
Please do not use without express written permission from the creator. Data compilation (c) 2024 P. Madonna Mooney info@fasdmaine.org 
1



FASD is the most common cause of intellectual disability 
and birth defects in the U.S.

0% 1% 2% 3% 4% 5%

Spina Bifida

Down Syndrome

Autism Spectrum Disorder

FASDs

1 in 2,758 births

1 in 700 births

1 in 36 children

1 in 20 school aged children

CDC MMWR March 2023 Autism  Prevalence “The data come from 11 communities in the Autism and Developmental Disabilities Monitoring (ADDM) Network and are not representative of the entire 
United States.”
CDC Spina Bifida Data & Statistics https://www.cdc.gov/ncbddd/spinabifida/data.html
Mai CT, Isenburg JL, Canfield MA, Meyer RE, Correa A, Alverson CJ, Lupo PJ, Riehle‐Colarusso T, Cho SJ, Aggarwal D, Kirby RS. National population‐based estimates for major birth defects, 2010–
2014. Birth Defects Research. 2019; 111(18): 1420-1435
May PA, et al. Prevalence of Fetal Alcohol Spectrum Disorders in 4 US Communities. JAMA. Online February 2, 2018
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Alcohol Use in Pregnant Adults U.S.

1 in 7 reported drinking alcohol in the last 30 days

1 in 20 binge drank  
(4 or more drinks on one or more occasions)

                                                                                                                             

        

CDC BRFSS Data  MMWR  Jan 2022 3



Alcohol Use in Pregnant Adults
New England

1 in 6 reported drinking alcohol in last 30 days

     

2nd highest rate of alcohol use among all regions of U.S.

CDC BRFSS Data  MMWR  Jan 2022 4



Maine Alcohol Use Rate in Pregnancy
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Red Flags for Alcohol Use During Pregnancy

• Drank alcohol before pregnancy

• Binge drank before pregnancy

• Tobacco use before pregnancy 

• Any drug/substance use

• Partner violence, partner drinks
 

• 35 yo or older

• Higher income, higher education
Page, Kimberly, et al. Prevalence of Marijuana Use in Pregnant Women with Concurrent Opioid Use Disorder or Alcohol use in Pregnancy. Addiction Science & Clinical Practice (2022) 17:3*
Jarlenski, Marian, et al. Polysubstance Use Among US Women of Reproductive Age Who Use Opioids for Nonmedical Reasons. American Journal of Public Health. 2017 August;107(8): 1308-131
Prevalence of Legal and Illicit Substance Use in the Past 30 Days Among US Reproductive-Aged Women Who Use Opioids for Nonmedical Reasons: National Survey of Drug Use and Health,(SAMHSA) 2005-2014
Washio Y, Martin CE, Goldstein ND, Terplan M. Characteristics of pregnant women who reported alcohol use at admission to substance use treatment. J Subst Abuse Treat. 2017;82:82–6
Ethen, Mary K., et al. Alcohol Consumption By Women Before and After Pregnancy. Maternal Child Health Journal. 2009 March;13(2):274-285
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3 Months Before Pregnancy           Third Trimester
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PRAMS MCH Indicators 202 1Maine
Maine SEOW Dashboard 2021 

67.3%                        11.3%

24.6%                        11.1%

19.8%           11.0%

8.7%                          2.8%

5.4% ND



Alcohol Use Maine Women  62.26%   Age 18-44

8

132,000



Binge Drinking Maine Women  35.3%   Age 18-44
Among those who reported alcohol use
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Unintended Pregnancy 
Maine 30%
US  41%

46,000



Opportunities for Prevention, Diagnosis, Support
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Juvenile Justice
Adult Incarceration

K-12 Mainstream
Special Education
CDS

PAE/FASD

OB/GYN/PEDS
Behavioral/Mental Health
Services

Foster Care
Substance Exposed Infants

Mehr JB, et al. Intimate partner violence, substance use, and health comorbidities among women: A narrative review. Front. Psychol. 13:1028375. doi: 10.3389/fpsyg.2022.1028375
Screening for Prenatal Alcohol Exposure: An Implementation Guide for Pediatric Primary Care Providers AAP
Fetal Alcohol Spectrum Disorders Prevention ACOG

Intimate Partner Violence  
IPV-EW



Disparities in diagnosis/care of individuals with an FASD

FASD
• Identified at higher rates in Native American, Black, and low-

SES communities compared to White and middle/upper class 
communities.

