
Joan O’Rourke
25 Cherryfield Gardens
Terenure
Dublin 6
Dublin

00.00.13

Dear Joan

Thank you so much for taking a call on behalf of DEBRA Ireland and for agreeing to sell raffle 
tickets to support families like mine.

Not many people have heard of Epidermolysis Bullosa (EB) so I’ll give you two explanations: 

Here is the medical definition: It is a painful genetic skin condition where the collagen that 
normally sticks layers of skin together is missing. This means the skin blisters and wounds at the 
slightest touch and the only treatment is constant dressing changes. There is currently no cure 
for EB.

And here is a mother’s definition: EB is the enemy that lives in our house and attacks my 
baby day and night. It is the monster that targeted my baby while she was still in the womb 
so brutally that when she was born, the skin was already missing on her hands and feet. 
My little girl will never know what it is like NOT to be in pain. We urgently need a cure.

Do you know what the hardest bit is? 
It’s the guilt. The guilt that as a mother I should know what to do, I should be able to fix this, 
kiss it better. But I can’t, I never will.

Now Casey is 18 months old. Soon we have to go into hospital for a week. Casey can’t 
spoonfeed properly so we have to try to figure out what to do next.
It breaks my heart that she might never taste food. Again it’s EB making me powerless - taking away 
my right as a mum to feed my child.
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lives…
WEaRING THIS TATTOO

won’t change
…BUT A DONATION WILL

100% of text cost goes to DEBRA Ireland across most network providers.Some providers apply VAT which means a minimum of €3.26 will go to DEBRA Ireland. Service Provider: LIKECHARITY. Helpline: 01 443 3890.

For people whose skin doesn’t work, we do.

@debraireland   www.debraireland.orgfacebook.com/DEBRA.Ireland

EB AWARENESS DAY
24 October 2014

#releaseyourbutterfly

SNAP SHARESTICK

TEXT  

BUTTERFLY 

TO  50300  
TO DONATE  

€4


