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In the Summer 2020 issue of the DCM Beat, 
we shared that we had reactivated family 
member enrollment on June 1, 2020. Due to 
the COVID-19 pandemic and Institutional 
Review Board (IRB) guidance, the Ohio State 
University (OSU) Coordinating Center had 
closed in-person clinical research activities at 
all clinical sites of the DCM Consortium on 
March 15, 2020. Since June, nearly all Con-
sortium Sites have reopened on-site study 
activities for further family member enrollment 
as permitted by their local IRBs. (See article 
on page 3 for information on the closure of 
proband enrollment).
Enrolling family members of all races and 
ethnicities is essential to understand the 
genetics of DCM. We request each proband to 
invite your first-degree family members to 
enroll in this family-based study if they have 
not already enrolled. First-degree relatives are 
parents, siblings and children. 
Enrollment of family members will continue 
through the study end date of April 30, 2021. 
We have already enrolled 1,918 family mem-
bers and we are willing to enroll more of your 
family members through April 2021.
We assure everyone involved that the health 
and safety of research study participants, 
including those with and without DCM, our 
internal study staff, and study staff at all DCM 
Consortium sites remains our top priority. 
We also recognize and understand that the 
COVID-19 pandemic presents unique chal-
lenges for in-person research study enroll-
ment. If you have any questions, the OSU 
Coordinating Center remains open, so please 
reach out to us at 877-800-3430 (toll-free) or 
by email at DCM.Research@osumc.edu.
Thank you and stay safe!  

Safety Remains Top Priority as Family Member Enrollment
Continues for DCM Precision Medicine Study 
We hope that you and your families remain safe and healthy as COVID-19 continues to impact our lives 
in many ways. The DCM Research Project remains committed to keeping our study participants 
updated on how our important dilated cardiomyopathy (DCM) genetic research is moving forward. 

As of November 10, 2020, the DCM Consortium 
sites have enrolled 1,918 family members in the 
Precision Medicine Study. This is 74% of our 
2,600 enrollment goal.
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As of November 10, 2020, 866 probands 
enrolled in the Precision Medicine study have at 
least one enrolled family member; there are 362 
probands without any enrolled family members. 

Autumn
2020
Issue

Future of the 
Precision Medicine 

Study
Learn how we are 

preparing to continue 
this important 

research.  

Key Points to 
Remember

What to know about 
the DCM Research 

Project.
 

PAGE 2

Project Updates
Find out where 

consortium sites 
across the country are 

located, and how 
many DCM patients 

and their family 
members they have 

enrolled in the project.

PAGE 3

PAGE 4
Bulletin Board

Take note of these 
project updates and 
ways you can get in 

touch with us.



 

Dec 2020    DCM Beat
www.dcmproject.com 2

DCM Precision
Medicine Study:
What to Know

5 Key Points to Remember

1
OSU is the coordinating site for 
the Precision Medicine Study. 
Contact study personnel at OSU 
(877-800-3430) or at the site 
where you were consented.

2
We will contact all participants 
annually by phone and request 
completion of a survey. This will 
help us learn how you communi-
cate with family about the genet-
ics of DCM.

3
We will inform participants of 
their genetic testing result after 
enrollment. If results are nega-
tive, we will also inform enrolled 
family members.

4
Medical guidelines recommend 
cardiovascular screening of 
first-degree family members of 
individuals with DCM. These 
are simple and painless proce-
dures that can be accomplished, 
at no cost, through the Precision 
Medicine Study at any of our 
active sites on the map.

5
The Precision Medicine Study 
is a family-based study, so ALL 
first-degree family members 
are welcome and encouraged 
to participate. Enrollment of 
family members is easy and 
requires only one clinic visit either 
at a participating site or with their 
own provider.

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

found with a heart check.

DCM Research Project Future Planning 

 
 

The DCM Research Project Actively 
Preparing for Future Studies
In our Summer newsletter, we announced two new ancillary studies to 
the DCM Precision Medicine Study. Both are funded by the National 
Institutes of Health and use advanced heart imaging technologies to 
detect signs of DCM at the earliest possible stage!
One study investigates 
the use of a detailed 
e c h o c a r d i o g r a m 
technique, known as 
s p e c k l e - t r a c k i n g 
e c h o c a r d i o g r a p h y 
(STE). The other study 
will evaluate the use of 
magnetic resonance 
imaging of the heart, 
also known as cardiac 
magnetic resonance 
imaging (CMR). These 
studies, both utilizing 
advanced imaging 
techniques, will build 
upon the current data 
set in the Precision 
Medicine Study.

