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Background:
Across Europe, multiple facilities and professionals specialize in consulting and treating patients with tics and Tourette Syndrome (TS). Children with TS are very likely to have comorbidities, and their quality of life is often adversely affected by these. One of the issues around the treatment and management of TS is that the patients often face long waiting times, unclear clinical pathways, and frustration at being passed between services and multiple healthcare professionals. The main objective of this project is to identify which healthcare professionals are involved in consulting and treating patients with tics and TS across different countries. Furthermore, this study aims to determine the initial referral of patients with tics and TS and patient satisfaction with the treatment options provided. A greater understanding of these factors will improve treatment approaches and could lead to a better quality of life for those affected. 

Methods:
Two questionnaires were conducted, one for professionals and one for patients. The questionnaire for professionals was sent via the European Society for the Study of Tourette Syndrome (ESSTS) newsletter and via a mailing list. The questionnaire for patients was sent to various patient associations across Europe and shared with help of Tics and Tourette Across the Globe (TTAG) and Tourettes Action. The data was collected via SurveyXact and exported to SPSS for data analysis. 

Results and Conclusions:
58 professionals completed the survey representing a diverse range of 12 different countries across Europe and The United States. The most common professionals who completed the survey were neurologists (25%), psychologists (23%), and psychiatrists (18%) and the most common type of facility was the Department of Psychiatry accounting for 31% of respondents. 92% of all participants had psychoeducation as a treatment being offered in their clinic, 81% offered behavioral therapy, 92% medication, and 27% deep-brain-stimulation (DBS). The results show that most of the professionals prioritized psychoeducation as their first choice of treatment, followed by behavioral therapy as their second choice, medication as third, and DBS as fourth. 

78 patients from 10 different countries across Europe, The United States, and Australia completed the survey. Most of the patients were in the age group 10-20 years. The onset of tics occurred on average at the age of 8 years, while the average age of diagnosis with a tic disorder was 21 years. The initial referral for most patients was to a neurologist, independent of age at onset. The most common treatment experienced by patients was medication, and 40% of them reported being satisfied with this treatment. Behavioral therapy was the type of treatment with the highest reported satisfaction (75%). Additionally, patients were asked if they had any advice for their healthcare provider, and a greater focus on the quality of life rather than just reducing the frequency of tics was requested - this might add to the discussion of patients’ treatment priorities. 

In conclusion, this study finds that almost all facilities offer the recommended treatment options. Neurologists are the initial referral for most patients, and medication is the most common treatment receiving a satisfaction rate of only 40%, while behavioral therapy is offered by 81% of the professionals and is the treatment most patients were satisfied with. 
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