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CONFERENCE DESCRIPTION AND OBJECTIVES 

DESCRIPTION  
Despite thousands of published articles on FASD, limited research focuses specifically on adolescents 
and adults with FASD. As individuals diagnosed with FASD age, the “need to know” across a broad 
spectrum of areas continues to be critically important for identifying clinically relevant research 
questions and directions that will impact their day-to-day function and health outcomes.  

Building on the work of eight previous conferences*, we aim to examine relevant global research, 
programs, and policies. What can we learn from practice-based evidence? What does existing or 
emerging research tell us? Are the results transferable from country to country and/or from 
laboratory and clinical studies to real life? Are there clinical implications of results from any of 
these areas of which we should be aware? What are the changes in our thinking, practice, and 
directions that will be required to improve outcomes? What are the implications for the future?  

We hope you can join us at this interactive conference and be at the forefront of addressing these 
relevant global issues. 

LEARNING OBJECTIVES  

• Connect the identified needs of community workers, healthcare providers, 
professionals in the FASD field, families, and individuals with FASD with the research 
community 

• Gain insight into emerging research findings and how they might better assist ethical 
policy and decision-making and the development of integrated and collaborative 
approaches across systems 

• Examine practice-based evidence, projects, and programs to understand the potential 
connections to research and potential longitudinal studies  

• Engage in knowledge exchange and dialogue through multidisciplinary sessions 
• Listen to individuals with FASD and their families share their direct experience 
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EXHIBITOR LISTINGS   

ABLE2  
ABLE2 believes in an inclusive community where all people are seen as able, respected, and valued. 
People with disabilities face many challenges including stigma, accessibility, social isolation, 
discrimination, and inequity. Our programs and services empower persons of all ages across the 
disability spectrum and their families to build lives of meaning and joy as valued members of our 
community. 
 
Dream Acres  
As the first known FASD community providing supportive living and on-site jobs for adults living with an 
FASD, we feel that we can offer hope to so many conference attendees. 
www.DreamAcresFASDCommunity.org 
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FASD Communities  
We have created a successful residential program in WI for 4 young adults with FASD that has been up 
and running successfully for the past years. We also try to bring awareness to others about FASD. 
www.fasdcommunities.org 
 
 
Canada FASD Research Network  
The Canada Fetal Alcohol Spectrum Disorder Research Network (CanFASD) is Canada’s first 
comprehensive organization to support this country’s leadership in addressing the extraordinary 
complexities of FASD. CanFASD is a national, charitable organization with a mission to produce 
multidisciplinary, collaborative research that can be shared with all Canadians, leading to prevention 
strategies and improved outcomes for people affected by FASD. CanFASD’s mission is to produce and 
maintain national, collaborative research designed for sharing with all Canadians, leading to prevention 
strategies and improved support services for people affected by Fetal Alcohol Spectrum Disorder. Why 
we would like to exhibit? CanFASD Research Network always participated in the Vancouver conference 
and we are excited to participate and network with our international partners and colleagues again. 
Integrating research, policy and practice is an important part of our work and we are looking forward 
to sharing our evidence-based tools and resources with conference delegates. 
 
FASCETS (Fetal Alcohol Spectrum Consultation, Education, and Training Services)  
FASCETS is a non-profit organization that celebrated its 25th anniversary in 2022. Our name is an 
acronym for Fetal Alcohol Spectrum Consultation, Education, and Training Services. All our services are 
based on the Neurobehavioral (or Brain-Based) Approach, which redefines behavioral symptoms in a 
manner consistent with research. By connecting presenting behaviors with underlying differences in 
brain function, a profound shift is created in moving from anger to compassion, from blaming to 
acceptance, lessening frustration on all sides, and improving outcomes. Though the approach was 
originally developed for FASD, its application is not limited to PAE-related symptoms of underlying 
brain dysfunction – it applies to understanding and developing accommodations for other brain-based 
conditions such as autism, ADHD, TBI, dementia and others. We offer workshops and consultation on 
the Neurobehavioral Model to parents, caregivers, support workers and professionals, to support the 
development and implementation of accommodations that recognize who the person is and how their 
brain functions (or functions differently), and to set the conditions for success. We also develop and 
sell materials about FASD and the Neurobehavioral Model. We want to exhibit to get an opportunity to 
promote our trainings and resources, provide more information about the Neurobehavioral Model, 
gather feedback and comments on our services as well as connect and network with everyone in our 
FASD Community. 
 
NOFASD Australia  
To network with those attending the conference; share resources and information from our 
organization, which we have found beneficial to those whom NOFASD supports. 
https://www.nofasd.org.au/ 
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FASD Collaborative Project  
FASD Collaborative Project creates connection and community through informed partnerships. We 
believe organizations can unite to create innovative systems of care for individuals with FASD and 
other neurodevelopmental disorders. Currently, we have over 40 partners collaborating to provide 
support groups, online webinars, special interest groups, and Project ECHO series. Our work is 
centered on advancing research and implementation of best practices while embracing the belief that 
everyone has a story to tell. 
 
Inspire Kids FASD – Family Support Society of BC  
At Inspire Kids, our heart beats for families impacted by Fetal Alcohol Spectrum Disorder (FASD). We're 
here for biological parents, foster parents, kinship parents, adoptive parents, and every loving 
caregiver guiding a child through the challenges of FASD. Our mission is simple: To embrace and 
empower diverse families navigating the unique journey of FASD and make an impact in the lives of 
children and youth with FASD. We recognize that family structures come in many forms, and we stand 
with all parents and caregivers, offering unwavering support. No matter your family's shape or size, 
we're dedicated to ensuring you feel not only included but also genuinely supported and empowered 
by our services.www.inspirefasd.ca 
 
State of Alaska Comprehensive FASD Program  
The State of Alaska Fetal Alcohol Spectrum Disorders (FASD) Comprehensive Program comprises 
community, state, and national partners working to prevent and reduce harms related to prenatal 
alcohol exposure. The program supports, coordinates and funds efforts that directly impact individuals, 
families, communities, and systems change. This is accomplished through education, training, technical 
assistance, research, data analyses, policy review, clinical and support services. 
 
The Florida Center for Early Childhood, Inc.  
(The Florida Center Training Institute)  
For more than 40 years, The Florida Center for Early Childhood has been a leading provider of 
therapeutic services, early education, and healthy development for children in southwest Florida. Its 
programs focus on infants and children through fifth grade who are at-risk academically, socially, or 
economically. The Florida Center provides developmental therapies, mental health counseling, and the 
Starfish Academy preschool in Sarasota and North Port. The organization also offers Healthy Families, a 
home-visiting program that guides parents who need assistance. The state’s only Fetal Alcohol 
Syndrome Disorders clinic has operated for nearly 20 years and our FASD Director Tamra Cajo, LCSW 
co-facilitates Florida's statewide advocacy group with our former CEO Kathryn Shea (board member of 
FASD United). The Florida Center FASD clinics are now located in Sarasota, Orlando, and Pensacola 
(opening Spring '24), offering evaluations for individuals of all ages who may have had prenatal alcohol 
exposure. The Florida Center Training Institute offers training focused on supporting parents, 
caregivers, and professionals working with individuals with FASD. www.thefloridacenter.org and 
www.floridacentertraining.org The Florida Center for Early Childhood has the only FASD Diagnosing 
Clinic in the state of Florida. We provide the Families Moving Forward Specialist Training, Training on 
the FASCETS Neurobehavioral Model, Intro to FASD, and other trainings. We are actively educating 
individuals across the country about FASD, and wish to have the latest research information. We are 
also interested in becoming more involved with others across the country supporting individuals with 
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FASD. One goal is to find others to collaborate with to present information through the Training 
Institute. 
 
United States Drug Testing Laboratories Inc. (usdtl.com) 
Specialty reference laboratory focusing exclusively on substance use toxicology in reservoir matrices 
such as umbilical cord, meconium, fingernail, and hair. We are the laboratory you want when you need 
cutting-edge testing with the longest window of detection. Working with the Department of Defense, 
child protection agencies, legal services, researchers, businesses, analytical/forensic laboratories, and 
more. We would like to attend to collaborate with researchers to offer cutting-edge testing	for	
substance	use	toxicology. 
 
James Bell Associates  
JBA’s legacy is built on delivering excellence in evaluation and capacity building to improve the health 
and well-being of children, families, and communities. Headquartered in Arlington, Virginia, we provide 
actionable findings and evaluation technical assistance to inform policy and management in health and 
human services. Our projects cross disciplines, with an emphasis on child and family development, 
child welfare, tribal evaluation, and health care. Our clients include federal, state, tribal, and local 
governments as well as universities, foundations, and nonprofits. Our mission is to improve the lives of 
children, families, and communities through evaluation. We provide clients with credible, relevant, and 
useful measurement information that— • Informs program management and policy decisions • 
Reflects competency in developing and applying innovative research methodologies • Involves policy 
makers and program managers in the planning and implementation of research and evaluation 
projects • Reflects the use of multidisciplinary teams with substantive knowledge and methodological 
skills tailored to each project • We value independence and rigor in evaluation and flexibility and 
collaboration in our approach. We believe insight can empower decisions that impact people’s lives. 
We are committed to diversity, equity, and inclusion. We hope to raise awareness and share 
knowledge and resources generated through the Children’s Bureau’s and CDC’s contracts focused on 
identifying and caring for children with prenatal alcohol exposures and their families who are involved 
in the child welfare system. We have a set of timely resources to share with attendees that are geared 
towards caregivers, professionals, researchers, and policy-makers in this field. These include a recent 
two-volume Special Issue of Child Welfare focused on this topic “Opportunities for Child Welfare to 
Respond to Prenatal Alcohol and Other Substance Exposures,” with publicly available/free copies of 
multiple articles included in the series, other published articles (literature review, environmental scan 
on PAE/FASD in tribal child welfare contexts), flyers describing upcoming webinar series and other 
soon-to-be released guides and tip sheets, and other materials. We will be at the exhibit table between 
sessions to be available to discuss with interested parties and to raise awareness of the work. 
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MORNING PLENARY 

 
Results from FASD Changemakers Lay of the Land Survey #2: 
What Really Matters? Life as We Live It  
Myles Himmelreich, CJ Lutke, Katrina Gri8in, Emily Hargrove 
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CONCURRENT SESSION A 

A1b 
Disruption of Circadian Clocks in Children with FASD 
Dipak Sarkar 
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CONCURRENT SESSION A 

A1c 
Sex DiKerences in Cognitive and Behavioral EKects of Prenatal 
Alcohol Exposure in a Rat Model  
Shameena  Bake  

 

Objectives 

• Identify prenatal alcohol exposure (PAE) as a risk factor for the development of metabolic 
diseases in adulthood. 

• Recognize the critical periods of vulnerability during prenatal development play a significant role 
in shaping the impact of PAE on adult health outcomes. 

• Understand that PAE-related neurocognitive and affective disorders persist into adulthood. 
 Prenatal alcohol exposure (PAE) affects the fetal brain as well as several other tissues including 
immune, cardiovascular, renal, and musculoskeletal tissues. The effects of PAE are not limited to 
childhood and adolescence but may contribute to a constellation of challenges to health in adulthood as 
well. This phenomenon where early life experiences influence adult health outcomes has been termed 
the ‘developmental origins of adult disease (DoHAD). Our studies in a rat model identified that PAE 
during the first to second-trimester equivalent of human gestation resulted in greater glucose 
intolerance in adult females. Additionally, PAE altered immune cell alterations in peripheral immune 
organs and circulating cytokines. Furthermore, PAE caused sex-dependent impairments in different 
adult behaviors. For eg., PAE-females showed less social preference while the PAE-males exhibited 
more anxiety-like phenotype over the testing period. These data show that PAE results in diminished 
neurocognitive ability in adulthood. We need to be better prepared to anticipate the adverse health 
outcomes in FASD adults, using proactive measures through routine health screening to detect the onset 
of metabolic diseases and behavioral assessments to gain insights into the challenges of FASD 
individuals. These comprehensive measures are essential for developing individualized intervention 
plans and strategies. 
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CONCURRENT SESSION A 

A1d 
Prenatal alcohol exposure impairs spatial learning in transgenic 
F344-AD in middle-aged rats 
Nadia Samiya  

 

Authors: Nadia Samiya, Shameena Bake, Rajesh C. Miranda, Farida Sohrabji 

Objectives 

• Learner will be able to recognize that prenatal alcohol exposure has potentially sex-specific effects on 
behavioral impairment in aging. 

• Learner will be able to recognize that prenatal alcohol exposure has a lifelong impact on health which can 
increase  the risk of accelerated AD related cognitive impairment. 

Prenatal alcohol exposure (PAE) may contribute to adverse health outcomes in adulthood, though we have limited 
research on the long-term effects on aging adults with FASD. PAE can potentially lead to cognitive deficits and 
increased depression-related behaviors, which are early symptoms of Alzheimer’s Disease (AD). We hypothesized 
that PAE in a transgenic rat model of AD, will accelerate behavioral dysfunction. 

 Wild-type (WT) Fisher F344 females were time-mated with Transgenic (Tg) F344-AD males to create both wild-type 
and heterozygous transgene positive offspring. Pregnant WT females were exposed to alcohol for 45 minutes daily 
through ethanol vapor chamber inhalation (or control air), from gestational day 11 through 16, to model consistent 
binge-like maternal exposure spanning the fetal neurogenic period. Tissue samples from offspring obtained at 21 
days were processed for PCR analysis using primers for human APP and PS1 to confirm the genotype of offspring. 
Offspring from both control and PAE groups underwent testing for cognition and depressive-like behaviors. Barnes 
Maze test was performed at 10 months to assess cognition and special memory. Recall on Barnes Maze, assessed 
by time spent in the escape zone (during probe trial), was impaired in PAE Tg male and female rats. Social 
Interaction testing at 11 months revealed decreased time spent in the social chamber by PAE Wt and Tg females 
compared to controls. Surprisingly, PAE Tg males spent more time in the social chamber interacting with the 
conspecific than control Tg males. PAE Tg positive female offspring exhibited depressive-like behavior and 
cognitive decline, suggesting that PAE may accelerate the development of AD associated behavioral phenotypes.  

Examining the effect of PAE on aging in a clinically relevant model for Alzheimer’s Disease will allow for improved 
understanding of the long term health consequences of individuals with FASD. This work revealed that prenatal 
alcohol exposure has a critical impact on behavioral impairment in aging rats and leads to questions about the 
biological mechanisms that link prenatal alcohol exposure to premature aging.  

Understanding the effect of PAE on aging in a clinically relevant model for Alzheimer’s Disease will allow for 
improved health management of people with FASD and the management of their increased risk for dementia. 
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CONCURRENT SESSION A 

A2a Diversity, Equity and Belonging: Inclusive Strengths-based 
Approaches to Address FASD in Urban Indigenous Communities  

 Emily Fisher, Jenelle McMillan, Christine Loock, Kristina Pikksalu, Eva Moore 
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CONCURRENT SESSION A 

A2b 
Accessible Strategies for Training Pediatric and Adult Primary Care 
Providers in FASD Diagnosis and Care 

Lynn Cole, Christie Petrenko 

Objectives 

Attendees will be able to: 

• Describe the strengths and challenges of the primary care landscape in care of adults with intellectual and 
developmental disabilities 

• Discuss Project ECHO (Extension for Community Healthcare Outcomes), as a model of care to expand 
access to care for individuals with chronic complex conditions 

• Discuss use of Project ECHO in training primary care providers about FASD and other developmental 
disabilities in pediatrics and opportunities in adult care 

Presentation Summary 

Background & Rationale 

Fetal Alcohol Spectrum Disorders (FASD) adect an estimated 1.1-5% of the United States (U.S.) school 
age population [1]. Despite demonstrated importance of FASD diagnosis, most adected individuals 
experience delayed, missed, or mis-diagnosis, with low professional awareness of FASD and didiculty 
accessing trained diagnosticians as major contributors [2]. Nationwide shortages of developmental 
behavioral pediatricians and geneticists, subspecialists who might be uniquely suited to diagnosing 
FASD, exacerbate the problem [3,4]. Many U.S. states lack a single FASD diagnostic clinic, and those with 
programs report limited capacity, long wait times, and rare inclusion of adults [5,6,7] 

Various approaches to increasing access to FASD diagnosis have been studied in the U.S. and 
internationally, including mobile teams [8], physician training [9], photographic software [10], and 
telehealth [11]. All demonstrate some promise, but when viewed through the lens of logistical and 
financial considerations of the U.S. healthcare system, are insudicient or impractical 
for expanding capacity to needed levels.  

Because FASD is a complex chronic condition in which 
inadequate access to diagnosis and care is a widespread 
problem, flexible professional training and mentoring 
models adaptable to various geographic regions are 
needed. As such, Extension for Community Healthcare 
Outcomes (Project ECHO) was identified as a well-suited 
approach. Project ECHO, initially designed to build local 
healthcare capacity and improve for patients with 
Hepatitis C in rural New Mexico, has since been used to expand access to care for many diderent 
conditions, including autism [12,13]. This model focuses on education in best-practice treatment 
protocols, using case-based learning and co-management via secure, low-cost videoconferencing while 
developing peer networks, referred to as communities of practice [12]. 

 

 

Figure 1. 

9th International Research Conference on Adolescents and Adults with FASD 39



 

 

The primary objective of this project was to develop, pilot, and evaluate feasibility of ECHO FASD, an 
adaptation of Project ECHO that aimed to train primary care providers and community clinicians in 
identification, diagnosis and care of children with FASD in their setting. Following the initial pilot, the 
program was replicated in two additional settings.  

Methods (Feasibility Pilot): 

The initial feasibility pilot utilized a pre-post design, with evaluation based on Bowen’s eight domains of 
feasibility [14]. A 10-session curriculum (Figure 2) was developed, based upon curriculum guides 
published by the Centers for Disease Control and Prevention [15] and the Pan-American Health 
Organization [16], along with the Institute of Medicine (IOM) Updated Guidelines for Diagnosis of FASD 
[17]. Because a primary goal of the project was to enable participants to establish a FASD diagnosis 
utilizing a standardized approach, the symptom categories described in the IOM guidelines (alcohol 
exposure, growth, facial features, neurologic features, and neurobehavioral features) were divided into 
five separate didactic presentations, followed by five sessions focused on team-identified key 
components of FASD-informed care.  

Figure 2. 

Wee
k 

Topic Existing Curricula 
Alignment  

1 Introduction of Hub team & ECHO methodology  
FASD Overview (types of FASD, prevalence, impacts) 
Diagnostic Guidelines, Why does Diagnosis matter? 

CDC Competencies:  
 I (Goal A,B,C), V(A)  
PAHO Workbook 

2 Introduction to IOM/Hoyme Guidelines 
Screening and assessing alcohol exposure in different settings 
and family constellations 

CDC Competencies  
II (A-D), V (A,C), VII (A-C) 
PAHO Workbook 

3 Physical Exam Part 1: Dysmorphology evaluation: measurement 
of facial features, assessment of common physical findings 

CDC Competencies: 
IV(Goals C,D), V(A,B), 
PAHO Workbook  

4 Physical Exam Part 2: Use of photographic software to assist in 
facial measurements, Evaluating growth and neurologic features 

 CDC:  IV(Goals C,D), 
V(A,B), PAHO Workbook 

5 Interpreting psychoeducational testing CDC: V (Goals A,B) 
PAHO Workbook  

6 Putting it all together Part 1: applying IOM guidelines in clinical 
care with youth of various ages 

CDC: V (A,B), VII (A-C) 
PAHO Workbook  

7 Giving feedback to the family 
Reframing: Supporting families to understand behavior from a 
brain-based perspective. 

CDC Competencies: 
 V (D), VI (A-C), VII (A) 

8 FASD-Informed Care:  Identifying community resources to 
support children with FASD and their families 

CDC Competencies: 
 V (Goal D), VI (A-C), VII 
(B,C) 

9 Navigating the educational system for children with FASD CDC:  V (Goal D), VI (A-C)  
10 
 
 

Developmental Trauma Disorder: Incorporating trauma-
informed care for children with FASD and collaborating with 
systems of care in infancy through young adulthood 

CDC Competencies: 
 V (Goal D), VI (A-C), VII (C) 

 

Next, community clinicians from across Upstate NY, a region with limited diagnostic capacity, targeting 
recruitment of clinicians in underserved areas and in settings frequented by children at increased risk of 
FASD.  A “hub team” of seven FASD experts located at a university medical center was convened, and 
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included a pediatric nurse practitioner (NP), clinical psychologist, developmental behavioral 
pediatrician, educator, pediatric social worker, family advocate (caregiver of a teen with FASD), and the 
project coordinator.  

During the intervention phase, the hub team facilitated ten weekly one-hour ECHO FASD Clinics. Each 
"clinic" utilized secure video conferencing technology to allow participants to interface with the ECHO 
FASD Hub team and all other participants, view documents, and view videos on screen. The intervention 
followed standard Project ECHO format, with a targeted didactic presentation lasting approximately 20 
minutes, one participant-generated de-identified case presentation, expert feedback, and group 
discussion. The didactic presentations covered, sequentially, each of the topics on the curriculum, and 
were presented by various hub team members, including the family advocate. Case presentations by 
participants allowed application of material to “real life” situations.  In each of the case discussion, 
participants were guided through use of the Hoyme criteria for diagnosis, allowing the participant to 
either establish a diagnosis or determine the need for additional information gathering.  Additional case 
discussion focused on application of FASD-informed care principles, with both participants and the 
expert team brainstorming strategies to most edectively support the child and family being discussed.  

Results (Feasibility Pilot): 

Demand was high, with 21 registrants and 19 clinicians participating in at least one session.  The majority 
(68.4%) of participants were NPs (n=13), followed by physicians (MD and DO, 15.8%, n=3) and clinical 
psychologists (15.8%, n=3). Participants represented a broad geographic region, including urban, rural, 
and economically underserved settings and settings serving children at increased risk for FASD. 
Acceptability, Practicality, and Adaptation domains were rated high by participants.  Results from the 
Knowledge and Confidence surveys from the 6 participants who completed both pre- and post-
intervention measures indicate participants showed improvement in FASD knowledge and confidence 
treating this population.  Diagnostic accuracy was assessed post-intervention utilizing a series of five 
case-based scenarios, with a mean accuracy of 80% (range 60-100%) for participants who completed the 
measure.  A notable finding of this pilot was the interest and engagement from NPs, who are more likely 
than their physician colleagues to serve rural, minority, disadvantaged, and vulnerable populations (Gigli 
et al., 2019). 

Replication #1:  

Following completion of the initial feasibility trial, a collaboration with the Pan American Health 
Organization (PAHO) allowed for an international replication, utilizing learnings from the initial pilot.  In 
this project, the hub team was modified to accommodate logistic considerations as well as the 
international nature of the project, with members including a pediatric nurse practitioner, psychologist, 
geneticist, and Spanish-speaking coordinator from the U.S., along with a Chilean physician with a strong 
understanding of the local context.  Slight modifications to the curriculum were made to reflect regional 
considerations and all materials were translated into Spanish.  Community clinicians from across the 
country of Chile were invited to participate by a national health minister, who also attempted to assure 
wide geographic reach.   
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 The intervention followed standard Project ECHO format of introductions, brief didactic, case 
presentation, and discussion, with simultaneous translation throughout the sessions. Minor logistical 
modifications were made based upon participant feedback from the first pilot and cultural 
considerations.  For example, the length of sessions was extended from 60 minutes to 90 minutes, and 
sessions were generally every 2 weeks with an extended break Chile’s summer holiday/travel period.   

Replication #1 results:  

Demand was high, with 49 applicants for 25 spots.  Participants included 6 diderent disciplines 
(physician, psychologist, nurse, midwife, educator, occupational therapist), and participants reported 
high levels of satisfaction and utility of the sessions.  Intent to use skills within the next three months was 
high with 40% indicating “often” and 60% indicating “always.” 

Replication #2:  

Due to high demand from clinicians across the U.S., the ECHO FASD leadership team then completed a 
U.S. replication.  Given financial and logistical limitations, the hub team was small (NP, psychologist, 
geneticist).  Recruitment was opened to clinicians across the U.S.  The initial curriculum was modified 
slightly, based upon feedback from participants in the feasibility pilot, though session length was 
maintained at 60 minutes.  Implementation was otherwise consistent with the initial pilot. 

Replication #2 results:  

Demand was high, with 29 registrants from a wide geographic range, who represented multiple 
disciplines including NP, physician, and psychologist.  Eighteen clinicians engaged in sessions and 
demonstrated high engagement.  Satisfaction was high, and notably, >20% of participants have sought 
mentoring following the program as they have engaged in diagnosis and FASD-informed care.   

Translating Pediatric Work to Adult Populations: 

ECHO FASD shows promise as a feasible and scalable method of training community-based clinicians in 
a wide range of professional settings to diagnose treat children with FASD and future work directed at 
expanding capacity for adult diagnosis and FASD-informed care is critically needed.  There are a number 
of lessons from our initial work that could be relevant. 

 

The high prevalence of FASD suggests that relying exclusively on FASD specialty clinics will not 
realistically meet the need.  Clinicians in the communities where individuals with FASD are living, and in 
the settings where they are accessing care need the skills to recognize symptoms, screen, and when 
appropriate, make straight-forward diagnoses. 

Clinicians in community settings have many competing demands for skills and expertise in diderent 
areas – they need to know how FASD is relevant to their daily work. 

