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Introduction to cardiomyopathy



About Cardiomyopathy UK

We’re here for everyone affected 
by cardiomyopathy

Our vision is that everyone 
affected by cardiomyopathy should 
live a long and fulfilling life.

• Information

• Support

• Campaining

• Research



About me



What is cardiomyopathy?

• A group of conditions that affect 
the structure of the heart and 
reduce its ability to pump blood 
around the body

• Around 1 in 250 people in the UK 
are affected

• Often inherited

• Effective treatments but no cure
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Current treatments

• ACE inhibitors

• Beta blockers

• Anti-arrhythmics

• Blood thinners

• Pacemakers

• Implantable Cardioverter 
Defibrillators (ICDs)

• Alcohol septal ablation

• Septal myectomy

• Transplant



It’s an exciting time for research



Understanding genetics

Zheng, S.L., Henry, A., Cannie, D. et al. Genome-wide 
association analysis provides insights into the molecular 
etiology of dilated cardiomyopathy. Nat Genet 56, 2646–
2658 (2024).



The first cardiomyopathy-specific drug

https://www.nice.org.uk/guidance/ta913/documents/1



CureHeart



Our research journey

• Supporting research

•Partnership projects

•Research priorities

•Research network

• Funding research



Partnership projects



Priority setting partnership

cardiomyopathy.org/future-research



Top 10 priorities

1) What are the emotional and psychological impacts of living with cardiomyopathy? How are these best treated and managed?
2) How often should family members at risk of developing cardiomyopathy be screened and which are the best tests to use? When 
is it safe to stop screening?
3) Should treatment for cardiomyopathy be tailored to the individual, e.g. based on their specific gene variant, age or gender?
4) What triggers the start of cardiomyopathy (e.g. age, stress, pregnancy, other health conditions)? How do these triggers work 
and can they be blocked?
5) Are there treatments which can prevent cardiomyopathy developing in people at risk? Are there treatments to stop it getting 
worse in people with symptoms?
6) What are the biological mechanisms that change heart muscle cells in cardiomyopathy? Could this understanding lead to new 
treatments?
7) Why are people with the same genetic variant affected differently? Why do some people with a genetic variant never develop 
cardiomyopathy? Could this understanding lead to new treatments?
8) Do people with cardiomyopathy experience better outcomes if they are treated at a specialist clinic rather than a general clinic?
9) What does ongoing monitoring and long-term care for people with cardiomyopathy need to include?
10) What are the best approaches to cardiac rehabilitation for people with cardiomyopathy?

cardiomyopathy.org/future-research



Research network

“…for research to be as effective as 
possible... We need to ensure that people 
with lived experience are fully involved in 
the research process from the outset”

NHS England

Join our research network
cardiomyopathy.org/form/research-network-subscribe



Other ways to get involved

bepartofresearch.nihr.ac.uk

researchdatabase.bhfcrc.org



Funding research

• Partnering on a doctoral fellowship with the NIHR
• Our first research grant round is coming soon!!



Thank you!
Any questions?
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