I-ACC Public Comments — 7.23.26 Meeting

1. Lori Mcllwain and Dr. Caleb Hudgins, National Autism Safety Council (NASC)

Comment

Chair and members of the [-ACC, thank you for the opportunity to comment._x000B_ My
name is Lori Mcllwain. I'm the parent of a 26-year-old son with a long history of elopement,
a co-founder and former founding board member of the National Autism Association, and
founder and president of the National Autism Safety Council (NASC). I am joined in these
comments by Dr. Caleb Hudgins, NASC's Vice Chair. Together, we write on behalf of NASC.
For the past twenty years, [ have worked as an independent researcher and advocate on
autism elopement. I have studied thousands of cases spanning five decades, published three
studies on elopement-related fatalities with a fourth underway, consulted on state and
federal policy, and have developed national programs, including the Search Water First
campaign and Big Red Safety Box, its booklet, among many other resources. I began
collecting cases in the 2000s, originally to bring to Individualized Education Program
meetings at my son’s school in an effort to advocate for his safety following repeated
elopement incidents. Over time, this grew into a national dataset, which | maintain and
cross-check with federal collaborators. It was from this dataset that I first approached IACC
in early 2010 via a written statement. [ thank all IACC members, past and present, for their
direct and indirect work on this issue, including hosting a live DOJ panel, which was a
critical step in the passage of Kevin and Avonte's Law. The collective work over the last
sixteen years has led to research, tools, programs, education, initiatives, policy, and training,
forming the foundation for any and all work on this topic moving forward. Most of us have
seen or heard of at least one case where first responders credited training or awareness,
specifically around water risk, with safely recovering a missing person with autism. I believe
the fatality numbers we share with you today would be higher without that work. However,
even with these expanding resources, since June 1st, at least 24 individuals with autism
have died as the result of elopement, 21 from drowning. This includes multiple cases of
adults who left a group home or community outing. Among all 2026 elopement fatalities
with race reported, nearly four out of five involved a child or adult of color, suggesting a
unique and elevated risk for this population and potential gap in existing resources needed
to keep Black and Brown members of our autism community safe. A collaborative
commitment across organizations and agencies for targeted prevention strategies is needed
to help address this gap. Without addressing it directly, these fatalities will likely continue.
In April, IACC under HHS, delivered a presentation on the topic of autism elopement, and
from that, submitted a federal document referred to as Attachment D, which proposes safety
measures and policy objectives to address elopement related fatalities. However,
Attachment D does not acknowledge this racial disparity or recommend targeted prevention
strategies. HHS and other agencies are uniquely positioned to provide focused outreach,
support, and prevention resources. Future state and federal surveillance systems would also
benefit from more consistently collecting race data so this disparity can continue to be
monitored and addressed. Because Attachment D relied extensively on my surveillance
research, and referenced both me and NASC multiple times, | was surprised that neither |,
nor other subject matter experts from NASC, were asked to review it before publication.
When presentations and supporting documents are used to develop federal policy



