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When Ruaidhri was 
born Amanda saw the 
blisters. She knew 

immediately that her son had 
the same condition she and her 
four sisters did. And it broke her 
heart.

Several months later, Ruaidhri 
was diagnosed with EB. Now 
Amanda and her 4 sisters had 
a name for what they had lived 
with. For all their lives, they 
managed blistered feet and 
hands. All of them were sporty 
and loved football. So they’d put 
on two pairs of socks and tie up 
their boots. 

After Ruaidhri’s diagnosis, 
Amanda was put in touch with 
DEBRA Ireland. She says the 

support she found was amazing.

“We never knew that there  
were so many people with 

blisters, never mind a support 
network, too!”

That’s where you come in, 
our wonderful friend. Your loyal 
support for DEBRA and families 
like Amanda’s makes such a 
difference! Because you care, 
families like Amanda’s can look 
to us for support. 

Ruaidhri’s cousins also have 
EB. He’s sad for them. But he 
says at least they’ll understand 
each other and what they can 
and cannot do.

Despite EB, Ruaidhri is an 
active, happy boy. He climbs 

trees, rides his bike and loves 
hurling and football. He’s learned 
that he must stop after a certain 
time or he’ll blister. And Amanda 
says she’s thankful for the 
insight her own condition gives 
her into how her boy is feeling.

We’ll be there for Amanda, 
her sisters, and Ruaidhri. And 
with help like yours, we’ll 
keep working – supporting EB 
families, of course, but also with 
critical advocacy and research. 
Someday we hope for a world 
where EB can be cured. With 
your help, we will get there!
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With your wonderful support…

How one family takes on EB



You’re supporting exciting new discoveries!
Research is key. And at every 

step of the way, your support 
is pushing the boundaries of 
science.

  Genetic scissors to 
repair genes?

EB is a genetic condition. It 
means the skin has a faulty gene, 
so it either cannot make or is 
missing some of the necessary 
proteins – like collagen – to help 
hold the skin together. 

We’ve been working with 
Professor Wenxin Wang at 
University College Dublin 
on a topical treatment using 
gene therapy. A gel would be 
applied to the skin which acts 
as a genetic scissors. The 
scissors would cut out the non-
functioning part of the gene. 
Then the gene would repair 
itself and regenerate the needed 
collagen.

This is a long-term project, 
and still in its early stages. But it 

holds great promise!

  An oral spray for 
internal wounding

Blistering to the inside of 
the mouth is common with 
EB. It makes eating, drinking 
and brushing teeth painful and 
difficult. The scarring that results 
can affect the development of 
muscles and other tissues.

DEBRA Ireland and UK are 
supporting the development 
of a new oral spray. It would 

The difference you might not 
realise you make

Support for our families 
with EB takes many forms. 
That’s why we have a 

Family Support Team. And your 
generosity powers them!

Deirdre, Eve, and Kate take 
care of so much that makes life 
a easier for our families. They 
know our families well and look 

after them.

Here’s an example of how 
you help. Casey Connors uses 
a wheelchair. But getting Casey 
into her home has become 
more difficult as she grows. The 
Connors needed a ramp. Our 
team managed every detail and 
determined which ramp would 

suit the family’s needs best. Then 
we purchased the correct one. 

None of our care happens 
without you and your kind 
heart! Feeling more independent 
is critical as Casey gets older. 
Now she can get into her house 
more easily. Thank you.
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Would you like to become a monthly supporter? You 
would bring steadfast support to people with EB and 

their families. You might also help us find a cure. 

To join today, just use the back of your  
reply form enclosed. Thank you!
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Our deepest thanks for your monthly gift
When parents learn that their 
child has EB, they’re afraid. 
How can they grasp all they 
need to know?

They’ll need help.  
And there you are. 

Your monthly gift is an island of 
certainty in a river of unknowns. 
Your constant kindness means 
emotional and medical support. 
And you help fund research 
leading to the treatments their 
child needs.

For your monthly gifts 
giving our families hope 
and comfort, we cannot 

thank you enough!

treat internal blistering, mouth 
ulcerations and oral scarring. 
The research project is led by 
Professor Liam Grover. 

Over the next two years, 
the research team will work 
alongside clinicians and patient 
groups on the design of the 
spray. They want to ensure 
precise delivery to oral linings 
of the mouth. The next step? 
Clinical studies.

  Better patient care
DEBRA Ireland is funding 

the creation of a Patient 
Care Guide for patients with 
oesophageal strictures. This 
guide will offer best practices for 
physicians. DEBRA has a patient 
representative on the team 
developing the guide. This project 
started in April and should be 
ready to publish in spring of 2023 
– and available to all.

Thank you for sharing your heart!

When Claudia Scanlon and 
her mum, Liz Collins, 
recently appeared on 

The Late, Late Show, Claudia 
bravely shared her struggles.

Living with EB hasn’t been 
easy. One of Claudia’s hands 
is fully fused, and the other is 
now becoming more difficult 
to use. This will limit Claudia’s 
independence – and that’s 
particularly hard for a 17 year old.

“It’s a struggle,’ she said. “We 
use our hands for everything and 
it’s very hard to not have them all 
of a sudden.”

During the show, Johnny 
Sexton joined them via video. 
The rugby star has championed 

DEBRA Ireland. And in response 
to her appearance, so many 
wonderful people like you became 
champions as well. Claudia, Liz, 

and all of us at DEBRA were 
overwhelmed by your generosity. 
Thank you!

Prof Liam Grover

“This means so much to me, so much to DEBRA, and most importantly, 
it means so much to the EB community. Without fundraising there is no 
research and no research, no cure – so this is all going towards one day 

finding a cure for people living with EB.” – Claudia



Updating you on little Kathleena Clancy

Do you remember 
Kathleena?  
She’s Tina Tully 

and John Clancy’s 
adorable little girl. 
She joined their family 
when she was adopted 
from China. Kathleena 
has EB.

The couple knew 
their new little girl 
would have EB. But 
actually caring for their 
new child was still difficult. They credit DEBRA 
with the support they needed. And we were able to 
provide that help because of you.

Recently, Kathleena and her family were featured 
in an Irish Independent article. That little girl is now 
about to start primary school!

Kathleena is 
affected mostly on 
her left leg. But as 
she begins school, 
she’ll need to answer 
many questions from 
classmates and new 
friends. Her parents 
are doing their best to 
prepare her and are 
sure she’ll do well. Her 
older brother, Ivan, 
attended her school 

so they’re confident in the care their little girl will 
receive there, too.

Thank you for being part of the DEBRA 
family. Your kindness and generosity touch so 
many lives – like that of little Kathleena!
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EB is an inherited condition. (Think 
of Amanda Nugent and her family.) 
You can’t catch it and it’s quite rare. 
We all have some genes that are 
faulty. With EB, those faulty genes 
are the ones that make proteins 
important for skin structure. These 
proteins bind skin layers together.

In mild cases, only the skin is 
affected. In more severe cases, 
internal linings of the body – like 
the mouth, the oesophagus or 
the intestines – can be affected. 
That’s why research is looking into 
treatments for both external and 
internal wounding.

There are different types of EB. 
Sometimes it’s mild, but it can be 
quite severe. To simplify, there are 
three major subtypes: EB simplex, 
junctional EB and dystrophic EB. 

Today, there is no cure for EB. We 
can only manage the symptoms 
and continue researching new 
treatments. But someday, with your 
help, we will find a cure!

What you want to  
know about EB

Have you ever tried – and struggled – to 
explain EB? Don’t worry – we have, too!  
So here’s a quick view for you.


