AL

Autism Intervention Research
Network on Physical Health

AIR-P LEND Seminar Series

GENETICS RESEARCH NODE



JULIAN A. MARTINEZ,
MD, PHD

Associate Professor,
Human Genetics,
Pediatrics and
Psychiatry, UCLA

ZACHARY J. WILLIAMS
AUTISTIC SELF-ADVOCATE

MD/PhD Candidate,
Neuroscience and Hearing &
Speech Sciences, Vanderbilt
University School of Medicine



FELICIA WILLIAMS

NC LEND graduate,
Certified Community
Health Worker and
Educator; Connection and
Resource Specialist for the
Autism Society of NC

GABRIEL DICHTER
Professor, UNC-Chapel Hill
Psychiatry and Carolina
Institute For

Developmental Disabilities;
NC LEND faculty



Learning Objectives

1) Understand why genetic testing for autistic
individuals and their families is important.

2) Understand the importance of taking a lifespan
approach when considering genetic testing for autistic
individuals.
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3) Understand important ethical considerations related
to genetic testing for autistic individuals.
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Genetics Research Node:
General Overview
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Topic 1: Diagnostic journey barriers to genetic testing
access (costs, knowledge about options, etc.).
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Topic 2: Types of genetic testing and their clinical utility in
medical practice.
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Topic 3: General population literacy awareness about genetic
risk and clinical knowledge and genetic counseling gap for

medical providers (e.g., informed consent, interpretation, risks
and limitations of genetic testing).
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Topic 4: Broad implementation and ethical implications of
genetic testing (vulnerable populations, stigmatization, privacy
and confidentiality, family issues, obligation to disclose,
premature marketing, reliable interpretation).
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Genetics Research Node:
Gaps in the Research



AR

Autism Intervention Research
Network on Physical Health

Topic 1: What proportion of autistic people find answers from
genetic tests? Which specific demographic or clinical factors
(e.g., sex, age of diagnosis, "simplex" vs. "multiplex" autism, ID
status, dysmorphology, co-occurring conditions, etc.) best
predict a high likelihood of a positive genetic result?
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Topic 2: What is the clinical utility, measurable benefit, and
impact of positive genetic tests on clinical care (psychological,
plan and cost of care, early diagnosis, prognosis)? Based on
these benefits, how "cost-effective" are these tests when
applied at a population level?
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Topic 3: What interventions can improve family history self-
knowledge, natural history and phenotypic spectrum of rare

conditions that present with neurodevelopmental differences,
and access to underserved populations?
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Topic 4: Can practice guidelines be developed that
ensure ethical research and clinical use
and implementation of genetic data analysis?
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Genetics Research Node:
Panel Discussion



AR

Autism Intervention Research
Network on Physical Health

Topic 1: Parent vs provider vs personal perspectives on
genetic testing.
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Topic 2: Should every family with an autistic child (or
adult) be offered genetic testing?
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Topic 3: What are the ethical concerns associated with
genetic data and what can be done to address them?




Al

Autism Intervention Research
Network on Physical Health

Topic 4: How can we improve access to genetic
testing?
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Connect with folks from this seminar!

Dr. Julian A. Martinez: JulianMartinez@mednet.ucla.edu

Zachary Williams: zachary.j.williams@vanderbilt.edu %% @auvantesychiatry

Felicia Williams: feliciasellerswilliams@outlook.com

Dr. Gabriel Dichter: dichter@med.unc.edu
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Follow AIR-P on social media!
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0 @AIRPnetwork Facebook.com/AIRPNetwork

@AIRPNetwork https://twitter.com/AIRPNetwork

AIR-P Network youtube.com/channel/UCISPq zFHftl-q4AWFQ6s1rg

.cfm?id=1209

Website

airpnetwork.ucla.edu

O Subscribe to our mailing list https://www.aucd.org/template/page
718\
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This project is supported by the health resources and services administration (HRSA) of the U.S. Department of
health and human services (HHS) under the autism intervention research network on physical health (AIR-P) grant,
UT2M(C39440. The information, content and/or conclusions are those of the authors and should not be construed as
the official position or policy of, nor should any endorsements be inferred by HRSA, HHS or the U.S. Government.

The structure, instructions, and accessibility guidelines of this AIR-P LEND Seminar Series were developed in part
based on existing processes and content used to develop the PacWest ITAC LEND Learning Modules.
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