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1. Introduction that epilepsy imposes on the lives of people with epilepsy and their fam-

The 2012 Institute of Medicine (IOM) report,’ Epilepsy Across the
Spectrum: Promoting Health and Understanding [1], provides a vision for
moving the field forward to improve the lives of people with epilepsy.
The committee made 13 recommendations and identified a number of
research priorities to promote accomplishing this vision [2]. Its work
was enriched by the contributions of many individuals who testified be-
fore the committee during its two public workshops and who submitted
written testimony throughout the study process. Many of these testimo-
nies included in this article were presented in-person at the committee's
public workshops in Los Angeles, CA on March 21,2011 and in Washing-
ton, DC on June 28-29, 2011. Among those providing testimony were
people with epilepsy, their family members, health care professionals,
and researchers specializing in epilepsy.

The 36 testimonies that follow provided the committee with a more
complete picture of epilepsy-related health care issues and the challenges
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ilies. Although many testimonies focused on more than one topic, for ease
of presentation we have grouped them into four broad areas and present
them in the following order: personal perceptions of epilepsy, impact of
epilepsy on the family, sudden unexpected death in epilepsy (SUDEP),
and health care and community services. Each area is preceded by a
brief introduction that identifies some of the themes and challenges de-
scribed in the testimonies. Our hope is that these narratives provide a
timely depiction of the current state of epilepsy in our society.

2. Introduction to personal perceptions of epilepsy

Seven adults testified about their personal experiences of living
with epilepsy. Some provided insights into having epilepsy during
childhood, and others described the onset of epilepsy in adulthood.
Some described a life with seizures that were not controlled, while
others described the challenges they had even though their seizures
were well controlled. All provided glimpses into the difficulties that
were unique to having epilepsy during adulthood. Although a few
reported having a good support system, others reflected on struggles
with interpersonal relationships and difficulties in finding needed
resources and services. A major theme focused on the consequences
of being unable to drive, including how transportation difficulties
impact independence, limit employment opportunities, and reduce
options in regard to living arrangements. One individual provided a

detailed narrative of financial struggles because of expensive epilepsy
treatments and the inability to obtain financial help. Others reported
experiencing side effects of seizure medications and the occurrence
of comorbidities that were complicated by the difficulties in getting
these other conditions diagnosed and treated. Finally, many referred
to the emotional aspects of having epilepsy including social isolation,
fears of having a seizure in public, worry about sudden unexpected
death in epilepsy (SUDEP), and problems interacting with people
who lack awareness about epilepsy.



4. Introduction to perceptions on sudden unexpected death
in epilepsy

Among people with epilepsy, the risk of dying suddenly and unex-
pectedly is 20 times greater than in the general population [3]. SUDEP
is a cause of death that occurs suddenly and unexpectedly in an
otherwise healthy person with epilepsy where autopsy provides no
other explanation [4]. Common to the four testimonies shared in
this section is the fact that the treating physician never mentioned
SUDEP as a possible outcome before the death occurred. Since the
deaths of their loved ones, these families have met many similar
families who had not been informed about the possibility of SUDEP
either. These families were all deeply affected by not having been
told, because they lacked the opportunity to understand which
SUDEP risk factors might be moderated. Each individual harbors the
feeling that if he/she had known about the risk for SUDEP the death
might have been prevented. One father discusses the similarities
between SUDEP and sudden infant death (SIDS), highlighting the
effective publicity campaigns about SIDS prevention that are currently
absent for SUDEP. Together these testimonies are an entreaty to health
professionals who work with people who have epilepsy and their
families to discuss SUDEP.

4.1. Perceptions on sudden unexpected death in epilepsy testimonies

4.1.1. Steve Wulchin, parent of a child with epilepsy

At 5 am, on March 28, 2006, my wife and I were awakened to the
sound of a loud crash. We ran toward the sound into our 15-year-old
son's room to find him on the floor, wedged between his bed and
the nightstand, his lips blue and his teeth clenched. He was having a
seizure. We called the ambulance and went to the ER. After a couple
of hours, he was ready to go home, with many more questions than
answers.

This was new to us, and we had no idea what we were in for. In the
visits to the doctor that followed, we were told it might be a one-time
event. His second seizure occurred 3 weeks later, then another one
3 days after that. Clearly this was not a one-time event.

We plunged into this, taking him to different doctors, questioning,
challenging, and doing our own research. We took him to the Mayo
Clinic for a battery of tests. We learned that there are 4 underlying
causes of seizures:

1) Drug and alcohol abuse
2) Tumors

3) Trauma

4) I don't know

Eric fell into the fourth category.
We were told that Eric could lead a long and normal life with
epilepsy, that there were only 2 conditions to be concerned about:

1. Having a seizure that would lead to a dangerous situation (such as
while driving, swimming, or rock climbing)
2. Status epilepticus

We learned about the harsh realities of epilepsy — there's no test to
show that you have it and no test to show that you're cured. You take
medications and hope the seizures go away. We learned to live with
the very discomforting reality that being cured meant an absence of
seizures and that at any moment another seizure could come along
and reset the clock. Needless to say, none of this was in any way,
shape, or form satisfying. Instead of having a test come back negative,
our only hope was for our son to go months without having a seizure
and just hope that we're not getting lulled into a false sense of security.
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The possibility of SUDEP was never brought up.

