
Retinitis pigmentosa research  
is moving forward.
Find out if a clinical study is the right path for you. 

For more information about  
this study, visit: LUMEOSstudy.com

Protocol numbers:  
MGT-RPGR-021 and MGT-RPGR-022



What is the LUMEOS study and why  
is it important?
Retinitis pigmentosa (RP) includes several genetic conditions 
that cause vision loss. RP usually appears in childhood or 
early adulthood and gets worse over time. In some cases, RP 
is X-linked (XL, meaning that it occurs on the X chromosome) 
and involves a genetic variant of the RPGR* gene.

There are currently no approved treatments available for 
this type of RP known as XLRP-RPGR. Researchers continue 
to test possible treatments for this condition.

The LUMEOS study is a phase 3 study and is now enrolling 
participants 3 years of age and older to investigate an 
innovative area of research called gene therapy in XLRP-RPGR.

Pharmaceutical companies use clinical research studies to 
learn more about investigational treatments before they are 
made available to the public. Study volunteers like you can 
help us in this important research.

“Phase 3” describes late-phase research to confirm and 
expand research after early phases of study. “Investigational” 
means the therapy has not been approved by any health 
authorities and is only for use in clinical trials.

Thank you for considering participation in this trial.

* RPGR=Retinitis Pigmentosa GTPase Regulator



Who can participate in the LUMEOS study?
Eligible participants must: 

•  Be 3 years of age or older and able to perform all of the 
required study assessments

• Have XLRP-RPGR

 –  Genetic testing can be done as part of this study, prior 
to receiving the investigational gene therapy 

 –  Or if genetic testing has been completed previously, 
those results may be used if done by a sponsor-
approved laboratory

This is not a complete list of study requirements. The study 
doctor will review all study related details and determine if 
you are eligible to participate. If you are eligible and choose 
to be in the study, you will be asked to review and sign an 
Informed Consent Form. You can choose to leave the study 
at any time for any reason.

What is genetic testing?
Genetic testing helps researchers find markers or genetic 
variants in your DNA. If you do not have recently confirmed 
genetic confirmation of the RPGR genetic variant from a 
sponsor approved lab, during screening for this study, study 
staff will collect DNA from you through a saliva sample to 
test for the RPGR genetic variant. Eligible participants must 
have the RPGR genetic variant to take part in this study. 



What is gene therapy?
Gene therapy delivers a copy of a healthy gene to try to help 
certain conditions. The investigational gene therapy in the 
LUMEOS study involves surgery to deliver a healthy RPGR 
gene in participants with XLRP-RPGR. 

What do I need to know about the surgery  
in this study?
The surgery in this study is an outpatient surgery, takes 
about 1 hour, and is a standard technique for many different 
conditions. You will have surgery on your worse-seeing eye 
first, then on your other eye 7 to 21 days later. Study staff 
will provide instructions before and after surgery. You will 
not be able to travel home by yourself the day of surgery.

What are the costs to take part in the 
LUMEOS study?
Participants will receive all study-related procedures, 
assessments, and the investigational gene therapy at no 
cost. Travel assistance will be available. However, you will 
not be paid to participate in the study.

What risks are involved in this study?
There are possible risks involved with any clinical research 
study. Your study doctor will review the risks with potential 
participants, and all participants will be closely monitored 
throughout the study.



What can study participants expect?
•  All participants will receive the investigational gene 

therapy, which is the study treatment given during surgery.
•  Following an optional prescreening period up to 12 months 

before screening and a screening period lasting up to 6 
months, eligible participants will be enrolled in the study 
and randomly assigned (like drawing straws) to a dosing 
assignment and immediate study treatment group or 
delayed study treatment group.

•  Participants in both study treatment groups will undergo 
two surgeries for the investigational gene therapy: first in 
their worse-seeing eye, then in their other eye 7 to 21 days 
later. The surgery is an injection of the investigational 
gene therapy to the back of the eye (retina).

•  Both groups will be monitored during a long-term  
follow-up phase. 

•  Lab tests, a physical exam, and other assessments and 
questionnaires will be conducted at the study visits.

• Not all activities will occur at every visit.

Thank you for your interest in the LUMEOS study  
for the treatment of XLRP-RPGR. 

For more information, please call 1-844-618-0208
or visit our website at LUMEOSstudy.com
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