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Background:
Living with Tourette Syndrome (TS) is associated with increased risk of depression, anxiety, suicide and social stigma and poorer quality of life, reduced educational and occupational attainment, and worse social outcomes across adult and child populations. While evidence-based treatments do exist for TS including pharmacological medications and behavioural therapies, there are currently no medical guidelines for TS in the United Kingdom. Further, throughout the country many people can’t access care services. Further barriers to accessing care include stigma, a lack of trained professionals and information for patients and family members. We aimed to explore the lived experience of accessing healthcare for children and young people living with tics in the UK, to inform scientific and public understanding.

Methods:
Young people and adults with tics, and parents of people with tics, were recruited via social media support groups, our project partners and through research registers to take part in online focus groups. Participants were also given a further opportunity to share their audio with Woven Ink, an external media company, who would co-design an animation video based on the data to increase public understanding. Online focus groups were held separately with different population groups. Online focus groups were led by a lived experience project partner and facilitated by researchers. The focus group guide focused on three areas; the impact of living with tics, experience accessing healthcare for tics and management of tics. Reflexive thematic analysis was used to analyse the data. In parallel, the team were involved in an iterative process to co-produce the animation with the media company which included the choice of script, artist, music, font and captions. This research project has been co-led with our project partners who comprise experts in TS, including people and parents with lived experience of tics and leads of charitable/third sector organisations.

Results and Conclusions:
Seven separate online focus groups were held between May and July 2022, with three young people, ten parents and ten adults. In total, five themes were developed. Two themes related to how the healthcare system and healthcare professionals do not support those with TS. Three themes identified the challenges and need for having a TS diagnosis, experience of treatment options and managing TS at home. The essence of these themes can be viewed in the animation which reached over 500,000 people during the launch: https://www.institutemh.org.uk/research/candal/about-candal/1670-candal-team-up-with-tourettes-action-to-campaign-for-better-services and was warmly endorsed by the TS community. 

This coproduced research project captures the realities of accessing healthcare for those living with TS in the UK, highlighting areas of need and intervention in healthcare settings through thematic analysis and further illustrated by a campaign video to raise public awareness. 
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