
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 

League-France, 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 

familyõs experiences in 

adapting to their childrenõs 

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 

discussed òThe IDEA League 

Family Network: Extending 

Support Across the World,ó 

and Joan discussed the 

partnership of parents and 

professionals within the IDEA 

League promoting research 

and evidence-based, 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 IDEA Leagueõs 

Family Forum. These included: 

comorbid conditions 

frequently seen in children 

with Dravet syndrome, 

 continued on page 6    

On October 4-6, 2009, an 

international workshop was 

held in Verona, Italy, titled 

Dravet SyndromeñSevere 

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 globe to 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 

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 

C h a n n e l i n g  I n  
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Our IDEAL is a Cure 

Drs. Charlotte Dravet and 

Angela Black at one of the 

conference gatherings. 



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. 

 

Optimism Resilient 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. 

 

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 ð and our kids 

need us to be willing to make 

that adjustment. British 

teacher and novelist Phyllis 

Bottome said, òThere are two 

ways of meeting difficulties: 

you alter the difficulties or 

you alter yourself to meet 

them.ó I guess I believe in a 

two-pronged approach. 

Through the IDEA League, I 

hope the difficulties of 

Dravet syndrome will be 

altered. Personally, I hope to 

alter myself in an ongoing 

way, to grow in my resiliency 

as a parent. Really, Is there 

any reason we canõt do both?  

Resilience (ri Ł z²l Ł yŒns), n. 1. 

the ability to spring back after 

being bent, compressed or 

stretched; elasticity. 2. the 

ability to recover from illness 

or adversity; buoyancy. Syn.  

flexibility. 

 

There is a Japanese proverb 

that says: The bamboo that 

bends is stronger than the 

solid oak. Paul and I have first-

hand experience with this in a 

literal sense. There are lots of 

oak trees on the wooded 

hillsides surrounding our 

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. Bamboo wonõt 

grow in Minnesota, but there 

are other hardy trees that will 

bend and spring back when 

things get stormy - birch, ash, 

poplar, honey locust, tamarack 

and juniper. But this proverb is 

a metaphor, so it isnõt really 

about trees, is it? 

 

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: Fall seven 

times, stand up eight. Eight? 

In the sixteen years since the 

onset of Nickõs Dravet 

syndrome, I canõt begin to 

count the number of times or 

ways this kid has picked 

himself up and forged ahead. 

If tolerance, perseverance and 

endurance are keys to 

resilience, then he received 

some important gifts, and I 

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 

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 (http://

www.resiliencycenter.com/

survresiliency.shtml, http://

www.apahelpcenter.org/

featuredtopics/feature.php?

id=6&ch=3) These include: 

 

Openness to Learning and 

Personal Growth Resilient 

people seek knowledge and 

ask lots of questions. They try 

things and keep mistakes in 

perspective. They learn from 

their experiences. 

 

Openness to Change Resilient 

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. 

 

Belief in Oneself Resilient 

people trust their ôinstinctsõ 

and have confidence in their 

ability to solve difficult 

problems. They practice 

ôperspective-takingõ and avoid 

Encourag ing Words From Our  Founder 
By Joan  Sk luzacek 
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ñThere are two 

ways of meeting 

difficulties: you 

alter the difficulties 

or you alter yourself 

to meet them.ò 

ðPhyllis Bottome  

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


Please  Welcome Our  New Execut ive  D i rec tor !   
By Karen  Glenn 

Baker@IDEA-League.org. 

 

We also would like to make 

you aware that some 

rearrangement has taken 

place within the Board of 

Directors, which now consists 

of Laura Cossolotto, President; 

Marie Baker, Vice President; 

John McMahan, Secretary; 

Patti Thistle, 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 

Lori OõDriscoll for her excellent 

work while serving on the 

Board. She has chosen to step 

down at this time and we wish 

her well in her new endeavors. 

 

 

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.  

