Why did we put this resource book together?

An estimated 1,900 Macomb County youth under the age of 19 are living life somewhere along the
continuum of Fetal Alcohol Spectrum Disorder (FASD).

They are in your classroom and in your care AND many will not be diagnosed. Only 10% - 20% of all
individuals with FASD will have the classic identifiable physical features. For the other 80 - 90%, their
disability will be hidden but their behaviors and challenges will be very apparent, even puzzling.

Students with FASD are often described as not paying attention, daydreaming, poorly motivated, lazy,
defiant, or distractible. Some may be overly sensitive to noise, light, texture, or pain, and may focus on
little things, seem picky, or avoid eye contact. Other students may have difficulty seeing patterns, cause
and effect and will need prompts and cues despite trying to be self-sufficient.

This resource book is your guide to the big picture of FASD — offering background facts and information
to help identify those with FASD as well as providing tips and strategies in working with these
individuals. Additionally, this book offers hope and local resources.

How to use it:

The Big FASD Picture resource book is divided into sections. The first few sections give valuable
background information for a better understanding of the disability.

The middle sections offer strategies that work! Next, FASD is discussed in the realm of the special
education laws and offers tools to help the teacher and family work as a team.

For those who are well versed in FASD and want to learn even more, there is an entire section of
extensive articles on life with FASD that truly give the big FASD picture.

Also included is Focus on Prevention, a community resource tool that will help Macomb County address
substance use — one of our nation’s top health concerns. It was developed by the U.S. Department of
Heath and Human Services - Substance Abuse and Mental Health Services Administration in 2005.
Additional copies are available through their agency. Visit SAMHSA at www.samhsa.gov.

For additional information or to reach MCFARES
Contact:

Charisse Cossu-Kowalski, Co- Chair
cydck@yahoo.com

Shelly Bania, FASD Prevention Specialist/Program Coordinator
CARE

sbania@careofmacomb.com

PH: 586.541.0033
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cognitive deficits that can interfere with growth,learning,
and socialization. FAS has four major components:

FAE is still used, the Institute of Medicine has coined
more specific terms. Thes include alcohol-related
neurodevelopmental disorder and alcohol-related birth

* A characteristic pattern of facial abnormalities defects.
(small eye openings, indistinct or flat philtrum, thin
upper lip)
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ALCOHOL-RELATED
NEURODEVELOPMENTAL DISORDER

Alcohol-related neurodevelopmental disorder
(ARND) refers to various neurologic
abnormalities, such as problems  with

communication skills, memory, learning ability,
visual and special skills, intelligence, and motor
skills. Children with ARND have central nervous
system deficits but not all the physical features of
FAS. Their problems may include sleep
disturbances, attention deficits, poor visual focus,
increased activity, delayed speech, and learning
disabilities.

ALCOHOL-RELATED BIRTH DEFECTS

Alcohol-related birth defects (ARBD) describe
defects in the skeletal and major organ systems.
Virtually every defect has been described in some
patient with FAS. They may include abnormalities
of the heart, eyes, ears, kidneys, and skeleton,
such as holes in the heart, underdeveloped
kidneys, and fused bones.

ORIGIN AND IMPACT OF FASD

Cause of FASD

The only cause of FASD is alcohol use during
pregnancy. When a pregnant woman drinks, the
alcohol crosses the placenta into the fetal blood
system. Thus, alcohol reaches the fetus, its
developing tissues, and organs. This is how brain
damage occurs, which can lead to mental
retardation, social and emotional problems,
learning disabilities, and other challenges.

No alcohol consumption is safe during pregnancy.
In addition, the type of alcohol (beer, wine, hard
liquor, wine cooler, etc.) does not appear to make
a difference.

Prevalence of FASD

FASD occurs in about 10 per 1,000 live births, or
about 40,000 babies per year. FAS, the most
recognized condition in the spectrum, is estimated
to occur in 0.5 to 2 per 1,000 live births.” It now
outranks Down Syndrome and Autism in
prevalence.

Assessment of FASD

It is extremely difficult to diagnose a fetal alcohol
spectrum disorder. A team of professionals is
needed, including a physician, psychologist,
speech pathologist, and physical or occupational
therapist. Diagnostic tests may include physical
exams, intelligence tests, and occupational and
physical therapy, psychological, speech, and
neurologic evaluations.

Diagnosis is easier if the birth mother confirms
alcohol use during pregnancy. However, FAS
can be diagnosed without confirming maternal
alcohol use, if all the symptoms are present.

Impact of FASD

Children with FASD often grow up with social and
emotional problems. They may have mental
illness or substance abuse problems, struggle in
school, and become involved with the corrections
system. Costs of FAS alone are estimated at
between 1 and 5 million dollars per child, not
including incarceration. This estimate does not
include cost to society, such as lost productivity,
burden on families, and poor quality of life. °
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For more information, visit fascenter.samhsa.gov or

call 866-STOPFAS.



