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Workshop Learning Objectives

1. Define fetal alcohol spectrum disorders.

2. Discuss effective strategies for preventing alcohol-exposed
pregnancies and fetal alcohol spectrum disorders.

3. Describe how FASDs can manifest in individuals in
childhood, adolescence, or adulthood.

4. Discuss effect strategies for supporting people with an
FASD as they transition in care across the lifespan.

QOQQO FASD NATIONAL PARTNER NETWORK
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Workshop Outline

1.  Fetal alcohol spectrum disorders: An introduction, facilitated by Gina Schumaker and
Jenn Wisdahl; Lecture by Dr. Quinlan

2. Manifestations of FASDs in late adolescence/adulthood: Lecture by Dr. Quinlan; Q&A
facilitated by Gina Schumaker and Jenn Wisdahl|

Break

3. Universal screening and brief intervention (ASBI/SBIRT) with case studies & practice:
Lecture by Dr. Bauer, case studies facilitated by Lily Bastian

Break
4. Manifestations of FASDs in children 0-17: Lecture by Dr. Senturias

5. Transitioning to adulthood and continuing support/care: Moderated Q&A with Dr.
Senturias, Gina Schmaker, and Jenn Wisdahl|

Break

6. What healthcare providers can do to support transition in care: Case studies,
discussion, and Q&A facilitated by Lily Bastian

7.  Supporting people with an FASD or other types of neurodiversity through _
reproductive healthcare and/or pregnancy discussion: Q&A facilitated by Lily Bastian

Wrap up/Evaluation

QO QQOD FASD NATIONAL PARTNER NETWORK

b@@@@@@@@@@@@@@@@@@@@@@@@@@



Neurodiversity - What is it? Why does it

matter?

 Neurodiversity is the idea that people experience
and engage with people and the world arounad
them In many different ways

* You can be working with someone who identifies
as neurodiverse and not know It

« From a neu rodiversi(’gly?oositive perspective, there
are no deficits, only differences in the way people
Interact with their environment

 When we identify, support, and embrace these
differences, we can Increase acceptance and
g\c_lusmn of all people, improving health and well-
eing

Nicole Baumer & Julia Frueh (2021) What is neurodiversity?
www.health.harvard.edu/blog/what-is-neurodiversity-202111232645

QO QQOD FASD NATIONAL PARTNER NETWORK
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Neurodiverse Conditions Can Have
Overlapping Symptoms

There may be differences in similar parts of the brain,
affecting how that person functions and interacts
with their environment.

Neurodiverse conditions can include:

» Attention deficit/hyperactivity disorder (ADHD)

» Autism spectrum disorder (ASD)

 Traumatic brain injury (TBIl — due to accidents, stroke, etc.)
* Learning disabillities, e.g., dyscalculia, dyslexia

* Fetal alcohol spectrum disorders (FASDs)

QOQQO FASD NATIONAL PARTNER NETWORK

b@@@@@@@@@@@@@@@@@@@@@@@@@@



FASDs: A Lens for Discussing
Neurodiversity

* People with an FASD have unigue neurodevelopmental
profiles that may impact their cognitive, behavioral, and
social functions

 Highlights the importance of understanding and
supporting people with diverse neurological differences

* A neurodiversity-informed approach promotes
acceptance, inclusion, and empowerment

» Tools and discussion provided In this workshop may
open doors to further conversation about how
healthcare providers can best support heurodiverse
Individuals in their practice

FASD United (2023) Learn more about different tables & saving seats:
Q0 QQO FASD NATIONAL PARTNER NETWORK Neurodiversity. fasdunited.org/qgive-fasd-a-seat-at-the-table/
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Words Matter

This Photo by Unknown Author is licensed under CC BY
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https://ijwpc.mcgill.ca/article/view/303
https://creativecommons.org/licenses/by/3.0/

A Tale of Two Women - Who has an FASD?
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A Tale of Two Women - Who drank during
preghancy??
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Fetal Alcohol Spectrum Disorders (FASD)

» Fetal alcohol syndrome (FAS)

» Partial fetal alcohol syndrome (PFAS)

» Alcohol-related neurodevelopmental

disorder (ARND)
» Alcohol-related birth defects (AR

=

D)

Hoyme, Pediatrics 2016
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Prenatal Alcohol Exposure

Prenatal alcohol exposure includes at least one of the
following:

« 6 or more drinks/week for >= 2 weeks during pregnancy
» 3 or more drinks/occasion on >= 2 occasions during pregnancy

» Alcohol related social or legal problems around the time of
pregnancy

Lab documented intoxication during pregnancy

Positive test for alcohol exposure biomarkers during pregnhancy

Positive validated screening tool for increased prenatal risk
associated with alcohol use during pregnhancy

Hoyme, Pediatrics, 2016

QO QQO FASD NATIONAL PARTNER NETWORK
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Prenatal Alcohol Exposure

Documentation includes drinking levels reported
by the mother three months before pregnancy
recognition or at the time of a positive pregnancy
test.

Information must be obtained by the mother or a
reliable source, such as family member, social
service agency, or medical record

Hoyme, Pediatrics, 2016

QO QQO FASD NATIONAL PARTNER NETWORK

b@@@@@@@@@@@@@@@@@@@@@@@@@@



) ) 1) ) ) ) ) ) ) ) 1) ) ) ) ) 0) ) ) 1) ) 1) ) ) ) ) ) )

[
i
(-
™
-8
;
(C S0
- £
g 1 |
Q
-
DI LM
i
A= o g
O -
—
i, =
) o
- O
0 _m
o~ S
O H
© =
<L G
Z
[
o
<
o
™ 4
o )
™~ o
K
z
(]
n
<

12
10
3
B
A
2
0



Impact of Alcohol Use

Alcohol Consumption
 Most common teratogen

* Most common cause of intellectual disability (non
inherited)

Binge Drinking
« Behavioral problems
 Physical deformities

Joya, Birth Defects Res A Clin Mol Teratol, 2015
Alvik, Alcohol Clin Exp Res, 2013

QOQQO FASD NATIONAL PARTNER NETWORK
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Prevalence

FASD
« US -33.5in 1,000 children
 Worldwide - 22.8 in 1,000 children

FAS
e US - 0.3-0.8 in 1,000 children
 Worldwide - 2.9 in 1,000 children

Average age at diagnosis = 48.3 months

Fox, MMWR Morb Mortal Wkly Rep, 2015
Roozen, Alcohol Clin Exp Res, 2016

Moberg, Birth Defects Res, 2014
QOQQO FASD NATIONAL PARTNER NETWORK
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Findings Associated with Alcohol Use

Facial dysmorphology * Central nervous system
« Short palpebral fissure dysfunction
 Thin vermillion border of the  Head circumference < 10t %tile
upper lip for age
« Smooth philtrum * Structural brain abnormalities
Growth deficiency * Recurrent seizures (nonfebrile)
 Prenatal or postnatal * Neurobehavioral impairments
« Height and/or weight < 10t * Global impairment OR
%tile for age * Deficit in >= 1 domain

e >=1.5SD below the mean

QOQQO FASD NATIONAL PARTNER NETWORK
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Facial Dysmorphology

Short Palpebral Fissures

« <= 10t %tile for age
and race

Lip and Philtrum scores
of 4 or 5 using University
of Washington scoring
guide

QOQQ0O FASD NATIONAL PARTNER NETWORK

OUTERCANTHAL DISTANCE

INTERPUPLLARY DISTANCE

INNERCANTHAL DISTANCE

L. PALPEBRAL FISSURE —
LENGTH

FASD 4-Digit Diagnostic Code
© 2014 Susan Astley, University of Washington fasdpn.org

Lip-Philtrum Guide | Philtrum Guide

For use as a digital image on a smartphone or tablet.
Printing invalidates Guide.
Square ensures length by width ratio of image is correct.
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Palpebral Fissure Length (PFL) Z-score Calculator

Instructions: Enter data in yellow cells. All remaining cells will automatically compute.