Over time, the doctors found the right combination of medications
that seemed to work with Eric. After about a year and a half, the
seizures appeared to be under control, for the most part they were
infrequent and mild. For Eric, they always happened when he was
sleeping, and they always woke us up. It was a return to the days of
having an infant in the house. You go to sleep knowing that there's
another dimension, a quick-wake mode in play that will protect you
and your loved ones, where you can jump to action at the first sign
of trouble. No different than if a burglar breaks the front door down.

On July 9, 2009, I awoke next to my wife, it was her birthday.
I went to make coffee, stopping at Eric's room to check on him as
I did every morning. His door was half-closed, as he got older he
wanted more privacy. | opened the door and walked into the room.
Eric was lying half on his bed, half on the floor. The dog was next to
him. It reminded me of the video clips from America's Funniest
Videos. As [ walked in, the dog looked up at me and smiled (yes, he
smiled. This is one of his traits). | walked over to Eric to get him
back into bed and noticed something was wrong. I screamed my
wife's name, nothing else, just her name. But that's all it took, she
called 911 and I started CPR.

Eric had died in the middle of the night, on his mother's and
brother's birthday. Our 6’5", big strapping seemingly healthy son,
who hadn't had a seizure in 6 months, who said good night to us at
midnight, had died in his sleep just a few hours later.

In the ensuing days and weeks, I tried to cope with the loss of my
son, to be there for his brother and mother, to make some sense of it
all. I worked with the coroner to find the cause of death. Toxicology
reports came back with nothing out of the ordinary, medications
were in the therapeutic range. I read an article about epilepsy when
it hit me: Eric died from SUDEP. This information had been available
since I had become involved in epilepsy, but it had never registered
with me. [ had done a lot of research and seen it in a number of places,
but no doctor had ever brought it up. So, even though I consider
myself to be well-educated and active in these issues, without hearing
it from a credible source, a trusted source of authority like a doctor, it
had no impact.

During this time, I kept in touch with the coroner to get regular
updates on his progress. Early on (way before the funeral), we were
asked if they could take a tissue sample from Eric. In this case, a tissue
sample is a euphemism for removing my son's brain. We agreed —
anything we could do to try to understand, to hopefully one day
make enough progress that other families won't have to go through
this. And then, 6 months later, I found out that the genetic tests
required samples to be frozen, but Eric's were in formalin. Clearly a
consistent and standard practice is lacking.

We worked through possible causes of death, and as the potential
causes got eliminated one by one, I told the coroner that unless
he could prove otherwise, | wanted Eric's death to be classified as
SUDEP. As a father, I had to tell the coroner what my son’s cause of
death was. His response made it very clear that he was not familiar
with SUDEP, didn't know what the term meant. When [ explained
what it was, he said “Oh, we've had 3 or 4 similar cases in Boulder
County in the past year”. The clear implication is that SUDEP is vastly
underreported.

[ expressed my frustration about the lack of visibility of SUDEP to
my primary physician. He is an emergency room (ER) doctor and was
also involved in Eric's treatment and prides himself on staying abreast
of all of the latest developments in medicine. He replied that he didn't
know about SUDEP until I had brought it to his attention.

In an attempt to standardize the definition of SUDEP, the US Food
and Drug Administration (FDA) and Burroughs-Wellcome developed
criteria for SUDEP. These criteria are now used in most SUDEP studies.
However, this standardization was developed in 1993 [5].

So, here it is 18 years later. Why are so many people, including
doctors, still unaware of SUDEP?

I found it interesting and frustrating to compare SUDEP with
sudden death in infancy syndrome (SIDS) — they have similar charac-
teristics, strike seemingly healthy people, leave no evidence after the
fact, and there is nothing that can be done to prevent them. Yet SIDS
is widely known among the general population, while 90% of doctors,
including many neurologists, have never heard of SUDEP. And as
shown below, SUDEP deaths are at least comparable, if not signifi-
cantly higher.

SIDS is widely understood by the population as a result of
the Back-To-Sleep campaign launched in 1994. The essence of the
campaign is simple: it's safer for infants to sleep on their backs.
According to NIH, since the campaign started, the percentage of
infants placed on their backs to sleep has increased dramatically, and
the overall SIDS rates have declined by more than 50%. According to
the Centers for Disease Control and Prevention (CDC), approximately
2250 infants die annually from SIDS in the US.

So if we can warn all parents about SIDS - a condition that we
don't understand, don't know who is at risk, don't know what causes
it - why can't we do this with SUDEP? By comparison, it is estimated
that 3 million people in the US have been diagnosed with epilepsy.
Of this number, an estimated 25,000-50,000 will die annually of
seizures and related causes. It is estimated that SUDEP accounts for
8-17% of these deaths, resulting in 2000 to 8500 annual deaths
from SUDEP [5]. Given the lack of awareness surrounding SUDEP,
these estimates are undoubtedly low.

If I had been made aware of SUDEP, could | have saved Eric's life?
Possibly, possibly not. But without being told I wasn't even given the
chance. It all starts with awareness.

