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FOUNDER’S LETTER

Dear Friends,

It’s hard to believe that the Children’s Cardiomyopathy 

Foundation (CCF) will celebrate its 20th anniversary in 2022! 

Over the years, we have stayed steadfast in our mission to 

support children with cardiomyopathy and their families. It is 

rewarding to see the impact of CCF’s investment into research, 

education, awareness, and advocacy. With nearly 450 

research presentations and publications resulting from our 

funded initiatives, we have had a direct impact on the medical 

care and quality of life for children with cardiomyopathy. 

The past two years have been challenging, but fortunately our work has not stalled. New 

relationships have been formed, and opportunities have emerged from working with industry 

partners, medical centers, professional societies, and advocacy groups. I am happy to share 

this year’s achievements in this annual report and highlight the following:

• 	� Research: CCF held its 5th International Conference on Cardiomyopathy in Children 

virtually, enabling medical professionals and academic researchers from around the globe 

to participate and learn from experts in the field.

• 	� Family Support: A new Regional Ambassador Program was launched to increase family 

engagement and strengthen CCF’s relationships with patients across the U.S.

• 	� Education: Over 20 articles on pediatric cardiomyopathy were published in peer-

reviewed journals, and educational materials were translated into Spanish to meet the 

needs of the Hispanic community.

During these uncertain times, we are especially grateful for our loyal donors, volunteers, 

and families. The CCF team remains focused and determined as we move forward with new 

initiatives. There is no limit to what we can achieve in the next 20 years!

Sincerely, 

Lisa Yue .

Founder & Board President
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FOUNDATION OVERVIEW

BOARD OF DIRECTORS

Lisa Yue.

President 

Brian Nold.

Treasurer 

Raymond Yue.

Secretary 

Won Choi

Carney Hawks 

Carolyn Kong 

Eddie Yu

CCF STAFF

Susan Hepworth.

Executive Director 

Lisa Maher.

Deputy Executive Director &  

Director of Communications

Grace Freeman.

Director of Development

Jasmine Patel.

Director of Family  

Outreach & Support 

Alexa DeVantier.

Manager of Programs

MEDICAL ADVISORS

Wendy Chung, MD, PHD.

Columbia University Medical Center 

Steve Colan, MD.

Boston Children’s Hospital 

Daphne Hsu, MD .

Children’s Hospital at Montefiore 

Steve Lipshultz, MD.

University at Buffalo School of Medicine 

and Biomedical Sciences

Shelley Miyamoto, MD.

Children’s Hospital Colorado

Joseph W. Rossano, MD, MS.

Children’s Hospital of Philadelphia

Jeff Towbin, MD.

Le Bonheur Children’s Hospital

The mission of the Children’s Cardiomyopathy Foundation (CCF) is to accelerate the search 

for causes and cures for pediatric cardiomyopathy through increased research, education, 

awareness, advocacy, and family support.

DISEASE FOCUS

· 	 Dilated Cardiomyopathy (DCM).

· 	 Hypertrophic Cardiomyopathy (HCM).

· 	 Restrictive Cardiomyopathy (RCM).

· 	 Arrhythmogenic Right Ventricular Cardiomyopathy (ARVC).

· 	� Left Ventricular Noncompaction Cardiomyopathy (LVNC)
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FORWARD
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MOVING FORWARD IN RESEARCH

Through CCF’s ongoing partnership with the National Institutes of Health-funded  

Pediatric Cardiomyopathy Registry, research projects moved forward and 

completed manuscripts were submitted to various peer-reviewed journals.

Findings from CCF-funded studies were presented at several medical meetings .

and published in a number of peer-reviewed scientific and medical journals.

Funding for new studies were put on hold due to financial constraints imposed .

by the coronavirus pandemic.

PRESENTATIONS

“Registry-Based Research for Pediatric Rare Diseases: .

