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• A 501 (c)(3) nonprofit organization formed in 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 failure an cardiac transplantation saved her life.
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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 

RQO\�QRQSURÀW�RUJDQL]DWLRQ�GHGLFDWLQJ�DOO�RI�LWV�UHVRXUFHV�DW�QR�FKDUJH�WR�
advancing the understanding and management of myocarditis.
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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: Christopher Corso, Reinsurance executive at XL Catlin and father to a Myocarditis Survivor, who continues his battle today; 
Attleboro, MA

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; Hackensack, NJ

Director: Giustina Schiano, Mother of a Myocarditis Victim, Community Leader and MF Family Support Advocate; East Meadow, NY

Founder, and Medical Director: Leslie T. Cooper, Jr. MD, Chair of the Cardiovascular Department, 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; Houston, TX

Director: Joel Aranson, Founder and Chairman of National Sporting Good Corporation and father to a Myocarditis Victim; Boca Raton, FL and 
Verona, NJ

Director: Douglas Luffborough, III, PhD, Community Leader who holds a PhD in Leadership Studies. Heart inspired speaker, Author and Education 
Client Partner; Chula Vista, CA

Director: Francine Andrea, Vice-President for Enrollment Management, Student Affairs and Chief Compliance Officer for Felician University

Founder
Leslie T. Cooper, Jr. MD



By:Patricia McElveen
Abiah’s Mom

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 
SODFHG�RQ�WKH�KHDUW�WUDQVSODQW�OLVW�DQG�SUHSDUDWLRQV�EHJDQ�WR�ÀQG�D�FRPSDWLEOH�KHDUW���
Despite their best efforts, 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 something like this can happen; 
myocarditis stole our 11 yr old daughter’s life.

Abiah’s
Story

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 
with a temperature of 103, chest pain, and 
shortness of breath.  Her chest x-ray did 
not show pneumonia, and she was again 
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Our Story
On March 25, 2011, dozens of the 14,000 runners in the 
Dallas Rock N Roll Half Marathon ran in memory of 
0DUN�$XVWU\�ZKR�FROODSVHG�DQG�GLHG�DW�WKH�ÀQLVK�OLQH�
at last year’s race. His brother who is the runner in the 
family talked Mark into running with him last year. 
7KH\�ÀQLVKHG�WKH�UDFH��0DUN�JRW�D�GULQN�RI�ZDWHU��DQG�
Michael glanced at his watch to check his time and heard 
Mark fall. Paramedics tried unsuccessfully to revive 
him. Mark, the youngest of three brothers, a 32-year-old 
husband, father 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, 
“a thief in the night”, though not an ordinary thief 
that steals possessions, but a thief that takes your most 
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. 

This year, the Austry family, including Mariana, Mark’s wife and a host of supportive friends and 
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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A 
Survivor’s 

Story

 Brian Barndt, a Wake Forest, North Carolina resident and Total Immersion Swimming 
FHUWLÀHG�FRDFK��NQRZV�VRPHWKLQJ�DERXW�GHWHUPLQDWLRQ��+H�VXIIHUHG�IURP�KHDUW�GLVHDVH�
IRU�QHDUO\�WZR�GHFDGHV�EHIRUH�UHFHLYLQJ�D�KHDUW�WUDQVSODQW�LQ��������$V�D�VWXGHQW�
VZLPPHU�DQG�SROR�SOD\HU�DW�81&�:LOPLQJWRQ�LQ�������%ULDQ�FRQWUDFWHG�D�YLUXV�WKDW�
GDPDJHG�KLV�KHDUW���7KH�GRFWRUV�ZHUH�DEOH�WR�FRQWURO�KLV�GLVHDVH�ZLWK�PHGLFDWLRQ��EXW�
KH�NQHZ�D�KHDUW�WUDQVSODQW�ZDV�LQ�KLV�IXWXUH��´0\�ERG\�GLG�ZHOO����\HDUV�DIWHU�WKH�YLUXV��
EXW�LQ�������,�VWDUWHG�WR�GHFOLQHµ���

)LUVW��KH�KDG�D�GHÀEULOODWRU�LPSODQWHG�LQ�KLV�FKHVW��D�GHYLFH�GHVLJQHG�WR�GHOLYHU�D�VKRFN�
WR�KLV�KHDUW�LI�D�OLIH�WKUHDWHQLQJ�DUUK\WKPLD�RFFXUUHG��7KH�RQFH�DWKOHWH�ZDWHU�SROR�SOD\HU�
FRXOG�QRW�HYHQ�VZLP�WKH�OHQJWK�RI�WKH�SRRO��+H�IRXJKW�KLV�IHDU�RI�WUDQVSODQW�VXUJHU\��DQG�
JRW�LQ�OLQH�IRU�D�QHZ�KHDUW��6L[�ZHHNV�DIWHU�WKH�VXUJHU\�KH�ZDV�EDFN�LQ�WKH�SRRO��

$IWHU�UHFHLYLQJ�QHZ�OLIH�WKURXJK�WKH�WUDQVSODQW��%ULDQ�KDV�UHWXUQHG�WR�VZLPPLQJ�ZLWK�
D�SDVVLRQ���%ULDQ�KDV�FRPSHWHG�LQ�WUDQVSODQW�DWKOHWLFV��ZLQQLQJ�VHYHQ�JROG�PHGDOV�DW�
WKH������DQG������8�6��7UDQVSODQW�*DPHV�DV�D�PHPEHU�RI�7HDP�1&��DQG���VLOYHUV�DQG���
EURQ]H�PHGDO�DW�WKH������:RUOG�7UDQVSODQW�*DPHV�LQ�$XVWUDOLD���%ULDQ�DOVR�FRPSHWHV�LQ�
WULDWKORQV��DQG�ZDV�PHPEHU�RI�WKH�ÀUVW�DOO�KHDUW�WUDQVSODQW�UHOD\�WHDP�WR�FRPSOHWH�DQ�
,URQ�'LVWDQFH�WULDWKORQ�UDFH���7KH���PDQ�µ7LQ�0HQµ�UHOD\�WHDP��ZKRVH�QDPH�LV�ORRVHO\�
EDVHG�RQ�WKH�7LQ�0DQ�FKDUDFWHU�IURP�WKH�:L]DUG�RI�2]�ZKR�MXVW�ZDQWHG�D�KHDUW��KDYH�
UHFHLYHG�WKHLU�KHDUWV�DQG�QRZ�ZDQW�WR�XVH�WKHP��WKHLU�PRWWR����+HDUWV����/XQJV����*RDO���
%ULDQ�LV�DOVR�WKH�ÀUVW�KHDUW�WUDQVSODQW�UHFLSLHQW�WR�VZLP�LQ�WKH�DQQXDO�(VFDSH�IURP�
$OFDWUD]

heart2swim
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       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. 
0\�KXVEDQG�ZDV�LQ�-DSDQ�DQG�ÁHZ�KRPH�DQ�DJRQL]LQJO\�ORQJ�WULS�ZLWK�QR�FRPPXQLFDWLRQ��
,�ZDV�VFDUHG�DQG�GRFWRUV�ZHUHQ·W�VD\LQJ�PXFK��&DUGLDF�FDWKHWHUL]DWLRQ�VKRZHG�FOHDU�
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 
KRPH��,�UHVHDUFKHG�DQG�UHDOL]HG�H[DFWO\�KRZ�EOHVVHG�ZH�DUH���2XU�VRQ�KDV�\RXWK�RQ�KLV�VLGH�
and hopefully will heal completely--last scan showed cardiac healing of around 75%. He 

A Survivor’s Story

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
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Tim’s Story
On February 16, 2010 my life was suddenly forever changed. In the early morning hours I was 
ZRNHQ�XS�E\�P\�KXVEDQG��7LP��VWUXJJOLQJ�WR�EUHDWK��$SSUR[LPDWHO\�ÀIWHHQ�PLQXWHV�ODWHU�KH�ZDV�
gone. My wonderful, 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 
WKDQ�ÁX�OLNH�V\PSWRPV��7KH�ZHHN�SULRU�WR�KLV�GHDWK�KH�WROG�PH�WKDW�KH�ZDV�´QRW�IHHOLQJ�ULJKW�µ�+H�
had experienced occasional lightheadedness, nausea, and had less of an appetite. We thought he 

PD\�KDYH�EHHQ�JHWWLQJ�WKH�ÁX�EXW�KH�KDG�VWDUWHG�WR�IHHO�EHWWHU��8QIRUWXQDWHO\�WKLV�GLVHDVH�GRHV�H[LVW�
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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Our Story
$IWHU�KDYLQJ�RXU�ÀUVW�VRQ��&ROH��LQ�������'DURQ�DQG�,�NQHZ�WKDW�ZH�ZDQWHG�PRUH�FKLOGUHQ���
:H�ZHUH�HFVWDWLF�WR�OHDUQ�WKDW�ZH�ZHUH�H[SHFWLQJ�DJDLQ�LQ�)HEUXDU\�RI�������:H�VRRQ�IRXQG�
RXW�WKDW�ZH�ZRXOG�EH�EOHVVHG�ZLWK�DQRWKHU�OLWWOH�ER\�ZKR�ZH�GHFLGHG�WR�QDPH�2ZHQ�

2Q�2FWREHU�����2ZHQ�PDGH�D�JUDQG�HQWUDQFH�DW����ZHHNV�DQG���GD\V��+H�ZDV���SRXQGV����
RXQFHV��DQG����LQFKHV�ORQJ���$W�ÀUVW�ZH�ZHUH�FRQJUDWXODWHG�RQ�D�YHU\�KDSS\��KHDOWK\�EDE\�ER\���

+RZHYHU��ZLWKLQ�D�IHZ�KRXUV��LW�EHFDPH�FOHDU�WKDW�2ZHQ�ZDV�KDYLQJ�SUREOHPV�EUHDWKLQJ��
%\�WKH�QH[W�GD\�KH�ZDV�ÁRZQ�WR�/HYLQ�&KLOGUHQ·V�+RVSLWDO�LQ�&KDUORWWH��1RUWK�&DUROLQD��
IRU�H[WUD�KHOS���'HVSLWH�WKHLU�EHVW�HIIRUWV��2ZHQ�ZDV�QRW�VKRZLQJ�LPSURYHPHQW���2ZHQ·V�
OXQJV�EHFDPH�ZRUVH�DV�WKH�GD\V�SDVVHG��DQG�WKH�GRFWRUV�IHOW�WKDW�KH�PD\�EH�ILJKWLQJ�
D�YLUXV���)LYH�GD\V�ODWHU�ZH�FDPH�LQ�WR�ILQG�KLV�EHG�VXUURXQGHG�E\�GRFWRUV�DQG�QXUVHV���
+H�KDG�JRQH�LQWR�FRPSOHWH�KHDUW�IDLOXUH�DQG�ZDV�QRW�H[SHFWHG�WR�PDNH�LW� WKURXJK�
WKH�QLJKW�� �/DWHU��ZH�ZRXOG� OHDUQ�WKDW�KLV�GLDJQRVLV�ZDV�(QWHURYLUDO�0\RFDUGLWLV���

6LQFH�WKDW�GD\�2ZHQ�KDV�RYHUFRPH�H[WUD�
RUGLQDU\�FLUFXPVWDQFHV�DQG�KDV�SURYHQ�
WR�EH�D�YHU\�VSHFLDO��OLWWOH��PDQ���5HJDUGOHVV��
RI��ZKDW�´WKH��ERRNVµ�VD\���2ZHQ��LV��VWLOO��
ZLWK��XV��DQG��KDV�JLIWHG�RXU�IDPLO\�ZLWK�
GD\V�RI�ODXJKWHU�DQG�ZRQGHUIXO�VPLOHV��
+H�UHPLQGV�XV�WKDW� OLIH� LV�SUHFLRXV���

:H�DUH�VR�WKDQNIXO�WR�*RG�IRU�WKH�JLIW�RI�RXU�
OLWWOH�2ZHQ��7KLV�H[SHULHQFH�KDV�WDXJKW�
XV�PXFK�DERXW�KDYLQJ�IDLWK��WUXVWLQJ�
*RG��DQG�WKH�WUXH�SRZHU�RI�SUD\HU���2ZHQ�
GHÀQLWHO\�KDV�D�ORQJ�URDG�DKHDG��EXW�ZH�
UHPDLQ�KRSHIXO�DQG�NQRZ�WKDW�*RG�ZLOO�
FRQWLQXH�WR�OHDG�XV�WKURXJK�WKLV�MRXUQH\�

Kristan Cardwell, Mom
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A 
Survivor’s 

Story
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, 
P\RFDUGLWLV�DQG�VSHFLÀFDOO\�*LDQW�&HOO�0\RFDUGLWLV�EHFDPH�WKH�IRFXV�RI�P\�PHGLFDO�
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 families 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 patients 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. 
 
