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On October 46, 2009, an
international workshop was
held in Verona, Italy, titled
Dravet Syndromé Severe
Myoclonic Epilepsy of Infancy:
30 Years Later The
conference was organized by
Drs. Charlotte Dravet,
Michelle Bureau, Bernardo
Dalla Bernardina and Renzo
Guerrini and sponsored by
Biocodex, maker of stiripentol
(Diacomit) and Nutricia, a
medical nutrition company. It
brought together leading
medical experts from across
the globeto discuss the latest
information on Dravet
syndrome (previously known
as Severe Myoclonic Epilepsy
of Infancy, or SMEI). In
addition to presenting data on
the natural course, EEG and
developmental features of
Dravet syndrome, many
researchers presented new
research into the underlying
pathophysiology of SMEI.

The workshop topics were
comprehensive. The history
and clinical description of
Dravet syndrome, along with
its various forms, long term
course, and comorbidities was
covered by Bernardo Dalla
Bernadina of Italy, Natalio
Fejerman of Argentina,
Charlotte Dravet of France,
Hirokazu Oguni of Japan,
Renzo Guerrini of Italy,
Gerhard Kluger of Germany,
Ingrid Scheffer of Australia,
Pierre Genton of France, and
Douglas Nordli of the USA.
EEG and developmental
features of Dravet syndrome
were covered by Franco
Guzzetta of Italy, Carlo
Tassinari of Italy, Michelle
Bureau of France, Bernardo
Dalla Bernardina, Francesca
Ragona of Italy, and Nathalie
Villeneuve of France. Mortality

and SUDEP in Dravet
syndrome was discussed by
Peter Camfield of Canada,
Roberto Caraballo of
Argentina, Charlotte Dravet,
Angelica Delogu of Italy,
Sanjay Sisodiya of the UK and
Masako Sakauchi of Japan.
Presentations on therapeutic
modalities were given by Yushi
Inoue of Japan, Tiziana
Granata of Italy, Olivier Dulac
of France, Catherine Chiron of
France, Janet Fisher of the

Drs. Charlotte Dravet and
Angela Black at one of the
conference gatherings.

USA, and Roberto Caraballo.
Treatment of status

epilepticus was discussed by
Bernardo Dalla Bernardina,
Hirokazu Oguni and Olivier
Dulac. Presentations on
genetics and research were
given by Antonio Delgado
Escueta of the USA, Eric
Leguern of France, Annamaria
Vezzani of Italy, Tiziana
Granata, Peter De Jonghe of
Belgium, Arvid Suls of
Belgium, Ingrid Scheffer, Carla
Marini of Italy, Federico Zara
of Italy, Rima Nabbout of

France, William Catterall of
the USA, Massimo
Mantegazza of Italy, and
Kazuhiro Yamakawa of Japan.

Several members of the IDEA
League were asked to present
at the conference, including
Founder Joan Skluzacek,
Founding Vice President Kate
Watts, and Secretary of IDEA
LeagueFrance, Olivier Parsy.
Kate presented information
and feedback from parents
regarding mortality and
SUDEP among children within
the IDEA League. Joan
followed with a discussion of
familyds
adapting to
Dravet syndrome and the
importance of forthright
discussions between doctors
and parents regarding SUDEP
and other difficult subjects. In
the final session on the role of
the associations, Olivier
presented on the role of local
groups and particularly the
IDEA League France in
providing family support, Kate
di scussed 0The |
Family Network: Extending
Support Across t
and Joan discussed the
partnership of parents and
professionals within the IDEA
League promoting research
and evidencebased, optimal
care to improve the outcome
for patients with Dravet
syndrome through our
Collaborative Clinical
Research and Comprehensive
Care Network. The group also
shared poster presentations
that highlighted concerns
and/or needs as noted by
parents on the |
Family Forum. These included:
comorbid conditions
frequently seen in children
with Dravet syndrome,
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Encouraging Wordsrom our Founder

By Joan Skluzacek

Resilience( ri t 2|
the ability to spring back after
being bent, compressed or
stretched; elasticity. 2. the
ability to recover from illness
or adversity; buoyancySyn
flexibility.

There is a Japanese proverb
that says:The bamboo that
bends is stronger than the
solid oak Paul and | have first

If tolerance, perseverance and
endurance are keys to
resilience, then he received
some important gifts, and |
have a lot of hope for him.

However, Nicholas depends
on his parents for many
things, so he needs Paul and
me to be resilient too. What
can we do to build resilience
within ourselves? Researchers

seeing problems as
insurmountable. They
develop strategies for staying
calm and taking on
challenges step by step.

