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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.
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The latest in cardiomyopathy research

@ www.cardiomyopathy.org research@cardiomyapathy.org O 01494 791

Dear Team Cardio,

Thank you for your continued interest in cardiomyopathy research. And
welcome if you're new to the research network.

As part of the network, we keep you updated on the latest research ng
let you know about opportunities to take part in and help shape cardig
research.

Research involvement opportunities

We want to make sure the voices of people affected by cardio
are at the heart of research into the condition. This could inv
ol commenting on research proposals or being part of a focusf "eaim of at

S2BHF CRC

Clinical Research Collaborative

Join the BHF CRC national cardiovascular clinical researc
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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
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Effective treatments but no cure

Hypertrophic Restrictive



Current treatments

ACE inhibitors * Pacemakers * Alcohol septal ablation

Beta blockers * Implantable Cardioverter * Septal myectomy
Defibrillators (ICDs)

Anti-arrhythmics * Transplant

Blood thinners



It’s an exciting time for research '

New drug could help thousands with

chronic heart disease in England

New Treatment in Pipeline for Patients with Hypertrophic
Cardiomyopathy

Heart disease breakthrough as
silencer’ drug shows promise

‘gene

Al stethoscope doubles detection of pregnancy

heart failure

pain

Breakthrough imaging technique enhances
evaluation of cardiac conditions and chest

New blood test could prevent sudden child

rare genetic heart condition

Simple cheek swab could help monitor || deaths caused by hereditary heart condition

Study reveals new genetic explanation for

Outdated guidelines mean doctors |dilated cardiomyopathy
failing to spot heart condition in women




Understanding genetics
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RNF207
HSPB7
AKRIAT
NFIA
GIPC2, MGC27382
GON4L
AXDND)
PROX1, SMYD2
OBSCN
ACTN2
LINCO0570, E2F6
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TMEM182
RALB, INHBE
™
MAIP1, SPATS2L
CAND2
LSM3, LINCO1267
MITF
LOC101927296
KY, EPHBT
MLF1
PROMI
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PITX2, MIR297
CAMK2D
LOC101928505, LINC02225
HSPA4, FSTLA
DNAJCT8
CDKNIA
MIR4464, MAP3K7
PCMTI
ccoci3e
CTSB, DEFBI36
FBX032
MIR46628, LINCOO964
AGO2
RGP1, NPR2
RNF38
LINCO1517, C100rf126
MYPN
SYNPO2L
LDB3, BMPRIA
HPSE, LDB1
BAG3
RRAS2, COPBI, SPONT
MYBPC3
DIXDC1
BHLHEA1, SSPN
MUCL, TESPAT
MYLE
HSPBS
2ZNF664
CHFR
DLEUT, DLEU7
COL4AT
GNPNATY, FERMT2
SLC38A6
FOXN3
Ci501f54, THBS1
ALPK3, WDR73
LMF1, LMFT-AS1, TPSDT, UBE2I|
LOC100505942
TRPVI, SHPK
MAPT
HLF
APOH, PRKCA
TSENS4
FHOD3
NEDDAL
NFATC?
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s association analysis provides insights into the molecular
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The first cardiomyopathy-specific drug

Actin thin filament
Actin-myosin cross-bridge
Myosin thick filament

Normal HCM HCM Sarcomere
Sarcomere Sarcomere with Mavacamten

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






Our research journey

* Supporting research

* Partnership projects

* Research priorities

 Research network

* Funding research



Partnership projects '

CureHeart %"\o

CRrucial  SMASH

HCM




Priority setting partnership

James
Lind
Alliance

Priority Setting Partnerships
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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

Help shape research

We want to make sure the voices of people
affected by cardiomyopathy are at the heart of
research. This could involve commenting on

research proposals or being part of a focus group.

Take part in research

Find out about opportunities to participate in
cardiomyopathy research, from questionnaires
that can be done at home to testing new

treatments.

Get the latest news

Get the latest news and updates about
cardiomyopathy research delivered directly to
your inbox.

“...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

o808 o
e 8
L] L]

e o0 o0 e o o0 o0 sesee
9 © 080 00 S0 08 980080 o @
L] e & L

(=)

L ]
L]

.0
(1]

Join our research network

cardiomyopathy.org/form/research-network-subscribe



Other ways to get involved

%thehecrthive.org

= i,
NIHR | “‘"
of Research
bepartofresearch.nihr.ac.uk

4 BHF CRC

Clinical Research Collaborative
researchdatabase.bhfcrc.org




Funding research '

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

N I H R National Institute for
Health and Care Research

ASSOCIATION OF MEDICAL RESEARCH CHARITIES



Thank you!
Any questions?

Cardiomyopathy YK
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