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HANDICAPPED INFANTS: 
THE FINAL SECTION 504 REGULATION AND LEGISLATIVE PROPOSALS 

BACKGROUND 

I n  May o f  1982 i n  I n d i a n a ,  a  handicapped newborn d i e d  because  t h e  p a r e n t s  

and t h e  p h y s i c i a n  decided t o  wi thho ld  t r e a t m e n t  and s u s t e n a n c e .  T h i s  and s i m i l a r  

c a s e s  became known a s  t h e  " I n f a n t  Doe" i s s u e .  

I n  response  t o  t h i s  i s s u e ,  t h e  White House i n s t r u c t e d  t h e  S e c r e t a r y  o f  

Hea l th  and Human S e r v i c e s  (HHS) t o  remind h e a l t h  c a r e  p r o v i d e r s  t h a t  handicapped 

persons  a r e  n o t  t o  be d i s c r i m i n a t e d  a g a i n s t  by a g e n c i e s  r e c e i v i n g  F e d e r a l  

f i n a n c i a l  a s s i s t a n c e .  It was t h e  A d m i n i s t r a t i o n ' s  c o n t e n t i o n  t h a t  handicapped 

i n f a n t s  a r e  d i s c r i m i n a t e d  a g a i n s t  i n  c a s e s  s i m i l a r  t o  t h e  I n d i a n a  c a s e .  The 

HHS i s s u e d  t h e  reminder t o  o v e r  6,800 h o s p i t a l s  on May 18, 1982, and s e c t i o n  504 

o f  t h e  R e h a b i l i t a t i o n  Act was c i t e d  a s  t h e  l e g a l  a u t h o r i t y  f o r  t h i s  a c t i o n .  l-/ 

S e c t i o n  504 i s  t h e  b a s i c  c i v i l  r i g h t s  s t a t u t e  r e l a t i n g  t o  handicapped p e r s o n s ,  

b u t  t h e  s e c t i o n  504 r e g u l a t i o n s  do n o t  s p e c i f i c a l l y  a d d r e s s  t h e  i s s u e  o f  h e a l t h  

s e r v i c e s  f o r  handicapped newborns. The reminder  s e n t  t o  h o s p i t a l s  s t a t e d  t h a t  

f a i l u r e  t o  comply w i t h  s e c t i o n  504 s u b j e c t s  r e c i p l i e n t s  o f  F e d e r a l  funds  t o  

p o s s i b l e  t e r m i n a t i o n  o f  such funds  which cou ld  i n c l u d e  Medicare and Medicaid .  

On March 7 ,  1983, t h e  A d m i n i s t r a t i o n  pub l i shed  an  i n t e r i m  f i n a l  r u l e  i n  

t h e  F e d e r a l  R e g i s t e r  r e q u i r i n g  h o s p i t a l s  t o  p o s t  p u b l i c  n o t i c e s  i n  consp icuous  

p l a c e s  i n  d e l i v e r y ,  m a t e r n i t y  and p e d i a t r i c  wards and i n  n u r s e r i e s ,  i n c l u d i n g  

11 R e h a b i l i t a t i o n  Act o f  1973, P.L.  93-112, a s  amended. 



i n t e n s i v e  c a r e  n u r s e r i e s .  The n o t i c e  was t o  s t a t e :  "Disc r imina to ry  f a i l u r e  

t o  feed and c a r e  f o r  handicapped i n f a n t s  i n  t h i s  f a c i l i t y  is  p r o h i b i t e d  by 

F e d e r a l  law." A t o l l - f r e e  h o t l i n e  number was provided f o r  any person wish ing  

t o  r e p o r t  a  c a s e  o f  s u s p e c t e d  d i s c r i m i n a t i o n .  Th i s  r u l e  was t o  go i n t o  e f f e c t  

on March 20, 1983, r a t h e r  t h a n  a t  t h e  end o f  t h e  customary 60-day comment 

p e r i o d .  

P u b l i c  r e a c t i o n  r e g a r d i n g  t h e  I n f a n t  Doe i n c i d e n t  and t h e  A d m i n i s t r a t i o n ' s  

r e sponse  was immediate and v a r i e d .  Advocates a s s o c i a t e d  w i t h  t h e  r i g h t - t o -  

l i f e  movement s t a t e d  t h a t  t h e  m e n t a l i t y  which brought  about l e g a l i z e d  a b o r t i o n  

was expanding t o  encompass t h e  l e g a l  w i t h h o l d i n g  of  t r e a t m e n t  and h e a l t h  c a r e  

s e r v i c e s  from handicapped newborns who a r e  unwanted by t h e i r  p a r e n t s .  Others  

f e l t  t h a t  w i t h h o l d i n g  t r e a t m e n t  was ev idence  o f  d i s c r i m i n a t i o n  a g a i n s t  t h e  

handicapped.  Yet o t h e r s  i s s u e d  p u b l i c  s t a t e m e n t s  s a y i n g  t h a t  t h e  Government 

ought no t  r e g u l a t e  i n  t h e  s e n s i t i v e  a r e a  o £  d o c t o r - p a t i e n t  r e l a t i o n s h i p s ,  t h a t  

p a r e n t s  ought t o  have c o n s i d e r a b l e  i n f l u e n c e  on t h e  d e c i s i o n ,  and t h a t  t h e  

i n f a n t  may, i n  f a c t ,  be  b e t t e r  o f f  dead i f  h i s  o r  h e r  c o n d i t i o n  would c a u s e  

g r e a t  p a i n  and /o r  profoundly  i n c a p a c i t a t i n g  d i s a b i l i t y .  The s t a t e m e n t s  i n  t h e  

appendix a r e  in tended  t o  be r e p r e s e n t a t i v e  samples o f  t h e  comments and o p i n i o n s  

i s s u e d  i n  response  t o  t h e  I n f a n t  Doe i s s u e  and t h e  HHS n o t i c e ,  o r  t o  t h e  b r o a d e r  

i s s u e  of  dec i s ion-making  r e g a r d i n g  t r e a t m e n t  of  handicapped newborns. 

