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FOREWORD - DIRECTOR OF MEMBER SERVICES

As Director of Member Services

at DEBRA, | have the privilege of
working closely with individuals,
families, and professionals across the
EB community. Every day, | see the
realities of living with Epidermolysis
Bullosa (EB)—a rare, complex, and
often misunderstood condition that
places significant physical, emotional,
and financial demands on those

it affects. These challenges are
amplified by the rarity of EB and the
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limited awareness among many health
and social care professionals, as well as
the wider public.

DEBRA exists to help address these
challenges. Through the work of our teams
and the generosity of our supporters, we
provide specialist advice, practical help,
emotional support, peer connection, and
access to research that gives hope for the
future. For many of our members, DEBRA
is a lifeline—helping them feel heard,
supported, and less alone.

This independent evaluation, carried out
by Fortia Insight, provides an important
and insightful assessment of the difference
DEBRA's Member Services make today.
The findings clearly show the positive
impact our support has on quality of life:
strengthening community connections,
reducing isolation, improving financial
stability, enhancing emotional wellbeing,
and enabling access to specialist
healthcare. It also showed that further
focus is needed in our work with healthcare
professionals, developing more proactive,

tailored support for underserved groups in
the EB community, and ensuring everything
we do is inclusive for all members.

| want to extend my sincere thanks to
every DEBRA member, family, carer,

and professional who gave their time

to contribute to this evaluation. Your
willingness to share honest and often
deeply personal experiences is invaluable.
It allows us not only to understand what
matters most to you, but also to ensure
that we continue to shape our services in
ways that meet your needs.

This evaluation forms the third and final
major insight-gathering project in a
series—alongside the 2023 EB Insights
report and the EB Priority Setting
Partnership study, following the JLA
methodology. Taken together, these three
pieces of work give us the most detailed
and comprehensive understanding we have
ever had of the EB community. They form
a powerful foundation for DEBRA's future
direction—and each one has been shaped
by your voices.



Your feedback will directly inform DEBRA's
next three year strategy. You have been
clear about where our support is most
impactful, and we are committed to
strengthening and investing in three

core areas:

m Improving access to EB specialists
m Providing emotional and peer support

m Creating social and community
opportunities that bring people
together

You have also highlighted where we need

to go further. We will respond by:

m Expanding our outreach to health and
social care professionals beyond EB
specialists
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m Developing more tailored support
for underserved groups, particularly
teenagers and young adults

m Simplifying and clarifying our
communications so information is easier
to find and inclusive for all members,
regardless of EB type, geography, age,
or life stage

Your feedback strengthens much more
than our services—it strengthens our
ability to represent and advocate for the
EB community in every aspect of our work.
Whether we are campaigning for better
access to care, designing new services, or
improving how we communicate support,
your experiences guide us. We hear you.

And we are acting on what you have told us.

As we look ahead, this report—alongside
EB Insights and the JLA priorities—
provides a robust evidence base for our
strategic planning and decision making.

By focusing on areas of greatest impact,
addressing unmet need, and ensuring
everyone affected by EB feels included and
supported, DEBRA will continue to provide
vital, life enhancing support.

Together, we can move towards a future
where EB is better understood, better
managed, and far less isolating for
everyone it touches.

Thank you,

Claire Mather
Director Member Services



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.
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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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INTRODUCTION



1.1 Introduction and context

Fortia Insight’ was commissioned

by DEBRA in July 2025 to conduct

an independent impact evaluation

of DEBRA's Member Services. The
evaluation independently examines
the difference these services make

for people living with Epidermolysis
Bullosa (EB), their family members, and
the professionals who support them.
A key objective is to provide DEBRA
with robust evidence that can directly
inform strategic, operational planning,
and future decision-making.

The evaluation focuses on understanding
how DEBRA's Member Services support
individuals and families affected by

EB across the UK. Member Services
include practical and financial assistance,
emotional and community support,
specialist signposting, discounted holiday
homes, information and advocacy, and
other initiatives delivered to DEBRA
members. The evaluation does not cover
DEBRA's research activities, which fall

outside the scope of this work. The full list
of DEBRA's Member Services that formed
the scope and focus of this evaluation is
listed in Appendix A.

The purpose of the evaluation is twofold.
First, it aims to evidence the outcomes and
impacts experienced by members who
engage with DEBRA's Member Services,
exploring what has changed, for whom,
and why. Second, the evaluation seeks to
support DEBRA in shaping the future of its
services by identifying what is working well,
where there may be service gaps or unmet
needs, and how Member Services can
continue to evolve to deliver the greatest
benefit for members and the wider EB
community.

The evaluation builds on the Theory of
Change (ToC), detailed in Appendix C,
and a Monitoring and Evaluation (M&E)
framework previously co-developed with
DEBRA. These frameworks provided the
foundation for the evaluation design and
guided the development of the research
tools, indicators, and analytical approach
used throughout the study.

! Previously the Strategy, Economics and Policy team at RSM UK at the time of commission.
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1.2 Evaluation aims and
objectives

The evaluation is guided by a set of core
questions co-developed with DEBRA
during the inception phase. These
questions frame the assessment of
outcomes and impacts and ensure the
evaluation provides actionable insight and
learning. The evaluation seeks to:

m Understand the difference DEBRA's
Member Services make for three key
beneficiary groups: (1) People living
with EB; (2) Family members supporting
someone with EB; and (3) Professionals
working with individuals living with EB.

m |dentify which Member Services
contribute most significantly to positive
outcomes and explore how and why
these impacts occur.

m Assess the extent to which Member
Services contribute to DEBRA's intended
long term outcomes and impacts.

m |dentify which changes beneficiaries
attribute directly to their engagement
with DEBRA Member Services.
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m Explore potential gaps, challenges, or
areas for improvement in the current
service offer.

m Generate evidence that supports
DEBRA's future strategic planning, service
prioritisation, funding decisions, and
stakeholder communications.

Together, these aims ensure that the
evaluation captures not only what change
has occurred and for whom, but also its
significance, how it came about, and what
it means for the future of DEBRA's support
to people living with EB, both at present
and in future years.

1.3 Methodology

The evaluation uses a mixed research
methods approach grounded in the ToC
and M&E framework. Data collection
focused primarily on the experiences

of DEBRA members living with EB and
their family members, with targeted
engagement of healthcare professionals
(HCPs) spanning clinical, nursing and
therapeutic roles. The evaluation draws

on the following data sources triangulated
through analysis:

m Online survey of 200 DEBRA
members, capturing engagement with
services, outcomes experienced, and
demographic information.

m 26 in-depth interviews with members
living with EB and 9 with family members,
providing rich qualitative insight into
the outcomes they experienced and the
factors contributing to changes.

m 9 interviews with HCPs recruited through
DEBRA's Clinical Network list.

m Existing monitoring data including grant
records, holiday home usage, CRM
engagement data, and communications
analytics.

m Data outlining the estimated costs

associated with the delivery of DEBRA
Member Services.

Although all DEBRA members had the
opportunity to participate, engagement
levels naturally varied, and some groups are
likely under-represented. As a result, the
findings reflect the experiences of those
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who took part and should be interpreted
with consideration of the limited sample
size. This may introduce some skew in the
distribution of perspectives across different
demographics, geographies, and EB types.

To support interpretation, Figure 1 presents
a map displaying the survey and interview
responses by UK region, illustrating the
geographical spread of participants across
all data sources.

It is important to note that while we include
some monitoring and cost data on the
number and value of Member Services
delivered by DEBRA in 2025, the findings
reflect members’ experiences across their
entire period of support, not solely the
outcomes arising from services received in
the past year.

A more detailed explanation of the
methodology, analytical techniques,
sampling, and data sources is included in
Appendix B.
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Figure 1: Geographic distribution of survey and interview participants across the UK
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1.4 Structure of the report

The remainder of the report is structured to
address the core evaluation questions set
out in Section 1.2. Each section focuses on
one of the main areas of change identified
in the ToC and explores what difference
DEBRA's Member Services make, for whom,
and why.

m Section 2 examines whether DEBRA
helps build and strengthen connections
within the EB community, including
changes in social connection, belonging,
and isolation.

m Section 3 assesses financial and practical
support and explores how grants,
benefits advice, and practical advice
helps reduce financial pressures and
make day-to-day life easier.

m Section 4 looks at emotional wellbeing
and mental health, including stress,
confidence, coping, and support at key
life stages.
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m Section 5 focuses on awareness of,
and access to, specialist healthcare. It
examines how DEBRA helps people
understand their options, navigate
the health system, and manage their
condition.

m Section 6 considers how DEBRA
supports professionals who work with
people living with EB, and whether this
leads to better understanding and more
coordinated care.

Sections 7 to 9 bring the findings together.
They highlight the most significant
changes described by members, outline
the financial resources involved in
delivering Member Services, and sets out
the key lessons and recommendations to
aid DEBRA's future planning. Together, this
structure shows how the evidence builds a
clear, evidence-based picture of DEBRA's
impact and what this means for the future
of Member Services.
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2

BUILDING AND
STRENGTHENING
CONNECTIONS
WITHIN THE EB
COMMUNITY



Strengthening connections across

the EB community is a central aim of
DEBRA's Member Services. As EB is

a rare condition, many people living
with EB, as well as family members
with caring responsibilities, may never
meet another person (online or in-
person) with the same type of EB in
their daily lives. This means living with
EB, or caring for someone with EB,

is often an isolating and emotionally
demanding experience.

DEBRA's Theory of Change (ToC) reflects
an ambition to bring people together and
support members to form meaningful
connections with peers, families in similar
situations, DEBRA colleagues, and
professionals working in the EB space.
These connections are intended to nurture
a stronger sense of community belonging
and reduce the isolation that can arise
from living with a rare condition.

DEBRA contributes to this through several
services and activities, including online and
in-person events, the national members’
in-person event (Members’ Weekend),
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online peer support groups, the
Involvement Network, and welfare check-in
calls from the Community Support Team
(CST). This section summarises members’
experiences of these services and
examines the extent to which they have

helped to build social connections and
create a sense of community belonging. It
also explores enabling and limiting factors,
before highlighting remaining gaps, and
areas where members have suggested
improvements.

18
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2.1 Outcomes

2.1.1 Building more frequent and
meaningful social connections
within the EB community

Survey and interview findings demonstrate
that DEBRA plays an important role in
helping people affected by EB to build
and maintain social connections. Among
survey respondents living with EB, 55%
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agreed or strongly agreed that DEBRA
helps them feel connected to others in
the EB community, while 13% disagreed
or strongly disagreed. Notably, most of
those who disagreed (76%), had not taken
part in any DEBRA member events or peer
support activities, which may help explain
this finding. Interviews reflect a similar
pattern with just over half of members
living with EB describing forming new

)

AN

It was the first time |I'd

ever been in a room with
others with EB. "

Interview participant, member
living with EB

friendships or staying in touch with others
living with EB specifically through DEBRA
events, online groups, or introductions
facilitated by DEBRA colleagues.

For many, DEBRA provides their only route
into a wider EB community. Members often
reflected that they had spent decades
without meeting a single other person living
with EB and that DEBRA events were the
first time in their lives they had met anyone
else with EB. Many of these encounters
developed into long term friendships.
Members described WhatsApp groups that
were active every day and spoke warmly
about the relationships formed. Across
several interviews, these encounters directly
improved members’ confidence, social skills,
and self-esteem because they no longer felt
alone, misunderstood, or different.
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We've forged some really important friendships... There's a
group of three of us women who support each other both
with EB and just other stuff in life. JJij

Interview participant, member living with EB

Family members reported even stronger
experiences of improved connections.

In the survey, more than three quarters
of respondents (77%) agreed or strongly
agreed that DEBRA helps them connect
with others, and interviews reinforced
this with around three quarters of
parents and carers described having
formed meaningful relationships through
Members’ Weekend, local events, online
groups, or CST introductions. Many
families emphasised that the people
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they met through DEBRA were the only
ones who truly understood their situation.
For many, DEBRA's opportunities were
their first, and sometimes only, chance

to meet other families affected by EB.
Local networks also emerged after DEBRA
brought people together, including new
WhatsApp groups created by parents who
had met at events.

One parent described a significant
moment when their husband spoke with
an adult living with EB during Members’

Weekend, a conversation they described
as "a life affirming chat” that changed
their husband’s view of what their son
could safely do, such as playing football.
This conversation shifted the family’s
perception of what was safe and possible
for their child, demonstrating how
interactions in the EB community can
influence confidence and expectations
for parents about their children. This type
of peer modelling, hearing directly from
someone living with EB, was described
by several families as highly influential in
building confidence and reducing fear
around their child’s future.

While these findings show strong
outcomes for many, interviewees also
noted that some groups were less well-
reached by current provision, especially
due to geography or specific life stages.
These issues are discussed further in
Section 2.3.
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CASE STUDY A: BUILDING CONNECTIONS AS A YOUNG ADULT

Context

Oliver? is a young adult living with EB. Before connecting with
DEBRA, navigating the transition into adulthood, he described
feeling deeply isolated and feeling as though he had no one who
truly understood his experience.

Involvement in DEBRA Member Services

After joining DEBRA as member, Oliver began engaging with
DEBRA-promoted online peer groups (run by EB ambassadors
and signposted by DEBRA), attended meet-ups designed
specifically for young people, and contributed to a peer-led
discussion panel supported and amplified by DEBRA. In his most
recent survey, he strongly agreed that he now feels part of the
EB community, connected to others, and welcomed at activities.

Outcomes and impacts

Oliver describes a clear and meaningful shift from loneliness to
genuine belonging. Regular contact with peers who share similar
lived experiences eased his sense of isolation and helped him
build confidence in navigating adult life with EB. His involvement
has also empowered him to support younger members, offering
reassurance and insight to those facing the same challenges he
once managed alone.

2 All case studies included in this evaluation use pseudonyms to provide anonymity to interviewees.
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Through community connection, he reports feeling more
grounded and emotionally supported, highlighting the value of
having “people who just get it.”

hh | felt very, very alone... then | joined
the network and suddenly | had people —
it made me feel less alone. Lo

Oliver

He also explained: “Knowing others my age who understand EB

has changed how | cope day to day. It's made everything feel a
bit more manageable.” — Oliver

Learnings and actions
m Peer-led groups, with DEBRA’s support behind the scenes,
create a safe, relatable space for young people.

m Clearer messaging that some online sessions are informal chats
rather than webinars can help reduce hesitation and encourage
greater participation from teens and young adults.
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2.1.2 Increased sense of community
belonging and reduced isolation

Survey findings show that before engaging
with DEBRA, most members living with EB
felt disconnected from, or in many cases
unaware of the existence of, the wider

EB community. Only 2% said they felt

very connected and 11% felt somewhat
connected, while 63% felt somewhat or

very isolated. After engaging with DEBRA's
services, levels of connection improved
substantially, with most respondents
reporting that they now felt a stronger sense
of belonging®, as illustrated in Figure 2.

