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Another NIH Grant to be Submitted

Exciting developments are happening with the DCM RESEARCH PROJECT. An application
to renew the DCM Precision Medicine Study National Institutes of Health grant will be
submitted in November. That request will focus on how DCM emerges in family members. We
will propose to bring family members back to DCM Consortium clinical sites for two clinical
re-screenings (medical history, exam, ECG, echocardiography) during the 5 years of grant
support. The study will also propose to enroll additional family members not yet enrolled and
conduct clinical screening. We still have an enormous amount to learn about DCM genetics,
how to detect it, it's genetic makeup, and how to prevent itt THANK YOU TO ALL the
probands and family members enrolled in the DCM Precision Medicine Study.
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Numerous publications are underway or published from the DCM Precision Medicine Study — see page 3.

DCM Precision Medicine Study
(? Precision CIVIR Study
The Cardiac Magnetic Resonance (CMR) Study is now screening genetically at-risk family members
from the DCM Precision Medicine study at select sites. The goal of the study is to identify the earliest
signs of DCM using cardiac MRlIs. Research staff will contact eligible family members over the next
year and invite them to participate in the study. If you have questions or would like to participate now,
please contact the OSU Coordinating Center at dcm.research@osumc.edu or 877-800-3430. See

graphs below detailing the number of family members enrolled by site and the total number of family
members enrolled.
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Study Participant Spotlight: JULIE STILLWELL

Julie Stillwell’s
introduction to
dilated cardiomyop-
athy came when
her daughter Caro-
line was diagnosed
in 2017. Caroline’s
diagnosis was
incidental. She was
working full-time as i
a single mother N s g

pursuing a gradu-  Caroline and Julie

ate school degree in Public Administration. As a
“shining star” working as an Economic Director for her
local government, Caroline thought her shortness of
breath and palpitations were due to stress. When an
x-ray showed an enlarged heart, she was sent to a
cardiologist. Soon thereafter, she was enrolled in the
Dilated Cardiomyopathy Precision Medicine Study
through the UT Southwestern Medical School in
Dallas. Caroline encouraged her mother and father to
join the study, as well.

Caroline and Julie Stillwell

Caroline died before her genetic test results could be
returned. In late 2021, Julie received a call from the
DCM study team. Caroline had a genetic change in
the FLNC gene; a change known to cause dilated
cardiomyopathy. Furthermore, Julie had the same
genetic change. The results prompted her to take
action.

“l did go to the cardiologist... and | told him that |
have no symptoms whatsoever. He's like, “l don't
really know why you're here.” | said, “I'm here
because they told me to go see a cardiologist.”
So, he gave me an echocardiogram, and sure
enough, he called me in, and he said that my echo
showed that | had dilated cardiomyopathy, too.”

When Julie enrolled in the study in 2019, her heart
imaging came back normal, but her updated echocar-
diogram results were concerning. Her doctor ordered
more testing, including cardiac MRl and CT imaging,
and concluded that an implantable cardioverter
defibrillator could help prevent sudden cardiac arrest.
Her surgery was completed this past March.
Moreover, Julie’s genetic test results helped to put
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her own family history into context. Julie’s mother
died of sudden cardiac arrest at age 40, at the same
age as Caroline. Although Caroline, Julie, and Caro-
line’s father were the only family members initially
enrolled in the Precision Medicine Study, Julie has
encouraged other family to pursue genetic testing
based on the familial result. Julie sees her work in
getting relatives tested as a way to honor Caroline.

“It was because of Caroline’s desire to know what
was going on with her that she pushed herself,
and she pushed us. It's a legacy. If she is able to
save anyone by having done this, that's pretty
amazing, and | think she's already done that in my
case. And that makes me proud of her.”

by Devin Marie Pillis, Genetic Counseling Graduate Student Class
of 2022 and Return of Genetic Results Team Member in the DCM
Precision Medicine Study

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

This spotlight highlights the importance of
early screening for DCM when you are at risk,
even if you are not experiencing symptoms.
DCM can be silent until late phase disease,
which in most cases presents with heart
failure. Parents, siblings, and children of
patients with DCM need to undergo clinical
screening periodically with echo or cardiac
magnetic resonance imaging.

