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What we’ll do this morning
• Learn about current state and 

federal initiatives that encourage 
healthy child development and the 
implementation of universal 
developmental and behavioral 
screening for children

• Understand the need to strengthen 
the systems of early detection 

• Review the current prevalence data 
for developmental/behavioral 
conditions in children

• Examine the strengths and 
limitations of common screening 
tools 

• Discover resources to make it 
easier



• The Obama Administration has invested more than $600 
million in the Race to the Top: Early Learning Challenge , a 
new competition that challenges states to transform their 
early learning systems with better coordination, clearer 
learning standards, and meaningful education and training 
for early educators

• Unprecedented commitment of $75 billion over the next 
10 years for a major expansion of preschool programs for 
low- and moderate-income 4-year-olds .

The overarching goal of the 
Early Learning Challenge is 
to make sure that more 
children, especially those 
with high needs, enter 
kindergarten ready to 
succeed.

Unprecedented 
Resources for Early 
Childhood

http://www2.ed.gov/programs/racetothetop-earlylearningchallenge/index.html


Strong Federal Initiatives

Learn the Signs. Act Early Birth to Five: Watch Me Thrive!



To improve early identification 
developmental disabilities, 
including autism, so children 
and their families can get the 
services and support they 
need

• Health Education Campaign
• Act Early initiative
• Research and evaluation



The Act Early Program
The Act Early Program is a 
collaborative initiative 

• Centers for Disease Control and 
Prevention (CDC)

• Health Resources and Services 
Administration (HRSA)

• Association of Maternal & Child 
Health Programs (AMCHP) 

• Association of University Centers 
on Disabilities (AUCD)

The project is funded by 
the CDC and HRSA with 
cooperative agreements 
for implementation by 
AMCHP and AUCD.



http://www.cdc.gov/ncbddd/actearly/
hcp/index.html. 

“From birth to 5 
years, your child 
should reach 
milestones in how he 
plays, learns, speaks, 
acts and moves. Track 
your child’s 
development and act 
early if you have a 
concern.”

http://www.cdc.gov/ncbddd/actearly/hcp/index.html


Birth to Five: Watch Me Thrive! 

Coordinated public outreach campaign to promote awareness of child 
development and developmental and behavioral screening, referral, and 
follow-up. 

• Celebrating developmental 
milestones

• Promoting universal 
developmental and behavioral 
screening

• Improving early detection
• Enhancing developmental 

supports



The Partners

Administration for Children and Families

Administration for Community Living

Centers for Disease Control and Prevention

Centers for Medicare and Medicaid Services

Health Resources and Services Administration

Eunice Kennedy Shriver National Institute for                                 
Child Health and  Human Development

Substance Abuse and Mental Health Services Administration

Office of Special Education Programs, Department of Education 



Birth to Five: Watch Me Thrive! Resources

 Information on developmental milestones

 Every day tips for caregivers to promote healthy 
development

 Fact sheets on specific developmental disabilities or 
delays

 Milestone checklists and tracking tools 

 Learning modules for providers 

 Screening passport for families

 Guidance for finding help locally

http://images.google.com/imgres?q=HOME+VISITING+PROGRAM&start=78&hl=en&safe=active&biw=1280&bih=827&tbm=isch&tbnid=tgYkUf1W95KZkM:&imgrefurl=http://www.first5nevco.org/&docid=8OuoSKPyRxC9QM&imgurl=http://www.first5nevco.org/wp-content/uploads/2012/04/Backpack-kids.png&w=767&h=1057&ei=hqIJUOK1K4Xi0QGohbD_Aw&zoom=1&iact=hc&vpx=1042&vpy=6&dur=500&hovh=264&hovw=191&tx=147&ty=151&sig=102358220113930655226&page=4&tbnh=148&tbnw=105&ndsp=26&ved=1t:429,r:20,s:78,i:69


Birth to Five: Watch Me Thrive! User 
Guides 

Early Care and Education Providers

Early Intervention Service and Early Childhood         
Special Education Providers 

Families

Primary Care Providers

Communities

Child Welfare

Home Visitors

Behavioral Health Providers

Housing and Homeless Shelter Providers



https://www.acf.hhs.gov/
sites/default/files/ecd/pc
p_screening_guide_marc
h2014.pdf



