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The Myocarditis Foundation strives to improve the medical outcome
for myocarditis patients through programs to raise awareness, educate
physicians and the public, and fund important medical research. It is the
only nonprofit organization dedicating all of its resources at no charge to
advancing the understanding and management of myocarditis.

* A 501 (¢)(3) nonprofit organization formed 1n 2005 by a Giant Cell Myocarditis
and Heart Transplant Survivor, a Mayo Clinic cardiologist whose expert Giant Cell
Myocarditis knowledge and innovative treatment protocol stabilized her condition,
and a Columbia University at New York City cardiologist whose expert knowledge
in advanced heart tfailure an cardiac transplantation saved her life.

Candace Moose, R.N. Leslie T. Cooper, Jr. MD Mario C. Deng, MD
Founder Founder Founder

LEADERSHIP BY MYOCARDITIS EXPERTS

The following people volunteer to provide governance and guidance:
OFFICERS AND BOARD OF DIRECTORS:

President: Joseph Rumore, Myocarditis and Heart Transplant patient; former Managing Director of a national insurance company; Kingwood, Texas
Vice-President, Founder, and Medical Director: Leslie T. Cooper, Jr. MD, Chair of the Cardiovascular Department, Mayo Clinic, Jacksonville, Florida

Secretary and Founder: Candace C. Moose, RN, BSN, MEd; Giant Cell Myocarditis patient, Heart Transplant patient and Author of “The Grateful
Heart”; Point Pleasant, New Jersey

Treasurer: Louis Romano, Owner of HomeWell Senior Care, a home health care agency
Director: DeLisa Fairweather, PhD, FAHA, Research Department of Cardiovascular Medicine, Mayo Clinic, Jacksonville, Florida

Director: Jack Price, MD, Associate Professor of Pediatrics at Baylor College of Medicine and the Clinical Director of the Cardiovascular Intensive Care
Unit at Texas Children’s Hospital

Director: Joel Aranson, Founder and Chairman of National Sporting Good Corporation and father to a Myocarditis Victim
Director: Randy Vanness, Community Leader and father to a Myocarditis Victim
Director: Christopher Corso, Reinsurance executive at XL Catlin and father to a Myocarditis Survivor, who continues his battle today

Director: Francine Andrea, Vice-President for Enrollment Management, Student Affairs and Chief Compliance Officer for Felician University
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By:Patricia McElveen
Abiahs Mom

Fifth grader, 11-yr-old Abiah, was seen by
her pediatrician for fever and a horrible
cough in February 2008. Diagnosed with
bronchitis, she was given a prescription for
antibiotics and told to expect up to 72 hours
for the antibiotics to work. Five days later, )

Abiah was taken to the Emergency Room R | ; 0
with a temperature of 103, chest pain, and 7 f{ &x
shortness of breath. Her chest x-ray did [ u 9y
not show pneumonia, and she was again BUEUIEATEIRIECE
diagnosed with bronchitis and given a different antibiotic. Six weeks later, on Good
Friday, Abiah awakened with her normal cheerful behavior, but later complained
that her chest was tight and hurting, and she could not breathe. She stood up, then
collapsed; 911 was called. Paramedics took her vital signs which appeared normal.
When Abiah and her parents reached the hospital, doctors said there was something
seriously wrong with Abiah’s heart and had her airlifted to another hospital. One
hour after her arrival, Abiah’s heart stopped beating, and she was resuscitated and
placed on life support. The doctors said Abiah had a rare viral infection which
had affected her heart muscle. When asked what virus, they replied they didn’t
know because there were so many and it was hard to narrow it down. Abiah was
placed on the heart transplant list and preparations began to find a compatible heart.
Despite their best etforts, Abiah died Saturday night, only a few hours before Easter
Sunday.

Abiah was a very intelligent, vibrant, energetic girl who was active in school and
church functions, and known by her classmates as “everybody’s friend”. Her picture
hangs in the school library and she leaves a legacy of love, peace, and compassion.
Myocarditis subtly and very aggressively destroyed our daughter’s heart, leaving
our family heartbroken and wondering how and why somethinglike this can happen;
myocarditis stole our 11 yr old daughter’s life.
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On March 25, 2011, dozens of the 14,000 runners in the
Dallas Rock N Roll Half Marathon ran in memory of
Mark Austry who collapsed and died at the finish line
at last year’s race. His brother who is the runner in the
family talked Mark into running with him last year.
They finished the race, Mark got a drink of water, and
Michael glanced at his watch to check his time and heard B S
Mark fall. Paramedics tried unsuccesstully to revive | 1' F|G|-|T

him. Mark, the youngest of three brothers, a 32-year-old " againstmyoea i

husband, tather of two, and son was an accomplished '
athlete in several sports including baseball and golf,
but that didn’t save him.

Mark’s sudden death has left his family in tremendous .
pain. Mark’s mother, Sharon Austry, calls the disease, BRLALMEGNTCRELCHHILEIENEY]
“a thief in the night”, though not an ordinary thief JRETE,1T11gY
that steals possessions, but a thief that takes your most @ FI[FYHR (361
precious and irreplaceable possession, then cruelly

breaks into your happy life leaving every holiday a pile of broken dreams. She writes that
not a day goes by that they aren’t reminded of the enormity of their loss, like when Mark’s
three year old daughter Isabella asks for her father or when Mark’s absence is noted in Anna’s
second birthday pictures.

Michael spoke to the cardiologist after the autopsy revealed viral myocarditis. The cardiologist
stated that he did not know how Mark got the disease and that it could not have been prevented.
Michael researched myocarditis and found the Myocarditis Foundation website where he
learned that the disease is the third leading cause of sudden unexpected death in otherwise
young, healthy individuals including athletes.

Thisyear, the Austry family, including Mariana, Mark’s wifeand a host of supportive friendsand
neighbors, staffed a Mark Austry Tribute Booth at the Dallas Half Marathon Expo registration
desk. Michael said it was just too painful to run the race but that he was hoping to raise

awareness for myocarditis and money for a Myocarditis Foundation research grant.

Michael has honored his brother by naming his new baby girl, Devin Mark, after her uncle.
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Brian Barndt « Wake Forest, NC

Brian Barndt, a Wake Forest, North Carolina resident and Total Immersion Swimming
certified coach, knows something about determination. He suffered from heart disease
for nearly two decades before receiving a heart transplant in 2005. As a student
swimmer and polo player at UNC-Wilmington in 1990, Brian contracted a virus that
damaged his heart. The doctors were able to control his disease with medication, but
he knew a heart transplant was in his future. “My body did well 10 years after the virus,
but in 2000, I started to decline”.

First, he had a defibrillator implanted in his chest, a device designed to deliver a shock
to his heart if a life-threatening arrhythmia occurred. The once athlete water polo player
could not even swim the length of the pool. He fought his fear of transplant surgery, and
got in line for a new heart. Six weeks after the surgery he was back in the pool.

After receiving new life through the transplant, Brian has returned to swimming with
a passion! Brian has competed in transplant athletics, winning seven gold medals at
the 2006 and 2008 U.S. Transplant Games as a member of Team NC, and 3 silvers and 1
bronze medal at the 2009 World Transplant Games in Australia. Brian also competes in
triathlons, and was member of the first all-heart transplant relay team to complete an
[ron Distance triathlon race. The 3-man “Tin Men” relay team, whose name is loosely
based on the Tin Man character from the Wizard of Oz who just wanted a heart, have
received their hearts and now want to use them, their motto: 3 Hearts, 2 Lungs, 1 Goal.
Brian is also the first heart transplant recipient to swim in the annual Escape from
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A Surviver’s Sty

On May 27, 2010 (my birthday), our son, Casey, called from school saying he had
chest pains. He'd had very mild intestinal symptoms the week prior and was somewhat
lethargic afterward, so I already had mother’s intuition something wasn’t right. My
husband had near-total blockage of LAD at 37, so I was suspicious and immediately went
into action, despite paramedics saying he was probably dehydrated, “Drink Gatorade
and rest.” I called family doctor who examined and sent him for blood work and EKG
just in case. Casey was fine afterward when we went out for my birthday dinner.

When we got home, the doctor called saying get him to the ER right away. Casey’s blood
cardiac Troponin level was 7 and climbed as high as 13 (normal is 0.2!), indicating ongoing
heart muscle damage. They said he was having a heart attack. How could my 16-year-old be
having a heart attack? He went by ambulance to Ohio State University’s Ross Heart Hospital.
My husband was in Japan and flew home-an agonizingly long trip with no communication.
[ was scared and doctors weren’t saying much. Cardiac catheterization showed clear
coronaries. Next, cardiac MRI showed myocarditis, assumed viral from the brief illness.

Casey received medications (still taking today) and had to rest a lot. I felt so blessed to leave
that hospital with my child; at times I thought I wouldn’t--words can’t explain that fear. At
home, I researched and realized exactly how blessed we are! Our son has youth on his side
and hopefully will heal completely--last scan showed cardiac healing of around 75%. He
might have scar tissue for life.
We won’t know more until June.

My son’s getting ready for prom
and will be acting in a play on
May 27. I know I'll cry again on
my birthday, but this time tears of
joy! I truly hope the Myocarditis
Foundation can raise awareness
and fund research so others
may have this kind of outcome.
My heart aches daily for those
lost to this insidious disease.

Mike & Libby Blevins, Ohio

Casey Blevins - Ohio
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On February 16, 2010 my life was suddenly forever changed. In the garly morning hours I was
woken up by my husband, Tim, struggling to breath. Approximately fifteen minutes later he was
gone. My wondertul, loving husband of only two years was gone. All of the hopes and dreams
that we shared were gone. It was so hard to comprehend because he was not sick. He was active,
exercised regularly and was in good shape. How was this possible? The coroner called later that
morning and explained that Tim’s death was a result of complications from Myocarditis. At the time
of his death he had six weeks of scar tissue around his heart and he was three weeks into heart, liver
and kidney failure. Also sometime in the recent past he had suffered a mild heart attack. Tim was
only 30. I was completely stunned by what the coroner had found.

Myocarditis? What is Myocarditis? That is what I and everyone else in my life began asking. It does
not seem possible that there is a disease that can take someone’s life without presenting much more
than flu-like symptoms. The week prior to his death he told me that he was “not feeling right.” He
had experienced occasional lightheadedness, nausea, and had less of an appetite. We thought he
may have been getting the flu but he had started to feel better. Unfortunately this disease does exist
and though it’s considered rare, it effects far too many people and in many cases goes undetected
until sudden death occurs.

The fact that Tim lost his life will never make sense to me but I am committed to continuing to raise
money for The Myocarditis Foundation. Hopefully through the hard work of individuals to raise
money and awareness for this cause progress through research will be made in leaps and bounds.

