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›› AGInG ACCeLeRATes BRAIn ABnoRMALITIes In 
CHILdHood onseT ePILePsY PATIenTs

april 10, 2012 – Study findings published in Epilepsia, a peer-
reviewed journal of the international league against epilepsy (ilae), 
show age-accelerated ventricular expansion outside the normal 
range in this patient population and confirms that childhood onset 
temporal lobe epilepsy has a significant impact on brain aging.

epilepsy affects nearly 3 million americans, and 1 out of every 
26 americans will develop epilepsy sometime over their lifetime 
according to the recently published institute of medicine study. 
Temporal lobe epilepsy is the most common form of partial  
epilepsy, with 60% of all patients having this form of the condition. 
Previous evidence suggests that patients with childhood onset  
epilepsy have significant cognitive and developmental deficien-
cies, which continue into adulthood, particularly in those resistant 
to antiepileptic drugs (aeds).

Prior imaging studies of patients with temporal lobe epilepsy 
have shown abnormalities in brain structure in hippocampus, thala-
mus and other subcortical structures, and also in cortical and white 
matter volume. however, there is limited knowledge of the effects 
of aging on these structural changes.

To characterize differences in brain structure and patterns of 
age-related change, dr. bruce hermann and colleagues from the 
university of Wisconsin-madison recruited 55 patients with chronic 
temporal lobe epilepsy and 53 healthy controls for their study. 
Participants were between the ages of 14 and 60, with patients 
having mean age of onset of epilepsy in childhood/adolescence. 
magnetic resonance imaging (mRi) was used to measure cortical 
thickness, area and volume in the brains of all subjects.

in participants with epilepsy, there were extensive abnormali-
ties in brain structure, involving subcortical regions, cerebellum 
and cortical gray matter thickness and volume in the temporal and 
extratemporal lobes. Furthermore, researchers found that increas-
ing chronological age was associated with progressive changes  
in cortical, subcortical and cerebellar regions for both epilepsy 
subjects and healthy controls. The pattern of change was similar 
for both groups, but epilepsy patients always showed more  
extensive abnormalities. in particular, epilepsy patients displayed 
age-accelerated expansion of the lateral and third ventricles.  
“The anatomic abnormalities in patients with epilepsy indicate a 
significant neurodevelopmental impact,” said dr. hermann.

“Patients with epilepsy are burdened with significant neurode-
velopmental challenges due to these cumulative brain abnormali-
ties,” concludes dr. hermann. “The consequences of these  
anatomical changes for epilepsy patients as they progress into 
elder years remain unknown and further study of the adverse 
effects in those of older chronological age is needed.”

›› AuToInjeCToRs oFFeR WAY To TReAT 
PRoLonGed seIzuRes
NIH study finds method safe and effective for paramedics

February 15, 2012 – drug delivery into muscle using an autoin-
jector, akin to the epiPen used to treat serious allergic reactions, is 
faster and may be a more effective way to stop status epilepticus, 
a prolonged seizure lasting longer than five minutes, according to 
a study sponsored by the national institutes of health. Status  
epilepticus is a potentially life-threatening emergency that causes 
55,000 deaths each year. anticonvulsant drugs are typically  

delivered intravenously (iV) as a first-line treatment.
Starting an iV in a patient experiencing seizures can pose a 

challenge for paramedics and waste precious time. Giving an intra-
muscular shot is easier, faster, and more reliable, especially in 
patients having convulsions. The researchers sought to determine 
whether an intramuscular injection, which quickly delivers anticon-
vulsant medicine into a patient’s thigh muscle, is as safe and effec-
tive as giving medicine directly into a vein. The study, which was 
carried out by paramedics, compared how well delivery by each 
method stopped patients’ seizures by the time the ambulance 
arrived at the emergency department.

The investigators compared two medicines known to be effec-
tive in controlling seizures, midazolam and lorazepam. both are 
benzodiazepines, a class of sedating anticonvulsant drugs. 
midazolam was a candidate for injection because it is rapidly 
absorbed from muscle. but lorazepam must be given by iV. The 
study found that 73 percent of patients in the group receiving 
midazolam were seizure-free upon arrival at the hospital, com-
pared to 63 percent of patients who received iV treatment with 
lorazepam. Patients treated with midazolam were also less likely to 
require hospitalization than those receiving iV lorazepam. among 
those admitted, both groups had similarly low rates of recurrent 
seizures. The study appears in the Feb. 16, 2012 issue of The New 
England Journal of Medicine.*

“Patients with status epilepticus can suffer severe consequenc-
es if seizures are not stopped quickly. This study establishes that 
rapid intramuscular injection of an anticonvulsant drug is safe and 
effective,” said Walter Koroshetz, m.d., deputy director of the 
national institute of neurological disorders and Stroke (nindS), 
part of the nih, which funded the study.

The investigators said that while autoinjectors might someday 
be available for use by epilepsy patients and their family members, 
more research is required. because of the strong sedative effect of 
midazolam, on-site medical supervision is now required for the 
safety of the patient.

