ALLIANCE FOR HEADACHE
DISORDERS ADVOCACY

April 10, 2025

The Honorable Donald J. Trump
President of the United States
The White House

1600 Pennsylvania Avenue, NW
Washington, D.C. 20500

The Honorable Robert F. Kennedy Jr.

Secretary

U.S. Department of Health and Human Services
200 Independence Avenue, SW

Washington, D.C. 20201

Dear President Trump and Secretary Kennedy,

On behalf of the undersigned organizations, we commend the Make America Healthy
Again Commission’s focus on chronic health conditions in children, a critical area that has long
been overlooked in public health policy. In alignment with the Commission’s mission, we urge a
focused examination of migraine and other headache disorders, which profoundly impact the
pediatric population and represent some of the most disabling and under-resourced chronic
conditions affecting children and adolescents.

The Alliance for Headache Disorders Advocacy (AHDA) is a national nonprofit umbrella
organization composed of 16 leading headache and migraine advocacy groups. We work
together to advance public policies and research investments for those Americans impacted by
headache disorders, a major neglected public health concern.

Pediatric Headache Disorders: A Silent Public Health Crisis

Headache disorders are among the most common chronic neurological conditions in
children and adolescents, yet they remain largely underdiagnosed, undertreated, and
under-researched. An estimated 14 million (17%) of American children and adolescents
experience headache disorders, including migraine, tension-type headache, cluster headache,
New Daily Persistent Headache (i.e., sudden onset unremitting headache), and post-traumatic



headache highlighting the urgent need for increased research and intervention.' 2 Migraine is a
childhood-onset disorder with an average age of onset between 8-9 years old with the peak of
incident cases of migraine being 10-14 years old.®> Moreover, childhood migraine can present with
unexpected symptoms, such as inconsolable crying in infants (infantile colic), or recurrent
abdominal pain without headache in early childhood.

Chronic Migraine in Children

Chronic migraine is the most prevalent disabling form of this disorder, including 15 days
with headache per month extending for more than three months. Nearly a million school-age
children and adolescents currently live with chronic migraine.

Children with chronic migraine may experience recurrent attacks of pain, sensory
disturbances, nausea, dizziness, and cognitive dysfunction, including impairments of memory,
concentration, and language.* They are twice as likely to be absent from school as their peers
without migraine®, and they are at risk for lower educational attainment and reduced future
workforce participation.® Persistent pain disrupts sleep and overall quality of life. Children with
severe headache disorders frequently report feelings of isolation, frustration, and depression as
they struggle to participate in school, social activities, and even routine family life. The
unpredictability of attacks and the lack of effective treatment options may lead to intractable
alterations in pain processing, long-term morbidity, and greater health care costs.”® After
puberty, migraine becomes 2-3 times more prevalent in women than in men. The high
prevalence and protracted course of the disease makes it the [first] most disabling condition
(measured in years lived with disability or YLD) in the world for women between the ages of
15-49 years old. Migraine is the second most disabling condition across all age groups and
genders.®

Moreover, chronic migraine often persists into adulthood and may become a lifelong
challenge with increased risk for profound despair and suicidality. 2 Migraine is the 7" leading
cause of years lived with disability in the US.™

Given the diverse spectrum of childhood headache disorders, we urge the Commission
to adopt a comprehensive approach to addressing pediatric headache disorders.

Risk of Chronification, Long-Term Disability and Mental Health Concerns
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Migraine and other headache disorders are leading contributors to chronic absenteeism
in schools, defined as missing 10% or more school days in a year." Children with migraine:

Are twice as likely to miss school compared to their peers.'
Experience impaired cognitive function, including difficulties with memory, concentration,
and language processing.™

e Face disruptions to their academic trajectory, increasing their risk of lower educational
attainment and future employment instability. '

e Youth with migraine experience lower quality of life scores.'

Children with frequent headache attacks are at a heightened risk of these conditions
persisting into adulthood, leading to significant disability, reduced workforce participation, and
increased healthcare costs. There are a reduced number of treatment options for children as
compared to the adult population and without adequate treatment and intervention, headache
disorders in children can worsen over time, resulting in permanent alterations in pain
processing, increased central sensitization, and greater long-term morbidity. "

Studies indicate that the overall prevalence of migraine is influenced approximately
equally by genetic and environmental factors, but the progression of monthly headache
frequency from episodic to chronic migraine (i.e. “chronification”), is almost entirely mediated by
non-genetic factors."” In other words, the experiences of children are the major causes of
chronic migraine and therefore opportunities must exist to intervene to prevent this disease.

Reported risk factors for migraine chronification include age', sex*and puberty, adverse
childhood experiences? (encompassing a spectrum from neglect to head trauma), and use of
pain-relieving medications 15 or more days per month, a condition termed rebound headache or
medication overuse headache. Approximately a million (3.5%) American adolescents
experience 15 or more headache days per month (including chronic migraine), and a quarter of
these adolescents have rebound headache.

