
Autism Prevalence in the 
District of Columbia (DC):
How Many Autistic Children Live in DC?



DC Autism Collaborative (DC-AC)

• Goal: Develop and advocate for solutions that will increase early and 
equitable access to high-quality ASD diagnosis, treatment, and 
coordinated care, thus improving child and family outcomes.

• Structure:
• Public-private working group (e.g., advocacy groups, health and education 

providers, government agencies)
• Subgroups targeting different needs

• Family Advisory Group

• Resources available on website (English, Spanish, Amharic)

www.childrensnational.org/DC-AC

http://www.childrensnational.org/DC-AC


Why is Autism Data Important?

• Determines policy, resources, and other decisions

• Shows patterns over time and needs or inequities 

• Informs advocacy efforts
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https://www.cdc.gov/mmwr/volumes/72/ss/ss7202a1.htm



Autism and Developmental Disabilities Monitoring Network
11 sites, United States, 2020



Case definition for ASD surveillance

Child has documentation of ever receiving: 

1)a written ASD diagnosis by a qualified professional, 

2)a special education classification of autism, OR

3)an ASD ICD code obtained from administrative or 

billing information

https://academic.oup.com/aje/article/190/10/2198/6224947



Euler diagram of different types of autism spectrum disorder identification among children aged 8 years 
with autism spectrum disorder (N=6,245)

Autism and Developmental Disabilities Monitoring Network, 11 sites, United States, 2020

               

         

            
            

         

          
          

           

           

                        

          



There is variability in practices across ADDM communities

https://www.cdc.gov/mmwr/volumes/72/ss/ss7202a1.htm



Prevalence of autism spectrum disorder per 1,000 children aged 8 years, by race/ethnicity
Autism and Developmental Disabilities Monitoring Network, 11 sites, United States, 2020



Patterns by race/ethnicity have changed for children aged 8 years

https://www.cdc.gov/mmwr/volumes/72/ss/ss7202a1.htm



Cumulative incidence of autism spectrum disorder diagnosis or eligibility per 1,000 children aged 4 or 8 years
Autism and Developmental Disabilities Monitoring Network, 11 sites, United States, 2020

https://www.cdc.gov/mmwr/volumes/72/ss/ss7201a1.htm



Cumulative incidence of autism spectrum disorder diagnosis or eligibility per 1,000 children aged 4 or 8 years, by site
Autism and Developmental Disabilities Monitoring Network, 11 sites, United States, 2020

https://www.cdc.gov/mmwr/volumes/72/ss/ss7201a1.htm



Year 0 Year 1 Year 2 Year 3 Year 4

https://www.cdc.gov/mmwr/volumes/72/ss/ss7201a1.htm



There were increases in early autism detection prior to the COVID-19 
pandemic

Year 0 Year 1 Year 2 Year 3 Year 4

https://www.cdc.gov/mmwr/volumes/72/ss/ss7201a1.htm



Progress in early autism detection was disrupted during COVID-19 pandemic

Year 0 Year 1 Year 2 Year 3 Year 4

https://www.cdc.gov/mmwr/volumes/72/ss/ss7201a1.htm



      
          
         

   
  
  
  
          

Shaw et al. Annals of Epi

Statewide county-level ASD estimates, 2018

https://pubmed.ncbi.nlm.nih.gov/36669598/



https://onlinelibrary.wiley.com/doi/full/10.1111/ppe.13077

Testing practices vary by community

<50% of children identified as having 
ASD had documentation of a “gold 
standard” assessment. 



Local Data for Action

https://www.cdc.gov/ncbddd/autism/addm-community-report/index.html

Specific examples regarding:
- Policy
- Services
- Planning





Autism Prevalence 
Minnesota 



Informing State Policy

-Early Intensive Developmental Behavior Intervention
-Direct Support Professional/PCA
-Autism Interagency Committee

https://www.cdc.gov/ncbddd/developmentaldisabilities/facts-about-intellectual-disability.html
https://www.google.com/url?sa=i&url=https%3A%2F%2Fwww.helpguide.org%2Farticles%2Fautism-learning-disabilities%2Fautism-treatments-therapies-interventions.htm&psig=AOvVaw0dyl6HDp3dtJzacrt48UGQ&ust=1638409666240000&source=images&cd=vfe&ved=0CAsQjRxqFwoTCJja8--9wfQCFQAAAAAdAAAAABA-


• The portal was created with input 
from caregivers, advocates, 
educators, professionals, & others.

