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It's t ime to take action.
Happy start to 2022 to you and your family! 

As we are gearing up for the Epilepsy Foundation’s upcoming nationwide events 
and new initiatives, the enthusiasm and energy driving this work reminds me 
of how far we have come as an organization… despite the pandemic. We would 
not have been able to make the impact we have made, without the generous 
contributions and actions of our community and supporters. 

This month’s Foundation Quarterly focuses on giving and making a difference. 
Each story highlights individuals who are using their talents, time, money, and 
voice to support people living with the epilepsies. As you read these stories, I 
hope you feel inspired by their words. 

It’s no secret that giving not only helps others, but it also empowers individuals 
to take action. There are many ways to support people living with epilepsy. I 
challenge you to find your way of giving this February as we recognize Black 
History Month and Rare Disease Month. 

No matter how you choose to give – whether it is through workplace giving, 
donating your personal stocks, vehicle, or money, sharing your story or your time 
– you can make a difference for the 3.4 million people in the U.S. who are living 
with epilepsy.

 
 

 
 

LETTER FROM THE CEO 

Laura Thrall  
President & CEO



https://facebook.com/epilepsyfoundationofamerica
https://twitter.com/epilepsyfdn
https://instagram.com/epilepsyfdn
https://epilepsy.com/?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
mailto:media@efa.org
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For 25-year-old former NASCAR driver Matt Tifft, taking a 
detour from his racing career due to an epilepsy diagnosis 
was not in the plan. Nevertheless, Tifft went from driving 
in the NASCAR Cup series with Front Row Motorsports, 
to being NASCAR’s youngest co-owner of a Cup series 
team with Live Fast Motorsports. Today, Tifft is looking to 
leverage his platform to create awareness about epilepsy 
and help others struggling with seizures.  

Tifft was diagnosed with epilepsy in 2019, the same year 
he started his Cup series career. Due to recurrent seizures, 
he had to put his racing career on hold. This led to 
anxiety, which he says at times, is still a constant day-to-
day struggle.

“Epilepsy is the hardest thing I have ever experienced,” 
he said. “When I first found out, it felt like a burden I had 
to deal with alone. I didn’t want to tell anyone because of 
the stigma attached to it. I didn’t want to leave the house 
for fear of a seizure coming on in public and not knowing 
what to do.”

Eventually, the secret of his epilepsy weighed heavily on 
him. Tifft said he was depressed and angry because he 
thought he’d lost his whole career. He felt like he was a 
patient and not Matt. He had to rediscover who Matt is. 
Tifft sought out information about epilepsy and met with 
doctors to find available treatments that may help control 
his seizures.

COVER STORY 
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https://www.freewill.com/stocks/epilepsy?utm_source=partner&utm_medium=website&utm_campaign=epilepsy_website_waystogivepg
https://www.epilepsy.com/make-difference/ways-give/employee-matching-gifts?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://epilepsy.careasy.org/home
https://www.epilepsy.com/make-difference/ways-give/donate-cryptocurrency?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


https://www.freewill.com/qcd/epilepsy?utm_source=partner&utm_medium=blog&utm_campaign=202112_epilepsy_eoy_pd
https://www.epilepsy.com/make-difference/ways-give/employee-matching-gifts?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://www.freewill.com/epilepsy?utm_source=partner&utm_medium=blog&utm_campaign=202112_epilepsy_eoy_pd
https://www.epilepsy.com/make-difference/get-involved/volunteer?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
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FEATURE STORY

More than A Personal Challenge
When Jack Navarro decided to bike ride 
for 3,000 miles, from coast to coast, over 
the span of 49-days, he never imagined the 
challenge would be so rewarding. Inspired 
by the lives of close friends whose families 
have been impacted by epilepsy, he mapped 
out his cycling odyssey, starting off in San 
Diego, California, and ending in St. Augustine, 
Florida with the goal of raising $75,000 to 
fund research and increase awareness about 
epilepsy. 

In 2021, Navarro decided to embark on a 
bicycle ride across the country. He knew 
it was going to be a full-time commitment 
which he whole-heartedly embraced to 
support three young people with epilepsy: 
siblings 22-year-old Abbie and 20-year-
old Sevi Werner, as well as 10-year-old Liv 
Mosness. 

“I had been thinking of making a long-
distance bike trip, but I wanted it to be 
purpose-driven,” he said. “I have seen first-
hand the effects seizures have had on the 
lives of my friends’ kids. Yet, I was surprised 
that epilepsy is a topic that does not get 
much attention. That inspired me to turn 
my bike ride into more than just a personal 
challenge— I wanted it to be for a great 
cause.”

