Fetal Alcohol Spectrum Disorders:
Lived Experiences, Strengths, & Interventions

UNIVERSITY of Mt.
22 ROCHESTER ~ HOPE

family center

\:%

CHRISTIE L. M. PETRENKQ, PH.D. | 0 Pimec/ Poums

September 2022



WHAT ARE THE LIVED
EXPERIENCES OF PEOPLE

WITH FASD & THEIR
FAMILIES?




STIGMA

Public stigma is pervasive and severe
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Internalized self-stigma, shame, guilt

Contributes to under-diagnosis and low

access to services TAM P O U
* Mothers uncomfortable talking about PAE or

seeking supports
* Providers not asking about PAE; afraid to

label a child with FASD

People with FASD feeling “less than”

https: / /www.nofas.org /stigma/

For review: Roozen et al., 2020



PREVENTION

What are the
Barriers to
Supporting
People with

FASD?

SERVICES

DIAGNOSIS

Lack of Knowledge of FASD

Petrenko et al., 2014

RECOGNITION



FASD SYMPTOMS ARE EASILY MISUNDERSTOOD

Parental
QOutcomes

Neurodevelopmental
General

knowledge of
the disability

Petrenko et al., 2016



FEELING DIFFERENT

Awareness of difficulties =2 limiting
Under-supported, discrimination
FASD feels unfair

Difficulty coping

Persistence

Domeij et al., 2018



Systems Level
Factors

CAREGIVER EXPERIENCE

~ /|

Stressors

Protective Actions

High resource needs
Multiple demands/time-
intensive services
Financial stress

Constant advocacy
Self-education on FASD Securing childcare
Repeatedly educating Feeling unsupported by
others about FASD services/schools

Taking advantage of any Frustrated that protective
available services actions not yielding results
Treated differently than other
developmental disabilities

Working together as a
family * lIsolation

FG mily Level B{ * Seeking support from : 3"Z°"d"i°2°' 'Z"e * Stigma ; - <
families with similar nderstand and accept * Strains on family relationships
diagnosis

experiences

Factors

* Feeling of responsibility
* Desire to see child happy

— and successful
. Eonstum' monitoring o Sadness
* Frequen
prompis/reminders Protective Parenting : Eeqr :or :u'fe'y
1 N ear for future
: Zt::;::t{]:lgr: arentin Attitude * Exhausted/overwhelmed
e P g * Confused about
st eg'fs causes/management of child
¢ Supporting behavi
strengths/interests e ~_ j
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Individual with
FASD

Petrenko et al., 2019



PEOPLE WITH FASD HAVE IMPORTANT STRENGTHS
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PEOPLE WITH FASD ARE
CAPABLE

The key is to provide opportunities
and supports...

for people to use their strengths and
abilities...

in meaningful activities and
relationships.




SAM’S PERSPECTIVE




JACQ'S PERSPECTIVE (SAM’S SISTER)




Deficit-Focused Intervention

Deficits

WY

Problem

Prescriptive Reduction

Addressing
Barriers

Awareness &
Understanding

Access to Care

Reduce Stigma

Petrenko & Kautz-Turnbull, 2021

Strengths-Based Intervention




FASD INTERVENTION RESEARCH | How are we doing?




SURVEY OF EXISTING INTERVENTIONS

People with FASD and their families benefit
from interventions

Most studied for 3 to 12 age range

Target skill-building and /or environmental
supports

Some recognize strengths in conceptual model
or intervention design

Outcome measurement largely deficit or
problem reduction

Flannigan et al., 2020; Petrenko & Kautz-Turnbull, 2021; Reid et al., 2015

Self-regulation
and attention

Social skills

Academic skills

Parent training




EXAMPLE FAM”.I ES MOVING http://familiesmovingforwardprogram.org/
FORWARD (FMF) PROGRAM

W Families Moving Forward Prog: X

<) e @ # familiesmovingforwardprogram.org | & | Q search InN® 0O &%

5 Mostvistted (B} Qustodia Famiy Por.. % Gaogle Schoiar Bb FRES [ Homepage ) SchoolToot 0 login gov - Welcome 1 Box 1 Login Al Fames Noving For.

Q Seattle, WA.USA B2 familiesm

* Caregiver-focused

Families Moving Forward Program

"

* Integrates:

Home About v Training & Implementation ~ Innovation & Research = Resources FMF Portal

*  Psychoeducation and support
* Motivational interviewing

* Cognitive behavioral strategies

s : FMF P Training &
* Positive behavioral support g G

FMF Specialist & bring the FMF Program to

* Advocacy education

Training Implementation

* 15-21 sessions

Positive family outcomes: Improved cognitive appraisal of the child and parenting sense of competence, increased
family needs, and improved child adaptive behavior and reduced problem behaviors

Study #5 in Bertrand, 2009; Olson & Montague, 2011



EXAMPLE: GOFAR
°
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Overview

The GoFAR program teaches self-regulation and adapting to situations. These are important skills children
need to function in their daily lives. Using GoFAR, your child will learn how to organize and think through
problems carefully to lessen impulsive or hurried responses.

