdicate the agency's responsibility under Federal
law, to investigate reports of medical neglect of
infants, to the hospital that is to be investigated. (See

ts, Letter from Regina S. Lipscomb, Commissioner, West
Virginia Department of Human Servi..es, to William J Howard,
General Counsel, U.S. Commission on Civil Rights (Oct. 6, 1988).
I" 45 C.F.R. §1340.15(cX4) (1987).
2$1 Letter from Regina S. Lipscomb, Commissioner, West
Virginia Department of Human Services, to William J. Howard,
General Counsel, U.S. Commission on Civil Rights (Oct. 6, 1988).
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Preface, NOTES A and B.) In instances where there
exists an infant care review committee at a hosphal,
the procedures eliminate the federally required CPS
duty to determine if there is a withholding of
medical treatment:

PROCEDURES

Me format for investigating a referral in these hospitals is
as follows:

1. Contact will be initiated with the designated repre-
sentative or the hospital. After contact has been made
the worker will: present the allegations contained in the
referral; and request a review of the treatment being
provided. (The review should be conducted by a
hospital group such as an ICRC, bioethics committee,
etc. or an ad hoc committee convened to review cases of
this nature.)

The worker should make him/heself available to
participate in the review process. By participation it is not
meant that the worker is expected to or should attempt to
pass judgment on the medical care provided Participation
by the worker in the review provides an opportunity for
discussion of the Department's concerns and can pro-
vide the worker with necessary information should
further action be required.

2. If the review process indicates that the infant is
being provided appropriate medical care, then the
referral will be considered unsubstantiated and no
further action taken

Appropriate medical care means that the review process
has considered the infant's condition in regard to the
need for nutrition, hydration, medication or other
procedures which may be appropriate to ameliorate or
correct the life-threatening conclition.234

In those situations in which there is no ICRC, the
procedures abdicate the question of determining
medical neglect to the hospital contact person. Upon
receipt of a report of medical neglect of a disabled
infant, the procedures provide that the CPS worker
must contact the "hospital liaison" a9d that "[i]f the
hospital liaison determines that the infant in question
is a patient and is being provided with the recom-
mended treatment, then no further action will be
taken and the report considered unsubstantiated."235
This procedure disposes of the report of medical

s" West Virginia Department of Human Services, Memorandum
from Rozella ft rcher, Director, Services to Families and Chil-
dren, to Area Administrators, Social Service Coordinators [and]
Child Protective Services Supervisors, Child Protective Services
Policy pt. 3 (Aug. 28, 1986) (emphasis added).
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neglect even more summarily than the procedure
incorporating an ICRC.

Underlying this CPS system's abdication of its
responsibility is a great confidence in the medical
providers who are the typical subjects of reports of
medical neglect of children with disabilities. The
West Virginia procedures state:

Commentary

The Department believes that medical personnel treating
disabled infants are committed to providing appropriate
care. The Department also realizes that the treatment of
such infants is a delicate, difficult and demanding task for
medical personnel. Our responsibility is to work with these
medical personnel as necewary to insure that proper care
is and continues to be provided.'34

The West Virginia procedures are responsive only
to the situation where parents do not wish to
provide treatment. They do not at all contemplate
the review of a medical provider's decision to
withhold treatment when there may be an opportu-
nity for lifea fundamental provision of the CAA.
The flaw in this policy, notwithstanding the instruc-
tion to the CPS worker to "request an independent
medical examination when necessary," is the fact
that there is nothing in this procedure that indicates
that there is an independent third-party medical
examiner to assist the CPS.

In response to the criticism made in the report, the
agency attempted to minimize the language of the
policy by simply stating: "The Department directed
its field staff to seek the advice of hospital personnel
in deciding whether prop, care was being provid-
ed. Whatever decision is reached by field staff is
subject to State Office review before a final determi-
nation is made."2" Notwithstanding this assurance,
the policy remains in effect.

The agency's letter of comment evinced a less
than enthusiastic commitment to the special need of
children with disa-iilities fol protection from dis-
criminatory denial of life-saving medical treatment.
The agency's Commissioner wrote:

I trust that your report will place the issue of the
protection of handicapped children with life threatening
conditions from medical neglect in its proper perspective.
This is an ,txtremely sensitive issue as well s a controver-

'-` Id.. pt. 2.
Is' Id. pt. 1.
ni Letter from Regina S. Lipscomb, Commissioner, West
Virginia Department of Human Services, to William J. Ht. dard,
General Counsel, U.S. Commission on Civil Rights (Oct. 6, 1988).
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sial one. The number of cases comprise a tiny segment of
the CPS population and should not be singled out for
special treatment to the detriment of other children?"

In light of its deference to the hospitals that would
be the subject of denial of treatment reports and its
failure to promulgue adequate written procedures,
West Virginia is fundamentally out of compliance
with the CAA and its implementing regulation.

WISCONSIN
In Wisconsin, the Bureau for Children, Youth and

Families of the Division of Community Services in
the Department for Health and Social Services is the
State agency responsible for enforcement of the
Child Abuse Amendments of 1984 (CAA).

The agency stated that there had been no reports
of medical neglect reported to the agency?" In a
followup inquiry conducted by the Commission, the
agency confirmed that there had been no reports in

the State?"
The agency produced Guidelines in Handling a

Report of Possible Medical Neglect of a Disabled
Infant to implement a response system to reports of
withholding of medically indicated treatment. In a
policy memorandum dated August 4, 1988, the
agency stated: "These guidelines were developed
over the last nine months with the participation of a
30-person multidisciplinary informal advisory group
(The Baby Doe Forum),. Child Protective Services
(CPS) Work Group and by an extensive internal
review that included Department of Health and
Social Services staff, developmental disabilities ad-
vocates, and legal counsel."2"

The Wisconsin guidelines were reviewed for
compliance with the Federal regulation implement-
ing the CAA. They appear to be a comprehensive
manual for a professional investigation of a report of
medical neglect of an infant with disabilities. The
manual offers step-by-step investigation directions
and has appendices that instruct the CPS on infor-
mation-gathering needs and the process of coming to
a conclusion whether treatment is "medically indi-
cated."

Defmitions presented in the guidelines manual
conform to the Federal regulation. The enforcement

2" Is
2" Telephone interview with Michael Becker, Division of
Community Service:, by Issues in Law and Medicine (June 24,
1987).
"6 Te1ephoce interview with Mary Dibble, Child Abuse and
Neglect Specialist (Aug. 2, 1988).

mechanisms that are required by the Federal regula-
tion to be specified in the agency's procedures, such
as the manner in which CPS will obtain medical
records and court orders for independent medical
evaluations, are set forth. The guidelines also pro-
vide for an independent medical consultant to be
available to provide assistance to the CPS worker.

The Wisconsin procedures appear to comply with
the Federal regulation implementing the CAA.

WYOMING
In Wyoming, the Children and Family Services

Unit in the Division of Public Assistance and Social
Services of the Department of Health and Social
Services is the State agency responsible for enforce-
ment of the Child Abuse Amendments of 1984
(CAA).

The agency reported that it had conducted one
case investigation since the regulations went into
effect?"

Regarding formation of its procedures, the agency
reported that:

In developing our materials [for investigations under the
CAA] we cooperated with the Colorado State Depart-
ment of Social Services and held joint training sessions.
We also relied greatly on material prepared by the
American Bar Association in their model procedures, and
referenced the journals published by the National Legal
Center for the Medically Dependent and Disab1ed.2"

There was no indication, however, whether disatili-
ty rights groups were consulted.

The procedures were reviewed for compliance
with the Federal regulation that implements the
CAA. The definitions of terms correctly reflect the
Federal standards. In accord with the Federal
regulation, the procedures specify how the depart-
ment will obtain access to medical records and how
it win obtain court orders for independent medical
examinations and treatment. In addition, agency
procedures present a detailed method for investiga-
tion by an independent medical consultant to con-
duct an examination, review the medical records, or
otherwise assist the CPS worker. The agency
reported that the medical consultants will be Arc:tri-
can Academy of Pediatrics board-certified neonatol-

tit State of Wisconsin, Department of Health and Social
Services, Division of Community Services, Memo Series
DCS-88-66, Aug. 4, 1988.
20 Telephone interview with Paul Blatt, Program Manager,
Children and Family Services Unit (July 20 1988).
2" Letter from John Steinberg, Children and Family S,Tvices
Unit, to Issues in Law and Medicine (Mar. 30, 1987).
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ogists .who had expressed concern -about treatment
of- infants with disabilities issues. It staied Iliat no
consultant will investigate in-the region where he or
she practices.'" The procedures state that "[a]
decision to seek informal resolution, court ordered
treatment or ad:dciolial information, refer to case
(sic] involving an infant death, or to close an
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unfounded case, shall be made by the CPS specialist
in consultation with the CPS medical consultant and
SD-PASS consultant."2"

On their face, the Wyoming procedures appear to
comply with the CAA and their implementing
regulation.

1" Children and Family Services Manual, vol. VI, pt. VI(A).
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AFFECTED CPS AGENCY COVENT PROCESS

STATE RELEVANT CPS RESPONSE:AND REPORT REVISIONS
EXCERPTS
SSIT TO
CPS

REVISED ADDITIONAL CPS RESPONSE
EXCERPTS
SENT TO
CPS

ALABAMA 9/14/88 Alabama claimed that it is proper for an ICRC to decide if
trea:ment is correct: "If a duli authorized ICRC decides
that treatment should be withheld, there is no difference
in medical 0.:nion which 'mold support Court petition."
With rigarcrto the definition_of infant, the State argued
that:because Alabama law provides that a child is anyone
under the age of 18, the department-iould always
investigate a report of medical-neglect of any child
regardless of age,. Ahd with regard to-the report citing the
agency for failury to include in its policy a provision for
access to medical records, thvagency wrote: "There is no
provisicm in tho federal regulations,requiring that the State
Plan or procedures outline in writing a procedure for
obtaining medical records."

12/28/88 By letter of 1/5/89, the agency stated that:
"Alabama will revise its regulations to
state that a.court order shall be obtained
to obtain access to medical records . . . .

Alabama will further clarify its written
procedures to provide that a court order
shall be obtained where examination of the
infant is denied by the hospital . . . .

Alabama will revise its written procedures
to clarify that the medical neglect
procedures apply to children past one year
of age."
With regard to the agency's reliance on a
ICRC, the agency stated that: "Alabama's
procedures have been approved by #e federal
Department of Health and Human Services. . .

In any case, duly constituted ICRCs are
rare in Alabama."

ALASKA 9/14/88 By letter of 10/12/88 the agency wrote: "The report names 12/28/88 None.
Alaska among the states that 'explicitly abdicate to internal
hospital infant care review cemmittees or hospital staffs
the authority to decide whether illegal denial of treatment
is received by the state agencies.' The Division of Family
and Youth Services has promulgated no such policies and
procedures and I ai advised by the Office of the Attorney
General that no other Alaska State agency has done so."

ARIZONA 9/14/88 The agency disagreed with the report citing the agency for
abdicating to ICRCs the question whether an illegal denial
of medical treatment is taking place: "Infant Care Review
Committees are always part of the investigation. This not an
abdication to the ICRC, but rather inclOsion of a major
source of information." The agency denied-that its
reformulatiOn of the treatment standard was inconsistent
with the-Federal rule: "This definition-is-in compliance
with the Arizona statute and federal regulations . . .

"
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12/28/88 By letter of January 23, 1989, the State
asserted that it is neither the policy nor
practice of the agency to consider the
quality of life of an infant who is under an
existing disability. Nevertheless,
the State informed this office that it
will suggest the following revision: "In
any investigation under this Section the
infant's current 'quality of life' due to an
existing handicap or disability shall not be
considered in determining whether Child
Protective Services has sufficient grounds
for action." In addition, the State asserted
that CAA protection is limited to children
less than 1 year of age because this is
the scope of protection enumerated in the
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ARIZCNA
(cont.)

statute and that the, regulation merely
suggests protection "to other classes."
Nonetheless, the State informed this office
that it will suggest the following revision:
"In addition to applying to infants less than
one year of age, the standards and procedures
set forth in this article should be consulted
thoroughly in the evaluation of any issue
of medical neglect involving an infant older
than one year of age who has been
continuously hospitalized sin:* birth, who
was born extremely prematurely, or who has a
long term disability." The agency also
assured the Commission that investigations
by CPS would not cease merely because the
parents and medical providers agree to
withhold treatment. Nonetheless,the State
informed this, office that it will suggest the
following revision: "In situations where
the medical personnel and tho child's
parents or guardians are in aCreiment to
withhold medical treatment for tho infant,
a depender4 petition shall be filed, after
decisionmaking proCess including the Child
Protective Services supervisor and advice and
counsel from an Assistant Attorney General,
if Child Protective Services' independent
evaluation shows that Such medical care is
being wrongfully withheld under applicable
state and/or federal rules and regulations."

ARKANSAS 9/14/88 By letter of 10/10/88, tho agency stated: "In our cpinion
Arkansas does meet tho eligibility requirements of Public
Law 93-247." The agency enclosed a packet of documents
to demonstrate compliance. However, review of the
documents found no specified manner in which the agency
will obtain access to.medical records or an independent
medical examination, contrary to the-requirements of the
Federal regUlation.

12/28/88 The agency sent a duplicate of its October
submission and wrote: "We believe the
enclosed information covers the issues you
raised and ii self-explanatory."

COLORADO 9/14/88 Colorado did not respond directly to the criticism that its
policy did not show the method to be used to obtain an
independent medical examination. Instead, the agency wrote:
"Colorado county departments of social zervicts do have thq
abijitv to obtain court-ordered independent medical
examinations. Please find enclosed a copy of .7.n Opinion of
Colorado's Attorney General dated September 23, 1986 which
addresses this issue. This Opinien:was distributed to all
county departments of social strvitts and all hospitals as
well as all other interested parties."

12/28/88 With regard to the fact that the agency has
not made explicit in its procedures the
method to be used to obtain an independent
medical examination, the agency submitted
revised.procedures which showed that such

a procedure exists. The report was revised
accordingly. With regard to the absence of a
specified medical conrlltant to assist the
CPS, the agency wrote "In this state
supervised county administered system, the
counties would make their own arrangements
for independent medical examinations."
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CONN. 9/14/88 Connecticut did not address the fact that its policy lacks
written procedures for access to medical records and court
orders for independent medical examinations. Instead, the
agency cited State statutes which gave it legal authority
to investigate.

12/28/88 Connecticut wrote: "We have taken steps
to assure Cut ourprocedures are specific
in regard ta the manner in which the
Department can obtain medical records or
a court order for an independent medical
examination."

DELAWARE 9/14/88 None. 12/28/88 With regard to the definition of infant,
Delaware wrote: "[A]s noted, the Division
procedures do not currently define the term
'infant'. A mplemental memorandum to.the
procedures has been issued to correct this."
With regard to the report citin; the agency
for allowing hospital staff to initially
detervine,if there is medical neglect, the
agency claimed that it merely obtains
initial information from the hospital
staff. The rancyllid not directly respond
to the report s observation that a conflict
of interest exists when a hospital approves
the independent medical reviewer. The
agency claimed that "in a state the size of
Delaware, it would be difficult, if not
impossible, to locate a physician who did not
in some way have an affiliation with the
hospital or treating physician so as to avoid
the impression of a conflict."

D. C. No. 12/28/88 None.

FLORIDA 9/14/88 With regard to the report siting Florida for abdicating
authority to an ICRC, the agency claimed "Health and
Rehabilitative Services Pamphlet 175-1 dated July 1, 1988,
specifically requires that CPS staff respond to reports of
known or suspected abuse or neglect immediatsly or within 24
hours. State law muidates that health care personnel report
these situations to the protective agency."

12/28/88 Floridi wrote: "While we felt that we have
been in compliance with federal guidelines
it is clear that we need to readdress the
issue based on your evaluation. Steps will
be taken irAediately to do this.

GEORGIA 9/14/88 None. 12/28/83 None.

HAWAII 9/14/88 With regard to the absence of a provision in agency policy
to obtain a court order for an independent medical
examination, the agency cited a State statute which "provides
the basis upon which child protective services social workers
may seek court intervention." Hawaii also defended a
provision in its policy which abdicates authority to
a hospital ICRC. Hawaii claimed: "Section 1100.9.2 states in

12/28/88 None.
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(cont.)
effectlhat further investigation may not be required if
inquiry by child'protective services staff, upon receiving
a report of alleged medical oeglect, finds that a second
opinion concurs with the opinion of the treating physician."
The agency also showed in its response thit it had a method
to obtain medical' records 00 that the cite in the report
was incorrect. The report wet revised accordingly.

IDAHO No. 12/28/88 Idaho stretsed that it is in full
compliance with all Federal requirements.
The agency also supplied the commission with
the names of the organizations which
contributed to the development of the agency
procedures for the investigation of a report
of medical neglect: "In our formulation
stage of preparing draft.policy and
procedures on this topic, a committee was
convened to draft proposed materials. This
committee included tht,Chief'of the Bureau
of Developmental Disabilities of the
Department of Health aid Welfare. He
received inplt from appropriate groups to
include the Downs Syndmme Parents Support
Groups, Coalition of A0vocates for the
DisabLId, and other pnrents support groups
for children with various disabilities."
This infonnation was included in the report-.

ILLINOIS No. ON
12/28/88 Illinois wrote: "The Department of

Children and Family Services is the
responsible agent for making the
determination whether treatment is legally
required under the 'modic,Ily indicated'
definition set forth in the Child Abuse
Amendments. In such role OCFS represents
th(k interests of disabled infants and
determines circumstances in which th power
of the state must be invoked to protect
infants and then take appropriate follow-up
actions."

IOWA 9/14/88 With regard to the definition of infant, Iowa wrote: .

"I have attached propcsod changes to the Iowa Administrative
Code which we believe will bring us into compliance with CFR
1340.15. We have.replaced the term 'infant' with 'child' as
it is our belief that the regulation should apply to all
children not just infants."

12/28/88 Iowa did not directly respond to the
reports finding its zgmitv lacked a policy
s64ting L twit order for an independent
.sedical vamination as required by Federal
regulation. Instead, the agency cited State
statutes which gave the agency legal
authority to investisAe.
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KANSAS 9/14/88 Kansas wrote: "If your Commission were to publish the report
as presented-to us it would net accurately reflect the

policies ancUprecedures in Kansas." Enclosed were

the polities that the report_hed.cited as absent and
the eeport.wie reiised accordingly. The agenty-stated: "We

regret-that we wire not-aware of the focus of your report nor
that our etatutes and administrative regulations would have
been useful to you in:addition to the policies requested."

12/28/88 The agency wrote: "Kansas has no comment."

KENTUCKY 9/14/88 Kentucky wrote "we appreciate the opportunity to respond to
these areas in your report which:reflect en medical
discriednation against handicapped infants. As stated, we do

tate-exception to your repoitin that regard and have cited
Kentutky Revited Statutet7and Departmental Policy in
reaching our conclusions . . . ." Enclosed wire policies

that the report had cited as abeent. The report was revised

accordingly.

12/28/88 None.

LOUISIANA No. 12/28/88 None.

MAINE 9/14/88 In response to the report excerpts citing the agency for
allowing ICRC's to determine if treatment met CAA standards,

the agency wrote: "The material related to medical
treatment clearly gives the decision making about utether a
case meets,the 'Baby Doe' criteria to the Department not a
hospital."- With regard,to the definition of "infant", the
agency conceded that "infant" is not defined but claimed that

investigations would take plate if the definition under
medical troatment standard is met. With regard to the report

citing the agency for noncompliance with Federal regulations
pertaining to independent medical exams and access to medical
records, the agency submitted policies btich showed that
both were present. The report was revised accordingly.

12/28/88 The agency wrote "I believe your conclusion
is that Maine is in compliance other than
not having an acceptatle definition of
infant. If this is indeed your conclusion,
then I would concur."

MARYLAND 9/14/88 With regard to the lack of a CAA definition of infant.
Maryland claimed: "Proteitive Services are provided

to anyindividual under the age of 18-years,' when
there is a report of medice3 neglect of a child with

a life-threatening condition."

12/28/88 None.

MASS. No. 12/28/88
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MICHIGAN 9/14/88

MINNESOTA 9/14/88

HISS 9/14/88

MISSOURI 9/14/88

CPS RESPONSE AND REPORT REVISIONS REVISED ADDITIONAL CPS RESPONSE
EXCERPTS
SENT TO
CP3

Michie focusd:-;nrental autonomy in the treatment
decis on as the reason did not inveii!gate reports that a
hospital is withholding treatment illegally: "Based on the
preceding discussica that parents are the decision makers
concerning the care and treatment for their disabled infant,
CPS involvement is appropriate when parents are alleged to be
neglecting theit infant's cars. An entity which is not the
decision maker or.responsiblefor the child's care is not
appropriate for CPS iwolvement."

12/28/88 None.

Minnesota claimed that its policy's definition of infant was
consistent with the Federal regulation: "Consistent with
with 45 C.F.R. section 1340.15(b)(3)(i)(187) Minnesota Rule
on Child Protective Services and policy guidelines define
infant less than one year of age."

12/28/88 The agency wrote: "We respectfully disagree
with the conclusion that Minnesota's
definition of the protected class is
underinclusive. While the term infant is
defined as less than one year cf age, it is
clear that the definition of infant medical
neglect includes but is not limited to those
children less than twelve months of age,
which in essenc4 more readily addresses the
population of children protected by this
section."

None. 12/28/88 Mississippi wrote: "[W]e are reviewing your
report along with our policies and
procedures. _We are also reviewing your
report with-our Regional Office of Health and
Human Services who has found our policy to
be in compliance."

Missouri submitted a policy that showed it had in fact
an explicit procedure to be used to obtain an independent
medical examination. The report Was revised accordingly.
With regard to the definition of infant, Missouri claimed
that "[Me regulation defines 'infant' as an infant less
than one year of age. It then,clarifies that treatment
should not bt changed or discontinued when the infant reaches
one year or older. 'All children, including sub-population
known as 'Baby Doe, are protected through our child abuse
and neglect statute . . . . Therefore, once an infant
reaches one year of age our statute still requires
appropriate treatment to be provied."

12/28/88 Missouri submit:ed a policy with current
medical treatment standard. The report
was revised accordingly. Concerning the
agency's deference to ICRCs, Missouri wrote:
"The Division is very aware ef its
responsibility under federal and state
statute to assure that a comprehensive
investigation is conducted and to make the
final determination relating to a child
abuse/neglect report. Again, in order to
make that commitment clear to the Cannission
I have attached a revision to Procedure A-7
of the Investigation Handbook."
With regard to the definition of infant,
the agency wrote: "I have attached a
a revision to our definition of infant
which will immediately be inserted in the
Investigation Handbook."
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MONTANA 9/14/88 Montana did not directly-respond to the fact that it is not
explicit in the methoii-it will obtain independent medical
exami...otion and access to medical records as required by
Federal-regulation. Instead, the agency emphasized that it
had statutory authority to do so if need be. The agency
explained that "the department does-not restate
provisions of state law in its policy manual since to do so
would be duplicative and would result in an unnecessarily
voluminous policy manual." Copeaming the absence of a
defined standard of care and the laa of a definition of
the class protected, the agency cited State statutes which
defined t4oth. The agency claimed th4t "(i5t is necessary
to read the statutes and the police toet:ler to gain an
accurate understanding of Montana's-rogram for reports of
medieal aeglect."

12/28/88 Montana submitted a current policy which
showed that procedures are in effect to
obtain medical records and an independent
medical examination. The report was revised
accordingly.

NEBRASKA 9/14/88 Nebraska submit' t,poliCies that taoved !hit it had in fact
explicit procsouves to obtain access to medical records and
a court prder for an independent medical exmmihation.

12/28/88 None.

NEVADA 9/14/88 None. 12/28/88 None.

NEW No.
HAMPSHIRE

12/28/88 The agency disavowed statements made by its
Medical Neglect Investigator concerning the
futility' of treating a disabled child. The
Director stated that the individual did not
speak with authority and was no longer with
the agency. Thi agency wrote that "Mhe
Division does not decide to conduct
an investigation based on the quality of a
child's life and it certainly will not decide
to obtain medical treatment based on the
quality of a child's life." The report was
revised accordingly.

NEW
JERSEY

00

9/14/88 NWd Jersey claimed that it was unnecessary to print the CAA
treatment standard and the class the standard protects in
its policies because preCAA State statetos served the same
purpose: "It is our contention that the present New Jersey
statutes meet the definitions tf the standar4i,of treatment
smt forth in the Child Abuse Amendments of 1984, and that
N.J.S.A. 9:64.9 and N.J.S.A. 9:6-4.21 adequately define the
term 'child' to include infants at4 children over one year
and 'withholding of medically'indicated treatment'. The
i.olicy on the other hand, sett forth the philosophical
orientation as well as a process by which to conduct these
investigations in the least ini.rusiee manner to the family,
the physician, and the health facility."

12/28/88 None.
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NEW 9/14/88 None.
MEXICO

12/28/88 New Mexico wrote that it would remove from
its policy that provision which instructs
CPS staff to list reports of medical neglect
as "unsubstantiated" when both parents
and physician itgreo to withhold treatment.
The agency also submitted policies that
showed it had the ability to obtain medical
records, independent medical examinations,
defined the standard of care, and defined
the class protected. The report was revised
accordingly.

NEW YORK 9/14/88 New York wrote: "I Would say that we do not expressly define
infant and withholding of medically indicated treatment. I

would add though existing New York law is sufficiently clear
as to who is afforded protection and under what circumstances
protection is needed."

12/28/88 With regard to the fact that there are no
express policies to obtain access to records
and independent medical examination as
required by Federal regulation, New York
pointed 'to. informal procedure and statutes
that could be availed: "Obtaining a child's
medical records is a well established
procedure. Family Court law in New York
State contains written procedures for
olltaining an independent medical examination
when medical neglect is suspected."

NORTH No.
CAROLINA

12/28/88 None.

NORTH 9/14/88 None.
DAKOTA

12/28/88 North Dakota wrote that it would revise its
policy to include an expanded definition of
infant.

OHIO 9/14/88 Ohio cited an administrative rules definition of "child" as 12/28/88 None.
the reasonable facsimile for the CAA's definition of "infant."
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OKLAHOMA No. 12/28/88 By letter of January 23, 1988, the agency
explained why it did not develop
specific procedures under the CAA:
"Iliongstanding policy and state law
authorized a full panoply of legal remedies.
access to children's medical records, and
medical examination of children whenever
abuse or neglect of any kinJ vas at issue.

. . Additionally, recently proposed
revisions (developed from DHS's standard
ongoing rviw OV policy) incorporates all
of the criteria and purposes of the federal
regulation. . . These'orovisions simply
consolidate existing'memos in one section.
and adoption by the Director is anticipated
very soon."

OREGON 9/14/88 With regard to agency policy language that allows overruling
a parental decision of nontreatment only when an ICRC finds
treatment is medically indicated, Oregon claimed: "The
Medical Neglect Investigator determines thr course of action
to,be taken including whether or not there should be court
inVolvement. Information-is_obtained from the attending
physician, the hospital review committee, the consulting
neonatologist and other approOriate medical professionals.
but the Medical Neglect Investigator is the one responsible
for deciding if legally-required treatment is being witlheld."

12/28/88 Concerning policy language which allows an
inapOropeiate amount of authority'to the
ICRC, Oregon.claimed: "Nowhere in these
sections doex,it state that the Hospital
Review Comeitteo or a'Ohysician have the
authority or responsibility to determine
whether or not there has been an illegal
denial of medical treatment."

RHODE No.
ISLAND

12/28/88 With regard to policy language that limits
CPS intervention to parents who refuse
consent to treatment, Rhode Island claimed:
"I wish to advise you very clearly that we
would initiate an investigation if an
allegation is received that a physician with
or without the consent of the parent is
denying legally required treatment."

SOUTH No.
CAROLINA

12/28/88 None.

SOUTH No.
DAKOTA
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12/28/88 With regard to ICRC involvement, South Dakota
wrote that "the procedure by which Child
Protection Services relies on tho results of
the medical consultant's discussion with
the ICRC representative will be reviewed by
the South Dakota Deparbnent of Social
Services." Concerning the definition of
infant, the State wrote that its "procedures
will be updated to define infant as defined
by HHS regulations."
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TENNESSEE 9/14/88 Tennessee showed that it had policies which enabled it to
obtain independent medical examinations and an infant's
medical records. The report wt. revised accordingly. With
regard to the absence of the CAA standard of care in its
policy, Tennessee wrote: "Within CPS policy severe abuse is
defined to include a lifethreatening condition. This CPS
policy allows us ,to intervene on behalf of handicapped
infants." Concerning a definition.of infant, the State
wiote: oWithin policy and practice we investigatA and
provide services to all children under the age of 18 who are
At risk of abuse or neglect. Handicapped infants are
included within this mandate."

12/28/88 None.

TEXAS 9/14/88 Concerning the definition of infant, Texas wrote: "It is
correct that Texas does not define the term "infant" in
either the Texas .family Code or the Texas Depa-tment of Human
Services Child Protective Services HandOook."

12/28/88 The State claimed: "We disagree that not
defining infant is a deficiency. We apply
the regulations to all children (under age
18) who meet the criteria in the regulatios,
including infants."

UTAH 9/14/88 Utah made no effort to justify or explain policy language
which misstates the legal standard of care. Instead, the
agency explained its exclusive authority to determine
medical neglect, an issue never brougtt out by the report:
"The quote received appears to indicate that the treating
physician is the one who determines the 'inhumane' treatment.
As I view the entire section of procedures I interpret it
to be.referring to the treating physician not having that
exclusive authority." Concerning the definition of infant,
the State wrote: "The state has defined infant for purposes
of these special procedures at under one rear, however, our
child neglect lams have mandated investigation of medical
neglect for children from birth to age 18 since the initial
legistition. I do not see the expressed conflict in Utah's
definition and the regulationicited except that the
cumbersome procedures are not in play after the chcid reaches
one year."

12/28/88 None.

VERMONT 9/14/88 None. 12/28/88 With regard to a definition of infant,
Vermont wrote that "we will be adding
immediately the definition of 'infant' to our
regulations using the NHS definition in the
;.;ederal RegiAter."

VIRGINIA 9/14/88 Virginia advised that it would revise its definition of infant 12/28/88 Virginia wrote: "The revised draft
to reflect the HHS regulation. accurately reflects our comments as submitted

to you in an October 6, 1988, letter."



iTATE RELEVANT CPS RESPONSE AND REPORT REVISIONS

EXCERPTS
SENT TO
CPS

REVISED ADDITIONAL CPS RESPONSE
EXCERPTS
SENT TO
CPS

WASLINGTON 9/14/88 Washington did not directly address the stA.---.Ince of the
report. Instead, the agancy wrote: "I am concerned by the
lack of coordination with Deparbment,cf Health and Human
Services especially(region officecand with thii state.
Information which is readily available through either of
these sources would appropriately addross some of tiar
concerns highlighted in the report."

WEST
VIRGINIA

12/28/88 Washington claimed: "If you have concerns
with the HHS interpretation of its own rule,
then your challenge should be directed to
that agency and not be directed at the
states. Perhaps their further clarification
would address your concerns."

9i14/88 With lard to the lack of &definition of infant and the
stands of cart, West Virginia wrote: "It is our
expectation, based upon experience, that any questions as to
whether or not a child is neglected will be referred to our
State Office for review and final decision." Concerning
its deference to the hospital under investigation, the agency
wrote: "The Department directed its field staff to seek the
advice of hospital personnel in deciding whether proper care
was being provided. Whatever decision is reached by field
staff is subject to State Office review before a final
determination is made."

12/28/88 None.

WISCONSIN 9/14/88 Wisconsin submitted current policy that contained those
procedures that the report had previously cited as absent.
The report was revised accordingly.

12/28/88 None.

WOMING No. 12/28/88 Wyoming wrote: "I have reviewed the
excerpts from the draft report on Medical
Discrimination Against Children with
Disabilities. I an not aware of any errors
in thes matefials."



ANALYSES OF CPS COMPLIANCE WIN THE CAA

CAA REQUIREMENT CAA REQUIREMENT
FOR INDEPENDENT FOR, ACCESSIO GRA DEFINITION OF CAA TREATMENT RETAINS FULL CAA RESPONSIBILITY

STATE MEDICAL EXAM? IZE4CAL RECORDS? INFANT USED? STANDARD USED? FOR THE INVESTIGATIMI?

ALABAM Yes but an No procedures No -.protection Yes standard is No CPS allows ICRC to deteridne if treatment is

opinionmill be contain no such limited'to children reprinted verbatim, consistent with the CAA and will not investigate

sought only when provision. less than 1 year if there is no dispute between the attending

no ICRC exists of age, physician and the hospital ICRC.

at a hospital. See app. C, Alabama, for details.

ALASKA Yes but an Yes but only No, protection Yes standard is Mo CPS directs all complaints to hospital

opinion will be when there is no limited to children reprinted verbatim. review board for a determination whether a

sought only when ICZC, less than 1 year complaint is "valid."

no ICRC exists of age.

at a hospital.

ARIZONA Yes. Yes. No protection No ambiguity per No it appears that the agency will intervene

limited to children nits "quality of only where disagreement exists between the

less than 1 year life' factors to bt hospital and the parents. See app. C. Arizona,

of age. considered. for details.
See app. C. Arizona,
for details.

ARKANSAS No procedures No procedures Yes definition is Yes standard is No the hospital that is most frequently under

contain no such contain no such reprinted verbatim, reprinted verbatim, investigation for medical neglect was permitted

provision. provision. to write the rules of investigation and to name
the "independent" medical reviewer.

COLORADO Yes. Yes. Yes definiticm is Yes standard is Yes but agency evidently lacks independent

reprinted verbatim. reprinted verbatim, medical consultants which-could produce undue
reliance on the ICRC. See app. C. Colorado.

CONNECTICUT No procWures No procedures
contain no such contain no such
provision. provision.

Yes definition is Yes standard is Yes.
reprinted verbatim, reprinted verbatim.

DELAWARE Yes. Yes. No the protected Yes standard is No CPS allows the hospital "contact person" to

class is not reprinted verbatim, determine if treatment is consistent with the

described. CAA and the hospital preselects the independent
medical reviewer.

DISTRICT Yes.
OF
COLUMBIA

Yes. Yes definition is Yes standard is Yes but the agency indicated that it regards

reprinted verbatim. reprinted verbatim, the hospital's ICRC as the forum to resolve the
cases. See app. C, District of Columbia.



CAA REQUIREMENT CAAIIII:ENENT
FDR INDEPENDENT -FOR TO CM DEFINITION OF

STATE MEDICAL WM NEDICM. RECORDS? INFMT wirt CAA TREATMENT RETAINS PULL CAA RESPONSIBILITY
STANDARD USED? FOR THE INVESTIGATION?

FLORIDA No procedures Yes but only Yes definition is
contain noluch when there is no reprinted verbatim.
provision. ICRC.

Yes standard is No CPS allows the "hospital liaison" and/or the
reprinted verbatim. ICRC to detenmine if treatment is consistent

with the CAA.

GEORGIA No procedures No procedures Yes definition is Yes standard is No CPS allows the hospital ICRC to determine
contain no such contain no such reprinted verbatim. reprinted verbatim. if troatment is consistent with the CAA.
provision. proiision.

HAWAII No procedures Yes.
contain no such
provision.

Yes definition is Yes standard is
reprinted verbatim, reprinted verbatim.

No CPS will not investigate a report if
any other medical opinion exists to support
an attending physician's judgement about
withholding treatment.

IDAHO Yes. Yes. Yes definition is Yes standard is Yes.
reprinted verbatim, reprinted verbatim.

ILLINOIS Yes. Yes. Yes definition is
reprinted verbatim.

Yes standard is Vas.
reprinted verbatim.

IOWA Yes but manner Yes.
of obtaining
court order is
not mentioned.

Yes definition is
reprinted verbatim.

No standard of care Yes.
is not described in
the procedures.

KANSAS Yes. Yes. Yes definition is Yes staadard is Yes.
reprinted verbatim. reprinteJ verbatim.

KENTUCKY Yes. Yes. Yes definition is Yes standard is Yes.
reprinted verbatim. reprinted,verbatim.

LOUISIANA Yes. Yes. Yes definition is Yes standard is Yes.
reprinted verbatim. reprinted verbatim.

MAINE Yes. Yes. No the protected Yes /tandard is
class is not reprinted verbatim.
described.

No a circular distributed to CPS staff
recommends that CPS allow the ICRC to determine
if treatment is consistent with the CAA.
See app. C, Maine, for details.

MARYLAND Yes. Yes. No the protected Yes standard is
class is not reprinted verbatim.
described.

Yes.



CM REQUIREMENT CM =EMIT
FOR INDEPOIDENT FOR TO CAA DEFIN1TIOU OF

STATE MEDICAL EXAM? MEDICAL RECORDS? INFANT USED?
CAA TREATMENT
ST/VOARD USED?

RETAINS FULL CAA RESPONSIBILITY
FOR REINVESTIGATION?

MASSACHU- Yes.
SETTS

Yes. Yes - definition is
reprinted verbatic

Yes - standard is
reprinted verbatim.

Yes - but agency evidently lacks independent
medical consultants which could produce undue
reliance on the ICRC. :lee app. C, Massachusetts,
for details.

MICHIGAN Yes - but an Yes.
opinion will be
sought only when
no ICRC exists
at a hospital.

Yes - definition is Yes - standard is
reprinted verbatim. reprinted verbatim.

No - CPS will not respond to reports from parents
that the hospital is not providifig treatment for
their child and will direct all complaints to
hospital ICRC. See app. C, Michigan, for
details.

MINNESOTA Yes. Yes. No - protection Yes - standird is
limited to children reprinted verbatim.
less than 1 year
of age.

Yes.

MISSISSIPPI No 7 eroceduras No - procedures
contain no such contain ne such .
provision.- provision.

No - the protected Io - standard of Yes - but the investigation procedures are

class is not care is not defined: ad hoc, incomplet, iind lack the input of

described, independent'medical consultants.

MISSOURI Yes -th.t only
if no parental
consent hr if
ICRC disagrees
with attending
physician's
treatment.

Yes. Yes Yes - standard is Y. - but the agency places undue reliance on
reprinted verbatim. the judgements of the hospital review committee.

See app. C, Missouri, for det-ls.

MATANA Yes. Yes. No - tho protected No - standard of care Yes - but see app. C, Montana, for practice of

class is not is not described in "joint examination" of an infant between the AAP

described, the procedures, medical consultant and the attending physician.

NEBRASKA Yes. Yes. Yes - definition is Yes - standard is
reprinted verbatim, reprinted verbatio.

Yes.

NEVADA Yes. Yes. Yes - definition is
reprinted verbatim.

Yes - standard is
reprinted verbatim.

No - CPS allotm the hospital ICRC to determine
if treatment is consistent with the CAA.

NEW Yes.
"A'4.3HIgE

Yes. Yes - definition is Yes - standard is
reprinted verbatim, reprinted verbatim.

Yes - but the agency indicated that there would
be no further investigation if an ICRC approved
the treatment decision. See app. C,
New Hampshire, for details.



CAA REQUIREMENT CAA REQUIREMENT
FOR INDEPENDENT FOR ACCESS TO CAA DEFINITION OF CAA TREATMENT RETAINS FULL CAA RESPONSIBILITY

STATE MEDICAL EXAM? MEDICAL RECORDS? INFANT USED? STANDARD USED? FOR THE INVESTIGATION?

Ned
JERSEY

Yes. Yes. No protected
class is not
descAbod.

No standard of care Yes.
is not described in
the procedures.

NEW
MEXICO

Yes. Yes. Yes definttion is Yes standard is No CPS will not investigate if parents and a
reprinted verbatim. reprinted verbatim, physician agree that treatments should be

withheld.

NEW YORK No specific procedures were established to respond to a medical neglect situation, Therefore, there art no provisions for
independent medical examination or access to medical records. Neither the definition of infant nor the CAA standard of care are

described. In addition, the agency indicated that there iere no specific guidelines indicating who should be consulted if a
modr.zal neglect situation arises. See app. C, New York, for details.

NORTH Yes.
CAROLINA

Yes. Yes definition is Yes standard is Yes but CPS evidently has no independent
reprinted verbatim, reprinted verbatim, medical expert and /knows the hospital to be

the primary resource .or "consultation." See
app. C, North Carolina, for details.

NORTH Yes.
DAKOTA

Yes. No protected Yes standard is Yee.
class is not reprinted verbatim.
described.

OHIO Yes. Yes. No protection Yes standard is Yes.
limited to children reprinted verbatim.
less than 1 year
of age.

OKLANOKA No procedures No procedures No protected
contain no such contain no such class is not
provision, provision. described.

No standard of care No CPS allows the hospital ICRC to determine
is not described in if treatment is consistent with the CAA.
the procedures.

OREGON Yes. Yes. No protection Yes standard is No CPS terminates its investigation when a
limited to children reprinted verbatim. hospital ICRC determines that treatment is
less than 1 year consistent with the CAA.
of age.

RHODE Yes.
ISLAND

Yes. Yes definition is Yes standard is Yes.
reprinted verbatim, reprinted verbatim.

SOUTH Yes.
CAROLINA

r.

Yes. Yes definition is Yes standard is Yes.
reprinted verbatim, reprinted verbatim.

3 0 4



ts3 CAA REQUIREMENT CAA REQUIREMENT
V2 FOR INOEPENDENT FORACCESS TO CAA OEFINITIONI OF CAA TREATMENT RETAINS FULL CAA RESPONSIBILI1Y

STATE MEDICAL EXAM? MEDICAL REMISS? INFANT USED? STANDAPA USED? FOR THE INVESTIGATION?

SOUTH Yes. Yes. No protected Yes standard is Yes.
DAKOTA class is not reprinted verbatim.

described.

TENNESSEE Yes. Yes. No protected
class is not
described.

No standard of care Yes.
is not described in
the procedurss.

TEXAS Yes. Yes. No protected
class is not
described.

Yes standartis Yes but the agency evidently lacks independent
rtorinted vedalim. medical reviewers.

UTAH No procedures Yes. No protection No "inhumane Yes but the agency lacks independent medical
contain no limited to children treatment" provision reviewers which could cause undue reliance on
provision for the less than 1 year misstates the hospital ICRCs. See app. C, Utah, for details.
court order. of age. standard. See app.B,

Utah, for details.

VERMONT Yes. Yes. No protected
class is not
described.

Yes standard is Yes.
reprinted verbatim.

VIRGINIA Yes. "es. No protected
class is not
described.

Yes standard is Yes but the agency lacks independent pedical
reprinted verbatim. reviewers tklich could cause undue reliance on

hospital ICRCs. See app. C, Vir., for details.

WASHINGTON No procedures Yes.
contain no such
provision.

No protected
class is not
described.

No procedures
do not define the
standard of care.

No CPS allows the hospital ICRC to determine
whether treatment is consistent with the CAA.

WEST Yes.
VIRGINIA

Yes. No protected No standard of care No CPS allows the hospital ICRC to.determire
class is-not is not described in wtAther treatment is consistent with the CAA.
described, the procedures.

WISCONSIN Yes. Yes. Yes definition is Yes standard is Yes.
reprinted verbatim, reprinted verbatic.

WYOMING Yes. Yes. Yes definition is Yes stamdard is Yes.
reprinted verbatim, reprinted verbatim.
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COMMISSION
FOR HUMAN SERVICES

Donis Hams, Chaim=

Doe of Oi lahoma

Departmert-4 Human Services
Soquev, tonal Off Ice ituidag

4 Dot 25352
Oklahoma Coy. (X la. 73125

January 19, 1989

William J. Howard
General Counsel
U.S. Comaikion on Civil Rights
1121 Vermont Ave., N.W.
Washington, D.C. 20425

RS: Comiasion Report on
MG:dimmed Newborn

Dear Mr. Homard:

DIRECTOR
OF HUMAN SERVICES

PM Wawa

The State of Cklehmes has teen md oontinuee to be in substankial
compliance with the Child Abuee Preven%on aniTreatmant Act, 42 U.S.C.
5 5101 et geq,, Section 4(b)(2)(k) of the Child Abuse Assendrents of
1984, an7wRillmplementing regulation contained in 45 C.F.R. i 1340.15.
Toe Department ot Human Services, eating as the °properly constituted
authority" within the state, has exerted a good flide and eueoessi111
program to aggreeeively pursue and enforce federally mandated goals and
objectives or the above raferenoed laws and regulatory guidelines.

The agency's former Director, Mr. Robert Fulton, initiated the
state's efforts en January 2, 1985, in reep.-ose to draft regulations
lePlementing Fab. L. 98-457. (See copy of memorandum included as
Attactmsnt 1.) Subeequent to thernaliahing of new regulations in the
Federal Register in April, 1985, this agency developed appropriate
witten notices for all hospital facilities in Oklahoma. The Carols-
sion's attention is directed to Attachment 2 which Ls a oopy of the
formal written roVree V3 hospital Moiniatrators transmitted August
23, 1985.

The requirementa of Section 1340.15 were fully complied with in
the notice in discusaing the obligations of facilities under the nro
rules. Mr. Michael Fogarty, prsiatant Director of the Agency's Medical
Services Division, informed each facility of the strict requires:writs of
the law. FOr exemple, he included the criteria of S 130.15(2)(n)
demanding that each hospital designate a pews responsible for
reporting suspected medical neglect including the withholding of
ludically indicated treatment from disabled infanta with life
threatening conditions. Althim4gh the adainiatrator was presumed to be
the designee, the facility was required to report the name of the
individual.

William J. Howard
General Counsel
U.S. Commission on Civil Righta

January 19, 1989

Page 2

Within the agency, the Child Abuse UrAt was authorized V3 "coor-
dinate eil-COonsult" with designated hospital nnpresentativos in compli-
ance with S 1340.15(2)(i). The name, address and telephone =her or
the auperviaor (Ms. Ann Beam) was incorporated in the notice.
Concomitantly, the facility was apprised of ita obligation under
federal law to "promptly" notify the Unit of any cases or suspected
medical neglect (ae required under subsection (2)(ii) ). Indeed, the
agency notice exceeds federal requirements by directing deeimees to
utilize the 24 hr./7 day per week Child Abuse Hotline whenever the mein
office is closed.

The additional facility responsibility to update designee inform-
tion arrusally was also noted as mandated under aubaaction (3) of the
regulation. Furthermore, a form was provided for the facility to uti-
lize initially and with aubsequent updatea. (A copy is Included with
Attaehment 2 eor your review.)

Notwithstanding any sisunderiatandings resulting from Info:me
phone entacta between C.C.R. staff and Ms. Diana Stall, Cklahome
Departs:int of Hunan Services writt;en policy contains =emus section
whidh authorisc4n4 mecums ectisi V3 protect infants end,ctildren
firms either absse cc neglect including medical neglect. Minimally,
recently proposed revisions (developed from ESS's ntandard ongoing
review or policy) incorporates all of the criteria and rurpcees or tts
federal regulation. (See oopies of proposed reviaed policy dated
Deoember 12, 1988 maricaAttachsent 3.) These provirsicxus alsçly
conolidate existing memos in me section, and adoption by the
Director is anticipated very mon.

It should be recognized, however, that laigatanding polluy and
state law authorized a fUll panoply of legAl nmoedies, access to
children's,redical records, and medical examination of children when-
ever &Nee or neglect of any kind was at issue. FOr example, aecticna
620-624 discuss, in minute detail, pmceduree available to commence
investigation of auspected abuse or neglect, initiation of legAl pro-
ceedinge through the appropriate diatrict attorney or the agency's
legal division, acquisition and protection of the medical records or
children, coordination with varioua law enforcement officials, and
heuring medical ex= and treatment. Moreover, state law contained in
21 Ckl.-Stat. 5 845 specifically authorizes legal action for protection
of abused or neglected dhildren. Tne requirement of "prompt notifica-
tion" was codified previously in Section 846. Theft statutes, aa well
as the above written policy, pertain to any child from birth durough
eighteen (18) years of age.

Aa evidenoed by the attached notices, the Natonal Center on Child
Abuse, D.H.H.S., has approved grant, encompasaing four consecutive
fiscal years for Cficlahan's Child Abuse and Neglect (Disabled Infants)/
Infant Care Review Committee Project. (See copiea deeignated Attactrent



Willism J. Howard
General Ccensel
U.S. Commission on Civil Rights

January 19, 1989
Page 3

4). Considerable time, expense and effort was devoted V3 the applica-

tion process as well as operation of the program. Suffice it t.13 say

that the State of Oklahoma and this agency considers the program and

its purpoee to be of major importance.

There have'been four (4) caaes which were reported as suspected
medical neglect and withholding.mlical treatment. Pal fcur oases were

investigated by the appropriate authority. Written reports with recce-

mendaticns were pnavided to the district attorney for review. Each

case was additionally reviewed ty the Infant Care Review Comittee at

Children's Hcepital of Oklahoma. However, tHS made the decision ae to

rehuind to the diatrict attorney.

In three (3) of the reported cases, the district attorney filed

petitions seeking an emergency order for consent V3 mcemary medical
treatment andkor placement of custo.y with Cnild Protective Services

foc the purpose of cementing to mamary medical treatment. In all

three (3) cases, hearinge were held before a judge. The Court granted

the motions with treatment ultimately provided.

Of those three (3) losses, two (2) have since teen dismissed and

closed and the other restains cpen with the child a ward of tbe court.

Nom of the children have died in these three (3) cases.

Records ot the fourth case were not received in the state office

(fn2a the county tHS offioe) at the time of the informal phcne contact

with Me. Steil In late July, 1988. Zhe allegation, =haired in the

Commission report are inCorreot. Indeed, this agency is unable to

deteneina the scuroe of these mfounded allegations. If the Commission

desires further verification, please infona this agency of the aources

of the informatice, dates, names and othsr necessary data mach as hos-

pital, Oysiciananurses Involved, and case rmbere.

In suateary, HMIs agency respectfully disagrees with the Cassis-

sim's initial report findinge. Despite the fact that the report was

promulgated based upon incomplete and inaccurate information, this

agency feels confident that the Crnrission will revise its findings
avoordingly, and consider the Oklahoma tepartment of Human Services in

full caepliance r all relevant federal laws, rules, regilations and

guidelines.

It is the genuine hope of this agency that the C.:mission can

devote its time and resources V3 other equally cancelling and urgent

civil rights matters affecting human &gay auch as discrimination

based upon race, ethnicity, and aex. These problems have proliferated
dangerously in the pest aeveral years. This agency is equally =nit-
ted to aggmesively eliminating all vestiges of civil digits discri-

mination and will endeavor V3 vigorataly protect the personal rights
and freed= of par clients. Your interest and caleern is appreciated,
and we trust that this matter is resolved to ycur 'satisfaction.

3(39

William J. Howard
General Counsel
U.S. Cormission on Civil Rights

January 19, 1989
Page 4

With regard to fUture cassunications on this subject or other

significant areas of =cern, please direct written inquiries V3 the

Office of General Ccensel at the letterhead address. This will avoid

future misunderstandir.gs, delay and expense V3 all concerned.

ohn

Respectfully submitted,
Charles Lee Waters
General Counsel

O. Pearls

'Assistant General Counsel

JGF:la

Emlosures

(Editor's Note: Tne attach:tents to this letter are available trios

the Office of CET:moll Counsel, U.S. anaission on Civil Rights,

Kbahington, D.C. 20425. 2he efts:infanta axe:

1. itemeandum, Jan. 2, 1985, tram Paext Fulton, on )ew Draft
/Wderal Fiagulations en "Baby Dm" Legislation

2. Letter to Hospitalildhistrators, Aog. 23, 1885, en require-
cent to nare individual b0 lepuLLredical neglect of disabled
infants.

3. Rules on Itports of Abuse in Cut-of-Eare Care, 12/12/88

4. Grant marl forms fres Natimal Ctnter en Child Abuse for 1985-
86, 1986-87, 1987-88, and 1988-89

5. Itgulations on Child Abuse/Neglect/Inteke/Legal Process issued

10-1-84, secs. 620-624.42

6. Fegulations on Cklaham Children's &curial Hosgtal issued

7-15-79, secs. 670-675

7. *Watt= en Cdadsam of Childhtlfare issued 8-3-79, secs.
680-585.5

8. Fegulations cn coarentation of Service Delivery issued 6-15-79,

secs. 690-697.2)



COMMISSTON
FOR HUMAN SERVICES

Rums Harsh. Musa=

statoroualca4
Department of HuMan ServiCes

Savo* Memorial Office Building
P.O.Bot 25352

Oklahoma City. Okla. 73125

August 10, 1989

Reg: at:cation of:

Mr. Vincent Mulloy
Office of General Counsel
U.S._Coaedecion at Civil Rights
'1121 Areneont Ave., N.W.
Washington, D.C. 20425

RE: Request for ClarifIcation of January 19; 1989
Correspondence frau Department of Hunan Services
Office of General Counsel

DIRECTOR
OF HUMAN SERVICES

Ptft Watson

Dear Mr. MUlloy,

I have personally reviewed detailed documentation reltwing to the
four cases in Which Oklahoma Ycuth Services personnel investigated
alleged medic:al neglect. Additionally, / inteaviewed Ms. Edane Stell
cemendng any oonvereaticra she emy have had with representatives of
your office in 1988.

All fbur cases reported in my correspondence of January 19, 1989,
were correctly recorded aDi verified, in each case, by treating physi
cisme, the ICRC of the respective hcepital, an independent physician
not involved in the patient's care, Youth Services investigative per-
sonnel and their supervieors, district attn./am judges in the coun-
ties in question, and of couree, the State Office of DHS.

Ms. Steil presented the log with Info:Web:a-of the referrals for
my review. Although ehe was under the assungtice that her phone ccn-
versations in 1988 were with federal.= eeMloyees, ahe stated that it
is possible that an employee of the Corasistgam contacted her. However,
ahe is adaannt that the information she provieed by phone was read
directly fron the log. Finally, the information I provided in January,
1989 corresponds to the anginal entries cn the log. Indeed, Ma.
Stell's statements to me yesterdey are identical-to statements she made
to me in January.

The Commission's rough draft was, in fact, inaccurate. The only
conceivable erplanation is that the Comnisaion's representative incor-
rectly recorded Ms. Stell's statements. Of ccurse, one of the cases
was not recorded cc the log until after the telephone conversations
with MS. Stoll. I reported that ease, however, in my January

Mr. Vincent Malloy

Office of General Counsel
U.S. Comnission on Civil Rights

Page 2
August 10, 1989

aorrespor.dence. In aRy event, it is highly questionable that the rep-
resentative failed to request in writing similar verification from Ms.
Stell in 1988 Lane:Hatay following the phone ccnversations.

Became of applicable statutes, regulations ond policy, no identi-
fying information can te provided without written consent of the par-
ties. Investigatices indicated tNat the parents Ln those cases were
refusiRg to consent to treatment protocols. All four cases were refer-
red to the appropriate district attorney pursuent to atate law and
agency andlospital policies. In three of the oases, iihe district
attorneyeaught and obtained court orders granting DHS custody for pur-
poses Of coneenting to treatment. In those three oases DHS obtainee
the appropriate treatment, and all three children are alive although
severely handicapped.

in Vas fburth cems,4the'district attorney required fUrther Invse
tiveon and advice-of medical experts. It Ntle ettermined by an inde-
pendent-ehysician (who was ultimately in agreement with the treating
PhYaiciad and ICRC) that the infant's condition was inoperable. Toe
intent hid already urvIergone two-sxtensive ploratory operatic:as. The
treiting physician determined that there was,no known cure or surgical
orocedure mailable. Separate inatdries ar Abe iniegmdent physician
and ICRC both determined that there were no knmetsurvivors'in medical
literature with the degree of dysfunction observed and,documented in
the infant. Further, death was inadrent regardless of any treat:ma
protocol that Welt be dhoswa. Uwe* also evident that fUether surgi-
cal intervention would have resulted in a alower, painfUl, more agmais-
ing,death.'

The district attorney, based upon the above investigative find-
ings, declined to pursue legal action, civil or crindnal, against the
parents or physician. Althcugh the anawrsous complaint was initially
made against the treating physioian, the investigators, independent
phyaicians, ICRC, cnd perenta were unsnimous in stating that the
treating physician did not neglect or withhold treatment. To the
contrary, the treating physician and parenta each stated that the
physician fully explained all treatment protocols, the diagnosis and
prognosis, end advised them to seek a seoond opinion. Tne medical
records and laboratory tests supported the opintm of the physician.

The parente refused to conaent to alitional surgical interven-tion. Their final stated deciaion and written conaent was to make
their infant as painfree and ccmfortable as possible. Pain redication
was prescribed and administered. The physician also prescribed, and
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Mr. Vincent Mulloy
Office of General Counsel
U.S. Omission cc Civil Sights

rage 3
August 10, 1989

the hoepital adminiatered, rutrition and hydration intravenously. This

case arose prior to current federal Lb( ba wOUld Clearly have met all

of the three exceptions to wer.datory treatment outlined in 45 C.P.077

1340.15.

RIWESPTO ME I:OMISSION

.Tne verified records of thnae four cases demonatrate conclusively
that the-MERU:iron's ramOt draft wia in error. Since publication of

hutmerete. data would be quite embarraeing to individual Comdssion

members, the State of Oklahoma requests that the tin.N1 report te cor-

rected prior to printing. In addition, 'correspondence (with all

attachments) including the responses to Mr. Howard datsd January 19,
1989) and April 24, 1989, this rugoonse to Mr. MUlloy, and the Order
granting defendant& &wary Judgment in Jdormusok_et al v. Salivan, et

al_(a copy Sa attacheatureto), should be attached in full to the final

report. Pinally,,please forward a gointed copy of the report to the

undersigned UM appropriate billing.

Because toe State of Cklahoma and Department of Humen'Serviose are
ocuplyina fUlly with the exemplary provisicni of the Child Abuse and

Treatment Ant, 42 U.S.C. S 5101 et Mgt, Sectiun 4(b)(2)(k) of the
Child Abuse Ammoiment of 1984, ana-45-0-.P.H. S 1340.15, the General
Counael requests that any other alleged medical negAect, or allegations

of failure to investigate properly medical neglect, known to the Cour

miseinn, te :forwarded to the usdersigned. The Candaalce can be assur-

ed that imultate and appropriate inveettgatiao and entionUill bs ini-

tiated by Vas ante,.
Please confirm in writing the receipt of this mailing (including

attachmenta) mailed express thia date.

Sirrere

,/140
G. Fears

)
Assistant General Counael

JOY:la

cc: Governor Henry Hellman



IM THE MIT= SIAM DiSTSICT COURT FoR

I ElailTZPZ burrbm or onmon

caR12011 JOHNSON by SHARON J0111400. )
as his next friend, et al.. )

)

Plaintiffs, )

)
V. ) Mo. CIV-55-2434-A

)

RICHARD R. GROSS, M.D., in his )

individual capacity, et el., )

)

Defendants. )

JUN271909

etile.mr. Messalleeer." ""'''''.41.

OIDII
Before the Court in this case is dofendants' joint sotio4 for

partial sumsaryjudgeent. Defendants inek,partial suemarijungment

under Fed. R. civ. P. 54(4) on plaintiffs' claims for injunctive

and deClaratory relief on the ground that the discriminatory

practices cf which plaintiffs complain do not represent an ongoing
hare, and ars incapable of repetition. The defendants egaimetwhom

only injunctive and declaratory relief is sought also soak

dismissal free this action.

Plaintiffs bring this action both on their own bahalf and on

behalf of all children with myelomaningocel. who have been, are,

or say in the future be evaluated or treated by tho

eyelosoningocele team or its mashers at Oklations Children's

Me32:161 Hospital (0001), and on Wulf of their parents and legal

guardians. Amended Complaint, p. 6, para. 32. Plaintiffs' allege

that defendants, medical service providers and administrators at

OCMH, and others, discriminate against infants born with

myelomeningocele by basing treatment dacisions on non-medical

gocial and economic criteria, such as the family's economic and

intellectual resources, geographic location of their home, and the

child's projected intellectual capacity. Plaintiffs'allege that

the use of 'such criteria constitutes discrimination in violation

of their substantive and procedural due process rights, and rights

to equal protection under the Fourteanth Amendment. causes of

action 1-8'of plaintiffs' First Amsnded Complaint seek declaratory

and injunctive relief, as well as monetary damages. These causes

of action pray that tkal Court both declare that defendants have

engaged in unlawful conduct and also enjoin defandants fnma fUrther

engaging in such conduct.

miummycjigual
A: clain for injunctivo relief is Appropriate only vhere a

plaintiff daaenstrates that he faces a risk of continuing harm.

Evidence of past injury alone is insufficient to warrant an

injunction. law.% city of Wows), 755 F.24 540, 572 (7th cir.

1985)i O'Shea v. Littletoti, 94 S.Ct. 449, 674 (1974). In addition,

to maintain a claim for injunctiva relief a plaintiff must show

sore than a 1114X11 speculative or theoretical ;eligibility
of future

harm. There must be some realistic likelihood that the alleged

past harm will be repeated. gitv of fins Angeles V. Lytina. 103

S.Ct. 1640, 1648-1670 (1953).

The Court finds that plaintiffs have failed to show any more

than a speculative possibility of future discriminatory treatment

by defendants, either vitiviiapect to the namea plointirfs, or with



respeet to present and future infants with myelomeningocele vho

witl be evaluated by defendants. Although this case has been

pending, over \three years, end xtensive discovery has been

conducted, plaintiffs have produced no evidence that defendants

have engaged in any selective discriminatory treatment of newborns

since 1984. On the contrary, the undisputed evidence submitted by

defendants reveals that all newborns under defendants, care sinck

1981, with the exception of one for whom surgical treatsent would

have been futile, bave received anomaly. treatment. gal luxury

of Defendants' Answers to Interrogatory Po. le, ixhibit 3,

Defendants' Motion. This evidence strongly suggests that any

unlawful discriaination practiced by defendants has long since

ceased. Reasonable jurors could not find that defendants pose a

risk *of continuing harm to children with myelomeningocele

presenting at OM. fed. R. civ. P. 56(c) mandates the entry of

summary judgment, after adequate time for discovery, against a

party who has failed to maks a sufficient showing on an essential

*levant of her case with respect to which she has the burden of

proof. Celotex Corn. V. Catretq, 91 L.tdad 265, (1986); Andereon

v../Albroz, 106 S.Ct. 2505 (1986).

Plaintiffs, argument in support of their proposition that a

facteel issue exists ss to whether discrisinatory medical treataent

is ongoing is unpersuasive. Plaintiffs rely on deposition

testimony by Cara Madison, Cheparney Camp, and fried& Ssith,

relatives of the infant plaintiffs in this case, that, prior to the

filing of this actior., defendants denied them any real choice as

to treatment of their children. This evidence, however, relates

only to defendants, past conduct et the time defendants were

evaluating the nased plaintiff infants. It does not constitute'

evidence of any existing or future threat of unlawfulconduct for

which an injunction might lie.

With respect to the risk of future harm to the named

plaintiffs in this case, both Melissa Camp and Stonewall J. Ssith

are deceased. Injunctive relief as to thee is therefore clearly

inappropriate. Carlton Johnson, however, is surviving and regains

an outpatient at 000. Although Carlton Joh,tson has been under

eefendants, care sinoshis birth in September 1982, plaintiffs have

produced no evidence of discriminatory sedical treatsant of him

since October, 1982. Plaintiffs' evidence of a continuing threat

of harm to Carlton Johnson consists entirely of unsubstantiated and

inadalscible statements of opinion, not basied on personal

knowledge, by Shan% Johnson, Carlton Johnson's mother.

Plaintiffs' **sponse Brief, p. 10-11. Such statements are not

coapetent evidence for resisting summary judgsent on defendants,

claias for injunctive relief. poised on the evidence before the

Court, reasonable jurors could not find that Carlton Johnson

presently faces a realistic likelihood W. future discriminatory

treatment by defendants.

Dalaraturaalia
Having resolved the injunctive relief issue, we now turn to

plaintiffs, claims for declaratory relief. The Declaratory

Judgment Act is enabling act, which confers a discretion on the



court, raths. An an absolute right on the litigant. green v.

1flanseRr. 88 L.M.2d 371, 379 (1985)1 Public Service Comm. v. Wycoff

04. 73 S.Ct. 236, 239 (1952).

The Court in its discretion declines jurisdiction over

plaintiffs' declaratory relief claime for several reasons. First,

declaratory relief is appropriate only where tho facts show wa

substantial controversy . . . of sufficient immediacy and reality

to warrant the issuance of a declaratory judgment.* Bandana

gasualtv Co. v. Pacific Coal & oil Co., $5 Lad. 826, 829 (194k).

As seen above in our discursion of injunctiv velief, plaintiffs

have failed to show that their controversy retains I quality of

immediacy due to an imminent threat of harm.

deed,C4, the declaratory judgsent remedy is ordinarily limited

to cases where the rights to be protopted have not yet been

invaded, or where the wrongs to be prevented not yet committed to

the extent of actionable damage. Where the wrongful acts

complained of have already been comaltted and the =MA of action

Already exists, dsclaratoly relief will not lie. 26 C.J.S.

Declaratory Judgments 117 (1956)1 C11121D118t1-11/tDSIitgaS.2.4.YA.

yiloritb, 212 7.2d 583 (6th Cir. 1954). Plaintiffs in this case

are cosplaining that their rights have already been violated by

wrongful acts already committed by defendants.

Third, a declaratory judgernt proceeding is primerilyintended

to construe the meaning of a law, not to determine the existence

of controverted facts. A court should ordinarily refuse a

declaratory judgment which can be sada only after a judicial

investigatiel of disputed facts. unitegjfinaiigrkers_guagrial
V. Roncca. 316 r.2d 166 (10th Cir. 1963), on resand, 232 F.Supp..

$65 (D. Wyo. 1964)/ Allstate Ins. co. V. Philip Leasina co., 214

F.Supp. 273, 276 (M.D. So. Dakota 1963). The present case will

turn largely on quesiona of fact to be resolved it trial. A

crucial fact question is whether defendants b. fact applied

discriminatory criteria in selecting infants for beneficial

treatment. Such fact questio:13 sake declaratory relief

inappropriate in this case.

Finally, the declaratory judgment remedy Ls ordinarily not

appropriate where another equally or more important remedy is

already available for the isSINS or rights sought to be detersined

or declared. : , 211

F.2d 441, 443 (5th Cir. 1956). This is particularly so where the

case is already ripe for relief by such remedy. greinier

, 358 F.Supp. 327;

330 (M.D. Tax 1973), ffd, 475 1,.2d 1402 (5th Cir. 1973).

Plaintiffs have a tally adequate remedy for their alleged wrongs

in their claim for monetary damages. The existence of this remedy

sakes declaratory relief unnecessary in this case.

Sszna bud=

For the above'stated reasons, defendants are hereby granted

summary judgment on plaintiffs, claims for injunctive and

declaratoxy relief. Fed. R. Civ. P. 56(d). Consequently, those

defendants against whom only injunctive or declaratory is sought,

defendants Reginald Barnes, William Barnes, Chandler, Coussons,



basalts, Paton, Parham, Purr, Croer, Sergio, Sarris, Ksrtl.11 Kidd,

Orr, Ps4illa, Stafford, Sullivan, Tatyrek, Touti, Tull, Walters,

Watson, Yngve, and Children's Shelter, Inc. are hereby DISSISszo

WITS MIMICS frost this action.

leasinin3 for trial in this eau are plikintiffs' clause for

monetary damagas against defendants Craig, Cross, Harbock,

/Wzsdesheldt, LIvington, Norris, Olson, Pratt, Wasook, Stuesky, and

Thespian.

It is so ordered this 2.11day of June, lOSS.

14111: P2t1. Ct#4.1
United .tetes"District Judge



Montefiore

Office of t.egal Affairs

litontelote Mecheat Center

111 East 210th Sttect
Bronx, New York 10467
22 920-6736

VIA FEDERAL.EXPRESS

William J. Howard
General'Counsel
United States Commission
on Civil Rights
1121 Vermont Avenue, N.W.

'Washington, D.C. 20425

Dear Mr. Howard:

In assOCiaton w.th
Aiben Einstem Co.ege of Med.c.ne

November 11, 1988

re: Proposed Report on Medical
Treatment of Handicapped Infants

Enclosed is the response of Montefiore Medical Center to an

excerpt from a report being prepared by the United States
Commiision on Civil Rights on the medical treatment of handicapped

infante, which was enclosed with your October 19, 1988 letter to

Spencer Foreman, M.D., President of Montefiore Medical Center.

We understand that the enclosed response will be published as an

appendix to the report, pursuant to P.L. 87-183 (98th Cong. 1st

Sess) (H.R.2230).

NCA:bw
Enc.
cc: Spencer Foreman, M.D.

Constance Margolin,
Associate General Counsel

Very t y yours,

Nadia C. Adler
Vice President -
Legal Affairs
and General Counsel

(A:INFANTS/B18)
/Wry lttd LUCy Mows Dmson
Del Jut' 0 Weft! Hosoet ot the
Ater: EOSIOn WV) Of 1/44:1400
84, Ateabaen MOWS-
Fan* HURD Center
Loeb Caw Sidled Fissog Fsoky
Mer levy Pare Neal' agefc.

3.06
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Response of Montefiore Medical Center
to Four Typewritten Pages
/dentified as a Portion of

"Chapter 11, Role and Performance of /CRCS,"
from a Proposed Report

by the United States Commission on Civil Rights
on the Medical Treatment of Handicapped Infants

This statement is submitted by Montefiore Medical Center

("Montefiore") in response to the four-page excerpt from the

above-referenced Report, which the United States Commission on

Civil Rights (the "Commission") forwarded to Montefi for

review and comment pursuant to the rules and regulations of the

Conmission (45 C.F.R. Chapter VII).

Although the Commission furnished only a fragment of its Report

to Montefiore, it appears that the purpos.e of the Report is to

evaluate compliance by infant care review committees with the

Child Abuse Amendments of 1984 (the "Child Abuse Amendments"),

which prohibit the withholding or withdrawal of medical treatment

from handicapped infants except under certain circumstances.
1

1 42 U.S.C. S5012. The Child Abuse Amendments define "child

abuse and neglect" to include "medical neglect." 42 U.S.C.

55102. The Child Abuse Amendments and the regulations of the

Office of Human Development Services of the Department of Health

and Human Services ("HHS") thereunder define "medical neglect" as

the "withholding of medically indicated treatment," which, in
turn, is defined in the statute and the regulations as "the
failure to respond to the infant's life-threatening conditions by

providing treatment (including appropriate nutrition, hydration
and medication) which, in the treating physician's or physicians'
reasonable medical judgment, will be most likely to be effective
in ameliorating or correcting all such conditions," with certain

express exceptions discussed in detail at pp. 6-8, infra. (42

U.S.C. S5102; and 45 C.F.R. Part 1340 and Appendix thereto.)

31S
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The excerpt provided to Montefiore focuses on the infant bio-

ethical review committee of Montefiore and the Albert Einstein

College of Medicine (the "Einstein-Montefiore Committee"), and

proposes to conclude (p. 4) that Committee has "not been attempt-

ing to apply" the standards established under the Child Abuse

Amendments.

Montefiae takes strong exception to the conclusions asserted in

the Report. These conclusions ara inaccurate, unfair and have no

basis in fact or law. Montefiore is proud of the members of its

infant bioethical review committee -- respected and dedicated

professionals who have devoted many anguished hours of thoughtful

and difficult work to ensure that no disabled infant is denied

medically indicated treatment.

The Einstein-Montefiore Committee was established in 1904 as a

set of interlocking committees, one for each of Montefiore's

hospital divisions and one for each of the two other hospitals

affiliated with the Albert Einstein College of Medicine and

Montefiore, A core group of experts, consisting of a neonatolo-

gist, three other pediatricians with expertise in neonatology,

disabilities and rehabilitative mecticine; and bioethicists, with

an 'ttorney acting as a consultant to the group, serve on each

hospital's committee. The individual hospitals appoint nusing,

social work, administrative and community representatives '13

their respective committees.

308
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The Chairman of tha Einstein-Montefiore Committee is Alan

Fleischman, M.D., Director, Division of Neonatology and Professor

of Pediatrics at Albert Einstein College of Medicine and

Montefiore Medical Center. Dr. Fleischman is an eminent bioali-

cist and neonatologist who is actively involved in many organiza-

tions dedicated to the care and rights of disabled infants,

including the National Bioethics Cr.amittee of the American

Academy of Pediatrics; the New Yorl. State Task Force on Life and

the Law; New York Neonatal Technical Advisory Group (to the New

York Statement Department of Health); Cie National Advisory

Committee, Project Bridge (U.S. Department of Eduation grant for

educating pediatricians about decision-making for disabled

infanti); and as Chairman for Chapter Grants, March of Dimes. He

is the author or co-author of approximately 130 book chapters,

articles and abstracts pertaining to neonatology and the care and

treatment of disabled infants.

The Einstein-Montefiore Committee chaired by Dr. Fleischman has

established a uniform set of principles to guide its members in

their deliberations. The principles are intended to assist the

Committee members in applying the Child Abuse Amendments to the

cases under review. Thus, the principles include explicit

statements affirming the intrinsic dignity and worth of every

newborn, and provide that all infants, irrespective of disability

or handicap, be offered "humane care and appropriate treatment."

(See Fleischman, Bioethical Review Committees in rerinatology, 14

Clinics in Perinatology 379 (1987) ("Fleischman"), 304.

3 2 0
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In addition, even though mandatory prospective review is not

required by federal law, the Einstein-Montefiore Committee has a

stated policy of prior review of all cases in which it is proposed

that medical treatment be withheld or withdrawn from an i.,fant

who is not imminently dying. The Committee's voluntary policy of

prospective review clearly adds to the burden of the Committee

members, at times requiring Committee members to meet on an

emergency basis to consider the needs of a particular infant, but

the Committee members view such prospective review as an integral

part of their duty to protect disabled infants from denials of

medically indicated treatment. It is clear both from the

Committee's principles and from its operational procedures that

it is dedicated to protecting disabled infants from denial of

medically indicated treatment.

It is also clear from the records of Montefiore's Division of

Neonatology that not just the Cormittee, but the neonatology

service: as a whole, is dedicated to providing medically indicated

treatMent to disabled infants, and routinely provides that care.

In each case, the determinant for treatment is whether, in the

reasonable medical judgment of the treating physician, a treatment

is available that can amelior'ate or correct a life-threatening

condition within the meaning of the Child Abuse Amendments. (See

pp. 9-10, infra.)

Accordingly, the Office of the Inspector General ("OIG"), the HHS

office responsible for auditing compliance with HES statutes and

regulations, has been favorably impressed by the pract4ce and

3 0
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procedures of the neonatologists and the Einstein-Montefiore

Committee. In its 1987 study of infant care review committees

under the Child Abuse Amendments: OIG singled out the Einstein-

Montefiore Committee from among the ten committees reviewed by it

nationally, describing the Einstein-Montefiore Committee in some

detail, and concluding that it is "generally structured and

functioning in conformance with the.HHS model guidelines, and may

serve as a useful reference for hospitals considering the estab-

lishment of similar committees."2 OIG reached this conclusion

based on a full-day on-site visit to Montefiore, in which OIG

staff conducted case reviews and interviewed Committee members to

get an in-depth understanding of the Committee's work.

By contrast, it aPpears that the sole source of information

relied upon by the Commission to criticize the Einstein-Montefiore

Comittee is the artiale written by Dr. Fleischman on infant

bioethLal review committees, referred to above. Dr. Fleischman's

article, however, does not comprise an exhaustive review and

report on the work of the Einstein-Montefiore Committee, and e

reading of the article cannot substitute for a thorough examina-

tion of the Committee's work. In fact, the sole portion of the

article discussing in any way the particulars of cases reviewed

by the Comectee provides only the most cursory summary of eight

of the thirty cases reviewed by the Committee in its early years,

2Office of Inspector General, U.S. Dept. of Health and Human
Services, Infant Care Review Committees Under the Baby Doe
program (1987), 11.
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in a discussion less than one page in length (Fleischman,

388-389).
3

Distilled to essentials, the excerpt from the Commission's Report

suggests that thf, Einstein-Montefiore Committee fails to adhere

to the Child Abuse Amendments because, as stated in Dr.

Fleischman's article, it has permitted treatment to be withheld

in some cases. However, the Child Abuse Amendments do not make

it unlawful to withhold or withaeaw treatment, but only to

withhold or withdraw medically indicated treatment. The sheer

fact of a denial of treatment in any given case is without legal

significance. No inference, much less conclusion, of illegality

can be. drawn from a denial alone. A finding of illegality must

turn on the detailed facts of each individual case, to determine

whether the treatment was medically indicated, including whether

the denial failed to fit within explicit regulatory provisions

permitting treatment to be withheld or withdrawn.

The Child Abuse Amendments and the federal regulations promulgated

thereunder explicitly authorize the withholding or withdrawal of

treatment under the following circumstances:

3
It should be noted that Dr. Fleischman's article, which was not
intended to be a comprehensive exposition of the Committee's
work, provided minimal information about the °cases discussed in
order to preserve the confidentiality of patient information.

CIA A
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"when, in treating physician's or physicians' reasonable

medical judgment, (A) the infant is chronically awl irrevers-

ibly comatose; (B) the provision of such treatment would (i)

merely prolong dying, (ii) not be effective in ameliorating

or correcting all of the infant's life-threatening condi-

tions, or (iii) otherwise be futile in terms of the survival

o:f the infant' or (C) the provision of such treatment would

be virtually futile in terms of the survival of the infant

and the treatment itself under such circumstances would be

inhumane." (42 U.S.C. S5102(2)(B)(3), 45 C.F.R.

51340.15(b?(2).)

To provide guidance to health care providers as to when the Child

Abuse Amendments permit the withhoiding of treatment, HHS issued

guidelines which state, inter alia, that the phrase "the treatment

itself rnder such circumstances would be inhumane" in subsection

(C) means that "the treatment itself involves significant medical

contraindications and/or significant pain and suffering for the

infant that clearly outweighs the very slight potential benefit

of the treatment for an infant highly unlikely to survive." 145

C.F.R. 51340.15, Appendix, p. 222.)

The Child Abuse Amendments and the regulations thereunder

expressly defer to the 'treating physician's (or physicians')

reasonable medical judgment" to determine what treatment "will be

most likely to be effective in amelicrating or correcting all [of

the infant's] life-threatening conditions" or whether other

324
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circumstances exist to permit a withholding of treatment under

one of the statutory exceptions. (42 U.S.C. S5102 45 C.F.R.

Part 1340, Appendix, p. 217.) In other words, Congress and HHS

have made clear that the determination as to what, if any,

treatment is medically indicated, is to be left to the profes-

sional judgment of the treating physician(s). Given that medical

judgments are key to decision-making under the Child Abuse

Amendments, it cannot responsibly be suggested that the Committee

has violated the Child Abuse Amendments, simply on the superficial

obser ation that medical treatment has been withheld.

Dr. Fleischman's comnents on the Committee's decision-making

process, cited by the Commission on the second page of the Report

excerpt, are entirely consistent with the Child Abuse Amendments,

which make medical judgments the key to the propriety of treatment

decisions. (45 C.F.R. Part 1340, Appendix.) In discussing the

categories of decisions that arise, Dr. Fleischman, As an expert

neonatologist, merely observes that in some instances -- in the

"grey area" cases -- reasonable medical judgments may differ

concerning which of the judgments as to treatment and the infant's

condition best protect .he infant (e.g., whether the infant

should be treated when there are conflicting medical judgments as

to the effectiveness of the treatment to ameliorate or correct

the life-threatening condition, or when there are reasonable

differences among the treating physicians as to whether the very

slight benefit to the infant will be outweighed by the pain and

suffering that the treatment will bring to the infant). In such

314
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cases, the Committee has not abdicated its role. Rather, in the

exercise of its duties the Committee has determined that, based

on reasonable medical judgment, selection of any of the treatment

options (including the option aot to treat) would be a reasonable

exercise of medical judgment, and not "medical neglect." That

threshhold determination having been made, the Committee then

permits the parents (or Child Protective Services Agency, as

appropriate) to decide among the available options in the infant's

best interests.

The Report excerpt itself implicitly recogaizes that the mere

withholding of treatment does not demonstrate or even raise a

questibn of illegality, when it seeks to justify its proposed

conclusions by reference to "context." The context to which the

Report excerpt refers is the thirty cases that the Committee

reviewed in its early years, noted in Dr. Fleischman's article

(pp. 388-389) in only the most superficial and summary fashion.

We submit that this is not the appropriate context. The proper

context, which the Report excerpt ignores, must be the full

details of the treatment provided to (or withheld from) all

disabled infants at the hospitals served by the Committee, and

not just the treatment provided in the cases coming before the

Committee.

Montefiore is a tertiary care institution which provides highly

technical treatment and supportive care for about 1,200 infants

annually in its affiliated neonatal intensive care units. It is

315



-10-

a place to which extremely ill and disabled infants are brought

expressly because of the technologically advanced, quality care

that is offered to them. For example, on a weekly, if not daily,

basis the Einstein-Montefiore staff assumes that medical and/or

surgical treatment is appropriate, and thus regularly provides

that treatment in the following categories of cases: (i) to

infants suffering from genetic abnormalities (Down's Syndrome and

other similar disorders), who arl given respiratory support or

receive surgery for congenital bowel and/or heart abnormalities

(4-6 such infants per year); (ii) to premature infants with

severe intraventricular hemorrhage (almost certain to develop

cer-bral palsy and mental retardation), who are treated medically

and surgically for respirator dependence or necrotizing

enterocolitis; and (iii) to infantS who are born with multiple

congenital abnormalities, such as encephaloceoles,

myelomeningocoeles, gastroschisis, spinal deformaties, or gastro-

intestinal, renal or cardiac disorders, whose life-threatening

abnormalities are aggressively treated and managed by the neonazal

service. In most of the cases of infants with potential disabil-

ities, of which there are hundreds each year, there is never an

issue for the Committee to onsider, because the neonatologists

routinely provide medically indicated treatment. Indeed, in a

tertiary care center such as Montefiora, where professional

expertise and technological capabilities create treatment options

not availablo in other settings, highly specialized life-saving

treatment is the routine, and is provided as a matter of course

to save the lives of infants with po'-ential disabilities.
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It is in this larger context of dedicated care to hundreds of

infants with potential disabilities that it is most inappropriate

to rely, as the Report excerpt does, on Dr. Pleischman's terse

references to three particular cases for criticism of the

Binstein-Montefiore Committee. Moreover, even the Commission's

discussion of these three cases fails to support the conclusions

reached in the Report excerpt.

In the first case discussed in the Repnrt, the Commission notes

that the Einetein-Montefiore Committee referred the infant's case

to the state child protective services agency because "the

attending physician believed treatment should be provided and the

parent's disagreed." (Report excerpt, p. 2.) The Report implies

that the Einstein-Montefiore Committee took a neutral stance and

was attempting to evade responsibility. In fact, however, the

Committee supported the attending physician, and "the help of the

Child Protection Services Agency was invoked to override parental

refusal of surgery" -- details clearly stated in Dr. Pleischman's

article :P. 389, emphasis added) and omitted from the Report

excerpt. Moreover, the Child Abuse Amendments exprecsly require

that such a referral be made, as a procedure for ensuring that

medically indicated treatment will be provided to the infant

regardless of the parents' wishes. (42 U.S.C. S5103.) The

Committee was manifestly acting in complete compliance with the

Child Abuse Amendments in making that referral, and the Child

Protective Services Agency successfully relied on the Committee's
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recommendation . treatment to ask a court 'zo order treatmeAt in

the interest of the infant.

With respect to the second case, the Report excerpt accurately

states that the Einstein-Montefiore Committee persuaded the

treating physician and parents that treatment should be provided

even though the treating physician and parents had originally

objected to such treatment. Reference to this case hardly

supports the Report excerpt's assertion (p. 4) that the Committee

operates to "bless denials" of treatment.

Even in the third case, where the treating physicians and the

Committee concluded that treatment should not be given despite

the parents' wish to have it provided, it cannot be said that the

infant was denied medically indicated treatment in violation of

thv Child Abuse Amendment3. On the contrary, surgery simply

would not have saved or prolonged the infant's life. As Dr.

Fleischman's article plainl, states, a retrospective review ok

the case (the infant was imminently dying and indeed died before

the Committee could be convened for prospective review) indicated

that the parents' wish to provide treatment would have imposed

"undue pain and suffering on an infant or no potential behefit."

(Fleischman, p. 389.) The Report, once again, omits this detail.

In point of fact, the Child Abuse Amendment-, as shown above,

permit treatment to be denied when it would "not be effective in

&meliorating or correcting all of the infant's life-threatening

conditions, or (would] otherwise ... be futile in terms of the
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survival of the infant" -- i.e., ttid circumstances of this

particular ca. Indeed, even if treatment would be of slight

benefit, the Child Abuse Amendment:: allow treatment to be foregone

if "the treatment .... involves ... significant pain ane suffering

for the infant that clearly outweighs the very slight potential

benefit of the treatment for an infant highly unlikely to

survive." (45 C.F.R. S1340.15(b)(2).)

After concluding its discussion of the three cases briefly noted

in Dr. Fleischman's article, the Report excerpt states (p. 3)

that "(Ijn all the ether.cases the Committee agreed with the

desire of physicians and parents to withhold treatment," citing

Dr. Fleischman's article for this proposition. First, the

citation is Inaccurate. In fact, ale article indicates that in

at least two of eight cn-.es involving nec,- tes in the first days

of life, the decision to withhold trea,ment was overridden by the

intervention of the Committee, once without the need to secure

the aid of the Child Protective Services Agency, and once with

such a.'s1 where the parents continued to resist treatment notwith-

standing the Committee's intervention. (Fleischman 388-389.) As

to "all the other cases," the actual comment made by Dr.

Fleischman about them is as follows, quoted in full and without

ellisions: "In all of the otLer thirty cases including one in

which the help of the Child Protective Services Agency was

invoked to override parental refnsal of surgery, it is highly

likely that the same outcomes would have occurred prior to the

existence of our infant bioethical review committee."

319

3:30



-14-

(Fleischman, 389.) Moreover, quite apart from the 1.1accuracy of

the citation, the Child Abuse Amendments expressly permit the

withholding or withdrayal of medical treatments under certain

circumstances, as shown above. The mere fact of withholding or

withdrawing treatment does not support the Report's assertion

(excerpt, p. 3) that "the Committees are not serving their

function."

In addition to its reliance on references to cases only briefly

noted by Dr. Fleischman, which reliance is misplaced, the Report

seems to find objectionable Dr. Fleischman's discussion of the

fact that the Committee's involvement eases the psychological

distress of nurses and family members in making agonizing deci-

sions about the rendition of treatment to severely disabled

infants. Here, too, the objection is not well taken. This

by-product of the Committee's functioning is entirely consistent

with lawful and ethical execution of the Committee's duties.

