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PhD student Daniela Wünkhaus,
funded by the NCL Foundation.
© NCL-Stiftung

2021- An intense year.
Exciting research ﬁndings. New partners for science and
training. Fantastic fundraising activities. We say THANK YOU!
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NCL RESEARCH
HIGHLIGHTS

Children with rare disorders are medical
orphans. They are hidden in the shadows,
receiving little attention from society, politicians or even the pharmaceuticals industry.
This is precisely why the work carried out by
charities such as the NCL Foundation cannot
be valued highly enough and deserves our
wholehearted support.
A lot of staying power and determination is
required to bring a new medication to market
and make it available to patients. These are
virtues which the NCL Foundation has in
spades. Current data from newly funded projects shows that the Foundation is now much
closer to achieving its intermediate goal of
making biomarkers available for clinical testing
for the ﬁrst time.
The next stages of the journey to developing a
medication will be particularly expensive - so it
is all the more important that we continue to
give our support.
I am looking forward to being part of that journey!
Yours
Jan Josef Liefers

I would like to take this opportunity to once
again thank everyone who supports the NCL
Foundation’s work with such commitment,
creativity and energy. All of you make valuable,
individual contributions towards helping this
charity achieve its overriding goal. Namely, to
enable the children and adolescents suﬀering
from this disease to gain access to a quick diagnosis and, even more importantly, to eﬀective
treatments.
The tenacious work involved in fundamental
research, which we have been actively supporting and co-funding since 2002, is really starting
to bear fruit! Going forward this will allow us to
increasingly shift the focus of our current and
future activities to the funding of clinically
oriented research.
But we have still not achieved our goal. And we
don’t expect to do so any time in the next ﬁve
years.
But we will get there in the end. Many children
around the world are waiting and hoping for us
to succeed. We cannot and will not leave them
to bear their fate alone. Knowing that we (still)
have you as partners at our side is a conﬁrmation, a joy and a motivation all rolled into one.
Yours
Frank Husemann

INTENSIVE SCIENTIFIC EXCHANGE IS HELPING US ALL GET CLOSER TO OUR GOALS.
Although many aspects of the disease are still
unknown and many diﬀerent avenues of research
are being followed, most recent developments
give reason to hope that new therapeutic options can be found and that relevant biomarkers,
which are essential for clinical development, will
be identiﬁed.

© NCL-Stiftung

Jan Josef Liefers,
Patron
of the NCL Foundation.

Dr. Frank Husemann,
Founder of the NCL Foundation and Chairman of
the Honorary Foundation
Council.

© Ein Herz für Kinder

© Joachim Gern

2021: National and international NCL congresses
bring the NCL community together.

The 18th National NCL Congress took place in April
2021.

The purpose of the German National NCL
Congress, which we organise every year, is to
provide a forum for the exchange of current
research ﬁndings in the NCL ﬁeld, with a
focus on the CLN3 disease. Our aim is to
promote networking between researchers
and clinicians in academia and in biotechnology, so that we can make the fastest
possible progress in the development of
treatments.
For the ﬁ rst time ever, our 18th National NCL
Congress was held virtually. This year over 50
participants accepted our invitation to participate in the congress, including NCL researchers;
members of our scientiﬁc advisory council and
from the Batten Disease Foundations in the
USA and Europe as well as parents of children
suﬀering from the disease.
Both congress days were devoted to special focus topics. The ﬁrst day concentrated on retinal
degeneration, with lectures on clinical aspects;
genetic therapy approaches and CLN3 retina
animal models. The second day was devoted
to the role of adaptive and innate immune
cells in NCL.

The ﬁndings presented in the wide-ranging
lectures make us optimistic that our joint endeavours and mutual support in the ﬁght against
NCL will deliver results, improving the lives of
patients going forward.
In 2021 an international NCL
congress was also held, the 17th
International Congress on NCL
in St. Louis, USA.
The highlights for us were that an increasing
amount of work is also being carried out on
CLN3, the juvenile form of NCL, ranging from
fundamental research to clinical development.
Crucially important biomarker research has
been given a huge boost, also thanks to projects
which we have funded. For the ﬁrst time data
has been gathered which indicates the existence
of promising surrogate markers which can be
used to assess a clinical course.
There is also positive new data on genetic and
enzyme replacement therapy approaches and
the use of antisense oligonucleotides (ASO).
It is hoped that they will provide the basis for a
therapeutic breakthrough in the treatment of
CLN3 in the future.
The next international NCL Congress in 2023
will be held in Hamburg. We look forward to it!

In the interests of better readability this annual report does not include gender-equitable terms. Any gender-speciﬁc
words which are used are, however, intended to refer to all genders equally.
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The international research
projects currently being
funded.

The NCL Foundation

Masood Ahmad Wani

initiates and funds
international collaborations with a
focus on academic
research groups.