I 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

Leslie T. Cooper, Jr., MD
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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 
VWDQG�LQ�P\�ZD\���)DPLO\��GDWLQJ��IULHQGV��FKXUFK�ZHUH�QRW�KLJK�RQ�P\�SULRULW\�OLVW���,�MXVW�ZDQWHG�WR�ÀQLVK�VFKRRO���

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

My Story
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 I 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 transferred from another hospital via EMT in profound heart failure 
with a diagnosis of viral myocarditis. I suspected GCM immediately and ordered a 
KHDUW�ELRSV\�ZKLFK�FRQÀUPHG�P\�IHDU��7KH�HDUO\�GLDJQRVLV�DQG�LPPHGLDWH�FKDQJH�LQ�
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. 
I 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 
SHUVRQDO�FRPPLWPHQW�WR�UDLVLQJ�DZDUHQHVV�DERXW�LQÁDPPDWRU\�KHDUW�PXVFOH�GLVHDVH��

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

May 2011

Mario Deng, MD
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Jeremy’s Story 
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.
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My Psalm
,Q�$SULO� RI� ������ ,�ZDV� D� ÀW� DQG�KHDOWK\� ���
\HDU�ROG�IDWKHU�RI�ÀYH�DQG�JUDQGIDWKHU�RI�RQH��
DQG� WDXJKW� 0DWKHPDWLFV� DW� D� ER\V� &ROOHJH�
LQ� &KULVWFKXUFK�� 1HZ� =HDODQG�� ,� HQMR\HG�
WLQNHULQJ�LQ�WKH�JDUDJH�ZLWK�P\�YLQWDJH�)RUG�
DQG�¶LQYHQWLQJ·�JDGJHWV��XVXDOO\�WR\V���,�ZDV�
WUDLQLQJ�IRU�WKH�ORFDO�KDOI�PDUDWKRQ�LQ�-XQH�DQG�ZRXOG�UHJXODUO\�FRPSOHWH�D���KRXU����UXQ�

$W�WKH�HQG�RI�$SULO�ZLWKLQ�WKH�VSDFH�RI�RQH�ZHHN�RI�IHHOLQJ�OHVV�HQHUJHWLF��VWRPDFK�SDLQV�
DQG�IHYHULVK�VZHDWV�DW�QLJKW��,�ZDV�DGPLWWHG�WR�KRVSLWDO��D�ZDONLQJ�GHDG�PDQ�ZLWK�D�KHDUW�
HMHFWLRQ�IUDFWLRQ�RI�������2Q�WKH�ÀUVW�GD\�LQ�KRVSLWDO�DIWHU�LW�ZDV�FRQÀUPHG�WKDW�LW�ZDV�QRW�D�
FRURQDU\�DWWDFN�EXW�P\RFDUGLWLV��WKLQJV�ZHUH�JRLQJ�GRZQ�IDVW�DQG�,�ZDV�SXW�RQ�D�+HDUW�%DOORRQ�
3XPS�IRU�ÀYH�GD\V�VWUDLJKW���%\�PLG�0D\��DIWHU�D�VHFRQG�URXQG�RI�WKH�%DOORRQ�3XPS��LW�DQG�
YDULRXV�RWKHU�OLQHV�ZHUH�UHPRYHG��0HGLFDO�RSLQLRQ�LQGLFDWHG�WKDW�WKHUH�ZHUH�¶KRXUV�WR�OLYH·�

6R� PDQ\� SHRSOH� KDG� EHHQ� SUD\LQJ� DQG� RQH� VXFK� SUD\HU� UHDG� WR� PH� ZDV� 3VDOP�
RI� 'DYLG� ����� YV� ���� ,� VKDOO� QRW� GLH�� EXW� OLYH� DQG� GHFODUH� WKH� ZRUNV� RI� WKH� /RUG�

0\�NLGQH\V�KDG�QRW�EHHQ�IXQFWLRQLQJ�IRU���GD\V�ZKHQ��LQH[SOLFDEO\��VRPH�NLGQH\�IXQFWLRQ�
UHWXUQHG�� (YHQ� DIWHU� VXUYLYLQJ� D� QLJKW� ZKHQ�
P\�KHDUW�H[FHHGHG�����EHDWV�SHU�PLQXWH��WKHUH�
ZDV� KXJH� FRQFHUQ� WKDW� ,� ZRXOG� QRW� VXUYLYH�
IXUWKHU� URXQGV� RI� VKRFN� WUHDWPHQW�� )LQDOO\��
PDVVLYH�GRVHV�RI�$PLRGDURQH�VHWWOHG�P\�KHDUW�

$�3DFH�PDNHU�'HÀEULOODWRU�ZDV�ÀWWHG�EHIRUH�,�
OHIW�KRVSLWDO�LQ�HDUO\�-XO\�DQG�,�ZDV�RQ�VWHURLGV��
LPPXQRVXSSUHVVDQWV� DQG� RWKHU� DVVRUWHG�
PHGLFDWLRQV��,�KDG�WKH�DEVROXWH�ORYH�RI�D�ZLIH�
ZKR�ZRXOG�QRW�OHW�JR��DQG�WKH�WRWDO�FRPPLWPHQW�
RI�IDPLO\��IULHQGV��FRPPXQLW\��DQG�KRVSLWDO�VWDII��
%\�WKH�VWDUW�RI�������HYHQ�ZLWK�DQ�HMHFWLRQ�IUDFWLRQ�
RI�DURXQG�����,�ZDV�DEOH� WR� UHVXPH� WHDFKLQJ�
SDUW�WLPH�� �'LDJQRVLV��*LDQW�&HOO�0\RFDUGLWLV��
PHDQLQJ� P\� QRQ� KHDUW�WUDQVSODQW� VXUYLYDO�
LV�� DV� PDQ\� KDYH� VXJJHVWHG�� 0,5$&8/286�
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My
Miracle

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, 
�����WHVWV��PRQLWRUV�JRLQJ�FUD]\��GHÀEULOODWRU�SDGV�DUH�SXW�RQ�$OH[�DQG�
�����KH�LV�UXVKHG�WR�,&8��,�WHOO�$OH[�KH�LV�JRQQD�KDYH�WR�ÀJKW�
     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
�����)DWKHU�%LOO��´7KDQN�\RXµ���$OH[·V�OXQJV�DUH�ÀOOLQJ�ZLWK�ÁXLG�DQG�D�
     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”. 

  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
�����EXW�YHU\�LPSRUWDQW�WR�GHWHUPLQH�ZKDW�WKH\·UH�GHDOLQJ�ZLWK���,�ÀQG
     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 off 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 
KLV�KDQGV�DQG�WKHQ�GRHV�ZKDW�ORRNV�OLNH�KLV�ÀQJHUV�UXQQLQJ�IDVW�DQG�WKHQ�KH�PDNHV�LW�ORRN�OLNH�KH�EURNH�
VRPHWKLQJ���:H�ÀJXUHG�RXW�WKDW�KH�LV�DVNLQJ�LI�KLV�KHDUW�LV�EURNHQ�DQG�VWLOO�UXQQLQJ�IDVW���,�NQRZ�WKHQ�WKDW�
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

WORD COUNT: 598
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0\�VLVWHU��-RODQGD��DQG�,�JUHZ�XS�LQ�D�W\SLFDO�'XWFK�IDPLO\���,Q�������-RODQGD�ZDV�����DFWLYH�DQG�ÀW��
She seemed to have it all: a loving husband, a home of their own, two cars, a big dog, a job she liked, 
DQG�VKH�ZDV�SUHJQDQW�ZLWK�WKHLU�ÀUVW�FKLOG��,W�ZDV�D�ER\���,�ZDV�ORRNLQJ�IRUZDUG�WR�EHFRPLQJ�DQ�DXQW��

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 GP 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 
NLOOLQJ� KHU�� � -RODQGD� DQG� KHU� XQERUQ� FKLOG� GLHG� DW� KDOI� SDVW� ÀYH� SP� RQ� 'HFHPEHU� �UG� �������

On autopsy, Giant Cell Myocarditis was found. The doctors had never thought of that diagnosis 
because it is so rare and had never been seen in a 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 disease 
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. 
I 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 
already come so much further than those few lines in “the bible of the heart”.  

I 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 
ÀQG� WKH� DQVZHUV� WR� WKH� ´ZK\�TXHVWLRQµ� DQG� KRSHIXOO\� VDYH�PDQ\� OLYHV�

Brenda Heskes , Jolanda’s Sister

Jolanda’s Story

Brenda Running
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Garret’s
Story

Garret Lee Hodges was a loving, funny 
and smart 15 year old boy.  He was our 
ÀUVW�ERUQ�FKLOG��D�ELJ�EURWKHU��D�JUDQGVRQ��
D� QHSKHZ�� D� FRXVLQ� DQG� IULHQG� WR� PDQ\���
Garret loved life, family and friends.  He also 
ORYHG�KLV�KREELHV�ZLWK�D�SDVVLRQ��GLUW�ELNH�
riding, Xbox, air soft and texting friends.  