Universal Developmental & Behavioral 
Screening in New Mexico





What Do We Know About Prevalence
Pediatrics. 2011 Jun;127(6):1034-42. doi: 10.1542/peds.2010-2989. Epub 2011 May 23

Details

• Children aged 3 to 17
• From 1997-2008
• Parent-survey
• Prevalence Rate of 13.87%
• Cited between 13-17%

• 1 in 4 children, age 0-5 years are at moderate or 
high risk for developmental, behavioral, or social 
delay

Conclusions

• Developmental disabilities 
reported in ~1 in 6 children in US 
in 2006-2008

• Prevalence increased 17% over 
the 12 years (1997-2008)

• Low income & public insurance 
associated with higher 
prevalence (two-fold)

Boyle CA, Boulet S, Schieve L, Cohen RA, Blumberg SJ, Yeargin-Allsopp M, Visser S, Kogan MD. Trends in the 
Prevalence of Developmental Disabilities in US Children, 1997–2008. Pediatrics. 2011 



Over the last 12 years

• Prevalence of DDs has increased 
17.1%—that’s about 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%; and,

• Prevalence of hearing loss 
decreased 30.9%.



Over The Last Ten Years

17



Autism Spectrum Disorder in 2014

• CDC estimates 1 in 68 
children with ASD

• Increase of 120% in the 
identified prevalence of ASD 
between 2002 and 2010

• This new estimate is roughly 
30 percent higher than 
previous estimates reported 
in 2012 of 1 in 88 children 
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• The number of children identified with ASD varied widely by 
community, from 1 in 175 children in areas of Alabama to 1 in 45 
children in areas of New Jersey.

• Boys were almost 5 times more likely to be identified than girls.

• ASD is reported to occur in all racial, ethnic, and socioeconomic groups

• Almost half (46%) of children identified with ASD had average or above 
average intellectual ability (IQ > 85).

• Less than half (44%) of children identified with ASD were evaluated for 
developmental concerns by the time they were 3 years old.

• On average, children identified with ASD were not diagnosed until after 
age 4, even though children can be diagnosed as early as age 2.

• 60% of monozygotic twins were concordant for autism 

• 1:5 risk of sibling recurrence 



Facts and Statistics
About 1 percent of the world population has autism spectrum disorder. (CDC, 2014)
Prevalence in the United States is estimated at 1 in 68 births. (CDC, 2014)
More than 3.5 million Americans live with an autism spectrum disorder. (Buescher et al., 2014)
Prevalence of autism in U.S. children increased by 119.4 percent from 2000 (1 in 150) to 2010 
(1 in 68). (CDC, 2014) Autism is the fastest-growing developmental disability. (CDC, 2008)
Prevalence has increased by 6-15 percent each year from 2002 to 2010. (Based on biennial 
numbers from the CDC)
Autism services cost U.S. citizens $236-262 billion annually. (Buescher et al., 2014)
A majority of costs in the U.S. are in adult services – $175-196 billion, compared to $61-66 
billion for children. (Buescher et al., 2014)
In 10 years, the annual cost will be $200-400 billion. (Autism Society estimate)
Cost of lifelong care can be reduced by 2/3 with early diagnosis and intervention. (Autism. 
2007 Sep;11(5):453-63; The economic consequences of autistic spectrum disorder among 
children in a Swedish municipality. Järbrink K1.)
1 percent of the adult population of the United Kingdom has autism spectrum disorder. 
(Brugha T.S. et al., 2011)

http://www.cdc.gov/ncbddd/autism/data.html
http://www.cdc.gov/ncbddd/autism/data.html
http://www.bloomberg.com/news/2014-06-09/autism-costs-more-than-2-million-over-patient-s-life.html
http://www.cdc.gov/ncbddd/autism/data.html
http://www.cdc.gov/features/dsdev_disabilities/
http://www.cdc.gov/ncbddd/autism/data.html
http://www.bloomberg.com/news/2014-06-09/autism-costs-more-than-2-million-over-patient-s-life.html
http://www.bloomberg.com/news/2014-06-09/autism-costs-more-than-2-million-over-patient-s-life.html
http://sfari.org/news-and-opinion/in-brief/2011/clinical-research-autism-rates-in-adults-higher-than-suspected


Understanding Risk Factors and Causes

• We do not know all of the causes of ASD. However, we have learned that there are likely 
many causes for multiple types of ASD. There may be many different factors that make a 
child more likely to have an ASD, including environmental and genetic factors.