Project:
Masood
is
studying
which
pathological changes impair the transmission of neuronal cell signals in the CLN3
brain. He has already identiﬁed the ﬁrst
fundamental changes, which could contribute to the loss of cognitive functions and
epilepsy.
Supervisor: Dr. Benedikt Grünewald (University
Medical Centre Mainz).

TWO NEW PROJECTS HAVE EXPANDED THE
RESEARCH SPECTRUM.

© NCL-Stiftung

logical cell changes - for example, disruption
of the function of the lysosomes, which are
responsible for disposing of “cell rubbish”.

Dr. Emyr
Lloyd-Evans
and Llinos Siân
Honeybun, Cardiﬀ
University.

Since there has to date been a lack of cellular
phenotypes, which
in the best case also
correlate to the disease stage, it is not
yet possible to carry
out a broad-based
search for potential
active substances,
for example via high
throughput screening.
The new project, which aims to ﬁnd such phenotypes, has a term of three years and is
being carried out at Cardiﬀ University, UK,
under the leadership of Dr. Emyr LloydEvans and PhD student Llinos Siân
Honeybun .
Funding partners: Contactpunt NCL, Euroﬁns
Foundation, Reinhard-Frank-Stiftung.
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The group based around Prof. Christian Grimm
of LMU Munich is devoting its attention to a
previously neglected phenotype, namely the
eﬀect of CLN3 deﬁciency on the morphology
and function of mitochondria.

Sukanya Arcot Kannabiran

As cell “power plants” mitochondria are responsible for supplying the organism with energy.
Damage to these cell organelles has been linked
to a variety of disorders.
The objective of Prof.
Grimm’s project is to
identify mitochondrial
phenotypes in the wild
type and in diseased cells
as well as to test potential active substances
to identify those which
have a positive eﬀect.
Within the scope of their
work the researchers are
analysing mitochondria
numbers and their morphology among other
things.

Daniela Wünkhaus (née Borchert)

Einar Krogsæter

Project: Daniela has established a new human
CLN3 cell model. It displays several CLN3
disease-relevant changes at the protein, lipid
and metabolite levels. She is testing the
therapeutic eﬀect and mechanisms of substances which could activate lysosomal ion
channels and reduce pathological changes.

Project: Einar has successfully generated
human stem cell models with various CLN3
mutations.He used them to produce
neuronal cells and analysed the therapeutic
eﬀect of lysosomal ion channel activators.
He has successfully submitted his doctoral
thesis and is now working as a postdoc at
the Gladstone Institute in the USA.

Supervisor: Dr. Guido Hermey (University of
Hamburg).
Funding partners: Evotec, Heinrich Hartmann
Stiftung, Thriller Cup.

Supervisor: Prof. Christian Grimm and Prof.
Dominik Paquet (LMU Munich and University
Hospital).

Project: Calcium ion channels in the lysosome
play a key role in the CLN3 disease. To analyse
changes to the channels in more detail and
correct them, Sukanya is studying their function and changes in the microdomain area
of the lysosome. She is using high resolution
imaging techniques to do this.
Supervisor: Prof. Dr. Dr. Guse (Hamburg University Hospital (UKE) in Eppendorf).
Funding partners: Bijou Brigitte Stiftung,
“Hand in Hand für Norddeutschland” (NDR
TV), Peter Jensen Stiftung.

Funding partners: IQVIA Commercial, Lieselotte-Paulsen-Stiftung, Reinhard FrankStiftung, Werner Reichenberger Stiftung.

Wentao Dong
(10th NCL Research Prize)

Katarzyna Więciorek
© NCL-Stiftung

Juvenile neuronal ceroid lipofuscinosis is
caused by a mutation of the CLN3 gene, which
encodes the CLN3 protein. This causes patho-

Funding partners: Helga und Alfred Buchwald Stiftung, Reinhard Frank-Stiftung, Scheck
Stiftung.

Prof. Christian Grimm,
Ludwig-Maximilians-Universität
Munich.

Funding partners: Dr. med. Carl-August Skröder
Stiftung, Reinhard Frank-Stiftung, Werner
Reichenberger Stiftung.

Project: Katarzyna has carried out diﬀerential
gene expression studies in CLN3 cell models
under various nutrient conditions. They indicate
a variety of changes which could cause the
disruption of communication between lysosomes and mitochondria. Katarzyna recently
successfully completed her doctoral thesis.
Supervisor: Dr. Nuno Raimundo (University
Medical Centre Göttingen).
Funding partners: dgroup, Hans Rosenthal
Preis, HAORI-Stiftung Bremen, Heinz und
Heide Dürr Stiftung, campaign by Julia Risel,
von Poll Immobilien.

Christoph Schwering
Project: It was possible to appoint Christoph
Schwering to the position of medical specialist
for children with NCL. He is systematically
collecting and evaluating data and samples
from children suﬀering from NCL. The aim is to
use the newly gained knowledge to accelerate
the development of therapeutic approaches.
Supervisor: Dr. Angela Schulz (Hamburg University Hospital (UKE) in Eppendorf).
Funding partners: BILD hilft - Ein Herz für Kinder
e. V.