The clinicians who may be the easiest to engage are those who are (a) working in settings where 
individuals at high risk for FASD receive care, (b) may be feeling less than fully edective with current 
models of care. 
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Think creatively about professionals who might be able to be engaged and do the needed work.  Nurse 
practitioners stood out in our work as a key professional group with capacity for this work.  There may be 
others in the adult world – Physician Assistants (PA), substance use counselors, social workers, and 
others.   

Conclusion: 

ECHO FASD has shown promise in trials with pediatric community clinicians of being a feasible method 
to increase knowledge and confidence in diagnosis and treatment of children with FASD, while teaching 
skills to attain diagnostic accuracy in straightforward cases.  Given the overwhelming need for adult 
diagnostic capacity, a similar model, focusing on adult clinicians in settings where individuals at high risk 
for FASD receive care may be a path to meet this need.  Use of such a model, with case-based learning, 
ongoing mentoring, and communities of practice may support adult clinicians in applying learned 
knowledge to practice in the complex clinical situations where clinicians may encounter adults who have 
experienced the impact of prenatal alcohol exposure. 

References  

[1] P.A. May, C.D. Chambers, W.O. Kalberg, J. Zellner, H.Feldman, D. Buckley, D. Kopald, 
J.M. Hasken, R. Xu, G. Honerkamp-Smith, and H. Taras, “Prevalence of fetal alcohol  
spectrum disorders in 4 US communities,” JAMA, vol. 319, no. 5, pp.474-482. 2018. 
https://doi.org/10.1001/jama.2017.21896 
[2] C. L. M. Petrenko, N. Tahir, E. C. Mahoney and N. P. Chin, "Prevention of secondary conditions in fetal 
alcohol spectrum disorders: Identification of systems-level barriers," Maternal and Child Health Journal, 
vol. 18, pp. 1496-505, 2014. 
[3] C. Bridgemohan, N.S. Bauer, B.A. Nielsen, A. DeBattista, H.S. Ruch-Ross, L.B. Paul, and N. Roizen, “A 
workforce survey on developmental-behavioral pediatrics,” Pediatrics, vol. 141, no. 3, 2018. 
[4] B.D.Jenkins, C.G. Fischer, C.A. Polito, D.R. Maiese, A.S. Keehn, M. Lyon, M.J. Edick, M.R.  
Taylor, H.C. Andersson, J.N. Bodurtha, and M.G. Blitzer, “The 2019 U.S. medical genetics  
workforce: a focus on clinical genetics,” Genetics in Medicine, vol. 23, no. 8, pp.1458-1464,  
2021. 
[5] S. J Astley, “Profile of the first 1,400 patients receiving diagnostic evaluations for fetal  
alcohol spectrum disorder at the Washington State Fetal Alcohol Syndrome Diagnostic &  
Prevention Network,” Canadian Journal of Clinical Pharmacology, vol 17, no. 1, e132-164,  
2010. 
[6] E. Peadon, E.Fremantle, C. Bower, and E.J. Elliott, “International survey of diagnostic  
services for children with Fetal Alcohol Spectrum Disorders,” BMC Pediatrics, 8(12), pp. 1-8.  
2008. 
[7] Western Interstate Commission for Higher Education, “Fetal Alcohol Spectrum  
Disorder Telehealth Feasibility Study,” Retrieved from the Alaska Mental Health Trust  
Authority at https://alaskamentalhealthtrust.org/wp-content/uploads/2021/06/AK-FASD-Final  
Report-6.29.2021.pdf, 2021. 
[8] A. McFarlane and H. Rajani, H., “Rural FASD diagnostic services model: Lakeland Centre  
for fetal alcohol spectrum disorder,” Canadian Journal of Clinical Pharmacology, vol. 14, no. 3,  
pp. e301-306, 2007. 
[9] K.L. Jones, L.K. Robinson, L.N. Bakhireva, G. Marintcheva, V. Storojev, A. Strahova, S.  
Sergeevskaya, S. Budantseva, S.N. Mattson, E.P. Riley, E.P. and C.D. Chambers, “Accuracy of  
the diagnosis of physical features of fetal alcohol syndrome by pediatricians after specialized  

9th International Research Conference on Adolescents and Adults with FASD 43

https://doi.org/10.1001/jama.2017.21896
https://alaskamentalhealthtrust.org/wp-content/uploads/2021/06/AK-FASD-Final
https://alaskamentalhealthtrust.org/wp-content/uploads/2021/06/AK-FASD-Final


 

 

training.” Pediatrics, 118(6), pp.e1734-e1738. 2006. 
[10] S. Fang,J. McLaughlin, J. Fang, J. Huang, I.Autti-Rämö, Å. Fagerlund, S.W. Jacobson, L.K. 
Robinson, H.E. Hoyme, S.N. Mattson, E. and Riley, “Automated diagnosis of fetal alcohol s 
syndrome using 3D facial image analysis,” Orthodontics & craniofacial research, vol. 11, no. 3,  
pp.162-171, 2008. 
[11] C.D. Ens, A. Hanlon-Dearman, M.C. Millar, and S. Longstade, “Using telehealth for  
assessment of fetal alcohol spectrum disorder: the experience of two Canadian rural and remote  
communities,” Telemedicine and E-Health, vol. 16, no. 8, 872-877. 2010. 
[12] S. Arora, S. Kalishman, K. Thornton, D. Dion, G. Murata, P. Deming, B. Parish, J. Brown,  
M. Komaromy, K. Colleran, and A. Bankhurst, “Expanding access to hepatitis C virus  
treatment—Extension for Community Healthcare Outcomes (ECHO) project: disruptive  
innovation in specialty care,” Hepatology, vol. 52, no. 3, pp.1124-1133. 2010. 
[13] K. Sohl, M.O. Mazurek, and R. Brown, “ECHO autism: Using technology and mentorship  
to bridge gaps, increase access to care, and bring best practice autism care to primary care,”  
Clinical Pediatrics, vol. 56, no. 6, 509-511. 2017. 
[14] D.J. Bowen, M. Kreuter, B. Spring, L.Cofta-Woerpel, L. Linnan, D. Weiner, S. Bakken,  
C.P. Kaplan, L. Squiers, C. Fabrizio, and M. Fernandez, “How we design feasibility  
studies,” American journal of preventive medicine, vol. 36, no. 5, pp.452-457. 2009. 
[15] FASD Regional Training Centers Curriculum Development Team, Fetal Alcohol Spectrum  
Disorders Competency-based curriculum development guide for medical and allied health  
education and practice. Retrieved from Centers for Disease Control and Prevention website:  
https://www.cdc.gov/ncbddd/fasd/curriculum/index.html, 2015. 
[16] Pan American Health Organization. Assessment of Fetal Alcohol Spectrum Disorders: A  
Training Workbook. Washington D.C. License: CC BY-NC-SA 3.9 IGO. 2020. 
[17] H.E. Hoyme, W.O. Kalberg, A.J. Elliott, J. Blankenship, D. Buckley, A.S. Marais, M.A.  
Manning, L.K. Robinson, M.P. Adam, O. Abdul-Rahman, and T. Jewett, “Updated clinical  
guidelines for diagnosing fetal alcohol spectrum disorders,” Pediatrics, vol. 138, no. 2, 2016 
 

 

9th International Research Conference on Adolescents and Adults with FASD 44

https://www.cdc.gov/ncbddd/fasd/curriculum/index.html


 

 

CONCURRENT SESSION A 

A3 
Follow-up to PC1: The Verdict in in Your Court: Advancing Justice 
for Individuals with FASD Across Judicial Systems 
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CONCURRENT SESSION A 

A5 
Practice-Based Evidence FASD Support Groups in Ontario: What 
Makes Them Work and How Augmenting Groups and Individual 
Sessions with Acceptance Commitment Training Can Impact 
Outcomes  
Angela Geddes, Shannon Butt 

Objectives 

As a result of attending this presentation, participants will:  

• Express the importance of working alongside individuals with FASD and their caregivers to develop and deliver 
supports tailored to their needs.  

• Understand the importance of partnership alliances with community agencies, sharing expertise and resources, 
while building skills and capacity. 

• Identify key elements of support groups that are considered eCective in addressing the wellbeing of individuals 
with FASD and their caregivers.  

• Practice and further discover the elements of Acceptance Commitment Therapy/Training (ACT) within their 
personal lives and within FASD support group and individual counselling/support activities.  

Part 1: Understanding Support Groups in Ontario 

• Introduction to the history and evolution of support groups in Ontario. 
• Importance of community partnerships and strategies to nurture participant engagement. 
• Creating inclusive and supportive environments through collaborative eCorts. 
• Practical considerations for successful support groups: 

o Safety, dignity, and confidentiality. 
o Inclusion and reducing barriers to service. 
o Volunteer screening and team training. 
o Feedback, evaluation, and continuous improvement. 

 

Part 2: The Role of Acceptance Commitment Therapy (ACT) 

• Background on psychological challenges faced by individuals with FASD and their caregivers. 
• Introduction to ACT as an intervention: 

o Focus on mindfulness and values-based actions. 
o Addressing shame, guilt, and psychological distress. 

• Overview of preliminary research findings on ACT eCectiveness. 
• Adaptation of ACT for caregivers of individuals with FASD. 
• Future directions for ACT research and implementation. 
 

Part 3: Integrating ACT Principles into Practice 

• Embracing acceptance: Understanding and acknowledging the realities of FASD without stigma. 
• Exploring the core principles of ACT: 

o Present moment awareness. 
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o Clarifying personal values. 
o Acceptance and commitment to action. 

• Practical strategies for applying ACT principles in daily life: 
o Mindfulness exercises. 
o Identifying and aligning with personal values. 
o Committing to doing things diCerently and focusing on meaningful actions despite challenges. 

• Discussion on the importance of self-compassion and resilience in navigating FASD-related stressors. 
 

Conclusion: Living Our Best Lives 

• Recap of key concepts from the workshop. 
• Opportunities for participants to learn more and how to apply ACT principles in their personal and professional lives. 
• Commitment to ongoing support and collaboration within the FASD community. 
• Closing remarks and gratitude for participation. 
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CONCURRENT SESSION A 

A6 
Interrogative Suggestibility, Confabulation and Compliance: 
Findings from an Experimental Study 
David Junior Gilbert 

                                                                                 

         

SUMMARY SHEET FOR SESSION A6 

Title: Interrogative Suggestibility, Confabulation and Compliance: Findings from an  
Experimental Study 

                                                        Dr David Junior Gilbert 

📖Introduction                                                                                                 
Individuals with FASD are overrepresented in the justice system (Popova et al., 2011). Interrogative suggestibility, and 

confabulation have been reported as prevalent within this population.  

This session will focus on findings from the recently published experimental study on interrogative suggestibility in 

adolescents with FASD (Gilbert et al., 2024), alongside findings from the study on confabulation and compliance which are 

in preparation for publication. 

 

Interrogative suggestibility is the ‘extent to which, within closed social interaction, people come to accept messages 
communicated during formal questioning, as the result of which their subsequent behavioural response is affected’ 

(Gudjonsson, 1986, p. 84). Compliance is the tendency to accept a suggestion while privately disagreeing with the content 

of the suggestion (Gudjonsson, 1989). While closely related to suggestibility, with compliance, the interviewee does not 

internalize the suggestion. Confabulation on the other hand is defined as “problems in memory processing where people 

replace gaps in their memory with imaginary experiences that they believe to be true” (Gudjonsson, 2003, p. 364).  

 

The study aimed to investigate interrogative suggestibility, compliance’ and confabulation in adolescents with FASD when 
compared to a control group. Confabulation and suggestibility were measured immediately and after one week. Findings 

from this study presents an addition to the existing literature on suggestibility in adults with FASD (Brown et al., 2011) while 

also supporting qualitative and case study narratives (Gilbert et al., 2023; Greenspan & Driscoll, 2016). 

 

 

🎯 Objectives of the session                                                                         
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The objectives of the session include to: 

i) Present the research findings on interrogative suggestibility in adolescents with FASD (compared to  

 controls) as measured immediately and after one week. 

ii) Present findings on the unique patterns of confabulation observed in adolescents with FASD as 
measured immediately and after one week. 

iii) Expand on the types of responses of adolescents with FASD in comparison to controls during  

interrogative questioning with the implications of the findings 

📊 Summary of Findings                                                                               

1. 📝 Immediate and Repeat Suggestibility: Individuals with FASD showed significantly higher total suggestibility 

compared to controls immediately and after one week. 

2. 🔄 Relationship Between Suggestibility Measures: a significant relationship between immediate and repeat 

suggestibility was observed, emphasising the consistency of findings over time. 

3. 👮 Yield and Shift Scores: The FASD group demonstrated significantly more yield to leading questions and shift 

in responses upon negative feedback suggesting potential implications for coping strategies during police 
interviews. 

4. &' Confabulation: The group with FASD developed significantly imaginative stories to support their admissions 

to false suggestions, while also presenting altered versions of scenarios 

5.  *+,-./  Compliance: Self-reported compliance did not show any significant difference between the two groups when 

measured. 

6. 🧠 Memory, impulsivity and IQ: Lower memory scores, higher impulsivity and lower average IQ were observed 

in the FASD group, consistent with literature. 

7. ⚖ Legal Implications: Findings suggest individuals with FASD are vulnerable to leading questions and 

interrogative pressure, with potential implications for legal processes, and understanding rights. Poor memory 

poses challenges in legal proceedings, potentially leading to self-incrimination. 
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CONCURRENT SESSION B 

B1a 
Examination of Epigenetic Profiles Associated with Prenatal 
Exposure to Alcohol  
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CONCURRENT SESSION B 

B1b 
Ultrasound imaging of ciliary arterial blood flow as a potential 
ocular biomarker for brain eKects in adult oKspring prenatally 
exposed to alcohol. 
Marisa Pinson 
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Abstract 
Background:  
Prenatal Alcohol Exposure (PAE) can contribute to cardiovascular, metabolic, and neurological disease risk in 
adulthood1,2,3, and to premature mortality2. In rodent models, adult PAE o[spring exhibit persistent cranial blood 
flow deficits, and worse neurobehavioral outcomes following acute cerebrovascular ischemic stroke. 
Neurovascular deficits may contribute to pathogenic e[ects of PAE in adulthood, but are di[icult to assess without 
sophisticated imaging technology. We hypothesized that ultrasound imaging of ocular blood flow may be a more 
clinically tractable approach to assess neurovascular function in adults with PAE.  
 
Methods: 
Pregnant Sprague Dawley rats were exposed daily to control air or alcohol by vapor inhalation, between gestational 
day 8 and 19 to model multiple binge exposures during pregnancy. This dose and regimen is shown to result in 
behavioral deficits in social interaction and cognition. Growth parameters were assessed in both pregnant dams 
and o[spring. At 5 months of age, male and female o[spring were assessed by high-resolution ultrasonography, for 
blood flow parameters in the posterior ciliary arteries, which supply blood to a majority of the eye. 
 
Results:  
The alcohol exposure paradigm did not result in significant maternal or neonatal weight loss, though at 5 months of 
age, there was a sex-independent trend towards decreased brain to bodyweight ratio in PAE o[spring. PAE 
o[spring also exhibited significant and sex-independent decrease in ciliary arterial velocity time integral, 
compared to control o[spring. 
 
Conclusions:  
PAE at levels that did not result in significant growth deficits, nevertheless resulted in decreased cardiac output to 
the eye in adult o[spring. Ocular blood flow may serve as a proxy biomarker for brain health in adults with PAE. 
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Objectives 

• Define “retrospective cohort study” along with the benefits and limitations of this type of study. 
• Identify metabolic and cardiac health conditions in a cohort of patients with FASDs. 
• Discuss the potential implications of findings to patients and providers, as well as where additional research 

is needed. 
 

Introduction 

In the United States, approximately 1 in 20 school age children live with an FASD (1-3). Despite this high prevalence, 
little is known about long-term health outcomes in FASDs or the overall risk that patients will develop 
cardiomyopathy, heart failure, and associated cardiometabolic syndrome. Previous reports have documented a 
staggering number of cardiac anomalies in individuals with FASDs, ranging from up to 70% of patients with FAS to 
>30% of patients with FASDs (4-6). More recently, children and adolescents with FASD were also found to have a 
higher incidence of hypertension (7), and in a self-report-based survey, adults with FASDs indicated a higher 
incidence of CHDs and adult cardiomyopathy than the general population (8). While these data strongly suggest 
that cardiovascular abnormalities are a common feature of FASDs, comprehensive studies on lifetime CVD 
risk in adult cohorts have yet to be performed. Inquiry into whether PAE increases the risk for adult CVD would be 
directly impactful for FASD patients, with the potential to elicit immediate clinical intervention through earlier 
monitoring or preventative medications.  

 

Objective 1 

Define “retrospective cohort study” along with the benefits and limitations of this type of study. 
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Cohort studies can be retrospective or prospective. Retrospective studies are studies that begin in the present and 
look backward at what has happened to individuals over time. In contrast, prospective studies look forward, 
beginning in the present and tracking the patients over time as they age. Our study is retrospective, meaning that we 
identified control and FASD patients and reviewed their medical histories to date as they are available in our 
electronic medical record data base. One critical advantage of this type of study is that it allows us to examine health 
outcomes in much older patients than can typically be accomplished with a prospective study. This is especially 
relevant because we are studying adult-onset conditions which may not appear until an individual is >30 – 65 years 
of age. The limitations of this type of study include poor control of the exposure, covariates, and other potential 
confounders. Additionally, a patient may have missing information in their medical records, and everyone has not 
necessarily been seen by the same doctors and therefore may have had di[erent types of evaluations.  

Objective 2 

Identify metabolic and cardiac health conditions in a cohort of patients with FASDs. 

We previously published a retrospective cross-sectional study examining the incidence of metrics of 
cardiometabolic health in adults with any FASD diagnosis, including fetal alcohol syndrome (FAS), partial FAS 
(pFAS), alcohol-related neurodevelopmental disorder (ARND), and alcohol-related birth defect (ARBD) (9). Using the 
patient database registry at a large academic health system [Research Patient Data registry of Partners HealthCare 
System], we identified male and female patients >18 years with FASDs (n=208) and controls matched for age, sex, 
and race/ethnicity (n=208) (9). Patients ranged from ~18-80 years, with a median age of ~30 years. We found that 
FASD was a risk factor for an overweight/obese phenotype in females (69.0% FASD females vs. 54.3% controls, 
p=0.04), but not males (60.7% FASD males vs. 73.3% controls, p=0.08) (9). Further, significantly more FASD patients 
had Type 2 Diabetes Mellitus (11.5% vs. 3.8%, unadj. p-value = 0.003), low high-density lipoprotein (HDL; <40mg/dL; 
31.9% vs. 15.4%, p=0.004) and elevated triglycerides (>150 mg/dL; 34.5% vs. 14.9%, p=0.0009) (9). FASD subjects 
were also significantly more likely to have >2 metabolic abnormalities (46.9% vs. 26.2%, p=0.002) (9). These findings 
suggest that PAE is a risk factor for developing features of the metabolic syndrome and led us to hypothesize 
that FASD patients may also have a high CVD burden, especially given their low HDL levels.  

Utilizing this same patient cohort, we have now turned to examine the incidence of cardiovascular testing and CVDs, 
including:  

• Electrocardiogram (EKG) 
• Echocardiogram (ECG) 
• Congenital heart defects 
• Patent Foramen Ovale  
• Hypertension  
• Arrythmia 
• Atrial Fibrillation 
• Cardiomyopathy 
• Left atrial enlargement 
• Heart Failure (systolic and diastolic) 
• Heart valve disease 
• Atherosclerosis 
• Myocardial Infarction 
• Clotting (Cerebrovascular accident/stroke, thrombosis, embolism) 
• All-cause mortality 
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Our preliminary data, which will be presented in this lecture, provide compelling evidence that FASD patients 
may have a higher incidence of congenital and adult-onset cardiac diseases, especially amongst females.   

Objective 3 

Discuss the potential implications of findings to patients and providers, as well as where additional research 
is needed. 

Implications 

• Our data suggests that males and females with FASDs may have an increased rate of congenital heart 
defects relative to the general population. The rate is lower than what has been reported in the literature, 
but nonetheless indicative of the impact of PAE on the developing heart and cardiovascular system.  

• Patients with FASDs may be referred for cardiac testing more frequently and may also be more likely to 
receive significant cardiovascular disease diagnoses. 

• Because diastolic dysfunction is easily missed or not diagnosed in the clinic, patients and providers should 
consider whether targeted evaluations for diastolic dysfunction could be beneficial in symptomatic 
patients who otherwise have normal ejection fraction or normal baseline echo parameters.  

 

Additional Research Needed 

• Prospective cohort studies that perform comprehensive evaluations of systolic function, diastolic function, 
and global longitudinal strain in patients with FASDs and matched controls.  

• Additional longitudinal studies to assess all CVD outcomes in patients with FASDs and matched controls. 
Ours is only one study, and while we saw increased CVD rates in females with FASDs, it is important to 
clarify whether this is reproducible in other large cohorts and whether it may also be seen in males from 
other cohorts. 

• Determine whether patients with FASDs who are a[ected by CVDs have serum biomarkers that indicate 
cardiac risk. 

• Evaluate whether interventions such as exercise, diet, early screening, and/or management of metabolic 
disease phenotypes can alter the CVD rates in FASD patients.  
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Objectives 

• Understand how zebrafish can be used as a model for prenatal alcohol exposure, FASDs, and 
cardiovascular diseases (CVDs). 

• Define cardiomyopathy and diastolic heart failure. 
• Identify cardiac issues resulting from prenatal alcohol exposure in zebrafish. 
• Discover how “biomarkers” may help identify individuals with prenatal alcohol exposure who are at risk for 

diastolic heart failure and/or cardiomyopathy. 
 
Objective 1 
Zebrafish as a tool to study FASDs and CVDs. 
Danio rerio, the zebrafish, is a tropical freshwater fish from the Ganges River that is commonly used in scientific 
and medical research (Fig. 1). Zebrafish are a preferred animal model because they are easily raised in an 
aquarium setting, lay hundreds of eggs per week, and have an external fertilization process that enables scientists 
to directly observe development (1). Additionally, there is a high degree of conservation between human and 
zebrafish on a genomic and physiological level (2). Zebrafish have nearly all the major organs that humans have 
and present with approximately 84% of the genes known to cause human disease (1, 3).    
 
Zebrafish larvae have been established as a vertebrate model organism for FASD because they are easily exposed 
to EtOH during development and recapitulate key features of the human syndrome, including developmental 
delay, short stature, craniofacial anomalies, cardiac defect, organ malformations, and behavioral alterations (4-9). 
In our model of EAE, larvae are exposed to 0.5 – 1% EtOH from the completion of gastrulation (10 hours post 
fertilization (hpf)) until cardiac disc formation (~22 somite stage (ss); 20 - 22 hpf) or the formation of the two-
chambered heart (48 hpf). The tissue concentration of EtOH in embryos ranges from ~24-37% of external EtOH 
concentrations; therefore, 0.5 – 1% EtOH exposures are in the range of what would be physiologically relevant for 
humans with chronic alcohol use disorder (10).  
 
Objective 2 
Define cardiomyopathy and diastolic heart failure. 
In humans, there are several types of cardiomyopathies, including dilated cardiomyopathy, hypertrophic 
cardiomyopathy, arrhythmogenic right ventricle dysplasia (rare), and restrictive cardiomyopathy (rare) (11). In 
dilated cardiomyopathy, the ventricle stretches and becomes enlarged, often weakening its pumping action (Fig. 
2). In hypertrophic cardiomyopathy, the wall of the left ventricle becomes thickened and sti[, which also negatively 
impacts pumping function (Fig. 2). Cardiomyopathy can result from many causes, including high blood pressure, 
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obesity or diabetes, heart attack, heart valve problems, alcohol use disorder, chemotherapy, hemochromatosis, 
pregnancy complications, and infection (11). Importantly, cardiomyopathy can lead to heart failure.  
There are two types of left-sided heart failure: diastolic heart failure and systolic heart failure. For more information 
on heart failure from the American Heart Association, see: https://www.heart.org/en/health-topics/heart-
failure/what-is-heart-failure/types-of-heart-failure. In diastolic heart failure, or heart failure with preserved ejection 
fraction (HFpEF), there are abnormalities in how the left ventricle fills during diastole. This can happen when the 
myocardial wall fails to relax properly, preventing the heart from filling with as much blood as it should. Patients 
often experience symptoms of heart failure, such as shortness of breath, fatigue, exercise intolerance, and 
peripheral edema. In systolic heart failure, there is a defect in the contractile function of the left ventricle such that 
it cannot squeeze normally. This results in an inability of the heart to pump with enough force to move blood into 
circulation. Importantly, there is a quantitative reduction in ejection fraction. Congenital heart defects, which can 
result from prenatal alcohol exposure, may predispose to heart failure and cardiomyopathy due to structural 
abnormalities in the heart chambers. Zebrafish can develop features of cardiomyopathy and heart failure, which 
can be detected by dissection and imaging of the heart, echocardiography, and histopathology of sectioned heart 
tissue.  
 
