










The rna jo rass ignrnent  o f  the  Ch i ld renrs  Bureau was to  s t i rnu la te  the  fo r -
rna t ion  o f  serv ices  fo r  ch i ld ren ,  par t i cu la r ly  young ch i ld ren .  The deve loprnent
o f  c l in ica l  serv ices  in  the  comrnun i ty  appeared to  be  a  major  need.  The Na-
t iona lAssoc ia t ion  fo rRetarded Ch i ld ren , the  then new nat iona l  g roup speak ing
for  the  organ izedparents  who had rnenta l l y^ re ta rded ch i ld ren ,  h igh l igh ted  th is
n e e d  i n  t h e  I 9 5 6  p r e s e n t a t i o n  t o  C o n g r e s s . z

Ch i ld  gu idance c l in ics  a t  tha t  t i rne  o f fe red  l i rn i ted  d iagnos t ic  serv ices  to
rnenta l l y  re ta rded ch i ld ren .  Such serv ices  usua l ly  were  on ly  ab le  to  eva lua te
the  prob le rn  p resented  and de ter rn ine  su i tab i l i t y  fo r  psych ia t r i c  t rea t rnent .
In  rnos t  ins tances ,  the  t rea t rnent  resources  e i ther  were  so  l i . rn i ted  tha t  they
were  no t  ava i lab le  fo r  the  re ta rded person or  were  fe l t  to  be  ine f fec t i ve  w i th
thern .  Fur ther rnore  these c l in ics  were  serv ing  ch ie f l y  schoo l  aged ch i ld ren .
They  usua l ly  d id  no t  ge t  to  see the  rnenta l l y  re ta rded ch i ld ren  un t i l  they  were
in  schoo l  and present ing  ad jus t rnent  p rob le rns .

The pro fes  s iona l  workers  re la ted  to  thos  e  c r ipp led  ch i ld renrs  p rograrns
which  dea l t  w i th  cerebra l  pa ls ied  ch i ld ren  were  probab ly  r r lo re  fa rn i l ia r  w i th
rnos t  aspec ts  o f  the  prob le rn  o f  rnenta l  re ta rda t ion  thanworkers  in  o ther  corn-
rnun i ty  serv ices .  However ,  the  c r ipp led  ch i ld renrs  p rogram i tse l f  wh ich  is
pr irnar i ly a rnedical  care prograrn, did not appear to offer a frarnework on
whi .ch  to  deve lop  spec ia l  serv ices  fo r  the  rnenta l l y  re ta rded ch i ld ren  who had
no assoc ia ted  hand icaps .  In  on ly  one- f i f th  o f  the  Sta tes  d id  the  c r ipp led  ch i l -
d renrs  regu la t ions  spec i f i ca l l y  inc lude the  rnenta l l y  re ta rded ch i ld ren  in  the
category  to  be  served.  A l rnos t  ha l {  o f  the  Sta tes  spec i f i ca l l y  exc luded rnen-
ta l l y  re ta rded ch i ld ren  f ro rn  e l ig ib i l i t y  fo r  c r ipp led  ch i ld renrs  serv ices .

Maternal and chi ld health act iv i t ies in behalf  of  rnental ly retarded chi l -
dren and their  farni l ies were extremely l i rni ted. Many Iocal publ ic health
nurses  were  repor t ing  suspec ted  rnenta l l y  re ta rded ch i ld ren  in  the i r  case
Ioad,  bu t  fo r  the  rnos t  par t  they  had few resources  fo r  rnak ing  a  d iagnos is .
Consultat ion and guidance as to how to deai with these chi ldren and their
farni l ies general ly were not avai. lable. Sorne chi ldren who were funct ioning
below the norrnal Ievel of  developrnent were being fol lowed in wel l  chi ld con-
fe rences .  Whi le  sorne  fu r ther  d iagnos t ic  appra isa l  was  ob ta ined fo r  rnany  o f
these ch i ld ren ,  no  resources  or  serv ices  ex is ted  fo r  fu tu re  care  or  he lp  once
such a  d iagnos is  had been rnade.

Tes t i rnony  be fore  the  House Appropr ia t ions  Cornrn i t tee  in  1955 ind ica ted
that the pr incipal needs for the rnental ly retarded chi ldren were to f ind thern
early,  to rnake cornplete evaluat ion, to interpret the f indings to their  parents
and to  use  the  f ind ings  as  a  bas is  fo r  ongo ing  he lp  and care .  By  age groups t
the  grea tes t  gap in  serv ices  re la ted  to  in fan ts  and preschoo l  ch i ld ren .  I t
appeared tha t  lack ing  serv ices  cou ld ,  bes t  be  prov ided th rough the  rna terna l
and chi ld health prograrn.

On th is  bas is  and to  ach ieve  these goa ls ,  the  Congress  inc reased the  an-
nua l rna terna land ch i id  hea l th  appropr ia t ions  fo r  the  f i sca lyear  1957 and ear -
rnarked $l  rni l l i .on specif ical ly for special  projects serving rnental ly retarded

zHearings for Departments of Labor and Health, Education, and Welfare Appropriatlons for 195? before the sub-
committee of the Committee on Approprlatlons, House of Representatives, Elghty-Fourth Congres, Second
Sesslon, (Statemena of Members of Congress, Organlzatlons and lnterested Indlviduals), pp. 125-152.
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ch i ld ren .  A lso  the  Appropr ia t ions  Cornrn i t tee  expressed the  hope tha t  a
second rn i l l i on  do l la rs  o f  the  inc rease to  be  d is t r ibu ted  to  the  Sta tes  on  a
regu lar  fo r rnu la  bas j .s  be  used to  i rnp le rnent  serv ices  fo r  these ch i ld ren .

These beg inn ings  o f  the  Ch i ld renrs  Bureau major  p rograrn  ernphas is  fo r
menta l l y  re ta rded ch i ld ren  were  a lso  the  f i rs t  s teps  in  a  la rge  sca le  pub l i c
health attack on the problern.
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PROGRAM ACHIEVEMENTS

During the f i rst  3 years of i ts operat ion this prograrn achieved nrany
th ings .

52 States ini t iated special  act iv i t ies on behalf  of  rnental ly retarded chi l -
d ren  as  a  par t  o f  the i r  pubt ic  hea l th  ac t iv i t ies .

46 States began providing cl in ical  services to rnental ly retarded chi ldren
and their  farni l ies l iv ing at horne.

50 special ized cl in ical  tearns began providing new kinds of help to rnen-
ta l l y  re ta rded ch i ld ren  and the i r  fami l ies .

Over  200 spec ia l i s ts  f ro rnvar ious  d isc ip l ines  were  recru i ted  and t ra ined
to  prov ide  serv ice  and leadersh ip  in  these prograrns  fo r  the  rnenta l l y
re ta rded.

Over 25'0O0 publ ic health nurses received sorne training and or ientat ion
in mental  retardat ion and in assist ing farni l ies in the horne care of rnen-
ta l l y  re ta rded ch i ld ren .

14  rned ica l  schoo ls  began us ing  the  spec ia l  c l in ica l  serv ices  to  re ta rded
ch i ld ren  as  the  bas is  fo r  t ra in ing  o f  rned ica l  s tudents ,  res idents  and
i n t e r n s .

Sorne 4 ,500 rned ica l  s tudents ,  res idents  and in te rns  were  t ra ined in  the
newer concepts and approaches to the problern of mental  retardat ion.

Over  1 ,200 nurs ing  s tudents  rece ived sorne  prepara t ion  in  work ing  w i th
the rnental ly retarded.

More t} :an 25,000 retarded chi ldren were given cornplete evaluat ions and
fol lowup care.

Publ ic health rnethods of screening were evolved to detect and prevent
rnental  retardat ion due to phenylketonuria,  aninborn error of rnetabol isrn.

26  Sta tesbegan u t i l i z ing  these rne thods  and se t  up  prograrns  todetec t  and
treat phenylketonuria,  and during 1960 rnore than 25 infants with phenyl-
ketonuria were detected and placed on a diet which wi l l  prevent rnental
retarctat l0n.
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THE SPECIAL DEMONSTRATION PROJECTS

What they are

The core  o f  the  Ch i ld renrs  Bureau D iv is ion  o f  Hea l th  Serv ices  program
for  rnenta l l y  re ta rded ch i ld ren  has  been the  spec ia l  dernons t ra t ion  pro jec ts .
These projects have been set up and adrninistered by State health departrnents
with consultat ion frorn the Chi ldrenrs Bureau. The earrnarked maternal and
ch i ld  hea l th  funds  have pr i rnar i l y  been used to  ass is t  S ta tes  in  deve lop ing
t h e s e  p r o g r a l n s .

Approved pro jec t  p lans  have one or  tnore  purposes :

l .  Pa t ien t  Care  - -  Pro jec ts  des igned to  p rov ide  ear ly  de tec t ion ,  eva lua-
t ion  and care  needed by  rnenta l l y  re ta rded ch i ld ren ,  o r  to  dernons t ra te
new ways  o f  p rov id ing  th is  care .

Z .  Tra in ing  o f  Pro fess iona l  Personne l  - -  Pro jec ts  des igned to  t ra in  p ro-
f  deal ing with retarded chi ldren and
in  rnore  e f fec t i ve  use  o f  p ro fess iona l  sk i l l s  in  the i r  beha l f  .

A l l  o f  these dernons t ra t ions  depend on  deve lop ing  a  spec ia l i zed  c l in ica l
tearn. The rnajor i ty of these projects are set up within a rnaternal and chi ld
hea l th  p rograrn .  The i r  p r i rnary  focus  is  ear ly  f ind ing  o f  ch i . ld ren  suspec ted
of  be ing  re ta rded.  Pro jec t  serv ices  are  geared ch ie f l y  to  in fan ts  and pre-
schoo l  ch i ld ren .  A  ped ia t r i c ian  usua l ly  heads  the  t rea t rnent  tearn ,  wh ich  in -
c ludes  a  soc ia l  worker ,  a  c l in ica l  psycho log is t  and a  pub l i c  hea l th  nurs ing
consultant.  Addit ional tearn rnernbers rnay be added frorn other special ists,
o r  f ro rn  d i f fe ren t  p ro fess iona l  backgrounds.

By  the  end o f  f i sca l  year  ^1960 ,  32  Sta tes  had deve loped spec ia l  dernon-
s t ra t ions  w i th  Federa l  funds . r  The growth  o f  these prograrns  can be  seen
frorn table I .

Tab le  I

Growth  o f  MCH Spec ia l  Dernons t ra t ions  fo r  Retarded Ch i ld ren

F i s c a l  Y e a r Nurnber of States

3. Dernonstration Studies --

@rn,
adrninistered, what i t  wil l

oThe earmarked $1 million and an

Pro jec ts  des igned to  revea l  what  i s  needed
how such a  progra tn  can bes t  be  se t  up  and
cos t ,  how i t  can  be  eva lua ted ,  e tc .

xx (z)
xxxx (4)
xxxxxxxxxxxxxxxxxxxxxxxxx (z5l
xxxxxxxxxxxxxxxxxxxxxxxxxxx ( 2 7 )
xxxxxxxxxxxxxxxxxxxxxxxxxxxxxx ( 3 0)
xxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxx ( 32)

additional $400,000 in special ploject maternal and child health funds.

1955
1956
1957
t  958
r959
I 960
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In  add i t ion  to  these pro jec ts  wh ich  depend on  Federa l  funds ,  the  Bureau
ernphas is  on  rnenta l  re ta rda t ion  has  resu l ted  inZ l  add i t iona l  S ta tes  deve lop ing
dernons t ra t ions  and serv ice  prograrns  fo r  re ta rded ch i ld ren  as  a  par t  o f  the i r
ongo ing  rna terna l  and ch i ld  hea l th  p rograr r l .  The Sta tes  suppor t  these pro jec ts
with rnaternal and chi ld health funds, a part  of  which also includes Federal
funds. The growth of these addit ional prograrns is shown in Table I I .

