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QUEST ON 1: WHEN SHOULD   BE CONCERNED?
IA C C  S t a te g ic  P lan  O b je ctives P la n n in g  G ro u p  S u m m a ry Fu n d in g

2 0 0 8 -2 0 1 3
1 .S .A . D eve lo , w ith  e x is t in g  to o ls , at le ast  o n e  e ff ic ie n t  d ia g n o st ic  

in s t rum en t  (i.e ., b r ie fe r , le ss  t im e  in ten s iv e ) th a t  is v a lid  in d iv e rse  

 o  u la tio n s  fo r  u se  in la rg e -s c a le  s tu d ie s  by  2011 .

IA C C  R e  om m en d e d  B u dg e t : $ 5 ,3 0 0 ,0 0 0  o v e r  2  yea rs

T h e  re com m end ed  b u d ge t  fo r  th is  o b je c t iv e  w a s  m et. R em a in in g  g a  s  in c lu d e  

th e  n eed  to  d e v e lo   in s trum en ts  th a t  ta rg e t  d iv e rse   o  u la tio n s , a n d  w o rk  

n e e d s  to  co n t in u e  to  d e v e lo   in s trum en ts  th a t  a re  re ad y  fo r  b ro ad  d e  lo ym en t .

$ 1 4 ,3 6 8 ,8 1 1

1 .S .B . V a lid a te  an d  im  ro ve  th e  s e n s it iv ity  and  s e c if ic ity  o f  new  o r 

e x is t in g  s c re e n in g  and  d ia g n o s t ic  to o ls , in c lu d in g  com  a ra t iv e  s tu d ie s  o f 

g e n e ra l d e ve lo  m en ta l s c re e n in g  v e rsu s  a u t ism -s e c if ic  s c re e n in g  too ls , 

in bo th  h ig h -r isk  an d   o  u la t io n -b a se d  sam  le s , in c lu d in g  th o se  from  

re so u rce - o o r  in te rn a t io n a l se tt in g s  and  th o se  th a t  a re  d iv e rse  in te rm s  

o f  age , s o c io -e co n om ic  s ta tu s , race , e th n ic ity , g e n d e r, c h a ra c te r is t ic s  o f 

A SD , a n d  g e n e ra l le ve l o f  f u n c t io n in g  by  2012 .

T h e  re com m end ed  b u d ge t  fo r  th is  o b je c t iv e  w a s  m et, a n d  m o re  d ive rse  

 o  u la t io n s  w e re  a d d re s sed . H ow eve r, c om  a ra t iv e  s tu d ie s  b e tw een  g e n e ra l 

d e v e lo  m en ta l s c re e n e rs  and  a u t ism -s e c if ic  to o ls  a re  m iss in g .

$ 1 0 ,7 6 1 ,2 9 8

IA C C  R e  om m en d e d  B u d g e t :  $ 5 ,4 0 0 ,0 0 0  o v e r  3  y e a rs  
1 .S .C . C o n d u c t  at le ast th re e  s tu d ie s  to  id e n t ify  re a so n s  fo r  t h e  hea lth  

d is a r it ie s  in a c ce ss in g  e a r ly  s c re e n in g  and  d ia g n o s is  se rv ic e s , in c lu d in g  

id en t if ic a t io n  o f  b a rr ie rs  to  im  lem en ta t io n  o f  and  a cce ss  to  sc re e n in g , 

d ia g no s is , re fe rra l, a n d  e a r ly  in te rven t io n  se rv ic e s  am o n g  d ive rse  

 o  u la tio n s , as  d e f in ed  by  so c io e co n om ic  s ta tu s , race , e th n ic ity , and  

g e n d e r  o f t h e  ch ild , b y  2 012 .

T h e  re com m end ed  b u d ge t  has been   a rt ia lly  m et. T h e   ro je c ts  s u   o r te d  are  

o n ly  a b e g in n in g  and  m o re  n eed s  to  be  d o n e  to  a d d re s s  th is  q u e s t io n . W h ile  th e  

s tu d ie s  co d ed  to  th is  o b je c t iv e  do  no t fo cu s  on id e n t ify in g  re a so n s  fo r  e a r ly  

s c re e n in g  an d  d ia g n o s is  d is a r it ie s , th e y  a re  a im ed  at d e v e lo  in g  to o ls  to  

a d d re ss  th e se  d is a r it ie s .

