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L E T T E R  F R O M  T H E  F O U N D E R  & E X E C U T I V E  D I R E C T O R

Dear Friends,

As the founding board president and executive director, we’re proud to highlight 

our work in 2023 focused on fostering connections and collaboration. This year we 

strengthened existing ties and forged new relationships, all in support of our mission 

to assist families and children affected by cardiomyopathy.

In 2023, we built on our collaboration with the American Heart Association (AHA) to 

address the need for better medical management of children with cardiomyopathy. 

Led by CCF’s Chief Medical Officer, Steven Lipshultz, MD, with the involvement of other 

CCF medical advisors, Steven D. Colan, MD, and Shelley D. Miyamoto, MD, a scientific 

statement on pediatric cardiomyopathy was published in AHA’s peer-reviewed medical 

journal, Circulation. CCF has been a long-standing member of the AHA’s Young Hearts 

Pediatric Heart Failure & Transplantation Committee and supported this collective 

effort to advance knowledge in this very specialized field. 

We had a dynamic year connecting with several strategic partners, elevating CCF’s 

presence nationally and globally. This included interviews with Dr. John Whyte, 

WebMD’s chief medical officer and the Transplant Families monthly podcast and 

presenting at the Global Cardiovascular Clinical Trialists forum. CCF also participated 

in the inaugural Global Heart Hub Cardiomyopathy Patient Council meeting in Italy.

Beyond research and education, we’ve extended our patient support services with 

the launch of a “Heart to Heart” chat series to give newly diagnosed families a safe 

and supportive environment to discuss the challenges of living with a chronic heart 

disease. We remained focused on disease awareness with our social media campaigns 

and partnerships with heart-related organizations during National Heart Month and 

Children’s Cardiomyopathy Awareness Month.

Through our many connections and collaborations, we are working towards our 

mission of earlier diagnoses, enhanced treatments, and eventual cures. We know that 

our work is making an impact based on the many family reviews that we receive each 

year. For 13 years, CCF has been recognized as a top-rated health organization by 

Great NonProfits.

Looking ahead to 2024, plans are already underway to host the 6th International 

Conference on Cardiomyopathy in Children with the Cincinnati Children’s Heart 

Institute and Pediatric Cardiomyopathy Registry.  We’re looking forward to bringing 

the best minds in the field together and offering more engagement opportunities for 

patients and families.

Sincerely, 

Lisa Yue  
Founder & Board President

Gina Peattie  
Executive Director



4

F O U N D AT I O N  O V E R V I E W

BOARD OF DIRECTORS

Lisa Yue 

President & Founder 
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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 and advocacy, as well as to provide support to affected families.

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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R E S E A R C H

It was a year of progress as CCF extended its research partnership with the North America 

Pediatric Cardiomyopathy Registry (PCMR) and pursued new initiatives to advance 

understanding of the disease and enhance clinical care for children with cardiomyopathy. 

AHA SCIENTIFIC STATEMENT ON PEDIATRIC CARDIOMYOPATHY

As a member of the American Heart Association (AHA) Young Hearts Pediatric Heart 

Failure & Transplantation Committee (PCMR), CCF supported the development and 

publication of a scientific statement on treatment strategies on pediatric cardiomyopathy 

in Circulation, AHA’s peer-reviewed medical journal. This effort was led by CCF Medical 

Advisor, Steven Lipshultz, MD with CCF Medical Advisors, Steven D. Colan, MD, and Shelley 

D. Miyamoto, MD on the writing committee.

Treatment Strategies for Cardiomyopathy in Children:  

A Scientific Statement From the American Heart Association

BOGLE C, COLAN SD, MIYAMOTO SD, CHOUDHRY S, BAEZ-HERNANDEZ N,  

BRICKLER MM, FEINGOLD B, LAL AK, LEE TM, CANTER CE, LIPSHULTZ SE

Circulation, June 8, 2023

“The PCMR has helped us advance and 
refine future cause-specific therapy 
options for pediatric cardiomyopathy.”
STEVEN E. LIPSHULTZ, MD 

CCF CHIEF MEDICAL OFFICER & PROFESSOR OF PEDIATRICS 

UNIVERSITY AT BUFFALO JACOBS SCHOOL OF  

MEDICINE & BIOMEDICAL SCIENCES
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R E S E A R C H