NIH Pediatric Cardiomyopathy Registry” 

University at Buffalo Pediatric Grand Rounds 

February 2021

“Beginning with the End in Mind: Cardiotoxicity After 

Childhood Cancer” 

Multinational Association of Supportive Care in  

Cancer International Society for Oral Oncology  

2021 Annual Meeting 

June 2021

University at Buffalo Cancer Research Consortium  

Seminar Series 

September 2021

MD Anderson Cardiology Grand Rounds 

October 2021

University at Buffalo Department of Medicine Grand Rounds 

November 2021
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MOVING FORWARD IN RESEARCH

PUBLICATIONS

“Genetic Causes of Cardiomyopathy in Children: First Results from the Pediatric 

Cardiomyopathy Genes Study”

Ware SM, Wilkinson JD, Tariq M, Schubert JA, Sridhar A, Colan SD, Shi L, Canter CE, Hsu 

DT, Webber SA, Dodd DA, Everitt MD, Kantor PF, Addonizio LJ, Jefferies JL, Rossano 

JW, Pahl E, Rusconi P, Chung WK, Lee T, Towbin JA, Lal AK, Bhatnagar S, Aronow B, 

Dexheimer PJ, Martin LJ, Miller EM, Sleeper LA, Razoky H, Czachor J, Lipshultz SE

Journal of the American Heart Association.

May 2021 

“Pediatric and adult dilated cardiomyopathy are distinguished by .

distinct biomarker profiles”

Gropler MRF, Lipshultz SE, Wilkinson JD, Towbin JA, Colan SD, Canter CE, .

Lavine KJ, Simpson KE 

Pediatric Research.

August 2021

“Impact of Genetic Testing for Cardiomyopathy on Emotional Well-Being .

and Family Dynamics: A Study of Parents and Adolescents”

Ahimaz P, Sabatello M, Qian M, Wang A, Miller EM, Parrott A, Lal AK, Chatfield KC, 

Rossano JW,  Ware SM, Parent JJ, Kantor P, Yue L, Wynn J, Lee TM, Addonizio LJ, 

Appelbaum PS, Chung WK

Circulation: Genomic and Precision Medicine.

August 2021
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MOVING FORWARD IN RESEARCH

SCIENTIFIC CONFERENCE PUBLICATIONS

17 articles from CCF’s 5th International Conference on Cardiomyopathy in Children 

were published in two special issues of Progress in Pediatric Cardiology.

September 2021 Issue 

“Introduction to 5th International Conference on .

Cardiomyopathy in Children Special Issue I”

Lee TM, Lipshultz SE

“Risk stratification and management of decompensated .

heart failure in pediatric dilated cardiomyopathy: .

Questions and opportunities”

Weisert M, Su J

“When and how does dilated cardiomyopathy recover in children?”

Everitt MD

“Spectrum of phenotype of ventricular noncompaction in adults”

Di Toro A, Urtis M, Arbustini E

“Imaging in ventricular noncompaction”

Taylor C, Nutting A

“Arrhythmogenic left ventricular cardiomyopathy in an .

adolescent patient with DSP mutation”

Choi NH, Liberman L, Lee TM

“Phenocopies of sarcomere gene mediated hypertrophic .

cardiomyopathy in children”

Brown E, Murphy AM

“Prevention of sudden cardiac death in childhood-onset .

hypertrophic cardiomyopathy”

Kaski JP, Norrish G
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MOVING FORWARD IN RESEARCH

“Overview of pediatric restrictive cardiomyopathy—2021”

Denfield SW

“The clinical utility of pediatric cardiomyopathy genetic testing: .

From diagnosis to a precision medicine-based approach to care”

Parker LE, Landstrom AP

December 2021 Issue 

“Introduction to the 5th International Conference on Cardiomyopathy .

in Children Special Issue II”

Lee TM, Lipshultz SE

“Clinical and genetic features of arrhythmogenic cardiomyopathy: .

