
A charity registered in England and Wales (1084958) and Scotland (SC039654). 
Company limited by guarantee registered in England and Wales (4118259).

DEBRA
Quarterly Update

Q1 2025
(January – March 2025)



A charity registered in England and Wales (1084958) and Scotland (SC039654). 
Company limited by guarantee registered in England and Wales (4118259).

It is crucial that healthcare professionals (HCPs), particularly GPs, can recognise the 
symptoms of all forms of EB so that they can correctly diagnose the condition and ensure 
that as many people with EB as possible are referred to the specialist EB healthcare 
services that are available to them through the NHS. 

To help improve awareness and understanding of EB with GPs, we have developed an EB 
CPD (continuous professional development) module which is hosted on the NB Medical 
platform, a leading primary care educator. The module launched in early March and to date 
over 200 HCPs have accessed it. We are also currently developing an equivalent module to 
sit on the NHS e-learning platforms, and we will promote this and the NB Medical module 
through paid LinkedIn advertising to encourage more HCPs to take the module and thus 
learn about EB. 

We are also attending key conferences and networks of HCPs and researchers to help 
raise awareness of EB and the community’s needs, and we will continue to maximise 
opportunities to bring EB to the public’s attention through activities like the 2025 swim 
challenge, more on that later!

In the latest DEBRA UK Quarterly Update, our Board of Trustees provide an update 
on the key activities undertaken in the last quarter, and of the progress we are 
making on our journey to a world where no one suffers with EB. Feedback on the 
Quarterly Update is very welcome, please email debra@debra.org.uk 

Q1 2025 (Jan-Mar)

DEBRA Quarterly Update

EB Insights Study

11 There is a need for improved awareness and understanding of EB

What it told us and what we’re doing about it
In 2023 we undertook our largest EB insights study; over 200 people with different types of 
EB, over 100 carers, 50 dermatologists, and 100 GPs contributed to the study. 

The study identified 7 key issues that the EB community told us had the greatest impact on 
them. Please click here to read the insight summary.

Below is an update on how we are addressing these issues.

https://www.debra.org.uk/wp-content/uploads/2024/10/EB-insights-study-summary-report.pdf?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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Our EB Community Support Team is well versed in disability benefits and money matters 
and are on hand to support any members struggling with the financial burden of EB. 

The team can help members access any benefits they may be entitled to and assist with 
disability benefit applications or appeals.

As well as offering help with finance and benefits, the team can also signpost to funding 
options, or grant-giving organisations, and DEBRA members can apply for support 
grants which can cover a range of items, including travel and accommodation costs 
associated with attending EB healthcare appointments, contributions towards discounted 
stays in our holiday homes, and specialist products that can help alleviate EB symptoms.

In 2024 we awarded 552 support grants to our members worth £144,653; this was a 
30% increase in the number and a 37% increase in the value of support grants awarded 
compared to 2023.

For support with money matters please click here.

22

33

There is a geographical imbalance of EB healthcare

The cost-of-living crisis is exacerbating the 
financial burden of living with EB

Where you live in the UK can determine how far you must travel to access some vital EB 
healthcare services. We know from talking to our members that some face long, arduous 
journeys to attend their EB healthcare appointments and often these require overnight 
stays which only adds to the financial burden. We have and will continue to raise this 
issue both with the team responsible for the commissioned EB healthcare service and 
with politicians. 

We are not a healthcare provider, but we do provide a range of support services for the 
EB community that can help improve their quality of life. To ensure that as many of our 
members as possible can access these services we have increased the size of our EB 
Community Support team so that we can deliver nationwide coverage. We have also 
extended our programme of in person and online EB events (last year there were 52 
opportunities to participate in a DEBRA event), so that wherever you live in the UK there 
is an opportunity to connect with us, and with other members of the EB community and 
with EB professionals.

https://www.debra.org.uk/get-support/eb-support-and-resources/money-matters/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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•	 Providing our members with access to 24/7 
online mental wellbeing support through 
TogetherAll