recommendations, they should identify the authors responsible for all underlying research,
surveillance, and writings, not simply the organization through which that work was
published or presented. Doing so promotes transparency, allows committees to recognize
the appropriate subject-matter expertise, and helps ensure that future guidance is informed
by leading experts who have actively maintained and advanced this work. While NASC’s
current, and my past, research was the primary reference for this report, it is our opinion
that Attachment D does not accurately or adequately reflect the scale and scope of this
current crisis. The report, along with messaging on this topic from HHS, includes specific
errors and mischaracterizations of the research, provides certain recommendations that go
against the data, and leaves critical gaps unaddressed. In addition to adding language about
the disproportionate risk facing autistic children and adults of color, we offer the following
recommendations so that the final guidance is as accurate, complete, and useful as possible
for the autism community. Recommendation 1: Present surveillance statistics as a single
dataset, not separate sources. Both the April presentation and Attachment D cite NASC and
National Autism Association drowning statistics as though they are two separate sources
reaching the same conclusions. In reality, both originated from the same underlying
surveillance dataset that | developed and have maintained. [ now maintain this dataset
exclusively through NASC. Hence, NASC and National Autism Association are not separate
sources for this dataset. Likewise, the averages of seven and eight elopement fatalities per
month represent 2024 and 2025 findings, respectively, from that same dataset, not separate
national estimates. When these data are presented as differing estimates, and not as a
sequence (2024-2025), it obscures the potential increasing trend. Also, the recent HHS
public service announcement that referenced eight average drowning deaths per month
should also be corrected. The accurate figure is an average of eight autism elopement-
related fatalities per month, of which drowning accounts for the majority (over 80%), but
not all, fatalities. Recommendation 2: Incorporate the existing national Wireless
Emergency Alert (WEA) work already underway. While Attachment D suggests the need for
an improved alerting system, it does not recognize the national multidisciplinary working
group that has already completed extensive work in this area. This effort resulted in the
Autism Wireless Emergency Alert template, which was made available to jurisdictions in
June. This template was developed over the past year by recognized national experts in
Wireless Emergency Alerts, emergency communications, missing person response, missing
and exploited children, and autism elopement. Fatality surveillance data, operational review,
and WEA technical requirements were also considered while developing this tool. As such,
we recommend that this existing template should inform Attachment D rather than be
recreated through a redundant parallel process. For those unfamiliar with the term,
Wireless Emergency Alerts, or WEA, are automatic phone alerts, similar to AMBER Alerts
and severe weather warnings, that reach every wireless phone in a targeted area without
requiring an app or signup. Recommendation 3: For WEA language, avoid listing water and
traffic as equal co-hazards. In the current report’s recommendations for the WEA language
template, Attachment D currently presents water and traffic as equal co-hazards. The
surveillance data do not support equal weighting. Additionally, "High-risk traffic" is not
operationally defined, making it unclear what areas need to be prioritized. Roadways are
dangerous, but they also typically have drivers and bystanders already present who may
observe and assist an individual before a fatal outcome occurs. Traffic-related incidents also
often unfold within seconds, leaving little opportunity for a public alert to change the
outcome. Water environments, by contrast, frequently lack bystanders and offer a greater



opportunity for alert systems to lead to a successful rescue. Given the limited character
space available in Wireless Emergency Alerts, every word should reinforce the action most
likely to save a life: searching nearby water first. As it stands, across the complete
surveillance dataset spanning more than five decades of cases, approximately 82 percent of
known elopement fatalities resulted from drowning, while vehicular fatalities account for
only 12 percent making a drowning fatality nearly 7 times more likely than a vehicular
fatality. Recommendation 4: Strengthen surveillance while preserving existing expertise. A
surveillance snapshot alone does not produce the depth of understanding this issue
requires. Expertise comes from years of memory of idiosyncratic circumstances from
individual cases, pattern recognition, repeated analysis, and institutional knowledge which
only comes through long-term surveillance and study. As an example, one isolated report
noting that a parent was unloading the car may seem insignificant on its own, and hence not
systematically collected in standardized surveillance data. Though, seeing that same
circumstance recur across additional past cases reveals a potential preventable pattern that
can be communicated directly to families. Any future surveillance system should build upon
the existing body of work while expanding standardized reporting nationwide, including
models such as Florida's diagnosis-inclusive child fatality reporting system. Surveillance
should also explicitly include individuals awaiting diagnosis, young siblings of autistic
children, and autistic adults in group homes, day programs, residential schools, and other
high-sensory settings, where elopement risk persists but remains underrepresented.
Recommendation 5: Update registries, emergency profiles, emergency dispatcher protocols,
and clinical guidance to reflect the evidence. Many existing registries, emergency profile
forms, and dispatcher protocols ask caregivers to identify favorite places or preferred
destinations. For children with autism, surveillance data consistently demonstrates that
nearby water should remain the immediate search priority regardless of reported
attractions, preferences, or aversions to water. Tools, guidance, and dispatcher protocols
should therefore be revised to direct callers, communities, and responders to immediately
search nearby water by default when a child with autism is missing. NASC has also been
working to develop a standardized clinical autism elopement risk screening tool grounded
in this surveillance data, and we welcome the committee's participation and support as that
work progresses. Recommendation 6: Build upon existing national initiatives through
earlier expert collaboration. Those with longstanding, documented, and demonstrated
expertise on the various aspects of autism elopement should be engaged early in the
development and review of federal guidance. Likewise, NASC’s national working group is
currently developing a standardized school emergency response plan following multiple
school-related fatalities and serious injuries in 2025. This work, along with the Wireless
Emergency Alert initiative, dispatcher training, and clinical risk assessment tool, among
other initiatives, should inform future federal guidance rather than proceed on separate
tracks. Thank you for your continued commitment to improving safety for autistic
individuals and their families. We hope the committee will take this opportunity to ensure
any federal recommendations reflect the strongest available evidence and expertise so that
additional oversights, gaps, and errors do not occur._x000B_x000B_ Thank you, Lori
Mcllwain Founder and President National Autism Safety Council _x000B_Dr. Caleb Hudgins
Vice-Chair National Autism Safety Council.



