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The Jack McGovern Coats’ Disease Foundation was founded in 
2006 by the parents of Jack McGovern as a promise to their 
11-year-old son, Jack, that they would never rest until there 
was a cure for Coats’ Disease. 

We are the only Foundation dedicated solely to Coats' 
Disease. Our Mission is to raise funds to support research, 
raise awareness, expand patient resources, and offer all 
Coats’ Disease patients hope and improvements as they wage 
a lifelong battle against Coats’ Disease and blindness.

All our efforts are focused on: 

 Raising Awareness

 Funding Research

 Building Patient Resources

Who We Are

www.coatsdiseasefoundation.org

Coats’ Disease is a rare disorder characterized by 
abnormal development of the blood vessels in the 
retina. In Coats’ Disease, the blood-rich retinal 
capillaries leak fluid into the back of the eye. The 
leakage causes the retina to swell and may lead to 
partial or complete retinal detachment, which can 
cause vision loss or the loss of an eye. Coats’ Disease 
primarily afflicts children.

There is no cure. Coats’ Disease is a lifelong disease.



Foundation Leadership

www.coatsdiseasefoundation.org

Thirteen Directors Provide Diverse Expertise and Experiences:

• Four Founding Members

• Six Coats’ Disease Family Members 

• Two Coats’ Disease Patients

• Two Researchers

• One Pediatric Retina Specialist Who Chairs 
the Scientific Advisory Board

Board of Directors
Negar Souza – Chair
Jack McGovern – Vice Chair
Joe Vollert – Immediate Past Chair 
Ed McGovern - Co-Founder
Tina McGovern - Co-Founder
Russell H. Miller, J.D., Ph.D. – Secretary & General Counsel
Joseph Galligan, CPA – Treasurer
John Bruno – Sgt. At Arms
Mary Elizabeth Hartnett, MD – SAB Chair & Board Liaison
Gary Brickley
Jack McGovern
Lisa Richardson
Carol Rossi
Alison Comer

Scientific Advisory Board
Mary Elizabeth Hartnett, MD - Director of Pediatric Retina, University of Utah
Michael Jumper, MD - West Coast Retina
Thomas Lee, MD – Director of The Vision Center at Children’s Hospital Los Angeles
Franco Recchia, MD – Tennessee Retina
Lejla Vajzovic, MD – Assistant Professor, Duke University Dept. of Ophthalmology 
Sherri Van Everen, PharmD – VP of Ophthalmology Clinical Development, REGENXBIO, Inc.

Foundation Staff
Deborah J Marron, Ed.D.
Executive Director

Sarah Kopac
Community Engagement Manager



Coats’ Disease Facts

www.coatsdiseasefoundation.org

Coats’ Disease is a rare disorder characterized by abnormal development of the 
blood vessels in the retina. The retina is tissue lining the back of the eye that 
transmits light images to the brain and allows a person to see. In Coats’ Disease, 
the blood-rich retinal capillaries leak fluid into the back of the eye. The leakage 
causes the retina to swell and may lead to partial or complete retinal 
detachment which can cause vision loss or the loss of an eye. 

Coats’ Disease is almost always unilateral (impacting only one eye); in rare 
instances, both eyes may be affected but the symptoms are typically more 
severe in one eye. Coats’ Disease was described in 1908 by Dr. George Coats. The 
specific cause of Coats’ Disease is not known. It is not hereditary, and no genetic 
marker has been identified yet. There is currently no cure. In the U.S., a rare 
disease is any disease or disorder affecting fewer than 200,000 people in the 
United States. 

Coats’ Disease primarily afflicts children; two-thirds of patients are diagnosed 
before the age of 17. The average age at diagnosis is 8-16 years, although the 
disease has been diagnosed in patients as young as four months. Approximately 
one-third of patients are 30 years or older before symptoms begin. Coats’ Disease 
is seen predominately in males (75%).



Our Impact

www.coatsdiseasefoundation.org

Since 2006, we have been laser-focused on the mission and goals 
we established for the Jack McGovern Coats’ Disease Foundation. 
Some of our recent successes include: 

• Offering Research grants specific to Coats’ Disease and other retinal 
diseases which may lead to a cure or improve treatments and 
understanding of the pathophysiology for Coats’ Disease. We support 
clinical and basic research. 