T able I I

Growth  o f  Spec ia l  Serv ices  in  Regu lar  MCH Prograrns

F i s  c a l  Y e a r Nurnber of States

I  958
1959
1 960

xx (z)
xxxxxxxxxxxxxx ( 14)
xxxxxxxxxxxxxxxxxxxxx (z r)

Thus,by  the  beg inn ing  o t  L96I ,  on ly  one ou t  o f .53  Sta tes  d id  no t  have as  a
par t  o f  i t s  approved hea l th  depar t rnent  p lan  sorne  k ind  o f  spec ia l  serv ice  fo r
the rnental ly retarded.

The services that were provided

Serv ices  prov ided th rough th is  p rograrn  can bes t  be  descr ibed by  the
arnount and kind of pat ient care, professional t raining and dernonstrat ion
studies that have f lowed frorn i t .

l .  Pa t ien t  care

By the  end o f  1950,46  Sta tes  wereprov id ing  as  a  par t  o f  the i r  dern-
ons t ra t ion  sorne  spec ia l  d i rec t  c l in ica l  serv ices  to  re ta rded ch i ld ren
and the i r  fa rn i l ies .  Based on  repor ts  f ro rn  38  Sta tes  c lose  to  12 ,000
rnenta l l y  re ta rded ch i ld ren  and the i r  fa rn i l ies  were  served by  these
prograrns  dur ing  1960.  Seventy - f i ve  percent  o f  the  ch i ld renwereunder
9  years  o f  age.  Over  50  percent  had assoc ia ted  hand icaps .

Whi le these serv iceswou ld  no t  have beenava i lab lewi thout  th is  p ro-
grarn andwhi le the cost to the Federal  Governrnent was cornparat ively
low,  the  to ta l  nurnber  o f  ch i ld ren  served represents  on ly  a  cor r lpara-
t ively srnal l  proport ion of the age group needing this hblp.

The ernphas is  in  these prograrns  has  been on  prov id ing  a  dernon-
strat ion of high qual i ty service for a t i rni ted nurnber.  The actual
nurnbers  served,  there fore ,  a re  no t  the  rna in  index  o f  the  success  o f
these programs.  They  must  be  judged by  how we l l  they  were  ab le  to
show what rnakes up an evaluat ion of a retarded chi ld,  by what kind of
help can be given to parents, and by how successful  were they inf in&ing
ab i l i t i .es in  these ch i ld renwhich  cou ld  be  used as  the  bas is  fo r  t ra in ing
and adjustrnent.
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T h e  r e a l  c r i t e r i a  o n w h i c h  t h e s e  s e r v i c e s  w i l l  h a v e  t o  b e
be the improved adjustrnent of the chi ldren and the farni l ies
and the extent to which they can st i . rnulate good service in
p r e s c h o o l  r e t a r d e d  c h i l d r e n .

Z .  T r a i n i n g  o f  p r o f e s s i o n a l  p e r s o n n e l

judged w i l l
t h e y  s e r v e
genera l  to

A l rnos t  a t l  o f  the  pro jec ts  use  the i r  serv ices  fo r  t ra in ing  o f  p ro-

fess i .ona l  workers .  Much o f  th is  t ra in ing  is  on  an  in fo r rna l ,  ind iv idua l
bas is .  I t  i s  accornp l i shed by  prov id ing  a  se t t ingwhere  in te res ted  pro-

fess iona ls  can observe  and can confer  w i th  a  spec ia l i zed  tearn .

I t  i s  a lso  ach ieved th rough contac t  w i th  thevar ie ty  o f  p ro fess iona ls
in the cornrnunity who have known the individual chi ld being evaluated
o r  t r e a t e d .  P h y s i c i a n s ,  s o c i a l  w o r k e r s ,  p u b l i c  h e a l t h  n u r s e s ,  t e a c h e r s ,
etc. ,  who have known the chi ld are invi ted to part ic ipate in the staff
conference and in the developrnent of a prograrr]  plan for the pat ient.

In  the  course  o f  th is  they  are  exposed to  new concepts  and ideas .

Work ing  w i th  the  tearn  they  are  exposed to  o ther  v iewpo in ts  and ap-
p r o a c h e s .  S i n c e  i n  t h e  a v e r a g e  c a s e  a t  l e a s t  3  p r o f e s s i o n a l . s  o u t s i d e
of  the  c l in ica l  tearn  are  invo lved or  concerned,  we es t i rna te  tha t  rnore

t i n a n  2 5 , 0 0 0  p r o f e s s i o n a l s  h a v e  h a d  s u c h  e x p o s u r e  b y  t h e s e  p r o j e c t s .

I n  o r d e r  t o  o b t a i n t h e  k i n d s  o f  s e r v i c e s  t h e  p r o j e c t s  f e e l  t h e s e  c h i l -
d ren  need,  they  usua l ly  f ind  i t  necessary  to  s t i rnu la te  some inserv ice
t ra in ing  prograrns  fo r  p ro fess iona ls  and agenc ieswi th  whorn they  need
to  work  c lose ly ,  and on  whose serv ices  they  are  dependent  in  car ry ing
out  p lans  fo r  the  ch i ld .  Pub l ic  hea l th  nurses  are  an  exarnp le  o f  such a

group.  Through the  s t i rnu lus  o f  the  pro jec ts ,  9  ou t  o f  every  l0  pub l i c

hea l th  nurses  have rece ived sorne  inserv ice  or ien ta t ion  and educat ion
in  rnenta l  re ta rda t i .on  dur ing  the  pas t  3  years .

More  fo r rna l i zed  t ra in ing  is  a lso  be ing  prov ided,  espec ia l l y  th rough
the  14  pro jec ts  wh ich  have been se t  up  a t  o r  in  con junc t ion  w i th  rned ica l
s c h o o l s . a  I n  t h e s e  p r o g r a l r l s ,  t h e  p a t i e n t  c a r e  i s  u s e d  f o r  t e a c h i n g
r n e d i c a l  s t u d e n t s ,  i n t e r n s ,  r e s i d e n t s ,  a n d  o t h e r  p e r s o n n e l  a s s o c i a t e d
wi th  rned ica l  schoo ls .  Formal  course  rna ter ia l  i s  a lso  prepared and
presented  in  the  regu la r  cur r i cu lu rn .  Las t  yeaT,  approx i rna te ly  Z '520
hours  o f  s ta f f  t i rne  in  these pro jec ts  were  used fo r  t ra in ing .  F i f teen
hundred second year  res idents  and rned ica l  s tudents ,  200 nurses ,  and
3 0 0  t e a c h e r s  w e r e  t r a i n e d .  T h e s e  p r o j e c t s  a l s o  p r o v i d e  f i e l d  w o r k
p lacernent  and superv is ion  fo r  approx i rna te ly  30  soc ia l  work  s tudents ,
and a  few rned ica l  fe l lowsh ips .

The Tu lsa ,  Ok lahorna,  p ro jec t  p rov ides  spec ia l  two-week t ra in ing
courses  fo r  c l in ica l  tearns  spec ia l i z ing  in  rnenta l  re ta rda t ion  and
o f f e r s  s h o r t ,  s i r n i l a r  c o u r s e s  t o  p u b l i c  h e a l t h  n u r s e s ,  s o c i a l  w o r k e r s ,
n u t r i t i o n i s t s ,  p h y s i c i a n s ,  p s y c h o l o g i s t s ,  t e a c h e r s ,  e t c .  A l s o ,  t h i s
prograrn  has  o f fe red  spec ia l  two and th ree  day  ins t i tu tes  fo r  the  c le rgy ,

4wisconsin, New York, Florida, Pennsylvania, Iowa, Vlrgtnia, Michigan, Ohio, California, Tennessee, Texas,
Illinois, Mlssouri.
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nurs ing  educators ,  nu t r i t ion  consu l tan ts  and
rnanagernent  o f  rnenta l l y  re ta rded persons
off ice rs .

Dernonstrat ion studie s

- 8

o t h e r s .  A n
is planned

inst i tute on
for  po l i ce

3 .

Seven prograrns  have been se t  up  to  s tudy  a
rnenta l  re ta rda t ion  or  spec ia l  ways  o f  p rov id ing
a r e a s  i n c l u d e d  i n  t h e s e  p r o j e c t s  w e r e :

a. Study of the growth and developrnent patterns
ch i ld ren  (Ca l i fo rn ia )  .

par t i cu la r  phase o f
care .  Sorne o f  the

of young retarded

d .

b.  S tudy  o f  the  serv ices  a  rne t ropo l i tan  aTea need.s  fo r  the  rnenta l l y  re -
ta rded and an  assess lnent  o f  how these serv ices  can be  prov id .ed
( C o l o r a d o ) .

Eva lua t ion  and s tudy  o f  theuse o f  a  t rave l ing  c l in ic  to  p rov ide  serv -
ices  to  the  rnenta l l y  re ta rded over  a  la rge  Jec t ion  ( ta ino) ,

study of record keeping and evaluat ion of pat ients in an ongoing
prograr r l  (Mary land) .

e .  A s s e s s r n e n t  o f  h o w  t o p r o v i d e  s e r v i c e s  i n  a  r u r a l  a r e a  ( M i n n e s o t a ) .

As  the  pro jec ts  have deve loped,  however ,  aknos t  a l l  have se t  up
s tud ies  as  a  par t  o f  car ry ingout  the i r  ma jor  func t ions .  Facets  s tud ied
include dental  problerns of noninst i tut ional ized retard.ed chi ldren,
problerns of rnental  retardat ion in a populat ionof Ind. ian chi ldrenl iv ing
on reserva t ions ,  wa i t ing  l i s ts  o f  ch i ld ren  fo r  adrn iss ion  to  S ta te  ins t i -
tut ions, the effect of  the rel igious background of the farni ly on their
ab i l i t y  to  accept  the  re ta rded ch i ld ,  the  use  o f  g roup approaches in
farni ly counsel ing, and att i tudes of rnedical  students toward.s the
r e t a r d e d .

There  are  t re rnendous po ten t ia l i t ies  fo r  ex tended s tudy  and research
being rnade avai lable by the case rnater ial  and experiences of the se 44
prograrT ts .
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THE CHILDREN'S BITREAU TECHNICAL COMiltrTTEE ON
CLINICAL PROGRAMS

The Chi ldrenrs Bureau Technical  Cornrni t tee on Cl inical  Prograrns grew

out of the recorrr lnendat ions of a conference of rnaternal and chi ld health di-

rec to rs  and c l in ic  d i rec to rs  he ld  in  Wash ing ton ,  D.C. ,  in  March  o f  I958.

Or ig ina l l y ,  the  Cornrn i t tee  cons is ted  o f  14  phys ic ians ,  represent ing  var ious

reg ions  o f  t t t .  count ry  and f ie lds  such as  ped ia t r i cs ,psych ia t ry ,  rna terna l  and

ch i ld  hea l th ,  c l in ics , rned ica l  schoo ls ,  and schoo ls  o f  pub l i c  hea l th .  Subsequent
addit ions brought in persons frorn al l  of  the discipl ines represented on the

cl inical  tearn in the project.  Technical  assi .stance and staff  help are suppl ied

by  the  Ch i ld renrs  Bureau,  D iv is ion  o f  Hea l th  Serv ices .

Since 1958, the group has rnet annual ly.  Seldorn have del iberat ions been

l i rni ted to the com.rr i t tee rnernbers. Free use has always been rnade of other

exper ts  inv i ted  to  d iscuss  par t i cu la r  a reas .  Requests  fo r  cop ies  o f  the  min-

utes of the annual rneet ing exceed 550.

In addit ion to providing guidance and advice to the Chi ldrenrs Bureau, the

Assoc ia t ion  o f  Materna l  and Ch i ld  Hea l th  and Cr ipp led  Ch i ld renrs  D i rec tors ,

and o ther  p ro fess iona l  g roups ,  th is  cornrn i t tee  has :

l .  Part ic ipated. in the revision of the Arnerican Associat ion on Mental

Def ic iency Manual on Terrninology and Classi f icat ion. Upon cornple-

t ion of this classi f icat ion scherne, the Technical  Cornrni t tee st i rnulated

its tr ia l  tests in the special  cornrnunity cl in ical  programs and on the

bas is  o f  th is  exper ience suggested  fu r ther  changes to  AAMD.  The

classi f icat ion has been adopted by 90 percent of the cornmunity cl in-

i ca l  p rograrns  fo r  rnenta l l y  re ta rded persons .  Thus  in  p lace  o f  f i ve

p t . r . io r rJ ly  used c lass i f i ca t ion  schernes ,  rnos t  p rograrns  are  now us ing

ih" 
"artr .  

systern. The col lect ion and tabulat ion of cornparable nat ion-

wide inforrnat ion on the medical c lassi f icat ion and et iology of cases
s e e n  b y  t h e  c l i n i c s  a r e  n o w  p o s s i b l e .

