2024 ERN-Skin Board Meeting: Program

Q Institut Imagine, 24 boulevard du Montparnasse, 75014, Paris, France.

24-25th October, 2024

October 24th

13:00 - 14:00

14:00 - 15:30

14:00 - 14:20

14:20 - 14:35

14:35 - 14:45

14:45 - 14:55

14:55 - 15:00

15:00 - 15:05

15:05-15:15

15:15-15:25

15:25-15:30

15:30 - 16:00
16:00 - 17:30

17:30 - 17:45
17:45 -19:15

19:45 - 21:30

Registration
Board meeting - Plenary session

What happened since the last board meeting? - Christine Bodemer, Catherine
Champseix, Marie Guillou, Fanny Morice-Picard

Skin ePAG - Marie-Claude Boiteux

Patient Satisfaction Survey - Julia Neveu, Vesta Kucinskiene
ERRAS - Valérie Déprez

CPMS 2.0 - Julia Neveu

Monitoring - Marie Guillou, Julia Neveu

Training - An example of e-patient education programme: our experience in e-
patient’s education program in auto immune bullous skin diseases, Pascal Joly

Communication tools - Hanae Jaali Chabor
2023-2027 - Christine Bodemer

Picture - Break - Poster

4 parallel sessions:
o 3 parallel workshops to learn how to use ERRAS, CPMS2.0, Spot App
 Executive committee meeting (only for the chairs of the thematic groups
+ 2 Skin ePag representatives)

ERRAS
CPMS 2.0
Spot App

Executive committee meeting (for the chairs of the thematic groups + 2 Skin
ePag representatives)

Break - Poster - Spot App demonstration

4 parallel sessions
o Meetings of 3 thematic groups
o Spot App demonstration

IPPK - Ichthyosis & Palmoplantar Keratoderma
AIBD - Autoimmune bullous diseases
DNA - Cutaneous diseases related to DNA Repair Disorders & photosensitivity

Spot App demonstration

Restaurant L’Authentique
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167 rue de Vaugirard,
75015 Paris



October 25th

08:00 - 08:30

08:30 - 11:30

10:00

10:00 - 11:30

11:30 - 12:00

12:00 - 13:00

Registration

2*4 parallel sessions
o Meetings of 6 thematic groups
e Spot App demonstration

ToxiTEN - Severe cutaneous drug reactions (starts at 9:00)

ED - Ectodermal Dysplasias including Incontinentia Pigmenti and p63-
associated disorders

ALLOCATE - Hidradenitis suppurativa - PAPA, PAPASH, PASH, PASS, SAPHO
- Behget, Degos

Spot App demonstration
Open tea & coffee

EB - Inherited Epidermolysis Bullosa and skin fragility syndromes - Darier,
Hailey-Hailey

MOSAIC - Cutaneous Mosaic Disorders - Nevi & Nevoid Skin Disorders and
Complex Vascular Malformations and vascular Tumours

MCTD - Mendelian Causes of Connective Tissue Disorders
Spot App demonstration
Break - Poster - Spot App demonstration

5 parallel sessions
o Meetings of the 4 ERN-Skin large groups
o Spot App demonstration

Genodermatoses 1 (EB+IPPK)

- Inherited Epidermolysis Bullosa and skin fragility syndromes - Darier, Hailey-
Hailey

- Ichthyosis & Palmoplantar Keratoderma

Allocate

- Hidradenitis suppurativa

- PAPA, PAPASH, PASH, PASS, SAPHO
- Behget

- Degos

Genodermatoses 2 (MOSAIC+MCTD+ED+DNA-Albinism)

- Ectodermal Dysplasias including Incontinentia Pigmenti and p63-associated
disorders

- Mendelian Causes of Connective Tissue Disorders Cutaneous

- Mosaic Disorders - Nevi & Nevoid Skin Disorders and Complex Vascular
Malformations and vascular Tumours

- Cutaneous diseases related to DNA Repair Disorders & photosensitivity

AIBD + ToxiTEN
- Autoimmune bullous diseases
- Severe cutaneous drug reactions

Spot App demonstration
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13:00 - 14:00 Lunch Imagine - Foyer

14:00 - 14:45 Feedback of the ERN-Skin large groups - Plenary session Imagine - Auditorium
14:00 Genodermatoses 1 (EB+IPPK)

14:10 Allocate

14:20 Genodermatoses 2 (MOSAIC+MCTD+ED+DNA-Albinism)

14:30 AIBD + ToxiTEN

14:45 -16:00 Interactive puzzling /educative clinical cases open to all - Plenary session Imagine - Auditorium

9 clinical cases (5 minutes presentation + 2 minutes questions) / 1 by each
ERN-Skin thematic group

14:45 Immunotherapy for SCC in severe dystrophic EB: a case report, Laura Trefzer
and Cristina Has

14:53 Blistering eruption to pembrolizumab: a challenging diagnosis, Letitia
Teodora Nastase and Saskia Oro

15:01 A disease that's less rare than it seems, Alexis Lefebvre and Pascal Joly

15:09 Unusual presentation of capillary malformation-arteriovenous malformations
syndrome, Dario D'Urso and Suzanne Pasmans

15:17 A case of syndromic hidradenitis suppurativa, Anne-Sophie Sarkis and
Véronique Del Marmol

15:25 Localized and progressive skin thickening in a 12-year-old girl, Marco Castori

15:33 Effective Targeted Therapy with Trametinib in a Patient with Rosai-Dorfman
Disease and MAP2K1 Mutation, Paul Ulrich and Tim Maisch

15:41 A rare case of familiar ichthyosis, Katalin Komlosi and Judith Fischer
15:49 Ahnidrosis of course!, Julie Bonigen and Smail Hadj-Rabia
16:00 End of the meeting

To access the survey
e Scan the OR-Code
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o slido.com
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