 

òI am honored to be given this 

opportunity to serve the 

Dravet syndrome community,ó 

Ms. Baker comments. òThe 

struggles and challenges that 

families with Dravet syndrome 

face is both humbling and 

inspirational to me.ó 

 

òI am also very impressed with 

how much this extremely 

dedicated board of directors 

has accomplished! Their 

volunteer efforts and hard 

work are amazing and Iõm 

thrilled to be a part of their 

team. I will do my best to help 

further awareness and 

research while supporting 

those facing the challenges of 

this disorder.ó 

 

We hope that you will all make 

Ms. Baker feel at home with 

us here. While she is not new 

to the world of health-related 

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 
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ñI am honored to be given 

this opportunity to serve the 

Dravet syndrome 

community.ò Ms. Baker 

comments. ñThe struggles 

and challenges that families 

with Dravet syndrome face 

is both humbling and 

inspirational to me.ò 

óTeam Dravetô Gearing Up for National Walk 
By Karen  Glenn 

Marilyn Baker, new IDEA League 

Executive Director 

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 

will be the third year ôTeam 

Dravetõ has been present, and 

last year they were the second 

largest team in attendance! 

 

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  

afterward, so that families can 

have a place to gather and 

connect regardless of the 

what the weather may bring. If 

you are interested in 

attending this yearõs walk, 

please contact Lisa Smith at 

haleyandtwins@aol.com.  

 

Letõs see if ôTeam Dravetõ can 

take first place this year! 



In  the  Spot l igh t 
By Karen  Glenn 

Julie herself also has epilepsy 

and had many seizures 

throughout her childhood, 

most of which were tonic-

clonic status episodes. She 

was finally able to get some 

relief at the age of 12 with the 

introduction of Depakene. 

Julie has had one seizure after 

the births of each of her 

children, but has now been 

seizure free for 8 years. She 

and Jessica share the same 

SCN1A mutation. 

 

The Christensenõs enjoy 

playing at the park, watching 

movies, reading and singing. 

They especially enjoyed 

helping with the Day for 

Dravet Walk this past October. 

Says Julie ,òWe love 

connecting with other Dravet 

families and hearing their 

stories, and feeling the love 

and support that is so great 

here!ó 

Meet the Christensen Family 

of Provo, Utah: Julie, Marshall, 

Jessica, and Matthew. Jessica 

is 9 years old and has Dravet 

syndrome. She had her first 

seizure when she was 9 

months old and her second 

two weeks later. She has been 

tried on many different drugs 

with varied results, but no 

seizure control. Shortly before 

turning 4, Jessica was placed 

on Lamictal, which led her to 

have large quantities of partial 

and myoclonic seizures. About 

this time her cognitive skills 

and other abilities began to 

decline and she began to have 

almost exclusively nocturnal 

seizures, many of which were 

one-sided and resulted in 

Toddõs paralysis. This was the 

most difficult period for 

Jessica and her family. She 

was diagnosed with idiopathic, 

intractable epilepsy and her 

family was given no hope. 

 

When Jessica was 7, her 

mother, Julie, met the parent 

of a child with Dravet 

syndrome at a conference who 

suggested that they get Jessie 

tested for a mutation in the 

SCN1A gene. Julie approached 

her neurologist and geneticist, 

who both said òshe doesnõt 

have that.ó Thankfully, when 

Julieõs brother started his 

practice as a pediatrician, he 

was able to order the test for 

them, which came back 

positive. Jessica is currently 

taking Topomax, Depakote 

and clonazepam, and her 

parents are working to get a 

prescription for stiripentol. 

 

Jessica loves to put together 

puzzles, look at books, watch 

movies, sing, dance, run and 

cook. She also rides horses 

with her brother, Matthew. 

She enjoys visiting her cousins 

and grandparents and 

spending time with people she 

loves. This last summer, 

Jessica learned to make 

baked potatoes and pasta, 

with a little supervision. One of 

her favorite past-times is 

baking cookies. She is making 

improvements every day. 

Jessie is especially fond of her 

younger brother and is her 

familyõs òsweet angel.ó 

ñWe love connecting 

with other Dravet 

families and hearing 

their stories, and 

feeling the love and 

support that is so  

great here!ò 

ðJulie Christensen 
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ñWe are excited to make this 

important information more 

readily available to the 

medical community.ò 

ðAngela Black, MD 

The Christensen Family 

The IDEA League and IDEA 

League UK are pleased to 

announce that we will be 

joining to sponsor the 

publication of the proceedings 

of the recent workshop held in 

Verona, Italy, titled Dravet 

SyndromeñSevere Myoclonic 

Epilepsy of Infancy: 30 years 

Later, as a supplement in a 

2010 edition of Epilepsia.  

