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# ADCONF22 — Educating, Enabling & Including

EqQuipping you With knowledge and
Support.
Helping Young people and adults

develop confidence.
35 sessions: 4 streams Cover every aspect of life
with Duchenne.
Creche + Hangout
Exhibitor Stalls

Dinner + Raffle + Band!




Educating, enabling and including

CONFERENCE AGENDA
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Enabling Education

Pfizer has sponsored the
educational content of this
conference




Educating, enabling and including

CONFERENCE AGENDA

08.30-09.00

09.00-08.10

09.10-10.30

10.30 - 10.45

10.45-12.00

12:00- 12.15

12.15-13.00

13.00- 14.30

14,30 - 15:30

15.45-16.00

16.00-17.00

19.00 - 23:00

WHAT IS NEW IN
RESEARCH

PARIS SUITE

THE DUCHENNE
JOURNEY

PICCADILLY
SUITE

WESTMINSTER
SUITE

ADULTS WITH
DUCHENNE

MAYFAIR SUITE

HANGOUT
ACTIVITIES
1I-17 years

TRIUMPH BAR

REGISTRATION

WELCOME TO SATURDAY

Gene Therapy [01

Annemieke Rus
Linda Poppewcl

Learning and
Behaviour in
Duchenne -
coping with
Autism, ADHD
and other
comorbidities

James Poysky

Bone, puberty,
adrenal
insufficiency:
Current
standards of care
(09.30-10.30)

Jarod Wong

Wellbeing,
anxiety and
depression

in Duchenne.
Accessing
treatment and
support

Jatin Pattni
Linda Bougquillon

SHORT BREAK

What's in the
pipeline?

(Gene Therapy)
Valker Straub
Francesco Muntoni

Parent and expert
lead - sharing
experiences

and advice with
learning and
behaviour

James Poysky and
Panel Discussion

Building peer to

peer support and
mentoring
(11.00-12.00)

Panel Discussion

Latest Clinical
trial updates
(Gene therapy)

Francesco Muntoni

Emma Heslop

School -EHCP's
and inclusion

Clair Warner

SHORT BREAK

independently
and building a

care team

Panel Discussion

Panel 0&A
Volker Straub
Francesco Muntoni
Emma Heslop
Annemicke Rus

Siblings - lived
experiences
from siblings of
those living with
Duchenne

Hazel Weaver,
Duchenne Sibling
Support Network

Accessible travel
Panel Discussion

SHORT BREAK

0&Awith
Pharmaceutical
companies
Francesco Muntoni

Parent lead -
experiences of
being a carrier,
physical and
emotional
implications

Panel Discussion

Parent led -
what has
worked for us

Mark Silverman
Simon Dadd
Alex Berbank
Andrew Maurice

Accessible
Gaming

Rob Sleight
Sanjeev Mann

HANGOUT ACTIVITIES

CONFERENCE ENDS
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Pfizer has sponsored the
educational content of this
conference




Rebuild, Refocus and Reinvent
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Bringing support, care and education to life...
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All-through Support in Numbers

Supporting families by building online peer-to-peer support groups:

1180 support calls made/meetings held
337 video support calls made

598 individuals supported

21 group support meetings held

17 peer to peer support groups established

Supporting parents through diagnosis & helping families make informed decisions:

21 newly diagnosed families offered support

20 Science on Tour events successfully delivered across the UK and Ireland
5 hospital contacts made to develop vital support for families

68 new contacts made

391 people registered for a SOT workshop

Supporting young people transitioning to adulthood:

45 young people living with Duchenne have signed up to a ‘Yes | Can’ event

10 young people on average attending each online session

12 online sessions have been successfully delivered

12 young people and their parents/carers have attended a ‘Yes | Can’ residential weekend at the Calvert Trust in Exmoor
100% of young people said that meeting others living with Duchenne was the highlight of their residential weekend




THANK YOU

Our vision A world where lives are no longer limited by
Duchenne muscular dystrophy.

Your support  With you we can help even more families in the UK
and across the world.

Together We can change and improve the lives of thousands of
young people and adults living with Duchenne.

Thank you Thanks to all of our generous supporters. You made

the conference happen.
AC
.

|MPROVING LIVES

SEARCHING FORA CURE



Bringing our whole community fogether
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