Objective 3 
Identify cardiac issues resulting from prenatal alcohol exposure in zebrafish. 
The heart is the first functional organ to form in the human embryo, making it particularly susceptible to post-
conception alcohol exposure before a woman is aware of her pregnancy. To understand how EtOH impacts the 
earliest stages of cardiac development, we turn to the zebrafish model. Fundamental stages of heart development 
are conserved across vertebrates, and the zebrafish heart is formed by the same progenitor cell populations that 
construct the mammalian heart (12, 13). In zebrafish, first heart field (FHF)-derived cardiomyocytes and second 
heart field (SHF) progenitors migrate from the anterior lateral plate mesoderm (ALPM) to form a cardiac disc (Fig. 3) 
(13-16). The cardiac disc then undergoes telescoping to create a linear heart tube, and the linear heart tube then 
completes looping to create a heart with a single ventricle and single atrial chamber (Fig. 3) (14). Defects in the 
migration of cardiac progenitors and di[erentiating cardiomyocytes to the midline during cardiac disc formation, 
along with other downstream events, is expected to cause congenital defects (16).  
Prior work by Marrs and others has established the zebrafish as a robust system to model EAE-induced cardiac 
malformations that include delayed cardiomyocyte migration to the midline, decreased SHF progenitor 
contribution to the ventricular chamber, and bi-lobed ventricle (5, 17-21). In this presentation, we will confirm 
these findings and describe how EAE causes the cardiac issues in embryos and adults. 
 
EAE-induced cardiac issues in embryos: 
• Impaired cardiac cone and linear heart tube formation 
• Abnormal ventricle structure 
• Acute reduction in atrial and ventricular systolic function 
• Abnormal cardiomyocyte cell size in the ventricle 
 
EAE-induced cardiac issues in adults: 
• Cardiomyopathy-like phenotype, characterized by increased atrial size and increased compact myocardial 
wall thickness in the ventricle 
• Increased global longitudinal strain in the ventricle, indicative of increased tissue deformation during heart 
contraction 
• Diastolic dysfunction in the context of preserved systolic function 
• Abnormal expression of novel and heart failure associated genes 
 
Objective 4 
Discover how “biomarkers” may help identify individuals with prenatal alcohol exposure who are at risk 
for diastolic heart failure and/or cardiomyopathy. 
While a large percentage of individuals have a medical history significant for PAE, obtaining a diagnosis of FASD is 
often very di[icult. Furthermore, there are few molecular means by which we can stratify patients with FASDs 
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based on their risk for developing additional conditions during adulthood, such as cardiovascular diseases. Our 
goal was to identify cardiac biomarkers (biological molecules found in blood or cardiac tissue) that could indicate 
whether an individual had PAE and/or had PAE and was at increased risk for developing cardiac complications. To 
do this, we raised sibling control and embryonic EtOH-exposed embryos to adulthood, isolated their hearts, and 
looked for biomarkers in the form of mRNA. For a cell to make protein, DNA must first be transcribed into mRNA. 
The amount of mRNA in a cell at any given time provides an idea of which genes are being expressed in the cell and 
at what quantity. To identify the amount of RNA that is made from each gene, RNA sequencing is often deployed. 
Relevant cells are isolated, tissues are homogenized, and RNA is extracted and sequenced.  RNA sequencing of 
the EAE ventricle identified novel and heart failure associated genes whose expression levels were altered across 
the lifespan or correlated with the degree of diastolic dysfunction detected in adulthood. These results suggest 
that individuals with PAE may have sustained changes in the molecular signature of their hearts, and that the 
misexpression of several of these genes may correlate with their likelihood of developing cardiac dysfunction as 
they age.   
 
Cited References 
1. Kalue[ AV, Stewart AM, and Gerlai R. Zebrafish as an emerging model for studying complex brain disorders. 
Trends Pharmacol Sci. 2014;35(2):63-75. 
2. Lieschke GJ, and Currie PD. Animal models of human disease: zebrafish swim into view. Nat Rev Genet. 
2007;8(5):353-67. 
3. Howe K, Clark, Torroja CF, Torrance J, and Nature BC. The zebrafish reference genome sequence and its 
relationship to the human genome. 2013. 
4. Bilotta J, Barnett JA, Hancock L, and Saszik S. Ethanol exposure alters zebrafish development: a novel 
model of fetal alcohol syndrome. Neurotoxicology and teratology. 2004;26(6):737-43. 
5. Li X, Gao A, Wang Y, Chen M, Peng J, Yan H, et al. Alcohol exposure leads to unrecoverable cardiovascular 
defects along with edema and motor function changes in developing zebrafish larvae. Biology Open. 
2016;5(8):1128-33. 
6. Loucks E, and of visualized JoVe A-S. Assessing teratogenic changes in a zebrafish model of fetal alcohol 
exposure. Journal of Visualized Experiments: JoVE. 2012. 
7. Lovely CB, Fernandes Y, and Eberhart JK. Fishing for Fetal Alcohol Spectrum Disorders: Zebrafish as a 
Model for Ethanol Teratogenesis. Zebrafish. 2016. 
8. Marrs JA, Clendenon SG, Ratcli[e DR, Fielding SM, Liu Q, and Bosron WF. Zebrafish fetal alcohol syndrome 
model: e[ects of ethanol are rescued by retinoic acid supplement. Alcohol 2010;44(7-8):707-15. 
9. McCarthy N, Wetherill L, Lovely CB, and Swartz ME. Pdgfra protects against ethanol-induced craniofacial 
defects in a zebrafish model of FASD. Development. 2013;140(12):3254-65. 
10. Lovely CB, and Eberhart JK. Commentary: catching a conserved mechanism of ethanol teratogenicity. 
Alcoholism, Clinical and Experimental Research. 2014;38(8):2160-3. 
11. Maron BJ, Towbin JA, Thiene G, Antzelevitch C, Corrado D, Arnett D, et al. Contemporary definitions and 
classification of the cardiomyopathies: an American Heart Association Scientific Statement from the Council on 
Clinical Cardiology, Heart Failure and Transplantation Committee; Quality of Care and Outcomes Research and 
Functional Genomics and Translational Biology Interdisciplinary Working Groups; and Council on Epidemiology 
and Prevention. Circulation. 2006;113(14):1807-16. 
12. Liu J, and Stainier DYR. Zebrafish in the Study of Early Cardiac Development. Circ Res. 2012;110(6):870-4. 
13. Martin KE, and Waxman JS. Atrial and Sinoatrial Node Development in the Zebrafish Heart. J Cardiovasc 
Dev Dis. 2021;8(2):15. 
14. Brown DR, Samsa LA, Qian L, and Liu J. Advances in the Study of Heart Development and Disease Using 
Zebrafish. J Cardiovasc Dev Dis. 2016;3(2):13. 
15. Keegan BR, Meyer D, and Yelon D. Organization of cardiac chamber progenitors in the zebrafish blastula. 
Development. 2004;131(13):3081-91. 
16. Yelon D, Horne SA, and Stainier DYR. Restricted Expression of Cardiac Myosin Genes Reveals Regulated 
Aspects of Heart Tube Assembly in Zebrafish. Dev Biol. 1999;214(1):23-37. 
17. Sarmah S, and Marrs JA. Complex cardiac defects after ethanol exposure during discrete cardiogenic 
events in zebrafish: prevention with folic acid. Developmental Dynamics. 2013;242(10):1184-201. 

9th International Research Conference on Adolescents and Adults with FASD 60



 

 

18. Marrs J, and Sarmah S. A zebrafish FASD model for congenital heart defects. The FASEB Journal. 
2019;33(S1). 
19. Sarmah S, and Toxics MJA. Embryonic ethanol exposure a[ects early-and late-added cardiac precursors 
and produces long-lasting heart chamber defects in zebrafish. Toxics. 2017;5(4). 
20. Sarmah S, Muralidharan P, and Marrs JA. Embryonic Ethanol Exposure Dysregulates BMP and Notch 
Signaling, Leading to Persistent Atrio-Ventricular Valve Defects in Zebrafish. PLOS ONE. 2016;11(8). 
21. Dlugos CA, and Rabin RA. Structural and Functional E[ects of Developmental Exposure to Ethanol on the 
Zebrafish Heart. Alcohol Clin Exp Res. 2010;34(6):1013-21. 
 
               
               
               
               
               
               
               
               
               
               
                
               
               
               
               
               
               
               
               
               
               
                
               
               
               
               
               
               
               
               
               
               
                
               
               
               
                
  

9th International Research Conference on Adolescents and Adults with FASD 61



 

 

 CONCURRENT SESSION B 

  

B2a 
Planning Healthy Outcomes with Caregivers of Individuals with 
FASD: Caregiver Perceptions and Beliefs 
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CONCURRENT SESSION B 

B2d 
Rural and Remote Programming: Changing Pathways for Youth 
Living with FASD  
Wanda Beland 

 
The NWR FASD Society began supporting individuals, families and community agencies in 2003 in the 
Mackenzie Region out of the community of High Level, Alberta, Canada. The NWR FASD Society has been 
operating a Youth Coach and eventually a Youth Transition Coach Program since January of 2011. The 
original intent of the program was to ensure that youth diagnosed with FASD would be able to take part in 
the community programming with the level of FASD supports they would need to succeed. By 2011 the 
number of youth FASD supports outnumbered the stad that could be sent to community programming in 
the community of High Level. So a program specific for youth diagnosed with FASD was started. 

The NWR FASD Youth Coach Program provided afterschool, holiday, and summer programming for youth 
diagnosed with FASD. The program focused on teaching of communication, social, recreation, and 
advocacy skills. The intent was to ensure that the youth were taking part in safe, supervised programming 
while developing these skills. 

The growth and development of the youth were tracked in case notes and observations over the years. In 
2017, the youth aged, there was a need to develop the next level of support, building on the original 
objectives of the program. In developing what is now the Youth Transition Program, the youth who were 
involved in the original program were put into a program which also took older teens and young adults 
diagnosed with FASD who had never been involved in youth or FASD informed programming. The intent of 
the pilot of this program was to track and compare education retention and completion, employment, 
post-secondary education, teen parenting and justice involvement. We wanted to see if the support in 
the Youth Coach Program from kindergarten and elementary had a significant impact as the youth 
entered high school and adulthood. 

The results are as of January 30, 2020:  

Areas Measured Early Youth Programming 
(24 youth) 

No Early Youth Programming 
(17 youth) 

Graduated or still in School 92% 6% 
Employed 35% 6% 
Post-Secondary 13% 0% 
Parenting 13% 41% 
Justice Involvement 8% 29% 

 

 

 

The results are as of October 2023:  (Youth/adults are 3.75 years older) 
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Areas Measured Early Youth Programming 
(24 youth) 

No Early Youth Programming 
(17 youth) 

Graduated or still in School 96% 13% 
Employed 52% 25% 
Post-Secondary 17% 0% 
Parenting 26% 75% 
Justice Involvement 8% 50% 

 

The conclusion is that youth involved in early FASD informed programming focusing on communication, 
social, recreation, and advocacy skills are more likely to complete their high school education, find 
employment, and less likely to become teen parents or to be involved in the justice system. 

The program continues to operate seasonally as community compacity permits.  Youth Coach 
participants have aged  (the youngest of this group is now 17 and the oldest is 30 as of October 2023 12 
years after the programs start up).  Those who were in the Youth Program (61%) continue to regularly 
access the next level programming as needed. 29% of those who only accessed the transitional program 
continue to access supports.   
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CONCURRENT SESSION B 

B3 
Systemic Advocacy: Creating Change through Community 
Connection and Co-Creation   
Samantha Cocker, Myles Himmelreich, Karen Bopp, Dawson Jones 

 

Presenter, Authors and A?iliations 

• Myles Himmelreich – FASD Changemaker, Mentor, FASD Consultant, Speaker 
• Dawson Jones – Youth research participant  
• Samantha Cocker – Deputy Representative, The o[ice of the Representative for Children and Youth of 

British Columbia, Canada  
• Karen Bopp – Executive Advisor for Children and Youth with Disabilities, The o[ice of the Representative for 

Children and Youth of British Columbia, Canada  
Objectives  

• Hear from the lived experience of children and youth diagnosed with FASD and how those voices have 
informed the RCY’s systemic advocacy work.  

• Identify the di[erent tools to be used in systemic advocacy work and how community-based research 
uplifts these tools. 

• Identify barriers to systemic change. 
• Shift patterns in complex systems. 
In British Columbia (B.C.), Canada the Representative for Children and Youth (RCY) is mandated to monitor the 
child and youth serving systems in the province and make comments and recommendations on how these 
systems can be improved. The RCY takes a global view, well-informed by data and evidence and from Indigenous 
communities, community service agencies, and what children, youth, young adults, and their families tell the RCY 
O[ice about their experiences with the system.  

In recent systemic advocacy work for children and youth with FASD and their families, the RCY recognized an 
absence of child and youth voices in policy development. The RCY also recognized the significant lack of services 
and supports that are publicly available for children and youth with FASD and their families. To examine the FASD 
service system in B.C. and to raise the voices of children and youth with lived experience, the RCY partnered with 
Myles Himmelreich, an adult with FASD. Myles led an extensive engagement project with children and youth with 
FASD and their families across the province to learn about their daily lives. This research culminated in the report 
Excluded: Increasing Understanding, Support and Inclusion for Children with FASD and their Families which 
included recommendations for systems improvement. Since the release of the Excluded, the RCY has continued to 
monitor and advocate for system improvements for children and youth with FASD and their families and continues 
to highlight the voices of those with lived experience. 

This RCY community-based, lived experience approach has led to many positive results including, (1) a knowledge 
mobilization campaign that resulted in the creation of Hands, Not Hurdles: Helping Children with FASD and their 
Families, a condensed and easily digestible version of Excluded that includes tips and other suggested resources 
for community practitioners, including teachers, counsellors, recreation workers, and clinicians; (2) the 
dismantling of harmful stigma and false understandings of the realities of children and youth with FASD; (3) the 
identification of inequalities in service delivery system; (4) recommendations to Government for service and 
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support change; and (5) the creation of a provincial parent advocacy group, Inspire Kids BC, who have now 
received Government funding.  

Most recently, the O[ice reconnected with the children, youth and families who shared their experiences in the 
Excluded report and reconnected with families who participated in another RCY report Left Out: Children and 
youth with special needs in the pandemic. These reconnections resulted in the release of Still Left Out: Children 
and youth with disabilities in B.C. in November 2023. The RCY continues to actively monitor and advocate for 
system change as the B.C. government works toward a new system of supports for all children and youth with 
disabilities.  

This presentation will outline the engagement work led by Myles and review how only in depth, lived experience 
understanding through conversation, connection, and committed relationships with the adolescents and their 
families can lead to greater outcomes for all.  
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B4 
FASD as a Brain/Body Disorder: A Social Determinants of Health 
Perspective  
Peter Choate, Dorothy Badry, Christina Tortorelli 
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CONCURRENT SESSION B 

B5 
FASD and Policy Implications Among OKenders in a Federal 
Psychiatric Facility 
Mansfield Mela 
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CONCURRENT SESSION B 

B6 
Parenting Children and Adults with FASD: Recognizing the Joys and 
Adjusting to What You Can and Cannot Change 
Dan Dubovsky, Brenda Knight 
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AFTERNOON PLENARY 

 
Evidence from the Atlanta and Seattle Research Study Sites  
Claire Coles 
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AFTERNOON PLENARY 

 
Evidence from the Canadian Research Study Site  
Charlis Raineki 
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AFTERNOON PLENARY 

 
The Potential for Severe Cerebrovascular Outcomes in Adulthood 
Due to Prenatal Alcohol  
Farida Sohrabji 

 

Objectives 

The talk will cover the following points: 

1. An overview of chronic diseases that may occur at a higher frequency or are more severe in adulthood due 
to prenatal exposure to ethanol (PAE).  

2. Focus on ischemic stroke: what is ischemic stroke, the known consequences of stroke, and risk factors for 
this disease.  

3. Studying the e[ect of PAE in an animal model: challenges and advantages 
4. Important lessons learnt:  

a. PAE alters the immune environment, which can a[ect the progression of many diseases in the 
central nervous system as well as other end organs such as the endocrine system, 
musculoskeletal, cardiovascular systems. 

b. PAE a[ects specific behaviors related to cognition and depression di[erently in males and females. 
c. PAE increases the severity of stroke outcomes in adulthood and middle age. 
d. In a model Alzheimer’s disease, PAE a[ects spatial memory and associative learning.  FASD is an 

umbrella term used to describe a range of lifelong, diagnosable, medical and mental health 
disorders that can occur in a person prenatally exposed to alcohol, regardless of the timing or 
amount of exposure, including prior to recognition of the pregnancy.  These can occur with 
distinctive facial features, but most commonly do not. 

 
               
               
                
               
                
                
               
               
                
               
               
                
                
               
               
                
                
               
               
                
                
  

9th International Research Conference on Adolescents and Adults with FASD 85



 

 

AFTERNOON PLENARY 

 
Preliminary Results on the Study of the Cardiovascular Risk in 
Adults with a History of Prenatal Alcohol Exposure 
Julie Kable 
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MORNING PLENARY 

 
A Systematic and Person-Centered Harmonizing Framework for  

Housing Individual with FASD: Experiences and  

Translational Resources 
Jacqueline Pei, Eizabeth Carlson 

 
Please see this link to review the Creating Intersections guide (2018): https://canfasd.ca/wp-

content/uploads/2019/10/FASD-X-Housing-Pei-2018_Amended-March-04-2019-dl.pdf 

 

In our presentation, we will speak about the research process, our learnings and the translational 

resources we created from those learnings. All references are included in the guide.  

 

The learning objectives for our presentation are as follows: 

 

§ Apply a harmonizing housing framework and use accompanying translational resources 

to support individuals with FASD in meaningful ways. These actionable resources are 

intended to aid service providers, caregivers, and individuals with FASD by promoting 

understanding and facilitating meaningful goal attainment 

§ Recognize current housing provision practices, identify current successes, and 

demonstrate knowledge on how to adapt programming to better meet the needs of 

individuals with FASD 
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MORNING PLENARY 

 
Progress Report from The International Consensus Committee on 
the Research Classification of FASD 
Michael Charness 
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CONCURRENT SESSION C 

C1a 
Recommendations Towards Neuropsychological Assessment, 
Therapy and Post-Diagnostic Activities Based on Proposition of 
Polish Diagnostic Guidelines of FASD  
Magdalena Borkowska 
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CONCURRENT SESSION C 

C1b 
Can Dysmorphology Examinations at Midlife Detect Physical 
DiKerences Between Adults With and Without Prenatal Alcohol 
Exposure? 
Susan  Stoner 

Authors 

Susan A. Stoner, Emmy Smith-Stewart, Margaret L. P. Adam, Tamara S. Bodnar, Charlis Raineki, Parker J. 
Holman, Julie A. Kable, Alexandra Perez, Tim F. Oberlander, Christine Loock, Kenneth L. Jones, Miguel Del 
Campo, Joanne Weinberg, Claire D. Coles and the Collaborative Initiative on Fetal Alcohol Spectrum 
Disorders. 

Objectives 

• Identify the three cardinal physical features of fetal alcohol spectrum disorders 
• Describe physical features associated with prenatal alcohol exposure at midlife 

 

Purpose: Dysmorphology examinations have established that fetal alcohol spectrum disorders (FASD) 
are associated with several characteristic physical features early in life. Cardinal facial features include 
relatively shorter palpebral fissures, smoother philtrum, and thinner vermilion border of the upper lip. As 
the aging process gradually changes many physical features, it is possible that diderences in these 
features are attenuated over time. Thus, the purpose of this study was to determine whether the features 
that are characteristic of FASD in childhood continue to be so at midlife. 

Methods: Subjects (N=192) were recruited from two longitudinal cohorts in Seattle and Atlanta and from 
the general community in Vancouver, British Columbia.  About two-thirds (n=132) had an FASD or 
previously documented prenatal alcohol exposure (PAE). A standard dysmorphology examination was 
conducted in person by expert dysmorphologists  and research stad trained by expert dysmorphologists 
who were blinded to the subjects’ documented FASD or PAE status.  One-sided t-tests were used to 
compare physical characteristics between those with and without PAE. 

Results: Subjects’ mean (SD) age was 35.6 (11.3).  56% were female, 18.2% were American Indian/Alaska 
Native/Indigenous/Aboriginal, 22.4% were Black/African American, 47.4% were White/Caucasian, 4.2% 
were Hispanic, and 10.4% were more than one race. Collapsing across gender, race, and ethnicity, we 
found significant diderences according to PAE status in the following measures: occipito-frontal 
circumference, t(190)=2.212, p=.014; palpebral fissure length, t(190)=3.102, p=.001; hypoplastic midface, 
t(134.8)=-3.258, p=.001; anteverted nares, t(180.5)=-2.244, p=.013; philtrum lipometer, t(188)=-3.702, p=.001; 
vermilion border lipometer, t(188)=-3.213, p=.001; camptodactyly, t(131.0)=-4.548, p=.001; and difficulty with 
pronation/supination of elbows, t(169.6)=-2.109, p=0.018. 
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Implications: Individual differences in physical characteristics according to PAE status continue to be 
observable at midlife in the three cardinal features of FASD, as well as other secondary physical? features.  
Dysmorphology examination could thus continue to be useful in the identification of FASD later in life. 

References 

Jones, K. L., Robinson, L. K., Bakhireva, L. N., Marintcheva, G., Storojev, V., Strahova, A., ... & Chambers, C. D. 
(2006). Accuracy of the diagnosis of physical features of fetal alcohol syndrome by pediatricians after 
specialized training. Pediatrics, 118(6), e1734-e1738.  

Del Campo, M., Kable, J. A., Coles, C. D., Suttie, M., Chambers, C. D., & Bandoli, G. (2024). Secondary physical 
features in children with FASD. European Journal of Medical Genetics, 67, 104890. 
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CONCURRENT SESSION C 

C1c 
Caregiver perspectives on the stressors and successes of life 
transitions among adolescents and adults with FASD 
Katherine Flannigan, Dorothy Reid 
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CONCURRENT SESSION C 

C1d 
Healthcare Utilization and Characteristics of Individuals with FAS: 
A descriptive population-based cohort study in Ontario 
Danijela Dozet 
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CONCURRENT SESSION C 

C2 
Integrating Knowledge, Experience and Approaches to Mental 
Health Treatment for Individuals and Families Living with FASD 
Dan Dubovsky, Brenda Knight 
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CONCURRENT SESSION C 

C4 
‘8 Keys for Adults with FASD’: Seven adults with fetal alcohol 
spectrum disorders telling their stories, challenges, strengths, and 
strategies for success. 
Teri Tibbett, Gina Schumaker, Assorted Panelists 

I. INTRODUCTION of the Film - Moderators: Teri Tibbett and Gina Schumaker 
Teri and Gina will introduce Janice, executive director, acknowledge contributors, and introduce the film's co-
producers, Deb Evensen and Marilyn Pierce-Bulger, who will speak on the history and making of the film, and how 
the adults featured in the film developed the film's content.  
 
II. SHOW THE FILM: "8 Keys for Adults with FASD" (31 minutes). 
 
III. PANEL - Moderator: Gina Schumaker 
 
Panelists: Gina Schumaker (film cast member), Deb Evensen (film co-producer), Marilyn Pierce-Bulger (film co-
producer), Karen Lomack) (self-advocate/parent/navigator), Mary Katasse (parent/advocate). Teri and Janice will 
be the mic runners for Q&A. 
 
IV. CLOSING -  Moderators: Gina Schumaker and Teri Tibbett (with panelists still on the stage) 
 
RESOURCES: Alaska Center for FASD's "8 Keys for Adults with FASD" and 9 Core Messages: What Everyone 
Should Know About Prenatal Alcohol Exposure. 
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CONCURRENT SESSION C 

C5 
Holistic Support for Adolescents with FASD: From Disability 
Processing to Relationship-Building to Adaptive Living Skills 
Janis Yue, Jessica Frausto 

 
 

 

 
Learning 
Objectives 

 
 

 
 

  
   

Background on Our Clinical Site: The 
Violence Intervention Program (VIP) 

VIP is a nonprofit community-based mental health 
center that serves children and youth ages 0-26 who 
have experienced trauma, 

violence, and/or abuse, as well as their families 
VIP is located within Los Angeles Department of Public 
Health Service Planning Area 4 (SPA-4) 

•  SPA-4 is one of the most “dense, 
ethnically, and socioeconomically diverse areas 
in Los Angeles County”(What is a Service 
Planning 

Area?, n.d.). 
• It includes approximately 1 

million individuals, with 52% 
identifying as Latinx, 25% as 
white, 18% as Asian, and 5% as 
Black. The median household 

Figure 1. L A SPA Map 

 
 
 

 
Our Context 

Services at VIP 

   

 

Figure 2-4. VIP Website 
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Holistic Support for 
Adolescents with FASD: 
From Disability Processing 
to Relationship-Building
to Adaptive Living Skills 
Janis Yue, OTD, OTR/L 

Stephani Gharehptian, OTD, OTR/L 

Jessica Frausto, MA, OTR/L 

Who Are We? 
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What is 
Occupational 
Therapy? 

