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CCF Connects with Global Leaders at
ISHLT 2026
CCF Executive Director Kathy Swenson and

Senior Director of Family & Physician Relations
Leah Mumm attended the 47th Annual Meeting
of the International Society for Heart and
Lung Transplantation (ISHLT) in Toronto, April
22-25.

Research from five CCF Medical Advisors was
featured, including studies on a promising blood
test to reduce invasive heart biopsies in children,
transplant rejection risks during transition to
adult care, and a successful recovery case
involving a toddler with severe heart failure.
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New Video Series Helps Families
Understand PCM

Our new, six-part video series, Understanding
Pediatric Cardiomyopathy (PCM), features
CCF medical advisors answering common
questions families face after diagnosis.

Topics include what causes pediatric
cardiomyopathy, treatment options, whether
there is a cure, and what schools need to know
to help keep children safe and supported
throughout daily activities and social settings.
Designed for newly diagnosed families and
caregivers alike, the series offers trusted
education families can revisit and share.


https://www.childrenscardiomyopathy.org/
https://www.childrenscardiomyopathy.org/
https://www.youtube.com/watch?v=kCcAoFLNSCI&list=PL16FLl544ygyMjIYRV3P4z41f9-y73vBN
https://www.youtube.com/watch?v=kCcAoFLNSCI&list=PL16FLl544ygyMjIYRV3P4z41f9-y73vBN

View Summary Sheet -

AWARENESS

CCF Takes Part in Pediatric
Transplant Conference

CCF participated in the 2026
Pediatric Transplant Conference
where CCF Medical Advisor
Ashwin K. Lal, MD, presented on
navigating cardiomyopathy to
transplant. The session offered
guidance on disease progression,
care, and transplant evaluation.

View Presentation —

RESOURCES

Watch Videos -

“Exploding Hearts” Quilt
Supports Children with
Cardiomyopathy
Congratulations to Jennifer Blake,
winner of our “Exploding Hearts”
quilt raffle. As part of CCF’s Create
for a Cure initiative, the raffle
united our community to support
critical research and awareness of
the disease.

Give to Create for a Cure -

CCF's 2025 Annual Report

View Report —

Updated Materials for Families

Get Ready for September
Awareness and Walk for a
Cure

CCF is preparing for this year’s

Walk for a Cure during September
Awareness Month and invites
families and friends to form walk
teams to help raise awareness of
pediatric cardiomyopathy and
support for critical programs.

Register Your Team -

The Children’s Cardiomyopathy Foundation Annual Report highlights the progress
we've made together in advancing research, supporting families, and raising
awareness of pediatric cardiomyopathy.

Our newly updated Understanding Pediatric Cardiomyopathy materials feature

Download PDFs —

updated medical information reviewed by CCF advisors, refreshed designs, and
inspiring stories from our Heart Kids.

The booklet and five inserts are a free resource and provide essential guidance for
families and healthcare professionals navigating the complexities of pediatric
cardiomyopathy.
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https://www.youtube.com/watch?v=kCcAoFLNSCI&list=PL16FLl544ygyMjIYRV3P4z41f9-y73vBN
https://www.youtube.com/watch?v=MGIh9R81Ugk
https://www.youtube.com/watch?v=MGIh9R81Ugk
https://www.youtube.com/watch?v=MGIh9R81Ugk
https://give.childrenscardiomyopathy.org/event/create-for-a-cure/e757088
https://give.childrenscardiomyopathy.org/event/create-for-a-cure/e757088
https://give.childrenscardiomyopathy.org/event/create-for-a-cure/e757088
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-walk.html
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-walk.html
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-walk.html
https://d3dzgyhmgm5nyp.cloudfront.net/downloadable_files/CCF-2025AnnualReport-10-042826LR.pdf
https://d3dzgyhmgm5nyp.cloudfront.net/downloadable_files/CCF-2025AnnualReport-10-042826LR.pdf
https://d3dzgyhmgm5nyp.cloudfront.net/downloadable_files/CCF-2025AnnualReport-10-042826LR.pdf
https://give.childrenscardiomyopathy.org/event/create-for-a-cure/e757088
https://www.childrenscardiomyopathy.org/unique/family-resources/educational-materials.html
https://www.childrenscardiomyopathy.org/unique/family-resources/educational-materials.html
https://www.childrenscardiomyopathy.org/unique/family-resources/educational-materials.html
https://give.childrenscardiomyopathy.org/event/create-for-a-cure/e757088

MWM\ Latest Webinars Now Available

Eéiﬁaﬁ.?” Two, new webinars are now available free for all CCF families, covering emotional
Cardiomyopathy well-being for children and teens with cardiomyopathy and guidance on genetic
Caring for Hearts and Minds: . . . .

