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Message from our CEO

As | reflect on the past year, | am filled with
profound gratitude and a deep sense of pride in
everything the Debra Ireland community has
achieved together.

Our family support team reached 134 households
across Ireland - more than ever before. We held
our biggest-ever family weekend. We launched
the EB Butterfly Review at Leinster House,
placing the voices of our community at the
heart of national policy discussions. And we
generated €2.6 million in fundraising income,
helping to provide the sustainable foundation
we need to grow our services.

None of this would have been possible
without people like you, and | want to use
this opportunity to say thanks.

I'd like to acknowledge the remarkable work
of our staff, whose dedication, creativity and
boldness make Debra Ireland what it is.

| want to express my sincere gratitude to our
chair, Michael O’'Rourke, and the board of
directors, whose expert governance and
unwavering commitment guide our mission.

| want to thank our researchers - including the
team at RCSI, led by Professor Fergal O’Brien,
whose pioneering work on gene-activated
scaffolds and pain management is bringing
us closer to real treatments for EB.

| am especially grateful to the medical teams
at Children’s Health Ireland in

Crumlin and St James’s Hospital, whose specialist
care is exceptional and whose collaboration with
Debra Ireland on the patient registry and clinical
research is transforming lives.

Our pharmaceutical partners have also played
a vital role in recent progress, with Filsuvez -
the first treatment for EB approved by the
European Medicines Agency - due to become
available in Ireland in the near future. This is

a truly historic milestone, achieved in no small
part through the patient voice submissions

made by our community. While this is not a cure,

we hope it paves the way for one. Treatments
currently available in the USA are showing very

positive results, and we are watching that
progress closely.

| also want to thank our international
committees and Debra International partners,
including DEBRA UK and DEBRA Austria, who
we partner with on many research projects.
And, to the HSE, thank you for your continued
partnership. The annual €125,000 secured for
our family support work this year is a pioneering
investment in the future of EB care in Ireland.

Finally, none of what we do would be possible
without the extraordinary generosity of our
donors and supporters. From the thousands who
signed our Rare Disease Day petition to Kate
Cogan abseiling 150 feet off Croke Park despite
her fear of heights, your generosity and spirit
humbles us every day. And a very special word
of thanks goes to the Tom Cunningham Trust,
and Perry and Sandy, whose generous support
has made a meaningful difference to our work
and to the families we serve. Partnerships like
this are the lifeblood of our organisation.

As we look to 2026-2027, we do so with renewed
energy and ambition. We are the only Irish charity
dedicated to taking away the pain of EB. There
is no one else. It’s up to us. All of us, together.
Until the pain ends.

With sincere gratitude,

J linfn x|

Jimmg;f_e_glron
CEO

Message from our Chair

All of Debra’s work is guided by one, singular
mission: to transform the lives of people
affected by EB, through care, research and
advocacy.

The achievements of our executive team, board
members and support committees in advancing
this mission are detailed elsewhere in this report.
But there remains another precious, intangible
achievement that we should also acknowledge
and take pride in - the nurturing of hope.

Every family support visit, every research
project, every column inch of press coverage,
every minute of airtime, every social media
interaction and every conversation with every
decision maker creates new reasons to hope.
These efforts remind our community that
progress is constant - and that we will not rest
as long as there are unmet needs.

The Butterfly Review, published by Debra
Ireland in this review period and compiled with
Ernst & Young, is the latest stage in this journey.
A comprehensive report on the state of EB care
in Ireland, it provides a roadmap to the future
we are all working towards, outlining how to
address gaps in community care, reduce
financial burdens and improve the daily quality
of life for those living with this genetic condition.
Its publication also means the debate regarding
what is needed has concluded. We now possess
the evidence of how political will and action can

deliver more hope than ever, long into the future.

It is time to deliver.

Within this context, Debra is clear on our
strategic priorities for 2025-2028:

* Family support and psychosocial care
* Advocacy and policy

* Research and innovation

* Fundraising and growth

These priorities will guide everything we do as
we continue to focus on each individual as
unique. Our myriad activities ultimately come
down to ‘care and cure’, delivered through
compassionate family support and dedicated
research into better treatments. We are also

bolstering our fundraising team, and we have
invested resources into advocacy to ensure the
government and the HSE provide services that
match the level of need.

In terms of recent income generation, we

have enjoyed several high-profile fundraising
successes, thanks to our ambassadors, celebrity
endorsements, and the remarkable generosity
of individuals and charitable trusts. But we do
also face the challenge of inconsistency; years
of plenty can be followed by lean years, which
creates uncertainty and hampers long-term
planning. As such, fundraising excellence is

a core element of our new strategy, and we
now have the team and the plans in place to
‘flatten the curve’ and create more predictable
revenue flows.

It has been, as you will read, a year of great
progress, and | wish to thank our dedicated
board members for their time and expertise.

| would like also to thank our support
committees in finance, research and fundraising.
And, above all, I wish to thank the individuals
and families we support, including those on our
EB Expert Review panel. They keep us focused,
informed and connected to the real-life
experiences of everyone living with EB, as

we continue to create new hope together.

Michael O’Rourke
Chair




Directors’ report for
the financial year ended
31 March 2026

The Directors are pleased to present their report and the audited financial
statements of Debra Ireland (“Debra”) for the year ending 31 March 2026.

Our mission, vision, and values

Debra’s mission is to transform the lives

of people affected by epidermolysis bullosa
(EB) through care, research, and advocacy.
Our vision is a world where no one suffers from
EB. Until that vision is realised, we will provide
vital care and support for people living with

EB, their families and carers, and those
bereaved by EB. We will fund pioneering
research into better, more innovative treatments
to enhance the wellbeing and quality of life of
everyone impacted by EB. We will advocate for
investment in comprehensive and appropriate
services and supports that meet the needs of
people living with EB.

Our new strategy drives our
work forward

This year we launched our strategy for 2025-
2028. It sets how we’ll move closer to a world
where no one suffers from EB. Our priorities for
this strategy period are:

* Family support and psychosocial care,
with more personalised support focused
on reducing isolation and helping families
navigate life with EB.

* Research and innovation to find real solutions
that bring us closer to better treatments and,
one day, a cure.

* Advocacy and policy to deliver better access
to care and financial supports, and make sure
EB is on the national agenda.

* Fundraising and growth, with more income
and more supporters to help us reach more
people and do more, sustainably.

Our thanks

Debra Ireland is, above all, a community, and
the Board would like to send our heartfelt thanks
to every person who is part of it:

Our staff never see their work as ‘just a job’,
instead giving every ounce of their energy to
create more impact every year.

Our research partners bring us closer each
day to the answers and knowledge that will
transform life with EB.

Our medical and clinical partners constantly
listen to our insights and share their own, as we
keep improving support together.

Our volunteers make so much of our work
possible, generously giving their time to make
lives better.

Our supporters, fundraisers and corporate
partners inspire us every day, always going the
extra mile to increase our income and - as a
result - our impact.

And, ultimately, we exist for the individuals and
families affected by EB across Ireland. You are
the heart of our community, and we can only
thank you for bringing so much commitment,
awareness and vision to our work. Together, we
will keep moving closer to achieving our vision
and delivering on our mission. Our deepest
thanks to you all.

Our values bring us together in our work, reminding
us that actions speak louder than words:

* Togetherness - through fostering an open,
fun, and encouraging culture.

* Person-centred - through actively listening,
understanding and supporting people.

* Boldness - through breaking boundaries with
courage, creativity and tenacity.

e Passion - through commitment to achieving
meaningful impact for the EB community.

* Integrity - through delivering on our promises,
demonstrating honesty, trustworthiness,
transparency and appreciation at all times.



Structure, governance
and management

Legal status

Debra Ireland, also known as Debra, is a
company limited by guarantee, not having a
share capital, incorporated in 1988 in Ireland
and registered with the Companies Registration
Office with the registered number 141729.

Debra is a public benefit entity, registered as a
charity with the Charities Regulator under the
registered charity number 20021726. It has been
granted a charitable tax exemption under
Sections 207 and 208 of the Taxes Consolidation
Act 1997, reference number CHY 8703.

Debra was founded under a constitution, which
establishes its objectives and powers, and it is
governed under its Articles of Association. All
income is applied solely towards the promotion
of the company’s charitable objects.

In the event of the charity being wound up,
the liability of an individual member shall not
exceed €1.00.

Organisation and governance

The Board of Directors is responsible for the
governance, strategy, and oversight of Debra
and delegates day-to-day management of
Debra to the senior management team,
comprising the Chief Executive Officer and
heads of function.

The Board may be comprised of a maximum
of 12 non-executive directors and each director
is required to be an ordinary member of the
charity. Half of the elected directors are required
to retire by rotation each year and are eligible
to offer themselves for re-election. Debra’s
Constitution requires that a numerical majority
of members of the Board must be drawn from
individuals who either have EB themselves

or who have a close familial relationship to
someone with EB, living or deceased.

The Board meets at least six times a year.

All directors are obliged to adhere to the Debra
Code of Conduct for Board Members. A Conflict
of Interest and Conflict of Loyalty Policy is also
in place and forms part of the Code of Conduct
for Board Members. Conflict of interest is a
permanent agenda item at every board
meeting. In the last financial year, no conflict

of interest was notified to the Board.

The Board is committed to achieving the highest
standards of governance. Debra is ‘Triple
Locked” and complies with the Charities
Governance Code, the Guidelines for Charitable
Organisations on Fundraising from the Public,
and the SORP (FRS 102) accounting standard for
charities. Debra complies with the General Data
Protection Regulation (GDPR) and all other
relevant legislation.

The Board of Directors met seven times during
the year. The names of the persons who were

directors during the financial year ending

31 March 2026 are set out below with their
attendance at eligible meetings and tenure.
Unless otherwise indicated a director served
for the entire year.

Board responsibilities

Matters reserved for the Board include
approval of the strategic plan and annual
budget, approval of borrowing or finance
facilities, an annual review of risk and internal
control, management of significant litigation,
CEO recruitment and management, approval of
the terms of engagement of the statutory auditor,
approval of new staff positions and approval

of contracts or projects with aggregate annual
spends of €£15,000 or greater. Remuneration
policy is also determined by the Board and
salaries are benchmarked against pay levels

in comparable non-profit organisations.

Board recruitment and
induction

Directors are recruited through a combination of
canvassing Debra’s membership, professional
networking, and public advertising. Nominations
of new directors are approved by the Board.
Appointments to the Board are prioritised
according to Debra’s requirements for expertise
at a particular point in time.

All new Board members are fully briefed on the
activities of Debra, receive a detailed induction,
meet the chairperson and CEO, and have the
option to meet any member of the Board or
senior management team.

Board Sub-Committees

To assist the Board in carrying out its duties
and support its effectiveness, it has established
three sub-committees - the Audit and Finance
Committee, Development Committee, and
Research Committee. Each committee operates
under approved terms of reference and
comprises both director and non-director
members. Terms of reference for an Advocacy
Committee were approved by the Board on

2 March 2026 and this new sub-committee

will start its work during 2026.

Audit and Finance Committee: This committee’s
work covers all matters related to audit and
financial reporting, risk management, legal

and regulatory compliance, and governance.
Members during the year: Mark Hyland (Chair),
Michael O’Rourke, Liam Keys, Rory Nealon and
Marie Carroll (appointed 22 April 2025).

Development Committee: This committee
provides objective guidance and continued
feedback and engagement on the development
and implementation of the fundraising strategy.
Members during the year: Fiona Duffy (Chair),
Robert Healy, Joanne Byrne (resigned 2 March
2026), Tom Butler and Rick Kelley.

Attendance at eligible Length of service as

Board Meetings

Michael O’Rourke (Chair) 6/7
Mark Hyland (Secretary) 7/7
Leonora Bishop (Resigned 21 Aug 2025) 3/3

Elizabeth Collins 7/7
Emma Fogarty 4/7
Valentine Fynes 5/7
Susanna Gaynor 5/7
Robert Healy 4/7
Sinead Spain 6/7

Tina Tully (Appointed 3 November 2025) 3/3

Rosemarie Watson 5/7

at 31 March 2026

2.1 years

121 years
N/A

7.5 years

2.2 years
371 years
5.8 years
85 years
8.2 years
04 years
8.2 years



Research Committee: This committee advises
the Board on matters relating to research and
supports the organisation in its work on behalf
of people living with EB in all areas relating

to EB research. Members during the year:
Leonora Bishop (Chair resigned 21 Aug 2025),
Alan Irvine, Michael Griffith, Seamus Graham
and Dr Emma Creagh.