Indeed, the Report excerpt in its last sentence ultimately

recognizes that the minimal information before the Commission is

insufficient to support any conclusion of illegality, noting that

the Commission cannot really determine that any treatment denials

violated the Child Abuse Amendments because the Commission does

not have the actual facts. (Report excerpt, pp. 3-4.)

Notwithstanding the acknowledged absence of evidence, the Report

excerpt (p. 4) startlingly goes on to pronounce that "the

320



-15-

Committees ha not been attempting to apply those standards

(established by the Child Abuse Amendments)." The basis for this

extraordinary conclusion -- which the Report self-servingly

declares to be "clear" and "ft:1r" -- is that Dr. Fleischman's

article referred to principles that the Committee has found to be

helpful in its deliberations and discussions, and that one of

these princictles is that "Mithholding or withdrawing treatment

may be cmsidered when the medical treatment imposes a burden

that lacks compensating benefits for the infant.'" (Report

excerpt, p. 4.) As shown above (pp. 7, 12-13), the Child Abuse

Amendments and the regulations and HHS guidelines thereunder

clearly permit the weighing of the benefits and burden to the

infant to ensure that the Committee protects the disabled infant

from "inhumane treatment." The mere fact that the principle

permits the Committee to utilize a balancing standard in certain

circumstances does not, by itself, constitute a violation of the

Child Abuse Amendments. The Commission is not aided in this

regard by its speculative assertion -- without any basis in fact

-- that the Committee's recommendations are based on other than

the criteria set forth in the Child Abuse Amendments and the

regulations and HHS guidelines thereunder.

Nor is the Commission able to carry its burden of demonstrating

that there have been violations of the Child Abuse Amendments

merely by out-of-context quotes from Dr. Fleischman's article,

particularly in view of the fact that the Einstein-Montefiore

Committee's activities have been carefully examined by the DIG
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and held up as a model for other infant care review committees.

In contrast to the superficial basis for the Report excerpt, DIG

personnel spent a full day on-site, interviewing Dr. Fleischman

and other members of the core Committee and reviewing cases. 0/G

staff were also provided with an advance print of the very

article by Dr. Fleischman upon which the Commission bases its

criticism of the Einstein-Montefiore Committee, but, follow.Ang

its thorough review of the Einstein-Montefiore Committee, OIG

reached a far different conclusion from the Commission.

In sum, the Einstein-Montefiore Committee is a first-rank infant

care revAew committee, comprising dedicated, compassionate

medical and other professionals devotei to providing infants,

including those who are potentially disabled, with high quality,

appropriate, humane medical care consistent with applicable law.

The proposed conclusions of the Report excerpt are erroneous and

unsupportable, and we respectfully urge chat they be re-evaluated

and withdrawn.

The foregoing statement is made on information and belief, and I

believe the matters stated herein to be true.

Sworn to before me this
hri,day of November, 1988

o t4i9-67.La' 446--
aPAAAWki

Notary Pukt. Stew
2of07

New York
No. U2.4888

Qualified in Westchester

CCamission ExpkosMarchringe/

32,

/
Mina C. Adler
ViC3 President & General Counsel
Montefiore Medical Center
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BLOOMINGTON. OBSTETRICS AND GYNECOLOGY. INC.
WALTER"L. OWENS-. M.D.
WILLIAM R. ANDERSON. M.O.
LELAND R. MATTHEWS. 14.0.
BRANDT L. LUDLOW. M.O.
DWIGHT L. STAUFFER. 14.0.
ALICE R. WOOD. M.O.
MADREAN SCHOEER.

NURSE PRACTITIONCR

SUELLEN MOYNIHAN
ORRICE MANAGER

1812) 336-0160
421 WEST FIRST STREET

BLOOMINGTON. INDIANA 47401

September 16, 1988

Nilliam J. Howard
General Council
United States Commission on Civil Rights
1121 Vermont Avenue Northwest
Washington D.C. 20425

Dear Mr. Howard,

Thank you for enclosing portions of the report of the
Commission on Civil Rights. The conclusions appear to be out of
touch with reality, but much of what goes on in Washington D.C.
is out of touch with reality.

This is merely one of the many facets in which medical
technology has moved faster than the ability of society to
accommodate and to reach a reasonable consensus. Time will tell.

Meanwhile, Baby Doe died with little suffering after a few
days. A family which probablywould have been destroyed by the
situation has not only been preserved,but they have had another
very healthy child/which almost certainly would never have been
born, had the pediatricians been able to enforce treatment to
preserve Baby Doe's life.

My conscience is clear. I am proud to have stood up for
what I and a large percentage of people feel was right. I have
asked my children to make sure that my grandchildren know of
thedr grandfather's role in this case and that he had the honor
of a personal denunciation by Ronald Reagan.
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(1112) 330-0168
421 WEST FIRST STREET

BLOOMINGTON, INDIANA 47401

Meanwhile; I hope that you and the commission members mayhave the privilege of living in blissful isolation from the hard
decisions of.real life.

Wr.:0/sra

Walter L. Owens, M. D.

stA4J,ie.A 1413441/

at
IS)4±-4-

51/511A.
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George Crile, Jr., M.D.
2060 Kent Road

Cleveland Hts., OH 44106

September 15, 1988

William J. Howard
US Commission On Civil Rights
1121 Vermont Avenue
State 300
Wagangton, D.C. .20425

Dear Mr. Howard:

The quotation that was used to indicate that I do not approve of
the rehabilitation of disableU persons was lifted out-of-context
anorthis reason it gives a false impression of myatalld. I
hive never stood against rehabilitation of any one with, a brain
that was funOtional or a body that was salvageable. I clearly
state in my article that I am referrincrto people who are
hopelessly disabled, and that means disabled to the extent that
rehabilitation,Could not help them to improve or recover. I also
statethat there is no use in prolonging the lives of those who are
unconscious as a.result of prolonged coma from which there is no
cfiance of recovery.

If the authors of this treatise do not 1) Omit the out-of-context
quotation from my article or 2) Reprint all of my article or
3) Pdblish this criticism of their out-of-context quote, I will be
forced to discuss this misrepreTentation with my attorney.

Again, may I emphasize that'it is not rehabilitation that I stand
against, it is the costly attempts to rehabilitate those for whom
there is no hope.

Sincerely yours, )

rge Cr le, Jr., M.D.

GC/eg
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Yale New Hayen

20 York Street, New Ha% en, a 08504

Jowv I. FENN. M.D.
CHEY Cs POI

October 6, 1988

William J. Hoyvard, Esq.
General Counsel
United SUM Commission on Civil Rights
MI Vermont Avenue, N.W.
Washington, D.0 20425

Dear Mr. Howard:

Thank you for your letter of September 13, 1988.

The allegations you mention about the withholding of treatment to
newborns, including references to articles by Dr. Duff writtets in the
19701 and ne*spaper stories in the_jintitort_rmam in 1981, were
thoroughly investigated by the Hospital, the U.S. Department of Health and
Human Services (HHS), and the Connecticut Department of Health Services,
and resolved in favor of 'the Hospital.

These nliegations, moreover, are obviously quite dated. We provide what I-
believe to be outstanding services to .newborns; it is our mission to tt
children, not to withholt treatment. It, would be unfortunate to rehash
thee: vld allegations . proven not to have substance and thereby
damage the reputation of the Hospital and its physicians.

It might be helpful to begin by relating to you the history of the
investigations.

Beginning in June, 1981, thejjartfoa_ Com= ran a series of articles
about newborn care. On June 23, 1981, the Connecticut Department of
Health Services announced its investigation of the Hospital. On June 24,
'1981, former Connecticut State Senator Regina Smith filed a complaint with
HHS. On July 27, 1982, the Hospital received a ,Letter from HHS announcing
a civil rights ccimpliane review or the Hospital.

The first fede:al investigators arrived on September 14, 1902. During the
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fall or 1982, HHS personnel reviewed over one hundrd charts of deaths
between January and June, 1981, and March through August, of 1982. They
subsequently reviewed 110 cha:ts of babies with specified conditions
admitted between October, 1979, and December, 1982. They also conducted
extensive interviews with Hospital physicians, nurses, social workers.
a dmin istra tors, a nd others. On November 10, 1982, the Pediatrics
Department Guidelines, which already were in place and which implicitly
rejected Dr. Duff's personal views, were adopted by the Board of Trustees
as official Hospital policy. In March, 1983, iCR Investigator Peter Chan
returned to the Hospital for. additional interviews with physicians. On
July 21, 1983, Investigator Chan again met with representatives of the
Hospital requesting additional information.

On February 1, 1983, thc investigation broadened into an investigation of
whether Or not_go, of the policies of the Hospital violated, Section 504 of
the Rehabilitation Act of 1973, as amended. From approximately that time
on, the matter was referenced as HHS OCR Compliance Review No. 01-82-7002.

On August 16, 1984, HHS's Office for Civil Rights (OCR) proposed a
'Compliance Plan' to finally resolve the entire matter. It was viewed by
the government as a *voluntary action plan.* During the next several
months, details of this settlement were successfully worked out by thc
government and the Hospital.

On December 5, 1984, Ms. Chang, the OCR Regional Manager, wrote to the
Hospital, concluding that during the on-sitt review, OCR concluded, inter
gia, that:

Yale-New Haven Hospital's policies and procedures regarding patient
admissions, room assignments and tranefers, and the granting of staff
privHeges were in compliance with Title VI. Contacts with community
end advocacy groups did not disclose any allegations of violations;
and

YNHH had designated s Section 504 coordinator pursuant to 45 C.F.R.
f84.7(a).

OCR also determined several minor problem areas involving, in its view,
inadequate notice and grievance policies, and thc need for more specific
policies with regard to sign language interpreters. YNHH has adopted a
Nondiscrimination Plan signed by its Chief of Staff, dated November 19,
1984.

With respect te haedicapped infants, Ms. Chang indicated that the matter
would not be pursued further because of legal considera tions. She

339



- 3 -

concluded her letter by thanking the Hospital for its cooperation and the
assistance rendered to her investigEors.

It should be noted that the State investiption also had been resolved in
favor of the Hospital. From the beginning of the invzstigations, the
Hospital denied allegations of any wrongdoing, and pointed out that the
Pediatric Department had not accepted Dr. Duff's point of view, but hart
rejected it and adopted its own guidelines.

During the course of' the investigttions, the government and the Hospital
spent thousands of hours working on the matter, at a substantial cost to
the parties both in terms of manpower and mot,. y.

I hope that I have adequately tesponded to your inquiry. It would be
unfortunate if the same stale and fully explored territory were to bc
revisited after so much time and effort have been devoted to resolving the
blues Involved, hopefully forever. We are proud of our outstanding
newborn special care unit, which over the years has saved thousands of
lives. To reopen this 'matter not only would be unfair and inappropriate,
but could damage the reputation of the Hospital and its physicians.

We hope that, based on the Information provided in this letter, you will
decide not to include any reference to Yale-New Haven Hospital (or any of
its physicians or former physicians) in your report or in any other
document(s). If, however, such reference is made, we request that this
Imes' also be Incorporated in order to provide readers with the .1

story.

Thank you very much for you. consideration of this information.

Sincerely yours,

John E. Fenn, M.

JEF:pm

cc: Mr. C. Thomas Smith
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October 7, 1964

UPOLla itATES
CrAINISSOON ON
CNN. NOM

John E. Penn, M.D.
Chief of Staff
Yal New Hsvc3 Hospital
20 York Street
New Haven CT 04504

Dear Dr. Pena:

1121 Vormet Avefluo. N W
wapirwatcel. 0 C 20425

Thank you for your letter of October 4, 1988.

It would be very helpful to the Commission, in assessing
whether the tentative material to*which roil responded should be
modified, to have copies of four items referenced in your
letter.

These are:

The Pediatric Department Guidelines adopted by the hospital
Board of Trustees on November 10, 1962.

The °Compliance Plan* proposed by the HHS Office for Ci!/il
Rights on August 14, 1984.

The final settlement based on this compliance plan °worked
out by the govennment and the Hospital.*

The December 5, 1984 letter froQ Mt. Chang, OCR Regional
Manager.

Finally, does the hospital regard the final settlement referred
to in your letter as currently in effect and binding on the
hospital? Is the hospital now in fact in compliance with all
aspects of the settlement?

To ensura.that the final report will fully reflect
consideration of this information, it would be helpf%1 if you
could supply it as soon as conveniently possible, preferably by
October 14, 1988.

Q 4u
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The,Commisston will give very careful coniideration to the
information Contained in your letter and to the Material you
tend is- responsi to this request in determining whether and in.
what manner to modify the text on which you have commented

Thankyou.very much for your cooperation in this- matter.

Sincerely, 4

/

24"11...1
(Mineral/ unsel
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Yale New HavenITHospital
20 York Street. New Haven, CT 06504

*MN E. FENN. M.D.
Dar or STAFF

October 18, 1988

William J. Howard, Eiq.
General Counsel
United States Commission on Civil Rights
1121 Vermont. Avenue, N.W.
Wilsisington, D.C. 20424

Dear Mr. Howard:

This is in response to your letter of October 7, 1988, and in supplement
to my letter to you of October 6, 1988.

First, as previously indicated, ail of the matters at issue have beenresolved in favor of the Hospital. We respectfully repeat our requestthat no reference to the Hospital or its physicians be made in your reportor in any other document, and that, if such reference is made, my letterof Octbber 6, 1988, and this letter, be incorporated into the report orother document in order to provide readers with theluil story.

I enclose copies of the four documents requested in your letter of October
7, 1988.

In answer to your question, the Hospital continues to exercise its besteffort to be in compliance with all requirements of law and its finalsettlement agreemeat.

Finally, I emphasize that to reopen a matter uhich has been explored Nlly
and resolved to the satisfaction of 0 Hospital, the Conner4icut
Department of Health Services, and the U.S. iodpartment of Health and Human
Services, could serve only to damage the reputation of the Hospital andits physicians and could impede our ability to coutiaue in the provisionof outstanding service to newborns. As previously Indicated, it is our
mission to treat children, not to withhold treatment.

cerely your

t

John E. Fenn, M.D.

JEF:pus
EncloSures

cc: C. Thomas Smith

`1 4



YaislienHaveri-bspital
789 Howani Avertue

New Haven. Connettscut 06584

GUIDELINai FOR DECIDING
CARE OF CRIT/CALLY ILL PATIENTS

1826

These guidelines are di:signed to provide directitn in the management of criticalk:
ill 'children at Yale-New Haven Hospital. They will be made available to all members
of the medical, nursing, md social work stairs.

They are predicated on the asvimplion that every child treated in this hospital
will have maximal efforts utilized to Maintairs life and health, except in those itnusual
circumstancim where such effort is not indicated or justified. They are also predicated
on the assumption that everyone caring for sick children in this institution is well
aware that "active euthanasia," any active intervention which will inevitably result in
the death of c patient, Is illegal, contrary to medical ethics,, and intolerable.

The Attending Physician and the parents have the primary responsibility for
.inaking decisions about the care of a child. Various other care providers and family
counsellors can, and should, contribute to these decisions when appropriate, but the
final authority rests with the Attending Physician and the parents to formulate and
implement management. Any concerned person involved in the care of the child who
disagrees with that decision they appeal to the Chief of the Department of Pediatrics
who will attempt to resolve the differer '41 of opinion.

To clearly define patient care, th...e categories of clinical management have
been established:

Class A: Maximal therapeutic effort with no 1...lervations.
This group will include most children in Yale-New Haven Hospital, including

patients for whom there are significant uncertainties about diagnosis or prognosis. All
patients will be assigned to this category unless specified otherwise. For patients in
this eategory, all available cfforts sill be extended to preserve life and to restore the
patient to health.

Class B: Selective limitation of therapeutic measures.
For patients in this category, all usual components of therapy will be employed

but heroic, extensive, and highly sophisticated meesures to prolong life will be withheld
because the ultimate prospects for recovery are negligible.

The clearest example of a patient in this category la the decisioo not to perform
extensive resuscitation in a terminal situation (Le. a child with end stage leukemia
refractory to therapy who may have respiratory arrest mat; be assigned to Class B - do
not resuscitate). However, should the ehild's rarents not gree to this decision,
classification would still be A.

Class C: Discontinuance of life sustaining therapy.
Patients are assigned to this category whose continued survival is wholly dependent

on highly sophisticated life support systems. Dying patients with negligible prospect
of recevery and patients with brain death a:re usual instances of where this classification
would be employed. However, should the child's parents not agree to this decision,
classificatical would still be A or B.

It is the responsibility of the Attending Physician to note clearly in the chart
the assignment of a child to Class B or C. Houseofficers do not have the authority
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to write a classification B or C note, although in emergency situations, if a child shows
unexpected improvement, a houseofficer does have the authority to revoke orders not
to- resuscitate. che Attending Physician's clasification note should give the base for
-the decision in some detail. The concurrence-Of the parents should also be noted.

The Chief of petrics or the Directors of the Intensive Care Units should be
informed as appropriate -a all patients classified in Group C.

In cases where the Attending Physician it of the Opinion that a decision made
by the parents will adversely affect the interests of the child, the Chairman of the
Department will be notified. If he concurs, recourse will be had to the courts.

Approved by the Board of Trustees at its meeting of
November 17, 1982
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EXHIBIT 1

NONDISCRIM/NATION GRIEVANCE PROCEDURE

It is the policy of YNHH to comply voluntarily with

Section 504 of the Rehabilitation Act of 1973, Title VI of the

Civil Rights Act of 1964, and HHS regalations pertaining

thereto. The Yale-New Haven Hospital therefore has adopted

this_internal grievance procedure to provide prompt and

equitable resolution of-complaints alleging any c3aim of

unlawful disCrimination.

The following rules apply to complaints filed under

this procedure:

1. A complaint shall be in writing, contain the name

and address of the person filing it, and briefly

describe the actior alleged to be discriminatory.

2. A complaint shall be filed in the office of the

Hospital's coordinator, Richaid Burford, within a

reasonattle time after the person filing the

complaint becomes aware of tilt. action alleged to

be discriminatory.

3. The Hospital shall conduct such invstigation of

a complaint as may be appropriate to determine

its validity. These rules contemplate informal

-4-
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but thorough investigations, affording all

interested persons and their representatives, if

any, an opportunity to submit evidence relevant

to a,complaint.

4. The Hospital shall issue a written-decision

determining the validity of the complaint no

later than 30 days after its filing.

5. The Hospital shall maintain the files and records

relating to complaints filed hereunder.- Mt.

Burford may assist persons with the preparation

and filing of complaints, participate in the

investigation of complaints, and advise the

Hospital concerning their.resolution.

6. The right of a perSon to prompt and equitable

resolution of a conplaint filed herer-len shall

not be impaired by the person's pursuit of other

remedies, and utilization of-this griewnce

procedure is not a prerequisite to the pursuit of

other remedies. A person may at any time f-:le a

complaint with the U.S. Department of 'Health and

Human Services, Office for Civil Rights, toom

2403, John B. Kennedy SedLral Building, Boston,

Massachusetts 02203, Tel. (617) 223-0247, TTY

(617) 223-4000.



7. these rules shall be liberally construed to

protect the sUbstantial rights of interested

persons and to-assure compliance by the Hospital

with Federal statutes and regulations 'prohibiting

unlawful discrimination.

-6-
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NONDISCRIMINATION NOTICE

It is the policy of Yale-New Haven Hospital to comply

voluntarily with Title VI -of the Civil Rights Act of 1964,

Section 504 of the Rehabilitation Act of 1973, as amended, and

the A4e Discrimination Act of 1973, as amended, and the U. S.

Department of Health and Human Services regulations (45 C.F.R.

Parts 80, 84, and 91, respectively) pertaining thereto.

Yale-New Haven Hospital does not,-on the basis of race,

color, national origin, handicap, or age, Unlawfully

discriminate in admission or access to, or treatment or

employment in, its programs or activities that receive Federal

tinancial assistance.

For further information about this policy and Yale-New

Haven Hospital's grievance procedure for ,-esolution of

complaints, contadt Richard B. Burford, Assistant

Administrator, 20' York Street, New Haven, Connecticut 06510,

Telephone (203) 785-2800.



YALE-NEW HAVEN HOSPITAL (YNlifi)

NONDISCRIMINATION PLAN

1. It is the policy of YNHH to comply voluntarily

with Section 504 of the Rehabilitation Act of 1973, Title VI of

the Civil Rights Act of 1964, and regulations of the U. S.

Department of Health and Human Services pertaining thereto.

2. The grievance procedure attached as Exhibit 1 to

this-Plan-will be furnidhed to each person who files, or

inquires about filing, a cOmplaint alleging any unlawful

discrimination.

3. YNHH will continue to include nondiscrimination

nr.tices in its pUblicel.ons including employee handbooks,

recruitment materials, public information booklets, etc..

These will be revised in the form annexed. hereto.- Such notices

also shall be prominently posted and maintained in appropriate

WEE administrative offices and servica locations and furnished

to any unions or professional organizations engaged in

bargaining or having contractual relationships with YNHH.

4. YNEH will provide appropriate auxiliary aids to

hearing impaired persons where necessary to afford such pexsons

an equal opportunity to benefit from the service in question.

Cw-rettly, YNHH's auxiliary aids for the hearing impaired

IL
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include flash cards, use of paper, pencil and clipboard,

telephone amplification devices, and sign language interpreters

deemed qualified by the Connecticut Commission for the Deaf.

YNHH will not require a patient to provide or pay for the

services of a 7ign language interpreter. YNHH will continue to

provide to its nursing and clerical staffs appropriate courses

in basic sign language skills. YNBH will not rely on family

__members or friends of hearing impaired patients to serve as

sign language interpreters except where a patient expressly

requests such anarrangement. YNHH hae Installed a

telecommunication device for the deaf (TTY) which is located at

the Emergency Room control desk. All clerical staff members

are trained in the use of the TTY and it is accessible 24 hours

a day. YNHH will utilize sign language interpreters and its

TTY, as appropriate, to provide effective notice to heaiing

Impaired persons concerning benefits, services, waivers of

rights, or consent to treatment.

5. YNHH will provide appropriate auxiliary aids to

visually impaired persons where necessary to afford sucb

versons an equal opportunity to besiefit from the service in

qufistion. CUrrently, YNHH's auxiliary aids include the

provision of readers at no cost to the patient. YNHH has a

policy which allows guide dogs access to all areas of the

hospital that are open to the general public and for employees

-2-
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to use then in areas appropriate to perform tHeir duties. YNHH

is prepared to draw upon a full range of communication options

(auxlliary aids) in order to ensure that visually impaired

persons are provided with effective access to health care

services. To.this end, YNHH will develop the use of taped or

braille materials where appropriate.

6. YNHH's Section 504 Coordinator and Patient

Representative will be responsible for-informing all staff in

*patient contact positions in regard to these policies and

procedures and the availability of auxiliary aids.

Yale-New Haven Hospital

P11-teu cl

s rreeridentiChief of Staff
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VPARTMENT OF HEALTH & HUMAN YERVICts
01M.0 IM

CwdRidlos

Region 1
Room 2403
John F. Kennedy Federa1.131dy.
Government Center
Boston, MA 02203

August 16, 1984

J. Michael Eisner, Esquire
Wiggin & Dana
Counsellors at Law
195 Church Street
P.O. Box 1832
New Haven, Connecticut 06508

Re: Compliance Review No. 01-82-7002
oiroPuA7

Dear

Pursuant to our recent telephone conversation, I am enclosing for your
reView and consideration a proposed "Compliance plan" which would enable
the,Office for Civil Rights (OCR) to close the above-referenced review.

Please note that I am,lexible as to the format of this Plan. For
example, it may be labelled as "Voluntary Action Plan." Or, it may trA
in the form of a letter from Ptesident Smith, or Dr. Fenn, or from you
as counselor for Yale-New Haven Hospital (YNHH), incorporating the sub-
stance of the-Flan. In regards to the it:winery aid areas, INHE may
already have =asp, if not all of the requirements in place: if so, you
may rewrite or modify that section or attach YNRH documents.

Assuming we have general agreements on the substanCe of the Plan and
OCRreceiVe; the written commitment from YNHH, we will issue a.letter
of compliance. This letter mill contain the following elements:
Specifically, we will find YIE at the time of the review, compliance
with the following issues: patient admissinns, room assignments and
.transfers, andlhe granting of staff privileges under Title VI. WS
mill alio.find-PHH, by tail* vaunter!' action, to be in compliance
with the.following issues: nendiscriminition notice under Title VI and
Section.504. avisrievatice procedure and auxiliary aids under Section
504. The letter-will state thet the issue of handicepped infant is
being addressed by Complaint No.'01,83-1001 and the courts have issued
injunctions against OCR from making findings. The letter will also
recommend that YNRH, in accordance with 45 'C.F.R. 480:6(b), maintain
racial and ethnid-data.ihowing the extent to which members of minority
groups are beneficiaries of and participants in its federally assisted
program.

t):00



Page 2 - Mr. Eisner
Review No. 01-82-7002

I hope that the above clarifications will be helgul and look forward
to expeditiously resolving the_outstanding issuei of the compliance

review. I al available to-diccuss the matter with you over the phone
or at our meeting on September 18, 1984.

Thank you for your cooperation and assistance. Should you have any

qUestiens. please call me at (617) 223-0247.

Enclosures

.:".

."0.0.1

Sincerely yours,

Ae?-40'
Peter K., Chan

Equal OpOortunity SpeCxalist
Office for Civil Rights
Region I
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Yale-New Haven Hospital (YNHH)

Compliance Plan for YNHH under 45 C.F.R. SS84.7(b), 84.8 and 84.52 of the
U.S. Department of Health and Human Services Regulation Implementing Sec-
tion 504 of the Rehabilitation Act of 1973, as amended (29 U.S.C. §794).

1. The grievance procedure attached as Exhibit 1 to this Plan will be
utilized to comply with 45 C.F.R. 584.7(b). YNHH shall, without cost,
furnish a copy of the grievance procedure and a copy of 45 C.F.R. Part 84
to each person who files, or inquires about filing, a complaint alleging
any action prohibited by the regulations.

2. The-form of notice attadhed as Exhibit 2 to this Plan will be utilized
to comply with 45 C.P.R. 584.8. The notice will be included in employee
handbooks end training manuals, recruitment materials and other publica-
tions containing general informati4n that YNHH-makes,available to the
public, participants, beneficiaries, applicants or employees, including
those with impaired vision or hearing. The conditions of the preceding
sentence may be met either by including appropriate inserts in existing
materials and publications or by revising and reprinting the materials
and publications. The notice shall also be prominently posted and main-
taihed in every 1NHH administrative office and service location and fur-
nished to any unions or professional organizations holding collective
bargaining or professional agreements with YNHH.

3. In accordance with 45 C.F.R. S84.52(d), YNHH will provide appropriate
auxiliary aids to hearing impaired persons where necessar7 io afford such
persons an equal opportunity to-benefit from the service in question.
Currently, YNHH's auxiliary aidslor the hearing impaired include flash
cards, use of paper, pencil and clipboard, telephone amplication devices,
and sign language interpreters deemed qualified by the Connecticut Commis-
sion for the Deaf. YNKH will not require a patient to provide or pay for
the services of.a sign language interpreter. YVHH will continue to pro-
vide to its nursing and clerical 11,:aff appropriate course in basic sign
language skills'. MIR will not rely on family members or friends of
hearing impaired patients to serve ati sign language interpreters except
where a pat4ent expressly requests such,an arrangement. YNHH has ins-
talled a telecommunication device for the deaf (TTY) which is located at
the Emergescy Roam control desk. All clerical staff members are trained
in the use of the TTY and it is accessible 24 hours a day. In accordance
with 45 C.F.R. S84.52(b), YNHH uill utilize sign language interpreters
and its TTY, as appropriate, to provide effective notice concerning
benefits, services, waivers of rights, or consent to treatment to hearing
impaired persons.

4. In accordance with 45 C.F.R. 184.52(d), MI will provide appropriate
auxiliary aids to visually impaired persons where necessary to afford
such persona an equal opportunity to benefit from the service in question.
Currently, YNHH's auxiliary aids include the provision of readers, at no
cost to the patient. YFHH has a policy which allows guide dogs access
to all areaa of the hospital that are open to the general public and
for employees to use them in areas appropriate to perform their duties.
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Page 2 - Compliance Plan

YNHH is prepared to draw upon i full Lange of communication options

(auxiliary aids) in order to ensure that visuPlly impaired persons are

provided with effective access to.health-Ca*.: services. To this end,

YHVH will develop the use of taped or braille materials, where appro-

priate.

5. YNHH's Section 504 Coordinator and Patient Representative will be

responsible for informing all staff in_patient concact positions of

these policies and procedures and the availability of auxiliary aids.

YNHH's submission of this Compliance-Plan does not constitute an
admission that its past policies or practices have violated Section 504

or 45 C.F.R.,Part 84.

Yale-New Haven Hospital

Date Its President/Chief of Staff
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rxhibit 1

NONDISCRIMINATIGiv GRIEVANCE PROCEDURE

The Yale-New Haven Hospital

(name of recipient)
s adopted this internal grievance

procedure to provide pralvt and equitable resolution of complaints alleging

any action prohibited by the U.S. Department of Health and Human Services

regulaticns implementing Fedenil statutes that prchibit discrimination on

the basis of race, color, national origin, sex, handicap, age and religion,

in programs alld activities receiving Federal anancial assistance,

including, as applicable: 45 C.F.R, Part 80, implementing Title VT of

the Civil Rights Act of 1964 (42 U.S.C, S2000d et :eq.); 45 C.F.R. Part

83, implementing Sections 704 and 855 of the Public Health Service Act

(42 U.S.C. SS292d and 298b-23i 43 C.F.R. Part 84, implementing Section

504 of the Rehabilitation Act of 1973, as amended (29 U.S.C. S794); 45

C.F.R. Part 86, implementing Title IX :1 the Education Amendment:: of

1972, as amended (20 U.S.C. S1681.et seq.); 45 C.F.R. Part 91, implementing

the Age Discrimination Act of 1975, as amended (42 U.S.C. 0101 et seq.);

and 45 C.F.R. Part 92, implementing block grant provisions of the Cmnibus

Budget Reconciliation Act of 1981 (42 U.S.C. SS300w1, 30bx-7, 300y-9,

708, 8625 and 9906. Copies of elese statutes and regulations may be

obtained from

(name, title, office address and telephone number)

who has been designated to coordinate the efforts of the Yale-New Haven

(name of

Hospital

recipient)
to comply with the regulations.

The following rules apply to =plaints filed under this procedure:

4
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Page 2 - Nondiscrimination Grievance Procedure

1. A complaint should be writing, cOntain the name and address of the

person filing it, and briefly describe the action alleged to be prohibited

by the regulations.

2. A complaint should be filed in the office of the

named _coordinator)

(title of above-

within a reasonable time after the person filing

the complaint becomes aware of the actic, leged bo be proh1bi,e1 by the

regulations.

3. The or his/her
-(title of recipient's chief executive officer)

ezsignee, shall conduct such i-vestigaticn of a =plaint as may be

apprwriate to determine its validity. Mese rulei contemplate informal

but thorough investigations, affording all interested persons and their

representatives, if any, an opportunity to suhnit evidence relevant to a

complaint.

4. Zne shall

(title of reciPient's chief executit.' alcer)

issue a written decision determining the validity of the complaint

no later than 30 days afLer its filing.

S. The shall maintain the files

(+title of above-named coordinator)

and records of the relating to complaints filed

(name of recipient)

hereunder. The rty assist

(title of above-named coordinator)

persons with the preparaticr and filing of complaints, participate in the

Investigation c.c. complaints, and advise the
(title of recipient's chief

concerning their resolution.

execrative officer)

.Orz.os
t I U
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Page 3 - Nondiscrimination Grievance Procedure

6. The right of a person to prompt and equitable resolution of a complaint

filed hereunder shall not be impaired by the person's pursuit of other

remedies, and utilization of this grievance procedure is not a prerequisite

to the pursuit of other remedies. Aperson may at any time file a

complaint with the U.S. Department of Health and Human Services, Office

for Civil Rights, Room 2403, John F. Kennedy Fedeza1 Building, Boston,

Mass. 02203, Tel. (617) 223-0247, TTY (617) 223-4000.

7. These rules shall be liberally construed to protect the substantial

rights of interested persons, to meet appropriate due process standards

and to assare compliance by the with Federal

(name of recipint)

statutes and regulations.
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Exhibit 2

NOIDISCRIMINATICN Nma

ln accordanne with Title VI of the Civil Rights Act of 1964 (42 U.S.C.

s20uuc et seq.). Sections 704 and 855 of the Public Health Service Act

(42 U.S.C. 55292d and 298b-2), Section 504 of the Rehabilitation Act of

1973. as amended (29 U.S.C. 5794). Title IX of the Education Amendments

of 1972, as amended (20 U.S.C. 51681 et seg.), the Age Discrimination Act

of 1975. as amended (42 U.S.C. 56101 et seg.), and block grant provisions

of the Omnibus Budget Reconciliation Act of 1981 (42 U.S.C. 55300w7,

300x-7. 300y-9, 708, 8625 and 9906), the Yale-New Raven Hospital
(name of recipient)

ddes not discriminate on the basis of race, color, national origin, sex,

handicap, age or religion in admission or access to, or treatment cr

employment in, its programs or activities. The person whose name appears

below has been designated to coordinate the efforts cf the Yale-New Haven

Hospital

(mane of

to comply with the U.S. Department of Health and Puman

recipient)

Services regulations (41 C.F.R. Parts 8u, 83, 84, 86, 91 and 92) implementing

these Federal laws. For further information about the regulations and our

grievance procedures for resolution of discrimination complaints, contact

(name and title of designated coordinator, office address arid telephone

number).

1.
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DEPARTMENT OF HEALTH & HUMAN SERVICES
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December 5, 1984

Hr. C. Thomas Smith
President
Yale-New Haven Hospital
New Haven, Connecticut 06504

Dear Hr. Smith:

Motor
CWRighm

Re: Compliance Review No. 01-82-7002

Region 1
Room 2403
John F. Kennedy Federal Bldg.
Government Center
Boston, MA 02203

In 1982, the Office for Civil Rights (OCR) selected Yale-New Haven
Hospital (YNHH) as one of four teaching hospitals for review regarding
compliance vith Title VI of the Civil Rights Act of 1964 (42 U.S.C.
52000d et seq.) and Section 504 of the Eehabilitation Act of 1973, as
amended (29 U.S.C. 5794), implemented by U.S. Department of Health
and Human-Services (HISS) regulations found at 45 C.F.R. Parts 80 and
84, respectively.

As a recipient of Federal financial assistance from EH, YNHH is required
to comply with these statutes and regulations. In addition, YNHH has
also signed Assurances of Compliance with HES under Title VI (Form 441)
and Section 504 (Form 641).

Title VI prohibits discrimination against individuals on the basis of
race, color, or national origin. The compliance review examined
whether YNHH is in compliance with 45 C.F.R. 5580.3(b), 80.5(e), and
80.6(d) with respect to the following issues:

o patient admissions
o patient room assignnents and transfers
o granting of staff privileges, and
o the adoption and dissemination of a tondiscrimination policy
and notice.

Section 504 prohibits discrimination against qualified handicapped
persons in the provision of services and employment. Tht, compliance

review examined whether YNHH has net the following procedural require-

ments:

adoption and dissemination of a nondiscrimination policy and
notice (45 C.P.R. 584.8)
designation of a Section 504 coordinator (45 C.F.R. 584.7(a))
and
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Page 2 - Hr,-C. Thomas Smith
Compliance Review No. 01-82-7002

o adoption and dissemination of grievance procedures (45 C.F.R.

584.7(b)).

OCR also examined whether YRS has implemented policies and procedures
regarding the effective communication with, and the provision of auxi-
liary aids to, hearing and visually impaired persons (45 C.2.R. 184.52).

At the time of the on-site review in 1982, OCR found that:

o YNEE's policies and procedures regarding patient admissions, room
assignments and transfers, and the granting of staff privileges
were in compliance with Title V/. Contacts with community and
advocacy groups did not disclose any allegations of violations;

and

o /NEE had designated a Section 504 coordinator pursuant to 45

C.F.R. 184.7(a).

OCR also found that:

o YNEE had not provided or disseminated notice of its nondiscrimina-
tion policy pursuant to Title 71 and Section.504 requirements;

o YNNE did not have a grievance procedure that meets the requirement

of 45 C.F.R. 184.7(b); and

o Although YNNH had installed a TTY,in its Eiergency Room and has
made arrangements for the use of qualified sign language interpre-
ters, there vas 8 laCk of specific policies or procedures regarding
effective communication with and the provision'of auxiliary aids

to hearing or visually impaired persons.

Since the on-site, YOB has taken voluntary actions to resolve the

identified deficiencies. Productive negotiation between OCR and TM

has culminated in a Nondiscrimination Plan signed by John E. Penn,

Cbief of Staff, dated November 19, 1984.

The Plan commits YNall to utilize and disseminate a nondiscrimination

notice and grievance procedure acceptable under the,ENS regulations.

In the area of effective communication with /And auxiliary aids to vi-

sually and hearing impaired persons, TM rill continue to draw upon

a full range of communication options to ensure that these persons are

provided with effective access to health care services. These Include

24 hour access to the TTY, use of sign language interpreters deemed

qualified by the Connecticut CommisOon for the Deaf, training of staff

in basic sign language skills and the use of TTY, provision of readers,

and the development of tapes or braille materials where appropriate.

In addition, YNRS's Section 504 Coordinator and Patient Representative

will be responsible for informing all staff in patient contact posi-

tions in regard to these policies and procedures and the availability

of auxiliary aids.
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Page ? - Mr. C. Thomas Smith
Compliance Review No. 01-82-7002

With our acceptance of the Plan, OCR now determines YNBH to be in
compliance with Title VI and Section 504 with respect to those issues
specifically examined in the compliance review.

45 C.F.R. 580.6(b) Requirement

During the review, YNHH's inability to provide OCR with readily

retrievable racial/ethnic data prevented OCR from making statistical
comparisons. We therefore wish to notify you of the requiremett, in
accordance with 45 C.F.R. 580.6(b), to maintain- racial and ethnic data
showing the extent to which members of minority groups are benefi-
ciaries of and participants in federally assisted programs. YNHH
should take iamediate action to collect racial/ethnic information
with respect to its patients, clients, participants, employees, and
applicants for staff privileges.

The following five categories should be used for identification Lod
collection purposes:

Black, not of Hispanic Origin. A person having origin in any of
the black racial groups of Africa.

Hispanic. A person of Mexican, Puerto Rican, Cuban, Central or
South American or other Spanish culture or origin, regardless of
race.

Asian or Pacific Islander. A person having origins in any of the
original people of the Far East, Southeast Asia, the Indian Sub-
continent, or the Pacific Islands. This area includes, for
example, China, Japan, Korea, the Philippine Islands, and Samoa.

American Indian or Alaska Native. A person having origins in
any of the original people of North America., and who maitains
cultural identification through tribal affiliation or community
recognition.

White, not of Hispanic Origin. .1. person having origins in any of
the original people of Europe, North Africa, or the Middle East.

Handicapped Infant Issue

As part of the review, OCR conducted factfinding at TM to determine
if handicapped infants were being discriminated against in the provi-
sion of treatment or services. After the compliance review was begun,
OCR received a separate complaint against YOH alleging noncompliance
with Section 504 in the treatment and care of handicapped infants.
Because of the complaint, OCR conducted additional factfinding in this
area.

Decisions from the United States Court of Appeals for the Second Cir-
cuit Nave barred HHS from applying Section 504 and the implementing
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- Page 4 - Hr. C. Thomas Smith
Compliance Review No. 01-82-7002

regulations to health care for handicapped infants. OCR will address
this tssue when this bar is removed.

Under the provisions of the Freedom of Information Act, as amended,
5 U.S.C. 5352, and its pertinent regulation, 45 C.F.R. Part 5, the
contents of this letter and/or other information received during the
review/investigation may be released upon request from the public. How-

ever, if suCh a request is made, we will maintain the confidentielity
of information that, if released, would constitute an unwarranted inva-

sion of privacy.

OCR greatly appreciates your cooperation and the assistance extended
by your staff to our investigators. We would like to especially thank
Dr. John E. Fenn, Chief of Staff; S. Michael Eisner, Legal Counsel;
Edward Dowling, Vice President of Human Resources; Virginia Roddey and
Angela Holder of the Risk Management/Medical Legal Office.

Should you have any questions, please contact Mr. Peter K. Chan of my

staff at (617) 223-0247.

cc: Dr. John E. Fenn, Chief of Staff
I/J. Michael Eisner, Esq.

Sincerely yours,

e C
Caroline J. Chang
Regional Manager
Office for Civil Rights
Region I

3 C4
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(t1 I Oklahoma Teaching Hospitals BOO Northeast 10th PO. Box 26307 Oklahoma City. OK 73126

November 7, 1988

William J. Howard
General Counsel
United State6 Commission on Civil Rights
1121 Vermont Ave. N.W.
Washington, D.C. 20425

RE: Commission Report on Medical Treatment of Handicapped
Infants

Dear Mr. Howard:

My office is in receipt of the second set of revised excerpts to
your forthcoming report relating to medical treatment of
handicapped infants. You have invited a response to such
excerpts without the benefit of any contextual information which
may indicate the manner in which such excerpts will be used. The
objections raised below relate not only to the abusive
substantive material of your report, but also to the gross
inadequacy and insufficiency of your investigation process. Such
procedural objections are part and parcel of this response and
shall not be carved out by your editing from the below material
relating to this issue as we receive 'our due process in the
appendix of your "Report". We find it abhorrent that your
Commission, as a governmental entity, could be so deficient in
it's duty to investigate and protect the civil and constitutional
rights of all parties. We believe it is a fundamental defect
undermining your report that neither the Department of Human
Services or Children's Hospital of Oklahoma (formerly known as
Oklahoma Children's Memorial Hospital) have ever received any
requests or contact by your Commission reyarding any of the
practices, issues, etc. discussed in your excerpts. This is
incredible considering the fact that you first held hearings on
this issue in June of 1985, yet the first notice this hospital
has received is an opportunity to respond to draft excerpts of
your report. (We have been advised that Dr. Gross was invited to
testify, but only after a lawsuit regarding this situation had
been filed.) It is more incredible upon noting the drastic
changes which have taken place in excerpts received one month
apart (September 14th and October 19th, 1988). Therefore, and
assuming the attached revisions to be final, we have several
observations to make.

1. REPORT AUTHORITY. For interpretative authority, the report
repeatedly relies upon apparent law review articles written by
Sharon Paulus and Martin Gerry in "Issues of Law and Medicine".

A component of the Department of Human-Services and affiliated
with the Unlversity of Oklahoma Health Sciences Center
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However, you fail to note that both Ms. Paulus and Mr. Gerry are
attorneys of record of plaintMs in the lawsuit against

Children's Hospital of Oklahoma. Furthermore, the journal
"Issues in Law and Medicine" is the self-serving creation of the
National Legal Center for the Medically Dependent and Disabled,
Inc., - a plaintiff in the lawsuit. When has your office
reviewed the court records or the medical records of Carlton
Johnson?

2. THE FORMULA. /n the new excerpt beginning "OKLAHOMA CASE",
your reference of information (footnote #1) is the Paulus
article. In your second paragraph, you state:

/n this evaluation, the [meningomyelocele] team members
wrote, they were "influenced" by a quality of life formula:
QL=NE x (H+S).

This a clever but deceitful statement. Your implication that the
quality of life formula was used in the evaluation of children is
a distortion of what is stated in the article and otherwise
totally denied. The repeated assertion by the disability groups
and now your Commission that a "quality of life formula" served
as a basis for denying treatment is an unadulterated lie. The
original statement by Robert Fulton and Antonio Padilla on behalf
of the Oklahoma Department of Human Services and Children's
Hospital emphasizes the formula's non-use, which has also been
publicly refuted by D. Gross. Furthermore, the assertion that a
quality of life formula was used as a basis for determining
treatment has been unequivocally refuted by the meningomyelocele
team and clinic staff as noted in the attached affidavit (See

attachment, orginally attached to Fulton and Padilla statement,
May 23, 1985.). The formula was simply used as an illustration
device and was not even discovered by Dr. Gross until 1981 when

he was writing the paper. After describing the formula you
continue your excerpt with "based on the assessment, the team
recommended to the parents the infant be given either vigorous or
supportive care". This continued representation that the team
made a recommendation based upon an assessment which included the
formula is simply irresponsible. The article clearly states the
criteria that were used to evaluate these newborn and it doesn't
include such formula.

Along the same line, you later state:

The team members acknowledged that "treatment for babies
with identical (degree of mental and physical disability]
could be quite different, depending on the contribution from

home and society".

This statement is made with the discussior of the formula and did
not relate to the management by the team.

3. CARLTON JOHNSON. The Department and Hospital will not
dia_uss treatment of individuals, including Cdrlton Johnson, who

2
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continues to be treated at
say, that you have relied
quoted a journalist, who has

4. DENIAL OF TREATMENT.

the hospital clinic. Suffice it tb
upon the Paulus article which has
quoted the plaintiff, etc.

This excerpt states:

There have been isolated instances in which denial of
tre',Iment was publicly announced in medicalFitTrnal
artAcles most notably those reporting decisions to withhold
lifesaving treatment from a number of newborn children with
disabilities at * * * and similar decisions at Oklahoma
Chiidren's Memorial Hospital in the 1980's. 1/ In those
cases the physician't involved were deliberately crusading
for open acceptance of denial of treatment practices by
their fellow professionals.

It is absolutely inaccurate to state that treatment was denied
any infant by the physicians or hospital at Children's Hospital
of Oklahoma. As Dr. Gross made very plain in his article, the
decision was made by the, parents after full disclosure of the
child's condition and treatment option by the physicians.

5. ECONOMIC DISCRIMINATION. In your excerpt from "Chapter
12", wherein you attempt to summarize the article written by
Gross et al, you state:

"In addition the criteria used by the team included an
assessment of 'contibution from home and family' so that
those families who had greater resources might receive a
recommendation for treatment and those families with fewer
resources would be more likely to receive a recommendation
against it, even though the severity of the disability might
be the same in both cases."

This is a reckless distortion of the discussion by Dr. Grows of
the formula. Nowhere in the article is there any indication that
higher income families received treatment and poorer families did
not. In the article's discussion of the Shurtleff criteria
(which were relied upon), criteria (6) states "a family with
economic and intellectual resources who lived within reach of an
appropriate medical facility, or a commitment by a social agency
to provide needed resources such as foster home or medical care
costs". The actual resource/reimbursement facts are as follows:

1: 100% of patients on public assistance without insurance
were aggressively treated.

2. 69% of patients qualifying for medical-assistance
(medicaid or state crippled children's program) were
aggressively treated.

3. 58% of the patiens with private insurance, including
Champus were aggressively treated.

3
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4. 50% of persons with private insurance but who also
qualify for medical asdistance were aggressively
treated.

These statistics clearly belie your unfounded accusations and
generalizations.

6. REPORT BIAS. Throughout the excerpt
the author's bias is repeatedly displayed.

A. The article does not describe an
retrospective case review.

B. In describing the process used by the hospital team on
page 1, you &tate "For those infants born with high lesions and
who were suspected ofIlaving hydrocephalus or other anomalies a
formal meiIIHTTaii-convened to make a treatment recommendation to
the family." (Emphasis added.) The use of the word "suspected"
is an inflammatory addition which is in complete variance with
the radiography and CT scans described in the evaluation.

titled "Chapter 12",
For example:

"experiment", but is a

C. To describe the sac as the size of a "basketball" is
outrageous. You have the CNN video tape, look at it.

D, It is a distortion to dtate the "families of five
children 'demanded' treatment" when it was simply the option they
chose after presentation of the child's condition.

E. Likewise, "at the end of the 'experiment' twenty four
families had 'finally agreed' to the non-treatment regimen..."
reflects your editorial bias.

7. SURGEON GENERAL C. EVERETT KOOP. The excerpt states:

*** Subsequent to May 30, 1984, Surgeon General C.
Everec:t Koop was to make 'an indirect approach to the
University of Oklahoma *** to see what current
practices are being utilized by the University of
Oklahoma in their determinations of who should be
treated'. 13/ Physicians at the hospital refused to
give the Surgeon General assurances that the practices
had ceased. 14/

In the "Backrround Information" attached to the statement by
Robert Fulton and Antonio Padilla of May 23, 1985, this issue was
thoroughly explained as follows:

Involvement of U. S. Surgeon General Koop

When the attorneys who authored tit::: May 8, 1985, letter were
asked by the news media whether they had contacted officials
at DHS or OCMH prior to making their allegations, they
reportedly stated that OCMH had continuously rebuffed
attempts by C. Everett Koop, Surgeon General of the U.E.

4
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Public Health Service, to clarify OCMH's current position on
this subject. To date, neither the Hospital nor the
Department of Human Services have been contacted by the
Surgeon General.

We do understand that Surgeon General Koop spoke informally
on two occasions with an acquaintance at OCMH, Dr. E. Ide
Smith, Chief of Pediatric Surgery -- once during a telephone
conversation last summer [19841 and once during an
incidental meeting at a medical conference in the fall.
(Foe attached affidavit.) On hoth occasions, Dr. Smith
assured Koop of complete compliarce by OCML wit' the federal
regulations and repudiated any allegation that OCMH
physicians used a selection formula to determine the type ef
treatment given to the newborn. Dr. Koop suggested to Smith
that OCMH should clear the air with disability groups
regarding its policies and Smith related the information to
the OTE administration. At Dr. Koop'zI request, Dr. Smith
relayed this information as coming from "good authority".
(It should be noted that Fulton had by this time extended
his invitation to Mr. Gerry.) [Martin H. Gerry, co-counsel
for the National Legal Center for tbe Medically Dependent
and Disabled, Inc.]

These contacts were never considered by Dr. Smith or OCMH to
be more than friendly advice and certainly were never
considered as formal requests for clarification of OCMH
policies. Had Surgeon General Koop made such a request, DHS
and OCMH would have been eager to providc: him with
information and assurances with --"espect to treatment of
children. To extrapolate from casual conversations betwem
professional colleagues that OCMH has "rebuffed" requesta by
the Surgeon General to clarify OCMH's position is uni:d17 to
Surgeon General Koop as well as the Hospital.

While Surgeon General Koop had informal conta with a
member of the medical staff at OCMH, the authors of the May
8th letter and their clients made absolutely no effort to
obtain information on OCMH policy or practice. Dr. Koop's
informal contacts do not excuse their failure to make
inquiry at OCMH, especially in light of the invitation
extended to Martin Gerry. If they didn't want to bother
with coming to Oklahoma, they could have a least written or
called. Morever, DES and OCMH's policies on this subject
are a matter of public record which could have been procured
and reviewed by local counsel, Mr. Fairbanks, with a minimum
of effort.

As indicated by the above statement issued in 1985, with the
accompanying affidavit of Dr. Smith, your conclusion suffers from
the inexcusable lack of inquiry and investigation by your office.
Dr. Smith, one of many hospital service chiefs, was an
acquaintance of the Surgeon General and could hardly be labeled a
*hospital official" by virtue of his service position.

5
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Obviously, no further communication was required with his

acquaintance since appropriate assurances were provided.

8. LAWSUIT AND INVESTTGATION. The excerpt states:

*** In October, 1985, thim American Civil Liberties
Union and the National Center for the Medically
Dependent and Disabled (a Legal Services Corporation
funded National Support Center) filed suit against a
number of physicians at Oklahoma Children's Memorial

Hospital on behalf of Sharon Johnson (Carlton

Johnsons's mother), Carlton Johnson himself, the

parents of another child with disabilities who had died
after alledgedly being denied lifesaving treatment at
Oklahoma Children's Memorial Hospital, the Spina Bifida
Association of America, ana the Association for Persons
with Severe Handicaps. 15/

The Director of this Department, Robert Fulton (also a former
secretary of welfare at HEW) personally invited Martin H. Gerry,

an attorney fcr the National Legal Center for the Medically
Dependent to investigate with medical elTerts in the summer of

1984. No response or even the slightent inquiry was received by
Mr. Gerry, the so-called NatiWal Legal Center, or the ACLU until
James Bopp, Jr., acting on behalf of the National Legt. Center
held his well-staged press confer"nce in a U.S. Senate office
building which demanded the d.vartment and hospital submit to a

consent order or otherwise face a class action lawsuit. Thera was

no independent investigation but across the stre2t from the press
conference was the Unitel States Supreme Court which was then
deciding whether or not to grant certiorari on the "Stoneybrook
Case" which later resulted in the Bowen decis.on. Inoidentally,

more than half of the lawsuit has been dismissed with very little

discovery acccmplished.

In conclusion, it is difficult for the agency and hospital to
place much credence in your report based upon the above reasons.

Thank you for this opportunity to respond.

Very truly yours,

Charles L. Waters
eral Counsel

Frederick B. Aurin, Jr.
Asst. General Counsel

6
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STATE or OKLAHOMA

COUNTY OF OKLAHOKA

ATTESTATION

I, Frflderick D. Aurin, Jr.,
sworn upon oath, state:

That the foregoing letter
Department of Human Services and
(formerly Oklahoma Children's
capacity as Assistant General Co

of lawful age, being first duly

is written on behalf of the
Children's Hospital of Oklahoma
Memorial Hospital) and in my
s 1.

412"24.
Frederick B. Aurin, Jr.
OBA# 379
Assistant General Counsel
Department of Human Services

Subscribed and sworn to before me this lidt day of November,
1988.

My Commission Expires:

- 47-2

360

ek7;i4(211-z

7

3 7

Me(-



comuissm
TOR HUMAN SERv10ES

State of Oklahoma

Department r I Human Services

Sequoyalt Memorial Office Building
P.O. Box 25352

Oklahoma City. Oklahoma 73125

May 23, 1935

Maass J. Msrzen
National Legal Center
for the Medically Dependent
and Distlbled, Inc.

P. 0. Pox 441069
Indianapolis, Indiana 46204

Dear Mr. Marzen:

ROBERT FULTON
Director of Human Strikes

This is in response to the letter of Mey 8, 1985, to the

undersigned and several other Individual addressees from your

organisation regarding a potential lawsuit. Your letter relates to

ccaplitmce by agclahoma Childrents Memorial Hospital (020 with

Constitutional and statutory requirements pertaining to the

handicapped.

The presentation of your concerns'before a national news conference

two days before our mceipt of your letter and without the oourtesy

of giving us an opportunity to respond was unorthodox and

=professional.

Several months ago, Robert lblton, Director of the Oklahoma

Department of Human Services (DHS) and one of the addressees of

your May 8th letter, personally invited Mr. Martin H. Gerry, ane

of your co-counsel, te visit OCMH, bringing whatever medical or

legal experts he cared to bring. Mr. Fulton assured Mr. Gerry

that the visitors would te allowed to interview physicians and

administratora, obaerve procedures and ask any questions they

thought relevant '4) the care of severely handicapped infants.

Unfortdnately, you rAver responded.

In %dew of your behavior, it is clear that your organization is

more Interested ha pablicity than truth. It is sad that you have

-gained this putaieitY by vilifying OCMH -- one of the finest child

care institutiona in this nation.

lbe litigation you are threatening is misguided and inappropriate.

No children are "thmatened" mith lack of care or with Improper

treatment at ow. Children are not being "allowed to die" as

alleged in your letter nor have the hospital or physicians engaged

in humen experimentation. "Quality of Life" or "contributions"

anticipated from home, family and/or society are not considered in

determining the type of treatment to provide to severely

handicapped infants. An affidavit to this effect signed by current

staff of the Myelomeningocele Clinic at OCMH and by hospital

acininistrators Is enclosed.

3 72

361



362

Moms 3. Marzen -2- May 23, 1985

As explained in the enclosed background paper, OCMH is in fUll
compliance with all fedval and state laws on the matter of eare of
severely handicapped infants. In addition, OCMH esthblished over a
year ego an Infant Care Review Committee composel of physicians,
nurses, attorneys and representatives of the lay community. Ole
ccamittee reviews medical treatment of newborns on a prospective
and retrospective basis for the very purpcee of assuriRg that
medical treatment is provided for all infants regardless of
handicap or anticipated physical or mental impairments: OCKH is in
complete compliance with all of the so ealled 'Baby Doe"
requirements.

OCMH, like many other institutions caring for Children with spina
bifida, is today achieving a much higher survival rate for such
children, as nanpared with the experience of °ray a few years ago
because of increased knowledge and medical advances. Specifically,
25 newborn children with spina bifida have been treated at COMH
since January 1, 1983. Of the 25, 3 died within a very short time
after birth of massive explications accompanying spina bifida.
Since January of 1984, all 12 infants born with spina bifida ani
treated at OCWd have survived. The hospital has been able to
accomplish these excellent results through the use of surgery and
other intensive therapies.

We eannot, of course, Agree to the proposed consent judgment
forviarded with your May 8th letter. The proposed agreement would
have us confirm'allegattons that are sinply not true. Such an
agreement is not appropriate. Children treated at COM are safe;
indeed, those children with birth defects who are born at OCMH or
referred there fran elsewhere receive care equivalent to that
available in other praninent mdical institutions thmughout the
nation.

We do, however, renew the invitation extended earlier that you send
a team of medical and legal experts to review current policies and
procedures and interview physicians with respect to care, and
treatment of severely handicapped infants at OCKH. We believe it
would be appropriate that experts chosen by you be joined by a few
equally expert indivUuals chosen by us so that there will be
maxim= confidence that a thorough, unbiased and conclusive review
is completed.

The enclosed background paper sets forth relevant information and
comments on allegations contained in your letter of May 8th and the
proposed consent agreement you transmitted.

Your public vilification of OCMH when it in fact has complied fully
with the law and established medical standards is irresponsible.
There can be little doubt that the trust and confidence that
patients and their families have placed in the hospital have been
jeopardized by your defamatory statements. You cPn be certain that
your conduct has contribute4 to the grief and aurfering of families
already seriously merburdened hy the trageAy of spina bifida.
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Thomas J. Marzen -3- May 23, 1985

We shall wait with interest further ccamunications from you, your
associates, and your clients. Please contact Roioi, Stuart,

Aisistant General Counsel for the Oklahoma Departm:nt -of amen
Servicea, if You ,need additional information oe slish to convey

information to us.

Sincerely,

Re d Barnes, ChElrman
Oklahoma Caaniesion for Bbman Services

Robert lk lton, Director
Department lauxnan Services

Antonio Padilla, Chief Executive
Officer, Oklahoma Teaching Hospitals

*dlr.
Dona d Doenitz., Administra14
Oklahoma Childre rial Hospital

Nen Rennert, A.D., Chief of Staff
Oklahoma Children's Memorial Hospital
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Additional Background Information and Responses to
Allegationa Regerding Care of Children with Spina
Bifida at Oklahoma Children's Memorial Hospital

Evolution of Federal and StateLeislatioar

LegAl issues relating to the medical tmmatment of children born with severe
deformities and disabilities have only meently teen addressed by the courts
arid legialators, Not until this past year has Congress acted decisively to
address the issues of the so-called "Baby Doe" situation. However, before
the recent federal legislation was enacted the Oklahoma repaeatent of Human
Services (DHS), Chlahana Teaching Hospitals (GTH) and Calnhoma Chiadren's
Memorial Hospital (OCMH) were iu fUll compliance with regulations promulgated
by the Federal repartment of Health and Human Servipes in January, 1984.
respite the fact that those regulatif a have teen bald invalid by federal
court action, COMH has continued to atrictly confarm to their letter and
spirit.

The first federal regulatory irraelvement in this issue began when the United
States Lepartment et Health and Human Serviccs iesued a notice on Key 18,
1982, 'hatch informed affected parties ce that Departmerta view that Section
504 of the Rehabilltaticn Act of 1973 appliei to the medical care of
handicapped infants. Tnis was followed by the aublication ot *Interim Final
Rulea" on March 7, 1983, wnich required health care providers receiving
federal financial assistance to post notices througlout their inatituticns
and to create infant care review committees. Befere coMpliance could te
achieved, the Interhm Final Rules were declared invalid en April 14th, 1983,
in the case of the American Atadeny of Pediatrics vs. Heckler 561 F. Supp.
394-(D.D.C. 1983).

Suteequently, revised federal rules were iuitiated in January of 1984. Ste
Oklahoma Department of &man Services and Oklahma Children's Memorial
Hcepital laaaaliately implemented the requirements and recommendations for
voluntary action which accompanied the rules. Cn February 9, 1984, the
Infant Care Review °mantes of Cklahmna Children's Memorial Hospital, a
voluntary conaittee, began cperating in the spirit of the rew rules.

The January, 1984, rules were set aside on February 23, 1984, by the Federal
Court of Appeals, lar U.S. v. University Hos itala Stitt University of New
taat_StoYorinrook . . In spite of that
aiiiiiT----n,e1.127th, :984, the Oklahoma Human Ziervices Ccemisaion, the
governing body of the Department of Human Services and Oklahoma Children's
Memorial Hospital, approved an amendnent to the Department'a child protective
services procedures providing for investigation of any purported denials of
treatment of children in hospitals anywhere in the state. On the same date,
the Commission gave initial apProval to a statement of purpcees and operating

. procedures for the OCMH Infant Care Review Committee.

Moreover, Cklahoma's legislature took two separate actions in this area
during 1984. House Bill 1133, enacted into law on April 10, 1984, added
denial of needed medical treatment to the definition of Child neglecL
contained in Oklahoma's Statutes. In addition, the appropriatione bill for
DHS for ,FY-1985 (House 85 1522),--contained a provision directing the
Carmission for Human Services to iaplement policies and procadures providing
added assurance that handicapped children receive proper tmatment at OCMH.
DHS supported both of theoe mai-urea.

Thus, in spite of the Second Circuit's decision repudiating the January,
1981', federal regulations, Oklahoma Chose to honor the letter and spirit of
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those rules. As the attachments indicate, these actions are a matter of

public record.

The January, 1984, federal rules, and the federal statute enacted in October,

1984 (Public Law 98-457) were the result of a oonsensus reached by medieal

organizations and disability groups sere of which are now represented by the

authors of the May 8, 1985, letter. These attorneys and their clients have

totally and irresponsibly failed to review what Oklahoma and its agencies

have dame. Moreover, their action has been launched deapite the personal
invitation to make an en-site review of OCMH and of spina bifida patients

extended to Martin H. Gerry, Co-counsel for the plaintiffs, by the Director

of the yAlahoma Department of Haman Servicee, Robert Fulton. (This

invitation is fUrther dicussed in the cover letter.) Instead the attorneys

and their clients have decided to proceed in a manner which defames the State

of Cklahere and the dedicated physicians and staff at OCMH. This

grandstanding tea ignored Oklahoma's gmod faith compliance with proposed

federal statutes and regulations.

In additim, While the Courts have uniformly rejected any connections between

Section 504 of tha Rehabilitation Act of 1973 and the treatment of

handicapped infanta:, the May 8th letter maintains that the State of Okiabana

is violating that statute. This is simply not the case.

Federal District Judge Gerhard-Gesell in the American Academy of Pediatrics

case threw cut the original federal regulations as "arbitrary and capricious"

and stated in his opinion that the rules failed to consider neny highly

relevant factors on "one of the most difficult and sensitive medical problems

facing cur society". Judge Gesell further pointed cut:

Ttaditionally, the difficult decision
of when to withhold life-sustaining
treatment of a defective newblrn has been
one within the privacy of the physician-
patient relationship, without interference
by State or Federal authorities.

Yet, the May 8, 1985, letter attempta to revive rules which were twice found

invalid by Federal Courts and apply them retroactively to the 1977 to 1982

period.

Congress acted decisively with respect to the right t2 care of the

handicapped in Public Law 98-457 (enacted October 9, 1984) and tnrlementing

regulations made final en April 15, 1985. The Department of His= Services

has roo responded with diligence to insure =glance with yet another set of

regulations. However, as indicated, Oclahoma'a compliance with stricter

standards was achieved long before the federal statute was enacted and the

implementing rules became final, amd more than a year before the May 8, 1985,

grandstand press conference in Washington, D.C..

MHErieletlaks-An_012,11202_21.1112E020112112112214Ellt

To support allegationa contained in the May 8, 1985, letter, numerous

references are made to an article written by Dr. Richard Gross, a former

faculty Member of the University of Oklahoma, whidh was published in the

October, 19a3, tasUe of "Pediatrics" journal. ln this article Dr. Gross

-2-
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retrospectively describes the experiences he and his associates had with
children bern with spina bifida Iron 1977 to 1982. The authors of the May
8th letter attempt to distort Dr. Groes' article by alleging that he selected
treatment for patients throuer the use of a formula and that such a practice
also represents past and present hospital policies. Those allegations are
simply not true.

It is important to pat Dr. Gross' article in a proper perspective. The
article did not report on an "experiment", a research study nor a hospital
policy. Rather, the article simply reported retrospectively on data
collected between 1977 and 1982 on the treatment of newborn children with
spina bifida.

The birth of a dhild with nultiple congenital anomalies, with or without a
poor prognosis for survival, is obviously a traumatic event for the family.
The early and continuous treatment and care of such children evokes, for
society as a whole medical, philosophical, ethical and theological
considerations. Althciugh the problem of birth defects is not rew, dramatic
advances in neonatal oare make it possible to sustain life in Infants who
would have died cnly a few years ago. At the heart of this matter is, as
judge Gesell noted, cne of the scat difficult and sensitive problems Puling
our society -- the question of what sort of life-suataining treatment, if
any, Should be utilized to preserve the lives of severely mentally or
physically defecdve infants".

The general approach to_ physician - family interaction described in
Dr. Gross' article is dommon with many types of serious health care problems.
Members of a team of health care professionals worked closely with each other
in diagnosing patients' conditions and in presenting medical Information to
the families of children with spina bifida in order that the families could
decide the nature and extent of medical intervention. This same mpproadh was
recently described in an article written by physicians at Children s HOspital
of Philadelphia and reported in "Pediatrics" journal in January of this year.
Those physicians describe a team similar to the one at OCMH which advised
parents with respect to the likely result of surgical intervention so that
they could make informed decisions with respect to their dhildren. The fact
that this method apparently represents that Hospital's present approach,
while OCMH currently utilizes a review procedure endorsed by the very
organizations attacking OCMH, makes threats of a lawsuit even more puzzling.

In any event, while it is not appropriate fOr CCMH to speak for Dr. Gross, he
was recently contacted in order to discuss issues raised with respect to the
October, 1983, article. TWo significant facts emerged from the conversation.
First, none of the attorneys nor their clients have ever spoken with or
attempted to contact Dr. Gross to review with him their allegations and
assumptions. Second, had they done so, they would have been assured that the
so-called "quality of life" formula was never a part of the team's approach.
Indeed, Dr. Gross stated that he was unaware of the formula until he began
writing his peper. While he included the formula in the article for
illustrative purposes, it was never applied to Children within his care.

-Moreover, the entire thrust of the approadh Dr. Gross described was to allow
parents to make informed decisions with respect to medical treatment. As in
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any other medical situation, it was recessary to relate to the parents the
known disabilities and prospects of life for the dhildren with and without

surgical intervention. Therefore, tn the extent that factors such as
hydrocephalus, retardation, loss of bladder and bowel function, ambulation,

and general eumvival prognosis were involved, parents were given such facts

for the sole purpose of allowing them to make Informed decisions regarding

treatment,

The an gping wedical and societal debate in this country regarding the extent

of parental rights on this sensitive issue have not yet teen resolved.

During the period dealt with in Dr. Gross' articles and In fact since the

onset of modern medicine, decisiors with regard to life-sustaining treatment

of a dhild with multiple birth Cefects were made within the privacy of the

physician-patient relationship. Tae approach described by Dr. Gross was
representative of practices acrosa tto nation. Only recently has the

government atteapted to establish regulations iddch would gpvern decisions

which were traditionally left to the family with advice from physicians and

often clergy.

Finally, the 1977-1982 approach was not an "experiment". Neither the
Hospital nal- physicians have in the past or present performed experiments on

these children. To that end, federal and state regulations regarding

experin,entation have always been rigorously followed at OCMH.

Allesed Racial Discrimination

The May 8th letter asserts that treatment provided by Dr. Gross and hii
colleagues was racially motivated and had the net result of discriminating

against Blacks and "Indians". Apparently this allegation is based upon the
assumption that, if the quality of life formula were used in making medical
judgments, it would ndlitate against medical treatment for minorities. As

already noted, the quality of life fOrmula referred to by Dr. Gross was never

applied to his patients.

However, since it was specifically asserted that Blacks and "Indians"

werl discriminated against, a review has been rade of the racial canposition

of the children with spina bifida referred to in Dr. Gross' paper. The

racial ccaposition ^f those receiving immediate surgical intervention, shunts

and other aggressive therapies is as follows:

Black White Hispanic Native American

100% 57% 83% 55%

These findings hardly suppot the assertion that Dr. Gross tsd his associates

engaged in racial discrimination. Indeed, Dr. Gross' article does not

indicate th&t race was ever a criterion. It appears that injection of the

allegation of racial discrimination was cnly en attempt to inflame emotions,

interest the media and discredit OMR.

The Provision of Medical Treatment after Hospitalization

The implication that children with spina bifida are or have been placed in

interim eare facilities where antibiotics for active infection were

purvisefully withheld is incorrect. The Children's Shelter referenced in

-4-
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Dr. dross' article was a private facility which ceased operation in January,
1984. The placement of children at that facility was a decision made by a
parent when home care was not possible. According to the former Medical
Director of Children's Shelter, neither the Hcepital nor plwaicians,directed
that antibiotics to control active infections te withheld. Indeed, children
were supplied antibiotics and when illness presented itself, they were taken
to OCMH for appropriate treatment. With respect to sedatives, the use of
such medications for spina bifida patients hes teen highly ceiticLed in the
medical literature because of problems in their uae in European countries.
While sedatives were not normally given in these cases, analgesics were used
for the control of pain according to the former Medical Director of
Children's Shelter.

Involvement of U.S. Surg_peo,ganaral_Km

When the attorneys who authored the MO 8, 1985, letter were asked by the
news nedia whether they had ccotacted officials at DHS or OMR prior to
making their allegations, they reportedly stated that OCMH had continuously
retuffed atteapts by C. Everett Koop, Surgeon General of the U.S, EUblic
Health Service, to clarity CCMH's ommmart poaitan on :this subject. TO date,
neither the Htepital nor the Department of.Humen Services hive been contacted
by the SurosonGereral.

We,do understand that Surgeon General Koop spoke informally cn two occasions
with an acquairtance at OCMH, Dr. E. Die Smith, Chief of Pediatric Surgery --
once during a telephone conversation last summer and once during an
incidental meeting at a medical 'conference In the fall. (See attached
affidavit) On both occasions, Dr. Smith assured Koop of canplete canpliance
by OCMH with the federal regulations and repudiated any allegation that OCMH
physicians used a selection formula to determine the type of treatment given
to the newborn. Dr. Koop suggested to Smith that OCMH should clear the air
with disability groups regarding its policies and SMith related the
information to the OTH adadnistration. At Dr. Koop's request, re, Stith
relayed this information as coming fnan "good authority". (It should be
noted that BUlton had by this time extendedilis Invitation to Me. Gerry.)

These contacts were never considered by Dv. Smith or OCMH to be more than
friend4 advice and certainly %ere never considered as formal requests for
clarification of OCMH policies. Had Surgeon General.Koop made such a request,
WS and OCMH would have been eager to provide hLa with information and
assurances with respect to treatment of Children. To extrapolate fnam casual
conversations between professional colleagues that OCMH has "rebuffed"
requests by the Surgeon General to clarify OCMH's position is unfair to
Surgeon General Koop as well as the Hospital.

While Surgeon General Koop had informal contact with a member of the medical
staff at OCMH, the authors of the May 8th letter and their clients made
absolutely no effort ta obtain information cn OCMH policy or practice.
Dr. Koop's Armal contacts do not excuse their failure to make inquiry at
OCMH, especially ta ltght of the invitation extended to Martin Gerry. If
they didn't want to bother with coming to Oklahoma, they could have at least
written or caned. Movever, DHS and OCMH's policies on this subject are a
matter of.rublic rst ri which could have been procured and reviewed by local
counsel, Mr. Fairbanks, with a mintmum of effort.

As indicated in the cover letter,.rHS and OCMH are quite prepared to undergo
a full review by outside experts.
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AFFIDAVIT

STATE OF OKLAHOMA )

)ss,

COUNTY OF OKLAHOMA)

I, E. Ide Smith, M.D., th2 undersigned, do state and affirm that during

2 recent converiations with C. Everett Koop, M.D., the Surg2on General of the

United States, I advised Dr. Koop that 01(14home Children's Memorial Hospital

was in compliance with the Federal Baby Doe regulations with an active Infant'

Care Review Committee. I further advised Dr. Koop that there was no practice

in which newborn handicapped children were selected for a particular treatment

by use of a quality of life formula or any other non-medical considerations. Our

conversations took place, first by phone during the summer of 1984 and, second,

during ad incidental-meeting at a medical conference in Chicago in the fall of

1984.

lde Sm th,
Chief of Pediatr ic Surgery
Oklahoma Children's Memorial Hospital

Signed and sworn before me this:* _day of May, 1985.

, NOTARY PUBLIC
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AFFIDAVIT

STATE OF OKLAHOMA )
lss.

COUNTY OF OKLAHOMA )

We, the undersigned, are currently members of the Myelomeningocele Team

or the Administration at Oklahoma Children's Memorial Hospital. The purpose

of this team is to provide a multi-disciplinary approach fn order to facilitate
and provide the optimal level of care for newborns and permanent follow-up of

myelomeningocele patients. As part of this approach the team assists the family

with understanding and preparing for the consequences of this condition. The

team is always available for any type of consultation.

By providing this approach, the 14yalorreningocele Team fs best &We to
be of service to the family. Unlass a newborn child is so profoundly 111 that

to provide treatment would only prolong the act of dying, then the full spectrum

of medical treatment is aggressively provided. This team does not now nor to
any members' knowledge have they ever made any recommendation tu a family on
the basis of a quality of life formula, race, economic status, or any other
non-medical considerations.

CAri enae ol ay,
liyeloweningocele Team Member

Signed and sworn before re thisit , day of May. 1985.

y emission ex

\1`-tWitPA. neve. M.D.
1

firelemeningocele Team tieJer
lg..

Signed and sworn Weir* me this.....0 day of May, 1985.

MARY PUBLIC

cm salon exp s pr

if( A t cz--1
.iam Barnos. M.D.

Myelomeningocele Team Herber
nja.

Signed ano sworn before me this day of May. 1985.

NOTARY PUBLIC

come ssfon exp res Apr

(4%_:4Lr_4#1:f-dee .7/.,_j))
its ouszo.s. .

kelettanIngetele Team Member

. NOTARY PUBLIC

SPSigned ani sworn Wore me thisc.e) day of May, 1985.

My emission expi $ Aprfl 5, 1986
. NOTARY PUBLIC



,anji; f;e)r2C
LatirdIck, A-u
Myeitmeningecele Team Member

Signed and sworn before-zu this...20 day of May, 1985.

NOTARY PUBLIC

Hy omm ss on ex') res Apr11 5, 1986

Ruts, latyrex,
X)elf.umeningocele Team Member

Signed and sworr before me this tXj day

comm exi4;;;Apri

Chief of Staff
Oklahoma Children's Aemorial Hospitell

Signed and sworn before-me th1sDay

of may. Ism.

NOTARY PUBLIC

(of KAY. 1985.

ROTARY PUBLIC

Ny cometya on e417-es rif-S, 1 6

Adnistrator
Okleoma Children's Memirial Hospital

Signed and sworn before me th:s.,21.20_day of Kay, 1985.

AntT1TTi
Chig Executive Officer
Oklahoma Teaching Hospitals

:17>"
Signed and soorn hefore me this0a_day of Hay, 1985.

, ROTARY PUBLIC

amiss on res pri1
, NOTARY PUBLIC
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OKLAHOMA CHILDREWS MINDRIAL HOSPITAL

near CARE P.EVID/ 024 1ITZEZ

I. 14243ERSIMP:

'Me membership of this cmmittee will be appointed by the 0041 thief

of Staff and the Call.ncecutive thief of Staff. 'Ito cameittee membership

will include, at a minima, the follcwing:

(1) at least two physicians eho prictioe pediatrics, *pediatric surgery,

or u surgical subspecialty practice serving primarily pediatric

patients awl iho are members of an OM medical staff;

(2) a member of the legal profession (other than the primary am legal

counsel);

(3) a hospital administrator/

(4) a practicing pediatric registered nurse (R.N.);

(5) a doctcral level specialist in developmental disabilities;

(6) a represeatative of the lay public.

A physician member will be appointed as chairman by the chief of staff.
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II. PURPOSES:

Asendeent

(A)

Setfitted to and

approved by Us

Governing body

12-04-$4

Ole purposes of the connittee will be the followwg:

to develop and implement standards, policies, and procedures for the

Oklahoma Teething Hospitals to assure that potentially medically

beneficial treatments and/or nourishment be provided for all infants

regardless of handicap or anticipated Oysical or mental impairments.

These standards will be designed to respect reasonable medical

judgements and will be directed by the principles stated in:

(1) 45CFR 84.55 end Appendix C of 45CFR Part 84 (published in the

Federal Register, Janmary 12, 1964.

(2) House Bill No. 1133 (1984 Okla. Sess. taws Serv., Ch. 120, p.390)

(West)(to be codified as 10 O.S. §ll0l) and Section 18, House

Bill No. 1528 (effective July 1, 1984).

(3) "rhe Primiples nf IYestment of Disabled Infants", published by

the American Academy of Pediatrics cn November 29, 1983, where

not inconsfatent with the federal and state provisions above.

(B) to provide emergency review of selected cases in utich withdrawal or

withholding of life-sustaining therapy is contemplated, particularly

those cases in which them is concern by the patie t's caretakers or

perents thAt the infant's rights to care are in jeopardy. Such

energency review may be scugat cn i 24 hour basis at the request of

the ICRC or the hospitel staff, or the infant's parent or guardian.

(C) to review regularly end retrospectively records involving

withholding or withdrawal of therapy fwan infants to assure

oompliance wAh the established standards for care.

2
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III. DEEMS OF COMMITTEE FUWZICN:

(A) iegular tiettinTS will be held at a carthly interval.

(II) A quorum will be determined by attendance of 51% of the marbersitip

and must include at least 2 physician members in attendance.

(C) A majority shall carsist of 51% of the meatership present and

voting.

(D) Each carmitttei neater will designate an alternate, who will be

available cn an ed hoc basis in the regular member's absence.

(E) Emergency meeting of the ccradttee to review specific cases will be

ccnvc-,e-si by the chairman as needed, within 24 hems notice to the

membership.

(F) AU deliberaticns of the camaittee shall be kept confidential, and

shall be released to goverment authorities only as required by law

or court order or after clearance by the hospital's legal ccunsel.

(G) All guidelines and policies of the ICRC will be reviewed by the

hospital's legal counsel to assure conformity with the hospital's

by-laws, rules, and regulations.

(H) All guidelines and policies rent be approved by the respective

hospital's Chi.ef of Staff and Executive Carrnittees, by the OTH

3
374

5



lbcecutive Chief of Staff, by the Director of the Department of Human

Services, and by the governing body of the Department of Human

Services.

TV. DERMAL PRINCIPLES GOYENNING CAM Or THE SEVENELY HANDICAPPED /WANT:

(A) Beneficial medical therapy for a life-threatening condition shall be

provided for all infants regardless of mental or physical handicap.

(3) The detezmtinaticn of "medically beneficial° therapy shall be made on

the basis of a total evaluation of each patient's medical status.

(C.°) Appappriate care Shall be pncvided GO all infants regardless of

f±nancial or soCial resources.

(D) infants will be provided with warmth, ncuristrent, and routine

care.

(E) Medical care beyond basic nourishment and sustenance is not required

for dying infants.

(F) Patients Judged to be dead ("brain dead") by currently accepted

medical criteria need receive no furtherrnelical care.

(G) In all. instances, parents and legal guardians of all infants must be

informed of their infant's =nation and must be informed of and

4
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involved in all decisions concerning the appropriateness of the

withholding or withdrawal of care from the infant.

(H) Specific standards for the care of specific carxlitiens will be azde

consistent with the principles noted above in ILA., and after

=Natation with appropriate medical specialists within the

hospital and after review of the mllective medical Imow ledge and

experience with these =dittoes.

Approved by Med1c41 CareCommittee
Approved by Executive Committee
Approved by Governing Body
Approved by Governing Body
AMENDMENT approved by Governing Body

ATIEST:

(SEW

'376.

Approved Infant Care Review Oxrtnittee

March 15, 1984

4/09/84
4/30/84
7/12/84(0CMH Exec. Cmte. Minutes)
9/25/84
12/04/84
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EXCERPT FR434 MINUTES:

MEETING OF OKLAHOMA COMMISSION FOR HUMAN SEWICES

February 28, 1984

(SEAL)

ATTEST:

REGULATIONS ON NIALTH CARE FOR HANDICAPPED INFANTS

Mr. Fulton discussed.e.memorandum mailed in advance-to the Commission concerning Federal "Baby Doe" Regulations. Thi,J memo sets out

the recommendations of a task force which wac fo:med by the Department and headed by Dickye Mines to develop policies and procedures

for consideration by the Commission. Teem c ot the memorandum stk.. requires work and the detailed procedures will come back to the

Commission for furtl.sr review. The Director recommended the Commission to approve the three procedures set out in the memorandum ts

the components of the implementation process on
the Understanding that there is still work to be completed on item c. The policy

must be in effect by April I3th.

Commissioner Gilbert made a rdotion to approve the procedures as recommended by the Director. Commissioner Ward seconded the motion.

Voting aye: Commissioners Varha, Purr, Gilbert, Hartley,
Walters, Ward, Way, Chairman Barnes.

Unanimously adopted.

Chairman Barnes then recessed the meeting for a short break.

388
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STATE OF OKLAHOMA
DEPARTMENT OF HUMAN SERVICES

Commission for Human Services Nur February 21, 1984

From: Robert Fulton Attentiom

Director

Subject Tederal -"Baby Doe" In Replp-Addmss to
Regulations Attention:

Non-Discrimination in Programs
and Activities Receiving or
Benefiting from Federal Financial
issistance-6.Handicapped Infants
Effective-Date: February 13, 1984

378

The final Federal rules regarding medical treatment for handi-
cap.ad-infants (also known as the "Baby Doe" regulations) have
recently been passed. 'The major elements of the final rules
are:

1) The Federal government encourages hospitals to
establish Preview procedures regarding life and
death decisions affecting seriously ill newborns.

2) Informational notices regarding the legal rights
of handicapped infants must be posted in hospitals.

3) State child protective services agencies must have
established procedures for applying their own state
laws protecting children from medical neglect.

4) Interpretive guidelines require that health care
providers not withhold nourishment or medically
beneficial treatment from the handicapped infant
solely on the basis of present or anticipated
physical or mental impairments. However, it
does not interfere with reasonable medical
judgements nor require provision of futile treat-
ment.

5) Guidelines are also set for HH investi4ations of
alleged civil rights violations relating to health
care for handicapped infants.

State child protective services agencies have 60 days and
hospitala have 30 days within which to establish and maintain
methods of administration and procedures.

3,9



Federal "Baby Dce" Regulations -2- February 21, 1984

A task *force was formed to set Department's policies and
procedures to be approved by the Commission. Following
are the three major procedures which will need Commission
approval:

a) Infant Care Review Committee:

This was not required but it was encouraged. OTH
will follow the recommended guidelines. A review
committee, headed by Doctor Mary Anne McCaffree,
has been appointed. When a case is reviewed by
this Committee, the Protective Services Unit of
DHS will also be notified. If the Protective
Services Unit is noUfied first, they will contact
the hospital review committee.

b) Posting of Informatioual Notice:

The Federal Government has sent to each hospital
receiving Federal funds a copy of the final
revlations. It will be their responsibility to
post the notices as outlined in the regulations.
The Department is sending to each hospital the
Phone number of the DHS county office to which
calls of alleged child abuse or neglect should be
reported, the statewide child abuse hotline
number, and the Federal hotline number which is
already listed in the regulations. The DHS Audit
and Review Division makes a yearly inspection for
compliance with Federal civil rights of the
handicapped requirements and will add checking of
the Baby Doe postings to its nspections.

c) Res onsibilities of DHS for Child Protective
Serv ces:

There is a1ready in place in each county a procedure
for receiving of reports of child'abuse as required
by State andi Federal Law. This added responsibility
will be handled in the same manner as all other
child abuse incidents with the exception that as
soon as a possible incident is reported the county
staff will call the State Office Child Abuse Unit.

It will be'the State Office's responsibility to

assure that the Federal Office of Civil Rights is
notified of each incident. Written policies and
procedures will b. issued prior to the deadline date
of April 13, 1984.
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rederal "Baby.DOI"' Regulations -3- February 21, 1904

Fritz iku4in and Deborah Rothe have been in touch with
Ms. Elea-or Hadad with the Office of Civil Rights in
the HHS Rqgional Office in Dallas. There are
questiotti regarding the definition of "infant" which
she .p147,-, to clear through the HHS office in
WashinstOno She has also assured the Departmert
that they (HHS) have been responsible for notifying
all hospitals. She further clarified that the rules
applied only to hospitals and not individual doctors
or local health clinics.

With the policies and procedures described above, it is our
opinion DHS will be able to make an assurance to HHS that all
aspects of the regulations will be implemented.

Thank you for consideration of this request.

441,24
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EXCERPT ROM MIMES:

ETItIG OF OKLAHOMA COMMISSION FOR HINAN SERVICES

March 27, 1984

ATIEST:

(SgAL)

(.>
naron 9 retary to se on

ROXIATICSIS ON 11FALI11 CAM POR IIANDICAPPED INFANTS

The Direezor discussed briefly the,prooedures approved at the.last meeting regarding dr rederal "Baby Doe"' Regulations. He

reviewed tt-.1 original memo to the Ozemission Odd: stated that written policies incl procedures la:ald be issued at a later date.
had informed the °omission at the4ast meeting that such policies and prooaiiireawauld be presented at this meeting. The

°omission ties furnished in advance 1,4t..h a copy of the proposed p3licies and procedures regarding alleged medical neglect of

handicapped infants (attached).

Coseissioner Way made a motion to approve the palkcies ald procedures as presented I:ry the Director. Commissioner Farha seconded

notion.
Voting aye: Oomeiszioners Farha, Furr, Gilbert, Greer,

Hartley, Watd, Way, Mailmen Barnes.
Unanimausly adopted.

3 63
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nes Federal "Baby Doe" Regulations-

These procedures will be issued by 04-06-84 in the protective
Services Handbook and in corporated in Manual Section 620 when

it ie reissued.