Your child will use a metacognitive technique called FAR. “Metacognitive” is a word that psychologists use to
describe how to understand what we are thinking about and what we are doing.

FAR has 3 steps:
» Overview

Teaching the Concepts |

» Understanding Problems

F Focus and Plan, where a child learns to focus attention on the work to be done and to come
up with a plan to solve the problem;

A Act, where the plan is carried out;

R Reflect, where the child looks at how the plan worked and discusses how it was successful. If

» Leamning Social Rules it was not successful, the discussion is about what could be done better.

& Estahlishing Balatian:
» Establishing Relation:
» FAR Ideas

L Using FAR at Home

[Game practice |

» Getting Started & Intro
» Find the Key
[ Real World Appication . . .

» Guidance

» Activity Sheets
» Library of Activity Sheets  HHOW To Use This Program

GoFAR Resources | The GoFAR program is designed to provide your child practice using the ideas with real world actions. It
e involves three separate sections:
> GoFAR Forms 1. Identify the existing behavior problems (Teaching the Concepts).
2. Practice the rules in simple games (Game Practice).

» Do2Leam Resources 3. Transfer the knowledge in situations in the home (Real World Applications).

Empirically Tested:
* 5 individual sessions:
* Children learn “FAR” technique
with computer game
* Parent training
* 5 joint parent-child sessions

* apply to real-word situations

Improved Outcomes:

* Adaptive functioning
* Attention

* Behavior Problems

Now available online:

https:/ /do2learn.com /BehaviorManagement/

GoFAR/Overview

Coles et al., 2015; 2018; Kable et al., 2016



AREAS FOR GROWTH

Early childhood,
adolescence,
adulthood

Mental health
interventions

Accessibility in
the community

Outcome
measurement of
strengths and
thriving

Systems and
policy level
interventions

Holistic, person-
centered
frameworks




 More than 83% of adults own a
smartphone worldwide

* Good potential for scalability

* Information can be accessed at
any time

* Apps are well suited for:
* Providing information
e Self-monitoring tools
* Goal setting

e Real-time (synchronous)
communication

8




Collaborative Initiative on
Fetal Alcohol Spectrum Disorders

The purpose of this consortium is to inform and develop effective interventions and treatment
approaches for Fetal Alcohol Spectrum Disorders (FASD), through multidisciplinary research involving

basic, behavioral and clinical investigators and projects. We hope to develop an infrastructure to foster
collaboration and coordinate basic, clinical and translational research on FASD.

National Institute
on Alcohol Abuse
and Alcoholism

CIFASD is supported by NIAAA

www.cifasd.org



Heather Carmichael Olson, Ph.D. Christie Petrenko, Ph.D. Cristiano Tapparello, Ph.D. Wendi Heinzelman, Ph.D.
SCRI / U. of Washington MHFC / U. of Rochester U. of Rochester U. of Rochester

Carson Kautz-Turnbull, M.A. Alicia Roth Shuo Zhang Maddy Rockhold Cody Romanos
MHFC / U. of Rochester MHFC / U. of Rochester MHFC / U. of Rochester MHFC / U. of Rochester U. of Rochester




HlestREsT FMF CONNECT: CONTENT DEVELOPMENT PROCESS

= Families Moving Forward
(FMF) Program:

Content, principles, methods

=  FMF developed by Heather
Carmichael Olson and team at
UW/SCRI

= Funded by CDC

“* '} Families Moving Forward
= FMF Connect is a derivative 3

CONNECT

product with unique features :



st FMF Connect Components

Learning Modules
* 12 core modules, 3 levels

* Educational text/audio
* Exercises to practice content
* Animation and video

9:41AM £100% -

Learning Modules

(X Family Forum

* Users share ideas, ask questions,
get support

Level 3

Taking it to the
| NextLevel |

Notebook l

* User builds personalized section |V
for later reference

* Exercises about child, selected
content, tools, notes

* Organized in sub-forums
* Moderated by trained peers

Taking Action

oy | Library
« * Lists of books, websites, other

Dashboard ' resources
* Optional fact sheets

* Summary of progress
* Badges earned, child behavior
ratings, usage metrics



Families Moving Forward

CONNECT

1:48

Wednesday, Octaber 23

Getting
Started

Taking Action

Dashboard

User Profile:
Num. of posts: 1
Num. of comments: 10
Last login: 10/23/18, 1:26 PM

vl Leave Study

Tip of the day
FMF Connect wil help you learn an
approach that research shows can
improve child behavior-- and how
parents feel and act. Leaming this
approach s like building a house. Take
your time and go step-by-step to buid a
strong foundation!

Learning Modules Progress:

OO
E EF & ® m

n18

Back  Level 1 Getting Started

Notebook

FMF Connect Screenshots

Resources

School Resources

Evaluating Treatment Options

Other Services &
Support Resources

138

< Back
Brainstorming: Starting Out

What You Wil Leam
What is Brainstorming?

Wisdom From Parents

How Brainstorming Works

Observe Your Child's Behavior

Video Examples

Which s the Measurable Behavior?
Describe Your Ghild's Probiem Behavior
Describe the Emvironment

Video Examples

What Comes Before?