On March 18 ,  1983, t h e  American Academy o f  P e d i a t r i c s ,  t h e  N a t i o n a l  Associ-  

a t i o n  of  C h i l d r e n ' s  H o s p i t a l s ,  and t h e  C h i l d r e n ' s  H o s p i t a l  Medical  Cen te r  i n  

Washington, D . C .  f i l e d  s u i t  t o  b lock  t h e  A d m i n i s t r a t i o n ' s  March 7 r u l e  u n t i l  

t h e s e  o r g a n i z a t i o n s  had a  chance t o  comment on t h e  r u l e .  The medical  groups  ex- 

p r e s s e d  concern  about  p o s s i b l e  Government i n t e r v e n t i o n  i n  medica l  d e c i s i o n s  and 

i n  t h e  p a t i e n t - d o c t o r  r e l a t i o n s h i p .  On A p r i l  14, 1983,  a  U.S. D i s t r i c t  Court  

judge s t r u c k  down t h e  A d m i n i s t r a t i o n ' s  March 7 r u l e  and i n d i c a t e d  t h a t  i t  



c o n s t i t u t e d  " a r b i t r a r y  and c a p r i c i o u s  agency a c t i o n "  t h a t  cou ld  d i s r u p t  t h e  

medical  c a r e  o f  handicapped i n f a n t s .  / On A p r i l  22 ,  1983,  t h e  F e d e r a l  a p p e a l s  

c o u r t  den ied  t h e  A d m i n i s t r a t i o n ' s  r e q u e s t  t h a t  t h e  r u l e  remain i n  e f f e c t  pending 

a p p e a l .  

I n  an e f f o r t  t o  a d d r e s s  t h e  o b j e c t i o n s  o f  t h e  D i s t i c t  Cour t  judge,  t h e  

A d m i n i s t r a t i o n  pub l i shed  a second proposed r u l e  on J u l y  5 ,  1983. T h i s  r u l e  was 

v e r y  s i m i l a r  t o  t h e  March 7 i n t e r i m  f i n a l  r u l e  e x c e p t  t h a t  a  60-day comment 

p e r i o d  was provided.  

T h i s  paper  d i s c u s s e s  t h e  f i n a l  r u l e  r e g a r d i n g  handicapped i n f a n t s  p u b l i s h e d  

i n  t h e  F e d e r a l  r e g i s t e r  by HHS on J a n u a r y  12 ,  1984. L e g i s l a t i v e  a c t i o n  i n  r e -  

sponse  t o  t h e  I n f a n t  Doe i s s u e  i s  a l s o  d i s c u s s e d .  

2 /  Statement  o f  Judge G e s e l l  r e p o r t e d  i n  t h e  Washington P o s t ,  Apr. 1 5 ,  1983, 
p. A ~ T  "Court S t r i k e s  Down U . S .  ' ~ a b ~  ~ o e '  Rule." 
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On J a n u a r y  12,  1984, t h e  Department of  Hea l th  and Human S e r v i c e s  p u b l i s h e d  

t h e  f i n a l  r u l e  on procedures  and g u i d e l i n e s  r e l a t i n g  t o  n o n d i s c r i m i n a t i o n  on 

t h e  b a s i s  of  hand icap  i n  connec t ion  w i t h  h e a l t h  c a r e  f o r  handicapped i n f a n t s .  31 
& 

The e f f e c t i v e  d a t e  o f  t h i s  r u l e  i s  February  13,  1984.  The f i n a l  r u l e  c o n t a i n s  

f o u r  main p r o v i s i o n s  : 

1.  H o s p i t a l s  a r e  encouraged t o  e s t a b l i s h  i n f a n t  c a r e  r ev iew 
committees.  

2 .  I n f o r m a t i o n a l  n o t i c e s  r e g a r d i n g  t h e  l e g a l  r i g h t s  o f  handi-  
capped i n f a n t s  a r e  t o  be  pos ted .  

3 ,  Chi ld  p r o t e c t i v e  s e r v i c e  a g e n c i e s  a r e  r e q u i r e d  t o  e s t a b l i s h  
p rocedures  f o r  app ly ing  t h e i r  own S t a t e  laws p r o t e c t i n g  
c h i l d r e n  from medica l  n e g l e c t .  

4 .  H o s p i t a l s  a r e  t o  p rov ide  e x p e d i t e d  a c c e s s  t o  r e c o r d s  and 
e x p e d i t e d - a c t i o n  t o  a f f e c t  compliance.when HHS o f f i c i a l s  
d e t e r m i n e  t h a t  i m e d i a t e  a c c e s s  i s  n e c e s s a r y  t o  p r o t e c t  t h e  
l i f e  o r  h e a l t h  o f  a  handicapped i n f a n t .  

The f i n a l  r u l e  a l s o  i n c l u d e s  g u i d e l i n e s  r e l a t e d  t o  h e a l t h  c a r e  f o r  handi-  

capped i n f a n t s .  - 41  

3/  45 CFR P a r t  84.55. 

41 For a d d i t i o n a l  i n f o r m a t i o n ,  s e e  "Nondiscr iminat ion i n  Heal th  Care o f  
~ a n d i T a ~ ~ e d  I n f a n t s :  An Anlys i s  and Comparison of  F i n a l  Regu la t ions  and House 
and Sena te  L e g i s l a t i o n .  CRS w h i t e  paper  by Nancy Lee Jones .  Jan .  24, 1984. 



Infant Care Review Committees 

The final rule encourages health care providers who are recipients of 

Federal funds and who provide services to infants to establish an infant care 

review committee. The purpose of the review committee is to assist the hospital 

in the development of standards, policies and procedures for providing treatment 

to handicapped infants and in making decisions concerning treatment in specific 

cases. Although such review committees are encouraged, they are not required. 