Fatient birth date Date PFL Measured Patient's age Patient's PFL

(mm/dd/yyyy) (mm/dd/yyyy) (years) (mm}
January 1, 1990 January 1, 2000 | 10.00 28.00
lm} . -

PEL Normal Growth Chart Applicable Age Range Mean PFL for Mormal Population Patient’s F:,FL
(mm) f-score
Caucasian Male or Female (Hal, 1383) 0-16 yrs 28.69 -0.51
Canadian Female (Clarren et al, 2010} 6-16 yrs 26.03 1.55
Canadian Male (Clarren et al, 2010} 6-16 yrs 26.49 1.07
Scandinavian Female (Stromland et al., 1999) 0-18 yrs 26.84 0.88
Scandinavian Male (Stromland et al., 1959) 0-18 yrs 27.43 0.42

QO QQO FASD NATIONAL PARTNER NETWORK

* The PFL z-score reflects how many standard dewviations (SDs) the patient’s PFL is above or below the normal population mean. For
example, if 1 year-old child had a PFL = 20 mm, that child’s PFL would be 1.27 50s below the population mean on the Stromland
male PFL charts.

The University of Washington uses the Stromland PFL charts for Caucasians (click here to learn why)

References:
Astley SJ. Canadian palpebral fissure length growth charts reflect a8 good fit for two school and FASD clinic-based U5, populations. J
FPopul Ther Clinc Pharmacol 2011:18(2 }:e231 -e241:April 8. 2011

Clarren Sk, Chudley AE._Wong L. Friesen J. Brant B. Mormal distribution of palpebral fissure lengths in Canadian school age children.
Can J Clin Pharmacoogy 2010:17(1)-eb7-78.

Hall JG, Froster-Iskenius UG, Allanson JE. Handbook of Marmal Physical Measurements. Ouxford University Press, 1989

depts.washington.edu/fasdpn/htmls/diagnostic-tools.htm
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Structural Brain Abnormalities

Includes:
* Temporal lobe asymmetry

* Change in size or shape of:
 Corpus callosum
 Cerebellum
 Basal ganglia

MRI is the test of choice to identify structural
abnormalities

QOQQO FASD NATIONAL PARTNER NETWORK
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Neurobehavioral Disabilities

Domains include:
 Deficient global intellectual ability
* Deficient cognition
* Poor behavior
* Poor self-regulation
* Poor adaptive skills

Disability in at least 2 domains
>= 1.5 SD from the mean for age

QOQQ0 FASD NATIONAL PARTNER NETWORK
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Fetal Alcohol Syndrome

. +/- documented exposure

* Facial dysmorphology (2 or more)

* Growth deficiency

» Central nervous system dysfunction
* Neurobehavioral impairments

QOQQO FASD NATIONAL PARTNER NETWORK
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Partial Fetal Alcohol Syndrome

« Documented * No documented prenatal
prenatal exposure to exposure to alcohol
alcohol ol ol

. Facial dClal aysmorpnoiogy
dysmorphology O R * Neurobehavioral

- Neurobehavioral DE el TS
IMmpalrments * Growth deficiency

 +/- Growth deficiency OR

e +/- Central nervous

: e Central nervous system
system dysfunction Y

dysfunction

QO QQO FASD NATIONAL PARTNER NETWORK
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Alcohol-Related Neurodevelopmental
Disorder

« Documented prenatal exposure to alcohol

 Neurobehavioral impairments

 Global impairment
OR
* Deficits in >=2 domains

» Definitive dilagnosis after age 3

QOQQO FASD NATIONAL PARTNER NETWORK
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Alcohol-Related Birth Defects

* Documented exposure to alcohol during pregnancy

» Malformations and dysplasias of:
* Heart
* Bone
 Kidney
* Vision
* Hearing systems

m FASD NATIONAL PARTNER NETWORK pubs.niaaa.nih.gov/publications/arh25-3/153-158.htm
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Differential Diagnosis

Aarskog Syndrome X-linked recessive FGD1 mutation

Bloom Syndrome Autosomal recessive BLM mutation
Cornelia de Lange Syndrome Autosomal dominant or X-linked dominant mutations
Dubowitz Syndrome Unknown

Fetal Hydantoin Syndrome Phenytoin exposure prenatally

Fetal Valproate Syndrome Valproate exposure prenatally

Noonan Syndrome Autosomal dominant PTPN11 mutation
Phenylalanine Embryopathy Maternal phenylketonuria

Toluene Embryopathy Toluene exposure prenatally
Velocardiofacial Syndrome Autosomal dominant 22q11 microdeletion
Williams Syndrome Heterozygous 7q11, 23 deletion

QOQQO FASD NATIONAL PARTNER NETWORK
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Multidisciplinary Evaluation and Treatment
Team

* Audiologist * Neurologist * Psychiatrist
* Cardiologist * Occupational * Psychotherapist
* Developmental therapist °* Sensory
pediatrician  Ophthalmologist integration
Physical therapist therapist

* Developmental e Social worker

therapist * Play therapist
. . . * Special education
* Family therapist * Primary care
. . ohysician teachers
Nephrologist e Speech-language
pathologist

Hoyme, Pediatrics, 2016
QOQQO FASD NATIONEL PARTNER NETWORK Chasnoff Pediatrics, 2015
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Treatment

e There is no cure for FASD

e Most recommendations for treatment are based
on expert opinion

* Multidisciplinary teams are important in
optimizing care

« Commonly occurring conditions need to be
addressed

QO QQO FASD NATION#AL PARTNER NETWORK
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Commonly Occurring Conditions

Auditory Chronic Serous Otitis
Hearing loss — conductive, neurosensory

Cardiac Aberrant great vessels

ASD

VSD
Gl Enteric neuropathy
Musculoskeletal Camptodactyly and clinodactyly

Flexion contractures
Hypoplastic nails
Radioulnar synostosis
Scoliosis

Spinal malformations

Norman, Dev Disabil Res Rev, 2009; Popova, Lancet, 2016; Pediatrics, 2000;
QOQQ0O FASD NATIONSL PARTNER NETWORK Caputo, Birth Defects Res C Embryo Today, 2016; Gummel, Eur J Ophthalmol, 2013
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Commonly Occurring Conditions

Neurologic Microcephaly
Seizure disorders
Spinal cord and structural brain abnormalities

Vision Ptosis
Retinal malformation
Strabismus
Visual impairment

Orofacial Cleft lip and palate
Psychiatric ADD/ADHD Language disorder
Conduct disorder Oppositional defiant disorder
Intellectual disability Substance use disorder
Kidney Kidney abnormality (a-, dys-, hypoplastic
Horseshoe kidney
Hydronephrosis

