
Action Duchenne International Conference 2019: Friday 15th November
09.00-09.30 09.20-09.30 09.30-10.20 10.20-11.10 11.10-11.40 11.40-12.30 12.30-13.40 13.40-14.30 14.30-15.20 15.20-15.50 15.50-16.40 16.40-17.30 17.30-18.30 19.30-00.00

1 Welcome Looking at the real world - developing new 
outcome measures 

The age of genomic 
medicine

Gene therapy - the latest updates and a 
look to the future Exon skipping technology in Duchenne GALA 

DINNER
Paris Neil Bennett Victoria Selby + Laurent Servais Patrick Short Neil Bennett + Jean-Francois Briand + 

Francesco Muntoni
 Annemieke Aartsma-Rus + Graham McClorey + 

Aurelie Goyenvalle  + Ian Woodcock

4 Stem cell therapies in Duchenne

NICE and easy, health 
technology assessment in 

England and managed 
access

Clinical Trial experiences, considerations 
and ethics Using existing drugs to treat Duchenne

Pre-dinner family drinks with 
interactive science sessions - 

London 18:00 - 19:30

Piccadilly Yung-Yao Lin + Saverio Tedesco Session cancelled due to 
General Election purdah

Bobbie Farsides + Stefan Spinty + Claire 
Bosanquet, Katrina Ruthven, Gemma 

Eadie
Neil Bennett + Steve Winder + Jarod Wong

2 Newly Diagnosed: 
Duchenne 101 Practical tips

Carriers:
Genetics and Medical 

Implications
Physiotherapy Action Duchenne Science on Tour (invite only)

Mayfair Coffee & 
Registration Annemieke Aartsma-Rus Jane O'Connor + 

AD Team Coffee Neil Bennett Lunch Marion Main Coffee Neil Bennett

3 Accessible Gaming Manual Handling Practial Inclusion tips 
for School IEPs and EHCPs Transport for All Sibling Stories

Westminster Vivek Gohil & Andrew Bromilow
 Julie Hewitt  (Disabled 

Living Foundation / Manual 
Handling Matters)

Clair Warner Clair Warner Alan Benson Clare Kassa (Sibs 
Charity) + Siblings

5 Newly Diagnosed Families Breakfast
Hansom

Exhibitors & 
Catering

Research 
Poster Tour

Rotunda
Triumph Bar Hangout (age 10+) Hangout (age 10+)

Room 17 Creche 1 (age 2-4) Creche 1 (age 2-4)
Room 18 Creche 2 (age 5-9) Creche 2 (age 5-9)