MEDICAL PUBLICATIONS

Circulating MicroRNAs Identify Early  

Phenotypic Changes in Sarcomeric  

Hypertrophic Cardiomyopathy

SUCHAROV, CC, NELTNER B, PIETRA AE, 

KARIMPOUR-FARD A, PATEL J, HO CY, AND 

MIYAMOTO SD

Circulation: Heart Failure, March 2023 

Circulating and Cardiac Tissue miRNAs in 

Children with Dilated Cardiomyopathy

HAILU FT, KARIMPOUR-FARD A, NELTNER B, 

STAUFFER BL, LIPSHULTZ S, MIYAMOTO SD, 

SUCHAROV CC

Journal of Cardiovascular Development, 

September 2023 

Cardiac imaging and biomarkers for  

assessing myocardial fibrosis in children  

with hypertrophic cardiomyopathy 

AKIRMANI S, WOODARD PK, SHI L, HAMZA TH, 

CANTER CE, COLAN SD, PAHL E, TOWBIN JA, 

WEBBER SA, ROSSANO JW, EVERITT MD,  

MOLINA KM, KANTOR PF, JEFFERIES JL,  

FEINGOLD B, ADDONIZIO LJ, WARE SM,  

CHUNG WK, BALLWEG JA, LEE TM, BANSAL N, 

RAZOKY H, CZACHOR J, LUNZE FI, MARCUS E, 

COMMEAN P, WILKINSON JD, LIPSHULTZ SE. 

Journal of the American Heart Association, 

October 2023

CCF FUNDED RESEARCH FINDINGS

In 2023, CCF-supported research resulted in the following medical presentations  

and publications.

MEDICAL PRESENTATIONS

Pre-emptive Treatment of Cardiac Dysfunction 

in Pediatric Oncology Patients 

INTERNATIONAL PEDIATRIC VAD AND  

HEART FAILURE SUMMIT

St. Louis, MO, September 2023 

Pediatric Cardio Oncology:  

The Past, The Present, The Future

INTERNATIONAL CARDIOONCOLOGY  

SOCIETY MEETING

Virtual, September 2023 

The Genetic Architecture of  

Pediatric Cardiomyopathy

UNIVERSITY AT BUFFALO CLINICAL AND 

TRANSLATIONAL SCIENCE INSTITUTE (CTSI)  

ANNUAL FORUM

Buffalo, NY,  March 2023  

PHACS Cardiac Toxicity Study:  

Preliminary Results 

PEDIATRIC HIV/AIDS COHORT STUDY MEETING 

Bethesda, MD, May 2023 

Anthracycline Induced Cardiotoxicity and 

Effective Ways of Cardioprotection 

THE INTERNATIONAL CARDIO-ONCOLOGY  

SOCIETY IN COLLABORATION WITH THE  

GLOBAL CANCER CONSORTIUM (GCC)

Virtual Course for IC-OS Certification  

Exam Eligibility
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PCMR SCHOL ARS OF DISTINCTION

CCF believes in the importance of investing in the next generation of pediatric 

cardiomyopathy researchers and thought leaders. In 2023, Sonya Kirmani, MD and  

Justin Godown, MD were named Pediatric Cardiomyopathy Registry (PCMR)  

Scholars of Distinction for their research efforts on multi-center studies funded by CCF.

Dr. Sonya Kirmani is the Medical Director of 

the Pediatric Heart Failure, Ventricular Assist 

Device (VAD), and Transplant Program at the 

University of Wisconsin School of Medicine 

and Public Health. 

Dr. Justin Godown is the Associate Director 

of the Pediatric Heart Transplantation 

Program and Medical Director of the 

Pediatric Cardiomyopathy and Pediatric 

Cardio-Oncology Program at Monroe  

Carell Jr. Children’s Hospital at Vanderbilt. 
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“Connecting with the Children’s Cardiomyopathy Foundation 
at the CVCT Forum to explore and discuss cardiovascular 
clinical trials is crucial for advancing cures for rare diseases like 
pediatric cardiomyopathy. These forums provide a platform for 
collaboration, enabling us to make significant strides in improving 
patient outcomes and bringing hope to countless families.”
ELFRIEDE PAHL, MD 

PROFESSOR EMERITA OF PEDIATRICS 

NORTHWESTERN UNIVERSITY FEINBERG SCHOOL OF MEDICINE

R E S E A R C H

PEDIATRIC REPRESENTATION AT  
GLOBAL CARDIOVASCUL AR CONFERENCE

CCF Executive Director, Gina Peattie, presented “Pediatric Cardiology Trials” and “Pediatric 

Cell and Gene Therapy Trials” at the Global Cardiovascular Clinical Trialists Forum (CVCT) 

December 1–2. Held in Washington DC, CVCT is the largest global gathering of physicians 

involved in cardiovascular clinical trials. 