My family is committed to generating awareness for SUDEP. Last
month, in commemoration of Eric's 21st birthday, an awareness
campaign was announced through SUDEP Aware. The current policy
of “Don't Ask, Don't Tell” that the medical community appears to be
employing is unacceptable. People have a right to know that epilepsy
is potentially much more dangerous than they have been led to believe.
They need to understand that there are risks with epilepsy, risks that
they cannot control, but risks that they might be able to influence,
even if it's over time.

Epilepsy in general and SUDEP in particular need a multi-pronged
approach — there is no simple solution. Massive amounts of govern-
ment spending won't provide a solution. Big pharmaceutical programs
won't provide the solution. The solution, in my opinion, is likely to
come from a combination of government-sponsored programs, big
pharmaceutical companies, entrepreneurs in search of seed capital,
and passionate individuals dedicated to a cause. It's possibly going to
be the tinkerer working in his garage to find a solution because his
daughter or son has epilepsy, and now he knows how dangerous it is,
and he's going to figure it out — that's who's going to find a cure. Or
it's the parent who has lost a child to SUDEP that is going to make a dif-
ference by setting up a registry or an awareness campaign that will
make a difference. But all of this points to the need for more awareness.

SUDEP affects many, many more people and families than we
know. It's time to get our best and brightest focused on this so we
can solve the problem. But until they know not only what the problem
is, but more importantly that there is a problem, they don't stand a
chance. And people with epilepsy will continue to die needlessly.

What we need:

- Open and honest discussion about SUDEP from credible sources —
neurologists and epileptologists

- Education about SUDEP to all members of the medical community,
neurologists, general practitioners, cardiologists, and coroners

- Ways to recognize potential SUDEP cases by coroners and
standardized coding for deaths from SUDEP

- Electrocardiograms (EKGs) as a standard course of action for all ep-
ilepsy patients. They are becoming required for all athletes in a
number of places — the European Society of Cardiology and the
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International Olympic Committee recommend EKG screening for all
competitive athletes (New York Times, March 2, 2010), This for sud-
den cardiac death, which kills 90 people in the US annually — 90
people a year, compared to up to 8500 deaths Jfrom SUDEP. Recent re-
search has uncovered the first gene that links epilepsy, cardiac ar-
rhythmias, and sudden death and is recommending a screening
EKG for all people with epilepsy. Drugs known as beta blockers can
be given to prevent these arrhythmias and sudden death. The EKG
should be added to the standard medical workup of new-onset sei-
zures, to ensure that a silent abnormality in the cardiac rhythm is
not tragically overlooked.*
The need for more basic scientific and clinical research into the
causes and prevention of SUDEP
Genetic testing to explore links with conditions such as long QT
syndrome
- A national registry of epilepsy patients and SUDEP victims
- Standard practices for handling of tissue samples in the event of
death

Itis a long list, but we don't need to be overwhelmed by its size or
magnitude. We can start with the simple concept of making people
aware. Epilepsy patients and their families have the need to know
and deserve nothing less.

*This is of particular interest to me personally. I was hospitalized
briefly in 2008 with atrial fibrillation, so I can't help but think of the
possibility of a genetic link.

4.1.2. Mylissa Daniels, Danny Did Foundation and parent of a child with
epilepsy

My son Dallas, at the age of 5, passed away on January the 12th
of this year from Sudden Unexplained Death in Epilepsy, known as
SUDEP. The medical community has a responsibility to properly inform
patients and parents of SUDEP risk factors. There is recent research that
shows existing risk factors and preventive resources. Physicians are not
discussing SUDEP or possible resources with patients.

Iand many other parents had never even heard of SUDEP until we
lost our child. I am speaking on behalf of thousands of parents in the
US. There are 50,000 seizure-related deaths each year, and we aren't
discussing this. I read in one recent medical report that physicians
don't want to scare parents, so they don't discuss SUDEP.

Well, you never scared me and my husband, but we are now
seriously grieving parents that feel we could have prevented our
son’s death by being properly informed of SUDEP and allowing us to
decide on resources that are available to give our son a better chance
to survive. We were never informed of our son's risk factors for SUDEP.

There are several strong supportive resources that ‘are’ available
and need to be known by patients and parents, in order for all parents
to decide on their preventive approach.

Do physicians not explain the risk factors of a child that has
cancer? Do they not explain the risk factors to a parent of a child
with diabetes? The risk factors may not be always controlled, but is
it only fair to tell parents the risks that are involved? It is a medical
professional’s responsibility.

I'am now supporting The Danny Did Foundation that was created
Just over a year ago from the parents of Danny, who passed away
from SUDEP too. The Danny Did Foundation is now the first founda-
tion to support the Food and Drug Administration (FDA) research of
the Emfit monitors that can potentially prevent SUDEP. One of
the Foundation's missions is to educate the community along with
collaborating with the medical professionals in educating families of
epilepsy awareness. The medical community has a responsibility to
inform parents not only of SUDEP risk factors but to create informa-
tive handouts on SUDEP, as well as give financial support to prevent
deaths from epilepsy.