• Contact us

• Like us on Facebook 

• Event request form

• Event calendar

6/12/2024

The MN Autism Resource 
Portal is a complete 
resource guide!

https://mn.gov/autism/contact-us.jsp
https://www.facebook.com/mnautismportal
https://mn.gov/autism/event-request.jsp
https://mn.gov/autism/calendar/
https://mn.gov/autism/
https://mn.gov/autism/


Portal Postcard
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MN Autism Resource Portal Postcard

ASD Resource Request Form / Minnesota Autism Portal (mn.gov)

https://edocs.dhs.state.mn.us/lfserver/Public/DHS-8169-ENG
https://mn.gov/autism/resource-request-form.jsp


Early Identification



https://www.google.com/url?sa=i&source=images&cd=&ved=2ahUKEwjC28n6zeTfAhUpooMKHWg8CRAQjRx6BAgBEAU&url=https://addm.umn.edu/&psig=AOvVaw3rciwzafmTIe1keX4nvXFR&ust=1547257624076922


MN Act Early Parent 
Connector Project

• Connect ADDM data to community needs

• Innovative ways for outreach (cultural festivals, mosques, cultural child care, 
organizations, Open Streets, etc.)

• Share Act Early materials with families with young children. 

• Culturally sensitive view of child development.

• Promote access early screening and early intervention community

• Built parent leaders and normalized disability/delays in community. 



Thank you
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Selected DHCF Data on Children With Autism Spectrum 
Disorder or Intellectual Disability Diagnoses
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Of all eligible DC children are 
enrolled in Medicaid

96%

Most children with Medicaid are in managed care

Managed care program 
• Approximately 90% of Medicaid children
• Plans: Amerigroup DC; AmeriHealth Caritas DC; 

HSCSN; MedStar Family Choice

Near universal coverage

DC has the second lowest uninsured rate

2.9% 2.4%

DHCF covers more than 300,000 people

Nearly 5 out of 10 District residents

7 out of 10 children

On average during FY 2023: 
- 308,000 were in Medicaid;  
- 18,000 were in the DC Healthcare Alliance; and 
- 4,000 were in the Immigrant Children’s Program

Medicaid and Other DHCF Programs Cover Nearly Half of All Residents and 
70% of Children in the District

Source: Population and demographic estimates are from the U.S. Census Bureau’s the 2022 ACS 1-Year Data Tables; DHCF Medicaid Management Information System (MMIS) data extracted in January 2024; Haley 
et al., “Insurance Rose Among Children and Parents in 2019,” Urban Institute, July 2021.

Fee-for-service program 
• Approximately 10% of Medicaid children
• Includes those with: disabilities; foster care or 

adoption assistance; justice involvement (DYRS)

Examples of Medicaid provider types serving children in MCPs and FFS: FQHCs 
(e.g., Unity, Mary’s Center, Community of Hope); facility-based (e.g., Children’s 
National, Howard University, Georgetown); physician and other practice groups
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https://data.census.gov/
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EPSDT Medicaid Benefit for Children

Access

• State duty to inform families of benefit and services their children are entitled to and provide 
assistance so that children can receive the services they need

Screenings and Education

• Assessments (and documentation) of physical, developmental and behavioral health in pediatric 
primary care visits

• Health education and counseling to parents

Diagnosis and Treatment

• When screenings/visits uncover health concerns, EPSDT requires coverage of services needed to 
diagnose and treat the concerns

• Medically necessary services must be covered as long as they fall in the federal categories of 
Medicaid services, and regardless of whether they are in the individual State’s Medicaid Plan

31

Early and Periodic Screening, Diagnostic, and Treatment 
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DHCF Data Reflects Children Diagnosed with Autism Spectrum Disorder 
During a Visit with a Health Care Provider

DC Department of Health Care Finance (DHCF) data
• When beneficiaries receive health services covered by Medicaid or other DHCF programs, their 

provider bills for the care by submitting a claim for payment; the claim is a record of services 
delivered and includes diagnosis codes indicating the health conditions that were present or treated 

• In addition to claims, DHCF obtains demographic information when individuals enroll in coverage; 
external sources of data (e.g., from other DC agencies) may also be linked to obtain a more complete 
picture of the population with DHCF coverage

Data and methods for information presented today   
• Analyzed DHCF paid claims data to identify beneficiaries with an autism spectrum disorder (ASD) 

diagnosis (ICD-10 F84.0-F84.1, F84.4-F84.9; ICD-9 299.0) or intellectual disability (ID) diagnosis (ICD-
10 F70-F79; ICD-9 299.8-299.9, 317-319)

• Unless noted otherwise, diagnosis (Dx) and utilization statistics reflect claims in the past year (e.g., for 
an individual enrolled in October 2021, which is the first month of FY 2022, claims from November 
2020 through October 2021 are included in the analysis)