• Most scientists agree that genes are one of the risk factors that can make a person more 
likely to develop ASD.1

• Children who have a sibling with ASD are at a higher risk of also having ASD. 2-7

• ASD tends to occur more often in people who have certain genetic or chromosomal 
conditions, such as fragile X syndrome(http://www.cdc.gov/ncbddd/fxs/facts.html) or 
tuberous sclerosis.8-15

• When taken during pregnancy, the prescription drugs valproic acid and thalidomide have 
been linked with a higher risk of ASD.12-13

• There is some evidence that the critical period for developing ASD occurs before, during, 
and immediately after birth. 14

• Children born to older parents are at greater risk for having ASD.15

http://www.cdc.gov/ncbddd/autism/research.html#ref
http://www.cdc.gov/ncbddd/autism/research.html#ref
http://www.cdc.gov/ncbddd/fxs/facts.html
http://www.nlm.nih.gov/medlineplus/ency/article/000787.htm
http://www.cdc.gov/ncbddd/autism/research.html#ref
http://www.cdc.gov/ncbddd/autism/research.html#ref
http://www.cdc.gov/ncbddd/autism/research.html#ref
http://www.cdc.gov/ncbddd/autism/research.html#ref


www.cdc.gov/ActEarly

Developmental Monitoring
and Developmental Screening



Every Child Receives 
Developmental And 
Behavioral Screening 
Early And Regularly

What Would 
It Take to 
Have  
Universal 
Development
& Behavioral 
Screening in 
New Mexico?



Looking at the Numbers

Birth Rate in NM has 
been relatively 
constant for three 
decades: 28,000 to 
30,000 babies born 
annually

Over 138,724 children 
in New Mexico under 
the age of 4. 
Representing 27% of 
population

• NM Kids Count. 
http://datacenter.kidscount.org/dat
a/tables/100-child-population-by-
singleage?loc=33&loct=2#detailed/2
/33/false/867,133,38,35,18/42,43,44
,45,46,47,48,49,50,51,52,53,54,55,56
,57,58,59,60,61/418NM

http://datacenter.kidscount.org/data/tables/100-child-population-by-singleage?loc=33&loct=2#detailed/2/33/false/867,133,38,35,18/42,43,44,45,46,47,48,49,50,51,52,53,54,55,56,57,58,59,60,61/418NM


Risk 
Factors 
Specific 
to New 
Mexico

• Poverty is a strong predictor 
of poor developmental 
outcomes in children

• Children are 3 x as likely to be 
at high risk for DD if they 
have no parent with a high 
school diploma



These data provide a one-
year snapshot of where 
the 27,251 births recorded 
in 2011 took place by the 
mother’s county of 
residence.

Total Number of Births to Women Who Were Residents of New Mexico in 2011

Source: New Mexico Birth Certificate Database, Bureau of Vital Records 
and Health Statistics, New Mexico Department of Health.  Note:  The New 
Mexico Department of Health notes that the data for Harding County is 
statistically unstable (RSE >0.30), and may fluctuate widely across time 
periods due to random variation (chance). 

Legend

Total Number of Births
In 2011

7 - 25

26 - 100

101 - 1,000

1,001 - 5,000

5,001 - 8,385



National Survey of Children’s Health
2011-2012
“During the past 12 months, was 
your child screened for being at 
risk for developmental, behavioral 
and social delays using a parent-
reported standardized screening 
tool during a health care visit?”

New 
Mexico

n = 418

No = 
61.7%

Yes = 
38.3%

National

n = 24,278

No =
69.2 %

Yes =
30.8%



National Survey of Children’s Health
2011-2012
“Percent of children, aged 4 
months to 5 years determined to 
be at moderate or high-risk based 
on parent’s specific concerns”

New Mexico 22.7%

National 26.2%



Current Action in New Mexico for Children 
Birth-Five

37,000 ft. View
• Race to the Top Early Learning Challenge

• Early Childhood Comprehensive Systems 
State Team

• Early Learning Advisory Council

• Early Childhood Accountability 
Partnership

• New Mexico Act Early State Systems 
Team

• CDC’s Act Early Ambassador to New 
Mexico

And many more ……….

