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The Power of patient Groups

Patient groups are becoming an important part of the electrophysiological landscape, with organisations involving patients, their carers and doctors in collaborative approach to making positive changes in care.  After a successful political and awareness campaign to ask the British government to include arrhythmias in the National Service Framework for Coronary Heart Disease, the Arrhythmia Alliance (A-A), one of the most important patient groups in heart rhythm management, is going beyond the UK borders.

Founded in 2004, the Arrhythmia Alliance brought together for the first time in the UK medical, patient and industry groups under an umbrella to work together to improve the quality of life for all those suffering with heart rhythm disorders.

“I founded the Arrhythmia Alliance to bring together patient carers, patient groups, medical professionals, Department of Health, allied professionals, all those with an interest in cardiac arrhythmias to improve diagnosis, treatment and thereby quality of life for those affected, “ says Trudie Lobban, trustee of A-A, who also founded STARS, an information source for those suffering from syncope seizures and blackouts.
A-A members include many hospitals, cardiologists and nurses as well as patient groups and charities such as the Resuscitation Council and Age Concern.  Affiliates include the British Cardiovascular Society.  Loban cites the publication of the National Service Framework for Coronary Heart Disease as the inspiration to found A-A after it featured only one mention of arrhythmias.  “All members, patients and carers were given a draft letter to send to their MP (Members of Parliament) and then their MP wrote to the public health minister.  Doctors wrote as well, and the outcome was a new chapter with guidelines on the treatment of arrhythmias and sudden cardiac deaths.”
This engagement with the UK Department of Health is an example of how patient groups can give support to electrophysiologists’ aims, by committing their personal enthusiasm and experience of the issue to making certain changes, for example introducing procedures to the National Health Service (NHS) that were previously only available privately or not at all.
Although this use of the voices of patients and carers in conjunction with physicians’ own work can be a powerful tool, Lobban is quick to point out that her organisation is a real “alliance”, which wants to work with the Department of Health: “It’s not a battle or about ‘them and us’, it’s about communication and working together.  That is the ethos of the A-A, to work together.  How can we help doctors, how can we help patients, how can we help each other?”

Spreading the word around the world
Following the “work together” approach, the A-A is growing.  Expansion into Europe is well under way, with several countries now hosting or about to host affiliated organisations under the umbrella of the A-A.  Arrhythmia Alliance Portugal was established in February 2008 – Alianca Arritmica – which has followed the A-A British model and produced a number of patient advice booklets and a dedicated website.  Another A-A will soon be established in Italy and discussions are ongoing in Denmark, France, Germany, Ireland, Norway, Spain, Sweden, Belgium and The Netherlands.  A-A has hosted meetings in Ireland and Sweden this year to assist these countries with the formation of their own organisations.  The ultimate aim is the formation of an Arrhythmia Alliance for Europe to endure patients, clinicians and governments work together to improve arrhythmia services, rapid and accurate diagnosis, access to appropriate treatment and to ensure ongoing patient support throughout the continent.
A-A has also been working to promote its work and raise awareness of the cardiac arrhythmia outside Europe.  Small groups have been established in the US, and it is expected that an Arrhythmia Alliance will be established in Japan.  Interest has also been shown in Australia and India.

Defibrillators in public areas
A-A’s approach goes hand in hand with educating the public and allowing patients to take responsibility for their health.  Physicians are now recognising the importance of being involved in a partnership with patients, who in turn become more knowledgeable about their conditions.  Patients who are more involved in their own healthcare contribute to more effective services and are more able to prevent clinical problems through appropriate self-care. 
With this in mind, one of A-A’s ongoing projects is to place defibrillators in public areas where they can be accessed in case of someone suffering a heart attack in, for example, at a train station.  Now they plan to take the equipment to rural areas to ensure that more remote areas have similar coverage.
In addition, the A-A runs an annual World Heart Rhythm Week (www.aaaw,org.uk) in association with the International Cardiac Pacing & Electophysiology Society, aimed at raising awareness of the symptoms of arrhythmia and of the most effective treatments for sufferers.