TIP...

Drinking during
breastfeeding can cause
damage to your baby. It's

important not to drink

alcohol if you are nursing.

Welcome to the SAMHSA Fetal Alcohol
Spectrum Disorders (FASD) Center for
Excellence Web site. The FASD Center is a
Federal initiative devoted to preventing and
treating FASD. This Web site provides
information and resources about FASD. We also
provide materials you can use to raise
awareness about FASD.

What is FASD? FASD is an umbrella term
describing the range of effects that can occur in
an individual whose mother drank alcohol during
pregnancy. These 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. It refers to conditions such as
fetal alcohol syndrome (FAS), fetal alcohol
effects (FAE), alcohol-related
neurodevelopmental disorder (ARND), and
alcohol-related birth defects (ARBD). Each yearr,
as many as 40,000 babies are born with an
FASD, costing the Nation about $4 billion.

1-866-STOPFAS
(786-7327)

SAMHSA is an Agency
of the U.S. Department
of Health & Human Services

Reach to teach: Educating
elementary and middle school
children with fetal alcohol

spectrum disorders

Have a healthy baby. Be an
alcohol-free mother-to-be.

(Native American poster)

I'm healthy, thank you mother

(Native American poster)

Pediatricians’ Knowledge,
Training, and Experience in the
Care of Children With Fetal

Alcohol Syndrome

http://fasdcenter.samhsa.gov
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IS FASD A SIGNIFICANT PROBLEM?
FASD is the leading known cause of mental
retardation.

In the United States:

- Prevalence of FAS in the United States is
estimated to be between 0.5 and 2 per 1,000
births."

- Prevalence of FAS, ARND, and ARBD
combined is at least 10 per 1,000, or 1 percent
of all births. *

- Based on estimated rates of FASD per live
births, FASD affects nearly 40,000 newborns
each year. '

- The cost to the nation of FAS alone may be up
to $6 billion each year. 2

- For one individual with FAS, the lifetime cost is
at least $2 million. 2

WHO IS AT RISK?

Any woman of childbearing age is at risk of having
a child with an FASD if she drinks alcohol.
Alcohol can harm a fetus at any time, even before
a woman knows she is pregnant. Many women
drink early in pregnancy but stop drinking when
they learn they are pregnant. Others cannot stop
drinking without help. Women who have given
birth to children with an FASD and continue to
drink are at very high risk of having additional
children with an FASD.

Drinking Among Women Age 15 to 44
In the United States:
- 1in 2 reports any alcohol use in the past
month.’

Approximately 1 in 4 reports binge
drinking (defined as 5 or more drinks on
one occasion). *

About 1 in 20 reports heavy alcohol use
(defined as binge drinking on at least 5
days in the last month). 3

Drinking Among Pregnant Women

In the United States:
1 in 30 pregnant women reports high-risk
drinking (defined as 7 or more drinks per
week, or 5 or more drinks on any one
occasion).*

1 in 9 pregnant women binge drinks in the
first trimester.®

1 in 30 pregnant women drinks at levels
shown to increase the risk of FASD.®

More than 1 in 5 pregnant women report
alcohol use in the first trimester, 1 in 14 in
the second trimester, and 1 in 20 in the
third trimester.’

Those who are unmarried and over 30
tend to have the highest rates of alcohol
use in pregnancy. 6 However, in 2004,
the rate of past month binge drinking
among pregnant women age 15 to 17
(8.8%) was more than twice that of
pregnant women age 26 to 44 (3.8%).°

Alcohol use varies by race. The chart
shows alcohol use among white, African-
American, and Hispanic  pregnant
women.® Estimates were not available for
other ethnic groups.

The rates of binge drinking and heavy
drinking during pregnancy varied little
among white and Hispanic women.
African-American women had slightly
higher rates.*

Among women of childbearing age
entering substance abuse treatment, 4%
were pregnant. 18% of pregnant women
entering treatment disclose that alcohol is
their primary substance of abuse.



RESEARCH ON RISK FACTORS

A profile of 80 women in Washington State who
have given birth to a child with FAS reveals
several risk factors:

96% had at least one mental health
disorder.

95% had a history of sexual or physical
abuse.

61% had less than a high school
education and 25 percent had some
college education.

77% had an unplanned pregnancy, 81%
had no birth control, and 92% wanted
some form of birth control.

59% had an annual gross household
income less than $10,000.

The study also identified factors that had helped
pregnant women avoid alcohol. These included
mental health treatment and large social support
networks.

WHAT PROBLEMS DO PEOPLE WITH AN

FASD FACE?

People with an FASD are vulnerable to a range of
difficulties, such as failure in school, substance
abuse, mental illness, and involvement in the
criminal justice system. A study conducted by the
University of Washington shows the percentage of
persons age 6 to 51 with an FASD who had
difficulties in the following areas:

94% had mental health problems.

