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Objectives
● Describe screening tools for early identification of autism 

spectrum disorder (ASD) and referral resources. 
● State at least three resources to assist IHS health 

professionals in education and identification of persons 
with intellectual and other developmental disabilities 
(ID/DD).

● Explain helpful connections between the Indian Health 
Services and the Center for Excellence in Developmental 
Disabilities at UC Davis MIND Inst. related to support and 
resources for persons with ID/DD.



Neurodevelopmental Disorders 
(NDDs)

●Developmental disabilities
● Conditions due to an impairment in 

physical, learning, language, or behavior 
areas. 

● Begin during the developmental period, may 
impact day-to-day functioning, and usually 
last throughout a person’s lifetime 
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Signs & Symptoms of NDDs
● Developmental Delays
○ Global Developmental Delay
○ Language Delay
○ Motor Delay

● Intellectual Disability
● Autism



Signs & Symptoms of NDDs

● Developmental Delays:
○ Global Developmental Delays (< 5-years)
○ Language Delays vs. Language Disorder
○ Motor Delays vs. Motor Disorder

■ *CDC Learn the Signs Act Early



Signs & Symptoms of NDDs
● Intellectual Disability (Intellectual Developmental 

Disorder; ID)
○ Intellectual &  Adaptive Deficits
○ Use of standardized intelligence test to identify 

deficit
○ Onset in developmental period
○ Mild, Moderate, Severe, Profound
○ Delayed motor, language, social milestones 

identifiable as early as 2-years (in severe ID)
● Unspecified Intellectual Disability (> 5-years, 

assessment is impossible sensory/physical impairments



Signs & Symptoms of NDDs
● Autism Spectrum Disorder (ASD)

○ Deficits in Social Communication & Social Interaction 
across multiple contexts

○ Restricted, repetitive patterns of behavior, interests, 
or activities

○ Present in early period (or when social demands 
exceed limited capacities or masked by learned 
strategies)

○ Clinically impairing in important areas of life
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Cultural Considerations
● ADHD prevalence higher in African 

American boys
● Possibilities?

● Unpredictable & Stressful life situations
● More symptoms but lower rate of 

diagnosis/treatment
● Limited access to medical/psychological care



Cultural Considerations
● American Indian/Alaska Native (AI/AN) children

● Southern Plain Tribes
● Prevalence ADHD higher in boys than girls (similar 

to other ethnic groups)
● Possible Cultural Explanations



Prevalence of NDDs
● National
● Amongst underrepresented groups



Rates: Developmental Delays
● Global, Language*, Motor
● 1997-2008 Prevalence Rates:

● 1 in 6 children in US had a developmental delay*
● Increased 17.1% 

● 1.8 million more children with DDs in 2006–2008 
compared to a decade earlier

● Prevalence of autism increased 289.5%
● Prevalence of ADHD increased 33.0%
● Prevalence of hearing loss decreased 30.9%
● * More common amongst AI/AN children

CDC & HRSA







Health Disparities: School age





Rates: Autism Spectrum 
Disorder (ASD)
• Prevalence of ASD is increasing 

internationally
• 1/59 in the US according to CDC







Detection by Early Screening



Percent of children* ages 10 through 71 months receiving a 
developmental screening using a parent-completed tool, 

California vs. National 

*with a health care visit in the last 12 months
**Cannot compare 2016 to previous years due to change in methodology.

Data Source: National Survey of Children’s Health (NSCH), 2016
Prepared by the Epidemiology, Surveillance and Federal Reporting Branch, Maternal, Child and Adolescent Division, Center for Family Health



Percent of children* ages 10 through 71 months receiving a developmental 
screening using a parent-completed tool, California vs. National, 

by race/ethnicity of child

*with  health care visit in past 12 months



Barriers to Early Identification

● Lack of EBP for screening use
○ 65% of 512 Pediatricians feel undertrained to diagnose and 

treat (2013)

○ Workflow & Coordination of Care
• Lack of time and staffing 
• Lack of connection with community referrals and providers
• Uncertainty if patients see mental health provider, lack of follow 

up from other providers about progress



Call to Action
● Developmental Screening 

● Care Coordination

● Continuing Education



Early Screening & Intervention: Importance

Screening Ages 0-5 years Referral Rates       224% 

• (Hix-Small et al, Pediatrics 2007)



Early Intervention: Importance

Help Children Reach their Full Potential!