The guidelines state that the review committees should be composed of at least 

seven individuals representing a broad range of ~erspectives and should include 

a physician, a representative of a disability organization, a nurse, a hospital 

administrator, an attorney, and a lay community member. The review committee 

is to develop policies concerning the withholding or withdrawing of medical 

treatment for infants with life-threatening conditions. The policies and pro- 

cedures are to help 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 if the infant would benefit medically 

from such nourishment or treatment. Futile treatment, or treatment that would 

do no more than temporarily prolong the act of dying of a terminally ill infant, 

is not to be considered treatment that would medically benefit the infant. 

Whenever parents withhold consent for medically beneficial treatment, hospitals 

may not, solely on the basis of the infant's present or anticipated impairment, 

fail to report such incidents to the child protective services agency or to 

seek judicial review. 

Informational Notice 

The regulations require hospitals receiving Federal financial assistance 

to post an informational notice on principles'of treatment of handicapped infants. 



The n o t i c e  i s  t o  be pos ted  where n u r s e s  and o t h e r  medical  p r o f e s s i o n a l s  p r o v i d i n g  

h e a l t h  c a r e  t o  i n f a n t s  can s e e  i t .  H o s p i t a l s  may choose between two n o t i c e s :  

one n o t i c e  would s t a t e  h o s p i t a l  p o l i c y  r e g a r d i n g  t h e  p r o h i b i t i o n  on w i t h h o l d i n g  

m e d i c a l l y  b e n e f i c i a l  t r e a t m e n t  o r  nour ishment ;  t h e  o t h e r  n o t i c e  would emphasize 

t h e  p r o h i b i t i o n s  of F e d e r a l  law. Both n o t i c e s  i n c l u d e  an HHS h o t l i n e  number 

f o r  r e p o r t i n g  s u s p e c t e d  v i o l a t i o n s .  

S t a t e  Ch i ld  P r o t e c t i v e  S e r v i c e s  Agencies 

The r e g u l a t i o n s  r e q u i r e  S t a t e  c h i l d  p r o t e c t i v e  s e r v i c e  a g e n c i e s  r e c e i v i n g  

F e d e r a l  funds  t o  e s t a b l i s h  methods of  a d m i n i s t r a t i o n  and p rocedures  t o  p r e v e n t  

medica l  n e g l e c t  o f  handicapped i n f a n t s .  These methods and p rocedures  would 

i n c l u d e  a  requirement  t h a t  h e a l t h  c a r e  p r o v i d e r s  r e p o r t ,  i n  a  t i m e l y  f a s h i o n ,  

known o r  s u s p e c t e d  c a s e s  of  unlawful  medical  n e g l e c t  of  handicapped i n f a n t s  t o  

t h e  S t a t e  agency.  S t a t e  c h i l d  p r o t e c t i v e  a g e n c i e s  would p rov ide  f o r  an  im-  

med ia te  r ev iew o f  such r e p o r t s  and o n - s i t e  i n v e s t i g a t i o n s  where a p p r o p r i a t e .  

P rocedures  would be developed t o  p rov ide  f o r  c h i l d  p r o t e c t i v e  s e r v i c e s  t o  

m e d i c a l l y  neglecte 'd i n f a n t s  i n c l u d i n g ,  where a p p r o p r i a t e ,  f o r  t h e  i n i t i a t i o n  o f  

a  c o u r t  o r d e r  t o  r e q u i r e  medica l  t r e a t m e n t  and nour ishment .  Chi ld  p r o t e c t i v e  

a g e n c i e s  would n o t i f y  t h e  Department o f  Hea l th  and Human S e r v i c e s  o f  each  r e p o r t  

of suspec ted  unlawful  medica l  n e g l e c t  and t h e  a g e n c y ' s  f i n a l  d i s p o s i t i o n  of  

such r e p o r t .  The Department encourages  t h e  S t a t e  c h i l d  p r o t e c t i v e  a g e n c i e s  t o  

c o n s u l t  w i t h  t h e  h o s p i t a l  r ev iew committees r e g a r d i n g  c a s e s  of  s u s p e c t e d  n e g l e c t  

be ing  reviewed by t h e  commit tees .  
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Current r egu la t ions  regarding access  t o  h o s p i t a l  r eco rds  and f a c i l i t i e s  

l i m i t  access  t o  normal bus iness  hours.  The f i n a l  r u l e  regard ing  h e a l t h  c a r e  

f o r  handicapped i n f a n t s  provides an except ion t o  t h i s  requirement when t h e  

respons ib le  HHS o f f i c i a l  determines t h a t  immediate access  i s  necessary  t o  

p ro t ec t  t h e  l i f e  o r  h e a l t h  of a  handicapped ind iv idua l .  When immediate a c t i o n  

i s  necessary t o  p ro t ec t  t he  h e a l t h  of such person, t he  r e c i p i e n t  of Federa l  

f i n a n c i a l  a s s i s t a n c e  ( t h e  h o s p i t a l )  need not be given p r i o r  n o t i c e  t h a t  an 

i n v e s t i g a t i o n  o r  l e g a l  proceeding i s  being i n i t i a t e d .  Oral o r  w r i t t e n  n o t i c e  

of f a i l u r e  t o  comply with the r egu la t ion  i s  t o  be given a s  soon a s  p r a c t i c a b l e .  



LEGISLATIVE ACTION 

Both t h e  House and t h e  Sena te  a r e  c o n s i d e r i n g  b i l l s  which i n c l u d e  p r o v i s i o n s  

r e g a r d i n g  handicapped i n f a n t s .  These p r o v i s i o n s  a r e  inc luded  i n  H . R .  1904 and 

S. 1003, b i l l s  which would r e a u t h o r i z e  t h e  Chi ld  Abuse P r e v e n t i o n  and Treatment  

and Adoption Reform Act ,  P.L. 93-247, a s  amended. H.R.  1904 passed t h e  House, 

amended, on February  2 ,  1984. S. 1003 was r e p o r t e d  from t h e  Sena te  Labor and 

Human Resources Committee on May 16 ,  1983. 

