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What does cardiomyopathy 

mean for my body?

There are different types of cardiomyopathy, and each one affects the heart in a slightly different 
way. Here are some of the most common types:

Cardiomyopathy is a condition where the heart muscle doesn’t work 
quite the way it should. This can be because the muscle is a bit too thick, 
too thin, or not the right shape. These changes can affect how well your 
heart pumps blood around your body.

Arrhythmogenic 
Cardiomyopathy

Dilated 
Cardiomyopathy

Restrictive 
Cardiomyopathy

Hypertrophic 
Cardiomyopathy

A Typical Heart
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...so you’re definitely not alone. 

Everyone’s heart is a little different, so people 
with cardiomyopathy can have different 
symptoms – and some might not have any 
symptoms at all.

There are around 

264,000 people 

in the UK living with cardiomyopathy
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Helpline 0800 018 1024
8.30am-4.30pm, Monday-Friday exc bank holidays

cardiomyopathy.org/heart-to-heart

cardiomyopathy.org

Some things you might notice include:

Some things you might notice include:

•	 Feeling short of breath, even when resting or  
doing light activity

•	 Chest discomfort or pain

•	 Feeling really tired or worn out

•	 Feeling dizzy or faint

•	 A fast or fluttery heartbeat (called palpitations)

•	 Feeling bloated or unusually full

•	 Swelling in your legs, ankles, feet or tummy

If you notice any of these, it’s a good idea to speak to a parent, carer, doctor or nurse –  
they’re there to help and support you.

Why me?

You might have been diagnosed with 
cardiomyopathy, be waiting for tests, or have 
a family history of the condition. Whatever 
your situation, it’s completely normal to have 
questions and feel unsure.

What causes cardiomyopathy?

Some types of cardiomyopathy are inherited, 
which means they’re passed down through 
families. This happens because of a small 
change in a gene (part of your DNA) that 
affects how the heart muscle works. In some 
cases, the heart muscle gets thicker or stiffer 
– in others, it might get thinner.

Other times, cardiomyopathy isn’t inherited. 
It can sometimes be caused by things like 
a viral infection. Doctors might offer heart 
checks (called screening) to family members 
if someone in the family has been diagnosed, 
just to make sure everything is okay.

Do other young people have 
cardiomyopathy?

Yes – lots of young people live with 
cardiomyopathy. It’s completely normal to 
have big feelings about it – worried, confused, 
or even annoyed. Many people feel this way 
at first. Talking to someone else your age who 
gets it can really help.

At Cardiomyopathy UK, there’s a Youth 
Advisory Board made up of young people who 
know what it’s like. They’re here to support 
you and share what’s helped them.
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What’s going to happen next?

The good news is that cardiomyopathy is 
treatable, and there’s lots of support available. 
Your treatment will be based on the type of 
cardiomyopathy you have and how it affects 
you – so your plan will be made just for you.

Here are some of the things you might 
experience:

Appointments

From time to time, you’ll be invited to a 
check-up. This might be in person or online. 
It’s your chance to chat with your heart 
doctor (cardiologist) or a specialist nurse 
about how you’ve been feeling. You can ask 
questions, talk about any symptoms, or just let 
them know how things are going.

You might also meet a genetic counsellor. 
They may ask you to give a saliva or blood 
sample. This can help check for any changes 
in your genes (DNA) that could explain why 
you have cardiomyopathy.

Electrocardiogram (ECG)

An ECG is a simple test that checks  
how your heart is beating. Small stickers 
(called electrodes) will be placed on your 
chest, arms and legs. These are connected to 
a machine that records your heart’s rhythm 
and activity. Sometimes you might be asked 
to wear a heart monitor or patch at home for 
a few days (usually 5–7). You may be asked to 
keep a short diary of your activities and how 
you’re feeling during that time.

Echocardiogram (Echo)

An Echo is a scan that shows what your heart 
looks like and how well it’s working. A doctor 
or nurse will put a bit of gel on your chest and 
move a small device (called a probe) over it 
to take pictures. It doesn’t hurt and is a bit like 
having an ultrasound.

