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About us:  

CNM – Together Strong 

(ZNM - Zusammen 

Stark!) was founded on 

June 5, 2015 by parents 

of children with 

centronuclear myopa-

thies (CNM/ZNM). 

Centronuclear Myopathy 

is an umbrella term for 
a few very rare muscle 
conditions, e. g. 

myotubular myopathy. 
They have in common 
that the nuclei of the 

muscle fibres are locat-
ed in the centre 
(centronuclear) and not 

as usual at the edges of 
the muscles. 
 

Our goals are to give 
the families a voice, to 
share information on 

CNM and the latest re-
search and to sponsor 

grants for research on a 
cure. 
 

As these conditions are 
so rare hardly any pub-
lic funding for research 

on a cure exists and be-
fore CNM – Together 
Strong! no registered 

association represented 
patients and their fami-
lies in Germany..  

We want to change 

this! 

Under the motto "together even 

stronger" the European Conference for 

Myotubular and Centronuclear Myopa-

thy took place from May 6-8 2016. It was 

organised together with the Myotubular 

Trust. 

On this sunny weekend, over 100 par-

ticipants gathered together near Frank-

furt in Germany. There were 45 families 

represented from 12 countries, and 16 

researchers from Germany, France, the 

Netherlands, UK, US and Canada. The 

conference was presented in both Ger-

man and English with simultaneous 

translation via headsets. 

The weekend began with a beautifully 

colorful spectacle when everyone re-

leased a balloon and a wish into the sky. 

This was followed by a relaxed and 

happy get together over dinner and 

drinks. 

On Saturday, conference delegates 
heard about the latest developments in 
research findings, as well as other stud-
ies and initiatives in the field of centro-

nuclear and myotubular myopathy. We 
were so fortunate to have had such great 
support from the academic community 
and their presentations were greatly re-
ceived. On Saturday afternoon and Sun-
day morning there was a series of work-
shops on topics that ranged from Pre-
Implantation Genetic Diagnosis, Firefly 
adapted toys and seating, outcome 
measures for clinical trials, and updates 
from Audentes Therapeutics on the clini-
cal studies on gene therapy. 

Children and teenagers had a chance to 
enjoy a program especially organized for 
them on Friday, Saturday and Sunday. A 
funny puppeteer made all children laugh 
and they were also able to act with real 
actors to play Red Riding Hood. Older 
children enjoyed playing soccer and go-
ing on a treasure hunt. 

Sunday was Mother’s Day in Germany, 
and all mothers got a special present: 
sunflower seeds of The Big Sunflower 
Project for Centronuclear and Myotubu-
lar Myopathy 2016! We now hope that 
Sunflowers will grow in all homes of all 
participants and with them the good 
hope and good spirit of the conference! 
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International conference on myotubular 
and other centronuclear myopathies  

Issue 2 

November 

2016 

Some of the participants of the family conference in Niedernhausen near Frankfurt 

http://www.znm-zusammenstark.org/en/cnm/
http://www.znm-zusammenstark.org/en/cnm/
http://www.znm-zusammenstark.org/en/2016-3/
http://www.znm-zusammenstark.org/en/2016-3/
http://www.znm-zusammenstark.org/en/2016-3/
http://www.myotubulartrust.com/
http://www.myotubulartrust.com/
https://thebigsunflowerproject.wordpress.com/
https://thebigsunflowerproject.wordpress.com/
https://thebigsunflowerproject.wordpress.com/
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During our joint conference in May 2016 

our association ZNM – Zusammen Stark! 

was able to hand over a check of 10,000  € 

to the English Myotubular Trust. This 

decision was taken unanimously by the 

members’ general meeting on the previous 

day. Thank you so much to all our sup-

porters who have made this possible! 

The Myotubular Trust was founded in 

2006 with the aim to support research in 

the field of myotubular and other 

centronuclear myopathies. For this pur-

pose every year, the Myotubular Trust 

grants research projects. The scientific 

Donation to the Myotubular Trust 

 

 

advisory board then decides which 

projects will be funded. 

Thus, our donation contributes directly 

to the research grants of 2017! 

We would like to hand over another 

check by Christmas 2016. For this we 

rely on your support! We are very hap-

py and grateful if you want to contrib-

ute. Every single Euro counts! By the 

research grants of the past so many has 

been reached already! 

www.myotubulartrust.com/research_p

rogrammeandgrants.htm 

Together with Holger Fischer and Frank 

Schulte Tracy Ulmer is now part of the 

management board. She was elected 

unanimously by the members‘general 

meeting. In the same way, Hannes 

Oldenburg, was elected as cash control 

officer.  

In addition, Aart den Hollander and 

Arlene Wüstner will represent our 

association in the steering committee 

of the NMD patient registry 

(mtmcnmregistry.org)  

www.treat-nmd.eu/ 

 

Thank you for your commitment! 