The House b i l l  would r e q u i r e  t h a t  t h e  S e c r e t a r y  of  HHS p u b l i s h  "p rocedura l  

g u i d e l i n e s  t o  encourage and a s s i s t  l o c a l  h e a l t h  c a r e  p r o v i d e r s  d e s i r i n g  t o  

e s t a b l i s h  l o c a l  h e a l t h  c a r e  mechanisms" t o  r ev iew t h e  c a r e  g iven  t o  impaired 

newborns. The g u i d e l i n e s  would "address  p rocedures  t o  be implemented i n  i n -  

s t a n c e s  i n  which such i n f a n t s  may be  den ied  n u t r i t i o n ,  . . . m e d i c a l l y  i n d i c a t e d  

t r e a t m e n t ,  and g e n e r a l  c a r e . "  The House b i l l  would t h e  r e q u i r e  t h e  S e c r e t a r y  

t o  p rov ide  t r a i n i n g  and t e c h n i c a l  a s s i s t a n c e  t o  t h e  S t a t e s  t o  h e l p  them d e v e l o p  

and improve t h e i r  p rocedures  f o r  d e a l i n g  w i t h  impaired newborns, based on t h e  

g u i d e l i n e s .  Within  1 y e a r  o f  t h e  promulgat ion o f  t h e  g u i d e l i n e s ,  S t a t e s  would 

have t o  f o l l o w  t h e  r e q u i r e d  p rocedures  i n  o r d e r  t o  r e c e i v e  S t a t e  g r a n t  funds  

under t h e  Chi ld  Abuse P r e v e n t i o n  and Treatment Act .  I n  a d d i t i o n ,  i n  o r d e r  t o  

r e c e i v e  S t a t e  g r a n t  funds ,  S t a t e s  would have t o  i n c l u d e  i n  t h e i r  c h i l d  abuse 

r e p o r t i n g  laws p rocedures  f o r  r e p o r t i n g  known o r  s u s p e c t e d  w i t h h o l d i n g  o f  

n u t r i t i o n  and c a r e  from impaired newborns. 

The House b i l l  would a l s o  r e q u i r e  t h e  S e c r e t a r y  t o  i n s t r u c t  t h e  HHS 

r e g i o n a l  o f f i c e s  t o :  1 )  deve lop  a  d i r e c t o r y  of  p h y s i c i a n s  w i t h  e x p e r t i s e  i n  t h e  

c a r e  of impaired newborns; 2 )  p rov ide  a  t o l l - f r e e  number th rough  which h o s p i t a l s ,  



p h y s i c i a n s  and c h i l d  p r o t e c t i v e  s e r v i c e  a g e n c i e s  would u s e  t h e  d i r e c t o r y ;  and 

3 )  deve lop  a  d i r e c t o r y  of  community r e s o u r c e s  t o  h e l p  p a r e n t s  o f  impaired new- 

borns .  F i n a l l y ,  t h e  H.R.  1904 would r e q u i r e  t h e  S e c r e t a r y  t o  s t u d y  t h e  most 

e f f e c t i v e  means o f  p r o v i d i n g  F e d e r a l  f i n a n c i a l  s u p p o r t ,  o t h e r  t h a n  t h r o u g h  t h e  

u s e  of  funds  under t h e  S o c i a l  S e c u r i t y  Act ,  f o r  t h e  t r e a t m e n t  of  impaired 

i n f a n t s .  

The S e n a t e  b i l l  would e s t a b l i s h  a  committee t o  c a r r y  o u t  t h e  s t u d y  o f  

e x i s t i n g  p rocedures  and i s s u e s  invo lved  i n  t r e a t i n g  impaired i n f a n t s ;  t h e  pro- 

posed committee would b e  appo in ted  by t h e  S e c r e t a r y  and would i n c l u d e  

r e p r e s e n t a t i v e s  of  HHS, t h e  medica l  and l e g a l  p r o f e s s i o n s ,  and o r g a n i z a t i o n s  f o r  

t h e  handicapped.  T h i s  committee would r e p o r t  on i t s  recommendations t o  t h e  Sec- 

r e t a r y  w i t h i n  6 months and t h e  S e c r e t a r y  would submit  t h e  r e p o r t  t o  Congress .  

Based on t h i s  r e p o r t ,  t h e  S e c r e t a r y ,  w i t h i n  a n o t h e r  4 months,  would p u b l i s h  regu-  

l a t i o n s  s e t t i n g  up " l o c a l  dec i s ion-making  p rocedures"  i n  a l l  h e a l t h  c a r e  f a -  

c i l i t i e s  t o  d e a l  w i t h  s i t u a t i o n s  i n v o l v i n g  impaired newborns.  These  p r o c e d u r e s  

would be r e q u i r e d  t o  e n s u r e ,  a t  a  minimum, t h a t  " a l l  s e r i o u s l y  ill newborns b e  

provided r e l i e f  from s u f f e r i n g ,  i n c l u d i n g  f e e d i n g  and m e d i c a t i o n  f o r  p a i n  and se-  

d a t i o n ,  a s  a p p r o p r i a t e . "  H o s p i t a l s  t h a t  d i d  n o t  comply w i t h  t h e s e  r e g u l a t i o n s  

cou ld  l o s e  a l l  F e d e r a l  f i n a n c i a l  a s s i s t a n c e  i n c l u d i n g  Medicaid and Medicare  funds  

u n t i l  t h e  h o s p i t a l  complied w i t h  such r e g u l a t i o n s .  