CHILD HELFARE PROCEDURE - ALLEGED HEC/CAL NEGLECT OF HANDICAPPED INFANTS

Every report alleging denial of medically benvficial treatment to a handicapped

infant shall be promptly investigated and preventive services offered.

Referrals will generally be made to CWC via the county office (as in the case of
-eost other abuse.'neglect referrals) or via the statewide child abuse hot line.
These phone numbers are required to be posted by the medical provider along with

the RHS toll-free number (800-368-1019.)

When such referrals are received, the county office shall immediately notify
State Office, Child Abuse Section. The state office is responsible for state-
wide tracking and notifying the Federal Office of Civil Bights.

Generally, the investigative and post-inveitigative procedure in these cases
will be the same as in other investigations of reported ibuse/neglect. The
investigation shall be conducted as expeditiously as possible and the Rsport
To The District Attorney, CSC-74-A, submitted promptly as usual.

In the event court intervention is felt to be warranted, appropriate steps should

be taken as in ether abuse/neglect cases. However, State Office, Child Abuse

Section shall also be immediately advised. In the event it becomes necessary to
aporise the Offita cf Civil Rights of the situation prior to completion of the
investigation, this shall be the responsibility of the State Office.

Although it is recognized that protective soy:ices workers do not usually have
the medical expertise necessary to make a determination regarding appropriate
medical care, it Ls also recognized that the workers do have the necessarY'

knowied and skill to investicate and draw a conclusion based cn interviews

with and statements taken from'qualified medical care oroviders.

In many hospitals, Infant Care Review CormLttee 'ICRC) will be established

foz the purpose of reviewing the care provided to oriticall, ..l handicapped

infants. The establishment of the ICRC Ls a recommendation rather than a

requirement, howe-er. %here there is an :CRC. the protective servicev. worker

shall consult with the ICRC as a parr-of the investigation. Zn situations

where there is nct an ICRC, other appropriate medital personne: shall be

interviewed.

Generally, the investigation shall include intiewing the s4mplaintant;

the parents; obtaining the infant's diagnosis, prognosis, 6nd recommended

course of treatment from the attending physician; and interviewing either

an ICRC representative and/or other medical personnel as appropriate to

tha individual case.
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Appendix E

Federal Affected Agency Answers

DiFARTMENT OF HE....TH & HUMAN SERVICES Oltica of Inspector Gsnoral

OCT 1 2 1Te8

Mr. William J. Howard
General Counsel
United States Commission
on Civil Rivhts

1121 Vermont Avenue, N.W.
Washin4ton, D.C. 20425

Dear Mr. Howard:

Washington, D.C. 20201

We have received your letter of September 20, 1988, with
portions of the draft report on medical discrimination
againit handicapped Ulfants prepared by the U.S. Commission
on Civil Rights. Based on out review of tho draft chapters,
it appears that you have misinterpreted the purpore and
'intent of the Office of Inspector General (OIG) inspection on
the baby doe program. Our comments are as follows:

Sair_22...1112_139.1susialsifanianot_salcht_Fsdstral
Government

o Your sta Oxent-on page two that the OIG study was
conducted "in response to the requirement of the Child
Abuse Amendments." is incortict. The study was
corAucted in response to a request from tZc U.S. Surgeon
Gig-net:al an4 the Office of Hunan Development Services,
Admi4stration for Children, Youth and Families.

o Also, your statement on page two that Inspector General
personnel did not understand the requirements of the
child abuse amendments and did not make appropriate
inquiries to determine whether they are being carried
oet, indicates your lack of understanding of the purpose
and intent of our study. Our next comment reinforces
this point.

o On page three, you state that the OIG failed to review
the facts in unreported cases considerod'by hospital
infant care review comiittees. The purpose of our
hospital visits was to determine how hospital committeea

396
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Page 2 - Mr. William J. Howard

are structured and functioning to deal with potential
baby doe situations. It was naver our intent to review
individual cass files. As yod know, while the
DeparZment of Health and Human Services did publish
model guidelines for infant care review committees,
there is no Federal requirement regarding the
establishment, structure or functioning of such
committees in hospitals.

Your statement on page four about our description of
the infant bioethical review committees at four
affiliated hospitals in New York is misleading. The
purpose of this portion of the report was siuply to
srve as a mference to other hospitals considering the
establishment of similar committees.

Chapter 10. Child Protective Service Agencies

o Your.statements on pages 12 and 16 regarding the
"official" nature of comments from respondents from
State Child Protective Service (CPS) agencies are
incorrect. The comments made by responden>is in this
study were the personal opinions of professional staff
familiar with the baby doe program and how it fits into
the State's entire range of child protective services.
They did not represent the "official and public
position" of State CPS agencies.

We appreciate the opportunity to comment. If your staff have
questions, they may contact Ta Zitans at 243-2456.

Sincerely yours,

Richard P. Kusserow
Inspector General
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U.S. Departm....t of Justice

Civil Rights Division

()like of the Assisftet Attorsey Genus! Weshingto4. D.0 20530

OCT 2 6 1988

William, J. Howard, Esquire
General Counsel
United-States Commission On

Civil Righti
1121 Vermont Avenue, N.W.
Washington, D.C. 20425

Dear Mr. Howard:

I have reviewed the Sel*eiber 19, 1988, draft report of the
United States Commission on Civil R:4.ghts on medical discrimi-
nation against ,handicapped infants. The description of the
activities of the Civil Rights Division with respect to,thc
matters dismiised in the report:appears accurate. I would note,
however; that in 1983 the Department of Health and Human
Services referred a matter to the,Division,involving possible
discrimination against a newly born handicapped inf,1nt at II
hospital in Stonskbrook, New York. We sought to,obtain certain
medical records, but were blocked in our efforts bir a federal
district court in New York. If you believe information relating
to the Stoneybrook situation would be useful to include in your
report, I,will have the appropriate records retrieved and provide
you with whatever detaileyou need.

If I can be of any further assistance, please feel free to
contact me.

Sincerely,

t411L...

Wm. Bradford ReiriAds
Assietant Attorney General

Civil Rights Division
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Office of
DEPARTMENT OF HEALTH & HUMAN SERVICES Human Development Services

3 1 Gaa

William J. Howard
General Counsel
United States Commission
on Civil Rights

1121 Vermont Avenue, N. W.
Wasilington, D.C. 20425

Dear Mr. Howard:

Assistant Secretary
Washington DC 20201

am writing in response to your request for,comment on Chapter
Ten of the Draft Report of the U.S. Civil Rights Commission,
entitled "Child Protective Services Agencies and Their Enforcement
of the Child Abuse Amendments of 1984." This chapter concerns
State implementation of the provisions of the 1984 amendments to
Public Law 100-294 concerning medical neglect of handicapped
infants.

We are extremely concerned about your findings which indicate that
a number of State Child Protective Service (CPS). :agencies may fail
to meet the requirements for Federal funding as ,provided for in 45
CFR 1340.15, and your statement that the Department of Health and
Human Services has incorrectly certified them as eligible. The
issues you raise are indeed serious.

Your report also makes clear that in addition.to the possible
deficiencies of specific State programs, there are larger societal
attitudes and practices which may complicate the fulfillment of
Congressional intent in thia matter. These include the
ambivalence of some CPS agency staff about whether the withholding
of medically indicated treatment from disabled infants with
life-threatening conditions is appropriately a CPS responsibility;
the possible ambivalence on the part of some social work and
medical professionals about whether this rightfully should be a
decision made by a child's parents with advice from a physician;
and as also noted in the report, societal attitudes which often
view disabled children as a burden to their parents and
communities.



Page 2 William J. Howard

In 1985, when the first grants were awarded to protect infants
from medical neglect, the Department followed the procedures set
forth in Section 45 1340.15 of the Code of Federal Regulations for
certifying the eligibility of States to receive funds. This
involved the review of State statutes, programs, policies and
procedures for compliance with the requirements of the
legislation. Each year following 1985, States have been asked to
submit any changes in any of these documents and to certify that
they remain eligible. Each year the Regional Administrators of
the Office of Human Development Services, working with other
regional office staff and the regional counsel, have had the
responsibility for reviewing the materials submitted by the States
and forwarding to the Commissioner of the Administration for
Children, Youth and Families their opinion as to whether the
States are in compliance. Funds are awarded by tlie regional
offices to those States that are in .compliance based on that
verification. In any instance of denial, the Assistant Secretary
makes fhe final determination of ineligibility. So far as we
know, only States in compliance have been funded.

Because of Che information compiled in your report, we will take
two actions. First, we will convene a staff workgroup in the
Office'of Human Development Services, which includes the
Administration for Children, Youth and Families and the
Administration on Developmental Disabilities. These agencies have
a particular interest, responsibility and expertise in this
subject. This group will review our current policies and
instructions to determine if there.are ways in which we can
improve the administration of the Federal program and the use of
Federal funds to accomplish its purposes. As part of this effort
we will consult with selected States, individuals and
organizations outside the government who have a particular
interest or expertise. We especially would seek advice on how we
can help States encourage and strengthen information, education
and training programs so that all appropriate cases of medical
neglect are identified and services provided.

These efforts may assist us in obtaining more accurate data about
the actual number of cases of medical neglect of handicapped
infants, and developing strategies for more effectively serving
this population.

Second, we will review the eligibility of each State cited in your
report, paying special attention to those areas of concern that

you have identified.
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Page 3 - William J. Howard

Our efforts will be facilitated if we can .:eview the complete
draft of your report and all supporting documentation of your
findings, including reference materials ,such as citations from
,State laws, regulations, manuals and protocols. We will
appreciate your sharing this add!_tional information with us.

Please be assured of our commitment to ensure that all States
whiCh receive child abuse State grants meet all of the
requirements ofTederal law and.regulations.

Sincerely,

Sydn
Assis ant retary for
H n Development Services
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Appendix :r

In' re. Infant

Declaratory judgment in the
Infant Doe Case

In the Circuit Court of the County of Monroe
State of Indiana

In,the Matter of the Treatment
and Care of Infant Doe Cause No. GU 8204-004A

Declaratory Judgment

This matter came to be heard by the Court under certain extraor-
dinary conditions concerning the emergency care and treatment of a
minor child born at the Bloomington Hospital.

The Court was contacted at his residence by representatives of
the Bloomington Hospital. On the basis of representations made by
those representatives, the Court quickly determined that an extreme
emergency existed.

The Court further determined that the Judge of the Monroe
Circuit Court had been contacted concerning this Inatter and was
unable to attend the emergency hearing, and the Court personally
contacted the judge of'the Monroe Circuit Court who directed this
Court to proceed with:hearing. Thereafter, hearing was'lleld on the
Sixth Floor of the Bloomington Hospital et approximately 10:39 P.M.,
Saturday, the 10th dt of April, 1982.

The followingpetsons were present: john Doe, natural father of
Infant Doe, with, counsel,,Andrew C. Mailer, Esquire; Meg& Keller,
Gene Perry, A9 rniniStiativ: Vice-Presidents of Bloomington Hospital;
Dr. Walter L. Otvens. Dr. WM an R. Anderson,'Dr. Brandt L. Luet tv,
obstetricians admittedqo practice in the State of Indiana
leges at Bloomingten Hospital, Doctor Owens being the obstetrician in
attendance at delivéry,at Infant Dee; Dr. Paul J. Wenzler, family prac-
titioner with pediatrie privilege atsBloomington Hospital and who has
attended to Mr. and Mrs. Doe's other two children after their birth; Dr.
James J. Schaffer and Dr. James J. Laughlin, pediatricians holding
pediatric privileges at Bloomington Hospita/. (Mrs. Doe was physically
unable to attend.)

.1
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The Court thereafter heard evidence. Doctor Owens spoke for
and on behalf of the obstetric group that delivered the Infant Doe,
advising the Court that at.approximately 8:19 P.M. on the evening of
April 9, Infant Doe was born to Mary Doe in an uneventful delivery,
but that shortly thereafter it was very apparent that the child suffered
from Down's syndrome, with the further complication of trac-
hioesophageal fistula,meaning the passage from the mouth to the
stoMach had not appropriately developed and, in fact, were the child
to be fed orally, substances would be taken into the lungs and the child
most likely would suffocate,

Doctor Owens further stated that he had been previously ad-
iitlt Doctor Wenzler would serye as.practitioner for Infant Doe

and that he was further advised that Doctor Wenzler, when faced with
extraordinary cases, routinely consulted withDoctor Schaffer. Doctor
Schaffer, was at the Bloomington,Hospital at that time andwas called
by Doctcr Owens and was requeSted to examine the baby. Doctor
Wenzler was notified. Doctors Owens, Schaffer and Wenzler con-
sulted; Doctors Wenzler and Schaffer indicated that the proper treat-
ment for Infant Doe was his immediate transfer to Riley Hospital
for,corrective surgery Doctor Owens, representing the concurring
opinions of himself, Doctors Anderson And Ludlow, recommended
that the child remain at Bloomington Hospital with full knowledge
that surgery to correct trachioesophageal fistula was not possible at
Bloomington HoSpital and that within a short period of time the
child would succumb due to inability to receive nutriment and/or
pneumonia.

His recomthended course of treatment consisted of basic tech-
niques administered to aid in keeping the child comfortable and free of
pain. Doctor Owens testified that, even ifsurgery were successful, the
possibility of a minimally adequate quality of life was non-existent due
to the child's severe and irreversible menta%-etardation.

Doctor Schaffer testified that Doctor Owens' prognosis regarding
the child's mental retardation was correct, but that he believed the only
acceptable coursje of medical treatment was transfer to Riley blcspital
in Indianapolis for repair of trachioesophageal fistula.

Doctor Wenzler concurred in Doctor Schaffer's proposed treat-
ment. Doctor Laughlin testified that he concurred in the opinions
Doctors Schaffer and Wenzler, and he differed with Doctor Owens'
opinion in that he knew of at least three instances in his practice where
a child suffering from Down's syndrome had a reasonable quality
of life. However, he related no knowledge of treatment of children
with co-existent maladies of Down's syndrome and trachioesophageal
fistula.
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Doctor Owens testified that he presented Mr. and Mrs. Doe with
the two recommended courses of treatment and requested that they
come to a decision. Doctor Owens understood that Doctors Schaffer
and Wenzler also discussed their recommendations with Mt and Mrs.

Doe.
Mr Doe testified that he had been a licensed public school

teacher for over seven years and had on occasion worked closely with
handicapped children and children with Down's syndrome and that
he anti his wife felt that a minimally acceptable quaty oflife was never
present for a child suffering from such a condition. Mrr. Doe was lucid

and able to make an intelligent, informed decision.
Mr Doe testified' that, after consulting with Doctors Owens,

Schaffer, Wenzler and Laughlin, he and his wife have determined that
it is in the best interest of the Infant Doe and the two children who are
at home and their mily entity as a whole, that the course of treatment
prescribed by Doctor Owens should be followed, and at approximately
2:45 P.m., he and his wife, in the presence of each other and witnesses,
signed a statement directing Doctor Owens to proceed with treatment
of the infant, the content of said statement, omitting names and dates,
is as follows:

The undersigned being the parents of Infant , born
, at Bloomington Hospital, have had explained to them

and they acknowledge that they understand, the course of this
treatment for Infant as iniicated appropriate for In-
fant by Doctors Walter L. Owens, James J. Laughlin,
3ames J. Schaffer and Paull. Wenzler.

Acknr,wledging their understanding and the consequences of all
of tke above proposal:, made by all of the above four physicians,
that they direct that the course of treatment shall proceed as
directed by Dr. Walter Owens, M.D., who does not have privilege
to practice pediahics at Bloomington Hospital.

Mrr. Len E. Bunger, on behalf of Bloomington Hospital, made a
statement that it was the hospital's primary function to reduce Tnor-
bidity and mortality and that the hospital did not have the knowledge
or the authority to make diagnoses or to pescribe treatment and, for
that reason, had requested the Court to make a ruling in this matter.

The Court, having heard evidence, recesses and thereafter deter-

mines as follows:

1. All qualified persons available to present evidence in this
matter were prev.nt and thus appointment of 1. guardian ad
litem for Infant Doe was not required to proceed further in this
hearing.
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2. The Court appeared solely as a representative of the State of
Indiana and the laws of the State of Indiana require that the
parents be sufficiently informed, as they are in'this instance,
and any personal feelings of the Court should not.intervene.

Issue
Do Mt and Mrs. Doe, as the natural parents of Infant Doe have

the right, after being fully informed of the consequences, to deteriiline
the appropriate course of treatment for their minor child?

Conclusion
It is the opinion of this Court that Mt and Mrs. Doe, after having

been fully informed of the opinions of two sets of physicians, have the
right to choose a medically recommended course of treatment for their
child in the present circumstances.

Order
The Court, being sufficiently advised, now directs the Bloom-

ington Hospital to allow treatment prescribed by Dr WalterOwens, as
diretedby the natural parents, Mt andMrs. Doe, fo: the Infant Doe.

The Court further directs that the Clerk of this Court assign a
cause nuniber and enter this cause upon the guardianship docket and
fee book of this Court.

The Court further appoints the Monroe Counts, Department of
Public Welfare as guardian ad litem for the Infant Doe to determine
whether the judgment of this Court should beappealed.

Dated this 12th day of April, 1982.

JoHN G. BAKER

Judge, Monroe Superior Court
Division111, and as
Special Judge, Monroe Circuit Court
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DEPARTMENT OF HEALTH A.
HUMAN SERViCES

Office of the Secretary

45 CFR Part 84

Nondiscrimination on the Basis of
Handicap; Procedures and Guidelines
Relating to Health Dare for
Handicapped Infant*

AOSNCY: Office of the Secretarj, HliS.

ACTIOM Final rules.

SUMMARY: These are final rules on
procedures and guidelines relating to
nondiscrimination on the basis of
handicap in connection with health care
for handicapned infants. These rules are
Issued,un-4" lie authority of section 504
of the Rr,-.; Atation Act of 1973. which
prohibit,' discOrnimation on the basis of

in prOgrams and activities
receiving Federal financial assistance.
EFFECTIVE SATEFebruary 13, 1964.
mg 'URN'S INFORMATION CONTACT:
Susan Shaloub, Office fcz.Civil Rights.
Department of Health and Human
Services, 330 Independence Avenue,
SW., Room 5514, Washington, D.C.
20201; telephone (202) 2454595. TDD
No. (202) 4724916.
SIANNIMENTARY INFORMATION:

I. Synopsis
These rules are the product of a

csreful analysis of nearly 17,000
comments submitted to the Department
during the comment period provided by
the proposed rules of July 5,1953. On the
basis of this analysis, the Department
has made significant modifications to
the proposed rules. These modifications
are designed to establish a framework
under which the substantial controversy
that haa attended the Department's
efforts to strengthen enforcement of
section 504 in this area can be replaced
by t more cooperative effort involving
the Federal Government, the medical
community, private advocacy groups
and state governments.

These final rules continue the
Department's efforts to put in place an
effective mechanism for enforcing
section 504 in connection with health
care for handicapped infants.

But they also initiate new efforts to
make unnecessary the use of those
Federal enforcement mechanisms by
encouraging horpitals to establish
policies and procedures to implement
the principle that treatment decisions for
handicapped Infants be based on
reasonable medical judgments, and
medically beneficial treatment not be
withheld solely on the basis of an

Infant's present or anticipated mental or
physical Impairments.

In seeking to forge a cooperative
approach. the Department is encoruaged
by the recent development of "Principles
of Treatment of Cisabled infants" by the
following major medical and ci!sability
manizations: American academy of
Pediatrics, National Association of
Children's Hospitals and Related
Institutions, Association for Retarded
Citizens. Down's Syndrome Congress,
Spina Bifida Association of America,
American Coalition of Citizens with
Disabilities. The Associaiion for the
Severely Handicapped, American
Association on Mental Deficiency, and
American Association of University
Affiliated Programs for the
Developmentally Disabled. Announced
November 29, 1963, in Washington. D.C.,
thtea principles state:

When medical care is clearly beneficial. It
should always be provided.

'considerations such as anticipated or actual
limited potential of an individual and present
or future lack of available community
zesources are irrelevant and must not
determine the decisions concerning medical
care. The Individual'., medical condition
should be the sole focus of the decision.
These are vary strict standards.

It ts ethically'and legally justified to
withhold medical or surgical procedures
which ars clearly futile and will only prolong
the act of dying. However, supportive care
shviiki be provided. including sustenance as
medically indicated and relief of pain and
suffering. The needs of the dyins person
should be respected. The family also should
be supported in its grieving.

In caae where it is uncertain whether
medical treatment will be beneficial, a
person's disability must not be the basis for a
decision to withhold treatment. When
doubt axis's st any time about whether to
treat. a pritumption always should be in
favor of treatment.

In the issuance of these final rules, the
Department seeks to build upon
spirit of cooperation underlying this
landmark statement of principles. The
major elements of the final rules are as
follows:

First. the Department adopts the
recommendation of the President's
Commission for the Study of Ethical
Problems in Medicine and Blornetiical
and Behavioral Research that the
Federal government encourage hospitals
to establish review procedures
concerning life and death decisions
affecting seriously ill neAorns. The
rules include a model Infant Care
Review Committee to ass;st hospitals in
this effort.

Second, the rules require the posting
in hospitals of an informational notice
regarding the legal rights of
handicapped Infants. The notice

requirements have been revised to
permit hospitals to highlight their own
policies and Internal review procedures.
in addition to the federal law and
rovernment contact points.

Third. the rules require that state child
protective services agencies have
established pro .dures for applying
their own state laws protecting children
from medical neglect.

Fourth. the appendix to the rules sets
forth interpretative guidelines for
applying the law in these cases. These
guidelines Nstate the Department's
interpretation that section 504 requires
that health care providers not withhold
nourishment or medically beneficial
treatment from a handicapped Infant
solely on the basis of present or
anticipated physical or mental
impairments, but It does not interfere
with reasonable medical judgments, nor
require the provision of futile
treatments.

Fifth, the appendix to the rules sets
forth guidelines for MIS investigations
of alleged civil rights violations relating
to health car ' ndicapped Infants.
These guidelines provide for the
participation of hospital infant Care
Review CommIttees, the avoidance of
unnecessary ..3tigations, the
Involvement qualified medical
consultants, and the protection of
confidential information.

The Department hopes the issuance of
these rules, which become effective In
30 days, will end the controversy that
has surrounded their development. But
more importantly, It Is hoped the rules
will foster a new ;muss of cooperative
efforts and sensible approaches to
advance the principle that life and death
medical treatment decisions be based
on informed judgments of medical
benefits and risks, and not on
stereotypes and prejudices against
handicapped persons.

II. Background

On April 30, 1962. President Reagan
Instructed the Secretary of Health and
Human Services:
to notify health cars providers of the
applicability of section 604 of the
Rehabilitation Act of 1973 to the treatment ot
handicapped patients. Thal law forbids
recipients of federal funds from withholding
from handicapped citizens, simply because
they am handicapped, any benefit or service
that would ordyarily be provided to persons
without handicaps. Regulations under this
law specifIcally whibit hospitals and other
providers of health services receiving federal
assistance from discriminating against the
handicapped.

Our notion's commitment to equal
protection of the law will have little meaning



Federal Register / Vol. 49, No. 8 / Thursday. January 12, 1984 / Rules and Regulations 1629

If we deny such protection to those who hare
not been blessed with the um physkal or
mental gifts we too often lake for grented. I
scpport federal laws prohibiting
disaimination against the Isadicapped. end
remain determined that such la wa will be
vigorously enforced.,

The President's Instructions followed
reports of the death, in Bloomington.
Indiana, of an infant with Down's
syndrome, from whom available surgical
treatment to repair a detached
esophagus was withheld.

On May 15, 1962. IIHS Issued to
enproxlmately 7.000 hospitals a notice
ittating .

iescler sectlor,'M it is tudateful for a
recipient of hy'Arel financial assistance to
withhold from a handicapped Infant
mod Soca; austenance or medical or surgical
treatment required to correct a life-
th:eatening condition If: (1) the withholding Is
hued on the fact that the Intent Is
haedicappedi (2) the handkap does not
render the treatment or nutritional
anctenance medically contraindicated.

Soon after this notice. the HAS Office
for Civil Rights (OCR) established
expedited investigative procedures to
deal with any case of a suspected
discriminatory withholding of
lifesustaining nourishment or medical
treat Int from a handicapped Infant.

On Mirth 7, 1983, filiS Issued, with a
scheduled effective date of March 22.
1063. an Interim final rule requiring
recipient hospitals to post "In a
conspicuous place" in pertinent wards a
notice advising of the applicability of
section 504 and the availability of a
telephone "hotline" to report suspected
violations of the law.

On April 14. 1963, the fiononsble
Gerhard Gesell, United States Dish id
Judge for the District of Columbia,
sleclared the interim final rule Int alid on
the grounds that It was "arbitrary and
capridous" and that there was
Inedequate justification for waiving a
public comment period prior to issuance
of the regulation. itmeeken Academy of
Pediatrics v. Heckler. 501 F. Supp. 305
(D.D.C. 1963), Judge Gesell declined to
order the Department to disiontinue use
of the hotline.

On july 5, 121133,1111S issued a
proposed rule in which the notice
requirement was revised: provisions
were added concerning state child
protective service agencies; an appendix
of standards and examples was added:
and a 60-day comment period was
provided. 45 FR 30546.

The Department received 10.711
comments, of which 18.331 (97.5%)
supported the proposed rule, and 400
(2.5%) opposed It. Other agues:Ile
descriptions are:

398

Of 322 nurses, 314 (07.53) supper led.
and 5 (2.5%)apposed It.

01241 paediatricians or newborn care
specialists, 39 (27.7%) favored. and 102
(72.3%) opposed it.

Of 253 physicians, not including
pediatricians or newborn care
specialists,140 (55.3%) favored, and
111 (44.7%) opposed It.

Of 137 comments from hoipital
offidals and medical, hospital, nursing
and other health related association.
31 (22.a%) supported and 106 (77.4%)
opposed it.

Of 77 comments from associations
representIne the handicapped, all
supported the proposed rule.

Of 106 parents of handicapped
persons. 95 (95%) supported and 5 (5%)
opposed it.
In addition to the written comments

received, a number of meetings were
held after Issuance of the proposed rule
with rfpresentatives of interested
groups. niesprincipal EMS zfficials
involved in Jhese meetings were the
Under Secretary and the Surgeon
General. Minutes of these meetings were
kept and have been Included in the
public comment file.

Every comment was read and
analyzed. Readerv determined whether
the commenter was In favor of, or
opposed to, the proposed rule and
identified particular points made by the
commenter. The decisions made by the
Department in connectian with the rule
are based not on the volume of
comments advancing any point, but on
thorough conelderetion of the merits of
the comments submitted.

III. Provisions of the Final Rules

A. INFANT CARE REVIEW
COMIITTEES

The March 1063 report of the
President's Commiss!en for the Study of
Ethical Problems In Medicine and
Biomedical and BehaVarral Research
Inaluded thn following recommendation:

The Comngesion conclud:s that hospitals
that care for seriously III newborns should
hare explicit policies on decisionmaking
procedures In cases Involvine life-sustaining
treatment for these Infants.. . . Such policies
should provide foe Internal review whenever
parents and the attending physician deckle
that lifeiustatning therapy should ba
(onions.. .

Such a ratite cad serve several
functions and the review mechanism may
vary aoxrdingly. Flat. It can verify that the
best information avalleble ts being used.
Setond. it can confirm the propsiety of a
decision that providers and parents have
terr.al or confirm that the range of
distret:on accorded to the parents is
appeopris te. Third.11 can resolve disputes
among those Involved in a decision. If
utearssary. by siding with one party or
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another In a dispute. Finally. It ca,.. refer
casts to public keenclis (child protection
services, probate courts, or prosecuting
attorneys) when appropriate.

In response to a question included in
the preamble, the Department received
many comments regarding hospital
review boards. Many commenters who
expressed opposition ta the rule,
particularly health cite providers.
expressed a strorei preference for the
hospital review board approach over the
proposed rule or any implementation or
enforcement of section 504. Others
opposed hospital review boards.
particularly as an alternative to the
proposed rule and existing HES
procedures.

The American Academy of Pediatrics.
which submitted the most detailed
propose!. smested, as an alternative to
the proposed rule, that all hoepftels, as a
condition of participation in the
Medicare program (not as a regnaiment
of section 504), estsblIsh a roviel
comidttee. Under this propogal (also
endorsed by the National Association of
Children's Hospitals and Related
Institutions, and in concept, the
American Hospital Association) the
committee would have three functions:
(1) To develop hoipitel policies and
guidelines for Management of specific
tyNs of disposes: (2) to monitor
adherenol through retrospective reamd
review; isd (3) to review, on en
emergent y basis, specific cases when
the withkaldIng aide-sustaining
treatment Is being considered. When the
committee diaagreed with e parental or
physician decision to withhold
treatment, the case would be referred to
the apprcitrIate court or child protective
agency. and treatment would be
continued pending a decision.
Committee membership would Include a
hospital administrator, a representative
of a disability group, a lay community
member, a member of the hospital's
medical staff, and a practicing nurse.

Amon* the arguments advanced in
favor of the creation 4 hospital review
boards, as a substitute for the approach
set forth In the proposed rule, were:

(a) They would represent a
cooperative approach between the
government and the health care
community. rather than a
confronts tional approach.

(b) They would provide a vedcle by
which facility "seltevalustions" can bo
conducted.

(c) They would assure an Indep.th
review by persons of varied
perspectives of Individual, complex
cases involving critically IllInfants.

(d) They would provide a mechanism
bar ensuring that hospitals, physicians
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and parents are informed of the emst
recent medical information concerning
treatment of handicspped infants and of
community services. counselling. parent
support 2iits* and such alternative
cure options as adoption, foster care.
and tear out-of-home placements.

(e) They would lead to the
involvement of child protective agencies
and of the courts where it is indicated
!het the interests of the child are nut
being served.

Many commenters who expressed
support for the proposed rule alsu
expressed strong oppositiun to the
alternative approach of hospital review
boards because:

(a) Such boards cannot replace State
and federal government responsibilities
to protect the rights of citizens. The lilt
of review boards would not assure that
all individuals with disabilities would
receive nondiscriminatory treatment as
guaranteed section 504.

(b) Such boards are virtually untested
as a viable mechanism to protect
handicapped infants from
discriminatory practices.

A number of commenters. Including
the American Medical Association. the
Catholic Health Association. the
Federation of Americen Hospitals. the
American College of liospitui
Administrators. the American College of
Physicians. the American Nurses
Association, and other medical groups.
expressed support for the concept of
review boards, but opposed any
mandate thtt review boards be
established. The AMA added:

While we do not support federal
intemention in treatment decisions
crincerning seriously III neabams. the
aitentiun brought about by the Anvertillipstell
action should provide a continued stimulus lo
devotep mecheniams to deal with these
sensitive matters without the intrusion of the
federal guvereelent into an area where it
doe» nut belong.

Response

The Department believes *lane is
much merit in many of the comments
submitted both In favor of. and in
opposition to, utilization of hospital
review boards to assist in the
development of standard poilcies and
protocols and to review indleidual
cases. 'Me Department's conclusions are
as follows.

First. the Department bellevec review
committees cannot be given an
eeclusive role in reviewing medical
decisions concerning the withholding or
withdrawal of medical or surgical
treatments from handicapped infants.
and thus, cannot accept the proposal of
hospital teview boards as a substitute
for mechanisms to enforce section 504.

The Department does not seek to take
ever medical decisionmaking regarding
health care for headicapped infPnts
HHS agrees that the best
decisionmakers are geneaally the
parents and the physicians directly

flowever, there is. and must
be. a framework within which the
decitionnuthers. the parents end
physicians. operate.

That framework is established by
laws. With respect to health cart
professionals providing services under
programs r activities receiving federal
financial assistance, the framework
includes section 504. which prohibits
discrimination on the basis of handicap
in programs or activities receiving
Federal financial assistance. With
respect to parents, the laws are state
laws establishing limitations on parental
authority. With respect to both the
federal law and the respective state
laws, each specifk.ally provides
implementation mechanisms involving
government agencies.

The fundamental issue involved in
deciding whether review boards should
be a substitute for enforcement of
section 504 is whether the legal
framework within which the
decisionmaking parents and physicians
are supposed to function (and generally
do fünction) will be utilized.

Under the proposal that review
boards act In lieu of government,
whether physicians or hoepital review
boards adhere to the princirec of
section 504 would be determined by
those physicians and boards alone.
Whether parents, physicians, or review
boards adhere to state laws on the
limitations of parental authority would
be decided by the same physicians and
boards. Whetner they et er utilize the
implementation schemes established by
law to ensure that those principles are
adhered to would also be decided by
those parents. physicians, and review
boards.

The Department concludes that I:se
essential element of th:s alternative
proposalthat it separates the process
from the established legal framework
governing decialenmaking by parents
and physicians, with no meaningful
provision to ensure that they function In
accord with thi; frameworkmakes the
proposal unacceptable as a substitute
for the proposed rule. This alternative
proposal simply does not provide
sufficient safeguards that the
requirements of section 504 will be met.
Because serllon 504 Is applicable to the
provision of health care services to
handicapped infants in programs and
activities receiving Federal financial
wistance. the Department believes it
evuuld not be lustifiable for the
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Department to refrain from exercising a
regulatory role to enforce the statute

Second, the Department cuncinder.
that. although unacceptuble as 14
sulhstitute. roiew boards can he ve*`
tiiluable.11, Department agrees with
fee rationale of the President's
Commission and many commenters th.ii
input from .1 committee that include!:
individuals with medicul espertise nna
people with normedical perspectives
end that is geided by proper s:andartb.
and protocols can be very helpful in
bringing about informed. enlighteued
and fair decisiontnakidg regardinit these
difficult issues. 'The Department.
therefore, adopts the recommendation of
the Ptesident's Commission that the
government encourage establishment ur
hospital review boards.

Third. the Department cancludes that
the cteation for hospital review boards
should not !ie mandated by the Federal
governmer.i. The Department wets
with the 1'1es:dent's Commission that
because review boards are "largely
untried", they are not so demonstrably
effective as to justify milking them
mandatory for nearly 7.000 hospital%
nationwide. Also. there would be very
substantial prartical problems in
seeking to enforce such a mandate with
respect to so many hospitals. To make
such a n Jadate viable, it would hitve to
be accompanied by detailed stindards
on how to organize and operate the
committee The Department agrees with
the President's CUMIllssion that
flexibility is neekd for each hospital to
consider the best appriach for itself. For
example. the review board procedures
may be unnecessary for small or rural
hospitals that rarely encounter cases
involving severely impaired newborns
and that handle such cnses by
immediately transferring the infant to
%le appropriate specialty hosp;tal.

In addition, in view ef the strong
opposition by major medical
organizations to mandatory cnmmittees .
there would likelia be protracted lege:
proceediegs challenging the regulatlun.
whether adopted pursuant to section 504
or pursuant to authurity under the Social
Security Act to establish conditions of
participation and standards for the
Medicure and Medicaid programs.

For these +vacant. the Department hat
concluded that Infant Care Review
Committees should be encouraged. but
not mandated by the federal
government.

Fourth. the Department concludes that
the establishment of review boards will
be facilitated by the development of e
Model committee. Therefore. 1 84.55(0 of
the rules rds forth c model Infant Care
Review Committee (ICRC). This model
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calls for broad representation and
significant involvement of the ICRC in
developing standard policies and
protocols for the hospital and in
promptly reviewing specific cases. The
model is based sustantialiy on
comments submitted by the American
Academy of Pediatrics.

The Department has revised the
Academy's model somewhat to
underscore that the purpose of the ICRC
is to advance the basic principles
embodied in section 504. the
recommendations of the President's
Commission and the landmark
"Principles of Treatment of Disabled
Infants." The Department has also
revised the Academy's model to
predde. In connection with review of
specific cases, for the designation of one
member of the !CRC as "special
advocate" for the infant. While
recognizing that all members of the
1CRC should be advocates for the best
interests of the infant, the role of the
special advocate will be to ensure that
all considerations In favor-of the
provisions of life-sustaining treatment
are fully evaluated and considered. As
the President's Commission stated. "it is
all too easy to undervalue the lives of
handicapped infants." The special
advocate feature of the model ICRC
provides a mechanism to counteract this
tendency.

This model is also consistent with the
recommendations of the President's
Commission and the comments of the
American Hospital Association and
other medical organizations. The
Department also acknowledges the
comment of the American Medical
Assnciation that the government's
actions provide "a continued stimulus"
for the medical community "to develop
mechanisms to deal with these sensitise
matters." MIS strongly encourages
mufti al organizations to follow through
on their suggestions and provide ali
possible assistance to their member
institutions cel medical professionals in
establishing and operating these 1CRC's.

B. INFORMATIONAL NOTICE

The proposed rules required that
recipient hospitals post "in a
conspicuous place in each nurse's
station" of appropriate wards a notice
stuting:

DISCRIMINATORY FAILURE TO TEM
AND CARE FOR HANDICAPPED INFAN1S
IN THIS FACILITY IS PR011IBTIM B
FEDERAL LAW.

Any parson halting knowledge that a
handicapped infant is being discriminatory
dented food or customary medical care
should Immediately contact:
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Handicapped Infant Hotline

Failure to feed and core for infants may
also violate the criminal and civil laws of
your Este.

A number of commenters expressed a
concern that the posting of the required
notice would itself have J dis:uptive
effect on the provision of health care to
newborn infants by creating the
impression to an infant's parents.
already in a very stressful situation, that
the physician. nursing staff, and hospital
should not be trusted to provide proper
cure to their child. In connection with
this point. the Catholic Health
Association suggested that hospitals be
permitted to use an alternative notice
allowing the hospital to state its
agreement with the policy of
nondiscrimination and indicate the
appropriate hospital contact person.
Another comment suggested
alternatives to posting, such as placing
the notice on the admitting document or
on consent forms used by the hospital.

Some commenters considered the
wording of the notice vesy ambiguoas in
its references to "discriminatory failure"
and "castomary medical care" and in its
failure to make reference to futile
treatments, deference to legitimate
medical judgments. the nonapplicability
of section SOf to parental decisions, and
many distiectiens and nuances relating
to the applicability of section 504 in this
context.

Other criticisms were that the words
"should immediately contact"
improperly implied a legal obligation to
report: the reference to "this facility"
implied prior misconduct by that facility:
and the reference to violations of "the
criminal and civil laws of your state" is
inappropriate because it does not relate
to the purpose of the notice to inform
people about civil rights protections.

A number of commenters suggested
additions to the notice. including: a
reference to the sanctions for
noncompliance: express inclusion of
handicapped infants born alive after
abortions; reference to physical, mental,
or emotional abuse or injury or
withholding cf fluids, oxygen,
medications, warmth, and routine
nursing care: and a statement that
callers are not required to identify
themselves.

Other commenters urged that
hospitals be required to notify NHS that
the notice has been posted.

Response

in an effort to accommodate many of
these concerns. the Department has
made a number cf changes regarding the
wording of the informational notice and

the locations where it is to be posted.
I lowever. the Department remains
convinced of the need for a notice to
advise individuals in a position to know
aimut potentially, discriminatory
conduct of the requirements of the law
and of the mechanisms available to
report suspected violations
expeditiously so that, should a violation
be occurring, corrective action can be
taken in time to save the infant's life.

In many other contexts of civil rights
enforcement and enforcement of scores
of other statutes, speed is not essential
because the victim of discrimination can
be essentially "made whole" through
reinstatement in a job, admission to a
school or hospital, retroactive benefit
payments, or the like. However, in the
context of life and death medical
decisions, the matter must be handled
with the utmost urgency. For this reason.
the Department continues to believe that
it is essential to meaningful
implementation of therequirements of
section 504 to have a mechanism for
immediate reports of suspected
violations.

Howevee the Department has
concluded that it can, without detracting
from this overriding objective, eliminate
the unintended adverse effects of the
notice many commenters perceived.
Therefore, the:informational notice
requirements set forth in § 114.5,1(b)
reflect significant modifications from
those set forth in the proposed rules.

First. the Department has adopted the
suggestion of the Catholic Health
Association that hospitals be permitted
to post a notice reflecting that the
hospital's policy is consistent with the
nondiscrimination requirements of
secticn 504 and that the hospital also
has a mechanism to reeiew suspected
noncompliance with this policy. This
change eliminates any perception that
t! e notice implies improper conduct by
the hospital.

The only requirement contained in the
rule for the use of this notice (identi
in the regulation as "Notice A") is that
the content of the notice be truthful as it
relates to that hospital. To be truthful,
the hospital must have a policy that
nourishment and medically beneficial
treatment, as determined with respect
for reasonable medical judgments,
should not be withheld from
handicapped infants solely on the basis
of their present or anticipated mental or
physical impairments. Furthermore, the
hospital -lust have a procedure for
review of treatment deliberations and
decisions concerning health care for
handicapped Infants. Also, so that
potential callers win beeissured that the
hospital's procedures will ba
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implemented in good faith, the hospital's
policies must provide for the
confidentiality of the identity of. and
prohibitions or retaliation against.
potential callers who, in good faith and
eon-maliciously, proVide information
about possible noncompliance. A
hospital need not, in order to post
Notice A. have an Infant Care Review
Committee In conformance with the
model ICRC, nor forego management
prerogatives with respect to anyone who
might abuse the hospital's procedures
by, for example. willfully making false
or malicious calls. Hospitals for which
the content of "Notice A" is not truthful
must past the notice identified as
"Notice B."

Second. the requirement regarding the
location where copies of the notice must
be posted has been changed. Consistent
wah the Department's intent to target
the notice to nurses and other health
care profeulonals. the proposed rule
required that the notice be posted at the
nurses' stations of appropriate wards.
rather than more generally in the wards
at had been stated in the March interim
final rule. In view of the concern
expressed by a number of comrrenters
that posting in the nurses' stations
would continue to make the notice
conspicuous to distressed parents, the
final rules do not require that copies of
the notice be posted at nurses* stations.
Rather. the notice is to be posted at any
location(s) where nursrs and other
medical professionals who are engeged
in providine health care related services
to infants will be aware of the content of
the notice, Locations such as locker
roams and lounge areas will siiffice as
long as placement In these locations
ensures that the appropriate persreanel
will see the notice. Under these
circumstances the notice would not have
to be posted at nurse's stations or any
other location where posting wou'd have
adverse effects on parents. The number
of copies which must be posted in the
hospital is similarly determined on the
basis of ensuringthat the appropriate
personnel will see it.

Third. in view of this more specific
targeting. the size of the notice has been

ed from the 8' s x 11 intim,
requirement in the proposed rule (and
flu. 17 14 int 11 notir.*. tWrainittli iii
connection with the March rule) to 5 x 7
inches.

Fourth, the wording of the
informational notice has been revised in
connection with the language which
attempts to convey in simple terms the
basic protection of the law. The new
language reflects the law's deference to
reasonable medics/ judgments, refers to
"medically beneficial treatment" and

clarifies that the concept of handicapped
discrimination relates to decisions made
solely on the basis of present or
anticipated mental or physical
impairments. The reference in the text of
the notice and elsewhere in the rules to
"present or anticipated mental or
physical impairments" is based on the
definition of "handicapped person" In
existing regulations. 45 CFR 84.3(1). The
Department believes this phrase
conveys a better understanding than use
of the word "handicap."

The Department has also changed the
heading of the natice to eliminate what
many perceived to be a negative
statement. The revised notice adopts the
same heading. "Principies of Treatment
of Disabled Infants", adopted by the
coalition of leading disability and
medical organizations In their landmark
statement of principles.

In seeking to compose the wording of
the notice, the Department has sought to
set forth a simple, understandable, and
accurate description of the requirement
of the law. To a significant degree, the
application of section 504 in this context
defies a simple and precise restatement.
The wording of the notice. however.
'does not establish a legally mandated
rule of conduct: it merely conveys
information. In recognition of the
impossibility of setting furth a statement
that covers all possible dimensions and
nuances of the statute, the notice
advises thct callers may obtain further
information by calling the designated
contact poluts.

The Departracet believes this
statement resolves many of the concerns
regarding ambiguity of the prior version
of the notice without becoming so
cumbersomeeind complicated that it
confuses more than it informs.

Concerning other comments. the
Department is not adopting the
sugeestion that hospitals be reqaired to
notify HIIS that the notice has been
posted. There are insufficient benefits
accruing from establishing a mechanism
for checking off approximately 7,000
unverified notifications of posting to
justify the administrative burden on the
Department and recipients.

In addition, consistent with the
objective of targeting the notice to
nurses and other medical professionals.
and in view of concerns about
frighter.ing parents, the Department is
not adopting the suggestion that the
nondiscrimination notice be required on
hospital admission or consent forms,
However, the Department encourages
hospital" and Infant Care Review
Committees to consider seriously
developing some written information for
parents with respect to hospital policies
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and procedures in connection with this
issue. Such information could include an
explanation of rights and
responsibilities of parents, infants, end
hospitals, the operation of the !CRC,
available social services, and other
pertinent information.

The Department is also not adopting
numerous suggestions for additions to
the notice because they are unnecessars
and would make the notice cianbersoni,
and possibly confusing. Statements
concerning the existence of senctions
for noncumpliance. the applicaielite uf
section 504 to infants leen eke after
abortions, the lawf of withhold.ng
futile treatments, apeacabeity
of section 504 to a v. ,de ranee of aspects
of medical care are all quite correct hot
their inclusion in the notice is
unnecessary.

The Ilepartment is eat adopeng the
suggestion that the notice state that
callers are not required to identify
themselves. Although the Department
will take appropriate follow-up action
on anonymous calls that convey
credible and specific information, the
Depairtment does not wish tu encourage
callers to reretan anonyrneus because
thcre is greet %attic in bavirg the abilits
to recoraact the complainant as the
inquiry or investigation progresses. The
Department bclies es the statements
contained in the notice regarding
confident:Edify of the identity of callers
and prohibitions againet retehation arP
adequate to overcome the
understandable reluctance a sincere
potential complainant may have.

Finally. although the statement is
correct. the Department adopts the
suggestion that the reference to
violations of state criminal and
laws be deleted becaase it is
unnecessary and potentially
inflammatory.

C. RESPONSIBILITIES OF CHILD
PRO7ECTIVE SER VICES ACENCIE.5

A number of commenters addressed
the provision of the proposed rule
requiring that state child protective
services agencies establish and
maintain written methods of
administration and procedures to ensure
full utilization of their authorities
pursuant to state law to prevent
instances of medical neglect uf
handicapped Infants.

Several child protective services
agencies and their representatives
opposed this provision. As stated by the
Natienal Council of State Public Welfare
Administrators:

While the NCSPWA agrees there is a need
to establish additional protections for infants
born with handicapping conditions. we
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believe the child protective services agency is
not. as rule, the appropriate authority to
establish standards for medical treatment, to
police the profession, or to make the
kinds of me;:cal/ethical judgments required
in this arts.

The State of Nebraska Department or
Public Welfare expressed support for
increased involvement of state child
protective services agencies:

We feel that the agency with primary
resPonsibili' for investigation and
enforceme, of this law should be the State
Protective Services Agency. We further
would suggnt that hospital stiministration be
charged with the responsibility for repaint;
any possible violations of Cris law 1u the
State Protective Services Amoy. ' The
State Protective Services As cy should be
responsible for reporting to the Oifiee of Civil
Rights the molts of any actions taken as a
result of the report. '

Some cummenters urged deletion of
the requirement that state agencies
report cues to OCR because it conflicts
witb the confidentiality recuirements of
state child abuse and neglect statutes
and presents an unnecessary
administrative burden. Other
commenters suggested that this
requirement be expanded to require
reports to OCR at each step of an
agency's investigation. Other
commenters au e:ested that stete child
protective services agencies be required
to involve state protection and advocacy
systems for the developmentally
disabled in all of its activities related to
this issue.

Response
Section G. below, includes a

discussion of the applicability of section
509 In cases where a refusal to provide
medically beneficial treatment is a
result. not of decisions by a health care
provider, but of decisions by parents. As
explained in that section. it is the
responsibility of the hospital in such a
case to report the circumstances to the
state child protective services agency. If
that agency receives Federal financial
assistance in its child protective
services program. it may not fail. solely
on the basis of the infant's present or
anticipated phyeical or mental
impairments, to t ;lize its full authority
pursuant to state I v to protect the
infant. Although there are some
variations among state child protective
statutes, all have the following basic
elements: a requirement that health care
providers report suspected cases of
child abuse or aeglect. including medical
neglect: a mechanism for timely receipt
of such reports: a process for
administrative inquiry and investigation
to determine the facts: and the authority
and responsibility to seek an
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appropriate court order to remedy the
apparent abuse and neglect, if it is found
to exist.

Consistent with the applicability of
section 504 to child protective services
agencies and with the typical elements
of state child protective statutes, the
proposed rule included a subsection
requiring that. within 60 days of the
effective date. "each recipient state
child protective services agency shall
establish and maintain written methods
of administration and procedures to
assure that the agency utilizes its full
authority pursuant to state law to
prevent instances of medical neglect of
handicapped: lents."

This provision was modeled after an
existing provision in the Department's
regulation implementing title VI of the
Civil Rights Act of 1964. 45 CFR 80.4(b).
which requires all contInuing'state
programs to have "such metierds of
administration for the program as are
found by the responsible department
official to glve reasonable assurance" of
compliance.

The Imposed
rule went on to specify

severe elements which must be
included in the agency's methods of
administration and procedures. Four of
these elements precisely mirror the
common fundamental components of
state child protective statutes.

The proposed rule also called for
immediate notification to the
Department of each report of suspected
medical neglect of a handicapped infant.
the steps taken hy the agency to
investigate such report, and the agency's
final disposition of such report. This
requirement was also based upon an
existing regulation, 45 CFR 80.6(b).
which requires compliance reports "in
such form and containing such
information" as the Department may
require. Therefore, the proposed rule's
requirement for notification to OCR is
simply a specification of a type of
compliance report the Department
deems necessary to monitor the
recipient's compliance.

With respect to the commentr
concerning the potential conflict
between this notification requirsment
and the confidentiality provisions
state child abuse and neglect statutes,
this provision is entirely consistent with
existing regulatory requirements of
recipient child protective strvices
agencies under 95 CFR 80.6(c). which
includes the statement: "Asserted
considerations of privacy or
confidentiality may not operate to bar
the Department from evaluating or
seeking to enforce conipliance with this
part."

In addition. HHS regulations
requiring. as a condition of receiving

Federal funds. state child protective
services agencies to protect the
confidentiality of child abuse and
neglect information also make clear that
HHS and the Comptroller General of the
United States must have access to
documents and other records "pertinent
to the MS grant." 95 CFR 1340.19. 79.24.

The Department has not ad 'pled the
suggestion that more detailed
requirements be established for state
child protective services agencies
because the requirements should be
flexible enough to be easily
incorporated into existing agency
procedures.

Section 64.55(c)(1) of the final rules
adopts the corresponding provision of
the proposed rules without substantive
change. In summary, it simply restates
existing section 504 responsibilities of
recipient state child protective services
agencies: requires standard p:ocedures
to assure compliance (as has been long
required for continuing state programs
under title VI): specifies the basic
elements of those procedures (which
precisely mirror the standard
components of state statutes): and
specifies a for uf compliance reports
required under existing agency
responsibilities. Consistent with the
Department's investigative guidelines.
I 64.55(c)(2) encourages state agences
to involve Infant Care Review
Committees ri connection with the
agencies' actions pursuant to Its state
law and procedures.

D. EXPEDITED ACCEES TO RECORDS

The final rules create a limited
exception to the Department's existing
regulations pertaining to access to
sources of information. The existing
regulation. 95 CFR 806(c). made
upplicable to section 504 cases by 9S
CFR 89.61. states:

Each recipient shall permit access by the
resrisible Department official or his
designees during normcl 6r:sliest hours to
such of its books. records. accoents. and
other sources of information. and its facilities
as may be pertinent to accertain compliance
with this part. (Emphasis supplied.)

The proposed rules included a
modification to specify that access to
pertinent records and facilities of a
recipient "shall not be limite4 to normal
business hours when, in the judgr tent of
the responsible Department official.
immediate access is necess: 11 to protect
the life or health of a handicapped
individual." The final rules adopt this
change in I 84.55(d).

A number of comrnenters expressed
suppci for this provision as essential to
efforts to save lives. Others objected on
the grounds that investigations are
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highly disruptive, the OCR officials are
not qualified to make a judgment
regarding the degree of danger to the life
or hesith of a handicapped individual
and that the rule should specify
circumstances warranting access and
procedures applicable to investigutions
after normal busipess hours.

Response
The Department views this as a

minor, technical clarification. Access to
recipient facilities and sources of
information is required by existing
regulations and is essential for the
Department lo carry out its statutory
obligation to determine whether
recipients are in compliunce with civil
rights laws. The provision In existing
regulations regarding "normal business
hours" is nothing more than a
recogniqon that many recipients
conduct their federally assisted
programs and activities only during
those hours.

The furnishing of inpatient medical
services, however, is not a C:00 am. to
.5:00 p.m., Monday through Friday
undertaking. Rather, the "normal
business hours" for nurseries and
neonatal Intensive care units are 24
hours a day, seven days a week. The
Department, therefore, has the authority
to seek pertinent records at any time
even in the absence of this revision.
Nonetheless, the Department adopts this
change to clarify its authority and
recipients' obligations. The objections
exptessed regarding this provision are
substantially the same as objections to
investigative procedures generally, end
are discussed in section H, below.

This modification makoa clear where
the circumstances indicate a rt sk of
imminent, Irreyocable harm due to
suspected nontompliance. the
Department will, as it must, initiate
immediate action to determine
compliance.

E. EXPEDITED AC FIUN TO EFFECT
COMPLIANCE

The final rules inelude a slight
revision to existing regulatory
procedures concerning remedies for
noncompliance. Existing regulations, 45
CFR 80.8(a) and (d) (made applicable to
section 504 cases by 45 CFR 84.61),
provide:

If there app ars to be a failure or a
threatened failure to comply with this
regulation ... compliance with this part may
be effected by the suspension or termination
ef o? refusal to grant or to continue Federal
financial assistance or by any other mune
attiorfzed by law. Such other means may
indude ...a reference to the Department of
fustios with a recommendation that
appropriate proceedings be brought to

enforce any rights of the United States under
any law of the United Stats... or any
assurance or other coranctual
undertaking. .

No action to effect compliance by any
other means authorized by law shall be taken
until (1) the responsible Department official
has determined compliance cannot be
secured by voluntary means. (2) the recipient
or other person has been notified of its failure
to comply and of the action to be taken to
effect compliance. and (3) the expirction of at
least 10 days from the mailing of such notice
to the recipient or other person.

The proposed rule included a provision
that the normal requirement of,-loviding
10-days notice "shall not appl; when, in
the judgment of the responsiblk.
Department official, immediat medial
action is necessary to proteet the life or
health of a handicapped individual."
The final rule, in 84.55(e), adopts this
revision.

A number of commenters expressed
support for this provision as essential to
efforts to save lives; others objected
because the rule did not identify
standards for waiving the 1a-day notice
or alternate procedure to be followed.

Response
The Department considers this a

minor, technical change. The 10-day
notice was designed to facilitate pursuit
of informal compliance in circumstances
where noncompliance did not
imminently threaten lives. The failure to
provide nourishment or treatment to a
handicapped infant, however, may have
such a consequence.

As a matter of legal interpretation, the
Department believes the normal 10-day
notice rule would, even airaant the
proposed change, be Inapplicable in a
case where the government seeks a
tempckary restraining order to sustain
the life of a handicer.;,d infant in
imminent danger of deat Such actions
wouk often be for the purpose of
preserving the status quo, such as by
continuing the provision of nourishment
and routine care, pending a more
definitive determination of compliance
or noncompliance with section 504.
rather than "to effect compliance"
following a determination of
noncompliance. In addition. the
Department believes federal judges
would be appropriately loathe to allow
minor procedoral technicalities to,defeat
totally the accomplishment of the
statutory purpose. Nonetheless, the
Department proposed this limited
exception to the normal 10-day notice
rule to clarify its authorities and
corresponding recipient responsibilities.

The determination of the need to
waive the 10-day notice will be made in
accordance with the standard
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investigative procedures, explained in
section tf, below. Concerning alternate
notice procedures, the final rule
provides that oral or written notice will
be provided as soon as practicable.

F. GUIDELINES RELATING TO
HEALTH CARE FOR HAI.JICAPPF.)
INFANTS

Most of the comments submitted
during the comment period dealt with
issues well beyond the specific
pre'..:sions of the pmposed rules, such as
the applicability of section 504 to this
subject matter and the Department's
section 504 enforcement process.

Ltke the pr eosed rules, the final rules
contain four oiscrete requirements
applicable to recipients of Federal
financial assistance. First, hospitals
must post an informational notice.
Second, the normal 10-day notice before
initiating action to effect compliance can
be waived when immediate action is
necessary. Third, access oy the
Department to pertinent records and
fecilitiea can be obtained after "normal
business hours" when immediate eccess
in .iecessary. Fourth, state child
proactive services agencies must
establish procedures to utilize their full
authority under state law to prevent
medical neglect of handicapped infants.

To bring these specific provisions
further back into focus, it is useful to
note what the final rules. like the
proposed rules, do not do. They do not
establish the applicability of secthr 504
to the provision of health care to
handicupped infants. The applicability
of section 504 is already established by
the statute and the existing HliS
regulations. They do not estabiish the
authority or procedures of HHS to
investigate reports of suspected
nondompliance with section 504.
Authority aid procedures are already
established by the statute, existing
regulations and administrative
practices. They do not establish a toll-
free telephone number, which has been
established and is in operation.
Although most of the controversy
zoncerning the rules relates to the
brouder issues, the mandatory aapIcts
of the final rules deal only with several
discrete points.

Nonetheless, many of the comments
relating to the broader ieaues were
highly relevant and valuable. Other
comments on the broader issues
reflected a lack of understanding of how
the Department interprets the
applicability of section 504 in this area
and the Department's compliance
procedures. To clarify these issues, the
final rules include an appendix, which
sets forth guidelines relatinr; to health

403



Federal Register / Vol. 49, No. 8 / Thursday, January 12. 1084 / Rules and Regulations

care for hundicapped infants, This
appendix includes interpretative
guidelines relating to the applicability of
section 504 and guidelines for HfiS
investigations in this area. These
guidelines do not independently
establish rules of conduct or substantive
tit; .,,nd responsibilities, which are
established by the statute and existing
regulations. The Department will apply
these guidelines flexibly to take into
account the circumstances presented in
each case regarding both the
determination of compliance or
noncompliance and tho conduct of the
investigation. These guidelines are set
forth as an appendix to the final rules
simply to assist recipients and the public
in understanding the Department's
general interpretations and procedures.
This appendix becomes a part of the
permanent Code of Federal Regulations.

G. INTERPRETATIVE GUIDELINES
REMTING TO THE APPLICABILITY
OP SECTION 504

Medically Beneficial Treatment
As stated in the preamble to the

proposed rules, the Deputment
interprets section 504 as requiring that
medically beneficial treatment not be
withheld, solely on the basis of
handk.ap, from a handicapped infant.

Three of the questions on which the
!ray 5 notice of proposed rulemsking
hpecifically solicited comments
concemed the issue of medically
beneficial treatment as the standard to
guide treatment decisions, including
further explanations that would assist
health cure providers and tbe public in
understanding the requirements of
Section 504. implications concerning
cost and the allocation of medical
resources, and the impact of perceived
economic, emotional and marital effects
on purents.

Among commenters supporting the
standard of providing medically
beneficiLl treatment was the Down's
Syndrome Congress:

Some children may be unwanted by their
parents ..The Down's Syndrome Congress
does not seek to Judge those parents who do
not feel thai they car, adequately parent
because of the handLesp. Rathei. we seek to
make available thee:: adoption homes that
want children who have Down's syndrome.

Also typical of comments in support
of the standard of providing medically
beneficial treatment was the comment
of the Association for Retarded Citizens:

No quality of life or other such
considerations are acceptable to the ARC.
Although we are primarily a parent
organization and many ARC members have
had significant difficulty (financial,
emotienal. etc.) raising their mentally
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retarded child. we come down strongly on :he
side of the child.

Available medical and other technology is
not able to fully predict the future capacity of
must mentally retarded children, especially in
the first days and weeks of life. Our members
can cite numerous examples of improper and
wrong advice sit en to them by physicians
about the future capacities of their children.

A number of commenters argued that
the medically beneficial treatment
standard is inappropriate. For example,
the Department receit d the followinp
comment from a Texas physician:

Not only Is the "very strict standard"
advocated by the President's Commission
"not being uniformly followed." les stated in
the I-I.HS July 5 NPRMJ it is probably close to
uniformly not being followed. The "very strict
standard" the Secretary of Health and
Human Services Is trying to foist on the
medical community is contrary to the usual
practices of that community. (Emphnsis in
original.)

similarly, the following comment was
submitted by an Mabama physician:

Recently 1 have tn tted a 13. mont h old
hlack child who has congenital heart disease.
spastic encepbalopathy. vomiting repeated
bouts of bilateral pneumonia, internal squint
of the left eye. and mental deficiency. lie Is
one of the thousands of children oho are the
victims of the neonatal intensive care units
located in every medical center. He was born
premature. weighing two pounds and ten
ounces. With modern treatment and
instruments tie survived. These children hat e
no future and are a terrible burden on their
parents and this nation.

What good Is it treating these
premature babies? Will it not be better if they
are left to die? We are compounding
our problems by bringing ir 'life thousands
of congenitully sick babies licit nature hes
reismed.

A number of commenters. particularly
medical organizations, suggested
different articulati-ms of standards. For
example, the American Medical
Association combines a number of
notions in articulating ihe standard to he
applied. including consideration of
"quality of life', and deference to
parenlal decisions unless there is
"convincing evidence to the contrary."
The full text of the AMA position is as
follows:

QUALITY OF LIFE. In the making of
decisions for the treatment of seriously
deformed newborns or persons who arc
severely deteriorated victims of Injury. Illness
or adt anced age. the primary consideration
chould be what is best for the individual
patient and not the avoidance of a burden to
the Ninth, or to society. Quality of life le a
factor to be considered In determining what
Is best for the individual. Life should be
cherished despite disabilities and handicaps.
except when prolongation would be
Inhumane and unconscionable. Under these
circumstances. witholding or removing life
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supporting me Me is ethical provided that the
normal care given an individual tsho is ill is
not discontinued. In desperate situations
involving newborns, the advice and iudgnumi
of the physician should be readily aveihible
but the decision whether to exert maximal
efforts to sustain life should he the choice of
the parents. The parents should be told the
options, expected benefits. ri and limits of
any pr000sed cure: how th.. Alai for
human relationships Is affected by the
infant's conditien: and reles eel information
and answers to their que. . The
presumption is that the love which parents
usually have for their children will be
dominant in the decision& which they make
in determining ts hat Is In the best interest of
their children. It is to be expected that
parents will act unselfishly, particularly
where life itself is at stake. Unless there Is
convincing evidence to the contrarY. parental
authority should be respected.

Another articulation of standards.
submitted by the Biomedical Ethics
Committee of the University of
Minnesota Hospitals, Includes the
following ethical principles:

When the burden of treatment lacks
compensating benefit or treatment is futile.
the parent(s) and attending physician need
not continue or pursue it.

Therapies lack compenecting benefit when:
(a) they serve merely ta prolong the dying
process: (b) the infant suffers from
intolerable, intractable palm which cannot be
alleviated by medical treatment (c) the infant
will be unable to participate even minimally
in hemen experience.

Probably the most poignant comments
regarding the staedard which should be
applied relating to the provision of
medical care to handicapped infants
were submitted by parents of
handicapped children. Of 100
commenters who identified themselves
au parents of handicapped persons, 95
supported the proposed rule and five
opposed it. From a Montana mothen

My daughter Keough was born in
November IWO with Down's syndrome anti a
host of birth defects in her digestive system
similar to beby Doe's problems Twenty
minutes after her birth our then pedietrichm
offered to let her starve in the hospital
nursery '

' There are times when I am getting up
for the tenth time during the night to suction
my daughter's trach tube so she can breathe
that I would eive altything not to have to deal
with the situation, but I will never regret
having her as pert of the family.

From a mother and father, both
physicians, in California:

/Ms the parents of an eightlear.old boy
with Down's Syndrome, who suffers from
marked retardation and a severe arctic,-
pulmonary conchnua. we do appreciate both
the deep anguish and the countless Joys that
derive from caring for d caring about a
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severely handicapped child. There Is no
limit set on the strensth. the growth and the
fulfillment that his love continues to bring us
every daY For his sake and for the sake of all
the handicapped newborn. it Is urgent that
safeguards be enacted. Let merciful curing.
not mercy-killing. be our answer to their
needs.

Another dimension of the comments
concerning the interpretation of section
504 as requiring that medically
beneficial treatment not be withheld
solely on the basis o7 handicap relates
W the difficulty of determining the
...medically beneficial treatment." As
stated by the Children's Hospital of
Balton:

[The NPRXII states that the denial of
treatment where there is no medical benefit
to the Individual would not be discriminatory
because the individual would not bo a
"qualiCed handicapped person" within the
meaning of section 504. . (A problem with
this anelpds Is than it relies oc outcome
which cannot always be predicted or, even if
predicted Is not always accurate, may be
affected by other factors, and may not even
be known for an indeterminate timn. If
seztion 504 ie to provide guidance in
treatment situations, Its applicability should
be known at the outset. Otherwise staff will
be subjected to on after-the.fact scrutiny
which may well be inaccurate and
oppressive.

Another comment regarding the role
of medical judgements wail submitted hy
presiding Judge John G. Baker, Monroe
Superior Court, Vivlsion III, the fudge
who decided the lloomingtom Infant
Doe case:

The qtestion in the Infarl ou case MI%
when parents are confronted with two
competent medical opinions. cite suggesting
that cow-Jellys surgery may be appropriate
and the othw suggerting that corrective
surgery and extraordinary measures would
only be futile acts, does the law allow the
parents to select which medical course to
fallow? It was the decision of the Indiana
Court that the law provided the parents with
the responsibility of choosing which medical
course to follow without gotemmental
intervention.

Response

The Department's position rentains
unchanged. Section 504 provides:

No otherwise qualified handicaliPed
individual shall, solely by reason of his
handicap. be excluded from participation, be
tlenka the benefits of, or be subject to
dist.rintination under any program or activity
receiving Federal financial assistance. .

The statute defines a "handicapped
individual" az:

Any person who (I) has e physical or
mental impairment which substantially limits
one or more of such person's major life
activities. or (III) is regarded as having
a,:ch an impairment.

A key issue in applying section 504 in
any context is that the handicapped
individual who is allegedly excluded
from participation in, denied the
benefits of, or subject to discrimination
under a federally assisted program or
activity be "otherwise qualified" to
participate in, or benefit from, the
program or activity, in spite of his or her
handiccp. In the context of receiving
medical care, the ability to benefit for a
handicapped person is the ability to
benefit medically from treatment or
services. If the handicapped person is
able to benefit medically from the
treatment or service, In spite of the
person's present or anticipated physical
or mental impairments, the individual is
"otherwise qualified" to receive that
treatment or service, and it may not be
denied solely on the basis of the
handicap.

Therefore, the analytical framework
under the statate for applying sectior
504 in the context of health care for
handicapped infants l that health care
providers may not, solely on the basis of
present or anticipated physical or
mental ImPairments of an infant,
withhold treatment or nourishment from
the infant who, in spite of such
impairments, will medically benefit from
the treatment or nourishment.

Not only is this analytical framew'ork
directed by the statute, the Department
believes .the medically beneficial
treatment standard :a the appropriate
guiding principle for providing health
care services to handicapped infants.
The Department agrees with the
Pmsident's Commission that "V 4s all too
easy to undervalue the lives of
handicapped infants," and that It Is
"imperative to counteract this" by
excluding "consideration of the negative
effects of an impaired child's life on
other persons" and to treat handicapped
infants "no less vigorously than their
healthy peers,"

The Department also agrees with the
essential principle contained in the Joint
statement of November 29, 1983, by the
coalition of medical groups and
disability organizations, Including the
American Academy of Pediatrics, the
National Association of Children's
Hospitals and Relatri Institutions, the
association for Retarded Citizens, the
Spina Bifida Association of America.
and others:

When medIcel care Is clearly better I. It
should always be provided. . . . The
Individual's medical condition should be the
sole focus of the decision.

Consistent with the recommendations
of the President's Commission and the
principles agreed to by the coalition of
medical and disability groups,
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paragraphs (1), (2) and (3) of aection
of the appendix state the basic
interpretCtive guidelines of the
Department for applying section 504 in
this context. These interpretative
guidelines make clear that health care
providers may not, solely on the basis ot
present or anticipated physical or
mental impairments of an infant.
withhold treatmer.c or nourishment front
the infant, who, in spite of such
impairrents, will medically benefit from
the treatment or nourishment. They also
made clear that futile 'treatments or
treatments that will do no more than
temporarily prolong the act of dying of a
terminally ill infant are not required by
section 504, and that, in determining
whether certain possible treatments will
be medically beneficial to an Infant.
reasonable medical Judgments in
selecting among alternative courses of
treatment will be respected. The
principle of respecting reasonable
medical Judgments reflects thv
Department's recognition that In many
cases the process of medical
decislonmaking is not mechanical and
precise. Analyses of medical risks,
medical benefits, possible outcomes,
complications, and the Ilke require
experience and judgments. Most of all,
they must be specifically based on the
actual circumstances presented in any
given case. The statutory framework
does not provide for, nor will the
Department seek to engage in, second-
guessing of reasonable medical
judgments regarding medically
beneficial care.

The principle of respecting reasonable
medical judgments in the context of
applying section SW is also consistent
with acelogous case law. For example,
the Supreme Court has made it clear
that the applicetion of constitutional
protections do not Interfere with bona
fide medical judgments so as to
authorize a court "to specify which of
several professionally acceptable
(treatment) choices should have been
made." Youngberg v. Romeo, 457 U.S.
307, 321 (1982).

However, the Department also
recognizes that not every opinion
expressed by a doctor automatically
qualifies as a rdasonable medical
judgment, For example, a doctor's
opinion thut available corrective surgery
to cave the life of a Down's syndrome
infant should be withheld is contrary to
the opinion of the President's
Commission and comments submitted to
the Department by the American
Academy of Pediatrics, the National
Association of Children's Hospitals and
Related Inalitutions, and other medical
organizations. It is not within the
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bounds of reasonable medical judgment
end is not entitled to deference.

Parental Decisions
A number of commenters argued that

the Department's analysis of secticn
504's applicability fails to take into
account the lack of authority hospitals
and physicians have to perform
treatment to which the parents have not
consented. Some commenters expressed
a belief that the Department purports to
require physicians and hospitals
unilaterally to overrule parental
decisions. As stated by the American
Medfcal Association:

if section 5041s applied as the Department
claims it should be. physicians and hospitals
will be required to treat a handicapped infant
in aU cases, regardleu of parental consent.
fer fear of sanctions allegedly authorized by
section 504.

Similarly, the National Asssociation
of Children's Hospitals and Related
Institutions stated:

Nor does the tale recognise that, in lieu of
indications to the contrary, decisions of care
of the infant made try thus parents, based on
tbeir determination o.' the child's best
interest, ars theirs to make, a right and
responsibility assigned to them universally
by state statute. . .

Also in connection with the issue of a
recipient's section 604 responsibilities in
cases where parents refuse to consent to
medically beneficial treatment, a
number of contmenters criticized a
statement included in the Department's
May 18 notice' to health care providers
that:

Health Care providers should not aid a
decision by the infant's parents or guardian
to withhold treatment or nourishment
discriminatorily by allowing the infant to
remain in the institution.

The criticism was that to discharge the
Infant, as the statement implied the
hospital should do, would be unlikely to
advance the objective of assuring that
the infant receive medically beneficial
treatment.

Response

The Department's position has been.
and continues to be, that the lack of
parental consent does have an impact
on a recipient hospital's section 504
responsibilities, but that the lack of
parental consent to provide particular
treatment does not remove from
hospitals the obligation to operate other
aspects af their progam without
discrimination.

Although the need may not arise
frequently, it is an accepted part of the
operation of hospitals to contest the
denial of parental consent when such a
decision is not in the best interest of
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child. Most hospitals Nave established
procedures to petition courts to order
medical care when parents do not
provide consent for treatment that is
medically needed and appropriate.

In addition to the internal hospital
procedures. state laws generally
establish responsibilities of health care
professionals where treatment is being
withheld because of improper denial of
parental consent. Heath care
professionals are generally required by
state law to report cases of abuse,
neglect, or other threats to a child's
health. These laws, whether explicitly or
implicitly, include the denial of needed
medical treatment as an event requiring
reporting.

The requirement that health care
providers report instances of improper
denial of medical cart is no less a part
of their program than is the provision of
care itself. Both arise from the
recipients's program of administering to
the medical interests of its patients.
Section 504 prohibits discrimination on
the basis of handicap in the operation of
federally assisted programs and
activities. Thus, a recipient that, as a
matter of practice cr law, reports to
State authorities the withholding of
needed medical treatment from an
infant may not deny the same service or
benefit to a qualified handicapped infant
because the Infant is handicapped.

Section 504 applies only to programs
or activities receiving federal financial
ass:stance: it does not apply to
decisions made by parents. Where a
non.treatment decision, no matter how
discriminatory, is made by parents,
rather than by the hospital. section 504
does not mandatm that the hospital
unilaterally oven Jle the parental
decision and rovide treatment
notwithstan the lack of consent. But
it does require at recipient hospitals
not fail, on the basis of handicap. to
report the apparently improper parental
decision to the appropriate State .

authorities. or to seek judicial review
itself, so as to trigger the system
provided by State law to determine
whether the parental decision should be
honored. Action by hospitals to seek
judicial review Is not uncommon in
cases when!, for example, parents have
objected on religious grounds to a
medically necessary blood transfusion
for their child.

The Department agrees with the
criticism of the sentence in the May 18.
1982 notice. This statement reflected a
recognition by the Department that
section 504 does not require hospitals
unilaterally to overrule parental
decisions, and that hospitals cannot
provide treatment without parental
consent. The point should have been
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better stated that a recipient hospital
may not blindly implement improper
and discriminatory parental decisions.
Rather, the hospital should resort to the
system provided by state law to
determine whether a parental decision
should be implemented.

Therefore, the proper analysis of the
applicability of section 504 in cases
where the failure to provide medically
indicated treatment is due to a lack of
parental consent is that a recipient
hospital is not required to seek to
unEaterally overrule the parents, but it
must adhere to the standard practice. as
required by state law, to make a report
to the state agency charged under state
law with responsibility to initiate the
determination as to whether the
parental decision was proper. or to seek
judicial re'_'..itv itself. This interpretative
guideline is set forth in section (a)(4) of
the appendix.

Rather than representing an improper
Federal government attempt to
"question and overturn the decisions of
parents ccnuming their children's
medical treatment," the Department is
simply requiring that the long.standing
requirements and mechanisms of state
law for defming the limits of parental
authority not be rendered, through
discriminatory actions of recipient
hospitals, de foe,' inoperative.

Examples

The July 5 proposed rule was
accompanied by an appendix explaining
the manner in which section'504 applies
to the prevision of health care services
to handicapped infants and providing
several examples of its applicability to
particular factual situations. A number
of commemers criticized statements
contained in that appendix. Criticisms
and comments were as follows: (a) Use
of phrases such as "futile therapies".
"services generally provided", and
"dubious medical benefit" are
ambiguous. (b) The characterization of
the infants with intracranial hemorrhaim
as analogous to anencephaly is
incorrect. Intracranial hemorrhages vary
greatly in severity, and are generally
treatable and treated. (c) The American
Society for Parenteral and Enteral
Nutrition stated that although there are
no circumstances justifying
"withholding oral feeding through a
working digestive tract in any patient
capable of digesting food, in whole or in
part," there may be "limited
circumstances" in which not providing
nourishment through intravenous means
"may be appropriate." (d) The appendix
does not indicate the appropriate care
for infants who have conditions with
prognoses worse than Down's syndrome
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but less severe than anencephaly, such
as Trisorny18,Trisomy 13,
Holoprosencephaly, Hydianencephaly.
Cornelis de Lange Syndrome, and many
others.

(e) "It would be impossible to develop
a complete list of handicaps to which
the regulations apply. The limited ability
to predict outcomes, and the rapid
changes in diagnostic and therapeutic
modalities make such a goal wholly
impracticable."

Response
The application of constitutioral and

statutory civil rights proteetions in
scores of contexts is difficult. A glance
at the Supreme Court's docket confirms
this, as every year difficult issues are
presented to the Cettrt for resolution.
These cases often produce split
decisions and multiple opinions.

Therefore, it is to be expected that
definitive statements on various
dimensions of the applicsbility of the
handicapped disciimination law in
connection with health care for
handicapped infants, a subject no less
difficult than many other aspects of civil
rights law, would be few.The
imprudence of seeking to speculate on
the outcome of applying section 504 in a
wide variety of specific factual
circurthstances was underscored by
some of the comments received.

Keeping in mind the utility of
providing sortie examples to assist in
understanding the analytical framework
of the statute, but also the n sd to allow
individualized attention to specific
factual circumstances, the guidelines
included in the appendix (section (a)(5))
set forth examples dealing with Down's
syndrome. spina bifida, anencephaly,
and extreme prematurity.

The Department agrees with the
comment that it would be impossible to
establish a specific list of all
handicapping conditions and the proper
treatment in each case. None of the
commweers who perceived ambiguities
had convincing answers to the questions
they raised.

it is appropriate that the law (and thus
the government) does not prospectively
and unequivocally answer every
hypothetical question. In many cases.
the law, like medical treatment, can only
be applied on a case-by-case basis with
a full appreciation for the facts
presented.

flut it is Wei appropriate that the law
ani government have an analytical
framework for approaching the issue
and a prOcedural framework for seeking,
in cooperation with the medicel
community and advocacy groups, to
narrow the "gray area." The final rules

seek to do no more, and importantly, no
less.

H. GUIDELINES FOR HHS
INVESTIGATIONS RELATING TO
HEALTH CARE FOR HANDICAPPED
INFANTS
Conduct of Investigations

The July 5 notice of proposed
rulemaking solicited comments on HHS
investigative procedures. A number of
commenters argued that OCR complaint
investigations are highly disruptive. The
primary concerns expressed in this
regard were:

(a) Due to the complexity of the
subject matter, there are many
erroneous complaints, either by well-
intentioned, but ill-informed. persons or
by disgruntled employees.

(b) Anonymous calls are not reliable.
(c) Investigations monopolize the time

of physicians, nurses and other hospital
staff, and make medical records, while
under review by OCR investigators.
unavailable.

(d) Investigations carry with them the
potential for sensational media
coverage, which can unjustly damage
the good reputations of parents,
hospitals and health cans professionals.

(e)The presence of OCR investigators
is likely to frighten other infants' parents
who will assume that, because
investigators are present, the hospital
must be guilty of improper conduct.

Response
Although some potential for

inconvenience or disruption exists in
connection with any type of law
enforcement investigation, because of
the traumatic circumstances of en
infant's illness, the potential for
sensaticinalistic media coverage, and
other factors, the Department is very
sensitive to the special nature of "Infant
Doe" investigations. As HHS has gained
experience in conducting these
investigations, revisions to investigative
procedures have been implemented to
minimize any disruptive effects, It is the
policy of the Department to do
everything possible, consistent with its
statutory obligation to investigats
effectively all complaints cf violations
of section 504, to minimize any
disruptions that may be caused by OCR
investigations.

OCR has made adjustments to
investigative procedures. It now
undertakes a careful screening of
complaints in an effort to avoid
unnecessary on-site investigations. This
screening consists of immediately
Initiating a preliminary inquiry with the
hospital to obtain information regarding
the infant in question. The information
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initially received from the complainant
and that received from the hospital is
then evaluated to determ1 s whether
there is a need for an on-...a
investigation. Particular factors taken
into account are the source of the
complainant's information (first-hand
knowledge, overheard a discussion,
etc.), the complainant's position to have
reliable info-mation (a nurse in the ward
where the infant is being treated, a
friend of a friend, etc.), the specificity of
the information provided by the
complainant and hospital, whether there
la any indication of a lack oi parental
consent for the provision of all
medically beneficial treatment. The
analysis of the ICRC, whether the
hospital is cooperative In connection
with the inquiry, and other pertinent
factors.

None of these factors cemsidered In
evaluating the information provided by
the complainant and the hospital is, by
itself, determinative. For example. the
Department prefers that the complainant
provide his or her name. Not only does it
corroborate that the complainant takes
the matter seriously and reflects some
degree of confidence the complainant
has in the accuracy of the information
being conveyed, having the
complainant's name also permits follow-
up communications to seek clarification
of the information gathered. However.
the Department recognizes that a
complainant may not be willing to
provide his or her name due to fear of
retaliation. and that anonymity does not
necessarily suggest that the complaint is
not valid, particularly if the specificity
of the information provided and other
factors support the credibility of the
complaint. Therefore, the determination
as to whe.her an on-site investigation is
needed is made on the totality of the
information available to OCR from the
complainant, the hospital, and any other
source consulted (such as an OCR
medical consultant and the state child
protective services agency).

HHS believes this procedure, if
hospitals cooperate in its
implementation, can avoid unnecessary
on-site investigations, which inherently
have a potential for some
inconvenience. Although hospital
officials may be properly reluctant to
provide information over the telephone.
they can confirm the credentials of the
OCR investigator making the telephone
contact by calling the toll-free telephone
number to verify that the caller is. In
fact, an OCR investigator.

Where, as a result of this preliminary
inquiry, there appears to be no need for
an immediate on-site investigation, none
will be conducted. However, to assure
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that HHS is adequately meeting its
statutory responsibility, where there is a
significant question as to compliance
with section 504. doubt will be resolved
in favor of initiating an on.site
investigation.

This preliminary inquiry process is
undertaken by OCR in en effort to
accommodate the special circumstances
presented in connection with "Infant
Doe" complr ints. This procedure should
not be construed as sugsesting that the
Department believes there are any
limitations to its legal authot sty to
investigate all complaints or to
otherwise collect information regarding
recipient compliance in accordance with
the Department's existing section 504
regulations. Nor does this e....uliminary
inquiry procems establish any legally
enforceable procedural right or
precondition to the conduct of on-site
investigations.

When on-site inveAtigations are
conducted, OCR's procedures minimize
any potential Inconvenience or
disruption. Every effort is made,
consistent with the need to obtain
prompt information, to accommodate the
busy schedules of health care
professionals to avoid diverting them
frem their important duties. Similerly.
OCR has never had a problem working
out access to medical records to avoid
't lir being unavailable to health care

Jfessionals who also need access to
them.

With respect to media interest. OCR
has a firm policy of providing no
comment to the press on the details of
any open investigation. HHS believes
organizations or individual
complainants concerned about proper
patient care should be extremely
sensitive to threats to proper care
inherent in making premature and
unsupported comments to the media.
Similarly. the media should be attentive
to OCR's admonition, regularly given in
response to media questions, that the
fact that an investigation is being
conducted does not imply that an
allegation is true.

Section (b)(1) through (5) of the
appendix spell out the basic guidelines,
including the preliminary inquiry
process, applicable to HHS
investigations in this area. These
guidelines make specific reference to the
role of Infant Care Review Committees.
Whenever a hospital has an ICRC.
established and operated substantially
in accordance with the suggested model,
the Department will consult closely with
the ICRC in connection with a
preliminary inquiry or investigation and
will give careful consideration to the
analysis and recommendations of the
ICRC.
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The Department believes OCR
procedures. including the initial inquiry
process. minimize the potential for
disruption. HHS will, on thcr basis of
further experience gained, such as with
!CRCS. continue to evaluate its
procedures consistent with the policy of
effective enforcement with a minimum
of disruption. The Department also
notes that there is probably an
irreducible level of inconvenience
associated with any effort to provide
safeguards to prevent the fatal
consequences of discriminatory
decisions. It must be recognized,
hcwever, that the risks of a certain
amount of inconvenience or disruption
are significantly preferable to the risks
of tragic loss of life due to
discriminatory decisionmaking.

Use of Medical Consultants

Another concern expressed by
commenters relates to the qualifications
of the individuals involved in the
administrative fact finding process to
evaluate correctly the medical
circumstances present in any particular
cast. For example:

The Alabama Hospital Association
strongir feels that the [investigative) team
should be comprised of highly trained and
licensed medical personnel. Under no
circumstances should anyone less than
licensed medical personnel be allowed to
intrude in this area of medical
decisionmaking and impose alternative
judgments or conclusions.

The Spina Biada Association of
America made a similar comment from a
different perspective:

The key to effective enforcement is
securing on independent medical
examination of children allegedly being
denied treatment, by a physician or medical
team both skilled in modern treatment
techniques and committed ko the equal
treatment principle. Such phy'icians do exist.
particularly at expertise centers that have
specialized in the care of children with spina
bifida. The oniy way to ensure effective
enforcer nt ta give disability rights groups
like SB the ability to recommend which
expertise centers snd expert consultants are
used by the regional OCR offices to conduct
the independent medical examinations.

Response
HHS agrees that OCR investigators do

not have the medical expertise to make
independent judgements concerning
difficult medical issues. For this reason.
the Office for Civil Rights has made
arrangements with qualified physicians
to serve as medical consultants to OCR
in "Infant Doe" inveistigations. This
process is noted in section(b)(8) of the
appendix.

The role of the OCR medical
consultants is to provide OCR with an

analysis of the medical issues present in
any particular case, and an opinion as to
whether medically beneficial treatment
was provided. Based on this analysis.
OCR makes a determination as to
whether any medically beneficial
treatment may have been
discriminatorily denied solely on the
basis of the infant's handicap.

The extent of the involvement of the
OCR medical consultant has varied
depending upon the circumstances of
particular cases. in all cases the OCR
medical consultant reviews the pertinent
=dicel records, in rome cases the OCR
medical consultant and the a.tending
physician have discussed a case by
telephone. HHS believes the experience
to date with OCR medical consultants
demonstrates the effectiveness of their
involvement. HIIS is aware of no case in
which a recipient has challenged the
quality of the medical consultant's
evaluation or the OCR findino based
upon it.

It is important ths . all interested
groups understand the precise and
limited role of the OCR medical
consultants. Their function is not to ta.te
over the medical management of
particular cases. to conduct a personal.
Independent examination of the infant,
to make independent treatment
recommendations to parents, or to
otherwise engage in any direct practice
of medicine concerning the infant.

The Department has no authority to
compel unilaterally an independent
medical examination of a child who is
the eubject of a section 504 complaint.
Under applicable requirements of law,
physicians may not practice medicine on
an infant patient without the consent of
the parents or an order of a court of
competent jurisdiction.