Open Communication and
Connections with Others
Resilient people seek
relationships with supportive
others, including family,

friends, and experienced
mentors. They are willing to
accept help from others who
care, will listen, and provide
affirmation. They become
helpers to others who are
experiencing similar
difficulties.

hand experience with this in a
literal sense. There are lots of
oak trees on,the wooded
Kinnsi€s sun%untQur
home, and when a storm
blows through, it tends to be
the oak trees that break and
come down. We both like the
big strong oaks, maples and
elms; but it seems we need to
place them carefully and
sparingly on our windy lot with
its sandy soil. We have to
consider our options and look
for some other choices we can
appreciate. Bar
gfow mngyyta, byhythere
a‘r:g otme’ygarmréest at will
bend and spring back when
things get stormy- birch, ash,
poplar, honey locust, tamarack
and juniper. But this proverb is
a metaphor, s o
about trees, is it?

have found that highly
resilient people have a
number of qualities in
common which can be natural
gifts, but can also be learned
and developed lttp://
www.resiliencycenter.com/
survresiliency.shtm| http://
www.apahelpcenter.org/
featuredtopics/feature.php?
id=6&ch=3) These include:

ANTher e

a

ways of meeting

OptimismResilient people
maintain a hopeful outlook.
They expect things to work
out well. They focus on the
outcome that they want
rather than the outcome that
they fear.

difficulties: you

alter the difficulties
Openness to Learning and
Personal GrowthResilient
people seek knowledge and
ask lots of questions. They try
things and keep mistakes in
perspective. They learn from
their experiences.

or you alter yourself

It seems that resilience has a
lot to do with the way we
think, our attitude. By our
human nature, we all need
an attitude adjustment now
and then & and our kids
yeed us to be willing to make
that adjustment. British
teacher and novelistPhyllis
Bottomes a i d, 0There
ways of meeting difficulties:
you alter the difficulties or
you alter yourself to meet
them. 6 | guess |
two-pronged approach.
Through the IDEA League, |
hope the difficulties of
Dravet syndrome will be
t hakered. Pérsorally,tl hopecd s 0
alter myself in an ongoing
way, to grow in my resiliency
as a parent. Really, Is there
andyaveiadon we ¢

t o me et

d Phyllis Bottome
Openness to Chang&esilient
people understand that
change is part of living. They |
recognize that sometimes
dreams and goals, or maybe
the path to their achievement,
must change in order to adapt
to adverse situations. They are
willing to choose a new path
or develop new dreams and
goals that are both

challenging and attainable.

Nicholas is like a flexible river
birch tree. He bends to survive
the storms of his life and then
he rights himself, heals as

best he can, and goes on.
There is another Japanese
proverb that says¥all seven
times, stand up eight Eight?

In the sixteen years since the
onset of Nick?©3:cs
syndr ome, I car
count the number of times or
ways this kid has picked

himself up and forged ahead.

Belief in OneselfResilient
people trust
and have confidence in their
ability to solve difficult
problems. They practice

6 per s pedtiinged an

¢

Please Note Our New Contact Information:

The IDEA League has a new mailing address and phone number and we will soon be opening our
first brick-and-mortar office. You may now reach us at: IDEA League, P.O. Box 797,
Deale, Maryland, USA 20751
443.607.8267


http://www.resiliencycenter.com/survresiliency.shtml
http://www.resiliencycenter.com/survresiliency.shtml
http://www.resiliencycenter.com/survresiliency.shtml
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O Team

By Karen Glenn

The National Walk for Epilepsy
is coming up on March 27,
2010 in Washington, DC, USA.
Lisa Smith and Kim Skriba are
once again putting together a
team of families of children
with Dravet syndrome to walk
at the event. The National
Walk for Epilepsy is put on by
the Epilepsy Foundation as a
way to raise money and
awareness for epilepsy. This
wi || be the th

Please Welcome Our New Executive Director!

By Karen Glenn

The IDEA League is pleased to
announce that after a careful
search we have hired our first
professional Executive
Director, Marilyn Baker.

With nearly 20 years of
nonprofit leadership
experience, Ms. Baker
comes to us very highly
qualified. Her areas of
expertise include marketing,
strategic planning, donor
development, fundraising,
constituent relations,
advocacy, and awareness.

Ms. Baker served as the
Executive Director of the
Aplastic Anemia & MDS
International Foundation for
nearly two decades, where
she grew the membership
from 100 to 45,000 and
increased the annual
operating budget from $5,000
to $1.5 million. While serving
in this role, Marilyn
successfully met every annual
revenue goal. She also
instituted a research awards
program with $1.4 million in
funding and expanded support
services to 150 countries
worldwide.

ol am honored i
opportunity to serve the
Dravet syndr om¢
Ms . Baker c¢omm

Dr avet o

Dravetd

has

While registration for the walk
has not yet begun, Lisa and
Kim are looking to get a count
of people planning to attend
the walk so that they can
reserve a block of hotel rooms
at a reasonable price that is
close to the event. They are
also organizing a lunch for 1

struggles and challenges that
families with Dravet syndrome
face is both humbling and
inspirational

ol am al so
how much this extremely
dedicated board of directors
has accomplished! Their
volunteer efforts and hard
wor k ar e
thrilled to be a part of their
team. | will do my best to help
further awareness and
research while supporting
those facing the challenges of
this disorder.

