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•Total enrolled=
XXX

Cardiac Magnetic Resonance 
Imaging Study

We have just started a new study titled, “Cardiac 
Magnetic Resonance to Identify Early Family Phe-
notypes”. Funded by the NIH, this study will 
conduct two cardiac magnetic resonance (CMR) 
imaging scans for up to 600 family members over 
the next 5 years to assess heart structure and 
function. Cardiac magnitic resonance imaging can 
detect very early signs of DCM. The study goal is 
to find new ways to detect very early DCM so that 
we can intervene to prevent progression to 
advanced disease. 

First-degree relatives (FDRs) enrolled in the DCM 
Precision Medicine Study who are able to travel to 
a participating site are eligible to participate if the 
family’s proband was found to have a pathogenic, 
likely pathogenic, or variant of uncertain signifi-
cance. Participating study sites include Ohio State 
University, Cedar’s Sinai Medical Center (Los 
Angeles), Emory University (Atlanta), University of 

Arizona (Tucson), MedStar Washington Hospital 
(Washington, DC), University of Pennsylvania 
(Philadelphia), and Washington University (St. 
Louis). Family members who are eligible for this 
study may be contacted via a letter or phone call 
inviting them to participate. 

Echocardiographic Imaging Study 
We also continue collecting data for the study 
titled, “Novel Assessment of Cardiac Mechanics 
via Speckle Tracking Echocardiography to Identify 
Early Phenotypes”.  In this study, we collect digital 
echocardiographic data and analyze it using 
advanced techniques capable of detecting early 
disease.  In the coming years we will also invite up 
to 200 first-degree relatives without DCM who 
carry variants of uncertain significance and with 
no known cardiovascular disease to participate in 
the “exercise” part of the study. This second part 
of the study will allow us to study differences in 
cardiac response to exercise between eligible 
FDRs and a matched control group.
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Thank you to all who attended and participated 
in the ‘Results REVEAL’ webinar held on July 
29. Study investigators presented answers to 
key questions relevant to patients with DCM, 
and responded to questions sent in by attend-
ees. Over 200 individuals viewed the event, 
including research participants, friends and 
family members, healthcare providers, and 
project investigators and staff. 

The program featured members of the OSU 
investigative team, along with 6 Site Principal 
Investigators from the DCM Consortium. The 
key questions and answers presented at the 
webinar are summarized on page 2. 

Site Principal Investigators are pictured who attended the Summer Scientific Symposium in 
person on Friday morning. Left to right: Ray Hershberger, Brian Lowes, Nancy Sweitzer, 
Gordon Huggins, Mark Hofmeyer, Steve Gottlieb, Alanna Morris, Greg Ewald, Javier 
Jimenez, David Lanfear, Sonia Garg, Chetan Shenoy, and Omar Wever-Pinzon. 

DCM Research Project Studies Continue

DCM Project ‘Results Reveal’ Webinar Summary

Newsletter of the Dilated 
Cardiomyopathy Project at 
The Ohio State University
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If I have dilated cardiomyopathy (DCM), 
what is the chance that someone in my 
family has DCM?

The chance is approximately 30% (3 in 10) that one or 
more first-degree relative (parent, sibling, or child) of a 
DCM patient will develop DCM. The study also exam-
ined stages of illness prior to a full DCM diagnosis. 
These stages included only an enlarged heart, called 
left ventricular enlargement (LVE) with a normal left 
ventricular ejection fraction (LVEF) (normal pumping 
function), or a normal-sized heart with a reduced LVEF. 
The lifetime risk of LVE or LVSD only (but not DCM) in a 
family member was approximately 60% (6 in 10).

Therefore, if you have DCM and you have living first-de-
gree relatives (parents, siblings, or children), they 
should be aware that they are at risk for DCM and have 
periodic clinical screening (a heart check). 

Is DCM different between Black people and 
White people?

Yes, DCM is different in Black and White populations. 
The prevalence (total number of people in a population 
who have a certain condition) of DCM or the combined 
endpoint (DCM, LVE or reduced LVEF) is greater in 
Black people than White people.  