In any given case, any of a wide
variety of circumstances may be present
regarding the actions of parents and
health care providers. Regardless of the
rircumstances, the first step is to
determine the facts. Only if the facts
demonstrate that there is a need for
governmental action can that action be
pursued. A court will only issue an order
if there is a showing of a need for the
order, such as evidence that the hospital
is out of compliance with section 504 or
showing that the parents ore medically
neglecting the infant. Such a showing
cannot be made on the basis of the bare
allegations of a complaint or without a
determination of the fact's.

OCR's function in an investigation is
to determine the facts, and the function
of the medical consultant is to assist
OCR in this effort, The process of
determining tha facts typically involves
a review of medical records and
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discussions with health care providers
involved. The OCR medical consultants
assist In this process by providing
identification and expert analysis of the
medical issues involved. These
consultants do not, and may not under
applicable law, take over the medical
management of the case.

With respect to the suggestion that
HHS give disability groups the
opportunity to recommend qualified
physicians to serve as OCR medical
consultants. the Department would
welcome svch suagestions from all
interested gmups.

The Department is unable to commit
itself to having a medical consultant
participate in person in every on-site
investigation. However, the guidelines
contained in the appendix state that, to
the extent practicable, the OCR medical
consultant will discuss the case with the
hospital's ICRC or appropriate medical
personnel by telephone.

Prompt Report of lnyestigadve Findings
Another complaint made by a number

of conunenters regarding OCR
enforcement procedures concerns the
sometimes lengthy delay between
completion of the on;:'teinvestigation
and receipt by.the hospital of
notification of the outcome of the
investigation. Commenters expressed
concern that, narticularly in connection
with investigations that may have
attracted local media attention, where
the OCR Investigation found no
evidence of a violation, the hospital
should have the ability to reassure the
public promptly that it was involved in
no improper activity.

Response
The point is well taken. Office for

Civil Rights procedures pertaining to all
investigations require that before the
office makes an official finding, whether
it is of compliance or noncompliance, a
thorough record is compiled and
reviewed by supervisory officials.
Experience in connection with "Infant
Doe" cases Is that formal findings have
been made in less time than is typical in
connection with other civil rights
investigations. However, there is
generally a need for careful review by
an OCR medical consultant, an MIS
attornek. and supervisory officiate.

The Department recognizes that there
are special circumstances in connection
with infant Doe cues, and Is instituting
a special notification to recipient
hospitals In cases where an emergency
on-site investigation has been
conducted. As matter cf practice, on-
site investigation of complaints alleging
that an infant's life is in peril &as to the
discriminatory withholding of medically

beneficial care are conducted
immediately for the primary purpose of
determining whether there is a need to
ark the Department of Justice to seek
immediate Inlunctive relief to compel
compliance with section 504. Generally,
during the course of the investigation,
when sufficient information has been
obtained and discussed with the OCR
medical consultant, a decision is made
on whether there is such a need.

The new procedure Is that, when a
decision is made that there is no need to
make an immediate referral to the
Justice Department, the recipient
hospital will be immediately notified of
that decision. The investigator will, if
still on-site, personally notify hospital
officials. A letter to the same effect will
then promptly be sent by OCR. This
letter will notify the recipient hospital of
the decisicn made concerning
immediate referral to the Justice
Department. It will not provide a formal
finding concerning the investigation,
which cannot be made until all
information is analyzed and reviewed.
(It may be, for example, that, although
there is no emergency requiring
immediate iega: 'Ian hy the Justice
Department, there is. or was.
noncompliance.I

The Department believes this
immediate rutification procedure. stated
in section (b)(7) of the appendix, will
provide a basis for the hospital to assure
the press and public that OCR's initial
conclusion in connection with the
investigation is that no infant is in
imminent peril due to discriminatory
withholding of medically beneficial
treatment.

Confidentiality of Records

A number of commenters criticized
the enforcement pmess on the grounds
that it infringes on the confidentiality of
the physician-Parent relationship and
the privacy of medical records. Some of
these commenters referred to the
confidentiality requirements of state law
and professional ethical standards.

As stated by the Federation of
American Hospitals:

The physfr'en may be required to inform
the parents that anything they may say or
decide must be disclosed to federal or state
authorities if an investigation results.
illarents will find that they have a choice
between sharing vital information and
counseling with their physician and having
their thoughts and emotions revealed to a
stranger or. alternatively, withholding
information.

A suggestion for an additional
confidentiality safeguard, submitted by
the director of nursing of a Butte.
Montane hospital, was to limit review of
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records to one investigator, on-site, with
no copies made.

Response

HIS believes there is no sound
basis to challenge the Department's right
to access to medical records for the
purpose of determining compliance with
section 504. and that adequate
safeguards exist to protect the
confidentiality of records obtained by
OCR in the course of civil rights
investigations.

With respect to legal authority, a state
law, such as one restricting access to
certain records, cannot, under the
Supremacy Clause of the United States
Constitution. be used to prevent
accomplishment of the full congressional
purpose of a Federal law. Similarly.
standards of particular professional
groups may not frustrate or defeat a
Federal statutory duty.

Section 501 establishes certain
responsibilities of recipients and
authorizes and directs Federal age:ides
to enforce the law. Existing regulations,
45 CFR 80.0(c) (made applicable to
section 504 by 45 CFR 84.64 require:

Each recipient shall permit access by the
responsible Department official or his
designee during normal business hours to
such of its books, records. accounts, and

ther sources of information, and its facilities
as may be pertinent to ascertain compliance
with this Part.. . Amsted considerations of
privacy or confidentiality may not operate to
bar the Dtpartment from evaluating or
seeking to enforce compliance with this Part,
information of a confidential nature obtained
in connection with compliance evaluation or
enforcement shall not be disclosed except
where necessary in formal enforcement
proceedings or where otherwise required by
law.

The requirement that recipients provide
access to records necessary to
determine compliance is essential to
accomplishment of the congressional
purpose in enacting section 504.

HHS has adequate safeguards to
protect the confidentiality of mellical
records obtained during the course of a
section 504 investigation. In addition to
the regulatory provision (quoted above)
protecting confidentiality. OCR does not
release confidential information in
connection with any Freedom of
information Act request. Nondisclosure
is permitted under that Act for records.
the release of which would consititute a
clear:" unwarranted invasion of
personal privacy. A. further proniction.
OCR permits deletion of the patient's
and parents' names and other
indentifying information to the extent
deletion will not impede OCR's ability
to determine compliance.
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The argument that the possibility that
investigators will seek access to a
medical file will cause parent. to
withhold vital information irom the
infant's physician is not persuasive.
Courts and legislatureo have repeatedly
rejected arguments that exceptions to
the principle of confidentiality of
medical records and the physician-
patient privilege would result in the
withholding of information necessary to
&militate proper treatment. There are
many established exceptions in the law
to the principle of doctor-patient
confidentiality in connection with
crimhtal and civil proceedings where the
effective administration of justice
requires access to information in
medical records or provided to
physicians. It is also noteworthy in this
regard that tbe Federal Rules of
Evidence do not include an express
doctorpatient privilege.

With respect to the suggestions for
additional safeguards submitted by a
commenter, OCR bas in some cases
been able to limit review of records to
one individual at the hospital. without
the natd to obtain copies. However, no
assuiances ca,, be made that OCR can
meet its responsibility to conduct a
thorough investigation cnder these
conditions. Also. in many cases it may
be preferable for the hospital to send
OCR the pertinent records (with
identifying information deleted).
perhaps avoiding the need for an) on-
site investigation.

IV. Related HHS Activities

liFIS has undertaken several other
initiatives in cooperation with the
medical community and disability
organizations to improve the delivery of
health care services to handicapped
infants. Recently. a contact was
awarded by the Office of Human
Development Services. HHS tn 'he John
F. Kennedy Institute in Baltimore to
develop a model for a working
nationwide referral network for the
developmentally disabled. Such a
network, using today's aophisticated
technology, will make It possible for the
physician. parents. or caredakers of a
developmentally disabled individual te
query a single source for information
ahout that disability and pinpoint the
best or most appropriate places to get
help any where in the country for that
individual.

Under the terms of this award.:he
strong features of two importaar
information systems are to be combined
end regionalWed. One is a data retrieval
system for the particular use of
practicing physicians. The other is
accessible by the general public. The
data base for the physician-oriented
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system was deve.oped by the gennedy
Institute in Baltimore. using data
supplied by the 38 HHS supported
university-affiliated facilities around the
country. The American Medical
Association has a contract with the
Kennedy Institute to include the
Institute's data as an additional offering
of the A.M.A.'s nationwide medical
information network. or "MINET." It it
available to every "haNer subscriber
who has a desk-top computer and a
telephone.

This enterprise pulls together
government, the prwate nonprofit sector.
and organized medicine, in this case, the
A.M.A.. to make information iVareAte
to physicians concerning access to
specialized care for their patients and as
well as to a broad variety of support
services in the community,

The more consumer-oriented data
system is now functioning in South
Carolina to benefit the citizens of that
state. The system carries information on
access to care and community support
services within the state. Any individual
or f,amily member can gain access to the
system merely by dialing a toll-free
"800" number.

The Kennedy Institute has an
excellent concept of how such a
network will function. Under the
contract recently awarded, it is hoped
the South Caroline Model will be
expanded to seven other states in the
region. The next step should then he to
extend the system nationally and thus
make available to all citizens the best
information and the most appropriate
resources relative to handicapping
conditions.

The availability of such a resource
should do much to take the insecurity
out of one effort to rally support services
for the handicapped newborn.

In addition to this nationwide referral
network. MIS end the Deprotment of
Eduudion. in cooperation with the
coalition of medical and disability
organizations who signed the "Principles
of Treatment )isubled Infants," are
organizing at :fort to develop teaching
models for health care professionals on
improving infant care. aiding the
decision-making process and use of the
nationwide referral network.

The Department believes that
informational and educational efforts of
;his kind are also of great importance in
ao.ancing the principles underlying the
final rules.

V. Additional Analysis of Comments

Section III above includes an
explanation of the provisions of the final
rules. Including an analysis of pertinent
comments submitted to the Dep Iment
during the comment period on the

4

proposed rules, This section Is an
analysis of other comments not directly
related to specific provisions of the final
rules.

A. LEGAL ISSUES

significant number of commenters
acioressed legal issues relating to the
application of section 504 to matters
concerning health care for handicapped
infants.

Statutory Construction of Section 504

A number of cornmenters argued that.
as a matter of statutory construction.
section 504 of the Rehabilitation Act of
1373 is inapplicable to matters
concerning health care for handleapped
infants. The arguments advanced ey
these commenters were:

(a) The statute does not specifically
mention handisapped infants, and the
statutory definition of "handicapped
individual" should be construed as
inapplicable to infants because its
reference to substantial limitations on
major life activities hes no application
to Infants since all infants are
dependent on the efforts of others for
performance of all external life
activities.,

(b) The legislative history makes no
'mention of handicapped infants and
indicates that the primary focus of
Congress in enacting the Rehabilitation
Act was matters relating to vocational
rehabilitation, rather than medical
matters: and although the statutory
definition of handicapped individual
was emended in 1974 to broaden its
scope beyond vocational rehabilitation.
including access to services such as
medical care, there was no indication
that the statute, as amended. was
intended to cover medical judgments
about the type of treatment given any
handicapped individual. As s'ated
one commenten

There is not even a hint in the :egistaiise
history of the Act or its amendments that
%mild Indicate Congressional intent to apply
section 504 to medical treatment of severely
handicapped Infants. Rather, it Is clear that
Congress Wended the Act to foster fruitful
and independent living fur handicapped
Individuals.

(c) The rulemaking history of the
Department's section 504 regulatmita
reveals previous HHS Interpretations
that section 504 is inapplicable.

Response

The Department's position remains
unchanged. Section 504 clearly applies
to matters concerning the provision of
health care to handicapped infants, and
nnthing m the legislative history of the
statute or rulemaking history of the
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Department's regulations suggests a
credible interpretstion to the contrary:

Section 504 provides:

No otherwise qualified handicapped
individual . . . hall, solely by reason of his
handicap. be excluded from the Participation
in. he denied the benefits of. or be subjected
ta discrimination under any program or
activity receiving Federal financial
assistance.

The statute defines a "handicapped
individuar as
.my person who (i) has a physical or mantel
impairment which substantially limits one or
mare of such person's major life
activities. . . . or (UI) le regarded as having
such an impairment.

An infant is a person. If an infs.-it has
a physical or mental impairment which
substantially !Imits major life activitiee.
or is reearded as having such an
Impairment, the infant is a
"handicapped Individual" While the
meaning of the law. If a hospital eneeges
in a program or activity which provides
medical services to infants and if that
nrogram or activity receives Federal
finencial assistance, it is a "prog:am or
activity receiving Federal financiul
assistance" within the meaning of the
law. .

If an infant who Is a "handicapped
individual" is "otherwise qualified" .o
receive the benefits of a medical
services program or activity receiving
Federal financial assistance, and is
donied. solely by reason of his handicap.
the benefits of those medical services.
that infant Is within the protection of
section 504.

A key issue, therefore, in applying
section 504 In any context Is that the
handicapped individual who was
allegedly excluded from participation in,
denied the benefit of, or subjected le
diacrimination under, a leder ..ily
assisted program or activity !ee
'otherwise qualified" to participate in,
or benefit from, the program or areivity.
To be "otherwise qualified," the
himdicapped individual must. In spite of
his or her present or anticipated
physical or rnental impairment. be able
to meet the essential requirements for
participation In the program or activity.

In the context of receiving medical
care, the ability to benefit for a
handicapped person is the ability to
benefit medically from treatment or
services. If theitandicapped person is
able to benefit medically from the
treatment or service, in spite of the
person's handicsp, the individual Is
"otherwise qualified" to receive that
treatment or service, and it may not be
denied solely on the basis of the
handicap.

Therefore, the analytical framewoik
under the stulute for applying section
504 in the context of health care for
handicapped Infants is that medically
beneficial treatment and senices not be
withheld from a hand:capped infant
solely on the basis of the handicap.

The legislative history makes clear
that by enacting section 504 Congress
intended to eliminate all of the "many
forms of potentisl discrimination"
against handicappse people through
"the establishment of a broad
governments! eplicy." S. Rep. No. 1297,
93d Cong.. VI Sess:38 (1974). The statute
applies to all federally funded progrems
or activities, specifically including those
that provide "health services." Id.

The rulemaking history related to the
1977 promulgaihm of the Department's
section 504 regulationi explained that
the Department was not seeking to
regulate with respect to the highly
controversial luue of the righte of
Institutionalized persona to receive
treatment for the conditien which led to
their institutionalization. ..ciditionally,
the regulation specifies that the
provision of health care services
generally to handicepped persons is a
matter covered by the Act and the
Department's rulea. 45 CFR 84.52.

It is difficult to understand the theory
or statutory construction that would
distinguish the provision of health care
service; to qualified handicapped
infants from the provision of other
federally assisted benefits and services
to qualified handicapped individuals.

The Department cannot subscribe to
the theory that the definition of
"handicapped individual" should be
minstrued as inapplicable to infants
because infants are dependent upon
others for all major life activities. This
argument appears to be based on a
much too narmw view of what
constitutes "major life activities." The
Department's section 504 regulations
define "major life activities" at 45 CFR
84.3 (1)(2)(0). as: "functions such as
caring for one's self, performirg manual
tasks, walking, seeing. hearing,
speaking, breathing. learning, and
working." Infants undertake at least
some of these major life activities from
the moment of birth.

Moreover, if this is the theory. the
Department is unaware of the basis to
be used i'n determining at what age the
protections of section 504 would begin
to apply.

In summary, the Department can find
no clue in any bit of legal analysis or
rational policy analysis to commend the
notion that there is or should be a
distinction in the application or section
504 based on the age of the handicapped
individual.
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It lemurs the real basis for the
contention that section 504 is
inapplicable In this context le that
medical care is involved, rather than
what soma may perceive as much less
complicated matters like diste'huting
wsiltarc benefits, deve!oping
transportation systems. administering
housing programs, delivering social
services, providing educational services,

al
employment decisions, end the

ke
The Department agrees that matters

relating to the provision of medical came
are in soma ways different frem other
aspects of applying section 5141- For one

thing, the consequences of
discriminatory treatment "ley ha much
highera matter of life and death. Also,
the analysis involved in determining
whether discrimination exists may, in
some cases, be much more subtle and
difficult. But one aspect that appears the
same in all applications of action 504 is
that decisions regarding whether
handicapped persons will receive the
services and benefits of programs and
activities receiving Federal financial
assistance are sometimes made, not on
the basis of the individual's actual
qualifications for, and ability to benefit
from those activities, but rather on
stereotypes and prejudices coreerning
the limitations on majcr life activities
faced by handicapped persona. Section
504 was enected to eliminate these
considerations from such decisions. And
although the section 504 analysis may
be more subtle (at least In some cases).
It is an anomalous and bizarre theory
that section MI can properly be used to
require that a ramp be built ins hospital
to assure that handicapped persons not
be denied access to medical services
solely on the basis of their handicaps.
but that statute may not properly be
used to prevent the intentional act or
allowing other handicapped pereone to
die in that hospital, s7lely because of
their handicaps. The Department cannot
subscribe to this thory.

In summary, the Department's
position Is unchanged. Section 504
clearly applies to the provision of health
care for handicapped infants.

Separating the "Handicap" from the
Condition Requiring Treatment

A number of commenters expressed
views that the section 504 analysis
summarized above is incapable of
application in many or most cases
because the handicapping condition and
the condition requiring treatment ate
one and the same. This fact, the
commentors argue, results In sn inability
to separate "medical judgments" from
judgments relating to social, emotional.

411
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economic, or other nonmedicul issues.
concerning which unreasonable
prejudices have often caused
discrimination against handicapped
individuals.

Response

Althougls-perhups subtle. the analysis
required Ls, the statutory framework is
just as applicable in a case where the
handicapping condition and the
condition requiring treatment are the
same as it is to the "simpler" case where
two distinct condition! are Involved,

In Is...1"simple" case involving two
distinct conditions, such as Down's
syndrome and an intestinal obstruction.
INt Down' syndrome dots not present a
medical contraindication to surgical
correction of the Intestinal obstruction.
Thera Ian° valid medical reason
(assuming no other condications) for
(resting the Down's nyndrome infant
differently than an Infant with the same
kitestinal obstruction end no Down's
syndrome.

The same analysis applies where the
handicapping condition and the
condition to be treated are the same. In
such a case the "handicsp" Is the
physical or mental impairment the infant
has or will have (or "Is regarded as
having") after Completion of the
treatment under consideration. In the
case of an infant born with
myelomeningooele. _for example, the
treatment which must be considaed is

vgery to close the protruding sac to
pvcvent infection and other potentially
1a041 consequences. The "handicap" is
the physical and/or liental impairment
the infant Is regardeci as likely to have
In future life. To the extent the
myelomeningocele itself or other
complications (such as respiratory
problems. Infection, anesthetic risk, or
other factors) present in the exercise of
reasonable medical judgement.
contraindications to the surgery, the
infant is not able to benefit, in spite of
his or her handicap, from the surgery.
However. If the surgery would be
medically beneficial. In that it would be
likely. In the exercise of reasonable
medical judgment, to bring about its
Intended result of &voiding infection or
other fatal consequences. then failure to
perform the surgery because of the
anticir -,ted impairments In future life
often', 'section 504. as the withholding
of surgery is because of the handicap
and in spite ofthe infant's being
qualified to receive the surgery.

In both the Down's syncimme and
myelomeningocele examples, this
analytical framework accomplishes
precisely what Congress intended In
enacting seztion 504: to wercome
stereotypes and prejudices ugainst
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handicapped persons who are. in spiter' handicaps. able to participate in.
oenefit from, activities and services

_ported by Federal funds.
All of this is not to say that

application of this analytical framework
in every case will be easy. Nonetheless.
in spite of the difficulties which may
arise in case-by-ceso applications. tin
analytical framework focusing on the
provision of medically beneficial
treatment to handicapped infants is the
correct one under the statute, and is
capable of application.

Applicability of Section .504 When
Hospital Is Incapable of Prtantms
Treatment

A number of commentas questioned
the applicability of section 504 In cases
where the hospital, due to lack of
sophisticated equipment, medical
specialists, or other factors, is Incapable
of providing the treatment needed by a
particular Infant. These commenters
appeared to suggest that the Department
would find such a hospital to be In
violation of section 504 because it did
not provide the medically beneficial
treatment It was unable to provide.

Response
The answer on the applicability of the

law In such a case Is as clear as the
applicability of common sense. Crimmon
sense indicates that if a patient reeds
treatment which a hospital cannot
provide, the hospital will try to refer the
patient to a facilitjo that can provide it. If
the patient is handcapped. the common
sense response is the same. The failure
of the hospital to itself provide the
treatment is not "on the basis of the
handicap"; rather. nmtreatment Is
),Jased on the fact that the hospital If
incapable of providing the treatment.

Similarly. If the medically indicated
course of action for any individual with
a condition the facility is incapable of
treating is to arrange for that individual
to bc transferred to a facility where the
treatment can be provided, then this
transfer cannot be denied to a qualified
handicapped person (one who will
benefit medically from it) on the basis of
the person's handicap.

Responsibilities of Hospitals os
Opposed to Physicians

Another challenge to the Department's
application of section 501 to health care
for handicapped infants was submitted
by the Federation of American
Hospitals:

... A hospital cannnt prIctice medicine. In
fact. many slats law,: prohibit and punish the
umeithorisad practice of medicine.
Nevertheless, the proposed rules place the
responsibility for the physician's decision on

the hosp1141. Mummer. assuming that
diserimintIon on the basis of handk.ap
exists. it knot discrimination on the pint ;
toe hospital. It is tho diM riminatinn of the
physician and/or parents who are nut
recipients of federal financial assistanre
that term is defined under the Rehaliiluatain
Ast. Therefore. Insofar as they apply to
hospitals, nut physicians and parents, the
proposed rules are also totally misdirected

Response

The Dr >Ament cfisugrees with the
comment's implications that the taw in
any way requires hospitals to enguge In
the unauthorized practice of medicine.
and that hospitals have no authority to
prohihit discrimination by physicians.

It I. the Department'a view that a
hospital has the authority to condition a
physician's staff membership or renewal
of membership on an agreement to abide
by i_he hospital's policy of
nondiscrimination. Indeed. the
Department's conditions for hospital
participation in the Medicare program
require that a hospital have "an
effective governing body legally
responsible for the conduct of the
hospital as an institution." 42 CFR
405.1021. Those conditions also require
that a hospital have:

a medical staff organised under bylaws
pprove by the governing body. and
responslois to the governing body of the
hospital for the quality of all medical CAM
provided patients in the hospital and for the
ethical and professional practices of Its
members.

42 CFR 405.1023.
Linder those conditions the medical

staff is also "responsible for support of .

.. hospital policie-." 42 CFR 405.1023(a).
Standards set forth in the accreditation
manual for hospitals, published by the
joint Commission on Accreditation of
Hospital:, also recognize the
responsibility of the governing bcdy to
adopt and approve bylaws consistent
with all applicable laws and regulations.
The accreditation manual also
emphasizes that the governing body has
the responsibility for the conduct of the
hospital's operation and that the
medical staff is responsible to the
governing body.

it is the Dopartment's position
therefore that a hospital has the right to
establish and implement a policy of
nondiscrimination ammo; its employees
and m dical staff, and that thir does not
cons! te an unauthorized practice of
medicthe by the institution.

Applicability of Section 504 to Adults

Several commenters rai5ed the issue
whether eection 504 would also be
applicable to issues relating to medical
care provided to adults. For example.
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the Department received the following
comment from a doctor in Sun Antonio.
Texas:

As a doctor who practices on adult
patients. what' I find most wonisume aboot

N whole sorry affair Is that the reasoning
b,aind the prz -.wed rules applies at least vs
well to adults as to infants with cungential
defects. Should every padent. no matter how
old or ill, be forced to receive the -benefits"
of cardiopulmonary resuscitation? Should a
ninetylespold man with a stroke which has
caused him to develop pneumonia be
subjected to weeks on a respirator In hopes
of gettine him well enough to go to a numing
home. where the same basic problem Is sure
to lead to another bout of pneumonia? Should
a HMIs. combative aiOty.year-old lady with
a breast mass have a Mopay and
ma'ictomy? Certainly a stroke and senility
are handicaps if Down's syndrome is.

Response
Although section 504 is, of course,

applicable to Issues relating to health
care provided to adults, the unique
Issues rekting to health care for
handidapped infants significantly affect
the application of the law and juctify the
ebnecial procedures established by the
final rules.

The special needs of infants and
minors have long been recognized by
most states, as its evidenced by the
enactment of child abusiand neglect
statutes. These ststutes, le mast
instances, specifically reference the
failure to provide necessary medical
care to minors as constituting child
abase or neglect, and establish special
rernediateuthorities.

In crithst, most adult patients are
viewed by courtsu being competent to
give or withhold consent regardieg
medical treatment for themselves. In the
case of adults incapable of making
decisions, due to senility, mental
retardation, or the like, courts have
applied the "substituted judgment"
doctrine to try to ascerts". the
incompetent patient's own wishes
through available evidence and by
asking what a reasonable person in the
patient's situation would do.

lte circumstances which give rise to
the special procdures established by

state to protect children are the
same circumetaeces which give rise to
the special procedures established by
the final rules to apply section 504 to
matters relating to health care for
handicapped infants.

Limitations on ObIlgatk...; Imposed By
Section $04

A number Of commenters called
attention to Judicial decisions indicating
limitations on the extent to which
section 504 mandates that recipients of
Federal financial assistance undertake

substantial changes in their programs or
activiti33.

As stated by the American A..; JImy
of Pediatrics:

ase law Interpreting sechun 504 suggests
1U existence of "atIons beyond which the
statute cannot rea...a. giving rise to the
question of whether linS' rule t.uulci impose
on rudders unwarranted affirms:Ice action
burdens. In Southeastern Commuray College
v. DA 442 U.S. 397 (1r9). the Supreme
Court considered the claims of a licensed
practical nurse that her denial of admission
to a college nursing program on the basis of
her hearing disability violated section 504.
The college had determined that Davies
Impairment was such that, even with a
hearing aid, she would be unable to
participate faily In the program and function
effectively as a nurse. According to the
plaintiff. howevor, the college should not
hays taken bar handicap Lato account In
determining whether she was "otherwise
qualified" foe the program, but, tether, should
have corralled Its toqahy to her *cadmic and
technical qualificalloos. The Court selected
this argument, finding that machos* 50111:y its
terms does not compel educational
institutions to disregard the disatAllas of
handicapped individuals. . . ." 442 U.S. at
40G.

Davie argued further that HIM regulations
impiementing section 504 required that the
:tuning program be modified to accommodate
her, to which the Court replied:

If these regulations were to require
substantial adjustment In existing programs
beyond those necessary to eliminate
discrimination against otherwise qe- Mad

the,.< would do more than dr.rify
the meaning of "04. Instead, they would
constitute an -suthorized extension of the
obligations in.yused by that statute. Id. et
410. . . .

Response
The only affirmztive step required of

recipient hospitals by the final rules is to
post an informational notice. As
explained in the preamble. the
Department has sought to tailor the
notice, with respect to both its wording
end the locattons for its posting, so as to
avoid any disruptive or administratively
buntensome effects. The posting of
notices to advise imqviduals of
protections provided by Federal laws is
very common in connection with a wide
range of civil rights; health and safety,
consumer protection.labor standards,
and other Federal laws. The posting of
this notice cannot be crylibly argued to
constitute the kind of excessive
regulation prohibited by the Davis
doctrine.

The other provision; of the final rule
which affect hospitals, the clarification
regaraig access to records a td the
narrow exception to !he ten-day notice
rule, similarly impose no appreciable
adminbirative burdens on hospitals.
The provision of the final rules relating
to state child protective services
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agencies also, as explained in the
preumbie, imposes no significant
burdens.

The case-by-case application of
section 504 and existing regulations,
entirely separate from any mandatory
provision of the final rules. is. of course.,
subject to the Davis limitations.
However, as clearly evidenced by the
guidelines set forth in the argendix to
the final rules, these limitations have
been fully complied with in connection
with the Department's interpretations of
the application of section ZO4 and in its
eaurcement processes.

Section 504, as the Davis decision
recognized, requires the operation of a
recipient's program in a
ncndhuniminatory fashion. The
Department's interpretations and
procedures applicable in this context
require no more. The guidelines in the
appendix make clear the Department
Interprets section 504 as not requiring
the provision of futile treatments and as
respecting reasonaEe medical
Judgments. Fur.her, they make clear that
investigative procedures have been
specially crafted to avoid substantial
administrutive burdens. The basis of the
Supreme Court's decision in Davis wan
that because the Court found it unlikely
that the pi:Intiff could benefit ultimately
from the nursing program, the college's
refusal to muke substantial
modifications to its educatioeal program
to acco ;iodate the plaieliff was not

'minatory. The appendix guidelines
hi dear that the Department's
interpretation of section 504 in this
context carefully adheres to this ability
to benefit requirement.

The Davis decision did not authorize
the evasion of section 504 obliijetions
under the guise that adhering to the
nondiscrimieation mandate may require
some attention. However the courts
ultimately refine the doctrine that there
are limitations on the scope of section
504. It is the Department's firm position
that those Zimitations are in no way
touched by elle mandatory requirements
of the final rules, nor will they be
touche.1 by case-by-case application of
the law consistent with the guidelines
set forth in the appendA to the final
rules.

Medicare and Medicaid as "Federal
Finanche Assistance"

A number of commenters also
disputed the Department's legal
authority for thu rules on the ground,
that participation by hospitals in
the Medicare end Medicaid pregnant,
diti not bring them within the
l.overage of mxiinn 504 on thu grounds
that Modicari: and Medicaid are not
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"Federal financial assistance" within
the meaning of the Act.

Response

The Department's position.
consistently held since the Medicare
and Medicaid programs were originally
enacted in 1965. that Medicare Part A
payments to hospitals and Medicaid
constitute Federal financial assistance
for purposes of applicability of Title VI
of the Civil Rights Act of 1964 and the
nondiscrimination statutes modeled
after it. including section 504. is
unchanged.

Because the rules do not specifically
refer to the Medicare or Medicaid
programs. the validity of the rule is not
dependent upon the Depaitrnent's long-
standing interpretation. However.
hospital officials who believe their
hospitals are not subject to these civil
rights laws May wish to inform
themselves of the Department's position
and the substantial legal support for it.

The Department's position has been
clear, unequivocal, and consistent. The
appendix to the Department's title VI
regulations lists Medicare and Medicaid
as programs of Federal financial
assistance. 45 CFR Part 80. Appendix A.
Part 1. No. 121. and Part 2. No. 30. The
epigndix to HHS's section 504
regulations makes cleat:HHS's
interpretation that the scope of
jurisdiction of section 50I is the same as
that for title VI. 45 CFR Part 84.
Appendix A. Subpart A. No. 2.

The legislative history of the Medicare
statute makes clear that Medicare
payments to hospitals were intended to
constitute Federal financial assistance
for purposes of the applicability of title
VI of the Civil Rights Act, and thus
section 504 as well. Speaking on the
floor of the Senate in support of the
Medicare bill. Senators Ribicoff and
Hart stated unequtvocally that title VI
was applicable to hospitals participating
in Medicare. Senator Rib icoff:
"Ilijospitals and other institutions have
. . . to abide by Title VI of the Civil
Rights Act." Ill Cong. Rec. 15803 (1965).
Senator Hart:

In addition to the new economic
independence it will create. I am hopeful that
the bill will promote first class citizenship in
another fashion also. We decided last year.
and wrote into law. that federal tax dollars
collected from all the people ma) not be used
to provide benefits to Institutions or agencies
which discriminate sin the grounds of race.
color, or national origin ...is principle will.
of course. apply to hospital and extended
care and home health services provided
under the social security, systems. and will
require Institutions ond agencies furnishing
these services to abide by Tule VI of the
Civil Rights Act of 1964. Id. at 15813
lemphasis supplied).
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In addition, the legislative history of
the Civil Rights Act supports this
position. In the most complete analysis
of title VI contained in the House
judiciary Committee's Report, the
additio-el views of seven supporters of
the legislation. uncontroverted in any
section of the report specifically made
reference to the predecessor program to
Medicaid and clearly stated
congressional policy underlying title VI:

In a related fashion, racial discrimination
has been found to exist in vendor payment
programs for medical care of public
assistance recipients. Hospitals. nursing
homes. and clinics in all parts of the country
participate in these programs arid. in some.
Negro recipients haie received less than
equal advantage.

In every essential of life. American citizens
are affected by programs of Federal financial
assistance. Through these programs, medical
care, food. employment, education, and
welfare are supplied to those in need. For the
government, then. to permit the extension of
such assistance to be carried on in a racially
discriminatory man= is to violate the
precepts of democracy and undermine the
foundations of government.

H.R. Rep. No. 914,66th Cong. 2c1 Sess.
(Additional Views on H.R. 7152 of Hon.
William M. McCulloch. et al.).

Courts which have dealt with this
issue have found Medicare and
Medicaid to constitute Federal financial
assistance foe purposes of establishing
civil rights jurisdiction. A recent such
case is United States v. Baylor
University Medical Center. 564 F. Supp.
1495 (N.D. Tex. 1983). Citing HHS
regulations indicating that Medicare and
Medicaid are Federal fmancial
assistance. case law In which courts
have had little difficulty" in finding

that they are Federal tmantial
assistance, the legislative history of the
Medicare statute. long-standing agency
interpretation, and the broad
construction which must be given to
remedial civil rights statutes, the court
found that Medicare and Medicaid are
Federal financial assistance for
purposes of section 504 coverage. The
court also specifically rejected the
medical center's argument that
Medicare and Medicaid payments are
exempt from the definition of 'Tederal
financial assistance" on the grounds of
being under contracts of insurance. The
Cou stinguished insurance programs.
by noting that Medicare is funded by
mandatory taxes and Medicaid by
general revenues. rather then through a
system of risk-based premiums.

Other cases supporting the position
that Medicare and Medicaid payments
are Federal financial assistance are
NAACP v. Wilmington Medical Center.
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657 F.2d 1332 (3d. :Ir. 1981) (the court
noted its jurisdiction was based on the
hospital's receipt of Medicare and
Medicaid funding): United States v.
Cobrini Medical Center. 497 F. Supp. 95.
96. n.1 (S.D.N.Y. 1980): Cook v. Oschner.
No. 70-1969 (E.D. Lae Feb. 12. 1979) (the
defendants' arrament that Medicare and
Medicaid payments did not constitute
Federal financial assistance was
rejected by the district court during pre-
trial motions): Flom v. Moore. 461 F.
Supp. 1104. 1115 (N.D. Miss 1978): and
Bob Jones University v. Johnson. 396 F.
Supp. 597 (D.S.C. 1974). off& 529 F.24
514 (4th Cir. 19751 (court held that VA
benefits to students constituted Federal
financial assistance to the university
and noted tbeir similarity to Medicaid).

The basic congressional policy
underlying title VI. section 504 and
related statutes Is that federally funded
programs and services are ta be
administered in a nondiscriminatory
fashion. The Medicare and Medicaid
programs were established for the
purpose of providing medical service to
people who otherwise might not be
financially able to obtain them. The
argument that somehow these federally
assisted medical services were not
intended to be within the reach of the
nondiscrimination rule is clearly
contrary to the basic congressional
policy. Underscoring this Is the fact that
HHS spends billions of dollars annually
for health care services to the aged.
disabled. and poor, and virtually all
hospitals participate in these programs.
Accerding to data of the Health Care
Financing Administration (HCFA), HHS.
of approximately 6,930 hospitals, 6,737
participate in Medicare and virtually the
same number in Medicaid. In fiscal year
1982. total hospital costs in the United
States were $138 billion. Of this. $47.9
billion were HCFA expendituree ($38.3
billion. Medicare. $'11.8 billion.
Medicaid). Approximately 38 percent of
all hospital vests in the United States
are financed through the Medicare and
Medicaid pregrams. See HCFA
Statistics (Publication No. 03155. Sept.
1983).

It should also be noted that there are
no persuasive arguments for
dietinguishing Medicaid and Medicare
en the question of whether they
constitute Federal financial assistance
to hospitals. Although Federal Medicaid
funds flow through the states, the states'
relationship to the hospitals in Medicaid
is essentislly the same as that of the
Federal government te the hospitzls in
Medicare. HHS regulations for both title
VI and section 504 specify that
recipients of Federal financial
assistance include all subrecipients
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which receive funds from a recir 45
CFR 80.13(i), 84.3(0.

In addition. Medicare and Medicaid
cannot be considered procurement
contxacts for purposes of the statutory
exemption from civil rights jurisdiction
in connection with such contracts.
Unlike the relationship that exists under
procurement contracts, health care
providers promise only that if they serve
an elieble leeneficiary of the program,
they will look to the government for
payment of all but specified items. In
addition. under Medicare and Medicaid
the level of services is determined by
providers who are not acting as agents
for the government and are not
discharging an obligation the
government bee assume d. Rather they
arewith Federal assistanceengaging
in activities they have long performed.
In this respect Medicare and Medicaid
payments are indistinguishable from
grants to pay the costs of medical
services. Indeed, these payments often
cover medical costs of indigent patients
that hospitals would otherwise be
required to absorb pursuant to their
other legal obligations. In contrast.
under a procurement contract the
government acts cn its own account as a
consumer of goodsesuch as typewriters
and paper clips, or services, such as
hotel accommodations and rental car
services for traveling employees. The
level of services under prccurement
contracte is determined by the
government and not, as under Medieeid
or Medicare, by the provider.

Furthermore. the Medicare and
Medicaid programs do not fall within
the statutory exemption from the
definition ofFederal financial assistance
for any payments pursuant to "a
contract of insurance or guaranty." 42
U.S.C. 2000 d-1. 2000 d-4 (title VI); 45
CFR 84.3(h) (section 504). The principal
object of the Medicare and Medicaid
programs is to provide service. Medicare
and Medicaid programs cannot properly
be characterized as, or analogized to, a
contract of insurance. Benefits under
these programs are not measured by any
fixed premium paid by the beneficiary to
the government; the government
reimburses for the reasonable cost
incurred by the provider in rendering
services. Missing from both
reimbursement plans Is that essential
element of insurancethe assumption of
risk. The Medicare and Medicaid
programs do not purport to indemnify
for nonpayment by the beneficiary. The
hospital. In becoming a provider of
seevices under these programa, agrees to
look to the government for payment and
to accept the reimbursement from the
governmee as full payment. except for

the deductible and coinsurance. The
beneficiary does not incur any
obligation to pay for those services
which are covered by the agreement

eween the provider and the
.overnment.

Nor do Medicare and Medicaid
constitute contracts of guaranty.
Essential to a definon of a contract of
guaranty is a primary obligation on the
part of the individual for whom the
guaranty is given. A contract of
guaranty is a promise to pay or an
assumption of performance of some duty
upon the failure of another who is
primarily obligated in the first instance.
In contrast, the reimbursement
provisions of the Medicare'and
Medicaid programs are not activated by
the failure of the individual recipient to
pay forthe medical services covered by
agreement between the government and
the hospital.

It is the absence of these elements
which disgnguishes Medicare and
Medicaid from programs that Congress
intended to be excluded under the
contract of insurance or guaranty
exception. such as mortgage guarantees
under FHA or VA ead depositors'
insurance wider FDIC, where the role of
the government is clearly as an insurer
or guarantor and Federal monies are
Involved only if the private party doee
not meet his or her obligation. It is also
noteworthy that the American Hospital
Association apparently concluded In
1968. when Medicare was instituted.
that hospitals receiving Medicare were
recipients of Federal financial
assistance for title VI purposes. The
AHA solicited and printed In its Journal
a question and answer article prepared
by the former Department of Health.
Education and Welfare to help hospitals
understand whet they were required to
do to comply with title VI to receive
Medicare funds. See "Hospitals and
Title VI of the Civil Rights Act of 1964.
Questions and Answers." Hospitals.
June1.1968. Also, pursuant to 45 CFR
84.5, hospitals which participate in the
Medicare and Medicaid programs have
submitted assurances to HilS that they
wculd comply with section 504 and the
applicable regulations.

Accordingly. as demonstrated by thic
brief summary of points In support of the
Department's long-standing position.
hospitals which participate in the
Medicare and Medicaid programs are
recipients of Federal financial
assistance for the purpose of
establishing section 504 Jurisdiction.

"Program or Activity" Receiving
Federal Financial Assistance

Another argumeat presented by some
commenters to dispute the legal
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authority for the proposed rule is that
even if Medicare and Medicaid are
"Federal financial assistance." they are
not "a program or activity" which
provides medical care to handicapped
infants. The argument appears to be
that, purportedly following the analysis
of the government's brief to the Supreme
Court in the pending case of Grove City
College v. Bell. 687 F.2d 684 (3d Cir.
.982). cert. granted. 51 USLW 3811.
February 22. 1083 (#82-792). the
"pmgram or activity" which receives
Federal financial assistance in the form
of Medicare and Medicaid payments to
a hospital is the fiscal accounting office
of the hospital.

As stated by the American Academy
of Pediatrics:

. . . to the extent, third, that the
goierrunent believes that This IX cannot
extend beyond the financial aid office. is
difficult to mderstand how section WC could
extend to nurseries. matarnity wards. and
neonatal Intensive arra units empty because
the medical expenses of primarily elderly
Medicare beneficiaries are reimbursed in the
accounting office.

Response

The Department believes this
argument is without merit. The position
advanced by the government in Grove
City is that Im determining what
constitutes the Federally assisted
program, it is necessary to examine both
the nature of the Federal program and
the organizational practices of the
recipient institutions. Grove City
involves the Basic Education
Opportunity Grants program (BEOG). in
which grants are made to students and
used by the students to pay for tuition,
fees, room and board. The recipient
institutions operate financial aid
programa under the direction of a
financial aid office, with a separate
budget and a specific purpose. to
provide financial aid to students who
otherwise could not afford to attend the
college. BEOG's are one component of
the college's financial aid program. In
view of !he nature of the Federal BEOG
program and the organizational
practices of colleges. it is the college's
financial aid program that receives the
Federal assistance. Although.
conceivably, an effort could be
undertaken to "trace" the "ripple
effects" of the BEOG money throughout
the college. the government's position in
Grove city is that this is not what
Congress intended in enacting the
program specificity requirement in the
applicable civil right statutes.

The circumstances involved In
connection with Medicare and Medicaid
reimbursements to hospitals are eleirely
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different from those involved in BEOC's
and colleges. Rather than providing
assistance to a general financial aid
program operated by the recipient.
Medicare and Medicaid payments to
hospitals are primarily for particular
medical services provided to particular
patients who received services in
particular units of the hospital. It is
services provided to partizular
beneficiales by the hospital's operating
.aom. x-rly department, laboratory.
pediatrics ward. or other organizational
units that give rise to the Federal
reimbursements. In addition, the
hospital's organizational and accounting
practices provide for Federal
reimbursement for a proportionate share
of administrative costs, housekeeping.
depreciation of phyaical pknt. and other
general expenses, all specifically
itemized and spedfically eligible for
reimbursement.

Also unlike colleges. "tracing"
Medicare and Medicaid reimbursements
within hespitak is not dependent upon
looking for "ripple effects** of the
Federal funds. Rather, it is the specific
identification of actual services and
costs which gives rise to
reimbursements based specifically
thereon.

Therefore. the Federally assisted
program of a hospital is not. as a
commenter suggested. the accounting
office of the hospital. any more than the
Federally usisted program of a college
is the amounting office or comptroller.
An examination of the applicable
Federal programs and the recipient's
-organizational practices makes clear
that the issues presented in the Grove
City case, and the positions taken by the
government In that case. do not
undermine the legal basis for the final
rules or the apgcation or section 504 to
health care for handicappod infants.

It should also be noted that whatever
subtleties or twists are ultimately
associated with the interpretation of
"program or activity." the final rules
specifically accommodate the program
specificity requirement pertaining to the
posting of the informational notice as
applicable to each recipient that
provides health care services to infants
"in programs or activities receiving
Federal financial assistance." If. on the
basis of the Supreme Court's eventual
decision In Grove City or other factors.
limitations evolve on what programs or
activities of hospitals are covered by
section SC4. thoae limitations %%ill be
accommodated by the text of the rules.

Services vs. Employment os
Jurisdictional Limitation

The Federation of American Hospitals
advent another argument In behalf of

416

the preposition that the Department has
no legal authority to issue the final rules.
The Federation commented:

The Rehabihtation Act of 1973 (Pub. L. 93-
112) does not apply to hospitals. Federal
circuit courts of appeal which equarely
address the issue uniformly hold that the Act
does not apply to hospitals as recipients of
Medicaid or Medicare funds. These courts
have held that the Rehabilitation Act applies
to recipients of federal financial assistance if.
and only if. that assistance has the primary
objective of providing employment.

In United States v. Cobrini. 639 F.2d 9C8 (2d
Cir. 1981). the Court . . . (held that the Office
for Civil Rights was not au,horized
investigate * complaint by a hospital
employee that he was discharged for mental
disability.. . . Trogesar r. Libbk
Rehabilitation Center. Ina. 590 F.2d 87. 89
(4th ar. 1978). cert. dentt 442 U.S. 947:
Scanlon v. Mascodero State Hospital. 677
F.2d 1271. 1272 (9th ar. 1981): see. also.
Cormi v. Metropolaan SL Louis Sewer
District. 620 F.74 on. 674475 (13th ar. 1984
cert. dated 1ni Q.1.411(1900) . .

As there is no legal authority supporting
the proposition that the Rehabilitation Act of
1973 applies to hospitals receiving M-dicare
end Medicaid funds since the prima
objective of those programs Is not
employment: the proposid rules must be
withdrawn.

Response
The Federation's legal argument is

incorrect. The Tragesar/Carmi/Cabrini
Scanlon line of cases holds that section
504 doer; not proVie jurisdiction over
employment practices of recipients
unless the Federal financial assistance

. hus the primary objective of providing
employment. These cases held that
section 505(02) of the Rehabllitation
Act. making the "remedies. procedures.
and rights set forth in title VI of the Civil
Rights Act of 1981" applicable to section
504. incorperated the restriction in
section ea of the Civil Rights Act of
1964. which makes title VI inapplicable
to employment practices unless the
Federal financial assistance has the
primary objective of providing
employment. Two circuit courts have
recently held that the reference to title
VI procedures in section 505 did not
Intend to incorporate the employment
restriction. Jones v. Me tropalitel
Atlanta Rapid Transit Authority. 681
F.2d 1376 (11th Cir. 1982). petition fcr
cert pending. No. 82-1159 (filed January
11, 1983: j 1.eStr2nge v. Consolidated Rai'
Corporation. 687 F.2d 767 (3d Cir. 1982).
cert. grunted. The Supreme Court is
expected to decide this issue during its
present term.

Regardlesa of the merits of that issue.
it has no relevance to the final rules. No
case hen held. as none could based on
the cleir statutory language and
congressional intent of section 504. that

sa....ion 504 applies only to a very
narrow segment of employment
practices, and has no applicability to the
provision of services and benefits under
programs and activities receiving
Federal financial assistance.

B. ENFORCEMENT PROCESSES

A prior section of this preamble
discusses investigative procedures of
the Department applicable in the
context of health care for handicapped
infants and an analysis of related
comments. This section discusses other
comments pertinent to this issue.

Sanction for plon-Complionce

A number of commenters stated
objections to the sanction for non-
compliance. termination of Federal
financial assistance. The basic thrust of
these comments was that termination of
all or a portion of a hoepitall Federal
financial assistance would be unfair in
the context of difficult treatment
decisions. later judged by HHS to be in
non-compliance with section 504. A.
stated by the American Hospital
Association:

The penalty for even inadvertent violatioi
would be severe. The Department asserts
authority and threatens to terminate all
federal financial assistance that the
inclIviduaror insthition may be roceiving.
Moreover, the threat of such penalties may
encourage phyaicians and others to refcse to
participate In provams funded by the Federal
gov_.nment. parecularly thou supporting
specialized treatment facilities for the
newborn. In cases where the institution
depends for operation on significant federal
funds unrelated to handicaps. this policy
may. for example. cause the closing of
neonatal units to avoid the risk of losing
federal funds. Such a result could reduce
s.ccess to needed care far many Mutts who
could be helped with safe. t.-nely and
effective treatment.

Response

It is correct that under the law, non-
compliance with section 504 can result
in termination of Federal financial
assistance to the particular program or
activity, or part thereof. In which the
noncompliance has been found.
Huwever. the existing procedural and
legal requirements applicable to any
action to terminate Federal financial
assistance ere more than adequatr. to
protect against an unfair result.

The Rehabilitation Act provides. in
section 505(02). that the remedies,
procedures and rights set forth ir. Mfr vt
of the Civil Rights Act of 1984 shail be
applicable to actions to enforce section
504. These title VI procedures provide
substantial due process protectiong.

First. before Federal finanzial
assistance can be terminated. the
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recipient must have an opportunity for a
hearing before 8 court or administrative
law judge, who must expressly And that
there has been a failure to comply with
the law or applicable regulations.

Second. before Federal financial
assistance can be terminated, their must
be a finding that compliance cannot be
secured by voluntary means. Therefore.
a recipient that has been found to have
violated section 504 in connection with
the health cr.te provided to a
handicapped infant will not lose its
Federal funding unless it refuses to
adopt the standards or procedures
necessary to prevent future
noncompliance.

Ihrrd. In any case, the burden of proof
that there has been noncompliance and
that it cannot be corrected by vdantary
means Is on the government. The
standards for this determination are
those set forth in the appendix to the
final rules Which Includes the guideline
regarding deference to reuonable
medical judgments.

Fourth. the Department's regulations
provide for appeal of adverse
administrative law judge decisions to
the Department's Civil Rights Reviewing
Authority..vhich is independent from
the Office for Civil Rights. Recipients
may then seek review by the Secretary
of the decisions of the Reviraving
Authority. Further, the Department's
final decision is subject to judicial
review.

Therefore. there is no basis for en
assertion that Federal financial
assistance can be precipitously
terminated on the basis of some
subjective determinations by a handful
of bureaucrats. In fact, due primarily to
the statutory reluirement that recipients
be given full opportunity to voluntarily
comply, the chance, based on all mior
governmental experience under title VI
and the statutes modeled after it. that
any recipient will actually lose its
Federal financial assistance is rather
remote.

OCR Investigations at Strong Memorial
Hospital and Vanderbilt University
Hospitzl

In support of criticisms of OCR
investigations, a number of commenters
cited reports of hospitals whiel were
subjects of OCR investigationa at the
time the interim final rule was put into
effect in March. As stated by the
American Hospital Association:

The mischief of the federal hotline
enforcement mechanism was illustrated
graphican, during the short life of the March
rule by the occurrences at Vanderbilt
Univentity Hospital in Nashville and Strong
Memorial Hospital in Rochester. NY. In the
Vanderbilt case. an anonymous hotline caller

alleged that ten named children at the
hospital were not being fed or given proper
medical care. A federal "Baby Doe squad"
(consisting of lay officials from the regional
and national staffs of the Office of Civil
Rights end a hired neonatologist) arrived al
the hospital that evening and met with the
attending physicians for each of the children.
the chief of pediatrics, the chilli pediatri
resident, and the associate director for
nursing. after which the neonatologist
examined each child. On the following day.
the investigative team examined medical
records and interviewed nursing staff.
hospital administrators, and the chief of
pediatrics.

(The investigation) resulted in the delayed
discharge of one pstient, delayed the
transporting of children to scheduled surgery.
necessitated there-ordering of laboratory
reports. diverted nurses from patient
essignments, delayed nursing shift reports.
and consumed, in total, substantial amounts
of professional time that otherwise would
have been devoted to the care of patients.
Including the Infants who were the subjects
of the investiption.

The Stroag Meniorial experience was
strildegly similar and even more distuaning.
An unidentified hotline caller, whoee only
information concerning the case apparently
came from n newspaper report. Warred an
investigation regarding the treatment of
conjoined twins in that facility. An
identically constituted investigative so,rad
arrived at tha hospital, though withc :a any
statement of Investigative authority or
written requests for hospital records. The
hospital complied unetheless with the
investigators' requests, only to have the team
diaagree as to which of them was entitled to
the Information. The neonatologirt member of
the team subsequently departed upon
learning that the investigators had failed to
obtain tEe parents' consent to examine the
infants.

The effects of the inverti3ation in this case
went well beyond tha cliw..-sion of patient
care resources and delays in twatment The
parents of the conjoined infants were
subjected to subnantial undesired publicity.
Parerts of other critically-ill children were
led by this publicity and the lack of
clarification from federal investigators to
become apprehensive about the adequacy of
care provided at Strong Memorial. Befom the
iinestigation concluded, one family removed
its seriously-ill child from the facility prior to
the completion of treatment, on the belief that
the hospital was intentionally harming
children.

Response
The Department strongly disputes the

accounts of these investigations
provided by personnel affiliated with
the two hospitals. The reports
referenced by commenters appear to be
based upon affidavits prepared in
connection with litigation initiated by
the American Hospital Association
challenging tLe implementation of the
March interim final rule. Contrary to
these reports. both of these
investigations were conducted very
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expeditiously and professionally, and
every effort was made to minimize any
disruption to the hospitals. In addition
during the course of ther.t investigations
(and prior to their being raised in the
litigation). officials of neither hospital
complained to OCR regarding the
conduct of the investigations, nor, in
either case, did hospital personnel
complain to OCR personnel that the
investigations were causing significant
disruptions to the patient care activities
of the hospital.

With respect to the Strong Memorial
Hospital case. the following are the
pertinent facts of the investigation:

a. On the morning of March 29, 1983
(seven days after the Gdective date of
the interim final rule), a complaint was
received on the hotline about conjoined
infants recently born at Strong Memorial
HospRal in Rochester. New York.

b. An investisative team consisting of
one investigator fsom.the Washington
Office and two from the New York
Regional Office was sent to the' iite to
investigate. The team arrived at
approximately 4:30 p.m. Arrangements
were made to have a medical consultant
also travel to the site.

c. The team met with a hospital
administrative officer and the attending
physician, The attending physician
reviewed the infants' condition and
status. He mentioned that there was a
no-resuscitation order in effect for the
twins, should cardiac arrest occur.

d. The attending physician told OCR
that the parents were concerned about
publicity. OCR assured him that OCR
would not discuss the case with the
media or otherwise publicize OCR's
investigation.

e. The OCR team made no request tit
interview ather staff at that time. Thi,
administrator produced a copy of the
medical records. The Washington Office
investigetor received it and said It
would not be necessary to produce
another copy for the Regional Office.
Throughout the investigation, the
administrator and attending physician
were cooperative and helpful. The
attending physician asked the team
leader to tell the OCR medical
consultant that he could be called late
and would be glad to come to the
hospital and meet with him, show him
the medical records, and let him view
the infant. The administrator asked to
be called when the medical consultant
arrived. The OCR team left the hospital
at about 7:30 p.m.

f. The OCR medwal consultant arrived
in Rochester about 9:15 p.m. and met
with the investigative team. Apparently
based on r. misimpression of his role. the
consultant stated he would not review
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the records or go to the hospital to awe
with the physician or view the infants
uniess the parents consented.

g. On the morning of March 30, 1983,
the OCR team and tbe OCR medical
consultant :sad a telePhone conversation
with the administrator. He said that he
wished the OCE team would nut return
to the hospital because that
investigation was receiving publiuty.
The team leader decided there was no
need to return to the hospital.

h. In summary. the investigative team
Nato on site only three hours in the late
aaernoon and early evening of March
29.

With respect to Vanderbilt University
ilaspital, feliowing are the pertinent
facts of the case:

a. OCR received a hotline telephone
call ot 11-45 a.m. on March 23. 1983 (the
day after the effective date of the
interim final rule), alleging that ten
infants at Vanderbilt University
ilospital were not receiving treatment
and/or nourishment.

b. From 9:30 p.m. to 11:45 p.m. on
March 23,1983. the OCR investigative
team, consisting of two investigaturs
from the Atlanta Regional Office, one
from the Washington Office, and the
OCR medical consultant, met with
various members of the hospital staff to
discuss the current status of the ten
infants.

c. After this meeting. from midnight
until 12:30 a.m.. the OCR medical
consultant physically viewed the infants
on the regulerly scheduled "rounds" in
the company of the Chief Pediatric
Resident and the Chief of Pediatrics.

d. From 800 a.m. until 2-45 p.m. on
March 24, 1983. the OCR investigators
and medical consultant reviewed the
available medical records of the ten
children. Medical records were given to
OCR in groups of four and retrieved as
needed by the Associate Director of
Nursing t ad other members of the
Vanderbilt staff. The Associate Director
of Nursing and the hospital staff
membera were very cooperative, and at
nu time did thes Indicate to the
investigative team that the review of
records was causing any problem. In
anly one instance did they indicate they
needed a chart, and OCR immedia:ely
relinquished it. That chart was not
subsequently made available for review
that day. but a copy of it was mailed to
OCR.f

c. Ali records were reviewed with the
understanding that if they were needed
for patient tare they would be retrieved.
Computer printouts detailing the
admitting diagnosis, age. physician
assigned to the case. service area. end
the date of admission or transfer for all
tan children were given ta the OCR
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team. The Associate IL actor of Musing
ststed that this printout was readily
available because the information was
kept on4ine for billing purposes and this
would not interfere with patient care.
The bedside charts were copied and
given to OCR at the end of day because
they were needed for patient care.

f. Fullowing the OCR review of the
medical records, from approximately
2:45 p.m. to 4:00 p.m. on March 24. 1983.
the OCR team interviewed the available
nurses who were involved in the
primary care of the infant. Five nurses
were interviewed for approximately 10
to 15 minutes each. The selection'bf the
nurses was left to the discretion' of the
Associate Director of Nursing she
scheduled them so that patient care
would not be disrupted.

g. At no time did the Chief of
Pediatrics or Associate Director oi
Nursing indicate that the OCR
investigation was placing patients in
jeopardy.

h. The hospital staff asked the OCR
team for a preliminary statement of
findings. The team leader responded
that OCR investigators are not
authorized to make findings during an
investigation. An investigative report
wnuld have to be prepared following the
investigation, and this would have to be
reviewed before the agency could issue
findings.

I. The total time spent omsite to
Investigate the circumstances relating to
all ten infants was approximately eleven
hours. The total time occupied of the

a Vanderbilt doctms directly involved
was seven and une.half hours. Every
effort was mode to minimize any
disruption, and at no time during the
investigation did hospital personnel
complain to OCR that the investigation
was thsrupting patient care.

Thcrefore, contrary tu the reports of
hospital officials. prepared to support
htigation against the Department. these
-nye. aaations were conducted

afersionally and every efinit as
make to minimize any disruptions.

Cancel-lung the report that, accurding
to a hospital official, one family
withdrew a seriously ill patient from the
Shona Memorial Hospital befnre
completion of treatment due to fears
that the hospital was intentionally
harming children. caused by their
reading of local newspaper accounts of
the investigation, the report provided no
further details. end the department has
no basis to confirm the event or the
molts attons for It. However, the firm
policy of not commenting to the media
regarding an open investigation was
adhered to strictly in the Strong
Memorial Hospital case. Media
attention was not provoked by OCR. nor

dtd OCR make any statement to the
metha which could have implied any
belief by OCR that the allegations of the
complaint were substantiated.

Dom of Overtreuiment

Several Commenteis expressed the
concern that the existence of OCR's
enfarcement process would cause
hospitals and health care profesmonals
to "overtreat" an infant. An example of
this is a case in which the attending
physician or physicians have concluded
on the basis of reasonable medical
judgment that treatment would be futile,
but, due tu a fear that an OCR
Investigation might come to a contrary
conclusith nevertheless provide futile
treatment, which, while prolonging the
process of dying, causes suffering to the
infant and severe distress to the infant's
parents. In connection with adverse
ramifications of overtreatment, attention
was called to the experiences of one
family, as presented tr. s recent book,
The Long Dying of Baby Andrew (Little,
Brown and Co.. Bostons1983):

Responso

The Department believes that
whatever the dangers are that physician
misindgments will lead to
"overtreatment" of infants, those
dangers are not increased by the
existence of section 504 or the
determination of the Department to see
that it is effectively enforced. As
indicated above. section 504 does not
require that futile treatments. which will
do no more than prolong the act of
dying. be provided. Moreover. OCR
decisions cuncerning compliance or
nonrompliance with section 504.
informed by the expert evaluation of
qualified medical cow nts, do not
interfere with reasona .edical
judgments. Also. in any case. reviewing
whether certain care was medically
indicated and denied on the basis of the
infant's handicap. there are extensive
due process proteations to assure
accinacy of fact finding. Furthermore.
even where them is an ultimate finding.
after exhaustion of all due process
rights, of nc ampliance of cection 504.
no sanction can be implemented unless
the recipient hospital refuses to adopt
procedures to bring it into ccmpliance

Department agrees that in a
"cloae case" it may be prudent to
rreserve the status quo pending
additional consideration regarding
whether certain possible tot _thlents are
medically indicated, whether that
additional consideration is by
specialist! at the hospital, by medical
professionals at a more specialized
facility, by some internal hospital
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revloy board, or by some state or
fedenil agency. In such a case, the usual
practice in most hospitals likely would
be to continue life.sustaining care until
the appropriate analysis has been
secured.

C. ALTERNATIVEAPPROACHES

In addition to proposals discussed in
the a. reamble concerning establishment
of 'nfant Care Review Committees. the
Department received other suggested
alternative approaches.

AMA Proposal: Further Study Prior to
Action

The American Medical Anaociation
proposed that, rather than adopting any
regulation,' the Department should
initiate a study to include: con llation
of data on toe incidences of each type of
severe impairment kr newborns and of
succeuful treatment, unsuccessful
treatment and nontreatment in each
catqory; identification of the issues
involved in medical management and of
mechanisms currently used by hospitals
. ad stater. determination of the
availability of facilities, financial
resources, and public end private social
services; and an assessment of the
Impact of the various alternative means
of responding to situations involving
aeverely impaired newborns, including
such factors as the ongoing treatment of
newborns, the families of severely
impaired newborns, the operation of
health care facilities, the confidentiality
of patient-physician relationship, the
malpractice and disciplinary risks of
health care providers, the availability of
facilities and resources. and the costs of
Care.

Response

The AMA's proposd for an elaborate
study prior to taking any action
concerning this matter is not qcceptable
to the Department. The Depttetruent does
not believe it is.necessaryor in some
respect:. men possibleto generate
definitive data, information or
conclusions on many of the issues
identified in the AMA's study proposal.

Much of the data the AMA proposes
be compiled concerniag the incidence
rates of every classification and degree
of serious impairmera, of respective
modes of treatment. of rates of success,
nonsuccess and nontreatruent. and of
issues. mechanisms, resourcevaild costs
is probably impossible to compile. These
matters are the subject of an entire
discipline of medical practice and study
To suggest that a got crnment study it ill
somehow generate conclusive
information on these issues appears
mine at best

The call for a study of the resources
available and the costs of care for
newborns appears aimed at identriying
an aggregate cost to society of putting
Into practice the principle of providing
all handicapped infants with medically
beneficial treatment. Because there are
no reliable data available the extent
to which handicapped infants are now
denied medically beneficial treatment, it
would apear impossible to develop even
,,easonable guesses regarding aggregate
costs. Of course, in the overall context
of all health care expenditures in the
United States, the costs are certain to be
relatively small.

In question 6 included in the preamble
to the July 5 proposed rule the
Department sought input on this cost
Issue by asking for "examples of cases
where medically indicated treatment
would, but for the legal requirements of
section 504, be withheld." No
informaticn was submitted to the
DePartment in response to this question
which provides a basis for meaningful
cost protections. Although the AMA did
not address the issue, other major
medical organizations whe 3mmented
on the cost issue indicate_ AM cost
should not be a determinative factor In
deciding upon treatment for seriously
impaired newborns.

The Department (tames there is utility
in assessing the impact of various
alternative means of addressing and
respaading :o situations involving
severely impaired newborns. Much of
this preamble focuses on precisely this
issue. Although the AMA did not
Identify the "various alternative means
it believes to racist to deal with this
issue, based on the comments received
by the Department. there would appear
to be three major approaches: (1)
Enforcement of section 504 (hereinafter
"the section 504 approach"): (2) review
by hospital review boards, such as
Infant Cure Review Committees
(he:matter "ICRC approachl and (31
the traditional doc:. parent approach.

Concerning imp eatment of
newborns, the section approach is
most directly focused on the provision of
medically beneficial treatment. The
(CRC approach would be organized to
hat e this as its objectit e. but lacks a
mechanism to assure this as a relent ely
=form result among thousands of
hospitals. The connectian between
actual practice and this objective
appears most potentially attenuatcu
under the traditional doctor-parent
approach. under which .aere are many
thousands of indit Waal decoaonmaking
units.

With respect to the impact on
families to the extent some parents
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would not consent to medically
beneficial treatment, the traditional
doctor-parent appix,ach would appear
least likely. given the lack of a
mechanism to facilitate uniformity, to
resort to the system provided by State
law to review the propriety tf parental
decisionc. The ICRC approa appears
more likeiy. and tne section 504
approach most likely, to produce this
result in that they Inc( --aortae standards
that the lack of parental consent for
medically beneficial treatment must be
brought to the attention of the
appropriate state agencies.

Concern;rg the impact on the
operation of health care facilities, the
traditional tloctor-parent approach
would appear to have the least impact
because the facilities have no
formalized involvement in the
decisionmaking process. Both the
section 504 approach and the ICRC
aproach would likely result in greater
involvement of the health care facility.

With respect to the confidentiality of
patient-phYsician relationships, the
traditional physician-parent approach is
most protective of confidentiality in that
It does not provide for the sharing of
information with others. Both the section
504 approach and ICRC approach
involve the sharing of information with
others. but tenth incorporate adequate
confidentiality safegu'ards.

With respect to the Impact on
malpractice and disciplinary risks
(assuming that by disciplinary risks, the
a'MA is referring to revocation of
medical licenses, or the like) of health
care providers, to the extent physicians
have malpractice or disciplinary
vuinerabilites relating to incorrect
diagnoses or inadequate knowledge of
prevailing medical judgments regarding
indicated treatments. approaches wh.ch
facilitate the avoidance of failure to
provide medically indicated treatment

mild appear to reduce those
uluerabihties. Because none of the

approaches involve doctors or hospitals
overruling parental decisions, and
because reports to State agencies of
susoected instences of neglect of
childica are immunized by state law
from legal vulnerability, none appear to
Increase malpractice or disciplinary
risks in the context of actions which
would be taken when parents refuse
consent for medically beneficial
treatment.

ati respect to the Impact on costs.
allable resources. and mailable

facilities. to the extent the different
appioaches affect the likelihood that
handicapped infants will receive
medically indicated treatment. t !se
factors will be correspondingly Alected
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However. the Depart-..ent is unaware of
any data base for quantifying these
factors.

lesummary, the Department believes
adeeuate information is on the record to
provide a basis for prudent and
informed decisions on this, issue.
Regarding several of the issues raised
by the AMA proposaOhe Department
agrees there would bAncrantages in
having more detailed-information end
data. However, obtaining more
definitive information on tome of these
;sues is impracticable or impoasible
due to the lack of a reliable data base
and a viable methodology tr., obtain
better data. Therefore, the Department
believes there would be very little to be
gained from another government study
of this issue.

D. FACTUAL BASIS R9R FINAL
RULES

NPRM

A number of commenters challenged
the Department's factual basis for the
proposed rule, as set forth in the july 5
notice of proposed rulemaking. The
points argued in support of 6.4 position
that the factual basis did not provide a
sufficient foundetion fur the regulation
were:

(a) judge Gesell questioned the factual
basis for the March 7 rule.

(b) The 1973 article by Drs. Duff and
Campbell of the Yale New-Haven
Hospital documenting that of 299
consecutfve deaths occurring in that
special care nursery. 45 (14%) were
related to withholding treatment, cited
in the preamble to the proposed rule.
was too old to be reliable.

(c) The several specific cases cited in
the preamble had various probativity
defecte.

(d) The 1977 article reporting the
results of a survey of pediatricians
suggesting discriminatory attitudes was
outdated. not statistically va I. and
otherwise lacked current probative
value.

(e) The findings of the report of the
President's Commission for Study of
Ethical Problems in Medicine and
Biomedical and Behavioral Research
entitled Deciding to Forego Life-
Sustaining Treutment contradict the
Department's fuctual basis.

(f) Becauee "discrimination against
the handicapped in the delivery of
health care services does not only
involve handicapped newborns." there
is "no compelling rationale for a set of
re?es targeted Mel), at this populution."

Response

The Department continues to believe
that a substantial factual basis exists for
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the proposed rule. First, it should be
noted that judge Gesell. although he
found many relevant factors to have
been inadequately considered in
connection with issuance of the March 7
rule, did not find the factual basis
inadequate to support'undertaking
regulatory approach to the problem ef
how newborns should be treated in
government-financed hospitals."

Second. the arguments that the well-
documented Duff and Campbell study is
outdated are based on the personal
opinions of save 31 commenters. These
personal opinions, although in some
cases those of highly-respected medical
professionals. ware not backed up by
any emPlticil data even remotely
resemblir.g the very detailed evidence of
the Duff and Campbell stud,y.

Third, the conclusion of the'
President's ComMAtsion that decision-
making about seriouslylllopsborns
"usually adheres" to proper standards
cannot be fairly represented as evidence
that handicapped newborniihould be
exempt from basic protections of the
law prohibiting discrimination on the
basis of the handicap.

Fourth. regardless of the caveats
concerning the age of particular cases or
the lack of a.conclusive finding of illegal
discrimination, the several epecifIc
cases cited in the preamble to the
proposed rule support the proposition
that handicapped infants may be
subjected to unlawful discrimination.

Fifth, in the absence of any empirical
studies or data to bol.ter their personal
opinions, the commei irs who
suggested that the results, published in
1977, of the survey of pediatricians'
attitudes are outdated are not
convincing. The article. "Ethical Issues
in Pediatric Surgery: A National Survey
of Pediatricians and Pediatric
Surgeons." 60 Pediatrics 588. reported
the results of a survey of 400 members of
the Surgical Section of the Amergcan
Academy of Pediatrics and an
additional 308 chairpersons of teaching
departments of pediatrics and chiefs of
divisions of neonatology and genetics In
departments ef pediatrics Responses
were received from 287 of the former
group (88.8%) and 190 of the latter
(81.7%). Responses were anonymous.
Among the results of the survey were:
78.6% of the pediatric surgeons and 49.5%

of map pediatricians said they wuuld
'acquiesce in parents' decision to refuse
consent for surgery in a newborn with
intestinal attests if the infant also had
Down's syndrome."23 nf pediatric surgeons and 13.2% of
pediatricians would encvurcse parents to
refuse consent for treatment of a newborn
with intestinal atresui and Down's
s)ndrome Only 3.4. of pediatno surwons
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and 15.es of pediatricians would get a
court order directing surgery if the parents
refused.

03.3% of the pediatric surgeons and 42.6%
of the pediatricians &aid In cases of infants
with duodsna.l atresia and Down's
syndrome. where they "accept parental
withholding of lifesaving surgery." they
would also "stop all supportive treatment
Including Intravenous fluids and nasal
gastric suction."

62% of all respondents who believe that
children with Down's syndrome "are
capable of being useful and bringing love
and happiness Into the home" would
nevertheless acquiesce in parents'
decisions nbt to allow surgery for the
atrtsia. Only 7% who so believe indicate
that they would go to court to require
surgery.

Sixth, there is no requirement in law
or policy for the government to prove
the magnitude of illeeality before
establishing basic menhaden' to allow
foe effective enforcenient oft dearly
aPplicable statute.

Evidence oi Problems Submitted by
Commenters

Additional evidence of the risk that
handicapped infants may ba subjected
to discrimination was submitted by
comrnen tars. For example, the Spina
Bifida Assodation of America stated:

Unfortunately. the SIMA hal direct
experience of cam in which twa principle [of
nondiscrimination) has not been followed
Instances in which children with spina bifida
have been initially denied appropriate
treatment. Pediatric neurosurgeon Dr. David
McClone of Chicago Children's Memorial
Hospital. a member of SBAA'a Professional
Advisory Committee. has found that 5% of the
childreri.witi. spine bifida referred to him
have been victim of treatment denial. Most
of these cases. he believes, resulted from
Ignorance of current therapies and their
Impressive outcomes.

The Department received a number of
comments from practicing nurses
regarding the problem and need for the
proposed rule. For example, from a
Lexington. Kentucky. nurse:

lam a registered nurse and have worked in
the labor and delivery area, newborn nursery
and intensive care nursery. . . .1 think the
average American would be shocked at the
decisions that are made regarding "non.
perfect" Infants. I have personally heard
physicians and nurses talk to new parents
about their child and persuade the parents to
"let the child din and therefore end its
suffering"which really meant "let us starve
yuur child to death",that is certainly not a
humane way tu "let a child die."

A nurse in Boca Raton. Florida wrote:
I am an RN with a speciality in maternal.

child health. In the past few years I have
had to witness the deaths of innocent
children in hospitals where a decision was
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made fv..1 to continue with medical cere and
assistance.

Another nurse wrote:
As a nurse (RN) in a neonatal ICU. I feel

compelled to write and voice my suOport of
the "Baby Doe rule" now proposed. . . .

Many doctors and nurses openly support
withholding or withdrawing medical care.

. . Due to the ethics of the medical director
of the unit, this has only been done once or
twice to my knowledge. I would rePort any
eesse of neglect I knew cf if thls number and
service weft available. . . An outside third
party is needed to police the cries. Ple zee
allow some method of reporting and
investigating these babies' cases to be
available.

From a nurse in San Diego. Ce:ifornis
came the followin8 comment:

(A). a practicing registered nurse myself. I
believe such rtrilatioes permit nurses and
staff to act in a patient's best Interestlife
Itselfiwithout Tear of banssamant and
possible lob loss.

In 'dition, some commenters who
opposed the proposed mle appeared So
acknowledge that there is a risk that
handicapped infants will not receive
medically benefleial treatment. For
example, the American Society of Law
and Medicine, a national, nonprofit
professional association, stated:

There can be no question that some
decisions to end life-sustaining care for
newborns have been made inappropriately.
even if the frequiMcy of this problem has not
been esteblished.

Another example of this is the
comment by the chairman of the
division of pediatrics of a hospital in
Illinois:

We are acutely aware that handicapped
individuals (not must handicapped
newbotns) are systematically discriminated
against in owsociety. We are also acutely
aware that we, like virtually all members of
our society. are guilty of having prejudicial
beliefs and ittitudes about the handicapped.
That pediatricians and other health care
providers have acted on these negative
beliefs and attitudes should come as no
surprise. That parents. at lesst in the initial
phase of their relationship with a
handicapped newborn, should wish to be
spared what is perceived as a burden or even
wish that the infant had never been born
ihould come as no shock.

We wholeheartedly agree that in the past
these obviously critically important decisions
have not been accorded the degree of
reflection and care they are due. Given the
wide range of possible technological
Interventions now possible: given the
changing conception of the appropriate role
of physician and perants in such decisions:
and given the need for public accountability
for such decisionowe support the idea that
the manner In which such decisions have
been made in the rest needs oriticel re-
examination.

Another example is the comment of
the American Acedemy of Pediatrics:

The traditional method of a tingle
physician making such judgment !regarding
treatment!. without exposure to other persons
having additional facts, experience: ard
points of view. may lead to decisions, which.
in retrospec:. cannot be justified.

Response

The Department believes these
comments provide additional support for
the Department's conclusions that
available evidence indicates there are
cases in which handicapped infents are
at risk of havins life.sustaining,
nourishment or medically beneficial
treatment withheld solely on the basis
of their present or anticipated physical
or mental impairments, and that this
evidence constitutes a substantial
foundation for the establishment of
.basic procedural mechanisms to
facilitate enforcement of section 501.

OCR Investigations to Date

Another argument made by a number
of commenters to support criticisms of
the adequacy of the factual basis for the
proposed rule was that the experience of
the Office for Civil Rights to date in
connection with section 504 enforcement
activities relating to health care for
handicapped infants inez:ate there is no
significant evidence of a problem that
the rule could reasonably be designed to
deal with. As stated by the American
Hospital Association:

The total absence of verifiable violations.
notwithstanding hundreds of hotline calls.
also compels the conclusion that either this
mechanism is not an effective means to meet
any alleged need or. as we believe to be the
case. the violations that have been described
are trot occurring. In either case. a federal
regulation is unnecessary.

Response

Rather than support the argument that
there is no ired for section 504
applicability or enforcement in
connection with health care for
handicapped infami, the OCR
experience to date provides additional
evidence that the asswnption that
handicapped infants will receive
medically beneficial treatment is not
always justified.

First. it must be noted that the vast
majority of the several hundred calls
made to the Department were not for the
purpose of reporting suspected
violations of section 504. Rather, the
vast majority of calls were foz
administrative pourposes. such as
hwpital officifla asking questions about
the provisions of the March intetim final
rule. individuals acting on their apparent
curiosity to see if anyone would answer
the telephone, and other rpheral

434

matters. It should also be noted that the
Department's experience under the
interim final rule does not provide an
adequate basis to make conclusive
judgements in any direction because the
rule was only in affect for about three
weeks, from March 22 until April 14. the
day Judge Gesell declared it invalid.

Following is a summary of the Infant
Doe cases handled to date, and currer.
as lf December 1. 1983.

1. Bloomington, Indiana. Investigation
into April 1982, death of infant with
Down's syndrome and esophageal
atreein from whorr surgery was
withheld on the instructions of the
parents. An in. ntigetlon, delayed due
to difficulties obtaining information
sealed by cot , order, has been
conducted. Final administrative action
has not yet been taken.

2. Robinson, Illinois. May 14. 1982
complaint that hospital (at the parents'
request) failed to perform necessary
surgery on an infant born with
myelomeningocele. Prompt on-site
investigation W3s conducted, involving
OCR, the Justice Department and the
state child protective services agencl
The parents refuse consent for surgery:
the hospital referred the matter to state
authorities, who accepted custody of the
infant and arranged for surgery and
adoption. The care provided to the
infant while these actions were taken
was in compliance with section 504.
Finding: no violation.

3. Madison, Wisconsin. May 7, 1982,
complaint that two infant survivors of
abortions may have been denied
treatment. On-site investigation
revealed that two infants, of 28 and 22
weeks gestation, were born alive
following abortions; life-saving
procedures were applied: neither infant
could survive due to extreme
prematurity. Finding: no violation.

4. Kettering, Ohio. July 28. 1882,
complaint that an infant with spina
bifida and hydrocephalus was not being
treated. Immediate on.site investigation
revealed that surgery to correct the
spina bifida condition was not
performed immediate!), because the
infant had medical complications.
Surgery was performed after the infant's
c:ndition stabilized. The hospital
provided all proper treatment. Finding:
no violation.

5. Barrington, Illinois. September 17,
1982, complaint that a multi-
handicapped infant was not receiving
needed treatment. Immediate on.site
investigation determined that given the
nature and severity of the pl,olems.
there were no procedures or services
which could have been provided which
mi8ht have changed or otherwise
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Influenced the outcome for this infant,
who died for days after birth. Finding:
no violation.

8. New Haven, Connecticut. October
12, 1982, complaint (referred from the
Department of Justice) that hospital
engaged in a psttern and practice of
denying medical treatment to
handicapped infants. The complaint was
included in a compliance review,
already in progress. The investigation
has been expanded to include several
cases involving other Connecticut
hospitals. The investigation, which has
included review of hundreds of medical
files, has not been completed.

7, 2blso, Oklahoma. December 7, 1982,
complaint that a baby was being
deliberately dehydrated. Immediate on-
site investigation determined that the
infant had hydranencephaly (complete
or almost complete absence of cerebral
hemispheres) and transposition of the
great vessels (reversal of main vessels
into Inert); notwithstanding all proper
care, the severity of the anomalies made
the prognosis very pessimistic. Finding:
no violation.

e. Duarte. California. January 10, 1983,
tomplein' that the hospital denied the
complainant's son admission to the
hospital for a bone marrow transplant
solely because of his handicapping
condition. Down's syndrome. An
inch_ -ligation has been conducted.
Administrative action has not been
completed.

9. Austin, Texas. January 17, 198.3,
complaint that newborn babies with
serious birth defects have not received
proper care. An investigation has been
conducted. Administrative action has
not been completed.

10. Lansing. Michigan. January 24,
1983, complaint that a handicapped
infant born to a surrogate mother was
treated for a streptococci infection over
the objections of the father who had told
the hospital not to care for thc child.
OCR inquiry determined the hospital
took immediate steps to obtain an
appropriate court order to assure that
needed treatment was provided.
notwithstanding objections from the
father. Finding: no violation.

11. San Antonio, Texas. March 2, 1983.
complaint Vaal deaths of a number of
infants at two hospitals may have been
related to discrimluatory withhold' .2 of
care. OCR investigation postponed at
request of District Attorney assisting in
grand jury criminal investigation.

12. Houston. Texas. March 10, 1983,
complaint that five infants were denied
proper care in a neonctal intensive cern
unit. The investigation has not been
completes:Z.

13. Jackson, Michigan, March 14, 1983,
complaint from a mother that her son,
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who had Down's syndrome, die.; as a
result of improper treatment. An
investigation has been conductnd.
Administrative action not completed.

14. Odlssa, TaXas. March 18, 1983,
hotline complaint that the hospita' had
failed to provide adequate medical care
to a premature infant who di-:d in 1982.
Onsite investigation and reviaw of
medical records by OCR medical
consultent found that the infant, born
March It. 1982, after o 25-20-week
gestation period, soffered from extreme
immaturity, and died March 20, 1982.
Finding: no violation.

15. Nashville. Tennessee. March 22,
1983, hotline complaint that an infant
had been denied sustenance for three
days. Immediate contact revealed the
infaat was mot a patient at the facility
and the *Nod attending physician was
not a member of the attending or
resident medical staff. This was verified
by the patient census data, the facility's
physician roster, " rid contact with tbe
county medical ;moiety. This case was
administratively closed due to an
insufficient complaint.

18. Nashville. Tennessee. March 22,
1983, anonumous hoillne complaint that
10 childern were not receiving adequate
medical treatment. Immediate on-rite
investigation. including.an OCR medical
consultant, determined that no child
was in imminent danger; all children
were receiving nutritional sustenance;
and all children were receiving proper
tare. Finding: no violation.

17. Fayette, Alabama, March 22, 1983,
anonymous hotline complaint that a
handicapped Want was denied
nourishment and allowed to die in an
Alabama hospital in December 1982.
The caller could provide no other
information. Investigation has been
conducted. Administrative action
awaiting report from medical consultant.

18. Waxahachie, Texas. March 23,
1983, anonymous hotline complaint that
between Chlistmas and February, a
premature infant was denied treatment
and allowed to die at a hospital in
Texas. An investigation has been
conducted. Administrative action not
yet completed.

19. Baltimons, Maryland. March 23.
1983, hotline complaint that a premature
infant was not being provided
nourishment and heat. An immediate
on-site investigation determined that the
infant, weight 1 lb..% ounce at birth,
was previable; the infant died several
hours after birth; the infant had no
congenital malformations or anomalies.
Final administrative action on this case
has not yet been taken.

20. Newark. New jersey. March 27,
1983, anonmous hotline complaint that a
premature infant, born as a result of a

third trimester abortion, was not
receiving adequate care. Immdiate on-
site investigation reveled that the
premature infant weighed about 700
grams, and showed few signs of life. The
infant was aggressively resuscitated,
placed on Intravenous feeding. and
provided other life supporting treatment.
Appropriate care was being provided.
Finding: no violation.

21. Rochester, New York March 29.
1983, hotline somplaint that Siamese
twin infants were being denied
treatment. Immediate on-site
investigation determined that a team
specialists examined the infants and
concluded the conjoined female infant
would not survive any attempt to
separate them. Full intensive care was
provided. The infants ware placed on a
respirator end given antibiotics. fluid
and the necessary nutrition. At the time
of the onsite. March 20, 1983, it was
determined that there was no basis for
seeking emergency remedie2 acllon.
Final administrative action has not yet
been completed.

22. Seattle, Washington. Ma:ch 30.
1983, hotline complaint that an infant
was being denied food and water and
would not live much longer than a day
or two. The caller had no identifying or
other information. Immediate on-site
inquiry determined there were no
infants at the facility meeting the
description of the complaint. The case
was administratively closed due to
insufficient complaint.

g.e. Miami, Florida. April 4, 1983,
hotline complaint alleging (Lased upon
information in the newspaper) parents
of a premature infant and the attending
physician decided not to allow the
infant to be resuscitated. Immediate
inquiry determined the infant had died
prior to receipt of the complaint. The
premature infant had multiple
catastrophic conditions, including
complete liquefaction of tha brain. Final
administrative action awaiting report of
medical consultant.

24, Decatur, Alabama. April 8, 1963,
hotline complaint frtm a parent that her
child's condition was misdiagnosed by a
particular physician during a 2% year
period. Inquiry determined that the child
suffers from food allergies; the prognosis
is excellent. the child at one time was
believed, apparently erroneously, to be
retarded. This case was
administratively closed because the
inquiry failed to reveal !information
suggesting a possible violation of
section 504.

25. Melrose Park, Illinois. April 8,
1983, anonymous hotlilne complaint. The
caller provided no details concerning
the infant's condition or treatment.
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Immediate telephone inquiry discoveaed
no information to suggest a section 504
violation, This case was
administratively closed due to en
insufficient complaint.

28. Charlotte. North Carolina. April
10. 1983. hotline complaint that a
premature infant died in July -1979 due to
withholding of treatment:The caller
could not frovide any other information.
'tie to the length of time since the
alleged discriminatory act and the lack
of specific information, this case was
administratively closed due to an
insufficient complaint.

27. Hyde Path. New York April 13.
1983. anonymous hoiline complaint that
the hospital would have let a baby with
Down's syndrome die If the parents had
not been aggressive and insisted on care
being provided. The caller could pn.vide
no identlfyieg information. This case
was administratively dosed due to an
insufficient complaint.

28. Coquille. Oregon. April 13. 1983,
hotline complaint that parents of a
handicapped infant and the attending
physician were going to withhold all
treatment. Inunediate omsite
investigation, including medical
consultant's review of medical records.
determined the infant had a severe
congenital central nervous system
defect incompatible with fife and not
amenable to surgical correction; hospital
provided supportive care and attempted
to provide fluid orally. but did not
attempt to provide intravenous fluids or
arrange immediate transfer to a tertiary
level neonatal intensive care unit for
more specialized evaluations. The OCR
medical consultant and the specialista at
the tertiary care facility to which the
infant was transferred three days after
birth concluded that no course of
treatment which was available would
have avoided Imminent death of this
infant; the most that could have been
expected from more aggressive care
wouhl have been to prolong the act of
dying. The infant died 10 days after
birth. Finding: no violation.

