


Hi! I’m Janneke and this is who I am



But this is also me..



My diagnostic journey from optic neuritis to 
NMOSD

2007
First optic 

neuritis

2007-2013
Optic neuritis 

6 times

2014
Diagnosed 

NMOSD



My journey continued after my diagnosis

2016
Moved back to 

family

2019
New 

medication

2023
Beginning of  
side effects



From NMOSD patient to NMOSD patient 
advocate

2017 
Information session for 
patients Erasmus MC

2020
Start of the working 

group as a part of the 
Dutch MS organization



What did I learn as a patient - experiences

MS
NMOSD ≠ MS Good, reliable

information
Referral with information 

on NMOSD



What did I learn as a patient - challenges

Availability of 
medication

Contact with
other patients

Collaborate
in Europe

Long-term effects
of medication



Thank you!
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