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QUEST ON 1: WHEN SHOULD   BE CONCERNED?
IACC St ategic Plan Objectives Planning Group Summary Funding

2008-2013
1.S.A. D v lop, with  xisting tools, at l ast on   ffici nt 
diagnostic instrum nt (i. ., bri f r, l ss tim  int nsiv ) that is 
valid in div rs  populations for us  in larg -scal  studi s by 
2011.

IACC Recommen e  Bu get: $5,300,000 over 2 years

Th  r comm nd d budg t for this obj ctiv  was m t, though th  goal of 
cr ating mor   ffici nt diagnostic instrum nts has not y t b  n compl t d. In 
addition to  ffici ncy,  mphasis should b  plac d on d v loping cost- ff ctiv , 
p rformanc -bas d tools, and on validating th s  across div rs  populations. 
R c nt RFAs issu d by NIMH and Autism Sp aks focusing on par ntal 
 ngag m nt and  arly acc ss to car  could r sult in proj cts that addr ss this 
obj ctiv .

$14,368,811

1.S.B. Validat  and improv  th  s nsitivity and sp cificity of n w 
or  xisting scr  ning and diagnostic tools, including comparativ  
studi s of g n ral d v lopm ntal scr  ning v rsus autism-
sp cific scr  ning tools, in both high-risk and population-bas d 
sampl s, including thos  from r sourc -poor int rnational 
s ttings and thos  that ar  div rs  in t rms of ag , socio­
 conomic status, rac ,  thnicity, g nd r, charact ristics of ASD, 
and g n ral l v l of functioning by 2012.

Th  r comm nd d budg t for this obj ctiv  was m t, and mor  div rs  
populations w r  addr ss d. How v r, th r  is a n  d for mor  comparativ  
studi s b tw  n g n ral d v lopm ntal scr  n rs and autism-sp cific tools 
(may n  d an updat  from Amy W th rby about h r comparison study in 
div rs  s ttings). Oth r progr ss in this ar a includ s ACF and CDC-fund d work 
with a g n ral scr  n r in Nativ  Am rican populations. R maining n  ds in this 
ar a ar  promotion of family  ngag m nt and follow-through, training of 
int rv ntion and primary car  provid rs and family m mb rs, and d v lopm nt 
of fr   and validat d diagnostic tools for int rnational communiti s.

$10,761,298

IACC Recommen e  Bu get: $5,400,000 over 3 years 
1.S.C. Conduct at l ast thr   studi s to id ntify r asons for th  
h alth dispariti s in acc ssing  arly scr  ning and diagnosis 
s rvic s, including id ntification of barri rs to impl m ntation 
of and acc ss to scr  ning, diagnosis, r f rral, and  arly 
int rv ntion s rvic s among div rs  populations, as d fin d by 
socio conomic status, rac ,  thnicity, and g nd r of th  child, 
by 2012.

Th  r comm nd d budg t has b  n partially m t. Th  proj cts support d ar  
only a b ginning and mor  n  ds to b  don  to addr ss this obj ctiv . Whil  th  
studi s cod d to this obj ctiv  do not focus on id ntifying r asons for  arly 
scr  ning and diagnosis dispariti s, th y ar  aim d at d v loping tools to 
addr ss th s  dispariti s. Th  progr ss in this ar a is poor for autism r lativ  to 
oth r dis as  fi lds, and th  mor  sophisticat d approach s  mploy d in fi lds 
such as AIDS pr v ntion should b  appli d to autism. Mor  work should b  don  
to id ntify th  r asons for dispariti s and to validat  th  tools that ar  b ing 
d v lop d. A barri r to progr ss is th  n  d for qualitativ  studi s and th  
difficulty in s curing funding for such studi s.

$796,593

IACC Recommen e  Bu get: $2,000,000 over 2 years
1.S.D. Conduct at l ast two studi s to und rstand th  impact of
 arly diagnosis on choic  of int rv ntion and outcom s by 2015.

No proj cts hav  b  n initiat d in this ar a, though th r  may b  som  proj cts 
cod d to qu stion 4 that r pr s nt progr ss on this obj ctiv  ( .g. Early Start 
D nv r Mod l studi s that look at childr n who w r  diagnos d  arly and som  
of th ir outcom s following tr atm nt.) Th  Planning Group do s not 
und rstand th  obj ctiv  as it is word d, and would lik  clarification about th  
int nt of this obj ctiv .

$0

IACC Recommen e  Bu get: 6,000,000 over 5 years 
1.S.E. Conduct at l ast on  study to d t rmin  th  positiv  
pr dictiv  valu  and clinical utility ( .g., pr diction of co­
occurring conditions, family planning) of chromosomal 
microarray g n tic t sting for d t cting g n tic diagnos s for 
ASD in a clinical s tting by 2012.

