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Welcome to the Spring newsletter for the Network for Inherited Cardiac Conditions Scotland 
(NICCS). We hope you like the new format and find the content of interest.  

The network has a website (www.niccs.scot.nhs.uk) here you will find information for heath 
professionals working in ICCS and information for people affected by ICCs.  

If you would like to receive future copies of this newsletter directly please get in touch with us by 

email to nss.niccs@nhs.scot  

In this edition 

• Lead Clinician Welcome 

• HCM Service Audit 

• ICC Specialists in Training 

• Plans for 2021/2022 

• Forthcoming Events 

• Feedback 

Update 

Lead Clinician Welcome 
 

Please watch our short video from our Lead Clinicians, Dr Caroline Coats and Dr John Dean to hear a 

brief update on our Network. 

 

https://www.niccs.scot.nhs.uk/
mailto:nss.niccs@nhs.scot
https://youtu.be/q5fwZeF9v2o


Local visits 

Over the course of 2021/22 NICCS will visit all health boards to discuss the ICC service in the l ocal 
area and any support that the Network could provide. We look forward to seeing you all soon.  

HCM Service Audit 

In 2019 a National Service Specification was agreed by the Network for Inherited Cardiac Conditions 

Scotland (NICCS). NICCS is establishing a national audit to evaluate current service provision in 
Scotland to improve the quality of care for patients and inform workforce planning.   

For the first National Audit, we plan to limit the enquiry to families affected by hypertrophic 

cardiomyopathy (HCM). The network has asked teams across Scotland to provide data on patients 

with HCM and then we will liaise with Public Health Scotland colleagues to evaluate mortality, 
follow-up, use of unscheduled care and the role of specialist ICC nurses.  

Information from the audit will be shared with the Network's Data Subgroup and discussed at local 
centre visits taking place in the coming months. 

Spotlight on.....ICC Specialist Registrars 

Dr William Jenkins, Speciality Registrar in South East Scotland is in his final year in Cardiology 
training and tells us about his interest in working in Inherited Cardiac Conditions. 

"I have had an interest in heart failure and imaging since the early stages of my training, and as part 

of my PhD I assisted with the ΨHCMRΩ study assessing novel predictors of outcome in hypertrophic 

cardiomyopathy. While taking part three things became apparent to me. First, how common this 

condition is in general cardiology. Second, the heterogeneity in clinical presentation and disease 

course, and third, the large gaps in our understanding of the aetiology, genetics and optimal 

treatment strategies.  On reflection these observations can be applied to many of the inherited 

cardiac conditions (ICC) seen in practice, while the management of patients requires a blend of heart 
failure, imaging and electrophysiology expertise rather than adherence to protocol.  

I am aiming for accreditation in inherited cardiac diseases alongside heart failure and multimodality 

imaging.  To gain ICC experience I have attended a number of courses and regular ICC clinics in 

Glasgow under Dr. Caroline Coats and in Edinburgh alongside Dr. Martin Denvir. Many of the 

decisions in ICC are made in a multidisciplinary nature with Geneticists, and so attendance at MDTΩs 

are a key aspect; this is made easier now with the adoption of virtual meeting-places, eg. MS 

teams.  With regards to ICC-related courses I would highly recommend include the Barts 

άEchocardiography in Heart Muscle Diseaseέ day, the Brompton άHypertrophic Cardiomyopathy ς 

from the fetus to adulthoodέ day, and a 5-day course in άCardiovascular Genetics and Genomicsέ run 
by St. GeorgeΩs Hospital / Kings College in London.  

ICC is a field of Cardiology that is expected evolve significantly in the coming decades, and addressing 

genotype alongside phenotype in Cardiovascular Disease will be commonplace. Ensuring a breadth of 

experience including when to test, who to test, and what to do the results should be considered a key 

component of Cardiology training and particularly complimentary to training in heart failure, 
imaging and electrophysiology." 



 

1 - Dr William Jenkins 

Looking ahead 

Plans for 2021/2022 include: 

• Guidance on Sudden Cardiac Death 

• Long QT Protocol 

• Education for Health Care Professionals 

• Pathology Audit 

• HCM Service Audit 

• New Patient Information Materials 

 

Click on the cards below to find out about the Networks forthcoming events.  

Monthly Education Sessions – 12:30pm, last Friday of the Month 

The network is hosting monthly educations sessions for HCPs with an interest in ICCs. The recording 

of our first session Family History Taking/Screening hosted by Dr John Dean, Consultant Geneticist 

and Hazel Hailey, Principal Genetic Counsellor is now available on our Teams NICCS Education 

Channel. Our May session was on Dilated Cardiomyopathies: Red Flags and Variants hosted by Dr 
Caroline Coats and Mark Longmuir. 

Our next session will take place at 12:30pm on 25th June  - details of this session will be shared on 
our website/via the Teams NICCS Education Channel when the topic/speaker is confirmed.  

Please email nss.niccs@nhs.scot if you would like to be added to this education channel to access 

these events. 

Patient Engagement Event – 6.15pm, 23rd June 2021 

mailto:nss.niccs@nhs.scot


Join us for our first national online event for patients, carers and families who have been affected by 

an inherited cardiac condition. Hear from people affected by an inherited cardiac condition and from 

the health care professionals who support the patient journey through the inherited cardiac 

condition service and beyond. People can share their own experiences, have their questions 
answered and inform the work of the network to improve services in future..  

Please register to attend at www.niccs.scot.nhs.uk/patientevent 

Annual Symposium – 9th September 2021 

Planning is underway for the Networks Annual Event which will take place in the morning of 

Thursday 9th September. The event will take place virtually and include keynote speakers Dr Juan 

Kaski and Dr Duncan Hogg. A lunchtime session specifically for staff in primary care will also take 
place. 

Further information will be shared in our next newsletter and on our website www.niccs.scot.nhs.uk 

Feedback 

We hope you enjoyed this Newsletter.  If you have anything you would like to include in future 
editions please get in touch. 

We would welcome your feedback on this newsletter and wider communications from the Network. 
All feedback is used to improve future communications.  

Please email your comments to nss.niccs@nhs.scot 

http://www.niccs.scot.nhs.uk/patientevent
http://www.niccs.scot.nhs.uk/
mailto:nss.niccs@nhs.scot