APPENDIX: PUBLIC REACTION TO INFANT DOE ISSUE 
AND GOVERNMENT INVOLVEMENT 

STATEMENTS WHICH MAY SUPPORT GOVERNMENT INVOLVEMENT I N  
DECISIONS REGARDING TREATMENT OF HANDICAPPED NEWBORNS 

[AS r e g a r d s  t h e  c a s e  of an  800 gram premature  baby , ]  w e ' r e  
no t  i n t e r j e c t i n g  t h e  government i n t o  t h e  medica l  decision-making 
p rocess  . . . . We're no t  t a l k i n g  about p ro long ing  a  l i f e  t h a t  
i n e v i t a b l y  is  go ing  t o  d i e .  What w e ' r e  t a l k i n g  about h e r e  i s  
d i s c r i m i n a t i n g  a g a i n s t  c h i l d r e n  who, i f  i t  w e r e n ' t  f o r  t h e  f a c t  
t h a t  they  were handicapped,  would be  g iven  a p p r o p r i a t e  medical  
t r e a t m e n t .  The government i s  n o t  going t o  s a y  what i s  a p p r o p r i a t e  
medica l  t r e a t m e n t  and what i s n ' t ,  when r e a s o n a b l e  p h y s i c i a n s  w i l l  
d i s a g r e e  about t h e  a p p r o p r i a t e  method o f  t h e r a p y .  T h a t ' s  c o r r e c t l y  
n o t  t h e  rea lm of government; t h a t ' s  t h e  rea lm of medic ine  . . . . 
[Sta tement  of  D r .  Robert Rubin, A s s i s t a n t  S e c r e t a r y  f o r  P lann ing  
and E v a l u a t i o n ,  HHS. Regarding HHS n o t i c e  t o  h e a l t h  c a r e  pro- 
v i d e r s .  1 

--The MacNeil-Lehrer Repor t :  Saving 
Newborns, May 1 8 ,  1982, T r a n s c r i p t  /I1732 

P r a c t i c e s  such a s  w i t h h o l d i n g  o f  t r e a t m e n t  and sus tenance  i n  
t h e  Baby Doe c a s e  a r e  ' b l a t a n t  d i s c r i m i n a t i o n  and a  v i o l a t i o n  o f  
b a s i c  r i g h t s , '  accord ing  t o  t h e  n a t i o n a l  e x e c u t i v e  d i r e c t o r  o f  t h e  
A s s o c i a t i o n  of Retarded C i t i z e n s .  A t  i t s  meet ing on A p r i l  30 ,  1982,  
t h e  N a t i o n a l  Board o f  D i r e c t o r s  o f  t h e  A s s o c i a t i o n  f o r  Retarded 
C i t i z e n s  passed a  r e s o l u t i o n  r e a f f i r m i n g  i t s  1973 p o s i t i o n  con- 
demning such p r a c t i c e s .  

--ARC'S Government Repor t ,  May 1982 

F a t a l  d i s c r i m i n a t i o n  a g a i n s t  Down's syndrome and o t h e r  handi-  
capped i n f a n t s  has  been i n c r e a s i n g  f o r  y e a r s  i n  t h i s  c o u n t r y .  T h i s  
d i s c r i m i n a t i o n  c o n s i s t s  of  d e n i a l  of  medical  t r e a t m e n t ,  even food 
and w a t e r ,  which would be  r o u t i n e l y  provided t o  non-handicapped 
i n f a n t s .  The e t h i c  which promotes i n f a n t i c i d e  i s  r e l a t e d  t o  t h e  
e l i t i s t  I q u a l i t y  of  l i f e '  argument used t o  j u s t i f y  abor t ion-on-  
demand. I n f a n t i c i d e  i s  a  form o f  ba rba r i sm which our  n a t i o n  should  
e m p h a t i c a l l y  r e j e c t .  

--Statement of  J . C .  W i l l k e ,  M . D . ,  P r e s i d e n t ,  
Na t iona l  Right  To L i f e  Committee, I n c .  
P r e s s  R e l e a s e ,  May 2 6 ,  1982 



. . . By s a n c t i o n i n g  a  mi l l ion-and-a-hal f  a b o r t i o n s  a n n u a l l y ,  
t h e  Uni ted  S a t e s  h a s  made i t  o f f i c i a l  p o l i c y ,  w i t h  r a t i o n a l e  t o  
match,  t h a t  t h e r e  i s  such a  t h i n g  a s  a  l i f e  t h a t  is  n o t  worth  l i v i n g .  
Some human b e i n g s ,  we a r e  t o l d ,  a r e  s imply  b e t t e r  o f f  dead t h a n  
a l i v e  . . . we have c r o s s e d  some k ind  o f  h e l l i s h  t h r e s h o l d ,  i n t o  
a  l and  where ' q u a l i t y  o f  l i f e '  becomes a  l i c e n s e  f o r  i n f l i c t i n g  
d e a t h .  

--How Q u a l i t y  o f  L i f e  K i l l e d  I n f a n t  Doe, 
by M. S t a n t o n  Evans ,  Human E v e n t s ,  
May 1, 1982. 

. . . Such homicides  [ a s  t h e  d e a t h  o f  I n f a n t  Doe] can  no  
l o n g e r  b e  c o n s i d e r e d  a b e r r a t i o n s  o r  c u l t u r a l l y  incongruous .  They 
a r e  p a r t  o f  s o c i a l  programs t o  s e r v e  t h e  conven ience  of  a d u l t s  by 
a u t h o r i z i n g  a d u l t s  t o  d e s t r o y  inconven ien t  young l i f e .  The 
p a r e n t s '  l e g a l  arguments ,  conducted i n  p r i v a t e ,  r e p o r t e d l y  empha- 
s i z e d  - what e l s e  - ' f reedom of c h o i c e . '  The freedom t o  choose  
t o  k i l l  i nconven ien t  l i f e  i s  b e i n g  e x t e n d e d ,  p r e c i s e l y  a s  p re -  
d i c t e d ,  beyond f e t a l  l i f e  t o  c a t e g o r i e s  of  i n c o n v e n i e n t  i n f a n t s ,  
such a s  Down's syndrome b a b i e s .  

