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Overview

» Behavior difficulties in FASD stem from brain-based
struggles in self-regulation, neurocognition and adaptive
skills.

« A mismatch between the child’s brain-based challenges
and caregiver expectations can lead to increased stress
and inappropriate interventions.

* Few programs have been specifically designed for families
raising a child with an FASD.
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Study Objectives

1. Characterize parenting experiences in families raising a
child with FASD.

2. Pilot a brief FASD Education Program.

3. Evaluate long-term utility of the program on family
functioning.
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Methods: Participants and Measures

« 31 families raising children (ages 2-11) with FASD.

« Parent Measures: Parenting stress Index (PSI), Adult
Adolescent Parenting Inventory-2 (AAPI-2), Parenting Sense
of Competency (PSOC), Center for Epidemiological Studies
Depression Scale

* Child Measure: Eyberg Child Behavior Inventory (ECBI).

« FASD Education Program: Booklet activity (‘All About Me') &
discussion.
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Parent Education Using

the "All About Me" booklet

” « The "All About Me" booklet is
A Abom M@! designed to help caregivers,

educators, and supporters
understand and connect with
A Book About: Individuals with Fetal Alcohol
Spectrum Disorder (FASD). It
emphasizes that everyone's
brain works differently and
that behavioral issues may
(Put ME stem from these differences
rather than intentional
misbehavior.

Herel) %
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y Brainand I......

| M
. - |

Here are some things that
my brain and | deal with every day:

Pick up your room.
thing

Learning from expetience..
| have 3 hard time E!PP[}-"UIQ what |
know to different situations.
Every situation is brand new to
me because | don't always
have the benefit of using past
experiences to quide my actions.

It's so

important that you

remember this

question: WHAT IF

the behavior

is showing

Brain pace. something
: nd Kid in a about my
brain?

WHAT IF |

really am

doing the

best | can?

Sometimes

my best

doesn’t look

like everyone

else’s.

Undetstanding cause and effect.
| am sometimes not able to look
zhead and predict what might
]1appen‘ This means that | am
likely to make impulsive
c 15, and then be

o

&
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‘ My Brainand I.......

Here are some things that
my brain and | deal with every day

Rigid thinking.
Once I've leared something, it's very hard for me to
re-learn it or change it. For example, if we have t
quiet[y in the gymnasium fora quest s
might be hard for me because to me th
only for playing.

Reading body languade. | am not able to und
non-verbal communication, like tone of voice,
facial expression or body language. This means that
| often don‘t understand what is really being
communicated, and makes it hard for me to get
along with other kids.

Memory.

My short-term memory is inconsistent, which
means that sometimes | remember things and
sometimes things get lost in my brain. | might be
able to repeat something to you, and then forget it
as soon as | walk away.

Sensoty Integration. | experience my senses
differently than most people. This means that 3
slight touch may feel like 3 slap, or normal lights

k like strobe [Eghts. It makes it harder to
get through the day when [ struggle with things that
seem normal to everyone else.

@, AtriumHealth
Lev ne Children’s



Parent Education Using

the "All About Me" booklet

* Personal Strengths: Highlighting qualities that others
appreciate in them.

* Interests and Preferences: Describing favorite activities and
hobbies that motivate and engage them.

 Emotional Responses: Explaining triggers for distress,
typical reactions, and strategies that help in managing
emaotions.

« Effective Support Strategies: ldentifying approaches that
work best, such as patience, structure, and calm
environments.

» Parents completed the “All About Me” booklet to create a
unique profile of their child, highlighting both strengths and

challenges. &) Atrium Health
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Parent Education Using

the "All About Me" booklet

« Strengths-Based Approach:
Parents identified and celebrated their child’s unique
strengths, fostering a more balanced perspective and
emotional connection.

« Understanding Challenges:
Facilitators guided discussions on neurobehavioral struggles
(e.g., emotional regulation, abstract thinking, sensory issues)
and shared individualized strategies.

« Everyday Accommodations:
Emphasized using concrete language, visual cues, external
memory tools, routines, and adapting environments to fit the
child’s brain-based needs.
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What Works.....

I CAN learn, | CAN get through my day feeling good about
myself, and | CAN have successes. Here are some ideas that

he|p create outside supports for my brain.

Use concrete language. | don't Expect to reteach things to me. |
speak the |anguage oFabstractions, struggfe with my memory. | need
so | often don’t understand what to re-learn th over and over
you mean. Pay attention to your before they stick in my brain.
words and try to use lanquage that Don't get frustrated with me for
means exactly what it says. Forgetting. I don’t mean to fbrget.

[ [

Sometimes you will wonder if | am
misbehaving on purpose or if | am acting
from my brain differences. Here’s an idea
for you: Try assuming that my actions are
from a brain difference, and put some
supportive strategies consistently in
place. If my behavior gets better, your
strategies and your patience are HELPING
me and my brain.
Thank you!!

