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Facts about childhood dementia

• 70 different forms of untreatable childhood dementia

• 1 child in 2,900 births is affected (50% die before the age of 10)

• As many children die each year from childhood dementia as from childhood cancer

• WHO and national dementia strategies do not consider childhood dementia

• Early diagnosis is very important, as clinical trials currently only include children at a 

very early stage to demonstrate the effectiveness of a treatment
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Enhance Health Care

Cure PD

Foundations are pioneers of innovation

Help the orphans
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23 years of fighting an orphan disease:
Aims and strategies
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NCL 
Foundation

Education Research

Funding Fundraising

• Medical trainings

• School project

• Publications

• PhD fellowships

• Projects

• NCL Research Award

• NCL workshops

• PhD symposia

• Consulting

• PR Work

• Sponsors

• Charity Events
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Who represents the NCL Foundation?

30.06.2025 5

Dr. Angela Schulz has been awarded the Clinician 
Scientist Professorship for Rare Diseases.



www.ncl-stiftung.de

NCL Research Funding and
Networking Strategies
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Indirect
Funding

Prepare Grant
Proposals

Consult other NPOs

Research
Communication

Support
Young Scientists

Award NCL Research 
PrizeDirect

Funding
Neurodegeneration

Research Award

Win Co-funders

Focus on
Medical Education

Organize Young
Investigator Symposium

Organize NCL
Congresses

Give Talks at
Institutes

Networking &
 Education

Attend Scientific
Conferences

Visit (Inter)national
Labs

Build Scientific
Team
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Scientific Team (NCL-Stiftung)
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Upcoming: 
Parent 

Advisory Board
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JNCL Young Investigator Symposium
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University

University

University

University

Research institute

Company

New collaborations
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Health target groups
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OrthoptistsHuman Geneticists

(Neuro)PediatriciansOphthalmologists

School PhysiciansNeurologists

Health
Professionals
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Educational Measures for Early Diagnosis
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Health Podcasts
e.g. ADA

Symposia
Disease Information

Special Issues
CME

Publications

Instagram

e.g. School
laboratories

LinkedIn

MedLearning

Social Media

Information Leaflets

School Projects

Educational
Measures

Conferences

Medical Journals
Online Learning

Podcasts
Symptom Checker Apps
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Education of physicians and students
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• 6.800 students reached at 240 schools

• 2 virtual NCL training courses for physicians 

produced and certified (2 CME credits each)

• 75 eye clinics equipped with differential 

diagnosis posters

• 35.000 information leaflets distributed to 

physicians

• 6.230 ophthalmologists and pediatricians 

reached through lectures and (online) 

training sessions
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Unused Research Potential

Innovation

LEARN

LEARN

Orphan
Disease

Common
Disease

13
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DZNE-NCL Symposium, Bonn, 4-5.06.24

“Common mechanisms in childhood and 
adult neurodegenerative disorders”
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Research (funding) focus

Disease Overlaps Clinical Scales

CLN3 Function(s) 
Identification

Human Cell 
Models

Early Diagnosis

Drug Testing

Biomarker 
Identification
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23 years of Research Funding

68 Projects

1.431 Research Months

9 Countries
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Support young scientists
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Number of scientific publications of projects 
funded by NCL-Stiftung

5

13

17

31

2004-2008 2009-2013 2014-2018 2019-2023
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Major milestone in NCL research
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Prof. Dr. Monther Abu-

Remaileh 
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• 14 NCL Research Prizes as well as 2 

“Neurodegeneration Research Awards” granted

• €7 million mobilized for research

• The world’s largest non-governmental single funder of 

JNCL doctoral fellowships

• 43 early-career researchers from 6 countries supported

• 12 new NCL research sites established

23 years of Research Funding
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Family Kahn: ForeBatten Foundation
Zebronkysen (Personalized ASO)

Family Mirosavljevic, "Life"
Zoya's law

Family Benson: Beyond Batten Disease 
Foundation, Batten-1 (Miglustat)

Julia Vitarello, Mila’s Miracle Foundation
Milasen (Personalized ASO, N=1)

Family Gray, Charlotte & Gwenyth Gray 
Foundation, CLN6 Gene Therapy

Families are the motor of rare 
disease research.

Thank you for not giving up!
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