 

This workshop brought 

together leading world experts 

on Dravet syndrome and 

related conditions to discuss 

the latest information and the 

most current research  on 

Dravet syndrome and related 

conditions (see related article 

on page 1). 

 

Epilepsia is the journal of the 

International League Against 

Epilepsy and is the leading, 

most authoritative source for 

current clinical and research 

results on all aspects of 

epilepsy. Said Angela Black, 

MD, Chair of the IDEA 

Leagueõs Medical Advisory 

Board: òWe are excited to 

make this important 

information more readily 

available to the medical 

community. The publication of 

this supplement will serve as 

a tremendous step forward in 

our mission to increase the 

understanding of Dravet 

syndrome among neurologists 

around the globe, and will 

undoubtedly lead to improved 

recognition, diagnosis, and 

treatment of Dravet 

syndrome.ó  

IDEA League and IDEA League UK to  

Sponsor  Pub l ica t ion  o f  Workshop Data 
By Karen  Glenn 

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


Derekôs Dash A Runaway Success! 
By Angie  Mimms 

four rounds of golf at an 

exclusive country club, an 

autographed jersey from Chris 

òBirdmanó Anderson of the 

Denver Nuggets, a John Elway 

autographed photograph and 

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 

Coloradoõs top middle school 

youth volunteer in the 2009 

Prudential Spirit of Community 

Awards. 

 

The IDEA League is honored to 

have such a dedicated, caring 

young man as a member of 

our family. Thank you, Ethan! 

A boyõs love for his cousin. A 

desire to help. A can-do 

attitude. 

 

Those elements all came 

together Aug. 30 in 

Greenwood Village, Colo., 

when more than 220 people 

participated in Derekõs Dash, 

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 sixth-grade year, he 

recruited several of his 

classmates and family 

members to meet over the 

summer to organize the event.  

 

òWe have a great opportunity 

to help family and friends who 

have Dravet syndrome,ó Ethan 

said, òand personally I donõt 

think we can let that 

opportunity go to waste.ó 

 

Ethan and his co-chairs 

designed a website; secured 

donations for the silent 

auction, food and giveaways; 

scheduled entertainment; 

ordered T-shirts; 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 Rudawsky, Derekõs 

mom, said some adults 

worked on the event, but 

Ethan was the leader. 

òEveryone was so impressed 

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 adults.ó 

 

Ethan and team secured 

auction items that included 
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Ethan Widoff and Derek Rudawsky  

hang out at Derekôs Dash. 

ñWe have a great 

opportunity to help family 

and friends who have 

Dravet syndrome, and 

personally I donôt think we 

can let that opportunity go 

to waste.ò 

ðEthan Widoff 

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 ôhot off the pressõ 

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 

information regarding the 

Collaborative Clinical 

Research and Comprehensive 

Care Network (CCR-CCN), a 

place for ôour stories,õ an 

extensive list of resources for 

families, and much more. 

  

One of the most exciting 

things about the new site is 

that it contains a translation 

module which allows it to 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 

languages are likely to follow. 

  

Many thanks go out to Kim 

Skriba, Paul Skluzacek and 

Karen Glenn for the many 

hours necessary to prepare 

this excellent new resource 

and to Olivier Parsy for his 

work on the French 

translation.  

 

"I am very excited to have 

been a part of this project, 

another exciting step for our 

growing organization!" said 

Kim. òWe hope people will 

visit often to see the updates 

on IDEA League events and 

the latest information on 

Dravet syndrome.ó 

Launch Date  A lmost  Here ! 
By Karen  Glenn 



East Coast Momôs Retreat to Williamsburg 
By Ho l l y Har r ison 

annual event. Dads and family 

members were essential and 

much appreciated for their 

role in keeping things going 

while the moms were in 

Williamsburg. Thanks go out 

to them all! 

 

Lisa offered this tip to others 

thinking of pulling together a 

similar event:òYou may find 

that the website 

www.VRBO.com has great 

prices and offerings on 

vacation rentals. Our four- 

bedroom Williamsburg condo 

was $45 night/per guest. The 

condo gave us a family room 

where we could relax and talk.  