Transactions with Directors

As a voluntary Board, directors do not receive
any remuneration. Relevant expenses, once in
compliance with Debra’s internal policies, are
reimbursable where claimed and vouched.
Details of directors’ expenses are disclosed in
note 12 to the financial statements.

Debra’s governing documents require a majority
of the Board to be people living with EB or those
with a close familial relationship to someone
with EB. As such, certain directors or families

of directors, are eligible to apply to Debra’s
grant programmes. Details of related party

transactions are disclosed in note 23 to the
financial statements.

Risk management

The Board of Directors is committed to

ensuring that managing risk is an integral part
of Debra’s activities. Effective risk management
is critical in enabling and facilitating the
organisation to meet its objectives. Debra has
an effective risk assessment process in place
which addresses how risks are identified and
managed. Risks are captured on a risk register
along with the potential impact of those risks to
the organisation, the perceived likelihood of
occurrence, and responses taken to address and
mitigate the risks. The senior management team
monitors the risk register through the year with
regular reporting to the Audit and Finance
Committee and thereafter to the Board.

The key risks facing the organisation in the last
financial year were:

Risk Mitigation

Financial risk that targets will not be * Thorough annual budgeting process and bi-monthly financial

met, and the organisation will have
insufficient resources to maintain the
desired level of services.

reporting with rolling projections.

* Regular reporting and monitoring against the Reserves Policy.

* Fundraising strategy developed to ensure diverse and
sustainable sources of income into the future.

People risk associated with recruitment, < Commitment to a flexible work environment.

retention, and loss of key staff.

* Remuneration policy in place.

« Effective performance management through the Performance 4
Growth annual process.

* Resource planning to align with the strategic objectives.

Governance and reputational risk
arising from legal, regulatory, and
reputational issues.

» Board and staff induction.

* Board effectiveness reviewed periodically.

» Ongoing oversight of compliance and governance processes
and procedures via an internal audit function.

« Crisis communication plan and media monitoring in place.

» Commitment to transparency, governance and accountability.

People and compliance risk associated « Continuous project to identify potential directors.

with the constitutional requirement to
maintain a majority on the Board of
people living with EB or those with a
close familial relationship to someone
with EB.
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Why do people call us? Measuring our impact

The EB community contacts Debra for all kinds To make sure we were providing the support

of reasons. But, as this chart shows, more than people valued most In 2025-2026, we contacted
half of callers to our family support services in everyone who connected with our services. Of
2025-2026 were looking for emotional support. the 27 people who responded:

1% 1% 1%

0L 2% 85%

4% of those who used the family support service

6% rated it as ‘exceptional’ or ‘very good’. (Of the
remainder, 11% said they didn’t need to access
it a lot so chose not to rate it.)

100%

said they had access to all the information
they need.

100%

said they had access to the family support
service when they needed it.

6%

Objective 1
Family support

Our family support team is here for families across Ireland, taking action to
empower everyone affected by EB. We provide direct support and a sense
of connection, listening to what every family wants and tailoring our work in

, h ff h . . | | d clini | Admin (1%) Personal advocacy
response. We're here to offer home visits, give local, peer and clinical support, Education (1%) (6%) 0
and share advice over the phone and email. We're side-by-side with people as New referral (1%) Event (13%) o
they speak with the HSE, hospitals, private health care providers, charities and Housing (2%) ® Practical support (15%) , _ ,
. . d q hi . Comms/Fundraising ® Emotional support would like even more support, including more
community support services. Every day, we do everything in our power to stop @ 51%) support calls or financial support.

families affected by EB from facing challenges alone. Financial support (6%)

Description of Number Fr n In 2025-2026, our team provided support to 134
s:rs\::icle?/gctisity O\goil:?\egif ofesocleuriicceg households, including 16 bereaved families. Who seeks our support?
service/ provided That's compared with 127 households and 16 We know people living with every kind of EB
activity (2025-26) bereaved families in 2024-2025. contact us for support. Whoever reaches out
(2025-26) We take pride in being flexible and adaptable, so to us, we're always here.
Home visits 31 families 88 - however families want to engage with us - we 1%
make it happen. It's our goal to reach as many ‘

Support calls 84 families 427 people as possible who live with EB. Last year,
we increased the amount of time we spent

AdvoFocg calls/ 10 families 111 supporting families face-to-face and over the
meetings . ) .

phone. For the last financial year, we provided:
Family Day 213 —

* 88 home visits (two fewer than last year)

Christmas Party 80 o * 427 family support phone calls (46 more than

Expert Panel x 2 29 — 2024)

* 111 advocacy calls and meetings with external
bodies and service providers (10 fewer than

2024)
And we also organised our biggest ever family
day, with over 213 family members attending Kindler (1%) @ Dystrophic (41%)
(see page 18). Junctional (9%) @ Simplex (49%)
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Where do we provide support?

Donegal Derry Antrim

Tyrone

@ Counties in Republic of Ireland where support has
been provided in 2025-2026.

Counties in Northern Ireland where support has
been provided in 2025-2026.

Last year, our family support service connected
with seven new people living with EB. This
included families whose new babies had been
diagnosed with the condition.

We prioritise support for new families because
having a baby with EB can be a traumatic and
challenging experience. Over this review period,
our calls with these families focused on
emotional support, personal advocacy and
hospital grants. We worked with the families to
get medical, practical and financial support in

communities. And we connected with others who

are part of the families’ lives, to help us offer the
most impactful, all-round support.

Easing the financial strain
of EB

Many of the families we support continued to
feel the impact of increased living costs last
year. In response, we offered a range of grants
and support - all of which were available to
people affected by EB, regardless of their
financial situation.

14

We also launched our new sibling appreciation
grant. This recognises that EB affects everyone
in a family, and provides funding for a special
treat to celebrate the help that brothers and
sisters provide.

We offered 78 respite and wellness grants, too,
so people could take time out for fun activities,
short breaks and family treats. Our 18 special
needs grants made sure that people could get
flexible, personalised support when they needed
it. And our 105 counselling and therapy grants
helped to support the mental health of adults
and children living with EB, as well as supporting
their families and carers.

Last year, through our grants,
we funded:

105

counselling sessions to support people’s
mental health.

51

hospital grants for families that spent more
than three days in hospital.

18

special needs grants to help families live more
independently, have housekeeping support at
home, buy specialist hair pieces after EB-
related hair loss, and travel to and from
medical appointments and to work.

This is how much our financial grants
and support meant to families in
2025-2026:

“It’s invaluable. Grants for [the] cost of travel
allow us to travel worry free”

“The counselling grant - it has been extremely
valuable and | can see the benefits fromit. It
eases a lot of the financial pressure”

“We received a Christmas and sibling grant.

The sibling grant was so special and he even
shared it with his sister - showing us he truly
deserved it!”

“As a single person living alone, the rising cost
of living is really impacting me. The respite
grant made it possible for me to take a mini
break. It was the only chance | got to go away
this year. Thank you Debra.”

Helping children and
teenagers talk about EB

We again offered our personalised illustrated
booklets for children starting school last year.
These enable children with EB to share their
experiences with their classmates, and to let
others know how they can help. This idea may
soon make a difference beyond Ireland, as we
have now shared the booklets with other Debras
in Austria, Canada and the UK.

To take one example, we put a range of support
in place for 13-year-old Casey as she moved to
secondary school in September. We organised
meetings with her school and worked with
Casey’s family to create a variety of resources -
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a personalised leaflet, a poster for teachers and
a video explaining EB to students. Both the
family and the school said this made the
transition much easier, and we presented the
approach at the Debra International Conference
in Brazil in January 2026. We have also agreed
to work on animations for more teenagers who
live with EB.

Listening to our Expert Panel

Our EB Expert Panel brings together people
affected by EB to advise on our research and
on the services we deliver. The panel met twice
in 2025-2026 supporting our work on a wide
range of areas, including the design of the EB
Hub. Members told us they value the chance
to come together with others in the community,
and we set up a WhatsApp group following

a suggestion from the panel. We are hugely
grateful to everyone who gave their time in
this way, and to all of the researchers who
joined our panel sessions. Together, we can
make sure our research and support keeps
easing the pain of EB.

Introducing medical alert
cards

In 2025-2026 we issued 15 of our new
emergency cards, which were first suggested

by members of the EB Expert Panel. These free
cards contain details about EB and information
on individuals’ emergency contacts and support
plans. They are designed to build awareness of
EB in doctors’ surgeries, hospitals and other

frieae LA iy Supporting

s Casey at school
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Thank you for being
part of her journey!
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healthcare settings, and to encourage
healthcare workers to be extremely careful
with patients’ skin. It was gratifying to see
the number of people requesting the cards
continue to grow.

“I have cardiomyopathy
related to EB, and when
I’'ve had ECG tests
before, I've had to ask
people not to use ECG
stickers on my skin or
at least to let me take
them off myself, but

it has not happened.

| hope with the card, whoever admits me to
hospital can say to everyone involved in my
care that | have EB and what that means.

| also feel that in the next 10 years or so, we
will reach the point where more people know
what EB involves. But, until then, I'm very
happy to have this card in my wallet.

Seamus Graham, from Knocknacarra

in Galway

Creating space for
bereaved families

Every family who loses a loved one to EB should
have the opportunity to remember and reflect
on their time together. With this in mind, in 2025
we held our first online memorial service - after
many years of in-person memorials. We piloted
this approach to make the service accessible to
as many people as possible. The change proved
to be a big success, with 30 family members
joining us for a very special occasion.

Celebrating Christmas in style

Our family weekend in May (see page 18) wasn’t
our only chance to bring the EB community
together last year. Our traditional Christmas
party was another unforgettable celebration,
with the Clayton Hotel in Dublin kindly offering
accommodation for the night to 80 family
members.

People travelled from as far as Tralee and
Antrim to be at the event, and Santa joined us to
spend time with all of the children and pose for
many, many photos! This is what families said
after the festive fun had ended:

“Getting together really matters. The kids love
Santa and we get to meet other families™

“The travel is worth it , the hotel is beautiful,
we get to stay overnight and meet families.
It’s perfect”

“We love this event, we get to meet everyone
and we got to bring our new granddaughter
this year. After lunch we usually head down to
Henry street and see the Christmas lights. It
really has become a favourite in our calendar.”

Making a range of connections

We continued to build our network to improve
support for families last year - in a wide range
of ways. In September, we attended DEBRA
International’s first meeting of family support
and psychology professionals, which led to an
agreement to now meet twice a year to focus
on the mental health impact of EB. And - in a
very different area - we worked with interior
designer Angela Ball, who kindly agreed to help
transform the bedroom of a young person who
lives with recessive dystrophic EB. The whole
family is very excited about this initiative - which
shows the value of always being open to
building new links.

Supporting families to share
their stories

Whenever anyone affected by EB describes
their experiences, it brings people closer to
the true pain of EB. But sharing a story can
be challenging, so we are by people’s
side throughout the process -
making sure they always feel
comfortable and in control.

Last year, we supported the
Doyle family - whose sister Cora
lived with recessive dystrophic
EB - to do an in-depth
interview for our Christmas
fundraising campaign.
Deirdre, our Head of Family
Support, joined the Doyle
family at home to learn
about their experiences

of living with EB and
managing grief. The

family also helped to
create a very special

radio advert using old
audio footage of Cora.

We also supported the
Dawson family, whose
daughter Sophia

fronted a campaign

with MACE and

designed a tote bag

sold in their shops. So
often, people affected
by EB tell usit’s a
massive inspiration when

others share their experiences, and we owe a
huge thank you to everyone who shapes our
work in this way.

Expanding our team

As we continued to respond to our 2023 family
support review, our board agreed to expand the
family support service team last year. This
enabled us to continue to provide exceptional
support to the EB community.

We secured a senior social worker to join our
team, starting in September 2025. Their
expertise proved an ideal fit for Debra. It meant
we could take the lead in organising multi-
disciplinary team meetings for families with
complex needs, bringing together community
and hospital health professionals and therefore
offering more holistic support to families.
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Our plans for 2026-2027

* Deliver a structured, evolving psychosocial
support programme, providing a minimum
of 35 tailored support interactions each
month.