OT Treatment Domains at VIP 

 
  

 

 

 

 
 

 

 

 

 
 

 
 

 
 

 
 

 
 

 

 
Self-Regulation 

 

 

 

 

 

 

Overview of OT: 
Definition 

 

 

 

Figure 5. FreePik 

 
 
 

 
OT & FASD: 

Establishing Connections 
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Services at VIP 

  

 

 

 

Figure 2-4. VIP Website 

Overview of OT: Practice Areas 

Occupational 
Therapy 

Pediatrics  Mental Health Adult Physical 
Rehabilitation 

Pediatric 
Mental Health 
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Sensory 
Processing 
Challenges 

Lack of Self- 
Advocacy 

Mechanisms 

 

 

 
 

 

 Caregiver 
Stress 

Small Group Share 

 
 

 
The 8 Magic 
Keys 

 
 

 
Figure 6. Kristin Wiens 

Best Practices Within OT' s Scope for 
Clients with FASD 

Sensory-Based Interventions 

Cognitive-Based Interventions 

Self-Regulation Interventions 

Art-Based Interventions 

Accessible/Accurate Sexual Education 

Self-Advocacy Support 

Social Support 

Caregiver Education 

 
 

Literature Review:  https://tinyurl.com/OTFASDReferences 

 
 
 

 
Holistic Supports: 

1) Disability Processing 
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OT Needs for Adolescents with FASD 
 

  

 
https://tinyurl.com/ 
OTFASDReferences 

  

 

General Best Practices for Clients 
with FASD 
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Storytelling 

 

 
 

Strengths Future Directions to 
Explore 

  

  

  

  

 

 
FASD 
Storytelling 
Group: 
Background 

FASD Storytelling Group: Curriculum 

  
 
 
 

 
 
 

 

 
    

 
 
 

 
Holistic Supports: 

2) Relationship-Building 
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FASD Storytelling Group 

Needs Addressed 
 

 
Sensory Processing 
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Decreased Social 

Relationships 

 
 
 

Caregiver Stress 

 
 

Lack of Self- 
Advocacy 

Mechanisms 

 

 
Unsafe Sexual 

Behavior 

 
 

Adaptive/Executive 
Functioning 
Challenges 

Best Practices Used 
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Interventions 
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Interventions 
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Sexual Education 
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Strengths Future Directions to 
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FDP: 
Background 

FDP: 
Caregiver 
Curriculum 
Example 

FDP: Curriculum 
 
 
 
 
 
 

Adapted from the University of 
Alaska Center for Human 

Development 
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Teen Friendships & Dating Program ( FDP) 

Needs Addressed 
 

 
Sensory Processing 

Challenges 

 

 
Decreased Social 

Relationships 

 
 
 

Caregiver Stress 

 
 

Lack of Self- 
Advocacy 

Mechanisms 

 

 
Unsafe Sexual 

Behavior 

 
 

Adaptive/Executive 
Functioning 
Challenges 

Best Practices Used 
 
 
 
 

 
Sensory-Based Cognitive-Based Self-Regulation 

Interventions  Interventions  Interventions 

 
 
 
 

 
Accessible/Accurate 

Sexual Education 

 
 
 
 

 
Self-Advocacy 

Support 

 
 
 
 

 
Social Support   Caregiver Education 

 

 
FDP: 
Teen Activity 
Example 
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Create Resilience: Life Skills Group 

Needs Addressed 
 

 
Sensory Processing 

Challenges 

 

 
Decreased Social 

Relationships 

 
 
 

Caregiver Stress 

 
 

Lack of Self- 
Advocacy 

Mechanisms 

 

 
Unsafe Sexual 

Behavior 

 
 

Adaptive/Executive 
Functioning 
Challenges 

Best Practices Used 
 
 
 
 

 
Sensory-Based 

Interventions 

 
 
 
 

 
Cognitive-Based 

Interventions 

 
 
 
 

 
Self-Regulation  Accessible/Accurate 

Interventions Sexual Education 

 
 
 
 

 Self-Advocacy Social Support  Caregiver Education Support 
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Holistic Supports: 

3) Adaptive Living Skills 

Strengths Future Directions to 
Explore 
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CONCURRENT SESSION C 

C6 
Comparison of The 4-Digit Code 2004, Canadian 2015, Australian 
2016 and Hoyme 2016 FASD Diagnostic Guidelines When Applied 
to the Records of 1,392 Patients   
Susan Hemingway 
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CONCURRENT SESSION C 

C6 
FASD in Washington State: A 50-Year Reflection  
Susan Hemingway 
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CONCURRENT SESSION D 

D1b 
FASD in Canadian Criminal Cases: A Case Law Review  
Kaitlyn McLachlan 
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CONCURRENT SESSION D 

 

D1c 
Nothing About Us Without Us: Research Participants Speak Back 
and Outline What is Needed for Ethical Collaborations 
Dorothy Reid 
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CONCURRENT SESSION D 

               
               
               
                
               
               
               
                
               
               
               
               
               
               
               
                
               
               
               
                
               
               
               
               
               
               
               
                
               
               
               
                
               
               
               
                
               
                
  

D1d 
Unpacking the narrative of the child and family experience: When 
FASD and Child Welfare Intersect 
Christina Tortorelli 
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It is well recognized that individuals with FASD may have co-occurring mental health issues.  We know 
that the earlier these are recognized and treated properly, the better the long term outcomes.  However, 
many times, the FASD people is not recognized and either the individual receives mental health 
diagnoses that are inaccurate or, even if accurate, the treatment is not modified taking into account the 
FASD.  In either of these instances, the treatment provided is not optimal. 
The State of Michigan recognized the need to correctly identify youth with FASD in order to provide the 
best services to them and their families.  As a result, the Department of Health and Human Services 
initiated an FASD Initiative.  The focus of this initiative has been to develop a screening, assessment, and 
intervention protocol that can be implemented county by county throughout the state.  A quick screen of 
5 to 6 questions was developed that could be asked by any trained community mental health provider.  If 
the screen is positive, an assessment (based on the Life History Screen) for children who are birth to 5 
years old or 6-21 years old is completed by an FASD informed clinician.  A strengths assessment is also 
completed.  Both the assessment and the strengths assessment are completed by both the youth 12-21 
years old and their caregivers (separately) when appropriate for the youth’s functioning.  If the 
assessment is positive, the family is referred to an intervention approach.  This protocol has been 
implemented in a number of counties in the state so far. 

This session details the process of developing and implementing the FASD initiative in the state as well as 
the screening, assessment, and intervention protocol.  Findings thus far, along with a discussion of 
barriers throughout the process and attempts to overcome them are examined.  Discussion about the 
importance of this protocol and how it can be implemented in other settings is encouraged.  

                
               
               
               
                
               
               
                
               
                
  

D2 
Implementing a Screening Assessment, and Intervention Protocol 
to Identify Youth with FASD Within Michigan’s Department of 
Health and Human Services 
Katherine Fitzpatrick, Dan Dubovsky 
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D3 
A Community Initiative to Increase Well-being and Reduce 
Recidivism in Youth OKenders with FASD   
Sam Galloway, Maria  Pecotić, Valerie McGinn 
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D4 
FASD Across the Lifespan Research Including a Report on 
Adolescent Deaths and Serious Injuries with Prenatal Substance 
Exposure/FASD in Child Advocate Reports in Canada: A 
Systematic Review  
Dorothy Badry 
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D5 
My Health Coach: A community-engaged partnership to develop a 
scalable mobile health tool for adults to aid with FASD self-
management 
Christie Petrenko, Christiano Tapparello, Emily Speybroeck, Maggie May, Emily 
Hargrove 
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The session will include information about FASD from national databases, on adult outcomes, on FASD in 
racialized and other equity seeking populations, on the challenges we encounter in addressing FASD, and 
on innovations developed to facilitate the diagnosis of FASD and support for individuals and their 
families.  

• Overall objective: To provide updated information on prevalence, contexts, and current state of 
play regarding FASD in Australia, Canada and USA, the challenges we face in each country, and solutions 
that have been developed to address these challenges. 

               
               
               
               
               
               
               
                
               
               
               
                
               
               
               
                
               
               
                
               
               
               
                
               
                
  

D6 
New Directions for FASD: Perspectives from Australia, USA, and 
Canada  
Elizabeth Elliott, Claire Coles, Christine Loock 
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Life Experience of those with FASD in a Rural South African 
Context 
Leana Olivier 
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The Lasting Legacy of Dr. Ann Streissguth: Wide-Ranging Work on 
FASD 
Susan  Stoner 
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Epigenetic Signatures of Developmental Adversity: Implications for 
Risk and Resilience in FASD 
Alexandre Lussier 
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Early Life Experience and Developmental Vulnerability: Adversity, 
Outcomes and Intervention 
James  Reynolds 
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E1 
Essential Lessons from Medical Assessments at one of the two 
British Columbia Adult FASD Diagnostic Clinics: What I Needed to 
Learn to Understand Symptoms and Improve Patient Outcomes 
Roderick  Densmore 
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E2 
Capacity to Stand Trial issues and ensuring eKective participation 
for defendants with FASD: an International Perspective 
Valerie McGinn, Mansfield Mela, Maria Pecotić, Stephen Greenspan, David Junior 
Gilbert 
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E4 
Using Community Outreach and Organizational Partnerships to 
Make Change for Those Living with FASD: FASDNow!, a California 
Alliance 
Annette Kunzman, Shannon Iacobacci 
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E5 
Closing the FASD Health Service Gap in the Eastern Doorway—
Taking Action on Canada’s Truth and Reconciliation Commission 
(TRC)’s Calls to Action— Participant Action Research in Wabanaki 
Lori Vitale Cox 
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E6 
The FASD United Family Navigator: Support and Resources for the 
FASD Community and Resources from CDC and Partners 
Jennifer Wisdahl, Laura Bousquet, Elizabeth Dang 
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A Rights Perspective Versus Best Interest 
Peter Choate, Terri Pelton 
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POSTER SESSIONS 

1 
Research/Science 

Prenatal alcohol and cannabinoid exposures impose 
dis5nct, sex-specific behavioral phenotypes for 
coordina5on and alcohol-seeking in adult mice. 

Poster Session 

Siara Rouzer 

PhD, Postdoctoral Research Fellow, Texas A&M School of Medicine, Dept of Neuroscience & Experimental Therapeu@cs, 
Bryan, TX. 

Rajesh Miranda 
PhD, Shelton Professor of Neuroscience, Dept of Neuroscience and Experimental Therapeu@cs, Texas A&M University, School 
of Medicine, Bryan, TX. 

Abstract: 

Background/Purpose: Individuals prenatally exposed to alcohol or synthetic cannabinoids, like 
marijuana, are at greater risk of developing motor impairments and drug-seeking behaviors later in 
life. However, with increasing rates of polysubstance use in humans, little is known about the 
outcomes of simultaneous alcohol and cannabinoid (SAC) exposure. We therefore investigated 
whether SAC augments behavioral symptoms in mouse offspring compared to single-drug exposure 
alone. 

Method: Pregnant C57Bl/6J mice were assigned to one of four groups: drug-free control, alcohol-
exposed, cannabinoid-exposed or SAC-exposed. Drug exposure occurred daily between Gestational 
Days 12-15, equivalent to the beginning of the second trimester in humans. For cannabinoid 
exposure, dams received an intraperitoneal injection of cannabinoid agonist CP-55940 (750µg/kg) 
or volume-equivalent saline. For ethanol exposure, dams were placed in vapor chambers for 
30min of inhalation of 95% ethanol or identical chambers without ethanol (controls). Adult male 
and female offspring (Postnatal Days 90+) were assessed for a) motor deficits in a Rotarod 
performance test, b) preference for 20% alcohol in a 3hr two-bottle-choice homecage assessment, 
and c) alcohol-seeking activity within operant chambers administering alcohol following lever 
presses. 
 
Results: All drug exposures reduced offspring time balanced on the Rotarod in males, but females 
were resistant to cannabinoid-associated deficits. Compared to control males, cannabinoid and 
SAC-exposed males drank significantly more alcohol over three weeks in a social, homecage 
setting, while only SAC females drank more alcohol than control females. Operant administration 
experiments indicate that, compared to drug-free and single-drug exposed offspring, dual-exposed 
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male offspring lever-pressed for alcohol more under a progressive ratio paradigm, indicating 
greater willingness to work for alcohol, and demonstrated significantly greater preference for 
higher alcohol concentrations (40% ethanol). SAC males also persisted in lever-pressing for 
ethanol during a three-day abstinence period, while all other groups reduced their alcohol-seeking 
behaviors during extinction. This SAC effect was notably absent in female offspring of the same 
litters. 

Conclusions/Implications: Simultaneous alcohol and cannabinoid exposure in utero imposes 
distinct offspring motor impairments and changes in alcohol-seeking behaviors from exposure to 
either drug individually. Furthermore, male and female offspring demonstrate distinct outcomes 
following exposure, indicating that sex is an important consideration for symptom expression. 
Ongoing follow-up investigations will determine whether these behavioral phenotypes correspond 
with distinct changes in brain morphology. 

Learning Objectives: 

Audience members will learn the following through this presentation: 

1) Determine whether prenatal polysubstance exposure imposes distinct behavioral 
outcomes in adult mouse odspring compared to single-drug exposure. 

2) Investigate whether exposure-specific behavioral phenotypes dider between 
biological males and females. 

3) Emphasize co-occurring behavioral edects within-subject to inform symptom 
profiles that may translate to individuals with a history of prenatal drug exposure. 

What do you believe to be the broader relevance to your work in the field and to adolescents and 
adults with FASD? 
As FASD is a lifelong disorder, my research emphasizes investigating different domains of this 
disorder across the lifespan, allowing for the possibility of identifying early-life symptoms that 
predict susceptibility to later-life symptoms. Furthermore, this particular project aims to identify co-
occurring symptoms within-subject, to determine the likelihood that expression of one symptom 
increases the likelihood of expressing other symptoms. 
What questions has your work identified or what else has arisen from your work that research may be 
able to answer? 
My research has determined that prenatal co-exposure to alcohol and a synthetic cannabinoid 
leads to distinctly different offspring outcomes than prenatal alcohol exposure alone, indicating the 
importance of understanding all forms of prenatal exposure to inform better treatment for exposed 
individuals. 
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2 
Program/Policy 

FASD and Systems Change in Arkansas 
Poster Session 

Consider as another presentation type: Yes 

Elizabeth Cleveland 

PhD, Associate Director, University of Arkansas; Execu@ve Director, Specialty Diagnos@c Resource Center; 
Director of Training; Arkansas Leadership Educa@on in Neurodevelopmental Disabili@es; Chair, Associa@on of 
University Centers on Disability FASD Special Interest Group 

Abstract: 

Purpose: There are currently very few diagnostic services in AR (Cleveland et al., 2020) 
and almost no dedicated interventions for individuals with FASD or similar conditions, 
despite the high prevalence of almost 1 in 15 (May et al., 2018). The purpose of this 
state-funded project is to build systems of care for Arkansans with FASD and other 
disabilities affecting both development and mental health that will support individuals 
with FASD and their families, expand diagnostic capacity, prevent crisis, develop 
interventions, and promote education on FASD and other prenatal exposure. 

Method: The FASD Pilot consists of four major components 1) diagnostic expansion will 
consist of a three-level process, including a strengths-based screener, differential 
diagnostic training, and complex case evaluation. Diagnostic teams all over the state will 
be trained on the Hagan et al., 2016 diagnostic criteria for ND-PAE. 2) Additional FASD 
intervention will be developed. This intervention promotes the social model of disability 
(Tortorelli et al., 2023) and consists of a consultative approach to intervention to promote 
caregiver empowerment, respite, and acute de-escalation intervention. 3) A two-part 
(basic and advanced) interactive training program will be developed for practitioners and 
community members. Finally, 4) this project will be analyzed at regular intervals throughout 
the award period. 

Results: This funding cycle begins February 1, 2024. Although no preliminary results are 
available now, they will be available in April for the convention. 

Implications: The potential impact of this program is immense. It not only has the potential 
to increase the amount of FASD identified and decrease the age of initial diagnosis, but 
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also has the potential to provide much needed intervention services for individuals and 
their families. 

References: 

Cleveland, E., Deere, D., Kyzer, A., & Smith, S. (2020). Fetal alcohol spectrum disorders 
advocacy in Arkansas. Journal of Arkansas Medical Society. May 2020 Issue. 

Hagan, J. F., Jr, Balachova, T., Bertrand, J… Zubler, J., Neurobehavioral Disorder Associated 
With Prenatal Alcohol Exposure Workgroup, & American Academy of Pediatrics (2016). 
Neurobehavioral Disorder Associated With Prenatal Alcohol Exposure. Pediatrics, 138(4), 
e20151553. https://doi.org/10.1542/peds.2015-1553 

May, P. A., Chambers, C. D., Kalberg, W… Hoyme, H. E. (2018). Prevalence of Fetal Alcohol 
Spectrum Disorders in 4 US Communities. JAMA, 319(5), 474–482. 
https://doi.org/10.1001/jama.2017.21896 

Tortorelli, C., Badry, D., Choate, P., & Bagley, K. (2023). Ethical and Social Issues in FASD. 
In Fetal Alcohol Spectrum Disorders: A Multidisciplinary Approach (pp. 363-384). Cham: 
Springer International Publishing. 

Learning Objectives: 

Participants will 

a. Describe the three-level diagnostic expansion system 

b. List the four major phases of FASD intervention services in Arkansas 

c. Define the various state systems potentially impacted by this program. 

d. Explain three ways that individuals and family members can be involved in 
systems- level work 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
I believe that the development of this program will greatly impact adolescents and young 
adults that receive Medicaid in Arkansas. This program was created with adults with FASD 
as steering-committee members and subject matter experts, allowing the lived experience 
to be infiltrated into the program design. By doing this, the importance of what is best for 
the individual with FASD will be highlighted through every phase. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
Although the funding period has not started yet, I have confidence that many questions 
willarise during the program implementation. One question that has already arisen from this 
work is, what are the trends of individuals that will receive a referral for FASD diagnostic 
evaluation? Additionally, do billable respite hours decrease the likelihood of admittance to a 
psychiatric residential treatment facility?.
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3 
Practice Based Evidence 

 

Strengthening Tribal Child Welfare and Preserving Indigenous 
Families Amidst PSE/PAE Challenges 
Poster Session 

Carly Dunn 

MPH, Senior Research Associate, James Bell Associates, Arlington, VA 

Priscilla Day 

MSW, Ed.D., Professor Emeritus of Social Work at University of Minnesota Duluth 

Erin Geary 
Ph.D., M.S.W., Senior Research Associate, James Bell Associates, Arlington, VA 

Erin Ingoldsby 

PhD, Director of Child Welfare Prac@ce Area, James Bell Associates, Arlington, VA 

Abstract: 

Purpose: This poster presents cumulative efforts aimed at preserving Indigenous families 
by enhancing tribal child welfare practices in addressing Prenatal Substance Exposure 
(PSE) and Prenatal Alcohol Exposure (PAE). It shares key lessons from a multi-method 
study including an environmental scan and a tribal child welfare case study, culminating 
in the development of a process mapping tool to address identified challenges. 

Methods: This project employed a multi-methods approach to address PSE and PAE within 
tribal child welfare contexts: 

1. Environmental Scan: Involved peer-reviewed literature searches, gray literature 
reviews, and expert conversations, followed by content analysis to synthesize key 
themes. 

2. Tribal Child Welfare Case Study: Conducted in northern Minnesota, using 
service process mapping and key informant interviews to explore culturally-
grounded service delivery. 

3. Process Mapping Tool Development: Based on insights from the environmental scan 
and case study, this tool was created to guide tribal child welfare agencies in improving 
existing services to address PSE/PAE edectively. 

Results: 
- The Environmental Scan identified themes including historical trauma, challenges 
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in FASD identification, the role of cultural practices in recovery, and the need for 
community education, mental health, and economic support. 

- The Case Study outlined key characteristics and the beneficial impact of a culturally- 
sensitive, prevention-oriented approach in a tribal child welfare agency, suggesting 
broader applicability in similar contexts. 

Implications: 

- Environmental scan findings point to the necessity of interventions focusing on 
community education, mental health support, economic aid, and cultural 
engagement, with policy recommendations for family preservation. 

- The case study emphasizes the edectiveness of culturally tuned, prevention-
oriented strategies in tribal child welfare. 

- Together, these insights advocate for a holistic approach that considers physical, 
social, emotional, economic, and cultural factors in addressing PSE and PAE in 
tribal communities. 

Use and Integration of the Process Mapping Tool: 

- This tool emerged as a practical means to apply the lessons learned, providing 
a structured approach for tribal child welfare agencies to implement culturally 
relevant strategies for addressing PAE/PSE. 

- It represents a fusion of traditional wisdom and modern methodologies, odering a 
tangible resource for enhancing practices and supporting Indigenous family 
preservation amidst PSE/PAE challenges. 

Through this poster, we aim to highlight a framework for best practices in tribal child 
welfare, merging traditional insights with contemporary methods of delivery, to strengthen 
support systems for Indigenous families facing the impacts of PSE and PAE. 

Learning Objectives: 

Poster audiences will: 

1. Understand the integration of approaches in tribal child welfare to address 
Prenatal Substance Exposure (PSE) and Prenatal Alcohol Exposure (PAE). 

2. Learn about the methods and results of a multi-methods approach, 
including an environmental scan and case study, for enhancing tribal child welfare 
practices in the context of PSE/PAE. 
3. Recognize the role and application of a process mapping tool in translating 
field insights into practical strategies for preserving Indigenous families adected by 
PSE/PAE. 
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What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
The work is highly relevant to the field of tribal child welfare and directly impacts 
adolescents and adults directly or indirectly affected by Fetal Alcohol Spectrum Disorders 
(FASD). By integrating cultural practices with modern and responsive child welfare 
methods, the project offers a model for supporting individuals, families, and communities 
affected by FASD, emphasizing the need for specialized care that encompasses medical, 
educational, vocational, and emotional support. This holistic approach, rooted in cultural 
understanding, is crucial for effectively addressing the complex needs of those with FASD 
in Indigenous communities. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
This work raises key questions for future research, such as the long-term effectiveness of 
culturally integrated child welfare strategies on individuals and families impacted by 
PSE/PAE and FASD, the development of customized interventions for diverse needs within 
this group, the impact of community and family involvement, and the role of cultural 
competency in service delivery. These questions point towards the need for in-depth 
studies on the efficacy of culturally informed and comprehensive support systems for 
children, adolescents and adults impacted by FASD in tribal settings. 
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4 
Research/Science 

 

Caregiver-Reported Evaluation and Diagnosis of Fetal Alcohol Spectrum 
Disorders: Findings from the 2022 National Survey of Children’s 
Health 
Poster Session 

Nicholas Deputy 

Health Scien@st, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth Defects and 
Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Jacquelyn Bertrand 
Child Psychologist, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth Defects and 
Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Amanda Dorsey 
G2S Corpora@on, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth Defects and 
Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Clark Denny 
Health Scien@st, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth Defects and 
Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Ashleigh Kellerman 
Epidemiologist, G2S Corpora@on, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth 
Defects and Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Mary Kate Weber 
Behavioral Scien@st, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth Defects and 
Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Shawn Thomas 
Epidemic Intelligence Service Officer, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth 
Defects and Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Jessica Jones 
Team Lead and Assistant Survey Director, Na@onal Survey of Children’s Health, Office of Epidemiology and 
Research, HRSA/Maternal and Child Health Bureau, Rockville, MD 

Shin Kim 
Team Lead, Division of Birth Defects and Infant Disorders, Na@onal Center on Birth Defects and 
Developmental Disabili@es, Centers for Disease Control and Preven@on, Atlanta, GA 

Abstract: 

Purpose: In-person, active case ascertainment studies found the prevalence of fetal 
alcohol spectrum disorders (FASDs) ranges from 1%-5% among first-grade children in 
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select communities in the United States (U.S.). Nationwide, population-based estimates 
ofFASDs in the U.S. are unavailable, as is information about FASD evaluation and 
diagnosis pathways. We estimated the proportion of U.S. children and adolescents who 
were recommended for an FASD evaluation, had an FASD evaluation, and received an 
FASD diagnosis, and we examined the overlap in these experiences to understand 
evaluation and diagnosis pathways. 

Methods: Data are from the 2022 National Survey of Children’s Health, a nationally 
representative cross-sectional survey of U.S. children and adolescents (n=54,103). 
Caregivers reported whether their child ever was recommended for an FASD evaluation by 
a healthcare provider or educator, had an FASD evaluation, and received an FASD 
diagnosis by a healthcare provider. Weighted prevalence estimates were calculated 
overall, for children (age 0-10 years) and adolescents (11-17 years), and by 
demographics; Chi- Square tests assessed differences by demographics. Among the 
subpopulation with either an FASD evaluation recommended, an FASD evaluation 
received, or an FASD diagnosis, we estimated the proportion with only one or with all 
three experiences reported. 

Results: Overall, 2.8 per 1,000 children and adolescents were recommended for an FASD 
evaluation, 3.5 per 1,000 received an evaluation, and 2.4 per 1,000 had an FASD 
diagnosis; 
2.7 per 1,000 children and 1.9 per 1,000 adolescents had an FASD diagnosis. 
Prevalence varied by selected demographics, including family composition. Overall, 4.8 
per 1,000 children and adolescents (n=234) had one or more FASD experience 
reported; among them, 30.3% were recommended for an evaluation, received an 
evaluation, and were diagnosed with an FASD, 14.3% were recommended for an 
evaluation but did not receive an evaluation or diagnosis, 31.5% received an evaluation 
but did not have an evaluation recommended and did not have an FASD diagnosis, and 
7.7% had an FASD diagnosis but did not have an evaluation recommended or received. 

Implications: These caregiver-reported estimates represent the first nationally 
representative estimates of FASD evaluation and diagnosis among children and 
adolescents, provide insight about gaps in clinical pathways, and can inform service 
needs. Given not all those recommended for evaluations received them, and caregiver- 
reported estimates of FASDs were lower than those from in-person studies, efforts to 
increase screening and diagnostic capacity may be needed to ensure all suspected of, or 
diagnosed with, an FASD receive appropriate evaluation, diagnosis, and care. 
 