2. Wensheng Li

Comment

As a parent, science communicator, and autism advocate, [ am so thankful the commitment
of this committee to science. I sincerely hope the committee will make the following projects
a top priority 1. Build a trusted hub for evidence-based autism science
communication. Autism interventions based on pseudoscience not only strains familial and
social resources, but could cost lives. In 2025, a 5-year child died from Hyperbaric Oxygen
Therapy in Michigan. In China, the body of an 8-year boy was found in a mountainy area
when receiving interventions based on pseudoscience. It is extremely important to
educate parents about evidence-based interventions for their loved ones. For the past
decade, I have been promoting autism science within the Chinese-speaking community by
writing articles and debunking pseudoscience in this field. And in 2024, China’s Huaxia
Publishing House compiled ten years of my writings into a book titled This is Autism: the
Science, the Data, and the Rumors. When working on my book, I have been reading research
papers, as well as reports from open resources including CDC and the website of
spectrumnews.org (now the transmitter) from Simons Foundation. However, in the last
couple of years, the CDC's authority has been complicated by public trust challenges, and the
Transmitter is more for the research community, not families and general public. It is urgent
to establish a new trusted hub dedicated to autism science communication for parents and
general public. 2. Continue the efforts to classify autism into sub-groups. Over the past
few decades, the autism community has become so deeply divided that it has reached a
point of hurting each other. This is mainly due to the different perspectives from different
groups. It is essential to sub-group the broad autism spectrum disorder and allocate
different resources to meet the needs of different groups. Sub-grouping is also important for
autism research. For example, metabolomics has been employed to identify biomarkers for
autism diagnosis, but has made very limited progress. Metabolomics is a powerful tool to
distinguish distinct phenotypes—a component that is lacking in current autism research.
We are glad to see progress has been made. In 2025, a research team led by Olga
Troyanskaya, a computer science professor at Princeton University, used artificial
intelligence methods to classify autism into four types based on behavioral and genetic data.
And just this past June, Alison Singer of the Autism Science Foundation and her
collaborators reached a degree of consensus on the defining characteristics of profound
autism. But the efforts should be continued to ensure that no individual is left behind in
both research and public service. 3.  Unite Autism Advocacy and Autism Science I went to
Capitol Hill to advocate for the Autism CARES Act, which was a very rewarding experience.
However, | am also worried that all the efforts to fight for the budget might be used for
interventions and therapies with very limited scientific evidence. I hope the IACC can unite
most autism advocacy groups to advocate for autism and autism science together instead of
separating them.



3. Dave Justus

Comment

Good afternoon, and thank you to the committee for the opportunity to speak. My name is
Dave Justus. I'm the father of a 17 year old son with profound autism and Fragile X, and I'm
also the founder and CEO of NeuroQure. Like many parents in this community, my family’s
journey with autism began with uncertainty. We spent years searching for a diagnosis, and
we were not alone in this diagnostic odyssey. Most autism evaluations rely on observed
behavior, which often cannot be reliably assessed until a child is 18 months old or more.
This means families often spend years waiting for clarity, like we did. We know that
evidence-based early interventions can change life trajectories, yet the average age of
diagnosis and commencement of therapies across our nation has stubbornly remained way
to high, way too late. For decades, families and clinicians have hoped and searched for
scientific tools and biologic markers that could identify autism risk earlier, before behavioral
assessments are possible. Today [ want to share a scientific development that contributes to
that goal. Researchers at UC Irvine identified a measurable biological marker related to
calcium signaling in skin cells that correlates with autism risk; and is present at birth. At
NeuroQure, we are working to translate this research into something that can help families
and clinicians access earlier insight into a child’s autism risk, with ASD Insight™. I've linked
here both the peer reviewed scientific literature on ASD Insight and a video explainer
prepared by our cofounder and Chief Scientist, Doctor Jay Gargus, who is the principal
inventor. e 5-minute science overview (Dr. Jay Gargus): ASD Insight™ Explained e Key
publications underpinning the biology: Intracellular calcium dysregulation in autism
spectrum disorder: An analysis of converging organelle signaling pathways - PubMed e
High-throughput screen detects calcium signaling dysfunction in typical sporadic autism
spectrum disorder - PubMed e Shared functional defect in IP;R-mediated calcium signaling
in diverse monogenic autism syndromes - PubMed As the committee continues its work on
the Strategic Plan for Autism Research under the Autism CARES Act, I respectfully
encourage the IACC to consider the crucial role that biology-based markers and early risk
detection may play in the future of autism research and intervention. Continued progress in
this area could expand the tools available to clinicians and provide families with earlier
insights as they navigate their child’s developmental journey. Thank you for your time and
for the work this committee does on behalf of individuals with autism and their families.