Emotional Well-Being for Children testing and family planning. Led by top experts, these sessions offer trusted

and Teens with Cardiomyopathy

~~~~~~~~~~ information and compassionate support for families navigating diagnosis and care.

View Webinars -
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CCF SUPPORTS FAMILIES WORLDWIDE

3,930 47 $20M

families served in 100 Cardiomyopathy Centers of invested in research and
countries Care educational initiatives

Join Our Community
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RESEARCH

A CCF-funded study published in Circulation: Heart Failure
found that children who develop dilated cardiomyopathy (DCM)
after myocarditis have a significantly higher rate of rare,
potentially harmful heart-gene variants. Alicia Kamsheh, MD,
served as lead author with CCF Medical Advisory Board Chair
Steven Lipshultz, MD, as senior author.

DCM is the most common form of cardiomyopathy in children

with the highest incidence occurring in infants under one year

90-60%

View Article —

of pediatric cardiomyopathy
cases are diagnhosed as
dilated cardiomyopathy

PHYSICIAN SPOTLIGHT

CCF Medical Advisor Teresa M. Lee, MD, MS, was recently
featured on the Columbia Global Paris Center podcast Atelier.
In the episode, “Repairing the Living, Honoring the Empty
Spaces” she reflects on the ethical and emotional dimensions of
caring for children with heart failure and guiding families through
transplant. Dr. Lee also discusses her research on the genetic

causes of cardiomyopathy in children.

Dr. Lee was a Reid Hall Faculty Visitor at the Columbia Global
Paris Center, which is part of a network of 11 global centers of


https://www.youtube.com/playlist?list=PL16FLl544ygyZTYOO2VmJhlADYT--mpCt
https://www.youtube.com/playlist?list=PL16FLl544ygyZTYOO2VmJhlADYT--mpCt
https://www.youtube.com/playlist?list=PL16FLl544ygyZTYOO2VmJhlADYT--mpCt
https://www.childrenscardiomyopathy.org/unique/register_choice.html
https://www.childrenscardiomyopathy.org/pages/about-disease/what-cardiomyopathy-dilated/
https://www.news-medical.net/news/20251205/Genetic-variant-linked-to-higher-heart-failure-risk-in-children-with-myocarditis.aspx
https://globalcenters.columbia.edu/news/honoring-donor-families-and-many-lives-heart
https://globalcenters.columbia.edu/news/honoring-donor-families-and-many-lives-heart

Teresa M. Lee, MD, MS Columbia University supporting research, teaching, and creative
COLUMBIA UNIVERSITY IRVING collaborations.
MEDICAL CENTER

CCF EVENTS
June 9 Experts on Cardiomyopathy Webinar .
"Innovations in Pediatric HCM Care: The SCOUT- Register
HCM Clinical Trial of Mavacamten"
Julv 20 23rd Annual Golf for a Cure .
y Ridgewood Country Club Register
Paramus, NJ
Auaust 17 North Star Charity Golf Tournament
9 Bloomington, MN Learn more
16th Annual Casen's Crew Golf Tournament
August 22 Abilene, TX [ Learn more ]

ELFMACURE

CHILDREN’S CARDIOMYOPATHY FOUNDATION

Join us for our most popular event — the 23rd
Annual Golf for a Cure taking place July 20 at the
historic and prestigious Ridgewood Country Club in
northern New Jersey. Playing spots are limited at
this championship course.


https://us02web.zoom.us/webinar/register/WN_09vhYNwaSy6pDS7G4j94jA#/registration
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-golf.html
https://www.childrenscardiomyopathy.org/unique/get-involved/community-events.html
https://www.childrenscardiomyopathy.org/unique/get-involved/community-events.html
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-golf.html
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-golf.html
https://www.childrenscardiomyopathy.org/unique/get-involved/attend-event-golf.html
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