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8:50 Delegates to join Zoom Webinar
Dr Anna Martinez, Consultant Paediatric
CHEERCHIEE Welcome Dermatologist and Lead of the Epidermolysis
Bullosa Service and EDD Service, GOSH
Session 1
An introduction to EDDs- Dr Gabriela Petrof, Consultant Paediatric
CHIVECR LB classification Dermatologist & Lead of the Dermatology
Service, GOSH
9:25-9:50 Non-Syndromic EDD Dr Maria Bageta, Consultant Paediatric
: : Dermatologist, GOSH
9:50-10:15 Syndromic EDD Dr Pablo Lopez-Balboa, Clinical Fellow
(Dermatology), GOSH
Management of Harlequin Dr Anna Martinez, Consultant Paediatric
(WRERIE N |chthyosis & Collodion babies Dermatologist and Lead of the Epidermolysis
Bullosa Service & EDD Service, GOSH
Prof Edel O’Toole, Professor of Molecular
Dermatology, Queen Mary University of
LR ER Ly Palmoplantar Keratoderma (PPK) London & Honorary Consultant
Dermatologist, Barts Health NHS Trust

11:05-11:30

Break
Session 2

Harlequin Ichthyosis — A parent’s | Fatma Osman

Rt perspective (Video)

Mandy Aldwin-Easton, Co-Founder &

Ichthyosis Support Group (ISG
11:50-12:05 y PP P (ISG) Medical and Communications Manager, 1ISG

Helen Lill, Founder and Head of Research,
A IESPAR{IN El Cure Project El Cure Project

Dr Anna Martinez, Consultant Paediatric
Py EDD and Infection Dermatologist and Lead of the Epidermolysis
Bullosa Service & EDD Service, GOSH

With thanks to: With thanks to our sponsor Quoin Pharmaceutics Inc and donor the
Ichthyosis Support Group (ISG) who have provided financial support to

Q U O I N Ichthyosis enable this independent meeting to take place.
Support
Group

They have no influence over the agenda or selection of speakers, except
for select charity sessions which are clearly labelled in the programme.
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12:55-13:20 Skin care discussion

13:20-14:20 Lunch break

Janet Hanson, Clinical Nurse Specialist —
EB, GOSH

Session 3

EnRpwny Psychology in EDD

Dr Faiben Yemane, Senior Clinical
Psychologist, GOSH

Nutritional aspects and dietetic
management in EDD

14:40-15:00

Kieran Petersen, Specialist Paediatric
Dietician, GOSH

15:00-15:20 Physiotherapy

Michelle Wood, Clinical Specialist
Physiotherapist, GOSH

(AR ER: N Occupational Therapy
15:40-16:00

16:00-16:20 Current and future studies

Catherine Miller, Occupational Therapist,
GOSH

Prof Jemima Mellerio, Chief of
Dermatology/Consultant Dermatologist,
GSTT

16:20-16:40 Current research in EDD

Dr Joanna Jackoéw, Senior Lecturer in
Therapeutic Gene Editing, King’'s College
London

(OB VAN Closing remarks

17:00

With thanks to:

Ichthyosis
QUOIN B
Group

Dr Anna Martinez, Consultant Paediatric
Dermatologist and Lead of the Epidermolysis
Bullosa Service and EDD Service, GOSH

With thanks to our sponsor Quoin Pharmaceutics Inc and donor the
Ichthyosis Support Group (ISG) who have provided financial support to
enable this independent meeting to take place.

They have no influence over the agenda or selection of speakers, except
for select charity sessions which are clearly labelled in the programme.



