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Help stop the pain of EB

Our £20m appeal to transform quality of life for
people living with epidermolysis bullosa (EB)




INTRODUCTION FROM

Graeme Souness CBE,
DEBRA UK President

| have been involved with DEBRA since 2019 when

| attended one of their events. Like many people, |
hadn’t heard of epidermolysis bullosa (EB). | didn’t
understand what a devastating condition it is. |
didn’t understand the damage it causes, physically
and mentally, to the individuals and families
affected. | couldn’t and still can’t comprehend that in
this technologically advanced world we live in, there
are people living in such extreme pain, every second
of every day, with only very limited treatments
available to them, and no cures on the horizon.

From talking to the DEBRA members who attended
that event; people living with EB, their families and/
or carers, | got to understand, in part, what they
must contend with every day. EB isn’t just a nasty
condition; it’s a horrendous and cruel condition that
takes control of people’s lives.



The pain and suffering that

people with EB live with is simply
unimaginable for most of us. | knew
from that moment onwards that |
wanted to play my part. | wanted to
do whatever | could to help stop the
pain for the thousands of children
and adults in the UK, and around the
world, who are living with EB.

DEBRA has made significant
progress during my time supporting
the charity. The key needs of the EB
community are now known,
including the areas where support
is needed right now, the treatment
priorities and where the focus
needs to be for future EB research.
The journey to securing effective
drug treatments for all forms of

EB has also started; five EB drug
repurposing clinical trials will be in
progress by early 2027. This is real,
tangible progress, but we

need more, and we need it faster.

| have met too many people with
EB who are no longer with us. EB
has taken everything they had, and
the brutal reality is more people
living with EB will die until we have
treatments that can slow or stop
their symptoms.

Right now, the EB clinical teams are
doing their absolute best, but they
are held back because the treatment
options available to them are
restricted to alleviating EB symptoms
as much as possible. They can help

mask the pain and reduce the risk of
complications such as infection, but
they can’t make the patient’s EB get
any better. EB just gets worse. This
must change.

Thanks to the research and insight
programmes that DEBRA has
conducted in recent years, we know
how we can transform quality of life
for people living with EB. We know
the drugs that could promote wound
healing, reduce blisters, and reduce
pain and itch, and we know where
the gaps are in our understanding of
this complex condition.

We now have a roadmap that could
enable people with EB to not only
live longer but to live better. But
we can’t reach our end destination
without support.

Now as DEBRA President, my goal
for the next three years is to get

us much closer, much quicker, to
stopping the pain of EB. This is the
objective and we need your support
to secure the funding we need.

We can’t do this on our own and
everyone here in this room today can
play a significant role.

So, please, let’s continue this journey
together. | know that by working
together as one, by leveraging our
networks and contacts, we can finally
beat this.

Thank you.

Grocme
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The worst condition that most
people have never heard of

EB is a group of incredibly painful genetic skin
conditions that can affect the outside and inside of
the body.

EB causes the skin

to blister and tear

at the slightest

touch. With skin as
fragile as a butterfly’s wing,
EB is also commonly known
as ‘butterfly skin’.

EB can affect the
hands and feet only
or in the most severe
cases any part of the
body, including blisters on
the eyes and internal organs.

There are estimated to be at least 5,000 children
,{« and adults affected by EB in the UK and 500,000
9 % worldwide. However, these numbers could be much
higher as the condition often goes undiagnosed or
is misdiagnosed.

There are currently no

5 { EB can increase ’Oe cures for EB and only
'h J the risk of < one approved drug
developing skin treatment (Filsuvez®)
cancers, and in severe which treats a relatively small
cases it can be fatal. number of people affected by

dystrophic and junctional EB.



We want to give Darcie the best care that
we can, for however long that may be.

“Darcie arrived just days before
Christmas. But instead of celebrating,
we were terrified. Her tiny wrists
were missing skin, her nails hadn’t
formed, and no one knew why.

After countless hospital visits, we
finally got an answer. We learned she
had EB and her skin was as fragile

as a butterfly’s wing. At this point
we didn’t know what type, but deep
down we feared the worst.

Six days later, our fears were
confirmed. Darcie has one of the
most severe forms - junctional
severe EB, affecting her internal
organs as well as her delicate skin.
Doctors told us she has a low chance
of living past toddlerhood. That’s
when our world fell apart.

Like a candle, Darcie’s life may only
burn for a short time but while it
does, we want to fill it with warmth,
love, and as little pain as possible.

As her mum, | felt sick. | cried
constantly. As her dad, it took me

a long time to process. | struggled
to bond with her, afraid | might hurt
her, or that I'd get hurt myself. Our
bubble of joy shattered into a million
pieces. We needed help.