We hope that you will all make
Ms. Baker feel at home with
us here. While she is not new
to the world of healthrelated
nonprofit work, she is new to
the world of Dravet syndrome
and is eager to learn more
about us and our needs. We
are encouraged to have
Marilyn on board as part of
our team of parents and
professionals working to
improve the outcomes for
children with Dravet syndrome
and look forward to the
progress we will make under
her guidance and expertise.

You may reach Marilyn by
calling her at 443.607.8267
or by emailing her at

Gear i

ng

connect regardless of the
what the weather may bring. If
you are interested in
attending this
please contact Lisa Smith at
haleyandtwins@aol.com.

Letds see if
take first place this year!

Baker@IDEAeague.org.

We also would like to make
tyau awaee thét some
rearrangement has taken

Directors, which now consists
of Laura Cossolotto, President;
Marie Baker, Vice President;
John McMahan, Secretary;

a ma z i rPgtti Thistld, TreaSurer; Angela

Black, MD, Medical Advisory
Board Chair; and Directors
Karen Glenn, Kimberly Skriba,
and Michelle Townsend. We
ask you to join us in thanking
dori O6Driscol
work while serving on the
Board. She has chosen to step
down at this time and we wish
her well in her new endeavors.

b e eafiterward, acstreatnfamilies aam d
last year they were the second have a place to gather and
largest team in attendance!

6Team Dravetd

v e r \plade within thesBpagddof wi t h

Up

ylear

Page 3

can

Nat

Marilyn Baker, new IDEA League
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IDEA League and IDEA League UK to
Sponsor Publication of Workshop Data
By Karen Glenn
The IDEA League and IDEA most current research on available to the medical
League UK are pleased to Dravet syndrome and related  community. The publication of
announce that we will be conditions (see related article  this supplement will serve as
joining to sponsor the on page 1). a tremendous step forward in
publication of the proceedings our mission to increase the
of the recent workshop held in  Epilepsiais the journal of the understanding of Dravet
Verona, Italy, tittedDravet International League Against  syndrome among neurologists
Syndromdi Severe Myoclonic  Epilepsy and is the leading, around the globe, and will
A We are excite Epilepsy of Infancy: 30 years h most authoritative source for undoubtedly lead to improved
Later, as a supplementin a current clinical and research recognition, diagnosis, and
important information more 2010 edition of Epilepsia results on all aspects of treatment of Dravet
epilepsy. Said AngelaBlack, syndr ome. 6
readily available to the This workshop brought MD, Chair of the IDEA
) together leading world experts Leagueds Medical Advisory
medi cal C O M on Dravet syndrome and Board: OWe are excited to

related conditions to discuss make this important
d Angela Black, MD the latest information and the  information more readily

In the Spotlight

By Karen Glenn

Meet the Christensen Family  tested for a mutation in the Julie herself also has epilepsy
of Provo, Utah: Julie, Marshall, SCN1A gene. Julie approached and had many seizures
Jessica, and Matthew. Jessica her neurologist and geneticist, throughout her childhood,
is9yearsoldandhasDravet who bot h sai d amste whicbweserodi¢
syndrome. She had her first have that. 6 Th aloricfstatlislepispdesv$he n

seizure when she was 9 Jul i eds br ot he rwassfinallyrablestalgettsome
months old and her second practice as a pediatrician, he  relief at the age of 12 with the
two weeks later. She has been was able to order the test for  introduction of Depakene.

The Christensen Family tried on many different drugs ~ them, which came back Julie has had one seizure after
with varied results, but no positive. Jessica is currently the births of each of her
seizure control. Shortly before taking Topomax, Depakote children, but has now been
turning 4, Jessica was placed and clonazepam, and her seizure free for 8 years. She

. on Lamictal, which led herto  parents are working to get a and Jessica share the same
n We | ove ¢ @aR ldgeyuéntities of Phr@l  prescription for stiripentol. SCN1A mutation.

and myoclonic seizures. About
with other Drav this time her cognitive skills Jessica loves to puttogether  The Christensends
th othe avet and other abilities began to puzzles, look at books, watch  playing at the park, watching
f | d h . decline and she began to have movies, sing, dance, runand  movies, reading and singing.
amiies an ea”ng almost exclusively nocturnal cook. She also rides horses They especially enjoyed