A B OV E  Elfriede Pahl, MD, Northwestern Feinberg 
School of Medicine; Gina Peattie, Children’s 
Cardiomyopathy Foundation; Daphne Hsu, MD, 
Children’s Hospital at Montefiore (L-R)

SCIENTIFIC PROGRAM

November 30th -
December 1st & 2nd 2023

The National Press Club
Washington DC
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INSIGHT GATHERING ON GENE THERAPY

CCF collaborated with Tenaya Therapeutics on a caregiver survey, “Patients First: 

Obtaining Input from Cardiomyopathy Rare Disease Patient Population,” to understand 

current perceptions on gene therapy and to determine educational needs among CCF 

family members affected by cardiomyopathy. Survey findings were presented by Tenaya 

Therapeutics in May at the 2023 World Orphan Drug Congress in Washington, D.C.
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1:1 interviews
Tenaya patient advocacy staff conducted 
one-on-one interviews with HCM and 
ARVC patients.
Key findings
• Gene therapy awareness: 

• More education is needed 
• Patient feel, for the most part, positive 

and hopeful about gene therapy
• Priorities for learning: 

• Clear, concise and truthful (“don’t sugar 
coat it”)

• Route of administration
• Safety

• Preferred sources for content
• Provide a variety of sources of materials 

to accommodate different learning styles

Valerie, age 28
Living with PKP2 associated ARVC

It's hard because as much as I want to say I'm living 
my life, I'm living ARVC's life, and that is 100% true. 
What Tenaya is doing has given us so much hope. 
Their work means my life. It means every ARVC 
patient's life. I remember after my first conversation 
with them, I went to my Facebook group and just 
explained what I knew, and I've never seen a 
response from people like that of just pure hope.

Patients First: Obtaining Input from Cardiomyopathy 
Rare Disease Patient Population
Authors: Wendy Borsari1, Gina Peattie2, Lisa Yue2 and Lori Ann Correia1

1 Tenaya Therapeutics, South San Francisco, CA; 2 Children’s Cardiomyopathy Foundation, Tenafly, NJ

• Tenaya Therapeutics is a clinical-stage biotechnology company committed to a bold 
mission: to discover, develop and deliver potentially curative therapies that address the 
underlying drivers of heart disease. Among the company’s investigational treatments are 
two gene therapy candidates, MYPBC3- associated Hypertrophic Cardiomyopathy (HCM) 
and PKP2-associated Arrhythmogenic Right Ventricular Cardiomyopathy (ARVC).

• MYBPC3 HCM and PKP2 ARVC are relatively newly defined patient subsets of 
cardiomyopathies and are considered rare diseases. Additionally, treatment via gene 
therapy, in which a working gene is administered to replace or compensate for a disease-
causing genetic mutation, is an entirely new modality among cardiomyopathy patients, 
requiring a greater degree of education and awareness

• As an organization committed to patient-friendly drug development, we sought to obtain 
input from patients, families and caregivers on the content and means of providing disease 
and therapeutic modality education materials. This involved the identification and creation 
of specific forums where feedback could be solicited.

• Through the undertaking of multiple patient-facing initiatives, we were able to gain useful 
and specific insights into where MYBPC3-associated HCM and PKP2-associated ARVC 
patients seek disease and treatment related information. These insights in turn have 
informed the design and development of the company’s educational materials.

We want to thank the many patients and caregivers who contributed to this project by answering the survey, taking part in roundtables, 1:1 discussion, sharing your journeys and wisdom.  We truly appreciate your input.

Methodology

• In partnership with a leading cardiomyopathy patient advocacy group, Children’s Cardiomyopathy 
Foundation (CCF), Tenaya undertook a survey to explore individuals’ understanding of gene 
therapy and preferred learning styles and resources.

•  The 15-question survey was provided to individuals who participate in the group’s private 
Facebook group and from the CCF’s family mailing list for a total of approximately 2,196 
recipients.

•  The survey received 76 responses and the consistency of feedback received was informative.

Survey in partnership with advocacy

95% of respondents know very little or just a bit about gene therapy

What is your understanding of gene therapy?

Top 3 priorities are administration, safety, and efficacy

What do you most want to understand better about 
gene therapy? Please select your top 3 priorities
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Key Findings
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Introduction

• Gain understanding of patients’ knowledge of gene therapy

• Obtain actionable input from members of the HCM and ARVC patient 
communities on preferences for educational materials

• Identify the formats and forums by which the community would be most likely to 
receive educational materials

Objectives:

• Survey

• Roundtables

• Direct interactions

Approach: Solicit input directly from HCM and ARVC 
patients via diverse tools

• Overwhelmingly, survey participants lack a strong understanding of gene therapy
• 62% know very little
• 33% know a bit
• 5% know a lot

• 89% reported wanting to better understand how gene therapy works/is 
administered