Diagnosis, management and the heart failure perspective”

Castrichini M, Eldemire R, Groves DW, Taylor MRG, Miyamoto S, Mestroni L 

“Clinical and genetic features of arrhythmogenic cardiomyopathy: .

the electrophysiology perspective”

Przybylski R, Abrams DJ

“Optimal imaging strategy for surveillance in children with hypertrophic 

cardiomyopathy”

Lee S, Pahl E

“Genetic correction strategies for Duchenne muscular dystrophy .

and their impact on the heart”

Johnston JR, McNally EM

“Novel therapies in inherited cardiomyopathies”

de Feria A, Owens AT

“Pediatric cardiomyopathy and the PCM Genes study: A summary with 

insights on genetic testing, variant interpretation, race and ethnicity”

Ware SM on behalf of the Pediatric Cardiomyopathy Registry
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MOVING FORWARD IN RESEARCH

AMERICAN COLLEGE OF CARDIOLOGY ROUNDTABLE ON 

ADVANCES IN HYPERTROPHIC CARDIOMYOPATHY

The Children’s Cardiomyopathy Foundation took part in the American 

College of Cardiology roundtable, “Advances in Hypertrophic 

Cardiomyopathy,” held virtually on June 8. Joseph Rossano, MD, MS of 

the Children’s Hospital of Philadelphia represented CCF in discussions 

on clinical challenges related to managing and treating patients with 

hypertrophic cardiomyopathy. 

ANNUAL PEDIATRIC CARDIOMYOPATHY REGISTRY  

INVESTIGATOR RETREAT  

The North America Pediatric Cardiomyopathy Registry (PCMR) Annual 

Investigator Retreat was held virtually on March 26 and sponsored by 

CCF and Tenaya Therapeutics. Over 40 medical professionals from the 

top pediatric heart failure and cardiomyopathy programs gathered 

to discuss research findings, review manuscripts in development, and 

evaluate new study opportunities.
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MOVING FORWARD IN RESEARCH

5TH INTERNATIONAL CONFERENCE ON  

CARDIOMYOPATHY IN CHILDREN

CCF’s 5th International Conference on Cardiomyopathy in Children was 

held virtually on March 5 – 6. 

The conference featured six sessions with presentations and live panel 

discussions. A final “Future Directions for Pediatric Cardiomyopathy” live 

session featured an international panel of 14 leading cardiomyopathy experts.

Virtual Conference    March 5 – 6, 2021

5th International Conference on 
Cardiomyopathy in Children
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MOVING FORWARD IN RESEARCH

More than 260 medical and healthcare professionals from 25 countries .

attended to learn about developments in pediatric heart failure, 

cardiomyopathy, and heart transplantation.

The conference was sponsored by 9 sponsors.



IN EDUCATION

MOVING  
FORWARD
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MOVING FORWARD IN EDUCATION

Throughout the year, the Children’s Cardiomyopathy Foundation 

updated the medical community on research publications, medical 

meetings, funding opportunities, and new family resources related to 

pediatric cardiomyopathy.

· 	� Three new Cardiomyopathy Centers of Care were recognized 

for their high-quality cardiac care and comprehensive approach 

to treatment. These additions increase the number of pediatric 

cardiomyopathy specialty centers to 45 hospitals in the U.S. 

and Canada. 

· 	� Key educational materials were translated into Spanish to 

meet the needs of a diverse patient community. Updated 

patient materials include a general information booklet, 

inserts on each form of cardiomyopathy, and a CCF 

overview pamphlet.

Recognized 
Center of Care

Miocardiopatía significa “enfermedad del músculo cardíaco”. Es una enfermedad crónica y 

algunas veces progresiva en la cual el músculo cardíaco (miocardio) se agranda, se engrosa y/o 

se pone rígido de manera anormal, y el corazón ya no puede contraerse ni relajarse 

normalmente. Finalmente, el corazón pierde su capacidad para bombear sangre con eficacia 

y pueden producirse latidos cardíacos irregulares (arritmias) e insuficiencia cardíaca. 

La miocardiopatía puede afectar a cualquier persona, independientemente de la edad,  

la raza, el sexo o el origen socioeconómico. Aunque la miocardiopatía afecta 

predominantemente a los adultos, en casos poco comunes afecta a bebés y a niños. En este 

caso, se llama miocardiopatía pediátrica. 

