
 
 

 
Resources for Usher Syndrome 
 

American Academy of Ophthalmology 

https://www.aao.org/eye-health/diseases/what-is-usher-syndrome 

 

American Speech-Language-Hearing Association (ASHA) 

http://www.asha.org 

 

Blueprint Genetics (My Retinal Tracker Testing Program for genetic testing) 

http://www.blueprintgenetics.com 

 

Foundation Fighting Blindness 

https://www.fightingblindness.org 

 

ICanConnect (National Deaf-Blind Equipment Distribution Program) 

https://www.icanconnect.org 

 

Dr. Jennifer Lentz’s Laboratory 

http://www.medschool.lsuhsc.edu/neuroscience/faculty_detail.aspx?name=Lentz_Jennifer 
 

My Retina Tracker Registry  

https://www.fightingblindness.org/my-retina-tracker-registry 

 

National Center on Deaf-Blindness 

http://www.nationaldb.org  (for state information, click on for State Projects) 

 

National Organization for Rare Disorders 

https://rarediseases.org/rare-diseases/usher-syndrome 

 

U.S. Department of Education, Office of Special Education Programs IDEA 

http://idea.ed.gov/explore/view/  

 

USH One See 

https://www.ushonesee.com 

 

Usher 2020 Foundation 

http://www.usher2020.org 

 

Usher Syndrome Coalition 

http://www.usher-syndrome.org 

 

Usher Syndrome in Louisiana 

http://www.medschool.lsuhsc.edu/genetics/usher_syndrome1.aspx 

 

Usher Syndrome Registry (USH Trust) 

https://www.usher-syndrome.org/sign-up/ush-trust.html 

https://www.aao.org/eye-health/diseases/what-is-usher-syndrome
http://www.asha.org/
http://www.blueprintgenetics.com/
https://www.fightingblindness.org/
https://www.icanconnect.org/
http://www.medschool.lsuhsc.edu/neuroscience/faculty_detail.aspx?name=Lentz_Jennifer
https://www.fightingblindness.org/my-retina-tracker-registry
http://www.nationaldb.org/
https://rarediseases.org/rare-diseases/usher-syndrome
http://idea.ed.gov/explore/view/
https://www.ushonesee.com/
http://www.usher2020.org/
http://www.usher-syndrome.org/
http://www.medschool.lsuhsc.edu/genetics/usher_syndrome1.aspx
https://www.usher-syndrome.org/sign-up/ush-trust.html