* Continue to provide financial grants and
bespoke educational resources, reviewing
these annually to align with emerging
needs through to 2028.

* Collaborate with our communication
team and the EB community to build
an informationhub. This will provide a
dedicated space for vital information
for families.

* Host at least three peer support events,
one of which will be our family event.
Following positive feedback from last
year’s event, the programme of talks at
the next family event will be expanded.

* Offer a minimum of five targeted grant
opportunities, ensuring that support
remains relevant and responsive to the
evolving challenges faced by people
living with EB.

* Develop at least two new educational
tools, using practical, accessible resources
to help individuals and families navigate
the challenges of living with EB.

* Develop an animated video tailored to
young people starting secondary school
who live with EB simplex.

* Work and partner with the eLearning
dept of the HSE to develop and build an
elearning module for community nursing
team. This platform will be the first of its
kind for EB and will support training and
ongoing learning for community teams in
Ireland that deliver care in the homes of
families living with EB.

* Run one EB Expert Panel, where again we
will learn from people’s lived experiences
and from clinical expertise to help refine
and improve our support services.

* Continue to dedicate 30% of the head
of family support’s time to cross-
organisational collaboration. This will
help to create a more joined-up and
person-centred approach across our
services and advocacy.

Spotlight
A weekend that
meant so much

Over the May bank holiday weekend, more
than 200 people affected by EB from across
Ireland came together in Dunboyne Castle
and Emerald Park for our biggest ever
family weekend. People living with EB,
parents, carers, siblings, grandparents and
more joined us for talks on research and
communications, followed by an evening
dinner and a day out at Dublin’s famous
theme park. For many, it was the first time
in a long time when they could truly be
themselves - without having to explain EB,
their routines, or their reality.

There were no awkward introductions.

No need to explain dressings, mobility aids
or why a child might be in pain. Instead,
there was connection. Teenagers who
often feel isolated found each other and
built friendships. Parents shared advice

in queues. Families laughed, relaxed and,
for a moment, felt the weight lift.

As one parent put it: “| didn’t realise how
much | was holding until | said it out loud.”

This was peer support in action - emotional,
social and psychological support that no
clinical setting can replicate. Even small
things made a big difference. The orange
Debra t-shirts, worn proudly throughout

Emerald Park, created visibility and a sense
of belonging. Families could spot each other
instantly - a quiet reminder that they were
not alone.

Because of moments like this, families feel
less isolated. They leave with new friendships,
renewed confidence and the reassurance
that there is a community around them
that understands.

It's also a reminder of the role Debra plays -

not just providing support in difficult moments,

but creating space for connection,
belonging and relief. These weekends don’t
just create memories. They build resilience,
strengthen the EB community, and remind
families they are not facing this alone.

As one family shared afterwards:

“All those happy faces would do your heart
good... seeing all the orange Debra t-shirts
around the park - great idea. We had such
a wonderful time making memories and
meeting new people.. go Team Debra.”

What people said after our 2025 family day

Thank you all so very much, we all had such a wonderful time making great memories
and meeting new people. | hope ye get to enjoy a well-rested evening and some days

off this week, go Team Debra &3'V'¥

Happy day & Thank you Team Debra so much for a fabulous weekend. Loved it &

Thank you Debra ¥ very happy but tired people home & thank you for unforgettable

weekend ¢

Thank you for another fabulous event, the kids had a ball ﬂl Thank you Eve, Aoife and

Deirdre and all the wonderful Debra team ¥

Thanks so much to you the entire DEBRA team. It was an absolutely fantastic weekend.
We just want you all to know how much we appreciate everything you do ¥ and
thanks again for all of your hard work to pull off such an amazing weekend &

Massive thanks to all of the Debra Team. Another fantastic event . We have very
tired bodies heading home to Wexford & but so much fun was had. Thanks again
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Objective 2
Research

Research is central to Debra’s mission to improve the lives of people living
with EB. By funding innovative projects, strengthening research infrastructure
and collaborating internationally, we can accelerate progress towards better
treatments and improve quality of life for people living with EB.

Advancing EB research

In funding partnerships and through
international collaboration, we continued to help
develop new EB research solutions last year.

Highlights included supporting two new research
projects - one on pain management and the
other on drug repurposing for EB simplex, both
co-funded by DEBRA UK. We also co-funded a
study with Maynooth University, exploring
whether pump technology could be used to
create a cooling shoe insole for people with EB.
Designed to reduce heat and friction on the skin,
the insole could ease foot blistering and make
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walking easier and more comfortable in hot
weather. This study is due to be completed in
June 2026.

International collaboration was another priority.
Throughout the year, we engaged with EB
organisations worldwide to align research
priorities and avoid duplication of effort, and we
continued working to create opportunities for
people affected by EB to shape research.
Members of our EB Expert Panel contributed to
international workshops as part of the James
Lind Alliance’s priority setting partnership study,
which is helping to identify the most important
unanswered research questions for EB

worldwide. And, in October, the EB Expert Panel
met to review Debra’s research priorities and
align them with the findings of the James Lind
Alliance studuy.

Our research team also participated in the
DEBRA International Congress in Brazil, where
clinicians, researchers and patient organisations
came together to tackle the barriers that stop
new treatments being developed. Importantly,
the congress ended with our international
partners pledging to re-establish DEBRA’s
International Clinical Practice Guidelines - a
significant step forward for consistent care.

Building the evidence
for better care

We're always focused on research that improves
quality of life for people with EB - and last year
was no exception. We launched two new studies
aimed at addressing significant gaps in care,
both identified by the EB Butterfly Review. The
Access to Dentistry study was undertaken by
Children’s Health Ireland at Crumlin and
University College Cork, with families
encouraged to highlight the challenges of
accessing specialist dental care. A second study
examined the current transition from paediatric
to adult services for people with EB in the HSE.

Outcomes from the two projects will be
available in late-2026.

We also began planning a new research
project on access to EB bandages in Ireland.
This study will assess the costs associated with
recommended bandages and explore possible
ways to distribute bandages nationally. The
findings will provide evidence to support the
development of a national bandage scheme -
following the Government’'s commitment to
support one.

Strengthening research
infrastructure

Developing EB research infrastructure is
essential to ensure that people living with EB can
benefit from advances in treatment and care. As
such, it was another important element of our
work last year.

Collaborating with Children’s Health Ireland and
St James’s Hospital, we continued to encourage
people to join the Irish EB patient registry,
sharing details in our newsletters and at events.
Recruitment to the paediatric registry has been
strong, and work is now underway to expand
data collection for the adult registry. We know
patient registries are a critical tool for enabling
clinical trials and improving understanding of
EB, so we will keep raising awareness of the
registry in the years ahead.

We also continued to contribute to national
research initiatives. This included being part of the
National Genetics and Genomics Office working
group, making sure the perspectives of people
who live with rare diseases were always heard.

Raising awareness and
building research capacity

Raising understanding of EB among healthcare
professionals and researchers is critical to push
EB research forward. So last year we delivered
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educational sessions to medical and nursing
students at several Irish universities, including
Dublin City University, University College Dublin
and Trinity College Dublin. These sessions
focused on the clinical challenges of EB and the
importance of research in improving lives.
Members of the EB community shared their
personal experiences with students to bring to
life the challenges they face.

To strengthen our research capacity, we also
welcomed Konstantina-Danai Karagkiozeli as
our new research officer in September 2025.
Konstantina-Danai’s appointment will have a big
impact as we deliver our research programme
and related key initiatives in the coming years.
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Inside Out Day at RCSI

In November, Debra took part in the Inside Out
day at the Royal College of Surgeons in Ireland
(see page 34 for more on the day across
Ireland).

Our team met with postdoctoral researchers
and students, sharing insights into the reality of
life with EB. We set up a stand to highlight the

challenges people face and discuss how
research can ease the pain of EB.

We also used the event to emphasise

the importance of patient and public
involvement in research. By sharing people’s
stories and voices in academic research
environments, we can help make sure that
scientific research is grounded in real-world
experiences.

And these events also play a big part in inspiring
the next generation of researchers and
strengthening collaboration between scientists,
clinicians and patient organisations. It’s another
step we can take to improve the lives of people
affected by EB through research.

The EB Butterfly Review
takes flight

For years, families living with EB have been
quietly navigating a system that doesn’t always
see them.

This year, that changed.

After 12 months of listening - through interviews,
workshops and surveys - we brought together
the voices of the EB community to create
something truly pioneering - the EB Butterfly
Review. When we launched the review at
Leinster House in October, it felt like a turning
point. The event was attended by approximately
70 stakeholders, including families, clinicians,
policymakers, public officials, TDs and senators.
The voices of people who live with EB were
central to the event, which received extensive
national and local media coverage across print,
radio and television.

The review made clear that living with EB is not
just about managing a rare and painful
condition. It is about navigating a system that
can be fragmented, inconsistent and, at times,
exhausting.

People spoke about the uncertainty of moving
from paediatric to adult care, and the difficulty
of accessing consistent wound care, medication
and specialist support. They highlighted the lack
of psychological services and the financial strain
that comes with a condition that requires daily,
lifelong care.

As one contributor put it:

“The list is endless of how many different
challenges EB brings over different stages
of life.”

What emerged was a clear and consistent
picture. There are serious gaps in care, and
they are affecting people’s quality of life in
very real ways.

But just as importantly, the review didn’t stop
at identifying problems. It set out what needs
to change.

It gave shape to what families have been
asking for all along - a system that works,
one that is coordinated, properly resourced,
and built around real needs.

That means:

* Having the right support at home, not just
in hospital.

* Access to specialist teams who understand EB.

* Psychological support being there when it’s
needed.

* Reducing the financial burden that so many
families are carrying every single day.

In simple terms, it’s about closing the gap
between what people need and what they
actually get.

The launch of the review was a moment of
visibility - and of momentum. There was a
shared sense in the room that this document
cannot sit on a shelf. It must be used as a
roadmap for change, guiding how EB care is
delivered and supported in Ireland.

Now, the focus is on making that happen.

We are continuing to work with government, the
HSE and decision-makers to turn the findings
into action - pushing for a coordinated model of
care, properly resourced services and practical
supports that make a difference in everyday life.

Our plans for 2026-2027

We will continue to drive progress by
advancing our research strategy, identifying
new funding opportunities, supporting
high-impact studies and championing the
involvement of people with EB.

Our key priorities include:

* Continuing to involve patients and the
public in all research activities.

* Expanding national and international
partnerships to address research gaps.

* Providing seed funding for innovative
projects that aim to improve the quality of
life for people with EB.

* Funding targeted research that aligns with
Debra’s updated research priorities.
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Spotlight

The power of scaffolds

Back in 2022, Debra provided seed funding
to a research project led by Professor
Fergal O’Brien at the RCSI University of
Medicine and Health Sciences. That early
investment has now contributed to
promising pilot data and helped unlock
further funding from the Health Research
Board in 2025 - enabling this study to
progress to the next stage.

The research focuses on the development
of gene-activated scaffolds - an innovative
approach to wound healing that combines
advanced biomaterials with gene therapuy.

Scaffolds are structures that support tissue
growth by providing a framework for cells
to attach to and regenerate. In this case, the
team is developing a scaffold that can be
applied directly to EB wounds, where it
would not only protect the skin but actively
support repair. By encouraging cells to
produce certain proteins, the aim is to
improve healing, reduce scarring and limit
infection. Ultimately, the aim is to create an
‘off-the-shelf’ treatment for different wound
types that can be used alongside existing
bandaging routines.

It's the kind of practical, innovative research
that runs through Debra’s DNA - research

with the potential to make a meaningful
difference to everyday life. It was also
inspired by our community. After Claudia
Scanlon, who lives with recessive dystrophic
EB, discussed the condition on The Late Late
Show, Professor O’Brien contacted us to talk
about ways we could work together.

The project is now moving into pre-clinical
testing, supported by the Health Research
Board. This is still an early stage, but the
potential of scaffolds to ease chronic
wounds, support healing and improve quality
of life is exciting. When researchers and
people affected by EB come together, the
future only gets brighter.