Provide external memory tools. Speak slowly, and use fewer words.
It helps me not to always have to If you're wanting to explain
rely on my m y. Lists, something to me and I'm just not
reminders, cue getting it, try siowing down and
that can be an external memory using fewer words. | process
for me will help me be more information at a slower pace, so
SUCC . it's easy for too many words to
overwhelm me.

s—anything
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“Hcasc dor’t let what l CAN’T do interfere
with what | CAN do!”

Understand what routine means to me. Since my brain has trouble
looking ahead, routine is what makes me feel secure. When my
routine gets disrupted, | feel anxious because | don't know what's
happening next. Prepare me for changes.

Provide extra supervision. It helps to have people around me who
- understand that my brain works differently, and can help me
navigate new and unfamiliar situations. Unstructured times ~ f/Remember—
: : maybe it’s
are  especially hard for me, so | might need extra help. not that |
WON'T do it.
Maybe it's
that | CAN'T
Use the same words. If you say, “Don’t run” “Walk, please” and \_ doit.

“Slow down,” my brain may not understand that you're
wanting the same behavior each time. Use the exact same
words / phrases to help my brain understand what's expected.

Be as specific as possible. | have a hard time figuring out all the steps

- that need to be done, and in what order to do them. Help me
ordanize and break tasks down into small parts (and don‘t expect
me to rely on memory - write it down for me!)
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The Environment.....

It's easy to figure out how to make the environment
accessible to a person with a physical disability. Sometimes it's
harder to look at my disability in the same way. There are
simple changes in the environment that can make a big
difference for me.

Help me eliminate clutter Allow me to have ways to filter
from my space. out distractions. Noise and
A messy desk or locker can be visual stimulation make it hard
overwhelming to me, but | have for me to concentrate. Let me
a hard time knowing what to sit up front, where | will be
throw away and what to keep. less distracted. | might need
 also have 3 hard time earplugs or sunglasses to
ordanizing information. help me filter out my
environment.

D Remember the

Keep the environment question, “What has
ordanized. changed in the environment’

Clutter in the classroom or on if my behavior suddenly

the walls can be overwhelming changes.

to me. If my surroundings are Even changes that seem very small
tidy and organized, this will help can be dramatic in my life. Help

my brain make sense of things. me adapt to changes by showing

me, rather than just telling me,
what is expected of me.

&

AtriumHealth

Lev ne Children’s



Results: Parenting Assessments

* High Parenting Stress

e 77% scored above norm on Total Stress
84% on “Difficult Child” scale
Significant differences found vs. normed population

« Parenting Strategies & Competence

* Most parents showed normative or low-risk parenting styles
High self-rated satisfaction and efficacy (Mean ~4.05/6)

* Depressive Symptoms

» 37% scored above clinical cutoff (vs. 20% in general
population)
Indicates elevated emotional burden among caregivers

AtriumHealth
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Results: Child Behavior Assessment

(Eyberg Child Behavior Inventory)

* High Behavioral Challenges Reported

* 90% of children scored above norm on Behavior Intensity

(<0.001)
81% scored above norm on Problem Scale

oScores on both scales significantly higher than normed population
(p <.0001)

olntensity and problem ratings were highly correlated (r =
.854, p <.0001)

* Implication: Parents consistently viewed their children’s
behaviors as both intense and problematic, highlighting the
need for tailored support.

AtriumHealth
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Immediate Feedback from Parents

* Discussions during the group activity were highly engaged,
emotional, and supportive—often including both tears and
laughter.

e Utility and Impact of Sessions
0100% of parents (n=30) found the session useful

0100% believed it would positively impact their relationship with their
child

Application to Family Life
* Mean ease of application: 4.21/5 (somewhat easy)
* Mean frequency of use in dally life: 4.76/5 (once daily)
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One Year Follow Up

* Response rate: 68% (n=13)

* 100% still found the program useful (Mean: 4.62/5)

« Mean retention of content: 4.08/5

* 100% reported they learned from the program (Mean: 4.23/5)
» Application and Relationship at One-Year

« Mean ease of application: 3.62/5 (neutral)

« Mean frequency of use: 4.5/5 (once daily)
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Follow up Asssesments

* 100% said it had a positive impact on their relationship (Mean: 4.15/5)
but parental stress remained high; no significant change from baseline

« Significant decrease in child behavior intensity (p = 0.0188).
« Significant decrease in child behavior problems (p = 0.0076).
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Follow up Assessments

» Parents responded positively to the booklet; one noted, “This
training should be given to all Foster Parent(s) plus even the school
teachers.”

* Many asked how to share the information with others in the child’s
life (e.q., teachers, caregivers).

« At follow-up, several parents reported feeling empowered and said
they had kept the “All About Me” booklet.
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Limitations of Study

« Small sample size and limited follow-up response
 Reliance on parent self-report

« No control group to assess true program impact
 Short follow-up window (1 year)
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Future considerations

 Test in larger, randomized controlled trial.

« Add objective measures (e.g., teacher/clinician input).
» Tailor support based on family needs.

« Explore broader community and clinical applications.
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