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EXECUTIVE SUMMARY

Context

Epidermolysis bullosa (EB) is a group of
rare and extremely painful genetic skin
conditions that cause the skin to blister and
tear at the slightest touch. Often described
as having "butterfly skin’, EB affects an
estimated 5,000 people in the UK, though
many cases go undiagnosed. There is
currently no cure for EB. EB is lifelong,
varies widely in severity and presentation,
and places significant emotional, physical,
financial and practical strain on affected
individuals, their families and carers. These
challenges are intensified by the rarity of
the condition, which limits opportunities to
connect with peers, reduces access to local
EB specific healthcare, and often forces
individuals to repeatedly advocate for
understanding and practical support.

DEBRA is the UK charity dedicated to
improving the lives of people affected by
EB through specialist support, advocacy,
and investment in pioneering research.
DEBRA's Member Services exist to ensure
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that people living with EB, and those
supporting them, can access EB-specific
practical help, emotional reassurance,
financial and welfare guidance, peer
connection, and improved routes into
specialist healthcare. Each year, thousands
of members engage with DEBRA through
welfare check-ins, holiday homes, benefits
support, events, enhanced healthcare
provision, information and best practice
resources, and signposting. You can find
the full details of the breadth of DEBRA
Member Services here.

Evaluation of DEBRA Member
Services

DEBRA commissioned Fortia Insight in July
2025 to deliver an independent evaluation
examining the difference Member

Services make for people living with EB,
their families, and the professionals who
support them. The evaluation aimed

to support DEBRA in making strategic,
evidence-informed decisions, identifying

what is working well, where gaps or unmet
needs remain, and how services should
evolve to deliver the greatest benefit.

The evaluation used a mixed-methods
approach, combining a survey of 200
members with 35 in-depth interviews
with people living with EB and family
members, nine interviews with healthcare
professionals, and analysis of DEBRA's
monitoring and cost data. The evaluation
built on DEBRA's Theory of Change,
providing a robust basis for assessing
priority outcomes.

While survey and interview sample sizes
were strong, participation was voluntary,
meaning some groups, such as younger
people, members living in certain parts

of the UK, and those less engaged with
DEBRA, may be under-represented.
Findings therefore reflect participant
experiences, while the breadth and
consistency of the evidence provide a
strong basis for drawing clear conclusions.


https://www.debra.org.uk/get-support/eb-support-and-resources/about-eb-debra-uk/debra-uk-member-services/

Key findings

DEBRA's Member Services deliver
significant and often transformative
benefits for people living with EB, with
the strongest evidence found in five major
outcome areas.

1. Strengthening community
connection and reducing isolation

Many people affected by EB grow up
or live without meeting anyone else
with the condition. DEBRA has a unique
role in connecting members with peers
who understand their experiences

without explanation or fear of stigma.
Our evidence found that DEBRA
Members' Weekend, local and online
events, and Community Support Team
(CST)-facilitated introductions create
meaningful friendships, regular peer

networks, and a deep sense of belonging.

m 55% of people living with EB feel
connected to others, compared
with significantly lower levels before
engaging with DEBRA. Similarly, 73% of
family members reported feeling more
connected to the EB community, and

68% felt less isolated in their caring role.

Without them, | don't think there’d be anything like this. It would
be a really hard journey to go through. Before DEBRA, nobody
understood it, not the schools, not the local services, not even
most of the medical professionals. With DEBRA | know | can phone
or email someone and they’ll actually get it. Without that, | think

we'd be completely alone.

Interview participant, member living with EB
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m Families especially value opportunities to
meet others in similar situations, reducing
isolation and providing reassurance.

For example, parents described seeing
their children relax around other young
people with EB for the first time.

m Adults with less severe symptoms of
EB, who often assume DEBRA “is not
for them”, described feeling more
included when DEBRA's communications
and events featured members whose
experiences were similar to their own.

2. Financial stability and reduced
practical strain

DEBRA's grants, benefits support, and
practical advocacy reduce financial
pressure for families who face increased
costs linked to equipment, travel, clothing,
and symptom management.

Evaluation evidence shows:

m Financial support removes barriers to
access essential items (e.g., grants for
cooling devices, specialist footwear,
and bedding) and travel to clinical
appointments, which was especially
critical for those in rural or remote areas.



m Benefits advice significantly increases
successful Disability Living Allowance
(DLA) and Personal Independence
Payment (PIP) applications. This support
ensured families received entitlements
they were eligible for but unlikely to
secure alone because generic advice
services lacked EB-specific knowledge
and understanding.

m Support in accessing Blue Badges helps
improve independence by reducing
pain and improving access to shops and
services.

m Respite through holiday homes offers

rest that many families cannot otherwise
afford.

Across all financial and practical support,
members were clear: this help filled gaps
that generic services do not.

3. Emotional wellbeing, coping
and confidence

Many members described reduced anxiety,
increased confidence, and feeling less

"alone with EB” following DEBRA's support.

Emotional benefits emerged both from
human connection and from the security of
knowing someone that understands EB and
can help navigate complex systems.

IMPACT EVALUATION OF DEBRA'S MEMBER SERVICES

Key improvements included:

m /9% of family members felt more
confident about where to go for help or
advice.

m Reduced stress linked to financial or day-
to-day practical pressures.

m Reassurance during major life stages
such as diagnosis, school transitions, or
bereavement.

m Improved ability of family members to
balance caring roles with wider life. For
instance, family members being able to
spend more time on work or personal
activities because DEBRA reduces the
administrative load involved in securing
adjustments or benefits.