There needs to be a time when this disease is more often than not diagnosed before it is too late.
Please educate yourself and others about this disease.

by Angela Burke, his loving wife
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After having our first son, Cole, in 2007, Daron and I knew that we wanted more children.
We were ecstatic to learn that we were expecting again in February of 2009. We soon found
out that we would be blessed with another little boy who we decided to name Owen.

On October 21, Owen made a grand entrance at 37 weeks and 5 days. He was 7 pounds, 4
ounces, and 20 inches long. At first we were congratulated on a very happy, healthy baby boy.

However, within a few hours, it became clear that Owen was having problems breathing.
By the next day he was flown to Levin Children’s Hospital in Charlotte, North Carolina,
for extra help. Despite their best efforts, Owen was not showing improvement. Owen'’s
lungs became worse as the days passed, and the doctors felt that he may be fighting
a virus. Five days later we came in to find his bed surrounded by doctors and nurses.
He had gone into complete heart failure and was not expected to make it through
the night. Later, we would learn that his diagnosis was Enteroviral Myocarditis.

Since that day Owen has overcome extra
ordinary circumstances and has proven
to be a very special little man. Regardless
of what “the books” say, Owen is still .
with us and has gifted our family with B
days of laughter and wonderful smiles.
He reminds us that life is precious.

We are so thankful to God for the gift of our

little Owen. This experience has taught
us much about having faith, trusting =

God, and the true power of prayer. Owen Lo
definitely has a long road ahead, but we
remain hopeful and know that God will
continue to lead us through this journey.

Kristan Cardwell, Mom

- - PE——
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Owen Cardwell - Albemarle, NC '
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Leslie T Cooper, Jr, MD

When I was a cardiology fellow at Stanford University, I had a patient, a young
woman who died of Giant Cell Myocarditis. I remember feeling helpless as there was
no treatment available that could have changed the course of her life. After her death,
myocarditis and specifically Giant Cell Myocarditis became the focus of my medical
research. Many years later, I am happy to report that advances in treatment, diagnosis
and protocol have saved more lives from this disease; however, we still have a long
way to go. Far too many tamilies lose loved ones prematurely from this tragic disease.
In 2001, I received a call from Dr. Mario Deng at Columbia Medical Center asking
me to consult on a case regarding a 49 year old woman who he suspected had
Giant Cell Myocarditis. Though Candace was too ill to be enrolled in the Giant Cell
Myocarditis Treatment Trial I was leading, an alternative therapy was recommended
that successfully enabled Candace to live long enough to receive a new heart. In
her recovery, she called and asked what she could do for me, and I said that we
needed to form a foundation, to raise money for myocarditis research and to be a
clearinghouse of information for physicians, patients and families who lost loved ones.
The Myocarditis Foundation was officially approved as a 501C3 nonprofit in 2005.

Six years later, our website draws over 30,000 web hits per year. . Affected patlents and
families hold awareness events and raise
money for research all over the country.
We have given over $300K away to
aspiring myocarditis investigators who
have made great strides in advancing our
understanding of this disease. Until we
have faster more effective diagnostics and
treatments, we have more work to do.

[ am the founding President of the Board
of Directors and plan to continue to serve
and mentor the next generation of leaders
in the field of myocarditis so that they
can continue the work we have begun
through the Myocarditis Foundation.

Dr. Leslie Cooper, Director of the

Gonda Vascular Center
Mayo Clinic, Rochester, MN
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Matthew Day- Baltimore, MD ™~ —
My heart ordeal began back in the summer of 2005. I was an active 21 year old working days and taking a few

summer courses at night. I was determined to graduate school, make the most money I could, and let nothing
stand in my way. Family, dating, friends, church were not high on my priority list. Ijust wanted to finish school.

Gradually over several days, a pain in my stomach kept increasing in intensity; but I ignored it
thinking it would go away. I had a fishing trip planned for the afternoon and I really wanted to go, so I
picked up some stomach medicine at the drug store, which made me feel better, and packed my gear.

While out on the boat, the pain came back with vengeance. My friend took me back to shore and I
had to crawl out of the boat. Not sure what was going on, I called my parents and we went to see
a doctor. Unfortunately, the tests came back with no definitive answers. They sent me home with some
medicine and told me to take it easy for a few days - I should get better. The next morning, I woke up
and the pain was still there. My parents decided I needed to go to the nearby community hospital. I
was reluctant to go, but said goodbye to my dog and told her I would be back later that evening.

After three hours in the Emergency Department, the doctors still had no answers, but admitted me to the
hospital. A number of doctors came in to exam me, but said nothing. My condition kept getting worse,
and I was moved to ICU. This is when I get scared. I did not want to go to the ICU because that is where
the really sick people are. A CT scan was ordered, and when they gave me the contrast liquid I was so
thirsty I drank it quickly. I remember the nurse saying, “I have never seen someone drink the contrast
so quick and then ask for more.” While taking me to radiology, my body began to shut down. They
rushed me back up to the ICU, hooked me up to a ventilator, and then waited. I really don’t remember
much beyond this point, but I was told that a cardiologist came in to examine me and told my parents,
“There is nothing we can do for your son. He is going to die”, and then he walked out of the room.

My family was in shock and could not believe this was the end. They call every doctor they could find
and successfully transferred me to another hospital. The first two weeks were touch and go. They
pumped me full of all kinds of medicines; every organ in my body was damaged. My kidneys and
heart were affected the most. I needed kidney dialysis for a while. I was discharged 26 days later.
In 2006, I experienced episodes of cardiac arrhythmia and had a pacemaker implanted.

My heart has eventually recovered and today I am a fairly healthy 26 year old man. Emotionally, it will take
years to recover from this experience. The worse part is not knowing what happened to my body. The doctors
diagnosed my mysterious illness as Congestive Heart Failure, but have never given me any more information
on what was the cause or why my body crashed. I tell my story to bring an awareness to heart related
diseases. These illnesses and diseases do not only affect the elderly any longer. People of all ages need to take
better care of themselves and look at what is truly important. I have been changed. I have learned to value
my family and friends over the desire to only make money and get ahead, but how I learned these lessons is
something I hope to never experience again. I mourn losing my old self, but am thankful for what I have found.

2011: Matt is a seminary student at Lutheran Theological Seminary in Gettysburg, PA
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[ became familiar with Giant Cell Myocarditis while practicing Heart Failure/
Heart Transplant medicine in Germany. A young, previously healthy woman died
of GCM while waiting on the list for a new heart. Two years later, I was the doctor
on call at Columbia Medical Center/New York Presbyterian Hospital when Candace
Moose was transterred from another hospital via EMT in profound heart failure
with a diagnosis of viral myocarditis. I suspected GCM immediately and ordered a
heart biopsy which contirmed my tear. The early diagnosis and immediate change in
treatment allowed Candace to live long enough to receive a new heart. Throughout
her illness and recovery, we formed a special bond which continues to this day.

With her husband, and others, we formed the Myocarditis Foundation in 2005 to
raise money for research, to be a support for patients and families who have lost
loved ones to the disease and to educate physicians and the public about the disease.
[ have been on the Board of Directors since the inception of the foundation and plan
to continue to serve for years to come because I believe it is important as I have a

personal commitment to raising awareness about inflammatory heart muscle disease.

Dr. Mario C. Deng, Director of the Advanced Heart Failure Program at
University of California in Los Angeles

May 2011
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My older brother, Jeremy, was a seemingly healthy 14 year-old who was active,
healthy, and bright. He was on the academic honor track at his high school,
participated in varsity hockey and cross country, and was an exceptional role
model for myself and our younger sister, Lauren. His drive to succeed, good
nature, and kind heart made us all proud to have him as a big brother and
son. After going to a movie with his friends one Thursday night in 1994
Jeremy began to have flu-like symptoms.
His pediatrician advised us to give it a
couple of days, and let the virus run its
course. On Sunday, when Jeremy’s mild
symptoms suddenly became more severe,
we brought him to the emergency room, and
Jeremy ended up in the intensive care unit
before there was enough time to grasp the
severity of the situation. Jeremy experienced
a severe episode of rhabdomyolysis,
which resulted in kidney failure and
a fatal disruption in his heart rhythm.

We later learned that Jeremy’s illness
was a result of viral myocarditis. This
devastating disease abruptly ended
Jeremy’s life prematurely, with no warning
sign. Although Jeremy is no longer with
us, I'll always be the middle child, as his
legacy lives on in us through the lessons
we learned from him and in the many

ways in which he touched our lives.

By Brian Fishman, Jeremy’s younger
brother who was age 10 when Jeremy died.

Jeremy Fishman - Arizona
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In April of 2005, I was a fit and healthy 49
year old father of five and grandfather of one, David awarded an honorary Finisher’s Medal for the
and taught Mathematics at a boys College Christchurch City Marathon. My sense of humour has me
in Christchurch, New Zealand. I enjoyed amused with the irony of receiving this when | would

tinkeying in ST R R VA ETSHUULE] probably set off my Pacemaker if I just ran across the road!
and ‘inventing’ gadgets, usually toys. I was

training for the local half-marathon in June and would regularly complete a 1 hour 40 run.

At the end of April within the space of one week of feeling less energetic, stomach pains
and feverish sweats at night, I was admitted to hospital, a walking dead man with a heart
ejection fraction of 19%. On the first day in hospital atter it was confirmed that it was not a
coronary attack but myocarditis, things were going down fastand I was put ona Heart Balloon
Pump for five days straight. By mid-May, atter a second round of the Balloon Pump, it and
various other lines were removed. Medical opinion indicated that there were “hours to live’.

So many people had been praying and one such prayer read to me was Psalm
of David 118, vs 17: I shall not die, but live and declare the works of the Lord.

My kldneys had not been functlomng for 4 days when, inexplicably, some kidney function

B returned. Even after surviving a night when
| my heart exceeded 200 beats per minute, there
gl Wwas huge concern that I would not survive
. "N further rounds of shock treatment. Finally,
4. "massive doses of Amiodarone settled my heart.

- 7 ___ | A Pace-maker/Defibrillator was fitted before I
B left hospital in early July and I was on steroids,

S immunosuppressants and other assorted

¥ medications. I had the absolute love of a wife
- whowouldnotlet go, and the total commitment
- of family, friends, community, and hospital staff.
By thestart of 2006, even with an ejectionfraction
- of around 20% I was able to resume teaching
= part-time. Diagnosis: Giant Cell Myocarditis,

VL T R L R B AT I R e A meaning my non heart-transplant survival
LR L e R e R el N s, as many have suggested, MIRACULOUS!

and support of family and friends is powerful medicine.
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Monday, St Patrick’s Day 2008: Alex, my 15-year-old son, came home and just said, “Hey Mom, it was
weird today. I had chest pains and felt dizzy and short of breath.” Our pediatrician examined Alex that day;
EKG and a chest x-ray were negative and she advised to take it easy. And so our story began.