'DWHV�DQG�WLPHV�DUH�QRW�FOHDU�LQ�P\�PHPRU\�
DV�ZH�ZHUH�LQ�VXFK�D�IRJ�IRU�VR�ORQJ��7KDW�
ÀUVW�PRUQLQJ�*DUUHW� FDOOHG�PH� WR� OHW�PH�
NQRZ�KH�GLGQ·W�IHHO�JRRG��KH�KDG�D�KHDGDFKH�
DQG�ZDQWHG�WR�VWD\�KRPH���+H�VWD\HG�KRPH�
WKDW�GD\��SOD\HG�;ER[��WH[WHG�IULHQGV��DQG�
UHVWHG���7KH�QH[W�GD\�KH�ZDV�IHHOLQJ�ZRUVH��
KH�ZDV�UXQQLQJ�D�IHYHU�RI�����GHJUHHV�DQG�VWDUWHG�YRPLWLQJ��1XUVLQJ�DGYLFH�ZDV�WR�WUHDW�
KLP�IRU�WKH�ÁX��7KH�WKLUG�GD\��KH�FRQWLQXHG�WR�EH�WLUHG��IHYHULVK�DQG�VWLOO�VOLJKWO\�YRPLWLQJ���
6DPH�QXUVLQJ�DGYLFH��LW�ZDV�ÁX�VHDVRQ�DIWHU�DOO���:H�ZHQW�WR�WKH�GRFWRU�WKDW�PRUQLQJ���7KH\�
ZHUH�TXLWH�FRQFHUQHG�WKLQNLQJ�KH�ZDV�GHK\GUDWHG�VR�WKH\�VWDUWHG�JLYLQJ�KLP�,9�ÁXLGV�
ZKLFK��XQNQRZLQJO\��FDXVHG�KLV�GDPDJHG�KHDUW�WR�ZRUN�WRR�KDUG���+H�ZHQW�IURP�WKH�
'U�·V�RIÀFH�WR�WKH�KRVSLWDO�LQ�WKH�VORZHVW�DPEXODQFH�ULGH�HYHU���7KH\�WRRN�KLP�ULJKW�LQ�DQG�,�
UHPHPEHU�WKH�DWWHQGLQJ�GRFWRU�VD\LQJ�́ ZH�KDYH�D�UHDOO\�VLFN�NLG�KHUHµ���7KH\�ZHUH�JRLQJ�
WR�JHW�KLP�VWDELOL]HG�DQG�WDNH�KLP�WR�,&8���7KH�(5�GRFWRUV�VWLOO�GLG�QRW�NQRZ�ZKDW�ZDV�
WDNLQJ�RXU�VRQ���*DUUHW·V�KHDUW�VWRSSHG�RQ�WKH�HOHYDWRU���,W�ZDV�D�FRXSOH�RI�PRQWKV�EHIRUH�
ZH�UHFHLYHG�WKH�GLDJQRVLV�RI�9LUDO�0\RFDUGLWLV��LW�ZDV�GHWHUPLQHG�ZLWK�D�KHDUW�ELRSV\���

,W�LV�VR�LPSRUWDQW�WR�RXU�IDPLO\�WKDW�RWKHUV�GR�QRW�KDYH�WR�VXIIHU�DV�ZH�KDYH��$ZDUHQHVV�
DQG�HGXFDWLRQ�DUH�NH\���7KH�ORVV�RI�RXU�VRQ�KDV�PDGH�XV�VR�DZDUH�WKDW�QRWKLQJ�LV�LQ�
RXU�FRQWURO��*DUUHW�ZDONHG�LQWR�WKH�GRFWRU·V�RIÀFH�WKDW�GD\�DQG�GLG�QRW�FRPH�KRPH��

:H�DOO�KDYH�ORVW�D�WUXH�WUHDVXUH��RXU�VRQ�*DUUHW���
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Hana’s  
        S

tory

� 7KH�ÀUVW�WLPH�,�KHDUG�WKH�ZRUG�0\RFDUGLWLV�
ZDV�WKH�GD\�P\����\HDU�ROG��KHDOWK\�GDXJKWHU�
ZDV�KRVSLWDOL]HG�LQ�3KRHQL[���7KLV�ZDV�P\�
ÀUVW�VKRFN�WR�EH�IROORZHG�E\�PDQ\�PRUH���$V�LW�
WXUQHG�RXW�+DQD�ZDV�VXIIHULQJ�IURP�*LDQW�&HOO�
0\RFDUGLWLV�RU�*&0���:H�ZRXOG�QRW�ÀQG�WKLV�
RXW�WLOO�LW�ZDV�WRR�ODWH�WR�VDYH�KHU�KHDUW�GXH�WR�
WKH�IDFW�*&0�FDQ�RQO\�EH�GHWHFWHG�WKURXJK�D�
KHDUW�ELRSV\���*&0�LV�H[WUHPHO\�UDUH�DQG�OHWKDO���
+HDUW�IDLOXUH�SURJUHVVHG�LQ�+DQD�DQG�VKH�ZDV�
UXVKHG�WR�8&/$���$JJUHVVLYH�GUXJV��FRXQWOHVV�
EORRG�WHVWV��SURFHGXUHV��FRQVWDQW�PRQLWRULQJ�
DQG�QXPHURXV�VXUUHDO�FRQYHUVDWLRQV�ZLWK�
,&8�SK\VLFLDQV�DQG�&DUGLRORJ\�� �:LWKLQ�
GD\V�+DQD·V�KHDUW�VWRSSHG���:KHQ�VKH�FRGHG�
DQG�ZDV�JRQH�IRU�D�IHZ�PLQXWHV��D�\RXQJ�
DQHVWKHVLRORJLVW�SHUIRUPHG�&35�DQG�,�NQRZ�
VDYHG�KHU�VR�ZH�FRXOG�PDNH�LW�WR�WKH�QH[W�VWHS�

� +DQD�ZHQW�IURP�GLIIHUHQW�OLIH�VXSSRUW�EULGJHV�
LQ�D�ZKLUOZLQG�RI���RSHQ�KHDUW�VXUJHULHV�EDFN�
WR�EDFN�GXH�WR�FRPSOLFDWLRQV���:H�QRZ�NQHZ�
WKDW�D�KHDUW�WUDQVSODQW�ZDV�WKH�RQO\�RSWLRQ���
+RZ�FRXOG�WKLV�KDSSHQ�WR�D�\RXQJ�DWKOHWH�
DQG�FDSWDLQ�RI�WKH�FKHHU�VTXDG"��6KH�ZHQW�RQ�
WKH�OLVW�IRU�KHDUW�WUDQVSODQW�DQG�+DQD�H[LVWHG�
RQ�D�YHU\�VFDU\�DQG�,�FDQ�VD\�SDLQIXO�GHYLFH�
FDOOHG�%L9$'�DW�8&/$�IURP�2FWREHU������
WLOO�'HFHPEHU���WK���������7KDW�ZDV�WKH�GD\�
VKH�ZDV�WUDQVSODQWHG���,�WKDQN�*RG�IRU�KHU�
VWUHQJWK�WR�JHW�WKURXJK�WKLV�DQG�IRU�KHU�GRQRU�
DQG�WKHLU�IDPLO\��,�FDQ�RQO\�H[SUHVV�WKH�JLIW�
WKH\�JDYH�VDYHG�PH�DV�ZHOO���:H�ZHUH�ÀQDOO\�
DEOH�WR�UHWXUQ�KRPH�WR�3KRHQL[�LQ�$SULO�������
 
� +DQD�LV�DQ�DPD]LQJ�\RXQJ�ZRPDQ�DQG�,�
ZDQW�WR�VKDUH�KHU�VWRU\���:KDW�VKH�H[SHULHQFHG�
ZDV�VR�XQH[SHFWHG���6KH�LV�EDFN�LQ�VFKRRO�
DQG�ZDV�EDFN�WR�FKHHULQJ���PRQWKV�DIWHU�KHU�
WUDQVSODQW���&XUUHQWO\��VKH�LV�JHWWLQJ�UHDG\�WR�
FRPSHWH�LQ�WKH�0LVV�7HHQ�$UL]RQD�3DJHDQW�
FRPLQJ�XS�1RYHPEHU��������6KH�KDV�DOUHDG\�
ZRQ�LQ�P\�H\HV�DQG�,�DP�KHU�ELJJHVW�IDQ����

%DUEDUD�+RUQEHFN��PRWKHU��3KRHQL[��$=
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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 
major trauma center rather than the local 
hospital so we held a small bit of hope, 
even though we knew if he had stopped 
breathing; too much time had passed 
for him to survive. At the hospital, we 
were told that he had left ventricular 
arrhythmia and was pronounced dead. 
The doctor suspected Viral Myocarditis 
and after autopsy the cause of death 
ZDV�YHULÀHG��7KHUH�ZDV�QR�KHDUW�PXVFOH�
enlargement; the Medical Examiner 
said that he was perfectly healthy 
ZKLFK�PDNHV�WKH�ÀQDOLW\�RI�GHDWK�PRUH�
GLIÀFXOW�WR�DFFHSW��:H�KDG�QHYHU�KHDUG�
of myocarditis before this happened. 
We know now, unfortunately, one of the 
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.  

Rest in peace Michael. We love and 
miss you everyday. ~ Sylvia Kern, 
Mother

Michael ’s Story
Michael Robert Kern is a face of Myocarditis. A good looking, healthy 25 year old, full of 
love, life and laughter, Michael had been married less than two years when he died suddenly 
RI�9LUDO�0\RFDUGLWLV��+H�KDG�YHU\�PLOG�ÁX�OLNH�V\PSWRPV�IRU���GD\V���7KH�ÀUVW�GD\��KH�
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 wife thought he was dreaming, he fell halfway off the bed and his 
ZLIH�VWUXJJOHG�WR�JHW�KLP�RQ�WKH�ÁRRU��SLQFKLQJ�KLP�WR�WU\�WR�ZDNH�KLP��6KH��UHDOL]HG�KH�ZDV�
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BEATING 
MYOCARDITIS

,·P� ��� \HDUV� ROG�� ,·P� LQ� P\� ÀUVW� VHPHVWHU� RI�
FROOHJH��0\�IDYRULWH�DFWLYLWLHV�DUH�KXQWLQJ��ÀVKLQJ�
DQG�SOD\LQJ�JXLWDU��7KH�PRVW�LPSRUWDQW�WKLQJV�
LQ�P\�OLIH�DUH�IDPLO\��KDUG�ZRUN�DQG�KDYLQJ�IXQ�

0\�0\RFDUGLWLV� VWRU\� EHJLQV�ZKHQ� ,�ZDV� MXVW�
QRW�IHHOLQJ�JRRG�RQH�GD\��,�FRXOGQ·W�IDOO�DVOHHS�
EHFDXVH�P\�FKHVW�KXUW��,�ZHQW�WR�WKH�KRVSLWDO�ODWHU�
WKDW�QLJKW��(YHQWXDOO\�WKH�GRFWRUV�ÀJXUHG�RXW�WKDW�
,�KDG�P\RFDUGLWLV��)RU�WKH�QH[W�FRXSOH�RI�ZHHNV��
,�ZDV�VWXFN�LQ�WKH�KRVSLWDO�EHLQJ�PRQLWRUHG�DQG�
KDYLQJ�D�ORW�RI�EORRG�WHVWV�GRQH��,�ZDV�LQ�D�WRQ�RI�
SDLQ��DQG�LW�ZDV�VFDU\�WR�KHDU�WKDW�QRW�PXFK�FRXOG�
EH�GRQH�WR�JHW�PH�KHDOWK\�EHFDXVH�0\RFDUGLWLV�LV�
FDXVHG�E\�D�YLUXV�DQG�QRW�PXFK�LV�NQRZQ�DERXW�LW�

0\� UHFRYHU\� WRRN� DERXW� D� \HDU� DQG� D� KDOI��
EXW� LW� VHHPHG� OLNH� IRUHYHU� WR� PH�� ,� ZDV
YHU\�ZHDN�DQG�IHOW�H[KDXVWHG�DOO�WKH�WLPH��6ORZO\�
,�VWDUWHG�WR�JHW�P\�HQHUJ\�EDFN��$W�ÀUVW�,� WRRN�
VKRUW�ZDONV��WKHQ�MRJJLQJ��DQG�QRZ�,�DP�EDFN�WR�
UXQQLQJ�DQG�OLIWLQJ�ZHLJKWV��2QFH� LQ�D�ZKLOH� ,�
KDYH�EDG�GD\V�ZKHQ�,�DP�LQ�D�ORW�RI�SDLQ�DQG�,�IHHO�
OLNH�,�ZDV�EDFN�LQ�GD\�RQH�RI�UHFRYHU\��EXW�,�SXVK�
WKURXJK�LW��,�IRUFHG�P\VHOI�QRW�WR�ZRUU\�DERXW�LW�
DQG�NHHS�JRLQJ���5HFRYHU\�ZDV�YHU\�WRXJK�DQG�
VWUHVVIXO�DW�WLPHV��EXW�,�WULHG�P\�EHVW�WR�EH�SRVLWLYH�

0\RFDUGLWLV� KDV� GHÀQLWHO\� FKDQJHG� P\� OLIH�� ,�
ZDV�����YHU\�DWKOHWLF�DQG�SHUIHFWO\�KHDOWK\��7KHQ�
,�IHOW�VLFN�RQH�GD\�DQG�HQGHG�XS�LQ�WKH�KRVSLWDO�
ZRQGHULQJ�LI�,�ZRXOG�VHH�WRPRUURZ��0\�ÀUVW�GD\�
KRPH�ZKHQ�,�ZDV�RXW�RI�WKH�KRVSLWDO��,�ZDONHG�
RXWVLGH�DQG�ORRNHG�DW�WKH�EOXH�VN\��WKH�WUHHV��KHDUG�
WKH�ELUGV�FKLUSLQJ�DQG�,�UHDOO\�VWDUWHG�WR�DSSUHFLDWH�

OLIH�PRUH��,�WU\�WR�OLYH�HYHU\�GD\�WR�WKH�IXOOHVW�QRZ�
,�ZDV� FXULRXV� DERXW� WKH� GLVHDVH� VR� ,� VHDUFKHG�
RQOLQH� DQG� IRXQG� WKH�0\RFDUGLWLV� )RXQGDWLRQ�
ZHEVLWH�� � ,� ZDQWHG� WR� UDLVH� PRQH\� IRU� WKH�
)RXQGDWLRQ�EHFDXVH�LW�ZDV�VFDU\�IRU�PH�WR�KHDU�
WKH�GRFWRUV�WHOO�PH�WKDW�WKHUH�LV�QR�ZD\�WR�WUHDW�
LW� RU� SUHYHQW� LW�� � ,� KRSH� WKDW� VRPHWLPH� LQ� WKH�
IXWXUH�GRFWRUV�ZLOO�EH�DEOH�WR�WHOO�RWKHU�YLFWLPV�
RI�WKH�GLVHDVH�WKDW�0\RFDUGLWLV�&$1�EH�WUHDWHG�

0\� SODQ� ZDV� WR� WU\� WR� JHW� SHRSOH� WR� VSRQVRU�
PH� WR� JR� RQ� D� ���PLOH� KLNH�� ,W�ZDVQ·W� DQ� HDV\�
WDVN� IRU�PH� DW� WKH� WLPH�� EXW� ,� KDG� IDPLO\� DQG�
IULHQGV�DORQJ�ZLWK�PH�IRU�PRWLYDWLRQ��:H�UDLVHG�
D�JRRG�DPRXQW�RI�PRQH\���,W�IHOW�JRRG�WR�NQRZ�
WKDW� ,�ZDV�KHOSLQJ� WR� IXQG�UHVHDUFK� WKDW� FRXOG�
KHOS� SHRSOH� ÀJKW� WKURXJK�0\RFDUGLWLV� DQG� EH�
KHDOWK\�DJDLQ��(YHU\RQH�KDG�D�JRRG�WLPH�RQ�WKH�
KLNH� DQG� WKH\� IHOW� JRRG�DERXW� WKHPVHOYHV� WRR�

,·P� GRLQJ� JUHDW� QRZ�� ,·YH� EHHQ� ULGLQJ� P\�
ELNH�� KLNLQJ� WKH� 6LHUUDV�� DQG� P\� KHDUW
GRHVQ·W� KXUW� DW� DOO�� %HLQJ� LQ� WKH� KRVSLWDO�
VR� ORQJ� DQG� KDYLQJ� P\RFDUGLWLV� PDGH� PH
ORVH�DOPRVW�DOO�P\�PXVFOH�PDVV�RQ�P\�DUPV�DQG�
OHJV��EXW�,�DP�EDFN�WR�OLIWLQJ�ZHLJKWV�DQG�DV�VRRQ�
DV�,�JHW�P\�PXVFOHV�EDFN��P\�ERG\�ZLOO�EH�MXVW�
DV� LW�ZDV� EHIRUH� JHWWLQJ� VLFN�� ,� IHHO� YHU\� OXFN\�
WR�KDYH�VXUYLYHG�DQG�QRW�KDYH�DQ\�SHUPDQHQW�
GDPDJH�GRQH�WR�P\�KHDUW��:LWK�WKH�KHOS�RI�WKH�
0\RFDUGLWLV� )RXQGDWLRQ�� ,� EHOLHYH� WKDW� PRUH�
SHRSOH�ZLOO�EH�DV�OXFN\�DV�PH�DQG�0\RFDUGLWLV�
ZRQ·W� EH� VXFK� D� GHDGO\� WKUHDW� DV� LW� LV� QRZ�

6HSW�����
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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 forcefully. One week 
ODWHU�,�FRGHG�WKUHH�WLPHV��KDG�D�GHÀEULOODWRU�LQVHUWHG�DQG�ZDV�VHQW�KRPH�ZLWK�D�GLDJQRVLV�RI�
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 
FKHPRWKHUDS\� EHFDXVH� RI� LWV� LPPXQRVXSSUHVVDQW� DQG� DQWL�LQÁDPPDWRU\� SURSHUWLHV�� *&0�
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 
\HDU�ROG�ER\�ZKRVH�SDUHQWV�PDGH�DQ�XQEHOLHYDEO\�GLIÀFXOW�GHFLVLRQ�WR�GRQDWH�WKHLU�VRQ·V�RUJDQV���

I 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, 
DQ�RUJDQL]DWLRQ�VHHNLQJ�WR�ÀQG�D�FXUH�IRU�WKH�GLVHDVH�WKDW�GHVWUR\HG�KLV�RULJLQDO�KHDUW��$V�D�PHPEHU�RI�WKH�
foundation’s Board of Directors, Rumore uses his business background to help the organization administer a 
SURJUDP�WKDW�UHWXUQV�QLQHW\�ÀYH�FHQWV�RI�HDFK�GRQDWHG�GROODU�WR�UHVHDUFK�JUDQWV�DQG�HGXFDWLRQ�

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 
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.  
+LV�ZLIH��*HQHYLHYH��D�QXUVH��SXVKHG�IRU�PRUH�KLJK�SURÀOH�
tests. The results showed congestive heart failure, with a 
possibility of myocarditis.  Rumore continued to live as 
comfortably as possible on medication under the watchful eye 
of Genevieve.

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”.

A Survivor’s 
Story
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My Story
I checked in to emergency room at the 
local hospital. A man in a white coat 
stood face to face with me and asked if 
I was having chest pains or shortness 
of breath. My reply was yes. He looked 
at me in disbelief and told me to have 
a seat in the waiting room it would be 
an hour or so before I was called. I was 
thirty two years old and in good shape 
no one would believe I had a heart problem. I left and drove to Dr. Guilbert’s 
RI¿FH�WKLUW\�PLQXWHV�DZD\�LQ�WKH�VQRZVWRUP��,�ZDV�UXVKHG�RXW�RI�KLV�RI¿FH�E\�
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 installed 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. 

Eighteen months later I was back at Tufts in a coma for months. I arrested several 
WLPHV��7KH\�FDOOHG�WKH�&'&�LQ�KRSHV�RI�DQVZHUV��,�ZDV�¿QDOO\�GLDJQRVHG�ZLWK�
Meningeal Encephalitis and cerebritis. My immune system attacked my brain. I 
was treated with steroids, antiviral agents and Cytoxan eventually fully regaining 
my memory. 

2QH�\HDU�ODWHU�,�ZDV�UXVKHG�RXW�RI�'U��*XLOEHUWV�RI¿FH�DJDLQ��,�KDG�3XOPRQDU\�
Embolism, and chronic kidney disease stage III, 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 
DP�VWLOO�KHUH��0\�VHFUHW�\RX�DVN"�3RVLWLYH�WKLQNLQJ�DQG�DQ�XQVKDNDEOH�IDLWK�
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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. 

I 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 problems. 

I 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. 

I 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.

MY 
STORY

A  Piano and Violin Virtuoso and Myocarditis Activist
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Forever Be in Our 
Hearts 

By:Carolyn Sweet
Logan’s Mom

Our 
Story

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 efforts to revive him, he died instantly in my arms.  He was 
a healthy boy who lived a normal, active life. 

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, to keep Logan’s memory alive, we created the Logan Sweet Foundation with the mission to raise awareness 
of Viral Myocarditis, and to promote good health and eating habits, as well as,the importance of living a healthy 
and happy lifestyle. 

I 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 
FRQQHFWLRQ�WR�/RJDQ��0\�ORYH�IRU�KLP�JURZV�ZLWK�HYHU\�JRRG�FU\��,�ÀQG�,�DP�UHQHZHG��DQG�,�NQRZ�WKDW�P\�
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.

I 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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My StoryIt was Christmas Eve 2007 and whilst 
wrapping the last of our Christmas 
presents, I turned to my husband Gary 
and said how blessed we were.  We were 
both healthy and happy and we had a 
beautiful little boy Angus who was 18 
months old.  I was pregnant with a new 
baby due in two months; I had just turned 
36 and was in the prime of my life.

I struggled through Christmas Day, feeling exhausted, with family at our place for lunch.  I saw 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.  I 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 
so.

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 
D�GHÀEULOODWRU��:KHQ�VWDEOH��,�ZHQW�KRPH�ZLWK�DOO�
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 
I would never be cured as GCM is an immune 
system disorder that could reoccur.     

I 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.

DONNA TAYLOR
AUSTRALIA
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Our 
Story

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 staff was on his 
VWRPDFK�DQG�WKH�ÁX�OLNH�V\PSWRPV�HYHQ�WKRXJK�
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 
RI�´6HYHUH�$EGRPLQDO�3DLQ���&DXVH�8QNQRZQµ�

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.

,W�WRRN�WKH�SDWKRORJLVW�DERXW�D�PRQWK�WR�ÀQG�RXW�
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. 
$� EHQHÀW� ZDV� KHOG� LQ� )HEUXDU\� ����� LQ� %UDG·V�
memory and enthusiastically supported by 
the Kewanee community.  Over 400 people, 
LQFOXGLQJ�WKH�PD\RU�DQG�ODZ�HQIRUFHPHQW�RIÀFHUV��
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.  

Randy and Cindy Vanness, Amy Vanness, 
Jeremy and Jamie Jackson               
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Aaleigha’s  
        Story

Ashley and Amber Young,  s isters  from Pittsburgh,  Pennsylvania,  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 of a relay. Though 
resusci tat ion efforts  were ini t iated 
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 
revealed myocarditis and other heart problems.

Candace Moose, Founding Director of the 
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 grief and in their 
activism, and finally for the Myocarditis 
)RXQGDWLRQ�WR�EHQHÀW�IURP�WKHLU�WUHPHQGRXV�
efforts and success!  May God bless them all.”
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Devin’s 
Story

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 
)LUH�'HSDUWPHQW���'HYLQ�ZRUNHG�LQ�WKH�FDUSHQWU\�DQG�HOHFWULFDO�ÀHOGV�ZLWK�ORFDO�FRPSDQLHV�DQG�
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. 