Project: Mass spectrometry and the rapid
isolation method for lysosomes developed
by Abu-Remaileh and colleagues have been
used to identify an altered metabolite proﬁle
in the lysosome of cells with the CLN3 defect.
This CLN3 disease-speciﬁc proﬁle is now being
used as a biomarker to evaluate the eﬃcacy
of therapeutic approaches.
Supervisor: Prof. Monther Abu-Remaileh
(Stanford University, USA).
Funding partners: Joachim Herz Stiftung,
Thriller Cup.
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CLOSE COOPERATION OF THE PRIZE-

The speakers at the
2021 German National
Conference for Rare
Diseases (NAKSE) (Top
row 3rd from left Dr.
Frank Stehr, NCL Foundation). The NAKSE is
an event organised by
the ACHSE organisation

WINNING PROJECTS

© NCL-Stiftung

© NCL-Stiftung

© NCL-Stiftung

Promising biomarker
research awarded a prize.

The ﬁndings are more than promising, while the
detailed exchange of data with the
winners of the 11th NCL Research Prize has
given biomarker research a huge boost.
Funding partners: Beat Batten Stichting, Contactpunt NCL, Hauschildt Stiftung, Joachim Herz
Stiftung, Thriller Cup.

Just like the winner of the 10th NCL Research Prize, the award-winning project focuses on identifying biomarkers, a medical need for NCL and, in particular, for CLN3, one of the most common
forms, which has not yet been met. As indicators, biomarkers are of fundamental signiﬁcance
for the evaluation of the course and success of therapies during the development of medication,
particularly during clinical studies.

ed to Drs. An Dang Do and Forbes D. Porter of
the Eunice Kennedy Shriver National Institute of
Child Health and Human Development of the
National Institute of Health (NIH), Bethesda and
to Prof. David Sleat
of Rutgers Univer“Having a speciﬁc, precisely identiﬁable
sity, Piscataway (all
biomarker for CLN3 would be
USA) for their “Idena breakthrough and a huge jump
tifying Proteomic Biforward in the development
omarkers for CLN3
of a therapy for this disease.”
Disease” project.

cerebrospinal ﬂuid samples taken from CLN3 patients with the goal of ﬁnding biological markers
which correlate to the pathology and progression of the CLN3 disease. The 50 000 US dollar
prize money went towards implementing the
award-winning research idea as a cooperation
between NIH and Rutgers University, where the
analyses were carried out.

(Dr. Frank Stehr, Managing Director of the NCL Foundation.)

The project’s objective was to identify
biological markers in cerebrospinal ﬂuid samples taken from patients with juvenile NCL
(CLN3).
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The project was extremely successful and is
thus being continued with a larger number of
samples for veriﬁcation purposes.
Funding partners: IQVIA Commercial, Joachim
Herz Stiftung, Lieselotte-Paulsen-Stiftung.

Our managing director, Dr.
Frank Stehr presented the topic
of NCL childhood dementia at
the following specialist events:
Within the scope of the “Multiprofessional care for suﬀerers
of dementia and chronic impairments” master’s degree course at Witten/
Herdecke University.

During the further training event organised
by the association of orthoptists, Orthoptik
Deutschland e. V., on the topic of “Visual impairment in children”.
At the NAKSE 2021, the National Conference
for Rare Diseases.
© NCL-Stiftung

The winners have analysed a large collection of

BRIEF REPORT

In the further training webinar for doctors
designed with our cooperation partner the
amedes Group on the topic of “Diagnosis of
early childhood lysosomal storage disorders with
a focus on NCL childhood dementia”.

11TH NCL RESEARCH PRIZE
In 2021 the 11th NCL Research Prize was award-

© ACHSE e.V.

The 50 000 euro prize money went towards
implementation of the award-winning research
idea by Prof. Monther Abu-Remaileh and his
working group at Stanford University.

in cooperation with the
Centres for Rare Disease in Germany.

© ACHSE e.V.

Prof. Monther Abu-Remaileh, winner of the
10th NCL Research Prize, and his working group
were able to identify a massive accumulation
of speciﬁc metabolic degradation products in
CLN3 diseased cells. Recovery of the cells can
be observed when the normal CLN3 function is
restored. Within the scope of preclinical studies
the researchers examined whether the quantity
of the identiﬁed degradation products can serve
as a signiﬁcant biomarker for the CLN3 disease.

The winners of the 11th
NCL Research Prize:
Drs. An Dang Do
(centre) and Forbes D.
Porter (left) of the Eunice Kennedy Shriver
National Institute of
Child Health and Human Development of
the National Institute
of Health and
Prof. David Sleat of
Rutgers University, Piscataway (all USA).