Autism/ ADHD 
• Both diagnoses given to White individuals more frequently than 

Black, Indigenous, and People of Color (BIPOC).

11

Rockhold MN, Gimbel BA, Richardson AA, Kautz-Turnbull C, Speybroeck EL, de Water E, Myers J, Hargrove E, May M, Abdi SS and Petrenko CLM (2024) Racial and ethnic 
disparities in psychological care for individuals with FASD: a dis/ability studies and critical race theory perspective toward improving prevention, assessment/diagnosis, and 
intervention. Front. Public Health 12:1355802. doi: 10.3389/fpubh.2024.1355802

https://www.frontiersin.org/journals/public-health/articles/10.3389/fpubh.2024.1355802/full


FASD is prevalent in foster care

• Rates of FASD are 17 to 19 times higher in child welfare systems than in 

the general population. 

• Of 1400 Washington State FASD clinic patients with confirmed PAE:    70% 

were no longer in the care of their birth parents.*

• On average these children had three out-of-home placements.

Tenenbaum, A., Mandel, A., Dor, T. et al. Fetal alcohol spectrum disorder among pre-adopted and foster children. BMC Pediatr 20, 275 (2020)
Popova S, Lange S, Shield K, Burd L, Rehm J. Prevalence of fetal alcohol spectrum disorder among special sub-populations: a systematic review and meta-analysis. Addict. 2019
Petrenko,Christie, et al. “I’m doing my part, I just need help from the community:” Intervention implications of foster and adoptive parents’ experiences raising children and young adults with FASD. Journal 
of Family Nursing. 2019;25(2):314-347
Chasnoff, Ira J., et al. Misdiagnosis and Missed Diagnosis in Foster and Adopted Children with Prenatal Alcohol Exposure. Pediatrics 2015; 135(2):264-270
Lange, Shannon, et al. Prevalence of fetal alcohol spectrum disorders in child care settings: a meta-analysis. Pediatrics132.4 (2013): e980-e995
Astley, S. J. Profile of the first 1,400 patients receiving diagnostic evaluations for fetal alcohol spectrum disorder at the Washington State Fetal Alcohol Syndrome Diagnostic & Prevention Network. Can J 
Clin Pharmacol. Winter 2010;17(1), e132-e164*
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Parental Substance Use Factor
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Maine Child Welfare Report 2023Maine US
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Entered Maine Foster Care Each Year
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Annie E Casey Kids Count Maine
U.S. DHHS AFCARS   Maine 2012 - 2022

1246

20% children entered foster care due to SEI report



Reported Substance Exposed Infants
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692
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927

Annie E Casey KIDS Count Data 2022 Maine

Total 2013-2022   9040



Special Ed and FASD

Under federal IDEA:
• FASD does not have its own category (e.g., Autism) 

• FASD is not a “named condition” under any IDEA category. 
(e.g., ADHD under “Other Health Impairment”)

• California and Alaska are the only states that include FASD as a 
named condition, under Other Health Impairment (OHI).

16

Colorado https://www.cde.state.co.us/cdesped/guidance_determiningeligibility_sped_students_ohi
Minnesota https://education.mn.gov/MDE/dse/sped/cat/ohd/info/059855
California https://www.calhealthreport.org/2022/12/20/theres-a-new-pathway-to-special-education-for-up-to-300000-california-children/
Alaska https://education.alaska.gov/Media/Default/static/covid/AK_SPED_Handbook.pdf

https://www.cde.state.co.us/cdesped/guidance_determiningeligibility_sped_students_ohi
https://education.mn.gov/MDE/dse/sped/cat/ohd/info/059855
https://www.calhealthreport.org/2022/12/20/theres-a-new-pathway-to-special-education-for-up-to-300000-california-children/


Maine Special Education by IDEA Category
(Total 30,503    20%)

0%

5%

10%

15%

20%

25%

30%

35%

Specific
Learning
Disability

OHI Speech
Language

impariment

Autism Multiple
Disabilities

Emo
Disturbance

Intellectual
Disability

Hearing
Impairment

Dev Delay Orthopedic
Impairment

TBI Visual
Impairment

Deaf-Blindness

17Maine Special Ed https://www.maine.gov/doe/data-reporting/reporting/warehouse/SpecialEdStateStats
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FASD co-occurring  disabilities