29. Athens. Tennessee. April 18. 1983.
anonymous hotline complaint that an
infant bom a 28 weeks gestation was
denied treatment and nourishment and
allowed to die at a Tennessee hospital.
The caller could give no identifying
information. Investigation has been
conducted. Administrative action
awaiting report of medical consultant.

30. Shreveport. Louisiana. April 20.
1283. hotline complaint that a particular
physician at the hospital certified three
infants born alive as stillborn and
refueed to provide care to another
infant. Investigation. Including medical
consultant review, found no medically

beneficial treatment was withheld.
Finding: no viulation.

31. Dayton. Ohio. April 29.1983.
anonymous hotline complaint that an
Infant, identity unknuwn. weighing one
pound and eight ounces was denied
treatment and died. Inquiry tevealed the
deceased infant was premature (22
weeks gestation) and immature forgens
were nct developed); the infont had no
anomalies; the hospital attempted to
administer oxygen but the lungs were
too small to function: no medically
beneficial treatment was withheld. This
case wes administratively closed due to
the lack of information suggesting
possible violation of section 504.

32. Los Angeles. California. May 17.
1983, complcint that infant. bleated
stillborn, lived several hours and may
mit have ceived proper care.
Adminir Alive action has not been
completed.

33. Daytona Beach. Florida. May 19.
1983, hotline complaint that an infant
with spina bifida may not be receiving
medical treatment. Immediate contact
with hospital and state agency and
prompt on-site investigation indicated
that the par .nts did not consent to
surgery for the-infant; on May t8, elght
days after birth, the state agency
obtained a court order to provide
surgery. wbich Is performed May 22.
1983. An investigation has been
conducted. Administrative action savant,
report of medical consultant.

34. Baton Rouge. Louisiana. May 23.
1983. hotline complaint that medical
services ....are denied a premature infant,
who died soon after birth. Investigation
has been ....tonducted. Administrative
actien has not been completed.

35. Colorado Sprin3s. Colorado. June
21. 1983. hotline complaint from a nurse
that an infant with myelomeningocele
and paralyzed vocal chords was being
denied necessary surgery. Immediate
on-site investigation indicated
substantial uncertainly cn whether
treatment for the myelameningocele
would be provided immediately:
physicians were providing nutrition and
supportive care and were awaiting the
results of several tests on the infant.
During the afternoon, hospital persunnel
were advised that an en-site
investigation would be initiated that
evening; that the state child protective
services agency would be asked to also
investigate; and that OCR would notify
the Justice Department of the
investigation. Also during the.afternoon.
the OCR medical consultant discussed
the case with tbe attending physician.
That evening corrective surgery was
performed on the myelomeMngocele.
Investigation. including review by
medical consultant, determined that no
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medically beneficial treatment was
withheld on the basis of the infant's
handicap. Finding: no violation.

38. Brooklyn. New York, June 73. 1983.
complaint that premature infant who
died in 1981 did nut receive proper care
An investigation was conducted.
Administrative action awaits report of
medical consultant.

37. Atlanta, Georgia. June 27, 1983.
hotline complaint that an infant, identity
unknown, born with multiple anomalies
was in a life-threatening situation
because the doctors were planning to
cease treatment of the infant. Onsite
investigation. June 28, indicated the
premature infant, who weighed 950
grams at birth. received aggressive
treatment. but the prognosis was not
optimistic. At the time of the omaite
Investigation, It was determined there
was no basis to seek emergency
remedid action.Final administrative
action is awaiting written report from
medical consultant.

38. Medford. Oregon. July 7, 1963,
anonymous hotline complaint that two
infords died In 1982 because of improper
medical treatment. The investigation ' s

not been completire;:
39. Pinchurst. North Carolina. July 21.

1983, hotline complaint that a three.
week old infant with spina bifida and
hydrocephalus would not live If surgical
treatment was not provided. Immediate
inquiry determined the appropriate
6ml:cry was performed July 8. 1983.
Final administretive action has not been
concluded.

40. San Froncisco. California. August
2. 1983. hotline complaint that an infant
with a cleft palate and herd defect was
allowed to die at a California hospital in
May 1979. The caller stated that a
malpractice lawsuit Is pending. The
investigation has not been completed.

41. Falls Church. Virginia. August 9.
1983. hotline complaint that a baby.
identity unknown. with possible brain
damage. no ears or eyes, would not be
given nourishment. A meeting with
hospital officials failed to ideetify an
infant meeting the description given by
the complainant. An infant with
somewhat similar circumstances was
described: no information concerning
this infant suggested a lack of
appropriate care. Complainant refused
to accept OCR calls seeking further
information. This case was
administratively closed due to an
insufficient complaint.

42. Wichita. Konsas. August 11. 1983,
complaint that infant whose body was
discovered at incinerator site may have
been Joni, proper treatment. An
investiga....m has been conducted.
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Administrative action has not been
completed.

43. Lincoln, Nebraska. August 25.
1983, hotline complaint that two
premature infants did not receive
appropriate care and died. The
investigation has :lot been completed.

44. Boynton Beach, Florida.
September 20,1983, hotline complaint
that two handicapped infants were
allowed to die immediately following
hirth. The investigation has not beort
completed.

45. Nwfolk Virginia. September 21.
1983, complaint that infant born alive
following an abortion was net being fed
or treated. Inquiry determined infant
died September 20, 1983. Final
administrative action has not been
completed.

48. Boise. Idaho. September 30, 1983,
hotline complaint that an abandoned
premature Infant with no brain tissue
might be withdrawn from life support
Immediate inquiry determined the State
child protective services agency had
obtained custody of the infant and had
no plans to discontinue life support.
Final administrative action has not been
completed.

47. Philadelphia. Pennsylvania.
October 18. 1983, hotline complaint that
infant, age approximately six weeks.
with spina bifida, who received surgery,
was not receiving appropriate follow-up
care. Inquiry initiated October 18.
Decision made that circumstances did
not suggest need for immediate remedial
action. Final administrative action has
not becn completed.

48. Lnng Island, New York. October
19, 1983, complaint. based on newspaper
article, that infant with spina bifida not
receiving surgery due to refusul of
parents to consent legal proceedings
hos been Initiated in State court. Inquiry
initiated October 19. On October 27,
NHS asked Department of justice to
commence legal action to overcome
refusal of hospital to permit review of
pertinent records, On NoVember 2, legal
action was commenced. On November
17, district court ruled against the
government. Appeal filed November 18.

49. Phoenix, Arizona. November 7.
1983 anonymous hotline complaint that
Infant with spina bifida and other
conditions not receiving sun;sry.
Immediate inquiry initiated; records
obtained; OCR medical consultant
discussed case with attending physician
and hospital review committee. Decision
made not to refer case to justice
Department for emergency remedial
action. Final adminiatrative action not
yet completed.

The Department believes three of
these cases demonstrate the utility of
the procedural mechanisms whet; for in
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the final rules. In the Robinson, Illinois
came (listed as case 2. above), for
example, the involvement of the state
child protective services agency,
working in cooperation with HHS and
the Justice Department, was the most
imnortant element in bringing about
corrective surgery for the infant. The
state agency received a report from the
hospital administrator pursuant to the
state child protective services statute.
Had there been no governmental
involvement in the case, the outcome
might have been much less favorable.
Media reports one year later indicate
the child's development was proceeding
very well, with leg braces adequately
compensating for the child's impa!rment.

In the Daytona Beach, Florida ease
(fisted as case 31 above), action by tha
state child protective services agency,

that called for in the final rules,
brought about needed corrective
surgery. Without this action, the infant
might have died or suffered more severe
impairments.

In the Colorado Springs, Colorado
case (listed as case 85, above) the
prompt involvement of HHS, acting
upon a complaim from a nurse, may
have contributed to the decision to
provide corrective surgery. Because the
decisionmaking process was in progress
at the time the OCR inquiry began, It is
impossible to say the surgery would not
have been provided without this
involvement. However, the involvement
of OCR and the OCR medical consultant
was cooperatively received by the
hospital and apparently constructive.

Although no case has resulted in a
finding of discriminatory withholding of
medical care, the Department believes
these cases provide additional
documentation of the need for
governmental involvement and the
appropriateness of the proGadures
estublished by the final rules.

E. OTHER ISSUES

Self-Evaluation

Among the questions on which the
july5 notice of proposed rulemaking
solicited comments was question 1:

Should recipients providing health care
services to Infants be required to perform a
self-evaluation, pursuant to 45 CFR 84.5(c1(1),
with respect to their policies and practices
concerning health services to hanclicapped
infants?
A number of commenters expressed
support for this requirement. Some
commentemexpressed the view that
seitevaluations would be helpful and
should be conducted, but they should
not be a fede.-al regulatory mandate.
Some commenters suggested that if this
were to be a requirement. It should be
through mechanisms other than section

504, such as voluntary accreditation
standards or Medicare conditions of
participction.

Some commenters opposed a self-
evaluation requirement on the grounds it
would likely be unproductive. For
example:

Americans United for Life I. skeptical of
any approach to the enforcement of section
504 that relies on the cooperation of those
bard regulated. Encouraging hospitals to
perform "selfavaluatior is not likely to lead
to accurate evaluation.

Response

The Department has not adopted a
self-evaluation requirement as part of
the final rulee. The Department believes
this function win be most effectively
carried out In connection with the
activities of Infant Care Review
Committees encouraged by the final
rules, and therefore will not seek to
impose uniform standards for self-
evaluations.

Information to Parents

Amoag the questions on which the
July 5 notice of proposed rulemaking
solicited comments was question 2:

Should nab recipients be required to
identify for parents of handicapped Infants
born in their facilities those public and
private agencies in the geographical vicinity
that provide services to handicapped Infants'

A great many commenters enpressei
support for such a requirement on the
grnund that before parents are put into a
position of having to make very difficult
decisions concerning care for their
handicapped child, the parents should
be aware of the health and social
service. agencies and organizations and
parental support groups available in the
community. Other commenters opposed
this requirement. Some commenters
expressed the view that hospitals should
provide this information as part of their
own policies and procedures, but that it
would be counterproductive to seek to
impose rigid, uniform regulatory
requirements in this regard.

Among those supporting such a
requirement was the Spina Bifida
Association of America (SBAA):

The SDAA strongly sup, wets such a
requirement; it might be the most important
influential aspect of the entire regulation.

Parents of a newborn spine bifida child are
expected to make rational life and death
de:1st:ins when what was expected to be a
Joyous time has instead become an occasion
for confronting the ox.zerns of the unknown
The decisions must be made quickly and
under great stress. Dr. Rosalyn Darling, a
member of SHAM Professional Advisory
Committee. Eat written that decisions are
often made by physicians and individuals
who have very little contact with the
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disabled communtt e:. consequently. decisions
concerning trtathtent are often "stacked-
against the newborn with a pmblem. Parents
naturally turn to their physician fur guidance.
but he or she may have only outdated and
unwarrantedly pessimistic infunnation about
spinu bifida. Even if the physician is well-
mfarmed about the available treatment. he or
elle as rarely aware of the suppottise services
in the talturannity ur equipped to gise the
rapport and couesOling that others who ha' e
gone through the sante experience can't
provide.

Ch.:oily. new parents of a disabled child
need the names of agenda and support
weeps available to assist the family unit.
Other parents who has e gone through the
same situation cen then share their
knowledge of the disability and its treatment
and give comfort and assistance

The American Speech-Language-
Hearing Association, which represents
39.000 speech-language pathologists and
audiologists nationwide. stated:

(Plarents and physicians are largely
unaware of what educational. habilasthe.
and rehabilitative services are visitable for
handicapped childmn:bow much success
handicapped children receiving these
semioes can have, the obligation of states to
educate handicapped children. the astent of
research now going on regarding
handicapped children. and other federal.
stale and local govemmental commitments to
the hundicapped. lltaforronstcly. physicians
hate all that they cun du tu maintain
currency with medical informution and are.
therefore, frequently all-informed as to what
Gen Iv done for handicapped infants
.

. . Retipients should be required to
provide complete informal= tu the (went
about the appropriate handicap. This mould
Include not only iden tificatiun of public and
private agencies that prrvide services to
handicapeed infants. hut (1) debated
information on the handicap itaelf: (2)
discussion of the educational and
rehabilitation potential: (31 discussion of
alternative care options such as foster homes.
eiloption. etc.: (4) identification et parent
support groups: and (5) discussion of
expectations for a stif.sufficient future life. In
providing the required informatam roe
recipient should use indit iduals
konwledgeoble about the handicap. including
professinnala. associa duns and parents of
handicapped citildren. For e%.unpt.e. the
Amerituin Speech.La ngurge-I fearing
Associetion and ils cransumer affiltute. the
National Associatiart of Hearing and Speech
Actiun (NAHSA) maintains a Help line (DM-
11311-8M) that can he used to obtain
infurmation on (1) speech.language pathulagy
and eudiology sen tees available in any area
uf the United States. 12) speech. bang:Jape end
heering disurders. and (J) uther agencies
serving the tuommuricritively handicapped
NM ISA pmvides informational
hrocharee.. . Many prufeastoned
associntmns base similar ducumcnis that
would be helpful to recipient&

Among those opposing a requirement
that recipients provide information to

perents was Georgetown Univasity
Hospital. Washington. D.C. As an
alternative. ths hospital proposed.

DI U IS should undertake the responsibility
of providing a federal office charged with the
task of Identifying for parent of handicapped
child= those public and pets ate agenc'es in
the geographical sicinity of the parent's
residence that provide serviox of
handicapped infants, and for providieg the
necessitry financial assistance to acquire
such services. Hospitals shuuld be required to
furdish parents with a telephone number.
and/or address of this federal dries.

Response

The Department believes it is
extremely important for parents of
handicapped newborn infants to receive
detailed information on the availability
of health and socIal services for
handicapped children in the
communities. However. the Department
has concluded the most effective way to
advance this goal is not through an
attempt to impose detailed regulatory
requlrements that wobld be very
difficult to monitor and enforce.

Rather. the Department has
undertaken several initiatives. discussed
above in the preamble. to improve the
furnishing of information to parents. In
addition, this should be at centrdliftticus
or the activities of the Infant Care
Review Committees. which, under the
model sat forth in the final rules. ieclude
participation by representatives of
disability groups or disability experts.

VI. Regulatory Information

Seeerabiiity
It is the Secretary's intent that should

any-subsection. paragraph. clause, or
provision of this rule be declared by a
court of competent jurisdiction to be
invalid, the remainder of the rule. not
expressly so declared invalid. shall
continue in Went.

&we/Wary impact Analysis

"(his proposed rule has been revtewed
under Executive Order 12?.91. It in not a
major rule as defined by the Order
because it does not have an effect on the
economy of SIO0 million or more or meet
the other definitional criteria contained
in the Order, and thus does not require a
regulatory impact analysis.

Resulutory Flexibility Analysis
The Regulatory Hexibility Act (Pub. L.

90-354) requires the Federal government
to anticipate and reduce the impact of
rules and paperwork requirements on
smell businesses and other small
entities. For esich rule with a "significant
impact on a substantial number of small
entities" an imulysis must be prepared
describing the rule's impact on small
entities.

I
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The Secretary certifies that the final
rules du not have a significant impact on
a substantial number of small entities.
As it relates to hospitals. the primary
requirement of the final rules Is to post
an informational notice, which has no
siginficant impact on the hospitals. The
requitements concerning expedited
urcess to records and eepedPed action
to effect compliance aine. r:s explained
above, have no significent impact.
Requirements in the final ndes relating
to state child pretective services
agenctes have no substantial impact on
those agencies. because those
requtrements, as explained ateove. are
full) consistent with normal Hums
of those agencies and exist:eg
regulatory requirements.

Matters addressed in the guidelines
included in the final rules are not
requirements cf the rules. They reflect
interpretatiods and procedures of the
Department pursuant to :he statute.
exieting regulationscand existing
procedures.

*Therefore, a regulatory flexibility
analysis is not required.

Poperwarli Reduction Act

Section 84.55(c) of the final rules
contains information collection
requirements. These requirements were
submitted to the Office of Management
and Budget for review under section
350404 of the Paperwork Reduction Act -
of :900. and approved for ose through
September 30. 1988. The OMB No. Is
0990-0114.

Depot Inwnt of kstrce &mit,

Pursuant to Executit e Order 12250.
these final rules have been reviewed
and approved by the Departmettt of
justice.

List qf Subjects in 45 CFR Part 84

Civil rights. FAucution of
handirepped. I fandicspped. Physically
handicapped.

Dated: December 30.1983
Approved:

Margsret M. Heckler.
Serreerry.

PART 84-1AMENDEDI

The authonty citation for Part 84 is as
follows:

Authority: Sec 561. Rehabilitation Act of
ter a Pub. t- 9:1-112, r Stat. 394129 LI.S.0
744.)741.. Sec. 113131. Rehshitttuttur, Act
Ana mime:its of 1974. Pub. L.93-518.88 Stub
111111 141 U.S.C. 7(18): Ltrc. roe. Etlecutiun of the
I la edit:upped Act (20 U.S.C.1403). as
untended by Pub. L 94-142.89 Slab 705: SM.
321. Cumprehensive Alcohol Ahase and
Alcoholism Prevention. Treatment. and
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Rehabilitation Act of MO. 84 Stat. 183 (42
U.S.C.4581). as amended: sec. 427. Drug
Abuse Office and Treatment Act of 1972. 83
Stat. 73 (21 U S.C. 1174J. as amended.

For the reasons set forth in the
preamble:

1.45CFR Part 94 is amended by
Inserting after j 14.54 the following new

84.55:

f $4.55 Procedures relating to health care
toe tsanoscapped Infants.

(a) Infant Core Review Committees.
The Department encourages each
recipient health care provider that
provides health care services to infants
in programs receiving Federal financial
assistance to establish an Infant Care
Review Committee (ICRC) to assist the
provider in delivering hith care and
related serviceeto Wants and in
complying with this part. The ,purpose of
the committee is to assist the health care
provider in the development of
standards, policies and procedures for
providing treatment to handicapped
infants and in making decision;
concerning medically beneficial
treatment in specific cases. While the
Department recognizes the value of
ICRCs in assuring appropriate medical
care to infants, ouch committees are not
required by this section. An ICRC
thould be composed of individuals
representing a broad range of
perspectives, and should include a
practicing physician, a representative of
a disability organization, a practicing
eurse. and other individuals. A
sweated model ICRC is set forth in
paragraph (1) of this section.

(b) Posting of informational notice. (1)
Each recipient health care provider that
provides health care services to infants
in programs or activities receiving
Federal financial assistance shall post
and keep posted in appropriate places
an informational notice.

(2) The notice must be posted at
location(s) where nurses and other
medical professionals who are engaged
in providing health care and related
services to infants will see it. To the
exont It does not impair
accomplishment of the requirement that
copies of the notice be posted where
such personnel will see it, the notice
need not be posted in area(s) where
parents of infant patients will see it.

(3) Each health care provider for
which the content of the following
notice (identified as Notice A) is truthful
may use Notice A. For the content of the
notice to be truthful: (i) The provider
must have a policy consistent with that
stated in the notice; (1i) the provider
must have a procedure for review of
treatment deliberations and decisions to
which the notice applies, such as (but
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not iimited to) an infant Care Review
Committee: and (ill) the statements
concerning the identity of callers and
retaliation are truthful.
Notice A:

PRINCIPLES OF TREATMENT OF
DISABLED INFANTS

It is the policy of this hospital. consistent
with Federal law, that. nourishment and
medically beneficial treatment (ss
determined with respect for reasonable
medical dgments) should not be withheld
from hat gapped infants solely on the basis
of their it, :nt or anticipated mental or
physical irlyairrnents.

This Federal law. section 504 of the
Rehabilitation Act of 1973. prohibits
discrimination on the basis of handicap in
programs or activitie; receiving federal
financial assistance. For further information.
or to report suspected noncompliance. cath

(Identify designated hospital contact point
and telephone number) or

(Identify appropriate child protective
services agency mad telephone number) or

U.S. Depaament of Health and Htuncn
Services Ruin S00461-1019 (Toll.free:
available 24 hours a day: IDD capability).
The Identity of callers will be he'd
confldenttal. Retaliation by this hospital
against any person for providing information
about posrible noncompliance is prohibited
by this hospital and Federal regulations.

(4) Health care providers other than
those described in paragraph (b)() of
this section must post the following
notice (identified as Notice 8):
Nc!ice B.

PRINCIPLES OF TREATMENT OF
DISABLED INFANTS

Federal law prohibits discrimination on the
oasis of hendicap. Under this law.
nourishment and medically beneficial
treatmaat (as determined with respect for
masonable medical (udgments) should not be
withheld from handicapped Infants solely on
the basis of their present or anticipated
mental or physical impairments.

This Federal law. section 504 of the
Rehabilitation Act of 1973. applies to
programs or activities receiving Federal
financial assistance. For further Information.
or to report suspected noncompliance. call:

(Identify appropriate child protective
services agency and telephone number) or

U.S. Department of Health and Human
Services 800483-1019 (Toll.free:
available 24 hours a day: 7DD capability)
The Identity of callers will be held
confidentiaL Federal regulations prohibit
retaliation by thli hospite against any person
who provides Information about possible
violations.

(5) The notice may be no smaller than
5 by 7 inches. and the type size no
smaller than that generally used for
similar internal communications to staff.
The recipient must insert the specified
information on the notice it selects.
Recipient hospitals in Washington. D.C.
must list 883-0100 as the telephone
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number for WIS. No other alterations
may be made to the notice. Copies of the
notices may be obtained from the
Department of Health and Human
Serail es upon request, or the recipient
may produce its own notices in
conformance with the specified wording.

(c) Responsibilities of recipient state
child protective services agencies. (1)
Within130 days of the effective da'e of
this section. each recipient state child
protective services agency shall
establish and maintain in written form
methods or administration and
procedures to assure that tho agency
utilizes its full authority pursuant to
state law to prevent instances or
unlawful medical neglect of
handicapped infants. These methods of
adthinistration and procedures shall
include:

(i) A requirement that health care
providers report on a timely basis to the
state agency circumstanCes which they
determine to constitute known or
suspected instances of unlawful medical
neglect of handicapped infants;

(ii) A method by which the state
agency can receive reports of suspected
unlawful medical neglect of
handicapped infants from health care
providers, other individuals, and the
Departmeni on a timely basis;

(iii) Immediate review of reports of
uspected unlawful medical neglect of
handicapped infants and, where
appropriate, on.site investigation of
such reports;

(iv) Provision of child protective
services to such medically neglected
handicapped infants, including, where
appropriate, seeking a timely court order
to compel the provision of necessary
nourishment and medical treatment; and

(v) Timely notification to the
responsible Papartment official of each
report of suspected unlawful medics1
neglect involving the withholding, iolely
on the bails of present or anticipated
physical or mental impairments, of
treatment or nourishment from a
handlwe:I infant who, in spite of ouch
impairments, will medically benefit from
the treatment or nourishment, the steps
taken by the state agency to investigate
ouch report, and the state agency's final
disposition of such report.

(2) Whenever a hospital at which an
inrant who is the subject of a report of
suspected unlawful medical neglect is
being treated has an Infant Care Review
Committee (ICRC) the Department
encourc.ges the state child protective
services agency to consult with the
ICRC in carrying out the state agency's
authorities under its state law and
methods of administration. In
developing its ny ds of
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administration and p.vcedures, the
Department encourages child protective
services agencies to adopt guidelines for
investigations similar to those of the
Dipartment regarding the involvement
of /CRC's.

(The provisions of f 04.5$(c) have been
approved by the Office of Management and
Budget pursuant to the Paperwork Reduction
Act. The OMB MO. Is MO-01M)

(d) Expedited access to records.
Access to pertient records and facilitiee
of a recipient pursuant to 45 CFR 80.8(c)
(made applicable to this part by 45 CFR
04.61) shall not be limited to normal
business hours when. In the judgment of
the responsible Department official,
immediate access is necessary to protect
the Ills oft health of a handicapped
Individual.

(e)Expedited action to affect
oostpliancs. The requirement of 45 CFR
80.11(d)(3) pertaining to notice to
tsciplents prhr to the Initiation of action
to effect comiiltance (made applicable to
C s's pz.rt by 4CFR 84.81) shall not
apply wkNen, hithe judgment of the
responsiK\Department official.
Immediate sotion to effect compliance is
necessary to krotect the life or health of
a handicapped indivIdes1.1n such cases
the recipient will. as soon as
practicable, be given oral or written
notice of its failure to comply, of the
actionn be taken to effect compliance.
and its continuing opportunity to comply
voluntarily.

(f) Model Infant Care Review
Committee. Recipient health care
providers wishing to establish Infant

Care Review Committees should
consider adoption of_the following
model. This model is advisory. Recipient
health care providers are not required to
establish a review committee or. If one
Is established, to adhere to this model.
In seeking to determine compliance with
this part, as it relates to health care for
handicapped infants, by health care
providers that have an ICRC es:ablished
and operated substantially in
accordance with this model. the
Department will, to the extent passible.
consult with the ICRC.

(1) Establishment and purpose. (I) The
hospital establishes an Infant Care
Review Committee (ICRC) or joins with
one or more otherhospitals to create a
joint ICRC.The establishing document
will state that the ICRC is for the
purpose of facilitating the development
and implementation of standards.
policies and procediares designed to
assure that, while respecting reasonable
medical judgments, treatment and
nourishment not be withheld, solely on
the basis of present or anticipated
physical or mental Impairments. from

handicapped infants who. in spite of
such impairmems. will benefit medically
from the treatment or nourishment.

(ii)The activitielsof the ICRC will be
guhled by the folbwing principles.

(A) The ir.terpretative videlines of
the Department relating to the
applicability of this part to health care
for hanAlcapped infants.

(B) As stated in the "Principles of
Treatment of Disabled Infants' of the
coalition of major medical and disability
organizations. including the American
Academy of Pedialr;ns. National
Association of Childreee liospitsds and
Related Institutions. Association for
Retarded Citizens. Down's Syndrome
Congress, Spina Bifida Association, and
others:

When medical care is clearly beneficial. it
shoutd always be rec.ided. When
appeopdate medical care Is not available,
arrangements should be made to transfer the

to an appmpriate medical facility.
Consideration suoh as anticipated or actue:
limited.potentlal of an individual and present
or future lack of available community
resources ate Irrelevant and must not
determine the decisions concerning medical
care. The individual's medical condition
should be the sole focus of tl+4
Thep are very strict stanch

It is ethically and legally ed to
withhold medical or surgical , tedures
which are clearly futile and will only prolong
the act of dying. However, supportive cart
should be provided. Including sustenanc sa
medically indicated and relief of pain ant.,
suffering. The needs of the dying person
should be respected. The family also should
be supported in its grieving.

In cases where it is uncertain whether
medical tdtatment will be beneficial, a
person's disaliiiity 1st not be the basis for a
decision to withhold treatment. At all times
during the process when decisions are being
made about the benefit or futility of medical
treatment. the person should be cared for in
the medically most appropriate ways When
doubt exists at any time about whether to
treat, a presumption always should be in
favor of treatment.

(C) As stated by the Presidenrs
Commission for the Study of Ethical
Problems in Medicine and Biomedical
and Behavioral Research:

This (standard for providing medically
beneficial treatment) is a very strict standard
in that It excludes consideration of the
negative effects of an Impaired child's life on
ether persons. Including parents, siblings. ano
society. Although abiding by this standard
may be difficult In specific cases. It Is all too
easy to undervalue the lives of handicapped
Infants: the Commlasion finds It imperative to
counteract this by treating thela no less
vigorously than their heatthy peers or than
older children with similar handicaps would
be treated.

(Ili) The ICRC will carry out its
purposes by:
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(A) Recommending institt.tional
policies concerning the wl'hholding or
withdrawal of medical o: surgical
treatments to infants. Includind
guidelines for ICRC action for specific
categories of life-threatening conditions
affecting infants:

(B) Providing advice in specific cases
when decisions are being considered to
withhoirt or withdraw from infant life-
sustaining medical or surgical treatment:
and

(C) Reviewing retrospectively on a
regular basis infant medical records in
situations in which life-sustaining
medical or surgical treatment has bs.en
withheld or withdrawn.

(2) Organisation and staffing. The
ICRC will consist of at least 7 members
and include the following:

(i),/,S practicing physician (e.,a a
pediatrician, a neonatoloest. or a
pediatric surgeon).

(ii) A practicing nurse.
(iii) A hospital administrator,
(Iv) A representative of the legal

profession.
(v) A representative of a disability

group. or a developmental disability
exptirt.

ivi) A lay ccmmunity member. and
(vii; A member of a facility's

organized medical staff. who shall serve
as chairrerson.
I. connection with review or specific
cases, one member of the ICRC shall be
designated to act as "special advocate"
for the infant, as provided In parsgraph
(f)(3)(ii)(E) of the section. The hospital
will provide staff support for the ICRC.
including legal counsel. The ICRC will
meet on a regular basis, or us required
below in conrection with review of
specific cases. It shall adopt or
recommend to the appropriate hospital
official or body such administrative
policies as terms of office and quorum
requirements.The ICRC will recommend
procedures to ensure the, both hospital
personnel and patient familie.. _ire fully
informed of the existence and functions
of tne ICRC and its availability on a 24-
hour basis.

(3) Operotion of ICRCMProspective
policy development (A) The ICRC will
develop and recommend for adoption by
the hospital institution: policies
concerning the withholding or
withdrawal of medical treatment for
infants with life-threatening conditions
These will include guidelines for
management of specific types of cases
or diagnoses. for example. Down':
syndrome and spina bifida, and
procedures to be (Owed in such
recurring circumstances as, for example,
brain death and parental refusal to
consent to life-cavil., treatment. The
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hospital, upon recommendation of the
ICRC. may require attending physicians
to notify the ICRC of the presence in dr.
facility of an infant with a diagnosis
specified by the ICRC, e.g.. Down's
syndrome and spina bifida.

(B) In recommending these policies
and guidelines, the 1CRC will consult
with medical and other authorities on
issues involving disabled individuals.
e.g., neonatologists, pediatric surgeons,
county and city agencies which provide
services for the disabled. and disability
advocacy organizations. It will also
consult with appropriate committees of
the medical staff, to ensure that the
ICRC policies and guidelines build on
existing staff by-laws, rules and
regulations concerning consultations
and staff membership requirements. The
ICRC will also inform and educate
hospital staff on the policies and
guidelines it develops.

(ii) Review of specific cases. In
addkion to regularly scheduled
meetings. Interim ICRC meetings will
take place under specified
circumstances to permit review of
individual cases. The hospital will, to
the extent possible, require in each case
that Ye-sustaining treatment be
continued, until the ICRC can review the
case and provide advice.

(A) Interim ICRC meetings will be
coniened within 24 hours (or less if
indicated) when there is disagreement
between the family of an infant and the
infant's physician as to the withholding
or withdrawal of treatment, when a
preliminary decision to withhold or
withdraw life-sustaining treatment has
been made in certain categories of cases
identified by the ICRC, when there is
disagreement between members of the
hospital's medical and/or nursing staffs.
or when otherwise appropriate

113).Such interim ICRC meetings will
take Place upon the request of any
member of the 1CRC or hospital staff or
parent or guardian of the infant. The
ICRC will have procedure to preserve
the confidentiality of the identity of
persons making such requests, and such
persons shall be protected from reprisal.
When appropriate. the ICRC or a
designated member will inform the
requesting individual of the ICRC's
recommendation.

(C) The 1CRC may provide for
telephone and other forms of review
when the timing and nature of the case.
as identified in policies developed by
the ICRC, make the convening of an
interim meeting impracticable.

(D) Interim meetings will be open to
the affected parties. The ICRC will
ensure that the interests of the parents.
the physician. and the child are fully
considered; that family members !lace
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been fully informed of the patient's
condition and prognosis; that they have
been provided with a listing which
describes the services furnished by
parent support groups and public and
privetn agencies in the geographic
vicinity to infants with conditions such
as that before the ICRC; and that the
ICRC will facilitate their access to such
services and groups.

(E) To ensure a comprehensive
evaluation of all options and factors
pertinent to the committee's
deliberations, the chairperson.will
designate one member of the 1CRC to
act, in connection with that specific
case, as special advocatefor the infant.
'The special advocate will seek to ensure
t*-.at all considerations in favor of the
provision of lik zustaining treatment are
fully evaluated and considered by the
ICRC.

(F) In erases in which there is
disagreement on treatment between a
physichin and an infant's family, and the
family wict...e to continue life-sustaining
treatment, the family's wishes will be
carried out, for as long as the far...ty
wishes, unless such treatment is
medically contraindicated. When there
is physician/family disagreement and
the family refuses consent to life-
sustaining treatment, and the ICRC,
after ctue deliberation. agrees with The
family. the ICRC will recommend that
the treatment be withheld. When there
is phy cian/family disagreement and
the family refuses consent, but the 1CRC
disagrees with the family, the ICRC will
recommend to the hospital board or
appropriate official that the case be
referred inrnediately to an appropriate
court or child protective agency. and,
every effort shall be made to continue
treatment, preserve the status quo, and
prevent worsening of the infant's
condition until such time as the court or
agency renders a decision or takes other
appropriate action. The ICRC will also
follow this procedure in cases in which
the farn4 and physician agree that life-
sustaining treatment should be withheld
or withdrawn, but the ICRC disagrees.

(iii) Retrospective record review. The
1CRC. at its regulerly-scheduled
meeting. will review all records
involving withholding or termination of
medical or surgical treatment to infants
consistent with hospital policies
developed by the ICRC. unless the case
was previously before the ICRC
pursuant to paragraph (f)(3)(ii) of this
section. If the !CRC finds that a
deviation was made from the
institutional policies in a en case, it
shall conduct a review and repo; t the
findings to appropriate hospitul
pcisonnel for appropi isle actiun.
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(4) Records. The 1CRC will maintain
records of all of tts deliberations and
summary descriptions of specific cases
considered and the disposiltais of those
cases. Such records will be kept in
accordance with institutional policies on
confidentiality of medical information.
They will be made available to
appropriate government agencies, or
upon court order. or es otherwise
required by law.

Amendment to Table of Cortants

2. The table of contents to 45 CFR Part
84 is amended by striking the
designation of "84.55-84.80 (Reserved)"
and by inserting in lieu thereof. the
following:

See.
84.55 Procedures relating to health care for

handicapped Infants.
84.5844.00 (Reserved)

3. 45 CM' Part Si is amended by
Inserting after Appendix B the following
new appendix:

Appendix Cr-Guidelines Relating to Health
Cara ice Handicapped Waits.

(a)Interpretatise guidelines relating to the
applicability of this part to health core for
handicapped infants.The following are
interpretative guidelines of the Department
set forth here to a-sist recipiente and the
puhlic in understanding the Department's

.interpretation of section 504 and the
regulatim atalned In this part as applied
to mar.:cs c.acerning health care for
tial.capped Infants. These Interpretative
guidelines are illustrative; they do not
independently establish rules of conduct.

(1) With respect to programs and activities
receiving Federal financial assistance, health
care providers may not, solely on the b.ais of
present or auticipated physical or rr-ntal
impairments of an infant, withhold treatment
or nourishment from the infant who. in spite
of such impainnents will medically benefit
from the treatment 1r nourishment.

(2) Futile treatment or treatrnent that will
do no more than temporanly prolong the act
of dying of a terminally ill infant is net
considered treatment that will medically
benefit the infent.

(3', in delermming whether certain possible
treatments will be medically beneficial to an
Infant, reasonable medical judgments in
selecting amok; alternative courses of
treatment will be respected.

(4) Section 504 and the provisions of this
part are not applicable to parents (who are
not recipients of Federal financial
assistance). However, each recipient health
care provider must in all aspects of its health
care programs receiving Federal financial
assistance provide health care and related
services in a manner consistent with the
requirements of section 504 and this part.
Surh aspects includes decisions un whether
to report, as required by State law or
otherwise. to the appropriate child prnter.tie
sem ices agency a suspected Instance ul
niodiral neglect via child. ur to takoother
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action to seek review or parental decisions to
withhold mass nt for medically indicated
treatment. Whenever parents make a
decision to withhold consent for medically
beneficial treatment or nourishment, such
recipient providers may not, tolely on the
basis of the infant's present or anticipated
future mental or physical impairments, fail to
follow appilcebler procedures on reporting
such incidents to the child protective services

.agency or to seek judicial review.
(5) The following are examples of applying

these interpretative guidelines. These
examples are stated in the context of
decisions made by recipient health care
providers. Were these decisions made by
parents. the guideline stated in section (a)(4)
would apply. These examples assume no
facts or complications other than those
stated. Became every case must be examieed
on Its individual facts, these are merely
illustrative examp:rs to assist in
understanding the framework jor applying
the nondiscrimination requirements of
section 504 and this part

(i) Withholding of medically beneficial
surgery to correct an intestinal obstruction in
an Infant with Down's Syndrome when the
Withholding is based upon the anticipated
future mental retardation of the Infant and
there are no medical contraindications to the
surgery that would other wise justify
withholding the sursery would constitute a
dist rim inatary act. tiniatice 01 MI tion 5114,

(ii) Withholding of treatment for medimily
correctable physial anomalies in children
born with spina bifida when such denial is
based cin anticipated mental impairment
paralysis or incontinence of the infant, rather
than on reasonat: medical judgments that
treatment would A futile, too unlikely of
moms given complications in the particular
case. or otherwise not of medical benefit to
the infant would constitute a discriminatory
act. violative of section 504.

(ill) Withhoi ng of medical treatment for
an infant born with anencephaly. who will
Inevitably die within a short period of time.
would not constitute a discriminatory act
because the treetta.ant would be futile and do
no more than temporarily prolong the act of
dyins.

(iv) Withholding of certain potential
treatments from a aeverely premature and
low birth weight infant GA the grounds of
reasOnAle medical judgments concerning the
improbability of success or risks of potential
harm to the infant would not violate section
504.

(b)Cuidelines for MIS investigotions
relating to health core for handicapped
infants. 'The following are guidelines of the
Department in conducting imesfigations
relating to health care for handicapped

Infants. They are set forth here to assist
recipients and the public in understanding
applies:ale investigative procedures. These
eiddelines do not establish des of conduct.
create or affect legally en' nteable rights of
any person, or modify existing rights.
authorities or responsibilities pursuant to this

part. These guidelines relive the
Department's recognition of the special
circumstances presented in connection with
complaints of suspected life-threatening
noncompliance with this part involving
health cars for handicapped infants. These
guidelines do not apply to other
investigations pursuant to this part, or other
civil rights statutes and rules. Deviations
from these guidelines may occur when. In the
judgment of the responsible Department
official, other action is necessary to protect
the life or health of a handicapped infant.

(1) Unless impracticable, whenever the
Department receives a complaint of
suspected life-thiatinins noncompliance
with this part In connection with health care
for a handicapped infant in a program or

activity reeelving Federal financial
assistance. HMS will immediately conduct
preliminary Inquiry into the matter by
initiatiag telephone contact with the recipient
hospital to obtain inf.irmation relating to the
condition and treatment of the infant who is
the subject of the complaint. The preliminary
inquiry, which may include additional
cottact with the complainant and a
requirement that pertinent mcords be
provided to the Department will generally be
completed within 24 hours (or sooner if
indicated) after receipt of the complaint.

(2) Unless impracticable, whenever a
recipient hospital has an Wan' Care Review
Committee, established and opemted
substantially in accordence with the
provision of 45 UR 84 5.5(f). tha rtment
will, as part of its preliminary inquiry. solicit
the information available to, and the analysis
and recomendations of. the ICRC. Unless, in
the judgment of the mponsible Department
official, other action is necessary to protect
the life er health of a handicapped Infant.
prior to initiating an on-site investigation. the
Department will await receipt or this
information from the ICRC foe 2,4 hours (or
less if indicated) after receipt of the
complaint. The Department may require a
subsequent written report of the 1CRC'a
findings. accompanied by pertinent records
and documentation.

(3) On the basis of the information
obtained during preliminary inquiry.
including information provided by the
hospitel (Including the hospital's ICRC, if
any), information provided by the
raomplainant and all other information
obtained. the Department will determine
whether there Is a need for an on-rite
investigation of the complaint. Whenever the
Department determines that doubt remains
that the recipient hospital or some other
recipient is in corm 7.ce with this part or
additional documentation is desired to
substentiate a conclusion. the Department
will initiate an on-site investigation or take
some other approeriate action. Unless
Impracticable, prior to Initiating an on-site
Investigation, the Department's medical
consultant (referred to in paragraph 6) will
contact the homital's ICRC or appropriate
medical persone al of the recipient hospital

(4) In conducting on-site investigations.
when a recipient hospital has 411 1CRC
established and operated substantially in
accordance with the provision of 45CFR
81.55(1), the investigation will begin with, or
include at the earliest practicable time, a
meeting with the ICRC or Its designees. In all
on.site investigations. the Department will
make every effort to minimize any potential
inconvenience or disruption, accommodate
the schedules of health care professionals
and avoid making medical records
unalienable. The Depaitment will also seek
to coordinate its investigation wlth any
related investigations by the state child
protective services agency so as to minimize
potential disruption.

(5)-111s-the policy al the Department to
make no comment to the public or media
regarding the substance of a pending
preliminary inquiry or investigation.

(6) The Department will obtain tbe
assistance of a qualified medical cocaul tent
to evaluate the medical information
(including medical records) obtained in the
course of& preliminary Inquiry or
investigealon. The name. title and telephone
number of the Department's medical
consultant will be made available to the
recipient hospital. The Department's medical
consultant will. If appropriate. contact
medical personnel of the recipient hospital in
connection with the prelim:nary inquiry.
investigation or medical consultant's
evaluation. To the extent practicable. the
medical consultant will be a specialist with
respect to the condition of the infant who is
the subject of the preliminary Inquiry or
investigation. The medical consultant may be
an employee of the Department or another
person who has agreed to serve, with or
without --nmpensation. In that capacity.

(7)1' apartment will advise the
recipiel....orpital of its coeclusions as soon
as possible folloWing the completion of a
preliminary Inquiry or Investigation.
Whenever final administrative findings
following an investhmtion of a complaint of
suspected Efe-thrententng noncompliance
cannot be made promptly, the Department
will seek to notify the recipient and the
complainant of the Department's decision on
whether the matter will be immediately
referred to the Department of justice
pursuant to 45 Cr 7,818

(8) Except as necessary to determine or
effect compliance. the Department will (i) in
conducting preliminary Inquiries and
investigations. permit informatio n. provided
by the recipient hospital to tile Thpartment to
be furnished without rames or other
Identifying information relating to the infant
and the infant's family: and (Ii) to the extent
permitted by law, safeguard the
confidentiality of information obtained.

nat Doc. ss-rer KIt4 i-a-er i ceni
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of the examples cited by the Secretary V4 justification for the regulation
suggest that die hospitals receiving fede funds, as opposed to parents,
withheld medical care on the basis of handicap. Pp. 6:l0-636.

(b) The complaint-handling process the Secretary would impose on
unvnlling state agencies is totally foreign to the authority to prevent
discrimination conferred on him by § 504. While the Secretary can
require state agencies to document their own compliance with § 504,
nothing in § 504 authorizes him to commandeer state agencies to enforce
compliance by other recipients of federal funds (in this instance, hospi-
tals). Pp. 637-642.

(c) The Secretary's basis for federal intervention is perceived dis-
crimination against handicapeed infante in violation of I 504, and yet the
Secretary has pointed to no evidence that such diserimination occurs.
The adminiettetive record does not contain the reasoning addevi-
denee necessary to sustain federe l. intervention into a historically state-
administered decisional procesi that appearsfor lack of any contrary
evidencee-to be fiinctioning in full compliance with §504. Nothing in
11504 authorizes the Secretary to dispense with the law's focus on dis-
criminaCien and instead to employ federal resources to save the lives of
handicapped newborns, without regard to whether they are victims of
discrimination by recipients of federal fun& or not. Section 504 does
not authorize the Secretary to give unsolicited advice either to parents,
to hcepitals, or to state officials who are faced elth difficult treatment
decisioes concerning handicapped children. The administreive record
demonstrates that the Secretmy has aiserted the authoritt to renduct
on-site investigations, to inspect hospital records, and to paretipate in

decisional process in emergency casea in which there wiia no color-
able basis for believing 'hat a violation of 11504 had occurred or was
about to occur. Thew in restigative actions are not authorized by § 504,
and the regulations that pee-eort to authorize a continuation of them are
invalid. Pp. 742-647.

Simms, J., announced the judpient of the Coed, and delivered
an opinion in which MARSHALL, BLACIOCUN, and POWELL, IL joined.
BURGER? C. J., concurred in the judgment. WHITE, J., filed a dissenting
opinion, in sehich BRENNAN. J., joined and in Parts I, H, IV, and V of
which O'CONNOR, J., joined, port, p. 648. O'CONNOR, J., filed a dissent-
ing opinion, poet, p. 665. REHNQUIST, J., took no part in the consider-
ation or decision of the case.

Deputy Assistant Attorney General Cooper argued the
cause for petitioner. With him on the briefs were Solici'.ar
General Fried, Assistant Attorney General Reynolds, Dep-

BOWEN, SECRETARY OF HEALTH AND HUMAN
SERVICES v. AMERICAN HOSPITAL

ASSOCIATION ET AL.

CERTIORARI TO TRE UNITED STATES COURT OF APPEALS F01...
THE SECOND CIRCUIT

No. 84-1529. Argued Sammy 16, 1986Derided June 9, 1986

Section 504 of the Rehabilitation Act of 1973 pa ovkles that "No otherwise
qualified handicapped individual . . . shalt, solely by reeson of his handi-
tap, be excluded from the participation in, be denied the benefits oi, or
be subjeded to discrimination under amy program or activiterreceiving
Federal financial aasistance.1' In 1984, the Secretary of Health and
Human Seiiices (Secretary) promulgated regulations reesiring: (1)
health care providers receiving federal funds to post noticee that baeause
of § 504's prohiloitton against discrimination on the basis , of handicap,
health care should not be withheld from infanta On the basis oftheir men-
tal or phylical impairments; (2) state child protective services agencies
to establish procedures to ereeent unlawful medical neglect of handi-
capped infants, sail when considered ne,:essary, in the judgment of the
responsible official of the Department of Health and Human Services, to
protect a handicapped infant's life or health; (3) immediate access to
patient records; and (4) expedited compliance actions. In consolidated
actions in Federal District Court, respondents sought to declare the
regulations invalid and to enjoin their enfortcrent. The court granted
the requested relief oh the authority of United States v. University
Hospital, 729 F. 2d 144 (CA2), and the Court of Appealsaffirmed or the
basis If that earlier decision.

Het* The jedgment is affirmed.,
794 F. 2d 676, affirmed.

JUsnce &runts, joined by Jusricz MARSHALL, JUSTICE Benet-
MtIN, and JUSTICE POWELL, concluded that the regulations in question
are not authorized by §EP4. Pp. 621-647.

(a) A hospital's witheelding of treatment from a handicapped infant
when no parental consent has been given =mot violate 504, for with-
out the parenta' consent the iefant is neither "otherwise qualified" for
treatment nor has he been denied are ur,okly byreason of his handicap."
There ia nothing in the administrative record documenting the Seae-
tery's belief that there exists "diecriminatory withholdir.,-s of medical
care" in violation of *504 which would justify federal regulation. None
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uty Solicitor General Wallace, Edwin S. Kneed ler, Brian K.
Landsberg, and Mark L. Gross.

Richard L. Epstein argued the cause for respondents
American Hospital Association et al. With no on the brief
were Stuart M. Gerson, William G. Kopit, David H. Larry,
and Robert-W. McCann. 'Benjamin W. Heineman, Jr., ar-
gued the cause for respondents American Medical Associa-
tion et al With him on the brief were Carter G.
Vincent F. Pluda, Newton N. Minow, Jack R. Bierig, Ann
E. Allen, and Joseph A. Keyes, Jr.*

JUSTICE STEVENS announced the judgment of the Court
and delivered an opinion, in which JusricE MARSHALL, Jus-
TICE BLACKMUN, and JUSTICE POWELL join.

This case presents the question whether certain regula-
tions governing the provision of health care to handicapped
infants are authorized by §5fil ef the Rehabilitation Act of
1973. That section provides, in part:

*Briefs of andel curiae urging reversal were filed for the American As-
sociation on Mental Deficiency et al. by James W. Ellis and Ruth A.
Lualcasson; for the American C441ii.: At or Citizens with Disabilities et al.
by Thomas K. Gilhooli Frank4. Laski, Michael Churchill, and Timothy
M. Cook; for the Associaion for Retarded Citizens of the United States et
al. by Martin H. Gerry; for the Disability Rights Education & Def..ae
Fund, Ine., et aL by Barb= M. Milstein; for the Rutherford Institute et
al. by W. Charle4 Bundren, Guy O. Farley, Jr., James J. Knicely, John
W. Whitehead, Thomas 0. Kotouc, Wendell R. Bird, and William B.
Hallberg; for Cult= Johnson by James Bopp, Jr., and Thomas J.
Marzen; and for David G. McLone, M. D., et al. by Dennis J. Horan,
Victor G. Rosenblum, Edward R. Grant, and Maura K. Quinlan.

Briefs of atnici curiae urging affirmance were filed for the American
Academy of Pediatrics et aL by Stephan E. Lawton, Jack N. Goodman,
and John A. Hodges; for the State- University of New York by Robert
Abrams, Attorney General of New 1 ork, Robert Hermann, Solicitor Gen-
eral, Frederick K. Mehlman, Stanley .A. Camhi, Paul M. Glickman,
Donna Miller, Martha 0. Shoemaker, and Jane Levine, Assistant Attor-
neys General, and Sanford H. Levine; and for George P. Smith II, pro se.

James Bopp, Jr., filed a brief for Senator Orrin G. Hatch et al. as amici
curiae.
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"No otherwise qualified handicamA individual . . .

shall, solely by reason of tis handicap, be excluded from
the participation in, be denied the benefits of, or be sub-
jected to discrimination under any program or activity
receiving Federal financial assistance." 87 Stat. 394, 29
U. S. C. §794.2

The American Medical Association, the American Hospital
Association, and several other respondents2 challenge the
validity of Final Rules promulgated on January 12, 1984, by
the Secretary of the Department of Health and Human Serv-
ices.3 These Rules establish "Procedures relating to health
care for handicapped infanth,"' and in particular require the
-posting of informational notices, authorize expedited access
to records and-expedited compliance actions, and command
state child protective services agencies to "prevent instances
of unlawful medic& neglect of Iiindicapped infants." 45
CPR); 84:55 (1985).

Although the Final PiOes comprise six parts, only the four
mandatory components are challenged here! Subsection (b)

' °Handicapped individual" is defineu §7(7XB) of the Act, as emended,
as "any pemon who (i) has a physical or mental impairment which substan-
tially limits one or more of such person's major life activities, (li) hat a
reeord of such an impairment, or (ila) is L egarded es having such an impair-
ment." 92 Stat. 2985, 29 U. S. C. §706(7XD).

'The respondents include the Hospital Association of New York State,
the American College of Obstetricians and Gynecologists, the ktsociation
of American Medical Colleges, the American Academy of Family Physi-
cians, and certain individual physkians.

.:aret Heckler occupied the position of Serretary throut ut the
rulema. g period. On Decemble i3, 1985, after certiorari hail been
granted, Dr. Otis Bowen assumed' that position. Despite the fart that
Dr. Bowen wa3 not responsible for promulgation of the Final Rules, for
the sake of continuity our references ESSI1=2 that he was. For ease
of reference we refer to the Secretary, the Department, and HHS
interchangeably.

' In subsection (a) the Department 'encourages each recipient health
care provider that providat health care services to infants" tt. establish aa
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is entitled "Posting of informational notice" and requires
every "recipient health care provider that provides health
care services to infants in programs or activities receiving

"Infint Care Review Committee (ICRC)" -to :mist in the development of
treatment-standards for handicapped infants and to provide assistance in
making indMdval treatment decisions. 45 CFR I 84.55(a) (1985). In sub-
section (f), the Department describes its version of a model ICRC.

Subsection (f) also provides that Itlhe activities of the ICRC will be
guided by . . . [Me interpretative guidelines of the Department." 45 CFR
§84.55(f X1XiiXA) (1985). These guidelines, which are "illustrative" and
"do not independently establish rules of conduct," pt. 84; appendix C, 1(a),
set forth the Department's interpretation of *504. Although they do not
contaimany definitiQn of "discrimination," they do state that 504
applicable to parents and that the regulation applies to only two cate;.K *les
of activities of hospitals: (1) refusals to provide treatment or nourishinent
to handicapped infants whose parents have csnaented to, or requested,
such treatment; and (2) the fsdkre or refusal to take action to override a
parental decision to withhold Consent for medkally beneficial treatment or
nourishment. With respect to the second category, the guidelines state
that the hospital may not "solely on the basis of the infant's present or
anticipated future mental or physical impairments, fail to follow applicable
procedures on reporting such incidents to the child protective servkes
agency or to seek judicial review." 45 CFR pt. 84, appendix C, I (aX4)
(1985).

With respect to the first category, the guidelines do not state that *504
categorically prohibits a hospital from withholding requested treatment or
nourishment "solely on the bask of present or anticipated physical or men-
tal impairments of an infant." 45 CFR pt. 84, appendix C, 1 (aXI).
Rather, the substantive guidelines and two of the illustrative examples
recognize that the etiology of and:prognosis kr particular handicapping
conditions may justify "a refusal to treat solely on the basis of those handi-
capping conditions." 1 (aX2) (§ 504 does not require "futile treatment");
1 (aX5Xiii) (0 504 does not require treatment of anencephaly because it
would "do no more than temporarily prolong the act of dying"); II (eXiv)
(same with severely premature and low birth weight infants). In general,
ths.guidelines seem to make a hospital's liability under § 504 dependent

Airoof that (1) it raised to provide requested treatment or nourish-
ment-solely on the basis of an infant's handicapping condition, and (2) the
treatment or nourishment would have been medically beneficial. See

(aX1)-(3), (5).
The guidelines also describe how HHS will respond to "complaints of sus-

pected life threatening noncompliance" with 504 in this context, progress-
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Federal financial assistance"a group to which we refer ge-
nerically as "hospitals"to post an informational notice in
one of two approved forms. 45 CFR §84.55(b) (1985). Ah
forms include a statement that §504 prohibits discrimination
on the basis of handicap, and indicate that because of this pro-
hibition "nourishment and medically beneficial treatment (as
determined with respect for reasonable medical judgments)
should not be withheld from handicapped infants solely on the
basis of their present or anticipated mental or physical im-
pairments." 45 CFR §§84.55(b)(3), (4) (1985). The notice's
statement of the legal requirement does mot distinguish be-
tween medical care for which parental consent-11as been" ob-
tained and that for which it has not. The notice must iden-
tify the telephone number of the appropriate child protective
services agency and, in addition, a toll-free number for the
Department that is available 24 hours a day. ibid. Finally,
the notice must stoce that the "identity of callers will be
kept confidential" and that federal law prohibits retaliation
"against any person who provides information about possible
violations." ibid.

Subsection (c), which contains the second mandatory
requirement, sets forth "Responsibilities of recipient state
child protective services agencies." Subsection (c) does not
mention § 504 (or any other federal statute) and does not even
use the word "discriminate." It requires every designated
agency to establish and maintain procedures to ensure that

ing from telephone inquiries to the hospital to obtain information about the
condition of the infant, to requests kr access to records, snd finally to on-
:Ike investigations and litigation in appropriate cases. 1 (b). The guide-
lines do not draw any distinction between cases in which parental consent
has been withheld and thois in which it. has been given. Nor do they draw
any distinction between mesh) whirls hospitals have made a report of pa-
rental refusal to consent to treatment and those in which no report to a
state agency has been made. They do announce that the "Departmert will
also seek to coordinate its investigation with any related investigations by
the state child Protective services agency so as to minimize potential dis-
ruption," I (bX4), indicating that the Department's investigations may con-
tinue even in cases that have previously been referred to state agency.
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"the agency utilizes its full authority pursurdt to state law to
prevent instances of unlawful medical neglect of handicapped
infante." 45 CFR §84.55(c)(1). Mandated procedures must
include (1) "[a] requirement that health care providers report
on a timely basis . . . known or suspected instances of unlaw-
ful medical neglect of handicapped infants," §84.55(c)(1)(i);
(2) a method by which the state agency can receive timely re-
ports of such cases, §84:55(c)(1)(ii); (3) "immediate" review of
those reports, including "on-site investigation," where appro-
priate, §84.55(c)(1)(iii); (4) protection of "medically neglected
handicapped infants" including, where appropriate, legal
action to secure "timely court order[s] to compel the pro-
vision of necessary nourishment and medical treatment,"
§84.55(cX1)(iv); and (5) '"(tlimely ratification" to HHS of
every report of "suspected tralawful medical neglect" of
handicapped infants. The preamble to the Final Rules
makes clear that this subsection applies "where a refusal to
provide medically beneficial treatment is a result, not of deci-
sions by a health care provider, but of decisions by parents."
49 Fed. Reg. 1627 (1984).

The two remaining mandatory regulations authorize "[e]x-
peclited access to recorde and "(e)xpedited action to effect
compliance." 45 CFR §§ 84.55(d), (e) (1985). Subsection (d)
provides broadly for immediate access to patient records on a
24-hour basis, with or without parental consent, "when, in
the judgment of the responsible Deprztment official, immedi-
ate accese is necessary to eroteet the life or health of a handi-
capped individual." §84.55(d). Subsection (e) likewise dis-
penses with otherwise applicable requirements of notice to
the hospital "when, in the judgment of the responsible De-
partment official, immediate action to effect compliance is
necessary to protect the life or health of a handicapped indi-

vidual! § 84.55(e). The expedited compliance provision is
intended to allow "the government [to] see[k] a temporary
restraining order to sustain the, life of a handicapped infant in
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imminent danger of death." 49 Fed. Reg. 1628 (1984). Like

the provision affording expedited access to records, it applies
without regard to whether parental consent to treatment has
been withheld or whether the matter has already been re-
ferred to a state child protective services agency.

II

The Final Rules represent the Secretary% ultimate re-
sponse to an April 9, 1982, incident in which the parents of
a Bloomington, Indiana, infant with Down's syndrome and
other handimps refused consent to surgery to remove an
esophageal obstruction that prevented oral feeding. On

April 10, the hospital initiated judicial proceedings to over-
ride the parents' decision, but an Indiana trial coUrT, after
holding a hearing the same evening, denied the requested re-
lief. On April 12 the court asked the.local Child Protection
Committee to review itz decision. After condr ding its o.Vin
hearing, the Committee found no reason to dies gree with the
court's ruling.' The infant died six days after its birth.

Citing "heightened public concern" in the aftermath of the
Bloomington Baby Doe incident, on May 18, 1982, the direc-
tor of the Department's Office of Civil Rights, in response to
a directive from the President, "remind[edr health care pro-
viders receiving federal financial assistance that newborn in-

At the instance of the local prosecutor, the Indiana courts on April 13

held another hearing nt which the court concluded that "Baby Doe" had not

been (minted under Indiana's Child in Need of Services statute. Addi-

tional attempts to seek judicial intervention were rebuffed the same day.

On the following day, the Indiana Court of Appeals denied u request for

an immediate hearing. In re Infant Doe, No. GU 8204-004A (Monroe
County Cir. Ct., Apr. 12, 1982). The Indiana Supreme Court, by a vote of

3 to 1, rejected a petition for a writ of mandamus. State ex rel. Infant Doe
v. Baker, No. 482 S 140 (May 27, 1982). The infant died while a stay was
being sought in this Court, and we subsequently denied certiorari. Infant
Doe v. Bloomington Hoepitat, 464 U. S. 961 (1983).
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fants with handicaps such as Down's syndrome were pro-
tected by §504. 47 Fed. Reg. 26027 (1982).'

This notice was followed, on March 7, 1983, by an "Interim
Final Rule" contemplating a "vigorous federal role." 48
Fed. Reg. 9630. The Interim Rule required health care pro-
viders receiving federal financial assistance to post "in a con-
spicuous place in each delivery ward, each maternity ward,
each pediatric ward, Sand each nursery, including each inten-
sive care nursery" a notice advising of the applicability of
§ 604 and the availability of a telephone "hotline" to ieport
suspected violations of the law to HHS. Id., at 9631. Like
the Final Rules,-the Interim Rule also provided for expedited
compliancc actions and expedited access to records and facili-
ties when, "in the judgment of the responsible Department
official," immediate action or access was "necessary to pro-
tect the life or health of a handicapped individual." Id., at
9632. The Interim Rule took effect on March 22.

On April 6, 1989, respondents American Hospital Associa-
tion et al. filed a complaint in the Federal District Court for
the Southern District of New York seeking a declaration that
the Interim Final Rule was invalid and an injunction against
its enforcement. Little more than a week later, on April 14,
in a similar challenge brought by the American Academy of
Pediatrics and other medical institutions, the Federal Dis-
trict Court for the District of Columbia declared the Interim
Final Rule "arbitrary and capricious and promulgated in vi-
olation of the Administrative Procedure Act." American
Academy of Pediatrics v. Heckler, 561 F. Supp. 395, 404
(1983). The District Judge in that case "conclude[d] that
haste and inexperience ha[dl resulted in agency action based
on inadequate consideration" of several relevant concerns

'The notic., maintained that hospitals would violate § 504 if they "al-
low[ed] [an] infant" to remain in their care after "the infant's parents or
guardian [h withheld consent to] treatment or. nourishment discrimina-
torily." 47 Fed. Reg. 26027 (1982). The Secretary no longer subscribes
to this reading of the statute. See 49 Fee Reg. 1631 (1984).
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and, in the alternative, found that the Secretary had improp-
erly failed to solicit public coniment before issuing the Rule.
Id., at :399-401.

On July 5, 1983, the Department issued new "Proposed
Rules" on which it invited comment. Like the Interim Final
Rule, the Proposed Rules required hospitals to post informa-
tional notices in conspicuous places and authorized expedited
access to records to be followed, if necessary, by expcdited
compliance action. 48 Fed. Reg. 30851. In a departure
from the Interim Final Rule, however, the Proposed Rules
required federally assisted state child protective services
agencies to utilize their "full authority pursuant-to State
law to prevent instances of medical neglect of handicapped
infants." Ibid. Mandated procedures mirrored Visoo,) con-
tained in the Final ilules described above. Ihd. The
preamble and appendix to the Proposed Rules did not ac-
knowledge that hospitals and physicians lack authority to
perform treatment to which parents have not given their
consent.'

'In explaining the need for the Proposed Rules, the preamble, although
mentioning "parental rights over their children," insisted that physicians'
"acquiescence in nontreatment of Down's children is apparently because of
the handicap," rather than, it must be supposed, lack of parental cons ent.
48 Fed. Reg. 30848 (1983).

The effect of parental nonconsent was not even mentioned in theappen-
dix to the Prol.vsect Rules. That section, which set forth the Depart-
ment's view of "the manner in which Section 54% applies to the provision of
health care services to handicapped infanta," id., at 30851, declared that
504 mandated "the basic provision of nourishment, fluids, and routine

nursing care." Id., at 30852. The provision of sustenance, according to
the Denartmentewas "not an option for medical judgment." Ibid. Thus,
"[e]ven if a handicapped infant faces imminent and unavoidable death, no
health care provider should take upon itself to cause death by starvation or
dehydration." Ibid.

In addition to its unqualified eneorsement of nourishment as required by
6 504, the appendix announced that "[a]ny decision not to correct intestinal
atresia in a Down's 27ndrome child, unless an additional complication med-
ically warrants such decision, must be dee:ned a denial of services based on
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After the period for notice and comment had passed, HHS,
on December 30, 1983, promulgated the Final Rules and an-
nounced that they would take effect on Feruary 13, 1984.

On March 12 of that year respondents American Hospital As-
sociation et al. amended their complaint and respondents
American Medical Associttion et al. filed suit to declare the
new regulations invalid and to enjoin their er'---cement.
The actions were consolidated in the Federal D t Court
for the Southern District of New York, which awarded the
requested relief on the authority of the decision of the United
States Court of Appeals for the Second Circuit in United
States v. University Hospital, 729 F. 2d 144 (1984). Ameri-
can Hospital Assn. v. Heckler, 585 F ..Supp. 541 (1984); App.
to Pet. for Cert. 50a. On appeal, the parties agreed that the
reasoning of the Court of Appeals in University Hospital, if
valid, required a judgment against the Government in this

case.' In accordance with its earlier decision, the Court of
Appeals summarily affirmed the District Court. 694 F. 2d
676 (1984). Since the judgment here thus rests entirely on
the reasoning of University Hospital, it is appropriate to ex-
amine that case now.

Ill
On October 11, 1983, after the Department's Interim Final

Rule had been declared invalid but before it had promulgated
the Final Rules challenged here a chtd with multiple con-
genital defects known as "Baby Jane Doe" was born in Long

the handicap of Down's Syndtome. The same reasonin,- applies to a case
of Down's Syndrome (infant) with esophogeal atresia, an. `le denial of sur-

gery to correct atresia." Ibid. (emphasis added). Th;. Jepartment did
not discuss the relevance of parental nonconsent to thehospital's treatment
obligation under § 604, presumably because it was irrelevant given its un-
derstanding of the provision at that time.

'Indeed, although the Government to1c an appeal from the District
Court'sjudgment, it filed a motion for summary disposition after the Court
of Appeals denied ita motion for initial consideration en banc. Its motion
expressly acknowledged that an affirmance was compelled by the decision
in University Hospital.

448

Island, New York, and was promptly transferred to Univer-
sity Hospit..i for corrective surgery. After consulting with
physicians and other advisers, the parents decid-i to forgo
corrective surgery that was likely to prolong the child's life,

but would not improve many of her handicapping conditions.
On October 16, 1983, an unrelated attorney named Wash-

burn filed suit in the New York Supreme Court, seeking the
appointment of a guardian ad litem for the infant who would

direct the hospital to perform the corrective surgery. The

trial court granted that relief on October 20, but was re-
versed the following day by the Appellate Division which

found that the "concededly concerned and loving parents"
had "chosen one course of appropriate medical treatment

over another" and made an informeddecision that was "in the

best. interest of the infant." Weber v. Stony Brook Hospital,
95 App. Div. 2d 587, 589, 467 N. Y. S. 2d 685, 687 (per
curium). On October 28, the New York Court of Appeals
affirmed, but on the ground that the trial court should nc
have entertained a petition to initiate child neglect proceed-

ings by a stranger who had not requested the aid of the re-
sponsible state agency. Weber v. Stony Brook Hospital, 60

N. Y. 2d 208, 211-213, 456 N. E. 2d 1186, 1187-1188 (per

curiatn).
While the state proceedings were in progress, on October

19, HHS received a complaint from a "private citizen" that
Baby Jane Doe was being discriminatorily denied medically

indicated treatment. HHS pfomptly re .ed this complaint

to the New York State Child Protectrge Service. (The

agency investigated the charge of medical neglect and soon
thereafter concluded that there was no cause for state inter-

vention.) In the meantime, before the State Child Protec-

tive Service could act, HHS on October 22, 1983, made re-

peated requests of the hospital to make its records available
for inspection in order to determine whether the hospital was

in compliance with § 504. The hospital refused the requests
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and advised HES that the parents had not consented to a
release of the records.

Subsequently, on November 2, 1983, the Government filed
suit in Federal District Court invoking its general authority
to enforce §504 and 45 CFR §84.61 (1985), a regulation
broadly authorizing access to information necessary to ascer-
tain compliance. The District _Court allowed the.parents to
intirvene as defendants, expedited the proceeding, and ruled
against the Government. It reasoned that the Government
had no right of access to information because the record
clearly established that the hospital had not violated the stat-
ute. United States v. University Hospital, State Univ. of
N. Y at Stony Brook, 575 F. Supp. 657, 614 (EDNY). Since
the uncontradicted evidence established that the hospital
"ha[d] at all times been willing to perform the surgical proce-
dures in question, if only the parents . . . would consent," the
hospital "failed to perform the surgical procedures in ques-
tion, not because Baby Jane Doe [wa]s handicapped, but
because her parents hafd] refused to consent." Ibid.

The Court of Appeals affirmed. In an opinion handed
down on February 23, 1984, six weeks after ,romulgation
of the Final Rules, it agreed with the Di-frizt Court that
"an agency is not entitled to information sought inan investi-
gation that `overreaches the arthority Congress has given."
729 F. 2d, at 150 (quoting Oklahoma Press Publishing Co. v.
Walling, 327 U. S. 186, 217 (1946)). It further held that
although Baby Jane Doe was a "handicapped individual," she
was not "otherwise qualified" within the mtaning of § 504
because "where medical treatment is at issue, it is typically
the handicap itself that gives rise to, or at least contributes to
the need for services"; as a result "the 'otherwise qualified'
criterion of section 504 cannot be meaningfully applied to a
medical treatment decision." 729 F. 2d, at 156. For the
same reason, the Court of '..ppeals rejected the Govern-
ment's argument that Baby Jane Doe had been "subjected to
discrimination" undw § 504: "Where the handicapping condi-

tion is related to the condition(s) to be treated, it will rarely,
if ever, be possible to say with certainty that a particular
decision was Yriecrniinatory'." Id., at 157. The difficulty
of applying §504 to individual medical treatment decisions
confirmed the Court of Appeals in its view that "[C]ongress
never centemplated that section 504 of the Rehabilitation Act
would apply to treatment decisions involving defeetive new-
born infants when the statute was enacted in 1973, when it
was amended in 1974, or at any subsequent time." Id., at
161. It therefore rejected "the far-reaching position ad-
vanced by the government in this case" and concluded that
until Congress had spoken, "it would be an unwarranted ex-
ercise of judicial power to approve the type of investigation
that ha[d] precipitated this lawsuit." Ibid.

Judge Winter dissented. He pointed out that §504 was
patterned after § 601 of the Civil Rights Act of 1964, which
prohibits discrimination on the basis of race in federally
funded programs, and asserted that a refusal to provide med-
ical treatment because of a person's handicapping condition is
as clearly covered by- § 504 as a refusal based on a person's
race is covered by 0601:

"A judgment not to perform certain surgery because a
person is black is not a bona fide medical judgment. So
too, a decision not to correct a life threatening digestive
problem because an infant has Down's Syndrome is not a
bona fide medical judgment. The issue of parental au-
thority is also quicidy disposed oL A denial of medical
treatment to an infant because the infant is black is not
legitimated by parental consent." Id., at 162.

The Gover ment did not file a certiorari petition in Univer-
sity Hosoital. It did, however, seek review of the judgment
in this case. We granted certiorari, 472 U. S. 1016 (1985),
and we now affirm.



624 OCTOBER TERM, 1985

Opinion of STEVENS, J.

BOWEN u AMERICAN HOSPITAL ASSN. 625

476 U. S. el0 Opinion of STEVENS, J.

IV

The Solicitor General is correct that "handicapped individ-
ual" as used in §504 includes an infant who is born with a con-

genital defect. If such an infant is "otherwi,se qualified" for
benefits under a program or activity re,:eiving federal finan-
cial assistance, § 504 protects him from discrimination-esolely_
by reason of his handicap."' It follows, under our decision
in Al=anfler v. Choate, 469 U. S. 287, 301 (1985), that
handicapped infants are entitled..to "meaningful access" to
medical services provided by hospitals, and that a hospital
rule or state policy denying or limiting such access would be
subject to challenge under § 504.

However, no such rule or policy is challenged, or indeed
has been identified, in this ease. Nor does this case, in con-
trast to the University Hospital litigation, involve a claim
that any specific individual treatment decision violates §504.
This suit is not an enforcement action, and as a consequence
it is not necessary to determine whether § 504 ever applies to
individual medical treatment decisions involvinghandicapped
infants. Respondents brought this litigation to challenge the
four mandatory components of the Final Rules on their face,"
and the Court of Appeals' judgment which we review merely
affirmed the judgment of the District Court which "declared
invalid and enjoined enforcement of [the final] regulations,

'As the case comes to us, we have no reason toreview the Court of Ap-
peals' assumption that the provision of health care to infants in hospitals
receiving Medicare or Medicaid payments is a part of a 'program or activ-
ity receiving Federal financial assistance." See Consolidated Rail Corp.
v. Darrone, 465 U. S. 621, 635-636 (1984).

*See, e. g., Brief in Opposition for Respondents American Medical
Assn. et al. 7-8, n. 8; Record, Doc. No. 4, Memorandum of Points and
Authorities in Support of Plaintiffs' Motion for Preliminary Injunction 12

("The Final Regulation which is challenged in this actioncontains four man-
datory provisions" (citations omitted)); id., at 29 ("After University Hopi-
k' . . . must fall all of the mandatory obligations imposed by the Final

Regulation"). Cf. App. 138-140 (complaint of American Medical Associa-

tion et al.).
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purportedly promulgated pursuant to section-504 of thê-lte-
habilitation Act of 1973, 29 U. S. C. §794 (1982)." App. to
Pet. for Cert. 2a." The specific question presented by this

"-Itis true that the.Distriet.Court,in addition to declaring "(tjhe Final

Regulation . . . invalid and unlawful as exceeding" 504 and efoiiiing Pet!.

tioner-from --"any-further-impleiniiitation..siCthe Regulation,"-also-
declared invalid and enjoined lajny other actions" of the Secretary "to reg-
ulate treatment involving impaired newborn infanta taken under authority

of Section 504, including currently pending investigation and other enforce-
ment actions." App. to Pet. for Cert. 51a. This language must, however,

be given a limited constructio.. The complaints in this case did not chal-
lenge the Department's authority to regulate all treatment decisions, but

Imre precisely the mandatory provisions of the Final Rules and enforce-
nu nt activity along those lines but undertaken pursuant to the Depart-
ment's "ge%aral authority" to enforce 504, as occurred in the University
Hospital litigation and in 41 of the 49 full-scaleinvestigations conducted by

the Secretary up to that point in _time. See App. 138-139 (complaint
of American Medical Association et al.); id, at 145 (same); id., at 159 (com-

plaint of American Hospital Association et al.). See also Record, Doc. No.
4, Memorandum of Points and Authorities in Support of Plaintiffs' Motion
for PreDminary Injunction 10-11. From these pletdings, the Court of Ap-
peals apparently interpreted the District Court's use of the word "any" to

forbid "(amity other actions" resembling the "currently pending investiga-

tion and other enforcement actions" specified in the injunction, App. to
Pet. for Cert. 51a, rather than all peasible regulatory and investigative
aceiviiy that might involve the provision of health care to handicapped

infants. Thus, as 10.11 become clear from ow Analysis of the Final Rules
below, the injnnction forbids continuation or initiation of regulatory and
investigative activity directed at instances in which parents have refuse&

consent to treatment and, if the Secretary were to undertake such action,

efforts to seek compliance with affirmative requirements imposed on date

child protective services agencies. "Because of the rightly serious view
courts have traditionally taken of violations of injunctive orders, and be-

cause of the severity of punishment which may be imposed for such viola-
tion," Pasadena City Bd. of Education. v. Spangler, 427 U. S. 424, 439
(1976); see Longshoremen v. Marine Trade Assn., 389 U. S. 64, 76 (1967);
Gunn v. University Conimittee, 899 U. S. 383, 389 (1970), the Court of
Appeals properly construed the District Court's judgment aspertaining to
the regulations challenged in this litigation (and enforcement activity
independent of the Final Rules but paralleling the procedures set forth

therein). Cf. Schmidt v. Lessard, 414 U. S. 473, 477 (1974) (per curiam)
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case, then, is whether the four mandatory provisions of the
Final Rules are authorized by §f.04.

V
It is an axiom of L'Yininistrative law that an agency's ex-

planation of the basis for its decision must include "a 'rational
connnection between the facts found and the choice made.'"
Motor Vehicle Mfrs. Assn. v: State Farm Mut. Automobile
Ins. Co., 463 U. S. 29, 43 (1983) (quoting Burlington Truck
Lines, Inc. v. United States, 371 U. S. 156, 168 (1962)).11
Agency deference has not come so far that we will uphold
regulations whenever it is possible to "conceive a basis" for
administrative action. To the contrary, the "presumption of

(noting desirability of precise construction of injunction orders to facilitate
appellate review). It is, of course, the Court of Appeals' judgment that
we are called on to review, not the District Court's. See Union Pacific
R. Co. v. Chicago, R. I. & P. R. Co., 163 U. S. 564,593 (1896). Cf. Davis
v. Packard, b Pet. 41,49 (1832). Accordingly, we give great weight to the
Court of Appeals' construction of the judgment it affirmed. Cf. United
States v. Colgate & CO., 250 U. S. 300,301-302 (1919). For purposes of
comparison, the dissent's expansive reading of the judgment is supported
neither by the Court of Appeals nor by the parties. See Brief for Re-
spondents American Medical Man. et aL 14, 48, n. 60. CL Brief for
Respondents American Hospital Assn. et al. 4 (quoting final judgment of
the District Court). In view of the fact that we affirm this judgment
on reasoning narrower than that employed by the lower courts, it bears
repetition that this Court "reviews judgments, not opinions." Chovran
U. S. A. Inc. v. Natural Resources Defense Council, Inc., 467 U. 1 837,
842 (1984). See, e. g., Black v. Cutter Laboratories, 361 U. S. 292, 297
(1956); .1. E. Riiey Investment Co. v. Commissioner, 311 U. S. 55, 59
(1940); Williams v. Ns:Mid, 12 Wheat. 117, 120 (1827); McClung v.
Sillitnan, 6 Wheat. 598,603 (1821).

"See Baltimore Gas & Electric Co. v. Natural Resources Defense Coun-
cil, /nc., 462 U. S. 87, 105-106 (1983); Bowman Transportation, Inc. v.
Arkansas-Best Freight System, Inc., 419 U. S. 281, 285-286 (1974); FTC
v. Sperry & Hutchinson Co., 406 U. S. 233,249 (1972); FPC v. United Gas
Pipe Line Co., 393 U. S. 71,72-73 (1968) (per curiam); Siegel Co. v. FTC,
327 U. S. 608, 613 (1946).
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regularity afforded an agency in fulfilling its statutory man-
date," is not equivalent to "the minimum rationality a statute
must bear in order to withstand analysis under the Due Proc-
ess Clause." Motor Vehicle Mfrs. Assn. v. State Farm Mut.
Automobile Ins. Co., 463 U. S., at 43, n. 9. Thus, h mere
fact that there is "some rational basis within the knowledge
and experience of the [regulators)," United States v.
Carotene Products Co., 304 U. S. 144, 152 (1938) (footnote
omitted), under which they "might have concluded" that the
regulation was necessary to discharge their statutorily au-
thorized mission, Williamson v. Lee Optical Co., 348 U. S.
483, 487 (1955), will not suffice to validate agency decision-
making. See Industria2 Union Dept. v. American Petro-
leum Inst., 448 U. S. 607, 639-659 (1980) (opinion of STE-
VENS, J.); Burlington Truck Lines, inc. v. United States,
371 U. S 156, 169 (1962). Ourrecognition of Congress' need
to vest administrative agencies with ample power to moist in
the difficult task of goveyning a vast and complex industrial
Nation carries with it the correlative responsibility of the
agency to explain the rationale and factual basis for its deci-
sion, even though we show respect for the agency's judgment
in both.

Before examining the Secretary's reasons for issuing the
Final Rules, it is essential to understand the pre-existing
state-law framework governing the provision of medical care
to handicapped infants. In broad outline, state law vests de-
cisional responsibility in the parents, in the first instance,
subject to review in exceptional cases by the State acting as
parens patriae." Prior to the regulatory activity culminat-

"The basic pattern of decisionmaking is well summarized in the 1983 re-
port of the President's Commission for the Study of Ethical Promems in
Medicine and Biomedical and Behavioral Research:

"The paucity of directly relevant cases makes characterization of the law
in this area somewhat problematic, but certain points stand out. First,
there is a presumption, strong but rebuttable, that parents are the appro.
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ing in the Final Rules, the Federal Government was not a
'participant in the process of maldng treatment decisions for
newborn infants. We presume that this general framework
was familiar to Congress when it enacted § 504. See Cannon
v. University of Chicago, 441 U. S. 677, 696-697 (1979). It
therefore provides an appropriate background for evaluating
the Secretary's action in this case.

The Secretary has identified, two possible categories of
violations of §504 as justifications for federal oversight of
handicapped infant care. First, he contends that a hospital's
refusal to furnish a handicapped infant with medkally benefi-
cial treatment "solely by reason of his handicap" constitutes
unlawful discrimination. Second, he maintains that a hospi-
tal's failure to report cases of suspected medical neglect to a

priate decisionmakers for their Wants. Traditional law concerning the
family, buttressed by the emerging consMitional right of privacy, protects
a substantial range of discretion for parents. Second, as persons unable to
protect themselves, infants fall under the parena patriae power of the
state. In the exercise of this authority, the state not only punishes par-
ents whose conduct has amounted to abuse or neglect of their children but
may also supervene parental decisions before they become operative to en-
sure that the choices made are not so detrimental to a child's interests as to
athount to neglect and abuse.

". . . (Ms long u parents choose from professionally accepted treatment
options the choice is rarely reviewed in court and even less frequently su-
pervened. The courts have exercised their authority to appoint a guard-
ian for a child when the parents are nct capable of participating in the deci-
sionmaking or when they have made decisions that evidence substantial
la& of concern for the child's interests. Although societal involvement
usuallyuccurs under the auspices of governmental instrumentalitieseuch
as child welfare agenciu and courtsthe Anierican legal system ordinarily
reliea upon the private initiative of individuals, rather than continuing gov-
ernmental supervision, to bring the matter to the attention of legal authori-
ties." Report, at 212-214 (footnotes omitted).
This mnnmary accords with the Secretary's understanding of the state-law
.i.zunework, at least in other contexts. See 50 Fed. Reg. 14880 (1985)
(final rule implementing Child Abuse Amendments of 1984) ("The decithon
to provide or withhold medically indicated treatment is, except Lighly
uthisual circumstances, made by the parents or lepl guardian").

452

state child protective services agency may also violate the
statute. We separately consider these two possible bases
for the Final Rules."

"Rather than address these issues, the dissent would remand to the

Court of Appeals. See post, at 656. In light of its willingness to address
the broader hypothetical question whether 1504 ever authorizes regulation
of medical treatment decisions"even if the judgment below were limited

to invalidation of these regulations," post, at 650, n. 4it comes as some-
thing of a surprise to read the references to the Solicitor General's argu-
ment that "this claim in its current form is not properly in the aryl," post,

at 657, n. 9. The produral objections are plainly without substance.
Respondents AMA et al. roiled the iack of factual support in their brief
in opposition to the petition for certiorari. See Brief in Opposition for
Respondents American Medical Association et rl. 20 ("First, the funda-
mental problem with the SecTetary's position is that it is based on a situa-
tion that has not occurredand will not occurin real life. . . . Not sur-
prisingly, the Secretary cites no case where (his hypothetical problem]has
occurred"); id., at 20-21; id., at 26 ("B. The Secretary Has Shown No Prob-
lem With the Historic State Law Framework That Warrants Direct Fed-
eral Investigat m and Regulation"); id., at 26-29. The Solicitor General,
although responding that such evidence exists, see Reply Memorandum for
Peitioner 9, did not raise a procedural bar. As a result, the objection is
waived. See Oklahoma City v. TuWe, 471U. S. 808, 816-816 (1985). Al-
though further discussion of this objection is therefore unnecessary, the
dissent is also wrong in suggesting that respondents' complaints did not
raise "the lack of a factual basis involving situations in which parents haw
consented to treatznent." Post, at 667, n. 9. In fact, the complaint of re-
spondents AMA et al. alleged ',AUNT II: Violation of the Adzninistrative
Procedure Act," App. 146, and incbrporated by reference the allegation
that "None of the mandatory provisions of the Final Regulation have a
basis in fact or are designed to meet a documented problem," id., at 140.
Accord, id., at 168 (complaint of respondents AHA et ei.). The fact that
our decision rests on mends narrower than that relied on by the lower
courts is surely not an infirmity. We can only add that the lack offactual
support for these regulations wai fully briefed in this Court, see especially
Brief for Respondents American Medical Assn. et al. 39-41: Brief for
Respondents American &vital Assn. et al. 48-49, and the tact that the
Solicitor General responds with so little, so late bespeaks the absence of
evidentiary support for the regulations, not an inadequate opportunity to
direct us to it.

The Solicitor General also contends, for the first time in his reply brief on
the merits, see Reply Brief for Petitioner 16, n. 6, that the Final Rules are
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of the Civil Richts Act is misplaced. If, pursuant to its nor-
mal practice, a hospital refused to operate on a black child
whose parents had withheld their consent to treatment, the
hospital's refusal would not be based on the race of the child
even if it were assumed that the parents based their decision
entirely on a mistaken assumption that, the race of the child
made-the operation inappropriate.

Now that the Secretary has acknowledged that a hospital
has no statutory treatment obligation in the absence of pa-
rental consent, it has become clear that the Final Rules are
not needed to prevent hospitals from denying treatment to
handicapped infants. The Solicitor General concedes that
the administrathe record contains no evidence that hospitals
have ever refused treatment authorized either by the infant's
parents or by a court order. Tr. of Oral Arg, 8. Even the
Secretary never seriously maintained that posted notices,
"hotlines," and emergency on-site investigations were neces-
sary to process complaints against hospitals that might refuse
treatment requested by parents. The parental intereut in
calling such a refusal to the attention of the appropriate au-
thorities adequately vindicates the interest in enforcement of
§504 in such cases, just as that interest obviates the need for
a special regulation to deal with refusals to provide treatment
on the basis of race which may violate §601 of the Civil
Rights Act.

The Secretary's belated recognition of the effect of paren-
tal nonconsent is important, because the supposed need for
federal monitoring of hospitals' treatment decisions rests en-
tirely on instcnces in which parents have refused their con-
sent. Thus, in the Bloomington, Indiana, case that precipi-
tated the Secretary's enforcement efforts in this area," as

VI

In the immediate aftermath of the Bloomington Baby Doe
incident, the Secretary apparently proceeded on the assump-
tion that a hospital's statutory duty to provide treatment to
handicapped infants was unaffected by the absance of parental
consent. See supra, at 617-619. He has 'since abandoned
that view. Thus, the preamble to the Final Rules correctly
states that when "a non-treatment decision, no matter how
discriminatrry, is made by parents, rather than by the hospi-
tal, section 604 does' not mandate that the hospital unilat-
erally overrule the parental decision and provide treatmenc
notwithstanding the lack- of consent." 49 Fed. Reg. 1631
(1984). A hospital's withholding of treatment when no pa-
rental consent has been given cannot violate § 504, for with-
out the consent of the parents or a surrogate decisionmaker
the infant is neither "otherwise qualified" for treatment nor
has he been denied care "solely by reason of his handicap."
Indeed, it would almost certainly be a tort as a matter of
state law to operate on an infant without parental consent.
This analysis makes clear that the Government's heavy reli-
ance on the analogy to race-based refusals which violate §601

"interpretative guidelines" which "merely explained the Secretary's con-
struction of Section 504 in this setting," ibid. This assertion was rejected
the only occasion on which it was tendered, see American Academy of Pe-
diatrics v. Heckler, 561 F. Supp. ars, 401 (DC 1983), is belied by the Secre-
tary's own decision to provide notire and request comment on the regula-
tions, cf. 5 U. S. C. §553(b), and is patently without merit. To its credit,
the dissent does not ultimately rely on either of these arguments. See
post, at 667, n. 9.