It’s been invaluable to have DEBRA
and Amelia from their EB Community
Support Team by our side, every step
of the way helping us with Darcie’s
journey through EB. Without DEBRA,
Darcie’s life wouldn’t be as rich.
DEBRA is our guiding light thanks to
the kindness of supporters.

But there is still so much more to do.
More families like ours are waiting for
help. Parents who do not know how
they will afford the specialist items
their child needs, who feel alone in
the darkest moments, or who need
hope of a treatment or cure in the
future.”

Alice and Ben, parents to Darcie




DEBRA UK
The EB patient support organisation

We are the EB patient support organisation and one
of the largest funders globally of EB research.

Established in 1978, we were the world’s first

EB patient support organisation, and we were
the founding member of DEBRA International, a
global network of 50 national EB patient support
organisations who work together to support the
worldwide EB community.

Today, we are the only charity equally focused on
supporting the EB community today and funding
research to create a better tomorrow. What drives us
is making our vision of a world where no one must
suffer with EB, a reality.

In our almost 50 years, on average we have invested
£500,000 every year into EB research. This has
included the single largest investment yet, anywhere
in the world, into EB research through the ART-

EB project. Co-funded by LifeArc and DEBRA UK,
ART-EB will enable us to conduct a further three EB
clinical trials and create a platform which will make it
quicker and easier to conduct future EB clinical trials.

Through our insight studies we have a deeper
understanding of the needs of the EB community.
This has come from the largest ever EB Insights
Study which we conducted in 2023; the EB Priority
Setting Partnership study in 2025, which identified
the EB research priorities as determined by the
global EB community; and the DEBRA Member
Services Impact Evaluation study in 2026, which
evaluated our services for members and the
difference they make. We will also have a better
understanding of EB prevalence in England through
the NHS England data project, which is due to
complete in 2026.

Through our medical research we have established
much of what is now known about EB the condition
and our insight programmes have identified the
human needs and what real change must look like.
We now need to make this change happen.




RESEARCH
The pathway to life-changing treatments

Today there are too many people in the UK and around the world
suffering and in pain because of EB. However, there is real hope for a
better tomorrow, and this hope comes through research.

Our funded research has advanced understanding of EB and moved us
closer to effective treatments.

We currently have two EB clinical trials underway. One of these is
evaluating dupilumab, an anti-inflammatory treatment, and the early
results are highly encouraging. To date, 40 people living with EB have
been recruited, with preliminary findings indicating a meaningful
reduction in both itching and pain. Although the full results are not
expected until 2028, this early data provides the strongest evidence

yet that repurposing licensed drugs could significantly improve quality

of life for people with EB. By leading clinical trials of this kind, we are
also demonstrating to pharmaceutical companies the potential for
existing drug treatments to benefit new patient groups. In the case of
dupilumab, its manufacturer, Sanofi, has indicated that it plans to conduct
a commercial clinical trial in the UK, which could help make this treatment
more widely available to the EB community.

We are making good progress but now is the time to accelerate our
research and accelerate change for the EB community. By investing
strategically, we can deliver the tangible benefits that will make a
significant difference to the global EB community.




OUR STRATEGY
Making a difference today and
creating hope for a better tomorrow

EB care and support for today - even with funding, research takes time.
The need for support today is more pressing than ever before which is why
we must continue to provide community care and support services that
make a difference now alongside conducting our vital research.

Our four key areas of focus are:

Enabling the EB community to live with greater
confidence, connection and quality of life today.

We will empower the EB community and ensure they have the necessary
knowledge, information and clear pathways to navigate complex health
and social care systems. Through our EB Community Support Team,
we will provide direct support where and when it is needed. Whether
this is through grants, welfare support, discounted holidays, counselling
or practical assistance. Our work will aim to reduce inequalities and
improve quality of life for everyone impacted by EB. We will also
continue to champion opportunities for EB community engagement

by strengthening peer networks and amplifying the voices of people
living with the condition. By building stronger community connections,
facilitating peer support and gathering systematic member insights,
we will continue to ensure that lived experience informs our research
priorities, healthcare policy, and public awareness initiatives.

Accelerating the development of effective EB treatments.

We will do this by continuing to focus on drug repurposing and EB
clinical trials. Repurposed drugs offer one of the fastest and most cost-
effective ways to improve outcomes for people with EB, and we want
to see multiple therapies approved and available on the NHS. We will
also support new EB clinical trials, including for children, working with
pharmaceutical companies and our members to share patient testimony
and highlight unmet need. Our goal is to ensure all people with EB can
access cutting-edge treatments that address their symptoms.