Según el Registro de Miocardiopatía Pediátrica (Pediatric Cardiomyopathy Registry), 1 de cada 

100,000 niños menores de 18 años en los Estados Unidos ha recibido un diagnóstico de 

miocardiopatía. Esta estimación conservadora 

no incluye niños que no han recibido un 

diagnóstico o que tienen miocardiopatía 

secundaria, donde la afección cardíaca es 

provocada por infección, irregularidades 

metabólicas o por otra enfermedad sistémica. 

 

 

 

 

 

 

 

¿Qué es la 
miocardiopatía 
pediátrica?

Información

Existen cinco tipos de miocardiopatía: 
Miocardiopatía dilatada (DCM) 
La miocardiopatía dilatada (dilated cardiomyopathy, DCM) es la forma más común y ocurre cuando 

las fibras musculares de una o ambas cavidades de bombeo están débiles y no pueden contraerse 

normalmente. Como el corazón bombea con menos fuerza, se agranda para ayudar a suministrar 

más sangre con cada latido. Finalmente, el corazón debilitado falla y provoca la acumulación de 

fluido en otros órganos. 

Miocardiopatía hipertrófica (HCM) 
La segunda forma más común, la miocardiopatía hipertrófica (hypertrophic cardiomyopathy, 

HCM), se caracteriza por el crecimiento y la disposición anormales de las fibras musculares en 

el corazón. El músculo cardíaco engrosado y más rígido reduce la capacidad del corazón para 

llenarse y contraerse correctamente. Esto puede provocar arritmia o la obstrucción del flujo 

sanguíneo que sale del corazón. En la HCM avanzada,  

el músculo cardíaco puede hacerse más delgado y estirarse para compensar la acción de 

bombeo deficiente. 

Miocardiopatía restrictiva (RCM) 
La miocardiopatía restrictiva (restrictive cardiomyopathy, RCM) es una afección menos común,  

y representa entre un 3 % y un 5 % de los pacientes con miocardiopatía. En esta forma,  

el corazón tiene una contracción normal pero una relajación anormal. Las paredes de los 

ventrículos se ponen rígidas e impiden que el corazón se llene de sangre. La poca cantidad de 

sangre en el corazón provoca intolerancia al ejercicio e insuficiencia cardíaca. 

Miocardiopatía de ventrículo izquierdo no compactado (LVNC) 

La miocardiopatía de ventrículo izquierdo no compactado (left ventricular non-compaction 

cardiomyopathy, LVNC) es una forma poco común de miocardiopatía que se puede 

manifestar como DCM, HCM o RCM. Ante esta afección, el músculo cardíaco en desarrollo no 

logra compactarse, lo que hace que la pared de la cavidad presente un aspecto espongiforme, 

aumente el grosor del músculo y se debilite la acción de bombeo.  

Miocardiopatía arritmogénica ventricular derecha (ARVC) 

La miocardiopatía arritmogénica ventricular derecha (arrhythmogenic right ventricular 

cardiomyopathy, ARVC) es la forma menos común y extremadamente rara en niños 

pequeños. En cambio, se presenta generalmente en adolescentes o adultos jóvenes. La 

ARVC es provocada por la muerte del músculo cardíaco sano y su reemplazo por tejido 

cicatricial y grasa. Esto provoca una estructura desorganizada de los tejidos del músculo 

cardíaco, lo que genera actividades eléctricas anormales (arritmia) y problemas con la 

contracción del corazón.  

Cada tipo de miocardiopatía se caracteriza por un proceso de la enfermedad y un conjunto 
de síntomas ligeramente diferentes. Para obtener información específica sobre las diferentes 
formas de miocardiopatía, consulte los encartes que acompañan a este folleto. 

2
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MOVING FORWARD IN EDUCATION

· 	� Created three new fact sheets: 

	 Genetic Testing: Pros & Cons

	� Teens & Cardiomyopathy: Adherence and Transition Challenges

	 What is a Ventricular Assist Device?