Having run marathons for other fundraisers 
in the past, pushing himself physically on 
this ride was nothing new to Navarro. But he 
also had to push himself mentally given the 
emotional aspect that comes with such an 
experience. According to Navarro, amazing 
things happened during the trip, which had 
a dramatic effect on his life. Every town he 
rode into, he found opportunities to share 
educational information about epilepsy and 
encourage people to donate to his fundraiser.  

One place where he particularly wanted to 
make a stop in New Orleans was Preservation 
Hall. Since the 70s, going to Preservation 
Hall for live jazz has been a tradition in the 
Navarro family, and this time would not 
be any different. When he arrived in town, 
Navarro immediately went to the box office 
to get a ticket for that evening’s show and 
found that tickets were sold out. A gentleman 
standing in line overheard Navarro talking to 
the attendant about his cycling journey and 
the cause behind it. The gentleman shared 
how he had previously lost his uncle to 
epilepsy and offered Navarro his extra ticket. 

Pictured: Jack (above) Photos Courtsey: Jack Navarro



https://www.epilepsy.com/make-difference/get-involved/fundraise-your-way?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


https://www.epilepsy.com/make-difference/get-involved/volunteer?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
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FEATURE STORY

Getting an accurate and timely diagnosis 
for a rare disease is challenging on its own. 
People of color often face even greater 
challenges. According to the National 
Institutes for Health, there are between 
25-30 million Americans who have a rare 
disease. Getting an accurate diagnosis often 
takes years, and only after having visited 
many doctors. Deavin Arnold-Hadley and her 
family experienced the gravity of this when 
they were seeking diagnosis, treatment, and 
support for their son who had a rare form of 
epilepsy.

Arnold-Hadley and her husband had their 
second child, Mason, in 2010. Early on, 
Mason was on track with his developmental 
milestones. But, around the age of 2, he 
began to show symptoms of epilepsy. It took 
consultations with multiple doctors to finally 
diagnose Mason with Doose syndrome or 
myoclonic atonic epilepsy. Doose syndrome is 
a rare form of epilepsy which presents itself 
in early childhood. It accounts for 1-2% of 
all childhood-onset epilepsies. Children with 
Doose syndrome usually have many seizure 
types, including drop attacks. 

“It was excruciating to watch Mason endure 
hundreds of seizures a day. There were times 
when we had no idea how to manage so many 
seizures outside of our home. We feared 
Mason would experience a severe injury if we 
took him out.”

There are between  
25-30 million 
Americans who  
have a rare disease.

Source:National Institutes of Health

Rare Epilepsy  
in a Black  
American Family 

Pictured: Mason (above), Arnold-Hadley Family(right) 

 Photos Courtsey: Arnold-Hadley Family 



Foundation Quarterly, Issue 5: Winter 2022 



https://www.epilepsy.com/learn/types-epilepsy-syndromes/myoclonic-atonic-epilepsy-doose-syndrome?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


https://www.epilepsy.com/about-us/research-and-new-therapies/engagement/access-rare-epilepsy-network-registry?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
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Seven-year-old Susannah was 2 when she was 
diagnosed with a rare, neurodegenerative 
condition called KIF1A Associated 
Neurological Disorder (KAND). At the time of 
her diagnosis, Susannah was the only child in 
the world known to have a specific mutation 
in the KIF1A gene, and one of only a handful 
of people identified with the disorder. KAND 
is caused by mutations in the KIF1A gene, a 
gene which makes a protein that is important 
for brain function. 

Luke Rosen and Sally Jackson began noticing 
their daughter ’s symptoms early on — a few 
missed milestones, low muscle tone and 
mobility, severe twitching in her sleep, and 
seizures. After an emergency room visit, 
a neurologist ordered an MRI, an EEG and 
extensive genetic testing. The following 
months were filled with uncertainty as her 
health began to deteriorate while Rosen 
and his family waited to get the test results. 
Susannah was having more seizures, balance 
and coordination problems and started to 
lose her vision. 

Finally, the Rosens got the results. Susannah 
had a genetic anomaly that impacted her 
ability to walk, talk, and see — all of which 
were made worse by her seizures. And the 
prognosis was not promising. 

“Susannah’s condition becomes more and 
more severe as it progresses,” Rosen said. 
“We monitor her closely because she has 
different seizures during the day. And, at 
night, one of us always sleeps with her. 
She twitches throughout the night and her 
breathing slows. Sometimes I wake her just to 
make sure she hasn’t stopped breathing.”

