





DCM Research Project Updates

DCM Consortium Focuses on Enroliment of
Family Members and African Ancestry Patients

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

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

* Enroliment data as of January 2, 2020

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

DCM Precision
Medicine Study:
What to Know

3 their genetic testing result after

5 Key Points to Remember

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.

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.

We will inform participants of

enrollment. If results are nega-
tive, we will also inform enrolled
family members.

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.

The Precision Medicine Study
is a family-based study, so ALL

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.

first-degree family members
5 are welcome and encouraged
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1] CLINICAL GENETIC TESTING?

While our research continues even after a research result is
identified 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 canbe a complex process. Therefore, referral
to a centerexpert in genetic evaluation should be considered.
We can help you identify a clinic that offers 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.

MEDICAL UPDATES

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.

CONTACT INFORMATION UPDATES

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.

W GoPaPERLESS!

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.

deqpes)

INOA 3WOod M B *S|euolssajoid a1ed Yi[eay pue siaquiaw Ajiwey y3im a1eys 03 Juajuod syt Adodojoyd Aew sispeas pue paiybuidod
JOU S| JB)JISM3U 3yl ‘HO ‘shquinjod ul ‘A1ISISAIUN 91BIS OIYO dYL e SJ1IDUSD UBWNH JO UOISIAIQ 3y} Ul (393foid ydueasay AyredoAw
-o1pieD) paie|iq |eljiwe AjJawloy) 19fold yoieasay Ayredolwoipied paie|ig ayy jo uonedjgnd e siians|smaN 1eag WDJd

£S/C1 000€10 080S5¢C

Y3LITTSMAN Lvag WOd

‘01

d31S3N03d IDIAYIS SSFHAAY

TLZEY HO ‘shquinjo)

9ST# AV YIS M L6EL

UOISIAI( SD133US5) URWINH ‘SUIDIPIN [BUIDIY|
Anssaniun 2315 01y 3y

103l01d yoseasay DA



	Precision Medicine newsletter_Page 1_Winter 2020_v2
	Precision Medicine page 2 and 3_Winter 2020 v4
	Precision Medicine Study newsletter page 4 Winter 2020

