
July 17, 2021 

Dear Madam or Sir,   

We are honored to invite you to participate in our research study, “Ocular Manifestations of Koolen-de 

Vries Syndrome.” We would first like to introduce ourselves and our study. 

About us  

We are a team of ophthalmologists, collaborating with Dr. David Koolen and the GenIDA database.  

Purpose of the study 

International databases such as GenIDA have allowed for significant advancement in the study of KdVS, 

which has deepened our understanding of the syndrome. While we know that ocular manifestations are a 

common finding, specific data remains limited. Our aim is to gain insight on these findings by conducting 

the first large-scale study focused on the ocular aspects of KdVS. The study has been approved by the 

local institutional review board of Sheba Medical Center.  

How will it be done? 

All participants are invited to share ophthalmic data and to fill out an ocular questionnaire. Such data 

include ophthalmic exams, medical records, doctor visit summaries, test results, clinical photographs (can 

be limited to the ocular region), and data regarding the type of the genetic variant (the latter will be shared 

with GenIDA). Data can be sent to Dr. Landau, the principal investigator of this study. All information 

will be used in a de-identifying way, to ensure patient confidentiality. W 

We hope that the knowledge gained through the study will eventually contribute to improving 

recommendations and available treatments of the various ocular manifestations of KdVS.  

We appreciate your time and hope you will consider participating in our study. If you have any questions 

or concerns, please feel free to contact us at LandauPrat.Daphna@sheba.health.gov.il.  

Sincerely, 

 

 

Dr. Daphna Landau Prat    Dr. David A. Koolen 

The Goldschleger Eye Institute   Department of Human Genetics 

Department of Ophthalmology   Radboud Institute for Molecular Life Sciences and 

Sheba Medical Center     Donders Institute for Brain, Cognition and Behaviour 

Affiliated to the Sackler school of medicine Radboud University Medical Center 

Tel Aviv University, Israel   Nijmegen, The Netherlands   