STE and CMR may be able to detect very subtle abnormalities in family 
members at risk for DCM before usual tests are able to detect any 
evidence of the disease. The goal of these studies is to identify the earliest 
possible opportunity for intervention with hopes of preventing the 
development of DCM.  

We are also seeking to renew the grant support from the National 
Institutes of Health for the current DCM Precision Medicine Study. The 
study, entitled “The DCM Precision Medicine Study – II.”, proposes to 
study how DCM develops in the enrolled family members over time. 
Specifically, the study proposes to conduct two clinical screening events, 
which includes an echocardiogram, ECG, history and exam within the 
five- year time period. The application also proposes more extensive 
genetic analyses, including more complete analysis of the rare variant 
genetic information already obtained in the exome sequence, in addition 
to new genetic information from a common variant analysis of all family 
members. 

We look forward to providing you updated information on these studies in 
future newsletters!

The DCM Foundation Now Offering Free Webinars
The DCM Research Project is pleased to share that the DCM Foundation is 
offering free monthly webinars for DCM patients and their families The 
DCM Foundation is a non-profit organization with a mission to provide hope 
and support to patients with DCM and their families through research, 
advocacy and education. Learn more at www.dcmfoundation.org.

This figure shows the structure of the DCM Research 
Project. If you are receiving this newsletter, you are 
part of the Precision Medicine Study. 
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DCM Research Project Updates 

Share Your Updated Contact 
Information and Preferences
A reminder to please share with us your up-to-date email 
address and preferred method of contact. As we continue 
the DCM Precision Medicine Study and prepare for future 
DCM research studies (see article to the left), we will 
need to communicate with you. This may include a 
request for updated personal or family health information, 
or an invitation to participate in new research opportuni-
ties. We will also soon be sharing our new DCM genetic 
discoveries with all participants. 
When this study was developed in 2014 we used phone 
and snail mail as our primary method of contact, but we 
realize that many study participants prefer to be contact-
ed and receive information by email or text. 
Please email us at DCM.Research@osumc.edu or 
call us toll-free at 877-800-3430 with your updated 
information.

Life and Family Survey an Essential Part of DCM Precision Medicine Study

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.

Proband Enrollment Closed; Study Reaches 95% of Enrollment Goal 

49%

42%

9%

Final Proband Enrollment

European Ancestry
African Ancestry
Hispanic

We shared in the last issue of the DCM Beat that 
because of our enrollment success prior to the COVID-19 
closure on March 15, 2020, we made the decision, with 
support from the National Heart, Lung, and Blood Insti-
tute and the Principal Investigators from the Consortium 
Sites, to close proband enrollment for the remainder of 
the Precision Medicine Study. Closing proband enroll-
ment means that we are now able to focus on the 
science. We are developing plans to share with you the 
exciting and impactful findings from our research! 
We are very pleased that the Precision Medicine Study 
had achieved nearly 95% of proband enrollment overall, 
including a diverse representation meeting 86.5% of the 
African  Ancestry and 100% of the Hispanic and Europe-
an Ancestry proband enrollment targets. To date, 1,230 
probands, 43.8% of whom are female, have been 
enrolled. 

As you receive your genetic testing results by mail, you will also receive a Follow-Up Life and Family Survey. Please 
complete it at your earliest convenience, it is an important part of the DCM Precision Medicine Study and our 
research. 
The follow-up survey is similar to the one that all participants provided at enrollment. The survey asks questions relat-
ed to your family, genetics and genetic testing. It also requests any updates regarding your cardiovascular health.
You will have two choices for completing the survey. 1) You will receive a printed survey with a prepaid envelope to 
return it to us. You may simply provide your responses on the printed survey and drop it in the mail. Or 2) you may 
choose to complete the survey online using a link provided in the materials sent with your genetic testing results. 
Simply use that link to complete the survey online.   
If we don’t receive the survey within 15 days after you receive your genetic testing results, we will reach out by 
telephone to see if we can assist you in any way to complete the survey. 
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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 by updating 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.               


