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WPPNT Reminders
How to join the Zoom webinar
• Online: https://dhswi.zoomgov.com/j/1606358142
• Phone: 669-254-5252
• Enter the Webinar ID: 160 635 8142#.

– Press # again to join. (There is no participant ID)

Reminders for participants
• Join online or by phone by 11 a.m. Central and wait for the host to start the webinar. Your camera and audio/microphone are 

disabled.
• Download or view the presentation materials. The evaluation survey opens at 11:59 a.m. the day of the presentation.
• Ask questions to the presenter(s) in the Zoom Q&A window. Each presenter will decide when to address questions. People who 

join by phone cannot ask questions.
• Use Zoom chat messages to communicate with the WPPNT coordinator or to share information related to the presentation.

• Participate live or view the recording to earn continuing education hours (CEHs). Complete the evaluation survey within two 
weeks of the live presentation and confirmation of your CEH will be returned by email.

• A link to the video recording of the presentation is posted within four business days of the presentation.
• Presentation materials, evaluations, and video recordings are on the WPPNT webpage: 

https://www.dhs.wisconsin.gov/wppnt/2021.htm.

https://dhswi.zoomgov.com/j/1606358142
https://www.dhs.wisconsin.gov/wppnt/2021.htm
https://www.dhs.wisconsin.gov/wppnt/2021.htm
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Learning Objectives
 Describe the range of effects of prenatal 

alcohol exposure, their prevalence and their 
relevance to the well-being of those exposed

 Identify the stigma surrounding alcohol use 
during pregnancy as a major barrier to its 
prevention, to screening women prior to or 
early In pregnancy, and to the identification and 
diagnosis of affected infants and children.

 Develop practices in the health care setting to 
try to minimize stigmatization of women 
regarding alcohol use.
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 PAE: Prenatal Alcohol Exposure 
 Does not imply effect

 FASD: Fetal Alcohol Spectrum Disorders 
 Umbrella term for the range of effects that can result from prenatal alcohol 

exposure (not a specific diagnosis)
 Encompasses a group of specific disorders (more on these later), including:

 FAS: Fetal Alcohol Syndrome
 The most recognizable diagnosis in the spectrum

 ND-PAE: Neurobehavioral disorder associated with prenatal alcohol 
exposure. 
 New category in DSM-5 Section III: Emerging Measures and Models 
 Defines more precisely the developmental and behavioral manifestations of 

PAE

FASD Terminology and Acronyms



The Umbrella of FASD

Fetal Alcohol 
Syndrome (FAS)

Alcohol Related 
Birth Defects 

(ARBD) Neurobehavioral 
Disorder-associated 
with Prenatal Alcohol 
Exposure (ND-PAE)

Alcohol Related 
Neurodevelopmental 

Disorder (ARND)

Partial Fetal Alcohol 
Syndrome (pFAS)



FASDs – Brief Descriptions
Fetal Alcohol Syndrome (FAS) and Partial 
FAS (PFAS) - Facial features and CNS 
dysfunction or anomalies, with or without 
growth deficits
ARBD - Congenital anomalies without 
neurodevelopmental-behavioral effects (rare)
ARND - Neurodevelopmental-behavioral 
effects without major dysmorphic features 
(common)
ND-PAE – Neurodevelopmental-behavioral 
effects regardless of dysmorphic features; for 
use by behavioral health providers



 Most common preventable cause of intellectual disability and 
behavior problems – likely seen in most practices.  

 Effects can be lifelong.
 Affects development and function more so than other drugs or 

teratogens.  
“Of all the substances of abuse, including cocaine, heroin, and marijuana, alcohol 

produces by far the most serious neurobehavioral effects in the fetus.”  
Institute of Medicine, 1996

 Can contribute to a range of growth deficits and structural 
anomalies (FASD)

Prenatal Alcohol Exposure:
Relevance to Practice



Brain Regions Affected by Prenatal 
Alcohol Exposure
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FASD: Relevance to Practice:  
High Prevalence

 Prevalence in a Midwestern city (May, 2014):
 FAS: 6-9/1000 children 
 All FASD: 24-48 /1000 children (2.4% to 4.8%)

 Increased prevalence among children in 
poverty (Lange, 2013)

 FAS: 60/1000 children (6%)
 All FASD: 169/1000 children (16.9%)



FASD: Perspectives on Prevalence
Birth defect Prevalence

Down syndrome 1.2/1000 births

Cleft lip +/- palate 1.2/1000 births

Spina bifida 1/1000 births

Autism 12.5-16/1000*

Fetal Alcohol Syndrome (FAS) 6-9/1000*

All FASDs 24-48/1000* 
(May, 2014)

*per 1000 school age children 



 Developmental, cognitive, or behavioral 
concerns

 Growth deficits
 History of maternal alcohol or drug use
 A sibling diagnosed with a FASD
 Dysmorphic facial characteristics associated 

with FAS are present

Initial Identification:
How will children with FASDs 

present?