Tuesday: Alex complains of a stomach ache but assures me he is ok
to stay at school; doctor said call if pain gets worse.

Wednesday: stomach ache moves higher up and Alex calls from
school to say he can’t walk home because of leg pain and
weakness; dr. said he most likely has a virus and to keep him
home on Thursday and call if anything changed.

Thursday: we're up at 4AM; Alex is weak, pale and not breathing
well; off we go to the ER - 5 minutes away - and he is getting
worse; he can’t walk and one look at the doctors’ faces
tells me it’'s bad; medicines, IV, hook up to monitors, and tons of
questions; Alex is calmer then me; within minutes, Alex is being
transported to the University of Massachusetts; a large team of
medical people are waiting for us upon arrival; lots of questions,
tests, monitors going crazy, defibrillator pads are put on Alex and
he is rushed to ICU; I tell Alex he is gonna have to fight.

6:15 AM: Alex needs to go to Children’s Hospital in Boston - they
have a machine that MIGHT save his life; Life Flight is grounded
because of the rain, a special transport team is on the way.

My cousin, a priest, is called to bless him. We all hold hands and
pray for Alex; I thought this would scare him, instead he tells
Father Bill, “Thank you”. Alex’s lungs are filling with fluid and a
breathing tube is put in. I promise him I won't leave his side until
he opens his eyes again and tells me “I love you”.

Worcester, Massachusetts

Upon arrival at Boston’s Children’s Hospital, Alex is placed on
ECMO, a heart lung machine. We spend hours in the waiting
room, getting updates every 15 minutes. Finally, we get to see him
around 5 PM. Alex needs a cardiac biopsy. We're told it’s risky
but very important to determine what they’re dealing with. I find
the chapel and pray; we wait.

Days turn into weeks and Alex is still on ECMO. Doctors are worried about brain damage. Blood clots
form in the tubes and Alex has to be taken oft ECMO. Alex does amazingly well, and the doctors decide to
let him slowly wake-up. He can’t talk because of the breathing tube, but he makes a shape of a heart with
his hands and then does what looks like his fingers running fast and then he makes it look like he broke
something. We figured out that he is asking if his heart is broken and still running fast. I know then that
his brain is still intact. When the breathing tube comes out, Alex gasps for a breath, looked at me, and said,”
Love you Mom!” This is the best gift ever!

One Year Later: Alex missed the end of school but had a tutor and was able to go on to the next grade at
school in September, and celebrate his 16th birthday. My life will never be the same ... in some ways for

the better. Alex is doing amazing! He is on no medicine at all. He even played soccer this fall. Alex’s
cardiologists call him a Myocarditis legend. I call him my miracle!

Sue, Alex’s Mom

<2 Mygocarditis
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My sister, Jolanda, and I grew up in a typical Dutch family. In 1996, Jolanda was 27, active and fit.
She seemed to have it all: a loving husband, a home of their own, two cars, a big dog, a job she liked,
and she was pregnant with their first child. It was a boy. I was looking forward to becoming an aunt.

Six months into her pregnancy, Jolanda fell ill. She was short of breath, extremely
tired and was turned off by food. The midwife explained that my nephew-to-be
had grown so much that he pressed against her lungs and that there was nothing
to be worried about. It sounded logical, but it turned out to be wrong information.

She was home alone for the weekend because her husband was abroad for work. My parents
stopped by and were very worried about the way Jolanda looked. My mum called the
midwife and Jolanda’s GPP who said my mother was overly concerned. So they took my
sister home with them. She seemed to be doing a little better in their care, but Monday
morning Jolanda was rushed to the hospital. The x-ray showed her heart was enormously
enlarged; the doctors were doing everything they knew and she seemed to improve.

The call came in the middle of the night. Jolanda had had an attack of some kind. When we
arrived at the ICU, she looked strange and swollen; she was so cold. Her doctor said her
organs where failing. I asked him if he could take some of mine and make her chances better,
but he said no. It was hopeless. The doctors had tried everything, but did not know what was
killing her. Jolanda and her unborn child died at half past five pm on December 3rd 1996.

On autopsy, Giant Cell Myocarditis was found. The doctors had never thought ot that diagnosis
becauseitissorareand had never been seenina pregnant woman. Her cardiologist showed us a thick
book about heart diseases; he called it “the bible of the heart”. It only had a few lines on the d1sease
that killed my sister. Back in 1996, my sister’s cardiologist told me there was |
one doctor in the whole world who is trying to cure Giant Cell Myocarditis.
[ later searched the internet and found Dr. Leslie Cooper on The Myocarditis
Foundation website. Dr. Cooper still can’t answer our “why” question but #& #%
it is good to know he is working hard to do so. And it is good to see he has .- g
already come so much further than those few lines in “the bible of the heart”. B

[ cannot help him with his research, but I realized I can do something. I'll be £%&¥
running the NYC marathon this year. I intend to raise as much money as I can ;
for myocarditis research to help Dr Cooper and The Myocarditis Foundation :
find the answers to the “why-question” and hopefully save many lives. | it ==

Brenda Running

Brenda Heskes , Jolanda’s Sister
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Garret Lee Hodges was a loving, funny
and smart 15 year old boy. He was our
first born child, a big brother, a grandson,
a nephew, a cousin and friend to many.
Garretlovedlife, familyand friends. Healso |
loved his hobbies with a passion; dirt bike g
riding, Xbox, air soft and texting friends.

Dates and times are not clear inmy memory
as we were in such a fog for so long. That
first morning Garret called me to let me
knowhedidn’tfeel good; hehad aheadache
and wanted to stay home. He stayed home
that day, played Xbox, texted friends, and

rested. The next day he was feeling worse, KEUCHL I ERAETELY WA

he was running a fever of 103 degrees and started vomiting. Nursing advice was to treat
himtor the flu. The third day, he continued to be tired, feverish and still slightly vomiting.
Samenursingadvice,itwasfluseasonafterall. Wewentto the doctor thatmorning. They
were quite concerned thinking he was dehydrated so they started giving him IV fluids
which (unknowingly) caused his damaged heart to work too hard. He went from the
Dr.’s office to the hospitalin theslowestambulancerideever. They tookhimrightinand I
remember the attending doctor saying “we have areally sick kid here”. They were going
to get him stabilized and take him to ICU. The ER doctors still did not know what was
taking our son. Garret’s heart stopped on the elevator. It was a couple of months before
we received the diagnosis of Viral Myocarditis; it was determined with a heart biopsy.

[t is so important to our family that others do not have to suffer as we have. Awareness
and education are key! The loss of our son has made us so aware that nothing is in

our control. Garret walked into the doctor’s office that day and did not come home.

We all have lost a true treasure, our son Garret.

<% NMyocarditis
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The first time I heard the word Myocarditis
was the day my 14 year old, healthy daughter
was hospitalized in Phoenix. This was my
first shock to be followed by many more. As it
turned out Hana was suffering from Giant Cell
Myocarditis or GCM. We would not find this
out till it was too late to save her heart due to
the fact GCM can only be detected through a
heart biopsy. GCM is extremely rare and lethal.
Heart failure progressed in Hana and she was
rushed to UCLA. Aggressive drugs, countless
blood tests, procedures, constant monitoring
and numerous surreal conversations with
ICU physicians and Cardiology. Within
days Hana’s heart stopped. When she coded
and was gone for a few minutes, a young
anesthesiologist performed CPR and I know
saved her so we could make it to the next step.

Hana went from different life support bridges
in a whirlwind of 3 open heart surgeries back
to back due to complications. We now knew
that a heart transplant was the only option.
How could this happen to a young athlete
Hana Hornbeck and captain of the cheer squad? She went on
Pho enix, Arizonz the list for heart transplant and Hana existed

on a very scary and I can say painful device

called BiVAD at UCLA from October 2009
till December 30th 2009. That was the day
she was transplanted. I thank God for her
strength to get through this and for her donor
and their family, I can only express the gift
they gave saved me as well. We were finally

) 5 able to return home to Phoenix in April 2010.
Hana is an amazing young woman and I

éN want to share her story. What she experienced
was so unexpected. She is back in school

and was back to cheering 7 months after her

transplant! Currently, she is getting ready to

compete in the Miss Teen Arizona Pageant

coming up November 2011. She has already
won in my eyes and I am her biggest fan!

Barbara Hornbeck, mother, Phoenix, AZ
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chael’s Stor

Michael Robert Kern is a face of Myocarditis. A good looking, healthy 25 year old, tull of
love, life and laughter, Michael had been married less than two years when he died suddenly
of Viral Myocarditis. He had very mild flu-like symptoms for 2 days. The first day, he
went to work and felt like he was coming down with a cold. He took a cold tablet before
going to bed. The following day, he went to work, came home and felt it was his stomach
bothering him and not a cold. He didn’t feel like eating much and took pink bismuth liquid
before going to bed at 10:30 PM on a Thursday night, but he did tell his wife that there was
something “different” about how he felt. His wife told him to go to the doctor the next day
if he was not feeling any better. A little after midnight on Friday the 13th, 2007, he jerked up
in bed and fell over. His wite thought he was dreaming, he fell halfway off the bed and his

wife struggled to get him on the floor, pinching him to try to wake him. She realized he was
not breathing and called 911, then called
us after the medics arrived. When we
“arrived, they were putting Michael into
" _ the ambulance. They took him to the
= _}w 5 major trauma center rather than the local
e “ % hospital so we held a small bit of hope,

A *% 4 even though we knew if he had stopped
breathing; too much time had passed
for him to survive. At the hospital, we
. M. 4. were told that he had lett ventricular
. <. v arrhythmia and was pronounced dead.

W The doctor suspected Viral Myocarditis

g and after autopsy the cause of death
was verified. There was no heart muscle
__enlargement; the Medical Examiner
" said that he was perfectly healthy
| which makes the finality of death more
s, difficult to accept. We had never heard
W of myocarditis before this happened.
. We know now, unfortunately, one of the
B, symptoms is sudden death. Our beloved
son is a face of Myocarditis and through
awareness, if other lives are saved, then

his death will not have been in vain.
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Rest in peace Michael. We love and
~ miss you everyday. ~ Sylvia Kern,
Mother
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James Conrad Moore « Chino Hills, California :

I'm 18 years old. I'm in my first semester of
college. My favoriteactivitiesare hunting, fishing
and playing guitar. The most important things
in my life are family, hard work and having fun.