• 71% reported wanting to better understand safety
• 70% reported wanting to better understand expected results of treatment
• Preclinical research (30%) and timing of results (26%) also emerged as 

important topics of interest
• They ask for of education to continue about route and location of gene therapy 

administration, the potential curative nature of gene therapy, difference 
between somatic cell and germline gene therapy, and lack of benefit to 
offspring of treated individuals

• 59% Videos
• 55% Webinars
• 48% Brochure
• 4% Cardiologists

Gene therapy awareness

Priorities for learning:

Preferred sources for content

Patient Roundtables

Tenaya conducted roundtables discussions with patients identified through advertisements 
by patient advocacy groups and facilitated by a third-party vendor. Topics covered within 
those discussions included knowledge and understanding of gene therapy, learning 
formats and preferred content. Two separate roundtable sessions were conducted with 
HCM patients and ARVC patients.

HCM (N=15)
Key findings
• Gene therapy awareness:

•  More education is needed
•  Patient feel, for the most part, 

positive and hopeful about gene 
therapy

• Priorities for learning:
•  Disease burden and treatment 

impact – continuing even after 
treatment

•  Details in educational materials are 
important “Don’t sugar coat it“

• Preferred sources for content
• Provide a variety of sources of 

materials to accommodate different 
learning styles

•  Create opportunities with trusted 
PAG partners to distribute 
materials and educate around 
gene therapy for HCM

ARVC (N=7)
Key findings
• Gene therapy awareness and education 

needed
• Priorities for learning

•  Detailed information on what 
participants can expect; transparency 
on benefits and risks

•  Flow chart of clinical trial process
• Preferred sources for content

• Develop animations/videos to 
supplement written content

•  Connect ARVC organizations with 
communities with approved gene 
therapies to share learnings, demystify 
gene therapy, and build confidence in 
approach

•  Create opportunities for respected 
experts (PAGs and HCP experts) to 
bring gene therapy education to ARVC 
community

Commonalities that emerged were the need for gene therapy awareness and development 
of connections and trusted partnerships with PAG. Differences that emerged were flow 
chart of the clinical trial process and create opportunities for respected experts included 
HCPs.

1:1 interviews

Key findings
• Gene therapy awareness:

•  More education is needed
•  Patient feel, for the most part, positive  

and hopeful about gene therapy
• Priorities for learning:

•  Clear, concise and truthful  
(“don’t sugar coat it”)

•  Route of administration
•  Safety

• Preferred sources for content
• Provide a variety of sources of materials to 

accommodate different learning styles

Conclusions

•  Across different methodologies for obtaining feedback, key areas of consistency 
emerged, particularly around priorities for learning and preferred sources of content:

•  Understanding gene 
therapy safety, efficacy 
and administration, 
and difference between 
somatic and germline 
gene therapy

Priorities for learning Preferred sources of content

•  Patients want to have a variety of 
information sources available to them to 
support different learning styles

  • Written materials, i.e., brochures

  • Visual formats, i.e., videos

  • Audio/interactive, i.e., webinars

•  Nuances and actionable details emerged based on the forum and the ability to provide 
more direct feedback

•  Discussions with patients resulted in input on tone/style for educational materials:

•  Must be direct, clear, consistent and detailed

•  Based on the feedback received from patients (via surveys, roundtables, and 
interviews), Tenaya’s patient education efforts incorporate learning priorities, such as 
route of administration, safety, preclinical research and anticipated results. Multiple 
forms of educational content designed to support different learning preferences are also 
in development. Results of patient interactions have informed guiding principles for the 
tone used in materials

•  All 3 methods provide insight as well as show commonalities of needs with a few 
differences. Survey’s may be good to understand differences among different types 
of cardiomyopathies. However, face to face communications such as roundtables 
and one-onone interactions provide back and forth discussions and are important for 
greater understanding than a survey
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“We believe that building a strong partnership 
with CCF enables us to address patient 
needs more effectively and improve patient 
outcomes. Collaborating with CCF on our 
Patients First study was instrumental in 
identifying the educational needs of the 
patient population.” 
WENDY BORSARI 

ASSOCIATE DIRECTOR OF PATIENT ADVOCACY 

TENAYA THERAPEUTICS
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E D U C AT I O N

Throughout the year, the Children’s Cardiomyopathy Foundation focused on disease state 

education on topics of interest from the patient and caregiver community. 

EDUCATIONAL WEBINARS

CCF’s “Experts on Pediatric Cardiomyopathy” webinar series covered eight educational 

topics. It featured pediatric cardiomyopathy specialists from various medical centers and 

generated over 2,400 views. 

