
COMMUNITY SUPPORT & PLATFORM



GOALS

✓ Learn about a rare disease by Self Studies ->  Discover needs
(Questionaires & Scorecards)

✓ Organize online theme-rooms to discuss topics

✓ Share individual Patient (& family) information easily

✓ Publish Experiences & Patient Journey’s  ->  Discover needs

✓ Ask Questions and Receive Answers ->  Discover needs

✓ Publish information

✓ International

PATIENT AND THEIR COMMUNTIES IN CONTROL!



AMBITIONS

✓ Support more communities 

✓ Support more families

✓ Activate experts from Educational, Care and Medical services, Therapists, 

Researchers, Supporters

✓ Make information accessible  ->  empower families and supporters

✓ Become Sustainable

PATIENT AND THEIR COMMUNTIES IN CONTROL!



PATIENT CENTRAL

✓ Patient needs based

✓ Bi Directional 

✓ Disease info  ->  Standard where possible, Specific where needed

✓ Immediate benefits  -> See our Alert-Card



CURRENT STATE, SOME STATS

✓ 21 ITHACA diseases 

✓ 7 active communities (ITHACA)

✓ 117 patients Pitt-Hopkins syndrome (very rare), 15 countries,

two languages

✓ 9 patients Marshall Syndrome (ultra rare), 7 countries

✓ 200 patients Cornelia de Lange syndrome (rare), ~ 500 people, 30 countries

✓ Growth: Rubinstein-Taybi > 25 registrations in 1 week to participate

in a study on Sleeping Problems

✓ ……







OUR ALERT CARD -> DIRECT BENEFIT