--The K i l l i n g  W i l l  Not S t o p ,  
by George W i l l ,  Washington Pos t  
A p r i l  22 ,  1982 

. . . A t  h i s  p a r e n t s '  r e q u e s t  [ I n f a n t  Doe] w a s n ' t  f e d .  The 
d e c i s i o n ,  t h e  fami ly  lawyer  s a i d ,  was a  ' p r i v a t e  m a t t e r . '  Why 
~ r i v a t e ?  Had t h a t  baby been normal ,  h i s  d e a t h  by s t a r v a t i o n  would 
have been  a  p u b l i c  concern .  Rut because  h e  had been  i n a d v e r t e n t l y  
robbed o f  p e r f e c t i o n ,  h e  was d e l i b e r a t e l y  robbed o f  l i f e .  H i s  
f l a w s  somehow c a n c e l l e d  o u t  h i s  r i g h t s .  . . . Whether t o  c a r r y  a 
f e t u s  t o  m a t u r i t y  i s  s t i l l ,  and shou ld  remain ,  a  woman's c h o i c e .  
But once b o r n ,  a  c h i l d  i s  no l o n g e r  p a r t  of a n o t h e r  human b e i n g ;  
h e  i s  a p a r t  of  s o c i e t y  and e n t i t l e d  t o  i t s  p r o t e c t i o n .  T h e i r  
undoubted angu i sh  e x p l a i n s  t h e  d e c i s i o n  made by  I n f a n t  Doe's  p a r e n t s ,  
b u t  n o t  t h e  c o u r t s '  r e f u s a l  t o  i n t e r v e n e .  The d e a t h  of I n f a n t  Doe 
i s  no t  a  ' p r i v a t e  m a t t e r . '  

--"private1' Death ,  New York Times,  
A p r i l  27,  1982. 

. . . Ten c o u p l e s  sought  t o  adop t  t h e  i n f a n t  [ I n f a n t  ~ o e ] .  
S h i r l e y  and Bob Wright of  E v a n s v i l l e  f i l e d  a  p e t i t i o n  f o r  l e g a l  
g u a r d i a n s h i p .  'We f e e l  t h a t  we have l o s t  t h i s  p a r t i c u l a r  b a t t l e ,  
b u t  we a r e  not  going t o  s t o p  f i g h t i n g  f o r  t h e  r i g h t s  o f  handicapped 
c h i l d r e n , '  s a i d  Mrs. Wr igh t ,  who h a s  a  3-year-old d a u g h t e r  w i t h  
 own's syndrome. 

--Charges Weighed f o r  P a r e n t s  Who Le t  
Baby Die U n t r e a t e d ,  New York Times,  
A p r i l  17 ,  1982 



I n  1973 [ a  s t u d y  was conducted r e g a r d i n g ]  t h e  c a s e  h i s t o r i e s  
of 299 b a b i e s  who d i e d  i n  t h e  i n t e n s i v e - c a r e  u n i t  of  t h e  Yale-New 
Haven H o s p i t a l  t o  s e e  what t r e a t m e n t  they  had been g i v e n .  I n  4 3  
of  t h e  c a s e s  'some t r e a t m e n t s  were wi thhe ld  o r  s topped  wi th  t h e  
knowledge t h a t  e a r l i e r  d e a t h  and r e l i e f  from s u f f e r i n g  would r e s u l t .  
I n  o t h e r  words,  i t  was dec ided  t h a t  t h e s e  4 3  b a b i e s  should  d i e .  
They d i d :  because  t h e  t r e a t m e n t  t h e y  were g i v e n  - o r  t h e  l a c k  of  
it - ensured  t h a t  t h a t  was t h e  i n e v i t a b l e  outcome. These were 
b a b i e s  t h a t  might have l i v e d  b u t  were not  al lowed t o .  

--Richard L ind ley  w i t h  quo te  from 1973 
s t u d y ,  How Far  Do Doctors  F e e l  Able 
To Go I n  These Sad Cases .  The L i s t e n e r ,  
November 12 ,  1981 

N o t i f i c a t i o n  i s  n o t  enough t o  make s u r e  t h a t  t h e s e  b a b i e s '  
l i v e s  a r e  saved .  There  i s  going t o  have t o  be thorough s u r v e i l l a n c e  
f o r  compliance w i t h  t h e s e  laws and v i g o r o u s  p r o s e c u t i o n  i f  t h e y  a r e  
v i o l a t e d .  

--Statement a t t r i b u t e d  t o  Gary Cur ran ,  
Consu l t an t  t o  t h e  American L i f e  Lobby, 
i n ,  H o s p i t a l s  Warned on Handicapped 
Bab ies ,  Washington P o s t ,  May 19 ,  1982 



STATEMENTS WHICH APPEAR TO BE CRITICAL OF GOVERNMENT INVOLVEMENT 
I N  DECISIONS REGARDING TREATMENT OF HANDICAPPED NEWBORNS 