Z. Developed channels of cornrnunicat ion among the projects.  C1inical

da ta  and p ic tu res  o f  unusua l  cases  have been g ivennat ionwide  c i rcu la -

t ion  th rough these channe ls .  Br ie f  case and progress  repor ts  as  we l l

as  annua l  repor ts  o f  spec ia l  in te res t  have been c i rcu la ted .  Severa l
p ro jec ts  a re  pub l i sh ing  per iod ic  news le t te rs  fo r  c i rcu la t ion .  As  a  re -

su1t,  any one prograrn can have access to the opinions and experience
of 8I c l in ical  tearns throughout the country.

3. St i rnulated the developrnent of discipl inary working groups of pro-

fess iona ls  represented  on  the  pro jec t  tearn .  For  exarnp le ,  the  pub l ic

health nurses have set up an inforrnal nat ional cornrni t tee. Several

meetings have been held. The cornrni t tee sponsored several  working

groups which are evolving pr inciples and guides in regard to publ ic

health nursing act iv i t ies in rnental  retardat ion. The cl in ical  psychol-

og is ts  in the  pro jec ts  have a lso for rned such a  group.  Throughreg iona l
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rneet ings ,  these psycho log is ts  a re  no t  on ly  c la r i f y ing  prob le rns  o f
tes t ing  and assessrnent  o f  re ta rded ch i ld ren ,  bu t  a re  p lann ing  sorne
coopera t ive  research  wh ich  wou ld  be  a  combined e f fo r t  o f  severa l
p ro jec ts .  The rned ica l  soc ia l  workers  have l i kewise  orsan i  zed  a
nat ional group for a sirni lar purpose which heid i ts f i rst  rnleet ing in
Miarni .

Each o f  these groups  has  a  representa t ive  on  the  Techn ica l  Corn-
rn i t tee .  Th is  personwi l l  ac t  as  a  l ia ison  representa t ive  w i th  the i r  own
d isc ip l inary  g roup and the  Techn ica l  Cornrn i . t tee .

4 .  Deve loped screen ing ,  de tec t i .on  and.  t rea t rnent  serv ices  fo r  pheny l -
ke tonur ia .  Th is  work  has  been the  rna jo r  ach ievernent  o f  the  Techn ica l
Cornrni t tee. Phenylketonuria is an inborn error of rnetabol isrn. The
bab ies  who have th is  cond i t ion  are  born  normal .  But  ear ly  in  l i fe
they  beg in  to  de ter io ra te  because o f  an  inher i ted  de fec t  in  the  enzyrne
which norrnal ly converts an essent ial  arnino acid contained. in rni lk
and food in to  a  subs tance the  body  can use.  I f  the  cond i t ion  is  un-
de tec ted  and un t rea ted ,  aknos t  a l l  o f  thern  becorne severe ly  re ta rd .ed .

Whi le  pheny lke tonur ia  (PKU)  a f fec ts  I  in  approx i rna te ly  20 ,000 in -
fants,  i t  is one cause of rnental  retardat ion about which sornething can
be done.  The rnenta l  re ta rda t ion  can be  prevented  i f  thebaby is  p - laced
on a  spec ia l  d ie t  ear ly  enough.

How th is  cond i t ion  o f  PKU is  approached is  impor tan t  no t  on ly  be-
cause the  ser ious  e f fec ts  o f  the  cond i t ion  are  arnenab le  to  t rea t rnent ,
bu t  rnore  i rnpor tan t  because o f  o ther  s i rn j . la r  inborn  er ro rs  o f  rne tab-
o l i s rn  wh ich  resu l t  in  menta l  re ta rda t ion .  Sorne o f  the  rne thods  used
in  dea l ing  w i th  PKU rnay  be  app l icab le  to  o ther  inborn  er ro rs  o f
metabo l is rn .

The rne thods  o f  sc reen ing ,  de tec t ion  and t rea t ing  PKU wh ich  have
been evo lvedare  a lso  exarnp les  o f  how known resea ich f ind ings  can be
appl ied and developed into an ongoing prograrn.

In  I958,  the  Techn i .ca l  Cornrn i t tee  had ava i lab le  to  i t  sorne  sca t te red
research  f ind ings  on  PKU.  Sorne screen ing  tes ts  were  ava i lab le ,d . ie ts
had been tes ted  and the  b iochern ica l  aspeCts  o f  the  cond i t ion  had been
c la r i f ied .  What  was neededwas an  e f fec t i ve  rne thod o f  sc reen ing ,  con-
f i r rn ing  d iagnos is  and rnanag ing  d ie ts  on  a  la rge  sca le  bas is l  Ap-
proached as  a  pub l i c  hea l th  p rob le rn  by  the  Cornrn i t tee ,  a  ser ies  o f
suggest ions  based on  pub l ic  hea l th  rne thods  were  rnade by  the  Corn-
rn i t tee .  Sorne o f  these approaches had worked w i th  o ther  cond i t ions .
Mernbers  o f  the  Cornrn i t tee  and the  agenc ies  they  represented  tes ted
out these approaches and rnade some further ref inernents and
s u g g e s t i o n s .

A fwo-fold prograrr l  was eventual ly out l ined and recorrrrnended to
t h e  S t a t e s :
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a.  Rout ine  screen ing  o f  we l l  bab ies  fo r  PKU.

b .  Screen ing  o f  h igh  r i sk  g roups ,  such as  pa t ien ts  in ins t i tu t ions  fo r
the  rnenta l l y  re ta rded,  spec ia l  c l in ics  fo r  re ta rded ch i ld ren ,

\  spec ia l  pub l i c  schoo l  c lasses  fo r  re ta rded ch i ld ren ,  se izure  and
der rna to logy  c l in ic  popu la t ions ,  e tc .  I t  was  es t i rna ted  tha t  such
screen ingwou ld  show approx i rna te ly  I  percent  o f  these h igh  r i sk
groups had the condit ion. By tracing the farni l ies of these known
cases ,  new bab ies  born  to  thern  cou ld  be  care fu l l y  sc reened.  I t
was  hoped tha t  th rough such approaches a  h igh  propor t ion  o f  new
born  s ib l ings  w i th  PKU wou ld  be  found ear ly  enough to  p revent
re ta rda t ion .

As a result  of  these recornrnendat ions and the disserninat ion of the
Cornrn i t teers  de l ibera t ions ,  r r ro re  than ha i f  o f  the  Sta tes  have se t  up
prograrns  fo r  PKU.  These inc lude s ta tewide  screen ing ,  labora tory
fac i l i t ies  to  conf i r rn  the  d iagnos is ,  and prov is ions  fo r  d ie ta ry  rnanage-
rnent  and fo l lowup.  Seventeen Sta tes  are  rou t ine ly  sc reen ing  the i r
wel l  baby populat ion. Seventeen States, including sorr le of the above,
are  a lso  screen ing  and fo l low ing  up  h igh  r i sk  g roups .  A l rnos t  a l l  o f
the special  c l in ical  prograrns and the State inst i tut ions for the rrren-
ta l l y  re ta rded have se t  up  rou t ine  screen ing  progra f i I s  fo r  PKU.  In
addit ion, a great nurnber of distr ict  and local health departrnents have
set  up  PKU prograrns  in  a reas  where  there  is  no  s ta tewide  prograr r r .

Both  loca l  and Sta te  hea l th  depar t rnents  a re  spend ing  cons iderab le
t i rne  in  he lp ing  pr iva tephys ic ians  car ry  ou t  theseprograrns  w i th  the i r
p r iva te  pa t ien ts .  In fo r rna t ion ,  tes t ing  rna ter ia ls ,  labora tory  fac i l i t i es
and d ie ta ry  p roduc ts  have been rnade ava i lab le  to  p r iva te  phys ic ians
for  work  w i th  the i r  pa t ien ts .

No cornplete survey has been rnade of the nurnber of PKU infants
who have been de tec ted  and p laced on  a  d ie t  as  a  resu l t  o f  th is  e f fo r t .
However ,  i t  can  sa fe lybe es t i rna ted  tha t  dur ing  1960 a t  leas t  25  in fan ts
have been loca ted  and p laced on  a  d ie t  be fore  darnage or  rnenta l  re -
t
t rea ted ,  p robab ly  rnos t  o f  thern  wou ld  have becorne so  severe ly  re -
tarded that they would have required l i fe long inst i . tut ional care. As -
surning that the rnedian age at the t i rne of death of these chi ldren after
placernent in an inst i tut ibn is between 35 and 405 y""t"  and that con-
serva t ive ly  the  average cos t  dur ing  those years  to  the  Sta te  wou ld  be
approx i rna te ly  $2 ,000 per  year ,  these e f fo r ts  can be  sa id  to  invo lve
a po ten t ia l  sav ing  to  the  Sta tes  o f  c lose  to  $Z rn i l l i on .  To  th is  sav ing
rnust be added the value of the potent ial  earnings and p,roduct iv i ty of
these in fan ts .

SBased on reports from
ages will continue to

selected State lnstitutions. It is expected that within the next few decades, these median
extend upward, and that cost of care will likewise increase.
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MENTAL RETARDATION AND THE FUTIIRE

Within the next l0 years, the problern of rnental  retardat ion wi l l  undergo
rnany changes. Sorne of these expected changes which wi l l  have to be taken
into account in planning progran-rs are:

An increase in the size of the problem

The nurnber of individualswho are rnental ly retarded wi l l  increase. This
growthwi l l  cont inueunt i l  rnore i .s learned about theprevent ion of the nutnerous
condit ions which can result  in rnental  retardat ion. 

' \4/ i thout 
such success in

ident i fy ing and rernoving or prevent ing sorne causal factors of rnental  retard-
a t ion ,  the  expec ted  inc rease in  the  s ize  o f  the  prob le rn  i s  p red ica ted  on :

1. Ant ic ipated general  populat ion growth

The expected growth in populat ion wi l l  a lso increase the nurnber of
rnental ly retarded. At the present t i rne, i t  is est i rnated that 3 percent
o f  the  popu la t ion  are  re ta rded.  Thus , in  1955 w i th  a  to ta l  popu la t ion  in
the United States of.  164,3O2,000, the nurnber o{ rnental ly retarded in-
dividuals was est i rnated at approxirnately 5 rni l l ion. The nurnbers in
I960 and pro jec ted  fo r  1970 are  shown in  tab le  I I I .

Table I I I

U.S. Populat ion And the Est irnated Nurnber of Mental ly Retarded

Year Populat ion 6 Menta l l y  Retarded
t@)

1960
I  9zo

Provided by the Maternal and Child Health

5 .4
6 .4

Library, Georgetown University

179  ,323 ,OO0
z13 ,547  , 000

This would rnean that by 1970, there would be six retarded individuals
fo r  every  f i ve  who needed serv ices  in  1960.

2 .  Inc reased l i fe  span

Disease cont ro l ,  new drugs ,  and h igher  s tandards  o f  l i v ing  have
steadi ly increased the l i fe span of rnost Arnericans. Whi le in 1900 a
baby was expec ted  to  l i ve  fo r  50  years ,  the  average baby  born  in  1960
can expec t  to  l i ve  c lose  to  70  years . /  Such lengthen ing  o f  l i fe  ex-
pectancy considerably increases the nurnber of the populat ion at any
given t i rne.

o1960 hrreau of the census; 1.9?0 National Educatlon Associatlon, Populatlon projectlons, 1960-1g?0, washlaqton
-D. C., June 1961.
'Interdepartmental Committee on Ctrlldren and Youth: CHIIDREN IN A CHANGING WORLD. Washington, D.C.:
Interdepartmental Committee on Children and Youth, 1960. 84 pp. (Chart 16, p. 18)
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While the rnental ly retarded as a group fal l  below the average l i . fe
expectancy, the nurnber of years the average retarded individual l ives
has  been increas ing  propor t ionate ly  w i th  the  overa l l  average.  Recent
studiesS clear ly dJcurnent a dirninishing death rate and an increased
l i fe span for the rnental ly retar:ded both in and out of inst i tut ions in
the  pas t  decade.

