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Time Session Speaker

08.45 - 09.00 Welcome address Lara Bloom and Marie Noel
Gaveau

SESSION 1 hEDS and HSD Chair: Dr. Hanna KazKaz

09.00 - 09.30 hEDS and HSD Dr. Hanna KazKaz

09.30 - 09:45 Patient Voice - Living with hEDS in 2020 Debbie Hellenbrand

09:45 - 10:00 Patient Voice - Living with HSD in 2020 Madame Lydia Liedot, HSD
patient

10.00 - 10.15 Panel Qand A Dr. Hanna KazKaz, Debbie
Hellenbrand, Madame Lydia
Liedot, HSD patient




10.15 - 10.35

REFRESHMENT BREAK

SESSION 2 THE RARE TYPES OF EDS Chair: Dr. Karelle Benistan
10.35 - 11.05 What are the other types of Ehlers-Danlos Dr. Karelle Benistan and Dr.
syndrome? Caroline Michot
11.05-11.20 Patient Voice - Living with cEDS in 2020 Madame Gaelle Marchand,
cEDS patient
11.20 - 11.35 Patient Voice - Living with kEDS in 2020 Madame Silvestro, parent
of a KEDS patient
11:30 - 11:45 Panel Q and A Dr Karelle Benistan, Dr.
Caroline Michot, Madame
Gaelle Marchand, cEDS
patient, Madame Silvestro,
parent of a KEDS patient
11:45 - 12.45 LUNCH
SESSION 3 VASCULAR EHLERS-DANLOS SYNDROME (VEDS) | Chair: Dr. Michael Frank
12.45 - 13.15 What is Vascular EDS and emergency situations Dr. Xavier Jeunemaitre and
in VEDS Dr. Michael Frank
13.15-13.30 Patient Voice - Living with vEDS in 2020 Jared Griffin, parent of a

VEDS patient




13:30 - 13:45

Panel Qand A

Dr. Xavier Jeunemaitre, Dr.
Michael Frank and Jared
Griffin, parent of a VEDS
patient

SESSION 4 MANAGING EDS AND HSD Chair: Dr. Alan Hakim
13.50 - 14.10 The mechanisms of pain Dr. Isabelle Brock

14.10 - 14.40 Physiotherapy Inge De Wandele

14.40 - 15:10 Holistic approaches to managing pain Jeannie De Bon

15:10 - 15:20 Panel Qand A Dr. Alan Hakim, Dr. Isabelle

Brock, Inge De Wandele
and Jeannie De Bon

15:20 - 15.45

REFRESHMENT BREAK

SESSION 5 RELATED CONDITIONS UPDATES Chair: Prof. Fransiska
Malfait and Inge De
Wandele

15.45 - 16.10 Gastro-intestinal problems Dr. Benoit Coffin

16:10 - 16.35 Anxiety & Depression Dr. Anna Hutchinson




16.35-17.00 Pelvic floor problems in HSD and hEDS Prof. Xavier Deffieux

17.00 - 17.05 REFRESHMENT BREAK

17.05 - 17.30 Autonomic dysfunction Prof. Chris Mathias

17.30 - 17.55 Headaches Dr. Manjit Matharu

17.55 - 18.20 Panel Q and A Prof. Fransiska Malfait,
Inge De Wandele, Dr.
Benoit Coffin, Dr. Anna
Hutchinson, Prof. Xavier
Deffieux, Prof. Chris
Mathias and Dr. Manjit
Matharu

18.20 - 18.30 Wrap up and Farewell Lara Bloom, Dr. Alan Hakim

and Prof. Fransiska Malfait

END