Prof. Monther Abu-Remaileh,
winner of the 10th NCL Research Prize.

In addition to this, we oﬀered an NCL symposium at this year’s Congress for Paediatrics in
Berlin, the largest paediatric congress in the
German-speaking region, and at the 46th Annual
Conference for Neuropaediatrics in Salzburg.
We were able to publish an extensive guest contribution on the topic of NCL childhood dementia
on the Coliquio physicians’ online network,
which is used by almost 200 000 physicians.
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NCL CHILDHOOD DEMENTIA

Prof. Martini’s successor is Dr.
Graeme Bilbe, R & D director of the Drugs for
Neglected Diseases Initiative (DNDi).

Prof. Dirk
Isbrandt.

Dr. Graeme Bilbe,
new member of the NCL Foundation Scientiﬁc
Advisory Council.

(Paul’s parents.)

We took this year’s Rare Disease Day at the end of February as an opportunity to turn the
spotlight onto NCL suﬀerers. Their parents were asked to send us a photo of their child
which had a special meaning for them and to share their thoughts.

The outcome was an extremely moving series
of photos, which were posted on our Instagram
and Facebook social media channels. We compiled a photo book of all the images as a thank
you and a souvenir for the participating families.

We welcome Dr. Rebecca AhrensNicklas of the Children’s Hospital
of Philadelphia, USA as our new
council member.

In 2021 we also took part in the two major
campaigns organised by ACHSE, the Alliance
for Chronic Rare Diseases:
© NCL-Stiftung

We extend our sincere thanks to Prof. Martini
and Prof. Isbrandt for their hard work and are
pleased to welcome Graeme and Rebecca on
board!
Dr. Rebecca Ahrens-Nicklas,
new member of the NCL Foundation Scientiﬁc
Advisory Council.
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Living with NCL Rare Disease Day 2021.

“Sometimes the illness
is scarily close and visible. But in between
everything, the going blind; the epilepsy;
the forgetting, there are so many good things;
so much happiness and so very much life.”

On Rare Disease Day we contributed an inspirational story and within the scope of the
#4Mil-lionenGründe (4 million reasons)
campaign a social media post about NCL.
#4MillionenGründe highlights an ACHSE position paper which aims to help suﬀerers of rare
diseases by creating the conditions they need
to better cope with their day-to-day lives.

© ACHSE e.V.

© Ingo Boelter

In accordance with the Scientiﬁc Advisory Council’s rotational principle, Prof. Dirk Isbrandt has
stepped down after three years’ service. As a
professor for experimental neurophysiology at the German Centre for
Neurodegenerative Diseases (DZNE)
Bonn/ Cologne University Clinic he
was able to provide us with valuable
access to the DZNE’s network.

© NCL-Stiftung

© Ms Götz / Ms Mawy, Neurology/
Neurosurgery, Würzburg University Hospital

After over eight years’ dedicated
work, Prof. Rudolf Martini has
stepped down from the NCL Foundation’s Scientiﬁc Advisory Council.
He expanded the NCL ﬁ eld to include neuroinﬂ ammation, a significant new scientiﬁc facet.
Prof. Rudolf
Martini.

Paul. © NCL-Stiftung
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of our Scientiﬁc Advisory Council.
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HUMMEL HOLLY
Within the scope of the “HUMMEL HOLLY” project, in 2021 we reached out to a total of 510
institutions in Germany, Switzerland
and Austria. Over 780 copies of the
“HUMMEL HOLLY im Märchenwald”
charity book written by children’s
book author Heiko Baumann were
presented to children’s hospitals;
ophthalmologists and orthoptists;
and paediatricians, children’s hospices and ophthalmic clinics. In addition
to this, we enclosed over 2 700 factsheets with
the books to raise doctors’ awareness of NCL.

ur sup

© NCL-Stiftung

© Gläsernes Labor

© NCL-Stiftung
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Creating knowledge - New oﬀerings and
partnerships for even more education.

one of Germany’s largest and most successful
students’ labs. Since autumn 2021 the lab has
been oﬀering German Year 10 and A-level classes
our PCR genetic diagnosis project. We will also
be presenting NCL at various scientiﬁc events
in Berlin. Many thanks to the Berliner Sparkassenstiftung Medizin for its generous support!

Many thanks to the Klaus Tschira Stiftung
for the funding!

We have also expanded our range of talks for
schools to include a further topic. In addition
to a presentation on NCL our so-called Neuro
module also oﬀers an in-depth insight into the
topic of neurodegenerative diseases and dementia. This year we updated our teaching folders
for teachers and also added the new modules.

We have entered into a wide-ranging new learning partnership with the “Glass Lab” in Berlin,

The Peter Jensen Stiftung was kind enough to
sponsor the printing costs for the new folders.

