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The disease: What is NBIA?
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Neurodegeneration with Brain Iron Accumulation



The German NBIA patient group: 
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The origins of TIRCON
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TIRCON Partners
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12 partners from 7 countries:

• 2 clinical and basic research centers

• 4 clinical centers

• 2 basic research centers

• 1 Biotech-Enterprise

• 2 patient advocacies

• 1 Research support company



TIRCON‘s structure
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Work package 7-Dissemination

Tasks

7.1: Networking and communication plan 

7.2: NBIA Network in Europe and USA 

7.3: Exploitation plan

7.4: Dissemination of research results 

7.5: Teaching PKAN/NBIA

7.6: Steps towards further clinical trial
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7.1 Networking and communication plan
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7.2: NBIA Network in Europe and USA
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7.4: Dissemination of research results
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7.5: Teaching PKAN/NBIA

Specific educational training of the early-career
scientists and clinicians

Creation of an international research prize vor 
early-career scientists
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Positive experiences as partner in an EU-project:

Integration of patient advocacy as partner works:
- Contributing specific competences or knowledge
- building the bridge between scientists and patients
- Bringing the patients‘ perspective into science
- Learning and Professionalizing

Rules 
=> Grant /Consortium Agreement
- Responsibility Confidentiality, Reliability
- Restraint, if lack of knowledge
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Patient organisations in EU-projects: Challenges

- Special skills => urgently needed

- Home office => space, equipment

- „World of science“ vs. „World of patients“

- Nursing vs. Advocacy
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Our partners:
NBIA and Rare Diseases Patient Advocacies
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Thanks for your attention!

Hoffnungsbaum e.V. • www.hoffnungsbaum.de • info@hoffnungsbaum.de
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