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NOTE: For the text of these guidelines, see
45 CFR part 80, appendix B.

[44 FR 17168, Mar. 21, 1979]

APPENDIX C TO PART 84—GUIDELINES
RELATING TO HEALTH CARE FOR
HANDICAPPED INFANTS

(a) Interpretative guidelines relating to the
applicability of this part to health care for
handicapped infants. The following are inter-
pretative guidelines of the Department set
forth here to assist recipients and the public
in understanding the Department’s interpre-
tation of section 504 and the regulations con-
tained in this part as applied to matters con-
cerning health care for handicapped infants.
These interpretative guidelines are illus-
trative; 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
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 medi-
cally benefit from the treatment or nourish-
ment.

(2) Futile treatment or treatment that will
do no more than temporarily prolong the act
of dying of a terminally ill infant is not con-
sidered treatment that will medically ben-
efit the infant.

(3) In determining whether certain possible
treatments will be medically beneficial to an
infant, reasonable medical judgments in se-
lecting among alternative courses of treat-
ment will be respected.

(4) Section 504 and the provisions of this
part are not applicable to parents (who are
not recipients of Federal financial assist-
ance). However, each recipient health care
provider must in all aspects of its health
care programs receiving Federal financial as-
sistance provide health care and related
services in a manner consistent with the re-
quirements of section 504 and this part. Such
aspects includes decisions on whether to re-
port, as required by State law or otherwise,
to the appropriate child protective services
agency a suspected instance of medical ne-
glect of a child, or to take other action to
seek review or parental decisions to withhold
consent for medically indicated treatment.
Whenever parents make a decision to with-
hold consent for medically beneficial treat-
ment or nourishment, such recipient pro-
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viders may not, solely on the basis of the in-
fant’s present or anticipated future mental
or physical impairments, fail to follow appli-
cable 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 exam-
ples 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. Be-
cause every case must be examined on its in-
dividual facts, these are merely illustrative
examples to assist in understanding the
framework for applying the nondiscrimina-
tion requirements of section 504 and this
part.

(i) Withholding of medically beneficial sur-
gery to correct an intestinal obstruction in
an infant with Down’s Syndrome when the
withholding is based upon the anticipated fu-
ture mental retardation of the infant and
there are no medical contraindications to
the surgery that would otherwise justify
withholding the surgery would constitute a
discriminatory act, violative of section 504.

(ii) Withholding of treatment for medically
correctable physical anomalies in children
born with spina bifida when such denial is
based on anticipated mental impairment pa-
ralysis or incontinence of the infant, rather
than on reasonable medical judgments that
treatment would be futile, too unlikely of
success given complications in the particular
case, or otherwise not of medical benefit to
the infant, would constitute a discrimina-
tory act, violative of section 504.

(iii) Withholding 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 treatment would be futile and do
no more than temporarily prolong the act of
dying.

(iv) Withholding of certain potential treat-
ments from a severely premature and low
birth weight infant on the grounds of reason-
able medical judgments concerning the im-
probability of success or risks of potential
harm to the infant would not violate section
504.

(b) Guidelines for HHS investigations relating
to health care for handicapped infants. The fol-
lowing are guidelines of the Department in
conducting investigations relating to health
care for handicapped infants. They are set
forth here to assist recipients and the public
in understanding applicable investigative
procedures. These guidelines do not establish
rules of conduct, create or affect legally en-
forceable rights of any person, or modify ex-
isting rights, authorities or responsibilities
pursuant to this part. These guidelines re-
flect the Department’s recognition of the
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