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Families: The Heart of the Matter
In the Winter 2020 edition of the DCM Beat, 
we highlight the family-based design of the 
DCM Precision Medicine Study, including a 
story of a participating family on page 2 that 
demonstrates the importance of why we 
engage families in DCM research. Families 
are critical for many aspects of our work! 
Listed below are a few of the top reasons why 
we ask DCM Precision Medicine Study  
participants to help us by inviting their     
closely-related family members, with and 
without DCM, to also participate.  

Engagement of family members can save 
lives. One of the challenges with DCM is that 
people may not know they have this condition 
unless they have clinical screening, such as 
an echocardiogram, to look at their heart. In 
other words, a family member may not know 
they have DCM because they have not        
experienced any symptoms and feel healthy. 
However, after having clinical screening due 
to their family history, it is possible that they 
could learn they have DCM or early signs of 
DCM. By sharing DCM risk information with 
your family, you give them an opportunity to 
take control of their health and give them a 
chance at an early diagnosis, which may 
have otherwise gone unrecognized until later 
stage heart disease. 

Families help us to interpret genetic               
information. Comparing genetic similarities 
and differences with clinical information of 
family members, both with and without DCM, 
can help us understand how a genetic 
change may be associated with DCM in a 
family. If a genetic cause is found, this can 
help us to identify who else in the family may 
be at risk to develop DCM in the future, and 
should therefore have regular heart checks to 
look for early signs. In addition, we can study 
rare genetic changes to see how it tracks, or 
does not track, with DCM in a family. 

Families can communicate with and       
support each other. Precision Medicine 
Study participants help us recruit family 
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members by inviting and encouraging them to 
enroll due to the possibility of their shared 
DCM risk. Once family members are enrolled, 
we take it from there and inform them of their 
DCM risk through use of research genetic 
testing and cardiovascular screening. In order 
for your family to benefit the most from DCM 
genetic risk information, families need to 
connect with each other – call, emails, texts, 
Facebook messages – to share risk                 
information. There are times when learning 
about genetic risk may cause an emotional 
response – such as worry about the future or 
guilt about the possibility of passing on a 
genetic risk. Families can come together and 
support each other. There are also genetic 
counselors available in the study and          
clinically throughout the country who can help 
navigate these concerns should your family 
want additional support. 

We greatly appreciate each family that 
supports our work and helps us to advance 
our understanding of the genetics of DCM. To 
learn more about the DCM Research Project, 
visit www.DCMProject.com. 

The figure of the family above includes a family 
member with symptomatic DCM (in orange). It also 
shows two family members affected with DCM (in 
green), but with mild or no symptoms.  DCM in these 
individuals can only be found through a heart check.  



Pictured above: Allysia Lind, 
participant in the DCM 
Precision Medicine Study.

Study Participant Spotlight: Allysia Lind
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Despite no known history of heart disease in her family, Allysia Lind, DCM Precision Medicine Participant, 
recently learned through genetic testing that her DCM has a genetic component. Allysia shares why the 
enrollment of six of her first-degree family members in the study is so important to her.  

When Allysia Lind, a          
business owner in central 
Ohio, started feeling short of 
breath in February 2019, she 
assumed she was just         
experiencing a challenging 
start to the new year.         
However, by March 1, she 
was extremely weak and 
breathing had become so 
difficult that her husband took 
her to the emergency room 
for what they expected to be 
pneumonia.

fraction, one of the primary indicators of DCM, is the 
percent of blood volume in the left ventricle that the heart 
pumps with each contraction. 

After testing to exclude other causes, Allysia now knows 
that she has “idiopathic” DCM, or DCM where usual 
causes, except genetic, have been excluded. The DCM 
Precision Medicine Study focuses on individuals with 
idiopathic DCM, like Allysia, and their family members. 
When Allysia’s cardiologist approached her with the study 
details, agreeing to enroll was an easy decision. While the 
Precision Medicine Study requests the enrollment of two or 
more first-degree family members, all six of Allysia’s 
first-degree family members (her father, brother, sister and 
two sons) enrolled too!

hospital, and less than one month after having symptoms, 
she was diagnosed with dilated cardiomyopathy (DCM). 
Since her DCM diagnosis, Allysia takes medications and 
has an implantable cardioverter defibrillator (ICD). She has 
also made many doctor-recommended lifestyle changes,    
including restricting fluids, walking for exercise and sticking 
to a low-sodium diet. “The changes are all manageable and 
I’m compliant,” she says, “because I never want to feel the 
way I did that night in the emergency room again.”