CSR projects.

in English and Turkish. It can be downloaded
from the Service/Publications section of the
NCL homepage, while the German version can

The new factsheet
for ophthalmologists and orthoptists.

also be ordered as a ﬂyer. This work
was kindly funded by the Spethmann
Stiftung and the Stiftung ASD.
Our physicians’ further training

New this year is also
our cooperation
with intermedix,
experts for pharmaceuticalsmarketing. With its dedicated software products for
paediatricians and ophthalmologists intermedix is supporting our important goal of shortening the time required to diagnose NCL.

course on diagnosing and treating

FOR PHYSICIANS

Hospital (UKE) in Eppendorf and Prof. Robert

We have compiled a new factsheet on diagnosing
NCL for ophthalmologists and orthoptists - this
is a recognition of the fact that these two target
groups play a key role in the diagnosis of NCL. The
factsheet is available on line in German as well as

Steinfeld of the University Children's Hospital

NCL has been updated and is available
on the MedLearning online training
platform. The 45-minute course is certiﬁed with 2 CME points and includes

© NCL-Stiftung

The diagnosis of rare diseases is
a focus of the amedes Group.
We are pleased that amedes
has selected us as one of the
organisations to receive funding
in 2021 within the scope of its

FOR SCHOOLCHILDREN
The existing students’ laboratory oﬀering for
A-level students and teachers dealing with the
PCR genetic diagnosis for a ﬁctitious NCL family
has been expanded to include an innovative
new module. This new module oﬀers the genetic diagnosis project for school classes as an
Internet-based computer simulation which
can be carried out virtually. In addition to providing Internet access to the simulation, our
website also oﬀers lesson concepts for teachers
(https://www.nclstiftung. de/was-wir-machen/
aufklaerungsarbeit/schueler/).

a generous supply
of Hummel Holly
books.

PARTNERSHIPS

© amedes

The “Glass Lab” at the
prestigious Campus
Berlin-Buch science
and biotech park is
an extracurricular
learning centre which
oﬀers a range of experimentation courses. Schoolchildren
have the opportunity
to carry out their
own experiments and
experience the fascination of science ﬁrst
hand.

The HUMMEL HOLLY
charity book was sent out
to specialist institutions all
over Germany.

Many thanks to all the sponsors of the book project: amedes,
Arvato, Feuerbestattungen Saalfeld, Gemeinwohl-Stiftung
der Sparkasse Dortmund, Glückstour-Schornsteinfeger
helfen krebskranken Kindern e. V., Körber AG, LC Berlin
Savigny, LC Grevenbroich, LC Hahnheide, RC Buxtehude,
RC Hamburg-Alstertal, Sparkasse Neuwied.

In 2021 children’s
book author
Heiko Baumann
once again
provided us with

sections on the topics of pathomechanism, symptoms, clinical course, diagnosis and therapy options for NCL. The authors
are Dr. Miriam Nickel of Hamburg University

Zürich.
Many thanks to MedLearning, who are once
again allowing us to use their training platform
free of charge!
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JUNE von Poll Immobilien GmbH once again
provided us with fantastic support. A donation of 20 000 euros was followed by a further
10 000 euros in September.
All the money was collected at various fundraising
events. The money will be
Artist Juliane Golbs supports our ﬁght against child dementia.

APRIL The amedes Group not only supports
our NCL training courses but also organises
numerous charity raising events. A wonderful
new partnership!

Frank Stehr with
organisers Werner
Schulze-Erdel and Jan
Josef Liefers (from the
right).
Small photo:
Got the party started
the evening before
the 9th Eagles Thriller
Cup: Actress and singer Anna Loos and Jan
Josef Liefers.

Our 2021 highlights.
The ﬁrst half of 2021 in particular
was dominated by the corona pandemic,
with great planning uncertainty for many
events.
Nevertheless neither we nor our loyal
supporters and partners allowed this to
deter us and many wonderful and,
in some cases, spectacular events took
place, raising amazing donations to
support our work.
We thank all our supporters and
donors from the bottom of our hearts
for their fantasticcommitment!
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© TVNOW: Stefan Gregorowius

Large photo:
9th Eagles Thriller Cup,
the traditional golf
charity tournament in
Münster: NCL
managing director Dr.

© Heinke Böhnert.

© Nicole Schmitz

© Nicole Schmitz

The group kicked oﬀ its activities with a series of exhibitions in branches of the HASPA
(Hamburger Sparkasse) bank which informed
customers about NCL and our work. Back on
board was our long-standing supporter, artist
Juliane Golbs.

Circumnavigator Boris Herrmann signs Heinke Böhnert’s
painting. The artist included pieces of the black carbon
ﬁbre sail from Boris’ racing yacht in her piece.

FEBRUARY/MARCH Our annual LebensKünstler
charity art auction was held virtually for the
ﬁrst time.
Well-known artists and galleries donated paintings and photographs and we were able to sell 22
wonderful pieces via the United Charity online
portal. The auction raised the wonderful ﬁgure
of almost 25 000 euros.