Frank Schulte, Tracy Ulmer, Melanie Spring, Holger Fischer, Anne Lennox 

New responsible members in  

our association 

 

 

Tracy Ulmer & Hannes Oldenburg 

Vice -President & cash control officer 

Aart den Hollander & Arlene Wüstner 

ZNM representatives in the steering 

committee of the Treat NMD patient 

registry 

This QR-Code leads you directly 

to our conference page with 

programme, photos and films 

and pdfs of the presentations 

 

http://www.myotubulartrust.com/research_advisors.htm
http://www.myotubulartrust.com/research_advisors.htm
http://www.myotubulartrust.com/research_programmeandgrants.htm
http://www.myotubulartrust.com/research_programmeandgrants.htm
http://mtmcnmregistry.org/
http://www.znm-zusammenstark.org/en/2016-3/


       

 

 

 

 

 

 

 

 

 

 

 

 

 

Myotubular myopathy (MTM) is 

caused by a mutation in the MTM1 

gene, which is responsible for the pro-

duction of a protein called 

myotubularin. People affected by MTM 

do not produce this protein and have 

severe muscle weakness. Other 

centronuclear myopathies (CNM) are 

caused for instance by an alteration of 

the DNM2 gene, which produces the 

protein dynamin. In people affected by 

CNM linked to dynamin, we believe 

dynamin is present in the muscle but 

probably acting in an uncontrolled 

manner. Consequently, either a lack of 

myotubularin, or dynamin going ‘wild’, 

will lead to a muscle disease. 

Some therapies to cure MTM rely on 

the addition of the missing 

myotubularin in the patients’ muscles. 

In our group we follow a different ap-

proach: we want to keep dynamin un-

der control. We do not yet fully under-

stand how myotubularin and dynamin 

interact in muscles. But we do know 

that the balance or equilibrium between 

myotubularin and dynamin in muscle 

cells is very important. In MTM pa-

tients, this balance is disrupted as more 

ZNM celebrates the first birthday with a film 

Dynamin is found in the muscles than 

in the ones of healthy people. In our ex-

periments, we reduced dynamin in 

mice models with MTM. The results 

were very promising: the MTM mice 

with a reduced amount of dynamin had 

more strength than before and survive 

as long as healthy mice. This allowed 

the MTM mice to walk around the cage 

and even swing hanging from a wire 

supporting their whole body weight. 

This improvement on the muscle 

strength was also obvious on the cell 

structure of the MTM mice with re-

duced dynamin. The cell nuclei moved 

from the center, typical location in 

MTM patients, to the normal position in 

healthy muscles, at edge of the cell. Ad-

ditionally, MTM mice with reduced 

dynamin do not show negative effects 

on other body organs.  

Because of these great results with 

mouse models, we have now founded a 

start up together with industrial part-

ners. The company Dynacure is dedi-

cated towards developing a human 

drug to test it in clinical trials with pa-

tients in the near future.  

On June 5 we have celebrated 

our first birthday 
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Dr. Belinda Cowling,  

Pathophysiology of neuromuscu-

lar diseases, department transla-

tional Medicine and 

Neurogenetics, IGBMC, Illkirch, 

France 

Research news 
 

Während der Muskelentwickung verschmelzen hunderte Muskelzellen zu ein-

zelnen  

 

Muskelfasern. Jede Muskelfaser enthält so hunderte von gleichmäßig verteilten 

Zellkernen  

 

(Nuklei), die wiederum den Lebensbaustein DNA beinhalten und schützen.  

 

Bei den zentronukleären Myopathien (ZNM) befinden sich die Zellkerne nicht 

wie üblich am  

 

Rand der Muskelfasern, sondern genau in der Mitte – daher der Name der 

Krankheit:  

 

zentronukleäre Myopathie = Muskelerkrankung mit zentralen Zellkernen. 

 

Warum sich die Zellkerne bei der Krankheit in der Mitte befinden, ist Gegen-

stand aktueller  

 

Spitzenforschung. Seit einigen Jahren kennt man zumindest die genetischen 

Ursachen der  

 

ZNM: Sehr schwere ZNM-Formen mit allgemeiner Muskelschwäche und le-

bensbedrohlichen  

 

Atmungsproblemen ab Geburt werden durch Mutationen im MTM1-Gen 

veursacht.  

 

Gemäßigtere Formen mit ersten Symptomen während der Kindheit oder im 

Erwachsenenalter  

 

gehen auf Mutationen im BIN1- oder im DNM2-Gen zurück. Alle drei Gene 

spielen eine  

 

Rolle bei der Muskelkontraktion, bei der ein Signal von der Nervenzelle auf die 

New therapy to cure several CNM? 

