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DIAGNOSTIC DILEMMAS
• Accessing services and care are limited by availability of health practitioners available to make an FASD 

diagnosis

• Historically, an FASD diagnosis was only done in the context of complex multi-disciplinary teams
• Limited expertise (national shortage of geneticists and developmental pediatricians)
• Limited expertise within psychologists and other healthcare providers to contribute to the diagnosis
• These have limited the growth of multidisciplinary teams so that only about a handful of clinics have 

been actively doing this across the country

• Paying for these assessments has also been complicated
• Time and effort associated with running the multidisciplinary teams does mix well with current 

healthcare models of service delivery (RVU demands)

• Q86.0 is seen by some payors as a “medical diagnosis” and claims have been rejected when used by 
mental health professionals

Ethically, greater diagnostic availability can be viewed as an advancement in 
equitable access to healthcare, reducing disparities in the recognition and 
treatment of affected individuals



Popova, et al, 2023: Nature Reviews, 

https://doi.org/10.1038/s41572-023-

00420-x



LACK OF CONSENSUS IN MAKING A 
FASD DIAGNOSIS
• Methods and procedures for making a diagnosis are not uniform 

internationally or even within the United States

• Recent research has identified that these different methods result in 
substantial disagreement about who should make a diagnosis.

• The International Consensus Committee for the Research Classification of 
FASD (ICC) has been working towards developing standards for 
improving our diagnostic methodology-but the progress has been slow

• Normative comparison charts for defining palpebral fissure length have 
varied and have been based on limited data sets





ICC-CONSENSUS PFL CHARTS-IN PROGRESS-
BASED ON >9,000 CASE RECORDS
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WHY WAS A 
DSM-5 
DIAGNOSIS 
NEEDED FOR 
INDIVIDUALS 
WITH AN 
FASD?

 There was no specific mental health code that adequately documents 
the cognitive and mental health impact of PAE

 Intellectual Deficiency

 Cognitive impairment, NOS

 Unspecified emotional and behavioral disturbance

 ADD-ADHD 

 The existing diagnostic codes  (760.710 do not adequately capture their 
mental health needs)  

 Children with FASD may not respond to treatment regimens developed 
using the existing codes similarly, which may lead to inappropriate 
treatments 

 When seeking mental health care (assessments or interventions), 
providers and families often struggle with obtaining appropriate 
reimbursement for habilitative care





DSM-5 Released May 2013

Pages  798-801



315.8 Other Specified Neurodevelopmental Disorder:ND-PAE



NEUROBEHAVIORAL DISORDER ASSOCIATED WITH 
PRENATAL ALCOHOL EXPOSURE

Domain: 
Neurocognitive 

Impairment

•Global IQ (IQ < 70)

• Executive function 
impairment

• Learning impairment

• Memory impairment

• Visual spatial 
reasoning impairment

Domain: 
Impairment 

in Self-
regulation 

•Impairment in mood or 
behavioral regulation
•Attention deficits

•Impairment in impulse 
control

Domain: 

Deficits in 
Adaptive 

Functioning 
Skills

•Communication 
deficit
•Social impairment

•Daily living skills 
impairment

•Motor impairment

ND-PAE

History of More 

than Minimal 

Levels of PAE*

Symptoms

* >13 drinks per month or 

more than 2 on one occasion



History of More than 
Minimal Levels of PAE

 Amount not specified in actual criteria, but guidelines are in the supporting text

 >13 drinks per month or more than 2 on one occasion

 If child meets criteria for full FAS then ND-PAE can be diagnosed without 

documented exposure

 Documentation can be from maternal self-report, medical and other records, 

or clinical observation



Neurocognitive Impairment

B. Neurocognitive impairment, as evidenced by 1 (or more) of the following:

• Global intellectual impairment
• Impairment in executive functioning
• Impairment in learning
• Impairment in memory 
• Impairment in visual spatial reasoning



Impairment in Self-
regulation 

C. Impairment in self-regulation in 1 (or more) of the following: 

• Impairment in mood or behavioral regulation (e.g., mood lability; negative affect or irritability; 

frequent behavioral outbursts). 

• Attention deficit (e.g., difficulty encoding new information; difficulty shifting attention; 

difficulty sustaining mental effort).

• Impairment in impulse control (e.g., difficulty waiting turn; difficulty complying with rules; 

confabulating; taking possessions of others).



Deficits in Adaptive 
Functioning Skills

D. Deficits in adaptive functioning as manifested in 2 (or more) of the following, 

including at least 1 of (1) or (2):

• Communication deficit (e.g., delayed acquisition of language; difficulty 

understanding spoken language; difficulty using language to express self so 

that the listener understands).

