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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 

Q3 2025 (Jul-Sep)

DEBRA Quarterly Update

Member Services/Research

In September we were delighted to tell our members about a new mouth spray that could help 
reduce some of the symptoms of EB in the mouth.

The new spray called NoriZite™ was developed with funding from DEBRA by a team at the 
University of Birmingham led by Professor Liam Grover. 

NoriZite is an anti-virus spray created to help protect people from Covid and other viral 
infections. It also offers potential relief from EB symptoms in the mouths of adults and children 
over 12 years old. It does this in the following ways:

1.	 by sticking to surfaces inside the mouth and providing lubrication during eating and talking. 
The spray can reduce friction and avoid blisters and wounds occurring in the first place.

2.	by stopping some cells in the mouth from becoming a type of cell that creates scar tissue.

3.	by reducing the formation of the protein fibres that create scars.

At DEBRA we cannot recommend specific products. We can however raise awareness of 
products available over the counter that our members may choose to try. 

One EB family has shared their experience of using the NoriZite spray for their son who has 
recessive dystrophic EB:

“Our son has been using NoriZite for over 6 months. Our experiences have been consistently 
positive. The spray has a pleasant minty taste and is easy to use. Our son takes the spray before 
eating, to prevent lesions caused by chewing movements, and before brushing his teeth as it 
makes dental care more pleasant and less painful. When he has acute wounds in the oral cavity 
it reduces pain and can promote faster healing, and before 
he goes to bed it helps prevent dry mouth and provides a 
protective film overnight.

Our personal impression is that the spray causes fewer 
lesions in the mouth. And if lesions do occur, they usually 
heal faster and less painfully. Other people with EB from our 
circle of acquaintances have also told us about their positive 
experiences with this mouth spray”.

For more information about NoriZite, please click here.

https://www.debra.org.uk/fighting-eb-pain-mouth-spray/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q3-update-25
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The third quarter of the year has been a busy one for our fundraising teams with major 
events taking place across the country which have raised much-needed awareness of EB 
and vital funding for the charity. 

An evening with Sir Alex Ferguson and Graeme Souness
In July, two football icons came together in support of DEBRA and the EB community. 

The evening with Sir Alex Ferguson and our Vice President, Graeme Souness CBE, was held at 
Manchester’s Hilton Hotel and was kindly supported by our corporate partner, Peninsula Services 
Group, and The Sporting Club.

Joining Sir Alex and Graeme 
were numerous legends of the 
game including Martin O’Neill. 
We’re very grateful to all our 
guests who joined us on the 
night, and to DEBRA member 
and Ambassador, Lucy Beal, who 
spoke passionately about the 
impact EB has had on her life.  
The event raised £225,000.

DEBRA Fest
Also in July, the third annual DEBRA Fest took place in Montrose, Scotland. 

Organised by DEBRA’s Laura Forsyth, whose cousin, Adana, sadly passed away from EB, this 
year’s event was the biggest and best yet and attracted what seemed like most of the town! 

Thank you to all the local businesses who supported the event, the attendees who gave so 
generously, and to the volunteers (all 70 of them!), without whom events like this simply 
wouldn’t happen.

Fundraising
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Great Chef’s Dinner
Right at the end of the quarter came our 10th annual Great Chef’s Dinner. 

This year’s event was once again led by world-renowned Chef and DEBRA Ambassador, Michel 
Roux, who was joined by 3 Michelin star award winning chef, Clare Smyth. Michel and Clare with 
the support of the amazing culinary team at The Langham delivered another gastronomic treat 
for all our guests.

The 2025 edition of Great Chef’s Dinner raised a huge £240k and over the 10 years that the event 
has been going, more than £1m has now been raised to support the EB community. 

Not only do these events raise money they also help raise awareness of EB, and we reserve 
special thanks to DEBRA members, Grace Fincham and Lucy Beal who both spoke at this year’s 
Great Chef’s Dinner. 

To find out more about DEBRA events, please click here.

Fundraising

Going the extra mile for EB
We are constantly surprised and in awe of the lengths that our 
supporters will go to in order to stop the pain of EB. 

One such supporter is Haydn Hertz.

Haydn is aware of the daily challenges that people living with EB face 
through his friendship with Grace Fincham, who has EB. Her strength 
inspired him to take on an epic fundraising challenge in 2025, one that 
would involve him taking on a physical challenge every day…. for a whole 
year! Yes, once a day, every day, even Christmas Day, wherever he is in 
the world! Haydn will be cross-training for at least an hour every day to 
help raise funds for DEBRA and the EB community. 

To date Haydn has raised over £4.5k! What incredible commitment. 
Haydn has a few more months to go before he completes his epic 
challenge so there is still time to sponsor him. You can do so by 
clicking here.

https://www.debra.org.uk/events/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q3-update-25

https://www.justgiving.com/page/haydn-hertz365daychallenge
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As part of our ongoing objective to raise wider awareness of 
EB, DEBRA members were active in the media this last quarter 
spreading the word about the condition and the work we do to 
support the EB community.