· 	� Bristol-Myers Squibb and Pfizer joined as partners in 

supporting CCF’s patient education initiatives.

Genetic Testing: Pros & Cons

Genetic testing is increasingly becoming a part of the evaluation process for cardiomyopathy. Your 
or your child’s physician may recommend genetic testing to help confirm a diagnosis or predict certain
genetic mutations before or after your child’s birth. The results can be beneficial in better understanding
the disease, identifying possible treatments, and possibly determining future family planning choices.

If you or a family member are interested in genetic testing, a cardiologist, genetic counselor, or 
geneticist can order a test. Typically, a blood or saliva test is collected and sent to a certified lab that
meets Clinical Laboratory Improvement Amendments (CLIA) regulations. A meeting with a certified 
genetic counselor or geneticist can explain the process, assess your family history, and then interpret
and explain testing results. 

As genetic testing becomes less expensive and insurance plans cover it, more individuals are likely to
consider it. There are genetic testing considerations that should be discussed with a genetic counselor 
or geneticist before making a final decision.   

Pros

•   Sense of relief from uncertainty
If you are concerned that you or someone in your family may be at risk for cardiomyopathy, 
genetic testing may provide answers and relief from the unknown. There is power in knowing 
that you can have some control of your health or your family’s well-being. 

•   Information to make informed choices and decisions
If a genetic variant for cardiomyopathy is identified, you can be proactive with your health 
decisions to include annual screenings, a modified sports/exercise plan, and healthier lifestyle
choices to lower your risk for sudden cardiac arrest. If you already have cardiomyopathy, genetic
testing can provide a clearer picture of your medical status and may help to guide management
decisions such as medication and surgical options.

•   Educate family members about potential risks
While genetic testing can show whether a person inherited a specific mutation, it does not 
predict disease manifestation. A positive test result means you are at a greater risk of developing
cardiomyopathy, but it does not mean you will absolutely develop the disease in your lifetime. 
Similarly, a negative test means that you do not have a genetic variant for the disease, but it is still
possible to acquire cardiomyopathy through a viral infection, chemotherapy, or related disorder.

1
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MOVING FORWARD IN ADVOCACY

At the Federal level, the Children’s Cardiomyopathy Foundation continued 

to foster relationships with key Congressional leaders to elevate pediatric 

cardiomyopathy on their legislative agendas. 

· 	� CCF worked with the National Coalition for Heart and Stroke Research, 

National Health Council, National Organization for Rare Disorders, and 

EveryLife Foundation for Rare Diseases to support various appropriation 

and legislative efforts related to cardiovascular health and rare diseases.

· 	� Through CCF’s federal lobbying efforts, cardiomyopathy was an approved 

disease topic for receiving federal research funding from the Department 

of Defense Peer Reviewed Medical Research Program (PRMRP). For FY 

21 $370 million appropriated by Congress will be allocated to research 

studies covering 42 priority diseases.

· 	� Four parents nominated by CCF served as consumer advocates for the 

Department of Defense PRMRP program to provide a patient perspective 

in the evaluation of cardiomyopathy research applications.



IN AWARENESS

MOVING  
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MOVING FORWARD IN AWARENESS

During National Heart Month in February and Children’s Cardiomyopathy 

Awareness Month in September, CCF focused on raising awareness of the 

signs and symptoms of cardiomyopathy.

Internationally, the Children’s Cardiomyopathy Foundation continues to 

work with Global Heart Hub, an multi-country alliance of patient advocacy 

organizations, on various awareness campaigns.
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MOVING FORWARD IN AWARENESS

NATIONAL HEART MONTH

#NationalHeartMonth

• 	� Nearly 2,000 people shared facts about cardiomyopathy, and 

14,000 people viewed CCF’s social media posts.

• 	� Families and friends wore red, handed out CCF valentines, and 

distributed materials about cardiomyopathy.

• 	� CCF hosted a Facebook Live event with teens Bethany and 

Hannah of Heartcharged to talk about living with cardiomyopathy. 