Peer Support for Patients  

Transitioning to Adult Care

SAMANTHA J. ANTHONY, PHD, MSW 

JIA LIN, MPH 

Hospital for Sick Children Research Institute

Updates in Medical Management for  

Pediatric Heart Failure Patients

NEHA BANSAL, MD 

Mount Sinai Kravis Children’s Hospital

ICD Considerations for Pediatric 

Cardiomyopathy Patients

HEATHER GIACONE, MD 

LAUREN SCHNEIDER, PSYD 

Lucile Packard Children’s Hospital

Exercise, Sports, & Cardiac  

Rehabilitation Considerations for  

Children with Cardiomyopathy

JONATHAN EDELSON, MD 

Children’s Hospital of Philadelphia

Pediatric Cardiomyopathy:  

What Newly Diagnosed Families  

Need to Know

BETSY BLUME, MD 

Boston Children’s Hospital

Sudden Cardiac Arrest:  

Education & Prevention for Pediatric 

Cardiomyopathy Families

ROBERT WHITEHILL, MD 

Children’s Healthcare of Atlanta

Genetic Testing and Gene Therapy:  

Updates and Future Directions  

in Pediatric Cardiomyopathy

ANDREW LANDSTROM, MD, PHD 

Duke Children’s Hospital

Overview of Clinical Trials

JENNIFER SU, MD 

Children’s Hospital Los Angeles
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E D U C AT I O N

WEBMD FEATURE ON PEDIATRIC CARDIOMYOPATHY

CCF partnered with WebMD to produce an episode, “A Medical History Helps Unravel a 

Mystery,” for their “Champions of Change” heart disease video series, which was featured 

during National Heart Month and Children’s Cardiomyopathy Awareness Month.

Gina Peattie, CCF’s executive director, spoke with Dr. John Whyte, chief medical officer 

of WebMD about cardiomyopathy in children. The episode was viewed more than 30,000 

times on social media by the public.



14

E D U C AT I O N

OUTREACH TO THE PEDIATRIC HEART TRANSPL ANT COMMUNIT Y

Since cardiomyopathy is a leading cause for heart transplants in children, CCF partnered 

with Transplant Families during National Pediatric Transplant Week in April. At the 2023 

Pediatric Transplant Conference Executive Director, Gina Peattie, moderated a virtual 

session on “Genetic Testing Before & After Transplant.” More than 450 families attended 

with a third comprised of heart transplant families. 

During National Heart Month in February, Gina Peattie was a guest on Transplant Families 

monthly podcast, “Growing the Gift.”



C O N N E C T I O N S

A D V O C A C Y
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A D V O C A C Y

In federal advocacy, CCF weighed in on public policies related to increasing research, 

education, and access to specialized care.  

CHRONIC DISEASE COALITION

CCF broadened its partnerships with health advocacy organizations by working with  

the Chronic Disease Coalition. CCF elevated the profile of cardiomyopathy on their 

website and provided a new engagement platform as well as advocacy resources and 

training to caregivers. 

ORGAN PROCUREMENT & TRANSPL ANTATION NETWORK 

CCF submitted a public comment to support the OPTN request to modify the heart 

transplant policy to allow pediatric candidates access to incompatible blood type heart, 

heart-lung, or lung organs. With increased  transplant options, this policy modification 

would potentially improve waitlist mortality. 

CONGRESSIONALLY DIRECTED MEDICAL  
RESEARCH PROGRAMS

Every year, CCF works with the Defense Health Research Consortium, consisting of 126 

organizations, to request congressional support of the Defense Appropriations Act. 

This bill funds the Congressionally Directed Medical Research Programs and includes 

cardiomyopathy-related research studies.

“Cardiomyopathy is often a silent disease 
and may be difficult to detect without 
symptoms. Providing educational materials 
on cardiomyopathy to more families has 
the potential to save the lives of children 
at risk of sudden cardiac arrest.” 
GINA PEATTIE 

EXECUTIVE DIRECTOR 

CHILDREN’S CARDIOMYOPATHY FOUNDATION
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A D V O C A C Y

CARDIOMYOPATHY HEARTS ACT 

Over the years, CCF has worked closely with Congressman Frank Pallone (NJ-06) on 

the Cardiomyopathy Health, Education, Awareness, Research and Training in Schools 

(HEARTS) to reduce sudden cardiac death among young people. CCF supported Rep. 

Pallone’s reintroduction of the Cardiomyopathy HEARTS Act in December. The bill 

proposes that the Centers for Disease Control (CDC) develop educational materials and 

resources on cardiomyopathy for public awareness and distribute materials to schools, 

teachers, and parents.

