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Maenner et al. MMWR 2020

Prevalence estimates were approximately
identical for non-Hispanic white and non-
Hispanic black children (18.5 and 18.3, per
thousand, respectively)

Among children with ASD for whom data on
intellectual or cognitive functioning were
available, 33% were classified as having
intellectual disability (intelligence quotient [IQ]
≤70); this percentage was higher among
black and Hispanic than white children (47%,
36%, and 27%, respectively).

Black children with ASD were less likely to
have a first evaluation by age 36 months than
were white children with ASD (40% versus
45%).

Black children with IQ ≤70 had a later median
age at ASD diagnosis than white children with
IQ ≤70 (48 months versus 42 months).

2018



ADDM “missed” 76 of 135 cases of AA ASD born in its surveillance years 
and catchment area, enrolled in MH 100027-13



Strong confirmation of CDC “I.D. designation” 
in WUSTL research sample



Molecular Genetic Confirmation of Ancestry



Multisite Event History Calendar Interview, 
Diagnostic Odyssey Data,	n=584

Ø Mean Age at which First Concern Reported by 
Parent = 29.1 months (SD=23.1)

Ø Mean Age of ASD Dx = 64.9 months (SD=49.6)

Ø AA children experienced a 42-month delay in 
diagnosis even after parents shared concerns 
with professionals about their child’s 
developmental skills.

Ø 97% Reported having a doctor or healthcare 
provider for their child at the time of first 
concerns

Ø 98.5%  Reported having health insurance 
coverage at age of first concern (48% private, 
47% public, 5% other)

Visits to Professional  3-5 25.2%

Visits to Professional 6+ 15.3%
Alternate Diagnosis Prior to ASD 41.7%

Experiences Prior to Receiving an ASD diagnosis (%)









MSN: Black Children Typically 
Experience a 3-Year Delay in Autism 
Diagnosis

Catherine Pearson 8/27/2020

SPECTRUM NEWS
Diagnosis timeline drags for Black 
autistic children

Laura Dattaro 8/24/2020



An evaluation of the effects of intensity and duration on 
outcomes across treatment domains for children with autism 
spectrum disorder (2017). E Linstead, DR Dixon, E Hong, CO 
Burns, R French, MN Novack, D Granpeesheh, Translational 
Psychiatry, (7), e1234.  (N=1468)

• To evaluate the effect of treatment 
intensity and duration of ABA 
across eight curricular domains 

• Results:  Treatment Intensity (hrs. per 
week) and treatment duration (months 
of treatment) had significant effects in 
all 8 domains. 

• “…long-term, intensive ABA 
intervention produces large, positive 
effects on language-related outcomes 
(that is, IQ, receptive and expressive 
language and communication).”



Potential role of robust universal screening in 
attenuating disparities in intervention



Place Matters
Network analysis to assess autism spectrum disorder service availability in 
relation to population distribution, socioeconomic disadvantage, urbanicity, 
and immobility in Michigan. Wealthier suburbs had good provider availability 
while few providers were available in poorer, urban neighborhoods.



• We believe these data shed light on structural racism as a driver of inequity 
for children with ASD.

• 31.3% of parents cited availability of professionals as a barrier to diagnosis. 
– Workforce capacity has long been a major challenge in the field of ASD. 
– This issue may be compounded for AA families who may be more likely than white families 

to live in areas with few ASD diagnostic specialists and also be more likely to rely on 
Medicaid.

– Medicaid may aggravate inequities because low rates of Medicaid reimbursement for 
diagnostic services can create challenges to supporting and maintaining a workforce.

• Thus, AA families may be suffering from a lack of available workforce 
related to where they live (as a result of structural racism in housing 
policy), whereas clinics serving these communities may be unable to 
expand capacity (because of structural racism in Medicaid 
reimbursement rates). 

• These issues are likely exacerbated by additional issues on the provider 
level including a lack of cultural humility and workforce diversity. Notably, 
a recent workforce survey showed that only 2% of developmental-
behavioral or neurodevelopmental pediatricians are AA.



• Thus, we feel these data, combined with previous work on 
inequity in ASD, necessitate an immediate evaluation of how 
issues of structural racism have impacted ASD diagnosis and, 
more importantly, an action plan to address inequity. 

• To start, a robust response to issues of workforce capacity for 
ASD diagnosis is needed. This would include 
– evaluating Medicaid reimbursement rates for ASD diagnosis, 
– removing restrictions on who is qualified make a diagnosis (as 

recommended in the new AAP clinical report)3

– increasing adherence to evidence-based practices in autism 
screening and diagnosis (which may reduce racial bias), 

– increasing workforce cultural humility,
– and recruiting a workforce that reflects the diverse communities 

they serve.



The question is, 
do we as an 
ASD clinical and 
research 
community have 
the will to 
achieve this 
goal?



Onward…(MH 100027-13)
• Identify as early as possible
• Judiciously refer for 

intervention services
• Support parents to acquire 

what their children are eligible 
for

• Provide services when 
unavailable in community 
(anonymous $600K gift)

• Measure outcome 
(ADI-r and IQ at age 4, to 
compare with legacy EHCI 
sample)

• 57 AA toddlers enrolled
• 47 (82%) have ASD
• For most, this is first diagnosis
• Mean age: 27.9 +/- 5.6 (over 

three years sooner than national 
average)

• Average intervention acquired in 
community <2 hours/wk (Dec. 
2019)

• Pre-COVIDà4.3 hours/wk (Feb. 
2020)

• Current (COVID): 1.2 hours/wk







Tertiary Referral to an Autism 
Diagnostic Clinic





Social visual engagement in infants 
is under stringent genetic control

Constantino et al., Nature (2017)



Discovery

Replication

Most children with ASD are in the lower range of eye and mouth looking

Constantino et al., 2017
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