. . . The Academy [American Academy o f  p e d i a t r i c s ]  i s  d e e p l y  
concerned t h a t  t h e  e f f o r t  o f  t h e  e x e c u t i v e  b ranch  t o  s o l v e  t h i s  
complex problem through s t r i c t  i n t e r p r e t a t i o n  and enforcement  of  
t h e  l e t t e r  of  s e c t i o n  504 may have t h e  un in tended  e f f e c t  o f  r e q u i r i n g  
t r e a t m e n t  t h a t  i s  not i n  t h e  b e s t  i n t e r e s t  o f  handicapped c h i l d r e n .  
Handicapped pe r sons  a r e  o f t e n  born w i t h  c o n d i t i o n s  t h a t  a r e  incom- 
p a t a b l e  w i t h  long l i f e .  Handicapped pe r sons  a c q u i r e  i l l n e s s e s  t h a t  
a r e  r e f r a c t o r y  t o  medica l  c a r e .  These d y i n g  and c r i t i c a l l y  ill 
p a t i e n t s  need h e a l t h  c a r e  p r o v i d e r s  who w i l l  c a r e f u l l y  examine t h e  
a p p r o p r i a t e n e s s  o f  s p e c i f i c  medica l  i n t e r v e n t i o n  . . . . It w i l l  
f r e q u e n t l y  be t h e  c a s e  t h a t  t h e  u s e  of  a  s p e c i f i c  t e c h n o l o g y  o r  
p rocedures  w i l l  - n o t  be  t h e  b e s t  i n t e r e s t  o f  t h e  handicapped 
pe r son .  Withholding a  medica l  t r e a t m e n t  w i l l  f r e q u e n t l y  b e  b o t h  
l e g a l l y  and e t h i c a l l y  j u s t i f i e d  i n  o u r  e f f o r t s  t o  do what i s  r i g h t  
f o r  t h e s e  p a t i e n t s .  . . . These h i g h l y  complex s i t u a t i o n s  i n v o l v i n g  
h e a l t h  c a r e  p r o v i d e r s ,  h o s p i t a l s ,  p a t i e n t s  and f a m i l i e s ,  a r e  n o t  
e a s i l y  addressed  by f e d e r a l  r e g u l a t i o n s .  The Academy f e e l s  t h a t  
a t t e m p t s  t o  f o r c e  t h e  commendable ph i losophy  and i n t e n t  o f  s e c t i o n  
504 i n t o  s p e c i f i c  s u b s t a n t i v e  d i r e c t i v e s  a f f e c t i n g  h e a l t h  c a r e  
p r o v i d e r s  and h o s p i t a l s  i s  a n  i n a p p r o p r i a t e  r e s p o n s e  t o  t h e  pro- 
blem . . . . One recommendation which may r e s u l t  [ f rom a  r e v i e w  
and a n a l y s i s  of p o l i c i e s  govern ing  decis ion-making i n  c a s e s  i n -  
v o l v i n g  handicapped newborns] may b e  t h a t  such  problems a r e  b e s t  
approached by a  formal  r e v i e w  p r o c e s s  f o r  any d e c i s i o n s  i n v o l v i n g  
w i t h h o l d i n g  o r  wi thdrawing o f  l i f e - s u s t a i n i n g  t r e a t m e n t  f o r  hand i -  
capped c h i l d r e n .  

--From s t a t e m e n t  o f  t h e  o f f i c i a l  p o s i t i o n  
o f  t h e  American Academy of  P e d i a t r i c s ,  
J u n e  21,  1982 

, . . The American H o s p i t a l  A s s o c i a t i o n  '(AHA) t a k e s  s t r o n g  
e x c e p t i o n  t o  HHS' drawing an i m p l i c a t i o n  t h a t  h o s p i t a l s  have i n  any 
way been g u i l t y  o f  d i s c r i m i n a t i o n .  . . . The AHA i s  f u r t h e r  con- 
ce rned  w i t h ,  and w i l l  i n v e s t i g a t e  t h o r o u g h l y ,  HHS'  a p p a r e n t  i n t e n t ,  
a s  e x p r e s s e d  i n  t h e  l e t t e r ,  t o  c r e a t e  an  a d v e r s a r i a l  r e l a t i o n s h i p  
between h o s p i t a l s  and p a r e n t s  who e l e c t  n o t  t o  h a v e  compl ica ted  
s u r g e r y  performed on t h e i r  c h i l d r e n .  HHS would a p p a r e n t l y  mandate 
t h a t  h o s p i t a l s  n o t  a l l o w  ' t h e  i n f a n t  t o  remain i n  t h e  i n s t i t u t i o n '  
under  such c i r c u m s t a n c e s .  AHA c o n s i d e r s  t h i s  a n  a b d i c a t i o n  of  
r e s p o n s i b i l i t y  on t h e  p a r t  of  HHS and w i l l  make e v e r y  e f f o r t  t o  
a s s u r e  t h a t  such s i m p l i s t i c  s o l u t i o n s  t o  complex s i t u a t i o n s  
i n v o l v i n g  h e a l t h  c a r e  d e l i v e r y  a r e  avo ided .  

--Statement from The American 
Hospital .  A s s o c i a t i o n ,  r e l e a s e d  
May 18, 1982, Washington,  D.C .  



. . . The c o s t s  [of  s a v i n g  t h e  l i v e s  of  h i g h - r i s k  i n f a n t s ]  
a r e  enormous; i n  some c a s e s  t h e  h o s p i t a l  b i l l s  a r e  more t h a n  
$100,000.  Not a l l  h i g h - r i s k  b a b i e s  s u r v i v e  even wi th  every  pos- 
s i b l e  t r e a t m e n t  . . . and some s u r v i v o r s  have permanent h a n d i c a p s ,  
i n c l u d i n g  l e s s  than  normal i n t e l l i g e n c e  . . . . 

- - I n f a n t i c i d e :  A Growing I s s u e ,  
Chicago T r i b u n e ,  May 24,  1982 

A t  one t ime o r  a n o t h e r  d u r i n g  Andrew's s i x  months of  l i f e  he  
had d i s e a s e s  of t h e  bones ,  of  t h e  b r a i n ,  of  t h e  b lood ,  of  t h e  e y e s ,  
t h e  u r i n a r y  t r a c t ,  t h e  l i v e r  and t h e  lungs  . . . . I ' m  v e r y  uneasy 
about t h e  h e a v i n e s s  o f  t h e  f e d e r a l  government i n v o l v i n g  i t s e l f  i n  
d e c i s i o n s  on c a s e s  which a r e  no t  o n l y  complex i n  a l l  o f  t h e i r  
med ica l  and p h i l o s o p h i c a l  and l e g a l  r a m i f i c a t i o n s ,  b u t  upon which 
n e o n a t o l o g i s t s ,  t h o s e  who t a k e  c a r e  of t h e  newborn, d i s a g r e e  them- 
s e l v e s .  I ' m  wor r i ed  about  r u l e s  f o r  c a s e s  on which t h e r e  i s  no 
agreement . . . . When we argued w i t h  t h e  d o c t o r s  f o r  s i x  months 
t h a t  they  no t  pursue  Andrew's l i f e ,  we d i d  i t  ou t  of  l o v e  . . . . 
[S ta tement  of M r .  S t i n s o n ,  f a t h e r  o f  800 gram premature  i n f a n t . ]  

