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Cover: Maria (Recessive Dystrophic EB) (left) and Deirdre, 
DEBRA Ireland’s Head of Family Support Service (right)
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Foreword
Welcome to a new chapter for 
DEBRA Ireland

We’ve come a long way since we were 
founded in 1988. Back then, a group of 
determined parents came together with 
one goal: to improve life for everyone 
affected by EB. They wanted to make 
sure the best medical, psychological and 
community care was always available – 
just as we do today. A kitchen table doubled 
up as our head office, and everyone 
involved was a volunteer.

Jump forward to 2021 and our work now 
encompasses advocacy, research and 
a huge range of support for patients, 
families and carers. Our support team 
criss-crosses the country, visiting patients 
at home and providing grants to help 
families cope with the many challenges 
of EB. All this supported by an incredible 
community of donors. 

But while we have achieved so much 
together, we still have so much to do. 
Care for people living with EB must keep 
improving, with more customised support 
and a greater focus on EB’s emotional 
impact. Research must continue to hunt 
for answers that can transform support 
and deliver treatments now. Everyone 
diagnosed with EB in Ireland must get 
the best possible support at the right time, 
every time.

This document outlines how we will 
achieve the greatest possible impact for 
people with EB and their families between 
2022 and 2025. It was created with 
extensive input from patients, families, 
carers, medical professionals, researchers 
and donors, and we would like to thank 
everyone who shared insights and ideas 
with us. 

It outlines seven closely connected 
objectives, and we’ll regularly review and 
adapt it to make sure we’re making the 
biggest difference to people’s lives. The 
seven objectives reflect the three areas 
where progress must keep growing – 
family services, advocacy and research 
– and the four areas of our organisation 
we must strengthen to achieve our 
ambitions – support for our people, 
fundraising, communications and impact 
measurement. 

By working in all of the ways described 
here, we will keep improving life for 
everyone living with EB in Ireland – 
between now and 2025, and long into the 
future.  
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Jimmy Fearon,
CEO
DEBRA Ireland



Our mission

Dedicated to transforming 

the lives of people affected 

by EB, through care, 

research and advocacy. 
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TOGETHERNESS

We actively work to 
maintain our open,  

fun and encouraging 
culture

PERSON-
CENTRED

We put people at the 
heart of everything we 
do, actively listening, 
understanding and 

supporting

BOLDNESS

We are tenacious, 
courageous and 

creative, pushing 
boundaries in pursuit of 

our mission

PASSION

We love what we do 
and are committed to 

translating our passion 
into meaningful impact 
for the EB community

INTEGRITY

We deliver on 
our promises, 

demonstrating honesty, 
trustworthiness, 
appreciation and 

transparency in all that 
we do

Our values



Liz (left), mom of Claudia (Recessive Dystrophic EB) (right)



Our new 
strategic objectives

Between 2022 and 2025, these seven objectives will guide our work. They 
outline our continued focus on care, research and advocacy, and explain how 
communications, fundraising, supporting our people and measuring our impact 
will be critical to achieving our goals. 

Impact
Demonstrate that our activities result in 
significantly improved quality of life for 
people living with EB

Family Support
Improve care for people living 

with EB, their families and carers

Research
Invest in research that 

contributes to solutions to 
improve the quality of life for 

those living with EB

Advocacy
Advocate for families living with EB to 
ensure they receive the right services 

and supports at the right time

People
Be a great place to work, to volunteer 
and to collaborate with

Fundraising
Build a strong sustainable 
funding platform that supports 
the long-term viability of DEBRA 
Ireland 

Communications
Implement a streamlined, consistent 
approach to communication, with 
increased awareness of EB and DEBRA 
Ireland’s work 

Strategic 
objectives

Between 2022 and 2025, we will:

• Improve care for people living with EB, their families and carers.
• Invest in research that contributes to solutions to improve the quality of life for 

those living with EB.
• Advocate for families with EB to ensure they receive the right services and 

support at the right time.
• Be a great place to work, to volunteer and to collaborate with.
• Build a strong, sustainable funding platform that supports the long-term 

viability of DEBRA Ireland.
• Implement a streamlined approach to communication, to increase awareness 

of EB and DEBRA Ireland’s work.
• Demonstrate that our activities result in a significantly improved quality of life 

for people with EB.
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With an Outreach Nurse for young 
patients, based at CHI, Crumlin, now fully 
funded by the HSE, we’ll also work towards 
funding a second Outreach Nurse post for 
children’s services, this time at St James’s 
Hospital, by 2023. 