As a coach for the 2021 Let’s Dance Kids TV series, Melissa Ortiz-Gomez was able to generate lots of support for
the NCL Foundation.

MAY Fantastic support from Melissa Ortiz-Gomez! As a coach for the 2021 Let’s Dance
Kids German TV series she succeeded in getting
all the teams to donate unusual items which were
later auctioned on line via the United Charity
portal to raise money for the NCL Foundation.
In addition to generating more than 2 000 euros
in proceeds the auction also gained us a lot of
attention. In May people were asked to “jump in
at the deep end” to raise money for charity. The
idea was suggested by the Eisbademeisters cold
water swimmers. The Hamburg group decided
to support us, collecting more than 500 euros
in donations. A great event!

used to fund new research
projects.
JULY The 2nd The HEROS
charity march in Frömmstedt, Thuringia, initiated and
organised by our newly appointed ambassador, Jan Hähnlein, and including 25 and 50 km distances, was a great success.
40 volunteers and 23 sponsors ensured that the

© Lars Wannemacher

© Petersen Relations

ank yo

© NCL-Stiftung
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almost 360 participants had an unforgettable
experience. The event generated an amazing
27 000 euros in donations for us.
Dental gold which is no longer required
can do a lot of good. As proved by dentists
Dr. Ghaussy in Hamburg and Keywan Christian
Amirtahmaseb in Steinfurt, who together with
their patients collected old dental gold for our
beneﬁt!
AUGUST A trip around the Balkans for the NCL
Foundation. Following the “Baltic Sea Circle” rally
in 2019, this year Jens-Peter Zeyn and his
co-driver Carsten Brammer took their Unimog
amphibious vehicle to the Balkans. Over the
course of the 14-day Balkan Express Rally they
drove over 4 000 km in 13 south-east European countries. An amazing
event which raised donations totalling 18 200
euros.

Above: A fantastic
event - the 2nd
HEROS charity
march.
Centre: Jan Hähnlein
sets a folding bike
world record, cycling
414.75 kilometres on
a folding bike in 24
hours in early July to
raise money for charity. He completed a
total of 1 659 laps!

© Kirsten Köhler
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FUNDRAISING 2021

The 9th Eagles Thriller
Cup in Münster, held on
the last weekend in August,
was once again organised

Right: Balkan Express Rally ﬁnishers - Jens-Peter Zeyn (right)
and his co-driver Carsten
Brammer with their Unimog.
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FOUNDATION

ank yo

OCTOBER Körber once again supported us,
presenting us with a cheque for 2 500 euros
which will enable our Hummel Holly project to
continue. The books which will be “purchased”
with the donation will be given to paediatricians,
children’s hospitals and other institutions, bringing children pleasure and also raising awareness
of NCL and our work.

SEPTEMBER For the
time we joined with
the Castanea Resort Adendorf to invite
golfers to compete for the NCL Golf Trophy
and the anniversary event couldn’t have
been more successful! The day was rounded
oﬀ with live music from duo Orange Blue and a
large tombola.

Garden designer and landscaper
Thomas Brinkmann (left) and his wife
Yvonne with Martin Hartleif of the
NCL Foundation.
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HONORARY FOUNDATION COUNCIL (from the left):
Alexander Rößler (Legal) ǀ Martin Hartleif (Finance) ǀ Dr. Frank
Husemann (Chairman) ǀ Dr. Rainer Kuhn (Research).

DECEMBER The beautiful pieces, all of which
were donations, sold at our 2nd virtual LebensKünstler art auction, held via the United
Charity platform once again raised funds to
support our foundation.

Deutsches
Zentralinstitut
für soziale
Fragen (DZI)

2020 INCOME AND EXPENDITURE
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in '000 euros

Income

Expenditure

Donations

Research expenditure (592)

>EUR 10 000 (292)

Fundraising / Project management (95)

EUR 1 001 – 10 000 (279)

Training (27)

<= EUR 1 000 (186)

Events (59)
Administration (36)

Events / Other donations (63)

Travel expenses (11)

2020 BALANCE SHEET

HONORARY SCIENTIFIC ADVISORY COUNCIL(from the left):
Prof. Beverly Davidson ǀ Prof. Robert Steinfeld ǀ Dr. Angela Schulz.
Inset photo: Dr. Rebecca Ahrens-Nicklas, Dr. Graeme Bilbe.
© Bernhard Claßen

© R+V Esports

The R+V Support Marathon - Insurance company R+V
Versicherung matched all the health “restored" by
players during their “League of Legends” sessions with
equivalent donations.

Organisations with the seal
voluntarily undertake to meet
DZI standards, thus fulﬁlling
the highest quality requirements.

© NCL-Stiftung

We also received donations within the scope of
the BUDNI project sponsoring day in Hamburg.