 Risk factors:
 Other exposures associated with alcohol use (eg, 

tobacco, marijuana, cocaine, methamphetamine)
 Adoption, particularly from endemic region (eg, 

Russia, Eastern Europe)
 Foster care

 Parental concern

Initial Identification: 
How will children with FASDs 

present?



Diagnostic Assessment Domains

 History of prenatal alcohol exposure (later)
 CNS (structural and functional/developmental)
 Growth
 Facial dysmorphism



Neurobehavioral Effects
Neurocognitive deficits

• Low IQ or developmental delay
• Executive functioning deficits
• Impaired learning, memory or 

specific learning problems (esp. visual-spatial and math)
• Motor functioning delays for younger children



Neurobehavioral Effects

Self-regulation problems
 Self-soothing, sleep
 Difficulty managing mood
 Behavior management 

issues
 Attention problems (esp. 

shifting attention)
 Poor impulse control



Neurobehavioral Effects

Difficulty learning/Delayed adaptive 
skills
 Communication deficits, especially social 

communications such a understanding 
idioms or jokes

 Problems with social skills
 Problems with self care or

daily living skills



Neurobehavioral Assessment
 Developmental screening and routine behavioral 

history may be sufficient if it shows clear 
cognitive and behavioral or global deficits

 Most will require referral for psychological 
assessment of neurocognition, self regulation  
and adaptive function
 Template referral letters available
 Request that the psychologist use tests that will 

examine the affected domains in ND-PAE
 Review data – do deficits fit the diagnosis?
 Data review checklist available



Physical Effects
 Weight and/or length growth 

deficiency (pre or post natal)
 Microcephaly
 Abnormal brain structures 
 Dysmorphic facial features:

• Short palpebral fissures
• Smooth philtrum
• Thin vermillion border

PEDIATRICS Vol. 115 No. 1 January  2005



Physical Assessment
Growth measurements
Palpebral fissure length
Eye/vision
Midface recession/hypoplasia 
Philtrum, lip (lip/philtrum guide)
Palate
Heart
Elbows, digits
Examination for other minor anomalies characteristic of FAS, and 
those that could lead to the suspicion of another genetic syndrome



Available FASD Diagnostic Guidelines
Currently available guidelines:
 Updated Clinical Guidelines for 

Diagnosing Fetal Alcohol 
Spectrum Disorders (Hoyme et 
al, Pediatrics, 2016)

 Canadian guidelines for 
diagnosis (Cook et al, CMAJ, 
2015)

 CDC National Task Force on 
FAS and FAE (2004) 

 FASD 4-digit diagnostic code 
(Astley and Clarren, Alcohol, 
2000)

Historically available guidelines: 
 A practical clinical approach to 

diagnosis of fetal alcohol spectrum 
disorders: clarification of the 1996 
Institute of Medicine criteria 
(Hoyme et al, Pediatrics, 2005) 

 Fetal alcohol spectrum disorder: 
Canadian guidelines for diagnosis 
(Chudley et al, CMAJ) 2005

 Fetal Alcohol Syndrome (The 
Lancet, 1973) 
The Diagnostic and Statistical Manual version 5 published by the American 
Psychological Association also proposes criteria for neurobehavioral 
disorder associated with prenatal alcohol exposure.



Pathway to a Diagnosis
 The AAP FASD Toolkit 

(www.aap.org/fasd) is a 
comprehensive resource for 
identification, diagnosis and 
medical home management 
on patients with a FASD

 Toolkit includes information on 
common diagnostic 
approaches and tools, a flow 
diagram for evaluation of 
FASDs, and guidelines for 
referral and diagnosis.



Indications for Referral
 For diagnosis: If uncertain whether findings satisfy 

criteria, depending on available resources:
 FASD diagnostic clinic
 Genetics and dysmorphology clinic
 Neurodevelopmental/behavioral pediatrician (gaining 

expertise in this area)
 Neuropsychologist or behavioral psychologists who can 

work through the ND-PAE route
 For determination of needs for education and 

behavioral management:
 Neuropsychologist, clinical psychologist, school 

psychologist as available



Potential Benefits of a Diagnosis

 Parental relief in the knowledge that the child’s problems 
have a known biological basis

 Facilitates access to evidence-based interventions
 Avoids unnecessary additional testing and non-specific 

referrals or interventions
 Discussing the cause with a biological mother may reduce 

recurrence risk in future offspring 



Risk of Diagnosis: The Stigma Problem
Stigma: 

unfixable Bias in management

Stigma: 
blame

Relationship between 
mother & provider

Stigma:  not 
in my 

practice
Bias against diagnosis

Stigma: high 
risk 

population

Bias towards populations 
perceived to be at higher risk



Studies of stigma

Mothers who drink during pregnancy:
 Greater than mothers of children with FASDs (empathy?)
 Greater than for women with serious mental illness, 

substance abuse disorders, or jail experience
 Corrigan et. al, ACER, 2017

 Corrigan et. Al., Drug Alc Dep, 2018 



Who Drinks During Pregnancy?