Figure 2: “As a result of engaging with DEBRA, I... “ (Source: Member Survey

conducted by Fortia Insight, Nov 2025).

"... feel welcomed and included at
EB-related activities”. (N=130)

“... feel connected to other people
affected by EB”. (N=132)

“... feel part of the EB community”.
(N=130)

. Agree

. Not sure/

. Strongly agree

. Strongly disagree

prefer not to say

3%

o, ‘
3 %14%

5%
5%

2%

5% 2%

2%

4%
0% 10% 20% 30% 40% 50% 60% 70% 80% 90 % 100 %

. Neutral

. Not applicable

. Disagree

3Belonging refers to the emotional and identity-based sense of being part of the EB community. This is distinct from
“connections” which refers to the frequency and quality of interactions members have with others affected by EB.
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Across the three measures of community
belonging, an average of 22% of
respondents selected “neutral.” This may
be explained by the fact that the majority
of these individuals (83%) had not taken
part in DEBRA member events or peer
support activities, instead engaging
primarily in support which is not designed
to increase community belonging such

as support with benefits applications or
access to specialist EB clinics.

Interview data provides helpful context.
Just over half (52%) of interviewees living
with EB described an increased sense

of community belonging as a result of
engaging with DEBRA. Key themes that
explain this include:

= Not having to explain: Interviewees
noted a relief at being around people
who instinctively understood their
symptoms, adaptations, mobility
limitations, or skin care. Some members
felt that at DEBRA events they could be
themselves without needing to “mask”,
that is, hide or downplay parts of their EB
to fit in or avoid explanation
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m Shared identity and purpose:
Involvement in DEBRA activities
(including the Involvement Network)
provided members with a collective
purpose and validation.

m Emotional wellbeing benefits: During
interviews members explained they felt
increased confidence and a sense of
being valued.

When we go to anything
DEBRA related [my son] relaxes
because he's like, ‘I don't have
to explain myself’. At the
Members' Weekend, for the
children it was really nice for
them to feel they could identify
with others... Now we've met
lots more people who share a
similar type of EB as [my son]
and he’s made lots of friends
and connections. 9y

Interview participant, family member
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Figure 3: "Because of DEBRA's support, I..." (Source: Member Survey conducted by

Fortia Insight, Nov 2025)

“... feel less isolated in my caring
role” (N=56)

"... feel more connected to the EB
community” (N=58)

7.14%)
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3.15 %
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. Strongly agree Agree

Not sure/

. Strongly disagree

prefer not to say

Adults with EB simplex often noted that
they had initially felt that DEBRA was not
for them until the charity helped them
meet others with less severe symptoms of
EB or introduced adult specific activities.
These experiences helped them recognise
that they belonged within the community
too. This will be increasingly important

as DEBRA seeks to grow its membership
among people with less severe forms of
EB, for whom representation strongly
influences engagement.

. Neutral

. Not applicable

. Disagree

As illustrated in Figure 3, as a result of
DEBRA, the majority of family members in
the survey felt more connected to the EB
community (73%) and felt less isolated in
their caring roles (68%).

Family members valued being in safe

and non-judgmental spaces where others
understood both EB and the complexities
of family life. Parents described visible
changes in their children’s behaviour

at events.


https://www.debra.org.uk/get-involved/members-participation/

Interviewees frequently spoke about
moving from feeling alone or experiencing
loneliness to having regular, meaningful
contact with others. This finding is
particularly significant given that

reducing loneliness and social isolation is
increasingly recognised as a major policy
priority across health and social care.

The outcomes reported by members
suggest that DEBRA's community-building
work aligns strongly with wider national
priorities, which presents a clear
opportunity to strengthen future funding
and partnership conversations.

Despite these positive outcomes, members
emphasised that some people living

with EB and family members remain
disconnected. In many cases, this is due

to personal preference or identity rather
than gaps in provision. Some individuals
expressed a desire to “get on with life”
without EB being central to their identity,
while others had previously found EB
related spaces difficult due to childhood
experiences of stigma associated with EB.
These perspectives do not reflect failure on
DEBRA's part but highlight the importance
of ensuring DEBRA's messaging is inclusive
and sensitive to differing experiences.
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They’ve always been really great at connecting people. Even
though I've always been in contact with people with EB, more
recently it's been with people that have the same type as me,
and that has made such a difference. J§

Interview participant, member living with EB

2.2 Attribution to DEBRA

Based on the evidence gathered in this
evaluation, DEBRA is the primary, and
often the only, organisation contributing to
improved social connections, belonging,
and reduced isolation within the EB
community.

m Members’ Weekend emerged as
the most frequently cited source of
connection. In 2025, the event brought
together 362 attendees, including
people living with EB, family members,
professionals, and DEBRA colleagues.
For many members attending Members’
Weekend was the first time they had
met another person with EB, directly
linking DEBRA's activity to the change

experienced. Often friendships and
connections formed at the event
continued through WhatsApp groups,
social media, and informal contact. This
may be because Members’ Weekend
has been a key part of DEBRA's offer for
many years, as well as because people
genuinely find it impactful.

Although mentioned by fewer
interviewees than Members’ Weekend,
local and regional events were still
described as important for those who
preferred quieter environments or lived
closer to these venues. For some, these
events helped sustain connection across
the year and offered an accessible

route for people who could not attend
national gatherings.
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m Online peer groups also played a critical
role, especially for those facing travel
barriers. Although members described
their impact as “smaller but sustained”,
these groups provided day to day
contact, shared advice, and emotional
reassurance.

m CST colleagues were repeatedly cited
as acting as “connection brokers”,
introducing members to others with
similar EB types, ages, or life stages.
These targeted introductions helped
individuals overcome barriers that
they could not have navigated alone,
especially those who had never
previously met anyone with EB.

m The Involvement Network strengthened
belonging for those involved by providing
opportunities to contribute to advocacy,
research, and service development.
Members described feeling valued and
recognised through this work.

m Newsletters also contributed to
connection, particularly for children
and those not directly receiving email

communications or social media updates.

Parents noted that DEBRA newsletters
helped maintain continuity between
events by giving children opportunities
to see others ‘like them,’ reinforcing
identity within the EB community. These
small but meaningful touchpoints helped
some families feel connected year-round.

Finding DEBRA was the first time | felt there were people like
me. I'd spent years being told | was weird and I'd never met
anyone who understood what EB meant in real life. Being
around other people with EB... that changed everything for
me because suddenly | wasn'’t the only one anymore. JijJ

Interview participant, member living with EB
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2.2.1 Did change follow
engagement with DEBRA?

For almost all members interviewed, it

did. Members consistently described long
periods, often many years or even decades,
where they had not met anyone else with
EB. Members provided strong evidence
that the connections, belonging, and
confidence they now experience emerged
only after engagement with DEBRA.

DEBRA's activities often created critical
moments that shifted members’
experiences, such as a child feeling
“normal” for the first time or an older
adult realising they belonged to the EB
community even after many years of
assuming otherwise.

Many members expressed that the
outcomes would not have occurred without
DEBRA, because opportunities to meet
others with EB are extremely limited
outside DEBRA, this presents compelling
counterfactual evidence.
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2.2.2 What about other sources of
support?

Interviewees rarely identified alternative
sources of community support outside
DEBRA. Occasionally, people mentioned
speaking with relatives with EB or

using online spaces, but these were

not viewed as fulfilling the same role in
offering structured, EB-specific spaces
for connection. DEBRA therefore plays
a uniquely significant role, acting as the
first and largest organisation in the UK
providing dedicated opportunities for
people with EB to meet, connect and
feel understood and its support is not
replicated elsewhere.

2.3 Enablers and barriers to
achieving outcomes

Several factors enabled or strengthened
members’ ability to build connections.

Members consistently said that familiarity
with DEBRA colleagues deepened their
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sense of community belonging. Being
known personally, greeted by name,

and recognised from one year to the

next helped people feel valued and
understood. As DEBRA's membership
grows, maintaining this level of personal
recognition may become more challenging,
therefore DEBRA needs to consider how
to preserve this feeling of familiarity as
demand for Member Services increases.
Practical aspects of in-person events,
such as family friendly arrangements and
the ability for parents to listen to talks
while supervising children, also supported
participation.

Despite these enablers, members also
identified barriers that limited some
people’s ability to benefit from DEBRA's
offer. Geography was the most frequently
cited challenge, with members in
Northern Ireland, Scotland, Wales and
rural areas reporting fewer opportunities
to attend events or meet others locally.

Even with new regional events, physical
distance often made it difficult to sustain
relationships afterwards. Gaps in provision
for people at particular ages or life stages
also limited engagement, particularly for
young people transitioning into adulthood
who felt they did not fit naturally into
existing provision. Some adults with less
severe symptoms of EB also felt uncertain
about where they belonged.

A lack of awareness of EB in wider contexts,
specifically in schools and GP practices,
sometimes reinforced feelings of isolation,
increasing the importance of DEBRA's
community spaces. Personal preference
also shaped engagement.

Finally, a few long-standing adult members
felt that after gaining initial knowledge
and meeting peers, later events felt less
relevant. This suggests a need for more
varied and flexible engagement routes to
maintain interest for members over time.
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2.4 Unmet needs and suggestions for service improvement

Members suggested ways DEBRA could strengthen connection-building, including more

tailored events for different life stages.

AlR

Y A W

Adults without children preferred
adult-only options, while teenagers and
young adults wanted spaces that felt
appropriate for their age group. Members,
especially young adults, also saw scope to
improve online connection through clearer
promotion of peer-support, more accessible
formats such as drop-ins or podcasts, and
clearer signposting of who each group is for.
They also stressed that these online formats
need to feel low-pressure and easy to join,
with ‘drop-ins’ understood as informal,
turn-up-when-you-can spaces rather than
structured sessions.
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Representation was also important.
People with EB simplex or rarer forms
wanted to see individuals with similar
experiences reflected in DEBRA's
communications and events. Some
felt current imagery focused mainly
on children or more severe symptoms
of EB, which affected their sense of
inclusion and willingness to engage.
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3

IMPROVING ACCESS
TO FINANCIAL AND
OTHER PRACTICAL

SUPPORT



Supporting members with the financial
and practical challenges associated
with EB is a central part of DEBRA's
role. Many people living with EB, and
family members in caring roles, face
significant and ongoing costs linked
to travel to medical appointments,
purchasing specialist equipment

and clothing, and other day-to-day
expenses that are not fully met through
statutory support. DEBRA provides

a package of support that includes
grants, guidance and signposting for
benefits (e.g., Personal Independence
Payment (PIP) and Disability Living
Allowance (DLA)) and other financial
entitlements, practical advocacy and
subsidised access to holiday homes.
The ToC identifies improved financial
stability and reduced financial stress
as the key outcomes DEBRA aims to
achieve in this domain.

This section presents evidence that these
outcomes are occurring for many members,
assesses the extent to which changes can
be attributed to DEBRA's Member Services,
and explores the factors that enable or
limit access. It concludes with unmet needs
and practical suggestions for improvement.

IMPACT EVALUATION OF DEBRA'S MEMBER SERVICES
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3.1 Outcomes

3.1.1 Improved financial stability
for members and their families

2025, DEBRA distributed 697 grants with a
total value of £187,831.99. Figure 4 illustrates
the breakdown of grant value by category.
This represents a substantial increase
compared with 2024, with the number of
grants rising by 26.3% and the total value
increasing by 29.8%. Mobility equipment
accounted for the largest share of total

value (23%), followed by cooling devices
(12%), holiday homes (10%) and hospital/
clinic assistance (9%). The ‘Other’ category
covered a wide range of grants, including
clothing, travel, kitchen equipment, footwear,
and bereavement support.

Average grant size varied considerably
by category, from £1,552.30 for mobility
equipment and £685.66 for wellbeing
initiatives to £39.79 for bereavement
support and £52.52 for footwear.

Interviewees described how DEBRA's grants
and practical advocacy improved financial
stability for people living with EB and

their families. Nearly half of interviewees
described accessing DEBRA grants. Grants
funded items such as specialist footwear,
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Figure 4: DEBRA 2025 grant spend (Source: DEBRA Monitoring Information, Dec 2025)

Other: £30,845.28

Mental health support:
£5,109.99

Washing machine,
tumble dryer & hover:

£6,573.85 —\_~
EB Baby comfort /
equipment: £6,790.42 ——*

Wellbeing Initiatives:
£6,856.63

Food and essential
supplies: £7,029.00

Furniture / flooring:
£8,990.95

Limited Edition Grant:
£14,434.33

bedding, fans and other equipment to
support symptom management and
day-to-day living, travel to clinics, and
subsidised access to DEBRA holiday
homes for respite that would otherwise

be unaffordable. Those who accessed
grants felt they were crucial in reducing the
financial burden of unavoidable costs and
therefore stabilising finances.

Mobility equiptment: £43,464.34

Cooling: £21,919.99

Holiday homes: £18,271.45

Hospital / clinic
assistance: £17,545.76

In 2025, DEBRA provided 745 individual
instances of financial and practical
support, comprising support related

to benefits, equipment, financial
independence, and housing (source:
DEBRA Monitoring Information). Almost
all interviewees accessed DEBRA's financial
and practical advisory support services.
This included receiving support and advice
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It's been a little lifeline,
finding [a holiday] that

was reasonable enough to
afford and is accessible. We
could never have afforded a
holiday on our own, and the
grant made it possible. jJ I

Interview participant, family member

around completing benefit applications

and navigating the PIP and DLA processes,
DEBRA representation at a benefits tribunal,
DEBRA colleagues attending local authority
assessment with a member, informing
members about entitlement to free medical
dressings, and helping members fill in blue
badge application forms.

This type of financial support was seen
as instrumental in ensuring members
secured benefits they were eligible for
and therefore improving their, and their
families’, financial stability. For example,
interviewees that accessed financial
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support through DEBRA explained that

it created breathing space for them and
their families, allowing them to focus more
on care, education, work, and maintaining
stability rather than constantly firefighting
practical problems.

3.1.2 Reduction in financial-related
stress

Where members received financial

support from DEBRA, through grants,
benefits, or practical advocacy, a consistent
outcome was reduced financial stress.