* EB research into treatments for tomorrow - our targeted research
programmes aim to secure effective EB treatments for all forms of
EB for tomorrow.

Improving our EB understanding - pain, itch,
inflammation, and prevalence.

Through almost 50 years of DEBRA-funded EB research, we have
established much of what is now known about EB. There are however
still gaps in our understanding of what is a complex condition. Pain and
itch are urgent unmet needs, and we know chronic inflammation is a key
driver of both local and systemic burden. We need to conduct the basic
science that will help us understand the role that EB plays and how it
disrupts the skin’s natural healing process. With better understanding we
will be better equipped to address the key symptoms of EB. And through
initiatives such as the Global EB Atlas, we also aim to secure the accurate
EB patient data that is essential for research planning, health system
engagement, patient registries, and advocacy.

Strengthening the global EB research ecosystem.

To conduct the vital research that is needed, we must recruit the

next generation of EB researchers. We will do this by expanding our
international collaboration, supporting early-career researchers and
building expertise in areas of unmet need, including more research into
EB simplex. Through funding PhD students and supporting research
partnerships, we will ensure a pipeline of future scientific leadership in EB.




DEBRA UK
How you can help

We cannot stop the pain of EB on our own. We need your support to help
secure the funding we need for today and tomorrow.

With additional funding we can continue to provide vital care and support
services that make a difference today and accelerate the pathway to
effective EB treatments for tomorrow. Treatments that can help EB wounds
heal more quicky, treatments that can reduce the extreme pain and
excruciating itch of EB, and treatments that could lessen the hours spent
every day on dressing changes.

Together, we can invest £20 million over the next five years to
dramatically improve quality of life, ensuring people with EB not
only live longer, but live better.

There are many ways to get involved and support DEBRA and the EB
community. For more information, please visit debra.org.uk/get-involved




With your support we can:

Clinically test more potential
EB drug treatments.

Repurposing existing, licensed drugs
is the agreed pathway to securing
effective EB drug treatments. We
have started this journey; five EB
clinical trials will be in progress by
the beginning of 2027. However, in
the next five years we need to test

a further five drugs to increase the
likelihood of securing an effective
treatment for each of the main forms
of EB. We estimate that this will cost
£3 million.

Improve our understanding
of EB pain, itch, inflammation,
and prevalence.

We know a lot about EB but there
are still gaps in our understanding
of the condition. Pain thresholds

in EB patients for example are

very different. We need better
understanding of this level of pain
to be able to address it. We also
need to understand the role that EB
plays in pain, itch and inflammation
and how it disrupts the skin’s
natural healing process. With better
understanding we will be better
equipped to address these key
symptoms of EB. We estimate that
this will cost £5 million.

Recruit the next generation of
EB researchers

Because EB is a rare condition it has
historically received less research
funding than more well-known
conditions. This has resulted in fewer
researchers choosing EB as a career
path. To achieve our research goals,
we must strengthen the global EB
research ecosystem and support
early-career researchers so that

we have a next generation of EB
researchers equipped with expertise
in areas of unmet need. We estimate
this will cost £2 million.

Continue to improve quality of
life for the EB community today.

Even if we secured all the funding
we need to clinically test drugs that
could treat EB and address the key
symptoms, it would take at least
three years to conduct this research.
The EB community are in pain today
and they need our support now. Our
care and support services provide

a lifeline for EB families. Helping

to connect the EB community,
supporting wellbeing, and removing
financial barriers to accessing
essential items that can help alleviate
EB symptoms. Whilst we strive

to secure effective EB treatments
and cures for tomorrow, we must
continue to provide this support.

To deliver our EB community care
and support services for the next
five years will cost £10 million.

Thank you for standing with us. Because of your support, hope is
rising and effective treatments for EB are closer than ever before. But

we cannot stop now. This is the moment to be bold and accelerate
our work, so please continue this journey with us and help bring
forward the day when no one must live with the pain of EB.
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DEBRA is the EB patient support
organisation and one of the largest
funders globally of EB research.

We provide life-long care and support to the EB community
and fund pioneering research which aims to secure effective
treatments for every type of EB.

Through our insight programme, we have identified the
unmet needs and research priorities of the global EB
community and independently evaluated our member
services. This will help ensure our future support and research
programmes focus on the community’s key needs.

To find out more, please visit

Q DEBRA, The Capitol Building, Oldbury, Bracknell, Berkshire, RG12 8FZ

. 01344 771961 f /DEBRACharity in /company/debra-uk
& debra@debra.org.uk W @charitydebra.bsky.social ' @debra.uk
@ www.debra.org.uk B @charitydebra
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