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a beginner.




Case-based learning
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How an FASD diagnosis helps
What is FASD-informed care?

New app-based study to do
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What is FASD?
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Fetal Alcohol
Spectrum Disorders

* Fetal alcohol syndrome is just the
tip of the iceberg
* >80% don't have physical features

Isolated, mild SIDS,
effects severe effects

| e EEEE—




PAE Changes Brain Size and Shape

Areas in red are where the brain is smaller or thinner,
relative to typical brain shape
Sowell et al., 2002



People with FASD Have to Work Harder

Prenatal alcohol exposure
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Strengths of People with FASD
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Kautz-Turnbull et al., 2022






FASD is one of the
most prevalent
developmental

disabilities
1.1 to 5% of
general population
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Rates of FASD are
even higher in
special populations

6 to 17% in child
welfare or mental
health settings




FASD is Often Missed or
Misdiagnosed

Conduct
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Why?




How does this
Impact
families?




4 Why Diagnose
FASD?




How is this
relevant for
mental health
providers?

Percentage of Lifetime Mental
Health Diagnosis by Age Group for
People with FASD
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Neurobehavioral Disorder
associated with Prenatal

Alcohol Exposure (ND-PAE)

 Can be coded under 315.8 "Other
Specified Neurodevelopmental
Disorders"”

» Specific criteria in section of
"Conditions for Further Study"

DIAGNOSTIC AND STATISTICAL
MANUAL OF
MENTAL DISORDERS

FIFTH EDITION

DSM-5

AMERICAN PSYCHIATRIC ASSOCIATION




ND-PAE Criteria at a Glance

Neurocognitive Self-Regulation Adaptive Greater than
Functioning (1+) (14) Functioning (2+) Minimal
Prenatal
Global 1Q « Mood or » Communication Alcohol
Executive behavioral * Social Exposure

functioning regulation communication
Learning » Attention and interaction

Memory y ImpUISe ContrOI * DC“Iy IIVIng SkIIIS DIAGNOSTIC AND STATISTICAL

MANUAL OF

Visual-spatial * Motor skills MENTAL DISORDERS

FIFTH EDITION

DSM-5°

AMERICAN PSYCHIATRIC ASSOCIATION




How do | know if
there is prenatal
alcohol exposure?




How Does an
FASD Diagnosis
Help?




Clinical Benefits of an
FASD Diagnosis

n Provides an understanding for
confusing symptoms

e Helps the child and family get the
right treatment

e Offers opportunity to connect with
others in the FASD community




Resedrch
Evidence

An FASD diagnosis, especially
before age 6, can help prevent:

. School disruptions
‘ Placement breakdowns

Inpatient mental health or
justice system confinement

Alcohol and substance use
problems



Examining
our Own
Hesitancy

How does stigma impact my
assumptions and behavior
around diagnosis?



We have a diagnhosis...
Now what?

F” ?/

‘fﬂ







Thoughts Thoughts

o Neurodevelopmental

Feeling ineffective .
Consequence & frustrated; less Preventative

Strategies

Increased
confidence;

greater success

successful : :
managing behavior, Strategles S

behavior

N

Behavior Feelings Behavior Feelings



Helping the Family
Overcome Effects of
Stigma
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Find, Build &
Use Strengths

Essential Elements
of
FASD-Informed Care

Individual-
Level
Impaiments

Olson et al,, in press



Some Existing Resources

A TREATMENT IMPROVEMENT PROTOCOL

Addressing Fetal Alcohol
Spectrum Disorders

Curr Dev Disord Rep (2015) 2:187-198 ®°_Mk
DOI 10.1007/540474-015-0056-4.

FETAL ALCOHOL SYNDROME (J KABLE, SECTION EDITOR)