The Rapid anticonvulsant medication Prior to arrival Trial 
(RamPaRT) study was conducted through the nindS’ neurological 
emergencies Treatment Trials (neTT) network. additional funding 
was provided by the nih Countermeasures against Chemical 
Threats (nih CounteraCT) program and the biomedical advanced 
Research and development authority (baRda). The department  
of defense’s Chemical biological medical Systems (CbmS) Joint 
Project management Office provided the autoinjectors for the trial 
under a memorandum of agreement with nindS.

nih CounteraCT, baRda and CbmS are responsible for 
enhancing the u.S. government’s development of medical coun-
termeasures to natural and intentional public health threats. 
(Please see full statement below on CbmS). The chemical defense 
community has a longstanding interest in research on the rapid 
treatment of nerve agent-induced seizures. as the RamPaRT 
study was being planned, investigators learned that the depart-
ments of defense and health and human Services were already 
working with a midazolam autoinjector and the study was an 
opportunity to confirm its effectiveness in patients with seizures.

“There was great synergy when we realized that RamPaRT  
was studying a similar problem that was of concern to the chemi-
cal defense community. This led to a perfect collaboration 
between hhS and dod,” said david Jett, Ph.d., program director 

›› In BRIeF In BRIeF ‹‹

for nih CounteraCT and nindS. “The broader implication of 
RamPaRT is that we now have critical information from studies in 
humans that a safe and effective tool may one day be available to 
enhance our public health preparedness. autoinjectors provide a 
highly practical way to treat hundreds of people quickly during an 
emergency.”

RamPaRT is the first randomized clinical trial to investigate 
whether intramuscular delivery of midazolam is as effective as iV 
lorazepam, the current standard of care therapy. The trial started 
in 2009 and completed enrollment in June, 2011. RamPaRT 
involved more than 79 hospitals, 33 emergency medical services 
agencies, more than 4,000 paramedics and 893 patients ranging in 
age from several months old to 103. The network of investigators 
that designed and carried out the trial was established by nindS 
to conduct clinical trials on a variety of acute conditions affecting 
the brain such as stroke and traumatic brain injury. neTT investiga-
tors are organized into a system of 17 major research hospitals 
each of which is linked to several community hospitals and other 
medical centers.

another special aspect of the study was that it was conducted 
under exception from informed consent for emergency research. 
This is a federal regulation to protect patients who are involved in 
research when consent is not possible because of their medical 
condition. Community consultation is held in advance of the study 
to raise awareness, ensure transparency, and get input from local 
residents.

Paramedics in RamPaRT used study boxes with a time-
stamped voice recorder, designed by the neTT team. This tool 
allowed paramedics to make quick decisions, indicate the time 
treatment began and the time the patient’s convulsions stopped, 
all without having to interrupt patient care to record data. The 
goal of the study was to control the seizures within 10 minutes 
without having to deliver a second dose of medicine. Prolonged 
status epilepticus can last for hours and sometimes is controlled 
only with general anesthesia.

“Few other areas of medicine are as time-dependent as injury 
to the brain. in epilepsy, even a few minutes can be important. 

With every minute the seizure continues, it becomes harder to 
stop. RamPaRT offers first responders an important treatment 
tool that will have a meaningful impact on the lives of many peo-
ple with epilepsy,” said Robert Silbergleit, m.d., of the university 
of michigan in ann arbor, first author of the NEJM paper.

*Silbergleit, r., et al. intramuScular verSuS intravenouS therapy for prehoSpital StatuS epilepticuS. New 
eNglaNd JourNal of MediciNe, february 16, 2012.

›› neW Gene dIsCoVeRY unLoCks MYsTeRY oF 
ePILePsY In InFAnTs

January 19, 2012 – benign familial infantile epilepsy (bFie) has 
been recognized for some time as infantile seizures, without fever, 
that run in families but the cause has so far eluded researchers. 
however clinical researchers at the university of melbourne and 
Florey neurosciences institute and molecular geneticists at the 
university of South australia have discovered a gene.

bFie is a disorder that occurs in previously healthy infants who 
are developing normally. Seizures commence when a baby is 
about six months old and stop by the age of two years. bFie is a 
rare form of epilepsy with the australian researchers having stud-
ied about 40 families from around the world. Some of the children 
with this gene abnormality develop an unusual movement disorder 
later in childhood or adolescence called Paroxysmal Kinesigenic 
Choreoathetosis (PKC).

Families with this condition have now been found to carry a 
variation in a gene called PRRT2, which may cause the protein the 
gene encodes to form incorrectly. The function of this gene is not 
yet known nor is it understood how the changes in this gene cause 
an infant to have seizures. This gene discovery provides valuable 
opportunities for learning more about brain function and what 
causes seizures.

