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Notes About Today’s Town Hall:

• All lines are muted throughout the presentation.

• Please use the Q&A to ask questions or make 

comments.

• We will be recording the session.

• Today’s recordings and materials will be posted to the 

Children’s National website and the Pediatric Health 

Network website following the presentation.

 --ChildrensNational.org

 --PediatricHealthNetwork.org



Supporting Autism Families: Framework for Primary Care 
Providers

Annie Inge, PhD, Kelly Register-Brown, MD, Leandra Godoy, 
PhD



Objectives

1.Describe a framework for triaging clinical concerns for 
autism and supporting autism families

2.Review screening and evaluation tools to support triaging 
and documentation of autism

3.Identify resources for families of autistic children

4.Describe provider supports for continued learning in ASD 
and innovative practices





Steps 1 and 2: Screen, Triage Diagnostic Complexity, and 
Quantify Autism Traits



Autism Screening Instruments

Free 

• CSBS Checklist (6-24 
months)

• MCHAT-R/F (16-30 months)

• AQ (4 years to adult)

Proprietary

• SRS-2 (2y5m-18 years)

• SCQ (4 years and up)

• CCC-2 (4-16 years)

• CSBS-DP (6 to 24mos)

• PDDBI (2-18.5 years)

Even if the screener is negative, if you or family have 
concerns, still follow up (treat the child, not the test.)



Next Steps: Is a non-specialist ASD diagnostic evaluation 
appropriate for this patient?



Next Steps: Is a non-specialist ASD diagnostic evaluation 
appropriate for this patient?



Critical Autism Assessment Components

• Medical, developmental, and family history
• Behavior sample involving elicited social behaviors
• Quantitative or qualitative assessment of adaptive functioning 
• Many accessible tools exist with opportunities for virtual training

• Provider supports are available including peer supervision via 
telementoring 



ECHO AUTISM, hosted by CN’s Center for Autism 
Spectrum Disorders, creates a virtual learning network 
that aims to “move knowledge, not patients” using a 
telementoring format that provides access to a hub of 
medical experts to support community providers to 
diagnose, treat and care for ASD children and their 
families 

HOW IT WORKS
• Convenient, web-based  small-group format
• Learn and share best practices for autism care, connecting 

with community resources, and family/caregiver support
• Reduce costs for families and providers by 
      limiting travel, creating more efficient visits and            
      shorter wait times for care
• Provides a long-term solution in communities, including 

underserved areas where access to autism specialists is 
limited, by building local capacity for autism care 

BENEFITS:
• Free CEs for medical, psychology, social work, 

speech-language disciplines
• Real-time case guidance with multidisciplinary 

team of autism experts
• Meet a network of other providers 

WHAT YOU NEED TO START:
• Internet connection 



Neuro dev peds

Psychology

Psychiatry

Primary Care

Neurology

Genetic Counselor

Health Administration

Counselor

Research/Admin AssistantSpeech-Language and 
AudiologyOccupational Therapy

Early Intervention

Teacher assistant/aid

Teacher/lead teacher

School administration

Educational Consultant

Early Child Consultant

Social worker
Unknown

ECHO AUTISM ATTENDEES N=691, DISCIPLINE Quality 
Improvement 
Program Evaluation

N Percent 
Improved

ASD Knowledge 122 82% 
(accuracy)

Self-reported 
efficacy in autism 
care

135 98%

Feasibility 132 99%

Acceptability 98 100%



ECHO Clinic Information



Referral for Specialty Evaluation

Children’s National
• Neurodevelopmental Pediatrics Clinic, 202-476-2327
• Child Development Clinic, 202-476-5405
• Center for Autism Spectrum Disorders, 301-765-5430

Outside Children’s National
• Mt Washington Autism Spectrum Center, 410-367-2222
• KKI Center for Autism and Related Disorders, 443-923-7630
• Georgetown Autism and Communication Disorders Clinic, 202-444-2722

Private Practice/Additional Options
• https://www.autismspeaks.org/resource-guide 

www.childrensnational.org/dc-ac

https://childrensnational.org/healthcare-providers/refer-a-patient/referral-
guidelines/autism-and-neurodevelopmental-referral-guidelines 

https://www.autismspeaks.org/resource-guide
http://www.childrensnational.org/dc-ac
https://childrensnational.org/healthcare-providers/refer-a-patient/referral-guidelines/autism-and-neurodevelopmental-referral-guidelines
https://childrensnational.org/healthcare-providers/refer-a-patient/referral-guidelines/autism-and-neurodevelopmental-referral-guidelines