$ 7 9 6 ,5 9 3

IA C C  R e  om m en d e d  B u dg e t : $ 2 ,0 0 0 ,0 0 0  o v e r  2  yea rs
1 .S .D . Co n d u c t  at le ast tw o  s tu d ie s  to  u n d e rs ta n d  th e  im  act  o f e a rly

d ia g n o s is  on  ch o ice  o f  in te rve n t io n  an d  o u tcom e s  by  2015 .

No   ro je c ts  h a ve  been  in it ia te d  in th is  a rea , th o u gh  th e re  m ay  be  som e   ro je c ts  

co d ed  to  q u e s t io n  4  th a t  re  re se n t   ro g re ss  on th is  o b je c t iv e  (e .g . E a r ly  S ta rt  

D e n ve r  M ode l s tu d ie s  th a t  lo o k  at ch ild ren  w ho  w e re  d ia g n o se d  e a r ly  and  som e  

o f  t h e ir  o u tcom e s  fo llow in g  t re a tm e n t .)  P o ss ib le  b a rr ie rs  id e n t if ie d  in c lu d e  th e  

d if f ic u lty  o f f in d in g  a la te -d ia gn o s is  co ho rt  fo r  c om  a r iso n , and  th e  m o re  g e n e ra l 

d if f ic u lt ie s  o f  c a r ry in g  o u t la rge , lo n g itu d in a l s tu d ie s .

$ 0

IA C C  R e  om m en d e d  B u dg e t : 6 ,0 0 0 ,0 0 0  o v e r  5  yea rs  

1 .S .E . C o n d u c t  at le ast o n e  s tu d y  t o  d e te rm in e  th e   o s it iv e   red ic t iv e  

v a lu e  an d  c lin ica l u t ility  (e .g .,  red ic t io n  o f  co -o c cu rr in g  co nd it io n s , 

f am ily   lan n in g ) o f  ch rom o som a l m ic ro a rra y  g e n e t ic  t e s t in g  fo r  

d e te c t in g  g e n e t ic  d ia g n o se s  fo r  A SD  in a c lin ica l s e t t in g  by  2012 .

T h e  re com m en d ed  b u d ge t  fo r  th is  o b je c t iv e  ha s  been   a rt ia lly  m e t. T h e  

com m it te e  w o u ld  like  an u  d a te  f rom  e x e rts  in th e  f ie ld  ab o u t  th e  a   lic a b ility  

o f  m ic ro a rra y  te s t in g , bu t q u e s t io n s  w h e th e r  o r  n o t th is  o b je c t iv e  s h o u ld  rem a in  

a  r io r ity -  it is re su lt in g  in u se fu l k n ow le d ge  fo r  t h e  f ie ld  an d  fo r  t h e  

com m u n ity ? .

$ 4 ,1 4 3 ,1 8 3

IA C C  R e  om m en d e d  B u dg e t : $ 9 ,6 0 0 ,0 0 0  o v e r  5  yea rs  

1 .S .F . C o n ve n e  a w o rk sh o   to  e x am in e  th e  e th ica l, le ga l, and  so c ia l 

im  lic a t io n s  o f  A SD  re se a rch  b y  2 0 1 1 . T h e  w o rk sh o   sh o u ld  d e f in e  

 o ss ib le  a  ro a ch e s  fo r  co n d u c t in g  fu tu re  s tu d ie s  o f  e th ica l, le ga l, and  

so c ia l im  lic a t io n s  o f  A SD  re se a rch , t a k in g  in to  co n s id e ra t io n  how  th e se  

t y  e s  o f  is sue s  h a ve  been  a   ro a ch e d  in re la ted  m ed ica l c o n d it io n s .

IA C C  R e  om m en d e d  B u dg e t : $ 3 5 ,0 0 0  o v e r  1 y e a r  

*  om p le te d  in  2 011

T h e  re com m end ed  b u d ge t  fo r  th is  o b je c t iv e  w a s  m et and  th e  o b je c t iv e  w a s  

a c com  lish e d  as  th e  com m it te e  in te n ded . Fo llow -o n  a c t iv it ie s  m ay  be  w a r ra n te d  

in th e  fo rm  o f  fu tu re  w o rk sh o  s  fo c u s in g  on   a rt ic u la r  su b to  ic s  o f  in te re st .