Identify Your Child's Triggers

Congratulations

B U

Family Forum
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My son's CSE meeting is.on Monday!
Wel, technically bath sons meatings ar

Comments: 1 Apr 25, 20133t 8:25 PRt

Ourworld...

Fhave twa step daughters, adopled set of

twins, 0ng who is diagnosed with FAS....
Comments: 3 Apr 75, 2018 31 752 P

YouTube channel

We have created a YouTube channel
whare we wil be posting short videos to...

Commants: 3 4
Reframing behaviors

My child, mostly when he's at home,
makes constant naises and in thinking ...

Comments: 7 Aor 25, 20161 5:05 P

ntra,

& Family Forum

Developer [ Eait
Ape 25, 2019 a1 508 PM
YouTube channel
‘We have created a YouTube channel where we.
be posting short videos to showcase some
@ 3pp functionalities. You can access the
channel by following the link elow:

wyoutube.comjchannel/
BDpCkQIOwHoHIWAY

-

ot 2

You may have done behavior plans in the
past. But brainstorming will be somewhat
different and creative. Brainstorming is
great fit for children with FASD or PAE,

who seem to have unpredictable
behavior.

Brainstorming focuses on what happens

before the problem behavior. Using

ideas from brainstorming helps you set

up the environment to suppart your




| CORNEST Systematic Development & Evaluation

2022

Randomized
Control Trial

i0S

In Progress




Participate in a focus
group to inform
new app for

mental health providers
to use with families

, https://bit.ly /Providerapp

opment of Provider-Assisted Families
Moving Forward Connect

: HMNIVERSITY o
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EDICAL CENTER family conter



PARTNERSHIP WITH THE ADULT LEADERSHIP COMMITTEE
OF FASD CHANGEMAKERS



My

nspiration for the

ealth Coach app

* There is little attention and evidence-based
supports for adults with FASD

e Our partners have documented significant
physical health and quality of life concerns
with their peers

- Lay of the Land surveys 1 & 2

* “Nothing About Us Without Us”




SELF-DETERMINATION THEORY FOR WELLNESS

Y

Promotes

* Autonomy * Motivation

* Physical Health

* Competence * Engagement
P 999 * Quality of Life

* Relatedness * Determination

Experience of Results in

Ryan & Deci, 2000



‘9 My Health Coach : '® My Health Coach

My Health Coach can help you
Great. How are you feeling track daily tasks. Is there one
emotionally today, Olivia? you would like to try? Here are
a few examples. Pick one of
these or customize your own
tracker.

Okay/midline

Daily Message (FASD Fact)

Did you know 94% of adults with FASD feel
overwhelmed at work? If you like, check out the fact
sheets for tips on how 1o talk to your employer.

Thank you. How did you sleep
last night? )

Medication

Have | eaten?

Terrible Exercise

Thank you. And do you have Sleep

any physical health symptoms

you would like to report, such Something else
as a stomach ache or sore

ankle? Not right now

0D O < . B 9 «

™ = m &=
Chat Tools ibra Chat Tools Libra

Daily Check-in General Tracker Daily Message



- SHARE YOUR THOUGHTS ON
APP DESIGNED FOR ADULIS WITH
FASD

Who Can

Participate?

Adults with FASD
or prenatal alcohol
exposure

CONNECT WITH US

TWITTER @FASDCHANGEMAKRS & @CLPETRENKO
INSTAGRAM: @FASDCHANGEMAKRS ALC

EMAIL: EMILY_SPEYBROECK@URMC ROCHESTER EDU

anywhere in the

*DEVELOPING SMARTPHONE APPS FOR ADULTS WITH FASD®
UNIVERSITY OF ROCHESTER [N PARTNERSHIP WITH THE ADULT LEADERSHIP
COLLABORATIVE OF THE FASD CHANGEMAKERS woOr I d

www.bit.ly /FASDApp




PROJECT ECHO© FASD

(EXTENSION OF COMMUNITY HEALTHCARE OUTCOMES)

MOVING KNOWLEDGE, NOT PEOPL
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Subject Matter Experts

o Share knowledge

« Acquire new knowledge « Gain confidence
« Facilnate a network « Join 3 network

ECHO Participants
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People Reached

« Advance equity
o Increase access 10 resources
« Earlier identification of those in need
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Thrive l Ln‘elong

Health « Research « FASD Supports

In September 2021, we have started a regular newsletter to keep you updated. This newsletter is applicable for parents, teachers, providers, researchers, friends and family, or anyone
interested! Sign up and you’ll receive highlights about new study results, progress updates, and alerts for research opportunities.

You can read current and past issues below. Sign Up to Our Newsletter.

Current Issue - January 2022

« Tip of the Month

« The FASD Collaborative Project
¢ FMF Connect Enroliment

¢ My Health Coach Enrollment

* Research Corner

* New Year’s Resolutions Tips




THANK YOU!

= Thank you to NIAAA and CIFASD for

supporting this work

= UO1 AA026104
- UH2 AA029050

= We also appreciate the generous support of

Jay and Constance Mazelsky
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