For example, many members interviewed
described finding the benefits system

(e.g., accessing DLA and PIP) complex and
stressful. Therefore, the hands-on support

provided by DEBRA to interpret questions,
assemble evidence and, where needed,
attend assessments or tribunals made a
huge difference to members’ confidence
during these processes and increased their
success rates.

Practical advocacy around Blue Badge
applications also reduced day-to-day
strain by shortening walking distances and
improving access to shops and services.
These were changes several members
framed as important for independence.

Families noted that clear, informed advice
provided by DEBRA at challenging moments,
such as after a benefits refusal, helped lower
their financial stress and anxiety.

Having guidance to navigate the system, hints and tips,

and someone to sit down and go through paperwork, write
supporting letters... was certainly impactful. We were told no
for the Blue Badge. Then DEBRA wrote a letter and suddenly

it was yes. jJIj

Interview participant, family member
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CASE STUDY B: NAVIGATING FINANCIAL AND PRACTICAL SUPPORT

AS A PARENT

Context

Laura is the parent of a child living with EB simplex. Although
her son is well for much of the year, warmer months bring severe
blistering, significant mobility loss, and high day-to-day care
needs. Before connecting with DEBRA, she described herself

as feeling overwhelmed by the unpredictability of his condition.
She regularly faced school-based challenges, difficulties securing
appropriate equipment, and the financial pressures of buying
specialist items and travelling to appointments. She often felt
she was navigating systems entirely on her own, with little
understanding or recognition of EB from services around her.

Involvement in DEBRA Member Services

Laura first engaged with DEBRA through home visits from the
CST, who provided tailored one-to-one support. They sat with
her in her living room to complete her son’s DLA application
line-by-line, compiled clinical and practical evidence, and wrote

advocacy letters for DLA, mobility equipment, and a Blue Badge.

They guided her through accessing mobility support via partner
organisations such as Whizz-Kidz and helped her navigate
school processes by supplying EB-specific information packs for
education staff teams.
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Regular check-ins and invitations to member events helped her
understand what support existed and how to make use of it. Her
survey confirmed she received practical, financial, and educational
support, alongside guidance relevant to her caring role.

Outcomes and impacts

Laura describes DEBRA's support as “transformational.” Securing
DLA was a turning point, particularly after she had “written

out and thrown away the form twice” and felt she would never
manage it alone. Having DEBRA sit with her, explain each
section, and gather evidence made the process achievable.

& /A DEBRA community support worker]
came and sat with me in the lounge and
went through it step by step... | wouldn’t
have been able to complete any of the
applications without them. iy

Laura
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With DEBRA's help, her son was able to access an appropriate
wheelchair, easing both mobility challenges and the emotional toll
of watching him struggle. Her financial strain reduced significantly,
as items previously paid out of pocket could now be covered. She
also spoke of the relief of no longer dealing with schools and local
authorities alone, noting that DEBRA's advocacy “gave me the
confidence to keep pushing when | was exhausted.”

The support has helped her feel less overwhelmed, more
informed, and better equipped to continue in her caring role. She
highlighted that having someone who truly understands EB made
her feel “heard, believed, and not alone in it anymore.”
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Learnings and actions

m DEBRA's hands-on benefits navigation, especially for DLA
and PIP, is often the difference between families applying and
giving up.

m Strong, clear evidence letters reduce barriers caused by
inconsistent local understanding of EB.

m Parents value early guidance on why benefits matter for
long-term stability.

m Local authority processes, particularly Blue Badge applications,
remain a major source of stress, but timely DEBRA involvement
can prevent repeated refusals and burnout.
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3.2 Attribution to DEBRA

Based on the evidence gathered in this evaluation, DEBRA appears to be the primary organisation
contributing directly to improved access to financial and practical support for members.

((()

Grants enabled essential
purchases and affordable
respite through holiday homes.
Members widely credited
these with addressing costs
they could not meet alone or
through other organisations.

&

Blue Badge support improved
everyday access and reduced
travel related burden.
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v

Benefits advice and advocacy
including help with compiling
evidence, completing forms
and attending assessments,
were described as instrumental
in successfully securing
entitlements.

oY

Travel cost support removed
financial barriers to reach
specialist clinics and attend
appointments.

Targeted signposting and partnerships

(e.g. Whizz Kids for mobility aids; Bullen’s for
advice on supply of prescribed items including
dressings; advice about free prescription
dressings) generated recurring savings for
members and avoided expenditure associated
with trialling new products.

Template letters and practical information
packs for GPs, schools and employers reduced
friction with these organisations and sped up
access to entitlements and adjustments.
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3.2.1 Did change follow
engagement with DEBRA?

Members consistently explained that
DEBRA's involvement preceded the
financial-related changes they experienced:
grants awarded before purchases, DEBRA
colleague support before successful claims,
and letters provided by DEBRA before Blue
Badge approvals. Given the rarity of EB
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and the limited availability of EB-specific
financial guidance elsewhere, several
members clearly stated that the outcomes
they experienced related would not have
occurred without DEBRA's involvement.

3.2.2 What about other sources of
support?

Interviewees occasionally referenced
alternative or complementary financial
sources including local authorities or other
charities (e.g. Whizz-Kids), but these were
typically accessed following DEBRA's
signposting or advocacy. Therefore,
DEBRA often acted as the catalyst to
accessing other sources of support, rather
than members independently finding and
securing support through non-DEBRA
routes.

3.3 Enablers and barriers

Members described several factors that
enabled them to successfully access
DEBRA's financial and practical support.
Many interviewees emphasised how
helpful it was to have knowledgeable,
trusted DEBRA colleagues who are willing
to take the time to understand individual

situations. People valued being given clear,
straightforward information about financial
entitlements and the steps involved in

applying for support.

Home visits or phone calls from
community support workers were
especially appreciated by those who felt
overwhelmed by complex processes such
as DLA or PIP applications. Being able

to speak with someone who knew the
system, could check whether a member
might be eligible, and could sit with them
to go through forms line-by-line was often
the difference between applying or not
applying for financial support. Members
also valued how DEBRA helped them
identify sources of financial relief they had
not previously been aware of. This practical
advice sometimes resulted in increased
income for members and significant
savings in time and reductions in stress.

Despite these positive experiences, a range
of barriers affected how easily people could
access the financial support available:

Personal attitudes also influenced whether
people applied for grants. Several
interviewees, particularly those with
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less severe symptoms of EB or who felt
financially secure, described hesitating
because they believed others were more
deserving or felt uncomfortable accepting
charity support, which sometimes meant
missing out on help that could ease daily
pressures. Some interviewees assumed
DEBRA's financial support was mainly

for people receiving state benefits and
therefore self-excluded even when
experiencing financial strain, while others
chose not to apply because they preferred
funds to go to those they felt were “worse
off” or towards EB research.

A very small number of members with
neurodiverse conditions described
difficulties navigating appointment
reminders or administrative steps,
suggesting that clearer communication
could reduce accidental missed
opportunities for support.
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Geography was a significant issue for
members living in Northern Ireland,
Scotland and Wales who reported feeling
distant from services or in-person support,
which affected their awareness of the

help available. For example, members in
Northern Ireland felt they lacked adequate
support to access financial assistance from
DEBRA UK or DEBRA Ireland.

Affordability of DEBRA holiday homes also
emerged as a barrier for some families.
Several interviewees noted that the cost

of booking a holiday home has risen
substantially in recent years, for example,
one interviewee described an increase from
approximately £250 per week previously to
over £600 per week more recently. While
families valued the respite opportunities
these breaks provide, the increased prices
meant some no longer felt able to afford
them without a grant. This suggests DEBRA
could consider ways of keeping holiday

homes affordable, for example through
increased subsidy or targeted support, to
ensure families who would benefit most are
still able to access them.

Finally, gaps in understanding of EB within
wider systems from local authorities, GPs,
and schools, created additional external
hurdles. For example, several parents
reported that limited awareness of EB
among education staff led to delays in
putting adjustments in place, additional
meetings with DEBRA colleagues, and

the requirement to provide repeated
evidencing, all of which increased the
administrative load and often resulted

in time away from work and additional
financial strain. In these cases, members
relied heavily on DEBRA colleagues to
advocate for them or to provide supporting
evidence. Where DEBRA intervened, often
barriers eased; but this was not always

the case where some interviewees were
unsuccessful with their applications, and
therefore challenges persisted.
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3.4 Unmet needs and suggestions for service improvement

Below are practical changes that would directly improve access to financial and practical

support and help reduce financial-related stress and anxiety:

Strengthen self-serve benefits navigation:
DEBRA provides a Membership Guide,
online information, checklists, tailored
advice, supporting letters and representation
at tribunals, however, some members are
unaware of these resources or found them
difficult to locate or navigate. There is an
opportunity to improve how this support is
signposted, presented and communicated so
members can more easily understand what

is available and when to seek CST guidance
during applications, assessments or tribunals.
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1

W)

Northern Ireland specific
pathway: Create a Northern
Ireland guide outlining
benefits routes, local contacts,
and clear guidance on the
respective roles of DEBRA

UK and DEBRA Ireland in
providing grants, financial
support, and signposting to
address current gaps.

=

Neurodiversity friendly
communications: Review
time-sensitive or multi-step
communications to ensure
they are accessible and
supportive for neurodiverse
members.
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4

IMPROVING EMOTIONAL
WELLBEING AND
MENTAL HEALTH




Supporting emotional wellbeing and
mental health is an important part of
DEBRA's Member Services. People
living with EB, and the family members
who care for them, can experience
significant emotional pressures linked
to managing a rare, unpredictable,
and often painful condition. Daily
routines involving wound care, pain
management, mobility challenges
and practical adaptations can take

a significant psychological toll,
contributing to feelings of anxiety,
stress, frustration or low mood.

Parents and carers also feel emotional
strain arising from witnessing their

child’s pain, navigating health and
education systems, or balancing caring
responsibilities with work and family life.
These pressures can intensify during
major life transitions, such as starting
school or higher education, adolescence,
moving into adulthood, or experiences of
bereavement.

In this context, the ToC identifies reduced
anxiety and stress, strengthened coping
mechanisms, and improved emotional
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wellbeing, particularly during major
transitions, as key outcomes that Member
Services aim to support and address.
DEBRA contributes to these outcomes
through a range of activities, including
Community Support Team (CST) welfare
check-ins, signposting to counselling or
mental health support, opportunities to
connect with others through events and
online groups, and access to holiday homes
that provide rest and respite. In 2025,
DEBRA CST supported members through
170 home visits and 534 welfare check-in
calls. In addition, DEBRA's Member Services
team provided 1193 nights of holiday home
stays to 738 guests through its holiday and
respite provision, with CST contributing
support grants in some cases (source:
DEBRA Monitoring Information).

This section explores the extent to which
members report improvements in their
emotional wellbeing and mental health,
the contribution of DEBRA's services to
these changes, and the factors that either
enable or limit members’ ability to access
support. It also identifies remaining gaps
and areas where members would welcome
further development.

Seeing your child in pain...
you can't make it go away.

That's quite hard. "

Interview participant, family member
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4.1 Outcomes
4.1.1 Reduced anxiety and stress

The Member Survey findings show a mixed
picture of the impact of DEBRA's support
on anxiety and depression. Around a third
of respondents felt that DEBRA helped
either “a lot” (11%) or "a bit" (21%), while
36% reported no effect. A few interviewees
explicitly described reduced anxiety as a
result of DEBRA's support. Others spoke
about related experiences such as feeling
less alone or relieved knowing support
was available. While not all members
directly linked these feelings to anxiety or
stress reduction, these themes indicate

that DEBRA contributed positively to their

emotional wellbeing. Those who did report
reduced anxiety were clear that this change
would not have happened without DEBRA:

Members described several DEBRA services
as particularly important in reducing anxiety:
opportunities to connect with others with
EB (through Members’' Weekend, online
groups or local events), practical help with
benefits and grants, guidance on navigating
healthcare and education systems, and
regular check-ins that provided reassurance.
Other factors, such as support from family or
access to specialist NHS clinics - also played
roles, but most interviewees emphasised

Just knowing DEBRA is there makes me feel less alone and less

anxious about the future. '.

Interview participant, member living with EB
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that DEBRA's contribution was distinct and
not replaceable.

Some family members spoke about
experiencing reduced anxiety or stress
due to DEBRA's support. Several others
described feeling less alone or more
confident, which may reflect improved
emotional wellbeing even where not
explicitly framed as reduced anxiety.
Practical help, such as support with
benefits, advocacy with schools, guidance
on healthcare navigation, or emotional
support from community support workers,
were described as particularly impactful.
Families also emphasised the role of
DEBRA's community-building work.
Meeting others in similar situations helped
reduce feelings of isolation and provided
reassurance that others understood their
challenges. As with people living with

EB, some family members noted that
personal resilience, wider family support
or clinical services also contributed to their
emotional wellbeing, but they were clear
that DEBRA played a unique role.
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CASE STUDY C: REDUCING ANXIETY AND STRENGTHENING COPING

FOR A FAMILY

Context

Sam is a parent of teenagers living with EB simplex. Daily life is
shaped by wound care, planning around pain and mobility, and
by the emotional effort of supporting young people who “don’t
want to feel different.” For a long time, the family assumed
DEBRA was “for people who were worse off”, which meant
they didn't initially reach out for help, even when stress and
uncertainty began to build.

Involvement in DEBRA Member Services

Their connection with DEBRA began gradually: first through
Members’ Weekend, then teen meet-ups, where Sam saw how
powerful it was for young people to be surrounded by others
who understood EB without explanation. A dads’ discussion
session offered Sam a rare chance to speak openly about worries
he usually kept to himself.

Between events, having a named CST contact made support
easier to access and was described as invaluable, as it meant
having someone who already knew the family’s situation, so they
didn’t need to “start from the beginning” each time.
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Light touch check-ins, occasional conversations, and the
reassurance of knowing someone was available helped reduce
the sense of carrying everything alone.

Outcomes and impacts

Sam reported feeling significantly more able to cope emotionally,
less overwhelmed by day-to-day care, and more supported in
balancing family life with work. The Member Survey responses
reflected reduced stress, improved practical confidence, and
clearer understanding of what support is available.