On the Ground
• Early Interventionist
• Home Visitors
• Early Care Providers
• Early Childhood/Preschool 
• Public School’s Developmental 

Preschool Programs
• PreK
• Health Care Providers
• And many more…..
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New Mexico 

Act Early 
Partnership

NM Act Early 
State Systems 

Team

Act Early 
Education, 
Outreach & 

Dissemination

DSI Quality 
Improvement

Early Child 
Development 
and Disability 

Policy & 
Advocacy

Act Early 
Ambassador for 

New Mexico

Early Child 
Development 
and Disability 

Research & 
Development

New Mexico Act Early Partnership



The Evidence

• Seventy percent of all 
developmental delays or 
behavioral issues are not 
diagnosed until after entry into 
kindergarten

• Early diagnosis and appropriate 
referral for services improves a 
child’s chances of having a normal 
educational outcome

• The majority of such conditions can 
be identified by standardized 
developmental screening tools 



Learn the Signs. Act Early.

www.cdc.gov/ActEarly
32

AAP Developmental Screening Guidelines

The American Academy of 
Pediatrics recommends 
developmental screening at 
well-child visits

• All children screened to assess 
their general development at 
9,18 and 24 or 30 months

• All children screened for ASDs 
at 18 & 24 months

1 in 4 children at risk for having a 
developmental disability

9-Month-Old Child

18-Month-Old Child

24-Month-Old Child



American Academy of Family Physicians: 
Direction from the Literature
• Empirical literature on clinical 

recommendations for screening 
in PCPs is inconsistent and often 
insufficient to direct the Family 
Physician

• Am Fam Physician. 2011;84(5):544-549. Copyright © 2011 American 
Academy of Family Physicians

U.S. Preventative Services Task 
Force (USPSTF 2006): 

• Evidence does not support 
recommendation for or against 
screening to detect 
speech/language delay

• Strong evidence to support 
specific clinical preventative 
services

AAFP agreed with USPSTF’s findings



That said….

• Recommended Curriculum Guidelines 
for Family Practice Residents Care of 
Infants and Children

• Corporate Reimbursement Policy 
Developmental Delay Screening and 
Testing Guidelines 2015

• http://www.srfmr.org/Pediatrics-
the%20care%20of%20children/AAFP%20peds%20core%20compe
tencies.pdf

“The American Association 
of Family Physicians 
(AAFP) and the American 
Academy of Pediatricians 
(AAP) agree that 
developmental delay 
screening is a necessary 
part of every child’s 
medical evaluation”





Primary Care for Children with Autism

PAUL S. CARBONE, MD, and MEGAN  FARLEY, PhD, University of Utah, Salt Lake City, Utah
TOBY DAVIS, DO, St. Luke’s Family Medicine, Meridian, Idaho



Obstacles





Developmental Surveillance 

• A flexible, continuous process whereby knowledgeable professionals 
perform skilled observations of children during the provision of health care 
or in an educational setting

• Components of developmental surveillance include: 
• eliciting and attending to parental concerns

• obtaining a relevant developmental history

• making accurate and informative observations of children

• sharing opinions and concerns with other relevant professionals & family members 

Age-appropriate developmental checklists to record milestones 
can be part of developmental surveillance



Learn the Signs. Act Early.

www.cdc.gov/ActEarly
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Sample of Surveillance Tools



Is 
Surveillance 
Enough?

• Over 2100 children younger than 30 
months participated 

• Randomly assigned to a group that 
received developmental screenings or 
a group monitored through 
surveillance alone

• Results: Children who participated in 
a developmental screening program 
were twice as  likely to be identified 
with developmental delays and 
receive early intervention services in 
a timely fashion than the other group

• TAKE AWAY: Developmental 
screenings will identify more children 
in need than surveillance methods

Pediatrics. 2013 Jan;131(1):30-7. 
doi: 10.1542/peds.2012-0765. 
Epub 2012 Dec 17



Developmental Screening

• A brief assessment procedure 
designed to identify children who 
should receive more intensive 
diagnosis or assessment

• Developmental screening is 
designed to answer one question: 
Does this child need further 
evaluation?