Objective 3
Advocacy

No one affected by EB should struggle to get the support or services they
need. So, throughout 2025-2026, we focused our advocacy work on driving
systemic change - side-by-side with people living with EB and their families.
Our priorities were securing sustainable funding, influencing national policy,
improving access to medicines and services, and raising awareness of EB
among politicians and healthcare providers.

Putting the EB Butterfly
Review into action

The EB Butterfly Review (see page 22) was at
the heart of our advocacy last year, providing
an evidence-based blueprint for improving
EB care, services and support throughout
people’s lives.

Progress since the launch includes:

* Securing commitments from politicians to set
up an All-Party Interest Group on EB.

* Forming new relationships with decision-
makers who work across health and disability

policy.

* Seeing parliamentary questions raised
about EB.

We also prioritised our recommendations based
on the review, in particular on education,
funding, disability parking and awareness
raising. And we created a full plan on how to put
the review into practice, which will guide our
advocacy and ensure accountability in the

coming years. This will be vital as we keep
pushing for coordinated care, sustainable
funding and equitable access to services.

Turning funding promises
into reality

In 2024, the Minister for Health committed to
spend an additional €700,000 to support people
affected by EB. Throughout 2025-2026, we
advocated to make sure those promises are
followed up.
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We welcomed confirmation from the
Department of Health that €700,000 has

now been allocated, but it is not clear how

this funding will be delivered - and the EB
community has yet to see any benefit.

So we met with and spoke to the HSE and

the Department of Health throughout the year
to ensure this funding is introduced without
further delau.

Winning new HSE funding

Following extensive engagement with the HSE in
2025-2026, we were delighted to secure €125,000
for our family support work. This vital investment
will help us work more closely than ever with
people living with EB and with their families.

Building awareness
in healthcare

Also last year, we began collaborating with the
Office of Nursing & Midwifery to develop a
national online education programme for
healthcare professionals. The programme should

be ready by the end of 2026 and is designed
to improve practitioners’ clinical knowledge
and confidence - ultimately leading to more
consistent care in hospitals and communities.

Additionally, our education and awareness-
raising activities in 2025-2026 also included:

* EB education sessions for medical
students at University College Dublin and
nursing students at Dublin City University,
as part of Rare Disease Day.

* Joining national and international
conferences to represent Debra, including
the World Orphan Drug Conference, Debra
International Conference and the HSE Spark
Innovation Conference.
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Taking part in events like these helps our team
to build strong and diverse partnerships, and
to share learning across the health and rare
disease sectors.

Driving change through
lived experience
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Filsuvez is the first treatment for EB to

be approved by the European Medicines
Agency (EMA) and supports wound healing
in people with dystrophic and junctional EB.
Last year we put people’s voices at the heart
of our efforts to change that. We made a
patient voice submission to the National Centre
for Pharmacoeconomics (NCPE), Ireland’s
independent health technology assessment
body, explaining the difference Filsuvez
could make.

Having reviewed the evidence, the NCPE
recommended that the HSE should consider
introducing Filsuvez, subject to a pricing
agreement. The HSE agreed and Filsuvez

is now available in Ireland to people living with
EB who are eligible. This is a powerful reminder
of how advocacy can influence decision making
and Debra will be continuing to advocate for the
community to ensure that there is equal access
to other available treatments for EB.

People affected by EB also made themselves
heard as we launched a campaign on Rare
Diseases Day in February 2026, calling for

fair access to disability parking permits. The
campaign highlighted how current eligibility
rules are failing our community. Walking even
short distances when you live with EB can lead
to severe pain, skin domage and long recovery
times, so qualifying for a parking permit should
be straightforward. That’s definitely not the
case, however, and the current assessment
system needs to be reformed so disability
parking is based on real functional need, rather
than narrow medical criteria. That’s the message
we sent to the Minister of Transport through an
online petition, media engagement and political
advocacy in early 2026, with 1,500 people
backing the campaign. The scheme is currently
under review and we are continuing to advocate
for reform.

Collaborating to
increase impact

During 2025-2026, we strengthened our
advocacy by strategically joining forces

with other organisations in Ireland and
internationally. This included working with
DEBRA International, Rare Diseases Ireland,
EURORDIS, the Disability Federation of Ireland
and the HRCI Advocacy and Communications
Committee, all to ensure that the priorities of
the EB community were represented within
wider discussions about rare diseases,
disability and health policy.

We also put people’s voices and experiences
at the centre of policy development, service
planning and pharmaceutical processes
and discussions, by collaborating with the
Department of Health, the HSE, and
pharmaceutical industry stakeholders. Together,
these partnerships expanded our advocacy
reach by highlighting and improving access
to medicines, strengthening policies related
to rare diseases and disability, and building
engagement with people affected by EB.

Our plans for 2026-2027

Next year, we'll focus on translating political
commitments into tangible outcomes. Our
priorities include:

Securing the delivery of EB-specific
funding and ensuring the government
follows through on its commitments,
particularly on care coordination,
consistency of care and responding to
the needs of people living with the most
severe forms of EB.

Research to help develop a practical,
effective national bandage scheme,
which was a key recommendation in the
Butterfly Review.

Improving access to treatments including
Vyjuvek, which was approved by the
European Medicines Agency in 2025 but
is not yet available in Ireland.

Addressing the additional financial costs
associated with having EB - such as
healthcare, wound care and transport -
and collaborating with the Department of
Health, Department of Social Protection
and relevant NGOs to ensure that
individuals and families do not face the
burden of additional costs.

Continuing to focus on education and
raising awareness of EB, with a particular
focus on the community healthcare and
education sectors.

Strengthening cross-party political
leadership and accountability, including
at European level, as we seek to improve
policies on managing rare diseases and
ensure timely and equal access to
treatments.

In everything we do, our advocacy will

remain firmly grounded in lived experience,
ensuring that the voices of people affected
by EB continue to drive meaningful change.
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Fundraising and growth

Our fundraising ambition is clear, we are here to ease the pain of EB, until
the pain ends. It is up to us and we are the only ones in Ireland doing this.
Every euro we raise brings us closer to achieving that goal, and the 2025-
2026 financial year was a landmark one for Debra. Thanks to our wonderful
supporters, we achieved excellent results, generating fundraising income of
€2.6m. This success provides the sustainable foundation we need to expand
our family support, research and advocacy services.

Building on powerful
partnerships

Debra is part of the international Debra
family, a vital fact when we pitch to corporate
partners. Many of our corporate supporters
are multinational corporations, whose staff
appreciate our position in an international
network with the scale and professionalism
to deliver lasting impact.

To drive growth in this important area of
fundraising, we appointed lan Collins as a new
Strategic Partnerships Manager in 2025-2026.
Our focus is on building long-term, mutually
beneficial collaborations, and there was plenty
of evidence of this throughout the financial year.

* MACE partnership: We have officially renewed
our partnership with MACE for another two
years, building on the immense success of the
‘Extra Smile’ campaign, which encouraged
young people to have a positive impact on
their community.
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* High-impact relationships: We continued to
build close ties with partners including SMBC
Aviation Capital and KPMG. We are also proud
to announce a new partnership with the
Peninsula Group.

* Creating shared value: Our ‘Lunch and Learn’
sessions with corporate partners helped to
foster deeper connections, raising awareness
that EB is a global challenge all of our
supporters can help to solve.

We would like to extend our sincere gratitude
to the Tom Cunningham Trust and The Ireland
Funds for their unwavering commitment to our
mission. Their incredible generosity continues to
have a transformative impact on the lives of
those living with EB, providing essential support
and resources that are vital to our work. We
remain deeply grateful for this partnership.

We'd also like to give special thanks to Perrigo
for their partnership. The provision of meeting
room space is an invaluable resource, and we
are always made to feel so welcome.

Supporting new and
existing donors

To make sure we look
after our financial
supporters as effectively
as we care for families,
we expanded our

g individual giving team

in 2025-2026. Lema
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July 2025, with a focus
on deepening our
connection with existing
supporters while encouraging new donors to
give to Debra. The new team is now working to
ensure every supporter recognises the vital role
they play in supporting people with EB.

A new welcome pack was created in late-
2025 to engage donors and increase their
understanding of Debra, and a more
comprehensive programme of fundraising
communications was developed for 2026.
Costs of fundraising via post have increased
significantly, with the cost of An Post bulk mail
having risen 85% in recent years, so the team
is working to ensure every communication

we send has maximum impact.

Celebrating our community

Our work is powered by the creativity and
determination of our supporters. We are
profoundly grateful for everyone who gave
their time, talent and resources to Debra last
year, including:

* Generous donors: We want to recognise the
incredible kindness of those who contributed
high-value auction prizes. We are particularly

grateful to Glovers Alley restaurant, which
gifted us a Michelin Star dining experience
that significantly boosted our income.

* Community champions: From Daragh Mac
Loughlin, who successfully rowed the Atlantic
to raise over €20k, to Ken Carraher, whose
Halloween House has raised nearly €100k
since 2009, our community champions were
a constant inspiration.

* Collective impact: Events continue to
demonstrate the power of fundraising
together. Thank you to everyone who gave
in this way in 2025-2026.

Building a legacy
for the future

Looking to the future, we are prioritising two key
areas to ensure Debra’s long-term sustainability.

1. Strategic growth: It’s vital that we attract new
supporters to keep growing our income from
individual giving. We will test face-to-face
recruitment in the latter half of 2026 and the
team are currently exploring the option of
re-introducing raffles to the annual mailing
programme. These have previously been a
cornerstone of our fundraising.
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Once again, thank you to everyone who
supported Debra in 2025-2026. We never take
provide the financial security necessary your commitment to Debra for granted. To see
to plan for multi-year research projects. the real-world impact of your generosity, please
So we are committed to making legacy giving visit debra.ie.

an accessible, clear way for supporters to

2. Legacy giving: Gifts in wills are also at the
heart of our fundraising strategy. They

Filsuvez is now

Together, we are creating a future where no
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Spotlight
Facing fears to fundraise

Kate Cogan, who lives with EB, is
determined to support the EB community
by fundraising for Debra. So in 2025 Kate
decided to take part in our second annual
Croke Park Abseil. There was just one issue
she is absolutely terrified of heights...

The Croke Park abseil is now a firm fixture
in our fundraising calendar. Participants sign

achievement, although perhaps not a
fearless one - at least for Kate Cogan.

Kate hates heights, but her resolve to
improve life for people with EB knows no
bounds. “Abseiling terrifies me, but living with
EB is even scarier,” she said. “This challenge
represents what EB is like. You're constantly
pushing through discomfort.”

and digital

Last year, the communications and digital team played a central role in
supporting Debra’s mission - strengthening awareness of EB, increasing
engagement and supporting our work to fundraise, push for change and
connect our community. We made sure the voices of people living with EB

up with a €50 registration fee and pledge to
raise at least €300. They then climb to the
top of the iconic stadium and abseil 150 feet
on to the pitch below. An epic achievement. eventually raising over €12,000. To Kate and
In 2025, our abseilers raised over €£€50,000 - everyone else who fundraised for Debra in
helped by generous matched funding by our 2025-2026, thank you for going to such
corporate partners. This was a fantastic great heights.

Kate initially set out to raise €5,000, but
so many people were inspired by her
efforts that she rapidly smashed that goal,

were heard, expanded our digital reach and helped Debra to remain the
leading authority on EB in Ireland. In 2025-2026, communications activity
supported every part of our organisation.

Putting EB in the headlines

We focused on increasing national awareness of [ wishindependenty ]
‘I don’t want any child to feel the
loneliness I did’ - Woman (21) with
devastating skin condition urges support
for charity

EB throughout the year, ensuring people’s lived
experiences kickstarted conversations
nationwide. Strategic media engagement,
storytelling and partnerships resulted in
sustained national coverage across television,
radio, print and digital outlets.

