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BACKGROUND 

TS is a clinical diagnosis, meaning that there is not a specific 
test for the disorder, it has been noted to be difficult to 

diagnose with research showing delays in the diagnosis of TS 
(Wand et al., 1992; Freeman et al., 2000; Shilon et al., 2008). 
Cultural factors may also play a role in the social perceptions 
of TS and differences were found between cultures regarding 

the impact of TS on quality of life (Mathews et al., 2001; 
Zinner et al., 2012). 

 

Very little research has looked at the subjective experience of 
having TS and as far as the authors are aware there are no 
studies which have investigated the reasons for wanting or 

not wanting diagnosis in TS and whether having a diagnosis is 
a positive or negative experience for those with the disorder.  

Looking at neurodevelopmental disorders (NDD) such as 
autism spectrum disorders, attention deficit hyperactivity 
disorder and motor disorders, it appears that there are a 

range of advantages and disadvantages related to obtaining a 
diagnosis of a NDD. Significant disadvantages relate to the 
lack of a cure and the stigma associated with the disorder 

and the significant advantages are related to help and 
support following diagnosis and greater understanding of the 

disorder.  
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RESULTS 

There were three main themes resulting from the data: Diagnosis helps with coping, Dissatisfaction with 
the diagnostic process and Living with TS. 

The majority of participants in this study felt that diagnosis helped with self-understanding and 
understanding for others, particularly with naming the disorder, and being able to explain the behaviour. 

Although most participants felt that diagnosis was important, dissatisfaction with the diagnostic process was 
common and many experienced poor communication from clinical staff during diagnosis. Participants felt 

there was a general lack of knowledge surrounding TS outside of specialist TS services. 

 Several participants felt TS was stigmatised in the media and expressed concerns about the future and 
prognosis with the disorder. Participants in this study disclosed mixed feelings regarding ownership of TS. 

Some were proud of the disorder and were actively involved in educating others and running support groups 
whereas others held strong resentment towards the TS and attempted to hide their tics. 

METHOD 

Nine adult participants with TS were recruited through Tourettes Action.  

Design: Semi-structured interviews were completed either face to face or via telephone and the resulting 
transcripts were analysed using thematic analysis. 

Inclusion Criteria:  Adults (over the age of 16) with a diagnosis of Tourette Syndrome were invited to take 
part. There was no upper age limit, and participants did not have to be newly diagnosed. Participants were 

required to be fluent in English Language as the interviews were conducted in English. 

Exclusion Criteria: Those who had experienced brain injury or neurological disease or had a history of 
learning difficulties as these experiences may overlap with the experience of having Tourette Syndrome.  

 

DISCUSSION 

In line with previous research looking at NDDs, (Huws & 
Jones, 2008; Young et al., 2008; Punshon et al., 2009) 

participants in this study highlighted access to support and 
resources as a key benefits of the diagnosis, particularly 

being able to meet others with the disorder which 
participants felt was important in providing a sense of 

belonging and understanding.  

There are many strengths of this research such as providing 
new information to this field of research. Nonetheless, the 
data consists of retrospective accounts with an average of 

a seven year gap between diagnosis and taking part. It 
would be interesting to obtain the perspectives of 

individuals within a timeframe closer to the diagnosis. This 
could be done by recruiting newly diagnosed participants 

from a TS clinic. Additionally, the perspectives of those 
diagnosed in childhood would be of interest in order to 

ascertain whether the age at diagnosis has an effect on the 
perception of the disorder.  

The Experiences of Diagnosis for Adults with Tourette Syndrome 
Anekea Ross1,2; Hugh Rickards2,3 

1University of Warwick, 2University of Birmingham, 3Birmingham and Solihull Mental Health Foundation Trust 

CONCLUSION 

The findings suggest that a diagnosis of TS is useful for those 
with the disorder but indicate a gap in services for those with 
TS post diagnosis. Results indicate that increased knowledge 
of TS for clinicians and improved support post-diagnosis will 

be useful in continuing to help those with TS to cope with 
the disorder. 
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SUMMARY 

The aim of this research was to explore the experiences of 
diagnosis for those with Tourette Syndrome (TS), specifically 
what having a diagnosis means and whether there are any 
advantages or disadvantages to this. Findings suggest that 
having TS is multifaceted experience; participants felt that 

diagnosis was important and cited few disadvantages of 
diagnosis, however they described problems with the 

diagnostic procedure and some difficulties in living with the 
disorder.  

“[The diagnosis] totally changed 
my life, for the positive. 100%. I 
think if I hadn't got a diagnosis, I'd 
have killed myself, in the end.” 
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“I've got the condition and I am 
proud of the position it leaves me.  
But, so, it's my best friend and my 

biggest nemesis” 