 
Learning Objectives: 

1. Describe how the National Survey of Children’s Health assesses information about 
evaluation of and diagnosis for FASDs. 

2. Describe how caregiver-reported estimates of FASD evaluation and diagnosis 
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can be used to inform public health and clinical care. 
 
 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
These data represent the first nationally representative estimates of children and 
adolescents with FASDs. These data describe the population of youth with these 
conditions, which can be used to inform service needs. These data also describe 
recommendation for and receipt of FASD evaluations, which provides insight into clinical 
care pathways and associated gaps that might relate to underdiagnosis of FASDs among 
children, adolescents, and adults. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
In 2022, the National Survey of Children’s Health (NSCH) for the first time included 
questions that assess FASD diagnosis and evaluation. The NSCH includes information on 
multiple other health conditions and experiences that can be examined in relation to FASD 
evaluation and diagnosis. For example, future analyses can examine co-occurring 
behavioral and developmental conditions and how social determinants might influence 
FASD evaluation and diagnosis. The NSCH is an annual survey, which will allow future 
studies to examine how caregiver-reported FASD evaluation and diagnosis changes over 
time. Furthermore, combining multiple years of survey data will allow analyses to be 
adequately powered to examine differences across subgroups. These analyses will 
complement clinical and active case ascertainment studies that provide more detailed 
information on smaller, more defined populations of children and adolescents. 
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5 
Diagnosis/Assessment 

 

Washington and Alaska statewide fetal alcohol spectrum disorder 
diagnostic clinical networks: Comparison of three decades of 4-Digit 
Code diagnostic outcomes and prenatal alcohol exposure histories. 
Poster Session 

Susan Hemingway 

PhD, Professor of Epidemiology/Pediatrics, University of Washington; Director, Washington State FAS 
Diagnos@c & Preven@on Network, SeaXle WA 

Michael Baldwin 
MS, Senior Evaluation & Planning Officer, Alaska Mental Health Trust Authority, Anchorage Alaska 

Marilyn Pierce-Bulger 
ARPN, MN, FNP-BC, CNM-ret, Pioneer Consul@ng, Anchorage, Alaska 

Abstract: 

Background 

Progress in fetal alcohol spectrum disorder (FASD) screening, diagnosis, intervention, 
surveillance and prevention hinges on development of an evidence-based method for 
diagnosis of individuals with prenatal alcohol exposure (PAE). The FASD 4-Digit Diagnostic 
Code, developed in 1997, achieved that goal in Washington State. The University of 
Washington opened the first CDC-sponsored interdisciplinary FASD diagnostic clinic in 
1993. Clinic data was used to develop the FASD 4-Digit-Code, paving the way for 
expansion of the clinic into a statewide network of FASD diagnostic clinics (the 
Washington Fetal Alcohol Syndrome Diagnostic & Prevention Network), now in its 30th 
year. Alaska adopted this interdisciplinary FASD diagnostic model in 1999. Both states 
have participated in the CDC Pregnancy Risk Assessment Monitoring System (PRAMS) 
and Behavioral Risk Factor Surveillance System (BRFSS) since the 1990s. Study 
objectives were to describe the two statewide FASD diagnostic networks; compare the 4-
Digit-Code FASD diagnostic 
outcomes and PAE histories documented over 2-3 decades and illustrate how network data 
helped guide FASD public health policies and track successful prevention efforts. 

Methods 

Retrospective descriptive analysis of the WA and AK statewide FASD and PRAMS/BRFSS 
datasets. 
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Results 

FASD diagnostic outcomes were comparable across the 2,532 WA patients and 2,469 AK 
patients evaluated over 2-3 decades. The proportion of pregnancies with reported PAE in 
each State followed similar annual trajectories from 1991-2020. Both States observed 
decreases in the prevalence of FAS and PAE in the 1990s. Network data helped set public 
health policies that better met the needs of individuals/families impacted by FASD. 

Conclusions 

WA and AK have demonstrated the feasibility and value of establishing statewide 
interdisciplinary FASD diagnostic clinics that serve as the foundation for FASD screening, 
surveillance, intervention, prevention, education and research. State support, centralized 
data collection, and use of an evidence-based FASD diagnostic system have been key to 
the long-term success of these two clinical networks. Twenty years of patient surveys 
confirm a FASD 4-Digit-Code interdisciplinary diagnosis afforded substantial access to 
interventions that met patients' needs across the lifespan. 

Learning Objectives: 

Demonstrate the feasibility and value of establishing longstanding, statewide, 
interdisciplinary FASD diagnostic clinics. 

Compare the 4-Digit-Code FASD diagnostic outcomes and prenatal alcohol exposure 
histories documented in WA and AK over 2-3 decades among patients (newborn to adult). 

Illustrate how clinical data helped guide FASD public health policies and track successful 
prevention efforts. 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
WA and AK have demonstrated the feasibility and value of establishing longstanding, 
statewide, interdisciplinary FASD diagnostic clinical networks using the FASD 4-Digit 
Diagnostic Code. FASD diagnostic clinics serve as the cornerstone of FASD identification, 
intervention and prevention. Ongoing legislative support, centralized data collection, and 
use of an evidence-based FASD diagnostic system with online training continue to be key to 
the ongoing success of these two networks. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
Although AK and WA have maintained statewide FASD diagnostic clinics for 20-30 years 
respectively, establishing and maintaining interdisciplinary FASD diagnostic teams are not 
without challenges. Briefly, challenges include geographic reach, training and turnover of 
professionals on FASD diagnostic teams, stigma related to those who consume alcohol 
during pregnancy and their offspring, funding, and community education/readiness. 
Utilizing telemedicine platforms like zoom proved indispensable during the COVID 
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pandemic for remotely connecting clinicians and patients with the core interdisciplinary 
teams when in-person attendance was not possible. These platforms continue to be 
useful to address some of the challenges faced in rural communities. Having access to 
self-paced online diagnostic training programs like the FASD 4-Digit Code Online Course 
greatly facilitated training of new clinical team members. To enhance interest and 
education related to FASD the University of Alaska College of Health in Anchorage 
established a 3- credit elective asynchronous course in 2021 for allied health and related 
professional students entitled Interdisciplinary Approaches to Fetal Alcohol Spectrum 
Disorders 
(FASD): Best Practices in Alaska. For comprehensive reviews of WA and AK FASD 
diagnostic and prevention efforts, challenges, accomplishments and programmatic 
recommendations, please see the 2014 comprehensive report to the WA State 
Legislature on achievements, current challenges and recommended solutions to screen, 
diagnose, treat and prevent FASD prepared by the WA FASD Interagency Work Group and 
the 2020 Alaska FASD Diagnostic Team Data Analysis, Policy & Prevention 
Recommendations prepared for the Alaska Mental Health Trust Authority (2020). 
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6 
Practice Based Evidence 

 

Navigating Alternative Therapy Approaches and 
Neurodevelopmental Disabili5es 

Poster Session 

Shannon Foster 

Registered Social Worker, MCSW 
Kristene MacDonald 
Registered Social Worker, MCSW 

Abstract: 

Psychological and therapeutic interventions for children and adolescents with FASD and 
the efficacy of their methods has widely been ignored. Conversations around best 
practice in working with those with FASD in a therapeutic capacity has been of growing 
interest and is needed as the demand for therapeutic services for this population is 
growing. Within the therapeutic field, there has been a recent push for innovative and 
accessible alternatives to traditional talk therapy, such that we have seen a rise in a 
variety of play-based approaches (Bratton & Ray, 2000), art therapies (Talwar, 2010), 
nature-based play therapy (Ramshini, Hassanzadeh, Afrooz, Hashemi Razini, 2018), and 
familial or multisystemic therapies (Cornett & Bratton, 2014; Henggeler, Schoenwald, 
Borduin, Rowland, & Cunningham, 
1998) which focus upon a variety of ways to support children, youth, and their families 
in improving their wellbeing and managing difficult or challenging life events. The use of 
alternative therapeutic modalities, particularly those of a professional, multi-disciplinary 
nature and the concept of evidence-based policy and practice in the field of FASD, is 
increasing to meet the needs of this population. The purpose of this commentary is to 
illustrate that they are particularly suited to working with children and youth with various 
neuro-developmental disabilities, particularly FASD and it is also the intent to recognize 
the voice of individuals with disabilities as this review explores the therapeutic 
effectiveness and subjective experiences of children, youth and their families accessing 
alternative forms of therapy. Alternative forms of therapy were used to assess and treat 
children and youth with neurodevelopmental disability through multi-session 
implementation of play-based or action therapy. A wraparound approach inclusive of 
family and primary systems, such as school, was additionally implemented for each 
participant. The emerging narratives following therapeutic intervention included the (mis) 
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understanding of non-traditional therapeutic approaches; the value of play and being with 
an individual; an existing disregard for the emotional needs of individuals with 
neurodevelopmental disabilities; and the need to do better and dignity promotion for 
individuals with neurodevelopmental disabilities. These narratives helped us to co- 
generate knowledge and explore possibilities for future actions for individuals with FASD 
through better understanding how alternative therapeutic approaches can provide 
environments and opportunities for expression of self, advocate for their right to 
accessible and appropriate services, and respect their autonomy and self determination. 

Learning Objectives: 
1. Participant should be able to understand that individuals with FASD suder no 
less distress than those without and are not immune to emotional problems, 
trauma, or the need for an outlet to express their emotions and that this is important 
to the promotion of rights, dignity, and respecting the self-determination of each 
individual with FASD. 

2. Participants should be able to draw connections between the ideas that 
alternative forms of therapy such as play therapy, action therapy and/or multi-
systemic wraparound approaches are particularly suited to working with children and 
youth with various neuro- developmental disabilities, particularly FASD and that 
future research should focus on the edicacy of these models. 

 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? What questions has your work identified or what else has arisen from 
your work that research may be able to answer? 
Broadening our understanding of alternative therapeutic modalities encourages more 
nuanced and tailored options that will guide future research and available services for 
individuals and families with FASD. Highlighting the ways in which alternative forms of 
therapy can best serve children and youth with neurodevelopmental disabilities has 
implications for other underserved populations and for the practitioners, educators, and 
the general population who work with them. The use of psychotherapeutic methods with 
individuals with neurodevelopmental disabilities can no longer go overlooked. We need to 
provide appropriate services to this population as is within social work ethics and 
standards; focusing on how they best express themselves, their desire and right to 
accessible and appropriate services and respecting their autonomy and self 
determination. It has been discussed how alternative forms of therapy, specifically play-
based, action and multisystemic forms of therapy, are suitable alternatives to working with 
this population and future research should focus on the efficacy of these models. 

9th International Research Conference on Adolescents and Adults with FASD 188



 

 

7 
Diagnosis/Assessment 

 

Machine-Based Learning Over Narrative Length and Grammatical 
Complexity Data Provides a Marker of Neurodevelopmental DiKerences in 
Children with Fetal Alcohol Spectrum Disorders 
Poster Session 

Alan Armen 

M.Sc, Director of Data Science, Shipt, SeaXle, WA. 

John Thorne 

PhD., CCC-SLP, University of Washington: Associate Teaching Professor for the Department of Speech and 
Hearing Sciences; Discipline Leader for Speech-Language Pathology - Ins@tute On Human Development and 
Disability; Clinician and Researcher - Fetal Alcohol Syndrome Diagnos@c and Preven@on Network; SeaXle, 
WA. 

Angela Armen 
MD, Clinical Assistant Professor of Pediatrics, University of Washington, SeaXle Children's Hospital, SeaXle, 
WA. 

Susan Hemingway 
PhD, Professor of Epidemiology/Pediatrics, Schools of Public Health and Medicine, University of Washington; 
Director, Washington State FAS Diagnos@c & Preven@on Network, SeaXle, WA 

Abstract: 

Purpose: 

The purpose of this study was to examine whether machine-learning algorithms analyzing 
the length and grammatical complexity of narratives told by children could be trained to 
identify neurodevelopmental differences in those with FASD as well as or better than 
analysis of grammatical and referencing errors in those same stories (see Thorne, 2017). 
In other words, how well could the machine-learning algorithm identify which stories were 
told by children with FASD only by examining the length and grammatical complexity of 
their narratives? 

Methods: 

A retrospective analysis of narrative and clinical data was conducted on 138 children 7-12 
years of age. Sixty-nine had confirmed prenatal alcohol exposure and were diagnosed with 
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FASD at the University of Washington in Seattle using the FASD 4-Digit Code. Sixty-nine 
were typically developing with no reported history of prenatal alcohol exposure. After 
training, narrative analysis was conducted by the machine-learning algorithms blind to 
diagnosis. Markers of neurodevelopmental differences were represented as probability 
scores between 0 and 1, with closer to 1 being more consistent with FASD. Probability 
scores were estimated with machine-learning algorithms to predict whether a story was 
told by a child with an FASD diagnosis. Performance was compared to performance using 
grammatical and reference errors. 

Results: 

The marker identified by a machine-learning algorithm using length and grammatical 
complexity data demonstrated similar performance when identifying neurodevelopmental 
differences in the FASD group versus coding using a combination of age and grammatical 
and cohesive referencing errors (Thorne, 2017). Moreover, the marker identified from length 
and grammatical complexity data showed diagnostic value not only as a complement to 
the error-based coding, but also as a substitute for the child language disorder severity 
level assessed by an interdisciplinary clinical team. 

Conclusions: 

Narrative length and grammatical complexity data commonly available from narrative 
samples, as analyzed by a machine-learning algorithm, provides significant potential to 
contribute to the FASD diagnostic process. 

References: 

Thorne, J. C. (2017). Accentuate the negative: Grammatical errors during narrative 
production as a clinical marker of central nervous system abnormality in school-aged 
children with fetal alcohol spectrum disorders. Journal of Speech, Language, and Hearing 
Research, 60(12), 3523-3537. https://doi.org/10.1044/2017_JSLHR-L-17-0128 
 
 
Learning Objectives: 

1. Understand the potential role of machine learning in the diagnostic evaluation 
process for FASD 

2. Know that speech-language diderences, which reflect underlying 
neurocognitive diderences, are a component of an FASD diagnosis 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Machine learning (AI) is increasingly being applied to clinical questions in health care. This 
work demonstrates the potential utility of machine learning as a complement to the FASD 
diagnostic evaluation process. 
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What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
The question still remains on how machine learning can be implemented and embedded 
into the clinical workflow for diagnosing FASD. There is also the need for further work in 
machine learning algorithms which can detect speech-language differences across a 
diverse population, based on language samples. 
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8 
Research/Science 

 

Development of an FASD-focused Resource Collection for Child Welfare 
StaK and Administrators 
Poster Session 

Erin Ingoldsby 

Director of Child Welfare Prac@ce Area, James Bell Associates 

Leah Bouchard 

Research Associate, James Bell Associates 

Elizabeth Eaton 

Senior Manager of Child Welfare and Educa@on, ICF 

Nancy  Lefler-Panela 

Consultant, ICF 

Sharon  Newburg-Rinn 

Social Science Research Analyst, Children's Bureau 

Jacquelyn Bertrand 

Child Psychologist, Centers for Disease Control and Prevention 

Abstract: 

Purpose: This poster presents the Children’s Bureau’s and Centers for Disease Control 
and Prevention’s interagency efforts to develop and evaluate a resource collection aimed 
at enhancing child welfare case workers’ and administrators’ practices to identify children 
with prenatal alcohol exposure, refer to appropriate services and support families. The 
resource collection—a set of concise action-oriented practice guides, tip sheets, and other 
resources—is coupled with online self-guided training curriculum to provide essential 
information and guidance on how child welfare workers can approach serving families 
affected by fetal alcohol spectrum disorders (FASDs). With intention, this content also 
seeks to show how case workers and administrators can address this work with sensitivity 
and without stigma, honoring the family’s autonomy. The objectives, content, and 
application of the resource collection will be described. 

Methods: The project employed an evidence-building development process, which 
included: 1) a 5-state, 22-agency descriptive study of current child welfare agency 
practices; 2) an environmental scan involving literature reviews and consultant interviews; 
3) initial resource development with collaborative expert input; 4) usability testing with 
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child welfare and public health teams, and equity reviewers to assess reaction and 
feasibility; 5) extensive revisions; and 6) an ongoing formative evaluation in which four child 
welfare teams are applying the resource collection and reporting on reaction, gains in 
awareness and knowledge, and transfer potential. 

Results: Across data sources results from the evidence-building methods identified the 
need for an FASD-informed, culturally responsive approach specifically designed for child 
welfare contexts. Usability results showed this approach should provide concise, action- 
oriented tools and resources that fit into workers’ daily practice and aligns with goals 
towards family preservation and advancing equity. The three-part practice guides and 
trainings collection developed in this project provide knowledge to recognize indicators of 
FASDs and guidance to sensitively engage caregivers and collaborate closely with allied 
providers. This is to ensure clear diagnostic assessment and services to improve 
outcomes for children and families affected by FASDs. 

Implications: The collection, which will be publicly disseminated upon completion of the 
formative evaluation, has potential to enhance child welfare practice in identifying prenatal 
alcohol exposure and providing the appropriate support and referral to services for affected 
children and families. 

References: 

Morehouse, E., Ingoldsby, E., Newburg-Rinn, S., Bertrand, J., & Usher, K. (2023). 
Knowledge, training, and support needs for identification and appropriate care of children 
with prenatal alcohol and other drug exposures in the child welfare system. In E. 
Ingoldsby & J. Collins (Eds.), Opportunities for child welfare to respond to prenatal alcohol 
and other substance exposures [Special issue]. Child Welfare, 101 (3). 
 
 
Learning Objectives: 

1. Professionals and caregivers/families will learn key insights from evidence-
building edorts involving child welfare professionals, caregivers/parents, and 
allied service providers and experts about the needs and opportunities for 
enhanced awareness, training, and collaborative care planning regarding children 
with fetal alcohol spectrum disorders (FASDs) and their families served in a child 
welfare agency context. 

2. Professionals and caregivers/families will be introduced to the set of resources, 
including child welfare practice guides, tip sheets, online trainings, and linked 
resources to community service providers and advocacy organizations that a) aim to 
increase awareness and knowledge of children FASDs and their families; b) present 
clear action steps to support children and families, that will be made available in the 
near future. 
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What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? What questions has your work identified or what else has arisen from 
your work that research may be able to answer? 
This project offers the opportunity to better support families affected by FASDs engaged in 
the child welfare system. It seeks to promote appropriate services and support families 
while honoring their autonomy. We believe this is essential to avoid or minimize punitive 
action and inappropriate services for families affected by FASDs and that they receive the 
care needed for their own unique family needs. Further, research may be able to answer 
questions of ensuring FASD services are accessible and culturally responsive for families. 
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9 
Program/Policy 

 

“Breaking the Stigma: Innovative Approaches to Delivering Addiction 
Prevention Education for the Next Generation 
Poster Session 

Yisel Alaoui 

LCADC, ICADC, FASD, Community Educa@on Coordinator for the Partnership For Maternal and Child Health 
of the Northern NJ, Newark, New Jersey. 

Yvelisse Gonzalez 
MSW, LSW, PMH-C, Senior Manager, Public Health Programs at the Partnership for Maternal and Child Health 
of Northern New Jersey, Newark, New Jersey. 

Abstract: 

Title: “Breaking the Stigma: Innovative Approaches to Delivering Addiction Prevention 
Education for the Next Generation.” 

Presenter: Yisel Alaoui, MA, LCADC, ICADC, FASD, Community Education Coordinator for 
the Perinatal Addictions Prevention Project (PAPP), Partnership for Maternal and Child 
Health of Northern NJ. Yvelisse Gonzalez, MSW, LSW, PMH-C, Senior Manager, Public 
Health Programs at the Partnership for Maternal and Child Health of Northern New Jersey, 
Newark, New Jersey. 

Background: The Perinatal Addictions Prevention Program (PAPP) aims to deliver addiction 
prevention education innovatively. The PAPP team has incorporated four lessons learned 
from "Becoming Better Ancestors: 9 Lessons from Global Health to Change the World.” 
These lessons from public health leaders, introduced at the American Public Health 
(APHA)2022 conference, were considered when addressing society's problems. The goal 
was to advocate and amplify the voices of the unheard who are being stigmatized and 
marginalized by addiction. 

Methods: To help educate high school and middle school audiences on preventing 
substance use, the PAPP team began using their pronouns when introducing themselves 
and incorporating both LGBTQ+ and Trans flags into their presentations. This created an 
invitation for more open dialogue about drug and alcohol use, the importance of delaying 
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use due to their underdeveloped brain, and again abstaining from using when planning for 
future families. As a result, community members felt confident and comfortable engaging 
with the PAPP team. Consequently, the PAPP team had an increased request for 
presentations to schools in their attachment area. 

Results: The PAPP team has educated 817 students in 2021, 2,567 students in 2022, 
and 888 students in 2023, with an increasing number of requests for presentations. The 
team also developed an evaluation component to receive feedback from their audience, 
demonstrating increased awareness and knowledge. 

Conclusion: The integration of these innovative approaches, along with the active 
participation of students and insightful feedback obtained, reaffirms commitment to 
evolving and improving our prevention education. It also reflects our dedication to staying 
at the forefront of education, embracing diversity, and bringing health equity to the 
students and communities. 
 
 
Learning Objectives: 

1. To Educate All Audiences, regardless of age, Sexuality, Gender, Religion, and Race, 
about the dangers of substance use during the teen years and pregnancy. 

2. To become aware that we can all learn to become "Better Ancestors" and utilize 
the lessons learned from them to help us modify and adapt our programs in any 
setting. 

 
 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
The broader relevance of our work in the field, particularly for adolescents and adults with 
Fetal Alcohol Spectrum Disorders (FASD), is significant. With 86% of adolescents 
experiencing unplanned pregnancies and engaging in illicit substance use, this 
population becomes highly susceptible to having children born with Fetal Alcohol 
Syndrome (FAS) and (FASD). Our involvement in the Perinatal Addictions Prevention 
Project (PAPP) is crucial as it aims to prevent such occurrences. Our goal extends beyond 
educating individuals solely before pregnancy; we are committed to providing awareness 
and education during the crucial adolescent years. By addressing substance use dangers 
during this developmental phase, marked by experimentation and self-discovery, we 
strive to mitigate the risk associated with FAS and FASD, contributing to healthier 
outcomes for both adolescents and their future children. 
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What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

 
Our work has led us to some important questions for research. One big question is whether 
an ultrasound can show if a fetus has been affected by light drinking. We are curious 
because spotting the effects of even small alcohol intake early on is crucial. Another 
question is about the brain's ability to change (neuroplasticity). We are wondering if we can 
improve parts of the brain impacted by alcohol through medication, proper diet, exercise, 
and other activities. Answering these questions could help us find better ways to detect 
and address the effects of alcohol on a developing baby. 
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10 
Diagnosis/Assessment 

 

Challenges and Opportunities in FASD Diagnosis and Management: Insights 
from a Survey of Developmental Pediatric Clinicians 
Poster Session 

Yasmin Senturias 

Yasmin Senturias, MD, Division Chief, Developmental Behavioral Pediatrics, Atrium Health. Clinical Professor, 
Wake Forest School of Medicine. CharloXe, North Carolina 

Denise Bothe 

Denise Bothe, MD, Developmental Behavioral Pediatrician, Associate Professor of Pediatrics, Rainbow Babies 
and Children’s Hospital, Case Western Reserve University School of Medicine, Cleveland, OH. 

Kimberly Burkhart 

Kimberly Burkhart PhD, Clinical Psychologist, Rainbow Babies and Children’s Hospital, Associate Professor, 
Case Western Reserve University School of Medicine, Cleveland, OH. 

 
Catherine Lipman 

Catherine Lipman, MD, Developmental-Behavioral Pediatrician, Cleveland Clinic Children's Hospital; 
Assistant Professor of Pediatrics 

Cleveland Clinic College of Medicine of Case Western Reserve University, Cleveland Ohio 

 
Tanaporn Jasmine Wilaisakditipakorn 

Tanaporn Jasmine Wilaisakdi@pakorn, MD, Developmental Behavioral Pediatrician, University of California Davis 
MIND Ins@tute; Assistant Clinical Professor, University of California Davis, Sacramento, CA 

 

 

Abstract: 

CHALLENGES AND OPPORTUNITIES IN FASD DIAGNOSIS AND MANAGEMENT: INSIGHTS 
FROM A SURVEY OF DEVELOPMENTAL PEDIATRIC CLINICIANS BACKGROUND 

Fetal alcohol spectrum disorder (FASD) encompasses a range of conditions resulting from 
prenatal alcohol exposure, marked by facial abnormalities, growth issues, and central 
nervous system problems, with neurobehavioral challenges that include difficulties in self 
regulation, neurocognition and adaptive skills. Developmental and behavioral 

9th International Research Conference on Adolescents and Adults with FASD 198



 

 

pediatricians play a crucial role in FASD prevention, identification, diagnosis, and 
management, including support for affected families. 
 
 
METHODS 

In 2023, a survey was conducted among 199 members of the Society of Developmental 
and Behavioral Pediatrics (SDBP), of whom 97 were actively engaged in evaluating or 
managing FASD. Participants reported their diagnostic criteria, preparedness levels, and 
training needs. Data were analyzed descriptively, maintaining participant confidentiality. 

