
Update

“Your support continued, despite it being a year when fundraising was so difficult. You are appreciated so much, and we are so grateful!”Tina Tully, mum to Kathleena

“DEBRA for us means our second family. You’re like our security 

blanket! We want to express massive, heartfelt gratitude and 

many thanks to you.

Gunita Spurge, Maria’s mum

Our wish – today and always 
 – a cure for EB

 “When my son Ruaidhri was bor
n with blisters, my heart 

sank. I knew he was go
ing to be like me. From the beginning, 

DEBRA’s support was amazing. We never knew there we
re so 

many people with blisters
, never mind a support network, 

too!

If you asked me what I would change
 about having EB, I 

wouldn’t change a thin
g for myself. It means I know what 

Ruaidhri is going throu
gh and I’m so happy to know this

. 

But we do wish for a c
ure. On Christmas Eve Ruaidhri said 

to me he would give all his 
presents back to Sant

a if only 

Santa took his EB away.” 

With all our gratitude!

Amanda Nugent
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Exciting new treatment brings hope  
to people with EB
Your support for DEBRA Ireland helped make it possible!

Great news! The first medication 
specifically created to treat EB has 
passed Phase 3 clinical trials. Filsuvez 
gel was developed by Dublin-based 
Amryt Pharma, It can speed up 
wound closure and reduce the pain of 
bandaging.

This could pave the way for more game-
changing therapies in the coming 

years, each improving wound closure. 
That means less pain and trauma with 
bandaging and fewer infections. 

For the first time, the future is looking 
brighter for people with EB. Thank you 
for being such an important part of  

this breakthrough!

What if an oral 
spray could deliver 
EB treatments?
People living with EB suffer from daily 
pain. But DEBRA-funded research has 
begun on a new oral spray that would 
treat and prevent the scarring that 
affects the moist tissue lining certain 
parts inside the body in EB patients. 
Scientists will develop the spray for use 
in the mouth which they anticipate will 
reduce scarring, reduce tooth loss, and 
improve oral hygiene. This could be a 
wonderful development!

Thank you for helping us learn more and 
do more for people with EB.

More research your 
kindness supports: 
Healing wounds

Thanks to you, we are now funding 
three EB research projects in the area 
of wound healing and are in discussions 
to fund a further two projects next year. 
Your support is expanding scientific 
knowledge about EB and contributing to 
more treatments. 

An Irish EB registry
The Irish EB Registry was established in 2020. 
It will create a pool of vital data for researchers. 
They can analyse trends, identify new treatment 
options and test the effectiveness of treatments. 
The registry will also help us spot gaps in services 
and better understand how to improve the lives of 
people with the condition.

Thank you!