And we’ll carefully map out the EB patient 
journey, exploring every stage from the 
moment someone first needs clinical 
support. By doing this, we’ll identify the 
areas where care most needs to improve – 
so we can ensure our services are focused 
where we can make the biggest difference. 

In everything we do, we’ll also collaborate 
more closely with others. We’ll share 
resources with DEBRA UK and build more 
ties with DEBRA International. And we’ll 
increase the level of patient and public 
involvement in our work, to ensure our 
family support keeps on delivering. 

Objective 1: Family support
We will improve care for people living with EB, their families 
and carers.

The members of our Family Support Team 
(FST) already provide outstanding support 
for people with EB and their families and 
carers. Every day, they listen to people’s 
experiences and concerns and help them 
navigate a way forward that works best 
for them. Our support encompasses 
everything from home visits and outreach 
nursing to family events and financial 
grants. 

But after consulting with the EB 
community, it’s clear there are areas where 
we must increase our focus. The need 
for additional support to cope with the 
emotional impact of EB was one consistent 
theme. So we’ll launch an online hub 
where families can find information and 
ask questions about wellbeing and mental 
health. 

We’ll also explore the idea of developing an 
online networking platform where families 
can connect and support each other. 

“DEBRA Ireland helps us whenever we need it. Whenever we 
need a chat, whenever we need anything, they are there.”
Gunita, mom of Maria (Recessive Dystrophic EB)

“DEBRA Ireland make a huge difference to my life. Everything 
from the family support team, the respite grants, their care 
throughout Covid and of course research. There’s no other 
organisation in Ireland like them. You always have someone to 
phone if you’re in a difficult situation. They’re your advocate. 
Instead of fighting an uphill battle, you’re finally winning a little 
bit.”
Seamus (EB Simplex)
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Andrew (left), dad of Bonnie (EB Symplex) (right)



Dr Irene Lara-Sáez, Senior Scientist in The Charles Institute of Dermatology, UCD



We’ll also contribute to increasing the 
capacity for EB research in Ireland, 
investing in innovative ‘next generation’ 
researchers and making it easier for 
clinical staff, patients and the wider public 
to get involved in new studies. 

And we’ll nurture our national and 
international EB research networks, 
working with partners including DEBRA 
International, Health Research Charities 
Ireland and the European Reference 
Network for rare skin diseases. Through 
these networks, we will put PPI at the 
heart of research, share and advocate for 
best practice, and contribute to research 
policy and progress, as we search for new 
solutions that will transform life and life 
expectancy for people living with EB. 

Objective 2: Research, treatments and symptom relief
We will invest in research that contributes to solutions to improve 
the quality of life for those living with EB.

In recent years, we’ve seen repeatedly 
how research can point the way to a very 
different future. There are currently no 
treatments for EB, but Amryt Pharma’s 
Filsuvez® has been approved for use by 
the European Medicines Agency following 
clinical trials, and Krystal Biotech’s EB gene 
therapy has successfully passed Phase 
III clinical trials. Both could represent 
landmark steps forward in the search for 
potential EB treatments.  

Between now and 2025, we’ll continue to 
build on this wider momentum, increasing 
our own funding and support for research 
– with a sustained focus on making sure 
those affected by EB are guiding research 
forward.  

Every research project we solely fund 
will include PPI (patient and public 
involvement). We’ll use criteria based on 
the priorities of those living with EB in 
Ireland to help us select patient-focused 
research. 

