PCP Handout: Persons with Fetal Alcohol Syndrome Disorder

Fetal Alcohol Spectrum Disorder (FASD) is a non-diagnostic umbrella term describing:

Lifelong neurodevelopmental conditions with a range of physical, mental, and intellectual
disabilities, resulting from exposure to alcohol prior to birth. They include fetal alcohol syndrome
(FAS), partial fetal alcohol syndrome (PFAS), alcohol-related neurodevelopmental disorder, and alcohol-
related birth defects. Timing of alcohol exposure, quantity consumed, maternal nutrition, stress, and
other variables contribute to exposure outcomes. Experts estimate that 2-7 per 1,000 people have FAS
and 1.1-5% have FASD, although the diagnosis is challenging

FAS includes documented maternal alcohol use during pregnancy and three criteria:
e Facial Dysmorphology: such as short palpebral fissures, smooth philtrum, thin upper lip.
e Growth Retardation: Height, weight, or head circumference below 10th percentile.

e Neurobehavioral Issues: Difficulties with attention, memory, learning, behavior, coordination.

Common associated FAS co-morbidities are: conduct disorder (90%), receptive/expressive language
disorders (76-80%), vision or hearing loss (56-62%), ADHD (51%), hypertelorism (50%), alcohol or
substance dependence (50%), intellectual disability (33%). Comorbidities vary with other FASDs.

Itis key to remember that persons with FASD have brain differences which require support. Each person
with FASD is an individual with a unique history. Labels can limit but, if used supportively, can name the
disability and help promote understanding of each person’s learning needs for appropriate responses.
Neurological differences often appear as:

e Slower thinking and hearing speed e Difficulty managing time, money,

e Problems storing and retrieving info schedules

e Difficulty forming links, associations e Challenges in managing free time

e Difficulty generalizing e Sensitivities to lights, sounds,

e Difficulty with abstract concepts temperature, taste and touch

e Difficulty seeing next steps/outcomes » Possible difficulty understanding safety

e Disconnections: saying one thing and and danger and possible heightened risk
doing another for victimization and exploitation

e Grasping pieces rather than concepts e Dysmaturity (wide variation between

e Impulsivity and distractibility developmental and chronological age)

Defensive behaviors are often misinterpreted as willful, intentional, manipulative or due to emotional
problems rather than recognized as the function of a person’s brain differences. Defensive behaviors are
most typically reactions to chronic failure and frustration. The most common are:

e Depression, other mental health concerns, suicidal tendencies or self-destructive behaviors

e Fatigue and frustration e Poor self-esteem

e Anxiety e Isolation

e Anger and aggression e Opposition and defiance
e Withdrawing and avoidance e Self-aggrandizement
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Key concepts in providing support for a person with FASD:

Strike a balance between honoring the person as an adult and creating safety while avoiding
power struggles.

Structure is vital to success. It should demonstrate respect, partnership and inclusion wherever
possible. Support should reflect the person’s developmental age.

Change in routines, structures and environments should be supported.

Break tasks into smaller pieces. Use concrete, experiential learning situations and visual cues.
Find ways to incorporate each individual’s strengths, eg. artistic/musical talent, creativity,
gregariousness, curiosity, tenacity, generosity and caring about others.

Keep it simple. Use fewer words, slow down, give time for the person to answer one thing at a time.
Augment what you are saying with visual cues or use in an immediate, understandable context
thatis of interest to the person.

Support the individual to put their feelings into words.

Limit choices and provide positive choices. Reduce the number and complexity of decisions the
person has to make.

Be consistent with how you describe things, make requests, and set expectations. Daily reminders
may be necessary. Do not over-explain things.

Keep the environment simple and uncluttered. Put things away in the same place each time and
as soon as they are used.

Create lists to help support memory.

Build a circle of support around the individual. Coach slowly.
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