Professor ingrid Scheffer, Chair of Paediatric neurology 
Research said the finding would help families understand why their 
baby has seizures and will provide reassurance that the baby will 
grow out of the seizures and not have long term problems. it will 
also help with early diagnosis and appropriate treatment of the 
movement disorder.
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T
he 6th Annual National Walk for Epilepsy was 
bigger and better than ever! Over the past 5 
years, the National Walk for Epilepsy has 
engaged more than 30,000 people and raised 
more than $5 million. This year boasted new 

entertainment, musicians and a completely revamped 
layout for the event site.

The day started with the Pre-Walk Rally featuring Left 
on Lincoln, an awesome local band that kick started the 
day with some classic rock. Then we heard from speakers 
such as Brien Smith, M.D., chair of the Epilepsy 
Foundation board who is a neurologist and had epilepsy 
caused by a brain tumor; and Walk co-chairs Matt Miller 
and Lisa Moss. Matt has two sons with epilepsy, Nicky and 
Jordan. Lisa has a daughter, Aria, and a son, Evan, who 
has tuberous sclerosis. The co-chairs led the Walk council 
in outreach to companies and individuals to increase 
participation. It’s the dedication of people like them that 
keep the Walk alive and help it grow year after year.

Jennifer Moore Woods sang the National Anthem  
and did a spectacular job. She was there supporting her 
husband Perry Woods who has epilepsy. The Walk began 
with a ceremonial first step taken by Trenton Gilstrap, a 
senior in high school who has epilepsy and Asperger’s 
syndrome. Trenton is a great advocate for epilepsy and 
plays the saxophone in his high school marching band, 
which performed at the Walk for the third year in  
a row.

Following the Walk’s scenic turn past the 
Capitol, the Washington monument and 

the cherry blossoms around the Tidal 
Basin, there was a post-Walk cere-

mony. Walk council co-chair  
 
 

 

Lisa Moss announced the winning teams in the categories 
Most Money Raised and Most Walkers, divided by team 
type: individual team, company/organization team or 
affiliate team.

After the post-Walk ceremony there was the Ask-the-
Experts session, a question and answer session with top 
neurologists fielding questions from Walk participants. 
The 2012 panel featured Epilepsy Foundation Professional 
Advisory Board Chair Joseph Sirven, M.D., Epilepsy 
Foundation Board Chair Brien Smith, M.D., and Joan 
Austin, D.N.S. Joan Austin and Joseph Sirven served on 
the Institute of Medicine’s (IOM) committee on the Public 
Health Dimensions of the Epilepsies, and provided an 
overview of the IOM study results, released on March 30. 
In addition, the entire panel provided expert feedback on 
treatment options, medications and promising research.

In past years, there was one large tent for the 
Foundation and the Walk sponsors 

to share. The Foundation passes 
out informational materials 

and talks with 
Walkers about 

the services  

and programs we provide, and Walk sponsors and partner 
organizations share with the Walkers the work they do.

This year, each organization had their own tent; tents 
were arranged in a circle, called the Walker’s Village.  
The Epilepsy Foundation had a tent in the center to pass 
out materials. Also new to the Walk was the Social Media 
Tent, which was part of the outer ring of tents. This tent 
originally was established to serve as a space where 
walkers could meet their online friends they had met 
through support groups or our social networking site, 
eCommunities. The Foundation had received feedback 
that Walk participants would like to have a place to meet 
their online friends—so they listened and did it! Also at 
this tent were pieces of the Walk mural, which was painted 
at a previous year’s Walk, and teams were encouraged to 
stop by the tent to have a team picture taken in front of 
the mural. All of the team photos were posted the same 
day on our Facebook page.

Returning to the Walk this year was the Kids Tent, 
which featured face painting and coloring books; MLB 
team the Baltimore Orioles mascot, the Oriole Bird; the  

 
 

 
 
 

Chick-fil-a cow; and the Gwyn Park High School march-
ing band and JROTC. New to the Walk this year was the 
Buffalo Wild Wings mascot, Blaze, and the Bowie Baysox 
mascot, Louie. The mascots and characters were a major 
hit with the crowd!

The Walk is not only a fun, family-friendly event; it’s 
also an awareness event and a support system for people 
who are affected by epilepsy. Teams come from all over 
the country to the Walk, the largest epilepsy awareness 
event in the country. The buzz in the air and the feeling 
of community at the National Walk for Epilepsy is almost 
indescribable. Ellen Woods, vice president of develop-
ment at the Epilepsy Foundation, put it best when she 
said, “This is a once-a-year event where families from 
across the country are able to come together and support 
each other. So many signs and shirts read, ‘You are not 
alone.’ That’s the positive attitude and enthusiasm we saw 
all across the Mall that made this Walk so inspiring and 
inclusive for everyone who participated.”