Tips for Navigating Referrals & Waitlists

Referral considerations regardless of ASD dx status
–Early Intervention or school-based eval

–Audiology

–Speech Therapy

–Occupational Therapy

–Behavior Therapy

–Care coordination through insurance

–Other specialty providers (e.g., sleep, neurology)

Dual eval referrals are encouraged

Strong Start/EI 
does NOT evaluate 

for ASD

EI –
Educational

Medical

Medical dx & edu classification 
of ASD, NOT interchangeable &  

do not always align



Other models to consider for your practice



Autism in Primary Care Program Model

• Timely, equitable ASD evaluations within primary care to reduce barriers

• Mentoring model with ASD experts supporting IPC psychologists

• Can continue to refer complex cases to specialty clinics

Program Goals

PCP Referral
Parent Interview & 

Questionnaires  
(tele)

Observation Visit(s)

- ADOS- (in-person)

Team Follow-Up 
with PCP & Family



Step 3. Evaluate and Refer for Diagnosis in All Systems of Care





Evaluation Needs in All Systems of Care



Steps 4. Triage Support Needs



What intensity of support does this family need now?



Steps 5. Key areas to support in all systems of care



Key areas to support in all systems of care



Evaluation 
Needs

Universal: medical and educational 
evaluation to document needs related to 

autism

Skill Building: Periodic (often annual) 
evaluation using standardized measures to 
track progress and update treatment goals 

(Speech, OT, PT, at times achievement)

Intensive: 
Psychoeducational/neuropsychological  
evaluation to address learning and/or 

behavior needs and revise treatment and 
educational programming; 

psychiatric/psychological evaluation of 
comorbidities to build treatment plans for 

intensive needs such as FBA, OCD, crisis

School Needs

Universal: 

Visual supports, flexible school team that 
understands autistic students needs, use 
of student’s interests to support learning 

and behavior

Skill Building: 

Specialized instruction to address learning 
needs associated with ASD-related 

weaknesses in attention, EF (including 
flexibility), language, and social cognition 

Intensive: Specialized educational 
placement for comprehensive support of 

learning, social, and behavioral needs; 
Home/Hospital programming, BIP/FBA, 

crisis management services

Well-Being 
Resiliency Needs

Universal: Acceptance and Integration in 
accessible and inclusive environments at 
home and in the community (including 

school); Integrated healthy autistic identity 
which includes recognition of personal 
strengths and the importance of self-
advocacy for needs; Understanding of 

neurodiversity frameworks

Skill Building: Self-directed learning via 
literature written by autistic authors, 

participation in autistic identity affirming 
social skills groups, counseling with 

providers and trusted adults

Intensive: individualized therapy to 
support identity development, 

comorbidity; crisis management, 
hospitalization



Step 6. Anticipatory Guidance and Responding to Challenges



Universal Referral Checklist for Autistic Pediatric Patients

❖ Has the child gone through the entry point (“front door” initial application process) for at 

least the medical, educational, and federal/state systems of care?  
➢ Do they have a medical diagnosis of autism so they can access insurance-funded services like 

ABA?  

➢ Have they had an IEP evaluation at school that targets autism-specific learning and behavioral 

needs (not just for general learning or behavioral concerns)?  

➢ Have parents submitted AIDD (DDA) and Medicaid Waiver applications for their state?

❖ Has the child been referred for all requirements for diagnostic evaluation for autism? 
➢ Autism developmental history and behavioral observation 

➢ Cognitive (IQ) testing & adaptive functioning measurement

➢ Speech/language testing including pragmatic language testing

➢ Hearing testing

❖ Have parents been offered a referral to genetics? 



AAP Practice Pathway: Irritability and Problem 

Behavior in ASD

Common reasons for change from baseline behaviors:

• Medical issues (e.g. dental pain, constipation)

• Difficulties using functional communication (consider medical or IEP AAC referral)

• Psychosocial stressors (e.g. bullying, change in routine, educational stressors)

• Maladaptive reinforcement patterns (consider medical behavioral therapy and/or 
IEP FBA referral)

• Co-occurring psychiatric disorders (e.g. ADHD, anxiety, depression)

McGuire K, Fung LK, Hagopian L, Vasa RA, Mahajan R, Bernal P, Silberman AE, Wolfe A, Coury DL, Hardan AY, Veenstra-VanderWeele J, Whitaker AH. 
Irritability and Problem Behavior in Autism Spectrum Disorder: A Practice Pathway for Pediatric Primary Care. Pediatrics. 2016 Feb;137 Suppl 2:S136-
48. doi: 10.1542/peds.2015-2851L. Epub 2016 Feb 1. PMID: 26908469.



