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A clinic set up to prevent the sudden deaths of people with previously undiagnosed heart conditions has been credited with saving two lives in its first year of operation.

The Sudden Cardiac Death Syndrome Clinic opened in Birmingham at the end of May 2008 to support the families of people who have unexpectedly lost a loved one. 
Among those referred, two people were diagnosed with potentially life-threatening conditions and fitted with an implantable cardioverter defibrillator known as an ICD – a device no bigger than a matchbox which gives tiny electric shocks to kick-start the heart.

 “There is a high probability that this intervention has resulted in two deaths avoided,” said Dr Michael Griffith, Consultant Cardiologist at the Queen Elizabeth Hospital.

“If we identify just one person whose life can be saved, then the clinic is doing its work. However, the probability is that, with the frequency of referrals increasing steadily, we are likely to see many more patients living longer than they might have done thanks to our early intervention.”
The clinic has been designed as a one-stop service for the whole family. People can be recommended to attend by a coroner following an inquest into the death of a relative – or referred by a GP or cardiologist who believes they may be at risk.

On receipt of the referral, the clinic co-ordinator (expert nurse) makes contact with the family and starts to build a family tree. The whole family is invited to attend the clinic at the same visit, providing a one-stop service with the provision of initial diagnostics and clinical assessment within four weeks of referral. 

In addition, it signposts relatives to support services such as counselling, provided by people who have experienced cardiac sudden death within their families and who have themselves received specialist bereavement training.
The Sudden Cardiac Death Syndrome Clinic is based at Queen Elizabeth Hospital and takes referrals from across the West Midlands. It has been developed in partnership by University Hospitals Birmingham NHS Foundation Trust, Birmingham Women’s Hospital NHS Foundation Trust, the Specialised Commissioning Team (West Midlands), and with the support of paediatric cardiology colleagues from Birmingham Children’s Hospital.

It is supported by Birmingham-based representatives of the charity CRY (Cardiac Risk in Young), the national directors of the charity SADS UK (Sudden Arrhythmic Death Syndrome) and the Cardiomyopathy Association. The Birmingham, Sandwell and Solihull Cardiac and Stroke Network was instrumental in facilitating the   development of the service with the engagement of cardiologists with the help and support of cardiologists from across the West Midlands.
Sudden cardiac death (SCD) affects children and young adults and is a devastating event for families and communities. Often there is an underlying inherited condition that is usually only discovered after a death occurs in the family.

It is estimated that there will be 50 sudden cardiac deaths per year in people under 40 years old in the West Midlands (based on a population of five million). This accounts for 10% of the estimated 500 cases in England. About half of these will have hypertrophic cardiomyopathy (HCM) – a thickening of the heart muscle which leads to problems in the organ’s ability to pump blood.
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