. . seizures, many of which were  with her brother, Matthew. helping with the Day for
the|r StOI’IeS, and one-sided and resulted in She enjoys visiting her cousins Dravet Walk this past October.
Toddds par al ys andgrandparents and heays Julie , 0We | ¢
i most difficult period for spending time with people she connecting with other Dravet
fee“ng the love and Jessica and her family. She loves. This last summer, families and hearing their
. was diagnosed with idiopathic, Jessica learned to make stories, and feeling the love
Ssu ppOl’t that IS SO intractable epilepsy and her baked potatoes and pasta, and support that is so great
family was given no hope. with a little supervision. Oneof her e! 6
grea t herel 0O her favorite pasttimes is
When Jessica was 7, her baking cookies. She is making
: : mother, Julie, met the parent  improvements every day.
6 Julie Christensen of a child with Dravet Jessie is especially fond of her

syndrome at a conference who younger brother and is her
suggested that they get Jessie f ami | yds oOsweet angel . 6


http://www.facebook.com/photo.php?pid=30184529&id=1077901882&op=1&view=all&subj=1436702860
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Der e k 6s

By Angie Mimms

A boyds |l ove f
desire to help. A carlo
attitude.

Those elements all came
together Aug. 30 in
Greenwood Village, Colo.,
when more than 220 people
participated i
a 5K walk/run. The event also
included a silent auction and
raised more than $20,000 for
the IDEA League.

Ethan Widoff, 13, is the boy
who started it all. For his bar
mitzvah project, Ethan
decided to hold the 5K walk/
run in honor of his cousin,

Derek Rudawsky, 14, who has

Dravet syndrome. Nearing the
end of his sixthgrade year, he
recruited several of his
classmates and family
members to meet over the

summer to organize the event.

OWe have a
to help family and friends who
have

sai d, oand

Launch Date Almost Here!

By Karen Glenn

The IDEA League is excited to

announce that our new
website is almost ready to go
live! The new site will have an
updated look and feel and will
better meet the needs of
members and anyone wanting
to learn more about Dravet
syndrome and related forms
of epilepsy. The website will
also be easier to update,
making Ohot
information more readily
available.

All of the useful information
from our current site has
been reviewed and updated
for the new site, and several
new pages and resources
have been added, including

gr e

Dravet sy
per

Das h

think we can let that
opportunity

Ethan and his cechairs
designed a website; secured
donations for the silent

auction, food and giveaways;

scheduled entertainment;
ordered Fshirts; and
organized volunteers for the
day. Ethan also made local
media appearances to
promote the event. Their
slogan:Working to fight
childhood epilepsy one step
and one syndrome at a time.

Staci
mom, said some adults
worked on the event, but
Ethan was the leader.
OEveryone was
with his caring for his cousin
Derek and other children
suffering with Dravet
syndrome and also how at
ease Ethan is speaking to a
crowd and to

Ethan and team secured
auction items that included

information regarding the
Collaborative Clinical

Research and Comprehensive

Care Network (CCRCN), a
pl ace for

families, and much more.
One of the most exciting

things about the new site is
that it contains a translation

o f fmodule whicp all@vs istd be

viewed in languages other
than English. The actual
translations will need to be
done manually, a process
which will be accomplished

over time. French translation
has already begun, with plans

to add Spanish, Italian and
German, initially. Other

A

6our
extensive list of resources for

Runawa

fAur rounds of golf at an

g 0 ekclusivey @osntryecluly) an
autographed jersey from Chris
Andel s
Denver Nuggets, a John Elway
autographed photograph and

O0Birdmanod

four tickets to a Colorado
Rockies baseball game.

’ Though young, Ethan already

has years of experience
helping others. Since he
turned 9, he has used his
birthday parties to raise

money for charities. That work

earned Ethan honors as
Col oradods

Awards.

sToe IDEA paagus is hombred to
have such a dedicated, caring

young man as a member of

our family. Thank you, Ethan!

adul ts. o

languages are likely to follow.

Many thanks go out to Kim
Skriba, Paul Skluzacek and
Karend@slenn éosthednary n
hours necessary to prepare
this excellent new resource
and to Olivier Parsy for his
work on the French
translation.

"l am very excited to have
been a part of this project,
another exciting step for our
growing organization!said
Kim. oWe hope
visit often to see the updates
on IDEA League events and
the latest information on
Dravet

top
Rudawsky,youlheduatéedis the 2009
Prudential Spirit of Community

2009
Derek’s Dash |- .
5k walk/run

Vg e o gy e Sy b #1388
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Ethan Widoff and Derek Rudawsky

hang out at Der ek
NfnWe have a gr ec
mi ddl e school

opportunity to help family
and friends who have
Dravet syndrome, and
personally I
can let that opportunity go
to waste. o

d Ethan Widoff

peopl e wil.l

syndrome. 6
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