KPEDITI MT TOUR
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In total, Debra generated 665 media articles,
achieving an estimated 633 million audience
impressions. This number demonstrates the
strong public interest in EB and the ongoing
impact of our communications strategy.
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Much of this visibility was driven by powerful Bringing our community closer organised to make it easy to navigate and Expanding our

personal stories - shared by members of the EB search. . . .
international influence

community and supported by Debra’s Everyone affected

And our Kaleidoscope magazine continued to

colmmunicoti(.)ns teom: These storigs helped bghEB S?Olﬂd ge;ble play an important role in fostering connections Debra’s impact beyond Ireland is growing
br|rjg the reo“tg of EB into the public sphere,. fto he<:1r romh ebra . within the EB community. Each issue provides a fast. We presented our storytelling tools
while also building empathy and understanding. Ik? ttef W‘iﬁs t OST wor platform for people’s experiences, updates on and educational resources at the Debra
ilAi i . amilies to share their stories. Feedback from
Building digital momentum L?Lffi?iinnfeﬁmg readers has been very positive, with many organisations. By combining communications,
Throughout the year, our community highlighting how the publication helps to foster |IV§d experience and odv'oc'ocg, we re helpmg.to
the communications ’ a greater sense of community. drive change for people living with EB worldwide.

; - | including the launch
team kept extending KﬂlEldDSCOpE of WhatsApp
Debra’s reach online, Your EB newsletter

improving how we Rt
communicate with
supporters, families
and the wider public.

community channels.
This meant people

could get more timely and personal updates on SpOtllg ht

EB services, research and advocacy.

We also continued work to develop the EB Hub. CCI m pCI lg n l ng 0 n

This is a major digital project to create a trusted

- - P¥  Digital campaigns

RAFFLE ALERT!

e v e T Lo and email marketing central source of information and practical Ro re Diseose DO g 2026

and a 1-night stay ina 3° v ploged an
city centre hotel for two. . ) )

. . increasingly important
role in engaging
people with Debra’s
work and raising
funds. After we introduced improved tracking
systems in the middle of the year, our emails
generated over €£18,000 in donations -
highlighting the effectiveness of more targeted
supporter communications.

guidance for people living with EB, and for the
professionals who support them. The hub will
provide accessible resources, psychosocial
support information and practical advice,
helping families navigate life with EB. During
2025, we engaged with the community through
the EB Expert Panel. We also formed a steering
committee of people with lived experience of EB.
This will help us decide and define what content
the hub should include, its format (an app or
We also diversified Debra’s digital advertising a website), and how information should be
strategy, testing new platforms including Google

Ads, TikTok and LinkedIn. This enabled us to

reach new audiences and ensure we remain

relevant and resilient into the future.

To mark Rare Disease Day, we delivered an
integrated campaign spanning advocacy,
fundraising and public awareness. Our focus?
A national petition calling for greater support
for people living with EB.

The campaign definitely hit home, with over
1,500 people signing our petition. Notably,
approximately half of all signatories were
new to Debra, demonstrating our success in
reaching beyond our existing supporter base
and expanding our audience. In addition,
around 50% of supporters shared their
mobile contact details, creating valuable
opportunities to bring people closer to Debra
in the future.

And we ran awareness campaigns A
and digital awareness initiatives qeﬁ',ru
throughout the year,
successfully bringing

The campaign also raised nearly €7,000 and
brought in at least 30 new donors. Based on

e o eSimeted audnce of 50000 peope-
supporters into our i agile as a lorariei nceme Be el Wile everal equivalent to around €£5,000 in advertising
communltg - and : campaign expenditure across radio and revenue.
creating new digital marketing totalled approximately We also secured significant in-kind support,
opportunities for €12,000, the initiative effectively broke even including a donation of train panel
future advocacy in financial terms, as well as helping to build advertising with an estimated media value of
and fundraising. our supporter base. €15,500. This enhanced the campaign’s
The campaign also delivered strong visibility nationwide, without incurring costs.
awareness results. Media engagement Overall, the Rare Disease Day campaign
efforts, including collaboration with members demonstrated the value of an integrated
of the EB community, secured prominent approach, delivering immediate fundraising
national coverage, such as a full-page returns while raising awareness, bringing new
feature in the Irish Examiner (which was also supporters to Debra and strengthening our
published online). This coverage reached an advocacy work.
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Spotlight

Inside Out: from Ireland to the world

The idea behind the Inside Out campaign is
simple. People wear an item of clothing inside
out for one day - a small, visible action that
reflects the daily reality of living with EB,
when something as apparently ordinary as

a seam can cause painful blistering. It’s an
accessible and powerful initiative - and it’s
growing fast. In 2025, Inside Out sparked
countless conversations, built understanding,
and made an invisible condition visible.

Across Ireland, individuals, schools,

GAA clubs, workplaces and sports teams
embraced Inside Out - not just taking part,
but making it their own. Every post shared,
every conversation started, and every

euro raised contributed to something much
bigger - a growing sense of visibility and
solidarity for the EB community.

That momentum was amplified through a
digital-first approach.

We leaned into platforms like TikTok,
LinkedIn and Meta to recruit and engage new
audiences. And short-form video, creator-led
content and targeted campaigns helped us
reach beyond our existing supporters -
particularly to younger audiences - and

turn awareness into participation.

The response was fantastic. In its first
year, Inside Out raised over €40,000 and
significantly increased awareness of EB
across Ireland.

But perhaps the biggest development was
the campaign’s growth beyond Ireland.

Inside Out was subsequently adopted

by DEBRA International, with DEBRA
organisations in Canada, Colombia, Croatia,
Czechia, France and Italy forming a steering
group to build the campaign globally.

What began as a national awareness day

is now evolving into a shared international
moment - uniting the global EB community.

The strength of Inside Out lies in its simplicity.
It can be adapted locally, owned by
communities, and scaled globally - while
carrying a consistent message of visibility,
empathy and support. For Debra, this marks

QUR KEY ACTIONS IN 2020
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an important shift in how we approach
communications - combining lived
experience, digital campaigning and
community participation to create
campaigns that travel.

Plans are already underway for the 2026
campaign. We're looking to build on Inside
Out’s strong foundations, reaching more
people and increasing participation. Because
when people come together - across
communities and across countries - the
impact is impossible to ignore.

And Inside Out is only just getting started.

Our plans for 2026-2027

As Debra enters a new strategic period,
we will continue to play a central role in
supporting advocacy, fundraising, family
support, research and awareness and
community engagement across the
organisation.

Looking ahead, we plan to further expand
Debra’s digital mobilisation through national
campaigns, with a stronger focus on

increasing awareness of EB among the public,

policymakers and potential supporters. We
also aim to deepen our connection with
people living with EB and their families by
placing lived experience and community
voices more visibly at the centre of our
communications.

A key priority for the coming year will be
diversifying online income streams in
response to the evolving digital fundraising
landscape and increasing restrictions across
Meta platforms. This will include growing
supporter engagement through new

digital channels, strengthening owned
communications platforms, and developing
more sustainable long-term donor journeys.

Award recognition

During the year, Debra was proud to win the
Fundraising Campaign of the Year award at
the Cll Awards for our Run to 40 campaign,
featuring Patient Ambassador, Emma

Fogarty, and Debra Ambassador, Colin Farrell,

running the Dublin Marathon.

This award recognises a charity for delivering
a highly successful, innovative or inspiring
fundraising campaign. The campaign needs
to have achieved or exceeded its objectives,

demonstrating clear impact, effectiveness and

supporter engagement across channels
including digital, community fundraising,
events, direct mail and individual giving.

This campaign was also shortlisted for the
PRIl Communications Impact Award.

During 2026, we hope to pilot Debra’s
first-ever Direct Response TV advertising
campaign to help acquire new donors and
broaden national awareness of EB. We also
plan to continue investing in dynamic video
and social-first content to engage younger
audiences of potential supporters, while
further developing automated email journeys,
improving donation landing pages, and
growing TikTok as an important awareness
and engagement channel.

By combining powerful storytelling, innovative
digital engagement and strong media
relationships, Debra will continue to amplify
the voices of the EB community, strengthen
supporter engagement and drive meaningful
change for people living with EB.

We will also continue working closely with
DEBRA International to strengthen Inside Out
as a global awareness campaign, helping to
increase international visibility of EB and
create greater collective impact across the
worldwide EB community.

CHARITHY
» METITUTE

35



Financial review

Overview

The financial results for the year to 31 March
2026 are outlined in the Statement of Financial
Activities, the Statement of Financial Position,
and the Statement of Cash Flows.

The Board originally approved a budget for
2025/2026, aligned with the current strategic
plan (2025-2028), where expenditure was
expected to exceed income in the financial year.
However, Debra recorded a surplus of €302,372
in the financial year to 31 March 2026 (2025:
€£764,322 surplus). This was mainly due to an
unexpected once-off donation of €500,000
received from the Tom Cunningham Trust via
the Ireland Funds, the strong performance of
events and an underspend on payroll and
grants.

36

Income

Most of our income comes from the generous
support of the general public, corporates, trusts
and foundations.

Gross income for the year was €2,650,223 (2025:

€3,008,219) a decrease of 12% compared to the
prior year.

Income from donations decreased by €542,128
to €1,861,367 (2025: €2,403,495) due to
substantial donations received from Emma
Fogarty’s appearance on the Late Late Show
and a once-off large corporate donation in the
previous year.

Income from fundraising events performed very
well this year with €401,723 (2025: €344,305)
raised across Debra-led events including the
annual Kerry challenge.

Our community supporter-led fundraising
activities also had an excellent year with more
individual events than ever being organized
across the country. Total income from this
source was €158,151 (2025: €129,410).

The value of donated services was €38,173
(2025: £35,187). Such donations are measured
based on the value of the gift with a
corresponding amount recognised in
expenditure.

Government grants account for just 5% (2025:
1%) of total income with €125,000 received from
the HSE to fund our Family Support Service for
the first time and a further €15,588 received
from the HSE National Lottery Grant (Respite)
Programme (2025: €24,250).

Expenditure

Debra is almost completely dependent on
fundraising, and it is necessary to incur
expenditure in raising our funds. We strive to do
so as efficiently as possible in order to maximise
the funds available for our charitable activities.

Our direct costs of fundraising activities
decreased by 5% this year to €314,215 (2025:
€£331,204) mainly due to the costs associated
with Emma’s Run to 40 in the prior year. Direct
costs of fundraising as a percentage of income
from fundraising rose slightly to 12% (2025: 11%).

Total expenditure on charitable activities
increased by 6% this year. Strategic initiatives
spanning all areas of our service are driving
expenditure with total investment this year of
€£2,033,636 (2025: €1,912,693).

The total value of grants made to patients
and families exceeded €168,000 this year and
we invested over €£€231,000 in research projects
and grants.

Charitable Activities 2026 2025
Patient support 550,323 440,978
Research 426,358 410,198
Advocacy 221998 317,401
Fundrqsmg and 772,964 702245
marketing

Total programme 1,971,643 1,870,822
costs

Unallocated general 61993 41871
support costs

Total charitable 2,033,636 1,912,693

expenditure

All programme costs above include an
allocation of support costs. Support costs
consist of a portion of the costs of payroll and
overheads related to the CEO, finance, human
resources, communications and office
administration and general costs related to
premises/facilities and IT.

Unallocated general support costs mainly
represent the costs of governance. Support
functions play a crucial role providing core
organisational support to ensure our services
are delivered to the highest standards.
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Financial position
and reserves policy

Going concern

The financial statements have been prepared
on a going concern basis. The Directors have
reviewed the Statement of Financial Activities
for the year ended 31 March 2026 and the
Balance Sheet as of that date, along with
financial projections for a period of at least

12 months from the date of approval of the
financial statements. The Directors are satisfied
that the Company has adequate resources to
continue in operational existence for the next
12 months. There is no material uncertainty that
affects this assumption that the Company is a
going concern.

Reserves policy

Debra’s policy is to retain sufficient reserves

to safeguard the continuity of its operations. It
has a clearly defined reserves policy which is
reviewed annually by the Board. The policy is
based on a careful assessment of the needs

of the organisation in the event of unforeseen
disruptions to income. As almost 100% of our
annual income is fundraised, it is important that
adequate reserves are held to ensure continuity
of our services.

Debra’s Reserves Policy is to hold sufficient free
reserves to maintain essential services for an
optimal period of up to twelve months with a

minimum threshold of at least six months. Actual
reserves are regularly reviewed by the Board. All

budgeting and forecasting activities include an
assessment of the likely impact on future
reserve levels

Debra’s reserves comprise unrestricted general
funds, restricted funds and designated funds.

38

Restricted funds are subject to specific
conditions imposed by our donors and are
within the overall objectives of the organisation.
Restricted reserves at 31 March 2026 are
€£422,232 (2025: €84,781).