Other Health Impairment (OHI)
• ADHD (most common diagnosis in this category) 

Specific Learning Disabilities
• Auditory Processing Disorder
• Dyscalculia (Math Disorder)
• Dysgraphia

Speech or Language Impairment
• Expressive and receptive language

18



Foster Children in Maine Schools 1276
Special Education 42%
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Special Ed
     

      
General Ed 

740

Maine DOE Data Help Desk Request May  2023

536



CCLP 2020 Investigation Report on Long Creek 
Recommendations

“In addition, there is growing evidence that the prevalence of 

Fetal Alcohol Spectrum Disorders (FASD) is pronounced among 

incarcerated youth… Thus, in addition to screening youth for TBI, 

youth should also be screened for FASD at all entry points into 

the behavioral health and juvenile justice systems.”(p.58)

20Center for Children’s Law and Policy et al. (2020). Maine Juvenile Justice System Assessment.



Long Creek Youth

21

Behavioral Health      
Services 

Center for Children’s Law and Policy, et al. (2020). Maine Juvenile Justice System

69%

Child Welfare
Investigation

65% 67%Section 504
8% Special Education



Mental Health Diagnoses at Commitment

Most common mental health diagnoses:
Females 
• PTSD
• Mood Disorder
• ADHD
Males 
• ADHD
• Mood Disorder
• PTSD/DD
(Excluding conduct disorders)

22Profile of Youth Commitment at Long Creek Youth Development Center 2016  CCLP, et al. (2020) Maine Juvenile Justice System Assessment

3 or more diagnoses
84.6%



Types of Behavioral Health Services Received 
Year Prior to Commitment 
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23

Center for Children’s Law and Policy, et al. (2020). Maine Juvenile Justice System



Opportunities for Prevention, Diagnosis, Support
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Juvenile Justice
Adult Incarceration

K-12 Mainstream
Special Education
CDS

PAE/FASD

OB/GYN/PEDS
Behavioral/Mental Health
Services

Foster Care
Substance Exposed Infants

Mehr JB, et al. Intimate partner violence, substance use, and health comorbidities among women: A narrative review. Front. Psychol. 13:1028375. 
doi: 10.3389/fpsyg.2022.1028375

Intimate Partner Violence  
IPV-EW



What is FASD?
And  Why Doe s It  Ma t te r??

Lynn  Cole , RN, DNP
Assoc ia te  Division  Ch ie f
Division  of Deve lop m enta l & Beha viora l Ped ia t ric s
Un ive rsity of Rocheste r Med ica l Cente r



All experience neurobehavioral impact, 
including some combination of difficulty in :
• Learning
• Memory
• Executive Function
• Emotion Regulation

Fetal Alcohol 
Spectrum  Disorders
• Fetal alcohol syndrome (FAS) = “tip of the iceberg”

• Most people with FASD do NOT have facial features

• Adaptive Functioning
• Social Skills
• Sensory processing



Developmental Unfolding



FASD is  one  of t he  
m ost  p reva le nt  
d eve lop m e nta l 

d isa b ilit ie s

1.1 to 5% of 
g e ne ra l p op ula t ion

May et al., 2018



Ra te s  of FASD a re  eve n  
h ig he r in  

sp e c ia l p op ula t ions

6 to 17% in child 
we lfa re  or m e nta l 

he a lth  se t t ing s

Popova et al., 2019



FASD is Often Missed  or 
Misd ia g nosed

Aut ism

PTSD

RAD

ADHD

ODD

Anxie ty

Cond uc t  
Disord e r

DMDD

Inte rm it te n t  
exp losive  
d isord e r

Physic a l 
He a lt h  

Disord e rs

OCD

De p re ssion SUD

Pe rsona lity 
Disord e r



FASD is  not  
inc lud e d  in  

p rovid e r 
e d uc a t ion

Pre na ta l 
a lc ohol 

exp osure  not  
a sse sse d

Lim ite d  
d ia g nost ic  
c a p a c ity

St ig m a

Why?



How does this 
im p a ct  

fa m ilie s?



How Does an 
FASD Dia g nosis 

He lp ?