REFERENCES
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83% of adults experienced dependent
living.

79% of adults had employment problems.

60% of those age 12 and older had
trouble with the law.

50% experienced inpatient treatment for
mental health or substance abuse
problems or spent time in prison.

45% engaged in inappropriate sexual
behavior.

43% had disrupted school experiences
(e.g. dropped out).

24% of adolescents, 46% of adults, and
35% overall had alcohol and drug
problems.’

CAN FASD BE PREVENTED?

The most important statistic to remember about
FASD is that it is 100% preventable. The only
cause of FASD is prenatal exposure to alcohol.
If a woman does not drink alcohol during
pregnancy, her baby will not have an FASD.
Individuals who already have an FASD should
receive an accurate diagnosis and appropriate
treatment, prevention, and other support
services. FASD prevention and treatment
strategies present an opportunity to address
FASD, raising hope for families everywhere.

1.
2.
3.

4.
5.
6.
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Alcohol is a teratogen (substance that is

Brain of baby with Brain of baby with heavy toxic to the baby's d_evelo_ping bra_in).
no exposure to alcohol  prenatal exposure to alcohol Damage can occur in various regions of the

brain. The areas that might be affected by
alcohol exposure depend on which areas are
developing at the time the alcohol is
consumed. Since the brain and the central
nervous system are developing throughout
the entire pregnancy, the baby's brain is
always vulnerable to damage from alcohol
exposure.

Not all damage from alcohol exposure is
seen on brain scans, as lesions are
sometimes too small to be detected with
current technology, yet large enough to
cause significant disabilities.

Photo courtesy of Sterling Clarren, MD

Alcohol Exposure During Stages of Pregnancy

1. During the first trimester, as shown by the research of Drs. Clarren and Streissguth, alcohol interferes with the
migration and organization of brain cells. [Journal of Pediatrics, 92(1):64-67]

2. Heavy drinking during the second trimester, particularly from the 10th to 20th week after conception, seems to
cause more clinical features of FAS than at other times during pregnancy, according to a study in England.
[Early-Human-Development; 1983 Jul Vol. 8(2) 99-111]

3. During the third trimester, according to Dr. Claire D. Coles, the hippocampus is greatly affected, which leads
to problems with encoding visual and auditory information (reading and math). [Neurotoxicology And Teratology,
13:357-367, 1991]

From the College of Cognitive and Linguistic Sciences at Brown University, Providence, RI.

The regions of the brain that are most seriously affected by prenatal alcohol exposure in terms of ability to
function are:

Corpus Callosum _ - passes information from the left brain (rules, logic) to

the right brain (impulse, feelings) and vice versa. The Corpus Callosum in

an individual with FAS/ARND might be smaller than normal, and in some

cases it is almost nonexistent. (MRl images)

Hippocampus - plays a fundamental role in memory, learning, and emotion.

Hypothalamus - controls appetite, emotions, temperature, and pain sensation

Cerebellum - controls coordination and movement, behavior and memory.

Basal Ganglia - affects spatial memory and behaviors like perseveration and

the inability to switch modes, work toward goals, and predict behavioral outcomes, and the perception of time.
Frontal Lobes - this area controls impulses and judgment. The most noteworthy damage to the brain
probably occurs in the prefrontal cortex, which controls what are called the Executive Functions

http://www.come-over.to/FAS/FASbrain.htm




Fetal Alcohol Syndrome (FAS) and its diagnostic criteria were first described in the United States’
scientific literature over 30 years ago. Current criteria for the medical diagnosis of Fetal Alcohol
Syndrome require documentation of all of the following:

All three facial abnormalities (smooth philtrum, thin vermillion, and small palpebral fissures)
Growth deficits
Central Nervous System abnormality (causing learning & behavioral difficulties.)

— Short eye openings

Smooth space
between nose and lip — — Thin upper lip
Source: Aase 1994 (No vertical groove)

Image from Michigan pre-screen tool

Over the years, the following terms have been used by various specialty clinics and doctors to describe
and/or diagnose a condition caused by prenatal alcohol exposure in an individual who does not meet all
three criteria of the full syndrome. This does not necessarily mean that these condition s are less
severe than FAS.

FAE - Fetal Alcohol Effects
ARBD - Alcohol-Related Birth Defect
ARND - Alcohol-Related Neurodevelopmental Disorder

Depending on timing and dose of alcohol exposure, the facial features can vary and will fall along the
spectrum. The majority will not have distinguishable facial features and will look more like “Sheila.”

Sheila who has an
FASD

Image from Diane Malbin book, Fetal Alcohol Syndrome Fetal Alcohol Effects, 1993

For a color guide to facial feature diagnosis visit
http://depts.washington.edu/fasdpn/htmis/fas-face.htm
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