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Established by Congress under the Children’s Health Act of 2000, 
reconstituted under the Combating Autism Act (CAA) of 2006, 
and renewed under the Combating Autism Reauthorization Act of 2011.



IACC questions determining priorities for 
research

5

✦	  #1:	  When	  should	  I	  be	  concerned?
✦	  #2:	  How	  can	  I	  understand	  what	  is	  happening?
✦	  #3:	  What	  caused	  it	  to	  happen	  and	  can	  it	  prevented?
✦	  #4:	  Which	  treatments	  and	  interven?ons	  will	  help?
✦	  #5:	  Where	  can	  I	  turn	  for	  services?
✦	  #6:	  What	  does	  the	  future	  hold,	  par?cularly	  for	  adults?
✦	  #7:	  What	  other	  infrastructure	  and	  surveillance	  needs	  must	  be	  
met?



IACC most recent priorities
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Tangible Achievements in Advancing Well-Being of 
individuals affected by autism and their families
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IACC: Addressing Autism as a 
Public Health Challenge

7



Marcus Autism Center
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Marcus Autism Center is an affiliate of Children’s Healthcare of Atlanta.                  ©2012 Children’s Healthcare of Atlanta Inc. All rights reserved.

CDC, 2014;  Peacock et al., 2012; Cidav et al., 2012; Mandell et al., 2013; 2014; Wang et al., 2013; Buescher et al., 2014; Wiggins et al., 2006

Au?sm	  as	  a	  Public	  Health	  Challenge

•	  Prevalence:	  1	  :	  68	  	  	  	  	  [1:42	  in	  boys]	  
•	  Community	  Dispari?es	  (dx;	  access)
•	  Societal	  Cost/Year	  in	  the	  US:	  $	  136	  billion
•	  Life?me	  Cost	  of	  Care	  Per	  Child:	  $	  2.4	  million
•	  Despite	  strong	  gene?c	  bases,	  diagnosis	  is	  
behavioral,	  reference	  standards	  excellent	  
(ADI-‐R/ADOS/expert	  clinician)

•	  Majority	  of	  au?sm	  diagnoses	  in	  US	  outside	  
academic	  medical	  centers
✴	  usage	  of	  ADI-‐R	  and	  ADOS	  in	  fewer	  than	  
0.1%	  and	  2.1%,	  respec?vely
✴	  ques?onnaires/checklists	  in	  30%



9

•Brain	  disorder	  of	  gene?c	  origins
•Adverse	  outcomes	  can	  be	  abenuated
•Importance	  of	  	  early	  diagnosis	  and	  interven?on	  for	  lifelong	  outcome	  
and	  cost	  of	  care

•American	  Academy	  of	  Pediatrics
– Screening	  (18	  and	  24	  months),	  but	  s?ll	  low	  uptake	  

•8%	  of	  primary	  care	  providers	  rou?nely	  screen	  for	  ASD
•Median	  age	  of	  diagnosis	  in	  US:	  4-‐6	  to	  5.7	  years
•Later	  s?ll	  in	  disadvantaged	  communi?es
•No	  Community-‐viable	  system	  of	  care
•Reimbursement	  systems	  NOT	  in	  place	  

Challenges and Opportunities:
Reducing Age of Diagnosis & Improving Access to Care 

Johnson & Myers, 2007;  Dosreis et al., 2006; Heidgerken et al., 2005; Honigfeld et al., 2012; Shattuck et al., 2009; Mandell et al., 2005; 2009



Marcus Autism Center

The	  importance	  of	  early	  iden?fica?on	  &	  treatment:	  
altering	  the	  life	  course	  of	  children
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The Big Challenge: from Efficacy, to 
Effectiveness, to Uptake & Dissemination
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•	  Formidable	  gap	  between	  innova?ons	  in	  health	  and	  their	  delivery	  to	  
communi?es	  ...	  [the	  oi-‐quoted	  “10-‐year	  gap”]

•	  EFFICACY	  -‐	  EFFECTIVENESS	  -‐	  UPTAKE	  &	  DISSEMINATION

•	  Why	  is	  effec?ve	  implementa?on	  such	  an	  intractable	  problem?
✦	  Because	  implementa?on	  has	  not	  been	  addressed	  through	  a	  research	  
agenda
✦	  Although	  randomized	  controlled	  experiments	  are	  the	  gold	  standard	  
for	  tes?ng	  safety	  and	  efficacy,	  health	  delivery	  schemes	  are	  less	  likely	  to	  
be	  subject	  to	  rigorous	  scien?fic	  analysis
✦	  The	  nature	  of	  the	  healthcare	  system,	  the	  stakeholder’s	  mo?va?ons,	  
sa?sfac?on	  and	  behavior,	  the	  culture-‐specific	  norms,	  etc.,	  are	  not	  
made	  subject	  of	  science



What needs to be conquered
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•	  TRANSLATIONAL	  ROADBLOCKS:	  The	  implementa?on	  gap
✦	  Barriers	  to	  rapid,	  efficient	  progression	  of	  innova?ons	  from	  basic	  
science	  to	  clinical	  applica?on	  to	  rou?ne	  use

•TRANSLATIONAL	  ROADBLOCKS:	  Quality	  chasm
✦	  Gaps	  in	  quality,	  safety	  equity,	  efficiency,	  ?meliness,	  and	  pa?ent-‐
centeredness	  of	  health	  care	  delivery

Dr. Brian S. Mittman



What is Implementation Science
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•	  Implementa?on	  Science	  is	  the	  study	  of	  methods	  to	  promote	  the	  
integra?on	  of	  research	  findings	  and	  evidence	  into	  healthcare	  policy	  and	  
prac?ce.