“It’s critical that we raise awareness about the causes of sudden cardiac 
arrest and ensure schools are more prepared to deal with cardiac 
emergencies so we can prevent these tragic deaths. I’m proud to 
introduce the HEARTS Act to take these much-needed measures  
to combat this devastating condition in young people.” 
CONGRESSMAN FRANK PALLONE, JR. (NJ-06)

P H OTO  C R E D I T  
Office of Congressman 
Frank Pallone, Jr. (NJ-06)
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AWA R E N E S S

NATIONAL HEART MONTH  

•   WebMD launched their “Champions of Change” heart disease video series in February 

with a dedicated episode on pediatric cardiomyopathy.

•   Pediatric cardiomyopathy and CCF’s family programs and services were featured on 

Transplant Families podcast “Growing the Gift.” 

•   For CCF’s Meet the Experts educational webinar, Neha Bansal, MD of Mount Sinai Kravis 

Children’s Hospital presented “Updates in Medical Management for Pediatric Heart 

Failure.” 

•   Bake for a Cure events were organized in communities across the U.S. and shared on 

CCF’s social media channels.

National Heart Month in February and Children’s Cardiomyopathy Awareness Month in 

September are CCF’s two disease awareness initiatives.
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AWA R E N E S S

CHILDREN’S CARDIOMYOPATHY AWARENESS MONTH 

•   Enlisted 20 national partners to highlight Children’s Cardiomyopathy Awareness Month 

on their website and social media channels.

•   Launched #GoTheDistance campaign on CCF’s social media platform to showcase 

the efforts of CCF families and supporters in raising awareness of pediatric 

cardiomyopathy.

•   Distributed disease facts and resources through email blasts and social media to 

promote public education and awareness. 

•   Held a two virtual Heart-to-Heart coffee chat to facilitate discussions about awareness 

month activities and provide support to newly diagnosed families.

•   Raised funds for CCF’s family support programs through the 9th Annual Walk for a 

Cure. Event sponsor, Merck, and dedicated walk teams from New York, Ohio, California, 

Nevada, Pennsylvania, North Carolina, Maryland, New Jersey supported the event.

•   WebMD highlighted their video on pediatric cardiomyopathy, “Medical History Helps 

Unravel a Mystery,” to support Children’s Cardiomyopathy Awareness Month

AWARENESS MONTH SPONSORS
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AWA R E N E S S

GLOBAL HEART HUB AWARENESS CAMPAIGNS

As a member of the Heart Failure Patient Council and Cardiomyopathy Patient Council, 

CCF participated in two multi-country social media campaigns to promote Heart Failure 

Awareness Month in May and Cardiomyopathy Awareness Week in June. 

In November CCF attended the first Cardiomyopathy Patient Council meeting in Florence, 

Italy. 20 patient organizations from 13 countries attended the 3-day meeting to discuss 

initiatives to improve awareness, diagnosis, and management of cardiomyopathy. 
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AWA R E N E S S

CANADIAN NEWS INTERVIEW

In July, Handi-links, a Canadian radio station focusing on 

disability issues, spoke to CCF Executive Director Gina 

Peattie to profile pediatric cardiomyopathy and CCF’s 

services. The station has more than 4,000 followers on X.

GENETIC CARDIOMYOPATHY AWARENESS CONSORTIUM 

CCF collaborated with seven cardiomyopathy patient groups to launch the Genetic 

Cardiomyopathy Awareness Campaign to raise awareness on the need for genetic testing 

for cardiomyopathy patients and family members. The Genetic Cardiomyopathy Awareness 

Consortium expanded to 12 patient organizations across 9 countries and launched a 

“MYself. MY Family. MY Legacy” social media campaign. 

“We stand alongside CCF in the Genetic Cardiomyopathy Awareness 
Consortium. Through our combined efforts, we aim to address the barriers 
to genetic testing, ensuring that more patients have access to this crucial 
diagnostic tool. This collaboration ultimately enhances our ability to connect 
and advocate for those affected by genetic cardiomyopathy.” 
GREG RUFF 

EXECUTIVE DIRECTOR 

DILATED CARDIOMYOPATHY FOUNDATION



C O N N E C T I O N S

PAT I E N T  &  
F A M I LY  S U P P O R T
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PAT I E N T  & FA M I LY  S U P P O R T

The Children’s Cardiomyopathy Foundation expanded our reach and support of affected 

families in 92 countries primarily through online connections and virtual meetings.

•   CCF has 3,718 active members from 95 countries. 

•   Grew the CCF Connect Community on Facebook to more than 2,250 members, 

generating more than 600 posts and 6,500 comments in 2023.

•   Assisted more than 7,000 families through CCF’s education and support resources.