Health care professionals need to be extra vigilant 
when treating Black people with DCM to inform them of 
the family-based risks. Family members can be 
screened for DCM, because DCM progression can be 
treated, and perhaps even prevented.

How much of DCM is genetic?

Our data suggest a lot!  Almost one in four familial 
probands (at least one additional FDR has DCM) have 

an actionable finding after genetic testing, meaning the 
results are useful to predict DCM risk. 

Genetic testing can be useful to evaluate risk in family 
members. If a family member has no clinical evidence 
of DCM but tests positive for a DCM mutation, they 
need periodic clinical screening to identify very early 
DCM. If a family member tests negative for the family’s 
DCM mutation, it is possible they can be released from 
periodic clinical screening. 

Work remains to discover additional genetic cause of 
DCM for familial and non-familial individuals who have 
no known genetic cause found.

If I have dilated cardiomyopathy (DCM), 
how do I best engage my family?

There is a 3 in 10 chance that at least one first-degree 
relative of a DCM patient has DCM. It is therefore 
important that at risk family members reduce their risk 
for advanced DCM by engaging in preventive health 
behaviors, such as screening for early detection of 
DCM.

In our study we found that when patients who used a 
communication tool titled “Family Heart Talk” to talk to 
family members about DCM, there was a greater 
chance that the family members completed clinical 
screening. 

DCM Project Results Webinar:  
Key Questions and Answers

Key questions and answers presented at the webinar are summarized below. Please note that these questions 
represent large datasets that are now being prepared for publication. As the answers to these questions are pub-
lished, we will update you with more specific information.
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DCM Research Project Updates 

A huge “Thank You” to all DCM Precision Medicine 
study participants, including patients and family mem-
bers, for your time, effort, and interest in the Precision 
Medicine Study. 

We plan to submit a study renewal application to the 
National Institutes of Health (NIH) in 2022 to request 5 
years of additional funding. If funded, support will be 
used to clinically rescreen family members twice more 
by echocardiography. The renewal application has 
been titled, “The DCM Precision Medicine Study - II” or 

“PM-II” for short.

Key publications now underway from the current study 
are essential to prepare a competetive application. We 
will keep you informed of progress and publications.

The “Precision Medicine - I” study focused on 
probands. The “Precision Medicine - II” study will focus 
on defining genetic risk in family members. The com-
bined data will help to reveal the genetic architecture of 
DCM.

A reminder to please share with us your 
up-to-date email address and method of 
contact preference (phone, snail mail, 
email). As we continue to prepare for 
future DCM research studies, there are 
times when we may need to communicate 
with you. This may include a request for 
new genetic information, an invitation to 
participate in new research opportunities, 
or communication of new DCM genetic 
discoveries. Please email us at DCM.re-
search@osumc.edu or call us toll-free at 
877-800-3430 with your updated infroma-
tion.

Please provide us with the following:
•Your up-to-date email address
•Your preference for method of communi-
cation (phone, text, email)

Share Your Updated Contact 
Information and Preferences 

The DCM Consortium, led by Dr. Ray Hersh-
berger at the Ohio State University, consists of 
cardiologists from 34 collaborating sites with 
special expertise in DCM, heart failure, and in 
most cases advanced therapies, including ven-
tricular assist devices and cardiac transplanta-
tion. We are actively expanding the consortium 
for future studies.

Thirty-Four Sites are Part 
of the DCM Consortium

Planning for “Precision Medicine II” 
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.You are receiving this newsletter because you are a consented participant in the DCM Precision Medicine Study, a 
major study of the DCM Research Project. The aim of the Project is to discover the genetic basis of DCM and to trans-
late newly found knowledge into the practice of medicine. Your continued participation is vital to our research effort, 
please help us, please update us with new developments in your family. 

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.

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.    

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.    While our research continues even after a research result is 

identi�ed 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 laboratory.  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  o�ers 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.