•	 Providing funding for mental health 
research/resource development

•	 Extending the operating hours of our 
dedicated EB Information and Enquiries 
line, which is a new phone service for 
people living with EB and EB healthcare 
professionals offering information, practical, 
financial and emotional support, guidance 
and advocacy for every stage of life with EB. 
The phone line is available Monday-Friday 
9am-5pm. Ring 01344 577689 or  
01344 771961 (select option 1)

•	 Increasing the number of events and thus 
opportunities for our members to connect 
with each other, with members of our 
EB Community Support Team and EB 
professionals, which we know has a positive 
impact on mental health. These include our 
Men’s Group meetup sessions, our Health 
& Research webinars, our Member Connect 
pitstops, plus a programme of in person 
events including outreach clinics and our 
popular annual Member’s Weekend. Find out 
more about our EB community events here

•	 Establishing a UK community page on the 
global EB Connect social collaboration 
platform which enables the EB community 
to connect with each other 

•	 Consulting with our members and clinical 
psychologists at Great Ormond Street 
Hospital (EB paediatric service) and Solihull 
Hospital (EB adult service) to get their input 
into the development of EB information 
and resources covering mental health and 
wellbeing for the new DEBRA website. This 
information, which includes content for all 
ages and life stages, is available here 
 

•	 Working closely with the NHS EB healthcare 
teams and EB clinical psychologists to 
ensure our members can access the support 
they need. We also support those members 
who have a need for regular, local mental 
health counselling through the provision of 
support grants

•	 Partnering with Professor Andrew Thomas 
from the Cardiff University School of 
Psychology to develop a mental wellbeing 
toolkit specifically for parents of children 
with EB. For more information about this 
project, please click here

•	 Creating involvement opportunities, like 
the Guardians of EverBright comic project, 
which enabled our younger members 
to come together and build positive 
relationships that help improve mental 
wellbeing. To request a copy of the comic or 
the Debra the Zebra story book, please click 
here

•	 Extending our holiday home offer, offering 
our members more choice and opportunities 
for vital respite to support their physical and 
mental wellbeing. To find out more about 
DEBRA holiday homes, please click here

•	 Providing emotional support and practical 
help for families/members receiving end 
of life care, and for parents and siblings 
of newborns. To access support from the 
DEBRA EB Community Support Team, 
please click here

•	 Sharing member’s stories through activities 
like the Unseen Scars Appeal which help 
generate awareness and understanding of 
both the physical and mental health impact 
of EB. To read our member’s stories, please 
click here

We are also seeking to establish partnerships 
with other companies and organisations to 
help up improve the level of mental health 
support that is available for our members.

44 The current mental health provision for 
EB patients/carers is inadequate

Improved mental health support for people directly affected by EB, both patients and carers, 
is at the centre of our campaigning activities, and we have already flagged this need with 
the NHS Commissioner and with the Department for Health and Social Care. However, we 
understand that the EB community can’t wait and so we have already put in place several 
initiatives to help support our members with their mental wellbeing, including:

https://www.debra.org.uk/get-support/eb-support-and-resources/peer-support-events/member-events/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25

https://www.debra.org.uk/get-support/eb-support-and-resources/peer-support-events/eb-connect/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25

https://www.debra.org.uk/get-support/eb-support-and-resources/emotional-wellbeing/eb-support-for-emotional-wellbeing/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25

https://www.debra.org.uk/eb-research/eb-research-projects/wellbeing-toolkit-for-eb-parents/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25

https://forms.office.com/pages/responsepage.aspx?id=KqsUzSTOKU-MaTx4uqUOXruEWm4V0gFDqZV1P7KbxYxURjNFTjY4VjFHTVZUNTk1VEE4NUlOSkkxSC4u&origin=lprLink&route=shorturl
https://forms.office.com/pages/responsepage.aspx?id=KqsUzSTOKU-MaTx4uqUOXruEWm4V0gFDqZV1P7KbxYxURjNFTjY4VjFHTVZUNTk1VEE4NUlOSkkxSC4u&origin=lprLink&route=shorturl
 https://www.debra.org.uk/get-support/eb-support-and-resources/debra-holiday-homes/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25

https://www.debra.org.uk/get-support/eb-support-and-resources/about-eb-debra-uk/eb-community-support-team/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25

https://www.debra.org.uk/category/blog/eb-stories/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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To address this need we have strengthened our EB Community Support Team to enable 
us to provide nationwide coverage and, through hybrid working, we have been able 
to increase the level of on-line support we can offer our members, whilst still offering 
home visits when they are needed.