'HYLQ�OHDYHV�EHKLQG�KLV�0RWKHU�-DQHW��KLV�IDWKHU�6WXDUW��KLV�VLVWHU�(OL]DEHWK��KLV�ÀDQFpH�'DQLHOOH��
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, DK5K.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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Becca’s Story

            
 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 o!ce 
with ambitions of attending nursing school. 
 The days preceding her death, Becca had been "ghting o# 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 

REBECCA LIANNE VARCO 

learned about the devastatingly under-
diagnosed disease called Myocarditis. 
 Anyone who knew Becca can tell you 
countless stories of how she in$uenced 
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.  

   Even though we were only given a short 
time to spend with our beautiful Becca, her 
compassion for others and unyielding love 
for her family will never be forgotten. Becca 
has established a permanent place in the 
hearts of those who knew her. Her sweet 
memory is what gives us the strength and 
courage to keep moving forward, knowing 
that we will one day see each other again.
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4ȐȵȨɕǸ�LɄсǸѰ
The biggest heart in school

0HOLVD�6RÀD�ORYHG�VQDWFKLQJ�SDSHU�RXW�RI�WKH�FRPSXWHU�SULQWHU�DQG�GUDZLQJ�SLFWXUHV�RI�KHU�IDPLO\��6KH�
VWUXPPHG�D�KRW�SLQN�JXLWDU��6KH�VDQJ�0LOH\�&\UXV·�´7KH�&OLPE�µ�WKHQ�JDYH�XS�0LOH\�IRU�-XVWLQ�%LHEHU��
6KH�EHJJHG�WR�KDYH�KHU�QDLOV�SDLQWHG�DQG�KDYH�´*RRG�1LJKW�0RRQµ�UHDG�WR�KHU��6KH�UHEHOOHG�DJDLQVW�WKH�
MHDQV�KHU�PRP�ZDQWHG�KHU�WR�ZHDU��0HOLVD�ZDV�WR�EHJLQ�SUDFWLFLQJ�WR�EH�D�FKHHUOHDGHU�IRU�WKH�0LJKW\�
0LWHV�IRRWEDOO�WHDP�

´6KH�ZDV�WKH�VZHHWHVW��PRVW�SXUH�KHDUWHG�FKLOG�µ�0HOLVD·V�GDG��5REHUW�6RÀD�VDLG�

7KH�VHHPLQJO\�KHDOWK\�������\HDU�ROG�GLHG�LQ�KHU�VOHHS�WKH�PRUQLQJ�RI�-XQH�����������OHVV�WKDQ����KRXUV�
DIWHU�KHU�ODVW�GD\�RI�NLQGHUJDUWHQ��7KH�PHGLFDO�H[DPLQHU�IRXQG�WKH�FDXVH�WR�EH�D�GLVHDVH�KHU�SDUHQWV�KDG�
QHYHU�KHDUG�RI��P\RFDUGLWLV��LQÁDPPDWLRQ�RI�WKH�KHDUW�PXVFOH��0HOLVD·V�GHDWK�OHIW�PDQ\�WKXQGHUVWUXFN�

0HOLVD�6RÀD�ZDV�ERUQ�1RY������������DW�1HZ�<RUN�3UHVE\WHULDQ�+RVSLWDO��0HOLVD�ZDV���PRQWKV�ROG�ZKHQ�
WKH�IDPLO\�OHIW�WKH�%URQ[�IRU�D�WLG\�H[SDQGHG�&DSH�RQ�D�QRUWKHUQ�1HZ�-HUVH\�FXO�GH�VDF�

,W�ZDV�RQ�WKH�FXO�GH�VDF�ZKHUH�VKH�OHDUQHG�WR�ULGH�D�ELNH�DQG�SOD\HG�ZLWK�KHU�IULHQGV�DQG�EURWKHU�5REHUW��
7KH\�VKDUHG�D�EXQN�³�0HOLVD�DQG�KHU�FROOHFWLRQ�RI�VWXIIHG�DQLPDOV�RQ�WKH�ERWWRP��OLWWOH�5REHUW�RQ�WKH�WRS�

5REHUW�6RÀD��0HOLVD·V�IDWKHU�VKDUHG�WKLV�VWRU\��´$�PDQ�FDPH�XS�WR�PH��LQ�WKH�ORQJ�SURFHVVLRQ�DW�WKH�IXQHUDO�
DQG�ERZHG�WR�PH��,·YH�FRPH�KHUH�WR�WHOO�\RX�WKDW�0HOLVD�ZRXOG�DOZD\V�SOD\�ZLWK�P\�GDXJKWHU�DQG�SURWHFW�
KHU�IURP�WKH�NLGV�ZKR�ZHUH�PDNLQJ�IXQ�RI�KHU��$QG�WKDW�KLV�GDXJKWHU�VDLG�0HOLVD�KDG�WKH�ELJJHVW�KHDUW�LQ�
WKH�VFKRRO�µ

$IWHU�WKDW�KHDUW�JDYH�RXW��0HOLVD·V�PRWKHU�ZRQGHUHG�ZKHWKHU�WKH�IDPLO\�VKRXOG�NHHS�WKH�KRXVH�

$IWHU�DOO��LW�ZDV�XSVWDLUV�LQ�WKH�SLQN�ZDOOHG�EHGURRP�ZKHUH�KHU�PRWKHU�IRXQG�0HOLVD�OLIHOHVV�RQ�WKDW�EOXU�
RI�D�PRUQLQJ�LQ�-XQH��,W�ZDV�GRZQVWDLUV��RQ�WKH�HQWU\ZD\·V�JUDQLWH�ÁRRU��ZKHUH�SROLFH�RIÀFHUV�IUDQWLFDOO\�
WULHG�WR�UHYLYH�0HOLVD��7KH\�WKRXJKW�WKH�EHWWHU�RI�OHDYLQJ��7KLV�LV�ZKHUH�KHU�PHPRU\�OLYHV�RQ��

&RS\�FRQVROLGDWHG�IURP�DUWLFOH�SXEOLVKHG�$XJ����������

-D\�/HYLQ��6WDII�:ULWHU��7KH�%HUJHQ�5HFRUG

1HZ�0LOIRUG��1-
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My  
        S

tory

On July 6, 2010, it was just another normal day 
- I enjoyed a morning bike ride.  My daughter 
came home from school and I promised we 
would go to see the new movie, Twilight.  I 
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 911”, and of 
course, I 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 
FDUGLRORJLVW�VDLG�P\�DUWHULHV�ORRNHG�ÀQH��EXW�,�

KDG�0\RFDUGLWLV���0\�ÀUVW�TXHVWLRQ�ZDV�´:KDW�
LV�0\RFDUGLWLVµ"��´,W�LV�DQ�LQÁDPPDWLRQ�RI�WKH�
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”.

I 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 
go back to work yet, but should gradually 
work on getting my energy level back.

It 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
’s Story

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 
40th 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 
D�FKHVW�;�UD\��DQ�(.*��DQG���EDJV�RI�ÁXLGV���WKH\�VWLOO�WKRXJKW�LW�ZDV�D�QDVW\�VWRPDFK�EXJ�DQG�VHQW�
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 
DQJLRSODVW\�WR�ORRN�IRU�EORFNDJH���7KHUH�ZDV�QR�EORFNDJH�VR�WKH\�GLG�DQ�(FKR�WR�ÀQG�KHU�KHDUW�ZDV�
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.
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Our 
Daughter

 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. 
$IWHU�UHVWLQJ�VKH�ZDV�VHQW�WR�KHU�QH[W�DFWLYLW\��'DQLHOOH�UHWXUQHG�WR�WKH�QXUVH·V�RIÀFH��6HHPLQJO\�
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 
ODWHU�ZH�ZHUH�WROG�YLUDO�P\RFDUGLWLV��6KH�KDG�DQ�LQVLJQLÀFDQW�FROG�RQH�ZHHN�SULRU�WR�KHU�SDVVLQJ��
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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Myocarditis 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.  

7KH�PHHWLQJ�HQGHG��$VKOH\�DQG�0RP�HDFK�GURYH�WR�WKH�JDV�VWDWLRQ�WKDW�ZDV�MXVW�GRZQ�WKH�URDG�DQG�ÀOOHG�
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.   

Ashley’s Story
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Our Son

It 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 
YHU\�WDOO��HYHU\RQH�ZDQWHG�WR�EH�RQ�KLV�VKRXOGHUV�GXULQJ�D�JDPH�RI�́ FKLFNHQ�ÀJKWµ��
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. 
+LV�ODVW�ZRUGV�WR�KLV�IULHQG�ZKHUH�´8II��,�GLG�LW�µ��+H�ODLG�GRZQ�WR�UHVW�DQG�ZDV�
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 
not know anything about this disease, much less that its 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 Peña
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Caitlyn’s
  

        S
tory

 Caitie was a wonderful 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, even if 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 
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 
EHDXWLIXOO\��ÀOOLQJ�WKH�KRXVH�ZLWK�KHU�PHORGLHV��
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 
Student Ambassador to England, France and 
Italy spreading goodwill among nations.  She 
loved playing lacrosse and baking with family 
in the kitchen.  We enjoyed watching her on 
WKH�ÀHOG�DQG�GLQLQJ�RQ�KHU�FUHDWLRQV�� �'XULQJ�
her time in her Mass Communication class, her 
catch phrase was “Make it a great day or not, the 
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 
cold.  We may never realize the possibilities 
that might have been discovered had her life 
continued but we can strive to do something 
VLJQLÀFDQW�ZLWK�ZKDW�UHPDLQV�RI�RXUV�

Lillian Vincent

“make it a great 

day or not..... 

the choice is 

yours!”

-Caitlyn Vincent
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Lukey’s Story
An infectious smile, wit, as well as a magnetic personality, Luke Anthony 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 gi!ed 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, e"orts from 
NY Senator Tim Kennedy allowed Lukey’s case 
to remain open and myocarditis be found as 
cause of Luke’s sudden passing.

#e Myocarditis Foundation has provided 
much comfort to our family these past months.
Our current e"orts, 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!

Joe & Amy SkowronskiLukey Gould
West Seneca, NY



Rynne’s  

        S
tory

Cathrynne Wagner
Burnham, Pennsylvania

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 in a small package.
2Q�D�7KXUVGD\�DIWHUQRRQ��&DWKU\QQH�VWDUWHG�YRPLWLQJ���:H�JDYH�KHU�ÀXLGV�WR�NHHS�KHU�
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 
VWRPDFK���$IWHU�JHWWLQJ�WKH�PHGLFLQH��VKH�VWDUWHG�WR�NHHS�GRZQ�ÀXLGV�DQG�KDG�D�W\SLFDO�
lazy day at home.  
6DWXUGD\��VKH�ZDV�VWLOO�NHHSLQJ�GRZQ�ÀXLGV��EXW�ZDV�QRW�HDWLQJ�VROLG�IRRGV���6KH�VWRSSHG�
WKURZLQJ�XS��EXW�VKH�VWLOO�VHHPHG�ZHDN���6LQFH�VKH�ZDV�NHHSLQJ�GRZQ�ÀXLGV��ZH�H[SHFWHG�
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 
VZHHW�OLWWOH�JLUO�ZHQW�LQWR�UHVSLUDWRU\�DUUHVW���7KH�GRFWRUV��QXUVHV�DQG�ÀLJKW�WHDP�ZRUNHG�
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.
Six weeks later, we received the autopsy results.  A silent killer, rarely anticipated, had 
damaged her little heart.   Myocarditis had taken our little girl.

