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2 July 2025

08 :30 09:00 Registration

09:00 09:40 Research Update: Neurocutaneous syndromes and epilepsy Stéphane Auvin Paris, France

09:40 10:20 Research Update: Inflammation in rare
autoinflammatory/autoimmune diseases: Lessons from skin

Fabrizio
Debenedetti

Rome, Itatly

10:20 10:50 Break

10:50 11:10 Communication: Pregnancy and family planning: a publication
of the patient transversal group

Marie-Claude
Boiteux

Skin ePAG

11:10 11:20 Short Communication: Loss of autonomy in BP patients Saskia Oro Paris, France

11:20 11:45 Communication: Genetic testing in genodermatoses Aude Beyens Gent, Belgium

11:45 12:10 Communication: Capillary malformation-arteriovenous
malformation syndrome and neurological risk

Marta Ivars Barcelona, Spain

12:10 12:20 Clinical case: Case series of lichen planus-mucous membrane
pemphigoid

Mariam Deriouch Rouen, France

12:20 12:30 Clinical case: SAPHO syndrome in monozygotic twin Teresa Oranges Florence, Italy

12:30 13:45 Lunch Break

13:45 14:10 Communication: Syndromic hidradenitis suppurativa Angelo Marzano Milan, Italy

14:10 14:20 Clinical case: Late puberty and induction on EB patients Giulia Rodaris Milan, Italy

14:20 14:30 Clinical case: IRF6 patients Nicolas Peschel Erlangen, Germany

14:30 14:40
Clinical case: Characterizing Hereditary Mucoepithelial
Dysplasia: Evidence from Two Clinical Cases

Valentina 
Ruffo di Calabria

Florence, Italy 
Paris, France

14:40 15:10 Break

15:10 15:20
Clinical case: Long-read sequencing cracks unsolved cases
and further improves genome diagnostics in Epidermolysis
Bullosa

Agnes Grutters
Groningen, 
Netherlands

15:20 15:30
Clinical case: The use of dupixent in patients with
hyperkeratotic bullous pemphigoid Dario Didona Rome, Italy

15:30 15:40 Clinical case: Skin barrier abnormalities in KRT10-epidermal
differentiation disorder (epidermolytic ichthyosis)

Thomas Trafoier Innsbruck, Austria

15:40 15:50 Clinical case: A case of TEN in patient with IgA nephropathy Edita Marvanova Brno, Czech Republic

15:50 16:00
Clinical case: Bullous pemphigoid occurring during
cemiplimab treatment for squamous cell carcinoma arising
from hidradenitis suppurativa

Réka Palatka Debrecen, Hungary

16:00 17:00 On going scientific projects by ERN-Skin « Big Groups » Chairs 4 x15mn (60 mn)

17:00 17:45 Quizz/voting proposed by each sub-thematic group 9x5mn (45mn)

17:45 End Day-1



08 :30 09:00 Registration

09:00 09:40 Research Update: Update on NF1 and Legius syndrome Eric Légius Leuven, Belgium

09:40 10:20
Research Update: Matrix alterations and their impact in
the 'Mendelian Connective Tissue Disorders’ Laurent Debelle Reims, France

10:20 10:40
*Rising star*: PPK - the role of SERPINB8 and
SERPINA12 Evelina Brandt Helsinki, Finland

10:40 11:10 Break

11:10 11:30
*Rising star*: Inflammation in Dystrophic Epidermolysis
Bullosa

Meropi
Karakioulaki

Freiburg,
Germany

11:30 11:50
*Rising star*: Proteomic analysis of cytokines involved in
MMP in comparison with BP and healthy donors Bilal Tedbirt Rouen, France

11:50 12:00 Clinical case: Artesunate treatment in JEB Sophie Sinz Salzburg, Austria

12:00 12:10 Clinical case: CALM multiple with LZTR1 gene mutation Julie Terrasson Leuven, Belgium

12:10 12:20
Clinical case: Efficacy and safety of dupilumab in Hailey-
Hailey disease: a multicentre retrospective French
cohort study

Maela 
Severino- Freire Toulouse, France

12:20 12:30
Clinical case: Lichen planus like presentation of X-linked
lymphoproliferative disorder Katia Henostroza Barcelone, Spain

12:30 12:40
Clinical case: Ulcerative cholitis and severe pemphigus-
like in a child: a therapeutic challenge? Anne Welfringer Paris, France

12:40 12:45
World Congress on Rare Skin Diseases 2026 in 3 words
Take home message & next meetings

Christine
Bodemer

Paris, France

12:45 End Day-2

© ERN-Skin - 2025 - www.ern-skin.eu

3 July 2025



Event 
Location
Imagine Institute, 
24 Bd du Montparnasse, 
75015 Paris, France.

4 Metro stations
Duroc (Lines 10 and 13)
Sèvres-Lecourbe (Line 6)
Pasteur (Lines 6 and 12)
Falguière (Line 12)

6 Bus lines
Lines 28, 70, 82, 86, 89, and 92 
Duroc or Hôpital Enfants Malades stop

How to get to the event by public transport?
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