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The problem

Vulval lichen sclerosus (LS) is a chronic 
progressive skin condition thought to 

affect 1 in 100 women.

Often people don’t know much about it, 
even healthcare professionals. This 
leaves people struggling without a 

diagnosis, proper treatment, or good 
knowledge about their condition.



Signs and symptoms:
• Itching
• Painful sex
• Pain, soreness, burning
• Pale, white, or ashy patches
• Feeling of dryness
• Change in sensation
• Pain when going to the toilet
• Disturbed stream when urinating

The problem

Listen to Clare’s story 
on BBC 5 Live



Mixed methods research to 
understand lived experience

Missed opportunities for diagnosis

Missed opportunities for education

A need for information and tools for self-
management and living with vulval lichen 

sclerosus in the long term



Mixed methods research to 
understand lived experience

Assembled dermatologists 
and patient contributors

Co-wrote text and created animated 
videos explaining e.g. vulval anatomy, 

how to use treatment. 

Surveyed a large online support group 
(n=609) to refine topics and format

Launched on LS Awareness Day 2025

Coproducing an online information 
resource about vulval lichen sclerosus



Launched 17th January 2025





Videos



Resources



Successes

“I came across this website by chance and it 
has taken away the fear. My mind now says I 

can deal with it.” - Survey respondent

>137,000 views on the website since launch 
(January), from over 50 countries.

85% of patients say they feel more 
confident managing their condition 

because of the LS Guide (n=111).



Promotion and getting it into clinical practice



Next steps

Optimisation and evaluation, expand to other groups

Continue embedding into clinical practice



Thank you!
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