For more about the Walk, visit WalkforEpilepsy.org. 
“Like” the Foundation on Facebook at facebook.com/ 
epilepsyfoundationofamerica and follow the Foundation 
on Twitter at twitter.com/epilepsyfdn.
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The 6th Annual National Walk for Epilepsy RAISED the Bar!
by Shelly WilliamS, epilepsyUSA manaGinG ediTOR

photoS: DaviD anDerSon photography; mike mceWen; henry ShaW

continued on page 7

http://epilepsyfoundation.org/aboutus/leadership/Joseph-Sirven.cfm
http://epilepsyfoundation.org/aboutus/smith.cfm
http://epilepsyfoundation.org/Institute-of-Medicine-Study.cfm
http://epilepsyfoundation.org/Institute-of-Medicine-Study.cfm
http://www.facebook.com/epilepsyfoundationofamerica
http://www.walkforepilepsy.org/
http://www.facebook.com/epilepsyfoundationofamerica
http://www.facebook.com/epilepsyfoundationofamerica
http://www.twitter.com/epilepsyfdn


of walkers 

are locals

41% 
are from 
outside 
the washington, d.c. area
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Lisa moss, matt miller and their children rally the crowd.  
photo: DaviD anDerSon photography

Jennifer moore Woods 
singing the national 
anthem at the pre-Walk 
rally. photo: hanifa ayUniSa

Joan austin, D.n.S., Joseph Sirven, m.D., and brien Smith, m.D. 
answer questions from the audience at the ask-the-experts forum. 

photo: DaviD anDerSon photography

photo: henry ShaW

Left on Lincoln rocked the crowd with their music. 
photo: DaviD anDerSon photography
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of walkers are 
are female male 

25% 
of walkers 
are ages 
25-34

of walkers 
identified 
as having 
epilepsy

18%

63% 37%

59%
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the 6th annual national Walk for epilepsy raiSeD the bar!
Continued from page 8

You did It!! The 6th Annual Walk for epilepsy Would not Have Been Possible Without You!

MosT MoneY RAIsed  •  2012 National Walk for Epilepsy
IndIVIduAL/FAMILY TeAM CoMPAnY/oRGAnIzATIon TeAM AFFILIATe TeAM

MosT WALkeRs  •  2012 National Walk for Epilepsy

IndIVIduAL TeAM CoMPAnY/oRGAnIzATIon TeAM AFFILIATe TeAM

1st  sCI – Team dignity 
97 members

2nd American epilepsy society 
(Aes)

3rd (tie) supernus Pharmaceuticals 
uCB – epilepsy Advocates

1st  American epilepsy society 
(Aes) 
over $30,000

2nd sCI

3rd supernus Pharmaceuticals 

1st  Generations of Hope 
over $16,000

2nd strollin for sammy

3rd seizure Busters

1st  Fighting Back with Fat  
39 members

2nd joshua’s smile

3rd Team “Victoria” us

1st  epilepsy Foundation  
Maine/Rhode Island 
over $9,000

2nd epilepsy Foundation Virginia

3rd epilepsy Foundation  
new jersey

1st  epilepsy Foundation Virginia   
56 members

2nd epilepsy Foundation  
eastern Pennsylvania

3rd epilepsy Foundation  
new jersey 

photo: mike mceWen

The Generations of hope team. photo: DaviD anDerSon photography

view all of the Social media tent 
photographs on our facebook!

photo: mike mceWen

photoS: SheLLy WiLLiamS

The Epilepsy Foundation thanks all of our 
participants and supporters in making the  
2012 National Walk for Epilepsy a success.
The National Walk would not have been possible 
without the support of the 2012 Walk sponsors:

Anita Kaufmann Foundation

Team Epilepsy Nutricia

National Association  
of Epilepsy Centers LARABAR Epilepsy Alliance for 

Young Adults
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Yara Heston was a kind woman who loved children and was 
described as “too good for this world.” She passed away at the age 
of 36 on September 30, 2005. In her memory, Yara’s Fund was 
established through the Epilepsy Foundation of Delaware to help 
other people with epilepsy cover the cost of their medications.  
This is Yara’s story, as told by her mother, Judy Curtis.

Epilepsy was Yara’s companion for 30 of her 36 
years, but it never once defined her life, nor 
her attitudes, nor the way she lived her life. 
She was always positive and optimistic, and 
probably the most courageous person I ever 

knew. She was upbeat and very, very interested in living 
independently. She wanted her own life. That isn’t to say 
that she was in denial. She knew exactly what she was 
living with and the circumstances under which she lived, 
but it did not control her.

Yara was born 43 years ago in Denver, 
Colorado. She was diagnosed as having petit 
mal seizures when she was six, and then she 
was put on Zarontin and things noticeably 
improved for about four years. The same week 
she turned ten she had a tonic-clonic seizure, 

and most of her seizures thereafter were tonic-clonic.
It’s very important to me, and always has been, that 

epilepsy not be the subject of anything I say about Yara 
because it did not define her life. She was an exceptional 
person, but I tried to make her strong. I remember when 
she was diagnosed, and I went to her first grade teacher. 
She was a charming, beautiful young lady, and she said, 
“Oh, I would just be crying and crying.” And I said, “Miss 
Berry, I did; I did that. Now, we have to go about living. 
We have to meet this and we have to live, and I want Yara 
to be strong.”