This increase inl i fe span adds rnater ial ly tothe nurnber of rnental ly
re ta rded persons ,  par t i cu la r ly  in  the  upper  age leve ls ,  and aga in  in -
c reases  the  s ize  o f  the  to ta l  g roup.

The indicat ions are that with the increased avai labi l i ty of  health
services, the l i fe span of rnental ly retarded persons wi l l  cont inue to
increase and rnove c loser  to  the  average l i fe  expec tancyof  the  genera l
populat ion.

3 .  Inc reased in fan t  surv iva l  ra tes

knproved and rnore extensive prenatal ,  obstetr ical  and pediatr ic
care have brought about rnarked increases in the infant survival  rate
in the Nat ion over the past z0 years. Such efforts,  along with in-
c reas ing  the  chances  o f  surv iva l  o f  a i l  in fan ts ,  has  a lso  inc reased the
survival  rates of infants who are prernature or who have congenital
handicaps or rnal forrnat ions. Since rnental  retardat ion is one of the
rnajor condit i .ons associatedwith such handicaps in infants,9 i rnproved
care  has  to  an  ex ten t  a lso  inc reased the  nurnber  o f  the  re ta rded fo r
whorn  spec ia l  serv ices  w i l l  be  needed.  No accura te  es t i rna te  i s  ava i l -
able of the nurnber of infants who now survive but who probably would
have died in the past.  An indicat ion of the extent of such survival ,
however ,  can  be  seen in  the  chang ing  charac ter is t i cs  o f  ins t i tu t iona l
popu la t ions  and in  the  inc reased ra tes  o f  f i r s t  adrn iss ions  o f  re ta rded
infants to these inst i tut ions.

For  exarnp le ,  a  recent  s tudy l0  cornpared ra tes  o f  f i r s t  adrn iss ions
to  S ta te  ins t i tu t ions  fo r  the  years  1936 to  1938 w i th  those f ro rn  1953 to
1955.  Th is  cornpar ison  showed tha t  the  adrn iss ion  ra tes  fo r  the  ages
0 to  4  rnore  than doub led ,  wh i le  there  was a  s l igh t  inc rease fo r  ages
5 to  9 ,  no  change in  adrn iss ion  ra tes  fo r  ages  l0  to  14  and a  dec l ine
in  adrn iss ion  ra tes  fo r  a l l  o ther  age groups .

Such increased rates of survival  of  retarded infants wi l l  eventual ly
have a rnarked effect on the size of the problern. A rnore i rnrnediate
effect wi l l  be to increase the number of retarded infants who wi l l  re-
qu i re  care .  I f  th is  t rend cont inues ,  and a t  p resent  ind ica t ions  are  tha t
i t  w i l l ,  p lans  w i l l  have to  be  rnade to  serve  166 re ta rded in fan ts  by  l9?0
for every 100 now present ing sorne problern of rnental  retard.at ion.

Scoldstein, Herbert: Population Trends in U. S. Publlc tnstitutions for the Mentallv Deficient. AMERICAN
.IOURNAL OF MENTAL DEFICIENCY, 1959, 63, 599-604 (Ianuary).
"Drllllen, Cevll Mary: The Incidence of Mental and physical Handicaps
^Blnh Weight. PEDIATRICS, l-961, 27, 452-464 (March).

ln School-age Ctrildren of Very Low
1 n  

- -  - - -
^'Sabagh, Georges and Wlndle, Charles: RecentTrendsinlnstltud,onalizatlonRatesof MentalDefectlvesinthe

United States. AMERICAN IOURNAL OF MENTAL DEFICIENCr, l-960, 64, 6t8-624 (Januar9.
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The retarded will be different as a group

Other aspects of the problern of rnental  retardat ion wi l l  a lso be changing
in  the  nex t  10  years .  Ind ica t ions  are  tha t  by  I IZO the  rnenta l l y  re ta rded is  i
g roup w i l l  d i f fe r  f ro rn  what  i t  i s  now.  The age compos i t ion ,  the  ex ten t  o f  as-
soc ia ted  hand icaps ,  the  assurned po ten t ia l i t ies  o f  subgroups ,  as  we l l  as  p re-
surned causa l  fac to rs  and resu l t ing  t rea t rnent  approaches,  a t l  w i l l  undLrgo
sorne changes.

1 .  Age cornpos i t ion

The increas ing  surv iva l  ra te  and the  ex tended l i fe  span are  a l ready
having rnarked effects on the individuals who are in the group, thl
p rob le rns  need ing  he lp  and consequent ly  the  progra tns  and serv ices
needed.  Whi le  there  are  rnarked var ia t ions  in  the  age spec i f i c  p re-
va lence ra tes  found invar ious  s tud ies1L, l '2 ,18  o f  inc idence,  there  is  gen-
eral  agreelnent that the total  group of rnental ly retarded contains
cornparat ively few infants. The bulk of the group is rnade up o{ chi t-
d r e n  i n  t h e  l 0 - 1 4  y e a r  a g e  r a n g e ,  w i t h  a  s r n a l l e r  n u r n b e r  i n  i h e  l 5 - i 9
age group and a  s t i l l  s rna l le rnurnber  in  the  adu l t  ages .  Schernat ica l l y ,
the  s tud ies  o f  assurnedpreva lence o f  rnenta l  re ta rda t ion  by  age groups
can be consol idated into a graph sornewhat I ike that in table IV.

Tab le  IV

Approxirnate Prevalence of Mental  Retardat ion by Age
-
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SUSPECTED REFERRED MENTAL
New York State Department of

an Urban District.

Z0 and over

1 1
"Mental Deficlency Commisslon: REPoRT oF THE MENTAL DEFICIENCT CoMMISSION. London, England:
,,His Majesty's Stationary Office, 1929. Pts. 1, 2, g, 4,
'"New York State Deparrment of Mental Hygiene: A SPECIAL CENSUS OF

RETAFDATION, ONODAGA COUNTY, NEW YORK. Syracuse, New york:

rsl'lTl11 HY^s1::":.ul PP' ^,Lemkau, Paul, Tietze, chrlstopher, and cooper, Marla: Mental-Hygiene problems in
MENTAL HYGIENE, 1942,26, 275-288 (Januarv).
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Whi lewe can expec t  sorne  inc rease in  the  nurnbers  in  the  I0  to  14  year
o ld  g roup by  l9ZO,  the  propor t ionate  inc rease in  the  b i r th  to  4  and ZO
and over groups wi l l  be rnuch rrrore rnarked. Very probably the bars
at both ends of the above table wi l l  show a rnarked increase and thus
tend to sornewhat f lat ten out the curve.

This trend is already in evidence in the ages of rnental ly retarded
individuals in State inst i tut ions. As a result ,  comrnunity progran-r
p lann ing  w i l l  have to  pay  rnore  a t ten t ion  to  serv ices  fo r  persons  on
both  ends  o f  the  curve .

Z .  Ex ten t  o f  assoc ia ted  hand icaps

The increased surv iva l  ra tes  o f  re ta rded in fan ts  w i l l  p robab ly
br ing  w i th  i t  an  inc rease in  the  nurnber  o f  re ta rded persons  who have
assot ia ted  phys ica l  hand icaps .  Cur ren t  repor ts  to  the  Ch i ld renrs
Bureau frorn cl in ical  prograrrrs deal ing with retarded chi ldren under
6  years  o f  age ind ica te  tha t  even now in  th is  g roup,75  percent  have
a s s o c i a t e d  p h y s i c a l  d i s a b i l i t i e s .

L ikewise ,  because the  o lder  ind iv idua ls  a re  now l i v ing  longer ,  we
can expec t  rnany  o f  thern  to  p resent  the  phys ica l  p rob le rns  s i rn i la r  to
the  aged,  sen i le  g roup in  our  genera l  popu la t ion .

Both  o f  theset rends  under l ine  the  need to  p lan  fo r  inc reased hea l th
and rned ica l  serv ices .  I t  i s  an t ic ipa ted  tha t  such serv ices  w i l l  be  a
pr i rnary  need,  and tha t  rnore  consu l ta t ion  and ass is tance on  rned ica l
r r ranagernent  w i l l  be  requ i red  by  a l l  p rograrns  serv ing  the  re ta rded.

3 .  As surned potent ial j . t ie s

Our  p resent  rneans  o f  assess ing  po ten t ia l i t ies  o f  soc ia l  deve loprnent ,
Iearn ing ,  work  t ra in ing  and job  p lacernent  o f  re ta rded persons  are
s t i l l  c rude.  C lass i f i ca t ion  in  te r rns  o f  g ross  ach ieved scores  o f  in -
te l l igence has  never  served as  an  adequate  gauge o{  po ten t ia l i t y  nor
as  a  good bas is  fo r  g roup ing ,  p lann ing  or  t ra in ing .  Wi th  these rnany
changes in the cornposit ion of the group of rnental ly retarded indivi-
dua ls  therewi l l  be  an  even grea ter  need to  deve lop  c r i te r ia  o ther  than
s t a n d a r d i z e d  i n t e l l i g e n c e  t e s t s  t o  a s s e s s  s u c h  p o t e n t i a l s .  M o r e  c a r e -
ful  assessrnent of hornogenous subgroups within the category of rnental
re ta rda t ion  in  te r rns  o f  leve ls  o f  po ten t ia ls  rnay  cons iderab ly  change
our  p resent  concept  o f  wh ich  ind iv idua ls  can be  he lped.  Th is  shou ld
result  in a rnore opt irnist ic approach to the problern of rnental  re-
tardat ion. Potent j .al i t ies of sorne groups now labeled as I 'custodial"

and r r t ra inab le r r  shou ld  becorne rnore  ev ident .  Aga in ,  a l l  o f  th is  re -
su l ts  in  inc reased dernand fo r  serv ices  fo r  ind iv idua ls  f  ro rn  ca tegor ies
to  wh ich  serv ices  prev ious ly  had no t  been ex tended because they  were
f e l t  t o  b e  r r h o p e l e s s . r l

4 .  Causa l  fac to rs

The la rge  segrnent  o f  rnenta l l y  re ta rded persons  fo r  whorn  no  cause
can be  de ter rn ined is  g radua l ly  be ing  decreased.  Research  f ind ings
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and better and rnore cornplete evaluat ive procedures are deterrnining
causes  fo r  cases  o f  p rev ious ly  unknown e t io logy .  Organ ic  causes  such
as the inborn errors of rnetabol isrn are asi ,rrninglmuch rnore i rn-
por tan t  ro les  than prev ious ly  suspec ted .  These t rends  are  br ing ing
into prorninence in the f ie ld of rnental  retard.at ion certain professi5naf
groups  such as  the  b iochern is t ,  genet ic is t ,  e rnbryo log is t ,  e tc . ,  who had
previously been cornparat ively uninvolved..

Problems will be more evident

-  Changing patterns in the American way of l i fe wi l l  rnake rnany problerns
of rnental ly retarded persons rnore acute in the future. Thes" cir jnges wi l l
a lso highl ight aspects of the problern of mental  retardat ion which played a
cornpara t ive ly  rn inor  ro le  be fore .  As  a  resu l t ,  sorne  serv ices  w i l l  need io  be
9:<panded' new prograrn ernphasis wi l l  be need.ed, and. a greater arnount of
f lexibi l i ty which wi l l  a l low adaptat ion to new needs wi l l  be"required. Arnong
the factors which wi l l  contr ibute to this changing ernphasis are-:

I .  Farn i l ies  a re  g rowing  1arger

The size of the typical  Arnerican farni ly has increased since World
War I I .  The proport ion of farni l ies with 2, 3 and 4 or rnore chi ldren
has inc reased,  as  has  the  propor t ion  o f  fa rn i l ies  w i th  ch i ld ren  under
18.  In  fewer  ins tances  there fore  w i l l  a  re ta rded ch i ld  be  an  on ly
ch i ld .  Parents  w i l l  have less  t i rne  and fewer  resources  to  devote  to  a
retarded chi ld.  They wi l l  need rnore help in rnanagement and. less
of the farni ly incorne and t i rne can be devoted to the- retarded chi ld.

