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FINDING STRENGTH

Myotubular Myopathy is a rare and devastating
muscle weakness, affecting mainly boys, from
birth. More particularly it severely affects the
muscles used to swallow and breathe. These
babies and children are at a constant risk of
dying, and usually fromm complications due to
simple colds and coughs from which they are
literally too weak to recover. Most do not survive
their babyhood or early childhood, and very
sadly only 1% makes it to 10 years old.

The exciting news is that there are recent and
major breakthroughs in the world of muscle
disease and, for us, that means there is real hope
of a cure. The problem remains finding enough
funds fo translate these broader discoveries into
results for the rarer conditions, like myotubular
myopathy. When we investigated what needed
to be done to keep pace with the scientific
possibilities, we realised that a specific research
fund was our only option to help extend the lives
of affected children.

Therefore, the Myotubular Trust was created in
February 2006. Our goal is to help fund research to
find a freatment or cure for myotubular myopathy,
giving children a real chance of living.

We are very fortunate to have the full and
enthusiastic backing of the most eminent
researchers in the field. “Money is absolutely
required fo fund research,...and this is where
chairities like the Myotubular Trust have great
value.... It takes enthusiastic people to bring things
ahead of schedule” Professor Francesco Muntoni,
Myotubular Trust scientific advisor.

We are so grateful to you for taking on the
extraordinary job of helping us to raise desperately
needed funds. One day these children will survive,
and that is due to wonderful people like you.

Thank you for your kindness and generosity!

If you can further help our charity, please email
Wendy, Anne or Mel at:
contact@myotubulartrust.org

Registered charity: 1113809. Founding Patron: Professor Victor
Dubowitz, Emeritus Professor of Paediatrics, University of London,
President of World Muscle Society. Scientific Advisor: Professor
Francesco Muntoni, Professor of Paediatiric Neurology, Institute of
Child Health based at Great Ormond Street Hospital for Children.

www.myotubulartrust.org
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STANDING ORDER FORM

To: Bank | Sort Coda:
Acoount Mo
Posteoda:
Ploase pay to CAF Bank Lid, £
Sort Code: 40-52-40 Account No: 00014444 | 2
Myctubular Trust, the sum of: il
Cammencing day of / [month) / fyoan) 200
and the same amount annually on™ day of / [maonth)
OR the same amount manthly on*® day of each month
The final payment baing on day of / [month) / fyoan) 200
Jfor until further notica™
Signad: Dated:

* dekle a8 appropiats
giftaid it

Myotubuliar TRst can reciaim the ta back on your donstion and get an extra 28% without it costing you a singls peniny.
Plaase tick the gitt ald bow It you & a ta payear and would ke us to Gt Ald your donation and maks surews can read
your full name, foma addmss and postcods. This supports our tee clalm and wil not b= usad to contact you. Plamss
note that you must have pald an amount of Income ta, andvor capital galrs e at least squal to the amawrt we el

clalm In the taw yaar you make the donation 1o us.
Unfartunataly, we carnot reclEim tax back on company donations, anly navduats.

Pleasa clalm Gift Ald on all donations | have made to the Myotubular Trust sincs 6 April 2005 and all donations | maks In
the future uritil | notity you othensdsa.

Title: Initiaks: Surrame:

Horme Addrass:

Postooda:

Talaphona:

Ernail:

D Dada Frofeclion Aol 4008, The dafa coleched In this fom may be wsed for e peposes of sending you mone nformation aboul the
Myodubakar Trust, T data wiil nod ba i any dhaf i mod with B Trust, Flease fick fa box F
you o nod wish fio hear from wus again.

Please send the whole form to:

Myotubular Trust

c/o Chalkdell Management Accountants Litd
15a Barnard Road,

London

SW11 1QT

email: contact@myotubularirust.org www.myotubularirust.org

Thank you for your generosity!
Myctubular Tust Reglstered Chanty Moo 1115909

Thank You
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