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We were at the Oireachtas to make sure EB care is prioritised
On the eve of #RareDiseaseDay2024, Debra's Head of Advocacy, Research and Policy, Sinead Hickey, along with Deirdre Callis, Head of Family Support Services, and Dr Rosemarie Watson, Debra Board member and former Director of EB Services in Ireland, presented the need for access to health services for people impacted by EB to the Oireachtas Committee on Health.We were also joined by Casey Connors (who lives with EB) and her mum Rachel.


Read more









What is EB?




What is epidermolysis bullosa (EB) or "Butterfly Skin"?


EB is an incurable genetic condition that affects the body's largest organ; the skin.
 
People living with EB are missing the essential proteins that bind the skin's layers 

together, so any minor friction, movement or trauma causes it to break, tear, and blister.
 
It is as fragile as a butterfly wing. 



That's why we're here. To be a positive force for all those living with EB 

and all whose lives have been impacted by EB.

There are 4 types of EB







EB simplex






Junctional EB






Dystrophic EB






Kindler EB






If you have just received a new EB diagnosis or are looking for support, we are here for you

If you have recently discovered that your child has a suspected case of EB, we want you to know that we are here to offer support. Receiving a new diagnosis can be overwhelming, and it is important to take things one day at a time.
Our experienced team has helped numerous families adjust to an EB diagnosis, and we are here to assist you as well. To access support, simply register with us. We will arrange a call or a visit according to your needs.


Register with us








How can we help you?

I am looking for...
Information on visits and support calls
Financial support
Bereavement support
Peer support and events
Information and resources
Register with Debra
Get in touch
Apply for funding for your research
Information and support for healthcare professionals





We are Debra

We are here to tell everyone about EB, to compel everyone to care, and to be a positive force for all those living with EB, caring for someone with EB, or who have been bereaved by EB. We are here to help in all kinds of everyday ways, to listen, support, empower and alleviate unimaginable pressures. We are here to lobby those in the halls of power. To command attention, demand and drive research and ensure imperative progress is made. But above all, we are here to bring hope – and not that passive, powerless, resigned kind of hope – but the active, bold hope that moves things on.



Access our services and support








News and EB stories


 
News
29 February 2024
We were at the Oireachtas to make sure EB care is prioritised
 Read more 



News
19 February 2024
Liz is taking a leap of bravery for Debra
 Read more 


 
Events
22 March 2024
Upcoming adult peer support group
 Read more 


More news




EB research

We are the largest funder in Ireland of EB research. We drive research into effective treatments and cures for all types EB. Rare diseases, such as EB, often get overlooked when it comes to the development of new treatments. And because of the various forms of EB and its complexity, treatments and a cure are not universal. A cure is likely to look like a combination of treatments.
 
What we do?





We support the scientists that undertake EB research





We fund EB research and identify new research funding opportunities





We advocate and lobby for improved research funding and opportunities in Ireland





We ensure that those who link with us have their voice heard in all projects







Make a donation
Your donation funds respite, counselling sessions for adults with EB, play therapy for children, home visits, home adaptations and specialised EB training for nurses and medical staff, research projects, amongst other things.






Donate once
Donate monthly





Our impact




500
support calls a year





€416,000
committed towards Irish projects valued at over €600,000





15
research projects currently ongoing In areas such as wound healing, quality of life, gene therapy and pain management





Over 50
visits in one year










	
Debra
Butterfly Cottage
8 Clanwilliam Terrace
Grand Canal Quay
Dublin 2
D02 R240


	+353-1-412-6924
	info@debra.ie
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This site uses cookies and other tracking technologies to assist with navigation and your ability to provide feedback, analyse your use of our products and services, assist with our promotional and marketing efforts, and provide content from third parties as described in our Privacy Policy.
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Privacy Overview
This website uses cookies to improve your experience while you navigate through the website. Out of these cookies, the cookies that are categorized as necessary are stored on your browser as they are essential for the working of basic functionalities of the website. We also use third-party cookies that help us analyze and understand how you use this website. These cookies will be stored in your browser only with your consent. You also have the option to opt-out of these cookies. But opting out of some of these cookies may have an effect on your browsing experience.
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 Necessary 


Always Enabled 
Necessary cookies are absolutely essential for the website to function properly. These cookies ensure basic functionalities and security features of the website, anonymously.	Cookie	Duration	Description
	cookielawinfo-checkbox-analytics	11 months	This cookie is set by GDPR Cookie Consent plugin. The cookie is used to store the user consent for the cookies in the category "Analytics".
	cookielawinfo-checkbox-functional	11 months	The cookie is set by GDPR cookie consent to record the user consent for the cookies in the category "Functional".
	cookielawinfo-checkbox-necessary	11 months	This cookie is set by GDPR Cookie Consent plugin. The cookies is used to store the user consent for the cookies in the category "Necessary".
	cookielawinfo-checkbox-others	11 months	This cookie is set by GDPR Cookie Consent plugin. The cookie is used to store the user consent for the cookies in the category "Other.
	cookielawinfo-checkbox-performance	11 months	This cookie is set by GDPR Cookie Consent plugin. The cookie is used to store the user consent for the cookies in the category "Performance".
	viewed_cookie_policy	11 months	The cookie is set by the GDPR Cookie Consent plugin and is used to store whether or not user has consented to the use of cookies. It does not store any personal data.







Functional 

functional

Functional cookies help to perform certain functionalities like sharing the content of the website on social media platforms, collect feedbacks, and other third-party features.





Performance 

performance

Performance cookies are used to understand and analyze the key performance indexes of the website which helps in delivering a better user experience for the visitors.





Analytics 

analytics

Analytical cookies are used to understand how visitors interact with the website. These cookies help provide information on metrics the number of visitors, bounce rate, traffic source, etc.





Advertisement 

advertisement

Advertisement cookies are used to provide visitors with relevant ads and marketing campaigns. These cookies track visitors across websites and collect information to provide customized ads.





Others 

others

Other uncategorized cookies are those that are being analyzed and have not been classified into a category as yet.
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