"Just as "[t]he fade of the hospital to itself provide the treatment" be-
cause of the unavailability of medical equipment or expertise would not be
"on the buis of the handicap" but "on the fact that the hospital is incapable
of providing the treatment," according to the Secretary's regulations, 49
Fed. Reg. 1637 (1984), it is equally clear that a refnul to provide care be-
cause of the absence of parental consent wmgd not be "solely by reason of
[the infanCs] handicap."

"The Secretary's summary of this case makes it dear that the hospital's
failure to perform surgery was based on the parents' refusal of consent:
"Bloomington, Indiana. Investigation into April 1982, death of Want
with Down's syndrome and esophageal atresia from whom surgery was
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well as in the University Hospital case that provided the
basis for the summary affirmance in the case now before us,"
the hospital's failure to perform the treatment at issue rested
on tie lack of parental consent. The Secretary's own sum-
maries of these cases establish beyond doubt that the respec-
tive hospitals did not withhold medical care on the basis of
handicap and therefore did not violate § 504; as a result, they
provide no support for his claim that federal regulation is
needed in order to forestall comparable cases in the future.

The Secretary's initial failure to recognize that withholding
of consent by parents doet not equate vith discriminatory
denial of treatment by hospitals likewise undern nes the Sec-
retary's findings in the preamble to his proposed rulemaking.
In that statement, the Secretary cited four sources in sup-
port of the claim that "Section 504 [is] not being uniformly
followed." 48 Fed. Reg. 30847 (1983). None of the cited
examples, however, suggests that rmipienth of federal fman-
cial assistance, as opposed to parents, had withheld medical
care on the basis of handicap."

withheld on the im;tructions of the parents." Id., at 1646 (emphasis

added).
As recounted earlier, the hospital initisted judicial review to override the
parents' decision, but its efforts proved unavailing. The Solicitor General
now uknowledges that there was no buis for finding a violation of 504 in

this case. Stv Tr. of Oral Arg. 12.
"Notwithstanding that the Secretary's summary of this case demon-

strates both that treatment was withheld because of refcal of parental
consent and that state-court proceedings to override the parente decision

had been instituted before the Department intervened, the Department
proceeded with ita own investigation anyway:

"Long Island, New York. October 19, 1983, complaint, based on newspa-
per article, that infant with spina bifida not receiving surgery due to re
fusal ofparents to consent; legal proceedings hold) been initiated in State
court. Inquiry initiated October 19. On October 27, HHS asked Depart-
ment ofJustice to commence legal action to overcome refusal ofhospital to
permit review of pertinent records." 49 Fed. Reg. 1649 (1984) (emphasis
added).

uThe Secretary first cited a 1973 survey by Raymond Duff and A. G. M.
Camikell calculMing that 14% of deaths in the special nursery of the Yale-
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Notwithstanding the ostensible recogiation in the pream-
ble of the effect of parental nonconsent on a hospital's ob-
ligation to provide care, in promulgucing the Final Rules the
Secretary persisted in relying on instances in which parents
had refused consent to support his claim that, regredless of
its 'magnitude," there is sufficient evidence of "illegality" to
justify "establishing basic mechanisms to allow for effective
enforcement of a clearly applicable statute." 49 Fed. Reg.
1645 (1984). We have already discussed one source of this
evidence"the several specific cases cited in the preamble to
the proposed rule." Ibid. Contrary to the Secretary's bs-
lief, these cases do net "support the proposition that handi-
capped infants may be subjected to unlawful discrimination."
Ibid. In addition to the evidence relied on in prior notices,
the Secretary included a summary of the 49 "Infant Doe

New Haven hospital "were related to withholding treatment." 48 Fed.

Reg. 30847 (1983). The Secretary's solitary quotation from this study, ac-

curately illustrating the locus of the treatment decisions reviewed by the
authors, involvzd refusal of parental consent:

'"An infant with Down's syndrome and intestinal atresia, like the much
publicized one at Johns Hopkins Hospital, was not trezted because his par-
ents thought the surgery was wrong for their baby and themselves. He

died seveal days after birth.'" Ibid.. (emphasis added) (quoting Duff &
Campbell, Moral and Ethical Dilemmas in the Specie ';are Nursery, 289
New Eng. J. Med. 890, 891 (1973)).
The Secretary next referred to an incident at Johns Hopkins Hospital
which, as the above quotation intimates, also concerned parental refusal of
consent. Then followed brief mention of the "Bloomington Baby Doe" in-

cident, in which the parenta, u th Secretary now admits, refused consent
to treatment despite the ho8pitaa insistence that it be provided. The
Secretary's fourth and final example involved "a 1979 death of an infant
with Down's syndrome and an intestinal obstruction at the Kapiolani-
Children's Medical Center in Honolulu, Eavaii," 48 Fed. Reg. 30847
(1983), which again appears to have resulted from TMa lack of parental con-
sent," id., at $0848.

Generalizing from these examples, the Secretary reported the results of
a survey of ph, oician attitudes. He faulted "(tTheir acquiescence in non-
treatment of Down's children" which he surmised was "apparently because
of tilt: 'ilandicap represented by Down's syndrome." ibid. See n. 22,

infra.
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cases" that the Department had processed before December
1, 1983." Curiously, however, by the Secretary's own ad-
mission nonz of the 49 cases had "resulted in a finding af dis-
criminatory withholding of medical care." Id., at 1649. In
tact, in the entire list of 49 cases there is no finding that a
hospital failed or refused to provide treatment to a handi-
capped infant for which parental consent had been given.m

Notwithstanding this conceseion, the Secretary "believes
three of these cases demonstrate the utility of the procedural

"The Secretary also reprinted selected quotatiom from various corn-
mente_-s reportirg the existence of "discriminatory" decisions denying
sustenance and care to handicapped infants. None of these conunents dis-
closed whether those "discriminatory" decisions were made by parents or
by hospitals.

°The Secretary's repeated inability to identify a single treatmerit deci-
sion in violation of § 504 lends an aura of unreality to JUSTICE WHITE'S
criticism of the Court of Appeals' decision in University Hospital. In ex-
plaining why he believers "the stated basis for the Court of Appeals' holding
in University Hospital wu incorrect," post, at 656; see post, at 655, n. 8,
Jusncz WgrrE completely ignores the fact that the case involved a spe-
cific treatment decision made by parents. Since JUSTICE WHITE else-
where agrees that parental decisions are not covered by f 504, post, at 657,
n. 10, and that the Ltfant involved in the University Hospital case WU
therefore not "otherwise qualified" for tatment, post, at 654, n. 7, he im-
plicitly acknowledges thet the judgment in University Hospital is correct;
only by ignoring the actual facts of that caseaa well u the actual facts of
the 49 cases that were investigated by the Secretaryand speculating
about nonexistent hypothetical cases in which a hospital might refuse to
provide treatment requested by parents, does the dissent offer any baMs
for questioning the decision in University Hospital.

Indeed, even the dissent'a criticism of the reasoning of the Court of Ap-
peals' decision is based on a hypothetical situation that the Court of Ap-
peals did not addreeks. That court was concerned with the treatment of
cases in which "the handicaliping condition is related to the condition(s) to
be treated," 729 F. 2d, at 157 (emphasis added); see id., at 147, r. ilert
JUSTICE WHITE has carefully limited his hypothetical discussion ta fArk8 r,
which "the treatment is completely unrelated to the baby's handicappng
conditiou." Post, at 655 (emphasis added). Thus, lik bishops of opr Ate
colors, the opinions of JUSTICE Mins and the Court of Appeals do not
even touch one another.
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mechanisms called for in the final rules." Ibid. Accord,
("[T]hese cases provide additional documentation of the

need for governmental involvement and the appropriateness
of the procedures established by the final rules"). However,
these three cases, which supposedly provide the strongest
support for federal intervention, fail to disclose any dis-
crimination against handicapped newbonis in violation of
§504. For example, in Robinson, Illinois, the Department
conducted an on-site investigation when it learned that the
"hospital (at the parents' request) failed to perform necessary
surgery." Id., at 1646 (emphasis added). After "[tihe
parents refused consent for surgery," "the hospital referred
the matter to state authorities, who accepted custody of the
infant and arranged for surgery and adoption," all "in com-
pliance with section 504." Ibid. The Secretary concluded
that "the involvement of the state child protective services
agency," at the behest of the hospital, "was the most impor-
tant element in bringing about corrective surgery for the in-
fant. . . . Had there been no governmental involvement in
the case, the outcome inight have been much less favorable."
Id., at 1649 (emphasis added).21

The Secretary's second exaniple illustrates with even
greater force the effective and nondiscriminatory functioning
of state mechanisms and the consequent lack of support for
federal intervention. In Daytona Beach, Florida, the De-
partment's hotline received a complaint of medical neglect of
a handicapped i,,fant; immediate contact with the hospital
and state agency revealed that "the parents did not consent
to surgery" for the infant. Id., at 1648. Notwithstanding
this information, which was confirmed by both the hospital
and the state agency, and despite the fact that the state
agency had "obtained a court order to provide curgery" the
day before HHS was notified, the Department conducted an

z' The preamble repeatedly makes the assumption that evidence showing
the need for governmental involvement provides a basis for federal in-
volvement. See, e. g., 49 Fed. Reg. 1649 (1984).
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on-site investigation. Ibid. In the third case, in Colorado
Springs, Colorado, the Department intervened so soon after
birth that "the decisionmaking process was in progress at the
time the OCR [Of floe of Civil Rights] inquiry began," and "it
is impossible to say the surgery would not have been pro-
vided without this involvement." Id., at 1649. "However,"
the Secretary added, "the involvement of OCR and the OCR
medical consultant was cooperatively received by the hospital
and apparently constructive.' Ibid.

In sum, there is nothing in the administrative record to
justify the Secretary's belief that "discriminatory withhold-
ing of medical care" in violation of § 504 provides any support
for federal regulation: In two of the cases (Robinson, Illinois,
and Daytona Beach, Florida), the hospital's refusal was based
on the absence of parental consent, but the parents' decision
was overridden by state authorities and the operation was
performed; in the third case (Colorado Springs, Colorado)
it is not clear whether the parents would have given their
consent or not, but the corrective surgery was in fact
performed.'

'JUSTICE WHITE's dissent suggests that regulation of health care pro-
viders can be juatified on a theory the Secretary did not advancea sup-
posed need to curtail discriminatory advice by biased physicians. See

post, at 658-661. After observing that at least some handicapped infants
have not been treated, the dissent identifies physician attitudes as a likely
explanation and concludes that mandated informational notices were pre-
sumably designed to "foste(r] an awareness by health care professionals of
their responsibility not to act in a discriminatory manner with respect to
medical treatment decisions for handicapped infants." Post, at 660.

The dissent's theory finds no support in the text of the regulation, the
reasoning of the Secretary, or the briefs filed on his behalf in this Court.
The regulations in generaland the informational notices in particulardo
not purport to place any constraints on the advice that physicians may give
their patients. Moreover, since it is now clear that parental decisionmak-
ing is not covered by § 504, supra, at 630-631, the dissent's theory rests on
the unstated premise that the statute wry prevent the giving of advice to
do something which §504 does not itself prohibit. It is hardly obvious that
the Rehabilitation Act of 1973 prohibits physicians from "aiding and abet-

456
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VII

AB a backstop to his manifestly incorrect perception that
withholding of treatment in accordance with parental instruc-
tions necessitates federal regulation, the Secretary contends
that a hospital's failure to report parents' refusals to consent
to treatment violates §504, and that past breaches of this
kind justify federal oversight.

By itself, § 504 imposes no duty to report instances of medi-
cal neglectthat undertaking derives froth state-law report-
ing obligations or a hospital's own voluntary practice. Al-
though a hospital's selective refusal to report medical neglect
of handicapped infants might violate § 504," the Secretary

ting" a parental decision which parents admittedly have a right to make.
And if Congress did intend this counterintuitive result, one might expect
an explanation from the Secretary as to how the hotlines and emergency
on-site inspections contemplated by the Final Rules square with the con-
stitutional doctrines on regulation, direct or indirect, of speech in general
and of decisionmaking by health professionals in partiCular.

In reality, the Secretary neither found nor implied that physicians' pre-
dispositions against treating handicapped infants .rad resulted in parental
refusals to consent to treatment. Indeed, he principally relied on atti-
tudinal surveys for the converse propos'on that regulation is necessary
because parents refuse consent to treatment and physicians will "arquiesc,
in parental refusfals] to treat." 48 Fed. Reg. 30848 (1983). To the extent
any theory may be discerned_ in the Secretary's two-cclumn summary of
physician surveys, it is that doctors would not correct "bad" parental
decisions, not that they were responsible for helping them to make such
choices in the first piace. Moreover, even if the Secretary had relied on
this evidence to insinuate that doctors imposed their own value judgments
on parents by lobbying them to refuse consent, he never explains that the
parental decisionmaldng process is one in which doctors exercise the deci-
sive influence needed to force such results. Compare ibid., with post, at
658-659. The Secretary, in short, has not even adumbrated a theory of
"discrimination" remotely resembling the one invented by the dissent, 2nd
therefore has not made the essential connection between the evidence of
physician attitudes and the regulatory choice made here.

"Of course, § 504 would be violated Only if the hospital failed to report
medical neglect of a handicapped infant when it would report such neglect
of a similarly situated nonhandicapped infant. Because respondents have
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has failed to point to any specific evidence that this has oc-
curred. The 49 actual investigations summarized in the pre-
amble to the Final Rules do not reveal any case in which a
hospital either failed, or was accused of failing, to make an
appropriate report to a state agency!' Nor can we accept
the Solicitor General's invitation to infer discriminatory
nonreporting from the studies cited in the Secretary's pro-
posed rulemaking. Even assuming that caeen in which par-
ents have withheld consent to treatment for handicapped
infants have gone unreposted, that fact alone would rd prove

challenged the Secretary's regulations on their faze, we hare no occasion to
address the question whether infants with birth defects are similarly situ-
ated with infants in need of blood transWions (the paradigm case in whi..5
hospitals have reported or have sought to ovenide parental decisions,
according to the Solicitor General, 13- lef for Petitioner 2, and n. 16),
or whether a hospital could legitimately distinguish between the two situa-
tions en the basis of the different risks and benefits inhering in certain
operations to ctrrect birth defects, on the one hand, and blood transfu-
sions, on the other hand.

"To the contrary, the Secretary's case summaries reveal numerous in-
stances in which hospitals have voluntarily reported instances of suspected
medical neglect and have even initiated legal procealings themselves. In
the Moomington, Ldiana, case which prompted these regulations, and in
the University Hospital case which supported the summary affirmance
now before us, the parents' decision was the subject of judicial review in
the state courts. In the Robinson, Bards, case on which the Secretary
relies as one af three examples illustrating the need for federal regulation,
the hospital reported the parents' refusal to cor.sent to state authorities
who arranged for surgery and adoption. 49 Fed. Reg. 1646 (1984). Most
dramatically, in the Daytona Beach, Florida, case HHS received its hotline
complaint the day after the state agency had already obtained a court order
overriding the parents' refusal to consent to purger/. Id., at 181.1. Not-
withstanding the Department's "immediate contact" with the hospital and
ths vide agencywhich surely must have made it clear that the case had
already been reported to tha :. agency and that there was no colorable basis
far sespectin a violation of f 604the Department conducted an on-site
investigation. Ibid. In the third case on which the Secretary placed spe-
cial emphasis, the Department intervened before theyarents had decided
whether to authorize treatment or not, so that no reporting obligation
could have been triggered. Ibid.

that the hospitals involved had discriminated on the basis of
handicap rather than simply failed entirely to discharge their
state-law reporting obligations, if any, a matter which lies
wholly outside the nondiscrimination mandate of § 504.

The particular reporting mechanism chosen by the Secre-
taryindeed the entire regulatory framework imposed on
state child protective services agenciesdeparts from the
nondiscrimination mandate of § 504 in a more fundamental
way. The mandatory provisions of the Final Rules me' any
direct requirement that hospitals make reports when parents
refuse consent to recommended procedures!' Instead, the
Final Rules command state agencies to require such reports,
regardless of the state agencies' own reporting requirements
(or lack thereof). 45 CFR §84.55(c)(1)(i) (1985). Far from
merely preventing state agencies. from remaining calculat-
edly indifferent to handicapped infants while they tend to the
needs of the similarly situated nonhandicapped, the Final
Rules command state agencies to utilize their "full authority"
to "prevent instances of unlawful medical neglect of handi-
capped infants." -§84.55(c)(1). The Rules effectively make
medical neglect of handicapped newborns a state investi-
gative priority, possibly forcing state agencies to shift
scarce resources away from other enforcement activities
perhaps even from programs designed to protect handi-
capped children outside hospitals. The Rules also order
state agencies to "immediate[ly]" review reports from
hospitals, §84.55(c)(1)(iii), to conduct "on-site investiga-
tion[s]," ibid., and to take legal action "to compel the
provision of necessary nourishment and medical treatment,"

"The interpretative guidelines appended to the Final Rules do impose on
hospitals and other health care providers the duty not to discriminate
against handicapped infants in reporting instances of parental neglect.
We do not addresa the question whether reporting, either as a hospital
practice or as a requirement of state law, constitutes a "program or activity
receiving Federal financial assistance" under § 604. See Consolidakd
Rail Corp. v. Darrone, 465 U. S., at 635-63F. Cf. Grove City College v.
Bell, 465 U. S. 556, 670-574 (1984).
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§84.55(c)(1)(iv)all without any regard to the procedures
followed by state agencies in handling complaints filed on
behalf of nonhandicapped infants. These operating nroce-
dures were imposed over the objection of several state child
protective services agencies that the requirement that they
turn over reports to HHS "conflicts with the confidentiality
requirements of state child abuse and neglect statutes," 49
Fed. Reg. 1627 (1984)thereby requiring wider the guise of
nondiscrimination a service which state law denies to the
nonhandicapped.*

The complaint-handling process the Secretary would im-
pose on unwilling state agencies is totally foreign to the
authority to prevent discrimination conferred on him by
§ 504. "Section 504 seeks to assure evenhanded treatment,"
Akcander v. Choate, 469 U. S., at 304; "neither the lan-
guage, purpose, Tior history of §504 reveals an intent to im-
pose an affirmative-action .obligation" on recipients of federal
financial assistance, Southeastem Community College v.
Davis, 442 U. S. 397, 411 (19'79).n The Solicitor General also
recognizes that § 504 is concerned with diTcrimination and
with discrimination alone. In his attempt to distinguish the
Secretary's 1976 determination that it "isheyond the author-
ity of section 504" to promulgate regulations "concerning ade-

*JUSTICE WRITE's disient, quoting the Secretary's explanation for
these requirements, concludes that they form, in "substance," a nondis-
crimination requirement. Post, at 663. This assertion is repetitive, not
responsive. The rules governing state child protective services agencies
operate independently of any provisions of state law; they go further than
them in several respects; they flatly contradict them in others (e. g., con-
fidentiality); and they do not accommodate the revision, modification or
repeal of state laws. To say that the Secretary can give detailed marching
orders to state agencies upon discovering that both the agencies and HHS
are working toward the same general objectiveat least when defined
with sufficient abstractness--would countenance a novel and nerious intru-
sion on state autonomy.

"See Southeastern Community College v. Davis, 442 U. S., at 410 (lan-
guage and structure of 1973 Rehabilitation Act recognizes "the distinction
between . . . evenhandbd treatment . . . and affirmative efforte).
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quate and appropriate psychiatric care or safe and humane
living conditions for persons institutionalized because of
handicap or concerning payment of fair compensation to pa-
tients who perform work," 41 Fed. Reg. 29548, 29559, the
Solicitor General explains:

"This conclusion of course was consistent with the fact
that, as relevant here, Section 504 is essentially con-
cerned only with discrimination in the relative tveatment
of handicapped and nonhandicapped persons and does
,not confer any absolute right to receive particular serv-
ices or benefits under federally assisted programs."
Brief for Petitioner 40, n. 33.

See also 48 Fed. Reg. 30846 (1983) ("Section 504 is in essence
an equal treatment, non-discrimination standard").28

The Final Rules, however, impose just the sort of absolute
obligation on state agencies that the Secretary had previ-
ously disavowed. The services state agencies are required
to make available to handicapped infants are in no way tied to
the level of services provided te similarly situated nonhandi-
capped infants. Instead, they constitute an "absolute riglit
to receive particular services or benefits" under a federally
assisted program. Even if a state agency were scrupulously
impartial as between the protection it offered handicapped
and nonhandicapped infants, it could still be denied federal
funding for failing to carry out the Secretary's mission with
sufficient zeal.

It is no answer to state, as does the Secretary, that these
regulations are a necessary "'metho[d] . . . to give reason-
able assurance' of compliance." 49 Fed. Reg. 1627 (1984)
(quoting 45 CFR §80.4(b), which requires state agencies to

" The Secretary notes that "by enacting section 604 Congress intended to
eliminate all of the 'many forms of potential discrimination' against handi-
capped people through 'the establishment of a broad governmental policy.'
S. Rep. No. 1297, 93d Cong., 2d Sess. 38 (1974)." 49 Fed. Reg. 1636
(1984). But no matter how broad the prohibition contained in 1)504 may
be, what it prohibits is discrimination.
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report on their compliance with Title VI). For while the
Secretary can require state agencies to document their own
compliance with § 504, nothing in that provision authorizes
him to commandeer state agencies to enforce compliance by
other recipients of federal funds (in this instance, hospitals).
State child protective services agencies are not field offices of
the HHS bureaucracy, and they may not be conscripted
against their will as the foot soldiers in a federal ausade."
As we stated in Alexander v. Choate, 469 U. S., at 307,
"nothing in the pre- or post-1973 legislative discussion of
§504 suggests that Congress desired to make mor inroads
on the States' longstanding discretion to choose the proper
mix" of services provided by state agencies.

VIII
Section 504 authorizes any head of an Executive Branch

agencyregardless of his agency's mission or expertiseto
promulgate regulations prohibiting discrimination against the
hanclicapped. See S. Rep. No..93-1297, pp. 39-40 (1974)."
As a result of this rulemaking authorit.y, the Secretary of

a Important-principles of federalism are implicated by any "federal pro-
gram that compels state agencies . . . to function as bureaucratic puppets
of the Federal Government." FERC v. Misthsippi, 456 U. S. 742, 783
(1982) (opinion of O'Comioa, J.).

*Twenty-seven agencies, including the National Endowment for the
Arts, the Nuclear Regulatory Commission, and the Tennessee Valley Au-
thority, have promulgated regulations forbidding discrimination on the
basis of handicap in programs or activities receiving federal financial assist-
ance. The Department of Housing and Urban Development has issued a
proposed rulemaking. See Jones & Wolfe, Regulations Promulgated Pur-
auant to Section 504 of the Rehabilitation Act of 1973: A Brief History and
Present Status 8-9 (Congressional Research Service, Feb. 28, 1986).
There is thus not the same basis for deference predicated on expertise as
we found with respect to the Environmental Protection Agency's interpre-
tation of the 1977 Clean Air Act Amendments in Chevron U. S. A. Inc. v.
Natural Resources Defense Council, Inc., 467 U. R., at 842-845, and with
respect to the Federal Reserve Board's construction of the Bank Holding
Act in Board of Governors, FRS v. Investment Company /nat., 450 U. S.
46, 56, and n. 21 (1981).

HHS has "substantial leeway to explore areas in which dis-
crimination against the handicapped pos[es] particularly
significant problems and to devise regulations to prohibit
such discrimination." Alexander v. Choate, 0' U. S., at
304, n. 24.

Even according the greatest respect to the Secretary's
action, however, deference cannot fill the lack of an eviden-
tiary foundation on which the Final Rules must rest. The
Secretary's basis for federal intervention is perceived dis-
crimination against handicapped infants in violation of §504,
and yet the Secretary has pointed to no evidence that such
discrimination occurs. Neither the fact that regulators gen-
erally may My on generic information in a particular field
or comparable experience gained in other fields, nor the fact
that regulations may be imposed for preventative or pro-
phylactic reasons, can substitute for evidence supporting
the Secretary's own chosen rationale. For the principle of
agency accountability recited earlier means that "an agency's
action must be upheld, if at all, on the basis articulated
by the agency itself." Motor Vehicle Mfrs. Assn. v. State
Farin Mut. Automobile Ins. Co., 463 U. S., at 50 (citations
omitted)."

The need for a proper evidentiary basis for agency action is
especially acute in this case because Congress has failed to
indicate, either in the statute or in the legislative history,
that it envisioned federal superintendence of treatment deci-
sions traditionally entrusted to state governance. "[W]e
must assume that the implications and limitations of our fed-
eral system constitute a major premise of all congressional
legislation, though not repeatedly recited therein." United
States v. Gambling Devices, 346 U. S. 441, 450 (1953) (opin-

" Accord, American Textile Mfrs. Institute, Inc. v. Donovan, 452 U. S.
490, 539 (1981); Burlington Truck Lines, Inc. v. United States, 371 U. S.
156, 168 (1962); SEC v. Chenery Corp., 332 U. S. 194, 196 (1947); SEC v.
Chenery Corp., 318 U. S. 80, 87 (1943).
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ion ofJackson, J.).° Congress therefore "will not be deemed
to have significantly changed the federal-state balance,"
United Stoles v. Bass, 404 U. S. 326, 349 (1971)or to have
authorized its delegates to do so"unless otherwise the pur-
pose of the Act would be defeated," FTC v. Bunte Bros.,
Inc., 312 U. S. 349, 351 (1941).'s AlthAugh the nondiscrimi-

42 See Frankfurter, Some Reflections on the Reading of Statutes, 47
Colum. L. Rev. 527, 640 (1947) ("The underlying assumptions of our dual
form of government, and the consequent presuppositions of legislative
draftsmanship which are expressive of our history and habits, cut across
what might otherwise be the implied range of legislation").

"Cf. Heublein, Inc. v. Soulis Carolina Tax Comm'n, 409 U. S. 275,
281-282 (1472) ("'1U]nless Congress conveys its purpose clearly, it will not
be deemed to have significantly changed the FederabState balance.'"
(quoting United States v. Bass, 404 U. S., at 349); Davies Warehouse Co.
v. Bowles, 321 U. S. 144, 162 (1944) ("Where Congress has not clearly indi-
cated a purpose to precipitate conflict [between federal agencies and state
authority] we should be reluctant to do so by decision" (footnote omitted));
Penn Dairies, Inc. v. Milk Control Comm'n, 318 U. S. 261, 276 (1943)
("An unexpressed purpose of Congress to set aside statutes of the states
regulating their internal affairs is not lightly to be inferred and ought not
to be implied where the legislative command, read in the light of its his-
tory, remains ambiguous"); FTC v. Bunte Bros., Inc., 312 U. S., at
35',355 ("The construction of I 6 (of the Federal Track: Commission Actl
urged by the Commission would thus give a federal agency pervasive con-
trol over myriads of local businesses in matters heretofore traditionally let t
to local custom or local law. . . . An inroad upon local conditions and local
standards of such far-reaching import as is involved here, ought to await a
clearer mandate from Congress"); Apex Hosiery Co. v. Leader, 310 U. S.
469, 613 (1940) ("The maintenance in our federal system of a proper distri-
bution between state and national governments of police authority and of
remedies privateund public for public wrongs is of far-reaching impor-
tance. An intention to disturb the balance is not lightly to be imputed to
Congress"); United SULU.* v. Altobella, 442 F. 26 310, 313-316 (CA7 1971);
3 C. Sands, Sutherland on StAutory Construction 1 62.01, p. 64 (4th ed.
1974) ("(Tlhe vule of strict construction [of statutes in derogation of sover-
eignty] serves a quasi-constitutional purpose in our federal system of split
sovereignty by helping to secure both levels of sovereign power against en-
croachment by each other" (footnote omittiA)).

The legislative history of the Rehabilitation Act does not support the no-
tion that Congresa intended intervention by federal officials into treatment

t
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nation mandate of § 504 is cast in language sufficiently broad
to suggest that the question is "not one of c.lthority, but of its
appropriate exercise[i [t]he propriety of the exertion of the
authority must be tested by its relation to the purpose of the
[statutory] grant and with suitable regard to the principle
that whenever the federal power is exerted Within what
would otherwise be the domain of state power, the justifica-
tion of the exercise of the federal power must clearly ap-
pear." Florida v. United States, 282 U. S. 194, 211-212
(1931). Accord, Chicago, M., St. P. & P. R. Co. v. Illinois,
355 U. S. 300, 306 (1958). That is, "it must appear that
there are findings, supported by evidence, of the essential
facts . . . which would justify [the Secretary's] conclusion."
Florida v. United States, 282 U. S., at 212. The adminis-
trative record does not contain the reasoning and evidence
that is necessary to sustain federal intervention into a histori-
cally state-administered delisional process that appearsfor
lack of any evidence to the contraryto be fanctioning in full
compliance with § 504.

The history of these regulations exposes the inappropri-
ateness of the extraordinary deferencevirtually a carte
blancherequested by the Government. The Secretary's

decisions traditionally left by staW Iry to concerned parents and the at-
tending physicians or, in exceptional c_Aes, to state agencies charged with
protecting the welfare of the infant. As the Court of Appeals noted, there
is nothing in the legislative history that even remotely suggests that Con-
gress contemplated the poesibility that "section 604 could or would be ap-
plied to treatment decisions, involving defective newborn infants." 729 F.
26 144, 169 (1984).
"'As far as can be determined, no congressional committee or member of
the House or Senate ever even suggested that section 604 would be used
to monitor medical treatment of defective newborn infants or establish
standards for preserving a particular quality of life. No medical group
appeared alert to the intrusion into medical practice which some doctors
apprehend from such an undertaldng, nor were representatives of parents
r spokesmen for religious beliefs that would be affected heard.'" Id.,

at 168 (quoting American Academy of Pediatrics v. Heck 'er, 661 F. Supp.,
at 401).
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present reading of § 504 has evolved only sae: previous, pa-
tently erroneous interpretations had been found wanting."
The checkered history of these regulations began in 192,
when the Department notified hospitals thatthey would vio-
late §604 if they "allow[ed] an infant" to remain in their care
idler "the infant's parents or guardian [had withheld consent
to] treatment or nourishment discriminatorily." 47 Fed.
Reg. 26027. By the time the Proposed Rules were an-
nounced one year later, the Secretary had abandoned that
construction. But the Department substituted the equally
untenable view that "the basic provision of nourishment, flu-
ids, and routine tursing care" was "not an option for medical
judgment" and that ItThe decision to,forego medical treat-
ment of a correctable life-threatening defect because an in-
fant also suffers from a permanent irremediable handicap
that is not life-threatening, such as mental retardation, is a
violation of Section 504," insinuating by omission that lack of
parental consent did not alter the hospital's obligation to pro-
vide corrective surgery. 48 Fed. Reg. 30852, 30847 (1983).
Although the preamble to the Final Rules corrects the prior
erroneous signals from the Department that § 604 authcrizes
it to override parental decisiims and to save the lives of
handicapped infants, it persists in advocating federal regula-
tion on the basis of treatment denials precipitated by refusals
of parental consent and rn the ground that its experience
with the Baby Doe hotline has demonstrated that "the as-
sumption the handicapped infants will receive medically ben-
eficial treatment is not always justified." 49 Fed. Reg. 1646
(1984).

This response, together with its previous remarks, makes
irresistible the inference that the Department regards its

The faa that the agency's interpretation "has been neither consistent
nor longstanding . . . substantially diminishes the deference to be given to
HEW's [now HMS's) present interpretation of the statute." Southeastern
Community College v. Davis, 442 U. S., at 412, n. 11 (citing General Elec-
tric Co. v. Gilbert, 429 U. S. 125, 143 (1976)).

mission as one principally concerned with the quality of medi-
cal care for handicapped infants rather than with the imple-
mentation of § 504. We could not quarrel with a decision
by the Department to concentrate its finite compliahce re-
sources on instances of life-threatening discrimination rather
than instances in which merely elective care has been with-
held. Cf. Heckler v. Chaney, 470 U. S. 821 (1985). But
nothing in the statute authorizes the Secretary to dispense
with the law's focus on discrimination and instead to employ
federal resources to sa,:e the lives of handicapped newborns,
without:regard to whether they are victims of discrimination
by recipients of federal funds r not. Section 604 does not
authorize the Secretary to give unsolicited advice either to
parents, to hospitals, or to state officiais who are faced with
difficult treatment decisions concerning handicapped chil-
dren. We may assume that the "qualified professionals" em-
ployed by the Secretary may make valuable contributions in
particular cases, but neither that assumption nor the sincere
conviction that an immediate "on-site investigation" is "nec-
essafy to rotect the life or health of a handicapped individ-
ual" can enlarge the statutory pcwers of the Secretary.

The administrative record demonstrates that the Secre-
tsty has asserted the authority to conduct on-site investiga-
tions, to inspect hospital records, and to participate in the
decisional process in emergency cases in which there was
no colorable baais for believing that a violation of § 504 had
occurred or was about to occur. The District Court and the
Court of Appeala correctly held that these investigative ac-
tions were not authorized by the statute and that the regtila-
tions which purport to authorize a continuation of them are
invalid.

The judgment of the Court of Appeals is affirmed.

It is 80 ordered.
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CHIEF JUSTICE BURGER concurs in the judgment.

JUSTICE REHNQU/ST took no part in the consideration or
decision of this case.

JUSTICE WiirrE, with whom JUSTICE BRENNAN joins and
with wham JUSTICE O'CONNOR joina as to Parts I, II, IV,
and V, dissenting.

Section 504 of the Rehabilitation Act of 1973 forbids dis-
crimination solely on the basis of handicap in programs or
activities receiving federal financial assistance. The issue
before us is whether the Secretary of Health and Human
Services has any authority under the Act to regulate medical
treatment decisions concerning handicapped newborn in-
fants. Relying on its prior decision in United States v. Uni-
versity Hospital, 729 F. 2d 144 (CA2 1984), the Court of Ap-
peals held that the Secretary was without power in this
respect and affirmed a decision of the District Court that
§504 does not extend so far and that the Secretary may not
regulate/such decisions in any manner.

Althcr \ kis my view that we granted certiorari to ad-
dress-ti.. tsue, the plurality avoids it by first erroneously
reading the decision below as enjoining only the enforcement
of specific regulations and by then affirming on the basis that
the promulgation of the regulations did not satisfy estab-
lished principles of administrative law, a matter that the
Court of Appeals had no occasion to, and did not, discuss.
Vith all due respect, I diment.

The plurality's initial and fundamental error is its state-
ment that the only question presented here is the specific
question whether the four mandatory provisions of the Final
Rules issued by the Secretary are authorized by § 504. This
conclusion misconstrues the opinion and judgment of the
Court of Appeals. The plurality concedes that the District
Court's judgment on its face did not step with enjoining the
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enforcement of the final regulations. Ante, at 625-626, n. 11.

In fact, the District Court permanently enjoined the Secre-
tary from implementing the final regulations and also from
"continuing or undertaking any other actions to investigate or
regulate treatment decisions involving impaired newborn in-
fants taken under authority of Section 504, includingpending
investigation and other enforcement actions." App. to Pet.
for Cert. 51a-52a. This broad injunction ousted the Secre-
tary from the field entirely and granted the precise relief
sought by the complaint,, which was filed after University
Hospital and which sought to take full advantage of that deci-

sion.' The Court of Appeals affirmed and in no way modi-
fied the injunétion that the District Court had entered. In
doing so, the Court of Appeals relied on its previous deter-
mination in University Hospital that the Secretary had no
statutory authority to regulate medical treatment decisions
regarding newborn infants. See App. to Pet. for Cert.
2a-3a.2

' I disagree with the plurality's conclysion that "[Me complaits in this
case did not challenge the Department'sauthority to regulate all treatment
deciaions, but more precisely the mandatory provisions of the Final Rules
and enforcement activity along those lines but undertaken pursuant to the
Departznent's `general authorityt to enforce *504." Ante, at 625, n. 11.
Although focusing most extensively on the regulations and pending HHS
investigations, the complaint specifically cited the University Hospital
holding that "Section 504 Woes) not apply to 'treatment decisions involving
defective newborn infants.'" App. 138. The complaint also specifically
requested that the Distrkt Court "issue a preliminary and permanent in-
junction prohibiting the defendant from enforcing her final rule =LAW
in 45 CFR *84.55, 49 Fed. Reg. 1622, et seq. (Jan. 12, 1984), and prohibit-
ing defendant from otherwise acting pursuant to the claimed authority of
Section 504 of the Rehabilitation Act of 1973in regard to the medical treat-
ment of infants with birth defects." Id., at 159. The complaint thus
requested both invalidation of the regulations and an injunction against all
other actions by the Secretary in this area.

The Court of Appeals' brief order affirming the District Court's judg-
ment, although characterizing that judgment generally as having struck
down the regulations, cited University Hospital and made no changes in
the broad relief awarded by the District Cotut The Court of Appeals
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It is true that the.regulations themselves were invalidated
and their enforcement enjoined. This result, however, was
directly compelled by the University Hospital conclusion that
the Secretary was without power to issue any regulations
whatsoever that dealt with infants' medical care, and it did
not comprise the whole relief awarded by the District Court
and affirmed by the Court of Appeals. I thus see no justifi-
cation for the plurality's distortion of the Court of Appeals'
affirmance of the District Court's all-inclusive injunction,
which, like University Hospital, now represents the law in
the Second Circuit.3 We should resolve the threshold statu-
tory question that this case and University Hospital clearly
posenamely, whether the Secretary has any authority at all
under the Act to regulate medical care decisions with respect
to the handicapped newborn.'

Section 504 of the Act, which was construed in University
Hospital, provides:

"No otherwise qualified handicapped individual in the
United States, as defmed in section 706(7) of this title,

gave absolutely no indication that it was construing the District Court's
judgment one whit less broadly than that judgment's language indicated.
Nowhere, therefore, is there a justification for the plurality's reconstruc-
tive reading of the Court of Appeals' judgment.

I note in this regard that the parties as well do not appear to have
contemplated the more limited reading of the judgment below adopted by
the plurality. See Brief for Petitioner 9; Brief for Respondents American
Hospital Association et al. 4; Brief for Respondents American Medical As-
sociation et al. 14.

' I would not avoid the issue of the validity of University Hospital even
if the judgment below were limited to invalidation of these regulations.
Given that the judgment helow, whether it extends as far as University
Hospital or not, was based on the University Hospital view that ail regula-
tion of medical,treatment decisions is outside the Secretary's § 504 author-
ity because of the nature of those decisions, I believe that the better ap-
proach here would be for the Court to determine the correctness of
University Hospital in any case.
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shall, solely by reason of his handicap, be excluded from
the participation in, be denied the benefits of, or be sub-
jected to discrimination under any program or activity
receiving Federal financial assistance." 29 U. S. C.
§ 794.

After determining that § 706(7), which defines handicapped
persons, is not limited to adults and includes the newborn,
the Court of Appeals in University 'Hospital construed the
"otherwise qualified" language e § 504 to limit the reach of
the section to situations in which the handicap is "unrelated
to, and thus impropr to consideration of, the services in
question." 729 F. 2d, at 156.3 This, concluded the Court of
Appeals, would exclude most handicapped newborns because
their handicaps are not normally_irrelevant to the need for
medical services. Furthermore, the Court of Appeals
thought that the "otherwise qualified" limitation should not
be applied in the "comparatively fluid context of medical
treatment decisions" because "[w]here the handicapping con-
dition is related to the condition(s) to be treated, it will

The Court of Appeals first addressed and reserved the question
whether the hospital or its functions comprised program or activity re-
ceiving federal financial assistance. Noting that this was a fact-specific in-
quiry, cf. Grove City College v. BeU, 465 U. S. 655 (1984), the Court of
Appeals assumed that the entire hospital was covered by *604 and pro-
ceeded to consider "whether, assuming the entire hospital is covered by
section 504, the statute authorizes the type of investigation initiated here."
729 F. 2d, at 161.

I also do not consider whether or under what circumstances hospitals or
hospital neonatal programs Lay constitute programs or activities receiving
federal financial auistance. The judgment of the District Court which
was affirnied by the Court of Appeals does not set forth guidelines for in-
terpreting this language in this context: It merely enjoina actions directed
at such programs or activities. The regulations as well simply adopt the
statutory language without interpreting it. Thus, I assume here thai, the
§ 604 strictures would be applied only to appropriate programs or activi-
ties, and I therefore would leave discussion of this fact-specific issue for
further proceedings. I would not now hold that § 504 may never apply on
this basis.
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rarely, if ever, be possible to say with certainty that a par-
ticular decision was 'discri.ninatory." ld., at 156-157.

Having identified these perceived incongruities between
the language of § 504 and the potential regulation of medical
decisions regsrding handicapped newborns, the Court of Ap-
peals concluded that "[b]efore ruling that congress intended
to spawn this type of litigation under section 504, we would
want more proof than is apparent from the face of the stat-
ute." Id., at 157. Thus, the Court of Appeals turned to the
legislative history, where it again found nothing to persuade
it that Congress intended § 504 to apply to medical treatment of
handicapped infants and hence to enter a field so traditionally
occupied by the States. Neither did it consider the current
administrative interpretation of § 504 to be a longstanding
agency construction calling for judicial deference. In the
Court of Appeals' view, therefore, the section was inappliezble
to medical treatment decisions regaKang the newborn absent
some further indication of congressional intent.

I disagree with this conclusion, which the Court of Appeals
adL,red to in the case before us now. Looking first at the
language of the statute, I agree with the Court of Appeals'
preliminary conclusion that handicapped newborns are handi-
capped individuals covered by the Act. There is no reason
for importing an age limitation into the statutory definition,
and this Court has previously stated that "§504 protects
handicapped persons of all ages from discrimination in a vari-
ety of programs and activities receiving federal financial
assistance." Smith v. Robinson, 468 U. S. 992, 1016-1017
(1984).' This leaves the critical question whether a handi-

'Although infan;s with birth defects are clearly handicapped individuals
covered by § 504, there is one manner in which they may differ from most
other handicapped individuals for 6 604 purposes. Specifically, they may
have a combination of conditionsFxne of which are medically correctable
and some of which are not. In older handicapped individuals, medically
correctable conditions may have been corrected so that only irreparable
handiccpping conditions remain. In a newborn infant, however, both cor-
rectable and incorrectable conditions may exist. Thus, since both of these
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capped infant tan ever be "otherwise qualified" for medical
treatment and hen^e possibly subjected to unlawful dis-
crimination when he or she is denied such treatment.'

may interfere with major life activities, both types of conditions may be
considered to be handicaps. In this context, however, it might make riore
sense to consider as handicaps only those conditions that cannot be medi-
cally treated to the point that they will not impair major life activities.
For such correctable conditions would not be likely to cause the infant to be
regarded as handicapped. In any case, I bdieve that defining an infant's
handicap may well be a delicate problem and one that deserves some
'consideration.

It would appear that for an infant to be qualified for treatment his or
her parents must have consented to such treatment. For the purposes of
this discussion of whether the Court of Appeals was correct that medical
treatment decisions may neat be regvlated by I 604, I assume that paren-
tal consent has been given aml that the arguably discriminatory treatment
decision is being mad, by the hospital or doctor. The Court of Appeals in
University Hospital ce..acentrated on the nature of these decisions in con-
cluding that § 604 may not properly be applied, and I concentrate on that as
well. That a situation in which treatment is-refused where parental con-
sent has been given tray not have been shown to have arisen does not un-
dermine this assumption here. The critical question is whether the oper-
ative provisions of § 604 may ever apply here given the nature t the
decision.

For the purposes of addressing the Court of Appeals' University Hospi-
tal analysis, the most straightfonvard fact situation to consider is one in
which the benefit provided is the medical treatment itself and in which a
hospital refuses treatment in the face of parental consent. In this context,
the Court of Appeals' conclusion that the nature of the decisions them-
selves precludes application of 6 604 may be addressed with maximum aim-
plicity. I note, however, that it may well be that the benefits provided by
hospitals and doctors and covered by 6 604 extend beyond treatment itself.
For example, one benefit provided by hospitals and doctors to patients who
cannot make their own medical treatment decisions may be medical advice
in those patients' best interest to those who must ultimately make the rele-
vant medical treatment decisions. To the extent that the provision of this
benefit is a program or activity covered by the statute, I would think that
the statute requires that the same advice be given to parents of a handi-
capped baby as to the parents of a similarly situated nor.handicapped baby.
Another benefit provided may be the reporting of nontreatment to the rel-
evant state agency in the case of a parental decision not to treat. Again,
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It may well be that our prior consideration of this language
has implied that the Court of Appeall? construction is correct.
In Southeastern Community College v. DaviR, 442 U. S. 397,
406 (1979), we held that "(a)n otherwise qualified person is
one who is able to meet all of a program's requirements in
spite of his handicap." This formulation may be read as im-
plying that where a handicapped person meets all of the re-
virementh normally necessary to receive a program's bene-
fits regardless of his or her handicap, he or she is otherwise
qualified because that handicap does not interfere with and is
thus irrelevant to his or her qualification for the program.
Thus, the Court of Appeals! viewthat refusing treatment
that is called for only because of the handicapping condition
cannot constitute discrimination on the basis of handicap
since there will.be no similarly situated nonhandieapped new-
born, e., orie Who needs the same treatmentdraws sup-
port from cur holding in Davis since it turns on the same un-
derlying perception that discrimination occurs only when the
handicapping condition is irrelevant to the qualification for
the program.

to the extent that the provision oi this benefit is a program or activity cov-
ered by the statute, see n. 13, infra, I would think that 504 requires that
the hospital or doctor report nontreatinent of a handicapped baby when it
wculd report the denial of the same treatment for a nonhandicapped baby.

My conclusions in this regard are buttressed by my view of §504's cover-
age in the case of a medical treatment decision regarding a black baby. If
a hospital or doctor advised different or less efficacious treatment for a
black baby than for a white babY, I believe that this would be discrimina-
tion under the statute. Similarly, a failure to report a parental decision
not to treat because of race would seem to me to be illegally discrimina-
toryassuming that this decision otherwise came within the statute.

In sum, although these additional situations present the same issue as to
when a handicapped baby is otherwise qualified and when such a baby is
subjected to discrimination as does the direct example of a refusal to treat
and although it may well be that it would be in these contexts that the stat-
ute would most likely be given effect, for simplicity's sake I have centered
my discussion a! University Hospital on the refusal-to-treat example.
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Even under the Court of Appeals' interpretation of "other-
wise qualified," however, it does not follow that § 504 may
never apply to medical treatment decisions for the newborn.
An esophageal obstruction, for example, would t be part
and parcel of the handicap of a baby suffering from Down's
syndrome, and the infant would benefit from and is thus oth-
erwise qualified for having the obstruction removed in spite
of the handicap. In this case, the treatment is completely
unrelated to the baby's handicapping condition. If an other-
wise normal child would be given the identical treatment, so
should the handimped child if discrimination on the basis of
the handicap is to be avoided.°

It would not be difficult to multiply examples like this.
And even if it is true that in the great majority of cases the
handicap itself will constitute the need for treatment, I doubt
tha', this consideration or any other mentioned by the Court
of Appeals justifies the wholesale conclusion that § 504 never
upplies to newborn infants with handicaps. That some or
most failures to treat may not fall within § 504, that discern-
ing which failures to treat are discriminatory may be diffi-
cult, and that applying § 504 in this area may intrude into the
traditional functions of the State do not support the eategori-

'There are substantial arguments that could be made that the Court of
Appeals too narrowly read the statute. It could be argued, for example,
that the benefit provided by hospitals is not defined in terms of specifk
treatments. Rather, the benefit is "general medical care for whatever
happens to need treating." If this is the benefit, then a much broader
application of the statute in this context is reasonable. Alternatively,
even if the benefit is defined more narrowly, "reasonable accommodation"
might requtie more elan mere impartial dispensing of Identical treatment.
See Alexander v. Choate, 469 U. S. 287, 299-300, and nn. 18, 20 (1985).
need not resolve this issue of the exact meaning of §504 and Davis in this
context, however, because my conclusion that University Hospital's broad
reasoning was incorrect does not depend on it. Although I do not resolve
these issues, I note that while the more expansive intarpretations seem
consistent with the interpretation adopted by the Secretary in the regula-
tions, the more restrictive one does not. See 45 CFR pt. 84, Appendix
C(a) (1985).
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cal conclusion that the section may never be applied to medi-
cal decisions about handicapped infants. And surely the
absence in the legislative history of any consideration of
handicapped newborns does not itself narrow the reach of the
statutorY language. See Jefferson County Pharmaceutical
Assn. v. Abbott Laboratories, 460 U. S. 150, 159-162, and
n. 18 (1983). Furthermore, the broad remedial purpose of
the section would be undermined by excluding handicapped
infants from its coverage; and if, as the plurality indicates,
ante, at 642-643, the Stscretary has substantial leeway to ex-
plore areas in-which diperhnination against the handicapped
poses serious pi oblerr and to devise regulations to prohibit
the discrimination, ik is appropriate to take note of the Secre-
tary's present view that § 504 properly extends to the subject
matter at issue here. Thus, I believe that the Court of Ap-
peals in Univ6rsity Hospital incorrectly concluded that § 504
may never apply to medical treatment decisions comerning
handicapped newborn infants. Where a decision regarding
Medical-treatment for a handicapped newborn properly falls
within the statutory provision, it should be subject to the
constraints set forth in §504. Consequently, I would re-
verse the judgment below.

III
Having determined that the stated basis for the Court of

Appeals' holding in University Hospital was incorrect and
that the decision below cannot be supported by University
Hospital's blanket prohibition, I would remand the case to
the Court of Appeals. The respondents have, as the plural-
ity's opinion itself demonstrates, raised significant issues
aside from the threshold statutory issue pmented here.
There are, for example, substantial questions regarding the
scope of the Secretary's statuthry authority in this area and
whether these particular regulations are consistent with the
statute. I would decline to reach and decide these questions
for the first time in this Court without the benefit of the

466
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lower courts' deliberations.' The plurality, however, has
chosen to reach out and address one of those subsidiary is-

sues. Because the plurality has resolved that isatie in a man-
ner that I find indefensible on its own terms, I too address it.

The plurality concludes that the four mandatory provisions
of the final regulations are invalid because there is no
"'rational connection between the facts found and the choice

made.'" Motor Vehicle Mfrs. Assn., Inc. v. State Farm
Mutual Automobile Ins. Co., 463 U. S. 29, 43 (1983) (quoting
Burlington Truck Lines, Inc. v. United States, 371 U. S.
156, 168 (1962)). The basis for this conclusion is the plurali-
ty's perception that two and only two wholly discrete catego-
ries of decisions are the object of the final regulations: (1)
decisions made by hospitals to treat or not treat where paren-
tal consent has been given and (2) decisions made byhospitals
to refer or not to refer a case to the state child protective
services agency where parental consent has been withheld.°

' In addition, although the Secretary did not brief On: merita of the re-
spondents' elairn that the regulations are invalid because arbitrary and ca-
pricious, the Secretary did indicate his view that thia claim in its current
form is not properly in the case and that it is inadequate on its face. See

Reply Brief for Petitioner 16, n. 6. .

Specifically, the Secretary first asserts that the respondents' argument
as to the lack of factual baais involving situations in which parents have
consented to treatment was not raisiA in the complaint See App. 146
(challenging lack of showing of instances where "erroneous" parental deci-
sions were made and where medical, authorities did not take proper mebs-
urea under state law). Thus, the Secretary contends that the first major
claim addressed and relied on by the plurality was never properly raised.
Second, the Secretary contends that these are interpretative regulations
that impose no new substantive duties, see 49 Fed. Reg. 1628 (1984), and
that no factual basis for their issuance need therefore be given. Cf. 6

U. S. C. I EZS(b).
These contentions, although not perhaps representing a procedural bar

to our reaching this claim, see ante, at 629, n. 14, do provide an Idditional
s!in that the plurality's resolution of this case rests on shaky ground.

"At this point in the case, as the plurality observes, all parties con-
cerned agree that parental decisions are not included in 6 604's application.

See ante, et 630.
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Since the Secretary has not specifically pointed to discrimi-
natory actions that provably resulted from either of these
two specific types or decisions, the plurality finds that the
Secretary's conclusion that discrimination is ,occurring is
unsupported factually. The plurality's characterization of
the Secretzry's rationale, hgwever, oversimplifies both the
complexity of the situations to which the regulations are
addressed and the reasming of the Secretary.

First, the Secretary's proof that treatment is in fact being
withheld from handicapped infants is unquestioned by the
plurality. It is therefore obvious that whoever is making
them, decisions to withhold treatment from such infants are
in fact being made. This basic understanding is critical to
the Secretary's further reasoning, and the discussion ac-
companying the proposed regulations clearly indicates that
this was the Secretary's starting point. See 48 Fed. Reg.
30847-30848 (1983). Proceeding with this factual under-
standing, the next question is whether such withholding of
treatment constitutes prohibited discrimination under §504
in some or all situations. It is at this point that the plurality
ern. In Ce plurality's view, only two narrow paradigmatic
types of decisions were contemplated by the Secretary as
potentially constituting discrimination in violation of the
statute. See ante, at 628-629. The plurality does not ex-
plain, however, precisely what in the Secretary's discussion
gives rise to thia distillation, and my reading of the explana-
tion accompanying the regulations does not leave me with so
limited a view of the Secretary's concerns.

The studies cited by the Secretary in support of the regula-
tions and other literature concerning medical treatment in
this area generally portray a decisiomnaldng process in which
the parents and the doctors and often other concerned per-
sons as well are involvedalthough the parental decision to
consent or not is obviously the critical one." Thus, the pa-

" See, e. g., Duff & Campbell, Moral and Ethical L,..,.mmu in the
Special-Care Nursery, 289 N. Eng. Z. Med. 890 (1973). See also Gross,
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fental consent decision does not occur in a vacuum. In fact,
tho doctors (directly) and the hospital (indirectly) in most
cases pa--ticipate in the formulation of the final parental deci-
sion and in many cases substantially influence that decision.0
Consequently, discrimination against a handicapped infant
may assume guises ether than the outright refusal to treat
once parental consent has been given. Discrimination may
occur when a doctor encourages or fails to discourage a pa-
rental decision to refuse consent to treatment for a handi-
capped child when the doctor would discourage or actually
oppose a parental decision to refuse conzent to the same
treatment for a nonhandicapped child. Or discrimination
may occur when a doctor makes a discriminatory treatment
recommendation that the parents simply follow. Alterna-
tively, discrimination may result from a hospital's explicit
laissez-faire attitude about-this type of discrimination on the
part of doctors.

Contrary to the plurality's constrained view of the Secre-
tary's justification for the regulations, the stated bask for
those regulations reveals that the Secretary was cognizant of
this more elusive discrimination. For example, the evidenco
cited most extensively by the Secretary in his initial proposal
of these regulations was a study of attitudes of practicing
and teaching pediatricians and pediatric surgeons. See 48
Fed. Reg. 30848 (1983) (citing Shaw, Randolph, & Manard,
Ethical Issues in Pediatric Surgery: A National Survey of
Pediatricians and Pediatric Surgeons, 60 Pediatrics 588
(1977)). This study indicated that a substantial number of
these doctors (76.8% of pediatric surgeons and 49.5% of pedi-

Cox, Tatyrek, Pollay, & Barnes, Eat, kanagement and Decision Making
for the Treatment of Myelomeningocele, 72 Pediatrics 450 (1983).

'Presumably, the program or activity that §504 would apply to in this
context would be the hospital's neonatal program of medical care or the
hospital's program of mediml care generally. In either case, actions of
both doctors and hospitals that cause or permit discriminatory decisions
that are taken as part of the program or activity would be subject to 504'8
conitraints.
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ataicians) would "acquiesce in parents' decision to refuse
consent for surgery in a newborn with intestinal atresia if the
infant also had . . . Lkywn's syndrome." Id., at 590. It also
indicated that a substantial minority (23.6% of pediatric cur-
geons and 13.2% of pwliatricians) would in-fact encourage
parents to refuse consent to surgery in this situation and that
only a small minority (3.4% of pediatric surgeons and 15.8%
of pediatricians) would attempt to get a court order mandat-
ing surgery if the parents refused consent. In comparison,
only a small minority (7.9,% of pediatric surgeons and 2.6% of
pediatricians) would acquiesce in parental refusal to treat
intestinal atresia in an infant with no other anomaly. And a
large majority (78.3% / pediatric surgeons and 88.4% of
pediatricians) woulit try to get a court order directing sur-
gery if parental consent were withheld for treatment of a
treatable malignant tumor. The Secretary thus recognized
that there wae evidence that doctors would act differently in
terms of attempts to affect or override parental decisions
depending on whether the infant was handicapped.

Based on this evidence, the Secretary conceded that "Rjhe
full extent of discriminatory and life-threatening practices to-
ward handicapped infants is not yet known" but concluded
"that for even a single infant to die due to sack of an adequate
notice and complaint procedure is unacceptable." 48 Fed.
Reg. 30847 (1983). Thus, the Secretary promulgated the
regulations at issue here: These regulations, in relevant
part, require that a notice of the federal policies against dis-
crimination on the basis of handicap be posted in a place
where a hospital's health care professionals will see it. This
requirement is, as the Secretary concluded, "Nonsistent
with the Department's intent to target the notice to nurses
and other health care professionals." App. 25. The notice
requirement, therefore, may reasonably be read as aimed at
fostering an awareness by health care professionals of their
responsibility not to act in a discriminatory manner with re-
spect to medical treatment decisions for handicapped infants.

468
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The second requirement of the regulations, that state agen-
cies provide mechanisms for requiring and reporting medical
neglect of handicapped children, is also unsistent with the
Secretary's focus on discrimination in the form of discrimina-

tory reporting. u
I therefore perceive a rational connection between the

facts found by the Secretary and the regulatory choice made.
The Secretary identified an existing practice that there was
reason to believe resulted from discrimination on the basis of
handicap. Given this finding, the amorphous nature of much

of the possible Wiscrimination, the Fecretary'sprofession that
the regulations are appropriate no matter how limited the
problem," end the focus of the regulations on loci where
unlawful discrimination seems most likely to occur t...11 on

persons likely to be responsible for it, I conclude that these
regulations are not athitrary and capricious and that the
Court errs in striking them down on that basis. Although
the Secretary's path here may be marked with "less than
ideal clarity,'" we will uphold such a decision "If the agency's
path may reasonably be discerned.'" Motor Vehicles Mfrs.
Assn., 463 U. S., at 43 (quoting Bowman Transportation,
Inc. v. Arkanaas-Best Freight System, Inc., 419 U. S. 281,
286 (1974)).

The plurality also objects to the regulations' requirement
concerning the state protective agencies' reporting proce-

" The plurality reserves the question whether repotting sc:rald be a pro-

gram or activity receiving federal financial assistance, ante, at 639, n. 25,

and I follow that course.
"The plurality itself says that "rezulations may be imposed for pre-

ventative or prophylactic reasons," ante, at 643, but concludes that the
Secretary here proceeded based on the perception of an actual problem
rather than a need for prophylactic ndes. To me, however, the Sem-
tary's statement that the rules are appropriate if necessary for even one
problem situation mat 'be plurality's distinction in this respectquestion-
able: The line between a ;,rophylactic rule and a rule that draws its justifi-
cation from the likely existence of even one unlawful action seems to me a
very fine one.
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dures on another ground. Specifically, the plurality finds
that this- requirement is in fact a substantive prescription
rather than a prohibition of discrimination. The plurality
bases this conclusion on the fact that the regulation sets forth
specific procedures that must be adopted by state agencies.

The plurality's conclusion disregards the Secretary's ex-
planation for this requirement. In the preamble to the pro-
posed regulation.= the Secretary explicitly stated:

"The Department has determined that under every
state's law, failure of parents to provide necessary, med-
ically indicated care to a child is either explicitly cited as
grounds for action by the state to compel treatment or is
implicitly covered by the state statute. These state
statutes also provide for appropriate administrative and
judicial enforcement authorities to prevent' such in-
stances of medical neglect, including requirements that
medical personnel report suspected cases to the state
child protective se/ vices agency, agency access to medi-
cal files, immediate investigations and authority to com-
pel treatment." 48 Fed. Reg. 30848 (1983).

This finding was repeated in the statement accompanying the
final regulations:

-"Although there are some variations among state child
protective statutes, all have the following basic ele-
ments: a requirement that health care providers report
suspected cases of child abuse or neglect, including medi-
cal neglect; a mechanism for timely receipt of such
reports; a process for administrative inquiry and investi-
gation to determine the facts; and the authority and
responsibility to seek an appropriate court order to rem-
edy the apparent abuse and neglect, if it is found to
exist." 49 Fed. Reg. 1627 (1984).

The regulations, in turn, require that the State provide
these same services with respect to medical neglect of handi-
capped infants. See 45 CFR §84.55(c) (1985). The only
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additional requirements imposed by the regulations involve
provisions enabling the Department itself to review for com-
pliance with the nondiscrimination requirements. Conse-
quently, the regulations simply track the existing state pro-
cedures found to exist by the Secretary, requiring that
funded state agencies provide those same procedures for
handimpped children. The fact that the regulations specify
the procedures that are necessary te ensure an absence of
discrimination and do not instead speak in "nondiscrimina-
tion" terms is irrelevant. The substance of the requirement
is nondiscrimination. The plurality's conclusion in-this re-
gard, however, apparently rests on a de,termination that
implementation of a nondiscrimination mandate may be ac-
complished hi only one formeven if the same result may be
accomplished by another route. See dnte, at 640, n. 26. I
would not elevate regulatory form over statutory substance in
this manner. In sum, the plurality's determination that the
regulations were inadequately supported and explained as a
matter of administrative law does not withstand examination
of the Secretary's discussion of the underlying problem and of
the contours of the regulations themselves.

IV

My disagreement with the plurality in this case does not
end here, however. For even under its chosen rationale, I
fmd its ultimate conclusion dubious. Havmg assiduously re-
stricted its discussion to the validity of the regulations only,
the plurality ends up concluding expansively that not only the
regulations but also other investk,utions taken by the Secre-
tary independent of the regulations are invalid. Thus, the
Court apparently enjoins the Sezretary's on-site investiga-
tions as well as "the regulations which purport to authorize a
continuation of them." Ante, at 647. And the plurality
rests this action on the conclusion that the lower courts "cor-
nctly held that these investigative actions were not author-
ized by the statute." Ibid.



664 OCTOBER TERM, 1985

WHITE, J., dissenting 476 U. S.

I am at a loss to understand the plurality's reasoning in this

respect. In construing the judgment below, the pluragty ap-
pears to conclude that, although the irjunction entered by
the District Court and affirmed by .... Court of Appeals did

not purport to prohibit all actions by the Secretary under the
statute, the injunction din in fact extendbeyond merely these

particular regulitions. Thus, the plurality indicates that the
judgment below applied as well to actions that "resemble,"
"parallel," or are "along Me] lines (of)" the regulations.
Ante, at 625-626, n. 11. The plurality further defines what
actions it believes the Court of Appeals and District Court con-
templated: "[The irdunction forbids continuation or initiation
of regulatory and investigative activity directed at instances
in which pzents have refused consent to treatment and, if
the Secretary were to undertake such action, efforts to seek
compliance with affirmative requirements imposed on state
child protective services agencies." Ante, at 625, n. 11.

Aside from the fact that I see absolutelynsthing in either
the District Court's or the Court of Appeals' judgment tht
would support a constrained reading of the broadly phraset:
relief awarded by the District Court and affirmed without
modification by the Court of Appeals,3 I have some doubt as

to how different the Court's holding today is from a holding
that f 504 gives HHS no authority whatsoever over decisions

to treat handicapped infants. The plurality's lack of coher-
ence on this crucial point raises substantial doubts as to the
reach of the holding and as to the basis for that holding.

Finally, I am puzzled as to how and why the plurality's
determination that the regulations are invalid because they
axe arbitrary and capricious extends to other actions not
taken under the regulations. The plurality apparently
would eikjoin all enforcement actions by the Secretary in situ-
ations in which parents have refused to consent to treatment.
See ante, at 625-626, n. 11. Yet it is not clear to me that the

*See nn. 1-2, aura, and accompanying text.
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plurality's basis for invalidating these regulations would ex-

tend to all such situations. I do not see, for example. why
the plurality's finding that the Secretary did not adequately
support his conclusion that failures to report refusals to trPat
likely result from discrimination means that such a conclude:1

will never be justified. The Secretarymight be able to prove

that a particular hospital generally fails to -report nontreat-
ment of handicapped babies for a specific treatment where it
reports nontreatment ofnednandicapped babies for the same

treatment. In essence, a determination that these regula-

tions were inadequately supported factuaily would not seem

to be properly extended beyond actions taken pursuant to
these regulations: The fact that the Secretary has not ade-
quately justified genet. alized action under the regulations
should not mean that individualized action in appropriate
circumstances is precluded.

In sum, the plaralit: today miseharacterizes the judgment
below and, based on that mischaracterization, is sidetracked
from the straightforward iasue of statutory construction that

this case presents. The plurality incorrectly resolves an
issue tbat was not fully addressed by the parties, gives no
guidance to the Secretary or the other parties as to the
proper construction of the governing statute, and fails ade-
quately to explain the precise scope of the holding or how
that holding is supported under the plurality's chosen ration-
ale. From this misguided effort, I dissent:

JUSTICE O'CONNOR, dissenting.
I fully agree with JUSTICE WHITE's conclusion that the

only question properly before us is whether the Court of Ap-
peals correctly concluded that the Secretary has no power
under 29 U. S. C. 794- to regulate medical treatment deci-

sions concerning handicapped 'newborn infants. r also agree
that application of established principles of statutory con-
struction and of the appropriate standard for judicial review
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of agency action leads inescapably to the conclusion that the
-Secretary 'has the-authority to regulate in this area. Be-
cause, howeveri I see no need at this juncture to address tie
deialls of the 7egulations or to assess whether they are suffi-
ciently rational to survive review under 5 U. S. C. §706
(2XA), I join only parts I, H, IV, and V ofJugncE Wm'rE's
dissent.

471.
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-Child Abuse Amendments of 1984

PUBLIC LAW 98457OCT. 9, 1984

Public Law 98-457
98th Congress

An Act
To exund and improve provisions of laws relating to child abuse and negisct and

adoption, and for Wm' purpow.

Be it enacted by the Senate and How of Representatives of the
United States of America in Cmgrase astenth144 'That this Act may
be cited as the "Child Abuse Amendments of 1984".

Trrix IAMENDMENTS TO CEMD ABUSE PREVENTION
AND TREATMENT Acr

98 STAT. 1749

Parr 4.-Paouliestlassalevisrsters

THE NATIONAL CENTIR ON CHILD Alt= AND NEGLICT

SEC. 101. (a) Section 2(a) of the Child Abuse Prevention and
Treatment Act (42 U.S.C. 5101(a)) (hereinafter in this title referred
to as "the Act") is amended by striking out "Health, Education, end
Welfare" and inserting in lieu thereof "Health and Human Seri-
ices"

(b.) Clcuses (6) and (7) of section 2(b) of the Act are amended to
read as follows:

"(6) study and investigate the national incidence of child
abuse and neglect and make findinwebout any relationship
between nonpayment of child support sii between various
other factors and child-abuse AM neglect, iumi the extont to
which incidents of child abuse and neglect ice increasing in
number and severity, ond, within two years afterstta date of the
enactment of the Child Abuse ..Amendments of 1984, submit
such findings to the appropriate Committees of the Congress
together with such recommendations for administrative and
Legislative changes is are appropriate; and

"(7) in coasUltation with the Itdvieory Board on Child Abuse
and Neglect, annually prepare reports on efforts during the
preceding two-year period,to.brincabout coordination of the
goals, objectives, and activities of agencies and organisations
which have responsibilities for programs and activities related
to child ibuse and neglect, and, not later t,han.March 1, 1985,
and March 1 of each second zest thereafter, submit such a
report to the appropriate Committees of the t;es.

tion 2(c) of thi Act is amended by strilung out "The
Secretary may carry out his functions under subsection (b) of this
section" and inserting in lieu thereof "The functions of ths Seer&
tarY under subsection (b) of this section may be carried out".

(di Section 2 of the Act is further amended by inserting after
subsection (d) the following new subsection:

"(e) No funds appropriated under this Act for any grant or
contract may be used-for any purpose other than that for which
such funds were specifically authorized.".

4 72

Oct. 9. 1984
(H.R. 1904)

Child Abuse
Arnandmonts
1904.
42 USC 5101
note.

Study.

Reports.
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Pao. p

DUINITIONS

SEC. 102. Sectioft 3 of the Act is amended
' 11 by inserting "(includinu any employee of a residential

facility or .aty staff person providing out-of-home care)" after"by a person ;
12.1 by striking out thcperiod at the end thereof and inserting

in 'lieu thereof a semicolon; and
.31 by adding at the end thereof the following new clause::.!)(A) the term 'sexual abuieincludes

"I i) the employment, wit, perinasion, inducement, entice-
ment. or coercion of any child to engage in, or having achild assist any other parson te engage in, any soxually
explicit conduct (Or any simulai.ion of such conduct) for the
purpose orprcduCing any visual depiation of such conduct,,or

"tii) the rape, moisetation, prostitution, or other such
form of sexual exploitation of children, or incest with
children.

under -irtumstances which indicate that tie child's health orwelfare is ,harmid or threstened thereby, as determined in
accordance with regulations Presevibed by the Secretaiy; and

"(B) for the purpose of this clause, thi term 'child' or 'chil
dren' means any individual who has not AC indiiiduals who
have not attained the agief eighteen.".

DUKONSTRATION oa spy= PICOMA14111 MID 1020411C11

Grants. StC. 103. (a) Section ems' °Obi Act islmended by striking42 USC 5103. out "hieand inserting in lieu tbireteand the child's".
(b) Section 4(bX3) of the Act is assiodet to read_ as follows:
"(3XA) Subject to subgaragraph (B)'altbki pang**, any Stat.

which on the date of enaament girths Mkt Alket-Amentiments of
Ant& p. 1749. 1984 does not qualify for.imiskome Oder tisk subiection May be

granted a waiver of any, requirement modee piregraph (2) "of thissubsection
"(i). for a period of not= moodben alletioart tho Socretsr7makes a finding thateuch &Me isamsifta good-Aidr effort to

comply yrith anr insch.ratsiirmaistViall he tas6ond one-yeat
period if the Secretary-, makera. flrAlog,:tbat.such Stet* is
making substantial' .Piess: 63 SI. sock conplitiiice; or

"(ii)-for icnonttnewsW_ *kid list site than 'two years inthe cased a State** leie 01hi nest, only Nonni.
ally, lithe &Meta./ maksiis laborite* siAs alto is making
a god-faith effort to conipbr litk any ask requirement.

10) No waiver under sultmeseagls (4114 may sip* to anY require-
Pod, p. 1752. ment under paragraph am studs abssettue.

(c) &tato' 4 of thelitt is further sinends&.:
(1) bY redisignating seixiection (e) an subiectioo (Th end
(2) by inserting after iitthisction (d) the "bowing new subsea-

tion:
"(e) The Secretary, in consultation- with *the Advisory Board on

Child Abuse and Neglect, shall4nsure that a proportionate share of
assistance under this Ad is available for activities related to the
prevention of child abuse and neglect".



AUTHORIZATION or APPROPRIATIONS

Sec. :04. f a) Section 5(a) of the Act is amended 42 USC 3104

ill by striking out "(a)" after "Stc. 5.";
I2) tiy Inserting after the first. sentence the following new

sentence: -There are hereby furtherauthorind to be-appropri-
ated for the purposes of this Act $33,500,000 for fiscal year 1984,
$40.,...11.00 for fiscal year 1985, $41,500,000 for fiscal year 1986,
and i4.;.:10.01)0 for fiscal year 1987."; and

; :n the second sentence by striking out "this section" and
J:i that follows through.the end of such subsection, and insert-

::eu thereof 'this section except as inovided in the
succeeding sentence. (A) not less than $9,000,000 shall be avail-
able in each fiscal year to carry out section 4(b) o( this Act 42 USC 3103.

%relating to State grants), (B) not less than $11,000,000 shall be
available in each .fiscal year tocarry out section 4(a) (relating
to demonstration or service projects), 2(bXl) sad 2(bX3) (relating 42 USC 3101.

to information dissemination), 2(bX5) (relating to research), and
4(02) (relating to training, technical seelitance, and information Poet. p. ima

dissemination) of this Act, giving special ccosideration to con-
tinued funding of child abuse and neglect at projects
(*previously funded by the Department at th) mid Human
Services) of national or regional scope and demoustatet eft-
tive.iess, (C) $5,000,000 shill be available in each such year for
grants and contracts under section 4(a) for ideatificatko, treat-
ment, and prevention of sexual abuse, sad (D) 115,000.000 shall
be available in each such year for the purpose et making
additional granta to the States to carry out theirwisione of

.which the total amount ap under this Intim ia lass
section 4(cx1) of this Act. spy Mad you in

than $30,000,000, funds shall be available as provided in
clauses (A) and (B) in the preceding sentanoe aad oldie remain-
der one-half shall be availableseprovlded foe in dans. (C) and
one-half as provided for in clause (D) in the preceding amp
tence.".

(b) Section 5(b) of the Act is repealed. 42 U5C 5104.

ADVISORY BOARD ON CHILD ASILINIAND NAM=

Ihm"105. (a) The first sentence dteadiah.li(i) of" tho Act is 42 U5C 5105.

etold by striking out "includIneraid all thatfollyits thereafter
'Achninistratiod,".

ri5Mection 6(a) of the Act is further ameakd by liserting at the
Itidahereof the following sentence "The Advise/I Beard may be
*liable, at the Secretary's request, to aria, the Secretary ia
roc/Min/tin adoption-releted activities . of thi Federal Govern-

PAW-
(cX1) Section 6(b) of the Act is repealed.
(2) Subsection (c) of section 6 of the Act if redmiguated as =bee°.

(ion (b).
COORDINATION

Sze 106. Section 7 of the Act is amended by Italia* out "be- 42 U5C 5106.

twain" and inserting in lieu thereof "among".

461

474



98 STAT. 1152 PUBLIC LAW 98-457OCT. 9,1984

PART aSERVICES AND TREATMENT F'011 DISABLED INFAMB

:2 CSC .1iir2

Ante. p. 1749.

NEW DEFINITION

Scc. 121. Section :3 of the'Act is further amended
(1) by striking out' ''this, Act,thelerm 'chat-abuse and ne.glect' and inserting in lieu-theriOf the following: "This Act--
"(1) the term 'child abuse and neglect' ".
12i by strikintoui the period at the ermi thereof and inserting

in lieu thereof a semicolon end the wird "aid"; and
(3) by adding afttr clause (2)1es added bYiectiort102(3) of this

.Acti the following new claim:
"(3) the term 'w,ithholding: of medically- indicated treatment'

means the failunko reei,oriCto the infant's lifo.threatening
conditions by providing- 'Inient (inchiding appropriate nutrp
tion, hydration, and methcaU) which, in-the treating ,physi-
cian's or physicians' reasomitil edks1 jUdginent,-Will be mostlikely to be effective in 'ameliorating or cerrecting all eirch
conditions, -except thitlhe-trorm dole not incinde,the failure to

or medication) to an infant when,Iiitheireating Ian's or
provide treatmentqother than'apPropriate nitritiollyhoration,

physiCians' reasonable media& jedreent,-(A) the *ant is
chronicelly and irreversibly tomato* (B) the previeitei of such
treatment would (a merely pokes Mae, 00est be effective
ameliorating or correcting -ill'eUthe
conditions, or (iii) ctitirwistik1 Mile in twins rit the euridval
the. infant; or (C) 'the provision 0( math treitment world bt
virtually futile id t.rmso(thesuMvIsl et thrilidint and the
treatment iteelf 4txler such* der:Madams avould be inhu
inane.".

NEW EASt!d STA= OSA* MINUMINI Mit
SEC. 122. Section 4(bX2) of *3'4ot (421/3.C. 5103(bX2)) isamended--

(1) by striking out-"and" at the fad clitfTh
(2) by striking out the perial'it the sari etclaues,(J) and

insarting in lieu thereof a smalcolon and the word "and". and
(3) by inserting .aftar claire-01 the tollorriarnew, climes

"(K) within One sot attar the data °tithe essmtment of
the Child Abuse Amendaintis 441111140Mee for the

(includin( instancisOt -midieelly indicated
purpose of responding teas totai -neglect

treatment fromllisebletintalite With likAhreategingOoldis
tions), YrOciduritiie pregame; or -betil(within the State
child protective-services systsm)to **Oil* (I) Cardin".
don and ContultetiOn' With individual designated by 'end
within appropriate. healtlwarilidlitise,jiareMpt noWl
cation by individuals designated br and
heilth-caro-facilities of cammi-Of suipooted neglect
(inClUding instant* of Withholding of medically indketed
trekment front disabled infante With`1'4hraroniiii condi-
tioni!, and (iii),authority, undrir StaLilaw, for__ .'the St*.f,
cnild protective.service system-10 pursue any Mai Mr*.dies, inCluding the authority.to initiate legal proceedings In
a court of competent jurisdiction, as may be meow to
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prevent the withholding of medically indicated treatment
from disabled infants with life-threatening conditions.".

ADDITIONAL STATE GRANTS AND ASSISTANCE FOR TRAINING, TECHNICAL
ASSISTANCE. AND CLEARINGHOUSE ACTIVITIES

SEC. 123. la, Section 4 of the Act is further amended by 42 usc stos.
.11 redesignating subsection (c) as vbsection (d), subsection (d)

3S Subse Won lei, and subsection (e) as subsection (I); and
(21 inserting after subsection (b) O.^ rollowingr new subsection:

"icXl) The Secretary is authorized to make additional pants to Pubik
the States for the purpose of developing, establishing, and operating information.

or implementing
"(A) the procedures or programs required under clause (K) of

subsection (bX2) of this section; Ante. p. 1752.
"OD information and education programs or training pro-

grams for' the purpcee of improving the provision of services to
disabled infants with life-threatening conditions for (i) Profes-
sional and paraprofessional personnel concerned with the wel-
fare of disabled infants with life-threatening conditions, includ-
ing personnel employed in child protective services ;comma
and healthcare facilities, and (Li) the'parenta of such infanta;
and

-(C) programs to help in obtaining or coordinating necessary
services, including existing social riM health services and finan-
cial assistance for families with disabled infanta with life-
threatening conditions, and those services memo to facilitate
adoptive placement of such imfanta who have bean relinquished
for adoption.

"(2XA) The Secretary shall provide, dingtly or grants or Contracts with

contracts with plublic or private nonpro(it for W tr-s.

training and technical assistance programe to assist States in &vat-
oping, establishing, and operating or impimm prograrris'and
.procedures meeting the requirements of clam of subsection
(bX2) of this section; and OD the ,establiellmant and'opsration.;o(
national and regional information arid roma deatioghfiupsn for
the purpose of providing the most current and complete thfortuiition
regarding medtcal treatment Nocsdures and resources and cotranu-
nity resources.for the proviisW at services and treatmentsfOr dki-
shied infants with life-threatening conditions .(ineladinggepiling,
maintaining, updating, and As of
'community services and meoudrareltimangzelnalamsa and jOkr..*
numbers of State and local medial organisations) to us*. Puents .
families, and physicians and seeking to coordinate the availability of
appropriate regional education resources for hsaithcare personnel).

1.(B) Not more than $1,000,000 of tho fluids appropriated for any
fiscal year under section 5 of this Act may be used to carry out this 42 119C 5104.

paragraph.
"CC) Not later than 210 days attar the data of the enactment of the

Child Abuse Amendmenti of 1984, the Secretary shall have the ..4ali p
capability of providing and beginto provide the training and technI
cal assistance described in subparagraph (A) of this paregraph.".

(b) Section 4 of the Act is (Vrther amended by adding after 42 CSC 5103.

paragraph (3) the following new pArsgraign
"(4) Programs or projects relatat to child abuse and

o
neglect

assisted under part B of title. IV of the Scial Secitrity Act distil 42 MC 620
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St' :1;
..te

.1Ite p .-52

Ante. p. 1752.

Study.

USC 1305.

42 USC 5103
notz

comply with the requirements set forth in clauses (Il), (C), (F),
and of paragraph 12).".

REGULATIONS AND GUIDEUNgli

SKC: 124. 13,11Vi Not later than 60 days after the date of theett.wtruent of-this Act, the Secretary of Health and Human Services
hereina(ter in this part refened to as the "Secietary") shill Pub:Ish
proposed regulations to iniplement tho requirements of section
41b42Y.K) of the Act las added to, 12213)0 this Act);

12) Not later than 180 days after the date O( the enactment of Ais
Act anclafter completion of a pm's of not less than 60 days tor
mitice and opportunity k w pt comment,- the Seeretary shall
piiblish final regulations widow this subsection.

Ito 1) Not later than 60 days after the dote titheenactment of this
Act. the Secretary shall publish interim model_ guidelines to oncour.
age the establishment within heeltikcare facilities of sommitiees
whichcwould serve the purposes 0( ukulele* hospital personnel and
families of disabled infants with.liteithmatesing eseditions..recom-
mending institutional polkim and riddled' omkerning the with.
,holding of medically indicated treatment (is tfiat Asia is dinned in
clause t3) of section 3 of the Ad (as added ki section I21(3) of this
Act)) from such infants, and ofkiring osunsei net review in cases
involving disabled infants with 1' ..ehrseseshiganditions...

(2) Not later than 180 dap al.war the date eithe enactment °Mk
Act and after completion of a pixies% ohs* less than 60 days for
notice and -zpportunity for abUe comment, the Secretary shall
publish the model guideline,

upon Ore VINAACIAL ammo

Sw. 125. The &areal, shell conthict a i to determine the
most effective means of providinir Maul Belindal lapport, other
than the use of funds providettluovglithe amid Act, for
the provision of medical treatment,wcierid eses, and to
social. services fr,disabled boats.'
Not later than Zita dale sifter the ads tithe of Ude Act,
the Secretary shall report the retultsiethe sit* to the wprOpriato
Committees of the Cohivele.and sball inehnitt hi the report such
recommendations for legieletios to provide sea financial support as
the Secrite-1 considers appropriate.

11012MDITATION WOW

SW. 128: Not later than October 1, UK the
detailed

report on tho impiomentation and the affects Iiiirspirovisions of
submit to. the appropriate, Oiminittess at the'

this part and the amendments made by it.

STATUTOILY COPUITIRUCTION

42 USC 5101 Sac. 127. (a) No provision of this Act or any amendment made by
note. this Att is intended to affect anyright otprotection under section

USC 794, 504 of the Rehabilitation Act of 197:.
(b) No provision of this-Act or_ any amendment made by this Act

may be so construed iss to authorhis the Secretary or any other
governmental entity to establish standards prescribing specific mod-
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ecal treatments for specific conditions, except to the extent that such
standards are authorivd by other laws.

tc) If the provisions of any part of this Act or any amendment Provisions hold

made by this Act or the application thereof to any person or invalid.

circumstances be held invalid, the provisions of the other parts and
their application to other persons or circumstances shall not be
affected thereby

EFFECTIVt DAMS

SEC. 12S. (a) Except as provided in subsection (b), the provisions Or 42 USC 5102

this part or any amendment made by this part shall be effective on note.

the date of the enactment of this Act.
(b)(1) Except as provided in paragraph_ (2), the amendments made

by sections 122 and 123(b) ofthis Act shall become effective one year
alter the date of such enactment.

(2) In the event that, prior to such effective dets, Am& ban not Wahvz
1:ten appropriated pursuant to section 5 of the Act (as amended by
section 104 of this Act) for the purpose of grants undsr section
4(cXI) of the Act (u aided by section 123(a) of this Act), any State Ant; p. 1753.

which has not met any.requireMent of section 4(bX2)(1) cf the Act Ante. p.

(as added by section 1203) of this Act) may bs granted a waiver of
such requirements for a period of not more than one yeakif the
Secretary finds that such State is making a good-faith effort to
comply with such requirements.

TITLE IIAMENDMENTS TO THE CHILD ABURia PREVEN-
TION AND TREATMENT AND ADOPTION EgoRm.Acr OF
1978

FINDINGS AND DICCLABATION OF r711101111

sc: 201. (a) The first sentence of section 201 of the Child Abuse
Ptivention and Treatment and Adoption Reform Act of 1918 (42
rtaa'5111) (hereinafter in this title Mend to as "the- Act") is
issentted.

11). by inserting "the welts* ot Lnde of. Odldrce in
Institutions and foliar homes and disabled infants with
thrutsning conditions may be in sirloin jeopardy and that
soma such children are in need. cif' &meat in Ovinnnent,
idoptive homes; that" after 'an& tbW;and.

(2) by inserting "have medicallyindicitsd 'treatment withheld
from them, noe' after "should noe:
Thi mond sentence el section 201. ot.the Act is amandid
.(1) by inserting a comma and "Wading disabled Infanta with

Ilfe:threatening condidone," after "spatial needs"; and
(2) by amending clause (3) to read as follow
"CZ providing a mechanism for ths Department of Health and

Rumen Services to
"(A) promote quality standar& for adoption services, pre-

placement, poet-placement, and paatehol *Akin counmi.
mg, and standards to protect the rights of children in need
of adoption;

"(B) ccirdinato with other Federal departnients and
agencies, iwluding the Bureau of the Cenvis, to'isrovide for
a national adoption atid foster care Information data-gath-
erihit and analysis system; and
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maintzin a national adoption exchange to 'brin;
together children who vould'benefit by adoption and gush.tied srospective adoptive parents who are seeking such
children:

MODEL ADOVION LEGISLATION AND Plt4tRDDRES

:2 1$C '4:: SEC .112. la; Section 202ial of the Act is amended by striking out"Health. Education. and %Vire' and inserting in lieu thereof
"Health and Human Services".

Section 202(c) of the Act iS ariended by inserting at th4 end
thereof the following new sentence: "Tha Secrenry coordinsts
efforts to improve ite legislation wilt, natioial, Stati, arid local
child and family soivices organisations. includingoiganizations rep.
resentative of minorities and adoptive ?smiths,. 1).

(c) Section 202 of the Act ii-ftutheii amended by inserting at the
end thereof the following new subsection:

"Id) The Sfcrepity shall review all model idopti:At legislationand
procedures published under this section aM propose such,changss
as are Considerid appropriate toIscilitate adopting opportunities kr
disabled infanta with life-threapning °Adidas":

INFORMATION AND SWIM

42 USC 3113. SEC. 203. (a) Section 203404 the Mt ii arneis481 y strikirlg out
"Health, Education, and Welfan" and insertin4 in lieu thereof
"Health and Human Servicell.".