To learn more about the DCM Research Project, visit
www.dcmproject.com.



Major Study Published

On May 1 another contribution from
the DCM Precision Medicine Study
was published in Circulation: Heart
Failure, that showed that the
Sl Study’s classification of idiopathic

Validating an Idiopathic Dilated Cardiomyopathy | PSM was accurate. The main

question of that publication was

Circulation: Heart Failure

Diagnosis Using Cardiovascular Magnetic whether patients with other types of
Resonance: The Dilated Cardiomyopathy DCM, instead of idiopathic, hiad

. oo een included in the Study by
PreCISIOﬂ Medmme StUdy mistake. The data convincingly

Garrie J. Haas, MD", Karolina M. Zareba(®, MD"; Hanyu Ni(®, PhD, MPH; Erika Bello-Pardo, BS; Gordon S. Huggins, MD; showed that probands entered in
Ray E Hershberger®, MD the study universally had idiopathic
DCM. The summary of the article is at https://pubmed.ncbi.nim.nih.gov/35240856/.

This paper analyzed cardiac magnetic resonance (CMR) imaging studies that had been completed on 396
probands prior to their entry into the DCM Precision Medicine Study. CMR imaging is especially helpful to see
prior injury from myocardial infarctions (heart attacks), as well as other rarer types of heart muscle disease.

“Idiopathic” is the medical term applied to any condition when a specific cause has not yet been identified. As
this audience understands, the DCM Research Project since its beginnings in the 1990s has postulated that
most of idiopathic DCM has a genetic background. Through the years the Project has published numerous
studies to support that idea. This publication again shows that the probands enrolled in the DCM Precision
Medicine Study indeed had idiopathic DCM, which means that any of the Study’s finding regarding genetics
are more likely true and accurate.

We announce an exciting new : |

development coming soon for COmlng Soon.

ALL participants of our studies . i . .

— The DCM Project Portal. This DCM Research Project Portal for Web-Based Recruitment, Consent, and Secure Messaging

web-based tool will allow current

and future participants in addition | Previously consented Individual with DCM Individual with DCM Family member of an
to their enrolled or eligible family participant of a DCM confirmed to meet study who self-identified the enrolled individual
members to create user Research Project study criteria by a provider study via web with DCM
. . \
accounts to communicate with _'_ _'_ J:,L T
aRr;i/eoar recp‘rgl'!(;?etg tT'?ﬁr(?l%\Pf the Create a password-protected user account ]
. \ B m

secure messaging feature you u
will be able to communicate - 2 G Coordinating center to
directly with study staff, update o o Complete self-guided, ;
new health history, invite your Skip Eligibility and Skip Eligibility web-based Eligibility review/approve

; ’ e Consent Sections Section o account and note
family members to participate, Section in portal Eligibility status
and more. For new study candi- - B
dates, a simple three-step
process will take place to
become an active participant, as J'L
emphasized in the gray boxes: g
(a 1S)S:gg?rllJer1rtltr§?IeS|’:;8iltt)lﬁ?}; (g%d 3) [ @Complete self-guided, web-based consent process in portal
the consent process. The figure ! ~ %ﬁ}
demonstrates the workflow for Consented user of the DCM project portal! Can complete Medical Record Release form in REDcap,
each type of user of the portal invite family members via auto e-mail, and communicate with study staff within the secure portal

Stay tuned for more details!
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1 CLINICAL GENETIC TESTING?

-
-—

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.
According to medical guidelines for the evaluation of
cardiomyopathy, clinical 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.

This information will help us in our approach to identifying
the gene or genes that may be causing DCM as well as
how these mutations lead to DCM. Please contact us
(toll-free) at 877-800-3430 or email Elizabeth Jordan,
MMSc, LGC at elizabeth.jordan@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,
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.

CONTACT INFORMATION UPDATES

If you have moved or have a new phone number or email
address, please let us know. Call 877-800-3430 or email us
through the “Contact Us" page on our website:
www.dcmproject.com. 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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