Ureteral duplications

QOQQ0O FASD NATION#L PARTNER NETWORK
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Nutritional Support

e 1. of childhood with unmet basic needs

1/3 of childhood with someone who abuses alcohol or drugs
>50% do not consume the recommended dietary allowance of:
* Fiber
e Calcium
« Vitamins D, E, and K

Nutritionist and Social Worker referrals are necessary when
problems are identified

High calorie foods and supplements may be required

Streissguth. ) Dev Behav Pediatr, 2004
Fuglestad Neurotoxicol Teratol, 2013

Young., Adv Nutr, 2014
QO0QQO FASD NATIONAL PARTNER NETWORK
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Behavioral Health Support

Increased risk of:
« ADD/ADHD - 40-90%
« Mood Disorders - 50%
« Oppositional Defiant Disorder - 38%

Medications may be beneficial

Behavioral Therapy has shown some effectiveness
 Play Therapy
e Children’s Friendship Training
» Case Managers

Burd, Neurotoxicol Teratol, 2003
Fryer, Pediatrics, 2007
O’Connor, Am J Drug Alcohol Abus,. 2002

Davis, J Dev Phys Disabil, 2011
QOQQO FASD NATIONEL PARTNER NETWORK
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Family Support

« By age 12, 61% experience physical or sexual abuse or witnessing
domestic violence

« Those who remain in the care of their biologic mother are more likely
to experience family dysfunction and instability

« Those who are raised in stable homes have improved outcomes

e Interventions should be aimed at stabilizing the home environment
and improving parent-child interactions

« Parental substance abuse referrals
« Child discipline courses

« Parent support groups

 Child protective services

Bertrand, MMWR Recomm Rep, 2005
Streissguth AP, Bookstein FL, Barr HM, Sampson, J Dev Behav Pediatr,

QOQQO FASD NATIONAL PARTNER NETWORK 2004
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UNIVERSAL ALCOHOL SCREENING AND BRIEF INTERVENTION (SBIRT):
PREVENTION OF ALCOHOL-EXPOSED PREGNANCY — FETAL ALCOHOL
SPECTRUM DISORDERS

Samuel T. Bauer, MD, MBA, FACHE, CPE, FACOG

Associate Professor, Obstetrics and Gynecology — Maternal-Fetal Medicine
Medical Director, Duke Perinatal, Quality and Digital Health
Duke Health
06.07.2024
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| have no financial relationship with a
commercial entity producing health-care
related products and/or services.
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DISCLAIMER

We recognize that the ob-gyn field and parts of this
presentation default to gendered and patient-provider
language, but we do want to acknowledge that the term
‘woman” does not include all people who can get pregnant
and not all people are patients.

QOQQO FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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OBJECTIVES

Learn about:

Overview of fetal alcohol spectrum disorders (FASDSs) in
pregnancy

Preventing alcohol-exposed pregnancy

—acts about alcohol use among pregnant women
Recommended screening and brief intervention techniques
Strategies to Improve outcomes

Q w FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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HISTORY OF ALCOHOL USE IN PREGNANCY

The term FAS (Fetal Alcohol — ~—— In 1981 the Surgeon
Syndrome) was first used in General issued an i
1973 by Dr. David Smith and advisory against drinking
Dr. Ken Lyons Jones at the during pregnancy, which
University of Washington. was updated in 2005.
1960 1970 1980 1990 2000 2010 2020
- J
—

In the 1970s and 1980s, ethanol was
used as a tocolytic to delay preterm
labor, until studies found that it is
harmful to the fetus and does not
perform better than a placebo.!
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FETAL ALCOHOL SPECTRUM
DISORDERS (FASDs)3

Describes the range of effects that
can occur in an individual who is
exposed to alcohol during the 9-

month prenatal period before
birth.

Effects may include physical,
mental, behavioral, and/or
learning disabilities with possible
lifelong implications.

The term FASD is not intended
for use as a clinical diagnosis.

m FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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DIAGNOSTIC TERMS UNDER THE
UMBRELLA OF FASDs

» Fetal alcohol syndrome (FAS)

 FAS is the medical diagnosis Q86.0 in
the International Classification of
Diseases (ICD-10)

« Partial fetal alcohol syndrome (pFAS)

« Neurobehavioral disorder associated
with prenatal alcohol exposure (ND-
PAE)

» Alcohol-related neurodevelopmental
disorder (ARND)

« Alcohol-related birth defects (ARBD)

w FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists



WHAT CAUSES FASDs?

The cause of FASDs Is
fetal exposure to alcohol
during the pregnancy.

Alcohol is a teratogen;
thus capable of
Interfering with the
development of a fetus,
causing birth defects.

mm FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists



FACTS ABOUT FASDs

Prenatal alcohol use is the
leading preventable cause
of birth defects,
developmental disabilities,
and learning disabillities.

Most FASDs are not visible
and cannot be diaghosed
at birth.

w FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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Source: www.cdc.qov/vitalsigns/fasd/index.html

m FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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POPULATION LEVEL RELATIONSHIP BETWEEN
PREVALENCE OF ALCOHOL USE DURING PREGNANCY
AND FAS“

Global prevalence (%) of alcohol use Global prevalence (per 10,000 people)
(any amount) during pregnancy among of FAS among the general population in
the general population in 2012. 2012.

m FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists mf



RISKY ALCOHOL USE IS COMMON

e More than 3 million U.S.
Individuals are at risk of an
alcohol-exposed
pregnancy.?

« Although it is not
recommended to drink
alcohol, 3 In 4 who want to
get pregnant as soon as
possible report drinking
alcohol.>

* Fetal alcohol spectrum
disorders are preventable.

m FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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PREGNANT WOMEN IN THE U S AGED 18 4Ldy

T

1in 9 pregnant women report alcohol use.*

Of the pregnant women who use alcohol, 11n 3 report binge drinking.**

Source: CDC Behavioral Risk Factor Surveillance System (BRESS), United States, 2015-2017
*Drinking alcohol was defined as having at least one drink of any alcoholic beverage in the past 30 days.
*Binge drinking was defined as having consumed four or more drinks on at least one occasion in the past 30 days.

QOQQ0O FASD NATIONAL PARTNER NETWORK
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USE THAN WOMEN IN THEIR SECOND AND THIRD

TRIMESTERS

ALCOHOL USE
DURING PREGNANCY

Did not report current alcohol use

B Reported current alcohol use

m 4.7
A—

FIRST TRIMESTER SECOND AND THIRD
TRIMESTERS

QOQQ0O FASD NATIONAL PARTNER NETWORK

BINGE DRINKING
DURING PREGNANCY

Did not report binge drinking
B Reported current binge drinking

-

FIRST TRIMESTER SECOND AND THIRD
TRIMESTERS

Source: www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931al-H.pdf
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DEMOGRAPHIC BREAKDOWN: AGE

About 11% of pregnant
women currently
drinking are older than
35 years old

Source: www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931al-H.pdf

QOQQ0O FASD NATIONAL PARTNER NETWORK

Weighted prevalence of past 30 days
drinking in 3,006 pregnant females aged
12 — 44 years
United States, 2015 — 2018