(bX1) Section. 203(a) of ther Act it'tother amended by insetting
before the period at the eed thereat moms and "Whiling
services to facilitate the atloptrief -of children with opociel nerde and
particularly of disabled infants with liferthreetening conditions and
services ta,couples considering adoption of children. with special
needs".

(c)(1) Section 203(b) of the Act is amended
"of
by striking oein the

matter precedxn clause (1) "subsectiin (a) this sectite and
inserting irjleu thoireorthis .

(2) Section 203(b 1) -of the.Ad Ts amendint In.treed it folbwo:
"(1) Provide (otter coOsultatkin with othseappsopriat*

eral departments and sondeti; including thetiviams of the
Census and approOste Mainsail loos& ansficise) I* the ostab.,
lishment and 'oprLition.ot a Federal adoption and foster care
data-gatlwring and analysis iyelmse%

(3) Siin 203(b) of the Act is fUrthernmeisded

in lieu tlwreot " TO grempfsed-sainorityigroupe'
(A) by striltinglIt"tiaregin einem (4) and inserting

(B) bY striking out 'and" at the sod et ciandellk
(C) by redesignating anis (ii) as claws filindly inserting

immediately after clause (4) the figlowing wive dation
"(5) enCourage involvement et corporations: busi-

nesses in supporting adoption asa positive flisaily-strengtheobul
option, including the stablishinent adoption benefit pro.
grams for enigloyees who adopt children; .

"(6) continue to study the nature, scope, and effects of thy
p!.cement of children -in adePtive homes (not including the
homes of stepparent.* or relatives of the child .1,n quertion) bY
persons or agencies which are not ikensed by 4:tr subject to
regulation by any governmectelintity; and"; and
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(D) by striking out "Hes lth, Education, and Welfare" and
inssrtinf in lieu thereof "Health and Human Services" in
clause (as redesignated by clause (C) of this paragraph).

amour-am OF APPROPRIATIONS

Stc. 204. Section 205 of the Actisamended by Strikincout "and"
fter "1978," and by.insertinig a cuifina and "and $5,000,000 for each
f the fiscal years 1984;1985, 1986, and 1987,",after "fiscal years".
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Child Abuse Amendments Final Rule
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Monday
April 15, 1985

Part VI

Department of
Health and Human
Services
Office of Human Development Services

45 CFR Part 1340
Child Abuse and Neglect Prevention and
Treatment Program;.Final Rule
Model Guidelines for Health Care
Providers To Estabash Infant Care
Review Committees; Notice
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DEPARTMENT OF HEALTH AND
HUMAN SERVICES

Office Of Human Development
Srvices

45 CFR Part 1340

Child Abuse and Neglect Prevention
artd Treatment Program

AORSCY: Office of Human Development
Services. HHS.

croft Final rule.

SUMMARY: This rule contains a new
basic State grant requirement to
implement thr Child ANuse
Amendments of 1964 (Pub. I., 96-457). As
a condition ofyeceiving State pants
under the CM. Abuse Prevention and
Treatment Act. States must establish
programs and/or procedures within the
States child protective service system to
respond to reports of medical neglect.
including reports of the withholding of
medically indicated treatment for
disabled infer& with life-threatening
conditions:

Oilier changes in regulations required
by these Amendments will be published
as a separate NPRM at a later flat,.
DATII: This rule is effective May 15.
1985. However, as specified In Pub, L.
96-457 and the rule. operative
requirements become effective October
9. 1985.
FOR FURTHER INFORMATION CONTACT:
Jay Olson. (202) 245-2659.
SUPPLEMIENTARY INFORMATIOIC

Prop= Description
The Child Abuse Prevention and

Treatment Act (Public Law 92-247. 42
U.S.0 5101. et seq.) was signed into law
in 1974.1t established in the Department
of the National Center on Child Abuse
and Neglect. The National Center is
located organizationally within the
Children's Bureau of the Administration
for Children. Youth and Families in the
Office of Human Development Services.

Under this Act. the National Center
carries out the following responsibilities:

Makes grants to Stases to
implement State child abuse and neglect
prev. =Won and treatment programs.

m .nds 'public or nonprofit private
organizations to carry out research,
demonstration. and service
improvement programs and projects
designed to prevent, identify and treat
child abuse and neglect.

- Collects. analyzes. and
disseminates information. e.g.. complies
and disseminates training materials.
prepares an annual summer) of recent
and onToing resedrch on child abuse

and neglect, and maintains an
information clearinghouse.

Assists States and communities in
implementing child abuse and negiect
programs.

Coordinates Federal progams and
activities, in part through the Advisory
Board on Child Abuse and Neglect.

The Act has been extended and
amended several times since its
passage. Regulations for the State grant
and discretionary fund programs are
found at 45 CFR Part 1340; the most
recent revisions were published on
January 23. 1983 (48FR 3696). The fifty
States. the District of Columbia. Puerto
Rico. Guam, the Virgin Islands. the
Commonwealth of the Northern Mariana
1s1, ids. American Samoa. and the Trust
Territory of the Pacific Islands are
eligible to apply for State grants. Fifty-
one of the fifty4Aven eligible
Jurisdictions meet the requirements of
the Act and the reiulations and
currently receive State grant funds. We
will refer to these Jurisdictions as
"States" in this preamble discussion.

State Child Protective Servlie System
Funds from the State grant program

are used to support the activities of the
State Child Protective Service (CPS)
system. State CPS agencies are the
agencies designated in the State to
respond to reports of child abuse and
neglect. (All States have a US system
and CPS agency whether they receive
State grant funds under the Art or not.)

The CIS agency responds to reports
of abuse and/or neglect. investigates.
refeis situations to law enforcement
officials as appropriate. sul provides
treatment and services. The focus of the
agency's efforts is on the familyto
protect the child, preserve the home,
prevent separation of the child from the
family if at all possible, prevent further
abuse or neglect. and alleviate or correct
the factors leading to the report. The
agency generally regards its contact
with the family as a demonstration of
community concern and evidence c: a
desire to be of help to both parents and
children.

Anyone in a Stee may report known
or suspected abuse and neglect. Local
(city, county) telep;tone numbers for
reporting are found in Itcal telephone
directories. States that have a State-
wide 24.hour hot line typically give that
number wide publicity. The list of CPS
agency contacts in the NPRM was
provided for general information
purposes regarding the overall child
protective service system, not for
reporting specific instances of abuse or
neglect.

Investigations, services, and other
activitiea may be provided by cps
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agency staff, by law enforcement
cgencies. by multidisciplinary teams
(many of which are located in major
hospitals), and by utilizing the services
of other public and voluntary agencies
in the community. Most CPS workers
have specialized training, and
multidisciplinary fact-finding teams
often have some expertise in medicine,
law and law enforcement, as well as in
social work.

Notice of Proposed Rulemaking

On December 10. 1984, the
Department published a Notice of
Proposed Rulemaking (NPRM) (49 FR
48160) to implement a major new
requirement in Pub. L.98-457. the Child
Abuse Amendments of 1984. This
requirement, applicable to CPS agencies.
is found in a new clause (K) in section
4(b)(2) of the Child Abuse Prevention
and Treatment Act. It mandates that. in
order to qualify for besic State grants
under the Act. States must. by October
9. 1265 (within one year of enactment).
have programs or procedures or both in
place within the State's CvS system for
the purpose of responding to reports of
meeical neglect. including instances of
the withholding of medically indicated
tre-^atent (including appropriate
nutrition, hydration and medication)
from disabled infants with life-
threatening conditions.

A definition of "withhojding of
medically indicated treatment" is given
in section 3 of the Act and means the
failure to respond to an infant's life-
threateninn conditions by providing
triattnent (including appropriate
nutrition, hydration, and medication)
which, in the treating physician's
reasonable medical judgment. will be
most likely to be effective in
ameliorating or correcting all such
conditions. Exceptions to the
requirement to provide treatment (but
not the requirement to provide
appropriate nutrition, hydration. and
medication) may be made only !r: cases
in which:

(1) The infant is chronically and
irreversibly comatose; or

(2) The provision of such treatment
would merely prolong dying or not be
effective in ameliorating or correcting all
of the infent's life-threatening
conditions, or otherwise be futile in
terms of the suriival of the infant: or

(3) The provision if auch treatment
would be virtually futile in terms of the
survival of the thin and the treatment
itself under such circumstances would
be inhumane.

The Amendments also required the
Department to publish interim model
guidelines to encourage hospitals to
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establish committees to educate hospital
persOnnel and families of disable&
infants with life-threatening conditions.
recommend institutional policies erai
guidelines concerning withholdIng of
medically indicated treatment 'trom such
infants, and offer comael and review in
cases involving such disabled infants.
Interim Model Guidelines were also
published on December 10.1984 (49FR
48170).

We received more than 118.000 letters
in response to the NPRM and the Interim
Model Guidelines from a wide range of
associations and individuals. The
overwhelming majority of these
comments expressed general support for
the regulation. Many letters strongly
endorsed the requirement that all
disabled infants, regardless of their
condition, receive appropriate nutrition
and hydration, and the Department's
Interpretation that the law did not
permit life and death treatment
decisions to be made on the basis of
subiective opinions regardinst the future
"quality of life" of a retarded or
disabled person. Many of these
commenters recommended the addition
of more specific requirements they
believed would more effectively protect
disabled infants.

A number of commenters disapproved
of the proposed rule. Some of them
objected to any governmental action
that they believed interfered with an
individual's right to make personal
decisions In this matter. Some
commenters urged deletion of specific
provisions of the proposed rule they
believed were excessive or distorted the
intent of Congress. Frequently identified
in this connection were the clarifying
definitions the Department proposed to
support the basic statutory definition.

In addition, during the comment
paiod. we net with representatiVes of a
number of right-to-lffs. disability rights
and medical organizations. A sumrereei
of the issues discussed and
recommendations made at these
meetings is included in the Department's
public comment reconi.

Summary of the Finel Rule

In the NPRM. the Department sought
to adhere closely to the letter and spirit
of the legislation. As noted at that time.
this legislation was the product of an
extraordinary effert on the part of
several Senators and Congressmen and
representatives of a wide range of
medical. right-to-life and disability
organizations to forge a substantiel
cunsensus on an effective and workable
program to assure the provision of
appropriate medicul care to disabled
infants. It was and continues to be of
great importance to the Department to
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preserve and advance this consensue in
order to most effectively implement this .

Program.
It is clear that the legislation

represented a careful balance between
the need to establish effective protection
of the rights of disabled infants and the
need to avoid unreasonable
governmental intervention into the
practice of medicine and parental
responsibilities. In the NPRM. the
Department's principal objective was to
replicate this careful balance achteved
in the legislation. Commenters on the
NPRM gave Or Department "mixed
reviewe orihow well this objective was
accomplished.

Of special significance to the
3epartment were the mor than 115.000
tetters from concerned citizens who
'xingly endorsed the Compelling

objective of assuring the provision of
medically indicated treatment to
disabled infants with life-threatening
conditions.This was en overwhelming
eutpourtes of letters from concerned
citizens from all walks of life which

'significantly contributed to and-
reinforced the Department's
commitment to develop an effective and
workable reguletion. Several major
themes clearly t ringed from this
extraordinary volume of comments.

First, many of these commenters
urged continued emphasis on the basic
principle inherent in the statute that
medical treatment'decisions are not to
be made on the basis of subjective
opinions about the future "quality of
life" of a retarded or disabled person.
Many of these comments included
personal and positive experiences and
anecdotes relating to raising, being
raised with, adopting, working veith. or
teaching disabled individuals. Some of
these comments included photographs of
natural or adopted disabled children or
family members.

Second. these commenters urged
adoption of requirements Mr child
protective tervices agencies to
implement program and/or procedures
to fully effectuate the compelling
statutory purpose. Suggestions were
made for additional procedures dealing
-with access to medical records and the
opportunity to obtain an independent
medical examination, when necessary.

Third. many commenters strongly
endorsed the Department's
interpretations or key terms included in
the basic statutory definition on the
grounds that these clarifications were
proper and important supplements to the
statutory definition.

The Department also received a
number of comments from medical
associations whose support was
essential to accomplishing-the
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legislative compromise who argued that
the careful balance evident in the
statute was distorted by inclusion in Vie
propoaed rue- of an inflexible catalog of
binding definitions that
counterproductively constrained the
ability of reasonable medical judgment
to react thoughtfully to the myriad cif
rea' life problems in intensive care

eries. These commenters made cleat
that theiesupport for the legislation was
based on inclusion in the compromise of
deference to reasonable medical
judgment, and that this element was
insufficiently reflected in the proposed
rule to allow their continued support.

In addition to the large number of
comment letters we received, also
noteworthy was a letter to Secretary
Heckler from the six principal sponsors
of the "compromise amendment" that
became the provisions of the Child
Abuse Amendments of 1984 dealing
with services and treatment for disabled
infants.This letter from Senators Hatch.
Denton. Cranston, Nickles. Dodd and
Kassebaum is especially important in
refleciing the spirit of the extraordinary
coneensus reached through what the
Senators referred to as the "painstaking
negotiations" involving the diverse
coalition.

The principal sponsors made several
significant points. First. they noted that
each word of the statutory definition
"was elosen with utmost careand
indicated they were aware that the
Department received numerous
comments asking that the clarifying
definitions be deleted. Althoush the
principal sponsors did not specifically
endoree these recommendatious, they
urged thst they be given "every
consideration" to ensure that the linal
rule is crafted with the same degree of
care as was the statutory definition.

Second. the principal sponsors
strongly urged that the Word "imminent"
not be used to characterize the
proximity in time at which death is
anticipated regardless of treatment in
the context of situations in which
treatment (other than nutrition.
hydeation. and medication) need not be
provided. Thy stated:

In tl,e negotiations leading to the find !
language, there was much discussion spout
whether at not to include the word
"hnailnent" in the statutory definition. It
became apparent that "imminenr wocld
create undue confusion both because, it was
ambiguous and because the expected time of
death cannot be predicted with precision. A
decision was made. therefore. not to include
"imminent", and we urge that it be dropped
in the regulations as well Should the law in
its present form prove ineffective. or harmful
to infant care. we will scek appropriate
legislative remedies.
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Third. they urged avoidance of the use
of examples of specific medical
conditions in a way that weuld be
interpreted as "establishing federally-
prescribed medical standards for
approved treatmenaiit specific cases."

Fourth, the principal sponsor% urged
clarifications concerning references to
Infant Care Review Committees to
"specifically make clear that the use of
such committees is voluntary." .

Finally, they recommended that the
"existing cooperative relationship
between state child protective services
agencies and hospitals" be advancedby
providing tine the names. telephone
nuinberi and titles of designated
persons in the hospital be made known
to the appropriateleepital staff and
agency staff.

The Department has considered
carefully the recommendations of the
many commenters end tbe principal
sponsors. This considarstionhas led to
a number of revisions b tbe rule. These
revisions reflect a reaffirmation of the
Departmenreobjective of replicating the
careful balance accomplished in the
lesislation by the six principal sponsore,
the diverse coalition of medical, pnelife
and disabihty ceeanizations, rod the
Congress as a whole between the need
for an effective program and the need to
prevent unreasonable governmental
intervention. .

This balancing effort has produced a
number of decisions. First. the
Department has adopted a
recommendation thst appeared to be
unanimous among all of the medical
associations whose endorsement was
central to accomplishing the legislative
compromise to delete the proposed
rule's clarifying definitions from the text
of the final rule. Only two of the
clarifying definitions, those that
appeared in the Conference Committee
Report, have been adopted in the final
rule.

Second, because the Department
continues to believe that guidance
relating to interpretations of key terms
used in the statutory definiticn of
"withhrildirg of medially indicated
treatment" will sii6 in effective
implemenietion of the statute (a belief
shared 'oy many commenters). the
Deparuant is stating clearly its
intereeetative guidelines mgarding these
kee terms in an appendix to the final
rule. This appendix will be codified as
an appendix to 95 CFR Part 1340. In
publishing these interpretative
guidelines. the Department is not
seeking to establish them as binding
rules of law, nor to prejudge the exercise
of reasonable medical judgment in
responding to specific circumstances.
Rather, this guidance is intended to

assist in interpreting the statutory
definition so that it may be effectively
and rationally applied in specific cases
so as to fully effectuate the statutory
purpose of protecting disabled infants.

The third conclusion arising from this
balancing effort is that the Department's
interpretative guidelines included in tbe
appendix to the final rule continue to
make clear the Department's
interpretation that the statute
unambiguously directs reasonible
medical judgments to matters regarding
treatment (ineluding.appropriate
nutrition, hydration and ineiication)
which "will be most likely to be
effective in ameliorating or correcting"
all of the infant's life-threatening
conditions, and that it does not sanction
decisions based on subjective opinions
about the future "quality of life" of a
retarded or disabled person.

Fourth, in offering tbe interpretative
guidelines in the appendix and in
providing the rationale for the
interpretations, the Department will
avoid using examples of specific
diagnoses to elaborate on meaning. This
action snould avoid the essential thrust
of the interpretative guidelines being
lost amidst uncertainty minding how
te tddition or subtraction ofparticular
complications or medical nuances might
affect the examples. It should also allay
concerns that the proposed rule
presented what some commenters
referred to as a "cookbook approach" to
the practice of medicine.

Fifth, the term "imminent" that
appeared in the proposed rule in
connection with the prognosis that no
treatment will prevent death of the
infant has be a deleted from the
Departmenn. eterpretative guidelines
that appear in the appendix. This
revision will assure no deviation from
the resolution If a matter specifically
decided during the legislative
negotiations. The guidelines, however .
continue to make clear that treatment
may not be withheld solely due to a
distant prognosis of death.

Sixth, the Department has adopted the
recommendations of many commenters
tbat specific provisions of the rule
address child protective services agency
procedures to gain access to medical
records when necessary, to obtain a
court order for an independent medical
examinadon when necessary, and to
identify the designated hospital liaison
persons to facilitate coordination with
the child protective services agency.

The Department believes these
revisions will ensure that the final rule
reaffirms the legislative commitment to
a program that deserves the support of a
diverse coalition of associations and
individuals. The section.by-section
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analysis in this preamble and the
appendix to ti,e final rule describe these
revisions in greater detail, and discuss
the significant comments received by
the Department.

In addition. Model Guidelines for
Health Care Providers to Establish
Infant Care Review Committees art
being published elsewhere in tot:elect
Federal Register. along with a
discussion of Inments received.

Sectites-by-Section Discussion of the
.Cvmments

Before beginnine the section by
section discuesion. we would like to
respond to some basic questions and
concerns expressed in the comment
letters. Many commenters asked for
clarification regarding who was the
decision maker for the treatment of the
infant..what was the focus G; the CPS
agency's concern, and exactly how these
new requirements should be
implemented.

In the NPRM. we described the new
requirements in the context of A
discussion of the role end function of the
CI'S system and its focus on the family.
The decision to provide or withhold
medically indicated treatment is, except
in highly unusual circumstances, made
by the parents or legal guardian. Parents
are the 'decision makers concerning
treatment for tbeir disabled infant,
based on the advice and reasonable
medical judgment of their physician (or
physicians).The counsel of an Infant
Care Review Committee (1CRC) might
also be sought, if available. Therefore, if
a report is made to the CPS agency.
either by a physician, a nurse, the
person designated by the hbspital/
health tare facility, or by any other
person. the focus of the CI'S agency's
work will be. as it is in responding to
other reports of child abuse or neglect,
to protect the child and assist the family.

We want to emphasize that it is not
the CPS agency or the ICRC or similar
committee that makes the decision
regarding the care of and treatmere for
the child. This is the parents' right and
responsibility. Nor is the aim of the
statute, regulations. and the child abuse
program to regulate health care. The
parents' role as decision maker must be
respected and supported unless they
choose a course of action inconsistent
with applicable standards established
by law. Where hospitals have an /CRC
or similar committee and the review and
counsel of the ICRC is sought, it is the
rule of the 1CRC to review the case.
provide additional information as
needed to insure fully informed
decisioremaking. particularly in difficult
cases, and recommend that the hospital
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seek CPS asenuy involvement when
necessary to assure protection for the
infant and compliance with applicable
legal standards.

With respect to reporting, we also
want to emphasise that anyone at any
time may report cases of known or
suspeted aWse or neglect to the local

agency. Reporting may be required
of certain catesorles of persons by State
law, but reporting is not limited to
physicians. ICRC members, designated
individuals in health cam facilities, or
any others. We hope this statement will
reassure and resolve the concerns of
many commenters who appeared to
believe that reports could citme only
from individuals designated by the
hospital or health care facility, or other
hoepital personnel. e.g.. an ICRC
member,

With respect to how the new
requirements are to be canled out.
several key points clearly emerge from
She statute and the lesislative history.

First, procedural requirements should
build upon sideline mechanisms at the
state level, rather than creating a new
system and a new be:tr.:me, to
respond to reports of known or
suspected instances of the withholding
or medically indicated treatment from
infants with life-threatening cenditions.

Second, in responding to such reports.
CPS asencies are to coordinate and
consult with individuals designated by
and within the hospital in order to avoid
iumecessary disruption of ongoing
hospital activities.

Third. the legislation was not intended
to require child protection workers to
emetics medicine or second guess
reasonable medical judgments. Rather.
ezneress inten.10 tUt the child
protective agency respond to reports of
suspetted medical neglect uuder
procedures designed to ascertain
whether any decision to withhold
treatment was based on reasonable
medical judgment consistent with the
definition of "withholding of medically
indicated treatment."

Finally. If the CPS agency determines
there is a withholding of medically
indicated treatment from a disahled
infant with a life threatenine
condition(s). the asency is to pursue the
sppropriate legal remedies provided by
State law to prevent the withholding.

The Department is not prescribing aey
particular process or investigative steps
that must be followed by the CPS
agency in every case. Under the Act and
existing regulations. basic standards are
establiThed but detailed procedures are
not dictated. Each CPS agency has the
flexibility to work out its own internal
investigative procedures and develop
mechanisms to provide for coordination
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and consultation with local health care
facilities and other orsanizstions and
agencies. Therefore, this rule does not
require the ISS agency to consult with
Srate or local agencies representing the
dis shied or any other organixatin a or
agencies in the drmlopment cif air
programs and procedures or publish the
procedures for public comment.

Section 1340.14 Eligibility
requirements.

We have made a technical change in
the lead.in sentence in I 1340.14 to
include the eligibility r.,quirements in
1 1340.15.

Section 2340.15(0) Putpose.

In response to several comments, we
have added, for specificity, the words
"with lifeehrsatening conditione" to the
end of the sentence in paragraph (a).

Section 1341210) Definition.
1. The bum "medical neglect"
134415(b)(1). Paragraph (b)(1) defines

the term "medical neglect" used in the
final rule. This term is also used in the
new section 4(b)(2)(K) of the Act which
requires states to have prosrams and/or
procedures "for the wpm of
responding to the reporting of medical
neglect (including instances of
withholding of medically indicated
treatment from disabled infants .with
life-threatening conditions)." The term
"medical neglecris not defined in die
statute. nor in the existing regulation.
However, section 3 of the Act, prior to
the 1984 amendments, defined "child

-abuse and neglect" to inclucle "neellgent
treatment or maltreatment." and the
existing regulation (I 1340.2(d)(3)(1))
defiees this latter term to include the
"failure to provide adequate food.
clothing. ehelter, or medluel care." The
new law and its legislative history make
clear that Congress understood and
intended that "medical neslect" as a
form of "child abuse and neglect" within
ibe meaning of the Act and die present
regulations, and that the "withholding of
medically indicated treatment from
disabled infants with lifeehreatenirl
conditions" is a foan of medical neglect.

Because of these factors, paragraph
(b)(1)Simply "clams the loop" by
defining "medical neglect" as the failure
to provide adequate medical care. and
by ststing that medical neglect includes,
but is not limited to, the withholding of
medically indicated treatment from
disabled infante with lifeehreatening
conditk

2. The term "withholding of medicolly
indicoted tzeotment"§ 1340.15(1) (2).
Paragraph (5)(2) of the final rule defines
the term "withholding of medically
indicated treatment" with a definition
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ideetical to that which appears in
section 3(3) of the Act (as amended by
section 121(ej of the Child Abuse
Amendments of 1964).

As dearly documented in the
legislative history of the Child Abuse
Amendments of 1964. this statutory
definition was the central clement of
what was repeatedly referred to as the
"compromiee amendment" that emerged
from lengthy negotiations among
senators and representatives of medical.
disability and rightecelife organizations.
See H. Conf. Rep. No.1038, 9eth Cong.,
2d Sess. 40 (1964): 130 Cong. Rec.. S.9311
(Daily Ed.. July 28. 1964) (remarks of
Sen. Denton). The essence of this
compromise was to reach a careful
balance between the need for
meaningful protectione of the rights of
disabled infants to receive appropriate
medical care with the need to avoid
unreasonable governmentsl intervention
into the practice of medicine or parental
responsibilities.

In the proposed rule. the Department
p.oposed a nuni,er of clarifying
definitions of terms used in the statutory
definition. Because' the Department was
not represented in the lengthy
negotiations that produced the
compromise amendment. the
Department specifically solicited
comments on these clarifying
definitions. Many were received.

A significent number of comments
from medical associations that were
major I articipants in the Congressional
negotiations argued that the careful
balance evident in the compromise
amendment they endorsed was
insufficiently reflected in the proposed
rule. Then commenters uniformly
argued that the clarifying definitions.
taken us a whole. couid be construed so
as to have the effect of distortins the
legislative compromise, which, they
said. did not contemplate regulatory
elaborations a the definition.

It was not the Department's intent in
the proposed rule to deviate from the
letter or the spirit of the compromise
amendment. HHS believes it is
important to the successfel
implementation of thie:sw to seek to
maintain the statute's careful balance
and to preserve and advance the
substantial consensus that joined to
support the legislative compromise. The
Department also continues to believe
that successful implementation of this
statute will be advanced by offeri:
guidance that will assist in .
understanding the statutory definition.
Thus. the clarifying definitions have
been deleted from the text of the
regulation, except for the two that were
adopted by Congress in the Conference
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Committee Report. However. as noted
above. the Department's interpretations
of these terms are set forth and
explained in the appendix to the final
rule, which will bec.F.:me an appendix to
this rule in the Code of Federal
Resulations. The Department believes
that these intarpreta live guidelines can
and should be referred to by interested
parties in undersiandIng. Interpreting
and applying the statutory definition.
Chemins the Department's
interpretations from regulatco
definitions to Interpretative guidelines
shoeld allay concerns that the proposed
rule could have been construed so as to
distort the Congressional compromise
by establishing Ipinding rules of law that
may compound rather than resolve the
myriad of real-life problons in intensive
cart nurseries:while still giving all
parties the benefits Orrery relevant
interpretations of the statute by the
agency charted with its implementation.

S. The ttrm "Infant"
1340./5(140XI). The Conference

Committee Report included a definition
ef "infant" which has been adopted in
very similar terms in paragraph (b)(3)(1).
The apparent reason Congress dermed
the term is that Infant" dots not have
single. commonly accepted meaning.
Dorland's Medical Dictionary. for
txtmple. states that infancy Is
frequently regarded as extending "to the
time of assumption of erect posture 112
to 14 months)": but is also srmetimes
regarded "to extend to the end or thl
first 24 months." Dorland's Illustrated
Medico! Dictionary (25lleEditIon.1981),
p. 563.

The Conference Committee made
clear that its principal focus was on
infants leas than one >Nur of ar.
However, the Committee made several
other points obviously desired to
ensure that the one-rear definition
would not be applied so arbitrarily and
rigidiy that infants over one year old
would not receive appropriate attention
from child protective services systems.
Thus. the Conference Committee stated
that the principal focus as infants less
than one year old did not imply "that
treatment should be changed or
discontinued when an infant reaches
one year of age." nor was it intended "to
affect or limit any existing protections
available under State laws regarding
medical neglect of children over one
year of age." H. Conf. Rep. No. 1038.
96th Cong., al Sess. 41 (1984).

Thus. a; a general rule. Issues of
medical treatment for infants over one
year of age are to be considered under
the le's precisely defined, but dearly
upplicahle. standards of "medical
neglect." Issues of medical treatment for

disabled infants under one year of age
with lifeahreatenins conditions must be
considered under the mom precisely
defined standards of the definition of
"withholdins ormedically indicated
treatment."

One more factor was added by the
Conference Committee. For certain
infants over one year of age, the
Conference Committee believed the
more precisely defined standards of the
definition of "withholding of medically-
indicated treatment"might be more
appropriate to use in considering the
question of medical treatment than the
more general etandards of "medical
neglect." Thus. the Conference
Committee stated that the more
precisely defined standards "mey" be
applied to those infanta over one year of
er "who have been continuously
hospitalized since birth. who ware born
extremely prematurely or who have
lontterm disabilities." Id. Tha apparent
Congressional intent Is to recognise that
these three categories of Wants,
although over one year of age. share
Important characteristics with than
infants under one year of age who are
the'principal focus of the statutory
provision.

The Department has incorporated
these points into the definition of
"Infant." On the last point discussed, the
definition has been revised somewhat
from that which appeared in the
proposed rule. The proisosed rule stated
that the term "infant" always Included
the three categories of intents over one
year of age described above, or in other
words, that the standards of thernore
precise definition of "withholding of
medically indicated treatment" would
sherry , apply to the consideration of
medical neglect of these infania. In
response to comments that this deviated
from the "may Include" standard of the
Conference Committee, the provision
has been revised to assure consistency
with Congressional intent. The
Department interprets the "may include"
language relating to these cetegories of
infants over one year of age as
indicating Congress' intent that the
standards of the more precise definition
should be consulted thoroughly in the
evaluation of any issue of medical
neglect regardins these infants.
Thorough consideration of these
standards will permit an informed
judgment on whether these standards in
fact constitute the most appropriate
basis for evaluation of the medical
neglect issue.

A number of other comments were
mode regarding the definition of
"infant." particularly regarding inclusion
in the term of the three categories of
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infants over one year of age. Some
commenters sugsested that this
provision be expanded, such as to
include all children. Other commenters
argued that the provision should be
revised to prevent the inclusion of
adults who, for example, have had a
long.term disability since birth. Other
commenters suggested specific inclusion
of infants born alive alter attempted
abortions.

The definition of the term "infant" has
not been revised In response to these
suggestions. As explained above. the
Congressional intent was that the
standards of "medical neglect." rather
than the mere precisely articulated
standards of the definition of
"withholding of medically indicated
treatment" apply to older children. The
definition does make clear, however.
that this shall not be construed to affect
or limit any existing protections
available under State laws reloading
medical neglect of children over one
year dap.

In addition, no revision is necessary
to clarify that Infant" does not include
older children and adults.The potential
appropriateness of applying the more
precisely stated standards of the
definition of "withholding of medically
indicated treatment" to certain infants
over one year of age is still stated. as it
was in the proposed rule and in the
Con?erence Report, In terms of infants
over one year of age. Older children arid
adults are not Infants over one year of
age."

Finally, no change is necessary to
clarify that infancy begins at the point of
live birth. regardless of the
circumstances of the live birth.

4. The term "reasonable rmulical
judgrnent"§ 1340.15103Nii). Clause
(b)(3)(ii) defines the term "reasonable
medical judgment" used in the statutory
definition of "withholding of medically
indicated treatment." It is identical to
the definition contained in the
Conference Committee Repo.... H. Conf
Rep. No. 1038, 98th Cong., ;4 Sess. 41
0904
Section 1340.15(c) Eligibility

We have made three additions to
paragraph (c). First, many commente:s
believed that the name. title and
telephone number of the person
designated by the health care facility
should be widely publicized. e.g rmida
known not only to the CPS agency but to
all employees of the facility, to all
parents of disabled children being
treated in the facility, and to the
community at large We agree that ir
order for the CPS agenry to cam ot.' its
responsibilities in paragrnph frr,2; cf
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this section for coordination and
consultation with and receipt of prompt
notification from individuals designated
by and within appropriate health care
facilities, it must at least know the
name, title and telephone number of the
designated person(s). Therefore, we
have a4ded a new paragraph (c)(3) to
require that the CPS agency promptly
contact each health care facility to
obtain the name, title, and telephone
number of the individual(s) designated
by the facility as responsible for
coordinating and consulting with and
promptly notifying the State CI'S agency
of cases of known or suspected medical
:waled. We have also required that, at
least annually, this information be
verified for accuracy.

With respect to the recomMendation
that we require hospitals to publicize the
identification of the designated contact
person with the hospital, this is not
mandated because mMters relating to
the internal affairs of hospitals are
beyond the &Ape of this regulation.
However, we stronaly encourage
hospitals to make this information
known within the facility as a way of
assuring the-protection of infants.

Essentially. paragraphs (c)(2)(0 and
(ii) require the development of a
coordieation and communications
system whose purpose is to assure that
reports of suspected medical neglect are
made at optimum speed. This
communications system should operate
whether the reports are made by the
designated individual(s) or by any other
person, and whether they are reports
requesting CPS agency intervention and
legal protection of an infant or reports
requesting an initial CI'S agency
investigation. Under all these
circumstances, rapid communication is
of the utmost importance. Many letters
from health care facilities indicated their
plans that the designated individual will
also mist the CPS agency staff and/or
agency medical consultant in
investigating a report and in facilitating
other protective actions as needed.

We have not accepted the
recommendation that the individual
designated by the health care facility
must. in all cases, be a member of the
!CRC in order to assure that the CI'S
agency will receive reports of medical
neglect. We do aot have statutory
authority to require ICRCs oraimilar
committees and must adhere to the
statutory requirement that the selection
or the designated individual be made by
the health care facility.

We have not accepted the
recommendation that the name. title,
and telephone number or persons
designated by health care facilities be
puolished annually in the newspaper of
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general circulation in the geographic
area served by the facility. Commenters
appeared to believe that this would
enable the public to report suspectec .

instances of medical neglect to the
hospital and the hospital could report it
to the CPS agency. As we have stated
above, anyone may report such cases
directly to the CI'S agency.

Second, we agree with the many
commenters who recorsnended that the
State CI'S agency may. In seine cases.
need access to an infant's medical
records and an opportunity to conduct
an independent medical examination of
the infant. We have added language to
paragraph (c)(4) to require that as a part
of the development of programs and/or
procedures required in paragraph (c),
the State child protective system must
specify the procedures to be followed.
consistent with State law, to carry out
these actions. Paragraph (c)(4)(1) .

requires that procedures be developed,
consistent with State law, to obtain
access to medical records and/or other
pertinent information when such access

necessary to assure an appropdate
investigation of a report of medical
neglect; paragraph (c)(4)(ii) requires that
procedures be developed, consistent
with State law. to obtain a court order
for an independent medical examination
of the infant, or otherwise effect such as
examination in accordance with the
process established under State law,
when necessary to assure an
appropriate resolution of a report of
medical neglect.

These two additions elaborate on the
requirement included in paragraph (3) of
the proposed rule that the State's
programs and/or procedures must
conform with the requirement? of
section 4(b)(2) of the Act and 1340.14
of the existing segulatioas. The Act and
existing regulations require States to
have procedures for adequate
investigations and the provision of
protective services. Existing regulations
also make reference to medical
.xaminations, the provisions of medical
services, and related actions. See
section 4(b)(2)(C) of the Act and
f 1340.14(d). (f). and (h). These additions
to paragraph (c)(4) of the final rule
clarify that, in connection with this
conformity requirement. the State's
programs and/or procedures must make
provision, consistent with Stale laws,
for access to medical records and
medical examinations when necessary.
Although these actions will not be
needed in every investigation of
reported medical neglect, the specific
identification of these procedures for
use by agency staff increases the
protections for disabled infants.
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We have not adopted other
recommendations for specific State
agency investigative procedures or
requirements, e.g.. that the CPS agency
must obtain a full consultation with the
attending physicians and consultants
and with an independent medical
consultant prior to taking any
enforcement action. We believe that any
such special limitations would be
inconsistent with Congressional intent
that existing procedures and methods be
utilized.

Other comments regarding
1340.15(c) and out response are as

follows:
Designation of the CPS Agency. A few

commenters stated that it was not clear
whether the intent of the regulations
was to expand existing CPS agency
programs to include the population
defined or whether a parallel system
was contemplated. One national
profeisional social service organization
recommended that States be mandated
to establish an agency or agencies
responsible for responding to reports /If
medical neglect of disabled infants and
observed that child welfare agencies
traditionally have given lower priority to
handicapped children than mental
health or mental retardation agencies,
for example.

We believe It is the clear intent of
Congress that States utilize their
existing child protective service system
to carry out this new risponsibility. As
indicated in the legislative history.
however. States have the flexibility to
determine the specific agency or
agencies within their child protective
service system to exercise the authority
to institute legal proceedings on behalf
of the disabled infants referenced in
new clause (K) of section 4(b)(2) of the
Act. (See H. Conf. Rcpt. 98-1038. pp 41-
2.)

Requirement for o new Stole statutory
definition. One commenter suggested
that States be required to amend their
State statutes to include the definition of
"withholding of medically indicated
treatment." Neither the statute nor the
legislative history indicates that
Congress intended that States enact this
definition. Rather, the legislative history
indicates Congress' understanding that
States currently can receive reports
conceming. and provide protection to.
disabled infants with life-threatening
conditions under present statutea and
definitions. The documentation
requirements in paragraph (d; are
designed to be consistent with this
understanding.

Funding. Several letters raised the
matter of funding not onl) for treatment
costs of disabled infants but also for
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CI'S agency costs of additional ataff,
training, medical consultation, and
development of procedures.

For FY 1985. Congress provided funds
under the Act as follows: the basic State
grant funds were increased from S7
million to $9 million and new funds
totaling $3 million were appropriated
specifically to assist States to implement
provisions related to section 4(b)(2)(K).
In addition, I-IDS will make funds
available under section 4(c)(2) of the Let
*a enable States to obtain training and
technical assistance to carry out section
4(b)(2)(K) requirements. fiDS also pleas
to award appro.timately 82 million in
"special grant" funds to assist States in
implementing several priority child
abuse prevention initiatives. including
the provisions of section 4(b)(2)(K).

We do not have statutory authority
and decline to require States to assume
full fmancial responsibility for the
maintenance and medical costrof all
such disabled children.

WoM,r of effective date. Paragraph
(c)(4) of the NPRM (now paragraph (c)(5)
of the final rule) stated that the
eligibility requirements under I 1340.15
art effective October 9. 1985, the
effective date established in the Child
Abuse Amendments br 2984. One State
social service agency questioned
whether it was possible to meet the
requirements by October 9.1985 and
asked about the availability of aswaiver.
The Act.towever. does not permit the
new waiver provision in section 4(b)(3)
of the Act to apply to the section
4(b)(2)(K) requirements.

It should be noted that, consistent
with standard agency practice. the fmal
rule becomes effective 30 days from the
date of publication in the Federal
Register. However, as specified in
paraglaph (c)(5). t.Se actual effective
date for State agency programs and/or
procedures to be in place is October 9.
1935. See section 4(b)(2)(K) of the Act
and section 128 of Pub. L. 98-457.

Increased Federal involvement ond
enforcement. Because the Act so clearly
places the responsibility for
implementation on State CPS agenci
the Department does not see a need
establish a Federal hot.line for reporting
suspected instances of Medical neglect
as requested by some commenters. Such
a federal reporting system would not be
the most effective in assuring the most
prompt reporting to State or local CI'S
agencies. Again, we urge that interested
persons note the telephone number of
the local agency that receives reports of
abuse and neglect.

Implementation. Section 4(c)(2)(A)(ii)
of the Act reccires the Department to
provide for the establishment end
operation of national and regional

information ana resource clearingbouses
for the purpose of providing the most
current and complete information
regarding medical treatment procedures
and resources and community resources
for the provision of services and
treatment for disabled infants with life-
threatening conditions. Many letters
expressed strong support for these and
other educational efforts that may be
undertaken by the Department.
particularly in the field of neonatology.
Currently, we are in the process of
determining how best to implement
these clearinghouse requirements. Once
they are in operation, we will Worm the
health care community. the State CI'S
agencies. and the national disabBity and
right to life associations of procedures
for accessirtg the information. Therefore,
we do not believe it is necessary or
appropriate to require that CPS agemies
be responsible for informing health care
facilities of the clearinghouses and
access procedures. We alto decline to
require that the CPS agency consult with
the clearinghouse) (or the ICRC or
similar committee consult with the
clearinghouse) in every CPS agency
investigation or ICRC review. We
believe that these decisions are best
made based on the circumstances of
each individual case.

We understand that in several States
the CPS agency and State arid local
medical anociations and.other
organizations have begun to work
together to implement morting.
coordination, and promdural
development requirements. As a point of
information. the American Bar
Association is preparing a series of
suggested legal procedures for States.
hospitals. physicians, and prosecutors
that will assure that investigations and
decisions regardin3 disc bled infants *II
comport with State and Federal law.
The results of this project. funded by the
National Center on Child Abuse and
Neglect. are -expected in late summer.

Section 1310.154 Documentation.
Regarding suggestions to aotand

paragraph (d). several commenters
recommended that each hospital or
health care facility be required to
provide the State CPS agency with a
written copy of its internal procedures
for responding to internal reports of
possible withholding of medically
indicated treatment. including
procedures for review by ICRCs or
similar committees. Other commenters
recommended requiring documentation
that the State CPS agency routinely
review the procedures used by health
care fccilities to ensure that both
hospital personnel and patient families
are fully informed of the existence and

functions of any ICRC or other relevant
decisioremaking body established by or
operating withm the health care facility.

While we encourage hospitals and
health cart facilities to establish !CRCs,
or similar committees, and necessary
iinplementing policies and procedures,
we'do not believe it is appropriate to
require CPS agency review of health
care facility procedures or necessary as
a documentation requirement.
Regulation of internal management
procedures of hospitals is not required
in the Act. Is beyond the scope of the
State child protective service system.
and thus. la not a proper matter to be
dealt with in this rule...Soother comment
leiter on the first point, however,
suggested that useful training for CPS
and hospital staff might inclu"a an
introduction to the dedsloremaking
processes and procedures within each
agency/organization.

Section 134a15(e) Regulatory
construction.

Paragreph (ej of the final rule sets
forth tvlo provisions regarding the
impect of this section. Both of these
provisions are based on ahnilar
provisions contained' section 127 of
the Child Abuse Amendments of 1964.

Section 127(a) of the Amendments
stater

No prmisloo of this Act or Loy amendment
made by the Act is intended to affect any
right or protection under section 501 of the
Rehabilitation Act of 1973.

Section 504 of the Rehabilitation Act is
the Federal law that prohibits
discrimination on the basis of handicap
in programs and activities that receive
Federal financial assistance. The HI-IS
implementing regulations for section 504
are at 45 PR Part Di.

Consistent with the statutory
provision. paragraph (e)(1) states that no
provisions of this regulation will affect
any right, protection. prccedure or
requirement of the HHS regulations
implementing section 504. 45 CFR Part
84.

This reference to Part 84 includes 45
CFR 84.55 (48 FR 1822, January IZ 1984).
which establishes certain procedures
relating to health care for handicapped
infants. This regulation ie based on the
Department's interpretation that under
section 504 of the Rehabilitation Act of
1973. health care providers may not.
solely on the basis of present or
anticipated physical or mental
impairments of an infant. withhol
treatment or nourishment from the
infant who, in spite of such impairments.
will medicall} benefit from the
treatment or nourishment.
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This regulation establishes certain
procedural requirement and guidelines.
First. ft encourages hosi ials to establish
Infant Care Review Committees and
provides a model committee. 3econd. it
requires each State child protective
services agency that receives Federal
financial amistance to establish and
maintain procedures to assure that the
agency utilizes Its full authority
pursuant to State law to prevent
Instances of unlawful medical neglect of
handicapped infants. Third. it
establishes certain procedure; relating
to the Department's interpretation of its
authority to conduct investigations of
complaints of alleged discriminatory
withholdina of treatment from
hundicapped infants.

In june of 1984. a Federal court
invalidated this regulation and enjoined
further investigations of alleged
discriminatory withholding of medical
treatment from handicapped infants
under section 504. knergan Hospital
Auoclotion v. Redder. at al.. 585 F.
Supp. $41 (S.D.N.Y.). ord. Nos. 644211.
84-8231 (Id Cir.. Dec. 27. 1854).Minion
for wt. filed(Mar. 27. 1985). The
Solicitee General, on behalf of the
Department. has petitioned the Supreme
Court to accept this case for decision.

Consistent with section 127(e; 4 the
Child Abuse A mendmen Is of 1984 anu
the clear legislative history establishing

Congressional "policy of neutrality"
on this legal controversy ccncemihs the
applicability of section 504 to health
care for handicapped inf ants. (see
Consressionol Record. Vol.130. S-12392.
daily edition September 28.1984 (letter
from Senator; lie Ich. Denton. Nicklet
Kasiebaum. Dodd. and Cranston)).
paragraph (e) of this regulation makes
clear that this regulation in no way
affects the prior regulation under section
504.

The Department received a mnnber of
comments regarding this provision of the
proposed rule. Some commenters argued
that because of the enactment of the
Child Abuse Amendments or 1984. IBIS
should discontinue Its efforts to deal
with the issue of medical care for
disabled infants under the authority of
section 504. Other commenters
sugsested that the Department take
some action in the context of this
regulation that would estabech a direct
interrelationship between 45 CFR
1340.15 and 45 CFR Part N.

The Department believes that th;
efforts previously undertaken under the
authority or section 504 were. and
centinue to be, necessary and
appropriate. both as a matter of law and
important national policy. There are
substantial similarities between the
section 304-based rule and the Child
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Abuse Amendments of 1964. Both seek
to assure the provision of medically
indicated treatment and incorporate
into this gosl reopect for reasonable
medical judgment. exclusion of futile
treatments, and the like. Both
approaches encourage the formation by
hospitals of Labatt Care Review
Committees. Both approaches also
recognize the need for State child
protective services agencies to have
specific procedures in place to deal with
this form of medical neglect.

The mafor difference between the
section 504-based approach and that of
the Child Abuse Amendments of 1984 is
that the former is implemented and
enforced directly by the Federal
government. whereas the latter, within
the framework of the Child Abuse
Prevention sad Treatment Act, relies on
Slate implementation and enforcement
regarding Individual instances of child
absue and nesiect (which includes
medical neglect, which. in turn. includes
the withholding of medically indicated
trestmem from disabled infants with life
threatening conditions). The section 504-
based system. thus. is fully compatible
with the Child Abuse Amendments of
1984 approach, but has the additional
element of a compliance mechanism of
direct Federal intervention as a "back-
up" to the mechanisms of Infant Care
Review Committees (where
implemented) and child protective
services syster2.

The Department ielieves that the
compatibility of these two authorities
strongly suggests the utility of assuring.
if both are operational, that they are
fully coordinated. The Department's
goal in pursuing. through litigation.
reinstatement of the section 504-based
authority. Is to clear the way for action
to forge such an effective
interrelationship between the two
autheeities.

But the Department also believes that
it would conflict with clearly stated
Congressional intent to now undertake
efforts to establish such an
interrelationship In the context or this
reguletion. The legislative history of the
Child Abuse Amendments clearly
reflects s "policy of neutrality"
concerning the section 504-based
Prorate. This final rule Is fully In accord
with this policy of neutrali:y. When the
controversy regarding the section 504-
based program Is resolved in the context
of the present litigation, the question of
the Most effective interrelationship
between the two authorities will. if the
Departmeet's positio.. prevails, then be
addressed.

Other commenters questioned why
the statutory formulation of diain owing
any intent to "affect any right or

4 c ()

protection" under section 504 was
expanded in the proposed rule to "affect
any right, protection. procedure. or
requizement" under the section 504
regulations. The reason is simply that
wheseas the statute establishes broadly-
worded rights and protections. the
regulation. In addition to fleshing out
those tights and protections, establishes
enforceable procedures and
requirements. 'Thus. the transition from
the statutory 'policy of neutrality" to the
regulatory "policy of neutrality" gives
rise to the inclusion of these regulatory
procedures and requirements. For
example, if 45 CFR 84.55 (the section
504-based regulation that established
certain procedures relating to health
care for handicapped infanta, but was
Invalidated by court order) is reinstated
through further litigation, the procedures
and requirements included In that
section will be back in full forte.
unaffected by anythina In thiefrte: rule.
(It will then be for the Departmrat to
decide whether any changes in 184.55
should be made to establish the most
effective interrelationship beheten
two authorities.) Nothins more ot less is
intended or effectuated by paramph
(4(1).

Paragraph (e)12) is a new prostsion: It
did not appear in the proposed rule.
Similar to pnragraph (e)(1). paragraph
(e)(:.) adopts. for purposes of regulator)
construction, a provision corresponding
to the Act's statement of statutory
construction. Section 127(b) of the 1984
Amendmersis states:

No provislon of this Are or any amendment
made by this Act may be so construed as to
authorim the &meaty or any other
governmental entity to establish standard&
prescribing specific medical treatments for
specific conditions, except to tbe extent Duo
such standards ate authorized by othcr laws.

to response to suggestions from
commenters. paragraph (e)(e) adopts in
the regulation the same rule of
consteuction in identical operative
terms.

Impact Analysis

A number of commenters raised
questions about possible costs sad
related impacts of these rules. Most
'common was a concern that the
definitions created by these rules might
lead to large numbers of cases in% Diving
costly treatments. Others expressed
concern as to wbo might pay for the
costs of expensive treatment. A few
pointed out that early treatment could
avoid even more crises future treatment
in some cases. And a number expressed
concerns met admanstratne aspects of
these rules, such es invuhement ol child
ubuse agencies or oration of mitnt r...
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review committees, which might create
substantial administradve or legal costs.
Including disruption ot existing
arrangements.

Our view was. ard ramains, that these
rules are not likely to result in r.n
"annual effect on the economy of $100
million or mum", or a "significant
conomic Impact on a substantial
number" ot health care providers, as
provided In Exeeutive Order ingi and
the Regulatory Flexibility Act.
respectively. We have, as previously
discussed, eliminated many of the
definitions which gave rise to these
concerns.

More Importantly. ihe rcie ot these
rules in the larger context ot medical
care for Infants is minor. Nonetheless,
there are large costs involved In medical
care ot infants with lifesthreatening
conditions and we agree that such costs
are In the aggregate quite high. Our
point was simply that the costs of a nile
include only those costs which the rule
itself causes, and aggressive end
sometimes quite costly care for such
infants Is already an established and
growing torture of the American health
care system. quite apart from passage ot
the Child Abuse Amendment: of 1984.

The Lorger Context of Newborn Care
Early in this century, very large

advances in public health measures and
medical treatment led to significant
reductions in intent mortality and a htige
Increase in life expectancy. In recent
years such advances have continued.
E`Ottl 1270 to 1980. infant deat'as per
thousand live births dropped from 20 to
13. In the same pailod. fetal death rates
dropped form 14 to 9 per 100.000 live
births, and neonatal deaths from 15 to 8
per thousand live births. Similar
reductions continue In the 1980's.

These recent advances reflect a
variety of factors ranging from generally
better nutrition. Improved access to
medical care both Fe and postpartum.
advances in diegnosicend treatment.
new surgical techniques, and Improved
organization and management ot infant
care las reflected in the creation ot
"tertiary care" hospital units
specializing In intensive neonatal care).
Many of these most recent advances do
not involve saving the liver at nonnel
infants brouet to normal termthose
infants were already surviving. Instead,
we are now routinely saviag Infants
who would surely have died even a
decade ago.

Such Improvements are costly. One
recent study points out that the great
majority of cases (80%) at a tertiary care
ceriter are relative!). inexpensive
(costing an average of 58.000) but that
most of the rest cost 520.000 or more and

some involve hospital costs in the
hundreds of thousands of dollars. Cost
of hosrltal treatment tor all these
infants average: over $20,000. Further.
some of the infants who now survive
will require costly services tor the rest
ot their lives.

About ot all births involve a
significant physical defect of tome kind.
Most of them however, are not lifi,
threatening and do not require
immediate. major medical Intervention.
For example. club foot and 4..eft lip arid
palate are among the moat common
defects, as are a variety ot heart detects.
Children with birth defects affecting
mental functions auch as Down
Syndrome or Spins Bifida, are much
rarer. Indeed. tbc of the most
expensive infant care caw:: came from
the 40.000 infants born each year with
birth weights ot 1500 grams or less who
are normal in other respects. In many
cases their cars will invoh lite and
death decisions, and some fraction ot
these will pose ethical and medical
dilemmas, such as whether a particular
child can be treated effectively or
without inhumane pain and suffering
The crucial point Is that virtually all
such infants now, and in the future will.
receive "state of the art" medical care.
often at great expense. quite Irrespective
of the new statutory provisions of ails
rule.

Similarly. the vast majority of these
infant: have their care paid for by.
private health insurance or. in a
minority of cases, by the Medicaid
Program.

The Maternal and Child Health Block
Grant and other State funds can also
pay for care, at State eiscrellon. Some
small fraction ot parents do not have
sufficient insurance coverage, or will
face subsequent costs not covered by
any medical insurance. Again, these
problems exist quite irrespective of the
new statutory provision or this rule. (In
response to a Congressional mandate.
the Department Is preparing a special
report dealing with financial resources
ft ere ot disabled Infants with Bre-
t sterling conditions.)

Overoll Effects of the Statute and Rule

Against this backdrop, the statute and
this rule can readily be placed in
perspective. In some unknown but very
small fraction ot infants, medically
indicated treatment may have been or
Would cave been withheld but for the
response to the "Baby Doe" cases
(including not only the law and this rule.
but also public awareness and prior
tiles). However, the great majority or
expensive interventions would occur
and are already occurring at annual
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costs in the range of several billion
dollarsregardless of this change.

A considerable number ot examples
were used by commenters asserting that
the statute or the rule would force
inappropriate medical intervention,
would force unnecessary and expensive
evaluation by expert physicians and
referral to expert facilities (e.g., neonatal
tertiary care centers), or even
Inappropriate care for infants who were
dying and for whom attempted
treatment would be Inhumane. Our
response to these allegations Is found
elsewhere in this preamble. However,
even if these assertions had all been
correct, the examples involved rare
conditions for which the potentially
affected population is extremely small.
Regardless, the changes made it this
final nde should eliminate any doubt on
this point.

Other commenters argued that the
statute or rule would force use ot truly
experimental research procedures.
Nothing in the statute or rule forces use
ot experimental procedures. To the
contrary, medical ethics, federal
regulations, and many State laws
require that patients (or their parents)
provide "Informed consent" based on
free choice and without coercion when
physicians propose human
experimentation. These rules do not
require such experimentation.

Some commenters raised the
possibility that the potential tor legal
action would lead to Inappropriate
"defensive" practices puch as treatment
of infants who were in fact dying and for
whom attempted treatment would be
Inhumane. Such a possibility clearly
exists, simply because human decisions
are never perfect. Moreover, prudent
persons would take care not to expose
themselves to possible ;;ovemmental or
legal challenge and one way to do so is
to pursue treatment in cases right on the
"margin." However, substantial
protection against such challenges
arises from the deference provided
reasonable medical judgment by the
statute: It would be purely speculative to
assume that any substantial number of
inappropriate interventions would be
caused by the statute. Regardless, we do
not believe that anything In the rule
requires or rosters such a result.

We cannot make a confident estimate
as to just how many cases there may be
In which either the statute or the nile
would make a difference. No comments
provided a sound basis for such
estimates. However, only a very small
fraction of births Involve any serious
question of survival. Of these. only a
fraction would not be treated
appropriately under current medical
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practice. and would involve even a
potential ellegation of medical neglect.
These considerations swgest that the
potential number of cases which the
statuie might impact Is not large. Tbe
number differentially affected by any
particular wording of the rule itsalf
would be far smaller. Taking into
act:aunt typical costs or treatment for
infants requiring intensive neonatal
care, we conclude that the total costs
due to the rule would not reaci the
thresholds of the Executive Croat.

Procedural. Legal. and Adminhtmtive
Costs

Shaer reasoning applies to
procedural and administrative costs.
Here, we agree that the statute may
mAce a larger rtlativedifference. since
it newly involves most 8fitre' child
abuse agency and procedures, and
encourages hospitals to create new
Infant Care **view Committees. And
bere.the relevant universe Includes not
=lithe cases where decisions are
different. but also the potential& fa.-
larger number of cases undergoing
review as well as the need to train staff
and develop procedures.

With respect to the State agencies.
real or suspected cases of abuse are
already handled routinely. infant care
cases. though involving complex
medical issues which may require the
use of medical consultants. are no
different irrprinciple than other cases.
And, as pointed out above, medical
neglect is already covered by Stale
laws. Federal rents to State agencies
have increased from S8.7 million In
fiscal year 1984 to $8 9 million plus $3
million specifically for implementation
of these new requirements in fiscal year
1985. While we do not have a
quantitative estimate of incremental
costs to Slate agencies at this time. we
do not believe that a sericaa resource
problem exists.

With the emphasis on the voluntary
neture of the ;aggested guidelines ter
Infant Care Review Committees. most of
the specific concerns as to disruption of
or overlap with other hospital functions
should be eliminated. Many hospitals
already have some kind of review
process. and the number of committees.
though small, has increased in recent
years. Others will elect to create a new
process. similar if not identical to our
guidelines. Because any such process Is
voluntary, costs are not cause() by this
rule. Regardless. in the light cf extensive
parental. medical. and othei
consultative involvement which almost
invariably occurs already In extreme
cases, net additional resources need not
be large. This is particularly so because
the clearinghouses which the
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Department is funding will make
obtaining expert medical advice and
infoimation relatively easy. Relative to
both overall hospital revenues and
resources devoted to intensities:we or
infants. these costs should be
exceedingly low.

Legal and enforcement costs for cases
in controversy will depend largely on
the number of violations and suspected
violations of the law. Very few clues
should require legato ction to assure
needed treatment. particularly if Infant
Care Review Committees or alternative
arrangements perform their duties
conscientiously.

Conclusion

In the light of the factors discussed
above. the Department has determined
that this is not a major rule under E.O.
12291. and certifies that a regulatory
flexiKlity analysis is not required.

Paperwork Roduction Act

Under the Paperwork Reduction Act
of 1980 tbe Department is required to
submit to the Office of Management and
Budget (OMB) for review and approval
any infqnnation collection rteuirements
in a proposed or final nde. The
Department did submit 1340.15 or the
NPRM to OMB for their review under
section 3504(h) of the Paperwork
Reduction Act of 1980. and OMB
auigned a control number (0980-0164
However, since the requirements are
being revised by adding a new

1340.15(c)(3) and expanding
1340.15(c)(4). we are required to

resubmit the information collection
requirements contained in 1340.15 to
OMB for their approval. A notice will be
published in the Federal Register when
approval is obtained.

List of Subjects In 45 CFR Part 1340

Child welfare. Disabled. Family
vieience. Grants programs.heahh. Grant
programs.social programs.

(Catalog c.f Federal Domesfic Assisience
Program No.13.525. Child Abuse and Neglect
Prevention and Treatmen:;

For the reasons set forth in the
preamble. 45 CFR Part 1340 is amended
as follows:

1, The Table of Contents is amended
by adding a new atiction. I 1340.15
"SfervIces and treatment for disabled
infants." and a new listing "Appendix-
Interpretative Giiidelines Regarding 45
CFR 1340.15-Services and Treatment
for Disabled Infants." As revised, the
table of contents reads as follows.
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PART 1340-CHILD ABUSE AND
NEGLECT PREVENTION AND
TREATMENT

Subpart A-General Provisions

Sec.
1340.3 Purpose and scone.
1340.2 Definitions.
1340.3 Applkehility a Depart rnent.wide

regulations.
1340.4 Coordination requirements.

Subpart S-Grants to Stales
1340.10 Purpose of this subpart.
1340.11 Allocation of funds available.
1341.. 12 Application procesi.
1340.13 Approval of appliCations.
1340.14 Eligibility requirements.
1340.15 Services and treatment for disaliled

Infanta.

Subpart C-Discretionary Grants and
Contrasts
1340.20 Confidentiality.

Appendix...interpretative Guidelines
Regarding 45 CFR 1340.15-Services and
Treatment for Disabled infants.

2. The authority citation for Part 1340
is revised to read as fellows:

Authority: Child Abuse Preventiun and
Treatment Act. Pub. 1.. 93-247. e8 Stat. 4: Pub.
L 95-255.92 Stat. 205. Sections 600-810. Pub.
L. 97-35. 95 Slat. 45it Pub. L.. 915-457. 98 Stat.
1749 (42 U.S.C. 5101 et seq. and 42 U.S.C. 5101
note).

3. The introductory text of 1340.14.
Eligibility requirements is revised to
read as follows:

§ 1340.14 Eliglisitity requirement.

In order for a Stale to qualify for an
sward under this subpart. the State must
meet the requirements of 1340.13 and
satisfy each of the following
requirements:

4. A new j 1340.15 is added to Subpart
B-Crants to Stales, to read as follows:

§ 1340.15 SeMees end tratmen I for
disabled infants.

(a) Putpase. The regulations in this
section implement certain provisions of
the Child Abuse Amendments nf 1984.
including section 4(b)(2)(K) ef the Child
Abuse Prevention and Treatrunt Act
governing th protection and care of
disabled infants with life.threatening
conditions.

(b) Definitions. (1)The term "medical
neglect" means the failure to provide
adequate medical care in the context or
the definitions of "child abuse and
neglect" in section 3 of the Act and
I 134021d1 or this part. The term
"radical neglect" inclades, but is not
Lni.ted to. the withholding of medic.111..
indicated treatment from a disjbled
infant with a We'll-de:Hering condinim
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(2) The term "withholding of
medically indicated treatment" means
the failure to respond to the infart'e life-
threatening mditions by pror )
treatment (includine appromia
nutrition, hydration< and melication)

. wMchiAn the treating physician's (or
ysklins') maim-table medical

;judgment. will be most likely to be
effective in amelioratine or correcting all
such conditions, except that the term
does not include the failure to provide
treatment (other than sppropriate
nutrition, hydration, or medication) to
an Infant when. in the treatins
physician's (or physicians') reasonable
medical judement any of the following
el:cum:fiancee apply:

(i) The infant is armically told
irreversibly comatose:

wadiliThe provision of ouch treatment
merely prolong dyins. not be

effective in ameliorating or correcting all
of the infant's lift-threatening
conditions, or otherwise be futile in
terms of the survival of the infant: or

Ma The priwiskm of suchlreatment
would be virtitifly futile in terms of the
cursivel of the infant and the treatment
itself under such circumstances xould
be inhumane.

(3) Following are definitions of terms
used in paraeraph (bR) of this section:

(I) The term "infant" means an infant
less than bre year of age. The reference
to less than one year of age shall not be
comb...Jed to imply that treatment should
be changed or discontinued when an
infant reaches one year of age, or to
affect or limit any existing protections
available under Stete laws regarding
medico) neglect of children over one
year of age. In addition to their
applicability to infants less than one
year orate. the standards set forth in
paragraph (b)(2) of this section should
be consulted thoroughly in the
evaluation of any issue of medical
neglect involving an infant older than
one year of age who has been
continuously hospitalized since birth.
who was born extremely prematurely, or
who hes a lontlerm disability.

(ii) The term "reasonable medical
judgment" means a medical judgment
that would be made by a reasonably
prudent physician. knowledgeable about
the cage and the treatment possibilities
with respect to the medical conditions
involved.

(c) Requirements. (1) In
addition to the other eligibility
requirements set forth in this Part. le
qualify for a grant under this section. a
State must hove programs. procedures.
or both. in place within the State's child
protective service system for the
purpose of responding to the reporting of
medical neglect, including instances of

withholding of medically Indicated
treatment from disabled infants with
Iffe-threatenthg conditions.

(2) These programs and/or procedurus
must provide fon

(I) Coordination and consultation with
individuals designated by and within
appropriate health care facilities;

(II) Prompt notification by individuals
designsted by and 'Merin appropriate
health care facilities of cases of
suspected medical neglect (including
instances of the withholdine of
medically indicated treatment from
disabled infants with life-threatening
conditions); and

(iii) The authority. under State law, for
the, State child protective service system
to pursue fry lesal remedies. Including
the authority to initiate legal
proceeding in court of competent
jurisdiction, as may be necessary to
prevent the withholding of medically
indicated treatment from disabled
infants with life-thriattning conditions.

(3) The programs and/or procedures
must specify that the child protective
services system will prompty contact
each health care facility to @stain the
name, title, and telephone number of the
'-idividual(s) designated by such facility
for the purpose of the coordination.
consultation, and notificatinn activities
identified in paragraph (c)(2) of this
section. and will at least annually
recontact each health care facility to
obtain eny changes in the designations.

(4IThese programs and/or procedures
muel be in writing and must conform
wit/ the requirements of section 4(b)(2)
of fae Act and § 1340.14 of this part.

In connection with the requirement of
conformity with the requirements of
section 4(b)(2) of the Act and 11340.14
of this part, the pnegrans and/or
procedures mull spec* the procedures
the child protective services system will
follow to obtain. in a manner consistent
with State law:

(I) Access to medical records and/or
other pertinent information when such
occ,te is necessary to assure an
appropriate investigation of a report of
medical neglect (including instances of
withholding of medically indicated
treatment from disabled infrots with life
threatening conditions); and

(it) A court order for an independent
medical examination of the infant, or
otherwise effect such an examinatirn in
accordance with processes establit Nd

under State law, when necessary to
assure an appropriate resolution of a
report of medical neglect (including
instances of withholding of medically
indicated treatment from rlisabled
infants with life threateni.g conditions).
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(5) The oligibility requirements
contained in this section shall be
effective October 9. 1965.

(d) Documenting (1) In
addition to the information and
documentation required by and
pursuant to § 1340.12(b) and (c). each
State must rubmit with its application
for a grant sufficient informatioo and
documentations() permit the
Commissioner to find that the State is in
compliance with the eligibility
requirements set forth in parcaraph (c)
of this section.

(2) This informadon and
documentation shall include:

(i) A copy of the written programs
and/or proceduva established by, and
followed within. the State for the
purpose of responding to the reporting of
medical neglect. including instances of
withholding of medically indicated
treatment from disabled intents with
life-threatening conditions:

'0) Documentation that the State has
authority. under State law, for the State
chili protective service system to pursue
any legal remedies, including the
authority to inititate fegal proceedings in
a court of competent jurisdiction. al may
be necessary to prevent the withholding
of medically indicated treatment from
disabled infants with life-threatening
conditions. This documentation shall
consist of:

(A) A copy of the applicable
provisions of State statute(1): or

(B) A copy of the applicable
provisions of State Meg or regulations.
along with a copy of the State statutory
provisions that provide the authority for
such rules or regulations: or

(C) A copy of an official, numbered
opinion of the Attorney General of the
State that so provieei, along with a copy
of the applicable provisions of the State
statute that movides a basis fur the
opinion, and a certification that the
official opinion has been distribsted to
interested parties within the state. at
least including all hospitals: and

(iii) Such other information and
documentation as the Commissioner
may require.

(e) Regulototy copdtuction. (1)No
provision of this sek,uon or part shall be
construed to affect any right, protection.
procedures, or requirement under 45
CFR Part 84, Nondiscrimination in the
Basis of tiandicap in Programs and
Activities Receiving or Benefiting from
Federal Financial Assistance.

(2) No provision of this section or part
may be so construed as to authorize the
Secretary or any other governmental
entity to establish standards prescribing
specific medical treatments for specific
conditions, except to the extent thdt
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such standards are authorized by other
laws or regulationS.

5.45 UR Part 'IUD Is further amended
by adding at the end thereof the
following Appendix:

APF.12eIDIX _13 PART 1340
Interprigehm Ctside lines ,garding 45
CFR 1340.15Servku and Treatment
foe Disabled Infants

This appendix sets forth the Departmenrs
interpntative gut Atha§ regarding several
terms that appear in the definition of the tenn
"withholding of medically Indicated
treatment" In section 3(3) of the Child rbuse
Prevention and Thatment Ail. as amended
by section 121(3) of the Child Abuse
Amendments of 1951. This statutory
definition is repeated In 1340.15(b)(2) of the
final rule.

The Department's propoaed rule to
implement those provision of the Child
Abuse Amendments of 1964 relating to
unices and treatment for ditabled infants
included a number of proposed clerifying
definitioneofseveral terms used in the
ststutoey definition. The preamble to the
peoposed nil. explained thew proposed
clarifying definitions. and in some cases stud
examples of specific diagnoses to elaborate
00 waning.

During the communt period on the
proposed rule, man; commenters urged
deletion of these clerifying definitions and
avoidance of examples of epecific diagnoses.
Many commenters also objected to the
sdfic wording of some of the proposed
chrifyIng definifions. particularly In
amnaction with the proposed use of the woni
lresninert" to describe the proximity In time
at which death is anticipateA regardless of
treatment in relation to tire le ;tenets under
which treatment (other t appropriate
nutrition, hydration and medication) need not
be provided. A letter from the six prindpal
sponsors of the "compromise amendment"
which became the pertinent provisions of the
Child Abuse Amendments of 1961 urged
deletion of "Inuninent" and careful
consideration of the other concerns
expensed.

After consideration of these
recommendations. the Department decided
not to adopt these several proposed clarifying
defioi, no as part of the final rule. It was
also dedded that effective implementation of
the program estatlished by the Child Abuse
Amendments would bt advanced bj the
Department stating its interpretations of
several key terms In the statutory definition.
This lo the purpose of this appendix.

The interpretative guidelthes that follow
have carefully considered comments
submitted during the comment period on the
proposed rule. These guidelines are set forth
and explained without the use of specific
diagnostic temples to elaborate on mann.

Finally. by way af introduction. the
Department does not seek to establish these
inierpretutive guidelines as binding rules of
law, nor to prejudge the exercise of
reasonable mediesl judgment in responding
to specific circumstances. Rather, this
guidance is intended t. assist in interpreting
the statutory definition so that it may be
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rrtionally end thoughtfully applied in specific
contexts in a manner fully consistent with the
legislative intent.

1. In general: the statutory definition of
"withholding of medically indicated
treatment."

Section 1340.15(b)(2) of the final rule
detines the term 'withholding of medically
indicated treatment" with definition
identical to that which appears in section 3(3)
of the Act (as amended by section 121(3) of
the Child Abuse Amendments of 1964).

This definition bat several main habits.
First, it establishes the basic principle that all
dint:4d Infants with life-thmatening
conditions must be given medically indicated
treatment. defined In terms of action to
respond to the infant's life-threatening
conditions by providing treatment (including
appropriate nuttition. hydration or
medication) which. in the treating physician's
(or physicians') reasonable medical Judgment.
will be most likely to be effective In
ameliorating or correcting all such conditions.

Second. the statutory definition spells out
three circumstances under which treatment is
not considered "medically indicated." Then
are when. in the treating physician's (or
physicians') ressonablemedlcal judgment:
The infant Is chronically and Ir neesibly

comatose
The peovision of such treatment wouid'

rarely prolong dyins, not be effective In
amelioratine or correctine all of the infant's
life-threatenIns conditions. or otherwise be
futile In terms of survival of the infant or

The provision of ouch treatment would te
virtually futile in tene.s of survival of the
infant and the treatment Itself under such
circumstances would be inhumane.
The third key feature of the statutory

definition is that even when one oi these
three Tircumstr* eas Is preseet. and thus the
faite-e to in vestment Is not a
"withholding c edicatly indicated
trestm it," the infant must nonetheless be
provided with .4propr1ate nutrition,
hydration. and medication.

Fourth. the definition's focus on the
potential effectiveness or treatment In
amelloratina or correcting life-threatenins
conditions makes clear thet it does not
unction decisions based on subjective
opinion§ about the future "quality of life" of a
retarded or diubled person.

The fifth main feature of the statutory
definition is that its operation turns
substantially on the "ressonable medical
judgment" of the treating physician or
physicians. The term "reasonable medical
judsment" is deli-teat In § 1340.16(W/3)(W of
the final rule. as it was In the Conference
Committee Report an the Act, as a merlical
judgment that mould be made by a
reannably prudent physician,
knowledeeable about the case and the
treatment possibilities with respect to the
medical conditions involved.

The Department's interpretations of key
terms tn the statutory definition are fully
consistent with these basic principles
reflected in the definition. The discussion that
follows is organized under headings that
generally correspond to the proposed
clarifying definitions that appeared in the
proposed rule but were not adopted r the

final rule. The d:enussion also attempts to
analyee and respond to significant comments
receivej by the Department.

2. Th2 term "Ige.threoreninsr ndirion:
Clrise (b)(3)(ii) of the proposed rule

proposed a definition of Ike si life.
threateising condition." This rrrn lo used In
the las tutory definition in the following
ccetext

(llhe rum "withholding of medically
indicated treatment" mese.' the fallare to
respond to the infant's lee ureorening
conditions by providins treatment (including
appropriate nutrition. hystretion, and
medication) which, in the tresting physielsn's
or physicians' men able medical judgment,
will be moot likely u, be effective In
ameliorating or correcting all ouch condition;
1. except that)* *. j'Emphaslo supplied).

It appears to the Department that the
applicability of the statutory definition might
be uncertain to some preete in cases where a
condition may not. safe speaking. tes. itself
be life-threatenins. tr . tee the condition
significantly increeees irlsk of the onset of
complications that may threaten the life of
the infant. If medically indicated treatment is
available for such a condition, the failure to
provide it may result In the onset of
complications that. by the time the condition
becomes lifethreatening in the strictest
sense, will eliminate or reduce the potential
effectiveness of any treatment. Such a result
cannot. in the Deparbnenre 7iesv, beaquared
*fah the Congressional intent.

Thus. the Department interprets the term
life-threatening condition to include a
condition that. In the treaties physician's or
physicians' reasonable medical judgmect.
significantly Increases the risk of the onset of
complications that may threaten the life of
the infant.

In response to comments that the proposed
rule's definition was potentially overthclusive
by covering any condition thet one could
argue "may" become tife.threaisning.'le
Department notes that the statutory standard
of "the treatine physician's or physicians'
reasonable medical judgment" is
Incorporated In the Department's
Interpretetion, arid is fully applicable.

Other commerelen suggesteo that this
Interpretetion would bring under the scope of
the definition many irreversible conditions
for which no corrective vestment is
available. This is certainly not the intent. The
Department's interpretation implies nothing
ebout whether, or what, treatment shocld be
provided. Ii simply makes clear thAt the
criteria set forth in the statutory definition for
evaluating whether, or what, treatment
should be provided are applicable. Thai Is
just the start. not the end, of the anatysis. The
analysis then takes fully into account the
reasonable medical judgment regarding
potential efte-,nireness of possible treatments,
and the like.

Other comments were Omit it is
unnecessary to stale any n..erpretation
tecause reasonable medical judgment
commonly deems the conditions described as
life.threatemag and responds accorchngt

agrees that this is common practice
followed under reasonable meditat judgment
just as all the etandards incorporated in the
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statutory definition reflect common practice
followed under reasonable medical judgment.
For the reasons stated above, however. tho
Department behaves it is useful to say so in
these interpretative guidelines.

1. The tenn "treatment" in the context of
°deviate evaluation.

Clause (b)(3)(ii) of the proposed rule
proposed a definition of the term "treatment."
Two aParate =wept* were dealt .with in
clause (A) and (B).-respectivtly. of the
proposed rule. Both of these clauses weft
clesiened to ensure that the Congressional
intent regarding the issues to be considered
under the analysis set forth ta the statutory
definition is fully effectuated. Like the
guidance reecrding "lifedhremening
condition." discussed above. the
Deparimentis interpretations go to the
applicability of the statutory analysis. not its
result.

'The Depertment believes that Congress
intended that the standard of following
reasonable medical judgment regarding the
potential effectiveness of possible courses or
a cticn should apply to issues resarding
adequate medical evaluation, just as it does
to issues reseeding adequate medical
kdervention. This is apparent Congressional
intent because Congress adopted, in the
Conference Report's definition of "reemeable
medical judgment." the standard of adequate
knowledge about the case and the treatment
possibilities with respect to the medical
condition involved.

Having adequate knowledge about the case
and the treatment poseibIlities involved is. in
effect step one of the process. because that is
the basis on which "reasonable medical
judgment" will operate to make
recommendation: resardine medical
intervention. Thus. part of the process to
determine what treatment. ff any. "will be
most likely to be effective in ameliorating or
correcting" all tifmthreatening conditions is
for the treating physician or physicians to
make sure they have adequate information
about the condition and adequate knowledge
about teeatment possibilities with respect to
the condition involved. The standard for
determinins the adequacy of the information
and knowledge is the same as the basic
standard of the statutory definitice:
reasonable medical judgment. A reasonably
prudent physician laced with a particular
condition about which he or she needs
additional information and knowledge of
treatment possibilities would take steps to
gain more information and knowledge by.
quite simply. seekeig further evaluation by. or
consultation with, a physician or physicians
whose expertise Is appropriate to the
condition(s) involved or fuether cealuation at
a facility with specialized capabilities
regarding the con ditions(s) involved.

Thus, the Department interprets the term
"treatment" to include (but not be limited to)
any farther evaluation by. or consultation
with. a physician or phyi iCianS whose
expertise is approprive to the conditionia
invuived or f her evaluation at o facility
with specie:mod capabihties regerceng the
conchtion(sj int olved that, in the treating
pheetelen's or phe sickns reeennable medical
judement. is needed io Jssure !het decisions
regarding medical intervention are based on

adequate hnowledge about the case and tbe
treatment possibilities with respect to the
medical conditions involved.

This selects the Department's
interpretation that failure to respond to an
Infant's life-threatening conditions by
obtaining any further evahu done or
cons ultatioss that, in the tree:ins physician's
reasonable medical judement. ere necessary
to assure that decisions reearding medical
intervention are based on adequate
knowledce about the care and the treatment
possibilities involved constitutes a
"withholding of medically indicated
treatment." Thu, if pareets rem to coosent
to such a rememmendatian that is based on
the Meeting physician's reasonable medical
ludement that, for example. further
evaluation by a specielist Is necessaey to
permit masoneble medical judgments to be
made regarding medical batervention, this
would be a matter for appropdeat action by
the child protective services sysiess.

ln response to manseses regeedieg the
related provision in the proposed rule, this
interpretative guideline makes emits clear
that this interpretation does not deviate from
the basic principle cf ethane en reesonabie
medical judgment to defaming the extent of
the evaluations enessary in the particular

.case. Commenters mussed 0011CMIN that
the provision in tbepecmosed rale would
intimidate physicians; to seek transfer et
seriously ill infants to tertiary level facilities
much more often than necessary, potentially
resulting in diversion of the limited capacities
of these facilities away frcm thaw with real
needs for the specialised care. anneoessary
separation of infants from their parents when
equally beneficial treatment could have been
provided at the community or regicaal
hospital. inappropriate deferral of therapy
while time-consuming amusements cu be
affected, end other count:mud:waive
ramifications. The Department intended no
intimidation. prescription or similar influence
on reasonable medical judement. but rather.
intended only to affirm that ti is the
Departmena interpretation that the
reasonable medical judement standard
applies to issues of medical evaluation, as
well as issues of medical intavention.

4.714 term "treatment" in the context of
muhiple treatments.

Clause (b)(3)(iiiHB) of the proposed rule
was designed to clarify that, in evaluating the
potential effectiveness of a particular medical
treatment or surgical procedure that can only
be reasonably evaluated in the context of
complete potential treatment plan. the
"treatment" to be evaluated nada the
standards of the statutory ifinition includes
the multiple medical trtatments and/or
surgical promdures over a period of lime that
ere designed to ameliorate or correct a life-
threatening condition or conditions-Seem
conunenters stated that it could be censtrued
to require the carrying out or 3 long process
of medical treatments or surgical procedures
regardless of the lack of success of those
done first No such meaning is intended.

The intent is simply to characterize that
which must be esaluced under the standards
of the statetore definition, not to imply
anything skim the restits of the evaiustion.
If parents refuse consent tor a panicular
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medical treatment or surgical procedure that
by itself may not correct 07 amelsorate all
hied otatening conditions, but is
recoeemended as part of a total plan that
involves multiple medical treatments and/or
surgical procedures over S period of time
that. in the treating physician's reasosable
medical judgment. will be most likely to be
effective in ameliorating or correcting all
such conditions, that would be a matter fot
appropriate action by the child protective
aereices system.

On the other handl,. in the treating
physician's reasonable medical judgment, thr
total eian will. for example, be virtually futile
and inhumahe, within the meaning of the
statutory term, then theme Is no "withholding
of medically inaicatedereatment."
if a treatment plan is commenced on the
Vesis of a reasonable medical jedgmeet that
there is a good Ounce that it will be
effective, but due to a lack of success.
unfavorable complications, or other factors, it
becomes the treating physician'a reasonable
medical judgment that further meetingst in
accord with the prospective Imminent plan,
or alternative treatment. would be fetik, then
the failure to provide that treatment would
not constitute a "withholding of medically
indicated IreaMeetaL" This analysis dm not
divot from the reasonable medical lodgment
standard of the atatulay definition:it simply
makes clear the Departmemrs interpret:Boo
that the failure to evaluate the potential
effectiveness of a treatment plan as a whole
would be inconsistent with the legislative
intent. ,

Tbus. the Department interprets the term
"treatmenr to include (but not be limited to)
multiple medical treatments and/or surgical
procedures me: a period of time that ere
designed eo ameliorate ornorrect a life-
threatening condition or conditions.

S. The term "merely precut dying."
Clause (b)(3liv) of the proposed rale

proposed a definition of the term "merely
prolong dying." which mpears in the
statutory definition. The proposed rule's
ptovision stated that this term "refers to
situations where death is imminent end
treatment will do no more than postpone the
act of dying."

Many commenters argued that the
incorporation of tbe word "imminent." and its
connotation of immediacy, appeared to
deviate from the Congressional intent, as
developed in the comse of the lengthy
legislative negotiations, that reasonable
medical judgments can end do et 't in
nontreatment decisions mgarding eJase
conditions for which treatment will do no
more than temporarily postprze death that
will occur in the near future, but not
necessarily within days. The six principal
sponsors of the compromise amendment aiso
strongly urged deletion of the word
"imminent."

The Department's use of the term
"imminent" in the propoted rule was n71
intended to cor.vey a meaning not fuhe
consunant wiln the statute. Rather. the
Deperuent intended the! the word
"imminent* w mild be applied in the conk .1
of the condition involved, and in such a
contem, it meed not be understood to spectre
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a particular number of days. As noted in the
preamble to the proposed rule, this
cliemeatien was proposed to make clear that
ti mrely prolong dying" clause of the
statutory defmition would not be applicable
to situations where treatment will not totally
correct a medical condition but will give a
patient mare eters of life.The Department
continues f .c1 to this view.

To eliminate the type of misunderstanding
etddenced in the comments, and to assure
consistency with the statutory definition, the
word "imminenr is not being adcceed for
purposes of these interpretative guidelines.

The Department laterprets the term
"merely prolong d " as referring to
situations where the prognosis is for death
and. in the treating piaysician's (oe
hyrjciansi reasonable medical judgment.
unher or alternative treatment would not

alter the prognosis in ID extension of time
that-emuld not render the treatment

Thue.. the Department continues to interpret
Congress tonal intent se not permitting the
"merely prolong dyiri" provision to apply
where man; years of life will result from the
provision of treatment, et where the

is is not fix death he the near future,
ruottrnaer the mont distant future. Tbe
Deportment 11190 wants to make clear it does
not intend the connotations many
exesmenters associated with the word
"imminent." In addition, contrary to the
impression some commentersnzpeared to
have regarding the proposed the
Department's interpretation is that
reasonable medical judgments will be formed
on the basis of knowledge about the
condition(s) Involved the decee of
inevitability of death. the probable effect of
any potential treatments, the projected time
pericd within which death will probably
occur and other pertinent factors.

6. 77,e term "not be effective in
ameliorating or correcting all of the infant's
life emote:ling conditions" in the context of
a future life-threotenirg condition.

Clause (b)(3)(vi) of the proposed rule
proposed a definition of the term "not be
effective in ameliorating or correcting all the
infanrs bfethreatenireg conditions" used in
the statutory definition of "withholding of
medically indicateó treatment."

The basic point made by the use of this
term in the statutory dermition was explained
in the Conference Committee Report

Under the definition, if a disabled infant
suffers from more than one lifethreatenIng
condition and. in the treating physician's or
physicians' reasonable medical judgmeat.
there is no effective treatment for one of
those conditions, then the infant is not
covered by the terms of the amendment
(except with respect to appropriate nutrition,
hydration. and medication) concerning the
withholding of medically Indicated treatment.
H. Conf. Rep. No, 1038. 98th Conge24 Sess. 41
(Me).

This clause of the proposed rule dealt with
the application of this concept in two
contexts: rust, when the nontreatable
condition will not become life.threatening in
the near future, a nd second, when
humaneness makes palliative treatment
medically indicated.

With respect to the context of a future life-
threatening condition, it is the Department's
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interpretation that the term "not be effective
in ameliorating or correcting all of the infant's
lifethrtatenine conditions" does not permit
the withholding of treatment on the grounds
that one or more of the Infant's life-
threatening conditions. although no: life
threatening in the near future, will become
lifethreatening in the mote distant future.

This clarification can be restated in the
terms of the Conference Committee Report
excerpt. quoted just above, with the italicized
words isdicating the clarification, as follows:
Under the dermition. If a disabled Infant
suffers from more than one life-threatening
condition arr.:, in the treating physidan's or
physicians' reasonable medical judgment.
there is no effective treatment for one of
these conditions that threatens the life of the
infant in the near future, then the infant is not
covered by the terms of the amendment
(except with respect to appropriate nutrition.
hyrdation. and medication) concerning the
withholding of medically indicated treatment:
but if the nontreotoble condition will not
become life-thrtotening until the more
distant future, the infant is ogvered by the
terms ell* amendment.

Thus, this interpretative guideline is simply
a corollary to the Department's Interpretation
of "merely prolong dying." stated above. aed
Is based on the same understanding of
Congressional flatlet, indicated above:that if
a condition will not beconee'lifethreatening
until the mon distant future, it should not be
the batts foe withholding treatment.

Also for the same reasons explained above,
the word "imminent" that appeared in the
proposed dermition is not adopted for
purposes of this interpretative guideline. The
Department makes no effort to draw an exact
line to separate "mit future" from "more
distant future." As noted above in connection
with the term "merely prolong dying." the
statutory definition provides that it is for
reasonable medical judgment. applied 4.0 the
specific condition and circumstances
involved, to determine whether the prognosis
of death, because of its nearness in time, is
such that treatment would not be medically
indicated.