Cardiovascular Magnetic  
Resonance Image  
(Cardiac MRI)

A Cardiac MRI is a special scan that takes 
detailed pictures of your heart. You’ll lie down 
inside a big machine and need to stay very still 
while it takes the images. It can be quite noisy, 
with lots of beeps and sounds – but don’t 
worry, you can ask to have music played to 
help you relax. 

Sometimes, you might be given a special 
liquid (called contrast) to help the pictures 
show up more clearly. If that’s needed, 
someone will explain it all to you beforehand 
so you know what to expect.

Exercise Tolerance  
Test (ETT)

An ETT is a test that checks how  
your heart works when it’s beating  
faster – like when you’re walking, jogging  
or cycling. You’ll be asked to use an exercise 
bike or treadmill, while the team monitors 
your heartbeat, breathing and blood pressure.

They’ll start off slow and gently increase the 
pace. Sometimes, you might be asked to  
wear a mask during the test – but don’t worry, 
they’ll explain everything clearly at the start  
so you feel comfortable.
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Treatments

Your heart doctor (cardiologist) or specialist 
nurse will talk to you about the best treatment 
for your cardiomyopathy. Treatments are 
different for everyone, depending on your 
symptoms and how your heart is affected.

Lifestyle

Looking after yourself is a big part of 
treatment. This means:

•  Eating a balanced diet

•  Getting enough rest

•  Being active in a safe way

“It’s about learning that maybe things   
 are a bit different to what you could  
 do before – but managing that,  
 finding a balance, and not pushing  
 yourself too much. We want to do  
 as much as we can, and it’s really  
 important for your mental health to  
 keep doing the things you enjoy.  
 That balance will look different  
 for everyone.”

Cardiomyopathy UK Youth Advisory  
Board Member

Medication

Your cardiologist or specialist  
nurse might give you medication  
to help your heart work better. It’s really 
important to take it as prescribed, and some 
people find it helpful to use a reminder app on 
their phone so they don’t forget.

Cardiac devices and surgery

Some young people are offered a device 
called an ICD (Implantable Cardioverter 
Defibrillator) or S-ICD. These are small devices 
that are placed inside the body to help the 
heart if it starts beating in a dangerous way. 
They can send a small electrical pulse to help 
the heart get back into a normal rhythm.
In some cases, surgery might be suggested 
to help the heart work better. Very rarely, this 
could include a heart transplant, but your 
doctor will always explain all the options and 
what they mean for you.

Looking after your mind

Living with cardiomyopathy can be tough 
sometimes – not just for your body, but 
also for your mental health. It’s completely 
normal to feel anxious, sad, or overwhelmed. 
Everyone deals with things in their own way, 
and that’s okay.

Taking care 
of your mind 

and body helps 
you stay strong 
and feel better 

overall.
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Signs it might be time to talk

•	 Feeling low, flat, or sad 

•	 Losing interest in things you used to enjoy

•	 Struggling to sleep, eat, or concentrate

•	 Thinking about hurting yourself

•	 Feeling lonely 

If any of this sounds familiar, please 
speak to someone – a parent, teacher, 
GP, or our helpline. 

“Anxiety can look different in different  
 people. People deal with it  
 differently…but I think it’s important  
 to be aware of support services. Bring  
 it up with your cardiologist if you’re  
 struggling mentally, and they can  
 refer you to therapy. Find charities  
 that help people with heart  
 conditions. They can connect you  
 with a community, and you can speak  
 to other people in similar situations.  
 Especially as a young person you can  
 sometimes feel like you’re the only  
 one going through this, but there are  
 other people and it’s good to hear  
 from them and share ideas.

 Your family and friends are there to  
 support you, so be with them and  
 don’t just keep everything  
 internalised. It’s always better to  
 speak about it.”

Cardiomyopathy UK Youth Advisory Member

If you’re struggling with things like feeling low, 
not enjoying stuff you used to like, feeling 
hopeless, or doing things that could hurt you 
(like using drugs, alcohol, or taking big risks), 
please talk to someone. You can speak to 
your doctor, your family, or organisations like 
Cardiomyopathy UK. 

