
C

M

Y

CM

MY

CY

CMY

K

Debra_Casey_leaflet_fa.pdf   1   27/09/2013   14:57

C

M

Y

CM

MY

CY

CMY

K

Debra_Casey_leaflet_fa.pdf   1   27/09/2013   14:57

C

M

Y

CM

MY

CY

CMY

K

Debra_Casey_leaflet_fa.pdf   1   27/09/2013   14:57

Joan O’Rourke
25 Cherryfield Gardens
Terenure
Dublin 6
Dublin

00.00.13

Dear Joan

Thank you so much for taking a call on behalf of DEBRA Ireland and for agreeing to sell raffle 
tickets to support families like mine.

Not many people have heard of Epidermolysis Bullosa (EB) so I’ll give you two explanations: 

Here is the medical definition: It is a painful genetic skin condition where the collagen that 
normally sticks layers of skin together is missing. This means the skin blisters and wounds at the 
slightest touch and the only treatment is constant dressing changes. There is currently no cure 
for EB.

And here is a mother’s definition: EB is the enemy that lives in our house and attacks my 
baby day and night. It is the monster that targeted my baby while she was still in the womb 
so brutally that when she was born, the skin was already missing on her hands and feet. 
My little girl will never know what it is like NOT to be in pain. We urgently need a cure.

Do you know what the hardest bit is? 
It’s the guilt. The guilt that as a mother I should know what to do, I should be able to fix this, 
kiss it better. But I can’t, I never will.

Now Casey is 18 months old. Soon we have to go into hospital for a week. Casey can’t 
spoonfeed properly so we have to try to figure out what to do next.
It breaks my heart that she might never taste food. Again it’s EB making me powerless - taking away 
my right as a mum to feed my child.
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Contact us

DEBRA Ireland, Butterfly Cottage, 8 Clanwilliam Terrace, Grand Canal Quay, Dublin 2

Phone +353 (01) 412 6924   Email info@debraireland.org   Web www.debraireland.org

Charity number chy8703
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Your Help Really Makes a Difference
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EB?
What is

A CONDITION THAT MAKES SKIN FRAGILE.
Gentle skin contact causes blistering, open wounds, sores.

Being genetic, 
there is no risk of 
‘catching’ EB.

yet! But Research is 
hopeful. Current
treatment is based 
on Wound Care and 
Pain Management.

Why?
Any one of 16 EB proteins 
that bind the layers of 
skin is defective. Layer of 
blistering determines the 
Type of EB.

Diagnosis
Skin biopsy (examining 
a small skin sample 
under a microscope). 
Dermatologist identifies 
where skin separation 
occurs.

Treatment
Blisters - have to be punctured, drained and 
dressed.

Bandaging - to protect skin from friction 
and infection. In severe cases daily 
bandaging takes hours and is very painful.

One in seventeen 
thousand live 
births affected.

Neither parent carries EB.
Gene mutates spontaneously 
in either the sperm or the egg
before conception.

Hereditary, but parents 
may not know they are 
carriers.

Equally affects both 
genders and every 
ethnic group.

NOT CONTAGIOUS NO CURERARE GENETIC ANYONE

Epidermolysis Bullosa
Outer Skin Breakdown Blister

70%
5%

25%

Dominant

Recessive

Spontaneous
Mutation

Simplex

3 MAIN TYPES SYMPTOMS

Dystrophic

Junctional

Blistering on Hands and Feet.
Blistering all over body.

With good wound and pain 
management, many EB sufferers 
lead fulfilling and reasonably 
unrestricted lives.

Possibility to develop 
Squamous cell carcinoma 
(Aggressive Skin Cancer) 
before age 35yrs.

Contraction of joints
Fusion of fingers and toes
Contraction of mouth membranes
Narrowing of oesophagus.
Possibility of skin cancer.

Marking and damage to skin on face
Internal blistering of oral tracts.
Extensive blistering over the body.
Blistering of membranes of internal organs
Severe complications can often kill.

Children with severe forms of
Junctional EB can die within the 
first 2 years due to malnutrition 
and anaemia caused by blistering 
of pharynx and oesophagus.

70%
5%

25%

70%
5%

25%

70%
5%

25%

Wide range of severity within different types of EB. More than 30 variants are known.

EB Types as frequency of overall EB

One parent carries the gene
for EB and is affected by the
condition themselves.

50%
    Chance  
 of passing  
          on

25%
Chance of  
passing on

Both parents carry the 
gene but unaffected and 
usually don’t know.

This is an overview of EB, not to be used as a means 
of diagnosis. Severity and treatment options vary 
widely in individual cases. Contact your local health 
professionals if you suspect your child has EB. 
Designed by FIENDISH.com for DEBRA-International.
Licensed under creative commons 2013
Free to print, distribute and display.

www.facebook.com/debraireland www.twitter.com/debraireland www.youtubecom/DEBRAIrelandCharity

How can I help?
Spread the awareness of EB within  
your social groups.