Yara said to me when she was ten, “Mommy, why did 
God give me this?” I said, “Well, Yara, I don’t know if He 
did because I don’t believe that He does those things, but 
if He did, He did it to show His great works through you.” 
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“She knew exactly what she was living 
with and the circumstances under which 
she lived, but it did not control her.”

continued on page 12

aS TOld by Judy CuRTiS
ediTed by Shelly WilliamS, epilepsyUSA manaGinG ediTOR

of  Yarayara with her mother Judy

Love



12   epilepsyuSa   2012 • Issue 2 www.epilepsyfoundation.org

I believe that Yara took those words to heart and adopted 
them. I don’t mean to beatify her, by any means. She was 
a human being and she had her faults, like we all do, but 
I think she was quite extraordinary.

We moved around a lot until Yara went into high 
school. I have to say that those four years were among  
the happiest of her life because she found friends and a 
wonderful, modified educational program where she 
flourished. In 1989, she was accepted to National Louis 
University, into their Professional Assistant Center for 
Education (PACE) program. While there she did her field 
study at a daycare and she just loved it. Yara loved 
children and she chose to major in early childhood.

She never gave birth to a child, did not marry, but she 
knew exactly what it meant to love children. And she 
loved children. She had so many in her life through 
daycare and pre-school, and they loved her because she 
loved them unconditionally.

In 1994, I remarried and moved to Delaware, and Yara 
moved to Delaware in 1997. She lived with us for about 
17 months, and then she got her own little apartment. 
She was so happy about that and she continued to work at 
a day care. Without Bill, Yara’s stepfather, she would not 
have been able to live independently. He gave her a great 
deal of emotional and financial support.

Yara found herself among the people who have trouble 
sustaining employment. From time to time, she could not 
work full-time because of her epilepsy, and many times 
she was fortunate in that she encountered employers who 
were both sensitive and supportive.

One morning she had a seizure and couldn’t go into 
work, and this man fired her on the spot on the 
telephone. It was unfair and unjust. And speaking of 
which, she also had a very strong sense of right and 
wrong, and of justice. She hated injustice when it was 
shown to anyone. Her favorite book as a child was Bambi, 
and I could never get her to eat venison.

Once, I heard someone say “the gifts we give to 
ourselves stay with us and die with us, but the gifts we 
give to others go out into the world and are immortal.” 
That was Yara; that’s the way she lived her life. She 
thought of others first. She did not set out to make as 
much money as she could and keep as much money as 
she could. She shared what she had. She gave it away if 
someone needed help. She was the kind of person that 
would give the shirt off her back; very generous, and very 
loving and giving.

Her smile 
began in her eyes 
except for the 15 
years she was on 
Depakote, which 
did so much harm 
to her. There was 
dullness in her 
eyes, and I 
noticed slurring 
of speech. It 
affected her  
muscles and her 
joints. It affected 
her vision. It 
produced a tremen-
dous weight gain. Except for those 15 years, she had a 
sparkle in her eyes from the day she was born, and when 
she transitioned from Depakote to Lamictal in the year 
2000, that returned. She was like Sleeping Beauty; she 
woke up again. She was full of questions, and she was so 
alert and so inquisitive, and it was like she had awakened 
from a 15 year sleep. The things she accomplished in 
those 15 years while on that medication are just phenom-
enal to me, and another testament to her perseverance, 
and her courage and her strength as a person.

Toward the end she fell a lot, and the morning was 
her most dangerous time of day. Usually she had 
seizures early in the morning, and I think that’s what 
happened on that last day—she had a seizure.

We had a protocol; I had a plan in place because  
she was living alone. I would call her every morning 
about 8:00 her time and I knew that on this morning  
she had plans to go to the fitness center. By the way, the 
number of people that knew Yara and loved her was just 
phenomenal, I mean, the van drivers, her nail technician, 
the people at the fitness center. In fact, she became very 
good friends with the gentleman at the center, and that 
morning when I couldn’t reach her, my first call was to 
him, and he said, “No, she has not come in this 
morning.”

My second call was to the para-transit company, and 
they said Yara was a “no-show.” Then I called her 
landlord who also has a son who has epilepsy. He and  
his wife went to her apartment, and they found her.  
She passed away on September 30th of 2005. That was  
a terrible day; the worst day in a parent’s life, worst day  
in my life. My neighbor said after Yara passed away that 
Yara was a gentle soul. She was.

Abraham Lincoln was another parent who lost a child. 
He lost three children, and I’ve heard it said that his 
favorite son was his third son, Willy, who died in the 
White House. In his grief, Abraham said, “Willy was too 
good for this world.” And that’s how I see Yara; she was 
too good for this world.

for the Love of yara
Continued from page 11

“She was the kind of person that 
would give the shirt off her back.”

bill and Judy Curtis
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She died too young, and she knew it, too. That was 
something that I found to be quite interesting. We had 
more than one conversation about the future, about 
“what-ifs.” She did not believe she would live too many 
years. She was still in high school when she said that.