Children and adolescents living with chronic headache disorders, including migraine,
experience profound mental and emotional distress due to the relentless nature of their pain.
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Unlike acute illnesses, which resolve with time, chronic headache disorders often persist for
years, if not a lifetime, creating a sense of hopelessness, isolation, and despair. Research
indicates that children with chronic migraine or frequent headache disorders are at a
significantly increased risk of suicidal ideation and suicide attempts.?" This risk increases with
chronicity and pain severity, underscoring the urgent need for better pain management
strategies and expanded treatment options for children.?

The impact of untreated or poorly managed chronic pain in children extends far beyond
physical suffering. Persistent pain disrupts sleep, cognitive function, social interactions, and
overall quality of life, leading to increased psychological distress. Children with severe
headache disorders frequently report feelings of isolation, frustration, and depression as they
struggle to participate in school, social activities, and even routine family life. The
unpredictability of attacks and the lack of effective treatment options further exacerbate this
distress.

Given these findings, it is critical that the Commission prioritize investment in pediatric
headache research, expanding both pharmacological and non-pharmacological treatment
options to reduce the burden of chronic pain in children. Without adequate intervention, these
disorders will continue to contribute to preventable suffering and increased suicide risk in young
people.

Call for Increased Investment and Policy Action

To address the significant burden of pediatric headache disorders, we urge the
Commission to:

1. Prioritize federal funding of translational research into pediatric migraine and
headache disorders.

a. InFY2023, only ~$4 million of NIH research was focused on pediatric migraine.?
Research is urgently needed to investigate genetic, hormonal, environmental,
medication-related, psychosocial, and neurobiological mechanisms underlying
the pathophysiology and chronification of headache disorders in children,
including menstrual migraine, a highly prevalent yet under-researched condition
requires focused studies on hormonal and non-hormonal treatment options. For
example, new NIH Funding Opportunities dedicated to these questions should be
issued within the NIH Helping End Addiction Long-Term (HEAL) Initiative.

2. Develop pediatric-specific clinical trials and treatment guidelines and prioritize the
funding of pre-clinical and clinical research directed toward discovery and
development of novel therapies.
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a. Current FDA-approved treatments are largely designed for adults, necessitating
new research into pediatric-specific medications, and the safety and dosing of
existing adult treatment options for the pediatric population.

3. Ensure inclusion of migraine in all future discussions on pediatric chronic
disease.

4. Expand research into, and access to, evidence-based non-pharmacological and
device-based treatments.

a. More research is needed into other non-pharmacological treatment options for
children including neuromodulation devices and behavioral therapies, alongside
improved insurance coverage for these treatment options.

5. Safeguard and reinforce statutory protections for students living and learning with
the impairments of headache disorders.

a. Despite these challenges, headache disorders are not explicitly included under
the Individuals with Disabilities Education Act (IDEA), which may leave children
without the educational accommodations they need due to school district
misinterpretations of the law.?* Encouragingly, the Department of Education
issued guidance affirming that students with migraine are entitled to Section 504
Plan accommodations and potentially under IDEA, a critical step in ensuring
educational opportunities and supports for children living with migraine.®
However, in light of recent legal challenges [Rs1]to Section 504, it is imperative to
safeguard and reinforce the rights of students living with headache disorders, and
to secure the support necessary for their educational success.

By taking these steps, we can improve educational outcomes, prevent lifelong disability,
and reduce the significant personal and economic burdens of these conditions.

The President’s Executive Order of February 13, 2025 calls for focused measures to
mitigate the crisis of childhood chronic diseases, particularly as these diseases may be
associated with the “over-reliance on medication”. Therefore, disabling childhood chronic
headache disorders, particularly including rebound headache, are indisputably within the
Commission’s ambit and we strongly urge the Commission to prioritize resources for these
diseases within the Make our Children Healthy Again Strategy.

We appreciate your leadership and stand ready to collaborate to advance the health and
well-being of children living with debilitating headache disorders. Given our extensive expertise
in this area, we respectfully request that AHDA be included in the Make America Healthy Again
Commission’s work and future discussions to ensure that migraine and headache disorders are
appropriately addressed within pediatric health policy.

With Appreciation,

Alliance for Headache Disorders Advocacy

Alliance for Women's Health and Prevention
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American Academy of Neurology
American Headache Society

Chronic Migraine Awareness, Inc.
Cyclic Vomiting Syndrome Association
Danielle Byron Henry Migraine Foundation
Headache Cooperative of the Pacific
Migraine at School

Miles for Migraine

MigraineNation

National Headache Foundation
NDPHaware, Inc

The Headache & Migraine Policy Forum

US Pain Foundation
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