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Housekeeping

• Please keep your microphone on mute until Q&A.

• Questions / comments can be added to the chat box. 

We will attempt to address these during the Q&A. 

• This session is being recorded for on demand viewing later. If you are 

not comfortable with your camera on, you are welcome to turn it off. 

• An email link to the feedback form will be sent after the session. 

• Attendance certificates will be issued on completion of the feedback.

• ODN news and upcoming sessions: slcn.nhs.uk/publications.

@slcardiovascularnetworks



Objectives

• Introduction- Who and what are we?!

• What conditions do we look after?

• How can we support you and your patients and why is it important to
refer?

• How can you refer to ICC at GSTT/KCH/SGH?

• How can you contact us?

• Discussion



ICC- An introduction
The Inherited Cardiac Conditions (ICC) Service provides integrated care
for patients with Inherited Cardiac Conditions. This includes family
screening, patient management, risk assessment and genetic testing.
We work closely with our colleagues in Cardiovascular Genetics and
across other Cardiology services (including heart failure,
electrophysiology and cardiac surgery).



ADULT SERVICE- OVER 16 YEARS
Patients with suspected inherited cardiac conditions

Inherited cardiomyopathies: 
Conditions: Hypertrophic cardiomyopathy (HCM), dilated 
cardiomyopathy DCM), arrhythmogenic cardiomyopathy 
(ACM/ARVC/ALVC), left ventricular non-compaction 
cardiomyopathy (LVNC).

Inherited arrhythmia syndromes/channelopathies:
Conditions: Long QT syndrome (LQTS), Brugada syndrome 
(BrS), catecholaminergic polymorphic ventricular tachycardia 
(CPVT), short QT syndrome (SQTS), short coupled ventricular 
fibrillation, arrhythmogenic mitral valve prolapse.

Aortopathies: 
Conditions: Marfan syndrome, Loeys-Dietz syndrome, Vascular 
Ehlers-Danlos syndrome (vEDS), aortic dilatation in association 
with a bicuspid aortic valve.

Unexplained cardiac arrest/sudden cardiac death
Mitochondrial



Directory of service



How can we support you?

• We can provide long term follow up for patients with an ICC 
if not in place already/patient has moved area/patient 
requests.

• We can clinically screen patients with a family history of an 
ICC in a first degree relative (parent, sibling, child) inc.
confirmation via post mortem. 

• We can clinically screen patients with a family history of 
unexplained cardiac arrest/ sudden cardiac death. 



Family Screening
DCM= Dilated Cardiomyopathy
SCD= Sudden Cardiac Death
UCD= Unexplained Cardiac Arrest

= Dead



IMPORTANT POINTS:

• ICC should assess all patients with an 
ICC diagnosis for a long term plan

• Sudden Cardiac Death/Unexplained 
Cardiac Arrest <60years are relevant

• All screening requires ICC input
• Patients do not need to have symptoms 

to screen
• We may ask for repeat screens in 

future, it’s rarely ever a ‘one off’



How to refer

• ERS referral 
• Advice and Guidance via ERS

QUERIES ONLY 
• Guys and St Thomas- gst-tr.iccnurses@nhs.net
• Kings College Hospital- kch-tr.iccreferrals@nhs.net
• St Georges Hospital- stgh-tr.icc.clinic@nhs.net 



Discussion 

• Any questions re. presentation?

• What are your experiences with referral to ICC?

• What is working?

• What isn’t working? 

• Forward steps…



Further information

GUYS AND ST THOMAS/KINGS COLLEGE HOSPITAL

• https://www.guysandstthomas.nhs.uk/our-services/inherited-heart-
cardiac-conditions

ST GEORGES HOSPITAL

• https://www.stgeorges.nhs.uk/service/cardiovascular/cardiology/inh
erited-heart-problems/

https://www.guysandstthomas.nhs.uk/our-services/inherited-heart-cardiac-conditions
https://www.stgeorges.nhs.uk/service/cardiovascular/cardiology/inherited-heart-problems/

