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[bookmark: _GoBack]Dear patient, dear caregivers,  
 
With this letter we would like to ask you to support our research project which is relevant for individuals affected by SLC6A1-related neurodevelopmental disorders, including their caregivers and families. Neurological disorders caused by a disease-causing variant in the SLC6A1 gene can include epilepsy, behavioral disorders, intellectual disability, developmental delay, movement disorders, and other non-neurological symptoms. In addition, within each of these disorders, there is wide spectrum of symptoms, e.g., age at onset of epilepsy, seizure patterns, response to medication and occurrence of associated symptoms.
 
The aim of our research project is to collect data on the clinical signs/symptoms and the development and treatment of SLC6A1-related neurodevelopmental disorders to obtain as detailed knowledge as possible on these disorders. The results of this study will serve as a basis for evaluating the effects of novel therapeutic approaches that are currently in development.  
 
Given that SLC6A1-related neurodevelopmental disorder is a very rare disease, our research project aims to include affected individuals at several centers worldwide to enroll as many affected individuals as possible. In Denmark, the Department of Epilepsy Genetics and Personalized Medicine at the Danish Epilepsy Centre, Filadelfia is the leading study center.  
 
As part of the research project, you will be asked to provide data on the disease course of the affected individual along with a consent form supporting your informed decision to participate in this research project. The data will be collected in compliance with data protection laws in line with European and USA legal standards, using standardized questionnaires where applicable or by a semi-structured interview.  
 
If you would like to support this project, please complete the enclosed consent form and send it to us by mail or email. We assure you that you will not suffer any disadvantage if you do not wish to participate in our research project.  
 
Due to medical confidentiality, we are only allowed to pass on your data to colleagues if you have given your written consent. You can revoke your consent at any time and without any explicit reasons. All personal data collected, including subsequent examination results, will be treated with absolute confidentiality according to Danish / European laws.  
 
Warmest regards 
 
Katrine M Johannesen, kamaa@filadelfia.dk

Department of Epilepsy Genetics and Personalized Medicine 
The Danish Epilepsy Centre, Filadelfia
Visby Allé 3, Dianalund, Denmark
FILADELFIA - Epilepsihospital og sociale døgn- og dagtilbud
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