Seeing their children meet others with EB had a particularly
visible impact. He said the teenagers came away feeling lighter
and more confident.

ak Feeling part of a community rather
than being isolated, just knowing they are
there when needed, is a massive relief. Jy

Sam
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For Sam personally, the emotional weight eased once he had the
space to voice his own worries:

& The most powerful thing is knowing
someone is in your corner, and they
are accessible. i

Sam

He also shared that not having to educate generic services
before receiving support “took a huge emotional load off.”
Tailored spaces, especially the dads’ group, made it easier to
talk honestly about stress he would otherwise shoulder alone.
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Learnings and actions

m Targeted peer spaces (such as a dads’ sessions at the
Members’ Weekend and teen-led meet-ups) help members
open up, reduce anxiety, and build confidence.

m Youth-led formats make engagement more natural and reduce
feelings of embarrassment or difference.

m Maintaining contact between events through consistent

DEBRA colleague contact and light check-ins helps families
sustain outcomes well beyond the events themselves.
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4.1.2 Enhanced coping
mechanisms and resilience

The Member Survey findings indicate that
DEBRA services play an important role

in strengthening coping and resilience
among family members. As shown in
Figure 5, 79% of respondents agreed that
DEBRA helped them feel more confident
about where to go for help or advice. A
similar proportion (78%) feel they now have
a better understanding of the support
available to them. Additionally, 41% felt
more able to continue in their caring role
without it overwhelming other parts of their
life, and 44% felt more able to balance
caring with their own lives.

I'm better informed in terms
of articulating the challenges
that the kids have when I'm
advocating for them. "

Interview participant, family member
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Figure 5: Impact of DEBRA's support on enhancing coping mechanisms (N=58,
Source: Member Survey conducted by Fortia Insight, Nov 2025)

| feel more confident knowing where
to go for EB specialist healthcare
help or advice

| have better understanding of what
support is available to me
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%%
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. Not sure/
prefer not to say

. Strongly agree

. Strongly disagree

Most family members interviewed
described improved coping or resilience
due to DEBRA. Many spoke about
becoming more confident advocates for
their children, drawing on DEBRA's advice,
information and practical support.

Some interviewees living with EB described
improved coping or resilience as a result

of DEBRA's support. Others provided

some evidence aligned to this, referring

. Neutral

. Not applicable

. Disagree

to learning new management strategies,
feeling more able to “get on with life”, or
to feel "better prepared”. Key contributors
included practical information on wound
care and symptom management, advice
on EB-friendly products, and the ability to
share tips with others in “EB-only” groups
or WhatsApp networks. Grants for items
such as footwear or adaptations also
helped reduce the daily effort required to
manage symptoms.
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4.1.3 Improved emotional
wellbeing during major life
transitions

Monitoring data shows that DEBRA
provided 15 instances of support to
parents at the newborn stage, 6 during
bereavement, and 1 during palliative care
in the past year. These moments can be
emotionally intense, and although fewer
interviewees reported changes specifically
linked to major life transitions, those who
did described significant benefits.

Three interviewees described clear
improvements in emotional wellbeing
during major life transitions, and others

described feeling “less isolated” or “more
included” when moving through difficult
periods such as starting university, living
independently for the first time, or coping
with loss. Young adults highlighted the
reassurance of meeting others who had
already navigated university or work
transitions.

Half of the family members interviewed
reported improved emotional wellbeing
during transitions such as starting
secondary school, moving to college

or university, early parenthood, or
bereavement. Parents of newborns
described the early weeks after diagnosis
as overwhelming, and valued reassurance

| didn’t know how he’d cope with high school. Speaking to
another mum who’d been through it really calmed me down. Ji§

Interview participant, family member
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and practical guidance. Transitions
between school stages were described
as highly stressful. Hearing from other
parents and receiving tailored advice
reduced anxiety.

4.1.4 Members who did not
experience wellbeing outcomes

Several people living with EB and some
family members did not feel DEBRA

had influenced their mental health or
emotional wellbeing. Some explained
that they managed independently, did
not seek or require emotional support,
or felt that DEBRA's mental health and
wellbeing related services were more
relevant to others, for example, those with
more severe symptoms of EB or parents
of young children. Given DEBRA's plans
to grow membership among people with
less severe symptoms of EB, it may be
expected that a proportion of members
will continue to feel they do not require
emotional-wellbeing support, even
though services are available.
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4.2 Attribution to DEBRA

Interviews indicate that DEBRA contributed directly to improvements in emotional
wellbeing and mental health through several pathways.

oQ

Ni%
Practical support:
Help with benefits,
grants and navigating
healthcare or
education reduced
members’ stress
by resolving or
easing practical
challenges. Reducing
administrative and
financial burdens
helped people feel
more in control and
less overwhelmed.

Access to specialist
knowledge:
Information and
reassurance from

EB specialist nurses
or clinics helped
members understand
their condition and
make informed
decisions, which
supported emotional
wellbeing.
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<

Emotional support:
CST colleagues
provided a listening
ear, reassurance and
practical problem
solving. For some,
simply knowing
someone was
available provided
comfort.

— Op

Respite: Holiday
home stays or
grants for respite
give families an
opportunity to rest,
recharge and step
back from daily
caring pressures.

QLo

Opportunities for
involvement: Some
people’'s emotional
wellbeing improved
through volunteering,
participating in
research, or speaking
at events.
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4.2.1 Did change follow
engagement with DEBRA?

For most interviewees, improvements in
anxiety, coping or emotional wellbeing
followed direct engagement with

a DEBRA service such as a welfare
check-in, attending an event, joining

an online group, or receiving tailored
advice. Several people explained that
the shift they felt happened after they
started using DEBRA's services or making
connections through DEBRA.

Many of the interviews with members
living with EB and family members
illustrate a consistent pattern of members
feeling stuck or isolated but once they
engaged with DEBRA, they experienced
reduced anxiety and improved coping.
Members were generally clear that
these positive changes would not have
happened without DEBRA's involvement,
particularly because the support was
EB-specific.
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The call came exactly when | was about to fall apart. It changed
how | felt that week... It made a difference straight away.
| realised | wasn't the only one trying to cope with all this. "

Interview participant, member living with EB

Before DEBRA | was stuck in my own head. After speaking with
them and meeting others, things felt lighter. iy

Interview participant, member living with EB
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4.2.2 Alternative explanations

Many members acknowledged that other
sources of support also played a role in
their emotional wellbeing. These included
partners, family members, friends, NHS
psychologists, specialist clinic nurses,

and less commonly, private counselling.
However, people stressed that these
supports did not offer the same EB-specific
understanding that they valued in DEBRA
Member Services.

These reflections from members reinforces
that while other supports sometimes
contributed, they generally did not

offer the EB-specific understanding that
members experienced through DEBRA.
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My therapist helps, but she doesn’t know EB. With DEBRA |
don’t have to explain every detail. §J§j

Interview participant, member living with EB

Family try, but they don’t really get the day to day of EB.
DEBRA does. "

Interview participant, member living with EB

The hospital deals with the wounds. DEBRA deals with
everything that comes with living with EB. "

Interview participant, member living with EB
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4.3 Enablers and barriers

Several barriers affected access to mental health and emotional wellbeing support.

&

Awareness and accessibility:

Some people did not know
counselling with EB expertise
existed or were unsure how
to access it, particularly those
living in rural regions with
fewer local services.

o O

el
Transition gaps: Young
adults felt underserved
during the move from
childhood to adulthood.
Some described a gap
between services designed

for children and those
designed for older adults.

Stigma and misunderstanding:
Some members did not seek
emotional support due to
stigma around mental health

or a preference to “just get on
with it.” Others experienced
lack of understanding from GPs,
schools or wider systems, which
contributed to emotional strain.

There is a big gap of young adults and teenagers... you go from stuff that

feels a bit childish to stuff that feels way too mature. i

Interview participant, family member
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4.4 Unmet needs and suggestions for service improvement

Members identified areas where DEBRA could strengthen support for emotional

wellbeing and mental health:

9

Increased visibility of mental health
support: Clearer communication
about available counselling or EB-
specific mental health expertise, and
how to access these, particularly for
members in rural in areas with fewer

local statutory services. As most
EB-specific psychological support sits
within specialist EB centres, clearer
signposting to these pathways may help
members understand how to access it.
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o
&>

More targeted support for
life transitions: Especially
for teenagers and young
adults such as guidance
regarding their transitions
into secondary schools,
university and employment.
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IMPROVING AWARENESS
AND ACCESS TO
SPECIALIST
HEALTHCARE
SUPPORT AND
SERVICES



Accessing specialist healthcare can
be challenging for people living with
EB, given the limited number of EB
clinicians and the need for input from
a range of specialist services. DEBRA
aims to help members understand
what support is available and to
navigate referrals to appropriate
clinical teams. This includes raising
awareness of treatment options and
signposting to specialist services.

This section considers what role DEBRA's
support has played in enabling access

to the specialist healthcare they need.
Drawing on the Member Survey and
interviews, it looks at the outcomes
reported, the extent to which these can

be linked to DEBRA's activities and what
other factors may have contributed to
these outcomes. It also highlights practical
and systemic barriers that affect access to
specialist healthcare and identifies unmet
needs that may require further attention.
The findings in this section also incorporate
insights from the 9 HCPs consulted for this
evaluation, including EB specialist nurses,
clinicians and allied health practitioners
recruited through DEBRA's Clinical Network.
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5.1 Outcomes

5.1.1 Improved access to specialist
EB clinics

As illustrated in Figure 6, the majority
(61%) of Member Survey respondents
who live with EB either strongly agree or
agree that, as a result of engaging with
DEBRA, they have been able to access
specialist EB healthcare services. Just
9% of respondents disagreed or strongly
disagreed with this. A third of Member
Survey respondents who live with EB
either strongly agree or agree that they
have been supported to attend medical
appointments or EB specialist care.

Across interviews with people living

with EB and family members, there is
clear, consistent evidence that DEBRA
plays a central role in enabling access to
specialist EB clinics, particularly where
local health professionals lack knowledge
or understanding of referral pathways.
Among interviewees living with EB, many
explicitly reported that DEBRA's support
was instrumental in accessing specialist
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Figure 6: Impact of engagement with DEBRA on healthcare access (N=132, Source:
Member Survey conducted by Fortia Insight, Nov 2025)

When requested, | have been supported to
attend my medical appointments or EB
specialist care (i.e., DEBRA has funded
transport, accommodation, access to
hospital, transport or other)

| have been able to access specialist EB
healthcare services
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EB services, including EB clinics at Solihull
Hospital (Birmingham) and Guy's and St
Thomas' Hospital (London).

Members commonly described DEBRA's
role in accelerating access to clinics,
bridging gaps in GP understanding,

and providing the information or
advocacy required for specialist referrals.
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Interviewees described that this led to
faster diagnosis, improved continuity of
care, and the reassurance of being treated
by teams who understand EB.

HCPs confirmed these impacts, noting that
DEBRA's involvement helps ensure families
reach the appropriate specialist centres,
particularly for newly diagnosed cases.
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CASE STUDY D: CLEAR DIAGNOSIS THROUGH SPECIALIST EB SUPPORT

Context

Irene had lived since childhood with severe blistering on her feet
but received no formal diagnosis. GP after GP attributed her
symptoms to “sensitive skin”, leaving her without meaningful
guidance on prevention or safe wound care. She spent large
amounts of money on plasters, footwear, and products that
offered little relief while trying to manage her symptoms alone.

Involvement in DEBRA Member Services

After finding the DEBRA website, Irene reached out to the
Community Support Team, who listened carefully to her
experiences and provided a referral letter she could take directly
to her GP. This practical step made all the difference: her GP
referred her to Guy’'s & St Thomas’, where genetic testing
confirmed EB simplex. She was added to the specialist register
and now receives regular clinical reviews, ongoing monitoring,
and EB-specific advice.

Specialist clinicians have shown her how to lance and dress
blisters safely, how to reduce infection risk, and which
creams and dressings are appropriate for her skin. Between
appointments, Irene uses DEBRA's resources and helpline as
her first point of contact whenever she needs clear, trusted
EB guidance.
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Outcomes and impacts

Receiving a formal diagnosis has been transformative. Irene now
has direct access to EB-literate specialists and a clear plan for
monitoring and managing her condition. She described feeling
far more confident discussing EB with HCPs and knowing she can
refer to her standing prescription plan if questions arise.

@l The letter from DEBRA helped my GP
refer me to Guy’s... without it, | would
have struggled. §§

Irene

She also shared that having a recognised diagnosis “finally made
everything make sense”, and that being on the specialist register
has taken away the uncertainty she had lived with for decades.

Learnings and actions
m Being formally added to the specialist register ensures
ongoing, proactive care rather than one-off appointments.

m DEBRA's website and helpline act as a reliable, practical hub
for wound care techniques, footwear and sock options, and
infection control, reinforcing specialist advice between reviews.
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Several times, interviewees (both people
living with EB and HCPs) emphasised

a need for clearer boundaries between
DEBRA's signposting and referral role

and HCP’s clinical provision, with some
NHS teams requesting clearer delineation
of responsibilities between DEBRA and
clinical services. This is reflected in the
recommendation from people living with
EB for “a short guidance document”
explaining DEBRA's role across clinical and
non-clinical aspects of the care journey.

5.1.2 Enhanced access to specialist
health services

Several people living with EB reported in
interviews that DEBRA directly enabled
access to podiatry, specialist dentistry,
dietetics, or other EB-relevant services
through signposting. Interviewees
repeatedly emphasised the difference
specialist care makes, particularly where
mainstream services lacked understanding.
For example, one parent described
specialist dental provision as massively
important, noting the stark difference
compared to general dentistry, where
routine procedures were often painful,
poorly adapted, or simply not possible
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because clinicians did not understand how
to safely examine or treat an EB-affected
mouth.

HCPs reinforced these challenges, with
several noting that EB-specific needs are
often misunderstood or deprioritised

in generic services. For example, some
described situations where non-specialist
teams attempted standard procedures
that were unsuitable or unsafe for EB

skin, because they did not recognise the
adaptations required. DEBRA's signposting,
advocacy, and explanatory materials (e.g.,
guidance on podiatry, navigating dentistry,
or EB-specific therapeutic needs) help to
build knowledge across wider NHS and
community services, enabling clinicians to
provide safer, more appropriate care that
they would not otherwise be equipped

to deliver.

54



CASE STUDY E: PATH TO DIAGNOSIS AND JOINED-UP EB CARE

Context

Maggie lived for many years with undiagnosed EB simplex.
Without a name for her condition or anyone who understood it,
she tried unsafe home remedies and often struggled to obtain
appropriate dressings. Local services did not recognise EB and
GP support varied. She had spent decades feeling she had no
choice but to “just get on with it.”

