
For people whose skin doesn’t work, we          doYOU

DEBRA Ireland, Butterfly Cottage, 8 Clanwilliam Terrace, Grand Canal Quay, Dublin 2.
Tel: +353-1-412-6924  E: info@debraireland.org

Registered charity number: 8703    Charity regulator number: 20021726

Inside This Issue:
EB families build stronger community on Family Day p2-3   |   EB Awareness Week p4

EB Awareness Week may be once a 
year, but with your help, we’re here 
for people living with all forms of EB 
all year round.

No mother should have to inflict this sort of unmerciful 
pain on her child – that was the message of Liz Collins as she 
spoke out across media during EB Awareness Week that ran 25-
31 October.

During that week, information about the need for more home nursing 
care was spread as you helped raise awareness and money for the great needs of  
EB families.

Together, we strengthened our collective voice, putting more pressure on the 
Government to prioritise EB care. 

Supporters like you raised vital funds needed to continue our services. Parents, families, 
and adults living with any form of EB can access a range of financial and one-to-one 
support tailored to their needs thanks to you. 

With your help, we’ll continue to advocate to make sure everyone  
living with EB, day-in and day-out, gets the treatment, care,  

and support they need.
All thanks to your amazing support, we’re making progress!

EB care and family support is very different for our 
newest EB baby because of faithful donors like you

Meet precious little Baby Diana, 
born November of 2021 to proud 
parents, Mary and Godwin.

As soon as it was suspected 
she had EB, she was transferred 
immediately to a hospital in Dublin 
that had the expertise to care for 
her. She was there for 5 months.

Her mum, Mary, was desperate 
to be with her new baby girl. The 
first few months of a baby’s life is 
such an important time to bond! It 
was more than a two-hour drive 
from their home, and it meant Mary 

would be away from her husband 
and other two children.

Mary and Godwin were 
devastated at the thought of not 
having their family together. You 
can imagine what it must have 
been like for all of them to be 
apart.

It’s exactly your empathy that 
provided a way for Mary to be with 
her entire family... for Baby Diana 
to be able to form that important 
bond with her father and siblings.

With your support, DEBRA was 

able to provide a hotel room close 
to the hospital, so the whole family 
could be together. Diana’s brother 
and sister were delighted to be 
with mum and their little sister.

Oh, the joy it brought to Mary to 
have all her children together and 
her husband by her side! It was 
only possible because you care 
enough to support EB families.

Your                    Voice
February 2023

It’s amazing how far EB care and support has come.  
In 1985, there was no support for baby Aaron and his family.
Today, things are very different – all thanks to you! 

After 2 years affected by COVID, the Kerry Challenge was back in full action in 2022! Over 
three days, participants hiked routes on the stunning Dingle Peninsula and raised money 

for DEBRA while doing it. We’re so very grateful to the adventurous and selfless group who 
raised over €100,000 to support EB families. We’re looking forward to 2023!

One of the newest 
members of the 
DEBRA family, Baby 
Diana. Because 
of your kindness 
and compassion, 
DEBRA was able 
to respond quickly 
to her needs. And 
they’ll have the 
continued help of 
the DEBRA Family 
Support Team and 
a community of 
families they can 
lean on. 

In 1985, baby Aaron 
was one of the 
first known cases 
of EB. His parents 
helped start DEBRA. 
Thanks to you –  
and the foundational 
work of Aaron’s 
parents – Diana  
and her family are 
not alone!

(This photo was taken in 2019)
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EB families build stronger community on Family Day 
We were finally able to be together again in the autumn of 2022!

“It was so 
important seeing 

people on the 
same journey.”

“It was 
wonderful to have the chance to meet old friends and talk about our loved 

ones.”

“The kids had 
so much fun, 

and it was lovely 
to meet other 

parents.”

One of the invaluable experiences you make possible for families living with EB 
 is in-person activities. It’s so important for children and parents to be able to connect 

and know they’re not alone. COVID was such a difficult and isolating time for  
these families. Even though there were online events, nothing compares to that  

in-person connection.

For some, this day was their first time meeting other families with EB. For others,  
it was a sweet reunion. The children played games together – some meeting others 
with EB for the first time because EB is so rare. The relationships formed on Family 
Day will carry on for years to come... and it’s all thanks to your beautiful support.  

THANK YOU!

Baby Diana and her family joined Ireland’s EB community  

for the DEBRA Family Day for the very first time. 

The family that helped start it all – 
Aaron’s mum and dad, Maria and Val,  

and Aaron’s beloved siblings.

Debra staff
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