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“My first-degree relative with DCM had genetic testing.
Will DCM genetic testing be helpful for me?”

With a diagnosis of DCM, genetic testing for
DCM is recommended to find the specific
DCM genetic cause in that individual. Results
of genetic testing can be positive, negative, or

inconclusive.

When the genetic cause of DCM is found, or
the test is “positive,” this means that a specific
change, also known as a “variant,” in a DCM
gene has been found. This variant may be
called “Pathogenic” or “Likely Pathogenic.”
With a positive result, the process of cascade
genetic testing in the family can begin.
Cascade testing is when first-degree relatives

(brothers, sisters, parents,
children) have genetic
testing to look for the specific
DCM-causing genetic variant
identified in their family to
determine if they also carry
it. Testing the parents of the
family member with DCM, if
they are available, will also
reveal if the DCM variant
was inherited from the
mother’s (maternal) or
father’s (paternal) side of the
family, which can help
determine who else in the
extended family is at risk.

If a first-degree relative’s
genetic testing for the fami-
ly’s DCM-causing variant
identified is positive, they are
at-risk for DCM and should
undergo regular heart
checks to detect early
evidence of DCM. For those
who test negative for the
DCM-causing familial

variant, their risk for DCM is much lower and
routine heart checks in most cases are not
needed.
Positive DCM genetic test results are highly
impactful to guide family screening for DCM.
Our study has shown that about 1 in 4 fami-
lies will find the genetic cause of DCM with
current testing. Others will still have an
inconclusive or negative result. The implica-
tions of the inconclusive or negative results
have been highlighted in prior newsletters.
Check out those issues by scanning the QR
code at the bottom left of this page.

My relative with DCM had genetic testing to
try and identify a specific genetic cause.
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Cascade genetic testing
is available to at-risk
family members to
determine if they have
inherited the family
DCM genetic variant
identitifed.

A /

My cascade genetic test
was positive.

| am at risk for DCM and

should follow regularly

with cardiology.
A¥

A

While the specific DCM genetic
cause remains unknown or
uncertain in my family, a genetic
cause is still suspected. Therefore,
| am recommended to go for
regular heart checks!
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My cascade genetic test was
negative.

While | am not expected to be at
risk for DCM from the familial
variant previously identified, this
does not rule out all types of
heart disease.




Study Participant Spotlight: Douglas Heacock

Douglas Heacock, a father of four, grandfather of
seven, and a lifelong farmer is no stranger to an
active lifestyle. However, in 2019, Mr. Heacock was
told he had a heart rhythm disorder known as atrial
fibrillation that was first detected when he was donat-
ing blood. This new diagnosis led to a series of
changes to his medical history which included new
medications, the need for ongoing care with a cardi-
ologist, and eventually the placement of a device
known as a watchman device to help lower his risk of
stroke. However, shortly after the placement of this
device, his heart history became more complicated.
Mr. Heacock was working with his cattle in the barn
when he remembered a sudden feeling of dizziness
before memory of the event faded.

It wasn’t until he woke up in the hospital that he
learned he had suffered a cardiac arrest and had
been saved after his son, Devon, performed cardio-
pulmonary resuscitation (CPR) until emergency
services could arrive. Through follow-up testing to try
and determine why this occurred, he was diagnosed
with dilated cardiomyopathy.

“Life isn't guaranteed,” Mr. Heacock
reflected, “you need to take every day and
be thankful for it."

While Mr. Heacock and his family began searching
for answers as to why he developed DCM, the cause
remained unknown and it was discussed around this
time that this was suspected to be genetic. Mr.
Heacock’s parents had already passed and while he
recalls hearing that his grandmother may have had
some heart problems, there was overall no known
family history of DCM. Remaining open-minded and
motivated for an answer to help provide information
for his kids, Mr. Heacock completed genetic testing in
the fall of 2024 which identified he had a DCM-caus-
ing variant in the gene MYBPC3. This left Mr.
Heacock and his family relieved that a cause had
been identified.

Since identifying the genetic cause of DCM in the
family, the focus in the family has shifted to being
proactive with this new information and sparked
motivation for helping further the understanding of
genetic DCM. While clinical genetic results are pend-
ing, all four of his children are undergoing cascade
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Photo members: left to right Joe and Alli Heacock, Heidi Heacock and fiancé
Tyler Johnson, Doug and Jennie Heacock, Devon and Alexandria Heacock,
Jon and Katie (Heacock) Scohy.

genetic testing for the familial variant and many
members,including Mr. Heacock, have enrolled in the
DCM Research Project. While awaiting his children’s
results has prompted mixed emotions, Mr. Heacock
reports the family feels confident knowing this infor-
mation, along with knowledge gained through ongo-
ing research, can be “a steppingstone to better health
and a better life.”

Throughout this journey he stated he felt fortunate
to be given another opportunity to “relook at [his] life’s
purpose.” Although he has adapted some of his tasks
since his diagnosis, Mr. Heacock continues working
on his family farm with his son, Devon. This family
career is now in its 7th generation. Additionally, Mr.
Heacock spends his time watching his favorite sports
such as basketball and football, attending his grand-
kids’ school events, and is an active member of the
community volunteering at his local church and
serving as a trustee for his township. While the
journey of his diagnosis of DCM was scary and
uncertain at times, Mr.Heacock has learned to listen
to his body, take a break when needed, and lean on
his support system which includes his wife of 46
years. “Life isn’t guaranteed,” Mr. Heacock reflected,
“you need to take every day and be thankful for it.”