The Gift of Participation 

FEATURE STORY

Pictures Provided for Article by the Rosen Family



https://www.epilepsy.com/about-us/research-and-new-therapies/engagement/access-rare-epilepsy-network-registry?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
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This is Why We Walk:  
Our Walkers Share Their R

“I want to ensure that 
people with epilepsy 
can live their own life, 
in whatever way they 
choose, regardless of 
seizures or stigmas.” 
 
 - Cody, New Orleans 

“There is this unwarranted stigma associated with epileps
impedes the mental and physical well-being of those with epileps
That’s why I am involved in this fight.” 
- Shanon, Tampa

“I would like people to be 
prepared to recognize epilepsy 
as a congenital, developmental 
or acquired condition that affects 
families indiscriminately.”  
 
- Nicole, New Orleans 

 “We never 
imagined we 
would be 1 in 
26, but now we 
are a part of 
a community 
where we can 
educate and 
support others.”  
 
- Gene, South Dakota 

We have 3.4 million+ reasons why we must raise 
awareness and funds for epilepsy. 1 in 26 people 
will be diagnosed with epilepsy in their lifetime 
and it is critical that we continue to combat the 
challenges epilepsy brings to our community. 

Be inspired by our walkers’ words and participate 
this spring. Let’s take action together. 
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“Epilepsy impacts 
us all in one 
way or another. 
Walking is my way 
of giving back, 
paying forward, 
and coming 
together with 
others for a great 
cause!”  
 
– Tom, South Dakota

 
heir Reasons

“We walk 
to fight for 
a cure for 
epilepsy!” 

 

 – Prue, North Carolina  
ted with epilepsy that 

ell-being of those with epilepsy. 

“I want people with epilepsy to 
know that their disease never 
has to define them or hold them 
back from reaching their goals.” 
 
- Maggie, Tampa  

“My family and I walk 
for my son Mahonry who 
started having seizures 
just before he turned 2 
years old. He is now 8 
years old. I hope that 
Mahonry will be able 
to live without being 
affected by seizures at 
some point in his life.” 
 
- Mahonry, Oklahoma 



https://walktoendepilepsy.org/?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


https://www.childneurologyfoundation.org/swaiman-scholarship/
https://epilepsywisconsin.org/


https://www.epilepsy.com/about-us/advocacy/get-involved-advocacy/become-epilepsy-advocacy-champion?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


https://www.epilepsy.com/about-us/research-and-new-therapies/engagement/2022-epilepsy-pipeline-conference?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
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CALENDAR OF EVENTS

See what’s 
happening this 
spring!   
 
Arizona  
 
Camp Candlelight  
June 19-24, 2022 
Whispering Hope Ranch 
Payson, AZ 
 
Registration is now open! 
Camp Candlelight is a 
resident overnight camp for 
children entering 2nd Grade 
– Senior Year of High School, 
with epilepsy or a related 
seizure diagnosis. 
 
Register: 
https://app.campdoc.com/
register/efa 

California 

Enterprising Women 
Luncheon: Working with 
Epilepsy, Seizures, and 
Related Conditions  

May 25, 2022  
Ritz Carlton   
Dana Point, CA  
 
The Epilepsy Foundation 
Greater Orange County will 
be hosting their inaugural 
Enterprising Women 
Luncheon: Working with 
Epilepsy, Seizures, and 
Related Conditions. The 
intention of this program 
is to increase awareness 
about the policies and issues 
affecting women’s health in 
the workplace, with a specific 
focus on epilepsy, seizures, 
and related diagnoses. We 
appreciate our partners 
helping to raise awareness 
alongside us at this luncheon. 
 
100% of event proceeds 
support programs, client 
services, advocacy 
 
More information: 
EpilepsyOrangeCounty.org 

Epilepsy Pipeline 
Conference 

June 5-6, 2022  
Marriott Santa Clara -  
San Clara, CA  
 
This premiere event is held 
every two years to bring 
together decision-makers 
in the field of epilepsy 
treatment, therapeutic 
innovation, and product 
development.  
 
This exciting meeting 
provides a forum for 
evaluating new therapies 
in development, exploring 
future advancements, and 
encouraging collaborations 
and partnership 
 
More information: 
https://www.epilepsy.com/
about-us/research-and-new-
therapies/engagement/2022-
epilepsy-pipeline-conference

 

Maryland  

AvE | Take a Swing  
at Epilepsy 

March 31, 2022, 6-9pm 
Top Golf National Harbor,  
Oxon Hill, MD 

Want to ‘Take a Swing at 
Epilepsy?’ Show your support 
of the Epilepsy Foundation 
Maryland and register today 
to participate in ‘Take a 
Swing at Epilepsy’ at Topgolf 
National Harbor! There’s no 
pressure to have a good golf 
swing or score a lot of points. 
It’s all about fun, food, and 
showing support for those 
living with the challenges of 
epilepsy. 
 