 

For our first anniversary on June 5  we 

thought to do something special. For 

this reason we have published a short 

film with the title: „What is myotubular 

myopathy? What is centronuclear 

myopathy?“ 

Thank you to all who have contributed 

to this project without charging any-

thing: speaker René Wagner, scientific 

advisor Johann Böhm, IGBMC and 

Clemens Maucksch, filmmaker. 

In the meantime this film is available in 

English. More languages will follow, 

on our ZNM youtube-channel: 

https://youtu.be/2HrUeetT25s 

Screen shot of the short film 

 

http://www.znm-zusammenstark.org/en/belinda-cowling-2/
http://archive.igbmc.fr/recherche/Prog_TMN/Eq_JLapo/JL3.html
http://archive.igbmc.fr/recherche/Prog_TMN/Eq_JLapo/JL3.html
https://youtu.be/2HrUeetT25s?list=PLaG7cwgnel-HFSJroBWKv1vUqPYRlze5J
https://youtu.be/2HrUeetT25s?list=PLaG7cwgnel-HFSJroBWKv1vUqPYRlze5J
https://youtu.be/2HrUeetT25s?list=PLaG7cwgnel-HFSJroBWKv1vUqPYRlze5J
http://www.znm-zusammenstark.org/de/johann-bohm/
http://clemensmaucksch.de/
https://youtu.be/2HrUeetT25s
https://youtu.be/2HrUeetT25s?list=PLaG7cwgnel-HFSJroBWKv1vUqPYRlze5J
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Our association: 

ZNM – Zusammen Stark! e. V. 

(CNM - Together Strong!) 

Founded on 05 June 2015 

Members: 126, of these 33 fami-

lies with people with CNM 

(October 2016) 

Address:  

Käte Hamburger Weg 8, 

70569 Stuttgart 

Management board: 

President: 

Dr. Holger Fischer 

holfischer@gmail.com 
 

Vice President: 

Tracy Ulmer 
 

Treasurer:  

Frank Schulte 

Our association is registered at 

the county court in Stuttgart. 

We are officially recognised 

charity (tax number: 

99018/60576) 

Bank Account: 

IBAN : 

DE33 2789 3760 2051 0918 00  

BIC: GENODEF1SES  

 

Visit our Homepage: 

www.znm-zusammenstark.org 

Like us on Facebook:  

facebook.com/znmstark 

 

How you can help: 

 

 

We are so happy, if you are willing to 

support us. - Every single Euro 

counts! 

There are different ways for every 

budget to help: 

- Without extra costs you can support 

us through the online platform good-

ing.de - just visit the site before you 

do your online shopping and ZNM 

gets a small bonus. 

- you can also make a direct dona-

tion by bank transfer (account no. 

on the left) or by using the platform 

betterplace.org - this also works 

from abroad, by credit card or Pay-

Pal. 

- or do you want to support us on a 

regular basis? Then, you might 

want to become a sustaining mem-

ber of ZNM. The application form 

can be found on our homepage. 

 Emil in our hearts 

Emil, a sweet 2-year-old boy from Stuttgart un-

fortunately lost his battle against MTM this May. 

Emil inspired his parents, Jen and Holger, to 

found this association and will continue to in-

spire us all to continue fighting for children with 

MTM and CNM. Emil, you will always remain 

alive in our thoughts and our hearts, like all oth-

er children with MTM and CNM, who had to 

leave way too early! We miss you so much, but 

at the same time we are endlessly grateful for 

your life and for showing us, what is important 

in life: to love and be loved in return! 

 „Emil felt marvelously relieved. It is true, bad luck 

remains bad luck. However, to have a few buddies 

who voluntary join you and help you, this is a won-

derful feeling. “ 

 (Erich Kästner, Emil and the Detectives) 

 

werden folgen. Zu sehen ist der Film auf unse-

re,m youtube-Kanal 

Our plans for 2017: 

 

Moreover, we will continue support-

ing various research efforts from our 

scientific community devoted to find a 

cure or a treatment for patients with 

MTM/CNM.  

We thank you in advance for your 

support financing these activities! 

In May 2017, we will organize again a fami-

ly conference. We will invite therapists, who 

will show us how to better care for our fam-

ily members with MTM/CNM or ourselves. 

For the children and teenagers, we will or-

ganize a very nice program.  

More on Emil’s adventures you can 

read in his blog: 

emil-augustin.blogspot.de 

mailto:holfischer@gmail.com
http://www.znm-zusammenstark.org/
http://www.facebook.com/znmstark
https://www.gooding.de/znm-zusammen-stark-e-v-34700
https://www.gooding.de/znm-zusammen-stark-e-v-34700
https://www.betterplace.org/en/projects/33442-cnm-together-strong-for-a-cure-for-centronuclear-myopathies
http://www.znm-zusammenstark.org/en/become-a-member/
http://emil-augustin.blogspot.de/
http://emil-augustin.blogspot.de/
http://www.znm-zusammenstark.org/en/
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