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Making Diversity a Priority in the
DCM Precision Medicine Study
The mission of the DCM Research Project is 
to better understand the genetics of DCM. 
The goal of this knowledge is to enable the 
use of genetic information to predict risk and 
guide early intervention and prevention of 
DCM.  In order to accomplish this, we have 
been inviting patients with DCM and their 
families to participate since the 1990s. The 
DCM Precision Medicine Study has been       
carefully designed to be family based and 
make diversity of participants a priority. 

Diversity in genetic studies refers to             
collecting information from participants from 
multiple racial and ethnic groups to              
understand the genetic differences within 
various populations. Race refers to a            
population that a person self-identifies with, 
often with similar physical traits, like hair or 
skin color. One may report their race as 
“white,” “black,” “African American,” “Asian,” 
or a combination of multiple races. Ethnicity is 
a person’s culture, language, religion, and 
lifestyle. Identifying as Hispanic or Latino is 
an example of ethnicity.

All people have small differences in their DNA 
that make them unique. In different racial and 
ethnic populations across the world, shared 
genetic changes cause similar features, like 
hair or skin color. However, genetic changes 
can also cause similar health problems, such 
as DCM. In fact, DCM is considered more 
prevalent and severe in individuals with 
African Ancestry. This type of pattern is likely 
due, in part, to genetic changes shared in this 
population.

To determine if a genetic change is related to 
heart health, we need to study DCM patients 
and families from multiple populations. If a 
genetic change is common to a population, it 
is less likely to cause DCM, while genetic 
changes that are rare across the world raise 
more concern for the potential to cause heart 
problems. 
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The DCM Precision Medicine Study includes 
distinct enrollment goals for three groups. 
Since July 2016, the Consortium has been 
working hard to recruit a diverse population 
of familes affected by DCM that includes 600 
African Ancestry (AA), 600 European   
Ancestry (EA) and 100 Hispanic families. In 
August 2019, we reached our EA enrollment 
goal! As of September 30, 2019, we are very 
close to the Hispanic goal and are on track to 
meet the AA goal by July 31, 2020.  

Without diverse genetic information, we 
cannot fully investigate the impact of a          
genetic change. This is why diversity is 
essential in the DCM Precision Medicine 
Study.
There is a general lack of diversity in scientific 
and medical research.  As a result, research 
findings cannot always be generalized across 
people of all backgrounds.  In order to help 
ALL people, it is critical that patients and     
families from a variety of racial and ethnic 
groups participate in research studies.           
Diversity is a priority in the DCM Precision 
Medicine Study as we seek to predict DCM 
risk and empower DCM patients and families 
of all backgrounds to use their genetic            
information to receive the best and earliest 
possible care.

Diversity Enrollment Goals

African Ancestry 
Patient Enrollment

Hispanic
Patient Enrollment

European Ancestry 
Patient Enrollment



Pictured above: Sarah Schaff, 
participant in the DCM 
Precision Medicine Study.

Study Participant Spotlight: Sarah Schaff

Nov 2019    DCM Beat
www.dcmproject.com 

2

The Precision Medicine Study is not just about 
genetics.

In addition to genetic testing and clinical screening for 
DCM, the Precision Medicine Study also seeks to 
understand how clinical and genetic information impact 
a family.  One way that we collect this information is 
through a survey called the Life and Family Baseline 
Survey.  The goal of this set of questions is to better 
understand your well-being, how your family has      
communicated about genetic risk for DCM, and to see 
if the recommendations for heart checks made by the 
study for your family have been completed.                  
Participants are contacted by phone to answer these 
questions about 12 months after enrollment. To          
participate in the Life and Family Baseline Survey, you 
can contact the study toll free number at 
1-877-800-3430. It will also be available online in the 
future for your convenience! 

Life and Family Baseline Survey

Less than two years ago, 
Sarah Schaff learned that 
her stepbrother, who has a 
very rare liver condition, 
needed a liver transplant. 
Sarah, who was 38 years 
old and had no known 
health concerns at the 
time, didn’t think twice 
about undergoing an    
evaluation to determine if 
she was a donor match.

The evaluation included 
an electrocardiogram 
(EKG or ECG), a test that

Like so many other patients we meet through our work with the DCM Research Project, Sarah Schaff, 
DCM Precision Medicine Participant, has a unique story about her unexpected dilated cardiomyopathy 
(DCM) diagnosis. Today, Sarah is committed to learning as much as possible about her condition.  

measures the heart’s electrical activity. When the EKG 
results indicated slight abnormalities, the doctor ordered 
an echocardiogram (echo), which produces images of the  

Aside from minor side effects that result from the             
medications she takes for DCM, Sarah has not                     
experienced any symptoms and continues to live an active, 
busy life. However, EKGs indicate that Sarah has both atrial 
fibrillation and ventricular tachycardia, types of arrhythmias 
commonly associated with DCM. Today Sarah has an 
implantable cardioverter-defibrillator (ICD).

