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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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As you know General Election 2016 
is fast approaching. 

We at DEBRA Ireland are working hard 
to make our future politicians #ebaware.

Will you help us to help you?

When your local candidates 
come looking for your vote 
ask them one simple question

PTO



Casey (4)

Contact info:
DEBRA Ireland, Butterfl y Cottage, 
8 Clanwilliam Terrace, Grand Canal Quay, Dublin 2.
(01)4126924 / info@debraireland.org
www.debraireland.org

EB (epidermolysis bullosa) is a rare, 
genetic condition, in which the skin 
and internal body linings blister at 
the slightest touch, causing painful, 
open wounds.

In severe forms it is debilitating, 
life-limiting and devastating.

Casey (4)

Dressings and bandages are not considered drugs 
& therefore not directly available on either the 
medical card or Drugs Payment Scheme.

Is this a fair way for society to treat some 
of its most vulnerable?

Rare diseases, such as EB, are not actually rare at all 
- there are 1/4 of a million people in Ireland today living 
with a rare disease.

What are you and your party going to do to ensure 
implementation of the National Plan for Rare Diseases?

Families living with EB have to cope with 3 hour 
agonising dressing changes without any nursing 
support.

What could you or your party do to help?

Questions you can ask your local candidate…
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