11.5

11.1

11
10.5
10
9.5

9.4

8.5
18 - 25 26—-34 >35

® % of pregnant women from the study

© American College of Obstetricians and Gynecologists


https://www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931a1-H.pdf

DEMOGRAPHIC BREAKDOWN: RACE/ETHNICITY

Almost 14% of pregnant
women who reported
currently drinking
identified as Black

Source: www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931al-H.pdf

QOQQO FASD NATIONAL PARTNER NETWORK
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DEMOGRAPHIC BREAKDOWN: INCOME

*11.4% of pregnant
women
who reported currently
drinking made more
than
$75,000 as income

*Only 9% of pregnant
women who reported
currently drinking
made
between $20,000 and
$74,999 as income

Source: www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931al-H.pdf
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DEMOGRAPHIC BREAKDOWN: EMPLOYMENT

* 11.6% of pregnant
womehn currently
drinking reported
working full-time

 About 8% reported to be
unemployed

Source: https://www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931al-H.pdf
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DEMOGRAPHIC BREAKDOWN: EDUCATION

Weighted prevalence of past 30 days

« More than 10% of drinking in 3,006 pregnant females

aged 12 — 44 years
prselnlz ey Wome" United States, 2015 — 2018
currently drinking
completed more than a

10.3
high school degree 10
* Less than 9% of 9.5
pregnant women .
currently drinking ° '
completed less than a 8.5 .

10.5

high school degree

8
<High School > High School
Source: www.cdc.gov/mmwr/volumes/69/wr/pdfs/mm6931al-H.pdf B % of pregnant women from the study
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ALCOHOL AND OTHER SUBSTANCE USE

Approximately

40% of preghant
Individuals reporting
current drinking
also reported
current use of
other substances

Source:
www.cdc.gov/mmwr/volumes/69/wr/mm6931al.ht
m?s cid=mm6931al w#T1l down
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Pregnant females who drank in
the past 30 days (n = 282%*)

Alcohol use only

m Alcohol and 21 additional
substance
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OUTCOMES OF ALCOHOL-EXPOSED
PREGNANCIES ARE DEPENDENT ON FETAL
GENETICS®

A twin study found that
nearly identical alcohol
exposure In utero, such as
between dizygotic twins, can
result in iImmensely different
child outcomes.

There is currently no way to
predict which fetuses are
more or less vulnerable.
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CDC says...
NO known safe amount,
NO safe time, and

NO safe type of alcohol during pregnancy.
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Alcohol and Brain Development

Brain development can be affected by alcohol at any time during pregnancy

Last
Menstrual

Period to
Conception

Weeks 12

Menses,
development
of ovum,
preparation af
uterine liming
for fertilized
ovum

Period of
the Ovum
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of early
embryo
development
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BRAIN/SPINAL CORD (CENTRAL NERVOUS SYSTEM)

GENITALS

I MAIOR STRUCTURAL defects can occur

& MAIORFUNCTIONAL and MINOR STRUCTURAL defects can occur
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*Adapted from Moore, 1993 and the National Organization
on Fetal Alcohol Syndrome (NOFAS), 2009,
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LONG-TERM EFFECTS
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PEOPLE WITH FETAL ALCOHOL SPECTRUM DISORDERS (FASDs)
CAN EXPERIENCE LIFELONG ISSUES.

FASDs last a lifetime. There is no cure for FASDs, but
research shows that early intervention treatment
services can improve a child’'s development.

Source: http://www.cdc.gov/vitalsigns/fasd/index.html

QOQQO FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists

b@@@@@@@@@@@@@@@@@@@@@@@@@@


http://www.cdc.gov/vitalsigns/fasd/index.html

HERE'S WHAT WE KNOW: ZERO EXPOSURE

= ZERO RISK

* Any alcohol exposure during
pregnancy increases the chances of
a baby developing an FASD.

 FASDs are permanent conditions
and cannot be cured.

 Beer and wine are just as harmful as
hard liquor.

* Binge drinking is especially
harmful.*

1

QOQQ0O FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists

*Binge = 4 or more standard drinks
on one occasion for women

s

dd3d3dadd3Q3d3dQqdaaE@E@a@@aqac



WOMEN AND RISKY ALCOHOL USE??

Women are at higher risk than men from the same
amount of alcohol use. Women’s blood alcohol content
(BAC) raises more quickly on average due to:

Lower average body weight

Lower concentration of water in women’s bodies

QOQQ0O FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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WHAT COUNTS AS A STANDARD DRINK?23
e

/
J

Y

~5% ~5—-7% ~12% ~40%
alcohol alcohol alcohol alcohol

mm FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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%

WHAT IS LOW-RISK DRINKING?%*

./

e Low-risk is not no risk.

e \Women and people over 65 are generally advised to have no more than 3
drinks on any day and 7 drinks per week.

e Based on individual health and alcohol’s effects, it may be advisable to
drink less or not at all.

%

WHAT IS HEAVY OR AT-RISK DRINKING??%* }

e A “heavy-drinking day” is considered more than 4 drinks in a day for men
and 3 drinks in a day for women and people over 65 years of age.

e About 1 in 4 people who drinks this much already has a substance use
disorder and the rest are at a greater risk for developing these and other
problems.

QOQQ¢
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SHORT TERM RISKS?>

*INnjuries

*Violence

* Alcohol poisoning

* Risky sexual behavior

* For pregnant women:
miscarriage, stillbirth,
FASDs

QOQQO FASD NATIONAL PARTNER NETWORK

LONG TERM RISKS?>

* High blood pressure, heart
disease, stroke, liver disease,
and digestive problems

* Cancers

 Weakened immune system

* Learning and memory problems
* Mental health problems

* Social problems

* Alcohol use disorder

© American College of Obstetricians and Gynecologists
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PREVENTION AND RISK REDUCTION

 Prevention starts with
asking

« Use effective screening
tools

* Ask routinely as part of
your prenatal care

* Brief interventions can
contribute to prevention

w FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists



2010 SURVEY OF 800 ACOG FELLOWS?¢

58% did not use a 22% did not 28% did not feel
validated screening recommend abstinence prepared to screen
tool patients

Use a validated screening tool :
Recommended abstinence
Felt prepared to screen

N vali reenin ® Do not recommended abstinence .
Do not use a validated screening = Did not feel prepared to screen
tool
mm FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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97% of pregnant women surveyed

felt it was appropriate for their providers to
screen them for alcohol use at prenatal visits

99% said they would disclose
their alcohol use if screened.?’

Qo QA CoORBSD MATHONAL PARTNERNETWORK
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SCREENING, BRIEF INTERVENTION AND
REFERRAL TO TREATMENT (SBIRT)

Screening Brief Referral to
quickly intervention treatment
assesses the focuses on provides those
severity of increasing insight |den(;}f|ed d5
substance use and awareness nete Ns MOore

d identifies regardin SXLETDIVE
S : & & treatment with
the apprOpl’late SUbStance use and access to Specialty
level of motivation toward care.
INntervention. behavioral change.

QOQQO FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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Doctors, nurses, or other health professionals should screen every adult patient, including
pregnant women, and counsel those who drink too much. Providers can help women
avoid drinking too much, including avoiding alcohol during pregnancy, in 5 steps.

Assess a woman's drinking.

e Take 6-15 minutes to explain results and
provide counseling to women who are
drinking too much.

* Advise her not to drink at all if she is
pregnant or might be pregnant.

* Come up with a plan together.

