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WHAT ARE THE LIVED 
EXPERIENCES OF PEOPLE 
WITH FASD & THEIR 
FAMILIES?



STIGMA

Public stigma is pervasive and severe

Internalized self-stigma, shame, guilt

Contributes to under-diagnosis and low 
access to services
 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



What are the 
Barriers to 
Supporting 
People with 

FASD?

SERVICES

PREVENTION

RECOGNITION

DIAGNOSIS

Petrenko et al., 2014
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FASD SYMPTOMS ARE EASILY MISUNDERSTOOD

Petrenko et al., 2016



FEELING DIFFERENT

Awareness of difficulties  limiting

Under-supported, discrimination

FASD feels unfair

Difficulty coping

Persistence

Domeij et al., 2018



• Unconditional love
• Understand and accept 

diagnosis
• Feeling of responsibility
• Desire to see child  happy 

and successful

Protective Parenting 
Attitude

CAREGIVER EXPERIENCE

Systems Barriers

 Obtaining 
services

 Lack of provider 
knowledge

 Obtaining 
diagnosis

Individual with FASD

Family-Level 
Factors

• High resource needs
• Multiple demands/time-

intensive services
• Financial stress 
• Securing childcare
• Feeling unsupported by 

services/schools
• Frustrated that protective 

actions not yielding results
• Treated differently than other 

developmental disabilities

Stressors

• Isolation
• Stigma
• Strains on family relationships 

• Sadness
• Fear for safety
• Fear for future
• Exhausted/overwhelmed
• Confused about 

causes/management of child 
behavior

• Constant advocacy
• Self-education on FASD
• Repeatedly educating 

others about FASD 
• Taking advantage of any 

available services

• Working together as a 
family

• Seeking support from 
families with similar 
experiences 

• Constant monitoring
• Frequent 

prompts/reminders
• Structure/routine
• Outside-the-box parenting 

strategies
• Supporting 

strengths/interests

Protective Actions

 Social supports
 Family/marital 

dynamics

Primary Disabilities
 Social, adaptive, executive 

functioning
 Self-regulation

Secondary Conditions
 School disruptions
 Mental health problems
 Legal problems

Systems Level 
Factors

Family Level 
Factors

Individual with 
FASD

Petrenko et al., 2019



PEOPLE WITH FASD HAVE IMPORTANT STRENGTHS

Kautz-Turnbull et al., 2022



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)



Deficits

Problem 
ReductionPrescriptive

Surviving
Feeling different, unsupported, 

stigmatized.

Deficit-Focused Intervention

Strengths

Quality of 
Life

Person-
Centered

Thriving
Feeling valued, supported, 

included.

Strengths-Based Intervention

Awareness & 
Understanding

Access to Care

Reduce Stigma

Addressing 
Barriers

Petrenko & Kautz-Turnbull, 2021



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 

Self-regulation 
and attention

Social skills

Academic skills

Parent training

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



EXAMPLE: FAMILIES MOVING 
FORWARD (FMF) PROGRAM

• Caregiver-focused

• Integrates:

• Psychoeducation and support

• Motivational interviewing 

• Cognitive behavioral strategies 

• Positive behavioral support

• Advocacy education

• 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

http://familiesmovingforwardprogram.org/



EXAMPLE: GOFAR

https://do2learn.com/BehaviorManagement/
GoFAR/Overview

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:

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



AREAS FOR GROWTH

Accessibility in 
the community

Early childhood, 
adolescence, 
adulthood

Mental health 
interventions

Holistic, person-
centered 

frameworks

Outcome 
measurement of 
strengths and 

thriving

Systems and 
policy level 
interventions



• 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
• Self-monitoring tools
• Goal setting
• Real-time (synchronous) 

communication

The Possibilities of Mobile Health (mHealth)

18



19www.cifasd.org
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CONNECT
Families Moving Forward

CONNECT
Families Moving Forward

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

 FMF Connect is a derivative 

product with unique features



CONNECT
Families Moving Forward FMF Connect Components

22

Learning Modules
• 12 core modules, 3 levels
• Educational text/audio
• Exercises to practice content
• Animation and video

Dashboard
• Summary of progress
• Badges earned, child behavior 

ratings, usage metrics

Family Forum
• Users share ideas, ask questions, 

get support
• Organized in sub-forums
• Moderated by trained peers

Library
• Lists of books, websites, other 

resources
• Optional fact sheets

Notebook
• User builds personalized section 

for later reference
• Exercises about child, selected 

content, tools, notes



CONNECT
Families Moving Forward FMF Connect Screenshots
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CONNECT
Families Moving Forward Systematic Development & Evaluation

2017-2018
Focus Groups 

across US
Initial Design

2019 
Two Rounds 
Beta-testing

iOS & Android

2020-2021
Feasibility 

Trials
iOS & Android

In Progress

2022
Randomized 
Control Trial

iOS



CONNECT
Families Moving Forward
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PARTNERSHIP WITH THE ADULT LEADERSHIP COMMITTEE 
OF FASD CHANGEMAKERS



Inspiration for the 
My Health Coach app

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

• 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

• Autonomy 
• Competence 
• Relatedness

• Motivation
• Engagement
• Determination

• Physical Health
• Quality of Life

Experience of

Promotes

Results in

Ryan & Deci, 2000



Daily Check-in General Tracker Daily Message



Who Can 
Participate?

Adults with FASD 
or prenatal alcohol 

exposure 
anywhere in the 

world

www.bit.ly/FASDApp



PROJECT ECHO© FASD
(EXTENSION OF COMMUNITY HEALTHCARE OUTCOMES)
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supporting this work
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 We also appreciate the generous support of 

Jay and Constance Mazelsky

THANK YOU!!
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CONNECT
Families Moving Forward
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