$ 7 1 ,4 8 9

1 .L .A . Id en t ify  b e h a v io ra l and  b io lo g ica l m a rk e rs  th a t  se  a ra te ly , o r  in 

com b in a t io n , a c cu ra te ly  id en tify , b e fo re  a ge  2, o n e  o r m o re  su b ty  e s  o f 

ch ild ren  at r isk  f o r  d e ve lo  in g  A SD , and  e va lu a te  w h e th e r  t h e se  risk  

m a rk e rs  o r   ro file s  can  im  ro ve  e a r ly  id en t if ic a t io n  th ro u gh  h e igh ten ed  

d e v e lo  m en ta l m o n ito r in g  an d  s c re e n in g  by  2014 .

T h e  re com m en d ed  fu n d in g  fo r  th is  o b je c t iv e  ha s  been  m et, and  m o re  th an  40  

 ro je c ts  h a ve  been  su   o r te d  in th is  a rea . Id e n t ify in g  re lia b le  e a r ly  b iom a rke rs  

ha s  been  ch a lle n g in g , bu t s om e   ro g re ss  has been  m ade . In v ite d  e x e rts  m ay  be  

ab le  to  sh a re  in fo rm a tio n  ab o u t   ro g re ss  m ade  in th is  a rea  an d  rem a in in g  

n e e d s/b a rr ie rs .

$ 5 7 ,9 3 2 ,1 0 6

IA C C  R e  om m en d e d  B u dg e t : $ 3 3 ,3 0 0 ,0 0 0  o v e r  5  y e a rs  

1 .L .B . D e ve lo   at le ast f iv e  m e a su re s  o f  b e h a v io ra l a n d /o r  b io lo g ica l 

h e te ro g e n e ity  in ch ild ren  o r  a d u lts  w ith  A SD , b eyon d  v a r ia t io n  in 

in te lle c tu a l d isab ility , th a t  c le a r ly  re la te  to  e t io lo g y  and  risk , t re a tm e n t  

re s o n se  a n d /o r  o u tcom e  by  2015 .

T h e  budge t  fo r  th is  o b je c t iv e  w a s   a rt ia lly  m e t an d  o ve r  5 0   ro je c ts  w e re  

s u   o r te d  in th is  a re a . W h ile  b e h a v io ra l a n d /o r  b io lo g ica l h e te ro g e n e ity  a re  w e ll 

c o ve re d  by  e x is t in g   ro je c ts , g a  s  s t ill e x is t  in re la t in g  th e se  to  e t io lo g y  and  risk, 

t re a tm e n t  re s o n se , a n d /o r  o u tcom e s .

$ 5 1 ,9 5 1 ,0 6 9

IA C C  R e  om m en d e d  B u dg e t : $ 7 1 ,1 0 0 ,0 0 0  o v e r  5  y e a rs  
1 .L .C . Id e n t ify  and  d e v e lo   m ea su re s  to  a sse ss  at le ast th re e  

" co n t in u o u s  d im e n s io n s"  (i.e ., so c ia l re c i ro c ity , com m un ica t io n  

d iso rd e rs , and  re  e t it iv e / re s tr ic t iv e  b eh a v io rs ) o f  A SD  s ym  tom s  and

T h e  b u d ge t  fo r  th is  o b je c t iv e  w a s   a rt ia lly  m e t. B a s ic  a s e c ts  o f t h e  re se a rch  a re  

u n d e rw ay , bu t m o re  w o rk  is n e ed ed  fo r  t h e  s tu d ie s  to  be  a  lie d  fo r  u se  by  

 ra c t it io n e rs  an d /o r  f am ilie s .

$ 1 0 ,6 2 0 ,3 1 8



s e ve r ity  th a t  can  be  u sed  by   ra c t it io n e rs  an d /o r  f am ilie s  to  a sse ss  

re s o n se  to  in te rve n t io n  fo r   e o  le  w ith  A SD  a c ro ss  th e  life s an  by  

2 0 1 6 .

IA C C  R e  om m en d e d  B u dg e t : 1 8 ,5 0 0 ,0 0 0  o v e r  5  yea rs  

N o t  s  e c if ic  to  an y  o b je c t iv e

$ 3 6 ,1 2 4 ,0 9 9