My Myocarditis story begins when I was just
not feeling good one day. I couldn’t fall asleep
because my chest hurt. I went to the hospital later
thatnight. Eventually the doctorsfigured out that
[ had myocarditis. For the next couple of weeks,
[ was stuck in the hospital being monitored and
having a lot of blood tests done. I was in a ton of
pain, and it was scary to hear that not much could
be done to get me healthy because Myocarditisis
caused by a virusand not muchis knownaboutit.

My recovery took about a year and a half,
but it seemed like forever to me. I was
very weak and felt exhausted all the time. Slowly
[ started to get my energy back. At first I took
short walks, then jogging, and now [ am back to
running and lifting weights. Once in a while I
have bad days whenlaminalotof painand I feel
like I was back in day one of recovery, but [ push
through it. I forced myself not to worry about it
and keep going. Recovery was very tough and
stressful attimes, butltried my besttobe positive.

Myocarditis has definitely changed my life. I
was 17, very athletic and perfectly healthy. Then
[ felt sick one day and ended up in the hospital
wondering if I would see tomorrow. My first day
home when I was out of the hospital, I walked
outsideand looked atthe blue sky, the trees, heard
thebirdschirpingandIreallystarted toappreciate
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life more. I try to live every day to the fullest now.
I was curious about the disease so I searched
online and found the Myocarditis Foundation
website. I wanted to raise money for the
Foundation because it was scary for me to hear
the doctors tell me that there is no way to treat
it or prevent it. I hope that sometime in the
future doctors will be able to tell other victims

of the disease that Myocarditis CAN be treated.

My plan was to try to get people to sponsor
me to go on a 16 mile hike. It wasn’t an easy
task for me at the time, but I had family and
friends along with me for motivation. We raised
a good amount of money. It felt good to know
that I was helping to fund research that could
help people fight through Myocarditis and be
healthy again. Everyone had a good time on the
hike and they felt good about themselves too.

I'm doing great now. I've been riding my
bike, hiking the Sierras, and my heart
doesn’t hurt at all. Being in the hospital
so long and having myocarditis made me
lose almost all my muscle mass on my arms and
legs, but I am back to lifting weights and as soon
as I get my muscles back, my body will be just
as it was before getting sick. I feel very lucky
to have survived and not have any permanent
damage done to my heart. With the help of the
Myocarditis Foundation, I believe that more
people will be as lucky as me and Myocarditis
won't be such a deadly threat as it is now.

Sept 2010
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Candace Moose - Point Pleasant, New Jersey

In August 2001 I received two immunizations to travel to Africa to do mission work. Two
hours later, my heart started to beat faster, more irregularly and more forcetully. One week
later I coded three times, had a defibrillator inserted and was sent home with a diagnosis of
viral myocarditis. The next day I went into cardiogenic shock and though the doctors told my
husband there was only a slim chance I would survive the night, if by some miracle I did, my
only chance for survival was a heart transplant. The next day, I was transported via EMT to
Columbia Medical Center where Dr. Deng was waiting for me in the Critical Coronary Unit.
He knew immediately it was Giant Cell Myocarditis and he consulted with the world’s leading
expert, Dr. Leslie Cooper from the Mayo Clinic. Dr. Cooper’s research showed that by giving
chemotherapy because of its immunosuppressant and anti-inflammatory properties, GCM
patients survive until transplant if a heart were to become available. In all those weeks, I laid in
my bed in the CCU praying that I would live to see my children married and my grandchildren
born. The treatment was successful and a heart did come on October 1, 2001; the heart of a 17
year old boy whose parents made an unbelievably difficult decision to donate their son’s organs.

[ survived only because of a series of miracles: Dr. Deng’s immediate diagnosis of Giant
Cell, Dr. Cooper’s research and treatment recommendations and the gift of a heart from
an unknown family who suffered tremendous loss. I said to Dr. Deng and Dr. Cooper,
“What can I do to give back to you what your knowledge, expertise and care have given
to me?” Together, we formed the Myocarditis Foundation to help other patients and
families in the present. It is our hope that the research we fund will result in more lives
saved in the future. I plan to work toward that goal for the rest of the life I am given.

Candace Moose, Giant Cell Myocarditis Survivor, Heart Transplant,
Founding Director of the MYOCARDITIS FOUNDATION

May 5, 2011
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“Who's got it better than me? I'm a walking
miracle.” These are the words of New Jersey heart
transplant patient Joseph Rumore, 57. Having
received a new heart on his birthday, November 24,
2006, Rumore’s actions prove that he means what he
says,

“You can choose to be down in the dumps, or you
can decide to look at this as an opportunity,” says
Rumore.

Aside from exercising at least three times a week,

Rumore has carefully charted out a life that includes

disciplined nutrition, a rigid medication routine, and devoting much of his time to the Myocarditis Foundation,
an organization seeking to find a cure for the disease that destroyed his original heart. As a member of the
foundation’s Board of Directors, Rumore uses his business background to help the organization administer a
program that returns ninety-five cents of each donated dollar to research grants and education.

Lives by Risk Factors

Every lifestyle choice made by Rumore is decided upon by weighing the risk factors involved. This includes
decisions on where he walks, works, plays, dines and exercises.

“Exercise is one of the most important things I had to integrate into my life,” he says. Because the anti-rejection
medication he takes represses his immune system, Rumore says he has to be much more aware of his environment.

“I chose to exercise at the gym because of how clean both the staff and the members keep the place. Also, their
cardio machines let me monitor my heart rate, and they have 5
the paddles. I also know that the personal trainers are watching
out for me. Rumore explains. “I lead a perfectly active life.”

Otherwise Healthy Life

Rumore had always lived an athletic lifestyle and never

had clogged arteries or any of the other conditions usually
associated with heart disease. He says that when he was
playing a college basketball game in the late seventies, he
started feeling ill. A subsequent cardiogram showed an
abnormality, but everything soon went back to normal, and he
didn’t give it any more thought.

Then, in 1989, his symptoms of fatigue and lethargy returned.

His wife, Genevieve, a nurse, pushed for more high-profile
tests. The results showed congestive heart failure, with a e .ms [
possibility of myocarditis. Rumore continued to live as B H [l S
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of Genevieve.

comfortably as possible on medication under the watchful eye B 0

Then, in 2004, his health declined rapidly. His heart ejection
fraction went as low as 9 percent. Ejection fraction is the
measurement of the capacity of the heart to pump. A normal
ejection fraction is 50% to 70%. In 2006, Joe received a donor
heart and began the long road of recovery. Rumore’s ejection
fraction with his new heart is 63%. “We can all learn a lot from
Joe”, adds a friend. “He’s living proof that we can overcome
great odds with a plan and a great attitude. He’s not only an
inspiration for other transplant patients, but an inspiration for
all of us”.

Joe Rumore - Parsipanny, New Jersey

M¢ocarditis
FOUNDATION
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Ny Sterr |l

I checked 1n to emergency room at the
local hospital. A man 1n a white coat
stood face to face with me and asked 1f
I was having chest pains or shortness

of breqth. My re.ply was yes. He looked \ "=_"' p

at me 1n disbeliet and told me to have
a seat 1n the waiting room 1t would be
an hour or so before I was called. I was

thirty two years old and 1n good shape
no one would believe I had a heart problem. I left and drove to Dr. Guilbert’s

office thirty minutes away in the snowstorm. I was rushed out of his office by
ambulance and taken to the city hospital. I had congestive heart failure that night.
They did emergency surgery to install a heart pump. I was then rushed to Tufts
in Boston where I had a new heart pump 1nstalled and a biopsy. I was diagnosed
with Giant Cell Myocarditis and placed on the transplant list. Against all odds I
left the hospital weeks later with my own heart at full function.

Annie Schofield - Putnam, Connecticut

Ei1ghteen months later I was back at Tufts 1n a coma for months. I arrested several
times. They called the CDC 1n hopes of answers. 1 was finally diagnosed with
Meningeal Encephalitis and cerebritis. My immune system attacked my brain. I
was treated with steroids, antiviral agents and Cytoxan eventually fully regaining
my memory.

One year later I was rushed out of Dr. Guilberts office again. I had Pulmonary
Embolism, and chronic kidney disease stage 11I, systemic lupus erythmatosis,
lupus nephritis, vasculitis. The next year I had a right atrial collapse, pleurisies,
and pericarditis with bibasilar atelectasis. Against all odds and expectations I
am still here. My secret you ask? Positive thinking and an unshakable faith.
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Miles Shen « Atherton, California S

In December 2009 when I was a 17-year-old high school

student, I contacted the Myocarditis Foundation to explain I had done a project on
Myocarditis and decided to raise awareness about this disease by hosting a chamber
music concert at my school. In addition, I produced a CD of my piano performances and
sold them to raise money, and donated the proceeds to The Myocarditis Foundation.

[ became interested in myocarditis by chance. My Anatomy class teacher at the
Menlo School asked everyone in the class to write down 5 diseases they are most
afraid of getting. Based on this information, our teacher assigned each student a
different chronic disease. Over the course of the month, we lived as though we actually
had our diseases. My aunt had a very mild version of myocarditis when she was
young. I got some insight from her. Today, she is hardly experiencing any problem:s.

[ learned Myocarditis is not well understood due to lack of research. Because all research
requires money, I decided to incorporate my personal interest in music by making and
selling CD’s. This CD was recorded at home on my own little ‘recording studio’. I spend
hours some days recording just one or two pieces. The work is very intense because
mistakes happen often. But in the end, all the work pays off. I am proud of the product.

[ feel the project was rewarding at both personal and far-reaching levels. At the personal
level, this project helped me take greater initiative. I did all the planning, reservations, CD
sales, and sent the invitations. At the far-reaching level, I feel rewarded with the opportunity
to help those truly in need. I hope my contributions go a long way. Thank you for
listening! I will be sure to continue my work. If anyone wants more CDs, I have plenty left.

NOTE: Accompanied by his friend, a pianist, Miles played his violin at a Myocarditis
Foundation fundraiser in September 2010 at the home of James and Candace Moose.
He continues his activism on behalf of the Foundation despite a grueling academic
course load at Princeton University in New Jersey.
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Logan Sweet - Bowdoinha
The loss of a child is a road that no parent should have to travel, but on May 9th, 2008, at 6:47pm, Logan, our 6
year-old son, collapsed in our den and, despite my etforts to revive him, he died instantly in my arms. He was

a healthy boy who lived a normal, active life.

-
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The autopsy report indicated that his heart was 75% larger than normal. Later we learned the cause of his death
was Viral Myocarditis.

This was a total shock to all of us. For months, I walked through life in a fog. How would I continue to live? It
has been three years since that devastating moment. One of my biggest fears when Logan died was that people
would forget him; that his friends and teachers at school would forget how much fun he was, how easily he
laughed, and how enthusiastic he was to learn.