I personally contacted the Epilepsy Foundation and received
numerous free parent resources to educate families in all aspects of

epilepsy. I now am putting together parent packets to get in the hands
of parents whose child has epilepsy. The medical community needs to
Join this journey with The Danny Did Foundation in Preventing SUDEP
and properly inform families of all aspects of epilepsy.

4.1.3. Mark . Stevenson, parent of a child with epilepsy

Good morning. Thank you for the opportunity to submit public
testimony to the committee. | am submitting testimony on behalf
of my son, Tyler Joseph Stevenson, who passed away on January 23,
2011 from a seizure in his sleep at the young age of 20. A sophomore
at the University of Colorado in Boulder, he most likely passed away
in his sleep on Friday night/Saturday morning and lay in his bed
face down for almost 48 h in his college dorm room, alone. The stench
of his decomposing body in the hallway alerted residents that some-
thing was wrong, and they called campus police who found him.

We spoke to Tyler Friday night via text messages and wished him
good night and told him that we loved him. We tried contacting him
Saturday on his cell phone, but there was no answer. It was not
unusual for him to be out and about ice skating, studying or enjoying
the beautiful outdoors in Boulder. Besides his epilepsy, he was very
healthy. On Sunday, January 23rd, I took a late night flight from
Denver to Washington, DC to attend and speak at the 2011 Military
Health System Conference at the Gaylord Hotel and Conference
Center. At 1:30 am, my wife called me crying hysterically and barely
able to talk. She said “Tyler” in between breaths, and I immediately
knew what was next. She fell to the floor, and the police officers
who were at the house gave me the details. [ was told to call the
Boulder County Coroner's office. | asked the police officers to stay
with my wife until I called her parents to come and stay with her
until I got home. I called the coroner's office and spoke to the investi-
gator who gave me the details. Tyler's room was clean and half of
his seizure medications were still in the bottle, That was a good sign
to me that he didn't take his own life, and that he was taking his
medications as directed. He was sleeping in his street clothes and
face down in bed. I was asked about his medical history and gave
her the pediatric neurologist's name in Denver who treated Tyler for
the past 7 1/2 years. | was told the autopsy would be performed at
8:00 am that morning. | then made reservations to fly back to Denver
on the first flight out. For the next four hours, I couldn't sleep. No
parent thinks about having to make funeral arrangements including
a funeral home and cemetery for their children. I searched websites
for funeral homes and cemeteries.

[ took the longest flight of my life back to Denver. My wife and her
sister met me at the airport. | was told to call the coroner's office
when I landed, which i did. The investigator said that they confirmed
the body was that of Tyler's. His brain showed signs of the surgical
procedure in September 2008 to remove parts of his left temporal
lobe to “stop his seizures.” The investigator said that he most likely
died of a seizure, but they would have to send out toxicology tests
which would take four to six weeks to get results, thus no death
certificate until that time. I asked if I could come to Boulder to see
the body. I was told ‘no’ by the investigator. She said that his body
was badly decomposed, and that it wasn't a good idea. She asked if
we had funeral arrangements and/or arrangements to pick up the
body, which I did not.

I drove home and called a funeral home in our town. We met with
the funeral director for two hours making arrangements. We picked
out a casket in Tyler's favorite color of green, flower arrangements,
service arrangements, etc. I served in the military for 25 years before
retiring in 2008. Tyler was a Navy brat who was born in Oakland, CA
and moved with us to Pearl Harbor, HI, Washington, DC, Monterey,
CA. Washington, DC, Colorado Springs, CO, Oak Harbor, WA, and
finally Denver, CO. We were relieved to find out that Tyler could be
buried at Fort Logan National Cemetery in Denver due to his young
age and my veteran status. The funeral director was going to call
the coroner and arrange to pick up the body. I told him that the
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investigator said the body was badly decomposed and that she didn't
want us seeing him. The funeral home director said that “he was
good,” that he worked on John Denver after he died and that he
could make Tyler presentable. On the next day, the funeral director
picked up the body, and | went over to the funeral home. I asked to
see the body, and the director said ‘no.’ He said that there were vary-
ing stages of decomposition and that Tyler's body was in the last
stage. He said that his body was black and green and that it was swol-
len three times its size. He further said that you could not recognize
him as Caucasian, that the only part of his body recognizable was
his right hand, which was under his body when he died.

My wife and I were allowed to see and touch his right hand the
next day. He was buried in a body bag because his clothes wouldn't
fit him. The stench of decomposing body was evident with the open
casket. We had a closed casket visitation.

We buried him on January 31, 2011. We watched his casket get
lowered to the ground. We will never see him again.

It was Sudden Unexpected/Unexplained Death in Epilepsy or
SUDEP as it is known, and as my wife and I have come to know all
too well in the days and months following his death. The more
research we do and the interactions with families who have lost
loved ones to SUDEP all share that we/they were NEVER advised
that their loved one could die from epilepsy or a seizure. | knew in
my previous research that people with epilepsy do not normally live
as long as others, but did not think that Tyler would die so young.