L I L L I O I I I I L

Recommend birth control if a

woman is having sex (if appropriate),
+ not planning to get pregnant, and

is drinking alcohol.

: * Review risk for pregnancy and
importance of birth control use.

¢ Discuss full range of methods available.

* Encourage her to always use
condoms to reduce risk of sexually
. transmitted diseases.

e Advise a woman to stop drinking

* Use a validated screener (e.g., AUDIT {US}*). : N
“The best advice is to

stop drinking alcohol
when you start trying
to get pregnant.”

if she is trying to get pregnant or
not using birth control with sex.

¢ Discuss the reasons to stop alcohol
use before the woman realizes she
is pregnant.

Refer for additional services if
a woman cannot stop drinking
on her own.

¢ Provide information on local programs
or go to SAMHSA treatment locator.
www.findtreatment.samhsa.gov

¢ Consider referral to treatment or
recommend Alcoholics Anonymous.
www.aa.org

Q@@ @@@@@@@qc

Follow up yearly or more often,

as needed. :
e Set a time for return appointment.
e Continue support at follow-up. 8

Q00Q0Q0Q FASD NATIONAL PARTNER NETWORK Source: www.cdc.gov/vitalsigns/fasd/index.html ACOG Resource Directories
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http://www.cdc.gov/vitalsigns/fasd/index.html
https://www.acog.org/programs/fasd/district-resources

EFFECTIVE INTERVENTION?=3

Brief interventions for at-risk alcohol

and drug use are significantly

more

likely to occur if persons are screened

with a standardized, validated

InNstrument, such as the AUDIT (US)

or CAGE-AID.

High rates of screening can be

achieved if such screening is

Integrated into a clinical setting’s

existing care processes with well-
planned information technology

support.

QOQQO FASD NATIONAL PARTNER NETWORK
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Alcohol Screening and Brief Intervention (aSBIl) Reference Guide

Utilize the USAUDIT' screening tool to assess a patient for risky alcohol use.

= -E-.:-““‘—-E- o
Less than 2-3times | 4-6times
7
How often do you have a drink containing alcohol? Never monthly Monthly Wekly 2 weel 5 K Daily
How many drinks containing alcohol do you have on a 10 or more
typical d are drinking? 1drink 2drinks 3 drinks Adrinks | 5-6drinks | 7-9 drinks drinks
Less than 2-3times | 4-6times
'
How often do you have 4 or more drinks on one occasion? Never monthly Monthly Weekly 2 ool 4 K Daily
SCORING*: Pregnant: any use | Non-pregnant: =7 pts TOTAL:

Scores are considered positive for identifying risky drinking. Follow up with the full USAUDIT? to assess for alcohol use disorders that may require
referral to treatment. “Adapted for the ob-gyn audience to only include information on screening women. See footnote’ for original version.

1. Babor [ Higgms-Biddle ), Robaina K. USAUIIT the alcohol use disorder identification test, adapted for use in the United States: a guide Tor primany cane praciihoners, 2016,

[accessed 2017 Dec 10). hitps:/

fwewaect.gov/dmhas/lib/dmhas/ publications/USAUDIT-2007 pdf

When a patient screens positive for risky alcohol use, engage them in brief intervention using motivational interviewing such as the
FRAMES? approach on the following page. If patient is pregnant, incorporate information about risks to her health and the developing baby.

Halsa ihe suh]ac:t 1 Bulld ra ppurt

Frm.'lda fam:l hacI{

Build readinessto change |

Negotiate a plan

QOQQO FASD NATIONAL PARTNER NETWOR

K

Explure usmg MI FHAHES [see next page}
Use Real:llness Ftul-er I{aee next page}

© American College of Obstetricians and Gynecologists

"ﬂn you mmﬂ' |If we ra!.lr atmur af.-:nhn.lf use?'

“Can we follow-up at your next visit to check-in? Would you be willing to try cutting back by X drinks?”

Q@@ @@@@@@@qc

:({



Core MI FRAMES Skillsz

F Feedback—Compare the patient’s risk behavior with nonrisk behavior patterns. She may not be aware that what she considers normal is risky.
Responsibility—Stress that it is her responsibility to make the change.

Advice—Give direct advice (not insistence) to change the behavior.

Menu—Identify "risk situations” and offer options for coping.

Empathy—LUse a style of interaction that is understanding and involved.

Self-efficacy—Elicit and reinforce self-motivating statements such as *| am confident that | can stop drinking.” Help the patient to develop strategies,
implement them, and commit to change.

wmE>=

2, Bien T, Miller W, Tonigan . Brief interventions for alcohol problems: a review. Addiction 1993;88:315-336.

Key Techniques & Example Language

EXpress - | can imagine that you might feel...
Empathy - [ care about your health and want fo undersiand your feefings about...

Non-Pregnant Patients Pregnant Patients
- I'm curious, what do you like about drinking...what dont | - So, it sounds fike drinking alcohol occasionally helps you to relax, but
you like about drinking... | you're also concerned about your developing baby’s health...

Develop
Discrepancy

Non-Pregnant Patients Pregnant Patients
= So, you don't think abstinence would work for you = It sounds like you may have received conflicting advice and that is
right now... | confusing fo you...

Roll with
Resistance

- What would a realistic change look like for you?
- What changes have you tried that worked in the past?
- What would help make reducing your alcohol use possible?

Support
Self-Efficacy

Readiness Ruler | On a scale from 1to 10: How ready are you? How confident are you?

.+ | =2 | 3 | a4 | s | e | 7 | 8 | 9 | 10

Not at all Somewhat Extremely

QOQQ0O FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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INTERVENTION

* We are targeting the 20% of at-
risk drinkers.

* Brief interventions are effective
and can be performed in an office
visit—for women who are
drinking at risky levels but not
dependent/addicted, raising the
subject can be enough to get
them to stop or cut back.

* Referrals to treatment should be
based upon individual risk factors
and patient motivation.

QOQQ0O FASD NATIONAL PARTNER NETWORK

Abstainers
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WHAT IS MOTIVATIONAL INTERVIEWING?2?

Motivational Interviewing Motivational Interviewing

DOES: DOES NOT:

) E“f(:,it c?ange fr?;n withir‘:_ t%e * Argue that a patient has a
Pn?‘lljeenncaer; not from outside problem and needs to change.

+ See readiness to change as a e Use an authoritative or expert
fluctuating product of stance, leaving the patientin a
interpersonal interaction. passive role.

* Believe that it is the patient’s * Impose a diagnostic label.
Ei;kn;% resolve ambivalence to  Utilize a punitive or coercive

' _ . _ manner.

* See the therapeutic relationship

as a partnership with the patient.
2’ w FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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ALCOHOL, PREGNANCY AND STIGMA

Women who : :

drink or e Judgmental attitudes from service
drank providers

oo o I © Feeling of shame and/or guilt
during ) KEMEILEIe1s

pregnancy e Low self-esteem
.often e Fear of losing their children
experience:

QR L CORASD MATIHONAL PARTNERNETWORK



REDUCE STIGMA?38

 Move away from the behavior of the individual and onto
the substance of alcohol

« Stigma prevents women from speaking openly with their
health care providers or their child’s pediatrician

« Change your language as you write and talk about FASDs.

