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Neurofibromatosis describes a group of 3 rare, genetic tumor predisposition syndromes: NF1, NF2 und Schwannomatosis. Non of these diseases
have an EMA approved drug.

Patients with NF need early diagnhosis, full information and consultation, and to be continuously provided with healthcare by an interdisciplinary
team, under the supervision of a case-manager. NF patients must be under surveillance for their whole life and often need complimentary
therapies.

The NF Kinder Center of expertise is a collaboration of the Austrian patient organization NF Kinder and the Medical University of Vienna. It was
established in March 2018. Donations raised by NF Kinder allowed to build the necessary infrastructure to offer optimal support for pediatric
patients with NF in Austria. It is the first NF specific medical institution for pediatric patients in Austria.
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Conclusio

Through this innovative public-private-partnership of the patient organization NF Kinder and the Medical University of Vienna the
standard of care for paediatric patients with Neurofibromatosis could be drastically improved, while also boosting research and
creating training opportunities, along with expanding the national and international network. The patient organization NF Kinder is
able to integrate the patients voice in all aspects of care, research and education. This creates a win-win situation for all
stakeholders. The NF Kinder center of expertise is also an associated partner within the ERN GENTURIS www.nf-zentrum.at
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