Tyler had a febrile seizure at 19 months old. As brand new
parents, we put him in a heated waterbed and wrapped him in a
blanket. He had a 105-degree temperature. My wife found him on
the bed and brought him downstairs seizing. We called 911 and that
would be Tyler's first ambulance ride and first emergency room visit
of dozens in the years to come. We were told by the ER doctor that
febrile seizures are not uncommon and that many who have these
types of seizures never have another seizure again. 10 1/2 years
later while I was working in the Pentagon, my wife called me. In
broken speech, I heard Tyler turned blue, passed out on the floor,
and ambulance. | met Tyler at the hospital ER. They did a CT and
said that he most likely suffered a seizure. | got him into a pediatric
neurology unit at another medical center later that week. They did
an EEG, which was normal. We were told that at his age, 12, he
would most likely grow out of them. We were also advised to keep
an eye on him and if there were any more seizures to come back.
During this first visit, the neurologist also mentioned surgery. We
were taken back. Two seizures and we're talking surgery? Two
weeks later while driving to Cape Hatteras for vacation, Tyler had a
tonic-clonic seizure in the back seat of the car. Tonic-clonic and partial
complex, words we also would begin to know too well. I pulled over
and that was the first seizure we observed. Scared to death, I called
the pediatric neurologist's office from the side of the road. We were
instructed to take Tyler to the ER. Tyler was prescribed Tegretol. Tyler
had multiple seizures every day after the episode in the car. Ambulance
rides, ERs, EEGs, MRIs, CT scans, and medication changes were the
norm. Tyler's appendix ruptured later that year, which required surgery.
While recovering in the hospital, he had more frequent seizures.

Two years later, we were getting ready to move to Colorado. We
saw a neurosurgeon who looked at Tyler's MRI. She pointed out a
“ganglioglioma” in his left temporal lobe, most likely the origin of
his seizures. We also saw another neurologist at a different medical
center for a second opinion and took Tyler's MRI films. The second
neurologist said that “there is no ganglioglioma in these films”
and that “Tyler was fine, he'll probably grow out of them.” We left
confused.

When we arrived in Colorado, we made an appointment with a
pediatric neurologist/epileptologist in Denver who came with terrific
credentials (Harvard, Mayo Clinic, etc.). We took the MRI films and
copies of Tyler's medical records. After looking at the MRI films,
the doctor said that he could see the ganglioglioma or “lesion” clear

as day. He said that he was going to call another hospital and report
the neurologist who said that nothing was wrong with Tyler. For
the next two years, Tyler did not have any seizures. We followed
up with the neurologist every six months. During one visit, the
neurologist showed signs of disbelief that Tyler ever had epilepsy.
On a subsequent visit, the neurologist was more energized and said
that he recently attended an epilepsy conference in Boston. He said
that a presenter talked about temporal lobe epilepsy and dormant
stages. He said that Tyler was probably in a dormant stage.

In 2005, we transferred to Oak Harbor, Washington. Tyler started
having seizures again. We had him seen by a neurologist in Washington.
Medication changes, more seizures, MRIs, CT scans, etc. The hospital
was almost three hours away and Tyler's seizures continued more fre-
quently. I asked for and was granted a humanitarian reassignment
back to Colorado after eight months in Oak Harbor to take care of
Tyler's epilepsy. We returned to the neurologist's care in Denver. The
discussion of surgery began and continued. Medications included
Keppra, Depakote, and carbamazepine. Tyler went to Detroit for a
positron emission tomography (PET) scan. The side effects from
the medications were disheartening to Tyler — memory and cognitive
issues. In late July 2008, the neurologist referred Tyler to the neurosur-
geon. Surgery work-up was performed (MRI, WADA, neuropsychologi-
cal exam, etc.). We were told that after the surgery “Tyler would never
have seizures again.” One week before the surgery, the doctor pre-
scribed Lamictal to ensure that Tyler would not have a seizure leading
up to the surgery. Tyler developed Stevens-Johnson syndrome from
the Lamictal, which was stopped immediately.

On September 26th, Tyler had most of his left hippocampus
removed. The recovery went well. We were hopeful. On December
31, 2008, Tyler had a seizure while standing up in our kitchen.
We called 911 and another ambulance ride to the emergency room.
Depressing. Tyler's medication was changed to Topamax.

Tyler graduated from high school in May 2008. He applied to the
University of Colorado and Colorado State University. He received
his acceptance from Colorado State University and while we were
touring the University of Colorado, Boulder, we visited the admissions
office where we found out Tyler was accepted to the University. Tyler
was so happy. We, too, were happy: especially since the University of
Colorado, Boulder was only 53 miles from our house compared to
Colorado State, which was 93 miles away. We had thought that if
anything happened to Tyler, we could drive to Boulder a lot faster.
Due to the pending surgery, we agreed to have Tyler delay starting
college for one year.

Tyler was very proud, and we were very proud of him. My wife
said that he was destined for great things; maybe he would become
a doctor and find a cure for epilepsy.