Jennifer Wagner
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Melita’s
 

Moments

Melita Warmbold
Abiline, Texas

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, 
���������GD\V�SDVW�KHU��UG�ELUWKGD\��,�KDG�NHSW�KHU�KRPH�IURP�GD\FDUH�EHFDXVH�RI�´ÁX�OLNHµ�
V\PSWRPV��,�KDG�WDNHQ�KHU�WR�WKH�3HGLDWULFLDQ�PLG�GD\�ZKHQ�VKH�KDG�VKRZHG�VLJQV�RI�KHU�EORRG�
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 
ÁRZHUV�DW�KHU�IXQHUDO�WR�SXUFKDVH�RXWGRRU�ZDWHU�IRXQWDLQV�	�EHQFKHV�IRU�WKH�SOD\JURXQG���:H�
also donated a small amount to our local church for their new child care facility. We felt 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 
RWKHU·V�ZH�FDOO�0HOLWD·V�0RPHQWV�DQG�RXU�OLYHV�KDYH�EHHQ�ÀOOHG�ZLWK�PDQ\���%\�ZRUNLQJ�ZLWK�
the Myocarditis Foundation increasing awareness and providing funding for research, we 
KRSH�WKDW�RXU�OLYHV�DV�ZHOO�DV�RWKHUV�ZLOO�EH�ÀOOHG�ZLWK�PDQ\�PRUH��

Chris and Lita Warmbold      
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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 
WKH�FURVV�WDON�EHWZHHQ�FRDJXODWLRQ�DQG�LQÁDPPDWLRQ��
,Q�P\�VWXG\��,�IRXQG�WKDW�3$5���GHÀFLHQF\�OHDGV�WR�D�
reduced innate immune response during coxsackievirus 
B3 infection of mice. The reduced early innate immune 
reaction was associated with uncontrolled virus 
replication and more acute myocarditis that led to a 
JUHDWHU�LPSDLUPHQW�RI�KHDUW�IXQFWLRQ�LQ�3$5���GHÀFLHQW�
mice. My data suggest that PAR-1 activation is necessary for an effective innate immune 
response after coxsackievirus B3 infection. My research observations were presented at 
VFLHQWLÀF�PHHWLQJV�ZLWK�LQWHUQDWLRQDO�UHVHDUFKHUV�DQG�SK\VLFLDQV�WR�UDLVH�WKH�DZDUHQHVV�RI�
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 thankful 
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.

My
RESEARCH
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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 I 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 I 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 I just love this place, I never want to leave.”  On the way home that day 
is when I noticed something not quite right with her.  When we arrived home she 
came in and for the first time in years I 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 I 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.
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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.
A stomach virus had been going around 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 
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, I woke up to change Knox’s diaper and his breathing 

seemed to be more labored. I 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 I.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.
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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 
6, 2016, he became irritable and I held him close. 
It was unlike him to cry so much. Suddenly he let 
out a scream and his arm dropped. I tried to wake him but no response. We called for 
help…The police came... 
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My oldest son Richeon and I 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. I 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…

Rian Jones-Cook Story:

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 6, 2016, he became irritable and I held him close held him close. It 
was unlike him to cry so much. Suddenly he let out a scream and his arm dropped. I 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,”	  I	  said.	  We’d	  still	  be	  there	  if	  it	  were	  up	  to	  me.	  

Finally,	  a	  decision	  was	  made	  that	  Rian	  was	  gone.	  

I	  was	  numb.	  I	  don’t	  really	  remember	  a	  lot	  more	  after	  that.	  

It	  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)	  I	  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 I 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. I 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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Ryan McArthur
Ontario, Canada
He was only 21 years old.  He was brave.
He was a fighter and a warrior.
He died a sudden and tragic death to Myocarditis.

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

On May 31, 1995 I was blessed, when I 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. I put my hand on his chest and I felt his heartbeats drop, one by one. I saw a tear roll down 
his cheek, from the corner of his eye. His heart stopped and within seconds it started again. I thought God 
was giving him back to us.  He continued to fight, right to the end.  The doctor unplugged the heart monitor, 
and I 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, I would have changed places with my son in a moment. I asked God to “ take me instead”.  

I 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.



Gracie’s Story…                    
St. Louis, Missouri
  
Sept 6, 2017 is a day our family will never forget. Before 

this date, Gracie was happy, healthy and rarely sick. We 
were in the back to school routine and suffering with 
the usual back to school cold and cough that was going 
around. We took our children to the pediatrician where 
Gracie was diagnosed with the croup and given an oral 
steroid medication to help her breathing. Everyone else 
seemed to be getting better, but Gracie seemed to get 
better for a day and then she took a turn for the worse. 
Gracie’s cough was worse, she was vomiting and she 
was very very tired which was unusual for her. She did 
not have a fever. She would be sitting on the couch and 
just fall asleep and was hard to wake up. We were worried 
so we took her back to the pediatrician. They told 
us they wanted us to go to the Emergency Room (ER) 
and get some tests done as they were worried that she 
was so sleepy. We took her to the ER and they ran some 
tests and started an intravenous line (IV). They told us 
they thought she might have pneumonia. We thought we 
would get antibiotics and go home and that is when our journey began. 

The next thing we knew they told us they were going to transfer her to Saint Louis Children’s 
Hospital. We knew at that moment that things were very serious. They immediately took us to 
Children’s Pediatric Intensive Care Unit (PICU) and then things took a turn for the worse. Gracie’s 
room filled with doctors and nurses and they took us out of her room and down the hall. Gracie 
had gone into cardiogenic shock and cardiac arrest. She was diagnosed with viral myocarditis 
and tested positive for the corona virus. They put her on ECMO and a ventilator and told us they 
did not know what her prognosis would be. They said that if she did get better that she may need 
a heart transplant. She had so many IV lines and medication pumps it was hard to count. We 
prepared ourselves for the worst and we prayed. She was put in the Cardiac Intensive Care 
Unit on ECMO for 5 days and a ventilator for 6 days. Those were the longest days of our lives. We 
prayed and prayed and God answered our prayers. Gracie was getting stronger and they took 
her off of the ECMO and the ventilator and gradually off of her medications. After several weeks 
in the Cardiac ICU and weeks of physical and occupational therapy, Gracie was getting stronger 
each day. Gracie had to get her strength back so that she could walk. 

Gracie is our little miracle and was able to finally go home . Her doctors are very hopeful that 
she will have no lasting effects from this terrible illness. We are so thankful to God and our won-
derful Children’s Hospital, all of the doctors, nurses, staff and resources that the hospital had for 
us. We are so blessed to have Gracie with us today and to have the support of our hospital, friends 
and family. We will never think of a cold the same way again. 

We want to share Gracie’s story to raise awareness of this horrible illness that we had never 
even heard of. We hope and pray that through raising awareness and funds for research, that 
others someday will not go through what our family went through.

Gracie’s Mom & Dad
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Kyle Hansen Story
Oak Park, Illinois
Driving home from our summer vacation in July, 2017, I started to feel 

lousy. My throat hurt, my head hurt and I knew I was coming down with 
something. I saw my primary care physician who prescribed antibiotics 
over the next few weeks but my condition worsened. On a Friday afternoon, 
later that month, I began to retain water, my stomach began to distend and 
my urine output was very low. At that point, I went to the emergency room. 

I was admitted into a local community hospital and underwent testing. I 
was eventually diagnosed with Myocarditis. However, the hospital did not 
have enough means to support my condition and I continued to deteriorate...
quickly.  At one point, a chaplain came in to pray with me, as my life was 
hanging by a thread. My family members requested that I be transferred 
to a facility in the Chicagoland area better equipped to manage my care.  
I was granted the transfer and the University of Chicago Medicine 
Hospital agreed to take on my care.  I was immediately transferred to 
their world-renown Advanced Heart Failure & Cardiac Transplant division.   

At U of C Medicine, I was put on an Extracorporeal Membrane Oxygen-
ation, or ECMO machine.  The machine pumps and oxygenates a patient’s blood outside of the body, allowing 
the heart and lungs time to rest and recover while they are being administered life-saving medications. During 
the surgery to install the ECMO machine, the doctors took a biopsy of my heart and changed my diagnosis to 
Giant Cell Myocarditis. 

I was fighting for my life and was told that there was a good chance that I would need a heart transplant to 
live. It was a very, very surreal time for me. Up until then, I had been a very healthy 52-year-old mother of 3, 
and now I was told I might need a new heart and could be facing a lengthy hospital stay.

During the week I was on the ECMO device, and by the grace of God, my heart started to pump on its own.  
My doctors told me that my heart had recovered enough to remove me from the ECMO device, which 
occurred surgically a few days later.   Thereafter, the drip medications were reduced or eliminated. The lines and 
drainage tubes were eventually removed.  I was finally cleared to leave the hospital after a month of being in 
the intensive care unit.   

I was incredibly weak, scared and in a state of bewilderment that this had happened to me. Even today as 
I write an account of my journey, it almost feels like this happened to someone else and I am watching a movie 
about it. 

Four months post-release, according to the doctors, I am making a miraculous recovery with my own heart, 
and I never miss a day to thank God and my medical team for where I am at. Within a few months of being 
home, I even walked a 5K with my friends and family, all wearing Kyle “True-Grit” bright red t-shirts in honor of 
my recovery.  It was quite an accomplishment considering I couldn’t hold a hair dryer when I was first released.

My recovery has been steady, but the journey is long and continuous.  I worry about every irregular heart-
beat and any unusual sensation in my chest.  Not a moment goes by that I’m not aware that I have Giant Cell 
Myocarditis. I remain on the heart transplant list in case my condition takes a turn for the worse.

I take numerous medications to support and strengthen my heart. They make me jittery, weak and fatigued. 
I also have steroid-induced diabetes.  I follow the doctor’s plan and I try not to complain too much about this 
new lifestyle.  I am enrolled in a cardiac rehabilitation program.  I have since returned to work on a limited 
basis and I am beginning to feel like I am leading a mostly “normal” life again. 

The doctors say that my heart will never fully regain its former strength and functionality but I am working 
hard to get back to as close as possible.   All of these side effects are minor.  I have no complaints…I feel 
blessed to be alive. 

I hope my story brings hope to those who read it. And for those who have lost a loved one to myocarditis, 
my heart breaks for you. I am truly saddened by each and every loss. It’s a terrible disease and the common 
thread in each story seems to be a lack of a timely diagnosis. I went untreated and undiagnosed for almost 
three weeks. It appears that raising awareness about myocarditis is paramount to helping more people survive. 
I hope to do my part in this fight and to help save the precious lives of those who might suffer. 
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Drew Hazlett Story                     
Orlando, Florida
 “My name is Andrew Hazlett, but I go by Drew, and my 

Myocarditis story all started in May of 2017 when I was 18 
years old. My family all got sick with the flu and my little sister 
ended up with pneumonia. 

After everyone got better, I got sick again with coughing, 
sweating and shortness of breath at night, which required 
me to sleep sitting up.  My parents thought I had pneumonia 
like my sister. 

