Abstract
Tuberous Sclerosis Complex (TSC), the patient’s side.
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Tuberous Sclerosis Complex (TSC) (Sclérose Tubéreuse de Bourneville (STB) in French) is a genetic disorder that occurs in approximately 1/8,000 individuals. It is a multisystemic disease, characterized by benign tumors growth in multiple organs (primarily the heart, brain, kidneys, eyes, skin, and lungs) and by a diversity of neuropsychiatric features specifically named TANDs (TSC-associated-neuropsychiatrics disorders). More importantly, epilepsy is present in greater than 90% of patients. TSC is a highly complex and variable disease that requires a multidisciplinary approach that is not always accessible for family. The French TSC association with other associations around the world are working to help patients and caregivers to improve their quality of life and their journey with TSC.
 Our main missions are to inform, share and link people, optimize health care, education and social guidance and participate to the international research effort. Based on existing surveys conducted in Australia, the UK and US, ASTB developed a web-based questionnaire to evaluate, for the first time in France, the impact of the disease as well as the unmet needs of both patients and caregivers. This survey is the most important survey never conducted before on TSC patients and caregiver’s TSC burdens. Some key results are presented and will be used to write a “white paper”. 