Z. C}:^r.ges in farnily living

Large nurnbers of farni l ies are rnoving each year.  Suburbs are
growing nearly three t i rnes as fast as the tolaL populat ion of the United
Sta tes .  The la rge  ex tended.  fa rn i l y  o f  the  pas t ,  wh ich  inc lude4 grand-
parents ,  rna iden aunts ,  e tc . ,  a l t  l i v ing  in  the  sarne  househo ld  i s  d is -
appearing. More and rnore of the burden of car ing for the chi ldren is
be ing  p laced on  the  rno ther .

Farni l ies with retarded chi ldren who are involved in these changes
wil l  face greater chal lenges in atternpt ing to rnanage their  rnental ly
retarded chi ld at hgrne. New neighbors do not 

"u." i Iy 
accept a chi ld

who is di f ferent.  The suburban father who can help oniy on weekend.s,
the absence of the grandrnother or other relat ives rnake the problern
of obtaining sorne rel ief  for the rnother rnore di f f icul t .  Many prob-
Ierns wi l l  be intensif ied and i t  wi l l  be rnore di f f icul t  for many farn-
i l i tes to rnanage their  retarded chi ldren at horne.

3 .  More  rno thers  o f  young ch i ld ren  are  in  the  labor  fo rce

Throughout  the  I950 decade,  there  was an  83  percent  inc rease in
the nurnber of rnothers with chi ld.ren und.er 6 who,were working. The
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sarrre factors which operate to induce a rnother of a norrnal chi ld to go

to work, operate for the rnother who has a retarded chi ld.  Many t i rnes

these fac to rs  a re  even more  fo rce fu l  fo r  the  rno ther  who has  a  re -

tarded chi ld.  Subst i tute care for the retarded chi ld however is rnore

dif f icul t  to obtain. Frequent ly too, the retarded chi ld is Iess able to

understand the need for a parent subst i tute, and rnakes planning rnore

dif f icul t  to carry out.

More chi ldren are going to school longer

The general  level of  educat ion is r is ing in the Nat ion. As this trend

cont inues, the rnental ly retarded whose disabi l i ty shows i tsel f  in this

ar ea wi l l  be rnore rnarked. As educat ional standards and achieve-

rnents continue to rise , a greater nurnber of individuals who cannot

keep up or achieve these levels wi l l  be discovered and wi l l  dernand

attention.

5 .  Mach ines  rep lace  unsk i l led  labor

In the past,  the rnajor i ty of the rnental ly retarded chi ldren corrr-

p le t ing  sp-c ia l  c lasses  fo r  the  educab le  in  u rban areas  were  ab le  to

i i t ta  3oU"-on  the i r  own14,  15 .  There  is  sorne  ques t ion  whether  th is  w i l l

cont inue to be so in the next I0 years without addit ional special  help.

Increased industr ial  special izat ion, autornat ion and the intensif ied

ternpo of industr ial  prod.uct ion, pose new problerns for even these higher

func t ion ing  ch i ld ren .  I f  fewer  persons  comple t ing  c las  ses  fo r  the

educable i re able to f ind jobs in industry,  the rnore wi l l  come to the

attent ion of the cornrnunity as problerns.

E leva ted  educat iona l  s tandards  in  ru ra l  a reas  a lso  are  add ing  to

the  prob le rn .  Far rn ing ,  wh ich  years  ago Prov ided a  f ie ld  o f  employ-

- " . r1  fo r  rnany  o f  the  ie ta rded,  has  become so  h igh ly  spec ia l i zed  tha t

persons who would have been ernployed in the past have a di f f icul t

tirne finding ernployrnent at all now.

6 .  New serv ices  c rea te  new dernands

In  the  nex t  I0  years ,  as  new serv ices  dernons t ra te  po ten t ia ls  and

abi l i t ies in var ious groups of the retarded, extended or addit ional

serv ices  w i l l  be  needed.  For  exarnp le , the  inc reased nurnber  o f  t ra in -

ab le  ch i ld ren  be ing  o f fe red  schoo l  p rograrns  fo r  the  f i rs t  t i rne  w i l l

create the problern of what to plan for thern after this school exper-

ience.  Prev ious ly  rnos t  o f  these ch i ld ren  led  a  sor t  o f  vegeta t ive

existence at horne or in an inst i tut ion. They are now being trained,

st i rnulated and al lowed to develop the potent ial i t ies, though l i rni ted,

they have. On cornplet ion of t raining, nei ther they, their  par_ents nor

the cornrnunity wtr i ih invested in their  t raining wi l l  be sat isf ied with

l4channl,,g, Auce: EMPIoYMENT oF MENTALLY DEFICIENT BOYS AND GIRIS. Children,s BUTeAU PUbllCAtlON

No. 210. Washlnqton, D. C.: Govemment Printing Office, 1932. 107 pp.
l5pit,tt"ta"l, Salvaiore G. (ed.): VoCATIoNAL REHABILITATION oF THE MENTALLY RETARDED. Rehabiltta-

tlon Servlce Serles No. 123. Washlngton, D. C.: Government Prlnthg Office, 1950. 184 pp.
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vegeta t ive  ex is tence fo r  thern .
can be  absorbed in  indus t r ia l
deve loped.

With l i t t le l ikel ihood that this group
l i fe ,  new prograrns  w i l l  need to  be

The in te res t  p ro fess iona l  workers  a re  tak ing  in  spec ia l  dernon-
s t ra t ions ,  newer  research  f ind ings ,  and t ra in ing  oppor tun i t ies  w i l l  sup-
por t  the  dernands fo r  new serv ices .  rncreased.  recogn i t ion  o f  po ; -
s ib le  p ro fess iona l  con t r ibu t ions ,  i rnproved case f ind . ings ,  and d iagnos t ic
ski l ls wi l l  rnake rnany professional workers anxious to fol low up
through new and ex tended serv ices .

Prograrns not specif ical ly set up to serve the rnental ly retarded wi l l
g ive  rnore  cons idera t ion  to  the  cond i t ion  as  a  secondary  o r  assoc ia ted
hand icap in  ch i ld ren  they  now serve .  Such ex is t ing  serv ices  w i I I  need
to be expanded so that they can treat the whole cfr i td.

Provided by the Maternal and
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PROGRAM COALS

Overall Program Goals

In view of the ant ic ipated increase in the size of the problern of rnental
retardat ion and the changing needs for service, i t  is i rnportant to recognize
tha t  su f f i c ien t  spec ia l i zed  serv ices  deve loped spec i f i ca l l y  fo r  the  rnenta l l y
re ta rded can never  beg in  to  rneet  the  need.  Fur ther rnore ,  there  is  a  ser ious
quest ion ,  even i f  i t  were  poss ib le  to  deve lop  enough spec ia l i zed  serv ices  to
rneet  the  needs,  whether  th is  wou ld  be  a  des i rab le  goa l .  Spec ia l i zed  serv ices
tend to set a group such as the rnental ly retarded apart  f rorn the cornrnunity
and f requent ly  rnean tha t  sorne  bas j .c  serv ices  wh ich  areava i lab le  toa l1  o thers
are denied to the special  group. Since the ul t i rnate goal for the rnental ly re-
tarded is to help thern rnake as good an adjustrnent to the comrnunity as they
poss ib ly  can,  the  f ra rnework  o f  the  serv ices  o f fe red  shou ld  o f  i t se l f  se t  the
pattern for the basic goal --  rnaking thern as rnuch l ike other people in the
cornrnunity as pos sible.

This rneans a segrnentat ion of services. I t  rneans that l i .ke rnost people
in our Nat ion, the rnental ly retarded would not obtain al l  services frorn one
agency  or  source .  They  wou ld  use  the  phys ic ian  fo r  rned ica l  care ,  the  he lp
o f  the  educator  in  t ra in ing  ch i ld ren ,  soc ia l  agenc ies  to  he lp  w i th  fa rn i l y  p rob-
Ie rns  ,  e tc .

Ernphas is  i .n  the  long- rangeprograrngoa l  fo r  thernenta l l y  re ta rded wou ld
there fore  be  onus ing  the  usua l  serv ices  and fac i l i t i es  fo r  the  res t  o f  the  popu-
la t ion  in  rneet ing  the  needs o f  the  rnenta l l y  re ta rded.  Spec ia l i zed  serv ices
which  rnay  be  requ i red  shou ld  be  seen as  an  ex tens ion  o f  bas ic  serv ices .
Bet te r  use  can bernade o f  ava i lab le  sk i l l s  and serv ices .  More  care fu l  p lann ing
i s  n e e d e d  s o  t h e s e  s e r v i c e s  c a n  b e  a d a p t e d  t o  r n e e t  s p e c i a l  n e e d s  o f  t h e  r e -
ta rded.  Greater  e f fo r t  shou ld  be  rnade to  inc lude in  p rograrns  p lanned fo r
norrnal groups sorne of the retarded who would be able to take part  despite
the i r  l i rn i ta t ions .

The coord ina t ion  o f  these serv ices  on  a  S ta te  and loca l  leve l  requ i res
rnuch rnore attent ion. At present sorne States are working toward that end
through spec ia l  g roups  and coord ina t ing  bod ies .  These e f fo r ts  need to  be
translated to the local level and the t i rne and effort  of  the Chi ldrenrs Bureau
and the  pro jec t  s ta f fs  cou ld  be  used to  ass is t  in  deve lop ing  such coord ina t ing
rnach inery  on  a  loca l  leve l .

The ava i lab i l i t y  o f  sk i l led  pro{ess iona l  workers  to  the  f ie ld  o f  rnenta l
r e t a r d a t i o n d e p e n d s  o n t h e  s u c c e s s  o f  v a r i o u s p r o f e s s i o n s  i n a t t r a c t i n g  t r a i n e e s .
Most  o f  the  pro fess iona l  sk i l l s  wh ich  are  needed in  the  f ie ld  o f  rnenta l  re ta r -
da t ion  are  in  shor t  supp ly .  The prospec ts  a re  tha t  these shor tages  w i l l  con t inue
f or sorne t i rne. I t  becornes rnost i rnportant therefore to cont inuously reevaluate
the  use  wh ich  is  be ing  rnade o f  ava i lab le  personne l  and to  assess  how they
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rnight be ernployed rnore eff ic ient ly.  I t  also becornes irnportant to consider
ways in which the status of individuals involved in rnental  retardat ion can be
raised in the eyes of professionals so that this f ie ld becornes rnore attract ive
to qual i f ied personnel.

In training personnel for work with the mental ly retarded, the goal is not
thedeve loprnent  o f  super -spec ia l i s ts  in rnenta l  re ta rda t ion .  The goa l is  ra ther
in terrns of at tract ing workers to this f ie ld who have broad profes sional t raining
to work with chi ldren. Special ized training should airn to add to such a foun-
dat ion, knowledge and techniques about deal ing with these chi ldren who deviate
from the norrnal.

At present there is an accurnulat ion of research f indings which have
important i rnpl icat ions in terrns of prograrns and services for the rnental ly
retarded. These f indings have not as yet found their  way into ongoing pro-
grar r rs .  There  is  a  need to  app ly  these.  There  is  l i kewise  a  need to  app ly  to
the retarded, pract ices and pr inciples which have been proven to be of value
with other groups of chi ldren.

Bas ic  research  needs to  be  encouraged.  A  rna jo r  need is  in  es tab l i sh ing
the relat ionship of the syrnptorn of rnental  retardat ion to a broader cont inuurn
of  per ina ta l  casua l t ies ,  genet ic  fac to rs  and psychopatho logy ,  and search ing
out causes and prevent ion.

Health services to the mentally retarded

The cornponents of rnaternal and chi ld health prograrns, such as rnaterni ty
care  and ch i td  hea l thserv i .ces ,need to  be  emphas ized incornrnun i ty  p rograrns
as an integral  part  of  any special  ef fort  in rnental  retardat ion. These cof i rpo-
nents wi l l  serve as the beginning of a prograrn of prevent ion.

In  add i t ion ,  hea l th  serv ices  in  the  nex t  l0  years  need to  exp lo re ,  dernon-
strate and develop sorrre of the fol lowing areas:

The use o f  the  we l l  ch i ld  conference in  ear ly  case f ind ing  and as  a
rneans of providing care and observat ion of growth and developrnental
rates in infants suspected of being rnental ly retarded.