The warmer summer months are always particularly challenging 
for people with EB, and this year was no different with record 
summer temperatures recorded. This did however present 
a good opportunity to shine a light on EB in the media this 
summer. DEBRA member and Ambassador, Vie Portland, and 
DEBRA member and Trustee, Carly Fields and daughter, Naomi, 
participated in a series of radio interviews in July. They shared 
with listeners how the summer heat can worsen the daily 
struggles they face due to EB, from increased skin fragility to the 
need for constant cooling and extra care.

Then in September, DEBRA members Anna Ritchie and her 
daughter Jasmine were on live TV with an interview on ITV’s 
Good Morning Britian where they spoke about how EB impacts 
their daily lives. They also spoke about the epic fundraising 
challenge that Anna and Jasmine’s granddad, Frank, are taking 
on as part of a DEBRA team climbing Mount Kilimanjaro this 
October.

Generating wider awareness and understanding of EB is 
important. EB is a rare condition and despite the increased media 
exposure we have received in recent years, awareness of both EB 
and DEBRA is still low and so we are very grateful to members 
like Vie, Carly, Naomi, Anna, and Jasmine who are willing to 
speak publicly about their lived experiences of EB. With more 
awareness and understanding of EB we hope this brings more 
support, support that we need to achieve our vision of a world 
where no one suffers with EB.

To listen to the EB in the summer radio interviews,  
please click here.

To watch the Anna and Jasmine’s interview on Good Morning 
Britain, please click here. And if you would like to support Anna and Jasmine in raising funds for 
DEBRA, there is still time, you can donate here.

Media

https://www.debra.org.uk/summer-challenges-for-eb/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q3-update-25

https://www.debra.org.uk/anna-jasmine-good-morning-britain/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q3-update-25

https://donate.giveasyoulive.com/fundraising/climbing-for-a-cure
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Influencer collaboration
In September we trialled the first of what we plan to be a 
longer-term programme of influencer partnerships to support 
our retail, fundraising, and general awareness ambitions.

For this first retail focused initiative, we partnered with leading 
influencer, Charity Shop Girl, Jen Graham, a self-confessed 
professional rummager who is well-known to viewers of ITV’s 
This Morning due to her semi-regular segment on second hand 
shopping.

Jen, who has almost 200k social media followers, visited our 
Poynton store in September to document her experience and 
share her top picks from the hundreds of pre-loved gems she 
perused in store.

As part of the agreement Jen shared a series of posts and reels 
from her visit with her many followers thus helping to spread 
the word about the charity and the amazing bargains that can 
be found in our 80+ stores located across the UK and online via 
our eBay store.

Classic Car Boot Sale
Our retail function plays a vital role in raising the funding we need to be able to support the 
EB community today and tomorrow. We are however operating in a challenging economic 
environment and so we’re constantly looking at innovative ways to connect with new customers. 
Once such opportunity we recently explored was the Classic Car Boot Sale in Kings Cross, 
Central London.  

The boot sale, which took place at the end of September, was the capital’s largest vintage event 
and a great opportunity to not only showcase a curated collection of pre-loved vintage fashion 
and homeware but also another great opportunity to raise awareness of EB, DEBRA, and what 
we do. 

Following this successful first trial we plan to explore similar opportunities in 2026.

To discover pre-loved gems in a DEBRA store near you, please use our store finder.

Retail

https://www.debra.org.uk/shop-finder/?utm_medium=referral&utm_source=digital-doc&utm_campaign=q3-update-25
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Board Changes 
Effective from October 1 we have a new Chair of Trustees. Carly 
Fields, who has been a DEBRA trustee since 2019, succeeds Jim 
Irvine in this important role. 

On her appointment as Chair of Trustees, Carly said:

“Today I take on the most important role of my life. I have six years 
maximum to truly make a difference to those living with EB, that 
includes my amazing daughter. We have made great progress 
to-date, but now is the time to truly transform and identify life-
changing treatments to improve the quality of life of everyone 
impacted by EB”.

We would like to congratulate Carly on her appointment and as a 
Board of Trustees we commit to do whatever we can to ensure we achieve our shared goals. We 
would also like to express our sincere thanks to Jim Irvine for everything that he has done for the 
EB community in his 25+ year association with DEBRA.

Other recent changes to the DEBRA Board of Trustees include Simone Bunting taking on 
additional responsibilities as Co-Vice Chair of Trustees alongside her existing role as Chair of the 
Nominations and Governance Committee. We are also delighted to be able to welcome Sandrine 
Letellier as a new Trustee.

We wish Simone and Sandrine the very best in their new roles at DEBRA.

Carly Fields

Simone Bunting Sandrine Letellier

DEBRA
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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.