Th  r comm nd d budg t for this obj ctiv  has b  n partially m t. Microarray 
t sting is now r comm nd d in AAP guid lin s. Th  utility of this t sting is mor  
cl ar in cas s wh r  th r  is alr ady a conc rn than for diagnostic us  in th  
g n ral population. Th r  is a n  d to b tt r und rstand th  r lationship of 
g notyp  to ph notyp , implications of g notyp  for tr atm nt or m dical 
manag m nt options, and to und rstand th  pot ntial impact of microarray 
t sting on provid rs and famili s.

$4,143,183

IACC Recommen e  Bu get: $9,600,000 over 5 years 
1.S.F. Conv n  a workshop to  xamin  th   thical, l gal, and 
social implications of ASD r s arch by 2011. Th  workshop 
should d fin  possibl  approach s for conducting futur  studi s 
of  thical, l gal, and social implications of ASD r s arch, taking 
into consid ration how th s  typ s of issu s hav  b  n 
approach d in r lat d m dical conditions.

Th  r comm nd d budg t for this obj ctiv  was m t and th  obj ctiv  was 
accomplish d as th  committ   int nd d. NIH and ASAN h ld workshops 
dir ctly on this topic, and Autism Sp aks h ld a r lat d workshop. This ar a 
r mains of int r st du  to th   thical conc rns that will continu  to aris  as 
scr  ning tools progr ss. R sponsibl  communication of risk and  xamination of 
barri rs to car  for positiv ly scr  n d pati nts ar  among th s  conc rns.

$71,489

IACC Recommen e  Bu get: $35,000 over 1 year 
*complete  in 2011

1.L.A. Id ntify b havioral and biological mark rs that s parat ly, 
or in combination, accurat ly id ntify, b for  ag  2, on  or mor  
subtyp s of childr n at risk for d v loping ASD, and  valuat  
wh th r th s  risk mark rs or profil s can improv   arly 
id ntification through h ight n d d v lopm ntal monitoring 
and scr  ning by 2014.

Th  r comm nd d budg t for this obj ctiv  has b  n m t, and mor  than 40 
proj cts hav  b  n support d in this ar a, but most proj cts ar  still in discov ry 
phas . Id ntifying r liabl   arly biomark rs has b  n chall nging, but som  
progr ss has b  n mad . R maining n  ds includ  linking biomark rs to 
r spons  to tr atm nt and th  n  d to validat  biomark rs discov r d in high 
risk populations for applicability in th  g n ral population. Th r  is also a n  d

$57,932,106



for biomark rs that ar  cost- ff ctiv .

IACC Recommen e  Bu get: $33,300,000 over 5 years 
l.L.B. D v lop at l ast fiv  m asur s of b havioral and/or 
biological h t rog n ity in childr n or adults with ASD, b yond 
variation in int ll ctual disability, that cl arly r lat  to  tiology 
and risk, tr atm nt r spons  and/or outcom  by 2015.

Th  r comm nd d budg t for this obj ctiv  was partially m t and ov r 50 
proj cts w r  support d in this ar a. Whil  b havioral and/or biological 
h t rog n ity ar  w ll cov r d by  xisting proj cts, gaps still  xist in r lating 
th s  to  tiology and risk, tr atm nt r spons , and/or outcom s. Th r  was a 
discussion of wh th r this obj ctiv  should b   xpand d to b  compatibl  with 
RDoC crit ria now b ing us d by NIMH.

$51,951,069

IACC Recommen e  Bu get: $71,100,000 over 5 years 
l.L.C. Id ntify and d v lop m asur s to ass ss at l ast thr   
"continuous dim nsions" (i. ., social r ciprocity, communication 
disord rs, and r p titiv /r strictiv  b haviors) of ASD 
symptoms and s v rity that can b  us d by practition rs and/or 
famili s to ass ss r spons  to int rv ntion for p opl  with ASD 
across th  lif span by 2016.

Th  r comm nd d budg t for this obj ctiv  was partially m t. Basic asp cts of 
th  r s arch ar  und rway, but mor  work is n  d d for th  studi s to b  
appli d for us  by practition rs and/or famili s. Th r  is a n  d for fin r ways to 
quantify social b havior and d t ct chang  in r spons  to succ ssful tr atm nt. 
Th r  is a n  d to mov  toward p rformanc -bas d m asur s and away from 
th  ch cklist approach.

$10,620,318

IACC Recommen e  Bu get: 18,500,000 over 5 years 
Not sp cific to any obj ctiv 

$36,124,099