Involvement in DEBRA Member Services

Everything changed after Maggie noticed a DEBRA charity shop
and decided to reach out. She got in touch with an EB nurse,
who took her concerns seriously and ensured she was referred
for specialist assessment and genetic testing at Guy’s & St
Thomas'. Since then, she has had regular contact with the EB
nurse, annual podiatry appointments, and clear routes back into
specialist care whenever issues arise.

DEBRA also stepped in when local services created barriers.
They wrote to Maggie’s GP to reinstate clinically appropriate
dressings, ensuring she could finally access products that were
safe and effective. When concerns later arose about Barrett’s
oesophagus, DEBRA contacted the local hospital directly to help
secure the assessments and treatment she needed.
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Outcomes and impacts

For the first time in her life, Maggie feels fully supported by
people who understand EB. She now receives the correct
dressings consistently and knows how to care for her skin and
mouth safely, and has dependable access to specialist advice.

She described a sense of relief that someone could step in on her
behalf when systems didn’t recognise EB needs:

f# Without DEBRAs letter, | would still
be going round in circles. J§

Maggie

DEBRA's advocacy has removed long-standing barriers in primary

and secondary care, shifting her experience from “coping alone”
to receiving coordinated, EB-literate support.

Learnings and actions

m Personalised signposting and EB-specific advocacy are often the
critical first step in securing specialist assessment.

m Template letters for GPs and hospitals protect ongoing access
to appropriate dressings and EB-related investigations.
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5.1.3 Increased awareness of
treatment options

Responses to the Member Survey showed
that members have a stronger awareness
of the support offered by DEBRA among
people living with EB since engagement
with DEBRA Member Services. 55%
reported that their awareness greatly
increased and 28% reported that their
awareness somewhat increased, meaning
that more than 4 out of 5 members have an
increased awareness of DEBRA Member
Services.

72% of respondents living with EB
reported that they agree or strongly agree
that DEBRA helped them get advice on
managing their condition.

Across interviews, DEBRA was consistently
identified as a trusted source of
knowledge, helping individuals and
families understand EB, navigate treatment
options, and evaluate the suitability of
different products, dressings, or routines.
Educational input came through DEBRA's
website resources, events and Members'
Weekend, advice from community support
workers, webinars and guidance developed
in partnership with clinicians, and one-to-
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one conversations with support managers
or EB nurses linked through DEBRA.

People living with EB particularly valued:

m Understanding when symptoms were
EB-related versus not related to EB.

m Information about symptom management
(e.g., dealing with extreme heat).

m Recommendations on footwear, cooling
strategies, and blister management.

HCPs confirmed that DEBRA helps
disseminate EB-specific guidance, such as
wound care guidelines or safe handling

approaches, to non-specialist clinicians,
schools, and local services, information that
these settings would otherwise struggle to
access or may not receive at all.

5.1.4 Positive impact on symptom
management, pain management,
and independence.

As illustrated in Figure 7, just over half of
Member Survey respondents living with
EB (51%) agreed or strongly agreed that
they have experienced positive changes
regarding their pain and discomfort as a

Figure 7: Impact of engagement with DEBRA on symptom management (N=131,
Source: Member Survey conducted by Fortia Insight, Nov 2025)
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result of engagement with DEBRA Member
Services, whereas 33% remained neutral.
Most Member Survey respondents living
with EB (62%) agreed or strongly agreed

that they have experienced positive changes

in their self-care a result of engagement with
DEBRA Member Services.

Interviewees described several ways in
which DEBRA contributed to improved
day-to-day management of EB including
access to appropriate dressings, bandages,
and equipment and advice on managing
infections, blister care, thermoregulation,
and mobility. As well as practical
adaptations that supported independence
at school, work, or home.
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Examples included:

m Children becoming more comfortable
and independent in their daily lives as a
result of tailored equipment funded by
grants.

m Adults managing blistering more
effectively, reducing pain and improving
symptom management.

HCPs also highlighted moments where
DEBRA's involvement prevented avoidable
harm. For example, ensuring safe dressing
access, supporting non-specialist wards
with EB-specific guidance, or facilitating
correct splinting, hand therapy, or skin
care practices.
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5.2 Attribution to DEBRA

Interviewees indicate that DEBRA contributed directly to improved access to specialist healthcare, increased
awareness of treatment options, and strengthened caregiving capacity through several pathways.

i)

Information, signposting and
advocacy that supported access
to specialist EB clinics: Many
people living with EB described
DEBRA as the key actor enabling
them to reach specialist services
when GPs or local clinicians lacked
EB awareness. DEBRA provided
many members with referral letter
templates, information packs

for GPs, and direct guidance on
where to seek help.
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+

Access to specialist knowledge
and understanding of treatment
options: DEBRA's Member
Services enabled members to
understand dressings, creams,
skin care routines, dietetic
considerations and wider treatment
approaches. These contributions
often complemented information
which is not consistently available
through NHS routes.

V;

Emotional support and
reassurance that strengthened
caregiving capacity: DEBRA
provided reassurance to members
during periods of uncertainty and
helped families feel prepared and
supported in navigating healthcare
systems. Several caregivers
explained that DEBRA's involvement
increased their confidence to
advocate effectively or challenge
decisions when needed.
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5.2.1 Did change follow
engagement with DEBRA?

Interviewees consistently described
DEBRA's involvement preceding
improvements in access to healthcare,
understanding of treatment options,

or ability to manage EB day to day. In
many cases, positive changes occurred
immediately after families contacted
DEBRA or received tailored guidance.
Members across all groups clearly
articulated that progress would have been
delayed, or would not have happened at
all, without DEBRA's involvement.

HCPs also confirmed that DEBRA's
involvement often acted as the catalyst
enabling families to enter specialist
pathways, particularly for those with less
severe symptoms of EB or newly diagnosed
cases that might otherwise be overlooked
by the system.
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5.2.2 Alternative explanations

While DEBRA played a central role, some
interviewees also noted other contributing
factors:

m Specialist NHS EB clinicians: Once
members reached specialist EB centres,
these teams provided expertise,
treatment and ongoing monitoring.
These centres are critical to outcomes
around diagnosis, assessment, and
clinical interventions. However, many
families emphasised that they would
not have reached these teams without

DEBRA's support.

m Individual GPs, clinicians or schools: A
minority of interviewees benefited from
proactive GPs, EB aware local clinicians
or supportive school staff. However, this
was a less common finding.

m Family, peer or personal networks: For
a small number, informal networks or
personal clinical knowledge contributed
to understanding treatment options or
navigating systems. These supports were
generally supplementary rather than
primary.

m Self advocacy: Some families reached
services through self advocacy rather
than due to support provided by
DEBRA. However, often even in these
cases, DEBRA often provided crucial
evidence, clarity or confidence needed
to get traction with health systems
lacking EB familiarity.
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5.3 Enablers and barriers

One of the key factors enabling positive health related outcomes includes strong relationships between DEBRA
colleagues and HCPs, enabling joint visits and coordinated care. HCPs highlighted DEBRA's value supporting
overstretched clinical teams and providing continuity for families across various aspects of EB-related support.

However, members also described several barriers to accessing specialist healthcare:

=

Geographical constraints: As with all

other aspects of EB support, access
to EB-specialist healthcare is harder

for those in rural or devolved nations.

Systemic challenges: Relating
to access to healthcare services

including long waiting lists for local
services such as GPs.
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Limited local understanding of EB:
Families reported a lack of understanding
about EB from HCPs including GPs

or local clinicians misdiagnosing or
dismissing symptoms.

h %

Distrust or anxiety about health
services: Past negative experiences, fear
of hospital procedures, and repeated
need to educate professionals all erode
confidence for members.

O
<

Travel burden and cost: Long
distances deter attendance to
specialist centres.

Role clarity: Some HCPs felt there were
blurred boundaries where DEBRA was
perceived as providing clinical advice to
members, calling for clearer delineation
in their roles for members.
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5.4 Unmet needs and suggestions for service improvement

Across stakeholder groups, several unmet needs emerged:

Clearer delineation of DEBRA's role within
the clinical pathway: Families and HCPs
suggested a concise resource outlining
where DEBRA's remit begins and ends, how
DEBRA, GPs, and specialist teams interact,
and what DEBRA can and cannot fund.
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Clearer communication between
DEBRA and clinicians: More

structured referral feedback loops
between DEBRA and clinicians.

Enhanced psychological support:
Families stressed unmet needs around
specialist paediatric psychological care
and early intervention to support children
recognising differences (e.g., age 6-7).
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6

EQUIPPING HEALTHCARE
PROFESSIONALS TO
BETTER SUPPORT

PEOPLE LIVING
WITH EB



DEBRA aims to improve the experience
and quality of care for people

living with EB by increasing HCPs’
understanding of the condition,
strengthening collaboration across

the EB community and supporting
changes in practice that lead to more
coordinated care.

This section draws primarily on interviews
with HCPs, supported by insights from
people living with EB and family members.
It explores the extent to which DEBRA

has improved professional knowledge,
networking and collaboration, and referral
pathways, and identifies remaining gaps
and barriers.
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6.1 Outcomes

6.1.1 Increased knowledge about
the services and support available
for people living with EB

Monitoring data indicates that DEBRA
engaged at least 72 HCPs through
training, webinars, and conferences in
2025, and communicated with a further
114 HCPs through newsletters, guidance
and direct enquiries. These figures
capture only recorded activity; DEBRA
reaches many more professionals through
wider engagement channels such as GP
Continuous Professional Development
(CPD) platforms, clinical publications and
untracked digital resources.

Across HCP interviews, awareness of
DEBRA's work varied considerably. Those
who had engaged with DEBRA through
events, collaboration on clinical guidance,
or use of the website emphasised

that DEBRA was a valuable source of
information for understanding the wider
needs of people living with EB beyond
the clinical presentation. Several clinicians
described using DEBRA's website to
locate resources or to better understand
the family perspective.

However, the level of awareness among
some EB-specialist HCPs as well as
clinicians outside EB-specialist teams
appears inconsistent. Many HCPs
acknowledged that wider NHS colleagues,

[DEBRA's] website | use so often... the guidelines, the
information, the ideas from the family side are so helpful in
providing all-round, holistic care for patients. jJijJ

Interview participant, HCP
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including anaesthetists, surgeons, and
community teams, often lacked EB-specific
knowledge, and DEBRA's resources were
not always known or utilised unless raised
by the family or specialist clinicians.
Multiple families reported needing to
introduce DEBRA to local clinicians,

rather than clinicians signposting

them, highlighting gaps in professional
awareness.

There is therefore some evidence that
DEBRA increases knowledge among
engaged professionals, but limited
evidence (based on available data) that this
knowledge is widespread or consistently
reaches frontline clinicians.

As part of DEBRA's ongoing strategic
planning, the organisation is shifting
towards enabling both members and
professionals to self-serve through
improved online resources, reducing
reliance on DEBRA-led proactive outreach.
Strengthening scalable, self-directed
access to information is therefore expected
to become a core element of DEBRA's
future approach, allowing the charity to
reach a greater number of professionals
with the same level of resource.
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6.1.2 Enhanced collaboration,
networking, and changes in
professional practice

Several HCPs described DEBRA as a
connector within the EB community. This
includes convening multidisciplinary
discussions, offering learning
opportunities, and, in some cases, enabling
international networking. For example,

one clinician explained that participation

in the James Lind Alliance” initiative gave
them opportunities to collaborate with UK
colleagues and researchers. However, these
examples tended to come from already-
engaged clinicians rather than representing
wider systemic change.

Some HCPs highlighted that DEBRA's
events and communications promote
dialogue between clinicians, families, and
researchers, which can help reinforce a
multidisciplinary understanding of EB.

However, collaboration at the clinical
frontline, such as between local NHS teams
and EB specialist centres, appears to be
driven largely by clinical networks rather
than DEBRA Member Services specifically.

Overall, while DEBRA plays a role in
connecting professionals, including
through clinical practice guidance,

insights work and awareness-raising, the
evidence of wider, system-level changes in
collaborative practice from our interviews is
limited. This responsibility sits largely within
NHS structures rather than DEBRA Member
Services specifically.

6.1.3 Changes in practice and
referral pathways

Evidence of direct changes to referral
pathways as a result of DEBRA's work
is modest. A few clinicians described
DEBRA as influencing practice indirectly,

#The James Lind Alliance (JLA) is a UK initiative that brings patients, carers and clinicians together to agree the top research priorities for a specific
condition, ensuring future research focuses on what matters most to those affected. DEBRA helps fund and support EB-related JLA Priority Setting
Partnership activity, enabling HCPs and members of the EB community to contribute to national research priority setting.
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for example by shaping clinical priorities
through research involvement or helping
families navigate referrals. While DEBRA's
information is used by some HCPs to guide
families, there is no strong evidence from
HCPs of widespread formal changes to
referral routes driven by DEBRA.

By contrast, interviews with people living
with EB and parents provided stronger
evidence that DEBRA influenced referral
pathways, for example, by supplying
documentation that helped families during
appointments. Where change occurred,

it was usually because families brought
DEBRA materials to clinicians, rather than
clinicians changing practice independently
as a result of DEBRA.
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CASE STUDY F: COLLABORATION TO SUPPORT FAMILIES

Context

Hilary has spent many years supporting children and families
living with EB. Her role often involves meeting families at
particularly sensitive and challenging moments, from new
diagnoses to complex care needs and, at times, end-of-life care.
She has seen first-hand the lack of EB knowledge outside of
specialist environments. Over the years, she has collaborated
frequently with DEBRA's CST. While her clinical focus remains on
patients’ medical needs, she often relies on DEBRA to help meet
the wider emotional and practical needs that families face during
periods of crisis.

Involvement in DEBRA Member Services

A moment that has stayed with Hilary involved supporting a baby
with severe complications. She conducted the medical assessment
and guided the parents through the symptoms, available options,
and comfort measures. Alongside her, a DEBRA support worker
coordinated psychological support and ensured the family had
access to essential items to reduce pressures at home.

Hilary also contributes to the development of EB best practice
materials, collaborating with clinicians and researchers within
DEBRA's wider networks. Through this work, she has been
exposed to new ideas and international learning on topics such
as neonatal care and wound management. She notes that,
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without DEBRA's coordination, she would not have met many of
the colleagues who are now valued points of contact for sharing
challenges and solutions.

&k we worked really, really well
together to give the best outcome for
the family... she moved mountains to
get the support they needed. BB
Hilary

Hilary also participates in DEBRA's member events, which bring
together clinicians, families and support staff in an informal
setting. These events give her the opportunity to meet families
outside clinical environments and to exchange experiences with
colleagues she rarely encounters during work.