Tyler started college in the fall of 2009. He had a roommate. We
were reluctant to see him go and constantly worried about him. We
visited him just about every weekend. One night, | received a call
from his roommate stating that Tyler had a seizure. The roommate
called 911, and Tyler was in the local ER. We drove up to Boulder
and when he stabilized, | took Tyler back to his dorm room. I
instructed the roommate in what to do the next time Tyler had a
seizure — seizure positioning, make sure his airway was not
obstructed, postictal stage, etc. Tyler had three more seizures during
his first year in school. The roommate would call us and let us
know. Tyler's grades were suffering from the medication side effects.
He was having problems concentrating, remembering things for tests,
etc. The neurologist switched him to zonisimide. Tyler made it
through his first year. During the start of his second year, he became
president of the Gamer's Club at the University of Colorado, Boulder.
Tyler enjoyed video games and wanted to write video games in the
future. He hosted and interviewed with Microsoft for a summer
internship program after his sophomore year, which would have
been now. One day, while at work, I received a call from my wife
stating that Tyler passed out on the ice rink at school. The rink manager
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said that he just fell down. No seizure noted. I drove up to the ER, and
the doctor said that everything was normal. The doctor mentioned
that we should get his heart looked at just in case and made a referral.
Tyler saw a cardiologist and was issued a heart monitor to wear. The
results of the tests were normal.

Tyler came home for Christmas break in the middle of December
2010. Again, he was struggling in school. In our conversations with
Tyler, we said that if he wanted to take a break from school for a
while he could and that there was no pressure for him to finish at
University of Colorado, Boulder. Tyler thought about it and wanted
to return. He did have one request; he did not want a roommate.
The roommate and he did not get along, and I don't believe the room-
mate was comfortable with Tyler's seizures. We reluctantly agreed.
During Christmas break, Tyler had one of the worst seizures we
have ever seen. We had already scheduled a follow-up with his neu-
rologist, and Tyler was seen on December 29th. While in the waiting
area, my wife was reading a Neurology magazine, and it had an article
about John Travolta's son, Eric Wulchin's death and SUDEP. My wife
gasped. We were immediately scared and debated whether to tell
Tyler, or bring it up to the doctor. Without bringing up SUDEP, the
neurologist (for the first time ever) discussed seizure risks with
Tyler, including not to sleep on his stomach, and not to swim alone.
I knew why he brought it up.

We were afraid to tell Tyler because we did not want to scare him.
Then, 24 days later, SUDEP takes his beautiful life away from us.

We are a devastated family. Tears every day. We are still in shock,
and we get energized one minute and then down-in the dumps
the next. Valentine's Day, Mother's Day, his birthday on May 21st,
University of Colorado graduation on the news, all bring bad days
especially just five months after his death. As a family, we skied
every weekend. I would drive up to Boulder to get Tyler and take
him back to school on the way home. After Tyler's death, we lost all
interest in skiing, and when we did go up to the mountains, we
would ski a few runs and go home. We have a younger son
(17 years) who took this very hard. His schoolwork and grades
plummeted after January, so we worked with his teachers to get him
through 11th grade. It just feels like a big piece of us was taken
away. His room is untouched. | go in there and just sit. It smells
like Tyler.

I 'was looking for other opinions/options after his last neurology
appointment in December. The guilt, the anger and the constant
thoughts of what we should have done differently to save his life go
though our heads every day. I wish it was me in that cemetery and
that Tyler could have another 40-50 years to experience life, get
married, have kids, and enjoy the things to come. Tyler was starting
to get more positive about school and life just before he died. Tyler
was patient, loving, and gentle, very smart and had lots of potential.
Now, we visit the cemetery every weekend and take flowers.

As we look back, Tyler was seen by neurologists at many hospitals
in many cities. We were NEVER told that Tyler could die from a
seizure. In the literature, there is much debate on whether providers
should bring up the risk of SUDEP with patients and families since the
risk of SUDEP is low. The supporters say ‘yes’ and compare it to SIDS.
The supporters also say that it should be presented in a non-alarming
manner, that the risk is low and there are steps to decrease the risk.
The skeptics say ‘no’ and say that you should not put people with
epilepsy and/or their family through the fear/worry when the risk is
so low. We wish that we would have been told about SUDEP sooner.
In reviewing the literature, Tyler was in the high-risk category for
SUDEP: seizures at night in his sleep, tonic-clonic seizures, medica-
tion not controlling the seizures, young male, started seizures at a
young age, and medication changes.

We STRONGLY believe that people with epilepsy in the high risk
category should be counseled about the risk of SUDEP. We would
have done things differently. Tyler might still be alive today and I
would not be giving this testimony to you. We established a

scholarship in Tyler's name at the University of Colorado, Boulder for
students with epilepsy. We want to keep Tyler's memory alive and
show that he did not die in vain.