4. Improved access to specialist EB
healthcare

DEBRA is often the only route through which
members learn how to access specialist EB
centres and EB-specific healthcare such

as podiatry and dentistry. Many members
previously struggled to obtain referrals or
were not linked to EB-literate professionals
for years or decades. This often resulted in
unmanaged symptoms, delayed diagnoses,
inappropriate treatment approaches, and
prolonged uncertainty.

DEBRA helps give you a lot
of the confidence and the
knowledge that you need
to be able to advocate for
yourself.

Interview participant, member
living with EB

m 61% of survey respondents living
with EB said DEBRA enabled access
to specialist care, and a further 55%
reported improved awareness of
available treatment options after
engaging with DEBRA.

m DEBRA's guidance, advocacy, and
template letters accelerate referrals to
EB-specialist clinics, clarify pathways,
and give members the confidence to
request appropriate care or support.

m Accessing EB-specialist clinicians often
led to earlier detection of risks, safer
care, improved symptom management,
and earlier diagnosis.



5. Equipping healthcare
professionals to better support
people living with EB

Although evidence in this area was less
extensive than in other outcome areas,
the evaluation found that DEBRA plays a
valuable role in increasing EB awareness
among healthcare professionals who
engage with its training, resources, or

events. Clinicians described DEBRA's
information as helpful for understanding
the broader needs of people living with
EB and for improving non-clinical aspects
of support. However, awareness among
wider NHS teams remains inconsistent,
highlighting a significant opportunity

for DEBRA to further strengthen its
professional-facing service offer.

Without DEBRA, | wouldn't
have known where to go.
My GP didn't know what

EB was. "

Interview participant, member

living with EB

Cross-cutting themes

Across outcome areas, several themes consistently shaped member experience:

Representation matters: adults with less severe symptoms

of EB and those with rarer types want to see themselves
reflected in communications and events. Seeing others with
similar experiences helps validate their identity within the EB
community and encourages engagement with Member Services.

DEBRA is often the sole

or primary source of
EB-specific support, whether
emotional, clinical, financial
or community-based.

Clearer communication
is needed around
DEBRA pathways, roles,

Geographic location influences
access: members in Northern
Ireland, Scotland, Wales and rural
areas experience more barriers but
also some of the strongest benefits
from DEBRA's involvement.

and available support,
both for members and
healthcare professionals.
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Most Significant Change -
at a glance

Evaluation participants highlighted four
areas where DEBRA consistently enabled
the most significant changes in their lives:

1.

Accessing EB-specialist healthcare -
earlier detection, safer care, appropriate
referral pathways, clearer understanding
of treatment options.

. Emotional and peer support — reduced

isolation, reassurance at crisis points,
greater confidence, feeling understood.

. Social and community events —

strong peer networks, belonging,
life-enhancing connection.

. Respite and practical stability — holiday

homes, grants, reduced financial
strain, practical help that strengthens
day-to-day life.

Across all groups, over 60% said their
most significant change would not have
happened without DEBRA.

Cost-mapping insights

As a charity, DEBRA must balance impact
with financial responsibility. The evaluation
shows that DEBRA's resources are largely
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directed towards the services that deliver
the strongest outcomes for members. Key
insights include:

m Some of the most resource-intensive
services (such as Members' Weekend
and holiday homes) are also among the
most impactful, delivering unique forms
of connection, respite and emotional
wellbeing that members cannot access
elsewhere.

m Lower-cost services, such as benefits
navigation and education/employment
support, deliver consistently strong value
and help reduce financial stress and
improve stability.

m Currently, only a small proportion of
expenditure supports work aimed at
influencing the wider healthcare system.
The evaluation findings suggest an
opportunity for DEBRA to strengthen its
system-level impact through advocacy,
partnership and engagement with NHS
services, rather than through direct
funding of healthcare provision.

The overall pattern indicates a strong
alignment between DEBRA spending
and the outcomes achieved, with
clear opportunities to further prioritise
high-impact areas.




Lessons learned,
recommendations and
looking forward

The evaluation finds that DEBRAs Member
Services are essential, often life-changing,
and in many cases the only source of
EB-specific support available. Across
outcome areas, DEBRA's strongest impact

is seen in access to specialist EB healthcare;
emotional and peer support; and community
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connection and belonging. These are the
areas where DEBRA's contribution is both
unique and highly valued.

Looking ahead, DEBRA has opportunities
to further strengthen its impact by:

m Improving inclusivity in services and
support as well as marketing and
communications for all EB types and
severities, particularly for adults with less
severe symptoms or rarer forms of EB.

m Strengthening provision for teenagers
and young adults such as informal peer
meetups, youth-led online groups, and
tailored guidance for key transitions like
moving into secondary school, university,
or employment.

m Clarifying DEBRA's role within the wider
NHS clinical pathway and improving
communication with NHS teams.

m Enhancing visibility and access to
mental-health support.

m Improving tailored communication for
members in Northern Ireland, Wales and
Scotland.

m Ensuring financial support messaging
reaches, and is tailored to, all members,
including those who may self-exclude.

By prioritising high-impact areas,
strengthening inclusivity, and ensuring
clear, accessible communication, DEBRA
can continue to provide essential,
life-enhancing support and ensure all
members, regardless of age, EB type,
geography or severity, feel included,
understood and supported.
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