HEART-TO-HEART FAMILY COFFEE CHATS

“CCF has been an amazing resource for 
my son and the entire family as we have 
been on the obstructive HCM journey. 
It’s so nice to have an organization that 
has experience and an understanding 
with heart support. We appreciate the 
connection we have with CCF knowing 
that they are there for us.” 
KAREN WELLMAN 

CCF PARENT

Introduced the Heart-to-Heart Coffee 

Chat as a new platform for caregivers and 

other family members to have informal 

discussions about living with pediatric 

cardiomyopathy. Scheduled after an Experts 

in Pediatric Cardiomyopathy webinar, it 

allows CCF members the opportunity to ask 

follow up questions. Four virtual chats were 

held in 2023: 

•   Meet and Chat with the CCF team

•   Awareness Month Kick-off

•   Support for Newly Diagnosed Families

•   Sudden Cardiac Arrest
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PAT I E N T  & FA M I LY  S U P P O R T

CCF HEART KIDS

As part of an ongoing social media campaign, the Children’s Cardiomyopathy Foundation 

profiled 8 children living with cardiomyopathy. 

S E D O N A A L E X

B E N LU K E

A H S H A

O W E N K E L LY  A N N E

G AV I N
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GOLF FOR A CURE 

The Children’s Cardiomyopathy Foundation (CCF) 19th Annual Golf for a Cure event was 

held July 24 at the championship Ridgewood Country Club course in Northern New Jersey. 

In 2023, 150 attendees and 54 sponsors raised $344,390 for research and education 

programs on pediatric cardiomyopathy.  

The Children’s Cardiomyopathy Foundation’s signature fundraising events brought 

families and supporters together to raise funds for CCF’s research, education,  

and family support programs.

F U N D R A I S I N G

B OT TO M  L E F T  Maureen D’Alleva,  Lauren Murphy, Shea Parrish 
B OT TO M  R I G H T  Nick Levine, Rob Steelman, Casey Gaarn, Bobby O’Brien
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F U N D R A I S I N G

WALK FOR A CURE 

As part of the Children’s Cardiomyopathy Awareness Month in September, the 9th Annual 

Walk for a Cure was promoted in August and September. This email campaign included 

tips on forming a walk team,  setting up an event fundraising page, and utilizing CCF’s 

walk materials and resources to ensure a successful community event walk. The small but 

mighty group included 84 walkers and volunteers from the National Honor Society which 

helped to raise $19,745.

TO P  L E F T  A N D  B OT TO M  Skinner Family Be kind for Noah Walk for a Cure 
TO P  R I G H T  Owen’s Walk for a Cure

FOR A 
W

AL

K CURE

CHILDREN’S CARDIOMYOPATHY FOUNDATION
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F U N D R A I S I N G

BAKE FOR A CURE

Bake for a Cure was promoted in January and February to celebrate National Heart 

Month. Students across the U.S. organized bake sales to raise community awareness 

and funding for pediatric cardiomyopathy research. 

TO P  L E F T  Emily Peattie 
B OT TO M  R I G H T  Montclair, NJ Bake for a Cure
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F U N D R A I S I N G  & F I N A N C I A L S

FAMILY FUNDRAISERS

Families supported CCF by raising $42,425 in other creative ways,  ranging from company/

employee gatherings and tricky tray events to social media fundraisers. 

A B OV E ,  C LO C K W I S E  F R O M  TO P  L E F T  Rivera Family 4th Annual Butterfly Bee Baking Competition,  
Kashmala Zaman and MonoSol’s LLC Employee Fundraiser, Riley Family Annual Casen’s Crew Golf Tournament

“CCF connected me to the correct people 
and resources when I had questions about 
my daughter’s cardiomyopathy, as well  
as supported us with own non-profit, the 
Ellis Ann Cosby Foundation.” 
MEGAN HOPKINS COSBY 

CCF PARENT



C O N N E C T I O N S

F I N A N C I A L S
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2023 F I N A N C I A L  S U M M A R Y

STATEMENT OF FINANCIAL POSITION

ASSETS

Cash & Cash Equivalents . . . . . . . . . . . . . . . . . $1,542,049 

Investments . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .$ 1 ,074,956 

TOTAL ASSETS  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .$2 ,617,005

LIABILITIES + NET ASSETS

Accounts Payable & Accrued Expenses  . . .$12,045 

Unrestricted Net Assets . . . . . . . . . . . . . . . . . . .$2,604,960 

Restricted Net Assets . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . $0 

TOTAL LIABILITIES + NET ASSETS . . . . . . . . . .$2,617,005

STATEMENT OF ACTIVITIES

REVENUE

Contributions  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . $ 3 1 8 , 7 1 2 