Designated funds are allocated by the Board to
specific areas of future expenditure. Designated
reserves as at 31 March 2026 are €660,528
(2025: €£€765,000). The Board has set aside
€500,000 (2025: €515,000) for a Research Fund
to cover the current future commitments to
ongoing projects and provide funding for new
projects over the coming 24 months. A further
€£31,528 (2025: €100,000) has been designated to
meet any unexpected and material applications
under our Special Circumstances Grant
programme which by its very nature is difficult
to budget for with certainty. Finally, €129,000
(2025: €£150,000) has been designated for new
fundraising initiatives to be investigated over the
course of the next financial year.

Unrestricted general funds, which are not
assigned to a specific purpose, as of 31 March
2026 are €£2,132,147 (2025: 2,062,754). These
funds are used to further the Debra’s charitable
objectives, funding expenditure not covered by
restricted or designated funds.

A summary of the reserves position of Debra is
as follows:

31 Mar 2026 31 Mar 2025

Restricted Funds €422,232 €84,781

Unrestricted Fund €2132147 £2.062,754

(General)

Unre'smcted Fund £660528 €765.000
(Designated)

Total Reserves €3,214,907 €2,912,535

Other financial
information

Post reporting date events Audit information

See Note 24 to the financial statements. The directors believe that they have taken

all steps necessary to make themselves aware
of any relevant audit information and have
established that the company’s statutory
auditors are aware of that information. Insofar
as they are aware, there is no relevant audit
information of which the company’s statutory

auditors are unaware.

Directors and Secretary and
their interests

The Company is limited by guarantee and
does not have a share capital. Therefore, the
directors and secretary who served during the
year did not have a beneficial interest in the

Company, Auditor

Accounting records In accordance with the provisions of Section
383(2) of the Companies Act 2014, the auditor
Grant Thornton, Chartered Accountants &

Statutory Audit Firm, will continue in office.

The directors are responsible for ensuring
that proper books and accounting records
are kept by the company as set out by the
requirements of Sections 281 to 285 of
the Companies Act 2014. The directors
believe that they have complied with these . i -
requirements by employing accounting ﬁrﬁm»a:/’f/fyzpf; /{f.-.x'«_/-'.-é;.‘l_f;}-_ (“',.I—-'
personnel with appropriate expertise and ’ T /“'f,-

idi Michael O’Rourke Mark Hyland~
by providing adequate resources for the : . Yy
finance function. The accounting records Director Director
of the company are maintained at the Date: 6 July 2026
company’s registered office at Butterfly
Cottage, 8 Clanwilliam Terrace, Grand
Canal Quay, Dublin 2.

This report was approved by the board
and signed on its behalf by:
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Directors’ responsibilities statement
for the financial year ended 31 March 2026

The directors are responsible for preparing the Directors’ report and the financial
statements in accordance with applicable Irish law and regulations.

Irish company law requires the directors to prepare the financial statements for

each financial year giving a true and fair view of the state of affairs of the Company
for each financial year. Under the law, the directors have elected to prepare the
financial statements in accordance with Generally Accepted Accounting Practice in
Ireland including, Financial Reporting Standard 102 “The Financial Reporting Standard
applicable in the UK and Republic of Ireland” and in compliance with the Statement
of Recommended Practice “Accounting and Reporting for Charities” effective

1 January 2019.

Under company law, the directors must not approve the financial statements unless
they are satisfied that they give a true and fair view of the assets, liabilities and financial
position of the Company as at the financial year end date, of the profit or loss of the
Company for that financial year and otherwise comply with the Companies Act 2014.

In preparing these financial statements, the directors are required to:

* select suitable accounting policies for the Company’s financial statements and then
apply them consistently;

* make judgments and accounting estimates that are reasonable and prudent;

* state whether the financial statements have been prepared in accordance with
applicable accounting standards, identify those standards, and note the effect and
the reasons for any material departure from those standards; and

* prepare the financial statements on the going concern basis unless it is inappropriate
to presume that the Company will continue in business.

The directors are responsible for ensuring that the Company keeps or causes to be
kept adequate accounting records which correctly explain and record the transactions
of the Company, enable at any time the assets, liabilities, financial position and profit
or loss of the Company to be determined with reasonable accuracy, enable them to
ensure that the financial statements and Directors’ report comply with the Companies
Act 2014 and enable the financial statements to be audited. They are also responsible
for safeguarding the assets of the Company and hence for taking reasonable steps
for the prevention and detection of fraud and other irregularities.

The directors are responsible for the maintenance and integrity of the information on
the charity’s website. Legislation in Ireland governing the preparation and dissemination
of financial statements may differ from legislation in other jurisdictions.

On behalf of the Board

ﬁfﬂ ,{“_*}—{:f/a'rgw._.fx—* /.F_&Lgf’ 5'.'.::'_’;/;:\5__(:" -

T [
Michael O’Rourke Mark Hyland
Director Director

Date: 6 July 2026

Independent auditor’s report to

the members of Debra
for the financial year ended 31 March 2026

Opinion

We have audited the financial statements of DEBRA Ireland (the “company”), which
comprise the Statement of financial activities, the Statement of financial position and
the Statement of cashflows. for the financial year ended 31 March 2026, and the related

notes to the financial statements, including the summary of significant accounting
policies.

The financial reporting framework that has been applied in the preparation of the
financial statements is Irish law and accounting standards issued by the Financial
Reporting Council including FRS 102 “The Financial Reporting Standard applicable in the
UK and Republic of Ireland” (Generally Accepted Accounting Practice in Ireland.

In our opinion, DEBRA Ireland’s financial statements:

* give a true and fair view of the assets, liabilities, and financial position and cash flows
of the charity as at 31 March 2026 and of its profit or loss for the financial year then
ended,

* have been properly prepared in accordance with accounting standards issued by the
Financial Reporting Council including FRS 102 “The Financial Reporting Standard
applicable in the UK and Republic of Ireland” (Generally Accepted Accounting Practice
in Ireland), and

* have been properly prepared in accordance with the requirements of the Companies
Act 2014 and Charities Act 2009.

Basis for opinion

We conducted our audit in accordance with International Standards on Auditing
(Ireland) (ISAs (Ireland)) and applicable law. Our responsibilities under those standards
are further described in the ‘Responsibilities of the auditor for the audit of the financial
statements’ section of our report. We are independent of the charity in accordance with
the ethical requirements that are relevant to our audit of the financial statements in
Ireland, including the Ethical Standard for Auditors (Ireland) issued by the Irish Auditing
and Accounting Supervisory Authority (IAASA), and the ethical pronouncements
established by Chartered Accountants Ireland, applied as determined to be appropriate
in the circumstances for the company. We have fulfilled our other ethical responsibilities
in accordance with these requirements. We believe that the audit evidence we have
obtained is sufficient and appropriate to provide a basis for our opinion.
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Conclusions relating to going concern

In auditing the financial statements, we have concluded that the directors’ use of going
concern basis of accounting in the preparation of the financial statements is
appropriate.

Based on the work we have performed, we have not identified any material uncertainties
relating to events or conditions that, individually or collectively, may cast significant
doubt on the charity’s ability to continue as a going concern for a period of at least
twelve months from the date when the financial statements are authorised for issue.

Our responsibilities and the responsibilities of the directors with respect to going
concern are described in the relevant sections of this report.

Other information

The trustees are responsible for the other information. Other information comprises
information included in the annual report, other than the financial statements and the
auditor’s report thereon, including the Directors’ report. Our opinion on the financial
statements does not cover the other information and, except to the extent otherwise
explicitly stated in our report, we do not express any form of assurance conclusion
thereon.

Our responsibility is to read the other information and, in doing so, consider whether the
other information is materially inconsistent with the financial statements or our
knowledge obtained in the course of the audit, or otherwise appears to be materially
misstated. If we identify such material inconsistencies or apparent material
misstatements, we are required to determine whether there is a material misstatement
in the financial statements or a material misstatement of the other information. If,
based on the work we have performed, we conclude that there is a material
misstatement of this other information, we are required to report that fact.

We have nothing to report in this regard.

Opinion of the matters prescribed by the
Companies Act 2014

We have obtained all the information and explanations which to the best of our
knowledge and belief, we considered necessary for the purposes of our audit.

In our opinion:

* the accounting records of the company were sufficient to permit the financial
statements to be readily and properly audited.

The Statement of financial position and Statement of financial activities are in
agreement with the accounting records and returns.

In our opinion, based on the work undertaken in the course of our audit;

* the information given in the Directors’ report for the financial year is consistent with
the financial statements;

* the Directors’ report has been prepared in accordance with applicable legal
requirements, excluding the requirements on sustainability reporting in Part 28.

Based on our knowledge and understanding of the company and its environment
obtained in the course of the audit, we have not identified any material misstate-
ments in the Directors’ report.

Matters on which we are required to report by exception

The Companies Act 2014 requires us to report to you if, in our opinion, the requirements
of sections 305 to 312 of the Act, which relate to disclosure of trustees remuneration and
transactions with trustees have not been complied with by the company. We have
nothing to report in this regard.

Responsibilities of management and those charged with
governance for the financial statements

As explained more fully in the Directors’ responsibilities statement, the Directors
responsible for the preparation of the financial statements in accordance with the
applicable financial reporting framework that give a true and fair view, and for such
internal control as they determine necessary to enable the preparation of financial
statements that are free from material misstatement, whether due to fraud or error.

In preparing the financial statements, the Directors responsible for assessing the
charity’s ability to continue as a going concern, disclosing, as applicable, matters related
to going concern and using the going concern basis of accounting unless the Directors
either intends to liquidate the charity or to cease operations, or has no realistic
alternative but to do so.

Those charged with governance are responsible for overseeing the charity’s financial
reporting process and for the preparation of financial statements that give a true and
fair view.

Auditor’s responsibilities for the audit of the
financial statements

The objectives of an auditor are to obtain reasonable assurance about whether the
financial statements as a whole are free from material misstatement, whether due to
fraud or error, and to issue an auditor’s report that includes our opinion. Reasonable
assurance is a high level of assurance, but is not a guarantee that an audit conducted in
accordance with ISAs (Ireland) will always detect a material misstatement when it exists.
Misstatements can arise from fraud or error and are considered material if, individually
or in the aggregate, they could reasonably be expected to influence the economic
decisions of users taken on the basis of these financial statements.

A further description of our responsibilities for the audit of the financial statements is
located on the Irish Auditing and Accounting Supervisory Authority’s website at:

https://iaasa.ie/wp-content/uploads/docs/media/IAASA/Documents/audit-

standards/Description_of_auditors_responsibilities_for_ audit.pdf

This description forms part of our auditor’s report.
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The purpose of our audit work and to whom we owe
our responsibilities

This report is made solely to the company’s members, as a body, in accordance with
section 391 of the Companies Act 2014. Our audit work has been undertaken so that we
might state to the company’s members those matters we are required to state to them
in an auditor’s report and for no other purpose. To the fullest extent permitted by law,
we do not accept or assume responsibility to anyone other than the company and the
company’s members as a body, for our audit work, for this report, or for the opinions
we have formed.

- A -
Alawead” O (onradf
Mairead O’Connell FCA
for and on behalf of
Grant Thornton
Chartered Accountants
and Statutory Audit Firm
Limerick

Date: 6 July 2026

Financial statements
for the year ended 31 March 2026

Income from:
Fundraising
Investments

Other income

Total income

Expenditure on:
Raising funds

Charitable activities

Total expenditure

Surplus/(deficit) for
the financial year
before transfers

Transfers between funds
during the year

Movement in funds for the year

Fund balances at beginning
of financial year

Fund balances at end of
financial year

Notes

20

20

20

Statement of financial activities
for the financial year ended 31 March 2026

Unrestricted

Unrestricted

All amounts relate to continuing operations.

The notes on pages 50-63 form part of these financial statements.