The school has since honored Logan by naming an award after Him.

To make sure that Logan would be remembered, I made a large quilt from Logan’s pictures, artwork and his
favorite shirts, all sewn together. This beautiful memory quilt sits on our bed right now, a constant hug from
Logan.

Next, we had a beautiful bench installed at the school playground, dedicated to Logan by his family. It is a place
for anyone to sit and be where Logan loved to “Laugh, Play and Love” - the inscription on the bench plaque.

Lastly, tokeep Logan’s memory alive, we created the Logan Sweet Foundation with the mission toraise awareness
of Viral Myocarditis, and to promote good health and eating habits, as well as,the importance of living a healthy

and happy lifestyle.

[ continue to need to stay connected to my memories of Logan, no matter how painful it seems at that moment.
Sharing stories of Logan with my husband, my family and my friends gets me through the pain. Crying is my
connection to Logan. My love for him grows with every good cry. I find I am renewed, and I know that my
continued strength comes from him. I have also found peace, peace in the precious eyes of my other children.
They are proof that love never dies and that life does go on.

[ hope Logan is looking down on us with a “huge heart” at all that we have done, and continue to do, to keep
his memory and love alive. I miss him more than words can say. I think about him every day, and I know that

he will be Forever In Our Hearts. I love you Logan.
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It was Christmas Eve 2007 and .WhﬂSt

wrapping the last of our Christmas Sé
presents, I turned to my husband Gary
and said how blessed we were. We were
both healthy and happy and we had a M/
beautiful little boy Angus who was 18
months old. I was pregnant with a new

baby due in two months; [ had just turned
36 and was in the prime of my life.

[ struggled through Christmas Day, teeling exhausted, with family at our place for lunch. Isaw my
doctor and he thought I was coming down with a virus. Later that afternoon I decided to take Angus
for a walk in his pram. As I was pushing him up a steep hill I got a burning pain in my chest. Once I
got to the top of the hill I collapsed over the pram and tried to get my breath. My husband immediately
took me to the hospital.

Doctors ordered a blood test to check cardiac troponin levels and were alarmed to see that they were
very high. They thought I was having a heart attack. 1 was put into critical care as I rapidly declined
to the point that my every breath was a painful struggle. They really didn’t know what was happening
to me. After a few echocardiograms they diagnosed viral myocarditis. The team of specialists decided
it was best for both the baby and I, to deliver by caesarean section. My poor husband was told that I
might not make it.

Tiny little Ava Lee was born 7 weeks early. She went off to special care with Gary and I went back
into Intensive Care. I was breathing a lot easier and after three weeks in the hospital I slowly built up
enough strength to go home. My echocardiogram
looked good so the cardiologist thought I would
make a good recovery over the next 6 months or DONNA TAYLOR

50. AUSTRALIA

Once at home life was really tough. I didn’t have
the energy to be looking after a newborn and a
toddler. After two weeks of struggling at home
my cardiologist ordered another echocardiogram
immediately and saw that I was in heart failure. My
heart was really large. He decided that I needed a
heart biopsy. The biopsy showed that I had a very
rare condition called Giant Cell Myocarditis. This
was the worst possible outcome. I started very
heavy immunosuppressant intravenous therapy
that made me so sick. They decided to implant
a defibrillator. When stable, I went home with all
my drugs.

Giant Cell Myocarditis is a nasty condition that
most people don’t survive. There were no
survivors in Australia. After 6 weeks of the
intensive drug therapy my next biopsy showed
that the Giant Cells had gone. I was warned
[ would never be cured as GCM is an immune
system disorder that could reoccur.

[ realize my life is a gift and I cannot take it for
granted. So many people don’t survive and it is

by God’s Grace that I did; I intend to make it a
good one however long that may be.
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We lost our son Brad to Cardiac Arrhythmia due
to Acute Myocarditis on Sunday, April 18, 2010.
He was 27 years old and only sick for two days.
His wife, Amy, took him to the ER on Friday, April
16th. Brad and Amy told the ER staff that he had
chest pains, a racing heart, and abdominal pain.
When he got there he immediately vomited; at
that point the focus of the ER statf was on his
stomach and the flu-like symptoms even though
both Brad and Amy had told them of the chest
pains numerous times. After spending 5 hours in
the ER, Brad was discharged with the explanation
of “Severe Abdominal Pain - Cause Unknown”.

On Saturday, Brad had an uncomfortable day, but
was feeling somewhat better. On Sunday, April
18th, Brad and Amy spent the day watching
television together and he was feeling better.
About 8 p.m., Amy went to a friend’s house and
Brad was going to make supper for them. He was
outside talking with her when she left. She told
him she would be home in about an hour. When
Amy came home at about 9:15 p.m. she found that
Brad had died while she was gone.

[t took the pathologist about a month to find out
it was Myocarditis. Brad was a great young man
with a promising future! We had never heard of
this awful disease before this, and we turned to
the Myocarditis Foundation for information on
what had happened to our son.

We feel the need to help others become more
educated on this disease, especially the doctors.
= A benefit was held in February 2011 in Brad’s
memory and enthusiastically supported by
the Kewanee community. Over 400 people,
including the mayor and law enforcement officers,
attended the event and proceeds were given
to the Myocarditis Foundation for awareness
and education programs. It is our hope that by
educating individuals and healthcare workers,
this tragedy may be prevented from happening
to other families.

Brad Vanness - Kewanee, Wisconsin Randy and Cindy Vanness, Amy Vanness,

Jeremy and Jamie Jackson
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Ashley and Amber Young, sisters from Pittsburgh ALennsylvania, lost their
13 year old sister, Aaleigha, suddenly and tragically to myocarditis in March
of 2009. The girls and their college friends, one an early childhood myocarditis survivor, turned
their grief into action and organized a Rock Concert fundraiser. The girls invited their friends,
advertised with posters, gathered corporate sponsorships, sold tee shirts and wristbands,
convinced the local arena to donate the space and local high school bands to play for free!
What an event; with nearly 200 in attendance, the room was electric with energy! Cherie Young
(mother), grieving for her daughter yet so proud of her family’s and friends’ efforts, took in the

love and support of the community who turned out show how much they cared. The concert
was a huge success and proceeds were used

to create a scholarship in Aaleigha’s memory
at her middle school and fund myocarditis
medical research through the Myocarditis
Foundation’s research grants program.

Aaleigha was participating in a track
and field event during gym class at
her school when she collapsed while
running the final leg ot a relay. Though
resuscitation efforts were initiated
immediately, she died at a hospice
several weeks later, having never regained
consciousness. Initially, the doctors were
not sure of the diagnosis, but a heart biopsy

: __.-.i‘ revealed myocarditis and other heart problems.
i | T - Candace Moose, Founding Director of the
.I V r " " Myocarditis Foundation, who attended the
event stated. “I am so grateful to have met
- these wonderful young people, to have been

\ invited to share in their griet and in their

activism, and finally for the Myocarditis

Aaleigha Young Foundation to benefit from their tremendous
efforts and success! May God bless them all.”

McDonald, Pennsylvania

ocarditis
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Devm Kravitz. Lelcester MA

Devin Kravitz, born January 31, 1984, grew up in Leicester, Massachusetts. A very active kid, he
played Little League, soccer, and Pop Warner football. He was a member of the Greenville Baptist
Youth Group and loved going on retreats with the church.

Devin had the need for speed. His greatest recreation love was dirt bikes. In 1999, he started
racing with the New England Sports Committee and became an expert rider in his third year of
competition, not an easy accomplishment. His professional race number, 907, was retired in his
honor.

Devin graduated from Leicester High School in 2002 and went on to Quinsigamond Community
College part time taking courses in criminal justice. He also spent time on the Leicester Volunteer
Fire Department. Devin worked in the carpentry and electrical fields with local companies and
spent a lot of his time helping family and friends with their home improvement projects. In

September 2006, he was selected for the Police Academy and would have started in December
2006.

On October 25, 2006, Devin passed away in his sleep from cardiac arrest due to Myocarditis of
viral origin. He was 22 years old. Heart disease comes in many forms and it does affect the young
and old alike. Often time’s simple tests can prevent death, especially in young people.

Devin leaves behind his Mother Janet, his father Stuart, his sister Elizabeth, his fiancée Danielle,
and who he would have enjoyed tremendously, his baby boy Austin, born on May 30, 2007.

Since his death, his family and friends, along with the community come together for the Devin
Kravitz Memorial 5K Road Race, DKbK.org. The event is always held Labor Day weekend in his
home town, to raise awareness of Myocarditis and to raise money for research. All proceeds from
the event are donated to The American Heart Association and The Myocarditis Foundation.
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Beccds Stor

Rebecca, or Becca as we called her, was truly a beautiful person inside
.and out. Though only spending twenty-three short years on this earth, she

made an unparalleled and unforgettable impact on the lives of everyone she knew.
Becca was taken from us by Myocarditis in February of 2009. At the time, she was a beautiful, healthy
young woman with no prior cardiac issues. Becca was working as a medical assistant in a doctor’s office

with ambitions of attending nursing school.

The days preceding her death, Becca had been fighting off a typical cold. There was no reason to
think it was anything more than that until she collapsed the morning of February 5th. The paramedics
were called but could not get her heart started again. In the blink of an eye she was gone and our lives
had changed forever. Nearly a month went by before all the lab results came back. It was then that we

learned about the devastatingly under-
diagnosed disease called Myocarditis.
Anyone who knew Becca can tell you
countless stories of how she influenced
their lives. Her smile could light up an
entire room and make your whole day
better. Becca was very proud of the life
she had created for herself through hard
work, her relationship with her family and
with God. She truly had the biggest heart,
evident to everyone around her.
Eventhoughwewereonly givenashort
timetospendwith ourbeautiful Becca, her
compassionforothersand unyieldinglove
forherfamilywillneverbeforgotten.Becca
has established a permanent place in the
hearts of those who knew her. Her sweet
memory is what gives us the strength and
couragetokeepmovingforward,knowing
that we will one day see each other again.
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Melisa Sofia - New Milford, NJ

Melisa Sofia loved snatching paper out of the computer printer and drawing pictures of her family. She

J 4/

strummed a hot-pink guitar. She sang Miley Cyrus” “The Climb,” then gave up Miley for Justin Bieber.
She begged to have her nails painted and have “Good Night Moon” read to her. She rebelled against the
jeans her mom wanted her to wear. Melisa was to begin practicing to be a cheerleader for the Mighty
Mites football team.

“She was the sweetest, most pure-hearted child,” Melisa’s dad, Robert Sofia said.