Common Standardized Screening Tools in 
Pediatric Practices

• Ages and Stages Questionnaire 
(ASQ 3)

• PEDS: Parents Evaluation of 
Developmental Status

• SWYC: Survey of Well-Being in 
Young Children

• MCHAT R/F: Modified Checklist 
for Autism in Toddlers

Must Be Reliable and Valid



Tool Age 
Range

Time
Required

Reading 
Level

Languages

Ages and Stages
Questionaire-3

1 month to 5.5 
years

10-15 minutes 4th – 6th grade English, Spanish, 
French, Korean

Parents’ 
Evaluation of 
Developmental 
Status (PEDS)

Birth to 8 years 2 to 5 minutes 4th-5th grade English + 13 more

Denver
Developmental 
Screening Test II

Birth to 6 years 20 to 30 minutes Not Available English, Spanish

Survey of Well-
Being in Young 
Children (SWYC)

Birth to 5 years 10-15 minutes 6th grade English, Spanish, 
Portuguese, Nepali, 
Burmese, and 
Bulgarian



Tool Sensitivity Specificity Validated Cost

Ages and Stages
Questionaire-3

85 86 Yes $275.00 for Starter 
Kit

Parents’ 
Evaluation of 
Developmental 
Status (PEDS)

74-80 70-80 Yes $299 + for Starter 
Kit

Denver
Developmental 
Screening Test II

56-83 43-80 No English, Spanish

Survey of Well-
Being in Young 
Children (SWYC)

Comparable to 
longer screening 
instruments 

Comparable to 
longer screening 
instruments 

6th grade Free and in public 
domain



Tool Age 
Range

Time
Required

Reading 
Level

Languages

Modified 
Checklist for 
Autism in 
Toddlers R/F

16-30 months 10-15 minutes; 
longer with follow 
up interview 
questions

6th grade English + 8 more 

With Follow-up
Interview

Same Depends on 
responses; some 
responses require 
deeper probes

6th grade English + 8 more



Tool Sensitivity Specificity Validated Cost

Modified 
Checklist for 
Autism in 
Toddlers R/F

86-96 95-96 Yes Free for 
educational, clinical 
and research use

With Follow-up 
Interview

79-92 99-99 Yes Free for 
educational, clinical 
and research use
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Denver Developmental Screening Test (DDST) 
& the Denver  II

50



Example SWYC Forms

12-Month 24-MonthMilestones

Social/ 

Emotional 

Behavior



Page 2 (on the back)

12-Month 24-MonthAutism

Family Risk

Questions



DevelopmentBehavior

Family Context



MCHAT R/F



Let’s talk about: • Your essential, irreplaceable role in 
developmental monitoring and early 
identification

• Why you?

• Why is early identification important?

• What can make this easier for you?



Learn the Signs. Act Early.

www.cdc.gov/ActEarly
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Why You?

• You are parents’ 
most trusted source 
for high-quality and 
comprehensive 
information about 
early child 
development



Child Healthcare Providers
The one place nearly all children are seen

• 90% of children age birth-
five years are seen by a 
primary care provider 

• In New Mexico, over half of 
children are seen by Family 
Practice 

• Efforts must include 
Pediatricians and Family 
Practice



62% of New Mexico 3 & 4 year olds not in preschool = 
~35,000 children



The Issue

 1 in 4 children, age 0-5 years, are at moderate or high 
risk for developmental, behavioral, or social delay

 AAP recommends screening of all children 
for developmental, behavioral, and 
social delays at 9, 18, and 24 or 30 months 

 Less than 50% of pediatricians use valid 
and reliable screening tools

 Children who have developmental delays are at 

greater risk for later emotional and behavioral 

problems and poor educational achievement



Learn the Signs. Act Early.

www.cdc.gov/ActEarly
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Milestone Moments Booklet



www.cdc.gov/ActEarly



Five Screens in 
Four Visits by 

Three Years of Age



Five screens at four appointments by 
3 years (30 months)

or or



Learn the Signs. Act Early.

www.cdc.gov/ActEarly
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Free Continuing Education Opportunity

• Free online courses eligible for 
CME, CNE and CEU credits

• Identifying

• Diagnosing

• Managing

• In-Class Curriculum
• Teaching Guide

• Video Library





New Mexico 

Act Early Partnership

Social/Emotional

Height

Weight

Head 
Circumference

Development

Environmental

Behavioral

Healthy Babies 
All Around



New Mexico Act Early Partnership
Social/Emotional

Height

Weight

Head 
Circumference

Development

Environmental

Behavioral

Healthy Babies All Around



nancylewis@salud.unm.edu

Thank you


