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Join Dr. Ray Hershberger and the DCM Precision Medicine investigative team for a 
presentation of key study results. We also invite all study participants of prior DCM 
Research Projects to join. 

The DCM Precision Medicine Study consists of a diverse cohort of individuals with 
DCM and their family members of African and European ancestry, as well as a subset 
of individuals who are of Hispanic ethnicity. By studying individuals with DCM and their 
family members, we aimed to describe the proportion of DCM that is familial and the 
proportion of probands with an identified genetic cause of their DCM. Our diverse 
cohort allows us to consider the genetic differences that contribute to DCM between 
sex, race, and ethnic groups.

Key presentation topics include:
• Proportion of familial DCM in a cohort of patients with DCM
• Understanding DCM genetics in European and African ancestry
• Family communication regarding DCM

You will have the opportunity to submit questions prior to the event and also for live Q 
and A sessions during the event.

Please look for additional information regarding the event to be sent in the coming 
months. We look forward to having you join us!

DCM Precision Medicine Study 
Results to be Presented to You!

 

Please register for this event on the 
homepage of our study website: 

www.DCMProject.com.

DCM Precision Medicine Study

Results Reveal
July 29, 2021 – 7:30-9:15 PM ET

An online event for all study participants 
of the DCM Precision Medicine and DCM Discovery studies
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Current studies have suggested that DCM is more 
common in certain populations compared to others. 
 
Although some published research explored the 
effects of idiopathic DCM on diverse populations, 
almost all genetic research has been conducted only 
in individuals of European ancestry, that is, in white 
individuals. Therefore, additional research with 
individuals who have DCM and who are of non-Euro-
pean ancestry has been needed. 

For this reason, Dr. Hershberger decided in 
2012-2013 during this study’s development that half 
of families enrolled should be Black and the other half 
white. After the study was funded in 2015 by the 
National Heart, Lung and Blood Institute of the NIH, 
the study received supplemental support from the 
National Human Genomic Research Institute to add 
100 Hispanic families.

Is it possible that genetic causes of DCM are different 
between Black and white populations? The DCM 
Precision Medicine Study and the data now being 
analyzed can help answer this question - what is the 
role of genetics in idiopathic DCM?

It has been suggested that DCM is more common and 
occurs at an earlier age in Black individuals compared 
to white individuals (1). Environmental factors (e.g., 
high blood pressure, adverse socioeconomic status) 
are more prevalent in Black individuals. When high 
blood pressure and adverse socioeconomic status 
are equal across populations, it appears Black 
individuals with DCM still may have an increased risk 
of worse health outcomes (2).

To understand this, we need to understand the biolo-
gy and genetics of DCM so that other environmental 
issues can be placed into proper context. This study 
is another important step to help this to happen.

Ultimately, we hope the DCM Research Project will 
help understand DCM in diverse populations, so that 
DCM patients and their families of all backgrounds 
are empowered to use their genetic information to 
receive the best and earliest possible care.

1. Bibbins-Domingo K, et al. Racial differences in incident heart failure among young adults. N Engl J Med. 

2009;360:1179–1190.

2. Dries DL, et al. Racial differences in the outcome of left ventricular dysfunction. N Engl J Med. 

1999;340:609–616.

DCM Research Project News & Future Planning 

 
 

In our Summer and Fall newslet-
ters, we described two new 
ancillary studies to the DCM 
Precision Medicine Study. 
Activation of cardiac magnetic 
resonance imaging (CMR) ancil-
lary study is set to begin at some 
sites as early as April 2021. The 
goal of the CMR study is to 
define very early DCM 

Enrollment for the Cardiac Magnetic Res-
onance (CMR) Imaging Study begins in 
Spring of 2021!

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 the DCM Precision Medicine Study and prepare for future 
DCM research studies, there are times when we may need to com-
municate with you. This may include a request for new genetic 
information, an invitation to participate in new research opportuni-
ties, or communication of new DCM genetic discoveries.

Please provide us with the following:
• Your up-to-date email address
• Your preference for method of communication (phone, text, email)
• Your preference for receiving this newsletter (email or mail)

Please email us at DCM.Research@osumc.edu or call us toll-free 
at 877-800-3430 with your updated information.

(“pre-DCM”) in family members who are genetically at-risk for devel-
oping DCM. By identifying signs of DCM earlier, we hope to create 
new ways to prevent DCM progression.

All family members of probands with a pathogenic, likely pathogenic, 
or variant of uncertain significance (VUS) identified through the Preci-
sion Medicine Study’s genetic testing will be eligible for this study. 

Participating family members will undergo two cardiac magnetic reso-
nance imaging (MRI) studies, the first when they enroll in the study 
and another two or three years later. 

Cardiac MRI studies allow for the creation of detailed pictures and 
videos of the heart using magnetic and radio signals. Study participa-
tion will also include blood draws and medical and health-related 
questionnaires. 

If you and your family are eligible for this study, please look out for 
additional information from our study team!

Share Your Updated Contact 
Information & Preferences

DCM & Diverse Populations: 
What is Currently Known?
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DCM Research Project Updates 

DCM Precision
Medicine Study:
What to Know

5 Key Points to Remember

1
OSU is the Coordinating 
Center for the Precision 
Medicine Study. Contact 
study personnel by email 
at DCM.Research@o-
sumc.edu or at the site 
where you were consent-
ed.

2
We will contact all 
participants by phone 
and request comple-
tion of a survey after 
you receive your 
genetic test results.

3 We will inform partici-
pants of their genetic 
testing result after 
enrollment. 

4
Medical guidelines 
recommend cardio-
vascular screening of 
first-degree family 
members of individu-
als with DCM. 

5 New funding is pend-
ing, so please stay 
tuned!

DCM runs in families and 
can be silent for months or 
years! When silent, DCM 
can only be found with a 

heart check.

DCM Consortium Family Member Enrollment 
Concludes April 1, 2021

Thirty-Four Sites are Now Part of DCM Consortium
The DCM Consortium, led by Dr. Ray Hershberger 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 ventricular assist 
devices and cardiac transplantation. We are actively expanding the consortium for 
future studies.

In 2015, the DCM Research Project 
received funding from the National 
Institutes of Health for the Precision 
Medicine Study. This family-based 
study planned the enrollment of 1,300 
patients affected with idiopathic DCM 
and their 2,600 family members.

By March 2020, we had reached 95% 
of the study patient enrollment goal. 
Due to the COVID-19 pandemic, 
proband enrollment was closed on 
March 15, 2020, but family member 
enrollment continued. 

As of February 24, 2021, 1931 family 
members have enrolled, which is 
74.3% of the study our enrollment goal. 
Thankfully, this number is sufficient to 
address the study’s scientific ques-
tions. On April 1, 2021, we will close 
recruitment of family members. We will 
then analyze the study data and share 

DCM Consortium Map as of February 24, 2021

it with you and the broader scientific 
community.

We hope to obtain another 5 years of 
NIH funding for this study in 2022, so 
that we can continue to enroll addition-
al family members. Stay tuned!

Thank you to all participants! You have 
contributed to our research! It would 
not be possible without you!
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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.               