It was perfect and affordable.ó 

A 2009 East Coast Momõs 

Retreat was just òmeant to 

beó said Lisa Smith during a 

phone interview.òWe were 

determined to make it happen 

after our 2008 plans just 

didnõt come together! Some of 

usñKim Skriba, Karen Mull, 

and Iñknew each other 

already from the National 

Walk for Epilepsy in 2008. It is 

just so great to be with people 

who understand you and what 

your life is like.ó 

 

For the Momõs Retreat, these 

three old friends were joined 

by Sara Bellis, who is a British 

native now living in Illinois, 

and by Nicole Villas from 

Minnesota. Sara first came in 

contact with the IDEA League 

originally through 

www.haleyismyhero.com, 

created by Lisaõs family for 

their daughter Haley. Saraõs 

daughter Zoe is 9, and was 

diagnosed with Dravet 

syndrome in 2008.  Aiden, 

Nicoleõs son, is just turning 4. 

 

The weekendõs game plan? 

Arrive at a roomy four- 

bedroom condo in 

Williamsburg, Virginia via car 

or air on Friday Sept. 11, That 

evening, drive into town for a 

leisurely dinner at Thai Pot 

restaurant, owned by Lisa 

Smithõs friend Tan Ferguson. 

Saturday, walk around colonial 

Williamsburg, enjoying the 

sights. Throw in a bit of 

shopping. Enjoy lovely 

massages in the afternoon, 

and in the evening, make 

dinner together. Sunday, more 

walking and a bit more 

shopping combined with 

heading back to home and 

hearth. 

 

All the moms in attendance 

agreed to try to make this an 
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The doctors were clearly 

impressed and moved by 

all of the IDEA League 

presentationséò  

ðSue Goodliffe 

In te rnat iona l  Conference,  continued  

in Dravet syndrome and to 

know that so much research is 

going on in the medical world. 

The doctors were clearly 

impressed and moved by all of 

the IDEA League 

presentations, which informed 

them of the needs of families, 

both to find answers for the 

future and in dealing with our 

lives now, including 

comprehensive care and 

emotional support. I have no 

doubt that these testimonies 

served to encourage the 

doctors to continue working 

hard for our children." Kate 

added, òI totally loved the 

experience.ó 

 

Note: please see related 

article on page 4. 

Sudden Unexplained Death in 

Epilepsy, and grief and the           

process of adapting to Dravet 

syndrome. The information in 

the presentations was well-

received by conference 

attendees. 

 

Also in attendance at the 

workshop were IDEA League 

members Monica Ramis and 

Sue Goodliffe. Sue is a 

moderator on the family 

forums and also serves on the 

Board of IDEA League France. 

Notes taken at the conference 

will be available shortly on the 

IDEA Leagueõs family forum. 

 

In conjunction with the 

workshop, members of the 

IDEA League Medical Advisory 

Board, including Charlotte 

Dravet, Catherine Chiron, 

Rima Nabbout, Ingrid 

Scheffer, Helen Cross, Linda 

Laux, Peter and Carol 

Camfield and Sameer Zuberi 

met with Angela Black, to 

discuss progress made to-date 

on the Collaborative Clinical 

Research & Comprehensive 

Care Network, plans for an 

electronic patient registry and 

ongoing research. Priorities for 

future endeavors were 

established, including support 

of new research and 

continued support of efforts to 

obtain full FDA coverage of 

stiripentol.  

 

òIt was an honor to be 

included in this event. What a 

great opportunity to gain 

insight to the latest research 

helping us to better 

understand this condition!ó 

said Joan. Sue Goodliffe 

stated: òIt was wonderful to 

see, first hand, so many 

doctors who are so interested 

ñIt is just so great to be 

with people who 

understand what your 

life is like.ò 

ðLisa Smith 

Kim Skriba, Nicole Villas, Sarah 

Bellis, Karen Mull and Lisa Smith in 

Williamsburg, Va, USA 

Drs. Rima Nabbout, Renzo Guerrini, 

Ingrid Scheffer and Helen Cross 



Marissa Kay Maurer was born 

Aug. 24, 2006 to Amanda and 

Aaron Maurer of Farmington, 

New Mexico. Though it was 

soon apparent that she and 

her family would face the 

challenges of Dravet 

syndrome, Marissa had a big 

smile and lived a joyful life. 

