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ABOUT OUR ORGANISATION

DEBRA Ireland is a national Irish charity, established to provide support services and drive research into treatments and cures for 
patients and families living with epidermolysis bullosa (EB). EB is a rare debilitating genetic skin blistering disease. There are 
currently approximately 300 people in Ireland living with the condition. 
DEBRA Ireland was established in 1988 by the patients and families of those living with EB. Our patient focus continues to be
reflected by patient representatives sitting on our Board. Their opinions inform our decisions both in terms of how we raise 
money and how we spend it. We provide hope and support to those living with EB.

WHAT WE DO IN RESEARCH

• We fund national and international research for better understanding of EB and 
new treatments to target it. We are currently funding research investigating the 
causes of blistering and inflammation in EB and a possible treatment to target 
the inflammation.

• We participate in research projects as a social impact partner.  We are currently 
involved in two national gene therapy projects funded by Disruptive Technology 
Innovation Fund (Enterprise Ireland) and Science Foundation Ireland. 

• We perform studies to provide evidence for advocacy, for example, cost of 
illness and gaps in community care.

• In addition to funding and participating in research, we are developing an Irish 
and international EB patient registry. 

• Throughout all of our research activities, we are continuously involving people 
who live with EB in research to ensure we are aligned with their needs.

OUR RESEARCH HIGHLIGHTS:

• Research in UCD supported by DEBRA Ireland got a major boost in 2018 with 
investment by Amryt Pharma. 

• DEBRA Ireland is now part of a consortium with Amryt Pharma and UCD to 
continue the development of an EB gene therapy, funded by The Disruptive 
Technologies Innovation Fund (DTIF). 

• Our study on gaps in community care (Outreach Nurse) has helped support a 
successful campaign in gaining more care packages (nursing hours) for some 
patients living with EB.

WE ARE KEEN TO PARTNER WITH OTHER CHARITIES ON:

• Sharing experiences in the area of PPI.

• Sharing resources and experiences on the development and management of 
patient registries and biobanks.

WE ARE KEEN TO PARTNER WITH RESEARCHERS

• We would like to explore research into the psycho-social impact of living with a 
rare, debilitating disease has on patients and families living with EB.

• We would like to explore research into the social impact a treatment for EB 
would have.

• We would like to connect with any researchers who might consider undertaking 
research into EB.

• We would like to connect with biomedical researchers who could advise our 
research committee on research projects.

THE BENEFITS OF HRCI  (formerly the MRCG) TO OUR WORK

• The HRCI PPI Shared Learning group has provided us with invaluable resources to facilitate building our own PPI strategy.

• THE HRCI  seminar on The Nuts and Bolts of Patient Registries introduced us to a network of experts that helped 
progress our Irish and international EB registry development to near completion.

• The HRCI network has given us access to expertise and resources in many areas to enable us to drive research into EB, 
that would otherwise be challenging for a small charity. 

CHARITY CONTACT: 

Name: Dr Sinéad Hickey  Email: sinead.hickey@debraireland.org Phone number: 01 412 6924