RESULTS 

There were 199 respondents to the SDBP Annual Survey. 97 (49%) of them were involved 
in evaluating or managing children with FASDs. Among these 97 individuals, 34% utilized 
the University of Washington criteria, another 34% relied on the DSM-5 criteria for 
Neurobehavioral Disorder Associated with Prenatal Alcohol Exposure, 26% participants 
followed the NIAAA guidelines for FASD diagnosis, 12% adhered to the 2004 CDC criteria 
and 7% used the Canadian Guidelines. It was noted that 9% of respondents either did 
not use a specific diagnostic system or declined to specify. Furthermore, among these 97 
professionals, 25% of them employed a combination of various diagnostic guidelines, 
while 68% of individuals utilized a single diagnostic system. Among the 97 professionals 
diagnosing FASD, 23% reported that their training made them very prepared while the rest 
ranged from somewhat unprepared to completely unprepared.Of those diagnosing or 
managing FASD, 58% expressed a desire for additional training in diagnosis and 
management, 7% sought training in diagnosis alone, and 14% desired training in 
management. Only 21% felt their current training was adequate. 

CONCLUSIONS 

Fetal Alcohol Spectrum Disorder (FASD) poses a complex challenge resulting from 
prenatal alcohol exposure, and developmental and behavioral pediatricians play a crucial 
role in its prevention and management. A survey in 2023 revealed a diversity in 
approaches to FASD diagnosis, with various diagnostic criteria and guidelines being 
employed. While some professionals felt adequately prepared, a significant portion 
expressed a need for additional training, emphasizing the importance of standardized 
education in this field. In summary, the survey underscores the need for additional 
training on the diagnosis and management of Fetal Alcohol Spectrum Disorders among 
developmental and behavioral pediatric clinicians. 
Learning Objectives: 

1: To inform the audience about the diverse approaches and diagnostic criteria used by 
developmental and behavioral pediatric clinicians in diagnosing Fetal Alcohol Spectrum 
Disorder (FASD) as well as their level of preparedness in diagnosing and managing this 
condition. 
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2. To emphasize the crucial role played by developmental and behavioral pediatricians in 
FASD prevention and management, and to underscore the importance of addressing the 
training needs of these professionals to enhance their preparedness in diagnosing and 
managing FASD cases effectively. 
 
 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Developmental and behavioral pediatricians play a crucial role in FASD prevention, 
identification, diagnosis, and management, including support for affected individuals and 
families. Well-trained developmental and behavioral pediatric clinicians can lead to earlier 
and more accurate diagnoses of FASD in adolescents and adults. This can result in better 
access to appropriate interventions and support, ultimately improving the quality of life for 
those affected. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
From our study, we could branch out into research on effective training programs for 
developmental and behavioral pediatric clinicians. While the AAP FASD toolkit is freely 
accessible and diagnostic guidelines are widely accessible for developmental behavioral 
pediatricians, we could explore the factors that prevent developmental behavioral 
pediatricians from obtaining more training on FASD. 
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Building on a Basis of Understanding: Barriers and Opportunities for 
Housing Solutions for Young Adults with Fetal Alcohol Spectrum Disorder 
Poster Session 

Celisse Bibr 

Research Assistant, Canada FASD Research Network (CanFASD); PhD Candidate, Lauren@an University, 
Sudbury, ON, CA 

Kelly Harding 

Director of Research Administra@on, Canada FASD Research Network (CanFASD); Adjunct Professor, 
Department of Psychology, Lauren@an University, Sudbury, ON, CA 

Kathy Unsworth 
Managing Director, Canada FASD Research Network (CanFASD) 

Jacqueline Pei 
Professor, School and Clinical Child Psychology Program, University of Alberta, Edmonton, AB, CAN; 
Interven@on Research Lead, Canada FASD Research Network (CanFASD) 

Abstract: 

Purpose: A novel approach is urgently needed to address the housing challenges 
experienced by youth and young adults with Fetal Alcohol Spectrum Disorder (FASD). While 
the United Nations cites access to adequate housing as a basic human right, housing 
instability continues to be a challenge for individuals with FASD in Canada as the system 
often fails to consider the unique needs and experiences of individuals with FASD. 
Funded by the Canada Mortgage and Housing Corporation’s Solutions Labs program, this 
project seeks to leverage existing community-based knowledge and expertise in the FASD 
and housing space, including the Harmonizing Housing Framework for Housing Individuals 
with FASD, by blending this knowledge with current research to develop new, informed, 
and human-centered housing solutions. As a step towards improving housing for 
individuals with FASD, this research aims to explore the barriers and enablers that 
prevent or support people with FASD in obtaining and maintaining safe and secure 
housing. 

Methods: To date, 47 semistructured interviews have been conducted across a pan- 
Canadian sample of four participant groups: individuals with FASD (n = 11), their 
caregivers (n = 17), housing service providers (n = 17), and policymakers (n = 7). 
Representation 
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includes participants from Western and Northern Canada (n = 28), Central Canada (n = 
14), and Atlantic Canada (n = 5). Interview guides were customized to fit individual 
participant groups and involved topics such as describing the housing journey for 
individuals with FASD, supports that would be necessary for ideal living situations, 
defining safe housing, and solutions at the policy level. Thematic analysis has been 
utilized to generate key insights from the interviews. 

Results: Housing stability could be strengthened through deeper understanding of FASD 
and willingness to adapt to the unique individual. Currently, housing systems act as a 
cycle of failures to keep housing unstable and inconsistent for individuals with complex 
needs. Our results indicate that centering discussion around the goals of access, 
collaboration, individualization, and understanding are the way forward in improving 
housing for individuals with FASD. 

Implications: Individuals with FASD are stuck in a cycle of failure by a system not designed 
for them. Successful housing and support models include those that begin at deep 
understanding of the individual and work their way up. Embedding understanding into the 
intersectional process of housing would have far-reaching effects across all supports for 
individuals with FASD. 

References: 

1. United Nations. (2006). Article 19 – Living independently and being included in 
the community. https://www.un.org/development/desa/disabilities/convention-on-the-
rights- of-persons-with-disabilities/article-19-living-independently-and-being-
included-in-the- community.html 

2. The Government of Canada. (2019). Consolidated federal laws of Canada, 
National Housing Strategy Act. https://laws-lois.justice.gc.ca/eng/acts/N-11.2/page-
1.html#h- 1168975 

3. Harding, K., & Whittingham, L. (2021). Framing Fetal Alcohol Spectrum 
Disorder Policy, Practice, and Research Using the United Nations Convention on 
the Rights of Persons with Disabilities. Canada FASD Research Network. 
https://canfasd.ca/wp- content/uploads/publications/UNCRPD-and-FASD-
final.pdf 

4. Pei, J., Carlson, E., Poth, C., Joly, V., Patricny, N., & Mattson, D. (2018). 
Creating intersections: A systematic and person-centred harmonizing framework 
for housing individuals with fetal alcohol spectrum disorder. Canada FASD 
Research Network in collaboration with the University of Alberta. 
https://canfasd.ca/wp- content/uploads/2019/03/FASD-X-Housing-Pei-
2018_Amended-March-04-2019.pdf. 
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Learning Objectives: 

1. To convey the didiculties with housing within Canada, and the diverse 
housing experiences that individuals with FASD have had. 

2. To discuss the barriers and enablers to attaining and maintaining safe and 
stable housing that individuals with FASD experience. 

3. To explore how those barriers could be reduced, and how those enablers 
could be strengthened. 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
The broader relevance of this work centers around the conversation of housing for 
individuals with FASD. While this work takes place in Canada, the findings and 
implications have relevance for individuals with FASD in many countries, including the 
United States, who are all facing a housing crisis. This work urges provincial, territorial, 
and federal governments, who have recognized housing as a fundamental human right for 
persons with disabilities, to ease the barriers to safe and stable housing for individuals 
with FASD. This work has policy implications, calling for policy to be: (1) developed with 
community organizations, individuals with FASD, and their supports; (2) person-centered, 
accounting for variability in diagnosis and geography; and, (3) an interdepartmental 
initiative, supported by cross-ministry communication. Housing is intersectional and 
reaches far into all aspects of life. To support housing, then, all other areas must also be 
considered. 
Improving housing for individuals with FASD requires a universal improvement of all 
supports. The housing crisis is not localized to individuals with FASD: taking an 
intersectional approach to housing would be beneficial across Canada. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
Questions that have arisen from this work include: (1) “best practice” models of housing for 
individuals with FASD, and how they would need to be adapted across diverse geography; 
(2) how to write FASD-informed policy, taking special consideration to make sure it is 
relational and adaptable to the individual; (3) how to bridge gaps between services, 
exploring best practices of cross-service communication throughout an individual’s 
lifetime, and; (4) exploration of interdepartmental committees to address the intersectional 
nature of FASD and housing, taking precedent from committees that already exist within 
their specific jurisdictions. 
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Unpacking the narrative of the child and family experience: When FASD and 
Child welfare Intersect 
Poster Session 

Consider as another presentation type: Yes 

Chris]na Tortorelli 

PhD (c), RSW. Assistant Professor and Ac@ng Academic Director - Social Work, Mount Royal University, 
Faculty of Health, Community and Educa@on Calgary, Alberta, Canada 

Peter Choate 

PhD, Professor Social Work, Mount Royal University, Faculty of Health, community and Educa@on, Calgary, 
Alberta, Canada 

Dorothy Badry 

PhD, RSW, Professor Faculty of Social Work, University of Calgary, Calgary, Alberta, Canada 

Abstract: 

NOTE: this submission is for an oral presentation - not a poster. 

The presenters published a chapter in Developments in Neuroethics and Bioethics: 
Neuroethics and Neurodevelopment titled "Disrupted life narratives of children in care with 
neurodevelopmental disabilities: Whose story is it?" The chapter was awarded special 
recognition by Elsevier for World Disabilities Day 2024. Following up on this chapter we will 
unpack further the experiences of children, adolescents and families when child welfare 
becomes involved using case examples related to FASD. Thinking about how a youth or 
adult might request access to their file information - professionals should be concerned 
that the documented information contains assumptions, highlights deficits in the 
knowledge base of professionals, creates gaps that consequently result in unfair, 
uninformed planning, decision making and service delivery access. Medical models and 
dependency frameworks as well as strict policy and practice guidelines inform life altering 
decisions (Tortorelli, et al., 2023).These failed approaches begin with identification and 
diagnosis and continue across the lifespan. File information no matter the accuracy 
follows across the life course informing future decisions. Through our work, we hope to 
elevate the ethical imperative that the individual and family stories be reflective of the 
individual and family realities rather than interpreted by various systems such as child 
welfare, education, health and justice. 
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Learning Objectives: 

1. Increased understanding of the intersection between neurodevelopmental 
disorders - specifically FASD and child welfare 

2. Understand the complex narrative that emerges when systems such as child 
welfare become involved 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Our work identifies the gaps and resulting misrepresentation that occur when the narrative 
of the child/adolescent and family are overtaken by professionals, government systems, 
policy and practice. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
Taking a closer look at the experiences of persons living with FASD we hope to elevate the 
ethical imperative that the individual and family stories be reflective of the individual and 
family realities rather than interpreted by various systems such as child welfare, education, 
health and justice. 
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A National Fetal Alcohol Spectrum Disorders Learning Collaborative for 
Prenatal and Pediatric Healthcare Teams 
Poster Session 

Kendra Gludt 

MPH, Director of Na@onal Programs, Proof Alliance, St. Paul MN 

Dan Alford 
MD, MPH, Medical Director, Boston Medical Center, Boston University Chobanian & Avedisian School of 
Medicine, Boston MA 

Vincent Smith 
MD, MPH, Division Chief of Newborn Medicine, Boston Medical Center; Professor of Pediatrics, Boston 
University Chobanian & Avedisian School of Medicine, Boston, MA 

Additional Authors: 

Nicole Kitten, MPH; Jacqueline S. German, MPH; Amy Harlowe, Sara Messelt, Jacey 
Greece, DSc, MPH; Candice Bangham, MPH; Ilana Hardesty, MA 

Abstract: 

Prenatal alcohol exposure (PAE) resulting in fetal alcohol spectrum disorders (FASD) is the 
most common preventable cause of intellectual and developmental disabilities in the 
United States. Primary healthcare teams can play a vital role in preventing alcohol use 
during pregnancy and identifying and caring for patients with suspected or diagnosed 
FASD. However, they are unprepared to do so. The HRSA-funded SAFEST Choice Learning 
Collaborative aims to reduce the incidence of prenatal alcohol exposure and improve 
outcomes in individuals with suspected or diagnosed FASD by engaging and educating 
healthcare teams on FASD prevention, identification, and management. 

The SAFEST Choice Learning Collaborative uses Project ECHO® virtual education to engage 
interdisciplinary healthcare teams in education about FASD and PAE prevention. Enrolled 
clinics learn how to screen for and counsel patients about the risks of alcohol use during 
pregnancy, and how to identify and care for children and adolescents with suspected or 
diagnosed FASD. Participants receive an introductory webinar on FASD foundational 
science followed by ten virtual ECHO sessions. Each ECHO session includes a brief 
lecture, case-based learning, and collaborative problem solving. Lived experience of 
individuals impacted by FASD is also incorporated into ECHO sessions. Participants 
have ongoing access to a team of faculty experts and technical assistance to help them 
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integrate new tools into their practice. A comprehensive mixed methods evaluation 
assessed program effectiveness. Surveys administered before and after the program 
assessed participants’ change in knowledge, self-efficacy, and clinical practices. 

From 2021 to 2023, there have been 237 health care professionals from 57 clinic 
practices in 17 different states that have participated in the SAFEST Choice Learning 
Collaborative. From matched pre-/post-surveys, participants reported 100% increased 
knowledge about PAE screening in both the prenatal and pediatric groups. They reported 
increased self- efficacy to screen for PAE (100% prenatal group, 94% pediatric group), 
and to counsel families on PAE (100% prenatal group) and FASD (100% pediatric group). 
Participants also reported statistically significant increases in clinical practices including 
discussing alcohol screening in non-stigmatizing ways, assessing for FASD diagnosis, 
providing PAE/FASD resources and education, and coordinating care for patients with 
suspected/diagnosed FASD. 

A virtual FASD learning collaborative provided a successful means for educating 
healthcare teams on FASD identification, care, and management. The program increased 
participants’ FASD-related knowledge, confidence, and FASD-informed clinical practices. 
This is an important step toward creating health care teams that are better equipped to 
reduce PAE and support individuals and families impacted by FASD. 

Learning Objectives: 

1. Understand the importance of FASD education for healthcare professionals. 

2. Discover how Project ECHO® virtual education can be used to deliver FASD 
education to interdisciplinary healthcare teams. 

3. Describe participant learning outcomes following a virtual learning 
collaborative program on FASD. 

 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
When healthcare professionals are not equipped to recognize FASD and care for 
individuals with FASD within their practices, those individuals receive insufficient health 
care, and their well-being can be profoundly impacted. By educating interdisciplinary 
healthcare teams about FASD, they can significantly change the trajectory of an 
individual’s life. Healthcare professionals play a pivotal role in early identification, care, 
and support for individuals with FASD throughout the lifespan, as their patients grow 
through adolescence into adulthood. This learning collaborative provides the education, 
skills, and support for healthcare teams to deliver the care that individuals with FASD 
deserve. 
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What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

This work has identified an opportunity for further research to measure the long-term 
healthcare outcomes of individuals with FASD when they receive care from FASD- 
competent healthcare teams. 
 
 
References: 
Brems C, et al. Training needs of healthcare providers related to centers for disease control 
and prevention core competencies for FASD. J Popul Ther Clin Pharmacol. 2010;17(3). 

Nevin AC, et al. A survey of physicians’ knowledge regarding awareness of maternal alcohol 
use and the diagnosis of FAS. BMC Fam Pract. 2002;3(1):2. doi:10.1186/1471-2296-3-2 

O'Connor MJ, Portnoff LC, Lebsack-Coleman M, Dipple KM. Suicide risk in adolescents 
with fetal alcohol spectrum disorders. Birth Defects Res. 2019 Jul 15;111(12):822-828. 
doi: 10.1002/bdr2.1465. Epub 2019 Jan 24. PMID: 30677250; PMCID: PMC6650307. 

Currie BA, et al. Adults with Fetal Alcohol Spectrum Disorder: Factors associated with 
positive outcomes and contact with the criminal justice system. Journal of Population 
Therapeutics and Clinical Pharmacology. 2016; 23(1): e37 
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The Animation Curriculum 
Poster Session 

Consider as another presentation type: Yes. 

Jessica Rutherford 

Independent Researcher; Founder and CEO The Anima@on Curriculum 

Abstract: 

The Animation Curriculum, designed specifically for individuals with diagnosed or 
suspected FASD, centres around the use of the film making process for educational 
purpose. It promotes the narrative building and storytelling elements of film making and 
enables the student to explore their own understanding of topics of learning. The 
curriculum does not seek to teach film making or creative practice, but encourages 
exploration of a range of creative tools, materials, and actions to complete required tasks. 
Completion of the programme results in a short moving image (animated film) for the 
student to showcase and take pride in. However, the achievements lie in the experiential 
learning through completion of the curriculum. 

This innovative new programme is made up of a series of 7 sessions, and incorporates 
theories of Active Learning Theory, Learning Through Play and Experiential, Inquiry-based or 
Problem-based learning. It encourages students to construct their own understanding as 
they explore the topic through different means, leaning to Hart’s theory of participation 
(Hart, 1992) as the student is more heavily guided in the earlier stages, but then begins 
to take ownership and authorship as they programme continues, becoming the Director of 
their own animated film, as well as of their learning. 

The programme evolved through more than 10 years of research and lived experience, both 
personal and professional. A mixed method approach was applied to utilise auto 
ethnographic writing, interviews, and evaluative feedback through co-design with leading 
experts in the fields of FASD, Education and applied animation practice. The curriculum is 
currently in Phase 2 testing in two Colorado based schools, and in each application is 
evolved in response to feedback and data gathered. 

This presentation discusses the background and rationale of the curriculum, the 
methodological design and initial exploration through my Ph.D Animation based learning 
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for Individuals with Fetal Alcohol Spectrum Disorders (Rutherford, J 2023), facilitation and 
environmental considerations, to the present-day testing. It highlights opportunities for 
application and suggests opportunities for use in settings beyond education, concluding 
with the latest data generated by Phase 2 testing. 
 
 
Learning Objectives: 

1. Learners will be informed of how creative arts and film making practices can be 
utilised in all aspects of a school curriculum in all subject areas 

2. Learners will understand how the film making process can be broken down to 
create a multi modal learning curriculum for students to engage with continually or 
periodically 

3. Learners will consider wide applications and use of such curriculum for 
communication purposes (how the production of a film can act as a communication 
opportunity for the student) 

4. Learners will understand the importance of narrative building and story telling 
practices for educational purposes for those with FASD 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
My work in this field seeks to explore, identify and disseminate alternative approaches to 
education that can not only accommodate the learning differences of those with FASD, but 
assist them in taking ownership, understanding their differences and developing their own 
individual approaches to taking on new knowledge. I am confident my work in this area can 
equip adolescents and adults with FASD with valuable tools and increase self confidence 
through engaging, creative, multimodal educational programmes. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

Engaging with my programme is said to be therapeutic, and whilst therapeutic benefits are 
not the primary intention, it would be highly beneficial to explore this area in a research 
capacity to identify true therapeutic benefits. 
. 
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Domains of The Family Needs Met Questionnaire and Related 
Characteristics Prior to Fetal Alcohol Spectrum Disorders Treatment 
Poster Session 
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PhD, Research Associate Professor, Mt. Hope Family Center University of Rochester; Associate Professor of 
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Heather Carmichael Olson 
PhD, Clinical Professor, Department of Psychiatry and Behavioral Sciences, University of Washington School 
of Medicine, SeaXle, WA 

Abstract: 

Purpose. Individuals with fetal alcohol spectrum disorders (FASD) experience lifelong 
benefits from stable environments with good quality caregiving. However, caregivers of 
children with FASD face significant barriers at a systemic level that require caregivers to 
be parents, advocates, and system navigators. Additionally, caregivers experience high 
levels of stress that may impact their interpretation of their own skill level and their 
understanding of their child’s behaviors and needs. The Families Moving Forward (FMF) 
Program focuses on expanding caregiver connections to increase their needs met, and 
confidence in their parenting and advocacy skills. To better inform care, it is crucial to 
understand the areas in 
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which caregivers require support and how those areas are related to their child’s behavior 
and the caregiver’s self-interpretation. 

Methods. Families participated in one of two research trials focused on feasibility and 
outcomes for the FMF Connect mobile app (N=207). This study utilized demographic 
variables and baseline data for the Family Needs Met Questionnaire (FNQ), the Parenting 
Sense of Competence (PSOC) Efficacy and Satisfaction scales, and the Eyberg Child 
Behavior Inventory (ECBI) Intensity and Problem scales. Exploratory factor analysis (EFA) 
was utilized on the FNQ to determine domains of need and Pearson’s r correlations were 
utilized to relate needs domains to the PSOC and ECBI. 

Results. The FNQ EFA resulted in four domains of family needs: inclusive engagement in 
information exchange, access to professional opinion and resources, access to self-care, 
and personal support and hope. Correlation analyses indicated all domains of family 
needs met are positively correlated with parenting sense of efficacy (ps=.003-.02) and 
satisfaction (ps=.0004-.007). Further, higher levels of child behavior intensity were 
associated with lower levels of needs met in information exchange (p=.018), resources 
(p=.03), and self-care (p=.016) domains. Similarly, lower levels of inclusion in information 
exchange (p=.01) and access to resources (p=.003) were associated with higher 
frequency of child problem behaviors. 

Implications. Caregivers of children with FASD report unmet needs in multiple domains. 
This is especially true among caregivers who feel ineffective and unsatisfied, and those 
raising children with more frequent and higher intensity behaviors. This suggests that 
caregiver self-interpretation is an important treatment focus, especially within systems 
that lack built-in supports for caregivers and individuals with FASD. Focusing on creating 
systems of inclusivity and support to empower caregivers’ sense of ability to support 
themselves and their family is crucial in interventions for improving family and child 
outcomes. 

Learning Objectives: 

1. Learners will understand the importance of understanding the needs of 
caregivers with children with FASD. 

2. Learners will understand main areas of unmet caregiver needs for families 
with FASD. 

3. Learners will understand the relation between caregiver needs, child behavior, 
and parent self-edicacy. 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Youth outcomes have been linked to the quality of home environments and caregiving. 
Caregivers of youth with FASD have high levels of barriers and stress while raising their 
children. The work presented in this poster considers the main areas of caregiver unmet 
needs and how that relates to youth behavior and self-efficacy. As many caregivers 
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maintain a large role in their child's life, these outcomes may elucidate the role of caregiver 
needs on developmental stability as the youth grows into an adolescent and adult. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

This work brought about additional questions about how the current systems are missing 
caregiver needs throughout the lifespan. Additionally, there is the possibility to utilize this 
work to understand how different interventions impact the domains identified in caregiver 
unmet needs. 
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Examination of Epigenetic Profiles Associated with Prenatal Exposure to 
Alcohol 
Poster Session 

Aileen Baldwin 

Ph.D., MPH, Assistant Laboratory Director for Research, United States Drug Tes@ng Laboratories, Des Plaines, 
IL 

Abstract: 

Purpose: 

Strong evidence supports that environmental exposures, in utero or in early postnatal life 
can cause epigenetic changes that can impact the developmental health and wellbeing 
outcomes for an individual from infancy to adulthood. The purpose of this project is to 
examine epigenetic profiles in newborns with or without in utero alcohol exposure using 
DNA extracted from neonatal blood spot filter cards. Our hypothesis is that since prenatal 
alcohol exposure has been shown to induce epigenetic modifications within the genome, 
that alcohol-associated alterations in DNA methylation profiles, identified from neonatal 
blood spot samples, could be used as biological markers of prenatal alcohol exposure in 
neonates. 

Methods: 

For this study, a total of 299 mother/newborn dyads were enrolled from our site at the 
Charleston Area Medical Center Women and Children’s hospital. Data collected included 
the infants’ gender, maternal risk factors, infant payer group, growth parameters, estimated 
gestational age at time of delivery, Apgar scores, need for NICU care, NAS diagnosis and 
severity, and results of prenatal alcohol and other substance exposure testing. Newborn 
heel stick dried blood spots were collected for both Phosphatidylethanol (PEth) screening 
(using liquid chromatography-tandem mass spectrometry following extraction into 
methanol) and DNA methylation analysis (following extraction of genomic DNA). PEth is a 
direct biomarker of alcohol metabolism that has been shown to be a highly sensitive and 
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specific indicator of alcohol use and an objective measurement of prenatal alcohol 
exposure. 

Results: From the 299 women that were enrolled in this study, 48 women/newborn 
dyads were selected (25 drug negative/PEth negative and 23 drug negative/PEth 
positive) for examination of their whole epigenome methylation patterns. The selected 
newborn DNA samples were sent to the University of Chicago Genomics facility where they 
were analyzed using the Infinium MethylationEPIC v2.0 Kit (Illumina), which screens DNA 
methylation at over 950,000 sites across the genome at single nucleotide resolution. 
Differential methylation analysis between these two groups is currently underway to 
identify sites within the epigenome that are statistically different between PEth positive 
and PEth negative newborns. 

Implications: The focus of our research is to identify epigenetic signatures at birth that may 
be associated with not only prenatal alcohol exposure but also provide insight into 
associated developmental outcomes. Further research will be focusing on how the 
epigenetic profiles we have identified at birth are associated with these children’s 
adolescent development as well as their epigenetic profiles later in childhood. 
 