 Biennial CDC Behavioral Risk Factor Surveillance 
Surveys:
 Women who drink during pregnancy come from all 

social, economic and ethnic groups
 Nationally, 1 in 10 women report alcohol use during 

pregnancy 



Who Drinks During Pregnancy?
 Among pregnant women, the highest prevalence of 

reported alcohol use was among those who were:
 Aged 35-44 years (18.6%)
 Employed
 College graduates (13.0%)
 Unmarried  (4.6 x married) 

• Tan, Denny, Cheal, Sniezek & Kanny, 2015



Information landscape; what do we know?

 PAE is completely preventable, in theory 
 FAS reports widely published in 1973 – 48 years ago
 Effective public health campaigns (for some)
 Standard part of pregnancy counseling
 “Everyone knows this” – general knowledge
 Prevention is the mainstay of addressing FASD



Why stigma??

 Preventability implies opportunity
 Opportunity implies responsibility
 Therefore, failure to prevent = failure of 

responsibility = shame

But let’s examine…



Avoiding alcohol use during pregnancy 
requires:

 Awareness and accurate information regarding risk
 Acceptance of risk vs. life experience
 Awareness of pregnancy (half are unplanned)
 Control over alcohol use or willingness to get help and 

resources to get it

None of these are universal!



Effects of shame and stigmatization
 Reluctance to acknowledge risk of alcohol use
 Reluctance to seek help with drinking cessation 

before or during pregnancy (increases risk)
 Reluctance to admit alcohol use during past 

pregnancy especially if the child has 
manifestations (limits ability to make a diagnosis 
in many cases)



Erasing stigma

 Preventability implies opportunity
 Opportunity implies responsibility
 Therefore, failure to prevent = failure of 

responsibility = shame



The Diagnostic Assessment: Exposure 
history

 Awareness/acknowledgement of stigma, bias, and 
potential impact of questions on provider/parent 
relationship

 Approach with empathy – there was no intent to harm
 Find common ground: best interest of the child
 Work toward details (eg, number of standard drinks, timing 

during pregnancy, pattern of drinking)



Exposure History in Context
 Screening all children for PAE before suspicion or recognition of 

problems is ideal
 Introduce review of family, social, and pregnancy histories as part of 

assessment
 Work up through general exposures, any that caused concern, 

medications, recreational drugs, then alcohol
 Acknowledge that alcohol is commonly consumed before pregnancy is 

recognized
 Assurance  that purpose of question is not to blame but to help child



Delivering the Diagnosis
 Approach should be similar to delivering other diagnoses 

of disorders that have significant impact on a child’s future.
 Be sensitive to the possibility of stigma, particularly when 

the biological mother is involved. 
 Only in the most clear-cut cases of FAS should the 

diagnosis be made despite the mother’s adamant denial of 
alcohol use during pregnancy.

 Reference to intent/benefit of diagnosis (to enhance 
services) is helpful.



Diagnosis Established 
What now?

 Counsel re: Natural history (risk of neurodevelopmental 
manifestations over time)

 Medical Home:  http://www.aafp.org/practice-
management/transformation/pcmh.html

 AAP toolkit:  www.aap.org/fasd



Take Home Messages

 FASD are more common than recognized.  Most 
providers of care for children or adults with 
behavioral health issues likely have patients in their 
practice with a FASD

 Obtaining history of prenatal exposure to alcohol is 
good practice and should be routine for all pediatric 
patients

 Children will most often present with 
neurodevelopmental/neurobehavioral problems

 A comprehensive physical and behavior 
assessment is best to establish the appropriate 
diagnosis and care plan



Resources
 Centers for Disease Control and Prevention (CDC): 

www.cdc.gov/ncbddd/fasd/index.ht
 National Institute on Alcohol Abuse and Alcoholism: 

www.niaaa.nih.gov
 American Academy of Pediatrics (AAP): www.aap.org/fasd
 FASD United (formerly National Organization on Fetal 

Alcohol Syndrome): www.FASDUnited.org
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Supplemental information on the diagnostic 
assessment



Palpebral Fissure Length (PFL) 
Measurement

 Measure from inner to outer 
canthus following the angle 
of the face

 Plot measurement on 
graphs available (i.e. in 
Smith’s Recognizable 
Pattern of Human 
Malformation)

 Short PFL defined as <10th

centile



Lip and Philtrum Assessment
 Ensure the patient has a 

neutral expression
 Smiling will falsely increase 

the score
 Place guide alongside face
 Score lip and philtrum 

separately
 4 or 5 is considered positive

Am J Med Genet A. 2015 Apr;167A(4):752-5

http://www.ncbi.nlm.nih.gov/pubmed/?term=hoyme+southafrican+lip
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