Use the term “prenatal alcohol exposure” rather than
“maternal alcohol exposure”

« Support efforts that will increase access to substance use
treatment for women and their children

STIGMA

QO QQOD FASD NATIONAL PARTNER NETWORK
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REFERRAL TO TREATMENT

ACOG district directories: state specific resources for alcohol and drug treatment,

FASD diagnosis, and other supportive services. Available at www.acog.org/alcohol

National Clinician Substance Use Consultation Center Warmline: Clinically
supported advice on substance use management for healthcare providers
https://nccc.ucsf.edu/clinician-consultation/substance-use-management/ or call
(855) 300-3595 Monday - Friday,9 a.m.—-8 p.m. ET

The Substance Abuse and Mental Health Services Administration (SAMHSA)
treatment locator: https://www.findtreatment.gov/

The FASD United Circle of Hope: support group for women who use alcohol and
other substances during pregnancy. Learn more at http://fasdunited.org/

m_m FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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Case Studies & Skills Practice

This Photo by Unknown Aut under CC BY-NC-ND
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http://blog.castercomm.com/2013/10/25/making-the-case-for-case-studies/
https://creativecommons.org/licenses/by-nc-nd/3.0/

RESOURCES

Centers for Disease
Control and Prevention
(CDC)

Trainings, resources,

brochures, posters, fact
sheets &

Collaborative for
Alcohol-Free Pregnancy

B Partnering
P for Practice
& B Change

American College of
Obstetricians and
Gynecologists

Provider and Patient Education
Materials, Videos
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http://www.cdc.gov/fasd
http://www.acog.org/alcohol

CDC TRAININGS

CDC Website

Fetal Alcohol Spectrum Disorders (FASD) Training And Resources
www.cdc.goVv/FASDtraining

FASD Training Courses

FASD Primer for Healthcare Professionals

Preventing Alcohol-Exposed Pregnhancies (AEPS)

Diagnostic Overview of FASDs: Recognition and Referral

Implementing Alcohol Screening and Brief Intervention in Clinical Practice

Interprofessional Collaborative Practice as a Model for Prevention of AEPs

Mircrolearnings

How to Begin a Conversation about Alcohol Use
Making a Referral for an FASD Assessment: How to Talk with Families

QOQQO FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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FREE E-MODULE: ETHICS CME AND MOC

eModule

Fetal Alcohol Spectrum
Disorders: Ethical and
Legal Perspectives

This presentation, created by the ACOG Workgroup
on FASD Prevention, is eligible for two CME credits,
and qualifies for the ethics CME credit required in
some states. In addition, the American Board of
Obstetricians and Gynecologists (ABOG) allows

providers completing this unit to be given credit for

Part IV of their Maintenance of Certification (MOC).

www.acog.org/education-and-events/emodules/emod019

QOQQO FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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WEBSITES AND SUPPORT

Federal Government Sites Organizations

Centers for Disease Control and FASD United fasdunited.org/

Prevention (CDC): www.cdc.gov/fasd The Circle of Hope - Birth Mothers
Network

National Institute on Alcohol Abuse

and Alcoholism: www.niaaa.nih.gov/ The Arc of the United States

www.thearc.org
National Institute on Drug Abuse: NPs, Midwives, and Nurses:

www.nida.nih.gov/ Partnering to Prevent FASDs:
tinyurl.com/askaboutalcohol

National Clearinghouse for Alcohol
and Drug Information (NCADI):
www.addiction.com/a-z/samhsas-
national-clearinghouse-for-alcohol-
and-drug-information/

mm FASD NATIONAL PARTNER NETWORK © American College of Obstetricians and Gynecologists
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Learning Objectives

1. Describe developmental and
functional concerns for individuals
with FASDs and their families
across the lifespan.

2. Explain various treatment and
support approaches for individuals
with FASDs and their families.

3. |dentify potential referrals,
secondary conditions, risk factors,
and care planning for individuals
with FASDs.
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Relevance to the Medical Home

* 1% to 5% of children affected; prenatal alcohol exposure
(PAE) Is the most prevalent cause of intellectual
disability.

 PAE affects development and function; most
pediatricians have patients with FASDs.

» Lifelong effects: cognitive & behavioral issues and
perhaps growth or other physical issues.

« Serious consequences if not identified.

“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

QOQQO FASD NATIONAL PARTNER NETWORK
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Beyond the Medical Home

* Problems related to prenatal alcohol
exposure (PAE) may present to anyone
who comes in contact with the child or
family

* Nurses and allied health
professionals

Mental health (psychiatrists,

psychologists, counselors)

Educators

Therapists (PT, OT ST, behavior)

Child welfare professionals & social

workers

* Addiction medicine

QOQQO FASD NATIONAL PARTNER NETWORK

Fetal Alcohol Spectrum Disorders (FASD):

Facilitation of Community-based Services

Ecomap Template
A sample ecomap demonstrates formal and informal supports that can be coordinated through the pediatric medical home for interventional care
and community support services.

Financial Supports Medical Spedialists Community and State Services
* Insurance * Sub-specialists + CSHCN

* Respite + Multi-Disciplinary Clinics + EconomicServices

+ Childcare Subsidy * Dentist » Developmental Services

+ Economicservices + Mental Health

+ Social Security + Early Intervention

+ Food Subsidy + Home Health Services

+ Employment + Children's Palliative Care

+ Community Grants + Child Protection
« WIC

+ Private Therapists

Family Household

Medical Home

S . + Personal Care Services
» Pediatric primary care provider

Informal Suppqus + Clinical care coordinator

+ Extended Family

+ Friends

+ Groups School

o Cultural Supports + Teachers

+ Religious Organizations + |EP Case Manager
o Clubs + Speech

+ Recreation Childcare + PT/OT

+ Sports + Teachers + School Nurse

s Camps » Afterschool care + OtherServices

Mewtan, Marinell, McAllister, Jeanna, et A, "The Comprehansive, Integrated Care Plan (CICF)', The Lucille Packard Foundation for Chil dren's Health, 2013
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Beyond the Medical Home
* Anyone can make a referral or suggest a

referral for diagnosis and management Facilitation of Community-based Services

* Support family through diagnostic
Process, Fnancal Supports Medialspcalss Commariy nd e

Ecomap Template

A sample ecomap demonstrates formal and informal supports that can be coordinated through the pediatric medical home for interventional care

+ Insurance oy M CSHCN
- Feerin * Multi-Disciplinary Clinics . . -
N o II:i ) I Economic Services .
t + Childcare Subsidy + Developmental Services
answer questions ¢ Ecoomicsenics * Mentl el
+ Social Security + Early Intervention
+ Food Subsidy + Home Health Services
* Collaborate on treatment plan
+ Community Grants . + Chi i
¥ Famlly Household Child Protection

+ WIC

L] L] L] L] . .
* Participate in ongoing care icirone Wt
e . Pe.d!atncprlmaryl':areprowr.ler
+ (linical care coordinator

+ Extended Family
* CONTINUED IDENTIFICATION OF
+ Groups School
+ Cultural Supports + Teachers
E M E RG I N G ISS U ES + Religious Organizations + |EP Case Manager
+ Clubs + Speech
» Recreation Childcare « DT/OT
+ Sports * Teachers + School Nurse
+ Camps + Afterschool care + Other Services
Jew holiste Co regrated Py, The ckar 3
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Family-Centered Care

Recovery-friendly principles:
« Dyadic approach: parent’s health and child’s health and wellbeing.
« Recognize and build on strengths of parents and caregivers.