She loved camping and going 

to the lake with her family. 

She liked to sing òItsy Bitsy 

Spideró and was a fan of Elvis 

Presley music. She especially 

loved to ògo fastó on a four-

wheeler, in a Mustang, and in 

Daddyõs Shelby. 

  

Marissa passed away 

suddenly in her sleep of 

SUDEP on Monday, June 15, 

2009. She was 2 years old 

and could not wait to turn 

three on the special birthday 

she shared with her 

ôGrammy.õ On June 18, close 

supporters gathered to 

preserve memories in 

scrapbooks for Marissaõs 

family, and especially for her 

beloved little sister, Emily. 

These included special 

memorial photos created by 

Now I Lay Me Down to Sleep.  

On June 20, 2009 loving 

family and friends participated 

in celebrating Marissaõs life. 

They remembered Marissa by 

bringing gifts of books and 

toys in the hope of sharing her 

joy with other children.  

In  Lov ing  Memory 
By Joan Skluzacek 
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Marissa Kay Maurer 

In Appreciation 
The IDEA League would like to thank Adam Daniels and Above All Advertising of San Diego, 

California for their very generous contribution of printed display banners and backdrop for the 

IDEA League. These banners are a beautiful addition to our booth for medical conferences (see 

photo on page 9 to catch a glimpse of the backdrop). Thank you, Adam!  

C h a n n e l i n g  I n  

Dean Jefferson Henshall, 

much loved son of Sheila & 

Geoff, grandson of Doris and 

Jim, brother of Lucyñand now 

re-united with nanny Vera and 

grandad Jimmyñpassed away 

following a prolonged seizure 

in the early hours of Tuesday, 

Oct.27. Dean was transferred 

to the Intensive Care Unit at 

Alder Hey Children's Hospital 

in Liverpool. Very sadly, in 

spite of receiving the very 

best care available, Dean 

passed away peacefully at 

1.10 pm on Friday, Oct 30. 

 

Dean was an unabashed 

show-off and loved 

entertaining people as a very 

fine mimic, singing and 

generally performing. He 

would have loved the idea of 

having lots of fans, so his 

parents have created a page 

for him on Facebook. For 

every person that becomes a 

fan, a donation will be made 

to the IDEA League UK, up to 

50,000 fans. 

 

Deanõs favorite activities 

included conkering with his 

Dad, football, his Wii, his DS2, 

watching X-Factor with his 

mum, and watching Super 

League with his dad. His 

favourite foods were Kentucky 

Fried Chicken (but not their 

chips!), chicken skin, cheese 

and bacon on toast, and 

pancakes with lots of Nutella. 

Favourite movies: I Robot, 

MIB, Back to the Future 

Trilogy, Lord of The Rings 

Trilogy, and Harry Potter. 

 

Rather than sending cards or 

flowers, the family asks those 

who would like to make a 

donation in memory of Dean 

to give to the charity the IDEA 

League UK, to support 

children with Dravet syndrome 

and related conditions. Dean 

was diagnosed with a milder 

form of epilepsy known as 

Generalized Epilepsy with 

Febrile Seizures Plus (GEFS+). 

His sister Lucy, 14, has Dravet 

syndrome. 

 

 

Dean Henshall, his sister, Lucy, and 

mother, Sheila at a UK Dravet  

family holiday at Butlins Resort. 

New Advisors 
The IDEA League is honored to announce the addition of two new members to our Medical 

Advisory Board: Pr. Bernardo Dalla Bernardina from Italy and Dr. Michelle Bureau from France. 

Both physicians have played integral roles in research of Dravet syndrome and their experience 

will be a great resource to the League. They join an already distinguished group of dedicated 

physicians supporting our mission to improve the outcomes of children with Dravet syndrome and 

related conditions. 

 

The IDEA League has also recently formed an Honorary Advisory Board, which includes Joan 

Skluzacek, IDEA League Founder, and Kate Watts, Founding Vice President. We thank them for 

their willingness to serve in this capacity and for their continued commitment to the League. 