Designated General  Restricted

Funds Funds Funds Total Total

2026 2026 2026 2026 2025

€ € € € €

- 1,740,908 859,094 2,600,002 2,936,647

3 36,503 - 36,503 59,285

- 13,718 - 13,718 12,287

- 1,791,129 859,094 2,650,223 3,008,219

34,232 271,988 7,995 314,215 331,204

46,385 1,473,603 513,648 2,033,636 1,912,693

80,617 1,745,591 521,643 2,347,851 2,243,897

(80,617) 45,538 337,451 302,372 764,322

(23,855) 23,855 - - -

(104,472) 69,393 337,451 302,372 764,322

765,000 2,062,754 84,781 2,912,535 2148,213

660,528 2,132,147 422,232 3,214,907 2,912,535
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Statement of financial position

as of 31 March 2026

Fixed assets
Tangible assets
Current assets

Debtors: amounts falling due within
one year

Cash at bank and in hand

Current liabilities

Creditors: amounts falling due within
one year

Net current assets
Net assets
Reserves
Restricted funds
Unrestricted funds
Designated funds
General funds

Total funds

Notes

17

18

20

20
20

31 March 31 March

2026 2026

€ €

19,430
58,215
4.171,587
4,229,802
(1,034,325)

3,195,477

3,214,907

422,232

660,528

2,132,147

3,214,907

The notes on pages 50-63 form part of these financial statements.

On behalf of the Board

ﬁﬁiﬂ:d}_:jgé’ligwu-éi'

Michael O’Rourke

Date: 6 July 2026
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Mark Hylan
Director Director
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31 March
2025
€

77,277

3,798,901

3,876,178

(979,961

31 March
2025
€

16,318

2,896,217
2912535

84,781

765,000

2,062,754

2912535

Statement of cash flows

for the financial year ended 31 March 2026

Cash flows from operating activities

Surplus for the financial year

Adjustments for:

Interest received

Depreciation of tangible fixed assets
Gain on disposal of tangible fixed asset
Decrease in stocks
Decrease/(increase) in debtors
Increase in creditors

Net cash generated from operating
activities

Cash flows from investing activities
Purchase of tangible fixed assets
Sale of tangible fixed assets

Interest received

Net cash used in investing activities

Net increase in cash and cash equivalents

Cash and cash equivalents at beginning of

financial year

Cash and cash equivalents at end of
financial year

Cash and cash equivalents at the end
of financial year comprise:

Cash at bank and in hand

Notes

17

17

31 March 31 March
2026 2025

€ €
302,372 764,322
(36,503) (59,285)
8,498 6,876

- (1,225)

- 12,619

19,062 (7142)
54,364 138,510
347,793 854,675
(1,610) (8525)

- 3,500

36,503 59,285
24,893 54,260
372,686 908,935
3,798,901 2,889,966
4.171,587 3,798,901
4,171,587 3,798,901

The notes on pages 50-63 form part of these financial statements.
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Notes to the financial statements
for the financial year ended 31 March 2026

1. General information

DEBRA Ireland is a company limited by guarantee and not having a share capital,
incorporated in the Republic of Ireland registered under the number 141729. The
registered office is at Butterfly Cottage, 8 Clanwilliam Terrace, Grand Canal Quay,
Dublin 2, which is also the principal place of business of the Company. The nature of
the Company’s operations and its principal activities are set out in the Directors’ report.

2. Statement of compliance

The financial statements have been prepared in accordance with FRS 102 “The Financial
Reporting Standard applicable in the UK and Republic of Ireland” (FRS 102). The
financial statements have also been prepared in accordance with Statement of
Recommended Practice (SORP), effective 1 January 2019 “Accounting and Reporting

by Charities”.

3. Critical accounting estimates and judgements

The financial statements include judgements and estimates as defined by the
accounting policies. Legacy income is recognised as probable at probate, using an
estimate provided by executors. Research grants are recognised in full in the Income
and Expenditure Account at the point of commitment in order to ensure no reliance on
future fundraising to meet these financial commitments. The Trustees do not consider
that there are any sources of estimation uncertainty at the reporting date that have a
significant risk of causing a material adjustment to the carrying amounts of assets and
liabilities within the next reporting period.

4. Summary of significant accounting policies

The significant accounting policies applied in the preparation of these financial
statements are set out below. These policies have been consistently applied to all years
presented unless otherwise stated.

a) Basis of preparation

The financial statements have been prepared in accordance with Financial Reporting
Standard 102 “The Financial Reporting Standard Applicable in the UK and Republic of
Ireland” (“FRS 102”) and the Companies Act 2014. The financial statements have also
been prepared in accordance with Statement of Recommended Practice (SORP) -
Accounting and Reporting by Charities”. Financial reporting in line with SORP is
considered best practice for charities in Ireland. The directors consider that the adoption
of the SORP requirements is the most appropriate method of accounting to properly
reflect and disclose the activities of the organisation. The financial statements have
been prepared on a going concern basis under the historical cost convention, modified
to include certain items at fair value.

The Company meets the definition of a public benefit entity under FRS102.

The financial statements have been presented in Euro (€), which is the functional
currency of the Company. All amounts are rounded to the nearest Euro.

Going Concern

The directors have prepared budgets and cash flows for a period of at least twelve
months from the date of approval of the financial statements, which demonstrate that
there is no material uncertainty regarding the Company’s ability to meet its liabilities as
they fall due, and to continue as a going concern. On this basis, the directors consider it
appropriate to prepare the financial statements on a going concern basis. Accordingly,
these financial statements do not include any adjustments to the carrying amounts and
classification of assets and liabilities that may arise if the Company was unable to
continue as a going concern.

b) Income

All income is recognised in the Statement of Financial Activities ("SOFA™) when the
Company is entitled to the income, any performance related conditions have been
met, receipt is probable and the amount can be quantified with reasonable accuracy.
Income comprises grants for charitable activities, donations and legacies, and other
trading activities.

Income is analysed as Restricted, Unrestricted General or Unrestricted Designated.
Restricted funds represent income recognised in the financial statements, which is
subject to specific conditions imposed by the donors or grant making institutions.
Unrestricted funds represent amounts, which are expendable at the discretion of the
Company, in furtherance of the objectives of the charity. Such funds may be held in
order to finance working capital or capital investment.

Monies received in respect of expenditure that must take place in a future accounting
period is accounted for as deferred income and recognised as a liability up until the
accounting period allowed by the condition to expend the resource.

Donated goods are recognised as income when sold. The value is derived from the
resale value after deducting the cost to sell the goods. Donated services are measured
and included in the financial statements on the basis of the value of the gift to the
charity and a corresponding amount is then recognised in expenditure in the period of
receipt.

For legacies, entitlement is taken as the earlier of the date on which either: the Company
is aware that probate has been granted, the estate has been finalised and notification
has been made by the executor(s) to the Company that a distribution will be made, or
when a distribution is received from the estate. Receipt of a legacy, in whole or in part,

is only considered probable when the amount can be measured reliably, and the
Company has been notified of the executor’s intention to make a distribution. Where
legacies have been notified to the Company or the Company is aware of the granting a
probate, and the criteria for income recognition have not been met, then the legacy is
treated as contingent asset and disclosed if material.

Grants are included in the Statement of Financial Activities on a receivable basis. The
balance of income received for specific purposes but not expended during the period is
shown in the relevant funds on the Balance Sheet. Where income is received in advance
of entitlement of receipt, its recognition is deferred and included in creditors as deferred
income. Where entitlement occurs before income is received, the income is accrued.

Interest on funds held on deposit is included when receivable and the amount can be
measured reliably by the company.
c) Expenditure

All expenditure outside of research expenditure is accounted for on an accruals basis
and has been classified under headings that aggregate all costs related to the category.
Where costs cannot be directly attributed to particular headings, they have been
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allocated to activities on a basis consistent with the use of the resources. The Company
is not registered for VAT and accordingly expenditure is shown gross of irrecoverable
VAT.

Research expenditure is recognised once there is a legal or constructive obligation to
transfer economic benefit to a third party, it is probable that a transfer of economic
benefits will be required in settlement and the amount of the obligation can be
measured reliably. Expenditure is classified by activity. The costs of each activity are
made up of the total of direct costs and shared costs, including support costs involved
in undertaking each activity. Direct costs attributable to a single activity are allocated
directly to that activity. Shared costs which contribute to more than one activity and
support costs which are not attributable to a single activity are apportioned between
those activities on a basis consistent with the use of resources. Central staff costs are
allocated on the basis of time spent on activity.

Expenditure on raising funds includes all expenditure incurred by the charity to raise
funds for its charitable purposes and includes costs of all fundraising activities, events
and non-charitable trading.

Expenditure on charitable activities is incurred on directly undertaking the activities
which further the charity’s objectives, as well as any associated support costs.

Grants payable are charged in the year when the offer is made except in those cases
where the offer is conditional, such grants being recognised as expenditure when the
conditions attaching are fulfilled. Grants offered subject to conditions which have not
been met at the year-end are noted as a commitment, but not accrued as expenditure.

d) Operating leases: the Company as lessee

Rentals paid under operating leases are charged to the SOFA on a straight line basis
over the lease term.

e) Reserves

DEBRA Ireland’s policy is to retain sufficient reserves to safeguard the continuity of its
operations. It has a clearly defined reserves policy which is reviewed annually by the
Board, and the level of reserves held is reviewed periodically throughout the year.

DEBRA Ireland’s current reserve policy is to hold sufficient unrestricted reserves to
maintain essential services for a minimum period of 6 months and with an optimal
timeframe of up to 12 months. The Board may also set aside, where it deems it
appropriate, designated reserves which are unrestricted funds that have been allocated
by the Board for specific purposes.

f) Employee benefits

The Company provides a range of benefits to employees, including paid holiday
arrangements and defined contribution pension plans.

Short term benefits

Short term benefits, including holiday pay and other similar non-monetary benefits, are
recognised as an expense in the period in which the service is received. A provision is
made for the estimated liability for annual leave as a result of services rendered by
employees up to the end of the financial year.

Pension

The pension costs charged in the financial statements represent the contributions
payable by the Company.

g) Functional currency and presentation currency

Monetary assets and liabilities denominated in foreign currencies are translated into
Euro using the spot rates of exchange prevailing at the year end date. Transactions in
foreign currencies are recorded at the date of the transactions. Any gains or losses are
taken to the statement of financial activities.

h) Fixed assets

Fixed assets are capitalised and recognised when future economic benefits are
probable and the cost or value of the asset can be measured reliably.

Fixed assets are stated at cost less accumulated depreciation.

Depreciation is calculated with reference to original cost less their residual values over
their expected useful lives at the following annual rates:

Computer Equipment: 33% Straight Line
Fixtures and Fittings: 15% Straight Line

The assets’ residual values, useful lives and depreciation methods are reviewed, and
adjusted prospectively if appropriate, or if there is an indication of a significant change
since the last reporting date.

Gains and losses on disposals are determined by comparing the proceeds with the
carrying amount and are recognised in the SOFA.
i) Debtors

Trade and other debtors are recognised at the settlement amount after any trade
discount offered. Prepayments are valued at the amount prepaid net of any trade
discounts due.

j) Creditors
Trade and other creditors are recognised initially at the transaction price and
subsequently measured at amortised cost using the effective interest method.

k) Cash and cash equivalents

Cash consists of cash on hand and demand deposits. Cash equivalents consist of short
term highly liquid investments that are readily convertible to known amounts of cash
that are subject to an insignificant risk of change in value.

I) Financial instruments

The Company has elected to apply the provisions of Section 11 “Basic Financial
Instruments” of FRS 102 to all of its financial instruments.

Financial instruments are recognised in the Company’s Balance sheet when the
Company becomes party to the contractual provisions of the instrument.

Financial assets and liabilities are offset, with the net amounts presented in the financial
statements, when there is a legally enforceable right to set off the recognised amounts
and there is an intention to settle on a net basis or to realise the asset and settle the
liability simultaneously.

Basic financial assets

Basic financial assets, which include trade and other receivables, cash and bank
balances, are initially measured at their transaction price including transaction costs

and are subsequently carried at their amortised cost using the effective interest method,

less any provision for impairment, unless the arrangement constitutes a financing
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transaction, where the transaction is measured at the present value of the future receipts discounted
at a market rate of interest.

Discounting is omitted where the effect of discounting is immaterial. The Company’s cash and cash
equivalents, trade and most other receivables due with the operating cycle fall into this category of
financial instruments.

Other financial assets

Other financial assets, which includes investments in equity instruments which are not classified as
subsidiaries, associates or joint ventures, are initially measured at fair value, which is normally the
recognised transaction price. Such assets are subsequently measured at fair value with the changes in
fair value being recognised in the profit or loss. Where other financial assets are not publicly traded,
hence their fair value cannot be measured reliably, they are measured at cost less impairment.