“Actively involving patients and the public in research is good 
practice. It leads to research that is relevant, better designed, 
with focused outcomes, and clearer results.” 
Alison (Recessive Dystrophic EB)
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Objective 3: Advocacy
We will advocate for families with EB to ensure they receive the 
right services and support at the right time.

Through advocacy, we’ll make sure the 
voices of people living with EB, their 
families and their carers are heard more 
clearly than ever. 

We know that far too many people still 
struggle to access the right services 
and the right support at the right time. 
But we also know the profound impact 
advocacy can have. In recent years, our 
advocacy campaigns have played a big 
part in securing a permanent EB outreach 
nurse in CHI Crumlin and funding for an 
EB Clinical Lead at St James’s Hospital. 
Standing side-by-side with patients, 
we’ll work to ensure even greater change 
follows. 

We’ll take a more strategic approach to 
advocacy, developing an advocacy plan 
that prioritises access to adult hospital 
services, care packages, EB treatments and 
psychological support. We’ll identify the 
key policymakers we need to influence and 
meet them regularly each year. And we’ll 
develop a network of EB champions who 
are just as determined as we are to improve 
EB care. 

More than ever, we’ll put the voices of 
patients and families at the heart of our 
advocacy messages and campaigns. We’ll 
also map out EB services and support 
nationwide, with the aim of developing 
a blueprint to show how the future of EB 
care needs to look across Ireland.

And while effective advocacy always relies 
on being ready to respond to an ever-
changing political landscape, we’ll make 
sure we’re better prepared than ever for 
landmark events. We’ll develop a powerful 
campaign ahead of the next election, to 
get our demands noticed by all political 
parties. 

We’ll run annual pre-budget campaigns, 
inspiring supporters to take action with us 
to achieve our key policy priorities. 

Throughout this strategy period, we’ll push 
relentlessly for the change we need to see 
– always guided by the EB community 
and amplifying their voices at every 
opportunity. 

Jimmy (DEBRA Ireland’s CEO), Emma (Recessive Dystrophic EB), Liz (mom of Claudia) 
and Joanna (DEBRA Ireland’s Advocacy Manager)



Objective 4: People 
We will be a great place to work, to volunteer and to 
collaborate with.

The plans outlined in this strategy are 
deliberately ambitious. They represent 
the scale of progress we need to see and 
the level of commitment within our 
organisation. To ensure we achieve them, 
we must prioritise the needs of our staff, 
volunteers and partners. We must make 
sure everyone connected to DEBRA Ireland 
feels supported, inspired and ready to 
thrive. 

So we’ll introduce a range of new 
initiatives to reward and recognise people’s 
efforts, support their wellbeing and help 
people develop in their roles. Through an 
annual staff and volunteer survey, we’ll 
identify and prioritise any areas where 

additional investment and resources are 
needed. Our aim is for at least nine out 
of ten staff to say they are happy or very 
happy in their role, and for annual staff 
turnover to be 10% or lower. 

To help meet these targets, we’ll identify 
the values that define our organisation and 
help staff and volunteers to put them into 
practice day-to-day. In all of these ways 
and more, we’ll ensure everyone connected 
to DEBRA Ireland can recognise and realise 
their true potential. 

“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.”
Sarah, Research Officer
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Objective 5: Fundraising
We will build a strong, sustainable funding platform that supports 
the long-term viability of DEBRA Ireland. 

The incredible generosity of our 
supporters throughout the Covid-19 
pandemic – including through digital 
events like our StepTember challenge – 
was both an inspiration and a huge source 
of motivation. But it also highlighted more 
clearly than ever the need to reduce our 
reliance on events fundraising and attract 
donations from more diverse sources. 
Between now and 2025, we’ll build on 
the lessons of recent years, growing our 
annual income to €2.5m and building 
a strong, sustainable platform for our 
fundraising that ensures we can deliver 
on our strategic ambitions – whatever the 
future holds.  