Developmental Delay & NDDs: 
Early Risk Factors and 
Symptoms



Risk Factors for Delay: 
Health & Developmental Concerns



Developmental Delay: Symptoms

• By 2-mos: Avoids being held/soothed, lack of eye contact
• By 4-mos: Lack of cooing/smiling/bring hands to mouth
• By 6-mos: Doesn’t Recognize familiar faces, doesn’t begin 

response to name, lack of babbling and consonant sounds, 
lack of rolling over/ sitting without support, does not like 
play with others

• By 9-mos: lacks stranger anxiety, not babbling/enjoying 
social games, lack of sitting and crawling

• By 12-mos: Lack of single-words, gestures, social games





Developmental Areas to Screen

Motor

Language

Cognitive

Personal-Social



Collaborative Screening  with 
Parents

• Valid & accurate 
reporters

• Use screening tool 
to communicate 
with parents

Center for Disease Control



IDENTIFICATION of NDDs:
DEVELOPMENTAL SURVEILLANCE & 

SCREENING TOOLS



Surveillance

Pediatrician will ask at every pediatric visit :
● Parent concerns: development, behavior, learning
● Developmental History
● Observe Child Behaviors
● Monitor risk and protective factors
● Accurate record/documentation
● Example: Parents’ Evaluation of Developmental 

Status (PEDS)



Parents’ Evaluation of Developmental 
Status (PEDS) 

● Evidence based surveillance tool for children 
● birth-8 years

● 10 questions systematically administered
● Interview or parent completed
● 2-10 minutes to complete
● English/Spanish versions in clinic
● 5th grade reading level

● 1 Item per domain





Standardized Screening Tools
Developmental: 
● Ages & Stages Questionnaire-3
● Parents’ Evaluation of Developmental 

Status-Developmental Milestones 
(PEDS-DM)

● Capute Scales (CAT/CLAMS)
● Battelle Developmental Inventory Screening 

Tool
● Bayley Infant Developmental Screen (BINS)
● Brigance Screen-III



Ages and Stages Questionnaire (ASQ-3)

• Children 1 to 66 mos.
• Parent administered and completed (4-6th

grade reading level) in 10-15 minutes
• Scoring takes 1-5 minutes
• Available in English, Spanish
●Reproducible/online 
●http://www.easterseals.com/mtffc/asq/



Ages & Stages Questionnaires: 
Social-Emotional (ASQ:SE)-2

• 1 to 72-months 
• Personal-Social 

(self-regulation, 
compliance, 
communication, 
adaptive functioning, 
autonomy, affect, and 
interaction with 
people)



PEDS-DM
●Age Range: 0 to 7-years, 11-mos. 
●Parent requirement(s): 1st to 2nd grade 

reading level
●Administration & Scoring: 5-min. to 

administer, 1-min. score. 
●Multiple Languages
●Paper and online versions



Promising Screening Tool:  Survey of 
Wellbeing of Young Children (SWYC)

*Validation in Progress-
2016



Surveillance and Screening: 
Autism Spectrum Disorders 
• Perform Surveillance
• Risk Factors:

• Sibling with ASD
• Parental Concern
• Other Caregiver Concern
• Pediatrician Concern

Johnson et al, Pediatrics 2007



Socioemotional Screening: ASD
●ASQ language, self-help and 

social-emotional

●Pervasive Developmental 
Disorders Screening Test-II 
(PDDST-II) (12-48mos.)

●Modifed Checklist for Autism in 
Toddlers –Revised with Follow-
up (M-CHAT-R/F) (16-30 mos.)

●Social Communication 
Questionnaire (SCQ)



Case Example



Screening Follow up
• Share results with parents
• Monitor borderline concerns, especially if 

there are other risk factors or if parent has 
indicated concern

• Refer to pediatrician if concerns in any area



Key Points & Ages 
• Developmental delays are missed without 

routine screening: 9, 18, 30-mos. 
• ASD increasing in prevalence. Screen: 18, 24-

mos. 
• Early identification of DD and ASD important 

for long term outcome
• Reliable screening instruments available



Implementation: 
Family Engagement

Culturally Sensitive & Family Centered Care

● Racial minorities and families with SES more likely 
to screen positive

● Barriers to follow up: 
● Economic challenges
● Decreased awareness of childhood development

Khowaja, Hazzard, & Robins (2015)



Implementation: 
Tackling Challenges
● Fear of stigma
● Little awareness of 

childhood 
development

● Lack of exposure



Implementation: 
Tackling Challenges

● Hopelessness
● Lack of resources
● Unaware of where to 

begin
● Feeling stressed and 

overwhelmed



Implementation: 
Care Coordination
•A team approach that places the patient and family in 
the center
•Includes:

•The child with ASD and family
•A designated care coordinator
•All health care providers involved in the care
•Education / school members
•Community members (coaches, clergy, recreational 
therapy)



http://www.commonwealthfund.org/publications/fund-reports/2009/may/making-care-coordination-a-critical-component-of-the-pediatric-health-system







EARLY DEVELOPMENTAL 
RESOURCES:

SCREENING 
INTERVENTION 
EDUCATION
FAMILY



Screening Resources
● Autism: http://mchatscreen.com
● Development: 

● ASQ-3 http://www.easterseals.com/mtffc/asq/
● PEDS-DM
● Promising Tool: SWYC

● Referral CA Regional Center for assessment

http://mchatscreen.com
http://www.easterseals.com/mtffc/asq/


Early Intervention Resources



Early Start Services



Early Start Services
• Who is Eligible?