We have also extended our programme of member events, which creates more 
opportunity for interaction with the team, and we have extended the operating hours of 
our EB Information & Enquiries line to ensure that there is always a member of the team 
on hand to support our members.

55
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EB patients/carers want treatment 
recommendations from other EB patients

EB patients/carers want effective treatments as a priority

EB patients want more interaction with DEBRA’s Community Support Team

To support this, we have focused on creating as many opportunities as possible for our 
members to connect with each other. Last year we ran more events, both in person and 
online, than ever before, and we will continue to expand our member events programme 
in 2025. We will also continue to explore opportunities for members to connect virtually 
alongside the current UK page on global EB social collaboration platform, EB Connect.

Securing effective treatments for every form of EB is one of our key objectives and 
through initiatives like the EB Insights Study and the James Lind Alliance (JLA) study, 
where the global EB community has identified their top priorities for research into 
effective management of EB, we are ensuring that our research plan is fully in-line with 
the needs of people living with EB. 

Thanks to funding secured through the 2023 DEBRA swim challenge we commenced our 
drug repurposing journey, which seeks to repurpose drugs which are already successfully 
treating other inflammatory skin conditions so that they can benefit people living with 
EB too. Two EB clinical trials have commenced however there are another 38 drugs that 
we need to clinically test. Securing the funding to enable us to test these drugs remains 
at the centre of our fundraising strategy.
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JLA Priority Setting Study 
During the quarter, prioritisation workshops took place for dystrophic (DEB), junctional (JEB), 
and EB simplex (EBS). All were well attended with great participation and contribution from 
members of the global EB community.

The objective of these workshops was to review the lists of questions from the two surveys 
completed earlier this year.  The workshop participants shared their knowledge and experiences 
of EB which will help decide the final top 10 unanswered questions about EB, ranked in priority 
order, which will ultimately help shape our future EB research strategy.

We aim to share the results of the JLA study at our House of Commons and Scottish Government 
receptions in June.

HRH Duchess of Edinburgh meets DEBRA members 
On Monday, 24 March, DEBRA had the privilege of welcoming our Royal Patron, HRH Duchess of 
Edinburgh GCVO, to a special event for our West Midlands members at the Hotel Du Vin in central 
Birmingham.

Her Royal Highness took the time to meet with around 50 of our members, enjoying tea and 
conversation as they shared their personal connections to DEBRA and their experiences of living 
with EB. It was a meaningful opportunity for the Duchess to hear first-hand about the challenges and 
triumphs our members face daily.

The afternoon also saw Her Royal Highness engage with healthcare professionals from Solihull and 
Birmingham Women’s and Children’s hospitals.

A heart-warming moment of the day came when some of our younger DEBRA members presented 
the Duchess with thoughtful gifts, a gesture that was greatly 
appreciated by Her Royal Highness.

As always, this Members Connect event provided an opportunity 
for members to reconnect with each other and DEBRA, 
while also offering a chance for members to strengthen and 
renew friendships with one another in a friendly and informal 
atmosphere.

We would like to extend our heartfelt thanks to all our guests for 
joining us, and especially to our Royal Patron for her continued 
dedication and support for DEBRA and the EB community.

Member Services
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New members guide 
The brand-new ‘Complete Guide to DEBRA membership’ landed with members in early April. 
This comprehensive printed guidebook provides a summary of all the support services and 
benefits that are available to our members through our free DEBRA membership scheme. The 
guide also provides an overview of support services that are available to members through 
other organisations, and it includes resources to help members raise awareness of EB at school, 
with employers, and with healthcare professionals.