• Social impairment (e.g., overly friendly with strangers; difficulty reading social 

cues; difficulty understanding social consequences; acting too young).

• Impairment in daily living (delayed toileting, feeding, or bathing; problems 

following rules of personal safety; difficulty managing daily schedule).

• Motor impairment (e.g., poor fine motor development; delayed attainment of 

gross motor milestones or ongoing deficits in gross motor function; problems in 

coordination and balance).



• E. The onset of the disturbance (symptoms in Criteria B, C, 
and D) is before 18 years of age. 

• F. The disturbance causes clinically significant distress or 
impairment in social, occupational, or other important areas 
of functioning. 

• G. The disturbance is not better explained by the direct 
physiological effects associated with postnatal use of a 
substance (e.g., medication, alcohol or other drugs), a 
general medical condition (e.g., traumatic brain injury, 
delirium, dementia), other known teratogens (e.g., Fetal 
Hydantoin syndrome), genetic condition (e.g., Williams 
syndrome, Down syndrome, Cornelia de Lange syndrome), 
or environmental neglect and/or abuse.



EARLY VALIDATION ATTEMPTS ON ND-PAE CRITERIA

58 children referred for multidisciplinary FASD assessment were evaluated.

Used factor analysis to validate symptoms

Concluded that ND-PAE has some empirical support, but the proposed DSM-5 criteria require 

further refinement and validation and noted that adaptive behavior may be a particularly 

important component of the diagnosis.

Sanders, J.L., Netelenbos, N., & Dei, S.O. (2020).Construct and factorial validity of Neurobehavioral Disorder
associated with Prenatal Alcohol Exposure (ND-PAE). BMC Psychology, 8, 53.



PROGRESS IN  VALIDATING THE DISORDER

Samples Studied
• MILE Cohort-A sample of children between 3-10 years of age who had been identified as having 

FAS or pFAS and had enrolled in math intervention study Funded by a CDC Cooperative 
agreement # U84-CCU320162-02 and this analysis was carried out with the support of the 
National Institute of Alcohol Abuse and Alcoholism subcontract #10313752 to grant # U01 
AA019879-01)

• CIFASD-A multi-site sample of children who had a history of PAE recruited from FAS diagnostic 
clinics or the community to evaluate alcohol exposed children and youth ages 5 to 17 years in 
comparison to appropriate contrast groups to identify alcohol-specific teratogenic effects on 
cognition Funded by the support of support of the National Institute of Alcohol Abuse and 
Alcoholism subcontract #10313752 to grant # U01 AA019879-01 and U01 AA014834 (Mattson) 
/Collaborative Initiative on Fetal Alcohol Spectrum Disorders (CIFASD)

• CoFASP –A multi-site sample of children who enrolled into a study designed to to establish the 
prevalence of FASD in school-aged children Funded by the support of support of the National 
Institute of Alcohol Abuse and Alcoholism subcontract #10313752  and U01 AA019879 
(Chambers) and  U01X (May)/ The Collaboration on FASD Prevalence (CoFASP)



ND-PAE Disease Severity
Extreme 

Symptoms

No  

Symptoms

Latent Trait Of Disease Severity

Individuals with a history of PAE are anticipated to have variability in ND-PAE 
symptomatology allowing for a comparison of cohesiveness and necessity of each item 
to identify the latent trait of disorder severity. 

MILE

CIFASD

CoFASP



Internal Consistency of 12 ND-PAE Symptoms 
Across Samples
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OTHER EVALUATIONS
1. Altering the threshold of the symptoms (1.5 vs 2.0 standard 

deviation units)

2. Systematic evaluations of criteria for adaptive function



• Results indicate that the ND-PAE criteria are useful in identifying affected 
children-adequate breadth of coverage

• Results are limited to children with known exposure history at this point

• Criteria had good internal validity, especially after modifying AF criteria-
homogenous symptoms across 3 samples

• Diagnosis occurs more often in those identified as ND-PAE RISK relative to 
controls: discriminative validity

• Using a 1.0 SD cutoff and the revised AF criteria yielded the strongest model (AUC 
= .831), although specificity was higher when using the 1.5 SD cutoff-
(discriminative validity)

• Additional modifications to the criteria (e.g., changing general cognitive cutoff to 
1.5 SD?)

General Conclusions



FUTURE
• Nothing in clinical science is “perfect” on-going research and further refinement is always 

welcome

• Generally, ND-PAE seems to have increased awareness and comfort with providing the 
diagnosis-thereby expanding access to care

• Still difficult to count for public health purposes the number of individuals impacted
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