• 	� CCF participated in the Heart Failure Society of America’s Twitter 

chat on the topic of heart transplants. 

• 	� Dr. Rakesh Singh, Medical Director of Heart Failure and 

Transplantation at Hassenfeld Children’s Hospital at NYU Langone 

was the featured webinar guest on CCF’s “Living with Heart 

Failure” webinar.

• 	� 150 guests celebrated National Heart Month at CCF’s Night for a 

Cure charity poker tournament.

Given in honor of a child with cardiomyopathy.

Children’s Cardiomyopathy Foundation • www.childrenscardiomyopathy.org

For children with cardiomyopathy, physically 
having a big heart isn’t always good. 

Cardiomyopathy affects the heart’s ability to 
effectively pump blood through the body. 

We all have big hearts 
on Valentine’s Day



21

MOVING FORWARD IN AWARENESS

CHILDREN’S CARDIOMYOPATHY AWARENESS MONTH

#KnowYourHeart

• 	� CCF and 20 national partners urged families to learn the 

signs, symptoms, and risk factors of cardiomyopathy.  

• 	� Newsletter articles educated the public on the importance 

of knowing one’s family heart history. 

• 	� Over 7,000 supporters liked and shared our posts with over 

53,000 people viewing the posts.

• 	� Jami N. Gross, PhD presented a webinar, “Emotional Side 

Effects of Cardiomyopathy in Teens.”

• 	� For the 7th year, supporters across the country organized 

Walk for a Cure events to raise awareness of pediatric 

cardiomyopathy in their community.

• 	� CCF Regional Ambassador, Aly Pearce, was featured in a 

blog post at the Institute for Patient Access.  

AWARENESS MONTH 

PARTNERS
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FORWARD
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MOVING FORWARD IN PATIENT  
& FAMILY SUPPORT

CCF focused on online connections and virtual meetings to support 

affected families worldwide during the pandemic.

• 	� Overall, 7,000 families from 92 countries are served by CCF.

• 	� 400 new members joined CCF, increasing the membership base .

to 4,000. 

• 	� The CCF Connect Community on Facebook grew to over .

2,100 members.

• 	� A membership survey was conducted to ensure that CCF priorities .

and actions are in line with family needs.

• 	� A new Regional Ambassador Program was created to increase 

family engagement and strengthen CCF’s community of patients. 

This leadership program consists of eight parent ambassadors from 

across the U.S. who assist in the development of family resources, 

build relationships with local families and physicians, and raise 

awareness of cardiomyopathy in their community.
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MOVING FORWARD IN PATIENT  
& FAMILY SUPPORT

• 	� 5 educational webinars featured leaders in the field of cardiomyopathy. 

UPDATES IN LIVING WITH HEART FAILURE FOR THE PEDIATRIC 

CARDIOMYOPATHY COMMUNITY 

Rakesh Singh, MD, MS .

Hassenfeld Children’s Hospital at NYU Langone.

February 18, 2021

HEART FAILURE AND VENTRICULAR ASSIST DEVICES 

Neha Bansal, MD.

Children’s Hospital of Montefiore.

May 5, 2021

THE ROLE OF RESEARCH IN IMPROVING CARE FOR PATIENTS  

WITH PEDIATRIC CARDIOMYOPATHY 

Daphne Hsu, MD.

Children’s Hospital at Montefiore.

August 17, 2021

EMOTIONAL SIDE EFFECTS OF CARDIOMYOPATHY IN TEENS 

Jami N. Gross, PHD.

Children’s Mercy Kansas City.

September 24, 2021

HYPERTROPHIC CARDIOMYOPATHY AND YOUTH SPORTS PARTICIPATION 

Jeffrey Kim, MD.

Texas Children’s Hospital.

December 2, 2021
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MOVING FORWARD IN PATIENT  
& FAMILY SUPPORT

• 	� CCF collaborated with Transplant Families during National Pediatric 

Transplant week to present at their April Pediatric Transplant Conference.