7. The term "not be effective in
ameliorating or conecting all life-threatening
conditions" in the context of palliative
itrattnenL

Clause (b)(3)(iv)(B) of the proposed rule
proposed to define the term "not be effective
in ameliorating or correcting all life-
threatening conditions" in the context where
the issue is not lifesaving treatment. but
rather palliative treatment to make a
condition more tolerable. An example of this
situation is where an infant has more than
one life-threatening condition, at least one of
which is not tnatable and will cause death in
the near future. Palliative treatment is
available, however, that will. in the treating
physidan's reasonable medical judgment,
relieve severe pain associated with one of the
conditions, lilt is the treating phyeician's
reasonable medical judgment that this
palliatiee treatment wi'd ameliorate the
infant's overall condition, taking all
individual conditions into account. even
though it would not ameliorate or correct
each condition, then this palliative treatment
is medically indicated. Simply put, in the

context or ameliorative treatment that will
make a condition more tolerable. the term
"not be effective in ameliorating or correcting
al/life-threatening conditions" should not be
construed es meaning each and every
condition, but rather As referring to the
infant's overall condition.

iltIS believes Congreis did not in end to
exclude humane treatment of this kind from
the scope of "medically indicated treatment."
The Conference Committee Report
specifically recognized 'het "it is appropriate
for a physician. in the exercise of reasonable
medical judgment, to consider that factor
/humaneness) in selecting among effective
tre ems "H Co f . N
Cong., 2d Sess. 41 ). In addition, the
articulation in th tory definition of
circumstances in treatment need not
be provided specifically states that
"appropriate nutrition, hydration. and
medication" must nonetheless be provided.
The inclusion in this proviso of medication.
one (but not the only) potential palliative
treatment to relieve severe pain, corroborates
the Department's interpretation that such
palliative trestssent that will ameliorate the
infant's overall condition. and that in the
exercise of reasonable medical judgment is
humane and medically indicated, was not
Intended by Congress to be outside the scope
of the statutory definition.

Thus. it is the Department's interpretation
that the term "not be effective in ameliorating
or correcting all of the infant's life-
threatening conditions" does not permit the
withholding of ameliorative treatment that. in
the treating physician's or physicians'
reasonable medical judgment. will make a
condition more tolerable, such as providing
palliative treatment to relieve severe pain.
even if the overall prognosis, taking all
conditions into account. Is that the infant will
not survive.

A number of commenters expressed
concerns about some of the examples
conteined in the preamble of the proposed
rule that di:cussed the proposed definition
relating to this point. and stated that,
depending on medical complications, exact
Pro/Molls, relationships to other conditions.
and other factots. the treatment suggested in
the examples might not necessarily be the
treatment that reasonable medical judgment
would decide would be most likely to be
effective. In response to these comments.
specific diagnostic examples have not been
included in this discussion. and this
interpretative guideline makes clear that the
"reasonable medical judgment" standard
applies on this point as well.

Other commenters argued that an
interpretative guideline on this point is
unnecessary because reasonable medical
judgment would conunonly provide
ameliorative or palliative treatment in the
circumstances described. The Department
agrees that such treatment is common in the
exercise of resaonable medical judgment. but
believes it useful, for the reasons stated, to
provide this intepretative guidance.

a. The term "virtually futile':
Clause (b)(3ns ill of the proposed rule

proposeJ a definition of tne term .inuelb
futile contained in the statutury. definition
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The context of this term in the statutory
definition I.

(Tjhe term "withholding of medically
indicated treatment" does not
include the failure to provide treatment (other
than appropriate nutrition, hydration, or
medication) to en infant when. in the treating
physkistra or physicians reasonable medical
ju4nent. the provision of tuch
treatment would be virtually futile In terms
of the survival of the infant and the treatment
itself under euch circumstances would be
inhumane. Section %MC) er the Aet
(emphasis replied).

The Department interprets the term
"virtually futile" to mean that the treatment is
highly unlikely to prevent death in the near
future.

This interpretation is similar to those
offered in connection with "merely prolong
dying" and "not be effective in amelioratieg
or correcting all life-thmatening conditthoe"
in the context of a future life-threatening
condition. with the addition ea
characterization of likelihood that
corresponds to the statutory word "virtually."
For the reasons explained in the discussion of
"merely prolong dying," es word Imminent"
that was used in the proposed pale bee not
been adopted for purposes of )
interpretative guideline.

Some conimenters expressed concern
regarding the words "bight; unlikely on the
grounds that such certitude is often medically
impossible. Other commenten urged that a
distinction should be made between
generally utilized treatments and
experimental treatments. The Depertment
does not believe any special clear:20=s are
needed to respond to these comments. The
basic standard of reasonable medical
judgment applies to the term "virtually
futiie." The Departmenrs interpretation does
not suggest en imposzible or unrealistic
standard of certitude for any medical
ji.dgrnent. Rather, the standard adopted in the
law is that there be a "reasonable medical
judgment? Similarly. reasonable medical
judgment is the standard for evaluating
potential treatment possibilities on the basis
of the *dual circumstance; of the case. HHS
does not believe it would be helpful to try to
establish distinctions based on
characterimitions of the degree of general
usage. ex tmit of validated efficacy data. or
other similar factors. The factors considered
in the exercise of reasonable medical
judgment. intluding any factors relating to
human subjects experimentation standards.
are not disturbed.

9. The term "the treatment itself under
such circumstances would be inhumane."

Clause (b)(3)(viii) of the proposed rule
proposed a definition of the term "the
treatment Itself under such circumstances
would be inhumane." that appears in the
statutory definition. The context cf this term
in the statutory derinitinn is thet It is not a
"withholding of medicalls indicated
treatment' to xithhold treatment (other than
appropriate nutrition. hydration. or
medicaton) whim. in thr treating physician's
red sonable medical iudgmc at. "the provision
of such treatment would be virtually futile in
terms of the survival of the infant and the
treatment Itself under such circumstances
would be inhumene." f 3(3/AC) of the Act.

The Department Interpret) the tenn "the
treatment Itself under such circumstances
would be inhumane" to mean the treat sent
itself involves significant medical
contrathdicatIons and/or significant paln
suffering for the Infant that clearly outweigh
the very alight potential benefit of the
treatment for an infant highly unlikely to
survive. (The Department further notes that
the ute of the teem "Inhumane" in this
context is tot intended to eueeest that
consideration of the humaneness of
particular treatment is not legitimate in any
other context rather. ft is recognised that itis
appropriate for s physician. In the exertise of
reasonable medical judgment, to consider
that factor in sekctine anions effective
treatments.)

Other clauses of the statutory definition
focus on the expected result of the possible
treatment. This provision.. if the statutory
definition odds a ooesideration relating to the
process of possible treatment. It
that In the exercise of reasonablel.:Incizaell
judgment, there are situations where.
although there is some slight chance that tbe
treatment will be betwficial to tbs patient
(the potential treatment is considered
virtually futile. rathez than futile), the
potential benefit is 10 outweighed by
negative factors relating to the process of tbe
treatment itself that, under tbe drama/nese,
it would be inhumane to subject the patient
to the treatmemt.

The Department's interne Ition is
designed to rdggest the fends% that should be
taken into account in this difficult balance. ii
numbet of cornmenters argur4 that the
interpretation should permit. u part of the
evaluation of whether treatment woukl be
inhumane. consideration of the infant's future
"quality of life."

The Deportment stronsly believes such an
interpretation 'mold be inconsi-tent with the
statute. 11...1 statute specifies that the
provision coplies only where the treatment
would be "virtually fetfie in terms of the
survival of the infant." and the "tnetment
itself under such circumstances would be
inhumane." (Emphasis supplied.) The h.:dance
is clearly to be betweee the very slight
chance that treatment will allow the infant to
survive and the negative factors relating to
the process of the treatment. These are tl.e
circumstances under which reasonable
medical judgment could decide that the
treatment Itself would be inhumane.

Some commenters expressed concern
about the use of terms such as "clearly
outweigh t" in the description of this balance
on the grounds that such precision is
impractical. Other comnenters argued that
this Interpretation could be conetrued to
mandate useless and painful treatment. The
Department itlieves there is no basis for
these worries because "rtesonable medical
judgment" is the go% eming star dard. The
interpretative guideline suggests nothing
other than application of this standard. What
the guideline doe, is set forth the
Department s interpretation that the statute
directs the reasonable medicel judgment to
considerptions relating to the theht chance of
survival and the negative factors regarding
the process of treatment end to the balance
between them that would support a
conclusion that the treatment itself would be
hthumene.

Other commenters suggested adoption of a
statement contained in the Conference
Committee Report that makes clear that the
use of the term "inhumane" In the statute was
not Intended to sugsest that consideration of
the humaneness of a particular treatment is
not legitimate In any other context. The
Department has adopted thia statement as
part of its interpretative guideline.

10. Other terms.
Some comments suggested that the

Department clsrify other terms used in the
statutory definition of "withholding of
medically. indicated treatment." such as the
term "appropriate nutrition, tydration or
medication" in the context of treatment that
may not be withheld, notwithstanding the
existence of one of the circumstances under
which the failure to provide treatment is not
a "withholdine of medically Indicated
treatment" Some commenters stated, for
example, that very potent phermacologic
agents, like other methods of medical
Intervention, can produce results accurately
described es accomplishing no mon than to
merely prolong dying, or be futile in terms of
the survival of the infant, or the like, and that,
therefore. the Department should clarify that
the proviso regarding "appropriate nutrition.
hydration or medication" should not be
construed entirely independently of the
circumstances under which other treatment
need not be provided.

The Department has not adopted an
interpretative guideline on this point because
it eppean none is necessary. As noted above
in the discussion of palliative treatment. the
Department recognizes that there la no
absolutely clear line between medication and
meatmert other than medication that would
justify excluding the latter from the scope of
palliative treatment that reasonable medical
judgment would find medically indicated.
notwithstanding a very poor prognosis.

Similarly. the Department recognizes that
in some circumstances, certain
pharmacologic agents, not medically
iedicated for palliative purpoees. might. In the
exercise of reasonable medical judgment.
also not be indicated for the purpose of
correcting or ameliorating any particular
condition because they will, for example.
merely prolong dyag. However. the
Department believes the word "appropriate"
in this proviso of the statutory definition is
adequate to permit the exercise of reasonable
medical judgment in the scenario referred to
by these commenters.

At the tame time. It should be dearly
recognized that the statute is completely
unequivocal in requiring that all infanta
receive "appropriate nutrition. hydration, awl
medication." regardless of their condition m
prognosis.

Dated: March 29.1985.
Dor..as R. Hardy.

Assistant Socreory for H,rcn Dr .

Scrvicas.
Approved: April 5,1985.

Margaret M. Heckke.
Secretary.
(FR Doc 85-8993 Filed 4-11-85. 1023 amj
Mum coot 4130-0141



Federal Register / Vol. 50. No. 72 / Monday. April 15, 1985 / Notices 1 1893

DEPARTMENT OF HEALTH AND
HUMAN SERVICES

Office of Human Deveiopment
SerVICIM

Betakes and Treatment for Disabled
Infants; Model Guidelines for Health
Care Peoviders To Establish infant
Care Review Committees

MUNCY: Office of Human Development
Services, HHS.
ACTIOM Model Guidelines for Health
Care Providers to Establish infant Care
Review Committees.

8Uktaalt These are model guidelines to
encourage the establishment within
health care facilities, especially facilities
with tertiary level neonatal care units, of
committees for the gunmen of
educeang hospital personnel and
families of disabled infanta with aim
threatening conditions, recommending
institutional policies end gaidelines
concerning the withholam of medically
indkated treatment (IndndI
appropriate nutrition. hydration. and
medkatioet) from such Infants, and
offering counsel and review In cases
involving disabled infants with life-
threstening conditions. The publication
of these model guidelines is required by
section 17A(h) of the Child Abuse
Amendments of 1984, Pub. L.98-457.
rtm manta stroattaiiat comet
Jay Olson at (202) 215-2859.
8UPIKEKVITARY INFORSIATIOte These
model guidelines are being issued in
accordance with section124(b) of the -
Child Abase Amendments of 1084. Pub.
L 98-457. Pursuant to this section, these
guidelines encourage hospitals that
provide health care to infants to
establish Infant Care Review
Contrail tees (10tCs).

As required by the Act. interim model
guidelines were published for public
comment Decent .W.s 10,1904.45 FR
48170. and a ea-day comment period
was provided. The Department received
many comments regarding the interim
model guidelines. These comments have
been carefully considered. Tbe appendix
to the model guidelines is en analysis of
significant comments received de-4ns
the comment period.

The pinciples. policies and
procedure* set forth in this model
repneent the Department's beat
ludgments. informed by a careful review
of the comments submitted. regarding
the most effective formulation for
review committees. The Deaariment
encourages hosentals that provide care
to infants. espeeially facilities with
tertiary level neonatal care units. to
establish ICRC's, and to consider fully
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the provisions set forth in the
Departmenrs suerrested mcdel.

Infant Coe Review CommitteesModel
Guidelines

1. /ntrodudlon

In the pe it several years there has
been suLatantially heiehtened public
attention to issues relating to treatment
and services for disabled infants. This
increased attention has fueled, and has
been fueled by. controversy regarding
existing pattern* of medical 0_4
decision-znaldng and various preposals
and initiatives to affect those psttams.

Amidst this controversy, one proposal
that has gained widespread support is
the establishment of hospital-based
committees as the forum and focal poly'
for efforts to assure that medical
treatment decisions are informed.
thoughtful and consistent with proper
medical standards. The thrust of this
proposal was wall articulated in the
March law repot of the President's
Commission for the Study of Ethical
Problere it Medicine and Biomedical
and Behavioral Remand=

The Cominesien concludes that hospitals
that err for seriously III newborns should
have explicit policies on decision:poking
proardurni in caws involving lifmaystaining
matzos.; for Owe infants. . . . Such policies
should provide for bternal review whenever
parsnts and the attending physician decide
that life-sustaining therapy ahould bc
fornord

Such a review could save oeveral
functions and the review mechaniern nosy
vary accordingly. First. it can vonify that the
best information available I. 5eing used.
Second. It can confirm tbe propriety cf a
decision that providers and parents have
reached or confirm that the range of
discretion accorded to the parents Is
appropriate. Third. It CIA resolve disputes
among those Involved In a decision. if
necessary, by siding with one irtty or
another in a disputa. Finally. it ,un refer
cases to public agencies (child protection
ozvices, probate mists. or proem:ins
attosalys) when appropriate.

Subsequent to this report. a broad
range of medical and health
associations endorsed the concept of
hospital review committees to deal with
issues relating to medical cart for
&tabled infants. These associations
include the American Academy of
Pediatrics, the National Association of
Madsen's Hospitals and Related
Institutions. the American Hospital
Association. the American Medical
Association, the Catholic Health
Associatien, the Federation of American
Hospitals. the American College of
Hospital Administrators. the Amerit
College of Ple zicians. the American
Nurses Association. and others. Some of
these associations us wen as other

organizations, have developed model
guidelines for committees.

Most recently. this proposal was
strongly endorsed by the United States
Congress in Pub. L. 98-457. the "Child
Abuse Amendments of 1984." In
addition to provisions in that legislation
requiring State child protective services
agencies to establish procedures to
prevent the "withholding of medically
indicated treatment from disabled
infants with life-threatening conditions."
the law made it nutter of national
policy to encourase the establishment of
hospital committees. More specifically.
this law, which was supported by an
extraordinary coalition of medical
astociations and disability and other
advocacy organizatioas. requires that:

paha Seamary (el Health and Human
Services) shall publish.. . model guidelines
to encourage the establishment within health
cars facilities al ownalnaes which wcold
MVO the purpmes product:ling hospital
personnel and fsmities DI disabled ideate
with life-threatessiag conditkos.
recommer.Zginstitrelonal policies sad
guidelines ocemesing the withhold's of
medically indicated iestamst ...from such
infents, and offering counsel sad review in
cases involving disabled beasts with life-
threatening conditions.
Pub. I. No.98-437, section 124.

The Department of Health and Human
Services fully endorses the
recommendation of the President's
Commission and the adoption by
Congress of the policy of encouraging
the formation of these committees. What
follows are the HHS model guidelines
for the establishment and operation of
Infant Care Review Committees.

The guidelines are purely advinory.
They are not mandatory ha any way.
The establishment clan ICRC is not
required bv eny Federal law. regulation.
administrative policy, or condition of
participation in any Federal program.
Similarly, if a hospital chooses to
esublish an Infant Care Review
Committee, there is no requirement of
any kind that follow* this model. In
a dditich the Department offers no legal.
regulatory or administrative
inducements or rewards for establishing
an ICRC and/or following this model.
Moreover, no legal responsibilities of
the hospital, include* those related to
child protective services activities of the
State, are removed or reduced by the
estalishment of an ICRC and/or
adoption of this model.

Rather, the Department's
recommendation that hospitals establish
infant Care Review Committees and
consider the elements of this model I;
based solely on the Department's firn:
agreement with the various



endorsements. listed above, of the
hespltal review committee concept and
the Dopeitment's judgment that the

: elements of this model are important to
make the committee effective. The
Department the, strongly teecourages
bospitele that pmeide WS to Infants.
especia4 those with tertiary level
neonatal cars units, to establish Infant
Care Review Committees, and to

' consider the provisions of these model
guidelines.

ft. Establishment and Purpose
IiiiS recommends that the hospital

Astablish an Infant Care Review
Committee OCRC) or Join with one or
more other hospitals to create a joint
ICRC. The porikeies and functions of the
Infant Care Review Committee are:

1. To educate hospital personnel and
families of disabled infants with life-
threatening condition's:

2. To recommend inatitutional policies
and guidelless concerning the
withholding of medically indicated
treatment from disabled infants with
life-thrutraing condition= and

S. To offer counsel arel review in
cams Involving disabled infants with
life-threatening conditions.-

III. Membership and Administration
A. Membership of /CRCThe

Department strongly recommends that
the ICRC membership consist of'
individuals from varied dlscigines end-
perspectives. A multi-disciplinary
approach is important for the 1CRC to
have sufficient expertise to supply and
.evaluate all pertinent information to
assist the committee In effectively
carrying out its functions. The
committee size should be large enough
to represent diverse perspectives, but
not so large as to hinder effectiveness.
The Department recommends that the
ICRC consists of at least the following
core members:

1. A practicing physician (e.g.. a
pediatrician. a neonatologist. or a
pediatric surgeon).

2. A practicing nurse.
3. A hoceital administrator.
4. A social worker.
5. A representative of a disability

Foul?.
e. A lay community member, and
7. A mamba; of the facility's orginized

medical staff. who shall serve as
chairperson.

Consistent with the multt-disciplinery
approach. the ICRC should consider
supplem:nting the core membership
with other immanent members, or
through other formal methods. such as
designating certain individuals as
"advisors" to the ICRC. or through
informal or ad hoc involvement. Among
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those that could be considered for such
supplementation ere: a representative of
the clergy, a representative of the legal
community (i.e.. an attorney or judge).
physicians with particular specialities
pertinent to a policy or particular e,r.se
under consideration, individuals web
knowledge of issues affecting childrvt
and the families of children with certain
disabilities, and other individuals with
knowledge and perspectives valuable to
effective action on particular functions
and a Nivel.* of the ICRC.

B. Administration of the IOCThe
Department makes the following
recommendations regarding
administration of the ICRC:

1. The hospital should provide steff
support for the 1CRC, including legal
counsel. The ICRC should meet on a
regular basis or as recomended below in
conneetion with teview of soechic
cases. It should adopt oereremmend to
the appropriate hospital official or body
such administrative policies as terms of
office and quonnn requirements.

2. Th. IORC should recommend
reodednres to ensure that both Mspital
personnel and patient families are fully
informed of the existence and functions
of the ICRC and its availability to Meet
on a 24-hour basis.

8. The 1CRC should carefully inform
itself of all pertinent lege/requirements
and procedures. including pertinent
provisions of State law requiring a
report or notification to thriappropriate
State child protective services agency of
known or suspected instances of
medical neglect, including the with-
holdine of medically indicated treatment
(including appropriate nutrition.
hydration, and medication) from
disabled infants with life-threatening
conditions and related procedures of the
State agency.

4. The ICRC should maintain records
dell of Its deliberations and summary
descriptions of specific cases considered
and the disposition of those cues. Such
records should be kept in eccordanns
with institutional policies on
confidentiality of medical information.
They should be made available to
appropriate government agencies, or
upon court order.4r. as otherwise
required by law.

IV. EducationalActivities
A. Boric Functions.The ICRC should

act as a resource to hospital personnel
and families of disabled infants with
lifethreatening conditions to provide
current and complete information
concerning medical treatment
procedures and resources in the hospital
and in other hospitals with which the
hospital has referral agreements or to
which patients, may otherwise be

4 9 8

referred. The ICRC should also act as a
resource concerning available
community services which may be
needed for the provision of services and
treatment for disabled infants with life-
threatening conditions.

B. Specific Activilies.In order to
carry out these functions. the 1CRC
should determine and make available to
hospital personnel and families of
disabled infants information regarding:

1. Available national and regional
information and resource clearinghouses
that provide pertinent leormation. such
as the Computerized Handicapped
Assistance Information Network
rCHAIN"):

2. Facilities and agencies in the
cor_nunity and area that provide
treatment and services, such as
rehabilitative services and ongoing
support. to disabled infants and children
and theirlarniliest

I. Public and private programs and
activities in the community and area.
including organactions and associations
that provide counselling and support for
disabled children and their families and .
when appropriate. adostion placement
counselling anil services: and

4. Other informational materials
regarding medical treatment and
rehabilitation procedures and resources
and support activities.

V. Policy Development

A. Basic Policy. In recommending
institutional policies and guidelines, the
basic policy should be to prevent the
withholding of medically indicated
treatment from disabled infants with
ilfeehreatening conditions. The
definitions set forth below offer
guidance regarding the substance of this
beak policy. The -"eflnition of the term
'withholding c cally Indic Med
treatment" is that set forth in the Child
Abuse Amendments of 1984 and
epecifically referenced by Congress in
the provision of that law that
encourages establishment of hospital
committees.

1. The term "withholding of medically
indicated treatment" means the failure
to reit .:)nd to the infant'a life-
threeening conditions by providing
treatment (including appropriate
nutrition, hydration, and medication)
which, in the tretting physician's or
physicians' reasonable medical
judgment, will be most likely to be
effective in ameliorating or correcting ell
such conditions. except that the term
does not include the failure to provide
treatment (other than appropriate
nutrition, hydration. or medication) to
an infant when, in the treating
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physic:if:1 or physicians' reasonable
medical judgment

(a) The infant is chronically and
irreversibly comatose: .

(b) The provision of such treatment
would

(1) Merely prolong dying,
(2) Not be effective in ameliorating or

correcting all of the Infant's life-
threatening conditions. or

(3) Otherwise be futile in terms of the
survival of the infant; or

(c) The provision of such treatment
woule be virtually futile in terms of the
survival of the ntfant and the 4satment
itself under ouch circumstances would
be inliumane.

2. The following are definitions of
terms used In the deflnitiotrof
"medically indicated treatment."

(a) Tbe term Infant" means an infant
less than one year of age. The reference
to me year of age does not imply that
treatment should be changed or
discontinued when an infant reaches
one year dap or to affect or lindt
proper standards of medleal cam for
children over one year of age. In
addition to their applicability to infants
less than one year of age, the standards
set forth in the definition of
"withholding of medically indicated
treatment" in paragraph (1) shouid be
consulted thoroughly in the evaluation
of any issue of medical treatment
involving an itrfant older than one year
of age who has been continuously
hospitalized since birth, who was born
extremely prematurely, oe who has a
long.term

(b) The term "reasonable medical
judgment" means medical judgment that
would be made by a reasonably prudent
physician, knowledgeable about the
case and the treatment possibilities with
respect to the medical conditions
involved.

3.1-111S recommends that ICRC's also
carefully review the Department's
interpretative guidelines regarding terms
used in the definition of "withholding of
medically indicated treatment" (set forth
in paragraph (1)) thwt appear in the
appendix to the final rule implementing
the provisions of the Child Abuse
Amendments of 1984. The final rule
be codified a' 45 CFR 1340.15, and the
appendix will appear as an appendix to
45 CFR Part 1340.

B. Development of Specific policies
and Cuidelines.1. The Department
reoamrnends that the ICRC develop
prospectively and retommend for
adoption by the hospital institutional
policies concerning the withholding or
withdrawal of medical treatment for
infants with lifeahreatening conditions.
These could include guidelines for
management of specific types or cases
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or diagnoses that are ilk* to be seen in
that facility and might present dilemmas
in medical management, and procedutes
to be followed in such recurring
circurcsiances. The hospital. upal
recommsndation of the !CRC. may wish
to require nttencling physicians to notify
the ICRC of the presence (al the facility
of an infant with et diagnosis specified
by the ICRC.

2. In recommending trese polnies and
guidelines, the ICRC should consult with
medical and other authorities on issues
involving treatanent and services fot
disabled individuals, e.g.,
neona tolqists. pediatric surgeons, and
county aM city agencies and disability
advocacy organizations which provide
services for the disabled. Si should also
consult with appropriate committees of
the medical staff to ensure thet the
1CRC policies and guidelines build on
existing staff by-laws, rules and
reaulations concamins consultations
and staff membership requirements. The
ICRC sbauld alw make itself available
to assist the hospital in its activities to
inform and *ducats hospital staff on the
pol'-ies and guidelines adopted by the
boipital.

3.11e Department recommends that
le 1CRC review existing procedures
used by the hospital and/or recommend
the adoption of new procedures to
facilitate effective coordination and
cooperation between the hospital and
the State child protective sereices
system with respect to that system's
activities relating to preventing the
withholding nf medically indicated
treatment hen disabled infants with
life-threatening conditions. These
procedures shoul I include: (a)
Provisions regarding the responsibilities
under State law for the ilospital.
physicians and other medical
professionals io renart to the child
protective services agency suspected
instances of medical neglect (includim
the withholding of medically irdicated
treatment from disabled infants with
life-threatening conditions); (b)
provisions regarding the designation of
individuals (hereafter referred to as
"designated individuals") within the
hospital (who maY, but need not be,
members of the It.TC) to serve the
liaison function with iLe child protective
services agency in connection with the
agency's progranis and procedures for
responding to the reporting of medical
neglect (Including the withholding of
medically indicated treatment from
disabled infants with life.threatening
conditiuns); (c) procedures for
coordination between the designated
individuals and the ICRC in response to
consultations initiated by the agency; (d)
procedures for prompt notification by

th e. designated individuals to the agency
of suspected medical neglect (including
instances of withholding of medically
indicated treatment from disabled
infants with iffe-threatening conditions);
(e) procedures to facilitate compliance
by the hospital ond medical personnel of
any and all other requirements of State
law relating to activities of the child
protective services system hi cone-anion
with the system's programs antl;nr
procedures concerning the withholdln.3
of medically indicated treatment from
disabled infants wilh life-threatenins
conditions; and (f) such other
procedures as may be appropriate to
facilitate effective coordination and
consultation between the hospital and
medical personnel and the child
protective services agency.

V/. Council ond Review in Specific
Cases

A major funitIon of the Infant Care
Review Committee is to review and
eller counsel in specific cases involving
disabled infants with life-threatening
conditions. Set forth below are the
probedures IUIS Moommends for
carrying out this function in two
contexts. The first context is prospective
review of cases regarding infant patients
oancerning whom treatment decisions
are being made or about whom there are
otherwise Issues of present or future
treatment. The second context is
retrospective review of cases concerning
which there is then no issue of present
or future treatment.

A.Pmpective Review end Counsel.
In addition to regularly scheduled
meetings, emergence ICRC meetings
should take place under specified
circumstances to permit review of
individual cases. The hospital should, to
the extent possible, require in each case
that life-sustaining treatment be
continued. until the ICRC can review the
case and provide advice.

1. Because of the need for prompt
review and counsel, emereency ICRC
meetings may have to be convened
within 24 hburs (or less if indicated).
Such meetings should lee convened
when there is disagreement between the
family of an Infant and the infent's
physician as to the withholding or
withdrawal oi treatment, when a
preliminary decision to withhold or
withdraw life-sustaining treatment has
been made in certain categories of cases
identified by the ";11C in its recific
policies, when at Is disagreement
between members of the hospital's
medical and/or nursing staffs. or win
otherwise appropriate.

2. Such emergency ICRC meetings
should take place upon the request of
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any member of the ICRC or hospital
staff or parent or guardian of the infant.
The ICRC should have procedures to
preserve the confidentiality of the
bientity of persons making such
requests, and such persons should be
protected from reprisal. When
appropriate, the ICRC or a designated
member should inform the requesting
individual of the ICRC's
recommendation.

3. ThelCRC 6,..y provide for
telephone andbther forms of review
when the timing and nature of the case,
as identified in policies developed by
the ICRC, make the convening of an
emereencreneeting impracticable.

4. F.:latency meetings should be open
to the affected parties. When
appropriate to ensure informed
discussion, a physician(s) experienced
in the evaluation and treatmeM of tha
relevant disability(ies) or life-
threatening condition(s) ehould be
invited thattati The ICRC should
enstre that the interests of the parents,
the physician, and the child are fully
=Wend; that family members have
been fully informed of the patient's
condition and prognosis and that
appropriate counseMng services have
been made available to them and that
they have been provided with a listini
which describes, and any further
information they need to facilitaie their
access to, the services furnished by
parent support groups and public and
private agencies in the geoeraphic
vicinity to infants with conditions such
as that before the ICRC.

5. HHS recommends that to ensure a
comprehensive evaluation of all options
and factors pertinent to the committee's
deliberations, tha chairperson designate
one member of the ICRC to act, in
connection with that specific case. as
"special advocate" for the infant. The
special advocate should seek to eneure
tt all coneiderations in favor of the
provision of additional treatment are
fully evaluated ane considered by the
ICRC. The chaltperon should make
cle:.r to all participants and observers
that the designation of Yapecial
advocate" is a standard procedural
practice to ensure thorough deliberation.
and thit it does not imply that any other
participant is lss concerned about the
welfare of the infant.

8. In cases in which there is
disagreement on trcatment between a
physician and an infant's family, and the
family wishes to continue life-sustaining
treatment, theICRC should counsel that
the family's wishes be carried out, for as
long as the family wishes, unless such
treatment is medically contraindicated.
When there is physician/family
disagreement and the family refuses

consent to life-sustaining treatment., and
theICRC, after due deliberation, in
accordance with the policies, principles
and procedures set forth above, agrees
with the family, the ICRC should
counsel that the treatment (other than
appropriate nutrition, hydration, and
medication) be withheld, When there is
physician/family disagreement and the
family refuses consent. bu the ',CRC
disagrees with the family, the 1CRC
should counsel that the hospital board
or appropriate official immediately refer
the matter to _en appropriate court or
child protective servicea agency in
accord nee with applicable reporting
requirements and related procedures,
and that every effort be made to
continue treatment, preserve the status
quo, and prevent worsening of the
infant's condition until nth time as the
court or agencY renders a decision or
takes other appropriate action. The
ICRC sh..ould also follow this procedure
in cases in which the family and
physician epee that life-surtaining
treatment should be withheld oe
withdrawn. but the ICRC disagrees.

8. Retrospective Record Review. For
the purpose of monitoring the
effectiveness of policies and procedures
of the hospital and ICRC. the
Department recokmends that the ICRC,
at its regularly-scheduled meeting,
review all records involving withholding
or termination of medical or surgical
treatment to infants consistent with
hospital policies develdped by the ICRC,
unless the case was previously before
tbe ICRC for emergency review. If the
ICRC finds 'hat a deviation was made
from the inz, :national policies in a given
cace, it should conduct a review and
report the findings to appropriate
hospital personnel for appropriati
action. If the ICRC finds that revisions
to institutional policies are necessary or
appropriate, it should develop
appropriate recommendations.

Approve&
Dates!: April 1,

C. Everett 1Coop,
Suiten General U.S. Public Health Service.

Dated:Marsh es, lees.
Dorcas R. Hardy,
AssistantSicrelary for Human Penh:lomat
Services.

Dated: April 5. 1965.
Margery! M. Header,
Secretary.

Appendix

Analysis of Model Guidelines for
Health Care Providers to Establish
Infant Care Review Committees and
Comments Submitted Regarding Interim
Model Guidelines.
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2. Introeection

Sectivn I of the model guidelines
includes introductory information to lay
the foundation for the Department's
recommendation that hospitals establish

The Department believes the
factors identified are particularly
pertinent with respect to hospitals with
tertiary level neonatal care units, and
thus especially recommends1CRC's for
such hospitals.

A number of comments submitted in
connection with the interim model
guidelines expressed concern that
although the interim guidelines were
identified as advisory, the format,
structure and wording could give the
impression that they were mandatory or
that there were some legal, regulatory or
administrative enducements associated
with them. Some commenters expressed
the view that the interim guidelines
were too inflexible to accommodate
diversity among hospitals, and
suggesiedthet a different type of model.
such ae one that identified significant
concepts and sugeasted alternative
approaches, would be better, Some
commenters who indicated ndegivings
about the potential effective:tut of
ICRC's suggested the Department soften
the degree to which it recommends

In response to these concerns, the
Department has revised some of the
introductory material to chi* that the
guidelines are purely advisory, that
establishment of an ICRC and/or
adoption of this model does not relieve
any legal responsibilities of the hospital
(including responsibilities relating to
State child protective services
activities), and that every hospital is
convletely free to adopt. adapt. or
ienore the model. In short these model
guidelines are accompanied by neither
carrots nor sticks.

The comments, however, have not
shaken the Department's belief that
ICRCe can be very valuable in
advancing the objective of assuring the
provision of appropriate medical care to
disabled infants with life-threatening
conditions, and that the Department's
legislative charge is to develop a model
that includes those principles and
procedures the Department believes are
important for ICRC's to realize their
potential efficacy. The Department
recognizes that realization of this
potential will require not only
dedication to the concept of ICRC's, but
also persistence in evaluating and
sharing information about experience
with ICRC's, including those that are
based on different models, to facilitate

487
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informed judgments about possible
refinements and improvements.

With an of these considerations In
tnind, the introductory infonnetion
continues to recommend stonily
ICRC's..especially for borpitals with
tutlary level neonatalcare units, and to
urge careful consideration of all
elements of this model.

Betoblishme.it and Puiross
This section of the model guidelines

lists the purposes and functions of the
ICRC in the terms set forth In the Act. It
is net materially changed from the
provision included in the interim
guidelines. Some computers suggested
a different name for the committee, such
as Infant Bioethice Committee" or soma
other term that emphasised the
committee's function of considering
questions of medical ethics. The
Deportment has not chanrd the title of
tbe committee because nothing la the
authorizing statute corroborates the
notion that the focus of the committee
should be "medical ethics," at lust to
the extent that term connotes
considerations different than those
involved in evaluating medical
treatment possibilities that "will be most
likely to be effective in ameliorating or
conecting" all life-threatening
conditions. Thus. the Department
continues to believe the title "Infant
Care Review Committee" best
chsracterites the purposes and
functions of the committee.

Memberthips of the ICRC
Section III-A of the model guidelines

recommends the membership of the
The Department received

nu.nerous comments regarding this
section of the interim guidelines. Some
commenters suggrAed that no particular
membership should be specified to
permit more flexibility, such as an
option to limit membership to the
hospital's medical staff. Some
conunenters suggested that more
specific qualifications arid credentials
should be required for membership, such
as requiring that the nurse be a
registered professional nurse, that the
physician be a neonatologist, that the
social worker have certain credentials,
that the representative of a disability
group have certain training or
professional standing, and the like.
Some commenters urged that members
from other disciplines should be
represented, such as a special education
teacher, an ethicist, a family physician,
and the like. Some commenters
proposed that the ICRC should have a
more formal memanism for advocacy
for disabled infants, such as the
inclusion of a trained child advocate
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appointed by an independent entity, the
inclusion of a permanent "special
advocate." or the like. Some
commenters recommended that The
1CRC should have a higher number or
percentsge of physicians and other
medical professionals.

in response to these commmts, the
Department has wide several changes
to the model from what appeared in the
interim guidelines. First, the model now
identifies the key concept that should be
the basis for dalsions on membership:
That ths ICRC uhould consist of
individuals from varied disciplines and
perapectives. Second, the model now
identifies a recommended core
membership that is designeot to
implement this multi-discis 'eery
apprpach, and provides fu. ler
sugeestions for supplemen.mg the cou
membership on a permenent or other
formal or informal basis. Third. a
representative of the legal profession
has been dropped from the
recommended core membership and
Included In the list of individuals to be
considered for supplementation of the
core membership because legal counsel
for the 1CRC is elsewhere (in section,111-
B-1) provided.

The Department believes these
revisions strike an appropriate and
workable balance between the need for
a multi-disciplinary approach and the
unworkability of forming a committee
with a representatiee of every
discipline, perspective or group that
might have a more refined or snore
general or more expert or different point
of view. The use of one or more of the
suggested mechanisms for
supplementing the disciplines and
perspectives represented by the core
membership reinforces the prime
concept of a multi-disciplinary approach
without making the 1CRC unworkable.

The Department rejects the argument
that no committee membership should
be recommended because the
Department believes adoption of the
multi.disciPlinary approach is vital to
the effectiveness of the ICRC. However,
although the Department recommends
the selection of highly qualified
individuals, tbe Department believes tt
unnecessary to specify certain
educational or other credentials for
members,

In addition. the Department hes not
adopted the various suggestions for
formal advocacy for disabled infants. bt
jndicial proceedings involving a
neglected child, it is iltal that the child
have a skilled, independent advocate.
For this reason, section 4(b)121(C) of the
Federal Child Abuse Prevention and
Treatment Act requires that a guardian

5 C
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ad !item be appointed to represent the
child in all such proceedings. But the
Department believes the functions of the
1CRC are much different from those of a
court. A court makes a binding decision
on the rights and responsibilities of the
parties before in contrast, the
function of the ICRC le, as sat forth in
the statutory directive for HHS to issue
these suidellnes, to educate hospital
personnel and families, to recommend
inslituti-mal policies, and to "offer
counsel and review" in specific MIMI.
Therefore, the Department believes it is
neither necessary nor appropriate to
replicate a guardian ad litem function on
the ICRC.

4. Admlnistrotion of the ICRC

Section M-8 of the guidelines
addresses several matters regarding the
administration of tbe 1CRC. Paragraph
two calls for procedures to ensure that
both hospital personnel and patient
families are fully informed of the
existence and functions of the ICRC and
its availability on a 24-hour basis. Some
commenters suggested this information
also be widely publicized to the public
to facilitate :aqui& from persons other
than hospital personnel and patient
families for review of specific cases. The
Department has not adopted this
suggestion. Although child protective
services agencies permit any person to
make reports of suspected child abuse
and neglect. Including suspected
medical neglect involving the
withholding of medically indicated
treatment from disabled infants with
life-threatening conditions, HHS does
not view the Pnctions of the ICRC in the
same light. Ste ICRC la not designed to
be an arm Of the State child protective
services system, and thus procedures
appropriate for that system are not
neciaserily appropriate for the ICRC.
Tbe purpose of the 1CRC is to assist the
hospital in assuring the provision of
medical care and related service that
are consistent with good medicat
standards and the obligations of the
hospital end medical personnel under
applicable law. Rather than replicate
procedures of the child protective
services system, the guidelines, in
section V-13, call for the IOW to develop
recommended policies to facilitate
effective coordination and cooperation
between the hospital and the child
protective services system.

Paragraph three calls for the ICRC to
inform itself of pertinent legal
requirements and procedures. includins
those relating to child protective
avices agency activifice. In response to

contments, a sentence in the interim
guidelines that called for the 1CRC to
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consult with tbe child protective
services agency has been deleted from
thls model. A new provision has been
added to section VB to deal with tbe
issue of the relationship between the
ICRC and the State child protective
services asency.

Paragraph four relates to maintenance
and confidentiality of records. Some
commenters suggested a more limited
provision concerning the confidentiality
of records than the provision in tbe
interim model guideline that records be
made available to appropriate
government agencies, or upon court
order. or as otherwise required by lew.
Other cored-lentos proposed more
detailed record.keeping requirements.
such as maintaining taped or detailed
written minutes of all meetings, and a
provision for regular transmittal of these
materials to the State child protective
services asency. MIS has made no
material dame in this provision.
Matters regaWi% the confidentiality of
medical records and the availability of
those records to courts. administrative
agencies, and tha like, ars already
ipecifically dealt with under the law.
The Department does not believe it
appropriate to try to ettablish a new or
different set of standards for this
purpose. The Department his also not
adopted more detailed recordkeeping
standards of the !CRC. HHS does not
believe the standard procedures
applicable to Judicial proceedings or
certain administrative activities, which
may require tranieripis cr other detailed
records. ane necesssary, or approi-.. ;te in
relation to the purposes and functions of
1CRC's.

Some commenters suggested a
provision be added to the guidelines to
provide immunity or idemnification for
tbe ICRC and Its members against any
potential civil liability for actions taken
by the 1CRC. The Department has no
power to grant immunity, nor does HHS
have sufficient familierity with the
pertinent provisions of State law that
might have a bearing on the issue to
recommend that hospitals and ICRC's

.111111111M/Mill ..MIUMNI1111w

take any particular 4,:tion on this
question. Hospitals and ICRC's that
believe it appropriete to explore this
question fizther should consult with
their counsel.

A Educotiond Activilies
Section IV of the guidelines ou

recommencied ICRC activities rel
its function cf educe.ng hospital
personnel and families of disabl \and several changes have been made in
infants with life-threatening cot Wong. section V to avoid any lank of clarity on
In response to public comment*, one \ this point
change has been made from the interim, / Stme comments suggested that theguidelines. adding that, when statement of the 1CRC's "bisic policy."

stated in the model as "to prevent the
withholding denadically indicated
treatment bum disabled infants with
life-threatening conditions," was too
narrow in that it dealt with only one
function of the 1CRC. and that it should
be made mom general. The Department.
in makins no material change to this
statement is guided by the statutory
language. which amribes the "policy"
purpose of the committee as
"recommending institutional policies
and guidelines concerning the
witbiolding of mediciTy t'alicated
treatment (as that term is defined in
clause (3) of section 3 of the AM . . .)"
from disabled infants with life.
threatening conditions. The
incorporation of the definition of the
term "withholding of medically indicate
treatment" contained in section 3 of the
Child Abuse Prevention and Treatment
Act, as amended by the Child Abuse
Amendments of 1984, sand the context of

Section V of the model guidelines tbe 1N4 amendments make clear that
outlines activities relating to the policies "regardine the withholdins of
function of the ICRC to recommend medically indicated treatment should be
institutional policies and guidelines guided by the principle that policies and
concerning the withholding of medically suldelines should be designed "to
indicated treatment from disabled prevent" such withholding. Thus, the
infants with life-thrutiming conditions. Depmiment believes that in developing
Section VA sets fortb the basic policy recommended institutionsl policies and
that should guide the ICRC. guidelines, the guiding principle should

Some cornnienters sought derification be to prevent the withholdins of
of what tbey viewed as an inconsistency medically indicated treatment from
between the reference at some places in &Oiled infants with lifeareatening
the interim piidelines to "developing" conditions.

policies and guidelines and the
reference at other places In the mode! to
"iecommending" policies and
guidelines. The statutory provision that
directed the Secretary to issue these
model guidelines refers to this purpose
of the ICRC as "recommending
institutional policies and guidelines."

tins to Nothits in tbe interim guidelines -vas
intended :o deviate from this standard.

appropriate, the ICRC make available to
hospital personnel -nd families
information concerning adoption
placement counselling and service, in
tbe community.

No champs have been made in
response to some comments that the
educational activities listed exceed the
capabilities of ICRC's or wou1S require a
fufltime staff member, m to other
comments that the activilles listed ars
dupticatial or other activities alivady
being performed by hospital staff. The
Departmert believes the activities listed
are not extunivs, and nothing in the
model suggests that an ICRC is
supposed to isolate itself boar the
ongoing activities of various units of the
hospital that normally engage in social
services counselling and aasistance,
house educational activities, the
provision of information 4o patients and
their families, and the like.

8. Polley Development

502
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Paragraph one of section V-A sets
forth the statutory definition of
"withholding of medically indiceted
treatment," which, as noted above, is
incorporated Into the statutory directive
that the Secretary issue these model
guidelines. Paragraph two sets forth two
definitions of terms contained in the
basic statutory definition. These two
definitions are taken from the
Conference Committee Report on the
Child Abuse Amendments of 1984.

The interim model guidelines also
included provisions relating to
definitions of other terms used In the
definition of "withholding of medically
indicated treatment," .,:rovisions that
were identical to definitions Included in
the proposed regulation to implement
the Child Abuse Amendments of 1944.1n
response to comments regarding them
provisions in the proposed rule and
interim model guideline they were not
adopt/it:in the final nil' ind have
similarly not been adopted hi these final
model guidelima.

The appendix to the final rule,
however; Includes the Department's
interpretative guidelines regarding terms
used in the statutory dermition. It also
includes a detailed discussion of these
interpretations, as well as me comments
received by the Depa:tment The
information contained in the appendix
to the final rule may assist the ''"atC in
underatanding dimensions of tu.
definition of "withholding of medically
indicated treatment." The Department
recommends In paragraph (3) that the
ICRC carefully review the appendix to
the final rule.

7. Development of Specific Policies and
Guidelines

Section V-B of the model guidelines
recommends specific activities of the
ICRC relating to its function of
recommending institutional policies and
guidelines. A new paragraph (three) has
been added to the material that
appeared in the interim model
guidelines. Paragraph three is Included
in response to many comments that
urged revisions or clarifications to the
model in connection with the issue of
the interaction among: (a) The ICRC; (b)
the child protective services system; and
(c) other individuals within the hospital
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with responsibilities relating to the child
protective services sysiem's activities.

This issue involves several factors.
First, under the Child Abuse
Amendrernts of 1984, State child
protective service, agencies muet, as a
condition of eligibility for Federal
assistance, have in place certain
programs and/or procediras "for the
purpose of resphnding to the reporting of
medical neglect (including instances of
withholding of medically indicated
treatment from disabled infants with
life-threatening conditions)." Second,
these prt 4ms and/or procedures must
provide for "coordination and
consultation with individuals designated
by and within" hospitals. Third, they
must also provide for "prompt
notification" by such Individuals of
suspected medical neglect, including
instances of withholding of medically
Indicated treatment from disabled
infants with lift:threatening conditions.
And fourth, other provisions of State
law relating to child protective services
activities, including reporting
obligations of medical personnel and
hospitals, investigative authorities,
responsibilities and procedures, and the
like, are applicable io reports of
suspected medical neglect. Including
instances of withholding of medically
indicated treatment from disabled
infants with life-threatening conditions.

The issue, thus, is how the 1CRC
should tele.: to these various
responsibilities and activities. The
model does not provide a specific
answer because the procedures
implemented in particular hospitals
should take into account the pertinent
provisions of State law and local agency
procedure, which are not necessarily
uniform throughout the United States.
The model, therefore, cells on the ICRC
to look Info these matters and to
develop, in connection with its other
policy development activities,
recommended procedures for the
hospital to implement in order to
facilitate effective coordination with the
child protective services system, as well
as coordination between the ICRC and
other hospital officials in relation to
matters of interest to the child protective
services agency in connection with the
withholding of medically indicated

treatment for disabled infants with life-
threatening conditions.

It should be noted that the model does
not specifically call for the ICRC
chairperson ar members to be the
"designated individuals" for the, liaison
function with the child prof active
services eeency. Such a designation.
however, might best facilitate effective
coordination and cooperation with the
child protective services agency. On the
other hand. se..me hospitals might prefer
to incorporate this into existing
coordination mechanisms applicable to
the full range of potential child abuse
and neglect issues. Therefore, a.though
there are strong reasons for assigning
the ICRC chairperson or other membet.
the liaison function, the model does not
specifically call for this, but rather
recommends that the !CRC itself
addreas this and the related issues.

A ntimber of ot.Ner comments were
received concerning this section of the
Interim model dealing with development
of specific policies and guidelines. Some
commenters argued that the activities
called for In the Interim model
guidelines were excessively prescriptive
and wo- 'lead to unreasonable
interfe.-_ as in medical management.
The Department intended nothing
unusual or overly prescriptive in
suggesting that !CRC's develop
recommended guidelines for
management of particular types of cases
and procedures to be followed in
recurring circumstances. Some revisions
to the language have been adopted to
clarify this Intent.

Other commenters suegested that the
model provide that all specific policies
developed by the ICRC for
recommended adoption by the hospital
be submitted to and approved by the
State child protective services agency
prior to adoption by the hospital. This
suggestion has not been adopted
because the Dcpartment.does not
believe the legislative directive to the
Secretary to issue these model
guidelines can be construed to support a
concept that ICRC's are to be dirtctly
regulated by chEd protective services
agencies or that they are to 4e
functionaries of the agencies.

VIIIIINEllor 1
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a Prospective Review and Counsel

Sutio VI-A sets forth recommended
procedures for the ICRC to carry out its
function of offering prospoctive review
and counsel in cases involving disabled
infants with life4hrtatening conditions.
Pamir:1phi 1 and 2 outline
circumstances under which emergency
ICRC meetings should be convened
Because of the need for prompt review
and counsel. HI1S recommends that the
ICRC have the capability to convene an
emertency meeting within te hours (or
less if indicated) to consider such cases.

The Department receiVed many
commeats retarding theft paragraphs.
Some commenters suggested that in
order to avoid unnecessary or excessive
meetings. the model not call for
emergency meetings *hen requested by
any member of the ICRC or hospital
staff or parent or guardian of the infant.
and that instead the model should
recommend a saieWm process, such as
for tbe chairperson to &.d. de whether a
bulbs is appropriate. Other
commenters suggested that the modal
also cell for emergency meetings when
requested by any interested person on
the grounds that some cases that should
be reviewed insy not come to the
attention of the ICRC under the criteria
included in the model. HliS has not
adopted either suggestion. The
Department believes that until each
ICRC has gained some experience. It
may not adequately be able to judge
whether review of certain cases covered
by the criteria would &chiefly be
unnecessary. Similarly. HHS is unaware
at this stage of ICRC experience of the
likelihood that cases which Amid be
reviewed would not involve al least one
of the seven criteria listed in paragraphs
one and two (including when it is
"otherwise appropriate"). In the enince
of soms basis to belays it is neceasary.
HliS is disinclined to suggest that
medical professionals and other ICRC
members deal witb uses that do not
meet any of the criteria upon request of
any puson with the same urgency and
priority as cases that do meet the
criteria.

Some commenters suggested that
convening meetingi on 24-hours notice
would be impracticable. Other
commenters suggested that the provision
in the model (paragraph three)
permitting telephone conferences or
other methods of review when
convening an emergency meeting is
impracticable should bE deleted because
they lack the effectivenese of in-person
meetings. FitiS has made no material
revision to the mode: in tins regard. The
Dipartment Continua to recommend
that !CRCs respond t. :..211es tnat meet

the criteria identified on an urgent (74
hours, or less if necessary) basis, and to
recognize that the timing and nature of a
case may la certain circumstances maks
in-person meetings impracticable

Two additional provisions have been
added, in response to comments, to the
version of paragraph four that appeared
in the interim suldelines. First.
consistent with one of the revisions to
section TII-A (regarding membership of
the !CRC). the model suggests that a
physielan(s) experienced in the
evaluation and treatment of the relevare
disability(ies) or life4hreatenIng
condition(s) be invited. if appropriate, to
the emergency meeting. The second
revision recommends the ICRC ensure
that parents receive appreeriate
counselling, as well u fi1 information
regarding the patient's condition and
prognosis.

The Department received many
comments regarding the
recommendation in paragraph five thet
the chairperson designate a "special
reivocate" to ensure that ell
considerallens in favor of additonal
treatment are fully c=sidered. Some
commenters suggested that the model
specify that the "special advocate" must
be a trained child advocate independent
of the hospital. Other commenters
suggested this provision be deleted
because it would create an adversarial
relationship; it implies other ICRC
members are less concerned about the
infant's best interests; and it will
confuse parents to have someone
advocating treatment in every.case.
even if Unjustified.

HHS has made no material change in
response to these comments. As noted
above in the discussion of section III-A
(regarding membership el' the ICRC).
H113 does not believe the guardian ad
Utem model is nectreury or appropriate
for the ICRC. nue, the model does not
recommend formal representstion for
the infant by a trained advocate. On the
other hand. the Department continues to
believe that the "special advocate'
feature will contribute to a
comprehensive evaluation of all options
and factors pertinent to the committee's
deliberations. It should be noted that the
model does not call for the "special
advocate" to be a "treatment advocate."
if nontreaunent is appropriate and .

permissible under applicable standards.
Rather, the special edvocate is to ensure
that all considerations in favor of
additional treatment are fully evaluated
ond considered by the ICRC. This does
not require that the special advocate
argue. just for the sake of argument.
with the judgments of other ICRC
members who have fully evaluated and
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considered all pertinent factors and who
believe nontreatment is not
inappropriate. It should also be noted
that the model guidelines call for the
chairperson to make clear to all
participants and observers that the
designation of a "special advocate" Is a
standard procedural practice to ensure
thorough deliberation, and that it sloes
not imply that any other participant is
less concerned about the welfare of the
infant.

Paragraph six suggests the kinds of
recommendE dons the ICRC should make
in certain circumstances. Some,
commenters urged revisions to the
wording of this paragraph which they
thought could be construed as
recommending that the ICRC was to act
as a decision maker. rather than perform
the function of "offerine counsel and
review." as it Is stated in the legislative
provision that required the Secretary to
issue these model guidelines. No
deviation from the statutory concept of
"offering counsel and review" was
intended, and several revisions to the
wordingieve been made to avoid any
misunderstandings in this regard.

A number of cornrienters
recommended revised or additional
provisions in the model guidelines
relating to the interaction between the
ICRC and the child protective services
agency. Some commenters suggrsted
that if life-sustaining treatmen; is not
being provided. the ICRC shoild make a
report to the child protective services
agency at the conclusion of its meetings,
regardless of whether the ICRC believes
"medically indicated treatment" :s being
withheld. in order to permit an
independent review by the agency.
Some commenters sugeested a similar
report as soon as the lcitc learns of a
case that it intends to review, in order to
permit simultaneous review by the
agency or monitoring by the agency of
the ICRC's deliberations. Some
commenters suggested that
cunsideration by the ICRC should permit
a delay in reportim to the child
protective services agency.

The Department has made no
revisions or additions to the model
guidelines in response to these
comments. As .ated above in the
discussion of section V-B (regarding the
development of specific policies and
guidelines*, the existence end activities
of the ICRC do not amend the
responsibilities under State law of
medical pr^fessionals and du. hospital
to repori to the child protective services
agency suspected instances of medical
neglect (including the withholding of
medically indicated treatment from
disabled infants with life-threatening
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conditions). Nor dots the existence of
the 1CRC reduce or affect the rights of
other persons to report suspected cases
to the agency. Although ihe child
protective services agency and the 1CRC
are to be guided by similar principlos
and standards regerding the beet
interests of the child. the Department
believes they have separate and distinct
functions. The primary function of the
!CRC in this context is to offer counsel
to the attending physician(s). the
hospital and the family to assure that
the parents have the benefit of prudent.
lotowledleable and professional
evaluations. recommendations and
service,. consistent with appropriate
medical standards, to assist them in
making sound decisions regarding the
welfare of their child. The function of
the child protective services agency is to
determine those circumstances in which
the power of the State must be invoked
to protect the infant, and then to take
appropriate action to do so. Linkases
between child protective services
agencies and health CM institutions
and professionals art already establish
in law, and the legislative history of the
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Child Abuse Amendments of 1954
makes clear these existing mechanisms
ars to apply in connection with
instanues of withholding of medically
indicated treatment from disabled
infants with life-threatening condition'.
In view of these lectors, the model does
not enlarge, contract, or amend the
applicable legal standards for reporting
to child protective services agencies.

Rotrospective Recoorl Review
Section V1-4 of the model guidelines

recommends that the ICRC
retrospectively review records in certain
categories of csses as method of
monitoring the effectiveness of the
policies and procedures of the 1CRC and

In responie to mune comments that
the description of this activity in the
interim guidelines gave the Impression
of an unproductive. after-the-fact fault-
finding mission, this section has been
revised somewhat to clarify its
Some commenters suggested thaTre.
model call for 1CRCs to report to the
child protective services agency any
discovered deviations from hospital

c);

policies. Other commenters suggested
annual reports to the agency of the
result, of the ICRC review of all cases.
to be followed by compilation, by the
agency and by tiliS for publication. For
the reasons set forth in the discussion
abova regarding section V1-A
(concerning prospective counsel and
review). the Department har not
adopted these suggestions. The reports
the 1CRC and/or the hospital make to
the child protective services agency or
any other entity should be those
indicated by applicable requirements.
With respect to the objective of adding
tu professional and public knowledge of
the potential benefits and difficulties of
1CRCs. the Department apes that
activities relating to this objective
should be encourssed through the
mechanisms of professional and public
communications,but believes it is
beyond the intended scope of these
model guidelines to seek to organize
wine comprehensive Infcemetion
compilation and distribution system.
(FR Doe. as-eoes Ned 4-1145: tem am)
swam cox 4111541.41



Appendix K

In re Steinhaus

STATE OF MINNESOTA

COUNTY OF REDWOOD

In the Hatter of the Welfare of

Lance Tyler Steinhat a minor.

IN COUNTY COURT

JUVENILE COURT DIVISION

ORDER
ern

7his natter came on before this Court upon the motions of Amy

Steinhaus and Dr. David Steinhorl in the courtroom of the Lyon

County Courthouse in the City of Mtrshall, Minnesota on the 14th

day of August, 1986, at 9:00 a.m. Mr. David Peterson, 30d North

Third Street, Marshall, Minnesota 56258 appeared on behalf of the

Redwood County Welfare Department; Ms. Natalie Hauschild, 315

South Washington, Box 377, Redwood Falls, Minnesota 56283

appeared on behalf of petitioner Amy Steinhaus; and Jan D.

Halverson, Unf airaity of Minnesota Hospital and Clinic, Box 708,

Harvard Street at-East River Road, Minneapolis, Minnesota 55455

appeared on behalf of Dr. David Steinhorn. Present was Mr.

Timothy Steinhaus, father of the child, representad by Cecil

Heats, Attorney at Law, Marshall, Minnesota 56258. Present,

also, was Mr. Michael Boyle, Attorney at Law, Springfield,

Minnesota, representing the child.

The undersigned, lulKi all thoi evidence introduced at this

hearing and upon all the files and records herein, finds as

follows:
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FINDINGS OF PACT

1. Lance Tyler Steinhaus was born on March 20, 1986. On or

about April 24, 1986 he received serious injuries, including a

fractured skull and fractured ribs. The child belime comatose on

that dete and has never regained consciousness. That the child

vas the subject of a Neglect Petition i Reditood County,

Minnesota. That the child WAX found to be neglected at the

result of the actions of the child'S father and that custody vas

placed in the Redwood County Welfare Department.

2. That the child's motherp Amy Steinheus, after

corsultation with the child's doctors agreed that the ,thild

should not receive antibiotics and thgt a "Do Not Resuscitate"

order should be placed upon his medical chart.

3. Thai on the Moton of the Redtood County Welfare

Department a temporary restraining order Was signed on August it

11486 which order restl_ined medical doctors from removing the

child from antibiotic treatment.

4. That this matter has come before the Court upon the

motion of Any Steinhaus and Dr. Steinhorn requesting that this

Court (1) dissolve the temporary injunction granted on Auguet 1,

1986, and (2) ordering that personal hygiene, nutrition,

hydration and suctioning of oral secretions be continusde but

that any aggressive radical treatment including antibiotic

treatment, resuscitation efforts, surgical interventiont: tne. th!4

use of respiratory devices to treat Lance Tyler Steinhams 17ei

proscribed (-not required).

2
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5. Doctor David Steinhorn is a Medical Doctor and an

instructor of the Department of Pediatrics at the University of

Minnesota Hospital. Until shortly before the hearing he was the

treating doctor ter the child.

6. Dr. Steiahorn testified that the child's current medical

condition is one of a *persistent vegetative state". The

testiaony indicated that the child was not °brain dead° and there

was 2020 activity in the brain, although in his opinion this

activity pertained to basic primal instincts. He testified that

the child is severly impaired that he is unable to handle oral

secretions, that he has an ineffective cough and gag so that he

cannot clear his airway effectively. The child is fed by a

feeding tube directly into his tomach. Dr. Steinhorn defined a

persistent 'vegetative state as having no iLteraction with his

environment and testified that in his opinion the child had no

hope of improvement. Dr. Steinhorn testified also that the child

is susceptible t., lif threatening 1. P.ctions and that without

antibiotics that he would probably die of infection within a

short period of this.

7.. M%t based fipon the testimony introduced at trial that

the child is a disabled infant with a life threatening condition.

8. Dr. Steinborn indicated that he has consulted with other

doctors,including staff prediatric neurologists at the University

of Minnesota Hospital and also the Ethics Committee at the

University of Minnesota Hospital. That al/ he has talked to :aye

concurred that the child should have a given "comfort care"

3
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environment without providing any aggressive inte,,,ention in the

event his heart stopped or he should atop breathing.

9. The doctor testified that in his opinion it would not be

in -the best interest of the child to try to pr:Nlong his life

through any type of ventilatory support or the institution of

antibiotic therapy.

10. That Dr. Steinhorn did advocate that the child remain

on one type vf antibiotic which would prevent seizures. That the

doctor testified that he would not strongly object to passive

administering of antibiotics by means of the stomach tube but

that his would object to more intrusive administration of

antibiotics by intervenous means.

From the above findings, this Court makes the following:

CONCLUSIONS OF LAW

1. Federal and State law establish a clear and _consisten

standard for lihat treatment mustja_provided disabled inZants

with life-threatenin conditions.

.In the wake of considerable public debate over whether and

when children with disabilities shouLd receive We-preserving

treatment (stimulated by the death of a Bloomington, Indiana

child born with Down's Syndrome afte surgery, food and wator

were uithheld from him in April, 1982), Congress enacted the

Child Abuse Amendments of 1984, Pub. L. No. 98-457, tit. 1, secs.

121-28, 98 Stat. 1749, 1752-55 (codified at 42 U.S.C.A. 5101 to

5103) (Supp. 1986). See generalli Bopp & Balch, The Child Abuse

Ane dments of ;984 and their /m lemenqujmulatisol: A SuumarY.

4
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Issues in L. & Med. 91, 93-100 (1985). The law enacted was the

product of negotiations among medical, disability rights and

pro-life representatives and represented a consensus among a

broad 'range of groups. Groups that supported the final language

included, among many others, the American Hospital Association,

the National Association' of Children's rospitals and Related

Institutions, the American Academy of Pediatrics, the American

Nurses Association, the AmarIcan College of Physicians, the

American Association on Mental DeZiciency, the Association for

Retarded Citizens, U.S., and The Association for Persons with

Severe Handiclps. Id. at 100; 130 Cong. Rec. S8951., 38952 (daily

ed. June 29, 1984).

The legislation applies to all states that receive federal

funds under the Child Abuse Prevention and Treatment and Adoption

Reform Act. Minnota receives Child Neglect , Abuse Basic State

grant No. 05 CA 5388/09-2 in the amount of $158,521 for the

eighteen months commencing 'September 30, 1985.

As amended by the 1984 act, 41 U.S.C.A. 5103 (b) (2) (K)

(Supp. 1986) prdvides, °In order for a State to qualify for

assimitance under tLis subsection, such State shall...have in

place... procedures or program...to provide for...(iii)

authority, under State law, for 'the State child protective

service system to pursue any legal reaedies, including the

authority to inititte legal proceedings in a cout of competent

jurisdiction, as may be necessary to prevent the withholding of

medically indicated treatment from disabled infants with

life-threatening conditions." In addition, 42 U.S.C.A. 5103 (b)

5
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(2) (C) (1982) requires that "in oTder for a State to qualify for

assietance under this subsection, ouch State shall...provIde

that...upon a finding of abuse or neglect, immediate steps shall

be taken to protect the health and welfare of the abused or

neglected child...".

42 U.S.C.A. 5102 (1982) defines "child abuse and neglect"

aa including "nefligent treatment, or maltreatment of a child...1

Under an implementing regulations, 45 C.F.R. 1340.2 (d) (3) (i)

(1985) explicitly states, "The term 'medical neglect' means the

failure to pr4vide adequate medical care in the context of the

definitions of 'child abuse and neglect' in sectiel 3 of the Act

(42 U.S,C.A. 5102 (1982)] and 1340.2 (d) of thie part. The

term 'medical neglect includes, but is not limited to, the

withholding of medictlly indicated treatment from a disabled

infant with a 1,te-threttening condition."

In Kay, 1985, Minnesota elected legislation to ensure its

compliance with these requirements. As a result, the Juvenile

Code now includes in ito definition of "neglected child" one "who

is medically neglected, vhich includes _the withholding of

medically indicated troatment from a disabled infant with a

life-threatsning condition." Minn. Stat. Ann. 240.015 Subd. 10

(s) (Supp. 1986).

The centelpiece of the Child Abuse Amendments of 1984 is the

Actle definition of "wmthholding of medically indicated

treatment.* Minn. Stat. Ann. 260.015 (e) (Supp. 1986) also

includes a definition of the term that essentially repeats the

federal definition.

6
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U.S.C.A. 5102 (3) (Supp. 1986) defines "withholding of

medically indicated treatment" as:

the failure to respond to the infant's life-threatening
conditions by providing treatment (including
appropriate nutrition, hydration, and medication)
which, in the treating physician's or physicians'
reasonable medical judgment, will be most likely to be

effective in ameliorating or correcting all such
conditions, except that the term does not include the
failure to provide treatment (other than appropriate
nutrition, hydration, or medication) to an infant when,
in the treating physician's or physicians° reasonable
medical judgment, (A) the infant is chronicallyand
irreversibly comatose; (B) the- provision of such
treatment would (i) merely prolong dyins, (ii) not be

effective in ameliorating or correctinb all of th*

infant's li!'e-threatening conditions, or (iii)

otherwise be futile in terms of the surviul of the
infant; Cr (C) the provision of uch treatment uould be
virtually futile in terms of the survival of the infant
and the treatment ifself under such circumstances would
be inhuma.a.

See also 45 C.F.R. 1340.15 (2) (1985).

The Federal Department of Health and Human Services, the

agency charged with administering the Act, has succinctly

summarized thi structure of the mandated rtandard of care as

follows:

(Plirst, all such disabled infants must under all

circumstances receive appropriate nutrition, hydration

and medication. Second, all such dicabled infants must
be given edically indicated treatment. Third, there

are three exceptions to the requirement that all

disabled infants must reciive treatment, or, stated in

other terms, three circumstances in whien treatment is

not considered "medically indicated."

Dept. of Health and Human Services, Off. of Human

Developent Serv., Child Abuee and Hsglect Prevention and

Treatment Program, 49 Fed. Reg. 4816, 48163-(1984).

7
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It is clear that it is this definition of what medical

treatment is and is not required, contained in both federal and

Kinnesota lav, that aust guide this court in making decisions

about Lance Steinhaus.

2. Lance Steinhaus is a "Disabled Infant With

Life-Threatenitg Conditione" Within the Meaning of Federal and

Minnesota Law.

The treatment standards of both the federal act (42 U.S.C.A.

3103 (b) (2) (k) (Supp. 1986) and the Minnesota lau (Minn. Stat.

Ann. 260.015 Subd. 10 (e) ($upp. 1986) apply to "disabled

infant(s) with (a) life-threatening conditior )." Because the

Minnesota law in so similar to the federal one, and because it

was Obviousl, passed to ensure Minnesota's compliance with the

federal law, it would be illogical to give any different

interpretation to the meani.g of the terms of the Mnnesota law

than to those of the federal act.

The regulations issued by the federal Department of Health

and Human Services to implement the Child Abuse Amendments of

1984 define "infant" as follows:

The term *infant* means an infant less than one year of
of age. The refernce to less than one year of age
shall not be construed to imply that treatment should
be changed or discontinuad when an infant reaches one
year of ago, or to affect or liult -any existing
protections -available under State lave regarding
medical negleat of childrer tver one year of age. In
addition to their applicability to dnfants less than
onft year of age, the standards set forth in paragral'h
() (2) of this sectiOn should be consulted thoroughly
in the evaluation of any issue ,of medical neglect
involving an infant older than one year of age Who has
been extremely prematurely, or who has i long-ter:
disability.

8
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45 C.F.R. 1340.15 (3) (1) (1985)

Lance is less than one-year of age. According to the

testimony of Dr. Steinhorn, he is likely to remain in a

persistent vegetative state indefinitely. Thus, he has_ a

"long-term disabtlity." It is important to note that the

definition makes clear that if particular treatment is required

aor him now, that treatment should not be discontinued viten he

reaches one year of age.

Does Lance have a "life-threatening condition"? At the same

time it, iesued the regulations implele,sting the Child Abuie

Amendment of 1984, the Department of Health and Human Services

promulgated "interpretative Guidelines Regarding 45 C.F.R.

1340.15 - Serv,icae and Treatment for Disabled Infante." Although

they were not established "as binding rules of law," the

Department explained that "this guidance is intended to assist in

interpreting the statutory definition so that it may be

rationally and thoughtfully applied in specifi,: contexts in a

manner fully consistent with the legislative intent.' 45 C.F.R.

Tart 1340 App. (1985). Guideline 2 discueses the term

wafe-threatating conditioe in a manner that could have been

written specifically to address Lancets case:

It appears to the Department that the applicability of

the statutory defini,tkOn might be uncertain to some

people in cases where a condition may not, strictly
speakfmg, bY itself be life-threatening; but wherr the

condition significantly increases the risk of the onset

of complications that say threaten the life of the

infant. If medically indicated treatment is available

for sttch a condition, the failure to provide it say

result in the onset of complication-a' that, by the time

the condition becossa life-threatening in the strictest

sense, will eliminate or reduce the potential

9
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effectiveness of any treatment. Such a result cannot,
in the Ilepartoent's view, be squared with the
Congressional intent.

Thus, the Department interprets the term
"life-threatening condition" to include a condition
that,- in the treating physician's et physicians'
reasonable medical judgment, significantly Increases
the risk of the onset or complications that may
threaten the life of the infant.

Id.

Dr. Steinhorn testified that, because of his condition,

Lance is susceptible to life-threatening infections. It is for-

.

this reason that antifiotics are necessary. Clearly, this

susceptibility is a "life-threatening condition" under the Health

& Human Services guidelines.

3. That under the law Lance Steinhaus should reCeive

antibiotic treatment us a mart of.ttle_morsulate nutrition,

hydration and medication to which all disabled infants are

entitled.

Dr. Steinhorn testified that the child is susceptitle to

life threatening infections and that without antibiotics it is

very likely that he would die from infection. The doctor

testified that adminiatering most antibiotics vas relatively

easy and could be given the child through his.stomach tube. The

doctor in fact testified that he had no great objection to

administering antibiotic medicine by this method and would

recommend that a certain type of'antibiotic be given to prevent

seizures as being regarded as inhumane while death by infection

as being regarded as humane.

10
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This Court finds that the adminiltaring of antibiotic

treatrdent is not a heroic measu:e, but is appropriate medication

to which the child is entitled.

4. The Treatment Re uirements A .licable to Lance Steinhaus

rIguirl_that He be given Resusitation Unless His Condition Fits

mmcLkAL:eeExaptioLi:'rhilssetforth in qui Statute. It Is Not

CIssr whether the Child meets the "Chrorically and Irreversibly

Comatose Exce tion of the Statute.

In general the standard of -care is subject to three

exceptions in which only "appropriate nutritiOn, hydration and

medication': is required.

The,first exception is when "the infant is chronically and

irreversibly comatose." 42 U.S.C.A. 5102 (3) (F' (Supp. 1986);

Minn. Stat, Ann. 260.011 Subd. 10 (e) (1) (Supp. 1986). Dr.

Steinhorn testified that Lance is in a "persistent vegetative

state." It is not wiser that this is the same thiag as a coma.

A November 1985 medical journal article describer differences:

Coma was defined operationally as a slseplike,

unarousable, unresponsive state in whie_ the psrtient

shows no awareness of self or environtent. Such

patients (1) do not open their eyes either

spontaneously cr in a response to any verbal stimulus,

(2) utter no comprohensible words, and (3) neither obey

commands nor 1. ve their ,extresities appropriately Lc)

localisa or to resist noxious stituli.
Patients in the-PVS iPersistent Vegetative Stated,

however, are awake without being aware. They open

their eyes and look about randomly but do not follow

objects o? respond 'to verbal command. The eyes open

and blink spontaneously and to menace but are

unattentive. Patients nar sleep at times. Chewing and

bruxism (grinding of teeth) are-common, and a grasp

reflex is often present.

Hansotia, Presistent V. etative State, 42 Archives of

Neurology 1048, 1048 1985) (footnote omitted).
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A standard refer6ilco text makes the same distinction:

Cosa implies the absence of both arousal and content.IFEerms of observable behavior, the comatose patientappears to be asleep, but unlike the sleeping, hecannot be aroused from thii state...

The patient in the vegetative state appears awake butshows no evidence of content, either confused orappropriate. He often has ileep-wafe cycles but cannot
demonstrate an awareness either of himself or hls
euviroAiefit.

Levy, The Comatose-Patient, in I The Clinical Neurosciences

955, 956 (R. Rosenberg-ed.. 1983) (emphasis in original).

Unless it can be shown that the child is chronically and

irreversibly comatose, the exception does not apply. The Courtls

recollection of the testimony does not cupport this finding. This
4

'matter, however, may,be the subject of further testimony and a

review of the transcript of the hearing.

5. The Futility Exceptions to the-General Requirement of

Treatment Do Net Apply to Lance Steinhaus.

The second and third exceptions both relate to treatment

which is fUtile in staving off death for very long. They are:

(3) the provisions of such treatment would (0 merely
prolong dying, (ii) not be effective in ameliorating or
oorreCting all of the infant's life-threatening
conditions, or (iii) otherwise be futile in terms of
the survival or the infant; or (C) the provision of
such treatment would be Virtually futile in terms of
the surVival of the infant and the treatment itself
under such circumstances would be inhumane.

U.S.C.A. 5102 (3) & (0 (Supp. 1986). See /Also 45 C.F.R.

1340.15 (2) (ii) & (iii) (1985); Minn. Stat. Ann. 260.015 Subd.

10 (e) (2) & (3) (Supp. 1986).
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Because Dr. Steinhorn gave undisputed testimony that, with

treatment, Lance might survive for "decades", none of the

language is applicable.

First, the treatment at issue would not "merely prolong

dying". HHS Interpretative Guideline No. 5 addresses the meaning

of these words:

The Department interprets the tern "merely prolong .

dying" as referring to situations where -the TrOgnoeis
is for death and, in the treating physican's or
physicians' reasonable medical judgment, further or
alternative treatmentliould not alter the prognosis in
an xtension of time that would not render the
treatment futile.

Thus, the Department continues to interpret
Congressional intent at not permitting the *merely
prolong dying" provision to apply where many years of
life will result from the provision of treatment, or

where the prognosia is not for death in the near
future, but rather the more distant future.

45 C.F.R. Part 1340 App. (1985)

"Decades" are certainly equivalent to "many years of life".

Thus, since antibiotics and resusciatation could purchase many

years of life, such treatment for Lance would not "merely prolong

dying.*

HHS Interpretative Guideline Number 6 explicates the meaning

of "not D ffesctive in ameliorating or correcting all of the

infant's life-threatening conditions."

Under the definition, if a disabled infant suffers
from more than one life-threatening condition and, in

the treating physitian's or physiciine recsonat:e
mdical Judgment, there is no effective treatment for

one of these conditions that threatens the life of the

infant in the near future, then the infant is nct

covered by the termi of the amendment (except wi:h

respect to appropriate nutrition, hydration, ant

medication) concerning the withholding of medicay
indicated treatment; but if the nontreatable cenditi:n

13
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will WA become life-threatening; but if the
nontreatable condition will not become life-thrftatening
until ti",e nor. distant future, the infant is ccNereL by
the tares of the amendment.

There is no indicatio- from the testimony of Dr. Steinhorn

that Lance has any life-threatening condition that cannot be

treated and will thus inevitably cause his death in the near

future oven if treatment is provided for other life-threatening

conditions. On the-Contrary, with treatment Lande could live for

"decades." Evidently this second clause of the second xception

does not apply.

The third clause of the aecond exception refers to treatment

that would "otherwise be futile in terms of the survival of the

infant's and the third exception refers to treatment "virtually

futile in tams of the survival of the infant." Under HHS

Interpretative Guideline Ho. 8, "The Department interprets the

term "virtually futile" to "man that the treatment is highly

unlikely to prevent death in the near future."

It is important to recognise that both clauses ascuss

futility only in the context of "the survival of the infant," not

in terms of recovery from the disability. The plain language of

the statutes, however, makes clear that the length of life,

rather than its quality, is to bethl basis for judgments about

futility. In addition, the HHS Interpretative GPidelines flatly

state, "(Tlhe definition's focus on the potential effectiveness

of treatment in ameliorating or correcting life-threatening

conditions makes ;leer that it does not sanction dicisions based

on subjective opinions about the future "quality of life" of a

retarded or disabled person. /d.
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Since Lance could live for "decades" if treatment is

provided, it assuredly cannot be accurately said that the

treatment is either "futile" or "virtually futile" in terms of

his survival.

The third exception is phrasm4 in the conjunctire; for it to

apply, it must be the case both that treatment would be

virtually futile in terms of the survival of the infant" and

that "the treatment itself under such circumstanced would be

inhumane." Since the specifications of the first requirement

clearly are not iet, treatment could not be withheld even if the

second requiioment were met.

In Interpretative Guideline No. 9, the Department rejected

the view that thr statutory laaguage of this exception allows

"consideration of the infant's future 'quality of lifel."

The Department strongly . believe such an
Interpretation yould,1.7e inconsistent with the statute.
The statute specifies 'Mit the prov:sion applies only
where' the treatment vtikild be "virturaly futile in terms
of the survival of the infant," and the "treatment
itself under such circumstances would be inhumane."

supplied.) The balance is clearly to be

between the Very slight chance that treatment will
anow the infant to survive and the negative fattors
relating to the process of the treatment. These are
the circumstances under which reasonable medical
judgment could decide that the treatment itself would
be inhumane.

/d. (Emphasis in original.)

In light or the uncontested evidence that Lance could

survice for "decades" if provided treatment, it is clear that

neither the second nor the third exceptions applye

NOW THEREFORE, IT IS HEREBY OPJERED,
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That the Motion of the mother, Amy Steinhaus and Dr.

Steinhorn are hereby denied.

2. That this Court's Order of August 1, 1986 is made

permanent and it is further ordered that until further order of

this Court the sinor chi1 Lance Tyler Steinhaus shall be

provided with *treatment (including appropriate nutrition,

hylration, and medication including antibiotics and

resuscitation) which, in the treating physician's or physicians'

reasonable Radical judfae.1, will be most likely to be effective

fat ameliorating or correcting all life-tbreatening conditions.

Dated: September 11, 11;06 Aert,)
George I. Harrelson
Judge of County Ctivrt

MtMORAIIDUM

'ISSUE The issue before this Court is whether medical treatment,

including antibiotic treatment and resuscitation efforts, should

be continuqd on behalf of Lance Tyler Steinhaus, an infant child

who is in a persistant vegetavive state.

A DISTINCTION A distinction to be drawn is that the child is

not *brian dead.* Thero vas testimony that the child's brain

shows the existence of recordable activity, although the treating

doctor wan of the opinion that such activity was minimal and

related to primal instincts, such as control of breathing. It is

noted that the child is not on any respirator.

BACKGROUND In earlier times organized society reached c,t to

serregatt, confine, sterilize, and otherwise discriminnte pinst

16
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people with disabilities. It was not until the 1960's and 1970's

that a significant disability rights movement got under way in

the United States. Suits to secure rights were Joined by

legislative action that resulted in the enactment of such laws as

the Education of the Handicapped Act and the Rehabilitation Act.

UNDERLYING RATIONALE The unspoken but underlying rationale of

the sotion before this Court is that this infant child haa such a

profound disability that he exists in a "vegetative state", that

he will never be able to live a normal life and that, therefore,

he should be allowed to die. This rationale was openly expressad

it the Infant Doe case where nutrition and beneficial medical

care were withiseld from a Down's Syndrome infant AM the ground

that there %As no possibility of a minimally adequate "quality of

life". Adopting this rationale or way of thinking would

certainly have some benefits. The chlldle death would allow the

mother to proceed with her life. I an informed that the mother

is a good mother and a fine person and spends almost every spare

minute with the child. The child's death would Also put an end

to the extensive medical care which m%dt by this time amount to

tremendous expense. Arguably, such medical expense could produco

more prefitable.results if applied to the canes with a bette:

prognosis.

There are some problems, however, with this "quality of

life" argument. Who decides whether the "quality of life" is

adequate? Where is the line drawn?

17.
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APPLICABLE LAW The Chili Abusement Amendments of 1984 were

enacted in the wake of considerable debate over whether children

with disabilitien should receive life-preaerving treatment. The

law is now clear that all infant children with life threatening

conditions have a right to medically indicated treatment. Lance

Steinhaus meets this definition. As the result of this law the

child has the right to comfort care consisting of food, water,

personal hygiene, And appropriate medication. !..:propriate

medication in this case iadicates antibiotic treatment which will

prevent death by infecion.

CONCLUSION In enacting the 1984 Amendments, the "quality of

life° rationale vas rejected. The child clearly has a right to

medicilly indicated treatment including antibiotic treatment

which will prevent death by infection. If the child's condition

worsens ind it is iound that he is either chronically and

irreversibly comatose, or that he meets one of the other

exceptions in the lay, then the law would not requiro heroic

mGasures such as resuscitation. Based upon the evidence

introduced, howeverp the Court can not make this finding at this

time.

Dated: September 11, 1986

510
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STATE-OF MINNESOTA

COUNTY OF REDWOOD

In the Matter of the Welfare of

Lance Tyler Steinhaus$

a Minor

IN CCUNTY MORT

FAMILY DIVISION

AMENDED
FINDINGS OF FACT AND

ORDER

Mhe above:matter came before this court upon the motions of Amy Steinhaus and

Dr. David Steinhorn in the Courtroom of the Redwood County Courthouse in the City

of Redwood Falls, Minnesota on the 6th day of October, 1986. Mr. David Peterson,

7sarsha11, Minnesota 56258 appeared on behalf of the Redwood County Welfare Department,

Ms. Natalie Hauschild, 315 South Washington, Box 377, Redwood Falls, Minnesota

.56283 appeared cn behalf of the petitioner Amy Steinhaue; Jan D. Halverson, University

of Minnesota Hospital and Clinic, Box 708, Harvard St.. at East River Road, Minneapolis,

Minnesota 55755 appeared on behalf of Dr. David Steinhorn; Cecil Naatz$ Attorney

at Law, Marshall, Minnesota appeared on behalf cf Timothy Steirhaus; Michael Boyle,

Attorney at Law, Springfield, Minnesota appeared on behalf of the guardian ad litem

and the child..

The motion brought by Petitioner Amy Steinhaus is for an order amending the

Findings of Fact, Conclusions of Law and Crder of this Court dated September 11,

1986 so as to find that the minor child, Lance Tyler Steinhaus is "chronically

and irreversibly comatose" so as not to require msuscitation or other heroic

measures as set forth in that except in 42 U.S.C.A. 5102 (3) (H) (Supp.1986);

Minnesota Statutes 260.015 Subd. 10 (el (1) (Supp. 1986).

The motion by Dr. David Steinhorn is for an order to amend the Findings of Fact,

Conclusions oflaw and Order of September 11# 1986 finding that a decision by the

iegal custolian to withold treatment other than appropriate nutrition, hydration

or medication would not constitute medical neglect or the witholding of medically

indicated treatr.ent as defined in Minn. Stat. ss260.015 Subd. (10) e.
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The undersigned, upon all the evidence introduced at this hearing and upon all

the records and files herein, find as follows:

FINDINGS OF FACT

1. That on August 14, 1986, Dr. David Steinhorn, one of the treating doctors of

Lance Steinhaus, testified that the child was in a "pers;atant vegetative state*

and that he also testified that the child was chronically and irreversibly comatose.

2. That on October 6, 1986, the court received the testimony of Doctor Stephen

Smith, a pediatric neurologist. That Dr. Smith testified that he had received

the medical reco:d of lance Steinhaus and that he had examined the child on October

1, 2, '4 and 5, 1986. That the Doctor testified that he had received a CAT scan

of Lance Steinhaus taken May 20, 1966 and a MR (Magnetic Resonance) Scan taken

Septedber 26, 1986.

3. The Court was presented the CAT Scan of Lance Steinhaus' brain which was

contrasted with a CAT Scan of a normal brain. . That liket4ise an MR Scan of Lance

Steinhaus' brain was contracted to a MR Scan of a normal brain. That Doctor Smith

testified that based upon his examination and an examination of the CAT Scan and

?IR Scan that both of the hemispheres of the child's brain have been "virtually

destroyed". He testified that the normal architecture of the brain is missing

and that the major areas of the brain have been replaced by fluid.

4. The doctor testified that only area of the brain not completely destroyed

is the brainstem. That the brain stem which controls very basic life control systems

such as respiration and temperature shows considerable damage.

5. That the doctor testified that based upon his examination and tests that it

is his opinion that while the child has some of the criteria of a "persistent vegetative

state" that the child dots not have the normal "sleep-wake pattern3of that state.

Th doctor testified that the child in his opinion was chronically and irreversibly

'comatose. The Doctor further testified that in his opinion there are no foreseeable

advances in medical science which could hope to improve the child's condition.
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G. That it iid3 the oyinicn of Dr. Smith at appropriate medical practice would

.'dicate that the child be giVen nutrition, warmth, cleanliness and medication such

antibiotics to treat infection. The doctor testified that approprite medical

practice would not require resuscitation or intubation or any heroic efforts for

.the child.

Frau the above findings the Court makes the following:

CONCLUSIONS Cr LAW

1. That the :ninor child, Lance Tyler Steinhaus is chronically and irreversibly

romatose.

2. That State and Federal law require that the child received "comfort care"

consisting of appropriate nutrition, hydration, warmth and medication.

3. That Federal Law, 42 U.S.C.A. 5102 (3) (Supp. 1986). and Mihnesota State Law,

Minn. State as 260.0151 Subd. 10 le) under the circumstances of this case do not

require treatment other.than appropriate nutrition, hydration, warmth and medication.

4. That a decision by the legal custodian of the child to withold treatment

other than appropriate nutrition, hydration or medication would not constitute

medical neglect or the witholdings of medically indicated tieatment as defined

Minn.-Stat. s3260.015 Subd. 10 (e).

NOW TREREFORE, IT IS HEREBY ORDEAED:

1. That the motion of petitioner, Ardy Steinhaus is hereby granted.

2. That the motion of petitioner Dr. David Steinhota is hereby granted.

Date4 October 13, 1986

George I. Harrelson
Judge of County Court
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