My mom made my dad take me to an urgent care where an 
X-ray was done. The doctors discovered that I had an enlarged 
heart and possible fluid around my lungs. The doctor rushed 
me to Florida Hospital Orlando where they specialize in cardiac 
care. I was put on medications and lots of tests were done. I 
had a Swan Ganz Catheter put in my neck to monitor the pressures in my heart. I spent 2 weeks in 
the ICU and on the cardiac unit. During this time, it was my high school graduation. My school, Lake 
Nona High School in Orlando, coordinated with the hospital so that a live stream of the ceremony 
came into my hospital room and I could be a part of it. Even though my diagnosis was still a mystery 
I seemed to be getting better and went home with medications and an external defibrillator in the 
beginning of June.

On June 13th I took a turn for the worse with an abnormally high heart rate and was rushed by 
ambulance back to Florida Hospital Orlando. At this time it was determined that I had cardiomyopathy 
caused by Myocarditis. Two days later after having another Swan Ganz Catheter put in my neck and 
a Balloon Pump in to help my heart I crashed and had to be placed on an ECMO machine (that would 
do the work for my heart and alow my heart to rest and heal) to save my life. I ended up in the CVI-
CU (cardiovascular ICU) and remained on ECMO for 5 days. After that I had to be put on a BiVAD 
(BiVentricular Assist Device). This machine was a bridge to a heart transplant which required me to 
stay in the CVICU for over 80 days. I had the best nurses, doctors, surgeons and staff surrounding 
me. It was tough being a teenager hooked to lifesaving machines and living in a hospital for so long 
but I was blessed to have my friends, family and our community supporting me through it all.

On August 20, 2017 we got the call that the perfect heart was found for me and my transplant 
began at 7:00 p.m. that evening. My new heart began beating at 12:04 a.m. on August 21, 2017 
which was the same day as the solar eclipse. My mom said they sang “Total Eclipse of the Heart” to me. 

I had some complications post transplant, like extra fluid around my heart and lungs, and my 
other organs suffered from all the trauma of having 2 major open heart surgeries so close together. 
I ended up on dialysis and spent an additional 2 weeks in the CVICU. Once I got a little better I was 
transferred to the cardiac unit where I spent an additional week recovering. During this time 
Hurricane Irma came thru the state of Florida and since we were predicted to lose power my family 
and the hospital staff decided it was in my best interest to keep me in the hospital a couple extra 
days where they had back up generators if the storm got too bad.

I finally came home on September 14, 2017 and have been getting better and stronger ever since. 
I have monthly biopsies, go to clinic, have labs drawn, attend cardiac rehab 3 times a week and take 
around 20+ life saving medications twice a day. My family and I are very grateful for my medical team, 
the donor’s family and everyone who supported us on this journey. 

We want to give back and do more to raise awareness about Myocarditis. We hope to one day help 
other families who might be going through something like I did. 
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BEAU’S STORY 
Temperance, Michigan

Our life forever changed July 15, 2017.
Before that Beau was a happy two-year-old who didn’t get sick 

often. He loved the outdoors no matter how cold it was. If the 
sun was shining he would say, “mom the sun is out, I go out and 
play?” And there I would sit, drinking my coffee and watching him 
play early in the mornings. He had a smile that would melt your 
heart, and the best belly laugh. He was smarter than his age due 
to growing up with two older brothers. He loved riding on the tractor 
and lawnmower with his dad and the bond he had with his dog 
was like no other.

On July 5, 2017 after being up late from a family 4th of July party, 
Beau woke up with a red swollen eye. I called the doctors right 
away and got him in. They didn’t know what it was, but put him on 
a strong antibiotic and wanted to see him back in ten days. We 
left two days later for a family vacation to Tennessee. Beau’s eye 
was better the morning we left, but I continued the antibiotics as 
directed. We had a great time in Tennessee enjoying the mountains. We were there for six days. He was playing 
and enjoying every minute of it. We came home on July 12, 2017. Everything seemed normal with Beau.

The next day we were outside almost all day playing and by evening he said he peed his pants. That was unusual 
for him because he was really good about going to the potty when he had to go. Well he didn’t pee his pants, he 
had diarrhea. I got him in the shower and told him it was ok, we would rest for the rest of the night. He only had 
it for a short time, not even overnight. The next morning July 14, I had to return to work at a daycare where Beau 
also went with me. I told him he’d have to stay home with his dad in case he was still sick, we didn’t want to get 
any other kids sick. When I returned home from work my husband said he took more naps then normal. I thought 
it was because we had been on vacation for six days with no nap schedule so of course he’s tired. Not too long 
after I got home he went right outside and played. We ate his favorite meal that he picked out, pork chops and 
rice with green beans. He ate it all. He went back outside and played with his brother.

That early morning of July 15, he woke up around three a.m. saying his belly hurt. I checked his temperature 
and he had no fever. I gave him some Motrin and rocked him back to sleep. We fell asleep on the couch. He 
woke up three hours later puking. I thought he had the stomach bug. Still no fever. We cuddled on the couch for 
a few hours, but every time I’d try to get him to drink something it would come right back up. By noon I decided 
to take him to the ER because he couldn’t keep anything down. My older son who was 11 and I took him while 
my husband and my ten-year-old stayed home. I told them I’d call if they said it was anything serious.

We got to the hospital and checked in. We didn’t have to wait long and they called him back. I set him down 
on the bed and he acted like he was going to puke again. I grabbed the bucket the nurse gave me and he 
started having a seizure. Everything happened so fast. They thought it was just a febrile seizure and he would 
come out of it. They were wrong. He stopped breathing. They called code blue and pushed me out of the room. 
They worked on him for almost 2 hours and couldn’t get his heart to beat on its own. Our whole family waited 
in a tiny room for almost 2 hours and then the worst sight ever was seeing the whole team of doctors who were 
working on our son come in crying telling us they don’t know why our two-year-old was dead. All they could tell 
us was his heart was very sick.

Five months after he passed we got his autopsy and it said Acute Lymphocytic Myocarditis (likely viral). Until 
then we had no idea what that was, we never heard of it. Beau was taken two months before his third birthday. 
He was cut short of a future because of Myocarditis.
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Jeremy Scott Coffee
Rio Rancho, New Mexico
On September 11, 1987, our brother and my parent’s only 

son was born. Jeremy was a mischievous, good natured child. 
He had a knack for getting out of his car seat as a toddler 
and a tendency to climb extremely tall trees. Jeremy always 
did things in his own way, whether that was wearing cowboy 
boots with shorts or building forts in the middle of the desert 
with his friends. Jeremy was a natural athlete and was 
generally good at any sport he tried, but settled on football in 
high school. Jeremy was friendly, goofy, thoughtful, and honest 
with a bit of a rebellious streak. He worked throughout high 
school in the restaurant industry and later in different industries 
and positions making friends pretty much anywhere he went. 

In late October of 2016, Jeremy came down with what he first thought was the flu. He still worked 
and hung out with friends. He expected to be better in a few days, but his symptoms only intensified. 
Jeremy resisted going to the doctor because he was sure it was just a flu and would run its course 
soon. A week passed and Jeremy was still feeling very ill. After a lot of convincing he said if he 
didn’t feel better he’d go to see the doctor the next day. Jeremy passed out in the bathroom that 
afternoon and his dad took him to the emergency room where the E.R. doctor discovered that 
Jeremy’s heart wasn’t working properly. Jeremy was immediately transferred to the ICU. It was in 
the ICU our family first heard the word “myocarditis” and what was going on with Jeremy’s heart. 
Within hours it was determined he was “the sickest patient in New Mexico” and the ultimate goal 
was to get him transferred to a hospital that could care for someone in his condition.  Jeremy’s 
heart began to struggle more and it was decided he’d be put into a medical coma and would need 
an ECMO machine to help Jeremy’s heart circulate blood. From there the medical team and his 
family searched for a hospital that could accommodate him as well as a life flight team that could 
transport him to another state.  This process took almost a week. Eventually, Jeremy ended up 
at the University of Colorado hospital in Aurora, Colorado. Jeremy spent almost two weeks in the 
cardiac ICU. Jeremy’s condition in Colorado was a roller coaster of ups and downs , his condition 
would improve and worsen daily, sometimes multiple times in a day. The goal was always to get 
Jeremy healthy enough to get a heart transplant. Unfortunately, his kidneys and liver began to 
show distress and eventually to shut down despite the medical interventions. He went into septic 
shock and medications did not seem to help much. On November 21, 2016 Jeremy had a series 
of strokes that rendered him unresponsive. Over excruciating discussion his family decided to set 
Jeremy free on November 22, 2016. His fight was over.

Jeremy was just 29 years old when he lost his life to myocarditis. He was strong. He was a fighter. To 
this day, we have a hole in our lives that can never be filled. A disease we had never heard of took 
our brother, our son, our friend away from us. Our family wants everyone to hear Jeremy’s story. 
We don’t want another family to lose someone they love to this disease. 
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Leanna Mae Knopik 
Sarasota, Florida
In early June, 2012, Leanna was treated for flu-like symptoms 

by her pediatrician, however, the symptoms never really went 
away.  Leanna’s energy was low and she complained of 
shortness of breath when climbing the stairs in our home.

On her schedule, the week of Father’s Day that year, was a 
week-long mission trip to WV where teens and crew leaders from 
6 states repair the homes of impoverished families.  Leanna 
was still suffering from the flu-like symptoms just prior to that 
trip, so I took her to her doctor two days before she was to leave.

Her doctor checked her out, said it was a virus but “nothing 
spooky”.  He cleared her to go on the trip but insisted that she 
rest as much as possible.

Two days later (on a Saturday), Leanna got on a bus with many 
other kids and rode to WV.

Her symptoms worsened.  She could not keep anything down and was miserable. She and I texted 
constantly.

On Tuesday, I arranged a flight and flew her home.  I picked her up in Tampa and took her straight to 
her pediatrician’s office.  There they checked her vitals and could not get a reading on her blood 
pressure.  Her doctor suggested we take her to the ER.  We thought she was just severely hydrated.

Once at Sarasota Memorial Hospital, they replenished her fluids but her vitals were still not where they 
needed to be.  The head of pediatrics came down to evaluate and the next thing we knew, they were air 
lifting Leanna to All Children’s Hospital (now Johns Hopkins ACH).

After being at JHACH for a few days, she was intubated to take the load off her heart.
Maybe a week after that, they installed an LVAD and she was put on the transplant list.  A heart 

became available very soon after the LVAD was installed but we declined it…We wanted to give the LVAD 
a chance to do its job. Another suitable heart did not come along after that.

About 4 weeks after being admitted to the hospital, following another surgery to install an assist 
device, she had a seizure.  The neurologist did not recommend surgery given her fragile state so we 
had to make a decision.

On July, 19, 2012.  We disconnected Leanna from all the machines and she passed away.
Please help us educate and raise awareness on this disease so that others do not suffer the sadness 

that this disease has caused our family…

Beth Knopik
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Ke’Mora’s Story…
Indianapolis, Indiana

Ke’Mora was blessed with good health. My daughter has 
never had to stay in the hospital and only visited to get yearly 
check-ups and shots for school.

On September 20, 2018 she came home from school and 
threw up. We thought maybe she had over heated at school 
and let her rest the rest of the evening. For the next 5 days 
she barely moved. It was hard for her to even shower due 
to lack of energy. She said her chest hurt, she felt dizzy, 
and nauseated.

After day 5 my husband and I decided to take her to the 
emergency department. At that point she could barely walk 
but we encouraged her that the stomach bug wasn’t affecting 
her legs and she trudged in the hospital with me. I still feel 
really upset that I didn’t know she was that weak.

The doctor looked her over and still he even thought it 
was a stomach bug. He did mention that her heart rate 
was abnormal but when he checked her chart the check in 
nurses had recorded a normal heart rate.