More information:  
EpilepsyMaryland.org

 

Nebraska 

Epilepsy Night  
with the Stars 

April 8, 2022, 7pm 
Ice Box Arena  
Lincoln, NE

 
More information:  
epilepsy.com/Nebraska 

 
Oregon 

AvE | Take a Swing  
at Epilepsy 

May 22, 2022, 1-4pm 
Top Golf Hillsboro,  
Hillsboro, OR 

Show your support of the 
Epilepsy Foundation Oregon 
and register today to 
participate in ‘Take a Swing at 
Epilepsy’ at Topgolf National 
Harbor! There’s no pressure 
to have a good golf swing or 
score a lot of points. It’s all 
about fun, food, and showing 
support for those living with 
the challenges of epilepsy. 
 
More information:  
EpilepsyOregon.org 

Camp Discovery 

July 31 - August 3, 2022,  
Camp Magruder 
Rockaway Beach, OR 
 
More information:  
EpilepsyOregon.org

South Dakota 

Epilepsy Advocacy Day 
at the Capitol 
March 8, 2022, 8am -12pm 
State Capitol  
Pierre, SD 
 
More information:  
epilepsy.com/SouthDakota 
 

https://app.campdoc.com/register/efa
https://epilepsyorangecounty.org/
https://www.epilepsy.com/about-us/research-and-new-therapies/engagement/2022-epilepsy-pipeline-conference?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://epilepsymaryland.org/
https://epilepsy.com/nebraska?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://epilepsyoregon.org/
https://epilepsyoregon.org/
https://epilepsy.com/southdakota?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


https://www.epilepsy.com/living-epilepsy/seizure-first-aid-and-safety/first-aid-seizures-stay-safe-side?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://walktoendepilepsy.org/?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://epilepsy.com/epicon?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022
https://epilepsy.com/utah
https://epilepsywashington.org/
https://epilepsywashington.org/
https://www.nile.ai/?utm_source=EF&utm_medium=banner


Giving for  
Better Outcomes 
How partnerships in care and research can increase our community’s 
chances to live a seizure-free life.

PARTNERSHIP SPOTLIGHT



https://www.epilepsy.com/about-us/epilepsy-learning-healthcare-system-elhs?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022


AADC DEFICIENCY AND EPILEPSY

Signs and symptoms of AADC deficiency not seen in epilepsy:

  Involuntary eye movements called oculogyric crises

–   Episodes when eyes suddenly roll upward that can last anywhere

from a few seconds to hours, and can happen several times a day

or several times a week. When this happens, it can look like the

child is having a seizure

  Normal brain scans

  Symptoms become worse or more noticeable later in the day 

and improve with sleep 

  Symptoms do not respond to antiepileptic medications 

If your child is showing one or a combination 

of these signs and symptoms, you may want  

to talk to your child’s doctor about testing  

for AADC deficiency.

Illustrations depicting 

(A) an oculogyric crisis and

(B) involuntary movements that

may accompany an episode

A

B

Similar signs and symptoms between certain subtypes of epilepsy 

and AADC deficiency include:

  Low muscle tone, or hypotonia 

  Movement problems, such as turning movement of the head and 

neck or contractions of the limbs and trunk 

  Delays in development, such as learning disabilities 

  Autonomic symptoms, such as the body being unable to control 

its temperature (temperature instability), sweating, and changes 

in blood pressure 

Every individual is different, so symptoms may vary from person to person. 

Illustration of hypotonia

SPONSORED CONTENT



Words from the epilepsy community

Nothing prepares you for this journey. Helplessly watching your 

child have a seizure is the worst feeling ever. Epilepsy has an 

agenda, and it robs you and your family of so much.

One thing is certain: we have a princess with the strength of a 

warrior. She is the true definition of fortitude and bravery. Her 

fighting spirit shines through daily, and epilepsy will not define her.

-Thandi, mom of a child with epilepsy



 
The mission of the Epilepsy Foundation  

is to lead the fight to overcome  
the challenges of living with epilepsy  

and to accelerate therapies  
to stop seizures, find cures, and save lives. 

 
 

Learn more at epilepsy.com 

https://epilepsy.com/?utm_medium=pdf&utm_source=efa&utm_campaign=foundationquarterlyfeb2022