A Day fo r  Dravet  Exceeds  A l l  Expecta t ions 
By Angie  Mimms 

Station, Texas; Michelle 

Townsend in Flint, Michigan; 

Jennifer May and Karen Glenn 

in Lehi, Utah; Nikki Youngberg, 

Judy Keeney and Ashley Wood 

in San Francisco, California; 

Roberta Berry in Simsbury, 

Connecticut; Jennifer and 

John McMahan in Taylor Mill, 

Kentucky; and Sally Gaer and 

Laura Cossolotto in West Des 

Moines, Iowa. 

 

The success of A Day for 

Dravet only serves to support 

the tagline for the eventñ

hearts and soles really can 

make a difference! The IDEA 

League hopes to expand this 

event to sites around the 

globe and to continue to raise 

much-needed funds and 

awareness for Dravet 

syndrome and related 

conditions. Please consider 

hosting a walk in your area 

next year! 

 

A Day for Dravet, a day of 

walks and awareness, was a 

huge success, grossing more 

than $90,000 in its inaugural 

year! National Walk 

Coordinator Lori OõDriscoll 

said the original target for the 

Oct. 10 eventñthe IDEA 

Leagueõs first annual 

fundraising campaignñwas 

$50,000. The League was 

able to surpass that thanks to 

the hard work of local event 

coordinators, who organized 

walks in 10 US.cities. 

 

òMy work as the national walk 

coordinator was made very 

enjoyable by the hard work 

and dedication of the local 

coordinators,ó Lori said. òThey 

were all pretty awesome.ó 

 

The event was planned and 

organized very quickly ñin 

about three months ñmaking 

the outcome that much more 

impressive. One thousand 

people either participated in 

one of the walks or donated 

online. Planning will start 

earlier for A Day for Dravet in 

2010, and that will give even 

more people an opportunity to 

help with and participate in 

the walks, Lori said. Watch the 

newsletter for information. 

 

The five top grossing teams 

for the event were: Piperõs 

Pals, Team Talia, Team Cody, 

Team Isaac and Stocktonõs 

Slammers. Congratulations! 

Much appreciation to every 

team that participated in this 

wonderful day. 

 

Huge thanks to Lori and the 

following coordinators, who 

helped make A Day for Dravet 

such a tremendous success: 

Kim Skriba in Auburn, Georgia; 

Teresa Moberly in Auburn, 

Nebraska; Clare Carey in 

Boise, Idaho; Laura Walker 

and Niki Lewis in College 
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Many walkers braved chilly temperatures to support this 

event. Thanks to all those who came out and walked or 

made a donation. Your support is greatly appreciated! 

Look for more pictures of the events on page 9. 
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The 38th annual conference of 

the Child Neurology Society 

(CNS) took place October  

14-17, 2009 in Louisville, 

Kentucky, USA. The IDEA 

League was pleased to be 

part of the conference for the 

second year in a row. Four 

members of the League, John 

and Jennifer McMahan, Laura 

Cossolotto, and Joan 

Skluzacek, volunteered to 

represent our organization at 

this event by staffing our 

booth in the exhibit hall.  

 

As in the past, educational 

brochures and awareness 

materials were available at 

the IDEA League exhibit. In 

addition, this year, electronic 

copies of the abstract posters 

presented by IDEA League 

volunteers at the international 

workshop in Verona in 

IDEA League Par t i c ipates in  CNS Conference 
By  Joan  Sk luzacek 

October were available for 

viewing at our booth. Many 

visitors took particular interest 

in the poster on mortality and 

SUDEP among patients 

belonging to the IDEA League.  

A significant number of the 

doctors and nurses who 

stopped by the exhibit 

indicated that they wanted to 

learn more after participating 

in one of two conference 

sessions relating to Dravet 

syndrome. In a Thursday 

breakfast seminarñEarly 

Onset Epilepsy: Genetic 

Advances and Expanding 

PhenotypesñDr. Linda Laux of 

Childrenõs Memorial Hospital 

in Chicago, member of the 

IDEA League Medical Advisory 

Board, gave a presentation 

entitled, SCN1A Mutations: 

More than Just  Dravet and 

GEFS plus. On Wednesday, as 

part of the concurrent 

conference of the Association 

of Child Neurology Nurses, 

Lois Michalczyk and Mary 

Palacz, neurology nurses also 

of Childrenõs Memorial 

Hospital, presented a session 

entitled, Dravet Syndrome: 

Information for Nurses. 

