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What type of HCM do I have -
obstructive or non-obstructive?
Is my HCM genetic?
If my genetic test is positive, what
should my family do next?
Should my parents, siblings, or children
get genetic testing?
How do I find a genetic counselor or
HCM Center of Excellence?
How often should I have heart tests like
an echo or EKG?
Are there lifestyle changes I can make to
protect my heart?
Can HCM get worse over time and how
will we monitor it?
What treatments or medicines can help
me feel better?
Are there support groups or programs
for families living with HCM?
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Know Your Numbers

Other important numbers to know are your
cholesterol numbers because high
cholesterol has no symptoms, but it can
lead to heart disease and stroke. A blood
test called a lipid profile will help you and
your doctor understand what your
cholesterol numbers are.

Often with CAD, you will be
encouraged to make some lifestyle
changes that may include:

I was diagnosed with CAD after a heart
attack. I was scared but got information

about how I could get better and lower my
chance of having another heart attack.  

Education and support are key.

1 in 200 to 
1 in 500 

What is Hypertrophic
Cardiomyopathy (HCM)?
Hypertrophic cardiomyopathy (HCM) is a
condition where the heart muscle
becomes too thick, making it harder for
the heart to pump blood.
Some people feel tired, dizzy, or short of
breath, while others have no symptoms
and don’t even know they have HCM.
Because HCM can run in families, it’s
important to tell relatives so they can get
tested early and stay healthy.

About half of all people 
with HCM inherit it from 
a parent. That is why telling 
your family and encouraging 
screening is so important.

Why Genetic Testing for HCM?
Genetic testing is important for people with
HCM and their families. It shows whether the
condition may be passed down and helps
doctors decide how to care for you and when
family members should be checked.
HCM is often caused by a change in a gene
that controls how the heart muscle works. If
one parent has the gene, each child has a
50% chance of inheriting it. 

Genetic testing can:
Help find family members who may also
have HCM
Help doctors create a care plan
Give families steps to protect their heart
health

With the right diagnosis, proper care can help
you live longer, healthier, and more actively.

Obstructive HCM (HOCM)
The thickened heart muscle blocks blood
flow leaving the heart and can cause
chest pain, fainting, or shortness of
breath during activity. This is the most
common type of HCM.
Non-Obstructive HCM (nHCM)
The heart muscle is thick but doesn’t
block blood flow. People may have mild
or no symptoms but still need regular
care.

Both types of HCM often have a genetic
cause, which means a person with either
type can pass it on to their children.
That’s why genetic testing and family
screening are so important - even for
relatives who feel healthy.

Two Main Kinds of HCM

What is Involved ?
You will talk with your doctor or genetic
counselor about your family history.  This
history should include information on
family members who died suddenly in
addition to family members with heart
failure, atrial fibrillation, tachycardia, other
heart rhythm issues or have an ICD or
pacemaker. 
A small blood or saliva sample will be sent
for genetic testing.  Your doctor can then
review the results and make 
a care plan with you and, 
if needed, refer you to a 
genetic counselor. 

Even if a person feels fine, HCM can be 
silent. Regular checkups can help with

early detection and treatment.

What is a Genetic Counselor?
Genetic counselors have training in
genetics and counseling. They may also
have advanced training in a particular field
such as cardiology. 
A genetic counselor can talk to you about
what your results mean and how your
family history may affect your risk. They
can also speak with other family
members. Your cardiologist may be able to
refer you to a genetic counselor, or you
can visit www.nsgc.org.

HCM Centers of Excellence focus on
treating HCM. They bring together

experts in heart care, genetics, and
patient support—all in one place.

