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Helen was a child and adolescent 
psychotherapist with a tremendous 
empathy for children. When Padraic 
heard about the psychosocial support 
work being developed for EB patients 
- work that you’ve made possible 
through your amazing generosity - he 
immediately saw its importance. In 
Helen’s memory, he donated to DEBRA 
Ireland to propel this crucial work.

This loving gift funds counselling 

grants to pay for therapy, referral 
services, family support packs, and 
the development of support hubs for 
parents. People battling EB are being 
equipped to cope with the many ways 
this disease affects their lives.

With people like Helen, Padraic, and 
you by our side, EB patients and their 
families are finding the comfort they 
need as they live with this cruel disease.

First Ever Treatment for EB moves to  
next step – YOU made it happen!

CHMP
recommendation

EC Market
Authorisation

NCPE decision on 
reimbursement

Available for use 
in Ireland

We are beyond overjoyed to share this incredible news with you! 
Following a positive opinion from Committee for 

Medicinal Products for Human Use (CHMP) - Amryt 
Pharma’s Filsuvez® has now been approved by 
the European Commission (EC) for use in the EU 
for people over 6 months! This is a fantastic step 
forward towards making this treatment available to 
EB patients in Ireland. 

The next step is application to the National Centre 
for Pharmacoeconomics (NCPE). They will advise 
the HSE on whether they believe the treatment is 
good value for money. Then, the HSE will consider 
their recommendation and make the final decision 
to fund this treatment. We will keep you updated on 
the progress.

This is the first ever treatment available for EB. The research that made it 
achievable wouldn’t be possible without loyal, committed friends like you!

Padraic’s beloved wife, Helen

A Legacy of loving care
When Helen died at just 65, her husband, 

Padraic, wanted to support something 
meaningful in her memory.

Planes crash. Bombs explode. 
Missiles fly. Sirens scream.

That is enough for anyone to 
endure. But for 300 Ukrainian EB 
patients and their families, life 
has gotten much harder.

As soon as the attacks started, 
Debra International jumped 
into action to find out what was 
happening on the ground and 

what could be done to help.

Jimmy Fearon, DEBRA Ireland 
CEO, is on that committee, and 
is now working with our friends 
in DEBRA Ukraine, DEBRA 
Poland, and EB Foundation 
Poland. Together, with your 
support, they’re providing critical 
supports to patients and families 
who choose to remain in Ukraine 

and those fleeing to other 
countries.

For those who choose to stay 
in Ukraine, we’re doing all we 
can to make sure they have the 
equipment, supplies, and care 
they need. 

But many have fled Ukraine to 
the safety of other countries.

Your                    Voice
Summer 2022

You’re helping bring relief 
to patients in Ukraine

We can only help these EB patients and their families because  
you are by our side! (cont. on page 2)
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Many years ago, a kindness was extended to 
Aidan. And today, he’s paying it back by raising 
money for DEBRA Ireland.

In 1989 Aidan’s son, Stephen was born with 
Cerebral Palsy. 

The best treatment available at the time was in 
Budapest, Hungary. A friend of his cousin found out 
about their need and wanted to help. He ran the 
Dublin City marathon, raising enough money for his 
little boy to get the treatment he needed.

Aidan’s son, Stephen passed away when he was 
just 3 years old. 

Some years later, Aidan’s former footballing 
teammate Gary Scanlon and his wife Liz had a 
newborn baby called Claudia. Over time Aidan got 
to know of Claudia and her condition. He heard of 
the horrifying suffering that Claudia endured and 
was amazed at the rituals the she and the Scanlon’s  
went through day in and day out – 365 days a year.

“The longevity of suffering isn’t fair,” he said 
emotionally. “It’s not like cancer where you’ve 

lived a life up to that point. It starts at birth, and 
it never goes away.”

Experiencing the loss of his son at such an early 
age, Aidan was drawn to children’s issues. Having 
benefitted from the generosity of another many 
years earlier, he felt compelled to join DEBRA 
Ireland’s walking challenges. To date, Aidan has 
raised over €3,000.

One man’s 
tragedy comes 

full circle 
“I’m doing it because 
the patients can’t do 
it. I’m standing up for 
them… to give them 
a little bit of quality.” 
- Aidan

EB patients in Ukraine are getting help, thanks to you

Because of you and other DEBRA supporters, there is truly a sense of community  
as we come together to help the EB patients of Ukraine and their families.

Relocation of each family with a “butterfly child” from Ukraine to another 
country takes the cooperation of charitable organisations, EB families, 
volunteers, and donors like you at every step.

‹		Rustam Tymoshenko and 
his family were moved by 
car, train, and taxi and had 
accommodations in hostels 
and hotels all along the way 
from Ukraine to Germany.

‹		Maryna, her husband, and their 
butterfly child spent 8 days in their 
cellar near Kharkiv as bullets and 
missiles flew.

  They realised it wasn’t safe for their 
little one to spend one more day in the 
unsanitary conditions in the cellar. So, 
they left everything behind and made 
a harrowing 4-day journey to Poland, 
where volunteers were waiting.

 ›
Misha and his mother 
travelled 810 km from 

Freiburg, Ukraine to 
Berlin. Misha was taken 

for an urgent oesophagus 
dilation once he arrived.

‹		Poland has welcomed many 
Ukrainian EB patients and their 
families. There, through the 
cooperation of many charities, 
our precious butterfly children 
receive medical supplies and 
therapy.

‹		Iryna and her mother 
barely escaped their 
village in Ukraine, 
traveling through 
dangerous war zones 
for two days before 
arriving in Poland. The 
pain was excruciating 
on the trip as it wasn’t 
possible to change her 
bandages.
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Thank you for answering our survey and  
telling us about yourself. You are AMAZING!
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