 

The CNS conference was, 

once again, an excellent 

opportunity for the IDEA 

League to promote awareness 

and medical education 

regarding Dravet syndrome, 

as well as advocate for 

research and appropriate, 

evidence-based care for 

patients with this condition.   

Laura Cossolotto, John McMahan 

and Joan Skluzacek at the  

IDEA League booth at CNS. 

More from A Day for Dravet 

...this year, electronic copies of 

the abstract posters presented by 

IDEA League volunteers at the 

international workshop in  

Verona... were available for  

viewing at our booth.  
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IDEA League 

P.O. Box 797 

Deale, Maryland 20751 

443.607.8267  

www.idea-league.org 

email: Baker@IDEA-League.org   

or info@idea-league.org 

NOVEMBER EPILEPSY AWARENESS MONTH-USA 

DECEMBER  

 4-8 American Epilepsy Society Conference  Boston, Mass, USA 

MARCH   EPILEPSY AWARENESS MONTH-CANADA 

 26 Purple Day     Worldwide 

 27 National Walk for Epilepsy    Washington, DC, USA 

AUGUST 2010 

 25-29 IDEA League Bi-Annual Conference   Greenwich, Conn, USA 

JUNE 2010 

 18-21 UK Family Holiday      Sherwood Forest , 

        Centerparc 

NOVEMBER 2010 

 6 IDEA League-UK Conference    East Sussex, UK 

    

Dates to  Remember 

The Center for Courageous 

Kids provided the perfect 

opportunity for 27 families 

touched by epilepsy to get 

together for a great weekend 

get-away. Many families of 

children with Dravet 

syndrome attended the camp, 

as well as other families of 

children with epilepsy, from 

October 2-4, 2009. 

 

Over the three-day weekend, 

one camp counselor was 

assigned to each child. All 

counselors at The Center for 

Courageous Kids are trained 

for any emergency, which 

allowed the parents to feel a 

much needed sense of safety 

and relaxation. The parents 

and children bonded and 

lightened one another lives 

through their shared 

concerns, life experiences 

and a fun weekend of 

camping. 

 

Activities the campers 

enjoyed included horseback 

riding, boating, fishing, and 

arts and crafts. The parents 

took advantage of some much 

needed adult time spent as a 

group at Parent Night as well. 

Other fun opportunities at the 

camp included a family movie 

night, swimming and free play 

in the gym. A special visit by 

the Western Kentucky 

Women's Basketball team 

was a weekend highlight.  

 

The Center for Courageous 

Kids was founded by Elizabeth 

Turner Campbell, who lost a 

son to cancer and under-

stands the immense impact 

that pediatric illnesses have 

on families. The camp, set 

on168 acres in the beautiful 

rolling hills of Scottsville, 

Kentucky, is not a traditional 

camp. It's specifically 

designed for and caters to 

children living with medical 

challenges and families are 

not charged a fee to attend. 

Through the generosity of 

their Founder, board of 

directors, staff, health 

partners, community and 

private business support as 

well as private donations, the 

camp continues to serve 

special needs families year 

after year. To learn more, you 

can visit their website at 

www.CourageousKids.org. 

 

Said Brenda Neimi, who 

attended the getaway, òWe 

spent a fabulous weekend at 

camp, catching up with old 

friends and making new ones. 

Amanda loved the fact that 

she could pick out her own 

bed in the room; she picked 

the one with a Winnie the 

Pooh blanket...as we like to 

say ôit was a BIG deal!õ She 

also loved the fun dance 

music after each meal. Every 

time she would say ôit's 

another party!,õ with her bright 

eyes and big grin.ó  

 

The IDEA League would like to 

thank Dina Nelson for her 

work in arranging this event 

and The Center for 

Courageous Kids for making 

this opportunity available for 

our children and families. 

Fami l ies  En joy  Re lax ing  Weekend a t  Camp 
By Cathy Ho l t 

Jason and Amanda Niemi and Ryan 

Smith work on art projects. 

Horseback riding was a  

favorite activity at the camp. 

The Center for Courageous Kids in 

Scottsville, Kentucky, USA 