Resources



Tips for Talking with Families

• Invite the family to share (e.g., “what are 
your thoughts about…”)

• Reflect/summarize (e.g., “it sounds like 
you…”)

• Probe/clarify (e.g., “I’m wondering if…”)

• Ask permission (e.g., "I have some suggestions 
that have helped other families. May I share 
them with you?”)

• Present Choices/Get Feedback: (“Which one 
would work best for your family to start with?”)

• Encourage questions (e.g., “What questions do 
you have?”)



Resources for Providers

https://www.dchealthcheck.net/resources/
healthcheck/ASD-toolkit.html 

https://pediatrichealthnetwork.org
/autism-and-intellectual-disability/

https://www.dchealthcheck.net/resources/healthcheck/ASD-toolkit.html
https://www.dchealthcheck.net/resources/healthcheck/ASD-toolkit.html


Resource Navigation

www.childrensnational.org/DC-AC

https://www.autismspeaks.org/resource-guide 

https://pathfindersforautism.org
/providers-services/ 

http://www.childrensnational.org/DC-AC
https://www.autismspeaks.org/resource-guide
https://pathfindersforautism.org/providers-services/
https://pathfindersforautism.org/providers-services/


• Book: An Early Start for Your Child with Autism by S. Rogers, G. Dawson, & L. Vismara

• Online Resources & Trainings for Parents

– Hanen: http://www.hanen.org/Home.aspx   

– Help is in your Hands: https://helpisinyourhands.org/course

– Vanderbilt Triad: https://vkc.vumc.org/vkc/triad/forfamilies 

– UConn: https://parenttraining.chip.uconn.edu/  

– UC Davis: https://health.ucdavis.edu/mindinstitute/centers/cedd/adept.html   

– UW: https://depts.washington.edu/uwautism/training/uwactraining/ 

Children’s National Caregiver Webinar Series (Zoom)

12:00pm-1:00pm 3rd Wednesday of month

https://childrensnational.org/departments/cente
r-for-neuroscience-and-behavioral-

medicine/programs-and-services/early-
childhood-behavioral-health-
program/caregiver-webinar

Resources: Books & Trainings/Webinars for Families

http://www.hanen.org/Home.aspx
https://helpisinyourhands.org/course
https://vkc.vumc.org/vkc/triad/forfamilies
https://parenttraining.chip.uconn.edu/
https://health.ucdavis.edu/mindinstitute/centers/cedd/adept.html
https://depts.washington.edu/uwautism/training/uwactraining/
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/early-childhood-behavioral-health-program/caregiver-webinar
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/early-childhood-behavioral-health-program/caregiver-webinar
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/early-childhood-behavioral-health-program/caregiver-webinar
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/early-childhood-behavioral-health-program/caregiver-webinar
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/early-childhood-behavioral-health-program/caregiver-webinar


Resources: Websites & Newsletters

• Autism Speaks (Resource Guide, Toolkits, Information): https://www.autismspeaks.org

• Pathfinders for Autism (Resource Guide, Toolkits, Information): https://pathfindersforautism.org   

• Establishing a relationship and goals with an ABA provider: https://depts.washington.edu/uwautism/wp-
content/uploads/2020/10/4.-UWAC-Finding-the-Right-ABA-Treatment.pdf

• SSI Information: https://www.ssa.gov/benefits/disability/apply-child.html; 1-800-772-1213 

• Autism Self Advocacy Network Start Here: https://autisticadvocacy.org/book/start-here/

• Autistic Women and Non-Binary Network Welcome Packets: https://awnnetwork.org/awn-welcome-packets-
english/

• CASD Chat newsletter: Visit the CASD Chat webpage at https://childrensnational.org/departments/center-for-
neuroscience-and-behavioral-medicine/programs-and-services/center-for-autism-spectrum-
disorders/resources-for-families/casd-chat, click “Sign-up for CASD Chat,” and enter your email address.

