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• NFPU Members (blue)

• Associatiated or interested

members (green)

• New candidates for 

NFPU-membership:

Portugal, Turkey

NFPU members 2019
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•Start of the monthly joint webinars (10 webinars) and Working 
Group webinars (12 webinars)

•First joint project of NFPU: Shine a light campaign

•Organization of 3 Webinars with Scott Plotkin and Gareth Evans 
about new diagnostic criteria and name change in July 2019

•Several monthly calls with GENTURIS including 2 face2face meetings

•Several monthly calls with REiNS, including 2 face2face meetings

Activities 2019 



NF Patients United – Annual Meeting 2020
4

Activities 2019

Best practice - Shine a light Austria

•Webinar about Shine a light experiences after 2 years in Austria

•Manual for Shine a light was shared

•Draft letter for contacting sites was shared

•Draft for press release was shared

NFPU awareness campaign 2019



Media: 
Press releases, Social Media 
publishing, Press Conferences 
and further activities have been 
made in:

• Greece

• Croatia

• Austria

SHINE A LIGHT ON NF 2019

number of buildings

AUSTRIA 33

GREECE 2

ITALY 47

ENGLAND 71

NORTHERN IRELAND 13

SCOTLAND 13

WALES 6

ISLE OF MAN 3

SPAIN 10

PORTUGAL 4

Total 202

NFPU awareness campaign 2019



NFPU awareness campaign 2019

SHINE A LIGHT ON NF 2019

number of buildings:

United States 102

Canada 20

New Zealand 1

Europe (total) 202

• NFPU-member organisations 93

• Great Britain 109

Total (worldwide) 325
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•Several monthly calls with GENTURIS including 2 face2face meetings (Claas)
Taskforce: Research, ePAG-steering committee, chair of the patient council

•Several monthly calls with REiNS, including 2 face2face meetings (Claas)
Working groups: cutaneous neurofibromas, patient reported outcomes, 
patient representatives/ patient education
REiNS call for new patient representatives will start 2021!

•Speaking at national and international events and raising awareness about 
NFPU, including the NF conference in San Francisco 2019

•Claas joined the Scientific Committee of the IMI (Innovative Medicine 
Initiative) - goal to push for Rare Disease specific IMI calls

Research 2019

https://ccrod.cancer.gov/confluence/display/REINS/Home
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Activities 2019

CTF conference 2019 San Francisco

•Summary of the conference

•Videointerview Scott Plotkin

•Side meetings with AstraZeneca, 
Gilbert Foundation, 
REiNS meeting

Activities 2019

https://www.youtube.com/watch?v=rC940woHm7k

https://www.youtube.com/watch?v=rC940woHm7k
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Activities 2019

Kick off meeting EU PEARL (IMI project)

21.-22.11.2019 in Barcelona

EU-PEARL mission 
EU-PEARL aims to transform the current approach of clinical 
development into a more patient-centric and cross-company 
collaborative Integrated Research Platform, aiming to bring new 
innovative medicines faster to patients. 

NFPU as associated partner
Workpackage 7 is dedicated to NF

Activities 2019
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NFPU working groups 2019
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Activities 2019

Online-lecture on Fundraising for patient organisations
by Claas Röhl

•Best practice NF Kinder

•Recording was shared via download link

Lecture for members
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Activities 2019Activities 2019
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Activities 2019EU-PEARL 2019
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Activities 2019EU-PEARL 2019
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• Start with a fundraising tool and webinars

• for to carry out joint projects for NF Patients

NFPU Fundraising 2019



Joint Meeting 2019 in Parma/IT

With workshops on Visions, 

Mission and Goals of NFPU