As we do more research into SUDEP, we are very disheartened
about the lack of education, awareness and support for SUDEP in
this country. The newly elected coroner in Boulder County did not
have any clue about SUDEP. We tried directing her toward a SUDEP
review. We left messages for the coroner, but they were not
returned. My wife and I, along with many families and friends, par-
ticipated in the Epilepsy Foundation of Colorado (EFC) Epilepsy 5 K
Run/Walk on June 12th in Denver. After Tyler's death, I noticed
there was NO information on EFC's website regarding SUDEP. It
took several e-mails and constant nagging, but they finally put a
link to SUDEP information on their website. The Director of EFC
told me there would be a booth at the Epilepsy Run/Walk dedicated
specifically to SUDEP. There was not. There is a lot of talk in this
country and no action. More people are diagnosed in this country
each year with epilepsy than with muscular dystrophy, multiple
sclerosis, and breast cancer. And people are dying from epilepsy,
and the medical community is doing nothing to warn patients of
this potential risk. This is a travesty especially in a country that
boasts the best health care system in the world. Canada, the United
Kingdom, Australia, and other European countries are far ahead of
the United States in SUDEP research and awareness. One quote
from a SUDEP advocate in Australia “I took a book on SUDEP to the
epilepsy meeting in the U.S. in 2005. However, the U.S., while a
world leader in so many things, has been slow to get moving on
this issue. The book did not get picked up as we hoped, despite the
fact that it was free! CURE was quick to put it on their website and
epilepsy.com used bits of it.” She further states “Unfortunately,
even as SUDEP discussion has picked up over there (U.S.), I have
seen a reluctance to draw on the early success work of others espe-
cially the United Kingdom. It is like everything has to be rediscovered
U.S. style and then it will get going .... There are some wonderful
people engaged in this now in the U.S. and they have found the
slow pace of work as frustrating as some of us outside the U.S.”

There is hope ... the recent Kick-off of the U.S. and Canadian
SUDEP Awareness Campaign is a very strong start and indication of
good things to come. Steve Wulchin, who lost his son to SUDEP and
is a strong advocate, is doing great things in this country and is
presenting at this meeting. We STRONGLY believe that parents/
patients with epilepsy in the high-risk category should be counseled
on the risks and the precautions. We believe that many of these
deaths are avoidable given patient/family education, education of
coroners and the medical community, greater research, and public
awareness. We hope to become active in SUDEP awareness and even-
tually help other families who have children with epilepsy because
we don't want to see anyone else go through this unbearable pain.
As the world leader, which boasts the best health care system in the
world, we should do more research and education in the area of
SUDEP, so no one has to die from epilepsy. Thank you for listening
and sharing your valuable time.

4.1.4. Linda Coughlin Brooks, The Grief Journey, LLC and parent of a child
with epilepsy

[ am every parent's worst nightmare, my child died. I am the real-
ity that no parent wants to face. I'd love to be writing “A Mother's
Story” that finishes with a happy ending. This one, like so many,
ended in tragedy. We, in the medical profession, could fill volumes
with tragic stories. This one is different, because it is mine. It is a trag-
edy of omission. It is the tragedy of silence. It is the tragedy of passivity.
The course of the events has forever changed my life. | am a member
of a club where dues would gladly be exchanged for the price of an Ivy
League education. So many of my colleagues who preceded me in
membership have been looked upon with pity. I now live with
recognition of those stares, whispers and avoidances. I have a PhD
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in grief and never stepped inside an institution, nor spent a dime to
get it. In our realm of medical analytical thinking, grief is an abstract
concept. [, like many, am an enigma the untouched don't understand.

It was six days before Christmas and eight days before my
wedding. The house was decorated for the holidays and filled with
wedding gifts, Christmas presents, and excited anticipation. My
children were eager to be part of a blended family, and the end of
the era of my role as a single parent. Carei, “the romantic,” was par-
ticularly excited about her upcoming first experience as a maid of
honor at the age of 17. She loved her floor-length green velvet
gown with matching shoes. She frequently donned her elegant outfit
in the weeks preceding the wedding, practicing that future walk
down the church aisle.

There were so many last minute things to do as the days clipped
by. It was the last day of school before the holiday break. My son
was staying the night at church for a lock in, and Carei had a date
with a new young man. As [ had done for years, | parented by
phone, gathering information regarding their whereabouts. When |
talked to Carei from the operating room I worked in at 6:30 p.m.,
she complained of feeling very tired, but she never missed an oppor-
tunity to go out on a date. She had worked at the opening of a Dave
and Buster's the night before until 2 a.m., got up to go to school at
6 a.m.,, then worked out at the health club after school. It was reason-
able that she was tired. I encouraged her to get up and take a shower.
I told her she would feel better and she could make it an early
evening. [ signed out the narcotic keys at 7:25, glanced at the
phone, and shook it off knowing the kids would page me if they
needed me. [ have been known to be an overprotective mom at
times. I stopped by Foley's in Cherry Creek for a last-minute gift
certificate for my oldest daughter, and then headed home. I arrived
at 8:20. The house was dark as | made the rounds on the first floor,
turning all the Christmas lights on. I noticed the basement was dark
except for the flickering light of the TV; why is it kids can never
manage to turn everything off? “Oh no!” Carei forgot to get up,
she's going to be late I thought, as I rubbed her back, calling her
name. Her arm was hanging off the couch, and I could see by the
light of the TV it was mottled from lack of circulation.

My resuscitative efforts, and those of the paramedics, were a
gallant attempt to save her life until she was pronounced dead at
the hospital at 9:15.

How does this happen? Children are not supposed to die. I was
supposed to go first. The events that followed are a blur except for
the word DEAD. It was the beginning of a journey I never dreamed
I'd take.

