Research Opportunity

Natural History Study of LCHAD Retinopathy NOW Available in Two Locations

UPMC Children’s Hospital of Pittsburgh
Division of Genetic and Genomic Medicine

Oregon Health & Science University
Molecular and Medical Genetics
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IRB Study 20110343 Approval Date 2/8/2022

elRB Study 19605 Approval Date 5/5/2021

A new study to learn more about the cause of vision loss with LCHAD/TFP deficiency is being conducted at UPMC / Children’s

Hospital of Pittsburgh (CHP), Genetic and Genomic Medicine and Oregon Health & Science University (OHSU), Molecular and
Medical Genetics.

The purpose of this study is to characterize vision changes in a group of subjects with LCHADD or TFPD in order to facilitate the
development of novel treatments and planning of future treatment trials. If you have LCHAD or TFP deficiency, and are between
the ages of 2-60 years, you may be eligible to participate. This study requires 2 visits to UPMC / Children’s or OHSU about 2 years

apart. Each visit will consist of up to 3 days of eye testing and 4-night stay in either Pittsburgh, Pennsylvania or Portland, Oregon.
You may receive up to $1000 for completing the study.
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To request more information from Pittsburgh, and/or to find

To request more information from Oregon, and/or to find out

out if you qualify for this study, contact the study coordinator,

if you qualify for this study, contact study coordinator
Danielle Black, at danielle.black@chp.edu or 412-692-6893.

Ashley Gregor at gregora@ohsu.edu or 503-494-5313.
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