Outcomes and impacts

Through her involvement in guideline development, Hilary has
integrated new techniques and small but meaningful changes
into her everyday practice. For example, finding new, low-cost
approaches to managing infection and itch which were inspired
by discussions with clinicians overseas, now form part of the
advice she gives to families.
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She described DEBRA's clinical resources as:

‘- A kind of Bible for wound care...
they didn’t exist before, and now we
all use them. "

Hilary

Her relationship with DEBRA's support workers has also had a
direct impact on families. Their presence frees her to concentrate
on critical clinical tasks while giving families someone who can
focus on emotional reassurance, financial concerns and practical
logistics. It also means families are supported immediately,
without waiting for multiple agencies to respond.

Learnings and actions

m Close partnership between DEBRA colleagues and clinicians
strengthens coordinated care during emotionally challenging
periods.

m Collaborative guideline development improves practice across
the EB community and fosters valuable professional networks.

m Member events create informal opportunities for clinicians and
families to build trust and share ideas outside clinical settings.

m DEBRA's non-clinical support helps relieve pressure on medical
staff and ensures families feel more consistently held and
supported.



6.1.4 Better integrated and
coordinated care for people living
with EB

There is limited direct evidence of
DEBRA improving broader system-level
coordination between health, education
and social care. HCPs acknowledged the
need for integrated, multidisciplinary
working, and some highlighted that
DEBRA's involvement helps reinforce

a whole-team approach. However,

this reflects professional philosophy
rather than DEBRA-led service change.
Families similarly described systemic
fragmentation, especially outside specialist
centres, indicating that improvements in
coordinated care remain an unmet need.

6.2 Attribution to DEBRA

6.2.1 Did change follow
engagement with DEBRA?

Interviews with HCPs suggest DEBRA
contributed to changes in professional
awareness and collaboration through

the following pathways. Interviewees

who described growth in knowledge,
confidence or collaboration typically linked
this to participation in DEBRA-led activities
such as events, conferences and discussing
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clinical guidance use. Several HCPs stated
that DEBRA played a role in enabling them
to meet colleagues, share expertise and
broaden understanding of EB.

However, the changes reported tended
to be specific to those already heavily
involved in the EB-space and not
broadening EB understanding with

wider HCPs. There was no evidence that
engagement with DEBRA had led to
widespread systemic improvement in
practice or referral pathways. Most changes
were at the level of individual professional
development rather than service
transformation.

6.2.2 Alternative explanations

Overall, while DEBRA contributes to
improved professional knowledge for those
who engage, interviews also pointed to
several alternative or stronger drivers of
changes in professional practice.

m EB-specialist teams (including
dermatology and paediatric teams)
remain the primary source of clinical
guidance, with most changes in practice
driven internally through NHS pathways
rather than by DEBRA Member Services.

m Clinicians often develop expertise
through treating EB patients over time.
Some are connected through research
networks or international groups
independent of DEBRA.

6.3 Enablers and barriers

Members described barriers to
equipping HCPs to better support
people living with EB:

m Across interviews, the most significant
barrier was the low baseline EB
awareness among wider NHS teams,
meaning DEBRA's impact does not yet
reach the clinicians most in need of EB-
specific knowledge, and through whom
the impact would be greatest for those
living with EB.

m HCPs are time and resource
constrained reducing their ability to
engage with DEBRA training, events,
webinars and other services.

m Parents and adults living with EB
frequently introduce DEBRA to
clinicians, rather than clinicians
signposting families to DEBRA,
suggesting a reversed direction
of influence.
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6.4 Unmet needs and suggestions for service improvement

The HCPs interviewed identified several gaps:

o
i dSL

Improved visibility of DEBRA's
professional-facing offer: Clinicians
suggested clearer signposting

of resources, including providing
clinicians who are new to DEBRA

as an organisation with simple
summaries of what DEBRA provides
and how it aligns with clinical
pathways to prevent overlap or
missing DEBRA provided support.
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—

More structured clinical
education: Requests included
short, targeted training
modules for GPs, anaesthetists,
schools and community nurses,
and clearer guidance for new
clinicians less familiar with EB.

More consistent collaboration
with specialist centres: HCPs
emphasised the importance of
integrated working but noted
that current collaboration
depends on personal networks

rather than a formalised structure.
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7

MOST SIGNIFICANT
CHANGE



7.1 Introduction

Most Significant Change (MSC)
approach® is a qualitative method
used to understand the real-world
difference a service makes in people’s
lives. Rather than measuring outputs,
MSC focuses on personal stories

of change: what changed, how

it changed, and why that change
mattered most to the individual.

Through this lens, we gain insight into

the outcomes that members value most,
which in turn inform learning, reflection
and continual service improvement. These
insights also play an important role in
forward planning, supporting decision
making and helping DEBRA prioritise
services that deliver the greatest impact for
members and their families.

In this evaluation, MSC draws on stories
from the Member Survey and in-depth
interviews with people living with EB and
family members where respondents and
participants described their single most
important change, what contributed to
it, and whether that change would have
happened without DEBRA.

®Methodological note: MSC elevates depth over breadth. The stories presented are illustrative examples, not an exhaustive representation
of all member experiences. However, they provide critical insight into where DEBRA's support is driving transformative change.
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These stories reveal the kinds of changes
members see as most meaningful, the
DEBRA activities that enabled them, and
the degree to which these changes would
have happened without DEBRA.

7.2 Key themes from Most
Significant Change stories

Across interviews and survey responses,
most members’ MSC stories related to
three specific areas of DEBRA's Member
Services. These areas consistently emerged
as the ones driving the most significant
changes reported by members.

7.2.1 Access to specialist healthcare
(via advice and referrals)

40% of people living with EB (N=121) and
14% of family members (N=56) attributed
their most significant change to access

to EB specialist healthcare via advice and
referrals. MSC stories frequently described
major improvements after DEBRA
supported members to:

m See the right HCPs who understand EB

m Get referrals or genetic testing arranged
when these had not been offered before
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m Know what questions to ask during
appointments (e.g., for pain and
symptom management)

m Receive support that helped move
things forward when previous attempts
to access care had not been successful.

These changes often led to earlier
detection of risks, safer management of
daily symptoms, and a greater sense of
reassurance.

7.2.2 Emotional and peer support
(including respite and holiday
homes)

13% of people living with EB (N=121) and
11% of family members (N=56) attributed
their most significant change to emotional
and peer support. Interviewees repeatedly
described emotional reassurance as

their most significant change: knowing
someone understands EB, feeling less
alone, and gaining confidence from

peer connection. Members spoke about
DEBRA providing emotional steadiness at
crisis moments (diagnosis, bereavement,
transitions) and the powerful impact of
meeting others with EB for the first time.

For some families, holiday home stays
represented the most significant change
because they offered genuine respite,
space to recover, reconnect, and step away
briefly from the relentless demands of EB.

7.2.3 Social and community events

21% of family members (N=56) and 8% of
members living with EB (N=121) attributed
their most significant change to social
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and community events. MSC stories often
emphasised Members’ Weekend or local
events as life-changing because of the
long-term friendships, daily peer networks,
and sense of belonging they created.

7.3 Attribution

In the Member Survey, over 60% of people
living with EB said their most significant
change would definitely not or probably
not have happened without DEBRA. Over
50% of family members reported the same,

highlighting that without DEBRA their
most significant changes would not have
occurred without DEBRA, emphasising
the importance of DEBRA's role in these
outcomes.

7.4 lllustrative stories

To support reader understanding, the
following five stories are mapped to the four
MSC activity areas identified in section 7.2
as contributing most to significant change.

Mapping MSC stories to DEBRA's Member Services provision

Activity area Relevant MSC
stories

Specialist healthcare B

access

What these stories show (i.e. the most

significant change)

Clinical safety, earlier detection of EB
and related health issues, correct referral
pathways, increased independence

Emotional, peer support A, Cand D
and respite

Reduced isolation, ability to cope at crisis
points, increased confidence, reduced
emotional / mental health strain

Social and community A
events

Deep sense of community belonging and
sustained peer networks
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7.4.1 Story A

Context

A member, who has lived
with EB since childhood,
explained that the most
significant change in her life
has been the meaningful
friendships she formed

through DEBRA in-person
events. Although other
children during childhood
also had EB, differences in
severity meant she often felt
misunderstood and isolated.
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Change

Attending DEBRA Member’s
Weekends enabled her to
form a close-knit friendship
group with other women
living with EB. They now
communicate very frequently,
almost daily, sharing
emotional support, humour,
and EB-specific advice. She
emphasised that in-person
events allowed her to form
deeper connections in
comparison to online calls.

Why It Matters

These friendships significantly
reduced her sense of
isolation and helped her feel
understood for the first time.
She sees DEBRA's role in
organising events as essential,
providing connection she
could not develop alone. She
noted that individuals with

EB often lack the time or
capacity to organise meetups
themselves, making DEBRA's
role in facilitating these
gatherings essential.
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7.4.2 Story B

Context

A member had lived with
EB for years but previous
to DEBRA only received
care from local providers
with limited EB expertise.
Specialist reviews were not
part of his routine care,
leaving complex risks, such
as skin cancer, undetected.
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Change

DEBRA encouraged and
supported him to register
with an EB specialist centre.
During their annual review,
clinicians identified an early-
stage skin cancer. Immediate
treatment followed,
supported by ongoing
reassurance and practical
guidance from DEBRA.

Why It Matters

This change was life-saving.
The member stated they
“might never have been
aware” of the cancer
without DEBRA. Beyond
clinical impact, he described
the emotional relief of

finally receiving care
from professionals who
understood EB.
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7.4.3 Story C

Context

Two days after giving

birth, a mother learned her
newborn had EB. With no
previous knowledge of EB
and no local support, she felt
overwhelmed and scared.
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Change

A DEBRA support worker
contacted her, offering
immediate reassurance,
information, and practical
guidance. The support worker
helped her understand her
son'’s condition, signposted
resources, and provided
emotional support during a
period of stress. Over time,
DEBRA also assisted with
grants, silk bodysuits, and
ongoing advice.

Why It Matters

She described this as a turning
point, saying it was “like a ray
of light.” The significance of
this change lies not only in the

physical support but in the
emotional support it provided
at a critical moment. The
parent believes that without
DEBRA's early intervention,
she would have felt completely
alone, struggling to cope with
fear and uncertainty. Instead,
she found hope, clarity, and
someone in her corner from
the very beginning.
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7.4.4 Story D

Context

A member who has lived

with EB since birth described
spending most of their life
managing the condition
entirely on their own. Growing
up, EB was rarely recognised,
and they had no access to an
EB community or specialist
advice. They learned to
self-manage and “just
accepted it”, but the lack of
peer connection meant they
never felt understood or part
of a wider community. They
only discovered DEBRA later
in adulthood through online
research, at a point when they
finally had space in their life to
explore support networks.
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Change

After engaging with DEBRA,
the member began taking
part in working groups,
reviewing information
materials, and joining virtual
meetings. These opportunities
connected them with others
who understood EB and
allowed them to contribute
their lived experience in a
meaningful way. They describe
feeling “less isolated”,
gaining “a sense of hope”,
and developing renewed
motivation to support others
with EB. Through involvement
opportunities, they developed
greater confidence and a
stronger sense of identity
within the EB community.

Why It Matters

For this member, the

most significant change is
emotional: moving from
decades of isolation to finally
feeling valued, connected,
and part of a community.
DEBRA helped them build
meaningful relationships,
find purpose, and recognise
that their lived experience
has real value. This shift.
from being alone with EB

to feeling recognised and
included, represents a lasting
transformation in their
wellbeing.




7.5 Impact and implications
for forward planning

Collectively, these stories show that
DEBRA's Member Services provide far
more than practical assistance, they deliver
life-changing outcomes across emotional,
social, and clinical domains. The MSC
evidence clearly shows that DEBRA's
support is not only valued but essential and
life-transformative for many members.

This section provides clear findings to
indicate that these three areas currently
generate the most significant changes
for members and families involved in this
evaluation’s data collection.

It is important to note however, that MSC
stories also show that these high-impact
areas often rely on complementary forms
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of support. For example, offering grants to
fund transport to EB-specialist healthcare
clinics alongside signposting and referrals
to specialist healthcare access. Alternatively
providing opportunities for members to
meet and communicate through their
advocacy and research work as well as
through Members’ Weekend and other
events. These elements act as enablers that
make the transformative changes possible
or as supplementary support services.

Looking ahead, DEBRA's strategy should:

m Strengthen and invest in the three
highest-impact areas, and

m Supplement them with other services
that have evidenced impact earlier in
the report, ensuring members receive
coordinated, holistic support.
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8

EXPENDITURE
MAPPING



This section summarises the
expenditure associated with delivering
DEBRA's Member Services and

how these relate to the outcomes
evidenced throughout the evaluation.
The purpose of the cost mapping is not
to produce a formal value-for-money
assessment, but to provide a clear
view of how resources are used across
different service areas, and to highlight
where patterns of investment align
with the strongest evidence of impact.

The analysis uses DEBRA's internal cost and
activity data for 2025 and includes DEBRA
colleague time (from the CST, Member
Services and Marketing-Communications),
direct delivery expenditure (venue hire,
grants, travel, materials), overheads, and
other expenditure. For several activities,

it is possible to calculate a cost-per-unit
metric. For others, particularly where
activities combine multiple types of
contact (e.g., community engagement), a
comparable unit rate cannot be produced.
In those cases, the section reports on
volumes and cost patterns rather than
cost efficiency. A detailed table of all
expenditure is included in Appendix E.
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8.1 Breakdown of expenditure

Figure 8 illustrates the breakdown of total
DEBRA Member Services expenditure
(£1,009,953.72) by category. Community
and emotional support accounts for the
largest share of total cost, with heavy
expenditure associated with the Members'
Weekend. Financial and practical support

represents the next largest share, driven
by grants. The remaining Member Services
activities together account for 27% of
overall expenditure.

The following unit-cost figures should
be interpreted as indicators of delivery
cost, not as measures of relative value,
cost-effectiveness, or impact.

Figure 8: DEBRA Member Services expenditure by category (Source: DEBRA, 2025)

£15,325.54

£62,581.20

£71,115.20

£397,747.69

£124,416.92

£338,767.16

Community and emotional support

Financial and other practical support

Healthcare and specialist support
Marcomms Team Time

Engagement / Involvement work

EB Community Voice - Education,
information, advocacy and awareness
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8.1.1 Community and emotional
support

Figure 9 shows that Member holiday homes
(£139,501) and the Members' Weekend
(£116,615) constitute the two largest areas of
spend within this category. Other activities
represent smaller proportions of spend.