Impairment for financial assets
Financial assets are assessed for indicators of impairment at each reporting date.

Financial assets are impaired when events, subsequent to their initial recognition, indicate the
estimated future cash flows derived from the financial asset(s) have been adversely impacted. The
impairment loss will be the difference between the current carrying amount and the present value of
the future cash flows at the asset(s) original effective interest rate.

If there is a favourable change in relation to the events surrounding the impairment loss then the
impairment can be reviewed for possible reversal. The reversal will not cause the current carrying
amount to exceed the original carrying amount had the impairment not been recognised. The
impairment reversal is recognised in the profit or loss.

Financial liabilities

Financial liabilities and equity instruments are classified according to the substance of the contractual
arrangements entered into. An equity instrument is any contract that evidences a residual interest in
the assets of the Company after the deduction of all its liabilities.

Basic financial liabilities, which include trade and other payables, bank loans and other loans are
initially measured at their transaction price after transaction costs. When this constitutes a financing
transaction, whereby the debt instrument is measured at the present value of the future receipts
discounted at a market rate of interest. Discounting is omitted where the effect of discounting is
immaterial.

Debt instruments are subsequently carried at their amortised cost using the effective interest rate
method.

Trade payables are obligations to pay for goods and services that have been acquired in the ordinary
course of business from suppliers. Trade payables are classified as current liabilities if the payment is
due within one year. If not, they represent non-current liabilities. Trade payables are initially recognised
at their transaction price and subsequently are measured at amortised cost using the effective
interest method. Discounting is omitted where the effect of discounting is immaterial.
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5. Income from fundraising

2026 2026 2026 2025 2025 2025
Unrestricted Restricted Total Unrestricted Restricted Total
€ € € € € €
Fundraising events 401,723 - 401,723 344305 = 344305
Donated funds 1,142,861 718,506 1,861,367 2,166,518 236977 2403495
Donated services 38,173 - 38,173 35187 - 35187
and goods
Events by supporters 158,151 = 158,151 129,410 - 129,410
Grants - restricted - 140,588 140,588 = 24,250 24,250
1,740,908 859,094 2,600,002 2675420 261227 2936647
Grant monies include the following:
Grant Purpose Term Total
Awarded 2026 2025
€ € €
Health Services Section 39 Funding  Family Support  1year 125,000 125,000 -
Executive (National) Service
Health Service National Lottery Respite 1year 2,700 2,700 1875
Executive (CHO1)
Health Service National Lottery Respite 1year - - 4,000
Executive (CHO?2)
Health Service National Lottery Respite 1year - - 2,000
Executive (CHO5)
Health Service National Lottery Respite 1year 5,000 5,000 5,000
Executive (CHO6)
Health Service National Lottery Respite 1year 5,000 5,000 5,000
Executive (CHO7)
Health Service National Lottery Respite 1year 2,888 2,888 6,375
Executive (CHO8)
140,588 24,250
6. Income from investments
2026 2025
€ €
Interest receivable 36,503 59,285
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7. Income from other activities

VAT compensation scheme

Membership fees

Fundraising
events

Donated
funds

Events by
supporters

Other
fundraising
expenses

Patient
support

Research
Advocacy
Fundraising

General
support
costs

2026 2025

€ €

13,561 12107

157 180

13,718 12,287

8. Expenditure on raising funds
2026 2026 2025 2025
Unrestricted Unrestricted 2026 2026  Unrestricted Unrestricted 2025 2025
Designated General Restricted Total Designated General Restricted Total
€ € € € € € € €
- 83,555 - 83,555 - 90,290 - 90,290
34,232 166,639 7,995 208,866 - 205,698 - 205,698
= 5,538 = 5,538 - 12414 - 12,414
- 16,256 - 16,256 - 22,802 - 22,802
34,232 271,988 7,995 314,215 - 331,204 - 331,204
9. Expenditure on charitable activities
2026 2026 2025 2025

Unrestricted Unrestricted 2026 2026  Unrestricted Unrestricted 2025 2025
Designated General Restricted Total Designated General Restricted Total
€ € € € € € € €
18,471 268,645 263,207 550,323 - 319,321 121,657 440,978
20,000 175,374 230,984 426,358 15,638 210,560 84,000 410,198
7,914 210,694 3,390 221,998 141420 172,431 3550 317,401
- 772,964 - 772,964 - 682,245 20,000 702,245
- 45,926 16,067 61,993 - 23,256 18,615 41871
46,385 1,473,603 513,648 2,033,636 257,058 1407813 247822 1,912,693
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10. Staff numbers and costs

2026 2025

€ €

Salaries 1,000,921 858,863
Social welfare costs 11,818 95,719
Other - retirement benefit costs 46,900 37877
1,159,639 992,459

The average monthly number of persons who received emoluments during the financial
year, analysed by category, was as follows:

2026 2025

number number

Patient support, research and advocacy 6 5

Fundraising, marketing and communications 7 7

Management, governance and 3 3
general support

16 15

The number of employees whose emoluments for the financial year fall within the
following bands are as follows:

2026 2025

number number

€70,000 - €£79,999 2 3
€£80,000 - £89,999 = -
€£90,000 - £€99,999 = _
€£100,000 - €£109,999 1 1

Emoluments include salaries and all employee benefits.

Key management personnel

The cost to the Company (including employer PRSI) of remunerating the 9 members of
the Senior Management Team (2025: 8 members) for planning, directing and controlling
the charity is €694,536 (2025: €530,300).

11. Pension costs

The Company operates a defined contribution group PRSA pension scheme in respect
of its employees, which is independently administered. This scheme is operated on the
basis of defined contributions by reference to current salaries which are charged to the
statement of financial activities in the year in which they become payable. The charge
for the year amounted to €46,900 (2025: €37,877) and the amount payable at 31 March
2026 was €13,416 (2025: €8,190).
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12. Directors’ emoluments 16. Debtors

The Directors serve on the Board in a voluntary capacity and receive no fees or 2026 2025
remuneration for time spent in carrying out these duties. Relevant expenses, such as € €
travel and subsistence costs, are reimbursable. One Director was reimbursed €602 in

Trade debtors 7,028 8,639
the current financial year (2025: Nil).
Prepayments 47,800 64,594
13. Surplus for the financial year Income receivable 3,387 4044
Surplus is stated after charging: 58 215 77277
2026 2025
€ € .
17. Cash and cash equivalents
Depreciation of tangible assets 8,498 6.876
Auditor’s remuneration (audit services only) 17,528 13,530 2022 2022
Operating leases - land and building 44,500 44500
Cash at bank and in hand 4,171,587 3,798,901
14. Taxation .
18. Creditors
The charity has been granted charitable exemption by the Revenue Commissioners and A talling d th
is a registered charity with the Charities Regulatory Authority with charity registration mounts falling due within one year
number 20021726. 2026 2025
) € €
15. Tangible assets
Trade creditors 266,938 87,966
Computer Furniture & Accruals 694,930 814,320
equipment fittings Total
€ € € Deferred income (note 19) 42,628 54,683
Cost PAYE/PRSI/USC 29,829 22,992
At 1 April 2025 22,866 8,882 31,748 1,034,325 979,961
Additions 11,610 - 11,610
Disposals (4594) _ (4594) Trade creditors are payable at various dates in the next 3 months in accordance with
the suppliers’ usual and customary terms.
At 31 March 2026 29,882 8,882 38,764
PAYE/PRSI/USC is payable monthly in arrears in line with tax authority guidelines.
L1 Deferred income relates to grant income for which expenditure has not yet been
At 1 April 2025 12,807 2,623 15,430 incurred and for income received in relation to future fundraising events.
Charge for the financial year 7,208 1290 8498 The terms of accruals and deferred income are based on the underlying contracts.
Depreciation on disposals (4594) - (4594)
At 31 March 2026 15,421 3,913 19,334
Net Book Values
At 31 March 2026 14,461 4,969 19,430

At 31 March 2025 10,059 6,259 16,318
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19. Deferred income

HSE EB Outreach nursing grant
Future fundraising events

EB training & education funding

In respect of prior year:

HSE EB Outreach nursing grant
Future fundraising events

EB training & education funding

Balance at Statement Balance at
31 March Received of Financial 31 March
2025 2026 Activity 2026 2026

€ € € €

16,963 - - 16,963
27,720 25,665 (27,720) 25,665
10,000 10,000 (20,000) -
54,683 35,665 (47,720) 42,628
Balance at Statement Balance at
31 March Received of Financial 31 March
2024 2025 Activity 2025 2025

€ € € €

16,963 - - 16,963
15,684 27,719 (15,683) 27,720
10,000 - - 10,000
42,647 27,719 (15,683) 54,683

20. Statement of funds and analysis of net assets between funds

Patient and family care

Research funding

Restricted funds

Research
Patient & family care

Fundraising initiatives

Unrestricted Designated Funds

Unrestricted General funds

Balance 31 March 2026

Represented By:
Tangible assets
Current assets

Current liabilities

Balance Balance

31 March 31 March

2025 Income Expenditure Transfer 2026

€ € € € €

83,941 638,094 (294,987) - 427,048

840 221,000 (226,656) - (4,816)

84,781 859,094 (521,643) - 422,232

515,000 - (27,914) 12,914 500,000

100,000 - (18,472) (50,000) 31,528

150,000 - (34,231) 13,231 129,000

765,000 - (80,617) (23,855) 660,528

2,062,754 1,791,129 (1,745,591) 23,855 2,132,147

2,912,535 2,650,223 (2,347,8517) - 3,214,907
Unrestricted Unrestricted

Designated General Restricted Total

€ € € €

660,528 2132147 422,232 3,214,907

- 19,430 - 19,430

660,528 2,932,546 636,728 4,229,802

- (819,829) (214,496) (1,034,325)

660,528 2,132,147 422,232 3,214,907
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In respect of the prior year:

Patient and family care

Research funding

Restricted funds

Research
Patient & family care

Fundraising initiatives

Unrestricted designated funds

Unrestricted general funds

Total funds

Balance 31 March 2025

Represented By:
Tangible assets
Current assets

Current liabilities
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Balance
31 March Balance
2024 31 March
(as restated) Income  Expenditure Transfer 2025
€ € € € €
65,536 181,227 (162,822) - 83,941
5,840 80,000 (85,000) - 840
71376 261227 (247.822) - 84,781
528,850 - (257,058) 243208 515,000
100,000 - - - 100,000
- - - 150,000 150,000
628,850 - (257,058) 393,208 765,000
1,447,987 2,746,992 (1,739,017) (393,208) 2,062,754
2148213 3,008,219 (2,243,897) - 2,912,535
Unrestricted Unrestricted
Designated General Restricted Total
€ € € €
765,000 2,062,754 84,781 2,912,535
- 16,318 - 16,318
765,000 2,969,280 141,897 3,876,177
- (922,844) (5716) (979,960)
765,000 2,062,754 84,781 2,912,535

21. Financial commitments

The minimum lease payments under non-cancellable operating leases are as follows:

2026 2025
€ <

Land and building
Due within one year 44,500 44500
Between one and five years 1,950 46,450
46,450 90,950

Debra Ireland had no capital commitments or contingencies for the year ended 31 March 2026
(2025: €Nil).

22. Analysis of net cash

Balance at Other non-cash Balance at

1 April 2025 Cash flows changes 31 March 2026

€ € € €

Cash at bank and in hand 3,798,901 372,686 - 4.171,587
3,798,901 372,686 - 4.171,587

The Company has no debt obligations at year end (2025: €Nil).

23. Related party transactions

The Company’s governing documents require a majority of the board of directors to be patient
representatives and as such, certain directors or families of directors, are eligible to apply for EB
Community Care grants.

Total EB Community Care grants advanced to directors or families of directors, during the financial
year amounted to €£€77,302 (2025: €70,562). An amount of £1,899 (2025: Nil) in relation to unutilised
grants was due from directors at year end.

24. Post reporting date events

There have been no significant events affecting the Company since the financial year end.

25. Company status

This is a Company limited by guarantee and accordingly has no share capital. In the event of the
Company being wound up, each member is liable to an amount not exceeding €1.00.

26. Approval of financial statements

The board of directors approved these financial statements for issue on 6 July 2026.
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