By Katie Parker, MS, Licensed Genetic Counselor and Team
Member in the DCM Precision Medicine Study.

The DCM Research Projéct is grateful for the Heacock
family and for each one of our study participants who
help us advance understanding of the genetics of DCM.



New Publications and Continued Content!

Implementing Precision Medicine for Dilated 3'&?\;“&5;;'3’”3}\'4°§d‘;2?;2 the
Cardiomyopathy: Insights from The DCM Consortium | Study is currently in press in
Circulation: Genomics and

, Precision Medicine. While the
genetics of DCM continues to
evolve, how this knowledge is
applied in clinical care and for
DCM patients and their fami-
lies remains poorly described.

This study aimed [®]=5E
to identify challenges and needs facing cardiologists who provide DCM genetic evaluation .
and testing care. The summary of the article is at https://pubmed.ncbi.nim.nih.gov/39649582/ ==
and can be accessed by scanning this QR code with the camera on your device.
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Brian Lowes 4, Chetan Shenoy 2, Cindy M Martin ©, Daniel P Judge 7, Daniel P Fishbein &,
Douglas Stoller 4 Elina Minami 8, Evan Kransdorf 2, Frank Smart 10, Garrie ) Haas ' 17,
Gordon S Huggins 12, Gregory A Ewald 3, Jamie Diamond 4, Jane E Wilcox 12, Javier Jimenez 1°
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DCM Precision Medicine study of the DCM Consortium

]

An online survey of 25 cardiologists across the DCM Consortium investigated program characteristics and
processes for DCM genetic evaluation. Results showed significant variation in genetics training and use of
clinical DCM genetic evaluation at these sites, revealing common challenges. During the 2024 DCM
Consortium Summer Scientific Symposium, areas for improvement in DCM genetics care were identified,
including integrating genetic counselors into clinical teams, enhancing education resources for care
providers, and continued research in DCM genetics.

The findings of this study highlight the need for guidance for all of cardiovascular medicine to implement
DCM genetics into routine cardiovascular clinical care. The implementation of genetics into cardiovascular
medicine will be the topic for the DCM Consortium’s 2025 Summer Scientific Symposium.

Family history can change and updates can be
important for you and your relatives’ health!

Family medical history is dynamic and can change over time, so it's important to
stay aware of these changes, as they can affect health risks. Our study team
understands the value of keeping medical histories current and may reach out in
the future to ask for updates. If it's been a while since you and your family
discussed the family history of DCM, you might want to reconnect with relatives
and ask the following questions:
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IN THE DCM PROJECT PORTAL!
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¢ Have those at risk completed regular heart checks for DCM?
your device. .

For those at risk, has anyone been diagnosed with DCM or shown any
concerns through their regular heart checks?

If yes, when were they did this occur?

Have any new genetic results been reported in a relative with or at-risk for
DCM?

The portal is a secure, IRB- .
approved communication .
platform used to message
with the study team. Please

note that you have been
“previously consented”
during user registration so
we can connect your
account with our database.

While our study teams recognize the importance of knowing the ever-changing
family history, we recognize it can be challenging to talk about at times or
contact may be limited. Care providers such as genetic counselors and cardiolo-
gists can help provide resources and support on how you can begin talking to

your family about their genetic risk.
May 2025 | DCM Beat
www.dcmproject.com
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1 CLINICAL GENETIC TESTING?

-
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While our research continues even after a research result is
identified in a family, we recommend that all individuals
with DCM consider undergoing clinical genetic testing.
Clinical genetic testing is done similarly to any other blood
test that is ordered by your doctor and sent out to a labora-
tory. Your results would be provided to your doctor. Clini-
cal genetic testing can be a complex process. Therefore,
referral to a center expert in genetic evaluation should be
considered. We can help you identify a clinic that offers
genetic counseling and testing for DCM.

If you have undergone clinical genetic testing outside
of this study and have results, please provide us with a
copy of your results for our database. You can share
these by contacting the study or by uploading to your
DCM portal account.

Please contact us (toll-free) at 877-800-3430 or email the
DCM Research Project at DCM.research@osumc.edu.

MEDICAL UPDATES

If anyone in your family is newly diagnosed with heart problems,
please let us know. Similarly, if you or anyone in your family has
had heart or genetic tests performed outside of the study,
regardless of results, we would be interested in receiving copies.
Please contact us and we will send you a medical records release
form. If we have already sent you medical record release form(s),
please send us the completed form(s) as soon as possible. You
may also complete medical record release forms and upload
medical records in your DCM portal account.

CONTACT INFORMATION UPDATES

If you have moved, have a new phone number, or new
email address, please let us know. Call 877-800-3430 or
email us (DCM.research@osumc.edu), or update your
information through your DCM portal account directly.
This way we can get in touch with you for any follow-up
and continue to send you our newsletter.

W Go PAPERLESS!

If you would like to receive our newsletter by email, please
contact us with your email address, and we will be pleased
to add you to our email mailing list. You may also opt out
of receiving a paper copy of this newsletter.
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