Specialist Ataxia Centres: a model of care for people with ataxia – Dr Paola Giunti, National Hospital for Neurology and Neurosurgery, London, UK

Lay summary 
Dr Giunti gave a presentation on the development of the Accredited Ataxia Centre of excellence at the National Hospital in London. She explained how over the years she had recognised the need for a specialist centre for the diagnosis and management of the ataxias, due to the complexity of the conditions and the rarity of individual ataxias. For more detailed information on the Ataxia Centre go to Accredited Ataxia Centres.  Briefly the aim is to provide improved service, level of support and research potential.

The success of the Ataxia centre after one year of operation was highlighted. Firstly the need for this service was evident: the clinic started operating once a month and after just over a year the demand was so high that it had to be increased to once a week. Secondly patient feedback has been extremely positive. This has been monitored by the Ataxia UK representatives who are present at the hospital for patients to see after the visit with the neurologist and specialist nurse. 

Using a questionnaire approach it was found that 93% of patients were satisfied with the service provided by the neurologist and 83% with the amount of information provided. In addition there was much positive feedback with numerous comments such as ‘The Ataxia centre was everything that was promised’ and ‘I feel that everything possible was done for my benefit at the clinic’. Patients are also given the opportunity to make suggestions for improvements and criticisms and these have all been reported to the clinicians at the Centre and the Hospital. To date all problems have not been specific to the quality of the Ataxia Centre but have been general Hospital problems such as with appointment times, reception at the hospital and waiting times. 