 
Learning Objectives: 

1. Explain the current use of and purpose of biological markers of prenatal 
alcohol exposure. 

2. Explain the rationale of using epigenetic signatures as a method of detecting 
prenatal alcohol exposure. 

3. Provide insight into why identifying epigenetic signatures associated with 
prenatal alcohol exposure at birth would be beneficial. 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Identifying infants with FASD requires confirmation of maternal drinking during pregnancy 
or detection of prenatal alcohol exposure (PAE) in the newborn. Multiple studies have 
found under-reporting of PAE using maternal self-report methods and our research has 
found biological markers of alcohol exposure can sometimes be more sensitive. Our work 
aims to identify biological markers that not only confirm prenatal alcohol exposure but also 
provide information at an early age (at birth) on possible associated developmental 
outcomes due to the prenatal alcohol exposure. 
What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

One additional question that we hope our ongoing research can examine is whether these 
epigenetic profiles identified at birth are similar in early adolescence and if the patterns are 
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specific to which type of samples are analyzed (buccal versus blood). 
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EKects of a Self-Management Intervention on the Academic Engagement of 
an Adolescent with FASD 
Poster Session 

Megan Griffin 

Professor, School of Educa@on, Whitworth University 

Abstract: 

Individuals with FASD are notably absent from the extensive self-monitoring literature in 
the field of Applied Behavior Analysis. Only two studies have addressed this topic 
(Copeland et al., 2021; Griffin & Copeland, 2018), both of which included elementary-age 
participants. This is surprising, since FASD is a common cause of developmental disability 
and those with FASD could benefit greatly from learning self-management skills. To extend 
this research to older populations, we conducted a study with an adolescent with FASD, 
posing the research question: Does a function-based self-monitoring intervention result in 
increased academic engagement for a middle-school student with FASD? 

Methods 

Participant: Sofia, a 12-year-old Hispanic girl diagnosed with FASD, participated in the 
study. Her parents reported significant, longstanding problems with academic work 
completion. 

Procedures: To assess Sofia’s behavior, we interviewed her and her parents using standard 
measures (e.g., Durand & Crimmins, 1988; O’Neill et al., 2015). We also observed her 
behavior at home over two days (14 instances of noncompliance). 

After collecting baseline data, we taught Sofia a homework routine, how to self-monitor her 
behavior, and how to use a point-system for earning rewards. We used an ABAB 
experimental design to assess the effects of this intervention. 

Results 

We found that Sofia’s academic engagement (measured with momentary time sampling 
in 1-min intervals) increased when the intervention was in place and decreased when it 
wasbnot. A graph from our paper (Griffin et al., 2023) will be included. We will also share 
answers to interview questions regarding the acceptability of the intervention to Sofia and 
her mother. 

Conclusion 
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The broader relevance of this work is that behavioral interventions that teach self- 
management strategies can be of benefit to adolescents with FASD, though much 
additional research is needed in this area. Learning and adopting self-management 
strategies can help individuals with FASD to live more independently and thrive in their 
school, work, and home lives. 
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Learning Objectives: 

1. Learners will be able to identify edective behavioral strategies utilized to 
support academic engagement for our adolescent participant with FASD. 

2. Learners will be able to identify research and policy implications of this study as 
pertains to adolescents and adults with FASD more broadly. 

 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
The broader relevance of this work is that behavioral interventions that teach self- 
management strategies can be of benefit to adolescents with FASD, though much 
additional research is needed in this area in order to establish the generalizability of this 
approach. 
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What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

Our work prompts questions about whether such interventions can be helpful to older 
adolescents and adults. It also suggests the need for policy changes to support behavioral 
intervention with those with FASD and a need to scale up interventions such that they are 
more readily available to those who might benefit. 
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18 
Criminal/Civil Justice 

 

Juvenile Detention Clinic StaK Training Pilot Study: Screening for Fetal 
Alcohol Spectrum Disorders 
Poster Session 

Cassidy Boyd 

MPH, Manager of Popula@on Health at Rady Children’s Hospital-San Diego, San Diego, California 

Kenneth Lyons Jones 
MD, Medical Director of the MotherToBaby California Pregnancy Health Informa@on Line; Co-Director of the 
Center for BeXer Beginnings, San Diego, California 

Miguel del Campo 
MD, PhD, Professor of Clinical Pediatrics at the University of California, San Diego School of Medicine; 
Researcher at the Center for BeXer Beginnings, San Diego, California 

Jael Niebla 
RN, Health Services Administrator at San Diego County Youth Transi@on Campus and East Mesa Juvenile 
Deten@on Facility, San Diego, California 

Abstract: 

This study looks to address the urgent issue of adolescents with Fetal Alcohol Spectrum 
Disorder (FASD) going undiagnosed within the justice system. Adolescents with FASD 
often exhibit behaviors such as impulsiveness, aggressiveness, and poor judgment, 
contributing to an increased risk of incarceration. However, they may also become 
involved in criminal activities due to their tendency to be overly trusting and easily 
coerced. A formal diagnosis is crucial as it opens avenues for specialized resources and 
educational accommodations that can improve their trajectory within and outside the 
justice system. 

This study focuses on operationalizing FASD screening practices in a juvenile justice 
setting. The goal is to equip the workforce supporting these adolescents with practical 
tools to reduce recidivism. The study introduces a new self-paced training program, the 
Fetal Alcohol Screen Training (FAST), designed for the San Diego Probation Department 
clinic staff. The training prepares staff to use the Life History Screen (LHS) tool during the 
intake process for newly incarcerated teenagers. 

The LHS tool, an evidence-based screening tool, requires training to ensure proper use. 
The research design employed a quantitative pilot approach, utilizing a cross-sectional 
pre- and post-intervention FAST knowledge survey. Participants included all clinic staff 
from the East Mesa Juvenile Detention Facility (15 staff, 9 RN and 6 LVN). The 
measurement tools included a pre- and post-educational intervention knowledge survey 
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hosted on the REDCap platform and the LHS tool, which employs a manual scoring 
system. 

The results indicate an improvement in knowledge scores, by an average of 17.8% in all 
areas after the educational intervention, particularly in identifying physical indications of 
FASD (33.17% improvement). 47% of participants passed the pre-test and 69% passed 
the post-test. Statistical analysis suggests the need for further investigation with a larger 
study group (p value 0.1115, CI –0.264 - 2.397), as the observed changes were not 
statistically significant. There is a need for further exploration and emphasis on the 
importance of ongoing research to enhance screening practices and support for 
adolescents with FASD within the juvenile justice system. 

This pilot project builds upon the research that supports using the LHS tool to screen for 
FASD in adolescents by validating an accompanying self-paced training module to 
measurably increase understanding of the disorder and how to screen for it. This pilot 
project adds to the limited scholarly publications and understanding surrounding practical 
tools for FASD screening. 

Learning Objectives: 

1. Understand the need for practical FASD screening and training tools in probation. 

2. Appraise the Fetal Alcohol Screen Training (FAST) method of training for juvenile 
justice clinic stad to learn how to screen for FASD using the Life History Screen 
(LHS) at in-take. 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Creating a basis for a nationwide comprehensive screening for FASD among incarcerated 
adolescents has the potential to significantly impact both their sentencing and 
subsequent access to supportive therapeutics. By identifying individuals with FASD, the 
justice system can recognize the cognitive and behavioral challenges they may face, 
leading to more informed sentencing decisions that prioritize rehabilitation over 
punishment. Furthermore, connecting these adolescents with appropriate therapeutic 
interventions can address their specific needs, enhancing their chances of successful 
reintegration into society and reducing the likelihood of recidivism. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

This pilot project is just the start of meeting this need. Despite finding anecdotal score 
improvement between the pre-and post-intervention, further study with a larger sample 
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size is required to determine statistically significant improvement. With that, we could 
potentially see the outcome of implementing nationwide comprehensive screening for 
FASD among incarcerated teenagers. 
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19 
Diagnosis/Assessment 

 

Findings from Healthy Native Nation Family Support Project: integrated 
support for reservation-based Indigenous families of children (0-17) with 
FASD and other developmental disabilities 
Poster Session 

Annika Montag 

PhD, Department of Pediatrics, University of California San Diego, San Diego, CA. 

Rhonda Romero 

Southern California Tribal Health Clinic, CA 

Melina Munoz 
MEd, Southern California Tribal Health Clinic, CA 

Shandiin Armao 
BS, Southern California Tribal Health Clinic, CA 

Ami Admire 
BA, Southern California Tribal Health Clinic, CA 

Christina Chambers 
PhD MPH, Department of Pediatrics, University of California San Diego, San Diego, 

Abstract: 

Purpose: Developmental disabilities (DD), including fetal alcohol spectrum disorders 
(FASDs), present challenges for individuals affected, their families, and communities. 
Reservation-based Indigenous communities often experience different challenges and 
strengths compared to the general population. Context matters and culture is protective. 
Among Southern California American Indian communities, we created and feasibility 
tested a model of culturally congruent support. 

Methods: Under the guidance of our Community Advisory Board, using structured 
interviews (n=101 caregivers, n=>10 key informants), focus groups (n=11), and a 
community survey (n=305), we determined overall needs, resources, and priorities. An 
electronic medical record search among children (0-17yrs) served at the local clinic was 
conducted. Detailed health assessments for a subset of 25 families included child 
medical and neurobehavioral assessments, caregiver surveys including CBCL, child 
Adverse 
Childhood Experiences, child prenatal exposures, current substance use, and perceived 
stress, social support, and wellness. 
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Results: Using EMR we determined the prevalence of developmental disabilities and 
delays (DDDs) to be 29.8%. Caregivers indicated they are not accessing optimal services 
for their children and that they themselves have unmet needs. The PSS and MSPSS 
screens reflected moderate to severe stress in caregivers and moderate/high perceived 
social support. Barriers to care included limited local care options, distrust of services 
outside the reservations, fears that child will be harmed, transportation and childcare, 
and lack of culturally appropriate services and support. Caregivers’ desired services 
include education for families and professionals, local access to diagnostic services, 
treatment, and support, support groups, increased access to mental health services, 
Native advocates, culturally congruent childcare and respite, safe after-school and 
weekend space, learning interventions, and adolescent life skills courses and groups. 

Among 25 families of children 4-17 years of age (11.6±0.7 years; 46% female) with 
DDDs, caregivers were primarily biological parents (84%) but also grandparents (12%) 
and biologically linked foster parents (4%). Common initial child diagnoses or concerns, 
prior to realized referrals, included autism, ADHD, anxiety, learning disorders, and 
behavioral issues. At least 68% of children were at high risk for chronic health issues as 
indicated by high ACEs scores and 42% screened positive for anxiety using the SCARED 
instrument. 
Culture, tradition, and Indigenous knowledge were strong protective factors and 
opportunities for treatment and support. 

Implications: It is feasible to provide comprehensive, culturally congruent care to increase 
access and uptake of services, increase the wellbeing of child, caregiver, and family, and 
decrease stress. The HNNFSP model was acceptable and appreciated. 

References: Montag, A.C., Romero, R., Jensen, T., Goodblanket, A., Admire, A., Whitten, C., 
Calac, D., Akshoomoff, N., Sanchez, M., Zacarias, M. and Zellner, J.A., 2019. The 
prevalence of fetal alcohol spectrum disorders in an American Indian community. 
International journal of environmental research and public health, 16(12), p.2179. 

Learning Objectives: 

1. Describe how the reservation-based context may dider from a general 
population context 

2. Discuss challenges and strengths unique to Indigenous communities and the 
need for cultural congruence 

3. List at least three priorities of Indigenous caregivers participating in this study 
4. Review support techniques found to be helpful for adolescents 

5. Identify research findings that can be translated into health policy for Indigenous as 
well as non-Indigenous populations 
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What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
This work further supports that context matters and culture is protective among 
reservation-based Indigenous populations. Our findings may prove helpful in structuring 
healthcare delivery to families impacted by FASD and to individuals and caregivers 
looking for support. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

How might context and culture improve and strengthen the impact of existing evidence- 
based interventions? How might the dominant culture learn from Indigenous frameworks 
and approaches? How might diagnosis look different in different contexts? How are 
caregivers best connected to support each other (where transportation and distance are a 
problem, where childcare may not be available, in low resource environments, …)? How 
are health care professionals and providers best connected to each other and to families, 
individuals, and community services/support? Does the efficacy of community-based 
services improve with cultural congruence (e.g., culturally informed parenting, childcare 
and respite)? 
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20 
Program/Policy 

 

Recovering Mothers Anonymous: An International Resource for 
Recovery 
Poster Session 

Consider as another presentation type: Yes 

Julene Zizza 

MA, Special Educa@on and rehabilita@on, Co-facilitator Recovering Mothers Anonymous, Staffing 
Coordinator, English Teacher, Special Educa@on Teacher, Colorado Springs School District 11, Colorado Springs, 
CO. 

Abstract: 

Recovering Mothers Anonymous (RMA) is a fellowship of women, who are mothers, who 
share their experience, strength and hope with each other that they may find self- 
forgiveness and help other mothers to recover from having the lived experience of using 
alcohol or other harmful substance while pregnant. 

The only requirement for membership is a desire for healing through connections with 
other mothers. RMA is not allied with any sect, denomination, politics, organization or 
institution; does not wish to engage in any controversy, neither endorses nor opposes any 
causes. 

RMA recognizes that there is no exclusive path to recovery for all women; We share our 
experience, strength, hope, strategies, challenges, laughter, and tears with one another. We 
can be our true selves with a community of women who understand, know, and love us. 

RMA has but one purpose: To support women who have used during pregnancy on their 
recovery journey to live a life filled with hope, meaning, and purpose. 

We meet on Zoom every Wednesday at 7pm ET, USA. 

Learning Objectives: 

1) To improve and strengthen the lives of birth families 

2) To provide peer support for birth families 
3) To decrease the stigma, blame and shame that birth families may experience 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
To become a strong international network that will work to mentor birthing individuals who 
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are struggling with addiction or have used alcohol or other drugs while pregnant. Most 
members have a child or children with Fetal Alcohol Spectrum Disorders (FASD). Our 
mission is to increase understanding and support for birthing individuals and to 
strengthen recovery for individuals who drank during their pregnancies as well as to 
support their families. - Kathy Mitchell, Senior Vice President of Circle of hope and 
Recovering Mothers Anonymous. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

How can we grow the community resources for birthing individuals? Most community 
based support groups are composed by adoptive parents who demonstrate shame, 
blame, and anger toward the birthing individual. Recovering Mother Anonymous includes 
a) individuals in active treatment centers, b) individuals freshly re-introduced into the 
community, c) individuals with short term recovery and d) individuals with long term 
sobriety. We build healthy birth family systems for the individuals with an FASD. 
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21 
Practice Based Evidence 

 

The In Reach Program: Innovative FASD Services for Corrections StaK and 
Residents 
Poster Session 

Consider as another presentation type: Yes 

Angela Kemble 

Execu@ve Director, Willow Winds Support Network, Alberta 

Julie Nanson 

Execu@ve Director, Central Alberta FASD Network, Red Deer, Alberta 

Melissa Tremblay 
University of Alberta 

Abstract: 

Purpose: Given the general lack of Fetal Alcohol Spectrum Disorder (FASD) awareness 
and limited FASD supports in correctional settings, there is a critical need for improved 
access to FASD diagnostic assessments and FASD education in corrections facilities. Two 
Alberta FASD Networks (Willow Winds Support Network and Central FASD Network) have 
developed and implemented the In Reach project in Alberta, Canada, with aims to: 1. 
Provide training for corrections staff to increase their FASD knowledge and awareness; 2. 
Facilitate educational sessions for justice facility residents to increase their FASD 
knowledge and awareness; 3. Administer in-facility FASD assessments for residents; and 
4. Offer transitional mentorship for residents upon release. 

Methods: For the past four years, we have used a collaborative and participatory approach 
to research and evaluate the emerging outcomes of In Reach. Enacting multiple methods, 
we have collected qualitative data in the form of interviews with staff (n=8) and 
stakeholders (n=32), and feedback surveys from stakeholders (n=60). We engaged in 
data analysis using a qualitative descriptive approach. In addition, we collected 
quantitative data in the form of project statistics (e.g., numbers of educational sessions, 
staff trainings, FASD assessments, FASD informed release plans). 

Results: Across both FASD Networks, dozens of annual trainings were delivered to 
hundreds of staff; FASD assessments were initiated and completed in corrections 
facilities; and over 100 educational sessions were completed with approximately 1600 
residents. In addition, strong stakeholder relationships were fostered. The project is 
influencing transformative changes in residents and facilities through elevated FASD 
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awareness, knowledge, and connections, thus setting the stage for prevention of FASD and 
recidivism. 

Implications: There is a clear need for In Reach services based on the perspectives of 
stakeholders and research literature. Moreover, the potential long-term cost savings are 
substantial. Through this presentation, we will discuss key learnings related to delivering 
collaborative FASD assessment, education, and support in correction facilities, reflect on 
areas for project refinement, and share learnings for project replication and/or expansion. 

Learning Objectives: 

By the end of this session, attendees will (1) Be familiar with the In Reach project and the 
main facilitators of the project’s success; (2) Understand the main considerations 
important to delivering FASD assessments and education in corrections facilities; and (3) 
Reflect on areas of learning for project replication and/or expansion. 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
This work has strong relevance to multiple disciplines across the field of FASD. Clinical, 
educational, and front-line support staff will benefit from our learnings in terms of service 
delivery approaches and methods. Adolescents and adults with FASD are benefiting from 
our client-centered educational, assessment and diagnosis, and transitional mentorship 
services. Our hope is that, by sharing our learnings, the provision of FASD-informed 
services in the criminal legal system can continue to grow and evolve in line with emerging 
evidence. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 
What our research and evaluation has made clear, based on the perspectives of project 
stakeholders as well as the research literature, is that there exists an urgent need for 
FASD- informed services in the criminal legal system. Moreover, the potential long-term 
cost savings of supporting justice-involved people with FASD are substantial. Thus, the 
importance of this work has been established, and our research and evaluation 
demonstrates that In Reach work is being carried out in a way that is highly regarded and 
evidence-informed. We continue to explore how investment in the In Reach project can be 
immediate and continued over the long-term, and to engage in ongoing learning about 
ways that In Reach services can evolve based on stakeholder needs. 
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22 
Clinical 

 

Playful healing: Using a trauma informed play therapy in the mental health 
treatment of individuals with FASD 
Poster Session 

(Fatima) Natascha Lawrence 

MA, RCC, BCRPT, CO-Founder FASD Institute 

Abstract: 

Little practice nor evidence-based research explores mental health interventions for 
FASD, though research has indicated that between 60 to 97% of those who come to a 
clinic for an FASD diagnosis will have one or more mental health disorders (Fryer et al. 
2007; O’Connor et al., 2000; Walthall et al., 2008; Ware et al., 2013). Pei et al. (2011) 
even argue that 90% of individuals with FASD are estimated to experience mental health 
conditions including but not limited to depression, mood and anxiety disorders, 
addictions and suicidal ideation. It is unclear if there is a direct correlation between 
prenatal alcohol exposure and mental health conditions or if the high rate of diagnoses is 
a result of secondary disabilities. In 2018, Mela et al. developed the Psychotropic 
Medication Algorithm for FASD/Prenatal 
Alcohol Exposure. Before using the algorithm, it recommends “addressing the non- 
medication factors including social support, sleep, exercise and nutrition”. However, the 
algorithm does not identify which evidence-based psychosocial interventions are 
recommended because we do not have that information. That is why we must highlight 
practice-based interventions being used successfully with this population. 

Considering secondary disabilities, research has also indicated that individuals with FASD 
are more likely to experience ACEs, and the combination of PAE and a history of trauma is 
more damaging than trauma alone (Price et al., 2017). Despite this reality, there are 
limited studies that explore mental health interventions for the treatment of trauma for 
individuals with FASD. 

The Board of the Association for Play Therapy (APT) has written a statement that details the 
theory, rationale, and research supporting the facilitation of play therapy as an effective 
treatment for children with trauma, and numerous studies explore the benefit of play 
therapy for special populations, including Autism, ADHD, learning disabilities, and across 
the lifespan. 

This presentation will show research findings on the effectiveness of play therapy for 
trauma treatment. Clinical experience will highlight the successful use of play therapy 
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across the lifespan of individuals with FASD. 

This presentation is for mental health professionals, educators, frontline workers, 
caregivers, and individuals with FASD. Interventions presented can be used across 
multiple settings. 

When introducing play therapy interventions, accessibility and inclusivity are prerequisites. 
Clinical practice examples will be given about creating welcoming and safe environments 
for all populations. 

Learning Objectives: 

1. Discuss the relationship between prenatal alcohol exposure, trauma, and ACEs 

2. Summarize the research literature on the treatment of trauma, ACEs using play 
therapy methodology and interventions 

3. Identify the benefits of using play therapy as a treatment modality for individuals 
with FASD 

4. Discuss how to utilize play therapy techniques across various settings: in 
treatment, at school, at home, in the community and across the lifespan 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Play therapy is a treatment modality that is often only discussed for young clients, but is 
beneficial across the life span 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

My presentation will identify that there are currently no studies that explore using play 
therapy for individuals with FASD 
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23 
Stigma 

 

Overcoming Stigma: Navigating Systems as a caregiver and advocate 
Poster Session 

Consider as another presentation type: Yes 

(Fatima) Natascha Lawrence 

MA, RCC, BCRPT, Co-Founder FASD Institute 

Abstract: 

Stigma is a complex social process where society has a set of negative or unfair beliefs 
about a person or a group of people. Stigma plays a significant role in the experiences of 
people who have FASD and their families. Stigma is pervasive in all levels of society, 
particularly concerning alcohol and other drugs, and even more so in terms of FASD. 

These sentiments have significant implications on how communities view individuals 
with FASD and their caregivers, and these misconceptions can adversely affect their 
quality of life and their ability to access health-related services and resources (Green et 
al., 2016) and restrict the management of FASD across the lifespan (Bell et al., 2016). 
Stigma is often reported as the most significant barrier for individuals and their families 
in accessing services, leading to increased discrimination, isolation, and worsening of 
symptoms and disability (Sickle et al., 2014). 

This presentation will discuss the everyday experiences caregivers experience in navigating 
systems based on clinical experience, focus groups, and personal caregiver experience. 
This presentation will explore strategies to effectively battle prejudice and discrimination, 
advocate for your child's rights across the lifespan, and find allies for effective 
collaboration. 

Learning Objectives: 

1. Identify how individuals with FASD and their caregivers can face stigma when 
navigating systems. 

2. Summarize the current literature on FASD and stigma. 

3. Discuss how to challenge stigma, shift perspectives, and advocate effectively. 
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What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
Stigma is a significant obstacle to inclusive services for individuals with FASD and their 
families. This stigma often increases in adolescence and adulthood 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

There is a significant need for more education for professionals and advocacy broadly 
across systems, particularly in adolescence and adulthood.  Research has limited 
guidance to how to eliminate stigma for individuals with FASD or their caregivers. 
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24 
Research/Science 

 

Risk and Resilience Variants in the Retinoic Acid Network and 
Developmental Pathways Influence FASD Outcomes 
Poster Session 

Leo McKay 

The Department of Biochemistry & Medical Gene@cs, Rady Faculty of Health Sciences, University of 

Manitoba, and The Children’s Hospital Research Ins@tute of Manitoba. 

Songyan Liu 
The Department of Biochemistry & Medical Gene@cs, Rady Faculty of Health Sciences, University of 

Manitoba, and The Children’s Hospital Research Ins@tute of Manitoba. 

Berardino Petrelli 
The Department of Biochemistry & Medical Gene@cs, Rady Faculty of Health Sciences, University of 

Manitoba, and The Children’s Hospital Research Ins@tute of Manitoba. 

Molly Pind 

The Department of Biochemistry & Medical Gene@cs, Rady Faculty of Health Sciences, University of 

Manitoba, and The Children’s Hospital Research Ins@tute of Manitoba. 

Bresham Omar Malik 
The Department of Biochemistry & Medical Gene@cs, Rady Faculty of Health Sciences, University of 

Manitoba, and The Children’s Hospital Research Ins@tute of Manitoba. 

GeoVrey Hicks 
The Department of Biochemistry & Medical Gene@cs, Rady Faculty of Health Sciences, University of 

Manitoba, and The Children’s Hospital Research Ins@tute of Manitoba. 

Abstract: 
Purpose: Fetal Alcohol Spectrum Disorder (FASD) is the most common neurodevelopmental 
disorder in the world, affecting 1-5% of North Americans. A genetic component contributing to 
the risk of FASD outcomes is well established1; however, our understanding of specific genetic 
variants underlying FASD remains limited. We, and others, have established acute prenatal 
alcohol exposure (PAE) induces retinoic acid (RA) deficiency during early development and 
results in FASD-like phenotypes2–4. If PAE-induced RA deficiency is a major etiology of FASD, 
we hypothesize genetic variants in RA metabolism exist that could either enhance or reduce 
FASD outcomes following PAE. Thus, we predict that genetic variants in RA metabolism that 
increase the risk or resilience of FASD outcomes will be significantly enriched or reduced, 
respectively, in children diagnosed with FASD. Accordingly, this prediction could extend to 
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include genetic variants in RA-regulated developmental genes and in many rare 
neurodevelopmental disorders that involve RA signaling and share FASD comorbidities1. 

Methods: To test this hypothesis, variant analysis using a gene candidate approach of RA- 
metabolic and neurodevelopmental genes was completed on whole exome sequencing data 
of 23 FASD diagnosed individuals. Differences in statistically significant genetic variant 
allelic frequencies were determined for children diagnosed with FASD against the expected 
population frequencies represented in the Thousand Genomes database. Allelic frequencies 
of variants of interest were validated using Taqman qPCR. 