Talking to family
When you tell family about your HCM,
explain that it can be genetic and close
family members should be tested. You
can offer to go to the screening and/or
counseling with them. Screening is
important even if everyone feels healthy
because HCM does not always show
symptoms. 
Some tests that may be ordered:

Echocardiogram (ECG)
Electrocardiogram (EKG)
Genetic testing

https://www.nsgc.org/

	Hypertrophic  Cardiomyopathy (HCM)  and the  Family Connection
	Questions to Ask Your Doctor
	What type of HCM do I have - obstructive or non-obstructive?
	Is my HCM genetic?
	If my genetic test is positive, what should my family do next?
	Should my parents, siblings, or children get genetic testing?
	How do I find a genetic counselor or HCM Center of Excellence?
	How often should I have heart tests like an echo or EKG?
	Are there lifestyle changes I can make to protect my heart?
	Can HCM get worse over time and how will we monitor it?
	What treatments or medicines can help me feel better?
	Are there support groups or programs for families living with HCM?

	Contact Us
	If you would like to receive support or need more information, please contact us at:
	The Mended Hearts, Inc. 1579 US Highway 19 S Leesburg, GA 31763  1-888-HEART99
	info@mendedhearts.org www.mendedhearts.org
	Created through an  educational grant from



	Discussion Guide for Patients & Caregivers
	What is Hypertrophic Cardiomyopathy (HCM)?
	Hypertrophic cardiomyopathy (HCM) is a condition where the heart muscle becomes too thick, making it harder for the heart to pump blood. Some people feel tired, dizzy, or short of breath, while others have no symptoms and don’t even know they have HCM. Because HCM can run in families, it’s important to tell relatives so they can get tested early and stay healthy.
	About half of all people  with HCM inherit it from  a parent. That is why telling  your family and encouraging  screening is so important.

	Know Your Numbers
	Two Main Kinds of HCM
	Obstructive HCM (HOCM) The thickened heart muscle blocks blood flow leaving the heart and can cause chest pain, fainting, or shortness of breath during activity. This is the most common type of HCM. Non-Obstructive HCM (nHCM) The heart muscle is thick but doesn’t block blood flow. People may have mild or no symptoms but still need regular care.
	Both types of HCM often have a genetic cause, which means a person with either type can pass it on to their children. That’s why genetic testing and family screening are so important - even for relatives who feel healthy.
	Other important numbers to know are your cholesterol numbers because high cholesterol has no symptoms, but it can lead to heart disease and stroke. A blood test called a lipid profile will help you and your doctor understand what your cholesterol numbers are.

	Why Genetic Testing for HCM?
	Genetic testing is important for people with HCM and their families. It shows whether the condition may be passed down and helps doctors decide how to care for you and when family members should be checked. HCM is often caused by a change in a gene that controls how the heart muscle works. If one parent has the gene, each child has a 50% chance of inheriting it.
	Genetic testing can:
	Help find family members who may also have HCM
	Help doctors create a care plan
	Give families steps to protect their heart health
	With the right diagnosis, proper care can help you live longer, healthier, and more actively.

	Talking to family
	When you tell family about your HCM, explain that it can be genetic and close family members should be tested. You can offer to go to the screening and/or counseling with them. Screening is important even if everyone feels healthy because HCM does not always show symptoms.  Some tests that may be ordered:
	Echocardiogram (ECG)
	Electrocardiogram (EKG)
	Genetic testing
	Even if a person feels fine, HCM can be  silent. Regular checkups can help with early detection and treatment.

	What is Involved ?
	You will talk with your doctor or genetic counselor about your family history.  This history should include information on family members who died suddenly in addition to family members with heart failure, atrial fibrillation, tachycardia, other heart rhythm issues or have an ICD or pacemaker.  A small blood or saliva sample will be sent for genetic testing.  Your doctor can then review the results and make  a care plan with you and,  if needed, refer you to a  genetic counselor.
	Often with CAD, you will be encouraged to make some lifestyle changes that may include:

	What is a Genetic Counselor?
	Genetic counselors have training in genetics and counseling. They may also have advanced training in a particular field such as cardiology.  A genetic counselor can talk to you about what your results mean and how your family history may affect your risk. They can also speak with other family members. Your cardiologist may be able to refer you to a genetic counselor, or you can visit www.nsgc.org.
	HCM Centers of Excellence focus on treating HCM. They bring together experts in heart care, genetics, and patient support—all in one place.
	1 in 200 to  1 in 500