• 0-36 mos. 
• Significant Developmental Delay

• Cognitive
• Social/Emotional
• Communication
• Adaptive
• Physical
• Hearing
• Vision



Continuing Education 
Resources



Continuing Education: 
Providers & Parents

● Birth to 5: Watch Me Thrive!
● CDC’s Learn the Signs. Act Early
● Help Me Grow
● FHOP Webinars
● Statewide Screening Task Force/Collaborative

● Developmental Screening Landscape Analysis
● Healthcare Provider Developmental Screening Toolkit

● AAP’s online screening resources
● Autism Navigator



https://www.cdc.gov/ncbddd/actearly/milestones/milestones-in-
action.html



Help Me Grow
● A system model to promote 

cross-sector collaboration in 
order to build efficient and 
effective early childhood 
systems.
● Improve developmental 

screening and linkage to 
services in the community.

● Led by First 5 Association in 
California

https://helpmegrownational.org/

https://helpmegrownational.org/


FHOP Webinars
http://fhop.ucsf.edu/webinars

http://fhop.ucsf.edu/webina



https://www.cascreenbto5.org
/



67Slide used with permission from Karen Moran Finello, PhD, WestEd, March 15, 
2018.



Screening Technical 
Assistance and 
Resource Center 
(STAR Center)

www.aap.org/screening
• Child Development
• Autism
• Social-emotional 

Development
• Maternal Depression
• Social Determinants of 

Health
https://screeningtime.org/star-
center/#/screening-tools



AAP “Podcasts”
● Episode 1: Early Childhood Screening and 

Surveillance 
● Episode 2: Family-Centered Care and 

Conversation Techniques
● Episode 3: Referral, Follow-up, and Partnership 

Building:

www.aap.org/screenin
g



Resources 
• http://www.brightfutures.org/mentalhealth/pdf/

tools.html (free mental health toolkit; AAP has 
one also for purchase)

●http://www.autismnavigator.com/resources-
and-tools/(register to see video glossary-ASD vs 
typical behaviors)

http://www.brightfutures.org/mentalhealth/pdf/tools.html


Resources for Providers
• AAP Algorithm for Developmental Surveillance and Screening 

(2006) Pediatrics 118:405-420

• Identification and evaluation of children with ASD Johnson et al 
(2007) Pediatrics 120:1183-1215

• AAP: Autism: Caring for Children with ASD: A Resource toolkit for 
clinicians



Family Resources



Resources for Families

• Family Resource Centers
• Free Resource for families 
• Parent support
• Trainings & Consultation
• Ages 0-26 years
• Located in 26 counties of CA
• Staffed by Parents



CENTERS FOR DISEASE CONTROL AND PREVENTION’S
“Learn the Signs. Act Early.”

Patty Schetter, MA, BCBA
Coordinator of Autism Education 
Initiatives
CEDD at the MIND Institute
pschetter@autismandbehavior.co
m
http://www.captain.ca.gov

Download the “Milestone 
Tracker Mobile App” (available 
on iOS and Android): 
https://www.cdc.gov/ncbddd/ac
tearly/milestones-app.html

mailto:pschetter@autismandbehavior.com
https://www.cdc.gov/ncbddd/actearly/milestones-app.html


Resources for Parents
• Autism Speaks www.autismspeaks.org
• MIND Institute Sankofa Group 
• California Regional Centers

– dds.ca.gov/rc/rclist.cfm
• Early Start Program in California (0-36 months)

– dds.ca.gov/EarlyStart/ESQuestionAnswers.cfm
– 800-515-BABY 

• First 5 Sacramento (parenting/school readiness resources)
– first5sacramento.net

• California Children Services
– dhcs.ca.gov/services/ccs/Pages/ProgramOverview.aspx

• CAPTAIN (CA Autism Professional Training and Information Network)
– http://www.captain.ca.gov/

http://www.autismspeaks.org
http://www.dds.ca.gov/rc/rclist.cfm
http://www.dds.ca.gov/EarlyStart/ESQuestionAnswers.cfm
http://www.first5sacramento.net/
http://www.dhcs.ca.gov/services/ccs/Pages/ProgramOverview.aspx
http://www.captain.ca.gov/


Additional Resources: 
Community-University 
Partnerships



Center for Excellence in 
Developmental 

Disabilities
Robin Hansen, MD Director



Autism Initiatives

• ADEPT - Autism Distance Education Parent 
Training 

• Parenting modules available online
• Teaching functional skills
• Positive behavior supports
• http://www.ucdmc.ucdavis.edu/mindins

titute/centers/cedd/cedd_adept.html



Leadership Education in Neurodevelopmental and 
Related Disabilities (LEND) Program

• Graduate level, interdisciplinary training
• Clinicians, family members, self-advocates 

and policy makers
• Learn about Neurodevelopment and 

Leadership
• Emphasis on underserved populations in 

California

Training future leaders in the maternal and child health field
HRSA funded program 
Director: Sally Rogers, PhD
Co-Director: Aubyn Stahmer 



Thank you!
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