1

2

3

Provides an understanding for 
confusing  sym ptom s

He lp s the  ch ild  a nd  fa m ily g e t  the  
rig ht  t re a tm ent

Offe rs op p ortun ity to connect  with  
othe rs in  the  FASD com m unity

Clin ica l Bene fit s  of a n  
FASD Dia g nosis



Lived Experience Perspective

Morgan, age 19



Alcohol & substance use 
problems

F
A
S
D

Primary Disabilities 
(FASD)

Physical Health

Adverse Impacts

School disruption

Protective factors: Early diagnosis, services, and a stable home

Barriers: Low FASD awareness, limited access to diagnostic services 

Learning and 
Behavior

Placement breakdowns

Inpatient mental health or 
justice system confinement

Research Evidence



Diagnosis

• Alcohol Exposure
• Facial Features
• Growth
• Brain abnormality
• Neurobehavioral Features



Fetal Alcohol 
Syndrome (FAS)

Neurobehavioral 
impairment

Facial features

Growth delay

Structural brain 
difference 

Partial FAS (pFAS)

Neurobehavioral 
impairment

Facial features

If exposure 
unknown: growth 

OR structural

Alcohol-Related 
Neurodevelopmental 

Disorder (ARND)

Neurobehavioral 
impairment

Confirmed 
prenatal alcohol 

exposure

Hoyme et al., 2016

IOM/HOYME CRITERIA – MEDICAL 
PROVIDERS



ND-PAE

Self-regulation 
(one or more)

Neurocognitive 
functioning (one or 

more)

Adaptive functioning 
(two or more)

Communication or social 
impairment required 

History of more than 
minimal prenatal 
alcohol exposure

Global 
intellectual 
impairment

Executive 
functioning 
impairment

Learning 
impairment

Memory 
impairment

Visual-spatial 
reasoning 
impairment

Mood or 
behavioral 
regulation 
impairment

Impulse control 
impairment

Attention deficit

Communication 
deficit

Motor skills 
impairment

Daily living skills 
impairment

Social 
communication 
and interaction 

deficit

Doyle & Mattson, 2015

DSM-5 – Mental Health OR Medical Providers



We have a diagnosis... 
Now wha t?



Can't I just do 
wha t  I a lrea d y 

know?
FASD is m ore  tha n  the  sum  of it s  "p a rt s."

 
GOOD NEWS: You ca n  a p p ly som e  st ra ig ht  
forwa rd  p rinc ip le s to a d a p t  your a p p roa ch  

for FASD!



Uneven 
Profile s



Benefits of Reframing! 
Th ough t s

Fe e lin gsBe h avio r

Willful

Consequence
Strategies

Feeling ineffective 
& frustrated; less 

successful 
managing behavior

Thoughts

Neurodevelopmental

Feelings

Increased 
confidence; 

greater success 
managing 
behavior

Behavior

Preventative
Strategies



• Evidence -based positive parenting 
program for FASD

• Incorporates essential elements of 
FASD-informed care

Positive 
Behavior 
Support

Motivational 
Interviewing

Other 
Techniques

CBT+

FMF
Program

Families Moving Forward (FMF) Program



Making FASD-In form ed  Ca re  More  Accessib le

FMF Connect  a p p  
for ca reg ive rs of 

ch ild ren  with  FASD 
a g es 3-12





www.fasdcollaborative.com



Progress in Maine!

• SAFEST Choice National Learning Collaborative since 2021   February 2025         
safestchoice@bmc.org            September 2025

• Maine AAP Foster Care Committee 2021
• Maine DOE  CDS  2021- 2022
• Sweetser   Diagnosing and Supporting FASD    2022, 2023, 2024
• Maine Association of School Psychologists MASP  2023, 2024
• MaineHealth Psychiatry Grand Rounds 2023  Douglas Waite MD March 11, 2025
• Northern Light OB Grand Rounds  ACOG FASD Champion Erin Bradly MD  2022
• RSU 1    MSAD 75     School Clinical Staff  2023

48

mailto:safestchoice@bmc.org
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Pediatric Cohort February 2025
Prenatal Cohort September 2025
Contact: safestchoice@bmc.org



Resources
• fasdmaine.org
• fasdunited.org
• Families Moving Forward  familiesmovingforwardprogram.org
• Maine Children’s Alliance  mekids.org
• SAFEST Choice Learning Collaborative  Boston Medical Center
• AAP FASD Toolkit 
• AUDIT-US    Audit 1-3     Alcohol Use Screening Tool
• CDC Collaborative for Alcohol-Free Pregnancy
• “Trying Differently Rather than Harder” Diane Malbin MSW
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