Yara’s Fund was established as a tribute to Yara, as a 
way of giving to others because that is the way Yara lived. 
It was established to provide assistance to that 30  
percent of the community who find difficulty sustaining 
employment, and therefore, don’t have health insurance, 

and have a very difficult time affording their medications 
which are very expensive. So, this fund provides that 
support, and every penny in it goes for that. And that 
makes us feel good that we are able to help other people 
as a tribute to Yara. It’s like she’s still with us, and it gives 
meaning to her life and to ours by doing this.

We hope this fund will continue indefinitely, and we’ve 
done different things to try to raise as much money as we 
can. In 2006, my husband built a beautiful, big, oval-
shaped garden in our backyard, and we dedicated it in the 
spring of 2007. We had friends here, and they brought 
things to plant and poems. We had a little ceremony, and 
then we began to take seasonal pictures. My husband is a 

very good photographer, and he took pictures of the 
garden at the four seasons of the year. We created a series 
of note cards called The Four Seasons of Yara’s Garden and 
we sold them. That resulted in $1,000.00 being donated 
to the fund. And I still push them off on family and 
friends. [Laughs]

It’s in conjunction with the Epilepsy Foundation of 
Delaware. And the reason is because that is where Yara 
lived. That is where she was happy. That is where I lived 
with my husband for a few years, and that is where I 
served the affiliate by being on the board and by volun-
teering. Lastly but not least, I have great respect for 
Barbara Blair who is the director there. She is one of the 
hardest working people I have ever met; committed to 
public awareness, to educating people beginning with 
teens in high schools, and paramedics, EMTs, bus drivers, 
van drivers, police officers, firefighters. I just have great 
respect for that and I like to support that.

Each person has their own individual life to live and 
their own way of living and meeting challenges. And I 
would like to say in closing just one more thing about 
Yara, in an effort to be as positive as she was, and that is it 
will always be incomprehensible to me that she lived with 
the challenges. People don’t endure; they live in spite of 
and they live with. It breaks a mother’s heart to see these 
things, but on a positive ending note, I will always 
remember the grace with which she lived.

She did; she lived with grace, and I don’t think there’s 
much more we can expect.

To donate to Yara’s Fund and support 
patients in Delaware who need help paying 
for their medications, send a check to  
the Epilepsy Foundation of Delaware.  
Please make a notation, either on the check 
or with a separate note, that it is intended 
for yara’s fund. 

For more information, visit http://old.
epilepsyfoundation.org/local/delaware/
donations.cfm

The Epilepsy Foundation of America is a nonprofit, 501(c)3 tax-exempt organization. Contributions are tax deductible as permitted by law. The Epilepsy Foundation has 
registered in every state in which registration is required. To obtain a copy of our latest annual report, please visit our website www.epilepsyfoundation.org. Our mailing address is 
Epilepsy Foundation, 8301 Professional Place, Landover, MD 20785-2353 or call 301-459-3700.

Florida: A COPY OF THE OFFICIAL REGISTRATION AND FINANCIAL INFORMATION MAY BE OBTAINED FROM THE DIVISION OF CONSUMER SERVICES BY 
CALLING TOLL FREE, 1-800-435-7352 WITHIN THE STATE. REGISTRATION DOES NOT IMPLY ENDORSEMENT, APPROVAL OR RECOMMENDATION BY THE STATE. 
SC-00229. For the cost of copies and postage, documents and information required by the Maryland charitable organizations law can be obtained from the Office of Secretary of State, 
Charitable Division, State House, Annapolis, MD 21401. Official registration and financial information may be obtained from the Mississippi Secretary of State’s Office by calling 1-888-
236-6167. Registration by the Secretary of State does not imply endorsement. INFORMATION FILED WITH THE ATTORNEY GENERAL CONCERNING THIS CHARITABLE 
SOLICITATION MAY BE OBTAINED FROM THE ATTORNEY GENERAL OF THE STATE OF NEW JERSEY BY CALLING 973-504-6215. REGISTRATION WITH THE 
ATTORNEY GENERAL DOES NOT IMPLY ENDORSEMENT. A copy of the latest annual report can be obtained from the Office of the Attorney General, Department of Law, 
Charities Bureau, 120 Broadway, New York, NY 10271. Kansas license #710-605-7SC. Annual financial report is filed with the Secretary of State, Topeka, KS 66612. In North Carolina, 
financial information about this organization and a copy of its license are available from the State Solicitation Licensing Section at 1-888-830-4989. The license is not an endorsement 
from the state. Annual report may be obtained from the Oklahoma Tax Commission. The official registration and financial information of the Epilepsy Foundation of America may be 
obtained from the Pennsylvania Department of State by calling toll-free within Pennsylvania, 1-800-732-0999. Registration does not imply endorsement. Virginia residents may obtain 
a copy of financial documents from the State Division of Consumer Affairs, PO Box 1163, Richmond, VA 23218. The Epilepsy Foundation is registered in Washington with the Charities 
Division, Office of the Secretary of State, Olympia, WA 98504; toll-free number within state is 1-800-332-4483. West Virginia residents may obtain a summary of registration and financial 
documents from the Secretary of State, State Capitol, Charleston, WV 25305. Registration does not imply endorsement. Michigan license #MIC-5629.

