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Swedish Neuroregistries

•24 000 patients
•8 diagnosis
•Started with MS in the 90s
•SKL-support since 2001, webbased 2003
•70 clinics, all counties
•800 users
•Chairman Prof. Jan Hillert, KS



www.neuroreg.se



PROM and Patientportal MS



6 PROM scales for MS















Feedback on reported scales



Patients Own Registration (PER) via internet

• Direct input
• Participation in the care
• Feedback
• Better dialog
• Quality assurance for the visit



Results PROM

•Good help at the clinic visit from 
the MS inventory scale MS-
kollen

•Research project on MSIS-29, 
TSQ and Work Capacity



Use of the Patientportal

• Internet
• Registered in the Swedish Neuroregistry
• Mobile-number och e-mail in the registry
• Auto generated password
• Login from site www.neuroreg.se
• Caregiver can log in for use at the clinic via I-pad



PROM and PER at the clinic



Development project - ITEM bank NEUROQOL



ITEM bank NEUROQOL - Computer Adaptive 
Tests (CAT) and short forms

•New better scales
•PROMIS/NEUROQOL in USA

(NIH-support)
•ITEM-bank
•Computer-generated and short forms
•Free and share

www.healthmeasures.net



Process NEUROQOL ITEM-bank to Swedish

• Translation of questionnaires (2 different)
• Backtranslation
• Cognitive debriefing 20 patients
• Programming
• Pilot testing



NEUROQOL ITEM bank to Swedish

Full item banks of
- Fatigue (19 items)
- Cognition (28 items)
Short forms for
- Ability in social roles and activities (8 
items)
- Participation in social roles and activities 
(8 items)
- Lower extremity function (8 items)
- Upper extremity function (8 items)
- Positive affect and well-being (9 items)
All in all 88 items.





Future

• Better scales
• ITEM-banking
•1177 login
• Device-data direct to the registry
• More interaction
• Feedback, visualisation and

method-development





Thank you!

www.neuroreg.se

karin.lycke@ki.se
eva.helmersson@
neuroforbundet.se