The seemingly healthy 6 1/2-year-old died in her sleep the morning of June 23, 2011, less than 48 hours
after her last day of kindergarten. The medical examiner found the cause to be a disease her parents had

never heard of: myocarditis, inflammation of the heart muscle. Melisa’s death left many thunderstruck.

Melisa Sofia was born Nov. 12, 2004, at New York-Presbyterian Hospital. Melisa was 6 months old when
the family left the Bronx for a tidy expanded Cape on a northern New Jersey cul-de-sac.

It was on the cul-de-sac where she learned to ride a bike and played with her friends and brother Robert.

They shared a bunk — Melisa and her collection of stuffed animals on the bottom, little Robert on the top.

Robert Sotia, Melisa’s father shared this story, “ A man came up to me, in the long procession at the funeral
and bowed to me. I've come here to tell you that Melisa would always play with my daughter and protect
her from the kids who were making fun of her. And that his daughter said Melisa had the biggest heart in
the school.”

After that heart gave out, Melisa’s mother wondered whether the family should keep the house.

After all, it was upstairs in the pink-walled bedroom where her mother found Melisa lifeless on that blur
of a morning in June. It was downstairs, on the entryway’s granite floor, where police officers frantically
tried to revive Melisa. They thought the better of leaving. This is where her memory lives on.

Copy consolidated from article published Aug. 14, 2011
Jay Levin, Statt Writer, The Bergen Record
New Milford, N]J
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Alice Fried
British Columbia, Canada

On July 6, 2010, it was just another normal day
-  enjoyed a morning bike ride. My daughter
came home from school and I promised we
would go to see the new movie, Twilight. 1
remember feeling like I might be catching a
cold. We headed to Chilliwack BC, to get a
bite to eat before hitting the movies. I tried to
have a cigarette, but I had this weird feeling
that I couldn’t inhale. I tried to eat; I couldn’t
get a bite down, so I told my daughter that
we needed to go home so I could lie down.

As we approached home, I began to feel
pressure in my chest. While I laid on the
couch, the pressure became so intense, like a
semi-trailer was on top of me. My daughter
kept saying “Mom, let me call 9117, and of
course, | kept saying no. Then I started to
feel sharp pains shooting through my back,
and my face and neck felt stiff. The pressure
and pain got worse; I was having difficulty
breathing and my daughter called 911.

At the hospital, numerous tests were
performed and I was told I had had a heart
attack. Arrangements were made to send me
to a hospital in Burnaby, BC for an angiogram.
One week later, I had the angiogram and the
cardiologist said my arteries looked fine, but I
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had Myocarditis. My first question was “What
is Myocarditis”? “It is an inflammation of the
heart’s muscular wall. Myocarditis can occur
with no symptoms, and is often misdiagnosed”.
The doctor said I was very lucky, as “a very
large percent of people who get this disease
do not know they’ve had it until found later
on an autopsy. Inflammation occurs when
there is an infection and the body sends more

blood to those areas to fight the infection”.

[ was released the following day, with
instructions: strict bed rest, no sports or
anything strenuous, no cigarettes. Five weeks
later, my ejection fraction (heart function)
was 50%, and I still had the infection, but
it was going away. I was told I could not
g0 back to work yet, but should gradually
work on getting my energy level back.

[t is now May 2011 and I am back working,
but find that I get tired easily and if I lift
something heavy or do strenuous activity, I
get a little warning sign - sort of a flutter in
my heart. I thank the wonderful doctors
who took care of me, and the many friends
and family who continue to pray for me.

Alice Fried, British Columbia, Canada
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Vanessa Hickey - Flower Mound, TX

Vanessa noticed a rash on her chest April 1st 2011.
Although she had been training for a 7 mile run, she
was experiencing occasional fatigue and upset stomach.
The rash kept getting worse and she was also noticing
shortness of breath with exercise and went to the doctor
3 times over the next few weeks. After celebrating her
40™ birthday with friends, she woke up throwing up
from what we assumed was a stomach bug. She was

also having a little lightheadedness and slight chest pains, so we took her to a medical clinic. After
a chest X-ray, an EKG, and 2 bags of fluids, they still thought it was a nasty stomach bug and sent
her home to rest.

The symptoms continued to worsen so she went to our family doctor 2 days later. The doctor
couldn’t get a pulse, so he sent her down to the ER. As they were preparing to remove what they
thought was an infected gall bladder, her blood pressure dropped at an alarming rate. They put
the surgery on hold while starting aggressive antibiotics to treat what they thought was a septic
gall bladder. After checking her blood work, they believed she had a heart attack and then did an
angioplasty to look for blockage. There was no blockage so they did an Echo to find her heart was
only functioning at 12%.

She was transferred to UTSW and thanks to the knowledge of their heart failure team, they
performed a risky heart biopsy and diagnosed her with a very rare auto-immune disease called
Giant Cell Myocarditis. She was put on the heart transplant list, but her body began to react very
positively to the treatment thanks to Dr. Leslie Cooper’s research on the disease. After 3 weeks in
the Cardiovascular ICU, we are happy to say Vanessa has made a miraculous recovery and is at
home with her own heart, which is now functioning normal with little or no scar tissue.

Vi¢zocarditis
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Danielle Hymowitz - New City, NY

Danielle Zoe was born on Nov. 27,
1996 the day before Thanksgiving along
with her two sisters, Lexi and Nicki.
Danielle was a triplet, a precious gift.

She had chubby cheeks, golden curls

and huge expressive eyes.

Danielle was an old soul in little girl’s
shoes. She was sweet and sensitive, was
loved so much because a smile never
left her face. As a young adult Danielle
enjoyed writing, tennis, knitting and
ice skating. She had just completed

4th Grade looking forward to starting
middle school.

On July 26, 2007, it was a routine
summer day at camp. At noon, Danielle went swimming and stepped out shortly with complaints
of exhaustion, shortness of breath and chest pain. She went to the camp nurse with complaints
of stomach and headaches. She had an elevated pulse, respirations and not much of an appetite.
After resting she was sent to her next activity. Danielle returned to the nurse’s office. Seemingly
anxious, the nurse tried to alleviate her anxiety through breathing techniques. A short time later
Danielle’s mother was called to pick her up.

When Danielle arrived home she vomited and became lethargic. Paramedics came quickly and
transported her to the hospital ER. Within 15 minutes of arrival at the hospital, with resuscitative
measures to no avail, Danielle passed away, only four hours after the onset of symptoms.

Perhaps even worse than Danielle’s untimely death, was not knowing the cause. Two months
later we were told viral myocarditis. She had an insignificant cold one week prior to her passing.
How is it possible to die from a cold? It is incomprehensible.

The sudden and devastating loss of our precious daughter Danielle has left an emptiness in
our hearts. However, our hope and goal together with The Myocarditis Foundation is to raise
awareness, and educate doctors and specialists alike to help eradicate this disease and prevent
this tragedy from happening to other families.

Steve and Karen Hymowitz
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| Ashley Dale Ofme- Michigén

Mvyocarditis took more than one person from our life; it took a Wife, Daughter, Sister, Aunt, Niece
and Friend

Where do you start when you didn’t know that there was an ending? Ashley was a healthy, vibrant, and
fun loving 27 year old with her whole life still ahead of her. She was born December 28, 1982, graduated
from Romulus Sr. High in 2001, attended the University of Michigan and then graduated from Henry Ford
Community College with a degree in Accounting. She was married in 2007, had recently received a promotion
at work, had purchased a new home in Trenton, Michigan and was planning to start a family.

October 12, 2010 was a normal day for everyone. Ashley woke up went to work; she was a Branch Manager
and Assistant Vice President at PNC Bank in Michigan. After work she called me, her sister, Leslie, and we
chatted for a while then we ended our call with “I love you Chop! Talk to you later.” Chop was a nickname
that we called each other. Ashley arrived at our mother’s house and changed clothes. They had dinner and
then they went to church. They had driven to church separately because afterward Ashley was heading to
her home.

The meeting ended, Ashley and Mom each drove to the gas station that was just down the road and filled
their tanks. They hugged and said their good-byes and each promised to text when they got home.

Around 11:45pm Jason, her husband, arrived home from work and went into the bedroom to let Ashley know
that he was home but she was unresponsive. He turned the light on and saw that she was not breathing,
called 911 and started CPR. The Ambulance arrived on site and took over the attempts at resuscitating
her. Once Ashley arrived at the hospital the emergency room doctor pronounced her dead at 12:25am on
Wednesday, October 13, 2010. The reason at that time was undetermined.

The Medical Examiner found her cause of death to be Myocarditis. A disease none of us heard of. Myocarditis
took her from us- our Wife, our Daughter, our Sister, our Aunt, our Niece, and our Friend.

Her life suddenly ended just as it was beginning.
2., M¢ocarditis
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Andy Pena - Darien, Connecticut

[t was supposed to be a wonderful weekend. Our family
had travelled to Boston to watch our younger son compete
at a swim championship meet. On Friday evening March
25, 2011 we had joined over 40 parents and kids from our
town swim team for a celebratory dinner at an Italian
restaurant. Everyone was happy, laughing, cheering. Our

older son Andy was thrilled to be with his close friend, with whom he planned to
tour Boston. One month short of turning 15, Andy felt independent, responsible and
free. After dinner we all returned to our hotel and while parents gathered together
the kids swam and cheerfully played games at the gym pool. Because Andy was
very tall, everyone wanted to be on his shoulders during a game of “chicken fight”.
He was laughing and screaming hard, having a blast lifting and splashing little
kids in the water.

Andy was an avid athlete, a swimmer and a runner. The high school outdoor
track season was starting and he was eager to run a mile under six minutes. After
swimming he jumped on a treadmill and ran hard, determined to reach his goal.
His last words to his friend where “Uff, I did it!”. He laid down to rest and was
suddenly and inexplicably gone, leaving family and friends in immeasurable pain
and confusion.

It took more than eight months for the diagnosis to arrive: Chronic Myocarditis.
The cause was viral and Andy could possibly have had the disease for weeks, even
months. He did not show particularly alarming signs but occasionally mentioned
shortness of breath during exercise and at night. He had been diagnosed with
seasonal asthma and allergies and used an inhaler to treat these symptoms. We did
notknow anythingaboutthis disease, muchless thatits symptoms could be confused
with respiratory ailments. In memory of our beloved son Andy we plan to work on
spreading awareness and funding research on myocarditis and on promoting and
funding CPR training.