Results: We found that FASD individuals in our study are significantly enriched in 104 
candidate genetic variant allele frequencies (risk) and are significantly reduced in 39 genetic 
variant allele frequencies (resilience), compared to control frequencies. Risk alleles 
discovered in alcohol metabolism genes included 11 variants that are already associated 
with alcohol consumption, dependence and clearance rate. 24 variants altering enzymatic 
activity of RA metabolism genes, and 109 variants within RA-controlled developmental 
pathways also have significant differences in allele frequencies. Interestingly, 38 variants in 
the causative genes of neurodevelopmental disorders with shared phenotypes to FASD were 
also enriched in the FASD cohort, when compared to controls. 

Implications: This research is the first to associate genetic risk and resilience variants with 
the risk of FASD outcomes. Overall, this research is the first to identify these variants as 
associated with FASD and may help identify molecular mechanisms of PAE and new 
diagnostic tools. The findings demonstrate the importance of these genes in the 
mechanism of ethanol teratogenesis; and, moreover, may identify new biomarkers of the 
risk of FASD outcomes following acute PAE. 

References: 

1. McKay, L., Petrelli, B., Chudley, A. & Hicks, G. Genetics of FASD: 
Confounding Craniofacial and Neurodevelopmental Disorders. in Fetal Alcohol 
Spectrum Disorder. Advances in Research and Practice (2022). 

2. Yelin, R. et al. Ethanol exposure adects gene expression in the embryonic 
organizer and reduces retinoic acid levels. Dev. Biol. 279, 193–204 (2005). 

3. Marrs, J. A. et al. Zebrafish fetal alcohol syndrome model: Edects of ethanol 
are rescued by retinoic acid supplement. Alcohol 44, 707–715 (2010). 
4. Petrelli, B. et al. Genetically programmed retinoic acid deficiency during 
gastrulation phenocopies most known developmental defects due to acute prenatal 
alcohol exposure in FASD. Front. Cell Dev. Biol. 11, 1–17 (2023). 

Learning Objectives: 

1. Outline how prenatal alcohol exposure (PAE) reduces retinoic acid levels 
and signaling which results in PAE phenotypes 

2. Discuss how risk and resilience genetic variants in alcohol and retinol 
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metabolic and other retinoic acid-mediated developmental pathways 
influence FASD outcomes 

What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
The goal of our research is to further our understanding of the genetics of FASD and 
discover genetic biomarkers that influence PAE outcomes, specifically by identifying PAE 
resilience and risk alleles found within the RA signalling network. Once the identified 
alleles have been validated, mechanistic studies, using in vivo PAE-animal models will be 
conducted to clarify how they contribute to alcohol teratogenic effects. Our final aim is to 
use this information in conjunction with existing diagnostic criteria to enable an earlier, 
assured diagnosis of children with FASD. This will allow for early intervention that would 
significantly mitigate many secondary disabilities associated with FASD and thus have a 
profound impact on the life course trajectory of adolescents and adults with this disorder. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

Our research has provided additional evidence that PAE-induced RA deficiency is a major 
contributor to the etiology of FASD, as the new identified genetic variants are all regulated 
by RA-signaling. However, experiments are needed to validate the biological effect of these 
alleles during PAE with in vivo animal experiments. Future research therefore is planned to 
validate the effect of these alleles upon prenatally exposed alcohol animal models 
(Xenopus laevis and mice) which have been genetically modified to carry the identified 
genetic variants when compared to wild-type controls. 
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Can Dysmorphology Examinations at Midlife Detect Physical DiKerences 
Between Adults With and Without Prenatal Alcohol Exposure? 
Poster Session 

Susan Stoner 

PhD, Research Associate Professor of Psychiatry & Behavioral Sciences, Ann Streissguth PhD Professor of 
Fetal Alcohol Spectrum Disorders, University of Washington School of Medicine, SeaXle, WA. 

Emmy Smith-Stewart 
B.F.A., Research Coordinator, Department of Psychiatry and Behavioral Sciences, UW Medicine, SeaXle, WA. 

Margaret L. P. Adam 
M.D., Professor, Department of Pediatrics, UW Medicine; Center for Clinical and Transla@onal Research, 

SeaXle Children’s Hospital. 

Tamara S. Bodnar 
Ph.D., Assistant Professor, Department of Biological Sciences, University of Calgary, Calgary, AB. 

Charlis Raineki 
Ph.D., Assistant Professor, Department of Psychology, Brock University, St. Catharines, ON. 

Parker J. Holman 
Ph.D., Adjunct Professor, Department of Psychology, Brock University, St. Catharines, ON. 

Julie A. Kable 
Ph.D., Associate Professor, Department of Psychiatry and Behavioral Sciences, Associate Director, Emory 
Neurodevelopmental Exposure Clinic, Emory University School of Medicine, Atlanta, GA. 

Alexandra Perez 
Psy.D., Assistant Professor, Department of Psychiatry and Behavioral Sciences, Emory University School of 
Medicine, Atlanta, GA. 

Tim F. Oberlander 
M.D., FRCPC, Professor, Division of Developmental Pediatrics, Department of Pediatrics, Faculty of Medicine, 

University of Bri@sh Columbia; BC Children’s Hospital Research Ins@tute, Vancouver, BC. 

Christine Loock 
M.D., FRCPC, Associate Professor, Department of Pediatrics, Children’s & Women’s Health Center of British 

Columbia, Faculty of Medicine, University of Bri@sh Columbia, Vancouver, BC. 

Kenneth L. Jones 
M.D., Professor Emeritus, Department of Pediatrics, Division of Pediatric Dysmorphology-Teratology; Co- 
Director, Center for BeXer Beginnings, UC San Diego School of Medicine, San Diego, CA. 
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Miguel Del Campo 
M.D., Ph.D., Professor of Clinical Pediatrics, Medical Gene@cs and Genomics Residency Program Director, 
Department of Pediatrics, University of California, San Diego; Gene@cs Sec@on Chief, Rady Children's Hospital 
San Diego; San Diego, CA. 

Joanne Weinberg 
PhD, Professor Emerita, Department of Cellular & Physiolgocial Sciences, Faculty of Medicine, University of 

Bri@sh Columbia, Vancouver, BC. 

Claire D. Coles 
PhD, Director, Center for Maternal Substance Abuse and Child Development and Emory Neurobehavior and 
Exposure Clinic, Professor, Department of Psychiatry and Behavioral Sciences, Emory University School of 
Medicine, Atlanta, GA. 

Abstract: 

Background & Rationale: Dysmorphology examinations have established that fetal 
alcohol spectrum disorders (FASD) are associated with several characteristic physical 
features early in life. Cardinal features include relatively shorter palpebral fissures, 
smoother philtrum, and thinner vermilion border of the upper lip. As the aging process 
gradually changes many physical features, it is possible that differences in these 
features are attenuated over time. Thus, the purpose of this study was to determine whether 
the features that are characteristic of FASD in childhood continue to be so at midlife. 

Methods: Subjects (N=192) were recruited from two longitudinal cohorts in Seattle and 
Atlanta and from Vancouver, British Columbia. About two-thirds (n=132) had an FASD or 
previously documented prenatal alcohol exposure (PAE). A standard dysmorphology 
examination was conducted in person by expert dysmorphologists who were blinded to the 
subjects’ documented FASD or PAE status. One-sided t-tests were used to compare 
physical characteristics between those with and without PAE. 

Results: Subjects’ mean (SD) age was 35.6 (11.3). 56% were female. 18.2% were 
American Indian/Alaska Native/Indigenous/Aboriginal, 22.4% were Black/African 
American, 47.4% were White/Caucasian, and 10.4% were more than one race. 4.2% 
were Hispanic. 
Collapsing across gender, race, and ethnicity, we found significant differences according to 
PAE status in the following measures: occipito-frontal circumference, t(190)=2.212, 
p=.014; palpebral fissure lengths, ts(190)>3.10, ps=.001; hypoplastic midface, t(134.8)=- 
3.258, p=.001; anteverted nares, t(180.5)=-2.244, p=.013; philtrum lipometer, t(188)= 
3.702, p=.001; vermilion border lipometer, t(188)=-3.213, p=.001; camptodactyly, 
t(131.0)=-4.548, p=.001; and difficulty with pronation/supination of elbows, t(169.6)=- 
2.109, p=.018. 

Conclusions & Implications: Individual differences in physical characteristics according to 
PAE status continue to be observable at midlife in the three cardinal features of FASD, 
among other features. Dysmorphology examination could thus continue to be useful in the 
identification of FASD later in life. 
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Learning Objectives: 

1. Identify the three cardinal physical features of fetal alcohol spectrum disorders 

2. Describe physical features associated with prenatal alcohol exposure at midlife 
What do you believe to be the broader relevance to your work in the field and to adolescents 
and adults with FASD? 
It has been demonstrated that getting a diagnosis of FASD is beneficial to persons who are 
affected by prenatal alcohol exposure, yet an untold number of persons with FASD never 
receive a formal diagnosis. Current methods of identifying and diagnosing FASD have 
primarily established their reliability in childhood and adolescence. There is a significant 
need to establish reliable methods to identify and diagnose adults with FASD. 

What questions has your work identified or what else has arisen from your work that 
research may be able to answer? 

Our work explores physical, physiological, and psychological differences at midlife 
between those with and without histories of prenatal alcohol exposure. Our research can 
help to recognize the ongoing impact of prenatal alcohol exposure across the life course 
with the goal of maximizing the health and wellbeing of persons with FASD. 
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Adapting Proven Models: Supporting Youth with FASD Through Innovative Program 
Design 
Poster Session 

Luke Dumaran 

Luke Dumaran, LBA, Psychological Developmental Counselor, Au@sm Treatment Assistance Program, Nevada 
Department of Health and Human Services 

Abstract: 

In this presentation, we showcase two of Nevada's innovative programs aimed at supporting youth 
diagnosed with autism spectrum disorder (ASD). We explore how Nevada's Autism Treatment 
Assistance Program (ATAP), and Detention Alternative for Autistic Youth (DAAY) Court can be 
adapted to support youth with Fetal Alcohol Spectrum Disorder (FASD) and their families. We share 
practical insights and recommendations for professionals, caregivers, and policymakers on how to 
improve funding of support services for youth with FASD and reduce justice involvement and 
recidivism rates. The presentations highlight evidence-based approaches that have been 
successful in addressing the high cost of therapy for youth with neurodevelopmental disorders and 
how professional collaboration can reduce their involvement in the justice system. 

The Autism Treatment Assistance Program (ATAP) started in 2007 as a pilot program and was 
signed into law in 2011. The cost for autism services can be extremely high, even with insurance. 
ATAP provides temporary funding assistance for evidence-based treatments for children with ASD 
under the age of 20. Families also receive case management, special education advocacy, and 
service coordination. This helps to reduce the number of days waiting for services and promotes a 
better match with the service provider. 

Nevada’s Clark County 8th Judicial District Court launched the Detention Alternative for Autistic 
Youth (DAAY) Court in 2018 and in 2023, Nevada became the first state to recognize a diversionary 
court for autistic youth (SB 411). Many youth served in DAAY Court received little to no support 
services and are often undiagnosed or misdiagnosed. DAAY Court is focused on addressing gaps in 
access to appropriate services by youth with ASD to reduce recidivism in the juvenile justice 
system. The program helps families obtain an 
appropriate diagnosis, connects youth with appropriate intervention services and supports the 
whole family through education, respite, and other counseling services. DAAY Court is comprised of 
involves the cooperation of representatives from the prosecution, defense counsel, probation 
department, and community partners. 

We hope to inspire and encourage other State’s and jurisdictions to develop and improve on similar 
programs for youth with FASD and their families. 
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Learning Objectives: 

1) Demonstrate how Nevada's programs in disability services and juvenile justice can be 
adapted to edectively support youth with FASD, providing practical frameworks for 
implementation." 

2) Use research findings to inform ethical policy and decision-making and the development of 
integrated and collaborative approaches across systems. 

3) Why we must advocate for more universal screening to identify youth with or at-risk of a FASD 
in existing medical visits and within children services, like early intervention and child welfare 
systems. 

What do you believe to be the broader relevance to your work in the field and to adolescents and 
adults with FASD? 

The broader relevance of this work is to demonstrate the successful impact of Nevada's innovative 
autism programs and how they can be adapted to provide essential support to youth with FASD and 
their families. Given its effectiveness in reducing juvenile justice involvement for youth with ASD, 
the DAAY court model could be adapted to benefit youth with FASD who face similar challenges. 
These individuals are 30 times more likely to contact the criminal justice system, so diversion 
programs will play a key role in reducing recidivism and promoting healthy communities. After 
diagnosis, specialized service coordination can promote quicker access to appropriate supports for 
the individual and their care givers. 

What questions has your work identified or what else has arisen from your work that research may be 
able to answer? 

Our work identified gaps in knowledge and support services for individuals with FASD. 

How to increase knowledge of FASD outside of the medical profession and within local provider 
networks, schools, child welfare and government programs to reduce barriers to diagnosis and 
services? 
How to implement universal screenings that lead to increase early identification rates for those with 
FASD and reduce rates of misdiagnosis? 

How to design public programs and supports that address the whole person rather than their 
diagnosis? 

How to design public-private partnerships to fund Respite programs for care givers? 

How to develop education and/or vocational programs to address missing skills needed for 
independent living and to reduce substance abuse? 

Considering the lack of diagnosing specialist, can the field develop a diagnostic screener to be 
implemented by non-medical personnel that results in high-confidence provisional diagnosis so an 
individual may begin accessing support services while they waits for a neuropsychological 
evaluation and diagnosis? 
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Would having FASD as a separate disability category on an IEP promote better awareness, improve 
specialized program design, and reduce youth involvement in the justice system? 

When reviewing applications for regional center eligibility, is there evidence that suggests 
an individual’s adaptive scores taken as a youth vs as an adults can differ significantly? Should an 
applicant be ineligible for borderline scores if other evidence supports a FASD diagnosis? 

What are the financial costs to local governments for missed diagnosis at different stages of life 
(ie. early childhood, elementary, high school, etc.)? 
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The Integral Role of Social Workers… The urgent need to do things diKerently. 
Training for Social Workers and other practitioners who engage in front line 
assessment services. 
Poster Session 

Angela Geddes 

Angela Geddes Integra@ve Support and Wellness 

Abstract: 

Purpose: 

Can we be helpful to individuals and families even without an official diagnosis. Can we still guide 
people to a path of helpful and relevant supports in the absence of a diagnosis? Can we really build 
inclusive social service delivery systems? The Social Work training consists of 6 modules which cover the 
following: 

Introduction – why should we be concerned? What can Social Workers and other front line assessment 
clinicians do within our scope of practice to contribute to understanding and comprehensive multi-
disciplinary assessments? Understanding the role of Stigma, intergenerational trauma, mental health, 
addictions and intergenerational FASD and how can we support families in helpful and relevant ways 
focusing on family preservation? 

Overview of the Canadian Guidelines of Dx. 

Samples of a comprehensive Social Work/Assessment report and examples of how they can be so 
impactful. 

How can we augment what we already do to be better positioned to address the complexities in a good 
way? 

Case studies and examples to bring the learning home and to discuss and brainstorm together. Methods: 

We have completed many Social Work assessments and have helped people to understand the 
implications of the symptoms that are often associated with prenatal exposure to alcohol and other 
complex neurodevelopmental conditions. These assessments and the recommendations provided have 
been quite helpful even prior to the formal diagnosis. Additionally, although we have a small Social Work 
private practice, the feedback and evaluations we have received indicate that all our assessments have 
been able to provide individuals and families access to more of the support they needed, and most times 
for the first time ever. Also, we have not been wrong yet with our conclusion that further assessment 
services are required, and that prenatal alcohol exposure is quite likely linked to the symptoms that we 
are observing and hearing about. 
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The literature confirms an urgent need for Social Workers to play a more integral role in screening and 
assessment, and in the prevention of family disruption, and specifically by providing accurate information 
and relevant, customized, strength-based supports and services, we can help to prevent both the 
incidents and the impact of prenatal alcohol (and other substances) exposure. 

The pilot training session was offered live and on-line and was well received. We had 12 participants and 
they the program was evaluated following completion. 

Results: 

We have seen that Social Work assessments can be instrumental in assisting individuals, and 
families access the supports that they require that will help them to realize the outcomes that we 
all are hoping for. Social Workers and front-line practitioners indicate that training to improve 
screening and assessment services for complex mental health and learning difficulties often related 
to prenatal exposures have been ‘game-changing’. So far, 100% of participants have said they: 

- Have a better understanding of how stigma can be a barrier to accurate diagnosis and 
helpful supports. Feel more competent and confident in their ability to screen and identify 
people with complex neurodevelopmental conditions; who may be adected by PAE. 

- They would recommend this training to their other clinicians. 

Implications: 

Recent research confirms that very few of people who have been impacted by prenatal alcohol 
exposure have been adequately diagnosed. In fact, globally 2% of individuals who would qualify for 
an FASD know it. Training specific for social workers and front line practitioners who engage in 
assessment services can be game-changing and given the limited full multi-disciplinary 
assessment services that are available, we need to act now. ‘When we know better.. we can do 
better.” 

References: 
• http://www.canfasd.ca/wp- 
content/uploads/2013/02/Linking_diagnosis_and_prevention_building_the_next_generatio 
n_of_policy_responses_March_2011.pdf 

• http://www.fasdcenter.samhsa.gov/documents/eightmagickeys.pdf 

• https://www.saskfasdnetwork.ca/resources/networkresources 

• https://www.iriss.org.uk/resources/insights/social-work-and-fetal-alcohol-  
spectrum-disorders-fasd 

• Exploring the experiences of social workers in working with children suspected to have 
fetal alcohol spectrum disorders. 
https://journals.sagepub.com/doi/pdf/10.1177/03085759211011735 
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Learning Objectives: 

1. Participants will understand the urgent need to do things diderently to provide the kind of 
screening, assessment and direct support services that will lead to improved clarity and 
outcomes. 

2. Participants will be inspired to learn more and to be able to demonstrate the current 
landscape; the prevalence rates compared to other more readily acknowledged complex 
neurodevelopmental disorders, and why we need to build skills and system capacity to be able 
to reduce both the impact and the incidents of prenatal alcohol (substance) exposures 

3. Participants will understand that we need to build system capacity in terms of screening, 
assessment and prevention at the front-line level and Social Workers in particular have an integral 
role in terms of better addressing the overrepresented yet underdiagnosed population within child 
welfare, special education, mental health, justice and social welfare. 

What do you believe to be the broader relevance to your work in the field and to adolescents and 
adults with FASD? 
This session will help to demonstrate the need and the opportunities available to increase skills 
and capacity for Social Workers and assessment practitioners. Training and mentorship 
opportunities will allow practitioners to be better positioned to identify when the emotional, and 
behavioural difficulties that we are seeing in the people we support may be more to do with 
developmental trauma and prenatal exposures and not always solely related to parenting 
challenges, and adverse childhood experiences. We learn that FASD is an indiscriminate disorder 
and query the likelihood that FASD is found in all of our circles; both professional and personal. 
Participants will see the need to be better able to offer more comprehensive screening, 
identification, and support services while simultaneously targeting prevention. 
What questions has your work identified or what else has arisen from your work that research may be 
able to answer? 

We will highlight research and in particular the integral role of Social Workers including this article: 
Social Work and FASD Insight 68 – Iriss, UK 

Key messages from this article: 

· Given the prevalence, severity, and impact of FASD, there should be more Social Worker's 
competent and confident. 

· Social Workers can play a more positive role in prevention and identification. 

· Training allows for Social Workers to fulfill their potential in this role. 

Social Workers can be helpful even in the absence of a diagnosis which will increase the likelihood of 
fewer families being disrupted and a reduced need for foster and residential placements. The 
presentation will challenge the audience to look at how stigma and negative biases contributes to the 
invisibility of CND and in particular, FASD. We know that this lack of awareness interferes with accurate 
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diagnosis and helpful supports. Dr. Carl Bell found that approximately 50% of his patients in the mental 
health clinic actually qualified for an FASD dx when investigated further. He called it a hidden epidemic 
and in spite of our prevention efforts, more people are drinking alcohol during pregnancy than 10 years 
ago. We can do better. Alcohol use in our society will be explored, and we will highlight that FASD is an 
indiscriminate disorder and not reserved for people with serious mental health or addiction issues. 

· The stigma creates barriers to services and results in an even lower quality of life while 
increasing the likelihood of traumatic experiences, compounding issues including 
overrepresentation in child protection, justice, mental health agencies, special education, 
poverty supports and home and food insecurity and a variety of other poor outcomes. 

Holistic approaches to family support with considerations for intergenerational trauma and FASD will be 
examined. 

All people have the right to appropriate medical, mental health, education, occupation, and social 
supports. People who have been exposed to alcohol prenatally do fall within our job descriptions and 
the Ministry mandates across all sectors. 

There will be a 15-minute section for Q and A within this workshop. 
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Genetically programmed retinoic acid deficiency during 
gastrulation phenocopies most known developmental 
defects due to acute prenatal alcohol exposure in FASD  
Poster Session  
 
Berardino Petrelli  
Department of Biochemistry & Medical Genetics; Regenerative Medicine Program, Faculty of Medicine, University of 
Manitoba, Winnipeg, Canada.  
Molly Pind  
Department of Biochemistry & Medical Genetics; Regenerative Medicine Program, Faculty of Medicine, University of 
Manitoba, Winnipeg, Canada.  
Geoff Hicks  
Department of Biochemistry & Medical Genetics; Regenerative Medicine Program, Faculty of Medicine, University of 
Manitoba, Winnipeg, Canada.  
 
Abstract:  
Purpose: Fetal Alcohol Spectrum Disorder (FASD) arises from maternal consumption of alcohol during 
pregnancy affecting 2%–5% of the Western population. Our Xenopus laevis studies showed that alcohol 
exposure during early gastrulation reduces retinoic acid (RA) levels at this critical embryonic stage causing 
craniofacial malformations associated with FASD sentinel facial features. It is now understood that acute 
ethanol exposure overwhelms the aldehyde metabolic enzymes that would normally convert retinol (Vitamin 
A) to retinoic acid (RA). We hypothesize that PAE reduces RA levels during critical developmental stages in 
early gastrulation that drives the later craniofacial malformations associated with FASD sentinel facial 
features. A genetic mouse model that induces transient RA deficiency in the node during gastrulation is 
described.  
Method: To biochemically mimic the alcohol-induced RA deficiency at gastrulation, we genetically 
engineered a mouse expressing Cyp26A1 from the endogenous Goosecoid (Gsc) promoter. The Gsc promoter 
dictates spatial-temporal expression to the node during gastrulation. Cyp26A1 degrades endogenous RA in 
these cells, mimicking the reduced RA levels induced by acute alcohol exposure and dysregulating neural 
crest cells induction.  
Result: These mice recapitulate the phenotypes characteristic of prenatal alcohol exposure (PAE) suggesting 
a molecular etiology for the craniofacial malformations seen in children with FASD with sentinel facial 
features. Gsc+/Cyp26A1 mouse embryos have a reduced RA domain and expression in the developing 
frontonasal prominence region and delayed HoxA1 and HoxB1 expression at E8.5. These embryos also show 
aberrant neurofilament expression during cranial nerve formation at E10.5 and have significant FASD sentinel 
facial feature-like craniofacial phenotypes at E18.5. In adulthood, Gsc+/Cyp26A1 mice develop severe 
maxillary malocclusions. Furthermore, we show that Vitamin A supplementation during gestation rescues the 
craniofacial malformation phenotypes caused by PAE and associated with FASD sentinel facial features.  
Implications: Taken together, our data provides mammalian evidence that strongly supports PAE-induced 
retinoic acid deficiency during gastrulation as a major molecular etiology of craniofacial malformations 
associated with FASD sentinel facial features in children. Moreover, our model provides evidence that 
Vitamin A supplementation may significantly reduce or prevent FASD outcomes in children with PAE.  
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Learning Objectives:  

1. Participants will understand the molecular basis of how Prenatal Alcohol Exposure reduces retinoic acid 
levels during early gestation and how it results in craniofacial malformations later in development.  

2. Participants will recognize the craniofacial malformations found in our mouse model, and their 
significance to other PAE mouse models and clinical cases of FASD.  

3. Participants will recognize how Vitamin A supplementation during pregnancy prevents craniofacial 
malformations in mice and may prevent or reduced FASD outcomes in children.  

 
What do you believe to be the broader relevance to your work in the field and to adolescents and adults 
with FASD?  
I believe that my work in the field of FASD, specifically in the Vitamin A deficiency hypothesis has broad 
implications in the potential for Vitamin A as a micronutrient supplement may prevent or reduce FASD 
outcomes and significantly improve the life trajectories of adolescents and adults with FASD. Vitamin A 
supplementation (titrated appropriately, through clinical trialing) can be used prophylactically to rescue or 
prevent FASD, similarly to how folic acid supplementation is used to prevent spina bifida during pregnancy.  
 
What questions has your work identified or what else has arisen from your work that research may be 
able to answer?  
To that point, I believe my work has also shown the retinoic acid developmental pathway in a new light, 
specifically looking to determine which other gene pathways RA cross-talks with during development such as 
SHH and WNT. These gene pathways are also implicated in FASD as they regulate craniofacial and 
neurodevelopment in FASD and other craniofacial disorders and must be further studied.  
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