--The MacNeil-Lehrer Repor t :  Saving 
Newborns, May 18,  1982, T r a n s c r i p t  
#I732 

. . . I t ' s  e a s y  t o  unders tand  what it means t o  s t a r v e  t o  d e a t h .  
I t ' s  normal t o  r a g e  a t  a  h e a l t h  sys tem and a j u d i c i a l  sys tem t h a t ,  i n  
e f f e c t ,  a g r e e  t o  k i l l .  But i t ' s  ha rd  t o  imagine what we cannot  s e e  - 
t h e  baby,  i t s  p o s s i b l e  agony, t h e  q u a l i t y  of  l i f e  t h a t  l a y  ahead of  
i t .  I t ' s  d e a t h  might have been awfu l ,  bu t  i t ' s  l i f e  might have been 
worse.  No s logan  l i k e  r i g h t - t o - l i f e  would remedy t h a t  . . . . 

--It Depends, by Richard Cohen, 
Washington P o s t ,  A p r i l  20,  1982 

. . . T h i s  h i g h l y  t e c h n o l o g i c a l  s o c i e t y  h a s  come up a g a i n s t  t h e  
same moral  dilemma faced e v e r y  day by t h e  most p r i m i t i v e  s o c i e t i e s :  
Who s h a l l  l i v e  and who s h a l l  d i e  and who s h a l l  d e c i d e ?  . . . The 
c o s t s  t h a t  s p i r a l  w i t h  our  t e c h n o l o g i c a l  a i d s  can overwhelm o u r  
s o c i e t y  a s  much a s  any p r i m i t i v e  one .  For a l l  t h e  p a i n s  i n v o l v e d ,  
t h e  moral  and e t h i c a l  q u e s t i o n s  we f a c e  a r e  n e c e s s a r y  and l e g i t i m a t e  
ones .  We, t o o ,  make c h o i c e s  about  how we a l l o c a t e  our  u n l i m i t e d  
r e s o u r c e s  - m e d i c a l ,  emot iona l ,  f i n a n c i a l  - among t h o s e  who need 
them. How much shou ld  b e ,  can b e  done t o  m a i n t a i n  human b e i n g s  who 
cannot  t h i n k  o r  r e spond ,  bu t  o n l y  b r e a t h e ?  How much of  a  f a m i l y ' s  
ene rgy  and l i f e  can b e ,  should  be d r a i n e d  by t h o s e  who b a r e l y  e x i s t ?  

--Who L i v e s ,  Who Dies :  Who Chooses? 
by E l l e n  Goodman, Washington P o s t ,  
August 2 2 ,  1982 



. . . We tend  t o  r e g a r d  a n y t h i n g  l e s s  t h a n  whole-hear ted  commit- 
ment of  p a r e n t s  t o  e v e r y  new c h i l d  a s  a  c l e a r  s i g n  o f  a  p s y c h o l o g i c a l  
d i s o r d e r .  But we f o r g e t  t h a t  t h e  s o c i a l  g o a l  o f  r e s c u i n g  a l l  human 
o f f s p r i n g  i s  a  r e l a t i v e l y  r e c e n t  i d e a .  And t h i s  n o t i o n ,  which 
r e p r e s e n t s  a  k ind  of  extremism t h a t  might  be  c a l l e d  Reverse  S o c i a l  
Darwinism, h a s  no t  been r a t i f i e d  by any formal  a c t i o n .  On t h e  con- 
t r a r y  . . . no e x t e n s i v e  and c o n t i n u i n g  communication h a s  t a k e n  p l a c e  
between p h y s i c i a n s  and t h e  r e s t  o f  s o c i e t y  on t h i s  i s s u e .  S o c i e t y  
h a s  n o t  s a n c t i o n e d  t h e  assumpt ion of  a u t h o r i t y  by t h o s e  who do n o t  
l i v e  day-to-day w i t h  t h e  long-term consequences  o f  d e c i s i o n s  made i n  
n e o n a t a l  m a t t e r s  . . . . The r e s c u e  f a n t a s y  o f  many p h y s i c i a n s  is  
n o t  n e c e s s a r i l y  sha red  by most peop le  i n  contemporary  s o c i e t y .  . . . 

--Mismatched A t t i t u d e s  About Neona ta l  Dea th ,  
by Wi l l i am A. S i l v e r m a n ,  The H a s t i n g s  
Repor t ,  December 1981 

. . . The c a r e  o f  a  c h i l d  w i t h  a  s e v e r e  b i r t h  d e f e c t  c a n  be 
e m o t i o n a l l y  d i f f i c u l t .  S t u d i e s  show t h a t  i n  a t  l e a s t  h a l f  o f  t h e  
f a m i l i e s  invo lved ,  t h e  p a r e n t s '  m a r r i a g e  b r e a k s  u p ,  u s u a l l y  l e a v i n g  
t h e  mother t o  s t r u g g l e  a l o n e  w i t h  a  c h i l d  who w i l l  need e x t r a -  
o r d i n a r y  c a r e  a l l  of  i t s  l i f e .  S o c i a l  s u p p o r t s  such  a s  s p e c i a l  
e d u c a t i o n  a r e  i n c r e a s i n g ,  b u t  t h e  r e s p o n s i b i l i t y  is  s t i l l  t h e  p a r e n t s '  
and t h i s  makes i t  d i f f i c u l t  t o  deny them t h e  major  v o i c e  i n  d e t e r -  
mining a  b a b y ' s  e a r l y  t r e a t m e n t  . . . . 

- - I n f a n t i c i d e :  A Growing I s s u e ,  
Chicago T r i b u n e ,  May 24,  1982 