Fundraising + Special Events . . . . . . . . . . . . . . . $ 378,072 

Net Investment Return . . . . . . . . . . . . . . . . . . . . . $256,094 

TOTAL REVENUE  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . $952,878

EXPENSES

Programs & Services . . . . . . . . . . . . . . . . . . . . . . . . .$371,955 

Management & General  . . . . . . . . . . . . . . . . . . . . .$100,553 

Fundraising . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . $ 2 1 4 ,61 9 

TOTAL EXPENSES . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .$ 6 87,1 2 7 

NET INCOME  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .$2 65 ,7 51

Fiscal year ending December 31, 2023

16%
AWARENESS  

& ADVOCACY 

$60,276

EXPENSES BY PROGRAM & SERVICES

19%
PATIENT SUPPORT  

& OUTREACH 

$69,379

38%
RESEARCH 

$142,741

31%
FUNDRAISING

$214,619

54%
PROGRAMS & SERVICES

$371,955

TOTAL EXPENSES

15%
MANAGEMENT 

& GENERAL

$100,553

27%
EDUCATION

$99,559
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T O P  D O N O R S

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

Cardiomyopathy Foundation. The following corporations, foundations, and individuals 

made contributions of $500 or more  in 2023. 

DONORS $10,000 AND OVER

Bloomberg 

Bristol Myers Squibb 

Casen’s Crew

Cytokinetics

Ellis Ann Cosby Foundation

Goldman Sachs & Co.

SMBC Nikko Securities 

Golden Gate Capital

Tenaya Therapeutics

DONORS $9,999–$5,000

Andrew Ahlborn

Angelo, Gordon & Co.

Barclays Capital

Benjamin Wright

Bill Mccarthy

Carney & Melissa Hawks

Chatham Asset Management

Crowell & Moring

Daniel & Stacie Allen

Deutsche Bank 

Edward Larmann

Emil Costa

Emily Keinz

INDUSTRY PARTNERS

Hanna Morikami

JP Morgan Chase Foundation

MacKay Shields

Mark Colm

Mark Greco

Merewether Investment Management

Michael & Leslie Petrick

Nomura Securities International

Paul, Weiss, Rifkind, Wharton & Garrison 

RBC Capital Markets

Robert Grogan

TBK Bank

DONORS $4,999–$1,000

Andrew Brenner

Andy Block

Assured Guaranty

Bank of America Foundation

Benji Cheung

Brian Clapp

Brian Hewitt

Brian Lee

Brian McGowan

Brian Mullins

Brian Yorke

Bryan Quinlan

1Bristol Myers Squibb — Logo Overview November 2020

Bristol Myers Squibb
Logo Overview

Usage guidelines

We prioritize the color positive logo in most communications. 
Correct spot, CMYK and RGB color values are assigned in each 
artwork asset; choose the correct asset for the intended use.

Minimum clear space has been built into the .ai artwork files. 
Sizes indicated in this PDF refer to the overall width of the visible 
artwork, and do not include the clear space.

Notes

The logo is carefully rendered artwork that should not be 
modified. The wordmark within the logo is not a font, but a 
rendered piece of artwork that should not be adjusted in any 
way. Always use provided assets and never try to re-create the 
logo yourself.

For any specialty use needs, please contact the Bristol Myers 
Squibb Creative Services team at corporate.brand@bms.com  
for the appropriate artwork, review and approval.

Notes

—  Always use the approved artwork asset files. Do not recreate, 
draw, typeset or alter any of the lockup elements. Never 
extract artwork from this overview PDF file.

Logo

bms_logo_cmyk_pos.ai 
bms_logo_cmyk_pos.eps

bms_logo_spot_c_pos.ai 
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File nomenclature for vector files File nomenclature for raster files

Identifier
bms  Bristol Myers 

Squibb

Identifier
bms  Bristol Myers 

Squibb

Asset
logo

Asset
logo

Version
pos  
positive

Version
pos positive

Color space
cmyk 4-color process for print
rgb rgb for digital
spot_c Pantone spot coated
spot_u Pantone spot uncoated

Color space
rgb  rgb for digital

Size
300  300 pixels per 

inch high 
resolution

  150 pixels per 
inch medium 
resolution

File format
.ai   native Illustrator 

vector file
.eps   native Illustrator 

vector file

File format
.png  PNG raster file for 

on-screen display
.jpg  JPG raster file for 

on-screen display
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T O P  D O N O R S

Sunil Aggarwal

The Excelsior Group

The Merck Foundation

Timothy Gross

Tommy Davis

Van der Linden Family Foundation

William & Holly Caggiano

DONORS $999–$500
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