- Engage all members of the practice in using medically accurate and
non-judgmental language.

 Collaborate with community-based providers (e.g., WIC, healthy
start) as well as adult and addiction medicine to support the family.

Trauma-informed principles:
 Assess for trauma history and symptoms

- Build safe, stable and nurturing relationships for children and adult
caregivers

* Support the caregiver-child relationship to build resilience and
prevent traumatic stress reactions.

QOQQO FASD NATIONAL PARTNER NETWORK
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Brain-Based Neurobehavioral disorder

Neurobehavioral Characteristics — functional impairments of:

 Self-regulation — attention, impulsivity, emotional lability, outbursts

* Neurocognition — learning, memory, math, executive functioning, visual-spatial,
1Q/DD

* Adaptive functioning — communication, social, daily living skills, motor

Physical Characteristics (~20% of affected children)
e Growth restriction in height/weight/head circumference

* Facial features
* Smooth philtrum
e Thin upper lip

e Short palpebral fissures

Source: Dr. Sarah Mattson, University
of San Diego

QOQQO FASD NATIONAL PARTNER NETWORK
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Challenges to Identification and

Management

* |nsufficient training

e Discomfort with
diagnosis

* |nsufficient
cliniclans aware of,
knowledgeable
about, or accepting of
diagnosis

QOQQO FASD NATIONAL PARTNER NETWORK

e Bias

e Fear of stigmatizing the
mother and child
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Concerns Across the Life Span

v Birth to three years
v Preschool-School-age

v Adolescence

QOQQ0O FASD NATIONAL PARTNER NETWORK

dd3d3dadd3Q3d3dQqdaaE@E@a@@aqac



Common Presenting Concerns for 0-3 Years

Self-regulation - sleep, mood, and sensory
deficits which may lead to feeding issues in
Infancy; later, impulsivity, distractibility

Neurocognition - may have normal
milestones but have difficulty retaining
skills, learning, or following instructions

Adaptive functioning — Social learning is
particularly troublesome.

o Social and communication deficits

o Fine motor delays: drawing/ability,
putting on clothes, ADLs

QOQQO FASD NATIONAL PARTNER NETWORK



Common Presenting Concerns for 0-3 Years

Physical - Poor immune
function, otitis media,
upper respiratory
Infections.

o Feeding concerns - poor
weight gain, failure to thrive

o Medical issues stemming from
physical/congenital
abnormalities (e.g. cardiac
anomalies, seizures)

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: 0-3 Years Old

Neurobehavioral Supports

o Early Intervention (El) - adaptive skills and self-
regulation

o Allied services: speech therapy, OT, PT

o Specialty care as indicated (e.g. sleep medicine,
cardiology, behavior management)

o Calming strategies, treat ADHD - self regulation

V)
ad
w

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: 0-3 Years Old

Medical Home
o Promote good sleep
o Promote exercise
o Promote healthy diet & good feeding habits
o Avoid overstimulation
o Address other medical concerns, as needed
O
O

Be proactive even if infant is meeting milestones
Practice Trauma Informed and Recovery Friendly care

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: 0-3 Years Old

Specialty Referrals
o Early Intervention
o Speech, Occupational, Physical therapy
o Mental Health
o FASD-informed therapists

o Medical referrals as needed (Cardiology, Neurology,
ENT, Sleep, etc.)

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: 0-3 Years Old

Parental guidance
o Nurture the child’s strengths
o Remind the child of his/her strength
o Explain brain basis for difficulties

o Explain “Can’t vs Won't" interpretations of
learning, memory or self regulation problems

o Stress importance of consistency and structure

o Parent support groups such as FASD United or
Parent-to-Parent

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: 0-3 Years Old

FASD specific, evidence-based/informed _
Py p |

interventions

* 1.1 parent centered intervention to: .y

* Build advocacy skills -

* Improve parenting skills

 Reduce parent stress -
« Can be conducted remotely or APP
 Example: Families Moving Forward
familiesmovingforward@seattlechildrens.org
Medications

« AAP & others recommend behavioral
interventions first for attention/impulsivity, P o 202
]

“\".@

e.g. Parent Behavior Management Training I QTHICN
 Choline AMA\wi1nag Fnrv
* Melatonin for sleep bl - i C Ay

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Common Presenting Concerns for
Preschool to School-age:
Neurocognition

* 1Q

* Learning & memory: encoding, auditory memory,
oss of mastered skills

» Executive functioning
 Math knowledge & skill

» Visual-spatial deficits/
grapho-motor

» Social skills, attention shifting

QOQQ0O FASD NATIONAL PARTNER NETWORK

Q@@ @@@@a@@@@a@@@@c



Common Presenting Concerns for
Preschool to School-age: Self-
Regulation

« Attention problems (shifting, sustaining & encoding)
*Impulsivity
 Difficulty with compliance

 Mood dysregulation (tantrums, outbursts,
moodiness)

*|rritability
*Sleep/wake disturbances

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Common Presenting Concerns for
Preschool to School-age: Adaptive

Functioning
Poor socialization

Difficulty learning social rules
e slipping in, turn-taking, friendships

Poor soclal communication
* idioms, jokes, sarcasm
e acting younger

QOQQ0O FASD NATIONAL PARTNER NETWORK




Common Presenting Concerns for
Preschool to School-age: Adaptive
Functioning cont.

Poor boundaries (overly friendly)
Poor writing skills (fine motor)

Difficulty managing daily schedule

B N X = Numbers by 6-yr-old
. N AP with an FASD

Source: Courtesy of J. Kable
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Common Presenting Concerns for
Preschool to School-age: Medical

« ADHD

* Anxiety

* Depression

» Sleep problems

* Impaired iImmune function (frequent otitis
media & upper respiratory infections)

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Management, Preschool to School-Age:
Parental (and Teacher) Guidance

. Rgiterate brain basis for * Introduce concept of “zone of
difficulties regulation”

« Suggest picture schedules,
visual cues and concrete

* Because FASDs are often undiagnosed
instructions or under diagnosed, teacher and

. Incorporate explicit teaching special educators feel they lack
strategies experience working with children with

e Teach calming strategies, teach RS
in “calm alert states” * |EP or 504 plan under eligibility of

“other health impaired” or intellectual
disability if appropriate.

QOQQO FASD NATIONAL PARTNER NETWORK
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Management, Preschool to School-Age:
Parental (and Teacher) Guidance

* Help reframe interpretation of * Introduce a simplified
behaviors from “Won’t” to “Can’t” learning environment, reduce
* Explain that transitions (e.g., new distraction
school year) may be difficult or  Reduce chances of failure or
result in regression of skills making wrong choices
* Encourage parent support groups —
such as FASD United or Parent-to-
Parent

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Management, Preschool to School-Age:
Medical Home

Nurture the child’s strengths

Provide appropriate referrals for developmental , behavioral and
other medical needs—FASD clinic, DBP, genetics, sleep medicine,
endocrinology, cardiology, neurology

Address sleep problems and difficulties with self-regulation (may
require Melatonin)

Treat comorbid conditions such as anxiety, ADHD by referring for
therapy (prescribe medication as necessary)

Anticipatory guidance: monitor friendships, bullying, peer pressure
Promote good sleep, exercise, and healthy diet
Practice trauma informed and recovery friendly care

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: Preschool to School-Age

Referrals
» Special education (Part C/El for preschoolers)

 Neuropsychological evaluation to determine
strengths & weakness

» Allied services: speech therapy, OT, PT

» Specialty care as indicated, especially mental
health/behavior management

» Refer to therapist who can deliver trauma-informed
care.