Summary of unit costs:

m Online events: £207.67 per event (91%
DEBRA colleague expenditure).

m Local events: £541.25 per event (68%
DEBRA colleague, 14% travel, and 18%
other).

m Regional events: £7,830.05 per event
(53% DEBRA colleague, 40% venue hire,
remainder materials / other).

m Members’ Weekend: £322.14 per
attendee based on 362 attendees. The
event also generated £49,474.86 in
income.

m No unit-cost calculations are available
for holiday home stays, member benefits
and wellbeing activities, and community
engagement contacts.
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Figure 9: Community and emotional support expenditure (Source: DEBRA, 2025)
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8.1.2 Financial and practical
support

Figure 10 shows that grants account for
the majority of spend in this category (64%),
followed by CST activity delivered directly
to members.

Summary of unit costs:

m Cost per grant awarded: £338.89 per
grant including grant value and DEBRA
colleague time.

m Benefits, financial advice and
signposting: £66.54 per case.

m Education and employment support:
£59.20 per case.

8.1.3 Healthcare and specialist
support

Figure 11 illustrates that most expenditure
(95%) in this category relates to EB
community support delivered through
enhanced healthcare provision, including
Clinical Practice Guideline (CPG) work,
nursing contracts, GP module, and
specialist contract management.
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Figure 10: Financial and other practical support expenditure (Source: DEBRA, 2025
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Figure 11: Healthcare and specialist support expenditure (Source: DEBRA, 2025)
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8.1.4 EB community voice

Figure 12 shows that 98% of spending
in this category relates to information,
best practice and resources shared with
members.

8.2 Key insights and value for
money

This section assesses DEBRA's Member
Services expenditure in relation to the
strength of outcome evidence presented
earlier in the report. It highlights where
Member Services appear to generate
strong value for members, and where this
may not be the case.

8.2.1 Services where the cost is high
and the outcome evidence is strong

Across the evaluation, several Member
Services require substantial investment
whilst also generating high-impact.

m Members’ Weekend (£322.14 per
attendee): This is one of DEBRA's most
resource intensive activities yet is also
one of the most consistently high impact
support areas. Members attribute
Members’ Weekend to improvements
in mental-health, sense of belonging,
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Figure 12: EB community voice expenditure (Source: DEBRA, 2025)
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emotional wellbeing, and building long
term relationships. These outcomes are
unique to this event and unavailable
through other support routes. The
income it generates strengthens its
position as a justified high cost service.

m Holiday homes (738 guests, 1,193
nights, 73.55% occupancy): While
unit-costs cannot yet be calculated,
there is clear and consistent evidence
that holiday homes provide essential
respite to families who receive little or
no alternative support. These contribute
to reduced emotional strain at critical
times and offer EB-suitable environments
unavailable through mainstream settings.

DEBRA expenditure

m Healthcare navigation and access to
EB-literate care: This work involves
moderate DEBRA colleague expenditure
and contributes directly to some of the
strongest outcomes in the evaluation,
including earlier EB detection, safer care
provision, and improved confidence
managing EB. Members repeatedly
reported that they would not know how to
access specialist EB care without DEBRA.

m Grants (£269.49 per award): Grants
represent a significant portion of
DEBRA's overall spend. Although grant
size and purpose vary, they commonly
facilitate mobility, comfort, heating/
cooling and access to healthcare.

83



Members described these supports

as removing practical barriers and
improving day-to-day life. However, the
evaluation shows that grants are less
consistently transformative than the
three most impactful service areas. They
appeared infrequently in MSC stories,
and feedback suggests they function
best as enablers, strengthening or
supporting other changes rather than
generating major impact on their own.

8.2.2 Services where the cost is
lower and outcome evidence is
strong

These represent excellent value for
DEBRA, combining low delivery cost with
evidenced impact.

m Benefits, financial advice and
signposting (£66.54 per case): This is
a low-cost, high-outcome service with
strong, consistent impact evidence.
Members reported reduced stress,
increased financial stability and improved
ability to manage essential expenditure.
Generic advice services often lack
EB-specific understanding, meaning
DEBRA fills an important gap.
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m Education and employment
support (£59.20 per case): This
support helps members navigate
schools and workplaces and
advocate for adjustments. The
evidence for educational outcomes
is reasonably strong; evidence for
employment-related outcomes is
present but less frequent.

m Online events (£207.67 per event):
These events provide low-cost ways to
reduce isolation and share EB-specific
information. Even with relatively low
sign-up numbers, they complement
in-person events and importantly reach
members who cannot travel or live very
far from in-person events.

8.2.3 Services where cost is high
and outcome evidence is weaker

Regional events, introduced only in 2025,
are comparatively resource-intensive
(£7,830.05 per event), largely due to venue
hire costs, meaning they are much more
expensive than local and online events.
Although 112 members attended these
events in their first year, there is currently
very limited evidence of impact in either

survey responses or interviews. This is
likely influenced by the events’ early
stage of rollout: unlike long-established
activities such as Members’ Weekend,
regional events have not yet had
sufficient time to build strong awareness
or engagement within the wider
membership.

As these events are still new, low reported
impact likely reflects limited awareness
and early-stage engagement rather than
lack of value. DEBRA should continue to
give regional events some time to embed,
supported by regular and well-targeted
communications to build awareness.
Ongoing testing of members’ awareness,
and, for those who attend, the impacts
experienced, will help determine their
longer-term effectiveness. If evidence
remains limited after a period of increased
visibility and monitoring, DEBRA may
then consider reshaping or streamlining
the model to improve alignment between
cost and impact.
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8.2.4 Lower cost enabling activities
that underpin broader outcomes

m Local events (£541.25 per event): These
support ongoing community cohesion
and help maintain connection between
members. Evidence shows modest
but positive impact; these are best
understood as enabling elements within
the wider support system.

m Clinician reach: Only 2% of EB
Community Voice spend reached GPs,
EB clinicians, dermatologists or other
healthcare professionals. This is striking
given that the evaluation found that,
when occurring, access to EB-literate
healthcare to be one of the strongest
and most transformative outcomes,
and poor clinician understanding one
of members' biggest barriers. When
members did access EB-specialist care,
outcomes were significantly better,
including earlier detection and safer
management. Current clinician-facing
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expenditure is therefore possibly too
limited to shift these systemic barriers.
Expanding clinician engagement
expenditure could substantially amplify
DEBRA's overall impact and reduce
pressure on Member Services teams.

8.3 Reflections

The cost mapping suggests that DEBRAs
resources are largely concentrated in areas
that members credit with the greatest
emotional, social and practical change.
Lower-cost services such as benefits advice
and education/employment support deliver
strong value and higher-cost services such
as the Members’ Weekend and holiday
homes deliver unique forms of impact that
members cannot access elsewhere and
therefore remain strategically important.
We have identified areas where cost
appears high relative to the strength of
evidence available, which may benefit from
reduced provision or redesign.
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9

LESSONS
LEARNED AND
RECOMMENDATIONS




9.1 Lessons learned

This section summarises the key lessons
identified through the evaluation, based
on the findings identified in the previous
report sections.

9.1.1 What difference did DEBRA's
Member Services make to people
living with EB and their families
across the main outcome areas?

m Emotional wellbeing improved
for many members, as evidenced
in interviews and survey responses.
Members frequently described feeling
less alone, less anxious, and more
reassured after engaging with DEBRA.
Emotional support, check-ins and
access to people who understand EB
consistently stood out as contributors to
improved wellbeing.

m Members felt more connected to the EB
community, with many reporting forming
new friendships, joining peer networks,
and feeling “part of something” for the
first time in their lives. Events, involvement
activities, and support from the CST were
central to this outcome.
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m Many members had improved access
to specialist healthcare as a result of
engagement with DEBRA's Member
Services. DEBRA played a key role
in helping members reach clinicians
who understood EB, secure referrals,
prepare for appointments, and
understand their treatment options.
Members often reported increased
confidence in managing their condition
as a result.

m Practical improvements helped
make day-to-day life living with
EB easier. DEBRA support with
benefits, education, and daily practical
challenges made a meaningful
difference for many members.

m Many members reported through
interviews and survey responses,
feeling increased confidence and
independence. Members reported
feeling more capable of managing
symptoms, navigating healthcare, and
speaking up for themselves, in which
support from DEBRA's Member Services
played a key role in enabling.

m Families described experiencing
reduced stress and a greater ability
to cope. Parent and carer feedback
highlighted that DEBRA's support
helped reduce strain and give families
the practical tools and reassurance to
manage EB-related responsibilities.

These changes were seen consistently
across the Member Survey responses,
interviews, and MSC stories, with the
strongest evidence base around emotional
wellbeing, community connection,
improved healthcare access, and
reduced isolation.

9.1.2 Which of these changes did
members attribute specifically

to DEBRA, rather than to other
sources of support?

Most members clearly stated that their
most significant change would not have
happened without DEBRA, especially
evident in MSC survey responses where
people directly reflected on DEBRA's role.
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Strong attribution: Emotional
support and community connection
were most strongly linked to DEBRA
alone. Members almost always
described these changes as uniquely
driven by DEBRA's Member Services
because equivalent support was not
available elsewhere.

Strong attribution: Access to
EB-specialist healthcare was also
frequently attributed to DEBRA's
involvement and support. Members
often said they did not know where
to go, what to ask for, or how to
navigate the system without DEBRA's
guidance.

Some attribution: Members
suggested some improvements,
particularly confidence,
understanding of EB, and feeling
part of a community, were described
as "directly because of DEBRA.”
There was little indication in the data
of alternative organisations reliably
providing these outcomes.
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W Weaker attribution: While some
members did describe practical
improvements (e.g., financial or
equipment-based) as enabled by
DEBRA, attribution was more varied
and the evidence base here was
weaker than for emotional, peer, and
healthcare-related outcomes.

9.1.3 Which DEBRA services or
activities contributed most to the
positive changes experienced by
members?

The evaluation found three service areas
with the most consistent, widespread
evidence of impact:

m Support to access specialist EB
healthcare — Advice, referrals, help
preparing for appointments, and
navigating clinical pathways were
frequently cited as having the biggest
impact.

m Emotional, peer support and respite
— Check-ins with the CST, Involvement
Network opportunities, informal

engagement, and the chance to speak
with someone who understands EB
were central to many members’ most
significant changes. Families described
holiday homes as crucial for rest and
recovery during intense and stressful
periods.

m Social and community events
— In-person activities, including
Members' Weekend, were identified
as transformative because of the
friendships, confidence, and sense of
belonging they created.

Across the evaluation, these areas
emerged consistently and repeatedly,
not from isolated accounts, but from
converging evidence across interviews,
survey data, and MSC stories. Other
services were also valued but had a
smaller or more varied evidence base in
terms of impact.
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9.1.4 To what extent did DEBRA
help members overcome barriers
they could not have overcome
alone?

m DEBRA colleagues frequently supported

m Members described practical barriers,

such as travel, cost, and navigating
benefits, that DEBRA helped reduce.
This was particularly evident for parents
of children with EB and those with

members with navigating the healthcare
system where EB expertise is more
limited. Many members faced challenges
such as long waits, unclear pathways, lack
of clinician knowledge, and uncertainty
about where to get specialist advice.
DEBRA helped overcome these barriers
through information, advocacy, referrals
and preparation.

Members often lacked the confidence or
knowledge needed to access the right
support. DEBRA filled these gaps by
helping people understand their options,
their rights, and the kinds of support
available within health, social care, and
education systems.

Feelings of isolation emerged as one

of the most prevalent barriers. DEBRA
helped members overcome social,
emotional, financial, and psychological
barriers to connection by offering routes
into community involvement and peer
relationships.

IMPACT EVALUATION OF DEBRA'S MEMBER SERVICES

higher-severity EB types.

m Some barriers were harder for DEBRA
to overcome. These included limited EB
specialist availability in parts of the UK,
the pace of NHS processes, and individual
capacity to engage, though DEBRA still
played a helpful mitigating role.

9.1.5 Which groups of members
benefited most or least from
DEBRA's support, and what
explains these differences?

Stronger benefit: Members with
more severe symptoms of EB, or with
additional, complex healthcare needs,
often experienced the largest benefits.

Stronger benefit: Parents and carers
consistently highlighted strong
benefits. They reported reduced
stress, better understanding of EB,
and improved confidence in caring
roles, partly because DEBRA supports
both the parent and child.

Stronger benefit: Members who
engaged in multiple different types
of DEBRA services tended to report
stronger changes. The evaluation
showed that outcomes compounded
when emotional support, specialist
healthcare support, and community
connection were accessed together.

Stronger benefit: Members living

in regions with limited EB specialist
provision sometimes benefited

more from DEBRA's navigation and
advocacy. The evaluation suggests
DEBRA played an especially
important role where local healthcare
understanding was low.

W Weaker benefit: Some groups may

have benefited less, but evidence

is limited. For example, members
with less severe symptoms of EB, or
those who engaged only lightly with
services, sometimes reported fewer
or smaller changes. However, the
evidence here was not strong enough
to draw firm conclusions.
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There is no robust evidence of systematic
inequity in who benefits, though variation
was observed based on EB severity,

level of engagement, and access to local
healthcare expertise.

9.1.6 How do the costs of
delivering DEBRA's Member
Services align with the outcomes
achieved?

The expenditure mapping assessment
shows that DEBRA's investment in Member
Services generally aligns well with the

areas where members experience the
strongest outcomes. Several higher-cost
services provide substantial and unique
benefits. The Members’ Weekend, while
resource-intensive, consistently delivers
some of the strongest emotional, social,
and wellbeing outcomes, including reduced
isolation, greater confidence, and long-term
peer relationships. Holiday homes also
represent a significant investment but offer
vital respite and EB-suitable environments
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that families cannot access elsewhere.
Activities that improve access to EB-literate
healthcare create strong impact, directly
contributing to earlier detection of EB, safer
care, and greater confidence for members
in managing EB.

Lower-cost services such as benefits
advice, financial guidance, and education
support offer excellent value for money.
These activities require comparatively low
resource but deliver clear and consistent
improvements in financial stability, reduced
stress, and practical problem-solving for
members. Online events also represent

a low-cost way to strengthen community
connection for those unable to travel.

Some areas appear less cost-efficient.
Regional events, which are significantly
more expensive than local or online
formats, show weaker and less consistent
evidence of meaningful impact, suggesting
opportunities to streamline or redesign.
Meanwhile, activities aimed at reaching

healthcare professionals represent

only a small proportion of expenditure,
despite the strong influence that clinician
knowledge has on member outcomes.