Use o f  the  resources  o f  schoo l  hea l th  serv ices  in  sc reen ing  re ta rded
ch i ld ren  o f  schoo l  age fo r  p lacernent  in  spec ia l  c lasses .  Such in fo r -
rnat ion wi l l  be of much help to the teacher.

Development of standards and l icensing pract ices for the growing
nurnber of nursery and day-care prograrns for very young rnental ly
re ta rded ch i ld ren .

Developrnent of rel ief  prograrns for parents who have young severely
re ta rded ch i ld ren .
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Developrnent of standards for pr ivately operated resident ial  schools

and hornes for the rnental ly retarded.

Developrnent of health standards and rnedical  services for State resi-

dent ia l  fac i l i t i es  fo r  the  re ta rded.

7. Explorat ion and clar i f icat ion of the
under whichplacernent of very young
essary and the developrnent of sorne

In  rnany  o f  these ac t iv i t ies ,o f  course ,o ther  agenc ies  such as  we l fa re  and

educat ion wi l l  a lso be involved.

Special demonstration Projects

Because of the present state of our knowledge about mental  retardat ion,

there is a need to cbnt inue to develop special  dernonstrat ion projects in the

area o f  rnenta l  re ta rda t ion .  Through such separa te ,  spec ia l i zed  serv ices

professional workers wi l l  have an opportunity to becorne farni l iar with and

" tnay  
var ious  aspec ts  o f  th is  p rob le rn .  Spec ia l  serv ices  prov ide  an  oppor tu -

ni . ty to concentrate ski l ls,  to iest out concepts and to evolve eff ic ient and ef -

fect ive rnethods of deal ing with the problern. Suchintensive special ized efforts

to look at and deal with a part icular problern wiI I  also provide the basis on

which  a  dec is ion  can u l t imate ly  be  rnade as  to  where  these serv ices  be long in

a total  prograrn for handicapped chi ldren, and which of the handicapping con-

di t ions can be grouped with the retarded for diagnosis and treatrnent.

Sorne of the i rnrnediate goals for these special  dernonstrat ion projects

within the next I0 vears included:

I .  I n c r e a s e d  c o v e r a g e

a.  Geograph ic  - -  Every  S ta te  shou ld  have a t  leas t  one pro jec t .  There

is  a  need to  dernons t ra te  var ious  phases  o f  serv ice ,  s tudy  and t ra in ing

of  p ro fess iona l  workers  anc i  evo lve  sorne  o f  the  un ique or  pecu l ia r

* "y "  in  wh ich  these cou ld  bes t  be  car r ied  ou t  in  a  par t i cu la r  a rea

wi th  the  pa t te rn  o f  serv ice  used by  the  area .

b .  P a t i e n t s  s e r v e d  - -  T h e r e i s  a  n e e d  t o c o n t i n u e  t o e x t e n d  t h e s e  s e r v -

ices  to  the  re ta rded w i th  a  w ide  var ie ty  o f  assoc ia ted  hand icaps  in

order  to  assess  how groups  such as  the  b l ind  re ta rded and o thers

c a n  b e s t  b e  s e r v e d .

2 .  Tra in ing  o f  p ro fess iona l  workers

In  o rder  to  car ry  ou t  the i r  ob jec t ives ,  p ro jec ts  w i l l  have to  re ly

heavi ly on avai labl l  cornmunity resources and on the services of

individuals not involved with special ized prograrr ls.  After dernon-

s t ra t ing  what  to  do  and how to  do  i t ,  the  spec ia l  p ro jec ts  w i l l  need to

get  th iJ  knowledge to  o ther  p rogra f i l s  and pro fess iona l  workers :

-z l -
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by inserv ice  t ra in ing  and or ien ta t ion  (p r iva te  phys ic ians ,  nurses ,
p s y c h o l o g i s t s ,  w e l f  a r e  w o r k e r s  ,  t e a c h e r s ,  e t c . )

b .  by  he lp ing  to  bu i ld  in to  the  pro fess iona l  t ra in ing  o f  these groups
content rnater ial  on rnental  retardat ion which wiI I  more adequately
prepare  thern  to  work  w i th  these ch i ld ren  and fa rn i l ies .

3 .  R e s e a r c h

With cornplete evaluat ions and fol lowup inforrnat ion avai lable on
rnental ly retarded chi ldren and their  farni l ies and with alrnost 10,000
n e w  c a s e s  b e i n g  s e e n  e a c h  y e a r ,  t h e s e  s p e c i a l  p r o j e c t s  h a v e  a  t r e -
rnendously valuable pool of  rnater ial  avai lable for cooperat ive cl in ical
research  and fo r  the  answers  to  a  var ie ty  o f  adrn in is t ra t i ve  ques t ions .
Personne l  and s ta f f  t ime w i l lneed to  be  madeava i lab le  to  rnake use o f
this volurne of data.
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APPENDIX A

PROGRAM PROGRESS NOTES

The First Year - A Beginning

When the  spec ia l i s t  in  hea l th  serv ices  fo r  rnenta l l y  re ta rded ch i ld ren

jo ined the  Ch i ld ien ts  Bureau s ta f f ,  ten ta t i ve  approaches to  the  prob le rn  were

considered with central  and regional of f ice personnel.  With the earrnarking

of special  MCH funds, the regional staff  of  the Bureau began to explore with

rnaternal and chi ld health directors in State health departrnents possi-bi l i t ies

fo r  spec i .a l  demonst ra t ions .

S i .nce  rnos t  rna terna l  and ch i ld  hea l th  d i rec to rs  werenot  fa rn i l ia r  w i th  the

nrnht  em o f  rnenta l  re ta rda t ion ,  th is  exp lo ra t ion  o f  in te res t  f requent ly  cornb ined
y r  v v ! !

. ; r to . " r ,  o f  fa rn i i ia r i za t ion  w i th  the  prob le rn ,  Ioca t ing  ex is t ing  serv ices  a l  -

read; -  ava i lab le  in  the  Sta te  and assess ing  po ten t ia l  a reas  in  wh ich  a  dernon-

s t ra t ion  rn igh t  be  se t  up .  A typ ica l  approach used in  severa l  S ta tes  invo lved
,o i .n t  tours  w i th  the  spec ia l i s t  in  serv ices  fo r  rnenta l l y  re ta rded ch i ld ren ,  the

:eg iona l  s ta f f  and the  rna terna l  and ch i ld  hea l th  d i rec to r  in  the  Sta te ,  o f  ex-

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

T h i s w a s  a  s l o w  p r o c e s s ,  b u t  d u r i n g  1 9 5 7 ,  Z 7  S t a t e s  e x p r e s s e d  a n  i n t e r e s t

: : :  :h is  k ind ,  o f  exp lo ra t ion  and ass is tance.  Four  reg iona l  con ferences ,  in -

r -o . r . rng  24  Sta tes  and Ter r i to r ies  were  he ld  to  i rnp le rnent  th is .  Hea l th  de-

a a r t r n e n t  p e r s o n n e l  a s  w e l l  a s  r e p r e s e n t a t i v e s  o f  o t h e r  a g e n c i e s  i n  t h e  r e g i o n

a r t e n d e d  a n d  d i s c u s s e d  t h e i t  p t o g t " . r r t  a n d  s e r v i c e s .  N e w e r  c o n c e p t s  a n d

cur ren t  p rob le rns  encountered  in  dea l ing  w i th  the  re ta rded were  d iscussed.

Tire rnanner in which the rnaternal and chi ld health prograrrr  rnight contr ibute

to  ex is t ing  serv ices ,  how th is  rn igh t  be  done and where  i t  rn igh t  be  s ta r ted

\ r 'as  cons idered.

As a fol lowup of the regional conferences, six State health departrnents

p lann ing  to  se t  up  spec ia l  d l rnons t ra t ion  pro jec ts  o rgan ized s i rn i la r  con fer -
- " r r . " "  

on  a  S ta te  leve l  .  These were  d .es igned to  fa rn i l ia r i ze  Sta te  personne l

and cornrnunity groups with the problem of rnental  retardat ion and to develop

a broader and f i rrner base of und.erstanding for the speci.al  prograrns being

p lanned.

As a result  of  this act iv i ty,  a nurnber of State health departrnents sub-

rn i t ted  p lans  fo r  a  spec ia l  demonst ra t ion  pro jec t .  In  the  f i rs t  5  rnonths ,  1 l

p ro jec ts  in  as  rnany  St . t . "  were  approved.  In  the  second ha l f  o f  1957,  an  ad-

d i t iona l  l3  p ro jec ts  were  approved,  b r ing ing  the  to ta l  to  24 .
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The initial projects

All  of  the ini t ia l  projects cal led for the development of cornplete diagnost ic
and evaluat ion services. A basic cl in ical  tearn --  consist ing of a pei iatr ic
rnedical  director,  a psychologist ,  a social  worker and a rrrrrs irrg conJultant --
was  used by  rnos t  o f  these prograr r l s .  The resources  o f  the  Sta te  hea l th  de-
partrnent,  hospital  faci l i t ies, and the consultant services of a wide var iety of
spec ia l i s ts  were  generous ly  d rawn upon.  A t l  d iagnos t ic  p rocedures  wh ich
rnight contr ibute to an understanding of tne chi ld * l re ,r" .d alrnost rout inely
i n  o r d e r  t o  a s s e s s  t h e i r  v a l u e .

State plans for the ini t iat  projects clear ly recognized that diagnosis and
evaluat ion alone would be of l i t t le or no valus to ei ther the retarded chi ld or
his parents. I t  was assurned. that rnost of  the parents recognized that sof i )e-
thing.was wrong with their  chi ld and that what ihey needed w"as not a label but
help in understanding more ful ly the needs of their  chi ld and in planning for
his maxirnuln growth and development.  The project planners also were ?ul ly
aware that no one Person and noone special ty had al l  of  the answers. Mental
re ta rda t ion  was v iewed as  a  syrnp torn  w i th  a  var ie ty  o f  poss ib le  causes .  The
need fo r  a  tearn  o f  workers  to  approach th is  p rob le rn  was s t ressed in  a1  o f
t h e s e  p r o j e c t s .

The serv ices  f low ing  f ro rn  the  in i t ia l  p ro jec ts  were  a l l  geared pr i rnar i l y
to  the  preschoot  ch i ld .  Ernphas is  was p tJcea on  those 

" " " r r l . " "  
requ i red  by

retarded chi ldren who were too young or funct ioning too low to benef i t  f rorn
group approaches or  ac t i v i t ies .  The rno ther  in  par t i cu la r  was  recogn ized as
a rnost irnportant rnernber of the helping tearn. She spent rnore tirne with the
child at horne than anyone else. Staff tirne was planned so that the bulk of the
work would be with parents fol lowing the diagnosis.  This would inctude guid-

"1"-",_counsel ing 
and training for the parents in how to work rnost ef fect lvely

with their  chi ld at horne. Dernonstrai ions by professional staff  showing how
a chi ld might be helped to becorne rnore prof ic ient in act iv i t ies of dai ly i l r r i . rg
such as  ea t ing  and dress ing  were  s taged in  the  c l in ics  wh i le  the  parent  ob l
served.  The genetaL ized pubt ic  heat th  nurse  was used ex tens ive ly  to  fu r ther
interpret to the parent the cl in ical  f indings and to help apply recornrnendat ions
in part icular horne si tuat ions. W-ork with groups of t f r i ia".n at the cl in ic was
used as a rneans of providing sotne prel i rninary social  experience for older
ch i ld ren .

These pro jec t  p lans  ernphas ized bas ic  hea l th  serv ices  to  these ch i ld ren
on the assurnpt ion that i f  a chi ld is in the best of  physical  health,  he wi l l  be
ab le  to  use  the  ab i l i t ies  he  has  rnore  e f fec t i ve ly .