•Implementa?on	  Science	  seeks	  to	  understand	  the	  behavior	  of	  healthcare	  
professionals	  and	  other	  stakeholders	  as	  a	  key	  variable	  in	  the	  sustainable	  
uptake,	  adop?on,	  and	  implementa?on	  of	  evidence-‐based	  interven?on.	  

•	  Cri?cal	  to	  the	  success	  of	  major	  policy	  ini?a?ves	  in	  healthcare,	  educa?on,	  
and	  in	  any	  other	  point	  of	  intersec?on	  between	  science	  &	  healthcare	  
policy	  and	  prac?ce	  -‐-‐	  Achievement	  of	  societal	  goals.	  



What is Implementation Research
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•	  The	  scien?fic	  study	  of	  methods	  to	  promote	  the	  systema?c	  uptake	  of	  
research	  findings	  and	  other	  evidence-‐based	  prac?ces	  into	  rou?ne	  
prac?ce,	  and	  hence,	  to	  improve	  the	  quality	  and	  effec?veness	  of	  health	  
services

•	  It	  includes	  the	  study	  of	  influences	  on	  healthcare	  professional	  and	  
organiza?onal	  behavior

•	  It	  includes	  factors	  associated	  with	  the	  beliefs,	  inten?ons	  and	  behavior	  of	  
stakeholders,	  cultural,	  societal	  and	  economic	  factors,	  and	  any	  addi?onal	  
factors	  that	  could	  poten?ally	  facilitate	  or	  hinder	  transla?on	  of	  evidence-‐
based	  research	  into	  widely	  disseminated	  healthcare	  prac?ce

Proctor et al., Administration & Policy in Mental Health and Mental Health Services 
Research, 2009; 36(1):24-34.



The Dawn of Implementation Science
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The Dawn of Implementation Science
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Dr. Roger Glass



The Dawn of Implementation Science
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Implementation Science catching speed in 
autism research
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Dr. Paul Shattuck

Dr. David Mandell

Dr. Craig Newschaffer

Some of the mavens in autism-related 
Implementation Science & Research



Jones et al.  (2008). Arch Gen Psy, 65(8), 946-54; Klin et al. (2009). Nature, 459, 257-61; Jones & Klin 
(2009). J Am Acad of Child Psy, 48(5): 471-3; Jones & Klin (2013). Nature, 504, 427-431; Klin et al. (2014). 
Neurosci Biobehav Rev.  

  GENETIC       MECHANISMS OF SOCIALIZATION            BEHAVIORAL         
LIABILITY                                                                               SYMPTOMS

First 2 years 
of life

No Genetic 
Determinism

No Brain
Determinism

JE LeDoux PhD



Au?sm	  Disrupts	  the	  Plavorm	  
for	  Brain	  Development
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H-J Park PhD

MH Johnson PhD

WHITE MATTER DEVELOPMENT

Born to 
Socially Orient

Reciprocal
Social Interaction

Neuroplasticity



Developmental Trajectories

Developing 
expertise about 

the 
Social World

Developing 
expertise about 

the 
Physical World



Early Screening & Diagnosis: 
Challenges in Implementation
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•	  THREE	  PERSPECTIVES:	  
✦	  Informa?onal	  Campaign	  
✦	  Rou?ne	  Screening
✦	  Prac?ce	  Enhancement

Smart	  ESAC
Dr. Diana Robins

Dr. Amy Wetherby



A	  Bioethical	  Impera?ve:	  Access	  to	  Early	  Treatment	  -‐
Promo?ng	  Social	  Engagement

23

Reciprocal Social Interaction

The	  Brain	  Becomes	  
Who	  We	  Are....

JE LeDoux PhD



Early Intervention: 
Challenges in Implementation
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ALLEVIATE	  
AUTISM

…so	  how	  do	  we	  achieve	  25	  
hours	  per	  week	  in	  which	  the	  
child	  is	  engaged	  
ac#vely	  and	  produc#vely	  in	  
meaningful	  ac?vi?es?

(Na$onal	  Research	  Council,	  2001)

“Less than 20% of children who 
will need special services in 
school in the US are identified 
before the age of 3 years”
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Mobilizing	  Community	  Systems

Amy Wetherby, PhD

Jennifer Stapel-
Wax, PsyD
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the Community: Families, 
Pediatricians, Early Intervention Providers

Parent-Delivered ESI

Wetherby et al., 2014
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Treating deviations from normative social engagement: 
Parent-Delivered Social Interaction

Amy Wetherby, PhD
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The road from efficacy to effectiveness is long: 
36,000-children-in-4-states long

•	  To	  mobilize	  community	  systems:	  
✦	  4	  Academic	  Centers:	  FSU,	  Cornell,	  Drexell,	  Marcus	  Au?sm	  Center
✦	  Focus	  on	  Primary	  Care	  Providers	  enrolled	  via	  different	  systems	  of	  
access
✦	  Tools:	  focus	  groups,	  sa?sfac?on	  surveys,	  penetrance	  measures,	  
moderator	  variables,	  etc.	  
✦	  Results,	  uptake,	  and	  measures	  of	  of	  successful	  screening,	  diagnos?c	  
evalua?ons,	  interven?on,	  outcomes
✦	  Comparison	  of	  Methods	  of	  engagement	  
✦	  Comparison	  across	  systems,	  opinion	  makers
✦	  Impact	  on	  local	  policy	  and	  resources



Marcus Autism Center
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To	  make	  au?sm	  
an	  issue	  of	  diversity,	  
not	  of	  disability

If this is our ultimate goal, 
implementation science and research 
should be our collective priority