No EKG or scan were offered instead he gave her a rapid 
strep test that came back negative.

He sent us home with instructions to bring her back if she ever got a fever or didn’t feel better in two days.

Exactly two days later she went into cardiac arrest in the back seat of the truck while I was driving. She 
spent 15 minutes on the side of the road with no pulse and barely breathing. 

The EMTs got a pulse after shocking her heart and took her back to the emergency department. At the 
hospital she went out 3 more times before she was placed on life support and a ventilator.

After a week in ICU she was released to a floor called the step-down-unit. She started therapy and 
learning to do basic things again like eating and washing her face.

Once all her medication was reduced and she was medically stable they released her to inpatient rehab 
where she learned to shower, wash her hair, and walk again.

She has started back at school half-days until she regains her strength. She still goes to outpatient 
therapy 3 times a week. She also is taking heart medication and blood pressure medication. We are not 
sure if she has to be on them for the rest of her life.

I’m so thankful she got another chance at life. God really blessed our family. 

We need to raise awareness about this disease called Myocarditis, so other children do not almost die 
before they are diagnosed and treated!
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Lillie’s Story…
Fredericksburg, Virginia

Lillie Nicole Hall was a vibrant, happy and very loving 3-year-
old little girl. She had just started her first dance class – this 
princess loved music and expressing it in her moves! There 
wasn’t a creature she didn’t love or a human she was afraid 
of. Lillie loved life and enjoyed every minute of her very short 
lived life. Her memory will live on in our hearts forever.

A stomach virus had been going around and a few children 
she had come into contact with had it so her Mommy wasn’t 
surprised when Lillie woke up not feeling well. At first her 
parents thought it was “excited exhaustion”….too much  
candy, soda, and twisty rides from her trip to Kings Dominion the 
day before. Her Mommy kept her resting and gave her plenty 
of fluids. It appeared as though she was improving, but she 
spiked a high fever and the vomiting and diarrhea returned. 
A doctor’s appointment was scheduled for the next day. Once 
there, on Friday, October 20, 2017, the doctor did a chest x-ray because she was concerned that Lillie 
may have pneumonia. They were told she had a viral infection and she was given a shot of antibiotics. 
The doctor told them to monitor her and if she wasn’t better by Monday to bring her back. They left the 
doctor’s office and went straight home. That afternoon Lillie wanted to walk with her Mommy to get her 
“Bubba” off the school bus – she seemed a little better. They returned home after a short walk to and from 
the bus stop and Lillie climbed up in her favorite comfy recliner, blanket in hand and started to watch  
television. Within the next hour Lillie suddenly let out a cry for help, “my arms hurt” and her breathing was 
labored. There was no time to call for an ambulance. Mommy swooped her in her arms; Daddy contacted 
emergency officials to notify them that they were in route to the hospital emergency room, five minutes 
from their home, but seemed like the longest ride of their life. A ride Mommy and Daddy will never forget. 
They were met by emergency personnel upon their arrival and Lillie was rushed into a treatment room, 
but it was too late. Our precious Lillie was gone.

We will never know if what the doctor did was sufficient enough for Lillie at the time or if perhaps, there 
were other measures that could have or should have been taken. It all happened so quickly, we later 
thought, certainly her condition should have been able to be diagnosed right away but unfortunately that 
wasn’t the case. For months, we waited to hear the news of what happened to Lillie, what caused the 
distressed breathing, what caused her poor little heart to be in such distress. Finally, the autopsy report, 
Lillie died of Myocarditis (inflammation of the myocardium (muscular layer of the wall of the heart) – our 
baby died because a virus literally attacked the biggest part of her being, her heart!

We will forever miss our beautiful little girl, her love and happiness lit up our world. “Lillie’s Love” has 
been formed in her memory and we plan to host many fundraisers and bring awareness to this horrible 
disease. We hope that people will not only contribute to the Myocarditis Foundation, but also join us in 
the many events we plan to hold in her memory as well. A portion of the proceeds from these events 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 pain that we and others 
have had to endure.

We are unsure which pain is worse – the shock of what happened or the ache for what never will.
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Shivam’s Story…
Grayslake, Illinois

This is the story of our beloved son Shivam Chetan Chokshi, who died 
at the age of 21 due to Lymphocytic Myocarditis on July 25th, 2018, his 
half birthday.

On January 25, 1997 we were blessed when we welcomed our healthy 
and happy baby boy into our life. Growing up, Shivam was always known 
for his silly nature and high energy. As he grew older, he took all his energy 
and crafted it into discipline. He was intelligent, studious and relentless 
in all that he did in high school. While in high school, Shivam still found 
the time to play football and wrestle, hold down a part-time job and was 
involved in Boy Scouts. He was very active, healthy and athletic. He 
graduated with high honors and was destined for success in his future at 
DePaul University. During his college years, Shivam studied Finance and Accounting and added an abundance 
of activities to his plate. At DePaul, he served in a variety of leadership roles but greatly enjoyed mentoring with 
the EDGE program, being an Orientation Leader, and working as a Chicago Quarter mentor. With Shivam’s hard 
work, dedication and commitment to his academics, he was named to the Dean’s Honors List and was scheduled 
to graduate early in December 2018 with a full time offer at an investment bank waiting for him. 

On July 21, 2018 Shivam came home to celebrate his dad’s birthday. We all had a great time and we were so 
glad to have all of our favorite people together. I ordered an ice cream cake for my husband and Shivam had the 
smallest piece even though he loved ice cream cake. I offered him another piece and he looked at me and said 
“mom, I don’t want it, I’m not feeling well”. His asthma was acting up, which was normal for him as he grew with 
pediatric asthma. He used his inhaler and he was fine. That evening, my daughter drove him back to his apartment 
in the city. He complained to his girlfriend that he had a hard time breathing and she offered an inhaler to him. 
He used his nebulizer, which is a larger treatment for asthma. He had no other issues from Sunday to Wednesday 
of that week. He even went to the gym on July 23rd and 24th without any health issues.

On July 25th, our lives changed forever. As an investment banking intern, it was common for him to be at work 
in the evening. We were talking in our family group chat about how my daughter found another apartment to lease 
very close to him. He said he was so excited to share the city and be neighbors with her. He read our last message 
at 7:37 PM. At around 8:30 PM my daughter and I got a call from his co-worker that Shivam had a seizure. He had 
fallen, and they were performing CPR on him and taking him to the hospital. It was strange - Shivam never had a 
seizure before so this didn’t make sense. We were informed that they were taking him to Northwestern Memorial 
Hospital in Chicago. We reached the hospital around 10:19 PM. According to the doctor, our boy left us at 10:07 
PM, but that was when they stopped performing CPR. It was likely he was already gone before they even made 
it to the hospital. We did not have time to say goodbye to him. His life was cut short by this disease and our lives 
will never be the same.

The question that hits us the most is why? He was such a healthy boy. He regularly worked out at the gym and 
played sports. How could this be happening? As a mother, I would have traded places with my son in a moment. 
I asked God to “take me instead”.

3 months after his passing, we received the autopsy report and were told he passed away due to lymphocytic 
myocarditis. It was random, and it was rare. It gave us a sense of closure but still left us with so many questions 
about what this disease is and how it works. HIS EKG/ECG were normal, along with all of his bloodwork that was 
completed during his physical in May 2018.

Myocarditis took our healthy, happy, amazing son away from us at the age of 21. He never got to fulfill his dreams. 
He never was able to start a family. He had so much potential, so much talent, so much to look forward to. He wanted 
to live more than anyone else I have ever met. Everything he did was for his family and for his future. 

As Shivam often referenced Eleanor Roosevelt’s quote, “Great minds discuss ideas; average minds discuss 
events; small minds discuss people”. He had the biggest dreams and hoped to build a school in India where children 
who cannot afford to pay for school can still get an education. We hope to fulfill that dream one day. 

Although Shivam is no longer with us, his legacy lives on in us through the lessons we learned from him and in 
the many ways in which he touched our lives. We love him very much.
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This is the story of our beloved son Shivam Chetan Chokshi, who died at age of 21 due to 

Lymphocytic Myocarditis on July 25th, 2018, his half birthday.

On January 25, 1997 we were blessed when we welcomed our healthy and happy baby boy into 

our life. Growing up, Shivam was always known for his silly nature and high energy. As he grew

older, he took all his energy and crafted it into discipline. He was intelligent, studious and 

relentless in all that he did in high school. While in high school, Shivam still found the time to 

play football and wrestle, hold down a part-time job and was involved in Boy Scouts. He was 

very active, healthy and athletic. He graduated with high honors and was destined for success in 

his future at DePaul University. During his college years, he added even more to his plate, 

Shivam was a passionate and driven individual, studying Finance and Accounting. At DePaul, he

served in a variety of leadership roles but greatly enjoyed mentoring with the EDGE program, 

being an Orientation Leader, and working as a Chicago Quarter mentor. With Shivam’s hard 

work, dedication and commitment to his academics, he was named to the Dean’s Honors List 

and was supposed to graduate early in December 2018 with a full time offer at an investment 

bank waiting for him. 

On July 21, 2018 Shivam came home to celebrate his dad’s birthday. We all had great time and 

we were so glad to have all our favorite people together. I ordered an ice cream cake for my 

husband and Shivam had the smallest piece even though he loved ice cream cake. I offered him 

another piece and he looked at me and said “mom, I do not want it, I am not feeling well. My 

asthma is acting up, which was normal for him as he grew with Pediatric asthma. He used his 

inhaler and he was fine. That evening, my daughter drove him back to his apartment in the city. 

Never look back unless you are planning to go that way (Henry David Thoreau)... and he did not look back



Our Research
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 treatment 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 $600,000 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. Dr. Cihakova now has her own 
lab and is mentoring other researchers on myocarditis.

*HQH�([SUHVVLRQ�3UR¿OLQJ�IRU�'HWHFWLRQ�RI�0\RFDUGLWLV� (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. Dr. Heidecker is now an Associate Professor 
at the University of Zurich, Switzerland and travels internationally speaking on myocarditis. She 
now is a member of the MF Medical Advisory Board.

7KURPELQ�3$5���6LJQDOLQJ�LQ�9LUDO�0\RFDUGLWLV���$�VWXG\�RI�WKH�LQÁDPPDWRU\�UHVSRQVH�LQ�
Myocarditis), Sylvio Antoniak, PhD, McAllister Heart Institute, University of North Carolina-Chapel 
Hill, 2010

3HULSKHUDO�%ORRG�0RQRQXFOHDU�&HOO�DQG�(QGRP\RFDUGLDO�*HQH�([SUHVVLRQ�6LJQDWXUHV�RI�0\RFDUGLWLV�±�

,GHQWL¿FDWLRQ�RI�*HQRPLF�%LRPDUNHUV�� (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. She continues 
her study of myocarditis and is a pediatric cardiologist in the St. Louis Missouri area.

Coxsackie Virus B Subverts Host Mitophagy to Promote Viral Dissemination and Myocarditis.  
Dr. Jon Sin, PhD  of Cedars-Sinai Medical Center

The Role of PDGFRa+ Cardiac Fibroblast in Myocarditis.  Dr. Guobao Chen, PhD  of Johns Hopkins 
University School of Medicine who works in Dr. Cihakova’s Lab (she was our first Fellowship Grant 
Recipient in 2006)

Personalizing Myocarditis Diagnostics through Novel Biomarkers. Dr. Paul Hanson, PhD   University of 
British Columbia/St Paul’s Hospital
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