
Coats’ DiseaseCoats’ Disease is  a  rare disorder character ized by 
abnormal development of  the blood vessels  in 
the retina.  The blood-r ich retinal  capil lar ies break 
open,  leak ing the serum por tion of  the blood 
into the back of  the eye.  The leak age may lead to 
par t ial  or  complete detachment of  the retina. 

I f  caught ear ly,  some level  of  vis ion can typical ly I f  caught ear ly,  some level  of  vis ion can typical ly 
be restored.be restored.  I f  not treated unti l  i ts  later  stages, 
complete loss of  vis ion can occur.  In the f inal 
stage,  enucleation (removal  of  the affected eye) 
may be necessar y.  Coats’ Disease is  almost always 
unilateral  (affecting only one eye) . 

SymptomsSymptoms may include the eye turning outward 
or inward (strabismus) ,  a  yel low or white  
ref lection ( leukocoria) ,  which often shows 
in f lash photography,  s igns of  loss of  depth 
perception and paral lax,  and deter ioration of 
eyesight.

TreatmentTreatment var ies by patient and may include 
laser  therapy,  cr yotherapy,  injections,  and 
surger y. 

There is  no k nown cause and 
currently no cure.

Donat ions  are  accepted year-round onl ine 
at  coatsdiseasefoundat ion.org/donate,  by 
check mai led to  Jack  McGovern Coats’ Disease 
Foundat ion,  Attn :  Joe G al l igan,  Treasurer,  630 
Nor th Mateo Dr ive,  San Mateo,  CA 94401,  or  by 
contac t ing us  di rec t ly.

The Foundat ion is  a  Cal i fornia  Non-Prof i t  Corporat ion and a 
recognized IRS 501(c) (3)  char i table  organizat ion.  Al l  donat ions 
are  tax  deduc t ible.  Our  E IN is  26-2439083.

A L L  D O N AT I O N S  A R E  U S E D  TO  R A I S E 
AWA R E N E S S ,  F U N D  R E S E A R C H , 
A N D  P R O V I D E  PAT I E N T  R E S O U R C E S . 
P L E A S E  J O I N  O U R  E F F O R T S !

W H AT  I S  COAT S’ D I S E A S E ?W H AT  I S  COAT S’ D I S E A S E ?

H O W  TO  D O N AT EH O W  TO  D O N AT E
About  t wo -thirds  of  Coats’ pat ients  are 
diagnosed as  chi ldren under  age 17.  The 
average age at  d iagnosis  i s  8–16 years, 
a l though the disease has  been diagnosed 
in  pat ients  as  young as  4  months.  The peak The peak 
age of  onset  i s  bet ween 6-8  years  of  age. age of  onset  i s  bet ween 6-8  years  of  age. 
Approximately  one -third  of  pat ients  are  30 
years  or  o lder  before  symptoms begin. 

I t  i s  est imated that  75% of  Coats’ pat ients 
are  male.

Coats’ Disease does  not  appear  to  be 
inher i ted and has  no repor ted rac ia l  or 
ethnic  predi lec t ion.

WHO IS  AFFEWHO IS  AFFEC TED?C TED?
200,000

I n  the US,  a  rare  disease
 is  a  d isease that  af fec ts 

fewer  than 200,000 
people. 75%

Estimated percentage of 
Coats’ Disease pat ients  who 

are  male.

95%
Estimated percentage of 
Coats’ Disease cases  that  are 
uni latera l  (af fec t ing only 
one eye) .

2 /3
of Coats’ pat ients 

are  diagnosed as  chi ldren 
under  age 17.

The Foundation focuses on supporting research 
to discover a cure and providing resources 
for patients,  parents,  families,  and doctors 
who face the challenge of Coats’ Disease. Our 
achievements include: 

•  Funding research Funding research into Coats’ Disease;into Coats’ Disease; 

•  Partnering with biotech leader Genentech for             
Coats’ Disease research;Coats’ Disease research;

•  Funding Travel GrantsFunding Travel Grants to junior doctors and 
researchers to inspire them to specialize in Coats’ 
Disease;

•  Creating a Coats’ Disease Patient Registry Coats’ Disease Patient Registry and a 
National Tissue BiobankNational Tissue Biobank in partnership with the 
Wilmer Eye Institute, Johns Hopkins Medicine for 
all  researchers to access patient data and tissue;

•  Appointing a Scientific Advisory Board Scientific Advisory Board 
composed of the country ’s top Retinal Specialists 
to provide guidance that advances our vision of 
f inding a cure for Coats’ Disease;

•  Forming a global Patient and Patient and 
Parent Volunteer network.Parent Volunteer network.

O U R  I M PAC T  TO  DAT EO U R  I M PAC T  TO  DAT E



Our Vis ionOur  Vis ion
To f ind a  cure  for  Coats’ Disease

Our  M iss ionOur  M iss ion
To ra ise  funds to  suppor t  research,  ra ise 
awareness,  expand pat ient  resources,  and 
of fer  a l l  Coats’ Disease pat ients  hope and 
improvements  as  they wage a  l i fe long 
batt le  against  Coats’ Disease and bl indness.

The Foundat ion was establ ished in  2006 by 
the parents  of  Jack  McGovern as  a  promise 
to  their  son that  they would never  rest  unt i l 
there  was  a  cure  for  Coats’ Disease.

FOR PATIENTS AND FAMILIES : 

•  Doc tor  Direc tor y•  Doc tor  Direc tor y
I nternat ional  d i rec tor y  of  Coats’ Disease 
specia l ists .

•  Parent/Pat ient  Communit y  Direc tor y•  Parent/Pat ient  Communit y  Direc tor y
Contac t  l i s t  of  Coats’ pat ients  and parents.

•  Onl ine Col lec t ion of  I nformation•  Onl ine Col lec t ion of  I nformation
List  of  Quest io ns  to  Ask  Your  Doctor ,  Coats’ 
Disease I nformation Sheet ,  and the latest 
research on Coats’ Disease.

FOR CLINICIANS AND RESEARCHERS: 

•  Coats’ Disease •  Coats’ Disease Pat ient  Registr yPat ient  Registr y
Anonymized Coats’ pat ient  data  access ible  to 
researchers. 

•  Jack  McGovern Coats’ Disease •  Jack  McGovern Coats’ Disease Foundat ion Foundat ion 
Nat ional  Tissue BiobankNat ional  Tissue Biobank

These resources,  and more,  can be found at 
w w w.coatsdiseasefoundat ion.org

ABOUT THE FOUNDATIONABOUT THE FOUNDATION

RESOURCES RESOURCES 
FOR PATIENTS,  FAMILIES ,  FOR PATIENTS,  FAMILIES ,  

AND RESEARCHERSAND RESEARCHERS
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