9.2 Recommendations

The following recommendations outline
practical, evidence-based actions for
DEBRA to consider as part of ongoing
strategic and operational planning.
Evidence indicates that these have the
potential to strengthen its Member
Services by building on areas of high
impact, addressing identified gaps, and
improving support for members.

To support implementation, most of the
recommendations are accompanied by a
brief indication of how progress could be
evidenced. These measures are designed
to help DEBRA understand whether
changes implemented are improving
member experience, strengthening
service delivery, and addressing the gaps
identified through this review.
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9.2.1 Strengthening community connection and reducing isolation

Recommendation: DEBRA should continue
to invest in and strengthen the services that
foster community belonging, particularly
Members’ Weekend and online peer
groups, ensuring they remain accessible,
well publicised, and responsive to diverse
member needs

Rationale: These services consistently reduce
isolation and build belonging, with Members'’
Weekend often providing first-ever peer
contact and online groups sustaining day-to-
day support. Given high reported isolation
before engagement, continued investment in
these core community-building mechanisms is
strongly evidence-based.

Measurement of success: Consistent

or increasing attendance at Members'
Weekend and online peer groups, with
post-event surveys and CST follow-up
calls showing most respondents
reporting a stronger sense of connection
and feeling welcome at these events.

Recommendation: DEBRA should continue
developing the regional events, ensuring
they are given time to embed whilst
improving promotion and checking regularly
whether members know about them and
what impact they have. If, after this period,
the evidence of impact is still limited,
DEBRA should look at adapting delivery to
reduce costs.

Rationale: Regional events are costly and,
because they were only introduced in 2025,
there is currently limited evidence of their
impact. This likely reflects low awareness
rather than low value, so stronger promotion
and ongoing monitoring are needed before
deciding whether changes to the delivery
model are necessary.

Measurement of success: Rising
awareness of regional events during CST
check-ins and increased participation
year-on-year, including a visible rise

in first-time DEBRA event attendees
recorded in event data.

Recommendation: DEBRA should assess
future marketing and communications
materials to ensure they reflect the full
diversity of the EB community, including
adults, those with less severe symptoms or
less visible EB, and individuals with rarer
forms, so that members feel represented
and able to see themselves in DEBRA's offer.
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Rationale: Members with less severe symptoms
or less visible EB frequently reported feeling
that DEBRA “was not for them”, often

citing imagery focused on children or more
severe symptoms of EB. More inclusive
representation would strengthen belonging,
increase engagement, and ensure DEBRA's
communications align with its commitment to
support everyone living with EB.

Measurement of success: Internal audits
of DEBRA marketing and communication
materials show broader representation
across EB types, ages, and experiences,
alongside members reporting in surveys
or the Involvement Network that they
feel more accurately represented in
marketing and communications’ imagery
and messaging.
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9.2.2 Enhancing events and engagement pathways across the member journey

Recommendation: DEBRA should
strengthen and adapt its provision for
teenagers and young adults by offering
more informal, peer-led online and in-person
opportunities, clearly communicating when
sessions are casual rather than webinar-style,
and enhancing support for key life transitions
through youth-appropriate formats.

Rationale: Young people valued DEBRA's
support but often hesitated to join sessions
that appeared overly formal or misaligned
with their needs. Clearer messaging and
more informal, peer-centred provision could
increase engagement and confidence.

Measurement of success: Young people
feedback that sessions feel appropriately
informal, relevant, and age- / life-stage
specific, and through an increase in
attendance and repeat participation at
youth-focused events compared with
previous years.

Recommendation: DEBRA should assess
current messaging and ensure future
communications are inclusive of members
who have previously found EB-related
spaces difficult to engage with due to past
sigma associated with EB, such as the use
of language that acknowledges diverse
experiences and respects different levels of
comfort with community engagement.

Rationale: Some members described feeling
uneasy in EB-related settings because of past
stigma or difficult early experiences, even
though they valued DEBRA's support. More
sensitive, reassuring messaging could help
acknowledge these feelings and validates
different levels of comfort could help reduce
barriers to engagement.

Measurement of success: Updated
communications demonstrating clearer,
more sensitive language, and in members
feeding back (via the Involvement
Network or surveys) that DEBRA's tone
feels more inclusive.

Recommendation: DEBRA should develop
more varied engagement for long-standing
adult members, ensuring that follow-up
events differ meaningfully from first-time
experiences and offer ongoing relevance
through refreshed formats, themes, or
peer-led opportunities.
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Rationale: Some long-standing members felt
later events less relevant once they had built
initial knowledge and connections. While
DEBRA already involves members in planning
and co-designing events, continuing to
refresh formats and themes will help maintain
relevance over time and ensure repeat
attendees continue to feel engaged.

Measurement of success: Long-standing
members reporting that follow-up events
continue to provide new, useful content,
alongside annual event calendars showing
meaningful variation in session themes,
formats, and peer-led opportunities.
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9.2.3 Improving access to specialist healthcare

Recommendation: DEBRA should produce
a brief, accessible guideline / resource
clarifying its clinical and non clinical roles for
members and NHS teams.

Rationale: Members and clinicians described
uncertainty about DEBRA's full remit. A clear,
shareable document would set expectations,
prevent role confusion, support effective
collaboration and help NHS teams understand
where DEBRA complements, rather than
replaces, clinical responsibilities.

Measurement of success: Guideline
published, widely shared with
members and HCPs, and accessible on
the website. Verbal feedback indicating
clearer understanding of when to
contact DEBRA versus NHS teams.

Recommendation: DEBRA should establish
clearer and more structured communication
pathways with clinicians, including consistent
referral feedback loops and more formalised
collaboration with specialist centres.

Rationale: Clinicians highlighted that
collaboration currently relies on personal
networks rather than formal processes, leading to
variability in communication. Structured feedback
loops would improve coordination, reduce
missed information, and strengthen integrated
working across clinical and support services.

Measurement of success: Qualitative
feedback from members and
clinicians indicating improved clarity
and consistency of communication
following referrals or care escalations.

Recommendation: DEBRA should enhance
the visibility of its professional-facing

offer, including through the ongoing
improvements to the website, by providing
clinicians, specifically those new to EB

or unfamiliar with DEBRA, with clear,
accessible summaries of available resources
and how these align with clinical pathways.
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Rationale: HCPs reported difficulty locating or
understanding the sheer volume of DEBRA's
resources, and some were unaware of the
support available. Clearer signposting and
introductory materials would ensure clinicians
can engage with DEBRA efficiently, avoid gaps
or duplication, and better support families.

Measurement of success: Increased
web traffic to HCP-facing pages,

higher download rates of professional
resources, and greater attendance

at HCP training events, alongside
clinicians reporting improved awareness
of DEBRA's professional offer.
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9.2.4 Strengthening mental health and emotional wellbeing support

Recommendation: DEBRA should Rationale: Although mental health support is
increase the visibility and clarity of mental  available, several members were unaware of the
health support pathways®, including offer or unsure how to access it, contributing
access to EB-informed counselling. to low uptake. Clearer communication across

events, digital channels and CST interactions
would help ensure timely support for anxiety,
stress and emotional strain associated with EB.

¢DEBRA's previous mental health platform contract ended in May 2025, and the new support offer launched in December 2025. As this was introduced
after the survey and interview period, some members may not yet have been aware of it. During the transition, ongoing support was provided through
CST contact and referrals to counselling where appropriate.
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Measurement of success: Members
reporting that they know how to

access counselling or mental health
support, supported by an increase in
referrals and uptake compared with the
previous year.
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9.2.5 Strengthening financial and practical support

Recommendation: DEBRA should
strengthen its benefits navigation offer

by developing clear self-serve guidance
packs, including evidence checklists, sample
letters and step-by-step instructions, while
continuing to provide tailored CST support
for complex DLA, PIP and Blue Badge
applications, assessments and tribunals.

Rationale: Benefits processes are complex and
stressful, and many members only succeeded with
DEBRA's hands-on support. Clear, structured resources
would enable more members to manage applications
independently, reduce administrative pressure and
help ensure families secure essential entitlements that
underpin stability and day-to-day wellbeing.

Measurement of success:
Members describing greater
confidence navigating DLA, PIP,
and Blue Badge processes during
CST conversations with lower
proportion of requests for support
for straightforward applications as
self-serve resources improve.

Recommendation: DEBRA should develop
a dedicated Northern Ireland information
pathway, providing clear guidance on
benefits routes, local contacts, and the
respective roles of DEBRA UK and DEBRA
Ireland in funding, signposting and grant
provision, to ensure members can easily

understand and access the support available.

Rationale: Members in Northern Ireland face unique
structural barriers due to the split between DEBRA

UK and DEBRA Ireland. A tailored and specific guide
would prevent gaps in access, reduce confusion around
eligibility and responsibilities, and ensure members
understand the full range of entitlements and support
pathways available to them.

Measurement of success:
Northern Ireland members
reporting clearer understanding
of which organisation provides
which support, evidenced during
CST check-in calls.

Recommendation: DEBRA should

review how its financial support offer

is communicated, ensuring messaging
clearly states that grants are available to
all members with EB, regardless of severity
or financial circumstance, and that seeking
support is not contingent on being “worse
off” than others.
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Rationale: Several members, particularly those with

less severe symptoms of EB or who felt financially

secure, hesitated to apply for grants due to stigma,
misconceptions about eligibility, or concerns about
taking resources from others. These perceptions appear
influenced partly by wider DEBRA communications that
highlight more visible forms of EB for fundraising. Clearer,
more inclusive messaging, including routinely showcasing
the breadth of grants approved, would help reduce
self-exclusion and ensure equitable access to support.

Measurement of success:
Member feedback indicating
improved understanding of
grant eligibility and reduced
perceptions that support is only
for those who are “worse off".
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9.2.6 Life-stage tailoring and inclusive representation

Recommendation: DEBRA should
consider strengthening age-specific and
identity-sensitive engagement to ensure
all members, including teenagers, young
adults, those with less severe symptoms
of EB, and long-standing adults, see
themselves represented.

Rationale: Certain groups reported feeling
“in between"” or under-represented in events
and imagery. Tailored formats and broader
representation would support equitable
participation and sustained engagement
across the EB community.

9.2.7 Improving system navigation and cross-sector coordination

Recommendation: DEBRA should
consider developing more structured
communication loops with NHS
clinicians while maintaining clear
non-clinical boundaries.
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Rationale: Families and clinicians described
inconsistent communication after referrals

or care escalations. Structured feedback
mechanisms would support continuity, reduce
duplication, and help deliver more joined-up
care without blurring roles.

Measurement of success: Content
reviews demonstrating more diverse
representation of age groups, EB
types and non-visible symptoms, and
in members noting stronger personal
recognition in DEBRA's materials.

Measurement of success: Member
and clinician feedback indicating
clearer understanding of DEBRA's role
versus NHS responsibilities. Reduced
reports of confusion or duplication in
communication following referrals or
care escalation, captured through CST
conversations or qualitative feedback.
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GLOSSARY

Definitions of key terms and acronyms used in the report.

Key terms and acronyms

Attribution

Blue Badge

Community Support Team (CST)

Customer Relationship
Management System (CRM)

DEBRA Member Services
Disability Living Allowance (DLA)
EB community

Education, Health and Care
Plan (EHCP)

Epidermolysis Bullosa (EB)

Definitions
The process of identifying and assigning specific outcomes or impacts to particular research activities.

Badge provided by local councils in the UK that helps people with disabilities or health conditions park
closer to their destination.

A DEBRA team providing welfare check-in calls, practical advice, and emotional support to members
and families.

A set of integrated technologies used to document, track and manage an organisation’s relationships
and interactions with existing and potential members / customers.

The suite of services offered by DEBRA, including financial grants, specialist healthcare referrals,
emotional support, holiday home stays, peer support networks, and events.

A benefit for people who need extra care and support in their daily lives.
Individuals living with Epidermolysis Bullosa (EB), their families, carers, HCPs, and organizations
supporting EB.

A legal document in England outlining the support a child with special educational needs requires.

EB is a group of rare disorders with many genetic and symptomatic variations. It comprises four main
types — EB simplex (EBS), junctional EB (JEB), dystrophic EB (DEB), and Kindler EB (KEB), with more than
30 subtypes. All types of EB are characterised by fragility of the skin and mucous membranes that blister
and tear from mechanical friction or trauma.
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Key terms and acronyms

Fortia Insight

General Practitioner (GP)

Healthcare Professionals (HCPs)
Holiday Home

Involvement Network

James Lind Alliance

Local Authority

Members' Weekend

Mixed methods research

Monitoring and Evaluation (M&E)
Framework

Most Significant Change (MSC)

National Health Service (NHS)

Definitions

A UK-based independent research and consulting firm, part of the RSK Group, which undertook this
evaluation.

A doctor specialising in general medical practice, providing comprehensive, continuous care and
managing a wide range of health conditions.

Members of the medical, dental, pharmacy, nursing and allied health professions, including those who
may administer, prescribe, recommend or supply medicines.

DEBRA's subsidised holiday accommodation for families affected by EB.

A DEBRA initiative enabling members to shape services and advocacy through feedback and
participation.

A UK initiative, coordinated and funded by the National Institute for Health and Care Research (NIHR),
that brings people affected by a condition and HCPs to agree the top research priorities for that
condition.

A public body responsible for delivering local services, governance, and planning within a defined area
of the UK.

An annual DEBRA event designed to bring together people living with EB and their families for social
connection, peer support, and shared experiences.

An approach that combines quantitative and qualitative data collection and analysis within a single studly.

A structured and systematic tool used in project management and program implementation to assess
performance.

A participatory approach in which personal accounts of change are collected, analysed and used to
identify and understand the most significant outcomes and why they occurred.

A publicly funded healthcare system of the United Kingdom, providing universal access to health services.
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Key terms and acronyms

Personal Independence Payment
(PIP)

Podiatry

Process Tracing

Thermoregulation

Theory of Change (ToC)

Whizz-Kidz

Definitions

A UK benefit for people under State Pension age who need with daily living or mobility due to a
long-term health condition or disability.

A medical specialty focused on diagnosing and treating conditions affecting the foot, ankle, and
lower leg.

s a case-based and theory-driven method for causal inference that applies specific types of tests to
assess the strength of evidence.

The process by which the body maintains a stable core temperature by balancing heat production and
heat loss.

A framework outlining DEBRA's intended outcomes and the pathways through which its activities lead to
those outcomes, including assumptions and enabling factors.

The UK leading charity supporting wheelchair users up to 25 years old.
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