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THE DCM RESEARCH PROJECT:
Where we have been, where we are headed 
Greetings from the DCM 
Beat! We are pleased with 
the continued success of the 
DCM Precision Medicine 
Study. We thank the families 
who are participating in the 
study and the investigators 
and research staff of the 
collaborating sites in the 
DCM Consortium.  This study 
would not be possible without 
you! A strong and committed 
team of DCM patients and 
families, physicians, genetic 
counselors, and research 
staff members is required for 
a successful study. In fact,
the Precision Medicine Study is part of a research program that has been active for over 20 
years! In this edition of the DCM Beat, we will share some history of this research program, 
known as the DCM Research Project, and how it has evolved and continues to grow.

In 1993, the DCM Research Project began studying DCM genetics in the Familial Dilated 
Cardiomyopathy (FDC) Project. In 2013, to better communicate our intention of enrolling partici-
pants with and without familial DCM, the study was renamed the DCM Research Project.  All 
families enrolled into the DCM Research Project prior to 2016 are referred to today as partici-
pants enrolled in the “Legacy Study.” Participants in the Legacy Study continue to contribute 
enormously to our research efforts, including those enrolled in the 1990s to 2016! The Legacy 
Study received three National Institutes of Health (NIH) awards to support this work. 

In 2015, the DCM Research Project was fortunate to again receive NIH funding to undertake the 
DCM Precision Medicine Study. The purpose of the study is to further evaluate DCM genetics 
and to study how genetic risk is communicated within families. Patients and families with DCM 
who do not qualify for the Precision Medicine Study can be enrolled into the DCM “Discovery 
Study,” another part of the DCM Research Project. The Discovery Study also seeks to better 
understand the complex genetic background of DCM, but casts a wider net in enrolling not only 
idiopathic DCM (DCM of unknown cause) but also other DCM-related conditions.  Therefore, 
participants enrolled after 2016 that are not in the Precision Medicine Study are considered 
participants of the DCM Discovery Study.  All of these studies are closely linked, and are all part 
of the large, 20+ year DCM Research Project program.

Regardless of when you and your family were enrolled, all participants are part of the DCM 
Research Project, a program with a long-standing commitment to defining the genetic basis of 
DCM. If you are interested in learning more about the history of the DCM Research Project, 
please visit our website: www.DCMProject.com. We continuously update the website, so even 
those who have visited our website in the past may enjoy these new additions.
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While many of our participants have received genetic 
counseling, most participants we’ve spoken to recently are 
unaware of genetic counseling and how it would be helpful for 
both themselves and their family. “The Guidelines for the 
Genetic Evaluation of Cardiomyopathy,” published by the 
Heart Failure Society of America in March 2009 states that 
genetic counseling should be part of care for someone who is 
diagnosed with dilated cardiomyopathy. In this issue of DCM 
Beat, we discuss what a genetic counselor does and what a 
cardiovascular genetic session would be like. We also provide 
answers to some of the most frequent questions that we 
receive as we interact with participants and their families. 

WHAT IS GENETIC COUNSELING?
Genetic counseling is the process of assisting individuals to 

make informed genetic decisions while providing 
emotional support. The process is not meant to guide a 
patient into taking a speci�c course of action; instead, the 
process of genetic counseling is designed to help 
individuals and their families make informed decisions 
that work best within their speci�c life situation. 

Although the word “counseling” may give the 
impression that the process involves some form of 
psychotherapy, the genetic counselor is more like a 
support person with specialized knowledge in genetics 

excessive guilt. This is known as “survivor guilt.”  Genetic 
Counselors understand the complexity and sensitivity of 
genetic information and have completed specialized 
graduate level training to develop the skills necessary to 
properly interpret and communicate results such as this to 
individuals.

SHOULD I SEE A GENETIC COUNSELOR?
Deciding whether or not to have genetic testing is a 

personal choice based on the individual’s own 
circumstances. One of the goals of genetic counseling is 
to assist during the process of genetic testing. For a 
person with DCM, genetic testing can be a key 
component of their cardiovascular evaluation. It o�ers the 
possibility of identifying one’s genetic cause for DCM, 
which then allows other family members the opportunity 
to evaluate their personal risk for DCM. 

 Clinical genetic testing for DCM must be ordered 
by a health care provider. This is a complex, rapidly 
developing �eld, and therefore it is advisable to consult 
with a health care professional who has expertise in 
cardiovascular genetic medicine. This consult should 
include genetic counseling to ensure the bene�ts, risks 

Today, Greg is an advocate for the 
DCM Research Project and a 
strong supporter of patients with 
DCM and their families. In 2017, 
Greg combined efforts with 
another DCM Precision Medicine 
Study participant with DCM and 
two heart failure cardiologists to 
start the DCM Foundation, a 
non-profit organization with a 
mission to provide hope and 
support to patients and families 
with DCM through research, 
advocacy and education.
Greg serves as the President of 
the DCM Foundation. Through 
the DCM Foundation, Greg 
connects with other patients with 
DCM and their families,  
professional associations, and 
health care providers to advance 
knowledge and understanding of 
DCM. In early 2019, the DCM 
Foundation launched the 
www.dcmfoundation.org website, 
making it possible to reach 
thousands of people with DCM 
and their families.

