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NF Patients United – Annual Meeting & Best Practice 2021

2020 Visit our countries
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2020 Corona Creativity



NF Patients United – Annual Meeting & Best Practice 2021

Webinar „The ongoing COVID-19 situation 

for Patients with Neurofibromatosis“

by Dr. Erik Legius

including translation/transcription from members 

into these languages:  English, Spanish, German, 

Netherlands, French and Catalan

• Webinar „Psychological impact of COVID-19 

on the NF patient community”

by Dr. Andre Rietman

including translation/

transcription from members 

into the languages: 

English, German 

and Netherlands

Info webinars 2020 
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2020 Shine a light on NF from home

https://www.facebook.com/events/1451243705037770



NF Patients United – Annual Meeting & Best Practice 2021

− Summer school for young NF patients and their siblings or young 
parents of children with NF (age 16-30)

− Conducted by NF Kinder (Claas &  Michaela)

− 9 training modules

− Melpo Pittara joined the NFPU board as the Schwannomatosis
patient representative

NF Young Adults Patients Academy 2020
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NF Young Adults Patients Academy 2020
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− Co-development and dissemination of a survey for patient 
representatives to identify research priorities

− Conducted together by five members from NF Patients United

− Stakeholder workshop - 4 virtual meetings 08,22,26 and 29 October 

2020 - more information
− Establishment of a patient advisory group for the duration of the whole 

project - NFPU involvement through 2 NF Patient United members

EU PEARL

https://eu-pearl.eu/eu-pearl-stakeholder-workshop-future-clinical-trials/
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− Clinical guidelines on tumor management in NF1

− Conducted by ERN GENTURIS

− Started in spring 2020 - probably will be published mid 2021

− NFPU involvement through: Vera, Maria, Rena, Vanessa, Elis, Claas

− Several virtual meetings, focus group discussions, Delphi survey

− ongoing: lay summary of the guideline

NF1 clinical guidelines
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− Clinical guidelines on Schwannomatosis

− Conducted by ERN GENTURIS

− Started in autumn 2020

− NFPU involvement through: Melpo, Nicholas

Schwannomatosis clinical guidelines
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− Premiere at European NF conference last week

− Category NF1 and NF2/ Schwannomatosis

− Jury with NFPU participation selected top 3 research projects 
which were presented at the public day -
the audience voted for 
the winner

− Award was send to 
the winners with the 
request to get a photo 
back:

NFPU community award
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NFPU Annual Meeting & Best practice

NFPU Vision
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NFPU members 2017 - 2020

2017 2018 2019 2020
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NF Patients United is:

NF Turkey

NFPU VisionNFPU Vision
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