Since her diagnosis, Sarah has been actively engaged in 
researching, learning, and meeting others who are living 
with DCM. This included meeting with Dr. Ray                   
Hershberger, founder and principal investigator for the 
DCM Research Project, and making the decision to enroll in 
the Precision Medicine Study. Sarah now knows that the 
study’s hypothesis is that most of “idiopathic” DCM has a 
genetic cause. Elizabeth Jordan, a genetic counselor  at the 
Ohio State University Wexner Medical Center, met with 
Sarah and explained that her genetic testing results 
showed two variants. Genetic variants are differences  

This isn’t the end of the 
road. This is just one 
more step, and you just 
keep going.”
- Sarah Schaff 

heart’s valves and chambers. The echo 
also measures ejection fraction, or how 
much blood the left ventricle of the heart is 
pumping with each contraction. 

in DNA sequences between individuals in 
a population. Variants can be classfied 
according to their likelihood of causing a 
particular disease. 

As she navigates the process of making  
important health care decisions, Sarah has become a 
strong advocate for herself. She is also fortunate to have a 
solid support system of family and friends. Her parents are 
both enrolled in the DCM Precision Medicine Study. Their 
participation will greatly help understand Sarah’s DCM.  

Sarah continues to have a positive perspective on living 
with DCM, and encourages those who were recently 
diagnosed to remember that “this isn’t the end of the road. 
This is just one more step, and you just keep going,” she 
says. 

How Sarah discovered that she has DCM is a unique story, 
but asymptomatic individuals, thinking that they are healthy, 
discover that they have DCM is not uncommon. This is why 
heart checks for family members of patients with DCM is so 
important. It is also why the DCM Precision Medicine study 
routinely finds family members who had DCM but didn’t 
know that they had it. 

We are grateful for Sarah, her family members, and for 
each one of our DCM Research Project participants who 
help us get one step closer to advancing our understanding 
of the genetics of DCM.

To learn more about the DCM Research Project, visit 
www.dcmproject.com.
 

ejection fraction, both indicators of  DCM. After  further 
testing to exclude other causes, Sarah was diagnosed 
with “idiopathic” DCM, or DCM where usual causes, 
except genetic, have been excluded.           

Sarah’s echo results showed an enlarged 
left ventricle and significantly reduced 
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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 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.

DCM Precision Medicine Study is 
Reaching Enrollment Milestones

The DCM Consortium
The DCM Consortium includes 25 sites that are actively enrolling patients 
with DCM and their family members in the Precision Medicine Study. A PI 
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 continue to reach milestones in the 
Precision Medicine study and are less 
than one year away from our                
enrollment targets. In August 2019, we 
reached the enrollment goal of 600 
DCM patients of  European Ancestry 
(see article on page one)! We continue 
to recruit African Ancestry and Hispanic 
DCM patients, as well as family       
members of enrolled patients from all 
races and ethnicities.

As we complete Precision Medicine 
enrollment, we are preparing for the 
Discovery Study, a larger family-based 
study that has an aspirational goal of 
10,000 DCM patients! Patients and 
family members not eligible for the 
Precision Medicine Study may be       
eligible for the Discovery Study.      

Aside from minor side effects that result from the             
medications she takes for DCM, Sarah has not                     
experienced any symptoms and continues to live an active, 
busy life. However, EKGs indicate that Sarah has both atrial 
fibrillation and ventricular tachycardia, types of arrhythmias 
commonly associated with DCM. Today Sarah has an 
implantable cardioverter-defibrillator (ICD).

Since her diagnosis, Sarah has been actively engaged in 
researching, learning, and meeting others who are living 
with DCM. This included meeting with Dr. Ray                   
Hershberger, founder and principal investigator for the 
DCM Research Project, and making the decision to enroll in 
the Precision Medicine Study. Sarah now knows that the 
study’s hypothesis is that most of “idiopathic” DCM has a 
genetic cause. Elizabeth Jordan, a genetic counselor  at the 
Ohio State University Wexner Medical Center, met with 
Sarah and explained that her genetic testing results 
showed two variants. Genetic variants are differences  

in DNA sequences between individuals in 
a population. Variants can be classfied 
according to their likelihood of causing a 
particular disease. 

As she navigates the process of making  

We have enrolled 1,142 DCM 
patients in the Precision Medicine 
Study, which is 87.8% of our 
1,300 enrollment goal.*

We have enrolled 1,725 family 
members in the Precision        
Medicine Study, which is 66.3% 
of our 2,600 enrollment goal.*

DCM Precision Medicine Study Map as of Ocober 31, 2019

* Enrollment data as of September 30, 2019
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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 Elizabeth Jordan, MMSc, LGC at 
elizabeth.jordan@osumc.edu.               
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