Victor and Giovanna Pefia

Mgocarditis
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Caitie was a wondertul 13-year-old little girl,
or others would say young woman, she grew
up healthy, happy and an all around joy. Caitie
was one of those kids who would try to be nice
to anyone she met, evenif it meant going against
the grain of popularity. She tried including
those children who were not being included or
befriending those kids who appeared to have
no friends. Simple gestures like giving away
her cookies during lunch at school seemed
small but greatly impacted those with whom
she shared those cookies. Proud is just too short
) ) ) a word to describe how we felt about her. She
Caitlyn Vincent - Baltimore, MD was a straight A student and we took great joy
in looking at each other and saying, “Genius.”
Caitie loved playing the piano and played it
beautitully, filling the house with her melodies.
The house is so quiet without the sound of her
practicing the piano. We are so happy that we
were able to help her experience so much in her
« short life. She traveled as a People to People
MAKE IT A GRE AT Student Ambassador to England, France and
[taly spreading goodwill among nations. She

loved playing lacrosse and baking with family

in the kitchen. We enjoyed watching her on
DAY OR N OT. coce the field and dining on her creations. During
her time in her Mass Communication class, her
catch phrase was “Make it a great day or not, the

T I_I E C I_I O I C E I S choice is yours” and she made every day a great
one. On November 20, 2007, Caitlyn passed
away from viral myocarditis. She had no major

» symptoms and everything looked like a minor

YOURS ! cold. We may never realize the possibilities
that might have been discovered had her life

continued but we can strive to do something

,C AIT LYN VI N C E NT significant with what remains of ours.
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An infectious smile, wit, as well as a magneti€ personality, Luke Anthghy could make friends
wherever he went. Lukey was a loving, caring, and compassionate son, brother, grandson and
friend.

Lukey is an angel now, passing of myocarditis on November 16, 2011, Luke was ten years old.
Luke was a gifted artist as well as athlete, and was always on the go.

His favorite school subject was art, and he was able, even from a very young age, to draw incredible
pictures and art projects. Lukey maintained his studies, but I suspect the rest of the school day was
another avenue to socialize and make friends.

Lukey excelled in sports as well, playing baseball, soccer, and hockey in our town leagues. He never
stopped moving, and when he made a save as a hockey goalie, you could see that smile under his
mask, and the pride he felt, as did we all. Lukey’s future seemed so bright, and he was loved by so
many.

On November 15, 2011 Luke kissed Mom good night and told her he loved her, Luke did not
awaken on November 16. How could this happen? Luke was a happy, active, vibrant ten year old
boy with no symptoms of any illness, and a future as bright as the sun waiting for him to embrace
it. Our world stopped turning on this day, as
we were living every parents worst nightmare,
the loss of a child. Our families hearts all
have a void, missing his smile, his laugh, his
unending energy with every breath.

Initially deemed unknown cause, efforts from
NY Senator Tim Kennedy allowed Lukey's case
to remain open and myocarditis be found as
cause of Luke’s sudden passing.

The Myocarditis Foundation has provided
much comfort to our family these past months.
Our current efforts, which are guided by an
angel, are focused on establishing autopsy
guidelines and raising awareness of this
disease.

Every moment of every day, Lukey is missed
by so many, our hearts are broken . . . our
resolve is not.

Fly High Lukey!

Lukey Gould
West Seneca, NY
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Cathrynne was such a joy to everyone who knew her. Her smile could light up a room and
she always knew exactly what she wanted. She was beauty and spunk 1n a small package.
On a Thursday afternoon, Cathrynne started vomiting. We gave her fluids to keep her
hydrated, but the next morning, when she was still throwing up, we took her to the
pediatrician. He believed she had a stomach virus and prescribed medication to settle her
stomach. After getting the medicine, she started to keep down fluids and had a typical
lazy day at home.

Saturday, she was still keeping down fluids, but was not eating solid foods. She stopped
throwing up, but she still seemed weak. Since she was keeping down fluids, we expected
her to start to tolerate solid food the next day; however, on Sunday morning, she was even
weaker. Her breathing became labored and her heart began to beat rapidly. We rushed her
to the emergency room.

The doctors ran tests and took x-rays. They informed us that she had pneumonia and
needed to be taken by helicopter to a children’s hospital. Just as the helicopter arrived, our
sweet little girl went into respiratory arrest. The doctors, nurses and flight team worked
valiantly for more than an hour and a half to revive her.

No one could tell us how something like this could happen so suddenly to an otherwise
healthy child. Every day, children have stomach viruses and parents never think that it
will take their children. We were left with our grief to wonder what caused this to happen
to our family.

S1x weeks later, we received the autopsy results. A silent killer, rarely anticipated, had
damaged her little heart. Myocarditis had taken our little girl.
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Cathrynne er '
Burnham, Pennsylvania

Jennifer Wagner
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Our daughter was named after myself, her mother, Lita & her grandmother, Olita (her best
friend). She was the lifelong dream of my husband Chris, his “Baby Girl”. On September 21,
2011, 18 days past her 3rd birthday, I had kept her home from daycare because of “flu-like”
symptoms. [ had taken her to the Pediatrician mid-day when she had showed signs of her blood
pressure dropping, we were sent home with a prescription for nausea and told to give it a day
and what we hoped was a virus would pass. At 5pm that afternoon Melita took her last breath,
seconds later in my arms her heart stopped. It took an excruciating 90 days to determine the
cause of our daughters passing, viral myocarditis. Like too many other Parents we do not want
our daughter to be forgotten, nor do we want the sum of her life to be of her death. My husband
is military and in regards to our daughters passing the military truly stepped up to take care
of their own. With the small life policy the military provided we covered the funeral expenses
and the remainder we donated. We donated to her daycare, and took donations in place of
flowers at her funeral to purchase outdoor water fountains & benches for the playground. We
also donated a small amount to our local church for their new child care facility. We telt it only
right to give back to the people who helped us educate, and develop our beautiful, joyous,
bright charming and tenacious little lady. Our daughter taught her friends and family to love
unconditionally, and have faith and trust God regardless of the outcome. These moments as
well as others where we have had the opportunity to share and to help heal and minister to
other’s we call Melita’s Moments and our lives have been filled with many. By working with
the Myocarditis Foundation increasing awareness and providing funding for research, we
hope that our lives as well as others will be filled with many more.

M e I ita Wa Ym b 0 I d Chris and Lita Warmbold

Abiline, Texas
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“Viral infection with cardiotropic viruses such as coxsackie
virus B3 (CVB3) led to a massive myocardial inflammation
called myocarditis. The major late-consequence of viral
myocarditis is dilated cardiomyopathy with heart failure
presentation. Although virus itself can be responsible
for myocardial injury, there are more evidences that an
over-bursting immune reaction, rather than a direct virus
mechanism, is accountable for deleterious damage of the
heart.” Research Finding

The Myocarditis Foundation research fellowship grant
gave me the opportunity to concentrate on my interest
to understand the interactions between the coagulation
system and the immune system after a virus infection.
During my fellowship I investigated the role of the
protease activated receptor-1 (PAR-1) in coxsackievirus
B3 induced myocarditis. PAR-1, also known as the
thrombin receptor, mediates platelets activation and
the cross-talk between coagulation and inflammation. .
In my study, I found that PAR-1 deficiency leads to a By Dr. Silvio Antoniak
reduced innate immune response during coxsackievirus FVN e g T a0
B3 infection of mice. The reduced early innate immune
reaction was associated with uncontrolled virus
replication and more acute myocarditis that led to a
greater impairment of heart function in PAR-1 deficient
mice. My data suggest that PAR-1 activation is necessary for an etfective innate immune
response after coxsackievirus B3 infection. My research observations were presented at
scientific meetings with international researchers and physicians to raise the awareness of
virus infection of the heart. In addition, the support by the Myocarditis Foundation made
it possible to initiate a productive collaboration between the McAllister Heart Institute at
University of North Carolina at Chapel Hill and one of the leading myocarditis research and
clinical centers in Germany, the Charité - Campus Benjamin Franklin in Berlin. I am thanktul
and appreciate the generous support by the Myocarditis Foundation and its supporters.
Beyond the duration of my Myocarditis Foundation fellowship, I hope I can contribute to
the knowledge of the myocarditis pathologic mechanism in the future.

<2, M
oy

University of North Carolina, Chapel Hill
Spring 2011
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Shannon Mauldin Story
El Reno, Oklahoma

Shannon, was a healthy 31-year-old mother,
wife, daughter, sister, and aunt, who every one
depended on for one thing or another. Shannon
was only 31 but had been on her job for 12 years
starting at the bottom working her way up the
corporate ladder. She was a financial advisor
for the elderly and their families. She knew all
aspects of this part of life for the elderly. Many
times as her mother | would be visiting at her
work and saw her go into her purse and give a
resident money for one thing or another.

Shannon was a success story. She became
a mother to a son at age 16 and worked very
hard to provide for him all he needed and most
all he wanted. She was never able to have any
other children although she desperately wanted
more. She was the sister to only one sibling
and the only aunt to one niece. She was also
the best friend any one could ask for. She was the sweetest daughter her father
and | could have ever wished for. She was kind, giving, and put every one else’s
needs before her own. She was madly in love with her husband. She loved all
animals, but most of all her dogs Maggie and Mattie.

Shannon also loved life and the lake. The last holiday she had was the 4th of
July 2015. We all spent it together at the lake enjoying family, food and fireworks.
On the Sunday as we packed to leave, Shannon said in the most sincere tone of
voice “Mom | just love this place, | never want to leave.” On the way home that day
IS when | noticed something not quite right with her. When we arrived home she
came in and for the first time in years | took her temp. It was 101.7. The next day
she called in sick, which she never did, and went to an urgent care center. The
doctor treated her as if she had the flu, gave her a shot and sent her home. The
next day, Tuesday, she was short of breath, had a fever and tightness in her chest.
Her mother-in-law took her to the Emergency Room and at that time we knew how
serious it was. She was transported by ambulance to the nearest heart hospital
and a pace maker was placed. Shannon kept getting worse and on a Friday early
morning at 4 a.m. she had a heart attack.

As a mother, this is some thing you never want to see. Shannon was placed on
the ECMO machine. She never regained a pulse. She is missed each and every
day.

The reason | want to share her story is because Shannon was always giving to
others. If her story can help another family, maybe just maybe, it will help her
friends and family heal. This horrible disease strikes the most unlikely people and
a cure needs to be found and found fast.

& )» Myocarditis
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Knox Peterson Schwarz was a vibrant, joy-
ful, and loving 2 1/2-year-old boy. He loved
chasing after his big brother and sister and
swinging at the park.

Astomach virus had been goingaround our
school and two members of the family had
already gotten it, so we were not surprised
when Knox threw up a couple of times. He
was fine the next couple of days, and then
vomiting returned along with diarrhea. We
kept him resting and gave him plenty of
fluids to keep him from getting dehydrated.
That night, he seemed much better as his Cec[ar?arﬁ, ’fex 4s

vomiting and diarrhea stopped. He did seem more lethargic than usual and went to
bed early.