Yara’s Fund was 
established as a 
tribute to Yara,  
as a way of 
giving to others 
because that is the 
way Yara lived.

http://old.epilepsyfoundation.org/local/delaware/donations.cfm
http://old.epilepsyfoundation.org/local/delaware/donations.cfm
http://old.epilepsyfoundation.org/local/delaware/donations.cfm


14   epilepsyuSa   2012 • Issue 2 www.epilepsyfoundation.org

This past April, teens from all over the country 
traveled to Washington, D.C. to raise their hands 
and their voices in the fight for rights, protection 

and opportunities for people living with epilepsy. These 
young spokespersons served as a representative of their 
state as they met with their Senators, Representatives and 
congressional staff. Their job was to advocate for epilepsy, 
as part of the Epilepsy Foundation’s annual Kids Speak Up! 
program. 

Kids Speak Up! (KSU) is a national program that 
trains young ambassadors with epilepsy between the ages 
of 13 and 18 to become local and national advocates. 
KSU is held in tandem with our Public Policy Institute 
(PPI) for Foundation affiliates and adult volunteers. The 
teens, affiliates and volunteers’ mission is to personally 

petition congressional leaders for support of better access 
to care, improved public awareness and education, and 
more funding for research toward a cure for epilepsy. 

This year, KSU/PPI was focused on the R.A.I.S.E. 
Resolution. The R.A.I.S.E. Resolution stands for Raising 
Awareness and Insight on Seizures and Epilepsy, and is 
also known as House Resolution 298, or H Res 298. It was 
created to promote greater awareness and understanding 
about epilepsy among government agencies and bodies 
that come into contact with the nearly 3 million people in 
this country living with epilepsy.

Forty-four teens participated in the 3-day training to 
learn more about epilepsy, develop their public speaking 
skills and learn the importance of advocacy. The high-
light of the trip was a meeting on Capitol Hill to urge 

support of efforts to improve public understand-
ing of the condition and increase aid to further 
research for a cure. After the participants return 
home, they are asked to use their experiences to 
advocate locally through the Year of Service pro-
gram, where they design and implement activities 
that raise awareness year-round.

Special guests this year were Dr. Frances 
Jensen and “Mighty Mike” Simmel. Dr. Jensen is 
a neuroscientist and professor of neurology at 
Children’s Hospital Boston and Harvard Medical 
School, and President of the American Epilepsy 
Society (AES). She addressed the adult partici-
pants with a presentation on the latest advances 
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continued on page 16

Teens RAISED Their Hands to RAISE Awareness
Kids Speak Up! Teens Visited Washington, d.C. to Meet with Lawmakers

by Shelly WilliamS, epilepsyUSA manaGinG ediTOR

brittany and tara pose for a picture with their accompanying ppi participants.

http://epilepsyfoundation.org/getinvolved/advocacy/public/kidsspeakup.cfm
http://epilepsyfoundation.org/getinvolved/advocacy/RAISE.cfm
http://epilepsyfoundation.org/getinvolved/advocacy/RAISE.cfm
http://epilepsyfoundation.org/getinvolved/advocacy/public/2012-KSU-Participants.cfm
http://epilepsyfoundation.org/getinvolved/advocacy/public/Frances-Jensen.cfm
http://epilepsyfoundation.org/getinvolved/advocacy/public/Frances-Jensen.cfm


in epilepsy research. “Mighty Mike” was diagnosed 
with epilepsy at age two, and is a professional basket-
ball player with the Harlem Wizards entertainment 
basketball team and a national spokesperson for  
epilepsy awareness. Mike is also a motivational  
speaker, and blogged about his experience at KSU. 

New to KSU/PPI this year was the presentation of 
the Sara Stubblefield Advocacy Award. This award was 
established in memory of the late Sara Elizabeth 
Stubblefield and recognizes a person who is a leader 
in advocating and making a difference for the epilep-
sy community. Ryan Dillon, member of the national 
board, was the recipient of the 2012 Sara Stubblefield 
Advocacy Award because of his dedication to the epilepsy 
community. Congratulatory videos from Congress 
Members of Missouri, Ryan’s home state, were shown  
and Ryan gave a heart-warming acceptance speech. 

In the United States, epilepsy 
affects more than 326,000 children 
under the age of 15. Most of the teens 
at KSU have epilepsy, but there are 
some participants who are affected by 
epilepsy in a different way such as 
being the sibling or child of someone 
living with epilepsy. Whether living 
with epilepsy themselves or being 
close to someone who has the condi-
tion, the personal stories of the teens 
are amazing. They are honor roll  
students, athletes, music and arts  
students, volunteers at their local 
affiliates, and they never let epilepsy 
slow them down. Most most impor-
tantly, they are the future of the  
epilepsy community.
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teens raiSeD their hands 
Continued from page 15

board member tina Westra speaks to the crowd on opening night.