Sorne dernons t ra t ion  s tud ies  were  a lso  inc luded in  these in i t ia l  p ro jec ts .
Serv ices  to  re ta rded ch i ld ren  in  ru ra l  a reas ,  o r  in  a reas  where  sp lc i i l i zed
faci l i t ies are not readi ly avai lable, were recognized as being of iararnounti rnpor tance.  A  few were  purpose ly  se t  up  in re la l i ve ly  i so la te j ru ra l  count ies
in an atternpt to f ind out,how special ized staff  sent to those areas rnight de-
ve lop  serv ices  fo r  re ta rded ch i ld ren .  These pro jec ts  were  c lear ly  idJn t i f ied
as special  extensions of State health departrnent services. More than half  of
the plans provided for the addit ion of personnel to the rnaternal and chi ld
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health progratns on a State level as a rneans of t ranslat ing the f indings of a

spec ia l  p ro jec t  in  a  g iven area  to  the  res t  o f  the  s ta te .

one of the rnajor problerns in developing these projects was the scarci ty

of t rained p.."o.rrr l l  who could be recrui tedlo operate thern'  An assurnpt ion

was rnade that qual i f iedprofessional workers whowere weII  t rained tofunct ion

independent ly within the area of their  professional cornpetency and who had

sorne experience in working on atearn basis could adapt their  ski l ls and knowl-

edge suif ic ient ly to funct ion in these programs. These were the kinds of

workers  who were  recru i ted .

The Second Year - One of ExPansion

Dur ing  1958,  s ix  add i t iona l  spec ia l  p ro jec ts  were  approved.  Two dernon-

s t ra t ions  prev ious ly  suppor tedby  ear rn i rked  spec ia lp ro jec t  funds  were  taken

over by the States and supported withregular maternaland chi ld health funds'

This brought to 30 the rr ,rr t rb.rof states using special  project funds to support

the dernonstrat ions and increased to 14 the nurnber of States support ing them

with regular rnaternal and chi ld health funds. Budget al locat ions for these

prograrns were sl ight ly under $2 rni l l ion.

Recrui trnent of staff  in rnost of  these Prograrns was completed early in

I958. Fi l l ing the social  work posit ions was thJrnost di f f icul t .  Of- 47 budgeted

soc ia l  work-pos i t ions  in  these Progra lns ,  8  were  un f i l l ed .

During 1958, increasing ernphasis was put on extension of the geographic

area coveied by sorne of t f ,e projects,  the promotion of related cornmunity

services and the cont inuat ionof-training endeavors. Adrninistrat ive Processes

were  i rnproved.  L is ts  o f  ch i ld ren  wa i t ing  to  be  served began to  g row '  Dur ing

the year each progt. . . r  was able to acclpt for care about LZ] new chi ldren'

Requests for s. trr i lce were rnuch greater than what the projects -could 
provide'

Orrf  y two out of every three chi idrJn ref erred to the prograrns could be accepted'

An effort  was rnadeto add to the arnount of pediatr ic andsocial  work t ime

in  an  e f fo r t  to  reduce back logs  o f  cases  awa i t ing  d iagnos is .  New needs such

as services to bl ind retarded chi ldren were fr igfr f igfr ted as a result  of  c l in ic

activity. Potential new services were explored by a nurttle1 of pt-"_J.l?tt_":,"::l

u."  .opi .rg with the dental  problerns of these chi ldren in Minnesota'e and the

use of horne econornist  in lowa.1? A total  of  sorne 5,000 chi ldren and their

fa rn i l ies  were  served by  these pro jec ts  dur ing  th is  year '

16snyder, John &, Iftopp, Judlth I., 119_lo-r!"n, 
Wm. A.: Dental Problems of Non-Institutlonallzed Mentally

Reiarded Children. NbnfHWeSf DENTISTRY, 1960, 39, 123-133 (March).
1?;;;;;-M;"iH., e Home Economist in service to Families with Mental Retardatlon. CHILDREN, 1960, ?,

1 84- 189 (September- October).
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In addit ion t ,o a large nurnber of statewide conferences, special  inst i tutes
an 'd  workshops fo r  nurses ,  phys ic ians  and o ther  hea l th  p . ' " " t r , r r " I ,  th ree  na-
t iona l  con ferences  were  sponsored dur ing  th is  year .

T h e  c o n f e r e n c e s  w e r e :

Mental  Retardat ion Conference of Maternal and Chi ld Hea]th Directors

One hundred twenty - f i ve  Persons  par t i c ipa ted ,  represent ing  50  Sta tes .
One of the recornmendations comitrg out of  this conference was that a
Techn ica l  cornrn i t tee  be  organ ized.  such a  cornrn i t tee  was seen as :

1'  assist ing in the developrnent of special  c l in ical  prograrns and in the
coordinat ion of thei .r  act iv i t ies.

2. cooperat ing with the Advisory Cornrni t tee of the ArnericanAssociat ion
on Mental  Def ic iency in developing a new systern of nornenclature and
c lass i f i ca t ion  and coord ina t ing  the l f fo r ts  o i  thu  c l in ics  in  tes t ing th is .

3 .  eva lua t ing  the-  poss ib i l i t y  o f  a  na t iona l  reg is te r  o r  f i l e  o f  cases  seen
by the  spec ia l  c l in ics ,  wh ich  in  tu rn  rn ig i t  serve  as  a  bas is  fo r  the
poo l ing  o f  da ta ,  subsequent  research ,  e tc . -

4'  d.eveloping a central{ i1e of unusual cases and gathering data relat ing to
t h o s e  c a s e s  a s  a  b a s i s  f o r  c o m p a r i s o n  a n d  f u r t h e r  r e J e a r c h .

5. explor ing intercl in ic cornrnunicat ion by newsletters,  the exchange of
research  in fo r rna t ion ,  abs t rac ts  o f  p ro iess iona l  and techn ica l  pap-ers ,
n o t i c e s  o f  c o n f e r e n c e s ,  e t c .

6'  developing the rnachinery for the exchange of a var iety of adrninis-
t ra t i ve  andprograrn  a ids ,  such as  record fo" r rns ,  s ta t i s t i ca l  summar ies ,
c h a r t s ,  v i s u a l  a i d s ,  e t c .

7. planning meetings and conferences of the cl in ic staffs.

Inst i tute on Nutr i t ion and Diet in Relat ion to Mental  Retardat ion

-26 -

Seventy  p ro fess iona l  persons  represent ing  23  Sta tes  a t tended.  The ins t i -tute provided an opportunityfor the persois attending to e*change knowl-edge and experience which were 
-uied in planning 5nd guiding nutr i t ionserv ices  fo r  the  rnenta l l y  re ta rded.

Workshop fo r  Pub l ic  Hea l th  Nurses

A se lec ted  group o f .  33  pub l ic  hea l th  nurs ing  consu l tan ts  f ro rn  spec ia l  p ro j  -
ects and rnaternal and chitd health divis iJns of state health departrnentsattended. They discussed the organizat ion and content of horrre ;r ; i ; i l ;
P rograrns ,  the  func t ions  o f  the  puUt ic  hea l th  nurse  as  a  rnember  o f  thecl inic tearn, adrninistrat ive p"ot l . .n" related to the i rnplementat ion ofserv ices  th rough rocar  hear th  agenc ies ,  and inserv ice  educat ion .
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During this year,  a special  ef fort  to st i rnulate the developrnent of publ i -

cat ions tnd ptogtarn aids was rnade. The Mental ly Retarded Chi ld at Horne'

Newer  Concept i  o f  Menta l  Retarda t ion  in  Med ica l  Care  Prograrns  fo r  Ch i l -

d ren ,  and var ious  surnrnar ies  o f  p rograrn  deve loprnent  werg  issued '  Three

f i lms on  aspec ts  o f  the  pro jec ts  and. -a  d i rec to ry  o f  spec ia l  c l in ics  fo r  the

rnenta l l y  re ta rded were  s ta r ted .

In the Nat ion as a whole, there was a growing awareness of the problern

of rnental  retardat ion. The increasing nurnber of local uni ts of the Nat ional

Assoc ia t ion  fo r  Retarded Ch i ld , ren ,  the  r i s ing  in te res t  o f  p ro fess iona lworkers

and the developrnent of cornrnunity prograrns and faci l i t ies underscored the

s ize  o f  the  prob le rn .

The trend, in the States to organize interdepartrnental  cornrni t tees to

coord ina te  p lans  and serv ices  fo r  th i  rnenta l l y  re ta rded cont inued.  Co lorado,

Connect icrr t ,  D"l .*are and New York already had set up such rnachinery'  The

spec ia l  s tud ies  by  the  Denver  and the  Los  Ange les  cornrnun i ty  counc i l s ,wh ich

*." .  supported with rnaternal and chi ld,  health funds, provided sorne further

suggest ions  on  howth is  k ind  o f  coord ina t ioncou ld  beach ieved on  a  loca l  leve l .

The Third Year - a Time of Consolidation

Activ i t ies and services of rnaternal and chi ld health prograrrrs in behalf

of  rnental ly retarded chi ldren and their  farni l ies cont inued to expand' The

spec ia l  p rb jec ts  served 6 ,704 ch i ld ren  and the i r  fa rn i l ies  dur ing  th is  year .

The ch i ld ren  were  be ing  seen a t  an  ear l ie r  age.  Th i . r ty  and th ree- ten ths  per -

cent  o f  the  ch i ld t "n  co l t r ing  to  the  pro jec ts  d 'u r ing  th is  year  were  under  4

years of age, and 74.6 percJnt,  undei 9 y".""  o!  age. In- spi te of the fact that

c lose  to  2 ,000 l r ro re  ch i ld ren  were  served,  app l i ca t ions  fo r  serv ice  cont inued

to exceed the nurnber of chi ldren which could be handled by the projects.

In order to cope with the rnount ing wait ing l ists,  new Yays of handl ing

app l ica t ions  were  t i iea .  More  se lec t iv i t y  and f lex ib i l i t y  in  us ing  pro fess iona l

t i rne ,  in  es tab l i sh ing  d iagnoses ,  rnore  e f f i c ien t  use  o f  loca l  resources ,  g rea ter

ernphasis on training of" local genetal ized personnel,  and assignrnent of pre-

l i rn inary  sc reen ing  iespons ib i - I i t y  to  loca f  serv ices  were  exp lo red .  A11 o f

these innovat io r r "  i ton i ied  a  g rea t  var ie ty  o f  pa t te rns  o f  serv ice  wh ich  was

rnost useful  to new progralns and gradual ly pinpointed sorne of the rnore eff i -

c ien t  ways  o f  us ing  pro fess iona l  t i rne  and e f fo r ts '

Three biregional rneet ings of adrninistrat ive and technical  c l in ical  staff

o f  the  demonst ra t ion  pro jec ts  were  he ld .

l .  Reg ions  I  and I I  - -  An  in te rd isc ip l inary  "work ing"  conference fo r  90

@ 1 0 S t a t e s ( C o n n e c t i c u t , M a i n e , M a s s a c h u s e t t s , N e w
i+ . *p" i r i re ,  Rhode Is land,  Ver rnont ,  De laware ,  New Jersey ,  New York ,

Pennsylvania).  Progress was rnade in ident i fy ing and sharpening the
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focus of rnental  retardat ion act iv i t ies, in strengthening relat ionships
between the cl in ic centers and rnaternal and chi ld health State and
loca l  p rograrns  and in  exp lo r ingways  and means o f  ex tend ing  serv ices
to Iarger nurnbers of chi ldren, part icular ly those l iv ing in ru"ral  areas.

2 .  &gg ions  v I  and v I I  - -  seventy  persons  f ro rn  l z  s ta tes  ( Iowa,  Kansas ,
MinneG otal traGi cmri, Neb r a s ka, No rtfr Dakota, South Dakota, Arkans as,
Louisiana, New Mexico, oklahorna, and rexas) part ic ipated in this
conference, which afforded an opportunity for an e*change of experi-
ences and a discussion of problerns encountered in developrnent of
spec ia l  c l in ica l  serv ices  fo r  the  rnenta l l y  re ta rded.

