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Facts about childhood dementia AANCLStiftung

Zukunft ohne Kinderdeme

« T70different Forms of untreatable childhood dementia

* 1 childin 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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Foundations are pioneers of innovation A NCL-Stiftung
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23 years of fighting an orphan disease: 1

NCL-Stiftung
Aims and strategies
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Research

* Medical trainings * NCL workshops
 School project * PhD symposia
 Publications \ * Consulting

* PhD fellowships

PR Work
* Projects * Sponsors
* NCL Research Award  Charity Events

Fundraising
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NCL-Stiftung
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Who represents the NCL Foundation? M1

4
ot

Dr. Angela Schulz has been awarded the Clinician
Scientist Professorship for Rare Diseases.
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NCL Research Funding and

Networking Strategies
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Scientific Team (NCL-Stiftung) NCL-Stiftung
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MNCL-StiFtung j
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Upcoming:
Parent
Advisory Board
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JNCL Young Investigator Symposium A4NCL-Stiftung
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New collaborations RANCLStiftung
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University === University
University ==== Research institute
University ==== Company
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Health target groups ANCL-Stiftung

Fir eine Zukunft ohne Kinderdemenz

Neurologists 58 School Physicians
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Educational Measures for Early Diagnosis [l ¥ S@ES«l{Me
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Education of physicians and students ANCL-StiFtung
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* 6.800 students reached at 240 schools AANCLstiftung

« 2 virtual NCL training courses for physicians
produced and certified (2 CME credits each) NCL

macht Schule

« 75 eye clinics equipped with differential
diagnosis posters

e 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 1

NCL-Stiftung
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Common
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“Common mechanisms.in cI?ildhood and AANCL-Stiftung
adult neurodegenerative disorders”
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@ Nationale
»*Demenzstrategie

A

DZNE-NCL Symposium, Bonn, 4-5.06.24
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Research (Funding) Focus ANCL-Stiftung
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23 years of Research Funding i’i*l;lCL-Stiftung
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1 Project

1 2 Months

1 0 Projects

240 onths \\\\
Month \

68 Projects
1.431 Research Months
9 Countries
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Support young scientists A4 NCL-Stiftung
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Number of scientific publications of projects ﬁNCL-StiF_tung
fu n ded by N C L_S ti ftu n g Fiir eine Zukunft ohne Kinderdemenz
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Major milestone in NCL research ARNCLStiftung

&

Prof. Dr. Monther Abu-
Remaileh
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nature

Explore content v  About the journal v Publish with us v Subscribe

nature » articles » article

Article | Published: 21 September 2022

CLN3isrequired for the clearance of
glycerophosphodiesters from lysosomes

[ ]
SCIence Current Issue First release papers Archive About w Submit manuscript

HOME > SCIENCE » VOL. 381, NO. 6663 > THE BATTEN DISEASE GENE PRODUCT CLMNS IS THE LYSOSOMAL BIS{MONOACYLGLYCERD)PHOSPHATE SYNTHASE

a8 RESEARCH ARTICLE CELL BIOLOGY { X " il‘l ﬁ % B <]

The Batten disease gene product CLNS is the lysoso-
mal bis(monoacylglycero)phosphate synthase
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23 years of Research Funding ﬁNCL-Stiftung

14 NCL Research Prizes as well as 2 HERDROR s
“Neurodegeneration Research Awards” granted e

« €7 million mobilized For research

e URaE TR

 The world’s largest non-governmental single funder of
JNCL doctoral fellowships

Beat

« 43 early-career researchers from 6 countries supported Baﬂen! _~

VOOR EEN TOEKOMST
12 new NCL research sites established IONDER KINDERDEMENTIE

JOACHIM
HERZ

STIFTUNG @@ |

o9 Auerbach
Stiftung
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Families are the motor of rare

disease research.
Thank you for not glvmg up!

: » s
Family Kahn: ForeBatten Foundation
Zebronkysen (Personalized ASO)

Family Benson Beyond Batten Dlsease Julia Vitarello, Mila’s Miracle Foundation
Foundation, Batten-1 (Miglustat) Milasen (Personalized ASO, N=1)
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