You can also visit:  
www.nhs.uk/mental-health

Helpful places and apps

YoungMinds 
www.youngminds.org.uk

The Mix - Support for under 25s 
www.themix.org.uk

Kooth - Free online chat with mental  
health professionals
www.kooth.com

Childline
0800 1111
www.childline.org.uk

Moodpath or MindShift CBT – Apps for 
managing anxiety and low mood

Stem4 - Mental health apps are available  
to download 
www. stem4.org.uk  

Headspace – Mindfulness exercises 
www.headspace.com
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What does cardiomyopathy mean 
for my life?

Having cardiomyopathy doesn’t mean you 
can’t enjoy life or do fun things. Most young 
people with the condition can still enjoy 
hobbies, friendships, school and relationships 
– you might just need to make some 
adjustments to help your body stay well.

“Cardiomyopathy does not mean your  
 life will be boring. It is something  
 you have to learn to live with, and  
 you will learn what activities are safe  
 for you to do, and what things make  
 you feel poorly. But it can also be  
 an opportunity to try new activities,  
 hobbies and meet new people. It  
 is also important to know that with  
 cardiomyopathy your abilities can  
 change over time, with medication  
 changes and as your body grows you  
 may have different activities that you  
 can do.”

Cardiomyopathy UK Youth Advisory Member

Sometimes it’s tricky to find the right balance. 
You might feel like your parents or carers are 
being too protective, while they might worry 
you’re doing too much. Try talking openly with 
them about what you want to do, and include 
your heart team (like your doctor or nurse)  
in those conversations. 

How We Can Help

Cardiomyopathy UK supports anyone  
affected by cardiomyopathy at every stage of 
their journey. 

We offer young people:

Nurse-led helpline and live chat

Get answers to medical and emotional 
questions from our Cardiomyopathy 
Clinical Nurse Specialists on  
0800 018 1024

Lines are open Monday to Friday,  
from 8:30am - 4:30pm excluding bank 
holidays.

Information resources

Including fact sheets, symptom diaries,  
and detailed guides.

cardiomyopathy.org
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Jargon Buster

Anxiety
When your body and mind feel tense,  
nervous, or worried – sometimes without 
knowing why.

Breathlessness
Feeling like you can’t get enough air into  
your lungs.

Cardiac screening
Tests to check if your heart is healthy or if 
there’s a heart condition.

Cardiologist
A doctor who specialises in the heart.

Chest pain
A sharp, aching, or tight feeling in your chest 
that might spread to your arm, neck or jaw.

CMR (Cardiac MRI)
A scan that takes very detailed pictures of your 
heart using a big magnetic machine.

Contrast (MRI contrast dye)
A special liquid sometimes used in scans to 
help certain areas of your heart show up  
more clearly.

Dizziness or fainting
Feeling light-headed, off balance, or like you 
might pass out.

Echo (Echocardiogram)
A type of ultrasound that shows how your 
heart looks and works.

ECG (Electrocardiogram)
A test that checks your heart’s electrical 
signals and rhythm.

Genes/DNA
The instructions inside your body that help 
decide things like your eye colour – and 
sometimes your health.

Genetic counsellor
A health expert who explains how conditions 
like cardiomyopathy can be passed on in 
families, and helps you understand test results.

ICD (Implantable Cardioverter 
Defibrillator)
A small device put inside your body to help 
fix dangerous heart rhythms by sending tiny 
electrical signals.

Palpitations
When your heart feels like it’s racing, 
pounding, or fluttering in your chest.

Paediatric
Anything related to children or young people 
(like a paediatric nurse or hospital).

Rhythm
The pattern or beat of your heart, which can 
be regular or irregular.

S-ICD
A type of ICD that sits just under the skin 
rather than inside the heart.

Self-care
Doing things that help your mind and body 
feel well (like sleeping enough, eating well, or 
taking breaks).

Swollen ankles
Puffiness or swelling in your feet and ankles 
(sometimes your tummy too).

Tiredness
Feeling low on energy or motivation;  
this can be physical or emotional.

What does that mean?

cardiomyopathy.org7



Contact us:

Keep in touch:

75a Woodside Road, Amersham, Buckinghamshire, HP6 6AA

facebook.com/cardiomyopathyuk

01494 791 224

@cardiomyopathyuk

youtube.com/cardiomyopathyuk

contact@cardiomyopathy.org
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