© Old Tablers 215 Dortmund

Sponsors from various companies entered
ducks in the Old Tablers Dortmund traditional Lüner Duck Race on the Lippe river,
raising money for charities which included
the NCL Foundation.

© NCL-Stiftung

The school charity run organised by Sophie
Barat School in Hamburg was held in aid of the
NCL Foundation - a wonderful idea!

Donations were also collected during the Open
Garden Day. Landscape gardening company
Thomas Brinkmann, located in the Soest district,
presented its magical show garden, also taking
the opportunity to collect donations for the NCL
Foundation from visitors. In all the raised the
impressive sum of almost 2 500 euros.

The NCL Foundation has held the DZI donation seal of approval since 2006. It is the seal of approval for legitimate
charity organisations, conﬁrming that they handle the
money entrusted to them carefully and responsibly.

FOUNDATION OFFICE (from the left): Dr. Birgit Faßbender (Scientiﬁc Communications) ǀ Dr. Frank Stehr (Managing
Director) ǀ Dr. Herman van der Putten (Research)

NOVEMBER The R+V Support Marathon
took place for the 3rd time! Participants played
League of Legends, collecting donations for
charity while doing so - this time, for us!

15th

© NCL-Stiftung

A joyful reunion at
the 15th NCL Golf
Trophy in Adendorf:
Back from left to
right Anjorka Strechel, Melissa Ortiz-Gomez
Vince Bahrdt, Gerry
Hungbauer, Yasmina
Filali, Dr. Martin
Wilhelmi, Dr. Frank
Stehr. Front: Volkan
Baydar.

+++ DONATION SEAL OF APPROVAL +++
© Andreas Überschär Fotografie
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© Kirsten Köhler

The NCL Foundation
team.
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by our patron Jan Josef Liefers and presenter
Werner Schulze-Erdel. Numerous keen golfers
and celebrities, all in good spirits, enjoyed the
tournament, tombola and auction, all of which
were aimed at raising money for charity. As was
also the case last year, the event generated in
excess of 100 000 euros - a sensational result!

on

HONORARY BOARD OF TRUSTEES (from the left): Ralf Sigrist ǀ
Sigrid Bauschert ǀ Hubert Neubacher ǀ Birgit Saatrübe-Möllers ǀ
Olaf Rotax. Not in the photo: Lutz Marmor, Werner Schulze-Erdel.

in '000 euros

3,000

3,000

2,500

2,500

2,000

2,000

1,500

1,500

1,000

1,000

500

500

0

0

ASSETS

LIABILITIES

Oﬃce equipment (1)

Capital (50)

Bonds (1 166)

Contingencies (1 574)

Credit balance (931)

Reserves (45)

Other current assets (507)

Liabilities, research contracts (939)

Accruals and deferrals (4)

Tax liabilities (2)

The majority of donations were invested in research. Sponsoring services,
unsalaried assistance and indirect research funding are not shown. For data
protection regulation-related reasons the overall annual remunerations
for permanently employed staﬀ have not been disclosed. For more information visit our homepage www.ncl-stiftung.de/wer-wir-sind/vertrauen/.

15

u!

E ve r y d

Th

ation c

nts

We would like to thank all the long-time and new
supporters who make our work possible!
The following are just a few of them:

on

ou

Thank you!