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: Preschool to School-Age

Medications

 AAP & others recommend parent behavioral therapy
first for attention/impulsivity

« Choline/melatonin
 Be mindful of “prescription cocktails”

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Management: Preschool to School-Age
FASD specific, evidence-based/informed

interventions
* MILE — math knowledge and skills

 Go Far computer programs — executive functioning, fire
safety, street safety

 Good Buddies — social skills and peer relationships

* Parents and Children Together and Zones of Regulation
— internal awareness and executive functioning

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Sample Evidence-Based Interventions for
children with FASDs

MILE Program CGoFAR
e Tutoring, 1:1 or group « Control impulsive and
 FAR: Focus & Plan->Act->Reflect problem behaviors

loop * Five 1 hour sessions
* Behavioral component e FAR: “F" Focus/Plan, “A” Act,
« Adaptive materials “R" Reflect

- « Caregivers are an important
part of GoFAR.

STREET SAFETY

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Sample Evidence Based Interventions for
children with FASDs

Good Buddijes Social Skills Rating Scale

. 12-week group sessions for
child & parents

. Instruction + practice +
homework.

Baseline Final m GBs
uCG

. Build a play date

. Explicit, “in—your—pocket"

= PROJECT
GOOD BUDDIES

E  TRAINER
= 'WORKBOOK

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Sample Evidence Based Interventions for

children with FASDs

Zone of Regulation
(modified for children with FASDs)

« Zones of Internal states
* Blue = low/under arousal
« Green = optimal
= increased arousal

- Red = high arousal, low
emotional control.

* Practical skills and
strategies provided for each
Zone.

QOQQO FASD NATIONAL PARTNER NETWORK

Parent And Children Together
(PACT)

* Based on ALERT program developed
for children with ADHD

* “How is your engine running?”

e Coordinated parent education
component
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Common Presenting Concerns for

Adolescents |
Age applicable problems in

self-regulation,
neurocognition & adaptive
functioning

Secondary Issues, especially
w/o intervention or supports:
o School drop out
o Homelessness
o Inappropriate sexual behavior
O

Encounters with law
enforcement (including
confinement)

QOQQO FASD NATIONAL PARTNER NETWORK

Medical;

O

O

O

O

Higher risk of substance use
Risky behaviors

Unplanned preghancy &
STDs

Worsening mental health
ISsues

Clearance for driving
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Common Presenting Concerns for
Adolescents
Self-Regulation

« ADHD

» Mood/anger
* Sleep Issues
* Impulsivity

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Common Presenting Concerns for
Adolescents
Neurocognition

» EXxecutive function

* |Q (Verbal and Nonverbal 1Q)
 Learning (esp. math and writing)
« Memory

* Visual spatial skills

* |nformation processing

« Judgment and metacognition

* Risk of school dropout

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Common Presenting Concerns for
Adolescents
Adaptive Functioning

 Difficulties with peers and social relationships

 Dysmaturity (inappropriate expectations for
maturity)

» Difficulty with complex language
» Poor activities of daily living

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Management: Adolescents
Educational Settings

 Monitor for learning, attention, and
educational problems

* Neuropsychological testing to assess for
higher order neurocognitive deficits

* Work on obtaining IEP, if not done yet

 Continue to nurture talents, skills, and
strengths

QOQQ0O FASD NATIONAL PARTNER NETWORK
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Management: Adolescents
Medical Home

« Neuropsychological re-testingto  informed care, refer to OT/ST as
assess for higher order deficits and needed

strengths .
. Promote good sleep, healthy diet,
« ADHD :
, and exercise
* Anxiety
 Depression *Involve in the community
« DMDD (volunteer)

* Prevent and address substance use.pjscuss transition planning with

» Counsel patient on risky sexual family
behavior (well before the teenage
years and repeatedly after)

*Refer to therapist to deliver trauma-

QOQQO FASD NATIONAL PARTNER NETWORK
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Management: Adolescents
Transition Plan

» Create an environment that
prepares the adolescent for the
joys and challenges of adulthood

* May require application for
supported living/housing/ and
later for employment

 May require application for
disability
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Special Topic: Legal Issues

Types of Trouble with the
Law

e Victim of a crime

 Manipulated to commit a
crime

« Unwittingly commits a crime
 Wrong crowd

QO QQOD FASD NATIONAL PARTNER NETWORK

Reasons People With An FASD
Get In Trouble With The Law

* Lack of impulse control and
understanding consequences

* Vulnerability to peer pressure
* Poor planning

* Difficulty connecting cause and
effect

e Poor delay of gratification

* Impaired social communication
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THE AAP FASD TOOLKIT

a program to enhance the health & development of infants & children

A Fetal Alcohol Spectrum
* Dlsorders Program

The AAP FASD Toolkit
(Wwww.aap.org/fasd) is a free

comprehensive resource for 6 A GRS
identification, diagnosis and @:
medical home management on - e s e e e

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.
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Transitioning to Adulthood

The FASD Transition Toolkit: Charting Success for
Individuals with FASD

» Society of Developmental and Behavioral Pediatrics Special Interest
Group

QOQQO FASD NATIONAL PARTNER NETWORK
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Take-Homes

Almost all clinicians will care for children with FASDs.
Children with FASDs may manifest with neurobehavioral
and physical features that may vary across the lifespan

» Self-regulation

 Neurocognition

* Adaptive

* Prenatal alcohol exposure
Children with FASDs may benefit from skill-building,

developmental, medical, educational, and parenting
Interventions.

QO QQOD FASD NATIONAL PARTNER NETWORK
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19 years old, cis female, she/her pronouns
Transitioning from pediatric care to adult primary care/family care

Health history: Diagnoses of ADHD, anxiety

Medications: Has been on medication for ADHD and anxiety in the
past and they worked well for her, but has been unable to get
those medications in recent months.

Other information: Feels she is struggling without her ADHD
medication but has been told by family members that now she's an
adult she shouldn't need it; is sexually active
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28 years old, AFAB, they/them pronouns
Annual preventive care/reproductive health appointment

Has never been to a reproductive healthcare appointment,
rarely been to a healthcare provider since leaving their
family’'s family care clinic in their late teens

Health history: Diagnoses of FASD, ADHD, learning disabilities
as a child. No current medications, says didn't always
remember to take them.
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52 year old, cis female, she/her pronouns
Annual preventive care appointment

Attends these every 2-3 years, but not usually at the same
clinic —this is the second time she’'s been to this one, but the
last time was about 8 years ago

Health history: No official diagnoses, but knows that her
mother drank at various points during her pregnancy,
suspects that she may have an FASD after learning about it
through a training at work.
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Resources

SCAN ME
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Resources
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Contact Information

AAP: Rosa Arvizu: rarvizu@aap.org

AAFP: Rajani Bharati: rbharati@aafp.org

ACOG: Absara Haile: ahaile@acog.org

FASD United: Jenn Wisdahl: wisdahl@fasdunited.org

University of Alaska Anchorage: Alexandra Edwards,
aeedwards@alaska.edu
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