• 	� CCF was featured in 2 podcasts:

	� “Into the Flow” featured CCF medical advisor Dr. Steven Lipshultz on the 

formation of the Pediatric Cardiomyopathy Registry and the role CCF 

played in furthering care for children with cardiomyopathy.

	� “Losing a Child” featured CCF Ambassador Myesha Bruce on how CCF’s 

resources and online community helped her overcome her loss.



IN FUNDRAISING  
& FINANCIALS

MOVING  
FORWARD
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MOVING FORWARD ON  
FUNDRAISING & FINANCIALS

NIGHT FOR A CURE

More than 150 guests attended CCF’s 13th 

annual Night for a Cure on February 10. The 

virtual charity poker event raised $120,000 

and was hosted by Tom Wheaton, CEO of 

Faded Spade Poker and poker professionals 

Matt Berkey and Jamie Kerstetter. WSOP 

poker legend Phil Gordon made a surprise 

guest appearance.

The Children’s Cardiomyopathy Foundation’s signature fundraising events 

brought families and supporters together to raise awareness and funds for 

research, education, and family support programs.

GOLF FOR A CURE

CCF was back on the course for the .

18th annual Golf for a Cure at the historic 

Ridgewood Country Club in northern .

New Jersey. The July 26 event raised .

over $245,000 and was supported by .

38 sponsors and 140 attendees.
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MOVING FORWARD ON  
FUNDRAISING & FINANCIALS

WALK FOR A CURE

Walkers from around the country organized 

50 virtual walk teams in 10 states to celebrate 

Children’s Cardiomyopathy Awareness Month 

in September. 

FOR A 
WAL

K CURE

CHILDREN’S CARDIOMYOPATHY FOUNDATION

BAKE FOR A CURE

Bake for a Cure events took place during 

National Heart Month to raise community 

awareness and research funding for pediatric 

cardiomyopathy.
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MOVING FORWARD ON  
FUNDRAISING & FINANCIALS

FAMILY FUNDRAISERS

Families impacted by cardiomyopathy planned creative 

fundraisers to support CCF’s programs, including a 5k run in 

Alaska, a beach walk in Australia, and a golf outing in Alabama.
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2021 FINANCIAL SUMMARY

STATEMENT OF FINANCIAL POSITION

ASSETS

Cash & Cash Equivalents	 $947,424.

Investments	 $2,028,877.

Intangible Net Assets	 $18,342

TOTAL ASSETS	 $2,994,643

LIABILITIES + NET ASSETS

Accounts Payable & Accrued Expenses	 $ 37,892.

SBA EIDL Loans	 $ 149,900

Unrestricted Net Assets	 $ 2 ,781 ,851.

Restricted Net Assets	 $25,000

TOTAL LIABILITIES + NET ASSETS	 $2,994,643

STATEMENT OF ACTIVITIES

REVENUE

Contributions	 $409,478.

Fundraising + Special Events	 $360,406.

Net Investment Return	 $395,363.

PPP Loan Forgiveness	 $1 5 1 , 7 1 6

TOTAL REVENUE	 $ 1,316,963

EXPENSES

Programs & Services	 $623,610.

Management & General	 $106,028.

Fundraising	 $229,073

TOTAL EXPENSES	 $958 ,7 1 1

NET INCOME	 $358,252

Fiscal year ending December 31, 2021

AWARENESS &  

ADVOCACY: 11% 

$65,874

EXPENSES BY PROGRAM & SERVICES

PATIENT SUPPORT  

& OUTREACH: 22% 

$136,654

RESEARCH: 41% 

$256,955

FUNDRAISING: 

24% 

$229,073

PROGRAMS & SERVICES: 65% 

$623,610

TOTAL EXPENSES

MANAGEMENT & 

GENERAL: 11% 

$106,028

EDUCATION: 26% 

$164,127
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2021 TOP DONORS

We extend our heartfelt thanks to all who have contributed to the Children’s 

Cardiomyopathy Foundation this year. The following corporations, foundations, .

and individuals made contributions of $500 or more to the Foundation in 2021.  