We’ll develop and put into action a 
comprehensive fundraising plan that 
enables us to increase our income 
annually. We’ll diversify our fundraising, 

working to increase corporate and 
philanthropic support. And we’ll 
explore the potential of new sustainable 
fundraising opportunities, such as regular 
donor development and funding from the 
government and the EU. 

We’ll also do more to show our 
appreciation for every donation we receive. 
We’ll define our supporter journeys, so 
donors understand their impact and have 
more ways to get involved in our work. 
We’ll bring supporters together at online 
events. And we’ll review our customer 
relationship management system, so as 
more people support DEBRA Ireland, we’re 
ready to make donating as easy as possible 
and to let every donor know how much 
their support really means.  

“Just sitting in a chair or lying in bed can cause me great 
pain but I’m not going to let that beat me.”
Emma (Recessive Dystrophic EB)
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Objective 6: Communications
We’ll implement a streamlined approach to communication, to 
increase awareness of EB and DEBRA Ireland’s work.

We saw in 2021 how telling the story of 
EB effectively can drive an extraordinary 
response. After Claudia, one of our EB 
community, shared her experiences on 
The Late Late Show, more than 8,000 
people donated to support our work – 
raising over €400,000. Between 2022 
and 2025, we’ll renew our focus on our 
communications, making sure that the EB 
story is always told in the most powerful, 
compelling way possible. 

We’ll recruit a communications manager 
for the first time, and one of their 
most urgent tasks will to be develop a 
communications plan covering marketing, 
branding, public relations, social media 
and more. 

With this in place, we’ll be ready to speak 
with one voice in every communication we 
produce – and to engage more people with 

our advocacy, research, family support and 
fundraising. We expect to review our brand 
and redesign our website as part of this 
process. 

We’ll also put comprehensive plans in 
place to improve our communications 
with schools and communities affected by 
EB, and with the medical community. 

We’ll build awareness of EB far beyond 
Ireland by collaborating with DEBRA 
International and our affiliates. 

And we’ll make sure we are 
communicating more clearly and 
transparently than ever about our impact 
and governance – so everyone who 
comes into contact with DEBRA Ireland 
understands the scale of our ambition and 
the difference we make to people’s lives. 

Aurora (left) and Tara (right)
Sister and mom of Jacob (Kindler EB)



Objective 7: Impact
We’ll demonstrate that our activities result in a significantly 
improved quality of life for people with EB.

This strategy was built on the experiences 
and hopes of people living with EB and 
those closest to them. It reflects the 
changes people want to see most urgently. 
Between now and 2025, we’ll increase our 
efforts to measure our impact, making sure 
those changes are happening and taking 
effective action if progress is too slow. 

We’ll conduct a patient survey every two 
years to understand if and how lives are 
changing for the better. We’ll develop 
metrics to measure our progress across 
family support, research, advocacy and 
communications. We’ll support all of our 

senior managers to improve their skills in 
impact measurement. And we’ll connect 
with DEBRA organisations worldwide to 
develop an impact measurement system 
that reflects what others have tested and 
learned. 

Whenever we identify any areas where 
impact is lacking, we’ll put an action plan 
in place to immediately address them. 
Because, by 2025, we want 95% of families 
supported by DEBRA Ireland to say our 
support has made a positive change to 
their lives. We’ll do everything in our 
power to make sure that happens. 

To achieve the ambitions set out in this 
strategy, we need you. 

We’ll only create a better tomorrow for people 
living with EB if we collaborate more widely 

and more closely than ever. So, if you are able 
to support DEBRA Ireland in any way, please 

do get in touch. 

Together, we’ll turn this strategy into the 
future we all want to see. 



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

Tel: +353-1-412-6924
E: info@debraireland.org

DEBRA Ireland was incorporated in April 1988 and is registered as a company 
limited by guarantee without a share capital; registered number 141279.

DEBRA Ireland has been granted a charitable tax exemption under Sections 
207 and 208 of  the Taxes Consolidation Act 1997, reference number CHY 8703, 
and is a registered charity  with the Charities Regulatory Authority with charity 
registration number 20021726

debraireland.org