• Partnering with the University of Minnesota Twin Cities and Duke 
University to expand research to focus on a potentially pathologic 
signaling pathway involved in a related condition, FEVR [familial 
exudative vitreoretinopathy], and similar in interest to previous 
research projects with Genentech and using optical coherence 
tomography imaging in Coats’ Disease. 

• Patient Registry, an international patient database for researchers to 
access. We now have data for patients from nearly 40 countries in the 
patient registry!

• Awarding Education Grants for junior Fellows to attend important  
conferences including the American Academy of Ophthalmology, 
Advances in Pediatric Retina, ARVO, Retina Society, Macula Society so 
they can learn more about cutting-edge research and treatments for 
Coats’ Disease. By supporting these researchers, we are creating a 
cadre of motivated scientists who are now focusing on Coats’ Disease.

• Establishing a team of parents and patients across the country who 
are raising awareness and funds in their communities and supporting 
other newly diagnosed patients and their families. At their 
suggestion, we now send information packets to new patients and 
parents and created a private contact directory for parents and 
patients to connect with each other directly.

• Continuing to expand patient resources such as the Doctor Directory 
which now contains over 100 doctors from 14 countries. It is the only 
resource that is dedicated to helping patients and their families 
locate qualified retina specialists around the world who treat Coats’ 
Disease.

For a more complete list of our accomplishments, please visit: 
https://coatsdiseasefoundation.org/research/our-impact/ 

https://coatsdiseasefoundation.org/research/our-impact/


The Faces of Coats’ Disease

For more stories of Coats’ 
Disease patients, please 
visit our website at 
https://coatsdiseasefound
ation.org/testimonials/

 

https://coatsdiseasefoundation.org/testimonials/
https://coatsdiseasefoundation.org/testimonials/


Financial Responsibility

www.coatsdiseasefoundation.org

The Jack McGovern Coats’ Disease Foundation is the LEADER in advancing 
research into Coats’ Disease. We are an organization with lean operating 
costs, so contributions make a direct impact.

In 2022, 94 cents out of every dollar spent went directly to support our 
mission and goals – raising awareness, funding research, and building 
patient resources. 

We pride ourselves on transparency. To access our most recent tax returns, 
please visit: https://coatsdiseasefoundation.org/about-us/ 

NON-PROFIT STATUS
The Foundation is a Non-Profit Corporation and a recognized IRS 501(c)(3) 
charitable organization. All donations are tax deductible. Our EIN is 
26-2439083.

https://coatsdiseasefoundation.org/about-us/


Contact Us

www.coatsdiseasefoundation.org

WEBSITE 
www.coatsdiseasefoundation.org

PHONE
888-314-8853

EMAIL 
contact@curecoats.org

Executive Director
Deborah J Marron, Ed.D.
deborahmarron@curecoats.org

Doctor Directory: https://coatsdiseasefoundation.org/coats-disease/find-a-doctor/

Patient Registry: https://coatsdiseasefoundation.org/research/patient-registry/

Patient & Family Contact Directory: 
https://coatsdiseasefoundation.org/patientandfamilycontactdirectory/

Mailing List Sign Up: https://coatsdiseasefoundation.org/newsletter/

Become a Foundation Sponsor: https://coatsdiseasefoundation.org/donate/

LEGAL INQUIRIES 
20 Park Road, Suite E
Burlingame, CA 94010

FINANCIAL INQUIRIES/DONATIONS 
Attn: Joe Galligan, Treasurer
630 North San Mateo Drive
San Mateo, CA 94401

Resource Links

http://www.coatsdiseasefoundation.org/
mailto:contact@curecoats.org
mailto:deborahmarron@curecoats.org
https://coatsdiseasefoundation.org/coats-disease/find-a-doctor/
https://coatsdiseasefoundation.org/research/patient-registry/
https://coatsdiseasefoundation.org/patientandfamilycontactdirectory/
https://coatsdiseasefoundation.org/newsletter/
https://coatsdiseasefoundation.org/donate/
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