The next day he continued to improve, or so we thought. He even ran around
a little and played with his siblings even though he seemed a little more tired than
usual. That night, Knox fell asleep on the couch while we were watching a movie as
a family. He was breathing heavier than normal with a strange sound but we thought
maybe he was just congested. He had a doctor’s appointment scheduled first thing
in the morning, so we thought we could ask her about this then.

In the middle of the night, | woke up to change Knox's diaper and his breathing
seemed to be more labored. | knew something was wrong and took him to the emer-
gency room Immediately. The doctors were concerned with his oxygen level and
high heart rate and admitted us. They started treating Knox for pneumonia, giving
him |.V.s with antibiotics and oxygen. He eventually had to be put on a a ventilator
to try and improve his oxygen. The doctor decided to give Knox an EKG on his heart
and the result was abnormal. He consulted with the cardiologist, and for whatever
reason decided against giving him an echocardiogram. It wasn't until hours later,
when Knox’s condition started to deteriorate, that they finally performed an echo-
cardiogram. The doctor was finally able to see that Knox had an enlarged heart and
suspected myocarditis. They wanted to transfer us to the local children’s hospital
that had an ECMO machine to keep him on heart and lung support. Knox was never
stable enough to be transferred and ended up passing away after an hour of chest
compressions.

We will never know why the doctors decided to cancel the first echocardiogram that
was sitting outside his room, ready to be used. We will always wonder if, had it been
detected earlier, this may have gotten him to the hospital with the ECMO machine
in time to save his life. We are still awaiting official results from the medical
examiner, but his preliminary cause of death is listed as myocarditis, something we
had never even heard of before that November day.

We will always miss our beautiful and vibrant boy. His love and joy lit up our lives.
We hope to set up a foundation in his honor asking people to do random acts of
Kindness In his name.

GOXG iﬁﬁﬁ Knowledge Nurtures Hope
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Rian Jones-Cook
Delanco, New Jersey

Rian was a Thanksgiving baby, born on November
16, 2015. Our family gathered and celebrated
his arrival with food and festivities. Each holiday
that followed, we realized he liked celebrations.
He was never fussy and always alert. Rian went
to his doctor for his routine monthly checkup at
the end of February. He had a runny nose and the
doctor just said to use saline drops to help keep
his nose clean. He seemed better, but on March
0, 2016, he became irritable and | held him close.
It was unlike him to cry so much. Suddenly he let

out a scream and his arm dropped. | tried to wake him but no response. We called for
help...The police came...

Then the ambulance.
He was alive.
Then, the sirens.
Then the longest ride ever.
The medics saying “oh no.”
The hospital doctors working on him for 3 hours.
“His heart is not beating on its own. Do you want us to stop?” the doctors asked.
“No,” | said. We’d still be there if it were up to me.
Finally, a decision was made that Rian was gone.
| was numb. | don’t really remember a lot more after that.

[t took 3 months to get the full results from his organs to find out what happened to my little

king. When they called to tell me it was myocarditis (inflammation of the heart) | didn’t know
what that was.

My baby Rian died because a virus attacked his heart.

How could this be?

My oldest son Richeon and | are writing a book on loss and healing thru a mother and
brother’s journey. The attached writing in blue is an excerpt from the children’s book we are
working on together. It will be published in early 2017 and we hope it will comfort others
who have lost a beloved child. | hope that Rian’s story will help people dealing with myocarditis
to understand that they are not alone.

A portion of the proceeds from the book sales will be donated to the Myocarditis Foundation.
We need to raise awareness about this disease to both the medical and public communities so
that others do not suffer the anguish and suffering that we and others have had to endure.

Knowledge Nurtures Hope...
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Not a Blank Canvas:

Ryan McArthur
Ontario, Canada

He was only 21 years old. He was brave.
He was a fighter and a warrior.
e died a sudden and tragic death to Myocarditis.

His name was Ryan and this is “His” Story.

On May 31, 1995 | was blessed, when | gave birth to my son,
Ryan McArthur. He was a perfectly healthy and happy baby boy.
Ryan was highly intelligent, studious and self-disciplined in high
school. He graduated on the Honor Role, and was destined for
success in his future. While in school, Ryan still found the time
to learn how to play the drums, hold down a part-time job and
coach a flag football team. He was very active, very healthy and
very athletic. With Ryan’s hard work, dedication and commit-
ment to his academics, he was named to the Dean’s Honors
List and graduated Mohawk College at the top of his class, In
May 2016.

The week of June 13, 2016 Ryan caught a head cold, with common flu like symptoms. He rarely ever got
sick and never complained. He stated that he was just feeling tired and had a “cold”. In subsequent days
he carried out his normal activities...played baseball with friends, went shopping for clothes, got a new haircut,
still “fighting his cold”.

At 6:20 am, on June 22, 2016, our lives would change forever. We heard a loud bang on the floor of Ryan’s
bedroom and a cry for help. “Help me! Help me!” We ran into Ryan’s room and found him on the floor. We
called 911 and rushed to the hospital. Upon arrival they did an extensive medical history. He regularly worked
out at the gym. He never drank alcohol, did drugs or smoked a day in his life. How could this be happening?

The waiting at the hospital was excruciating. After what seemed like an eternity, the doctors gave us an
update. A blood clot had broken away from Ryan’s heart and traveled to the left side of his brain. He required
emergency brain surgery to repair the clot. The surgery was a success. However, Ryan remained in a coma
for 18 days following the surgery. We prayed that he would wake up. And on the morning of July 11th, Ryan
opened his eyes and smiled!!

We were also told that Ryan had the heart of an 80-year-old and it was functioning at only 10%. We were
told that an airborne virus had attacked his heart and that Ryan had a tough road ahead. We had so many
questions. We were so confused. How could this happen to such a healthy, happy and bright young man with
his whole life ahead of him. We were devastated.

Ryan spent the next 4.5 months in the ICU. He fought daily and he never gave up. The plan of care, was
always to get Ryan strong enough for a heart transplant. Ryan’s determination never faltered. He never gave
up hope. His progress in the ICU was remarkable. He was called, “The miracle of the hospital”.
Unfortunately, Ryan’s health deteriorated the last week of October, 2016. His heart could no longer hang
on. It wasn’t strong enough. And Ryan took a turn for the worse. On Ryan’s last night, he was surrounded
by all his family. | put my hand on his chest and | felt his heartbeats drop, one by one. | saw a tear roll down
his cheek, from the corner of his eye. His heart stopped and within seconds it started again. | thought God
was giving him back to us. He continued to fight, right to the end. The doctor unplugged the heart monitor,
and | felt Ryan’s heart beat one last time. That night, my heart broke as well.

We love Ryan so much. We want everyone to hear about his courageous battle with this horrid disease. As
a mother, | would have changed places with my son in a moment. | asked God to “ take me instead”.

| want no other family to ever go through this experience. Myocarditis took our healthy, happy, amazing son
away from us at only 21 years old. He never got to fulfill his dreams. He never got to fall in love, to get married
or to start a family. He had so much potential. So much talent. So much to look forward too. His life was cut
short by this disease and our lives will never be the same. We want to keep Ryan’s memory alive forever.

Ryan’s favorite inspirational quote by Tom Brady of the New England Patriots...
“I didn’t come this far to only come this far, so we’ve still got further to go.”

We need to work together to help the Myocarditis Foundation find the cure and stop this suffering and loss
of life it causes.
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Not a Blank Canvas: Portraits of Myocarditis

As a part of our mission, the Myocarditis Foundation annually funds promising research to
investigate the mechanisms of myocarditis in order to increase medical understanding
and support development of diagnostic and ireatment protocols to improve disease
outcome. Grant proposal applications are available on the Foundation website; proposal
review and selections are made by the Foundation’s Medical Advisory Board. To date,
over $300,000 has been awarded for myocarditis research.

The Role of Monocytes in Autoimmune Myocarditis. (A study of the body’s immune cells), Daniela
Cihakova, MD, PhD, Johns Hopkins University, Baltimore, Maryland, 2008; this investigation has
received additional funding from the National Institute of Health.

Gene Expression Profiling for Detection of Myocarditis. (A study investigating a diagnostic marker
for myocarditis), Bettina Heidecker, MD, The University of Miami, Florida, 2008; research results
published in Circulation 2011 March 22; 123(11) 1174-84

Cellular and Viral Determinants of Neonatal Group B Coxsackievirus Myocarditis. Susan Wollersheim,
MD, UCLA Medical Center, 2009

Thrombin-PAR-1 Signaling in Viral Myocarditis. (A study of the inflammatory response in
Myocarditis), Sylvio Antoniak, PhD, McAllister Heart Institute, University of North Carolina-Chapel
Hill, 2010

The Role of Dystrophin in Enterovirus Induced Viral Myocarditis. (A study of the effects of destruction
of an important myocardial protein by cardiotropic viruses), Byung Kwan Lim, PhD, University of
California in San Diego, 2010

Discovering and Understanding Virus-Host Factor Interactions for the Treatment of Viral Myocarditis.
David Marchant, PhD, University of British Columbia in Vancouver, 2010

Peripheral Blood Mononuclear Cell and Endomyocardial Gene Expression Signatures of Myocarditis
— Identification of Genomic Biomarkers. (A study of white blood (immune) cells response to
myocarditis), Khurram Shahzad, MD, Columbia University Medical Center, New York, 2011

Autoimmunity in Pediatric Myocarditis: A Pilot Study. (A study of children’s immune reaction to
myocarditis), Kathleen Simpson, MD, Washington University, St. Louis, MO, 2011

IL-1 Receptor-Associated Kinase 4 Epigenetically Modulates Nod2- and MDAS5- dependent protection in

Viral Myocarditis. (A study of specific components of the inflammatory response to myocarditis),
Alan Valaperti, PhD, University Health Network, University of Toronto, Canada, 2011
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FOR YOUR SUPPORT OF

NOT A BLANK CANVAS:
PORTRAITS OF MYOCARDITIS

ILLUMINATE SPONSORS

ROGER AND MARY SCOTT HONBARRIER
SYLVIA KERN
NIGEL MACKMAN
JIM AND CANDACE MOOSE
CHARLES AND BECKY PETERS
JACK AND CARY PETERSON

GARY AND DEB POLSON
ST. JUDE MEDICAL FOUNDATION
TOM AND DARLA SKELTON
BOB AND ELIZABETH SMITH
VINCE AND TRICIA TUMMINELLO

WACHOVIA BANK

BRIER CREEK BRANCH, A WELLS FARGO COMPANY
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