The guide was developed with significant input from our members and a copy has been sent to 
every member household. We hope it will help ensure that members get the most out of their 
DEBRA membership and that it helps attract new members of the EB community to join us. 

We would like to thank Peninsula Group and Bullen Healthcare who both sponsored the guide. 

To find out more about the new Member’s Guide and to read the digital version,  
please click here.

Member Services

https://www.debra.org.uk/debra-membership-guide/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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Impact reports 
After publishing our EBS impact report last year, we marked Rare Disease Day 2025 by launching 
new EB impact reports for DEB, and JEB and Kindler EB (KEB).

These reports summarise the many ways in which we specifically support people living with these 
types of EB. They also highlight the research projects we’re funding related to these EB types.

The objective of the impact reports is to encourage members to access the full support services 
and resources that are available to them through their DEBRA membership. We will also be 
promoting these reports more widely to help encourage other people in the EB community who 
aren’t already DEBRA members to sign up so that they can access any support they may need 
too.

To read our impact reports, please click here.

Member Services

https://www.debra.org.uk/eb-research/our-research-impact/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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New Trustees

During the quarter we welcomed three new Trustees to our Board. 

Gareth Jones, Katy Hinchcliffe, and Laura Briggs KC, join our existing Trustees on the DEBRA 
Board, and bring with them relevant experience from their difference backgrounds plus 
unique skills that will support the Board’s decision-making process ensuring we make the right 
decisions to best support the needs of our members.

To find out more about our Trustee Board, please click here.

DEBRA

https://www.debra.org.uk/get-support/eb-support-and-resources/about-eb-debra-uk/about-debra-uk-eb-charity/our-people/our-trustee-board/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25



A charity registered in England and Wales (1084958) and Scotland (SC039654). 
Company limited by guarantee registered in England and Wales (4118259).

Mike Tindall MBE, lunch
In February we held our first sporting lunch with rugby legend Mike Tindall MBE which raised 
a fantastic £51,000 towards our BE the difference for EB appeal.

The event featuring guest speaker, England rugby world-cup winner, Mike Tindall MBE, 
was held at the fabulous M Restaurant in London, and was hosted by multi-award-winning 
journalist, author, broadcaster and founder of The Sporting Club, Ian Stafford.

A big thank you to Mike, Ian and all the team at M Restaurant for putting on such an 
enjoyable and successful event all in support of the EB community.

Events like these are hugely important as they help raise awareness of EB and the funding 
which enables us to provide EB community support services and continue to invest in EB 
research. 

For more information about our events, please click here.

Fundraising

https://www.debra.org.uk/events/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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Swim challenge 2025
DEBRA Vice President, Graeme Souness CBE, was joined by DEBRA member, Isla Grist, and 
our ambassador, Dr Anna Martinez on the BBC Breakfast couch in early April to announce the 
launch of Graeme’s latest fundraising challenge, which will see him and a team of six swim the 
English Channel, there and back to raise awareness of EB and vital funds for EB community 
support and research. Over two days Graeme and Isla conducted many interviews across 
national and regional TV, radio and press raising vital awareness of EB and new funding.

Commenting on his latest challenge, Graeme said “I come from a world where they talk about 
strong characters, but what Isla and others go through every day is another level, it is beyond 
belief. EB is such a cruel condition, there is no respite from it, which is why we must do more 
to help improve their quality of life”.

Graeme and the team are due to take to the water in early May, weather and tide dependent. 
For more information about the challenge and for opportunities to get involved, please visit 
DEBRA Swim Challenge 2025

Fundraising

https://www.debra.org.uk/ways-to-donate/challenge-2025/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q1-update-25
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DEBRA provides life-long care and support to the EB 
community and funds pioneering research with the 
objective of securing effective treatments for every 
type of EB. We make a difference today and strive to 
create a better tomorrow.

Together we will BE the difference for EB.