3'  Rggj 'ons VII I-  ?nd IX --  One hundred twenty part ic ipants represent ing
10 Sta tes  and Z  Ter r i to r ies  (Co lorado, Idaht ,^Montana,  Utah ,  

.Wyorn ing ,
A laska,  Ar izona,  ca l i fo rn ia ,  Hawai i ,  Nevada,  o regon ana wast ing to i j
exchanged ideas, problerns and inforrnat ion
c l in ic  opera t ions .

on  techn ica l  phases  o f

Training act iv i t ies within the States were stepped up during this year.
The Tu isa  Tra in ing  Center  began to  accept  fo r  t ra in ing  pro fess iona l  workers
frorn States other than Oklahorna. Fi f ty-three trainees] i .nctuaing publ ic health
nurses ,  psycho log is ts ,  soc ia l  workers ,  nu t r i t ion is ts ,  teachers ,  

" r , l  

- .  
voca t iona l

counse lor  rece ived t ra in ing  a t  Tu lsa  dur ing  th is  year .  A  nurnber  o f  thesepersons  in  tu rn  se t  up  inserv ice  t ra in ing  p"og"a t ts  in  the i r  own Sta tes .

Sta te  conferences  on  rnenta l  re ta rda t ion  were  he ld  in  Ar izona,  F Io r ida ,
Arkansas ,  New Mex ico , .Mich igan,  De laware ,  and I l l i no is .  In  add i t ion ,  rnenta l
re ta rda t ion  was the  sub jec t  o f  a  spec ia l  sess ion  in  each o f  f i ve  Nernours  con-fe rences  in  Reg ion  IV  (A labarna,  F io r ida ,  Georg ia ,  Miss iss ipp i ,  South  Caro l ina ,
T e n n e s s e e )  .

Studies

Three s ign i f i can t  s tud ies  were  cornp le ted :

-  s ta tewide  s tudyof  the  case load o f  rnenta l l y  re ta rded
by pub l ic  hea l th  nurses .  Exc lus ive  o f  the  par ishes
a n d  P l a q u e r n i n e s ,  l , l l B  c a s e s  w e r e  r e p o r t e d .  o u t  o f
Over  5 ,000 horne v is i t s  were  made to  thLse re ta rded
nurses .  The s tudy  po in ted  up  the  need fo r  inc reased
to preschool chi ldren and rnore cornplete evaluat ions
b e  s e r v e d .

1 .  Lou is iana rnade a
ch i ld ren  car r ied

Z '  Co lorado a lso  conducted  a  s ta tewide  survey  o f  pub l i c  hea l th  nurs ing
serv ices  to  rnenta l l y  re ta rded ch i ld ren .  The survey  was car r ied  ou t
on  a  sarnp l ing  bas is  wh ich  inc luded 50  percent  o f  ih "  S t " te ts  pub l i c
hea l th  nurses  as  par t i c ipants .  Of  the  1 ,54L menta l l y  re ta rd .ed  ch i ld . ren
l i s ted  as  known to  pub l i c  hea l th  nurses ,  on ly  429 l *e re  be ing  car r ied
in  cur ren t  case loads .  The la rges t  nurnber  o f  thos 'ebe ing  

" " " " i .d  
were

of New Orleans
41, I89  fa rn i l ies .
ch i ld ren  by  loca l
nurs ing  s  e rv ices
of the chi ldren to

-zB-

Provided by the Maternal and Child Health Library, Georgetown University



s
d
s

t

,
5

f.

t

t

)
f.

in  the  schoo l -age group.  The vas t  rna jo r i t y  had been re fe r red  fo r  pub-

l i c  hea l th  nurs ing-serv ices  fo r  reasons  o ther  than rnenta l  re ta rda t ion .

3. An analysis was rnade of the rnental ly retarded chi ldren accepted in

the  Iowa Cr ipp led  Ch i ld ren ts  Agency  serv ices .  Of  3 ,616 c r ipp led  ch i l -

d ren  seen a t -  j+  f ie ld .  c l in ics  in  1958,  172 had been re fe r red  fo r  eva lu -

at ion because of rnental  retardat ion or ernot ional problerns and behavior

prob le rns .  Of  the  172 ch i ld ren ,  6 I  were  re fe r red  fo r  rnenta l  re ta rda-

i io.r ,  77 f .or behavior or ernot ional problerns and 34 for both rnental

retardat ion and ernot ional problerns. On the basis o{ these f indings,

the  rnenta l  re ta rda t ion  pro jec t  dec ided to  use  these f ie ld  c l in ics  fo r

screening and fol lowing up of chi ldren who are referred as mental ly

re ta rded.

Typical  of  the newer studies und.ertaken this year was the one rnade by

the Departrnent of Pediatr ics, Universi ty of Oklahorna Medical School.  This

involved a survey of the Oktahorna State inst i tut ions and special  educat ion

classes for the retarded in order to f ind chi ldren who have phenylketonuria,

and a fol low-through with the farni l ies of the chi ldren in cooperat ion with the

loca l  hea l th  depar t rnent .  As  a  par t  o f  the  pro jec t ,  the  d ie t i t ians  prepared

I ist ings of 
"put i r l  

d iets,  food rnixtures and recipes for chi ldren with this

condit ion.
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APPENDIX B

CHILDREN SERVED BY MENTAL RETARDATION PROGRAMS
UNDER STATE HEALTH DEPARTMENTS SUMMARY

oF STATE REPORTS, 1959, 1959, 1960

I tern
Number

l g 5 8  1 9 5 9

Average per  S ta te

1 9 5 8  r g 5 9  1 9 6 019  60

Appl icat ions
Total  handled this vear
New
Carr ied  over  to  nex t  vear

C a s  e s
Total  adrni t ted this year
Tota l  served
Car r ied  over  to  nex t  vear

7  , 099  5 ,419
5 ,976  6 ,095
1 ,531  l ,B l 0

4 ,936  5 ,401
6 ,841  g ,  87  I
3 ,549  5 ,023

192 t43 171
162 160 zrz
4L 48  43

r33  r4Z  l5 l
tB5  233  280
96  r3Z  169

6 ,495
8 ,054
r ,646

5 ,7  47
10 ,644
6 ,404

Number of States subrni t t ins
r  epor ts 383837

Source  o f  da ta :  CB-251-H
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CHILDREN SERVED BY MENTAL RETARDATION PROGRAMS
IJNDER STATE HEALTH DEPARTMENTS AGE DISTRIBUTION

oF NEW CASES,  1958,  1959,  1960

I tem
1958

number  pe rcen t

1959

nurnber  percent

r960

number  percent

Age group

Tota l1
under  I  year
|  -  4  y e a r s
5  -  9  y e a r s

1 0  -  1 4  y e a r s
L 5  -  Z 0  y e a r s

4 ,336
119

l , z l I
1 , 909

916
tB l

100 .0
2 .8

27 .9
44 .0
z l . l

4 . 2

4 ,990
r16

| , 440
Z ,? I I
1 ,007

206

100 .0
2 .3

28.9
44.4
20.2

4 .L

5 ,646  100 .0
138  2 .4

t , 7  87  3 r . 7
2 ,432  43  . l

981  t 7 .4
30  8  5 .4

Number  o f  S ta tes
r  epor t ing 3837 3B

rExcludes cases for whlch aqe was not stated.

Source of data: CB-251-H
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APPENDIX C

PUBLICATIONS AND PROGRAM AIDS

As a part  of  this progratrr ,  a nurnber of Chi ldrenrs Bureau publ icat ions
have been produ_ced. Arnong the rnore i rnportant of  those on sale by the Su-
per in tendent  o f  Docurnents ,  U.S.  Governrnent  Pr in t ing  Of f i ce ,  

'Wash ing ton  
25 ,

D .  C . ,  a r e :

In addit ion, a nurrrber of publ icat ions
reau have sternrned frorn this prograrn:

i .  Se lec ted  Read ing  Suggest ions  fo r
d r e n .  8  p p .

Bureau Fo lder  No.

N o .  5 0 ,  1 9 6 0 .  2 0  p p . ,

p repared and d is t r ibu ted  by  the  Bu-

Parents  o f  Menta l l y  Retarded Ch i l -

l .  The Ch i td  W'ho is  Menta l l y  Retarded.  Ch i ld renrs
43,1956 .  23  pp . ,  10+ .

Z.  T lne  Mongo lo id  Baby.  Ch i ld ren ts  Bureau Fo lder
i0+ .

3 . The Mental ly Retarded Chi ld at Horne. Chi ldrenrs Bureau Publ icat ion
No.  374 ,  1959 .  100  pp . ,  35+ .

Research  Re la t ing  to  Menta l l y  Retarded Ch i id ren .  No.  I  o f  Research
Rela t ing  to  Spec ia l  Groups  o f  Ch i ld ren .  1960.  92  pp . ,  35+.

Pheny lke tonur ia .  ch i ld ren ts  Bureau pubr ica t ion  No.  3gg ,  196 l .  zg
p p . ,  l 5 f  .

4 .

5 .

z.

3 .

A. t .

6.

7 .

5 .

C l in ica l  Prograrns  fo r  Menta l l y  Retarded Ch i ld ren ,  a  l i s t ing .  2B pp .

A Se lec ted  B ib l iography  on  Pheny lke tonur ia .  27  pp .

Two char ts  on  rnenta l  re ta rda t ion :  Where  Are  the  Menta l l yRetarded?
\4lhat Are the Potent ial i t ies of the Mental ly Retarded ?

The Publ ic Heatth Nurse in Cornrnunity planning for the MentalLy
R e t a r d e d .  l 3  p p .

The C l in ica l  Tearn  Looks  a t  Pheny lke tonur ia .  30  pp .

Four  Surveys  o f  Pheny lke tonur ia  H igh-R isk  Groups .  i4  pp .
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FILMS

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

i .  I 'The Pub l ic  Hea l th  Nurse  and the  Retarded Ch i ld "  p roduced bv  the
Oklahorna State Departrnent of Health;

2 .  r 'Beyond the  Shadowsr r  p roduced by  Western  C ine  Produc t ions ;  and

3.  ' rP ioneer ing  Denta l  Hea l th  fo r  Retarded Ch i ld ren ' r  p roduced by  Bay
State Fi l rn Product ions for the Joseph Sarnuels Dental  Cl inic of the
Rhode Is land Hosp i ta l .

I 'The Pub l ic  Hea l th  Nurse  and the  Retarded Ch i ld "  has  been used in  40
Sta tes .  A t  the  1959 annua l  rneet ing  o f  the  Un ivers i ty  F i l rn  Producers  Assoc i -
a t ion  a t  Purdue Un ivers i ty ,  i t  was  se lec ted  as  th i rd  bes t  ou t  o f  1 ,000 f i l rns .

"Beyond the  Shadows ' r  was  se lec ted  fo r  the  f ina ls  in  the  In te rna t iona l
Fi l rn Fest ival .

A fourth f i l rn on which product ion has been cornpleted and which wi l l
soon be  re leased by  the  Ok lahorna Hea l th  Depar t rnent  i s  en t i t led  I 'The Ro le
o f  the  Phys ic ian  in  Menta l  Retarda t ion t r ,  and fea tures  the  pr iva te  phys ic ian .
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APPENDIX D

ADDITIONAL REFERENCES

U.S.  Bureau o f  the  Census , r rH is to r ica l  S ta t i s t i cs  o f  theUni ted  Sta tes ,  Co lon ia l
T i r n e s  t o  l 9 5 T , r r W a s h i n g t o n ,  D .  C .  1 9 6 0 .

U.S.  Ch i ld renrs  Bureau
Technical  Cornrni t tee on Special  Cl inic Prograrns for Mental ly Retarded

C h i l d r e n  ( M i n u t e s  o f  M e e t i n g s ,  I 9 5 8 ,  L 9 5 9 ,  1 9 6 0 ,  i 9 6 l )
Annua1 Reports
P r o j e c t  P r o g r e s s  R e p o r t s

U.S.  Nat iona l  Of f i ce  o f  V i ta l  S ta t i s t i cs ,  r rV i ta l  S ta t i s t i cs  o f  the  Un i ted  Sta tes , r r
L 9 5 6 ,  V o I .  l .

White House Conference on Chi ldren and Youth --  1960
rrChi ldren in a Changing Worldr '  --  (A book of charts)
I 'Focus on Chi ldren and Youthrr --  (Report  of  Nat ional Organizat ions)
I 'The Sta tes  Repor t  on  Ch i ld ren  and Youthr t

U .  S .  G O V E F N M E N T  P R I N T I N G  O F F I C E :  I 9 6 I  O  - 6 2 2 6 3 9
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