• Due to rounding, the sum of average monthly numbers may differ slightly across tables
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Summary of DHCF Data on Children Diagnosed with Autism Spectrum 
Disorder and/or Intellectual Disability

Population size
• Approximately 2% of the FY 2022 DHCF population under age 21 had an ASD and/or ID diagnosis in 

the past year (~2,000 DHCF-enrolled children), largely reflecting ASD

• The percentage of DHCF beneficiaries under age 21 with a past year diagnosis of ASD/ID has 
increased, from 1.6% for those enrolled in FY 2018 to 1.9% for those enrolled in FY 2022

Demographic characteristics 
• Compared to DHCF children without an ASD/ID diagnosis, those with ASD/ID are more concentrated 

in age groups 3-5, 6-9, and 10-14

• More likely to be male

• More likely to be African American

• No more/less likely to live in certain wards compared to other DHCF children

Service use and co-occurring conditions
• Some of the most common services include speech/language/communication and other therapies

• Top co-occurring conditions include other neurodevelopmental diagnoses such as speech/language 
disorders and attention deficit hyperactivity disorder
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Nearly 2% of the FY 2022 DHCF Population Under Age 21 Had an ASD and/or 
ID Diagnosis on 2+ Claims in the Past Year, Largely Reflecting ASD
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Share of DHCF Children With ASD/ID Diagnosis Has Increased and Varies 
Depending on Number of Claims Required and the Lookback Period

▪ For beneficiaries under age 21 enrolled in FY 2022:
▪ 2.3% had a diagnosis of ASD or ID on at least 1 claim in the past year (2,389 individuals) 
▪ 1.9% had a diagnosis of ASD or ID on 2+ claims in the past year (2,023 individuals)
▪ 2.8% had a diagnosis of ASD or ID on 2+ claims when the lookback period is increased to 5 years (2,934 individuals) 

▪ The share of beneficiaries under age 21 with a diagnosis of ASD or ID on 2+ claims in the past year increased from 1.6%
for those enrolled in FY 2018 to 1.9% for those enrolled in FY 2022
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Some Demographic Characteristics of DHCF Children With an ASD/ID 
Diagnosis Differ From Those With No Diagnosis

▪ Compared to DHCF beneficiaries under 21 
without ASD/ID on 2+ claims in the past 
year, those with ASD/ID on 2+ claims are 
more likely to be:

▪ Enrolled in Medicaid versus locally 
funded Alliance/ICP coverage

▪ In age groups of 3-5, 6-9, and 10-14

▪ Male

▪ African American

▪ Differences by ward (a unit that 
divides the District into 8 geographic 
areas) were not substantial
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Relatively Few DHCF Children With an ASD/ID Diagnosis Use Inpatient 
Services and the Most Common Procedures Include Various Therapies
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Relatively Few DHCF Children With an ASD/ID Diagnosis Use Inpatient 
Services and the Most Common Procedures Include Various Therapies (cont.)
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Some of the Most Common Co-Occurring Diagnoses Include 
Neurodevelopmental Disorders Other Than ASD/ID
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Office of the State Superintendent 
of Education

IDEA Part B Educational Data

Chandi Wagner

June 6, 2024
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IDEA Special Education Part B (Ages 3-22)

OSSE oversees the implementation of Part B of the Individuals with Disabilities Education Act (IDEA), 

including the provision of a free appropriate public education (FAPE) by local education agencies (LEAs) for 

students ages 3 to 22.

In school year 2022-23, 2,241 students with autism received services, out of 97,059 enrolled students, or 

2.3% 

• Students may be found eligible for IDEA services through a primary eligibility of autism, or autism may be 

one of multiple disabilities through which the student qualifies.

Included in OSSE Part B Data Excluded from OSSE Part B Data

Students in DC Public and Public Charter Schools Students who continue to receive Part C 

services through an IFSP 

Students in a non-public placement Students who are otherwise enrolled in private 

schools 

Students who are parentally placed in private school and 

received speech services through DCPS 



Takeaways

• We may be under-diagnosing/under-identifying autistic 
children in DC.

• However, we do not yet know the true prevalence.

• We do not know how well these data capture children 
with autism in part given that we do not know how much 
overlap there is in these datasets. 

• We have not yet explored differences based on race, 
ethnicity, sex, or Ward.

National: 1:36  

DC: 1:65 (medical dx) & 
1:58 (edu classification)



Next Steps

• Share information widely

• Establish a data tracking system that 
could link health and education data



Thank you for joining!
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