DONORS $10,000 AND OVER

American Legion Child Welfare Foundation

The Bauer Foundation

Bristol Myers Squibb Company

Cytokinetics

Rob Gallivan

Goldman Sachs & Co.

Kathleen Lenihan

MacKay Shields

Macquarie Group Foundation

Michael & Leslie Petrick

Pfizer

Senator Investment Group 

Tenaya Therapeutics

DONORS $9,999–$5,000

Andrew Ahlborn

Daniel & Stacie Allen

Angelo, Gordon & Co.

Barclays Capital

Bayer 

Brigade Capital Management 

Chris Chang

Chatham Asset Management

Citibank NA

Emil Costa

Joseph Deal

Chris DeLong

Lucas Detor

Taylor Ford

Carney & Melissa Hawks

HSBC Securities (USA) 

Shantal Le Goff

MUFG Securities Americas 

Dan Ornstein

Doug Pardon

Paul, Weiss, Rifkind, Wharton & Garrison

RBC Capital Markets

Rocket Pharmaceuticals

Ed Sabounghi

Ian Sandler

Dylan Seff

Stroock, Stroock & Lavan

Sullivan & Cromwell 

TBK Bank

UBS

US Bank

Wells Fargo Securities

DONORS $4,999–$1,000

Sunil Aggarwal

Bank of America 

Charles Bartels

Conor Bastable

Steven Bleier

BNP Paribas

Michael Bruns

Edward Burdick

William & Holly Caggiano

Guillermo Chavez
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Benji Cheung

Linda & Philip Chien

Won Choi

Mark Colm

Kevin Cook

Coramir Biomedical

David & Megan Cosby

David & Carol Davis

Srinivas Dhulipala

Albert & Julia Dreisbach

Edward Farscht & Lynn Jaeger

Frank Fiorito

Robert Franz

Joel Friedman

Patrick Gallagher

GLC Advisors & Co.

Sachin & Jenny Goel

Eric Guevara

Greg Hanley

Brian Hewitt

Jerry & Anita Hicks

Imperial Capital

Joeleene Kenny

George Khouri

Clint Kollar

Daniel Krueger

Rick Lam

Si Lund

Matthew Maggio

Richard & Jessica Marschall

Ben Marshall

Robert McGann

Brian McGowan

Benjamin McKee

MUNS Booster Club at Eilson AFB

Muzinich & Co.

John O’Meara

Ronald Ory

Bryan Quinlan

Patrick Ramsey

Donald & Mary Lou Rossi

RW Baird

Guillermo & Katie Silva Chavez

Scott & Sarah Snell

Chris Taliercio

Pieter van der Heide

Van der Linden Family Foundation

Wells Fargo

Andy Wise

Eddie Yu

Dick & Maggie Yue

Frederick Zuck

DONORS $999–$500

Jason Alpin

Greg Berube

David Bicking

David Breazzano

Joshua Deitch

Gianni Diciollo

Cindy Drozda

Matt Fink

James Fitzpatrick

Chris Garland

Stephen & Lynn Goldstein

Gregg Greenberg

Eric Greenhut

Alexander Harrell

William Henderlong

John Horner

Dawson Ingram

Thad Jones

Kim Kauitzsch

Keith B. Hayes Foundation

Dale Kleszynski

2021 TOP DONORS
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Brian Kosnik

Joon Kyung

Christopher Land

Edward Larmann

Michael Lee

Stephen & Lynn Lehner

Justin Leigh

Cathleen Dodson Macauley

Kurt MacDonald

Sara Mann

Eric Neubert

Emilie Ng

Brett Nunziata

Peter Ocko

Caroline Parisi

Ajoy Reddi

Bill Riley

Mitchell Salzberg

Marc Schwartz

Roopesh Shah

Sara Siqueiros

Avinash Souza

Andrew Susser

Nathan Szoke

Charles Towers

Tyler Williams-Sinclair

Brice Willis

David Ying

Brian & Andrea Yue

Richard Zentko

2021 TOP DONORS
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