Carei was a beautiful full-term strawberry blonde — active and
challenging, developmentally on target. At 14, she was diagnosed
with epilepsy. She went through the gamut of inpatient and outpa-
tient testing, resulting in a diagnosis of idiopathic epilepsy. Our
job was to move forward through the battery of pharmacological
regimens (8 in 3 years) in search of one that brought good seizure
control for her predominantly complex partial seizures.

All of us have recollections of our first exposure to epilepsy: the
stigma, the fear of the tonic-clonic episodes, the restrictions, but not
death. People don't die from epilepsy. Carei did, her death certificate
reads “cause of death SUDEP" (sudden unexplained death in epilepsy).
The Arapahoe County coroner was nice enough to put together
some information on SUDEP for me after performing Carei's autopsy.
A physician encouraged me to write this paper after losing a friend
and fellow MD to this syndrome in 1999; she was appalled that
there was so little information in her own medical community and
by the code of silence that existed surrounding it.

SUDEP is defined as “sudden unexpected witnessed or unwitnessed
nontraumatic and nondrowning death in a patient with epilepsy with
or without evidence of a seizure and excluding documented status
epilepticus in which postmortem examination does not reveal a toxico-
logical or anatomic cause for death”.

This can't be, no one told me she could die, no one ever mentioned
this. We were cautioned about the importance of regular medication
schedules, about avoiding alcohol, not getting too tired, and
maintaining proper nutrition as well as no tub baths alone, but the
critical nature of this advice was never stressed. Here, began my
search for truth.

In my job, I interface with countless physicians, and the majority
have never heard of the term, SUDEP. Our neighbor, a neurosurgeon,
was on the scene the night of Carei's death; he had never heard
the term, SUDEP. After working for Medtronic Neurological, I was
stunned and amazed at how many physicians I met had never heard
the term, SUDEP. When I asked Carei's neurologist why she never
mentioned it, she told me, “We don't like to alarm patients when
they are already in a somewhat protected state.” She is not alone:
there seems to be a trend toward this code of silence regarding
SUDEP. Withholding this information helps no one. Clearly there
isn't a bounty of medical information surrounding SUDEP. There is
merely a paragraph in the medical text. Research in this field has
been limited. SUDEP is an end point, not something with hallmarks
of treatment. The small amount of available literature consistently
identifies risk factors. It is realistic to expect patients to take respon-
sibility for themselves in their own care, Sharing information with
them regarding the potential for SUDEP may be upsetting for many,
but this knowledge may foster better compliance and follow-up.
This may also prevent families from feelings of betrayal by the doctor
should a sudden death occur.

There is a significant and under-appreciated risk of mortality in
epilepsy. The disease gets little attention relative to other chronic
conditions. It is clear that research thus far is inconclusive and that
the mysteries of epilepsy still complicate efforts to successfully treat
many patients.

Proper postmortem identification in epilepsy deaths will bring
useful clues for research. The coroner from Arapahoe County and |
have spoken to coroners to promote identification and understanding
of the postmortem pathological hallmarks. Families need and deserve
to know why their loved one died. A mother contacted me regarding
her son's death certificate, which read “unknown cause of death.”
After Mike reviewed the postmortem findings it was clear her son's
death was SUDEP. The parents asked the Larimer County coroner to
reclassify his death, stating causation; this gave them some closure.
The outcome of this information encouraged the coroner to retro-
spectively examine and reclassify 23 epilepsy-related deaths to
“SUDEP" in Arapahoe County. Denver County has also participated
in a retrospective review and reclassification. I commend Mike on
his commitment to this effort. Contributing as a researcher with the
forensic pathologists and his fellow medical examiner helped me
feel as though Carei's death was not in vain. Our work was ultimately
published in The Journal of Forensic Pathology.

It is time for serious public and patient education about SUDEP. It
wouldn't be prudent to withhold cardiac education or diabetic educa-
tion from patients or minimize the potential for respiratory distress in
asthma patients.

In this era of managed care, with all its financial implications, phy-
sicians are finding less and less to feel good about. Those who remain
dedicated to survival and their Hippocratic Oath have a chance
to help and “do no harm.” You can spread the word to your friends,
family, and your patients, no matter what your specialty is. Omissions
can be DEADLY.
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6. Conclusion

As a whole, these testimonies provide a greater understanding of
the day-to-day challenges experienced by people with epilepsy, by
their families, and by health care providers who are seeking to improve
epilepsy care. Testimonies from family members about death of their
loved ones due to SUDEP emphasize the importance of routinely pro-
viding education on SUDEP, especially in light of it being the leading
cause of epilepsy-related death [12]. The most commonly discussed
topic in the testimonies was health care. Many people with epilepsy
and their families described frustrations related to getting needed
health care and their difficulties finding resources and services. The
health professionals and researchers who provided testimony offered
strategies for moving epilepsy research and health care forward in
order to improve resources and services for people with epilepsy; the
need for advances in research and health care was echoed by people
with epilepsy and their families. Some families also provided specific
recommendations and suggestions for improving services and care. To-
gether, these testimonies make a compelling case that much work re-
mains if we are to improve the lives of people with epilepsy.
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