ank yo

A.Behrens & G.Felsch | ABT Print & Medien | Acatis Investment | Ad Alliance | Adalbert Zajadacz Stiftung | AERE Korn | Airvalve Flow Control |
Alarmzentrale Hamburg | Alison Fry | Alsterarkaden Apotheke | Andreas Überschär Fotografie | Art 28 | Art Consulting | artiva Sports |
Auktionshaus Kendzia | AWG Druck | Axel Rockfish | B.O.B Niemann | Benedikt Pfander | Benjamin Pichelmann | Bernd Husemann | bona´me |
Buchbinder | Bunny GmbH | Caffè Chicco d’Oro | Carsten Boerma | CCS Charity Conception Saatrübe | Chris Gust | Christiane Köhne | Christine
Burlon | Comedia. IT | Cremtec | Der Bäcker Lampe | deutsche Hockey-Damen | Die Hamburger Goldkehlchen | DIE KAFFEEREI Rösterei | Dr.
Katrin Schneider | Dr. Werner Roßdeutsch | druckriegel | Edeka Jens Jänecke | Edeka Struve | Ehepaar Funke | Ehepaar Germersdorf | Eichhorn
Solutions | Elena Bulycheva | Elke Niermann | Else Kröner-Fresenius-Stiftung | F1online digitale Bildagentur | FC Bayern München Basketball |
Feuerbestattung Verden | Feuerbestattungen Saalfeld | Feuerbestattungen Stade | Fiete Deichgraph | Foondiert | Freaks 4U Gaming | Friends of
Britain | Galerie Mensing | GC Aldruper Heide | Generationen Verlag | Gérard Hofmann | Gisela Floto | Golf & Country Club Hamburg-Treudelberg
| GSK Stockmann | Günter Sell | Hamburg Airport | Hamburg Marriott Hotel | Hannover Airport | H. J. Gottschalk | HanseRent | HartleifKimenkowski Steuerberater | Heinke Böhnert | Hogan Lovells | International Intax | Jacqueline Pojer | Janine Achilles | Janine Reichert
Weinberatung | Jens Lorenzen | Jens-Christian Wittig | Jimdo | Joss Stone Foundation | Judith Williams | Julia Kickmunter | Julia Risel | Kirsten
Köhler | Klaus Frahm | Krematorium Bielefeld | Krischan Kuberzig | Kruse Der Lecker Bäcker | Kurt Viercke | Lagerkorn | LC Bad SegebergSiegesburg | LC Bremen-Wümme | LC Bremerhaven Carlsburg | LC Datteln-Waltrop | LC Dortmund | LC Kaarst-Büttgen-Korschenbroich | LC
Königstein im Taunus | LC Kurfürstendamm | LC Ludwigslust | LC Norderstedt | LC Olpe-Kurköln | LC Rostock | LC Schaumburg | LC
Schneverdingen | LC Würselen | Leo Club Askanier | Lifepoints | Lukas Göschl | Luther Rechtsanwälte | Magnolia Blumen | Malte Dieckmann |
Management Circle | Martin Sommer | Matthias Bergmann | Matthias Niehoff | Max Siemen | Merck Family Foundation | Michael Penner |
Michael Schmeichel | Michaela Jost-Lambacher | MINTarium | MÖHRLE HAPP LUTHER Wirtschaftsprüfungsgesellschaft | Multiple Box | Nexperia |
Niels Faassen | Öko-Weingut Thomas Schaurer | P. + R. Struve | Palang good coffee | Peter Lübeke | Peter Suhren | Phoenix Reisen | puzzle &
play | Rapidmail | Rautenherz | RC Berlin-Funkturm | RC Biberach Weisser Turm | RC Deidesheim-Mittelhaardt | RC Dieburg-Babenhausen | RC
Eggenfelden-Pfarrkirchen | RC Erlangen | RC Hamburg-Steintor | RC Hamburg-Dammtor | RC Idar-Oberstein | RC Koblenz-Mittelrhein | RC
Markdorf | RC Paderborn | RC Solingen | RC Walsrode | RC Wolfsburg | Reha-OT Lüneburg Melchior und Fittkau | Richard Fuchs | Ride for Good |
RiemerDruck | Rita Starck | ROBINSON Club | Round Table Deutschland | RT 1 | RT 70 | RT 112 | S&D Siebdruck | SAP | Sara Ludwig | Sebastian
Hellmann | sendmoments | Serkan Taylan | SmartChecker | Sparda-Bank Hamburg | Springer Bio-Backwerk | Staack Pooltankstellen | Stadthotel
Münster | Stage Entertainment | StartUp Praxis | Stiftung It’s for Kids | Stiftung Kindness for Kids | SUN NON-PROFIT CONSULTING | Susanne
Colo | Telefónica | TEREG | Textil One | The EAGLES Charity Golf Club | The Westin Hamburg | Theresa Winkler | Thomas Bodenburg | Thomas
Claussen | Thomas Meyer | Thorsten Schröder | Udo Lindenberg | unizell Medicare | V-Bank | Verein zur Unterstützung benachteiligter Kinder |
Vereinigte Volksbank Münster | vinchoc | Visual Consulting | Volker Kühn | Walentowski Galerien | WIRmachenDRUCK | WZV | Zahnaerztliche
Basisgruppe Westfalen-Lippe | Zahnzentrum Sachsenhausen | Zodwa Selele

Many thanks to advertising agency tilly & unger
and printing company DATADRUCK for designing and
printing our 2021 annual report for free!

We would like to thank everyone
who asked for donations to the
NCL instead of birthday presents –
and all the bereaved families who
thought of us even in their darkest
hour, asking for donations instead
of ﬂowers.

Mehr als nur eine Druckerei.
Beraten. Gestalten. Produzieren.

CONTACT

ACCOUNT FOR DONATIONS

NCL-Stiftung
Holstenwall 10 • D-20355 Hamburg
Germany
Tel.: +49 (0) 40 69 666 74-0
Fax: +49 (0) 40 69 666 74-69
Email: contact@ncl-stiftung.de

NCL-Stiftung
IBAN: DE50 2005 0550 1059 2230 30
BIC: HASPDEHHXXX
Hamburger Sparkasse

www.ncl-stiftung.de
www.ncl-foundation.com

Please state your name and address in
the purpose ﬁeld of the bank transfer form.

The NCL Foundation is a member of
the Association of German Foundations and of Achse e. V. and works
closely with other NCL institutions –
such as the NCL Group Germany.