Support Research
Research and clinical trials have 
achieved major advances in the 
understanding and treatment of EB. Eventual cures based 
on procedures such as Stem-cell or Gene Therapy seem 
promising but require ongoing funding. Rare diseases are low 
priority for Governments and pharmaceutical companies so 
research relies heavily on charitable fund-raising. Learn, get 
involved in local initiatives and make donations at:

www.debraireland.org
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Advocacy 

36%

Research 

29%

Patient Support 

35%
Donations 
In Kind

15%

DEBRA Ireland is an independently funded organisation receiving no guaranteed state 
funding. We are entirely reliant on the generosity of the public to continue our services. 
It is the only Irish charity devoted solely to the welfare of those affected by EB.

Charity 
Shop 

7%

Government 
Funding 

2%

Donations  
& Events 

76%

Our Finances

Our Services

Fundraising 
Income

How We Put Your 
Donation To Work

Our Journey

Visiting EB patients at home means 
we are focused on the needs of the 
individual and their own EB journey.

Our Family Support Worker makes 
around 150 home visits per year 
sharing knowledge from family to 
family and offering advice around 
health entitlements.

Our EB patients and their carers can 
apply to DEBRA Ireland for grants for 
respite and specialised equipment.

DEBRA Ireland provides funding to EB 
medical teams at Crumlin Children’s 
hospital and St. James’ hospital  for 
advanced training in EB care.

On average we attend up to 500 hours of 
meetings each year fighting for EB patients’ rights.

We know the best way to educate people about 
EB is by using the media cleverly. Last year we 
had 250 articles published and aired.

Each year about one third of EB patients ask 
DEBRA for help with medical entitlements.

We are passionate and ambitious on behalf of our patients and 
are committed to consigning EB to the medical history books. 

From 2014-2018 we will continue in providing care, 
supporting research and acting as a voice for our patients. 

We also plan to make an even greater impact, with  
the following major programmes: 

EB Community Care Programme

This ambitious programme is built around the appointment 
of DEBRA funded EB Outreach Nurses that will give 
patients and families direct support in their homes and 
community. The EB Nurse’s role will be to visit families  
in their homes whilst also being part of the clinical teams 
in the hospitals. For families this means there is no gap 
between the hospital and community care - and for the  
EB Butterfly Nurse it means there is a true understanding 
of the patient’s needs and their circumstances. This has the 
potential to transform lives.

Race Against Time Research Programme

There is currently no cure for EB so our patients live, not only 
with the reality of EB day-to-day but also, the threat of skin 
cancer in the future. That said, we are closer to a cure than 
ever before. Our research strategy has two major focuses:

-  Being a major part of the DEBRA International efforts to 
develop therapies for EB including gene, protein, cell & 
drug therapies.

-  Investing in EB research in the Charles Institute of 
Dermatology, UCD, the only academic institute in the 
world solely devoted to skin research.

Excellence in Clincial Practice Programme

DEBRA is leading the development of a series of EB best 
clinical practice guidelines. This means that whenever 
an EB patient needs care, e.g. dentistry,  the clinician has 
access to the very latest guidance in how best to care for  
a patient with EB.

Our patients are closer to a cure than ever through 
the DEBRA International research programme into 
gene therapy, protein replacement therapy and 
bone marrow transplant.

 DEBRA Ireland maintains the EBCare register 
of EB patients in Ireland. This captures detailed 
information about EB which is vital for researchers 
to develop therapies.

A state-of-the art dermatology research centre 
at UCD now houses an EB Research Programme 
investigating gene therapy treatments for wound 
healing.

Family Support

Awareness & Advocacy

Our Future

Research

1988 1990s 2001

2003

2008 2006

2012

2013 2014 2018

DEBRA Ireland 
established by  
parents living with EB.

The first genes 
that cause EB 
are identified.

The ‘Butterfly Clinic’ for children with 
EB formally established in Our Lady’s 
Children’s Hospital, Crumlin.

DEBRA Ireland 
funds its first 
research project.

The first clinical 
practice guideline 
for EB is published, 
in oral health care.

Pharmaceutical 
company, Shire 
announce they 
are developing a 
potential treatment.

See ‘Our 
Future’ 
below for 
more.

EB Outreach Nurse in training at Our 
Lady’s Children’s Hospital, Crumlin. Our 
vision is that EB patients will have access 
to the very best, hospital-level care in 
their homes. 

DEBRA Family 
Support Worker 
begins home visits.

DEBRA Ireland funding 
two cancer research 
projects.

Clinical trials are being performed 
around the world on potential gene, 
protein, cell & drug therapies.

EBcare Registry 
launched.

Dr. Wexin Wang 
appointed to develop 
an EB research 
programme in NUI, 
Galway.
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