  

and for his advocacy of the DCM 
patient community. Greg, like all 
of our other study participants, 
has contributed significantly to the 
DCM Research Project goals by 
believing in the importance of our 
research efforts. 

Visit www.dcmfoundation.org 
to connect with and learn more 
about the DCM Foundation.

It was about five years ago at an 
allergist appointment that Greg 
Ruf, an entrepreneur from 
Columbus, Ohio, learned he had 
an irregular heart rhythm. Soon 
after, Greg was diagnosed with 
DCM. Greg now has an 
implantable cardioverter- 
defibrillator (ICD) and continues 
to be an avid swimmer!

“We want this to be the best, most 
comprehensive online educational 
resource on DCM. I hope we can help 
patients and their families recognize 
that with the amazing advances in 
DCM treatment, there are many 
success stories of patients living 
long, healthy lives.”   -Greg Ruf

Pictured above: 
Greg Ruf, participant in the DCM 
Precision Medicine Study and 
President of the DCM Foundation.

Study Participant Spotlight:
DCM Precision Medicine Study Participant Starts DCM Foundation 
to support DCM patients and families impacted by DCM. 

After learning 
that his DCM 
could be 
genetic, Greg 
and several of 
his family 
members 
enrolled in the 
DCM Precision  
Medicine Study. Through genetic 
testing, Greg learned that he has 
three genetic changes in genes 
associated with DCM, and nine 
members of his family also have 
one, two or all three of these gene 
changes. The knowledge of their 
genetic risk has enabled Greg’s 
family members to be proactive 
with their cardiovascular health. 
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DCM Precision
Medicine Study:
What to Know

The DCM 
Research 
project is 

grateful for 
Greg’s 

support of 
our research

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 com-
municate with family about the 
genetics of DCM.

3
We will inform participants of 
their genetic testing result one 
year after enrollment. If results 
are negative, we will also inform 
enrolled family members.

4
Medical guidelines recom-
mend cardiovascular screen-
ing of first-degree family mem-
bers of individuals with DCM. 
These are simple and painless 
procedures that can be accom-
plished, 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.
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The DCM Research Project is Actively Enrolling and 
Preparing for Future Studies

As we work toward the Precision Medicine Study enrollment goals, we are also actively planning and preparing for 
the future of the DCM Research Project! The valuable genetic information collected through the Precision Medicine 
Study and other prior DCM studies will help guide us. For our next large study, which will build on data collected in 
prior studies, we have an aspirational goal to recruit 10,000 participants! Stay tuned for more information in future 
newsletters.

DCM Research Project Updates 

As of May 31, 2019, we have enrolled 
1,036 DCM patients in the Precision 
Medicine Study, which is 79.7% of our 
1,300 enrollment goal.

As of May 31, 2019, we have enrolled 
1,492 family members in the Precision 
Medicine Study, which is 57.4% of our 
2,600 enrollment goal.

The DCM Consortium, led by Dr. Ray Hershberger at the Ohio State University, consists of cardiologists from 29 
collaborating sites with special expertise in DCM, heart failure, and in most cases advanced therapies, including

Consortium sites are enrolling patients and their family members in the Precision Medicine Study, which is currently 
funded by the National Institutes of Health, and the Discovery Study. 

U Washington

Houston 
MethodistPrecision Medicine Sites - 26

Cleveland 
Clinic

Penn
Ohio State

U Arizona
U Mississippi

South Miami Hospital

Stanford

Medstar Wash Hosp
U Maryland

Tufts U

Inova Heart Vasc Inst

LSU New Orleans 

U Nebraska

Northwestern U
Mass Gen

Emory U

NYU

Wash U

U Mich

UCLA

UABCedars Sinai MUSCU Texas 
Southwestern

Discovery Study Sites - 3

U Utah

Intermountain

U Minnesota

Twenty-Nine Sites Now Part of DCM Consortium

ventricular assist devices and 
cardiac transplantation. The 
DCM Consortium sites, 
located throughout the United 
States, are enrolling patients 
with DCM and their family 
members in one or more 
DCM Research Project 
studies.

We are actively planning to 
expand the DCM Consortium 
as we prepare for future 
studies.
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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 Ana Morales, MS, LGC at 
ana.morales@osumc.edu.               