4. Emmet McManus

Comment

Dear [-ACC committee, ~Developmental Origins of Health and Disease. | am writing to ask
that you consider or advise me on, the possibility that some complex traits (INCLUDING
AUTISM) may be influenced by a certain unconsidered epigenetic mechanism operating at
conception; that is, the laterality of gamete origin, and their combinations. Understanding '1
of 4' (LL;LR;RL;RR) gamete pairings takes place, NO EVIDENCE exists explaining whether
there are any detectable compatibility differences between each of the 4 nor whether there
could be any potential ramifications, depending on which 1 of the 4 combinations
establishes. This astounds me, leaving me compelled to ask 'Is this 'science’ that needs to be
considered deeper?' As you well know, advancing discovery requires investigation and
validation, and it begins by asking challenging questions, such as above. One can't help but
wonder: could there be a connection regarding what impact these combinations of lateral
gametes could have on aspects of human development. Perhaps none, but also perhaps
something reliable and consequential. However, I can find NO EVIDENCE that any scientist
has yet looked at this pretty simple question. This invites other associated questions such
as: Can an experiment be designed to test this hypothesis? / Are you, or is anyone,
interested in exploring this possibility? / What means are available or what resources would
be required to help 'kick-start' an experiment to test the hypothesis that lateral origin of
gametes, and their combinations, can have some impact on the epigenetic profile of
resulting cells, and traits in an organism? Essentially, this is an appeal for scientific review
and to engage in meaningful discussion. Thank you for your consideration and I welcome
your advice or any comments, Emmet McManus.



5. Shari Bailey

Comment

Thank you for the opportunity to provide public comment regarding the important work of
the IACC and its continued commitment to improving the lives of individuals with autism
and their families. I respectfully urge the Committee to prioritize elopement and wandering
as a national public health and public safety issue within its strategic discussions and future
research agenda. As the founder of The LEAD Act (Laila’s Elopement Awareness and
Dissemination Act), my advocacy is deeply personal. My daughter, Laila, lives with a rare
syndrome, has autism, and is nonverbal. After experiencing a frightening elopement
incident, I quickly realized that our family's experience was not unique. Thousands of
families across the country live every day with the fear that a loved one may wander from
safety, often with tragic consequences. Elopement is one of the most significant yet under-
addressed safety challenges affecting the autism community. Research has shown that
nearly half of children with autism have attempted to elope, and drowning remains one of
the leading causes of death following an elopement event. These incidents also place
tremendous demands on first responders, schools, healthcare providers, and caregivers
while creating lasting emotional and financial impacts on families. The LEAD Act was
developed as a comprehensive, bipartisan framework to address these challenges through
three core pillars: Access, Coordination, and Training. Maryland has already enacted
portions of the LEAD Act legislation that expands access to resources, improves public
safety training, strengthens emergency response, and recognizes that wandering is not
solely an autism issue but a lifespan issue affecting individuals with autism, intellectual and
developmental disabilities, Alzheimer's disease, dementia, and other cognitive disabilities.
This broader perspective is especially important. Through our partnership with AARP
Maryland, we have worked to elevate wandering and elopement as a shared public safety
concern across generations. While the underlying conditions may differ, families often
experience the same fear, uncertainty, and urgent need for coordinated community
responses when a loved one goes missing. The work of the IACC has the opportunity to
influence meaningful national change. By elevating elopement as a research, policy, and
public safety priority, the Committee can help reduce preventable tragedies while improving
outcomes for individuals with autism and their families. I would be honored to meet with
the Committee in person to discuss the LEAD Act, the collaborative framework we have
developed, and opportunities to build upon this model at the national level. I believe the
lessons learned through our legislative efforts can help inform future federal research,
policy, and cross-agency collaboration.