Advancing Recognition of Fetal Alcohol Spectrum Disorders:
the Proposed DSM-5 Diagnosis of “Neurobehavioral Disorder
Associated with Prenatal Alcohol Exposure (ND-PAE)”
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Abstract Fetal alcohol spectrum disorders (FASD) are a sur-
prisingly common, yet under-identified set of lifelong
neurodevelopmental disabilities with substantial economic
and social costs—and high rates of debilitating secondary
conditions. An advance in the field of FASD is a proposed
diagnostic category included in the 2013 Diagnostic and Sta-
tistical Manual for Mental Health Disorders (DSM-5):
“Neurobehavioral Disorder Associated with Prenatal Alcohol
Exposure” (ND-PAE). With clinical guidelines to inform its
use, appropriate recognition of ND-PAE can allow wider iden-
tification of individuals impacted by alcohol’s teratogenic ef-
fects. Accurately recognizing that a diagnosis of ND-PAE
might apply can inform health and mental health providers
about when to refer for specialty assessment, and suggest
when and how to adapt usual treatments or access tailored
interventions. This paper explains the evolution in diagnostic
terms, discusses clinical use of ND-PAE, explores dilemmas,
and presents ideas for “FASD-informed care” for individuals
who meet proposed ND-PAE criteria.

Keywords FASD - Fetal alcohol spectrum disorders - Fetal
- Alcohol.

disorder - Partial - Aloohol-rehedbirth
defects - Treatment - Diagnosis - Diagnostic techniques and
procedures - Nomenclature - Prenatal exposure delayed
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Introduction

A compelling body of basic and human research has document-
ed the teratogenic effects of prenatal alcohol exposure (PAE).
Describing the full range of clinically concerning effects associ-
ated with PAE, the term “fetal alcohol spectrum disorders”
(FASD) [1, 2] was accepted in 2004 by consensus of govern-
mental, research, and advocacy organizations. The tem FASD
refers 10 a set of lifelong neurodevelopmental disabilities with
strikingly high rates of'secondary problems in daily function [3].

Recent estimates of FASD prevalence, using in-school ac-
tive case ascertainment studies, are as high as 2-5 % in the
USA and some Wester European countries [4]. Estimates do
vary depending on the methodology used. In clinical settings,
recent data indicates that diagnoses of conditions in the cate-
gory of FASD are likely being missed or misdiagnosed [5+].
FASD, and the effects of PAE, are a global health problem.
Though difficult to estimate, very high economic and social
costs of FASD have been documented in multiple countries
[6-8). Caregivers raising children with FASD have many un-
met important needs [9]. These caregivers also show signifi-
cant parenting stress [10], at levels higher than those raising
children with autism [11]. Over the lifespan, caregivers and
individuals with FASD interact with a wide range of service
systems, but frequently encounter barriers. Most centrally,
providers lack knowledge about FASD [12+].

Use of the term FASD has improved community aware-
ness of impairments often seen in those affected by PAE,
even when obvious physical signs are absent, But FASD is

9 Springer




Families Moving Forward (FMF) Program

* Evidence-based positive parenting
program for FASD

* Incorporates essential elements of
FASD-informed care

Positive Other

Behavior + Meieiiemel + Techniques
Support Interviewing CBT+

¢

FMF
Program




Q Seattle, WA, USA B2 familiesmovingforward@seattlechildrens.org

Families Moving Forward Program

FASD Intervention, Training & Research

Home About ¥ Training ¥ Innovation & Research + Resources FMF Portal ~

FMF Specialist Training




Making FASD-Informed Care More

Accessible

Learning Modules
* 12 core modules, 3 levels
» Educational text and audio
+ Exercises to practice content

F M F CO NnnN eCt d p p + Animation and video
for caregivers of e

» User builds personalized section

children with FASD ':E%E-:{%ﬁ?}ggd.seleaed
ages 3-12

Dashboard .
* Summary of progress G“::_"
o . ettin:

» Badges earned, child behavior, e

ratings, usage metrics

Lovel 2

Taking Acfion

|

Eamily Forum
» Users share ideas, ask
questions, get support
+ Organized in sub-forums
* Moderated by trained peers

. Lists of books, websites,
other resources
« Optional fact sheets




New Opportunity to
Learn an Accessible
Way to do FASD-

Informed Care




Provider-Assisted FMF Connect

N this StUdy @ Effective tools to screen for FASD

you will get: ‘ Learn how to use ND-PAE criteria

o With templates for documentation

Access to the FMF Connect app you
can use with families

A provider dashboard with easy

access to materials and tools to track
progress




Participate in a focus
group to inform
new app for
£ mental health providers

| , to use with families

| https:/ /bit.ly/Providerapp
L opment of Provider-Assisted Families
_ Moving Forward Connect

UNIVERSITY of

i‘“ M1
Yoy ROCHESTER HOPE

IMEDICAL CENTER family center
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Questions?