For more photos and videos, visit 
www.epilepsyfoundation.org/ksu

We want to hear from you!
Give us your feedback. Share a personal story. 
Ask a question.

e-mail: editor@efa.org

mail: epilepsyUSA, 8301 professional place, 
Landover, mD 20785-2353

All letters to epilepsyUSA must include your full 
name and home address.

Sophie and her mother michelle 
both have epilepsy and share 
their experiences with hill staff.

Sara Stubblefield’s family and the winner 
of the 2012 Sara Stubblefield advocacy 
award, ryan Dillon (third from right).

mike Simmel teaches basketball tricks 
to kSU participants ian and Chloe.

ppi participants learn how to share their story 
and speak with their Congress members.

brandon sends 
the camera 
positive vibes.

http://mightymikebasketball.wordpress.com/2012/05/08/creating-an-impact/
http://www.epilepsyfoundation.org/aboutus/Find-an-Affiliate.cfm
http://www.epilepsyfoundation.org/aboutus/Find-an-Affiliate.cfm
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Overview
The RAISE (Raising Awareness and Insight on 

Seizures and Epilepsy) Resolution, also known as House 
Resolution 298 or H Res 298, was created to promote 
greater awareness and understanding about epilepsy 
within government agencies that come into contact with 
the nearly 3 million Americans living with epilepsy. The 
RAISE Resolution asks for no additional money, just 
greater effort by the federal government to coordinate 
the use of epilepsy awareness and educational programs.

By increasing awareness we can improve epilepsy care, 
access to appropriate services and ultimately build public 
support for a greater investment in research that leads to 
a cure. The Epilepsy Foundation strongly supports the 
RAISE Resolution and urges all members of the House of 
Representatives to co-sponsor RAISE. The goal is to get 
at least two RAISE co-sponsors from each state and at 
least 100 co-sponsors total.

Background
The Epilepsy Foundation works vigorously on Capitol 

Hill to ensure that epilepsy is a priority in the federal 
health care system. The RAISE Resolution was introduced 
in the House of Representatives by JoAnn Emerson (MO), 
Ed Perlmutter (CO) and Dan Benishek (MI), and has 
strong bipartisan support.

Nearly than 3 million Americans have epilepsy, yet 
epilepsy and seizures remain largely misunderstood by 
the public. The Epilepsy Foundation is particularly 
concerned about the lack of epilepsy awareness among 
educators, employers, medical professionals and first 
responders—as they often come into contact with 
someone having a seizure. Epilepsy awareness and an 
understanding of seizures in the workplace, schools and 
communities would make it safer for students, workers 
and citizens with epilepsy to access emergency care, 
continue employment and achieve an education.

Get Involved
Send a Letter to Congress: 
Contact your Representative and ask them to co-sponsor 
the RAISE Resolution.

RAISE Your Pen: 
Sign the RAISE Petition to help persuade legislators to 
co-sponsor this resolution and get it passed.

Send a Video to Congress: 
Let Congress see your face and hear your voice by 
creating and posting a short video telling them why you 
support the RAISE Resolution and why they should, too! 
You can share your video by:

•	 posting	it	on	the	Foundation’s	Facebook page
•	 tweeting	it	to	the	Foundation	at	@EpilepsyFdn
•	 sending	it	directly	to	Government	Relations	&	

Grassroots Manager, Cornell Woolridge, at 
cwoolridge@efa.org to be put on the Foundation’s 
YouTube channel

Join the #RAISE Days: 
Follow @EpilepsyFdn on Twitter and be part of the 
#RAISE Days. On special #RAISE days, the Foundation 
will send updates about RAISE co-sponsors, action alerts 
and other events being held in support of RAISE.

Sign Up for Advocacy E-mails: 
Join the Speak Up, Speak Out network to receive action 
alerts on legislation and advocacy outreach messages.

Browse the Legislative Action Center: 
Find out if your member is a co-sponsor and see the 
status of the RAISE Resolution.

Learn more about RAISE: 
Read the legislation for the RAISE Resolution. 

kSU/ppi participants raiSing their hands for the raiSe resolution.

http://www.epilepsyfoundation.org/getinvolved/advocacy/RAISE.cfm
http://www.epilepsyfoundation.org/getinvolved/advocacy/RAISE.cfm
http://capwiz.com/efa/home/
http://www.epilepsyfoundation.org/getinvolved/advocacy/petition/index.cfm
https://www.facebook.com/EpilepsyFoundationofAmerica
http://twitter.com/EpilepsyFdn
mailto:cwoolridge@efa.org
http://twitter.com/EpilepsyFdn
http://capwiz.com/efa/mlm/signup
http://capwiz.com/efa/issues/bills/?bill=49573506
http://www.epilepsyfoundation.org/getinvolved/advocacy/loader.cfm?csModule=security/getfile&PageID=46389