https://www.autismspeaks.org/
https://pathfindersforautism.org/
https://depts.washington.edu/uwautism/wp-content/uploads/2020/10/4.-UWAC-Finding-the-Right-ABA-Treatment.pdf
https://depts.washington.edu/uwautism/wp-content/uploads/2020/10/4.-UWAC-Finding-the-Right-ABA-Treatment.pdf
https://www.ssa.gov/benefits/disability/apply-child.html
https://autisticadvocacy.org/book/start-here/
https://awnnetwork.org/awn-welcome-packets-english/
https://awnnetwork.org/awn-welcome-packets-english/
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/center-for-autism-spectrum-disorders/resources-for-families/casd-chat
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/center-for-autism-spectrum-disorders/resources-for-families/casd-chat
https://childrensnational.org/departments/center-for-neuroscience-and-behavioral-medicine/programs-and-services/center-for-autism-spectrum-disorders/resources-for-families/casd-chat


Maryland Resources
• Waiver program: 866-417-3480; http://dda.dhmh.maryland.gov/SitePages/apply.aspx

• Low Intensity Support Services (LISS; funds that can be used to pay for interventions, camps, etc):  

https://health.maryland.gov/dda/Pages/liss.aspx 

• The Arc: http://www.thearcmd.org/ 

i. PG County: https://www.thearcofpgc.org/ 
ii. Montgomery County: https://thearcmontgomerycounty.org/ 

• Parent’s Place of Maryland: https://www.ppmd.org/ 

• Maryland Family Network: https://www.marylandfamilynetwork.org/ 

• XMinds: https://xminds.org/

• Autism Society Maryland: https://autismsocietymd.org/ 

http://dda.dhmh.maryland.gov/SitePages/apply.aspx
https://health.maryland.gov/dda/Pages/liss.aspx
http://www.thearcmd.org/
https://www.thearcofpgc.org/
https://thearcmontgomerycounty.org/
https://www.ppmd.org/
https://www.marylandfamilynetwork.org/
https://xminds.org/
https://autismsocietymd.org/


Virginia Resources

• Family Support Program (reimbursement for disability-related expense or Respite 
Subsidy): thearcofva.org/individual-and-family-support 

• EPSDT Services (help offset cost for families w/Medicaid): 804-786-6134: 
https://momsinmotion.net/waivers/epsdt/ 

• Parents of Autistic Children – Northern Virginia: https://poac-nova.org/ 

• Virginia’s Parent Educational Advocacy Training Center: https://peatc.org/ 

• Support for navigating resources: https://momsinmotion.net/ 

• The Arc of Northern Virginia: https://thearcofnova.org/ 

• Autism Society Northern Virginia: https://www.asnv.org/ 

• Parent to Parent of Virginia: https://ptpofva.wordpress.com/ 

http://www.thearcofva.org/individual-and-family-support
https://momsinmotion.net/waivers/epsdt/
https://poac-nova.org/
https://peatc.org/
https://momsinmotion.net/
https://thearcofnova.org/
https://www.asnv.org/
https://ptpofva.wordpress.com/


DC Resources

• D.C. Autism Parents: http://dcautismparents.org/

• Autism Society DC: https://www.dcautismsociety.org/ 

• The Arc (local information and resources): https://arcdc.net/

• Family Success Centers (resources such as stress management support, parenting classes, 
professional development training): https://cfsa.dc.gov/page/families-first-dc-family-
success-centers 

• Parent Support Program (parent support groups, a mental health hotline, and other 
resources): https://dbh.dc.gov/service/parent-support-program 

http://dcautismparents.org/
https://www.dcautismsociety.org/
https://arcdc.net/
https://cfsa.dc.gov/page/families-first-dc-family-success-centers
https://cfsa.dc.gov/page/families-first-dc-family-success-centers
https://dbh.dc.gov/service/parent-support-program


DC Autism Collaborative

• Goal: To 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.

• Public-private coalition (e.g., advocacy groups, health providers, gov’t: Part B & Part 
C, healthcare finance, dept of health and behavioral health)

• Initial needs assessment & subgroups (initial focus on young children)
• Early Childhood Transition Points 
• Community Education & Outreach 
• Developmental Monitoring, Screening & Evaluation
• Policy
• Data 
• Community Supports & Out of School Time

www.childrensnational.org/DC-AC

dcac@cnmc.org 

Some MD & VA 
Resources

http://www.childrensnational.org/DC-AC
mailto:dcac@cnmc.org


We welcome your questions, feedback, suggestions:

phn@childrensnational.org

lgodoy@childrensnational.org 

ainge@childrensnational.org 

kregisterb@childrensnational.org

THANK YOU!
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