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LHON and Migraine Collective

Many individuals with an LHON mutation, with or without vision loss, experience migraine.

What is a migraine?

“A migraine is a headache that can cause severe throbbing pain or a pulsing sensation, usually on one
side of the head. It's often accompanied by nausea, vomiting, and extreme sensitivity to light and
sound. Migraine attacks can last for hours to days, and the pain can be so severe that it interferes with
your daily activities.”"

What does the research say?

While a connection between carrying an LHON mutation and experiencing migraine and its
associated symptoms has not been fully proven, a very high percentage of those with an LHON
mutation — affected and unaffected — experience migraine. LHON is a mitochondrial disease, and
some research indicates there is a connection between mitochondrial disease and migraine.2,® More
research is needed to explore the relationship between mitochondrial disease and migraine and, more
specifically, LHON and migraine.

What types of care are available?

Your existing medical care providers may be a helpful resource to discuss your symptoms and
potential treatments. Additional specialists to consider include:

Mitochondrial Disease Specialists

Medical care specialists who provide coordinated, multidisciplinary care for patients with
mitochondrial disease have experience that may be helpful.

Find one near you by searching the Mitochondrial Care Network: www.mitonetwork.org

Headache or Migraine Specialists

There are doctors who specialize in treating various types of headaches, including and sometimes
exclusively migraine.


https://www.mitonetwork.org/

Find one near you by searching the American Migraine Foundation's “Find a Doctor” tool:
www.americanmigrainefoundation.org

When discussing migraine with your medical care providers, it can be helpful to remind them that
LHON is a mitochondrial disease, especially if you have not experienced vision loss, but do, or are
likely to, carry an LHON mutation. It may help to connect the dots with the symptoms you are
experiencing. Becoming educated on both LHON and mitochondrial disease can be an important
step in ensuring that you receive the best medical care.

“You have a legitimate, inherited, neurological disease” says Dr. Matthew Robbins in his presentation
“Migraine Long Haulers: Lasting Effects” at the 2022 Migraine World Summit.

What treatments are available?

There are several prescription drug, non-prescription drug, and non-drug options that are available to
prevent and/ or treat migraine. In recent years, new treatments have emerged that use different
pathways in the body to prevent or treat migraine. Some research suggests a potential benefit of
taking Riboflavin (Vitamin B2) for its preventive effects.* Ask about all available treatments when
meeting with your medical care providers.

Additional Resources

American Migraine Foundation

LHON & Migraine video

Migraine World Summit

Mitochondrial Care Network

Diagnosis and management of migraine in ten steps
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This document should be considered general information only and should not be considered medical
guidance or professional advice. Always direct any questions concerning your personal health to your
doctor or another appropriate health care professional. December 2025
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