
     I’ve always been interested in 
health science. Before DEBRA, I 
worked in academic research and in 
medical devices. I wanted to come into 
the charity sector to actually make a 
difference to people’s lives.

I came to DEBRA at a time where 
we were getting the patients more 
involved in research. So I’ve gotten to 
know families, which has been great.

Every day is different working within 
research in DEBRA. But my favourite 
part of the job is working both with 
our families and the EB researchers. 
We make sure any project we help fund 
will benefit EB patients both in Ireland 
and worldwide.

For people whose skin doesn’t work, we          doYOU
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Trisha Lewis pounded the streets of her native 
Limerick, along with 1,100 others across 
Ireland, in one of the biggest fundraisers in 

DEBRA Ireland’s history – smashing its €30,000 
target.

Instagram hit Trisha became a DEBRA 
ambassador after meeting Emma Fogarty. Emma 
battles EB and is unable to walk since losing her 
left leg at 35 two years ago. 

Author Trisha says, “I witnessed Emma’s 
bandage change six weeks ago and I will never 
forget seeing the wounds. I will never forget 

her screaming in pain and then moments later, 
cracking a joke with me. Nobody should have to go 
through what she must endure every single day. I 
now know a superhero.”

Record setting results – because of 
generous people like you

Whether you walked, ran, or cheered, your 
enthusiasm and caring mattered. StepTember has 
raised a critically needed €125,000. The money will 
go toward research, nurses, and family care.

StepTember a huge 
success – thanks to 
Trisha, Emma and YOU!

I’m so proud of Trisha.  
I would have loved nothing 
more than to do the steps 

myself, but I can’t. She and 
everyone else who took  

part have blown this out  
of the water.  

~Emma Fogarty

Meet Sarah Mullins,  
DEBRA’s new Research Officer

When we asked families 
with EB, they told us 
their top priority is 

research.

Research is the key to 
treatment. It’s the way our 
patients will live with less pain 
and suffering. 

We know you care about our 
families with EB, so we know 

you’ll be thrilled to read about 
an exciting new development 
that may make life easier for EB 
patients.

The COVID-19 pandemic has 
taught us so much about the 
power of research – how decades 
of work can suddenly result in 
what seems like a miracle. We’re 
beginning to see some important 

new research into EB.

Patient care was also very 
important to our families with 
EB. As a dedicated supporter 
of DEBRA, you know how much 
pain EB patients live with. It’s 
emotionally and physically 
exhausting. 

Your                    Voice
Spring 2022

Research counts: your support 
leads to exciting new treatments

Patients and families living with EB need people  
– like you – on their side!
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We want to share news about a 
promising EB research with you. 
Knowing your care for our families 

living with EB, we know you’ll be as excited 
as we are!

Non-invasive treatment  
could change genes

Researchers in the US have completed a 
phase three clinical trial of a non-invasive 
treatment for Dystrophic EB, the most prevalent 
severe type of EB in Ireland.

In patients with Dystrophic EB, the collagen 7 
protein is damaged. Without this protein, the skin 
cannot heal itself as normal skin would. This new 
treatment would deliver the gene directly into the 
wound using a topical treatment.

And here’s the key: the treatment wouldn’t  
just help to heal wounds but would treat skin  
cells so that they begin making the missing 
collagen 7 protein. 

Once this life-changing treatment passes 
the final phases of clinical trials, it could be a 
permanent treatment for external wounds  
caused by EB.

Drug Recovery 
Phase

3-5 Years
Lab Research

The Phases of Clinical Trials

Preclinical 
Phase

1-2 Years
Lab Research

Phase I
Clinical Trial

~ 1 Year
Up to 10 

Participants

Phase II
Clinical Trial

~ 2 Years
20-50

 Participants

Phase III
Clinical Trial

1-4 Years
100-200

 Participants

Phase IV
Clinical Trial

1-4 Years
200+

 Participants

Clinical trials: the amazing 
progress you support

Medical research progresses through phases and 
clinical trials. It’s a careful process to ensure safety and 
effectiveness. Because the most important part  
of EB research is helping people who live with this  
awful condition.

From research to patient care and support, you are critical to everything 
we can do at DEBRA. Your support turns ideas into real treatments.

Exciting  
research news, 
thanks to you

Continued from page one

You show your care for the 
whole family
Our sibling grants program is possible because of you!

EB effects the whole family. 
And siblings who have 
helped, supported, and 

played with their sister or 
brother with EB over the years 
should be celebrated for the love 
and care they’ve shown.

That’s why we launched 
our first “Sibling Appreciation 
Awards” to focus on siblings of 
those living with EB and thank 
them for their love and support.

We sent application forms to 
all the households with siblings 
under 18. We asked the person 
living with EB to nominate their 
sisters and brothers and to tell 
us why their sibling deserves an 
award.

Certificates were made for 
each nominee, including why 
their brother or sister thinks 
they’re so great. Each certificate 
came with a €100 one4all 

voucher for them to spend on 
something fun for themselves.

The responses – as you can 
see – were heartwarming and 
we were thrilled!. 

We know you understand how 
important it is to support the 
whole family when someone they 
love is living with EB. Everything 
we can do for these families is 
possible because you care. We’re 
grateful to you!

2 3

           EB research is important to me because the more we can learn about 
the condition the closer we are to treating it. And ultimately the goal is 
to find a cure, so no one will have to suffer with this condition. I have EB 
myself, so I’m very interested to see what’s being developed.

~ Alison Hyland, living with Dystrophic EB
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