By May 2019, two months after the DCM diagnosis, Allysia 
started to feel like herself again and continues to feel good 
today, despite having a reduced ejection fraction. Ejection  

“Knowing it could affect the 
people closest to my heart 
was a lot to take in.”
-Allysia Lind

She had an abnormal chest x-ray, which 
led to additional tests that revealed an 
enlarged heart and reduced ejection 
fraction. Allysia was admitted to the

Allysia recently received her genetic testing results from 
Elizabeth  Jordan, a genetic couselor at the Ohio State 
University Wexner Medical Center and with the DCM 
Research Project. Through the genetic counseling phone 
call with Elizabeth, Allysia learned that she has two genetic 
variants and that her first degree relatives, including both of 
Allysia’s sons, have a 50 percent chance of also having a 
genetic risk to develop DCM, and should therefore have 
heart checks to identify early DCM signs.  
When having echocardiogram screening as a part of the 
enrollment in the Precision Medicine study, her 19-year old 
son’s echocardiogram showed a slightly reduced ejection 
fraction. Having her son’s echocardiogram results has 
empowered them to schedule additional clinical follow up. 
See article on page 1 to read more on the importance of 
family-based screening. 

Learning that her DCM has a genetic component was 
difficult for Allysia. “Knowing it could affect the people    
closest to my heart was a lot to take in,” she says. However, 
since her diagnosis, she has watched her family band 
together, support her, and make healthy lifestyle                
adjustments too. “Now that I know my DCM is genetic, if 
there is anything my kids can do differently, we will make 
that happen.”

The DCM Research Project is grateful for Allysia, her family 
members, and for each one of our study participants who 
help us advance our understanding of the genetics of DCM.
To learn more about the DCM Research Project, visit 
www.dcmproject.com.

 

DCM Research Project Studying New 
Ways to Detect Early Signs of DCM 
Identifying signs of DCM at the earliest possible stage 
enables the greatest opportunity for early intervention.  
The DCM Research Project is studying new ways to use 
advanced imaging technologies, in addition to echocar-
diogram (“echo”) and electrocardiogram (“EKG” or 
“ECG”), to identify early DCM signs. In 2019, the           
National Institutes of Health (NIH) awarded the DCM 
Research Project a new grant  focused on speckle- 
tracking echocardiography (STE). We also anticipate an 
NIH award for a cardiac magnetic resonance imaging 
(CMR) study in Spring 2020. The goal of both research 
studies is to slow or prevent disease progression in    
families with DCM risk.  If you or your family qualify, we 
may invite you to participate in one of these studies.

It was a surprise for Allysia to learn that 
her DCM has a genetic basis since there 
is no known history of DCM or                  
unexplained heart disease in her family. 
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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 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 Consortium Focuses on Enrollment of 
Family Members and  African Ancestry Patients 

DCM Consortium Welcomes Henry Ford Hospital
At the end of 2019, Henry Ford Hospital in Detriot, Michigan joined the DCM 
Consortium. There are now 26 sites actively enrolling patients with DCM and 
their family members in the Precision Medicine Study. A Principal Investigator 
with expertise in DCM, heart failure and advanced therapies leads recruitment 
and clinical activities at each site. 

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

We are pleased to announce that at the 
end of 2019, the DCM Consortium (see 
map below) had enrolled 1192 patients 
in the Precision Medicine Study, which 
is more than 90 percent of the patient 
enrollment goal.  Also in 2019, we 
reached the enrollment goals of 600 
European Ancestry DCM patients and 
100 Hispanic patients. We continue to 
focus on the recruitment of 600 African 
Ancestry patients through July 31, 
2020. As of January 2, 2020, we have 
117 to go! 

We are also working hard to recruit 
2600 family members of all races and 
ethnicities into the study. The article on 
page 1 explains why family members 
are an essential part of the study. 

Thank you to all who have helped 
make these enrollment milestones 
possible!     

We have enrolled 1,192 DCM 
patients in the Precision Medicine 
Study, which is 91.7% of our 
1,300 enrollment goal.*

We have enrolled 1,819 family 
members in the Precision        
Medicine Study, which is 70.0% 
of our 2,600 enrollment goal.*

DCM Precision Medicine Study Map as of January 20, 2020.

* Enrollment data as of January 2, 2020
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It was a surprise for Allysia to learn that 
her DCM has a genetic basis since there 
is no known history of DCM or                  
unexplained heart disease in her family. 



 CLINICAL GENETIC TESTING?

4

 MEDICAL UPDATES

 

 CONTACT INFORMATION  UPDATES

 GO PAPERLESS!
DCM BEAT NEWSLETTER

 
ADDRESS SERVICE REQUESTED 

          

 

         TO:     

 

DCM Research Project
The Ohio State University
Internal Medicine, Human Genetics Division
1391 W. 5th Ave #256 
Columbus, OH 43212 

 25080 013000 12757
DCM Beat 
BULLETIN BOARD 

DCM Beat Newsletter is a publication of the Dilated Cardiomyopathy Research Project (formerly Familial Dilated Cardio-
myopathy Research Project) in the Division of Human Genetics at The Ohio State University, in Columbus, OH.  The newsletter is not 
copyrighted and readers may photocopy its content to share with family members and health care professionals. We welcome your 
feedback.     

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.               
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